
INFORMAnON TO USERS

This manuscript has been reproduced tram the micrOfilm master. UMI films

the text directly from the original or copy submïtI8d. Thua. sorne thesis and

dissertation copies are in typewriter face. while 0Ihers may be from any type d

computer primer.

The quallty of this ntpnMIuetion .. dependent upon the quallty of the

copy submitted. Broken or indistinct print. coIored or pool' quality illustrations

and photographs, print bIeedttvough. substandard margins, and improper

alignrnent can adversely affect reproduetïon.

ln the unlikely event that the author did not sand UMI a complete manuscript

and there are missing pages, these will be noted. Also. if unaulhorized

copyright material had to be removed. a note will indicate the deletion.

Oversize materia's (e.g.. maps. drawings. charts) are reprocluced by

sectioning the original, beginning al the upper Ieft-hand comer and continuing

from left ta right in equal sections with small overtaps.

Photographs inducled in the original manuscript have been reproduced

xerographically in this copy. Higher quality 6- x g- black and white

photographie prints are available for any photographs or illustrations appearing

in this copy for an adctitional charge. Contact UMI directly to OI'der.

Bell & Howell Information and Leaming
300 North Z8eb ROIId. Ann Arbor. MI 4810fS.1348 USA

800-521-0600





•

•

•

STIGMA AND LEGITIMATION IN CHRONle FATIGUE SYNDROME:

THE ROLE OF SOCIAL LOCATION

Marcia Beaulieu

DepanmentofSociology

McGill University, Montreal

Iuly 1997

A Thesis Submitted ta the Faculty ofGraduate Studies and Research

In Pdrtial FuIfilIment of the Requirements

of the Degree of Ph.O

© Marcia Beaulieu 1997



1+1 National Ubrary
of Canada

Acquisitions and
Bibliographie Services

395 Wellington Street
Ottawa ON K1A ON4
canada

Bibliothèque nationale
du Canada

Acquisitions et
services bibliographiques

395. rue Wellington
Ottawa ON K1A 0N4
canada

The author bas granted a non
exclusive licence allowing the
National Library ofCanada to
reproduce, lo~ distnbute or sell
copies of this thesis in microfonn,
paper or electronic formats.

The author retains ownership ofthe
copyright in this thesis. Neither the
thesis nor substantial extracts from it
may be printed or otherwise
reproduced without the author' s
permission.

L'auteur a accordé lUle licence non
exclusive permettant à la
Bibliothèque nationale du Canada de
reproduire, prêter, distnbuer ou
vendre des copies de cette thèse sous
la forme de microfiche/film, de
reproduction sur papier ou sur format
électronique.

L'auteur conserve la propriété du
droit d'auteur qui protège cette thèse.
Ni la thèse ni des extraits substantiels
de celle-ci ne doivent être imprimés
ou autrement reproduits sans son
autorisation.

0-612-44359-0

Canad~



•

•

•



•

•

•

PREFACE

FACULTY OF GRADUATE STUDIES AND RESFARCH REGULATIONS
(INFORMATION FOR 1HE EXTERNAL EXAMINER)

Candidates bave the option of including, as part of the tbesis, the text of a paper(s)

submitted or 10 be submitted for publication, or the clearly-duplieated text of a

publisbed paper(s). These texts must be bound as an integral part ofthe thesîs.

If this option is chosen, eonnectiol tests tbat proride folieal bridges
between the different papen are maodatory. The thesis must be written in

such a way tbat it is more tban a mere collection of manuscripts; in otberw~

results ofa series of papers must be integrated.

The thesis must still conform to ail otber RquiœmeDts of the "Guidelines for Tbesis

Preparation". The tbesis must inelude: A Table of Contents, an abstraet in
English and French, an introduction wbich clearly states the mtionale and objectives

of the study, a compiehensive review of the literatuœ, a final conclusion and

summary, and a thorough bibliography or œferenœ liste

Additional material must he provided where appropriate (e.g. in the appendices and

in sufficient detail to allow a clear and precise judgement to be made of the
imponance and originality of the research reported in the thesis.

In the case of manuscripts co-authored by the candidate and others, the candidate
is required to make an explieit statement in the tbesis as to who
contl'ibutecl to such work and to wbat exteot Supervïsors must attest to the

accuracy of such statements al the doctoral oral defense. Sinœ the task of the

examiners is made more difficult in tbese cases, il is in the candidate's interest to

make perfectly clear the respoosibilities of ail the authors of the co-authored paper.
Under no eircumstanees can a co.authOl' of any component of sucb a
thesis serve as an examiner for tbat thesis•

iii



•

•

•

ACKNOWLEDGEMENTS

Altbougb tbis tbesis leptCSCllts the culmination of many yean of solitary wode, it

would not bave been possible without the participatiœ or support and encouragement of

severa! people. 1 am deeply indebted to Professor James Robbins and Professor Prudence

Rains who co-diIected this tbesis. Discussions witb Professor Rabbins weœ instrumental

in guiding me from the cooœptual stage to the end of the data gatbering. He taugbt me

much about methodology and much tbat wu invaluable in managing and coordinating a

large and complex project Professor Rainsl generosity of spirit deserves special mention.

Sile consented to become a co-director ofthis tbesis al the writing stage. Her timely and

thoughtful comments were deliveœd witb a ligbt tooch and her encowagement sustained

my motivation to continue through to completion. She taught me bow to focus on one set

of voices al a time in a study that 'explores multiple perspectives. The corrent presentation

owes much to her suggestions and comments on drafts of aIl cbapters. Other members of

my dissertation committee, Professors James Rabbins, Michael Smith and Laurence

Kirmayer gave me critical comments on early drafts of specific cbapters or on papen

delivered at the I.eamed Societies and the American Sociological Association which Jata'

formed the core of cbapters. Professors Rabbins and Kirmayer kindly allowed me access

to people with cbronie fatigue syndrome (CFS) who formed a subset of their sample from a

larger project on Somatie SYQdromes. They also agreed that 1could use a rnodified version

of their interView schedule from that project

My profound appreciation goes to aIl the respondents wbo agœed 10 be

interviewed. People with chronic fatigue syndrome (CFS) made considerable efforts ta

accommodate me even when they were not feeling weil on the day scheduled for the

interviews. Several suggested other respondents, provided me with üterature, personal

iv



•

•

•

journals chronicling their i11ness experien~ medical and disability evaluations, and

various position papen on CFS from organi7ations 10 which they belonged. Family

members and friends, insurers, and doctors loOk time out of busy scbedules ta meet with

me or to fit me in at the end of a loog work: clay or al lunchtime. Theil' openness was

impottant to drawing an accurate pieture ofthe social impact ofŒS.

My children Kaœn and Julie and tbeir father Richard bave supported my efforts

with gmce and understanding over the many years it bas taken to complete this work.

Special thaoks go 10 my mother for herquiet but unfailing encouragement. My brother Roy

bas bœn a patient listener and a wise counselor during tbose periods wben meaning and

order in the data seemed frustratingly elusive. He and bis wife Veronica generously gave

me a home away from borne for five weeks while [ was conducting interviews in Toronto.

1 would aIso liIœ ta tbank ROD Gravel who provided statistical consultation on

caIculating the costs of CFS ta insurers and who allowed me ta use the sectorial

classification for the occupations ofcJaimaots which he had developed for another project.

Finally, this researcb was supported in part by the National Healtb Research and

Development Program through a National Health Fellowship that was awarded to me (graut

number 6605-3682-47).

v



•

•

•

STIGMA AND LEGITIMATION IN CHRONIe FATIGUE SYNDROME:
THE ROLE OF SOCIAL LOCAnON

ABSTRACf

Chronie fatigue syndrome (CFS) is an iIlness of unknown origin. Altbough its

reality and nature remain in dispute, people in crucial social fOIes bave taken positions tbat

stigmatizeor legitimize the cœdition. And most sutTerea:s œmain convinced tbat CFS is a

~ physical iJJness. This study examined stigma and legitimation in CFS tbrough semi

struetured interviews with doctors (N=1S), insurers (N=16), significant others (N=23),

and sufferers (N=43). The findings confinn tbat CFS is stigmatized by ebaracterizing it as

a psychological disorder or a form of malingering. But they also show that the duration of

the illness and associated disability are sourœs of stigma not pœviously identified with

CFS. Furthermore, in the absence of biomedical findings, social judgments about

sufferers' credibility became a major factor in legitimizing the i1lness•

By studying stigmatizatioo and legitimatioo togetber, it became possible to identify

how shifts occurred from one position to the other. By studying doctors, insurers, and

significant others, it became evident that five common elements across their different social

locations were influencing tbeir views about the iIlness and its effect on tbeir personal and

professionallives or occupational contexts. In tum, these perspectives and effects shaped

their reactions to sufferers.

Individual and social factors were found ta be implicated in sufferers' illness

convictions. On a personal level, persistent or recurrent severe somalie symptoms,

functional deterioration, and selfevaluations led suffeœrs ta conclude they were physically

sick At a sociallevel, these bellefs were sustained by intermittent reinforœment from

sympatbetic doctors, support group members, and selected medicalliterature. Finally tbis

study showed the personal and social costs associated with bath stigmatizing and

legitimizing CFS.
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LE STIGMA ET LA LÉGITIMATION DU SYNDROME DE FATIGUE CHRONIQUE:

l! LE RÔLE DE L'ESPACE SOCIAL

RÉSUMÉ

Le syndrome de fatigue cbronique (SFC) est une maladie dont les origines

demeurent inconnues. Alors que la nature et même l'existence de la maladie sont disputées,

des personnes occupant des mies sociaux clés ont adopté des positions qui contribuent à

stigmatiser ou à légitimer le SFC. Cependant, la majorité des personnes qui souffrent du

SFC sont convaincues qu'il s'agit d'une maladie réelle et physique. Cette étude se penche

sur la stigmatisation et la légitimation du SFC, par la biais d'entrevues semi-structurées

menées avec des médecins (N-15), des assureurs (N=16), les souffrants de la maladie (N=

43), et leurs proches (N=23). Les résultats confirment que le SFC est stigmatisé par le fait

qu'il est tantôt eataeterisé comme un trouble psychique, tantôt comme un moyen de feindre

une maladie. D'autre part, il est montré que la durée de la maladie ainsi que l'incapacité qui

en découle, 500t des sources de stigmatisation qui n'étaient pas associées avec le SFC

auparavant De plus, en l'absence de conclusions biomédicales, le jugement social porté sur

la crédibilité des souffiants devient un facteur important, par rapport à la légitimation de la

maladie.

En étudiant la stigmatisation et la légitimation ensemble, il a été possible d'identifier

de quelle manière des glissements s'effectuent, d'une position à l'autre. L'ébJde des

médicins, des assureurs, et des personnes proches, a démontré que leurs perceptions de la

maladie et ses effets sur leurs vies privées et professioneUes sont marqués par cinq

éléments communs aux divers espaces sociaux. En outre, ces perspo..~vesinfluencent leurs

réactions vis-à-vis les souffrants.

Des facteurs individuels et sociaux se sont avérés importants pour que le souffrant

se dise atteint d'une maladie. Sur le plan personnel, des sympt6mes somatiques gIaves
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persistants ou récidivistes, la detmoratiOll fonâione11e et l'auto-évalualion ont amené les

souffrants à déduire qu'ils étaient physiquement malades Sur le plan social, ces croyances

ont été appuyées par des renforœments intermittents de la part de medécins sympatisants,

de groupe de soutien et par la documentation médicale séJectWe. Enfin, cette étude a

montré les coûts personnels et sociaux associées avec la stigmatisatiœ et la légitimation du

SFC.
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INTRODUCTION

The iIIness known as chronie fatigue syndrome (CFS) is largely invisible 10 the

public eye, ta the ctinical gaze~ and even to teehnological aids that exœnd the physician's

vision into the interior world of the body. In filet, stereotypes of people with CFS as

malingerers or psycbologically disturbed are often based on the bealthy appearanœ of many

sufferers and lackofspecific biomedical findings (Ware 1992). But cultural notions ofhow

sick people should appear and the authority ofobjective tindings alone cannat explain why

different people may stigmatize or legitimize the same sufferer. By examining societal

reactions ta CFS and sufferers' illness experience, this study shows the mie of social

location in stigmatizing and Iegitimizing the condition.

Lilœ many people, 1 tirst heard ofCFS in the Iate 19805 through the media. A close

friend's self diagnosis of CFS and a reIative's medicaI diagnosis of chrooic Epstein Barr

virus, as the iIlness was then known, did little ta pique my inœresl. They live<! in distant

countries. Moreover, neither gave the impression of being gravely il1 My friend, a self

employed professi~continued working a1though at a reduced pace. My relative was

granted paid sick leave. For bath, daily life continue<! with apparently minimum a1terations.

My familiarity with these two people gave me no reason ta believe they weœ not sicle. As a

nursing professor at the time, 1 had seen many sick people in tertiary care hospitaIs but

none with a diagnosis ofCFS. Beyond thinking that the illness was not serious enough ta

warrant hospita1ization, 1 had forme<! no opinion of il.

CFS was next brought ta my attention in Iate 1990 thmugh a reading course on

medically unexplained illnesses with Professor James Rabbins who had agreed to

supervise my thesis. At this lime, the literature on CFS was firmly anchored in the medical

domaine Although several articles brietly mentioned social difticulties that suflèrers
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experienced, tbey reveaJed more about medical professionals' sbUggles to decide on the

reality, nature, and management of the ilIness. By then however, more textured televised

reports were showing suffaets who felt tbat aImost no aspect of their lives had been Ieft

untouched by the illness. In additiœ 10 dealing with debilitating and unexplained

symptoms, many of tbese suffeœrs bad encountered disbelief from doctors, insurers,

family and friends. This 1055 of support and stigmarization fmm people in crucial social

systems frequendy led 10 desprair and even thoughts of suicide. Under these circumstances,

suppottive others lOOk on a heightened importanœ.

80th the medicalliterature and sufferersl accounts indicated tbat strong reactiOllS ta

the illness were common. On the one band, most sufferers insiste<! that they had a physical

illness despite the Iack of laboratory conoboratioo. On the other, medical opinion on the

subject was divided. Doctors variously believed that CFS wu organic, psychological, or

psychosornatic. Some doctors couId not decide wbile others completeLy dismissed the

illness. My own view was that the evidence did oot clearly support any of the attributions

that had been put forward This stance of suspended judgment was unproblematic for

someone detached from the situation. But [ could appreciate that sufferers, doctors,

ïnsurers, and families needed some kind of working hypothesis about the nature of the

illness forpnlCticaI, psychological, and social reasons. The question was: what were these

hypltheses based on when 50 little was known about the illness? The illness and

surrounding debates raised other questions. For example: What was it lilœ for sufferers ta

live with a contested iIlness? Wbat was its impact on their lives? How were doctors,

insurers, and family members affected by having reguIar contacts with suffeœrs? How did

they define the illness? Did their definitions ofthe iIlness and its impacton them shape their

reactions ta sufferers? With these questions in mind, a study began ta taIœ shape.

Two theoœtical positions informed the design of the study. Fœidson (1970) had

suggested that studying control agencies which people move through during their illness

career was both analytically fruitful and sobering: Il •••focus on the agents and agencies
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ratber than on their subjects bas the virtue of continously œminding us tbat the process of

"treatment" is a proœss ofcontrol that always teStS upon a societa1 reactiœ-always on the

imputation or diagnosis of devianœ and only sometimes on "actual" deviance" (p. 243

italics in the original). A complementary stance emphasizes sufferas' illness experienœ,

that is, the experience of living with and in spite of ilIness (Comad 1987). lllness

experience includes: "...the meaning of iJJness, the social organization of the suffeœr's

wood, and the strategies used in adaptation.••the way people feel the disease bas cbanged

tbem in their own and otbers- eyes" (Comad 1987:5). These two positions suggested a

study combining the perspectives of suffetas with that of people in relevant social

systems. The resulting study wu based on a total of ninety seven semi-structured

interviews that included CFS sufferers, their relatives or friends, doctors, and insurers.

In early interviews, sufferers repeatedly said words to the effect: "people who knew

me before 1 was ill, who knew the kind of penon 1 am, could see 1 wu ill, they beüeved

me. Il But sufferers aIso made it clear that tbey were not beüeved by an relatives, friends, or

regular doctors. Why did some people believe tbat sufferers were ill while others did not?

What observations 100 others to evaluate that iIlness was present or absent? Wbat was it

about knowing sufferers, and knowing tbem in different COIltexts that shaped reactioos'?

These early interviews 100 to a structure for organizing and analyzing the data on societal

reactions according to elements in social location. Social locations shape world views and

missions; histories and relations with SUffeieIS; the nature of the iIlness' impact; the range

cf responses to manage the impact; and social locations allow diffeœntial acœss ta

observing sufferers.

The first chapter' reviews the major Medical issues surrounding CFS in order to

understand how these issues might shape others' reactions to suffetas as weil as sufferers'

illness experience. An early review bad cœfirmed the œlevanœ of the broad questions

guiding the study. 1bese questions are presented at the end of the chapter. The review bas
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been updated to the end of 1996 to see whether earlier issues have been refin~ resolved or

remained the same.

Chapter two descnbes the method of data collectioo and analysis. 1 discuss the

difficulties in recruiting a sample ofpeople who bave an ilIness tbat is both stigmatized and

debilitating. The samples of doctors and insuœrs depended largely on suffeœrsl refenals,

wbile the sample of family and friends required both s1l1"kreas' referrals and Ibeir

permission to approach these people. Most sufCerets suggested family or friends and

doctors who were more« less sympatbetic to tbem although they knew tbat 1 wu looldng

for a range of responses. Doctors that sufferas had perœived as unsympatbetic, Iargely

declined ta participate by refusing to retum calls tbat followed a Ietter requesting their c»

opemtion. As a result, there is a selection bias in the sample of doctors and close intimates,

although enough ofa range was obtained to suggest bow CFS is stigmatized and how it is

legitimized.

The three data chapœrs on doctors, insurers and family members follow a similar

structure. 1 present the bases on whicb definitions of the problem are construeted, the

impact of dealing with sufferets and ways of managing the impact. 1 analyze whether

doctors', insurers' and family members' definitions and treatment of suffeœrs are

stigmatizing or legitimizing, paying close attentiœ to variables associated with social

location. l begin with doctors because of tbeir cultural mie in defining what constitutes

illness. 1 explore 1) doctors' struggles to come 10 a persooal position on the reality and

nature of the illness 2) how they deal with diagnosing an iIIness witb sbifting and

unsatisfactory medical and personal definitions 3) how they expIain the diagnosis to

sufferers 4) the impact ofgiving a diagnosis tbey are uncenain about S) the effect of caring

for people who do not respond to ttœtment and 6) and how tbey decide to continue to treat

sufferers.

Chapter four deals with insurers' reactïons. They are concemed with de1ermining

vocational disability due to CFS and the associated costs. 1 explore the routine handling of
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claims, the effectiveness ofthis pluœsS in deaJing with CFS cJaim~ strategy changes tbat

have evolved with increased knowledge about the iJJness and rising numbers ofclaims. The

fifth chapter presents famj)jes' or close friends' experiences and readÏons. 1 examine the

instrumental and emoliooal impact ofbeing close ta someone with ŒS. 1also explore how

intimate knowledge of sufferers may be HnJœd ta stigmatiution or legitimation ofCFS.

Cbapter six and seven detail the experiences of suffeœrs. Cbapter six presents

sufferers' accounts oftheir physical symptoms and disability as well as tbeir experienœs of

social accepIaIlœ and rejectiœ. Chaprer seven outlines bow suffbas manage the physical

and social consequences of baving CFS. It emphasizes their effons to remove social stigma

from the illness and its sufferers, ways to legitimize their experienœs, and how they adjust

to living with the illness. Taken togetber, these accounts show broad themes and variations

in the biological and social course ofan illness.

The final cbapter draws togetber the findings and shows how different ways of

legitimizing or stigmatizing CFS may be reIated to elements in different social locations. It

also shows the costs of both stigmatizing and legirimizjng CFS. 1 highlight the unique

contributions of the study ta the literature on legitimizing and stigmatizing a contested

illness. These contributions are plaœd in context by addœssing the study's limitations.

Finally, 1outline the œsearch directions suggested by the study.
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CHAPI"ER 1

NAMING AND FRAMING CFS: MFDlCAL DEBATES

AND SUFFERERS' ILLNESS EXPERIENCES

Despite fifteen years of extensive Medical investigations, many aspects of CFS

remain unlmown orcontested. Lane and associatesl (1991) comment is still true six years

after it was made: CFS bas yet ta meet medicine's traditional validators of a new illness

ft •••a defined cause, a unique elinical presentation, a known prognosis, and a predictable

response to therapy" (lane et al. 1991:342). The cootested stalUs of CFS highlights issues

whieh Brown (1995) œfers to as "nam.ing and framing". Naming involves the processes of

diagnosing and fixing a label Framing refers to questions about the nature ofan illness and

its acceptance as a biomedical entity (Brown 1995). Is the iJJœss physical or psyehological,

aeute or chronie, minor or serious, disabüog or life tbreatening? Frarning takes into account

who defines the illness, for what purposes, and with what effects (Brown 1995). This

chapter shows how biomedical debates about the naming and framiog of CFS bear directly

on sufferers' illness experiences and societal reactïons.

1 use the general notions of namiog and framing to organize a review of the

biomedical debates about CFS. Following a brie! overview of the condition and its

emergence, l discuss issues tbat have arisen fmm labeling and diagnosing CFS. l tben

CODSider how etiological models and treatment frame the illness. Fmally 1 review a much

less studied aspect of CFS -sufferers' illness experience. lbese studies mark a beginning

counterpoint to biomedicine's dominance over knowledge about CFS. 'The ebapter ends

with the specifie questions derived from the review and which guided the study.
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Overview and Emergence ofCFS

The earliest estimaœs of CFS among medicalIy treated samples showed minimum

prevalence raIeS of 37 per 100,000 in Australia (Lloyd et al 1990) and 2.0 ta 7 3 per

100,000 in the United States (Gunn et al 1993). More reœndy, telephone and postal

surveys of randomly chosen community sampIes in the United States and Britain have

yielded CFS pœvalenœ rates 0.2% and 0.56ft œspectively (Jason et al. 1995; Lawrie and

Pelosi 1995). Most studies report a preponderance of white women in their tweDties

through ta middle age but CFS bas aIso been reported in cbildml (see for example Bell et

al. 1994; Pelcovitz et al. 1995; Walford et al. 1993). Ratios of femaIes ta males range from

a high of 4:1 (Holmes et al 1987; Gunn et al. 1993; Bombardier and Buchwald 1995;

Schmaling et al. 1996) to lows of 1.3:1 (Lloyd et al. 1990) with many studies reporting

ratios in between. A few studies have included small numbers of Blacks and Hispanics

(Gold et al. 1990; Komamff &. Buchwald 1991) and the illness bas been reported in lapan

(Masuda et ai. 1994).

Initial reports suggested that CFS aftlicted people in the higher socioeconomic

classes, hence the pejorative label -the yuppie fiu·. People in these groups may he

diagnosed more frequently because they have better access to physicians, lower tolerance

of disability (Cooke 1991) or the psychological and material resourœs to withstand

repeated disbelief from doctors (Brickman and Fms 1993). In~ later studies have

shown a wieler socioeconomic disaibution (Uoyd et al 1990; Gunn et al. 1993). The

gender distribution bas aIso drawn cœsiderable comment. Komaroff (1993), for example,

bas noted that sorne observers view women's ovenepresentatïon as suSPicious and

probably an indication of psychiatrie disorder. However, the high percentage of women

may simply ret1ect the consistent fineling that women seck medical caœ more ofœn than

men. Even if theœ is a true gender difference, many organic illnesses dispmportionately
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affect women (Komaroff 1993). The femaIe preponderance has aIso been explained as an

arlifact of tertiary caœ settings in which most CFS sbldies have been condueted (Hickie et

al. 1992). The sociodemographic data suggest that CFS affects people in their prime

productive and reproductive yeus and impacts œ major adult mies.

Cbronie fatigue syndrome (CFS) is cbaracœrized by prolooged, debilitating fatigue

of unknown origine Several otber symptoms and a few simple physical findings usually

accompany the fatigue. Many of the symptoms are cœsistent with bath physical and

psychiatrie illnesses. Laboratory tests are of little belp in cfiagnosis or in clarifying the

nature of the illness sinœ results are either normal or Don specifie. As a resul~ CFS is

diagnosed by excluding ail other plausible explanations. With no Imown cause and few, if

any, Iaboratory fincfings to explain its symptoms, CFS MaY be coosideœd an "illness

without identifiable disease-.

When CFS came to light in the early to mid 198Os, it wu believed to be a viral

illness. TypicaUy, patients reported persistent or œJapsing fatigue and other nm specifie

symptoms ofvarying severity following a flu-liIœ illness. In many cases, tbese symptoms

were attnbuted ta recurœnt or chronie activation of the Epstein-Barr vinJs (EBV). This

virus causes Most cases of acute infectious mooOllucleosis and is usually cleared from the

body within a few weeks. But clinicians bad suspeded that it could he œactivaœd or exist

in a chronic fonn. These suspicions were reinforced by a study of people with a prolonged

illness whose Iaboratory results suggested persistent EBV infection although their

symptoms were atypical of infectious mononucleosis (Tobi et al 1982). Two later sbldies

in the mid 19805 also found immunological evidence specifie to the EBV amoog patients

reporting a fatiguing illness that bad fasted for a year or more (Straus et al. 1985; Iones et

al. 1985).

Sbottly after these results weœ publisbed, commercial Iaboratories in the United

States began to advertise tests for the EB virus and sufferas tlocked ta these services

(Holmes et al 1988). A similar demand for EBV testing was observed in Canadad~

8
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the years 1983 to 1989 (McLaughlin 1991). In tbis~ increased demands for EBV

testing at a provincial govemment Jaboratory in Ontario coincided with media reports about

the chronic Epstein Barr viros (CEBV). More interesting, was the fact that the perœntage

ofsignificant results rose in the years 1983 to 19889 and then retumed to levels seen prior

to 1983. McLaughlin (1991) suggested tbat SOlDe event occurœd in the provinœ of Ontario

between 1983 to 1988, but the data did DOt aIIow for more specifie conclusions. It is

possible however, tbat these findings retlected the graduai satisfaction ofa pent-up demand

for a label, as people who bad been suffering fiom an uœxplained Ulnew became awaœ of

CEBV.

Within a few years the EBV etiology was tbrown in doubt by findings from case

control, prospective, and treatment studies. Case control studies showed: no significant

differenœ in EBV antibody titers between sufferets and controls matebed for age and sex

(Buchwald et al 1987; Gold et al. 1990); no association between changes in EBV titers and

clinical status (Gold et al 1990) and higher- antibody titers among sutferers, not only ta the

EBV, but ta a host of other viroses (Holmes et al 1987; Youssef et al 1988). The EBV

etiology was further undermined by the findings of a prospective study in which several

subjects developed a cbronie fatiguing ilIness following infection with the Coxsackie virus

(Calder et al. 1987). And a randomized double blind placebo controlled study showed tbat

antiviral drug treaIIDent for the EBV was no moœ effective tban a placebo in œlieving

symptoms (Straus et al. 1988). Taken together, studies using diffeœnt methodologies

suggested tbat the EBV was not the primary etiological agent.

With the EBVetiology discœdited, researcb and discussiœs on CFS began in

eamest Over the next tell years, the CFS literabJre expanded exponentially. 1be Medline

data base which lists most studies ofCFS, œgisteœd sixty eight articles between 1985 and

19891• By 1996, as tbis study was being comp~ there weœ almost seven bundred

1This list included articles using the label chronic Epstein Barr virus because
the Dame chronic fatigue syndrome was not coiDed until 1988. However. many
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articles on the subject. These studies, opinions, reviews, 1etta'S, clinical articles, editorials,

dissertations, and proceedings of severaI major conferen~ examined the etiology,

definition, label, course, managemen~epidemiology, and history of the ilIness. A small

but growing oumber of studies focused on suffeta sr illness experiences and the social

consequences ofCFS. Two striking aspects of tbis vast literatlJœ aIe the number of review

articles and the number of letters front suflèlei5 tbat bave appeared in medical journals. To

date, one hundred and fifty review articles are œgisteœd œ Medline. Recent reviews are

more highly specialized titan the broad based overviews of the put. Review articles attest

ta the many efforts to SYQthesize and grasp the complex and rapidly increasing volume of

research on CFS. Letters written by sufferers to medical journals came from bath

physicians with the illness and others with no obvious medical connection. But regardless

of their affiliation, the voiœ of sufferers in Medical joumals is reJatively uncommon and

suggests poütical acumen as much as famj)jarity with the medicallitaature.

Naming CFS: The cne Case Definition

The rising numbers of diagnoses in the mid 19805 were being made 00 poorly

defined criteria. (Holmes et al. 1988). The Centers for Disease Control (CDC) in Atlanta

began receiving numerous inquiries from patients diagnosed wim the illness and !mm

physicians faced with potential cases (Holmes et al. 1988:387). The cne responded by

setting up a working group of cünicians and researchers wbich came to a consensus case

definition in March 1988 (Holmes et al. 1988:387).

The cne case definition wu expecœd to provide a cootext for interpœting past and

future investigatiœs. Il was intentionally restrictive. The aim was to reduœ heterogeneity

of research samples and allow comparability of study results. It wu not intended for

reports of chronic Epstein Barr were croIs referenced retrospectively as cases
of CFS.
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immediate clinical use (Schluederberg et al. 1992) and, as sucb, it was not a dire:t response

to the need for diagnostic guidelines. To qualify as cases, patients bad ta fulfill two major

criteria and eight of eleven syillplOD1 criteria or two objective and six minor symptom

criteria (Holmes etai. 1988).

The two major criteria are:

1) Persistent or relapsing fatigue or easy fatigability tbat does not resolve with bed rest and
is severe eoough to œduce average daily aetivity by 50%
2) Othee chronic conditions have been sarisfactorily excluded, including pre-existing
psychiatrie diseases.

The eleven minor criteria which should persist or recur for 6 montlls an::

1) Mild fever (37.sOC-38.60C) oral ifdocumented by patient, or chills
2) Sore throat 3) Lymph node pain in anterior 01' posterior anical or axilJary cbains 4)
Unexplained geoemlized muscle weakness S) Muscle discomfort, myalgia 6) Prolonged
(24 bIs.•) generalized fatigue fonO::;ng:::::~.rytolerable levels of exercise 7) New,
generalized beadaches 8) Migratory ~ artbralgia
9) Neuropsychological symptoms a) pbotopbobaa b) transient visual scotoma1a e)
forgetfulness d) excessive irritability ef conNsion t) difticulty tbinking g) inability to
concentrate h) depression 10) Sleep disturbanœ Il) Patient's descriptiœ of initial onset of
symptoms as acute or subacute

The physical criteria should he documented by a physici~ on at least two occasions, at
least one month apart. 1beyare:

1) Low grade fever (37.s°C-38.6°C oral or 37.8°C
2) Nonexudative pbaryngitis
3) Palpable or tender anœrior or posterior cervical or axiDary lymph nodes « 2cm in
diameter)
(Holmes etaI. 1988).

Debates about the case detinition began aImost immediately. Four months after it

was published, Bell and Bell (1988) offered a close, but not identical, definition of their

own for serious consideration2• As investigators tried to work with the CDC case

2 Bell & Bell (1988) offered their definitioD in a letter 10 Agg.ls of Intem.1
Medi ç i 0 Cr At the time the defiDitioD did Dot seem to gaiD Adherents. However•
when the CDC revised its dermition in 1994, some elemeDts seem quite close to
what Bell had beeD advocating iD 1988.
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definitio~ tlaws in both its major and minor criteria f:w:ame appateDl Critics found the

definition conœptually inadequate and Iacking in disaiminatory power.

Critiques of the major criteria

The first major criterioo for inclusiOll-fatigue severe ~1IOUgh 10 milice tlW!Ttlg~doily

aetivity by 50%- raised questions of how to measure severity. Sorne critics charged that

sufferers would bave bad to predict the development of CFS and estimate tbeir premorbid

level ofaetivity, 50 tbat they could accmarely detennine whetber tbey bad faUen below fifty

percent ofthis level (Barofsky &. Legro 19(1). Otbers deteeœd a socioeconomic bias in tbis

criterion, arguing tbat ooly bigh incorne groups could afford 10 reduce their aetivity by 50%

and seek expensive Medical work-ups for social dysfunetion (Armon &. Kurland 1991).

Sorne tried to taekle the problem by developing new scales ta measure fatigue severity

(Schwartz et al. 1993; Fisk et al. 19(4), while otbers recommended the use of existing

scales (Barofsky &. Legro 1991).

The nature of fatigue aI.so had to he clarified. Fatigue is ODe of the Most common

symptoms in physical and psychological illnesses (Wessely &. Powell 1989). It is both a

mental and physical state. It is a major symptom in patient populations (Kroenlœ et al.

1988) and in British and North American coIDIDunity surveys (Wessely &. Powell 1989).

Persistent fatigue is generally attributed to central or peripheral sources which roughly

means 10 psychological or physical illnesses. "The peripheral causes... includ[e] such

illnesses as myasthenia gravis•..central disorders•..are assumed to include deficits of

organization, integration and motivation" (Wessely &. Powell 1989: 941).

To clarify the nature of fatigue Wessely and Powell (1989) developed a 13 item

scale reflecting physical and mental fatigue wbich tbey administered to CFS patients and

two control groups. One control group had neuromuscular disorders (peripheral fatigue),

while the other had affective disorden (central fatigue). Physiw fatigue wu COIDD101l in ail
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groups. However, mental fatigue was equally commoo in patients with CFS and affective

disorders but occuned in patients with a neuromuscuIar condition only if tbey bad a

concurrent psycbiatrie disorder. The findings suggested tbat fatigue in CFS is of central

origin and tbat there is considerable overiap between CFS and affective disorders (Wessely

& Powell 1989).

The second major exclusion criterion -other chrome conditions Iunre hem

satisfaetorily excluded, including pre-aisting psychiarric diseoses- also came under file.

The consensus group bad cooœptUaIized CFS as an organie conditiœ witb psychiatrie

features. As a result, psychiatric disorders were part of the exclusion cri~ but

neuropsychological symptoms, found in many psychiatric disorders, became part of the

minor inclusion criteria. Shafran (1991) points out an unintended outeome of these

inconsistencies: some investigators bave involœd the second majgr criteria ta exclude

patients with major depressiœ or other psychiatric conditions ftom CFS samples (Manu et

al. 1988); while others have used the mimlr criteria to include the same types of patients in

their sample (Kreusi et al. 1989). When psychiatrie disorders were rigorously excluded in

the study by Manu and colleagues (1988) only four percent of the sample fulfilled the

cri~ which suggested that CFS is a rare condition. But in a pithy assessment, Sharpe

(1992) notes that strict exclusion appears ..."00 'miss the point' clinically." (p. 207).

The question ofwhether psychiatrie disorders should he excluded was also put on

the agenda by several studies showing a high prevalenœ of psychiatrie disorder among

patients who otherwise met the criteria for CFS. Using different diagnostic tools, these

studies showed prevalence rates ofpsychiatric disorders in the range of 45% (Hickie et al.

1990) to 75% (Kreusi et al. 1989) among CFS patients.. These high rates not ooly raised

questions about the IOle of psychiatrie disorders in CFS, they aIso highlighted a major

problem: CFS and seveml psychiatrie disorders, notably depressiolly anxiety, and

somatization share a number of symptoms in common. This overlap bas prompted sorne

investigators to advise caution in intelpleting the results of scales 10 diagnose psychiatrie
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pathology among CFS patients (Mill0ll 1989). In sum, the exclusion of psycbiatric

disorders bas been criticized for tbree reasons- neuropsycbological symptoms can negate

the exclusion criteria and confound case finding; the low prevaIenœ of cases wben the

exclusion criteria are strictly applied does not oonfŒm to clinical reality; and the bigh

prevalence of psychiatric disorders in CFS patients suggests tbat it is premature to exclude

disorders that may be important as causes, effects, or a part of the syndrome.

Critjg]n; of the M'morCriteria

One of the MOst important questions about the minor criteria is wbetber tbey should

he included on the basis ofprevaleoœ or discriminatory power. Lane and coUeagues (1989;

1990) investigated the sensitivities, frequencies, and specificities of the various minor

criteria. They found the speciticities of myalgia, muscle wealmess, sleep disorders,

headaches, post exercise fatigue, and neumpsychological symptoms to be 50 low, tbat tbey

recommended substantial revisions 10 the cne criteria. The low discriminatory power of

the criteria bas aI50 been affirmed by Komaroff and Geiger (1989) who found that the

criteria failed ta efficiently identify a subgroup ofpatients, who bad both debilitating fatigue

for at least six months and features that suggested an organic ilIness.

The Oxford and Ausmlian Definitions

In the wake of these critiques, two other case definitions were proposed by

working groups in Australia (Uoyd et al. 1990) and in Britain (Sharpe et al. 1991). lbese

definitions may he viewed as simplifying the COC's definition as well as addressing some

of its problems. Lloyd and colleagues (1990) did not exclude psychiatric disorders.

However, they considered prolonged debilitating fatigue brougbt on by minor exertion and

neuropsychological symptoms essential for inclusion. 80th are optional in the cne case
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definition. By comparison~ Sbarpe et al (1991) specified the psychiatric disorden tbat

should he excluded and reduced the minor symptoms to myalgias and the

neuropsychological symptoms of mood disorders. The British case definitiOll, Iater known

as the Oxford criteria or the Oxford case definitiOll, aIso diffeœd (rom the cne in the way

it measured fatigue severity. Instead of measuring fatigue severity by functioning at 50% or

less ofprevious activity, the Oxford criteria proposed tbat fatigue sbould he present 50% of

the time. The Oxford criteria were fewer, but their proposed level of specificity were ükely

to prove more difficult to operationa1ire.

As the critiques mounted, a working group at the National Institute of Health, re

evaluated the COC criteria and recommended changes in line with the simplifications

proposed by Sharpeet al (1991) without the complex specifications (Schluederberg et ai.

1992). By Deœmber 1994, a new worlring group at the COC proposed a revised case

definition (Fukuda et al. 1994). This group included members oftbe British and Australian

teams that had previously proposed their own definition. The group explicitly designated

the new definition as provisional and presented remaining points of dissent. The major

changes included: eliminating the requirement of avemge daily activity below 50%,

specifying exclusionary conditions that may confound diagnosis, lifting the exclusion on

anxiety and depressive disorders but treating patients with these types of disorders as

possibly representing subgroups ofCFS, and dropping aU physical signs because they had

not been reliably documented. Tbeir inclusion was therefore considered questionnable.

Cooke (1991) bas suggested that physical signs were probably the main fœtures that

distinguished CFS from depression. TIte consequences of these revisions will no doubt

surface in the future.

The global consensus was timely. A few studies have underlined the problems of

multiple case definitions. One studyapplied the tI1rœ case definitions to the same sample of

80s subjects in two clinics in the United States. They found that 61 % met the COC C2Se

definition, 55% met the Oxford case definition and 56% met the Australian case definition
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(Bates et al. 1994). Altbough tbese diffeœnces were not statistically signifiam~ they could

he accentuated by making small changes in definitions. For exampl~ if the post~xertional

fatigue requirement of the Australian criteria was disregarded, seventy percent of patients

would meet the Australian criteria instead of fifty six percent. A more œcent SbJdy in the

Netherlands round that wbile ail subjects met the Oxford criteria, only 20.s~ fulfil1ed the

cne criteria (Swanïnk et al 1995).

1ahcilinl Cbmnic Fatipe Syndmme

When the original CDC case definition was published in 1988, the working group

proposed the name chronie fatigue syndrome. Bu~ several investigators have suggested

that CFS is meœly a new name for an old illness (Abbey & GarfinJœll991; Wessely 1990,

1991; Greenberg 1990; Straus 1991; Salit et al. 1996). Previous proUacted fatiguing

illnesses have been variously called neurasthenia, chronie brucellosis, DaCosta's

syndrome, cbronic mononucleosis orchronie Epstein Barr virus sYndrome (CEBV), post

viral fatigue, post-infectious neuromyasthenia (Straus 1991), IceIandie disease and Royal

Free disease. In Britain, CFS is commonly known as acute infective enœpbalomyelitis,

benign myalgic encephalomyelitis (BME) or simply myalgie encepbalomyelitis (ME).

Several names refer to locations in which outbreaks of fatiguing illnesses were

reported. For example, Royal Free disease was named after the London hospital where 292

staff members were affected (Shepberd 1989). But, it is difflieult 10 determine whetber

these outbreaks should he considered cases of CFS, since past clusters of fatiguing

illnesses rarely had a case definition and most laeked an acœpted epidemiological or c1inical

definition (Levine 1994). In outbreaks where tbere were case definitions, few of those

afflieted would meet cunent CFS criteria (Levine 1994).8

8A history and discussioD of epidemics of fatiguing illnesse5 cm be found in
the 1994 Clinicat Infeçtious Diseases 18 (suppl.!): 51-59 and uso by Jeokins.
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Other labels such as bruœllosis~ ehronic Epstein Barr syndrome, and myalgie

encephalomyelitis impüed specifie etiologies. But sinee the cause remained unknown, the

cne group was reluetant ta propose a name with etiological connotations. The name CFS

was lauded as being more neutral, inclusive, and descriptive without implying simple

microbial etiology (Straus 1991) and was expected ta be durable (Wessely 1991: 928). But

the label wu hardly perceived as neutral and was attae)œd by both patients and physicians

alike.

Suffeœrs' objected on two grounds. FU'St, several beÜeved the name gave the

wrong connotation to the public and was bound ta he a source of misunderstanding. One

sufferer in Ware's (1992) study, stafed tbat the name did not sound œaI. Anotber, writing

to a Medicalj~ forœfully argued that the name reinforced the psycbialrie rather tban

the infectious nature of the illness because it implied the condition was stress reJated. 'Ibis

woman perceived herself as someone suffering from cbronic Epstein Barr virus syndrome

and "protest(ed] vehemently against naming this disease 'chronie fatigue

syndrome'"{Radford 1988). Another was indignant about the name wbich she found

trivializing:

...the disablingWN~ and exhaustioo a patient with chronic fatigue syndrome experiences is 50

profound dJatfatigue is a euphemism at~ and probably more an insuIL [ have Iain in bed for
days, in pain because the muscles in my arms and legs were shaking from the strain of holding
them still on the mattress. lbat is DOt fatigue!" (Cuozm. 1989: 697).

The second objection was mounted primarily by British sufferers who saw the label

chronic fatigue syndrome as an umbrella designation for different kinds of fatiguing

illnesses. One sufferer pointed out that ME and CFS bad different prevalen~ symptom

patterns, and respooses to rehabilitation approaehes using graded exercises. (Goudsmit

1994). She went on to say that people meeting the Oxford criteria were probably depressed

or suffering from other psychiatrie disorders. Another, made the point more vividly

referring ta CFS as a "dustbin" syndrome that grouped heterogeneous j1Jnesses together

Rachel 1991 "Introduction" Ch.!. in Post Viral F.tilue Sygdrome edited by
Jenkins. Rachel and James Mowbray Chichester. John Wiley and Sons.
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and called upon the Medical community to study fatigue syndromes separately (Anderson

1994). Critics of the separate syndromes hypothesis were scomfu1. One medical joumaIist,

who had been asked to maJœ an assessment of medical Ieporting on ME and post viral

fatigue syndrome for the organization Action for ME and Quœjç fatjaue, reported tbat sbe

was attaelœd for '''censor[mg] the encepba10myelitically inaxœct-' and accused of

separating ME from a '''ragbag ofcbronic fatigue syndromes••. 10 'brand' it as the one with

an organic cause"'(Read 1994).

Some professionals were also wary of the name. In a letler, one psydüattist chided

the Qmatlian Medical Association Journal for publisbing information on a condition wbose

label was "vague, descriptive and unscientific" (Rolland 1989). In contrast, anather

physician noted that the name reduces opportunities to attraet serious social, politi~ and

scientific inœrest (Straus 1991). Tbe name tbat sorne professionals believed would be least

likely to generate opposition, was seen by sorne patients and physicians to bave social and

political implications. The very ordinariness that the name implies, suppons beliefs tbat

patients are exaggerating their symptoms, in otber words, malingering.

By 1990, a new tenn chronic fatigue immune and dysfonction syndrome or

(CFIDS) began appearing on Medline, although it bad been used since 1989 at least. Straus

(1991) and Wessely (1991) suggest that many sufferers and sorne investigators preferred

this name because they believed it incorporated immunological processes associated with

the condition. The success of the Acquïred Immune Deficiency Syndrome (AlOS) political

lobby in bringing funding, researcb, fame and glory, might also have contributed 10 efforts

to give CFS a name reminiscent of a serious ilIness so that it would command serious

attention. Indeed, one letter to the journal Social Work suggested severa! parallels between

CFS and AlDS. The author notes tbat both j1Jnesses arose at approximately the same time,

they affect similar age groups, show evidenœ of being acquired immune deficiencies, and

are associated witb viroses in the same family. He states tbat symptoms of CFS are similar

to AlOS related oomplex and tbat, Iilœ people with AInS, CFS suffeu:ts are vulnerable to
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cancers (Berger 1992). The refeœnces for bis analysis are, to say the least, selective and

controversial even for the time period in wbich it wu written. Despite efforts lilœ thïs,

CFIDS bas not caught on in the Medical community in the same way tbat CFS bas.

Between 1~1994, tbere were fifteen articles on Medline with the name CFIDS and

hundreds with CFS. The label ME continues 10 be used in Britain and same parts of

Canada. In one British sample, 56% ofpatients referred 10 their i1Jness as ME (Wood et aI.

1991). To date, no label bas been universally acœpted by the Medical professiœ and

sufferers.

lbe Imœct ofNaminC

The naming of CFS is far from over. The case definitiœs were meant ta be sets of

criteria for selecting research samples, not diagnostic guidelines, altbough tbey soon came

ta be used as sucb. Ta explain why this is an inappropriate use of the case definitions an

anaIogy May he helpful. Consieler a researcb study of a new procedure for comnary artery

disease in which the criteria for entty 10 the study is eighty percent blockage in tbœe

coronary arterïes. To use the resemch criteria ofeighty percent blockage in thœe arteries as

the standard for diagnosing coronary artery disease would he clearly inaccurate. Yet such

use of the CFS case detinitioos bas been repeatedly implied. For example, an Austrcùian

physician working with Medical disability cIaims charged tbat the criteria can be easily

learned, intimating tbat people may report these symptoms to doctors to receive a diagnosis

and file for compensatioo (Meyers 1994). Also, investigators periodically see the need ta

remind others that it is inapptupriate to use the case definitions for diagnosing CFS in

general medical settings or for medico-legal purposes (Salit et al. 1996: 540).

Current recommendations suggest the diagnosis of CFS should be made on the

basis ofa thorough history, physical examination, and a standard panel of laboratory tests

to exclude plausible alternatives (Salit et al. 1996). Until titis position is widely accep~

the socialIy construeted case definitiœs of expert groups will be seen as eteating a double
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standard for diagnosis~ for clinicians and another for œsearcbers. Conœivably, tbis

division could he used 10 the advantage of different groups on wbom CFS bas an impact.

For example, insurers might attempt to involœ the CDC aiteria to contest cJaims tbat weœ

diagnosed by using less restrictive criteria. In tbis way, insurers migbt wi1bbold medicc>

legal validation of CFS. On the otber band, patients and tbeir docrors œuld use the less

restrictive criteria 10 argue tbat an epidemie of CFS exists which œquires urgent n:seareb

funding.

The intellt of the cne detinition wu ta opaationalize the concept of an organic

illness with psycbialric features, instead, it bigbligbted the psychiatrie featuœs. The

multiple criteria tended 10 select for patients who fit a profile for psychiatrie disorders

(Katon & Russo 1992), because symptoms of tbese disorders overlap with CFS. As

mentioned earlier, symptom overJap mises questions about findings of psycbopatbology in

CFS patients using common diagnostic instruments (Millon 1989). Il sbould he further

noted that these insttuments were not developed to detect psycbopatbology in people with

organic illnesses (Briclanan and Fins 1993), wbich CFS was tbought to he. The

psychiatrie featuœs were a1so emphMized by Wessely and Powell's (1989) study wbich

showed tbat patients with CFS and depression had a qualitatively sirnilar fatigue experience

that was different from patients witb an organic illness. Il is lilœly tbat investigations reIated

to the case definition contributed 10 ftaming CFS as a psychiatrie dîsorder. The implications

for sufferers being stigmatized are obvious.

The multiple criteria of die cne definition did not make œsearch samples more

homogenous as intended (Katon and Russo 1992) and it tended 10 select for patients who

get referred to specialty clinies (Kroenlœ 1991), because tbey are siclœr or because tbey

have the means ta pursue a diagnosis (Brickman and Fms 1993; Cooke 1991). In effect,

the case definition may have reinforœd a socioeconomic bias in œsearch samples.
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Framing Cbronie Fatigue Syndrome

Parallel with debates about the cne case definition were controversies about the

nature of CFS. Invemgators and e1inicians pruposed physi~ psycbologi~ and

"unifying hypltbeses" to explain the illness (Kroenke 1991). As an altanative to purely

biomedical models. Abbey and Garfinlœl (1991) suggested tbat CFS might he a culturally

sanctioned fonn ofillness bebavior. The S1œIlgth of explanations lies in sbowing evidenœ

ofhypotbesized factors, the link between factors and symptoms, and bow factors aœount

for the persistence of the illness. This section shows that neitbec empirical evidenœ nor

force ofarguments maJœs any position more c1early oonvincing tban others. Despite fairly

weak cases, the various ways of framing CFS may have different and profound effects on

relevant actors.

The Physical Evidence

Severa! approaches have been used ta investigate CFS as a physical illness. For

example, studies have explored links between CFS and other illnesses, toxie exposute, and

dysfunction in the energy producing mecbanisms of the body. A sampling of such studies

shows that CFS bas been linked ta Sjorgen's syndrome (Calabrese et al. 1994), allergies

(Straus etai. 1988), and Siek Building Syndrome (Chester and Levine 1994) and possible

exposure ta toxie levels oforganic hydrochlorides (Dunstan et al 1995). Another group of

studies show impaired lung functiœ (Payne and Sloan 1989), abnonnaIly sbaped œd

blood cells (Mulœrjee et al. 1987), and deficiencies in muscle camitine and acylcamitine

(Kuratsune et al. 1994; P1ioplys and Plioplys, 1995) wbich aIe ail imponant in energy

production. However, these isolated studies have generated little furtber resean:h 50 that

their significanœ, if any, remains unclear. In conttast, studies of viruses, the immune
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system, and disorders of muscle and brain have generated intense interest in Iay and

Medical cilcles..

VuaI aetiyity

The high fœquency of reports of tlu-lilœ symptoms and a history of CFS onset

following a viral ilIness bave undoubtedly conttibuted to the extensive investigatiœ of

viroses. To date, the viroses that bave been studied include: Epstein Barr virus (EBV),

Coxsackie B viru~ herpes simplex virus, cytomegalovirus, measles virus, buman herpes

virus 6 (HHV-6), buman T-cellieukemia virus type 2~V-2) and spumaviruses (Iones

et al. 1985; Straus et al 1985; Bolmes et al 1987; Calder et al 1987; Straus et al 1988;

Youssef et al. 1988; Ablashi 1994; DeFreitas 1991; Levy 1994). Viroses trigger the

immune system to œlmse specifie antibodies and tbeir subtypes as well as cells wbich

attaek infectious agents diœct1y witbout the mediatiœ of antibodies. A case for a viIal

etiology would be stœngtbened by the consistel1cy with which viral evidence is found

among patients, the amount and type of annbodies to the vinas found in serum, and the

correlation with clinical symptoms.

Evidence of a viral etiology in CFS is weak or inconsistent. First, no single viral

agent bas been recovered in aIl cases of CFS (Farrar et al. 1995). Second, altbough sorne

studies showed increases or decreases in antibody levels, the majority found normal levels

of total antibodies and tbeir subtypes in CFS patients (Uoyd 1994; Sbafran 1991». lbird,

no clear relationship has been demonst:rated between the presence of antibodies to various

viroses and symptams ofchronie fatigue. Sorne patients with normal antibody levels have

shown symptoms while others with elevated antibodies bave been asymptomatic. (Gold et

aL 1990; Shafran 1991; Krupp 1991; Buchwald et al 1987; Ablashi 1994; Gow et al.

1994). Finally, as mentioned earlier, tteatmeot with an antiviral agent wu not effective in

relieving symptoms (Straus et al 1988).
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Sorne investigators now inteqJret the evidenœ ofviral œactivalion tbat sorne smdies

had shown as a secondary result of an immune dysfunction, ratber than the cause of CFS

(Kroenke 1991). Otbers bowever are DOt convinced tbat viroses play no IOle.. Komaroff

(1991) bas suggested tbat viroses could contribute to symptoms and the continuaticm of

illness once œactivaœd (Komaroff 1991). And, Levy (1994) bas advanœd an interesting

hypothesis that impücates viruses even in cases wbere no evidenœ ofan infectious agent

bas been recovered. He suggested tbat if a vinJs acts in a "bit and nm" fasbion, it could

enter the hast, produce immune abnurmalities lading CO CFS and tben be etiminatM (Levy

1994: sI18). In tbis ~ immune dysfunction may explain symptom persistenœ.

Although it is not clear whether viroses have been known ta act in sucb a manner, the story

of AIDS might he an inspÏlation for creative hypodl~ not because the human imollme

deficiency virus aets in the manner suggested by Levy, but because it bas generated sorne

surprising new knowledge about viral activity.

Slodies finding evideoce of vital activity have been critiqued for: using invalid

controls, lack ofdemograpbic data on coo1l'Ols, biases that favOled finding higher levels of

antibodies in cases than in controls (Shafran 1991), and failures 10 replicate findings that

suggested an etiological mIe for specifie viroses4 • lbese metbodological tlaws together

with the empirical data of case control slodies, have led 10 the conclusion tbat there is no

convincing evidenœ ofa direct causal relationsbip between any of the viroses investigaled

and CFS (ShafIan 1991; Farrar et al. 1995). Incœasingly, investigators believe that even if

viroses are implieated in CFS, no one vinas is involved and viroses alone cannot account

for the illness.

4See for example Folks and coworkers who could not replieale results by De
Freilas 1991. Folks. T. et al. 1993. -Investigation of Retroviral Involvement in
Chronic Faligue Syndrome.- Pp. 160-175 in Cjba Foond.tioA Symposium 173.
ChrQnjc Fatj,ue Syndrome. Chichester: John Wiley& Soos. A1so. Gow et al 1994
found no significant differences in cases and controls after repeating an
earlier small study whieh had sUlgested that CFS patients had signific.ntly
higher levels of enteroviruses in their muscles than controls.
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Immune Qysfunction

The notion that cbronic immune dysfunction migbt explain CFS assumes tbat

infectioos, or other cballenges ta the immune syste~ produœ an inappmpriate and

prolonged response wbich results in symptorns (Fanar et al 1995). Immune studies, otber

tban those involving antibodies, show severa! minor abnormalities, as well as evidence of

activation, suppression (Farrar et al. 1995: 9) and impaired funetion. Perbaps the Most

intriguing suggestion of immune activation in CFS coma fmm findings of eleYaœd levels

ofcytokines. These protein products ofcells are made in response ta viral infections (Levy

1994) and include interferon and interleuldn. Although one study bas reported no

interleukin activation in CFS patients (Morte et al. 1989) others have found increased levels

of alpha inlef!eton in the cerebrospinal tluid of some CFS patients (Lloyd et al. 1991).

Interferon bas been shown ta be responSlble for the fatigue, headache, muscle and joint

aches associated with viral illnesses (Lumb /k, Doell 1992). These symptoms are also

reported ftequently in CFS. Other interesting evidenœ of immune activation in CFS

involves finding cells with certain surface marIœrs that are produœd only in acute viral

illness and not in depression, which is often suspected in CFS (Levy 1994)5.

Impaired immune function and immune suppression in CFS are suggested by the

incidence of allergies and decœases in natural killer (NK) cells respectively. CFS patients

have shown a higb frequency ofallergie responses ta foods and jubalants relative to the US

adult population matehed for age and race (Straus et al. 1988). Studies have also found

decreases in natural kilIec œlls wbich suggest immune suppressiœ (e.g Caligiuri et al.

1987; Kundu et al. 1991) sinre NIC cells mobilize 10 kill infected cells in the early stages of

acute infections (Lloyd 1994).

SSee for example studies by Landay et al. 1991 ·Chronic Fatilue Syndrome:
Clinical Condition Associated witb Immune Activation.- LaDcet 338 (8769):707
11. and Klimas. N et al. 1990. -Immunologic Abnonnalities in Chronic Fatiaue
Syndrome. • Journal of Clinicat MicrobiololY 28: 1403-10.
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Although severa! studies suggest tbat immunological factors may be important in

thè development ofCFSy tbeir clinical significance is Dot clear. Most patients do not show

evidence of the activation. suppœssïOOy and implirment œported above (Shaftan 1991;

Salit et al. 1991; Uoyd 1994). Moreover, the presence and levels of these factors do DOt

clearly corœJate widl symptom severity (Shaftan 1991; Salit et al 1991). 1bese studies

have also been critiqued on methodological grounds putting into question the reliability of

the findings. For example, studies sbowing decœased natural killer cens did not maJœ

al10wances for substances such as cigarette smoking or medialtions tbat cm affect natural

killer celllevels (Uoyd 1994). In otber studies, immune assays of patients and controls

were Dot comparable because they were Dot nm at the same time with the same reagents

(Krupp 1991). Without appropriate inter-assay controls, results cannot he interprered

properly because healthy controls may vary in some immune substances by as much as

50% on diffen::nt days (Stein et al. 1991). To clarify the immune system's mIe in CFS, if

any, data analysis of immune studies must be standardized, substances affecting immune

responses conttoUed, and samples selected rigorously 10 reduœ the beterogeneity of study

populations (Lloyd 1994).

Muscle DiSOrdel's

Studies of muscle and brain disorders extend the central versus peripheral issue

raised by Wessely and Powell (1989) in their attempts 10 detennine the nature of fatigue in

CFS. Frequent reports of fatigue foUowing exercise, and perbaps the importance of tbis

symptom in the Australian definition, bave contributed 10 the searcb for muscle dïsorders.

Some studies bave investigated bath beart and slœletal muscle fonction because the heart

adjusts its rate and force ta deliver oxygen, 50 that muscles may pethm diffeœnt levels of

work.. ResuIts of heart fonction studies are inconsistent. One early controUed study found

normal beart function al leSt in CFS patients but slow acœlemtion relative ta healthy

controls during graded exercise. As a result, patients felt fatigued long before they bad
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reached their peak heart rate (Montague et al. 1989). However, aootber study found that die

relationship between heart rare and work rate to be simiJar in patients and healthy controls.

Despite tbis normal reJatiOIlship, puients perœived 1bat they weœ DOt toleraling the exercise

and limited their endmance (Gibson et al 1993). SJœJetal muscle studies bave sbown a

wide range ofcellularabnonnalities but tbese abnorma1i1ies bave also been found in people

with other painful muscle conditions and in appuently bealthy controls (Edwards et al.

1993). Some studies have shawn normal muscle farigability and metaboIism but impaiœd

performance in sustained exercise (Kent-Braun et al 1993). Fmelings of impaiœd

performance may he due ta the deconditioning that occurs with low aetivity levels. The

weight ofevidence in muscle studies suggest tbat CFS is not a primary muscle disorder and

that muscle fatigue in CFS patients is centtally mediated (Edwards et al. 1993). But reœnt

studies showing sorne CFS patients with deficiencies in substances known 10 be important

in muscle energy production (Kuratsune et al. 1994; Plioplys and Plioplys, 1995) may well

re-open this line of inquiry.

B@Ïn disorders

The final type of major investigation into physical causes involves

neuropsychological symptoms. These symptoms tefer ta mental fatigue and cognitive

dysfunction such as impaired concentration and memory. They are central ta the Austm1ian

case definition but also widely reported elsewhere. lbese symptoms are something of a

battleground for deciding whether CFS is physical or psychological since they occur in

both types of illness. The physical investigations have brought sorne of the most

sophisticated and expensive medical teehnology into the debate about the nature of CFS.

Direct investigations of neuropsycbological symptoms have used measures of brain

electrical activity and brain imaging techniques (scans), while indirect investigations

examine performance on tests ofcognitive funetion.
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Brain scans deIect abnormal structures with magnetic œsooance imaging (MRI) and

abnonnal functioning with single photon emission computer tomography (SPECI')

(Wessely 1993; Cope" David 1996). Fmdings ofMRI studies are inconsistellt One early

study showed abnormal MR results in 78" of CFS patients (Buchwald et al 1992).

However, this study included subjects with symptoms suggesting neurological disorders

which would disqualify them from meeting the CFS case definition (Cape and David 1996;

Wessely 1993). A la1er study found abnormalities in only 27% of CFS patients (Natelsœ

etal. 1993). On fonow op in tbatstudy, onethird of patients diagnosed widl CFS sbowed

other symptoms tbat suggested an altemate diagnosis. The resealCbers wam doctors IlOt ta

attribute MR. abnonnalities solely to CFS in patients \Vith this diagnoses, since they risk

missing other illnesses. The significanœ of abnormalities in imaging studies rests on

whether they cao be linked to symptoms and wbetber they an he sbown to be specifie ta

CFS. To investiga1e the specificity of abnonnal MR œsults and the relation to symptOlDS,

Cope and David (1996) compaœd the scans and intellectual functioning of CFS and

depœssed patients. They found no signiticant differences between the two groups although

depressed patients tended to show more abnormalities and worse functioning than CFS

patients.

SPECf scans deteet functional abnormalities by examining blood t10w (perfusion)

in the bram. Most SPECT studies ofCFS patients suggest mild general reductions in blood

tlow (Ischise et al. 1992; Costa et al 1995) or œduced tlow in specifie regÏOI1S such as the

hypothalamus (Costa et al 1995). To detetmine wbetber differences in patterns of blood

flow in the brain exists between patients with CFS, and others with a Imown viral illnesses

or depression, Schwartz and coworkers (1994) compared SPECT scans of CFS, depœssed

and AlOS dementia patients. They round simüarities in the numbers and distribution of

abnonnal perfusion areas in the brain between CFS and depœssed patients. But CFS

patients also showed a specifie pattern of abnormality simiIar ta AlDS dementia patients

that was not seen in depœssed patients. 1be autbors conclude tbat simiJarities between CFS
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and AlOS dementia patients may suggest a viral encephalitis in CFS. On the odler band, tbe

similarity in numbers and distribution ofabnormalities in brain perfusion between CFS and

depressed patients, may account for overlapping symptoms.

The SPEer neuroimaging studies are provocative. But Ü any œlationsbip eDIts

between abnormal perfusion and the symptoms of CFS it remains to be elucidaled. It is

aIso not clear tbat investÏgators agree on the paaem ofreduced blood tlow in CFS patients.

Lite other investigations into physical cause, hypopafusion of die brain bas DOt been

found in aIl CFS patients. Costa et al's. (1995) reœnt study is an exception. They found

abnonnal perfusion in the brainstems of ail sixty seven CFS patients in the study sample.

The high costs of tbese investigations are no doubt a limiting factor in replieatiOll and in

attempts ID use other comparison groups to deœrmine whetber CFS patients show a

specifie pattern of impaired blood tlow on neuroimaging. The use of neuroimaging for

diagnosis is IlOt considered ID be wammted al Ibis tilDe (Salit etal. 1996).

Sorne investigators have used cognitive funetioo. tests to evaluate impairments of

memory, concentration, speed of information proœssing, planning, organizing and

reasoning whieh are cornmonly œported. The mast consistent finding is tbat CFS patients

show difficulty processing infonnation (DeLuca et al. 1993; Rayet al 1993; Marsball et al.

1996; Scbeffers et al. 1992). In COIl1IaSt, some studies bave sbown impaired attention and

concentration in CFS patients (DeLuca et al. 1993; Iones and Miller 1987) wbile others

have found no difference between CFS patients and cootrols (SCbetJers et al. 1992;

Marshall et ai. 1996; Altayet al. 1990; Scbmaling et al. 1994; Kmpp 1994). Results on

impaired short tenn memory in CFS patients are also inconsistent Riccio and colleagues

(1992) and Iones and Miller (1987) lepotted impairments, wbile Scheffers and associates

(1992) found none. Chronie fatigue syndrome patients fœquendy undeaate their

performance on neuropsycbologica1 tests. The disaepancy between subjective appraisals

and objective performance may be due to psycbological factors sucb as anxiety and

depression (Altay et al. 1990).

28



•

•

•

On the basis ofa review oftwenty five studies of neuropsycbological tests in CFS,

Moss-Morris et aI. (1996) concluded tbat CFS patients show "slower œactioo limes,

poorer performances on complex attentional and memory tasb, and, less CODsistently, a

slowness inacquiring new information" (p. 476). lbese impairments mayall be related to

difficulties with information processing. These studies, however, showed no evidence of:

intellectual decline, sensory or pereeptual impairmen~ impaiœd ability to fucus, consistent

or severe memory impairment, ability ta orcier, organize, plan or reason. Subjective reports

of performance bave been found to be associated witb higber levels of psycbopathology.

The evidence ofneuropsychological studies points ta associations widl psychological rather

than organic factors (Moss Monis et al.l9%).

Despite extensive research into a number ofphysical factors and abnonnal findings,

CFS cannot be considered a purely physical i1lness. No particular physical factor is found

in aIl~ no factor consistently accounts for the onset and persistence of symptoms, and

no factor satisfactorily explains ail symptoms. Physical factors, such as infection, do oot

account very well for psychiatric disorders (discussed below) which are found in many

CFS patients. In fac~ studies cited as finding relationships between the two suggest that

infections are more Ii.lœly to be the results of psychiatrie disorders rather than the cause

(Kreusi et al. 1989; Cooke 1991). In addition, methodological problems put in question the

reliability of some abnormal physical finelings.

PsyeholOJica1 Evidence

The wealœned case for viral etiologies, the oveclap between CFS and psychiatrie

disorders (Ware and KIeinman 1992), and the absence of specifie findings from laboratory

tests and physical examination (Manu et al. 1992), contributed to the hypothesis tbat

primary psychiatrie disorders completely or substantially explain CFS. Some proponents of

this position simply argued tbat the symptom overlap between CFS and a number of
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psychiatrie syndromes was 50 great tbat a new diagnostic eategOry wu unwammted (Manu

1988). Beyond this prima facie evidence, four types of empirical apprœcbes have been

used to investigate the role ofpsychiatrie disorders in CFS.

One 3W1oach exarnined rates of psychiatrie disorders among CFS patients using a

number of diagnostic instruments. lbese studies invariably showed bigh rates of

psychiatric disorder. One study wbich used the Diagnostic Interview SCbedule (DIS) found

that 78% of CFS patients met the criteria for one or more psychiatric diagnoses of

depression, somatization, and pmie disorders ( Lane et al 1991).. l'be rate of somatization

disorders was tbirty limes the rate in population studies using the same instrument Using

different tools- the General Health Questionnaire (GHQ), the Hospi1al Anxiety and

Depression Scale (RAD), and the Sbortened Somalic Discomfort scaIe, and the Scbedule

for Affective Disorder and Schizopbœnia (SADS)- anotber study found tbat 72% of CFS

patients bad current psychiatrie disorders. Forty seven percent could not be distinguished

from patients with primary affective disorders (Wesselyand Powell 1989). Lower, but still

substantial rates ofpsychiatric disorders in CFS patients were reporœd in a study using the

CATEGO diagnostic system (Wood et aI. 1991). Forty one percent of subjects had

sufficient symptoms 10 meet the criteria for a psycbiattie disorder and a furtber 26%

reached subcase leveL

Critics questioned these rates hecause case definitions of CFS and psychiatric

disorders overlap and because somatie symptoms included in definitions of many

psychiatric disorders are also common in organic illnesses. The frequently used DIS

contains nine of the tbirteen symptoms in the CFS case definilioo. "Moreover, CFS type

symptoms are enquired about twenty six times and are part of the diagnostic criteria of four

psychiatrie dîsorders" (Buchwald 1993: 35)6. As mentioned earlier, use of the DIS in CFS

patients bas also been critiqued on grounds that it wu not developed to diagnose

6 Buchwald. O. 1993. In the discussion foUowin, the paper by Peter Manu at the
CrBA symposium on Chronic Fatigue Syndrome. London. 12-14 May 1992.
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psychiatrie disorder in medically iIl patients (Hickieet al. 1992). An~ œœndy Panner and

associates (1996) bave questioned the suilability of the GHQ for saeening for psycbiatrie

illness in CFS patients.

To obtain more accurate rates and address the problem of confounding CFS and

psychiatrie disorders, investigators bave tried severa! metbodological appmacbes. One

study which excluded the Iœy symptom of fatigue from psychiatrie diapostic wols befoœ

scœening for psyehiatric disorders, still found psycbiatrie disorders in 72~ of CFS

patients (Wesselyand Powell 1989). Wben severa! overlapping symptoms weœ excluded,

75% of CFS patients still bad one or more psycbialrie dïsorders, wim major depiessi~

simple phobia and dystbmia being Most common (Kœusi et al. 1989). But, a reœnt study

found that changing the attribution of symptoms from psycbialric 10 physical dramatically

reduced lëltes of somatizalion disorder in a group of CFS patients (Johnson et aL 1996).

Until there is SOlDe resolution to the problem ofsymptom overlap and attributi~CFS will

continue ta he associated with high rates of psychiatric dïsorders. Equally, those

disagreeing widl dûs finding œ metbodological or conœpIlJai grounds will remain

unconvinced.

A second apprœch to determining the role of psychiatrie disorders in CFS

examined the temporal sequence between the two. Results are inconelusive. Kœusi et

colleagues' (1991) study, for example, found that oo1y 7% of cases bad no history of

psychiatric disorder before tbey deYeloped CFS. On the basis of dûs fineling, they

concluded that psychiatrie disorders were more liIœly to be risk factors for the onset of

CFS ratber tban a cœsequenœ of the ilhrss On the otber band, Hickie et al (1990) found

that 76.5% bad no premorbid psychiatrie disorders. The 24.s~ prevalence tbat they found

is consistent widl the level of psyehiatrie disorders in the general population. Their

interpretation was that Most cases of psychological disorders in CFS are oonsequenœs of a

having a chronie disabling illness, IlOt the cause.
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To determine wbetber psycbialric disorders were a lilœly œsult of cbmnic

disability, some studies compared rates of psychiatrie disorders in CFS and otber clnouic

illnesses. Compared ta patients widl diabetes. CFS patients show bigber rata of

depression and somatization disorder (Kœusi et al. 1989). I\q)le with ctiabefes may DOt be

the Most appropriate comparison group, since the disorder is often weB cootmlled and

sufferers may function normally for yean without debilitaling symptoms. Comparisons

widl more appropriate groups of people suffering from debilitating neuromuscular

disorders showed contradietory results. Much higher rates of psychiatrie disorders were

found in patients with CFS tban in patients wim myastbenia gravis. 'Ibis finding suggested

that disabüty alone could not account for the bigb rates of psychiatrie disorder in CFS

patients (Wessely Il. Powell 1989). But, wben CFS patients were comprared to patients

with another neummuscular disorder, multiple sclerosis (MS), and to patients witb major

depression, rates of current psychiatrie disorders weœ sirnilar in CFS and MS patients

(NatelsOll et al 1995).

A third way of studying the links between CFS and psychological disorders

examined suffeœrs' personality profiles. The underlYing assumptions are that personality

characteristics may predispose people to the illness or prolong its course. These studies

have used the Millon Cünical Multiaxial Inventory, the MinnesoIa Multipbasie PersonaIity

Inventory (MMP1) and a Duteh scale (HAB) measuring 'action-proneness'. Developers of

the HAB found significant positive corœlations between 'action proneness' and measures

of physical effort and extraversion, as weil as significant negative conelations witb

measures of stIain ofdaily work: and œactiœ time (Dirlœn 1970 cited in van Houdenhove

et al. 1995: 635). lbese findings suggest tbat while 'action proneness' may descnbe a

personality characteristic, it does not imply a patbological personality.

In a comparative study of CFS patients, patients with chronie pain, chronie organie,

and neuroticldystbmie disonilLn Van Houdenhove and colleagues (199S) measmed both

'action proneness', using the HAB, and depression. Chronie fatigue syndrome patients'
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high scores on 'action proneness' weœ like tbose of cbronie pain pdients and tbese scores

wère unrelated tu depœssion. On the buis oftbese results, the invesrigalOrS concluded tbat

patients· prelDorbid hyperactive lifestyles may be a pœdisposing factor to CFS.

In conttast to the HAB, the MMPI and the MiDon Inventory are more conœmed

witb personality pathology. A study of 28 CFS patients using the Millon Inventory found

scores suggesting a histrionic personality in 33~, schizoid personality in 29~, avoidant,

natcissistic and aggœssivelsadistic personaIity in 15% and bonIerIiDe personaIity in 12C1

(Millon et al. 1989). The MMPI studies show tbat CFS patients bad significantly bigber

scores tban controls on bypocbondriasis, deptessioo, bystaia and scbiz.opbmûa (Stricldin

et al 1990 cited in Briclanan and Fms 1993: 80; Schmaliog et al. 1996). In addition,

Stricldin et al (1990) found patients also bad elevated scoœs on psycbœstbenia.

Scales measuring patbological personaIities are plagued with the same problems of

symptom overlap widl CFS as otber psychiatrie diagnostic instruments. For this reason,

both Millon et al (1989) and Schmaliog et al. (1996) bave advised caution in interpreting

scores on tbese scales in CFS patients. The MMPI does not diffetentiate between patients

with organic and functional symptoms and ·should Dot be used for that purpose in CFS"

(SchmaJing et al. 1996: 73).

A final apprœch to detennining the mie of psychiatric disorders in CFS examined

whether key symptoms or patterns of symptoms in CFS were more similar to patients with

known Medical or known psychiatric disorders. Patients with CFS and affective disorders

show similarities on indieators of physical and mental fatigue (Wessely and Powell 1989;

Natelson et al 1995). However, tbese similarities cao be accounted for by overJapping case

definitions. In contrast, patterns ofpsychiatrie symptoms in CFS patients bave been found

ta be closer to patients widl organic i1lnesses than to patients with non endogenous

depression (Hickie et al 1990; Natelson et al. 1995).

In summary, efforts to explain CFS as a psycbiattie illness bave focused on

symptom similarities, fœquency and timing of psychiatrie i1Jnesses in CFS patients,

33



•

•

•

comparisons hetween rates of psychiatric disorders in CFS and known organic illnesses,

personality studies, and comparisons of symptom patterns in CFS, organic, and psychiatrie

disorders. However, evidence to suggest tbat CFS is completely or subslaDtiaIly expIained

by primary psychiatrie disorders is inconclusive. A variety of diagnostic instruments show

high rates ofpsychiatrie disorders amoDg CFS patients. But tbese rates may not be reliable

because definitions of CFS and psychiatric disorders are coofounded and psychiatrie

diagnostic instruments were not developed for use in patients with medica1 jJJnesses Sïnce

it bas not yet been deœrmined wbetberCFS is an organic or psychiatrie illness, the validity

of finding psychiatric disorders cannot be claimed with confidence. It should also he

remembered tbat even in studies finding high prevalences, sorne tbirty ta seventy percent of

patients show no evidence of psychiatric disorders. Finally, there are no clear answers 10

questions of wbetber psychiatric disorders in CFS are "cause, effect, or covariate" (Abbey

and Garfinlœl 1991).

Unifi'inl Hmotheses

The variability in sufferers' symptoms and histories suggested that neither physical

nor psyehological explanations alone could account for ail the features of CFS. A few

investigators have proposed unifying bypotheses to accommodate this variability and

integrate the complex biological and psychological aspects of the i11ness. These hypotheses

assume that heterogeneous stresses produce effects tbrough common biological pathways.

In everyday parlance stress is often understood as the result of psychosocial strains. But

the concept of stress, originally developed by Selyé (1950), included both physical and

psychosocial factors. Selyé (19S0) showed that any type of sttessor could produce a non

specifie response in the hypothalamus, pituitary, adœnaI (HPA) axis. Based on tindings of

impaired HPA responsiveness in CFS patients, Demitrack (1994) bas suggested that

infection, [psychosocial] stress, pre.existing or concurrent psychological disorders may
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converge in a commœ biological palbway ID produœ symptoms of CFS. Patients witb

CFS and depression show different profiles of impaired HPA responsiveness.

A second type of unifying hypotbesis impIicaIes the immune system as the final

common pathway. According ID this argument, articulaœd by Ware and lOeinman (1992),

sorne research suggests a biological basis for depœssiœ. Botb iDfectioo and depœssiOll are

StressaIS tbat may affect the immune sysœ~ and sorne immune disturbances cao produœ

symptoms of CFS. The meanings of findings of immune disturbanœ in deptession bave

yet ta he clarified (Stein et al 1991) and immune findings in CFS are inconsistent as

already discussed above.

The Sociocultural ArJument.

Sufferers' histories of harried and hmried lifestyles formed the basis of a

sociocultural expIanation of CFS highlighted in an article by Abbey and Garfinlœl (1991).

These authors suggested tbal most cases ofCFS weœ œally psychiatrie disorders or a form

of illness behavior. However, it is culturally more acceptable to frame CFS as a physical

j])ness and the illness is perœived as such. 1bus, the diagnosis proteets suffeteIS &om the

stigma of mental disorder. Their arguments, wbich are brietly summarized below, rested

on comparisons between CFS and the nineœenth century illness known as neurasthenia.

Althougb neurasthenia first appeaœd among the wealthy classes including caplains

of industty, and professionals such as doctors, the majority of those aftlicted were women.

At Mt, neurastbenia was considered a Medical illness and exp1ained by a melange of tben

popular scientific models which included neural electrical conduction, reflex action,

conservation of energy, evolution and social Darwinism. The particular version of social

Darwinism that was offered, posited that the upper social classes had more higbly

developed nervous systems than others which rendered !hem more sensitive 10 the straùls

of capitalism. This explanation cast neurasthenia as a produet of virtuous bebavior,
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removed any hint of mental illness, and accounted for the social elass distribution. But it

did not account for tbe gender distnbution. Sorne physicians of the clayexplicidy linIœd the

diagnosis to women's ambitions. In contrast, some pmminent women suffetets suggested

tbat il was not the fact of baving ambitions tbat bad made them ~ but baving tbeir

ambitions thwarted. Dlawing on accounts of such women and on feminist analyses, Abbey

and Garfinkel (1991) suggested tbat neurastbenia was the produet of the declining value of

traditional female mies and the Iack of alternative mie appui tunities for nineœenth century

upper class women. In effect, diffeœntial social factors accounted for neurasthenia in men

and women. Ironically, it was the smaller number of powerful men suffering &om

overwork who were credited with cœfeuing legitimacy 00 the illness. Abbey and

Garfinkel argue tbat the particuJar physical and social explanatiOIls of nemastbenia

developed by phYSicians were shaped by cultural factors and served ID protect the social

identity of wealthy men.

With developments in psycbiatry, Most symptoms of oeurastbenia were regrouped

into psychiatrie diagnoses. l'be remaining unexplained "non specifie, functional somatie

symptoms and psychological distress" (Abbey and GarfinJœll991: 1644) are identical to

CFS, except that the frequently reported painfullymph nodes ofCFS weœ not a feature of

neurasthenia. The residual symptoms of nemasthenia became incrœsingly unfashionable

and the diagnosis largely disappeared. The authors suggest a similar fate awaits CFS.

Abbey and Garfinkel (1991) observed tbat Iike neurastbenia, CFS first appeaœd

among the upper classes, il also arase in a context of inaeasing social and mie stress, and

disproportionately affects women. They proposed tbat CFS provides a legitimate reason for

women suffering {rom mIe overload and mie contliet ta withdraw from sorne social

responsibilities.

Clinical experieaœ sugests tUt amoag cbrœic &Ii.. sycDOIDe suffian are a D~ of
womm and meo who fee! confIieted about tbeir wortiD& lives aDd the ctifticulty bûmcing their
caœeIS with tbeir family obliptioas aod pel.... wiabes. 1be dia""" of cbronic fatipe
syndrome pmvides a legitinwte •....ical· teUOIl lm Ibeir falipe, elDDtional disCre&s, and
associ.ated psycbophysiological symptoms and a1lows tbem to witbdraw fmm simtjoos dley fiDd
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inIoIerabIe 011 die buis of iDœss radia' tba. tbeir OWD volilioa.. (Abbey mil Gafiab1
1991:1644).

Notwithstanding the mention of men, the quote above appeaœd in the ronœxt of a

discussion of women's roles and gender dynamia in professional and self diagnoses of

CFS.

The authors' comparison between neurastbenia and CFS further notes that CFS bas

been explained by prominent Ulness models of today, notably infection and immune

dysfonction. But tbey conclude that evidence to support eitber hypod1esis remains

inconclusive or of unœrtain clinical significance. Instead, they suggest tbat most cases of

CFS are misdiagnoses of psychiatric conditions or a fonn of illness bebavior. The term

illness behavior œfers to "...the manner in which persans monitor their bodies, define and

interpret their symptoms, take remedial actions and utilize the health care system.·

(Mechanic 1983: 591). "loess bebavior may become persistent and dysfunctiooal

(Mechanic 19(3) or abnormal (Pilowsky 1990). Its expression may be constrained by

culture and group membership and may ret1ea cultural and socially acceptable means of

coping (Mecbanic 1983). ft is in this latter sense tbat Abbey and Garfinkel suggest that

CFS may be a form of il1ness bebavior.

The article provolœd a spate of decidedly negative responses. erities took issue

with three main points. First, they pointed out tbat it wu cœtroversial to presume that CFS

was a psychiatric disorder (Saltzein et al. 1992). And they noted tbat finding high rates of

psychiatric illness in sufferers was not convincing support for this position beœuse of

problems with psychiatric diagnostic instruments (Hickie et al. 1992). One physician

accused Abbey and Garfinlœl of perpetllaring the outdated mind-body split (Bell 1992)

while others admonished them 10 keep an open mind on the illness' etiology (Fallon et al.

1992). Several further suggested that by assuming most cases of CFS weœ psychiatric

disorders, Abbey and Garfinlœl bad prematurely dismissed, selectively cited, or trivialized

the physical evidence (Bell 1992; Goodrich 1992; Kaplan etai. 1992; Hickie et al. 1992).
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Second, critics suggested tbat the notion of illness bebavior dismissed the suffering

ofCFS patients (Be1l1992) and reinforœd perceptions tbat CFS is a cover for malingering

(Appelbaum 1992) or bas otber social value to patients (Sa1zstein et al. 1992). One author

questioned theetbics ofponraying CFS patients as malingerers (Appelbaum 1992), while

others argued that the losses, esttangement, sbame, and frusttation over not being able to

funetion al pre-iJlness levels belie the inference of secondary gains (Salzstein et al. 1992).

Abbey and Garfinkel's gender expIanation provided a third focus for attack. One group

implied that it was not only ninefeenth century physicians who were tàddisbly

appropriating popular models to explain poorly understood illnesses. (Kaplan et al. 1992)

Another labeled the 'Ole overlœdlrole cont1iet explanation "Vietorian " and "offensive"

(Salztein et aL 1992). In more measuœd tones~ otber investigators pointed out that their

research had shown that excessive female ta male ratios were largely artifacts of the tertiary

care settings in which Most studies have been. conducted (Hickie et ai. 1992).

One terse but cryptic letter consisted ofa single sentence.

·plaintiftS' attorneys seasoœd by clieols cleiming mooies for aUeged induscria1 md similar injuries
will spot familiar scenarios amoog the neurasdIeoics portrayed by Ors. Abbey and Oarfinbl-.
(Shelley 1992: 1755).

Were the plaintiffs private and public disability compensation agencies? Or were they

people making claims as sufferers? Was the doctor implying that Abbey and Garfinkel bad

confirmed lawyers l worst fears or jaded assomptions that they were representing people

unjustifiably claiming compensation? If so, would the article give ammunition to

defendants' Iawyers drawing the same conclusions?

Abbey andGarfinkel (1992) wrote a spirited reply. They asserted tbat the physical

evidence was inconclusive and frequendy umeplieated or unrelated ta clinical status.

Furthermore~ the reliability of some of these findings was questionnable because of

numerous methodological flaws. They conceded the problems of psychiatrie diagnostic

instruments~ but reiterated that they had IlOt entirely dismissed viral causes, as Ibeir
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previous publications attested. Rather, tbey believed viruses aœounted for a minority of

cases. They insisted tbat various subgroups of sufferers deserved 10 be studied and charged

sorne of their critics with politicizing the diagnosis 50 that only research empbasizing

organic aspects of the illness would be supported. Presumably, these critics bad a vesœd

interest in physical hypotheses because of tbeir subspecialties or 'pet' hypodleses.

Abbey and Garfinlœl (1992) rejected the notion that the term illness bebavior is

equivaIent to caUing patients malingerers or tbat it negates patients' real suffering. They

pointed to studies of illness bebavior that bave documented patients' profound distress. For

good measure, they added tbat studying this concept in CFS might add 10 lcnowledge of

somatization, tbat is, the expression ofemotional distress in physical symptoms.

But Abbey and Garfinlœl's use of the tenn illness behavior was problematic. At its

most basic, illness behavior describes a set ofprucesses circumscribed by personal, social,

or cultural factors, which may he triggered by distress or sensations tbat are abormal for the

individuaL Dlness behavior then would he expected in any illness, whether physical or

psychiatrie. Presumably, it can aIso he manifested in cases where illness will not be shawn

to be present, because of patients' misinterpretations or deliberate misrepresentation.

However, it is one thing to describe the illness behavior of CFS patients in terms of how

they think about their illness and distress and what they may do in relation ta help seeking.

But 10 call CFS a fonn of illness behavior as Abby and Garfinkel (1991) did, ooly douds

the issue because it equates behaviors that may he secondary ta a problem with the problem

itseIf. Ta acknowledge suffering associated with illness behavior is a poor substitute for

validating illness, especially when suffering is seen as a result of not eoping competently

with tife's vicissitudes.

A few studies have pursued the contentious "illness behavior" concept by

investigating possible abnonnal illness behavior in CFS patients. The concept of abnormal

illness bebavicr and scaIes ta measure this construct were developed by Pilowsky (1990

cited in Schweitzer etal 1994: 41) based on the sociological work:ofMechanic and Parsons
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(Schweitzer et al. 1994). Pilowsky defined abnorma1 jJJness bebavior as: -a persistenœ in

inappropriately perœiving, evaluating and acting in relation ta one's health despite medical

reassurance" (Schweitzer et al. 1994). Kirmayer and Robbins (1991) note tbat the origiDal

concept of illness bebavior was normative and descriptive and that we do not know enough

about illness behavior ta decide what is abnormal. Furthermore, instruments ta measure

illness bebavior are slmng on symptoms, attitudes and mood, with very few items

representing aetual bebavior (Kirmayer and Robbins 1991: 10).

Studies measuring CFS patients' performance on the (abnonnal] llIness BehaviCX'

Questionnaire (IBQ) have found that CFS patients held strong physical illness convictions

and were reluetant ta acœpt psychological interpretations for tbeir symptoms (Hickie et al.

1990; Schweitzer et al. 1994; Trigwell et al. 1995). In addition, CFS patients tended ta

regard their illness as the ooly problem in their lives (Hickie et al. 1990; Schweitzer et al.

1994) and scored high on general hypochondriasis (Schweitzer et al. 1994; Trigwell et al.

1995). One study found that the ŒQ profiles of CFS patients was identical with those of

patients with multiple sclerosis (MS), which suggested that CFS patients do not have a

unique profile of illness behaviors.

Abbey and GarfinJœl's tbesis that CFS, like neurastbenia, legitimates social dis1ress

and proteets sufferers from the stigma of mental illness is haI'(lly tenable. l'be voluminous

literature suggesting psychiatrie disorders are strongly implicated in the development of

CFS and their own conclusions that the majority of cases are really Il•••an identifiable

psychiatrie disorder, psychophysiological symptorns secondary to acute or chronic

psychosocial stress or a fonn of illness behavior" (p. 1645) suggest otherwise. Cbronic

fatigue syndrome is far from being universally accepted as a Medical illness. Without such

a consensus, the suspicion of mental disorder continues to cast a long shadow over

sufferers. Mental disorders remain stigmatized and diagnoses with a question mark about

their links to such disorders are also lilœly to be stigmarized•
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This social fonction expJanatiœ for CFS bas DOt been vigomusly pursued. Waœ

and Kleinman (1992) bave drawn a pamllel between neurastbenia in modem day China and

CFS ta argue that both may be culturally acceptable ways to legitimate emotional disUess

brought on by profound social and cultural changes. One recent study of CFS sufferers'

personality, speculated tbat the ilIness offers a respedable retteat from tmremitbng strain

because it cannot be dismantled by present medical knowledge (Van Houdenhove et al.

1995). In words reminiscent of Abbey and Garfinlœl, the authors tenlatively broach the

subject of gender: "Could it be tbat the overambitious athlete complains about

'overtraining', the over-committed social worlœr about 'bumout', and the over-burdened

modem woman who feels obliged to combine three 'full-time' jobs (household,

professional career and educator ofchildren)...about ME [CFS)'r (Van Houdenhove et al.

1995: 638).

The Impaçt ofEtiolœical Fmnes

Framing CFS as a physical illness benefits suffeœrs MOSt. 'Ibis view of the illness

validates sufferers' complaints and removes the stigma of malingering or mental disorder.

If a physical basis of CFS were shawn to be weIl founded, it might facilitate obtaining

disability compensation, since physical evidence is more difficult to contest. As a result,

public and private disability compensation institutions stand to lose the most !rom finding

physical causes ofCFS although they could sti.lI contest the severity of the illness.

Doctors who consider CFS a pbysical illness are viewed as more sympathetic to

patients and, as a result, mey may gain a following. On the other band, such doctors bave

been accused by their professional colleagues of wlessen[ing] the burden of introspection

and contnbut(ing] to self defeating behavior (Holland 1989) or tlogging physical causes for

their own ends (Abbey & Garfinkel 1992). They aIso risk being seen as helping to
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perpetuate disability becau...;e suffciets who are tald tbey bave a pbysical ilJness may avoid

seeking help for tn2table psychiatrie disorders.

Viewing CFS as a psychiatrie iJJness stigmati7eS suffdetS and bas potential social

and economie consequences. Considering the problems with the psychiatrie evidence and

laekof medical consensus on the matter, that is a high priee ta paYe One physician adviser

to an ME Association in Britain bas charged that editorial biases in the British Medical

Journal (HMI) have led insurers ta refuse the mobility compooent of the disabüity

allowance. on the grounds that BMJ considers ME as a psychological rather than a physical

illness (Shepherd 1994:1300). It could he argued tbat even insurers who compensate

psychiatrie illness could contest CFS claims because the condition bas no c1ear status eithee

as a physical or as a psychiatrie illness. The view ofCFS as a fonn of illness behavior bas

a stigmatizing potential similar to psychiatrie disorders œgardless of whether it

acknowledges suffering. If illness behavior is a euiturally acceptable way of coping widl

psychosocial pressures, that implies that sufferers either have a psychological ilIness or that

no illness eXÎStS.

Ware and Kleinman (1992) suggest that the social significance of unifying

hypotheses lies in their potential 10 enable CFS patients 10 avoid the stigma of psychiatrie

diagnoses. For ifdepression is shown to have a biological basis, and bath depression and

infection may aetivate the immune system 10 produce CFS symptams, then the presence or

eventual IOle ofdepression in CFS does Dot preclude CFS from being recognized as a "real

[physical) illness" (Ware and Kleinman 1992: 207). Increasingly, investigators view the

physical- psyehological debate in CFS as unproductive (Wessely 1989; Yeomans 1991;

Salit et al 1996). Many physicians suggest that a biopsychosocial model is probably a

better way ofexpIaining complex illnesses such as CFS (see for example Yeomans 1991),

or they think that CFS is a heterogeneous illness with heterogeneous causes (Wessely

1989; Hickie et al. 1995). Sueh positions render the debate about psychological versus

physical moot.
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The Cbmoic Nature otCFS

While most efforts 10 elucidate the nature of ŒS have focused on etiology, the

illness can also be framed in terms of its duralion. lbeJe is little debate about the fact tbat

CFS is a lengtby illness. But there are questions of whetber its duration and severity can be

attenuated The duration and severity of an illness are part of its natural history but they

mayalso depend on treatment efticacy, and personal or social characteristics of individuais.

These variables bave guided approacbes to studying whether CFS bas to be the inttaetable

illness of indetinite duration tbat sorne sufferers' repons suggesL

Little is known of the nanaral bistory of CFS, but studies such as those of

Woodward (1993) and Ray etai. (1992) bave made significant contributions to knowledge

about the natmal course of the illness. They have found that the onset may be sudden or

graduai and associated with physical factors or psychosocial stresses. Woodward (1993)

notes that the Most severe period olten occurs long after the onset. Major and minor

relapses, differentiated by severity and duration, mark a course of many years (Woodward

1993). Relapses may be brought on by minor physical or mental effort within three to

twenty four hours and fast from days 10 weeks (Rayet al. 1992). Severa! other studies

describe samples in which a few outlier subjects report having had the illness for twenty or

thirty years (see for example ShaIpe et al 1992; Wilson et al. 1994). However, the Mean

duration of illness before sufferers entered several longitudinal studies ranged from two 10

aine years (Bonner eL al. 1994; Wl1son et al. 1994; ShaIpe et al. 1992; Bombardier et al

1995). In these follow up studies, which Iasted from eighteen montlls to four years, 54%

to 70% of patients showed improvement on a variety of measures including functional

ability, symptom alleviation, emotional disorder, and immune status (ShaIpe et al 1992;

Wilson et al. 1994; Bonner eL al 1994; Bombardier et al. 1995). A less optimistic result

was obtained by Vereoulen and colleagues (1996), who found ooly 20~ reported
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improvement or spontaDeous recovery after four years of foUow up. But in general the

results bave 100 to the conclusion that while spontaneous recovery is rare, improvement is

common (Bombardier et al 1995)

Severa! studies suggest that the outeomes of CFS are mediated by a number of

persona! characteristics. The most consistent finding shows that strong physical

convictions, or a tendency towards such convictions, is associated with poorer outeomes

(Sharpe et al 1992; WJlson et al. 1994; Bombardier et al. 1995; Vercoulen 1996; Bonner et.

al 19(4). Poorer outeomes were also associated with the presence of psycbological

disorder at the time ofentry into the study (BonDer et al. 1994; Sharpe et al. 1992) or at the

time of follow up (Wilson et al. 1994) an avoidant coping style (Sharpe et ai. 1992) or

focusing on symptoms (Rayet al 1993); referral to tertiary care (W'tlson et al. 1994);

membership in self help organizations (Sharpe et al. 1992); and change in occupation

(Sharpe et al. 1992) or unemployment (Vercoulen et al 1996).

Better outeomes, on the other han~ were found to be associated with improvement

following cognitive behavior treatment (discussed below) (Banner et al. 19(4), stable

marital and occupational status. sense of control, shorter duration of illness, less use of

rnainstreanl or alternative health care (Vercoulen 1996) and lack: of rigid beliefs in physical

causes (Vercoulen 1996; Sharpe et ai 1992; Wilson et ai. 1994; Bombardier et al. 1995;

Bonner et. al. 1994).

To date, no treabnent bas been found to reliably moderate the natura! history of

CFS. While treatments may he purely symptomatic, they may also indirectly express

etiological beliefs. Increasingly, supportive therapies are recognized as the mainstay of

managing CFS (Shepherd 1989; Kroenke 1991; Knmowitz et al. 1995). Such therapies

consist of education about the illness. lifestyle managemen~ and regular monitoring.

Patients are oriented to the course, prognosis, and possible treatments of the ill.ness. They

are counseled about healthy nutrition, a ptoper balance between rest and activity within the

limits of their tolerance, and stress management (Kranowitz et al. 1995). Knowing tbat the
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illness is not fatal but may remit and relapse, may help patients to Iœep paSIA~e, œduœ

adxiety, and maintain hope- This kind of treatment is usually used in conjunetion with

somatie or psycbiatric treatments.

Several somalie treatments have shown either no benefit, or none g:reater than a

placebo. These ioclude: antiviral drugs (Straus et al 1988); a liver eX1laCt folie acid

preparation known as LEFAC (Kaslow et al. 1989) and antihistamines (Steinberg et al.

1996). Results of other somatie treatment studies bave sbown conttadietory results.

Positive outeomes were shawn with essential fatty acids (Behan et al. 1990); magnesium7•

(Cox et al 19(1); and immunoglobulins (Ganty and Holmes 1989 cited in McKlusJœy

1993: 285). But MeCluskey (1993) could not replicate any of these findings. Claims from

a physieian sufferer that daiIy doses of liquorice dissolved in milk provided improvement

for up to twenty months after treatrnent (Baschetti 1995) have not been replicated But his

daim bas drawn both support from one coUeague for its theoœtical feasibility (Higgins

1995) and derision from another who stated that these claims were an example of the

placebo effect or a denied psycbogenic condition (Welcb 1995).

In general, psyehological treatments have not been shown to he mueh more

effective titan somatie therapies. Patients are often resistent ta the idea, although many

agree ta low doses of antidepressants whieh seem to aIleviate pain and sleep disorders if

present. Mindful of patients' resistaDce and the fact that antidepressants bave several

beneficial effects beyond mood elevatio~ Moldofsky (1993) has questioned whether it

might be better ta use the ehemiQÙ classification of tricyclics to refer to the drugs ratber

than antidepressants. After ail, he reasons, penicillin is not known as an antisyphillitic

drog, although it is the specifie treatment for this disease (Moldofskyl 1993:292).

7 Magnesium is essential for production and transfer of enerlY to malte
proteins (Krause & Mahan 1984. Food . Nutritiog apd Diet Therapy. Toronto.
W.B. Saunders and Co. plSS).
8 Moldofsky made this suggestion in the discussion following the paper by
McCluskey, David R. 1993. ·Pharmacological Approaches to the Therapy of
Chronic Fatigue Syndrome.· pp.280-297 in Ciba Fouodatioo Symposium t 73.
Chronic FatÎlue Syndrome. Chichester: John Wiley ~ Sons.
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Researchers and clinicians are aware of the stigmarizing potential of psychiatrie treatmmlS.

But many are convinced that such treatments can help to interrupt the possible influence of

psychiattie disorders in prolonging CFS. One multidisciplinary treatment team bas œported

some suceess in insening psychological evaluations and tberapy in the management of CFS

in ways acceptable to sufferers (Matcher 1994). In this apprœcb, psychological treatmeIlts

are presented as only one of severa! management strategies.

A second psychological management approach that bas gained aaention uses

cognitive bebavior theœpy (eST). Cognitive bebavior therapy rests on two assumptions.

Firs~ different factors MaY he responsible for the anset and continuation of symptoms.

Onset may he due to infection, while cognitions and maladaptive behaviors may perpetuate

the illness. Second, improvernent may he effected by altering patients' cognitive model of

how symptoms are prolonged and how they should he managed. Cognitive behavioral

therapy acknowledges the reality of patients' symptoms and the nonnalcy and adaptiveness

of avoiding activity early in the illness. However, physiological and psychological changes

from prolonged inact.ivity may lead to a progressive decline in activity tolerance. 'Ibos, a

vicious cycle may be set in motion, wherebyactivity exaœrbates symptorns leading to

further avoidance. The eaT madel suggests that it is the combination of physical and

psychological effects of inactivity that perpetuate Lite symptorns, Dot infection, although tbat

might have been the original cause. Patients must accept the model and are encouraged ta

continue activity even when there are symptoms. Typically, eBT lasts several weeks.

Sorne eBT advocates suggest involving family to support patients' attempts ta change

cognitions and behaviors.

eBT studies show mixed results. An early uncontrolled trial, found that eBT

benefilted patients who did not hold rigid beliefs in a physical cause of CFS (Butler 1991).

A later randomized controUed trial showed eBT was associated with improved functioning

in 73% of patients compared with 27% who teeeived only standard medical <:are.
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Moreover, the CBT group sbowed more change in tbeir jD,..,S beliefs and avoidant

behaviors wbich are associated witb poor outeomes (Sharpe et al 1996). Otber studies

have found CBT 10 be Iess effective with CFS patients tban depressed controls (Freidberg

and Krupp 1994). And, CBT alone or in combinatioo witb immune therapy wu found 10

be no better than non specifie treatments (Uoyd et al. 1993). 1bat study bas been critiqued

for the Iength of treatment (Sharpe 1995), altbough it wu DOt substantially less tban other

trials (Hickie et al 1995). Giving botb CBT and immunotberapy togetber might bave

reinforœd pltienlS' beliefs tbat illness wu physical and left tbem less open to working on

social and psychological problems (Sharpe 1995).

Chronic fatigue syndrome remains a Iengthy illness with no reliable treatments.

Symptomatic treatments may bring about short term relief and a substantial number of

patients seem to improve over severa! yeatS. Several studies suggest tbat psychosocial

facton may mediate improvemenl

Suffererst lllness Experience

WhiIe the medica1literature shows tbat doctors are aware of the penooal and social

consequences ofCFS, their biomedicallens focus on its cause, course and management. In

contrast, the few studies of iIlness experiences to date, suggest tbat sufferers frame the

illness in terms of its impact on their lives and bow they must cape with il CFS brings

uncertainty, Ioss of mIes, functions and social identities, negative reactions from others,

and constrictions in social networks.

SuffeietS face uncertainty during extensive and olten ftustrating diagnostic

investigations. Unœnainty in the diagnostic period immobilizes the coping efforts of sorne

sufferen (Ware 1992) while it pusbes otbers to "doctor shop" (Wbeeler 1992). Being

diagnosed may bring reliefbecause ilvalidat.es suffeters' beliefs that they are sick (Beaulieu

1994). But it does not remove uncertainty since the parameters of the illness cannat be
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specified (Ware 1992). Sufferers do IlOt know bow long the illness willlast. bow severe it

will he and whether it will be treatable. Symptoms remit and relapse unpœdic1ably

(Woodward 1993; CJarIœ and Browning 1993; Rayet al. 1992). Nevertbeless, Woodward

(1993) bas found tbat the diagnosis wu crucial to sufferers because it finally aIIowed tbem

ta organiu a cobeœnt way ofcoping with the i1lness.

The condition pmfoundly affects sufferers' quality of life. One study using the

Sickness Impact Profile Scale9, found tbat CFS patients' impairment level was surpassed

oo1y by tenninaJJy ill cancer patients and patients who bad suffeœd a strolœ (Schweitzer et

al 1995). Given tbis fineling, it is not surprising tbat most sufferers' subtantially decœased

the quality and quantity of bath paid work and work at bome as well as social activities

(Schweitzer et al 19(5). Reductions in paid work or' loss of work brougbt financial

hardships ta many sufferers. In some <:ase$y these difficulties were compounded by legal

costs while suffeœrs fought for social service or private insuranœ disability benetits

(Clarke and Browning 1993; Woodward 1993). Reduced work in the home, often meant

dependence on otbets, loss offreedom (Clarke and Browning 1993) and renegotiation of

family mies (Schweitzer et al 1995; CJarIœ and Browning 19(3). But al the very time

when they needed 10 depend on others, many sufferers experienœd sttained relationships

with familles (Woodward 1993; Schweitzer et al 1995) although with time sorne familles

became more understanding (Schweitzer et al. 1995). In addition, as their social aetivity

declined, sufferers found tbat friencls drifted away (Schweitzer et al. 1995; Wheeler 1992;

Ware 1992; Woodward 1993; CIarke and Browning 19(3).

Severe debilitation and loss of roles threatened sufferers' views of themselves as

active, competent and highly involved people (Wheeler 1992; Woodward 1993). But

9 The Siclœess Impact Profile Scale (SIPS) is a widely used scale to measure
dysfonction in twelve categories: alertness, recreation and pastimes. home
management. social interaction, wort, sleep and rest, ambulation. body eue
and movement. emotioaal bebavior, mobility. communication. aad eating
(Source: Schweitzer et al. (1995) -The Quality of Life in Chrome Fatigue
Syndrome. - $gcj.1 Scjence .pd Medjcjoe 41 (10) 1367-72).
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negative reactions of otbers further tIueatened their social identities. AU the swdies

review~ found tbat at sorne point in seeldng help, sufferers encounteœd doctors who

indieated their symptoms were non existent, ttivial, or psycbologically caused. Ware

(1992) refers to tbis repeated assault on suffeœrs' perceptions, both sensorily and

interpretively, as delegitimating tbeir experiences. Delegitimation may malœ sutTeœrs feel

ashamed as they begin ta doubt the validity of tbeir own experiences and tbe accuracy of

tbeir perceptions (Ware 1992).

Sorne studies find tbat CFS sufferers Jose self confidence and self esteem (Clarke

and Browning 1993; Ware 1992; Woodward 1993). Other studies however bave found the

self esteem of most CFS sufferers 10 be weil pœserved (Powell et al 1990). Extema1

attributions may play a part in preserving self esteem because sufferers do not blame

themselves and may he protected from the stigma of a psychiabic label (Powell et al

1990). The issue of attributions is interesting. As mentioned in the discussion of the

chronie nature of CFS, physical attnbutions are associated with poorer outeomes. Yet.

studies consistently show that most sufferers attribute their illness 10 physical causes when

given the chaice among physical and psychological or both (Woodward 1993; Wbeeler

1993; Clarke and Browning 1993; Powell et al. 1990; Sbarpe et al. 1992; Bonner et al

1994). But, when given the attribution options of physical factors, factors "other than

physical", or both, most sufferers choose the combination. The option "other than

physical" may be interpreted as encompassing a Iarger scope than psychological and

including bebavioural, social, and emotional factors (Rayet al. 1995). Where self esteem is

found to be affec~ it may he more related to sufferers' loss ofmies and functioning.

CFS sufferers cape with the illness in a number of ways. Although some show

dominant styles of coping, Most use a variety of methods. Sufferers seek information

(Wace 1992; Woodward 1993; Rayet al. 1993) most fiequently from doctors and support

groups (Woodward 1993; Clarke and Browning 1993). They draw on faith and hope, and

reframe their suffering to give it meaning. (Wheeler 1992). Sorne focus helplessly on their
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symptoms, 10 the detriment ofboth their functioning and tbeir emotional bealth (Rayet al.

1993).

Before diagnosis, many sufferers used a style of "pusbing tbrough" to cape widl

increasingly distressing symptoms (Woodward 1993). This style of coping is culturally

reinforced (Woodward 1993; Wheeler 1993), and seems to be maintained wben otbers do

not believe sufferas are sick (Wheeler 1993). But in tbe long nID "pushing tbrough" might

he detrimental since symptoms worsen with activity and people in a wealœoed staœ may be

more susceptible to complications from injury and infection (Woodward 1993). Sufferers

who maintain tbeir activite5 following diagnosis, may do 50 10 Iœep the diagnosis secret

(Ware 1992). But wbile maintaining activity protects function, suiferets pay a priee in high

anxiety levels (Ray et al. 1993). Anxiety could presumably he related to bath the strain of

keeping the j1Jness secret and the strain of trying to Iœep up while experiencing severe

mental and physical distress.

Sorne suffereJs withdraw and isolate themselves (Schweitzer et al. 1995; Ware

1992). This type of social disengagement allow sufferers 10 avoid demeaning comments,

but they aIso preclude opportunities for much needed social support (Ware 1992). Otber

sufferers are more confrontational with detractors. Wbeeler (1992) found tbat sorne women

used what she ternis a feminist approach, in which they were assertive and refused to

silently acœpt doctors' judgmental attitudes. They insisted on a differen~ more respectful

working relationship. In a similar vein, Ware (1992) found tbat sorne sufferers rejected a

psychiatrie diagnosis by pointing to the somatic nature of their symptoms, objective

findings such as swollen glands or increased viral liten, and previous experiences with

depression that were different from their current illness.

Finally, some SuffeœiS acc:ommodate to the illness. Accommodation may reguJate

symptom fluctuations and reduœ exacerbations tbat olten follow moderate aetivity (Rayet

al. 1993; Wheeler 1992; Ware 1992; Woodward 1993). It involves active assessment and

planning, slowingdo~ taking caœ ofoneself, and gearing aetivity to bodily eues (Rayet
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al. 1993). To make these changes in level of aetivity, suffeters must moum the loss of a

previous lifestyleand social identity (Clarke and Browning 1993). But accomodation may

eventually belp suffere15 to graduaIly consttuet a new identity, to set goals tbat fit tbeir new

health situatio~ and be less driven by societal expectations (Woodward 1993; Wheeler

1992). Accommodatiœ preserves emotiona1 health al the expeose of sorne funetiœ (Ray

1993).

The illness experience studies are relatively new and few in number. No doubt they

will show tbat CFS suffeœrs have much in commœ with other cbronic illness sufferers.

But they also present the opportunity to delineate the unique ways in which a cœœsœd

illness impacts on sufferers' lives.

Summary and General Study Questions

l'be pœceding review shows considerable debate about and discootent with the

naming and framing of CFS. Sorne sufferers and doctors abject to the label, the case

definitions and diagnostic guidelines, and casting the illness as physical or psychologicaL

The illness experienœ literature describes the impact of CFS, sufferers' ways of coping,

attributions, and help seeking experiences. Together, bath the biomedical and illness

experience literature suggest that CFS is stigmati1ed by characterizations of malingering or

psychological disorder and legitimized when it is considered a physical iUness. But the

evidence does not suggest that any one position is more convincing tban another. Thus,

identifying the bases on which suffeters and others stake out various positions became the

focus of this study.

This study differs from the existing literature in several ways. Fint, most of the

medicalliteratuœ reflects academic medicine's response to the ilJness with the objective of

finding out its cause, pathophysiology, and effective treatments and widl less empbasis on

the clinician in the field. Woodward's dissertation (1993) shifts that empbasis and focuses

5 1



•

•

•

on why clinicians weœ œluetant ta mate and give the diagnosis. The present study also

examines how CFS impacts on clinicians in the field, how they make the diagnosis, bow

they deal with an illness tbat is difficult to manage and bow they decide on detinitions of

the illness.

Secon~ the literature on sufferers' illness experiences inevitably addœss the issues

of stigmarizarioo and legitimation. The present study covers similar grounds, but stigma

and Iegitimatioo are the major focus. As weil, it higblights the IOle of support groups in

coping with CFS wbicb, 10 the best of my knowledge, bas DOt been addressed

systematically elsewhere. 1bir~ the literature is virtuaIly si1ent on the impact of CFS œ

private disability insurance, although it is known ftom sufferersr accounts that disability

compensation is a major issue. To date, there is only one published study on the subject.

Uoyd and Pender (1992) estimated tbat CFS costs the Australian govemment $26 million

peI' annum in bealtb care, sickness benefits and invalid pensions. In 1990, a Medical

joumalist covering the annual meeting of the camdia" lite and Health Insuqnœ

Association, reported tbat one company estimated tbat CFS accounted for 88 out of 20,000

or 0.42% ofits group disability claims (U:lchky 1990). Although this nomber is small, the

age of claimants, indefinite duration of the iUness, and high pre-disability salaries, makes

CFS a potentially costly ilIness for insuranœ companies. In the present study, l explore the

non financial impact ofCFS on insurance companies.

Finally, tbrough sufferersr accounts it is clear tbat familles are sometimes deeply

affected and family relations often become strained. But the family's perspective 00 the

experience of living close to someone with CFS bas not beeo addressed. The gaps

identifiOO in the literature and the conclusion that the evidence does DOt cl8arly support

eitber legitimizing or stigmatizing the illness 100 to the following two main study questions

as weil as severa! subsidiary ones:
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1) How do people in crucial social mies stake out positions tbat stigmatize and

legitimize CFS wben 50 much about the jJlness œmains in dispute?

2) How do sufferers maintain tbeir illœss convictions in the face of widespread

disbeliefand suspicion about CFS?

How do sufferers and otbers define CFS1

Wbat are the bases of these definitions?

Do the definitions ofotbers legitimize or sâgmatize the illness1

How are sufferers and otbers affected by CFS?

How do tbey manage the impact?

What is the relation between impact and stigmarinrion or legitimization?
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CHAPrER2

RESEARCH MElHOOS

Once the decision was made to examine multiple perspectives on

stigmatization and legitimation of CFS, a study of four related cross sectional

investigations was designed 1 wu inteœsted in a range of societal reactiOllS from

people whose views and behaviors were informed by dealing regularly with sufferer5y

not simply by media publieity, or Iiterature from support groups or the medical

profession. The methodological challenges lay in developing sampling and recruiunent

strategies as well as interview schedules that would tap bath common elements across

groups and elements that were specifically relevant 10 each group. Prior to condueting

the study, 1had informally interViewed six sufferers, two doctors, and two insurance

representatives about CFS and formaIly interviewed twenty one CFS subjects for a

large Somatie Syndromes Project (Kirrnayer, Robbins & Taillefer 19(5)L. These

interviews contributed 10 the development of semi-structured interview schedules for

the samples of familles, dac1Ors, and insurers.

Sampling and Recruitment Strategies

Originally, the study was ta be condueted in one large metropolitan area

Montreal, with the sample of sufferers drawn from the Somatie SYndromes Project.

Samples offamily, doctors, and insurers were to be drawn specifically for this study.

1The final report to the granting agency was published in 1995. Kirmayer.
Laurence 1., lames M. Robbins. and Suzanne S. Taillefer. 1995. Deyelopment
and ValidatioQ Qf a S'mctoRd DillQQstic InterYiew for Fonclional Somalie
Sygdromes. Final Report to the Fond de la Recherche en Santé du Québec.
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Sïnce there was no way to identify the family or friends of people with CFS, tbey

would have to he referred by sufferers. But doctors and insurers could be recruited

either through sufferers' referrals or tbrough professional and organizationallistings. 1

chose to use sufferers' refem.ls.

SuffeJets' referrals were more useful tban organiVltiooal lists given the

resourœs available to conduet the study and the decision ta restriet doctors and

insurers to those who have had experiences with CFS. Sufferers see a range of

physicians which minors the range of their symptoms. Therefore, porential doctors

that would have to he considered included general practitio~ general intemists,

family medicine physicians, neurologists, psychiatrists, infectious disease specialists,

immunologists, and rbeumatologists. Even in a single large city, lists of these doctors

would he extensive. In adcition, tbere are 150 Life and Health Insurance companies in

Canada that could posSlbly bave been involved with CFS claims. However, official

lists give no advance indications of whetber insurance companies or doctors have

experience with CFS. Fmdïng those who had reguIar contact with CFS sufferers by

random mailings or telephooe caUs could be time consuming and inefficient.

Comprehensive mailings or calls, on the other band, would be prohibitively expensive.

For these reasons, l asked sufferers to provide names of: one or more doctors they had

seen, a significant other who might be willing to discuss what it was like having

someone close with CFS, and their insuranœ company if they had ever received

disability compensation. Sufferers were given the opportunity ta peruse the interview

schedules ta be used with others if they wished to do 50 before providing me with

names.

For ethical and practical reasons, 1 decided tbat doctors and insurers would not

be asked about the specifie sufferers who bad referœd them. Instead, they would be

asked ooly about tbeir general approacbes to people widl CFS, their views on the

condition, and bow the condition had impacted on their business or practice. To move
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beyond a purely modal pieture, doctors and insurers would aIso be asIœd about typical

and atypical cases.

The decisiOll was based on four assumptions. F~ 1 believed tbat a general

approach would he more accepIable 10 doctors and insurers as well as ta sutferers on

ethical grounds. The traditional relationship between sufferets and insurers and

sufferers and doctors is based on the principle of confidentiality which is enshrined in

professional. codes of ethics. Recent privacy laws in2 canada bave strengthened this

principle by requiring individuals and organi7JItio~that bave a fiduciary relationship

with the public, to obtain written consents from individuals before releasing

information to third parties. Even if sufferers' consen~ 1 heüeved that doctors and

insurers would not agree to an interview 10 discuss identifiable individual cases.

Second, 1 assumed that many sufferers would baIk at consenting to have persona!

information, that they might be unaware of, disclosed 10 a third party. After ail, not

many people know the contents of their own medical files. Such disclosures would

aIso put me in an untenable position if sufferers asked me about the contents of their

files. 1 would have to withhold from them information to whieh they had allowed me

access in the first place. But if it was c1ear that no personal information would he

sought, sufferers might be willing to provide me with names with no expectation of

obtaining reports oftheir files. Thini, it was assumed that doctors and insurers might

be less wiUing 10 partieipate in the study if it meant having to review specifie files.

2 ln January 1994- the aet respecting tile protection of personal
information in the private seetor- was passed into law. On the one handy it
aims to ensure the confidentiality of all personal information recorded in
the files of private corporations in Québec and on the othery it allows
individuals to have access to theu files under specifie conditions. The
individual may have access free of charge, but transcripts require a small
fee. The person may have information corrected and information not
authorized by law deleted- since only personal information necessary to
the purpose of a file may be recorded therein. Corporations must inform
the public of where files may he accessed as weil as the metbods by which
tbis may be done. (The Iournal-vol 1 number 4 mar/apr 1994- supplement
to L'infirmière du Québec p.4)
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Finally, it was assumed tbat doctors' and insurersl who reguIarly deal with CFS

sufferers and elaimants do not respond in an arbitraty and ad hoc manner. Ratber9 they

useguide~ eues, or principles, even if vague or unarticulated. Therefore, general

or patterned responses might aetua1ly retlect how doctors and insurers had behaved

widl any given sufferer more accurately than reconstructions of specifie cases from

memory or notes.

Two modifications were made to the original plan to use one large

metropolitan site and to recruit subjects from the Somatie Syndromes Project. Wben a

large enough sample of sufferers proved more difficult 10 obtain than had bœR

expected, it became obvious that the size of other samples generated through suffeiets

was also at risk. Not all sufferers could name a significant other who they thought

would he wilIing to he interviewed and not aIl sufferers were involved in disability

compensation. lbese issues in the patient sample thœatened to reduœ the size of the

other samples. As a result, a second large metmpolitan area- Toronto was added 10

increase the sample ofpeople with CFS and suppon groups were approaehed to recroit

subjects. The remainder of this section describes the recruitment of the four samples

and discusses issues related to the sampling technique.

Sufferers and family members were initially contaeted by telephone and

doctors and insurers were sent an introduetory letter. The aim of the letters was 10

assure potential subjects that 1 was a bona fide student, carrying out research that had

been reviewed and approved, and that would he supervised. [ felt this was necessary

in view of the negative publicity that bath doctors and insurers have received regarding

CFS. 1 thought my requests might he met widl suspicions about who [ was and what

my 'real' purposes were. The letters oullined my status as a doctoral student, the

purpose of the study, the nature and approximate length of the interview, assut3llce of

anonymity, and advance notice of a foUow up telephone call. Members of my thesis
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committee agœed to aet as appruprïate contact penons, sbould a problem arise (See

Appendix A for letters).

Wben sufferers and family members were first contaeted by telephone, a

standard approach was used to convey the information about the study that doctors and

insurers had œceived by letter (see Appendix B for standard phooe caIls). AIl potential

subjects were given the opportunity ta ask questions before deciding whetber to

participate. These discussions lasted from a few minutes to a1most an hour and coveœd

issues such as who was funding the researcb, conœms about cœfidentiality, the

reason for my ehoice this particular tapic, the number of other participants ta the time

of my call, and practical payoffs of participating. The most fœquent reaction from

sufferers and ftom some insurers and family members was appreciation that someone

was taking an interest in studying the condition. A date, time and meeting place wu

ammged with subjects who agœed to participate.

CES sufferers

Forty four subjects were recnrited from three sources. Some subjects were

approached at the lime that 1 was ananging a brief (fifteen minute) one month follow

up for the Somatie Syndromes Project and asked if they would he willing to participate

in the present study immediately following that interview. These subjects were drawn

from the practices of pbysicians. Of a possible twenty two subjects, four declined.

Two others did Dot believe that they had CFS despite their diagnosis, and another had

a chronie psychiatrie disorder that migbt have explained sorne of the symptoms. These

three subjects were not asIœd ta participate in the eurrent study. The remaining fifteen

subjects agœed ta panicipate.

Support groups became a second source of subjects. 1 sought pennission from

leaders ofone urban and one suburban support group in Montreal to address a meeting
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to explain the purpose and conduet of the study, answer questions, and leave written

instructions for contacting me (see Appendix C). The two leaders aIso provided the

names and telephone numbers ofa few people who were oot present al the meeting but

who they thougbt wood be inteœsted in participating. Twelve subjects were recruited

in this way. Leaders of associations in the two cities were a tbird source of subjects.

They provided narnes of members and 1 contacted these people. One subject wbose

name had not been proposed, contaeted me and as1œd 10 participate. This penon

would not reveal how she came to know ofthe snadyy saying oo1y: ·Yœ can1 conduet

a study like this, without the grapevine hearing about it Il This, in a city of some (wo

million people! Two people could not he œacbed after repeated tries and two refused

yielding a sample of sixteell people referred by association leaders. The forty four

people who agreed to he part of the study represent 87% of tbose asIœd.

Criteria for inclusion of suffeœrs were held to a minimum. Sufferers had ta

speak English and have a diagnosis of CFS from a medical doctor. A medical

diagnosis was important although the reliability of the diagnosis cannot be ascenained.

As the review of Medical issues showed, there is no standardized way to diagnose

CFS in general Medical practice. As a resul~ different doctors may use different

criteria. In addition the problems in diagnosing the condition may increase false

positive cases. However, it was assumed that a physician's diagnosis is more reliable

than self diagnosis because of physicians' greater knowledge of other conditions with

similar symptoms and because the process of diagnosis involves eliminating other

plausible explanations for symptoms. 1bus, physicians were lilœly ta have made sorne

attempt to exclude other conditions prior 10 diagnosing CFS. Il may seem contradictory

to insist on a physician's diagnosis while acknowledging the problems of unreliability

of such diagnoses. But an important aspect of this study was to examine others'

reactions ta people who presumably had a legitirnate diagnosis of CFS. A further

important issue was ta examine what suffereis' experiences were like once they had
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reœived such a diagnosis. One persoo was excluded from the analysis alter it became

clear, weIl into a lengthy interview, tbat a physician had not confirmed bis self

diagnosis. The final sample consisted of forty tbree people who acknowledged that al

least one physician had confirmed the diagnosis ofCFS.

Sixty three percent of the sample were women and 37% were men. Forty four

percent were marri~ 21% divorced. 30.2% had never been married, and 4.6% were

widowed. Twenty six percent were in school or working full or part time. Sufferers'

Median household incorne (ell in the $30, 000 to $39, 999 range. In general, tbey were

weil educated with 15.4 mean years of schoal which iodicates sorne university

training. Years of schooliog ranged ftom 10 years to 20 or more. The earliest and Iatest

ages at which the illness began were 15 and 58 respectively, witb the Mean age al ooset

being 34.2 years. Sufferers had bœn ill for an average of 7.0 years.

Si&J1ificant 0thers

Sufferers were asked for pennission ta contact a signfficant other who would

he willing to discuss how they understood CFS and how they had been affected by

having someone close with the condition. They were offered the opportunity to review

the interview guide which would be used for family members or other significant

persans. Twenty eight of the forty two sufferers suggested someooe. Four family

members declined and one could not he contaeted before 1 had 10 leave Toronto. l'be

rernaining fourteen subjects did Dot suggest someone for a variety of reasons, but 00

refusais followed perusal of the interview schedule. Sufferers refused because they

had no close family or friends in their respective cities, they did not feel comfortable

offering the names of others, significant others did not know they had CFS, family

members were themselves severely il), or were minor children. Eighty two percent of

the significant others who were contaeted, agreed to participate. The final sample of
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twenty three people included friends., paren~ spouses., adult children and a sibling.

Sixty nine percent of these family members and fiiends were working. They were

generally well edncated with 16.2 Mean years of scbooling.

Ipsuren

Eighteen people with CFS weœ receiving some fonn of income replacement.

Two were being paid {rom govemment programs., two from professional associations

and the rest from eigbt privaœ insuranœ companies. The latter were the focus of my

interest. A ninth company may have been involved, but one persan declined to give the

name of bis insuranœ company even after reviewing a copy of the interView schedule

that would be used with insurers. One persan asked me not 10 contact bis company and

1agreed. Six of the eight companies were eventua1ly contaeted, one of wbom refused.

The remaining five were supplemented by six other companies., who had experience

with CFS., though not with sufferers in the study. These companies were suggested by

other insurance interviewees. Eleven companies., representing 84% of those asked.,

agreed to participate.

Although this is a small nomber, an internaI survey conducted by the industry

to determine insurers' experiences with CFS, netted interest from twenty one

companies and aetual data from only twelve of the one hundred and fifty Life and

Health insuranœ companies in Canada. (personal correspondenœ)3. The small

participation mle may have been due to the fact tbat statistical data was sought. My

own requests for such data revealed tbat many companies do not store the type of data

3 The company that conducted the survey refused my request for the final
report citing ethical reasons. Participants had not been informed at the
time of their eDtry ioto the study that resalts would be available to people
who were not members of the Canadian Life and Hea1th Insurance
Association (CLHIA). Their writtea response to my request meationed the
low participation rate.
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1 was requesting or, ifthey did, it was Dot in easily retrievable fonD. Some compmies,

for example, stated tbat they did IlOtcaregorize disability claims by conditions bringing

00 the disability.

Severa} insurers who agœed 10 participate in the present study suggesœd that [

interview people al different organi73tional levels. Some campanies offered the

0ppoltunity to interview more than one penon sinœ disability compensation ïnvolves a

division of labor that reflects the speciaIized tasks of dealiog with a claim. The sixœen

people who were eventually inœrviewed included underwri~ vice presidents~

rnedical consultants, claims or benefits supervisors, adjudicators and rebabilitatiOll

consultants. They had been working in insuranœ for two years 10 twenty years. They

estimated that they had seen ftom two ta aImost three hundred CFS suffeœrs.

Doctors

1birty two CFS sufferers supplied names of twenty two heaIth professionals

with whom they had dealt. Telephone caIls were made approxirnately one week after

the estimated arrivai of the introductory letter. Up to two caIls were made. Potential

subjects were dropped if they did not respond ta messages left with their offices within

a three week period after the second call. Based on this criteria, five physicians were

dropped. Two could not he contaeted at all after repeated attempts. Perhaps they had

moved or retired. Two other physicians refused. Thirteen health professionals agreed

to he interviewed in persan or by telephone. My own professional network referred

two other physicians ta the study. Fifteen health professionals participated for a

response rate of65~.They included general practitioners, mental health professionals

including one who was not a physician, infectious disease specialists, immunologists

and rheumatologists. There were tell males and tive fernaIes. They had been in practice
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from six 10 seventeen years and individually bad seen from six to almost one hundred

cases.

Diydvaotages and adyantages ofthe pmplin& technique

AIl four samples were non random, criterion-based samples. Sufferers had to

have a diagnosis of CFS and others had to have had regular direct or indirect contact

with CFS sufferers. The strategies for generatïng the samples taise two related issues.

Firs4 1 was seeking a broad range of views and reactions from people who deal.

regularly with CFS sufferers. One method of eüciting diverse perspectives on a

phenomenon is to sample for maximum variation. This type of sampling may allow the

emergence ofviews from people Ieptcsenting a range of power (Fay 1987) and also

surface positions that cballenge the researcher's a priori or incipient hypotheses (Guba

and Lincoln 1989 cited in Crabtree and Miller 1992: 37). The groups of doctors,

insurers, and family members are diverse with respect 10 their specialties,

organintional roles, and relationsbip to sufferers. They also stand in various power

relationships to sufferers. But sufferers tended 10 tefer doctors and family members

who were more or less sympathetic ta their plight, althOUgh they did refer a minority

who still had doubts about the illness or had done 50 in the past. Also, the insurers

who agreed to participate did not include anyone whc completely rejected CFS,

although severa! admitted to doing 50 in the past, and sorne remained skeptical. As a

result of the referral patterns, self selection, and possible social desùability biases in

responses, the sample probably does not achieve maximum variation. Rather, it

underestimates negative reactions to sufferers.

A reJated issue concems the use of support groups and associations as sources

of the sample of sufferers. Sufferers who joïn support groups rnay slwe common but

unknown characteristics that influence tbem both ta join groups and to respond in
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similar ways. 'IbO$, they may provide a specifie view of the pbenomenon. As we~

groups themselves migbtinfluence the views that suffeœrs eventually hold. However.

the inclusion ofa group of sufferers tbmugb physician refenaIs. increases the chances

ofobtaining a broad cross sectiœ ofsuffereis with a variety of illness experiences.

Sufferers referred by physicians were somewhat diffèrent ftom those refem:d

by support groups. The physican refened group had more women (73" versus 61~).

1bere were no differences in the perœntage of suffeœrs who were currendy married

(46.6 % versus 46.2%) but the physician referred group had fewer divorœd people

(13% versus 19%) and more people who had never been married (40~ versus 27%).

This rnay he related to the fact that almost 75% of the physician referred group were in

their early twenties to early thirties at the time of onset, while only 37% of support

group sufferers were. None of the physician referred group weœ widowed but a small

number (7.1 %) of support group sufferers were. More ofthe physician referred group

were working (27% versus 15.4%) and tbeir median household income was much

higher than that of sufferers {rom support groups ($50,000 ta $59,999 range versus

$20,000 ta $29,999 range). The mean yean of education was slightly higher for the

physician referred group (16 versus 14.1). This group became sick al a younger age

(mean age ofonset was 32 versus 35.7 years) but there was no difference between the

groups in the average duration ofillness (7.0 versus 7.2 years).

The advantage of using support groups and associations in studying a

stigmatized condition is that it greatly facilitates access 10 sufferers. People with

stigmatized illnesses may manage infonnation in ways i3Ilging ftom total concealment

to being public spokespersons. Indeed, one sufferer who Iived at home could not

provide me with the name ofa family member because the family wu unaware of the

siwation. Concealing illness ftom family members living in the same bousehold bas

aIso been noted in people with epilepsy (Scambler 1984). In contrast, another subject

has spoken out on televised documentaries of CFS. The depth of conceaIment that
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sufferers may desïœ, places leaders of associations and support groups in a

>-gatelœeping mie. IndividuaI leaders played out tbis mIe diffeœndy. In ODe city, tbe full

names ofpotential subjects were given to me in a matter of fact manner. In the other,

one leader felt stroogIy tbat ooly tirst names sbould be provided. Some sufferets who

were suggested bad expressed a general interest in participating in CFS resean:h. But

others were probably contaeted specifically to asœrtain whetber tbeir names couId be

passed on ta me.

Besides the human gatekeepers, suiferas had teebnologic:algatek~s. Most

suffeters had telephOlle answering machines or caU display which shows the number

from whicb calls originate. In many cases, my first attempts ta contact suffcieis by

phone were divened ta answering machines. Initially 1 did not leave messages. But

after many unsucœssful attempts ta reach people at various tilDes ofclay, 1 began 10 do

50. 1 suspect tbat sufferers used these machines not onIy ta record messages when they

were unavaiIable, but to screen and control who had acœss 10 theiiL 1began 10 leave a

simple message: "X (support group/association leader) gave me your name and said

that you might be willing to talk to me" along widl my name and number. The call was

always retumed. The names of support group and association leaders were probably

an imPOrtant entree to sufferers, since they provided a clue ta the reason for my ca1l,

without revealing information that suffetetS might wish to conœal from others in their

household ft is quite likely that many thought that 1 was a fellow sufferer seeking their

support. When people were reached diœctly, the names of association and support

group leaders probably indicated that 1 had aIœady passed a first levelof scœening and

should at least be gjven a hearing.
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Sources ofdata

The main sources ofdata for the study came from interviews with sufferers, a

family member or close frien~ heaIth professio~ and iqnesmtatiVes from

insurance companies. Support group documents supplemented interviews with

sufferers. These documents provide a level of response to negative reactions that is

different from the individual interviews. Two insuranœ companies provided small data

sets that COI((borated and extended the interview material.

Procedure

N"mety seven interviews spanning two large and two small cilies in Canada

were condueted in the period from JuIy 1993 to October 1994. Interviews took place in

people's homes, their offices, my office, or in neutral public places such as coffee

shops Of, in good weather, in parks. A few doctors were interviewed by telephone.

These doctors were retwning my follow call to an introductory letter, at limes when

they had fifteen minutes or so to answer questions. 1 lOOk the opportunity to do the

interviews by phone rather than risk losing them by insisting on face to face meetings.

Differences between face ta face and telephone interviews seemed to be a function of

time rather than the medium. Doctors seemed to relax with lime and provided more

details in longer interviews.

AIl panicipants who were interviewed face to face were asIœd ta sign written

consent fonns that included: the study's purpose, areas of questions to he asked,

approximate lengtb of the interview, assurance of anonymity, the option to witbdraw

from the study al 30y time, and thesis commiuee members ta contact should there be

questions or concems about the study. A separate statement, requiring a separate

signature, was added at the end of the consent form seeking agreement to tape the
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interviews. Sufferers were aIso asIœd to sign a separate consent form agœeing tbat 1

could contact a significaot other. (See Appendix D for the five types ofconsents).

Seventy eigbt percent of those who agn:ed 10 face to face interviews aIso

consented to taping. lbese tapes were Iater transcribed. For telephone interviews and

interviews in which people refused to be taped, notes of key words and phrases were

taken. These notes were elaborated as 500n as poSSIble after the interviews.

The four interviews are outlined below. Interviews consisted of demographic

variables, questions on how people understand CFS and the impact that it bas bad on

them. The first severa! interviews in each group ended with a general question asking

whether from the œspondent's perspa..'1ive important areas bad been omitted As a

result of this query, one question about views on support groups was added for

insurers, and one question about sufferers' experiences widl help seeking was added

to the interview with family members. (For the full interview schedules see

Appendices a F, G, and H)

patient Interviews

The interview schedule for people with CFS was modified from the Somatic

Syndromes Project which consisted of a mixture of structured and semi structured

questions. During interviews that 1 condueted for the Somalie Syndromes Project, it

became clear that CFS subjects wanted ta respond with finer differentiations and

nuances than allowed by struetured, forœd choice answers on Likert type scales.

Therefore, in the current study subjects were given brœd latiblde 10 elaborate on

answers to any questions including those that were struetured and forced choice. These

questions were retained in the present sbldy to provide gross validation of information

on the same issue gatbered at different points in the interview. This fonn of

triangulation or getting the same information in different ways, is one way in which

information may he compared for consisteney in a cross sectional study 5uch as this.
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Questions were not repeated ifsufferers had already responded to them in the

process ofanswering an earlier question. Insfead. l parapbrased my Wlderstanding of

their responses, and as1œd for tbeir confirmatiOD. The interview schedule was used to

assure tbat ail areas of inœrest were covered. Ifsubjects did not spontaneously address

issues in response to the question asked, probes were used to elicit the informatiOD.

Interviews with sufferers focused on five main aspects: symptom experiences

includingon~ duration, severity and pattern ofwaxing and waning; the impact of the

illness on roles and funetioning; suffererst beliefs about cause; attempts to manage the

illness through help seeking and treatment; and reactions ftom health professionaIs and

disability insurers ifapplicable.

Family Interyjews

The interviews with family or others close 10 sufferers, covered three main

areas: knowledge about sufferers' experiences sucb as when symptoms began, the

duration, severity, help seeking and pattern of relapses and remissions; ideas about

cause and treatments that migbt he helpful; and how having someone close with CFS

had affected their lives.

I"suret Interviews

Insurers were asked about five main areas, the companys routine handling of

claims; experience with CFS claims; responses to the challenge of CFS and views

about cause and duration of the condition. Insurers were also aslœd about their specifie

roles in dealing with CFS claims. Questions about the companys experience with CFS

claims included the adjudication process, changes to the process over time, the longest

and shonest periods for CFS and when claims began. A question on insurers' views
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of support groups was added al the suggestion of the tint persan who was formally

ÎDterviewed.

Doctor Intcn;ews

Docrors were asJœd to respond to five areas: their approach to diagnosing,

explaining and treating CFS, their views on support groups and alternative therapïes,

whether tbeir thinking about the illness bad changed over time, impressioos of typical

and atypical patients and what wu most challenging in dea1jng with suffen:rs.

Analytic strategy

The analytic strategy for the interviews consisted ofexamining the data at thœe

Ievels. First, transcripts of each interview were summarized according to the broadest

content aœas of questions. Summaries were tben pooled acc:ording to categories and

read and reread for recurring thernes and variations in the first gross categories.

Tbrough this proœss, it became obvious for example that doctors were proPOsing

three tyPeS ofcauses ta explain the conditio~ five different labels, and the same three

modalities of tteatmenL It also became clear that doctors fcel the impact ofCFS as they

define, diagnose, explain and treat the illness.

At this point, [ developed codebooks with operationally defined codes and/or

subtle exemplars. Since 1did not have a second coder against whom to check the fit of

data ta the categories, 1 followed Mües and Huberman's (1994) suggestion that lane

researchers recode a percentage of the data a few days aftec the initial coding. 1 recoded

20% of the data from each group. Discœpancies were matched against definitions and

other examples before a final decision was made. 1 also reviewed the material for

information tbat did IlOt seem to fit the existing codes, information IlOt previously
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recognized or known, and links between categories of information. 1bmugb the latter

process 1rœ1ized tbat tn:mment failuœs affect clinicians most deeply.

In the second Ievel of analysis, 1 tried to CODDect the findings to some largec

picture of the group. lbUS, doctors' reactions as tbey defined, diagnosed. explained

and tried to treat CFS suggesœd abat tbey were merely caJrying out their usual

functions associated with the mIe of physician. But the outeomes weœ particularly

unrewarding as patients did not get weIL It seemed tbat doctors were exercising the

authority gnmted by society in a situation where they had ütde basis for beiDg

autboritative. This level of analysis connected the more obvious findings to deeper

aspects of the societally mandated role ofphysicians.

The third level of analysis, which is presented in the final chaptec, compared

categories of information across the four groups searching fcx" similarities and

differences in others' reactïons. One finding that emerged ftom tbese comparisons is

the fact tbat people in different social locations have access ta different information

about sufferers. Sorne family members see sufferers on a daily basis, with aIl the

variations in severity that occur over exteDded periods ofmonths or years. Doctors see

patients intermittently, even if reguJarly, and only for brief periods. Insuœrs see

patients least of ail. Depending on their job, sorne insuœrs work oo1y with paper,

although they reœive repaRs fmm their own empIoyees who May see claimants. The

relatively more delached position of insurers provides tbem with a different pieture of

sufferels' experienœs, which in tum MaY ir.fluence their reactions.

Ethical considerations

The overriding etbical conœrD during data collection and the writing of this

report was the anonymity of subjects. 'Ibis conœm apptied as much ta suffeietS as it

did to those who react ta them whether sympathetically or not. It applied within groups
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and across groups.. The concem wu bigbUgbted because of die small size of the

samples, sorne participants lmew eacb otber, and in SOlDe cases, the groups

repœsented power diffeœntials and competing inteœsts.

AlI subjects weœ infOiUIed tbat the œsaIlCh included interviews widl people

from the other groups. On a few oœasions, numbering perhaps six out of the ninety

seven interviews, subjects asked for identifying information on otbers witbin tbeir

group or across groups. For example, one insurer asIœd wbat otber companies l had

sampled. A few suffaas asJœd whetber 1 bad interviewed anotber sutTerer wbom they

knew or wbat a family member bad to say about them. 1be very rarity of these

requests was a problem because it wu WJeXpeCted. The issue was not tbat l had to

absolutely guarantee the anonymity of ail participants. But my response bad to bath

guard the idenûties of subjects and demmsttate sensiûvity to those maJcjng the

requests. As well, sorne of tbese œquests came at the time tbat l was asking

prospective subjects ta participate in the study. My strategy was to point out tbat just as

l bad promised tbem anonymity, should tbey agœe to participate, 1 bad aIso made the

same promise 10 ail otber participants. No one refused to cooperate witb the study

following such an explanation. In filet, it might have inaeased tbeir cœfidenœ that

their own identities would Dot be disclosed.

A more difficult issue is reporting data in a way tbat acbieves a balance

between including so much context tbat the penon may he identified by a series of

small events or cbaracteristics and decontextualizing the data and lt.aefoœ distorting its

intent or introducing biases. This was especially problematic wben family members

disclosed information that they inconectly assumed tbeir sick relative had already told

me. Or, when they presented a view of their relationship with the sufferer that was in

marked contrast widl wbat l bad been led to believe. In sucb cases, the infonnation

was summarized ta its essence, without identifying details, and the gender of the

sufferer or relative was cbanged in the report.
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Possible physical and emotional effects of the interview on suffeœrs wu a

second conœm. Defere the interView hep», suffdetS 'Nere told tbat if tbey felt

fatigued at any tilDe they should taIœ a bœakor cœânue the interview al a laœr date.. In

additiOlly at various points in the interview 1 offeœd subjects tbe opportunity to laJœ a

break. Only one penon completed me interYiew owr two sessions. 1bat interview

Iasted some five bours. Severa! lOOk sbŒt bœaks during the interview because of

fatigue.. 1 aIso suggested breaks wben strong, oegatiw or painful feelings were

obviously close ta the surface. A few cried as !bey mralJM leactions of otbers or die

impact of the illness 011 their lives. At tbese tilDes, 1 gave suCeras the option of

discontinuing the interview. No one did 50. 1 sat with them and asked what. if

anytbing, had belped tbem to cope with these diflicult issues. This gave them the

opportunity to review how they had been able to carry 011 despite tbe effects of Ibis

illness on tbeir lives, or in some cases to œveal the œnttal meaning that Ibis illness

beld for them. In one case, no coping strategies seemed effective and in two others, the

deptb of tbeir emotions ÜDgeœd tbrough the teSt of the interview. The majority, wllo

commented, appreciated the oppmlUllÎly to tell their story in its entirety. Some felt tbat

they could no looger discuss their illness experience wim fiiends and family who bad

grown tired of hea.ring about il.

Reliability and VaIidity

Ifthe researcber is coosideœd the instrument in qualitative studies the questioo

ofreplicability may seem mool Nonetbeless, some qualitative reseaœbers bave begun

to argue for bettec descriptions of methods and procedures that could facilitale

replicability (Miles and Huberman 1994 ). In Ibis aa:ount, 1 bave provided a detaiIed

description of the conduet of the study including ail major decisions and œvisioos as

well as the underlying assomptions or ratiooale.
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The study reliecl mainly on SUbjects' recall in die period of a single interView•

Threats ta the validity or ttulbfulness of die data arise ftom tbis metbod because of

recall aœuracy, biases in presenting information in die best or worst possible ligbt, and

intentional1y scœening and withbolding information because trust in the œsearcber may

not bave been establisbed Triangulation of metbods and sources ofdata wae the main

means assuring the trustwordùness of the information. Some aspec15 of the intemal

consisteney of namuive aa:ounrs could be cbecked by single st:ruet1lœd questions.

Family members pnMded die bat emmal valiclatiœ to the main elements of

sufferers' accounts. But the general accounts of their doctors' and insurersl were also

largely consistent with wbat suffetas bad reported. Where discœpancies were found,

the narratives provided clues 10 explain such findings. For eumple, when diffeœnt

sufferers repated different reactions from die same doctors or insuœrs. the aa:ounts

of doctors and insuœrs sometimes revealed tbat OVa' time sbifts bad ocx:urœd in tbeir

ideas and approacbes.

Finally, based on the work of Kuzel and Lilœ (1991), Ctabtœe and Miller

(1992) suggest tbat the vaüdity of conclusions is S1œllgthened by sampling strategies

that search for subjects wbo disconfirm a priori bypotbeses or emerging theories, by

"thick descriptions" of settings and contexts, by connections wim existing theory and

by delineating the geoeraliDbility of the findings (CIabtree and Miller 1992: 86-88).

The intent and limitations of the samplïng strategy have a1rrady been discussed. In the

empirical chapters, 1contextnaJiJe the analyses with qualifiers of themes and patterns

ta the extent that they are known and linkCODclusiœs ta the appropriate literature.
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CHAPI"ER3

THECHALLENGETOCLINICIANS:TREATINGlHEPATIENT
Naf nIE DISEASE

-Our ultimate goal is ta~ a1ways the patient never the dï.sease•••• Crawsbaw (1990)

Contlicting medical findings and opinions about CFS left the practicing clinician1

with a fundamental problem: how 10 think about and manage an illness in which patients'

self reports are largely uncorroborated by physical examination and Iaboratory findings. In

such circumstances, each clinician must decide on the illness' reality and nature as weil as

approprîate treatments. This chapter describes fifteen clinicians' struggles with such

decisions. It shows how their perspectives and reactions were shaped by the inœrplay of

three elements of their social location: frames to assess and dispose of unconfirmed

complain~experiences with patients, and the cultural authority 10 define and treat illness.

The analysis of clinicians' perspectives draws mainly on Freidson's (1970)

observation that personal clinical experience plays a key mie in doctors' concepts of illness

and on Dodier's (1994) scheme of frames which he developed through studying

occupational doctors2 in France. Freidson (1970) suggested that when doctors do not agree

lSince the sample included one healib professional who was not a physician.
the term clinician will he used frequently tbroughout this ch.pter when
speaking of the sample generally. When speakïng specific.lIy of doctors 0 l'

the process of diagnosis. which involves Medical laboratory examinations that
only doctors may authorize. [ will use the term doctors. In the medical
literature. clinician. praclitioner. doctor and physician are ail use d
interchangeably to denote the practice role. Four doctors were consultants
whose role was to verify the illness or ta confirm there were no other causes
such as infections. Normally consultants do not follow referred patients. But in
this group. ail except one. followed a small group of CFS sufferers.
2 In France occupational doctors perform yeuly job fitness evaluations wbich
employers must tate into account in assigniDg wode tasks. These doctors are
recognized as experts in detennining eligibility for sick benefits. Employees
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on the diagnosis and management ofa contested illness, varying concepts of i11ness will he

sustained by personal cIinical experiences. But these experiences aœ furtber consttained by

"patients' conceptions ofillness [wbich] place ümits 00 the nomber and kinds of cases the

doctor will see, thereby influencing bis conceptions of the components of illness••.[and]

whether or not an illness 'exists'-(Fœidsoo 1970: 277).

Dodier (1994) identifiedoccupational doctors' conceptions of i1Jness by examioing

the frames they used to assess and dispose of complaints with little or no objective

evidence. The diffeœnt frames wbich he derived put varying emphases on objective

findings, strategic bebaviors or motives, and the medical principle of doing sometbing to

help the patienL Of interest to the present analysis are the clinical, solicitude, and

psychosomatic frames. In the classical clinical frame, objective evidence is paramounL

When such evidenœ was weak or absent, doctors who used a strietly clinical frame

seazched vigilantly for secondary gains and often concluded that worlœrs were

malingering. However, similar cases could he viewed through a frame of solicitude in

which patients' subjective experienœs superseded objective findings. Doctors who used

this frame admitted that they could IlOt he certain of what patients were experiencing. They

were therefore willing to give patients the benefit of the doubt and granted them sick rights.

They justified their decisioo by the Medical principle ofdoing something to help the patienL

A psychosomatic frame provided a third option for occupationaL doctors. Here, the doctor

looked for underlying psychological factors, often grievances, to explain symptom

complaints. They could pronounce psychiatric diagnoses and t:reat or Tefer accordingly, or

they could Mediate between the patient and the offending party. Doctors usually used a

consistent frame to assess and dispose of complaints, but sometimes they ruptured the

or employers may request a medical consultation at times other tban the
mandatory yearly examination•
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assessment frame in treatmenl Dodier's aim was ta show tbat doctors· work is far more
:

complex than the classical clinical fiame, descnbed by Foucault (1973)3.

To appreciate clinicians' struggles in dealing with CFS, 1 draw mainly on StaII's

(1982) analysis of medicine's authority to detine and treat illness. Starr (1982) proposed

tbat medicine's claim ta bath social and cultural autbority œsts on specialized knowledge,

developed through rational inquiry and empirical evidenœ. 1bis scientific base gives

Medicine the legiti.macy tbat alIows its definitioos ofbealth and j1Joess and its definitions of

relations witb otber social aetors to pœvail. Tbe scientific base aIso casts~. especiaIly

patients, in a positiœ of dependency. Patients must rely on doctms for aœess ta sick

benefits and for physical and psycbological caœ that may mean the dift'eœnœ between

restoration to fonction and disability or even death. 1 argue tba1 in dealing with CFS,

doctors enter an aœna in which the state of medical knowledge undercuts tbeir authority

and that their responses ta CFS, wbetber stigmatizing or legitirnizing, can be undentood in

terms ofsevere constraints on their ability to act authoritatively.

Frarning CFS: Reality and Nature

Medically defining CFS involves two debates- one about the reality of the condition

the other about its nature. Two issues frame the discussion about reality. The first is

whether CFS is a legitimate ilIness or an example of maJingering. 1bis question arises from

the absence or paucity ofobjective findings relative ta the degree of disability claimed. The

second issue is Dot concemed with reality in the sense of wbetber iIlness eDsts, but with

whether a new SYndrome exists which deserves a separate cIassification. This issue arises
{

because of observed simiJarities between CFS and already classified cœditiOllS, notably

3See also Reiser, S. 1. 1981. Medicine .nd tbe Reian of TecbnololY' Cambridge
MA: Cambridge University Press for a historie" evolution of the cliJlical f ra me
and various assaults on it in the early twentieth century through the mid
19705.
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depression, and because some eHnicians questiooed wbetber the disparate symptoms of

CFS constituted a specifie illness. In this stu~, clinicians weœ not specifically asked about

tbeir views on the reality of CFS, but severa! spontaneously volunteered opinions. To

decide wbetber the iUuess was real, tbey used social judgments about patients, the medical

liteIature, and discussions with colleagues as proues for objective evidence.

Yiews on 'puty

No clinician suggested that CFS patients were malingering, but sorne specifically

underlined why they thought patients were not. Some elinicians found the sudelen onset of

illness and protracted recovery ofotherwise weil funetioning young people unusual enough

to beüeve there was "tbere's sometbing tbere...tbese people are not crazy". Many saw

patients who brougbt Iiterature on the i1lness and its treatments, continued tbeir social roles

long after symptoms began, and attempted to resume aetivities at the first hint of remission.

They evaluated tbese bebaviors as evidence of aetively seeking to resolve the problem,

reluctanœ to enter the sick mie, and eagemess to leave it. They saw no indications of

secondary gains.

When symptoms start they don't stop they nm faster.••they wmt 50 badly te get weU tbat on
good days chey end op putting too much energy out. then they relapse..•dley want to prove...I
am Dot malingering.

Otber clinicians saw patients whose lives had been "ruined by this illness" as they l05t their

livelihoods, tbeir valued active Iifestyles, and their familles. They were aIso bard pressed to

find secondary gains ftom this illness.

These are very intelligent people••.they are reaIly trying [to gel beUer] but with modem Iik 50

complex. a<ld dais to the soup aDd the wbole thiog taus aput.•.Families don't want to deal witb.
i~ Chey don't believe in il. Œ they get fed up aftec moalbs of the persoa DOt doing anytbiDg.
Some get divorœd. 1know Olle (persoaJ whœe wife bad ft. l'bey got divorced. He couldD't deal
with il.
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On the issue of wbether CFS was a new and separate jJJness, sorne clinicians were

doubtfuL These clinicians weœ impœssed by the sirnilarities between CFS and post-viral

fatigue, neurastbenia, and asthenia. Their knowledge of tbese illnesses came fmm tbeir

own cIinical practiœ and the medicalliteratuœ sinœ the terms neurastbenia and asthenia are

rarely used today. To tbese clinicians, CFS wu meœly a new name for an old ilJness.

1 am. Dot CODvinœd Ihat CFS is a new diseue_I tbiDk il is die sune as aeunsdleDia. the
literature 0Il tbal œnditiOll is aimosl die saJDe. [lt is a eue off diffaaIl aames al diffen:at
limes.

1 teU them [patients) chat 1. aDd many odIer doctors see CFS Iike symptoms amoag our
patients widl infectious îllnesses.

Wbat is interesting is how the symptoms of CFS led these clinicians 10 otber poorly

understood and cootested illnesses.

Finally, in terms of the reality of CFS, sorne clinicians initially believed that CFS

was a collection of unreJated symptDIDS ratber tban a discrete illness or syndrome. They

had reason to retbink their position after noting striking simiJarities in suffeœrs' accounts.

As they saw more patients, tbey berame convinced tbat all could not be fabricating the same

symptoms.

At first 1was not really conviDced tbat it wu a syndrome. 1 tboughl il wu a group of diffi:œot
problems. rhis was Dot long ago...as [ bave seen more patients. 1 see more clearly the
similarities in symptoms dwl 1did before.••(now] 1 think of il more as an eDtity dwl a bag of
d.ifferent diagnoses

They were further persuaded that CFS was a bona fide SYndrome by coUeagues who had

considerable clinical experieoœ with the illness and by expert opinions in the literature.

In considering the reality ofCFS, these clinicians concluded tbat the illness was not

a guise for malingering, that it may represent a singuJar syndrome, but it is probably oot

new. They bad ruled out secoodary gains, evaluated patients' cbatacteristics and sick IOle

bebaviors, and examined characteristics of the jJJness. They used a frame of solicitude 10

give patients the benefit of the doubt that illness was present: "these people are DOt

malingering" "tbere's something there". This frame was not constructed from objective

evidence, but from social judgments about patients' cœdtbility. Credible patients fit social
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nonns of sick mie bebavior, statistical nODDS relative 10 age and health status, and

prototypes ofknown illnesses. Cœdible patients also rendered accounts tbat were simiJar ta

otbers. One doctor's colleagues helped to neutIa1ize bis Iingering doubts about whether the

illness was a syndrome. Believing tbat CFS was real, wu the tint step towards

legitimation.

Etio1o&ica1 Frames

AIl eIinicians acknowledged that the cause of CFS is unknown. Wbat they were

willing ta discuss were tbeir own etiological hypotheses. Clinicians variously coosidered

CFS a physical, psychosomatic, or non specifie disorder, or an ilIness combining both

physical and psyehological factors. In psychosomatic i1Jnesses, psychological suffering

underlies physical complaints. In non specifie or heterogeneous iDnesses, J3dI% physical or

psychological factors MaY trigger the problem. DInesses due ta combined causes require

!lQ1h physical and psychological factors. lbese four hypotheses were based on experiences

with sufferers and a selective weighting of the medicallitaature. These hypotbeses were

usually reached after struggling with different causal perspectives and in some cases, they

remain highly unstable. causal hypotbeses may condition expIanations and treatment

decisions.

Combined Etiolœies

By drawing on tbeir knowledge of sufferers' histories, elinicians who proposed

combined causes identified possible risk factors and triggers for CFS. Frequently,

identified risk factors weœ psychosocial They included cuneot or pœmorbid

psychological problems, a family history of psychiatrie probIems, significant lasses close

to the onset of the i1Iness, over commitment ta work and play, and the stœss of being an
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under qualified woman in a demanding job situation. Triggers could he eitber physical or

psychological insults tbat activated the immune system or the physiological stress response.

Whm people were first geuiDg il, 1 noticed tbat il wu primarily femaIe&. 1 said ta myself -15
there a psycbœomalic c....p -MIIIIt heœ'r 1 must admit Ibat 1 subIcribed ID abat al the
begilming. 1bere is a possibility abat a lot of women are goiDg out iDto die competitive
wood witbout the equipmmat. 1 cbl't bow if tbat plays a role...evea tbouIh tbae aœ Ibese
social fadars [DOW] 1 woader' ...wbelber thae is something ."'cking 01' clwnging_.tbeir
euzymes.

Oftm they bave bad a seveœ event in life such as the deaIh of someœe close, loss of a
home.•.aad tben they may be exposai to a viral infection duriDg chis lime. Boda togetber may
lead to the illness•

••.& combiDation ofa puticular psycbologic:al 1IWkeup•••plus a set of jJfanses tbat the patient
may bave beeo exp:lSed ta••• 1bere is probably SOlDe kird of immuœ disturbux:e. WhedJec tbat
immune disturbux:e is lrigeœdby a physic:al ailmeot of SOCle kiDd or wbdher' it is triggered
by the psyche is DOt clear.

There is often a family hisIory of affective dïsorder. subsluce abuse, somatic ilIress- SODle

psyclùaàic overJay. 1 tbiDk family history may put them al some risk. because with Ibis
hisaory. you may have somedliDg liIœ a virus or aœideDt tbat Iriggers a caselde of symptoms.
The variations retlect dlis UDderlying process. but it is peseut in differmt forms.

Physical Etiolœies

In contrast to the model of combined causes with risk factors and triggers,

clinicians who proposed physical causes drew on a brœder range of factors. These factors

included: clinical experiences with other illnesses, the Medical literature, positive

evaluatiODs of sufferers' mental health, and in one case, a vague "hunch". Sorne of these

clinicians had experiences with post viral fatigue or had read about such illnesses. To

bolster their views tbat CFS was a physical illness, some pointed 10 neuroimaging studies,

immune findings, and findings indieating an impaired adrenal response to stress.

Furthennore, severa! speculated about poSSlble pathophysiological mecbanisms thmugh

which physical factors may produœ symptoms. For example, it was proposed that the

body might not be clearing viroses as expected or, that viroses weœ cœating subde changes

in the brain and affecting central energy control functions. But the defining cbaracteri.stic of

this group was tbat they viewed manifestations of psychological problems as the

consequences of baving an intraetable and poorly understood il1œss radler than the cause.
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Initially. 1 met tbree or four CFS patieots. who, DO questioD about il. were iD eJlœOeat m&mJa1
heaJth. but it is discouragiog over time if you doa'l feel weIL aad yow life md caœer are 0Il
hold. 1be dell.ure Il mood tbat you may sec is DOt au iDitial cause or fador, but dMnpy is
needed ta cape with the auget' die iIIDess causes.

PsychOSQmatic EtioIou

Only two clinicians loOk the position tbat CFS is a psycbosomatie dîsorder. They

agreed that CFS closely fits descriptions of neurastbenial astbenia and abat evidenœ for a

vital cause ofCFS was DOt compelling. Tbeir expeIÎences with patients might bave been an

additional influence on their view ofCFS as a psychological dïsorder.

It is a disease abat is di.agnosed oaIy by symptoms. The patïCllt oftea looks fi:œ but feels
tïred.••Theœ is oftm a lot ofpsychologica1 subs....1Um preseal.••There is a feeling tbat it might
he an infectious disease but we baven't seen my clear iDdicatiOll oftbïs.

My gut feeling is Ibat the cooditioo is akin ta asdIeDia in die 19205, tbat is, people are tao
tired for life.••When some patieDts Be iIl. lheir aaitude is Ihat tbey are going ta allKlt the
problem. they am going ta beat iL With the CfS patients [ bave seeo. [ don't see tbat. They
sec the problem as biger than theyare.

The defeatist attitude thatone described was in marIœd contrast to the observations of Most

of the other clinicians who regarded patients as "tryiDg ta get weil", "resilient" and

"resourceful". The implied causal role of "psychological substratum", without referenœ ta

the need for additional physical triggers, contrasts with other clinicians who viewed

psychologicaI manifestations as consequences or risk factors, but not as sole causes. One

of these clinicians was a consultant, wbose experiences with sufferers was Iimited ta the

period necessary for detennining whether an infection could explain patients' presenting

symptoms. The otber's experience was limited ta following a handful ofCFS patients. It is

likely that bath the limited numbers and types of patients with whom tbese clinicians had

experiences int1uenœd their concepts ofCFS as psychosomatie.

Non Specifiç EtioIgU

Although clinicians who considered CFS a non specifie il1ness aIso believed that it

could he psychologically caused, tbey did IlOt believe tbat these were the ooly causes. They

bad sufficiendy varied experiences 10 be coovinced that $Ome, if IlOt aIl, cases of CFS weœ
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physically caused. Their experiences included not oo1y the usual office visïts. Some had

made home visits and some knew patients socially. In tbeir view, severe levels of

impairment among sorne of their basically "weil adjusted" patients strongly suggested a

debilitating physical illness.

The thing tbal struc:k me wu the degree of impairmaIt in YOUlll people wbo wen odIenriae
quite weU. 1be&e were people who. to use the words. weœ ·suuct down by m. iIIDcss· ••• 1
made home visits al the begimüug. 1 WUIl'l reaUy coaviDced ofwbat wu...on.. ADd il wu
alDlziog ta IDeel the familles ad the puadS aDd 1IaDdpu'eats aod Ixodlels aDd sisIers ad to gel
a feeling of the whole social aspect of dlis...I tbiDk Ibat ovec the course of the yean, 1 am
convinced dJat more of the paIÏeIdS 1 am seeiDg bave an lIIIderlying psychiatric iUDess dam
when 1 started out al the begiœin,. ABd oaybe tbats • kiDd of • lamina curve for' ..
physician involved.

Shifts in EtioJogjes

Regardless of their eventual hypotheses, severa! clinicians reveaIed that they had

wrestled with a number of possibilities.

1 started off thiDking about il as similar tu astbeDia. Theo 1 waffled and thoUlht il migbt he
viral. But the more 1Rad aud heanI. the Jess the viral etiology seemed ta be borne out.

1started offDOt knowing. In between 1 wu decidiag whetber il is physical Dr' psycbological Dr' a
mix of bodL With 50Dle patients it is obviously psychological. some fatigue seems ta he DDe
associaœd with a psychological cause tban a -truc blue- cbmnic taligue syndrome__T'bere are
two camps about the cause- ODe wbich says it is physical. the other that it is psychological.
But you can't sepamte them like tbat. 1 tbiDk prolooged stress cao weaken the immUDe system.
sa that dIese individuals catch bugs, bacteria. and with their weak immUDe system they can't
gel rid of them.

Initially, 1 thoughl il wu more psychological, psychiatrie as oppœed ta. true physical iIIness.
But my tbjnkjng bas gone Ibrough a lWJ tum. Now 1 thiDk il is the physical i1IDess that le8ds
to the psychological problem that pabenls are dea.ling widL

Ideas about cause remain in flux for others.

[My thinking] is constaDdy cbanging. 1 see a lot of overlap with depressiœ, widl accident
compeosatiœ syndrome wbere ...dIe Jevel of disability seems out of pioportÎOl1 ta the
documeoted injury. Recovery doesn't seem to aceur as ODe wouid expecL 1 see more similarities
with pain syndromes, Dr' 5O...tic dysfimcliOll with die IIlIIK:Je aches. the way symptoms are
conveyed. The apUhy, the anger that is UIR6OIved. how they affect fuoclioaing lIIId
interpersonal relationsbips is more Iike work accidalts.

1 go back and forth. 1 thiDk of CFS as a psychophysiological reactiOll ta social stress. But
sometimes 1 thinIc. mayhe they will find out it is ail orpuic. 1 feel tortuRd about it- how 1
might he iDfIuencing pecple.
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Even clinicians who believed their etiologica1 hypotbeses were stabl~ could waver when

the illness' refractoriness to treatment cbal1enged tbeir identities as beaIers. One doc:tor gave

sorne insight into bow tbis might occur.

( reaDy believe that this disease is reaL 1 doD't dIiDk tbat tbis is psycbOlomaâc. 1 dOIl't tbiDk
it's depressioa.••[but] after a wbile wbell tbe pMieat keeps colDÏDg bact. aad they ue DOt beUa'.
dœtors don't lib abat. we ue suppœed ta mate people &el œtter. 50 you saut ta Ceel
bad...you sœt to doubt yourselfaDd Ib.ink -maybe tbis is ooly depressiOll-.

Here the doctor explained bow tœatment failuœs tempted him to move 10 a psychological

frame. He went on rD say that on occasion, such sbifts had occurœd and had resulted in

awkwardness in bis reJationsbip wim the patient He knew the patient bad recogni~ a

shift from a legitirnizing 10 a stigmarizing construction of bis or ber complaints. He was

clearly dismayed by the fact that a threat 10 bis professional identity bad lead 10 strains in

the doctor-patient reIatioosbip.

This small number of clinicians offered four diffeœnt types of etiological

hypotheses about complaints that are supposed to œpresent the same illness. The range of

their hypotheses shows the Medical literature on the subject in microcosm. The number of

hypotheses and their instability illustrate bow doctms may think about an illness wben the

discipline of Medicine is still in process of developing the foundational knowledge that

gives authority ta the practi.tioner's concepts ofillness.

Etiological bypotbeses or frames were unœlated 10 specialty. The two people who

thought of CFS as psychosomatic were not mental bealth professiooals and the three mental

health professionals were divided between thinking the illness was physical or caused by a

combination ofpbysical and psycbological factors. Etiological frames seemed rD be reJated

to clinicians' varied experiences with patients and ta giving greater weight ta Iiterature

which confinned these experiences.

Through regular office or bome visits and social connections 10 patients, clinicians

gained varying degrees of information about the psychosocial aspects of patients' lives.

Such contextual data are often relegated ta the margins in doctor-pltient encounters

(Waitzkin (989). But these clinicians sbowed the extent to which contexts were drawn in
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from the peripbery to frame the jlJness. Part of the mix on wbich their etiological

hypotheses were founded were observations such as: "people bave bad a severe

event..then an infection", there is a lot of "psycbological substratum", suffeœrs were

previously "weil functioning" or were "women rml... the competitive wood witbout the

neœssary equipment". Clinicians who used cœtextual data to suggest that CFS is

psycbosomatic go beyond the soliciblde frame by seeking undedying psycbological causes

for complaints tbat cannot be objectively verified. But in Dodier's view the psyehosomatic

frame is relatively benign and subjectivecomplaints an: DOt "radk:ally illegitimate, as in the

case of the elinical frame" (Dodier 1994: 503).

The literatuœ tbat clinicians perused. allowed them to compare CFS to diffeœnt

prototype illnesses, integrate dispamte aspects of the illness inta a coherent patadigm, and

assess partieular findings as equivocal. 1 suggest tbeir weigbting of the literature wu

selective, because the review of the medical literature in ebapter one showed that no

etiological hypothesis was more compelling tban anotber. In all1ikelih~ these clinicians

gave more weight to those readings which oonfirmed wbat they were seeing in practice.

The Impact ofCFS

The previous section showed elinicians' diffieulties in arriving at abstraet positions

on the nature and rea1ity of CFS. But without specifie positive tindings or rnedical

consensus ta lend authority to diagnosing, explaining, and tteating CFS, practi.cing

clinicians relt the impact of tbis illness most c1early in their dea1ings with sufferers.

Diagnostie difficulties stemmed from the Jack of clear guidelines, the fact that CFS is a

diagnosis of exclusion, and sufferers' resistance ta psychiatrie evaluations. Once the

diagnosis was made, sorne doctors wresded with how to tell patients the diagnosis and

how ta maintain bope as they explained the illness' proaaeted course and Jack of œliable
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treatments. To continue to œre for CFS patien~ in spire of the difficulties Ibey presented,

ciiniclans had 10 develop strategies 10 deal with tbeir own and pttientsl frustration.

Doctors saw thœe types of patients-tbose seeking a diagnosis for their distressing

symptoms, self diagnosed patients, and in the case of consultants, patients referred for

confirmation of the diagnosis. Many belieYed tbat a number of refmals and self cfiagmsed

patients were misdiagnosed. They variously aunbuted the bigh numbers of self diagnosed

patients ta media publicity, misconceptions about the condition~and support groups. Sorne

doctors in Britain have also blamed ME (CFS) support groups for promoting self diagnosis

(Hurel et al. 1995), aItbough tbis bas been refuted (Shepberd 1995). Doctors in the present

study were not aslœd how they felt about self diagnosed patients, but they gave no

indication that such suffeIas were partîcularly difficult In fact, one doctor tried to

detennine whetber patients suspected they bad CFS ifmey did not spontaneously offer this

information. And a psychiatrist justified accepting patients' self diagnoses as a means 10 an

end.

Sometimes my coueagues get lDIId at me for beiDg such. wimp. 1 aIso get mad al myself and
think why doD't 1just say ia depressioo. But tben [think. if dley believe tbat it is CFS aDd 1
can work with tbem and get dIem bKk on tract iD tell ses&iOllS (X 509 ils worth it

These attinades are in conttast with a study which used vignettes 10 elieit doctors' reactiOllS

to self diagnosed ME (CFS) patients. That study showed tbat doctors believed sucb

patients were less lilœly ta comply wim treabnent, more likely 10 pose difficult management

problems, and more likely to require excessive amounts of time. Doctors did not want to

have such patients in their practice and would 1ikely refer tbem 10 a hospital for a second

opinion (Scott et al. 1995). erities, slœptical of the prevalence of such negative attitudes,

have noted tbat symptOD15 in the vignettes were more typical of depression tban CFS
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(Arber 1995; Shepberd 1995a). And one study bas found tbat90~ ofdoctors in an aœa of

New ZeaJand acœpt ŒS as a clinically valid diagnosis (Denz-Penhey et al. 1993).

In some ways, diagoosing CFS foUowed the standard procedure for diagnosing

any ilIness. Clinicians integrated information ftom sutTerers' histories and physical

exarninatioos and developed a set of tentative diagnoses tbat could plausibly account for

symptoms. Alternatives weœ then roled out sucœssively by Jaboratory tests. In many

illnesses, these processes are sufficient to make the dîagnosis. Diagnosing CFS introduced

an additional element to the usual~ since psychiatrie disorders also bad to be ruIed

ouL When sufferers came with "thick files from doctors they bad seen pœviously", the

reports of coUeagues became additional data ta consider in making the diagnosis. 1bese

reports were usually perused oo1y alter clinicians had heard patients' histories first band.

A consultants accolUlt illustrated the diagnostic proœss.

1 usuaIly discard ail the informalion that the pmieDt comes iD wilh ad 1 start rigbl &am
scratch-.wi1h a stIDdanl history &Dd pbysical paJÏDl.-rticalar Iftadion ta die deraiIs of die
progression of iDDess 10 try ad Id SOlDe kiDd offeeliq fOr bow it bepa ad die seqœaœ of
eveats. 1beD 1spead a lot of tilDe talking about .ctivities of daily liviag ta Ft a &el for the
degree of impairmeDL And tbat's wbere lDDt!It ofdie l:iJIIe is spem. [ am 1ryÏD, ta gel • feel for
the physical but also die psycbological or copitive iIDpD'meDl wbich seem& ta be a very
major part of Ibis. And aftec abat 1usuaIly do a fuDàioaal iDquiry from A ta Z of symproms ta
see... first of aIllhat there G'e enough symptoms in tbae ID maIœ me comfortable giviDg die
label or seaJDdly enougb sympcoms in dIere abat woukl mate me uncomfortable with the
diagDosis bec.use ofoverlap widl odIer coaditioas. Tbea 1eumiœ the patiaIt ad aBer tbal 1
will go 10 wbafever lDCiIlary iDformatioo is available. PaticaIs teod ID come widl large saacks
of tests. and opinioas from tbeir pbysiciaD. Ifthat's available 1will read Ibrough aad tbeo 1 cry
and malte a decision IS 10 whetbec 1 düak the diaposis is clear 01' Dot clear. 1 would say most
of the~ its DOt clear. 115 the l'IIl'a' case wba'e die diagnosi. to my miDd is completely
obvious. So lbeD 1 try ID mûe a diagDosis. If 1 can't reacll a diagoosis 1 teU tbem wby 1 can't
reach a diagnœis mil 1 invarilbly ead up e~iDin, the difficulties of nwking a cti'gnosïs.
Oftentimesy 1 bave 10 go iDro bow we establish die diaposis of chroaic Cati.- so lbat die
patient underscaDds the difficulties iD nwking die diagnosÏ8•••wbm 1 am slnlggliDg ta mtke op
my JDind, is it or iSll't il, 1really look at die copitive aspect before deciding.

The account showed the aspects of history which weœ salient 10 this doctor: symptom

onset, constellation, progression, duration, and degœe of implirment. Cognitive

impainnents received particuJar attention and weigbt, because after seeing sorne sixty to

seventy CFS patients, experienœ had taught him tbat "cognitive decline is quite

characteristic". He Iistened for symptoms tbat would eitber rule in or mie out CFS.
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But sorne clinicians higbligbted issues in the history other tban the charaderistics of

the presenting symptoms. For example, a psycbiatrist wu the only who mentioned

specifically probing for "secondary gains", altbough the aœounts of othee doctors showed

that severa! addœssed tbis issue. SimiJarly, a rbeumatoIogist sean:hed for evideoce of

"fibrosytis", a cbronic pain condition tbat bas overlapping symplOrns witb CFS.. Other

doctors focused on traumatic Iife events around tbe ti.me of onsel, anteeedent vital or otber

physical illnesses, family histories of mental disorders, and premorbid or concurrent

psychological disorden.

Continuing bis account the consultant commented œ Jaboratory testing:

...the longer 1am doing tbis, the less tests 1 tend to arder. 1 think theœ is a law of djminisbing
retums with orderiDg multiple iovestiptiœs. 1 don't seDd people for weinl aod wœderiid
serology and ÏJDIDUIIOlogy. 1 di.sc:ourage Ibem &om pursuing complicated œurological tesrs

SPECT' scans and 50 00. 1don't tbiDk dley give .-tients my .tisfaçtiOll in the loog nID.

The exotic tests which he avoided were IlOt used by clinicians in the study. They ordered a

standard battery of basic tests, with a few adding tests for specifie conditions such as

hypothyroïdisme Sorne re-ordered previously clone laboratory tests, perbaps because of the

elapsed tilDe since the Iast tests or concems about their accuracy.

Laboratory tests were usually not helpful in pointing 10 a diagnosis. since tbey were

either negative or non specifie. At tbis point many, though not aU, doctors referred patients

for psychiatrie evaluatioDS. Mental health professionals made their OWll evaluations. The

consultant was among tbose who insisted on a psychiatrie evaluation. But he was faced

with two problems. He could not always find a psychiatrist who would acœpt the referral

and he knew that many patients react negatively 10 any imputation ofa psychiatrie disordec.

l tell patients abat 1 am reluctmt ever ta assign a label of CFS wilhout baving a psycbiaIric
evaluation. And reprdless of bow they Ceel, 1 insist on a psycbialric evaJuatioa. And then 1
struggle to Iry ad get a psyclrialrist ID see the patient, wbicb is DOt aJways euy.

4SPECT- single photon eDUSSIOD computed tomography scan. SPECT bas become
established for the measuremellt of regional cerebral blood flow (rCFS).
(Wessely 1993).
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It is IlOt clear why be bad difficulty tinding a psycbiattist to evaluate tbese patients and tbis

was not explored. Perbaps tbere weœ biases witbin the psychiatric community against the

illness or agajost the role ofsimply heing a consultanL

To deal with patients' resistance ID psycbiatric evaluatioos he, and otber clinicians,

developed routine appi08Cbes ID seU these refemlls. They focused on tbeir own discomfort

rather tban the patients' or invoked the autbority ofcurœnt medical tbinking, as uncenain as

it was, ta justify the need for psycbiattic evaluatioo5. Routinjzjng disœurse tbat deals witb

unpleasant information bas also been noted by TaylŒ (1988).

[ insist on a psychialric evaJuation. the way tbat 1 do this wilbout otJeadiDg the .-tient is ta
tell them that the etiological litaature shows tbat mmy docfDrS believe ther'e is a larF
psychological compaaent and Ihat • psycbialric evaluatiOIl is nec l: SSILI')' 10 al Ieast mate sure
that that is DOt a probIem.

[ always insist tbat tbese pabenls Ille assessed by a psycbiatrist. 1bis is DOt my uea of
specialty &ad it is possible tbat 1couJd miss a subde psycbialric d.isorder Ibat is UDdedying the
symptoms.••I do chis ta get a bueliDe on my .,.aienIs. 1 try 10 show dIat it is DOt depœssioo at
the ooset. DepressiOllIaler is a coaaequence of"ving m iUness. DOt a caille.

Diagnosing CFS was a lime consuming proœss. severa! pbysicians saw patients

three or four times befme making the diagnosis, and sometimes even before ordering tests.

The lengthy pre diagnostic period may be a geoeral functioo ofdiagnoses of exclusion. But

the time might have also reflected clinicians' fears of misdiagnosis. They bad seen many

referred patients who tbey believed were misdiagnosed and sorne suspected that they tao

might bave made sucb misdiagnoses. Taking time before diagnosis was one way of

reducing the probability of a rnjsdiagnosis. But sometimes this was oot enough to aUay

their concems. Long after giving the diagnosis, some clinicians used follow-up not ooly to

monitor patients' progress but also to confirm -there is ootbing to maIœ me rethink the

diagnosis ft. But sometimes they did retbink their diagnoses:

Alter twoy~ some suddenly start doing lSK or cross COUDIry skiing. 1 doo't tbinIt they ever
bad il. Maybe at the lime 1 did. but tbere were some thiop they Bevel' taIbd about. AU of a
sudden they are beuer...it is DOt Iikely tbat it wu CFS. somethjng else wu wroag.

Besides misdiagnoses, clinicians were cœœmed about missing concurrent or subsequent

illnesses by attributing all present and future symptoms solely to CFS.
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1teU dlem il (ctiagnosis) doesD't DaIl tbey caaaot aIso bave moIbe:r iIIDeu or' tbat tbey WOll't

bave otheI' me: s ~ dJat may be IDOle serious in die fidun:. 1beIefure 1 &el abat aood
monitoring is impœlmL What 1am a&aid of is missing. cti_gnosis of IIOIœ'hiel seriou&. Il is
a diagnosis ofexclusion. 1bave to mate sure abat 1am DOt mis.g some«hing.

A misdiagnosis is the fear of the novice physician (Helman 1985) and a missed diagnosis

the mistaJœ dreaded by ail physicians (Scheff 1966). These twin conœms of misctiagnosis

and rnissed diagnoses sbadowed the seasoned physicians in the pœsent study as they

diagnosed CFS.

The çoc criteria

In this climate of uncertainty, sorne doctors tbougbt the CDC case definition migbt

be the answer ta tbeir diagnostic difficulties. A few tried to apply the COC criteria, but

became disillusioned about its usefulness wben tbey saw patients who they were convinced

had the illness but who did not meet ail the aiteria.

1 tbink tbat inteIpiding the criteria tao slricdy is doiDga di.s&ervice ID somc patients who 1
think bave variatiœs in the syudrome. ID the poiDt wbere 1 am preUy CODfidalt tbat the
diagnosis is tbere, even thougb DOt ail die crifaia .., fulfiDed. The œtaia weœ developed for
research purposes. Il wu ID show tbat tbose who fit the criteria did bave the disease. but in
terms ofcJinicalapplicalioo. 1 tbink dlat the criteria may al tilDes be tao exclusive.

If 1would use die bard and fAst CDC il wouJd exclude a lot ofpabenIs.

1 would say tbat SOlDe people fil the cne criteria. But about balf manifest many of die
symptoms but are missing some ID meel the definition. But in my miDd, these people do bave
CFS.

'Ibeir experience underscoœs the fact that the COC criteria were not meant for use in

general clinical practiœ (Schluederbelg et al. 1992; Salit et al. 1996). It aIso shows the

temptation ta use restrictive criteria for diagnosis, perhaps because these criteria at least

fumished some standard guidelines whicb doctors hoped would reduœ the uncenainty in

diagnosing CFS.

In sum, a major difficulty in diagnosing CFS stemmed ftom the fact that it is a

diagnosis of exclusion. And in trying to exclude psychiatrie disorders, clinicians were

concemed that patients would construe referrals for psychiatrie evaluations as an imputation

of mental disorder. Thus cünicians had to develop strategies to make sucb referrals
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acceptable. The œquiœment 10 exclude psycbialric disorders might also bave bad an

unintended effect. Sinœ the rigor of psycbiatric evaluatioos varied and clinicians

highüghted diffelent elements of bistory, it is possible tbat diffelent clinicians weœ giving

different diagnoses ta patients witb simiJar symptoms.

Moreover, in the matter of diagnosing CFS clinicians may trust neitber' tbeir

colleagues' nar their own judgments. Sïnœ tbey tbougbt many referœd patients were

misdiagn~ it was not umeasonable for them to re-order tests in some cases or to review

their colleagues' repol1S ooly aCter bearing patients' bistories for tbemselves. In maldng the

diagnosis themselv~clinicians 'Nere coocemed witb missed diagnoses and misdiagnosis.

They managed these conœrns by being vigilant about tbese possibilities in follow-up visits.

Arguably, clearer diagnostic guidelines and a consensus definition tbat could serve not only

the CFS researcber but also the practitioner would have œduœd some of the difficulties in

diagnosis.

Emlaining the amdjtim

Explanations of CFS usually covered the diagnosis, hypotheses about ca~

course and treattnent. Treatment will be discussed in the following section. The toDe of

explanations was cautious and tentative. The content reflected clinicians' attempts 10

preserve patients' morale and avoid stigmatizing explanations on the one band, while

maintaining their own cœd1bility on the other. Finding this balance was neitber easy nor

straightforward

Sorne physicians withheld a diagnosis. The two physicians who believed that CFS

was modem day newasthenia or astbenia did not use these labels with patients. Instead,

they lold patients they did not know what was wrong. One justified the decision by saying

that labels were not belpful. By sttongly maintaining this position, this doctor avoided the

issue ofetiology.
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They may have beea lOId Ibey have il [CFS) 01' dDDk dley bave il. ( cry IlOt to ape witb the
label and insteM work with Ibeir symptomL..I do DOt lbiDt that die label is belpfid. 1 reIl them
1do DOt know what isPI OIL

The other physician. ifas!œd about CFS, would explain tbat the label existed, the iJJness

was chronic but oot life tbreatening, and wbile an infectious etiology WU hypotbesized, it

was not clearly supported. By Dot faithfully leptoducing tbeir ideas in explaDatioos and

omitting psychiatrie labels, tbese physicians avoidedavertly stigmatizjng patients.

Otber doctors downplayed the diagnosis or gave it as a last œsort. 1beir stated

reason was to prorectpatients !roma demoraIiziDg diagnosis.

1 doo't lib 10 preaml it as a possible label beeauae of tbe overlay of idea& of it as 10ÏDg on
forever and as an extlemely seveœ post viral type ofsyudrOlDC tbIt sIowly puIIe& ialO CFS met
goes on and on. 1doD't liIœ bI'ÏIIIÏDI il up. 1put abat DOIIIaICIalure OB as a lut œsort

[ try ta say dlat die diagaosis is DOt too Ïüipoitant. bec·...;e _y of them have read a lot about
il and they give a DUlIe 10 iL But the words 8CCID very depeuiug, ils a t.d d;8posïe ta bave.

Invoking negative effects on patients as a reason for witbbolding a diagnosis, bas been

found in previous studies of CFS (Woodward 1993) and a Iife threateniog illness (Taylor

1988). Tbese stated œasons may bide doctors conœrDS about a cœtroversial diagnosis

(Woodward 1993) or their discomfort with 'telling bad news' (Taylor 1988; Waitzkin &.

StoeIde 1972). The latter explanatiœ seems closer ta clinicians' expressions in the present

study.

Kirmayer (1994) brings a more DuaD<Wf peispective to the issue. He argues tbat

withholding a diagnosis is oot Decessarily negative. Diagnosis brings a certain autbority to

illnesses that are DOt weil understood. And wbile autboritative meanings may provide a

structure &om wbich omer meanings may be negotiated, tbey may also block bath patients

and doctors front improvising inteIprdations and treatments tbat may be of value. In a

similar veîn, Crawshaw (1990) argues tbat when a diagnosis beœmes the only way ta give

meaning to symptoms, doclDrs faced with unidentitied suffering may simply dismiss

patients.

Doctors who gave a diagnosis used the labels CFS, myalgie enœphalomyelitis

(ME), post vital fatigue, or descriptive diagnoses such as -fatigue widl possible depressive
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etiology", or if pain was a prominent complaint. "regional pain syndrome". One doctor

discovered the extent to which CFS is recognjzed as the official label Wben he was asked:

"Wbat name do you use for the condition?" he œplied laugbing: "1 use CFS. 1 tried using

ME on the govemment forms5 and tbey rejected il They sent it back". Regardless of the

chosen label, their language wu cautious: "everything points ta CFS" or "other doctors

would probably say the same tbing...

In discussing etiology, some clinicians sbared their own views of cause and

possible mecbanisms, as weil as the range of hypotbeses found in the medical lîterature.

They underlined the fact that neitber their own views nor those in the literature have firm

empirical support. They qualified tbeir explanations with phrases such as: "It is probably

due ta an infection", "itappears ta be related to a virus" or "no one understands the cause

bul..... They were sensitive to sufferers resistance ta psychological causes. If tbey

believed in non specifie or combined causes in which psyehological factors are

hypothesized ta play a mie, tbey presented tbese views in the context of current medical

thinking about stressfullifestyles, for example. In this way, tbey may have mitigated the

impact of their personal views 011 Patients tbat tbey might continue to tœat. Concems about

patients' reactions 10 any suggestion of psycbological factors could reach the point where

clinicians hesitated even ta discuss concurrent affective disorders that tbey deteeted.

l may tell them about any coocurrent affective disorder tbat 1 detect, but 1 try to downplay the
depressive termiDology because SOlDe patients Ihink tbat meaDS lhey ..., seen ta bave a
psychiatrie illness and may begin using somatic defenses.

5 The govemment forms referred ta are applications for income replacement
due to disability through the Canada or Quebec Pension Plan. Some people
qualify for a disability pension from these sources only. Other patients bave
private insurance coverage. But onder a cost sharing agreement between
govemments and many private insurance companies. patients with private
coverage must often apply both to the govemment and their insurance
companies. Patients applying for disability must have an initial and
subsequent reports from their regular doctor. Disabilty forms cau take a
significant amoUDt of lime for doctors. This win he discussed in the next
chapter.
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Doctors weœ also careful wben to do otbcrwise would bave put tbeir credibility in

ddUbl Thus, in discussing the course of the illness wbich is variable and unknown, tbey

emphasized improvement but suggestecl average time 1ines and stœssed individual

differenœs. They dœw on their experienœs with other CFS sufferers ta ptepaœ patients

for remissions and relapses. They believed it was important to discuss the course ofCFS in

arder to reassure patients tbat the illness wu DOt fatal and tbat tbey would improve. Tbeir

intent was to Iœep alive bope and optimism, wbiJe presenting the reaIity of the situation.

1 leU chem ... Yibal it ... beaa' ia very iDdividllal .... val". 1 doD't .Y il œwr pts
betœr, tbat's dev.catinl fOr !IOIIIeODB 10 ..... ABd. 1 doD't teU Ibem. il will be ben« in three
mœtbs because Ibey would come t.ct ad wbea tbey .." DOt beaieI', it mates you look liJœ ID

idiot.

The undercurrents nmning thmugh clinicians' explanations were perceptiœs of

CFS as an illness mat couId min lives and perœptions of suffeœrs as resistant to any

suggestion ofa psychological disorder. As a result, œgardless of privately beld ideas, tbey

tried to avoid clearly stigmarizing expJanatiœs. Sorne avoided a label and discussiœs of

etiology. But in 50 doing tbey may bave left an ambiguous impression. Otbers introduœd

psycbological factors as one of several hypolbeses in curœnt Medical tbinking about CFS.

They may have 50ftened impressiœs of devalualion. lbase who suggested the illness is

physical, unequivocally legitirnin:d patients' oomplaints.

The unœrtainties associated with the ilIness made cünicians insecure about the

accuracy of tbeir information, hence the cautious and uneasy tone of their explanation5. If

tbey did not cootextualize and qualify tbeir explanati.ons and were proven wrong in the

future, their credibility was al stake. At the heart of tbeir explanations may have been

attempts ta do what Kirmayer (1994) suggests is necessary in sucb situations- reducing

unœrtainty enougb to carry on widl tœatmenl
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Treating the Pcltient, Not the Disease

Although no treatment bas been sbown to cure or œliably alleviate CFS symptoms,

doctors weœ loatbe to give the impression tbat nothing could be done. 1bis may he seen in

part as a bid to œtain tbeir autbority to treat, in part as a reassertion of the solicitude frame.

They offered symptomatic tteatments, lifestyle counseling, and supportive thempy.

No one likes to be told theœ is nodIing you c.n do ûr tbem. If they bave fibrosiIis dley may
benefit from mti-infl'lI!IIUItŒie8y and 1 may live them aD. antidepresunt al bedtime ta help
tbem sleep. Wbea il is pure fatipe, 1 reU dlem it is DOt arcessary to taIœ medïcatDIs. 1 cry Dot
ta say 1 have nodûDg. 1 say you do DOt need specifie lœdic.tiOllS••.I reIl tbem Dot to drink
aIcohol. IeCO'''''wuJ bealthy living md seUiDg rasoneble expectatiœs foc lbemse1ves. 1 say
that il is beUa' to spead one hourduriag the day, doing sometbing tbat you want to, md maybe
graduaIly work up to lWo bours. tbaD tryiDg to accomplish everythiog chat you did before.

A few suggested psycbotherapy or tried alternative treatments. The most common

symptomatic treatments included anaIgesics, anti-inflammatory drugs, sedative- bypootics

for sleep or anxiety, and antidepressants for sleep problems and pain. AlI clinicians made a

point of stating tbat antidepressant dosages weœ weil below the recommended levels for

clinical depression. At patients' requests, sorne clinicians agreed to prescribe drugs not

normallyassociated with the presenting symptoms. A few added acupuncture and one had

tried " a few remedies from the health food stores [with] no effect".

Lifestyle counseling was aimed at maintaining functio~ grarlual improvement, and

a better quality of life. It included information on nutrition, rest and activity patterns, stress

management, and social integration. Some clinicians advised alcohol abstention. They

encouraged patients to be kinder to themselves and 10 find a source ofpleasure in each day.

1 tell them to teep good habits, keep .ctive intellectually and physically. 1 encourage them ta
do vohmleer work, if lbey can't work al their resuJar job, to feel useful. They may be proue to
staying home and Dot being active bccause ofdie fatigue.

Sometimes their advice was met with resistance by patients who felt they were not

understood.

Often they will say tbat tbey caDDOt exercise, it's bad 10 conviace tbaD ta do somedliD&,
because wballiry to, they feel tbat 1cIoD't lIIIdenaDd. 1 explain tbat 1 don't wat Ibem to get
worse. Even if tbere He DO clar treatmeDts, aDd il is tilDe tbat will cure them. they must
protect and nwiutaiu wbat they do bave.
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Most clinicians provided suppottive tberapy. They believed il wu essential to deal

with discouragement and depressiOll bmugbt on by the prolonged course of the jUness, the

feeling tbat life was on hol~ and the 1055 of social mIes. They scbeduled reguIar follow up

to "reassure [patients] tbat tbey are not crazy, they are Dot alone", to keep bope alive and to

help patients put tbeir situation in perspective. One supponed patients by intervenïng widl

family members who did Dot believe in CFS.

But despite thinking tbat support was important, many clinicians did not find it a

satisfying fonn oftœatment. One observed: "theœ is no tnmment exœpt support, theœ is

no concœte aetiœ from yourself to the patient", and anotber felt that doser follow-up

would he wonhwbile "if there was something one cou1d do, ifone couid see a tationale for

visits- but it's only being suppottive." Supportive therapy could be undervalued to the

point where it was hardly œcognized as a fonn of treatment. One doctor stated that tbeœ

was no treatment for CFS and that he ofCaed none. Nevertbeless, he commented:

[The biggest cbal1c:DF]..... physiciaD • patieat cames in and teUs you abat he is miserable
and you bave nodIing physical to offer tbem. You bave ta give tbem a Iicde hope. Eocourqe
tbem ta fight aod DOt give in. EncouraF dlem tu do lIIOœ aud lIJDœ very paduaIIy.

The mental healtb professionals offered psycbotherapy for a subsample of tbeir

patients who were open 10 tbis form of tœatment. A few other doctors advised sorne form

of psychotheIapy wben it seemed tbat anger and depœssion might become cbronic

problems. In offering treatment, clinicians hoped they would help patients to carry on and

have "sorne semblanceofa üfe".

Vjçws on Altematiye Therapies and SUJPI1 Groups

Clinicians were asked their opinions of alternative therapies and suppon groups

since their patients were likely to seek out these adjuncts ID medical treatment. Most knew

or suspected that many of their patients bad eitber consideœd or tried alternative therapies.

Their opinions of tbese therapies ranged ftom being dismissive, to indifferent, or
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conditionally open. The consensus was tbat, widl the possible exœptiœ of aœpuoctuœ,

patients bad not been belped by a1temative tberapies. Sorne clinicians weœ clearly against

these treatments as unproven and unstandardizcd. Otbers neitber enœuraged DOl'

discouraged pltients from trying alternative beatmeilts. Some were open 10 the idea uncIer

certain conditions and for pragmatic œasoos. l'bey conceded tbat regardIess of wbat they

had ta say, many of tbeir patients would cœsider or' try tbese tœatments. They aIso

acknowledged tbat conventiooal medicine bad little to offer CFS palients and tbat it bas no

comerstooe on wbat is belpful.. But tbey pœfened tbeir paâents ID use tbem as a sounding

board ta evaluate the barmlessness orpotential dangers of tbese therapies.

1 try fi) make 5UI'C abat Iba'e 8re DO objeclioas to tratme1dS. that tbey are DDt doiDg lOme«hing
that is poeentially .prous...I aet coacemed about reslrictive dietL.-1bat are deficieat in
nucrimls.•.I say iflbey are goiDg ta try il, do 10 for. short tilDe. If they Jose 7-10 lbs. in tbis
lime. stop. 1 ask dIem co let me kDow, aad Il Ieut let me bave a say befiJre Ibey tab die
tratmmt They ofteD~ ilby .yiDJ 'A &iead ofIlliDe woadenxI if il wouId belp me ID
go and !ee_' And 1 say , let's taIk'. 1am IlOt sure if lOO~ of patien.. Iry altcmative tbaapies.
but prtJIüly 90~. And Ibe rat may be IryÎDl but DOt ceIIiDa IDe.

A few bad expücit criteria for approving patients· trials of tbese œmedies: the patient finds

them helpful, they are not harmful,. and the cost is DOt exorbitant.

If tbey feellbat lIIkiD& Ibree coId sbowers a clay belps tbem. 1 say 'go for it'

If1cm't do mything for' tbem, as loDg a ils DOt 400 • clay ofSOIIIeIbiDI. 1cIoD't kDow if tbeae
tberapies are doina any good. If after two moadIs tbey still bave die saDIe probleal. dley Iœ

probably DOt beDefilÏJll. tbm 1 tbiak ils time ID 1IOp._If it's very expmsive. 1 would ut chem
'Do you waat to spead the JDODey?'

Clinicians cou1d afford ta be magnanimous because in tbeir experience, most patients did

not continue alternative therapies for vecy long. Notwithstanding the limited effectiveness

of their own treabDen~ their role in tœating pltients was in no danger front alternative

therapists.

Their reactions ta support groups varied over a narrower range- from. cautious to

leery. Most would hesitate to recommend support groups beœuse tbey had little knowIedge

of these groups. Others hedged because they believed support groups could be barmful or

helpfuI, depending on their approacbes and depending on individual patients. For these

clinicians, the problem was that they bad no way ofdetermining how a given patient would
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he affected. One recounted patients being devastated afœr being exposed to die worst

scènarios in support groups and beHeving such faœs were inevitabJe. Otbers surmised tbat

support groups could conttibute to duonic disability because tbey "medicalize patientsl

distress", "reinforœ illness bebaviors", "institUbonalize jllness" and "possiblyencourage

dependency". One wœdeœd whetber patients didn1t "piek up symptoms" from such

groups. Anotber gave a cautious noel to groups who were "more or Jess involved witb the

rnains1:ream" ofmedical thjnking.

Support groups bave been blamed for promoting self diagnoses, dangerous

treatments sucb as colonies and anti- yeast~ (Hurel et al. 1995; Scott et al. 1995) and

reinforcing disability by encouraging SUffddS 10 apply for invalid pensions (Miller 1991)

or by tepoiting poor prognoses (Lawrie and Pelosi 1994). But at least one group ofauthors

(Hurel et al. 1995) bave rettaeted their eharges following refutations (Sbepherd 1995a,

1mb; Arber 1995) and mare careful verification of the tacts.

When physicians tteat witb prescription drop, tbey exeœise autbority reserved for

the medical profession. Wben tbey attempt to vet alternative tbeIapies, they are also

asserting their cultural autbority 10 treat illness. But suppor tive tberapy, lifestyle

counseling, and even sorne forms of psyebotherapy are not solely witbin physiciansl

purview. Tbese fonns of treatment are not even confinrn to the larger domain of otber

mainstream health professionais. They do DOt qualify as esoterie knowledge wbich

professionals claim as a warrant for tbeir advice and action (Hughes 1971). Thus,

physicians may have been dissatisfied wim tbese treatments not only because of tbeir

limited effectiveness but because of their diffuse ownersbip. At the same time, clinicians

were operating from a frame of soücitude. They wanted to belp CFS patients. Thus

supportive treabDents and lifestyle counseHng became tbe maïnstays of management. Tbe

most convincing evidence of the solicitude frame is the fact tbat elinicians did IlOt abandon

their CFS patients. Il wu far from easy 10 deal witb these patients. And there were no

monetary incentives to lœep patients who "taIœ a lot oftime" sinœ physiciansl incomes eue
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volume driven in the Canadian system. But to continue caring for CFS patients, clinicians

had 10 leam bow to mitigate the impactœ tbemselves.

Mitigating the Impact, Continuing Cate

The limited suceess of treatmeIlts left clinicians feeling profoundly fiusttated,

angry, sa~ in5eCure and resigned. They felt tbat as bealth professiœals tbey sbould be

"helping people", they weœ supposed "10 make people beUeJ-, tbey wanted to "see

improvement". They envisioned helping tbrough concœte~ preferably tbrough

physical treatments. Instead tbey found "the tbings you Imow don't apply", "you can't

hurry them alœg to get betfer". They found it "frusuating to see tbem [patients] and Dot

develop 50metbing constructive", Dot to bave "anything physical offer". Frostlatiœ

resulted from Dot being able ID meet their own or patients' expectation5. These doctors

wanted 10 do 50metbing for patients based on medical mowledge.

._It is IDUCh bader' ta do nothjDg tbm. ID do somcdwjng wbca .,.ricDts !IO despentely wat you
ta do somedliDg. You bave ID resist Dot lryiDg • litde bit of dais, 01' a Iittle bit of tbaL 1 am
not agaiDst Irying tbiDp. but it bas to be seasibIe and lademic. 1 doD"t wmt to be trying
thiDp just for' tbe sake of trying aud end up making the s-lieat sicbr.

They leU me about die studies using supplemeats. drup...lbey bring articles and lots of
questioos abat mate you lbiDk dley are IootiDg for a mincie. whm inside you toow that dJaoe
is no miracle. atI~ Dot 10 &00II. 01' maybe tbeIe woo't be. 1 fcel SId about abat. about how
desperalely dleyare seekiDg a solulioD. This is especiaUy ClUe if dley are a1IO ueaJeeting some
thlngs tbat may be belpful to them.

These are Dot happy patieats. They Iœe their opcimism and sometilDfl!S tbey look al me .œ .y
-00 somedlÏDg-. [ am DOl God. It mates me Ceel very iDsecure DOl baviDg lOIDeIbiDg ID otJer
them.

Undoubtedly, clinicians dea1 witb other untreatable ilInesses tbat may engender simi1ar

frustrations. But CFS may be particularly frusttating because it œmains 50 nebulou5. 1bere

is DO defined cause to instigate the search for a magic bullet. Tbere is DO elucidatiœ of a

pathophysiological mecbanism tbat might be reguIated, if Dot fixed. In many ways, the

iIlness seems 50 ordinary tbat everyone can relate to ilS elements, even if DOt all at once, or

on a chronic basis. Yet the condition remains 50 resistant to treatmenl
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The emotions engendered by tmltment failuœs œuld bave been powerful incentives

to dismiss patients from tbeir~ dump tbem by œfemIs. deva1ue tbeir coodition by

labeling it psy<:hological, 01' discredit tbem as malingeœrs. CIinicians knew colleagues who

had done just tbat.

They [CFS ......].-e pmbüly .....û..ipd IDOle by die ....ic:al ..ufcs8iœ Ibm die ....
society. Malay docton doD't waat ID Bee lbaD. Tbae are DOt &CUle ....... Ibat ÏIIIp'OYe. They
are 100, tenD.

UDfortuDat.ely tbey 'uasbop' md we dillDÎss dIrm. We sboukI be fœusiDI 011 bcIpiaa tbe8e
..tienls, they Ge people wbo aN tryiDg la Jetbellec9 lDsad wc pt &uIbIecL We daD't Dow
how 10 help Ibem. They lDIke a lot ofde...... 011 DL DoctDn wIIo aed 10 tee a lot of lbe8e
patieots, doa't.., them aymon. l'bey don't have mythiDl ra0"tbem.

But in many ways tbese fifteen cünicians leptCSCllt the most sympltbetic doctors

that CFS suffdas aIe ülœly ID meet. They bad grappled widl the questions about the reality

and nature ofCFS. They had seen the same extensive belp seeking plttaDs and felt the Jack

of satisfaction in dealing wim patients who did DOt improve or recover as exptetaL They

too couId have cbosen to discredit patients who made tbem face tbeir ümited effectiveness

and in 50 doing aroused stmng negative emotions. Instead, they weœ able ta continue

cariog for these patients by treating the patient and IlOt the dismse. They leamed to plan for

patient deman~deal with their own etnotional reactioos, and carry on in spite of skeplical

colleagues.

The demands of treating suffenn were managed by being ptepared, empathjzjng

with sufferelS, or limiting their numbers. Over time clinicians learned ID plan for the

predictable demands ofcariog for people wim CFS. They knew tbat IDOle tiequent support

would he necessary periodically because of the illness' œlapsing course. As a œsul~ they

built in extra support during exacerbations as part of the tœatment plan. They also knew

that sorne encounters would be tinte coosuming and intense. The impact ofsuch encounters

could he coolained byempathizing witb pltients.

They cm he vecy obIe8sive about every aspect of the disase ..but 1 doIl't Iaaow dlat 1 wouIdD't
be as weB. 50 you bave ID sort ofca&ch younelfad say, wail allliDule if1wu in tbeir shoes,
maybe [ wouId !Je lSkùlI tbe saDIe quettioas aad doiDa eucdy the same dIiDp
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A few were a IiUle bizarre pedIapi. But lOIIIIDâmea 1 woader if widl tbis iIIDess you doD't
become bizarre. Y011 are just suspeaded. nobody kDows..dU ilIœu. patieatB. ad doctors
100, feel very iDsecure. It is a di_pons ofexclusioa, Ibae is DO trabDeDt.••

The impact of CFS could also be mitigated by limiting the numbers of CFS patients in

one's practice.. Consultants were in the best positiœ fi) do tbis witbout cœating ill feelings.

They did not bave to follow patients once tbey bad made tbeir pronounœments. However,

ooly one of the four operated in this mauner. The otbers followed sorne CFS patients but

limited the nomber in tbeir practiœ.

Clinicians managed their emoâonaI reactions by identifying the sourœs, placing

reactions in perspective, and finding value in wbat tbey could do. They recogni.zed that

their emotional reactions weœ as much a fonction of wbat they expected of tbemselves as

helping professionals, as it was a result of patients' DOt œœvering. Some accepted~

contrary 10 tbeir early expectations, tbey could DOt maIœ a differenœ. Self blame and guilt

were therefole inappropriate. Tbese perspectives helped tbem to control feelings of

frustration and personallimitalions.

There is &Iso the fiuslratioa in cariDg fiJr tbem. 1staœd out feeliDg tbalI WB loing to make a
difference. 1 wu gaing to belp tbem ro get weU. 1 don'l dùDk tbat anymoœ. 1 DOW see il as
cbrooic, that 1am DOt goiDg ID bave mucb impect

A few aetively tried to recognize and lœep in check the temptation to shift the blame to

patients WDen treatment did not lead to recovery.

WheIl they are DOt cbangiDg, DOt goinl baclt to the way dley were, 1 bave ta mUe sure that 1
doo'l get mad al tbem for dUs and tbat 1 doD't burdeo myself widl feeÜDg guilty for' DOt being
able ta help them.

One clinician reminded herself10 he patient wben feeling exasperated with the slow rate of

improvement.

But clinicians aIso had ta find some measure of satisfaction in wbat tbey weœ

doing. They acknowledged that while their effurts did not produœ the optimum outeome, it

was still important to provide symptomatic treatmen~ bope and encouragement, education

about baJanœd üfestyles, and to create a climate of openness and sensitivity in which

patients could discuss issues sucb as alternative treatments•
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The chalJeaae is ta he~ ta l.isIeD. ta act as a smndjng bomI. But il is wordlwbile ta tait
ta them about v.w:ky treetmmls, for eump~ tbat they WIIIIt ta disc:au widl you. 11Iat is
helpful for dIem rD ....&om my point of view, froID my lDiDiDg ad~ iDtepated
wilh whatever eIse mates me come ID Ibme COIICIusiœ&.

They could find value in symptomatic tteatments and CQlmseling about alternative tbenpies

which drew on tbeir biomedical knowledge. Even if they did DOt find satisfactiœ in

lifestyle counseling and suppottive tteatments, tbey could sec tbat pdients migbt find tbem

belpful.

Ta justify why they continued to cale for CFS patients in a cœtext of sJœptical

colleagues, these clinicians reframed pdients' bebaviors, involœd professional duty- to do

something ta help these patients, and underlined the IOle of experienœ in colleagues'

reactions. Insteadofviewing patients' extensive belp seeking as lldoctor shoppingll, some

clinicians interpœted it as trying to get weIl. Viewing patients' bebaviors in tbis ligbt wood

likely ma1œ it easier ta continue working wim tbem despite difficulties encounteœd. Sorne

considered it their professional duty ta see tbese margina1ized pdients saying: llsomeone

bas ta see them medically". One doctor put bis colleagues' Radions in perspective by

recognizing the role ofpersona! experienœ in sbaping pbysiciaDs' reactïons.

1 cm remember' brinlÏDg a patiellt into hospi......and baviDg mulliple consultant services see
the parïc:DL 'l'be debare raged.••evea witbiD tboIe cœadtjng services md depaIded c:DtUely on
the penoaaI experieDces of the coosu1laDt. 1 remember' vecy vivïdly the œœology savice
seeiDg the patient •••who b8d subjccrive signs ofIllUlCle weab u. "l'he coasuIlUt came by md
said this penon is depressed or maliDgeriDg. And the next week a DeW coasuItaDt look oVe!'
who bappeoed to bave a [relative) wbo wu diaposed widl CFS iD •aDd he just looted Il
this and said, -wby. be's gal cbrollic fatigue -. And it just bnJuIbt home ta me the whoIe issue
of how we as a professioo bave ID he open ta various diaposes lIIId we bave ta he reMly ID
accept tbinp dIat are vague lDd do the best widl the laOUIœS at baud.

Summary and Conclusions

Fifteen clinicians showed how their perspectives on CFS and reactioos to suffeters

were shaped by clinical experiences, viewing the jJJness from a frame of solicitu~ and by

their authority to diagnose and treat. 1bese clinicians agœed tha.t suffetas had a real illness,

although sorne weœ not convinced that it was a new sYQdrome. These stances cootributed
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10 disparate etiological views tanging through pbysi~ psycbosomatic, non specifie. and

combined causes. In geœra1, tbese clinicians were higbly sympatbetie to suffems. But

they found il difficult to diagnose, treat, and explain tbe illness. Tbese difficulties were

compounded by sufferas' resistance to imputations of a mie for psyebological factors,

clinicians' conœms for' tbeir own credibility. and the cballenge mat CFS posed to tbeir

identities as beaIers. Altbough tbey could not entiœly OVen:oJDe tbese difficulties, tbey wae

able to continue treating CFS patients by planning for predictable demands, managïng tbeir

own frustrations, and putting colleagues' slœpticism in perspective.

Wben rational scientifie inquiry reliably establisbes a body ofmedical knowledge, it

is the discipline of Medicine tbat authoritatively pronounces on the œality and nature of an

illness and points the direction for treatment When sucb inquiry bas not yet yielded clear

directions, as in the case of CFS, it is the individual practitioner who must detennine

whether the iIlness exists, its nature, its presence or absence in specifie patients, and bow it

sbould he managed. Ta decide œ the œality of CFS, tbese clinicians made social

judgments about suffdas' cœdibility by drawing on clinical and social experienœs wim

them. They were persuaded that suffenn were credible by sirnjlarities in Ibeir accounts and

by evaluating these accounts against clinical and social nonns. But social judgments are DOt

the basis of Medical authority. And tbeir stigmatizing or legitimizing imputations may be

challenged by professional colleagues and by sufferers. By deciding that iUness was

present in spite of Iittleor no objective evidenœ, tbese clinicians may be said to he using a

frame of solicitude in evaluating suffeters' self lepotts. In this frame, subjective

experienœs take precedence over objective evidence and the principle of doing sometbing

ta help the patient directs doctors responses to "ilIness witbout identifiable djsease" (Dodier

1994).

The Jack ofknowledge about the etiology of CFS limited tœatment options but Jœpt

the solicitude frame in full view. Clinicians COIltinued to caœ for CFS patients. despite

numerous frustrations and despite tbeir colIeaguesr dismissal of tbese cases. Since CFS
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patients weœ time consuming and in the Canactian healtb caœ system physicians' incomcs

are volume driven, tbeœ was no monetary inœntive to see tbese patients. If anytbing, long

term care came al a price of baving tbeir identities as healers cba1Jengcd. In a study of

therapists' views ofdifficult pdÏents, Robbins and colleagues (1988) suggest that patients

who do IlOt get well may deny the tbempists' special competeDce and autbority to tœat

illness (Robbins et al. 1988). The clinicians in the present study were able to deal wim the

this cballenge by exercising tbeir autbority to the extalt possibl~ wbile recognizing its

limitations in CFS.

C1inicians exercised tbeir autbority as mey diagnosed, explained and treated CFS

with prescribed drugs or vetted alternative therapies. But they were dogged by persistent

concems about the legitimacy of their advice and aetîons. Long after they had tentatively

pronounced the diagnosis, many vigilantly continued to monitor for signs of misdiagnosis

and missed diagnoses. Arguably, ifclinicians bad bad a base of knowledge from whidt to

operate autboritatively, they would not bave been 50 besitant and uoeasy•

By accepting CFS as a real iJJness and witbbolding stigmatizing psychiatrie

explanatiOlls, these clinicians at lcast partly legitirniœd suffetas' complaints. By DOt

abandoning patien~ they signaled that sufferers were worthy of ongoing attention. They

had learnt ta tteat the patient, IlOt the disease. Dodier (1994) suggests that medical experts'

positions 00 individual complaints is bath cognitive and etbical. "Cognitive because they

trace the categories and reasoning on whicb doctors rely to fonn a judgment, etbical

because they commit the physician ta a manna' of conceiving bis or ber place in an

apparatus of social justice" (p.490). In CFS, botb the consultant expert and patients'

reguIar doctors bave a place in the scheme of social justice meted out by govemment

programs and private insuœrs. The next cbapter elaborates the work of insurers in CFS and

in so doing, revisits the IOle tbat doctors play•
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CHAPfER4

INSURERS' DILEMMA: COMPENSATING DISABILlTY IN
AN ILLNESS WflHOUT IDEN1'IHABLE DISEASE

Chronie fatigue syndrome (CFS) is of significant interest ta insmers because most

sufferers daim they are unable ta work. The triekle of CFS disability cIaims in the early

1980s gave insurers little cause for concern. Sorne routinely dismissed these e1aims on

grounds of paltry or missing objective eviden~ wbile others paid benefits assuming that

these strange daims would he bath uncommon and short lived. By 1990 however, the

medical officers oflife and health insurance companies aaoss Canada came ta their annual

meeting, amid rumors of an alleged epidemie of CFS (Lechky 1990). The rumors weœ

especially disquieting because CFS had the potential 10 open doors to a flood of fraudulent

daims. As an "illness without identifiable disease", CFS presented insurers with two major

problems: how ta determine disability and how to conrain attendant coslS. Their initial and

more recent attempts ta solve these problems highlight structural factors, inside and outside

the industry, that have both guided and limited insurers' abilities 10 respond satisfactorily 10

CfS claims.

This chapter traces the evolution of insurers' responses ta CFS disability elaims. ft

is based mainly on the accounts of sixteen insurance representatives from eleven private

companies. The chapter is divided inta tIuee sections. The first section describes the

context in whieh CFS elaims came to the attention of insurers. This backdrop of goals,

world views, definitions, and routine operations shapes the industry's reactions to

disability claims in general. It helps ta explain why insurers responded to CFS cIaims as

they did, and why their responses fell short in dealing with the problem. The second

section highüghts the issues that CFS presents to insurers and the difficulties of addressing
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these issues with tladitional measures. The final section presents changes tbat insurers have

made as they recognized ümitations in tbeir usual operations.

The CœtextofDisability Determination

Insurance companies are profit making institutions. They expect to pay sorne claims

and priee their produets accordingly. They estirDate that 15- 20% of clients will file a claim

at some time during the Iife of their poliey. Tbeir avowed aims aœ: 10 pay benefits to

legitimate claimants and, to the extent tbat it is possible, "return people to wade 50 tbat they

are nat 1051 to the system. ft

Wc bave a mission starement &Bd we want ta pay our claims quickly. efficiendy wbich is what
the clients are paying for. We are very cooscious of the import8Dœ of disability insuraDce
because ofsaUry replacerœnt. So it's very impoItmt tbat someoœ is DOt left wilhout beDefics
because we're afiaid ofpaying somdhing. and dley are in line for social wel&re. Wben tbey are
insured widl us. we certaiDly would DOt wat tbat to bappeD•••We also bave an obIigabOll
towuds our poliey holder. who is payiDg die premiums. who is offeriDg die benefits aDd v.e
want to identify dlose dJat are maliDgeriDg._We bave ways. In exlreme cases. we will pay
under condition. it's a eooditional payment. if the medical cames in we will ask for • refuDd of
what we've pûd.

They have no wish ta support malingerers., unemployed or unemployable casualties of

tough economic times, or employees in intolerable job situations who regard disability

compensation as the Most acceptable income alternative. Nor are they prepared ta subsidize

the social welfare system. While protection of profit is a transparent goal., severa! insurers

aIso assert that it is personally gratifying ta see people recover and retum to their usual

raies.

In addition ta these goals, insurers hold severa! beliefs about factors that may

contribute ID questionable daims. First, they believe that having insurance may he a

disincentive to prudent behavior, thereby increasing the risk for claims; and tbat disability

compensation MaY remove motivation to retum ta wadc.

1 would be interested ta sec. of the docrors tbat you raJk to abat bave a nomber' of patients
...wbat their statistics are for people who retmn ta wort !bat do DOt have disability coverage. as
opposed ta those who do. 1bat wouJd he • Vr:rj iDterestiDg focus ofa saudy_•
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Taken togetber these beliefs suggest tbat in sorne cases, the possibility of reœiving

compensation provides additional or independent motivation to file disability claims.

Insurers use the term moral hœmrJ ta œfer 10 the aggregate (but unknown) risk for

disability that is attnbutable to insuranœ progtaDlS discomaging preventive and

rehabilitative activities (Aarts and deJoog 1992)1.

Second. it is a truism among insurers that claims for i1Jnesses without objective

evidence increase during recessions; Qot because tbere is a tise in siclmess, but because of

rational self inteœst on the part of claimants. With decreased job mobiIity, fewer part time

work opportunities for those with mild disabilities, or impending job losses, disability

incorne becomes an attractive alternative ta the stigmaofsocial welfare.

The past few years bas been devutalÏDg for die iDsunnœ industry fOI' disability claims. Recause
ifyou (are in real estate aod] suddeoly can't sen houses Ulymore tben -Go&h! Have l got a pain
in my back! Oh! Oh! do l feel sick md tired. dqa 15«"· 1 bel yoo Ceel sick: and Iiml mil
depressed DOt eamiDg any IIKlIIeY. 50 we bave goUeD a lot of claiJœ from people in tbese put
few years that 1don't think we gel in normal. non reœssioaary tilDes.

Third, insurers assume that a number of personal factors, unrelated ta illness, detennine

whetber and how long people will·be disabled: "disability depends 10 sorne extent on how

people will react ta illness. Sorne people who are sick try ta wode, while otbers don't".

Mecbanic and Volkart (1961) were the first 10 analyze non clinical factors tbat may acœunt

for differences in functioning among people wim ailments of sirnilar severity.

Insurers also hold assumptions about other actors who are implicated in disability

claims; chief among them are claimants' attending physicians. In their view, attending

l Aarts, Leo 1. M. and Philip R. delong 1992. EcoQQmic Aspects of Djs.bility
Bebavjo[. Amsterdam: Elsevier Science Publishers B.V. These authon studied
the Dutch social service disability system and proposed a micro economic
analysis of disability insurance based on the utility maximization model. [n
this context, the model considers people's preference for labar force
participation and optimal supply of working hours. The model introduces a
number of discretionary behaviors in applying for and remaining on
disability. Tbese behaviors are based on a clearly rational economic calculus.
Aarts and deJong posit that if people calculate tbat they are better off overall
on disability, and if tbey prefer leisure ta work, they will choose disability
income over re-employment, even if the disability income is lower.
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physicians are sttongly motivated 10 write reports for claims in order to satisfy and retain

~ .
panents.

..the doclDl' who bas a .-bent who bas been a patis ofbis for sevcral yaus. he WIDIs tD keep
tbat palieut. He wants lo keep abat patient happy. They [padents) come md dley say: -Ob. 1am
50 tired! 1 feel t.d and blah. bIah, blah.- ABd die doctlr bu lois of otIIcr tbiDp aad odIa'
patients on bis mind and says: "Maybe you've got CFS·

-Oh, tell me what tbal's aU about? Oh yeab, tbat's wbat l've JOi-

And the next thing you k:now, tbat's wbat they do bave accordiDg ra everytbiDg.•.•.Many of
them (doctors), 1 lhiDk are domg it with aU die best of ÏDtelltioos, but they cm bype op tbeir
patients lo tbinking that they reaOy _ve something bMi. beC''Ose ev«ybody else in the office
bas somedUog bIId. 50 wc bave trouble kDowiDI tbat wbatwc Ge readiDa is œaIly lep senting
what is tbere.

Another group which insurers may regard suspiciously are employers. They suggest tbat

sorne employers tty to get rid of problem worlœrs by foisting them to the disability

insurance system:

We get lots ofdaims &cm employers who are trying lo get riel of someoae and sbift them inlo
the kind of disability mode and theo expect us lo support tbis persoo abat they don't want ra
keep, or baviDg got them on disability claims they abadcD ail bope of ever takiDg tbem bact
apin. And, al Ibe eod as Ibe persoo st.ms ta recover, you bave someooe wbo doesD't bave a job
to go back lo, 50 they keep waming to stay on their disability payments. Well we'te Dot the
welfare agency, we're somebody who is payiug 50 tbat you cao avoid a fiDancial 1055 due ta
being disab~Dot to beiDg fired.

In sum, long befme insurers ever received a claim for CFS, they believed that a number of

non clinical factors contribute to questionable if not outrigb.t fraudulent claims. These

factors include: moral hazard, recessions, individual factors such as coping and motivation,

as well as physicians' wish to satisfy their patients, and employers' strategies 10 shift

problem employees to other institutions. This set of wŒld views and insurers' goals are

operationalized in the day 10 day work ofunderwriting, adjudication, and rehabilitation.

Ugdel'writjO&: Bisk Appraisal and Climt Selection

Underwriting minimizes casts by estimating risks, selecting clients, spreading risk:

exposure, and setting policy tenns that reflect the level of risk. The process depends

heavilyon information and assumptions about prospective cüents. To evaluate the risk:
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associated with an individual, insurers gatber information front bis or ber medical.

finan~ occupational and avocational histories. Tbese data may reveal risky lifestyles9

occupational bazards, and present or past medical conditions tbat may recur or predispose

affected individuals ta costly iJ1nesses laœ:r.. Certain information in work and bealth

histories aet as early waming signals of "claim[s] waiting ta bappen":

...people who bave fuDny œckgrouads tbat sugat tbis is a peniOIl who bas misaed a lot of
wœk., bas bad a lot of slDDge ilIDess. who bas bad sevenl periods of depas~ lots of
medie&tioa.._you get leery about offeriDg tbose people disability insurmce heç.wuse it is a claim
waiting to bappeo. And ifwe can avoid thœe we do•••bec:ause mmy of Ibœe am claims tbat [
thiDk are uojustified. 'Ibo8e people are DOt weIL_people who oeed dIat ameh suppxt...are
always going ta end up beiDg difficult claims tbat you nevec know how ta bmdIe.

To estimate the risk for an employee group, uncbwriters collect comparatively less

information because they assume that: working people are healthy, the group's health will

tend toward the Mean, and no substantial financial impact will acaue from a few undetected

risks. 1bese assumptions allow new group policies to caver ail people who are actively

working on the day the contraet comes into effect.. 1bat includes people who are

legitimately absent, for example, those on vacation. However, insurers bave the right to

ask new members who join an existing group plan about pre-existing conditions which

may disqualify them from coverage. Insurers define a pre~xisting cœdition as one from

which the client has suffered in the past, or one which manifests witbin a year of reœiving

coverage. Different Medical conditions and lifestyles are associated with different levels of

risks. Levels are standardized and scored by risk assessment experts who are usually

reïnsurers. Standardizing penalizes sorne people since different people deal with the same

risk differently. Risk appraisals help insuœrs to screen out applicants and 10 set policy

tenns and premiums tbat reflect the level ofrisk of those accepted.

Despite efforts to evaluate risks for claims, underwriting is pJagued by imperfect

information (Rea 1981). Insurers do not know the extent 10 which moral~ personal

characteristics, or larger sociœconomic pressures, will influence a given prospective client

ta claim disability. Flawed information reduces the accuracy of distinguisbing risk levels

among clients (Rea 1981). As a result, insurers will inadvertently accept sorne clients al
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high risk for c1aims-an outeome known as adverse se/«tion. Some insurers attribute Jack

of information to privacy Iaw restrictions and clients' and attending physicians' decisions to

withhold information.. But Rea (1981) cootends that insurers Jack information Iargely

because of the expense ofcoUecting data.. Whatever the œason, insurers know tbat tlawed

information may be costly..

Underwriters use seveml strategies ta offset thœats ta profit margins from adYerse

selection. They may set poliey ternIS to include compensation contingency clauses,

exclusions, and time-limited coverage.. They may aIso spœad the rislc by expanding the

elient base 10 constitute a population assumed ID be beterogeneous for ris)( (Aarts & deJong

1992; Rea 1981) or by transferring a part of the risk ID otber insurers and reinsurers. In

addition 10 these measures, insurers proteet profits by fixing premiums of new policies on

the basis of risk levels, the estimaœd number ofclaims for each level, clients' incomes, and

exclusions. And they adjust prelDiums for renewed policies in light of c1aims during the

previous poliey. In tbeory, the threat of higber renewal premiU01S should motivate

employers who offer group insurance benefits ta lœep clown the numbers and lengtb of

daims. In reality, the competitive nature of the industry neutralizes such incentives..

Employers can "shop around and rip offanother company for a couple of years. But ward

gets around"

At the time of underwriting, insurers must not only build in conttols over future

costs, they must also assure that the estimated costs can he met. LegaJJy, they must reserve

against elaims when a policy is sold.. The amount of reserves is based on the estimated

perœntage ofclaims against all policies that are in force. When a c1aim is made, a special

reserve has to he satisfied in accordance with the law and terms of the policy. Reserves

may he invested but they cannet be used for operating expenses..

Each time a claim is approved, tbere bas to he m amouDt set aide...sa abat tbis persoo is sure
ta be covered..• aDd this is usua1ly until age 65. Wc do DOt stop tbat reservc al die change of
definition on tbat daim. Government mies mate it impossible for us to.ct otherwise and it
would he foolhardy fOl'us, wc couId Dot do il.
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When you seU a plliey, you bave ta reserve agaïDst. claim. But you caD bue dlat 011 die &ct
that of the policies you seU. x percent will have a claim. tberefoœ x pen:eat of die poIicies
YOD bave in forœ have ta be reserved agaiDst. If someoae gels sic:k, YOR bave ro satisfy Ille
special œserve. In a lot of iDstaDc:es you n:serve UDIilage 6S or wbaIev« die tenD of die poliey
is. Wbat it does, is il takes moaey out of die operating campuy md puts il in • box wbere
you can't use it...Reserves may be invested...

Depending on the invesbDeDt vebicle, reserves may he wlnerable to the vagaries of tbe

market. During the recession of the early I~ non pedOimïng commercial œal estate

investments posed a serious risk ta the reserves of many companies. The results were fell

in the ensuing yeus as sorne companies' credit tatings were downgraded, some were

bought by more robust rivals, and others coUapsed. As a method of oost containmen~

underwriting is oo1y as good as the accuracy of the informatioo collected, the aœuracy of

underlying assumptions, and knowledge of risk factors.

Adjudication: From Client to Claimant

The teeeipt of a daim sets in motion a proœss ta detennine ils legitimacy. It aIso

signais a change in the status of the insured person from client 10 claimant. The disposition

of the cIaim and the status of the insured person depend on decisions about vocational

disability. This section presents insurers' ideas about vocational disability and the pmcess

ofadjudication by which it is determined.

Vngtional DisabiIity

Insurers' notions of disability are based on a framework that is MOst appropriate for

physical problems. In this framework, disability is conceptualized as a limitation in an

individual's capacities and level of functioning due ta an impainnent, that is, a

physiological or anatomicalloss or abnonnality. Usually, but not always, active pathology

(injury or disease) accounts for the impainnent (Nagi 1969b: pp. 10-17)2. Doth active

2ln 1969, Nagi believed that mental and emotional disorders were outside of the
scope of bis framwork. n 1991, he updated his to inelude impairments of a
mental or emotional nature. However he reiterated the helief that his
conceptualizations were most appropriate for physical disorders, especiaUy
with respect to rehabilitation whieh is closely aligned to disability. Nagi, Saad
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pathology and impairment represent deviations fromn~ and insurers generally expect

objective evidence oftbese deviations in claims oflimitations in the abiIi~ 10 work.

The expectatioo of objective evidenœ is IlOt absolute. Insurers aclmowledge tbat

mental and emotional impairments may aIso limit the ability 10 work. However, they are

reluctant 10 deal with these claims. FtrSt, tbey may have relatively ümiœd experienœs in

dealing witb claims for psychological disorders, sinee these conditions were excluded from

coverage until recently.

UDIil receody~ many policies wae sold widl mmta1 ad acrvous disordtu excbKlDd, wbich 1
don't thiDk is reaIIy fair. You know, if somebody is practiciDg medicine and becomes
psycbotic, you can't aUow bim ta coatim• prKticinl mediciDe._becm,se bis decisioo process is
irratiooal, he may do SOlDe barm. Sa those exclusioas were really DOt fair. Mostly, they've
been droppai.

Second, tbese claims are regarded as among the most difficult 10 adjudicate. A daim for

depression for example, may be describing anything "from unhappiness 10 the pain of

agitated depressïoo" and requires extensive evaluation (Brodsky 1991: 389).~ it is

difficult ta judge the limitations of depressio~ since different people react differently:

"People get depressed about things, it doesn't stop them from working. How do you

measure tbal?"

Fourth, c1aims for nervous and mental disorders raise concems about significant

economic 00515. Insurers fully expect cIaims for these conditions to tise in the next several

years. Nervous and mental disorders are frequently stress rela~ and stress is ubiquitous

in today's society. In fac~ according to sorne insurers, health care data show that the

incidence of these conditions bas been rising steadily sinee 1985. Cost concerns also arise

because in5urers believe that people in bigh paying occupations are the Most vulnerable to

stress. Typically, these people have extended insurance covemge with high montbly

benefits. In COmpariSOll wim claimants for otber illnesses, claimants witb nervous and

mental disorders are younger, their cIaims last longer, and they are associated with more

(1991) "Disability Concepts Revisted: Implications for Prevention." Pp. 309-327.
in Dislbility in Americ,. Towvd a Natioo'l A,epcla for Prevention edited by· A.
M. Pope and A. R. Tulov. WashingtoD, D. C.: National Academy Press.
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fraud and litigatioo. Wbile these di.sorders are sometimes tteatable, some show patterns of

relapse which means more time on benefits. Insurers may contain costs tbrough the tenDs

ofnew policies, but they cm do little about existing policies, many of wbicb bad lifted the

exclusion on these dïsorders. As a result of these conœms, the last tbing insuœrs want is

another illness under the robric of nervous and mental dïsorders. Althougb !bey often

spoke of these disorders in discussing CFS, they were careful not ta place it explicitly in

that category.

The focus of insurers' inteœst is of course work: related disability. They define

vocational disability as the inability to peJfonn the essential dUlies of one's own occupation

because of sickness or accident. Some insuœrs tty to quantify 'essential' as 6O-70~ of the

claimant's own job, but then they have 10 define what 60-70% entails. Many insurers bave

aIso interpreted 'own occupation' in narrow or broad tem1S. The narrow intelpretation

equates 'own occupation' with one's 'own job'. This definition gives policy holders

temporary shelter from the hardsbips of retraining, accepting jobs they do not like or for

which they are unsuited, and applYing for social welfare. As one representative explained:

"a dentist who becomes blind, might weil he able to work, but he cannot work as a

dentistn
• But the narrow interpretation means that companies must compensate without

acknowledging residual marketable abilities of individuals who are unable to work in their

own jobs. In conttast, broader inteiptetations consider the total training ofindividuals, tbeir

transferable skills, and the fact that most occupations can he practiced in different

geographic locations. ln effect, these interprelations increase the job pool that insurers

regard as commensurate with both training and any remaining abilities. Broad

interpretations may benefit companies but disadvantage claimants who may have to worlc in

other than their preferred jobs or prefened locations.

The definition ofvocatiooal disability as the inability 10 carry out the tasb of one's

'own occupation' was introduced by oompanies as a competitive strategy. Increasingly,

Most companies and the courts have interpreted the 'own occupation' clause as the inability
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to do one's 'own job'. Unless companies specify otherwise in tbeir contrae~ they nm the

risk baving the couns interpret 'own occupation' as 'own job' in conœsted claims.

Disability for one's 'own occupation' is usually limited tu a specific period of lime.

Professionals' 'own occupation' period generally runs until age sixty five. Typically, tbis

category ofclaimant is covered by an individual policy or a professional association paliey

which usually pays high mOlltbly benefits. Early reportS incicated tbat CFS sufferers

belonged precisely to tbis category. Non professionals' 'own occupation' period usually

lasts from one to five yeats. Close to the time ofexpiry, elaimants who bave DOt returned to

gainful employment are usually reassessed for their ability to work in 'anyoccupation'

commensurate with their education, training and experience.. Reassessments are usually

waived for claimants who are near retirement. or for those who have terminal or

progressively debilitating îllnesses. On reassessment, if the claimant is found unable to

work at any occupation, a dejinitioNll chDnge in bis or her status is said ta have occurred.

In recent years, the couns have Iimited 'any occupation' ta those of similar status to the

predisability occupation and paying at least 75% of the preAisability remuneration. In other

words, "you cannot retum a vice president to a clerical job.Il Blue coUar workers may tind

there is no 'own occupation' period, rather the 'any occupation' clause is triggered as soon

as they file a claim:

-Professiooa1s bave to age 65 for [their] 'own occupatioD'. Otbers in the blue colIar market fiDd
they bave ta be totally disabled for 'my occupalioa' as ofday one. Contnets cm be IS restricted
as 'any occupation' or as libelal as ta age sixty five. Most are for t'No yean (own occupation]-

The elasticity in interpreting the 'own occupation' clause, the shifting definitions of

disability from being unable to work in oners own occupation to being unable to work in

any occupation, and the class based differences in definitions show that disability is not a

fixed concept. Rather, from an insurance perspective, disability is an administrative

category (Stone 1984) that different companies cao and do construet in diffeœnt ways for

different people. Membership in the category confers certain rights and privileges (Stone

1984).
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Processing Clairns

Insurers begin to process a claim SOOIl after it arrives. The claim must satisfy bath

administrative and medical œquirements. To meet preliminary administrative œquiœments,

an application for benefits must include the cJaimanrs statement of disability, bis or ber

employer's signature to validate the covemge, and an attending physician's report. The

employer's signature may precede or follow the doctor's report. Some insurers believe tbat

claimantsl rigbts 10 privacy are violated when ernployers sign after the medical report is

attaehed. They are especially concemed about psychiatrie conditions or tbose tbat have a

psychiatric component.

A benefits representative or equivalent persan reviews the application to ensure tbat

the paliey is registered and that the claim faIls within the contractual tenDs. For example,

clients cannot usually claim for a pœ-existing condition. Typically, contraets aIso require

that claimants are onder the care ofa physician and trying ta mitigate their circumstanœs. In

many instances, continuing to work invalidates a claim. If ail preliminary requirements are

met, the claim proceeds ta the adjudicators. They examine the claim for the fit among

claimants' selfassessed disability, Medical evidence, and job requirements. Their task is to

detennine vocational disability.

Examinin2 the Medical Evidence: 1ookjn2 for Imœirment

Consistent with their concepb'aliution of disability, insurers examine the medical

report for objective evidence of impairment from a bona fide rnedical condition. The Most

useful medical reports provide a detailed histmy of claimants' objective and subjective

symptorns, including their numbers, type and severity; laboratory and other test results

suggesting physical and mental impainnents; dates of examinations; treatments; an

explanation ofwhy the claimant is COIlsidered disabled; and the estimated time of retum to

wadc_ If the initial Medical informatiœ is insufficient, or suspected of bias, adjudieators

may request further information from the attending physician, specia1ists, or hospitals to
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which the claimant was referred. Companies with in-bouse Medical consultants may seek

thèir advice on the need for furtber informatiOll. Alternatively, tbey may request that

cJaimants see an independent medical examiner (IME.)

Independent medical examiners are DOt employees of insurance companies. They

are consulted ad boc and paid for tbeir expertise wbich otœl1 includes academic credentials.

They provide detailed assessments and are wiDing to go to comt if neœssary. But they are

aIso touted as ftee of the vested inteœst ofattending physicians, who are believed ta frame

Iepor1S to optimize their patients œœiving benefits.

We tend ta go widl people witb some .c8demie affiIiatioa. QlNning they lave dcœ n:scm'Ch
themselves 01' are involved wim it in an .cademie critic:ally Ihjnkjng way, in beping widl. the
stmdards of Jœdiçiœ. We would œod to go widl somebody witb tho&e çredentia's, who is
indqw:ndent ad impBtiaJ.

Sometimes we approaçh them direcdy bec.use we bappen ID know Ibis persoa is in tbat city,
...who knows sometbmg about the disease tbat the elieDt elaims to bave. SOIIIdiIllfti they are
fouod fOI' us by ~mrdjçaJcoarpaies who .y -Ibis goy is good. this~ infeçtious
disease persoa- cr wbarever...We Mile them aletteradasIt dlem ta see Ibis petiaJt ta give us
their opinioD OB a bunch of quesIioas relûd ta wbatever tbeir elaim is about, paniculady
wbat's the matra' widl them, are dley reaIly sjçk. are they DOt reaUy sick'? Whea do you expect
them to go back to work? wbedaer anytbing is goiDg CO coatribute or inhibit dUs process. And
usually you gel, instead ofa one page letta' tbat's preuy common fOI' most doctors. you get a
big, long letler' of 6 or 8 pages...which lists ail tbe his10ry ad the fiDdiDgs, all the Iab tests
that have been~ everytbiDg else tbat you CUl thinIc of. l'bose are vezy valuahle. 1bese
people are notemployees of che compmy. We pay them for doiDg this of course...they are Dot
biased in theiropinion. They are just saying -this is wbat it i5-. And they don't wodc on our
sicle or the patient's side either, they just say. Sometimes they are UDdecided. CFS is one [case].

Tbese doctors [are] agœeabIe ta doing an iodctJe"'icmt medical evaIuatioo and wiIl.pee ta go ta
court if needs be...(tbey) will deaI wilh the ea-inwnt and asJt specifie questioas or do specifie
lesting tbat we would liIœ the claimant to go Ibrough.

CIaims of 1MB impartiality have raised questions of whether these pbysicians do not feel

that they must find more often in favor of companies who pay them, even if no such

suggestions are made (Nagi 1969b). Campanies may be especially w1nerable ta criticism

when they have a long standing relationship with IMEs. Thase who use associations tbat

provide !MEs from a pool of expens, may have fewer long term relationsbips with

particular doctors, since the sante doctors MaY Dot always assess cüents of a given

company.
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Medical reports demonstrating objective evidenœ of impainnent go a consideJable

way to detennining disability. But two other elements are necessary befme c1aimants are

deemed vocationally disablecL The impairment must be shown to restrict or ümit

fimctioning and tbese limitations must prevent the penon from being able ta work at tbeir

own occupation or own job. An important issue is how to measure limitations.

Looking for Limitations: The Issue ofMp'urement

Limitatiœs are commonly assessed by two rnethods- self tepOI1S and observer

ratings of funetioning. Self reports typically ask about pbysical function and social

disability, that is, the degœe ofdifficulty or the assistance needed to perfonn basic activities

of daily living, instrumental activities of daily living, and major aetivities, in tbis case

-work (Verbrugge 1990). Self reports may he biased towards supporting cIaims as strongly

as possible, especially when there is no objective corroboration.

Observer latings are used to detennine physi~ and cognitive or psychological

function. Tests ofphysical function aim to measure intrinsic abilities to do tasks rather than

actual performance. Tbus, they are designed around basic physical movements requiring

strength, endurance, balance and coordination (Verbrugge 1990; Turk 1988). Cognitive or

psychological evaluations are usually performed by psychologists or psychiatrists.

Companies have the legai right to insist on cognitive or psychological evaluatioos

adntinistered by professionals of their own choosing. Insurers MaY aIso 'measure'

claimants' limitations by ad hoc surveillance ofsuspected malingerers.

Sorne insurers noted that not ail physicians perfonn observer ratings with the same

degree of thoroughness. Some had observed physicians who made educated guesses

because they did oot have the equipment ta test specifie degrees of strength accurately. This

type of variation taises issues of validity and reliability. Nonetheless, insurers defer 10

doctors, whetber attending physicians or~ ta establish implirment and assess

limitations. But companies differ as to who takes the final step of matehing ümitalions to
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job descriptions. Sorne companies acœpt doctors' opinions of vocational disability wbi1e

others reserve tbis decisioo as an in-house responsibility. Insurers in the latter category

may bave more control over granting disability.

Acœpted and Rejected Claims

Once a claim is acœpted, payment is contingent on the terms of the cœtraet.

Contraets may or may not coyer the initial period, also known as the elimination period.

For example, some employers may cboose govemment unemployment insuranœ (UI)

disability to cover the first seventeen weeks, with private insurance contraets taking effect

after this peri~ if necessary. In other cases, the weeldy indemnity (WI) short program,

offered by private companies, pays for an eümination period that may range from 26-52

weeks. Employers who choose this option register their (WI) insured programs with the

govemrnent and receive a discount on the amount of unemployment insurance remitted.

The third alternative offers an eümination period of two years. lbese cœtraets immedïaœly

base disability payments on the popular two year "own occupatioo" contraet. Employers

may choose different companies for short and longer term disability coverage.

Sorne contraets pay only for total disability and disallow benefits for cIaimants who

work. In contrast, other contraets adjust benefits if someone on total disability attempts a

graduai retum to war1c. Should a relapse occur within six months of retum to work,

benefits are reinstated as a continuation of the original claim. Relapse after six montlls of

retuming to work is coosidered a new claim and must satisfy all the requitements described

above. Other contraets will pay for partial disability allowing cIaimants ta continue working

for fewer hours or at fewer tasks. PMtial payments are regarded as a means of creating

goodwill by decreasing the perception of an adversarial relationship and increasing the

PerCePtion that companies are trying ta help. Payments are usually based on income al the

time of disability. Generally, cootraets pay fm.m 5O-100~ of salary with MOst in the 66 2f3

to 80% range. Cost of living adjustments are not standard but may be purchased
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In some respects, acœpted claims cn:ate an open ended adjudicatiœ process.

Claimants must he ptepared to continue to prove tbat they deserve ta he paicL Proof of

continued disability is genera1ly requiœd at the tlaDsition {rom disability for one's 'own

occupation' 10 'any occupation'. But insuœrs may institute surveillance. œquest

independent medical assessmen~ or updated informatiœ from the auending physician at

any tirne during the period of the daim. They are inteœsted not ooly in changes in the

claimant's status witb respect to the original claim, but aIso in the emergenœ of new

disabling conditions. The weight of the original medical evidenœ is aitical in ddetmining

the frequency with which proofofdisability will be œquired.

The most commœ reasons for rejecting claims are failure to satisfy the tenns of the

contraet or deficiencies in the medical evidenœ. 'Ibus cIaims for excluded conditions or

daims in which the Medical evidence does IlOt show sufficiently severe impairment or

limitations are likely to be œjected. Benefits may aIso be denied if claimants are not under

close rnedical supervision or not reœi.ving pruper treatment. Rejected c1aimants have the

right to appeal in writing witbin sixty days. Appeals are handIed by ad hoc committees of

five or six people which may include supervisors, adjudicators and in-bouse medicaJ

consultants. Insurers do not believe tbat tbey reject claims Iigbtly. Therefore claimants who

appeal a rejectiOll bear the burden of proof. The appeals process may continue until one

party, usually the claiman~gives in or the claim goes to litigation.

Rehabilitation; Transition from Claimant Rack tg Client

During the period of receiving compensation, cIaimants may he required or

encouraged ta participate in rebabilitation programs. The aim is to retum people to work

thereby reducing their time on disability benefits. Companies may tetain their own

rehabilitation personnel or conttaet out this service. Rehabilitation personnel are usually

educated in a health discipÜlle. They include nurses., occupational therapis~

physiotherapists, psychologists, social workers, and psychometricians. But good social
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skills are also neœssary because œbabilitation personnel play a liaison role between

insurance companies and c1ajmants, attending physicians, and employers. They must often

offset negative perœptions of insmance oompanies befoœ tbey cm gain the cooperation of

others.

1bope youcandosomedIiDg ID inform tbem (docfDn) tbat we are DOt wortiDg apiast tbem.
You say -iDsunDœ- aud dley don't waal ID see you. 1 had ODe of 1bem Ibrow me out of bis
offiee.•..I doo't kDow wbat's Ibeir problem. wbefher it's die forms. QI' ...., pùI. 01' if they
feel thœataaed fOI' some reasoa. Usually, onœ you set in.1hey are okay. But. it's geaiDg in.

1 Iry ta appreciate claimars1beœ is always • tell 01' fifteeD lIIÏIlIIfe period. befoœ 1 get into the
nitty gritty of die iDterview~.ei....aI·"1 the dec:ontioa. of Ibeir boille. die J"OII8phic
locatiœ or sometbing which will make Ibem teel that JX)Ssibly 1 am DOt the ogre wbich the
iDsurmce compm1y bas seut ta their home. 'Ibis is wbat 1 Ir)' very Iuud ID do_l'ts rea1.ly
impxtanl

Unli1œ other insuranœ personnel who may deal only with papers documenting the claim

and its progress tbrough the system, much of the work of the rebabilitation personnel

involves face to face contact with others. In deaJing witb attending physicians, tbey focus

on getting required forms completed and more recently on gaining their cooperatiœ to

motivate claimants to retum to work. Theil' work with employers involves negotiating job

modifications for retuming employees and setting realistic expectations for job performance

after a prolonged disability. Their contact with c1aimants covers the wielest range. They

may assess motivation and rebabilitation potential; develop œbabilitation programs; infonn

claimants of available resourœs; provide general emotiooal suppot1; and explain terms of

contraets. A oommonly used œhabilitation appioach is known as work hardening. These

are programs designed ta alIow a graduaI phase-in to claimantsl previous jobs or new

work.

Traditionally, rebabilitation plograntS follow medical tn:atmenl The most

developed programs are for conditions in which much is known about the limitation, for

example blindness and amputation, and residual abilities are stable (Nagi 1969b). Suœess

in these programs depends in part on claimants rebabilitation potential which rests on bath

physical condition and motivation. Rebabilitatiœ potential is closely related to disability

both conceptually and operationally (Nagi 1969b). Disability higblights limitations V(~
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rehabilitatioo poœntial focuses on œmaining abilities (Nagi 1969b) The conflict of inteœst

that eosues wben a worker bas 10 demonstrate disability 10 œceive immediate income

replacemen~ but bamess abilities ta assure an optimum futme, bas Dot goue unnoticed

(Lewis 1962 in Nagi 1969b:170).

The foregoing account describes the goals. wood views and operations that fOrmed

the context in which CFS claims weœ œœived. The next section bigblights the issues tbat

CFS brought ta the fore in the decade of the 19805 and early 19905.

Issues in CFS Disability Claims

Insurers received early CFS c1aims in the context of a mindset about the doubtful

validity of subjective claims in times of œœssion and a perspective on disability tbat

favored clearcut physical illnesses with objective indicators.. Dy the mid to late 198Os, tbat

context was expanded by media reports, the medical literatme and the status of early

cIaims. Media reports repeatedly indicated that CFS sufferers were young professionals in

the higher socio-ecœomic classes- the kind of people whose claims would he costly.

Medical debates about the existence and nature of the condition had begun and insurers

were beginning to worry about early claims tbat showed no silOS ofending. In addition, 10

these ttoubling aspects about the condition.. sorne companies were experiencing financial

woes that were widely rePOtted in the business media. ft was bardly surprising tbat

insurers wanted 10 know: Is CFS a disabling ilIness'? Does this claimant have it? How

much of it can we expect? And, what is it going ID cast?

CFS and Vnçational PipMil)'; Imœjrrnmt vs- Limitation

Insurers' early responses highlight two different emphases in determining

disability. Most campanies stressed the need to show impairment with suppotting objective

120



•

•

•

evidence. In their view, CFS did oot convincingly meet tbis criteria since objective

evidence was often absent and wben present, it wu not specifie to the cœdition

It does DOt fit the criteria collllllDD1y Iœown fer disability. Until tbey bave objective evideaœ
they will find a problem justifying claims. It is UDfartuDate bat lbat's the way it is. 1bere is a
part of die population trying ta abuse the claiJœ. You amaot teU wbic:h pm is boaa t'ide.

You caB bave a dï5else. DO matter wbat the disease is. but ifan impDmeDt _'t tille. you are
Dot disabJed.

When 1 look at the tint case in 1982 1 didn't believe tbat it wu possible ta he tired ail die time
wiabout any specifie reason. 1 bave been very doubdW about Ihe&e cases fOr' a very Ioag lime

Without objective evidence ofan împainnent, the index ofsuspicion about malingering and

nervous and mental disorders rose. Indeed, from the beginning thîs group of ÎDsurers

believed that bath malingering and mental disorders bad to be roled out in CFS claims.

Moreover, they knew that the medical community was divided over whether CFS was a

bona fide medical conditioo. Dy taking a bard line on objective evidenœ and trading on

medical disputes, tbese insurers initially dismissed CFS elaims.

A second group of companies believed tbat it was more important 10 show

limitations that prevent c1aimants from working, ratber than the specifie medical condition

or impairment responsible for these limitations.

We are less coocemed with estab1isb.iDg CFS tbaD we are with establishing disability. That is
the bouom liDe.

1 have gODe ta semiDars on CFS and doctcrs were offeriDg Ibeir services as consultants for us
because they were coocemed tbat Ibe diaguosis was DOt correct, and chat Ihirty perœnt 8I'e

wroogly diagnosed. We doo't need that because we dal't care. If the penon is disabled. the
person is disabled. If 1 bave enouBh symptoms and eoough medical [evideaœ] §lIJbstantjaring
that the persan cannot perform. 1don't eue if it's CFS oc depression

The effect of these differing emphases in the definitioo of disability on rates of accepting

CFS claims is not known. Some companies were sufficiently unconcemed about specifie

underlying conditions that they kept no statisties on acœptance and rejection of claims by

category of illness.

Later, pragmatic considerations and Medical influences would modify the initial

reactions of bath groups. Those who were initial1y dismissive became more accepting of

CFS claims as legitimate on the advice of their medical consultants, the CDC's imprimatur,
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and the fact tbat the number of claims was not diminisbing. The second group began to

keep statistics in response to aetuarial needs for the information. As the length of claims

became eviden~ most companies aIso œaH= tbat it was in their interest to distinguish

between CFS and treatable psycbological disorders. The dift"eJalce in time on benefits

could he significant.

Problems ofMeasurine Limitations in CES

CJaims tbat were not immediately rejected for Jack of objective evidence oc

questionable labels, were processed furtber ta determine the extent of limitations and the

impact on claimants' jobs. At this stage, insurers discovered tbat CFS claims acœntuated

tlaws in common methods ofevaluating limitations. On the one band, self reports could be

expected to be even more beavily biased tban self interest would pœdict, SÙ1ce these

cJaimants have no other way to prove disability. On the otber band, observer mings by

health professionals or surveillants brougbt other problems to the fore. FIIS~ these ratings

usually measure general abilities ratber than the specifie abilities tbat claimants need 10

perform their jobs. Second, health professionals' ratings constitute point data on a

condition marked by tluctuating symptoms of fatigue. This leads ta questions of the

validity of these measures since fatigue would he expected to affect abilities. This problem

has been reoognized by people with the chronic pain condition known as repetition strain

injury, when they were evaluated during periods in which symptoms bad abated. They

reported feeling forced to exaggerate the pain tbat tbey were actually experiencing in arder

to be beüeved (Reid et al. 1991). The problem of tluctuating symptoms bas also been

recognized œœntly by a working group tbat evaluated the 1988 cne case definition. They

recommended that illness severity, which bears on disability, must be assessed by

measures of fatigue severity and functional ability tbat are sensitive to changes in patients'

status oVeZ' time (Schluederberg 1992). A third problem is tbat point data MaY be an

inappropriate measure of the endurance tbat Most jobs reqtüre. The fact that claimants may
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he able 10 lift 5 Kg in a physician's office does not Mean tbat they can lift S Kg OVe!' severa!

hours, if that is what tbeir work entails.

Insurers could argue tbat the longer observations of surveillance address the

criticisms of uSÎDg point daIa to measure fluetuating abilities and endurance. But

surveillance bas ilS drawbacks in this regard because it is usually confined to detecring

whether or not a claimant is at home and to observing clairnants in exterior spM:eS.

Observing that a claimant is homebound is open to interpretation. The persan could be

prostrate in bed or be performing paid work for severa{ bours at a stretch or wben

symptoms allow. Sucb data about endurance and flucnutting symptoms are genezally

unavailable to the surveillant.

Observations ofclaimants in public plaœs are also problematic. Typical surveillanœ

findings that question claimants' limitations show them freely roaming shopping malls,

attending support group activities, or engaging in beavy pbysical activities. But surveillants

cannot know if severa! bours or days ofrest preceded and followed these activities as many

claimants report. In additio~ the claimant seen engaging in physical activity may not be

able to perfonn a job that primarily requiIes concerted mental effort. Unless surveillance

documented a claimant engaging in sustained aetivities daily, over severa! days or weeks,

~ these activities required capacities similar to those needed for the claimant's job, it

would not necessarily indicate that the penon was capable of working in his or ber own

occupation.

A penon wu observed for' about a weelt contiDuously. The co_nt wu -sile sbopped me
out-. in odl« words sbe wu out shopping. busy. domg things. So here is a penon who wu
00 claim for this, who wu very very actnre and busy and doiDg tbese tbiap, yet c"iming Dot
to he able to do dûs. Ifyou put someooe œder surveiUmce for. couple of days, tben -oh you
caught me on my good days, l wu wiped out tbe n:st of the dIree days aad in bed- and Ibat is
wbat is recorded. Ifs proœbly ODe of the tougbest cballenges fm' the insuraDce ÏDdUlltty.

We use surveillaDce- bile investigators ta confinn disability. From the medical standpoint it is
bard, even Or. _ feels tbat widl CFS patients, he CaDDOt realIy say ·yca· 01' ·nay-. It is Dot

based on objective evidaIœ but bis IaJowIedge ofdie coadiiiOll. Sometimes people will tell 115
that lIley bad to sleep aU day because lbey ue rired. l'ben you put tbem lIIId« surveillaDce md
discover that lIley were out sboppiDg ail day. two or three days in • row. Thea you have to
question die coodiliœ. Are iœy n:ally that disabled'? [s depee of disability reaIIy what they
meaDt, wbat dley have volunJeered'?__ We bave to maJœ sure we are DOt deelinl widl
psychiacric cases Ibat cao Ile tn:aœd, tbat we ue DDt dealina with malingeren.
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Ins~ no matter bow much insurers might suspect mat resort to the illness' features aIe

convenient excuses, tbey cannot ÏDteiptet obserYed discrepancies between claimants

accounts and their aetivities wim oonfidenœ Insurers cannot know wbetber observed

aetivity patterns re6ect nonnaI fluctuations of die illness, or wbetber knowledge of

fluctuations provides malingerers with œady explanations of their aetivities.

Regardless of tbeir emphasis in defining disability, or misgivings about measuring

limitations, by the end of the decade insurers answered the question of wbether CFS is

really a disabling illness widl a qualified yes. They concluded that CFS may cause

vocational disability, butonly in a very smal1 numberofpeople.

We believe tbat the reaI perœnrage ofpeople who bave CFS is very low. Tbeœ are smdies that
have showD this..•.Of tbis low perce:ntage, [widl CFS] the:re shouId be an even lower
percentage that an: disabled. But people use reIIdiDI ID Iœow cbat Ibeœ are minimal requests
from insura's. AJso Ihae is DO IlahDeat so tbal Iheœ is~ JW'eSSIIIe ta submit
information. 1 dUDt Ibat tbere 8R n:al cases, but it is a very slnlllF îUDess.

The yalidity ofOaim: Credjbility and the cne Criteria

Definitions of disability based on pbysical evidenœ were not very useful in CFS

daims. Less stringent criteria of limitations were not likely to he widely adopted in üght of

concems about inaeases in nervous and mental disorders and the data emerging on CFS

daims. Moreover, traditional measures of limitations could he made 10 seem invatid

because they do not taJœ into aœount cbaractaistics of the illness. With the appropriateness

of traditional measuœs in doubt, the vaIidity ofeach new ŒS daim bad to detennined very

carefully. New claims elicited ambivalent reactioos.

1 think tbat for better or~~telyevery time you gel a new CfS claim you camaot
help but d1ink -oh boy, tbis again-. We teel very SOlI')' for' Ibe penon aud you must respect the
fact Ihat tbeœ 15 empalhy but there 15 a1so die &ct abat we know tbis is going ta oost us big
bocks and recovery ifal ail is just so someIimes 50 short livecL

For assistance with detennining disability, many insurers referred CFS cases 10 IMEs. But

as insurers gained more experience, they began to discriminate more amoog IMEs.
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Now we do DOt sead lbem ID people that tbiDk dley are cbnmic fatigue specialisls. bec::ause 1
bave a problem widl most of those people. Most of tbem are mto SOIIIe sort of paulo
quackery.••(1ber'e are] SOlDe reaIly wbactos out Ibeœ..

A few companies did not use 1MB services to establisb CFS claims sinœ tbey did DOt

believe that true expertise exists for tbis condition.

Tbere is nodIiDg out tba'e fo say ODe sKie or die odIer is right. It always comes clown ta die
person's credibility. If we are dealiDg widl SOIœOIIO who is DOt credible. that is. • lot of
absenœeism. We bave ta buiJd tbese cases. tbat is wby it is very difficult.

In the end.. claimants' credibility became central to determining whetber daims weœ

true cases of CFS relaIed disability. To judge cœdibility, insuœrs combined informatiœ œ

claimantsl appeamnce, bebaviors, experiences and psycbosocial ciICumstanœs. From their

comments 1 have ronstructed a composite of bow credible claimants present tbemselves.

First, such claimants show small, if any, discrepancies between tbeir reports and tbeir

conduct They may or may Dot look sicle, but tbeir level and type of aetivities are consistent

with common Dotions of disabilities in acute ilIness. They are DOt the claimants wbo are

"outshopping" the surveillants. They do not spend inordinate amounts of time in support

group activities, or selectively expend energy on leisure activities while cJaiming they are

unable 10 work. If tbey report cognitive dysfunetioD, tbeir aœounts support !hat.

[ am impressed with the details about wbat dley cm and can't do. One penon wu teUing me
about driving and not noticiDg the stop lighIs md 1 sai~ sbe can't he makiDg tbat up. sile bas
ta bave experieoced that ta ralk about il. she must bave the problem (CFS].

In the quote above, Dot Doticing the stop ligbt becomes possible evidence of cognitive

dysfunction. It aIso bas a ring of authenticity tbat leads the insurer to tbink the persan

cannot be fabricating the accounl

Second, credible clairnants conform ta the obligations of the sick mie to: seek

competent help and attempt ta end occupancy in the mie. 1beirattending pbysicians are not

among the self styled CFS experts who promote the ilIness as purely physical or who offer

unproven therapies. Such physicians bave Iittle credibility with insurers. Instead, they are

regarded as complicit in sufferers' misguided attempts to find pbysical remedies to prove

they have a physical illness.
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The other tbing is the methods of treatmmt~ die naturopadUc trabnmts, the ami yeut
treatmeDts and SOlDe people witb SOlDe pbysicims' tbeorïes. You bave ta questiOD düs wbm
there is DO valid proofdJat any of thisw~wba'e dley bave beeIl1r)iDg. such as the yeast. 1
have Dot sem a~ to show tbat tbat is good proof.

A bundred yean aga. petait medieiae meo Wall amuad aad soId boUles of alcobol in fiamy
oolors md told people it wu Bood for everydùag UDder the &IDl you taow. It .... a lot of
people bett« because tbae is a Verj scrœa plKebo etreet in mmy thinp aud it may he
perfecdy valid b someooe who can lapIire the pecaac:e 10 10 10 a patieat who says they bave
CFS md say DOW you take tbis aud this aad do it at eïpt o'clock evuy IIIOIIIÎDI ad al twelve
DOOO and al 4:30 in the aftemoon DOt 5 • 4:30 aad you do it everyday for 8 weeks md you will
hegin ta feel beUer. SolDe of tbem wilL Because anybody who can he tbat sic:k for tbat IODg
bas a bop psychologiea1 overlay probIem that mates it fast a beUuva lot longer so maybe
there is SOlDe value. ft Us nodJiDa to do witb the biology of tbis disease. wbatever dJat is. But
they [these doctors) will coafuse you aU ta heU ifyou taJk widl lbem.

CredIble cJaimants do not proloog sick mie occupancy by accepting the rbetoric of sorne

support groups tbat promote severe pmtIaeted disability as the inevitable lot of CFS

sufferers. One insurer indicated tbat an internai study had found that CFS cJaimants in

support groups almost never retum to wodc. Finally, credible claimants do not remain in

the sick role for seœndary gains. Ifanything their losses clearly outweigh any gains from

claiming disability•

Tbere is a dramatic change in their lifestyle. If they are DOl depressed.. wbat would they he
getting out ofclaimiDg ilIness?

These people's lives are on bold. You cm carry on like this for a wbile, but after years 8Dd
yeus. it is difficult ta tbink. that they are pretalding. In these cases eVeD surveillance may Dot
show anytbing

...acnally they do have a very, very low copiug raie overall. The emotiooai impact ,if it is Dot
a symptom itself initial1y, it certainly beoomes a very, very martel! entity as the disability
progresses because nobody Iikes beiDg [disabled], especial.Iy someoae who bas a tbriving caœeI'.

And you bave ta attacb a degne of cndibility to ail dlïs. because these weœ aU people who
were just bigb ac::bievers...so tbat il is tbat mucb more cLllmning ta them wben they reach tbat
low ebb. And witbout any Icind ofknowledge ofwheo they are going to feel bettel'•.

The final quote shows that the magnitude of loss may be a pivotai element in believing

claimants. This taises the question of whether people in lower socloeconomic classes are

seen as less credIble because they may he losing relatively less.

In contrast, claimants who are oot credible show obvious inconsistencies between

their accounts and their conduet. They may "look the picture ofhealth". They seem to have

no trouble camping, shopping or waUdng the dog on a regular basis. Despite claims of

cognitive dysfunction, tbey defend themselves ably if tbeir claims are denied or if benefits

126



•

•

•

are terminated. Some women even go on ta have ebildren wbile on CFS disabllity, wbieh

l~ves insurers woodering wbere tbey find the energy. The problem for insurers is tbat

these claimants seem to bave the energy necessary for a life tbat is normal in evecy otber

way except participating in the Jabor force. lbese eJaimants seem to be enjoying the siek

mIels benefits ratber tban wanting to leave il.

It is not wholly rational for insurers to suspect CFS elaimants of malingering

simply because they look weil. People with many ehronie illnesses sueh as beart disease,

diabe~ or cancer may not "ook siek" mucb of the time, yet tbey are DOt met witb doubts

about being ilL The diffeœnce between these iIInesses and CFS is that objective evidenœ of

these conditions cao he produced if necessary. The fact that appeaI3Dce is an issue only

with CFS elaimants, suggests that it is reaIly the lack ofobjective evidenœ tbat is implicitly

at work in judgments ofcredibility.

The CDC Criteria; An End to the Relianœ on CI'ed1bility?

With the publication of the CDC criteria in 1988, insuœrs boped they could use

more than personal credibility to detennine the validity of eacb CFS claim. Prior ta 1988,

discriminating amang misdiagnoses, malingering and CFS wu compücated by an anay of

labels and by a variety of diagnostic processes used 10 confirm CFS. Early claims listed

chronie Epstein Barr virus (CEBV) or chronic mononucleosis as the underlying impainneot

causing disability. In the next dozen years insuœrs would see the labels: myalgie

encephalomyelitis (ME) fibromyalgia (FM), fibromyositis, Coxsackie virus, fatigue,

stress, depression, CFS and Most reœntly cbronie fatigue immune dysfunetioo syndrome

(CFIDS). Several mentioned the popular labels "yuppie fiu or yuppie dïsease". A few

knew that CFS had been linlœd ta neurastbenia, asthenia and Royal Fœe disease. Many

also knew that the label CEBV has bœR discœdited and tbat some members of the medical

community consider the label ME misleading•

..•We do recalla few as baving a diaposis ofquote -yuppie Ou aod a lot of Epstein Barr VÎnIS
with antibodics-. Wc DOW Imow tbat's prbap. The Epstein Barr virus bas nodJ.ing ta do witb
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CFS. Myalpe enœpbaIomyelitis is a curœat tenD and CFIDS is modIer cuneat tam. To
me._.-itis- at the end of a won! implies inOalDllll!tjcm ad tbeœ is DO inftamnwâOll
tfemrmCraIed.

By the time of these interviews in the lare summer of 1993 to early Spring in 1994, insurers

were farniHar with severa! of tbese labels. They now beHeve tbat the p1edlora of labels refer

to the same condition.

To compound the problem of whetber a elaimant bad CFS, unstandardized

diagnostic practices were as COIDDlOO as unstandardized labels. Insuœrs believed tbat a Jack

of uniform ctiagoosing contributed to misctiagnoses. They boped tbat the coc case

definition wood solve the problem of misdiagnosis by distingllisbing cases from non cases

and thus reduce the numbers of CFS daims. Tbeir hopes rested on the second major

criterion whieb excludes a diagnosis of CFS on the basis of past or co-œcurring

psychiatric dîsorder. This criterion was meant ID discriminaIe between cases of CFS and

psychiatric disorders. If CFS could be separated !rom psychiatric disorders, valid cases

could be evaluated for limitations. Moœover, sorne detected psychiatrie disordecs might be

successfully tteated and thus reduce the lime on benefits for tbose cJaimants. At first

glance, the cne case definition loolœd as though it was an answer to insurers' difficulties.

But instead of benefiting ins~ the CDC case definition talœn as a whole

confounded the issue. As pointed out in chapter one, by inteipreting the exclusion of

psychiatrie disorder and the inclusion of neuropsychiatrie symptoms in different ways,

widely different prevalences could be produced. Strict application of the exclusion criteriœ

would probably have drastically reduced the numbers diagnosed with the condition, and

therefore the eosts of CFS claims. In support of this position, one study had shown that

when psychiatrie disorders were rigorously exclu~ only 4% of patients presenting ta a

fatigue elinie fulfilled the criteria (Manu etal 1988a). The fact tbat the cne case definition

included a few objective physical symptoms, which insurers weight 50 beavily, also made

it attractive.
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Perbaps the promise of the case definitiœ was fOC) much to resist Some insuœrs

began to insist that claimaots meet the aiteria. SeveIa1 cootinue to insist on this œquirement

even while acknowledging the shorteomings of the cne criteria.

We look for' the COC criteria. MOItIy dley bave to meet tbœe criteria al 1euL._1"bae aœ DO

objective findiDp tbat you cm '50 caB' bal your bat on and say, yes, tbae is tbis fiDdiDg 01'

DO there is DOt. EVeil die criteria abat bas beeD estabIisbed Ile ail. widl the aception of the
miDor physical oaes. are all by • subjective iDtaview of die palicat Do )'OU bave tbis ,do you
bave tbis. aDdofcourse, as we saicl. Ibat is aU such public Imowledp DOW Ibat it's impeJfi8ible
ta dde.miDe me fiom the ocber

No insurer however, acknowledged tbat the cne criteria weœ DOt intended for immediate

clinical use (SchluededJerg et a11992) but to reduœ beterogeneity in œsean:h samples and

allow compambility ofresults (KIupp et al. 1991).

Insurers found tbat attending pbysicians were using far more variable and more

lenient criteria ta maIœ the diagnosis. They beIïeved many doctors were unawaœ of the

cne criteria. SOlDe c1aimants, caugbl between the lOOSCl' clinical diagnosis of their

attending physicians and the new, more rigorous reseateb diagnosis tbat insuranœ

companies weœ requiring, became the casualties of tbis confliet. By insisting on the COC

cri~ and rejecting claims that did not meet the overall case definitioo, insurers weœ

going weil beyond the use for wbich the case definition was intended. In 50 doing, they

might have incrœsed the number of rejections in companies tbat had pœviously accepted

less stringentcri~ while increasing acceptanœ in tbose companies that bad routinely

dismissed tbese c1aims.

The answer 10 the question ofwhetber a particular claimant is a legitimate CFS case

remains elusive. Insurers bad hoped the COC case definition would obviate the need 10

depend on cJaimantsl credtbility to establish the validity of c1aims. In the pucess, they

hoped 10 reduce costs. But as the case definitiœ came under attaek. many insurers realized

that it did not fulfill the promise tbey bad jmagined Stïa many continue 10 use il. The

revised case definition published at the end of 1994 bas removed the physical symptom

criteria. This excision undercuts a major argument mat cJaimants bave used 10 counter

assertions that the conditiœ is psychological: psycbological disorders could oot produce
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sorne of the physical symptoms. Without the physical criteria, CFS resembles

psychological disorders even more. ft remains 10 be seen whetber insurers will abandon the

criteria or use the new criteria to classify CFS as a psychological disorder. But given the

concems about claims for psycbological disorders, dUs move seems doubtfuL

The Sjze orthe Prpb1em: Malinp;rin& and Mi",jalQŒis

Undoubtedly, insuren wanted ID believe the study incieating tbat the true

prevalence of CFS wu low. In tbat case, the number disabled by the illness would have

been lower still. But from the late 19805 through the early 1990s appücations for benefits

continued to incœase. 5ensitized to opportunities for fraudulent claims in recessionary

times, insurers attnbuted part of the rise 10 malingering. They beIieved that tendencies to

malinger weœ exacerbated with CFS, because claimants had virtual handbooks of

symptom presentation through sustained. high profile, media coverage and support group

publications.

The print media. 1man Ihere are support groups, there lire newsleUers, articles in the weetly
pepee chat leU you eucdy wbat symptoms you should bave, wbich doctors are supportive,
lawyers are even lIJIeIltiooed in Ibe literanlre and that sort of dùDg. It goes back ta the buis of
the conditioo. it is 50 subjective ta begin witb il just adds ta the difficulty fiom an insuranœ
perspective ofdeterminiDg wbat is a legitimare CF claim.

Also, a lot bas beeo written about cbroDic fatigue syndrome in books, the newspapers and
people take advantage of Ibis infurmaIiœ. So tbere are good cases mad bad cases...•..•But people
use reading fi) know tbat there are mjnjmal teqlleSts froID ïnsurers. Al5O, there is DO treatmenl
50 tbat there is deaeased pn:ssure ta submit informalioa.

The Nightingale Society...[a CFS Associatioo] 1 receive their publications, giving specifie:
information on how ta go about baving your claim for disability boaor'ed &Bd giviDg
instructions on wbat ta say aDd wbat to report, wbat informatioo is required UJd 50 forth. Tbat's
fair, people sbould he informed as 10 bow ta Fta disability claim. But with such a subjective
disease, it mabs it doubly difficult beause it's eveo more difficult ta IIdjudicare il, imputiaIIy
andfairly.

The belief tbat media attention ta CFS bas been bath ongoing and extensive is supponed by

study of CFS coverage in British Medical joumals, professional trade papen, national

newspapers, and women's magazines. That study found 171 articles on CFS in the

national newspapers and women's magazines since 1980 (MacLean and Wessely 1994).
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With media coverage encouraging self diagnosis, insuœrs expected nrisctiagnoses

frdm attending physicians because of the drive 10 Jœep satistied pdients. 1beir experiences

with daims suggesœd tbat many physicians bad poor Imowledge of the condition in genaal

and of the COC case definition in panicuJar. In tbeir view, these factors made misctiagnosis

a significant contnbutor, along with malingering, 10 the nomber of CFS claims. Tbey

estimate that as mueh as 30% of CFS daims are misdiagnoses of otber conditions, most

often depression. They suggest that claimants wishing to avoid the stigma of men1al

disorders present tbemselves as suffering from CFS, wbieb is ironie, since CFS itself is

associated with mental disorders in the mincis ofmany (Rolland 1989; Shoner 1993; Manu

et al. 1992).

lnsurers aod docIors believe tba1 SOlDe cases .e disguised depœssioo. But die social impKt of
baving depn:ssioo is DOt sometbiDg tbat die penon c:aD cape widl aDd may DOt wmt ta admit
depœuioD.

Ther'e is the view of the socia1 historim in Toronto wbœe name is shorflerl who 1 listened to
and1 must say tbat 1 doo't tbiDk dlat bis view ca be discoUDted aJtogetber. He believes ....t
CFS is DOt ooIy due to social stresses of the 20dl ceoaury but abat it is more Kœptable Chan
say in the 19th ceotury. a ra~ strollg COIIIpm'Ï~ hystaia of women. But CFS is more
socially acceptable. people cm say to their &i~ lheir family, 1 bave dUs illness md it is
more accepœd.

Although insurers accept tbat sorne CFS daims are misdiagnoses of mental disorders, tbey

are Dot sure whether they should think ofCFS as an organie or a mental illness.

Tbere is even debate in the medicaI field about wbetber its an orpniç iIJDess or wbetber its a
psycbiarric illness or wbat the case may be. So it spills over into the insunmœ field as weU. If
it œaIIy exists wbere do we categorize il? wbat sort ofcriteria do we use'?

As mentioned earlier, t.bere are good reasons why tbey May not want 10 see CFS elassified

as one of the nervous and mental dîsorders.

3 Edward Sborter is a social historian wbose views are anathema to many
people with CfS interviewed for tbis study. Sborter bas wriUen a book on the
history of fatigue and articles oudining his views OD CfS. The essence of bis
argument presented at the CIBA foondation conference on CfS in 1993 is t ha t
medicine should be cautious in attributing the symptoms of CfS to an organic
cause. He is concemed that doctors may be legitimizing somatization as disease.
SomatizatioD is the expression of psycbological distress through physical
symptoms. People witb CfS take exception when someone ·wbo bas Bever seen
a patient with CFS· gamers legitimacy for his views. while tbey bave not yet
received similar legitimacy for tbeir experience.
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• A small data set (N=289) from two insurance companies covering the period from

1980 10 1993, will be used 10 ilIustrate a number ofpoints in the œstof Ibis subsediœ and

the nen. Table 1 sbows tbat the number ofaa:epted CFS claims incœased in the Iate 19805,

peaked in 1992 and declined in 1993.
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Table 1 CFS claims acœpted by two insuranœ companies tiom 1980-1993

Year Company A CompanyB

1980 1

1981

1982 1

1983 1

1984 2

1985 2

• 1986 1 2

1987 4 9

1988 5 16

1989 10 18

1990 Il 34

1991 Il 49

1992 32 60

1993 16 14

N=289 90 199

•
Claims doubled in 1989 for company A and in 1988 for company B, the year that the cne

case definition was published. This increase may have been due 10 the wide disseminatiœ

of the criteria, and ironical1y to insurers' insistenœ that claimants meet the critaia. Once
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they had accepted the criteria as a valid indic:aror ofilJness, tbey couId only contest the issue

of limitations in claimants who met tbem.

The table also shows a decline in acœpted claim~ in the last year for wbich data is

available. Althougb it is not possible to say wbether tbis repiCSCllIS an anomaly cr the

beginning ofa tren~ tbis finding requiœs sorne comment. Fust, a decline in die number of

acœpted claims may ret1ect a real decline in the incidence of the condition, consistent witb

the natura! bistory of many infectious epidemics. But as shawn in chapter one, CFS bas

not been established as an infectious disrase Furtbermore, witbout Canadjan

epidemioJogical SbJdies of CFS incidence and prevaIence, tbere is DO way to de1ermine

whether a real decline bas occurred.

Secon~ it is possible that CFS is being diagnosed Jess frequently. In 1991, Abbey

and Gartinkel predicted tbat CFS wouId be diagnosed Jess frequently as clinicians

recognize many self diagnosed suffems as somatizers, tbat is, people who express

emotional distress through physical symptoms. A third possibility is that the decline retlects

larger numbers of tejections due to more rigorous adjudication of CFS claims. This issue

will be addressed later. Insurers' answer to the question of how many CFS claims they

should expect, was: far less tban the number' ofc1aims being filed.

The Cost ofClaims: ÇJajmantsl PmfjIes and umess Cotm;e

By the late 19805 thme patterns emerged that fueled concems about oos15. The

number of claims were increasing, early claimants were still collecting benefits and the

profile ofclaimants showed that many were indeed young, bighly paid professionals-tbe 50

caIled "yuppies". By 1993, the occupational spectrum had brœdened a1though many

claimants still fit the original profile.

There is a COIDIIIOIl perceptiOll tbat it's the bigber educaIed, semi aad protèssioaal people who
are more al risk. 1would qree tbat yes, we do see claims in that social~ ecooomic strata,
but tbat isn'l ta say tbat tbey me DOt tbeœ in wbat you migbt call bIDe coUar WOIkers. But we
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just doD't ideDIify tbem as sucb. We don't sec toc> mmy from the blœ coUar claM of worbr•
We do sec more iD die educated class ofworbr. [ doa't bavean "l'lem...br tbat

Wben 1wu (first] expœed ta il. it wu the -yuppie disease- ot wbatever you wat ID ca11 il,
wbere it wu you uppecc'" doc:tor'ot lawyer type ofOC:Mlp'tioa. And DOW tbat il bas beccJaIe
more widespread IS tir as kDowledge, it seems ID law filtereddowlL

Origioally the description Vie saw wu tbe typic:al -yuppie- workiDg 60 boun a week. 1bat is
Dot the case aDymaR. What you will fiDd is tbat oftal people bave childral. A woman will
bave childœD md worIt ounide die home ad sile just c:mDDt oonrin"".

The typica1 persoIl dcscribed in the studics .eDOt wbat 1 lave sceo. 1bey come froID a IIIDF of
occupatioos, age and SC) 00. 1bey don't meet tbe paaem.

Only one company (N-199) provided data on occupations. 1bese data support the

observation that CFS cuts aeross manyoccupational strata. However, in severa! cases

occupational titles in this data set were too vague and there weœ no other data on soci~

economic status to cJassify claimants according to such establisbed measures as the Blishen

or Hollingshead indices. Instead claimants occuplÛOIls were categorized by sectors. Table

II shows the frequency of CFS claimants' occupations using a sectorial classification•

Table fi Frequency of CFS Claims by Occupations (N=I99)
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Sector

Education

Administration/Support

Technicall OperatorlLaboratory

AdministrationlManagement

Health and Social Services

Marketing, Sales, Purcbasing

Fngineering/Computing

MedialReporterslPubIisbers

Frequency ofclaims
inperœnt

27.2

21.0

15.4

11.3

10.3

7.7

4.6

2.6
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Job tilles were not the oo1y indication tbat CFS affects people in a range of occupations.

Monthly benefits varied between 5248 to S5,086 (combined group). When one considers

tbat benefits generally represent from 6S~ to 80~ of predisablility saIary, it is cIear tbat

CFS is distributed over of a wiele range of occupations. However, the Mean mOlltbly

payments of SI!J2,6 suggest that claimants were relatively highly paid individuals befoœ

becoming sicle.

Unlike the trickling clown ofCFS from high to lower status occupation~ the gender

distribution of claimaots œmained consistent. By far., the majority of claimants were

women in their mid twenties ta mid forties al tbe tilDe of filing their daims.

...as far as social cbaacteristics dley me aboYe avenge in iDteIIigeace UId educalÏOlL 1beœ Ille

more wODIen tban men., lDD5t in tbeir 20s and 30s DO ODe over SO. over 45 eveo. NatioaaJly.
[tbere are) more Englisb tban Fœoch.

Insurers had no explanation for the gender distribution. But, a few observed tbat many

women had developed the illness in the context of cbanging social roles and strains

associated with these changes.

It is mainly women mainly in tbeir 30s. Mainly 34. 35. 36 Ibat age. One dling rhat 1 bave
seen in many of tbese people is abat they dünk of tbemselves in terms of their careers.. (5 tbis a
valid tbing? 1doo't kDow because with 100 cases 1don't tbiDk we cm say it is somedUng reaIIy
solid. But wben we taIk ta tbem. theyalways refer 10 the Cact dlat -1 wu rethinkjng about Ibis.
or tbat 1 wu DOt sure if ( waoted ta continue in tbis job or tbat situatioo-. Sometimes they
say: "Two yean ago 1 saarœd thinking about Ibis-. Sa you are DOt SUIe how close the
CoonectiOD is. Most of the time. abey are demanding people for cbemselves and for 0Ihers..
[They) bave tbeir wodc as priority Dumœr Olle. Nodling el.se COUDIs. Many [of tbem) bave a
couple of people tbat tbey taIk to but DOt tbat DllDY ue close. -just working. working
relatiooslùps in the workiDg coviroamcDL They Id home. study aU weekald. studying Iheir
work maDers. so....hing arouad their work.. NoIbiDg more. Nodling liIœ prdeaing 01'_

The profile of claimants became even more significant when it was consideœd in

conjunetion with the duration and course of the condition. The early medical literature had

suggested a duration ofapproximately two years (salit 1985). But these insurers have seen

CFS claims lasting as little as six mootbs to as long as eleven years and counting. A few

still expect the condition ta last fmm one to three years. But the majority now think tbat the

minimum duration is two years witb an upper limit of eight years. In fact, many suspect

that c1aims under two yeats are misdiagnoses. A few fear that the duration is indefinite.
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At first we Iboqbt the duraIion would be sbort, but it just weal on md OIL No ODe termiDates.
Ils • guessiDg pme. a wailiDg pme. As people gel older it is. vicious cilcle. Souedüug else
becomes pimary.

The problem with the duration ofthe illness is tbat il means expeDsive payouts whether tg a

few young, bighly paid professionals or to larger numbers of people over a wieler

. nal 4occupatlo spectrum..

The combined data set (N=289) from the two c:ompanies sbowed that 75.5% of

cIaimants weœ women and 24.5% weœ men. The Mean age al the time of filing a claim

was 40.9 years (range 22.4-63.3 yeatS) wbich is al or nc:ar the peak eaming yeatS of many

people, hence the size of the IDootbly benefits. More imponandy, the Mean time œmaining

on the contraets of claimants was 22.3 yeatS, a1tbough the mean duration of claims was

only 1.7 years in 1993, (range 9 months ta 12.2 years). Table m shows the Mean montbly

and annual costs ofCFS daims, as weIl as the Mean costs ifclaims weœ paid to the end of

contracts, and the total annual costs ofclaims.

Table mCosts ofCFS Claims to Two Companies (n=289)
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Mean monthly payment
(range)

Mean annual payment
(range)

Total annual payments

Mean payment ifdaims
continued to expiry ofpolicies

(range)

$1,926
($248 -$5,086)

$23,112
($2987- $61,043)

$6,702,719.

$504,627

($4,707- $2,149,579)

• 4 Data from two insurance companies are for group policies only. They do Dot
include professionals such as doctors and lawyers who would belong to
associations or carry individual policies
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Rad insurers anticipated the duration of these daims, tbey migbt have tried the

traditional oost reduction measure ofrebabilitation SOODeI'. When tbey beJatedly began sucb

efforts, tbey found tbat many early claimants bad "orgarrimt tbeir life around disability", or

had "become absorbed in tbeir condition". Motivating tbem to attempt rebabilitation bas

proven very difficult. Frustrating experienœs with œbabilitation bas led some insurers to

regard CFS cJaimants as exemplifying the operation of moral bazard, tbat is, the

disincentives of disability insurance.

ln my experieoce 1baVeD't seeD tao mmy JO l:Jact: to work yet...It is very nie t you &ee.•.a
persoo [with CFS] tbat shows bigh motivatioll in die doctor's report or in your Iiags with
them...1bey adopt tbat siçk process ad il sort of SIlCJWt.IJs aod lWo yeatS lai« dIey ale DO

better off tbm they were. They just doa't seem to want ID Iry anyd1ÏDg••_We are DOt dacron.
and we have no way oflalowing_jf tbat's llOIDIa1 propess of the cbrooic falipe patient or is it
normal for one tbat bas disability iDsuraace•••

Other insurers reinforœd this view by recounting cases wheœ cJaimants retumed ta work

only after exbausting disability benefits, as weU as ail other sources of financial assistance

short ofsocial welfare. But not all insurers regard CFS cJaimants as unmotivated.

1 have looked at these claims and tried to say -is dUs persan motivated or U8 dley notr The
evideoœ is tbat they probably are motivaIed aad wish abat they wouId get becta' md Ir)' bard ra
get better. 1woode:r ifsadie of lhem are beaâDg their bead &pinet die wall tao much. SA yeso 1
think motivation may be a factor but 1doo't tbink 1 could hooestly say Jack of motivation is a
big factor in DOt getting back to work. 1 really doo't k:now

Insurers neglected rebabilitation partly because they had no way of knowing tbat

claims would last as long as they did. But, part of the neglect may have been œlated 10 the

lack of finn knowledge about the treatments, prognosis, course, and duration of the

condition to guide their expectations and efforts. Or as one respondent put it " the trouble

with CFS is, it is difficult to say wbat rebab is, and what is appropliate." Although it

cannot be said that successful rebabilitation is DOW possibl~ the medical üterature on the

subject is growing and insurers have recently undertaJœn many more efforts tban

previously. One obstacle to such efforts is the fact tbat poücles for individuals (as opposed

to group poücies) generally do not stipulate mandatory rebabilitatioo. Sorne companies are

now considering whether rebabilitation, within limits, sbould be a condition of individual

policies.
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As to the course ofCFS, it does not bode well for a œtum to work and tberefore a

reduction in insurers' costs. The ilIness follows a relapsing and remitting course. Some

chronic illnesses allow normal or near normal funetioning dming remissions. But

remissions in CFS are marIœd by unpœdictable clay to clay tluctuatioos in symptom

severity and fluctuations even witbin a twenty four bour period. Relapses on the otber

band, seem ta be triggeœd by mental and pbysical demands, with tbresholds of to1elanœ

varying widely. lbese demands are ofcourse generic 10 work ta a gœater or lesser extent.

It seemed unlilœly tbat CFS cJaimants would bave proIonged productive periods wben

benefits could be reduœd or tenninated.

In Caet, insurers know tbat some clients bave reJapsed alter trying ta retum to work

Others seemed to bave made a more sucœssful retum 10 the workforce, but the numbers

are still too small and the lime tao short to judge whetber recovery will be sustained. At tbis

point cautious optimism seems most realistïc•

Initially [this client] went bKt to wort put tilDe. As far as 1 know Ihree lIlODIhs later she is
still at work. But tbat is DOt to say tbat in a mooth 01' two l won't get a request to meet ber and
find out quote unquote WHAT HAPPENED in capitalleUers.

The challenge for rebabilitation personnd is to find ways to increase activity and social

integration gradually, witbout precipitating a relapse.

Tentative answers to the cost ofc1aims were tmubling although not aIanning. If the

data presented here is representative ofcompanies with CFS claims, and if contraets run ta

term, the financial impact œ insurers couId be considerable.

Even before the decade ended, insuterS were clearly not satisfied witb tbeir

responses ta CFS claims. Claimants weœ becoming more insistent on having their cJaims

recognized as legirima~Some medical consultants weœ counseling acœptance of CFS as

a legitimate cause ofdisability. The bard line was becoming incœasingly untenable.

Initia1ly we kept sayiDa: -no, Ibere is DO evideDce, 50 DO beoefils-. We caDDOt keep doing that
and igoore a coaditiClllbat appeus to be legitimate. UnfortuDately, it is open ta abuse because
of the lackofobjective evideace•
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At the same time, the potentially large costs of these claims made it imperative for insurers

to contain malingering and misdiagnosis to the extent tbat tbey could. The knowledge tbat

they had been steadily accumuJating tbrough experienœ, the medical and support group

literature, the popuIar media, and their own internaI studies, would prove influential in

attempts to address tbese competing issues. Several companies instituted changes in tbeir

approaches ID adjudication and rebabilitatioo. For the moment they can only muse about

underwriting since CFS bas no known risk factors.

New Stategies in Dealing wim CFS

To contain rosts while recognizing legitimacy, insurers bad to find better ways 10

discriminate among CFS, malingering and mental disorders and to assess limitations in

cases of CFS. They began by scrutinizing the information provided by attending physicians

and claimants even more carefully. Sorne companies also began to experiment witb new

ways of measuring limitations tbat bluaed the fines between adjudication and rehabilitation.

Tnmaz<' KigO[ in Adjudiçation

Most insurers began to examine attending physicians' reports for evidence tbat

cne criteria were met A few insurers continued ID regard signs of the Epstein Barr virus

(EBV) as lending weight to claims that are sa heavily dependent on self ieported

symptoms.

Unfortuoately many cases tbatare diagoosed as CfS are reguœd as subjective~ the
persoIl says he is~ the penon says he can't CODCeDInte, the penon says he bas aches and
pains in bis muscl~ they say they bave sleep dïsorden. l'bey sleep hours, they WIIke op just
as tired as if they luIdn't slept, Ibis is typicaI. 1bœe are more diflicul! to reaIly adjudieate.
Wben you bave a case of as wIMft you bave positive Epstein-BUT, positiv~ theœ's anoIber
test wbere it's positive, you bave swoUen gIads. 1bese are objective symptoms. Lite any
other disüility widl subjective symptoms. it opens the door to maliDgeriDg, 50 theœ are
people dJat cm use that to be 011 disability. It is our œspOIIsibiiity te be able te identify those
people.

But MOSt would no longer acœpt EBV evidence as a sufficient indication ofCFS.
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Pbysicims am DOt always &nn1iv witb the CDC criteria UId we put die OIIDS 0Il c1.imants ta
justify the disability. The problem from die clainwnrs poiDt of view is. how do tbey justify
their disability objectively? They caDDOt. SOJDI:times YOU let J.b studies iom physiCÎaDS
saying: '"he bas Ibe ER virus- aud we go !Jack and say -abat does DOt do llIlytbiDg-.. if you
sample the Y9".tiOll tbat bas ... DIOIIO. il is quite poIIible tbat dley ail have positive EBs.
l'hat is DOt mopP. We œed 1DClI'e. It is • lot ofwritiDg _Jead IryÏDl to set it piDœd dowD.
l'bea we have die psycbialric ad ID look al. 50 yes. we decljœd a lot of tban because they Ile

iDsufficiendy piet*ed wbea they submit die claiDL It is still. gueuiDg pme as .... as we are
CAJŒftned.

The above quote iIlustrates the imposstble situation in wbich some insurers placed

clajmants: they continued to insist on objective evidence which they knew claimants

probably could Dotproduce. By rejecting EBVevidence, SOlDe insurers signaJe,d they were

no longer acœpting just any kind of objective evidence. Sorne were equally unimpressed

by neuroimaging findings that sbowed changes in cerebral blood tlow of people with CFS.

They pointed out that the patterns ofchanges were not specific to CFS but overlapped with

other disorders. l'be irony of being inclined to accept OVeNp between CFS and mental

disorders, but DOt between CFS and physical disorders, seems to have gone unnoticed.

There are SOlDe cbaDges in the MRI sem [of CfS c1ainwn&s] but these ae present in people
who are depressed.1Dd in lIlOther group ofdi_ses and &Iso in the DDnDa1 popuJaIi~ you will
see tbese plaques tbat bave been described. wbatever. Of course tben tbere is blood Oow
difference CD the SPECT scaDS and 50 fortb. But 1 doo't thiDk any of tbese tests bave hem
proven ta he highly specifie or sensitive.

To he fair, the medical profession had 1argely decided tbat EBV was no longer evidence of

CFS and bad aIso cautioned against interpreting neuro-imaging results as evidence of the

condition since the relationship of findings to cünica1 symptoms was not clear. But these

medical directives also fit with insurers' self intere5t in containing the number of claims.

What was becoming clear was tbat insuœrs were defining more specifically wbat

constituted wright' and 'wrong' kinds of evidence, tbat attending physicians couId use ta

support their patients' CFS claims.

In paraIlel with setting stricter guidelines for acœpting attending physicians'

reports, insurers instiblted more thorough investigations of claimants' reports. They began

with claimants' definitions of disability. Experiences with early claims bad taugbt tbem that
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high achieving professionals did not always define disability in ways that fit common

perceptions of the terme

We bave ta look mto a lot ofaspects more closely for [profession-Is] bece"se Ibeœ is a lot of
money involved._Vecy oftea tbese people will tell us, dley .e involved [iD wOlk) 60 bœrs a
week. they still coasidec dIat lIley are CÜSIIbled. So there are SOlDe defiaite numœs in tbose
policies.

Insurers also honed in on the psychosocial aspect of claimants' üves. They wanted

to assess whether undiagnosed, and poSSlbly treatable mental disorders, could account for

claimants' disability. The COC exclusion criteria and studies suggesting high overlap

between CFS and mental disorders provided the rationale.

When the persœ COUleS in lDd says chraDic fatip syndrome, we "ways ask for [more]
background beallh history. If theœ is DO mentioo [00 tbe form] of deprasiYe cIisona or
auiety, or suess type disorders, tbea we will quesbœ die client dlemselves, just to see wbat
they have been tbrough in the put few yean priŒ to the diaposis. Ifwe really Ceel tbat there
is something in terms of psychologicel disorder dam we will pmbably anmp for an
independent medical enDÙRltioo or Iry to mmae tbrough the attaldiDg docIor to rew ta a
psycbologist or psycbiatrist. But it is a diffiadt tbiDg ID dist:iDpisIL Sometünes you kDow
there is something but you can't piDpoint il, aod nobody will, DO malt« wbat JOU do, you just
can't get at il. Nobody will say tbat there is SOIIIBlhing IOÏDI on psycbolQlic:ally. Vou are just
faced with the filet tbat tbat's the way it is md try ta manage around it.

Thel'e are a lot of mtaDgtDles tbat you do Dot look for' in odIa' coaditiOllS. If someoue bas a
heart auack 1 will Dot question tbeir moIivation ta go b8ck ta work wilbin d:te period of
reoovery. With CFS you wonder. Tbere are a lot of psychoJosïçal factors tbat you do Dot bave
to coosider in odler' cOllditioos because tbere is proof- m EKG for eumple.

These in-depth examinations sometimes uncovered undiagnosed psychological disorders.

As mentioned earüer, insurers had difficulties with psychological disorder both in tenns of

adjudicating daims and in terms of oost. But it was still ÏDlportant to identify tbese

disorders because sorne could he tteated even while daimants continued to work and

because contraets that exclude these disorders are probably still in effect. Wbüe mental and

emotional disorders were not always found, insuren frequentlyobserved tbat claimants

were leading hanied lives with few social supports or other means of reüeving stress.

Severa! insurees plaœd these personal troubles in a larger context of geoeral anxiety about

the state of the economy and fears ofjob toss•
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We fOUDd a lot of çases wbeœ we luId psychiatrie COIIIIIltalioa. tbat tbae is a uadedyiDg
cooditiœ. Maybe social problems or die office.-It compOllncls the pmblem. 1 tbiDk people ue
woddDg IDOle. two iDc:ome &!DI1ies md 50 00. aDd people are ju&t bumal out. People just
wade toc> bud. 1 tbiDk tbat is tœ pmblem. We do DOt seem to tate any lDDIDalIs in our
persoaal 01' social lives. dlat is lddiDI up. You caDDDt expect ID be SupailWil foRv«. At Olle

point. you bave ID witbdraw. We are sec..people wIIo are JUBt fjnj..... dley do DDt seem ta
bave the drive. lIley baw used up alIlbeir eDeI'IY. l.ife is JeUÏDI mme oompIjœted tbm 30
yeus.go.

Stress may be • siJDific:aat colllpC'Deftt Its bard to kDow but ÎD tbae tilDes widl dowD.siziDa
aud Iost jobs..• people worry about baviDa a job. FOI' iUDess in aeaenI. die work covimDmmt
is~ demmds Ge greaIer. auiety is bip, job security doem't man lD1Idl. people may
DOt be eercisiDg lIIUCb. which is ODe way ofdifIùsiDc stress.

Acknowledging stresses of the economie downtum allowed insurers to bave $Ome emlllthy

for elaimants. But it aIso activated tbeir general wood views about the relatiœship between

recessions and claims. 1be result bas been more frequent investigatioos into the economie

health ofsectors in wbich claimants work, and more tmtieularly claimants' job stalUS. For

example, insurers want 10 know about downsizing, redundancies, and impending or actual

job losses.

The subjective [claims are] very diflicult. (t's a filet tbat the insunnce business is open to
malingering. The more the ecœomy worseas. the more youll see those. If someooe knows a
mooth and a balf. lWo moaths ahead of lime dlat Ibeir compuy is goiDg to let go four
thousand people, it's very tempting to try and go CIl disability. Our respOllsibi1ity is ID try &Dd
identify those people that are DOt truly disabled. Ifit is subjective. we will pursœ furtber ID get
more information. And tbal's DOt just for' CFS. tbat's for Iowa' bllck pUns. vertigo, headacbes,
migraines•.•

Sorne insurers introduced a second type of change 10 address the problems of

measuring limitations in the face of tluctuating symptoms. They believe that daily diaries,

or logs of what claimants actually do in different domains of life for each hour of the clay

could provide a more ac:curate picture of the relationsbip between symptoms and activities.

Data from logs provide mugh measures of geoaal abilities to do activities of daily living

rather tban specifie job aetivities, but they may reveal patterns of energy tbat would permit

part time or modified work. These data may also serve as a baseline from wbich ta assess

improvemeot or deterioration. Diaries have been used in studies of j1Joess experienœs but

they are Dot common in the insurance industry.
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Diaries may bave several drawbacks. Ifthey must be kept for a loog tïme, they may

become quite onerous. Moreover, people lœeping diaries may notice more symptoms as a

resultofbeing more focused 00 tbeir sensations (Pennebaker and Slœlton 1978). In tum,

the awaœness of symptoms may affect aetivities. And diaries do IlOt overoome the biases

that may he present in self iepŒlS. Data from this soun:e is only as good as a claimant's

willingness to he accutate and oonscientious.

A more direct assessment of claimants' ability ID perfornl "the essential duties of

their work", can he obtained through work bardeniog programs. Some insuœrs claim

positive results with these programs, although they find tbat the pbase-in period for CFS

claimants is looger and less smoolh than is usuaI for most other disabilities. Otbers

however do not believe tbat work bardening is a true measure of wbat claimants can or

cannat do. They are trying to negotiate with employers to have claimants remain in their

jobs without ever leaving. 1bree potential obstacles stand in the way of suceess of dûs

approach. Symptom severity may simply preclude continued work. As we~ companies

that cover only the long term disability and not the elimination period, may leam of claims

only after the claimant bas been off work for severa! months or even up to two years. By

then, the negative effects ofprolooged disability on motivation may have set in.

The problem with loug term disability is tbat you often doo't see a claim coming in until they
bave been disabled for' severa! weeb and 1DOIIIbs. t'beIl ail of. qvJden, beyood the terms of
their wailÏDg period as it were, -same it's 120 days, some ifs 30 days- wbaœver the disability
depeading on the plliey, you cIon't see it until it's aImost tao laœ. Mostly with group, we do
see it eady euougb. We bave mough WIIIDiDg ID infervene.

Finally, employersl cooperation is critical but it cannot he assumed.

We bave eçerimeated widl. FaiDg ta claimmts early, duriDg the first six mœths even
SOJœIimes before they leave tbeir jobs, but lbats very bmI 10 catch. we try 10 visit thœe
claimants, couract tbeir employer 10 see if we cm wodt somedIiDg out. Flexibility in
employmem is iJnpcMmL The employmeot IlrUclUre caD kilI motivatioD to try to stay ou. We
encourage employas to Bep tbem 00. but they are DOt prepued to do a lot. 1beir body
language cm ten you a lot. With tiabt budprs tbey are Iess IDlennt. l'bey cIoD't see iDcreased
premiums u enouP ofa fiDaDcial iDceDtive ID keep employees wortiq. In &ct they still waal
a reductioD in dleir IRIDiums. l'be Iast few yean SOIIIe bave bem more wiIIiDg to aœept •
gradIW. retum ID wort. The idea ofady retum cr early interVention is tbat afta' two yeus
people are absarbed in dIeir coaditioa.ad dUs pdem is banl to IRak.
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Insurers may tind daily diaries and Iœeping claimants at work in modified conditions useful

for both adjudication and rehabilitation. A finding of total or pIltial disability may œst on

results of these measuœs during the Iag tilDe between filing a claim and its disposition

These results may aIso provide a baseline for monitoring progress and rebabilitation

efforts.

Finally, a few insurers have instituted a policy of routine surveillance of all CFS

cJaimants to complement otber means of assessing limitations. NormaIly, surveillance is

reserved for cases of suspected fraud, appeaIs of rejected claims, and relapses alter tetWD

10 work. It is oot clear what insurers hope to establish with surveillance of CFS claimants

since as mentioned earlier, œsults of surveillance may be contested by resort to the

fluctuating nature of symptoms. Moreover, many insurers curœndy profess tbat claimants

do not have 10 he housebound to be crecbble. But suspicions aroused by leisuœ adivities

such as shopping or walking the dog several days in a mw suggest tbat insurers have not

yet worked out a coherent view ofwbat it means 'not 10 be bouse bound'.

The changes that insmers introduced were variations on the basic process of

adjudication. 1bese changes suggest tbat adjudicating CFS bas become more rigorous.

Requiring tbat cJaimants meet the COC case definition moves the case definitioo. fmm being

inclusion criteria for researcb samples to being the standard for clinical diagnosis. It will he

interesting to see whether insurers will adopt the new case definition and whether future

claimants will repon fewer physical symptoms since tbese criteria bave been e1iminated

Collecting brœder and more detailed information on cJaimants bas resulted in identifying

sorne cases of t:reatable psychological disorders tbat were rnisdiagnosed as CFS. Attempts

10 obtain more accurate measuœs of limitation and circumvent the inerIia of prolonged

disability have not been in place long enough, or tried witb enough people to evaluate tbeir

effects. But tbey represent innovations in the industry tbat were sparIœd by the need to find

effective ways ta deal with CFS clai.ms•
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Rebabilitation: TJIDÏO& and AlIjaoces

In contrast with the modifications in adjudication, rebabilitation efforts cbanged

radically in the Iate 1980s. Insurers adopted a tbœe pronged appmach targeting claimants'

employers, and attending physicians. First, most insurers bave now instituted rebabilitation

efforts where little or nothing existed before. The prevailing wisdom favors early

rehabilitation ta avoid motivational problems ofprolonged disability and thus reduœ costs.

WeB in 1982 aobody reaIly Imew wbat dIis wu ail about ad people weœ very iDexperieaced.
And 'Ne badn't doue a good job of Ibis case we hadn't raIly ~.tried ta belp the penon widl a
work hardeDiDg type ofpropam- DOIbiDg. But DOW we .ct 011 tbem ve:cy, ve:cy quicldy we start
talking CO tbem, srart gettiDg people involved in tbeir case, visiting tbem, trying to make sure
they exercise a titde bit, mate sure they visit the workp1Ke chat kiDd of slUff 50 1 guess with
experience you may he sucœsstùl widl retuming them a Iittle bil quiclœr

Rehabilitation personnel now meet with claimants ta assess their abilities, motivation, and

readiness ta retum to work. They encourage healthy lifestyles, ligbt exercise and good

nutrition. Sorne try to DlOtivate clahnants by pointing out that theœ is no guarantee of

passing the definitional change to long term disability at the end of the elimination period.

They find that CFS claimants "need a lot of encouragement". But heavy caseloads, favor

telephone rather than personal contact. In genera4 rehabilitation personnel are more open

than others in the industry ta cIaimants' use of support groups ta obtain infonnation and

reduce isolation. Many will advise claimants th.at such groups exist.

A secœd focus of rebabilitation work is ta COI1vince employers ta modify work

conditions 50 that claimants may retum or remain on the job. Employers are most familiar

with the disability paradigm ofgall bladder surgery in which the employee is offwork for a

period ofa few weeks ta a few months. 1beref~ they must he edueated to have realistic

expectations of employees with CFS and they may need incentives to acœpt a modified

work performance. Insurers may agœe ta pay claimantsl salaries in the short run, with a

view ta facilitating their œtum to work earlier than might have occmred otherwise.

Employers... doa't expect such a loog rdlab~ tbey U'e used ta people being off for
gaUbIaddas ad comiag t.::k: iD a few week&. 1'beBe worbl'S bave to iocrease tbeir work
gnduaIIy. Employers may Kœpt Ibem t.ck for pm lime as JoDg IS tbey U'e DOt ..ying. tbat
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is. we are ..ying the put tilDe. If its retraiDing they doD't lib abat. If they bad been good
employees they bave betœrchances with tbeir empIoyers. 1 hId ODe persoIl who bad attempted
ta retum 4 days in a IOW. It Jasted about 3 IIIODths

Employers- are happy ta see~ who is lryÎDg ID gel tbeiremployee baclt ta work. Wbm
someoœ goes on long tenn disability, dley bave to put aside some special fimds. Foc smaI1
companies it cm be very costIy if dley bave sevaa1 empJoyees on Ibis fimd. It pts clef) le~

very quickly, aad wbeD dley go ta n::aew tbeir group iDsunDce. Ibeir pemiums me gain, ta go
op•...They me DOt used ID baviDg employees off fer a yar md a baIf, dley .e used ID a pl1
bladder' opemtiOll and JOU are t.ck in dJree moatbs. 50 1bave ta coavince tbem ils worth their
wbile ta get [the cI-illWDt) blek

Although some employecs are open to work modifications, insurers know that structural

features ofwork production may stymie adaptations.

Ifyou stal't a [tut] ils goin, ta bave a lime limit witbiD which it needs ta be compIeted wbicb
is a oatœr ofdays or weea. And its very diflicult ID do tbat ifyou CUl OII1y do it two bours a
day. The job just oever pts doae the customer you are workiDg for isD't happy. 50 employcrs
are teticent to hiœ people black: OD a I*l lime buis if they are in'eguIar. They cm't predi.ct wbeo
they are going ta be there wbeD the job's goiDg to gel doDe••.it becomes wone the bigber you
get in a maaapmmt struclUr'e or wbafever beallse otber people sart relying on lltat individual
ev~yand tbat's DO good. 50 putling people mck ta wodt after' dley bave saarted ta œcov«
&am this disease is bard.

we try to eocourage employers ta take that CFS patient ou a paduaI buis. DOt expect them ta
he full-time jlllDlfldj-tely._.sometimes because of die employment situaâoo. employem just do
DOt have the oppœtuuily to briDg people t.ek: ta wodt aDd try tbem OD a criai buis. l'bat is
why we bave [rebabilitatioo] coonIiDators come iD.1'hey tIy ta edlle.te the employer 50 that
they UDderstaDd that tbese people caDDOt he ia a struetured eDVÙODIIIeDt. You C8DDOt expect
them. ID do tbis eVerJ day for duee clays a week, you bave to he ~fu1md DOt he dis8ppoinIed
if certain thiDp bappen tbat you canoot pmlict. If we do DOt do Ibis lIhe8d of tilDe. the
employers are dis8ppointed and chey say -{ can't rely on tbese people, they don't show np...
1'here is a lot ofeducatioo involved.

The third element in rebabilitating CFS claimants is to enlist the cooperation of

attending physicians. Insurers now want attending physicians "not only 10 certify, but to

motivate" cJaimants 10 leave the sick IOle and retum to wadc.. They admit tbat cJaimants

often trust attending physicians to act in tbeir best interest, wbi1e the same cannat he said of

how they feel about insurers.. Wben doctors are willing to~ insurers may suggest

tbat the plan is promoted as if it were developed collaboratively between the doctor and the

claimant..

1 weDl ta see ber pbysiciaD. FortUDately he Imew ber weU. he Iœew ber befoœ she got CFS aod
wbat kiDd ofpersan me wu. He wmted ID help her 100, 50 1 sUl heœ is the plm. 1 W8Dl you
to ta1k to ber md encourap ber ta foUow it, but, you have ID mûe ber dûDk tbat you ad &he
together, or me, CUDe op with the idea and support her in foUowiDg tbrougb.
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This approach is not only pragmatic, it is a radical departure from insurers' world views

about attending physicians and seeks to reverse a traditionally adversarial reJationsbip.

1 tbiDk we need to CODIiDue to try ad wOlk widl die medical cOllllllUllÏty, hecause 1 tbiDk
everybody goals are die same - to get people bKk to productive lifestyle. 1 düak more of that
could tHe plaœ..••Tbat's diflicult issue It perv.des DOt just tbis coadibOll. . l'be physiciaD. may
tab bis fiJst allegiaDce 10 die pUimt and we ftlCOIIIÏ1.e tbat. 01' else die pmieat wouId fiDd
another docror. Any doctor' 1wouJd JO to 1would expect to be my advocat.e. WeB 1 wouIdD't go
to a doctor' mat 1 wouId espect wouId questiOll. my eVerJ compkint or quesIÎOIl my ward. 1
JœaD tbat would be silly 50 apiIl yeah we Ire dealiDg widl a difficult issue DOt just in cbrœic
fa~ but widl IIIlY odler subjective disability wheœ you kDow the docu, bis tint job is to
look alter bis patient and second1y look after iasunnœ issues.

But it may he difficult to forge alJi;mœs with attending physicians at the rebabili1atiœ stage

because insurers have often placed attending physicians in an unenviable situation. At

underwriting, these doctors rnay contribute to denial of coverage for their patients by

supplying negative health information to companies. The information they provide for

disability benefi~ may be met with sJœpticism and an independent medica1 examination of

their patients. Moœover, al the definitional change insurers ask attending physicians 10

certify that their patients are unable to work in any occupation. Wben the CUlTeDt stale of

knowledge cannat clearly support such an assessment, physicians may feel that they are

sentencing patients to hopelessness concem.ing tbeir occupations and careers, solely 10

satisfy the administrative requirements ofinsurers. Insurers will have ta work 10 change the

uneasy relationship between themselves and doctors.

Changes in adjudication and rebabilitation in the Iate 19805 retlected a compromise

position between broad acceptanœ and "looking for infonnation ta deny benefits". Wbile

insurers were more open to granting CFS legitimacy, they suspected that the number of

claims was inflated by misdiagnosis and malingering. Some medical literature supported

tbeir positions and directed changes in adjudication and rebabilitation. At this stage,

insurers have fewer oost containment options tbrough underwriting. Underwriting relies on

social epidemiologicaJ studies to identify illness prevalenœS and risk, neither of which

were available for CFS. But the condition bas alerted some underwriters to look for

5 Prevalence studies have beea coaducted ia Britaia, the Uaited States aad
Australia, but Dot in Canada.
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symptom constellations in ploslJe'.--tive cüents' reports, even if there is no diagnosis. No

other factors bave been identified tbat would even remotely quaIify as risks for CFS. A few

insurers speculated tbat prospective clients with a known history of CFS would not be

granted disability coverage. Tbey were concemed about the emergence of psychological

disorders or relapses. 1bese concems betray how close CFS is ta mental disorders in the

minds of sorne insurers. They also suggest that CFS bas become de facto grounds for

exclusion of coverage. However, individuals with a history of CFS who were at work at

the time tbat a new group plan lOOk eftèct, wouId reœive coverage.

Summary and conclusions

Throughout the decade of the 198Os, ÎI1S1J.œI'S were integrating information from a

number of sources and coming ta SOlDe consensus on how to tbink about and handle CFS

claims. The majority initially viewed the problem as a Iack of objective evidence to support

these claims. But by the mid 19805 insuœrs were facing another problem: strong social

pressures from cJaimants to recognize unverifiable cJaims as legitimate. At the same time,

insurers felt pressed to cœ1ain potentially large costs as claims incn:ased in numbers and

duration. To address these opposing deman~ they instituted changes in adjudication and

rehabilitation in the Iattcrpart of the decade 1bese changes were infonned mainly by their

experiences with CFS claims and selected medicalliteratl.lre 011 the condition.

This cbapter bas shown how structural elements of the insurance industry

conditioned responses to CFS claims and how in tum, CFS œvealed inadequacies in some

of these elements. Insurers' goals, wood views, and routine operations defined the core of

their dealings with CFS. But tbey also took: cues from extemal elements such as recessions

and divided opinions in the medical profession.

Insurers' beliefs in moral huard, the effect of reœssions on unverifiable claims,

and a disability ooncept that favored cIear cut physical jJ1ness virtuaIly assuœd that CFS
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cIaims would amuse suspicions of fraud. But when they appüed customary cast

containment and ftaud detectioo measuœs to CFS, the limits of tbese measures weœ

highlighted. Screening for risks al underwriting bad faiIed 10 signal CFS claimants as

"claims waiting ta happen". Ifanytbing, CFS seems to affect exadly the type ofpeople that

insurers traditionally court and whose business they want Individual palicy holders weœ

productive, seemingiyambitious professiooal people al the lime of applying for coverage.

Members of group poücies met the criteria foc covenge and tbeœfore the assumptions

underlying tbese cri1eria. Deteeting ftaud at adjudication· was also difficult because

conventional metbods of measuring ümitatioos do not adequately defamiDe abilities in

conditions with a fluctuating pattern of symptoms. And the emllic and relapsing nature of

the condition bas confounded attempts ta assess motivation and rebabilitation potentiaI.

Besicles revealing limitations in routine operations, CFS claims underlined insurers'

ambivalent relations witb clients and with their attending physicians. On the one band,

clients are insurers' raison d'être and insurers depend on attending physicians for

information to issue policies and benefits and for continued monitoring. On the other,

insurers' mistrust of clients is fonnalized in the concepts of moral bazard and adverse

selection. Theil' mistrust ofdoctors is manifested in a popular belief that doctors' aIlegianœ

to patients will often override professional objectivity. Misttust may not he evident during

discreet investigations of prospective clients and seemingly straightforward claims, or in

many run of the mill transactions with doctors. But in a contested illness such as CFS, the

ambiguities and tensions arising !rom the contlict betweeo dependeoce and mistrust are

constantly at the surface. As individuals pass from clients to cJaimants through such

illnesses, insurers' relations with clients and with their attending physicians may become

frankly adversaria1.

Finally, threats to profits have led ta a few auempts ta assess the imPICt of CFS

claims. As mentioned earlïer, al the 1990 meeting of medical officers of life and health

insurance compaDies in North America, there wu a perception that the numbers were
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increasing aIarmingly. In an effort to bring sorne peispective to the situation. the assistant

medical director of the company with the greatest experienœ in group bealth claims in

Cana~reported the results ofa smdy of bis company at tbis meeting. The study showed

tbat in 19890nly 88 c1aims out of 20,000 were for CFS. Of these, fully one half the

number of claimants weœ found tD bave conditions other tban CFS tbat expJained the

disability (l.echky 1990). In the interviews, severa! insurers mentioned a more recent study

of the indusuy's experience with CFS commissioned in 19946 • Although they had boped

for a nationwide quantitative study of the impact of tbese daims, oo1y twelve compauies

participated ofa possible ISO tbal caver Iife and disability insurance.. A third study tbat was

mentioned suggested a positive association between support group membership and not

returning to wadc.

Until the late 19805 the nomber of c1aims for CFS was small and, in tenns of

absolute numbers, remains so today. But absolute numbers alone do not tell the whole

story of the impact of these c1aims on the industry. Insurers continue to be concemed by

the demograpbic profile of clajman~ the length and relapsing nature of the condition, the

1ack of objective findings, the rise of support groups, and what they sec as a growing

Medical and non medical industry around the condition. The financial impact of daims on

sorne companies bas been considerable. Barring breaktbroughs in treatment, or proof of

massive maIingering, the impact may continue to be felt weIl into the twenty tint century,

since sorne claims made in the 19805 are based on contracts tbat run until claimants are

sixty five. Cbronic fatigue SYndrome shows why disability compensation is 50 heavily

weighted toward "illnesses MIll identifiable disease".

6The company that wu CODtraCted ta do the survey refused my request for a
copy of the report. They cited ethical reasons siDce participants had Dot been
informed al the time of their eDtry into the stady that results woald be
available to people who were Dot memben of the Canadian LiCe and Health
IDsurance Association (CLHIA). The low participation rate was mentioned in
their written response to my request.
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CHAPrER.5

FAMILY AND FRIENDS: BEARING 1HE COSTS OF CARING

So far 1 have shown that doctors are conœmed with the difticulties of diagnosing

and treating CFS. Insurers, on the other ban~ worry about the legitimacy and costs of

CFS related disability. By comparïson, friends· and relatives are preoccupied witb how the

illness affects tbeir own and suffeiers' day to day lives. By virtue of their social location,

the intimates of people with CFS become "wise persœs" in the Goffmanian sense. Such

persans are privy to ManY details of suffetets' illness experiences and more or less

sympathetic to their plight (Goffman 1963: 28-31). They see suffeters at close quarten,

over time, and during periods when the illness may be more or less severe. They often

observe costs to suffeœrs that are hidden from doctors and insurers. This chapter shows

how such close observations, affective relationships, and shared histories with suffeœrs

contributed to the effects of CFS on significant others and to their definitions of the

problem.

The literature on lay conceptions of illness is germane ta the analysis of significant

others' definitions of what was wrong with sufferers. Such conceptions have been

variously termed Iay consuuctions of illness (Freidson 1970), Iay explanatory models

(Kleinman 1980), illness representations (Leventbal et al. 1980; Bishop and Converse

1986), common-sense models of illness (Meyer et al 1985), and common-sense

representations of illness (Lau et al. 1989). lllness models MaY develop from personaI or

vicarious experiences (Meyer et al. 1985), the popuIar media (Kleinman 1980), and

medical information. They may consist of general. structures or schemas (Leventhal et al.

1980; Bishop and Converse 1986; Kleinman 1980) and/or prototypes of specifie illnesses

(Bishop and Converse 1986) against which subsequent illness episodes are judged. Sevenù
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authors suggest that lay illness schemas include: symptoms, cause, course and treatment

(Leventhal et al. 1980; Bishop and Converse 1986; Kleinman 1980) a label (Meyer et al

1985; Leventbal et al. 1980; Bishop and Converse 1986) and pùbopbysiology (KIeinman

1980). Lay models may he vague (Kleinman 1980) and changeable (BaJJmann et al. 1989:

K1einman 1980). Friends' and relatives' illness models may significandy affect how tbey

react ta the sick person, including counsel 10 seek professiooal help (Fœidsœ 1970).

The üterature on family burden suggests useful analytic categories for studying the

impact of CFS on significant others.. The two mai« categories of i1Jness burden are

subjective and objective burden. Subjective burden mers ID the negative feelings tbat

family members [or close others] experience from the ill person's presence, behavior, and

dependency (Noh and Turner 1987) or from actual caœgiving duties (Horwitz and

Reinhard 1995). This aspect of burden, sometimes known as the emotional oost of caring

(Kessler and McLeod 1984), includes worry, strain (Noh and Turner 1987) grief,

resentment (Horwitz and Reinbard 1995), depression, and somatization (Kessier and

McLeod 1984). Objective burdenon the otber band, refers to difficulties tbat significant

otbers may experience because of the sick person's diminished raie peifotmanœ and

disruptions to household routines (Noh and Turner 1987). In a œview of studies of family

burdens in chronic mental illnesses, Gubman and Tessier (1987) ieported tbat among other

things, family caœgivers may miss work, restriet social and leisure activities, and reduce

attention ta others. More reœndy, Ranelli and Hansen (1995) bave found that family

caregivers of chronically li elderly people, may have ta assume new roles that include

patient advocacy, medicatioo management, surmgate decisiœ making, and intensified

surveillance for further problems.

The objective and subjective burdens of caregiving may tum significant others inm

"hidden patients" (Haug 1994) or contribute to a sense ofrole captivity (Aneshensel et al

1993). The latter refers 10 a feeling of being trapped in an unwanted relationship that only

superficially resembles the one that existed befoœ an ülness (Aneshensel et al. 1993). But
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Gubman & Tessier (1987) note Ibat the normal course of close œlationsbips enlails some

s~ costs. For this reason, tbey define burden as costs tbat outweigh the satisfactions of

meeting the needs of loved~ and that exceed what is expected of kin, given age,

gender and social cIass grouping.

Besides tbese normative expectations, Gubman and Tessier (1987) repor1ed tbat

severa! otber factors bave been found to intluence whetber caœgiving becomes a bu[(len

and the nature of the burden. lbese include iJJness variables such as type of onset,

durati~ severity, and pœdietability; l'Ole reversais; coœsidency; the amount of contact

with the sick penon; social class; and availability and type ofœsourœs. Otber authors bave

suggested that the lime in the liCe course that illness appears (Rolland 1994; Moen et aI.

1995) and cultural expectatiœs of the ill penon (Horwitz and Reinbard 1995) may aIso

influence the amount and nature ofburden experienced.

The cbapœr is divided into two main sections. The tirst section shows how

significant others construeted definitions of sufferers' problems over the course of the

illness. Il a1so descnbes how different definitions led to different respon.ses. The second

section presents changes in friends' and familles' roles and responsibilities as a result of the

illness' duration, severity and lIIlpœdietability. It ends by highlighting how friends and

familles are affected by petœived transformations in suffeiers' social identities.

Figuring Out What's Wrong

Befote diagnosis, significant otbers had to decide whether sufferers were li or had

sorne other tyPe of problem. As the situation continued, most began to tbink tbat sufferas

were seriously ill. But when sufferers received the diagnosis of CFS, once again

significant others were faced with ttying to define what was wrong because of the

uncertainties and conttoversies surrounding the condition. Regardless of the time in the

course of the illness, significant others' definitions of sufferers' problems bad two major

153



•

•

•

components 1) a cbaracterization of the problem and 2) expectations of bow suffertn

should behave.

Defore Dignosis: Dlness or DifficullY CmzinI1

Most significant others noticed something was wrong before sufferers received a

diagnosis. At firs~ they variously believed sufferas were sick or unable to cope. or else

they could not decide between these two explanatioos. However~ dleœ weœ situations in

which il1ness was not in doubt. In a minority of cases, sufferers' symptoms were

precipitous and severe enough 10 require emergency hospitalizarioo.~ significant

others immediately beüeved suffeJos weœ seriously üL

Coacems were a lot worse tbea- suclI as will it pt worse? Is it Iife tJaatening? Will sbe
deteriorate daily sucllas (in) muscuIar dyslmphy? W'1ll sile just get more tiIed aod eveolUally
bave IWO houn ofeaagy a day'?

In Jess dnunatic circumstances, sufferers had a prolonged infectious illness or a series of

discrete infections, following resolution of an earlier illness. In these cases, it seemed

plausible 10 think of sufferers as still sick or not quite œcovered. Significant others did not

consider these situations DOl1Ilél4 but they weœ not aIarmed.

1 did not thiDk it wu üfe tbmltening. 1 thougbt it wu SODle Iingering problem with the
hepatitis. being a Iiver problem. it wu just rakiDg II« Ioager to sbake il. (t was in ber system
and it wouJd DDt go away.

Sile sbUted offwith an ear infecbOO...(wbicb) wu eveDbla1ly cuœd.•• but aCter dIftJe courses of
anbbiotics. which is highly unusual for somedùng of tbat magoihlde .œ sbe just never' gal
betler._

He came bome widl infectious 1DODODIIC1eosis... a very. very severe case. He was in bed witb •
fever' fol' days aad days...be couId Dot stad the ligbt in bis room..•.be bated ta take the covas
off ta get out ofbed &ad go ta the wasbroom because he woukl gel cbiUs...tbat wu the SUrt of
everytbing. After Ibat. he gal~ gndua1ly but Ile oeVer' BOt bettec complet.ely•••.He would
go from one il.lness. one infection to anotbec.••1beœ wu. period of 2 yan Ibat he newr lOt
better and we could Dot figure out wbat wu goÏDg 00.••

In this early prediagnostic Stage, the most important factors in believing that suftèters were

sick were the circumstances of the illness' onset and the seriousness of symptoms.
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In contrast, when the tint inkIing of a probIem wu undIataderistic, and oftm

disagreeable bebaviors, significant others believed tbat suffdels weœ simply finding it

difficult 10 cope wim stress. As llwise" persons, they were awaœ of curœnt or œœnt

stressful transitions in sufferas' lives snch as: marriage, divorce, failed romantic

relationships, de.ath, illness in the family, the birth of childœn, cbildrm leaving h~

emigratioo, and impending financial problems. Furtbermore, as far as tbey knew, sufferers

had not received any recent medical diagnoses. But knowing SuffddS' medical and social

histories and observing bebaviors tbat weœ ambiguous as symptoms, allowed them to

frame sufferers' problems as difticulty coping.

At first 1 thoagbt it wu just pat ofadjuslÏDg ID mmied Iife..JiviDg wim aDOCber penon who
wu Dot bis pmeaIs. 1 thougbt il wu due tu mas from the prepmalÏOIl for our weddiDg.
pressures froID WorL..

At first 1 believed abat ber iIJDess wu caused by overwort. Sile wu takiq Digbl courses
severa! Digbls per week. workiag al. job mil vililiDg • sick pa::IlL

The first reaIization chat 1bai abat tbiDgs weœ really out ofkilim' wim ber wu...(wbaI] we bIId
a whole wecbad lat ber houle]. Sbe lost II«~ compIeœly•..I dP.pt sile wu just
worlâng out ber life bistory wilh me. mad as ben about thiDp._being Iœd. md initable md
angry wilh me••.Aftcr, 1 thougbt ta myself ·why did 1 put myself tbrough cbat'? 1 sbouId have
told her ta Iœock it off•••

But oot all friends and relatives felt comfortable characterizing situations as

difficulty coping wben both symptoms and multiple stœssors weœ present When

symptoms were ambiguous and characte:ristics of suffetets militated against being

overwhelmed by stress, some significant otbers could DOt decide how ta define the

problem.

WheD he mrted baviDg SOlDe sympfOIDS.•..it wu bml ta figure out if it wu de..easiOll relaled
ta the whoIe family breakup or wbedIer it wu reaI1y physiological... Prim tu clevelopiDg ail
these SymptoIDS [bel wu very bad working•••• Il wu wodt ail week. worlt • lot of
overtùœ•••come home lDd work UOUDd die bouse. Not just • couple of bours but die full
weekeod. and go bact 10 work.••So it wu • tremaIdous COIdIUt 10 sec bim watch TV, sil
dowD. s1eep UDtil DOOIL•.My sistas ad broIber were aIllllOVÏDg out al the SIlIIIe time••.[md]
the split up wilh • womm lbat he bad control over for 30 yecs. ail of • sudden goïq their
separaœ ways. 1 could reIaae il 10 • lot of dIiqs, ad normaI1y 50. Who woukl Dot get
dep sf?
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The stance of suspended judgment suggests !bat wbüe the vantage point of "the wise"

might fumish compelling œasons for framing the situation as a problem of coping, this

same position could provide knowledge of the sufferer's cbaracter tbat couId stay basty

conclusions. At this stage, except for those who tbought tbat suiferas weœ seriously ill,

most friends and relatives beüeved tbat it wu only a matter of time bef(j(e the suffeœr

would retum to bis or ber usual self.

Revjsed Definjtjons: SCrjous Pbysjcal or Psyçbnlnciça1 IJhrss?

But suffetets did DOt retum 10 their usual selves and significant otbers were forœd

ta revise their definitiODS. Not ooly were symptoms persisting, but suffeters began to

withdraw from social mies and to exbibit personality changes. Significant otbers

intelpteted these observations in light of tbeir previous perceptions of sufferers. The

description that follows shows bow significant otbers viewed sufferers before and alter the

onset of illness.

Defore becoming ill, people with CFS had been working, studying, or cariog for

young children al bome. They were coDsidered to he bright, bard working, and motivated

people who demanded high standards of others and more of tbemselves. "They were

frequently described as "physically active", "involved in lots of sports", "extrovened",

"engaged in community work", and having "lots of friends". Some were described as

"sensitive", baving "considerable inner resourœs", and "proteetive ofothers' feelings".

He was livelyaod eneqelic...extremely exuoverted .. pecple penoa. a briIIiant student-mulli
talented.. He bad the worId in die paJ.m othis baDds...He is vecy seasitive. but Ile does DDt react
ovetdramalically ta dUDgs. He seemed to be a ped"ecdy bealthy youog man. &om every point of
view.

She is an extremely clever girl••.an mteDectuaJ. Sbe knows ber OWD mïnd..• She bas always giVeD

the Ü1ijKessiOll of being very sCroDl md cool and caIm.•.ÏD fact sbe is supeneasilive•..ber blllDlr is
wooderful. sbe is beautiful. Sile waIks mm a room and sbe is just beauliful-(sbe bas) Ibis brigbt
way about ber...

lllness brought striking personality changes. Sufferers who had pteViously talœn

heavy demands in sttide were now unable to dismiss small irritants. They often seemed
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"intolerant", "Jacking in humor", "agressive, angry", "crank.y and tired all the time"•

In5tead of tbeir usual high energy, many now complained of being constantly exbausted.

Sorne suffeœrs ttied ID explain wbat they weœ experiencing.

He says it is lite sollll:body bas • stnw ad SUCD die eDCIJY out of mm..•1be way he
explaiDecl it is tbat YOll go ta bed at Dight md wake up iD die moming mil it is as if yoD bave
never gODe ta bed. As he said ID me ODe tilDe -it is lib you bave becD outad bId too mach ta
drink die night before aDd you Dow bow lousy you feel the _xt 1DOIIIiDg-. But. he sUi. he
had DOt even bad • beer...

With tim~ the number and severity of symptoms increased. Sufferers continued to

complain of persistent fatigue, wealmess, exbaustio~ tiredness, sore throats, food

cravings, food and environmen1al sensitivities, and pain. Many bad problems witb memœy

and concentratioo. Sufferers who formerly slept six to eight hours a day were DOW sleeping

fourteen to twenty. Otbers hardly seemed to sleep, or to do 50 only fitfully. A few reversed

their diurnal rhythm 50 that tbey sIept Most of the day and remained awake at night. Sorne

had to be awakened to eat Excessive sleeping was sem as compIetely out of cbaracter- an

indication tbat something was very wrong.

During the worst periods of their illness., sorne sufferers could barely talk Tbeir

activity levels changed dramatically. Previously atbletic persans now just sal. Low level

engagement in sport activities often required days, even weeks, 10 recover. Many walIœd

with a labored or staggering gait. Even basic self care activities seemed difficult or

impossible to perfonn.

He would not get out of bed. He lay thae. DOt even walchiDg 'IV bec.llse he could not even
coaœnlrate... He wu totaIIy non fimctioaal, he oeVel' left Ibe bœsc, takiDg • sbower. coming
downstairs. 1bal someoDe cat.ering food for bim. Coming downstairs md putting tbiDgs in the
microwave wu ail he could do.

Sufferers' involvement in sociallOles declined gradually. As a group, they had

given a large pan of their lives to wadc_ Their friends and relatives regarded tbem as people

who were "very busy, very sucœssful", "if anytbing, 100 hardworking", "working on

twenty four bour cali and studying at the same time, Il and ·working ridiculous hours. Il

Sorne were working al more tban one job. But as their physical and mental functioning

deteriorated, tbey œpeated1y failed tu meet ever decœ:asing levels ofdemand. Sorne began a
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painful process ofdiscontinuing their majŒ roles as studenlS or workers. Tbese bebavion

were regarded as uncbaracteristic for people who bad a reputation for being deœnnined and

for getting things clone. Tbeir œndency was to 'push tbrough' as Woodward (1993) found

in her Australian sample ofCFS sufferers.

Wbm he fiDaIly waal co UDÏvc:nity. he wouId reJÏ*t for 4 subjects but he couId oaly take 2
bec·'. he couIdDOt aacad class. Thea Ile rqisIaal far 2 subjecC&. he dn'rt he œuJd cape
but the lut tilDe he WB ÏD IlllÏvc:rsity. he couId oaly tUe ODe. He rqisIaal for bis c:oune. he
came home adhe wu mbed for 2 solid weeks. 1 dûDt chat is wbal he raIized Ibat he c.xJUId
DOt continue.

The breadth and depth of changes in sufferets' personaIiti~ social roles and functioning

could ooly he observed by people who bad a close, long-standing relationship widl

sufferers. And knoWÏDg sufferers as they did made it difficult for Most friends and relatives

to think of these changes as signifying anything but illness. In fact al this stage, Most

believed that suffetas had a serious, if not üfe threatening illness. They began to fear the

possibility of cancer, acquired immune deficiency syndrome (AlOS), diabe~ manie

depression, lupus, multiple sclerosis, and rbeumatic heart disease. Sorne significant otbers

dared IlOt put labels to their frightening dloughts.

1 did DOt DOW what wu wrœg. AlI 1 Iœew wu tbat sile needed heJp. 1 would pray chat we
were DOl going ta lose [her')••.AlI1 could tbint wu ra cry ta gel &om one doctor ID U1OIber. To
see who couId belp [ber) «put a name 0Il it or pin it ID somdbing. 1 would DOt even clare
think ofanydüng else-[ couldn'L The dadœr side of the com-I would DOt a1Iow myself ID tbink
that.

A few had to face the possibility that suffeœrs bad a serious mental disorder when

such diagnoses were given. But as a group, these friends and relatives evaluaœd

information for themselves and were Dot afraid ta challenge eitber sufferers' or physicians'

definitions.

1 thought chat he wu probü»ly sufferiDg from mmic depressiOll beca"lJe of swings in
mood.••tbm seeing bim hospitalized in • psychiatrie unit f« • lDODIh al • tilDe, and beÏ!ll
treated with manie depressive drugs, seeiDg him heavüy sed8ted. taIkiDg ta piYcbialrisls md
getting their opiniOlL•.but tbeIl DOt seeÏ!ll che mmic depœs&ion respoad to anticlepœssmls.
TheIl 1 became suspicious••.I would say that witbin che first year ofgoiDa "ckaad forth to the
bospital. 1 came ta the RAlizatiOll dlat we were dealing with S(JIIM'.Ihing lIIOI'e Ibm JœDic
dqRssiœ.
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A minority continued to search for benign explanations of wbat was wrong. They

won~for example, if the easy fatigability and Jack of starnina could he due simply to

factors sueh as overweighL

Before diagnos~ significant otbers distinguisbed between iIlœss and diffieulty

coping with stress on the basis of what Baumaoo et al. (1989) call htalth relevant and

contextual eues. Plausible Iinks ta prior illness and the onset, severity, and duration of

symptoms weœ health relevant eues tbat led some signifi<:ant otbers 10 believe sufferas

were il1 On the odIer band, knowledge of stressors in sufferers' lives, togetber with

ambiguous symptoms, provided the rationale for framing the problem as difficulty coping.

These evaluations were relevant to signiticant otbersl tœatment of suffea:as.

When the problem was coosidered iIlness, friends and relatives readily gnmted

sufferers exemptions from their usual mies and responsibilities. But when the problem wu

seen as one of coping, friends and relatives understood sufferers' distress but were less

sympathetie. They wondered why sufferers could not Ifpull themselves together and get out

of it". They showed little tolerance for sufferers' irritability or angry outbursts. Their

patience was furtber taxed ifsufferers elaimed illness, but fai]ed 10 seek appropriate belp.

1was the one who pusbed bïm...la go aod see SOIDeOlle. l'ben he wu DOt sure if he wu going
to see someooe and he would always deny &oing la sec a docQ~.tbat wu bad for' me co
aœept.••1bere wu anger and a feeling -if you are DOt goiDg to help yourself. tbeD l am not
going to sit here and waste my time eithec. holdiDg your baDd-•

They clearly did not expect tbese situations to be long~ and saw little reason for

exemptions from major roles. These tindings are consistent with those of Blackwell (1967)

who reported that the extent of societal agreement about admissiOll to the sick role

decreases as the social elements of the malfunction increase.

As frieods and familles shifted ftom thinlriog of the problem as acure and time

limited to being serious and cbrooic, many became deeply worried. The illnesses they

suspect.ed suggested tbat they weœ bracing tbemselves, ifnot for the worst, at least for the

long baul. Fear and guilt for not believing sufferers rep1aœd previous frustration, anger,

and impatience. Regardless ofhow serious they thought the problem was, most concluded
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that a diagnosis and approptiate treatments weœ DOW priorities in view of the persisteoce of

symptoms. To tbis end, several tapped tbeir own social and professional contacts for

advice.

TheGP h8d refand us 10 • specia1ist. as somebody who ..ylie c:ouJd fiDd out 1be problem...
We bad ODe IDOle impœlliiit appoinlment tbal we tboupt would müe. diflèaeuce ad tbat wu
widl • rhmJœtolopst..• Fmally, my in.Jaws spob ID • brmatnlogist who ••.lisIeDed to die
wbole SIDry._1bm 1 got. caIl &om him telliDg me lie luId alnIdy ..-le dlellppOÏDllœllt widl
• doctor for me.

By defining sufferersl problems as illness and counseling professional caœ, significant

others aeted as a Jay referral system (Fœidson 1970).

After Djapqsjs: Views about CFS

Significant others were relieved ta discover tbat suiferas had neither cancer nor

AlOS. But the diagnosis ofCFS brought ftesh concems to tbose who believed the immune

system might be involved. Tbeir relief was blunted by fears that an immune disorder could

leave sufferers wlnerable 10 future·life threatening illnesses Sorne were simply "scared 10

death of anything ta do wim the immune system". Undoubtedly, widesptead public

ïnfonnation about the immune system and AlOS heightened tbeir diffuse or more focused

fears. Sorne questioned the illnessl reality and cause and, in time, sorne aIso questioned its

duration. Several shifted and changed ideas many tilDes as tbey tried to develop views of

the illness tbat made sense to tbem. Years later many of aspects of their definitions remain

tentative and subject to further change.

CFS-A Real DIness?

A substantial minority of friends and relatives questioned the rœlity of CFS. They

wondered ifCFS was simply a diffeœnt name for psychological disorders, malingering, or

medical ignorance. The psychological problems tbat they tbougbt might he hidden by the

label of CFS, included depression, Inervous breakdownl, or secondary gains.
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1don't remember_. wbetber il wu a selfdiagaosis or_. a medical practitioaer... FOI' a 1011I lime 1
thœgbt it wu SOlDe form of depn:ssioa...l'm DOt evea sure wbetber it's sometbina dlat's "ways
there, in mild fonDs, 01' aeute forms...! wouId say if 1 am skepbcal about Ille syDdrome ta begin
widl, it'5 DOt tbat me is respoasible fOI' ber fàtigue, 1 thiDk tbat sbe wu respoDS1DIe for tbat
puticular iDterprefatiOll of the fatiBue.

Whafever' happeœd ta œrvous bœakdowDs'? 1 œver bar about uervous bœakdowns mymore. 1
tbiDk il [CFS] is • more a nervous i1IDess tbm anytbing else.

Sec::ondary gains are desiœd benefits, such as sympathy or sick mie exemptions,

that consciously or pœcœsciously motivate people ta claim tbat they are sick (Slawson

1971). Some significant others surmised that CFS provided sufferers with acœprable ways

of controlling tbeir own lives or controlling others. For example, sorne thought tbat

sufferers could use the il1ness as "a cmteh" ta explain failed relationsbips or as "an excuse

Dot to he at a certain pIace at a certain time". A few questioned wbether high functioning

sufferers held on to the illness because of the esteem tbey gained from belping more

dependent sufferers in suppon groups.

UnIilœ secondary gains, malingering refers to intentionally feigning illness for gain,

often of a rnonetary nab.lre (Webster's 5eventh New CoUeaiate Dictionat)r 1963:512).

Significant others wbo suspected malingering, noted the fact tbat sufferers were reœiving

disability compensation. They also noted inconsistencies among suffaas' claims of

illness, their appearance and activities. Sufferers' claims of being 100 disabled to work

seemed particularly dubious wben they were able to perform other daily living activities and

engage in leisure pursuits.

Finally, a few friends and relatives in beaIth or related fields, wondered if CFS was

merely a 'catch alI'label tbat doctors used to bide their ignorance of wbat was wrong and ta

placate anxious patients. 1bese friends and relatives suggested tbat the iUness is 50 vaguely

defined that "you can hook two or tbree different medical diagnoses and put Cbmnic

Fatigue Syndrome on it". From their insider position as bealth professionals, they were a

littie cynical that doctors were giving patients a labelltjust 10 sbut [them] up".

People who questioned the reality of the~ eventually conceded tbat surferds

had been ill at me time with sorne sort of condition that was predominandy psycbological.
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They weœ more or Iess willing to label the illness CFS. However, tbey remained slœptical

of its duration.

CES - A Real Pbysjcal D1ness

In conttast with the group that questioned the œality of CFS, anotber group of

significant others were convinced ftom the outset tbat CFS wu a real physical illness.

Although sorne consideœd different physical causes al different âmes, no one in this group

beHeved that psychosocial factors contributed ID die illness. 1beir aa:ounts suggest thœe

elements in benefs about a physical cause of CFS. FIISt, tbey could Iink the ooset of

symptoms ta anteeedent physical factors sucb as vinll illnesses, possible exposure to toxins

or allergens, and physical wear on the body. For example, when a sufferer became iD

shortly after moving into a new building, relatives strongly suspected tbat sick building

SYndrome, radon gas, and allergies to carpet glue were likely sourœs of CFS. In severa!

cases, media reports, support groups, Medical journals, or bealth professionals

strengthened such beliefs. These sourœs provided otber ideas of pbysical causes tbat

significant others also incorporated into their way of thinking about CFS.

It developed mm somedùDg tbat wc do DOt mow..jt is difficult because it cbmges. Il is •
retrovirus, it is in the DNA.

Maybe in the back of my mind 1 am tbiDkiDg well it's a virus, but aftec readiDg • loL.• l'm DOl 50

sure eitbet. People are ra1kiDg about yeut iDfectioas. dIiDp of abat DaIUœ_1 really do believe
tbat, to same degree, it bas to do widl the immuDity system itself...it's a speed up of the
immlDJity system itself••.but its aImo&t Iike im nmaiag al such bip speeds abat you'le weakeDed
enough just to cal&:h any type of vinJs. ADd wbea tbat bappeas you fiFt il.

Second, this group of significant others had personally seen suffdetS in physical

distress. They described sufferers as "thin and plie", "in pain", "looking sick, exhausted,

and tired". Sorne of these interpretations suggest culturally leamed meanings of the

language of the body, sinœ extemal referents for pain, looking sick, and exhaustion may

he subde or higbly ambiguous. As one mother observed: "There were limes when he did

oot look weU. 1could always tell by the eyes- wben they were bright". Her comment about
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the appecuance of the eyes may seem idiosynaatic, but otbers also be1ieved tbat the eyes

revealed hidden physical distress. In other cases, relatives fowtd it bmowing to witness

body language tbat left HttIe doubt about ilS message. One motber œmembering the worst

tirnes with her young adult son bad tbis to say:

He bad 80 lIIIICh ... iDiaiaIly ia bis 1ep_.Ibat Ile wouId cry lDd be iD qœy. 1 remembec
specifically, Ile ubd ODe ofhis brodlers 10 sit 011 bis lep. He tlpapt die weiabt mïpt eue
bis terrible püatbâ Ile wu baviDg sudla bmllilDe ID cape witb...He bu Md ......hrs wbIR
bis veiDs are tbIobbiDg, you cm sec tbmL He wu just beside bimIe1fad Ile WIIIIted IDe lo stay
beside bim ami boId bis baDd. He did DOt Jœow bow to cape my loapr.

Another recounted:

He couldn't waIk stnight. he wu ail beIIt over'. Y00 looked iD bis eyes, you saw this boy wu
in œm.ble paiIl md tbIt waal 011 day afk:r' day.

A tbird element in beliefs in a physical cause of ŒS., was the lack of compelling

reasons to consider competing explanations. 1be accounlS of tbese significant others were

striking for the lack of refemlce ta stressful life evenlS or unusual demands in the life of

suffetets when the iUness began. AU of tbese significant otbers knew tbat a physical cause

bas not been established and that psychological causes bave been proposed. But taken

together., the tbree elements of plausible physical anteeedents., signs of physical di~

and Iack of undue stress in sufferers' lives., probably made it easier for them to discount

psychological causes.

Tbere are certain mas tbat 1 diSO'mteei jmmedi·tely. Oœ wu psycbologica1 _anse 1 dœ't
believe il's a psycbosomalic dîsease. A lot of people wouJd say. -doem't sbe bave a form of
depressioo'?-. And 1 say DO, its DOt depressioa. It's depessÏDg, but it's DOt depressioo. l'bat
reaI1y is wbat it ail boils dowD lo. il's a very depressiq coaditioo.

CFS-An DIness ofMany causes

The remaining respondenlS attributed CFS 10 a combination of factors. Multicausal

models grew outofgeneral beliefs about illness as a product ofmind and body, or shifts in

thinking about CFS, or bath. General beüefs about illness weœ expressed in statements

such as: "[ believe in a botistic approacb..Jf it burts here (pointing to bis head) it cao end

up hurting there (painting to bis body)". Anotber said: -rm a believer that your mind bas a

lot more to do with illness tban people tbink. [ go 50 far as ta say that even colds have moœ
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to do wim your mental bealth tban people believe". Implicit in tbese beliefs about the unity

of mind and body are DOtions of individual responsibility for causiDg and mamtajning

illness. The corollary is tbat the individual bas tbe capacity to change an iJJness' course and

prognosis.

One penon held an unusual general beüef about illness that incorporaœd Dm

Western causal mecbanisms. In this petspectiv~ il1ness enters the body wben a personls

spiritual s1ate is damaged by pbysical or social stress•

•..IIe dideasy twaIty boun a weekof spons for sm ye.n. Evay siDP ODe of Iboee lIoun. tbae
wu body CODIICt illide md 1 believe tbat bad a lot ID do witb iL Allo Ile wu DDt a weU baby tram
the minute he WM bom. 1 bclieve tbat it wu m KœIIlDIatiOll of ail tbe8e tbinp. The physica1
wear clown of the body, die physical ÜDJ*:l, the body slemmingail die time-.I tbo-apt he Md a
virus Ibat hM dœe 80Iœ kiDd of tnIDIIDUIaIioa.••\1IIbeD 1 COIICluded dIat Ile bMI cbroaic fatip
syDdrome 1 wu tryiDg 10 march it witb bow it cœœs ÎIItO a penoo's Iife. 1 œuId wdeasaud bow
come he lOt it...1'bere weœ times wbeIl die scbool wam't tbere lookiDa &Rer my cbild, 10 mate
sure Ihala problem didD'l occur. 1 be1ieve tbat ail tbo8e tbiDp did bave m effect... DOt from the
ps,cbololiad point of view, but fiom tbc spiritual poiDt of VÎeW. wbich broupt die emotiœal
baie iD bis edIeric bodyl. wbich aIIowed for tbis pbysical dÏ8eMe fi) eaIeI'. 1 lbiDk he needcd and
still Deeds cime out from dUs worteL Are we taIIàDg SCI'eS&'? Yes we're taItiDg stress.

Besides such general beliefs, significant othersl aecounts showed tbft:e patternS of

shifts in tbjnking about the cause of CFS. The tint type showed a sbift ftom only physical

or psychological causes to a multicausal model wim the empbasis kept on tbeir original

belief. For example, some cootinued to think of CFS as primarily pbysicaI. but conceded a

role for stress. In such cases, they did Dot believe tbat stress was a direct cause of CFS,

rather that it incœased susceptibility to the iJlness or enbanced its symptoms.

At first 1 thought it wu. VÎIUS.•• 1beIl1 wu cold... it couId be stress-related.••• My modaer wu
50 ÎDvolved in 50 many thiDp•...• sile wu praicIeIlt of a [sports] as8OCiatioa...She had a lot of
stress at work.•• my sister' aad 1 were &lways OB the JO•••_ Wc 'Nere DOt model kids bot we wae
DOt œmble IDds. But we pve ber' SOlDe tÎDII:8 of sInss. tbat would defiDitely !Je a factor. From
wbat 1 WldeastaDd of il DOW. it is a virus tbat caD be mv.nœd by tbiDp such as stnlII& wbidl
obviously weakals our system md mabs us more sUacepblJle to fatigue md colds md wbalever.
BuLl believe it's buically • virus. Ifs just ..,....nced by my otber Caca... rve lad uticles about
il, Ive seeD vide0c8sseaes tbat &he taped OB WS or 60 minutes md doclDrs opiDiOllS of il.

1The etberic body is thought to he a ID&gDctic field tbat procluces aD aura of
the light spectrum surrounding the pbysieal body of individuals. If this field
is damaged iUDesses may enter the body. Different iUnesses produce differcnt
colors of the spe<:trum over specifie areas of the body.
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In contrast, tbose who œtained a psychological empbasis, considered suess the key

elèment in the development of CFS. Sorne eatalogued stressors in sufferas' lives

extending back to cbildbood in wbich themes ofloss and multiple c:ont1icting IOle demands

were prominent Sufferers had faœd situations sucb as the drJith of a paœnt, sole

responsibility for making difticult decisions about elderly paren~ conflicts between work

mie and marital or parait mIes, divorce, parental remmiage, and undesiœd œlocations.

1 [thollpt) sile wu just wortiDg tbiap out widl me_JootiDa t.:k._I lbiDt sile WB lJnUiDI
a..y Iate_J ça't nally say it wu m iIIDas. but il couId have beea a sart rilbt theœ_.I SIill
do DOt laIow wbIt CFS ÎS9 aobody doc&. WbM ç-.cI it'1 Sile is a tan'" perfectinailJt. sile ...
beaa tota1Iy wom clown by ber dliIdraa.-rve "die feeIiDIlbat [sbe] Md die sbock of ber' Iife
.fla' [bec fint cbild]. Aftm die secoad9 sile wu iD boIpitaI 0Il aotibiotics [for m iUDess which]
might have cOlllributed somewhaL Sile bu u..ys &eeII hcnelfas a cueeI' penœ...! feeI dW il
wu ail too lIIIICh for' ber...slle is DOt happy spnIIdiDg benelf ail av.. die place__ 1 guess 1
blame moIbI:dIood.

Wbea he lot sict widl pDeUlDODia._it liDgend. 1 fek he .. overworbd md dqa Il md .minus
&am work.•.FiDaIly they diaJP'C"Pd CFS••.I lbiDk ils proIJably a depa:essiOll al DOt heia. able ID
accomplïsh Vibal Ile tbougbl he could do anclliviDg 1IIIderm expecaatiOll of succea 1 tbiat becaœe
he wu lUIl dowD &ad depa 1] :1 he couJdD't SIIIp out ofil. l've beud Epsaeia &ur9 diffel'eat tbiDp.

•.he aued a lot b bis &JÎIII paeaIS •..He .... aU die decisicas.•• His odIer brotben .... Iisten
were Dot supportive...I tbiDk il [CFS] ÎS a combiDatiOll of SOlDe psycbolQllica1lpsychiûic
diagnoses as weU as some pbysical.ilmmt ueurologicallc:opitive•..I wu happy wben he w_ for
bis NMR2 becel 1te 1figured iftbae wu anytbing tumor~ il would show_.but ail the lests he
bu had bave CODJe bKk cleu. Again. Ibat is one....wby il is reinforciDg rD me tbat dIere are a
lot ofpsycbologica1 aspects there.•.

Sorne significant otbers believed that suffetas bad blamed tbemselves for tbese

events'l felt tbat tbey bad failed, or tbat tbeir aspirations bad been thwaned. They believed

that such feelings were especially difficult for suffeœrs who were "strong willed",

"controlling" personalities., used to having tbeirway and being in charge; people for whom

"second pIace wasn't good enough". This triad of: stressful events, appmisals of failure or

being thwarted, and controUing personalities were the main reasons why these significant

others continued to regard CFS as largely, ifnot totally, psycbological. Infectious illnesses

were coosideœd minor contributors at best, and often œported as an aftertbought or in

response to questions about whether suffetas had bad such illnesses sbortly before the

onset of CFS.

2NMR"Duclear magnetic resonanee imaling.
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A second type of sbift in thjnking about the cause of CFS. showed tbat significant

others chaDged their empbasis from psycbological ta physical. They were conœmed with

whetber and bow tbey could continue the œlationsbip wben suffeœn found psycbological

cbaracterizations of ŒS stigmarizing. They wae able ta give more weigbt to pbysical

causes tban they bad previously done by œ-analyzing the circumstanœs of the ilIness'

onset. reinterpreting ambiguous bebaviors as pbysical distœss. and 1aking the trouble to

learn more about findings ftom sopbistieated medical teehnoIogy.

1 bave rad dIat Ùlmmy ............ CFS foUows ID epiIode ofOu 01' ..,... ilJDeIL..He Md wbat
1wu lOId wu a t.d ftu...be baclbroba offa very scrious emotioDal relatïo....ip_.1bOIe wae die
oaly two precipieatÎIIg factors. [ID the beginning] 1 tbiak it look a couple of yeaJ5 hem 1
understood ad bec-me COIlV'ÏIICeCL.Ibâ lbiB is a real ilIDea_. die 0IIIet, came OB just lite dIat.•.it
wu DOt alflldual dqae&&ive episode.•.1 feel very coaviDced of il DOW, but 1 wu DOt coaviDced al
the begitming_.(wbal people say it is sIRsB) 1 tell Ibem it is DOt stress. It is a physica1 illDess..•.I
cm sec dIat wbal he gelS up iD die DDIIÏDg, Ile walb arouad bokIiDg ODIO the waUs" he cm
hardly 1IIOVe.

1bave picbd bim up offdie street bere widl police officers" bec«a18e he bail ovadœed. 1 bave beea
to the emergmcy room al 3 o'clock iD die moming hopiaa he wouId COIIIC out of die overdœe. 1
bave aJso seeD bis X rays ad bis SPECT scaas3, 1 bave beea with bim for vIIrious latI !ID 1kDow
wbat Ile bas. ABd 1 read a bit...'1'bIn are iDdicalicas DOW Ibat 1beœ are lesioas iD the braias of
Chroaic Fatipe SyudlUiIie pmim15. 1 tbiak lbat it is IOÏDI ra come out vecy SOOIl Ibat dUs is a
vùal iDduced iIIœss ad somebow it does caUle lesioas iD the braÎIL.. Look at AlOS. Nobody
kœw wbat it WIIS wbea it first came out. People probûly deDied il. At ODe time they tboaPt that
cmcer wu COIISUIIIptioa.•.I bclieve tbat the cause is vinI.lDitiaUy [ tbougbt tbat die probIem wu
psychologicaL 1 thought tbat, givea die stnues iD this guy's life.._ My persoaaJ belief is tbat it
cou.ld be a combiDatioo ofviral, physical aDJJIor psychological maIœ up.

Personal observations and a commitment 10 the relationsbip witb suffeœrs were perbaps the

key factors in cbanging the empbasis from psycbological ID physical ca~ but the

medicalliterature and analogies with otber illnesses that were once sbmuded in igncmmœ,

were aiso salient

Malin&erin& or CFS?

In the third pattrm of shift in ideas about the cause ofCFS, friends and relatives did

not begin {rom tbinking of the illness as eitber physical or psychological. Rather, they

believed that sufferers weœ malingering or had iJJnesses outside of biomedical models.

3 SPECT scan or sialle photon emission computed tomography (SPECT) scan has
demonstrated decreued blood perfusion in some areas of the brun of CfS
patients.
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Technically, malingering cannot be considered a cause of ilInes~ sinœ by definitioo there

is no illness. But malingering bas been perœived as the motivation bebind symptom

complaints and daims for the existence ofCFS, and in tbat sense it can be coosidered a

cause of symptom onset or duratioD. For example, severa! relatives and friends indieated

that people inside and outside of the family "won't give it (CFS] the time of day" or

"thought tbat sbe might he faking il, it wu IlOt tbat bad·. Such ideas however, were not

immutable.

One respondent who met a suffdd oo1y after the iIIness developed, illustrated bow

suspicions of malingering could be softened if Dot dispelled altogether. He began by

recounting:

1 am a real skeptic because I am. like other people you can't see i~ you look fine...! tb.ink my
understandiDg of die disease bas goue through a lot ofevolutioa.. fmm one point ofreally resentiDg
him for Dot wortiDg to tryiDg to really uuders1l.Dd it..l"ve sem prograIDS. n:ad toits of litaature
aud l'm more inforJJXd Ibm the average persoo.

He became more open ta the possibility tbat suffeleIS were not malingering after making

considerable efforts ta leam about the illness through support group meetings and various

media. Dy comparing bis observations of sufferers with media stereotypes of who gets the

illness and witb popular theories implieating stress and the environment in CFS, he began

ta think tbat psychosocial or even physical causes were plauSIble.

It's largely people in higb stress fields. nursing. teaehing. He wu very busy. very successful.
And l'm IlOt sure if its a combiDation of bmnout. ..But 1 tbiDk tbat's one of the common
factors...I d:ùnk people who get tbis condition are suscepbble ta eovironmeotal conditions I
think its pmbablya severe case of some sort ofaIlergy. or combination of allergies...He's very
seDSÏtive ta tbings. When 1am going out for the evening I bave ta put cologne on.•.tbe very
last second or else it will drive him crazy. Wbea I tirst met bim. he couIdn't go outside in the
SUD. Heat wu a real problem-a lot of tbings. Smoke in bm's never seemed to botber' hïm.... l've
gone to SOlDe of tbeir [support) meetiDgs and they ail seem ta bave the same sort of
cbuacteristic. cologne or other cbemicals.

However, he was also aware that for a wbi1e, the notiœ ofCFS as a contagious i1Iness had

gained currency in the media. Despite considerable skepticism that CFS could he a physical

illness, when he thought there was a chance, however remote, that the illness might he due

to a cootagious virus, he decided ta hedge bis bets•

At one point the whole notioo of coatagion came up, ad he assured me Ibat it wam't
COIltagious••J thought I wu gaing ta IDOve out. But tben I tbougbt tbi& is a kiDd of disellse rm
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not going ta geL Because ofmy pbysical predispositioa aDd my meula! predisposibOD 1 wouldn't
alIow myself ta get a disease bec.nse 1 still attach a lot ta the psyclKJloBical aspect. 1 am still a
little skeplical. He Ioob fine, be's goaen more active.•.! do believe tbat al Olle lime he wu
ilL.and he couIdn't move. Now when 1 bear [of] people with it 1 thiDk 1 am more open in
acœpting il. No 1doIl't dûDk my tbjaking bas chaaged.

The prospect of 'eatehing' the disease led him to coosider moving out of the home he

sbared with the sufferer. His decisiœ to stay rested on reassurance from bis ill roommate

and rationaJizjng tbat he was not susceptible to a "psycbological" disorder. His bellef tbat

sufferers were malingering was attenuated. But in the end, he could oot quite let go of bis

doubts. He conceded tbat al one time bis roommate wu probably ill, but now it was not

illness that Iœpt bim mired in the sick role, ratber it was a lack of confidence. For bim, the

primary issue bad shifted from the cause of CFS ta its duration.

CFS or Cbi Pins?

Finally, the most unusual cause proposed for CFS impfieated "chi disease". -an

illness unknown ta Western biomedicine. This attribution was made by matehing sufferers'

symptoms with a prototype of titis illness and by noting tbat symptoms followed Meditation

practices that involve moving energy around the body. Chi disease is thought ta result from

ïrnplOper Meditation practices.

The Iast SUIDIIIer [mat] be got sict be couIdn't do a certain type ofmedi~ and wben he
started meditating again he got sick.•.! doo't thiDk that the actual practices were wroag, but he
wu in the -moving energy around- meditatioo.•.! am Dot sure ifhe wu tûiDg it from quaJified
teachers..•you doo't DOW wbat bappeus when you release sometbing like this•••So, 1 tbink tbat
had a lot to do with il. 1 don't Iœow how. 1 can't explain il, but tbere's defiDitely a liDk in bis
case••.

The person who offered this exp1anation also provided a good illustration of how unstable

ideas about CFS can he. He offered a range of attributions tbat people may coosider when

4 Chi disease. Chi, or eDergy is thought to travel through the Derves. Proper
chi gung practices are believed to strengthen the nerves, while improper
techniques may overload tbem le.ding to the breakdowD of aIl body systems. lf
not done under proper supervision too much chi, packing chi, and practices
that use chi gUDg to develop sexoal power may cause injury and symptolDs
ranging from internai hemorrhaging to mental illness. Practitioners may
experience cold sweats, involuDwy tremors, extreme seasitivity to cold and
10ss of vitality (Frantzis 1992).
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Medicine provides little direction. At various points, he had considered the IOle of social

stress, the possibility of a CODtagious virus, ooxious environmental stimuli, immune

dysfunetion, and personaIity. He went on to say:

Something weut WIOIII maybe it wu because tbat wu • I*Ûculady stressfùl point in bis
life...bis busiDess wun't doiDg too well. he Md ta tUe a secœd job, he wu liviDg in a pillee
wbere he didn't sleep weB bec-nse of die DOÏ8e &am the trafJic. AIl dlose factors combiaed (
think made bis imnnme system a tilde weaker. Maybe die combioatiOll of 1IIIpIUVeD metbods
he was <Ioing iD meditaboa...He may DOt bave CFS as its bowD.•.I rem mmtial ans
pub1icatioas. "Ibeœ's a practitioœr of meditatiOll who is taIkiDg about chi disaIse And tbat
SOUDded more Iike wbat [he) hm...1beœ's SOlDe kiDd of jmlwJanc.e in bis imnwme system 01'

some system in tbere. Tbat's my t&ke.••Wbea 1 first hant about CFS... duough (bim] and
people on the ndio, thae wu a biah iDcideace oftbœe who wae~ My idea was tbat
it wu a diIeae JOÎDgarouad ad JOU couId caIda die virus. [ WB scared to deaIh dIat rd catch
it fromhim. And [theD] they said tbat it primarily affected people in iDduslries wbae you met a
lot of the geaeral public Iike doctors aad teachers...I don't lbiDk he causht it offa toiIet sat. He
dido't pick up a germ.and gal sick.•.I came ta die ~lusiolltbat it wu more a combiDatiOll of
stress and bad sleeping habits ad saewiDg arouod widl somedùq you didD.'t Imow about.

His 'conclusion' however, was not as definitive as it sounds. His parting words

questioned the possibility of a mie for personality and envirœmental sensitivities in the

development of CFS•

Do you notice tbat the people who bave it bave a puticular persooality type? ...youdo he. of
people who claim ta have beenjust narmal, alJegedly successful people. who suddenly got this
foui dise&se. [ don't IaIow ifany super successful people bave it-CEOs ofcompaies for
example.•.If you fOUDd out more ofthe penoaaIity types beforehand it might help. Maybe more
people are sensitive to the enviromDeDt tban oIhen. Tbere Be • lot of envirœmeDtal conditiODS._

In summary, friends and relatives' variously detined CFS as a physical illness, an

il1ness of many causes acting together, malingering, and chi disease. Combined models

emphasized either physical or psychological factors and weœ often highly unstable. Lilœ

the definitions in the prediagnostic stages, definitions of CFS had implications for friends

and relatives' willingness 10 grant sicle mIe exemptions and provide a supporLive

relationship. As long as the illness was considered malingering, the predominant reaction

was resentment If the situation could heœ~a cordial coexistence became poSSIble.

rd come home. be'd he aD tbe coach Wllching 'IV. or iD bis bed 01' aD tbe pboae and 1resenral tbat
for a long tïme. He seemed ta he DRaOI a Verj goocllivùlg doiDg aodüna md 1 wu bustiDg my
buU trying ta mate eads meet.-Ioaa goDe ue the days wbea 1wouId eavy bis kiDcl ofsituatioa. rd
be bored out ofmy miDd. Bœedom takes op a ... pm ofbis life. And if you wODdec wby l'm
still bere, [5 yean )ater] we aœD't frieads. but we m: frieDds. rm detaebed eDDUIh Ibat we cau do
things that we waDl ta do togelb« but we reaDy Iead....te lives
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If significant otbers suspecœd seoondary gains, tbey olten felt frus1rated or angry widl

sufferers. In sucb cases, SOlDe lashed out at suffaers or CÙCUlDscribed the œlationsbip by

distancing tbemselves. Sometimes tbis wu the only way to pmtect the relationsbip.

1did .y...'"Y011 .e DDt crippled. You .e IOÎIII tbrouIb SOlDe pmbIems. you are IeUÎIII y~1f
go dowubiIl-_.tbIn wu a serious d.istaciq. Ibm dIc:re wu a comiDI f08eIber._.Now Ibere is a
liule bit 1IICR of a di_ace ..1 do teel a c:ataiIl allll1QDl of piIt... wœdaÏDI if it is my [
professioaal] t.cqrouad ••.dIat is aeeiDg it Iaud ande_, wba'e YOUIR I&JÎDI -stop! You've bat
allibe ra.. tba'e is DOIbiq. ABd if Ibae is onthin& pbysical, tt.a let's do IODle [psycho&opca1
IrNtmrPtl ses&ioas ad go replady ad foUow lbrouIb- If Ibat does DOt wart. Ibm lIy die
.cupmc1lR-

But at otber tilDes, tbeir doubts caused sufferers to pull back from the œlationsbip•

..and tbat [belief about causel is I*l of wbat Ied ID the brakdown iD our relatiOlUlbip. 1did DOt
know wbat it wu ad said tbat ta bim. How couId 1 Jœow?•••In Ibe tint ycar of bis illness, he
totally sbut me~ 50 tbal 'Ne virtually Iived beœ rogcdler wilbout spreking tG ach GdIer'. We
COIIIIIlUIIicated widl notes. 1weat ta sec a dIenpist because ofm.y disbas avec tbat..l wu iD tan
because he wu saJÙII ·you doa't lIIIdenaaDd me. you can't belp me. 1 waat JOU out of my
life-lhel aad 1WIft very eloee before Ile Ft li<*. WbedIer he thouIbt 1 did DOt baDdIe bis iIJDeg
weil or wbedIec il wu beca"M he wu tbruIt _k iDlo a depeadellCY siblatioD with me...He
\Wdeti1aülis wbat ilwu but 1aevtr'lIIIdersaood elarly. 1 bave bail ru ... ID deaI widl tbat. l'be 2
major slœSSfid aspects ofdie whole tbiDI for me bave beal die iIIœsa itlildfaDd Iœowing tbat [bel
was 50 sicle. as weU as wbat il bas doae ta our relatioasbip. Il bas beeD abIoIutely devastaliDg.

The effects of attributing CFS to physical ~uses cannot he knawn from tbese accounts.

However, one may surmise that the concordance between physical and reals, would

provide succor to the sufferer and protect the œlationship between suffetas and tbeir

intimates. l'bere is sorne indication from these data that a sbift !rom a psycbological to a

physical cause contributed ta the repaie ofa relationsbip.

This section identified social and cultmal bases of significant otbers' definitions of

sufferers' problems. It indicated bow they updated their views of wbat was wrong

(Baumann et al. 1989) tbrough famiJiarity with suffael5" personal observations, new

Medical information, and the media. It aiso sbowed bow these views affected tbeir

relationships witb $Ofedg5 and their willingness to grant tbem sick role exemptions. l'be

next section describes the impact ofbeing close ta someone with CFS.

5 Tbere is no neeessary relationship between psyehologiea. and not real in my
view and. 1 believe in the view of sevenl of thele subjects.
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The Costs ofCaring: Altaed Lives, Turbulent Emotions

The lives of significant otbers were altered with changes in sufferers· physical and

social abilities over tbe course of the iIlœss. Frieods and relatives remembered the early

days of suffeœrs' illness as a time of 1IJRmitting disuess. Following tbis peri~ wbich

could 1ast from montbs ta~ sutTerers seemed 10 improve graduaIly 10 a plateau

somewhere below tbeir pre-illness levels of functioning and feelings of well being. But

remissions and exaœrbatioos marIœd the course Jeading 10 impIovement. During

remission~ suffelers had "good days and bad days" and tilDes of clay wben tbey felt better

or worse.

Depending on whetber they lived with sufferas and on the oattlre of the

relationship, significant otbers provided instrumental and emotional support and made

changes in their own lives ta aœommodate suffetas' needs. lbese ac1S of caregiving

sometimes bmught on intense or prolonged negative emotiœs and a sense of disorientation

as signifiant others felt their way through a poorly understood situation. Support and

aceommodatioos may be coosideœd objective burden, while the emotions associated wim

these acts may be consttued as subjective burden (Noh &Tumer 1987; Horwiu and

Reinhard 1995). The first part of this section describes the ways in which significant otben

alteœd their wade, home, and sociallife because of CFS suffaeis and their feelings about

these changes. The second part describes the emotional burden, DOt of caœgiving per se,

but ofcariog about suffeters. By emotional burden, 1 refer to the pain tbat people close 10

sufferers feel as they wateh the deleterious effects of the illness on suffaers· physical and

mental health, and on tbeir social identities. This emotional burden wu infened from

significant others' use of terms such as "bard", "difficult" "terrible" "painful" or phrases

that indicated worry, strained relations, coping efforts or sttuggles ta find tbeir bearings in

this strange situation.
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Work Djsrgptioos

Mothers of suffeJas reported the most substanâal impact on tbeir work. 1bey

firmly beüeved tbat it wu tbeir job to caœ for tbeir in adult cbildren. To assume tbis

responsibility, modlers variously œtired early, exited the work force for a few years, and

rearranged scbedules to permit daily visits home during working bours. 1bese motben

regarded sucb accommocfatiofts as necessary in ligbt of the exigeocies of the situation.

Fortnnately, tbeir family and work structures Ct financial situation allowed tbem to maIœ

the necessary adjustments. Even so, it wu far from easy to give op desùed work, juggIe

schedules regardless of available latitude and discœtionary~ and bear the ecooornic

costs of foregoing work.

1 stopped woddDg but 1 plan Jo COIdiaue. It juill seelDlld 1 cœIdD't becmwe • WM

sleeping ail the lime. 1raIly Ibought it wu my job to up, tG see abat sile lOt tG eu.
Now••.sbe is feeIiDg betfao... 1 lbiDk 1 will Iry [10 workj.aot IIIIIC' but 8DIIIetbiDI for' my
meural hea11h. 1will oeed tbat.

It is notewortby tbat among relatives,.ooly motbers intenupted or otberwise made major

ongoing accommodations in tbeir paid work situations to cale for their ill cbildren.

However, other relatives occasionally interrupted tbeir work to accompany sufferers to time

consuming Medical appointments. And a friend who sbaœd work with a sufferer, assumed

a disploportionate worldoad, especiaIly during exacerbations.

[he] caD't do the volume ofwork dIat 1 do•••.5O'IIdÏmes he seems ID bave difficulty carryiDg ou.
Dot 50 much a social COIlYa'Utioa. but b-x±eu coavenatioas, especimly wbeD we're in •
situalioo wb&R we bave ID ask • lot of quesIions ...Most of die wodt we bave doae lately, 1
think 1bave doœ about 75 perœDt met Ile bas cIoae about 25 perœat.

For a substantial minority of significant others, being close to a CFS sufferer meant

diSIUpting their work.. widl motbers bearing the bnmt. Extensive parental. and especially

maternaI support and caregiving to ill adult cbüdœn bas aIso been found by Horwitz and

Reinhard (1995).
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Housebold Disruptions

Significant others who were coresident with suffeœts bad to decide how ta share

domestic responsibilities and how ta use the home. Some well spouses reported shifts in

the household, and sometimes, gender division of tabor. Husbands lOOk on household

chores such as irooing and cooldng tbat they would not otherwise bave done. Wives of

sufferers on the otber band, were less willing, or perbaps able, ta fix things and do the

beavy lifting that their husbands bad dœe befme becoming i1L One wife explained how the

division of labor bad been allocated before ber husband's illness and the difficulties that

nowarose:

[after' he beame illl 1&ad complete œspoosibility for' the children. housebold everydUng. 1 caB

Iœep the interior of the bouse okay, but 1am DOt a baDdy persan tbat cm he fixing up. The deaI
wu 1nID the VIleIlUlD, YOU nul the lawu mower. He fixes up thiDgs arouud the bouse.

Sorne spouses resented the additional contributions that they were forœd ta maIœ. Others

found these new responsibilities were constant reminders of their partners' i1lness and

limitations. Most simply acœpted the fact.

In sorne households, it was a weil sibling who complained about new chores tbat

he or she had 10 assume, while a roommate of one sufferer humorously described how

chores were organized in bis situation.

Now the reason why we've lived together for five yeus is largely because our division of labor,
from my point of view, is perfecl. For example, in the kitchen there's a double sink. One is
bis, one is mille. My dishes CUl sit in the sink for' a week or bis cm sit for a week and there's
no argument about il. He does bave a "lb offhis bedroom whicb belps a lot, 50 1 rate care of
the main bathroo~ and even Ihere dIefe's a division of Iabor', 1 keep the bath tub clean, he
keeps the tiles uouod il c1ean. No room fOI' squabbliDg, we don't squabble. 1 thiDk fm kind of
lazyt 50 œmigbt bave a few complaiDls.

But in general significant otbers found it more difficult ID change their nonnal use

of homes shared with suffeœrs tban to negotiate the housebold division of labor. In sorne

cases, the usual t10w of traffic and aetivities in the bome bad to he curtailed. For L'b"1ance,

young children could not play as freelyas before and telephones had ta he answered

immediateJy because tbey botbeœd suffatrs who weœ often asIeep even in the daytime.
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Sorne significant otbers felt caugbt betweeD tbe cont1icting needs of the sufferer and otbers

in thebome.

it wu diffiadt becanse 1wu a1ways tryiDg ID bep everytbiDg quiet... he coaJd bar me. evm
withdle door clœed...Wbeawe are thjnkin, of IOÏDIID bed al Il 01' 12 al aiIbt. tbat is bis
usual w.u up liIDe. (becaur of jnsmmja) He is DR aIert ad rnb ....... It .... it V«'f
diflicult in die boille becauM' wbal 1ueeded to be op, my lmsIwvI wu op in die WO+ilill' and
people were caIIiaI-.md die geaaal.ctivitiea [were .... 011), itwu aD vecy stlessfaL la die
bKk of my miad. 1 WB a1ways rhjnkjn. tbIt he aeeded bis .. [ woaId Iry ID bep my
busbad quiet 011 die pboae.•.I WM always clœiag doon aad keepiag people quiet. Il wu a
balmciDg act. He fouad it very sareafiJl for bim aIIo becm.. he could ...uay activitÎeS in the
bouBe, evea ifdie TV wu ou.

Otbers found tbat bome was DO longec a retœat during jJJness, sinœ it mr:ant being woped

up with bomebound sufferers.

1 remember alllnliDg point...I beœ..., üI withlbe Ou. 10 [ look two day. otE..! went t.cle die
thinI dayaud ( wu still kiDd ofsick.••people lSbd me why 1wu _le wbea 1 wu still sicle. 1
said Ibe ooIy tbiDg wone dwl comiDg bact.••wbea 1 wu iD, wu saaying boille a tbird day
widl an iD roonnMte, because he would drive me CIUY.

And Most couId no longec taIœ it for granted tbat bome was a pIace for social

aetivities. Inevitably, people wbo weœ coœsident with sutTaas reduœd the frequency or

duration of entenaining at bome. The Most common reasons for tbese decisions were

sufferer's lack of stamina and tberefore ümited participation, their low toIerance for noise,

and the lack ofpriwcy witb a homebound suffeœr.

...My fadler.•.obviously missed goiDg out to diDDer and goiJIB to otber people's bouses or
baving people fOI' CÜIIIIer. By eigbt tbirty, DÎDe o'clocle my modIer wouJd be 50 tired abat il
would he baically OVeI' ad d.iDDas used to lut UDIil midDight.••••••it wu bud for us because
we were a family tbat used ID bave people aver ail the tïme.••we Iud lots of pmies. It cbaged
our lifestyle a lot bec·'JSII! we wou1d bave &ieads heœ and Ibey wouIdD't !Je used ID it md dley
wouldD't wideutaod dJat at _ dIirty my Mom wouId came~ aDd ait us ta leave
because &he wu IJYÙIg to sleep and sile sleeps VerJ ügbdy

Adolescent cbildren and young adult roommates moved much of their sociallife outside the

home. Most spouses, bowever, gradually slipped into a more constricted sociallife as tbey

reduced social aetivities bod1 witbin and outside the home. Spouses who tried to maintain

previous patterns of social aetivities, found tbeir ill panners could not participate

meaningfully. Sorne increasingly chose to engage in separate activities. Altbough sepatate

activities are normal in family relationsbips, when tbey are 100 extensive tbey may tbœaten

family, and particularly, marital bonds•
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We woald &et iIlviled pIa:es. Ile wouId do il, but baIf die tilDe Ile wu depr r' UId elb• le 1
aod maybe DOt as social as he normaIly wa At fàmily eveaa Ile wouId 10 off to sIeep. [We
WCft) aImost leecting......, lives iD • way...Wbat weut tbrouIh my miDd wu why wu[~
maried?_it wam't 50 much dIat we WCft fiPtiDl. but cIoiDg our 0WIl dIiDg•••

The previous IifestyIes of significant others and the acc:ommodatioos tbey weœ willing to

make, detennined tbe extent to wbich their social lives al home were affecled by suffeters'

illness.

Itwu one tbing for significant others to adapt to sufferers' cbronic debility, it wu

anotber ta deal widl the bavoc creaœd by the unpœdic1ability of tbeir symptoms. Friends

and family came ta Imow ail 100 weB tbat plans frequently bad ID be auanged or reauanged

to fit the ill penon's periods of feeling better. They experienc:ed a mix of confusion,

sadness and exasperation as they found tbat spontaneous social aetivity was no longer

possible and eveo pIanned aetivity wu not œrtain to be rea1ized

1cm recall u m euty slqe iD our relaticmbip wbaI wc used 10 JO 10 res1auraDIs mil il wu •
shodt ID 10 ÏIlIO • restaunDt aDd get out of it aftm two secoads. beclU8e sile telt tbat sile
couIdntt bœadIe lAopealy. couldD't back die smeD••_very oftm wc came out of. place withoat
baviag even onIered. l'bat. to IDe. wu vay unU&Ual.

Sorne found it deptessing tbat they couId not invite suffeœ:rs to a simple dinner without

worrying about a possible relapse. As tbey became more familiar widl the unpœdietability

of syrnptoms, significant amers leamt to react wim muted enthusiasm ta plans with

sufferas tbat would bave been exciting in the pest.

It wu quite shocking ID me wben sile pboaed and said sbe WIIIIœd to come witb me dowD
Souda.••J said ttwhyare you collJÏq,?tt. ADDda lime. 1 wouId bave sUl -ÏSIl't tbat wœMlerful!-.
Sile said tbat sile tboupt sile sbouId 10 lIId • is comiDg with me. 1am Iookiag fonwnl tu il. 1
am very excited. But [ am sayiDg fi) myself ttdon't blow Ibis out of proportion.. becal.se sile couId
weil he ill the wbole tilDe • is clown tœre. 1 bave pown to accept dlat..

Oearly significant others bad IlOt bargained for many of the problems of living widl a CFS

sufferer. Recognizing what the illness meant came only episodically and over time, as

different situations arose.

175



•

•

•

Ibc 'rnœct ofWatclJinC Suffo§$' Social Idgltûies Fmde

Because ofshared histories and cootinuing close c::ontaet with suffder~ significant

otbers saw not only the physical but the social transformation of suffeters. They saw more

or less permanent changes in suffaers' social rol~ functiooing, and persooaIity. Tbese

categories and attrîbuœs define individuals to the wortd and mediate tbeir relatiOllS with

others. They constitute a social identity6 (Goffman 1963). It was disorienting for

significant others to watch suiferas' social identiâes being sttipped away by witbdrawal

from major rol~ failures to meet or maintain age and status llOI'IIlS, and unattractive

personality changes.

The term disorienting wu used by one spouse to desaibe the divide tbat he sensed

between what he thougbt was normal and what had becxnDe normal for bis in wife.. Otber

relatives and friends experienœd similar dissoDance as tbey compared tbeir adUal and

expected relationsbips with suffeœrs, and tbeir perceptions of who the sufferer had become

with who he or she used to be.. The" COmJDOIl feeling was unœrtainty of how to tbink about

or relate to sufferers. Tbese feelings are consistent with the definition of disorientation as

losing one's bearings or being displaced from normal positions and relatiœships

(Webster's SCventb New Collegiale Dietjonary 1963: 240). The sense of disorientation

dominated R2Ctions to suffeœrs' changing social identities, but it was often mixed with

ambivalence, sadness., pain, anger, and guilL

Concems and Hopes for surmoI' Social Reinte&Rtion

Friends and family knew tbat occupationalroles did Dot totally define sufferers. But

the importance of tbese mies wu evident as they watebed how difficult it was for suffeœrs

6 Goffman defines social identity as cbaracteristics of the self that define an
individual ta intimates and otbers in the outside world. Dese attributes and
categories constitute virtual or actual social ideDtities tbat mediate relatioDs
between people. The social ideatity is particularly important when one
individual in an intenction bears a visible or discreditable stilma.
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to retreat ftom work and scbool A minority saw sufferets who relinquishM tbese mies

irrtmediately wben illness was sudden and severe. More typically, tbey saw suiferas

struggling on for severa! montbs until things came ta a bead. Sorne œported tbat suffaas

stopped working only afta' it became clear tbat tbey: migbt endanger the lives of otbas,

were unable to meet the demands ofa job promotion, (W wcœ simply too weak to continue.

Significant otbers found tbat suffeteas who beld (Xl to tbeir occupuional idelltity paid

dearly. They worlœdand slepL They hadlitl1e or no energy left avec for family and social

life. They werc "pusbrmg] themselves and doing it for everybody." They were able 10

continue working only because they were self employed or worked in part time jobs mat

allowed SOlDe flexibility and discœtionary lime..

Significant otbers described a similar situation for sufferets who were students.

Tbese suffctas often tried desperately to cœtinue their studies and stopped only wben it

became impossible to deny tbeir inability to cmy on or wben a parent intervened and

insisted on a halt to schoo!.

Wbea he lried to do home schooliDg last ye., die liale tbat he did wu 50 deVIIstlltjng on bis weU
heing, bis physica1 body- il tooIt bim two IDODtbs to teCOVeI'._The fint eum be tooIt he got 98~.
He bad absolutely DO problem widl die work. The pbysical demmd wu just tao peel. He cou1dD't
sit in a chair alone md Ibm he oouIdD'l sil iD • chair' aad move bis bad. Not ooly tbat..Jt's VerJ
banI ta CODCeIItraIe. He would he toIa1Iy wiped out after • sessioa. It wasa't worth il ra me to bave
my cbild go Ibrough math ad sutfer 50 pbysically. lbat's wby be's DOt doiDg any home schooling
al dUs point.

At first, most friends and relatives acœpted sufferers' need foc relief !rom occupational

roles. Indeed, they thougbt it was necessary. But iater, if suffeœrs showed considerable

improvement but failed to resume occupational mies, significant others experienced the

sense ofdisorientation. lbese feelings were beightened if sufferds rebuffed their attemplS

ta encourage occupational reintegratioo. In sucb cases, sorne friends and relatives found it

increasingly difficult to œmain sympatbetic and supportive. They wavered between being

baffled and being angry. Sorne tried to take the edge off their frustration by expressing faitb

in the person's cbaracter, or by attributing sufferers' resistanœ to Jack of confidence or to

underestimating their level of improvemenl
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Webavewaudeœdif[be) sbouJdDOt.-WiC dIis period fiy some positive tbiDa_.1'hcre are a lot of
thiDp 1 daiDt abat Ile sbouId be able tu do•..aDd 1 said -weB. maylle duriDa Ibis paiocl YOII coaId
study • liale bit. read...be dœs get bis '-ct up a tilde bit wbm you sugat some«bin, tu
him._.As ,.. U JdÛII' him to do thiDp, wc doD't do Ibat _ymare. bec... Ile will wbea Ile is
able. We bIaw bim weil emugb for' tbaL

We've b8d OIW......... about it.1 cm nmIeIIIber Olle New Y__ clay; [1 said] -50 wIuIt's )'OU aew
year's œsoIUliOll dûs yarl- Aad Ile said: -lib... ajob-. WeU. oby_.but 1 do believe tbae wu
a lime wbea he wu ilI_. aDd Ile couIdD't move. 1 lbiDk ..ylie [he isl lIIiIl DDt lOO~ but 1 tbiak
DOW be's probêly~Ueaouah CD work. Now die problem is.1bat be'. beeD out of die work force
fex five OI'six Y'" DOW you baw tu ....a Ibat 1DeIIIa111tep. 11'1 difIicuIL YOIl've 1_ yom self
coafideDœ_I see bis disabiIity cbeque COIDÏIII in fiom the JOYeIIIIIIIB evecy 1IIOIdb- 1 see my
inc:oIœ tu taba offofmy ..yçbectad Bee Ibisall JOlIe tu him. Somerimes 1 feel gypped- tbat
he is a YOllDl DIID-pt out dIere aDd cODlribote!

Sorne bad observed suffctas devoting considerable lime 10 Ieaming about tbeir

i1lness yet asserting tbat tbey oould IlOt work because of impaired concentration. In an

effort to ratiœalize such di.scœpancies and n:orient tbemselves to tbe sufferer they knew~

friends and family noted that learning about the illness bad laIœn place over a long period of

lime, while the workplaœ demanded sustained concentration for several hours a clay. lbese

significant others furtber wœdeœd whetbec empIoyers would discriminate against people

with a history of CFS and whetber sufferers bad been reluetant 10 seek work because tbey

anticipated this reaction. Despite tbese rationaJj74Jtj~ they could IlOt help worrying tbat

sufferers might become comfortably entrenehed in tbeir sick IOle lifestyles.

Significant athers recognjzed that widl disengagement fmm work and schoo~

sufferers had 1051 not only a major identifying label but also the social relationsbips tbat

come widl institutional membership.

His own peer group baven't stuct by him. but be's part ofa pœp ofYOUDger~ ofmy youalS'
SOII'S group. lba1's becanse bis brodIer' briDp lbem home...so tbey come ta die howie....aDd tbey
bave lots ta sbare witb bim [sufferer}. But if bis brodIer couIdD't briD, dlem. tbey're DOt
tbae...dW's wbat bappeœd with bis OWD peer group.

They reported that sufferers aiso lost friends because they could no longer meet age,

developmen~and status norms tbatcontribute ID a social. identity. Sorne suffetas had bad

to give op such taken for granted activities as driving a car, graduating, socializing widl

friends, dating or farming more intimate relationships. several mothers POignandy noted

178



•

•

•

tbat their ill adolesœnt or young adult cbildœn weœ set apart from tbeir peas because tbey

could not meet these expectations.

Thal is die hardst ..... ID walcb. My I0Il. who lut yar tunIId liÏDIleD md wbo WIIIIIed 50 ..uy
ta get bis drivers liœlllle aIXl Ile couIdD't evea JO 10 Id a leamer's permit.._becm,. of die pUa
tbat he wu m... die &ct Ibat he'. IOÜII 011 seveateea ad dais woaIcI be bis ........ )'SI'. ft
woald be a yeu dIal woakl be speat DDlCh IDOle iavolved iD powiDg as a YOUlll mm. dia lIe's
capable ofdoiDg, becmse ofdie di-.e UId ayiDg bome__ ItccrtaiDly .... pat • clamper OD bÏIIl
goiDg out ad aeaiDI iDvolved al Ibat odIer level. fillÏDl y~1f iD boy/Pl type oflbIff. The air

1mJrinee...We Hep talkiDg about il. be's aoiDI ID try it DOW, ODilia birdlday. But Ibis is for me.
very He WIIS 50 excited befixe il bappmed, aboullUnliaa sixteeIl ad beiDI able 10 JO for' bis
driver's permit.••Tbse wu DO way. 1bat's beeD die bi& Ïl:lll*t CIl bis lite. as &r .. fm cœrmwt
DoiDg wbat a sevadeea yoarold boy sboaId do.

He is. very outaoiDI penoIl mil Ile .... 1oIs of&iftwh l'bey wouId he calIiq bim.. in onIet ID
keep them. he wated 10 be Ibeœ widl IbellL He would JO out fi) tbiDp mil he would be iD bed tir
201'3 days. 50 sict tbat Ile œuId bardly stmd iL GnduaIly, it took a loaa pcriod of lellllÎDlto
reaIize tbat he couJcI DO 1000aec dûDk about bepiag fri.....ips dIat way, ifIbat wu die oaIy way.
But il is DOt. People who are lrUe &ieDds bave reaIly sbICk by bim. At Ibat tilDe. just lib my
othct YOUIII per!OIlleamiDg wbat die worlel is ail about. tbat is wbat he Iried to do.

It was often painful for significant otbers to see how deeply the loss of friendsbips bad bort

sufferers.

The Threat of Role eaptivity or AcceJManœ ofBurdens: The Effect m SpJuses

Unlike occupational roles, suffeteis' roles in the family tbat conttibute to tbeir

social identity were oot 10s1, but they were sometimes threaten~s~ or transformed.

For example, sorne husbands and wives were dissatisfied with their ill spouses'

participation in household tasks and in the couple's sociallife. They were not sure whetber

their i1l spouses wood retum to work and contribute to the family income as expected. On

an affective level, they believed their iIl spouses were no longer contributing to the

interdependency and mutual companionship expected in mmiage. They ieported tbat ill

spouses were often withdrawn and uncommunieative because of depiessïon or physical

debility. Frostrated by these cbang~ sorne weil spouses felt that tbeir life was no longer

fulfilling and began to wonder whether there was any difference between being married and

being single.

1 would ait bim bow he feels mil he wouId say, -dœ't ut me lbat question because 1 doa't
want ta tell you bow t.d 1 feeI every clay-. It wu 10 t.d ail the tÎme._
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At limes 1 feel Iike l'm still lMq alODe. Sometïl!lflll it juIt ... die ...... of me. SeeiDI
tbinp lib p.... in die sint. cbiDg tbe day, DOt wubecL 1beIe's dIat a5I*l of i~ but al die
same tilDe, sile tries ro mate sure dat sile lDIkes supper. It drpmds ou die day aad bow 1 pt,
how my day hIs beeD.

Tbese weil spouses were not unwilling tu give affective support, but tbey be1ieved tbat tbey

were being asIœd tu give more tban "the normal caring œlationsbip [expected] in a

marriage" and geuing very Iittle in retum. For tbese spouses, tbeœ was a real tbœat of

experiencing mie captivity (Anesbeosel 1993) as tbe œJaâonsbip became incœasingly

unlilœ the ODe tbat bad existed befOœ the illness or the one tbat bad been itlealizecL

Bad the ilIness been temporary, husbands and wives of sufferers migbt bave

viewed changes in tbeir ill spouses as no more tban îni1ants and inconveniences. But as the

illness dragged o~ sorne weil spouses began to dœad the possibility tbat tbese changes

were going to become permanent They began to wonder "Is tbis what our Iife is going to

he lilœ from DOW on'" To cape with these feelings, sorne tried ID find a balanced

perspective or escape in work, otbers sought out supportive social œJationsbips or 'turned

a blind eye' to tbe illness' implications. Older weil spouses and those who bad been

manied for more tban five yean at the lime of the illness' onse~ seemed to deal widl its

implications with greater equanimity tban those who were younger or married for less time.

Perhaps the Iatœr group bad Jess realistic expectatioos of marriage and were still in the

process of establisbing a solid relatiœsbip. Under tbese conditions, the added strain of a

strange, unexpected and prolœged illness migbt bave been more difficult to manage. The

tinte in the family üfe cycle that cbronic illness emerges bas implications for bow weil

familles cape (Rolland 1994; Moen et al. 1995).

Alterlne Dreams and Normatjye fiœ&tarioo: The Effect on Parents

Like spouses. parents of sufferers bad to adjust thm expectalions. They bad

anticipated self supporting adult cbildren. with wbom tbey would have a companionate

relationship. In their view, financial independenœ and independent living arrangements

were part of the nonnative wood of young adults. lrlsteaA many parents began to worry
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that in the nearor distant futuœ, tbey migbt bave tinanciaIly dependent adult cbüdren. who

haa been thwarted froID ma1jring tbeir potential.

It is IOÙIIlo be mon md IDOle diflicult as it ... ou. He .... 10 live, baw is he IOÏDI ta
JDaaF'? We wiD be .. supportive as we cm, bat il is DOl die lDIt of dIiDa you mtici..te in
your sixties- ta bave a depeDdeat IOIL Not Ibat he iL.be dœs Dot wat to be, but we will just
bave ta deaI widl tbIt ifil comes aIoa••••

It wu die idea ofdUs vibrai. brilbt. eoaaetïc YOIIIII .... wIIœe Iife WB CCDÏDlIo ml lIId.
bis Klive, ÏDIcIaIiD8 Iife, bis potenti., for' ail lOdS of dIiDp just piDdiDa ID a baIL Il wu
terrible. It is stiD tenible. 1beœ ... 110 fiIIure. His fidure is Ibaa of a sewnly hewticapped
penoa..Jast Yelll' Vie taIIœd about fiDIDcial ............. [for die fiJtuœ).

Moreover, tbey felt tbat present circumstanœs voided the nonn of young adult ebildrm

living independendy. Sorne suggested tbat tbeir ID ebild retum to the paœntal home afta'

years of living away. Otbers acœpted tbat tbeœ wood be a delay in the normallauncbing

time for their ill cbildren. Sorne bied to ensuœ that cbildren living on tbeir own felt

unreservedly welcome to visite

He Jmows bome is aDd he œmes bere mytime. ljult wald bim 10 feel ....t he cau come 0Wlr

any tilDe. But SO'œâ he says tbat Ile doem't WIIIIt the family ta see him lib tbat. 1 said abat
familles daIl't always bave ta Bee .œ ocber wbeD dley am al Ibeir best. Wbat is a family if you
have to stayaway wbea you doo't feeI weB'?

One problem witb baving iIl adult cbildral üve in their parents' home is that young

adultbood is often a lime of tension between two opposing forces in familles. In the natural

history offamilles, centrifugai forces operate at the lime oflauncbing ebildren. On the otber

band, chronie and/or severe illnesses tend to unJeash centripetal forces in the family, 50 that

the ill person cao receive support and caœ (Rolland 1994). Tension between these forces

was a recurring featuœ of parents' accourlts. For instance, despite an intellectual

commitment to the concept of indepen~ parents felt paînfully excluded as tbey

watehed their ill childœn distance themselves physica1ly or emotionally.

Afta' about two years aad wbeD Ile kDew wbat bis diaposis wu ad he bepn ID Rad op 011

these tbiDp...I DDCiœd a ddfereDce iD die way he would Kt lDWanIs me iD regant to bis
illness.••it beplllo be more of a puUiq away fiom my care.••Emotioaally it wu a very bard
tiIœ for' me becaUlie 1 seosed Ibis, [ seœed bis hUIt, [ seased bis pain. bis aeed mil 1also seœed
him paIliDg away. Maybe he did DOt WIIDt 10 be a banIeD. but tbat wu very 1IIId•

...before the iIlDess... [ wu bis coafidIIIlt aad he trusred me compldely. l'bat wu wœdafuL [
fiDd bim to be very ~fuJ, he does DOt alIow biDulelf CD be too opea. It is very paiDfuI...1bis is
very bard aDd il coatÎlDleS 10 be bard. 1 bave bad to deal witb my ana- towmds bim md die
guilt 1 feel about beiDg agr)' with bim. town someoae who is 50 sict. It bas beeD a8QllÏ7.illg.

181



•

•

•

Ewry day 1 bave ID ..... how open he is. 1 bId ID lcam to eut bKk fmm a ver, clOie
interacbDg relalioasbip to beÎDg compIetely pullÏVe ... just be pided by wbdeva' si.......
wa giVÜlg. by bow mach he wu lady.

An~ when suffeIas made it clear tbat issues related to the jl1ness or its effccts weœ off-

limits for discussiœ, parents bad ID struggle 10 figure out how to be suppottive witbout

being intrusive. They bad ID resttain spon1aDeOUS œactioDs and became uncbaraaeris1ically

cautious with tbeir cbildren.

SOlDe parents moumed tbe loss of a close œlatïonsbïp wim their cbildren, never

being sure whether to b1ame the illness, or to acœpt tbe dis1ancing as a part of normal

development Otbers fretted tbat a companionare relationsbip could be unduly burdensome

for their li child. But carniog ta terms witb the possibility tbat tbey might not have the

relatiooship tbat tbey bad imagined wim an adult cbild, left sorne paratts with a keen sense

of Joss., even a feeling of being cbeated.

1guess 1 feela very great sense of loss bea... 1wouId lib to be able ta depead 011 berad 1 am't.
or al Ieast 1 &el 1caa't.•• 1 am feeling cbeafed. maybe abat wonl is too sClODg but 1 am feeliDg tbû
1 am gettiDg to the .. wbere 1 would like ...just ta be able to say W Jeave die lads md come for
the weebDdw

••• 1 dIiDk 1bad a very big sease ofloaeliDess froID tbis 100. aad DO ODe understaDds. 1
bave DOt talked ta otber modIen. 1 did go ta the support p'OUp but 1 foaDd DOIbiDg b'
myself.•.SIIe is fiDdiDg it differeot widl me 100. Sile bas beea used ta me always beiDg bec
stroagest supporter. 1 used ta say wiry this and tbat-. but DOW sile may DOC bave die beaJlb ID do
those thiDp. Now 1 am trying DOt ta be proœctive. but ta be l'WFOII8b1e aad 1 bave bad ta come ID
terms widl the tact tbaI sile is ilL 1 doo't dliDk: ofber' as beiDg iIl md uoable to cape widl lDytbiDg
but 1 tbiDk ofber illDes& as puaing limitalioDs on bec ad 1 do DOt wanl ta put mytbing OB ber'
tbat sbe caDIIDt baatIe. [1 "ve become] Pft*Ctive ad&Iso maybe DOt as boaest as 1 used ta be. 1
migbt be a liuJe more caœtùl in wbat 1 say ta bec. tryiDg DOt to hurt bec feeliDgs. 1 am DOt
disbooest widl ber' but 1 might besirate ta say IIOIDdhjng 01' maybe DOt say SOIIIelbiDg as quictly.
It is to proteet ber feelings. In a way 1 feeI tbat 1 bave Ille same protective positiOll as wbea sile
wu IiUle. 1 feel lite 1 am DOt tUiDg care of ber. Lets face il. sile is takiDg çue of benelf aad
doing it very weil but 1 JDe88 1 expcded a diffenat reJationship at dUs poiDt.. 1 OIIIy bave ODe

daughter aad il wou1d be Dice ta take die day offad go lIboppiag.

Parents found the redefinition of tbeir roles and leaming bow to œspond to tbeir ill

adult children profoundly disorienting. Neitber previous parental roles nar expected

relatiœs witb tbeir adult children seemed to provide satisfadory guides. Most are still

struggling 10 find a sure course to deal witb tbeir i1I cbildren. Tbeir sense of disorientatioo

emerged Dot only from changes in relations, but aIso from watebing the cbanging social

identity of theircbüdren as tbey reueated froID normative social engagements and personal
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acbievements. Parents' distœss at seeing tbis type of change seemed the most profound of

all significant otbers. Parents' concems about fi adult cbildœn DOt fbJfiJUng dleir~

have been attributed tg cultural expectations of acbievement (Horwitz and Reinbard 1995)

and fears of downward social mobility (Gubman 1985 cited in Gubman and Tessier

1987:237).

To dea1 with what tbey imagined weœ tbe long term social implications of tbeir

children's illness, and cbanges tbat tbey did not understand, SOlDe parents tumed to tbeir

faith oradopœd a pbilosopbical stance. Otbers enteœd tberapy. SolDe cried wben tbey weœ

alone. A few tried support groups. and although they found it useful tg know tbat tbeir

child was not alone. and tbat symptom unpœdic1ability was the norm, nœe attended moœ

tban one session. Tbese groups cateœd 10 suffetas and their spouses. They did not have

other parents.

Many parents of sufferers experienced depœssiOll, emotional pain, frustration and

helplessness. The ümits of tbeir protection and belp wu made vezy clear by the

intraetability of the illness. Tbeir emotional burden seemed to be the Most umemitting of ail

significant others. As a group, they were also the ones who most fœquendy mentioned that

they were coping alone witb the illness. They bad no refeœnce group of other parents of

CFS sufferers and IlOt ail faced the illness witb the support ofa partner. In sorne cases they

faœd rebulœs from otber family members for their support of suffetas. Still., tbey

continued to provide instrumental and emotiooal support., made or COIltemplated long tenn

financial provisions when they could., and tried 10 discuss reintegration into society widl

their children. Gubman and Tessier (1987) bave suggested that parents may find it more

difficult tban otber relatives ta tope widl m adult cbildren because they may be less wilJing

than a sibling or spouse to leave the situation.
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lfflinr Go and Prescryjnl Pn;:jllness InpofPan;nts: The Effect CIl AduIt Cbildn;n

If we sbift DOW to tbe perspective of adult cbüdœn of suffaers, the same

preoccupatiOll with social identities emerged Tbese people were adolescents al the âme

tbeir parents became ill. They remembeœd tbeir parents as competent, accomplisbed and

'taIœ charge' penons. They wanted to preserve tbat social identity. They beüeved that an ill

parent couId maintain a positive social identity, by fasbioning a œw satisfactory Iife around

the illness' limitations.

Sile is moœ irritable and it's 1IIIders1alldable. Ofcoune the bnIIIt of it COIœ8 dowa011 [the family].
Thal's the oeptive aspect. The positive aspect is dIat sile is able do tbiDp that sbe œvec bail die
oppurtuoity tG do ifsile !lad coalimled workiD,_. Sile Ja.JDCbed beneIf iD .....y more pmjecls. fD
mate ber self-wortb. ta feel well. 1 tbiIIt Ibat belps ber' """""IIy, iD dea1iag wiIh it. Bec2use sIIe's
able to do lbiDp tbat give ber value...We Me OUI' lIIDdIer a lot IDDR ad SODMItÏIIIN lbat's good.
sometimes tbal's t.L Ifsile's bavÎIl, a bad day. it's preUy UIDOyiDg. But wbea sIIe's having a aood
day, sbe's a lot offim. we play cards. JO out tG luacb._We Id tG see ber a lot more.

But an ill parent's social identity could be dinrinjslw1 by dependeDcy or embracing the sick

role.

1 always felt tbal Ile wu looltiq for someooe ta coafirm Ibis (CFS] someoae ta say -yes you
bave Ibis, aud YOU will DOt he able CO do Ibis-. iDsœad of sayiDJ -1 am DOt pleued witb tbis. 1 do
DOt wmt ta live lite Ibis-. <k eveo acc:epIiDa die &ct tbal if 1 bave~ 1 CaD oaIy he Klive for
four houn. Thea fiDe. [ will do my four' hours. 1 fouad Ile let the diseue rate CODII'OI of hiJD.
instead ofbim takiDg control of the di_se _.5omB dIiDp were bud for me fi) acœpt. He wu •
YOUIlIman widl bis life ahead ofbim. And tbae wu die fact Ibat Ile œeded ta be surrouDded by
people a11 the lime because bis làds did DOt tab bim 1IIIder tbeil' winge They were tbae ta support
him but OB an iüdepeDdeat buis lib belpinl mm move, set up aputmenlli. tbinp like abat. He
wanted someoae CO lIIke <:are of him ad be lbeIe 24 bours a day. l'bat wu my ÎDIpI'eSSÎOIl ad 1
was DOt loinl to be part of abat.

In the eyes of adult cbildren of sufferers, ill parents' social identities could be affinned or

eroded depending on how they coped wim CFS. And 10 some extent aduIt cbildren's

perceptions shaped the quality of tbeirœlatïooshïp wim an ill parent.

Defendinr Sufferm fmm Social Stiema

The above analysis shows significant otbers' awaJeDess of changes in suffeœrs'

social identities that came with seveœd occupational ties, shrinking referenœ groups , and

marginali7ed family roles. Where significant others had once seen considerable poIeIltial•
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high motivation and overcommitment; tbey DOW saw insecurity, bligbted poten~ and

~stance ta social integlation. Wbile they had once portrayed suffaas as vibrant,

energetic, friendly and outgoing; tbey DOW described them as witbdrawn, bandicapped,

dependent, limited. and in need ofprotection. 1bis was me pcrtrait tbat Ibe closest, even if

sometimes ambivalent, significant otbers drew of sufferas after mOlltbs and years of CFS.

But they knew tbat some observers including otber family members, neigbbors, and

doctors, saw sufferen more cynically as Jazy malingerers.

y 011 may he micaing a point hecause eadl persœl iD our fimIily bu raded diftènmtly. Maay ofdle
odJs' meœben in die fAmily bave daùed it for Ibeir 0WIl œuoaa ad ltilL evm aftIor 4 yean "..
he will tell a brodIer or 5Îster that he is DOt feeliDa weU. tbe lIlKtiœ is -oh wbal's WI'OIII. bow
come'r....w... tbey look at bim. dley look at • bil ........ who oace in • wbile cm 10 out ad
nID 4 or S miles...He aJways rates are of bïmself. he is weU poomed ... 50 OIL 1bey sec •
superficial sicleof~ wbich leads tbeDl tg believe tbat Ile is 01{ ad Ibat mayhe he is fakiDg il.

It is a very difficult tbing lJeçause for eumple. my Deilhbon say he looks weB. ad Ile does DOW

but he just caIIDDt do eatain thiDp...PeopIe lave said: - Maybe Ile sboaId just get in tbere lIId
wOlk. Everybody .. tiJed-. 1 say -1 cIœ't Iœow. it is ...... ra me. 1 can't UDdeastaDd il. it is
beyoad IllY compœbalsioa-. He seeIIII 01{. yet Ile is DOt OK. UDtil you waIk a mile in MIIDOODC
else's sboes. you will œver Iœow.&~ abat ... people cio DOt accept [tbat]. l'bey .y Ile Î8
Iazy ad does DOt waat ra wort. whicb is DOt (bis] style••••

One dilemma tbat many friends and relatives faœd was tbat, ta a point, tbey

understood why others hold a negative image of suffaets. They knew that the ill person

often loolœdw~ seemed to selectively engage in leisure over work pursuits, 'played up'

the illness, or maskM how they weœ truly feeling.

Wben you.e sicle. you are at home in bed aud ruDIIÏIII • fever, but he is downlOWll. goiDl out
w1th frieads in che eveaiDg....I am DOt sayiDg tbat he sbouId 10 arouDd Iryiq ra appear sick:. But
sometimes. 1 kDow bow pating it is wbea SOIIIebody see... ra he baviDe • good time witbout
doiDg tbiDgs, wbal you are wortiDa yoar Iail of[ [ kDow bow 1would he if1 weœ still wortiag 8
ID 10 bours • clay ad 1 saw 5Omebody .....tering in md out. 1 wouId bave ...t ctifficulty Viith
tbat.

Wbaleverpeople ut bow sbe is, sile "ways says -[ am fiDe-. Sbe looks fille aDd sile is briBbt
eyed. 1 dünk sile eDCOIJI'8ItlS the cIoabt Ibat people bave by ber respoases. 1 lhiDk sile sbouId !Je
more hoaest wi1h tbem about bow sile reaIly feela and Ibm people will bow bow mach sile ....
ta prepare for a ccmin sociaiactivity. Ifwe 10 tg. party or • dmœ, sile bas ra spead 2 or 3 boan
in bed befcre we 10 out. The aext clay sbe..._ extra few boum iD bed because sile will Iry ID
recuperate. Thal is the side tbat they doIl't kDow and 1 tbiDk sile sbouId let people know.

In effect, friends and relatives weœ saying tbat Suffeaei5 olten contributed to Ibe negative

image that others hold of tbem berallse of their appearance, behavi~ and ritual
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expressions of social niœties. Unders1anding tbese reactions did not make tbem easier 10

accepta To counter tbese assertions, friends and relatives often bad fi) faIl bacton wbat tbey

knew of the suffeœr's cbaracter, their own civility and the perspective tbat widl 50 IiUle

known about the j]]neu, judgments were at best premature, al worst insensitive.

Sometimes tbey avoided people who inquiœd about the suffeœr, IlOt outof concem, but as

an opening 10 deliver pejorative comments. Wben they could DOt avoid bearing disaecüting

statements about suffeIers, friends and relatives were tbrust ioto a butTer role. Sometimes

this meant keeping the peaœ between œsentful sibliDgs for' example, sometimes it meant

strains or ruptures in relations witb otbers.

It bas been a sourœ ofpat teDIÎOIl fol' him. .ad for .. lJeçatJ8e in ... caca 1 bave bad ta
slaDd op for bim with family membas. 1 actua1ly waIbd out iD dispst from a family
ptberiDg because ofdie types of taebOllll he received from bis siblillp. They are complerely
in the duk ages about tbe illness•

...we bad a huse figbt wbere 1just barst iDto tain ..ad raD from. the room. 1bac is DOt 1ike me
at ail. 1bave DOt spokeo ta my sisœr iD law siDce tbeD aDd dJat wu S YeIU'S aga. It wu v«y
painful fol' my busbad lJecmse ilwu bis YOUIIIW sister. It wu a ....jor family rupture wbicb.
it is vecy cie. ta me, wu baed OB how mpy 1 WIIS witb them fol' refilsia, ra lICc;ept [bis)
illness•

For their pains tbey were often branded with a courtesy stigma (Goffman 1963), tbat il,

they tao were petœived negatively because of tbeir alliance widl the sufferer. Cariog for a

family member with a sociaIly stigmatized condition magnifies the burden of caregiving

(Horwitz and Reinbard 1995).

Relatives weœ particularly critical of doctors who reacted negatively to suffdetS.

One persan recalled telling a doctor about bis sister's CFS. "The doctor tumed and rolled

his eyes and that really pissed me off. 1bat type of attitude is her worst enemy". But the

most bruising encounter witb doctors was recounted by a motber whose son was given a

psychiatrie label foUowing an incident in which sile bad insisted on baving him tested for

rbeumatic fever. Sbe believed that the psycbiattic label was the answer to ber challenge to

the bureaucracy. Neither mother nar son were informed of tbe label, but it was

communicated to her son's general practitioner and, as a resul~ to ail subsequent refenals.

Sile œcalled a particularly offensive consultation:
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He (soo] wu 50 mpy widldlis fema1c docror. 1 Ibiak it wu œa11y aood for' bim wbaa ODe day Ile
said ID me -If1couId. 1 wouId tiU ber-• bec:eme he sot die feeliq out Ibat Ile Md. But il wu 80

stroDg for him. Hc's aeYer. ever said mytbiDg lib tbat before-_

Almost two years after the incident ber anger was palpable as me continued:

•.••dIe very bardeBt dUDg b us bas becD die medica1 comnwmity_.you _1 tbat you're beiDI
piDpoiDted. beiDlleft out iD the clark. beiDl pipœboled YooD IOÏDI whrn you dIiDt yooD
geuiDg help ad iDItead you're reaIly put iD • tilde baiead toId -crazy you-.

Significant otbers were aU too aware tbat in SOlDe quarters sufferers' social identities weœ

being tainted It WU no wonder tbey were concerned mat suffeœrs might bave difficulty

reintegrating socially if Ibeir bistory of CFS was known.

The ïnlegratioD wilbiD society, coacerD5 die. 1do DOt Cee! dlat it is a coadiliolllbat is accepœd. It
is a diagDosis tbat if you beüevc iD il. dIea you pt the support. Ifyou do DOt, psycbialriç
problems are DOt -.:œpted iD society, but tbey .-e more 50 KcepIed Ibm lIC)!NIhiDg dIat is new ad
bas a psyçbialridpsycbolOlic:a1 ooDlp • .....L That bodIers me witb. aepads ta bis iDtepaliOll widIÏIl
society. 1 fiDd bim very open abœt il ad DOt as cIiIaeet as Ile lboaJd be at tïmes.••• IfIle is iD die
middle ofa crowd. he sbouId DOt be ache"" ofil, but Ile bas • J.ck ofcliscreciOll at tilDes. It
seems ID me tbat he will he judaed a lot, wbic:h will iDterfa'e widl bis ability ID iDlepale~If
wiIbiD society•

But even Ioving and sympatbetic friends and relatives were IlOt immune 10 slipping

in and out ofcbaracterizing sufferers in ways tbat were sometimes stigmatizing. In the end,

friends and relatives knew that tbeir own recognition of the iIlness and defense ofsufferers'

daims was an aet of faith. As one parent put it: "Some days you see bim functioning

normally and you sbake your head and say '1 don't understand'. And 1 don'L 1 really

don't- but 1 bave to beüeve".

Sorne significant athers feaœd that sufferers would commit suicide. They bad

watehed sufferels become increasingly despondent and withdrawn alter months or yeus of

physical distress, uncertainty about resuming abandoned roIes, and strained relationsbips

with others. Some knew tbat sufferetS bad made severa! suicide attempts. Feus of

sufferers' suicide haWlted some relatives fOI' yems. Eventua1ly some felt sufficiendy

reassured that the sufferer would not commit suicide. But a few remai.ned wary.

SuicidaI wu ODe abat 1 Ihought about. 1 cbouIht dlat ODe day he wouId he 10 dep !II ~ di he
would jump or he would witbckaw bimseIf toIaIly and pt iDIo trouble. Beiaa çommitted ta •.
psychialriç unit wu anocber possibility. Should he be œmmitIled'? ABd tofal cIdtriomioo. ta a
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poial wbeœ dIeœ wouJd he lDIa1 wilbdlawal. Aad you wouId là die pbœe call1bat Ile !lad....
eJœCiated ad... ia bis apa1tIII:Dt. 1bat wu iUllned.'eIy .... [dM.....)•

1wu afnid tbat Ile wu JOÏDg 10 commit suicide. 1used ta come home from wœlt ad check: if
thae wu a lipt UDder bis docJI'. if 1 could .... him. He bpt bis dooI' cloled lIDd Ile still
does._11Iree yars iJlto bis iIJDess 1saicl tG bis brodIer_-1 am afiaid-. 1wiced Ibat far md Ile
sUd -[be) woaId lIII'ftI' do tbat-.I fta1ized Ibat1..... tG belicve dIû aad 1 reabed dIat he wu
rigbt. 50 1put tbat far out ofmy miDd. 1wu terrified ofIbat fur Ille &nt dne)'elll'S .·'IM il
wuso ....

...the lat tilDe 1t.d ta go tbe bospilal widl bim for a suicide anempt wu lut SI'..... Apia
he bad takeIljust fIIOIJp piUs to say '"bey 1am doiq tbis-. 1doIl't dIiDt it wu aeauiDe. But 1
dIiDIt dJat ifbe does il. tbeœ is • aood~ Ile will do it ..... ad dJat lCares me.

Even wben fears of suicide subsi~most friends and relatives œmained conœmed about

sufferers' mental bealtb.

1dlinIt dae peatest COIICCI1l wu ber beiDg iD despair...ofteD l've sem ber' cryiaa becaase sbe tbiDb
that .'s JOÏDI ta say lib Ibis aU ber Iife. [saYÏDl) -1 used ta he • DOIIII&1 persoa.-I usecl 10
work aud lave a social 1ife....DOW 1 lave ta live with siclœelB.•Jt lDI.kes tbiap difficult ...
differml-...the first cbiDg [wu] IlyÏDg ID lIIIkc bm1lDdasta:Dd cbat evea iflbere are restrictioas. 11er
life is ootover. 1bere's somelhiDg else ID it..

These conœms decreased as the length of remissions inereased. In more difficult times,

friends and relalives tried to be present, watebful and solicitous. They tried ta boost

suffetets' morale by painting out accompüsbments and expœssing confidence tbat things

would improve. But their natratives cœveyed bow frightening and difficult it was for tbem

to wateh the sufferers' emotional dïstress. Severa! reported being psychologically affected

by sufferers' moods. And, tbey noted that their own ability to cape and support the sufferer

depended on other concuuent stresses in tbeir lives.

Friends and relatives faced the day to clay vagaries of CFS in tandem witb

suffetets. Most have seen improvement in the sufferer's condition over time, but they have

leamt that it is an illusion to view periods of respite as a cure. The long term implications

for themselves and the ill penon œmain a troubHng emotional burden. Sorne significant

athers have also been deeply affected by negaô.ve œactioos aimed al the il1 penon. They

have found little to guide them through the uncharted tenitory of being close ta someooe

with a strange and suspect illness. Where tbey saw suffering and undesired changes, others

saw weakness and dissembling. They bave tried to extend emotional and instnuneDlal

support within the limits of tbeir own personal situations and wbat the sufferec would
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allow. At the same time, many needed support themselves to œaI with bewüdering changes

inlotheir roles and relationsbips witb the i1l person and with changes in suifenn tbemselves.

These experiences brougbt about a sense of disorientatiOD, feelings of los$, frustration.

anger, worry and sadness. Family members grieved for wbat wu, wbat sbould be and

what migbt bave been. Over time, tbey bave reoriented tbeir œlalionsbip with sutTerers by

taking tbeir eues from the ill penon and byevaluating bis or ber pauems of bebavior. They

have leamt ta mute enthusias~ trade spontaneity for more deliberate pJanning, change tbeir

own aetivity pattemsand assume new respoosibilities. Altbough tbey tty~ they Jmow

tbat al a given time mey may not always respond in ways !batare best for suffeœrs because

there could be a lag between their own and sufrerers' peaœptions and evaluations.

SIllIUII3Q' and CODÇlusions

Friends and relatives of sufferers measuœd the course of CFS by both biological

and social parameters. The Most critical biological elements were the onset, severity,

duratio~cause and unpredietability of symptoms. Signifiant social elements included die

long process of defining the situati~ watebing the illness ravage sufferers' social

identiti~ and adjusting ID the implications ofbeing close ta a CFS suiferer.

Significant others' initial and subsequent definitions of sufferers' problems were

shaped by general ideas of wbat coostitutes illness and by their positions as "wise"

persans. Dlness bas a "look", "symptoms", "cause", and associated "bebaviors" tbat

friends and family searcbed for, even tbough tbese elements may oot bave been present

unambiguously in CFS. Initially, they drew on their knowIedge of sufferers' Medical and

psychosocial histories ID decide wbether suffeœrs weœ sick or under severe stress. This

finding is in line with Baumann and ooUeagues (1989) who suggest that lay people use

heuristics involving heaIth relevant and contextual cues ID diffeœntiate between illness and

stress. Subsequendy, some significant others dœw on knowledge of sufferers' pre-illness

personalities to RHMIluate persistent symptoms, subtle body language, and changes in
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function as signs of ilIness. Most could do 50 because most bad a sbaœd personal history

with suffetas tbat pœdatrd the illness. Healtb professionals in close contact with

stigmatized suffaas may also occupy tbe position of -wise • penons (Goffman 1963).

But even if physicians knew suffeJas befce tbey developed CFS, tbeir contact wu

usuallyepisodic and circumscribed; tbeir knowledge of sufferers wu pieœd togetber in a

professional relationsbip ratber tban grounded in day 10 day living. But die social location

of friends and family ofCFS suiferas allowed access 10 qualitatively diffeœnt information

fmm matwbich wu avaiJable to tœating professionals

Significant omers' definitions of CFS exposed a range of mainstream and more

peripberal cultural expIanatiœs of illness tbat may be drawn on to unders1and a condition

that does not neatly fit existing biomecficaJ caregories. Tbeir attributions included such

currently popular ideas as sick building syndrome. radon gas, and immune dysfunction, as

weil as the more traditional causes- viruses, depiession. and stress. With the Jack of

medical consensus about CFS, friends and relatives selected from compelÏJlg hypotheses to

continn their own views of the iJJness On tbis point they were similar 10 doctors and

ïnsurers. The inclusion of chi disease and damage 10 the etberic body as explanations of

CFS indicates the incursions of Eastern, or as SOlDe say, New Age ideas into the social

discourse on illness. Such ideas extend the specttum of friend.~' and relatives' explanations

beyond those of doctors and insuœrs. The instability of attributions reflected a search for

cause thal made sense, 50 tbat friends and family could assign responsibility, bring closure,

decide on the illness' legitimacy, and direct their expectations and bebaviors.

The significance of definitions lies in tI1eir social implications. Believing tbat

sufferers bad a legitimate illness, whether physical or psychologica4 allowed many friends

and relatives 10 provide support and grant exemptions from mies and responsibilities.

Similarly, believing tbat suftètas weœ malingering or c1aiming iJJuess for secondary gains

brought resenbDent, strains and distaneing to the œlationship. Believing tbat the illness wu

chronic had further social implications. It bmught disruptiODS and strains 10 the lives of
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friends and relatives many of wbom gave op social mIes, adapted their daily living

activities around the suffeœr, and res1ricted tbeir social life. Some took on advocacy mies

and intensified surveillance for furtber problems tbat Ranelli and Hansen (1995) desaibed

in a different context of caœgiving. As a œsult of watcbing unexpected and undesired

changes in their loved ODeS, severa! significant otbers bore a bravy emotiooal burden. They

clearly illusttated the burden tbat may accrue from oetwork events (Kessler and McLeod

1984), that is, the emotional costs of caring about what bappens to people in one's social

network.

Over time, the bardsbips ofcbrooic illness or incapacity may result in rejecting and

avoiding suffeœrs wbo expect or demand too much (Fœidson 1970; Jones et al. 1984;

Scott 1970; Goffman 1963). But in tbis sample, no signiticant otbers rejected the sufferer

outright. Rather, they negotiated an ongoing relationsbip by acœpting wbat tbey did DOt

understand, by trying to understand, if not excu~ the suffeœr's cootinued occupancy in

the sick role, or by deciding tbat any advantage of the sicle IOle was more tban offset by the

disadvantages. lbese efforts and peiSpa.,'1ives belped ta defuse œsentment or envy of the

sufferer's sick role exemptions.

Most of these family and friends conœaled the toU on tbemselves from suffeœrs,

provided prëlCtical and emotiooal support, defended suffeœrs against pejorative labeling and

assumed responsibility for maintaioiog relations with the suffeœr. Ta bridge distances

between themselves and suffeœrs, significant others Iried discussion, deferred to the ill

persan, and sometimes undertook extensive œseareh to gain a better understanding of CFS

and its implications. Otbers drew boundaries to deman:ate the extent and nature of the

burden that tbey were willing to assume. Witbout such boundaries, significant others might

weil have become "bidden patients" (Haug 1993), or experienced a sense of role captivity

(Anesbensel et al. 1993). Tbese boundaries likely pmteeted significant others and the

relationship wim sufœlers•
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The responses of significant otbers show tbat burdens do DOt necessarily lead to

safeguarding the bealdl of the suffeœr and the œlationship widl them. The impact of CFS

OD the lifeworld of significant otbers. meant notoo1y burden but a beightened awaœœss of

the value of the suifera'. 1bis valuing, expœssed tbrough the considerable practical

assistanœ and inreapretïve work of significant otbers, offsets tendencies to œject suff~s

when the soun:e, duratioo and severity of distœss and disability were in doubt. To

significant otbers the meanings of CFS as disability, butden, stigma. and in tbis case

legitimate illness as wen. weœ linJœd in complex ways.
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CHAPI'ER6

SUFFERERS' EXPERIENCES: SnOMA
IN THE SFARCH FOR VALIDATION

Previous chapters have pœsented doctorsf ÏDSurers f and significant otbers'

perspectives on CFS and tbeir expeaienœs widl suffdetL This chapter focuses on

sufferers' search for legitimation of their distœss from the medical and disability

compensation systems" and from meir social networlc. Wben sufferers first became ill., they

expected a clear, treatable diagnosis, sbort-term disability compensation, and unders1anding

from family and friencls. They bad no œason 10 believe tbat tbey would be blamed for tbeir

illness or denied exemption from tbeir usual mies. They had no way of knowing tbat tbeir

search for relief from suffering wood become a fight for œcognition of their distœss and

its label. Or that 10 the extent that they found reoognition" it would prove neither universal

nor neœssarily stable.

1 begin with sufferers' encounters witb physicians altbougb bath tbeoretic:al

(Freidson 1970) and empiricalliterature (LibnaD and Venters 1979; Ross et al 1990; Schor

et al 1987) suggest that when people are trying ta determine whether they are ill, tbey often

consult family first. If this was true of CFS sufferers in this study, none mentioned il.

Rather, they plaœd pltysicians in a pivotai role. Perhaps this was a function of the

rettospective nature of their accounts. Perbaps it was an acknowledgment of physicians'

impact on their own and others' conceptions ofand reactions to CFS.
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The Search for Medical Legitimation

Sufferers' experienœs wim physicians can be divided into a prediagnostic and a

post diagnostic phase. During the prediagnostic phase, suffaers consulted mainstœam

general practitioners and were sometimes obliged to see company doctors. In the post

diagnostic phase, many broadened their help seeking to include altemative practitioners.

The main purpose of belp seeking in ~h phase was symptom relief: But in each phase,

sorne sufferas found they also had to defend themselves from doctorst stigmatizjng

reactions. This sectiœ shows that bod1 symptom experiences and negative reactions fmm

doctors contributed ta the extensive belp seeking tbat bas eamed CFS sufferas the label of

"doctor shOppers".

Help SeeJçjD& in the Prwtjagnmtje Phase

SuffelelS' initial encounters with doctors began like many ordinary consultatiœs

for minor illnesses. They were looking for a diagnosis and treatment of distressi.ng

symptoms. A small minority went direcdy 10 hospital emergency rooms because of

alarming symptoms such as blindness or diffuse, wracking pain. But in most cases,

sufferers were experiencing persistent or severe 'tIu lilœ symptoms. The majority were

diagnosed with an infectious illness and treated accordingly. The remaining cases were

normalized by attnbuting symptoms to cuneot stresses such as overwork. At this point,

bath doctors and suffeters agreed on the source of symptoms and expected an early

resolutioo. And sufferers readily obtained medica1 certificates for work or schoal absences.

Instead of abating as expected, symptoms persisted or recurred. And a pattern of

frequent visits 10 docton saon developed.

1starœd feeling lite 1bad just nm a maratboa.•• Tremeadous fatigue aad emaustico wbich did DOt
go away widl rest. even proIoaged test. aad pbysiçal collapse. 1 ...... very busy scbedule, 1 wu
doing 2 jobs..• ( ... had 1 or 2 bouts witb fatigue in Ille previous year.••then. 1 kept geUing cold
aita' cold after' coId. gcUiDg cbe8e dowD periods lIJOœ aad mcre often.•.I fouDd myself goiDg to die
doctor more aad more ofteIL... Ulltil towuds the eod of Ibe foUOWÜJI yeu••ohe caJJed me in. He
said -look. you are comiDg far too oftell witb complaints of colds aad sîclœess, Your' periods of
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beiDg bealthy betweeD œIds are .UiDg sborterad sborW.1 tbiak tbeœ is a œal UDdedyiag ca.
tbat we shoaId look ÏDIO. Would you Ile wiIIiDa ID 10 to a specWi.It?-. That is bow 1 Ft
slUted...He lOOk out my medical file aad il wu obvious tbat IIOIIJdhj,,& wu DOt riPt.

[ weot 10 die doctor because of.. DUlln. a sore tbroat aad li............ -he couId DOt fiad
mything WIOIII widl me. 50 1 tried ID bcp wodtiq l'hat \VIS ÏIl November' 1986. At CbrisImas
1986. il mime very bmL 1wu lakiDg a lot of lime offwoŒ. 'lbae 1Wft-, symptoma; few:n.
djzziness. a lot ofnausea. ......malaise, fed.ÎIII very lick. It wu a big problem "eca". lIDw do
you describe tbat to a doctor. wbm you jIst tèel sick ail overl At tilDes it wu 10 ÏDIeDIe 1 woa1cl
tbiDk :ïust pt me to a boIpïtal "ecause SQl!M'fbin. i& vecy wroag'. But 1 lœpt IOÏDI '-ct 10 tbe
doctoraad Ile keIJt tcIliDg me 1wu fille. It did œt mate seille ID me at tbat lime hecau· 1 œil 10
SicL That is wbeD die Dilfatmaœ hepa.

Despite increased medical consultation. suffelas did not improve. Atœmpts to œsume or

maintain œguJar occupational schr4ules MIe not sucœssfuL They Dœded additional

medical certifieates 10 exœnd work or scbool absences or ta justify a reduœd work load.

At this point. sufferers' experiences with doctors diverged into two distinct

patterns. In the first, suffeœrs continued to œceive medical certificates and œmained in die

prëlCticc of their regular doctors. When they larec became famjliar with the difficult

trajectory of some of their fellow sufferers, many members of this group referred 10

themselves as "one of the lucky ones". Woodward (1993) aIso identified a group of "lucky

sufferers" in her Austtalian sample. Those suffeœrs received an early diagnosis of CFS

and were spared sorne of the problems of being disbelieved. In a second pattern, a

substantial minority of sufferers were œfused further medical certificates and Ieft the

practicc of their reguJar doctors. They men embarlœd on a path of extensive belp seeking

during which they were often labeled "Jazy or crazy". Such negative responses often

stimulated sufferers to find doctors who would not only believe them but who would aise>

offer them an acceptable diagnosis.

The "Lucky" Sufferen

"Lucky" sufferers bad their symptoms explained in one of three ways. Some were

told they had a clcm infectious illness complete with CŒloborating pbysical evidence.

Otbers reœived a provisional diagnosis because their case was coosidered somewbat

unusual. These sufferers weœ often referœd for consultations which failed to cIarify the
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diagnosis. The remaining suiferas were diagnosed with a œactive depœssion which was

thought ta result from a reœnt physical injury or social stresses. Most sufferers acœpted

these explaDations becallse they fit with circllmstanœs preœ.ding the jJJness.

But some did Dot agree that deptession could explain tbeir symptOllls. They

discounted that bypotbesis because they felt mey bad no reason to be depœssed or because

their ClIJ'IeIlt symptoms did not matcb common prototypes of depœssion. Sorne submitted

to mental health euminatiœs to assuœ themselves, or insurance companies. tbat they were

not depressed. 1bese suffeœrs weœ particularly satisfied if it wu officially confirmed mat

depression did not convincingly explain tbeir symptoms.

The lIaditioaal dodDn a1ways like ta sead you off ID die psyehialrisls. 1 saw a few psychialrisls
but they coukl DOt fiDd anydUDg wroag with me. They Yid it wu DOt iD Ibcir field aad ( felt tbat
way myself. You know younelf tbat you are sick pbysica1ly.

ADj 1beD of coune seeiq ail kiDds of docIors. dley weœ leaDiDg CO dcpres&ioD and 1 wouldll't
believe il. At tbat poiDt my mmiage wu sIrODg.1 Md a rai peacefill Iife .....'If! of my
re1alinnsbip widl God. 1k:Dew 1 wuo't cIep d No oœ coukl coaviDce me of il. But after tbis
beiDg repeated several t:imes. 1thoaIht let me Bee a psycJloiolist. 1weDt to see a p8JChologist md
he rold me abat 1WUIl't depre seri It WMIl't becatlSC ofmas. becauae ofdie10y 1bmdIe thiDp. 1
thiDk [I saw him] for a period ofeight weeks ad he saw DO œuOD CO cootiDue.

Although they had DO definite physicalexplanation, tbese suffeiClS had it on good autbority

that their problem was DOt mental or emotional.

The Jack ofa definite diagnosis could have prodded "lucky" sufferers ta seek other

doctors. But their regujar doctors gave them sometbing that, in œtrospect, may bave been

as valuable as a diagnosis: these doctors believed that sufferers were sick. And they weœ

committed 10 diagnosing and managing the jUness

1bave a lot of coofideoce in him. 1 am very comfortable with him.. We did Dot kDow wbat wu
wroag with me aDd one IIIODIÏDI he calIed me. He bad beea jouing aod he said "1 just œaIized
wbat is wrœg with you. you do DOt bave enough sodimn in your blood-1• He wu trying ta fiDd
out wbat wu wroDI wilh me.•.He did work bard 011 me.

l Low sodium or byponatremia would have been discovered on the most basic 0 f
blood tests early on in any investigation. The point is not tut the doctor was
negligent or that the sufferer did Dot comprehend the possible significance of
this information. Rather. it shows a doctor sufficiently committed ta a case.
that he thinks of it conciously or not. while out jogJÏDg. Telling the patient
this anecdote contributed to ber perception of the doctor as cariDg.
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This type ofvalidation allowed suffeœrs to maintain tbeir sense of integrity. But it did not

rel1eve Ibeir symptoms.

Lackof effective treatment could have been another stimulus for "luckyR suffeœrs

to seek the services of other doctors. But these suiferas did not believe another doctor

would provide better cale and saw no reason to move 00. As a œsult, tbey went through a

relatively quiesœnt period with regards to help seeking Wltil they, or tbeir doctors, heard of

CFS and reconsideœd the case in light of tbis information. The lime between the first

symptoms and the diagnosis of CFS Iasted from a few mooths, especiaJly aCter the Iate

19805, to nineœen years according to one account.

The Di$Ç!Mited SuffCIeJ S.

In contrast with the relatively umemarkable relationship wim doctors descnbed

above, omer suffaas who continued ID request Medical certificates were met with

grudging agreement or bluntly told that they were sbirlœrs. This type of reaction prompted

one sufferer ta conclude tbat the medical establishment toms œ patients who do not gel

beuer.

1 started coming down with wbat loobd Iike the Ou with ear infectioas. sinusitis UJd tbroat
infectioa.•.I wu feeliDg increasingly beiDg tmable to waJk. 1 wu haWlg sweats and chills. 1be
first course ofanlibiotics which he gave me did nodIiDg 50 he put me on • secoDd course. (t got to
the point where 1 wu UDable to get up and tbat's how 1 stopped going to work. Not dlal ( wu
paralyzed. but my body just couJd DOt move. And wben 1 tolel him tbat. he said it wu in my head.
tbat d1ere wu nodJing wroag widl me and tbat tbeœ wu DO reasoo why 1sbouldo't he going in ta
work. At tbis point. my busbad wu coming wilh me because ( could buely waJk. Ile luId to balf
cany me up the sIairs. ABd this doctor kept on saying tbat il wu in my bead.

My OP al the tilDe wu DOt supportive at aD. WbeD 1 tried to œlUm [ta work) for. wbile ·1 wu
off for' two weeb. 1bad caught. viJus- rd œtDm aad 1 would lœep baving to leave work balfway
tbrough the day. Whea 1toId ber dlat 1 dida't thiDk 1couId wodt a full clay. &he reluetandy gave me
a note saying that 1 couId work baIf lime for a moatb. Sbe sUl -Now 1 want ta see you more
oftm-. It wu sort of1CcusaIOry.

Many felt bitter and betrayed by such negative reactions particularly if tbeirs had been a

long standing doctor-patient relationship. They bad neither bargained for a prolonged

illness nor having their character impugned. They could IlOt accept being tald that: there

was "nothing wrongR
, they were "malingering", or they had minor infectious il1nesses
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wbile their symptoms weœ worsening. They œsponded by leaving the practice of tbeir

reguJar doctors and tumed to tbeir social networks for belp in finding new general

practitiODers.

Once they found new doctors. many sufferers fOlDld that previous tests weœ

repeated and sometimes new tests were added Suffeœrs were tested for a range of

infectious illnesses including Epstein Barr virus (EBV), hepltitis, Coxsackie virus, AIDS

and tuberculosis; endocrine diSŒders such as diabete4; and hypothyroidism; environmental

toxicity; and Dm infectious immune disœ:del's Most notably cancer and lupus

erythematosus. A few underwent spinal taps, sleep studies, and imaging procedures such

as MRI and SPEer scans. Severa! were referred to specialists in the areas of neurology,

infectious diseases, immunology, psychiatry, rbeumatology, endocrinology, and

gastroenterology. For the first time, botb doctors and sufferer5 began to consider the

possibility ofüfe tbœaœning illnesses such as canceror AlOS.

More often than not, test results were negative, non specifie or of unœrtain clinical

significanœ. Ifabnonnalities were found, doctors could Dot specify the links between tbese

findings and sufferers' symptoms. Sufferers were told tbere was nolbing wrong. Tbey

variously interpreted "notbïng wronglf ta Mean that specialists had found no abnonnalities

in the body systems they had investigated; tbat doctors were trying ta reassure them tbere

was no cause for conœm; and that doctors thought they were malingering or

psychologically disturbed. While they could accept specialists' reports, tbey were not

reassured by weil meaning doctors who suggested there was no cause for concern. The

insistent distress of symptoms. and increasing inability to perfonn basic self care functions

told them otherwise. Moœover, sufferers were often ebagrined to discover how Iitde

significanœ was accorded to abnonnal laboratory findings. Without a background of

medical knowledge and cünical experience ta put such findings in perspective, many clung

10 abnormal finelings as evidence of ilIness.
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When sDffetas intapteted "notbing wrong" ID mean tbat tbey weœ consideœd to

he maIingeren or psychologically disturbed, tbey fdt belittled and estranged from doctors.

The message was usuaIly unmistakable even wben leve1ed obliquely.

1was rold -Wbat you ueed is a aood mm in your Iife-. lWt ofdie iIIneIB tbouIh is dIat wbea you
reœive KW iDfonDaIioa. il may take 2 boœs for you to SOIt it OUL...Oace 1 toId a dœu -1 feel
lite dUs diIeaae is • cross between AlzheilDa's ami die VilIaae Idiot-••.maybe die OP lbiDb 1 am
ta blame if1dontt bave a mm in my Iife (laqbs)

1 saw someoae ...wbeD 1 Iost tell pouud&_. ad bId Ibe Ou &Dd sbe told me ta stop arryiD. a
pune. scop pickiq up my childreD ad tbeœ wu llOCbiD& wroaa. Whida wu reaIly coup. But
siDce tbeD Ive wom a bell wbich does in filet belp. rm Dot~ a pane, especiaIly wbcD yoa
bave -=hiq shoulders lDDIIt of die lime...But sile wu pretty bush. Sile wu Iooking· at -get on
widl tbiDp-

However, not ail sufferers who consulted new doctors were told tbeœ was nothing

wrong. Some were given physical or psychological diagnoses. Unlike "lucky' suffeœrs,

who were content with physical diagnoses even if they did not respOlld to tœatmen~ tbese

sufferen soon discarded such diagnoses if treatments weœ DOt effective. Many aIso

rejected a diagnosis ofdepressioo and moved on ID find otber doctors.

But sorne suffeœrs acœpted a diagnosis of depœssion. One ofthese related the oost

of this decision. After being repeatedl.y told that sile was depressed or faking, sile agreed to

psychotherapy. Gradually, she began to distrust ber perceptions and bodily experiences

and became increasingly unsure of herself. As ber sense of agencyw~ sile temporarily

stopped further belp seeking.

The other neumlogist said -if your brain scan is normal dontt come backlt
• The:n 1 weat ID a

psychiatrist. 1 sal there oace a moadl fOI' yean, going on about these symptoms••• toraIly
coo.vinced that 1am a basketeue bealuse 1 can't UDdersIaDd why 1 am slUIriDg my speech. why 1
caD't re8d a DeWs.-IJeI'. my COIlCeDlratioll slopped tbeIe.••.I weill ta visit my IIIDCbeI'meveryoae
tba:e couId see me geUing sicbr... 50 tbey seat me ta an intaDisL...1 tbouIht ttbis is my only
hope••••• He said • ..•Iheœ is ab&olUlely nodûng wmag with you". When 1 left bis office. tbat wu
the eud ofme and the eod ofmy self-esteem. SiDce he wu God. and Ood just laid me irs ail in my
head. 1 didn't kDow wbat ta do after lbaL Apin hllmili·ted ••The psycbiatrist kept saying he knew
tIleœ wu somedIÏDg wrœg. He waDIed me co 10 la a &ieDdof bis who wu a family pbysician. 1
said -1 can·t. l've giVeD up, 1 doo't Imow wbat's wroag and 1 just dal't wat ta go Ibrough tbat
embarrassmeat md bllmilj.tinn anymoœ.l've bad eoougb-.

But unJike "lucky" sufferers who stopped seeking help because they were cœrent with

their doctors, this sufferer stopped because sile felt beaten. Heraccount shows tbat in some
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cases a psycbological diagnosis may s~ ratber tban precipitate, belp seeking efforts•

Ware (1992) bas used the term delegitimation to descnbe the repeated discounting or

trivializatioo of illness experience. Pœvious research bas shown tbat CFS suffeœrs may

react to medical delegitimation by further beip seeking (Ware 1992), by passively acœpting

their doctors' definitions, or by figbting ta change doctors' attitudes and bebaviors

(Wheeler 1992). The disttust ofonels perceptions following delegitimating experiences bas

previously been noted among sufferers with othercontested illnesses including CFS (Ware

1992), cbronic facial pain (Lennon et al. 1989), and lepetitiOll sttain injury (Ewan et al.

1991; Reid et aI. 1991).

Some suffeters unwittingly acœpted diagnoses tbat have a strong, though not

transparent, psycbological connotatiOIL

Ibadan appointmellt with a specialist... He Iooked over evaytbiDc aod s.ïd l Md a fimctimal
i.lIness. At Ille tilDe l dida't quite uaderstand. l UDdascaDd DOW tbat it's .. he wu sayiDg tbat [ bad
an emotioaal iOaess. It wu a meatal iIIaess. Tbat's wbat 1 UDderstaDd tùDclioual to mea DOW. He
sUl 1bad fa1IeD between die cracks ofiDysicaI md ematioIIal mdhe described it tbrough the stress
1bad gODe tbrough md we Md moved. 1II.-lleft my job md slUfflib tbat.

Interestingly, the one psychological diagnosis tbat sorne sufferers seemed to willing ta

accept was that of anxiety. Perbaps they were more willing to admit ta anxiety because it

can he understood as a concomitant of the striving, competing, and acbieving that society

values, while depression may imply giving up, withdrawal and inability to cope.

Experiences wim Company Doctors

In the pre diagnostic phase, sorne "discredited" as weil as "lucky" suffeœrs had to

report to company doctors after missing more tban a certain number of work days. During

tbese encounters, some sufferers raised the possibility tbat their illness was work reJated.

In response, some company doctors ordered thorough investigatiœs for environmental

toxicity. Sufferers reported that tbese doctors continued to tœal them sympatbeticallyeven

if no toxic contamjnation was found.

1 would fiequeatly visit die doctŒ al wort. He told me -( am your doctor at wort. My lmÏD
purpose is to see [tbat] you gel beUer'._you bave ail kiDds of speciaJisIs but you ckD't bave
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anybody to œpIafe IDY medicatioa& ... YOU're ou. 11eO'-..«DtGd YOU fiDd. aood GP to do dIat·. 1
weat ta ODe GP .... SOIœOIIe teCOm ll""D\1cwJ Ile Ioobdal die catie .... Ile said ·Oh 1 t.Ie lbeIe
kiDds ofeues [JD!'!C&:ally uœaplaiDed sy )•• He bewaœd md bawedGd 1saicl '"1 cIoa't tbiIIk
you'le wbat 1 am 1ookiD, for·. 50 1 weill t.ck to [die c:ompay doctor) aad he .YS '"1 (taow) a
doca._(wbo) will aab Jour eue ad he'U SCUdy il Jive you a lot of lime, you WOIl'l be iD ad out
in five mjggtes·. So 1 set il up ad 1 reaIly like biDL

But otber sufferers found tbat their company doctors dismissed suggestions of a possible

toxie work envirœmenL Tbese doclOlS ignoœd requests to investi~suggested suiferas

were faking, and in one case even tbreatened to œœmmendjob termination.

WbeD 1 left WOIk tbey sem me ta a co....., doctor. 1hat wu Olle of tbe worsI experieaœs of m,
Iife. 1 tbiak 1wu tbere for cine bours beiq quatioaed....He didD't qœstioa you. he iDrampred
you. But dlat's wbat tbey are Ibm for....abmIurely, 1IIIdIr DO eita"'''. ca· he laid. He cid lKJt
believe mydIïDJ 1 said ad he did IlOt believe [ wu i1l 01' anytbiDg lib tbat. lbaefoœ. 1 wu tnd
and DOt lOin, fi) he paid an)'dIiDg. ADd 1 dIoupt dais wu UDbeüevabie. 1will DOt slaDd for Ibis.

SuffeIers whose compIaints of illness triggered investigations of the work envirooment

described themselves as good and loyal employees and gave concrete examples of how

they had improved tbeir company's pelformanœ. Tbose who were rebuffed aIso believed

tbat they were good worlœrs, but mey admitted to being openly critical of working

conditions. They bad no credits with their companies. In light of these differenœs in

sufferers' accounts, it seems reasonable to suggest tbat differences in company doctors'

reactions might bave been due ta sufferers' cooduct as employees ramer tban any Iack of

merit in questions about the source of their iIlness.

The prediagnostie phase ended when sufferers teœived a diagnosis of CFS or one

of its earlier labels- ehronie Epstein Barr virus (CEBV), myalgie enœpbalomyelitis (ME)

post infectious neuromyasthenia syndrome (pINS) or post viral fatigue syndrome (PVFS).

The partieular label depended on whether the diagnosis was given in the early or Iate 1980s

and after. But all these diagnoses were updated ta CFS by the early 1990s as both the

medical coDUDunity and sufferers became more aware of the condition. In severa!

instances, sufferers were diagnosed only after they had suggested CFS 10 doctors. 1bese

sufferers bad usually leamt of the cœdition through media reportS or people in their social

network. They felt an instant recognition when they heard its symptOms: "1 had eigbty

percent of the symptoms", "the diagnosis sounded right-, and "1 felt 1 was œading
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myself". Tbeir experienœs are in line widl die finding tbat lay people will more œadily

identify a particuIar illness if symptoms closely match commœ prototypes of that DJneu

(Bisbop and Converse 1986).

Once sufferas believed that tbey knew wbat wu wmng, tbey WeIlt looking for

doctors ta confirm tbeir idea. Ironically, one suffeœr leamt of CFS wbiJe perusiDg a

magazine article in bis doctor's waiting room.

Or. tolel me Ibae wu no«bing wroag. ODe clay 1 took a caver' of Ncwna- from bis
waiting mom .ad 1 said "How come Ibis i.s 0Il die COY" ofNcww_ ad yoD leU ... tbae is
nodling WIODg?-. He sUl -1 did DOt say dIere wu andu.., WI'OIIg but it is a combÎll8tiOll of
psycbologicallllld physic:al-. wbicll is DOt wbat he laid

Sufferers who leamt of the condition tbrough CFS support groups or associations,

sometimes approacbed doctors tbat tbese groups endorsed as knowledgeable and

sympathetic. But sorne sufferers believed that these doctors did not give the label

indiscriminately.

AnoIber reasœ why 1 lite Or. _ he bu fOUDd people who do DOt bave it._1 know someoae
who bas beeD to see him ad he bun't beeD diagnosed wilh it..obe's • suppOlt group leader••• l fiDd
a lot ofdocIors are accepting CFS, it's becomiDg a 'e&rcbal1'.

Help seekinC in the Post Diagnostic Phase

The diagnosis brought mixed œactions. On the one ban~ most sufferers were

relieved to find they bad a recognjzed condition. On the otber, tbose who were familiar

with the conttoversy surrounding CFS were dismayed ta reœive the diagnosis. One

woman angrily told ber doctor that sile cou1d not have CFS because she was not a

"yuppie". Anotber repeated severa! limes: "This is so COIltroversial. If it bad bappened to

someone next to me at work, 1 don't tbink 1would bave beüeved tbem. 1 had to bave tbis to

believe [in its existence]". Ironically, wbüe some sufreels viewed a diagnosis as validating

their claims of ilIness, the validity of this particular diagnosis was itself in question. And
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the "lucky" suffaas who bad earüer been spared the necessity of seeking vali~ weœ

DOW relinquisbing tbeir pœvious diagnoses for one tbat wu. at best, partiaIly legirimated.

SkgUical Doctors

If suffems bad any illusions about die legitimacy of CFS witbin medical circles,

they were saon dispelled. Suffeœrs were dismayed to find their illness disnrissed by sorne

doctors as "bunk" or lIa1l in the bead-, "non existentll and llnot realll• Severa! felt "brusbed

off" or blamed for IlOt being able to -forget about it [CFS]II and gel on wim their Üves.

Such attitudes seemed as out of touch with the reality of the situatiœ as lltelling someooe to

run a marathon when they bave a broken legll. Many suffeJeI'S weœ also sboclœd to bear

other physicians disparaging the diagnosing doctor, in effect awarding a courtesy stigma2

ta a professional colleague.

The eodocriDoloIist SUlae*d tbat it wu the -yuppie Ou·. ABd wbm 1weDt ta [GP] Ile said. -tbis
is what tbeae people thiDk'?- He Ft very upset with me. He said tbat iIIœss doesa't exist ad Ile
doesn't Imow wbere Ibese people are coming froID. but if tbis is wbaI 1 wanI to believe tbat's t'iDe
with him. At tbat time he wu fiUing out my noces for worlt md Ile tbrew my papa' al me ad
said tbeœ is DOIbing more he cm do••• ABd he waJked out ofbis office ad laid -you kDow 1 œa1Iy
believe tbere is nodüng wroag wilh you·•••.1 wCllt ta see staff heaJdl..•• but the GP dIere sUd it
wu in my œ.L 1bat aJI it wu. wu an ear infeclioa aad tbat 1 wu trying to mate more of il,
thaa il wu.

1 weul ta a femaJe [specialist) for a secood opiDiOll about wbedler or DOt Che [surgery) wu
neœssary. My coaœm wu mestbesia. 1did DOt waIIt ta briag it up to ber. but [ felt 1 bIId ta. Sile
dismissed it ralbec out ofbmd. altbough sile did explain tbat sile did DOt kDow very much about it
[CFS). But &he cluncœriad il as a wasœ papel' basket diaposis. ( wu realIy fi:eIiDg._Wbea you
get tbat reactiOll &am a professiooal. it mates you Ceel 50 useless. It is banI ta describe die feeIiDg
inside you. 1was going ta ber foc the surgery because 1 did Iike ber lIIaIIDfr otb« Ibm tbac. But
wben me tbœw tbat Olle. 1said DO.

1bad ODe ofthe (iDsuraDce) experts al Ieast, md eveo my eardiologist sœeriDg wbea they bMrd die
oame of Dr. who is a specialist in Cbroaic Fatigue. 1 do DOt tbiDt tbat lbey tUe bis
testimoay seriously. wbich is wby 1bad ta get a backup Dom Dr. _

2 People who do Dot possess a stigmatlZIDg attribute may be stigmatized because
of their association with and sympathy towards people with the attribute.
Family and frieads of stigmatized persons as weil as treating professiouls are
often the luget of stigma by association. Goffman defiDed this nnd of sti._
as a courtesy stigma.
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Sufferers rarely forgot skeptic:al docton. Most simply left tbeir pracliœ or œfused

10 become tbeir patien~ But others retrospectively explained doctors' skeptic:al bebaviors

as a functioo of the Medical ignorance of CFS tbat was widesptead until the Iate 19805. A

few went funber and te establisbed contact witb previously disbeHeving doctors, for the

purpose ofeducating tbem about the conditiœ•

•••.doctors bave a set scbedule.. They pve you aDlibiotics if you bave • t.cterial iDfectioa. If you
bave a vinas. Ibeœ is DOdIÏDg dley cao do for YOII. Ifyoalnak YOUI' atm. dley fix iL Or tbey l'er.
people ta odIa' doctiDn if dley bave meatal probIems. aad dIey will set medicldiœ. They do DOt
deal with probIems dIat do DOt fit daose categories. They do DOt look up CFS iD tbeir textboob to
fiDd out wbat to do. They aever lcamed tbat in tbeir scbooliDl 10 it pvea tbem discomfort or'

unccrtainty. They weI'e DOt la1J8bt how 10 deaI widl daose tbiap. [ look At Ibem ad [ bave
empathy fur' cbem. The MD 1Md wbcD 1 tint got iIl, l wu teIIIf*d DOt to JO ta bim duough the
yean. Tbae wu a paiod wbm1did DDt IDe bim but lbeD 1 reaIized tbat Ile is just a doct« doÎII8
bis best &om wbere lie bas come Dom. 50 1 felt il wu my pa.ce ID Hep • rapport. 1 lOt bim 10 pt
SOlDe of the mports tbat come out every 3 1DODIbs. 50 Ile couJd keep op on SOlDe of the advaaccs.
Thea it came to the point where Ile gal intaested a lime. Now 1 see bim 0DCe 01' twiœ a yeu for'
my œgular chect-up aad we spead. lot oftime with bim askiDI me questions aboul the iIIDess 50

he cm be more able ID belp oeben. 1 still Bep that lie .Itbmgb Ile does DDt serve me the patest
purpose foc my beaJdL 1 see it as an impxtaDt coaract.

A diagnosis ofCFS created anotber dilemma for suffaers. Not only did tbey bave a

contested illness. but tbis illœss bad no reliable tteatments. Sinœ there was "nothing ta be

done", sorne doctors œfused to follow the case. But sufferers were not easily deter'œd. The

news ofno treatment only œdirected their search. Now they were looking for clinical trials

and doctors who were willing ta manage their case. They were not neœssarily searching

for doctors who offered a cure, a1though some did, but doctors who would support them

ovec the long bau!. In this quest, some quicldy rejected doctors who seemed skeplical of

the condition or those wbo were unwilling to give meir tinte. Some screened prospective

doctors by mak:ing their needs known at the outset and gauging the response.

WheD 1wu lookiDg for~ Olle said to me -If 1 see you it is JOing co rab 3 beurs ID do a
work op 011 yeu, md 1 mate $60. If 1 see 30 oIber people. 1 am goiDg to mate $900. 1 do DOt baw
tilDe9 please JO see UIOtber' doctor-. 50 1 slUted to leU doclDrS -finish your cliDic. 1 do DOt care
wbeo my appointmalt is, see a1l your oIber' patients. 1 need lime widl you. If you do DOt bave
tilDe Ioday, 1will wait mJd 1will come "ct the Dext day al die ead ofdie cliDic-. They look me in
the eye aDd they see abat 1 am serious. ad tbat 1am senously ill.

A minority blundy stated that dley neither expected nar sought support from doctors.

WheD you are talkiDg to die.... tbey look At you and.y -yeah riJbt, it's iD bis..-. You cao MIe

it &ad 1 am DOt stupid. l'bey are DOt takiq you senously. 50 1 say tG myself -wby am 1 doiDI
tbis'?-. they bave a bacl altitude, they me tao iDtensted in makiDg moœy. They are DOl tbeIe to
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help die persoa. il is SIld CO say but ODe 1biaI tt.t 1 bave 1eanIed is dIat doctors ale out CO lIIIIb
lIlODey•

SYJl!C'tüve Doctm

Eventually bowever, most suffaers found doctors who were at least somewbat

helpful and supportive. Sufferers described tbese doctors as good li~ non

judgmen~ and sympatbetic. Wben suffeœrs were plagued with doubts about tbeir illness'

reality, as invariably bappeDed, tbese doctors reassured tbem by painting to clinical

findings.

You Bep biaiDg dUs wall ofuablowllS as ID die çause aad a wall of people teIliDg you [tbaI] you
must be fakiDl. you keep aeedi"11D double cbeck. Dr.__. hM beea woaderful. 50 ...y tilDes
ru say -do you dliDk 1 sbouJd just try barder'?- ADd sllell say -DO, 1 tbiat you'1e very cliDicaDy iIl
al Ibe moment. 1 just eumined you. rememberr But 1 "ways seek tbat kiDd of afIirmaIiOD-.
bec:ause 1 Imow ifme says il, .'sDeVer babied me or beeD 1aribly pmtective, if1 didn't aeed iL..
she...bu watcbed me go up and clown with dIae aa.cb._. 50 if [sile] sees il UId fm iusecœe
about il. 1justdo a reality check. md lbeD it's OK:. wbat caD 1do DOW to t-I_ace myself?

50 1 said CO my t.seliDe doctor -do you lbiDk tbis is psychologica1?- Not iD a way Iike do YOU
thiDk. but radier' shouIcl 1 !Je Jooking al a psycbolQlPst? Sile sUl - you dOIl't bave sore tbrœts aDd
swolleD Iymph aodes froID lJOIIIdhinar dIat is psycbololical-.

Sufferers found supponive doctors more egalitarian in tbeir approach than omer

doctors with wbom tbey bad previous experienœs. Aœording ta suffeta S9 tbese doctors

took time to explain tests. the illn~ and its management and sometimes sbared the latest

research findings witb them.

The fitst lime 1met him, 1couJd see he believed me. wbich put me al case. He was empadletic. Hie
wu very supportive aDd he did DOt pal me al a di......e. He dida't treat me Iilœ a
doctol'/paIieDt...WheD Ile ordaed the bIood test. he lot the results very quicldy•••.He caIIed me
himself&Del he told me Dot to worry, Ibat il wu Dot Iife tbreatening but he did fiDd snawJbiDg md
ta come t.:k to the office. Il wu niœ 1Jeca11'ie Ile wu sitting al die opposite sicle of the de&k ad 1
wu sittiDg iD the "beut's chair. Wbea Ile came UJUDd with the results. he sat down in Ibe ocber
chair and explaiDed to me bow il an worbd 50 1 wouId UDdeastaDd eucdy. 1 thougbt Ibat wu
reaIly nice. 1telt cœteDl tbal 1Md fouDd somebody who al Ieast believed me and couId maybe ....
me ta SOlDe people.

They were also œceptive when sufferers brougbt !hem üteratuœ.

Sorne supportive doctors encouraged suffèrers' self care efforts. For example, one

sufferer reported that bis doctor was pleased because "1 made up a computer scbedule and

traeked where 1 was.•.on a scale from +10 to -10, half bour by balf hour, which 1 did for

tbree months. 1 wrote down how 1 wu feeling pbysically, mentallyand [MY] mood- entries
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sueh as '1 dragged myselfout ofbed tbis moming al 7:30, was able to dœss this moming,

fargot ta wash today.'· Other supportive doctors offeœd tœatment programs. TypicaJly,

these programs consistai of general counseling about healthy lifestyles includîng the need

ta remain socially integrated. concrete suggestions and guidelines for managing symptoms,

and suggestions to seek psycbological help as a means of coping wim the impact of tbe

illness. By putting psychologic:al tœatments in tbis perspective, tbese doctors aIlowed

patients who felt the need, to œquest psycbologica1 refemüs witbout fear tbat they would

be seen as admitting to a psycbological. disorder.

She Md sugated tbat 1 mïlht waDt aD see SOIIIIKXIIe [psyclùatrist) IWo cr tbree moadIs befOœ Ibat
and 1sUd DO. 1didD't œed 10 go ID mybody, 1.... 1bia .n in COIIIIOI. doD't WOII')'. ADd tben aD of.
sudden. 1 fek lite 1wu losiDa COIIIIOI of everydIiDg ad 1 c:ouIcIa't bIIIIdIe il. 1 caUed bec ODe day
and 1 said -fiDe 1 will go aad SIee • psycbialrist. 1caD't cope with dûs-. l'bat wu a very bard tilDe
fcr me. 10 admit abat 1 couId DOt cape with iL It wu recopiziDg abat 1 oeeded somelbiDg tbat..
going 10 briDg my spirits op, 50 Ibat 1 couId cape bettcr. But it wu DDt JOÏD& to go away, 50 1
better get my meatal outIook op. becaJ·se 1 am gOÎlll ra ha\le ID deal widl tbis and bow it's
affecting us, 50 lets let on with iL

Sufferers found tbat these doctors embodied seveml iInponant cbaJaderistics: tbey

were sensitive~ their judgments weœ higbly cœdibl~ and they inspired trust. Suffeœrs'

accounts suggested that tbese doctors knew wben to reassure, wben 10 be firm~ wben to

orient sufferers to wbat they could expect, and wben they needed bope. lbese doctors'

judgments were anehored 10 specifie details of sufferers' accounts wbieh reflected eareful

listening. They eamed sufferers' trust by critically assessing new tœatments~ examining

options with sufferers, and proceeding only if bath parties agreed and there was a good

chance tbat treatment would belp. While many suffeters elearly welcomed this kind of

partnership approach, it a1so meant sbared responsibility for outeomes.

Severa! suffetets atttibuted the support and understanding that these doctors

showed to experienœ in caring for other CFS patients. Many aIso mentiooed tbat tbese

doctors publisbed,l~ and were involved in research, wbether on CFS or on otber

illnesses. But the most important credentials of supportive doetors weœ not tbose !rom

academia or clinic:al experience with CFS. Sorne sufferers found tbat doctors wbo were

thought 10 be weil informed about CFS abandoned patients after making the diagnosis,
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because tbey said notbing could be clone. They may bave been knowledgeable but they did

Dot understand sufferers' experiences. They did not undentand bow tiigbtening it WU to

go through the experienœ of baving a poorly unclerstood illness witbout medical support

In con~ sorne doctors who were less wen informed about the i1Jness weœ willing to

listen to sufferers, explain wbat they knew, and discuss ways to cope and manage. They

offered sufferers time and respect. 'Ibeil' commitment contributed to sufferers' sense tbat

they were wonhy ofbeing belpec11beir suggestions for management gave suffaers bope

and a measure of conaol over lives tbat bad goue amok. Their opamess and availability

provided a safe plaœ ID risk exposing insecurities. Finally, in the eyes of suffeters, these

doctors sbowed a discriminating apprœcb to new ideas and to patients, tballent cœdibility

ta their judgments

Alternative Cire Pmctjtiopm

Sufferer's accounts made it clear tbat finding a diagnosis and a suppuriive doctor

reduced the need ID continue seeking medical belp. But finding effective treatment œmained

an elusive goal that drove sorne 10 seek out clinical trials and doctors willing to expe:riment

with Medications approved for other illnesses. The search for tœatment also brougbt a

minority of sufferers into the wood of alternative practitiOllers. But as Pawluch (1996)

points out these practitioners are bardly true alternatives ta mainstteam medicine in North

America Most sick people do not leave mainstream MediCine and cross over to these

systems of bealtb and healing. Rather they complement their œgular doctor's care wim
therapies offered by these practitiOllel'S.

With nothing 10 lose, severa! suiferas tried a range of healers practicing Eastern

and Western complementary therapies. They œœived various hands--on therapies from

osteopaths, chiropractors, massage therapists, personal trainers, and faith healers. They

a1so saw homeopaths, naturopaths, herbalists, and diet counselors. They consulted

hypnotists, color therapists, iridologists, and energy bealers. Some sufferas took up
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Yaga, Tai chi. macrobiotic and odler diets, and primai saeaming. Otbers submitœd to

~ shiatsu, zero balandng and craniosaaal tberapy. SolDe sufferas were a little

sheepish as tbey admitted the type of alternative praditionas tbey bad consuIted. A few

were treated with exotic macbines such as the vibratoner and the Reumark3 machine.

Reumark ('?) .-cbiDes· it is • type of electrical palle ""Ci'jne widl • booIa boop. Tubes are pal
outo oae's body. ODe sicle is aeptivead Olle is po8iâve. It is *,,-a.d ID belp caDCeI' ad ott.
tbiDgs. Eadl.-chjne COS1B about S6OOO.lt WM iDvealed by 8OmeoDe d __• "l'heœ are ........
aud people c:aa çOIDe ta your bouse witb • nwc:hjne ad c.... S10 • sIIot.

Sufferers weœ aatracted to tbese diverse bealas by a common element- an bolistic

approach. They found tbese bea1ers weœ largely unœncemed with labels but tbey tended

to bath mind and body whetber they weœ offermg a cure or symptom relief. 1beir

approach of combining concrete action wim empatby œsonated with suffetets~ ideas of

what a hea1th c:are practitioner sbould be. lbeir positive appIoach gave sufferers bope tbat il

was possible 10 overcome the illness. In sorne respects tbey weœ $imiJar to supportive

doctors, but they bad no autbority to legitimate iIlness and grant certification that sorne

sufferers required.

Alternative cafe practitioners aIso exposed suffeœrs 10 various philosophies and

fresh perspectives on the source and meanings of jJ)œss. The most common new idea

gleaned from many of tbese therapies was tbat energy blockage oould be a source of

illness.

1 go ta somebody who does rem. Il's... simiIar ta therapeutic 1OUCh. It's based .pia OB
Japmese...but the priDçiples of opming up eaeIJY Ie~Js aad die cbakras and Ille wbole oriealal
Medical modeL 1sec ber. Dot _ repIarIy [as 1 wouId lite] because 1 can't afford aU dUs••.I bave
had someooe do craaioucral wodt widl me which is bued OB osreopalhy....I liked die way sile
looted d il. Sile said it oftm bIppens iD families wbeœ cancel' a1ll&-;.IIIOIII* di_ses. dia....es,
exist. And me says [it bIppens 10] SOlDe people, aad it's usually slmllg peopl~ who ploup aa-l
and maybe DOt stop 1000g eaoagh ID &men the flowers iD the process. But they gel bit \Vith lbeIe
things and by recoveriDg, they me geUiq uouad somrthing a lot wone ad IVe "ways felt dIat
about tbis ilIness.•• 1Iiked il. 1 hung OB ID tbat and 1 wrote il dowD. ta dùDk of it tbat way.

3 The person who described tbis machine wu Dot sure of the spelliDg of the
name.
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Suffeœrs' evaluations of tbese tberapies weœ mixed. Sorne wc:œ declared

"absolutely useless", "not helpful" t and "possibly barmful". Otber suffsas experienœd

temporary effectiveoess wbich reinforœd Ibeir beliefs in tbese tberapies.

[The] ostee.,.1b worb OB my DlIIICIes.•• But ODe of die am. probIems 1 bave is dIat 1 pt lbe8e
spams ad 1pt tbem iD DaY bniD. 1cao fec1 it behiDd my eye in my 1II1IlIC1es.••• 1weIlt ID .. Iut
weet. And....y wbeD 1 JO ID • sports pbysiolbempist or tbe WIei.,.* ru be paiDg .....
aad my body will be shakj", lib DlY UIIII aDd cIifIiea..... But lut week sile wOlbd OIL_ my
bead ad die spumsjust lOlaIly stopped tir 10-15 iiiÎDideS. Itwu very JOOd.

1 did bioeœqetics m:cody lDd it sort oftulœd iDto primai scr-min,_ 1 came home md. 1 wu
exbmstcd 1 let Ibe sbatin, bappea aad DOiaes '*Ile out of IDe. ItFt my eaeqy ttowin, a""'_1
took • penoaal dewlopmalt coune lut y~ caIW IœiBbL-dMn were • lot of cbled eye
emobcnal pnJC ~ , 1sboot. lot....we did ibid. 1espa inoed a lot ofeaa'IY COIDÏDI dowIl to
me. For 5 da15 afteI', 1 did DOt feeI Iike my normal self fmm be~ but 1 wu DOt 51ft if 1 wu
sick aDyDlOI'e. OD die tint day, l ""'"Pt 1 sbouId leave becallle 1 did DOl dIiDk 1 would mate il.
ABd IlOt~ wbeIII« it is • spiriblal beeli"" 1 do DOt Imow. Tbeœ miPt he • psycbologica1
elelDlllt ad in • cale Jike dw, 1would bave bId • chmc:e for eIIIOIioœl release, 50 if~ is lOIII8
unCODScious elemaat. maybe~wu SOlDe exll'a-penoaal elemmt.

Most could DOt pursue these tberapies regularly because of tbeir costs. Instead, tbey

followed the therapies for a while,s~ and retumed wben tbey felt a specifie need.

Several sufferers were impœssed with the fact~ unlike tbeir reguIar doctors, these

therapists called periodically to tind out bow tbey were managing•

Are CES Sufferers "Doctor Sboppers"?

Wbat started offas an ordinary consultatiœ for diagnosis and treatment became an

extraordinary joumey tbat ehanged the lives of CFS suffeœrs. In the early days, sufferers

and doctors agreed on the definition of the problem. But wben the illness did Dot resolve,

many doctors sbifted from definitions that suffeœrs found acceptable 10 tbose they found

pejorative. These discœdited sufferers expanded the purpose of belp seeking to inelude not

only diagnosis and treatment but validation of their illness. In tbeir search for validation,

they used health caœ resourœs intensively and extensively. This pattern of use probably

contributes 10 the image of CFS sufferets as people who use a dispropurtionate share of

healtb care œsourœs relative 10 the gravity of tbeir condition. Indeed, CFS sufferers are

often labeled "doctor shoppen". Sucb a ebaracterization obscures the provider driven
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nature of much ofthe CFS sufferer's use of health resomœs and structural features of the

Canadian hea1th caœ system mat facilitate such use. Thus CFS suffeœn' pattern of belp

seekiog in tbis phase warrants a closer examination.

diagnoses weœ the major reasoos why suffeœrs continued seeking medical help. But

structural elements of the Canactian bealtb caœ system also contnbuted to suffaet's' b.igh

use of resourc:es. This publicly funded system aUows usas unimpeded access 10 sorne

doctors, and œstrieteel acœss to otbers as well as to medicaI tests. Individuals may consult

primary care physicians~ such as general practitioners, unœstrained by geography,

finances, or systemic gare keeping. The lay œferra1 system olten plays the Iargest part in

finding these doctors. However, the bealth care system designates primary cale pbysicians

as gatelœepers 10 specialists. ThUs, when specialists are involv~ the professiooal referral

system plays a significant mie in the number of cIocrors tbat an individual sees. A few

sufferers reported breaching tbeir general practitioner's gate lœeping IOle and sucœssfully

consulting severa! specialists direct1y. Under the Canadian system, specialists usually send

patients back 10 their general practitiOOer5 once they bave completed their investigations.

But they may refer patients whose problems they cannot solve to otber specialists and thus

contribute 10 the number ofdoctors seen.

Theoretically then~ sufferers control the use of health caœ resources only at the

point of consulting a general practitioner. Doctors on the otber band, control acœss 10

specialists and to Medical tesling. Sufferers' reports consistently suggested that on averagt\

they saw as many doctors through professional refenals as they did on their own initiative.

And they admitted to consulting from one doctor ta estimates of more than one hundred.

although not aIl were seen in the prediagnostic period. These findings suggest theœ is truth

to the charge that CFS sufferers use considerable health œsourœs. But they also suggest

tbat the health caœ system and professionals contribute ta much of that use tbrough

unrestrained acœss at the level ofprimary care, and tbroughre~and testing•
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Part of the œason for seeing 50 many doctors wu tbat neitber specialists nor

general practitioners weœ initially looking for CFS. But even if tbey WeR\ sufferers sûIl

face a high probability ofseeing al Ieast a few different doctors sinœ CFS is a diagnosis of

exclusioo.

At tbat point tbey were DOt lookiDg for CbnJaiç Fali... they 'Nere IootiDg far &OIDe kiDd of
infeclious disaIe_1bey wen DOt lI'yiDg to wdeai1aDd die probIeaa. 1bat wu DOt their 'J"'Nhte
They were told to put me tbrouIb • buDcb ofblood tests ad ...te sure tbal 1 did DOt bave AIDS
01' somedling lib that..••Cbroaiç Fatigue is a dia..",. ofelimiMtioa. 1bat is wby il lÜes Yem5
to fiDd iL You bave to go Ibrough everyoœ. WbeD you do DOt lave aD iDfeçlious di_se.. you do
not bave AIDS lDd you do DOt bave cancer, you bave CbroIIic Fatigue orthe EpsteÎD-Barrvims.

A final factor to examine as a posstble contribution to extensive beIp seeking in die

pre-diagnostie phase is the relatively long period between the OIlsel of disttessing

symptoms and a diagnosis of CFS. AmOllg sufferers in tbis study, diagnosis lOOk from

sevetal mootbs to nineteen yean. But it was DOt simply a case of baving ample time to

pursue doctors for symptoms tbat bad no appmpriate labels. 1be length of lime tin

diagnosis was oot a reliable predietor of the number of doctors consulted. In fact, most

people who waited more than five years for a diagnosis consulted only a few doctors. In all

but one ofthese cases, symptoms began between 1974-1980, weil before chronie EBVor

ME were widely used diagnoses. These sufferers did oot pursue more doctors because tbey

were confident that their doctors were knowledgeable and weœ doing ail that was possible.

Or they acœpted plausible aItemate diagnoses related 10 accidents, neurological disorders,

or depression.

On the other han~ several people who were diagnosed within a year and a balf saw

a large number ofdoctors in the pmtiagnostie period. In aIl but one case, their symptoms

began in the late 19805 and early 1990s. A1though none reported more than a passing

farnj]jarity witb CFS, usual1y just prior to diagnosis, a stronger consumerist orientation

towards health cale in the Jate 19805 and higber expec1atiœs of medicine's abilities to

provide answers, may have played a role in the extent oftbeir help seeking.

After diagnosis, sorne sufferas again embarJœd on anotber round of help seeking

for the purpose of finding treatment and supportive doctors tbat tbey could rely on avec
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time. During tbis period, SOlDe expanded their search to alternative tberapi~ driven by

desperation and by disillusionment with the medical establishment. Eventually Most found

caring doctors, but in genera1, they would never again regard the medical system as they

did befme tbeir illness. Then, they bad naïve expectations of doctors and medicine. Now

they bave seen the limits of modem Medicine, conf1icts within the professi~ and the

willingness ofdoctors to dismiss patients. But tbey aIso discovered their own power. They

were Iargely educated people who could, and did, read the same medical joumals as

physicians. Although they did DOt bave the training and experienœ to inretpteL ail tbat they

read in the same way as doctors, they weœ not aftaid to question, challenge or edueate

doctors. Indeed some felt it was their duty ta do 50. Tbeir experiences bave left them wary

of future encounters with doctors. But it also prepared them to voice their disagreements, to

assert theirn~ ta scœen potential doctors, and to leave the practice of doctors who they

found offensive.

Perbaps the key feature of sufferers' experiences with doctors was the way in

which doctors defined sufferers' problem. Medical definitions bave œal consequences to

sufferers because ofdoctors' cultural authority to define illness. Their definitions can affect

sufferers' selfesœem and identity, their social and familial relationships, and their ability ta

collect disability compensation. The nen section shows bow the confluence of doctors' and

insurers' definitions affected sufferers who sougbt disability compensation.

Seeking Disability Compensation

Eligible sufferers applied for disability benefits when they could no longer work.

Sorne were eligible for benefits from private insmanœ plans, govemment~ or

both4• For example, govemment unemployment insuranœ migbt pay the tint few months

4Seventeen of the forty two sufferers were receiving benefits al time of the
interviews, or bad doue so in the pasL Benefits were paid, wholly or in part. by
eight private ÏDsurance companies and the federal and Qu6bec government
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of short teml disability, tben private insurance plans would taIœ over. Or private insurance

might pay during the eliminatioo period wbich typical1y lasts for one or two years. But

eligible sufferers would bave to apply for the Canada or Québec disability pensiœ plans if

they moved beyond the elimjnation period to long term disability. 80th governments and

companies would then adjust their payments to tab account ofthe otber's contribution.

At first, suffdas consideœd disability payments as a œmporary rœans of financial

support while mey recovered. They felt entitled to benefits tbat tbey bad paid for tbrough

govemment prugrams or to tbose purcbased by their employers for worJœrs' vocational

disability. But the majority of suffeœrs found tbat at some point ÏDSuœrs disputed the

entitlement. The major difficulties arose al the tilDe ofapplication and during the eliminabOll

period. 1bese conflicts left many sutJenn feeling intimidated and bumiJjated Even the few

who were satisfied overall with the treatment oftbeir daims, recounted specifie initants and

tilDes when mey felt they were tœated disœspectfuIly•

During the application process, two major cœcems surfaced for sufferers: how

should their underlying condition be 1abeled and how should they bandle rejected claims?

The question of the label was more salient for claims fileel fIom the 1ate 19805 00. By this

time, CFS was a more widely used diagnosis and anecdotes about insmers' negative

responses 10 CFS disability claims were in common circulation. Some sutTerers were

alerted to problems ofapplying for disability based on CFS by their doctors who suggested

disability pension plans. Two more people had recently made tbeir initial
applications for benefits and were awaitiD. the resnlts. The otbers had either
not applied or were not eli.ible bec.use they h.d been part time worten,
students, housewives, or self employed in teclmical tr.des.
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alternative, though IlOt umelated, labels. Some sufferers were also advised ID agœe to

rehabilitatioo to increase the odds ofa faVOJable review.. 5

The label of the underlying condition was of Jess concem to sufferers who claimed

disability in the mid seventies to early eighties. For these suffcters, the cootroversies about

CFS were yet to come. Instead ofCFS, tbeir cJaims Iisted the cause of disability as chronic

Epstein Barr syndrome, post viIal fatigue, bepatitis S, various short tenn viral illnesses,

and accident-related injuries. As Jœg as no one questiœed the Iabe~ sorne of these early

c1aimants weœ content to leave the original causes cited fcr tbeir disability undistmbed.

Others from dûs early group revea1ed a strong desire to bave their files ret1ect ŒS as the

true cause of their disability. But tbey bave repressed the urge for fear they migbt lose

benefits if their files were œopened. However, the label bas beœme more of an issue for

sorne early claimants whose doctors have updated the cause of disability to CFS in tbeir

progress reports to insurers. Some sufferers affected by dûs change bave expressed

considerable anxiety and worry about possible repercussions•

Inevitably, some claims were rejected. The first recourse was to appeal the

decision. If the appeal was unsuccessful, sufkies could litigate. Appeals generally

involved assessments by independent medical examiners (IMEs) of the insurer's choosing..

To their great satisfaction, some sufferers had tbeir disability confirmed by higbly respected

IMEs.

The biggest mistllke mey ever made wu seadiDg me to Dr._o Il t.:kfired...:Ihe first visit wu
quite long, it Iasted a1most 2 hours witb a complete physical exam. Theo he sent me ta the lab ...
they look 16 tubes of blood. It wu a process of elimiDa~ he wu loolàDg for everytbiDg,
vinJses, lupus, multiple sclerosis...Thea 1 came t.ek aod 1 bad uocbet follow-up visit 2 maadJs
Iaœr. 1 speIIt 4S minutes widl him mcl [hadj lIIOdIer eum.. md more bIood wort. Tbese were
immune assaY5- It look about aIlOCh« 3 moatbs. becaose mmy tbiDgs had ta he cultmed and dJat
tUes time. Theo 1 went t.ct, and Ile did DOt give me oIber results but he said ·you bave post
infectious œuromyaslbeDia 01' Cbroaic Fatigue Syndrome.••you are quite i1I aad 1 am going to
write a very stroIIg letter ta the iDsunmce compuy••

S These reports give some credence to insurers' claims tbat doctors are
sophisticated iD filling out fOrDls to optimize their patients' chaDces of
obtaining policies and benefits.
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Otbers were Dot 50 fortunate. They olten bad 10 borrow money ID sue Ibeir insurance

companies and ta maintain themselves financially while tbey awaited the outeome. But a

successful suit might mean only a small œtroaetive lump sum, much of wbich would he

used 10 pay back loans and legal fees.

1get.Ia~.ABd it took. couple ofyan....Wben [Ille doctor) foaDd die dM"'" ....1ft weill
to litiption md they pmd me my disability- œtrœctively- that wu aD JODe myways 1.. ID pay
baclc my brodIec, 1!lad 10 pay die I&wyer. 1sotœaIly baic:aUy my lIDdbly paymmlB md tbat waa
notbing- DO big saJary or mytbing.

Nevertbeless, victory made sufferers feel vindieated. They were able ID recover some

dignity l05t by being dependent on famüy or social assistance. Suœessful litigation also

taught sufferers tbat it wu possible ta win apost insurers and it made them more willing

ta use this ptocess again for benefit terrninations tbat were petœived as unjusl.

In the end, regard1ess of tbe labels~ ail sufferers in the study who were

covered by private or govemment plans received disability payments for a period of time

and many still continue ta do 50. Yet the perception persists tbat insuranœ companies do

not really believe in CFS. Sufferers are convinced that insurers stigmatize the condition and

discriminate against daims which bear the label ofCFS. This perception may be due in part

to the frequency and type of demands for proofofdisability that insurers requested.

The Cost of8enefits

An accepted claim hought suffees a measure of financial independence. But the

cost of benefits left sorne suCferas wondering ü it was worth il. The steady stream of

verification rituals that insurers use to justify the decision 10 payt kept suffelas constantly

on edge. The relentless flow of fonns, Medical foIlow up, independent medical

examinations, together with delayed payments and survei11ance, slowly curtailed suffetas'

freedom 10 move, stole their sense ofprivacy, and whittled away at tbeir selfesœem.
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Witbin a matter of montbs after payments began, suffaets felt inundated wim paper

wodc. It seemed ta tbem that evecy mooth or 50, tbey had to fill out forms declaring they

had oot gooe back: ta wadc. A few who tried ta œtum to part time work, œlt baIassed by

monthly forms tbat asJœd: "How many hours cao 1 retum DOW? Could [ do 50me other

work?" These part-time workers, and otbers, contended tbat insurers' constant demands

were DOt conducive to recovery.

Toward the end of the eliminatiœ period, some sutTeters were aslœd 10 complete

daily lOIS or omer vocational œbabilitation assessment forms, wbich œftected a new

pr3Ctice by a few companies. Suffète.s were generally suspicious of these new demands

and wondered wbether they should comply.

1 have DOW a form fur me 10 tell them wbat 1 do froID MODday 10 Thunday lIDd he [suffaas'
1awyer'] said -its ridiœlous- aad 1~ -1 Iœow ils ridiculous-• but tbat·s fOI' bim ta spcak ta tbem
about iL•• 1could fill it out and say wbat 1 do. 1 doa't know wbat it is tbat abey~ [ haven't
heud anytbiDg lab:ly.

1have n:œived a vocatiœal œbabilitatioD questiœDaire receady, wbich 1 bave DOt fiDed ouL 1 am
going ta raIk ta a doctor about that. If tbat is a red he:rriDg and they wmt ta pull me into
something.•.1beyalso bave agreed ta cOVer' me as long as 1 see a psychialrist and apin. rve tald
the doct« -r bave as much ta say ta • psycbialrist as 1 would a cardiologist-. [t's irrelevant, but
anyway they have not followed op on tbat. 1bave the refena1 ta see the psychiatrist, but until they
get on my back again.•.

The MOSt upsetting correspondence were letters which tbreatened to cut off

benefits. Single people who lived alone felt desperate when tbey received such letters. One

woman said: "1 have to bave a roofover my head. 1 can't go and live on the street. Plus, 1

know in myself tbat 1am IlOt fully recovered". But these letters inflieted extreme misery on

people who were family bœadwinners. One single parent recaIled:

The first tbree, four moatbs they left me alooe and Iben they stuted. Every IDOIlth ['d get a
letter.....ifyou gel a leuer sa)'ÏDI tbat they ue goiq ta review the case 01' eut you off. they don't
thiDk you have it.••.Every lime 1 got • Ietter fiom them saying they were going ta eut me off. or'

tbey wauœd mare informatioa. rd sa lIIId Bee [my cIoc:ttx] ad say wbat do 1do? He saKI doa't wmry
about il, rn tKe care of il, he look caR ofit and die cheques kept on coming..l never' bad a bdIe
with them. 1 oeVel' bad any persoaal c:om.:t with tbem. You pt the leuas md !bey are upedting.
you can't sleep for Dights before yeu Bee 01'.__.. Wbat am 1 going ta do, if 1 doo't get paidl 1
knew al the tilDe it wouId be verJ diffic:ult for me ta wort, because al the begilllling 1 wam't
having my good days al aU•

216



•

•

•

The tlow ofconespoodenœ made suffaas feel tbat tbey weœ constantly being cha1Jenged

to~ prove tbat tbey deserved beDefits to which tbey felt entitled. Moreover, written

communication effectively insuJated insuras froID the give and tUe of conversation tbat

might have belped sutTerers to mate tbeircase Many suffetms bad oever talkM diœctly ID

someone al tbeir insuranœ company. Buta fe\V telepboned to clarify issues or ta vent tbeir

frustration at not being believed.

1 caUed ber op and sbouIed at ber. '"1 am DOt lyiar. 1am IlOt fakiDI OK?- 1 eveo said CD ber. ·you
C8D come yourselL come stay widl me for a weelt yoa'U seIl. youll DDde:a!âDd!- and ils aImost lite
1always bave ID prove dIat 1 am teltiDa die trudL

However, dialogue was a two edged sword. On the one band, a sufferer might glean

informatiœ tbat he or sbe believed was not normally available to c1aimants.

1 tbiDk they bave very speçific guideliœs and they doD't Iistm ta anytbiDg else. 1 didn't know dûs.
1 dJiDk they bave lbeirown private pideliDes [about] wbedJer a claim is aœeplable or DOt. 1 Ft
this much out of the persoIl 00 die pboae. beau. 1 MS cryiq. Il wu devaslatïDg for' me. My
husbud is IlOt ric:h aad we aeed- widl me wortiDg we are cUUÏDI rigbt. widl me DOl wortiDa.
we're just. you Imow-_I gal 00 the pboDe md 1Ft al1 emoûoaa1. md 50 the penoIl 1 speke la let
me Iœow a bit more. but 1 felt sile wu speekin, la me almo&t in secrâ Iike sile shouldll't !Je
teUing me._

On the other band, sufferers might also reveal information tbat could be used against tbem

laler. In a subsequent conversation, this sufferer asJœd the hypothetical question: how

would the company respond if the govemment disability pmgrams ta which she was

required 10 apply, refused the claim ofCFS1

Sile said, -weU did you get m aoswu'?- and 1 saKI -no 1 didD't .•.aud [ asIœd wbat would Uppen if
the govemmmt refused me'?- '"We1L sbe said, Wwc bave the saDIe defiDitiœ tbat they do. 50 if they
refuse you, weU. 1 hale la teU you dûs but why sbouId we acœpt you?- (said -weB 8re you aware
that they bave been refUsing most. or aImo6t aU of die cases [ bave Iœown widl. CFS. is tbat
fair'?-. New [wu..king iDnocendy.... sile beld Ibis iD meDaY wbeo 1called bel' back, sile _ys
'"WeU you laid me yourself tbat die govenuDellt doeaa't accept people widl. your ilIness. wby is
our compmy supposed ta'?w. At Ibis point. [ started beoomiDg J*8DOÏd, 1 wu scared of evea
taJkiDg ta tIIem. because whatever 1wu saying wu beiDg used apûlst me after'.

RQtnJar Medical FoUow-Up

Approximalely evecy thœe to six montbs suffeœrs were asIœd 10 supply a follow

up report ftom their regular doctŒs. Some leamt the bard way tbat insmers expected

lengtby medical reports witb explicit statements of tbeir inability to work. 'lbeir doctors bad
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made the mistaJœ ofnoting a s1igbt improvement witbout specifying tbat suifere&s remained

vocationally disabled. Suffoe&s felt tbat sucb omissions put tbem at a disadvantage.1bey

tbought the word "improvement" wu a cue for insurers to demand furtber information. an

!ME assessment, or ID tbœaœn benefit termination. They found tbemselves wondering

wbethec their physicians were sufficiently sopbistieated in the art of filling out insutanœ

repons 10 provide the content and length tbat would ensure continued benefits.

Sorne discovered tao Jate tbat although insurers migbt request physician reports

only every tbree to six 1DOI1~ tbey expecled more frequent follow up. However. insuren

did not specify the frequency of follow up, but left it 10 doctors to decide. But they did use

doctors' decisions on the frequency of follow op 10 judge the severity of illness and

tberefore disability.

We are in a system wbere we are ovenpending 0Il medica11ests aad Ik._ is vecy cClIlICious. 1
said= -is Ibere notbiDg else?-, aad he said ta me: -weil, we've doDe everytbiDg wbat is tbere left ta
do'r... you bave ta UDdersIaDd that iD dIœe yean••jtwu about [die oaly] 81DODdis wbeœ 1badno
tests doDe ID !Dey DO pokïDgy DO probiDg it wu the tint [lime] wbae my doctor sai~ -go home.
get weB 1will sec you every 4 IDODdIs- aud tbis didD't wort in my Caver l'bey said tbat evay 4
montbs wu DOt enougb. 1 wu DDt very ilI. if my doclol' said he oaly needed ta see me every 4
mooths.

Situations like tbese led sufferers to conclude that insurers have hidden guidelines known

only to tbemselves. They failed to see the point of more fcequent follow up sinee there are

neither diagnostic marlœrs nor effective treatments for CFS.

Sorne were shoclœd 10 reaIize how little status tbeir doctors held vis-a-vis însurers.

Their regular doctors had 10 conduct follow up assessments and fill out forms. yet sufferas

could be aslœd ta see IMEs at any lime. They found il perverse tbat a stranger would be

better able 10 assess their abilities tban someone who bad known them before they became

ill. Othee sufferers were impressed with the stance of their doctors who refused ta be put

off by administrative personnel and insisted on communieating witb the Medical diœctors

of companies. Altbough dialogue between doctors often resolved disputes in favor of the

sufferer, it did not eJimjnate requests for sufferers 10 see IMEs.

218



•

•

•

Indepen<k;nt MmieJ F.xaminm

Sufferers could be sent to IMEs befote tbeir applications weœ acœpœd or at any

time during the eJiminariœ period. GeneIa1ly the independent medical examinatiœ involved

at least one consultation wim a psycbiatrist and possibly wim otber specialists. Ovec the

length of a claim, suffdets could undergo many such eurnioatiœs. Compmies made it

very clear tbat if suftètas did not appear for a requested IME assessmen~ they did not

stand a cbanœ of being granted or maintaining tbeir benefits. Sufferets endured IME

assessmenlS oo1y because they weœ critical to insuœrs' decisions to pay disability benefits.

If there was one word tbat sufferers repeatMly used to cbaracterize tbese coosultations it

was "unprofessional-.

Suffeœrs regarded !MEs as -unprofessional" for a number of œasoRS. FtrSt, sorne

sufferers found tbat IMEs were UDpiepared for the exarninatiœ. Then sufferers bad to sit

while "he read the chatt in front of me". Second, sorne suffetets believed tbat IMEs weœ

biased in favOt of insurers. The examination was meœly a formality to confirm insurers'

hypotheses. They did not think it was professional for IMEs to deœive claimants ioto

thinking otherwise.~ sorne questioned the professional ethics of doctors who

withheld assessments from sufferers tbat could be used to terminate benefits. To leam the

results of the assessmen~ sufferers had to malœ a formai request ta the company onder the

new Aceess to Information Act6..

Wbat 1 fouad oegative in the experieoce wu DOt the intera~ but abat filet tbat tbese doctors
cannot even teU you wbat they tbiDk is going on as you sit tbere. '!bey report ta the ÎDSIIrIIDœ
company. Dot 10 you. 50. even if chey bad sometbiDg. it is totallya ODe directiooal dialogue. [

6 ln lanuary 1994- rhl! act respecting the protl!ction of pl!rsonal information
in rhl! privale SI!CIOr- wu passed into law. On thc onc band. it aims to eOllurc
the confidentia1ity of aU persooal information rccorded in the files of private
corporations in Québec and on the other. it allows iodividuals ta have access to
their files under specifie conditions. The individual may bave access frce of
charge. but transcripts require a small fec. The persan may have information
corrected and information not authorized by law deleted· since ooly personal
information neccssary ta the purposc of a file may be recorded thercin.
Corporations must inform the public of where filcs may he accessed as weil as
the mctbods by which this may be donc. <The lQgrg'l·vol 1 number 4 mar/apc
1994· supplement to L'ipfirmière du Qg'bec p .4)
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spin it aD. out ad tbey piŒ up die pieœs to coafinD die Ibeary tbat die ÏIUIUnDœ COIIII*lY
needs • Besicllly die iDren'iew was decepti~becaœe die)' say -tcJl me everydliaa- aad al die ead
they say -, CaD't &eH you. yoo will Me it ÏIl my report-. You œver 8ee the fiIII ftJPOIl unIeIB you
reqœst ilas 1 di~ but tbey are DOt belpfid. It is lDIt of Iike a I*I....ubip pme. md dley .e iD
partDersbip wirh die iDsuraDce compmy. Hopefillly. your docton are ia pm:œrsbip with you fol'
Yom' beallb.

It wu a job- he [IME] bedidll't" me -JIbiaI about how Iife wu.. He COIICCIIIrated on jUIt.
few thiDp from die put ad tbea he ex·mjMd me...md al tbe ad he said ta me '"WeH IÏDCC
youCVe beallllllriedbave )'OU becR feeIiaa becW?- ADd 1 laid. -DO-. ABd he lIIIDed bis back ad
ooce 1wu dressed Ile said ta me -you CaIlIO DOW-. ADd tbatwu iL ADd [ said, -aœa't you aoiaI
ta give me aD idea ofwbat JOlI dJiDt· aad he SIid .. am DDt aIIowed. 1bat's bdweea me ad die
insuraDce rompeny. tbat's DODe of yoar busjness-. So [ doa't Iœow wbat Ibis IUY WIOIe. Ils die
first tilDe abat 1bave aoae to aD expert ad tndy. truly lell dIat it wu • selDp. This mm wu DOl
professionaL.. hefore 1 left [ sUd -can 1 ast do you sec a lot of "beDts lib me wbat .-e die
results'?· aDd Ile sUl •Aw doIa't wony. you're DDt 10IIII&die-. ABd sboved me out tbe dooc ad ....
wu il.

A few IMEs stepped outside the rigid IOle re1ationsbip witb companies tbat seemed

to he the norm, and gave grateful sufferas brief feedback !rom tbe examinations.

By Iaw we do DOt bave die ript ID it [results of ew1mjnatjoo] Or. __WM very ,eaeft)US. bis
offiœ sent me a very brief form of some of !DY bloodwork. ad the actual diaposis, but it wu
very brief. l'bat was Salt ID my doctorad 1bave bea1 very fortuDare.

The ooly ODe tbat was probably more competalt wu die ODe .-who, wbca he made bis report.
noted die fibromyalgia b my pbysiciaDs.

But even sorne ofthese docrors could malœ the visit unpleasant in other ways.

He...asIœd me ifhe couId teach 2 ofhis inrems, if they could listen 10 my mitral valve problpee.
ln the Dame ofscieace, 1 let abat go. He is the ODe who actually gave Ibe DaIDC to fibromyalgia.
No ODe bail acmally clone il UDtil 1 Md sUl in passiDg dlat 1 ache an die lime..• He picked up 00
that. What 1did resent is wu tbat in doiDg bis tibromyalgia test. he took bis peu. and circled the
various spots on my body. 50 1 came home tattooed. wbich 1 dùDk is etbica1ly invasive. ••.He
shocked me as he said -Ibis is DOt in your bead. you bave...- Thal baviDg laUooed me. he weat
into fibromyalgia. He thought abat it wu quile UDCaIIDy abat he would press 011 the saDIe spot
twiœ and 1 would say -ouch·. He wu iBto cœfirmiDg, 1 guess 1 Md DOL..reaIize{d) that people do
not believe il [CFS] is a diseese... he tooIt the symptom...caIliDg il fibromyalgia and tbeD left il al
that, instead of talting il fiJrther to Cbroaic Fatigue.

Fo~ sufferers felt they were tœated unprofessiooaIly when lMEs triviaJized tbeir

condition by implying it was linked ta their single marital status, dismi!Sing it because it

was not Iife threalening, and by making facile suggestions for treatments. One suffeœr

described an IME visit in wbich sbe was given 'the walking cure'.

ln bis office in December' of 1992. he said -get up aDd waIk. &et tbe cobwebs out-. Tbis IUY WM

giving me the 'walking cure' for tibromyalgia or Chroaic Fatipe. Basically these are die kiDd of
doctors who dlink you are lib a b.one aad if you Ft aD )'OUt Ceet. you will he he..
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Finally, some sufferers œgarded lMEs as unpmfessional when tbey were openly insulting

orl! pe1fOlmed perfunctory or seemingly irreIevant examinations. The most egregious

example ofthese aspects of unprofessional behavior wu reported in the following aœount

He wu very difficuIt.••very iDsuItiDg, he DOt ooly iDsuIled me md my fiuDily, he iDsaIted my
panDlS aad Dr_, l'be only rasoD 1 put up widl it wu beca..., u you weB know. if die
insunDœ compay is .-yin, you beoefilB ad dley .yyou bave ID JO SCIe someoae. if you doD't
see ....t penoa., rbal your beDefill ICt eut ott" becme you me DOt beiD, cooperative. 50 1 ,.,.
extremely cooperative by puItiD, op with tbis fer two bours aad twealy miautes. l'd .y
-Or,_" afta' doiDg mmy taIS, bas come up widl die diaposis of Epstein-Bar- aud he !DI
-weB lbeD. he does DOt Iaaow wbat he is doiD,·. Wbm he __ me wbat 1 worbd at,... He weat
on a real rinde for about len lIIÎII1IteS [about ber' professiOllI...And tbeIl wben he wu ex.mm,
me, wbich he speateucdy sevea mimi'. out ofdie IWO boan ad tweaty (m_..] he .. ·you
bave 'Imoclt kœesf

..,blelt wben you weœ yooug, your J*eIlts wouJd DOt bave cared enougb ta do
anythiDg about it myway·.••[he sUl] he didDft Jmow wby my faIIIily put up widl me md ifhe bId
somebody in bis famüy lite tbal. hefd mate sure tbat tbey 'Mn put somewhere. He wu very
UDpIOfessioDaL.J..a belllOl'dlaJe in my eye... &Bd he wu fasciDatecl by tbat.•.aad wbeD he wmt
to examine me. two dlirds of the time wu speat lookiDg into my eye aDd.•• and he wrote ID tbem
aod saKI abey defiDitely sbou1d bave a report 011 dUs, b:Ause Ibis wu a severe disability. He
cœsidered my eye a severe disabiJity. but he didn't tbiDk abat wbat 1 bad would lut loog. Not te
worry. il proœbly wu DOCbiDg. 1bMl oaly been siclt al Ibis point, for' about dIree years...

Sufferers' recourse against this sort of bebavior WU to report IMEs to the insuranœ

company, the College ofPhysicians and Surgeons, or botb. Sorne sufferers made the initial

inquiries and reports but did not follow tbrougb. They were tao afraid of possible

repercussions. Interestingly, Woodward (1993) found that doctors in the government

medico-Iegal system were more acœpting ofCFS tban general practitioners.

SurveiJlaoœ

The paper work, follow up visits to doctors9 and 1MB exarninatioDs were constant

reminders 10 sufferers tha1 they were Dot believed. But surveillance sent the Most telling

message: sufferers were suspected of fraud. Ofco~ suffeœrs were Dot informed of

surveillance. But many suspected tbey were being monitored. Sorne of tbose who feaœd

they might be under surveillance became virtual recluses. Tbose who verified tbat tbey bad

beeo under surveillance felt violaled.

Fear of surveillanœ effectively deterred sorne sufferers from traveling outside the

city limits. They felt liIœ hostages. They believed tbat if the compmy tried to contact tbem
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and could not do so, tbat would provide grounds for temrinaring benefits. 'Ibeil' feelings of

restrieted freedom of movement could also impac:t on tbeir famiJies around issues such as

vaeatîons.

1have been iII for dne ad a baIfYarL 1bave beeD wilbin Ibee four waDs...rm lCamd ta ev_ ao
away..• in eue dley coatact me ta see m expert. This is dne ad a balf yean. 1 have DOt taba
vacalioD. 1 doD't feel wen eooup ta go anywbeœ. But ev_ if 1 sbouId... 1 am DOt c:omiJrtüIe
because 1am always 011 striDp tbat someoae will OOIllKt me ta be IeIIllD a medic81 eX8 ",i+wtÏOD
50 1can get IOIIID JDDDeY from tbe&e people... l'bey doD't aUow you ta pt out. T'bey cIoD't aIIow
you ta just pt weD. They are puIIÎDI ODe clowlw afta'~. Olle obg;le aftcc aDOIber... lUIt
wbm 1start feeliDg a lilde scœread .y ta m.yself -Oby, DOW 1CaD COIIC'eIIIrate 011 aeUiDI weU
50medüng bappeas wim die iDsurace cowpmY Jou maw. It's aletter... 1DOChr form to sip lIId
another doclor' to Iee••• 1am Il tbc poiDt.l11 he hoœst with you. l've beeD vecy sick ail sgm".
md rm reaIly tbjnkinl of tatiD& tbe moada.ofOctober: 1 just œed ta &et away ad to be1l widl
them....I may he wroag, but 1dIiDk tbey wouJd boId it apiDst me if [ weill away ad tbey 1ried ID
contact me. In tbeir miDd's eye they would .y -ah&. &be's sict. but sile is DOt available. Wbae is
she'?-....1am made ta feel tbat ifI am DOt lying ÎD bed at home. 1 am DOt sick.

One sufferer became distraught while recounting wbat sbe bad discovered about

being under surveillance. She felt devastated by the metbods~ the reach of the

scrutiny, and the recommendation tbat surveillance be continued. The monitoring was

carried out by telepbone calls, parked cars, and video cameras. Sbe suddenly understood

the wrong numbers and no voiœs at the other end of the line when sbe answered the

phone. But she felt they bad gone weil beyond the pale wben tbey logged informatiœ on

the whereabouts of ber busband and children.

Payment Problems

The last major problem of the elimination period was the actual payments. 5everal

sufferers reported delays, Iate cheques, and a sense that insurers were trying to staIl on

payments. Sorne sufferers whose daims were held up, had tried to go back ta work on a

part time basis. By the time their daims came tbrou~ it was based on tbeir part tinte salary

of a few Montils, rather than the full time saJary that they bad been eaming for severa!

years. These taetics left sufferers feeling that insurers would "do anytbing not to pay". The

label Ifeliminatioo period" seems apt in Iight ofsutIererst accounts. Cose ta the end of tbis

period, many noted more vigorous aetivity by the companies and in fact, some suffeœrs

did not maIœ it past this period into long tenn disability.
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Once suffdets were accepIed for long term disability bowever, tbere was usually a

sharp drop in the amount ofcontact widl insuœrs. lbese suffeœrs weœ asIœd for medical

repons once a year or even once every two yean. A small minority lost benefits after being

on long term disability for a few years. And a few sufferers who bad delayed applying to

govemment insurance plans because they bad not fully understood the œIatiœsbip between

these plans and private progmms, had to repay the companies once the govemment

accepte<! their daims. But for the most part they were Ieft aime.

It should be said tbat some suffeUa5 weœ satisfied with the way mm cJaims bad

been handled overal1 But even these suiferas bad experienœd difficulties with !MEs,

delays in payments, and tbreatening letters. Most of tbese claims dated back to 19705 to

mid 19805 and many sbowed objective evidence of an illness wbetber recognized as CFS

or nOL One sucb sufferer referœd to herself as "blessed" because she bad proof that she

was ill. 1bese few suffeœrs tinally œacbed a stable agreement with companies, œœived

regular payments, and were basica11y left alone. They had ready acœss ta a bigh level of

knowledge in the heal~ legal, and insurance fields. Some bad been cbampioned by their

company doctors or campanies in their efforts to obtain disability benefits.

By the time suffeIers were interviewed, sorne weœ reœiving long term disability,

others were in the process of applying, and a few had lost their benefits al the end of the

elimination period. Some of these sufferers had given up and gone back to work because it

was "psychologicallyeasier" tban tighting the companies. But physically it wu a daily

struggle in energy management. These sufferers felt they had to settle for positions below

their potential just ta remain in the workforce. Even in these lower level positions, they felt

vulnerable. They believed they were DOt competing against colleagues on a level playing

field Other sufferers whose benefits were terminated came to a sett1ement widl their

insurance companies, while a few were in the process ofIitigation.

Disability payments allowed sufferers to maintain financial independenœ and justify

their occupancy in the sick IOle since a medically valid illness or injury is a oecessary,
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though not sufficient, cœdition for insurers to pay benefits. For Ibis reason, the disability

system bas the potential to be a second, albeit indiœct. source of legirimaring illness. But

the experiences of CFS sufferers suggest tbat, at~ ooIy a tenuous relationsbip exists

between insurers piying benefits and acœpIing CFS as a legitimale and disabling

condition.

The Priee of Unegual Power

Two factors put suffelets al a disadvantage in claimjng compensation. Fmt, many

lacked the "know how" to negotiate the disability system. For example, some sufferers did

not reaIize that the presentation of their case couId incœase the odds in their favor or mise

waming flags ta insurers. t'bey naivelyassumed tbat tbeir experienœs would be enough to

convince insurers of their c1aims. Otbers did IlOt understand the relationsbip between

govemment and private insuranœ and consequendy delayed applications to govemment

programs. Much 10 their surprise, tbey had to œpay insurers wben public benefits were

approved. Moreover, sufferers expected the farnjUar model of the doctor-patient

re1ationship, in which the doctor is the patients advocate, 10 apply to their visits with

IMEs. But !MEs do not have a doctor-patient relationsbip with sufferers. Ins~ they

have a client-eonsultant œlationsbip wim insurance companies. Lacking prior experien~

sufferers bad no pattemed ways of interaeting with insuren or with doctors hiœd by

companies. Instead, they responded ad boc, using trial and error to gain 'know how'

which sometimes came too 1ate to help their own case.

Suffetets were at a second disadvantage because of the economic power tbat

insurers held over them. A œjected c1aim could renew dependence on family sometimes to

the point ofadult children retuming to their parents' homes after years of living away. The

alternative was social assistance which, in fact, was the fate of severa! suffeœrs who bad

once eamed a good income and had once œœived a viable level of income replacement
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from disability compeusation. The high stalœs made sufferers vulnerable. They (e1t tbey

had little cboiœ but 10 ·put op. with disœspectful tœatment from lMEs, constant etemands

for proof of disability, and deJays in payment. Many undastood insums' position in

trying to e1iminate ftaud, but tbey œsented implications that JinJœd tbem 10 such activities.

Cogni 73n t of the unequal power relationsbip, many sufferers COIlcluded tbat tbey

had only limited recourse 10 contest rejectiœs of tbeir daims. They could appeal or Iitigate

and sorne did 50 successfuIly. However, otbers found litigation daunting. In part, mey

hesitated because of the cost and in part 1bey weœ intimidated by the perœived migbt of

insurance companies. One suifera- recounted rumors tbat a company had a battery of

twenty seven Iawyers devoted 10 CFS cases. Their awareness of the unequal power

relationship between tbemselves and insurers oot only limited their options but exaœrbated

feelings ofbeing baras~beleagueœd, and disparaged.

Suff'eteIs' accounts showed tbat al some point ail bad encountered oegative attitudes

in their bid for compensation. They were nearly unanimous in their condemnation of IMEs.

Their direct experienœ witb symptoms and inabi1ity to function made them feel justified in

claiming disability. But they were consrantly being cha1lenged about the truth of their

statements. In the en~ many were left with feelings of ambiguity about the experience and

negative perceptions of msurers. One sufferer appealing the termination of long tenn

benefits best expressed the ovenill feelings of many fellow claimants:

Part of me waals the claim accepred because 1 need the lIIODey. It's DOt a 101 of mooey, but il's
enough to belp pay for 1reabDeDfs. Holistic medicines are expensive and they are the ooIy thiDg
tbat help me, give me a certain amouDt of energy or at leut ability to look aCter myself, my
physica1 self. They do good. Ifl bave DO moaey, 1can't get belp. 50 1 need die mooey fortbat. On
the other band, dIere's part of me abat a1most hopes dJat they don't come Ibrougb. 1 tnow dley are
going ta malte my liCe miserable. they are soiDg la mate my liCe heU.

searching for Validation in Social Networks

The two previous sections showed tbat sufferers needed officiallegitimatiOll of their

illness. But sufferers also wanted their claims of illness and related mie disability to be

22S



•

•

•

accepted by tbeir family and friends. The mix ofbeliefs and radions tbat tbey encounteœd

from significant otbers posed severa! cballenges for sufferers. They bad ta find ways ta

maintain the support of tbose who believed tbem and they had to tind ways to deal with

oegative reactions from people with whom tbey had social ties.

Mapnl Sense ofOtlJers· BeUefand Disbelief

Suiferas surmised tbat sorne family members and friends believed tbem berause

"they knew me befme 1 was m". They felt these people would not judge them as being

malingerers or depœssed. One sufferer for example, reported that wben a doctor suggested

sbe might be depœssed as a result of a lengthy infectious illness, ber husband intervened

and said: "Wîth all due respect Dr.-, tbere's something you don't know, she's not that

kind of girl". Otber suffeers suggested tbat it was seeing the dramatic ditTerences in tbeir

pre-ilIness and later levels of functioning that cœvinced familyand friends to believe tbem.

1 wu a very active persoo. wbether its professiooally, sports. culture. bobbies.•.At first [family
and friends) said -studyïng is bard. its sixty CX'eighty hours. week. 50 it"s UDderstaDdable Ibat you
are tirai-. l'bey did DOt reaIize it is • disease ..My ilIness bappeaed alter 1 bad left home.•.rbey just
saw me once a moatb. they thought 1 wu DOt getting better. 1 wu deleriorating.•.they [saw] die
diffeœoce. They reaIized -my God. she reaIIy is sick-

However, sufferers were not believed by everyone who knew them weil. They

were tald tbat they were Jazy or tbat tbeir illness was "all in the bead" by some family

members and friends. Sufferers offered severa! explanatioos for these negalive evaluations.

Sorne openly stated tbat their families were dysfunctiooal and bad long standing histories of

oot supPOrting Ibeir members. Sorne blamed doctors for influencing family bellefs. In a

few cases, doctors had privately consulted with family members to explore the poSSlbility

that sufferers were depœssed- a tact which suffeœrs leamt about later. Otber sufferers

suggested tbatnegative familyreactioos had their origins in the family's limited experienœ

with illness or "old school ideas". They implied tbat these factors migbt have influenced
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wbat the family recognized as jJ1ness or contributed to 1JI1mIiistic beliefs about members'

vulnerabiIity. In these familles. ftillness witbout identifiable disease" migbt have been

construed as faking or psychological dïsorder. Dy exp1aining family œactioos in tenns of

dysfunctional dynamics, doctorsl influence, familys experienœ wim illness, and old

fashioned ideas, .suffcIas downplayed tbeir impact In truth, such responses wounded

sufferers and cœated intrafamiJjal straïns. But in some cases, slœpticism ftom family

changed over time. One suffeœr reported:

My family bas a bi, problem with il ......se we œver reaIly luId much ilIIIas iD my family aad
my fadler comes &om. die "oId schaol". lDitiaIly they bad a lot of problems widl it but dley have
come arouad. My dm JalotNs a Ce... ocba' people who bave il. ODe wu a docm. That seemed to
sp8rlt the light. They are preUy load about it now.

The circumstanœs tbat led to this family's change ofopinion weœ interesting for what tbey

suggested about stigmariprion and legitimation ofa contested il1neu.. If the family's illness

helief was tbat "ilIness without identifiable disease" represents faking or psycbological

disorder as 1 bave suggested above, members may not bave wanted to be associated widl

such charaeter tlaws. However, the cbaracter issue was effectively disposed of wben a

highly credible individual whom tbey knew persooaJ.ly admitted ta having CFS. If a doctor

could have CFS, then the family could acœpt tbat one of tbeir own might also have this

illness. This family's bebavior accords with the view tbat a contested illness MaY derive

sorne legitimacy from the social status of those it afflicts7• The situation is a telling

commentary on one of the more negative consequences that CFS sufferers face from people

important ta them. 'Ibeir character alone may not be sufficient ta lend credibility to their

daims. It may take the high status of outsiders with the jUness for familles to graDt a

previously denied validity ta one of its own members.

7 The relationship between legitimacy and social status has been noted by
Abbey and Garïmkel (1992). Greenberg (1990) in the case of neurasthenia i n
the nineteenth century and Fillio (1978) in the case of chlorosis. They argue
that these contested illnesses lost legitimacy as diffused from the restricted
zone of the bigber social classes througb to the lower social classes. Abbey and
Garfinkel predict a similar fate a...aits CFS.
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Ingtead of sufferers' cbalacter, their appearanœ sometimes became the issue in

being believed. Sorne observed tbat they weœ not believed because they did DOt look sick.

One sufferer wbo did -not look sick- remembered being asJœd if he was drunk wben be

feU clown at work. Anotber stopped œIling ftiends tbat sbe was siek becanse of tbeir

reactions ta ber appearance. Sbe disœmed accusations of malingering in comments about

how weil sbe loolœd.

[lbey say] -Ob but you look goad-. 1 look 50 damD aood thIl people who used ID kDow me 4
yeus aga. aDd baVeIl't sem me since daIl't recopize me. No ODe qes tbat much iD 4 ye.s or
cbaDps tbat much in 4 yars. 1 am DOt sIDpid, eVeIl Ibough people dIiDk tbey are doiD& you a
favor by telliDg you. you look good. But in our' aociety -you look goocl- meas Jou're probably
faking and JOU want our sympadly but JOU doa't look siCL 'Ibis is my ÙltCIpI'eIalioo of it.
Recause 1Imow wbat people say. ( bave been arouud people. r know wbat people say. They may
not say it to your face. but just by their response you laKPN wbat !bey m'e "'intin,.

At first sufferers ttied to explain, but eventually, sorne became lltired of defending

themselves" or found they "could not stand the judgmentsll and tenniDated the friendsbips.

The Importance ofBeing Believed

Being believed helped sufferers to retain a positive self image. It aIso helped tbem

to request and receive needed instrumental support from family members. Sufferers who

were believed reœived financial assistan~ and help with daily ehores, personal~ and

child care responsibilities.

my mother she is very supportive. She wanlS me to go for' meals. or sbe will cook. for' me, briDa
food..My brothers are tbere for me wben 1need them. EVeil take eue of the kids. and they support

me in every dling_.My youngest brodJer came to the confi:rmce in AlbayS with me, 50 ( thiDIc
he understands it a lot more.

8The Albany conference took place in Albany, New York in 1992. The proceeds
of this conference were published in Ianuary 1994 in a special issue of ç ligieal
Infectious Diseases. This conference included clinicians and researchers in
basic Medical sciences such as virology. It syntbesized much of the knowledge
of CFS to that time, including history, epidemiology, causes investigated, and
treatments that bad been tried. Several subjects in the present study attended
this conference.
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Help with housebold responsibilities allowed some suffaas to work outside the home

smce Most of their energy could he cbanneled mto the performance of a single mie.

Financial beip allowed otbers to maintain tbemselves witbout resort to social assistance and

to successfully challenge insurers.

Sufferers who were believed aIso œœived emolional support !rom family. They

cœdited sucb support widl allowing them 10 perseveœ in seeking a diagnosis. staVÎng off

suicidai depressio~ restoring perspective tbat inevitably sJipped and genaally weadJering

trying times.

1caDDOt imagiDe baviog a family•..reject you udbeiDg able to survive. You 10 through a period
of low chronic dqxessioll wbeo you fiDaIly realize Ibis is DOt somelbing tbat is goiDg to go
away...1 would tbiDt tbat this must be a dreadfid tilDe whm people would even go tbrouJIl
thoughrs of suicide. 1never Ibought of suicide bot sometimes 1 wouId lay iD bed and [ wouId cry.
WheD am 1 goiDg 10 gel beaa? Wbat is wroag widl me? ABd DObody am Ul8Wer. 50metimes my
hnsb8Dd couId be very sympdIetic and oIber~ he would say -enough, enoup-. 50 tbeD 1
would bave ta dliDk. -yoar whoIe worId is DOt die cenler' of everybody else's world. just WÊI1
how much you are complaiDing-. 1wun't beiq criticized for campl-iaing but you do bave 10 he
aware tbat jœt becaase you are sick, doesD't DaD tbat everyœe in die world shouId Iistm to yoar
illDess ail the tilDe. That is very impodIDt because you do tead 10 start to dweU on it if you aIIow
yourself10•

Ifooly one or two famlly members believed the sufferer, instrumental or emotional

support could be fragile. One sufferer regarded ber mother as "the only one who believed

[berr'. She bad "disowned ber [doubting] siblings" because they "stepped on me, pushed

me, and scuffed me right out". Wben ber motber died, sbe tried 10 forge links with other

family members but was "given the cold shoulder". This rebuff effectively balted furtber

attempts to establisb family contacts and left a deep void in ber support system.

Some sufferers who were Dot believed, reœived virtuaIly no belp from family, no

matter how desperate they fell

1could Dot get out ofmy aJ*blleDt, 1did DOt bave any strengtb. 1 fouDd il very difficuiL 1 taIbd
witb my family and tbey said -you are lazy, go bact 10w~ tbeœ is nodüng wroog with you,
il's ail in yom head- and 1 fOUDd il very difficult to rate caœ of myself.

One woman found it difficult to lift heavy abjects sucb as groceries. When she tried to

enlist help from ber son, bis "eyes glaze over, and be walks away. His response is 'oh no,
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not again'·. He bas pointedly told ber tbat he does IlOt be6eve sile needs the belp tbat sbe

requests.

A small numberofsuffaas concealed tbeir iJ1ness from their fiunilies, wbich made

bath heing believed and œœiving support for being ill a non issue. By conœaling their

illness~ CFS sutTerers may deprive tbemselves of much needed support (Waœ 1992).

However, since tbeœ was something clearly wrong with suffeIa5, wbether they admitted il

or not, their strange uœxplained bebaviors could cœate severe inttafamilial sttains. One

young man who lived wim bis parents œfused to tell tbem mat he bad CFS on the grounds

that they would not understand. Ignorant of the situation, but bewildeœd by bis bebavior,

bis parents bave made many scatbing comments about bim lazing around. This suffeœr

became angry, brooding and irritable at home. He felt bis parents' comments were

unjustified since it wu ail he could do 10 Iœep a full-time job. However, he continues to

live with bis secret and the tensions it bas caused.

Generally, sufferers did not expect the same kind or level of suppon from friends

as they did from family. But being believed by friends was important beœuse it is a

prerequisite for preserving the œlationship. And friends are an important means of social

integration. During their worse periods, some CFS suffeteLS œtteated into isolation and let

friendships go. The phenomenon of ·pulling inIl tbat is, tuming away from or sharply

reducing social contacts, bas been noted among people with a variety of chronic illnesses

(Cbarmaz 1991). But in periods of remissio~ many sufferers craved the social

connectedness that fiiends provide.

Friends also affirm tbat one is worth the trouble of being remem~ being

included. But old friends also mirrored what sufferers had been Iike before beooming üL

That might have been a difficult reminder for sorne sufferers.

l can't keep up ta a lot of the occasioas chat •.• receDdy, a couple of my girlfriends... [and 1]
wanted ta &'0 away for a few days...But •••widl the rain aad the cold. 1 just thougbt rm reaIly
pushing il, rm gaing ta go away, we'le goiDg ta stay op late yattiDg. l may DOt bave a terribly
comfortable bed aud l'm just goiDg tG Bep on aDd 011, ta keep up because tbese WOmeD are
incn:dibly aetive...tbey bath ale in extremely &ood health. They're very lovin, aDd cariDg of me
but they doa't know bow lilde 1can R:aIly keep up in SODie ways. 1 can't go for a five mile waJt
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incoldd8mpwealbet.ljastpailllalibly. 50 1 !àIted ln feel sarrnd • Fmally 1 said ln myself.
wbyare yoa doiDg düs.1bey'Je c;1o&e iieDds _Ibm caIIed dIem adMid -caa we deJay Ibis lIIdil
the spring, whm die wealber is .lilde easier. November is • basy mmtb ••

My tiieads were JDDYiDg up die ccrpcnae a.dda'md 1 bad ID give up everytbiaa. 1 wu in bed for
the first two yan lDd tbat WB very difficult. UlIforbmaIely 1 ... 10 J.m die banl way ta
reprioritizJe what wu ÏiDpOi1lIIIllo me.

In SUlD, being believed by significant otbers legitimated suiferas· claims of illness and

disability, eamed tbem needed insttumental and emotional support, belped tbem to remain

socially integraœd, and affirmed Ibeir self worth.

Seekina Saumon for Role Chan" and Role Witbdrawal

Many sufferers realized tbat being believed was not always enough to sustain

instrumental and emotional support from others or 10 maintain social ties. They would also

have to maintain sonte minimal, if unspecified, level of social involvement. In a study of

women with breast cancer, Bloom and Kessler (1994) found a positive relationsbip

between social involvement and perœived emotional support. Contact with others incœases

the availability of individuais to provide support (Bloom and Kessler 1994), but it also

provides oppottunities for mutual excbange (Minkler et al 1983) which may be critical ta

keeping relationships. Among CFS sufferers, the issue of excbange was particularly

important in some roles.

ReaCtions ta CIaims ofWodc Djphilit)'

Sufferers who witbdrew from work found support for their decision among family

members who believed them. In many cases, tbis support bas been unwavering over the

months and years that the iUness bas Jasted

My parents kDow me best. They see me pusbiDg myself. ney could see sigas [of ilIDess) before 1
did. When 1gave op my job, they were 50 relieved. l'bey bave beea grea~ vezy suppoitive. 1 taIk
to them everyday aod ifI don't soœd 50 pat, my motber knows. They will come over aDd he1p•
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But with~ sorne pœviously sympatbetic family members berame less 10lerant of

sufferers' inability 10 retum ta some form ofoccupation or retraining.

The Most negative responses to sufferers' withdrawal fmm work came from former

colleagues who suggested suftèrers weœ -cmzy- or malingering. As offensive as tbese

remarks were, many suffeters understood why tbey weœ made. They understood because

"the stigmatized individual tends 10 bold the same beliefs about identity tbat we do•••the

standards he bas incorpomted from the wider society equip bim to be intimateJy alive ta

what others ste as bis failing, inevitably causing bim. ifoo1y for moments, 10 agœe tbat he

does indeed fall short of what he reaIly ought to bew (Goffman 1963:7). Suffeœrs felt tbat

befme becoming ill, their reactions would have been simi1ar ta their colleagues because

they too bad worked even wben ill and wood DOt bave been sympatbetic 10 people claiming

work disability.

These are people who ahnys worted. ABd 1gue&I maybe 1wu lite tbat 100. you bave YCU' secure
tilde job. you mate a good saIary you caa affonl Ibis md tbat. They dOIl't kDow wbat ilS lib ta he
ia aside fmm baving a tilde cold or 'flu. duriDg which lIIO&t of us go mto work because we waDt
to show how stroDg we ate.••We aU do tbat. 1usai ta do dJat tao lIId 50 you don't DOW wbat it is
to lose everytbing- you've lost your job. to lose your selfesœem. your bealth, and you caa't do for'
yourself. At tîmes. l bave ta wait for my busbmd ta carry me ta take a shower...• You can't tell
these tbings ta people.

Sorne sufferers tbought that the name CFS compounded the problem since it hardly

connotes a seriously debilitating condition that would warrant extended work absences. In

this regard, one ftustrated sufferer commente<!: -if 1 bad to get sometbing, why was it

something with such a stupid name? It tends 10 make you want 10 say 'get up"'.

The ToU on Friendshjps

As suffeIers became incre:asingly unable to participate in aetivities or provide tbeû'

usuallevel of support ta others, many of their friends drifted away. Sufferers tbougbt tbat

both doubts about tbeir illness and disability and the fact that "few people can tolerate tbat

you can't Iœep up" led ta loss of friends

1rad tbat we lose ail our &ieads. If they do DOt drop 115 bealuse dley tbiDk we~ 'Jazy or ctazy'.
they are just DOt patient CDOUP bec.use we caDDOt go out widl lbem ad join them. Or. we drop
tbem. because they teep putting us clown.
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Fearing social isoJati~ some sufferers tried to normalize the situation and cany on even

wlille feeling pusbed beyond their limits. Some œnceaJed tbeir illness from friends. Otbers

were more open, but they still tried to Iœep commitments even wben feeling~ especiaIly if

there was an outlay ofmoney or long planning involved.

On cbeap Tueslays my busbad, 01' tbis friaKI of mille who sees Iœ frequeody during die weet.
will say come we will 10 10 • 1DOYÎe, 1will boy tickets abmd of time 10 mate sure we go iD. AllI
sometimes bec&1IIie 1 doa't waat to lOBe tbat lIIODey, 01' for ... 10 lose tbat moaey, 1 bœ
myself.•.Doa't ask me wbal the movie wu about, 1 WOll't remember. Even dlough 1 am DOt
feeling weB, 1 will go out but 1 WOII't enjoy iL

A few compromised by attending events or participating in aetivities for short periods oo1y.

They feared "if you stop and say you can't do i~ you just get left out". Normalization

shielded friendsbips from being tested by sufferers' inability ta Iœep up.

Othee sufferers tried to find a tolerable balance between normalinnion and retreat to

the sick role.. They came to this solution sometimes after years of trying to meet social

obligations and paying the priee in worsening symptoms and days of debilitation wbicb

they resented. Initially, sufferers were afraid to cancel commitments tbinking tbat tbeir

friends would DOt understand the unpœdictability of symptoms or the discrepancy between

looking weIl and not being able ta perform normally. Indeed sorne friends did not

understand these aspects of the illness.

They [&ieods] leave theirwbole day [open).... Somelimes when they see me hurting 01" very tired.
then they say -ah! you are sick-. In tbat period wben 1 try ta he cbeerful, they say -ob you are
normal. let's go joggingw. They cannot get it iota their heads. but Iben 1 caDDOt get it ioto my
e.d, 50 bow cao 1expect Ibem ta DOW die exteDt ofwbat 1cao ud caDIlot do.

To their relief however, sufferers found tbat some friends made accommodations tbat

allowed the friendship to continue even if they did Dot understand ail aspects of the iJJness.

Instead of lœeping near normal routines, or finding a tolerable balance between tbeir

own and otbers' needs, some sufferers became social isoIates. '!bey variously explained

this decision as due ta Jack ofenergy, a stable coping style, or a pre-emptive move to avoid

possible rejection by ftiends. Some admitted they might be reœived more sympathetically

than they imagined, but were Wlwilling to take the chance. At tint, these sufferers were
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still contaeted by friends. But 50Dle refused to answer the phone or refused aIl invitations

until friends stopped caJliog because -tbere wasn't any point-. One woman, who did not

want to explain ber unavailability, Iœpt her answaing macbine on al aIl times. "You cannot

say you are in bed twenty four hours a day·. If she retumed cal1s, -1 would lie and say 1

was ouL 1 was 50 aslunned, 1 would lie. 1 knew they knew 1 wu lying, but tbat wu il-.

Her comments suggest tbat sbe did DOt tbink friends would believe sbe wu tbat ill, and sbe

could oot bring berself to tell tbem tbat sbe could DOt Iœep up.

Other suiferas went into pII'tial œtreat. They let social lies go 50 that they could

devote aIl meir energies ta a major IOle such as work. But individual. friends did DOt always

know or understand tbat they had Dot been singled out for sligbts and ended the friendsbip.

Ruptured friendsbips based œ these types of misunderstandings led many suffeters ta

comment, as mucb wim anger as with regret, that having CFS bad revealed tbeir true

friends.

Ive lost IWO frieuds. They &Je a couple. 1 guess it goes ..dt ta beÏDI beaIdly. We t.l a good
re1atioaship. 1 bave been ta CÜDDeC al lbeir place on a few occuiœs. At dlat lime. they did DOt
bave a car, 1wu driviDg them beœ md tbeœ. DO problem._(Ibea] 1gal sick.. l'hrouIh the fint five
moolbs ofmy illDess 1worked aDd 1just did DDt bave my lime cr eœqy for myone. or any tilDe
left or streagtb for myself al the end of tbe day. 1&ct wind tbat he wu upset bec-use 1 !lad goae ID
their place for diIma' 50 mmy times aod...I Md DeYer reciprocaœd. Trudl he known. duriDg tbat
time. 1 did DOt bave anybody over. period. 1 weat home Md 1 just did nodIÎII'. ABd he DeYeI'
UDdersrood dIat aDd we oevel' rally toIally recœciled Ibœe dift"awces. It came op apiD reœudy
and 1 said -tbat's il, if he cao't 1IIIdersraDd wbat [ am lOial tbroagh. then 10 beD with him-_. 1
guess you couId say he wasn't a aaI fi'iead ifhe couIdD't have m open miDd ta it in die fùst place.

Many sufferers came to a point wben tbey wanted ta increase tbeir DOW diminished

social circle and maJœ new friends. But several revea1ed tbat they had become insecure

about their social skills and they worried about strangers' reactions to CFS. As a result,

sorne sufferers restrieted their search for new friends to -saie- circles sucb as CFS support

groups or church groups, wbere acœptanœ was more likely.

People will asociale wim y~ but cIœ't wmt to become peI1"'!MIJIlItly associated with you...I
Weill to a dwrdl poup because they Jive me belp...dley didn't wdeaa1aDd CFS but they look oda'
thinp that were affectial my Iife. lib beiDg aime &0 mucb. beiq ....ted from my famiIy,
living a10De whicb are importaDL••It is very bard 10 fiDd myODe who is KCeptÏDI tbis iIIDeIIS..J
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6Dd a lotof[suffaeas] Ge vecy Jlesitant to people about Ibis. bec-,. of die publicity il bu bad
about beiDga psycbimic 01' meatal iODas.

Unmanied suffeaers pœsented a special case of trying to maIœ new social contacts

through daling. SolDe simply refused to entertain the possibility of romantic œIationsbips

because of their condition. Otbers, clearly worried about the reactions of potential data,

admitted it was very difficult ID maJœ the first approacb. A few women lried to solve the

problem ofapproach by uSÎDg the telepbooe dariog lines. But even tbrough tbis anonymous

medium, self presentation became a somœ of amrlety. Some wonied about giving

impressions ofbeing disoriented in CODvenatiOll~about descnbing meir appearance if !bey

were overweight, and about disclosing why they were not WŒking. One woman wondered

how a date would react 10 seeing her arrive in a transport bus fŒ the disabled. lbese

women also doubted their ability to fonn accurate impressions of potential dates over the

telephone. Some woodered whetber they might be easy prey for depraved or ill intentioned

men because they might not pick up the cues and waming signais tbat would help tbem to

decide whetber a caller was an appropriate date.

1 started to date for Ibe first lime in tell yean.• 1had DO humaD cootact fer all those yeats, DOt ev_
a hug...wbeo 1 talk ta people 011 the date liDes -tbey are DOt aPl*opiMœ but they Ile the oaly
people 1cm tait ta and 1 need to talk- every DOW and Iben 1 give in. WbeD they ask wbat 1 look
lite and how much 1 weip. and then they wmt to Iœow why 1 am DOt working... ( am
eoàaassed.

Sure 1would Iike to go on a dare and fiod a guy and bave a normallife. But bec-lise oftbis ilJDeu,
we are slow mentally. This is a big city. Someoae told me about die telepbone persooals (datiDg
service) but talking on the pbœe mûes me disorieated and tbea 1 gel tluid in my hmg. ( wouJd
prob.bly do myself in. 1 am DOt tbat quiclt mmtally, UDless 1 kDow through a &iend Ibal tbis
persan is safe.•.N1IIIlbeI' one, my muscles are weak and mentaJly... they could put anythiDg put
me. Eventua1ly 1 pt il, but it couId he too late. l'bat doe&n't give me a lot of security te go out.
And how would someœe feel ifI puIIed up in a Wbeel Trans bus'?

Men who were actually in dating relationsbips bad otber problems. lbese

relationships higblighted their past, tbeir limitations, and their cuuent feelings of insecurity.

(t's kind of lUde me a liltle bit IDOle insecure about myaelf. A frieIId of mille said Ibe odIer day
-we wae kiDd of seeing ach 0Iber- md sile said sbe"d he curious ID see how 1 react to work ad
tbiDgs liIte tbat. and what Idnd ofIllY 1 am wbeD 1 am wortiDg. It kiDd of bodlered me...1bat she
wu tbinkiDg lbat maybe 1 am a differeat penoa. bec.... 1 am DOt wortïng. Just geaeraIly, il
mates me a liltle bit lDOI'e insec:ure•
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Social re"ricwships wim womm primarily... cm be verye~.People do DOt taow who
is COIlIqioua 01' DOt. If1say 1bave CFS, 1 am 110 Bled ta die ... but Ibm 1 woader wbat people
will tbiDk of JDe_J am a smut penon and înteUectual lite is Üi4JOi1UIt ta me. 1 tbiDk certaiD
aspects ofùdleDectual seasitivity or a:uteDeIIi are diffeleDl fiom befoœ. For me, it is MY wboIe Jœ
and it is !JOIDrl!fhjn, 1 am v«y coaacious of ail die tïme...[CFS] cbaDpd my appearmce very
suddealy. 11IIIId ta bave cbeeks. It bodIas Jœ_.If you do DOt Ceel .. aemaIlyiDvi......... it
probmly affects your self-wOldL Ifyou Mve eut t.ct Jour ldivity 110 1DIICb. you stop tbinlrin, in
terms of a lCOpe of a:tivity dlat woaId aflèct you. 1bId DOt beea JOÏIII out with SOIœODe for
some cime lIIdaD ofa suddm 1wu. 1bat is wbea1 œaIized bow Iimited 1 wu. That Ied ID mmy
new feeliDp. 0Dœ JOU Mve beeD liviDr at a low Ievel aDd JOU Iry ID do lIQIIW!Chin, normal, fOlK
ideas ofself-worth come iDro play.

One man in a potentially serious œlationsbip, tried to explain bis limitatiœs to bis partner

and felt ausbed wben she did DOt understand. He bas teSigned bimself to the possibility

that he might never marry and oever bave the family that he wanted. Wben disclosuœ

results in social distancing, sufferers may become more wary ofdisclosing or entering new

reIationships for fear that rejectiœ may be œpeated. Feus of rejection, feelings of being

different, of not being understood, ofbeing seen as less desirable as dating partners are all

elements ofwbat it is to feel tbat ooe's identity is tainted, to feel tbat Olle is stigmarizec1

Straïns on Fami1y Relatjonships

Raving CFS affected sufferers' roles as parents, SPQuses, and simply as family

members. Sufferers tried hardest ta live up 10 dleir paœIlting IOle obligations. SeveIal

became emotional or cried when they spoIœ of how CFS had affected their parenting. It

was deeply important to present tbemselves as strong mie models and 10 provide a

supportive emotional climate for their children. They did not want ta he remembered as

weak or sicldy. To this end, Olle woman made SUIe tbat she never slept in the day lime if

her young son was home ftom schoal, no matter how great ber fatigue. Other sufferers put

priority on activities widl their children. Most often, time togetber centered on sedentary

activities such as bomew~ movies or board games. But some sufferers found creative

ways 10 continue involvement in tbeir cbildren's physical activities. One man who could

not play baseball with bis son, took a course in cœcbing so tbat be could participate in a

less strenuous way. But even widl the best intentions, sufferers often fell short of tbeir
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goals. They found that younger children were not always toIerant wben planned aetivities

hàd 10 be cance1ed: "1 say, '1 cannot go the park bec:ause 1 am siclt'. Sometimes tbey say

IO~ you are always siclt'. Sometimes they understand". And they felt badly wben ole

cbildren worried about tbem or were forœd to mate radicallifestyle changes.

1 lbiDk the bigest aspect lbouIhwu widl my tids. l'bey were wry YOUIII, 5ÏXteeD md lE'4i& 2 J

Our bouse wu always fiIIed witblbeir tiieads aad tbey Md....YacûvitieII [sportBJ. 1wu aIways.
very active put,...AIl ofa 1FIIddra. 1"'10 drop out completely 60m everydliDg. lite for tbem WM
very difficult.•• 1 dways felt very t.d .... abey litenIIy Ud 10 c..... their wboIe lifatyle for •
good two y.... lbey could DOt lave puties aaymore. We bId always eacouraged tbat...At die
bepnnïng...I felt very guilty. Tbat wu die œly lime 1 felt pilty about being sick. 1 wall

depriviq dIemof""bat abat wu becme .... W8 10 V8q i:wpcalallt ID me beiJœ pIIiDg iII.
tbat dley couId bave a boille abat wu fuO of fim aad 1a1J8làr. But tbey adjusted 10 Ibat. My
daugbter walt away to UDivenity, sile came t.ck home. sile wu abIoIUIely terrified Ibat 1 bMl
CaDCCI' adwc weœ DOt telJiDl ber. They adjasled Ibeir 1ifesty1e...We do. lot of tbiDp iD cIiffereat
ways DOW... Playiq cards. cribb fDnrMllWllts, it's • difJereIIt Klivity bl wc do DOW but its still
an involvement. As sict u 1 wu, dley still coaId do tbiDp widl DIe. 1 bave beeD very forIImate iD
tbat my husbad and my DIs bave always becD • very~ part of ewrydùDg. They bue
accepted il md we worbd arouod iL l'be support [ sotwu pbeaoIœaal.

With regards to their marital mies, seveml sufferers reported a number of changes.

Sorne admitted tbat tbey bad less fœquent and less spontaneous sexual relations afta'

becoming ill because " When you are too exbausted to get op in the moming, it is bard ta

he very affectionate and very lovingll
• Otbers could no longer do tasks tbat facilitated a

partner's career~ including the organization of the couplets sociallife. Sorne wives felt tbey

could no longer continue to do the cooking, cleaning, Iaundry and ironing tbat released

their husbands from much of the day 10 day household work and personal maintenance.

One man left bis family "because of my illness, because 1 didn't tbink 1 was a human being

anymore.I was unable to do normal funetions". lbese changes in sufferers' spousal role

aetivities created difficulties for their parID~ but Most couples eventua1ly found ways to

work out these issues. However~ one sufferer's wife refused bis request to retum to the

marital bome.

Wbile parental and spousal mIes involve reJationsbips with specifie people, sorne

sufferers spoke of playing more general mIes in their familles. For exampl~one woman
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had been the rnediator between ber Slblings and ber paJalts. When she decided to

relinquish tbis role because ofber jJlness, n:action wu swift.

1 wu very much die ....;.tor._.saIt of the voiœ 10 DlY ....... My puars woald taIIt 10 me,
thm 1woaId tait 10 my .bliDp.l sIaM*' doiDa tbat to quite.de..- DOW, becaœe 1... 10 WOIk
too bard lDd ilwu œaIly delrimen... to .....They dida't lib il wbm 1just stopped doiaa ail of
that liai50D wort. [my sibliDp) ue boIb weil ..8tnJDIer dia me...bodl.e quiIe smut IIDIllbey
need 10 foqe dIat œJaliœ.bip widl OUI' pmmts. 1 doD't .... to !lep in tbeir tenitory. Bat
everybody wu comfodabIe widl us dId way. l'be....... were let. It waL_ vecy sc:ary fix me to
step baclt md DOt IMUDIe ail die ........lJiIity. 1qaic:k1Y bIcl two sibliDp OD !DY duuislEp a,...
-why ..'t YOR doÎDI dais mYJIIDR'?- 1bat wu scary for me 100, becanee "'t if they srupped
liIdDg me? But 1wu mweU eaoulb Ibat 1kDew 1Md to take caœ ofme and Ibey've come .mal,
bec...., lIIIdenIe.ab, we aIllow e.ch ocba' vecy mucIL

FmallY7 the valued family role tbat one sufferer occupied c:an only be guessed al from

evocative comments suggesting the manyexpectations tbat weœ vested in bim.

It bas been a very. very grave straiD OB my family. Fust beeeuse it bas been very upsdfing b
them ad aIso it bas iulruded CIl ail of my familial relatioasbips. They bave DOt been able to
depend on me in die way Ibat dley luId become used to depawliDg œ me. 1 bave DOt beeB die
important module in my smaIl family tbat 1used fi) be. Tbere'" beeD a diminUlioD in my ability
ta fulfiD tbœe reJatioasbips. Occasioaally, wben 1 fee1 a lilde beaer. a few bours ofbuoyaœy
comes out in my bebavior' aDd we .e aU sort ofsIUDDed aad JlO81aIJic fOr die person lbat 1 used ID
he.

Sufferers' accounts suggested tbat in most cases, support for their oœupancy in the

sick roIe, and therefore exemptions from tbeir usual roles, was conditionaL Freidson

(1970) bas argued tbat if Parsons (1951) was righ~ people with cbmnic ilInesses should

receive unconditionallegitimation sinœ tbey are not pœsumed to be responsibIe for their

illness7 and by definition tbey cannat get better and remove tbemselves from the sick mie.

However, Freidson (1970) observed tbat the cbronically ill or permanently disabled, are in

fact granted only cœditionallegitimation. They are expected to fulfill social mies to the

extent possible. The experiences of CFS sufferers bears out tbis observatioo. They were

expected 10 keep op sorne involvement in at least some social roles.

KeepinK LooK TenD Suppxt and Goodwill

Sufferers understood expectatioos to keep up and did not take it far' granted that

help would oontinue indefinitely. They realized that being believed was important to justify
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requests for short tenn belp. But for the longer~ keeping up and famlly goodwill or

benevolenœ became critical. To preserveg~ suffetas carefully monitored family

reactions and beeded feedback. Wben a family member' œacted with exasperation for

example, sufferers adjusted their bebaviors. They used soch reactions as a bammeœr of the

toll that CFS was taking on others.

Other sufferers tooka prœctive appmach tu cultivate and preserve family goodwilL

They solicited feedback 50 tbat tbey would kIlow wben tbey were in danger of going 100

far.

1 tell my son. -if you Ceel tbat 1 am beiDa saappy or taIkiDg ... just teR me-. My wife will .y
-bite il euy. it's DDt important. you sbouId lie clown for a balfbour-. Or sile will cook somedIÎIII
and 1just caDDOt scmd die sigbt of food. Sile will .y -why are you stina it Iike you are eaIÏDI
your mm tlesb'r ( gœss 1 am very~tdIeIIe days. It is bml ID bide. [ bave hem Vf:rJ
hoaest and open. 1 guess tbat bas softeDed the impecL ( say ~ caDDOt go ID die puk bec-Ivre 1 am
siclt-. Somerimes dley say -oh you are always siclt-. SoIDf'tiI!M!8 dley UDdersIaDd.

Another way in wbicb sufferers reduœd the emotional toll of Ibeir jJJness on tbeir familles

was ta enter tberapy 50 that they could unburden tbemselves tu a professional belper. These

pai~ trained professionals cushiooed familles from baving tu absorb the pain, depression.

and anger that often set in after sufferers weœ sick for a while.

Dependenœ on family goodwill made 50me sufferers insecure and guilty. Some ill

spouses believed they bad ruined their partner's lives and tried to mitigate the impact by

conbibuting to the family income. This bath reduced financial strains on the family and

sufferers' total dependence on the goodwill ofothers. For example, some ill wives worlœd

part time even al great pbysical cost, if their familles needed the additional income. Otbers

used their disability income replacement towards the family or ta maintain themselves

independently. Otber ill wives worked not because the family needed the mODey but

because tbey worried about the fragjlity of being dependent on their husbands' goodwill

They bad seen the coosequences to otber suffoeis wbose marriages bad failed and wanted

to assure their own future. Some in husbands assumed more household and cbild care

responsibilities. In one case, this sbift of responstbilities opened op new options for bis

wife.
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My wife is incœdibly patimt adUIIdentaadiD&. But mostofdie people Ilœow who bave Ibis are
no Iœger married.... But 1worted al tbat upect in abat 1 toId my wife upfioat wbat 1wu fee1iDI
lIDd wbat 1couId DOt do. ADd wbat to expect.•.AIso, wbra you are iD .,.m 24 beurs a day, il is'"
to be smiliDB aod positive ail day long. 1do saap. 1 am DOl as casual as 1 used sa be &Dd sbe bas
beeD very UlldalâlldillB. But we bave takm .tvaDIaF ofdie &ct daaL. 1 am available at boille. It
bas given ber the opportuDity ID go _t to [scbool).

Sufferers' accounas suggest tbat family goodwill migbt enc:ompass believing suffdeLS or

giving tbem the benefit of the doub~ taeit expectatioos ofsome level ofmie involvement on

the part of suffeœrs, and a margin of toleranœ to accollUllOdale for sufferers' j1Jness

Sufferers leamed tbat family goodwill was a kind of capital tbat could be used up and not

necessarily replenisbed. They also leamt tbat lœeping family goodwill was an ongoing

balancing aet tbat œquiœd sensitivity to the amount support tbat could be œques~ to the

timing of such requests. and to ways of continuing to contribute to their familles'

functioning.

Friends and family could not provide officiallegitimation of illness in the way tbat

doctors or insuœrs could But they formed the context of suffetets' day to day lives. lbeir

definitions of the problem and decisioos to support sufferers over the long haul could m.aJœ

the difference between suffeœrs feeling they could carry on despite symptoms,

unsympathetic doctors and insurers, or feeling that their lives were nearly unbearable.

Friends and family were aIso important referent points for sufferers. Without their

feedback, some sufferers did not realize how limited they bad become. Other sufferers

could not be certain of treatment effects without someone close to confinn their own

observations.

Summary

This chapter bas shown tbat CFS sufferers encountered both stigmatiution and

legitimation as they searched for answers about their disttess and for aœeptance of their

daims of illness and disability. Although all found at least one supportive doctor, many

aIso met doctors who disparaged and dismissed them. Negative reactions from doctors
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contnbuted ta extensive belp seeking for which CFS suffeœts aœ Imown. But struetula1

features of the Canadian health care system facilitated suffaers' bigh use ofmedical cale.

In the search for validatio~ sufferersl experiences widl insurers seemed to be the

MOst negative. Even wben benefits weœ pai~ the cœstant requests for proof of disability,

disrespectful tre:atment ftom independent medicaI examiners, and surveillance made

sufferers feel they weœ not beIieved. lbeil' ecooomic dependenœ on insurers and tbeir

petœptions of insurersl power ta fend off litigation exaœrbated feelings of vuInerability.

Their inexperieoœ in deaUog widl die disability com.pensatiœ system put tbem at a furtber

disadvantage relative ta insuœrs. As ta the reactiOllS from familyand mencls, sufferers also

found a mix of reactioos. They lost mencls and the support of some family members

because of disbelief, the inability ta Jœep up, and exhaustion of goodwill. Most were left:

with oo1y a small coterie of family members and a few true mencls from wbich ta draw

social support.

In response ta being discredited by others suffetas used the classic st:rategies

descnDed by Goftinan (1963) ta deal with stigma. Some withdrew, otbers conœaled the

illness and passed for normal as much as possible, still others coven:d their stig~

meaning tbat aIthough they disclosed its presence they tried to mate it assume a small plaœ

in their relations with otbers. Sorne weœ very vocal and open because tbey weœ

detennined to remove the sûgma fmm tbis jl1ness Sorne edueated doctors and negotiaœd

more equaI doctor-patient relatiœships, litigated and won against insurers, and found ways

to maintain enough social involvement and cultivate goodwill to Iœep the support of sorne

family and friends.
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CHAPrER7

TOWARD VALIDATION: EXTERNALREINFORCEMENT OF
DIRF.Cr EXPERIENCES AND COLLECl1VE ACITON

The previous chapter presented n:actiOlls tbat suffaas encountered from doctors,

insurers and significant others. On the one ban~ sufferets were impIicitly 01' expücidy told

that they were malingering, profiting from secondary gains, or denying a psycbological

illness. On the otber, they received some measures of legitimation from diagnoses and

medical care, disability compensation, and network support. But legitimation was often

partial, tainted by ongoing doubts in the Iarger Medical and disability systems and in

sufferersr social networks. With little or no objective conoboratioo of illness and faœd

with skepticism from powerful and important others, how did sufferets maintain the

conviction that they were sick? And why did they subsequendy acœpt and CÜDg ta a

contested iIlness as the appropriate definition of their problem? One aim of titis final

empirical chapter is ta provide sorne insight inm bow suffeœrs came ta determine they were

sick and why they remain convinced tbat CFS is the com:ct diagnosis. A second purpose is

ta show how impaired physical and social functioning contributed to CFS sufferersr sense

of a tainted identity independent of others' negative œactions. The chapœr ends with a

presentation of sufferers' attempts ta manage the physical effects of CFS and the assault on

their identities.

Defining the Problem as Dloess

nlness may remain in the background of people's lives even wheo sYmptoms are

present But illness May be catapulted into the foreground by a aisis sucb as increased
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symptom severity or the receipt of a diagnosis (Charmaz 1991). Some CFS sufferers

experienced a crisis with the suelden onset of severe symptoms and imlllf'1Üately defined

their distress as illness. But for many odlers, illness came into the fOiegroond only afta'

they had tolerated DP__lring symptoms for mœtbs or evenyears. 'Ibis sectiœ deaIs witb the

latter sufferers. In deciding how to explain tbeir disUess, these sutœrers interpreted

symptoms in ligbt of the tben current COIltext of their lives, changes in tbeir physical and

social functioning, and selfassessments ofpossible secondary gain motives.

Cootexts of Symptom Ogset

Many suffeœrs did not initially regard their problems as illness. For a while, tbey

could ignore their symptoms and many did. Sorne loolœd al their liCe situation at the time

and recalled: "it was one of the best periods of my life". These sufferers were living very

full lives- working bard, enjoying friends, family, and leisure pursui~ and participating in

community activities. Many felt they were in "excellent physical and mental health", "in

peak conditioo". Dlness was the furthest thing from their minds.

But others who also considered the tilDe just before illness as a good tilDe in their

lives normaIized their symptoms. They admitted that tbey weœ "ron down" by "living at a

hundred miles pet bour" or suffering from traDSient physical and psycbosocial stresses.

One man bad worlœd nine double shifts in a row and cycled some twenty kilometers daily

just before symptOms began. When he began to experienœ intense pain, bath be and bis

doctor pointed ta the immediate circumstanees pieœding the illness. But after a week of

rest:

1wu still tired my IllUSCles were still hurting aDd 1 weat bKlt ID wodt md 1 Iasted about 3 days.
And theD my muscles just lot a lot wone to the point wbere my bauds were closiDg up. AlI my
muscles. every J*l of my body was in complete agoay. My jaw. my lep 1 couldn't even lie in
bed il wu 50 painfuI 1wu 1)'ÏDI iD a 1a'Ml chair aDd 1couldn't sleep._
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After three months witbout relief from fatigue and pain. intense physic:al stress was no

longer a plausible expIanation for tbis suffeœr. Like many otbers, he also discarded

psychosocial stress as an expJanation because he could tind no corœJation between

inaeased stress and symptoms and because he consideœd bimself weil able tu cope witb

stresses. In cases like these, illness was consideœd a distinct possibility witbin a relatively

short period after symptOms appeared.

However, othee suffeœrs initiallyaœepted social stress as a reasonable explanatiœ

of their symptoms. 1beir symptoms arme during a time of signific:ant adjustmeots tu

cbanging statuses, occupational and familial strains, or losses. 5everal were struggling

with more than one of Ibese problems. Some sufferers believed tbey weœ underemployed

relative 10 their abilities while otbers weœ working at two jobs 10 make ends meet. One

man thought he was a victim of reverse discriminati.œ al work:. Otbers weœ starting new

jobs or cbafing ta leave the jobs they held. A few weœ newly married, otbers were in

severely troubled marriages. Among the latter weœ sufferers living wim an a1aJboIic

spouse, a spouse who offered little emotiooal or instrumental s~ and a spouse

described as a child molester. Suffeters faced a number of other significant events sbortly

before symptoms began such as: the death of a close relative or spouse, an abortion,

problems with various authorities, thwarted career training plans" a failing business"

relocation for their own or their spouses' job, and injuries from motor vehicle accidents. In

trying ta determine the meaning ofsymptoms, suffeias took into account the psycbosocial

context of their lives and their coping effectiveness.

Symptpm E&perienœ

As the range and severity of symptomsin~ sufferers had a more compelling

case for defining their problems as iI1ness. They reponed a plethora of somatic, cognitive,

and emotional symptoms ranging ovec multiple body systems and across a wiele variety of
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physical and psychiatrie disorders1• Symptoms included blmred vision, blindnes~ double

visio~ photosensitivity, facial neuralgia and paralysis, weakness or loss of power in the

limb~ loss ofbalance, poor fine and gross motor coordiDation, falling, tingling, numbness

and difficulty walking2• A few coJJapsed in the street or al worIc and were taIœn for being

drunk. Cognitive SYmptorDS were manifested in difficulty concentratïng, poor memory and

comprehension3•

Tbeir gastrointestinal problems included: nansea and vomiting, heartbum, diarrbea

and constipation, loss of appetite and rapid weight lasses or gains in the order of twenty

five to forty five pounds. A few reported irregular beartbeats, chest pains and palpitations.

Severa! mentioned experiencing one or more of the following: irrilability, intoleranœ of

small stresses, anxiety, panic attaeks, depœssion, and emotional lability. Just under a

quarter of the respoodents bad contemplated or tried ta commit suicide.. They frequently

linlœd suicidai ideatiœ or attempts to the difficulties of living widl undiagnosed or

unrelieved symptoms.

1 In all. sufferers reported almost ninety different symptoms tbat tbey thougbt
were associated with CFS. Many were outside the symptoms described in the cne
case definition.
1 A recent study confirming measureable ,ait abnormalties in a group of CFS
patients relative to bealtby sedentary people (Boda et al. 1995) indicates tbat
some attention is being paid to symptoms that clinicians observe, and that
many sufferers complain of, but which are not part of the official definition.
3Several studies have investigated the cognitive impairment tbat sufferers
report. In • review of these studies. Brictman and Fins (1993) point to
metbodological problems and inconclusive results. For example, the anthors
report that studies measuring attention in CFS patients show normal .ttention
(Millon et al. 1989) better performance than an ale matched group (Altay and
associates 1990) and impaired attention (Jones and Miller 1987). Major
critiques of these studies include smaU sample size. meager instrumentation.
f.ilure to tarlet speçific cogDitive functions likely to be affected by fatigue
and using instruments normed against populations that are less weU educated
than the CFS subjects tested. Brickman and Fins report on their OWD

unpublished data of a study designed to address some to the shortcomings they
had identifed and found mild impairment in attention of CFS patients. Since
Brickman's and Fins review. Marshall and associa'es (1996) have reported no
deficits in sustained attention of CFS patients relative ta healthy subjects and
subjects from other patient groups. Memory. cO'Ditive processinl. language
and visuomotor performance have also been studied with conflicting findings
on several of these dimensions.
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More genaal symptoms included: malaise, fatigue, all over body pain. joint~

fevers, dry moutb, sore tbroats, swollen glands, ebills, inso~ excessive sleeping, night

sweats, fainting, vertigo, vivid dreams, persistent eoughs, bot or cold spelIs, muscle

twitehing, watery or dry eyes, muscle spasms, haïr loss, early Menopause,

hyperventilation, intolerance to specifie foods, Medication and alcoboL

Sufferers furtber descnbed strange sensations sucb as: 'sore veins', feeling Iilœ

their bodies were 'dead', 'poisoned', or 'inflamecl'. A few spoke of 'spasms in the brain',

and one complained of 'a ropey feeling in the stomaeh'. Anotber suffera 'couldn~ stand

the feel ofelothing on [ber] body'. Sbe lilœned ber acute pain to 'somebody sbredding my

ceUs, ripping my ceUs apart', and spolre of fevers tbat would leave a 'constant simmer in

my body'. One penon began to 'grow eysts, tumors and moles'. Another sufferer

developed three persistent welts on bis back (sbown ID me) measming about four incbes

long by halfan inch wide. Yet another experienœd a sensation '1iJœ my bead was full, and

couldn't take in any more stimuli'.

A composite list of symptoms such as tbat eata10gued above, masks the experienœs

ofindividual. sufferas and may mislead, sinee IlOt ail suffeiezs experienced all symptoms.

As weIl, no individual experienced aU SymproiDS al the same time or with the same level of

intensity. Two accounts provide a bettec ieptesentation of the many symptOms tbat

sufferers experienced. The secœd account was by far the most graphie and extensive of

any sufferer. But rnanyothers described a1most as many symptoms over the time they have

had the illness.

1had exhaustioa. pain a1l OVeI'9 artbritic type pmn but DO intleD1Dlltioa. 50 il is DOt artbritis. 1 b.d
muscular pain ail OVel'. EverydI.iDa hort. evea my eyeballs, my buttocks aod my toes aad
everydl.iDa in between.••I .... vertigo9 1 .... 10 bold ODIO die walIs as 1 waIbd clown the snet. 1
lest my Iw'-œ, bMdeches cWly,lialo"e-WJaas•• feeIiDI tbat [ wu 0UIside of my body, spKed
~ heut I*pilatioas. 1 lost my sigbt completely but it bas retumed...in die beginning especiaIlY9
it wu maiDly blurriDcss•••.I would rad words 1,3,597 ad 9 insrc.d of 1,2,3,4,5 ad Ir)' aad mate
seose of. seafeDCe. 1ben [ wouId rad the seareaee ap.iD. but stippina die SUIe words. [ might
get it the Ihird or tOurth time if [ Weill slowly. 1be eyes wouId skip over die words. [ wu
paralyzed iD die upper Icft quarterofmy Ieg. It is still Dumb...I wu lite a Piçaso painting, with
ODe eye op hae lIId Olle beR. 1 bad about 4 01' S diffeImt visual probIems._I bIId cognitive
probiems...mcmory, cODCeDl:ralÏOD [difficulties)••.I am sure abat my IQ bu chupped 20~ .....1 have
iDwmd lreIDors Ibat oevel' stop.
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1 couldn't 1IIDVe. 1 çouJd Ft up fŒ S lIIiDutles. JO ID die badIroom aad tben 1just simply .... ID lie
dowD. My body wu as if 1 didn't bave it myaR mil 1 just would In* out iDto • bmaeadous
swat ad • -laise, 1 [wu) uaabIe ta coacentrae, DeI'YOUS. elllOÔAY'lIy labile. [u.ble] ta
complete my exemse propam...somecimes depnl.ed, kDowiq tbat 1 coaJda't 10 die counc of _
day..•

.•• 1 couId DOt wear mydliq bal l00~ COUIJIL 1 coaJdD't toIen&e die tDuCh of • ~ the
toueh of. pU of pats, lDytbiDg p>lyester, artifiçW, syndleIic, just drove me aazy. The
excruciaâDg fatipe was _ problem but for' me. 1 Md terrifie œver. My body wu lib • cm_nt
boil, • SÙDIIIIeCaad - boil ad 1couId be tbat way tœ eIIbre day. 1beIl.y body would juIIt JO ÎIIIO
chills. Ovet die years. Ibis is grIdaaI1y dowD ID •..about 15 mjm.. 1'boIe weœ Iarible. 'l'boe
lm iDde8cribabIe. People fucus 00 die falipe, but for' me tbe œallllfferiDa 'WU the fever_.Tbey
weœ 50 deep.•. in your system, into your beiDI. iDto your lympbatic sysCeaL•• It seemed ta Ieave
me widl Ibis c:oastaDl siDuaer iD my body__ yer .y fempenlUœ wu .99 7 or. 99.6. But it 'WU

in my poia. UDder my breats, tbrouIh my aect. IllY cbaL.JiJœ it wu somebody shreddiD, up
my ceUs.

1U&ed ta bave aeute püI, lite somcbody wu rÎJIPÏIII my ceIIs ..-n. l'bal il woaId 80
away for' about m bœr ladartapiD. 1... (beedecbea] lite YOUl' bnia wu swoIIm ad eveo my
eyes. The inteIIsity [wu) tremeadous, it wu lite nodrin, iD dIeœ wu wOlÜDl, Dot oaly pUll bat
discomfixt. You coa1dD't close your eya ad itwoaId go_y.lt wu Ibeœad il would go whal
it wu rady ta go. It seemed ta bave _ ..-m,wbeœ 1 woaId bave faIi.-. tbeD levas. tbal pUll
in the body ad Ibea. tbat wouJd go. aad the bad sympeoDlS wouId kick ÏD.••

110st my seme of smeU. my sease of tare. 1am. oaly just geUiq abat _ct iD tbe8e lut
6 1DODIbs. 1lost my haïr. my Dails wouIda't JIOW. my skia bIMl DO vitality. DOt cvea the bair 011

my body grew vr:ry much. 1 suftëred • lot of DeUIOIoP:al sympfDIDI. lib 1 coaJdD't rad Olle

seateace ad remembec wbM 1 œad. 1 couIda't look al • booL 1 couldD't talerate aDY ooise, DOt
eVeD felevisioa. 1could DOC 10 out ID • pubüc pa.ce ...... die aoise, il 'WU lib there wu DO
bmriel' tbcœ 10 proœct me. it wu lite it wClll rilbt tbrouah me.

1c:ouJda't Wlife md 1 lite to write. Numben, foqet il. 1 coa1dD't c:alcu.lafe if my chal"
wu correct. 1 would bave 10 come home aad spead 20 ID 30 mjngfes figuriDg out my cbup. 1
would sean::h for my words, 1couldD't taIk. p0ces5 tbiDp, JaSOIl~ il just WasD't bapparing.
My memory, 1couldn't remelllbrr wbat the hect 1bad doDe the previOUli day. 1 real1y noticed Ibat.
l'bal is wbeD 1started ta bep _ bit of. joumal aad cry to bep trac:k.

.-.s0lDe days 1would wake up. teel _ sease of mxiety just COIDC over me for no appm_
reasoo. It wouId Iast for' about m bœr 01' IWO. &0 _way. come and go maybe fur _ week and tben it
would DOt come back _pin. 1 bad SOIœ deprasioa. ID 1be begïnniDg 1 wu depressed ad 1 wu
seen fOI' therapy fOI' _ couple of 1DOIlIbs.••I wouId get litde puic _ttaeIts sometimes. out of the
blue they would come lDd 80. 1 Lwned Iater abat Ibis is pm of the diseue_.•

1 lOt rashes 0Il the Nct of my ums. mostly tbe mus. 1 suffer' _ lot from COIISIipatioD lIIl
diaJrbeL..I aIso suffer froID allergies. 1 would just swell op iD my tbrœt. my toape and eyelids...
1have 1ud the ÎDSODIIÙ& wbcœ it is lite somebody injected ._caftèiœ ÏDIO your bead. You couId he
relaxed al Il o'clock thinking 1 am JOÏDIIO go ta sleep' ad bI.ng! out for 4 or 5 houn. NodIÏDg
would put me ta s1eep. 1 tbiDk die &ct is you oevel' Iœew wbat wu goml ta bappeD DeXl. The
symptoms were severe. They tait _ lot about baVÏDJ abbodies iD tbis dïseue. 1 litera1ly couJd feel
an explosioD goina OD iDside of me. tbere wu _ lot of taxiD, 1beœ wu _ lot of somedliDg iD
there. 1could sil md lime it.lt would COIIIe ad go ad 1would just Iry 10 calm dawD and DOt get
tao excitai. 1 am sa)'Û1J it iD the put teue but 1still bave die SJ1III*mWDIOlJ of it. but il is DOt
neufy as severe•.•I piDed weight...Now 1 am. ISO md 1 sbouId he 125. Tbere wu DOt the visual
_cutrnrse ADd pen:epbon of color. 1 bave OII1y nobced colOl' in the lBt 6 DIDIltbs. To me color
bas ID effect œ you ad widl tbi.s elisase. it didll't lIIUt« wbat 'WU in die room. Now 1sec _ al
blue.. Before il wu lite you were liviDa iIllbis beU lIIId dIeœ is SOlDe sort of cUdaÏD hetweeD you
and reality, you are loclœd iD your body, in Ibis beU

...1 would .t ügbtbeMled, off Nlmee someliJœs. lib 1 wu dnIIIt.-I bad nigbtmares.
occ.sïoaa1 rÎIJIÏDI [iD the ean]. At nigbt my body temperacure dropped ad 1 JOt boue cbiIIs
occasioaally. 1 would bave ta gel iD the badllUb. 1 completely wore out - beatiaa .... AIcobol bill
DO çpeal ta Jœ._ Nilbt sweat&. yes ad wbm 1Md dIem 1kœw die Dext clay wouId he. b.t clay.
Now 1 OII1y bave ODe SVt'em md it's aoœ. A lot of r.cbycardia. 120 beGt nie easily. asaociaaecl
with the fever md the intease mele;se ... lot of palpitalioas.••.ID the lut 2 yean 1 dewioI*l
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seveœ IlIe.Cllal pmbIe_ ad baw JOlIe iDto -ty IDf'D ••'IM. pmveIl by bIood WOIk. My
[libido] wuaffected. For 4 yean. if die bat 100kiDa lbÎDI iD tbe wodd waIbd iD. it wouId DOt
bave pbIUIed Ille. 11Iat s10wly came t.ck about 4 or Syean Iater__ A very dry moudl al lima mil
tbat pve Ille a lot ofJinlivilis (JUIll diseese). Part ofdiedi_ is abat you cm't look aftcc your
teedI. do the buics

._.Wbm you h8d .cUle falipe. you couJdD't pat your arm up 10 .... YOUI' hait. You
couldD't Ft your bead off die piUaw. 800di"w dIat wouId lut 7 ta 10 da,. at a timD. 1 ...
traiaed a lot but il Je 1med abat die sutreriDa from die aeck ap WM die wont. Your body is dowD
tbc:re md )'OU cacape wiIh dIat. Your ....... your bad. )'0lIl' eyes. )'OUr uewupsyçboloPcal ad
your physicals)"4*HJiL..-1 wu pvm a lift of a vfJC)' .... miDd .... dIat is die oal)' .... 1
am SUIe 1Dda)'.1D JUlIe 1991.1 telt aI.mD8t lib 1..~.n-e weœ~ iD die
room aad 1 dtougbt dley WtlIe comiDI in ta pt me. My miDd WM ~)'. feelial very sict.
Somerimes Jack ofcoonIiDaâoD iD m.y ...... 1wu iD eKe11cat ph)llicallleallh betore die CIUDCb.
1 bad beeD IIÙIÎIII b 2 ad baIf)'ean; -obies. wei...... swi-ninl. &CUla diviDa. ÇYCÜIII. 1
lived widl symproms offad aD befoœ die cruocb. aaribuâDllo theIIl tu seras. Iùd 1 DOt bId a
s1Iœg canIiovucuIar S)'IteIII.I cbl't dIiak 1 woaJd bave ..... il lbrouIb ..... 1 wœId pnDbly be
close tu m iavaIicl ordiecL My pbysiciIIl is Vf%)'~ of1IIe.lt,..dif6cuIt wt.a 1 WODdaed
if1...AlOS. 1toId him several tilDes ....1wouId bave l*et*ecI. beeIl quite happy tu die bec....
the suffaiDa JOl 50 t.d. 1woukI haw pœfemd ta cie. 1told bim dIat ia 1992. It seemed easi. ID
dieofAIDS.

Many SuffeleIS who 50 eloquently and grapbica1ly described othee symptoms

struggled to convey wbat they meant by fatigue. One proposed: "the Fœnch term 6puisé,

means you are crushed, maybe tbat's a better word for il, DOt just fatigue but crusbed,

zapped." Otbers saiel: "It was a very distinctive feeling !rom being normally tired. ft wu a

struggle to bave the tensiOll out !rom the fatigue"; "ies just something tbat a bealthy penon

would never experienœ"; "unless you experieoœ il, you cannot imagine it"; "it was Iilœ my

pants weœ around my anldes".

1 feel it most iD my lunp. 1 fee1 lite 1 bave nm 10 miles. Usually )'OU recoVel'. but 1 feel lite 1
bave no possibility of recovay. It tabs such a long lime 10 get betfer. It is a totalledJargy. 1 bave
no get up and go.

[Ifs] • sick. sort of.....settiDg feeling iD die vay pit of die stomllCb tbat is 50 overwbel.miDB tbat
you become absolutely fatiped ad it Iabs owr. It's DOt tin=d. it's tbat wbole tbing lbat )'ou'le
wnpped in Ibis beDIeDlious _laise .... tircœess.

Rad symptoms occurred singly or Iasted for only a brief period, they might not bave been

interpreted as jUress al aIl. At w~ they would bave been regarded as minor aeute

illnesses. But in time, the number, severity, persistence, or recurrence of symptoms would

intrude on sufferers' physica1 and social functioning and conaibute to tbeir bellef tbat ooly

il1ness could explain what they weœ experieŒing.
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Pbysigd and Socja1 Djsahjlity

SuffddS consideœd themselves ta be fit and active before becoming ill. Many weœ

sport enthusiasts who cycled. skied. or raD marathons. Some participated in the poIitical or

social life of tbeir communities and all œponed bigh leveJs of social involvement witb

friends and family. They described themselves as sexuallyattractive, -exuberant", -active",

"very outgoing", "incœdibly strong", " a very togetber penon", "tbriving on stress and

risk" and as pafcaiooists. Many loved to travei and were inleidUid in culture- the~

music and tbeaœr. SolDe bad exceUed academically and bad p1anned for dynamic caœers

and a good life. In short, Most suffetas believed they were capab~ intelligent and

sociable. A minority admitted 10 being vulnerable, baving difticulty bandling stress, being

plagued by a bistory of illness and leading more subdued üfestyles long befare tbey bad

CFS. But tbese sufferers wae no Iess committed to normative social roles.

Surprisingly, even in the face of severe symptoms and increasing physical and

cognitive impairment. many sufferers continued their normal mIes for several montbs or

years.

[1 wu like it was 3 o'clock in the lIlOnIÏDI 24 hours • day. 1 coald fuDction but it wu like wbeo
you get woken op in die middle of the ailht and you caa do anytbing you need 10 do. but 1 felt
like • zombie. Il wu pretty com;taDt, 1 could Ft the IIdrenaline ruDllÏDl ID tach • class but 1
sleepwalked geaing ID ad from dle class. 1'beI'e were times 1 left my .....IIDeDt ad crossed many
busy streets ad fOUDd myselfon • bus. DOt rememberiug bow 1 lOt Ibere.

In the 1IlOIDÏD1••• il wouId take me maybe 2-3 hours ta prepre myself for worlt lite sbowec. &bave
&Di gel dIasecL My N"gbras would drive me mlD towD...aDd [ wouJd drive [tiom] wbeœver dley
got off to my plaœ ofwcxk. 1 wouJd woŒ md meet Ibem and tbey wouId drive me home. But 1
fouDd tbat wben 1came home 1wu physically ewllSted. SOIIIetimes 1dida't have the eDCIIY to eu
&Di weIlt dilecdy ID bed.

But eventually a signal event such as a coUapse at work or a sudden change in symptoms

became the crisis that finally brought a definition of muess into the foœground

.•• liUle thiDgs scarted bappeaiDg like my tIIrœt wouId gel sore for DO reaIOIL_ md 1 woaId feel
pretty tired in tbe aftemooo. 1 IbouJbt it wu just tiom "viDg bad cbildmL But it sort of liqeIed
aftcr' dley weœ sIeepiaa wcD.•.I started to aet liUle flues wbich 1 DeV.... [befoœ].- dam • SÎIIIII
infectiOll for the tint time_. ODe day 1 wob op aad my beId wu just JIO'gvlin, lIIId 1 cou1dD't lift
it up off the pillow. But before dlat my riIbt UIIl had goœ wak. 1 bad ....bout • weet of
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tingliDg id DaY extmDilies lIId feeliag vt:rJ weak...-d .... die beechcbe-lwbïda] just eemrd
profoaDd. ( Md œver Iud anyIbiDg JjJœ tbat iD DaY life...It ju&t felt very wroag. tbat somedIiDa
wa œaIly WIOIII. 1bad a:IIWly. beiDga~ ID somebody who developed viral eDeepbaIitis two
weeks pœvioas 10 dIat... md 1 rell right away abat dùs lIIIIIt he eucepbIJitia

In other cases, iJlnas came to the fore wben suff'erers could DO longer deny the drastic

deterioration in tbeir pbysical and social functioning.

In tbe beji""i'll. il wu just • œmcmt feetiD& of DOt feelial ÇA Mi4 _Iy œsted. GnduaIIy ....
t-n..., wone. 1 couId DOl wodt anymoœ. ( acIDa1Iy 1ried ID eut lbiDp 0lIl: of my Iife abat 1
thougbt were draiDiDg me. ( wu seeiDa somdxxfy mi1.......... maybe Ile wu dn.iDiDg me. It was
more ÙJ4KIlbait for ..., to Jet doDc iD sdIOol al die tilDe, 10 1brob op die œlalioasbip widl him.
Theo 1 reaIized abat 1 wu still DOt feetiq weR at an. tbouab. 1 did DOt raIize why. 1 still felt
toCa11y draiDed 10 1eut my WOIk houa dowD ad Ibm 1daupped scbool and sbœdy 1baeaftrJr. 1
dJopped work...I couId DOl J*IÏeÏP* iD lite aaIly. 1 beœ.... specWor. 1 bIIId 10 Jivc up
everytbjq. FiIIaDciaIly. 1 lost my iDderenrleace 1 losl SOlDe frieads av. il. DDt frieads abat Imew
me before 1 wu i11. Ibey wen fiieads ... [ bad met tiom die tnnsjâœ of beiDa just tiIed to
bec:omiDg rea1ly üL Tbey an ...med 1 .. dqa ! ~ ~ lbey c:œId DDt 8ee die diffaaIcc. My
frieDds [bave bMl ail my life ooukl see an iDcredibIe diflisawce... ( wouId DOt give in ID die idea
tbat il wu • depieasioa becanse 1have beea dept =J 1k:Dow tbere ae DO physical._WeB 1 guess
there are. but in my hart 1 Imew tbat Ibis wu an iJIDess._ 1 did DOt Iœow wbat it wu. 1 Ibongbt
maybe 1wu DOt eatiDg properly. 1bad DO idea wbat wu Qgsjng iL 1 wu afnIid ....1 Ibis wu tbe
beginning of AIDS 01' somedIÏIIIlike dIaL.•

The cootinued intertwining of symptoms and disability put suffeœrs' lives into a

downward spiral•

As symptoms worsen~ many sufferers witbdrew from social activities with

family and friends. The majority quit school and work for severa! months at least, although

a few continued to work on an intermittent basis. Few recaIled any IIg00d claysll during tbis

time. At best, relief was oc::casional and tben only for a few hœrs.

Tbose who lived with others had ta renegotiate the existing household division of

labor, and usually handed over Most of their previous responsibilities. Tbose who lived

alone simply left tasks undone. One woman ieponed doing almost no housework for ten

years. Another eventually hired household help although sbe initially resisted tbis option

because IIwho was 1 ta have a cleaning Iady? •.[she] couldn't see my fever or swoUen

glands or cottonwool bead and rm lying tbere watebing [ber] work.- Her comment

highligbts ber awareness of the social expectation to justify occupancy in the sick mie. And

in this case, part of the problem was that bane of CFS sufferas -"not looking sickll or not
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looking sict enough, in wbich case it was difficult to justify their exemptions from normal

social l'OIes.

In the most severe cases, sufferers beaune bedridden or wheel chair bound for

months. Others iepoiœd being unabIe 10: get op from a chair, walk, or lift tbeir beads off a

pillow. Sorne could DOt complete tbeir daily penonal hygiene uoassisted. For others

bowever, assistance widl personal cale became a line they would DOt cross. Instead, tbey

made choiœs between Itwashing my haïr or brushing my œethlt
, or toot op ta tItRe bouts

daily 10 wash and dœss. Sorne could baœly talk and wonied about wbat would happen if

they needed ta maJœ an emergency telepbœe calL Otbers could DOt cook, clean tbeir

homes, or feed themselves. Minor exertion could result in severa! clays in bed.

The conaast between tbeir pte-illness levels of fundiODing and the levels of

disability and dependence 10 wbich they had fallen made it incœasingly difficult for

sufferers 10 explain tbeir impUred functioning as 0Iber !ban due ta iJJness. Atlempts at

ignoring, nonnaJjzjng, and "pushîng tbroughll (Woodward 1993) eventually failed. Dlness

had become inttusive, demanding cootinued attention and forœd accommodation (Charmaz

1984 cited in Charmaz 1991: 42).

Some sufferers believed they bad one more avenue to explore ta lay 10 test any self

doubts. They ttied to examine whetber they had bidden motives of possible secondary

gains from claiming illness. But they eliminated tbis hypothesis on the gmunds tbat they

were Itworkaholics lt who "loved tbeir jobs" and always IIwent to work even when sickll
•

One man commenœd:

My questiClD ta my frieDd who thiDks fm maIiDgeriDg. Why wouId 1 be doiDg Ibis? If 1 WUIl't
happy al workad wanted tilDe offwork, 1wouId bave taIœIl time offWOIk. 1would DOt bave goœ
to the trouble of seeiDa tweIIly doctors. Wbat is to be piœd'? If 1doD't pt die pmblem ücked in
the next six IDOIlths. ru lose my car. 1 will DOt be able ta .pply for. œw .,.tmeDt unless my
DM! sigDS Ille lease. Why would 1 do abat? Yet tbcre are sIiU people quationing. because 1 dœ't
look œrribly ill...1 am tweDly eigbt yeus oId. 1 waDt more out of lite tbaa Ibis.

Ofcourse, such examioations could bave been self serving or exercises in self deception.

But by considering their direct experience with symptoms, the circumstanees in wbich tbey

developed, tbeir deleterious effects on valued roles and aetiviti~and self assessments tbat
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acœntuated engagement in society, suffeœrs concluded they weœ ül. In Cbarmaz' (1991)

wahls, illness bad beeD pusbed inlo the foregIound of their lives.

Acœpting CFS as the Definition of the Pmblem..

Acœpting iIIness did not mean tbat suffaas would automariçlJJy acœpt the

diagnosis of CFS. But as the previous cbapter sbowed, many acœpted the diagnosis

because the symproms œsooated wim tbeir own distressing experienœs. Moreover,

sufferers might bave tbought tbat a medically reJeOgDized, even ifDOt a completely acœpted,

diagnosis wu better than worrying about cancer or AIDS, or being told tbey bad a mental

problem, or notbing seriously wrong. Cbarmaz (1991) suggests tbat a diagnosis following

a long search and slœptical œactioos confers legitimacy, œstores otbersr trust in the in

penon., and the ill penon's trust in the validity of bis or ber own perœptions (p. 24). A

diagnosis also gives meaning ta incbœte suffering (Kirmayer 1994). In the case of CFS,

Woodward (1993) found tbat the diagnosis belped suffeters to maIœ sense of tbeir wood

again and gave them direction f(X' managing their lives. But some sufferers acœpted the

diagnosis only after reading about it (Woodward 1993).

But CFS was a contested diagnosis and thus did not confer complete legitimacy. Its

existence and nature weœ being debated in medical and popular arenas. The social baggage

auached to the label was at the beart of sufferersr reactions ta having the iJJness. A few

initially rejected the label, some still bide il, and others cootinue to worry about owning il.

Was the coherence that the diagnosis brought (Woodward 1993) enough ta explain the

continued acœptanœofCFS as the cotiect label for Ibeir illness'? 1 suggest two additional

factors were important in Ibis decision. First, cont1iets over the nature of CFS gave

suffereLS a choiceof understanding the i1lness, in less stigmatizing ways than sorne people

have suggested. This is evident in suffeJd's' ideas of possible etiology. Secon~ once

sufferers were~ they were exposed to a world of information that bas continued
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10 reinforœ and give cobeœnœ ID tbeir experienœ as it bas evolved over lime. Information

about a phenomenon labeled CFS convinced suffetas tbat tbey bad found the rigbt

definition of tbeirprob~even ifotbers doubted its existenœ.

Agributjon OjXions ofa CmtntM DIney

Most suffeœrs attributed CFS ta pbysical causes. Otbers be1ieved a combinatiOll of

physical and psycbosocial~ or an energy imbalaDce wae œsponsible. A few said

they bad no idea. One woman who tbought ber symptoms were "typical of how a virus

works" drew on past illness experiences and Iitaature on the viral etiology of CFS. Othee

sufferers, intluenced by medical practitioners as weil lay and professional literature,

variously suggested tbat CFS migbt be Jjnlœd to toxic levels of exposure ID pesticides,

radon gas, or dental amaigams4..One sufferer seriously considered temoving his old

mercury fillings but eventual1y decided against it. One woman œcalled her exposuœ to

pesticides as follows:

l thiDk my immUDC syslem wu wiped out by..•ex_me exposure ta the pesticides as a cbild. F(r
two years•..in a military camp wbere we Iived. we clliJdœn used ID nID bebiDd the jeep [spraying
DDT] evecy clay Dom June CO September'. In the lare forties Ihere wu DO knowledge of poisoD. l

4 A few sufferers gave me the following articles on possible effects of
pesticides and mercury flUings. These articles do Dot propose a direct link
between denlal fillings or pesticides and CFS. Rather they describe symptoms
that are thought to arise from exposure to these substances. Many of these
symptoms are similar to those experienced by CFS sufferers. Some sufferers
who can recall clear concentrated exposure to pesticides believe toxicity is a
plausible explanation for their symptoms. while a few have wondered if there
is Any substance to claims of a connection between dental fillings and CFS.
-The mercury iD your mouth- Consumer Reports May 1991 pp 316-19.
Denton. Sandra 1989. -The Mecury Cover-Up· M,.lth CODscjogspess June: 29-33.
Hanson. Mats. 1983 • Amalgam-Hazards in Your Teeth- Qrtbomolecul.r
Psychjatry 12 (3): 194-201.
Fauteux. André 1993. -Linked to Chronic Fatigue: Blood Tests for Pesticides
Exposure Unavailable to Qu6bec Docton- H.bjtabec Moptré.1 2lst May. p.4.
Irwin. June 1991. -Are Pesticides Killing the Boy Next Door'?- &..F_._m....j&,lly~-'P.....r....U1ç~ti...ç;z.e
9th Febru.ry p.10.
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am sure abat my litde frieDds across Cenede -iftbey me DOt dead froID die carcÎiiDIW in DDT- .œ
widl dûs ilJDess.

Other suffeœts attributed tbeir CFS to iatrogenic effeds of antibiotic~anestb~or long

term use of sedatives. A few women deduced a hŒIIlOüa1 connection based on

exacerbations aroWld tbeir mensttual cycle. Excessive exercise, s1eep disorders, and

genetic predisposition were otber physical causes tbat suffeœts offeœd.

No sufferer thougbt tbat CFS was a purely psyc:hological dïsorder. Some bad

wondered whether CFS was a type of bumout from overwork or resenting tbeir work

environments. Otbers questioned wbether CFS was a new term for a nervous bœakdown.

Still otbers believed that they were wlnerable 10 stress reIated illnesses as a œsult of remOle

events such as "being adopted", "a gang tape al age eleven" and losing a parent tbrough

death or divorce. But through readings, medical consuI1ations, and support group

information, these suffèœrs eventually rejectecl a pmely psychologica1 explaDatioD in favor

ofa multifactorial etiology•

Suftèrers were well aware of the ditTerent explanations for CFS, but none

explained CFS in a way that could be construed as unambiguously stigmatizing. l'bat is DOt

to say that physical. expIanations of iUness are necessarily less stigmatizing than

psychological causes. One only bas 10 think of AlDS. However the hypotbetical physical

causes that sufferers proposed, with the poSSIble exception of genetic constitution, were

hardIy lilœly 10 incur stigmatizing labels. On the otber~ there is little doubt that many

sufferers understand a psychological attnbution as stigmatizing and are relieved when they

can reject il

Wheo 1 first got it 1wu looltiDg fol' the çaue, physical cause.••Theo 1 looted at a psyc:boIogjçal
leve1 aud 1 thouabt it's probably tiJDe ta sec a mcataI heallh professioaaL.so ( said ta my t-seliDe
doc:tDr -do you tbiDk tbis is psyc:bolop:aI?- Not in. way lib do VOU düDk. but ratbeI' sbouJd 1
he looting at • psycbologist? Sile said • you don'! bave sore dIrom and swoUeo Iymph noda
from somethin, tbat is psycbological·. 1 loobd al ber md [ said -thaDk God-. [lœew tbeD tDo tbat
me beüeved me.••

This sufferer was one of a minority wbo seemed Most open to the possibility of a

psychological basis of CFS. Yet by juxtaposing retief at the doctor's assessment tbat her
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iIlness was not psycbological with the feeling ofbeing believed, she suggested the negative

implications of a psycbological diagnosis. Ironically it was the cœtested nature of the

illness that gave both ber and ber doctor the option of defining CFS as physical.

After diagnosis, many sufferers intendy pursued informatiœ about the oondition.

Sorne attended professional cœferenœs on CFS in the United States. Otbers contaeted

doctors and researcbers in various parts of the wood, read Medical joumals and support

group litera~ and attended lectures by local 'experts'. These sources of information

provided CODtinuing referent points as the illness evolved. Not aIl information was

sympathetic to the condition and suffaas. But enough of it was, 50 tbat suffaets could

discount discœfirming information in favor of tbat wbicb meshed with their own

experience.

The course of illness May be used 10 illustrate how sufferers' experiences were

affinned by other sources and why they may bave cootinued ta acœpt CFS as the right

diagnosis. As noted in the previous cbapter, sufferers reported a graduai or precipitous

onset of symptoms that often followed a diagnosed or undiagnosed viral illness. Some time

after the onset, sufferers entered a period of mœths or years of severe debilitating

symptoms. During this time, occasional relief was short lived. Yet many attempted ta

"push through" (Woodward 1993). If tbey woke up feeling weil, their fust tbougbt was

"wbatever it wu, it's gone-. With this in mind, they med a few aetivities. But within hours

or days at MOSt, symptoms were back and suffetetS might be bedridden for severa! days.

One man recalIed tbat about ten mœths after the onset of iIlness: "1 was an exercise

addiet...I thougbt ....if 1 cao physically exercise, 1 will get better. But everytime 1 would

bike on a good clay, 1 would crash 50 bad...1 couldn't understand il. Then finally reading

on il, [1 discovered) tbat exercise wu the worst tbing you could do".
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In iàct several suffeœrs bad leamt from support groups tbat they should bave -gODe

t&bed for six montbs 10 a year" when the il1ness tint began. This information came toc> Iate

for most suffeters 10 ad upon it because of the lengtb of time it lOOk for diagnosis and

because many doctors would not recommend extended inactivity wbich bas known

deleterious effects. A few suffetas discounted suggestions for complete teSt and weœ

none the worst for iL They made a point of exacising tbeir bodies and minds œguIarly

arguing tbat -the trick is to find the balance between the level of exercise tbat is belpful and

that wbich is barmful-. Sïnœ many otberaspectsofthe courseof their illness conformed to

information about CFS, there was DO need to relinquish the diagnosis because of a few

discrepancies.

Suffaers in this study never again reached the nadir of tbat early severe period.

Most reported improved funetioning sometime between one and a balf to tbree years after

the onset of symptOlDS. Some resumed work witbin Ibis time, but weœ only able 10 carry

out one or two major aetivities in a day. For most, improvement was painfully slow. lbeœ

were no exact timetables. Two and a balf years after the onsel, one sufferer described a

typical day.

1get up al 10:30. 1 eat. put SOlDe music 011, wah my face. brusb my bair and tben 1 am too tired.
1go back ta sleep mtîl 1:00. 1beD 1eat. Alta' tbat [ caa stay awüe a wbile and 1ry ta œ.d a pqe
or IWo. 1beD 1go b8ck ta sleep until4:30. TheIl [ ,et op UId waIk uouad. ( 1ry to go~ get
freshair.1 bave diJuIer al 6:00. 1 try to read a bit. do baic tbiDp like papawort. Thea 1 &0 ta
sleep at 9:00. [if) a fiieDd caUs me aad says -'OIDOilOW wc am pa shopping-. 1 do DOt Iœow
how 1 will he tamorrow. Somerimes wbeD you wake op. you feel tbat you cm do tbiDgs but you
do DOt Imow how loog tbat period is goiDg to he. Maybe baIf an bour. you me able ta do thiDp.
normal tbinp...after tbat it sort of bits you lib a wall. a wall of bricks.•.Let's say sbe cames aad
piets me up ta &0 somewbae. just the ride in the car couId he eDCJUIb. y ou gel to the eveot, ad
tbat is il, 1am falIing asJeep.

Once improvement began, the i1Iness followed a œmitting and œlapsing course.

Remissions did not Mean that suffeœrs were symptom ftee. Rather in remissions theœ

were more goad days than bad days and, when present, symptoms were 1Olerable.

Remissions couId last severa! weeks or months. They pennitted bettec fimctioning and

fueled optimism. In the beginning, suffeœrs even hoped remissions weœ a sign ofcure.
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MyhusbadmdI laqIlaboutitmd 1say it's die big -C·, tbat -C· word.cuRED. WbeD 1 have
been feeIiag rcaIly aood tDr a 10118 lime ad llbiDk 1am curect. Ile I.ups. 1 10 md do something,
UJd 1 say -1 peu fm DOt cured yet-. But it is true. wbm 1 am feeliDg good. 1 am feeling V«'J
good ad 50 1 thiak il bu 1ifted. 1bcy &Iso uy tbere cao. he • spmfaneDll& ead to it md 50 1 thiak,
maybe Ibis is il. Now 1am kiDd ofçyuiçaf .bout il, it .... beeD ....... 6 yan. ( auess it will DOt
a be spmtwnenus dIiDg.

But eventually, the retum ofsymptoms underlined the cbrœic nature of the illness.

Relapses Iasted fmm a few days to a few weeks. Sorne events reliably wonened

symptoms, but exacerbations weœ often unpredietable. Minor relapses were pœcipitated by

illnesses such as a col~ D10deIate levels of pbysical aetivities. hot or cold weatber,

emotional stresses and for sorne women, the days around their menstrua1 period. Suffaas

also reported that deaIh or caœgiving burdens of looking after cbronically or temrinally ill

significant others intensified fatigue, depression, irritability, and ability to lœep perspective.

Financial and family strains increased anxiety.

Relapses also affected mood. During tbese tilDes, some sufferers œponed

experiencing froID mild depression to despair. With lime, some Itmnt 10 cope with relapses

by positively reframing the situation. They leamt to identify and to take encouragement

from early signs of improvemenL

At~ l'm 50 iII 1 doo't eue dJout it. 1 just can't mise my bead off the piBow. the fevers, 1 feel
delirious, die aclliDg, 1çan't cal. TbeIl tbeœ's • point wbae my tïbromyalgia's killing me. HaviDg
ta lie UOUIId in bed is DOtg~ you aeed 10 Bep moviDg. ( still doD't have m ...,etite. but l'ID
fed op, rm UllY md ('m feeliDg depressed. 1 MW DOW leamed lbat's a raUy good sigD because 1
bave the eœqy ta feel upset that it's NppeniDI md usuaIIy that may he anywbeœ froID a weeIt ID
tIne weeks. abat mid-pbue. That is the mid-pbue ta my aeamg betta' apin. It's taJœn mmy
episodes. 1001 episodes 10 leull tbat. Now. in that despair moment 1 lbiDk [this is al good sip.
il's UppeaiDg, rm DOt tbere, l'm just 50 misenble met rm 50 fed up with lying U'OUIId. But il's •
sip that yes, it is I0ÎDIIo bappeo. 1 lbiDk whm you're just stuting out. you doo't Jœow AnY of
these paltems.

Sorne sufferers wondered whetber the retum of symptoms were indeed just exacerbations

of CFS or whetber they were ushering in a new, and possibly worse, condition such as

cancer. Repons of such links had circulated among support group members. To date only

one study bas found an upward trend ofbrain cancer in CFS sufferers in Nevada. But that

trend was consistent with observed incœases in brain cancer in North America (Levine et
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al. 1994)s. However, incomplete information about scientific studies couId cœate concems

that were out ofptopoltion ta the Imown facts.

Despite expaieoœs widl a cycle of relapse and remissions, many suffètas

persisted in resumiDg normal aetivities wben they felt weB. l'bey were testing wbeIher they

had reœvered, trying to maintain social œIaIionsbips or rebeUing against the jJJness'

consttaints. One man noted -Il is the bope that it is finally OYer•••tben you start to fee!

confident and you say If am healthy'. So you send out applic:ations to universities and 50

on.. So many plans, 50 many tbings and tben a week and balf 181er, you are back clown

againR. One woman explained: "sometimes 1 say 'ta hell wim il, 1 will live for the moment

and pay for it later'....you just want to break loose. When 1 was young, 1 would go ta a

party and drink too mucb and know 1 would have a rotten hangover, but you do it anyway,

lt's the same tbing".

Sufferers who belonged ta support groups heard echoes of their own experieDces

among other members. As weU, many saw some widely disseminated videotaped material

that detailed the lives ofCFS suffders (or putative suffeœrs) which tbey used as points of

comparison or affirmation of their own experienœs. severaI mentioned two videotapes in

particular: "Wide- cyed and J gless"6. and "LiVÏDI HeU".7 The course of illness described

5 The study of cancer incidence and CFS sufferers was reported at the Albany
conference in 1992. Since many of respondents of this present study had
attended the conference. information from various papers beeame fairly weil
known. The proceeds however. were not priDted until 1994. The study of
cancer incidence was condueted by Levme. Paul H.. M. Atberton. T. Feus. and
R. Hoover. 1994. -An Approach to Studies of Cancer Subsequent to Clusters of
Chromc Fatigue Syndrome: Use of Data from the Nevada Clinical Re,istry-.
Clinicat Ipfectiogs Diseases 18 (Suppl. 1) s49-53.

6Tbe video "Wjde- eyed apd Ylie,,· 1993 BBC Produetio, was shown to me by a
sufferer to live me a graphie idea the day to day life of someone who was
thought to be a sufferer. [t ehronieles the mcreasiDI debilitation of a wODlan
who eventua1ty died. Her husband suspected tbat she had CfS.
7 Copeland. Leonie. produeer 1994. -LjVjp, HeU· written by Leonie Copeland.
Authentic Pictures in association with the CFIDS Foundation of San Fransiseo.
was shown at a meeting martinl International CfS/ME (myalgie
encephalomyletis) AWAreness day, May 12. 1994. to wbieh 1 wu invited by a
support group leader. Some stories were particulady bleak. Informai
discussions afler the shoWÏng revealed that though many sufferers could
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by sufferers in the present study is consistent with tbat found by Woodward (1993). Sbe

distinguished between minor and major relapses by duration and severity of symptom~

and documented symptom fluctuations avec a day.

In summary, sufferers' accounts show a course of iJJness in wbich an acute or

graduai omet often follO'Ned a viral jJ1ness Subsequendy suffetas entaed a prolonged

period of severe symptoms and disability. A slow recovery, marked by unpredidable

relapses, followed until sufferers œached a plateau somewbere below tbeir pre-jl1ness Ievel

of functioning. Initially, many œtùsed to enter the sick mie, but soooer or Iater discovered

the futility of resistance. The early debilitatiOll and subsequent relapses were sources of

depression, anxiety, and frustratioo. The indetinite duJatiœ of the jJlness clouded

expectations for the future.

Sufferersr reports of two physiciansr renditions of the course of the illnes~ show

how closely tbese doctors approximated the bigh1ights of sufferets' experiences. Tbese two

doctors had large numbers of CFS sufferas in their practice, induding severa! of tbis

study's respondents. One doctor bas spoken about CFS in severallocal public forums.

Dr. _ distiDpishes betweea acote ooset vinJl falip syadrome and myalgia enœpbalitis wbich
is Eut.e œset ponviral....he is saying fer some people it COllla ou like a loG of lxicu and in
otbers. it develops very slowly mJd gndual1y. ADd he sUL•. bad it DOt bit me lib a ton of bricks.
in alllilœlihood il wouId bave probably come on very slowly aod gndually...he sUl the first yar
is often j1Dt one doWDhill ride aDd tben 1 lot a lot worse before 1 gal beltel'.•.he said a COllllDOll

pattem is die Den couple ofyeus ...you'le prograsiDg wi1h a few linle setbacks...his line is dIat

relate to the physical and psychological symptoms. they generally fell they
were better off than the people shown in the film. one of whom committed
suicide. Some expressed concem about others in their famities seeing such a
film and being devastaled by it. The term myalgie eneephalomyelitis or ben i 1 n
myalgie encephalomyelitis (BME) was preferred by the group of suffeters in
Toronto interviewed for the present study and it is commonly used in Britain.
According ta the newsletter Quest August l, 1994 communication , 7 of the
National MElFM Network. World Health Organïzation's Or. I.A. Costa e Silva.
Director- Division of Mental Health, issued an update on The World Heallh
Organization's Intemational Statistical ClassificatioD of Disease and Related
Health Problems (ICD-IO) tenth revision. 1992 Vol 1. This update states that the
term Bemgn Myalgie Eneepahalomyelitis should be avoidcd UDtil the status of
the condition bas been clarified. Encephalomyelitis means inflammation of
the brain and spinal cord T.ber's CJclQ"dic Medic.l PictiQuE, 1973. and
presently this has Dot been confirmed in CFS.
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die aext couple ofy...._..al die ead of~ 1 ca apect to he about eiJbty~ of wIuIt 1 wu
before, but 1dDD't lbiDk so_l tbiDk nI he hetter thm tbat. (ltalics mille)

1 alteDded a coafeœDœ_.ÎD April of 1992, pen by Dr._ ,-.dIe reIIDWIIeCl guru. He lIJId
us_-tbœe ofyau who lave Md il far S y.... Œ~will probably he affected OR a cbrœic buis
for die rat ofyoar Iife-. 'l'bae wu • billDDaD Ibroqh die baU. He lDId UL_ -1 baw bId pe"'"
iD my pracâce who bave'" it fix 12 Œ 13~- ad everybody lIDIœd He said ~ am teIIÎIII
you dIII becIIIIe die bi..- misMke tbd you people mate is tbat )'OB tell youneIf Ibat you will.
he beaer ia a few weeb or moadIs._yOll try lDd nwjntain yom oId lifatyle ad meet )'OUI' oId
sc""ad JOlI reaIim dIII more aod lIIDI'e you caaDDt. ad JOU bec..., __ laid more tiuIInted.
ln IIddilÏoll to ... medical ad physical probIellB, JOU lIIat JdtiaIIbe peycboIopca1 probIe_-•

Wbile theœ wete minor discrepancies between tbese doctorsl accounts and

individual sufferersl experiences, the broad outlines of bath are congruous. With

affirmation from doctors, from fellow suffetets in support~ videotapes, and some

litenlture, sufferas weœ better equipped to deal with disconfirming information. They

could DOW discount negative information on more than tbm own personal experienœ.

Wben doctors dismissed the condition, sufferers could counter with the opinions of otber

medical experts who acœpted CFS. Wben the social bistorian Edward Sborterl cautiooed

against legirirnizing as iJJœsses conditions tbat bistŒicaJly reflect social railler tban

biological factors, sufferers œtorted that he had no cünical experience with people widl

CFS. Sufferers could aIso counter media leports of the Jate 19805 and early 1990s wbicb

presented a s1œwed picture of them as passive victims, succumbing ta the illness•

...the stuff tbat's in the newspaper, DOW its beromiIII beaer. Before, you weœ just toIally nIdS or
hysterical•••psycbologica11y s1aDderous IItticles without much biological information. NODe of
them ever b:œed too deeply on bow bard you sttugJe to c:ope with tbis. l'bey1l say ils
devastatiDg to your lite, but 1 tbiDk: it would be beDeficial to bave a fiM' histories wbere it showed
the penoo wun't just lying in bed sIeepiDg tweDty two hours a day and saying 'poor me'.

In sb~ once sufferers received the diagnosis~ they weœ exposed 10 a plethora of

information tbat paral1eIed their own experiences. Not ail informatiœ was confirmatory,

nar did the body of information form a template into wbich suffelets' experiences fit

8Shorter has written a book on the hislory of fatigue and several articles on
the subject. Shorter, E. 1992. Frgm Paglysis 1o "tipe: A HistQQ of
PsychQsom'tic Illpcss iD tbe Modem ErL New York: Free Press. AccordiD& 10

one insurer interviewed for the present study, Shorter has also appeared in
the media talking about CfS. Severa! sutferers in the present study have
attacked his views on CFS.
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precisely. But it provided enough matebing infarmation tbat suffeœrs c:ould c:omfortably

believe they bad found the definitiOll tbat fit tbeir problem.

The Effects of DJness on Identity

The course of CFS bad a profound impact on sufrerers· self esteem and identity.

Suffeœrs' pre-illness views of self bad bigblighted tbeir aetual physi~ cogniti~ and

social competenceas weil as tbeir po1altïal for future personal development and social mie

occupancy. But symptom severity impaired tbeir perfœrnanœ and intarupted social roles.

Brief remissions and fœquent relapses mililated against œcovering ground lost to mie

interruptions. And the unœrtain duration of the i1Iness gradually reduced bopes of reaJizjng

dreamed~f futures. As the course of jJJness gnawed away at tbeir aetivi~ mies,

achievements and imagjned futures, the possibility of meeting desiœd social nonns

receded. Many suffeœrs began 10 see tbemselves as pbysically and cognitively impaiœd

and they began to face the possibility tbat tbey might not enjoy certain social l'OIes.

Chances in Physjcal and Copitjye ASWts ofSelf

Having CFS drew sufferers' attention to tbree aspects of tbeir physical selves- body

image, physical functioning and physical hea1tb. As meir aetivities declined, many 5ufferers

gained weigbt. And many had difficulty reconciling tbeir new appearanœ widl their

previous body image.. Tbey shared societal pœoccupation wim youthfulness9 thinnes~ and

attraetiveness as desired cultural nonns and tbeir opposites as devalued traits.

1bave put on weigbt, which doesn't seem Iike important. but to me it is. 1 put on at Ieast 20. 2S
pouDds sinœ 1bave been iD. Just tbe wboIe way 1feelabout myaelf is DDt very good. 1 see a ~
sallY, old womm DOW aad just Ibree aad a baIf four yean aao you sbouId bave seen me. l 'RB

thiD in m.pe, people oeVel' pve me m.y aJe. 1œil aooct ud didD't feel my age.
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Ofgreatecconœm to suftaas tban body image and appearanœ wu loss of control

ovec tbeir physical funetioning. They bad gone !rom being fit and active 10 being exbausted

after taking the dog for a five minute walk. In fact, tbat could be the days aetivity. A few

were assessed as being sufficiendy debilitated to mait medicaJ exemptions !rom mundane

demands such as bank line-ups. Pmblems of endUDDœ were compounded by symptom

unpredictability. Sïnœ tbey could no longer prediet tbeir pbysical abilities, previously

sociable suffeœrs tended -not to maIœ commitments to tbings or to people..•just live üfe

day to day, because 1 do not know bow 1 am going to teel on any given cIay-. 1bey could

not even commit ta special occasions. Despite planning for extra rest a clay or two before

and after such activi~ unexpected exacerbations Iœpt severa! sufferers from attending

major family events sucb as the funeral of a parent or close grandparent and marriages of

close relatives.

Many suffeœrs aIso became concemed about their general physical health. Many

were plagued by multiple infections, but a few ieported they bardly ever bad minor

infectious illnesses any more. Sorne felt tbat CFS bad made tbem more vulnerable ta othee,

more serious, illnesses.

1 aIso wony about 1ooi-tenIL ln Ibis litde bookIet [ wu readinI Iast night, they taIked about
cancer as more prevalent [in CFS suffaersJ-J R*i lbiDgs like this and [ tbiDt "oh Gad. wbd
next'?"•.• because tbere is 50 much talk about die immuœ system, and [worry tbat mine is...[that]
cancer. it is just IOÏDI ID come in aud waIk right an over me.

In many cases, declining pbysical capabilities weJe accompanied by cognitive

impairments most notably in memory, coocenttation and information processing. Sufferets

reported forgetting iInportant meetings, not being able to follow the agenda, and not being

able ta hold tbeir own in social situations because they could oot follow the conversation.

When they could not avoid social situations, sorne tried to 'pass'9 as 'normal' by lying,

while inwardly feeling severely stressed.

9 Goffman (1963) divided sti.matized conditions into those that are discredited•
and those that are discreditable. Discredited conditions are usually visible.
while discreditable conditions may he hidden at least most of the lime. The
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l bave trouble œlœlllberiD,_.aad 1 am DOt as sbaJp u 1 sbouId be__ 1go alaag but 1 feellib 1 am
a bit of a tiaud._ 1 am a&aid 10 be fOUDd ouL-i feel vay sbaDow, l CUIIIOt gel iDto cIeep
discuslioas witb .ybody_.1JUIl Ceel very sIUpid..Jf1wae al home aad DOt out waddDg, maybe
it would DOt lJoIII. me as 1IIIICb. But 1am ÏIl wilb people who .-e vecy ildellipaL.Last weebad
wcwae. a CÜIIDa' lJIl'lY md..J came away fiom m.e feeIiDI very ... about myselt vecy pD'
self-im8p. You c:..- eveD sit tbae aad deacribe iW do DOt WIIIt ID reIl people whall have. 1
guess if it aa.cbd the IIJIIIÇles .ad il juIt stayed widl die IllllEles. but wbea you start talItiDB
abouta penoa's braiD.1ib Abheima"s, il is JUCh a p'thctic disase 1cio DOt WIIIIt people 10 look
at me as if1am DOt as smut as 1 sbouId be.

1cIoD't bave a Iife mymoœ. my Iife is Ibis lDOIIIIlIIL For me it's aood. it's a social lIIDIIIeIIt [die
intaview],.-I fiDd 1 am uaabIe to carry 011 ~,...my lDelDDl'Y just Joe8 0Il me, aad
sometimes 1 SàIt sayiq SOIIIedIiDI ad 1 doa't kDow wt.t 1 am JeUÎIII al mymm, 1 foqet. 1
cm't "ways Hep foc:us OB wbat's beiDg~ 1 Io&e tnek ••.DOt beiq out iD die wortfolce, DOt
beiD& out ÏIl tbe wodd wbal do you taIk about'? 'I1Iis ÏI my œality <....... ber huds 10 Ihow ....
smaIl~)._.Opnhis die hipügbt ofmy day.1 aevetu.d ID lie a TV watcber•..Now 1 cm
tell you wbat's OB [lib] die TV pide. 50 if 1 do fiDd myself iD a social cootat, [for eumple] a
wedding.••• 1œaIly cIOD't bow wIud 10 say. 1sit Ibeœ aad 1am Vert quiet. 1 doIl~ 1 caJl't œlale to
people aymore.l am emt:.ms&ed. 1am emlaiassed 10 say 1am DOt waddDg. 1am emburassed to
say 1am sict. 50 1bave stal1ed lyiag in die Iast yar.

Cognitive impairment wu clearly incapacilaling in social œlatiœs. But more tban

creating embmassmen~cognitive implirment could present a œal danger 10 suffeietS and

10 otbers. One man œc:ounted almost setting bis bome on~ and no longer cooks if be is

alone at bome. Quite a few voluntarily quit driving a car because they were regularly

running red ligbts. They would see the light, but its meaning would not register. They were

not processing the information appropriately.

1 bad to stop driving bec.use it bappeœd 3 limes in the~ ofa IDOIlth tbat 1 wcat rigbl tbrouIh
a red ligbt ad riabl tbrough 2 stop sips, witb my wifc. <Jallghter and gnDdsoo in the car. 1 said
-tbat's il. car is goue-. 0Dce 1 got off a pI.aœ. 1 wu driviDg [home] ud 1 suddenly bec ne
disoriented. 1sot a meatal flash that [ wu driving the wroas way 011 the freeway. 1 slammed 011.

the brakes and the car spun arouDd aad weat 0Yer' die side of Ibe road. It tooIc me about 2 minutes
to come out ofdie stupor'. and 1drave home very s1owly. Il cm bit you at my lime. You caDDOt
trust yourselfaud it is daJIFroœ to ocbers. 1 imapaed wbat would bappco if1 bad t.d an accideIIl
with them [family] in the eat.

Sorne recalled driving and missing exilS tbey bad taken daily for years. Otbers started froID

home and tumed around to drive back witbout knowing wbere they bad turned or why.

person with the discreditable condition may thus 'pass' as normal unless they
choose to disclose their problems to others. Thus 'paslinS' is a strategy 1h a t
people witb a discreditable conditioD mipt use to manase social relationsbips.
Some conditions. lite epilepsy, may IUlely he invisible. and tbus he
considered a discreditable cODditioD. However. even in weil cODlrolied
epilepsy, seimres may occur unpredictably aad reveal the discredited
condition (Conrad &. Schneider 1983: Scambler 1984)
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Sorne suffeteIS found themselves DOt remembering wbeœ tbey were or wbere tbey bad

beèn. But perbaps the Most poignant consequence of impüred cognition wu desaibed by

a woman who wept as sbe œeounted forgetting ber young son in a park, after being

distracted by a conversation wim a friend. She reaJized wbat bad bappeœd only wbeD !he

reWIned home and ber husband asked for tbeir son. FortuDa1ely a famüy friend found him

and brougbt bim home. Higb level cognitive functioning wu a prized cbaracteristic among

this weIl edueated sample ofCFS suffdas. To regard themselves or be regarded by otbers

as intellectually compromised wu a considerable blow ID tbeir selfimages.

The uncertain prognosis of CFS forœd suffereJs to retbink plans for work and

family IOIes. lbose who weœ students bad to put career training on bold. These weœ

dreams delayed. Sorne hoped they would eventually get back on traek, otbers cautiousIy

resumed a reduœd academic load, and still others dared not tbink about the possibility.

Those who bad witbdrawn from work, bad to re-imagine tbemselves as unemployable for

the foreseeable future wbich was quite frightening for someone say in tbeir twenties. Thase

who bad remained in or retumed to the workforœ wondefed wbetber they bad reacbed an

undesired ceiling in tbeir caœers, and wbether they could even remain employed if they

could not advanœ. As it was, they were buely treading water to slay at tbeir present levels.

1 tbiDk tbat 0111 professioaallevel. it prombly is a ..use of about S yean._Unfortuaately. 1 bave
my coIleques. In the pecltiDg arder. 1 bave faDm ta a wak poIitioa bec.... DOt oaly Via 1
defiDed as i1L but 1am DOt producing. eveD lbouP their productioD is DOt impressive. 1 caDDOt pt
in the boXÙIJ ring with tIlem. la die mid-raqe lime. 1 will probably try aad do SOIIIdIûDg el.. If
1bad odler' opâoas. 1do DOt tbiDk tbat 1wou1d cOIltiDue [in tbis professioD].

Dreams of adynamie career weœ relinquisbed slowly, painfuIlyand reluctantly. Sorne

sufferers tempeœd disappointment at having to lower expectations of themselves, by

assigning greater priority to bealth tban to achievement.
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Work and caœer training bad been integral 10 most suffeœts' identities. Work WU a

source of self esteem as well as means 10 financial independence. It was a blow 10 bave

bard fougbt-for caœer goals dissipate.

...b career' upecL l'bat is devutatiDg. You baw a JOÙ iD lite_l a decisioa quille YOllDl iD.
life tball woakl DeWI' he fiDlDciaBy depntmt onay ......a b , a boyfiiead._lbat 1 woaJd
be able to stad OIlIDY OWD two fcet. 50 1pIIIbedad pusbeclad weIIt .....an the~ 1 lOt a
Mastel"s.....1œaIly tek Ibal die better educaited 1~ Ibe beaer the saJ.iy, the bener 1 wouIcl
he able CO rab care of myselfand have a very aood life. 1batwu my JOU. This iIIDess bas taIœD
evaytbiDg away Dom Ille. Not oaly the self~m.but die careec. 1bad p..... 1 wu goiD, CO buy
myselfa home. It wa ail tabn away.

FiDaDcially 1bave been brob fm 4 or 5" yan DOW. 1bat is a t.d feeling too. 1 bave ... an my
fœedom md ïndrpent.....:e lIIkm away. Even if 1 am able CO lIIIb cboices. 1aumot blK:k them up
fiDuciaIly DOW, 1caDDOt commit myselfcompletely. It took a lot away.

Without work, some sufferers felt they tbat tbeir lives weœ a waste because they weœ IlOt

contributing 10 society. Such tboughts fed feelings of discouragement and led sorne

sufferers to contemplate suicide.. With respect ta occupational mies, the problems suffetets

faced were bow to œmain optimistic for the future, how to mate decisions about the

present, and how 10 find alternatives 10 explore.

Uncertainty about future family mIes aIso led suffeœrs 10 questiœ bow they saw

themselves. Single men and women spoke sadly of the possibility that they would oever

many, never have children. How could they tbink of marriage wben tbey did not know if

they could continue ta support themselves let alone others? Women, whether single or

marri~were confronted with both a biological clock for childbearing and questions of

whether they would have the energy for childrearing. It wu not that partners could not

help, and in sorne cases, paid help was certain1y affordable. Rather, much like suffeids

who already had children, childless suffeœrs felt tbat while they could still he "good"

parents, the vagaries of this illness would pœvent tbem from being the parents they wanted

to 00.

The ODe tbing tbat silS very sadly with me is die matcmity issue•••••.People dlat are qudriplelic
and [have) ail sorts oftemble jJlœsses do [have cbildreo), but l also kDew tbat with my husbad's
reaIIy bectic lifestyle, it wu Nd eaouP beiDg quile isoIated widl dûs myaelf ad yes, you couId
hile help. but lbey're Dot widl you tweaty four boun a day necesaarily. Il wouId bave tued bodl of
us. This iIIDau tued OUI' ........ tEe...........,..ly ad aeicber he DOl' 1. mach as we wouId bave
liked a child. we didD.'t waal ID Jose ounelves. And wbat would 1 do aIoae witb the cbild (iD die
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eveDl of divorce).'?.I JDeIS fm banb cm myself iD tbe seille Ibat tbeIe .. a lot of modIers dIat
arm't perfect lDOIbers but Ibey still bave cbiIckeL But 1~ ...... ID t.ve IDc~ he
sayiDg -MOIIIIIly'd love ID JO tu tbat COIICtIt. but yoo kDow l'm aick- or -MOIIIIIlY caD't dùa tilDe
but 1hope tu œXl âme- md aext tilDe COIœS UOIIIId ad lAft eaoup, die chiId is diulopoiDJed.
l'hat lus ID baft .. impKt. ODe mode die COUIIIeU JII"III'*'" wu -wbat do [ tbiak'? Is it lIIDœ

i.mp:JrUDt ID bave a n:aIly scroaalDOlber tweaty fout boars a day Vibo'. hMically....a.ppy widl..
life. but"ways arouad for' die chiJd. cr alDOlber Ibaa _'t very weil al an. but speads Olle boar iD
the day of quality tilDe with that cbild'?- Weil. IlbiDk the ....... But il isD't bow 1 wat il. 1
would he VerJ UDbappy widl tbat. 50 JOU ..u die cboice.••.I met a lady die odIec day who bail
SOlDe probIems ad who bad ha' tint chiId al forty-tWo 10 1bep tbi'*in., weU aU Ibis laMI'Ch is
happening. 1don't wmt twelve cbilibD.

Despite the gJimmer of optimism al the end of the quote above, baving cbildren is a

canceled option for many women suffeœrs.

Suffeœrs found the changes in their physi~ cognitive, and social ways of being

profoundly unsettling. Several said tbey did IlOt feel good about themselves. Sorne

descnDed feeling " like 1 was oot a wbole persan any 1IlOIe", "1 migbt as well be dead",

"contrary to wbat you know you really are", "useless", "spectators", "unable ta function

normally". Many began ta see themselves as sick people, and commented 00 negative

reactions that status elicits in society. One woman felt sbe wu perœived as "weak" because

ofber illness. Otber sufferers believed tbat "people OOn1t want 10 be around sick people" or

that being sick was associated with social distancing and marital breakOOwns. Anotha'

regretted tbat ber young cbildren bad never known ber as a capable persan. Her young

adolescent son "was astonisbed wben he found out wbat 1 bad done for a living Mom, the

dimwit1ft
• These comments suggest the self devaluation that may accompany impaiœd

functioning. Self devaluations were made relative 10 the larger society, but they did not

necessarily depend on overt negative œactions. It was enough that sufferers sbaœd the

values of the larger society for tbem 10 recognize wben they had faIlen short (Goffman

1963).

Having CFS meant losing control over tbeir clay to clay lives and tbeir destinies.

Many sufferers lost their credibility, friends and family, self esteem, financial

independence9 and the chance to acbieve tbeir full potential. Many suffen.n found it ironie

that they should be accused of secondary gains cœsidering the priee they bad paid in the
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magnitude and range of tbeir losses. The task facing suffaas was bow to carry on despite

undesirable changes in their social identities and unpredidable symptoms of indeternlÏDate

duratiOD. Caaying on involved œstrueturing identities, finding meaning in iUness, and

managing symptOms.

Reconstruebng identities following cbJonic illness or disabling injury bas been weU

documented (Bury 1982; Williams 1984; Cbarmaz 1987; Corbin and Stnwss 1987;

Yoshida 1993). The identities of CFS sufferers had been closely bound to self images of

being pbysically active, intellectually acure and socially engaged. To regard tbemselves as

limited in al1 these spbeœs was a difficult adjustment.

1wu a vay 8Ctive persœ. super 1lCÛV~ super ellSFÛC.1 WOIbd bard aDd 1played bmL_ 1 wœId
ski evayweek~1bad. sport for' every ..... çouatry sparts becaœe 1 am • lIItuœ lov«, ad
evaydDng ha beeD takeo away•

1 wu workiDg two jobs, 1 wu pg out soc;-lizjng. 1 lalew lots of people. 1 wu cultun11y
oriented 1 lited ID go ta plays, coocerts. ( bad such • fidl Iife... ad [DOW) ID go ID • movie is •
productioo.

Sufferers' attempts to "push through" in the early period of illness, or to break tbrougb

during remissions, may bave been not ooly acts offrustration., or testing to see if tbey weœ

cured, but testing to see wbether their old selves had œtumed. The importance and

attaehment 10 tbeir pœ-illness self was unmistakabIe. AlI sufferers made a point of letbng

me know they had Dot always been the way 1was seeing tbem now.

Work and Resttuetured Identities

One quarter of the sample of sufferers COIltinued to work. theœby maintaining an

aetivity tbat was impcwtant to tbeir self esteem and identity. lbese sufferers identified two

factors that were critical for them JO continue working- a strong work ethic tbat made tbem

feel guilty when they did Rot work and a work struetuœ tbat allowed considerable
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flexibility. Ins1rumerltal help al home wu aIso important in some~ as it aIlowed

suffeters to focus their energies on work as meir main adivity.

Being independent enbepteoeurs or fœe lance worJœrs put workers in a structure

tbat allowed considerable control over the amount and pace of tbeir work. With tbat cœtrol

however, came the responsibility for the consequences to tbeir inc:omes. Suffctas who

worlœd part time also enjoyed structural tlexibility. Some did "on caIl· work for a single

employer, but could refuse assignments. Others œgistered for casual , cœtract work wim

severa! institutions and were able to play one institution off apinst anuher witbout losing

tbeir position in each. For example, they could tell one institution tbey weœ unavailable

because they were worldng for another, knowing tbis would probably not be verified. In

fact they were buying time to œcuperale from exac:abalions. But tbey lived widl a certain

amount of anxiety about being discoveœd. SolDe suiferas were aIlowed to pool vacatiOll

times and leaves ofabsence 10 obtain necessary respite. A few œfused promotions or aslœd

for demotions because they feared tbat with tbeir iDness tbey could not meet the demands of

a higher level job.

It may seem inlUÏtively obvious that symptom severity, and tberefore impainneot,

would also be an important factor in suffeœrs' ability 10 work. 1bis element was not

explored with these sufferers. But a study of the quality of life of CFS patients found no

difference in levels of imJXlÏrll1eDl, as measured by the Sickness Impact Profile10 scale,

between suffeœrs who worked and tbase who did not (Schweitzer et al. 1995).

SuffaeIS paid a high priee for preserving tbat part of their identities derived from

wadc. They were exhausted al the end of a reguJar work day. They could hardly wait for

the weelœnd 10 recuperate.

l Orbe Sicmes5 Impact Profile measures sickaess related dysfuactioD in twelve
categories-alermess, recreation aDd pastimes. home maDagement, social
interaction, work, sleep aDd rest, ambulation. body eue and movemeDt,
emotioDal bebavior, mobility, communicatioD and eating.
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Moaday to Tbanday, ru come lIoID8 ad put a chic:ba iD die av.. or somethin,lib dIat. die rat
of the tilDe ils juDk food. 1 cao lIIIII8F fiJr die week but CIl Tbanday 8Dd Friday 1 am lOIaIIy
wbKbd out. n.r.wbal1bave ro müe !JOIoAdhi", quick b ...., ordcc pizD wbMew:r ad lay
down on die coacb. Nonaally 1 am CIlb coach aDyway al 7o·clock. but CIl 11mnday 8Id Friday
1reaIly hurt...aftcr 7 o'clock 1 am a ve"""l raIly push myBelf If ilS a Friday ailbt md 1 gel
home reaIly tiœd ad draiœd. 1miIbt take die kids out ta alllD'Vie.

1didD't go out CIl daIcs. 1"vea"t beeD to a pmy beclUle wbeIl tbe âme came to JO. 1 cou1dIl"t JO
becaœe 1 was just tao tiœcL You cbl't tadl UIdil dne o'clock.. You 10 boille md WOIk _
modIer four bœrs. Yoo bave ID~ yoo bave to i*iii**e. So by die lÏIIIe Sablrday~ it
wu ail 1coaJd cio 10 psych myselfap to wall my bair lIId bave albowa', ID pt clolbea to die ciry
cleaDa'.••to do die~, to do everytbiDa 1 baYe to do. 50 rd .y tiom die sevealies ou. die
put tweaty yars, 1bave had DO social lite al aD.

Not only was tbeœ a physical and social priee of working, but the rewards of immense

effort would probably be limited. Suffaas bad to scale bact expectatiœs of how far tbey

could advance.

Many of those who did Dot resume work professed an equally sttong WŒk ethïc.

They were ditTerent from working sutTerers in tbeir acœss to flexible work structures.

Without such structures ta support tbeir efforts, these sufCerers expœssed a pervasive

concem tbat wbile tbey might get a job, they could DOt Iœep il. Some had med

unsuccessfully to obtain or do part time wŒk. Otbers bad l05t tbeir jobs 10 downsizing

while on sick leave. The dilemma for these sufferers, and for others wbo bad consideœd

changing jobs befme they became~ was bow to œconcile symplam unpredictability with

prospective employers' presumed expectations. Sufferers could DOt guarantee tbat tbey

would he reliably present 00 the job. produœ pœdietably, or do suslained work. They

lacked confidence in tbeir ability ta do precision work accurately. They wonied about

explaining extended work absences on their cuniculum vitae. If they were~ they

feaœd tbey would Dot be bired. If they lied and needed fœquent time off, wbat excuses

could tbey give?

...this is DOt • good time b a job even if 1 weœ perfectly weu. [pboaed everj aaeacy mil 1 toId
my story ta a few of them.••tbere is no way tbat _youe would hile me because of this iUaeu,
'Ibis is goiq to he a big problem..J cm make aD çplicatioa...aad lie••• it wouId takc me iD good
heaIth DOt mjssiu, oae clay, ODe ye. to retraiD._ aDd~••l bave tG be in perfect hea1th , .....
the employer, which 1~ you camot say -CXCUle .... lib 1 bave ID go me! lie down-.
This is out of the quesâOll. 50 DOW 1 am ou welfire. 1 am tiDcIiq it 50 Uni md its such a big
straiD.••
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Sufferers on disability benefits were afraid 10 apply for jobs widl new employers. If hiœd,

they would forfeit existing plyments without the guaranœe tbey would qua1ify for group

benefits11 with a new employer. In tbat case, if the new job did DOt pan out sufJèrels feared

they would be left witbout a source ofincome.

WbiIe the œstrueturing task for tbose w«king wu to œconcile tbemselves to

loweœd expectations, for tbose who weœ not wŒking it wu a question of justifying 10

themselves and otbers why they weœ DOL The natuœ of the j J1ness, a pour ecœomic

cJjmare, and structural oonstraints set by work environrnent5 and insuras weœ obvious

reasons that they could point ta. Beyond tbese factors, some sufferers questioned the

harms ofa work etbic taken 50 far tbat it bad become unhealthy. Tbey began to œpudiate

the very values whicb tbey bad embraœd 50 completely.

This NOI1h American rat raœ is patbetic. __y ou looIt al life Vert ditfeready. 1 doD't know why
people ue DDt more sick iD North America. 1 am DOt Avene fi) bIId WOIk. 1 wu overiadultrioœ.
an ovencbiever. 1did fDO mucb. May people who have dUs m..eare lib tbat.

Others tried ta find meaningful Dew activities. One penon did volunteer work in prisonS,

another in hospitals, and severa! became members ororganizers of support groups12.

Meaningful New Actiyities: Supmt Groups

Two sufferers brietly recounted the start of support groups in Toronto and

Montreal. The Toronto group began first in January 1987. Advertisements about the

meeting brougbt in an estimated several hundœd people. After some discussion, a decisioD

l lpeople aUlomalically qualify for group benefits if they are working witb a
company the tirst lime a new group disability benefits plan cames inlo effect.
However, people wbo join a company after Ihe group disability benefits
contract bas been in effect. may be subjected la bealtb screening ta determine
their eligibility.
l 2Tbirty two of the total sample of forly IWO sufferers bad been in or were still
members of support groups. Six of these were sufferers rec:ruited throulh
physicians' offices as part of a larger study by Kirmayer and Rabbins ( 1995).
The remaining twenty six were recruited wough support groups and CFS
associations.
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was made to bœak up inlD smaller geograpbica1ly bound groups tbat could meet in

sufferersl homes or in church basements.

The Montœal group was begun in 1990 by a sufferer who bad moved heœ from

Toronto in 1988. Fora wbile, sbe dlougbt sile wu the ooly penon wim the iDness in the

province of Québec. To break the isolation sile was experiencing, and believing sbe bad

benefited from a briefexperienœ widl CFS support groups before moving to Montreal, sile

decided ta find out whetber there were otber suffcters.

1 aaouoœcI itOll'-TV.. iD die~. l'be fint "'"'ÏDIwu al !DY boœe. 11Iae weœ 33
ofus [suffeœrs] aad 2 doctors. They came DOt ID iDsauct us bat ta Ieam fiom us...(After a ]~
tbere wae lOS people. 50 we teDted a baIL_1bae 'fMR sevenl pbysiciaDs aad aU of us .....
taIting about pedMps startiDg an usociaIim Ne..,.. we wouId bave more credibility. ODe lbiDg
foUowed aoIberaDd DOW we bave about 35 suppœt BRJUPli in die proviDce md we are an official
associatioo with a charitable lU 1lUIDber. 1 wu 00 TV may tilDes md iIllile~. 1bere
was an article in die~ tbat mey lOOk froID an Aœr:ricm~ md it said -if you. bave any of
tbese symptoms. call dUs nomber-. Aad Ibey gave ml' Domber aDd people caDed me.

The Toronto group had spüt aloog geograpbic lines. The Montreal group spüt as numbers

grew, first along linguistic, and eventually along smaJJer geograpbic, Iines. The founder of

the Montn:al group observed tbat the support group bas provided ber with a renewed sense

of importance.

Someti.mes 1 reminjSQ'\ about wbat could be. but 1 do DOt dwell OB it Iike 1 used 10. WbeD 1
accepred the ilIœss. Ibat is wbm 1 decided ta do somedliDg positive. .•.1 decided ta start the
associatioo..l still lite some ki.nd of infeJlecn··1 stimulus md 1oeeded ta do Ibat. 1 oeeded ID Ceel
that 1 wu good for' somedIing. because wbm you lose everytbiag wiIh this illness. your self
esteem goes. You feel abat you are good for notbiDg~a lot ofpeople gel very suicidai and 1 wu al
one poin~ at the very begiDDing. This m.œ me feel ÜDpOI1aDt md 1 bave coataet with otber
people. If you are in the bouse an day loog. you CaDDOt get out iDto the Wtxtface UId you CUIDDt
he as social as you wcœ hefore. 1am DOt a bermit, 1 oeed dIat physi<:al coaœcl. Whetber' it is on
the telepboae. you are still haviDg SOlDe kiDd of coutact. It wu very isolatiDg for me for JDIDY
years_.

The feeling of usefuIness, of contributiœ to otbers, and sense of purpose is Dot

surprising. SUpport group leaders become resources for informatiOD, refenals, and

emotional support. They orgaojœ meetings and social aetivities and colJaborate widl other

leaders ta stage larger events such as lectures 10 mark May 12th, International CFS

Awareness Day. One support group leader described bis role as follows:

...baically mast support groups bave maathly meetinp. But in OUI' poup's~ it bas DOt been
lDOIIIhly because 1did DOt feel tbat 1 wu qualified or gifted for abat kiDd of work, social work. 1
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fouad il difficull ad b may mm"', 1 myself WIS DOt -liai weU eDDUIh ta auead die
maetiDp. UDder' dIOIecoadi~1 telt tbat il wu WI'CJDI ta QÜ • meetiDa ad DOt show up. 50
we met e'iery 4, S 01" 6 mmths. Now we Ir)' ta meet JIIDIe oft8L

What usuaIly bappeas ulbele meerinp?

Basically, it wouIcl !Je.quesrioa of IÏVÏDI people iafonIIaIiœ. if dley bave~ ........ Gr'
~ such. -wIBe am 1 fiDd. doc_ wbo wata....... Ibis iIIDeM, who sbaIl1Sll!Jfll- Qu.tiœs
about bow ID diapose aD iDDas, bow ID Imow ,....... il i& CbraDic Fatipe or lIOftWhin, ~,
wbich people wmt ta k:Dow lJefoœ Ibey .. a doc::tŒ. 1'hae are die obvioœ questioas tilœ '"bow
1011I will it lut, is tbae a cure?-. QI_ioas about wbat medic-.... 10 tab, wbat ca he doae ÎD
tenus ofdiet-~lIOIIp of queIIIin.. are about deaIÎIII widl die di__ &am an emnâcwwl
point ofview, Œ how 10....gc eoerJÏCS. MOIIIIy, die lIIIppOrt JIOUP is tbae ia orcier ID .....
questioas. You lllilbl aJso .y it is tbere iD arder' 10 live emoâoaIl. lIIDI'a1 support 10 peopIe-dIat
is whM most people will tell you. However. afIer haVÏDI worbd al il fol' may~, 1 am tell
you that -eriDa~ is _ impoItIaL Oaœ yom Me able ID .... peopIes' questioas,
they are a lot las agi.... Œ woniecL Mcnl support bec+-'_ .c'MM"" oac:e JOlI "ve ..........
basic quariOllS. People bave worries such as -am 1 JOÏDI crazy?-. 0Dce JOU c:aD mswer tbat by
saying -no. Ibis is aD iDaes&. it is a di_se ad il is DOt psyebololical- 18 ru as we Iœow al tbe
moment- 1do teU people lbaL 0Dce JOlI teU dIem dIeIe d:ùDp ad .y abat il is DOt fatal. it bu
bem my expeaïeoce daat tbat is much more impartat ......an~ else you do ia poups.

The helping role was not vested in leaders. To the extent tbat tbey coulet, each member of

the group tried 10 provide enœuragement, bope, and practical advice. They perfOimed tbis

role in meetings or by telepbone.

Some support groups, associations, and individuals bave taIœn ll10œ political

action. ln 1993, A Task Forœ of the Board ofM.E. (Myalgie FJ1œphalomyeütis) Ontario

produced an ambitious paper: llÇatalyst for Chanac: Di$ÇJ1ssim PApen <II Sorne of the

Challenw;s and OJmortunities for M. E.. Ontario (The tenn myalgie enœpbalomyelitis is

the name by which CFS is known in Brilain, and it is the tenn prefmed by sufferers in

Ontario). The praper focused on educating the public, physicians, insurers, lawyers, and

govemment on the problems of people suffering ftom CFS. Il provided a clear succinct

synopsis of tbe difficulties that suffcrers face wben they apply for disability insurance. Tbe

Task Force's brief highligbted sorne issues in suffeœrs' experiences witb doctors and

insurers tbat are consistent wim findings of the present study.

The Task Force proposed a number of initiatives to disseminate information on

CFS and to develop resources for sufferers. If fPalized, many of these proposais would

enhance the credibility of suffeœrs and the legitimacy ofCFS. For example, the Task Force

recommended the establishment ofclinics devoted 10 CFS, funding for CFS researc~ and
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special clinical days for cœtinuing medical education on CFS. Moœover, the report

suÏgested c6.stributing general information œ CFS to libraries, physicians' offices, clinics,

and pharmacies. 'Ibese are ail venues tbat may confer legitimacy on informatim found

witbin tbeir waUs..

In 1993, anodler organiurim- The MFJFM (fibromyalgia) Action Network wu

es1ablished in Ottawa ln lune 1993, the network was incorporated as a non profit

organizatiOll and appIied fer charitable status wbich was appruved in 1994. In 1995, the

network received a grant of $35,000 froID the fedaal government to Cund its various

projects. It is curœntly investigating poSSlbilities for becoming self sufficient.

The network acts as a clearing bouse for natiooal and international information on

CfS, a referral center for suffeœrs seeking doctors, lawyers, and help wim insuranœ

matters, and an action group tbat taekles issues of conœm to sufferers. In tbœe short

yean, it bas been involved in a broad range of aetivities œ bebaIf of its members. For

example, the network closely followed definitions and classifications of CFS. It publisbed

the 1992 Intematjonal SJatistical Qassifiratim of Dizase and BeJatr4 Healtb PmbIems

(lCD-10) diagnostic classification of ME (CFS), noting tbat il was the first lime tbat the

illness bad appeared in this World Health Organizatioo publicatiœ. Il followed the progress

of proposed revisions to the 1988 case detinition of CFS by writing to the Center for

Disease Control (CDC) in Atlanta for updates on tbeir discussions. It urged sufferers to

write 10 the cne to try to influence the new case detinitioo. [t œprinted the criteria of the

new case definition sbortly after il was published in the December 1994 issue of the

medical journal Annal$ of IntmJa1 Medicine. In 1995, it informed the Laboratory Center for

Disease Control in Canada (LCDC) of the new cne case definition, and asIœd for its

position on the matter.

The MFJFM Action Network, also set its sights on insurance issues. Besides

lepocting regularly on cases that could impact the status ofotber CFS sufferers applYing for

or presendy receiving beoefits, it appointed someone with experienœ in disability cases as
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its National Directcr of Insuranœ Malfers. In addition. the network launched an Insunnœ

Survey, which tbey eventually banded over ta an outside firm to collect and analyze die

data. The study is still in progress. Its intalt was to collect information on such matters as

the number of outstanding insuranœ cases, tbe names of companies involved, cases

pending trial, cases settled and 50 on. The network aIso contaeted several proviDcial

Superintendents ofF'manciallnstitutions as we1l as tbeir federal counterplrt to clarify tbeir

role witb respect to insutance compani~ and tbeir positions, if any, on CFS cases. A

re1ated issue tbat the network punued wu ŒS suffeœrs' eligibility for the disability tu

credit In a series ofnewsletters, the network provided tips to suffeœrs on bow to claim the

credit and lobbied govemmen~wim some sucœss, to consider sufferas as eligible for the

credit

The network set up a national refenal network of Jawyers and doctors, publisbing

new additions from various parts of the country as they came on board. 1bey monitored the

media and wrote leuers COlla.~ inaccurate information when neœssary. They publicized

political actions such as a petition to the House of Commons for recognition of CFS and

researcb funding, tbat gameœd over 14,000 signatures. For severa! months in advanœ,

they encouraged activities for International CFS Awareness Day on May 12tb. They Iœpt

members apprised of upcoming popular and academic conferences, books, videos. and

articles of interest. They announced a new academic journal devoted to CFS - Journal of

Chronic Fatine Syndmme. Their briefannouncements ofresearch studies included reports

on the status of a treatment study using the drug Ampligen and the wodc of Australian

researchers (Dunstan and Roberts 1994) who claimed tbey had found a diagnostic marIœr

for CFS. These investigators are reportedly awaiting patents before publishing papers on

their findings13•

l 3 News of the fiDdiDgS of diaJDostic marten for CFS tInt appeared in the
MEIFM ActioD Network Dewsletter Ouest 1994 communication 117, lst Aug.• p.2•
Re.soDs for the delay in publisbiDI tmdiDls appeared in the followiDI
newsletter-QJlu1 1994 communication 118 Oct. , p. 3.
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The network bas also aeted as a conduit for researcbers seeking subjects for various

projects. Il bas publicized the pligbt ofa medical doctor who was being brougbt before the

discipIinary committfJe of the Ontario College of Pbysicians and Surgeons aUegedly for

malpractiœ while he clainwt tbat it wu bealuse he wu practicing complementary as weil

as mainstœam medicine.

The network publicizes its aetivity tbrough a newsletter, QIat wbicb it publisbes

six times per year. The newsletter bas taJœn the staDce tbat sufferas should be onder the

care ofa medicaJ doctor and tbat doctors sbould becoosulœd before underlaking treatments

for example. It carries a disclaimer noting that it is a clearing bouse for informatiœ and that

it is oot dispensing medical adviœ or supponing any specifie medicaJ bypotbesis about the

illness.

The newsletter also aets as a source of encouragement ta suffeters tbrough the

president's letter tbat appears in eacb issue, brief notations of upbeat publications about or

by sufferers, and a bumor section- ~elcome to our World!". In tbeir April 1994 issue, for

example, "Welcome to our Wood!" canied the following:

NUMBNESS- reprieve from pain

PALPITATIONS- a chance to feellilœ you've exercised.

In 1994, the newsletter added a logo ofa stylized balfofa maple leaf and a tlock of Canada

geese flying in the "Y" formation. The president's letter in the February 1994 issue of

Ouest explained the symbolism: "Wben the Canada Geese tIy South for the winter., tbey fIy

in the "Y· formation. As each bird tlaps its Wmgs, it creates and Uptift for the bird

immediately following. By tlying in "V" formation., the whole tlock adds al least 71~

greater flYing range, than ifeach bird f1ew on its own" (Neilson 1994:1)14.

Individual support group memhers have aIso taIœn political action. One sufferer

sent a letter to the Prime Minister and organized a matCh on Parliament bill in 1994.

l "'The president credited -The Goose Story- to the publisber of the OrlUa ME
Support Group, Janice Winchester.
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Anotbec support group member became involved in an organiptiœ aimed at belping

homebound people in general, inspiœd by berexperienœ witb CFS.

The above examples show bow suffCietS who were support group members or

leaders ofvarious CFS organizations couId incorporate belping and aetivist mies into tbeir

idelltities. Many were wen educatedv bigbly arlicuJate., and poIitically sopbistieated.

Support groups and associations gave tbem a cbannel ID eXJXeSS their grievanœs, be1p

otbers, and regain sorne sense ofcoottol by puticipating in aetivities for tbeir own benefit

Knowing tbat 50 many otbers sbaœd tbeir pligbt softened the impIct of di$1lrissive and

disparaging comments. Information from support groups and otber sources reinforœd

sufferers' definitions legitimjzing CFS.

For many suiferas, support groups were both a lifeline and a means of œbuilding

identities. But a minority of suffaas regarded support groups unfavorably. Tbese

sufferers believed tbat support groups encourage people to œvel in the sick mie identity.

1 teDd ID dùDk tbat the mon: you.e involved \Vith a support 1fOUP, the more you clwell on il. AllI
the more you dweD on ~ die Jess you deal with il. die more it becomes sometbiDg abat
1DlJSbrooms. IDsrad of Ieaming ta adapt ta it md 10 8Cœpt it aDd to work arouod il, you leDd ta
become toraIIy focused on il. 1doa't thiDk that's bealthy al aIL

Others escbewed support groups because they did IlOt want to relate to people who

assumed the identity ofpassive victim.

-1 tbought dley were ,oing ta commit mass suicide.••1bey wae at a ditJeI'eat level in the way dley
tbought about il. For the.... il wu -1 bave tbis sidœess and abat is il. [ am going ta die ad 1 doa't
waat ta Iœow aboulmytbiog.1 don't eue-. Maybe tbey were worse off Ibm 1 wu. 1 said '"1 cao't
get CO that level-. Maybe 1will feel tbat way in a yeu fiom DOW. bat DOt DOW.

Still others simply did not tind it an appealing prospect 10 ta1k about tbeir experiences or

listen 10 those ofotbers.

On the one han~ illness forœd suffetas 10 think about tbeir identities in ternIS of

what they could do, on the other it forced tbem 10 dig deep and think about wbo they wete•
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SOlDe began to explore creative aspects of self tbat could be eçressed in less physically

dèmanding aetivities such as~ music, or indoor gardening•

...DOW 1am expkxÎIII gnt" tacet of IiviDg. aod 1bat's die ut worId..l am much more at baed
tba scieace baed...Now l'm pejnrjn,. 1batwu lIIDI'e for ... sermity tbat it pa me. ADd yet...
the feodbIcIc you pt (fiom 0Ibers] is -screaity, tbat wouId be ben fŒ me-_J'm DOt Joad but ra
wodtiDg ma il. 1 caD ccrr.iDly see my propaa. Now 1 am beJinni.., ta thiat, maybe die worIcl of
scieoœ wasa't 10 aood b'me.

Others focused œ the spiritual dimension of self tbat in sorne cases bad been long

neglected or sbaken by being iIL Becoming more spiritual helped suffeteis to find meaning

person".

1reaI1y factored out in my miDd tbat.••.I may DOt bave a hip .-ying job, whatever. It does DOt
mattel". As 10lIl as we &lay &lable lDd bealdly, the u1timate pl is 10 survive••• we live md wort
ta .ccomplisb dûDgs. such as bavin,a bouse. a car ad tbeIl we die. Wben you amoot do Ibat ._
you bave ta bave sometbiDa else. IfIbis sic:k:œss bas stopped me tiom baviDg everytbiDg tbat we
as a society WllDt 10 have, tbm 1am a &iJuœ. (have failed al everytbiag. 50 ( am misenble. Wbat
( fucus 011 is wbat Jesus Christ said is impodaDt. You c.... yow auitude fiom 'me' to 'Jou'
pving iDstead of tûiDg. Thea 1said -tbeœ is a l'ClUDIl for ail~ if dûs is bappeniD,. Gocl lIIIIIt
have a œasoo for it-. Maybe He is belpiDa me ta sbupm a tool mil ifit is DOt in chis lif~ it
will be in anotber Iifetime. 1bId my cbaace. tbat is aIL 1œaJly believe tbat and tbat feeJs good. 50

Dodüng is in vain. You are DOt sufferiDl for 1lCldIiq.

[ studied reincvMtjon md tbat sort of thiDg weB befoœ 1 became iII. It wu much euier for me
thm for many with Ihis iIIDess, to accept the point of view tbat iIloesses may or may DOt he a
karma. They cm be die automatic resuJt ofadioDs in a previous lite, wbich require correctiOll fiom
the poÏDl ofview of your meutaIity or your bebavior in chis Iifetime. like an ICtioDIreacboa. AIso,
1 know thal we get ilJDesses because our souIs are aWlll'e subcoasciously tbat we waDl 10 mate
more progRSS in life, from a spiritual point of view Ibm we mKe by beiDg stock in a certain
routine. lbese ilJDesses break op OUI' previous pattems of bebavior ad career etc. This knowledF
helps me ta dea1 with the illness much lDDI'e effectively tban oIba' people.

Becoming more spiritual was not only about organized belief systems. To many sufferers,

it meant taking stock and affinning tbeir values beyond societal definitions of the good life.

It was Dot a repudiatioo of the work ethic and other societal values as otbers had done.

Rather, it meant putting into perspective work, relationships, achievemen~ consumeris~

coveted üfestyles, the place of bea1th, and the "right" body image.

Just lookia, out MY wiDdow and seeiDg an the crees. goiDg up 1lOIth..•these are things tbat weœ
Dot reaI1y importat 10 me, but they are DOW••.! caD recopize good in peaple md wben 1 do, 1 do
Dot let them la
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1baven't loobd al il as a Deplive dIiDg. The fiJst year, 1 didD't lœDw wbse 1 wu œ.Ied ad 1
Bever seemed 10 he aeainl beUer aod il wu difficult...but DOW COIIIÏD8 out of il. il's lib this
whole œwworId adIbis wbole œw peispective ad feeÜDI.-tbat üfe is wordl 1iviDa••••befoœ 1
got sick...tba'e wu a certain amount of situatioaal fatiaue in ID' Iife__ l'bis feeliDg of evecy da,
is tike 8ftClIher, aDd drudpry. 1 doD't tbiDk 1wu eut out to he die fuIl--time bomemaker dIat 1
hecame ... 1 dùDk 1 put • lot of pnssure lDd ....Ii.... espectatioa& (XI myBelf. Il's ÏDteIaIÏDI
tbat tbat wu die way my lite wu bebe 1 got i1L..It's beea about fiDdiDa ....ing in my lite
apin. gcam, sick. 1reaIIy, œa1Iy believe Ibat.

Coming to rerms wim cbanging idenlilies bas been far from easy. For many

sufferers, it remains an ongoing process. It bas been especiaIly difficult for tbose surfees

wbo have neitber been able to find meaningful substitutes for lost roles or to find meaning

in illness.

The uocertaiDty, very, very difticult. the sutreria& aIso. You œmbiœ Ibose two, the blet of
uoderstandiDg of wllat's going on. DOt baviDg tbe lmowIedae of wba1 il will end or bow il will
eod, combiDed widl che suflèriDg. SufIeriDg is .-de easier by UDdenfanding precisely wbal il
meaD5. If you've brobn your ana. il horts but you waiea&taüd. Wbm you aœ sufferiDg, [aud) you
don't Ialow wby aod you doo't kDow wbm il will CDd. il compon"da, it n:duces your ability la deal
courapously with the suffcriDg. You C&IIIIOt grill and bear il mil pit your œetb ad tough il out
bec.use you doo'l Iœow wbca you aœ supposed to kJUIh il out UDIil.

Developing creative aspects of tbemselves, valuing contemplatioo over activity, critiquing

societal values, and belping otbers bave gone some way 10 restoring some sufferers' self

images. Rebuilding sbattered identities belped suffeters 10 sustain the will to carry on

despite illness.

Manamm~ the Course ofÇfS

In more practical terms, 10 restructure their lives and identities witb sorne degœe of

satisfacti~sufferers had 10 tind ways ID manage symptoms and maintain improvements.

One commonly used approacb ta managing symptoms was 10 lead healtbier üfestyles. This

entailed reducing stress, adopting healtbier diets, making decisions about exercise, and

assuring greater balance in tbeir lives. Severa! suffeiers enrolled in transeendental

meditatioo (TM) courses. Others tried ID rninimiœ sources of stress, by avoiding doubting

friends, relatives, and casual acquaintanœs and, as been mentioned akeady, pacing and

spacing activities. A reIaled sttategy was ID evaluate social œ1alioosbips and aetivities and

become more rutbless in making cboiœs and setting priorilies. Severa! suffdas lœpt
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joumals to traek tbeir progœss and disœm patterns ofexaœrbatiOil and remissions, 50 tbat

they could take the steps necessary 10 Iœep symptoms in check.

Healthier lifestyles also entailed changes ID diets. SolDe suffaers tried dieIary

systems such as macrobioti~diets purporting 10 conttol yeast infections tbat some tbink

are responsible for CFS, and the Swank met repottedly be1pful. for people witb multiple

sclerosis. Otbers took various supplements, including intravenous vitamin tbe:rapy., vitamin

B12, vitamin C, canot juice., maIt, and amino acids. No one claimed diets weœ a cure, but

many thougbt tbey be1ped aBeviate fatigue and food sensitivilies. A few fIatly rejected any

benefits from diets. One man who bad Iried juices and colonies stated" "I tbink the diet

makes you more tired. You spend more time juicing tban anytbing else. 1 was putting four

to five pounds of carrots a day in the juicer. 1 wu spending all kinds of money, nothing

was working.••Go out and eat a pizza and a beer, youll feel beUer".

The secœd strategy for symptom management was the puiSUÏt of mainstream and

alternative treatments. Among the medically pœscribed drugs tbat suffeœrs tried were

analgesics., antidepœssants, sedatives for anxiety or sleep difficulties, antibiotics for

infections, anti inflammatory drugs, muscle relaxants, steroids and Iicoriœ1s. Any given

tteatment bad its proponents and dettactors, but comments about antideptessants and

antibiotics were particularly common. Several sufferers found low doses of antidepœssants

helpful for pain relief and sleep problems. They bastened 10 assure me tbat these doses

were below thetapeutic levels recommended for depression. Many regarded antibiotics as

iatrogenic causes ofCFS.

Alternative treatments included: garlic., evening primrose oïl, eœbinacea, ginseng,

seeds of blessing, herbai mixtures., homeoplthic, and naturopathie remedies. Hands on

treatment included massage therapy, faith healing, and lesser known modaIities sucb as

1 S Reports of using licorice as a treatment for CFS bas generated bath interest
and critiques. The treatment was proposed by Baschetti. R. 1995. ·Cbrollic
Fatigue Syndrome and Liquorice- New ZcallDd Medical Journal 108 (998) : 156-
7.
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~ shiatsu, zero balancing, and craniosaaal tberapy. A few suffeœrs were treatec1 with

hypnosis, color tberapy, primai screaming and exotie machines. To date tbeœ are no

reliable treatments for CFS. SuffeIeIS continue 10 seareh or 10 wail. hoping to hear of a

breaktbrough.

1bis cbapœr and the previous cbapœr bave sbown tbat the lives of CFS suffeœn

were profoundly a1teœd by the course of the jJlness and the social œactions it bas

provolœd. Societal reactions show how a medically unexplained jI1ness can become a

stigma. But suffaas' own œactions to changes in tbeir social and personal identities sbow

how a chronie jUress cao lead to negative self JabeJing. SuffetetS are thus doubly

stigmatized Wbat should not be lost sight of is how bard Most sufferers have worlœd to

overcome stigma from bath sources.

SUIDIDfIQ' and Conclusjons

The foregoing account shows tbat SufbeIS defined their problems as ilIness when

alternative explanations no longer seemed plausible. Il often took incœasingly debilitating

symptoms examined against the psychosocial contexts of their lives, their coping abilities

and commitments ta social mIes, ta convince suffeIers they were ill. Many resisted entering

the sick role for several weeks, months or even years. They were less resistant 10 the

diagnosis ofCFS once it was made. The question was why were sufferers willing ta acœpt

a contested diagnosis when, in many cases, mey bad been witbout a diagnosis for years'?

Perbaps the diagnosis did help these suffeieis ta PU)(;eed widl their lives, as Woodward

(1993) found in an Australian sample of people widl CFS. But 1 propose tbat suffeœrs

accepted a diagnosis of CFS for two additional reasons. The diagnosis of CFS was less

stigmatizing than the label of malingering or being told it was ail in tbeir heads, because the

very confliet amund whetber it is a physical or psychologica1 iJJness meant tbat suffetas

could cpt for an etiology that was not stigmariring.. 'Ibos, they could believe tbat viruses,
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toxinsy iatrogenic effects of drugs, and omer pbysical factors weœ Jilœly causes of tbe

mness. A second reason why suffaers~ and continued ta~ the diagnosis

was tbat mey received œpeated confirmation of tbeir experiences tbmugh some lay and

medicalliteraturey sympatbetic doctorsy and tbe acmunts offellow suffeteI5.

Sufferersl struggles to describe the symptom of fatigue provide some insight into

why others are not convinœd of the reality of the condition. People with ebrooic pain face

similar diffieulties articulating tbeir experienœs (Hilbert, 1984; E~ 1991). Hilbert

(1984) suggests tbat ebmnic pain sutTeras cannot adequately COIlvey tbeir experienœs to

others bealuse pain is commonly understood as acUle and short lived. 'Ibis understanding

ofpain is grounded in bath experience and language, and tberefore culture. Howevery most

people have oot experienœd chronie pain. And cum:nt concepts and language fail boIh

chronie pain sufferers in Ibeir attempts to articulate their experienœ and Iisteners who

attempt to apprebend the pbenomenon. The œsult is that the direct experiences of ebroDic

pain sufferers have no resonance with otbers. Unable to unclerstand the experience of

chronie paÎIly otbers are not OOI1vinœd of its œality and legitimacy. Hilbert (1984) suggests

chronic pain suftèœrs are in continuai danger of -fa1ling out of culture" and becoming non

members of society because they claim to bave an experienœ for wbicb others bave no

referents. either direcdy or tbrough language concepts.

The parallels witb fatigue are sttiking. Most people have experienced short term

fatigue that is relieved by food or rest or botb. Some people bave also experienced longer

tenn fatigue with known jUness or injury. But continuing fatigue witbout an identified

cause is less easily understood. 1 suggest tbat it is IlOt only 1ack of experienœ or

inadequacies in language that maIœ it diffieult for otbers 10 appehend cbronic fatigue. Wbat

is aIso missing are words or concepts that would make fatigue understandable by

connecting it to a pbysical or objective entity. Cbronic fatigue of CFS does Qat Iink the

sensation to measurable or visible elements sucb as low bemoglobin levels, blocJœd

corooary arteries mat reduce oxygen to the h~ or reslricœd long expansion fIOm
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respiratory disease Descriptions of cbronic fatigue œmain a language of metapbors and

analogies that œquiœ an aet of faith for others ta acœpt. Despite Iacunae in language and

medical findings, many CFS suffeels eventually found a measuœ of legitimatioo by

having their direct experiences extemally reinforœd by fellow sufferas and by sorne

doctors. And some bave worked towards the legitimatioo ofCFS tbrough collective action.

With time. the course of illness eroded suffetets' views of tbemselves. 1beir

accounts were repleœ with themes of loss: of opponunities, independenœ, spontaneity,

self esteem, self image, valued mies, pbysical and mental capabilities and productivity.

Those who worJœd, had ta settle for being less tban they believed they could be. Tbose

who did no~ were pIagued by the feeling tbat they were Jess tban tbey sbould be. The

social wood ofsuffe1as became vastly coostricted. They felt cbeated ofyears of their lives

and feared they would Jose more in the future. They railed against being Jess man tbey

could be or wanted ta he. They resented baving ta œvise and redirect tbeir life goals. They

regretted missing events and tinte witb PeoPle tbat cou1d never be œcaptuœd. The Jasses

that they chmnicJed seem to vastly outweigb any possible gains that may bave been

obtained from intentionally maIingering. These Jasses should give pause ta people who

believe tbat CFS suffeIers are malingers., sinœ the malingerer must be able to both dupe

others and to gain more by feigning illness tban sbe or be would lose.

The losses linked to symptam duration, severity, and unpredietability contributed ta

sufferers' views of self as diminished relative to characteristics valued in society. Negative

self labeling independent of actual instances of disaimination or devaluatioo is known as

felt stigma as opposed ta enacted stigma (Scambler 1984). In bis study of people widl

epilepsy, Scambler (1984) found that felt stigma exacted a considerable tolL Not only cid

felt stigma. influenœ people ta lower caœa" aspirations for fear tbat promotions would

increase the risk ofexposuœ, but it became lia profound and lasting, if intermittent, source

of uneasey self doubt and disruption in people's lives" (SCambler 1984: 217-218). He

identified two companents of felt stigma for people wim epilepsy. The first is the sbame
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associated wim having a condition tbat suffeœrs tbemselves perœived as stigmatizjng and

the second is die fear of enacted stigma. In a subsequent report (Scambler &. Hopkins

1990) found tbat felt stigma was pervasive. Some CFS suffeaeas in tbis study weœ

embarrassed al baving CFS wbicb they perœived as a stigmarizjng condition -"a patheric

disease", a disease of "yuppies" an illness widl a "stupid name". Most sufferers however

experienœd felt srigma because the disabling effects of the iJJœss foreclosed avenues of

achievement and functioning in valued social mies. Lilœ people with epilepsy, CFS

sufferers also feaœd enacœd stigma especiaIly in the workforce. l'be pœvious cbapter

presented examples of sufferers' fears ofenacted stigma from doc~ insuras and family

and friends.

As conventional social marJœrs of success reœded froID. their grasp, sufferers bad

to œ-detine tbemselves. Tbeir ~illnessviews of self empbasi7ed wbat they did, as tbey

listed past and present mIes, achievemen~activities, and wbat they bad expected to do in

the future. ACter CFS, sufferers had 10 find out who they weœ- wbat they were made of:

Severa! focused on developing neglected or unexplored spiritual or artistic aspects of self:

Severa! undertook a lengthy and often painful inner joumey to discover their values,

priorities, and strengths. Health, relationships, and tbe natura! environment, took on a new

salience. For $Ome, discovering meaning in illness helped to malœ indeœrminate suffering

bearable. One major œadjustment tbat all sutTerers had 10 malœ was to reduœ tbe spaœ tbaI:

physical activities played in definitions of self and 10 recognize tbat adapted or sedentary

activities could provide a sense of acbievement and social contacts. Another was 10 acœpt

that future work and family mies that tbey had envisioned were no longer possible. A third

was to find ways to rediœct tbeir remaining abilities into meaningful activities. Through

support groups $Ome had the opportunity to care for and about otber sutTeœrs and engage

in social aetivism. Tbese activities weœ important avenues in œconstructing less

stigmatizing or non stigmarizjng identities. Social aetivism publicly cballenged the
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stigmatized status assigned to CFS, wbile supporting otbers gave suffdets the opportunity

ta make socially useful contributions.

Yosbida (1993) bas pioposed a pmc:ess and outeome model of identity

reconstruction for people with spinal cord injury tbat bas œlevance to CFS suffaers. In ber

pendular model of self, the disabled penon does DOt followa unidiœctiona1 pltb to idaltity

reconstruction but maves bac:k and fortb between 1ft disabled and disabled seU: at ditfermt

times, and in diffeœnt situations. The arc descnbed by the pendulum begjns !rom the

former self, moves tbrough a middle self wbere disabled and normal pans of identity

overlap 10 a disabled identity as the total self: Using tbis mode!, Most CFS sufferers in tbis

study would bave œacbed a midcD.e self: wbere former and cbronica11y iD identities overlap.

None consider tbemselves totally uncbang~ and few see tbemselves predominandy as

CFS sufferers. They have œturned to sorne level of normalcy and incorporated or adapted

former aspects of self into their new identities. They bave used tbeir intelligence to adapt

their work: 10 new realities, ta alpe with the physical debililaliOll and social stigma, or to

politicize their plight. At the end of the interviews, sufferers seemed to be in ail stages of

coming 10 terms widl cbanged identities tbat they did not desire. Tbey miss their old selves,

their old lives. But at least some sufferers bave come to œaIize tbat a cbanged identity does

not have ta be negative.
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CHAPI"ER8

SnGMA AND LEGITIMAnON IN CHRONIe FATIGUE SYNDROME:
nIE ROLE OF SOCIAL LOCATION

Despite the Jack of conclusive biomedical evidenœ or Medical consensus on the

reality and nature of CFS, people in crucial social roles bave staked out positions tbat

stigmatize or legitimize the illness and its suffereIS. And SUffdeIS bave maintained the

conviction that CFS is largely or completely caused by pbysical factors. By studying bath

stigmatization and legitimation of CFS across four groups of social actors, this study bas

contributed to a better understanding of reactions to an illness wbose status remains

ambiguous. The findings showed the processes by wbich doctors,in~ and significant

others stigmatized and legitimized ŒS, structural elements of their social locations mat

influenced these processes, and the costs to sufferers and others. CFS was found to be

stigmatized as a psycbological disorder or malingering as many others have noted. Further

sources of stigma associated with CFS that have not been identified previously were its

duration and attendant disability. The study also showed that believing in sufferers'

credibility was central ta believing in the reality of an illness that is not objectively

verifiable. Sïnœ the illness is both stigmatized and legitimized, two processes seemed

important 10 examïne- how sufferers' credibility was assessed on the one band and how

stigrnatizing or Iegitimizing definitions were chosen on the other. By simultaneously

studYing stigmatiDtiOn and Iegitimation il was possible 10 identify how shifts occurred

between the two positions.

Insurers' and significant others' perspectives on CFS are also new contributions to

the literature on t'lis illness. Previous data. on how family members weœ affected or reacted

were known only ftom suffeIetS' perspectives and the one published study of the impact of
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CFS on insurers (Uoyd " Pender 1992) estimated only the economic costs. The present

study details broader effects on insurers and shows bow difficult it was for significant

otbers ta bear the emotional burdens ofbeing close ta someone with tbis jJJœss

The comparisons aIlowed by the study design led to the identification of COIDIDOIl

elements in the sociallocatioos of doctors, insurers and significant otbers that influenœd

their views about CFS and the impact of the illness, whicb in tom contnbuted ta reactions

to sufferers. Social location refers ta the position ofdoctors and insurers in the medical and

disability compensatiœ systems respectively and the position of significant otbers in

sufferers' social network. The elements of social location identified as important ta

stigmatizing and legitimizing CFS included goals, world views, relationship with sufferers,

the vantage points afforded by these relationships, and options ta manage the impact of the

illness. The data do not suggest tbat social location is determinislic but rathec tbat it

conditions views and reactiœs in ways tbat maIœ stigmatization or legitimation more like1y.

The study also found tbat sufferers maintained tbeir illness cœvictions in the face

of widespread controversy and disbelief through both individual and social factors. On a

personal level, persistent or teetJJreDt severe somatie symptoms, functional deterioratiœ,

and selfevaluatiœs 100 sufferers ta COIlelude tbey were sicle. At a sociallevel, these beliefs

were sustained by intennittent reinforœment from supportive doctors, support group

members, and selected medicalliterature.

1bese findings are presented with certain caveats. Fmt, altbough togetber

clinieïans, insurers, and significant otbers manifested a wide range of stigmatizing and

legitimizing reactions, the samples of clinicians and significant otbers were biased

positively towards sufferers. No clinician who outrigbtly dismissed CFS agreed ta take

part: in the study and the significant otbers who sufferers suggested were known to he at

least sympatbetic 10 the notion tbat CFS is a œal illness. The insurers were a more varied

group but severa! conœded tbat some CFS claims seemed ta be genuine cases of iJJness

and disability. Insurers stœssed that their views about CFS were personal and did not
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neceswily retlect tbat of tbeir companies. But tbere weœ enough simÜarities across the

sixteen people from eight private insuranœ companies ID disœm the patterns described.

Secon~ views about CFS were quite unstable witbin and across groups. Thus, the views

presented here repœsent the time period of the data co1lediœ from the faIl of 1993 10 Iate

1994. Fmally, tbe tinelings rely on a cross sectional design and interviews tbat require

retrospective data. However, the findings on sufferers' il1ness experiences are quite

consistent with those of Woodward's (1993) dissertation on the natuta1 bistory of CFS

which used a longitudinal design. Her findings on doctors also overlap witb tbose of this

study. The findings on insurers and significant otha's requiœ furtber study to estabtish

their reliability.

With tbese caveats in mind, this final chapter draws togetber the strands of four

different perspectives on chrooic fatigue syndrome- those of doctors and insurers, and

those of sufferers and tbeir significant others. ft summarizes, SuffdetS' experiences with

stigma, the ways in which CFS was stigmatized and legitimized, and the costs of each

position. It aIso shows how views about CFS and the impact of the illness could be traœd

back to common elements in the respondents' social locations on the one hand, and

forward ta their reactions to sufferers on the other.

Stigmatizing CFS

Most sufferers betieved tbat CFS was a physical illness, but sorne accepted a

possible mie for psychological factors. The majority considered psychological distress a

consequence rather than a cause of the iJ1ness. Ta their dismay however, sufferers found

doctors, insurers, and significant others who considered the illness 'imaginary', 'aIl in their

heads' or a 'psychological disorder'. Some were dismissed from the practice of doctors.

Others felt barassed and disbelieved when insurers denied or tenDioated benefits, made

what seemed ta be excessive requests for independent medical examinatiOll5, or instituted

287



•

•

•

surveillance. They felt œjected and misunderstood by famlly members or close friends wbo

distanced themselves or not 50 subdy suggested tbey sbould œtum ta worle.

Disparagement and œjedioo by otbers created a nomber ofdifficulties for suffeœrs.

Dismissals by doctors befoœ a diagnosis was made could leave tbem woodering wbetber

they could or sbould take on the sick raIe. Without a diagnolis, they bad no framework for

organizing their lives and deciding how to manage their symptoms (Woodward 1993).

Many reacted by initialing an extensive search for validation amoog mainstteam and

alternative care practitioners. Reœiving a diagnosis confirmed tbeir perœptions that

something was wrong, but sufferers weœ often dismayed to discover they bad a

stigmatiu:d illness that bas no œliable tœatments.

DeniaI or terrninalion ofbenefits bad not only practical conseq~ tbese aetïons

were a blow to suffeœrs' self esteem. They signaled the disbelief of insurers and speUed a

sbift from self sufficiency to dependeocy on family or even gœater downward mobility to

social assistance. Many suffeœrs felt tbat figbting tbese decisions depleted energy tbat

should have been conserved to aid recuperation. Rejection by family and friends left

sufferers ta face an uncertain future with djminished œsourœs for social support.

Suffeœrs felt bettayed by reactions of disbeüef from their œgular doctors with

whom they had previously had a good relationship. from insuranœ companies to wbich

they or their employers had paid contributions in good faith. or from close friends and

family members whose support they had talœn for granted. Repeated experiences of DOt

being believed lOOk tbeir toll on sufferets' self esteem and self image.

But it was not only avertIy stigmatizing reactions that made sufferers feel

diminished. The meœ POssibility of encountering these reactions provoked a sense of

shame. Sufferers were also embarrassed to bave a suspect illness which in some cases tbey

themselves had discredited in the past. Manyalso devalued themselves not oo1y because

tbey bad the ilIness but because they had beoome cbronically disabled- unable to participate

in activities9 fulfill mies. and meet tbeir own and society's expectations. The insidious and
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corrosive aet of self IabeIing independent of otbersr oven negative reactions is known as
).

felt stigma (Scambler &, Hopkins 1990). Severa! sufferers became despondent and

contemplated or attempted suicide. Suffetas paid the costs of stigmatjzatïœ with tajnted

social identiti~ impûred mental bealtb, and 1055 of social lies. And society paid the casas

in sufferersr extalSive bealth caœ use and need for social assistance.

To deal with felt and enacted stigma, suffdas employed the classic straIegies

described by Goffman(1963). Sorne concealed the illness and tried 10 pass as normaL

Others used the straœgy of covering in wbich tbey disclosed the problem but continued ID

behave as normallyas possible 50 that CFS appeaœd to have a smaller p1aœ in tbeir lives

than it aetually did These strategies may reduœ oppoltunities for enacted stigma but tbey

aIso rob sufferers ofpotential sources of suppon (Ware 1992). A few sufferers recognized

that conœalment perpetuates the stigma associated wim the j])ness They publicly

acknowledged baving CFS and actively lobbied for its legitimation. Some sufferas who

had previously chaJacterized the iJlne;ss as non existent or trivial used another strategy•

They reframed tbeir notions of CFS so tbat it became an iJlness tbat was real, physical and

serious. This strategy bas also been observed by Reid et al (1992) who studied people widl

repetition sttain injury (RSI). Wben tbey became aftlicted with a condition they had

previously dïscounted, they began to view RSI as a work related illness or an illness of

bard worlœrs (Reid et al 1992: 610). Lilœ RSI, CFS shows the classic dilemma of those

who DOW bear a mark that tbey had once stigmatized.

Doctors, insurers, and signfficant others who believed tbat CFS was a

psychological disorder pointed ta the absence of specifie Iaboratory findings, personal and

societal stresses affecting sufferers, and tbeir coping abilities. 'Ibeir various social locations

provided differential acœss to the details of sufferers' lives. Doctors and family members

knew MOst about sufferas' coping behaviors and about their personal and family sttes~

sometimes going weil back into the pasto Insuren on the other band usually knew about

ooly more reœnt personal stresses, but they aIso considered the illness in ligbt of the Jarger
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COIltext of contemporary socio-eamomic pressures. Doctors and insurers formed their

opinions about the nature of the ilIness on the basis of diœct or indùed experiences with

groups ofsuff~wbile family and friends generally lmew only one suffeœr.

No clinician in this study suggesœcl tbat sufferers weœ malingering. Some insurers

and significant Olbers, suspected malingering because of suftbers' sick IOle behaviors and

appearance and because the posstbility of secondary gains wu present. lbese significant

others and insuœrs bad seen suffeœrs who seemed ta revel in the sick mie or ta behave in

ways that were inconsistent with being siek. In particuIar, sorne suffdas seemed 10

function normally in aIl but tbeir occupational mies. Sorne seemed ta use the sick mie for

monetary gains or the conbOl of others. Sufferers' well-looking apptmaDœ also aroused

doubts about tbeir claims of illness.

Psychological disorders may evolœ negative reactions because their ooset and

course are thought to be within the control of tbose afflicted (Weiner et al. 1988). Raving

such a disorder is therefore seen as a sign of weak will. For CFS sufferers to be told they

had a psychological disorder when they believed they had a physical illness oot ooly

assaulted their character, it discredited their perceptions, interpretations, and self

evaluations. Repeated discounting of this sort delegitimates sufferers' experiences (Ware

1992). Although stigmatizing, psychological explanations stillleave CFS in the realm of

illness and thus allow sorne measure of legitimacy. But a charge of malingering makes no

such concession. ft uncompromisingly shifts the discourse from iIlness to motive.

Sufferers are IlOt weak, they are disreputable. The proper response is not ta grant sick mie

exemptions but ta withhold legjtimacy and deny undeserved rewards such as compensation

and sympathy.

To the extent tbat stigma bas been discussed implicitly or explicitly in studies of

CFS sufferers' illness experiences, the focus bas been on negative cbaracterizations of its

origins (Woodward 1993; Waœ 1992; Wbeeler 19(2). But the current sbldy showed tbat it

was not just the belief that CFS was a guise for maIingering or a psychological disorder
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that provolœd negative reactions. Sufferers' claims about tbe i11ness' dmation and severity

created doubts even in the minds of some who believed and supported tbem. SîmiJar

reports from people with RSI bave been interpœted as the result of "œmpassioo fatigue"

(Ewan et al 1992: 18). Arguably, if CFS bad been consideœd a sbort-lived form of

malingering, psycbological disturban~or even agenuine physical iIlness, il would barcIly

have generated more than a passing inteœst. It would certainly not bave crated

acrimonious debates and serious personal and social consequences. The cbronic debilitation

associated wim CFS is an ünpultant source of the stigma auaebed to the condition. Being

disabled lowers one's social currency.

Legitimizing CFS

To put in context the ways in wbich doctors, insuIers, and significant others

legitimized CFS œquires a prelirninary discussion ofwhat it means to legitimize an iIlness.

Social process and paradigm shift models have been plOposed as two related ways of

understanding how illnesses become legitirnjlflÂ These apprœcbes have been used to

study conditions as diverse as miner's nystagmus (Figlio 1982) RSI (Wi1lis 1994), cancer

(Brown 1992) and CFS (Woodward et al. 1995). These studies emphasire two aspects of

legitimacy -official recognition and widespiead acceptanœ but tbey also question the

official grounds for legitimation. Figlio (1982), and Willis (1994) drawing on Figüo's

framework, focused on the socio-POütical processes involved in achieving official

reoognition for the illnesses known as miners' nystagmus and RSI respectively. Both

conditions remain controversial but were eventually granted partiallegitimacy in the form of

compensation. Legitimation can be coosidered only partial because compensation came al

the priee of shifting RSI and miners' nystagmus froID a model of malingering ta one of

psychosomatic disorders. As Willis (1994) points out the psycbosomatic paradigm
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originaJJy intended 10 reverse Cartesian duaJistic tbinlàng and œ-unite mind and body is DOt

completely legitimate; it bas come 10 mean 'ail in the mind".

Woodward and colleagues (1995) emptaasized the Dodon of Iegitimacy as

widesptead acceptanœ. They combined models of paradigm sbift, social process, and

social movements 10 show that CFS is in transition toward legitimation. From Kuhn, tbey

taIœ the notion that normal sciences Iike Medicine are dominated by particular models tbat

do not change until anomalous information wbich cbalIenges tbeir expIanatory power bas

become widely aœepted. From Willis they draw on thœe~ses in the legitimation of

RSI -1) a [new] cluster of symptoms appeared 2) medicine and other aetors responded and

3) negotiations about the meaning of symptoms ensued. Using the notion of paradigm

shifts and social processes to show the position of CFS in its course towards legitimati~

they present the foUowing argument CFS presents cuneot Medical models with an

anomaly. But it is beœming more widely acœpted as a distinct eategory as refinements to

its definition show tbat it cannot be subsumed under existing illnesses. Responses in the

fonn of research studies by a range of professi~many of which show suffeters in a

sympathetic ligb~ add weight 10 efforts to Iegitimize the illness. Fmally amoog the

legitimizing meanings of CFS being currently negotiated are suggestions 10 consider it a

work issue and their own proposai that it becomes a public healtb issue because of its

incidence and social costs.

The social movement model tbat Woodward and colleagues (1995) descnbe relates

to the legitimation of Alzbeimer's dïsease. It defails the cJaimsmakers- caœgivers, scientists

and advocates; the basis of the claims- scientific researcb findings; and the 'social

movement' which brought the claims ta public attentiœ- the media and politicians. They

suggest that CFS support groups might perform a similar function. Allbough such groups

cannat be said 10 constitute a true social movement, they bave gone a long way toward

publicizing the illness, lobbying for legitimation, and more importantly they have ensured

that the Medical profession is not the only source of useful informatim thus diluting
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medical power. They concede tbat a major stumbling block to the legitimatioo of CFS is the

Iack ofadequate biomedical tindings. lbeir arguments on the legitimation ofCFS impücidy

assume that the illness is pbysical.

WhiIe this analysis offers some inteœsting insights on wbere CFS stands in its

transition ta legitimacyt it aIso mises certain problems. The case definition tbat

distinguishes CFS from otber i11nesses emerged in tbree overlapping but not identical forms

in the United States (Holmes etal 1988); Britain (Sbarpe et aI. 1991) and Australia (Uoyd

et al. 1990). And in Canada one CFS associatim is ca11iDg for a Canadian definition to be

developed. Reœntly, an international group of clinicians and researcbers bave revised the

American (CDC) guideHnes (Fukuda et al. 1994) but sorne researcbers continue to defend

the adequacy of the original case definition (Komaroff 1996). Moreover, the revised

definition eJiminatec1 the few pbysical signs from the inclusion criteria "because...tbeïr

presence bad been ume1iably documented in the past" (Fukuda. et al. 1994: 957). These

signs- low grade fevers, palpable or tender lympb nodes and sore throats without exudates

are used by many suffelers as evidenœ that they are not depressed. Excising these signs

might weaken that argument. 'Ibus, new definitions may not only represent œfinements as

Woodward and colleagues suggest but a decided sbift toward considering CFS a

psychiatrie or psychosomatie disorder. Either cbaracterizatiœ would he a Pyrrbic vietory

for many sufferers. Moreover, suffdet s in the present study beüeved tbat many more

symptoms are cbaracteristie of CFS tban those included in the 1988 cne case definition.

As long as the definition of CFS is perceived to he on sbifting ground, the claim to he a

distinct entity may not be acœpted witb confidence. The legitimacy that derives from being

recognized as a distinct and separate iIlness œmains elusive.

In addition, othee conditions bave commanded considerable attention in the past but

tarer disappeared. Nemastbenia comes to mind And there is nothing to say tbat researcbers

DOW interested in CFS will continue to study the condition. In a lime of dwindling œsearcb

funds, the illness is not a priority. Altbougb its persona! and social costs are considerable,
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as this and other studies bave shoWD, it is not life tbreatening and it bas an image problem.

Despite a Jack of proof, i1lnesses like RSI and miner's nystagmus could be intuitively

linked ta pbysical factors, wbi1e to many CFS seems to be merely a matter of poor coping

with current societal stresses.

By comparison with the above studies, Brown's (1992) focus is on the need to

rethink the accepted grounds fQl' legitimatiOD. His study found tbat "Jayepidemiologists"

efforts to Iegitimize c1aims of a link between industtial pollution and cancer cases in

Wob~ Massacbusetts were initially dismissed because their data did DOt meet the

traditional scientific borden of pmof (Brown 1992). However, by persisting they

eventually succeeded in baving their cooœrns placed on various public health and research

agendas. Brown (1992) suggests that this case MaY lead epidemiologists ta re-evaIuate how

they think about issues such as low base rates of illnesses. Cumulative data from other

small samples may weil produœ more anomalies ID existing models allowing a paradigm

sbift to occur (Brown 1992:279).

The present study showed tbat negotialing meanings involved deciding whetber

CFS was real as opposed 10 maIingering and whether it was a distinct category. It aIso

showed the substitutes for ttaditiooal proof of a legitimate illness, concrete ways in which

CFS was recognized, and sufferers' efforts ta bring about official recognition.

The first step in legitimizing CFS was deciding tbat the symptoms represented an

illness as opposed ta malingering or normal responses 10 Iife stresses. lbese decisions did

not rest on the fact CFS was officially reœgniu:d in various disease classifications. Lilœ

the data from Brown's (1992) Jayepidemiologists, CFS did Dot meet the traditiooal burden

of scientific proof that would guarantee its widespread acceptance as an jnness Across the

three groups, sufferers' cœdibility became a proxy for scientific proof.

Respondents in ail groups agreed that credible suffdetS showed appropriate sick

role behaviors and little or no evidence of secondary gains. For clinicians and significant

others this meant tbat suffaas weœ relUdant to enter the sick IOle and eagec to leave il. For
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insurers it meant tbat if placed under surveiUanœ, these claimants' bebaviors weœ

consistent with tbeir accounts.. Some insurers weœ impœssed with the con.sistency of

cIaimants' sick IOle behavior over time, œasoning tbat they could not Iœep op the pretense

that malingering entails over such loog periods. People fmm each group used additional

elements ta assess suffererst credibility. Doctors used tbeir cJiniaù experiences and

sufferers' epidemiological profile. Sufferers~ cœdibiIity wu enbanced if tbeir symptoms fit

illnesses with which clinicians were famiUar, soch as post viIal fatigue. And tbeir reJative1y

young age, previous good health and occupational successes, suggested they would DOt

have remained ill for protracted periods unless sometbing was terribly wrong. Insuœrs by

comparison were more inclined to grant credibility if cJajmants did Dot consult self-styled

CFS experts. And sometimes unusual elements of a claimant's account had a ring of

authenticity tbat lent cn:dibility. Significant others considered suffeters' character, signs of

physical distress, and marlœd changes in tbeir levels of functioning in deciding on their

credibility. A few acknowledged tbat believing sufferers was an aet of faith.

The second element of legitimation involved believing that CFS was a new illness

worthy of its own label 1bis is in line with Woodward and colleagues (1995) notion of a

separate eategory. In ail groups there were some who beüeved tbat CFS was probablya

form of mental disorder, most lilœly depœssion. However, some clinicians became

convinced that CFS was a new ilIness after bearing strikingly similar and distinctive

accounts from several patients or from discussions with colleagues who had more

eXPerience with CFS. Unlike some doctors who found similarities in sufferers' accounts

compelling evidence of a distinct illness, some insurers intetpreted this pbenomenoo as

evidence oo1y of widespread media and support group publicity about CFS. They were

more l.ikely to accept CFS as a new category on the advicc of tbeir medical advisors.

The majority of significant others regarded or came ta regard CFS as a physical

condition distinct from depression. This beüef was more Iilœly wben CFS followed a

physical illness or when suffeters were evaluated as unIikely ta be depressed because of
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their personalities or lack of undue stress al the onset of iIlness. Some significant othen

discounted depœssioo only after leaming more about CFS, ailer standard tberapy for

depression failed to improve suffcœrs' symptoms. or after retrospectively inteipdïng

signs as suggestive of a physical condition. 1beir sociallocatiOll gave tbem a window on

sufferers' lives tbat grounded tbeir evaluations in close observations and experienœs with

sufferers over time and in many different circumstances.

In this sample of doctors, insurers, and significant others there was no consensus

on whether CFS was a œal new jlJons. Nevertheless, tbeœ were many concrete

expressions of legitimation among aIl groups. Doctors diagnosed the illness and lœpt

sufferers in their practiœ. insurers paid benefits ta sorne sufferers for al least a period of

time, and most significant others acknowledged that sufferas were sick and in need of

relief from their usual social mIes. Such legitimation in microcosm cao he he1pful to

sufferers (Woodward et al. 1995).

The discussion above and the findings of this study suggest tbat official

recognition, widespread acœptaJice, and COIlCfete expressions of legitirnarion are all

important But they are not enough ta ensure that an illness will not be stigmatized. One

only bas ta look at examples such as mental disorders and AlOS. Full legitimation without

stigmatization requires that no moral judgment is attacbed 10 illness. For sufferers, full

legitimation would mean acœptance of CFS as a rea1, cbronica1ly debilitatin~ physical

illness without attaehing blame for its œset and dUlëltion. '!bey wanted more than the

spotty and cautious recognition ftom official agencies that seemed almost random. They

wanted doctors 10 give the diagnosis if wamnted and acknowledge patients' needs for

medical cale. They wanted insurers to accept properly documented claims, 10 drop meir

adversarial stance, and to stop demanding excessive proof of continued eligtbility for

compensation. And they wanted friends and family 10 stop judging them. These actions

would validate their petœptiœs and experienœs. They could seek medica1 services and

disability income witbout being made 10 feel they weœ undeserving, and they wouldnot

296



•

•

•

have to defend tbeir withdrawal from social roles to familyand friends. In short, tbey could

become legitimately sick witbout being subjected to moral judgments.

Cos1s and Benefits ofLegitimation and Stigmatization

Wbile legitimating ŒS clearly benefitted suffeteas, it bad its C05tS. The time

involved in managing CFS cases lepicsented income foregone for clinicians who work in a

system ofpayment tbat is volume driven and Cee reg1J1ated Clinicians also bad to cope widl

the challenges of CFS. They found diagnosis lengthy, difficul~ and fraught with fears of

misdiagnoses or missed diagnoses. 50 much so that some clinicians continued ta monitor

the accuracy oftheir diagnosis years after giving it In addition, tbey bad ta be mindful of

sufferers' sensitivity to any imputation of a psychologica1 disorder wben makjng

psychiatrie referrals or explaining eunent etiologica1 hypotheses. To avoid offending

patients, sorne worlœd out low lœy appoa:hes 10 any discussions involving psychological

issues. Others avoided the subject even if they personally believed CFS wu a psychiatrie

disorder. SeveraI were reluetant 10 label the illness as part of their explanatiOllS for fear of

"medicalizing" the problem, depressing patients, or setting in motion a self-fulfilling

prophecy suggested by the name. Woodward (1993) also found a reluetance to label ŒS

and for similar reasons among ber sample of Australian doctors. She argues that doctors

would harclly have witbheld a diagnosis had the illness not been controversial. The present

study suggested theœ was some ttuth to the notion tbat doctors' discomfort rather tban

patient protection was behind the reluctanœ 10 label.

C1inicians' gœatest difficulty however arose when their treatment goals were oot

met. When treatment failed, as it inevitably did, some clinicians weœ tempted to bJame it on

patients' lack of will or ta reftame the i)1ness as being psychologica1 ratber than physical.

Implying that CFS patients weœ weak-willed detlected tbœats 10 doctors' identities as

297



•

•

•

healers. ft also showed bow the dunuion ofCFS could become a caIalyst for sbifting fmm

legitimizing to stigmarizjng definitioos ofthe condition.

These clinicians could bave foUowed the practiœ of some of tbeir colleagues and

labeled complaints of CFS patients pejoratively, dismissed these patients ftom tbeir

practice, dumped tbem by refenaIs or œfused new patients suspected of the jJ1œss. Or tbey

could leam to treat the patient, not the disease as tbey chose to do. Treating tbese patients

over the long bau! entailed: leaming and planning for patient demands, accepting the

limitations of treatmen~ managing tbeir own feelings of insecurity and frustratiOll, putting

in context the comments ofslœptical colleagues, and finding value in wbat they could offer.

These clinicians provided symptomatic treatment, evaluatioos of alternative therapies, and

support. Most offered supportive tberapy because they recognized its value for patients

even thougb tbis mode of treatment gave tbem littIe personal satisfaction. By continuing to

treat CFS patients tbey conveyed the message mat these people weœ wonhy of medical

attention and commitment, and in so doing provided a measure of legitimacy to suffeïas.

By acœpting CFS claims as legitimate insurers were faced with financial coSIS and

procedwal changes. The most obvious financial costs were disability payments. Data from

just two private insurance companies ofa posSIble one bundred and tifty showed tbat CFS

disability payments costs more than $6,000,000 annually. With the average age of

claimants heing just over forly and COIlsidering tbat many of these oontraets run until age

sixty five, future costs are potentially enonnous. Sorne insurers incurœd additional costs in

routine surveillance, increased independent Medical examinations, and litigation that were

involved in the disposition of these claims.

Insurers' usual oost containment procedures of underwriting, adjudication, and

rehabilitation weœ inadequate ta deaI with CFS claims. UDderwriting could Dot screen out

CFS claimants as high risks, since risk factors for the illness are unknown. Irooically,

before becoming ill Most CFS claimants closely fit the profile of clients tbat insurers

pursue- relatively young, aftluent, productive, and bealtby worlœrs. Cost containment at
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adjudication faœd Iittle better sinœ ttaditional ways of evaluabng disability could DOt

reliably estimate claimants' degree of disability nor could tbey distinguisb the nmnal

course of CFS from inœntiona1 malingering. As to rebabili1ation efforts, tbese came

belatedly and with no clear guidance on bow to achieve positive outoomes.

As a result of tbese limitations in their usual proœdures, insuœrs have instituted

some changes to the way tbey deal with CFS claims. Sorne insuœrs bave become more

cautious in granting poIicies if the preüminary Medical data show suspicious symptom

clusters even without a diagnosis. Many companies bave instituted more stringent

adjudication measures. These include more use of surveillance, more frequent evaluations

of claimants by independent Medical examiners (IM&) and the requirement that sufferers

meet the cne criteria although tbese œsean:h criteria weœ never meant for medico-legal

use. From an insurer's perspective tbese measuœs made good business sense. From

sufferersl perspectives, surveillance was as good as an accusation of fraud and IMEs were

aImost unanimously condemned for shabby treatment and insinuations of malingering•

Significant others who believed suffètas weœ faced with practical œsponsibilities

and emotional burdens. On a practical level sorne had to assume new household and

financial responSlbilities as suffereis became too debilitated. EmotionaIly, sorne beame

resentful toward sufferers who could no longer meet tbeir expectations for mutual support,

affection, and sbared activities. Sorne weœ subjected to disparaging remaries about

sufferers by Jess sympathetic family members and friends. Several feared that suffdas

would commit suicide. They were disttessed by witnes5ing sufferersl physical, emotional

and social deterioratio~negative changes in their persooalities, and sometimes by troubling

discrepancies between their bebaviors and claims ofdisability. Parents of sufferers found it

the mast difficult 10 cope. They had to think of bow to be supportive without undennining

the independence of their ill adult cbildren, bow to deal with their own sense of

helpJessness, and how 10 come ta tenDS witb their children's unfulfilled promise•
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Some signific:ant otbers grew tired of the prolonged additional responsibililies of

being close 10 a CFS sufferer and pulled away. Others circumscribed the limits of their

support ta pœvent or contain resentmeDt towards sufferers and ta preserve the relationsbip.

But Most continued ta offer practical and ernotiooal support even al gœat costs 10

themselves. They have taIœn the œsponsibility for maintaining the relationsbip, leamed

about the illness, accommodated for the unprediclability of symptoms, and defended

sufferers from others' hostility and denigration. 1bey bave tried 10 encourage social

integration mindful tbat their efforts couId be construed as doubting sufferers' disability.

Their responses show their strong affective bonds wim suffeœrs and the value placed on

the relationship. By continuing 10 provide support and to believe Suffeiet5, significant

others legilimated suffeœrs' complaints.

While Iegitimizing CFS bas obvious costs to Olbers, stigmatization may also have

unintended consequences. Clinicians who stigmarire CFS cmn a reputatiOll among CFS

sufferers as being uncaring and biased wbich MaY or may not matter to thern. More

importantly, their reactions contribute ta sufferers' "doctor shopping" which is costly 10 the

publicly funded Canadian health care system. Similarly, insurers who reject CFS claims

may be faced with same additional costs for independent medical examiners, surveillance,

and litigation 10 counter contested cJaims. More significant is the fuet that denial or

termination of benefits shifts costs to families or ID the public sector for those sufferers

who must tum ta social assistance. Fmally family members and friends who distance

themselves from sufferers May not only rupture that relalionship but they may

unintentionally a1ienate others who support sufferers.

Social Location and Reactions 10 CFS

The preœding discussion showed that CFS was stigmatized by viewing il as

psychological, malingering, or chronically disabÜDg and it was legitimized by considering
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it as a real pbysical condition. The discussion aIso showed tbat stigmatizing and

legirirnizjng CFS bad consequences not ooly for sufferers but for doctors, insurers,

significant others, and the public sector. The findings of this study furtber suggested tbat

common elements in the social locations of different aetors made it more liIœly tbat tbey

would stigmatize or legitirniœ the condition. Tbese elements medi3ted views about the

illness and its impact wbich in tom influenced reactioos to sufferers. Some elements were

implieated more in perspectives on the jJ1ness and others more in its consequences.

Views about the reality and nature ofCFS seemed to be more clearly influenœd by

world views, relationsbips with sufferers, and the vantage points for observing suffeœrs

that different social locations afforded. The data suggest tbat clinicians were inclined ta

believe that CFS was œal as opposed to malingering not ooly because of sufferers'

cred1bilitybut also because they used what Dodier (1994) terms a frame of solicitude and

because of fears of missed dïagnosis. The ftame of soücibJde refers ta an approach 10

unverifiable complaints in which doctors admit tbat tbey cannot he sure ofwhat patients are

experiencing. They are therefore willing ta give patients the benefit of the doubt and

commit to belping tbem. The potentially high costs of rnissed diagnoses are tbougbt ta

create such a stroIlg and pervasive fear in medicine tbat doctors operate on the decision rule:

when in doubt find illness (Scbeff 1966).

Insurers on the other band, were more lilœly ta find maIingering as many did, at

least with initial CFS claims. These claims did oot fit insurers' conceptions of disability,

but tbey did fit thase wood views of insurers tbat cast suspicion on claims and claimants.

For example, insurers generally expect an objectively verifiable mness or injury to explain

disability wbicb clearly puts CFS claimants at a disadvantage. TheyaIso expect unverifiable

claims to tise in times ofreœssion which occurred wim CFS. And tbey believe tbat baving

insuranœ is an important incentive for sorne people ta file disability claims. They argue that

during reœssions downsizing, sbrinking job mobility options, and increased productivity

expectations of the remaioiog workforœ maIœ disability compensatiOll an attractive income
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alternative to stressful paid work or ta social assistance. lbese world views on claimants,

claims, and disability virtually assured that insmers would cballenge the reality of CFS.

Nagi (1969) suggests tbat in conttast to doctors, insurers operate on tbe decision rule:

when in doubt cleny benefits (p.162).

Family and friends' belief in tbe reality of CFS may be tied lIlOIe to consequences

for their relationship widl sufferas. In considering the evidence of social location on the

labeling of mental disorders, Link et al (1987) suggested tbat spouses' œlUC1aDœ to label

tbeir mates as menla1ly iIl may be expIained by the negative consequences to the

relationship. In tbat case, recognizing mental itlness may be harmful because of the

associated stigma and because of the decisions that MaY have 10 be taken. In this case,

refusing 10 recognize the presence ofan iUness is lilœly to hann the relationsbip because it

denies sufferers' credibility. Familyand friends who wanted 10 preserve the relationsbip

with CFS sufferers had little ehoiœ but to aclmowledge illness. This is Dot 10 imply tbat

they did not believe in the illness or believe sutTeters, but given their social locatio~ 10 do

otherwise would have likely caused considerable damage, as sorne significant others

indicated.

Views about the nature of the illness weœ heavily dominated by a biomedical

perspective. While no respondeDt elaimed that he or she knew the causes of CFS, most

were willing 10 share their personal hypotheses. These views were highly uDstable both

across and within groups, changing with experienœs with sufferers and with new ideas

from the professional and Jay literature.

Clinicians variously coosidered the causes of CFS ta be physical., psyehological,

heterogeneous (either physical or psychological) or psychosomatie. These views ret1ected

the range of models found in the medicalliteJ:ature and the type of patients seen. Sinœ the

medicalliterature on the etiology of CFS remains inconclusive, 1 suggest that clinicians

gave greater weigbt ta literature that confirmed their clinical impressions. Insurers leaned

more towards psychiatrie or psychosomatic explanations for CFS. This is IlOt unexpected
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since sorne contraets may still carry exclusionary clauses for these COI1dition~and some of

these conditions are treatable therefoœ reducing lime œ benefits. But recent bealth data

showing ominous trends in the rise of nervous and mental disorders, relapsing patterns,

and higb costs probably made insurers reluctant ta œcognize CFS under the psychiatrie

rubric. The implications for profits in view ofconœms about growth in this area of claims

were sobering.

By comparison with doctors andin~ significant others believed in physical,

psychological, and psychosomatie causes of CFS. A small number suggested the

possibility that CFS was caused by damage 10 the etberic body or by an energy imbalance..

These etiologies lie outside of Western biomedical models and show the encroachment of

Eastern ideas ioto the discourse on CFS. The appearanœ of these unorthodox views of

illness only in sufferers' social networks is probably IlOt accidentai, but rather a fonction of

social location. Il is unIilœly that biomedicine would acœpt views that cballenge its

scientific base and its criteria for defining iIlness, nar would these views find resonance in

conservative institutions such as ÏDSurance companies.

Views about the reality and nature of CFS were aIso infiuenced by the type of

relationship that people in different systems have witb sufferers. These relationships differ

with respect to their defining characteristic, duration, fœquency, and the contexts of

interactions with sufferers. The therapeutic relationship between clinician and patient

includes bath teehnical expertise and an affective component (Ben Sira 1980). It may he

new or long standing, but it is episodic. It involves seeing patients both in times of

sickness and wellness, for example for periodic health check-ups. Seeîng patients in

various contexts and aver varying periods of time helped clinicians ta fonn opinions about

the credibility and mental health ofpatients which were brought to bear when these patients

presented witb an unverifiable complaint.

In conttast, the insuœr-elient relationship is defined more by a business contraet.

The relationship may he cordial before and after a claim. But it an become franldy
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adversarial. The seeds of such a eœt1ictual relationship lie in some of the world views of

insurers already mentiœed. While the clinician-patient reJatiooship may aIso rate on

adversarial overtones. it is less a part of the etbos of a tberapeutic reJationship. This is IlOt

to ignore the practice of defensive medicine1 occasioned by "suit-prone" patients (Ritebey

1979). Usually in group policies, insuœrs and clients bad never bad direct contact until a

claim was tiled. Even men, contact wu often limiœd to letters and telephœe calIs in whicb

the claim was the specific focus. Visits from rebabilitation personnel tended ta he minimal,

if al all, because of bigh case-loads. This distant relationsbip around a single issue meant

tbat insuœrs had the 1east opportunity for direct contact with clients in a variety of contexts.

This distance may give a œnain degi:ee of objectivity in assessing a claim. However,

claims are DOt only about objectivity and especiaIly oot in the case of CFS. Insurers did

maIœ judgments ofclaimants credibility and yet tbey bad the murowest base on which ta do

so. One couId also argue that tbey bad a vested interest in Dot finding CFS sufferers

credIble.

In comparison witb clinicians and insurers, the defining feature of the relationsbip

between significant otbers and sufferers is an affective bond Significant others occupy the

social location of the "wise" (Goffman 1963) those people who are in close and continuing

contact with the discrediœd or discreditable. It puts them in a unique position ta make

observations al close quarters, over time, and in many different situations. They bave the

most comprehensive information on sufferers, but they may he the least objective. As 1

have suggested earIier they MaY also have a vested interest in believing sufferers, since to

1 The practice of defensive medicine enlails exhaustive tests to eliminate
missed diagnoses and misdiagnosis to the extent abat this is possible. Defensive
medicine may also include assessmeDts of patients' likelihood of briDging
malpractice suits. In much the same .ay that msurers mi,ht assess clients
who are Iikely to brin, claims, and ta screeD them out at underwriting if
possible, doctors may also refuse to accept "suit-prone" patients. The profl1e of
suit-prone patients includes vague complaints, a previous history of suits. and
"doctor·shopping" (Ritchey 1979). [n the event that somethiD' goes wrong,
doctors' affective demeaDor with patients may offer them more protection
from lawsuits than their technical expertise.
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do otherwise may put the relationship al rislt. But meir vantage point does not guarantee

thàt they will helieve sufferers. They may bave sem bebaviors, attïbJdes, and ways of

coping that raise doubts about suffeteis' credibility. And old cont1icts in tbeir sbaœd

histories may bias tbem towards negative evaluations of suffues. In assessing cœdibility,

the relationship with sufferers may he important, Dot ooly beœuse of vestedin~ but

because of the type ofinfonnation that cao he gathered in diffeœnt relationsbips.

ln sum, views about the œality ofCFS weœ founded DOt on biological evidence but

on social judgments about the crecbbility of suffaers. Elements of social locations sudl as

wood views, sources of information, vantage poin~ and œlationsbip with SUffddS

combined ta shaPe these judgments. The social locations of doctors and significant otbers

were more conducive to believing sufferers than that ofinsurers.

The number ofproposed etiologies and tbeir ins1ability were a testament ta the fact

that no one position bas gained more legitimacy tban another. However, sorne etiologies

were clearly stigmatizing while otbers legitirnjzNi sufferers' complaints. The clearest

legitimation came from viewing the illness as physical while psychological imputations

suggested moral weakness. What this range of views offered was the oppurtunity for

different actars, including sufferers, to choose among options. It meant that sufferers could

choose at least one physicians whose views of the illness were consistent with tbeir own.

They could choose ta maintain a relationship with friends and family members who were

sympathetic, but for better or worse, they were stuek with their insurance companies.

The impact ofCFS on doctors, insurers, and significant others was closely tied ta

certain professional, institutional, and personal goals, their relationships with sufferers,

and the strategies available for managing the impact. The primary goal of doctors is ta heal

or, failing that, ta restore function ta the extent possible. When the inti'aCtability of CFS

threatened these goals, severa! clinicians were tempted to blame patients for not œcovering

or to shift from thinldng ofthe illness as pbysical to thinldng of it as psychological. Faced

with an illness without identifiabledi~f doctors cao eitber alter treatment or manipulate
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the doctor-patient relationsbip, sometimes in ways tbat are damaging. For the most part

however, these clinicians avoided stigmatizing patients because tbey also operated from a

solicitous frame and an etbos ofdoing DO barm which helped tbem to taIœ into account the

patients' feelings and to manage tbeir own frustrations.

In conttast to clinicians, insurers' main goal is profit. Functional or bealthy clients

are important to the extent tbat such clients protect profit margins. Cbronic fatigue

syndrome tbreatened insurers' profit margins because routine oost containment measures

were inadequate, and because of charadaistics of the inness and claimanlS. Originally

claimants were from the bigber socïoeconomic classes and qualified for high montbly

benefits. The Iater socioeconomic spœad among claimants was of little help due 10 the

dwation of claims. Insurers had financiaI. proced~ and legal options to manage the

impact of CFS claims. They have used tbese options to bath acœpt and reject claims. On

the one band, early acœptance rested on mistalœn assumptions about the numbers and

length ofCFS claims, and an empbasis on limitations in functioning ratber tban the cause

of these limitations. Lata' acœptance came œ the advice of Medical consultants and the

hope that the CDC criteria would discriminate true from faIse daims and drastically œduœ

the numbers. On the other band, early and Jater rejections came ftom taking a bard line 011

the oeed for objective evideoce to support disability daims. These diffeœnces show tbat

elements. such as views about disability though common aeross the industry, are

multifaceted and MaY he interpreted in different ways. Il also shows tbat sociallocatioos are

oot c10sed systems but are 0PeIl 10 influences from the outside.

The goal ofsignificant others is to maintain a close relatiooship with suffeœrs. The

foundations of tbese relatiooships included affective ties, mutual obligations for

instrumental and emotional support, and sbaœd aetivities. Sufferers' debilitation meant they

could oot Iœep op their end of the relationship. In some cases, significant others became

resentful and increasingly distant from suffeœn. But most found new ways of sbaring

306



•

•

•

aetivities and aœepted tbat they would bave to take on additional responsibilities to protect

sufferers' mental and physical health and ta preserve the œJationsbip.

By focusing on multiple groups simultaneously, the present study identified tive

common elements of social locatiœs-goals, wood views, vantage points, options for

managing effects, and relationships-tbat conditioned reactions to CFS and its sufferers. It

suggests that social location intluenced but did not predetermine a uniform response.

People in these different locatioos belooged to many systems and were Dot immune 10 the

influence of ideas from outside the contexts 1 have emphasized bere. Moœover, diffeœnt

elements of social locations were Dot monolithic. And elements act in combination, muting

or enhancing each others' effects.

Impücatioos for research

Many questions about CFS and those affeded by the illness remain 10 be answered.

The findings of this study suggests various avenues for future research on suffeœrs' illness

experiences and societal reactions to CFS. One such area relates ta the differenœs between

sufferers who work and those who do not. Do working sufferers fonn a specific subgroup

of people wim CFS? This study found that worlring sufferers cootinue 10 experience many

severe symptoms- a finding consistent with studies by Schweitzer et al (1995) and

Woodward (1993). In Woodward's (1993) sample, sufferers who continued ta work felt

they had no choice. But the present study suggests that severa! other critical variables rnay

he involved. These include: structural features of the workplaœ, especially tlexibility, work

skills that can he parlayed into part-time or indepeodent contraet work, social supports that

allow sufferers to concentrate their energies on occupational pursuits, and the strength of

negative attitudes towards social assistance. Working sufferers may aIso have different

coping skills and follow therapeutic regimens that are different ftom those of sufferers who

do not work. This clearly seems to be a fruitful area for furtber exploration.
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A second area for more study involves the relationsbip between CFS claims and

insurers' responses. The small data set available for analysis in this study sbowed a decline

in claims in 1993 tbat could oot be properly inteiptded since tbat was the Iast year for

which data was available. Did tbis trend cœtinue1 Was it reJated ID the nomber of claims or

the number ofrejections1 Wbat IOle did insuren' adoption of the 1988 cne criteria play in

the pattern of claims and companies' responses1 How bave insuœrs responded 10 the

changes ta the cne aiœria that were made in 19941 Have cIaimants cbanged Ibeir

symptom descriptioos 10 retlect the 1994 criteria in tbeir benefit applications? How have

insurers' rehabilitation effons developed and wim what results? Finally, the finding tbat

parents of sufferers seemed 10 have had the greatest difficulty coping opens up a broadec

area of what the parenting mie is with regards ta adult children and what are the special

difficulties ofparenting an adult child who becomes sick.

Cœclusion

Paradoxically, by exploring a largely hidden illness through CFS sufferers'

experiences and societal reaction~ this study bas uncovered beliefs about what constitutes

legitirnate illness and when the sick role may be Iegitimately adopted. lt has shawn that

although bath stigma and legitimation in CFS œst on contested grounds. they carry

persona! and social costs that are little known and probably underestimated. It bas also

smfaœd variables in sociallocatioo that run as undercurœnts in response to Jess ambiguous

illnesses but which may have had a greater impact in reactions 10 CFS.
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APPENDIXA

LEI 1ER TO INSURERS

Dear _

1am a Pb.D student in Medical sociology at McGill University. 1would like to
request your cooperation in my dissertation study ofthe social and persooal consequences
ofcbronie fatigue syndrome (CFS). A broad understanding of the impactofIbis condition
requires data DOt only froID the perspective of patients, but also from. family members,
doctors and insuœrs. Wbile tbeœ is cœsiderable Iiteratuœ on CFS (rom the medical
peispective and sorne information ftom patient accounts, very Iittle is known of how the
condition affects the disability compensation system in tenns ofdollars, the adjudieating
process, or decisions concerning policies.

1am interested in desaibing bow disability claims are handled for a conditiœ tbat is
oot clear eut, how CFS is understood by the company (or the industry as a wbole), and the
impact it bas bad on insurers. To conduct sucb a study, 1 would require SOlDe statistical
information, and the opportunity to do short interViews with penons wbo deal with claims,
at different stages ofthe adjudication process. Relevant 51atistical information includes (but
is Dot limited 10) trends stK:h as increases or decreases in CFS claims, duralion of
payments, and overall costs brolœn down by gender, age, occupation and marital status.
The interview which Iasts about 40 minutes COIlSÎsts ofquestiœs about the IOle of diffeœnt
persans who deal with claims, tbeir understanding of CFS, and how tbey think the
condition is viewed generally.

My study is bound by McGill University Etbics Committee's rules for dealing with
human subjects and/or handling confidential information about tbem. Theref~all
information will be beld in striete5t cœfidenœ Repons on the study will aggregate results
and will not contain any information tbat could identify a specifie individual. No
information will identify the company. As a nurse and a former faculty member ofMcGill's
School of Nursing for 10 years, until my retum to scbool for doctoral studies, 1 am weIl
aware and have always been respectful of the need for confidentiality with students and
patients.

1 would very much appreciate the oppcxtunity to interview someone in your
company and any statistical information tbat you might be willing to sbaIe with me. Ifyou
require more information, 1will be happy to provide il. 1 hope you will not mind if1caIl
you later this mooth to see whether an interview may be arranged sometime in (montb).
Thank you for any consideration tbat you may give to this project.

Yours sinœrely,

Marcia Beaulieu
Ph.D. Student
McGill University
Departmentof Sociology.

309



APPENDIXA

."McGill
310

OIoIftment of 51 =a'a",
~U"''''tSItY
StaoNn I.eacoct.....
8S5S~SUMIW_

Monu••, PO.c... H3A2T7

Dear

a CIIlafp Il
ue MdàiI
PWIIaftSIeGNft LeICDCk
155...p."aa ._
MaMrtIf, oc.c.-. H3A2n

•

•

This lett.r i. to introduc. lIarcla .....11.'1, a doctoral
student in thi. depart••nt vho 1. curr.n~ly eftCJaCJ- ln a re.earch
project on chronic fatiC)\le .yndrOM. Marci. "aull.u trained a••
nurse and tauCJbt for ••v.ral y.ar. in ~. 8CIlooi of nur.inq at
McGill, before .nterine, our Pb.D. proqraa.

Ms. Beaulieu ls worklftCJ vith a n\mber of colle.gu•• at
KcGill on a re••arch project funded by th. Ponda de la recbercb.
en santé du Qu6bec. Tb. project 18 d••iCJfted =clevelop dlaqno.tlc
and assess.ent instruaenu for patlenu viUl a vU'i.~y of cbronic
aedical condition., includlnq cbronic fatiqu. syndro...

To gatber data for b.r the.i. lIS. ...uli.u 1. intervleving
bath doctor. and patient. to ellcit inforaation on bov th. ratber
diffuse sYJlptoa a••oci.teeS vith chronic fatiCJQ••ynclrOM are
classitiec:l and interpreted. In.urance coapani•• also, of cours.,
bath play an iaportant~ in the cla••ification of illn•••••
and are a r.poaltory of experienc. on th. cl...ification
decisions of doctor.. It vould gr••tly •••l.t ber vork vere sb.
able to interview so.e official. vithin insurance co.panl•• , 11ke

on tb.lr experlence vith, and
••thods for d••llnq vith, chronlc fatlCJUe .yndro.. clai...

1 .. vritlnq, therefor., to a.k Vou b» !le kiDd enouqb to
cooperate vith Ils. Beaulieu in her warka sourc•• of lnfozwatlon
will not be identified in ber the.l. or ln any .ubsequent
publications. At the s..e t1•• , ~e vork prcœi... ~o CJ.nerate
intoraation of both acade.le inter••t and pra~lcal utll1ty.

Xf you have any qu••tion., r.el fr.. tG cali _ at 398-68.6.

Yours .incerel~1'

l*' S;~--~
II1cba.l R. --&lt:Il •
Prof...or and Cbalr
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APPENDIXA

LEI 1ER.TO DOCTORS

DeM Dr. _

1am writing to introduœ a research coDrague, Ms. Marcia Beaulieu, and to request
your help with an important research projecton cbronic fatigue syndrome. Ms. Beaulieu is
an RN who was formerly on faculty at the McGill School of Nursing and who is curœndy
a Ph.D. student in the Depanment of SocioJogy. Sile is worIâng with us 011 an FRSQ
funded research project ta develop diagnostic and assessment instruments for patients widl
a variety of cbronic medicaJ conditiœs including cbronic fatigue syndrome. For ber
doctoral research, Ms. Beaulieu is studying the variety ofwaIs tbat doctors explain chronic
fatigue syndrome to their palients and the factors that influence Ibeir ideas about the
condition. This research will cJarify sorne of the dilemmas faœd by patients and physicians
in rnanaging conditions like cbronic fatigue.

Your participation will ensure a broadly œpresmtative sample of professional
opinion and experience with patients wim cbrooic fatigue syndrome. It would involve a
brief interview ofabout IS minutes with Ms. Beaulieu. Sile will contact you to mange dûs
at your convenience. The intaview is completely confidenûal and no infŒmaIion
identifying either you or r.our palients will appear in publkalions Œ presentations of die
data. We tbink that you will tind the interview and discussion interesting and look forward
to sharing the results of this researcb witb YOD. If you have any questions you may contact
me at 340-7549.

Thank you in advance for your belp with this project.

Sinœrely,

Laurence J. Kinnayer, MD, FRCPC
Associate Professor " Director
Divisioo of Social " Transcultural Psychiatry
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APPENDIXB

Standard Telepbone CalI to Patients

Ms! Mr. My name is Marcia Beaulieu.

1 am a nurse. 1 am doing a Pb.D study of cluœic fatigue syndrome. (Support group!

association leader's name) suggested tbat 1call you

Is this a good tinte to ta1k 10 you? 1 would lilœ 10 talœ a few minutes to expIain the project

ta you and 10 give you an opportunity ta ask any questiœs you may wish before deciding

whether you would liJœ ID participate.

My study is concemed with the impact ofCFS 011 patients, their familles or someooe close

ta them~ tbeir doctors and their insurers. 1 plan to interview individuals from ail four

groups 10 see bow different people see the condition and bow it affects them.

For the patient interviews 1 am basically asking questions about symptoms, experiences

with seeking medical belp and whetber you have bad experiences with disability

compensation.

There is also a shan questionnaire tbat 1will ask patients to fill out. It conœms

how you think your illness bas affected otbers,

generally how you think others view persoos with CFS and

how CFS may have intelfeled with your daily aetivities.

Because one of the purposes of the study is to describe the impact ofCFS on persans close

to the patient 1 will also ask patients for permission ta contact a family member or someone

close ta them. 1 wood Iike 10 interview these people 10 ask about their ideas of CFS and
how they may have been affected by being close ID someone with CFS.

Ofcourse any informatioo tbat you give will he held in strietest confidence.

The interView should last about an hour.

Would you be interested in participating?

Arrange ta meeL
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APPENDIXC

INFORMATION FOR SUPPORT GROUP

THE IMPACT OF CHRONIe FATIGUE SYNDROME

1 am a graduate student in medical sociology al MdinI University. 1am conducting a study
on the impact of cbronic &tigue syndrome (CFS) on patients, tbeir familles, doctors and
insurers as part of my PbD. tbesis research. A broad unders1anding of the impact of Ibis
condition requires data DOt only froID patients, but aIso from family members, doctors and
insurers. IfCFS bas bad a significant impact on your life 1 would very much Iike to taIk
with you about your experienœs. Ifyou are willing would you please caIl Marcia Beaulieu
at 737-0603.

Jfyou agree to panïClptIle:

1. Vou will he aslœd to answer questions about your experiences with Medical help seeking
and questions about experiences with disability compensation ifapplicable.

2. Vou will aIso be asked forpennission 10 contact a member of your family or housebold
to request an interview about their ideas of CFS and how they may have been affected by
your symptoms

3. This interview willlast about an hour•

The information you provide will contribute to our knowledge of the persooal and social
impact of this condition.

AlI information will be held in strictest confidence. Your individual identity will he
removed from aIl records following the collection of data. In tbis manner, information
regarding your participation will be Iœpt confidential. Findings will be œported in a general
way and ifquotations are used they will he anonymous.

Your decision about wbether of not ta participate in tbis study will in no way affect your
future relations with McGill University. If you decide to participate plesse caIl Marcia
Beaulieu at 737.0603. Please leave your nameand a short message if 1 am not tbere when
you call. Ifyou decide ta participale you are free ta withdraw cœsent and discontinue your
participation at any time.
Thank you for attention. 1 hope you will help me with tbis study.

Marcia Beaulieu, Ph.D. Student
McGill Univenity
Depittment ofSociology
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DOCTOR'S CONSENT FORM

1RE IMPACT OF CHRONIC FATIGUE SYNDROME STUDY

You are invited to participare in a study ofbow cbronic fatigue syndrome affects
patients. their familles. physicians, and the disability insuranœ system. The study is being
condueted as part of the Ph.D. tbesis œsearch ofMs. Marcia Beaulieu al McGill
University. The information ob1ained will llelp us to Ieam more about the persooal and
social impact ofthis cœdition.

IfYOU agree to participate:

1. You will be asked 10 describe generally yexa IOle and experiences witb CFS patien~

your expIanatiODs for the cœditiOD, and the factors tbat influence your ideas about the
condition. The interview willlast about 15 minutes.

2. AIl information will be be1d in striete5t confidence. Your individualiden:t;:~
removed from ail œœrds following the collection ofdata. In tbis manner, . .
regarding your participatioo will be kept confidentiaL Ifyou bave any questions, please
ask. You may also COIltact Maœia Beaulieu al 737-0603, Professor Prudence RainS,
Department of Sociology at 398-6843, or Or. Laurence Kirmayer at 340-7549.

Your decision about whetber or not to participate in this study, will in no way affect your
present or future relations with the University. Ifyou decide 10 participate DOW, you are
free ta withdraw consent and discontinue participation at any lime.

Your signature below indicates tbat you bave been given a capy of tbis cœsentf~ bave
read and understood aIl of the points above, and willingly give your consent to participate
in this study.
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Date:-------

1agœe tbat aIl or part of tbis interview may be 1aped.

Participant _

Witness _
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FAMILY CONSFJIT FORM

1HE IMPACf OF CHRONIe FAnGUE SYNDROME STUDY

You are invited ID participate in a study ofbow cbronic fatigue syndrome affects
patients, their families., physicians, and the disability insurance system. The study is being
condueted as part of the Pb.D. tbesis resean:b afMs. Marcia Beaulieu al McGill
University. The information obtained will belp us 10 leam more about the personal and
social impact of tbis condition.

Ifyou agree to participate:

1. You will be asked ta describe generally your mie and experienœs widl a CFS patient,
your beliefs about the condition and treatments tbat may be belpfu4 and bow you tbink
others might react to someone with the condition. The interview willlast about 40 minutes.

2. AIl information will be beld in strictest confidence. Your individual identity will be
removed from aIl records following the collection of data. In tbis manner, information
regarding yourparticipatiœ will he kept confidential. Ifyou bave any questions, please
ask. You may also contact Marcia Beaulieu at 737-0603 or Professor Prudence Rains,
DepartmentofSociology at 398-6843.

Your decision about whether or not 10 participate in tbis study, will in no way affect your
present or future relations with the University. [fyou decide ta participate DOW, you are
free to witbdraw consent and discontinue participatiœ at any time.

Your signature below indicates tbat you bave been given a copy of this consent form, have
read and understood all of the points above, and willingly give your consent 10 participate
in this study.
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Date: -------

l agree that an or partof tbis interview may be taped.

Participant _

Witness _
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APPENDIXD

INSURER'S CONSENT FORM

1lIE IMPACT Of CHRONIC FATIGUE SYNDROME STUDY

Vou are invited ta participale in a study ofhow cbronic fatigue syndrome affects
patients, their familles, physi~and the disabillty insurance system. l'be study is being
condueted as part ofthe Pb.D. tbesis researcb ofMs. Marcia Beaulieu at McGill
University. The information obtaiœd will belp us to leam more about the persooal and
social impact of Ibis condition.

Ifyou agree to participate:

1. Vou will be asked to describe generally your role and experienœs with CFS patien~

your beliefs about the cœditi~ and bow you tbink otbers might react to someooe with the
condition. The interview willlast about 40 minutes.

2. AIl informatiœ will be held in strictest confidence. Your individual identity will be
removed from aIl records following the co1.lectiœ ofdata. In Ibis manuer, information
regarding your participatiœ will be Iœpt confidentiaL Ifyou bave any questions, please
ask. Vou may also contact Marcia Beaulieu at737~3or ProfessŒ Prudence Rains,
Department of Sociology al39~3or Prot: Michael Smith at 398-6846.

Your decision about wbether or not to participate in this study, will in no way affect your
present or future relations with the University. Ifyou decide to participate DOW, you are
free to withdraw consent and discontinue participation at any time.

Your signatUre below indicares tbat you bave been given a copy ofthis consent form, have
read and understood aIl of the points above, and willingly give your consent to participate
in this study.
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Date: --------

1agree that all or part of tbis interview may be taped.

Participant _

Wibless _
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PATIENTS CONSENT FORM

1HEIMPACT OF CHRONIC FATIGUE SYNDROME STIIDY

You are invited ta participale in a study ofhow cbmnic fatigue syndrome affects
patien~ their familles, physicians, and the disability insUIanœ system. The study is being
condueted as part of the Pb.D. thesis research ofMs. Man:ia Beaulieu al McGill
University. The information obtained will belp us ta leam more about the personal and
social impact of tbis condition.

Ifyou agœe ta panicipate:

1. You will be asked ta answer questions about your CUII'eI1t and put symptoms, YOUI'
experiences with seeking Medical belp and bow your symptoms affect you. You will also
he aslœd questions about your experienœs with seeking disability compensaliœ if tbis is
applicable ID your situation. The interview willlast about forty minutes.

2. AlI information will be beld in strietest contidenœ. Your individual iden:t=nbe
removed from all records following tbe collection ofda1a. In this manner, . ·on
regarding your participatiœ will be Iœpt confidentiaL Ifyou bave anyq~ please
ask. You may also contact Marda Bea,djeu at 737-0603 or Professor Prudence Rains
Depanment ofSociology at 398-6843

Your decision about whetber or not 10 participate in tbis study, will in no way affect YOUf
present or future relations with the University. Ifyou decide ta participate now, you are
free to witbdraw consent and discontinue participatiœ at any tilDe.

Your signature below indicates tbat you have been given a copy of this consent form, bave
read and understood all of the points above, and willingly give your consent 10 participate
in this study.
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Date: --------

l agree that all or part of this interview may be taped.

Panicipant _

Witness _
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PATIENTS' CONSENT TO FAMILy CONTAcr

'!HE IMPACT OF CHRONle FATIGUE SYNDROME STUDY

You are Învited to participate in a study ofbow chmnic fatigue syndrome affects
patients, tbeir familles, pbysicians, and the disability insuJanœ system.. The study is being
conducted as part of the PbD. tbesis œsearch ofMs. Marcia Beaulieu al McGill
University. The informalion obtained will belp us 10 Ieam moœ about the personal and
social impact of this condition.

If you agree tbat a member ofyour familyor someone you live widl may be contaeted 10
request their pu1icipation in the study of impact on faniilies or significant otbers:

1. Such persons will be asJœd 10 answer questioos about meir views of your illness and
treatments that may be helpful. They will also be asIœd bow they tbink others might react 10
someone with your condition and wbetber your condition bas affected tbem.

2. AIl informatioo will be held in strietest confidence. 1beir individual identi will be
removed from aIl teeords following the collection ofdata. In this manœr, :?ormation
regarding meir participation will be kept confidential. Ifyou bave any questions, please
ask. You may also contact Marcia Beaulieu al737~3or Professor Prudence Rains,
Department of Sociology al39~3.

Your decision about whether or IlOt to consent to having a family member contaeted will in
no wayaffect your present or future relations with the University. Ifyou agree that the
contact can be made DOW, you are fœe 10 withdraw tbat consent al any time.

YOUT signature below indicates tbat you have been given a copy of tbis cœsent fonn, have
read and understood all of the points above, and willingly consent tbat a family membel' or
significant other may be contaeted 10 request their participralioo in this study.
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Date:------- Participant _

Witness _
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Al. How old are you?

Al. In what country weœ you borD ?

A3. (IFNar CANADA) In wbat year did yoo come to Canada

A3. To what ethnie or cultmal group do you belong?

A4. Wbat language or languages did you speak at bome wben you weœ growing up?

AS. Are yoo presently married'1

A6 (IF NO)
Are you widow~separa~divorced, or bave you never manied?

(''UVING wrm SOMEONE AS mOUGH MARRIED" = MARRIED)

A7. How many ehüdœn, ifany, bave you bad?

• AS. What is your religion?

l ewisb .
Roman Catbolic ..•.••••••••••••
Protestant ................•......
Muslim .
None .

Other _

1
2
3
4
5

6

•

A9 How many years of scbooling bave you completeé? (':IRCLE ONE NUMBER
OR FIIL IN IF :> 20)

0, 1, 2, 3, 4, 5, 6, 7 8,9,10,11 12, 13 14, 15, 16,17,18, 19, 20+

ELEMENTARY HIGH SCHOOL COILEGE UNIVERSITY

AI0 Are yoo presently working al ajob for pay? IF NO GO TO A 14

AlI. At wbat job are yoo presently working?

A12. In wbat kind of business, industry or service do you work?

A13. How many hours do you work per week?
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A 14. Which of the fonowing best describes your situation:

Unemployed but looking for work .•.•.•1 Unemployed, because of illness or
disability ....••••••••••••..••••....• 2

Itetireci .•....••......•......•..••.•..........3 ~tuclellt .•.••••••••••••••.•••••••.••••••••••• ~

Housewife .....•..•...•...•....•.••••..•...5 Otber. _
6

A 15. (IF UNEMPLOYED, RETIRED OR DI~ABLED)Wbat was your
usualjob?

A16. In wbat kind ofbusiness, inciustry or service did you work?

A17. Just roughly, what was your total housebold income in 1992 before tax deductions?
Woulcl you show me a letter on titis card which conespoods ta your income eategory?

(SHOW CARO A) __,(Letter)

B. Now fm going 10 ask you some questions about the problems tbat led you to seek help
from Or. ,wbat you tbink might have caused your problems and
who you have seen in the prast for these problems?

B 1. First, what are the main problems or conditions for wbich you 500gbt help from
Dr.__?

•
A. Under $3,000
B. $3,000 - $5,999
c. $6,000 - $8,999
D. $9,000 - $ 11,999
E. $12,000 - $19,999

F. 520,000 - 529,999
G. 530,000 - 539,999
H. $40,000 - $49,999
I. 550,000 - 559,999
1. 560,000 - $69,999

K. 570,000 - $79,999
L. 580,000 - $99,999

M. 5100,000 - $119,999
N. 5120,000 - $ 139,999
o. 5140,000 +

B2. How long have you had problems like SX? ~x =SYMPrOMS

•

B3. Are you bothered by problems lilœ (SX) ail the time or cio they come and go at

different times?
B4. What is it about your (SX) that is Most troubling 10 you?

BS. PFDPLE OFfEN HAVE MANY DIFFERENT WAYS OF EXPLAINING
HFALTH PROBLEM~LIIŒ YOURS.

What are your ideas about what started your health problems? That i5, what do you
think caused your SX?

B6. You bave saicl that you beüeve your (SX) are caused by _
Wbat is it that made you believe tbat titis is (tbese are) the cause(s)

B 7. Has your tbioking about wbat caused your symptoms been influenced by
information ftom other people, radio, televisiœ, newspapers or magazines?
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FATIGUE
C. LOOKING AT CARO B please tell me on bow many sqmate clays in the last month
you have been:

CARDs

Odays
None

1-6days
Ocxasionally

7-14 days
Oftm

more than 14 days
VeryOfœn

CL feeling tired out, fatigued or lacking enough energy to do the things you normally do
o 1~ 7-14 14+

(Ifnone, skip DIS probe)

MD......................•................OTHER................•..•.PROBE: 1 2 3 4 5

(pROBE REFERS TO THE Diagnostic Interview SCbedule Probe to explore ifpeople
consulted a doctor orothers, wbat diagnosis and/or explanations ifany tbey were given for
symptoms)

• C3.

Itcomeon su

NO..... ..... ... ..... ... 1
YES................... 2

Has (Did) your (current) tiredness or fatigue Iasted for at least 6 months'?

NO. 1
yES................... 2

ours

•

C4. Is (Was) your (current) fatigue 50 bad that it bas limited your activities 10 Jess tban
half of what you could normally do before'?

NO... 1
yES................... 2

C5. Is (Was) your (current) fatigue present at least balfof the time'?

NO.... 1
yES................... 2

C6. Do (Did) you have other syrnptoms that you think are (were) reIated to your chronic
fatigue?

(IF C3 =YES GO TO CS



•

•

•

C . When was the ( l!.~ you were
bothered by persistentw~..ess or
fati ?gue.

l=Within the Iast two weeks
2=2 weeks to less tban one month ago
3=1 month ID less tban 6 mooth ago
4= 6 months to Jess tban 1 year ago
5= in the last 12 months, not sure when
6=more than 1 year aga

'-'AJO·"E"·-ûNSET: -'.- 5 6
MOST RECENT: 1 2 3 4
AGE AT MOST RECENT
EPISODE: --'_

REC=6GOTOC9

322



• LQOKING AT nns CARO, CAN VOU TELL ME:

CARDC

323

notatall

1

somewhat

2

quiœa lot

3

completdy

4

cs. In the last 12 months how much bas fatigue interfered with your life or aetivities?
Wouldyou say oot at aa somewbat, quite a lot, or completely?

.............. 1 2 3 4

C9. How important is (was) stress in eatlSing your fàtigue? 1 2 3 4

CIO. How important are (were) personal or emotional problems in QllIsjng
your fatigue? 1 2 3 4

CIL How important is (was) physical illness or injury in causing your fatigue'?
(e.g. problems with your immune system, prior infections, injury, dietary

deficiencies, problems with your glands, hormones or blood sugar)?
1 2 3 4

C12. To what extent do (did) you feel that people are (were) not taking
your fatigue seriouslyenougb? 1 2 3 4• C13. To what extent do (did) you feel ashamed or embarrassed
because of your fatigue? 1 2 3 4

C14. To what extent do (did) you feel personaIly responsible for
causing your fatigue'? 1 2 3 4

C15. Which of the foUowing professionaIs have you tallœd (did you taIk) to about your
fatigu ?e.

General J»ractitioner 1
MOOical SJ)eCial.ist •••••••••.•••••••.••••.••.•...•.••2
Mental Health ProfessionaL .........•............. 3
~bJr•••••••.••••••••.•••••••••••••..•••.•••••4
Ho~th..•.•....•...........•.•..•••.............5
~cu~tuŒist ......••.•.....••......................6
H~•.•.••••.•••••••.•...•••.•••.•••••.••••.••.•• jr
~ .....•......••....•••.•.......................... 11

•
C 16. How many separate health ptofessionaIs have you seen for your

fatigue'?

C 17. Which of these bealth professionals did you see because you were referœd 10 them
by other health professiooaIs?



• C 18. Which of tbese healtb professionals did you consuIt on your own initiative (tbat~
you were not refened ta tbem'?

o. Now 1am going to üst a numberofpeople or sources of help whom yOU may bave
used for personal Œ bealth problems. Please teU me ifyou bave used any of tbese
sources of help.

PROBES: HP= HEALTH PROFESSIONAlS

Column 1: Have you ever made use ofHP for any health or persooaI. problems'?

Column 2: (IF YES) Have you ever made use ofHP for your curœnt
(SYMPIOMS)'?

Column 3: (IF YES) Did you find HP helpful?

Column 4: (IF USED) How weU do you feel people there understood your
problems'? Would you say not at all9 somewhat, we~ very weil?

(SHOW CARO WI1H 0PI10NS)
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•

•

notatall

1

Dl. Selfcare or help from athers
athome

02. Friends/family outside home

03. An ovemight stay in hospital

04. Hospital emergency room

05. Expert in fatigue or a fatigue
clinic

06. Rheumatologist or a
rbeumatology clinic

07. Infectious disease physician
or infectious disease clinic

08. Gastroenterologist or
Gasttoenterology cünic

somewhat well very weil

234

UNDERSTOOD
EVER CURRENT HELP not same weU very

y y Y ••.. 1 2 3 4
N N N ........

y......... Y......... Y ..... 1 2 3 4
N N N •.......

Y Y Y ..... 1 2 3 4
N N N .•.•....

Y Y Y ..... 1 2 3 4
N N N .•..•...

Y Y y ..... 1 2 3 4
N N N ........

Y•..•••.•. Y.•..•.... Y ..... 1 2 3 4
N N N ........

y ......... Y.••.•..•. Y ... 1 2 3 4
N N N .....•..

Y••.•.•..• y ......... Y .. 1 2 3 4
N N N .•.••...



•
D9.First general practitioner,
family practitioneror geueral intanist

010. Secondgeneral practitioner,
family practitiooer or genaal
intemist

011. Third genenù practitioner,
family practitiooer or genaal
intemist

012 Clinical ecologist or allergist

UNDEltSTOOD
EVER•••••.CURRENT•••••••.HELP Dot lOIœ wen VtrJ

y y Y... 1 2 3 4
N .N N .

y y Y. 1 2 3 4
N .N" N .

y Y.••.....•y 1 2 3 4
N· .••........•.. .N' N ..•...•.

y Y•...•..••Y 1 2 3 4
N .N N .
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y y Y.. 1 2 3 4
N .N N .

y y Y.. 1 2 3 4
N N N .

y y Y. 1 2 3 4

Y.......•........y Y.. 1 2 3 4
N N N .

Y•••..•.•.••..•••Y.•..••.•. Y •• 1234
N .............• .N N •••.•...

y y Y... 1 2 3 4
N .N N .

y y Y.. 1 2 3 4
N N N .

y y Y.. 1 2 3 4
N N N .

y y Y. 1 2 3 4

•

013. Physiotberapist or
occupational therapists

014. Acupuncturist

015. Chiropractor

016. Homeopathie medicine
or practitioner

017. Faith healer or healing
church

o 18. Meditatio~ prayer or
religious devotiOll othee
than faith hea1ing

019. Nutritionist

020. Psychiatris~psycholoDist,
social worlœr or counselor

021. Have you (ever) gotten help
from anyone else that 1
haven't mentioned?

N N

N ..•........•...N

N .

N .

023. You've said tbat (UST UP TO 4 HP) understood your hea1th problems very well.
Why did you gel the feeling that HP undentood your problems?•

022. Anyone else? y y Y. 1 2 3 4
_N N N .
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02S.

026.

027.

You've said that (UST UP TO 4 HP) did not understand your bealth problems
at ail. Wby did you get tbat feeling tbat HP did DOt understaDd your problems?

Have any of th~ pmfessionals you visited told you or left you with the impression
tbat your bealtb problems were somehow DOt œal1

Have any of the professionals you visited told you or Ieft you with the impression
that your health problems were due to psycboloDical or emotional troubles?

Have any of the professionals you visited told you or left VOU with the impœssion
tbat you were primarily to blame for your bealtb problems~

326

034.

035.

036.

037.

038.

• 039.

•

FIRST HELP SEEKING

028. After your (SX-> began, who was the tint penon you consulted for belp otber
tban friends or family? (SX REFERS TO SYMPI'OMS IDENTIFIED IN BI)

029. Wben did you fint get help there for your (SX-->?

030. How many times did you go Ûlere for your (SX->?

031. Over how many montbs or years did you go tbere for your (SX-->?

032. Wbat did this penon whom you tirst went 10 for help call your (SX-->?
What name did he (or sile ) use?

033. Ta what extent were you satisfied with the help you reœived there? Would you say
very satisfied, somewhat satisfied, somewhat dissatisfied, or very dissatisfied?

very satisfied somewhat satisfied somewhat dissatisfied very dissatisfied

If doctor mentioned stress, what is patient's view of the role of stress?

Ifdoctor did sevetal diagnostic tests, whatdid patient interpret this ta Mean?

MOST IMPORTANT HELP SEEKING

Of all the sources of help you consulted for your (SX-> whicb one of them do you
consider the most impotUnt?

When did you first get help there for your (SX-->?

How many times did you go there for your (SX->?

Over how many montbs nr years did you go tbeœ for your (SX-->?

What is it about tbis source ofhelp that made it the most important ta you?

Wbat did this penon whom you went ta for help caU your problems?
What name did he (or she ) use?



• 040. To wbat exteDt weœ you satisfied with the help you reœived tbeœ? Would you say
very satisfi~ somewbat satisfi~somewhat dissatisfied., or very dissatisfied'1

~
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somewbat satisfied somewbat dissaristied very dissatisfiedvery satisfied

1 2 3 4

041. What is the name of the first doctor 10 whom you went for your symptoms ofCFS?

042 Wbat is the name of the doctor you consideœd most imponant '1

043. Wbat is the name of the doctor who first diagnosed your symptoms'1

044. What is the name ofthe mental hea1th professional you consulted1

E. Nex~ ru askabout the kinds of treatment (TX) you may have been offered for your
current (SX-->. Please tell me whetber you were offered tbese.

PROBES:

Were you given (TX) for your (SX->?

Did you tind (TIC) belpful?

• TREAThŒNf TRIFD HELPFUL

El. pain kiUers YES YES

NO

NO

•

E2. antibiotics YES. YES

NO

E3. steroids YES, YES

NO

E4. anti-inflammatory Medication YES, YES

NO

ES. muscle relaxants................................ YES, YES

NO

E6. dietary advice................................... YES, YES

NO

NO

NO

NO

NO

NO



•

•

E7. exercise..................................... YES YES

NO

E8. sleeping piUs.......................•............. YES, YES

E9. heat or cold treatments........................ YES, YES

NO

EIO. electrical stimulation.......................... YES, YES

NO

EII. relaxation training or stress management..•.YES, YES

NO

E12. tranquilizers.. YES YES

NO

E13. psychotherapy. ..•.. YES, YES

NO

E14. antacids........................................ YES YES

NO

NO

NO

NO

NO

NO

NO

NO
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E15. antidepressants..........................•....

NO
YES, YES

NO

NO

E16. acupuncture.................................... YES. YES

NO

NO

E17. any other treatments? . YES. YES

NO

NO

E18. any other treatments?....................... yES YES

NO

NO

•
Now 1am going to ask yOU sorne questions about experiences that you may have had with
disability compensation?

FI. Are YOU a member ofany type ofsaIary insmance plan?

IF YES is that a Group Benefits plan?



•

•

•

or Individual saJary Insurance

F2. Wbat is the name of the company widl wbich you an: insuœd?

F3.
Are you pœsently reœiving disability compensation for your CFS?

F4. Did you ever reœive disability compensation for your CFS?

F4.. Begininning with when you tint decided to apply for disability benefits cao you
descnbe your experience with the disability insurance system?

PFOBES: infonnation requested
period granted disability compensation?
What happens (ed) ifnms oot_
did the insuœrs explore rehabilitation possibilities?

IF YES: What happened?
daim been reviewed
reason for the review?
contested?

IF YES: reason for contesting the claim?

F5 Wbat are your overall perceptions ofbow the insurance company bas t:reated your
claim?

F6. Did any of the people that you dealt with told you or made you feel tbat your
symptoms were somebow oot real?

F7. Did any of the people tbat you dealt witb told you or made you feel that your healtb
problems were due ta psycbological or emotional troubles?

F8. Did any of the people that you dealt witb told you or made you feel that you were
prirnarily ta blame for your health problem?

F9. Did any of the people that you dealt with told you or made you feel that you were
not motivated ta get well?

Fil. To what extent are you satisfied with the way that your disability claims bave been
handled? Would you say very satisfied, somewhat satisfi~ somewhat

dissatisfied, or very dissatisfied?

F 12. Wbat wu it about the way your claims were handled that made you satisfied?

F 13.. What was it about the way your claims were handled that made you dissatisfied?

A26. SEX MALE 1
FEMALE .•.•2

DATE OF BIRTII

SUBJECr REFERRED BY
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• LOCATION OF INTERVIEW

DATE(S) OF INTERVIEW

TIME TAIŒN (MINS)

•

•
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APPENDIXF

INTERVIEW SCHEDULE FOR FAMlLY/SIGNlFICANT OlHER

A 1: What is your œlationship 10 ?

Ta the best ofyour knowledge:

B 2: How long bas been bothered by fatigue?

B 3: Is bodIeœd by fatigue all the lime or does it comr and go?

PROBE: extended periods wbere feels better

B 4: When fatigue~ did it come on suddenly, tbat is~ over a
few hours or a few days?

C 5: What is it about conditiœ that bas been ofmost concerD 10 you?

C 6: Can you describe bow you have been affected by having CFS?

PROBE: for changes in mies and relationsbipsl
feelings!
ways ofdealing with the situation!
intafeœnœ with aetivitiesl
involvement with help seelring

C 7: Is there anything else about -rproblem tbat has affected YOU?

C 8: When you fust heard that. had CFS what were your ideas about the
causes of this problem?

C 9: What is it that made you believe that this was (these weœ) the cause(s)?

CIO: Has your tbinking about what causes CFS been influenced by information from other
people, radio, television, newspapers or magazines?

C 11: Has your thinking about what caused CFS DOW changed from what you tirst
thought?

C 12: IF YES: What do you DOW thinlc causes CFS?

C 13: What is it that bas made you change your ideas about the causes ofCFS?
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• l am going ta ask you to look at tbis carel and tell me

332

not at ail

1

somewhat

2

quitealot

3

compIeIdy

4

•

C 14: How important do you tbink stress is (was) in causing hislber •.•••.••• 1 2 3 4
fatigue?

C 15: How important do you think penonal or emotional problems are
(were) in. causing hisIIler fatigue? •..••.••••••••••••••••••••••••••••••••••••• 1 2 3 4

C 16: How important is (was) physical ilIness or injury in causing bislber fatigue?
(e.g. problems with the immune system, prior infectionS, injury, dietary
deficiencies, problems with the gIan~ bormones or blood supt)?

................. 1 2 3 4

C 17: How responsible do you think your family memberl roommale
is for causing bis! ber illœss.. . . . . . . . . .. .. .. . . . . . . . . . . . . . . . .. . . . . . •. . . . . . . . .. 1 2 3 4

C 18: ln the Iast 12 montbs how much bas the fatigue ofyour family memberl roommate
interfeted with your life or aetivities? Would you say not at~ somewbat, quite a

lot, or completely?

People often have their own ideas about treatments that may be belpful for different
illnesses and conditions. Which of the foUowing treatments do you tbink might be helpful
forCFS?

TREATMFNr

Dl: pain kiUers

D 2: antibiotics

HELPFUL

YES
NO

YES
NO

•

D 3: steroids . .... ........•.... ..•....... ... ....•...... YES
NO

04: anti-inflammatory medication ....•....•...... YES
NO

D5: muscle relaxants.... ............•. ... •... .....•. YF.S
NO

D 6: dietary advice. YB
NO



•

•

•

D 7: exercise...... YB
NO

D 8: sleeping piUs...... YES
NO

D 9: heat or cold treatments...•............•...•..• YB
NO

DIO: 'rest...................... ........... ............... YES
NO

D Il: relaxation training or stress management YES
NO

D 12: tranqulhzers................. .. YES
NO

D 13: psychotherapy................................. YES
NO

D 14: antidepressants............................... YES
NO

D 15: acupuncture................... .•............... YES
NO

D 16: any other treatments?.....•.................

l am going to ask you a few questions about yourself DOW:

A 2: How old are you?

A 3: How many years of schooling bave you completed?

0, l, 2, 3, 4, 5, 6, 7 8,9,10,11 12, 13 14,

ELEMENTARY HIGH SCHOOL COLLEGE

A 4: Are you presently working al a job for pay?

A5: MAlE
FEMALE
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15, 16,17,18, 19, 20+
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PROBE FOR:
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•

APPENDIXG

INSURERS' INTERVIEW SCHEDULE

1. In geneml tenns, an you tell me about your worlc in mUng with disability elaims?

Definition ofdisability
Basis ofpaytDen~percent of saIary
Indexing. policy specifie JIlymeDts

2. A claim for CFS comes ioto your company, cao you describe how it is adjudicated?

Useof independent medicaJ examjna=s (IMEs)
Types ofdoctors consulted, œasons for' cboice
Outeomes- rejection, acœpWlœ, conditiœs,
Bases for decisions

3. Ras your way of dea1ing with CFS claims changed over time? Ifyes, in what ways?

Type of information sought
Use of the COC criteria
Gœaternesser use ofIMEs
Changes in decisionslœcommendations

4. Wbat accounts for these changes?

5. Is there a typical CFS elaimant? Can you describe this persan?

6. Have you dea1t with a CFS claim tbat was very different from others? Can you teU me
about that?

7. Wbat happens ta people's benefits if tbey begin ta improve and retum te work and then
relapse?

8. If a person with a history ofCFS applies for a policy, what response is your company
likely to give?

9. When did our company first begin to reœive CFS disability daims?

Wbat is the longest claim tbat you bave had?
Wbat is the sbortest c1aim?
On average, how long do you expect CFS ta last?
What name(s) do you use for the condition?
How is it differentiated from stress?

10. Now l would Iilœ to ask you about your ideas of CFS:

What do you think causes the condition?
In your Vlew, how important is stœss in causing the condition?
How about personal and emotional problems?
How motivated are claimants ta get well?
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Il. Ras your tbinlcing about CFS changed from wbat you first tbougbt? Ifyes, in wbat
l! ways?

12. How long bave you been working in the disability insuranœ business?

13. Over wbat period oflime bave you been working with CFS cJaims?

14. Roughly, how many claims bave you dealt with?

15. Wbat is your job tide or classification?

MAIE
FF.MALE
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APPENDIXH

CLINICIAN'S INTERVIEW

1. What is your~h in dealing with patients who present widl symptoms tbat could be
diagnosed as CFS?

2. How do you explain CFS to patients witb the condition? PROBE FOR: attributions

3. Has your thinking about CFS cbanged over time?

Ify~ in wbat ways?
Wbat accounts for tbese changes?

4. There are many diffeœnt names for tbis condi~ wbat Dame do you use?

5. In Y0UI' experien~ wbat is tbe course ofthe illness like?

6. Sïnce CFS bas no specifie treatments, bow do you manage patients with this illness?

7. Do you schedule reguIar follow ups? How often would that be?

8. Wbat do find Most chal1enging about çaring for tbese patients?
How do you deal wim tbese challenges?

9. What is Y0UI' position on patients trying aitemative therapies? Joining support groups?

10. In your experience, is there a typical CFS patient? Have you caœd for patients who
were atypical in sorne way?

Il. What do you find most striking about these patients?

Background:

Wbat is YoUI'area of specialty?

How long have you been in practice?

When did you first start seeing CFS patients?

Roughly, how ManY CFS patients bave you seen?

MAlE
FEMALE
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