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Abstract 

, 

Children with chronic illnesses have a doubled risk of developing 
1 

psycbosocial maladjustment - emotional problems, behavior disorder ol'difficulties in 

social relationships. Social work support and counselling aims to reduce this secondary 

morbidity, and is a common form of hospital-based psychosocial service. The fmt 

randomized controlled trial of this type of intervention was carried out ta evaluate its 

effectiveness in treating and preventing maladjustmcnt. This thesis descrlbes how child 

behavior outcomes were assessed befere and 4 months after a 6 month period of social 

worker assistance in 173 children randomized ID intervention, and in 169 controls, aU with 

chronic illnesses. 

No significant difference between intervention and control groups in the 

overall prevalence of maladjustment was found. There was no cvidence to support a 

therapeutic or preventive effect of social work counselling on child behavior outcomes, nor 

was there improvement in child perceived competence. A search for treatment interactions 
, 

failed to reveal any sub-group that benefitted from the intervention, and restriction of the 

analysis to individuals who actually received the intervention does not alter any of these 

conclusions. 

MeasUrement problems, co-intervention, or other fonns of bias cannot 

account for the negative results. It is speculated that if social work support is 10 he 

effective, it should he targett.ed, potent, of adequate duration, and possibly integrated 

within specialist clinic services. 
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Résumé 

Les enfants atteints de maladies chroniques présentent deux'fois plus de 
, ' 

risques de' ~velopper une m6sadaptation psychosociale, des problèmes émotifs, des' 

troubles du comportement ou des difficultés dans leurs rapports sociaux. Le support et les 

conseils des travailleurs sociaux ont pour but de réduire cette morbidité secondaire, ce qui 

représente une fonne courante de services de type psychosocial en milieu hospitalier. n 

s'agit d'une premiœ exp6rience pour déterminer l'efficaci~ de ce type d'intervention dans 

la prévention et le traitement de ces m6sadaptations. Cette thèse décrit comment le 

cOmportement des enfants fut évalué avant et 4 mois après une période de 6 mois 

d'intervention des travilleurs sociaux auprès de 173 enfants pour le groupe expérimental, et 
. , 

169 enfants pour le groupe contrôle. 

Aucune différence significative n'a été trouvée entre les deux groupès dans 

la ptivalence globale des mbadaptations. n n'y a aucune preuve en faveur d'un effet 
( 

th6rapeutique ou préventif4ie l'intervention des travaillettrs 'sociaux sur le comportement 

des enfants ni sur la perception qu'a l'enfant de sa compétence. L'étude des interactions 

n'a pas ~velé de sous-groupes spécifiques qui auraient pu benéficiér d'une intervention. 

De plus, une analyse limi~ aux individus qui ont reçu l'intervention ne change 

aucunement ces conclusions. 

Ces r6sultats négatifs ne peuvent s'expliquer par des problèmes de mesure, 

de co-intervention, ou par ~'autres formes de biais. Un effet latent n'est pas exclu. On 

postule que les interventions des travailleurs sociaux pour ~tJe ~fficaces, doivCRt atre 
s~cifiques, d'une d~ ad~uate, ct possiblement in~grées à une clinique particulière. 

, . ' 
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Preface 

For nearly 60 years, evidence has accumulated 10 support the bellef that 

chronic illness in children causes an inClUSe in emotional problems, both for the children 

themselves, and possibly f~r their mothers and siblings as well (pless and Pinkerton 1975; 

Nolan and Pless 1986). Although not yet subject to empirical investigation it is also 
~ 

probable that the disability imposed by such emotional disorder is greater than that resulting 

from the illness itself. Furtherrnore, parent-reported prevalence of disability attnbutable to 

childhood chronic illness bas increased over the past 25 years in the US (Newacheck and 

Budetti 1985), and in Canada (Wilkins and Adams 1983). Despite the weightof this 
r 

evidence, very few attempts have been made 10 comprehensively treat, and more 

irnportantly. prevent psychosocial disorder in this context Where interventions have been 

introduced, rigorous scientific evaluations of their effectiveness have been conspicuously 

absent (Olbrisch 1979; Johnson 1979; Drotar 1981; Rinaldi 1985; Nolan and Pless 1986). 

This thesis describes the evaluation of a psychosocial intervention aimed at 

reducing the impact of chronic illness on children and their familles. Furthennore, this study 

. of the effects of a novel ap~lication of a traditional service represents the fmt assessment, 

based on sound epidemiologic principles, of social work effectiveness in any context In 

order to understand the relevance of such a project, the scape and magnitude of childhood 

chronic illness, particularly with respect to its psychosocial correlates and, consequences, 

will he defmed. The few previous atternpts at evaluating psychosocial interventions will he 

appraised, and the evidence for modifiers of the risk of maladjustment will be reviewed. 
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1. The Impact of C~ronlc Physlcal Disorder 

The period pre valence of a1l chronic physical disorder (CPD) for ages 0-20 

years, including multiple handicaps, approximates lOto 12 percent (Pless and Douglas 

1971; Pless 1982; Gortmaker and Sappenfield 1984; Gortmaker 1985). Both the 

prevalence and actual numbers have increased in recent decades, due ID a combination of 

improved survival for several conditions, and a cohort effect resulting from thc .... baby 

boom" of the 1950'5 (Gortrnaker and Sappenfield 1984). Asthma and sensory impairments 

represent the most common categories of these disorders (Table 1). Dramatic improvements . 

in survival from certain conditions, notably malignancies, cystic fibrosis and spinal 

dysraphic s~tes, have occurred in the last 20 years, altltough the inCideAce of most 

conditions has remained stable (Gortmaker and Sappenfield 1984). 

One way of describing the negative hea1th impact of a chronic illness is 

through parent .. reported limitation of day to day activities. Th~ point prevalence of US 

children (aged 0-17 years) with activity limiting conditions has increased from 1.8 to 3.8 

percent between 1960 and 1981 (National Center for Hea1th Statistics 1981; Newacheck, 

Budetti and McManus 1984; Newacheck. Budetti and Halfon 1986). This ascertainment of 

disability, based on responses ID questions in the ongoing National Health Interview Survey 

is corroborated by data ~rom the Canada Sickness Survey of 1950-51, and the Canada 

HealrJ1 Survey of~978-79 (Wilkins and Adams 1983). Prior to 1970, the change in 

prevalence was partly due to a cohort effect, but also to technical factors associated with 

change in questionnaire design. The more recent increase may be attributable to a change in 

parent perceptipn of disability, especially in relation to the emergence of learning disorders 

as a recognized activity impainncnt (Kovar and Meny 1981; Newacheck, Halfon, and 

Budetti 1986). Improved survival of low birth weight infants, and better access to hca1th 

care for the poor are not thought 10 have been important contributers (Ncwacheck, Budetti, 

and Halfon 1986). Respiratory diseases, speech, spe1ial sense and intelligence rclated 

impainnents, and mental and nervous system disorders, together account for .5~of all 
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Table 1: Prevalence estima..,. for cl"";'C PhYSi:::Jror childron 

aged 0 - 20 years in the USA - 1980. 

(Modified after Gortrnaker and S~ld 1984). 

Disorder Pre v alence per 1000 

Asthrna 38.0 

Visual Irnpainnent 30.0 

Hearing Impainnent 16.0 

Congenital Heart Disease .7.0 

Seizure Disoroer 3.5 

Cerebral Palsy 2.5 

Arthritis 2.2 

CNS Injury 2.16_ 

_ Diabetes Mellitus 1.8 

Cleft LipIPalate 1.5 

Down Syndrome 1.1 

Sickle Cell Disease 0.46 

Neural Tube Defects 0.45 

Cystic Fibrosis 0.20 

Hemophilia 0.15 

LeukellÙa 0.11 

Phenylketonuria 0.10 

Chronie Renal Failure 0.08 

Muscular Dystrophy 0.06 

TOTAL 107.4 

,1 
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childhood activity limitations (Newacheck, Halfon, and Budetti 1986). 

Another important indicator of the burden of chronic illness is health service 

utilization. In 1979, for exarnple, the 3.8% of children with activity limitations described 

above, accounted for 9% of all physician visits and 30% of all inpatient hospital days 

(National Centre for Health Statistics 1981). National Health Interview Survey data also 

indicate that 13% of visits to pediatric practices are for chronfc problems, while the figure is 

10% for family practitioner visits. and more than 30% for other specialists (Gortmaker and 

Sappenfield 1984). 

The content and quality of health care provided to children with chronic 

illnesses has becn the subject of a number of recent investigations (pless. Satterwhite, and 

Van Vechten 1976, 1978; Palfrey, Levy, and Gilbert 1980; Stein, Jessop, and Reissman 
. 

1983; Smyth-Staruch et al. 1984). These studies sho?, that both hospital-based specialist 

care and-eornmunity provided services fail to meet the needs of ehidren with chronie 
, 

illnesses. Although hea1th service utilization rates may superfieially appear high, they do 

not tell the whole story about what the perceived needs for services are, not whether the 

service provided is efficaeious or desirable. 

, A community-based physician survey in New York Stat.e (pless, Satterwhite 

and Van Vechten 1976) disclosed that public health nurses, social workers, mental health 

workers, physiotherapists, and vocational rehabilitation specialists were infrequently used 

in the care of children with asthma, epilepsy, heart diseases, arthritis, diabetes and cerebral 

palsy. The problem is often more tangible in hospital, sub-specialty clinics, where important 

MediCal, developmental and psychosocial problems may he ignored or relegated to low 
~ 

priority (pless, Satterwhite, and Van Vechten 1978; Palfrey, Levy, and Gilbert (980). A 
. ~ 

case-referent study from the Oeveland area (Smyth-Staruch et al. 1984) indicated that 369 
, -

children aged 3 to 18 years with cystie fibrosis, myelodysplasia, cerebral paIsy, and 

multiple physical handicaps auending specialist clinics al 2 major teaching hospitals used 

hospital services t.en times more than 456 randomly sampled community referent subjects 

(Table 2). Chronically ill children were 4.5 times more likely to have used mental health or 
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social work servi~ during the previaus..year. Social workers were used by ~ of cases 

but only by 1 % of referents. However, neither illness severity, nor social status was relatcd 

to mental health service utilization. What these studies do not indicate is whether those who 

were in receipt of services required them, and whether the services were efficacious. More 

importantly. perhaps, they also do not tell us whether those who were not 

Table 8. Health service utilization by Cleveland children with chronic physical 

disorders (CPD: cystic fibrosis. cerebral palsy. myelodysplasia. and 

multiple handicap). From Smyth-Staruch et al. 1984. 

Service-- CPD Referents 

Hospitalizations 34% 6% 

Mean Days in Hospital t 17.3 6.2 

Physician Visits 98% 88% 

Specialist Visits 79% 42% 

Mean Number of Visits*-- - 8.9 3.3 

Mental Health & Social services 36%- 8% 

Mean Number of Service Occasionst 9.4 8.3 

Mean Number of Visits* 3.3 0.6 

Social Worker Usage* 30% 1% 

Total services 99% 97% 

Volume of Services· 78.8 7.8 

t for those receiving the setvice onJy. • overalJ 

.. 
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. receiving assistance could have benefited from appropriate and effcctive social &upport. 

The negative psychosocial impact of chronic illness is germane to an examination of the 

scopc and efficacy of social and mental health services provided to ill children. A rcview 

of investigations conducted over the past IS years that have documented an association 

œtween psychosocial disorder or maladjustment and childhood chronic illness is côntained 

" in Appcndix 1 (Nolan iUld PIess 1986). This review concluded thât 

i) a causallink bctwecn chronic illness and cmotional problems 

exists, and 

ü) e relative risk of emotional problems in childhood chronic 

illness is in the vicinity of 2 (relative to children without 

chronie illness). 
. 

ln on, the need for the development and evaluation of interventions aimed at reducing 

the additional handicap of psychosocial disorder was emphasized. The plethora of studies 

in the pediatrie and psychologicalliterature which have consistently documented the 

dysfunction-associatcd stress of chroniG illncss stands in stark eontrast to the dearth of 

reported attempts to dcal with il 

2. Interventions 

, Psychosocial interventions in childhood chronic illness have been 

dcsigned to ameliorate or prevent psycho]pgieal diffieultics d.ircctly. or indirectly related to 

the child's MediCal condition, and include supportive and bchaviour-a1tering strategies 

(Johnson 1979). Spccifically, the following problem areas have bcen addressed (Johnson 

1979, J?mtar 1981): 

i) 

ü) 

iii) 

iv) 

v) 

and, vi) 

relieving illness-rc1ated reactions to stress, 

trcating illness-rclated personality problems, 

preparing for medica1 expcriences, 

preparing for death, 

managing behaviour problems, 

habilitationlrehabilitalion. 

.. 

.. 
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In addition, various psychosocial interventions have been employ~ in an 

attempt to improve medical outcomes, such as diabetic control, the frequency and severity 

of asthma attacks, headaches, and symptoms of intlammatory bowel disease (Olbrisch 

1977; Rin~di 1985). Recent reviews of all of the above interventions highlight the paucity 

of sound evidence upon which to base planning for efficacious health services in this arca. 

The problem resides both with recurrent methodologic inadequacies when evaluations have 
,,:. 

becn carried out (Olbrisch 1977; Sechr.est and Cohen 1979; NolaÎt and Pless 1986), and 

_more fundamentally, with the absolute Fty of any e~aluative research at all (Drotar 1981; 

Drotar and Bush 1985; Garfunkel 1986; Nolan and Pless 1986). In partieular, a thorough 

literature search, employing the MEDLARS (Medline and Psychinfo ) electronic storage 

and retrieval system, together with "manual" searches using key references in the medical, 

'\ psyehological and social work literature, revea1ed only one controlled evaluation of social 

worker effectiveness in the area of childhood chronic illness, and it will he shown below 

, 
that this study was scientifically entirely inadequate (Nolan and Pless 1986). 

. There has been, however, considerable interest in fmding and evaluating 

effective psychosocial techniques to improve the medical management of sorne specifie, 

generally prevalent chronie diseases, such as asthma and diabetes. A representative 

sample of sueh studies is summarized in Table 3. Much attention has becn paid to teaching . 
self-management skills to asthmatic children and their parents. The prograrn of Fireman 

and co-workers (1981) is but one example of many which have becn reviewed elsewhere 
~ 

(Thoresep and Kirmil-Gray 1983; Bruhn 1983). These apparently successful interventions 

are based on various behavioural models, particularly's,.gcialleaming theory and the hea1th 

belief model (Brunn-lf}83). Similarly, Kaplan et al. (1985) employed a socialleaming 

intervention to impJe dia~tiC control (represented by lower hemoglobin :lleVels), and 

Golden et al. (1985) used a rigid heirarchical set of medical, educational and psychosocial 

strategies to demonstrate a sinillar, apparently beneficial effect on diabetic control. 

Unfortunately, their results are inconclusive because of the inherently weak 
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Table 3 Studies of psychosocial mterventJons Wlth medlCaJ outcomes 

RqertltCt DLf«do Agt D~lg" Sampk Sllt AjSlg~1II OlllcomL 1 rtkrwllllOfl Rad 

F U'elIllIII et al Asthma 2 2 group, 13 mlav Age-matehcd, Symptom &. Nune cducator Sig fewer asthma 
1981 -14 paraJ\e~ 13 control scquenllally medlcaJ dlary uthma educ'n l1tacts. scbool 

posttest asslgncd Sdlool al1cnd &. xlf management abseoce! Fewer 
only records ER behavlOf sialIs hoSPltahzatJons 

VlSII3 and Four 1 hr IndlVld and ER V1SlU al 
ho5pltalJzalJOn! and two 2 hr group Iyr 

seSSIOns. Telephone 
IICCCSS &. OlOOIlonng . 

Golden el al Dt abe te! 3mo 1 group, 44 Incidence of Heuarchical set Sig reduction 
1985 -17 pretest- lceloacldoslS of me(lIcal, ID Incidence of 

poS\lesl Hemoglobm A J educatlonal &. kclOacKloslS, and 

psycho!OClal ID HM lleve~ 

InterventIOns al 6mo No eITeet 
(psychotherapy) t- of psychother -Kaplan el al Dlabetes 13 2 group, 21 Random after HemogloblD A J Social le arru ng SIg. lowcr HM J 

1985 -18 pre test- stratlficauon R and ms !ru ment IOtervenllen by but DO pubhshed 
pos\lesl on sex fOf dlabetes psychologul companson 

Icnowledge, over 3 wlc camp betwc:en 

i behavlor and Control group asslgnment gp! 

attitudes recelved educatlonal on other 
, ... • 

Means Ends interventIOn outcomes ë ... 
Problem only HM 1 correlated • ::a 
Solvlng Test Wllh posillve ~. 
(MEPS) behavlOf, 5" 

~ 
). 

alIJ ludes scale1i, 
MEPS (at4mo ). .... 

\ 
." 
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Tac - 4 ~u:dles of psychosoclalmLervcolloos Wilh psychosocial oulcomes 

Rl!fUl!1IU DlSOrdn Age DLSlgn SampILSlu As:ngl1l1U?nJ_ QWi:OfTU II1JLTYenJ IOn Re.nJ/ 

P\ess &; Sltterwtute Range 6 2 groUp. 56llterv Jùndom at\cr Cahforrua Test 1 yurfuruly ffi'l, llU rv 

1972.19751 of -15 patalld, 42 cootrol stra1lfied on of Ptrsonahly counscJlor subJedJ v 41 ct 

chromc pretesl- Farruly Coopcr;mllh- No~fe=onaJ oootroIs had 

ph ys lcal postlesL FuncllOD Cluldren 5 mature women ug unproved 

duorders. Index Marufesl actmg 113 PI ycbologJcaI 

Amlely 111 vocate. and ~.a11)r 

Scale counseJlo~ 

Adler Muscular 7 2 group, 1 0 I~erv NO( staled Figure 1 .... eell. camp Four-fold" 

1973 dys -17 parnll el , 10 control drawlOgs Psyehologl st declmc ln 

troplucs pretesl- KOppllZ counsellor emOlJonal 

posnest raltng lIxhcalOr; (P < 05) 

scale u,nuol s no 

McCr.aw & "TravIs Olabcles 7 2 group. 31lnlcrv Selcclcd Coopcr;mlth 3 wll. camp Sig Improved 

1973 -15 parai 1 cl , 26 conlIoi malct1cd Chiidren 5 No specifie self~~lecm for 

prelesl- COnlN!> Marufesl descnplJOn fernaJes oolv, 

poS1.esL . \.rull e 1 y Scale of actJvllIes.. '" 
,. 4 ma 

Ku pst el al McrunglllS 1 mo 3 group. 6loW lI1lerv Random Famlly Soctal woner No dtfferenu 

1983 -10 parai 1 cl. 6 moderalc Dcl!.avlor .or professlonaJ belwcen g,roup~, 

counsellor al 1-2 )T 
1 

pretes!- 7 standard Checkiist 

posnesL Farruly T ot.aJ daJ 1 Y 

Copmg Scale counselhng & 

CUTl'tlll emooonal C 
AdJ UStIœ nt support. e ... 

Moder2le -iupportJve • t: 
bul'[)()( aggresslvc- ... • 

Stein &. Jessop Range 5 2 group, :)3 bome care Random alter PARS IL 1 yr 1IUl'Se, Sig beUeron :D 

) 
1984&,~ 1986 of -11 paralJel, 375Undani 5tra11fied 00 Psych!aUlc pedlalnC&aJI., PARS Il al 6 mo • < 

chroruc ~!- (al6& 12100) Judged AbtIII Y S)mplOm home caR W11h trend 81 12 .-
~ 

physlcal posIlesL Al5 yr,loW 10 Copc. and Index ( molher) mo AJ.5 yr. 

dlsorders. 5a!Dplc -19 Over.l ' borne care SIg 
CID 

Burden Indu beuer on PARS fi 
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uncontrolled, pretest7posttest design. In a crude way, the effectiveness of psychotherapy 

was also evaluated in this study, and not surprisingly, the investigato~ detected no 

measurable ~~!fect Very small numbers of subjects, selection bias, and again the 

uncontrolled study design almost guaranteed tlus result. 

Five studies of psychosocial interventIons aimed al psychosocial outcomes 

are summanz.ed in Table 4 As far as can he determined from the literature search cited 

above, thlS l1st represents a complete census of controlled evaluations in the area of 

- Chlldhood chronic illness 
1 

An innovative and pioneering study by Pless and Satterwhite (1972,1975a) 

was the flrst 10 grapple with the problem of how to effect p(>Sltlve change in the emotional 

status of child.ren with chronic illnesses. Therr nov el approach employed nonprofessional 

("lay") family counsel1o~ over a 1 year period to act as child and fanuly advocates, and 

counsel1ors Il was prompted by the Rochester Chùd Health Survey of a random 

communlty sample of 209 chronicaIly ill children, which dlsclosed a strilang need for 

many forms of assistance " ..... the se needs included explanations about the nature of the 

child's illness. the unlizatlon of various supportIve, professlOnal, and paraprofesslOnal 

worke~; effective coorchnatlon of eXIsnng services; help with behavioural and eduçanonaI 

problems; and above all, the therapeutic benefits to the mother of a sympathetic listener" 

(pless and Satterwhite 1972:403). As a result, six couns~llors - women aged 32-51 years, 
, ~ 4 

all with their own families, and all with a university education - were chosen 10 provide the 

intervention. They received five 6-hour training sessions covering "the nature of chronic 

diseases, effects of chronic illness on the farnily, counselling techniques. advocacy,' 

community resources, principles of health education, and the use of the health literature." 

These counsellors worked an average 10 hours per week with 8 assigned families (a total 

of 56 children in the intervention group), and spent approximately 55% of their time \Vith 
\ 

the families, undertaking clirect verbal tasks such as education, counselling and 1 
u ) 

psychotherapy. The rest of their time was allocated 10 service acqusition, advocacy and 

social activitîes with the patient 
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The evaluatlon employed 42 control subjects ~ith chronie illnesses who 

recelVed standard services The assignment procedure was random, following stratificallon 

on a measure of fanuly funetionmg. The pretest-posttest evaluation was based on a battery 

of paper and peneil measures mcludmg the Caltforrua Test of Personality, the Children's 

Mamfest Anxlety Scale, the Coopersmith Self-Es~m Inventory, and the Behavlour 

" 
Symptom rating On these measures, improvement In psychologlc status over 1 year was 

judged to have taken place if the rnajority of the chùd's test scores increased. Improvement 

was noted in 60% of counselled ehildren, and 40.5% of control ehildren (P= 04, two 

wIed), and was greater ln low nsk (i e fewer problem) fanuhes 

Based on these favourable results, this program was subsequenÙy extended 

and adapted to the Speclalty clmlcs at the Strong Memorial Hospital ln Rochester, and 

whùe not obJectlvely evaluated, Il was described as "suecessful" (Rlce, Satterwhtte, and 

Pless 1977)1 Unfortunately, a comprehensIve report of results on mdlvldual outcome 

measures used In the lay counsellor study has never appeared In the hterature, and the 

summary descnpllon of "Itnprovement" versus "no improvement" on a heterogeneous 

group of measures (addressmg dtverse psychologIe eonstructs) does not do justice to the 

imagination shown in concelving the intervenllon, nor to the careful attentIOn paid to study 

deSign in the pursuit of intemal validity. 

Adler (1973) evaluated her own effectiveness as a counsellor to 10 ehildren 

with various musculardystrophies in al week camp study. In this study, whlch was 

apparently never published except as a disseJ1allon abstract, the expenmenter "spent the 

camp period interacting continually ... in ways designed lo toster social approval. maximiz.e 

use of potential abiltties, and encourage staff and peer group acknowledgement of exisllng 

talents". Based on her own assessment of human figure drawings and sociograms 

1 At this lime, a randomized controlled trial is in progress al the Boston Robert B. 
Brigharn Hospital. Lay family counseUors are providing psychosocial support ID ehildren 
with ehronic arthritis and their familles (personal communication, Pless 1986). 
Counsellors in this instance are older mothers of children who have, or have had, arthritis. 
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portraying subjects and their friends, she found that the experirnental group ., 
drawings indicated a four-fold dec~e in "emotional indicators" (signs of emotional 

disturbance based on the Koppitz standard rating scale), as weIl as a significant increase in 

developmentaI indicators, whereas controls showed no improvement in either area. 

Because this investigator apparently conducted all aspects of this study -

mcluding group assignment (method not staled), baseline and postintervetion measure 

administration, interpretation and scoring of results - u_ncertainty about the maintenance of 

adequate scientifie standards of objectivity remains. The report of sueh a draplatic 

therapeutic effect from a relatively nonspecifie and innocuous intervention, together with the 

sman sample size makes this study even less credible. 

Another camp study apparently employed no special intervention apart from 

the camping experience itself (MeCraw and TraVIS 1973) and involved diabeue eampers 

matched on age, sex, race, socioeconomie status, and durauon of diabetes, with control 

subjects, also diabetic. Using measures of self-esteem (Coopersmith Self-Esteem 

Inventory), and anxiety (Manifest Anxiety Scale), sigruficant improvement in self-esteem , 

was reported for females only. However, this study a1so suffered from severa! 

Methodologie shortcomings, partieularly questions about selection bias prior to, at, and 

following assignments (especially differential attrition), inadequate description of the 

intervention, and a lack of standardization of pre- and postintervention assessments and 

analysis. 

A small study of the longer term emotional impact of bacterial meningitis 
'. 

~ (Kupst et al. 1983) ls the only eontrolled evaluation of social worker effectiveness that 

could he identified in the context of childhood illness, chronie or acute. A social worker and 

a professional counsellor provided counselling and emotional support to familles in the 

period following diagnosis and during convalescence from bacterial meningitis. On 

measures of fanùly behaviour and coping, as weIl as ehild behaviour, the small sample size 

makes il no surprise that no differenee' was detected between intervention and control 

groups at 1 to 2 years following diagnosis. 



o 

o 

Uter.tu ... Revlew 12 

The most recent, and most scientifically acceptable intervention evaluation is 

the randomized controlled trial from the Bronx Municipal Hl!tspital Center in New York City 

(Stein and Jessop 1984a, 1984b, 1986). Over 200 chi1dren with a wide range df chronic 

disorders were randomized to recelve elther a comprehensive home care program or 

standard care. Home care focussed on the whole family and its needs, and sought to foster 

panent independence and to maximize rehabùitation and adjustrnent It was provided by a 

general pediatrician and pediatrie nurse practitioners Pretest-posttest assessments on a 

measure of child adjustment called the Personal Adjustrnent and Role Skills ScaIe (pARS 

In:and on a measure of maternal psychiatrie status (psychiatric Symptom Index), were 

condueted on three occasions - baseline (prerandomization), 6 months, and 12 r:nonths - for 

the 70 children in the appropnate age range. After adJustmg for pretest scores with anaJysis 

of covariance, home care subjects did significantly better at 6 months on both cruld and 

maternal measures, but the results were less Impresslve at 12 months. The mtervention was 

continued for an average of Il months. A recent addendum (Stein and Jessop 1986) 

proVldeS further evidence for the efficacy of thlS form of home care. At an average of 5 

years followmg randomlzauon, the 49 subjects available for retest on the PARS il yielded 

results with large and statistically significant scores favoring those who had received home 

care. Although this analysis is for only 49 of the original 209 subjects randomized (or of the 

70 reported in the 6 and 12 month analysis), and therefore requires caution in assuming 

freedom from selection bias (Gree~llJld J 9;'7), it offers gratifying evidençe for the 

pronounced, endurin'g, and above all, measurable benefit of comprehensive psychosocial 

care for children with CPD. 

There are at least two other similar intervention prograrns with pediatric nurse 

practitioners underway at present, although their evaluation is not yet completed (personal 

communication, Pless 1986). They will he referred 10 briefly since they underline both the 

recognition of the importance of psychosocial support, and the need for its ev~uation 

(Garfunkel 1986). One IS a controlled study in rural Northem Florida which compares 

nurse practitioner "outreach" psychosocial support with standard care for control children 
'" 
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from other counties. Although not restricted to children with chronie illnesses, aU subj~ts 

are from families receiving Crippled Children's Service benefits. The other is the New 

Yorle State Program of Coordination of Care for Chronically nI Children which employs 

nurse practitioners to coordinate services and provide sUPJX>rt to children with chronie 

illnesses. Fonnal evaluation of this~ service is in the planning phase, but it is irnJX>rtant to 

note that neither of these stumes employs randomized assignment of subjects. 

4. Modlfiers of Psychosocial Eunctlon ln Chronlc IIIness 

Understanding the distribution and detenninants of any disorder, and 
• 

particularly planning therapeutic and preventive interventions, requires knowledge of the 

prevalenee and potency of "causative" agents, and of the factors that change the relationship 

between the host and these agents (Cassell 1976). Rutter has identified several key 

problems in successfully preventing psychosocial disorders (Rutter 1982). First, ensuring .. 

that an effieacious intervention reaches its target JX>pulation. Second, understanding that 

short-tenn improvernents may nGt necessarily lead to enduring long-term benefits (Kagan 

1980). Third, recognizing the need to start interventions early in childhood, even though 

"critical periods" of dcvelopment do not exist. This is because patterns of failure, once 

established, tend to persisl . Fourth, explor~on of the eost-benefit aspect is important, and 

must take account of disadvantages, or side--effects of any intervention. Most 

fundamentally, however, Rutter reminds us that bridging the gap between the identification 

of a damaging factor, and knowing how to eliminate or reduee its effect, is the fmt and 

crucial step. 

Bearing this in mind, it seems appropriate to review the evidence for 

modifiers (or risk factors) of psychosocial function in chronic illness. Broadly speaking, 

candidate modifiers can be conceptualiz.ed as persona! or environmental. Persona! factors 

include demographic and biologie characteristics, together with individu al susceptibility. 

Environmcntal factors can be thought of as being in the social, or medical environment 

(Table 5). 
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Table .5: Candidate modifiers of psychosocial function in ehildhood chronie illness. 

1. Demographie Factors 

2 Biologie Factors 

3.Indivldual Susceptibihty 

4. Social EnvironmentaJ Factors 

.5. Medical Environmental Factors 

age 
sa 
socioeconomic statuS 

type of disorder 
brain involvemem 
severity 
visibility 
unpredictabiJity 
ageofonset 
durarion of iIlness 

locus of control 
personality 

\ 

family funetioning 
parenJal psychologie state 

contuuuty of care 
accesstoeare 

Demographie factors: The risk of emotional problems in the general populanon 
-. 

increases with age (Rùiier, Tizard, and Whitmore 1981), and the sarne is true for children 

with CPD (pless, Roghman, and Haggerty 1972). Boys are at greater risk than girls 

,(Rutter 1982), but specifie interactions with chronic illnesses have only been recorded in a 

few situations, notàbly girls with hearing impairment, and boys with congemtal heart 

disease (Helier et al. 1985). Data from the 1970 British birth cohort indieate that families 

with disabled children were significantly more likely 10 he living in suboptimal housin,g 

circumstanees (Cooke and Lawton 1985), while others have shown that there is a prominent 

association between economic stress and psychosocial outcomes (Stein and Reissman 1980; 

Stein and Jessop 1986). 

Biologie factors: The notion that risk of.psychosocial disorder is linked to specific 

disease entities has not becn supported by the bulk of evidence from both adult (Cassileth et 

al. 1984), and ehildhood studies (Pless and Pinkerton 1975; Stein and Jessop 1982; Breslau 

1 1985; Heller et al. ~ 98.5). Th~ been sorne suggestions that children ~th psory 
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impainnents are at increased risk with respect to children with other MediCal disorders, but 

the evidence is scanty (Haggerty, Roghrnann, and Pless 1975; Pless 1984). There is, 

however, abundant evidence that celebraI involvemcnt (especially mental retardation) in 
\. 

CPD is an important predictor of ernotional problems (Rutter, Tizard, and Whitmore 1970; 

Steinhausen and Wefm 1976; Breslau and Marshall 1985; Breslau 1985). Pless and others 

advocate the so-called "non-categorical" approach to the study and management of 

psychosocial consequences of chrortic illness, emphasizing the commonality of the chronic 

illness experience for children (P}(;ss and Pinkerton 1975; Stein and Jessop 1982). 

Enthusiasm has not beetl sustained for the notion of a specifie 

psychosomauc causal relationship for disease (Moos 1979). It should he noted" though, 

that even sophistlcated studies of large birth cohorts hav~ not capitalized on the strengths of 

the prospective longitudinal design to tease out the temporal relationships between disease 

onset and the evolution of emotionaJ symptoms (Nolan and Pless 1986). 

The relationship beiween disease severity and the risk of psychsocial 

disorder is less clear (pless 1984). Recent studies provide conflicting evidence about this 
, 

association, and a large part of the problem relates 10 the lack of a standardized severity 

index or healtlt.itatus instrument, particulary one that is valid 'and reliable across disease 

categories (Eisen let al. 197~; Williams 1979; Newacheck, Hallon, and Budetti 1986). In 

the Monroe County survey (pless and Satterwhite 1 975b ); a measure of severity based on 

parent report of interference with daily activities was used (pless and Graham 1 ?70), 

together with multiple measutes of psychosocial maladjustmenl "Only in one, half of the 

measures (was there) a direct relationship between the severity_ of the disability and the 

frequency of maldjustmenl In most o~ the others the relationship (was) curvilinear, 

maIadjustment being more frequent in the severely disabled and the nondisabled groups, 
• 

and less in those with inte~te Ievels o~ disability" (pless and SatteIWhite 1975b:88). 

This same phenomenon was noted in a sample of children with chronic 

arthritis (McAnarney et al. 1974). In studies of chi1dren with asthma and cystic fibrosis . 

(Steinhau5en and Schindler 1981; Steinhausen, Schindler, and 'Stephan 1983), Severity was 
, . , 

\ 
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the most important predictor of psychopatho~ogy in cystie fibrosis patients, but not arnong 

patients with asthma, after controlling for measurcs of family functioning and life evcnts. 

Similarly, Harper (1983) found no evidence of a linear rclationship bctwcen dcgrcc of 

imp,airrnent in adolescents with muscular dystrophy and other orthopedie problems, and 

scores on the Minnesota Multiphasic Personality Inventory In contrast, McNichol er al. 

(1973) studied a cohon of children aged 7 to 14 years, and reported that ·'bchaviora.1 

disturbances occurred more often and al a staùsùcally significant level only in the small 

group of children with severe and conti'nuing asthma". Gath er al. (1980) nOled that poor 

diabetic control was directly rclated to psychiatrie disorder and reading retardation, but 

again, this cohort study faiJed to address the issue of the temporal sequence and its 

relationship to causali ty. In an«ther cohort study, HelIer and her associates (1985) 

assessed ch..tldren with congenital heart dIsease, cleft lip and palate, and hearing impaument 

on two occasions, one year apart. They found that disease seventy (on a simple 3-point 

ordinal sca1e) was d.irectly related to both the persistence and onset (over the one year 

period) of maladJustrnent as asscssed by'the Child BehaVlOr ChecklIst of Achenbach and 

Edelbrock (1983). Data from the home care study of Stein and Jessop indicated that 
1 

psychosocial disorder was not rclated to t:raciIuonal medical morbitity measures (days 

hospitalized, bed days), hut was related 10 school absence and functIonal impainnent on 

their own measure of functional status (Stein and Jessop 1984b,d). 

One possible clue to undentanding the apparently conflicting evidence in 

relation to disea~e severity cornes from a consideration ot the disorder's "visibility" :.Jn a 

prevalence survey of 2,454 randomly selected adult applicants for disability benefits, Zahn 

(1973) found that physical characteristics that clearly indicated the presence of sickness or 

disability were associated with beaer interpersonal relations (Le. self-assessment of family, 

peer, and other relationships). Furthermore, in a study of young adult survivors of 

~d-stage renal disease, Beek et al. (1986) showed that visibility (cushingoid appearance, 

obesity, scars, orthopedie aids, short stature) was inversely correlated with içlentity stability 

(on a self-image scale) and social maturity (on the V..iDeland Spcial Maturity Seale). Finally, 
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Jesiop and Stein (1985) analyzed results from the total cohort of 209 children who were 

participants in their randomized trial of home care (Stein and Jessop 1984~c) and found that 

on a variety of measures of psychosocial function, it was children with nonnaI appearance 

who had poorer outcomes on three-quarters of the significant analyses of variance. The 

mothers ?f children of nonnaI appearance were less satisfied with care, and the condition 

was reported to have greater impact on the farnily. The6e mothers also bad more psychiatrie 

symptams, and their chiidren were reported ID have poorer f~ctional status. 

Pless (1984) has argued that the degree of visibility of a disease, and the 

likelihood that this forces the child ta recognize himself as a "disabled person" is the force 

behind this process. The ambiguity produced by a "marginal" state, or personal indecision 

about incapacity, was fml elaborated by Wright (1960). A related phenomenon is the 

impact that the unpredIctability of a disease process might have on psychosocial function. In 

the analysis of the home care intervention data by Jessop and Stein (1985), it was found that 

mothers of children with conditions where it was necessary to watch for, or expect change, 
/ 

perccived a more negative impact of the illness on the family and had more psychiatrie 

symptoms themseives. 

UnfortunateIy, the important question about the role that age of onset of 

discase plays in modifying the effect of psychosocial disorder has not been addressed by 

appropria te empirical investigation, and the sâme applies to duratio~ of illness particularly 

after controlling for age, and age al onset, effects. 

Individuel 8U8Ceptlblllty: The characterization of personality characteristics that modify 

the risk of emotional problems in the face of illness-imposed stress is rendered difficult in 

studies of children and their families that take place after the diagnosis of the disease has 

been made. Studies such as that of Perrin and Shapiro (1985) identify the differences 

between healthy and diseased populations on such characteristics as health locus of control. 

They interpret their observations (Le. beliefs in the control of their health by chance and by 
" 

powerful others were significantly stronger in children with cbronic illnesses, and their 
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parents than among healthy children and their parents) as the efJecrs of the chronic 

disorder, and its management. The conclusion about the direction of titis putative 

cause-effect relationship seems premature to say the least, and evidence from large scale 

prospective studies is awaited before an unbiased assessment of the role of individual 

predisposition can he made. 

Social envlronmental factors: The social environment, or "psychological situation" 

(Barker et al. 1978), is a concept that grew out of the intellectuaI tradition attributable to 

social psycholgists Kurt Lewin and Egon Brunswick (Moos 1979). It specifies the 

influences that parents, teachers and other children have on a child's behavior. Realization 

of the importance of the family "microenvironment" has led to attempts to measure "family 

functioning" which have resulted in the development of several self-report instruments that 

have been used, usually cross-sectionally, in chrome illness populations. Although there is 

no entirely satisfactory measure of fanilly function, there does seem to be abundant evidence 

that family dysfunction is associated with emotional problems in these children, but again, 

the direction of the relationship remains uncertain (pless, Roghmann, and Haggerty 1972; 

Pless and Satterwhite 1973; McNichol et al. 1973; Friedrich 1979; Lewis and Khaw 1982; 

Steinhausen, Schindler and Stephan 1983; Sabbeth 1984; Kovacs et al. 1985). Even -
studies with prospective data that antedate the onset of CPD have not provided the necessary 

temporal evidence to dissect the risk that family dysfunction confers for emotional 

problems, apparently the result of confusion about the importance of clearly def'ming causes 

and effects in this area. This applies too, to the association of maternaI psychological 

distress with the presence of childhood CPD, another weIl docume~ted association based 

mainly on cross-sectional studies ( Tew and Laurence 1973; Gaytof. et al. 1977; Friedrich .. 
1979; Burden 1980; Breslau, Staruch, and Mortimer 1982). British cohort data do show, 

however, that familles with disabled children general1y fail to receive as much support from 

relatives, friends and neighbors (Cooke and Lawton 1984). 

Medical envlro~mental factors: In chronic iIlness, the medical environment is 
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conceivcd of as a subset of the social environment The impact that components of the 

health care system have on child psychosocial function bas been explored mainIy for acute 
.1 _ ~ 

illness, especially in relation to preparedness for surgery \ (Skipper and Leonard 1968). The 

importance of patient and parent education with respect to psychosocial function in chronic 

illness bas been emphasized (Van Vechten, Satterwhite, and Pless 1977), but this has not 

yet been subjected to thorough empirical investigation (Nolan ei al. 1986). Satisfaction with 
, ' 

care bas becn studicd in chronic illness, and it appears that seeing the sarne doctor is 

associated with improved satisfaction with specialty care (Breslau and Mortimer 1981; 

Breslau 1982). 

5. Social Work intervention 

Mental health services are provided to chronically ill children and their 

a familles by a wide range ;f professionals, including nurses, psychologists, psychiatrists 

and social workers. There is considerable variation between centres and sub-specialty 

clinics in the way services are provided and to whom they are available. The lay counsellor 
< 

and home care interventions described above are examples of relatively unusual or 

innovative approaches ID providing care. The relatively ubiquitous involvement of social 

workers in the care of children with chronic illnesses underlines at the sarne time their 

appeal when designing,a "new" appl-oach to the reduction of psychosocial disorder, and 

also the need to evaluate the effectiveness of social workers o~rating in this contexl The 
.... 

traditional l'Ole for social workers has been to organize and mobilize existing resources, but 

the modern social worker is involved in the assessment of barriers to social functioning, and 

intervention to expedite behavioral changes (through psychotherapy for example) as weIl as 

changes in social conditions (Travis 1970; Rudolph et al. 1985). This metamorphosis bas 

evolvcd in the absence of controlled evaluationc of practice ped'ormance in any context, 

espccially in childhood chronic illness. There have becn calls from inside the social work 
. 

profession te conduct such research (Rudolph et al. 1985), and from outside (Rutter 1982), 

and these calls played a part in the decisioD to conduct the present study. 
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Contemporary social work prac~ce has its theoretical basis in a numbcr of 
, 

social and behavioral models. This is not surprising, given the multifaceted and eclectic 

nature of the social work role. Briefly, a popular general model of psychosocial functioning 

that is both aQvocated and practised widely, is a psychosomatic-ecologicaJ model 

(Lipowski 1973) which views people in dynarnic interaction with,their environment -
. 

physical and-social (Moos 1979). In the social work context, the "case" is conceptualiz.ed 

as the patient and the relevant features of his "life space", including the health organization 

(Germain 1977). The harmony, or "fit" between people and their environmenl$ can affect, 

and is in turn affected by, theirhealth (Coulton 1981). Coulton theorizes that 

"person-environment fit" refers to the degree of congruence or correspondence between an 

individual's needs, capabilities, and aspirations and the resources, demands, and 

opportunities characteristic of the environment" (Cou Iton 1981 :26). 

The candidates for modifiers of psychosocial function in childhood chronic 

illness (Table 5) May he incorporated into this theoretical perspective (Figure 1). 

Components of both environmental and personal systems interact ahd jointly impinge on the 

child, wbose perception of these factors resu]ts in arousaI which in turn motivates 

adaptation efforts. To the extent that these are successful, adaptive or maladaptive change in 

both physical and mental functional status will occur. These changes transact with the 

environmental system.s in dynamic interpl;lY (Moos 1919). In practical tenns, the tasks for 

the social worker providing assistance to a child with a chronic illness and his family 

inc1ucie: 

i) 

ü) 

ili) 

iv) 

v) 

vi} 

-

enIarging problem so]ving and coping abilities, 

obtaining physical resources, 

making organizations responsive, 

facilitating iRteractioiis between the,patient and other individuals in bis 

environment, 

improving communication between the patient, family and the institution, 

influencing !OCial and environmental policy (Rudolph et al. 1985). 
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Figure 1 Ecologlc model of psyCOOSOClal funcuon 10 cluldhood chromc Illness 

An important theoreucal. unplJcauon of the social work role is the capacity to prevent as weil 

as ~t emotional problems. TIus IS not a common or conventlOnal situaUon for the hospltal 

social. worker, due largely 10 severe constraînts in availabIç staff and Ume and the 

simultaneous heavy demands of CriSIS Intervention, particularly an ever increasing need for 

the ~hild protection role. Nevertheless, it was proposed that the SOCIal worker had the 

professional training and expertise necessary to undertake the dual role of treating and 

preventing emouonal problems. Prevenuon here was defined ln terms of both pnmary 

(preventmg the onset), and secondary prevention (prevenung the progression) of 

l>sychosocial. dlsorder (Feinstein 1985) The approach 10 the evaluauon of success ln 

acluevmg prescribed outcomes was conceived in tenns of effectiveness, rather than 
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efficacy, and Lo thlS extent, thlS study IS, accordmg the conceptualtzation of Schwartz and 

Lellouche (1967), a pragmanc rather than an e.xplanatory exerclse. In particular, there was 

a deliberate attempt made to restnct the interventlOn to the usuaJ practIceS of social workers, 

wlth the excepuon of an lnCTeaSed emphasls on preventIon ThIs would maxinuze 

generaIu.abll1ty of the results, and demonstrate the effectIveness of the mterventIon 10 a 

structure that IS already large1y ln place 
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Study Hypotheses 

The pnncipal quesl.Jon addressed by this study was' to what extent does 

counselhng and support for familles by SOCial workers reduce or prevent psych~edal 
!, 

maladjusttnent arnong children with chromc illncss? Prior to its commencement, it was 

predlcted that, compared to the effects of standard care ln the control group, social work 

mterventlon would result in 

i) a lower overall prevalence of patIent maladJusonent, 

11) more maladJusted patients becorrung adJusted (therapeutIc, or 

"curau ve" effect), 

U1) maladJusted pauents demonstratrng supenor Improvement ln 

behavlOr, lITCS~Cl.Jve of whether or not they are no longer maladJusted 

(seconda1 preventIOn effect), 

and, IV) fewer adJusted patIents becoming maladJusted (pnrnary prevention 

effect) 

It was reasoned that these positive changes would be assoclated Wlth improvements in the 

child's percelved competence, especially in relation to general self-esteem and perceived 

physical competence, and also in improvements in maternaI psychological state and farnily 

functioning. Furthermore, it was predicted that these healthy changes would result in 

fewer contacts with other health service providers. 

Q 
J . 
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1. Design 

A random assignment 2-group parallel comparison, with pretest and po',ttest 

was the design chosen to evaluate the effectiveness of the intervention. Such a randomized 

controlled trial maximizes the tnternal validity of any assessment of an interventior 

(Campbell and Stanley 1963) The interventIon group received counselling and social 

support from social workers. A control group received no special social services. They dld, 

however, recelve a "neutral" stimulus to control for the increased'contact with the !--()SPltal. 

An outlJ.ne of the study procedure is depicted in Figure 2 

'" 
~ 

Random assignme 
worker 

1 Eligibility 

1
0 

Consent 

Baseline measures 

Strati fication 

Random assignment to group 
-. 

to social 

6 months' intervention Il Control stimulus 1 

~=====4=m==0=nili==d=el=a=y======~I~I======1=O=m=0=n=ili=d=e=la=Y======~I 

2nd measurement 

Figure 2: Study Protocol 

Following assessment of eligibility, and after infonned consent hed been 

obtained, subjects were interviewed and baseline measures adrninistered. Subsequently, 
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subjects were stratificd by the dllnic from which they had bcen recruited, and randomly 

assigned with equal probability to eithcr intervention or control group. Intervention subjects 

were randomized a second time within clinic strata ~ one of 4 tdy social workers who 

would deliver the intervention over the subsequent 6 month period. There was a 10 month 

intcrval between baseline (rime 1), and second measurements (rime 2). This meant a 4 

month delay from cessation of social work contact to the time of the second assessment for 
~ 

intervention subjects. A detailed description of each step of this procedure follows. 

2. Study Population 

Selection proce88: Subjects were selected from Il specialty clinics at the Montreal , 

Children's Hospital (MCH). These climcs were chosen to be broad.ly representative of the 

full spectrum of chronic physical disorders. The ratlonale for this choice was based on a 

desrre to reasonably represent thlS spectrum, but not upon any specific a priori conviction 

about need for assistance, or risk for psychosocial disorder by patients with any particular 

condiuon. The heads of the se dimcs were contacted and persuaded to allow their patients to 

be considered for the study. Outpatient clinic appointment lists, clinic records and ~rsonal 

files from these clinics were used to identify potentially eligible subjects. Only currently 

enrolled patients were identified. This meant that appointrnent lists for the preceding 6-12 

months were screened for candidates. 

Inclusion and exclusion crHerla: The following eligibility cri~ria were dictated by 

constraints imposed by the outcome measures (as-e. sensory impairment, cognitive capacity, 

language); by the need to obtain as clear an estimate of treatment effect as possible, 

uneontarninated by pre-intervention social interventions; and by logistic factors relating to 

both the intervention and follow-up of subjects (urban residence, swvival for study 

duration, language). Most imPÔrtantly. eligibility required the presence of a ehronic 

physical disorder. 

1. chronlc phyaJcal dl80rder: Subjects were required to be actively followed in a 

specialty clinie for a physical disorder of at least 3 months' duration. Follow-up was 
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considered "active" ifreturn appointments had been made on al least an annual basis. 

b. age: At the tirne of enrolment, subjects had to be between 4-15 years. This 

constraÎnt was defmed by the main outcome measure (Child Behaviour Check1isl or 

CBCL) which had been validated for children aged 4-16 years. and glven the elapsed 

time between fml and second measurements. the oldest cohort members would he 

within the reference age range. 

C. Montreal urban resldence: Because of budget restricbons for the assessments, 

and realistic working conditions for the mtervention SOCIal workers, subJcct residence 

was restncted to the Montreal urban region 

d. normallnteUlgence: The child behavlOur and perceived competence measures 

had been validated for chrIdren without mental retardation Hence, eliglbihty was 

restricted 10 children attendmg normal school, and known ID he mentally competent 

e. absence of severe sensory Impalnnent: Chlldren with profound deafness, or 

who were blind were excluded because the percelved competence measure had been 

validated only for children who could see or read the questionnau-e, and hear the 

interviewer's instructions. 

1. language: French anël English are the Wjrkmg languages in the Montreal 

Ghildren's Hospital. Bllingual social workers were required for the study, and 

measures were translated mto French. At least one parent, and the child were 

therefore required to speak either French or Enghsh. 

g. survlval: Subjects thought by cHnie personnel unlikely to survIve 1 year from 

enrolment were considered ineligible to minirnize attriti!ln from the cohort. 

h. prior Intervention: To minimize carry-over contamination of any effect 
<oJ 

observed during the study period, families receiving psychotherapy or active social 

support in any form from a psychiatri,t. psycho~gist, social worker, nurse or other 

counsellor in the 6 months prior 10 assessment were excluded prior 10 randomization. 

ln addition, potential subjects were asked if pre-existing arrangements or contracts 
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with other mental health dl' social service agencies meant that study social work~ 

would not be used during the intervention period, and if so, they too were excluded 

The receipt of govemment or other fmancial benefits and similar fonns of economic 

assistance did not affect eligibility. 

Sample .Ize and power: Sample size estimates were based on group prevalence ,of 

maladjustment (on the prinCIpal outcome measure, decsribed below) at the post-intervention 

assessment In addition, power calculations were carried out using continuous scores on. 

the principal measure. 
. 

•. prevalence eatlm'ate8: It is conceivable that the intervention cou Id exert both a 

therapeutic and a preventive effect. Individuals abnormal at Tirne 1 (baseline, or 

prerandomization measurement) could become normal t-y Time 2 (postintervenuon 

measurement), white individuals who were normal al Tirne 1 cou Id be prevented from 

becoming abnonnal at Time 2. Previous experience based on a similar cohort of patients 

with CPD (HelIer et al 1985), using the CBCL, suggested that the baseline prevalence of 

maladjustment would he in the region of 15%, and without intervention over the succeeding 

year could deteriorate to between 20% and 30%. Sample size estimates were calculated 

using l-tailed a-values of .05 because it was not reasonable to expect that social workers 

would foster maladjustment The most likely result was considered ID be a sirnultaneous 

i therapeutic and preventive effcct such that intervention would result in a reduction in overall 

maladjustment prevalence from 15% at Tirne 1 to 10% at Time 2, while the control group 

prevalence increased from 15% to 20%. This represents a 33% change in cach direction, or 

a 10 percentage point difference (.10 versus .20) in the Tirne 2 prevalences of 

maladjustment for intervention and control groups respectively. Sample sizes estimates 

were obtained from the Tables of Fleiss (1981). These in tum 'are calculated from this 

formula: 



where 

n ::: 

n' is the sample sizc estimate per group, 

Z IS a' cntical value of the nonnal distribution, 

a is the probability of a Type 1 error, 

P is the probability of a Type II error, 

Za is the Z-value for a (2a for 1 tatled estimates), 

Z~ IS the Z- value for P (m the lower taIl only), 
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1t1 is the hypotheslzed proportion achievmg the outcome In the Intervention 

group, -
1tc the hypothesized proportIon achlevlOg the outcorne in the control group, 

and 1t IS (1t, + 1tc)12 

The following sensltivity analysis (fable 6) dlsplays sample Slze estlmates 

and power for the scenario described above (on hne 1 of Table 6), together with 20ther 

possible outcornes where there would be no change in the baseline prevalence for the 

intervenuon group, but a 10% to 15% point deterioration in the control group. On the baSlS 

of these estimates, a total sample size of 350 (175 peT group) would he needed to achieve 

80% power. In other words, with this sample size and a l-tailed a set at .05, we could be 

Table 6: Power based on prevalence of maladjustment on CBCL, a = .05 (l-tailed). 

Baseline Prevalence Post-intervention Prevalence 
of Maladjustment of Maladjustment Power 

(both groups) Intervention Control N per group (1-(3) 

.15 .10 - .20 176 .80 

.15 .15 .25 151 .65 

.15 .15 .30 144 .90 

" 
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80% certain of not missing a 5% change in both directions fot intervention and control 

groups. Power was somewhat less satisfactory (65%) for a situation in which there was no 

change in overall prevalence in the intervention group but a 10 percentage point difference 
r-----

with respect to the control group. There was adequate power (90%) to detect a difference 

greater than or equal to 15 percentage points. 

b. contlnUOUloutcome.: Using the behaviour problern summary T-score from the 

CBCL as a continuous score confers the advantage of the extra information that 

categorization ignores. The power analysis used for fuis approach was that described by 

Cohen (1977) in which a stanclardized effect size is the parameter of interest For 2 

independent sampI es, the effect size (d) is the difference in their arithmetic means (rnrl11c) 

standardized by the (common) standard deviation ( (J ), which is: 

d = 

( CT 

where th,e units in the numerator and denominator cancel, and the effect size is seen in terms 

of units of common standard deviations 1. U sing the power and sample size tables of Cohen 
• 

(1977: Tables 2.3.2 and 2.4.1), the following estimates were obtained for a sample si.ze 

between 160 and 170 per group (Table 7~. 

Table 7: Power to detect specified effect sizes with 160-170 subjects per group. 

Effect SiiF(d) 

0.2 
0.3 
0.3 

Power (1-~) 

.69 - .73 

.85 - .88 

.92 - .94 

1.2 Footnotes at bottom of next page. 

a 

.05 (l-tailed) 

.OS {2-tailed) 

.OS (l tailed) 
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Therefore, a sample siz.e of 160 -170 per group is adequate~ (Pôwer .69 - .94) to decect a 

SInall effect siz.e of 0.2 to 0.3 with a 1-talled a of .05. 

3. Enrolment Procedures 

Consent and ethlcal conilderatlonl: .With any comparative trial, there are separate +' 

issues of consent for intervention and control statu~. Consent to participate in the study as 

an intervention subject irnplies consent to be submitted to the procedure under investigation. 

ln this study, the social work intervention represented no risk tolife or health (as indieatcd 

by the unidirectionality of the null hypothesis), and was an "overlay" of services above and 

beyond existing clinic resources. In the control group, subjects were provided with 

continued access to all the usual clinic and hospital services, so that there was no question 

of withdrawal of facilitIes, and no threat to life or health. 

Il was, however, anticlpated in the planning phase of this study that completing the 

behaviour problem questionnaires could result in sorne parents recognizing problems that 

had not surfaced previously. As a precaution, clinic staff were made aware of this 

possibility prior to the commencement of the study. Consent forms in English and French 

(Appendix 2) were signed by the mother or father or both parents at the time of the fml 

interview, following fmal screening for eligibility. and before baseline measuremenl 

Assessment of ellglblllty: Screening for eligibility prior to randomization was carried 

out in four phases (Figure 3). Identification of subjects from computeriz.ed outpatient 

appointment lists and clinic records was followed by age and diagnosis screening. Access 

to the centralized hospital patient computer data base provided information missing from 

1 Cohen (1977) has related effect size 10 well known differences between groups to assist in 
understanding what small 10 large effect siz.es might he. For example. a small effect lizc (d 
= 0.2) represents the difference in mean IQ be~een twins and nontwins. or the siz.e 6f1he 
diffei"encc in meah height between 15 and 16 ~ear old prIs. A medium effect siz.e (d .. 0.5) 
is one large enough to he visible to the naked eye. and IS equivalent 10 the difference in 
mean IQ difference hetween holden of the Ph.D. degree and typical college freshmen. or 
the mean difference in height between 13 and 18 year oId girls. 
2 The summary behaviour problem T-score on the principal outcome measure, the Child 
Behavior Checklist, is a standardized score with a standard deviation of 10. An effect siu 
of 0.2 common standard deviations is equivalent 10 2 p>ints on dps scale. 

. ... 
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PHASE 1 ~ 

PHASE Il Structured Telephone Interview 

PHASE/II PUSDMl /",,,.,iJf"-'l Questionnaue 

PHASE IV 

-r' 
Pœtrandomiz.ation Detection of Ineligibility 

Figure 3: Eligibility screening 

ouq,atient and clinic records. In this preliminary phase (phase n, subjects who were seen 

in clinics for once-only consultations, and who were not given follow-up appoinunents, 

were excluded. Similarly, home addresses outsidc the Montreal urban region and age less 

than 4 or greatcr than 15 years resultcd in omission. If the head of the clinic, or clinic 

co-ordinator were aware of current or recent psychosocial assistance being provided to a 

family, it was excluded. More than 800 subjects were considered at this stage, ofwhom, 

615 were thought to be eligible, and weremailcdanin~uctoryletter(Appendix2).This 
introduced the study, and informed them that someone would tclephone within 1-3 weeks to 

. , 

.) 
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arran,e an interview. 
, 

The telephone call represented Phase n of the screening process, and 

consisted of a Sb'uctured interview(Appendix 3) which was conductcd by a trained 

interviewer who probed for infonnation about type..of school attended by the subject, 

presence of sensory impainnent, language spoken and whether psychosocial support ras 
being received. If still considered eligible, and if verbal consent was given by the parèn~, 

,00 

an appointrnent was made by the interviewer for a home ViSIt, usually within 1 to 2 weeks. 

The home interview (phase ID) began with further specific questions 

(Appendix 4) about recent psychosocial support. Fin all Y , where questIons about eligibility 

had arisen during this interview, a fmal review (phase IV) was undertaken by the project 

administrator and the principal investigator (TN). ln sorne cases, referral back to clinic staff 

or to the hospital record was necessary to confrrrn the presenee6f a chromc disorder, and in 

others checks were made with the Social Work Department about the extent and timing of 

social services. Following the screening process, 474 subjccts remained eligible. 

Basellne Bssessment: This assessment took place at the fmt home interview (sec Figure 

2), and since this was a pretest-posttest design, it included prerandomization administration 

of outcome rneasures (see Section 5, beld;.). This interview was conducted by a trained 

interviewer using a standardized questionnaire (Ap~clix 4). The respondent was the 

. 'mother in 88%, the father in 4% of cases, and both parents in 7%. Data were collected on a 

range of demographic variables, the details of which are given in Results. 

Stratification, blocking Bnd atudy group Bsslgnment: A decision was made to 

stratify subjects by the clinic from which they had becn recruited to avoid the chance 

occurrence of an imbalance in the number of subjects within individual clinics in each 

assignment group. Although specific diagnosis was not considered an important prognosbc 

factor for psychosocial maladjustment, il was fell that published results would he more 

credible to the practicing clinician. Accordingly, 11 strata (for the.11 clinics) were 

consb'ucted and subjects were randomized with equal probablility. following baseline 
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assessment (see Figure 2), to either intervention or control group A block size of 8 was 

employed to further prevent imbalance Wltlun strata, and the whole procedure was carned 

ou t usmg the PLAN procedure in the SAS statisncal package (SAS InstItute 1985) 

For subjects assigned to mtervention, a second randomu..ation (Wlth block 

Size of 4) to one of four study socIal workers was camed out, preserving the dmlc 

straUfication. This meant that cach of the four social workers was asSlgned approxunately 

equaJ numbers of subJects from each dmlc. The randonuz.atlOn procedure was carned out 

10 the followmg manner The principal invesugator prepared ~e randonuzanon schedule , 

Wlth the PLAN procedure and the project adnurustrator transferred the schedule from the 

computer pnntou,t to a record book, Wlth separate sectIons for eaeh of the II clIrues As 

10tervlewers returned questlonnarres, they were vetted by the department secretary for last 

mmutc excluslOns due to inehglbÙlty, and catalot: .ed, by dmlc, m order of arnval at the 

office ThiS sequence was matched to the randonuzatIon schedule, WlthOUt alteratlon, by 
, 

the project adnunistrator Nelther she, nor the secretary were penrutted any alteratlon elther 

to' arnval sequence, or to the randonuzanon schedule Lists of subJect details- were prepared 

in batches as they became avallable for the SOCIal woTkers These hsts contained names, 

addresses, phone numbers and clinic names The order of names on these lIse; was in the 
) 

sequen~e that interviewmg had taken place, that is approximately JO weeks from~e flfSt ut 

the last subject 11U5 order was, broadly speakmg, the order ID which sq:ial workers 

contacted familles A copy of the list of intervention group subjects was kept by the 

secretary in the social work department. She was mstrueted to monitor all new referrals to 

that department (apart from those to study SOCial workers), and to noufy the prinCipal 

invesugator if a referred patient was a study subJect This procedure was deslgned to aVOld 

co-intervention within the intervention group, over and above that prescribed for the ttudy. 

As it happened, thlS did not occur. 
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4. Intervention 

Description and schedule: The mtervenuon, namely social support and counselltng, 

was provlded by 4 social workers based at Ù1e Montreal Chlldreo's Ho~plldl A minimum 

lntervenllon was defined to ensure umfonmty of a basIc level of support to aH familles, but 

social workers were at hberty beyond thlS rrummum to engage ln whatever actlvity they , -. ~ - ... 

cf~cred appropriate and necessary for Ù1eir clients 1111S mcluded "~pward" referral to 

psychlatnc or psychologlcal personnel, or to commumty-based health professJOnals 

The cntena for nuoimutn intervention were 

1. a 6 mon th penod of attachment, 

Il 2 persona! contacts WIÙ1 the chtld and parent, 

111 a home assessment (whlch cou Id double for one of ù1e personal 

contacts), 

IV. monthly telephone caIls, 

v contact WI th the whole farruly, includmg faÙ1er and other slbhngs. 

Fundmg was avatlable for two full-ume equlvalent posItions The decI~lon to hlre 4 social 

workers on a half-ume baSlS was made to reduce the dependence of.obscrved effects on 

mdlvldual social workers, and to provlde more flexlbùe workmg houTS 

Recrultment and description of social workers: Four social workers (3 females and 1 

male) were recrulted from the Vùle Marie Social Service Agency, the department within the 

Quebec Provincial Department of Social Affarrs responslble for professIOn al staffing of 

hospitals and social welfare agencies In the region served by the Montreal Chlldren's 

Hospital Attempts were made te htre social workers already employed by MCH, but 

problems with l05S of seniority t ovemme requirements and lack of sUltable applicants 

necessitated seeking workers through Ville Marie. Applicants were interviewed by the 

heads of Ville Marie and the Department of Social Services at MCH. Selecuon was based on 

the usual requirements for pedJatric social workers These mc1uded personal 

characterisucs, relevant experience, bilingual proficiency t and formal qualifications. Details 

.1 
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of the four SOCIal work.ers hired for the study are given in Table 8 

Table 8: Social worker characterisbcs. 

Social Worker Age 

2 

3 

4 

40 

40 

32 

31 

Sex Quahfication Experience 

F ,. Master of Social Work 4yr hospital, institutional 
and private adolescent and 
family services. 

M 

F 

F 

Bachelor of Social W ork 1 yr pri vate practice. 

Master of Social Workt 2yr in mental health and 
planned parenthood 
settings 

Bachelor of SOCIal Work lyr general hOSPltal, 
lyrMCH. 

tMaster of SOCial Won awarded dunng study penod. 

These social workers were hired for a 9 mon th penod to aIlow for trairung and accrual of 

their clientele, together with an opportunity to complete records, c1imcallogs and study 

questionnaires relating te mdividual clients following completion of the attachment penod 

Training: Special training was kept to a minimum. As outlined in Section 5 of the 

Introduction, the decision 10 focus on social workers as the providers of the intervention in 

this stl1dy was made because, unlike nonprofesslOnal family counsellors or even public 

health nurses, they are already part of the health care system which is broadly responsliNc 

for the psychosocial needs of children with chronic cliseases and their familles. Therefore, 

afler taking accounl of the specifie aims of the intervention under investigation, it was 

considered importanllO replicate as closely as possible the conventional mode of social 

worker professional acti vity. 

A two-phase orientation and training schedule began with a 2 hour briefing 

period by the principal lflvestigator. project adrninistrator, the head of the Social Services 

Department and the two senior supervising social workers. Study social workers were 
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given a copy of the study protocol with all sections relatmg to outcome measures, analysis 

and references deleted They were introduced to the notJon of the non-categorical approach 

to chronic llLness, and their preventJve role was emphasized Primary emphasis was placed 

on promoting child self-esteem. Secondly, the importance of fostering a realistic perception 

of personal strengths an, weaknesses, and of creating a better understandmg of the true 
" 

nature of the disease impact on children, cspeclally the way m which indlviduaI patients 

ffilght feel they were percel ved by others, was emphasized. This approach was of course 

complementary to the specific therapeutJc role of dealmg wlth immedlate problems. 

The parent (especially maternal) role 10 dealing Wlm the dtfficulties of a 

chromc Illness was also a speclfic focus Developmg posltJve, adaptJve patterns of 

intra-fanuly communicatIOn was seen as an Important targel 50 too, was facilJtatmg 

communication Wlth clmic staff, especlally in relatIOn to informatIon about the medIcal 
( 

aspects and future implIcations of the child's condItion Mmllnizmg the economic impact of 

the Illness was speclfied as a major, pracucal contnbution to he achleved where possible 

through the appropnate, resourceful utlltzatlOn of hOSPltal, community and govemmental 

aid. 

The second phase of the tI"almng penod was supervised by senior SOCial 

workers from MCH, and included farniharizing the soctal workers with the operating 

procedures and policies of the hospital service. Medical records for aIl patients were 

studied, summarized and dlscussed with supervisors by the study SOCial workeTli prior to 

the fmt contact. 1 

Supervision and qusIHy control: A semor MCH departmental social worker acted as 

supervisor for the 4 study social workers. She conducted weekly group meetings where 

problems with mdIvldual clients were discussed, advice sought and progress monitored. 

The principal investigator attended most of these meeungs for a 15 to 30 mm ute period in 

order to maintam surveillance of prescribed procedures and to facilitate communication with 

clinic medical staff when required. Each social worker's client log was available for regular 
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scrutiny, and a cover sheet detailing occasions of contact was monitored from time to ume 

Record keeplng: Social worker logs consisted of a summary contact sheet (Appendlx 5), 

deslgned to assist the social worker in monitoring contacts with clIents, and to serve as a 

rapid summa.ry of case status should a telephone or other similar impromptu consultation 

occur 1111S sheet also allowed auditmg ta ensure that subjects had not been neglected with 

respect to the nummum mtervention. Social workers aIso kept a comprehensiVe set of case ( 

notes, as would be the case in usual practice In addition, a climcal summary of all 

important events and'final staus was prepared on tenrunatlOTI of service 

Compllance: The issue of treatment comphance is somewhat more abstract for a SOCial 

InterventIon such as the one under Investigation, than lt is, for example, for a pharmacologie 

agent. Identification ofsubJects who did not recelve the prescribed treatment was achleved 

through reports by theu assigned social workers. The major source of noncomplIancl! was 

outright refusal to see the social worker, even after signing the consent fonn and agreemg to 

do 50, If randomized to the interventIon group. These events were easy to identIfy and will 

he reported in the Results. Since no true placebo could he offered to the control group, an 

equivalent estimate of compliance could not he obtained. 

Control stimulus: Although there is considerable skepticism (because of a lack of 

widespread evidence) over whether the so-called "Hawthorne effect" is an important 

problem in the evaluation of social interventions (Cook and Campbell 1979) it was dec~ 
that a token control stimulus would be administered to compensate for the "aura" o~ 
extra attention from the hospital associated with the social work intervention. Con~ideration 

of a sui table proxy for this effect led to two procedures that were also designed to facilItate 

follow-up and minimize subject attrition. First, following randomization, control families 

were notified by telephone of their control status. Spectfically, they were told that no socIal 

worker would visit them from the research project, but that an interviewer would contact 

them again in approxirnately 1 years' time for a second interview. A trained research 
. 

assistant conducted the phone calI according to a rigldly prescribed schedule (Appendix 6) 
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Although subjects were warmly thanked for their continued participation in the study, the 

caller was strictly instructed not to engage in any discussion about the subject or parents, 

especially in relation to any perceived psychosocial problems. Second, a letter (Appencfut 

7) was sent at the midpoint of the intervention period 10 aIl control families. This letter 

agam thanked them for their cooperatIon in the study, reminded them of the forthcoming 

second interview, and asked for notification of any change of address. A copy of the 

hospital newsletter (usually clfCulated to fnends of the hospitaI, staff etc.) was included as a 

token of appreciauon 

5. Outcome Assessment 

The purpose of t1us study was 10 evaluate the effectlveness of SOCial 

worker-provlded support and cousellmg m the treatment and preventlon of psychosocial 

maJadJustment The primary outcome IS based upon the child's actual behaviour. as reported 

by the parent Related outcomes mclude the child's percelved competence, and the 

mother's psychological state. Measures of the effect of the child's ùlness on famlly 

functionmg and the overall social and econonuc impact on the famiJy were also considered 

relevant and potentially modIfiable, elther dlfectly or inchrectly, through the intervention, as 

was the impact on health service utilization. 

The choice of paper and pendl measures of the the various constructs 

outlmed above was guided by the need to use sUVldardized, recogmzed instruments of 

known validity and rellability. This serves the additional purpose of enhancing the utiltty of 

the study results for researchers in other centres, including replIcation if appropriate. It also 

made the study economically feasible, since a com~hensive mruvidual psychtatnc 

assessment of 345 subjects and therr famihes tWlce within a year would be unrealistic, and 

probably unnecessary. 

The following description of the standardized mstruments used in the study 

includes a general outlIne of the measure, its origin, the construct it addresses, the structure 

and content of the questionnaire, subscale structure, scoring procedures and finally 
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psychometrie properties. Where possible, test valldity, specifically content validity, 

crit.erion-referenced properties and discriminant and convergent aspects of construct 

validity, will he described. Test reliability, when assessed, will inc1ude a discussion of 

properties of internal consistency, reproducibility and evidence for observer variability. 

Subsidiary measures, that is measures not directly related to outcome assessment, will also 

he described. These relate 10 assessment of functional status, and the parents' and social 

workers' questionnaues designed to tap subjective perceptions of the intervention 

experience. 

Chlld Behavlour Checkllat: The Child Behaviour Checkhst (CBCL) of Achenbach and 

Edelbrock (Achenbach 1978,1979; Achenbach and Edelbrock 1979, 1983) was the 
,-<c' 

prinCipal outcome mea.sure (Appendix 8). It consists of two parts: the Chi Id Behaviour 

Profile which contains behavlOur problem scales, and the SOCIal Competence Scales ThIS 

measure was empuically derived ln response to a recognized lack of standardized 

procedures for describmg child behaviours. The scales were constructed from principal 

components analyses of CBCL's filled out by parents of children referred for outpatient 

mental health services. Development of the scale was conducted separately withm 3 age 

groups, namely 4 to 5, 6 to II, and 12 to 16 years, since these age categories represent 

important transitions in cognitive, physical, educational and social-emotional development 

The Child Behaviour ProfIle is generated from 118 parent-completed items l (Appendix 

8:3-4). 

The sum of the raw scores{rom these 118 items IS standardized to a mean of 

50 and a standard deviation of 10. This total is called the summary behaviour problem 

T -score, and is the principal outcorne measure for this study. This score can be viewed as 

t! "representing a dimension of behavioural problems analogous to the construct of general 

1 The items are statcments about behaviour, and are scored on a 0-2 scale. They include, for 
example; "Cries a lot (item 14); Gets in many fights (item 37); Feels 100 guilry (item 52); 
Unhappy, sad or depressed (item 103)". The parent is asked to respond "Not True, 
Somewhat or So~times True, or Very True or Often True", to each item for their child 
" ..... now or within the past six ~nths". 

, 1 

1 
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ability represented by total scores on intelligence tests " (Achenbach and Edelbrock 1983:70). 

Table 9. CBCL narrow-band subscales for behaviour problems. 

Boys Girls 
4-5 yr 6-11 YT 12-16 yr 4-S yr 6-11 yr 12-16 yr 

Aggresslve Aggresslve Aggressive Aggresslve AggresSlve Aggressive 
Somauc Somatic Somatlc Somauc. Somatlc Soma tic 
ScruzOId Scluzold-Anx Schizoid Schizoid-Anx. Schtzold-Obs. Schizoid 
SOCIal withd_ Soctal wlthd. Hostile withd. Social wtlhd. Social withd. Depressed-Wllhc1 
DepA6sed Depressed Dqesscd ~ Depressed-W llhc1 
Delmquent Delmquent Delinquent Delinquent Delinquent 

Hyperactive Hyperacave Hyperactive Hyperacave Immature hyper 

Factor analysls-denved behavlOur problem subscales are also constructed from 

the 118 questions StandardIzed T-scores are generated for each of these subseales Table 9 

displays the subscales by age-sex group. Note that only Aggressive, Somarie Comp/amls, 

Schizold, and Withdrawa/ subseales eXlst aeross all6 age-sex categories Only 5 (4.2%) of 

the 118 behavlOUT problem Items that could specifically refer to a chrome physical illness, or 

its symp1Oms: "A/lergy (item 2), Asthma (item 4); Bowel mavements outside tmlet (item 6), 

Consripared, doesn't mave bowels (item 49); Weis self durmg clay (item 107)" Since thi's IS 

a randomized trial, and espectally since subjects were stratified by clmic (and therefore 

dIagnosis) before randomization, these do not represent an Issue for confounding. 

The Social Competence Scales (Appendix 8.1-2) are constructed from 10 items 

relating 10 questions about the type and level of social and sporung activities, and hobbies that 

the child is engaged in at the rime of compleoon of the CBCL. They include questions to the 

parent about scholastic perfonnance. Standardized T-scores for activitte5, social and school 

subscales are derived from these items 1, in addition to a summary social competence T-score. 

The CBCL data were entered directly from me questionnaire onto an mM 

1 There is no school subscale for 4-5 year olds. 
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personaJ computer using the entry and &cOring program supplied by the authors of the scale 

(Achenbach and Edelbrock 1985). 1bis interactive prograrn handles each questionnaire, one 

al a time, in 3 &eparate steps: fmt, responses to all social competence and behaviour problem 

items are entered; second, a verification step requires a repetition of entry of these responses, 

but the second entry is checked againsl the fml, item by item, and the keyboard operator is 

alerted if discrepancies occur, allowing the appropria te correction to he made. 

Fin al 1 Y , the verified data are processed in the tcoring step of the protram. The 

output consists of raw scores, and standardized T-scores for the surnmary results (behaVlour 

problems, and social competence), as well as for the narrow-band behaVlour problem 

subscales. 

The CBCL was chosen as the principal outcome measure for thlS study because 

of its weU-documented and lmpressive psychometrie properties. Its contenl vall(llty

whether the CBCL Items represent the domain il in tends to measure - IS eVldent from perusal 

of the 118 behavlOur problem items (Appendix 8:3-4), selected on the basis of concern to both 

parents and mental hea1th workers. Referral for mental health services was the "gold 

standard" chosen to assess the criterion-related validity of the CBCL, made necessary by the 

absence of established, universally accepted diagnostic criteria. A nonnative group of 

children was randomly selected from the general population. There were significant (pdX>l) 

differences between demographically-matched referred and nonreferred children on aIl CBP 

scores and subscores for al1 age-sex groups. The cross-validation procedure employed by 
" 

Achenbach and Edelbrock (Achenbach and Edelbroclc 1983:68) indicated that using the 90th 

centile of the summary behaviour problem score as a eut-off, test sensitivity was 76.1 % and 

specificity 89.1%. For a prior probability of refemble beha"iour disorder of 20%, this 

represents a predictive value positive of approximately 63%, and a predictive value negative of 

94%. 

Construct validity, involving coherence in the results of other measures 

intended to reflect the hypothesized variables in different ways (Cronbach and Meehl 1955), 

was satisfactorily defined with conC\1I'I'e11t assessments on the Connors Parent Questionnaire 

) 
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(1973), and the Quay-Peterson ReVlsed Behaviour Problem Checklist (1983), using a 

clinically referred reference sample of Canadian and US children (Achenbach and Edelbrock 

1983). 

With respect to reliability, intraclass correlation coefficients greater than .90 

were obtamed between item scores obtained from mothers fùling out the CBCL at l-week 

intervals, mothers and fathers fùling it out for clinically referred children, and 3 different 

interviewers obtaining CBCL's from demographically matched triads of children. Item 

stabIlJty over 3 months for mothers' ratings of inctividual items was .84 for behaVlour 

problems and .97 for social incompetence items. For total behaviour problem and social 

competence scores, and for subscale scores, the medIan l-week test-retest correlation was .89 

for mothers' ratmgs. The medlan correlatIon between mothers' and fathers' ratings was .66. 

As a measure of test sensitivity to change, parent ratmgs on an mpauent sam pIe showed 

significant decreases in behavlour problem scores on most subscales over a 3 month period. 

For outpauents, 6- and 18-month treatment periods resulted lfl significant decreases in 

behaviour problem scores for aIl age-sex groups, and for 6-11 year olds, significant 

improvement Ln competence scores. 

Chlld and Adolescent Adjustment Profile: The Child and Adolescent Adjustment 
1 

ProfIle, or CAAP (Ellsworth 1981), is a 20 item instrument which purports to measure 5 

factor-analyzed areas of psychosocial adJustment (Appendu 9). These subscales are labelled 

Peer Relations, Dependency, Hostility, Productivity and Withdrawal, with 4 items for each 

subscale 1. There is no subscale for depression or anxiety 2. The parent completes the 

questionnaire, and the reference period is the preceding month. The anchoT points fOT 

responses to the 8 questions in the Peer Relations and Productivity sections are: rare/y, 

sometimes, often , and almost a/ways. For the other 3 subscales, they are never, rare/y, 

sometimes, and often. The CAAP is a refinement of the PARS Il Scale, which was a 55 item, 

6 factor sca1e derived from an original pool of 292 items selected from a review of previous 

studies, with input from mental health workers (a reflection of content validity~2. 
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Scoring is carried out by the coder on the questionriaire, using a template. Responses are 

recorded as 1 (for never or rarely) to 4 (often, or almost always). Raw scores range from 4 to 

16 for each of the five su~scales. Higher scores represent.negative characteristics on 

Dependency, Hostility and Withdrawal subscales, and positive attributes on Peer Relations 

and Productivity subscales. 

The validation sample consisted of 203 normal children and adolescents (3-19 

years), 90 individuals referred to mental health centres (assessed befor"e, and 3 months after 

treatment) and 89 probationers. With respect to criterion-related validity, the pretreatment 

referred group scored significantly worse on Hostility and Withdrawal subsca1es than ail other 

groups. The normaIs did slgnificanùy better on ail subscales except Hostihty. The 

posttreatment referred group showed significant improvement (P<.O 1) on Dependency, 

Hostility and Withdrawal. Within the nonnal group, older children scored significantly less 

on Dependency, and younger child.ren significantly less on Productivity. This is the oruy 

evidence provided by the authors of the CAAP for construct validity. Internal consistency 

a-coefficients ranged from.8 to .9 for the 5 subscales. Test-retest reliability (one week 
1 

interval) resulted in correlation coefficients of between .8 and.9 (not adjusted for attenuauon). 

The authors of the CAAP have not provided evidence upon which to justify using cut-off 

points to classify adjustment vs. maladjustrnent. The profile sheet that accompanies the 

measure (Appendix 10) specifies areas of good, average and poor adjustment based on 

standardized T-scores for each subscale. The demarcation of average-poor adjustment 

1 AlI items are ·in the fonn of questions; e.g. "During past month, has he/she .... .Iaughed and 
smiled easily? (item 4); Become discouraged when attempted something on own? (item 6); 
PicJced quarrels with olhers? (item Il); Made full use of ahilities? (item 15); Appeared 
indifferenl and uninlerested in things? (item 19)". 
2 Reduction to 20 items was undertaken using the following criteria: (1) sensitivity of items to 
pre- and posttreatrnent differences on youngsters referred to mental health centres, (2) item 
sensitivity to group differences (normals vs. delinquents vs. children referrcd 10 mental health 
centres), (3) magnitude of factor loading on one of the 5 factors, and (4) internal consistency, 
and test-retest stability. It is important to note that items relating to anxiety and depression 
were dropped from the scale construction prior to assembly of the PARS n Scale, and 
therefore also from the CAAP (Ellsworth 1981 :2). The anxiety-depression factor did not hold 
up across all age-sex grou~s, and its omission represents a serious drawback for the use of 
this scale as a comprehensIve measure of child bchavior. . 
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corresponds to 1 standardized standard deviation below the standardized mean. This is 

equivalent ta raw scores of approximately: < Il (peer Relations), :>12 (Dependency),:> 12 

(Hostility), < 9 (Productivity), and >9 (Withdrawal). Miselassification rates based on these 

cutoffs are unknown. 

Percelved Competence ecalee: Self-concept measurement is important in relation to 

mapping the impact of all kinds of life stress, particularly chronic illness. The relationship 

between perceived competence and behaviour disorder is not weIl worked out, and this is at 

least partly attributable ta problems with measuremcnt The Perceived Competence (PC) 

seales developed by Harter (Harter 1982, 1983~ Harter and Pilee 1984) recognize mat the 

assumption of Coopersmith (1967) and others that cruldren do not make distInctions arnong 

domains in therr lives such as cognitive competencies, physical skills, popularity, physical 

characteristics and acceptance by parent, is open to serious question. Harter proposed that 

children JX>ssess a general sense of self-worth or self-es~m over and above specifie 

self-evaluative judgements within specifie life domains. This global self-evaluatilin is not, 

however, a simple additive combination of the discrete'domains. As a result, her 

factor-analyzed scales for school-aged children contain subscales including a general 

self-esteem or self-worth factor, but no overall summary score. Three versions of the PC 

seales were used in this study. The Pictorial Scale of Perce ived ComPetence and Social 

Acceptance for young children CHarter and Pilee 1984) was used for children who w~ aged 

4 to 6 years at the time ofbaseline assessment (Appendix Il). It was administered by a 

trained interviewer, in the home and in the absence of parents or other siblings. It consists of 

24 items, and exists as a presehool-kindergarten version, and a grade 1-2 version, the minor 

differences relating mainly ID the different levels of literacy and numeracy between these 

groups. 

Two general constructs, perceived competence and social acceptance were 

defined for this scale, with 2 subscales within each construct These are Cognitive and 

Physical Competence, and Peer and MaternaI Acceptance. There is no self-worth subscale 
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for this measure, sinee theoretica1 and empirical evidence indicated that younger children are 

probably not capable of making judgernents about their overall worth as persons. 

Administration of the instrument involves the use of a "structure alternative format" 1. 

Scoring is done from an answer sheet by the coder, using a template, with scores for each 
\..., 

item varying from 1 (low perceived competence or acceptance) to 4 (high perceived 

competence or acceptance). The scores for each of the 6 items per subscale are summed and 

averaged to give 4 separate scores, with a possible range of 1 to 4 for each of the subscales. 

For older children, two versions were used. The original PC scale (Harter 1982) was used 

for children aged 8 to 12 years. Its revis ion (Harter 1983), the S<?lf-Perception Profile for 

Children, had been validated for children in the 13-16 year age group, and it was for this age 

group that it was used in this study. Both these rneasures use the "struCture alternative 

format", but are not accompanied by pictorial representations of the items. The subjeçt reads 

and marks his or her copy of the questionnaire, while the interviewer reads the questions 

aloud to the subject. The PC (Haner 1982) scale contains 28 items, with 4 subscales of 7 

items each, which are scored in the same way as the pictorial version (Appendix 12). The 

subscale titIes are Cognitive Competence, Social Competence, Physical,Competence and 
1 

General Self-esteem. The revised Self-Perception Profile forChildren (Harter 1983) bas 36 

items, with 6 subscales of 6 items each, also administered and scored in the same way 

(Appendix 13). The' subscale titles are Scholastic Competence, Social Acceptance, Athletic 

Competence, Physical Appcarance, Conduct and Behaviour, and General Self-worth. 

Scoring is carried out by the coder directly from the questionnaire, using a template. 

:The PC and and its revision are valiclated for administration by an interviewer 

who is present during administration (either individually, or in a group). Sinee Ûlis was the 

only measure to he completed by the child in this study, a difficult situation presented itseIf 

1 From a handbook of paired pictorial representations of dual statements, the interviewer 
reads to the child: "This girl Ms lots offriends 10 play with. (points to figure). This girl 
doesn't have very many friends to play with (points to figure).! want you to tell me which 
ofthae girls is the most liJre (child's Dame)". If the child nominated Ûle latter, she is then 
asked, "Do you have afew, or hardJy anyfriends?" (item 2) . 
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during the design phase. The presence of school-aged children al the interview in the home 

necessita~tricting home visits to evenings or weekends. In addition, the baseline 
o 

measurement was scheduled to take place in the Fall and Win ter, and the funding for the 

study could not he delayed Following successful field trials, it was decided, therefore, to 

adrninister these instruments over the telephone subsequent to the home interview. 

Procedures were designed to facilitate this with the interviewer reading the statements of the 

sc ales 10 the subject over the telephone, while the subject followed with his or her own copy 

of the measure at home. The interviewer (and not the subject) marked the child's verbal 

responses to the questions for cach proposition. A detailed description of the procedures 

involved, and the results of factor analyses and mternal consistency analysis of the baseline 

results on the telephone administered measures is given in Appendix 14. These analyses 

showed that Harter's factor structure and reliabilities were reasonably weIl replicated, and il 

was concluded that telephone ad~istration did not interfere with the tapping of specified 
/ 

domains as outlined in the original descriptions of the rneasure. -
Validation of a perceived self-competence measure relIes principally on 

convergent and divergent evidence for construct validity. since no criterion reference exists. 

Apart from factor patterns that were clean and consistent with a priori theoretical 

specifications, the authors of the scales have relied on correlations with other assessments or 

subject characteristics that reflected aspects of perceived competence. For the Pictorial Scale 

ofPerceived Competence and Social Acceptance for young children, 91 subjects were asked 
( 

about specific cognitive and physical skills and why they felt they were competent or not 
, 

com~tent in these areas. More than 95% gave coherent and consIstent reasons for their 

self-assessments. This convergent evidence was supplemented by strong discriminative 

associations of school failure with poor cognitive competence scores, lower peer acceptance 

scores for new pupils al kindergarten and school. and lower scores on physical competence 

for chlldren who had been preterm infants. Published internal consistency a-c~fficjents 

varied from .52 to .85. 
• Il 
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Assessments of validity for the PC scale in older children has been far more 

extensive CHarter 1982). Evidence from over 2,700 assessments is summanzed in Table 10, 

whlch documents high mtemal consistency and test-retest reliability for ail subscales, 

together Wlth the eVldence for construct vahdJty For the revlsed veTSlon of this scale, used 

In this study for 13-16 year olds, Harter's evidence (Harter 1983) and our own (AppendIx 

14) supports a 5 factor structure on the basis of a pnncipal components analysls with Promax 
1\ 

rotation, and a sixth General Self-worth factor based on theoretical conslderauons Subscale --
Internal consistency a-coeffiCients ranged from .75 to 84 fi her sample of 748 Grade 6 and 

7 chùdren. There are no published data at this Urne to proVlde eVldence for construct vahruty 

of thlS reVlSIOf: 

Malaise Inventory: The so-called "Malluse 'Inventory" is a 24 Item 1 self-adrnlnIsten;d scale 

ongmally used in the Isle of Wight Survey m the 1960's (Rutter, Tlzzard and Whltmore 

1970; Appendlx 15) It was denved frorn the Cornell Medical Index (Brodman et al 1949), 

Wlth fourteen of the twenty-four quesuons beIng taken directly from Il These and the 10 

new items were chosen by Rutter and Grahan1 "to sarnple, m a small number of quesuons 

usmg simple language, the different types of emotional rusturbance commonly seen In 

adults." (Rutter, Tizard and Whitmore 1970.339). 

For the baselme, assessment mothers were not specûically directed to a 

reference penod beyond the content of the question itself (often, most of the tirne, etc) 

However, at the second measurement, they were asked to answer these questions only in 

relation to the preceding 6 months. Unfortunately, documentaUon of psychometnc 

properties of tlus scale is meagre. The Isle of Wight study reported that mothers of children 

without problems scored significantly lower than mothers of chiidren with phYSICal or 

1 Each item is a short question to which the respondent replies by circling either 'yes' or 'no'. 
The items mainly rlflect somatie symptoms and accompaniments of depression; e.g. "Do you 
feel rired mOst of the time1" (item 2 J; Do you usually waJce unnecessarily early ln the 
morning?" "Have you ever had a nervous break.down1" (item 24 J. 
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Table 10 Percel ved Competence Seale for chùdren: test properties. t 

Dorruun Internal Consistency 
CoqJieuru a 

Cogrutlve 75- 83 
Competence 

SOCial 75- 84 
Competence 

PhySlCal 77-86 
Competence 

General 73- 82 
Self-
Esteem 

Tdenved fromHaner.1982 
·CQrrected for attenuanon 

Test-Retest 
Reliability· 

78 

75 .. 8 

8. 87 

.69 

COflStruct Validiry 

Convergence DIscnnunatlon 

Teacher-SubJecl Leami.ng dJsablod 
r - .4 children had 
Age trend by year significantly 
r - .28 •. 32, 5 •. 55 lower scores 
Iowa TtSI of Basle Slullls' 
r - .27 • .4. 45. 45 

Rosur &. Rall1lg Sealt ~ Athleuc 6th grade:n; 

r - .59 slgnificantly Iugher 

scorers than 
nonathleue puplls 

Gym Teacher Raungs Athlelk 6th graders 
r - .62 signlficantly Iugher 

scorers than 
nonathleue pupùs 

Highest Jntercorrelatlons 
Wlth oilier subscaJes 

r - .4- 58 

§Roltascher. 1974. On tlus measure, each chlld lS glven a class roSier and IS asked lO rate 
eaeh classmate as to how good a fnend thal person IS on a scaJe of 1 to 5. Eaeh chùd's 
SOClometne score IS the average Qf all peer raUngs. 

psychiatnc dlsorders A test-retest measure of reliabllity (2 month interval), resulted in a 

correlation of .91, based on a sample of 35 mothers. Rutter, Tizard and Whitmore 

(1970:340) report that the scale was able ta differentiate "moderately well between parents 

with and without psychiatnc dJsorder (as detenruned from mformation obtained al 

interview)." Scores of 6, 7 or 8 and greater have been advocated as meaningful to represent 

"above average disturbance" (Rutter, Tizzard and Whitmore 1 ~70; Burelen 1978, 1980, Pless 

1986), but there is no published evidence to assess misclasswcanon rates based on these 

scoreS. A conservative decision was made, therefore, to use a cut-off of 8 or greater in all 
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categorical analyses involving this measure. It is recognized that this measure leaves a lot to 

he desired, in the absence of a thorough documentation of its properties. Nevertheless, its 

content validJ.ty, brevlty, and rudimentary support for criterion-related vahdity was enough 

to sustain its retention in dus study, though demandmg caution m the interpretation of 

results. 

Famlly functlon me88ure: There is, as yet, no adequate measure of family function 

(Walker and Crocker 1987). For the purposes of this study, the Family Functloning Index 

(FFI) of Pless (pless and Satterwlute 1973) was u~ed as the basis for an attempted new 7 

item sc ale 1 relatmg to this domain (Appendu 16) Scoring of 2,1 and 0 for each item results 

in a maximum score of 14 whtch reflects the best possible level of farnily function on this 

measure. Smgle parents score 0 for the last 2 items, the inherent assumptIon bemg made that . 
the absence of a partner reflects a disadvantage in tlus domain. 

Impact on Famlly Scale: This instrument was designed to measure the effect of the child's 

condItion on the family's adaptation (Stein and Reissman 1980; Appendix 17). There are 

two versions of this scale, one with a factor analysis solution based on a relatively middle 

class sample of 100 farnilies (Stein and Reissman 1980), and the other based on data from a 

sarnple (N=207) with a much higher proportion of urban poor (Stein and Jessop 1985). The 

former version was chosen because of the demographic characteristics of the Montreal 

population. 

The measure has 32 items, of which 24 are scored and used to construct the 4 

subscales (Financial (4), Familial/Social (9), Personal Strain (6) and Mastery (5» which are 

summed to give a Total Impact score. Statements are read by the interviewer to the parent 

who responds on a Likert scale of "Strongly agree, agree, disagree, or strongly disagree" for 

1 There are 5 items which relate to fairuty life in general, eg. 'WouJd you say, ail in ail, that 
your family is happier than most orhers you know, about the same, or less happy?" (item 1). 
The reference period is the preceding 6 months, and the questions were administered by the 
interviewer. The last 2 questions relate specifically to spouselcohabitant relationships, ego 
"Do youfeel that the relarionship you have with ....... (name) is bener than most, about the 
same, or worse rhan most other couples havè with each other?" (item 6). 



o 

o 

Mlthoda 50 

each item. The score of 4 lS given to the response which reflects most impact, so that the 

maxunum Total Impact score is 96. 

COn/ent vahdity in this scale was sought by choosmg items from a pool 

generated frorn qualitative data in patient interviews,literature reviews and éOntributions 

from clirucians experienced in the total Cafe of children Wlth chronic ùlnesses The factor 

analysls produced a factor pattern consistent with the hypothesized relationships within the 

various sub domains of this construct Intemal consistency a-coefficlents vaned from 60 

(Mastery) to .86 (Familial/Social) for the subscales, and was 88 for Total Impact Further 

yalidation has been camed out on the second versIOn of thlS scale only (Stem and Jessop 

1985) Total Impact scores were posinvely correlated Wlth low educatIon, low fanuly 

mcome, the presence of welfare, mothe,,' perceptlon that the ehlld IS dimeult to care ~ 
poor functlOnal status of the child, hospitalizations, other health care utihzatJon, school 1 

absence and many other measures provided convergent eVldence for construct Valld.Ity 

Parent questionnaire: This questionnaire (Appendix 18) was spe~lfically designed for the 

postintervention assessrnent of parents' expenences with the SOCial workers. Fourteen 

questions required categorical responses, and there were 2 open-ended questions. The intent 

was to document the perceived helpfulness or hann attributable to the social work m relation 

to the child, the parent and the family as a whole. Parents were aIso asked about specifie 

attnbutes of the social worker, including knowledge of the child's illness (and whether this 
Ir 

was important to them), empathy, perceptIon of problems, resourcefulness and counselling 

skills. 

Social worker questionnaire: Social workers also completed a questionnaire (Appendix 

19) for each of their attached families at the completion of the study period. This was . 
, 

designed to document the social worker's perceptions of child, maternai and family 

psychosocial functioning, level of intervention required, obstacles to intervention, proportion 

of total time with individual family members, services provided and above all, perceived 

response attributable to the interv~on. There were 20 items, all requiring categori~ 
~ 
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responses. 

Service utillzatlon: Parent-reported occasions of health service utilization were also used 

as an outcome measure. These included visits to MCH clinicians, visits to non-MCH 

clinincians and hospitalizations. The reference period for ascertainment of these events was 

the prece.ding 6 month period. 

Subaldlary messures: Apart from controlling for residual confounding following 

randomization, the identification of possible effect modifiers is important to detect subgroup 

effects which contribute to an overall group effect, or effects that are rea1, but masked by a 

lack of effect in the balance of the group. Significant interactions between treatment and 

subgroup characterisucs provide clues for the testing of future hypotheses (Simon 1982) 

Q. socioeconomic staJus: Green (1970) described a method for the 

measurement of socioeconomic status (SES), valid for use in health behaviour 

settings. Based on regression-derived weights, a 2-factor Green score IS 

generated from information about maternallevel of schooling, and occupation of 

the head of the household. Years of maternaI schooling is translated to a score 

from a table provided by Green Similarly, occupation of the head of the 

household is scored from a comprehensive manual of occupations. A weighted 

surn of these 2 numbers gives the Green SES score according to this fonnula: 

0.7 (mat.rnal.duClitlon) + 0.4 (occupation of hou .. hold h •• d) • Gr .. n KOrt. 

For the purposes of this study, the Green re was categorized arbitrarily to 

broadly represent 4 SES groups: seo less than 50 (lowest SES), 50 - 59 (low 

SES), 60 - 69 (high SES), and 7 and above (highest SES). 

b.funClional sllJlus: The poSSl le non-linear relationship of functional status 
1 

to psychosocial morbidity was . ussed in the Introduction. The 18 items that 

had been resolved under the the e "General Health" in the Functional Statûs II 

, 
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measure of Stein and Jessop (1982,1984) were chosen as the index of functional 

status for this study (AppendIx 20). Each question relates to specific actIvities of 

the child over the preceding 2 week period. If the respondent answers in the 

affirmative, the mterviewer asks "Was this due to il/ness?". Examples include 

"Eat we/f? (uem 1); Seem lively and energetic?; and PanlcipaJe in hard e.xercise or 

play?" (item 15). Scores are ooly assigned if the behaviour IS attnbuted to illness -

one for "sorne of the rime", and zero or two for "never or rare/y, or a/most 

always" depending on the question. A hlgh score reflects dysfunction. 

For the purposes of categoncal analySlS, scores were grouped mto 4 categones. no 

dysfunctIon (0), rruld dysfuncnon (1-2), moderate dysfuncllOn (3-4), and "severe" 

dysfunction (~ 5) 

Procedures: 

a. translation and pretestlng of measure8: AU measures were admimstered 10 French 

- ' ~ 
and EnglIsh by bilmgual mtervlewers. The CBCL had been prevlOusly translated and 

successfully used in other Quebec studies (Heller el al. 1985). ProfesslOnal transi a tors , 

experienced in the health field, were hireP to translate a11 measures After resolution of 

problems with occasional cllfficuilles in expression, these translated measures were back 

translated into English by another éxperienced translator. Pretesting was carried out on a 

number of parents ofhospitalized children, and children not connected with the study. These 

included nonnal chùdren and child.ren with chronic diseases. A similar procedure was 

undertaken in developing a protocol for the telephone administration of the PC scales. 

b. Interviewer training: Experienced female bilingual interviewers were screened and 

selected on the basis of past work in health research, aptitude, sensitivlty and reliability. 
" 

Group training sessions were conducted by the principal investigator and proJcct 

administrator. These included role-played intervIews and question-answer sessions. 

Interviewers were monitored closely by the project adrninistrator, including documenting 

duration of interview and frequent personal and telephone audits of progress and difficulties. 
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For the administration of the Pictorial Perceived Competence Scale to 4-6 year olds, 

interviewer training was combined with pretesting of translated instruments on young 

children not involved with the study. For the most part, the Tirne 2 interview was also 

conducted in the home of the subject An attempt was made to blind the interviewers to the 

randomization group status of the family in the following way. The interview was structured 

to begin with the parent-completed principal outcome measures, namely the CBCL and 

CAAP. Interviewers were instructed not to discuss any study-related Issues with the parent 

or child until all rneasures were completed. To facilitate thls, the demographic questions and 

the parent social worker questionruure were admmistered last Each interviewer's package 

contained a sea1ed envelope in ad.clluon to the standard questionnaire. The parent social 

worker questionnaire, or the shorter token questionnaire for control subjects, wlth balancmg 

sheets of blank paper resided in this envelope, and It was not unsealed untiI all other 

measures had bun completed 

c. coder training and data quallty control: As described above, the scoring procedure 

on the main outcome measure, the CBCL, involves a verification phase at data entry to 

ensure accuracy at this level. Since the scoring of the CBCL itself is petfonned by an 

author-supplied personal computer prograrn. adequate quality control was maintained. 

Manual coding and data entry was carried out with al1 other measures. On the CAAP and 

Malaise Inventory, every coded questionnaire was audited by a different coder, as was the 

entered' data on the computer data base. The Impact on Family &Cale, farnily function 

measure and Perceived Competence scales were audited al the rate of 15-20% of 

questionnaires and entered data (based on a 1 in 5 to 1 in 7 systematic sample). The paucity 

of important errors made further auditing unnecessary. The parent social worker, and social 

worker questionnaires were auditcd in a similar manner. Templates were used for all coding 

activities, where relevant 

Schedullng the Tlml2 measurement (posttest): Timing of a posttest usually 

depends upon ~e anticipatcd temporal pattern of the subjects' response to intervention. The 
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central issues are tirne to effect, and duration of effect EffeclS may be immediate. or delayed 

(latent). and temporary or enduring. In behavioral research, the decision is frequently 

complicated by the necesslty for a retrospective reference period for reported behaviors 

which, in the case of the CBCL, is 6 months. Furthermore, the compl'!x behavioral effects 

of an mtervention may he difficult to predict, boqt in terms of qualitative aspects, as weil as 

their timing. Such was the case with the present study, and the choice of a 4 month delay 

from intervenuon to posttest (10 monms from Time 1) reflected tllese uncertainties. ln 

add.ltion, the more practlca1 problem of subJect attntion militated againsl a second 

measurement during me harsh Canadian wmter, and since fundmg constraifils meant that the 

baseline mterviews would take place in the last quarter of the year, advancing the posttest by 

2 months from the onginally planned 12 months to 10 months seemed a reasonable 

comprOIruse m the absence of a compelhng argument to the contrary The choice of a 4 

month delay also allowed a short period for the 'émergence of possIble latent effects, and for 

mSIgmficant transient effects to subside. Inability to detect the se effects was not a high price 

to pay, given the essentially pragmabc nature of thlS investigauon. 

6. Analysls 

Three approaches to the analysis of results were followed. Simple 

comp~sons of proportions on relevant outcomes measured al Time 2 was the fIJ'St and mo~t 

basic approach. Second, the conceptua1ization and development of rates which captured 

specific info~tion about both therapeutic and preventive aspects of the intervention led to a 

more informative comparison hetween intervention and control groups. Third, taking 

advantage of all the information contained in conUnuous scores, compansons of group and 

subgroup means provided the most sensitive analysis. 

In addition, there were 2 levels of analysis. The primary analysis refers to 

the analysis of a1l subjects who were randornized, and for whom data were available. The 

secondary analysis indicates a restricted analysis of those intervention group subjects who 

~ were not discovered 10 he ineligible following randomization, and who actually received the 
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social work intervention. Because of the very rea1 risk of differentiaJ susceptibility to 

postrandornization exclusion from the analysis between intervention (where surveillance is 

more intense), and control subjects, this type of anaJysis is especially subject to selection bias 

(peto et al 1976, 1977). 

'" Comparlaon of .Imple proportions: Categorization of scores on the principal outcome 

measure, the CBeL, based on the summary behaviour problem T-score cut-off of 63 results 

in classification of children as maladjusted (score> 63), or not maladjusted (score S 63). 

Sunilar dichotomies on the other relevant outcome measures \Vere also used for children 

(CAAP) and mothers (Malaise Inventory). In order to mcrease the power of the analysis, the 

stratified randomization was taken account of in the anaJysis (Green and Byar 1978). The 

stratifying variable (clinic) fonned the strata for the analysis. This analysis was camed out 

usmg the Mantel-Haenszel staustic (Mantel and Haenszel 1959), which is based on a series 

of 2 x 2 tables of this general fonn are constructed: 

Intervention 

Control 

Total 

2 x 2 table for the i th stratum 

Response 

Maladjusted Normal 

a, b· , 
q d· 1 

a; +ci b· +d· , 1 

a· +b· , , 
C· +d· , 1 

N· , 

Within the ; tA stratum, the rates ai 1 (ai + bi) and Ci 1 (Ci + di ) are compared. The Mantel-

Haenszcl method uses a variance-weighted stratum-specifi.c average of rates to calculate a X? 

statistic with 1 degree of freedom to test the null hypothesis of no difference between overall 



o 

o 

U.thoda S8 

intervention and control proportions (or rates). This statistic is calculated from the following 

expression, for k strata: 

2 X MH = 

N, 

r.K,.J [(a, + c, )(b, + d, )(a, + b, )(c, + d, ) 1 N2, (N, -1)] 

These analyses were camed out usmg the SAS FREQ procedure (SAS Institute 1985). 

TransHion rates: The use of simple proportIons on outcome measures at Tlme 2 ignores 

chance-assoclated inequalities m these propornons al baselme It also fails to capture the 

bidirectional"flux" (simultaneous irnprovement and deterioration that may represent 

therapeutic and preventive aspects of the interventlon, respectively) that may occur and he 

concealed by an overall measure. 

Positive transition rates (PTR) were defmed as those indivlduals classified as 

abnorrnal (on respective outcome measures) at baseline who are classified as normal on the 

basls of Time 2 scores on the same measure, expressed as a proportion of all those abnonnal 

al baseline ç>n that measure. This represents a "cure" rate, and is a marker for the social 

workers' rherapeuric efficacy. This rate controls for differing baseline prevalence of 

abnorrnal scores between intervention and control groups. It 100 was adjusted for 

stratification in the Mantel-Haenszel procedure, as described above. 

The negative transition rate (NTR) corresponds 10 those subjects, normal al 

baseline, who became abnonnal at Tinte 2, as a proportion of all those normal at baseline. 

This is a form of "lapse" rate, or marker for social worker preventive efficacy 1. These rates 

1 Strictly speaking, the complement of the negative transition rate (1 - NTR) is the marker of 
efficacy. 

, j 



G-

,) , 

, i' 

o 

Methode 57 

were expressed both as prOportions in intervention versus control groups, and as risk ratios, 

with the control group as the denominator. Appropriate confidence intervals were 

constructed around both the differences in proportions, and the risk ratio (or relative risk) 

estirnates (Katz 1978). SAS calculates the 100 (l-a) % confidence interval for the risk ratIo 

(RR) as: 

where: 

[RR.exp( -Z:.JV), RR.exp(Z. .JV)] 

Z=100(l-aJ2) percent point of the Normal (Z) distribution, 

V =variance(ln RR). 

Outcomes as continuOU8 meaSUr8s: To acrueve the main goal of chnical trial design, 

equal susceptibility of the comparison groups 10 the intervention (Feinstein 1985), 

randomized group assignment is employed. Even if randomization is used, however, a11 of 

the prognostic factors may not he perfectly balanced, particularly in smaIler studies (Rothman 

1977; Lavori et al. 1983). In pretest-posttest experiments, the most important covariate is 

the pretest score, and when stratified assignment has not been undertaken on the basis of this 

score (Brogan and" Kutner 1980), its variation is usually controlled for inlthe analysis by 

analysis of covariance (ANCOV A), where the dependent variable is the posttest score and the 

covariate is the pretest score (among others). This procedure assumes (a) the pretest 

population distributions of the comparison groups are equal (even though their sample l'De{lDSf 

are not) and (b) the treatrnent affects means, not the slope of the regression line of posttest on 

pretest or the variance of th~ conditional distribution of posttest given pretest (Laird 1983). 

ln oroer to simultaneously test the two distinct null hypotheses that (a) individual 

comparison groups do not change (no change wilhin each comparison group hetween Time 

1 and Timè 2). and (b) there is no difference in change berween compaPson groups (no 
• 1 

treatment effect). Laird (1983) proposed regressing the gain score on the pretest score. The 

gain score is the difference between posttest and pretest &coreS. Since the SAS package 

routinely provides output for ANCOV A in the GLM procedure for t tests of both these null 

4 
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hypotheses, this approach was used. Laird (1983) has sh'own that ANCOV A on the gain 

score and posttest scores are algebraicly equivalent. 

Other covariates adjusted for using this manoeuvre included the stratifyinger 

variable, clinic, for the same reasons as in the case of proportions (Friedman, Furberg, and 

DeMets 1985), age, sex, Green score and the interval between measurements. 

The regression model had the general form 

where: 

y = Gain score (posttest - pretest) 

X = Pretest score 

Z = Design variable for assignment group 

K = Other covariate(s) 

and. E = error. 

The critical assumption for ANCOV A is that of parallehsm (Kleinbaum and Kupper 1978), 
. .' 

or that J3
4
= 0 which was checked for in all models tèsted. RegreSSion assumptions relate to 

nonnality in the distribution of the residuals, and variance constancy (homoscedasticity), 

which were also evaluated in all models constructed. 

,.. 
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This section is divided into four pans. Part A describes the study population, baseline 

characteristics ofparients and their parents, and resulrs on the baseliner.~s in relation 10 

comparability of intervention and control groups, togerher with a desfripnon of the de~ree of 

maladjustment that exists in the study population based on published 'r1erence or norm 

values. Pari B details the Time 2 resuIts on each of the ourcome measures. Part C conta;ns 

resuits pertaiTÜng rD parents' perceptions of lhe ;niervention experience, documentation of lhe 

uuervention, and social workers' percepriollS of their own effectiveness. Because of t~ 

amoUnl of data generared by this study, detai/ed resuies vfmost sub-group analyses have .. 
been appended (Appendu 32). Pari D consists of a summary of ail results. 

PART A 

,. Subjects 

Ineligible S:bjects: A total of 615 s~ts were contacted by mail followmg preliminary 

eligibility screening, and 141 of thes~%) were excluded on closer questioning for 

reasons set out in Table 11. Of thestneligible subjects, 25 (18%) were rejected because of 

prior or current psychosocial assistance. This n;:presents 5% of all otherwise eligible 

subjects, and indicates that a very small proportion which could be considered 10 he 

~ --arnenable to interventipn was excluded at this stage. Because of th~ir inaccessibility. it is 

also unlikely that the 50 untraceable subjects were significant users of psychosocial services. 

refuslng subjects: Of the remaining 474 eligible familles, 129 (27%) refused 10 .-....... 
participate in the study (Figure 3). The principal reason was unwillingness to accept social 

work assistance (Table 12). The total number of nonparticipating eügible subjects who cocld 

he considered members of thl true sampling frame is thereforc 154 [25 + 1291. or31 % of 

the 499 [474 + 25] sUQjects eligible on all criteria except recent psychosocial support. In 

other words, 70% of the original sampling frame participatcd. in the study. 

Data were obtained on the dcmographic characteristics of consenting and 
, 

refu~ing Si\hjects (fable 13), and the only noticeable difference was the higher proportion of 
..... ..... .' 

English-speaking familles among the refusers (62% versus 49%). Refusal rates varied from 

16% 10 40% in the clinics from which subjccts were rccruited (Table 14), the high rate in the 
1 

.-
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Table Il' Reasons for ineligibility. 

Reason N % 

Language - no French or Enghsh 39 277 

Pnor or current psychosoclal asslstance 25 177 

Mental retardation 8 57 

No chronic illness 13 9.2 

Moving or deceased 6 4.3 

Untraceable 50 35.4 

Total 141 100.0 
~ 

Table 12' Reasons for refusal by elIgible subJects 

Reason N % 

Didn't want social worker 30 23.3 

No tune or not interested 39 30.2 

Previous study or other personal reasons 18 14.0 

No reason given 42 327 

.... Total 129 100.0 
.," ",,-
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Table 13. Demograpluc characteristics in eligible subjects. 

Consented Refused 

Age (years) 9.7 (SD 3.2) 10.6 (SD 3.3) 

Sex (males) 54% 53% 

Language (English) 49% 62% 

Socioecononuc status (Green score) 58.5 (SD 9.6) 56.7 (SD 9.6) 

N 345 (72.8%) 129 (27.2%) 

..J 

Table 14. Consenting and refusing subjects by clinics. 

Climc Consented Refused %Refusal 

Arthritis 20 6 23 

Asthma 70 25 26 
""' Cardiology 18 12 40 

Cerebral paisy 6 2 25 

Oeft liplpalate 20 5 25 
Diabetes 64 29 31 

Hearing 51 18 26 

Renal 39 17 30 
Respiratory 21 8 28 

Siclde disease 21 4 16 

Spina bifida 15 3 17 

$-
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cardiology clinic being attributcd to their recent involvement in other research projects. 

randomlzed aubjects: Subject attrition was minimal at the Time 2 assessment. Of 345 

subjects who were randomized only 2 were lost, both from the intervention group (Figure 3) • 

One 12 year old boy died unexpectedly followmg elecuve cardtac surgery . Another boy 

returned WlÙl his mother to Portugal for an indeftnite period. One control group subject faile~ 

to complete both pages of the Child Behavior Profùe Complete pretest-posttest assessrnents 

exist for 173 intervention and 169 control subjects on this measure (99.1 % follow-up). 

lave. of analysls: The primary analysis refers to the Ol,ltcome on the Chlld Behavior Profile 

for the se 342 subjects. Secondary analysis (Figure 3) applies to subjects who actually 

received soci~ work assistance. Nineteen subjects assigned to intervention (11 % of 173) 

failed to receive it: the parents of fourteen refused to see the social worker ~ven after giving 

written consent at the baseline in terview, fOUI others were discovered to be ineligible after 

scrutiny of the initial, detailed social worker assessment - three because of forrnerly 

undisclosed ongoing psychosocial assistance and one because of absence of a true chronic 

illness. Finally, one subject randomized to intervention was inadvertently ascribed control 

statlls as a result of clerical error. Table 15 shows Ùlat these nineteen subjects were more 
( 

likely to be boys, with mild or no physical disabilIty,and to have sistemic disorders such as 

diabetes, renal problerns, or sickle ceU disease. They were also more likely to have been 

maladjusted on the CBCL al baseline and to have been assigned to social worker A. 

2. Basellne characterlstlcs 

comparablllty: Patient and family demographic characteristics, together with clinical details 

(illness duration, age at diagnosis, functional status), are depicted in Table 16. Specifie 

medical diagnoses are documented in Appendices 21-31 b. These data ill ustrate how the 

, randomization process yielded comparable eomparison groups on these characteristics. Given 

that randomization was properly carried out, stochastic tests of the similarity of the 

demographic complexion of intervention and control groups are meaningless (Rotlm,lan 1977; 
, " 

Friedman, Furberg, and deMets 1985), but it is infonnative to note tJ.1at , 
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Table 15: Intervention group subjects - contrast between those who received 

social worker assistance and those who did not. 

Results 64 

Received Assistance 

% <N=154) 

Did Not Rcccive Assistance 

% (N=19) 

Sex (male) 55.2 68.4 

Functional irnpainnent· 

noneormiJd 83.7 94.8 

f1/I)derate ta severe 16.3 5.2 

Socioeconomic status 

Green score 559 70.0 47.3 

Green score ~ 60 30.0 52.7 
(; 

Diagnostic classt 

systemic 34.4 52.6 

cardiorespjralOry 33.1 21.1 

sensory t 14.3 15.8 

motor 11.7 10.5 

cosmetic 6.5 0 

Social Worker 

A 24.7 31.6 

B 25.3 15.8 

C 24.0 26.3 

D 26.0 26.3 

Maladjusted on CBCLY 15.6 21.1 

·from functional status instrumenL 

tsysternic-diabetes, renaJ. sickle cell disease; C8!diorespiratay-asthma, respiratory, cardiology; 

sensory-hearing irnpaired; molOr-cerebraJ paisy, spina bifida, arthritis; cosrnetic-cleft Hp/palate. 

vesa.. Sunuiwy BehaviO" Problem T-score. 

\ 

, I~ 
1 

1 
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0 
Table 16: Baseline charactenstics of patients and parents 

Charactenstic Intervention Control 

N 173 170 

Age 9.6 (3.5) 9.7 (3.1) 

~ex (males) 57% 50% 

B irth order (1 st. bom) 50% 48% 

Canadian birth 94% 96% 

Illness duration (years) 5.9 (3.7) 6.1 (3.5) 

Age at diagnosis 3.7 ( 3.7) 3.6 (3.4) 

FunctionaI impainnent· 

-none 69% 71% 

-mild " 15% 15% 

-moderate 5% 4% 

- severe 11% 10% 

Language (English) 42% '. 55% 

Socioeconomic statust 57.8 (9.7) 592(9.5) 

Single parent 13% 15% 

Working mother 43% 49% 

Matemal age 37.3 (5.5) 37.1 (5.8) 

MaternaI education (years 11.4 (3.3) 12.0 (3.0) 

Spouse age 40.5 (6.8) 40.9 (7.2) 

Spouse education 12.6 (4.0) 12.6 (3.8) 

Values are rneans ( 0) and proportions. • From functionaJ SU'tus rneasure. 

o 
" 
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there is a higher proportion of English-speak:ing families in the control group (55% versus 

42%) and a slightly greater nurnber of males in the interJntion ~up (57% versus 50%). 

The tables of medical diagnoses (Appendices 21-31 b) reveal no major imbalance within clmics 
'A 

on disease severity, insofar as this can bç inferred from the diagnostic label or type of 

associated medical morbidity. 

3. Basellne measures 

comparablllty: Since this study uses a pretest-posttest design, comparability at baseline on 

the pretest measures is of sorne importance, even though statisticaI control of any chance 

, associated imbalance between comparison groups is used 10 eliminate the residual 

confounding. Once again, stochastic testing is irrelevant al this stage. On the child behavior 

measures (CBCL and CAAP), there is good balance on aIl scales and subscales (fable 17). 

With regard 10 the CAAP (Table 18), the study sample scored essentially the 

same as controls on the positive attribute subscales (peer Relations and Productivity), but 

noticeably worse on the negative subscales (Dependency, Hostility, and Withdrawal). 

On the three Perceived Competence scales, randomization conferred good 

comparability for the assignrnent groups on aIl subscales (Table 19). There is no difference 

greater than about 0.4 of a common standard deviation between the 2 groups 

Randomization also produced a reasonable balance between intervention and control groups 

on the mother and farnily measures (fable 20). 

Median and Mean parent-report.ed occasions of health service utilization in the 

6-month period prior 10 baseline assessment are depicted in Table 21. The intervention group 

experienced a higher meslian number of MCH doc1or vists in this period c6mpared 10 control 

subjects (1.83 versus 1.48) and a sirnilarly higher Median number o{hospital admissions 

(0.09 versus 0.07). 

Assessment of the internaI consistency of the novel 7-item family function 

measure revealcd «-coefficients of .53 (Time 1) and .61 (Time 2), indicating unacceptable 

intl'!ltest reliability fŒ this scale and therefore nccessitating ilS removal from consideration. 

. ' ~ 
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o Table 17. Chùd Behavior Checklist. baseline means (SD). 

Scale 1 fJlervention Control 

Major scales: 

Behavior Problems 55.0 (9.8) 55.6 (9.5) 

Socializing 42.9 (8 . .5) 42.3 (8.9) 

Activities 45.8 (8.2) 4.5.5 (8.9) 

Scholastict 46.3 (8.8) 46.4 (9.4) 

Narrow band subscales: 

Delinquent 58.3(4.1) .59.0 (4.6) 

Aggressive 58.2 (.5.4) .58.8 (5.6) 

Hyperactive .59.5 (6.7) .59.2 (6.1) 

Schizoid .59.6 (6.0) .59.9 (5.4) 

Somatic 60.1 (6.9) 6Q.7 (6.9) 

Withdrawn 59.6 (6.1) 6Q.3 (6 2) 

Depressed 58.9 (.5.7) , 58.6 (5.2) 

NOTE: CBCL nonns are standardized lO mean-50, SD-l O. 

tN ... l44 mtervenuon & 154 control subJectS ln the school age range. 

Table 18: Cluld and Adolescent Adjustment Profùe: basetine means (5D). 

Seale 1 nJerventWn Conrro/. Reference 

Peer relations 13.7 (2.4) 13.7 (2.~) 13.2 

Dependency 9.0 (3.0) 9.0 (2.9) 10.0 

Hostility 8.7 (2.7) 8.7 (3.0) 9.6 

Productivity 13.0 (2.9) 13.0 (3.0) ·11.7 

Withdrawal 6.6 (2.7) 6.7 (2.8) 7.2 

o 
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Table 19: Perceived Competence scales baseline means (SD). 

Age group Subsca1e InJervennon Control Nonns t 

4-6 years Cognitive competence 3.2 (0.80) 3.1 (0.74) 3.5 (0.40) 
Physical competence ; 2.9 (0.77) 3.0 (0.86) 3.3 (0.43) 
Peer acceptance 2.8 (0.67) 2.8 (0.74) 3.0 (0.56) 
MaternaI acceptance 2.9 (0.70) 2.6 (0.69) 2.9 (0.59) 

N 38 32 255 

7-12 years Cognitive competence 2.9 (0.73) 3.0 (0.73) 2.8 (0.62) 
Social competence 3.3 (0.77) 3.1 (0.61) 2.8 (0.65) 
Physica1 competence 2.7 (0.68) 2.7 (0.67) 2.8 (0.67) 
General self -esteem 3.2 (0.79) 3.0 (0.60) 2.9 (0.60) 

N 92 94 1040 - 2093 

13-16 years Scholastic competence 3.0 (0.67) 3.1 (0.66) 2.9 (0.61) 
Social competence 3.2 (0.73) 3.2 (0.69) 3.0 (0.63) 
Athletic competence 2.9 (0.68) 2.8 (0.72) 2.9 (0.65) 
Physical appearance 3.0 (0.63) 2.9 (0.85) 2.8 (0.69) 
Conduct & behaviour 3.2 (0.51) 3.2 (0.51) 3.0 (0.57) 
General self-worth 3.2 (0.62) 3.3 (0.56) 3.1 (0.60) 

N 41 38 748 

t Norms are sample sile weighted averages of values publishçd by Harter and coUeagues (Harter 1982; Haner 
1983; Harter and Ptke 1984). 

Table 20: Malaise Inventory and Impact on Family Scale baseline means (SD). 

Scale 1 nJervenrion Control CPDnonns 

Malaise Inventory t 4.6 (3.96) 4.4 (3.76) 3.4 - 4.8·· 

Total impact • 46.8 (9.75) 46.1 (9.66) 59.0 (9.48) 

-Financial 8.1 (2.69) 8.0 (2.48) 10.4 (2.20) 

-Family-social 17.0 (4.49) 16.5 (4.86) 22.1 (4.90) 

-Strain 13.0 (3.74) 12.8 (3.76) 16.6 (3.50) 

-Mastcry 8.8 (2.21) 8.8 (2.27) 10.0 (1.98) 

• N -173, 170 for interventioo and conttoJ aroups respectivCly. CPD - chronie physicaJ disorders. 
t N-173, 169 • 
•• see lext for discussion. . 
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Table 21: Parent-reported health service utilization: Baseline medians and 

means (SD) for occasions of service in preceding 6 months. 

Sel"Vlce 

Visits to MCH doctors 

Other doctor visits 

Hospital admisJions 

/ 

Iruervennoll 

Median Mean (SD) 

1.83 2.5 (3.44) 

0.17 1.3 (5.49) 

0.09 0.2 (0.55) 

/ Conrrol 

Median 

1.48 

0.17 

0.07 

Resulta sa 

Mean (SD) 

2.3 (3(53) 

0.7 (2.21) 

0.2 (0.44) 

With respect to the CBCL and the CAAP, similarity in mean scores for comparison groups 
'il 

did not ensure identical distributions of scores across each group. 11us important point is 

illustrated In Table 22b where, despite close proximity in mean values for both the child 

behavior measures, there is a striking dtsparity in the proportion classified as maladjusted (on 

the CBCL Behavior Problem Scale and CAAP Hostility subscale) according to the published 

cut-offs cited in the Methods section. On the CBCL, the mean Summary T-scores for 

maladjusted subjects in each comparison group - intervention 69.3 (SD 4.64) versus control 

68.8 (SD 3.40) - indicate that fewer Intervervention group subjects (N=28) scored higher 

than Controis (N=41). These discrepancies have obvious implications for the interpretation 

of proportions of maladjusted subjects at Time 2. 

level of morbidlty: The group means on the CBCL Behavior Problem Summary T-sco~ 

are approximately one-half a standard deviation above the the g~eral population reference 

mean of 50 (fable 17). On themarrow-band behavior probJem subscales, the difference is 

between 0.8-0.9 standard deviations. The Social Coinpetence Scales reveal a less dramatic 
. , 

group deviation from the norm. The Socializing T-score means are approximately 0.7 

standard deviations below reference and the Activities and School T-scores are about 0.3-0.4 
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standard cleviations below the reference nonns. AlI these results on the CBCL are in the 

direction of greater maladjustment 

The CAAP reference mcanco (Table 18), based on a very smaU sample (SD's are 

not available), give a different picture. On al1 subscales the study group means are better 

than reference vaIues. This is pu . g and caIls into question the nature of the reference 
1 

population used in the develop 

e of Perceived Competence and Social Acceptance (4-6 year 

olds), study subjects scored belo norm reference means on all subscales by amounts 

varying between 0.93 (Cognitive ompetence) and 0.24 (Maternai Acceptance) norm 

standard deviations (Table 19). Inspection of the mean vaIues revea1s that study subjects 

scored better than nonns on Cognitive Competence (by 0.23 norm SD's), Social 
, . 

Competence (by 0.55 nonn SD's), and General Self-esteem (by 0.37 nonn SO's). They 

did slightly worse on Physical Competence (by 0.13 nOIlT\ SD's). Group means were 

identical on A thletic Competence. 

Rutter, Tizard, and Whitmore (1970) report mean Malaise Inventory scores for , 
hea1thy mothers of children with chronic illnesses to he 3.4, and for hea1thy mothers of 

children with psychiatrie disorders to he 4.8, indieating the greater proximity of both 

intervenbon and control group mothers' scores to those of the latter reference group (fable 

20). 

Baseline scores on the Impact on Family Scale ~able 20) are strikingly lower 

(i.e. betLr) than the published values from familles of ehildren with chronie illness in the 

, New York City area (Stein and Reissman 1980), possibly reflecting large socioeconomic 

differenees between the Montreal and New York populations. 

, . 
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Table 22: Baseline measures - percent abnonnal in intervention and 

control groups. 

Measure Intervention Control 

% % 

(N=173) (N=170) 

CBCL Behavior Problem 16.2 24.3t 

Surnmary T-score \ 

CAAP 

Peer relations 9.8 10.0 

Dependency 11.0 11.2 

Hostility 12.7 21.9t 
0 

Productivlty 9.0- 12.5, 

Withdrawal 17.3 18.9t 

Malaise Inventory 18.5 18.3 

-N=167, tN=169, tN=168. 

" 

, 
} 
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The findings on the CBCL indicated that on the Belulvior Problem Seale, there 

were no significatlt differences between intervention and control groups in the Time 2 

prevalence ofmaJadjustment, positive transition rates, negative transition rates or adJusted 

Time 2 scores. Similar results were obtained on the Social Competence Seales (Acivities, 

Socializing and Sehalastic subseales), and on the narrow band behavior problem subscales. 

On the CAAP, there w~ a signifieant differenee on on/y one subscale - intervention 

subjeets seored signifieantly better on the Hostiliry subseale at Time 2. However, 

prevalences and trQ.(fSition rates were nlJt significantly different on any subseale. 

Results on the Perceived Competence Scales did not reveal any evidenee for 

enhaneed self-esteem in intervention subjeets. 

1 

Maternai psychologie funcrion was 1W better for intervention mothers, 10 the e.xtem 

thal it was reflected by maladjustmem prevalence, transition rates and adjusted Time 2 

scores on the Malaise Inventory. Similarly, there was no significant difJerence in Impact on 

Family adjustedTimt! 2 scores, norwQS there a significant differenee in reported hea/th 

service utiüzation. 

1 

1 
, , 
',,-- ./ 
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PARTB 

4. The Chlld Behavlor Checkllst 

prevalence and transitions: The prevaience of maladjustment on the principal outcome 

measure, together Wlth results for positive and negative transition rates are shown in Table 

23. For intervention group subjects, the maladjusted proportion increased by 14% (from 

16.2% to 18.5%), while the control group prevalence fell12% (from 24.1% to 21.2% - risk 

ratio (RR) 0.87; P=.5l; 2-tailed). As a result, the baseline difference of 7.9 percentage 

points narrowed to 2.7 percentage points at Time 2. Transition rates give an indication of 

\ what changes produced this narrowing of the gap in overall maladjustment proportions 

between assignment groups. Social work assistance produced a superiorpositive transition 

rate of 42.9%, compared to 34.1 % in the control group (RR 1.24; P=.55; 2-tailed). 

However, somewhat surprisingly, social worker counselled children were also 50% more 

likely to become maladjusted during the study period - negative transition.rates were 11.0% 

and 7.1 %, respectively (RR 1.48; P=.32; 2-tailed). None of the se differences is statistically 

significant, regardless of whether 1- or 2-tailed tests are used. 

gain scores: Analysis of covariance was used to adjust Time 2 scores and gam scores 

(Time 2 minus Time 1 scores) for pretest scores, the stratifying variable, dinie, and other 

possible residual confounders - age, sex.. Green score and the interval between pretest and 

posttest The results of these analyses are displayed in Table 24 for the the major scales of 

the CBCL. On the main outcome. there was very slight improvernent for both assignment 

groups between Tirne t and Time 2, as evidenced by the adjusted gain scores (0.4 and 0.2 

for intervention and control respectively). Neither change was statistically significant (P=.55 

and .73). Covariate adjustment made only small differences to the crude Time 2 mean 

S<!ores, and it is *pparent from cither crude or adjusted Tirnc 2 scores that intervention and 
, 

control group outcomes are almost identical (P=.86). The narrow confidence interval 

indicates that even a very small difference is unlikely to have becn missed by chance (95% 

2-tailed confuience intcrval-2.1, 1.7). Gain scores were also analyztd by classifying 

lU 
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Table 23. Chlld Behavior Checklist Behavlor Problem Summary T-score proportlom 

maladJusted and transItion rates 

lruervennon Control 95% Confldcnle 

% N % N RR* hml15 for RR 

Baselme 162 173 24 1 170 

Tlme2 185 173 21 2 170 087 057, 1 33 

PosÎtlVe tranSItIon 429 28 341 41 124 062,245 

Negauve transluon 11.0 145 71 126 1 48 069, 3 15 

·RR 15 the Mantel-Haenszel estlmate of the nsk raUo (mterventlon relauve to conlIol) adJusted for the! 

stratlfymg vanable, chmc. Confidence Itmlt estimates are test-based 

Table 24: Child BehavlOr Checkltst results on ma~or scales 

~ 

P 

51 

55 

32 

Scale ln/erven/1OI1 COn/roi DaffcrençeY 

Crude AdJustod AdJust.ed Pt erude AdJusted AdJUited Pt 95%CI· 
TImc2 Tune 2 Gam ' TlffiC 2 Tlme 2 Gain 

Summary 54..5 55.U -04 55 556 553 -02 73 ·21,17 
8ebavior (0.77) (067) 1 (073) (067) 1 
ProblelllJ 

Actlvilles 45.9 46.0~ 03 65 446 443 -13 1 1 .Q 5,39 , (068) (076) 1 (072) (081) W 

. J 

Soc la Uzl nI: 43 1 41 9 .Q8 31 432 425§ -02 81 -27, 1 ~ 

(C?67) (078) W (071) (077) W 

Scholastlc 46.4 47.2§ 08 30 463 457 -07 33 .Q 6,36 . 
(0.71) (074) 1 (071) (076) W 

Vrefen ta contrast between intèrvenUOD and control group. §lndlCates group wilh aupcnor outçqmc 
1 - lDIprovemenL, W _ wonening 10 ICOret (rom Tlmc 1 ta Timc 2 P-values sn:: 2-taded and baaed on ANCOV A 
tHo'Gain- O. Gain acore is Timc 2 score Qlinu. Ttme lacof'C wlthin !ha! group on tha' meuure 

·95% 2-\aùed confidence ümilS, and P-vllues for Ho: In\crVenllon mean .. Control mean Values are metn. (SE) 

p. 

86 

14 

58 

16 

( 
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Table 25: Change on CBCL Behavior Prob)em 

scores between Tirne 1 and rime 2. 

Change IntervenJion COMol ~ 

lmproved or Sarne 128 133 

74.0% 78.7% 

Deterioration 45 36 

26.0% 21.3% 

Total 173 169 

Impro\ltd or sanv refees ta gam scores < 0.5 SD' (S POInts) 

Delenoration if gam score ~ 0 5 SD "l. 0.81. P - .37 

Table 26: CBCL narrow band behavior problem subscales. 

Subscale 1 nlervention 

Time 2· 

Delinquent 587 (0.35)§ 
N 163 

Aggressive 58.3 (0.3é)4--
N 173 

H yperacti ve 59.0 (0.44) . 
N 158 

Settizoid~ 59.0 (0.41) 
173 

Somatic 60.0 (0.46) 
N 173 

Withdrawn 59.9 (0.46)§ 
N 173 

Depressed 59.1 (0.46) 
N 137 

. 

Gain 

0.0 

-0.2 

-0.4 

-08 

-0.4 

0.0 

0.4 

. Control 

Time2 

59.0 (0.35) 
162 

58.6 (0.36) 
169 

58.8 (0.43)§ 
163 

58.2 (O.41)§ 
169 

60.1 (0.46)§ 
169 

60.4 (0.46) 
169 

59.1 (0.45) 
142 

Values are rne.lS (SE) for Idjusted Tune 2 T -scaes and adjusted gain scaes. 
·Sianificantly different from zero (p -.00(1). 1 indicates group with 5upe.riO, outcome. 
P-vaJues (2-tailed) based on ANCOVA. For rounded gain scores. zercfS 0.04 . 

RMUItI 74 

Gain p 

01 .75 

0.1 .73 

-0.6 .67 

-1.7 • .. 08 

-0.5 .80 

-0.4 .43 

0.5 .76 
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reductions of 0.5 standard deviations (5 points) or more as "irnprovement"; increases of the 

same amount or more as "deteriQlëltion"; and changes between these limits (0.5 SO > gain> 

-0,5 SO) as "no change", The results are depicted in Table 2.5, where the frrst two categories 

have been grouped under the heading "improved or -same". Within the intervention group, the 

behavior of 26% of children worsened by this cntenon, whlle the proportion was slightly less 

for control subjects (21 %, P=.37) 

On the Social Competence Scales of the CBCL, there was an equally 

unimpressive difference in oufcomes between intervention and control groups (fable 24). 

There was improvement on both the Actiuties and Scho!astic Scales for the intervention 

group, whùe the adJusted Mean scores for control subJects worsened, although the difference 
1 

between groups was only l.7 and 1 5 respectlvely (Activlues: P=.l4, 95% CI on difference 

-0.5, 3.9, Scholastic P=.l6, 95% CI on difference -0,6,3.6). There was also worsening of 

scores on the Socializing Scale, more so for mtervention subjects, Again, however, this 

change was triVial and nonsignificant (P=.31 and ,81 respectively), and more importantly the 

difference between comparison groups was also marginal (differ~nce=0.6, P=.58, 95% CI on 

difference -2.7, 1.5). 

narrow band 8ubscales: Aggregauon of results across age-sex categories was carried out 

for the narrow-band behavior problem subscales of the CBCL. These results are displayed in 

Table 26, There is a striking correspondence between comparison groups' in Tlme 2 adjust.ed 

mean scores on all subsca1es. NegatIve gain scores indicate improvement for social worker 

counsellefs.!)Ildren on Aggressive, Hyperactive, SchiZQid and Somatic subscales, and 

deterioration on the Depressed subscale, but no change was statistically, significant. For 

control children, irnprovements were also noted. With the exception of the Schizoid subscale 

(p=.OOO 1 ). these gains were not significant 

Su~group analy~ also failed to disclose any significant effects (Appendix 

32). By randomly assigning intervention group subjects to social workers, analysis of 

variation in social worker effects wu made possible, although a basic premise of this study 
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Table 27: CBCL: individual social worker effects. 

(: 
Scale Social Worker Control 

A , B C D 

~ 

Behavior Problems 54 .2 54.8 55.4 56.0 55.3 

(1.08) (UO) (1.10) (1.07) (0.67) 

.32 .60,. .99 .55 

Activities 45.6 44.6 46.0 47.5 44.3 

(1.21) (1.23) (1.24) (1.22) (0.81 ) 

.37 .90 .24 .02 

Socializing 41.7 43.0 41.6 41.7 42.5 

(1.26) (1.30) (1.30) , (1.25) (0.77) 

.62 .60 .58 .59 

Scholastic 47.4 45.8 46.1 47.l 46.3 
(1.17) (1.21) (1.22) (1.19) (0.71) 

.43 .60 .82 .57 

::. 

Values for each cell are from IOp 10 bottom: adjusted Tinie 2 mean, SE, P-value fŒ 

Ho: SW D mean - Control mean. No inter-social worker contrast approached statistical signiflCance. 

, 
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was that "typical" social workers would deliver a unifonn intervention that would reflect a 

"rcallife" situation. To test whe!!ler differcnces in practicc style. experience and other 

intangible factors had produced variation in outcomes beyond those expècted by chance • 
• 

analysis on the ~jo~cales of the CBCL was conducted. Table 27 shows that no strong or 

-systematic pattern of variability in outcomes by social worker occurred. For the clients of 

social worker D, there was a significantly better outcome on Activities than for the con toI 

group as a whole (P=.02), but there was not a singl~ficant difference between social 

~ wo~kers on any of f:hese outcomes, even witho~g the alpha level to take account of 

the multiple hypothesis tests. 

Restricting the analysis to those subjects who actually receive<1 the intervention 
" 

(seCondary analysis) does not alter any of the conclusions based on the full analysis of CBCL . , 

results described above 1. 

5. Chlld and Adolescent AdJustment Profile 

prevalence and transitions: Bearing in mind the differences between comparison groups 

in prevalence of maladju~tment at baseline on this measure (sec Table 22). particularly on the 

Hostility Sllôscale, and to a lesser extent on Productivity. inspection of Table 28 reveals that 

counselling was associated with a lower Tirne 2 group Prcvalence of maladjustment on. Peer 

Relations, Dependence and Hostility, but higher on Productivity and Withdrawal. The rislc 

ratios vary between 0.62 (Dependence) and 1.60 (Productivity) for treatment group 

maladjustment. although no difference is statistically significant. Figure 4 illustrates the 

~--------~,~---- . 
1 Excluding the 19 subjects who did not receive the intervention, the Time 2 prevalence of 
maladjustment on the Behavior Problems Sç~e is 18.2% for the 154 intervention subjects, 

and of course remains at 21.2% for the 169 controls <x2 = .46. P=.SO). The positive 

transition rates are 45.8% and 34.1%, respectively CX2 = .87, P=.3S). and the negative 

transition rates are 11.5% and 7.0% cr =1.55. P=.22). The erude Time 2 means for ' 
Summary Behavior Problem scores were also compamf using a simple 2-samplc t-tes~ after 
excluding these 19 intervention group subjects. The resbictèd intervention group mean was 
54.4 (SE 0.82, N= 154), a reduetion of 0.1 from the crude mean for the complete group and 
still not significantly better than the oontrol mcan (P=.26, 2-tailcd). 

. 1 

1 

1) 
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Table 28: Child anet AdolCJCellt Adjustment Pro!ile: maladjus1ment ai TlJ11C 2. 
oc 

CAAP Scale J/IleTVendon ConlTOl 951& Coutideoœ 
% % RR* JimiIJ for RR P 

Peer Relations 9.8 12.4 0.79 0.43,1.45 .46 

Dependence 8.1 13.1 0.62 0.33, 1.16 .13 

Hostility 12.1 18.3 0.67 . 0.40, 1.10 .11 

Productivity 12.2 7.7 1.60 0.84,3.05 .15 

Withdrawal 16.8 12.9 1.30 0.78,2.17 .32' . 

1 

Table 29: Child and Adolescent Adjustrnent Profile: transition rates. 

CAAPScale J fllerVenlÎOn Control 9SCJ, Confidence 
% N 0% N RR't' limita for RR P 

Positive Transition Rates 

Peer Relations 47.1 17 58.8 17 0.48 (l18, 1.29 .1S 

Dependence 68.4 19 52.6 19 1.31 0.66,2.59 .44 

Hostility 68.2 22 48.6 37 1.32 0.84,2.09 .23 

Productivity 46.7 15 71.4 21 0.65 0.20,2.10 .47 

Withdrawal 46.7 30 62.5 32 0.61 0.34, 1.10 .10 

---------------------------------.. -------------------------------------------------*----------------------
Negative Transition Rates 

Peer Relations 5.1 156 " 9.2 153 0.56 0.25, 1.26 .16 

Dependence S.2 154 < 8.7 14~ 0.61 0.26, 1.39 .24 

Hostility 9.3 151 9.2 '131 0.96 0.46.2.00 .92 ' 

Productivity 7.2 152 4.8 145 1.54 0.63,3.77 .34 

Withdrawal 
.() 

9.1 143 7.3 137 1.28 0.58.2.86 .54 

, ·RR is &he Mancel-HaenszeJ eslimace of &he rilt ratio (intervention relative 10 conttol) adjusred for the 
! 

.1rIâfyina variable, clinic. Confidence limit estimates Ml te5l-based. 
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changes on the subscales between Time 1 and Timc 2. No pattern can be discerned that 

meaningful. 

Supcrior positive transition rates were rccordcd for trcatmcnt subjects on 
f , 

Depcndence (68.4% versus S2.6%, RR 1.31, P=.44) and Hostility (68.2~ versus 48.6%, 

RR 1.32, P=.23) subscaJes (Table R14). However, there were equal1y striking positive 

transitions made by maladjusted control subject,s on the other three subscaIes, although no 

intcrvention-control contrast was statistically significant The negative transition rate resu~ts 

for the CAAP are depicted in Table 29. On only one subscale, Dependence, was there a 

superior outcome for counselled children in terms of both n,egative and positive rates (NTR 

5.2% versus 8.7% in controls, RR 0.61, P=.24). -

gain ecorel. The sarne pattern of outcomes for intervention subjecfS is seen on Peer 
D 

Relations, Dependency and Hostility in the analysis of covariance adjustrnent of Time 2 

scores (Table 30). The control group did better on Productivity and Withdrawal. ORly with 

Hostility, however, did the difference approach statistical significance (P=.04). A closer 
i 

look at this result on the Hostility subscale reveals that the adjustecJ gain scores were -0.6 for 

counselled children and -0.1 for eontrols (p=.OO2 and .54, respectively for the Ho: Gain=O). 

In other words. while both groups improved, there were significantly greater reductions in 

parent-reported hostile behaviors for counselled children than for con trois. Subgroup 

'analyses are detailed in Appendix 32. 

6. Percelved Competence Scalas 

Results for aIl versions of the Perceived Competence Scales are given in Table 

31. For the sixty-eight 4-6 ycar olds (38 intervention, 30 control), Time 2 scores on the 
l . 

Pictorial Scale of Perceived Competence, adjusted for the same set of covarialeS as for the 

caa... and CAAP, show that there is remarkably little difference between the two 

comparison groups. Gain score analysis sbowed the following: both groups had decreased 
", 

scores on Cognitive Competence (p-.lO and .38, for intervention and control, respectively); 

on Physica1-Competence counselled children did not change, but control subjects improved 
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Table 30: Child and Adolescent Adjustment Profile: adjusted Time 2 means (SE). 

o Inrervention Cônzrol 9'~ confidence P-valu~ 
interval on difference 

Peer relations 13.9 (O. 19)§ 13.6 (0.19) -0.2,0.8 .33 
Dependency 8.6 (0.22)§ 9.0 (0.22) -LO,0.2 .20 
Hostility - 8.1 (O. 19)§ 8.5 (0.19) -0.9,0 .04 

Productivity 12.9 (0.23) 13.1 (0.23)§ -0.8,0.4 .40 

Withdrawal 6.7 (0.19) 6.5 (O. 19)§ -0.3,0.7 .30 
--' 

§ indicateS group ~ith superior outcome. 

Table 31: Adjusted Tirne 2 means (SE) on the Perceived Competence sdùes. 

Age group N Subscale Intervention Control 

4-6years 68 Cognitive Competence 2.9 (0.16) 3.0 (0.17)§ 

Physical eoïn'petence 2.9 (0.15) "'"3.1 (0.15)§ 

Peer Acceptance 3.0 (0.13)§ 2.9 (0.14) 

MaternaI Acceptance 2.6 (0.12) 2.7 (0.13)§ 

7-12 years 184 Cognitive Competence 3.0 (0.06) 3.0 (0.06) 

Social Competence 3.1 (0.07) 3.2 (0.06)§ 

Physical Competence 2.7 (0.06) 2.7 (0.06) 

General Self -esteem 3.1 (0.07) 3.1 (0.07) 

13-16 years 74 Scholastic Competerrëe 3.1 (0.08)§ 3.0 (0.09) 

Social Competence 3.2 (0.10) 3.2 (0.10) 

Athletic Competence 2.8 (0.10) 3.1 (0.10)'· 

Physica1 Appearance 2.8 (0.10) 3.0 (0.11)' 

CÀlnduct~Behaviour 3.3 (0.1O)§ 3.2 (0.08) 

General Self-worth 3.4 (O.lO)§ 3.2 (0.09) 

-
1 indicates group with superior oulCOme .• p- .04 ; ail otber intervention v. control contrlSlI, P > 0.2 

0 
) 
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(p-.39); on Peer Acceptance, intervention subjects improved (P=.33), and controls' Mean 

gain score wu zero; on MaternaI Accq;lanCe. both groups showed deterioration (P=.27 and 

'/,67, respectively). 

For the 184 children aged 7-12 years at baseline (91 intervention, 93 c;ontrol), 

outcomes on the Perceived Competence Scale were even mo.re similar when assignrnent 

groups were compared (Table 31). Gain scores showed that both groups improved on 

Cognitive Competence (P=.25 and .41, respectively); had unchanged group means on 

Physica1 Competence; and had worse scores on General Self-esteem (P=.64 and .46, 

respectively), On Social Competence, there was a deterioration in counselled children's 
• 

scores (P=,16), while control children's scores were unchanged, 

For the 74 older children (37 in each group), a sunilar pattern for adjusted 

Time 2 means on each of the six(\subscalCS of the Self-perception ProfIle is depictcd in Table 
1 

31. On three subscales (Schol~tic. Conduct and BehavioJ,', General Self-worth), therc was 

irnprovement for intervention subjects ovcr bascline, while control group adjust.ed mean gain 

scores were zero. On Athleti~ Competence and Physical Appearance, gain scores showed 
. 

that intervention subjccts worsencd, whilc controls improved. 

7. Mother and Famlly Measures 

MaJa'" Inventory • prevalence and tranalllon.: The baseline prevalence of abnonnal 

scores was approximately equal for intervention (18.5%) and control groups (18.3%). 

Following social worker assignment, there was a smaIl decrease ta 17.9% in the intervention 

group, while the proportion increased to 18.8% for control mothers (RR 0.94, P=.78: Table 

32). Rates of pOsitive and negative transition for mothers were more similar when 

comparing assi&!lJDCllt groups than they wcre on the CBCL for children. In the intervention 

group, 41 % versus 39% of deprcssed control mothers were reclassified as normal al Time 2, 

whilc Il % versus 9% of mothcrs nonnaI al TIme 1 bccamc abnonnal al Timc 2 (Table 32). 

- None of these contrasts is statistical~gnificanl 

Restricting the analysis to the 154 familles who actually received social ,. 

" 
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worlçer assistance increases the Time 2 prevalence of maternai depression on this scaJe to 
1 

18.8%, exactly the same as the controls. 

~181se Inventory • gain ICO .... : Aftcr rcsidual confounder control by analysis of 
-\ 

covariance, Time 2 means on the Malaise lnvcntary indicatedà slight, but insignificant 
. . 

advantage (P=.61) for counscllcd mothcrs (Table 33). Gain scores showed that both groups' 

Table 32: Malaise Inventory: proportions maladjustcd and transition rates. 

Inœrvenlion 

% N 

Baseline 18.5 173t 

Tirnc2 17.9 173 

Positive transition 40.6 32 

Negativ~ transition 10.6 141 

Control 

% N 

18.3 169 

18.8 170 

38.7 31 

9.4 138 

. RR* 

0.94 

1.01 

0.91 

95'1 Coafldcmce 

Umil.lforRR P 

0.60, 1.47 -.78 

0.54, 1.89 .97 

0.43, 1.92 .81 

·RR is the Mantel-Haenszel estirnate of the rist ratio (intervention relative ra control) adjusted for the 

slratifying variable, clinic. Confidence liinit estimates are te5t·based. 

Table 33: Malaise InventaI}' : adjustcd Time 2 mcans (SE). 
11 

Inrervenrion ConlTOl 

Malaise Invcntory 4.2 (0.29)§ 4.4 (0.29) 

1 indicates group with superior OUlCOme. 

-1.0,0.6 

/ 
j 

-
P-value 

.61 

improved Time 1 scores (by 0.3 and 0.1, respectively). Secondary analysis of Cl1lde Timc 2 
1 - ., 

-
means for the 154 mothers who had actual social workcr contact reflccted a ncptive change 

sinùlar to that secn in th\rnaladju.sted proportion with the restrictcd analysÏ&. The 
, 1 

intervention group rnean (4.3, SE 0.34) ~as greater than that for controls (4.2, SEO.31, 

P=.80). 
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• Impact on Famlly Scale· gain acores: Results on the Impact o~family scale are 

~picted in Table 34. On all subscales. there was a highly sign~cant improvement in Time 2 

~cores over baseline (P < .00 1)1, and this improvement was greater fo~ the intervention 

group on all subscales except Mastery. However. the differences betw&en intervention and 

control group adjusted Time 2 means are not significant. 

At Time 2, mothers were asked by the interviewers whether their child's 

physical hea1th had changed since the baseline assessment Results on the Impact on Family 

Seale werc examined according ta whether parent responses to this question were "better". 

"same", or "worse". On the Financial subscale, there were superior scores for moJhers of 

chiJdren reported ta have had deterioration in physieal health sinee baseline when compareci 
o 

to cquivalent controls (mean gain -1.2 versus 0.8, P=.04; N=l1 and 6, respeetively). Apart 
.. 

from this subgroup no intcrvention-control contrast approached staiistical significance. 
e 

One-way analysis of variance of gains on the Total Impact score and subscale scores showed 
6> 

no significant main effect for individu al social workers. 

8. Health Service UtlllzaU01"b 

t Mean parcnt-reported visits !O Montreal Children's Hospital physicians in the 

six month period prior to the Tune 2 inÎerview increased slightly for intervention Pl\tien~,_ 

and decreascd for controls (adjusted2 Time 2 means 2.9 and 2.3, respectively; P=.13: Table 

35), cQmparcd to the corresponding period prior to baseline (Table 21). The situation was 
-

reversed, however, for reported visits to nonhospital physicians, where intervention group . 

1 The Pearson pro4uct·mornent correlations between Time 1 and Time 2 scores arc, for 
intervention and control groups respectively: Total Impact .SI, .46; Financial.S7, .54; 
Strain .62, .59; and Mastcry .42. and oS 1. Even thou,h not conected for attenuation, these 
pOOr test-tetest correlations taise the possibility that thIS measure May he unstable over time. 
Perusal of a sample of the most ~tically improvcd qucstic>nnaires rcveaJcd that therc was 
a tcndency al the second interview to rate items al the positive extreme of the 4-point Ukert 
Beale, whereas at Time 1 the same parents had more often chosen 2'5 or 3'5. The order of 
administration of the various measures was different at the second interview becauSe of the 
attempt to "blincf' the interviewers to assignment status until after the parent had completed 
the CBU and CAAP. 1bese 2 instruments had tbcrefore preceded the Impact on Family 
Scale, the reverse of the situation at the bascllne interview. The possibility of a response set 
also exists, but this was ,not evident on any other measute. 
2 F06tnote on page 87. 
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Table 34: Impact on Family Scale: adjusted Time 2 p!eans (SE) and gain scores. 

0 Intervention Control G ~~ c:anftdenoe 
1ime2 Gain Time2 Gain m\erV1l on diff'erence 

Total impact 40.6 (0.79)§ 5.8 41.5 (0.79) 4.9 -3.1,1.3 
-Financial 6.6 (0.23)§ 1.4 6.9(0.23) 1.2 aQ.9,0.3 

o -Family-social 13.6 (O.40)~ 3.1 13.8 (0.40) 2.9, -1.3,0.9 .a . 
-Strain 10.7 (0.31)§ 2.3 11.0 (0.31) 1.9 ~1.2, 0.6 
-Mastcry 9.8 (0.:.) -1.0 9.8 (0.22) -1.0 -0.6,0.6 

. 
§ indicates group with superior outcome. P ~ 0.3 for aU intervention v. control "'trlSlS. AU Idjusted aain 

!cores significantly diffet from zero (P < .001). 

r- .... , 
Table 35: P!Uent-ieported health service utilization for 6 month period prior to interviews. 

r 

's . " ervlCe 1111erventÎOn Control P-value 
Timc 1 Time2 Crude 1'2 Adjusted Time 1. Ttme2 Crudc 1'2 Adjulled 
Median Median Mea 1'2 Mean Median Media Mean 1'2 Mean 

,,\ 

• Visils 10 MCH doclors 1.83 1A3 2.b" 2.9 lAS 1.29 2.1 2.3 .13 
(O.2,? (0.27), 

Othct doc:tor visill 0.17 0.18 0.8 0.5 0.17 0.22 0.9 0.9 .23 
'(0.23) \ (0.23) 

\ 

Hospital 8dmissiona 0.09 0.07 0.2 0.07 " 0.08 0.2 .68t 

.. 
t Median test Ai -0.17. Parentheûcal v~ues are SE for Idjusted means above. 

--) 

\ 

" 

o 
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Table 36· Reported psychosocial ServIce utihzaoon 10 the mterval 

between Time 1 and Time 2. 

ServIce 1 nJerventlOn Control P 

Psychologlst 16 10 .25 

(9.2%) (5.9%) 

Psychlatrist 6 3 .32 

(3.5%) (1.8%) 

Non-study SOCIal worker 13 Il 72 

(75%) , (6.5%) 

Nurse or nurse counsellor 2 9 .03 

(1.2%) (5.3%) 

Othert 9 12 .47 

(7.1 %) (5.2%) 

Total famùies receiving 33 33 .89 .. 
extra assistance (19.2%) (19.6%) 

t mcludes phystcal theraplSlS, speech tberapists and clergy. 

-
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parents reported a decrease (adjusted Tlme 2 mean 0 5), and con trois an mcrease (0.9, 

P=.23) Overall, there was a slight CJtcess of ail doctor VIS ilS ln the mterventlon group (3 4 

versus 3 2, P= 74), although these differences wcre not statlsl1cally !>1gOlflcant, a conclusIOn 

confmned by the nonparametnc analySlS. There was a very low Incidence of reported 

hospitahzations and httle to separate the groups Cflme 2 medlans 007 and 0 08, P= 68) 

Reported uuhzatlon of psychosocial servIces (apart from study SOCial 

workers) also showed a small exce~ treatment group famille., for ail categones exccpt 

one (Table 36) Nurses or nurse counsellors were 4 5 urnes more hkely to have becn 

consulted by control fanulies than by InterventlQn famIlles (P== 03) The companson of 

proportIons of farrulies in the major asslgnrnent groups who recclved any addltlOnal services 

(mdlvldual service categones were ,not necessanly exclUSive) suggested that CO-l11tcrvenllon 

had not occurred, insofar as parent-reported occasions of service IS concemed ThiS 

conclusion IS supported by control subjeets' response to one of the Tlme 2 mtervlewer's 

questions: "Dld the faet that you were not asslgned to the SOCial work assistance group cause 

you to seek help elsewhere for any problems or dlfficulties that came up at the first 

mterview?" Of 169 subjects who responded to thlS quesuon, only 8 (5%) rephed ln the 

affmnatlve. 

l ANCOV A models were fit to physician utilization dàta in the same way as for analyses of 
other measures. This was not an entirely satisfactory exercise, due to problems with 
moderate nonnormality in the distribution of residual values, and homoscedasticity. 
Dependent variable transfonnations made only modest improvements in the mode) fit, 
although there was correction of the variance problem. However, results are reported for the 
modelling approach for the untransformed dependent vanables, bccause it was Judged thal 
the assumption violations did not in~ida~e results. Less informative distribution-free 
tests were also used (median test, Kolmogorov - Smrrnov 2-sample test), and produced 
results consonant with the adjustment procedures 

Q 
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9. Parents' Perceptions of Intervention 

The 154 families who recelved social worker assistance were surveyed for 

their subJectlve interpretations of the value of this experience In 76% of cases respondents 

considered the amount of social work contact they had had to Miiliout right"; "too tittle" in 

8%; and "too much" in 16%. There was a clear indication that parents consider medIcal 
• 

knowledge of specifie ehildren's diseases tp he imPortant for SOCial workers asslsting such 

families Only 19% felt that disease and treatment knowledge was of little, or no importance 

Parental assessment of this knowledge in the SOCial workers to whom they were attached 

indicated that just over two-tlurds (69%) thought that therr SOCial worker knew a moderate 10 

great amount about aspects of their child's Illness. 

In Table 37, responses to 6 questions that relate 10 the perceived value of the 

social workers are cross-tabulated with CBCL transition status. This allows description of 

perceived value by changes in child maladjustrnent status dunng the trial. Although no 

single group stands out on any one question, it is apparent from items 1, 3, 4, and 5 that the 

highest rates of perceived value occurred for children who were classified as becoming 
~ 

~ 

maladjusted during the study (negative tranSitions). With regard to perceived benefit in tenns 

of improvement in child behavior (item 4), it is equally surprising that the lowest rate (18%) 

occurred 10 children whom the CBCL classification was one of improvement (positive 

transition). 

The interviewers also asked treatment group parents ques.tions that had been 

used in the Rochester and Genesee County health surveys (Appendix 4: Q 9-13; Walker, 

Gortmaker, and Weitzman 1981). These subjective parental assessments of child behavioral, 

social and scholastic function provide an opportunity to gaug~ parental perception of social 

worker n]ue as a function of whether or not they themselves considered their children to be 

maladjusted. The results prove illuminating. In Table 38, responses to the survey question, 

"Do you have any problem with ............ (child's name) behaviorT', are juxtaposed with 
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Table 37: Parents' percepùons of study social worker vaJue by CBCL translUon status. 

Social worker PositIve Negative No Transition No Transition Total P 
assistance .. Translbon Transition - MaladJusted . Not Maldad'd 

\ ~ 
1 Was helpful to you 7 10 7 63 87 .62 

636% 714% 539% 54 3% 565% 

2. Was helpfullo yourj 5 6 6 47 64 .97 

child. --J'- 45.5% 429% 46.2% 405% 416% 

3 Helped child cope 4 6 4 28 42 .43 

with illness. 36.4% 42.9% 30.8% 24.4% 27.5% 

4. Improved child's 2 6 4 28 40 .33 f 
behavior. 18.2% 46.2% 30.8% 241% 261% 

5. Will J>e helpful 4 5 5 27 41 .43 

for chiId's future 36.4% 38.5%- 38.5% 239% 27.3% 

coping with illness. 

~ 

6. Should he continued. 10 9 12 76 107 .16 

90.9% 64.3% 92.3% 704% 733% 

.~) 

TOTAL Il 14 13 115 154 

o 



c 

o 

Resulta 80 

Table 38: Comparison of parents' perceptions of study social worker value by subjective 

(Survey question: Do you have any problem with .................... (child's 

name) behavior?) and objective (CBCL Bchavior Problem score) classification of 

child behavior disorder al Time 2. 

Social worker 

assistance ..... 

Survey Question p CBCL Classification p 

Problem Noproblern MallMijusted Not Malad'd 

1. Was helpful 10 your 

child. 

2. Helped child cope 

with Illness. 

3. Improv~ child's 

behavior. 

17 

58.6% 

15 

51.7% 

14 

50.0% 

46 

37.1% 

27 

22.0% 

26 

21.0% 

.03 

.001 

.002 

12 

44.4% 

10 

37.0% 

ID 
38.5% 

Table 39: Agreement between positive parent responses to the question: 

"Do you have any problem with .................... (child's name) behavior?" , 

and classification of maladjustment based on the summary T -score of the 

CBCL Bchavior Prob1em Scale. 

Survey Question 

Behavior Problem 

No Pi'oblem 

CBCL Classification 

Maldjusted , Not Maldjusted 

32 28 

36 244 

Total 68 272 

Agreement a 81.2%. Expected = 69.4~. 4 = -.39 

Total 

60 

280 

340 

52 .74 

40.9% 

32 .22 

25.4% 

30 

23.6% 

.12 

• 
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CBCL classifications of maladjustment al Tirne 2 on the Behavior Problem Scale. A striking 

fmding is that on aIl three questions to parents concerning social worker value, there is a 

significant association of valued social worker service with perceived behavior problems in 
• 

the child, though this association is much less striking with the CBCL classifications. When 

children were reported as having either behavior problems, or difficulty getting along with 

other children or adults, there was a similar pattern suggestin,g parental appreciation of social 

worker benefit On these survey questions, there was linIe differince between intervention 

and contr01 groups in parent reporting of behavior problems (19.6% versus 16.8%, 

respectively: P=.51), or social difficulties (8.5% and 8.9%:P=.89). Unfortunately, 

however, these questions were not administered at baseline. 

Agreement between parental classification of their child as having a behavior 

problem and the CBCL classification is modest (Table 39), there being agreement in 81 % of 

cases when 69% agreement would be expected by chance (kappa = .39). 

10. Docume~ of the Intervention 

entation of the intervention process was carried out by using a 

questionnaire completed by social workers for each client ar the t.ermination of their 

attachrnent Data concerning both activities and practice style, together with social workers' 

percepti0ns of their own efficacy and teception by family members were analyzed. 

Over 92% of aIl telephone and personal contacts were initiated by the social 

workers. A three week mid-study survey of their logs showed that 40% of contacts were by 

telephone, 26% were in the office and 7% in the patient's home. At this time also, social 

workers documented that 28% of contacts were scheduled follow-ups according to the 

protocol, while 27% were for specific consultations around problems, providing requested 

information, or for therapy. Paper work accounted for 24% of their time and 10% were 

attempted phone calls, or arranged meetings that weJe not successful through una~ailability 

or failure to attend 

There was some variation in practice style between social workers, retlectcd in 
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the proportion of time spent with different fâmily memben (Table 40). No social worker 

spent more than about one tcnth of their time with the child alone. In fact two out of three 

children never saw the social worm aJonc. More than two-thirds of contact tirne was spent 

with the mother, with or without the child, and social worker B spent 29% ofhis time with 

the whole family. The social workers did not meet the father in 38% ofthose families where 

a father lived in the farnily home. 

With regard to services provided, 23% of familles were receiving sorne form 

of governrnent or other fmancial aid at study commencement, but a further 24% were 

considered eligible and wcre referred for aid During the study period, less than 3% were 

referred for psychological or psychiatrie services, and al the time of study cessation, 

two-thirds were not referred for continuation support services. Of those who were, half were 

referred for psychologieal or psychiatrie help, and one-quarter for hospital or . . 
community-based social work services. 

Table 40: Mean percent of contact time that social workers spent with family members. 

% contact SocÜJJ Worker Total 
time with., ...... . A B C D 

Patient alone 8.7 10.5 5.4 6.9 

Mother alonc 26.8 30.6 . 28.0 

Mother & patient 40.8 46.8 40.3 

Family 17.9 29.1 12.7 12.1 18.0 

Father alone 3.2 6.7 4.3 3.3 4.4 

Siblings alone 1. 7 1.7 5.1 1.6 2.5 

N 38 39 37 40 154 

Social workers reported that the most common cause of their inability ta effect 

positive change in 83 famUies where they considered it desirable was J'CSistance on the part of 
4 

, 
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parents or patieJ1ts (33%). AIl felt frustrated by the relatively shon attachment period 

permitted by the study and this was reflected in their bellef in 22% of cases that the main 

obstacle to efficacious intervention was lack of time. Their strong feelings about this 

difficulty are also reflected in the trends of the reception they received from patients and 

mothers over the study pcriod (Figure 5). There was a clear "warming up" period, 

particularly among mothers by the midpoint of the study, with continued improvement, as 

would he expected by the sixth month. At that time, social workers considered 58% of 

mothers 10 be wann or enthusiastic about their contact with them. 
1 

, 1. Social Workers' Perception of Thelr Effectlveness 

) In 45 cases (29%), social workers considered that they had made effective 

contributions to irnprovements in child behavior. In 20 (44%), this was attributed to 

therapeutic activities directed specifically at the child; in 13 (29%), it resulted from general 

support and encouragement; and in 6 (13%) it was thought to he secondary to benefits ta the 

mother resulting from therapy directed at her. In 65 mothers (42%), significant contributions 

to improved psychosocial functioning were mainly attributed to therapy (38%), g1ra support 
,1 • 

(31 %), and secondary ohanges resulting from therapy directed to the child (16%). 

Social workers judged that 45 children (29%) showed improved behavior by 

the end of the study period; 103 (66%) were considered unchanged and 6 (4%) were thought 

to have become worse. There was considerable variation between social worlcers' 

assessments of these changes (X2df6 = 20.36, P=.OO2). For exarnple, social worker B 

considered 51 % of his children to have improved, while social worker D felt mat only 13% 

of hers bad done so. These judgements of behavior changes were compared to CBCL 

classifications (fable 41). Positive transitions were regarded as "improved"~ persistent 

maladjustment, or maladjustment al ~ither lime 1 nor Tirne 2 as "unchanged'; and negative 

transitions as "worse". There was poor agreement, due largely 10 38 subjccti "misclassified" 

by social workers as "improved". Because the CBCL classification uses a cut-off (of 63) on 

a continuum, this is not really a fair comparison, sinee improvements may bave bc:en 
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substantial on either side of the cut-off without actually crossing it in either direction. 

Children's ability 10 adjust 10 any present or future illness-relaled stress was 

also raled on a 10-point scale (la = outstanding resilience; 0 = not able to adjust at all). AU 

considere<! that overall irnprovement had occurred (fable 42); and ANCOV A adjustrnent (for 

clinic, Tirne 1 score, sex and age) of gain scores on this scale revea1ed that for social workers 

Band C this positive change was highly significant. Because these paired ratings were made 

simultaneously at the end of the study, however, the quantification of the change between 

these assessments is difficult 10 compare between social workers with any confidence. 

With respect to changes in rnother's psychosocial function, social workers 
/ 

considered 26% to have improved, and 71 % 10 have remained the same. Agam, there was 

considerable variation between the social workers' assessments of this transition ('y} dr6 = 

20.2, p= .(03), with social worker D judging only 8% of her mothers to have improved. 
1 
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Table 41: Social workcr versus CBCL classüication of child behavior change. 

Social Worker CBCL classification 

judgement improved no change worse 

improved 4 38 3 

no change 7 87 9 

worse 0 3 3 

Weighted-èappa - .(J7 

1 
Table 42: Social worker's own ratings of patients' ability to adjust to chronic illness at 

commencement and terminatioo of assignment Score for each child was based on a 10 point 

sca1et in response to the following question: "How did"you rate this child's ability to adjust 

to any present or possible future stresses of hislher chronic illness?". 

Social Worker N Tirne 1 Tune 2 Adjusted Adjusted 

mean (SO) mean (SD) Time 2 mean (SE) gain 

A 38 S.3 (2.1) S.6 (2.0) 6.0 (0.17) 0.22 

B 39, 6.0 (1.2) 6.S (1.0) 6.2 (0.17) O.SO 

C 37 6.1 (2.4) 6.6 (2.3) 6.3 tO.17) 0.53 

D 40 S.6 (1.9) 6.0 (1.8) 6.1 (0.l6) 0.32 

tscaJe anchored from 0 (not able ta adjust at all), through.5 (about average), ta 10 (oucsWl1ing). 

·p-values basedon ANCOV A. for Ho= Gain - O. for all inter-social worker comparisons, P >.16 . 

, 

p. 

.20 

.004 

.002 

.OS 

) 
J 
\ 

\ 

\ 
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12. f)ummary of Flndlngs' 

With respect to the study hypotheses, it is concluded that: 

1. The social work intervention is not associated with a reduction in th~ overall pre valence of 

child or maternai maladjus~t 
-

2. According to results on the CBCL, there is no significant NsuIt ID indicate a therapeupc 

effect of the intervention on child behavior disorder. 

3. No primary preventive effect was observed - negative transition rates are not significantly 
'" 

different 

4. No secondary preventive effect was observed - interactions of treatment by n\.aladjustment 

statu's at Time 1 are npt signficant 

5. There is no significant difference between intervention and controls on any measure of 

child behavior except the Hostility subscale of the CAAP (P=.04), a difference which 

favoured intervention. 

6. General self-esteem and perceived physical or athletic competence were not enhanced by 

social work counselling. 

7. No measurable beneficial effect on the social and economic impact of chronic illness on 

the family can he attributed to social wor~ assistance. 

8. A smaIl but significant increase in consultation of nurses or nurse counsellors by control 

subjects was reported, but there was no overaU difference between the comparison 

~ups with respect to health service utilization. 

9. Secondary analysis - restricting the comprison to subjects who actpally received the 

intervention - does not alter any of these conclusions. 

No a priori hypotheses werespecified in reIàtion to sub-group ditferences. 

More detailed asPeCts of the subgroup analyses that WeJe canied out are appended (Appendix 

-
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32). Table 43 summarizes aU results with P-vaJues less than .OS, but no attcmpt is made ta 

adjust the comparisonwise euor rate to take actount of multiple hypothesis te8ting (Cupples 
'1 

et al. 1984). Even a simple Bonferroni adjustment would tender insigntfiCant aIl of the 

tabulated fmdings on hehavior and perceived competence measures (Table 43). There does 

not appear to he a systematic pattern for any particular subgroup . 

• 
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\ Table 43: Summary of findings where P <.05 for intervention v. control contraSt. 

Outcome measure M~er Sub-group 1 nJervenrion Control P 

!1 
Child Behavior Checklist 

Activities functional status no disability 46.4§ 44.0 .03 

Socializing r( clinic cardiology 49.~ 41.0 .04 

Socializing clinic cerebral paIsy 26.9 40.0§ .04 

Scholastic \ clinic sickle œil 49.9§ 42.9 .04 

Scbolastic ~ Green S49 47.7§ 43.1 .04 

Scholastic SE Green 50-59 48.0§ 44.4- .02 

Child & Adolescent Adjustment Profile 

Hostility ... ... 8.1 § 8.5 .04 

Hostility . clinic hearing&clefts 7.6§ 8.8 .03 

Peer Relations clinic sickle cell 13.6,§ 11.1 .02 

Dependence 
c 

functional status mild~ disability 7.6§ 9.3 .03 

Productivity clinic respiratory 14.2§ 11.6 .03 

Productivity clinic spina bifida 11.3 14.0§ .03 

---------------------.-------------------------------------------------------------------------------------, 
Malaise Inventoryt CBCL transition positive transition -2.2§ 0.9 .04 

Self-perception Profile 

Athletic Competence age 13-16 years- 2.8 • 3.1 § .04 
, 

-----------------.. -------.--------------------------------------------------------------------------------
Impact 0J-~ily Scale 

Financialt & J health change worse -1.2§ 

Straint Malaise transition Tl & T2 nonnal -2.7§ 

Health service utilization 

MCH doctor visits functional status modo disability 5.5 

MCH doctor visits functional status severe disabill ty 5.1 

MCH doctor visits SES Green S49 3.7 

MCH dOctor visits -- SES Green 50-59 3.9 

Nurse consultation • • 1.2% 

0.8 

-1.7 

2.0 

2.1 

1.7 

2.1 

5.3% 

.04 

.02 

.02 

.002 

.02 

.003 

.03 

V~lues are adjusred means 01' proportions. t gaiJ)~s. • main assignmenl group conuast(alilubjects). 

t indicates group with superior OUICOme. SES-socioetonomic sWus by OJeen score. 

, > 

" , 

., 



( 

" 

.J. 

DISCUSSION 

r , 



1 
o 

o 

.., 
Dlacuaalon 100 

The overwhelming conclusion to be drawn from this study is that no 

measurable short-tenn effect can he attributed ta the social work intervention. How 
o 

confident can we he that thlS result IS not blased? Was It a fair comparison? Has an 

unportant effect been Intssed that was too smalllo he reltably detected given the available 

sample size? DId the mtervention functlOn, and did Il reach its target? If the answers ta 

these questlons mdlcale that the result IS valtd, to what extent can Il be generalized to other 

situatIons? What does il tell us that lS useful for future Innovations and research 1Jl thlS 

area? 

1. Measurement 

approprlate construct: The ftrst lsssue to conslder is whether the nght construct has 

been addressed The outcomes that were measured - chùd behavlOr (positIve and negauve 

attnbutes), self-esœem, maternaI depresslOn, and the SOCial and econonuc impact of Illness 

on th, fanuly - broadly retlect the domarn of psyChOSOCIal functIon that dermes the main 

areas of secondary morbldlty in Chlldhood chromc ilIness (pless and Pmkerton 1975, Nolan 

and Pless 1986). It rçpresents both an appropnate and relevant spectrum of heaIth events 

WhlCh are specifically addressed by conventional social work practice (TraVIS 1976) 

mlsclassiflcatlon: Second1y, has measurement error obscured a treatment effect - IS the 

signaI lost in the noise? NondtfferentIal random miscIasslficanon of the outcome of mterest 

IS a form of infonnation bias which has been shown to distort the measure of effect towards 

the null, that is to a relatIve risk of one (Keys and Kihlberg 1963, Klembaum, Kupper, and 

Morgenstern 1982) Obviously, exposure Intsclassificauon cannot occur in the context of a 

randorruz.ed tnal, since the assignment procedure guarantees exposure status - intervention 

or control - at least wh en the analysis is based on group composition at assignment 

Outcome rnisclassification alone does not prodlJce a large blas, provided 1t is randorn, and 

nondifferentiaI (affecting the comparison groups equally), and especiaIly when test 

sensitivity and specificity are high. For example, estirnates of sensitivlty and specificity on 

the Behavior Problem Scale of the CBCL (for the sununary T-score, using a cut-off of 63) 
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extracted from data provided by Achenbach and Edelbrock (1983) are .76 and .89, 

respecuvely. The adjusted point estirnate of the risk ratio for ma1adjustment on this rneasure 

at Tirne 2 is 0.87 (fable 23). Correcting this estirnate for outcorne misclassification, based ~ 

on the aforementioned sensitivity and specificity values, and usmg the method described by 

Copeland et al. (1977), reduces the risk ratio to 0.81 - a trivial change. 

timing: The third important point relates to the timing of outcorne assessmenL A major 

thrust of the mtervention process was towards equipping children and parents with personal 

slalls to better withstand future illness-related stresses Assessing the response to social 

worker asSIStance almost immediately following attachment may miss latent effects yet to be 

r~hzed. Smce there are vutually no data frorn empincal studtes to assess wh ether this i.S, 

or is not likely, it must he conceded that it is possible In other areas there are precedents 

which suggest that 1t is at least reasonable to entertain this posslbility. 

The home care study of Stein and Jessop (l984a, c; 1986), for example, 
-

showed marginal benefits in tenns of psychosocial outcornes at 6 illld 12 months, but a 

quite striking advantage at 5 years, based on an average intervention period of Il months. 

In a somewhat dIfferent context, a "sleePer" effect was discovered by Achenbach and 
, 

co-workers (personal communication, T. M. Achenbach 1986) following psychosocial 

support to mothers of preterm infants during infancy (Motht"r-Infant Transaction Program). 

Apart from special counselling by a pediatric nurse during hospitalization, this apparently 

modest intervention consisted of only 4 home visits in the 3 months following discharge 

from hospital. Developmental outcomes assessed by the se workers (Bayley and McCarthy 
, . 

cognitive scores) showed, at 1 year, no difference between early ilfrvention subjects and 

controls. However, by 3 years, a dermite advantage in developme1tal outcomes was 

detected, and al 5 years, pre1irninarY data suggest this difference 10 be even more rnarked. 

For these reasons, a third interview is planned as an extension to this 

evaluation for one and a half years following cessation of social worker assistance. 
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2. Bias 

Even ra~doffilzed tnals are subJect to blases, although care was taken \0 the 

design and executlon of thlS study to mmlmlle these threats to mtcmaf study valtdity The 

three broad areas of bias in epideffilologic research - mformatlon bJas, selectIon blas, and 

confounding - will be ex~ned for possible sources of systematlc error that may explam 

wh ether or not a real effect of the mtervenUon may not have been observed. 

Infonnatlon biss: Another mfonnatlon bias may have ansen from mteractIons between 

mtervlewers and parents at the second mterview Although bhnding tnterviewers to 

asslgnment status was not completely possible, the use of a sealed package to conceal 

beforehand whether the subject was to recelve a questionnaire about the socIal worker 

expenence was an attempt to have the parent complete the malO outcome measure before 

there was any discussion of the social worker expenence Interviewers were stnctly 

Instructed not to discuss any aspect of the study until the,cBCL and other outcome 

measures had been completed. As a result, 1t is unhkely that tmportant distortIons in parent 

responses on the CBCL occurred, and if they had, they would more Itkely have enhanced 

rather than detracted from percepllons of socIal worker efficacy in terms of improved c~tld 

behavior. Similarly, a possible response set from mterventlOn group parents would act to 

Improve rather than worien outcomes on all measures 

selection blss: There was negligible loss to follow-up The primary and secondary 

analyses result in identical conclusions. There seems to be hule opportunity for selecuon 

bias. 

resldusl confoundlng: To the extent that measured covanates were available, this was 

controlled by analysis of covariance Adjustment made httle difference 10 crude estimates, 

although the precision of the estimate was enhanced by this adjustment (Kleinbaum and 

Kupper 1978). 

co-Interventlon: Confounding may also result from contanunaùon of the control group 

as a result of study enrolment, such that control subjects seek addiùonal psychosocial 
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psychosocial assistance foUowing sensitization at the baseline interview (Feinstein 1985) 

A smalJ but significant nurnber of control group farnilies did indeed report seeking 

assistance from nurses attac~ to clinics, but overall there was identical psychosocial 

service utilization between comparison groups. Less than 5% of control subjects admitted 

that issues raised at the Time 1 interview had induced them to seek psychosocial help. 

Consideration also needs to he given 10 the control stimulus. Was it too 

strong? It seems unlikely that a carefuUy restricted phone caU, and a short neutralletter at 

the study midpoint could in any way exert a quantitatively important therapeutic effect 

3. Power 

The statistical power of thlS study 10 he reasonaply sure of not having missed 

important differences by chance is illustrated by the confidence intervals around the risk 

ratio estunates On the CBct. Behavior Problem Scale, the 95% 2-tailed confidence interval 

around the point estimate is 0.57 to 1.33, intervention relative 10 control. Wider intervals 

were estimated around the transition rates (fable 23), and on the basis of these proportions, 

moderately large differences cannot be ruled out It is quite a different matter, however, for 

results using the continuous outcomes on the CBCL and other measures. The difference of 

0.2 points between intervention and control adjusted Time 2 Summary Behavior Problem 

scores is small, and the 95% confidence interval around this difference estimate is -2.1 lb 

1.7, representing an interval of approximately 0.2 SD either side of equivalence, a small 

effect size, as dIscussed in Methods. 

4. Intervention 

Before drawing conclusions about the intervention itself, we need to he sure 

that the intervention was delivered, and in the usual situation of, for example, a drug trial, to 

have sorne idea about compliance with treatment 

dellvery of Intervention: Even when the analysis is restricted to the 154 intervention 

subjects who received the social work assistance, the absence of a treatment effect persists. 

Scrupulous maintenance of a minimum intervention package ensured that none of these 154 

j 
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familles was ignored or forgotten by the social workers. Jt should he remembered too, that 

a mere 12 mothers, or 8%, considered that the arnount of social worker contact was too 

llttle. Furthennore, in only 4 of these 12 cases were they mothers of children who made a 

negative transition on the CBCL, or were classified as maladjusted at both Time 1 and Time 

2. 

compllance: Il is impossible to measure compliance in the context of this type of social 

intervention, at least in a way comparable to monitoring, say, compliance with drugs in a 

pharmacologic setting. Whether subjects "took their dose" of social work assistance is 

therefore a meaningless concept In addition, the pragrnatic nature of this effectJv~ness 

evaluation also renders the issue of compliance relatively unirnportant. 

was there somethlng to Intervene on?: The sampling frame baselme maladjustrnent 

rates on the CSCL depic~ m Table 17 indicate that there was slgnificant psychosocial 

morbidity in the study sarnple, at a level of about twice what would he expected in the 

general population. The overall prevalence of approxirnately 20% shows that there clearly 

was potential for remed.iation. 

potency: Remembering that this study was an effecuveness evaluation of relatively 

standard social work practic~, the relevant question in relation to whether the intervention 

W as adequately "potent" must he asked in tenns of conventional day-to-day practice. The 

caseload for each social worker was not heavy. Although between 37 and 40 families were 

seen by each social worker, there was never any question of inadequate time 1O.perform 

perceived necessary duties, even with the increased data recording associated with the 

study. The social workers enjoyed the flexibility of their working hoUTS and never feh 

compelled to work overtime. 

targettlng: Would social workers have been effective if it had been possible to target the 

intervention on chiIdren who were already maladjusted, or who were at greater risk of 
r 

maladjustrnent? This is a question that cannot he answered by the available data, but even 
l' 

though not pressed for time in any serious way, it does seem reasonable and sensible 10 
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speculate that working longer with those children identified as having psychosocial 

problems would offer a better opportunity for remediation. The superior positive transition , 

rate in the intervention group, whlle not statistically signifieant, suggests the possibility of 

therapeutic efficacy. The problem with preventive efficacy, and targetting individuals who , 
are al risk for maladjustment, is that accurate Identification of the se children remains 

• 
problematic. Furthermore, as Rutter (1982) points out, and as the results of thls study 

graphically illustrate, there is also little empirical evidence for deciding how to prevent 

maladjustment even if high risk individuals could be more reacùly identified 

brevlty: There is a strong suggçstlOn, based on social workers' responses to the .. 

questionnaire, that the six month intervention penod was too short to allow maximum 

effectiveness. This appears to he due mainly to the fact that it took severa! months for most 

families to "w.arm up" to the social workers, delaying entry into a mutually trusting 

relationship, and presumably hampenng the delivery of efficacious services. 

wor1<lng outalde cUnles: SOCial workers did not idenufy their functioning outside dîme 

teams as an impediment to thelf activities. lnstead, they perceived this as a beneficial aspect 

of their mode of operation, citing the opportunity to act as a relatively independent observer 

of family interactions with clinie and other hospital staff. A patient load of children from Il 

different clinics was ofteIl cited as a small di ffic ulty , in tenns of coming to grips, at least 

superficially, with details of the illness, its management, clinic staff members and clinic 

praetiees. Although social worken did not consider detailed knowledge of specifie illnesses 

to he an important prerequisite for their effectiveness, the vast majority of parents seemed to 

think that it was. One could speculate that, despite the social worker's own feelings, 

working as a tcarn member in a more convention al role withîn a small number of specialist 

clinics would facilitate their effectiveness. 

prwentlon role: In this study, the novel aspect of social worker assistance was the focus 

on preventive intervention, aiming to build ehildren's persona! resources to better withstand 

future i1lness-related stress. Of course this is not an entirely new role for social workers, 
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but at the same tune it is true that crisis intervention occupies a large proportion of social 

worker time, at least in urban specialist hospitals. Anecdo~ reports fro~ the four study 

social workers indicated a rapid readjustment to mis l'Ole. The most difficult practical 

problem for them in this regard. however, appeared ta he in relation to monitoring 

apparently well-adjusted fanùlies with the pre-requisite monthly telephone calls. In the 

majority of cases, this became a weIl tolerated part of their daily activities. 

unlfonn/ty of soc/al worker effectlvenen: Did one social worker's poor results detract 

from the group mean of the intervention subjects as a whole, and account for the negative 

result? The evidence shows that the answer is a frrm "no". On no scale was a particular 

social worker identified with significantly poorer outcomes than the others. Neither was 

any individual social worker systematically more effective than lus or her colleagues 

5. Subjective ~ssessments of Beneflt 
-

A substantial proportion of parents did not find the social workers helpful ta 

their child, eyen when they thernselves considered their child to have a behavior problern. 

This somewhat gloomy fmding was accentuated when viewed in tenns of CBeL 

classification of maladjustment By contrast, social workers appeared to overestimate the 

benefit of their assistance, and did poorly in identifying maladjusted children. Exactly why 

they this was so is an important question that deserves further investigation. 

6. Implications 

generallzatlon: Careful attention was paid in this study to documenting the characteristics 

of the sarnpling frame, so that the extent 10 which results may he generalized could he 

defmed. It was shown fmt of all that 69% of the sarnpling frame particlpated in the study. 

While nonparticipating families were more likely to he English-speaking, they were 

otherwise re401y'similar on the basis of available data. 

The medical diagnoses of subjects. docu-mented in Appendices 21 10 31 b, 

illustratc that a typical and broad range of simple 10 complex disorders was represented in 

these patients. Only 5% of consenting subjects had multiple major disabilities1
. Therefore, 



Discussion 107 

\ ') 

the study population did not have unusual morbidity charactenstics. The sociodemographic 

constitution ofthis Montreal urban sarnple retlected a diverse, predominantly urban 

population not unlike most other large modem clties. There is no reason to believe, nor data 

to suggest. that Quebec child.ren are socially and culturally so different from other North 

American children as to make them not representative of them. 

The setting for this study, the Montreal Children's Hospital, IS typical of 

tertiary pediatrie referral centres throughout the Western world. The trammg of the study 

social work.ers is aIso typical of that reqUlred of social workers employed 10 these centres. 

It is important to note, however, that the study social workers did not have extensive 

experience in the area of childhood ehronic Jllness To this extent, generalizatlOn of results 

is limited to similarly experienced workers, although the question of how much SOCial 

worker experience nught improve efficacy has not been studied empirically. Furthennore, 

and since this was an effectiveness evaluation of "typical" social work services, results from 

a study of workers with 20 yem' expenence would have limIted generahzability for the 

usual elinica1 situation. 

The mode of operation of social workers in thlS study was m sorne ways 

novel, and in others typical of current practiee. The negative result cannot he generalized to 

all social work in chronie illness • particularly not 10 efficacy in crisis intervention, nor to 

specific psychotherapeutic activities. Nevertheless, it remains inescapable that a global 

social work intervention of the type and durauon exarnined in tlus study is not effective in 

short tenn remediation or prevention of maladjustrncnt in chronically ill children. Previous 

attempts to demonstrate that psychosocial assistance by nonprofessional counsellors and a 

home care tearn (cited in the Literature Review) had shown marginal or uncertain benefits 

base<! on small samples. These studies are now joined by this inveSl.îgatlOn, the 

disappointing 

1 defmed as attending more than 1 specialisrcttftic. 
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fmdings of which point 10 the necd for improvements in future intervention strategies. and 

their evaluation. 

future Intervention.: The experience of this study underlines the importance of 

understanding the separate issues of prevention and treatment of psychosocial problems. 

Designing and implementing future strategies to ~s these dual challenges must take 

account of differing requirements 10 identify sui table subjects to intervene on - accurately 

classifying maladjusted individuals, and just as accurately pin-poinung those at greatest risk 

for future difficulties. This latter problem requires further basic research Other types of 

mtervenbon need to be assessed. Nurses working within specialty clinics may he ma 

particularly advantageous position to Identify and treat maladjusted and at-risk chIldren 

The effectiveness of interventions beginning at a young age and/or at the time of diagnosis 

or flfSt presentation of chronie illness also needs to he explored 

Any future evaluation should ensure that ~uate numbers of subjects are 

enrolled to test separate hypotheses of prevention and treatment efficacy, as weIl as overall 

prevalence rates of maladjustrnent In most centres this will require cooperation with other 

hospitals, employing a multicentre trial approach. The highest epidemiologic standards of 

rigorous evaluation shouJd of course guide such efforts, with all the necessary attention to 

the additional demandç, of multicentre research (Friedman, Furberg, &Ki DeMets 1985). 

1 
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It IS self evident that the occurrence of a birth defect or any chronic disabltng 

conruuon creat.es a stressful expenence for both parent and duld. The result of thlS stress is 

frequently mamfest as emotlonal problems or dIfficulties ln SOCial relationshlps ln the 
, 

llterature the lerm "psychosocial maladjustment" IS often us'ed to encompass both situatlons 

To further derme what is meant by "emotional" correlat.es IS dtfficult A clear 

rustmcuon between tlus t.erm, "behavlOral dlsorders" and "maladjustment" cannot be made 

easily In one sense the terrns rnay he used mterchangeably It IS eaSler to specify what they , 

are not mtended to 

encompass, however For example, aIthough many studles exarrune "personallty dlsoroers", 

or mdeed seek to estabhsh that a ~onal1ty pattern eXIsts whlch IS pecuhar 10 a partlcular 

dIsease, most wnt.ers agree that such patterns (which are unWœly to eXlst) cannot he equated 

Wlth what is usually meant by emotlOnal rus turban ce Slmtlarly, although severa! 

m vestigators inc1ude measures of self -concept or self -esteem as part of the const.ellatlon of 
• 

effects of mterest, it is probably mcorrect to assume that poor self-esteem, for example, IS 

necessanly mrucauve of ernotionaI dlsturbance It is, however, reasonable to postulate that It 

may be an important hnk between the presence of a stressful physical illness and such 

rusturbances. Smularly, neither mental retardation as such, nor learrung disorders alone, are 

considered as either ehromc disorders ( or birth defects) in the context of this review, nor are 

they to he regarded as facets of emotional rusturbance 

For the most part when investigators seek to establlsh the presence and/or 

extent of emotional correlates of chrome disorders, they are using thIs term as "short hand" 

10 refer to the results of a variety of measures whieh, in general, are intended to assess a 

Wlde range of behavioral pathology similar 10 that seen among chtdren with clinically 

diagnosed psychiatrie rusturbances of varying degrees of severity However, few researchers 

are precise in s~ifying the type of disturbance of interest. Thus depression, anxlety, 

psychopathie and neurotic problems, arttisociaI behavior and withd.rawaI are each of equal 

interest. ln short, the tenn is operationally defmed by the test or tests used 10 assess the 
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outcome 

In this paper the quality of the evidence for the increased risk of these children 

for psychosocial disturbances is examined. The children in question are those with the entire 
~ 

range of birth defects, as commonly recogniz.ed, and, in additIOn, we will examine sorne of 

the literature pertaining to analogous evidence related to children with other types of chronic 

physical disorders, not necessanly arising at birth. 

- llie Justification for doing so is both pracucal and theoretical. At the p(BCucal 

level there are many fewer studIes devoted exclusively to ernouonal and social problems of 

chlldren with bIrth defects alone More Importantly, at the theoreticallevel, there appears to 

he lJttle reason for malang the dIstinctIon. Increasmgly, over recent years, the eVldence 

suggests that the specific nature of the disability or defect, IS not an Important determmant of 

its psychOSOCial consequences (Cassileth, Lusk, Strouse, et al 1984; Stem and Jessop 

1982). Although on purely developmental grounds 11 would appear reasonable to assume 

that the age of onset of a condition might help predict the likelihood of these disturbances, 

relatively little solid evidence has been produced to support this view. 

From the perspective of the clinician treating these children it often appears 

that a large proportion are affected emotionally or socially to a significant extent Many 

investigators share this view. And, over the past 20 to 30 years a large bodre.r literature has 

appeared which appears 10 support this conclusion, albeit only in part. It now seems that the 

proportion affected, although significantly greater than what wou Id he expected among 

healthy children, only involves fewer than a third of all those with chronic disorders. 

This report examines, not through a comprehensive review but rather through 

illustrative exarnples, the types of studies published over the Iast 10 - 15 years which offer 

varying degrees of evidence for the general hypothesis that "the presence of a birth defect or 

chronic disorder significantly increases the risk of emotional problems in childhood." 

Such an exercise is, we believe, useful because it captures the spirit of the 

main advances that have becn achieved in research in this field over the Iast several decades 

and points to where future research activity should he directed. There have been no 
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spectacular breakthroughs in our understanding of the relatlonship in question, but rather a 

graduaI growth in the sophisticatIon of the techniques used by investIgators seeking to 

understand the association. These are represented by the increasing use of more cornplex, 

advanced and scientifically acceptable measures, designs and rnethods of staostical analysls 

This developrnenl in methodologic sophisucation is central 10 progress in thlS 

area because the underlymg problem IS extremely complex. Any mvestlgator or clmlCüln 

unmedlately reahzes thal the relauonslup being exanuned is influenceà by many factors A 

very large number of variables relatmg to the chùd, the lllness, the fanuly, the social 

environment, and the medicaI Situation, may strengthen or weaken the association between 

defect and adjustment hl epidenuologlC terms, these variables may "confound" the true 

relationship (Klembaum, Kupper, and Morgenstern 1982) Further, It cannot be assumed 

thal when rnany vanables are involved thal they are related fi a simple, Imear or additive, 

fashion. Thus the presence of one nsk factor; for exarnple, the severity of the condition, 10 

combmation with or alongside others such as social c1ass or sex, rnay not result in a 

combined risk whieh is equal to the surn of the three. Technically, thts issue of "effeet 

modIfication" can he dealt with through the use ofmultivariate analyses. 

These statistleal statements parallel the rnultifactorial nature of the situation ln 

reallife. In science it is general1y accepted that solid "proof' of a causal relationship rnay be 

impossible. It is often assumed, however, that when one or more of certaIn condiuons obtam 

in a relationshtp, sueh as a very strong association, a clear time sequence, the absence of 

alternatIve explananons (i.e. plausibility), or a dtrect association between 'dose' and 

response, then it is reasonable to conclude that the relation in quesuon is causal. 

Unfortunately, few studies are able to fulfil these criteria and it is for this reason, as weil as 

the inherent and obvious impossibility of condueting studies in whl:.h children can he 

assigned randonùy to disease and non-disease groups, and equally, the impracticality of 

situations where large numbers of healthy children can he studied prior to the onset of an 

illness, whieh makes the estabtishment of causal linkages so diffieult. Nonetheless, the 

literature al present is sufficiently rich and has approached the question in such a wiele varlety 
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of ways that reasonable conclusions can he drawn about the type and strength of the 

association that exists. 

Hlstorlesl Background 

5 

The idea that abnonnalities in physique, ranging from variations in stature to 

variations in appearance, as weIl as the presence or absence of visible and nonvisible defects 

and diseases, might have an effect on emotional development, can he traced to statements 

made in the 1600's (Barker, Wright, Meyerson, etai. 1953). Interestmgly, then as now, 

divergent viewpoints were evident. While Srr Francis Bacon asserted that the effects of 

deformities were inevitably adverse, Robert Burton drew attentIon to the possibility that the 

presence of bocWy imperfections "do not a whit blemish the soul" and might even "help and 

much mcrease the sou)" and hence, presumably, lead to lffiproved adaptation and adjustment 

The frrst paper published in the psychologie literature to address this question appeared m 

1928 (Allen and Pearson 1928) and drew sorne conclusions similar to those made by many 

present day investigators. In the period following both World Wars there was a spurt in 

interest because of the problems of adaptation and rehabilitation surrounœng disabled (and 

often disfigured) servicemen (Rusk and Taylor 1946). Throughout this latter period the 

field of social psychology was growing rapidly under the influence of Kurt Lewin and hlS 

colleagues. Numerous reports appeared which, based on the field theory procedures 

employed by these investigators, lent strength to the underlying hypothe'Sis (Wright 1960). 

It was not, however, until the mid-60's that a fresh attempt to investigate these phenomena m 

children, using more sophisticated measures and approaches, was seen. 

From that point to the present there has been a steady growth in both the 

number and scientific quality of publications. The former undoubtedly reflects a growing 

appreciation and acceptance of the view that thase with chronic illnesses and birth defects 

have, on the whole, many similar problems ~hich must be add.ressed by those providing 

care for them. The latter, the irnprovement in scientific quality of research in this field, is a 

direct consequence of the growing popularity of computerizect procedures for statistical 



Appendlx 1: Emotions/ Corre/stes and Consequences of Blrlh Defects 6 

analysls, alongslde an increasing acceptance of the Vlew that more rigorous research designs 

can be applied to these questions (Starfield 1985). 

Cross-sectlonal Studles 

Most of the evidence In the literature arises from cross-sectional or prevalence 

studJes, restricted 10 clinical settings. These investigations are characterized by the fact that 

for the purposes of the study the dIsease and the outcome are ldentified at the same pomt m 

time. Withm thl5 broad group three different approaches rnay he found The flTSt 15 

essentially a case series invoiving one or more groups of chùdren with buth defects or 

chronic dIsorders without a companson group of any ktnd. The second uses subJects from 

sinular sources, often chnics, alongslde a corn partS on or reference group ("controIs") 

evaluated at the same time and in the same manner The tJurd is the tradttlOnal epiderruologlc 

prevalence survey, using samples drawn from the community. In the case of the first 

approach,only the most modest conclusions about the correlation between a disorder and 

maladjustment can he drawn and little can he said about causality. These studles are 

inconclusive not only because they lack appropriate comparison groups (and hence there is 

no standard of reference for the interpretation of the frequency of emotional problems 

estabhshed), but also because it cannot be assumed that the emotional problems found did 

not exist prior to the onset of the physical condition. Although in the case of birth defects 

this possibility does not pertain, it is always.a potential problem in any studies of condItions 

with onset larer in chiidhood. In a very few such instances a case can he made for arguing 

that when a strong association is found, the causal direction May he reversed; that is, that the 

physical condition is "psychosomatic", having been produced by the underlying emotional 

disturbance. Although the evidence for this argument is rnuch weaker than for the case under 

consideration (which May he viewed as a "somatopsychologic" relationship), the possibility 

of this altered time sequence explaining the association must he kept in mind. 

TItree important exceptions 10 the observation that such studies are inherently 

weak do, however, exist. The fmt pertains to instances where the data are analysed in an 
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analytic fashion in order to explore hypothesized differences arnong subgroups within the 

sarnple whose characteristics differ in a specific fashion. For exarnple, useful information 

may he gained about possible risk factors by comparing the differences in rates of emotional 

maladjustment among those in the sarnple who are males versus fema1es those with dtseases 

that are visible or nonvisible, or those whose families possess certain characteristics verius 

others where these characteristics are absent Although the same limitation regarding 

mferences about causality remain, such within group analyses render many cross-sectional 
r' 

studies far more useful and interesting than they may appear in the light of the fundamental 

limitations of this deSIgn. 

The second exceptIon involves those instances when the measures of 

emotional functioning used are standardized using healthy children to provide nonnatIve data 

for purposes of comparison. Although many important questions have been raised about the 

legitimacy of using such norms for purposes of comparison with sick or disabled children, 

the consensus appears to be that providing the measure does not contain a large number of 

items whose responses by sick children are "built in", the use of standardized measures is a 

readily acceptable way to overcome the absence of a suitable comparison group. 

A further difficulty with such measures is that the standardization is usually 

based on healthy populations. Thus the nonns used for purposes of comparison may'be 

considered to he biased against children with health problems. A more fundamental 

objection relates to the question whether emotional functioning arnong healthy children is a 

valid basis for comparison with children who are unwell or whether some other standard, 

based only on populations with physical disorc;lers would he preferable. This is a 

philosophie issue which cannot he resolved without much further debate. 

In the case of the second approach an attempt is made to compare the 

frequency of emotional disturbance in hea1thy and chronically il1 groups, preferably using an 

assessment in which the measure is applied "blind.ly". An important problem among 

controlled studies is the selection of appropria te "control" groups. This is Dot an easy task. 

Althou~ in one respect sibling controls would appear ideal because they have been subjected 
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to the same influences as the affected child, they are nevertheless irnperfect for two reasons. 

Frnt, siblings may themselves he disturbed more often than other healthy children as a result 

offactors related to the sibs' illness. Second, with the exception of twins, it is often 

unposslble to find a sibling close enough in age and of the same sex. 

Other controls that have been use<! pose limitations of a dtfferent kind e.g 

those sele<:ted from arnong the child's friends In tlus case the danger IS that of 

over-matching for personality and other characterisl1cs that help determine friendship ties 

Controls from the cmld's class at school are often a good compromise, linuted chiefly by the 

inevitable dIfferences 10 the famIly environment Fmally, for sorne studles, hospital controls 

are a reasonable choice although It is not ne<:essanly the case that the amount of stress 

experienced by a duld hOSpltalized for sorne reason other than a chromc illness IS Idenucal to 

that of a case so defined. 

In the case of the thud approach, "prevalence surveys", these involve a 

dermed population and therefore avoid the critical risk of selection bias mherent in most other 

studles especlally those mvolving hospitaI-based cases (Kleinbaum, Kupper, and 

Morgenstern 1982). Further, this approach permils an accurate estirnate of the "true" 

relative risk and therefore, for both reasons, this is the optimal form of the cross-sectional 

design 

Case-referant studles 

To the best of our knowledge there are no case-referent studies which have 

addressed the Issue of the risk of maladjustment associated with chronic disorders. Such a 

study would entail def10ing as "cases" children with emotional disturbance and sampling a 

referent group from the same base population that yielded the cases (Miettinen 1985) An 

atternpt would then he made to deterrnine what proportion of each group had or had had a 

chronie illness. 

Short of a true experirnental design, a genuine cohort study should provide the 

most conclusive evidence about a causal relation between a physical problem and its 
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emotional consequences. A sample of children are studied serially at different points during 

their development This perrnits the sequence of events to he c1early established. 

Two types of such studies may be considered based on the population that is 

sampled. In the first, and more common, selected cases of chilclren with chronic dIsorders 

with or without appropriate non-cases C'controls") are observed over varying lengths of rime 

with respect to the evolutlOn of emotional disorders. In the second, the true birth cohort, a 

large population of all births over a given period are uientified and followed until all events of 

interest are observed. In this situation it can be clearly ascertained that no emot.lOnal 

disturbance preceeded the onset of the illness. Children who develop a chronic dIsorder 

would then he followed further in time to deterrrune if and when emotional problems occur 

Such a desIgn, a true prospective study, requires a very large number of cluldren because of 

the relati·,~ rarity of chronic disorders in the genera1 population. Nonetheless, there remams 

the problem in both cases of choosing a suitable comparison group. 

An alternative is a historical cohort study in which the point of departure IS 

usually sorne point in time after all the pertinent information has been obtaine<1. Thus the 

,investigator looks back in rime to determine the sequence of events of mterest, using data not 

necessarily collected with the specifie research question in mind that is of primary interest to 

the investigator. 

Intervention Studles 

A randomized controlled trial (RCf) remains the "gold standard" for clinical 

research, and contributes more than any other design to an understanding of causal relations 

Randomizing subjects to chronic illness and observing its effect on maladjustment in relation 

to a control group is obviously not possible. This fact emphasizes the importance of 

non-experirnental (or observational) studies in this context 

The clinical trial (randomized or otherwise) approach has been used, however, 

to evaluate the effectiveness of certain strategies aimed at reducing the emotional impact of a 

chronic disorder. We might '(tuIate Ibat a certain consequence of chronic iIlness ~ an 

• 

, 



Appendix 1: Emotlonal Corre/ates and ConsequelJCtJs 01 Blrlh Delect. 10 

intervening variable (e.g self-esteem) in a causal pathway resulting in emotional problems. If 

an intervention is chosen ID modify this intervening variable (say counselling specifically 

directed at improving self-esteem), and a reduction ID psychosocial disorder IS observed 

under controlled conditions, then It can reasonably he inferred that the illness is, at least in 

Part. specifically (and causally) related to the emotIonal 

chsorder 

At a more practIcallevel, and perhaps more lmportantly, this fonn of 

evaIuation research offers most to climclans and health planners by obJectively evaJuatIng the 

relative worth of new programs and innovatIve treaUTIents (Starfield 1985). 

Results 

ln the sectIon that follows a selectlon of reports representatlve of each 

category of design discussed previously is presented. The selection is based on publications 

appearing for the most part fi peer refereed journals published since 1970. A comprehensive 

reVlew and critique of earlier reports appears in Pless and Pinkerton (pless and Pinkerton 

1975). The papers cited are not mtended to he inclusive of aIl pertinent reports related to the 

emotional consequences of chrome disorders, although they are drawn from a thorough 

search of the literature using the MEDlARS (Medline and Psychinfo) electronic storage and 

retrieval system. 

We set out to conduct a quantitative review (or meta-analysis, Hunter, 

&hmidt, and Jackson 1982) of publications in this area but it soon became apparent that the 

dIversity of outcome measures, study designs, and analyses in relation to the relatively small 

number of studies makes this impracticable. Consequently, rather than attempting to assess 

an, or even a majority of the papers individually or collectively, a few have been selected 

arbitrarily from each category of design to illustrate the strengths and limitations of~that genre 

of research. 

Table 1 lists 17 publications (Domer 1975; Boyle, di Sant'Agnese, Sack, et 

al. 1976; Tavormina, Kastner, Slater, et al. 1976; Sirnonds 1977; Amir, Galatzer, Frish, 
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and Laron 1977; Sullivan 1979; MacLean, Beck~ J 979; O'Malley, Koocher, Foster, and 

Slavin 1979; Grey, Genet, and Tamborlane 1980; Bywater 1981; HelIer, Tidmarsh, and 

Pless 1981; O'Dougherty, Wright, Garmezy, et al. 1983; Smith, Treadwell, and O'Grady 

1983; Harper 1983; Cowen, Corey, Sirnmons, et al. 1984; Teare 1984; Richman, Holmes, 

Eliason 1985) which essentially constitute "case senes" without any control or companson 

group. They comprise only children with one or more chronie disorders - most of whIeh do, 

m fact, represent birth defects m the broad sense. AIl but two focus on a single disorder (e g 

dIabetes or cystic fibrosis). Most have relatively small sample sires (10 include less than 50 

subjects). To compensate for th6bsence of SUI table comparison groups of children free of a 

chronie illness, however, many use outcome measures which are standardized; that is, they 

have normative referenee scores from which sorne cornparisons can be made. 

In general, the assessment of emotional disturbance is based on clinical 

assessments or paper and pencil measures administered to the child or parent Notably, no 

single measure predominates and accordingly it is not possible to compare results with one 

another. However, It is striking that mostof the fmdings, point to elevated rates of emollonal 

disturbance based on the measures used. Exceptions are found in the reports by Tavonnina 

(favormina, Kastner, Slater, et al. 1976), in which a variety of instruments were used, 

often with conflicting results; MacLean, who used a clinical assessment alone in a small 

sample of deaf children (MacLean and Becker 1979); and Teare in a similarly small sample of 

children with visual impainnents (feare 1984). 

In spite of the large number of fmdings pointing to excessive maladjustrnent 

among these samples, however, conclusions about.causality must he drawn with extreme 

caution because of the severe restrictions inherent in this essentially very weak design. 

Table 2 summarizes 19 case studies (McAnamey, Pless, and Satterwhite 

1974; Kumar, POW8rS, Allen, et al. 1976; Steinhausen, Borner, and Koepp 1977; Gay ton, 

Friedman, Tavonnina, et al. Î977; Simonds and Heimbur&er 1978; Gath, Smith, and 

Baum 1980; Froese. Rose, and Allen 1980; Meijer 1980; Steinhausen, and Schind1er 1981; 

Drotar, Doershuk, Stem, et al. 1981; Gordon. Crouthamel • Post, et al. 1982; Lewis and 
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Khaw 1982; Steinhausen and Kies 1982; Lavigne, Traisman, Marr, et al. 198i; 

Steinhausen, Schindler, Stephan 1983; Hoare 1984; Thompson 1985; Breslau 1985; Cowen, 

Corey, Keenan, et al. 1985) in which a control group is included and assessed in a fashion 

presumably identical to that of the group with chronic disorders. In general the same range of 

conditions i~ represented as shown in Table 1. Most studies, with three important 

exceptIons, (Drotar, Doershulc, Stem, et al. 1981; Hoare 1984; Breslau 1985) involve 

samples of between 30 and 70 subjects, and in general, the controls are Il group matched" 

often by age, sex, and social status. The exceptions are controls involving siblings, and, on . 
occasion individual or pair matchmg, a procedure, which ü analysed appropriat.ely provides 

greater statIstical power. 
(e 

In these"Studies the measures used to assess emotiotral disturbances again vary 

widely, with paper and pencil tests, often ~omprising behavioural inventories, ) 

predominating. Unfortunately, as in the previous example of case series, few of the studi 

use identical measures, although in severa! instances the Piers-Harris self-concept test (Piers 

and Harris 1969) is used, and in others, the Child Behavior Checklist (Achenbach and 

Edelbrock 1983) is the measure of choice. 

Although the results again quite consistently support the general hypothesis, 

in only 6 of the studies was it clear that the difference-was statistically significant However 

in view of the reiatively small samples involved, it is very likely that most studies lacked the 

statisticaI power to detect differences of reasonable magnitude, even when such differences 

actually existed (Fleiss 1981). 

Perha" the rnost convineing set of findings are those reported by Bréslau 
, 

(Breslau 1985) based on a group of 304 children with a variety of major physical disorders 

(eystic fibrosis, cerebral palsy, myelodysplasia, etc.) cornpared with a random sample of 360 

hea1thy children in the sarne age range, from the SarDe community. The measure used was the 

Psychiatrie Screening Inventory (Langner, Gersten, McCarthy, et al: 1976) completed by 

the mother and the data were analysed using an analysis of covariance in which incorne and 

maternal education were controlled. TIte principal fmdings are noteworthy; f~t that the rate 

.. 
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of severe psychiatrie impairment was nearly 2.5 tirnes greater among-the disabled children 

than among the controls (27% vs Il %); second, that there were no differences of 

importance between the disease groups themselves; third, that it was those with CNS 

involvement, and particularly those with mental subnonnality as one component of their 

condition, who were the most severely affected emotionally. 

ln general, the results of studies using' comparison groups provide stronger 

evidence of causality if it is assumed that the non-diseased children are similar to those with 

diseases in all other relevant respects. Notwithstanding power considerations, il is worth 

noting that although the trend of the results froÎn these studies is in the same direction as 

those reviewed previously, less than one third reached statistieal signifieance. Finally, it must 

also he noted that the nature of the emotional disturbance was extremely varied - a result 

which is hard1y surprising in view of the wiele diversity of measures used. 

Table 3 summarizes the results of three ptevalenee surveys (Pless and 

Roghmann 1971; Walker, Gortmaker, and Weitzman 1981) based on large population 

sampI es (ranging from over 1,000 to over 3,000) in which children with chronie illnesses 

were proportional 10 the rate which they would he expected in the general population. These 

surveys are of importance not only because of their size and relative freedom from selection 

bias in the choice of subjects with ehronic disorders, but also because they have tended 10 

use a range of measures with generally impressive psychometrie properties. Of equal 

importance, the nature of the design is such that the proportions of emotionally disturbed 

children with chronic disorders can he compared directIy so that the prevalence ratio 

approxirnates the relative risk (RR; Daniels, Greenberg, and Ibrahim 1983). Thus, although 

aS the data in the table indicatc, the actual proportions affectcd differ widely - the excess 

ranging from 10% in one study to perhaps 18% in another, the unadjusted RR in each 

exceeds 2.0. In these studies, the general strategy of analysis employed was to compare 

those witlldisorders with all the remaining healthy children. In the Isle of Wight survey 

(pless and Roghrnann 1971), for example, a screening procedure, using the Rutter A and B 

tests, (Ruuer, Tizani, and Whitmore 1970) was followed by systematic psychiatrie 

--_ ...... ~-- -~~ . 
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evaluations of all found to be positive. The result was that 17% of those with chronic . . 
physical disorders were judged 10 have a significant emotional disturbance, compared with 

only 7% among the remaining, hea1thy children. This represents a erude relative risk of 2.4 

but unfortunately, in this study as well as the others cited in this category, only univariate 

analyses were perfonned. 

Table 4 summarizes the results of 8 follow-up, or prospective studies (Pless 

and Roghmann 1971, Densen, U11rnan, Jones, et al. 1970; Peckham and Butler 1978; 
..... 

Ahnsjo, Humble, Larsson, et al. 1981; Orr, WeIler; Satterwhite, et al. 1984; Britten, 

Wadsworth, and Fenwlck 1984; Kovacs, Feinberg, Paulauskas, el al. 1985; HelIer, 

Rafman, Zvagulis •. /'kd Pless 1985). Three of these are based on data from true birth cohons 

(pless and Roghmann 1971; Peckharn and Buûer 1978; Britten, Wadsworth, and FenwÎC.k 

1984 ) comprising samples of ail births in a single year followed over periods of 20 or more 

years. The prospective design pennits not only a more valid assessment of the strength of the 

association, but aIso should, idea11y, provide more conclusive evidence about the causal 

sequence of events. The sarnples in these studies have a wide range - from over 13,000 in 

the NCDS cohort described by Peckham and Butler (1978) to only 60 or 70 in the relatively 

( short tenn follow up studies of Ahnsjo et al. (1981) and Kovacsel al (1985), both of which 

deal with diabetes. None of the basic outcome measures are identica1. They include "mental 

disorders" as a' basis for draft rejections, behavioral symptoms as observed by parents or 

teachers, self report inventories, Rorschach tests and psychiatrie evaluations. Analyses of -both the 1946 and 1958 British Birth Cohons have so far failed to exploit the unique 

opportunity ~orded by the cohort.design 10 observe sequential events. We are therefare 

deprived of the chance to establish whether the ehildren with chronic disorderS who laler ~ 
. " 

displayed emotional problems were unequivocally free of such problems prior 10 the onset of 

their physical disorders. The more recent (non-population based) study by Kovacset al. 

(1985) attempted to address this problem albeit through recaU b~ susceptible parent reported 
,<> 

prevalence of pre-diabetic psychosocial difficulties. There was a doubling of the 
" 

~justment rate by this crude measure following anset of ~betes, b~t a substantial 

---
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recovery by 9 months after diagnosis Nonetheless, the results of these surveys provlde 

further evidence m support of the basic premise that these condItIons may he followed by 

e"l0tIonal problems of sorne sigruficance. 

Few attempts have been made 10 evaluate the effect of health promoting 

mterventIons to prevent maladJustment among these duldren. Details of 3 studIes are 

15 

deplCted m Table 5 and demonstrate 11T\povement m evaluatIon methods and study desIgn 

ove. the last 15 years (McCraw and Travis 1973, Pless and Satterwhlte 1975, Stein and 

Jessop 1984) An assessment of the impact of dlabetIc camp (McCraw and TraVIS 1973) on 

self-esteem and anxlety was fraught Wlth threats to Internal vabdIty Problems \ylth subJect 

selectJOn and attntJOn, tInung of pre- and post-mterventIon assessments and analysls, 

10gether with dubJOus outcome measures that only partly reflect maladJustment mean that the 

study resulrs are very dIfficult to mterpret. 

By companson, the farruly counselor project (pless and Satterwhlte 1975) ., 
stratIfied subjects on a measure of family"funcDon pnor 10 random asslgnment to treatment or 

control group. TIus innovatIve program showed a margmally slgmficant henefit m terms of 

several, more appropriate outcome measures. 

Fmally, the randomized controlled tnal from New York (Stein and Jessop 

1984) has come closest 10 modem standards of objective evaluation After stratifymg 

subjects on scores from measures of family resoorces and the child's burden of illness Ca 

proxy for "severity"), randomization of 209 subJects to either a home care program or 

standard care was undertaken Scores on the psychometrically sound Pars Il (Ellsworth and 

Ellsworth 1982) measured the impact of 6 and 12 months of the home care program, not too 

dissmùlar to what is, or should be, available in many modem treatment centres. Sigruficantly 

better irnprovement in adjustment was recorded in the treatment group at 6 months, though 

this effect was Jess evident at 12 months, )X>ssibly hampered by the relatively srnall.sample 

size available in the appropriate age range for assessment by the Pars II. Since both of the 

most recent studies employed an intervention focussed on alleviating specifie illness-related 

stresses (physical, economie and emotional) it is reasonable to infer that the obscrved 
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reductlOn m maladJustment was at Ieast m part attributable to an illness-specifie effect AlI 3 

studies however, suffer from samples too small to reliably detect small to moderate treatment 

effects 

Conclusions 

Although It IS evident that few of the studJes cited in thlS reVlew proVlde 

conclusive eVldence to support the hypothesls that a chrome dtsorder IS associated Wlth later 

emouonal problems In a causal manner, overall lt IS reasonable to conclude that such a 

relauon does ex.ist However, 1t is clear that the risk of thlS outcome, whlle nôt ex.ceedmgly 

large, IS of sufficlent magnitude to be of concem to clinieians In broad terms Il may he 

safely assumed that at least twlce as many duldren wlth these dlsorders have a hlgh 
\ 

probabùity of expenencmg what must be regarded as a "secondary handIcap" of potenually 

great unportance in the development of the child 

The task of the clmlCtan is to identlty those among the populatIon with ehrome 

dJsorders for whom the nsk IS greatest and to provlde them Wlth whatever additional seMees 

seem most likely to prevent this outcome or dmunish its impact TIus task IS by no means an 

easy one for several reasons. First, there are still too few adequately controlled studies which 

proVlde gUldelmes for determming the characteristics of those at greatest risk. Sorne data 

suggest that certain types of disability ~y modûy susceptibity to emotional disturbances; e g 

the results reported by Jessop and Stein (1985) pomtmg to the non-Vlsiblhty of the disorder 

that of HelIer, Rafman, Zvagulis, and Pless (1985) which suggests the possible importance 

of the type of dtsabihty in combination with gender, and other results highlighting the 

importance of farnily functloning as a possible predictor (Lewis and Khaw 1982; . , 

Steinhausen, Schmdler, and Stephan 1983; Pless, Roghmann, and Haggerty 1972). 

Second, the relative searcity of intervention srudies makes il difficu)t to 

recommend with confidence what type of services are likely to be most efféctive. The 

comprehensive home based prograrn described by Stein and Jessop (1984) is a c1ear 
" 

exception, as are the fmdings of the program involving family counselors (pless and 
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Satterwhite 1975) More general principles, emphaslsing the importance of the pedIatrician 

playing the role of counselor, coordmator and advocate, have also been put forward (pless 

1980) but have not been subjected ID systematic evaluatlOn. 

Accordingly the challenge for future research in this area IS clear. It must flrst 

delineate more dearly those factors associated with the child, the illness, or the family which 

serve to modify the risk for maladjustment as the table reflects Further, it must both 

encourage more intervention studIes of adequate size and design, and evaluate them 

rigorously in order to determine those most likely to be effective Wlth the most modest use of 

available resoUI-ces. 

Fmally, it should he clear that there stiJl rerruuns a large need for better 

measures both of outcome and of risk factors such as functional status or other proxy 

measures of severity and better constructed, more thoroughly analysed studies. especlally 

those employing case-referent or cohon designs. For these to be of the greatest possible 
1 

value, however, there is above all, an urgent need to adopt a standard measure of emotional 

disturbance so that the findings may be comparee! with one another. 
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Ref 
f Yr. 

Flrst 
Autllor D1sorder 

TABLE 1: CASE SERIES: UNCONTROllED OR NDRM-REFERENCED TESTS ONlY 

Sample 
Size 

Age 
(Yr) 

Outcome 
Measure(s) 

Maladjustment Prevalence or 
other Major Flndlng 

--------------------------------------------------_._-.---------------------------------------------------------------------------
12 1975 OORJCER 

13 1976 BOYLE 
~ 

Splna Biflda 

Cystlc 
Flbr1)sts 

63 

27 

13-19 Cllnleal assessment 

13-JO Cltntell Issessment, 
Rohrshach, OrIW-a
person, Thematle 
appereept Ion. 

661 depressed 
50S severely Isolated 

481 poor or fair dllly coplng 
781 lsolatlon or hostl1lty 

----------------------------------------------------------------------------------------------------------------------------------
14 1976 TAVORMINA Dtabetes 144 

Cystle 
Ftbrosh, ~ 
Hearlng 
hapltred. 
Asthllla 

15 1977 SIMONCS 01abetes 40 

16 1977 AMIR Dlabetes 292 

17 1979 SULLIVAN 01abetes 105 

5-19 Piers-Harris Self All slIq)le> no". (P< 0.01) 
Concept. but Deaf < no,.. (P< 0.05) 
ïlun1 or-L"Ysenek A Il sanJp le-nOl"1ll 

~ Personll1ty Hearlng htgher scores but HS 
nventor 
ssourl Child- SUlple } nona on Iggresslon and letlvlty. 

ren's Pleture Hearlng less eonforming, more aggresslve. 
Series, _Dlabetes lIOr::e agg~esSlve-, aethe. 
Psyeholog1cal All s~le > nOnD on allenit1on:-Ulibetes 
Screenlng Inven- & Hearlng > norm on al1enatl0n, defensiveness 
tory 

6-18 Cllnlea1 asses~nt 7.5S serlous psychiatrie dlsorders 

0- Cllnleal assessment 51.71 emotlonal adjustment problems 
adult & questionnaire 

12-16 Olabetie Adjustment 
Seale 

Approximately 71 maladjusted. 

18 1919 MacLEAN Hearlng- 20 13-20 Cltntcal assessment SI ma1adjusted 
. IlllPa i red 

---------------------------------------------.--------.-------_.------------------.--------.--------------------------------------
19 1979 O~LEY Ma llgnane 1 es 113 5-36 Rutter , Grahlll 

Interview. 
Cllnteal assess.ent 
(·Ca.blned adjust.ent 
ratlng") 

36S .1 ldJL aaaJ,M!usted 
231 modera-r~s~ly 

(Total 5en) 

----------------------------------------------------------------------------------------------------------------------------------Tlble 1 Continued on neat pige. 

0-

• 
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Table 1 conttnued. 
------------------------------------------------------------------------------------------1---------------------------____________ ~_ 
20 1980 GREr D1abetes ZO 7-13 Rodgers' paren~ 551 -ad-severe maladjus~nt 

1nterview, 
Coopersmlth self-
esteem inventory 

--------------.----------------------------------------.------------_.-------_.---_.------------.-------------.-------------.------. 
21 1981 BYWATEi CY1t1c 

F tbros 15 
27 l2-l6 C11nical asses$ment, 631 -mlsery· ln prevlous year. 

Rutter Chlld Seale 71 behavlor prObl~ at school 
82 (Teacher) 

-----.-----------------------------------.-------------.----------. __ .--------------------------.-------------.-------------.-------
22 1981 HEllER Cleft lipl 

Palate 
95 18- Structured interview 

adu 1 t based on schoo 1 and 
work ach1evement, 
past and present 
faml1y llfe. 

331 marginal or Inadequate 
psychosoclal functloning. 

--------------.----------------------------------------.----------------------.--------------------------_.-------------------------
23 1983 O'OOU6HERTY Transposltion 

of Great 
Arteries 

31 lllean 
age 
9 yr. 

Behavior Rat1ng Scale 
( ElI41111 ne ) 
Achenbach Symptom 
Checkllst (Parent) 

• ... behavloral dlfficultles 
were promlnent ln a 5ubgroup 
of these children.·· 

----------------~------------------------------------------------------------------------------------------------------------------
/ 

24 1983 SMITH 

25 1983 HARPER 

26 1984 COWEN 

27 1984 lIME 

Cystlc 
F1brosh 

Duchenne 
Muscular 
Dystrophy. 
Orthopedie 
lcnpa 1 naen t 

Cyst1c 
Fibrosls 

Vfsua 111 
impalred 

26 

44 

176 

23 

12-18 Tennessee Self 
Concept Scale 

mean Mlnnesota Hult1-
phasic Personality 

17 Inventory 

16· Cornell Medical 
adult Index 

Mean Achenbach CBel 
11.5 

Group mean at 90th tentlle on 
general maladjustment scale. 

Duchenne: 60S depresslve feelings 
471 maladJustment 

Orthopedie: 481 maladjusbDent 

Emotlonal Oisturbance: 1~ cr IIOd-severe 
431 9. • 

Total score - normal range 
Introversion Score - SaIIIJlle> Honn (P<O.05) 

----------------------------.-------------------.--------------------.---------------------------------------.----------------------. 
28 1985 RICHMAH Cleft 

l1pl 
Palate 

*No data are given for 8RS or Achenbach. 

36 14-17 Behavior Problem 
Checkllst (Quay
Peterson) 

\ 

471 poorly adjusted 

r5' 
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wu 2; CASE SEJUES WIlH 0JHtRllS 

m Ftrst ~ Cartrol , Ye.r AuttU" DtSO"Cil!r Cases Cartrols (l'r) Se lert ial Outcoœ~(s) Ha 15tjus1De1t 

29 1914 lb'MHY hvll1e 4Z 4l 6-17 ~ lBtdI al ~th Self EsteIID lnventxry, Plnnt 1II!ilSlnS: &Dt \eN 1 hea lttl 
tmnk age. 5elt. SfS O\ll<hn's Mirllfest IImletJr Sc41e, rot l!!Itœ 1181t ln MI CoISII!5 YS. 0 
kttritis Ca 1\ ftlTlia Test of Penal41l t.y arrtrols (Ili) 

Teacher~: Law a1ju$1De1t tases 
D vs. CD'1b'Ols 91 (161 

3) 191ti WfIR S1c*le 29 29 12-18 Q-(q) lËdI Q1 Glnnl l\ixt~ Sale fcr Cart:rols ~P(D.(Œ~ lD'"e ntQJS. ten age. ettn1c1ty O\i1<hn (Sa-asm), CaItrols PICO.an hl~ (Jl self 
DIase P1e-s~s Self~ Scale. a:rapt. ft! dfffenn:e ln OY8'"a11 

Cal1ftnl1a Test of Pe-scna11~ ~. 

II lm SlEINftED D1ates 56 61 8-18 ~ aatr::h Q1 Otl1<hn's ~l1ty QJest. lb difftnnœ 
age,sex.SES HiIIhrger 't:voUzi§IUS 

~ia1SsItala Ftr 1Cuœ-
\)Id .lJgerIfllcte 

J 

lZ 1977 GOm!C <;)st1c 33 31 5-13 o Jœst 5 tb l1ng P1e-s.:a,.,..ls Self~ Scal, ft) dtffe-era! 
FUrasls M1ssar1 OtllÔ'1!Jl's Pl~ Se-1es, (l''oat.d''ej _lys!s rot cb"e) 

ltJ ltmlln [~lot Test 

13 197I3 SDQIŒ C1eft lip/ «) «> 6-18 ~ lIIItdI al C l1nica 1 as.se5SIB'lt. ft) dl f f EI"e'"O! 

Palate age,sa,SES Fèlavicr (JJeSt tQT1c1 Ire (PcW'e'1t) 

:M 1!Bl &Ani Dtël!tes 76 ]0 5-16 lIeJ;t d1lld al Tead1!r ()Jest 1aIlaire. Cases aB v. CXJ1tTOls 13 bdlavfcral 
class hst of lVtter B2 IlEtIav1cr Sca le ftr devln:;)' at sctm 1 (!CS). 
sare sex Tea:toers. 

Cllnlcal assesSll8'lt tm of cases eADticml dl~ 
tut ro ~le fi9'\! g1~ fa" 
CXJ1tTO Is (c l1nic.a 1) • 

35 1!Bl fRlES[ F.,U.al 43 Z3 2-19 Stblings (anr's Parent ()Jest\crnalre, ft) dlffenn:1! CM!"I11. 
",1~ Cllnical asses9I81t (f18td81 .aJ,sis rot cb1e.) Mlle Ci5II!S 
pr1Jtelllllla sf91tf1cintlyllll"'e 1IpI1S~ICtM. 

"-'le GI5II!S si!Jrlf~l, h~ al 
CI\ perfictiorisa. 

VIU 2 aJfTDUD ON JI(XT ~ 
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TIB..E 2 CDImIUD 

16 œl ft:J.IR HIIqtI11ta 3) 3) Ibt fnIpn:y .stdI ..... 1fest lIfect Rlting Scale, Cases 50 i!J1if ica1t ty lD"e tmt ile. 
Stata! al Ige, set, SES M:Jtte- O1f 1d ()est iaNtre defUnt. 

11 19B1 S1EDHUD c;,stic 36 36 S-18 1FraprQ l8tdI Cl1n1c.a 1 asses.!ut (1IJUe') SIl ~ cases Y. 3lS ~ cmtro 150 hall 
Fibrosis en agi!, seJl, SES definite ps)Chim-ic ~1eas (of 

50 1 ig.t to uta:I de!J'ee). 

38 lB lRJWl ~Uc 1œ 122 3-13 S1bl~ af Cf laI1svi Ile BlNvicr Oe:t li st P.,,-,t ntq: 19l1B1a1just8:1 in cases 
F1bros1s. C1ents, \I.s:d1ed Schxll BImflcr Oa:Itlist Y. S-8l 1n cmtFols. 
octwr 1tt1Y ch11O-en TeIde-s: '*> diff'erena:! 
AlSpiratary 
I1ln1!sses 

19 lSBZ BJIIlII CGnst1tutba 1 Z3 Z3 &.12 MItdIed tdatIiIch on, Cases s1!J11f. hi!lJer on Total 
9ut (?indivicla 1,) CIl Piers~s Self-C.a1oe$Jt Scale lIENvi<r Prdllea Scores 
Stibn IQ(WISt-It), ~, 

age, B 

~ 19B2 LaaS ~1c SI Z7 7-12 Fn!Q.S1CY lIBtdI CIl ~ BENv1er Prdlla. Cases s 1!Jl1f 1cant ly are lIB 15ljustA!d 
Fitros1s, age, sex,SES Oa:Itl1st, th5l arrtTO 15 
~ Piers.-HilT15 Self~ Scale (f~ af bSlaviO" prd)1aa;) 

ft) differen::e in self-<XJ1Œpt. 

Cl 19B2 STDIHlISEN Inf1aatory V 17 7-18 In:I1viclIa l1y IhNIn~Panm Ps,)thtatric disaœ- Cases fm YS. 
!bel lII1tdIed CIl lige, 1ntav1a., C01trO 15 l.8I: 
Oisease sex,SES ~ OIilchn'5O lIehav1er C8J: Cases 501~icantly h1ge-

(C8J), Slbsares for emtiCNI discrŒrs. 
Clinical ~ 

42 19B2 lMI9E otètes 41 43 6-16 In:I1v1ÔJ1111 ~on Ma le cases 5 i!J11f1cmt ly lID'1! inter-
lIltdled CIl sel! naltz1ng ft exterMI1z1rJil ~. 
nage. ~ œ.I O~.9 Si) abcM! 

C01trOls. Faaale$ ,., d1ffens-œ. 
(Mirtdled ana lys i s rot ctne.). 

43 l!iB3 SlEDHUiBI ~1c Tl. 36 4-14 FI"I!IIJS1Q' lIBtd1 1dIpts1 Q-lfID n ~ '*> din!Ct ~sm bebarI cases n 
F1trosis, CI'! age, B, PII"8'It Interv1e. C01b"Ol5O. fltJlt1ple ~iCI'I usai to 
fo61ha,1 sib. rn, SES exau111! predictxrs of the ClItaJœ 

nea5lreS fer CF, asttœ .-d arrtro 1 
~ separate ly. b 
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44 1!8t t{)IfIE Setzln - W W 5-14 ltIf1Y1chs 1 lIIIItCh llItter reade'os Sca1e Ow'a1ie fpl1epsy cases 481 v. œrtrols 

~ 
OIson1!r, by cl ass, age, set ~t8" Pare'lts 'Scale lllDis~ 
OIiibetes OrD'Ilc 01iibete!. uses l7l v. cmtrols 

3X DistLril8t' 
Ibf fpl1epsy cases Cl Y. c:cntl'01s 1Ql 

Dist.tmt 
~ O1abetes cases 171 Y. o:ntro 1 s 71 
Ih stute:1 (f6). 

(MiItdel a"IIlys 1 s rot cb1e). 

E- l!ei lKJP.DN OIâtes. 119 ltJt ltJt ft) lBtching. M1ssa.rf Olflcren's Bmav1er l'lean Slbsca le serres oot 
c,stie-" Staœd Stat.ed ~ltt1Y o:ntrols Oledtlfst dlfferent froD cx:ntro ls, 
F\brosfs fraa pedfatrlclan's m less Um ps)dliatnc 

office. ~latrlc ~. 

c:cntl'O 15' fn:II 
r.a.utft;y Q,idrœ 
CUnie. 

46 l!ei HSl}U ~lc 1>\ El 3-18 RamI saqlle Ps)dl1atrlc Scrœl1~ lrM!nUry A Il cases 271 Y. c;aJt:ro Is 111 fer 5e\Ie"e 
'. 

""~ frtm C1evelèl'1l (Iotrther) P$)dlfW1C ilpall11B1t. Bebeen di sease 
sp1151., reil. ~, 00 dlffenrœs on PII"8It CD1f1lct, . 
.... ltip1e ~f'fe anxf~ Slbscales. Ove-all • 
~1c&l these hi~ than CXJ1b'O Is. 
Disrrd!rs (!na lys j s of COIcrl.n:e c:cntl'O 11i~ 
Fibrosis. Irw::aœ èI'1l 1I8ta'n11 ed.cat 1(FI) 

OlretIral 
Pal~ 

41 le IIIO ~1c 41 n 2-5 HMlttly dioCcre Pn!sd'IDI Behavior ()J!sticmalre ft) s 1911 f 1c.slt di ffeoence tM!I"a 11. !art 
Ffbros1s dtf1chn (00 (JuIfffed ~~) Cf s Igliflcart 11 hfgEr (FI tœt l1e-

IBtdIfrIg) 9'l5S l'fe Slbsca le. 

16- ltJt stltlsticll1.1 si9Îtftc.lt ~ SUnIa'd Q!v1ltm • Statist1ca1ly si!JIificri 

00 Of TIIft.f 2 

\ 
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lM! 3: A8A.BŒ U'ttYS 

Rel Ftrst Site CIl 
, .,.. Alda- S&nq 

Silpl1ng 
~ 

52 1911 A.fSS Isle CIl ~(l.k) EntiTe ~lat1Cll ~. 

52 1911 fUSS Ibroe QuIty, 
Ih-t.ct_ (Nr) 

.Al 

53 1981 WUŒR Gn!sa (od,y, 
Mlœigll\ 

s.rst-tk s.p1e 01 twse
t.Jlds, ft rSIbI S/IIIIlle 01 
drllchn ,..,. these 
tUI5IfIao lds. 

C1uste- sa.ple al dll1~ 
frai raûII ~le al 
tuJsIh) lds. 

19 Salple 
(Jt-) Size 

9-11 327l 

6-1.6 17'56 

G-U 'Ul. 

0ut.c:aIIe 
~s) 

~1atr1c~ 
(Mbir .. ~) ana-
S01911ng by st.dardtmi 
pratt 51! tsia" 
~1ana1res. 

Cal1fcn11a Test of ~ 
al1t;y; QqJenmtth Self-
Esta. lnvmtory; Olf1ct"8l's 
ftInffest !nt iet.y Sca1e; -
Coe\ TeDer"S BENvicr 
Sca1e; l(ersl~ Behav1tY' 
S~ QJest1<ma1re; 
Pirent ~ iQ1S aInrt. 
BdIav1cr • 

4 CJ,I!Stials ta prent f1"OI 
Ib:h!ster ~, ltDAt. 
~ia", social, Jelmtng 
.rd schxll pœ1.-. 

"'\. -~-----

~ vry wtth cIeJJ'œ 01 fllCteir'wJ1t, t,)pe of lYO (cm:n1c P\)'s1cal disorœr). 

~ 

~ 1 èIijustJIBlt 
~ 

VS ln cyo. JI in ot:Iler-s. 
(Al 2.4) 

ZJ...D 1n lYO, ll-161 in ethers. 
(IR 2.3) 

3.5--2D.~ wlU! lYO, 2.5 1n RIe ~le 
h51 bEhIrn<r prcbll1L (IR 1.3-7.4) 
3.8-.35.:p wfU! (]lO. l.~ 
in ,",le wP1e ~ social pnbl811. 
(IR 2.1-19.6). 
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TM..E 4: (1)t{)RT S1WIES 

SaIp\e 
SIl!! 

A!f Flrst CdD"t f9! Dirta 0ut.c:xJIe , Ter Mhr Di SICI"dI!r Cchrt (DiSO"Ô!r) (Yr) SaIœ ~ FtnUI'f:j 

56 ~ ŒJCSEM An AebQ5llLthe strà1f1e:1 J5ll 0-18 Sdml [)Oaft rejectl(1l (Il RIüect'(1l rates 1n ttuse wlth: 
A\ys1c.a1 ~1e af illIes fraa I&f (851) Aeards "œ1t41-~. Av.;ic.al diSO"derS. 7.61' 
PnbI8115 yat C1~ pilltc eJe.. ft) prtÔ ISllS. 0.71 

eù'y sdmls. A11 RR-1O.9 (ll"Ilvriate .mlysls (Illy) 
with ~ical Jl'ÛlaE. 

52 1971 IUSS All S.1e of 1946 bir1h 4649 ~15~ Behavler41 s,)IIPtaD Pre1t reprt of hINt. 5,)IIPtoIIS: 
Ormic ahrt: Natimal ~ (537) lnt.l!ri ieIs CJ,.eSt iO'lla ires. A1)'S ital dlsaœ-s 29l, others 1 ~ 
A\ysical af UJ(. Prospective. ni exaJI- (~ 1.5) 
[)jsorders A11 ctrm1c lIQ'sical 1natials Tea:heJ" rated Fl!nItl6Im,s ive 

d1SO"d1n. (PrBlts. CPD :m. others 311 (~ .3) 
Teacte-s & OI11d l"'E$Xrt (narot le) ; 
chl1~) CPD lU. others Ils (~ 1.3) 

(lhlval"1ate .mlysls (Illy) 

57 1918 PE.OctR4 AstMa lB b1rth cdO"t lllJ9 7 Prents. lMter ltJœ Behavicr SI~ifiarrtly hi~ SCIl"e5 (JI pcrelt 
(sali) le). NIt icr1a 1 (1664) ft! Te.Dlers Sc.ale (Pa-ent). scale ln asthrB chillt-el. Ibse respmse 
OIi1d Iete~ li IrlSte 1 Scx:la 1 adjust- effect obse'wd. Pt> dlffererœ (Il 
SbJIty (!ritaln). lB'1t QJjde (T~) Irlstel afte- cmtrollirJ:l fer sex 
Praspa:tM.AI1 social class. (l'lJltivarlate cnalyslS 
ttose wtth 1SttaB. c:c:ntro ll1ng sa. SOC141 c lass). 

SB 1981 IH&D D1àtes In::idI!I'rt cases af 64 4-17 Ps)dlia- Cl1nlca 1 assessne'It. ft) d1ffenn:e detected et TI cr 12. 
dlë!tes n c:c:ntrols. cases. trlsts Ib-sdlach Test D1abetlcs stoel lrcrease ln 
lrdiv1clsallÈd111Y:l of Il clIp'eSS 10'1 fraD as te D. c:mtro 1 s 
Il CXJ1b"o 15mB. age. c:c:ntro 1 s a decrease fran 16 to ~ (p(Q.(!) 
pa-ent 0CJ:IC)at1m, 
fa.i 1y chrEterist 1cs. 
T_l~ 
with1n 5 lm. af dialJ1lsls. 
ft Tille 2. 3)1M"S tata'. 

59 lB IR An FrallS ..... ~1e af 144 13- ~. Stru:bnd lrIte'v1eII. CYl Sare fItM-. in vs cases ni 
Ormic fbrœ ID. toamlds in 22 Sùljects. CaltfQ"T1ia ~1ogical ~ fQ'1ll!r cases 
~icll 19Ii8. r.o~ lrwe1Ixry. 
DiSD"d!n At 8 )IeiIj 1nterva 1. 

~ 

'" 



o a 
., 
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T18..E 4 (COODIfD) 

S) lB aunet ~t1~ ".tleNI ~ (1946) 5J62 0- tbspital "ital &tI1ss1al cr lm of cases '15. 6.~ of ror:cases 
s.p le of U.K. b1r1h (46) 26 reards oUEr treIbEnt for had wtcaœ (~ 2.7). Lniv.-ia\e ,. crhrt. -.1 1ISJdl1atric. sotlalal ~lr.;ts. 

SIAlJa=ts ~1eI5. bebeEn ages 
-.1 26 .)'M"'i. 

61 œ IIJV~ Oiates N!w1y ct1arpl!Sed 74 a.. lntervieI ~i«tr1c disarder OR PèrEnt....-eprta:1 preva lerœ of p-e-
~. R!tJoo.. 13 SdBlIle It 1eIlst 4 rotab le d1«let:1c ~al dtfftOllt;y l8L, 
spectiw esœrtain- fer ~or5t~of ind ~ ~ aitr1a 141 had 
lEnt of outcaae Oll1<h1l dlstress. ps)dIlab1c dl5a"dr. 
prier to d1i11J1lS 1 s. Tb! 1 p-evalern! (at 2.J.aeks) B. 

At 9 1O'Iths. !m reaneed. 

52 œ tfUER C1eft SIbjects ra:ru1ted fraa 4-13 StnI:tlnd ldBk:tI Oli1d lINw1a- Prevalenoe of ml«1jus1m!nt a at 
Lipl c11nk Uns. T., 1«> 1nb!rvi8f; Qe:Xl1st. O111<h1l's Tb! l, 241 at T1Ize 2. 
Palâ. ~atlyer Prent, Self ~ ~tatTic (Uhtvariate ~lysis) 
tert 1ntsva1. child Rati"i) Sca le. 
disease. 
tearing , 
defects. 



cS ..t;. 

1 ~ 

" '-, 

V8.E 5: ooeMNTDN STWŒS 

s R 

Aef First /Iqe Saqlle Ass i!J1lBlt Outcaœ , Ver ~ DiSO"der (Yr) Si12 Proœd.re ~s) InterYent lal Result 

61 1913 tt:aW DiIllet2s 1-15 33 TreatII!nt FI'1!IJSQ ~th 3 WIE!l caIP. ft) SI~lfICll1t Ia;::o.aelt ln self~tesII 
26 Ca1troI IBtdItng of Self~ ~1fie desa"1p- EaSlR for falisle caq8"S all,y. 

age.5eIl.riD!. 1JMJ1ta)<. tlal of actlvltles. L41r:oY6idlts ln sares for III SItlject 
SES. clrat 1(1'1 Oll1cnn's l''E!g5'dless of tr1!atIEntICXJ1tro 1 5latus. 
~ d1abet:es. MiJllfest 
ClrItrols Pnxl~ 
c:hos81 fraII Sale. 
virlety of 
Ji\yslcl~ 
SOI"ŒS. 

64 1975 PUSS VIde rqe 6-15 56 TreatIBIt Rna! afteo Calt fornl a F lIII11y Ccu1se 11er cm treatIBIt SIbjErts vs. 
Œ dnrI1c 42 Ca1tro1s strat if lcat iCIl Test of Pror.Tao. llratiCll l 411 CXI'Ib"o 15 stoEd ~ 
Ji\ysica1 (1'1 Fml,y PerSOla lt~; yea-. Tratned fOl- ps.)<h> logic st.ltus (P O.(li) . 
diSQl'Qn. Ftn:t 1aI Irœx ~th P"Ofess i(JIa 1 lIBt1re 

Self-éstml lIOIB'I act.ed as f iIIIi 1,y 
lrMJrtcry; CXU1Se llers. 
Olilchn' 5 
~ifest 
Pnx~ 
Sale ';. 

fiS lB SIUN WicIt f1r9! 0-11 1(6 Tn!iItIe1t RanD Ifta- Pa-slNl Pediatrie ltIE Care SI~lfialtly better ... AOCit ln 
fil drG'Ite 10l Ccntrol wattf 1ed al l\OustIEnt Prcq--. Teill cre by atjustIIEnt al 6 lUIths in tTeatIEnt ~ 
JI1rStcaJ .lJdIpS 1t)H1~ , rb1e Slt111s Paiiatrieta'l. IU'W (PoO.04), wlth tnnI ln we directlal al 
d1scrd1n. to CqJe. ml SCille (~11). Jractlti<Jler. wtth 1 yeir (PoO.œ). (,..31.33 fer ttese data.) \ 

Ove-a 11 €lrdal Mn:t1cN1 acœss to sacia 1 lIItI'te-. ltJ diffe-aa in f\n:t tala 1 stabJs IIE!/J.!iln 
Irœ. Status~. ~1atr1st etc. at elther t •. 

Pretest. ni Post-Test 
lBiISU"eS al 6 1ID1ths, 
12 1IOlths. 

'" 

J-; 
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L'Hôpital de Montréal pour F~nfants 
The Montreal C:hildren's Hosnital 

Deparlment of Communlty Pe<l1alrlc Researcb 

Dear Parenl. 

We are wrlllnt;j lo mVlte your parllClpallOn 10 1 Mon..rul Chlldren!t HosPlul rew.rch proJtCt belnq (.rr\ld IJUt 
ln cooperal1')n Wilh lhe stAf' of !.he cllOlC tilll your chlld attends This rese.n:h 15 concerned wllh the .rreels on chlldren 
.nd thelr familles of various chlldhood Il 5ses. and whelher Il S DOsslbl. to reduce the stress that IlIness.s produce 
COOlnQ wilh a ohysicalillne5sIs on.en 1 Ilself a major prOblem ro~ a chllc1. but lhere s no doubt lhalthere can be an exlra 
burden due lo the added fmanclIl. tra 11109 tlme commltmenls lhIl must be borne by the whole ramily 

The sludy will Involve an 0 mtervlew by one or our r.searc.h staff. etther ln yOUf' home or al the 
hosplla l. deperd'ng on you" preference nrideflU,1 QuesllOOnl!lre will be comoleled for the mother and the chlld 
Followlng lhls. a rtisElarch <;ocl.1 wod:.&r III gel ln louCh wilh sorne or the ramilles lhal have be.n ,,,ttNl.wed ThiS SOClli 

worur Will gel to know lI'\e patIent and r mlly durlOg the ne>-l 6 months 10 order 10 provide any ,ssislance thal IS r.Qulred 
and la be avallable as a coun:;ellorlo Ule r Ily 'Nhether or not f amdles are corllacted by the SOCial worker. they Will 1111 
<:ontTtf"tre to rec8Ive l~181r uwal cholc serYlces. Just as lhey have tn the pesl Fmally. one yelr afler the ftrsllnlerVlew. 
III ramilles Ir.lh" sludy Will be glven Il second quesltonnalre 

One of our s~r Will telephone you ln the nexl few weeks to rand out whettler you are wllhng lo lakp parl ln 
the research Arrangemenls to suit you and your chlld will then be made for a lime and place for the InterVIew 

l,-' , 

fi We slncerely hope liIal vou Will be able to parllclpate ln thls Imporlant research proJecl The resulls of thlC; 
c;lody Will prove very valu~ble an planning suPport services for familles of chlldren wlth chrOntC Illness.snot Justin 
Monlreal. but througMul the wor'!! If you have any QuestIons ai)out the study. our resurct\er Will try 10 answer lhem 
when she gels ln looch wllh you 10 lhe near ruture " " ' "'1 

When you deCldp 10 parllclpal\! ln the study. please sign the form below and reLaIO Il ror the Interviewer 
Should yoll' derlde not lo lOin us 10 lhl5 resparch. or If you feellt necessary lo wlthdraw from the sLudy after Il start 5 

pluse re~1 ac.sured lhallhe rulure care of your chlld al ife hosp:Lal will ln no way be affecled 

t. 
'Nllh man,; lhanks 

i erence M Nol.n MO 
PedlatrlLla'l Jnd ~rlnclp81lnvestlg/ltor 

Consent.. to Plrtlclplt. tn the StUd~1 
' ... 

J. 'L .... ~J-, l~hSBA 
ProJect Dlrecl 

1 aqre~ 1(1 ta~e part ln lhls sl'Jdy underSlandmg Ihal my ctliid and 1 wlilbe asked some QuestIons Invelvlng about 1 hour of our 
lll'nt F oiiowlOQ thls 1 undersland Ihdl our ramlly m.y be chosen oy a loltery method lo be InlrodYced lo a Montre.1 
Chllttren 5 Hosp-'tal SOCial 'Norker who will !:le avallable to uc; for a ft monlh perrod 'or any assistance or a!!vlCe that 'Ne may , 
reQUlre 1 Igree to a slIcond IOtervlew lo ~f' held 1 yur after tho rlrsl 1 undersland th.t ail tnrorm.lion wlllb. k.pl slrlcLly 
conhoenll/ll by lhe research lum 1 am free lo w\IMraw 'rum t"'15 study al any lime wlthoul penally lo me or to the fulure 
care of my r:hlld at th" t'Ionlreal Chl;1rl'n s Hosollcll 

da:e 

2100 TUPPER. MONTRf:AI.. QlJf:.OEC Hl" IP3 
" 
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Appendix 3. Telephone interview. 
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TELEPHONE INTERVIEW 

Hello, this ie (n:1TT1t' of ~ntervie",er) calling from the Department of COl\llllunity 

O Pediatric Research at the Montreal Children's Hospital. Hay 1 speak ta lirs. ("ir) ? 

Are you buey no",? (If yes:) When can l calI back? 
------- ~ -------------------------------

1) Have you received a let ter describing our study? 

YES ] ) 1 NO 1 
Do you have any questions about ft? 

" 
J 

l'd like Co send you a copy of the letteT. 
Could 1 verity your address and postal code? 
l'Il calI you again in about 1 week. 

G 
Answer any questions. 

I...----------.~ 2) Have yOIl had a chance to make 8 decision Rbout 
participating in our study? 

( YES < (u~~clnED)1 
ls ther~ any special reason ",hy you have not 
made up your mind? (LOG) 
Can l give you more information now to help 
you decide? 

1'11 caU back in about 
what you have decided. 

1 

a ",eek to find out 

----.... 3) Are you interested in participating? 

~ < 
l'd like to ask you sorne questions: 

Verify child's : name, age, clinic 
Does child attend: regular school, 

special class in a regular school, 
special school 

Last clinic v isit: ---------------------Next clinic visit: ---------------------
Has anyone in the fam11y had Jhe services 

of a psychiatTist, a psychologist, a 
social worker, a nurse? 

* For how long? When was the last time? 
J, 

ARRANGE INTERVIEW: 

NO 1 
Would you mind telling me why you have 
decided not to participate? (LOG) ___ _ 

(Provide more information and reassurance 
if necessary. Leave our tulmber: 934-4400 
loc 2667. so tha t they can caU back if 
they change their minds) 

1 

o N.B. AlI children attending the AUQIOLOGY cHnic; 1.e. those with hear~ng problem~ 
must be at home at the time of the interview ln order to complete the HARTER. 

AU chlldren between 4 and 6 years of age must be st home at the time of the 
interview 80 that they can complete the HARTER. 

l' 

• See Interviewers' Introduction" 
) 

, 
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Appendix 4. Interviewer's questions 
at baseline and Time 2. 
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Montreal Chfldren's Hospital 
Department of Commumty Pedietnc Research 

-- --- - - - - - .. " - - "- --- -. 

flrlt Interview 
Chlld Hea\th Study 
------.=~-====--=-====-=-~.=...=~-::::::~._~~==--~ ~-::.-~-=-

flrsl name famllyname 

2 Chlld's MCH ID Number DDDDDD 3 Chtld's AoeDD. DO 
y ... s months 

4 Chlld's Sel( OMale Ofemale 

5 Name of Clinle lhal Chtld Attends 

6 Neme of IIIne"or Ree!oo thal Chlld Attend! ThIS Clinlc 

7 Dale or Interview DO.DO.DO 
Day Monlh Vear 

B Respondent ONoUler OF a ther OOther( spec Ir y) 

9 Locallon of Inlerview OSubJtcl's home OMCH OOther(speclfy) 

10 Tlme Inlervlew Commenced 
" 

11 Tlme Interview Compleled 

DD:DD 
DD:DD 12. ourallon or Inlervlew(mlnules) DO 

13 Consenl f orm SI gned by OMother OF.ther DOthtr(specify). 

14 Alternative Conlact Address/Phone No of Frlend or Relative 

1 S Name of Interviewer 

Conlenls of Packsoe 1 . Persona) Details (Interviewer ) 
2. FemUy Functlon (Interviewer) 
3.lmpacl on Famlly(Jnlerviewer) 
~. Halaise Invenlory (lntervtewer) 
5. flllCtlOfllI Status (Interviewer) 
6. Achenbach Suie (P .. enO 
7 CAAP (PrenD 
8 HIrt.tr SCile (Interviewer & Chi Id) 

IIM. "The ,nM)!" refen ln .IIQUetlIans(un'''!J o\henri,. ,lIted) lo the stucty IlInn,. that IS. the ,lIntt,for wtllch the 
dlUd lUencIs the MCH chnic. 



PAGE 2 
16 "Wh,lls the mlln IlIIgu.ge s!)Oken al home?" (J=rench Œnollsh OOther(spec!ry) 

17 "Whare WI5 _________ {name or chlld) born?" 

1 ~ • 1 woul<! lite you lo tell me • IItUe abOUt your remllyend WN lives ln your home 
and 19t5, 8nd IN number or Y'VS or rormel.ducallon (school) compleled " 
tml Relation ·Mt LIVIng at Home1 ~ W.ff. 

Mother 

Spouse 

.................. Chlld ln ~ludy 

DO,DO,DO 

.............. oD,od 

19 "1,parl from the problem thal IS the reason for (neme of child) IJjt.lendmt;J the 
_____ -'(n.me or MCH c"nic), wh.l other he.lth problem! or dlSelSe! doe5 he/Mu, havt?· 

List ber. 

T .... I Vears 

DO 

DO 

DO 

20 "How old w.! _______ ,(n.me or child) when he/5he w.! fi,.,l dlagnosed lo have the condillon fil( whtch 
he/she attends the (n.me of clinie )?-

00.00 
y..... months \~, 

/'. 21 'Thlnltlng blek over the ,.st 6 .. lbs. thlt 15. slnee June. on hOw m.ny separ.lt occasions did Vou come lo the 
-.f' Montr •• 1 Childrtn', Hospital beclUSI or hlslher 'name or Illnes5)1" 

DO 
22, "In the SIme 6 ... Ut pertod, how rnany yj,iLs lo other docloN occurred due lo _____ ~(name of child) 

IIIl'It5s?' -

DO 
23 'In the lIf'M 6 ...... periôd. how many Idmtuions tG hospllli occurred as • result of __________ (Mme or 

chlld) IIInn57' 

DO 



-' 

PAS( 3 
24 Ir Mspl"'lIzeUns eccurre. (Q.2l a~o") ast. '~5 1 resull or lhtse hosplllhzlllons. how m.ny dlys ln tOll' 

would you eslimlte (name of ehlld) spentln hosplLJlln lIaal 6 ... Ua perlod?" 

DDD 
25 "<Ner the ,.st 12 ...... u.s. have you or your femlly recelved eny service, from 

• physltal therlpisP" ONo OYes 
.a speech therlPl,t?' ONo DY" 

.. PSYCholOCJlst 7' 0N0 

.a p'yctllatrlst?" ONo 

• an occupallonal theraJ)lsl?' ONo 
.genetic counselhno?' ONo 

a soc181 worker?' ONe 

Il nurse?' oNo 

anyone else?' ONo 

OYes. the last ocelslon wasD Dmonths 190 Type of help 

DY". the last occa"on w.sO Dmonth5190 Type of help 

OYe, 
OVes 

OYes. the last occa~Ion w.sO Dmonths ago Type of help 

OYes. the Isst occasion was 0 Dmonths 1100 Type of help 

OYes Speclfy source "of help 
" . 

and type of assistance recelved 

? 

26 "Just thmkmo now about the ,Isl 2 ••• ts. how manv deys has _______ (name of chi Id} mlssed rrom 
school., • result or his/her iIIness?' 

DO 
27 'Are vou married or living wllh sorneone?' 

If 110". PROBE .... " ...... 

1 

Omarrled 
Odlvorced 
Dwidowed 

Dn~r marrled 
DcohlblL\n9 
Dsep.r.led 

26 If r.spons. lo Q.27 .as .Ilber d.volc.d .• Ido •• d. never marrl.d. or s.parll.d •• st .................. . 
• Are VOu now hvinO as a single prenl?' OVes ONo "-

29 If rlsponse la Q.28 •• 5 YES •• st 'How long have you been a smolt parenl?' 0 D. DO 
years months 

30. Molher'fi occupation dFull-llmeHome Outles .... OJob(Sptcify) . occupylng 0 DhrS/Wk 

31 If MOUl.r ".s • J.~. a!lt "'Whal perlod or the day do you usually worlr.?" Oday OtveOlIl9 Dmghl 

32 Spouse occupation r ........ .. .... , • 

, 33 .f.,.... ........ y ... What 15 hlS usual or mosL recent occupallon?' 

--_._-- -~--_._----- ----- - --- --- - - ------- -- ----- --"._~- -- -_.-
-.::::::::::::::=- -..::.:..~::.. =--::-===-""::.--~''':::= -=- -. =-- ~- - ---- --_-:::- -..;:.:::=::=-=::. ::- -:::.- ~-- -. - - - -

, 
~ 1 



() 

.1 
TIME 2 INTERVIEW , 

, ~ ••••• ......................... 
, Fr An SubJIds 

(curtlrud from aNfI' 1Iat) 
BLAt« 22 

1. "Thtnlttng bD fNfI" the ..... 6 ..... , an'" meItf .,. ale ocœskm cHd VOU cane ID 
thI r1antrtIl a .. nchn', Halpltal wtth ....( ...... ri dit Id) bu"ge Il (23-24) 
h1Slhr ( .... or n ... )1-

DO 
2. ·'n the ..... 6 .1." .. lad, heM mertf Yisite to ........... occurrtdu (26-26) 

to (nne Il mUd) tUness?-

DO 
1. -In the ... 6 ..... per", OOrt mertf ... , ............ , .. , cmrred tiJe (27-28) 

to ( .. fi d'II Id) 111,..,,-

DO 
... If ...... 11_._ ....... (1.3 .... ) .. , -AJ 1 result ~ U. hœpltall2Btloos, 

how MIV __ ln total would you eettme&e ( namo of chi Id) ~t in (29-31 ) 
hœpltalln UItt 6 .. u.priod?" 

000 ... 
S. - Slnœ the Ume or the flrst Interview. heYe yoo cr vour fem nV reœlYld tn( sarvlœs fran .............................. 1-

·_ ..... __ ._ ........ *11 .... r I:l1o Ut ... -) IfVD, .r'IIIh ......... ? ....................... _ ........... .....(JI) 
o , 

_ wMt "'M~? _. __ .... __ ....... _ ..... -.-......... -._ . 

• _ .. _ .......................... ,. ... av ... -) rYEB, .,...1\; ... 1Ir'i'totI1 ....................................... ...(I4) 
o , 

..-~ w ... ~? _ ... _ •• _ •• _ ••.• _ ............ ..-.._ .. . 
o 1 

........... ~ .... wwt&IIr?.. av.. ) IfYEB, • rilOl'twM _ ..-1 ............ _ ... _ ..... -..._ ....... .tIf!f) 
( • ..-1 ....... "..jIot...., wrIIIr tfrtllY.o 1 

..- 'we..t ... ~? .................... _ ••• __ ._ ••• _ ••• _ ........ .. 

• ............................. ". .... r • IID\,.. .. ~-' tI'ID~ .reothM .... ? ............. _ ...... _ ........... ". ..... ) 
o 1 
, 

o 
.............. IOota1...... .' ... _ ........ r 

..- -.. w .. ~? .............. __ ................. _ ••••••• __ •• _ , 
av... ~ .... ", ___ ......................... _ ................................ --0'7) 

., .. ., ..tI:tIR Il ...... hH ...... _. ___ ._ ...... __ ._ ...... -.. ............. -.-

• rfiIIWM ..... , .•• __ •• _ .•.•..• _ ...... _ •• _._ •• _ ................ _._ .• ~) 

., ~ .. ,...? ..... __ .. _ ..... ~_._._-_ ... _--.. _ .... _---... 

....... : If .......... ,..h .. , .... ..- .. _ ........... "' .. ,.~ ...... , 
...... _ ••• ., .. _ vIIII w.9 .. 

-------------------_ .......... -----))), 



PMII ... 

6. -Just thtntlng now about the lIIt 2 .... " .... 1. tor lI81V dItfI 
dId (nneltctttld) ... tas from !CIœle.resultofhtslhr Ulr.s?-

DO 
dItfs 

7. -Sta the ttme ~ the f1rat tntBrlleW. ta VU' chUe!"'.., fItf MW ... nlt ".. ... 1· 
o 1 

(39-40) 

~ DYes----) "Yes, da9crtbe (41) 

.. • .... ___ ._ .... _____ ._ ... ___ .... .. •• n __ • ___ .{ 42-~5) 

8. "SIro the Ume ft the flrat Interv_. .. yfU' chHd's Mllth. .......... . 

10 tmpnMll'r 
20 rema1ned ebwt the SIImI?-
30 beœme wcne?-

9. -00 you haYe rD( probllm wlth (chlld's nne) baheYtour?-
o 1 
o .., [] Yes ( 47) 

10. "Dœs _____ ( chtld's neme) œw rnt learnlfrJ prOO)ems?-
o 1 . 
0.., OYes (48) 

11. "Dœs _____ ,( chl1d's neme) heYe dtfftculty ln gatUng slang wlth othr chlkhn ..ver 1IlI1t.?-
o 1 
0.., OYes (49) 

~ 

12. "HIIS _____ ,( chnd's nsne) Mr Md env trouble wlth hls/her 8dœ1wortt?-
o l ' 
0* OYes (50) 

13 ..... _____ -\(chlld's rwne) fNfI' been eaked to leMt school?" 
o 1 
0.., OYes (51) 

14. "SIra the Ume ft the fJrst Intervtew. what da ... (If env) Iles there t.n ln VU' merltelltatul?-

1 [)Jo d89 2Onrr1ld 3Dsepfr8lld( fcrmrly nNrrlld) ~ formerly ahlbltlng) 
5Ddtvorœd 6DaNblttng 7Dwtœwld (52) 

'.5. If i 11111 .. 1 te 1.14 .. ettlMlr tItYII_, w"'lII ... 1111 ..... , _ ................. .. 
-Areyouoow Hvtngaslstnglepnnt? OCIG lOVes (63) 

'6. If '111111" .. 1. li .. RI, _ 1iow1ong .... .,.., ........ pnnt1- 00.... (64-56) --------------------_ ........... -----,,, 



o 

-• 
,MI •• 4 , 

17. ,. bal tif( dIqI ln _~ ter you fi' YU' husbInIIprtr.r stnce the Ume ft the ftrst tntlrVtew?
tl)TE: Far ... IU' .... ri th. qaattan, ......,Id GIttes • nat c_tned 811. job 

(ID fane Iirt_ -panpb,.I). 
( __ flther (56) 

Ttet __ ta , ........... l l1attw (67) 

fATHERIPMTIIEI n ........ p1c1,1lt now. but .. employad et ttme ri ftrat tnterv1lw .... O ttOTHfR {I 
D. ...... p_now, but "",p1oWd1l ttme cl ftrst tntlrviIW ...... O {2 
n ........................... stf11 ... plo',wl ln .. JOO ....................................... O { .s 
n ........................ Itt11I1RP1cJtld, but in ... job ................................... O { ~ 
n ................................. lltl1 ... p."... ................................................ 0 ( 5 
O ............ not eppltœb1e ..... fi» fathr/perbw' fi' moIhr ......... ~ .... O { 8 

18. 1Myoo taS tI'ff CDIŒt w1th ~ femmes thIIt vou know wn elao taktng BLN« (58) 
p.-t tnthtsstult,r OIBJ IOVes---->lfVes, 'RGlf~ (59) 

w ... the contII:ts wtth f .... ntes who .... reœtvtng hBlp 
fMln prefet. SŒ1e1 wcrUrs? 
00tt» lOVes ----) IfVes, (60) 
.. mlâ cmtlçt mnrnlf? ( 6 1 ) 

................................................................................ _ .................. \ ............... -.................. . 

19. "HlM yœ bal tnvolYld ln tIrf ou.r stllftls cr proJects tn the lest 6 months?-

<XItJ 1 DYIS - ---) If Yes. '"D1d vau œnp1ete _tlrnltres cr nwer (JJ8Sttœs slmlls' to (62) 
thœe you have bain asted ln thls sbItf?-

00.0 1 OYes ----) If Yes, IJtt8mpt to 1dIInt1fV wh1c:h CJ,I8Sttcmetres œ' spec1ftc cplStklls ware usa:I. (63) 
MId elso who œrdJcted the sbItf. . 

(6HS) 
........... _ ..... -.-.. _ .... _-_.--._ .. __ .......... _ ... _ ..... _.-._ ..... _ ............... __ ._ •..•... 

................ _ ....... --_. __ .... -----_ ........ _ ........ _ .. _ ..... _ ......... _ ................... _ .... ... 

20. "Dtd e mel worklr from thts at.uItI MI' contId VOU Ifta' the ftrst tntarvtew. eiU. by te1ephooe cr in 
pnon? 

OCNo 10Ves 

21. Doyau know thllIICIel ........ _? 
00 ND '0 V. ( .. tte ..... or OK If rtIIpOndInt ... ·l kIDr) 

......... _._ ................................. _ ............•.. _ ....... _ ... ~ •....... _ ........ , .. . 
\ . 

(66) 

(67) 

--------------------........ __ .. _--") 



...... 
IHERYIEVE' ----) .av lIPdI SEALED ElYB.OPE. 

, 

) 
~ 

If tt contelne .... u .. (gr FondUn AUACtp tA Soc'o' 
WJrtn-. etVl tt to the pennt to compl,te MW. VOU meu ... t.t 
tf ,.qunt .. to do 10 by tbllUbJec\. 

If tt contel .. "ounu- for FwnU'nllJT t.SSIGIEP to _" 
w.tg-. VOU edmlnl.t .. the questions to the penn\. 

If th" 1. ÔM of the flW femUt .... IgneeS lo aocle' wortn 
whlch rlfUlld to'_ thlaoc1al won .... et all, \Mn pr'OCIId 
cHncl1y to U.-Vr., _-. 1 

___________________ ..... ..t .... -----,), 

\ 



P"'.' 
WIAP-IIP 

IIrTERYIEWU--) 

1. Ait tM ..... t If u.u would litt to Idd .,.u.tng .1., or to mate env ftne1 
comrMftu. 

............................ __ ... ..-. .. __ .-............. --... , .. _ ............. __ .... _ ....... -.......................... --... ............. -........ -

................. _ ......... _-........ __ .. ----.. -... .. _-_._-.................... -...--_. __ .. -.......... _--_ ......... -_ ............ _ .. -
_ ..................................... _ .............. _ ............... - ..•......... --_ .......... _ .......... _ ........................ -._ ......................... --.-
..................................... _ ........ _ ..... _ .. _ ........................... _ .... -.............•. -. ..... _-......... _ ••......... _ ................... _ .. . 

.................................... _ ... _ .. _ ...... _ ..... -................ _ ........... _ ... _._ .... -.......... -....... _ .. -...... _ ... _ ......... _ ............. -

2. AmInge for t.laphOne admtntstratlon of 1tarter"' (U not done ln person). 

3. ","tton the"PGlltbtlttU of CI future tntervtew ln about , ueer dependtng ~on fundtng. 

4. Asie for e conteet (ICI. I*'IIIt, friand). 

NeInI: ..... _-.. _ .. _ ...... _ .................... -.......... -... __ .-..... _---...... __ . __ .-.. _ .. __ . __ ... --_ ........................ _,. .. . 

Rilet t orIIhtp: ._ .. __ .............. _ ..................... _ ..... ___ .......... .1 ••••• _ •• _ ........................... _ ••••••••••••••• _ •••••••••••••••• _. 

AcIdr18s: ........................ _ ........ _ .... __ ... __ ... -...... -....-......... -.................. _ .. _ ..... -................ _ ...•.•.........•.••••.. 

.................... -.... _ ............ _ ............................................................................................ --............ _ ...... . 

T 11-'-= ._ ....... ____ ...... __ ._ ........... _ ..... _ ..... _ .. _ ........ __ ................. _ ...... __ ...................................... . 

5. ThIr* ...... t for thllr partlCIPltton. 6tYlI.tter Of eppncteUon to pennt. 

/ 



o 
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Appendix 5. Social worker summary sheet and 
contact log. 

( 



SUNMARY SHEET AND CONTACT LOG 

C.J 
NJ\t.Œ: 

1 

Date of Initial Contact: 

Date of Final Contact: 

Initial Assessment Completed: Date: Place: 

Home Visi t completed Date: 

lst Visi t completed Date: Place: 

2nd Visit comp1eted Date: Place: 

Te lephone calls: 1· 
, 

2 3 4 5 6 7 8 9 10 

11 f2 13 14 15 16 17 18 19 20 
, 

21 22 23 24 25 26 27 28 29 30 

31 32 33 34 3S 36 37 38 39 40 

41 42 43 44 45 46 47 48 49 50 

\ 
)---

Contact Dun rlace ReJII:l r ks \ 1 II t e TilDe tton Origin ---
. --

-'- .. 
-

- . , 
-
--

-- -

. 
-

\ ---
--

--
-. 

" 

- , -,'" 
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Appendix 6. Telephone, protocol for notifying 
con trois. 
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'0 

Tt!Iephone Protocoi for Notifying Controls: 

Pur-pose of the telephone call to control group: 

-thank parent for participation 

-notify parent of their sts tus as control 

-maintain contact with this group 

-notlfy parent of second interview in the fall 

Procedure: 

-identHy youfself 

-thank parent for their participation in study 

- notHy pareot that no Social Worker 101111 be contacting 

them (from the study), but that thelr continued participation 

in the atudy remaina essentiel to the Buccess of the whole 

project 

-ask them ta notHy us of any change of addresB 

-infoT"DI them that we will be contactiog them for another 

interview in the fall 



(. 

\ 

o 

Appendix 7. Letter to control ramifies at study 
mid-point. 
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L'Hê>pital de Montréal pour F~nfants 
l"he Montreal (~h i ldren' s l-Iospita l 

DEPARTMENT OF COMMUNITY PEDIATRle RESEARŒI 
l'NI')'·I1'\''"'''''.'',I11''''"''' . ~.",tI, l'''I\fM'I'\ • "1''''"1"'',11,'''''',\1 

Dear Parent, 

We are WTl t ing to let you know that the research project 
on chlldren with chromc 'condUions in which you kindly agreed 
to participate lS presently going well. 

Our interVlewers wi 11 be contacting tou sometime after 
Augus~ to arrange a time to complete thé second questlonnairc. 
Sa, if you plan to change your address before th en , please let 
us know 50 that we wi II be able to reach you. 

Finally, we want to express our appreciation for your 
lnvolvement in the study and we hope you will find the enclosed 
news letter of interest, 

Wi th thank s. 

Yours truly, 

T. No 1 an, M. D. 

/ Z-z.r-L ~ 
l~gutGs 

934-4400 ",._",,,,._,,·v 
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Appendix 8. Child Behavior Checklist. 
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. , 
CHILO BEHAVIOA CHECKLIST FOR A~1!8 4·18 

1 'or offle' UN only . ID • 

CHILO'S PARENT'S -TYPE OF wORK IPIN .. 0. II»Cltc-1ot ••• ""* IUro mKMnc hIQII 

ME " ICIIOOI r-.cne" IIOIIIInfelle' 14OO1ft, .. r". OÇII.IOI lIIOI ""_11, "my "~11/ 
. ... " Il OI",,'/1oIs fIOl Il .. '#tir" chi/à) 

0 Boy 
, FATHER'S ... ," - TYPEOFWORK , 

BEX AGE RACE 
0 GI,I i 

~ 
'TOOAY'S DATE CHILO'S BIRT ... OATE TYPEOFWORK . 

<) - THIS fORM FILLED OUT BY Mo __ DeV __ y, -- Mo __ D.y __ y, __ 

0 Molhe, 

GRADE 0 F.lher t 
IN 
BCHOOL ,0 01 he' (St>«'lyj ~ 

, 
1 

1. PI .... llat lhe .port. your chlld moll "r" Comparee! 10 other chlldren 01 Ih. Comparee! to othe, chlldran of th. 
10 tau pet11n. For example awlmmlng, .. m. Ig', .bout how much tlm. aame ag., how .. II doe. hllah. do 
baseball, lkatlng, ~kàte boardlng, blke doe. heI.he.4pend ln aach? Mch on.? 
rldlng, fllhlng, elc 

Leu More 
0 None Don'I ThIn A--oe ThIn Don'I .. 1_ Alloft 

Know 
A--ve A-.ge Know A--oe A .. rave 

A~ 

a 

'"" 
0 0 0 ~ 0 0 CJ 0 

b 0 0 0 0 0 D 0 

c D D 0 0 0 0 0 0 

IL Pl .... lIat your chlld'a 'avorlt. hobbl.s, Compar.d to oU .. r chlldren of th. Compared t~th.r chlldra" of th. 
ectlYlU .. , and garnes, ott .. , lhan .ports .. m. Ig', aboui how much IIm. ..m. aga, hoW .. II doel hlilhe do 
For exemple Ilamps, dQJls, books, piano, dOll hlllhe spend ln Nch? .ac:h on.? 
cralta, Ilnglng, elc (Do nol Inelude TV' 

li .. .. More , 0 None Qpn" l'han A .. rave l'han Don', ... - Aboftt 
Know Awerage A .. ,. Know Aftrage Awe,. 

A~ 

l- D D 0 0 D D ~ D 0 

b D D 0 0 D D 0 0 

c D 0 0 0 D D D 0 

III. Pl .... Il.t any organlullons, clubs, Compared to other chlldren of thl 
INms, or groupl ,our ihlld balongl to. ..m. ag., how acllve Il helah. In 

DNone .ach? 

" 
Don', L ... Awer.ge 

Men 
Know Acll" Ac'(we 

.. D D 0 0 

b 0 D 0 0 

c ~ 0 0 0 0 

IV, PlNaa lia' any Jobt 01 choret your chlld Compared to oUllr chlldrtn of thl 
ha .. FOI' example. papar route, babyalttlng, .. m. age, how weil does he/Iht 
maklng bad, etc carry lhem out? 

D~one Dott', Il'_ A..,. Abcm 
Know AwerIge A,.,. 

10) 
l- D 0 0 0 

b 0 0 0 0 

c. 0 0 D D 

c)",1 T .~ UMMIIJ .. v-. ........... YT....,. PAGI' ... , ....... 



o None 01 o 2013 04ormoN 

. 
2. Abou. how ,.,..., ......... wMr cIoH JOlI' chtId do ....... """ "*"1 o .... then1 01or2 o 3 or mor. 

1 

VI. Compared 10 other chIlchn of ht.n.r ege, fIow "" don ,our cNld: 

Worae 

• Get .'ong wllh hlalher brof"e,.."& alat .... ? 0 

b Get "ong wllh oU,er ehlldren? 0 

c. aehe". .'th hlllher perenta? 0 

d Play .nd work by hlm ... lf/ht .... If? 0 

VII. 1. CurrwI.1OhooI perlormanoe-:-,or chIIdren 1Qed' end oWer: 

o 

o Doel not go 10 IChaol FalUna 

.. R .. dlng or Engll.h 0 

b Wrltlng 0 

c Arlthmetle or Meth 0 

d Spelllng 0 

OU", acedemlc .ub- •• 0 
jecta-for eumple. hl.· 

0 tory, IClenee, ror.lgn f 
language, geograph)'. 

g. 0 

2. la JOUf chlld ln • apeclal 0'" 
(] . 0 Vit-whet klnd? " No 

S. Haa yoùr chlld evef repeated 1 grad.? 

o No o V.a-grlde and ruson 

4. HII JOUr ohIld hed Iny aceclemlc or other ptOblema ln 1Choo11 

o No o V •• -pl .... de.erlbe 

HI" "'"' ~ ended? 

o No 0 V"-when1 

Abou •• he .. me Be".r 

0 0 

0 0 

0 0 

p 0 

'elow enr.ge A"rage ~."' .... 
0 0 Q 

0 0 0 

0 0 0 

0 0 0 

0 0 0 

0 0 0 

0 0 0 

.-



( 
• 

'2. VeryTrueorOfllftTtul .. t ........... orlo .......... ,Trut 
0 1 2 57. P'hyalcally attacka people 0 , 2 84. Strange bèhavlor (dncrtbeT: 
0 1 2 58. Plcks nose, pin, or other parts of Iocsy .' 

(d.acrlbe): . -.. 
.JI! 

80 0 , 2 85 Strange Id ... (descrlbe): 
• " . o 

0 1 2 59. Plays wlth own sex parts ln public 18 
0 1 2 80 Plays wlth own sex parts too l'nueh 

" 
0 1 2 88 Stubb'orn, suUen, or Irritable -, 

,1 

0 1 2 61. Poor sch601 work 
" 0 1 2 87' Sudden changea ln mood or leellnga 

0 1 2 62 Poorly coordlnated or clumsy 0 1 2 88 Sulks a lot 45 

0 1 2 63. Prefers playlng wlth older chlldreo ~ 20 0 . 1 2 89 Susplclous 
0 1 2 6-'. Prefera.~laylng wlth youflQer chlldf.en 

• 0 1 2 • 90 Swearlng or obaeene language 

0 1 2 85 Refuses to talk 0 1 2 91 Tal~a aboul kllllng sell 
0 1 1 ~ 66 Repeats certain aets over and over, 0 1 2 92 Talka or walks ln sltep (descrlbe) 

compulsions (deacrlbe) . , 

-
0 1 2 93 Telks 100 mueh 50 

0 1 2 67 Runs away Irom home 0 1 2 94 Teeses aloI 
0 1 2 68. Scrums a lot 25 ~ 

·0 1 2 95. Temper I.nlruma or hot temper 
0 1 2 69 Secret Ive: keeps Ihlngs 10 sell 0 1 2 96 Thlnks about sex 100 mueh 
0 , 2 70. Sees Ihlngs Ihal aren't thére (des~rlbe) 

0 1 2 .~7 Threatens people 
0 , 2 98 Thumb-sucklng 5! 

~ 

0 1 2 99 Too concerned wlth neatneas or cleanllneas 
0 1 2 100 'Trouble sleeping (d.scrlbe) 

u 

0 1 ' 2 71. Self·consel0I.!.$Jor easlly embarrassed 
0 1 2 72. Sels tires , 

~ 

0 1 2 ' 73 Sexual problems (deserlt>e) 0 , 2 101 Truancy, aklps school 
0 1 2 102. Underactlve, slow mOlllng, or lacks energy 

, -l 
i 

r 
~ 

0 1 2 103 Unhappy, sad, or d.pressed 80 
30 0 1 2 104. Unusually loud -0 1 2 74 Showlng off or clownlng 

HJs . 0 1 2 Uses alcohol or drugs (d.scrlbe) 

0 1 1 75 Shy or tlmld 
0 1 2 76 Sleeps less than most chlldren 

0 1 2 106 Vandallsm 
-

0 1 2 n. Sleeps more than most chlldren durlng day 
0 1 2 107. Wets self durlng the day 

and/or night (describe): 
0 1 2 108 Wets Ih. bed 85 

, 
0 1 2 109 Whlnlng 

0 1 2 78. Smears or plays with bowel movements 35 0 1 2 110 Wishes to be of opposlle sex , 

0 1 2 79 Speech problem (descrlbe) 
0 1 2 111 Wlth~n, doesn't gel Involved wlth others 

" 
0 1 2 112 Worrylng 

0 1 2 80 Stllres blankly . 113 . PI ... e wril. In eny problems your chlld ha. 

0 1 2 81 Stesls at home 
that were not !lsted ,bave-

o 
0 1 2 82' Steals outslde the home 0 1 2 

1 

"oesn't 
\ 

1 2 83. Stores up things helshe need 0 1 2 
(descrlbe): 

, 40 0 1 2 

PLEASE BE SURE YOU HAVE ANSWERED ALL ITEMS. PAOE' .UNDERLINE ANY YOU ARE CONCERNEO ABOUT, 
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Appendix 9. Child and Adolescent Adjustment 
P{ofile. 
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CHILD NI) Pro.ESŒNT fru.JS11tINT 00=1 LE • 
(CfJNJ SCAlE) 

Name of YoungSter-Seing Rated 

your Name 

1. Today' S Qate Mon th Day Year 

z. Your Relatfonshtp ta Youngst1!r (Check one) 

(1) __ fobther (s tepn!other'. fos ter mother) 

, (2) __ Father (stepfathl!r, foster father) 
, 

(3) __ Te.acher 

(4) __ Counselor 

""'-

(51 __ Other (please specify) _____________ _ 

J. 5e1l. of Youngs ter (Chedt one) 

(1) __ Male (2) __ FenIIle 

t. Age ___ _ 5. Grade fn School 

INSTRUCTI(J6: 

A. Pleue describe this YCll619ster's behavf or as you have observed 
1t dur1ng the ?!St .-onU! by answrfng each question. 

B. Please answer ail qU4!'Stfons on this and the reverse page. even 
tllClAgh you ~"'TH 1 So.W\lt ""sure of SOllW! answe~. 

c. "ut your answer to ud! questton by llakt"ng a vi' r/I 
fn the box ""der the Answer Chotces- hke thls .... ~ 

l)PYRIGHT 1977 by IPEV Int' 1. Il~~" bIj 4IUJ ~OCtAA ~out 
lM.l.Uvl ~6~O" v~l.4.U6 COprJ~1t.t l.:III6. 

~lished by Consulting Psychologists Press, Inc. 
~77 College Ave.) Palo Alto, CA 9~306 

... 

Answer C~ 
DURUfG LAST POf~. liAS HE/SHE... 1 2 
(Ple~e an.6wtJl e.a.dt 6tAtemen.,( Rare ly Sane- "17nen 
bdowl 'times 

1. Tri ed ta get al cJ:Ig wi th D D D others? 

2. Joined others freely of D D D 0"'" a'cc ord 1 

3. Invitee! others ta play D D D with him/her? 
1 

0 '0 '0 4. Laughed and_smiled 
eas i ly? 

J. 1 

l 
A'lmost 
Al ways 

D 
D 
D~ 

o 
Answer'Choices 1 

DURING LAST 1oOffif, HAS HE/SHE... l . -Z-- -! 4 
(Plea6e ct~Vl vu:h ~""en.t • - Never Rare ly Sane- Often 
bel.owl t imes 

S, Wanted helil ln th1ngs he/she D D D D could have done on own 1 
. 

6. Becaae d1scouraged -nen D D D D attempted,something on awn1 

7 Asked for help when could ·0 D 0 D have figured things out? 

8. Asked unnecessary questions 
lnstead of working on 0l0II'I 1 

OURI,NG PAST I«lHTH. liAS HE/SHE ... 
( Ptew e I21tbWVl ea.c1t A-ta.t0llVl,.( 
bdow) , 

9. 'Flared up if couldn't have 
own -ay1 

10. Becane upset if others did 
not Igree .n th hf_/tler? 

11. P1cked Quarrels w1th 
others? 

12. Not responded to 
discipline? 

D. D 
1 

Hever Rarely 

'0 
, 1 

Sœe
tilleS 

D 

DO D.Ô 
OODO 

\. 

D,O"O,D , 

D"D,~D 0 
, 1 1 

.'.A_ . .. .-... _. - -~ ..... -



~ 

6 

Answer Chot ces 
OURING LAST 1OfTH. KAS HE/SHE... 1 2 3 4 
(PlU6t. ""'-'" i4da 6.t.4.tt11U1t Rarely S~ Ofteft AllDOSt 
b~J t1_s Al~ 

13. Worted hlret It tuts D D 0 D or ISStgn-.ts? 

14. StQed w1 th wort or D D D D ISs1gn.ent unt11 f1n1shed? 

15 • .... full use of 
Ibn f ties? ! D D D 0 

16. bene work carefully? 0 D 0' 0 
1 1 

Answer Chai ces 
DtIlING PftST OTH. HAS HE/SHE .•. 2 3 4 
1 PÙ46 t t.lIL6WM f.4dt 4.t4t.u1e.n.t Hever Rarely SCIlle- Often 
bdDwJ t1.s 

17. Sat Ind s tared w1 thout D D D D dol", oWIythlng? 

18. Don. th1ngs very D D D D slow1y? 

19. Appeated 1ndi fferent and D D D D un1nterested in th1ngs? 

20. o.ydrelllled? D D D D 
J 

TIuudt !l0~ 601t pltDvi.lUJtR tilt. .u.~ u.qU&6~d. Ptu.u dld 
b4.cll' ~ ..ait. 6uJl.f. !fou. l'4Vt. M.t .t66-ed ~ tIIUJ /lUÜÜOll6. 

l« IJOCI. lIIOU.ld tih tIJ .. 4Itq ~ about.tllt. pe.JI4 lM !lOU Mvet 
1C4ùd. pl.tA6.t. U6 e. .t1t(. Opp06.i.tt. 6 e.c.Umt 'Olt ~. 

~ 

Q 

C(JiIŒkTS: 

.. 

~ . ;;:; 

<"( 

" 
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Appendix 10. Child and Adolescent Adjustment 
Profile: 

s~ale profile~ 

\ 

\ ., 

, . 



1 

.! , 
1 
1 

Oir SCOIES 
-~ ~ 

0 
D -
A 70 -, D 
J 
U 
S 
T 65 -M 
E , 

" T 

-60 
A 
V 
E 
R 55 -A 

- G 
E 

A 
50 -D 

J 
U 
S 
T 45 -M 

,E 
H 
T 

~ 40-

P 
0 
0 35 -R 

A 
D 
J 

30 -U 
S 
T 
M 
E 

25 -N 
T 

20 

~~E 
'"POST 
SCORE -;::GE 

. 

16 

15 

14 

-
13 

12 

~ 
11 

10 

9 

8 

7 

4-6 

RE:l~~OfCS 

CJN> ~ Pm=fLf 
(HOÜE ANV COMUUNITVJ 

AOJUSTMENT AND FUNCTIONING 

4 

4 

5 
5 

6 6 

7 7_ 
~ 

8 
8 

9 
9 

~ 

10 

10 

11 

11 

12 

12 
13 

14 13 

15 14 . 
16 

15 
1 

16 

b 

. 

16 

15 -

14 
= 

13 

12 

11 

10 

9 

_ 8 
r~ 

7 

6 

-
5 

4 

DEPENDE~Y HOSTlLITY PRODOCTIVE 

,. 

-

-
4 

1-- 5 -:-

6 

7 -

8 

9 

10 _ 

11 

. 
12 

13 

-., 

. 14-16 

WITHORAWN 

-

- BACKGROUND 

YOUNGSJER 1 S 
., 

N~~ ____________________________ _ 

RAT,tR ' S 

~~~[------------------------------
RELATIONSHIP 

-... 
(1) __ ftlther (> 

(2)~ Father 

(J).l!!.- Teacher (Use Profile on Reverse Side) 

(4) __ Counselor 

(5) __ Other 

SEX Hale 

~emale 

AGE 

GRADE 

.. 
DA TE 1 ST CAAP 

Hô Day Yr 

DATE 2ND CAAP 
Ml m D~ Yr 

, -

lO' , ~tpyright 1978 by IPEV Int l 1. (INSTITUTE FOR PROGRAM EVALUATION) 
Publi.hed by Con.ult1na P.,choloai.U Pre •• , 577 Colleae....Ave., Palo Alto, CA 94306 

., 
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Appendix Il/The Pictorial Scale of Perceived 
, Competence 

1 and Social Acceptance for Young Children.· ' 
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1 
1 
1 
1 
1 
1 
1 
1 
1 
1 , 
1 

1 

o 

h 

INSTRUCTIONS 

The child IS glven a ~dmple Item dt tht> beglnnlng of the booklet and mstructed as follows 
~ . 

1 havp somethlng here that s klnd of Ilke a plcture game and It s called WHICH CIRL IS 

THE MOST L IKE ME 1 m gOlng ta tell vou about what e'ach ot thp girls ln the plcturp 15 

dom", 

Samplp ln chiS onp (pxamlner t~pn pOints ta plcturp on the left) thls gnlls u5ually klnd 

ot happy and thls girl (pxamlnpr pOints to the pleturp on the rlght) IS usuallv kmd of 

sad Now 1 want vou to tpll me whle h ot thesp girls IS the most Ilke (Chdd s Namp) 

After the eh"d has pOlntpd to thp plcture appropria le for her, thp examiner pomts to 

the (lrclp\ d"ectly bplow that p,cture and emphaslzes the key quallfylng w~rds ta help 

the (hdd ~eflnf' hpr chail e further The examiner SflOUld alwavs start wlth thp extreme 

(larger) c "cie and proceed 10 the smallpr clrcle Thus If the chdd pOints ta the happy 

plcturp ln response ta the questIOn. concprnlng whleh IS most I,ke her the exammer 

would ~ay 

Are YOu a/ways happyl (pomtlng ta the larger clrclel 

Or are you usual/y happy/ (painting ta smaller clrclel 

Occaslonally a chlld will pOint to the mlddle of the two plctures and say tha! b?th are 

Ilke hpr The ell.ammer should then say Yes sometlmes we do fpel bath ways, but If 

you had to plck whlch one of these girls IS the way vou are mosr of the tlme whlch one 

would you ChOOH'/ 

The number value correspondmg ta the ehdd s chOie!' shquld be reeorded an the Scar

Ing Sheet for Indlvldual Child Respomes Any comments should be r&corded ln the 

space provlded at the bottom of the sheet 

T he examiner contmues for each plate readmg the descriptions verbatlm as she/he 

pomts to the plcture accompanymg each description ln some plctures there IS a target 

chdd central to the description designated by an dfrow painting to thal chtld Be cer

tain that on these Item\ vou POint ta that partlCular child 
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ITEM 2 

Thrs grrl ha~ lots of frrends ta play wrth 
Do vou have ThiS girl doesn-t have ~any frlends ta play wlth 

A whole lot of frrends 
la play wrlh q.R Pretly mafly 

o 
ojoT 

,. 

A few 

.. 

o 
OR 

Do vou have 

Hardlyany 
fflends 
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Appendix 12. Perce~ved Competen~ Scale for 
Children. ' 
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'" HARTER 7-12 

- -

·Wbal 1 Am Lilce-

~hlld·S N.m. ID Humber 
1 

i 
T 

1 "LeIf Hand Side 
. 

Rigbt Hand Slde" 
Bu.fu :lQrL Qr EXAt1PlES :lQrL Of RWJ.y1 
Trup. Ic\,l\: leu\: ~ 

A. Sorne klds wouldrather BUT Other klds would rather S R 
R S play ouldoors walch TV 

••••• o. o •••• .. ............ .... ... . . . . .... .0 •• o ••••••••••••••••••••• , .......... . ...................... 
R S D.Some klds never worry DUT --other klds occaslonally S R 

Ibout anythmg worry about thmgs 

••••••••••••••••••••••••••••••••••••• 
8.ulli SQCL Of 
True True 
1 
R S 

2 
R S 

:3 
R S 

4 
R S 

5 
R S 

b 
R 9 

7 
R S 

B 
R S 

9 
R S 

10 
R S, 

Il 
R s 

. 
~ 

"Leff Hand Side 

Sorne kids r"1 thal BUT 
they are very good at 
J.helr schoolwork 

Some klds rlnd It hard BUT 
to make rrlend5 

Sorne klds do very weil BUT 
It ail kinds or sporls 

\ , 

Some klds feellhal there are BUT 
a lol of U\lngs aboulthemselves 
lhat t.hey would change If they could 

Sorne kicb feel hile 8UT 
lhey are Just as smart 
., other III~ their age 

Sorne Illds have a lolof BUT 
rrlends. 

Sorne kids wl,h they could BUT 
be a lot bltler at sports 

Sorne kld5 are pretly. BUT 
sure of lhemse Ives 

Sorne kids are pretty BUT 
slow ln rinishlng thelr 
school work 

1 

Som. kids don t thlnk BUT 
they are 1 very Imporlant 
member of lhelr class 

Sorne klCb th.nk lhey could do BUT 
weil at Just aboul any new 
ouldoor 1C1lVlly they 
havenl lried before 

Righi Hand Side" '"" ~}.. -
Sort Of 1teally 
True Ir!.!~ 

Other klds worry about S R 
whether they can do the school 
work asslgned lo them 

For other klds Ifs prett y S R 
lasy 

Others donl feel thallhey S R 
are very good when It comes 
to sporls 

Other klds wc1Uld Illle lo S R 
slay prelty much the same 

Other Illds arenl 50 sure S R 
and wonder If they are as , 

smart 

Other klds don1 have very S R 
many frtends 

Other lods ftel they are S R 
good enough 

Olher klds are not very S R 
sure of tllemselves --

• Other kids (an do thetr S Il 
!tchaol work QUlckly 

Other luds lhtnl lhey are S R 
prelt y Important 10 th8lr 
classmales 

Other kld!l are afrald lhey S 
mlght not do weil al outdoor 
thlngS lhey havenl ever 
trted 

1 

1 

1 



BARTER 7-12 

BllllY SQd...Q! .Left Hand Slde Rlyht Hand S'de" klQ!. lW.!.lt 
I[!.Ie l r'/,o! _Truf! _Tr!I1!. 
12 Sorne "Id~ reel good BUT Ot.her k\d~ WI,h lhey Dcled 5 A 
R S about the way they Acl dl fr erently 

13 Sorne klds often forgel DUT OU'ler kiefs can remember 5 R 
R S whll they lurn Ulings elslly . 
14 Sorne klds are si ways BUT Other klds usuallydo S R 
R S dotng UlInQ! wllh e lol lhtngs by Ulemselve! 

or klds 

15 Soma klds fa.lthat tt'ty 11"8 BUT Other lods donl reelthey 5 R 
R S beller lhan others the.r lOI can play as Will 

at sports 
1 

16 Some klds lhtnk thel BUT Other k.lds are prelty sure S R 
R S mayba they are not a thel they are Il goad persan 

very good person 

17 Soma Idds Bka school because BUT Other klds don l Ilka ,chool bac.use 
R 5 lhey do we-lIln class theyarenl dolng very weil S R 

18 Sorne lods wish thal BUT Others 'eellhat mosl klds S R 
R S more klds IIked them do "ka them 

19 ln games and sports DUT Other klds usuallyplay S R 
R S soma klds usuallywalch rllh.r than Just walch 

Ins18ad or play 

20 Some k Id! are very happy BUT Other klds wish lhey were S R 
R S beino the way they are dlrrerent 

21 Sorne klds wlsh It was DUT Other klds don't have any 5 R 
R S aasltr ta lI\dtrsland troubla underslandrng what 

what they rtad lhty read 

22 Some klcb are papuler BUT Other klds are nol very 5 R 
R S Wlth others tIleir ejJe pODU!21r 

23 Some klds don't do weil DUT Other Ir. Ids are good et new 5 R 
R S al MW ouldoor games - games rlghl away 

-f-

24 - Sorne krès aren't very BUT Other klds thlnk the way S R 
R 5 happy Wlth the w.y they they do U'tIngs l~ (me 

do 1 lolof thlCl(J5 
" 

25 Some klds have trouble BUT Other kld! almoslliways 5 R 
R S flguring oul the answers can flgur. oul the Inswers 

ln school G 

-
26 Sorne krds are reelly BUT Other klds ar~ kmd of haro 5 R 
R S easy to "ke to IIke 

27 Sorne kld! are among the DUT Olher klds are usuai1y :1 R 
R S Ilsllo bt choHn ror \James plck.d hrsl . 
28 Some klds are usually BUT Other klds aren l so sure S R 
R S sure th.t wh.t they art whelher or nollhey lire 

dorng 15 the rrght ttllng dOICl(J the rlght thrno 



Appendix 13. Self-perception Profile fOli Children. 



-
Mener 1 "J/ll\ 

What 1 Am like 
~-------------------------------------------------------------NJITIl.' of Suh\ect In Nllmh\:'r 

(0 

Re.lly Sort of 
Tru. True 4-

'or me for me 

(a) 

R S 

SAMPLE SENTENCE 

tEFT llA~'D srDL 
RIGHT ILAND SlDE~ 

Some kld~ wou Id rat er Other ktds ...Iould rather 
play outdoors ln thel BUT walch TV 
spare tlme 

, 

Sor' of 
Tru. 

for m. 

S 

R •• lly 
Tru. 

lor mt 

R 

••••••••••••••••••••••••••••••••••••• 
Re.lIv 
Tru. 

for me 

1 
R 

2 
R 

3 R 

.. 
R 

5 R 

6 
R 

1. R 

8. D 

Sort of 
True ~ LEFT 

for me HAND SIDE 

) 

S 

S 

S 

s 

s 

S 

S 

(' 

Sorne klds Icel thal the}' 
are very good at thelr 
school work 

Sorne klds flnd It ha rd to 
make frlends 

Sorne klds do very weil 
al ail ktnds of sports 

Sorne klds are happy 
wlth the way they look 

Sorne klds often do not 
"ke the way they behav8 

Sorne klds otten get 
mad at themselves 

Sorne klds teel IIke they 
are lust $$ smart as 
as other klds thelr age 

Sorne klds h,ve ,loI of 

R Ir.HT HAt..'D S IDE ... 

Olher klds worryabout 
BUT whelher Ihey can do the 

school work asslgned to 
Ihem 

For other klds It's preHy 
BUT easy 

if 

Others don', feel that 
BUT they are very good when 

It cornes to sports 

Other klds are not happy 
BUT wllh the way they look. 

Other klds usually III(~ 
BUT the way they behave 

Other klds are pretty 
BUT pleased wilh themsolves 

Other klds aren't so sure 
BUT and wonde' If they are 

as smart 

Other klds don" have 

Sor' of 1 Rully 
Tru. Trua 

'or m. 'or me 

s R 

r.l' 

S R 

S 

S R 

S 

S R 

s • 

~ 



~ A •• Uy Sort 0' Sort 0' Rlllty Tru. Tru. 4- LEFl HAND SIDE RIGHT HAND SIDE ~ Tru. Tru. "or m. 'or m. for me for me 
h; 

G 9 Some klds wlsh they Other klds teel they are 
cou Id be alOI beller al BUT good enough at sports 

S R R S sporls 

10 Some klds are happy Other klds wlsh thélr 
R S wllh thelr helghl and BUT helghl or welght were S R 

welghl dtfferent 

11 
R S Sorne kids usually do Other klds olten don'I S R the flght Ihlng BUT do the "ght thlng 

12 Some klds don '1 IIke the Olher kids do IIke the 
R S way they are leadlng ( BUT way ~ey are leadmg n S R 

the" "'e the" Ille 

13 . Some klds are pretly Other klds can do thelr 
R S slow ln Ilnlshlng thelr 

school work 
BUT school work qutckly S R 

14. 
R S Sorne klds are klnd of Other klds are really S R hard to IIke BUT easy \0 hke 

'f'-

15 Sorne klds Ihlnk Ihey Other klds are afrald 
could do weil at Just BUT !hey might nOI do weil 

R S about any new ouldoor at ouldoor Ihlngs they S R actlvlty they haven'! haven'! ever trled. 
t,'ed bef.ore 

"\, 

16. 
R S Sorne klds wlsh thelr Other kids I,ke thelr- S R body W8S dtfferent BUT body the...way il 15 

17. Sorne klds usually Bct Other klds oUen don', 
S R R S the way they know they BUT act the way they are 

are supposed ta supposed ta. 

18 R S Some kids are happy Other kids are often not S R 
with themselves most 01 BUT happy wilh Ihemselves. 
the lime. 

19 
S Some klds olten lOff/ot Other klds can 

S R R wha! they learn BUT remember tJlh1gs "slly. 
) 

l~ 20 Sorne klds Ire al~ays OthAr klds usually do 
R S doing thlngs wlth alot BUT things by thomse/vlls. S R 0' klds 

2 r 

Il #6. 



• . , 
, 

A •• lly Sort of 
Sort 01 R •• Uy True Tru. 

~ LEFT HAND 5 IDE RIGHT HAND SIDE ---- Tru. Tru. for m. for m. 
for m. 'or m. / 

1 
j 10 21 Sorne klds 'eel that they Olheqklds don " feel 

S 
are better than others BUT the)' can play as weil S R R Ihelr age al sports 

22 Sorne klds wlsh thetr Other klds I,/l.e thelr 
R . S physlcal appearance BUT physlcal appearance the S R was dlflerent way Il Is 

;& 

23 Some klds usuallv gel Olher klds llSually don 't 
ln 'rouble because of BUT do Ih/ngs Ihal get Ihem 

S R R S Ih/ngs they do ln trouble 

24 (, 

Sorne kids 11Ice the ,klnd Olher klds olten wlsh S R R S 0' persan they are BUT they were someone 
else 

25 Sorne klds do very weil Other kids don', do 
S al thetr classwork BUT very weil at thelr S R R 

classwork. 

26 Sorne k/ds wlsh Ihal Others feel Ihat most 
S R R S more kids liked Ihem BUT klds do IIke Ihem 

27. ln games and sports Other klds uSlJally play 
R S sorne kids usually w8'ch BUT ralher than just watch S R 
~ Instead of play 

28 Some klds wlsh Other klds IIlce Ihelr face S R R S somelhing aboul thelr BUT and halr Ihe way they 
face or hair looked are 
d,fferent 

/ 

29. Some klds do Ihlngs Other klds hardly ever 
R S they know they • BUT do thlngs they know S R 

shouldn', do Ihey shouldn't do 

l' 
l 30 Some klds ar.e~ry Other klds wlsh Ihey 

S R R S happy be/ng Iii way BUT were dillertJnt 
theyare 

31 Il 

Sorne klds have trouble Other klds almos! 
S R R S ftguring oui the answers BUT always can ',gure out 

ln school the answers 

r' (01 
32. R S Sorne kids are popular Olher klds are not very S R 

wlth olhers Ihelr age • BUT poputar 

, 



r 
1 

i 

R.'lly 
Tru. 

for m. 

Sort 0' 
Tru. 

for m • ...-LEfT HAND SI DE 

Soft of 
R IGHT HAtm S IDE --. Tru. 

for m. 

R •• Uy 
Tru. 

'or me 
1---------------------------------------------------------------------------
(J. 33 

R 
Sorne klds don', do weil 

S at new ou'door games 
Other kids are (Jood al 
new game, nght away. S R BUT 

34 Sorne klds thlnk that Other klds thlnk that 
R S they are attractive or BUT they are no' very S R 
; good looking attrac~lve or good 

looklng 
~ 

35 Some klds are usually Other klds wish they 
R S very 'und to others BUT would be I(lnde' to S R 

others 

"'l 
36. Sorne klds sren', very Other klds thlnk the way 

R S happy wlth the way they BUT they do things Is fme S R 
do Ilot of thlngs 

That 1 5 1 t Thank you very much . 

\ 

, 

If • 

, 

b 
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Appendix 14. Psychometrie analysis of 
Perceived Corn petenee Scales 

administered over the telephone . 
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Appendlx 1~: Hart« Telephone Admlna.tratlon 

Introduction: 

Telephone administration of the Perceived Competence Scale for children 

(PC), and its revision, the Self-Perception Profile fQr children (SPP), has not been 

undertaken before. Because of the logistic difficulties outlined in thê Methods chapter of 

this thesis, this mode of testing was imposed upon us. Although the "structure-alternative 

fonnat" was specifically employed by Harter to reduce the child's tendency to give socially 
1 

irable responses l , the replacement of the face-to-face administration with the relatively 

personal telephone technique could conceivably have altered the responses of the child in 

s ch a way as to render the results i!tcomparable to those of the reference population. 

If there was a quantitatively important contribution to the published factor 

patterns and subscale scores from this response set, then a different, or at least far Jess clear 

factor pattern could res~ from responses elicited over the telephone. In addition, subscale 

internaI consistency a-coefficjents would he expected to deteriorate. 

Method: 

Baseline (lime 1) data for children aged 7 to 16 years, were analysed. A 

total of 236 children were ~terviewed over the telephone: 158 aged 7 to 12 years were 
) 

administered the original 28 item Perceived Competence Scale; a further 78 were tested on 

. the 36 item Self-perception ProfIle. In addition, 43 children in the 7 to 12 year age range 

were personally administered the PC scale because of immaturity, difficulty with speech or 
> • 

hearing t'painnent making telephone c~mmunication difficult Data from Il similar 

children in the older age group are not reported on because of the srrian sample size. 

Principal compenents extraction of factors WIl5 carried out using the 

FACTOR procedure in SAS (SAS Institute 1985), or in SPSSI (SPSSx User's Guide 

1986). Oblique rotation (Promax solution) was employed, allowing correlation among 

1 The correlation between pcrceived competence ratings and scores on Crandall's 
Cbildren's Social Desirability scale was .09, whereas the Cooperstriitli Self-esteem 
Inventmy coJTClated .33 with the Crandall IIIC8Sure (Hartcr 1982). 
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Appendlx 14: HIrt .. Tllephonl Admlnlatrltlon 

subscale scores, consistent with the theoretical basis for the development of these scales and 

indeed, replicating the analyses undertaken by Hartcr (Hart.er 1982; 1983). An eigenvalue 
_~ k 

greater than 1 0 was the threshold used for factor selection. Pearson cOlTClations between 

su bscales were also calculated. Estimation of Cron'bach a-coefficients for subscale internal 

consistencies (rjunnally 1978) was carried out wÎ'th the RELIABILITY procedure in SPSS l 

(SPSSX User's Guide 1986). The few missing values were recoded to the group modal 

value for that Item. 

Results:--

The oblique solution for scores on the PC scale produced 4 relatively clean 

factors consistent with the published data (fable Hl). Although the emergence of these 4 

factors was unequivocal, there appeared to he sorne item redundancies, as evidenced by 
\ 

item communalities less than 0.5 for several items across. all subscales. On Physical 

Competence and General Self-esteem there were a small number of items which loaded 

riloderately on Cognitive Competence (items 8, Il, 23 and 28). In particular, item 8 (Sure 

of myself), and item 28 (Sure 1 am doing the right thing) appeared to be perceived by 
, 

children as relating to confidence with scholastic pursuits. Item means are generally higher 

than thase reported by Harter, an~ommented on in the Results section of this dissertation. 
\ 

Item. standard deviations of around 1.0 were similar to those previously reported, and 

indicated similarly adequate item variabillty. Subscale intercOlTClationS were weaker than 

n:p{;~ ~ Harrer, suggesting an even better separation of the subdomains of perceived 

competence than she proposed chiIdren 10 he capable of making (fable HI.1). ' 

For comparison, the factor pattern for the 43 subjects in the same age range 

who were administered this scale in person (fable Hl) reveals a far less satisfactory 

solution. Although 4 factors were extracted, there is considerable obfuscation of the second 
. 

and third factors, and to a lesser extent the fml These subjects were children with severe 

hearing impairment, and particularly younger children, sorne of whom were coniidered by 

parents and! or interviewers to be immature. 



(0 

Table HI Factor pattern (oblique rotatIon) and Item communalltles (h2) for the PerceIVed 
Competence Scale Subjects aged 7 to 12 years TIrne 1 measurement. 
Telephone adrrurustration. [N=158.j 

:J 

Subscale and Item Descnption Cogmuve SOCial Physlcal General h2 mean SD 

Cogniti ve Competence: 
1. Good at schoolwork. . 74 .59 32 100 
5 Just as smart as others .. 65 39 30 1 13 
9 FinIsh schoolwork qUlckly 52 32 26 1 21 
13. Remember things easily . 64 .40 29 1 07 
17 Lùce school, doing well 62 .39 33 097 
21 Understand what read 35 25 28 1 17 
25 Can figure out answers 58 43 29 1 06 

Social Competence: 
2 Easy to make fnends 77 .54 3 1 1 Il 
6 Have a lot of fnends 75 .56 34 1 03 
10 Important to c1assmates ( 38) 23 33 3 1 093 
14 Do thmgs WI th kIds 64 .47 3 1 1 03 
18. Most lOds hke me 44 .33 3 1 1 14 
22 Popular with kld~ 44 .37 3 1 095 
26. Easy to hke ... .50 .46 34 086 

Physical Competence: 
3. Do well at sports. .. , 65 .55 2.6 1 20 
7. Better at sports .... 63 .45 25 1 2i3 
Il. Do well at new acnvlty ( 39) .22 .34 2.8 1 06 
15. Good enough at sports .83 . .70 25 110 
19. Play rather than watch .61 .47 3 1 107 
23. Good at new garnes .... ( 40) .36 .33 28 ~.02 
27. First chosen for games ~ 48) 26 .47 28 106 

t 
General Self-esteem: 

4. Want to stay the same .. .57 .41 3.0 1 20 
8. Sure of myself. ......... , . (.50) • .32 3.0 1.02 
12. Fêei good with way 1 act. ... .59 .54 3.0 1.09 
16. Am a good person .... " . .. .. ,r .33 38 34 0.83 
20. Happy the way 1 am ......... .52 .36 3.3 1 01 
24. Do things fme ............. " ... .45 .51 32 091 
28 Sure am doing right tlung. .. (.46) .24 .37 2.9 1.05 

1 

Note.-Factor Joadmgs S.3S not shown unless WltJun factor 
-·Loading <.15 

r, ., 
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Table Hl Factor pattern (obhque rotatlon) and Item communahtles (h2) for the Percelved 
Competence Scale. SubJects aged'7 to 12 years Tune 1 measuremen t Personal 
adnumstrauon [N=43] 

Subscale and Item DescriptIon Cogmove Social Physlcal General h2 'mean SD 

Cognitive Competence: 
1 Good at schoolwork 35 ( 68) 66 33 1 32 
5. Just as smart as others .24 ( 71) 75 30 1 45 
9 Fimsh schoolwork qUlckly .50 27 28 1 15 
13. Remember thmgs easily ,50 27 28 1 10 
17 Ltke school, doing weil .43 22 33 091 
21 Understand what read .34 ( 64) 68 29 1 47 
25 Can figure out answers 48 ( 60) 76 29 1 47 

Social Competence: 
2 Easy to make fnends 62 57 30 1 07 
6. Have a lot of fnends 18 ( 79) 67 3.4 1 31 
10 Important to classmates 40 ( 74) 72 3 1 142 
14 Do thmgs wlth lods 14 ( 69) 53 32 144 
18. Most lods hke me 13 ( 75) 63 26 156 
22 Popular Wlth klds - 06 ( 50) 26 29 1 02 
26 Easy to hke 02 ( 76) 59 3 3 1 37 

Physical Cdtpetence: 
3 Do we 1 at sports . . 82 67 2 7 1 1 1 
7.- Better at sports ( 61 ) « 21 52 23 1 23 
Il Do weIl at new acUVlty ( 59) 32 53 27 1 06 
15 Good enough at sports .. ( 46) 52 62 26 103 
19. Play rather than watch .. ( 68) « 27 53 30 1 07 

" 23 Good at new games 15 ( 71) 73 30 1 41 
27 First chosen for games 68 61 27 1 01 

General Self-esteem: 
4, Want to stay the same. 66 .58 26 160 
8 Sure of myself ••• , o ••• .84 .78 3 1 1.40 
12. Feel good Wlth way 1 act.. . .76 .67 33 1.37 
16. Am a good person " .. . . ( 63) 14 41 3.1 097 
20. Happy the way l am . '0 •• 78 70 3.3 1.47 
24. Do thmgs fme ................ .78 .67 3.4 1 22 
28. Sure am doing right thing .... 77 .80 3.1 1.32 

, 
Note -Factor loac:lings S 35 not shown!bnless wlthtn faètor 
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Appendlx 14: Harter Telephone Administration 

Table H 1.1: Subscale correlations for the Perceived Competence 

Cognitive 

Social 

PhySICal 

Scale (N=158). Ages 7-12 years Telephone admimstratlon 

RefereffCè vaIues in parentheses (Harter 1982). 

Social PhySlCal General • 

.34 (.36) 17 (.29) .21 (.49) 

15 ( 48) .19(.53) 

04 (.44) 

The factor pattern for the SPP was very clearly consIstent with the theorencal 

and empmcal data (Harter 1983) which had suggested 5 subdomains in addItIOn to the 

global General Self-worth factor not sought ln the factor analysls (Table fi) There 

appeared to be Jess Item redundancy on thÎs measure Item 7 (Just as smart) loaded on 

Conduct and BehavlOr, rather than on Scholastlc Competence, and the reverse situatlon 

obtamed for item 29 (Don't do things 1 shouldn't) Subscale correlauons agam mdIcated 

better separatlon than that suggested by prevlOus data (Table H3 1), although the 

Table H3.1: Subscale correlatlons for the Self-perceptlon Profile (N= 78) 

Ages 13-16 years Telephone admmistratlOn 

Scholasnc 

Competence 

Social 

Acceptance 

Athletic 

Competence 

Physical 

Appearance 

Reference values In parentheses CHarter 1983) 

SocüÙ 

Acceptance 

.28 (.34) 

" 

Athletlc 

ComPetence 

.15 (.24) 

29 (44) 

Physical 

Appearance 

25 (.32) 

.26 (.38) 

.15 (.50) 

Conduct & 

BehaVlor 

.24 ( 47) 

.14(21) 

.08 (.10) 

.24 (.27) 



Table H3 Factor pattern (oblIque rotallon) and Item communahtles (h2) , 

for the Self-perceptIon Profile for chlldren Subjects 13-16 years 
Tlme 1 measurement. Telephone administration [N=78] 

Item DescnptIon ScholaSllC SOCIal Athleuc PhYSlcal Co __ duct 
Competence Acceptance Competence Appearance Behavlor 

S 

Scholastic Competence: 
1 Good at schoolwork 56 
7 Just as smart 07 ( 43) 
13 Do schoolwork qUlckly 60 
19 Remember thmgs easlly 71 
25 Do weil al classwork 61 
31 Can figure out answers 56 

Social Acceptance: 
2 Easy to make fnends 65 
8 Have a lot of fnends 85 
14 Easy to like . 44 
20 Do thmgs wlth a lot of kIds 81 
26 Most klds hke me 48 
32 Popular Wlth others 71 

Athletic Competence: 
3 Do well at sports 60 
9 Good enough at sports 76 
1~ Good at outdoor acuvlty 39 
21 Better than others at sports 80 
27 Play rather than watch . ( 47) 39 
33 Good at new outdoor games 72 

Physical Appearance: 
4 Happy with the way 1 look 66 
10. Happy Wlth hetght & weight 56 
16. Like body way it IS ..... 83 
22 Like phYSICal appearance . 77 
28. Like face and hair 64 
34. Attractive or good looking 57 

Conduct & Behavior: 
5 Llke way 1 behave ... . 68 
Il Usually do the nght tlung ( 36) 52 
17 Act the way supposed.. . 60 
23. Don't get in trouble ........ 32 
29. Don't do things shouldn't (68) 36 
35 Kmd 10 other ... ~. . ...... 36 

Note -Factor loadmgs :s; 35 not shown unless wlthm factor. 

h2 

61 
39 
35 
56 
56 
48 

63 
75 
44 
60 
55 
58 

) 
, 

63 
63 
42 
66 
52 
64 

50 
42 
63 
72 
49 
55 

48 
47 
41 
44 
59 
24 



Appendlx 14: Hart.,. Telephone Administration 

" differences were not as drarnatIC as for the 7 to 12 age group 

A moderately high level of intrat.est reliability, or internaI consistency, was 

mdIcated by Cronbach-o. coefficients rangmg from 0.70 to 0 75 for the 158 se ven to twelve 

year olds (Table H4). 

Table H4: InternaI consistency O.-coefficIents 

Scale VersIon Admirustratton Total Enghsh French Reference 
Sub-scaJes Values 

Perceived Competence Scale: ) 

7-12 yr Personal Interview N=43 N=17 N=26 

CognitIve Competence 0.74 079 071 0.75-083 
Social Competence 0.58 039 066 075-084 
Physica1 Competence 0.69 078 063 077-086 
General Self Esteem 0.59 079 035 073-082 

Perceived Competence Salle: 

7-12 yr Phone Interview N=158 N=71 N=87 

Cognitive Competence 0.75 0.79 072 
Social Competence 0.74 0.78 0.70 
PhysicaJ Competence 0.72 0.75 0.71 
General Self Esteem 0.70 068 " 072 

rot 

Self-perception Profile: 

13-16 yr Phone Interview N=78 N=47 N=31 

Cognitive Competence 0.79 0.84 0.75 0.80 
Social Acceptance 0.84 0.87 0.77 0.80 
Athletic Competence 0.19 0.84 0.69 0.84 
Appearance 0.81 0.82 0.78 0.81 
.Conduct/Behaviour 0.69 0.~6 0.59 0.75 
Self Worth 0.81 0.82 0.80 0.84 

t ) 

(J 

t 
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Appendlx 14: Hart. Telephone AdmlnlltraUon 

Consistently lower a-values for French-speaking children suggested that translation andJor 

cultural differences had an effect on mternal consistency The substantially lower valueslfor 

the 43 personally intervlewed subjects reflected the less sausfactory factor solutIon On the 

SPP, Wlth the exceptIOn of Conduct & Behavior, a-values approximated or exceeded those 

clted by Harter (1983), though the estimates are agam lower for French-speakmg 

adolescents 

Conclusion: 

There is no reason to doubt, on the basis of these results, that telephone 

adnurus tration of these sc ales laps the same sub-dom81ns of percel ved competence proposed 

by Harter. In fact., thty provide even further confidence for thel! use In a heterogenous 

chrorue ùlness populatIon, albelt with sorne caveats. In partIcular, there IS eVldence for 

Instabllity in the factor structure together with relatIvely poor Internal conslstency In the data 

from the younger unmature, and hearing impatred chùdren It IS probable that the Plctonal 

versIon of the Percelved Competence measure wou Id have ylelded better results, in tenns of 

the psychometnc properties of the scale, for thlS subgroup 
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Appendix 15. Malaise Inventory. 
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Malai.e iDventory 

"1 am now going ta 8sk you some questions about your own health. 
S1mply answer YES or NO to these questions." 

PUAQ UNO THI COll a !.CT ~. 

l. Do you oflen ~ve bad.-ache? Yn No 
2. Do you rcellired mas! of the time? Ycs No ,. Do you often (ed mi5erable or depressed ? Yn No 
4. Do yeu ollen hAvt bad hcadachn? Ycs No ,. Do you ofteu gtt worritd about thing1? Y~ No 
6. Do yeu usually have ruat dlfficuhy in falling a~lrtp or 

.tAying aslcep? Ye, Nn 
7. Do you usually wAke unntC'MSarilr early ln the morning) Ye, No 
8 Do you wur youndf ouI "orf) ing aboUI your health? Ye\ No 
9. Do you orten get into a violent rage? "in No 

10 Do people onen anno)' and Irrita Ir you' y" No 
Il. Ha\'e you at tim~ had a IWltchmg of thr farr, htad or 

aboulden? y" No 
J2 1)0 vou onen luddenly becomc ~C'arrd for no !t()()d ru,on , Yes r-;o 
13. Are }'OU KA~d 10 lx: alone whw Ihrre arr un fnrnds nl'ar ~ nu? ....t\ 1\0 
Jof. Are )'Ou asily upset or irntalcd? )~ No 
15. Are you rrightened or going ouI alonc or of fOrt! ing ptoplc? Yt, No 
16. Are you constantly keyed up and jllter, ? y~ No 
17. Do1Ou lulfer from indigestion? Yt, No 
18. Do you oftcn suifer (rom an uPSC! Itomach? Yes No 
19. Is your appe\ite poor? "rel No 
20. Don everr liult tlling get on ) our nervC' and wtar you OUI? Yes No 
21. 1Joe, your hurt oflen race like mad? Ya No 
22. Do you orlen have bad pain\ in your t)t1) ,"cs No 

*23. Are you troubled with rheumatism or flurmilis? Ya No 
24. Have you evtr had a nervow breakdown? Yu No 

• Flbros1tlS 1S muscular aches and palns. 

Now go on to the next section. 
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Appendix 16. Family function questionnaire. 
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· ."'.t 
FI.Uy FlincUen It ••• 

-, sn now _ to .. VOU the (Jat-ebout"'" fnny Ute, ...... -,w _" ln œmprllan ID othr _mes 
yau tnow. Thts Ume, huMwr, 1 want 'rW tD thtnk anlv Ibout yeu' '-"'Iv"'" u..,.t 6 manthI. -

2. "'Woo\d yw _ dIss7-nent.s in yu hou!ehold ame up men an.t, ebout the asne, cr .. on.. thsl1n 
~ femmes yoo know?- ' 

o mcnoftln 
Olne 
o less--. 

3. "WwJd yw "'" lhIIt oompnd te most fsnWes 'yU! know. 'yU! 18811ess cœ to.:h ott.'. about thlllIIM. cr 
clœer ÜWl other fsnntes œ?-

018e8 
IOane 

Oc1œar 

~. - Do yoo noo 1t Fœ(, rd 90 8IlSY, ri' dtffk:ult to talk abwt yru prœlems wlth un«Jn8 el.?· 

Oay 
DnatlO~ 
o dttftcult 

5. -If e prdl1em CDneS up in the fsnUy. nt if help 15 Mril~1e. lb you flnd ft fIII!I(. rd SU tIIIfrt/. cr dlfflallt te 
take sMrItag8 ~ thIIt .lp?-

1 

O'!9f 
Ordso_ 
o dlffk:ult 

Mt QIIIt-.s 6 .... 1 -.Iï 1f r ........ t 1 .... r ... IIIU .. Il.1 ... wttII -_. 

6. -00 yclI ,.1 that the rel8ttmshtp yrlI hava wHh. ........ : ............... ( nIInI ct husbInf. witt cr othlr) ft b8ttIr tI81 
most, about the ssne, Œ wne thrI mœt ~ œupla hIM w1th.,. otIw'?-

o bIttIr UW1 mœt 
0 ... 
o wone Ü8\1ftOIt 

7. -o.s. ........................... ( chtld's rwne) antItton lui no dlselJeements. ooœstooel cnaq...-rts, or f ...... 
dt.,-eements betw8ll'l you .. 1.. ......................................... (nsne ct ... cr CU'ren( prttw )1-

o no dtIeIJ....ms 
D ux.tcntt dtMQ"enentI 

---
Df~dI ... _1ts 

......................... E~~~F~' ..... ~"~I~~ ................ .. 
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Appendix 17. Impact on Family Scale. 



IHPAÇT O~ FAMILY SCALE 

, 
1 • IJY> 
O. 

"You wcrc askcd the followlng questIons last year about havlng a chi Id Wl th a 
~hronH. llincss. l'm ~ng to ask these questIons agaln now, but 1 want you ta 
~onccntr.1tc on your fec\l~gs dUTlng the last 6 month~ only. For each statcm{'nt ( 
rcau, plcdse tell me whether at the present tlmC' you would <;tronglyf'agrce, agrc<.', 
dl~dgrcC'. or "trongly dis.lgrcC' wlth the stJ.tcmcnt." 

a. The lllo_.a 1. caus10g fioaoc1al 
problem:s for th. fam.11y 

b. lime 15 lost lrom work because of 
hospital appolntments 

c. l lm eutt ln& dovn the hIJurs 1. work 
to care for œy chl1d 

d. Add lt1on.al 1ocome 1s oeo!ded Ln 
order to caver œedlcal expeoses 

•. l 5topped wotkins bec cluse of œy 
chlld' s l11ness 

f. Becau,e of the 1l1oess. we are Dot 
able to travel out of the city 

,. People ln the oelghborhood treac 
us .peel.lly because of my 
cMld' s Uloess 

h. ~e nave l1ttle deslre ta 80 out 
bec~use of my chl1d's lilness 

1. lt 1, hard to Und a rel1able 
person to take care of my en1Id 

J. Sometimel we have to change pl~ns 
about 101DI Out At the lait minute 
becaus. of œy cb11d'. atate 

k. We .ee family and fr1ends les. 
bec.uae of the 11lneas 

1. Bec.uae of what we have shared 
ve are a closer faml1y 

Str~ngly Stron~ly 

Agre! A&ree OLs3,ree 01sà,r •• 

2 ) 

,} .. 

2 ,} .. 

J 

2 ) 

2 J 

2 3 

l . 2 3 

,} .. 

1 
2 ) 

2 

l 2 ) 



Scrona1y Scron,ly 
A&ree Asree Dis'Ieee 0 taagree 

la. SOrlet!IDU 1 wonder whet-her lIy 
chl1d should-o. treaced "specially" , 
or the .01II1II a. a norillal chl1d 

a. My relativet have bela ~od.r.taQeS1Q, 
lIu1 hdpful. v1tb • ., ebUd 

o. 1 chlok abouc Clot MvloS 'Gore 
chl1dna becau .. of tbe 111a ... 

/' 

2 ) 

l ,2 ) 

) 

DO NOT ask question "p" if the responden t is a SINGLE PARENT. 

• ,. "y ,ertn.r aad 1 dL.eul •• 7 chlld-, 
probleu to,ether 

q. Wc try t~ tceat Illy chlld a. U 
h./.h. vue. normal chUeS 

'1"."" r. 1 doa't have ~ch tllu idt over 
for othtr faaally lDelllb.u af ter • 
clrlol (or ~ c:hileS 

1. Id.civlI !l'It.rhr. and thinlL they 
lLnov "hu', but for 111 ehiid 

t. Our h&1i, liv .. up thias. 
blc.u.e 0' ., chlld - 1 1110." 

u. ,Fatl,ul 1 •• problelll for .. 
'bicaui' of .., ehUd·. 111ae .. 

v. 1 11 ... frOal d.y to cS., and dOtl' Co 

r plaa for the future 

v. Hobody uad.rlt.ad. ch. burdea 1 carry 

Il. tuv.l1al to tbe ho.pltai 11 .. 
aU.la oa _ 

,. L.lralol to .. oa,e my ehild-' 
111~.'1 ha. ..d. •• f •• l bettar 
ebout .,I.U 

1. t vorry about ,",at vUl ~pp.D to 
., chileS lA th. future (wbea b,tah. 
arov. up. "hea l .. DO t arouad) 

... SoHtl ... 1 fe,l llk. ve live on • 
roUer Couter: ln crili. whla ., 
chUeS 11 aeutel, 111, Olt wbea 
thial' an .table 

l 

l 

1 

1 

l 

1 

1 

1 

1 

1 

..fI 

l 

2 ) 

2 ) 

2 3 

2 J 

2 l 

l 3 

2 l 

2 l 

z l 

2 l 

2 l 

2 l 

4 

4 

4 

" 

4 

4 

4 

, 
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1 

i, 
1 

Only ask the following Questions if ·there are slbl1ngs in the hOU8ehold. 
If there are none, go on to next page. 

bb. le 1. bard to liv• ~eh .tteDeloo 
te tbe otber eb11dreD becaual of 
the De.cI. of cy child -

ec. ~V1DI' ch11d vith .a illn ..... ~es 
.. vorry about ~ other childe.a's 
hlalth 

StIOQlly 
AIre. Aar., Ol"lr •• 

l 2 l 

1 2 3 

SttOCllly 
Oba" •• 

On1y ask the followinp questions if 8ibl1ng(s),are 4years or older. If 
younger than 4 yeaTS, go on to next p8ge~ 

dd. There li ft&ht1ol betve.a the 
chl1drea bec.use ot ay ch11d' • 
• pecial ueda' 

Il. tIy otber eb1l4reo an frllhteneci 
by bi./blr 111a ••• 

u. ~ oth~ eb11dreD •• 1. to bavI 
~I:'I UlA •••• ,. ach .. and p.l" 
tb.a .ost eh11~.n tbe1r •• e 

II- the school Ir acS.. of *'t oeh.r 
ch11cireo suff.r bec.uae of ., 
etûlcS". 1110 ... 

,~ 

I(jf' ...... te .... "It MeU •• 

{ 

1 2 l .. 

1 2 l 4 

l 2 l 

l 2 l 4 

--
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Appendix 18. Parent questionnaire. 
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f _II_ Attact.t to Social Worlt ... 

QUESTIOIIS FOR FAltILIES WltICH HAYE BEEI 
AUItCHED ID ,. &DCIAL VOlKER 

·PARENTS PlEASE t«JTE T~T NEITHER SOCtAl WM~ERS I«R QINIC STAFf Will 
SU THES[ ~ Nf( Of YOUR RESPO«S IN THIS INTERVIEW. 

PlACE AN -x- IN THE BOX T~T 8E3T DE~18ES lOUR RESPC»C3E 
TO EACH QUESTION (0) 

PM( 1 Of 6 

10 1-6 
cant-6 1 
~ 8 
BlANK 9 
Q. type '0 

1. Dur1ng the 6 month ,tudy penod, dtd you 'eel thet the conteet with ( Il ) 
your social wOl1cer WDS. __ ._ ... , 

[] le88 then you would hove ltIced 
[] about ri ght 
[] more Ulan \Jou would MYe 1tked 

2. How much do you thtnk your soctal wor1cer knew about your chtld'. tl1ne.~? (12) 

o Very Httle 
[] A smel1 emount 
[] A moderete amount 
[] A greet deel 

3. How 1mportent do you th1nk Il wes for "our soclel wor1cer to heye e detel1ed ( 13) 
knowledge of the chtld's tllne8s? 

[] Not importent et e11 
[] Of ltttle tmportance 
o Qufte t mportent 
C Very Important 

4. Oysrel1, how helpful ha "our soclel wor1cer been to Y.mL DICIODeJly? (14) 

C Very he1pfu1 
[] Qulte helpful 
[] Heither he'pful nor hormful 
[] Qutte hennful 
[] Very honnful 

Pleeee ~ to nut page ----) 



( 

Cl 

• 

.. 

5. HlM "1pIuI ....... lOCtel worUr bien tA _ cbUd? 

D YIl1 Mlpful 
D Qulte .. 1"al 
D Nltthr .. lpful nor ""'ul 
D Qulti '*""'ul 
DYwv"""'ul 

Ml2.' 
(II) 

6. How hllplul ....... 80Ctel worker beIn to gtIW; 'EUy .... ( 16) 
( ................. .,.-tnr, othr cbtlnn>? 

Il YIf1I .. Ipful 
Il Qulti .. lpful 
e Netu. helplul nar IW'nlfal 
Il Quttl hntful 
Ilv."."""'ul 
Il Mot _ItClbl. (Jo oUw ,.m,U m •• ...., 

7. A lOCI" .... woRtng wtU\ famiU. heYtng cMldren Who hM _lU. 
prebl~ ~ld help ln env of ""11'81 .... PJ"'ndlcat. how belpful .... _a1 
...-..... tn ... of tM fo11owt" ..... , 

PIt • T .... lM _. tMt t. lM .... t "ce f ........ ltl .. 
HeStia' 

- ttalptul 
1tow "'lpfU' WII v.y ~ nar Qyt\e Yr1 

....... ~tlL..r tàlgfuJ HaJDM It!npfMl ttuM .P' ... _-.-- .......... 0 0 0 D D (17) 
about .,.. CIhfVI flln. 1-

o. 

b. ... _._~. ". far 
VU''''tvr 

D 0 0 D D (1) 

a. e •• _. __ ._h$1nD '-1111 GIll 
prab ..... yu- r.n1t(1-

0 0 0 D 0 (11) 

cl. • ....... teechl~ ~ betW ... ID D D 0 D 0 (20) 
"" """ WU" chtld's I1lnes'r 

......... _ .. _~tng'/U" d\tldbettlr 0 a 0 0 D (21) 
'""' •• wIUl hlsllw na.-r r 

-f .• _ ....... _.--PfC'ItdIng .1 ..... wttJ, 0 0 0 0 0 (22) 
fIff flycxr tlf'W" bIIMIr .... 1II6sr 

,'-t Il .. lat ,. ----, 
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8. Thtnktng about your soctel wor1cer, was he/sM sympetheUc ln 
releUon to your own'dtfftculUes Of specIal probllmt? 

[] \lery sympelhettc 
[] Qune aympalhlttc 
Cl Qu1te unsympethetlc 
[] \lery unaympethett c 

• 
PABE 3 Of 5 

(23) 

9. How wen do Vou thlnle your aociel wor1cer WH able ta ~rstend (24) 

eny problems or d1fftcultte8 thet you haye baen hevlng? 

a Understood very weIl 
[] Understood qulte wen 
[] ~ldnOt reelly understond well 
[] D1dn't understend et ell 

a Not eppHceble beceuse 1 had no problema 

10. How well Informed wes your soclel worter ebout the (25) 
reSOUrtH end d'tffarent types of esslstence thet mey be eYellable 
to you, end ~w to teke edYentage of lhem? 

Cl Very well Informed 
a Qutte we11 tnformed 
[] Pretty unlnfonned 
Cl Dldn°t know much at a11 

11. If Il were posstble for thl8 type of sociel wor1cer esslstence to (26) 
become a routine pert of the service offeAd bU MCH cHntcs, how 
enthustasttc would Vou be for Il ta continue wtth yOU[ own fomlly? 

a A Yery goOO 1 dee 
o Probebly e good 1 dea 
[] Probebly not a good idea 
a Deflnttely not e goOO Idee 

12. How good en Idee would thls t~e of social worker service 
be for other fomUtal whtch have chUdren ettendtng MCH clinlcl? 

Cl A Yery good Idee 
Ll Probebly would be a good Idee 
a Prob&bly not a good Idle 
a Defini tely not e good Idee 

PLEASE CONTiHUE ON THE NEXT PABE .• ----) 

(27) 
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,NE. 4 Of 5 

13. AI 8 mu1t of conteet wit" your soctel wortlr, W8w do VOU feel about YQY[ 
oblUt" to copi w1tJ\ My of the poIstble future dtfflcultie9 thet rney ense es 8 
rnult of UCU' chUd's nlnns? 1 

C tu:h beUer equ1pped 
C A lttUe beUer off 
o Not chenged 
C A IUU, worse off 
C Much wone off 

14. As a result of contact wUh your soctal wor1cer, how do you f881 about ygy[ 
cbtJ([s obUtty to cope wtth env of the potstble future dtfftculttes thet mey 

arise 8S e result of htslher Ill ...... ? 

(28.) 

[] Much beUer equ1pped ( 29) 

[] A lUtte bitter off 
C Not chengId 
[] A lUtte WGrII off 
C f1uch worse off 

15. Oe8cnbeln your own wonls whet amI or 8peclne Re8ds your soetal 
won:ef wes Dot oble to 8SItSt you wtth. (10-11) 

••••.• ••• ••• . .•• , ••• ,- •••.•••••••••. ,.. ••••..•••••••••.•••.••••••• •••• ••.••••.•• ••••• •••••••..•••••.•••••••.•••••• •••••• • •••••.•••••.••••.•••••• ! ......... . 

....... . ..... ...... ........... ... ...... ........... ............... ..... . ................................................................... . 

............... ... .. .............. ~............. ... .. ........ ............. ... ............... ........ .. . ....... ... ...... .............................. ..................... ,.. . ......... . 

PLEASE OOHTBIUE ON THE NErT PNIE. -----) 
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PME 6 Of 6 

16. Ftnel1y, we would Bke uou to deacnbe tn yow own wordl env I8P1Cta of ..... 
etepet1ence wtth your proJKt social wor1cer t.het VOU 1eel en importent or heYI 
IlOt been COYer8d tn the queaUons 80 fer. -

{Your commente wt11 be kept enUrely conftdentteH 

.. ~.. ................... .............. .................................. .......... .... .. .................. .... .. .................. .... ...... ...... ............ ............ ...... .. ............................................................ ;: .. 

•••••••••••••• ••••••••••••••••••••••••••• ••••• .. •• ~......... .... • ........... o.' • ••• ••• ................. •• .. 

•••••• ................ 04 •••••••••••••••••••••••••••••• ............. 

Thant yuu vary anUCh. Thil l, the end of the ~1onnIdre. 

.. 
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COMMUNITY PEDIATRIe RESEARCH PRI)GRAM 
SOCIAL WORkERS QUESTIONNAIRE 

PSYCHOSOC 1 AL MALADJUSTMENT PREVENT 1 (IN STUDY 
JUL y 23, 1985 

*CONFIDENTIAL* <OISK:SWSTUDYl FILENAME:SWO) 

DEFINITIONS: 

1. CONTACT 

-, SUP.JECT ..... 

= 

= 

~ 

Phone calI, meetlnq, therapy seSSIon, hORle VISlt 
or a n y 0 the roc cas 1 o-n- 0 f se r v 1 ce. 
Chlld/adale5cent who 15 subJect of study. 

J. FATHER 

4. SIBLING 
5. FAMILY 

INSTRUCTIONS: 

= 

= 

NatLlral father or male who 1S Llsual 
father flgure ln the r,ou!::E?r,old. 
Brother or sister of subJEct. 
Mother ~ŒQ father(lf t~oere 15 one) ~~Q sl,bJect, 
Wltt-. or w1thout other Slbllngs. 

1. Complete 1 questlonna1re per subject. 
~. Clrcle or wrlte the nurrober for response Wh1Ch lS !Toost 

approprlate. 
J. ThlS questionna1re od,ould be corroplE'ted lfTllTiedlatply 

followlng terrT.lnatlon of contact wlth eèlch faTTllly. 

--------------------------7--------------------------------------

SUBJECT NAME: 

SUBJECT 1 D: 

DATE QUESTIONNAIRE COMPLETED: 

DATE OF LAST CONTACT WITH FAMILY: 

SOCIAL WORkER INITIALS: 

) 

------------------------------------------------------------------



(. 

o 

» 

1. At the beginning of your association with this family, what 
was the response to you like from: 

8. SUBJECT 0 
b. MOTHER 0 
c. FATHER 0 

Cnoose between: 1. hostility or re)ection 
2. difficult, contrary, defiant 
3. cool, indifferent 
4. polite, cautiously receptive, open 
5. warm, accepting 
6. very enthusiastic, embracing 
7. NOT ABLE TO JUDGE 
8. NOT APPLICABLE 

(*Note that the words used to descrlbe these categories are 
only a general guide on a spectrum between re)ection (1.) and 
enthusiastic acceptance (6.) at the two extrernes.) 

2. At the rnidpoint of the study (after three rnonths): Was the 
response to you ••• ? 

(Choose between the sarne six alternatives as in Ql. above) 

8. SUBJECT 0 
b. MOTHER 0 
c. FATHER 0 

3. At the end of the study (after six months): Was the response 
to you ••• ? 

(Choose between the sarne six alternatives as in Ql. above) 

8. SUBJECT 0 
b. MOTHER 0 
c. FATHER 0 

2 
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4. Do you think that these reactions (overall) would have 
been very different for each individual if this had not 
been a research study? 

a. SUBJECT .0 
b. MOTHER 0 
c. FATHER 0 

CHOOSE BETWEEN: 1. No 
2. Yes 
8. Cannot say ~ 

5~ If you were to asslgn your families to categories based on the 
extent of your involvement with them, which would be the best 
description for your overall involvement with this family7 

CHOOSE BETWEEN: 

1. Standard: That i5, 
only. 

basic intervention protocol 

2. Moderate: e.g., Fè!lcilitating access to resources, 
clarlfying issues, providing information. 

3. He a v y : e. g., Cou n sel 1 in 9, som eus e 0 f 0 the r se r vic es, 
providing information, may have required 
handover on completion etc. 

4. Intense: e.g., Therapy sessions, crisis resolution, 
referra1 to other services, family 
members required handover on completion. 
(Involvement need not be continuous to be 
detined as intense) 

YOUR RESPONSE HERE: 0 
6. In your opInion, what was the major or pIimBry 

obstacle to worklng with this family? (CHOOSE ONE ONLY) 

1. Attachment 1imited to on1y 6 months. 
2. Fami1y members' perception of your role as "unreal" 

or as an "experiment". 
3. FamI1y members' perception of you. 
4. Resistance to help offered. • 

5. Other. (specify) ........•.................... t;t •••••• 
8. Not Applicable 

YOUR RESPONSE HERE: 0 

3 
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7. Roughly, what proportion of your total number of contacts with 
thls faml1y wes initiated by a family member? 

CHOOSE BETWEEN: 

1. less than 19, 
2. 10 - 50\ .... 3. more than 50\ 

YOUR RESPONSE HERE:c=J 

8. How much of your total contact· time with this family was spent 
with .•. ? 

e. g. 
SUBJECT 
MOTHER 
SUBJECT & MOTHER 
FATHER 
SIBLING(S) 
FAMILY 

TOTAL 

30% 
39% 
20% 
99% 
09% 
29% 

190\ 

(*see front cover for definition of terms) 

9. To the best of yOU! knowledge, what services (except medical 
follow~up) was this famlly receiving at the beginning of your 
attachrnent to them? 

A. Financial Asslstance/Allowance 
B. Non~MCH Social Worker 
C. MCH Social Worker' 
D. School Psychologist 
E. Clinical or other Psychologist 
F. Psychiatrist 
G. Other (specify) •••...•••.••.....••...••...•. 

CIRCLE ALL LETTERS THAT ARE APPROPRIATE. 

4 
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10. What new services did you initiate or refer tQ._ (directly or 
indirectly) during your attachment to this family? 

A. Financial Assistance/Allowance 
B. NonaMCH Social Worker +' 
C. MCH Social Worker 
D. School Psychologist 
E. Clinical or other psychologist 
F. psychiatrist (/ 
G. Other (specify) .••.••••••••••...•.•••••••••• 

CIRCLE ALL LETTERS THAT ARE APPROPRIATE 

11. Apart from basic support and availability, what do you feel haB 
been your most important contribution during the Btudy period 

, « 

to ....... . . • • • . • • • • • ? (SUMMARIZE IN A FEW WORDS) 
r- - , 
1 
L .J a.SUBJECT 

r-' 
b. MOTHER L- _J 

r-ï 
1 

L- _ .J c. FATHER 

r - -, 
, 

d. SIBLING (S) 1 __ J 

e. FAMILY 
, r-, 
AS A WHOLE 

1 
1 .... 

:... _.J 

(NOTE: Write 'NA' if you feel that no unusual contribution was 
or could be made, or if not applicable.) 

12. Based on your initial assessment of the Bubject (child), on 
..; a scale of 0 through 10, how did you ~ate this chi ld's 

ability to adJust to any present or possible future stresses of 
his/her chronic illness. 
(e.g.,0=not able to ad)ust at all, 5=about average, 
10 a outstanding resilience) 

WRITE RESPONSE HERE:c=J 

13. On the same scale, 0 tO f 10, how wduld you rate this subject 
on completion of the i~tervention period? 

WRITE RESPONSE HERE:c=J 

,-
5 

. ... 
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14. Thinking about the .ubject, compariQg the beginning of your 
attachment to the end, how would you rate his/her overall 
ad just ment/be havi our? 

1. Improvement over the past six months, problems 
reaolved, etc. 

2. No change. 
3.Deterioration, acquisition of new symptoms, 

problems. 

WRITE RESPONSE HERE:c=J 

15. Thinking about the .othe , comparing the beginning of your 
attachment to the end how wou ld you rate her overa 11 
~djustment/beha~iour? 

1. Improvement over the past 6 months, problems , 
resolved, e c. 

2. No change. 
3. Detioration, acquisitIon of new symptoms, 

or problems. 

WRITE RESPONSE HERE: c=J 
16. Did you meet the father in this family? 

1. '(~ 
2. No 
8. NOT APPLICABLE (i.e. no father) 

WRITE RESPONSE HERE: c=J 
17. If the answer to the above question was 'NO', what was the 

main reason? 

1. Father seemed to avolô contact. 
2. Mother claimed father not available. 
3. Impossible to arrange a suitable meeting time. 
4.You did not consider it necessary/important in 

this particular case. 
5. Other (specify) .............................................. 
8. Not Applicable 

WRITE RESPONSE HERE: c=J 

6 



( 

o 

o 

18. At the completion of the study, what was the main disposition of 
this family? 

1. No further services organized. 
2. Transferred to MCH social worker: 
3. Transferred to community social wdrker. 
4.General referral made (name suppl'led, but a 

formal handover did not occur). 
4. Psychiatrist. 
5. Psychologist. 
6. Other (specify) •........•..••..•••..•....•..•.. 

WRITE RESPONSE HERE:c=J 

19. Were you unable to obtain specifie services for this family 
that you consldered important and/or necessary? 

1. Yeso Specify .............................. . ~~ __ _ .... r - , 
1 ............................... .... _ J 

Reason ·······:·······················r-l 
., l , 

• • • • • • • • • • • • • • • • • • • • • • • • • • • • • • • IO;"-;;...;.;;-.J;;... __ 

2. No. 
'", 

WRITE RESPONSE HERE: c=J 

20. Té what extent did any lack of knowledge on your part about 
this child's condition interfere with your ability to provide 
an appropriate service to this family? 

1. No ef fect. 
2. A moderate degree. 
3. A major degree. 

WRITE RESPONSE HERE:c=J 

" ty 

faIHi~dde •• liijde~I~.~'~.'n~fl.I~.e •• "~~.~elv~w.*~.~9.fi~t •••• ~t ••• ~ 
PLEASE GO BACK AND CHECK THAT ALL QUESTIONS HAVE BEEN ANSWERED 

oe~~~~~.'~~j •• d.'t.e~"Bi**8fide~pe~e~I~ •• ~~d •• f.~~~_~.O •• _.H~~.~~. 

7 
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Appendix 20. Functional status measure. 
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FUNCTlOII1AL STATUS l 

(iU.r"" ~ 
lL..Jr' 'Hera are slilemenls lhal mothers h.-ve made le desmbe thelr 

chlldren Thln~In<l Ib01 (name of chtldJ, durtnQ 
the LAST IWO WEE S dld he/she ? 

~ ;:;:J us •• r te • .,.sU ••• r.n ...... Ity an 

Islerlst-. 8Û ""'IS thls due t.o the IlIl'Iess?- ·Was tllis 
, '~ - . 

Never Sorne of .... lo u.. '. , ':... .... v., or the Almosl IIInlSs? 
!:E!!:t J!m.L I!nm :in ~ 

Eal weil? O· 1 M 2 0 

2 Sleepwalt? o· 1 M 2 0 

3 Seem cont.enled and (heerrul? O· ,. 2 0 

4 Seem le feel slck and lIred? 0 ,. 2" 0 

5 O::cypy hlm!herselr? O· 1- 2 0 

6 ~em llvely end 8OeN}8t1C? o • ,- 2 0 

7 Sleep lhrough the nlghl? o - ,- 2 0 

8 Seem Inleresled ln whal WIS golng on around hlm/her? 0- 1111 2 0 

9 Cut down on hls/her usu.111MI1 of play actMty? 0 ,- 2- 0 

10 Plck up and throw 1 bail or other abject (In the Intended dlrectlon)7 O· ,. 2 0 

11 Cut down on thlnqs he/sile usuallydoes? 0 ,- 2" 0 

'2 Get Involved ln games and other play? 0" ," 2 0 

13 Go up and down slalrs wiltloul aSSlsslance? 0" ,- 2 0 

14 Play games by hlm/herselP O· ,III 2 0 

15 Plrllclpale ln hard Ixerclse or play? O· ,111 2 0 

16 Gel lJldressed wlUlout help? 0 111 1- 2, 0 

17 Play w,th other chlldren? 0- ,- 2 0 

lB Durl~ the past two weelts dld (name of Chlld) tf2. Ï§.5. 

spend ail or part of the day ln bed? a ,. 
_Clf 'YES·. ast ".- and °b-) 

a How many days dld he/she stay ln bed ln lhe la5l2 weeks? DO 

b Wss lhlS due le the lllness? o 

W End of Functlonal Slatus Scale 
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Appendices 21 to 31b 

Appendix 21. Eligible arthritis cHnic subjeets 
· medical diagnoses. 

Appendix 22. Eligible asthma cHnie subjeets 
· medical diagnoses. 

Appendix 23. Eligible eardiology cHnie subjeets 
· medieal diagnoses. 

Appendix 24. Eligible cerebral paIsy eHnic subjects 
· medical diagnoses. 

Appendix 25. Eligible clefts dinie subjects 
· medieal diagnoses. 

Appendix 26. Eligible diabetes cHnie subjects 
· medical diagnoses. 

Appendix 27. Eligible hearing clinie subjects 
· medical diagnoses. 

Appendix 28. Eligible renal clinic subjects 
· medical diagnoses. 

Appendix 29. Eligible respiratory cHnie subjects 
• medical diagnoses 

Appendix 30. Eligible sickle cell disease cHnie subjeets 
- medical diagnoses. ~ 

Appendix 31a. Eligible spina bifida cHnie subjects 
- medical diagnoses. 

Appendix 31b. Eligible spina bifida cHnie subjeets 
- medical morbidity. 



(0 Appendix 21 Ehglble arthnus cllme subJects 

Total Consented 
Total Re(used COlUtflÛd UDtnc~ Treatment Control 

Juvenile Chrome Arthnus 

" - monoarthrills 4 1 3 0 1 2 

- pauelarthnl1S Il 2 7 2 3 4 

- polyarthntts 8 6 4 2 

Othert 6 2 4 0 2 2 

TOTAL 29 6 20 3 10 10 

tOther=psonauc arthnus. chondromalaCla patellae. systemlc lupus erythematosus. arthnus not yet dlagno\ed 

( 

Appendix 22 E!Jglble asthma cllme subJeets 

Total Conserued 
Total Refused COlUtflÛd Untraced Trealmen~ Control 

EpIsodie· 
mfrequent eplSOdes 37 15 19 3 7 12 
frequenl epJSOdes 18 2 12 4 4 8 

Chrome, mild 
mfrequent eplSodes 12 3 8 1 4 4 
frequent eplsodes 2 0 2 0 2 0 

Chrome, moderate 
uUnequentep1SOdes 12 2 10 0 8 2 
frequent eplSodes 21 0 15 6 9 6 

Chrome, severe: 
mfrequenl eplsodes 0 0 0 0 0 0 
frequent eplSode:s 7 3 4 0 2 2 

TOTAL 109 25 70 14 36 34 

0 



t· Appendix 23 Eligible cardiology cluuc subJects. 

Total Consented 
Total Refused COfUtllÛd Untn.ced Treatment Control 

Valvular dJsease 9 3 5 1 3 2 

Conducuon problem 4 2 2 0 0 2 

Cyanotic disease 15 5 9 5 4 

Cardlomyopathy 1 0 0 0 0 

Acyanouc structural 6 3 2 

disease 

"l 
TOTAL 35 13 18 4 9 9 

Appendix 24 Ehglble cerebral paIsy clinlc subJects. 

Total Consented 
Total Refused COIISlnud Uutncc:d Treatment Control 

Dtplegla '2 1 0 0 
'fi. 

Herruplegia 4 0 4 0 2 

~ Quadriplegla 3 1 

TOTAL 9 2 6 3 3 



{) . 
Appendix 25 EligIble c1efts cllme subJects 

Total 
Total Refused COIU'rtûd Uotraced 

Oeft palate - submucous 5 1 3 

Cleft palate 5 0 4 1 

Cleft palate & IIp 16 3 1 1 2 

PIerre Robm syndrome 1 0 1 0 

Cleft l1p 2 0 

lDTAL 29 5 20 4 

Appendix 26 ElIgIble dlabetes clime subJects 

Total 
Total Refuse<! COfUtflUd Uotnlced 

Insulm Dependent 

Diabetes Mellitus 

97 30 64 3 

Consenled 
Treatmenl Control 

3 0 

2 2 

5 6 

0 

0 

10 10 

Consenled 
Trealment Control 

32 32 
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Appendix 27· ElIgible hearing choie subjects. 

Total Consented 
Total ~e(wed CO/lS".ud Untnced Treatmenl Control 

Sensorineural deafness 

nùJd-moderate 9 3 6 0 5 

mo:ferate..severe 24 6 17 1 11 6 

severe-profound 19 4 12 3 6 6 

severe-profound htgh or 15 3 11 5 6 

nud-range frequency Joss 

Subtotal 67 16 46 5 23 23 

Conductive deafness 

nuld or Ouctuaung 4 1 3 0 2 1 

moderate-severe 4 2 1 0 

SubtotaJ 8 3 4 1 3 1 

Mixed deafness 

nuld-moderare 0 0 1 0 0 

moderate-severe 0 0 0 1 

SubtolaJ 2 0 1 1 0 1 

""-

TOTAL 77 19 51 7 26 25 

If, 

• 



0 Appendix 28' EhgIble subJects from the renal chnic. 

Total Conse11led 
Total Refused COIISIlIltd Untrlced Treatmfnt Control 

Recurrent UTI 
f rcflw: f scars 15 4 0 12 8 

Anatorruc anomaly 
f r~curr~nJ un 6 2 4 0 2 2 

Hypertension 2 0 2 0 

Chrome renal 
faIlure 1 0 0 0 0 

NephrotIc 
syndrome 23 7 14 2 10 4 

Other * 14 3 7 4 3 4 

TOTAL 61 17 37 7 18 19 

·Other Fanubal MedJterranean Fever (1). IgA nephropathy (l). post Henoch-Schonlem Purpura progreSSI ve 
dtsease (1), bladder extrophy (2). nephrocalcmoslS (1). Prune BeUy Syndrome (1). Juverule Nephronophthisis 
(1). Tuberous Sclerosls (1). Fanuhal Renal Dyslrophy (1). PolycystJc DlSease (1). Renal Tubular ACldoSlS 

(1). post Hemolyuc Urerruc Syndrome (2) 

Appendix 29 Eligible respu-atory ch nie subjects 

Total Consenled 
t, Total Refused C ofl.SllIltd Unlraced Treatmfnt Control 

CystIe fibrosis 25 6 19 0 Il 8 

Esophageal atresla 1 0 1 0 0 1 

Astluna 1 0 0 1 0 0 

l(artagenersyndrorne 1 1 0 0 0 0 

Bronehlectasis 1 0 0 0 

IDrAL 29 7 21 Il 10 

(0 
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Appendix 30: ElIgIble subJects from the slckle eeU dIsease clime 

Slekle Cell Disease 
(SS or SC) 

Total 

37 

Total 
Retused COfUinud Untraced 

4 21 12 

Appendix 31 a Ellglble spma blfida ehme su bJects 

Total 
Total Retused COlUinud Untraced 

Spma bIfida 18 3 13 2 

Unknown 1 0 0 1 

Diastematomyelia 2 0 2 0 

TOTAL 21 3 15 3 

Consenled 
Treatment Control 

Il 

Consenled 
Treatment Control 

6 7 

0 0 

7 8 

Appendix 31h. MorbidIty in eligible subjects from the spina blfida ehme (morbldity 
categories not exclusive). 

Total Consented 
Total Rcfuscd COIISInud Untraced Treatment Control 

Shunt 13 2 10 6 4 

Requires Aids 8 2 5 2 3 

Wheel Chair 5 1 3 1 2 1 

Conduit 1 0 1 0 1 0 

Catheterization 12 3 8 2 6 

l 

(, 
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Appendix 32. Sub-group analyses. 
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Appendlx 32: Sub-group .n.!y... 1 

Sub-group Analyses 

1. Chlld Behavlor Chee kil st 

8ehavlor Problem Sèale: Further analysis was carried out on Summary Behavior 

Problem scores by maladjustment status at baseline Did maladjustcd chijp.ren selectively 

benefit from soclal worker counselling? On this measure, the answer is a probable "no", as 

illustrated by the results in Table A32.1 There was a small advantage for treatment group 

children who were classified as maladjusted at Time l, but the difference is far from 

sigmficant (P= 88). Was there an interactIOn by age group? That is, for example, were 

social workers able to counsel younger chùdren more effectively? Table A32.2 shows that 

6-11 year olds did do better with counselling (p-.19), but control group 12-16 year olds did 

far better than children in the treatrnent group of the SaIne age (P=.14). 

AddItional subgroup analyses mvestigating treatrnent mteraetions with elinie 

of origin (i.e. "dJ.agnosis"), aggregated diagnostic class (i.e. sy'stemic, eardiorespiratory, 

sensory, eosmetic and motor disorders - see note under Table 15), functional status, sex, and 

socioeconomic status failed to reveal, without exception, any effect that even approached 

conventionallevels of statistical sigmficance 

Maternai transition status: CBCL Behavior Problem gain sc~res were analyzed within 

maternai transition sttata defmed by outcome oft the Malaise Inventory (fable A32.3). 

Improvements on CBCL scores for the children of mothers who made positive transitions 

occurred in both intervention and control groups, but was more noticeable for coun;ielled 

children (P=.58). For children of rnothers who made negative transitions, or who were 

maladjusted on both measurement occasions, there was a small deterioration for the 

coùnselled group, and an improvement for the control children (P=.l 0 and .14, 

respectively). Children of mothers who were classified as not maladjusted at either time 
• ,< 

were more likely to improve if they had been counseUed (p=.26). 

SoclaUzJng Scale.: On the Social Competence Scales interactions were examined for the 
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Appendlx 32: Sub-group analyHa 2 

sarne potenual modifiers of ~tment effect. and the following "significant" findings are 

reported for the sake of completeness. On the Activities Scale adjusted Trfue 2 means, 

counselled subjects with no phYSICal disability did bener than comparable control children 

(46.4 versus 44.0, P=.03). Analysis of the Socializing Scale showed that counseUed 

cardiology cliruc patients did hetter than cardiology controls (49.1 versus 41.0, P=.04), but 

that counselled children with cerebral paIsy did worse than similar control children (26.9 , 
versus 40.0, P=.04, N=3 per group). On the Scholasuc Scale, sickle cell clinic intervention 

group subjects had supenor scores to controls (49 9 versus 42.9, P=.04), and counselled 

children of parents with low-midclle socioeconomic status (Green scores ~ 59) did better than 

comparable con troIs (Green score ~ 49: 47.7 versus 43 1, P= 04; Green score 50-59: 48.0 

versus 44.4, P=.02). 

2. Chlld and Adolescent Adjustment Profile .~ . 

dlagnosls and disablllty: 11l,e few margi~ally significant interacuons found are~ted, 
although therr importance remains uncenain. On Peer Relations, counselled children from 

the slckle cell clinic did better than controls (adJusted Time 2 means 13.6 and Il.1, P=.02). 

On the Hostility subscale, the treatment group superiority cited above seerned to he greatest 

among children Wlth hearing impainnent and clefts (sensory and cosmetic groups: 7.6 versus 

8.8 10 controls, P=.03). On Dependence, eounselled children with mild physical impairment 

did better than controis (7.6 versus 9.3, P=.03), whereas children with more severe 

impairment, or no impairment at all, did worse than eontrols (not significant). Counselled 

respira tory clinie patients did betteron Produetivity (14.2 versus 11.6, P=.03), while their 

eounterparts from the spina bifida clinic did worse than equivalent controls (11.3 versus 

14.0, P=.04). No si~nificant interactions were detected on the Wlthdrawal subscale. 

social wor1<ers: There was only one subscale where an individual social worker stood out 

frorn the others, and this was on Hostility. On the basis of unprotected conttasts (no 

adjustment to the a level was made), social worker A patients scored signiticantly better than 

controls (7.4 versus 8.5, P::.OO3), and better than social worker D patients (8.4, P-.04), 

.. 
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Appendlx 32: Sub-group .naly... 3 

whereas adjusted means for the other two social workcrs were much closer to the adjusted 

control mean (8.2 each). On Productivity, social worker A's,subjects did significantly better 

than those of social workers Band D (P=.04 and .02, respectively), but not social worker C 

patientl or con troIs. 

aecondary analy.le: Secondary analysis was carried out after excluding the 19 

intervention group subjects who did not receive social work assistance. The modified Time 2 

pre valences for maladjustmcnt on the five subscales were: Peer relations 11.0% (P:;:::.71); 

Dependence 7.8% (P=.12), Hostility 13.0% (P::;:.19); Productivity 13.7% (P=.08); and 

Withdrawal17.5% (P=.25). Modified crude time 2 means were: Peer Relations 13.7 

(P=.68); Dependence 8.4 (P=.31); Hostility 8.1 (P=.20); Productivity 12.7 (P=.18); and 

Withdrawal 6.7 (PrsD. The effoc! of this removal, which can he, conf"mned by reviewing 

Table R16, w~prove intervention group outcome only on Depèndence, although the 

result is still far from being statistically significant. On Peer Relations an~ Productivity, a 

worsening of the intervention group outcome occurs in re~tion to controls, while no , 
difference is made to the results on Hostility and Withdrawal. The contrast in crude means 

for Hostility is no longer significant, reflecting an increase in the standard error for the 

intervention group. 

3. Malaise Inventory 

chlld', transition statui: The relationship between change in maternaI adjustment and 

transition by the child in maladjustment classification on the CBCL Behavior Problem Scale 

wu explored by examining gain scores on the Malaise Inventory within children's transition 

strata (Table A32.4). These results show that counselled mothers of children who made 

positive transitions had reduced scores on the Malaise inventory (reflected by the negative 

~ gain score), while control mothers' scores increased (P=.04). For the mothers of 

intervention group children who made a negative transition, or who were maladjusted at both 

Time 1 and Time 2 (maIadjusted - no transition), scores were inferior 10 the control group 

œ ... 31 and .50, respectively). There was little difference between the main comparison 

.. 
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Appendlx 32: Sub-group .naly ... 

groups for mothers of children classified as not maladjusted al both Tirne 1 and Tirne 2. 

other Interactions: Exploration of treatment eff~ts restricted 10 mothers who were 

maladjusted at Time 1 on thls measure revealed that counselled mothers did worse than 

controls (Table A32.5), though tlus s11ght disadvantage could easily have arisen by chance 

(P=.87). Subgroup analyses also failed to disclose any interactions of treaonent effect with 

parent socioeconomic sUtus or language, or child functional stattIs, clinic of origin or 

diagnostic class. In addition, there was no evidence for variation in outcome by social 

worker in excess of that ex~ted by chance, uor for a significant advantage for a gmup of 

mothers counselled by a specifie social worker over control mothers. 

4. Impact on Famlly Scale 

Exa.ro.mation of outcomes on the Impact on Fami1y Scale by panent disability 

subgroups failed to demonstrate an advantage for intervention families at any level of 

physical irnpainnent. Similarly, there was no significant interaction with levels of 

socioeconomic status, or clinic of origin and social work assistance on the Total Impact 

score, or any subscale score. Gain scores were examined within patient CBCL transition 

strata, as they had been for the Malaise In ven tory . In addition, this approach was taken for 

Impact on Fami1y outcomes by maternaI transition status on the Malaise Inventory (fable 

A32.6). A marginally significant advantage for the mtervention group can only he found on 

the Strain subscale for mothers who were not maladjusted at either Time 1 or Tune 2 

(P=.02). 

5. Health Service Utillzation 

Subgroup analyses ofMCH doctor visits revea1ed that there was a significant 

excess of MCH doctor visits for intervention subjects of more severe physical disab~Hty \ 

categories (P=.02 and .002, for moderately and severely disabled children), and.Gf lower 

socioeconomic status (Green score:S 49, P=.02; Green score 50-59, P=.OO3). 

... 
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Table A32 1 CBCL BehavIOr Problem Summary T-scores by status at baseline 

Tlme 1 status 

MaladJusted 

Normal 

1 nJervenllOn 

65.1 (l 65)§ 

526 (0 78)§ 

Control 

65.5 (1 36) 

52.8 (0.82) 

95% confidence 

mterval on dlfference 

-4.6,38 

-2.4,20 

~ mwcates- group Wlth supenor oulCome P > 07 for bath InterventJon v conlrol contrasts 

Table A32 2 CBCL BehavlOr Problem Summary T-scores by age group 

Age group 1 nrerven.tion~ Control 

Time2 Gain N Time 2 Gain 

4 - 5 years 54.3 0.43 25 55.6 1.73 

(l.41) (1.95 ) 

6 - Il 54.3 -0.81 93 55.6 045 

( 0.77) (0.71 ) 

12 - 16 56.4 -0.27 55 54.5 -2.25 

(1.00 ) (1 07 ) 

P 

N '" 
13 58 

108 .19 

48 .15 

Parenthencal values are SE of means immewately above. P-values (2-ralled) for Intervention-ControI conlrasl 

are based on ANCOV A. No adJusted gain score was significantly chfferenl from zero. 
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Table A32 3. CBCL Behavlor Problem gaIn score means according to maladjustment 

classlficauon transItions for mothers on the Malaise Inventory during the 

Time 1 - Tune 2 interval. 

Tune lfflffie 2 Change 1 nJervenllon Conrrol P 

PoslOve Transiuon -35§ -1.9 .58 

N 13 12 

Neganve Translt.JOn 3.5 -1.9§ 10 

N 12 13 

MaladJu<;ted - No Transinon 10 -25§ 14 

N 19 19 

Not MaladJusted - No TranSl110n -O9§ 02 .26 

N 129 124 

§ mdJcates group Wlth supenor oulCOme P·value from mdependent sample !-test on crude gaJ.n scores, 

Table A32 4. Mala.tse Inventory gaIn score means accordmg to maladjustrnent 

classification transinons for chùdren based on the CBCL BehavlOr Problem 
, 

SUnllTIary scores during the Tlme 1 - Tlffie 2 interval. 

Tune 1-Time 2 Change I",ervenrion Control P 

Posillve TranSitIon -2.2§ 0.9 .04 

N 12 14 

NegatIve Tnmsition 1.1 -0.4§ .31 

N 16 9 

Maladjusted - No Transition 0.1 -0.4§ .50 

N 16 27 

Not MaladJusted - No Transition -O.4§ -0.3 .69 

N 129 118 

~ mdJcates group Wlth supenor oulCOme. P-value from tndependent sample l-teSI on crude gam scores 
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Table A32.5: Malaise Inventory adjusted Time 2 means (SE) by status at baseline 

Time 1 status Inlervention Control 95% coofldence 
mterVal on d.1fference 

MaladJusted 9.1 (0.62) 9.0 (0.63)§ -1 6, 1.8 

Normal 3.2 (0 32)§ 3.4 (0.32) -1.1,0.7 

§ llldJcates group WJth supenor oulCome P > 0 7 for both mterventlon v control contrasts 

Table A32.6. Impact on P.amily Scale gain score means by transItion status for cruldren and 

therr mothers on the CBCL Behavior Problem Summary score and the MalaIse Inventory. 

PreJeSl-PoSlleSl Change Total Impact llnanclal FamUy-Soclai Mutery Straln 
1 C P 1 C P 1 C P 1 C P 1 C P 

CBCL 
Poslllve Transillon -99 -47 05 -28 -0.5 05 -52 -38 35 17 2.2 63 -36 -26 42 

N 12 13 

Nega1Jve TranSItIOn -30 -24 .91 -1.0 -10 99 -3 1 -22 73 22 26 70 -1 1 -1 8 7) 
N 16 9 

Maladfd - No Transluon -76 -3.5 .20 -1.8 -09 .43 -38 -) 9 .26 06 10 .52 -26 -) 6 42 
N 16 27 

Nol MaI'd - No Traosll1on -5.3 -57 .74 -1.2 -1.5 .29 -30 -30 92 12 09 30 -23 -20 .39 
N 129 118 

~------------------------------------------------------------.------------------------------------------------
Malaise Inventory 
Poslli ve Transluon -69 -1 3 13 -08 0.3 18 -24 -0.4 33 01 1.2 .29 -39 -23 .28 

N 13 12 

Negauve Transiuon -0.5 -46 .34 -0.2 -1.6 .21 -23 -0.3 70 1.5 2.2 .57 0.4 -2.2 16 
N 12 13 

Malldj'd - No Translllon -2.8 -52 .52 -1.3 -0.1 .27 -1.5 -27 .52 05 0.6 91 -06 -30 06 
N 19 18 

NOL Mal'd - No Transition -6.4 -5.5 .39 -1.5 -1.6 .79 -36 -31 .36 1.5 1.0 17 -27 -1.7 02 
N 129 124 

1 • lnlervenllon group, C • Control group, P • P-value from indepeodenl sample l-lest on crude glUn scores 
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Appendix 33: Project Staff and Collabora tors 

Project Coordinator: 

Secretarial assistance & randomÏzation: 

Coding and data management: 

CBCL scoring: 

Data base design: 

Interviewers: 

Social worker supervision: . 

Social worker administration: 

Study Social Workers: 

lnta Zvaguhs, B A 

Shirley Phipps 

louIse Arsenau)t 

Barbara Willard 

Cathenne Nolan 

Charles Pless 

Cathenne Nolan 

louIse Arsenault 

Meyer Kwavruck 

louIse Arsenault 

Suzette Clement 

Patncia Dray 

Louise Koessling 

Joanne Furtado 

Madeline Garceau 

Pauhne LaChance 

RIta Legendre 

Jenny Lepage 

Catherine Nolan 

Margaret-Ann Smith, M.S W. 

Brenda Yarcag. M.S.W 

Betty Driscoll, M.S.W. 

Terri Goyer 

Angela Aronson, M.S.W. 

Pierre van Huffel, ~.S.W. 

Tuula Remonen, M.S.W. 

Shirly Zussman, B.S.W. 
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Specialty Clinic Staff: 

Arthrius H Strawczynskl, M.D 
Asthma Z. Fox,M.D 
Oefts Mana Corrazza, M Hunter, MD 
CardlOlogy Conme CloutIer, M Paquet, MD 
Cerebral PaIsy Gma Dolinsky, C. Larson, M 0 
Thabetes Jacbe Dufresne, M Belmonte, M D 
Heanng Louise Miller 
Nephrology Loy Denis, B Kaplan, M D 
Resprratory Louise Cadteux, M Wise, MD 
Slckle CelI D Esselune, MD 
Spma Btfida Paula de Belhs, P Forbes, M 0 
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