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Abstract

Children with chronic illnesses have a doubled risk of developing
psychosocial maladjustment - emotional Problems, behavior disorcicr ordifficulties 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 first .,
randomized controlled trial of this type of intervention was carried out to evaluate its
cffectiveness in u'::ating and preventing maladjustment. This thesis describes how child
behavior outcomes were assessed before and 4 months after a 6 month period of social
worker assistance in 173 children rand_omiud to intervention, and in 169 controls, all with
chronic illnesses. . ' )

No significant difference between intervention and control groups in the
overall prevalence of maladjustment was found. There was no evidence to support a
therapeutic or preventive effect ,Of social work counselling on child behavior outcomes, nor
was there improvlemcnt 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. ) -

Mecasurement problems, co-intervention, or other forms of bias cannot
account for the negative results. It is speculated that if social work support is to be
effective, it should be targetted, 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 d¢ développer une mésadaptation psychc;social.c, des problémes 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 ;’ormc courante de services de type psychosocial en milieu hospitalier. Il

s'agit d'une premitre expérience pour déterminer l'efficacité de ce type dintervention dans

la prévention et le traitement de ces mésadaptations. Cette these décrit comment le

& °
comportement des enfants fut évalué avant et 4 mois aprés une période de 6 mois

d'intervention des travilleurs sociaux auprés de 173 enfants pour le groupe expérimcqtal, et
169 enfants pour le groupe contrdle. ’

Aucune différence significative n'a €té trouvée entre les deux groupes dans
la prévalence globale des mésadaptations. Il n'y a aucune preuve en faveur d'un effet
thérapeutique ou préventif.de I'intervention des travailleurs sociaux sur le comportement
des enfants ni sur la perception qu'a I'enfant de sa compétence. L'étude des interactions
n'a pas révelé de sous-groupes spécifiques qui auraient pu benéficiér d'une intervention.
De plus, une analyse limitée aux individus qui ont regu l'intervention ne change
aucuncment ces f:onclusions.

Ces résultats négatifs ne peuvent s'expliquer par des problémes de mesure,
de co-intervention, ou par d'autres formes de biais. Un effet latent n'est pas exclu. On

postule que les interventions des travailleurs sociaux pour é&tre éfficaces, doivent étre

spécifiques, d'une durée adéquate, ct possiblement intégrées 2 une clinique particuliére.
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Preface

LN
For nearly 60 years, evidence has accumulated to support the belief that

chronic illness in children causes an increase in emotional problems, both for the children
themselves, and possibly for their mothers and siblings as well (Pless and Pinkerton 1975;
Nolan and Pless 1986). Although not yet subject to empirical investigation it is als)o
probable that the disability imposed by such emotional disorder is greater than that resulting
from the illness itself. Furthermore, parent-reported prevalence of disability attnbutable to
childhood chronic illness has increased over the past 25 years in the US (Newacheck and

J Budetti 1985), and in Canada (Wilkins and Adams 1983). Despite the weight of this

evidence, very few attempts have been made to comprchénsivcly treat, and more
importantly, 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 families. Furthermore, this study

- of the effects of a novel application of a traditional service represents the first assessment,

based on sound epidemiologic principles, of social work effectiveness in any context. In
order to understand the relevance of such a project, the scope and magnitude of childhood
chronic illness, particularly with respect to its psychosocial correlates and consequences,
will be defined. The few previous attempts at evaluating psychosocial interventions will be
appraised, and the evidence for modifiers of the risk of maladjustment will be reviewed.

-~
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1. The Impact of Chronic Physical Disorder

The period prevalence of all chronic physical disorder (CPD) Mf:or ages 0-20
years, including multiple handicaps, approximates 10 to 12 percent (Pless and Douglas
i97 1; Pless 1982; Gortmaker and Sappenficld 1984; Gortmaker 1985). Both the
prevalence and actual numbers have increased in recent decades, due to a combination of
improved survival for several conditions, and a cohort effect resulting from the-'baby
boom" of the 1950's (Gortmaker 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 st‘atcs, have occurred in the last 20 years, al{hough the incidence of most
conditions has remained stable (Gortmaker and Sappenfield 1984).

One way of describing the negative health impact of a chronic illness is
through parent-reported limitation of day to day activities. The 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 Health Statistics 1981; Newacheck,
Budetti and McManus 1984; Newacheck, Budetti and Halfon 1986). This ascertainment of
disability, based on responses to questions in the ongoing National Health Interview Survey
is corroborated by data from the Canada Sickness Survey of 1950-51, and the Canada
Health 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 attributablt; to a change in
parent perception of disability, especially in relation to the emergence of learning disorders
as a recognized activity impairment (Kovar and Meny 1981; Newacheck, Halfon, and
Budetti 1986). Improved survival of low birth weight infants, and better access to health
care for the poor are not thought to have been important contributers (Newacheck, Budetti,
and Halfon 1986). Respiratory diseases, speech, sm?:ial sense an;i intelligence related

impairments, and mental and nervous system disorders, together account for 50% of all
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Table 1: Prevalence estimates for chronic physical disorders for children
aged O - 20 years in the USA - 1980.
(Modified afier Gortmaker and Sappenfield 1984).

Disorder Prevalence per 1000

Asthma 38.0

Visual Impairment 30.0

Hearing Impairment 16.0

Congenital Heart Disease 7.0

Seizure Disorder 35

Cerebral Palsy 25 .
Arthritis 22

CNS Injury 2.16_

Diabetes Mellitus 1.8

Cleft Lip/Palate 15
Down Syndrome 1.1
Sickle Cell Disease 0.46
Neural Tube Defects 0.45 '
Cystic Fibrosis 0.20
Hemophilia 0.15
Leukemia 0.11
Phenylketonuria ' 0.10
Chronic Renal Failure 0.08
Muscular Dystrophy ) 0.06
TOTAL ‘ 107.4

-
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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 example, 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 chronic 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 been 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 show that both hospital-based specialist

care and-community provided services fail to meet the needs of chidren with chronic

. illncsscs.f Although health service utilization rates may superficially appear high, they do -
not tell the whole story about what the perceived needs for services are, nor whether the

service provided is efficacious or desirable.

" A community-based physician survey in New York State (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 cercbral
palsy. The problem is often more tangible in hospital,sub-sp’ecialty clinics, where important
medical, developmental and psychosocial problems may be ignored or relegated to low
priority (Pless, Satterwhite, and Van Vechten 1978; Palfrey, Levy, and Gilbert lp9§?);. A
case-referent study from the blcv:hnd area (Smyth-Staruch er al. 1984) indica:cd that 369
children aged 3 to 18 years with cystic fibrosis, myelodysplasia, cerebral palsy, and

multiple physical handicaps attending specialist clinics at 2 major teaching hospitals used
hospital services ten 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 services during the previans year. Social workers were used by 30% of cases
but only by 1% of referents. However, neither illness severity, nor social status was related
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 2« Health service utilization by Cleveland children with chronic physical
disorders (CPD: cystic fibrosis, cerebral palsy, myelodysplasia, and
multiple handicap). From Smyth-Staruch er al. 1984.

Service— CPD Referents
Hospitalizations 34% 6%
Mean Days in Hospitalt 173 6.2
Physician Visits 98% 88%
Specialist Visits 79% 42%
Mean Number of Visits*— ~ 8.9 33
Mental Health & Social services 36% 8%
Mean Number of Service Occasions?t 9.4 83

‘ Mean Number of Visits* 33 0.6
Social Worker Usage* 30% 1%
Total services 99% 97%
Volume of Services* 78.8 7.8

1 for those receiving the service only. * overall
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- receiving assistance could have benefited from appropriate and effective social support.

The negative psychosocial impact of chronic illness is germane to an examination of the
scope and efficacy of s;)cial and mental health services provided to ill children. A review
of investigations conducted over the past 15 years that have documented an association
between psychosocial disorder or maladjustment and childhood chronic illness is contained
in Appendix 1 (Nolan and Pless 1986). Thx:tvicw concluded that:

i) a causal link between chronic illness and emotional problems
exists, and

-

ii) ¢ relative risk of emotional problems in childhood chronic
illness is in the vicinity of 2 (relative to children without
chronic illness).

In 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 pediatric and psychological literature which have consistently documented the
dysfunction-associated stress of chronic illness stands in stark contrast to the dearth of
reported attempts to deal with it. |

2. Interventions

Psychosocial intcrvcnti.ons in childhood chronic illness have been
designed to ameliorate or prevent psychological difficulties directly or indirectly related to
the child's medical condition, and include supportive and behaviour-altering strategies
(Johnson 1979). Specifically, the following problem areas have been addressed (Johnson
1979; I?rotar 1981): ,

‘ i)  relieving illness-related rcactipns to stress,
ii)  treating illness-related personality problems,
iii)  preparing for medical experiences,
iv)  preparing for death, ' -
v)  managing behaviour problems,
and, vi) habilitation/rehabilitation.

Py
”
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In addition, various psychosocial interventions have been employed in an
attempt to improve medical outcomes, such as diabetic control, the frequency and seYuity
of asthma attacks, headaches, and symptoms of inflammatory bowel disease (Olbrisch
1977, Rin\a{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 area.
The problem resides both with recurrent methodologic inadequacies when evaluations have
been carried out (Olbnsch 1977; Sechrest and Cohen 1979; Nolan and Pless 1986), and
—more fundamentally, with the absolute ’;Iarity of any evaluative research at all (Drotar 1981;
Drotar and Bush 1985; Garfunkel 1986; Nolan and Pless 1986). In particular, a thorough
literature search, employing the MEDLARS (Medline and Psychinfo ) electronic stomgé
and retrieval system, together with "manual” searches using key references in the medical,
psychological and social work literature, revealed only one controlled evaluation of social
worker effectiveness in the area of childhood chronic illness, and it will be shown below
that this gtudy was scientifically entirely inadequate (Nolan and Pless 1986).

- There has been, however, considerable interest in finding and evaluating
effective psychosocial tcchx;iques to improve the medical management of some specific,
generally prevalent chronic diseases, such as asthma and diabetes. A representative
sample of such studies is summarized in Table 3. oMuch attention has been paid to teaching
self-management skills to asthmatic children and ti'neir parents. The program of Fireman
and co-workers (1981) is but one example of many which have been reviewed elsewhere
(Thoresen and Kirmil-Gray 1983; Bruhn 1983). These apparently successful intcrvéntions

are based on various behavioural models, particularly social learning theory and the health
belief model (Bruhkin 1983). §imﬂmly, Kaplan er al. (1985) employed a social leaming

intervention to impmze diabetic control (represented by lower hemoglobin A, levels), and

Golden et al. (1985) used a rigid heirarchical set of medical, educational and psychosocial
strategies to demonstrate a siniilar, 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 interventions with medical outcomes

Reference Duorder

Age Design  Sample Size Assignment Outcome Intervention Result
Frreman et al Asthma 2 2 group, 13 nterv Age-matched, Symptom & Nurse educator Sig fewer asthma
1981 -14  parallel, 13 control sequentially medical diary asthma educ'n atiacks, school
postiest assigned School attend & scif management  sbsences Fewer
only records ER behavior skills hospstahizations
visits and Four 1 hr individ and ER viuts at
hospitalizations andtwo 2 hrgroup 1 yr
sessions. Telephone
access & mouitonng
Golden et al Drabetes 3mo |group, 44 Incidence of Herrarchical set Sig reduction
1985 -17  pretest- N ketoacidosis of medscal, 10 incdence of
posttest Hemoglobn A;  educational & ketoacidosis, and
psychosoctal 1 HbA ] level,
interventions at 6mo No effect
) (psychotherapy) w of psychother
Kaplan et al Drabetes 13 2group, 21 Random after Hemoglobm A;  Social learmng | Stg. lower HbA;
1985 -18  pretest- stratification Rand mmstrument interventien by but no published
postiest. on sex for diabetes psychologist comparison
knowledge, over 3 wk camp between
- behavior and Control group assignment gps
atutudes recerved educational on other '
Means Ends intervention oulcomes
Problem only HbA ; correlated
; Solving Test with posiive
! (MEPS) behavior,

fum—

atutudes scales,

MEPS (at 4mo ).

'
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Tac ~4 “wdies of psychosocial wnterventions with psychosocial outcomes
Reference Duorder Age Design  Sample Sue Assignment. Quicome Intervention Resuls
Pless & Satterwhite  Range 6  2grodp, S6imterv Random after CahforiaTest 1 year famuly 60% interv
1972, 1975 of -15  parallel, 42 control stratified on of Personality counsellor subjects v 41%
chromic pretest- Farmly Coopersmith. Nonprofessional controls had
physical posttest. Function Childrens mature women sig unproved
disorders. Index Marufest acting as psychological
Anxiely advocales and slatus, al | yr
Scale counsellors
Adler Muscuiar 7 2group, 10 interv Not stated Figure | week camp Four-fold~
1973 dys -17  parallel, 10 control drawings Psychologist decline in
troptues pretest- Koppitz counsellor ecmouonal
postiest rating indicators(P< 05)
scale Controls no
McCraw & TFravis Drabcetes 7 2 group, 3linterv Selected Coopersmith 3 wk camp Sig improved
1973 -15  parallei, 26 control matched Chuldren's No specific self-esteem for
pretest- controls Marufest descnpuon females onlv,
postest. Anxiely Scale of acuviues. ™ a 4 mo
Kupst ef af Merungius | mo 3 group, 6 total interv Random Farmuly Social worker No difference
1983 -10  parallel, 6 moderate Behavior or professional between groups,
pretest- 7 standard Checklist counsellor al-2yr
posttest. Famuly Total daily
Coping Scaie eounselling &
Current emotonal C
Adjustment support. g
Moderaie “supporuve o
but not aggressive” 5
Stein & Jessop Range 5 2 group, 33homecare  Random after PARS IL 1 yr ourse, Sig betler on x
1984a.c, 1986 of 11 parallel, 37 standard. stratified on Psychiatnc pedistncuan, PARS Il at 6 mo -]
chromc pretest- (a6 & 12mo)  Judged Abuuy Symptom home care with trend a1 12 g’
physical postest ArSyr total  toCope, and Index(mother) mo AtSyr,
disorders. sample 49 Overa® hotme care sig ®
Burden Index better on PARS I1

/
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uncontrolled, pretest-posttest design. In a crude way, the effectiveness of psychotherapy
was also evaluated in this study, and not surprisingly, the investigators detected no
mcasurablcd;ffch Very small numbers of subjects, selection bias, and again the
uncontrolled study design almost guaranteed this result.

Five studies of psychosocial interventions aimed at psychosocial outcomes
are summanzed in Table 4 As far as can be determined from the literature search cited
above, this list represents a complete census of controlled evaluations in the area of
childhood chronic illness

An innovative and pioneering study by Pless and Satterwhite (1972,1975a)
was the first to grapple with the problem of how to effect positive change in the emotional
status of children with chronic illnesses. Their novel a;)proach employed nonprofessional
("lay") family counsellors over a 1 year period to act as child and famuly advocates, and
counsellors It was prompted by the Rochester Child Health Survey of a random
community sample of 209 chronically ill children, which disclosed a striking need for
many forms of assistance " ..... these needs included explanations about the nature of the
child's illness, the utilization of various supportive, professional, and paraprofessional
workers; effective coordination of existing services; help with behavioural and educational
problems; and above all, the therapeutic benefits to the mother of a sympathetic listener”
(Pless and Sattcr‘wpitc 1972:403). As a result, six counséllors - women aged 32-51 years,
all with their own families, and all with a university education - were chosen to provide the
intervention. They received five 6-hour training sessions covering “the nature of chronic
diseases, effects of chronic illness on the family, 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 w\ith

)

the families, undertaking direct verbal tasks such as education, counselling and [
/

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

social activities with the patient.
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The evaluation employed 42 control subjects with chronic illnesses who
received standard services The assignment procedure was random, following stratification
on a measure of famuly functioning. The pretest-posttest evaluation was based on a battery
of paper and pencil measures including the Califormia Test of Personality, the Children's
Manifest Anxiety Scale, the Coopersmith ScH-Estécm\Invcntory, and the Behaviour
Symptom rating On these measures, improvement 1n psychologic status over 1 year was
Jucfged to have taken place if the majority of the child's test scores increased. Improvement
was noted in 60% of counselled children, and 40.5% of control children (P= 04, two
tailed), and was greater 1n low nsk (i ¢ fewer problem) families

Based on these favourable results, this program was subsequently extended
and adapted to the specialty clinics at the Strong Memonal Hospital in Rochester, and
while not objectively evaluated, 1t was described as "'successful” (Rice, Satterwhite, and
Pless 1977)! Unfortunately, a comprehensive report of results on individual outcome
measures used 1n the lay counsellor study has never appeared 1n the hterature, and the
summary description of "1improvement” versus "no improvement” on a heterogeneous
group of measures (addressing diverse psychologic constructs) does not do justice to the
imagination shown in conceiving the intervention, nor to the careful attention paid to study
design in the pursuit of internal validity.

Adler (1973) evaluated her own effectiveness as a counsellor to 10 children
with various muscular dystrophies in a | week camp study. In this study, which was
apparently never published except as a dissertation abstract, the expenmenter "spent the
camp period interacting continually... in ways designed to foster social approval, maximize
use of potential abilities, and encourage staff and peer group acknowledgement of existing

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

1 At this time, a randomized controlled trial is in progress at the Boston Robert B.
Brigham Hospital. Lay family counsellors are providing psychosocial support to children
with chronic arthritis and their families (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 experimental group

drawings indicated a four-fold decline in "emotional indicators” (signs of emotional
disturbance based on the Koppitz standard rating scale), as well as a significant increase in
developmental indicators, whereas controls showed no improvement in either area.

Because this investigator apparently conducted all aspects of this study -
including group assignment (method not stated), baseline and postintervetion measure
administration, interpretation and scoring of results - uncertainty about the maintenance of
adequate scientific standards of objectivity remains. The report of such a dramatic
therapeutic effect from a relatively nonspecific and innocuous intervention, together with the
small sample size makes this study even less credible.

Another camp study apparently employed no special intervention apart from
the camping experience itself (McCraw and Travis 1973) and involved diabetic campers
matched on age, sex, race, socioeconomic status, and duration of diabetes, with control
subjects, also diabetic. Using measures of self-esteemn (Coopersmith Self-Esteem
Inventory), and anxiety (Manifest Anxiety Scz'de), significant improvemnent in self-esteem
was reported for females only. However, this study also suffered from several
methodologic shortcomings, particularly questions about selection bias pr_ior to, at, and
following assignments (especially differential attrition), inadequate dcs;:ription 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) is the only controlled evaluation of social worker effectiveness that
could be identified in the context of childhood illness, chronic or acute. A social worker and
a professional counsellor provided counselling and emotional support to families in the
period following diagnosis and during convalescence from bacterial meningitis. On
measures of family behaviour and coping, as well as child behaviour, the small sample size
makes it no surprise that no difference was detected between intervention and control

groups at 1 to 2 years following diagnosis.




- Literature R’vhw 12

i
The most recent, and most scientifically acceptable intervention evaluation is

the randomized controllcd'm'a} from the Bronx Municipal Hdspital Center in New York City
(Stein and Jessop 1984a, 1984b, 1986). Over 200 children with a wide range of chronic
disorders were randomized to receive either a comprehensive home care program or
standard care. Home care focussed on the whole family and its needs, and sought to foster
patient independence and to maximize rehabilitation and adjustment. It was provided by a
general pediatrician and pediatric nurse practitioners Pretest-posttest assessments on a
measure of child adjusfmcnt called the Personal Adjustment and Role Skills Scale (PARS
IT),’and on a measure of maternal psychiatric status (Psychiatric Symptom Index), were
conducted on three occasions - baseline (prerandomization), 6 months, and 12 months - for
the 70 children in the appropnate age range. After adjusting for pretest scores with analysis
of covariance, home care subjects did significantly better at 6 months on both child and
maternal measures, but the results were less impressive at 12 months. The intervention was
continued for an average of 11 months. A recent addendum (Stein and Jessop 1986)
provides fu;ther evidence for the efficacy of this form of home care. At an average of 5
years following randomizaton, the 49 subjects available for retest on the PARS 11 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 (Greenland 1977), it offers gratifying evidence for the
pronounced, enduring, and above all, measurable benefit of comprehensive psychosocial
care for children with CPD.

There are at least two other similar intervention programs with pediatric nurse
practitioners underway at present, although their evaluation is not yet completed (personal
communication, Pless 1986). They will be referred to briefly since they underline both the
recognition of the importance of psychosocial support, and the need for its evaluation
(Garfunkel 1986). One 1s a controlled study in rural Northern 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 chronic illnesses, all subjects
are from families receiving Crippled Children’s Service benefits. The other is the New
York State Program of Coordination of Care for Chronically Il Children which employs
nurse practitioners to coordir;aw services and provide support to children with chronic
illnesses. Formal evaluation of this service is in the planning phase, but it is important to

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

4. Modifiers of Psychosocial Eunction in Chronic lliness

Und‘crstanding the distribution and determinants of any disorder, and
particularly planning therapeutic and preventive interventions, requires knowledge of the
prevalence 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 efficacious intervention reaches its target population. Second, understanding that
short-term improvements may not necessarily lead to enduring long-term benefits (Kagan
1980). Third, recognizing the peed to start interventions early in childhood, even though
“critical periods” of development do not exist. This is because patterns of failure, once
established, tend to persist. Fourth, explorgtion of the cost-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 reduce its effect, is the first and
crucial step.

i3caring 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 conceptualized as personal or environmental. Personal factors
include demégraphic and biologic characteristics, together with individual susceptibility.
Environmental factors can be thought of as being in the soci;.l, or medical environment

(Table 5).
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Table 5: Candidate modifiers of psychosocial function in childhood chronic illness.

1. Demographic Factors age
sex
socioeconomic status

2 Biologic Factors type of disorder
brain involvement
severity
visibility
unpredictability
age of onset
duration of illness

3.Individual Susceptibility locus of control
personality

4. Social Environmental Factors family functioning
parental psychologic state

5. Medical Environmental Factors conniuaty of care
access  care

Demographic tactors: The risk of emotional problems in the general population
increases with age (Rutter, Tizard, and Whitmore 1981), and the same is true for children

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

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

few situations, notably girls with hearing impaimicnt, and boys with congenital heart
disease (iieller et al. 1985). Data from the 1970 British birth cohort indicate that families
with disabled children were significantly more likely to be living in suboptimal housing
circumstances (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).

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

disease entities has not been supported by the bulk of evidence from both adult (Cassileth er
al. 1984), and childhood studies (Pless and Pinkerton 1975; Stein and Jessop 1982; Breslau

;  1985; Heller er al. 1985). Therf have been some suggestions that children w_ith gensory
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impairments are at increased risk with respect to children with other medical disorders, but
the evidence is scanty (Haggerty, Roghmann, and Pless 1975; Pless 1984). There is,
however, abundant evidence that cerebral involvement (especially mental retardation) in
CPD is an important predictor of cmouonal problems (Rutter, Tizard, and Whitrmore 1970
Steinhausen and Wefers 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 chronic illness, emphasizing the commonality of the chronic
illness experience for children (Pless and Pinkerton 1975; Stein and Jessop 1982).

Enthusiasm has not been sustained for the notion of a specific
psychosomatic causal relationship for discase (Moos 1979). It should be noted, though,
that even sophisticated studies of large birth cohorts have not capitalized on the strengths of
the prospective longitudinal design to tease out the temporal relationships between disease
onset and the evolution of emotional s&mptoms (Nolan and Pless 1986). ]

The rélationship between disease severity and the risk of psychsocial
disorder is icss clear (Pless 1984). Recent studies provide conflicting evidence about this
association, and a large part of th;: problem relates to the lack of a standardized severity
index or health status instn;mcnt, particulary one tl}at is valid and reliable across disease
categories (Eisen er al. 1979; Williams 1979; Newacheck, Halfon, and Budetti 1986). In
the Monroe County survey (Pless and Satterwhite 1975b); a measure of severity based on
parent report of interference with daily activities was used (Pless and Grah;m 1970),
together with multiple measures of psychosocial maladjustment. "Only in one half of the
measures (was there) a direct relationship between the severity of the disability and the
frequency of maldjustment. In most of the others the relationship (was) curvilinear,
maladjustment being mc;m frequent in the severely disabled and the nondisabled groups,
and less in those with Mme levels of disability” (Pless and Satterwhite 1975b:88).

This same phenomenon was noted in a sample of children with chronic
arthritis (McAnarney er al. 1974). In studies of children with asthma and cystic fibrosis
(Steinhausen and Schindler 1981; Steinhausen, Schindler, and-Stephan 1983), severity was
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the most important predictor of psychopathol.ogy in cystic fibrosis patients, but not among
patients with asthma, after controlling for measures of family functioning and life events.
Similarly, Harper (1983) found no evidence of a linear relationship between degree of
impairment in adolescents with muscular dystrophy and other orthopedic problems, and
scores on the Minnesota Multiphasic Personality Inventory In contrast, McNichol er al.
(1973) studied a cohort of children aged 7 to 14 years, and reported that "behavioral
disturbances occurred more often and at a statistically significant level only in the small
,group of children with severe and conttnuing asthma”. Gath er al. (1980) noted that poor
diabetic control was directly related to psychiatric disorder and reading retardation, but
again, this cohort study failed to address the issue of the temporal sequence and its
relationship to causality. In angther cohort study, Heller and her associates (1985)
assessed children with congenital heart disease, cleft lip and palate, and hearing impairment
on two occasions, ong year apart. They found that disease sevenity (on a sim\plc 3-point
ordinal scale) was directly related to both the persistence and onset (over the one year
period) of maladjustment as asscssed by 'the Child Behavior Checklist of Achenbach and
Edelbrock (1983). Data from the home care study of Stein and Jessop indicated that
psychosocial disorder was not related to traditional medical morbitity r;casums (days
hospitalized, bed days), but was related to school absence and funcional impairment on
their own measure of functional status (Stein and Jessop 1984b,d).
One possible clue to understanding the apparently conflicting evidence in
relation to disease severity comes 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 physicaj characteristics that clearly indicated the presence of sickness or
disability were associated with berter interpersonal relations (i.c. self-assessment of family,
. peer, and other relationships). Furthermore, in a study of young adult survivors of
%d-smge renal disease, Beck er al. (1986) showed that visibility (cushingoid appearance,
obesity, scars, orthopedic aids, short stature) was inversely correlated with identity stability
(on a self-image scale) and social maturity (on the Vipeland Social Maturity Scale). Finally,
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Jessop 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 1984a,c) and found that
on a variety of measures of psychosocial function, it was children with normal appearance
who had poorer outcomes on three-quarters of the significant analyses of variance. The
mothers qf children of normal appearance were less satisfied with care, and the condition
was reported to have greater impact on the family. These mothers also had more psychiatric
symptoms, and their children were reported to have poorer fun\ctional status.

Pless (1984) has argued that the degree of visibility of a disease, and the
likelihood that this forces the child to 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 first 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,
perceived a more negative impact of the illness on the family and had more psychiatric
symptoms themselves. \-

Unformnatcly, the important question about the role that age of onset of
disease plays in modifying the effect of psychosocial disorder has not been addressed by
appropriate empirical investigation, and the same applies to duration of illness particularly

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

Individual susceptibility: 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 qbscrvations (i.c. beliefs in the control of their health by chance and by
powerful others werc significantly stronger in children with chronic illnesses, and their
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parents than among healthy children and their parents) as the effeczs of the chronic
disorder, and its management. The conclusion about the direction of this 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 be made.

Social environmental factors: The social environment, or "psychological situation”
(Barker et al. 1978), is a concept that grew out of the intellectual Mdon 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 chromc illness populations. Although there is
no entirely satisfactory measure of family 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 er al. 1973; Friedrich 1979; Lewis and Khaw 1985;
Steinhausen, Schindlez_e_nd Stephan 1983; Sabbeth 1984; Kovacs er 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 defining causes
and effects in this area. This applies too, to the association of maternal psychological
distress with the presence of childhood CPD, another well documented association based
mainly on cross-sectional studies ( Tew and Laurence 1973; Ga?'lm? et al. 1977; Friedrich
1979; Burden 1980; Breslau, Staruch, and Mortimer 1982). British cohort data do show,
however, that families with disabled children generally fail to receive as much support from
relatives, friends and neighbors (Cooke and Lawton 1984).

Medical environmental factors: In chronic illness, the medical environment is
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conceived of as a subset of the social environment. The impact that components of the
0 health care system have on child psychosocial function has been explored mainly for acute
illness, especially in relation to preparedness for surg’cry‘(Skipper and Leonard 1968). The
in;portancc of patient and parent education with respect to psychosocial function in chronic
illness has been emphasized (Van Vechten, Satterwhite, and Pless 1977), but this has not
yet been subjected to thorough empiricat investigation (Nolan e al. 19‘86). Satisfaction\with
care has been studied in chronic illness, and it appears that seeing the same doctor is
associated with improved satisfaction with specialty care (Breslau and Mortimer 1981;

Breslau 1982).
5. Soclal Work intervention

: Mental health services are provided to chronically ill children and their
gfamilics by a wide range of 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 to providing care. The relatively ubiquitous involvement of social
workers in the care of children with chronic illnesses underlines at the same time their
appeal when designing a "new" approach to the reduction of psychosocial disorder, and
also the need to evaluate the effectiveness of social workers op’c‘rating in this context. The
uadiﬁox;al role for social workers has been to organize and mobilize existing resources, but -
the modemn social worker is involved in the assessment of barriers to social functioning, and
intervention to expedite behavioral changes (through psychotherapy for example) as well as
changes in social conditions (Tra\;is 1570; Rudolph ez al. 1985). This metamorphosis has
evolved in the absence of controlled evaluation'of practice performance in any context,
especially in childhood chronic illness. There have been calls from inside the social work
profession te conduct such research '(Rudolph et al. 1985), and from outside (Rutter 1982),
' 9 and these calls played a part in the decision to conduct the pmént study.

3
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Contemporary social work practice has its theoretical basis in a number of
social and behavioral models. This is notrsurprising, given the multifaceted and eclectic
nature of the social work role. Briefly, a popular general model of psychosocial functioning
that is both advocated and practised widely, is a psychosomatic-ecological model
(Lipowski 1973) which views people in dynamic interaction with.their environment -
physical and'social’('Moos 1979). In the social work context, the ".casc" is conceptualized
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 environments can affect,
and is in turn affected by, their hca]thn(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” (Coulton 1981:26).

The candidates for modifiers of psychosocial function in childhood chronic
illness (Table 5) may be incorporated into this theoretical perspective (Figure 1).
Components of both environmental and personal systems interact ahd jointly impinge on the
child, whose perception of these factors results in arousal 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 systems in dynamic interplay (Moos 1979). In practical terms, the tasks for
the social worker providing assistance to a child with a chronic illness and his family

include: .
i) enlarging problem solving and coping abilities,
ii) obtaining physical resources,
iii) making organizations responsive,
iv) facilitating interactiofis between the patient and other individuals in his
environment,
v) improving communication between the patient, family and the institution,
vi) influencing social and environmental policy (Rudolph et al. 1985).
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Figure I Ecologic model of psychosocial function 10 childhood chromic 1llness

An important theoretical implication of the social work role is the capacity to prevent as well
as tregt emotional problems. This 15 not a common or conventional situation for the hosptal
social worker, due largely to severe cOnstraifts in available staff and time and the
simultaneous heavy demands of crisis intervention, particularly an ever increasing need for
the child 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 emotional problems. Prevention here was defined in terms of both pnmary
(preventing the onset), and secondary prevention (preventing the progression) of
psychosocial disorder (Feinstein 1985) The approach to the evaluation of success in

achieving prescribed outcomes was conceived in terms of effectiveness, rather than

el
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efficacy, and to this extent, this study 1s, according the conceptuahization of Schwartz and
Lellouche (1967), a pragmanc rather than an explanarory exercise. In particular, there was
a deliberate attempt made to restnct the intervention to the usual practices of social workers,
with the exception of an increased emphasis on prevention This would maximize
generalizability of the results, and demonstrate the effectiveness of the intervention in a

structure that 1s already largely in place
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Study Hypotheses

The pnincipal question addressed by this study was- to what extent does
counselling and support for families by social workers reduce or pn:vcnt psychossc) al
maladjustment among children with chronic ilness? Prior to its commcnccmcnt it was
predicted that, compared to the effects of standard care 1n the control group, social work

intervention would result in
1) a lower overall prevalence of patient maladjustment,

11) more maladjusted patients becomung adjusted (therapeutic, or

"curative" effect),

u1) maladjusted patients demonstraing supenor improvement in
behavior, irespective of whether or not they are no longer maladjusted

(sccondary’ prevention effect),

and, 1v) fewer adjusted patents becoming maladjusted (primary prevention

effect)

It was reasoned that these positive changes would be assocxa‘tcd with improvements in the
child's perceived competence, especially in relation to general self-esteem and perceived
physical competence, and also in improvements in maternal psychological state and family
functioning. Furthermore, it was predicted that these healthy changes would result in

fewer contacts with other health service providers.

."%gx:
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1. Design

@ A random assignment 2-group parallel comparison, with pretest and pos,ttest
was the design chosen to evaluate the effectiveness of the intervention. Such a randomized
controlled trial maximizes the internal 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 dud,
however, receive a "neutral” stimulus to control for the increased contact with the Mospital.

An outhine of the study procedure is depicted in Figure 2

Eligibility

Consent

Baseline measures

Stratification

T

Random assignment to group

AN
Random assignment to social
worker

6 months' intervention Control stimulus

4 month delay 10 month delay

2nd measurement

Figure 2: Study Protocol

Following assessment of eligibility, and after informed consent hed been
O obtained, subjects were interviewed and baseline measures administered. Subsequently,
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subjects were stratified by the clinic from which they had been recruited, and randomly
assigned with equal probability to either intervention or control group. Intervention subjects
were randomized a second time within clinic strata%o one of 4 ?dy social workers who
would deliver the intervention over the subsequent 6 month period. There was a 10 month
interval between baseline (Time 1), and second measurements (Time 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 prctcess: Subjects were selected from 11 specialty clinics at the Montreal
Children's Hospital (MCH). These clinx;:s were chosen to be broadly representative of the
full spectrum of chronic physical disorders. The rationale for this choice was based on a
desure to reasonably represent this spectrum, but not upon any specific a priori conviction
about need for assistance, or risk for psychosocial disorder by patients with any particular
conditon. The heads of these clinics were contacted and persuaded to allow their patients to
be considered for the study. Outpatient clinic appointment lists, clinic records and personal
files from these clinics were used to identify potentially eligible subjects. Only currently
enrolled patients were identified. This meant that appointment lists for the preceding 6-12
months were screened for candidates.
Inclusion and exclusion criteria: The following eligibility criteria were dictated by
constraints imposed by the outcome measures (age, sensory impairment, cognitive capacity,
language); by the need to obtain as clear an estimate of treatment effect as possible,
uncontaminated by pre-intervention social interventions; and by logistic factors relating to
both the intervention and follow-up of subjects (urban residence, survival for study
duration, language). Most importantly, eligibility required the presence of a chronic
physical disorder.

a. chronic physical disorder: Subjects were required to be actively followed in a

specialty clinic for a physical disorder of at least 3 months' duration. Follow-up was

o
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considered "active” if return appointments had been made on at least an annual basis.
b. age: At the time of enrolment, subjects had to be between 4-15 years. This
constraint was defined by the main outcome measure (Child Behaviour Checklist or
CBCL) which had been validated for child‘rcn aged 4-16 years, and given the elapsed
time between first and second measurements, the oldest cohort members would be
within the reference age range.

c. Montreal urban residence: Because of budget restrictions for the assessments,
and realistic working conditions for the intervention social workers, subject residence
was restncted to the Montreal urban region

d. normal inteliigence: The child behaviour and perceived competence measures
had been validated for children without mental retardation Hence, eligibility was
restricted to children attending normal school, and known to be mentally competent
e. absence of severe sensory impairment: Children with profound deafness, or
who were blind were excluded because the perceived competence measure had been
validated only for children who could see or read the questionnaire, and hear the
interviewer's instructions.

f. language: French and English are the wc7rkmg languages in the Montreal
Ghildren's Hospital. Bilingual social workers were required for the study, and
measures were translated into French. At least one parent, and the child were
therefore required to speak either French or English.

g. survival: Subjects thought by clinic personnel unlikely to survive 1 year from
enrolment were considered ineligible to minimize attrition from the cohort.

h. prior lnterventlon:v To minimize carry-over contamination of any effect
observed during the study period, families receiving psychotherapy or active social
support in any form from a psychiatrist, psychologist, social worker, nurse or other
counsellor in the 6 months prior to assessment were excluded prior to randomization.

In addition, potential subjects were asked if pre-existing arrangements or contracts
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with other mental health or social service agencies meant that study social workers
would not be used during the intervention period, and if so, they too were excluded.
The receipt of government or other financial benefits and similar forms of economic
assistance did not affect eligibility.
Sample size and power: Sample size estimates were based on group prevalence of
maladjustment (on the principal outcome measure, decsribed below) at the post-intcrvcntioq
assessment. In addition, power calculations were carried out using continuous scores on
the principal measure. ‘
a. prevalence estimates: It is conceivable that the intervention could exert both a
therapeutic and a preventive effect. Individuals abnormal at Time 1(baseline, or
prerandomization measurement) could become normal by Time 2 (postintervention
measurement), while individuals who were normal at Time 1 could be prevented from
becoming abnormal at Time 2. Previous experience based on a similar cohort of patients
with CPD (Heller er al 1985), using the CBCL, suggested that the baseline prevalence of

maladjustment would be 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 1-tailed a-values of .05 because it was not reasonable to expect that social workers
would foster maladjustment. The most likely result was considered to be a simultancous

, therapeutic and preventive effect such that intervention would result in a reduction in overall
maladjustment prevalence from 15% at Time 1 to 10% at Time 2, while the control group
prevalence increased from 15% to 20%. This represents a 33% change in each dircc;ﬁon, or
a 10 percentage point difference (.10 versus .20) in the Time 2 prevalences of
maladjustment for intervention and control groups respectively. Sample sizes estimates
were obtained from the Tables of Fleiss (1981). These in turn are calculated from this

”

formula:



where

n = {Zu\gn(l-n) . zB\ﬁc,'(x-n,)mc(1-nc)}2

- R

n' is the sample size estimate per group,

Z 15 a cntical value of the normal distribution,
o is the probability of a Type I error,
B is the probability of a Type Il error,

—Za 1s the Z-value for o (2a for 1 tailed estimates),

Zg s the Z- value for § (1in the lower tail only),
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7, is the hypothesized proportion achieving the outcome 1n the intervention

group, -

7. the hypothesized proportion achieving the outcome in the control group,

and is (m;+ 7w )2

The following sensitivity analysis (Table 6) displays sample si1ze estimates

and power for the scenario described above (on hine 1 of Table 6), together with 2 other

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

intervention group, but a 10% to 15% point deterioration in the control group. On the basis

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

80% power. In other words, with this sample size and a 1-tailed a set at .05, we could be

Table 6: Power based on prevalence of maladjustment on CBCL, a = .05 (1-tailed).

Baseline Prevalence Post-intervention Prevalence
of Maladjustment of Maladjustment Power
(both groups) Intervention Control N per group (1-B)
15 10 - .20 176 .80
A5 .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
with respect to the control group. There was adoq@wcr (90%) to detect a difference
greater than or equal to 15 percentage points.

b. continuous out;omos: Using the behaviour problem 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 this approach was that described by

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

—-—

independent samples, the effect size (d) is the difference in their arithmetic means (m;-m)

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

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

of units of common standard deviations!. Using the power and sample size tables of Cohen

(19:77: Tables 2.3.2 and 2.4.1), the following estimates were obtained for a sample size

between 160 and 170 per group (Table 7.

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

Effect Sizé (d) Power (1-B) a
0.2 .69-.73 .05 (1-tailed)
0.3 .85 - .88 .05 (2-tailed)
0.3 92-.94 .05 (1 tailed)

12 Footnotes at bottom of next page.
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Therefore, a sample size of 160 -170 per group is adequate® TPower .69 - .94) to detect a

small effect size of 0.2 to 0.3 with a 1-tailed @ of .0S.
3. Enrolment Procedures

Consant and ethical considerations: ‘With any comparative trial, there are separate

issues of consent for intervention and control status. Consent to participate in the study as
an intervention subject implies consent to be submitted to the procedure under investigation.
In this study, the social work intervention represented no risk to life or health (as indieated
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.

It was, however, anticipated in the planning phase of this study that completing the
behaviour problem questionnaires could result in some 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 m English and French
(Appendix 2) were signed by the mother or father or both parents at the time of the first
interview, following final screening for eligibility, and before baseline measurement.
Assessment of eligibility: Screening for eligibility prior to randomization was carried

out in four phases (Figure 3). Identification of subjects from computerized 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 to well known differences between groups to assist in
understanding what small to large effect sizes might be. For example, a small effect size (d

= (.2) represents the difference in mean IQ between twins and nontwins, or the size 6f the

difference in meah height between 15 and 16 year old girls. A medium effect size (d = 0.5)

is one large enough to be visible to the naked eye, and is equivalent to the difference in

mean IQ difference between holders of the Ph.D. degree and typical college freshmen, or

the mean difference in height between 13 and 18 year old 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 size |
of 0.2 common standard deviations is equivalent to 2 points on this scale.
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Clinic Staff Hospital Records P |

PHASE I ‘ /
Principal Investigator &
Project Coordinator
I Letter to Parents

PHASE 11 ) Interviewer Phone%{all }—— Structured Telephone Interview

PHASE 111 Personal lmm'it% —— Questionnaire

PHASE IV Postinterview Screen

Random Assignment

!

Postrandomization Detection of Ineligibility

Figure 3: Eligibility screening

outpatient and clinic records. In this preliminary phase (Phase I), subjects who were seen

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

were excluded. Similarly, home addresses outside the Montreal urban region and age less
than 4 or greater than 15 years resulted 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, of whom,

615 were thought to be eligible, and were mailed an inulductory letter (Appendix 2). This
introduced the study, and informed them that someone would telephone within 1-3 weeks to
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arrange an interview. g

The telephone call represented Phase I of the screening proceés, and
consisted of a structured interview (Appendix 3) which was conducted by a trained
interviewer who probed for information about type of school attended by the subject,
presence of sensory impairment, language spoken and whether psychosocial support wyas
being received. If still considered eligible, and if verbal consent was given by the parents,
an appointment was made by the interviewer for a home visit, usually wi&in 1 to 2 weeks.

The home interview (Phase IIT) began with further specific questions
(Appendix 4) about recent psychosocial support. Finally, where questions about eligibility
had arisen during this interview, a final review (Phase I'V) was undertaken by the project
administrator and the principal investigator (TN). In some cases, referral back to clinic staff
or to the hospital record was necessary to confirm the presenee 8f a chronic 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 subjects remained eligible.
Baseline assessment: This assessment took place at the first h?mc interview (see Figure
2), and since this was a pretest-posttest design, it included prerar;donﬁzation administration
of outcome measures (see Section 5, belo'\ni'). This interview was conducted by a trained
interviewer using a standardized questionnaire (Appendix 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 Resuits.

Strauﬂcation, biocking and study group assignment: A decision was made to

stratify subjects by the clinic from which they had been 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 prognostic
factor for psychosocial maladjustment, it was felt that published results would bf more
credible to the practicing clinician. Accordingly, 11 strata (for the 11 clinics) were
constructed and subjects were randomized with equal probablility, following baseline
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assessment (sec Figure 2), to either intervention or control group A block size of 8 was
employed to further prevent imbalance within strata, and the whole procedure was carmed
out using the PLAN procedure in the SAS statistical package (SAS Institute 1985)

For subjects assigned to intervention, a second randomuzation (with block
s1ze of 4) to one of four study social workers was camed out, preserving the clinic
stratification. This meant that each of the four social workers was assigned approximately
equal numbers of subjects from each clinic. The randomization procedure was camed out
in the following manner The principal investigator prepared the randomization schedule |
with the PLAN procedure and the project administrator transferred the schedule from the
computer printout to a record book, with separate sections for each of the 11 chinics  As
interviewers returned questionnaires, they were vetted by the department secretary for last
munute exclusions due to ineligibility, and catalo; .ed, by clinic, in order of arnval at the
office This sequence was matched to the randomization schedule, without a]tcratmr}, by
the project admunistrator Neither she, nor the secretary were permitted any alteration either
to gimval sequence, or to the randomization schedule Lists of subject details were prepared
in batches as they became available for the social workers These lists contained names,
addresses, phone numbers and clinic names The order of names on these lis#s was in the
sequente that intcrvicwxpg had taken place, that is approximately 10 weeks fromx«he first td
the last subject This order was, broadly speaking, the order 1n which sacial workers
contacted families A copy of the list of intervention group subjects was kept by the
secretary in the social work department. She was instructed to monitor all new referrals to
that department (apart from those to study social workers), and to notify the principal
investigaior if a referred patient was a study subject. This procedure was designed to avoid

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

As it happened, this did not occur.
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4. Intervention
Description and schedule: The intervention, namely social support and counselling,
was provided by 4 social workers based at the Montreal Children's Hospital A minimum
intervenuon was defined to ensure uniformity of a basic level of support to all famihes, but
soc\n}al workers were at liberty beyond this minimum to engage in whatever activity they
cc)éhﬁ(icred appropriate and necessary for their clients This included "upward" referral to
psychiatric or psychological personnel, or to community-based health professionals
The cnterna for mnimum intervention were

1. a 6 month period of attachment,

11 2 personal contacts with the child and parent,

(m a home assessment (which could double for one of the personal

contacts),

1v. monthly telephone calls,

v contact with the whole family, including father and other siblings.
Funding was available for two full-uime equivalent positions The decision to hire 4 social

workers on a half-time basis was made to reduce the dependence of observed effects on

individual social workers, and to provide more flexibile working hours

Recruitment and description of social workers: Four social workers (3 females and 1
male) were recruited from the Ville Marie Social Service Agency, the department within the
Quebec Provincial Department of Social Affairs responsible for professional staffing of
hospitals and social welfare agencies 1n the region served by the Montreal Chxldrcn's
Hospital Attempts were made to hire social workers already employed by MCH, but
problems with loss of seniority, overime requirements and lack of suitable applicants
necessitated seeking workers through Ville Marie. Applicants were interviewed by the
heads of Ville Marie and the Department of Social Services at MCH. Selection was based on
the usual requirements for pedaatric social workers These included personal

charactenistics, relevant experience, bilingual proficiency, and formal qualifications. Details
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of the four social workers hired for the study are given in Table 8

Table 8: Social worker characteristics.

Social Worker Age Sex  Qualification Experience
1 40 F Master of Social Work 4yt hospital, institutional
> and private adolescent and

family services.

2 40 M  Bachelor of Social Work lyr private practice.

3 32 F Master of Social Workt 2yr in mental health and
planned parenthood

S T settings

4 31 F Bachelor of Social Work lyr general hosputal,

lyr MCH.

tMaster of Social Work awarded dunng study period.

These social workers were hired for a 9 month period to allow for training and accrual of
their clientele, together with an opportunity to complete records, clinical logs and study
questionnaires relating to wndividual clients following completion of the attachment period.
Tralning: Special training was kept to a minimum. As outlined in Section 5 of the
Introduction, the decision to focus on social workers as the providers of the intervention in
this stady was made because, unlike nonprofessional family counsellors or even public
health nurses, they are already part of the health care system which is broadly responstiste
for the psychosocial needs of children with chronic diseases and their families. Therefore,
after taking account of the specific aims of the intervention under investigation, it was
considered important to replicate as closely as possible the conventional mode of social
worker professional activity.

A two-phase orientation and training schedule began with a 2 hour briefing
period by the principal investigator, project administrator, 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 relating to outcome measures, analysis
and references deleted They were introduced to the notion of the non-categorical approach
to chronic 1llness, and their preventive role was emphasized Primary emphasis was placed
on promoting child self-esteem. Secondly, the importance of fostering a realistic pesception
of personal strengths andws,a}mcsscs, and of creating a better understanding of the true
nature of the disease impact on children, especially the way in which individual patients
mught feel they were perceived by others, was emphasized. This approach was of course
complementary to the specific therapeutic role of dealing with immediate problems.

The parent (especially maternal) role in dealing wath the difficulties of a
chronic 1llness was also a specific focus Developing positive, adaptive patterns of
intra-famuly communication was seen as an important target. So too, was facilitaung
communication with chnic staff, especially in relation to information about the medical
aspects and future implications of t(hc child's condiion Minimizing the economic impact of
the 1illness was specified as a major, practical contribution to be achieved where possible
through the appropnate, resourceful utilization of hospital, community and govemmental
aid.

The second phase of the training penod was supervised by senior social
workers from MCH, and included familiarizing the social workers with the operating
procedures and policies of the hospital service. Medical records for all patients were
studied, summarized and discussed with supervisors by the study social workers prior to
the first contact. v’

Supervision and quality control: A senior MCH departmental social worker acted as
supervisor for the 4 study social workers. She conducted weekly group meetings where
problems with individual clients were discussed, advice sought and progress monitored.
The principal investigator attended most of these meetings for a 15 to 30 minute period in

order to maintain 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 time

Record keeping: Social worker logs consisted of a summary contact sheet (Appendix 5),
designed to assist the social worker in monitoring contacts with clients, and to serve as a
rapid summary of case status should a tclcph;nc or other similar impromptu consultation
occur This sheet also allowed auditing to ensure that subjects had not been neglected with
respect to the mintmum intervention. Social workers also kept a comprehensive set of case
notes, as would be the case in usual practice In addition, a clinical summary of all

important events and final staus was prepared on termination of service

Compliance: The issue of treatment compliance is somewhat more abstract for a social
intervention such as the one under investigation, than 1t is, for example, for a pharmacologic
agent. Identification of subjects who did not receive the prescribed treatment was achieved
through reports by their assigned social workers. The major source of noncompliance was
outright refusal to see the social worker, even after signing the consent form and agreeing to
do so, if randomized to the intervention group. These events were easy to identify and will
be reported in the Results. Since no true placebo could be offered to the control group, an
equivalent estimate of compliance could not be 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 decjded
that a token control stimulus would be administered to compensate for the "aura" ofrthe
extra attention from the hospital associated with the social work intervention. Congideration
of a suitable 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. Specifically, they were told that no social
worker woul& visit them from the research project, but that an interviewer would contact
them again in approximately 1 years' time for a second interview. A trained research

assistant conducted the phone call according to a rigidly 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 (Appendix
7) was sent at the midpoint of the intervention period to all control families. This letter
again 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 circulated to frnends of the hospital, staff etc.) was included as a

token of appreciation

5. Outcome Assessment

The purpose of this study was to evaluate the effectiveness of social
worker-provided support and couselling 1n the treatment and prevention of psychosocial
maladjustment. The primary outcome 1s based upon the child's actual behaviour. as reported
by the parent. Related outcomes include the child's perceived competence, and the
mother'’s psychological state. Measures of the effect of the child's illness on famuly
functioning and the overall social and economuc impact on the family were also considered
relevant and potentially modifiable, either directly or indirectly, through the intervention, as
was the impact on health service utilization.

The choice of paper and pencil measures of the the various constructs
outlined above was guided by the need to use standardized, recognized instruments of
known validity and rehability. This serves the additional purpose of enhancing the utility of
the study results for researchers in other centres, including replication if appropniate. It also
made the study economically feasible, since a comprehensive individual psychiatnc
assessment of 345 subjects and their families twice within a year would be unrealistic, and
probably unnecessary.

The following description of the standardized instruments used in the study
includes a general ouﬂ;nc of the measure, its origin, the construct it addresses, the structure

and content of the questionnaire, subscale structure, scoring procedures and finally

~



Methods 39

psychometric properties. Where possible, test vahidity, specifically content validity,
criterion-referenced properties and discriminant and convergent aspects of construct
validity, will be described. Test reliability, when assessed, will include a discussion of
properties of internal consistency, reproducibility and evidence for observer vanability.
Subsidiary measures, that is measures not directly related to outcome assessment, will also
be described. These relate to assessment of functional status, and the parents’ and social
workers' questionnaires designed to tap subjective perceptions of the intervention
experience.
Child Behaviour Checklist: The Child Behaviour Checklist (CBCL) of Achenbach and
Edelbrock (Achenbach 1978,1979; Achenbach and Edelbrock 1979, 1983) was the
principal outcome measure (Appendix 8). It consists of two parts: the Child Bchavio’:;
Profile which contains behaviour problem scales, and the Social Competence Scales This
measure was empirically derived 1n response to a recognized lack of standardized
procedures for describing 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 within 3 age
groups, namely 4to 5, 6 to 11, 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! (Appendix
8:3-4).

The sum of the raw scoresfrom these 118 items 1s 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 outcome measure for this study. This score can be viewed as

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

1 The items are statements 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 too guilty (item 52);
Unhappy, sad or depressed (item 103)". The parent is asked to respond "Not True ,
Somewhat or Sometimes True , or Very True or Often True ", to each item for their child
".....now or within the past six months".
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abulity represented by total scores on intelligence tests " (Achenbach and Edelbrock 1983:70).

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

Boys Girls
4-Syr 6-11 yr 12-16 yr 4-Syr 6-11 yr 12-16 yr
Aggressive Aggressive Aggressive Aggressive Aggressive  Aggressive
Somatc Somatic Somatc Somatc, Somatc Somatic
Schizod Schuizoid-Anx  Schizoid Schizoid-Anx. Schizoid-Obs. Schizoid
Social withd.  Social withd.  Hostile withd. Social withd.  Social withd. Depressed-Withd.

Depressed Depressed - Depressed Depressed Depressed-Withd.
Delinquent Delinquent Delinquent - Delinquent  Delinquent
- Hyperactive Hyperactive Hyperacuve  Hyperacuve Immature hyper

Factor analysis-denved behaviour problem subscales are also constructed from
the 118 questions Standardized T-scores are generated for each of these subscales Table 9
displays the subscales by age-sex group. Note that only Aggressive, Somaric Complainis,
Schizoid, and Withdrawal subscales exist across all 6 age-sex categories Only 5 (4.2%) of
the 118 behaviour problem 1tems that could specifically refer to a chronic physical illness, or
its symptoms: "Allergy (item 2), Asthma (itgm 4); Bowel movements outside toilet (item 6),
Constipated, doesn’t move bowels (item 49); Weis self during day (item 107)" Since this 1s
a randomized trial, and especially since subjects were stratified by clinic (and therefore
diagnosis) before randomization, these do not represent an 1ssue for confounding.

The Social Competence Scales (Appendix 8.1-2) are constructed from 10 items
relating to questions about the type and level of social and sporting activitics, and hobbies that
the child is engaged in at the time of completnon of the CBCL. They include questions to the

parent about scholastic performance. Standardized T-scores for activities, social and school

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

The CBCL data were entered directly from the questionnaire onto an IBM

1 There is no school subscale for 4-5 year olds.
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personal computer using the entry and scoring program supplied by the authors of the scale
(Achenbach and Edelbrock 1985). This interactive program handles each questionnaire, one
at a time, in 3 separate steps: first, 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 against the first, item by item, and the keyboard operator is
alerted if discrepancies occur, allowing the appropriate correction to be made.

Finally, the verified data are processed in the scoring step of the pmgmm The
output consists of raw scores, and standardized T-scores for the summary results (behaviour
problems, and social competence), as well as for the narrow-band behaviour problem
subscales.

The CBCL was chosen as the principal outcome measure for this study because
of its well-documented and 1mpressive psychometric properties. Its contens validity -
whether the CBCL 1tems represent the domain it intends to measure - 1s evident from perusal
of the 118 behaviour problem items (Appendix 8:3-4), selected on the basis of concemn to both
parents and mental health 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 normative group of
children was randomly selected from the general population. There were significant (P<.001)
differences between demographically-matched referred and nonreferred children on all CBP
scoreg and subscores for all age-sex groups. The cross-validation procedure employed by
Achenbach and Edelbrock (Achenbach and Edelbrock 1983:68) indicated that using the 90th
centile of the summary behaviour problem score as a cut-off, test sensitivity was 76.1% and
specificity 89.1%. For a prior probability of referrable behaviour 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 concurrent assessments on the Connors Parent Questionnaire
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(1973), and the Quay-Peterson Revised 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 obtained between item scores .obtaincd from mothers filling out the CBCL at 1-week
intervals, mothers and fathers filling it out for clinically referred children, and 3 different
interviewers obtaining CBCL's from demographically matched triads of children. Item
stability over 3 months for mothers' ratings of individual items was .84 for behaviour
problems and .97 for social incompetence items. For total behaviour problem and social
competence scores, and for subscale scores, the median 1-week test-retest correlation was .89
for mothers’' ratings. The median correlation between mothers' and fathers' ratings was .66.
As a measure of test sensitivity to change, parent ratings on an inpatient sample showed
significant decreases in behaviour problem scores on most subscales over a 3 month period.
For outpatients, 6- and 18-month treatment periods resulted in significant decreases in
behaviour problem scores for all age-sex groups, and for 6-11 year olds, significant

improvement 1n competence scores.

Child and A)dolescem Adjustment Profile: The Child and Adolescent Adjustment

Profile, or CAAP (Ellsworth 1981), is a 20 item instrument which purports to measure 5
factor-analyzed areas of psychosocial adjustment (Appendix 9). These subscales are labelled
Peer Relations, Dependency, Hostility, Productivity and Withdrawal, with 4 items for each
subscale !. There is no subscale for depression or anxiety 2. The parent completes the
questionnaire, and the reference period is the preceding month. The anchor points for
responses to the 8 questions in the Peer Relations and Productivity sections are: rarely,
sometimes, often , and almost always. For the other 3 subscales, they are never, rarely,
sometimes, and often. The CAAP is a refinement of the PARS 1I Scale, which was a 55 item,

6 factor scale derived from an original pool of 292 items selected from a review of previous

studies, with input from mental health workers (a reflection of consens validity)?.
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Scoring is carried out by the coder on the questionnaire, 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 subscales. Higher scores represent negative characteristics on
Dependency, Hostility and Withdrawal subscales, and positive attributes on Peer Relations
and Productivit; subscales.

The validation sample consisted of 203 normal children and adolescents (3-19
years), 90 individuals referred to mental health centres (assessed before, 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 subscales than all other
groups. The normals did significantly better on all subscales except Hostility. The
posttreatment referred group showed significant improvement (P<.01) on Dependency,
Hosdlity and Withdrawal. Within the normal group, older children scored significantly less
on Dependency, and younger children significantly less on Productivity. This is the only

evidence provided by the authors of the CAAP for construct validity. Internal consistency

a-cocfﬁcilents ranged from .8 to .9 for the 5 subscales. Test-retest reliability (one week
interval) resulted in correlation coefficients of between .8 and.9 (not adjusatcd for attenuation).
The authors of the CAAP have not provided evidence upon which to justify using cut-off
points to classify adjustment vs. maladjustment. 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 All items are in the form of questions; e.g. "During past month, has he/she ....Jaughed and
smiled easily? (item 4); Become discouraged when attempsed something on own? (item 6);
Picked quarrels with others? (item 11); Made full use of abilities? (item 15), Appeared
indifferent and uninserested in things? (item 19)".

2 Reduction to 20 items was undertaken using the following criteria: (1) sensitivity of items to
pre- and posttreatment differences on youngsters referred to mental health centres, (2) item
sensitivity to group differences (normals vs. delinquents vs. children referred to 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 II Scale, and
therefore also from the CAAP (Ellsworth 1981:2). The anxiety-depression factor did not hold
up across all age-sex groups, and its omission represents a serious drawback for the use of
this scale as a comprehensive measure of child behavior.

r
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cormresponds to 1 standardized standard deviation below the standardized mean. This i;
equivalent to raw scores of approximately: < 11 (Peer Relations), >12 (Dependency), > 12
(Hostility ), < 9 (Productivity), and >9 (Withdrawal). Misclassification rates based on these
cutoffs are unknown. »
Perceived Competence scales: Sclf-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 well worked out, and this is at
least partly attributable to problems with measurement. The Perceived Competence (PC)
scales developed by Ha'ncr (Harter 1982, 1983, Harter and Pike 1984) recognize that the
assumption of Coopersmith (1967) and others that children do not make distinctions among
domains in their lives such as cognitive competencies, physical skills, popularity, physical
characteristics and acceptance by parent, is open to serious question. Harter proposed that
children possess a general sense of self-worth or self-esteem over and above specific
self-evaluative judgements within specific life domains. This global self-evaluation 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
scales were used in this study. The Pictorial Scale of Perceived Competence and Social
Acceptance for young children (Harter and Pike 1984) was used for children who were aged
4 to 6 years at the time of baseline assessment (Appendix 11). 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 preschool-kindergarten version, and a grade 1-2 version, the minor
differences relating mainly to 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 Maternal Acceptance. There is no self-worth subscale
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for this measure, since theoretical and empirical evidence indicated that younger children are
probably not capable of making judgements 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 ;crocived
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 revision (Harter 1983), the Self-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 measures use the "structure alternative
format", but are not accompanied by pictorial representations of the items. The subject reads
and marks his or her copy of the questionnaire, while the interviewer reads the questions
aloud to the subject. The PC (Harter 1982) scale co’ntains 28 itemns, with 4 subscales of 7
items each, which are scored in the same way as the pictorial version (Appendix 12). The
subscale titles are Cognitive Competence, Social Competence, PhysicaI;Compctcnoc and
General Self-esteem. The revised Self-Perception Profile for Children (Harter 1983) has 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 Appcaranéc, 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 validated for administration by an interviewer
who is prcs;:m during administration (¢ither individually, or in a group). Since this was the

only measure to be completed by the child in this study, a difficult situation presented itself

1 From a handbook of paired pictorial representations of dual statements, the interviewer
reads to the child: "This girl has lots of friends to play with. (points to figure). This girl
doesn't have very many friends to play with (points to figure). I want you to tell me which
of these girls is the most like (child's name)". If the child nominated the latter, she is then

asked, "Do you have a few, or hardly any friends?" (item 2).




Methods 46

during the design phase. The presence of school-aged children at the interview in the home
necessitated restricting home visits to evenings or weekends. In addition, the baseline
measurement was scheduled to take place in the Fall and Winter, and the funding for the
study could not be delayed Following successful field trials, it was decided, therefore, to
administer these instruments over the tcleplidne subsequent to the home interview.
Procedures were designed to facilitate this with the interviewer reading the statements of the
scales to 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 each proposition. A detailed description of the procedures
i—nvolved, and the results of factor analyses and internal consistency analysis of the baseline
results on the telephone administered measures is given in Appendix 14. Tiwsc analyses
showed that Harter's factor structure and reliabilities were reasonably well replicated, and it
was concluded that telephone adtinistration did not interfere with the tapping of specified
domains as outlined in the origin/al descriptions of the measure.

Validation of a perceived self-competence mea:ure 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 z;sscssmcnts or
subject characteristics that reflected aspects of perceived competence. For the Pictorial Scale
of Perceived Competence and Social Acceptance for young children, 91 subjects were asked
about speci;"lc cognitive and physical skills and why they felt they were competent or not
co}npgztcnt 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 at kindergarten and school, and lower scores on physical competence

”

for children who had been preterm infants. Published internal consistency a—coefficients

varied from .52 to .85.

-
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Assessments of validity for the PC scale in older children has been far more
extensive (Harter 1982). Evidence from over 2,700 assessments is summanzed in Table 10,
which documents high internal consistency and test-retest reliability for all subscales,
together with the evidence for construct validity For the revised version 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 analysis with Promax
b

rotation, and a sixth General Self-worth factor based on theoretical considerations Subscale
N

internal consistency @-coefficients ranged from .75 to 84 in her sample of 748 Grade 6 and
7 chuldren. There are no published data at this time to provide evidence for construct validity
of this revision

Malaise Inventory: The sc-called "Malaise Inventory” is a 24 item! self-admunistered scale
onginally used in the Isle of Wight Survey in the 1960's (Rutter, Tizzard and Whitmore
1970; Appendix 15) It was denved from the Comnell Medical Index (Brodman er al 1949),
with fourteen of the twenty-four questions being taken directly from 1t These and the 10
new items were chc;scn by Rutter and Graham "to sample, 1n a small number of questions
using simple language, the different types of emotional disturbance commonly seen 1n
adults." (Rutter, Tizard and Whitmore 1970.339;.

' For the baseline, assessment mothers were not specifically directed to a
reference penod beyond the content of the question itself (often, most of the time, etc)
However, at the second measurement, they were asked to answer these questions only in
l*clado;1 to the preceding 6 months. Unfortunately, documentation of psychometric
properties of this scale is meagre. The Isle of Wight study reported that mothers of children
without problems scored significantly lower than mothers of children with physical or

1 Eachitemisa short question to which the respondent replies by circling either ‘yes” or 'no”.
The items mainly reflect somatic symptoms and accompaniments of depression; e.g. "Do you
feel tired most of the time?"” (item 2); Do you usually wake unnecessarily early in the
morning?"” "Have you ever had a nervous breakdown?" (item 24).
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Table 10 Pecrceived Competence Scale for children: test properties.

Domain Internal Consistency Test-Retest Construct Validity
Coefficient a Reliability*  Convergence Discnmunation
Cognitive 75- 83 78 Teacher-Subject. Leamning disabled
Competence r=.4 children had
Age trend by year significantly
r=.28,.32, 5,.55 lower scores

lowa Test of Basic Skillls
r=.217, 4, 45, 45

Social 75- 84 75, 8 Roster & Ranng Scale § Athleuc 6t graders
Competence r=.59 significantly higher
scorers than

nonathleuc pupils

Physical 77- 86 8, 87 Gym Teacher Raungs Athlefic 6t graders
Competence re.62 significantly higher
scorers than

nonathletic pupils

General 73-82 69 Highest intercorrelations -
Self- with other subscales
Esteemn r=.4-58

"denved from Harter, 1982

*Carrected for attenuation i
§Ronascher, 1974. On this measure, each child 1s given a class roster and 1s asked to rate

each classmate as to how good a fnend that person 1s on a scale of 1 to 5. Each child’s

sociometric score 1s the average of all peer ratings.

psychiatric disorders A test-retest measure of reliability (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 to differentiate "moderately well between parénts
with and without psychiatric disorder (as determined from information obtained at
interview)." Scores of 6, 7 or 8 and greater have been advocated as meaningful to represent
"above average disturbance” (Rutter, Tizzard and Whitmore 1970; Burden 1978, 1980, Pless
1986), but there is no published cvidt;ncc to assess misclassification 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
be desired, in the absence of a thorough documentation of its properties. Nevertheless, its
content validity, brevity, and rudimentary support for criterion-related validity was enough
to sustain its retention in this study, though demanding caution 1n the interpretation of
results. ‘

Family function measure: There is, as yet, no adequate measure of family function
(Walker and Crocker 1987). For the purposes of this study, the Family Functioning Index
(FFI) of Pless (Pless and Satterwhate 1973) was used as the basis for an attempted new 7
item scale! relating to this domain (Appendix 16) Scoring of 2,1 and O for each item results
in a maximum score of 14 which reflects the best poséiblc level of family function on this
measure. Single parents score O for the last 2 items, the inherent assumption being made that

-

the absence of a partner reflects a disadvantage in this domain.
In;pact on Family 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 families (Stein and Reissman 1980), and the othcr' based on data from a
sample ((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. Statemnents are read by the interviewer to the parent

who responds on a Likert scale of "Strongly agree, agree, disagree, or strongly disagree” for

TThere are 5 items which relate to farmily life in general, eg. "Would you say, all in all, that
your family is happier than most others 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 spouse/cohabitant relationships, eg.
"Do you feel that the relationship you have with....... (name) is better than most, about the
same, or worse than most other couples have with each other?" (item 6).
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each item. The score of 4 1s given to the response which reflects most impact, so that the
maximum Total Impact score is 96.

Content validity in this scale was sought by choosing items from a pool
generated from qualitative data in patient interviews, literature reviews and contributions
from clinicians experienced in the total care of children wath chronic illnesses The factor
analysis produced a factor pattem consistent with the hypothesized relationships within the

various sub domains of this construct. Intemnal consistency a-coefficients vaned from 60
(Mastery) to .86 (Familial /Social) for the subscales, and was 88 for Total Impact Further
validation has been camed out on the second version of this scale only (Stein and Jessop
1985) Total Impact scores were positively correlated with low education, low famuly
income, the presence of welfare, mothers' perception that the child 1s difficult to care f{

)

poor functional status of the child, hospitalizations, other health care utilization, school |

absence and many other measures provided convergent evidence for construct vahidity

Parent questionnaire: This questionnaire (Appendix 18) was specifically designed for the

postintervention assessment of parents' experiences 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 harm attributable to the social work 1n relation

to the child, the parent and the family as a whole. Parents were also asked about specific

attnbutes of the social worker, including knowledge of the child's illness (and whether this
v

was important to them), empathy, perception of problems, resourcefulness and counselling

L.

skills.

-

Soclal 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, maternal 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 interverjon. There were 20 items, all requiring catcgoric;;’
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responses.
Service utilization: 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 preceding 6 month period.
Subsidiary measures: 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 real, but masked by a
lack of effect in the balance of the group. Significant interactions between treatment and
subgroup characteristics provide clues for the testing of future hypotheses (Simon 1982)
a. socioeconomic status: 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 1s
generated from information about maternal level of schooling, and occupation of
the head of the household. Years of maternal 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

sum of these 2 numbers gives the Green SES score according to this formula:
0.7 (maternal education) + 0.4 (occupation of household head) = Green score.

For the purposes of this study, the Green score was categorized arbitrarily to

less than SO (lowest SES), 50 - 59 (low

broadly represent 4 SES groups: sco
SES), 60 - 69 (high SES), and 70"and above (highest SES).

b. functional status: The possible non-linear relationship of functional status

)
to psychosocial morbidity was distussed in the Introduction. The 18 items that

had been resolved under the the tjtle "General Health" in the Functional Status II




Methods 52

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
affumativc,ﬂmc interviewer asks "Was this due to0 iliness?” . Examples include
"Eat well? (uern 1); Seern lively and energeric?; and Parucipate in hard exercise or
play?" (item 15). Scores are only assigned 1f the behaviour 1s attnbuted to illness -
one for "some of the time", and zero or two for "never or rarely, or almost
always"” depending on the question. A high score reflects dysfunction.
For the purposes of categonical analysis, scores were grouped 1nto 4 categones. no
dysfunction (0), muld dysfunction (1-2), moderate dysfunction (3-4), and "severe"
dysfunction (2 5)

Procedures:

a. translation and pretesting of measures: All measures were admimistered in French

and English by bilmgual\mtcmcwcrs. The CBCL h&d been previously translated and

successfully used in other Quebec studies (Heller er al. 1985). Professional translators,

experienced in the health field, were hired to translate all measures After resolution of

problems with occasional difficulties in expression, these translated measures were back

translated into English by another éxperienced translator. Pretesting was carried out on a

number of parents of hospitalized children, and children not connected with the study. These

included normal children and children 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, sensitivity and reliability.
G;oup training sessions were conducted by the principal investigator and project
administrator. These included role-played interviews and question-answer sessions.

Interviewers were monitored closely by the project administrator, including documenting

duration of interview and frequent personal and telephone audits of progress and difficultics.
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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 Time 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 1ssues with the parent
or child until all measures were completed. To facilitate this, the demographic questions and
the parent social worker questionnaire were admunistered last. Each interviewer's package
contained a sealed envelope in addition to the standard questionnaire. The parent social
worker questionnaire, or the shorter token questionnaire for control subjects, with balancing
sheets of blank paper resided in this envelope, and 1t was not unsealed until all other
measures had been completed.

c. coder training and data quality control: As described above, the scoring procedure

on the main outcome measure, the CBCL, involves a vén'ﬁcation phase at data entry to
ensure accuracy at this level. Since the scoring of the CBCL itself is performed by an
author-supplied personal computer program, adequate quality control was maintained.
Manual coding and data entry was carried out with all 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 scale, family function
measure and Perceived Competence scales were audited at the rate of 15-20% of
questionnaires and entered data (basedon a 1in 5to 1 in 7 systematic sample). The paucity
of important errors made further auditing unnecessary. The parent social worker, and social
worker questionnaires were audited in a similar manner. Templates were used for all coding
activities, where relevant.

Scheduling the Time 2 measurement (posttest): Timing of a posttest usually

depends upon the anticipated temporal pattern of the subjects’ response to intervention. The
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central issues are time to effect, and duration of effect. Effects may be immediate, or delayed
(latent), and temporary or enduring. In behavioral research, the decision is frequently
complicated by the necessity for a retrospective reference period for reported behaviors
which, in the case of the CBCL, is 6 months. Furthermore, the complex behavioral effects
of an intervention may be difficult to predict, both in terms of qualitative aspects, as well as
their timing. Such was the case with the present sktudy, and the choice of a 4 month delay
from intervention to posttest (10 months from Time 1) reflected these uncertainties. In
addition, the more practical problem of subject attntion militated against a second
measurement during the harsh Canadian winter, and since funding constraints meant that the
baseline interviews 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
compromuse in the absence of a compelling argument to the contrary The choice of a 4
month delay also allowed a short period for the emergence of possible latent effects, and for
insignificant transient effects to subside. Inability to detect these effects was not a high price

to pay, given the essentially pragmatic nature of this investigation.

6. Analysis

Three approaches to the analysis of results were followed. Simple
comparisons of proportions on relevant outcomes measured at Time 2 was the first and most
basic approach. Second, the conceptualization and development of rates which captured
specific information about both therapeutic and preventive aspects of the intervention led to a

" more informative comparison between intervention and control groups. Third, taking

advantage of all the information contained in continuous 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 all subjects who were randomized, and for whom data were available. The

secondary analysis indicates a restricted analysis of those intervention group subjects who

» were not discovered to be ineligible following randomization, and who actually received the



&

Methods 55

social work intervention. Because of the very real nisk of differential susceptibility to
postrandomization exclusion from the analysis between intervention (where surveillance is
more intense), and control subjects, this type of analysis is especially subject to selection bias
(Petoeral 1976, L977).

Comparison of simple proportions: Categorization of scores on the principal outcome

measure, the CBCL, 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 < 63).
Similar dichotomies on the other relevant outcome measures were also used for children
(CAAP) and mothers (Malaise Inventory). In order to increase the power of the analysis, the
stratified randomization was taken account of in the analysis (Green and Byar 1978). The
stratifying varnable (clinic) formed the strata for the analysis. This analysis was camed out

using the Mantel-Haenszel statistic (Mantel and Haenszel 1959), which is based on a series

of 2 x 2 tables of this general form are constructed:

2 x 2 table for the i * stratum
Response

Maladjusted Normal

Intervention a, b; a; +b;
Control G d; ¢; +d;
Total a, + Ci b" + d" Ni

Within the i ® stratum, the rates a;/ (a; +b;)andc; /(c; +d; ) are compared. The Mantcl-

Haenszel method uses & variance-weighted stramm-spccif;c average of rates to calculate a

statistic with 1 degree of freedom to test the null hypothesis of no difference between overall
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intervention and control proportions (or rates). This statistic is calculated from the following

expression, for k strata:

XM = (IZa, - Z(a,+c,Xa +b,)| - 0.5)?

N

A
S—

TX,_, (@, +c,)b,+d Xa, +b Xc,+d )/ NN, -1)]

These analyses were carmed out using the SAS FREQ procedure (SAS Institute 1985).

-

Transition rates: The use of simple proportions on outcome measures at Time 2 ignores
chance-associated inequalities 1n these proportions at baseline It also fails to capture the
bidirectional "flux" (simultaneous improvement and deterioration that may represent
therapeutic and preventive aspects of the intervention, respectively) that may occur and be
concealed by an overall measure. ‘

Positive transition rates (PTR) were defined as those individuals classified as
abnormal (on respective outcome measures) at baseline who are classified as normal on the
basis of Time 2 scores on the same measure, expressed as a proportion of all those abnormal
at baseline on that measure. This represents a “cure” rate, and is a marker for the social
workers' therapeutic efficacy. This rate controls f;)r differing baseline prevalence of
abnormal scores between intérvention and control groups. It too was adjusted for
stratification in the Mantel-Haenszel procedure, as described above.

The negative transition rate (NTR) corresponds to those subjects, normal at

ba;clinc, who became abnormal at Time 2, as a proportion of all those normal at baseline.

This is a form of "lapse" rate, or marker for social worker preventive efficacy!. These rates

I' Strictly speaking, the complement of the negative transition rate (1 - NTR) is the marker of l
efficacy.
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were expressed both as proportions in intervention versus control groups, and as risk ratios,
with the control group as the denominator. Apprépﬁatc confidence intervals were

constructed around both the differences in proportions, and the risk ratio (or relative risk)

estimates (Katz 1978). SAS calculates the 100 (1-at) % confidence interval for the risk ratio
(RR) as: —_
[(RR.exp(-Z.VV), RR.exp(Z.NV)]

_ where: Z=100(1-as2) percent point of the Normal (Z) distribution,
V=variance(In RR).

Outcomes as continuous measures: To achieve the main goal of clinical trial design,
equal susceptibility of the comparison groups to the intervention (Feinstein 1985),
randomized group assignment is employed. Even if randomization is used, however, all of
the prognostic factors may not be perfectly balanced, particularly in smaller studies (Rothman
1977; Lavori er 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 inithe 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 means,
are not) and (b) the treatment affects means, not the slope of the regression line of posttest on
pretest or the variance of the conditional distribution of posttest given pretest (Laird 1983).
In order to simultaneously test the two distinct null hypotheses that (a) individual
comparison groups do not change (no change wirhin each comparison group between Time

1and Time 2),} and (b) there is no difference in change between comparison groups (no

" treatment effect), Laird (1983) proposed regressing the gain score on the pretest score. The

gain score is the difference between posttest aﬁd pretest scores. Since the SAS package

routinely provides output for ANCOVA in the GLM procedure for ¢ tests of both these null
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hypotheses, this approach was used. Laird (1983) has shown that ANCOVA on the gain
score and posttest scores are algebraicly equivalent.

Other covanates adjusted for using this manoeuvre included the stratifyings
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

5

?Y =B+ B, X+B,Z+B,K+B,XZ+ ¢

where:

Y = Gain score (posttest - pretest)

X = Pretest score

Z = Design variable for assignment group

K = Other covariate(s)
1

and, €=error.

The critical assumption for ANCOV A is that of parallelism (Kleinbaum and Kupper 1978),

or that B 4= 0 which was checked for in all models tested. Regression assumptions relate to

normality 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 parts. Part A describes the study population, baseline
characteristics of patients and their parents, and results on the baseline ures in relation 1
comparability of interveuntion and control groups, together with a dexFription of the dcgree of
maladjustment that exists in the study population based on published )gference or norm
values. Part B details the Time 2 results on each of the outcome measures. Part C contains
results pertaining to parents’ perceptions of the intervention experience, documenzation of the
intervention, and social workers' perceptions of their own effectiveness. Because of the_
amount of data generated by this study, detailed resuits of most sub-group analyses have
been prended (Appendix 32). Part D consists of a summary of all results.

\

PART A

1. Subjects

ineligible su‘bjects: A total of 615 sucrﬁcts were contacted by mail following preliminary
eligibility screening, and 141 of these £23%) were excluded on closer questioning for
reasons set out in Table 11. Of these{ineligible subjects, 25 (18%) were rejected because of
prior or current psychosocial assistance. This represents 5% of all otherwise eligible
subjects, and indicates that a very small proportion which could be considered to be

}

amenable to intervention was excluded at this stage. Because of their inaccessibility, it is

also unlikely that the 50 untraceable subjects were significant users of psychosocial services.

refusing subjects: Of the remaining 474 eligible families, 129 (27%) refused to
participate in the study (Figure 3). The principal reason was unwillingness to accc;;:ocial
work assistance (Table 12). The total number of nonparticipating eligible subjects who Quld
be considered members of thg true sampling frame is ther;fom 154 (25 + 129], or31% of
the 499 [474 + 25] subjects eligible on all criteria except recent psychosocial support. In
other words, 70% of the original sampling frame participated in the study.

Data were obtained on the demographic characteristics of consenting and
mjggigg subjects (Table 13), and the only noticeable difference was the higher proportion of
English-speaking families among the refusers (62% versus 49%). Refusal rates varied from

16% to 40% in the clinics from which subjects were recruited (Table 14), the high rate in the
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Table 11 Reasons for ineligibility.

Reason N %
Language - no French or English 39 277
Prior or current psychosocial assistance 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 time 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. Demographic characteristics in eligible subjects.
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Consented Refused
Age (years) 9.7(SD3.2) 10.6 (SD 3.3)
Sex (males) 54% 53%
Language (English) 49% 62%
Socioeconomic status (Green score) 58.5 (SD 9.6) 56.7 (§D 9.6)
N 345 (72.8%) 129 (27.2%)

Table 14. Consenting and refusing subjects by clinics.

Clinic Consented Refused 9oRefusal
Arthritis 20 6 23
Asthma 70 25 26
Cardiology 18 12 40
Cerebral palsy 6 2 25
Cleft lip/palate 20 5 25
Diabetes 64 29 31
Hearing 51 18 26
Renal 39 17 30
Respiratory 21 8 28
Sickle disease 21 4 16
Spina bifida 15 3 17
¥
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cardiology clinic being attributed to their recent involvement in other research projects.
randomized subjects: 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 following elecuve cardiac surgery . Another boy
returned with his mother to Portugal for an indefinite period. One control group subject failed
to complete both pages of the Child Behavior Profile Complete pretest-posttest assessments
exist for 173 intervention and 169 control subjects on this measure (99.1% follow-up).
level of analysis: The primary analysis refers to the oytcome on the Child Behavior Profile
for these 342 subjects. Secondary analysis (Figure 3) applies to subjects who actually
received socia: work assistance. Nineteen subjects assigned to intervention (11% of 173)
failed toreceive it: the parents of fourteen refused to see the social worker even after giving
written consent at the baseline interview, four others were discovered to be ineligible after
scrutiny of the initial, detailed social worker assessment - three because of formerly
undisclosed ongoing psychosocial assistance and one because of absence of a true chronic
illness. Finally, one subject randomized to intervention was inadvertently ascribed control
status as a result of clerical error. Table 15 shows that these nineteen subjects were more
likely to be boys, with mild or no physical disability,and to have s&/;tcnﬁc disorders such as
diabetes, renal problems, or sickle cell disease. They were also more likely to have been

maladjusted on the CBCL at baseline and to have been assigned to social worker A,

2. Baseline characteristics

comparability: Patient and family demographic characteristics, togcﬁlcr with clinical details
(illness duration, age at diagnosis, functional status), are depicted in Table 16. Specific
medical diagnoses are documented in Appendices 21-31b. These data illustrate how the
randomization process yielded comparable comparison 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 mcanixlglcss (Rothman 1977,

Friedman, Furberg, and deMets 1985), but it is informative to note that
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Table 15: Intervention group subjects - contrast between those who received
social worker assistance and those who did not.

Received Assistance Did Not Receive Assistance
% (N=154) % (N=19)

Sex (male) 55.2 68.4
Functional impairment*

none or mild 83.7 94.8

moderate to severe 16.3 5.2
Socioeconomic status

Green score 59 70.0 473 ;

Green score 2 60 30.0 52.7 *
Diagnostic classt

systemic 344 526

cardiorespiratory 33.1 21.1

sensory ¢ 14.3 15.8

motor 11.7 10.5

cosmetic 6.5 0
Social Worker

A 24.7 316

B’ 25.3 15.8

C 240 26.3

D 26.0 26.3
Maladjusted on CBCL¥ 15.6 21.1

*from functional status instrument.

tsystemic=diabetes, renal, sickle cell disease; cardiorespiratory=asthma, respiratory, cardiology;
sensoryshearing impaired; motor=cerebral palsy, spina bifida, arthritis; cosmetic=cleft lip/palate.
¥CBCL Summary Behavior Problem T-score.

-
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Table 16: Baseline charactenstics of patients and parents

7 -

Charactenstic Intervention Control

N 173 170

Age 9.6 (3.5) 9.7(3.1)
Sex (males) 57% 50%
Birth order (1st. born) 50% 48%
Canadian birth 94% 96%
Illness duration (years) 59@G.7 ‘ 6.1(3.5)
Age at diagnosis 3.7(3.7) . 36(3.4)
Functional impairment*

- none 69% 71%

- mild \ 15% 15%

- moderate 5% 4%

- severe 11% 10%
Language (English) 42% . 55%
Socioeconomic statust 57.8 (9.7) o 592(9.5)
Single parent 13% 15%
Working mother 43% 49%
Matemal age 37.3(5.5) 37.1(5.8)
Maternal education (years 11.4 (3.3) 12.0(3.0)
Spouse age 40.5 (6.8) 409 (7.2)
Spouse education ) 12.6 (4.0) 12.6 (3.8)

Values are means (D) and proportions. * From functional status measure.

t Based on a 2-factoGreen score (Green 1970). .
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there is a higher proportion of English-speaking families in the control group (55% versus
42%) and a slightly greater number of males in the interntion group (57% versus 50%).
The tables of medical diagnoses (Appendices 21-31b) reveal no major imbalance within clinics
on disease severity, insofar as this can be inferred from the diagnostic label or type of
associated medical morbidity.

3. Baseline measures

comparability: Since this study uses a pretest-posttest design, comparability at baseline on
the pretest measures is of some importance, even though statistical control of any chance
associated imbalance between comparison groups is used to eliminate the residual
confounding. Once again, stochastic testing is irrelevant at this :c)tagc. On the child behavior
measures (CBCL and CAAP), there is good balance on all scales and subscales (Table 17).

With regard to the CAAP (Table 18), t?lc 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 assignment groups on all 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 family measures (Table 20).

Median and mean parent-reported occasicns of health service utilization in the
6-month period prior to baseline assessment are depicted in Table 21. The intervention group
experienced a higher median number of MCH doctor vists in this period compared to control
subjects (1.83 versus 1.48) and a similarly higher median number of hospital admissions
(0.09 versus 0.07). '

Assessment of the internal consistency of the novel 7-item family function

measure revealed a-coefficients of .53 (Time 1) and .61 (Time 2), indicating unacceptable
intratest reliability for this scale and therefore necessitating its removal from consideration.

I
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Table 17. Child Behavior Checklist. baseline means (SD).

Scale Intervention Control

Major scales: ;
Behavior Problems 55.0(9.8) 55.6(9.5)
Socializing 429 (8.5) 423 (8.9)
Activities 45.8 (8.2) 45.5(8.9)
Scholastict 46.3 (8.8) 46.4 (9.4)
Narrow band subscales:

Delinquent 583@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) 60.7 (6.9)
Withdrawn 59.6 (6.1) 60.3(62)
Depressed 58.9(5.7) . 58.6(5.2)

NOTE: CBCL norms are standardized to mean=50, SD=~10.
tN=144 ntervention & 154 control subject; in the school age range.

Table 18: Child and Adolescent Adjustment Profile: baseline means (SD).

Scale Intervention Control Reference
Peer relations 13.7(2.4) 13.7(2.3) 13.2
Dependency 9.0(3.0) 9.0(2.9) 10.0
Hostility 8.7(12.7) 8.7 (3.0) 96 .
Productivity 13.0(2.9) 13.0 (3.0) 11.7

Withdrawal 6.6(2.7) 6.7 (2.8) 7.2
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Table 19: Perceived Competence scales baseline means (SD).
Age group Subscale Inzervention Control Norms 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)
Maternal 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 3.30.77) 3.1 (0.61) 2.8 (0.65)
Physical 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 Narms are sample size weighted averages of values published by Harter and colleagues (Harter 1982; Harter
1983; Harter and Pike 1984).

)

Table 20: Malaise Inventory and Impact on Family Scale baseline means (SD).

Scale Inservention Control CPD norms
Malaise Inventory 1 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)
-Strai;l 13.0(3.74) 12.8 (3.76) 16.6 (3.50)
8.8(2.21) 8.8(2.27) 10.0 (1.98)

-Mastery

* N=173, 170 for intervention and contro! groups respectively. CPD = chronic physical disorders.

1t N=173, 169.

** gee text for discussion. -




Results 69

Table 21: Parent-reported health service utilization: Baseline medians and
means (SD) for occasions of service in preceding 6 months.

Service Intervennion Conurol
Median Mean (SD) Median Mean (SD)

Visits to MCH doctors 1.83 2.5 (3.44) 1.48 2.3 (3:53)

Other doctor visits 0.17 1.3 (5.49) 0.17 0.7 (2.21)

Hospital admissions 0.09 0.2 (0.55) 0.07 0.2 (0.44)
) ,

—

With respect to the CBCL and the CAAP, similarity in mean scores for comparison groups )
did not ensure identical distributions of scores across c:ch group. This important point is
illustrated 1n Table 22, where, despite close proximity in mean values for both the child
behavior measures, there is a striking disparity in the proportion classified as maladjusted (on
the CBCL Behavior Problem Scale and CA AP 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{scorcd higher
than Controls (N=41). These discrepancies have obvious implications for the interpretation
of proportions of maladjusted subjects at Time 2. ‘ "

Ie;el of morbidity: The group means on the CBCL Behavior Problem Summary T-score
are approxirﬁatcly one-half a standard deviation above the the general population reference
mean of 50 (Table 17). On themarrow-band behavior problem subscales, the difference is
between 0.8-0.9 standard deviations. 'I:hc Social Competence Scales reveal a less dramatic
group deviation from the norm. The Socmhzmg 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 deviations below the reference norms. All these results on the CBCL are in the
direction of greater maladjustment.

The CAAP reference means (Table 18), based on a very small sample (SD's are
not available), give a different picture. On all subscales the study group means are better

than reference values. This is puzzling and calls into question the nature of the reference
]

population used in the developmgnt of this scale.

QOn the Pigﬁorial Sc4le of Perceived Competence and Social Acceptance (4-6 year
olds), study subjccts'scorcd beloy norm reference means on all subscales by amounts
varying between 0.93 (Cognitive fompetence) and 0.24 (Maternal Acceptance) norm
standard deviations (Table 19). Inspection of the mean values reveals that study subjects
scored better than norms on Cognitive Competence ( by 0.23 norm SD's), Social
Competence (by 0.55 norm SD's), and General Self-esteem ( by 0.37 norm SD's). 'Ie‘hcy
did slightly worse on Physical Competence (by 0.13 norm SD's). Group means were
identical on Athletic Competence.

Rutter, Tizard, and Whitmore (1970) report mean Malaise Inventory scores for
healthy mothers of childr::n with chronic illnesses to be 3.4, and for healthy mothers of
children with psychiatric disorders to be 4.8, indicating the greater proximity of both
intervention and control group mothers’ scores to those of the latter reference group (Table
20). }

Baseline scores on the Impact on Family Scale Table 20) are strikingly lower
(ie. bctir) than the published values from families of children with chronic illness in the

" New York City area (Stein and Reissman 1980), possibly reflecting large socioeconomic

differences between the Montreal and New York populations.
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Table 22: Bascline measures - percent abnormal in intervention and

control groups.

Measure
%

(N=173)

Intervention

Control

%
(N=170)

CBCL Behavior Problem 16.2

Summary T-score
CAAP
Peer relations 9.3
Dependency 11.0
Hostility 12.7
Productivity 9.0¢
Withdrawal 17.3
Malaise Inventory 18.5

2431

Y

10.0
11.2
21.91 .
12.5%
18.91

18.3

*N=167, IN=169, §N=168.
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Part B Overview

The findings on the CBCL indicated that on the Behavior Problem Scale, there
were no significant differences between intervention and control groups in the Time 2
prevalence of maladjustment, positive transition rates, negative transition rates or adjusted
Time 2 scores. Similar results were obtained on the Social Competence Scales (Acivities,

Socializing and Scholastic subscales), and on the narrow band behavior problem subscales.

On the CAAP, there was a significant difference on only one subscale - intervention
subjects scored significantly better on the Hostility subscale at Time 2. However,
prevalences and trapsition ratesﬁwere not significantly different on any subscale.

' -
Results on the Perceived Competence Scales did not reveal any evidence for

enhanced self-esteem in intervention subjects.

Maternal psycholcinglc Sfunction was no better for intervention mothers, to the extent
that it was reflected by maladjustmens prevalence, transition rates and adjusted Time 2
scores on the Malaise Inventory. Similarly, there was no significant difference in Impact on

Family adjusted Time 2 scores, nor was there a significant difference in reported health

service utilizartion.
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PART B

4. The Child Behavior Checklist

prevalence and transitions: The prevalence of maladjustment on the principal out;:omc
measure, together with 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 fell 12% (from 24.1%to 21.2% - risk
ratio (RR) 0.87; P=.51; 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 superior-positive 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 these 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 gain scores
(Time 2 minus Time 1 scores) for pretest scores, the stratifying’ variable, clinic, 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 improvement for both assignment
groups between Time 1 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
scores, and it is $ppa{cnt from either crude or adjusted Time 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 been missed by chance (95%
2-tailed confidence interval -2.1, 1.7). Gain scores were also analyzed by classifying

e
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Table 23. Child Behavior Checklist Behavior Problem Summary T-score proportions

maladjusted and ransition rates

Intervennon Control 95% Confidence
% N % N RR* himits for RR P
Baseline 162 173 241 170 - -
Time 2 185 173 212 170 087 057,133 51
Positive transition 429 28 34 ] 4] 124 062,245 55
Negative transiion 11.0 145 71 126 148 069,315 32

*RR 15 the Mantel-Haenszel esamate of the nsk rabo (intervention relatve to control) adjusted for the

straufying vanable, chnic. Confidence limit estimates are test-based

Table 24: Child Behavior Checklist results on major scales

Scale Intervention Control Diffcrence¥

Crude Adjusted Adjusted Pt Crude Adjusied Adjusicd Pt 95%Cl* pe
Time2 Time2 Gan : Time 2 Time2 Gain

Summary 545 5$5.1§ 04 55 556 553 02 73 21,17 86

Behavior 0.77 067) | (073) (067) 1

Problems

Actlvlities 459 4608 03 65 446 441 -13 11 05139 14

. (0 68) (076) | (072) (081) w
D

Socislizing 431 419 08 31 432 42 5% 02 81 27,158 58
67y (078) W ©Ty OMT W

Scholastic 46.4 47.2% 08 30 463 ‘35 7 017 1n 06,36 16

0.71) (0 74) |

©071) (076) W

¥refers o contrast between intervention and control groups §indicates group with superior outcgme
I =~ improvement, W « worsening 1o scores from Time 1 to Time 2 P-valucs are 2-taled and based on ANCOV A
1H, Gain « 0. Gain score is Time 2 score minus Tume 1 score within that group on that measure

*95% 2-tailed confidence limits, snd P-values for H;: Intervention mean = Contro} mean Vajues are means (SE)

—
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Table 25: Change on CBCL Behavior Problem
scores between Time 1 and Time 2.
Change Intervention Comrol .
Improved or Same 128 133
74.0% 78.7%
Detenoration 45 36
26.0% 21.3%
Total 173 169
Improved or same refers to gain scores < 0.5 SD'(5 points)
Deterioration if gun score 20 5 SD xz =0.81,P=37
Table 26: CBCL narrow band behavior problem subscales.
Subscale Intervention * Comtrol
Time 2 Gain Time 2 Gain P
Delinquent 587(0.35)§ 0.0 59.0 (0.35) 01 75
N 163 162
‘' Aggressive 583(0.36% 0.2 586(036) 01 .73
N 173 169
Hyperactive 590(0.44) - -04 58.8 (0.43)§ -0.6 67
N 158 163
—8ehizoid 59.0(0.41) 08 582 (041§ -1.7* . .08
I\g 173 169
Somatic 60.0 (0.46) 04 60.1 (0.46)§ -0.5 80
N 173 169
Withdrawn 59.9 (0.46)§ 0.0 60.4 (0.46) -0.4 43
N 173 169
Depressed 59.1(0.46) 0.4 59.1 (0.45) 0.5 76
N 137 142

Values are means (SE) for adjustéd Time 2 T-scores and adjusted gain scores.
*Significantly different from zero (P =.0001). § indicates group with superior outcome.
P-values (2-tailed) based on ANCOVA. For rounded gain scares, zere?< 0.04 .
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reductions of 0.5 standard deviations (5 points) or more as "improvement"; increases of the
same amount or more as “deterigration”; and changes between these limits (0.5 SD > gain >
-0.5 SD) as "no change". The results are depicted in Table 25, where the first 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, while 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 }n oufcomes between intervention and control groups (Table 24).
There was improvement on both the Actitities and Schoastic Scales for the intervention
group, while the adjusted mean scores for control subjects worsened, although the difference
between grou;')s was only 1.7 and 1 § respectively (Activiies: P=.14, 95% CI on difference
-0.5, 3.9, Scholastic P=.16,95% ClI on difference -0.6, 3.6). There was al;o worsening of
scores on the Socializing Scale, more so for intervention 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 (difference=0.6, P=.58, 95% CI on
difference -2.7, 1.5). ~

narrow band subscales: Aggregation 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 Time 2 adjusted
mean scores on all subscales. Negative gain scores indicatc improvement for social worker
counscllc?g@xldrcn on Aggressive, Hyperactive, Schizoid and Somatic subscales, and
deterioration on the Depressed subscale, but no change was statistically, significant. For
control children, improvements were also noted. With the exception of the Schizoid subscale
(P=.0001), these gains were not significant. ‘ ,

Subgroup analyses 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 was 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 55.4 560 5.3
(1.08) (1.10) (1.10) (1.07) 0.67)
32 - 60, 99 55 .

Activities 45.6 4.6 46.0 415 443
(1.21) (1.23) (1.24) (1.22) 0.81)
37 90 24 02 . -

Socializing 41.7 430 41.6 417 425
(1.26) (1.30) (1.30) ©  (1.25) ©.77)
.62 60 58 . .59 .

Scholastic 474 45.8 46.1 47.1 46.3
(1.17) (1.21) (1.22) (1.19) 0.71)
43 60 82 57

Values for each cell are from top to bottom: adjusted Time 2 mean, SE, P-value for
H,: SW, mean = Control mean. No inter-social worker contrast approached statistical significance.
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was that "typical” social workers would deliver a uniform intervention that would reflecta
"real life” situation. To test whether differences in practice style, experience and othet
intangible factors had produced variation in outcomes beyond those expected by chance,
analysis on the major scales of the CBCL was conducted. Table 27 shows that m; 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 contol
group as a whole (P=.02), but there was not a singlz sigziﬁcant difference between social
‘“woykcrs on any of these outcomes, even without"adj g the alpha level to take account of
the multiple hypothesis tests. ’
Rcstrigting the analysis to those subjects who actually received the intervention

(setondary analysis) does not alter any of the conclusions based on the full analysis of CBCL

results described above !.

5. Child and Adolescent Adjustment Profile

prevalence and transitions: Bearing in mind the differences between comparison groups
in prevalence of maladju‘stment at baseline on this measure (see Table 22), particularly on the
Hostility subscale, and to a lesser extent on Productivity, inspecﬁon of Table 28 reveals that
counselling was associated with a lower Time 2 group prevalence of maladjustment on Peer
Relations, Dependence and Hostility, but higher on Productivity and Withdrawal. The risk
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 Scale is 18.2% for the 154 intervention subjects,

and of course remains at 21.2% for the 169 controls (y? = .46, P=.50). The positive
transition rates are 45.8% and 34.1%, respectively (x> = .87, P=.35), and the negative

transition rates are 11.5% and 7.0% (x* =1.55, P=.22). The crude Time 2 means for
Summary Behavior Problem scores were also compared using a simple 2-sample t-test, after
excluding these 19 intervention group subjects. The restricted intervention group mean was
54.4 (SE 0.82, N=154), a reduction of 0.1 from the crude mean for the complete group and
still not significantly better than the control mean (P=.26, 2-tailed). ‘
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Table 28: Child and Adolescent Adjustment Profile: maladjustment at Time 2.

*

CAAP Scale Intervention Conrol 95% Confidence
' % ) % RR* limits for RR P
Peer Relations 9.8 124 0.79 0.43, 145 46
Dependence 8.1 13.1 0.62 033,116 .13
Hostility 12.1 183 | 067 .040,1.10 .11
Productivity 12.2 7.7 1.60 0.84,305 .15
Withdrawal 16.8 129 1.30 0.78,2.17 32
—

Table 29: Child and Adolescent Adjustment Profile: transition rates.

CAAP Scale Intervention Control 95% Confidence

% N % N RR* limits for RR P

Positive Transition Rates

Peer Relations 47.1 17 588 17 0.48 0.18,129 .15
Dependence 684 19 526 19 1.31 0.66,259 44
Hostility 682 22 486 7 1.32 0.84,2.09 23
Productivity 4.7 15 4 21 0.65 0.20,2.10 47
Withdrawal 46.7 30 625 32 | 0.61 0.34,1.10 .10
Negative Transition Rates )

Peer Relations 51 156 - 92 153 0.56 0.25,126 .16
Dependence 52 154 8.7 149 0.61 0.26, 1.39 24
Hostility 9.3 151 9.2 131 096 - 046,200 .92
Productivity 12 152 48 145 1.54 0.63, 3.77 34
Withdrawal ~ ® 0.1 143 73 137 128 058,286 .54

. *RR is the Mantel-Haenszel estimate of the risk ratio (intervention relative to gomrol) adjusted for the
stratifying varigble, clinic. Confidence limit estimates are tes(-based.
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changes on the subscales between Time 1 and Time 2. No pattern can be discemed that
meaningful.

Superior posiﬁv? transition rates were recorded for treatment subjects on
Dcpct—ldcncc (68.4% versus 52.6%, RR 1.31, P=.44) and Hostility (68.29@ versus 48.6%,
RR 1.32, P=.23) subscales (Table R14). However, there were equally striking positive
transitions made by maladjusted control subjects on the other three subscales, although no
intervention-control contrast was statistically significant. The negative transition rate results
for the CAAP are depicted in Table 29. On only one subscalé, i)cpcndcncc, was there a
superior outcome for counselled children in terms of both negative and positive rates (NTR
5.2% versus 8.7% in controls, RR 0.61, P=.24). -
gein scores: The same pattern of outcomes for intervention subjects is seen on Peer
Relations, Dependency and Hostility in the analysis of covariance 'adjustmgnt of Time 2
scores (Table 30). The control group did better on Productivity and Withdrawal. Only with
Hostility, however, did the difference approach statistical significance (P=.04). A closer
look at this result on the Hostility subscale reveals that the adjusted gain scores were -0.6 for

counselled children and -0.1 for controls (P=.002 and .54, respectively for the H : Gain=0).

In other words, while both groups improved, there were significantly greater reductions in
parent-reported hostile behaviors for counselled children than for controls. Subgroup
analyses are detailed in Appendix 32. ‘

6. Perceived Competence Scales

Results for all versions of the Perceived Competence Scales are given in Table
31. Forthe sixty-cightg 4-6 year olds (38 intervention, 30 control), Time 2 scores on the
Pictorial Scale of chc::xved Competence, adjusted for the same set of covariaws~as for the
CBCL and CAAP, show that there is remarkably little difference between the two
comparison groups. Gain score analysis showed the following: both groups ‘had decreased
scorés on Cognitive Competence (P=.10 and .38, for intervention and control, respectively);

on Physical'Competence counselled children did not change, but control subjects improved

k)
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Table 30: Child and Adolescent Adjustment Profile: adjusted Time 2 means (SE).

95% confidence

Intervention Control P-value
interval on difference -
Peer relations 13.9 (0.19)% 13.6 (0.19) -0.2,0.8 33
Dependency 8.6 (0.22)§ 9.0 (0.22) -1.0,0.2 20
Hostility - 8.1(0.19)§ 8.5 (0.19) -0.9,0 04
Productivity 12.9 (0.23) 13.1 (0.23)8 -0.8,04 40
Withdrawal 6.7 (0.19) 6.5 (0.19)§ -0.3,07 30
§ indicates group with superior outcome.
Table 31: Adjusted Time 2 means (SE) on the Perceived Competence scales.
Age group N Subscale Intervention Control
4-6 years 68 Cognitive Competence ~ 2.9(0.16)  3.0(0.17)§
- Physical Competence 2.9(0.15) 3.1(0.15)8
' Peer Acceptance 3.0(0.13)§ 2.9(0.14)
Matemal Acceptance 2.6(0.12) 2.7(0.13)8
7-12years 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 Competeric® 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)8*
Physical Appearance 2.8(0.10) 3.0(0.11%
Conduct & Behaviour 3.3(0.10)8 3.2(0.08)
General Self-worth 3.4(0.10)§ 3.2(0.09)

§ indicates group with superior outcome. *P= .04 ; all other intervention v. control contrasts, P > 0.2
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(P=.39); on Peer Acceptance, intervention subjects improved (P=.33), and controls’ mean

gain score was zero; on Maternal Acceptance, both groups showed deterioration (P=.27 and

°.67, respectively).

For the 184 children aged 7-12 years at baseline (91 intervention, 93 ¢ontrol),
outcomes on the Perceived Competence Scale were even more similar when assignment
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 o
Physical 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 similar pattern for adjusted
Time 2 means on each of the six‘jsubscalcs of the Self-perception Profile is depicted in Table
31. On three subscalks (IScholastic, Conduct and Behavior, General Self-worth), there was
improvement for intervention subjects over baseline, while control group adjusu;-,d mean gain
scores were zero. On Ath\lctic_: Competence and Physical Appearance, gain scores showed

that intervention subjects worsened, while controls improvcd'.
7. Mother and Family Measures

Malaise inventory - prevalence and transitions: The baseline prevalence of abnormal

scores was approximately equal for intervention (18.5%) and control groups (18.3%).
Following social worker assignment, there was a small decrease to 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 assignment groups than they were on the CBCL for children. In thc'i;tc;vcnﬁon
group, 41% versus 39% of depressed control mothers were reclassified as normal at Time 2,

while 11% versus 9% of mothers normal at Time 1 became abnormal at Time 2 (Table 32).

" None of these contrasts is statistically significant.

Restricting the analysis to the 154 families who actually received social -
*® .
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worker assistance increases the Time 2 prevalence of maternal depression on this scale to

18.8%, exactly the same as the controls. -

Malaise Inventory - gain scores: Afier residual confounder control by analysis of

. A
covariance, Time 2 means on the Malaise Inventory indicated a slight, but insignificant
advanfagc (P=.61) for counselled mothers (Table 33). Gain scores showed that both groups'

—_— - . z

Table 32: Malaise Inventory: proportions maladjusted and transition rates.

Inzervention Control 95% Confidence
% N % N . RR* limits for RR P
Baseline 185 173 183 169 - - -
Time 2 179 173 188 170 094 060,147 -.78
Positive transition 40.6 32 38.7 31 1.01 0.54, 1.89 97
Negative transition ‘10.6 141 94 138 0.91 043, 1.92 81 -

*RR is the Mantel-Haenszel estimate of the risk ratio (intervention relative to control) a@jus(ed for the
stratifying variable, clinic. Confidence limit estimates are test-based.

Table 33: Malaise Inventory : adjusted Time 2 means (SE).

o  id
Inzervention Control 95% confidence P-value
interval on difference

Malaise Inventory 4.2 (0.29)8§ = 4.4(0.29) -1.0,0.6 .61

§ indicates group with superior outcome. ,

//
improved Time 1 scores (by 0.3 and 0.1, respectively). Secondan( analysis of crude Time12
means for the 154 mothers who had actual social worker contact reflected a negative change
similar to that seen in thgmaladjusted proportion with the restricted analysis. The
intervention group mean (4.3, SE 0.34) was greater than that for controls (4.2, SE0.31,

P=.80).
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impact on Family Scale - gain scores: Results on the Impact on ] Family scale are

depicted in Table 34. On all subscales, there was a highly significant improvement in Time 2
scores over baseline (P < .001)!, and this improvement was greater fo;' the intervention
group on all subscales except Mastery. However, the differences betwEen intervention and
control group adj{xsted Time 2 means are not significant.

At Time 2, mothers were asked by the interviewers whether their child’s
physical health had chz;ngcd s—mce the baseline assessment. Results on the Impact on Family
Scale were examined according to whether parent responses to this question were "better”,
“same", or “worse". On the Financial subscale, there were superior scores for mothers of
children reported to have had deterioration in physical health since baseline when compared
to equivalent controls (mean gain -1.2 versus 0.8, P=.04; N=12 and 6, respectively). Apart
from this subgroup no intervention-control contrast approached statistical significance. L
One-way analysis of variance of gains on the Total Impact score and subscale scores showed

B
no significant main effect for individual social workers.

8. Health Service Utlilization,,

* Mean parent-reported visits 1o Montreal Children's Hospital physicians in the
six month period prior to the Time 2 interview increased slightly for intervention patients,
and decreased for controls (adjusted? Time 2 means 2.9 and 2.3, respectively; P=.13: Table
35), cqr\npared to the corresponding period prior to baseline (Table 21). The situation was

reversed, however, for reported visits to nonhospital physicians, where intervention group -

hY

1 The Pearson product-moment cormrelations between Time 1 and Time 2 scores are, for
intervention and control groups respectively: Total Impact .51, .46; Financial .57, .54;
Strain .62, .59; and Mastery 42, and .51, Even though not corrected for attenuation, these
poor test-retest correlations raise the possibility that this measure may be unstable over time,
Perusal of a sample of the most dramatically improved questionnaires revealed that there was
a tendency at the second interview to rate items at the positive extreme of the 4-point Likert
scale, whereas at Time 1 the same parents had more often chosen 2's or 3's. The order of
administration of the various measures was different at the second interview because of the
attempt to "blind" the interviewers to assignment status until after the parent had completed
the CBCL and CAAP. These 2 instruments had therefore preceded the Impact on Family
Scale, the reverse of the situation at the baseline interview. The possibility of a response set
also exists, but this was not evident on any other measure.
3 Fodtnote on page 87.
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Table 34: Impact on Family Scale: adjusted Time 2 means (SE) and gain scores.
Intervention Control ‘ 95% confidence

Time 2 Gain Time 2 Gain  interval on difference
Total impact  40.6 (0.79)%} 5.8 415079 49 -3.1,13
-Financial 6.6(0.23)% 14 69(023) 12 09,03
" Family-social 13.6 (0.40)§ 3.1 13.8(040) 29, -13,09
-Strain 1070308 23 ' 11.0031) 19 -1.2,0.6
-Mastery 9.8 (0.3 -10 9.8(022) -1.0 -0.6,0.6

S

+

§ indicates group with superior outcome. P2 0.3 for al intervention v. control cyatrasts. All adjusted gain
scores significantly differ from 2ero (P < .001).

: >
» -
Al '
‘

Table 35: Parent-reported health service utilization for 6 month period prior to interviews.

PO

4 -
Service Intervention Control P-value
Timel Time2 CrudeT2 Adjusted Timeh Time2 CrudeT2 Adjusted
Median Median Mean T2 Mean Median Mediasn Mean T2 Mean
. Visitsto MCH doctors  1.83 143 26 28 148 1.29 2.1 23 A3 .
(0.27) 027,
Other doctor visits 0.17 0.18 0.8 05 0.17 \ 0.22 0.9 0.9 23 ,
023) \ (023)
Hospital admissions 0.09 0.07 0.2 - 007 .- 0.08 02 - 68t
~
T Median test xz = 0.17 . Parenthetical values are SE for adjusted means above.
- " .
» —~’
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»
Table 36- Reported psychosocial service utilization 1n the interval
between Time 1 and Time 2.

Service Intervennion Control P
Psychologist 16 10 .25
T 92%) (5.9%)
Psychiatrist 6 3 32
(3.5%) (1.8%) ’
Non-study social worker 13 | S 72
(75%) (6.5%)
Nurse or nurse counsellor 2 9 .03
(1.2%) (5.3%)
Othert 9 12 47 ’
S (7.1%) (5.2%)
. ¥
Total families receiving 33 33 .89
extra assistance (19.2%) (19.6%) “

s

1 includes physical therapists, speech therapists and clergy.
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parents reported a decrease (adjusted Time 2 mean O S), and controls an increase (0.9,
P=.23) Overall, there was a slight excess of all doctor visits 1n the intervention group (3 4
versus 3 2, P= 74), although these differences were not statistically significant, a ;:c;nclusmn
confirmed by the nonparametric analysis. There was a very low incidence of reported
hospitalizations and little to separate the groups (Time 2 medians 0 07 and 0 08, P= 68)
Reported utihization of psychosoctal services (apart from study social
workers) also showed a small excesS By treatment group families for all categones except
one (Table 36) Nurses or nurse counsellors were 4 5 times more hkely to have been
consulted by control famulies than by intervention families (P= 03) The companson of
proportions of famuilies in the major assignment groups who received any additional services
(individual service categones were not necessanly exclusive) suggested that co-intervention
had not occurred, insofar as parent-reported occasions of service 1s concerned This
conclusion 1s supported by control subjects’ response to one of the Time 2 interviewer's
questions : "Did the fact that you were not assigned to the social work assistance group cause
you to seek help elsewhere for any problems or difficulties that came up at the first
interview?"  Of 169 subjects who responded to this question, only 8 (5%) replied 1n the

affirmative.

2 ANCOV A models were fit to physician utilization ddta 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 transformations made only modest improvements in the model 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 that
the assumption violations did not invalidate he results. Less informative distribution-free
tests were also used (median test, Kolmogorov - Smimov 2-sample test), and produced
results consonant with the adjustment procedures



Resuits 88

PART C
9. Parents’ Perceptions of intervention

The 154 families who received social worker assistance were surveyed for
their subjective interpretations of the value of this experience In 76% of cases respondents
considered the amount of social work contact they had had to b&*about right”; "too little" in
8%; and "too much" in 16%. There was a clear indication that pa{cnts consider medical
knowledge of specific children's diseases to be important for social workers assisting 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-thirds (69%) thought that their social worker knew a moderate to
great amount about aspects of their child's illness.

. In Table 37, responses to 6 questions that relate to the perceived value of the
social workers are cross-tabulated with CBCL transition status. This allows description of
perceived value by changes in child maladjustment status dunng the trial. Although no
single group stands out on any one question, it is apparent from items 1, 3, 4, and S that the T
highest rates of perceived value occurred for children who were classified as becoming '
maladjusted during the study (negative transitions). With regard to pcrc:ivcd benefit in terms
of impnovcrﬁent in child behavior (item 4), it is equally surprising that the lowest rate (18%)
occurred 1n children whom the CBCL classification was one of improvement (positive
transition).

The interviewers also asked treatment group parents questions 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 gauge parental perception of social
workervalue 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) behavior?’, are juxtaposed with
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Table 37: Parents' perceptions of study social worker value by CBCL transition status.

Social worker Posiuve  Negative No Transition No Transition Total P
assistance .. Transiton Transition - Maladjusted - Not Maldadd
. k4
1 Was helpful to you 7 10 7 63 87 62
63 6% 711 4% 539% 54 3% 56 5%
2. Was helpful to yourB 5 6 6 47 64 97
- child. —_/ 455% 429% 46.2% 40 5% 41 6%
: — :
3 Helped child cope 4 6 4 28 42 43
with illness. .. 364% 429% 30.8% 24.4% 27.5%
4. Improved child's 2 6 4 28 40 33 ¥
behavior. 18.2% 46.2% 30.8% 241% 261%
. 14
5. Will be helpful 4 5 5 27 41 43

for child's future 36.4% 38.5%- 18.5% 239% 21.3%
coping with illness. )

4]

6. Should be continued. 10 9 12 76 107 16
90.9% 64.3% 92.3% 70 4% 733%
S
TOTAL 11 14 13 115 154
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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 Behavior Problem score) classification of
child behavior disorder at Time 2.
Social worker Survey Question P CBCL Classification P
assistance..... Problem No problem Maladjusted  Not Maladd
7
1. Was helpful to your 17 © 46 .03 12 52 .74
child. 58.6% 37.1% 444% 40.9%
2. Helped child cope 15 27 .001 10 32 22
with 1llness. 51.7% 22.0% 37.0% 25.4%
3. Improved child’s 14 26 .002 10 30 A2
behavior. 50.0% 21.0% 38.5% 23.6%

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 Behavior Problem Scale.

CBCL Classification
Survey Question Maldjusted , Not Maldjusted Total
‘ I
Behavior Problem 32 28 60
No Problem 36 244 280
Total 68 272 340

\

Agreement = 81.2%, Expected = 69.4%, kaippa = 39
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CBCL classifications of maladjustment at Time 2 on the Behavior Problem Scale. A striking
finding is that on all three questions to parents conceming social worker value, there is a
significant association of valued social worker service with pcrcciyed 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 suggesting parental appreciation of social
worker benefit. On these survey questions, there was little differénce between intervention
and control 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. Documentation of the Intervention
&xjncntation of the intervention process was carried out by using a

questionnaire corﬂplctcd by social workers for each client a¢ the termination of their
attachment. Data concerning both activities and practice style, together with social workers'
perceptions of their own efficacy and reception by family members were analyzed.

Over 92% of all 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 o
information, or for therapy. Paper work accounted for 24% of their time and 10% were
attempted phone calls, or arranged meetings that were not successful through unavailability
or failure to attend.

There was some variation in practice style between social workers, reflected in
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" the proportion of time spent with different family members (Table 40). No social worker

spent more than about one tenth of their time with the child alone. In fact two out of three
children never saw the social worker alone. More than two-thirds of contact time was spent
with the mother, with or without the child, and social worker B spent 29% of his time with
the whole family. The social workers did not meet the father in 38% of those families where
a father lived in the family home.

With regard to services provided, 23% of families were receiving some form
of government or other financial aid at study commencement, but a further 24% were
considered eligible and were referred for aid. During the study period, less than 3% were
referred for psychological or psychiatric services, and at the time of study cessation,
two-thirds were not referred for continuation support services. Of those who were, half were
referred for psychological or psychiatric help, am_i 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 Social Worker Total

time with.s....... A B C D
Patient alonc' 8.7 10.5 54 6.9
Mother alone 335 26.8 30.6 1280
Mother & patient 260 40.8 ' 46.8 40.3
Family . 179 20.1 12.7 12.1 18.0
Father alone 32 6.7 43 33 4.4
Siblings alone 1.7 1.7 5.1 1.6 25

N 38 . 39 37 40 154

Social workers reported that the most common cause of their inability to effect
positive change in 83 families where they considered it desirable was resistance on the part of
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parents or patients (33%). All felt frustrated by the relatively short attachment period
permifted by the study and this was reflected in their belief 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 period (Figure 5). There was a clear "warming up" period,
particularly among mothers by the midpoint of the study, with continued improvement, as
would be expected by the sixth month. At that time, social workers considered $8% of

mothers to be warm or enthusiastic about their contact with them.

11. Soclal Workers' Perception of Their Effectiveness
y In 45 cases (29%), social workers considered that they had—_madc cffective

contributions to improvements 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 be secondary to benefits to the
mother resulting from therapy directed at her. In 65 mothers (42%), significant contributions
to improved psychosocial functioning \;/ere‘mainly attributed to therapy (38%), g¢xtra support
(31%), and secondary changes 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 workers'

assessments of these changes (defs =20.36, P=.002). For example, social worker B
considered 51% of his children to have improved, while social worker D felt that only 13%
of hers had done so. These judgements of behavior changes wcr;: compared to CBCL
classifications (Table 41). Positive transitions were regarded as “improved”; persistent
maladjustment, or maladjustment at neither time 1 nor Time 2 as "unchanged'; and negative
transitions as "worse". There was poor agreement, due largely to 38 subjects “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, since improvemnents may have been
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substantial on either side of the cut-off without actually crossing it in either direction.

Children's ability to adjust to any present or future illncss-rclau;d stress was
also rated on a 10-point scale (10 = outstanding resilience; O = not able to adjust at all). All
considered that overall improvement had occurred (Table 42); and ANCOV A adjustment (for
clinic, Time 1 score, sex and age) of gain scores on this scale revealed that for social workers
B and C this positive change was highly significant. Because these paired ratings were made
simultaneously at the end of the émdy, however, the quantification of the change between
these assessments is difficult to compare between social workers with any confidence.

With respect to changes in mother's psychosocial function, social \:«orkcrs

considered 26% to have improved, and 71% to have remained the same. Again, there was

¢
considerable variation between the social workers' assessments of this transition (ders =

20.2, P=.003), with social worker D judging only 8% of her mothers to have improved.
}
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Table 41: Social worker versus CBCL classification 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
5
Weighted-kappa = .07

Table 42: Social worker's own ratings of patients' ability to adjl‘:st to chronic illness at
commencement and termination of assignment. Score for each child was based on a 10 point
scalet in response to the following question: "How did-you rate this child's ability to adjust
to any present or possible future stresses of his/her chronic illness?".

Social Worker N Timel  Time2 " Adjusted  Adjusted P*
mean (SD) mean (SD) Time 2 mean (SE) gain

o

A 38 531 5.6 2.0) 6.0 (0.17) 022 .20
B 39 6.0(1.2) 6.5 (1.0) 6.2 (0.17) 050  .004
C 37 6124  66(23) 6.310.17) 053  .002
D 40 569 6.0 (1.8) 6.1 (0.16) 032 .05

tscale anchored from 0 (not able to adjust at all), through 5 (about average), to 10 (outstariding).
*P-values based on ANCOVA, for Hy: Gain = 0. For all inter-social worker comparisons, P >.16 .
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12. Summary of Findings
With respect to the study hypotheses, it is concluded that:

1. The social work int;rvcnn'on is not associated with a reduction in the overall prevalence of
child or maternal maladjustment.

2. According to results on the CBCL, there is no significant result to indicate a therapeutic
effect of the intervention on child behavior disorder. o

3. No primary preventive effect was observed - negative transition rates are not significantly
different. )

4.No sec9ndary preventive effect was observed - interactions of treatment by mialadjustment -~ —
status at Time 1 are not 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 mt’:asurable beneficial effect on the social and economic impact of chronic illness on
the family can be attributed to social work assistance.

8. A small but significant increase in consultation of m;s or nurse counsellors by control
subjects was reported, but there was no overall difference between the comparison
groups with respect to health service utilization.

9. Secondary analysis - restricting the comprison to subjects who actually received the
intcrvcnt;on - does not alter any of these conclusions.

No apriori hypotheses were specified in relation to sub-group differences.

More detailed aspects of the subgroup analyses that were carried out are appended (Appendix
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32). Table 43 summarizes all results with P-values less than .05, but no attempt is made to
adjust the comparisonwise exror rate to take account of multiple hypothesis testing (Cupples
et‘al. 1984). Even a simple Bonferroni adjustmc:lt would render insignificant all of the

tabulated findings on behavior and perceived competence measures (Table 43). There does

not appear to be a systematic pattern for any particular subgroup.
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K Table 43: Summary of findings where P <.05 for intervention v. control contrast.

Outcome measure Modifier Sub-group  Intervention Control P

- 8
Child Behavior Check]ist

Activities functional status no disability 46.48 44.0 03
Socializing i clinic . cardiology 9.1 410 04
Socializing clinic cerebral palsy 26.9 40.08 .04
Scholastic \ clinic sickle cell 49.9§ 42.9 .04
Scholastic ssz/\ Green <49 4778 431 04
Scholastic SE Green 50-59  48.0§ 44.4 02

- - -—— T L L T R Y

Child & Adolescent Adjustment Profile

Hostility x * 8.18 8.5 .04
Hostility . - clinic hearing&clefts 7.68 8.8 .03
Peer Relations clinic sickle cell 13.68 11.1 .02
Dependence functional status mild disability 7.68 93 .03
Productivity clinic msp{ratory 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

.........

Seif-perception Profile

Athletic Competence  age 13-16 years: 2.8 © 318 .04
Impact O}Fmv)ily Scale

Financialt » health change  worse -1.2§ 0.8 .04
Straint Malaise transition T1 & T2 normal  -2.7§ -1.7 .02
Health service utilization

MCH doctor visits functional status mod. disability 5.5 2.0 .02
MCH doctor visits functional status severe disability 5.1 2.1 .002
MCH doctor visits SES Green <49 3.7 1.7 .02
MCH doctor visits ~~ SES Green 50-59 3.9 2.1 .003
Nurse consultation * * 1.2% 5.3% .03

Values are adjusted means or proportions. 1 gain scores. * main assignment group contrast.(all subjects).
§ indicates group with superior ouicome. SES=socioetonomic status by Green score.

)

4 /
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The overwhelming conclusion to be drawn from this study is that no
measurable short-term effect can be attributed to the social work intervention. How
confident can we be that this result 1s no: biased? Was 1t a fair comparison? Has an
important effect been mussed that was too small to be reliably detected given the available
sample size? Dhd the intervention funchon, and did 1t reach its target? If the answers to

these questions indicate that the result 1s vahd, to what extent can 1t be generalized to other

situabhons? What does it tell us that 1s useful for future 1nnovations and research 1n this

area’

1. Measurement

appropriate construct: The first 1sssue to consider is whether the nght construct has

been addressed The outcomes that were measured - child behawvior (positive and negauve
atmbutes), self-esteem, maternal depression, and the social and economuc impact of 1llness
on the famuly - broadly reflect the domain of psychosocial function that defines the main
areas of secondary mortidity in childhood chronic illness (Pless and Pinkerton 1975, Nolan
and Pless 1986). It represents both an appropriate and relevant spectrum of health events
which are specifically addressed by conventional social work practice (Trawvis 1976)
misclassification: Secondly, has measurement error obscured a treatment effect - 1s the
signal lost in the noise? Nondifferential random misclassificaton of the outcome of interest
15 a form of information 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, Kleinbaum, Kupper, and
Morgenstern 1982) Obviously, exposure rusclassification cannot occur in the contextof a
randomized tnal, since the assignment procedure guarantees exposure status - intervention
or control - at least when the analysis is based on group composition at assignment
Outcome misclassification alone does not produce a large bias, provided 1t is random, and
nondifferential (affecting the comparison groups equally), and especially when test
sensitivity and specificity are high. For example, estimates of sensitivity and specificity on

the Behavior Problem Scale of the CBCL (for the summary 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,
respectively. The adjusted point estimate of the risk ratio for maladjustment on this measure
at Time 2 is 0.87 (Table 23). Correcting this estimate for outcome misclassification, based
on the aforementioned sensitivity and specificity values, and using the method described by
Copeland er al. (1977), reduces the risk ratio to 0.81 - atrivial change.
timing: The third important point relates to the timing of outcome assessment. A major
thrust of the intervention process was towards equipping children and parents with personal
skills to better withstand future illncssﬂ-rclatcd stresses Assessing the response to social
worker assistance almost immediately following attachment may miss latent effects yet to be
realized. Since there are virtually no data from empincal studies to assess whether this :s,
oris not likely, it must be conceded that it is possible In other areas there are precedents
which suggest that it is at least reasonable to entertain this possibility.

The home care study of Stein and Jessop (1984a, c; 1986), for example,
showed marginal benefits in terms of psychosocial c;utcomcs at 6 and 12 months, buta

quite striking advantage at 5 years, based on an average intervention period of 11 months.

In a somewhat different context, a "slccﬁitr" effect was discovered by Achenbach and

co-workers ( personal communication, T. M. Achenbach 1986) following psychosocial
support to mothers of preterm infants during infancy (Mother-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 these workers (Bayley and McCarthy
cognitive scores) showed, at 1 year, no difference between carly\ih\tcrvcnﬁon su'b jects and
controls. However, by 3 years, a definite advantage in dcvclopmcn?ta] outcomes was
detected, and at 5 years, prcliminafy data suggest this difference to be even more marked.
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 raqdomxzcd tnals are subject to bases, although care was taken in the
design and execution of this study to minimze these threats to internal study vahdity The
three broad areas of bias in epidemiologic research - information bias, selection bias, and
confounding - will be examined for poss;blc sources of systematic error that may explain
whether or not a real effect of the intervention may not have been observed.
information bias: Another information bias may have anisen from interactions between
interviewers and parents at the second interview Although blinding interviewers to ~-
assignment status was not completely possible, the use of a sealed package to conceal
beforehand whether the subject was to receive a questionnaire about the social worker
expenence was an attempt to have the parent complete the main outcome measure before
there was any discussion of the social worker experience Interviewers were strictly
instructed not to discuss any aspect of the study until the<CBCL and other outcome
measures had been completed. As a result, itis unhkely that important distortions in parent
responses on the CBCL occurred, and if they had, théy would more likely have enhanced
rather than detracted from perceptions of social worker efficacy in terms of improved c\hx?d .
behavior. Similarly, a possible response set from intervention group parents would act to
improve rather than worsen outcomes on all measures
gelection blas: There was negligible loss to follow-up The primary and secondary
analyses result in identical conclusions. There seems to be little opportunity for selection
bias.
residual confounding: To the extent that measured covariates were available, this was
controlled by analysis of covariance Adjustment made little difference to crude estimates,
although the precision of the estimate was enhanced by this adjustment (Kleinbaum and
Kupper 1978).
co-intervention: Confounding may also result from contamuination of the control group

as a result of study enrolment, such that control subjects seek additional psychosacial
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psychosocial assistance following sensitization at the baseline interview (Feinstein 1985)
A small but significant number of control group fMes did indeed report seeking
assistance from nurses attached 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 be given to the contr‘ol stimulus. Was it too
strong? It seems unlikely that a carefully restricted phone call, and a short neutral letter at
the study midpoint could in any way exert a quantitatively important therapeutic effect.
3. Power

The statistical power of this study to be rcasona'bly sure of not having missed
important differences by chance is illustrated by the confidence intervals around the risk
ratio esumates On the CBCL. Behavior Problem Scale, the 95% 2-tailed confidence interval
around the point estimate is 0.57 to 1.33, intervention relative to control. Wider intervals
were estimated around the transition rates (Table 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 outcornes 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 fo
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 be sure
that the intervention was delivered, and in the usual situation of, for example, a drug trial, to
have some idea about compliance with treatment.
delivery 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
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families was ignored or forgotten by the social workers. It should be remembered too, that
a mere 12 mothers, or 8%, considered that the amount of social worker contx;ct was 0o
little. Furthermore, 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.

compliance: It 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 ina
pharmacologic setting. Whether subjects “took their dose™ of social work assistance is
therefore a meaningless concept. In addition, the pragmatic nature of this effecuveness
evaluation also renders the issue of compliance relatively unimportant.

was there something to intervene on?: The sampling frame baseline maladjustment
rates on the CBCL depicwa\m Table 17 indicate that there was significant psychosocial
morbidity in the studybsamplc, at a level of about twice what would be expected in the
general population. The overall prevalence of approximately 20% shows that there clearly
was potential for remediation. i

potency: Remembering that this study was an effectiveness evaluation of relatively
standard social work 'pracu'cg, the relevant question in relation to whether the intervention
was adequately "“potent” must be asked in terms 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 s£>cial worker, there was never any question of inadequate time to perform
perceived necessary duties, even with the increased data recording associated with the
study. The social workers enjoyed the flexibility of their working hours and never felt
compelied to work overtime. v

targetﬂné: Would social workers have been effective if it had been possible to target the
intervention on children who were already maladjusted, or whof were at greater risk of
maladjustment? This is a question that cannot be answered b); the available data, but even

though not pressed for time in any serious way, it does seem reasonable and sensible to
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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, while not statistically significant, suggests the possibility of
therapeutic efficacy. The problem with preventive efficacy, and targetting individuals who

A}
are at risk for maladjustment, is that accurate identification of these children remains

prbblcmau'c. Furthermore, as Rutter (1982) points out, and as the results of thx; study
graphically illustrate, there is also little empirical evidence for deciding how to prevent
maladjustment even if high risk individuals could be more readily identified

brevity: There is a strong suggestion, based on social workers' responses to the «
questionnaire, that the six month intervention pentod was too short to allow maximum
effectiveness. This appears to be due mainly to the fact that it took several months for most
families to "warm up" to the social workers, delaying entry into a mutually trusting
relationship, and presumably hampenng the delivery of efficacious services.

working outside clinics: Social workers did not identify their functioning outside clinic
teams as an impediment to their activities. Instead, 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 clinic and other hospital staff. A patient load of children from 11
different clinics was often cited as a small difficulty, in terms of coming to grips, at least
superficially, with details of the illness, its management, clinic staff members and clinic
practices. Although social workers did not consider detailed knowledge of specific illnesses
to be 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 team member in a more conv;nﬁonal role within a small number of specialist

clinics would facilitate their effectiveness.

prevention role: In this study, the novel aspect of social worker assistance was the focus
on preventive intervention, aiming to build children's personal resources to better withstand

future illness-related stress. Of course this is not an entirely new role for social workers,
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but at the same time it is true that crisis intervention occupies a large proportion of social
worker time, at least in urban specialist hospitals. Anecdotal reports from the four study
social workers indicated a rapid readjustrnent to this role. The most difficult practical
problem for them in this regard, however, appeared to be in relation to monitoring
apparently well-adjusted families with the pre-requisite monthly telephone calls. In the
majority of cases, this became a well tolerated part of their daily activities.

uniformity of social worker effectiveness: 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 firm "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 his or her colleagues

5. Subjective Assessments of Benefit

A substantial iaropordon of parents did not find the social workers helpful to
their child, even when they themselves considered their child to have a behavior problém.
This somewhat gloomy finding was accentuated when viewed in terms of CBCL
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

generalization: Careful attention was paid in this study to documenting the characteristics
of the sampling frame, so that the extent to which results may be generalized could be
defined. It was shown first of all that 69% of thc‘;—ampling frame participated in the study.
While nonparticipating families were more likely to be English-speaking, they were
otherwise re bly*similar on the basis of available data.

The medical diagnoses of subjects, documented in Appendices 21 to 31b,

illustrate that a typical and broad range of simple to complex disorders was represented in

these patients. Only 5% of consenting subjects had multiple major disabilities'. Therefore,

Y
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N

the study population did not have unusual morbidity charactenistics. The sociodemographic
constitution of this Montreal urban sample reflected a diverse, predominantly urban
population not unlike most other large modern cities. There is no reason to believe, nor data
to suggest, that Quebec children 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, 1s typical of
tertiary pediatric referral centres throughout the Western world. The training of the study
social workers is also typical of that required of social workers employed 1n these centres.
It is important to note, however, that the study social workers did not have extensive
experience in the area of childhood chronic illness To this extent, generalization of results
is limited to similarly experienced workers, although the question of how much social
worker experience mught improve efficacy has not been studied empirically. Furthermore,
and since this was an effectiveness evaluation of "typical” social work services, results from
a study of workers with 20 years' expenence would have limited generalizability for the
usual clinical situation.

The mode of operation of social workers in this study was 1n some ways
novel, and in others typical of current practice. The negative result cannot be generalized to
all social work in chronic illness - particularly not to efficacy in crisis intervention, nor to
specific psychotherapeutic activities. Nevertheless, it remains inescapable that a global
social work intervention of the type and duration examined in this study is no; effective in
short term remediation or prevention of maladjustment in chronically ill children. Previous
attempts to demonstrate that psychosocial assistance by nonprofessional counsellors and a
home care team (cited in the Literature Review) had shown marginal or uncertain benefits
based on small samples. These studies are now joined by this investigation, the

disappointing

1 defined as attending more than 1 specialistetifiic.
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findings of which point to the need for improvements in future intervention strategies, and

their evaluation.

future interventions: The experience of this study underlines the importance of -
understanding the separate issues of prevention and treatment of psychosocial problems.
Designing and ixnple;ncnﬁng future strategies to address these dual challenges must take
account of differing requirements to identify suitable subjects to intervene on - accurately
classifying maladjusted individuals, and just as accurately pin-pointing those at gieatest risk
for future difficulties. This latter problem requires further basic research Other types of
ntervention need to be assessed. Nurses working within specialty clinics may be in a
particularly advantageous position to 1dentify and treat maladjusted and at-risk children

The effectiveness of interventions beginning at a young age and/or at the time of diagnosis
or first presentation of chronic illness also needs to be explored.

Any future evaluation should ensure that adequate numbers of subjects are
enrolled to test separate hypotheses of prevention and treatment efficacy, as well as overall
prevalence rates of maladjustment. In most centres this will require cooperation with other
hospitals, employing a multicentre trial approach. The highest epidemiologic standards of
rigorous evaluation should of course guide such efforts, with all the necessary attention to

——

the additional demands of multicentre research (Friedman, Furberg, and DeMets 1985).
/
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( It1s self evident that the occurrence of a birth defect or any chronic disabling
0 condition creates a stressful expenence for both parent and child. The result of this stress is

e frequently mamfest as emotional problems or difficulties 1n social relationships In the

o
A\)::,

L4
literature the term "psychosocial maladjustment” 1s often used to encompass both situations

To further define what is meant by "emotional” correlates 1s dafficult. A clear
distinction between this term, "behavioral disorders” and "maladjustment” cannot be made
easily In one sense the terms may be used interchangeably It 1s easier to specify what they
are not intended to '
encompass, however For example, although many studies examine "personality disorders”,
or indeed seek to establish that a personality pattern exists which 1s peculiar to a particular
disease, most wnters agree that such patterns (which are unlikely to exist) cannot be equated
with what is usually meant by emotional disturbance Simularly, although several
investigators include measures of sclf—coﬁccpt or sclf—cstccr? as part of the constellaton of
effects of interest, it is probably incorrect to assumne that poor self-esteem, for example, 15
necessarily indicative of emotional disturbance It is, however, reasonable to posiulatc that it
may be an important link between the presence of a stressful physical illness and such
disturbances. Similarly, neither mental retardation as such, nor learning disorders alone, are
considered as either chronic disorders ( or birth defects) in the context of this review, nor are
they to be regarded as facets of emotional disturbance

For the most part when investigators seek to establish the presence and/or
extent of emotional correlates of chronic disorders, they are using this term as "short hand”
to refer to the results of a variety of measures which, in general, are intended to assess a
wide range of behavioral pathology similar to that seen among chidren with clinically
diagnosed psychiatric disturbances of varying degrees of severity However, few researchers
are precise in specifying the type of disturbance of interest. Thus depression, anxiety,

( psychopathic and neurotic problems, antisocial behavior and withdrawal are each of equal
0 interest. In shor, the term is operationally defined by the test or tests used to 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, aic commonly recognized, and, in addition, we will examine some of
the literature pertaining to analogous evidence related to children with other types of chronic
physical disorders, not necessanly arising at birth.

~—Theustification for doing so is both practical and theoretical. At the pgactical
level there are many fewer studies devoted exclusively to emotional and social problems of
children with birth defects alone  More 1mportantly, at the theoretical level, there appears to
be little reason for making the distincthion. Increasingly, over recent years, the evidence
suggests that the specific nature of the disability or defect, 15 not an important determinant of
its psychosocial consequences (Cassileth, Lusk, Strouse, er al 1984; Stein and Jessop
1982). Although on purely developmental grounds it 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 bod?‘bf literature has
appeared which appears to support this conclusion, albeit only in part. It now seems that the
proportion affected, although significantly greater than what would be 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 examples, the types of studies published over the last 10 - 15 years which offer
varying degrees of evidence for the general hy;;othcsis 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 been achieved in research in this field over the last several decades

and points to where future research activity should be directed. There have been no
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spectacular breakthroughs in our understanding of the relatonship in question, but rather a
gradual growth in the sophistication of the techniques used by investgators seeking to
understand the association. These are represented by the increasing use of more complex,
advanced and scientifically acceptable measures, designs and methods of stanstical analysis

This development in methodologic sophistication is central to progress in this
area because the underlying problem 1s extremely complex. Any investigator or clinician
immedhately realizes that the relationship being examined is influenced by many factors A
very large number of variables relating to the child, the 1llness, the family, the social
environment, and the medical situation, may strengthen or weaken the association between
defect and adjustment I epidemuologic terms, these variables may "confound” the true
relationship (Kleinbaum, Kupper, and Morgenstern 1982) Further, it cannot be assumed
that when many vanables are involved that they are related in a simple, linear or addative,
fashion. Thus the presence of one nsk factor; for exarnple, the severity of the condition, 1n
combination with or alongside others such as social class or sex, may not result in a ‘
combined risk which is equal to the sum of the three. Technically, this issue of "effect
modification” can be dealt with through the use of multivariate analyses.

These statistical statements parallel the multifactorial nature of the situation 1n
real life. In science it is generally accepted that solid "proof* of a causal relationship may be
impossible. It is often assumed, however, that when one or more of certain conditions obtain
in a relationship, such as a very strong association, a clear time sequence, the absence of
alternative explanations (i.e. plausibility), or a direct association between ‘dose’ and
response, then it is reasonable to conclude that the relation in queston is causal.
Unfortunately, few studies are able to fulfil these criteria and it is for this reason, as well as
the inherent and obvio;s impossibility of conducting studies in wm{h children can be
assigned randomly to disease and non-disease groups, and equally, the impracticality of
situations wherg large numbers of healthy children can be studied prior to the onset of an
illness, which makes the establishment of causal linkages so difficult. Nonetheless, the

literature at present is sufficiently rich and has approached the question in such a wide variety
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of ways that reasonable conclusions can be drawn about the type and strength of the
association that exists.
Historical Background

The idea that abnormalities in physique, ranging from variations in stature to
variations in appearance, as well as the presence or absence of visible and nonvisible defects
and diseases, might have an effect on emotional development, can be traced to statements
made in the 1600's (Barker, Wright, Meyerson, eral. 1953). Interestingly, then as now,
divergent viewpoints were evident. While Sir Francis Bacon asserted that the effects of
deformities were inevitably adverse, Robert Burton drew attention to the possibility that the
presence of bodily imperfections "do not a whit blemish the soul" and might'even "help and
much increase the soul” and hence, presumably, lead to improved adaptation and adjustment
The first paper published in the psychologic literature to address this question appeared 1n
1928 (Allen and Pearson 1928) and drew some 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 surrounding 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 his
colleagues. Numerous reports appeared which, based on the field theory procedures
employed by these investigators, lent strength to the underlying hypothesis (Wright 1960).
It was not, however, until the mid-60's that a fresh attemnpt to investigate these phenomena 1n
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 those with chronic illnesses and birth defects
have, on the whole, many similar problems which must be addressed by those providing
care for them. The latter, the improvement in scientific quality of research in this field, is a

direct consequence of the growing popularity of computerized procedures for statistical
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analysis, alongside an increasing acceptance of the view that more rigorous research designs

can be applied to these questions (Starfield 1985).

Cross-sectional Studies

Most of the evidence 1n the literature arises from cross-sectional or prevalence
studies, restricted to clinical settings. These investigations are characterized by the fact that
for the purposes of the study the disease and the outcome are 1dentified at the same point in
time. Withun this broad group three different approaches may be found The first 1s
essentially a case series involving one or more groups of children with birth defects or
chronic disorders without a companson group of any kind. The second uses subjects from
simular sources, often clinics, alongside a companison or reference group (“controls”)
evaluated at the same time and in the same manner The third is the traditional epidemuologic
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 be drawn and little can be said about causality. These studies 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
established), but also because it cannot be assumed that the emotional problems found did
not cxist‘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 later in childhood. In a very few such instances a case can be made for arguing
that when a strong association is found, the causal direction may be reversed; that is, that the
physical condition is "psychosomatic”, having been produced by the underlying emotional
disturbance. Although the evidence for this argument is much weaker than for the case under
consideration (which may be viewed as a "somatopsychologic" relationship), the possibility
of this altered time sequence explaining the association must be kept in mind.

Three important exceptions to the observation that such studies are inherently

weak do, however, exist. The first pertains to instances where the data are analysed in an
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analytic fashion in order to explore hypothesized differences among subgroups within the
sample whose characteristics differ in a specific fashion. For example, useful information
may be gained about possible risk factors by comparing the differences in rates of emotional
maladjustment among those in the sample who are males versus females those with diseases
that are visible or nonvisible, or those whose families possess certain characteristics versus
others where these characteristics are absent. Although the same limitation regarding
inferences about causality remain, such within group analyses render many‘cross-scctjonal
studies far more useful and interesting than they may appear in the light otﬁ 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 normative 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 norms used for purposes of comparison may'be
considered to be biased against children with health problems. A more fundamental
objection relates to the question whether emotional functioning among healthy children is a
valid basis for comparison with children who are unwell or whether some other standard,
based only on populations with physical disorders would be preferable. This is a
philosophic issue which cannot be resolved without much further debate.

In the case of the second approach an attempt is made to compare the
frequency of emotional disturbance in healthy and chronically ill groups, preferably using an
assessment in which the measure is applied "blindly". An important problem among
controlled studies is the selection of appropriate “control” groups. This is not an easy task.

Although in one respect sibling controls would appear ideal because they have been subjected

a
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to the same influences as the affected child, they are nevertheless imperfect for two reasons.

(0 First, siblings may themselves be disturbed more often than other healthy children as a result
of factors related to the sibs’ illness. Second, with the exception of twins, it is often
umpossible to find a sibling close enough in age and of the same sex.

— Other controls that have been used pose limitations of a differentkind ¢.g
those selected from among the child's friends In this case the danger 1s that of
over-matching for personality and other characteristics that help determine friendship ties
Controls from the child's class at school are often a good compromise, limuted chiefly by the
inevitable differences in the family environment Finally, for some studies, hospital controls
are a reasonable choice although 1t is not necessanly the case that the amount of stress
experienced by a child hospitalized for some reason other than a chronic illness 1s 1dentcal to
that of a case so defined.

In the case of the third approach, "prevalence surveys", these involve a
defined population and therefore avoid the critical risk of selection bias inherent in most cther
studies especially those inyolving hospital-based cases (Kleinbaum, Kupper, and
Morgenstern 1982). Further, this approach permits an accurate estimate of the “true”
relative risk and therefore, for both reasons, this is the optimal form of the cross-sectional

design

Case-referent studies

To the best of our knowledge there are no case-referent studies which have
addressed the 1ssue of the risk of maladjustment associated with chronic disorders. Such a
study would entail defining as "cases” children with emotional disturbance and sampling a
referent group from the same base population that yielded the cases (Miettinen 1985) An
attempt would then be made to determine what proportion of each group had or had had a
chronic illness.

Short of a true experimental design, a genuine cohort study should provide the

| O 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 permits the sequence of events to be clearly 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 children with chronic disorders
with or without appropriate non-cases ("controls") are observed over varying lengths of time
with respect to the evolution of emotional disorders. In the second, the true birth cohort, a
large population of all births over a given period are 1dentified and followed until all events of
interest are observed. In this situation it can be clearly ascertained that no emotional
disturbance preceeded the onset of the illness. Children who develop a chronic disorder
would then be followed further in time to determune if and when emotional problems occur
Such a design, a true prospective study, requires a very large number of chuldren because of
the relati*< rarity of chronic disorders in the general population. Nonetheless, there remains
the problem in both cases of choosing a suitable comparison group.

An altemative is a historical cohort study in which the point of departure 15
usually some point in time after all the pertinent information has been obtairied. Thus the
investigator looks back in time to determine the sequence of events of interest, using data not
necessarily collected with the specific research question in mind that is of primary interest to

the investigator.

Intervention Studies
A randomized controlled trial (RCT) 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 obsMg its effect on maladjustment in relation
to a control group is obviously not possible. This fact emphasizes the importance of
non-experimental (or observational) studies in this context.

The clinical trial (randomized or otherwise) approach has been used, howcve‘r,
to evaluate the effectiveness of certain strategies aimed at reducing the emotional impact of a

chronic disorder. We might ?tulatc that a certain consequence of chronic illness is an
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intervening variable (e.g sclf-esteem) in a causal pathway resulting in emotional problems. If
an intervention is chosen to modify this intervening variable (say counselling specifically
directed at improving self-esteem), and a reduction 1n psychosocial disorder 1s observed
under controlled conditions, then 1t can reasonably be inferred that the illness is, at least in
part, specifically (and causally) related to the emotional )
disorder

At a more practical level, and perhaps more importantly, this form of
evaluation research offers most to clinicians and health planners by objectively evaluating the

relative worth of new programs and innovative treatments (Starficld 1985).

Results

In the section that follows a selection of reports representative of each
category of design discussed previously is presented. The selection is based on publications
appearing for the most part in peer refereed journals published since 1970. A comprehensive
review and critique of earlier reports appears in Pless and Pinkerton (Pless and Pinkerton
1975). The papers cited are not intended to be inclusive of all pertinent reports related to the
emotional consequences of chronic 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,
Schmidt, 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
all, 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 ofethat genre
of research.

Table 1 lists 17 publications (Dorner 1975; Boyle, di Sant'Agnese, Sack, et
al. 1976; Tavormina, Kastner, Slater, er al. 1976; Simonds 1977; Amir, Galatzer, Frish,
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and Laron 1977; Sullivan 1979; MacLean, Becker 1979; OMalley, Koocher, Foster, and
Slavin 1979; Grey, Genet, and Tamborlane 1980; Bywater 1981; Heller, Tidmarsh, and
Pless 1981; ODougherty, Wright, Garmezy, er al. 1983; Smith, Treadwell, and O'Grady
1983; Harper 1983; Cowen, Corey, Simmons, et al. 1984; Teare 1984; Richman, Holmes,
Eliason 1985) which essentially constitute "case senes” without any control or comparison
group. They comprise only children with one or more chronic disorders - most of which do,
1n fact, represent birth defects 1n the broad sense. All but two focus on a single disorder (e g
diabetes or cystic fibrosis). Most have relatively small sample sizes (10 include less than 50
subjects). To compensate for th€ absence of suitable comparison groups of children free of a
chronic illness, however, many use outcome measures which are standardized; that is, they
have normative reference scores from which some comparisons 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, 1t is striking that mostof the findings, point to elevated rates of emotional
disturbance based on the measures used. Exceptions are found in the reports by Tavormina
(Tavormina, Kastner, Slater, ez al. 1976), in which a varlicty 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 impairments (Teare 1984).

In spite of the large number of findings pointing to excessive maladjustment
among these samples, however, conclusions about causality must be drawn with extreme
caution because of the severe restrictions inherent in this essentially very weak design.

Table 2 summarizes 19 case studicg (McAnamey, Pless, and Satterwhite
1974; Kumar, Powars, Allen, er al. 1976; Steinhausen, Borner, and Koepp 1977; Gayton,
Friedman, Tavormina, etal. 1977; Simonds and Heimburger 1978; Gath, Smith, and
Baum 1980; Froese, Rose, and AHch 1980; Meijer 1980; Steinhausen, and Schindler 1981;
Drotar, Doershuk, Stern, et al. 1981; Gordon, Crouthamel , Post , er al. 1982; Lewis and




5

Appendix 1: Emotional Correlates and Consequences of Birth Defects 12

Khaw 1982; Steinhausen and Kies 1982; Lavigne, Traisman, Marr, et al. 1985;
(O Steinhausen, Schindler, Stephan 1983; Hoare 1984; Thompson 1985; Breslau 1985; Cowen,

Corey, Keenan, er 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 is represented as shown in Table 1. Most studies, with three important
exceptions, (Drotar, Doershuk, Stern, eral. 1981; Hoare 1984; Breslau 1985) involve
samples of between 30 and 70 subjects, and in general, the controls are "group matched"
often by age, sex, and social status. The exceptions are controls involving siblings, and, on
occasion individual or pair matching, a procedure, which if analysed appropriately provides
greater statistical power.

In these studies the measures used to assess emotiofial disturbances again vary
widely, with paper and pencil tests, often ;:ompn'sing behavioural inventories, D
predominating. Unfortunately, as in the previous example of case series, few of the studi
use identical measures, although in several 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 relatively small samples involved, it is very likely that most studies lacked the

statistical power to detect differences of reasonable magnitude, even when such differences
actually existed (Fleiss 1981).

Perhapg the most convincing set of findings are those reported by Breslau
(Breslau 1985) based on a group of 304 children with a variety of major physical disorders
(cystic fibrosis, cerebral palsy, myelodysplasia, etc.) compared with a random sample of 360
healthy children in the same age range, from the same community. The mcasum used was the
Psychiatric Screening Inventory (Langner, Gersten, McCarthy, et al.’ 1976) comblctcd by
the mother and the data were analysed using an analysis of covariance in which income and

(
0 matemnal education were controlled. The principal findings are noteworthy; first that the rate
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of severe psychiatric impairment was nearly 2.5 times greater among-the disabled children
than among the controls (27% vs 11%); 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 subnormality as one component of their
condition, who were the most severely affected emotionally.

In 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, it is worth
noting that although the trend of the results from these studies is in the same direction as
those reviewed previously, less than one third reached statistical significance. Finally, it must
also be noted that the nature of the emotional disturbance was extremely varied - a result
which is hardly surprising in view of the wide diversity of measures used.

Table 3 summarizes the results of three prevalence surveys (Pless and
Roghmann 1971; Walker, Gortmaker, and Weitzman 1981) based on large population
samples (ranging from over 1,000 to over 3,000) in which children with chronic illnesses
were proportional to the rate which they would be 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 chronic disorders, but also because they have tended to
use a range of measures with generally impressive psychometric properties. Of equal
importance, the nature of the design is such that the proportions of emotionally disturbed
children with chronic disorders can be compared directly so that the prevalence ratio
approximates the relative risk (RR; Daniels, Greenberg, and Ibrahim 1983). Thus, although
as the data in the table indicate, the actual proportions affected 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 with disorders with all the remaining healthy children. In the Isle of Wight survey
(Pless and Roghmann 1971), for example, a screening procedure, using the Rutter A and B
tests, (Rutter, Tizard, and Whitmore i970) was followed by systematic psychiatric
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evaluations of all found to be positive. The result was tl:at 17% of those with chronic

(O physical disorders were judged to have a significant emotional disturbance, compared with
only 7% among the remaining, healthy children. This represents a crude relative risk of 2.4
but unfortunately, in this study as well as the others cited in this category, only univariate
analyses were performed.

Table 4 summarizes the results of 8 follo“‘r-up, or prospective studies (Pless
and Roghmann 1971, Densen, Ullman, Jones, et al. 1970; Peckham and Butler 1978;
Ahnsjo, Humble, Larsson, ef al. 1981; Orr, Weller; Satterwhite, et al. 1984; Britten, -
Wadsworth, and Fenwick 1984; Kovacs, Feinberg, Paulauskas, ef al. 1985; Heller,
Rafman, Zvagulisﬂmd Pless 1985). Three of these are based on data from true birth cohorts
(Pless and Roghmann 1971; Peckham and Butler 1978; Britten, Wadsworth, and Fenwick
1984 ) comprising samples of all births in a single year followed over periods of 20 or more
years. The prospective design permits not only a more valid assessment of the strength of the
association, but also should, ideally, provide more conclusive evidence about the causal
sequence of events. The samples 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 term follow up studies of Ahnsjo er al. (1981) and Kovacser al (1985), both of which

o~

deal with diabetes. None of the basic outcome measures are identical. They include "mental
disorders" as a basis for draft rejections, behavioral symiptoms as observed by parents or
teachers, self report inventories, Rorschach tests ar:jd, psychiatric evaluations. Analyses of
both the 1946 and 1958 British Birth Cohorts have so far failed to exploit the unique
opportunity afforded by the cohort design to observe sequential events. We are therefore
deprived of the chance to establish whether the children with chronic disorders who later -
displayed emotional problems were unequivocally free of such problems prior to the 5!11& of

their physical disorders. The more recent (non-population based) study by Kovacser al.

(1985) attempted to address this problem albeit through recall biaé susceptible parent reported
( O prevalence of pre-diabetic psychosocial difficulties. There was a doubl.ing of the |

Wjusmmt rate by this crude measure following onset of diabetes, B‘fit a substantial
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i

recovery by 9 months after diagnosis Nonetheless, the results of these surveys provide
further evidence 1n support of the basic premise that these conditions may be followed by
cn&onona] problems of some sigruficance.

Few attempts have been made to evaluate the effect of health promoting
interventions to prevent maladjustment among these children. Details of 3 studies are
depicted 1n Table 5 and demonstrate impovement in evaluahon methods and study design
over the last 15 years (McCraw and Travis 1973, Pless and Satterwhite 1975, Stein and
Jessop 1984 ) An assessment of the impact of diabetic camp (McCraw and Travis 1973) on
self-esteem and anxiety was fraught with threats to internal validity Problems with subject
selection and attntion, timing of pre- and post-intervention assessments and analysis,
together with dubious outcome measures that only partly reflect maladjustment mean that the
study resulfs are very difficult to interpret. '

By companson, the famuly counsclor project (Pless and Satterwhste 1975)

o
stratified subjects on a measure of family“function prior to random assignment to treatment or

- control group. This innovative program showed a marginally significant benefit in terms of

several, more appropriate outcome measures.

Finally, the randomized controlled tnal from New York (Stein and Jessop
1984) has come closest to modern standards of objective evaluation After stratifying
subjects on scores from measures of family reseurces-and-the child's burden of illness (a
proxy for "severity"), randomization of 209 subjects to either a home care program or
standard care was undertaken Scores on the psychometrically sound Pars II (Ellsworth and
Ellsworth 1982) measured the impact of 6 and 12 months of the home care program, not too
dissimilar to what is, or should be, available in many modem treatment centres. Sigmificantly
better improvement in adjustment was recorded in the treatment group at 6 months, though

this effect was less evident at 12 months, possibly hampered by the relatively small sample

size available in the appropriate age range for assessment by the Pars I1. Since both of the

" most recent studies employed an intervention focussed on alleviating specific illness-related

stresses (physical, economic and emotional) it is reasonable to infer that the observed




Q

‘0O

Appendix 1: Emotional Correlates and Consequences of Birth Defects 16

reduction 1n maladjustment was at least in part attributable to an illness-specific effect. All 3
studies however, suffer from samples too small to reliably detect small to moderate treatment

effects

Conclusions

Although 1t 1s evident that few of the studies cited in this review provide
conclusive evidence to support the hypothesis that a chronic disorder 15 associated with later
emotional problems 1n a causal manner, overall 1t 1s reasonable to conclude that such a
relation does exist. However, 1t is clear that the risk of this outcome, while ndt exceedingly
large, 1s of sufficient magnitude to be of concern to clinicians In broad terms 1t may be

X safely assumied that at least twice as many children with these disorders have a high
probabulity of expeniencing what must be regarded as a "'secondary handicap” of potentially
great importance in the development of the child.

The task of the chimician is to identify those among the population with chronic
disorders for whom the nisk 1s greatest and t\o provide them with whatever additional serwces
seem most likely to prevent this outcome or diminish its impact. Thus task 1s by no means an
easy one for several reasons. First, there are still too few adequately controlled studies which
provide guidelines for determining the characteristics of those at greatest risk. Some data
suggest that certain types of disability may modify susceptibity to emotional disturbances; e g
the results reported by Jessop and Stein (1985) pointing to the non-wvisibility of the disorder
that of Heller, Rafman, Zvagulis, and Pless (1985) which suggests the possible importance
of the type of disability in combination with gender, and other results highlighting the
importance of family functioning as a possible predictor (Lcwis' and Khaw 1982,
Steinhausen, Schindler, and Stephan 1983; Pless, Roghmann, 'and Haggerty 1972).

Second, the relative scarcity of intervention studies makes it difficult to
recommend with confidence what type of services are likely to be most efféctive. The
comprehensive home based program described by Stein and Jessop (1284) is a clear

exception, as are the findings of the program involving family counselors (Pless and
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Satterwhite 1975) More general principles, emphasising the importance of the pediatrician
playing the role of counselor, coordinator and advocate, have also been put forward (Pless
1980) but have pot been subjected to systematic evaluation.

Accordingly the challenge for future research in this area 1s clear. It must first
delineate more clearly 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 with the most modest use of
available resources.

Finally, it should be clear that there still remains 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, especially
those employing case-referent or cohort designs. For these to be of the greatest possible
value, however, there is above all, an urgent need to adopt a standard measure of emotional

disturbance so that the findings may be compared with one another.
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TABLE 1: CASE SERIES: UNCONTROLLED OR NORM-REFERENCED TESTS ONLY
Ref First Sample Age Outcome Maladjustment Prevalence or
[ Yr. Author Disorder Size (Yr) HMeasure(s) other Major Finding
12 1975 [DORNER Spina Bifida 63 13-19 Clinical assessment 66% depressed
50X severely fsolated
13 1976  BOYLE Cystic 27 13-30 Clinical assessment, 48X poor or fair daily coping
» Fibrosis Rohrshach, Draw-a- 78% isolation or hostility
person, Thematic
apperception.
14 1976 TAVORMIMA Diabetes 144 5-19 Piers-Harris Self All sample D norm (P€0.01)
Cystic Concept, but Deaf < norm (P<0.05)
Fidbrosis, unior tysenck AT sampTe=norm
Hearing & Personality Hearing higher scores but NS
Impaired, nventory,
Asthma ssourf Child- Sample ) norm on aggression and activity.
ren's Picture Hearing less conforming, more aggressive.
Serfes, Drabetes more agqressive, active.
Psychological RTT sample J norm on alienation. Diabetes
Screening Inven- L Hearing > norm on alienation, defensiveness
tory
15 1977 SIMONDS Diabetes 40 6-18 Clinical assessment 7.5% serious psychiatric disorders
16 1977 AMIR Diabetes 292 0- Clinical assessment 51.7% emotional adjustment problems
adult & questionnaire
17 1979  SULLIVAN Diabetes 105 12-16 Diabetic Adjustment Approximately 7% maladjusted.
Scale
18 1979 MaclEAN Hear ing- 20 13-20 Clinica) assessment 5% maladjusted
Impaired
19 1979 0WALLEY Malignancies 113 5-36 Rutter & Graham 36% mildly majaddusted
Interview, 23% moderaté-severély

Clinical assessment (Total 59%)
{("Combined adjustment
rating®)

Table 1 Continued on next page.
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*No data are given for B8RS or Achenbach.

Cystic
Fibrosis

Cleft Lip/
Palate

Transposition

of Great
Arteries

Cystic
Fibrosis

Duchenne
Muscular
Dystrophy,
Orthopedic
impairment

Cystic
Fibrosis

Visually
impaired

Cleft

Lip/
Palate

mean

Rodgers' parent
interview,
Coopersmith self-
esteem inventory

Clinical assessment,

Rutter Child Scale
B2 (Teacher)

Structured interview
based on school and

work achievement,
past and present
family W1fe.

Behavior Rating Scale

(Examing)
Achenbach Symptom
Checklist {Parent)

Tennessee Self
Concept Scale

Minnesota Multi-
phasic Personality
Inventory

Index

Behavior Problem
Checklist (Quay-
Peterson)

63X "misery® in previous year.
7% behavior problems at school

33% marginal or inadequate
psychosocial functioning.

“...behavioral difficulties
were prominent in a subgroup
of these children."*
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Group mean at 90th centile on
general maladjustment scale.
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ODuchenne: 60% depressive feelings

47X maladjustment

Orthopedic: 48X maladjustment

Emotional Disturbance: 19% O'md-severe
a3 Q -

Total score - normal range
Introversion Score - Sampie > Norm (P<0.05)



TABLE 2: CASE SERIES WITH (DNTRLS

ref First Ap  Control
#  Year Author Disorder Cases Controls (W)  Selection Outcore Measure(s) Maladjustment
8 1974 MAVREY  dwenile Q Q 6-7 Grup metch an Coperguith Self Estems , Paent meacres: Bmotiona) health
Cwunic age, sex, SES Ovildren's Manifest Anxiety Scale, not excelient in 63X cases vs. AR
Athritis California Test of Personality controls (iS) '
. Teacher smasiges: Low adfustroent cases
3N vs. cortrols K (KS)
1 1% KMRm Sickle ¥ 3 128 Gupmtchan General Axiety Scale far Controls iw).(m; wore axious.
v )} ag, ettnicity Children (Sarason), Cantrols (AD.001) higher on self
Pers-Haris Self-Concipt Scale, cocept. Mo difference in overall
Califorma Test of Personality aqjustrent.
2 1977  STEDeRUSEM Djabetes 56 &l 813 Grap satch on Children's Personality Quest, 1o differexe
ap, sex, S5 Hxdurgar Newrotizisns
Extraversionsskala fur Kinder
Und Jugendliche
v —
R 197 AR Qrstic k) k1 513 0Oldest sibling Pie‘sl&h'ris Self-Concept Scal, No difference
Fibrosis Missari Children's Picture Sertes, (Matched analysis not dore)
Holtamn Inkblot Test
3 1978 SDONS Cleft Lip/ L o] L 1] 6-183 Group metch on Clinical assessrent, No difference
Palate ae, sex, SBS Behavior questiamaire (Parent)
R 190 GAM Didbetes % 0 5-16 MNext child on Teacher Questiamaire, Cases 2% v. controls 13X behavioral
class hist of Rutter B Behavior Scale for deviaxy at school (16).
SaE SEX Teachers,
Chinical assessment 26X of cases emtional disturbance
but ro copa-die figre given for
ontrols (clinical).
¥ 190 AOESE  Famlial & 3 219 Siling Covor's Parent Questiomaire, Mo difference overall.
Hyperlipo- Clinical assessment (Ratched analysis not done. ) Male cases
protatnewia significantly sore Wpuisive/tpperactive.

Femle cases significatly higher on
on perfectionisn

TR 2 ONTIUED ON MEXT PAGE
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» 19D KR Haghilla 20 2 ot Frequecy metch  Manifest Affect Rating Scale, Cases significantly sore hostile,
Stated on age, sex, SES  Mother Ohild Questiomaire defiant.
T 181 STEINAGEN (ystic X K 3 5-18 reqency aatch Clinical assesswnt (mother) SHX of cases v. 31X of controls had
Fibrosis o age, sex, SES def inite pgychiatric problens (of
sligt to marked degree).
3 1 O Qrstic 18 12 313 Silings of &F Lautsville Behaviar Checklist Paent rating: 1 maladjusted in cases
Fitrosis, {ents, uwatched School Behaviar Checklist v. 5-&X in controls.
other 1thy children Teachers: Mo difference
Respiratory
IMnesses
I 192 ORDN Constitutional 23 3 6~-12 Matched Acherbach CBQL, Cases signif. higher (BOL Total
Shart (Hndividual) on  Piers-Haris Self-Concept Scale Behaviar Prablen Scores
Stature IQ(M. ﬁl
ae, sex
NV 192 LIS Onstic S7 27 7-12 Frequency match on Quay-Petersan Behavior Problen Cases significantly more maladjusted
Fibrosis, age, sex,SEB Check 14st, than controls
fstivn Piers-Harris Self-Concept Scale (frequency of behavior probless)
Mo difference in self-concept.
4 192 STEIMASEN Inflamatory 17 17 7-18  Individually Graham and Rutter Parent Psychiatric disorder Cases 6K vs.
Bovel satched on age, Interview, omtrols 18X
Disease sex, SES Rutter (hildren's Behavior CBY: Cases significantly higher
(CH), subscores for erotional disorders.
Clinical assessment
€ 1R |AIDE Dizbetes 4 4 616 Individually Acherbach CBOL Male cases significantly more inter-
matched on sex nalizing ad externalizing yaptms.
and age. Grap xean 0.8-0.9 SO above
oontrols. Femles ng difference.
(Mstched analysis not done).
43 1953 STEINASEN Qystic R » 4-14 Freqency match Adapted Grahan and Rutter No direct cosparison between cases and
Fibrosis, on age, Sex, Parent Interview controls. Multiple regression used to
Astima stb. rak, SO

exanine predictors of the outcome
measures for (F, asthma and conbrol
grops separately.

TABLE 2 (DNTINUED ON NEXT PAGE
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@ 19\ DRE Seiare -
Disorder,
Dizbetes

I3 U3 514 Individual match  Rutter Texher's Sale

by class, age,sex Rutter Parents'Scale

Chranic Epilepsy cases 4 v. antrols
13X Disturbed*

Owonic Diabetes cases 17X v. controls
X Disturted™

New Epilepsy cases 43X v. controls MX
Disturbed*

Mew Diabetes cases 17X v. controls 7X
Disturbed (NS).

(Matched analysfs not done).

S 195 THOPIN Disbetes,
Qyst
Fibrosis

Mot Mot Mo matching. Missouri (hildren's Behavior

Stated Stated Healthy controls  (hecklist

from pediatrician’s
office. Psychiatric
antrols fran
Comunity Guidance
Clinic.

Maan aubscale scores not
different fram controls,
ad less thae psychiatric

gop.

6 195 BRESW Cystic
Myelody-
plasia,
Miltiple
Prysical
Disorders
Fibrosis,
Coretwal
Palgy

D X0 318 Raxm saple Psychiatric Screeming Inventory

from Cleveland {(Mother)
aed.

All cases 27% v. cantrols 11X for severe
psychiatric opairment. Between disease

grogs, o differences on parent conflict, -

regressive awiety subscales. Overall,
these higher than controls.

(Analysis of covariance controlling
incame and matamal educat ion)

4 1985 (WX Qrstic
Fibrosis

kil 2-5  Healthy daycare Preschoo] Behavior Questiomaire
children (o (modified Rutter CBQ)
matching)

Mo swgnificant difference overall, but
(F significantly higher on hostile-
aggress ve subscale.

6= Mot statistically significant

N

SD= Standard Deviation * Statistically significant

END OF TARLE 2
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TALE 3: PREVALDCE SIRVEYS

Sapling
Procedare

Age Saple Outcose
{w)  Size  Measure(s)

Mal i justrent

R 1971 AES Isle of Wight(LK)

tntire population surveyed.

9%-11 k441 Psychiatric assesswent
{Rutter & Graham) after
soreening by standardized
paent ad texher
Quest jonaires.

12X in OPD, X in others.
(R 2.4)

2 191 ALS  soroe Couty,

Systamatic saple of house-
holds, and random saple of
children from these
harscholds.

6-16 17% Califonia Test of Parson-

23-3B in (PO, 13-1&X in others.
(R 2.3)

53 19681 WXER  Geneses Caunty,
Michigan

N

Chsster sample of children
from rendos saple of
households.

0-17 172 4 gestions to paet froa
Rochester

3.5-20.6%* with (PO, 2.8% in wwle sample
behavior problen. (RR 1.3-7.4)
3.8-%.3%* with (F0, 1.8

in whole smple had soctal problen.

(R 2.1-19.6).

&

Rates vay with degree of funct

opairment, tye of (P (chwonic physical disorder).

N



TABLE 4: (DHORT STUDIES

Sarple
Size
Ref First Cohort  Age Data Outoome
¢ Yer Athar Disoder Cohort (Disorder) (Yr) Saurce Measure Finding
S 190 DOGEN AN Retrospective stratified 311 0-18 School Draft rejection on Rejection rates in those with:
Pysical  sasple of males fron New (851) Recards “mental® grounds. Physical disorders, 7.6X
Probles Yok City public ele- No problars, 0.7
sentary schools. All RR=10.9 (Univariate analysis only)
with physical prablass.
® 191 RS Al Saple of 1946 birth 4649 0-15 Repeated Behavioral symptom Parent report of behav. syptoms:
Gwonic  cohort: National suvey (537) intervies  Questiomaires. Physical disorders 2%, others 17X
Prysical  of UX. Prospective. and exan- (R 1.5)
Disorders  All dwonic physical inatfons Teacher rated nervous/ sive
disorders. (Parents, CPD 3%, cthers 31X (R 1.3)
Teachers & hild report (nasotic);
children) 0P 1&X, others 11X (R 1.3)
{Univariate analysis only)
S 1978 POHM Astmm 1958 birth cohort 13509 7 Paents, Rutter Hoe Behavior Significantly higher scores on parent
(saple). Mationa! (1664) ad  Teachers Scale (Parent), scale in asthma children. Dose response
Child Development 1 Bristol Sacial adjust- effect abserved. No difference an
Stdy (Britain). et Guide (Teacher) Bristol after controlling for sex
Prospective. All social class. (Multivariate analysis
those with asthnm. controlling sex, social class).
58 1981 ANSD Disdetes Incident cases of 64 417 Pgychia- Clinical assesgwnt, Mo difference detected at T1 or T2.
diabetes and controls.  cases, trists Rorschach Test Diabet ics showed increase in
Individa) mtching of X aggress ion fran 2K to IM, cotrols
X controls on sex, age, controls a decrease fram 16 to 7X (XD.05)
parent cocagpation, ?
faxily characteristics
Time 1 measuresent
within 5 m. of diagnosis,
ad Tie 2, 3 years later.
9 14 ORR AN Fros 1X rendom saple of 1M 13-  Interviesrs, Struchured Intervies, 1 Sare Average in 27X cases ad
Cwonic Mowoe (0. houssholds in 2  Subjects. Califomia Pgydwlogical 13X fawer cases
Pysical 1968, Two sessurawents Invertory.
Disorders at 8 year inteyval.




TAALE 4 (COMTINUD)

60 1994 ERITTEN

Epilepsy

Nationa) Survey (1946)
sawple of UK. birth
oohort.

(%)

R

Hospital adxission or
other treatment for

18X of cases vs. 6.8 of non-<cases
had outcore (RR 2.7). Univariste
aalysis.

6l 1985 VS

Didbetes

Newly mgmsau

subjects. Retro-

spective ascertain-
ment of outcome
prior to diagnosis.

74

EP

i |

Psychiatric disorder OR
at least 4 notable
smptoss or signs of
distress.

Parentreportad prevalence of pre-
diabetic psychosacial difficulty 18X,
ad by study oriteria 1&X had
psychiatric disorder.

Tioe 1 prevalence (at 2-3 weeks) 38X

A 9 months, 93X recovered.

R 195 HUR

Cleft

Lip/
Palate,

disease,

Hoaring

Subjects recruited from
cHnic lists. Two
seesrenmts at 1 year
{nterval.

190

413

Structured
intervies;
Parent

aild

Acherbach (hild Behavior
Check1ist. Children's
Self Report psychiatric
Rating Scale.

Prevalence of maladjustment IX at
Tiwe 1, 28 at Tige 2.
{Univariate aalysis)




2

Ref First Age  Sarple Assigwent Outcome
f Yea Author Disorder (vr} Size Procedure Measure(s) Intervention Result
& 1973 MRA! Disbetes 7-15 33 Treatmst  Frequency Coopergxith 3 week cap. Mo Significant weprovesent in self-esteem
25 Control xatching of Self-Estean specific descrip- measure for famale capers only.
age, Sex,race, Lventory. tion of activities. Irproverents in scores for a1l subject
SES, dration  Children's regardless of trestment/comtrol status.
of diabetes. Manifest
Controls Axiety
chosen fram Scale.
variety of
physician
SOurces.
64 1975 PUESS Wide range 6-15 56 Treatwent  Randmn after Califania Family Counsellor 60X treatment subjects vs.
of dwonic @ Controls  stratification  Test of Program. Duration 1 41X controls showed i}mm [
physical on Family Personality; year. Trained non- psychologic status (P<0.06).
disorders. Function Index  Cocperawith professional mature
Self-Estesm woren xted as family
Inventory; consellars.
Mhildren's
Maifest
Axiety
Scale B
& 1998 STEIN Wide range O-11 105 Trextment Random after Personal Pediatric Home Care Significantly better mprovesent in
of dwonic 108 Control stratified on Alhstment Progras. Teaa care by at 6 sonths in treatment grap
phosical Qudged Mbility & Role Skills  Pediatrician, nurse (P=0.04), with trend in same direction at
disorders. to Cope, and Scale (PARS 11}, practitioner, with 1 year (P=0.08). (W<37,33 for these data.)
Overall Buaden  Functional acess to social wrker, 1o difference in functional status measure
Index. Status Measure. pgychiatrist etc. at either time.

Pretest, and Post-Test
masures at § months,
12 months.

Pl

-
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Appendix 2. Consent form.
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L'Hopital de Montréal pour Enfants
The Montrcal Children’s Hosgltal

Department of Community Pedjatric Resea

LY

UN HOPITAL D FRSFIGNEFMENT o McGILL UNIVERSIEY A TEALHING TN\
Dear Parent, {

We are wriling Lo invite your participalion in a Mon.real Childrens Hospilal resesarch project being carried vul
in coaperation with the staf’ of the chinic that your child attends This resesrch 1s concerned with Lhe effects on children
and their families of various chitdhood 1llnésses. and whether it s possible Lo reduce Lhe siress thal ilinesses produce
Coping with a physical ilinessis often in/itsell a major problem fo~ a child, bul theres no doubt that there can be an exira
burden due to the added financial, traveliing lime commitments that must be borne by the whole family

The study willinvoive an op mlarview by one of our research staff, either in your home or al the
hospita!, deperd'ng on your preference A ¢onfidential questionnaire will be completed for the mother and the child
Following this, a research social worker #vill gel in touch with some af the families thal have been interviewed This soc!ai
worxer will gel to know Lhe patienl and family during the nexl 6 months 1n order to provide any sssistance that is required
and o be available as a counsellorto the faguly Whether or not families are contacted by the social worker, they will all
cantifise Lo recetve Lheir usual clinic services, just as they have in the past Finally, one year after the (irst interview,
all famthies 1 Lhe study will be given 8 second questiohnaire

Dne of our staff will telephone you in the next few weeks to find oul whether you are willing to take part in
the research Arrangements to suil you and your child will then be made for a time and place for the inlerview

» We sincerely hope that you will be able to participate in this important research project The results of this
study will prove very valuable in planning support services for families of children with chromic tlinessesnol just in
Mnntreal, bul throughout the wortd tf you have any questions about the study. our researcher wilitry lo answer Lhem
when she gels in Louch with you in the near future N

When you decide to participate in the study, please sign the form below and retain il for the inlerviewer
Should youF deride nol Lo join us In this research, or if you feel 1t necessary Lo withdraw from the study after il starts
please rest assured that the future care of your child al”‘e hosp:Lal willin no way be affected

Wwith many thanks ¢ °

T hety -

Terence M NolanMD s B
Pediatrician and Principa! investigator Prowct Direct

.

Consenl to Psrticipate tn Lhe Study

I agree to taje par! in this study understanding that my child and | willbe asked some questions involving about | hour of our
time Foilowing this | understand thal our family may be chosen oy a lottery method to be introduced Lo s Montreal
Children's Hospital social worker who willbe available to us for a 6 month period for any assistance or advice that we may
require | agree {0 a second interview Lo be held | year after the first | understand that allinformation willbe kepl strictly
conltdential by the research team | am free id withdraw from t-us sludy at any Lime withoul penaity Lo me or Lo the future
care of my child at the Montreal Chiidrens Hospital

‘ o
\'s\qnature of the Parent . date
Mgnatire of the Inlerviewer " date -

934-4400

2100 TUPPER, MONTREAL, szgr.c HIH 1P3  «  (514) BOOOKXXN




Apperidix 3. Telephone interview.




TELEPHONE INTERVIEW

"

Hello, this is (name of interviewer) calling from the Department of Community
O Pediatric Research at the Montreal Children's Hospital. May I speak to Mrs. (Mr) ?
Are you busy now? (1f ves:) When can I"call back?
1) Have you received a letter describing our study? /
YES .3 L —> NO
Do you have any questions about {t? I'd like to send you a copy of the letter.
l Could I verify your address and postal code?
, 1'11 call you again in about 1 week.
4 + l
YES- NO y

Answer any questions. l

*

l $» 2) Have yoy had a chance to make a decision about
participating in our study?

YES & i N NO
N\ I 4
(UNDECIDED)

Is there any special reason why you have not
made up your mind? (LOG)
Can I give you more information now to help

you decide?

1'11 call back in about a week to find out
what you have decided.

>
e} 3) Are you interested in participating?
¢ I
YES < —) NO .
I'd like tg ask you some questions: Would you mind telling me why you have
decided not to participate? (LOG)
' .

Verify child's : name, age, clinic (Provide more information and reassurance
Does child attend: regular school,

special class In a regular school if necessary. Leave eur ndmber: 934-4400

pe ial school & ' loc 2667, so that they can call back 1if

speclal scho they change their minds)
Last clinic visit:
Next clinic visit: >
Has anyone in the family had the services

of a psychiatrist, 8 psychologist, a

social worker, a nurse?

* For how long? When was the last time? N
ARRANGE INTERVIEW:
0 N.B. All children attending the AUDIOLOGY clinic; 1i.e. those with hearjng problems
must be at home at the time of the interview in order to complete the HARTER. "

All children between 4 and 6 years of age must be at home at the time of the [
interview go that they can complete the HARTER.

.'
* See Interviewers' Introduction

] ) .




Appendix 4. Interviewer's questions
at baseline and Time 2.

N




Montreal Children's Hospital
Department of Commumty Pediatric Research

First interview
» Child Health Study

1 Child's Name

first name ' ' ‘ family name'

2 Child's MCH 1D Number DDDDDD 3 Child's AquD . DD

years months
4 Childs Sex OMale O emale

5 Name of Clinic that Child Attends

& Name of {linessor Reason that Child Attends This Clinic

7 Date of Interview DDDDDD

Month Year
68 Respondent OMother OF ather DOOther(specify)
9 Location of Interview 0OSubject's home aMCH  OOther(spacify)

10 Time Interview Comr\nenced DD DD
11 Time Interview Completad DD DD 12. Duration of Interview(minutes) D D

13 Consent form signed by OMother  OFather  DOther{specify) .

14 Allernative Contact Address/Phone No of Friend or Relative

Contents of Package 1. Personal Detsils (Interviewer)
2. Femily Function (interviewer)
3. Impact on Family (Interviewer)
4. Malsise Inventory (Interviewer)
S. Functions! Status (Iinterviewer)
6. Achenbach Scale (Psrent)
7 CAAP (Psrent)
8 Herter Scale (interviewer & Child)

Nete “The MMiness” refers in all questions(uniess otherwise stated) Lo the study iliness, that 1s, the 1linesafor which the
child sttends the MCH clinic.




PAGE 2
16 "What Is the main lsnguage spoken st home?™ OFfrench [English OOther(spec!fy)

(,' 17 “Where was Aname of child) born?”

18 1 wouldltke you Lo telime 8 littieaboul your family and who lives In your home Perhaps you couldyelime their names
snd ages, and the number of yesrs of formal education (school) completed

Name Relation Age Llving ot Home? School  CEGEP  Universily TotaYears

Fother 000000 od
Spouss 000000 od

T I & [ A mla
{
16 “Apart from the problem that is the reason for —{name of child) sttending the -
(name of MCH chinic), what other health problems or diseases does he/she have?”
Listhere ... ... . ... . e e e .
3
i iteeese e e ssniesssesmeens oo o ssesees sninee ses 6 sisiees 0 beeses sess s
20 "How old was (neme of child) when he/she was first diagnosed to have the condition fq; which
he/she attends the (name of clinic)?”

i yesrs  months A
\/? 21 “Thinking back over the past 6 menths, that is, since June, on how many separate occasions did you come to the
Montreal Children's Hospital because of his/her—_______(name of iliness)?”

00

22. "In the ssme 6 month period, how many visits to other docl.ora occurred due to (name of child)
0 iliness?*
! Hn
23 “in the same 6 mealh period, how many admissions Lo hospilal occurred as a result of (name of
chiid) lliness?”

00




O

O

. PAGE 3
24 I hespitslizatiens eccurred (Q.23 sbove) ask, “As s result of these hospitahizations, how many days in total
would you estimate (name of child) spent in hospital in thet 6 menth period?”
25 7 Over the past 12 menths, have you or your family received any services from ?”

a physical therapist?” ONo DYes
.8 speech therapist?” ONo OYes

A psychologist?” DONo Oves, the Isst occasion wasD Dmonths 8go Type of help

- .a psychistrist?” DNo OVes. the lasl occasion wasD Dmonths ago Type of help

an occupational therapist?” DNo OYes
.genetic counselling?” ONo  DVYes

8 social worker?” DONo Oves, the last occasion wasD Dmonths ago Type of help

a nurse?” ONo OYes, the last occasion wasDDmonths ago Type of help

anyone else?” 0ONo OYes Specify sourcp'dr help

snd type of assistance received

26 “Just thinking now about the past 2 weeks, how many days has (name of child) missed from
school as 8 resull of his/her illness?”

AN

27 “Are you married or living with someone?” Omarried Onever merried
if Wo', PROBE........... Ddivorced Ocohabiting
Dwidowed Oseparated

28 i response to Q.27 was either dlvol‘::cd. widowed, never married, or sepsrsted, ssk...................
“Are you now living s a single parent?” OYes ONo ~

29 If response Lo Q.28 was YES, sk "How longhave you been a single parent?” D D D D
years months

30. Mother's occupstion OFull-timeHome Duties, er OJob(Specify) . . occupyiIng [:]Dhrs/wk
31 if mother has a jeb, ssk "What period of the day do you usuallywork?”  Dday Oevening Omght

" 32 Spouse occupation, ... . ...

33 If speuse unempleyed,” What is his usual or most recent occupation?”

[? End of Personal DeLsils Section. (
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PASEY OF 4 TIME 2 INTERVIEW
Interviewsr s Questionnsire (continued from cover shest)
-~ For All Subjects BLANK 22
l.'l’hlnktmbdovrthudli..(b,mtmmw mmm you come to
the Montreal Chvildren's Hospital with of child) bacause of (23-24)

hs/mer . (name of flinges)?"

ad

2. “In the same 6 menth period, how meny visits to sther decters cccurred dus (26-26)
to.——__(name of child) {1iness?”

oo

3. “In the same 6 menth poriod, how many admissions te hespital occurred due (27-28)
to____(name of child) 11lne3s?”

0o

4. If hespitelizations accurred (Q.3 above) ssk, "As 8 result of thess hospitalizstions,
how many days in  total would you estimate —( name of child) spent in (29-31)
hospital in thet 6 mdhth period?*

000

RAK (32)
8. “ Sinoe the time of the first interview, hove you or your femily received any Services from ...............cceeenee. ?*
® eeeeesssassmmsons Apoychologist?” 0o  OYes——> WYES, who recrived services? L5%)
o |
and vhat was ressen?
® e ermsesornanaas Apoychiatrist?” ONe  OYes——> N YES, who received services? £34)
o |
wad what was ressen?
0 1
® ceeernrernsiodd 9001 warker 2°8 Ole  OYes———> W YES, who received services? L53)
(®apart frem e project secial werker ¥ relevant) .
wd vht was ressen?
. Anrs? (e  OVes——-> W YES, whe reorived services? £B6)
0 1
. ad Vit was ressen?
o !
®..... a0y ler soofal mpport  [Ne:  (Ies. Specify sowrce of ke e y))
or counseling sowroes?”
and type of wsistanse received
. wha reovived services? £38)
ol vt wes reasen?
0 MTERVEVER: ¥ any sbove services reseived, NMMhMQNMo‘&thM
octont and evtoome of e sorvises were.
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PAE2 &F 4

6. “Just thinking now about the last 2 wesks of scheel, how meny days
did { name of child) miss from schoo! a8 & result of his/her {liness?" (39-40)
doys

7. “Sinos the time of the first interview, hesyour child developed any new hesith problems?”
0 1
ONo OVes----> If Yes, dsscribe (41)

(42-45)

8. “Since the time of the first interview, hes your child's heelth............

- 1D improved?” )
20 remained about the same?" . (46)
30 bacome worge?”

9. "Do you have any problem with (child's name) behaviour?"
0 |
ONo O Yes (47)

10. "Does (chile's name) have any learning problems?”
0 !
ONo OVYes (48)

11. “Does (child's name) heve difficulty in gatting along with other children end/or adults?”
0 !
ONo DVYes (49)

¢
12. "Hes (child's name) ever had sny trouble with his/her schoolwork?”
0 1 ‘
ONo OVYes (50)

13. "Hes (child's name) ever been asked to lesve school?”
0 |
ONo OYes (51)

14. "Sincs the time of the {irst interview, whol changs (if any) hes there been in your merital status?”

IOnochonge  2Dmerried  30seporated( formerly married)  4Dsepereted( formerly cohabiting)
SOdivorced  60cohabiting  70widowed (52)

15. If respenss (s Q.14 was sithor divorced, widewed, or separeted, ask...................
“Are you now Hving as a single perent?  0ONo 10Oves (83)

16. If respenss te Q.15 was VES, ask “How long heve ybu besn @ single perent?” DD* (64-56)



PASES & ¢

17. “Hes been any change in employment for you or your husbend/pertner since the time of the first interview?”
NOTE: For the purposes of this question, housshold duties is not classified e e job

(30 home duties = ployed).
/llllh Father (56)
Tick ene chaice for esch pereat. Mother (§7)
FATHER/PARTNER O....unsmploysd now, but was employed ot time of first interview...0 MOTHER { /
0....employed now, but was unsmployed ot time of first interview.....0 {2
1 O still employed In SAMB JOD................oeeeenriveeennnnes D {5
[ 1 SN still employed, butinnew jab................cccceevvenenee. 0 €4
Deecrermnnnneeseeesassanss SN UNBMPIOYRL..............ooecrereerecerrenrncireneceene D (s
o R not applicable because no father/partner or mother-............. 0 {8
18. "Have you had any contact with other families thet you know were also taking BLANK (S8)
port in this study?® OONo 10Ves ----> if Yes, PROBE (59)
Were the contacts with families who were receiving help
from Project social workers?
OONo  10Ves ----> if Yes, (60)
How much contact occurred? (61)
19. “Have you besn involved in eny other studies or projects in the last 6 rngmm?'
ODNo 10ves ----> If Yes, “Didyou complets questionnaires or answer questions similer to (62)

those you have bean asked in this study?"

ODNo 10Yes ---->f Yes, attsmpt to identify which questionnaires or specific questions were used, (63)
end @130 who conducted the study.

(64-65)

20. "Did & social worker from this study ever contact you after the first interview, either by telephons or in
person ?

0ONo 10Ves (66)
21. Do you know the social worker's name ? “ .
0ONo 10Yes (writename,or DK if respandent dosen't know) (67)

e & aewrt PagR ~~=~-3)




PASES &F 4

0 INTERYIEWER --—--> RNOW OPEN SEALED ENVELOPE.

If 1t conteins "Duestions for Families ATTACHED to Social
Yorkers®, give it to the parent to complete now. You mey essist

’) 11 requested to do so by the subject.
ﬁ/ I 1t conteins "Questions for Fomilies NOT ASSIGNED 1o Soclal
workers®, you edminister the questions to the perent.

I this is Gne of the fsw families assigned Lo sociel workers
which refused to ses the social worker at ell, tmn procesd

directiy to the “Wrep Up~.



Yrep W PASE 1 OF 1

WRAP-UP
INTERVIEWER-—----> -

1. Ask the perent If they would 11ke to add enything eiss, or to make any ftnal
comments. :

;2. Arrange for telephone edministration of “Herter” (11 not done in person).
3. Mention the possibility of e future interview in ebout 1 year dependingon funding.
4. Ask for a contect (eg. parent, friend).

Name:

Relationship:

Address:

Telephone:

3. Thenk perent for their perticipation. Give letter of apprecietion to parent.

O

‘o




Appendix 5. Social worker summary sheet and
contact log.



' Date of Initial Contact:

NAME :

Date of Final Contact:

SUMMARY SHEET AND CONTACT LOG

n

| nte

Initial Assessment Completed: Date: Place:

Home Visit completed Date:

Ist Visit completed Date: Place:

2nd  Visit completed Date: Place:

Telephone calls: 1. 72 3 4 5 6 7 8 9 10
I 1 13 14 15 16 17 18 19 20
21 22 23 24 25 26 27 28 29 30
31 32 33 34 35 36 37 38 39 40
41 42 43 44 45 46 47 48 49 50

Durad Contact Rem:\rkS\

Time | o ionff1ace | Origin

L 3
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Appendix 6. Telephone protocol for notifying
controls.



Telephone Protocol for Notifying Controls:

Ld : J

Purpose of the telephcne call to control group:

-thank parent for participation
-notify parent of their status as comntrol
-maintain contact with this group

-notify parent of second interview in the fall

Procedure:

-identify yourself

~thank parent for their participation in study

- notify parent that no Social Worker will be contacting

them (from the study), but that their continued participation
in the study remains essential to the success of the whole
project

-ask them to notify us of any change of address

-inform them that we will be contacting them for another

interview in the fall

-

4

e

i,
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Appendix 7. Letter to control families at study
mid-point.
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48

~

L'Hoépital de Montre¢al pour Enfants
The Montrcal Children’s Hospital

DEPARTMENT OF COMMUNITY PEDIATRIC RESEARCH

UN HEOPETAT DINSEIGNIEMENT = MG UNIVERSEEY o A TP ACHING HONPTEAD

Dear Parent,

We are writing to let you know that the research project
on children with chronic ‘conditions in which you kindly agreed
to participate 1s presently going well.

Our interviewers will be contacting you sometime after
August to arrange a time to complete thé second questionnaire.
So, if you plan to change your address before then, please Jlet
us know so that we will be able to reach you.

Finally, we want to express our appreciation for your
involvement in the study and we hope you will find the enclased
newsletter of interest.

With thanks,

Yours truly,

Lol

T. Nolan, M.D.

/ZaJ

I[;Zvagulqs

i —

934-4400

weas ah rN S MRV
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Appendix 8. Child Behavior Checklist.




N
- ' S~

. )
CHILD BEHAVIOR CHECKLIST FOR AGES 4-18

L]

For office use only

. LY
T CHILD'S PARENT'S TYPE OF WORK (Please be 30eciiic—for exemoie sulo mechanic hign
ME . SCNoo! teacher, homeniake: 1aDOrer 8Ihe ODSVEIOI SHO® Salesman, simy perQeani
0 . oven if parent does not live with child )
) . FATHER'S - ~
poef O 8oy AGE ( RACE . TYPE OF WORK : '
O ain ! m\
“TODAY'S DATE CHILD'S BIRTRDATE TYPE OF WORK
9
- THIS FORM FILLED OUT BY
Mo Day Yr Mo Oay Yr
D Mother

g‘moe O Fatrer 2

SCHOOL ' « L] other (specry) »

I Pleass list the sports your child most lies Com’pand to other chlidren of the Compared to other chiidren of the
to take part In. For example swimming, same age, about how much time same age, how well does he/she do
baseball, skating, skate boarding, bike does heishe-spend in sach? each one?
riding, fishing, etc

O None Don't ::‘n Average o Don't  Below Above
Know Aversge Avernge Know Aversge Average Average

- ' O 0O D O O 0 O

b O O O Q. O O 0

¢ O O 0O O o .,0 0O O

i Pleasa list your child’s favorite hobbies, Compared to other children of the Compared tafither children of the
activities, and games, other than sports s same age, about how much time same age, how well does he/she do
For example stamps, dqj!s, books, piano, does he/she spend in sach? sach one?
crafts, singing, etc (Do not include T V)

, Less v Mors
, 0 None 2""' Than Average Than Don't  Below Above’
now Average Average Know Average verage Average
. O O O O O O+ 0 DO
14
b O O (] O O O O O
¢ : O O O O D O 0O O
; [} * AY
lil. Please list any ormnlu‘llom. clubs, Compared to other children of the
teams, or groups your child belongs to. same age, how active is he/she in 4
O None sach?
Don't Less Wore
v Know Active Average Active '
. n o o O a
b O O 0 O
¢ - O O ) O

V. Pleasa list any jobs or chores your child Compared to other children of the
has. For example. paper route, babysitting, same age, how well does he/she v
making bed, etc carry them out?

O Jone ' Don’t Below A Above
Know  Aversge “VU*  aversge
- e O 0o 0O O ~
( O b O O O O
c. : O O O O
© 1981 T M. Achenbeoh, University of Verment, Buriingsen, VT 08408 PAGE 1 3401 Eomten




V. 1. About how meny olose friends éoes your child heve? 0 wone O [ 20c3 0 4 or more

- - ¢
2. About how many times 8 wesk does your child do things with them? O tessthant [ 10r2 O 3ormore

G L Y

}\

{
Vi. Compared 10 other children of histher age, how well does your chiid: -
Worse About the same Better

"a  Get along with his/her brofhers's sisters? ) O O

- b  Get along with other children? ' ] O O
c. Behave with his/her parente? O O (] .

d  Play and work by hlmqomhom;ﬂ 0O (] ]

Vil. 1. Current school performance—for children aged § and older:

——

(JDoes not go to school Falling Below avernge Average Above average
a Ru.cdlng or English O 0 (]
b Writing 0 ] O
¢ Arithmetic or Math a a ] O
d Spelling ] 0 0O 0O B
Other academic sub- o, 0 0 (] O
jecis—for example. his-
toty, sciencs, foreign ¢ a O d a
language, geography.
o O D D D

2. 1s your child in & special class?
0 no . O vés—whatking?

3. Has your chiid ever repested a grade? *

O wNe a Yes—grade and reason

4. Has your child had any academic or other problems in school?

O ne O Yss—please describe .

When did these problems starnt? A

[
¢ ~

Have these problems ended? o
0 0O No O ves—when?

PAGE 2
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0= NotTrue(asfarssyouknow) - 1= SomewhatorSometimesTrue ' 2 = Very True orOften True -
0 1 2 57. Physically atlacks people 0 1t 2 84 Strange behavior(describe):__
0 1+ 2 58. Picks nose, skin, or other parts of ‘ody
(describe): _ -
i
O 80 0 1 2 85 Strange ideas (deacribe):
. A
1 2 59. Plays with own sex parts in publI;: 16
0 1 2 60 Plays with own sex parts 100 tnuch 0 1 2 88 Stubborn, sullen, or iritable
’ % -
0 1 2 61.  Poor schéol work N 0 1 2 87 Suddenchanges in mood or leelings
0o 1 2 62 Poorly coordinated or clumsy 0 1 2 88 Sulksalot . 45
0 1 2 83. Prefers playing with older chiidren - 2000 v 2 80 Suspicious
0 1 2 84. Prefers playing with youhger children 0 1 2. 80 Swearing or obacene language
0 1 2 65 Refuses to talk 0 1 2 91 Talks about killing seif
0'1 2 66 Repeats certain acts over and over 0 1 2 92 Talks or walks In sleep (describe)
compuisions (describe)
i 0 2 93 Talks too much 50
0 1 2 87 Runs away from home 0 1 2 64 Teasesaiot
0 1 2 68. Screams a lot 25 1
) o0 1 2 85. Temper tantrums or hot temper
o 1 2 69 Secretive, keeps things to self 0 1 2 96 Thinks about sex too much
0 1 2 70.  Sees things that aren’t thére (describe)
0 2 87 Threatens people
o 1 2 98 Thumb-suckln‘g 58
o 1 2 89 Too concerned with neatness or cisanliness
. 0 t 2 100 Trouble sieeping (describe)
0 1" 2 71.  Self-consciousor easily embarrassed
0 t 2 72. Sets fires ;
0 1 2 <73 Sexual problems (describe) 6 1 2 101 Truancy, skips achool
0 1 2 102, Underactive, siow moving, or lacks energy
o/
7 0 1 2 103 Unhappy, sad, or depressed 60

%

301 0 1 2 104, Unusually loud

o 1 2 74  Showing off or clowning
. 0 1 2 105 Uses alcohol or drugs (describe)

0 1 2 75  Shy or timid
2 76  Sleeps less than most children

0 1 2 108 Vandalism
o 1 2 T 2'::03 T‘:‘f:’ :"‘a" :‘;02‘ childrenduring day | 4 4 2 107. wets self during the day
or night (describe): ) 2 108 Wets the bed 65
0 1 2 109 Whining

0 1 2 78. Smears or plays with bowe! movements 35 0 1 2 110 Wishes to be of opposite sex -

© 1 2 79 Speechproblem (describe) 0 1 2 111 wnhmn, doesn't get involved with others

0 1 2 7112 Worrying

0 1 2 80  Stares blankly . 113. Piease write in any problems your child has

isted abov.
0o 1 2 81 Steals at home that were not listed abover

0 1 2 82- Steals outside the home 0 1 2 m
01 2 83 Stores up things he/she doesn't need| ¢ 1 2 )
(describe):
i 90 1 2

PLEASE BE SURE YOU HAVE ANSWERED ALL ITEMS. PAGE ¢ ANDERLINE ANY YOU ARE CONCERNED ABOUT.

4 -




Appendix 9. Child and Adolescent Ad justment
Pioﬁle.
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— ~ Answer C
o , DURING LAST MONTH, HAS HE/SHE... 1 K4 L
(Please answen each statement  Rarely Some- en Almost
below) ' times Always
CHILD AND ADOLESCENT ADJUSTMENT PROFILE - -
1. Tried to get alorg with
(CMP SCALE) others?
2. Joined others freely of
own accord?
3. Invited others to play ~
with him/her?
4. laughed and_ smﬂe‘d .
Name of Youngster Being Rated easily? »
four Name ) L
' Answer :Choices
1. Today's Date ) DURING LAST MONTH, HAS HE/SHE... 1 2 3 ]
Mon th Day Year i (Please answen each statement ™ - Never Rarely Some- Often
. below] times
2. Your Relationship to Youngster ck -
P 9 (Check ane) ‘ - 5. Wanted help in things he/she .
() Mother (stepmother’, foster mother) could have done on own?
() Father (stepfather, foster father) 6. Became discouraged when
i » attempted,something on own?
{3) Teacher - . / “
| 7 Asked for help when could *
(8) Counselor N have figured things out?
(5) Other (please specify) ‘ 8. Asked unnecessary questions
instead of working on own? .
3. 3ex of Youngster (Check one) .
(1)____Mate (2)____ Female
1. Age 5. Grade in School Answer Choices? .
. - ' DURING PAST MONTH, HAS HE/SHE... 1 2 -
INSTRUCTIONS : , [Plense answer each sfatement Never Rarely ic’ne- © Often
A. Please describe this youngster's behavior as you have observed betow) mes . p
it during the past month by answering each question. 9. °Flared up if couldn't have
B. Please answer 1;_1_ questions on this and the reverse page, even own way?
though you may feel somewhat unsure of some answers. 10. Become upset if others did
C. Mark your answer to each question by making a v / not agree with him/her? : .
in the box under the Answer Choices”™ like this ....
11. Picked quarrels with
- others? A ) S—
DPYRIGHT 1977 bty IPEY Int'l. Reproduction by amy process withoul
wALtlen permeasion vaolates copyright Lass. 12. Not responded to v

discipline? - :

*ublished by Consulting Psychologists Press, Inc,
77 College Ave., Palo Alto, CA 94306
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Aswer Chofces

DURING LAST MONTH, HAS HE/SHE... Y 7 3 i
{Please answer each &tatlement Rarely S ome- Often Almost
below) times Always

13.

14,

15,

16.

Worked hard at tasks
or assignments?

Stayed with work or
assignment until finished?

Made full use of
abilities? ! : 1

Done work carefully?

Answer Choices

DURING PAST MONTH, HAS HE/SHE... 1 ) 3 L

{Please answer each statement Never Rarely Some- Often
below) times

17.

18.

19.

20.

Sat and stared without
doing anything?

Done things very
slowly?

Appeated indifferent and
uninterested in things?

Daydreamed?

Thastk you for providing the information requested. Please check
back”to make sure you have not misrsed answering any questions .

1§

H

would Like to make any comments about the persom you have
, please use the opposite section for this.

E

COMMENTS :




Appendix 10. Child and Adolescent Adjustment
Profile: '
scale profile.




f CAP SCALE PROFILE
- ) (HOME AND COMMUNTTY)

l SCORES ADJUSTMENT AND FUNCTIONING BACKGROUND
o YOUNGSTER'S .
i 0 iL . NAME”
]
-1 4 RATER' S
' s 70 j’ = 1 5 4 - 4 -1 M'i L
J F 5 RELATIONSHIP .
U —-- —
S 1 m Mother o ,
r -
M 65 -t r’ 6 T 6 T 1 (2). Father
E ] 16 4 T
N E .y (3) XXX Teacher (Use Profile on Reverse Side)
T ] .
1 7 4
— 60 7 —— 15— ; ,_1 {4) ____ Counselor
A F (5) Other
v ] 15 8 4 .
E 1 8 lg SEX Male
R —
A 55 1 1 } T 13 T 6 Female
1 g I 1 9 . -
lt AGE N -—
A 1 - - 12 7
0 50 -+ + 10 + + 1. -
J 1 10 . GRADE .
g 1 h ° DATE 1ST CAAP )
” ‘5 -% 12 -L 'L ], 'L ]O .-L -4 % -U‘y Yr
E
N J 12 9 DATE 2ND CAAP
T t ' 9 o & Day Yr
— 40 4+ 12
1 13 .8 10 .
8 1 i~
£
0 14 B 7 )
R 3[ F L n
A [
) 1 9 15 14 6 *
J 30 4 i 1 - L - 1 12 |
S i 16
T 1 @ 15
M + i 4 13 o
5 25 «¢ . <L 4+ 4+ 4 - N -
T 1 ¥
! 1 - . 14-16
L ‘-6
20 q—'ﬁm - T
' RELATIONS | DEPENDENCY | HOSTILITY|PRODUCT IVE [WITHDRAWN

!

(
o«.gpyright 1978 by IPEV Int'}. (INSTITUTE FOR PROGRAM EVALUATION)
Published by Consulting Psychologists Press, 577 College Ave., Palo Alto, CA 94306
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Appendix 11."The Pictorial Scale of Perceived

Competence

+  and Social Acceptance for Young Children. °
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INSTRUCTIONS

The child 15 given a sampie item at the beginming of the booklet and instructed as follows
; |

| have something here that s kind of like a prcture game andit's called WHICH GIRL IS
THE MOST LIKE ME I m going to tell you about what each of the girls in the picture 1s
doing

Sample Inthis one (examiner then points to picture on the left) this girl s usually kind
of happy and this girl (examiner points to the picture on the right) 1s usually kind of
sad Now | want you to tell me which of these girls 1s the most like (Child s Name)

After the child has pointed to the picture appropriate for her, the examiner points to
the circles directly below that picture and emphasizes the key qualifying wgrds to help
the child _refme her choice further The examtiner should always start with the extreme
(targer) circle and proceed to the smaller circle Thus f the child points to the happy
picture 1n response to the question concerning which 1s most like her the examiner

would say
Are you always happy? (pointing to the larger circle)

Or are you usually happy? (pointing to smaller circle)

Occasionally a child will point to the middle of the two pictures and say that bg!h are
Itke her The examiner should then say Yes sometimes we do feel both ways, but if
you had to pick which one of these girls 1s the way you are most of the time which one
would you choose? -~

The number value corresponding to the child s chowce shquld be recarded on the Scor-
ing Sheet for Individual Child Responses Any comments should be recorded in the
space provided at the bottom of the sheet

The examiner continues for each plate reading the descriptions verbatim as she/he
points to the picture accompanying each description In some pictures there 1s a target
child central to the description designated by an arrow pointing to that child Be cer-
tain that on these items you poimnt to that particular child
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This girl has lots of friends to play with
Do you have

A whole lot of friends
to play with OR

Pretty many

ITEM 2

This girl doesnt have very many friends to play with

Do you have

Hardly any

A few OR friends




Appendix 12. Perceived Competen&\e Scale for
Children.’




HARTER 7-12

| Am Like®

hild's Name 10 Number

=

& eft Hand Side

Right Hand Side™®

sbout anything

Really Sorl Of EXAMPLES Sort Of  Really
Trye Trye - Jrue Irue
A. Soms kids wouldrather BuUT Other kids would rather S R
R play ouldoors watch TV
R B.Some kids never worry BUT ~Other kids occasionslly S R

worry sboul things

00060000 00090066006000000900600490660¢

& N
. . . T
Really Sortof Left Hand Side Right Hand Side™®  Sort Of “Really
True __ True True  Jrye_
1 Somae kids fesl that BUT Other kids worry about S R
R S they sre very good at whether they can do the schoo!
their schoolwork work assigned Lo them
2 Some kids find 1t hard surT For other kids 1t's prelty 8 R
R to make friends easy
3 Some kids do very well BuUT Others dont feel that they S R
R st allkinds of sports sre very good when it comes
* to sports
4 Some kids fee! thal there are BUT Other kids would like to S R
R S 8 lot of things about themselves stay pretty much the same
that they would change if they could :
S Some kids fee! hke B8uUT Other kids aren’t so sure S R
R they are just as smart and wonder if they are as
83 other kids their age smart
6 Some kids have a lol of BUT Other kids don't have very S R
R friends. many friends .
7 Some kids wish they could BuUT Other kids feel they are 8 R
R be s lot bettar at sports good enough
8 Some kids sre pretly. BUT Other kids are not very s R
R sure of themselves sure of themselves <
y. ]
9 Some kids sre pretty BUT Other kids can do their S K
R slow in finishing their school work gquickly
’ school work
10 Some kids dont think BUT Other kids think they are S R
R they are avery imporlant pretty important Lo their
member of their class classmates
1 Sorrve kids think they could do BUT Olher kids are afraid they S 4
R wellat just about any new might not do well at outdoor

ouldoor sctivity Lhey
havenl tried before

things they havent ever
tried

1 |




—— et i ————— it — — &

S

“What | Am Like"

HARTER 7-12

Really Sort Of & oft Hand Side Right Hand Side™®  gort Ot Really
Trye True Jrue True
12 Some kids fee! good BUT Other kids wish they acted 8 R
R S about Lhe way they act differently
13 Some kids often forget BUT Other kids can remember S R
R S what they lesrn things easily
14 Some kids are slways BuUT Other kids usuallydo S R
R S doing things with a lol things by themssives
of kids
15 Some kids fee! that they sre BUT Other kids don't feel they S R
R S better than others thewr age can play as weli
at sports
A
16 Some kids think that suT Other kids are pretly sure 8 R
R S maybe they sre not 2 that they are a good person
very good person
17 Some kids like schoal because surT Other kids dont like schoo! because
R S they do wellin class they arent doing very wel' S R
18 Some kids wish that BUT Others fee! that most kids S R
R S more kids liked them do hike them
19 In games and sports BUT Other kids ysuallyplay S R
R S some kids usually watch rather than just watch
instaad of play
20 Some kids are very h;ppy BUT Other kids wish they were S R
R S being the way they are different
21 Some kids wish It was bur Other kids donl have any S R .
R S easier to understand trouble understanding what ‘
what they read they read
22 Some kids are popular BuUT Other kids are nol very S R
R S with others their sge popular
23 Some kids donl do well BUT Other kids are good 8l new 8 R
R S at new outdoor games - games right away

24 Some kiCs arent very BsuT Other kids think the way S R
R S happy with the way they they do Lhings 15 fine

do a Iot of things
25 Some kids have Lrouble suT Other kids almost always S R
R S figuring out the answers can Nigure out the snswers

1n scheol b
26 Some kids are really Bur Other kids are kindof hard S R
R S easy Lo like to like
27 Some kids are among Lhe BsuvY Other kids are uysusi'y K] R
R S {ast to be chosen {or games picked first .
28 Some kids are usually BUT Other kids arenl so sure S R
R S sure that what they are whether or not they are

doing 1s the right thing

doing the right thing
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Appendix 13. Self-perception Profile for Children.




e e

- 3
Harter 13/16 ‘
What | Am Like
b Nuame of Subiect ID Number
SAMPLE SENTENCE
Really Sort of ) HAND S IDL Sgn ol n‘uuy
True True = 1LEFT $ rue rue
tor me for me RICHT HAND SIDE-» forme lor me
i — .
(a) Some kids would r%e( Other kids would rather
S play outdoors in thei BUT watchTV o "
R spare tlmek

! _
000009000000 000000960600SEIENIENEddEd

-—

Really Sort ol Sort of /Runy
True ° True
':r"":' 'J""‘:’ ~= LEFT HAND SIDE RIGHT HAND SIDL 4 (orme  for me
/
] Some kids fee! that they Other kids worry about
R S are very good at theur BUT  whether they can do the S R
school work school work assigned to
them
2 Some kids tind It hard to For other kids It’s pretty ~
R S make friends BUT easy s - R
L
3 R S Some kids do very well Others don't teel that S R
at all kinds ol sports BUT they are very good when
- it comes 1o sports
4 Some kids are happy Other kids are no! happy S R
R S with the way they look BUT  with the way they look.
5 R S Some kids often do not Other kids usually like S R
hike the way they behave BUT the way they behave .
6 Some kids often get Other kids are pretty
R S mad at themselves BUT pleased wilh themselves S R
0/, R S Some kids feel like they Other kids aren’t 30 sure S R
are jus! §s smart as BUT and wonder if they are ,
as other kids their age as smart

8. > ¢ Some kids have alo! of Other kids don’f have S L




\ N

° Really Sorto! . ' Sortol  Really
True True o L EF7 HAND SIDE RIGHT HAND SIDE =e» True True

forme for me . forme for me

Y

9 Some kids wish they Other kids fee! they are
could be alot betler at BUT good enough at sports
sports S R
_ 10 Some kids are happy" Other kids wish their

with their height and BUT height or weight were S R
weight different

1" Some kids usually do Other kids often don't S R
the right thing BUT do the nght thing

12 Some kids don't like the Other kids do like the
way they are leading | BUT way they are leading- S R
their hife their lile

13 . Some kids are pretty Other kids can do their
slow in Linishing their BUT school work quickly S R
school work

14, Some kids are kind of Other kids are really S R
hard to like BUT easyto hike

15 Some kids think they Other kids are afraid

couid do we// at just BUT they might not do well
about any new outdoor at outdoor things they S R
activity they haven't haven't ever tried.
tried before .

16. Some kids wish their Other kids hike thelr - S R
body was different BUT body theway it is

17. Some kids usually act Other kids often don't
the way they know they  BUT act the way they are S R
are supposed to supposed to.

18 Some kids are happ} Other kids are often not S R
with themseives most of BUT happy with themselves.
the time.

19 Some kids often forge! Other kids can S R
what they learn BUT remember things easily.

20 Some kids are alvays Other kids usually do
doing things with alot BUT things by themselves. S R

ot kids




i«.

-
}
]
1
'

=" Really Sortof v Sortof Really
‘ True True o LEFT HAND SIDE RIGHT HAND SIDE ~—&= True True
forme for me - forme for me
. 7
i f
21 Some kids feel that they Other\kids don't teel
R s are better than others BUT they can play as well S R

their age at sports ‘

22 Some kids wish their Other kids like their
| R . s physical appearance BUT physical appearance the S R
| was difterent way it is
' P
23 Some kids usually get Other kids usually don't
in trouble because aof BUT do things that get them s R
_ R S things they do in trouble -
24 « Some kids fike the kind Other kids often wish S R
R S of person they are BUT they were someone
else
1] )
25 Some kids do very well Other kids don’t do
s at their classwork BUT  very well at ther ’ S R
R classwork.
26 Some kids wish that Others feel that most S R
R S more kids liked them BUT kids do like them
27. Ih games and sports Other kids usually play
R S some kids usually watch BUT rather than just watch S R
® instead of play
28 ’ Some kids wish Other kids fike their face 5 R
R S something about thelr BUT and hair the way they
) face or hair looked are
different
29. Some kids do things Other kids hardly ever
R S they know they + BUT do things they know S R
$houldn't do they shouldn’t do
[ : M ¢
‘ 30 Some kids are véry Other kids wish they 5 R )
R S happy being thd way BUT were different
they are .
31 ‘ Some kids have trouble Other kids almost S R
R ) figuring out the answers BUT always can figure out
in school the answers
/
( 32. R S Some kids are popular Other kids are nor very S R
) with others their age * BUT popular




Reslly Sort of ' Sort of  Really

True True True True
forme for me | EFT HAND SIDE RIGHT HAND SIDE —® forme for mé

i

-

|

{

{

O- 33 Some kids don’t do well Other kids are good at
R S  al new outdoor games BUT new games nght away. S R

|

4 Some kids think that Other kids think that
R S they are attractive or BUT they are not very . S R
| good looking attractive or good
looking
“
35 Some kids are usually Other kids wish they
R s  very kind to others BUT would be kinder to S R
others
36. Some kids aren’t very Other kids think the way )
R S happy with the way they BUT they do things is fine S R

do alot of things

That's it !

Thank you very much .
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Appendix 14. Psychometric analysis of
Perceived Competence Scales
administered over the telephone.
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Appendix 14: Harter Telephone Administration

Introduction:
chcphonc administration of the Perceived Competence Scale for children

(PC), and its revision, the Self-Perception Profile for children (SPP), has not been
undertaken before. Because of the logistic difficulties outlined in the Methods chapter of
this thesis, this mode of testing was imposed upon us. Although the "structure-alternative
format" was specifically employed by Harter to reduce the child's tendency to give socially
irable responses’, thé replacement of the face-to-face administration with the relatively
ihpersonal telephone technique could conceivably have altered the responses of the child in
spch a way as to render the results incomparable to those of the reference population.
B 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 less clear

A\
factor pattern could resuI{ from responses elicited over the telephone. In addition, subscale

internal consistency a-coefficients would be expected to deteriorate,

Method:

Baseline (Time 1) data for children ageéi 7 to 16 years, were analysed. A
total of 236 children were interviewed 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 E\painn;:nt malﬁng telephone c?mmunication difficult. Data from 11 similar
children in the older age group are not reported on because of the small sample size.
Principal compenents extraction of factors wis carried out using the
FACTOR procedure in SAS (SAS Institute 1985), or in SPSS* (SPSS* User's Guide

1986). Oblique rotation (Promax solution) was employed, allowing correlation among

I'The correlation between ived com g;wncc ratings and scores on Crandall’s
Children’s Social Desirability scale was .09, whereas the Coopersmiith Self-esteem
Inventory comrelated .33 wnh the Crandall measure (Harter 1982).
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Appendix 14: Harter Telephone A.dmlnlctmlo‘n

[

subscale scores, consistent with the theoretical basis for the development of these scales and
indeed, replicating the analyses undertaken by Harter (Harg 1982; 1983). An eigenvalue

greater than 1 0 was the threshold used for factor selection. Pearson correlations between

—_—

subscales were also calculated. Estimation of Cronbach a-coefficients for subscale internal
consistencies (Nunnally 1978) was carried out with the RELIABILITY procedure in SPSS*

(SPSS* 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 (Table H1). Although the emergence of these 4
factors was unequivocal, there appeared to be ;ome item redundancies, as evidenced by
item communalities less than 0.5 for several items across all s;Jbscalcs. On Physical
Competence and General Self-esteem there were a small number of items which loaded

moderately on Cognitive Competence (items 8, 11, 23 and 28). In particular, item 8 (Sure

of myself), and item 28 (Sure I am doing the right thing) appeared to be perceived by

children as relating to confidence with scholastic pursuits. Item means are generally higher
than those reported by Harter, and commented on in the Results section of Q1is dissertation.
Item standard deviations of around 1.0 were similar to those previously reported, and
indicated similarly adequate item variability. Subscale intercorrelations were weaker than
re;értc/d Harter, suggesting an even better separation of the subdomains of perceived
competence than she proposed children to be capable of making (Table H1.1). -

For comparison, the factor pattern for the 43 subjects in the same age range
who were administered this scale in person (Table H2) 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 first. These subjects were children with severe
hearing impairment, and particularly younger children, some of whom were considered by

parents and/ or interviewers to be immature.




Table H1 Factor pattern (oblique rotation) and item communalities (h2) for the Perceived
Competence Scale Subjects aged 7 to 12 years Time 1 measurement.
Telephone admunustration. [N=158]

4

-
Subscale and Item Description Cogniive Social Physical General h2 mean SD

Cognitive Competence:
1. Good at schoolwork. . . ... 14 59 32 100
5 Just as smart as others.. 65 39 30 113
9 Finish schoolwork quickly 52 32 26 121
13. Remember things easily . . 64 40 29 107
17 Like school, doing well 62 39 33 097
21 Understand what read 35 25 28 117
25 Can figure out answers . 58 43 29 106

Social Competence:
2 Easy to make fnends . 77 54 31 111
6 Havealotof fends . 75 56 34 103
10 Important to classmates (38) 23 33 31 093
14 Do things with kids 64 47 31 103
18. Most kids like me ’ 44 33731 114
22 Popular with kidg 44 37 3t 095
26.Easytolke ... .. .50 46 34 086

Physical Competence:
3. Do wellat sports. ... . 65 55 26 120
7. Betteratsports.. .. .. ... 63 45 25 128
11. Do well at new activity . (39) 22 34 28 106
15. Good enough at sports ... 83. .70 25 110
19. Play rather than watch .. . .61 47 31 107
23. Good atnew games.... . ... (40) .36 33 28 1.02
27. First chosen for games (48) 26 47 28 106

[

General Self-esteem:
4. Wanttostay thesame .. .. 57 41 30 120
8. Sureofmyself......... ... . (.50) X 32 30 1.02
12. Feel good with way I act... . 59 54 30 1.09
16. Am a good person...... . .... P .33 38 34 083
20. Happy the way Iam...... ... ’ 52 36 33 101
24. Do things fine.................. , 45 51 32 091
28 Sure am doing right thing. ..  (.46) 24 37 29 1.05

Note.-Factor loadings <.35 not shown unless within factor
-*Loading <.15

'y




Table H2 Factor pattern (oblique rotation) and item communalities (h2) for the Perceived

Competence Scale. Subjects aged'7to 12 years Time | measurement Personal
admunistration [N=43]

Subscale and Item Description Cogniuve Social Physical General  h? ‘mean SD

Cognitive Competence:

1  Good at schoolwork .. 35 (68) 66 33 132
5. Justas smart as others .24 (7H 75 30 145
9 Fimsh schoolwork quickly .50 27 28 115
13. Remember things easily .50 27 28 110
17 Like school, doing well 43 22 33 0091
21 Understand what read . .34 ( 64) 68 29 147
25 Can figure out answers 48 ( 60) 76 29 147
Social Competence:
2 Easy to make fnends 62 57 30 107
6. Have a lot of fnends 18 (79 67 34 131
10 Important to classmates 40 (74) 72 31 142
14 Do things with kids 14 (69) 53 32 1 44
18. Most kads like me 13 (75) 63 26 156
22 Popular with kids -06  (50) 26 29 102
26 Easy to like 02 (76) 59 33 137
Physical Competence:
3 Do well at sports . . 82 67 27 111
7.- Better at sports . (61) -21 52 23 123
11 Do well at new activity . (59) 32 53 27 106
15 Good enough at sports .. (46) 52 62 26 103
19. Play rather than watch.. . (68) -27 53 30 107
23 Good at new games  ..... 15 (71) 73 30 141
27 Firstchosen for games ... 68 61 27 10l
General Self-esteem:
4. Want to stay the same. 66 .58 26 160
8 Sureof myself ...... .. 84 .78 31 1.40
12. Feel good with way lact.. . 76 .67 33 137
16. Amagoodperson . ... .. (63) 14 41 3.1 097
20. Happy the way I am . .... 78 70 3.3 147
24. Do things fine............ .... 78 .67 34 122
28. Sure am doing right thing. ... 77 .80 3.1 1.32

Note -Factor loadings < 35 not shownfunless within factor




Appendix 14: Harter Telephone Administration

Table H1.1:  Subscale correlations for the Perceived Competence
Scale (N=158). Ages 7-12 years Telephone administratton
Referenice values in parentheses (Harter 1982).

Social Physical General
Cognitive .34 (.36) 17 (.29) 21 (.49)
Social - 15 (48) .19 (.53)
Physical - - 04 (.44)

The factor pattern for the SPP was very clearly consistent with the theoretical
and empincal data (Harter 1983) which had suggested 5 subdomains in addition to the
global General Self-worth factor not sought 1n the factor analysis (Table H3) There
appeared to be less item redundancy on this measure Item 7 (Just as smart) loaded on
Conduct and Behawior, rather than on Scholastic Competence, and the reverse situation
obtained for item 29 (Don't do things I shouldn't) Subscale correlations again indicated

better separation than that suggested by previous data (Table H3 1), although the

Table H3.1:  Subscale correlations for the Self-perception Profile (N=78)
Ages 13-16 years Telephone admunistration
Reference values in parentheses (Harter 1983)

Social Athletic Physical Conduct &

Acceptance Competence  Appearance Behavior
Scholastic 28 (.34) 15 (.24) 25 (.32) 24 (47)
Competence
Social - 29 (44) 26(38) . .14(21)
Acceptance
Athletic . _.15(50) .08 (.10)
Competence \

)
 Physical | . 24(27)

Appearance




s
( J

Table H3 Factor pattern (oblique rotahon) and item communahites (h?)
for the Self-perception Profile for children Subjects 13-16 years
Time 1 measurement. Telephone administration [N=78]

Item Descniption Scholastic  Social

I

Athleuc

Physical

Conduct
Competence Acceptance Competence Appearance Behavior

h2

Scholastic Competence:

1 Good at schoolwork 56
7 Justassmart . . 07
13 Do schoolwork quickly . 60
19 Remember things easily 71
25 Do well at classwork 61
31 Can figure out answers 56

Social Acceptance:

2 Easy to make friends 65
8 Have alot of fnends 85
14 Easy tolike . 44
20 Do things with a lot of kids 81
26 Most kids like me 43
32 Popular with others 71

Athletic Competence:

3 Do well at sports

9 Good enough at sports

13" Good at outdoor activity

21 Better than others at sports

27 Play rather than watch . (47)
33 Good at new outdoor games

Physical Appearance:

4 Happy with the way I look
10. Happy with height & weight
16. Like body way it1s.....

22 Like physical appearance .
28. Like face and hair . .

34. Attractive or good looking

Conduct & Behavior:

5 Like way I behave ... .

11 Usually do the nght thing ( 36)
17 Act the way supposed.. .
23.Don't getin trouble........

29. Don't do things shouldn't ( 68)
35 Kind toother... .. ..... ..

66
56

77
64
57

(43)

63
75

60
55
58

48
47
4]

59
24

Note -Factor loadings < 35 not shown unless within factor.




Appendix 14: Harter Telephone Administration

v

differences were not as dramatic as for the 7 to 12 age group

A moderately high level of intratest reliability, or internal consistency, was

indicated by Cronbach-a coefficients ranging from 0.70 to O 75 for the 158 seven to twelve

year olds (Table H4).

Table H4: Internal consistency a-coefficients

Scale Version Adminstration Total English ~ French  Reference
Sub-scales Values

Perceived Competence Scale:

7-12 yr Personal Interview N=43 N=17  N=26
Cognitive Competence 0.74 079 071 0.75-0 83
Social Competence 0.58 039 066 075-084
Physical Competence 0.69 078 063 077-0 86
General Self Esteem 0.59 079 035 073-082

T

Perceived Competence Scale:

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
Physical Competence 0.72 0.75 0.71
General Self Esteem 0.70 068 ., 072

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 0.79 0.84 0.69 0.84
~ Appearance 0.81 0.82 0.78 0.81
Conduct/Behaviour 0.69 0.76 0.59 0.75

Self Worth 0.81 0.82 oﬁso) 0.84
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Appendix 14: Harter Telsphone Administration

Consistently lower a-values for French-speaking children suggested that translation and/or
cultural differences had an effect on internal consistency The substantially lower valucé; for

the 43 personally interviewed subjects reflected the less satisfactory factor soluion On the

SPP, with the exception of Conduct & Behavior, a-values approximated or exceeded those
cited by Harter (1983), though the estimates are again lower for French-speaking
adolescents

Conclusion:

There is no reason to doubt, on the basis of these results, that telephone
admunustration of these scales taps the same sub-domains of perceived competence proposed
by Harter. In fact, they provide even further confidence for their use in a heterogenous
chronic 1llness population, albeit with some caveats. In particular, there 1s evidence for

instability in the factor structure together with relatively poor internal consistency in the data

from the younger immature, and hearing impaired children It 1s probable that the Pictonal

version of the Perceived Competence measure would have yielded better results, in terms of

the psychometnc properties of the scale, for this subgroup




Appendix 15. Malaise Inventory.




Malaise inventory

O

G’ "I am now going to ask you gome questions about your own health,.
Simply answer YES or NO to these questions."

PLEAIR RING THE CORRECT ANSWER

1. Do you often have back-ache? Ye No
2. Do you feel tired most of the time? Yes No
3. Do you often feel miscrable or depressed? Yes No
4. Do you often have bad headaches? Ya No
3. Do you often get worried about things? Yes No
6. Do you usually have great difficulty in falling a<leep or
staying asleep? Yes No
7. Do you usually wake unnecessarily early in the morning ? Yes No
8 Do you wear yourself out worrying about your health? Yes No
9. Do you often get into a violent rage? Yes No
10 Do penple often annny and irritate you? Yes No
11. Have you at times had a twitching of the face, head or
shoulders? Yes No
( 12 Do vou often suddenly become scared for no good reaon? Yes No
13. Are you scared to be alone when there are nn friends near you? Yes No
14. Are you casily upset or irritated? Yes No
15. Are you frightened of going out alone or of meeting people ? Yes No
16. Are you constantly keyed up and jittery ? Yes No
17. DoYou suffer from indigestion? Yes No
18. Do you often suffer from an upset stomach? Yes No
19. Is your appetite poor? Yes No
20. Does every little thing get on your nervet and wear you out?  Yes No
21. Does your heart ofien race like mad? Yes No
22, Do you often have bad pains in your eyes? Yes No
*23. Are you troubled with rtheumatism or fibrositis? Yes No
24. Have you ever had a nervous breakdown? Yes No

* Fibrositis 1s muscular aches and pains.

ﬁ: Now go on to the next section.

( -
0




Appendix 16. Family function questionnaire.
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Feamily Functien Items

1

“| am now going to ask you mwmmmmm life, and how you sse it in comparison to other fam/ilies

you know. This time, however, | want you to think only about your family over the pest 6 months.”

“Would you say, oi} tn al], that your family is heppler than most others you know, about the same, or less
happy?”

0 happier

0 same _
0 less happy ’

“Would you say disagresments in your housshold come up more oflen, sbout the seme, or less oftan then in
other familtes you know?” ‘

O more often

0 same

D less often

“"Would you say that comperad to most families you know, you feel less closs to each other, about the same, or
closer then other families do?”
0 less close
» [ same
0 closer

" Do you find 1 easy, not soeasy, or difficult to tatk about your problems with someone elss?”

O eosy
O not 8o sesy
O difricult

“I1 8 problem comes up in the fam1ly, and if heip is available, do you find it easy, mtsoasy or difficult to
take adventage of thet heip?"
00.!9/
0 not 50 sasy
/ 0 difficult

Ask Questions 6 and 7 galy 1f respondent i merried and/or 11ving with someons.

“Do you fasl that the relstionship you have with..... ... s (name of husbend, wife or other ) is better than
most, about the same, or worse than most other couples have with each other?”

O better then most

D ssme

0 worss then most
"DOBS.........oeeeecene (child's name) condition ceuss no disegreements, occasione) disagresments, or frequent
disagreamants bEtwesn YOU BN................ccovvrcemmenrcr crsseensenee (mdmma'wwnwtm)?'

' O no disegresments
O occesions] disagreaments
. ~ 0 frequent disagresments

w.ﬂuﬁmm

-




Appendix 17. Impact on Family Scale.




|

IMPACT ON FAMILY SCALE

"You werc asked the following questions last year about having a child with a
chronic tllness. 1'm ng to ask these questions again now, but I want you to
q?&pgs during the last 6 months only. For each statcment |

concentrate on your fec

rcad, plcdse tcll me whether at the present time you would strongly “agree, agrec,
disagrec, or strongly disagree with the statcment.”

Stfongly

Strongly
Agree Agree Disagree Disapree

The 1llness is causing f{inaacial
problems for the family 1 2 ) 4
Time i{s lost from work becsuse of
hospital sppointments l 2 J -
l am cutting down the hours L work
to care for ay child l P3 B “
Additional {ncome {3 nesded in
order to cover madical expenses l 2 ) 4
[ scopped working becduse of my
child’s illness L 2 ) s
Becsuse of the {lloess, ve gre not
able to travel out of the city l 2 J 4
People in the neighborhood trear
us speci{ally because of wmy
child’s {llness 1 2 ) “
We have lLittle desire to go out
because of my child’s {llness L. 2 8] 4
lc {s hard to find a reliable
person to take care of my child l 2 J “
Sometimes we have to change plans
about going out at the last minute
because of my child’s scate l 2 3 )
We see tamily and friends less
because of the illness L 2 ) a
Because of what we have shared
we are & closer family L 2 ] -




| 3

) Ue
Ve

\

!

Strongly Stroongly

Agree Agree Disapgpree Disagree
Sogetices I wonder whether wmy
¢child should -be treated "specislly”
or the sane as a norsal child / 1 2 ) : 4
My relatives have been understsading
aod helpful wich my child i 2 ) 6
l chiok sbout aot haviag ‘wore y ”
children because of the illoess 13 2 B I 4

—

DO NOT ask question "p" if the respondent is a SINGLE PARENT. -

My partner aod | discuss @y child’s

problems together 1 i ) 4
Ve tcy te treat ay child as (f

he/she vere & normal child l b/ 3} 4
[ doo’t have such tipe left over : 5
for other [amily members after

cariang f[or my child l ! ) 4
Relatives interfere and think they .

know what’s best for ey child 1 2 3 4
Our family gives up things

bdecsuse of my child’e Lllness 1 R | ] 4
 Fatigue (s a prodleam for me

‘becsuse of @y child’s illaess 1 2 J 4
! live from dey to day and doa’t

plan for the tuture ! 2 ) 4
Nobody understands the dburden [ carcy | - 2 k| 4

Traveling to the hospital &8s a
strain on me 1 2 ) 4

Learntog to msnage @y child’s
i1laess has msde ne feel Detter

about amyself 1 2 ) 4
L votry adbout what will happen to '

oy child ia the future (vhen he/she

grove up, vhea ! am not arouad) 1 2 3 ‘

Sovetimes | feel like ve live on a

toller cosster: 1in crisis vhes my /
child 1s acutely 111, OK whea 4
thisgs are stable 1 2 ) ‘




/

0 W Only ask the following ouestions {f there are siblings in the household.

bd.

cc.

I ¢4

! dad.

£L.

1f there are none, go on to next page.

Stroagly Stroagly
Agree _ Agree Disggras Disagges

It is hard to give much acceaction
to the other childrean because of
the oeeds of my child - l 2 ) &
Haviog & child with an illness mnakes
@ vorry about @y other childrea’s
health 1 2 3 4

)

Only ask the following questions if sibling(s) are 4years or older. If
younger than 4 years, go on to next page,

R 3

There s fighting bdetween the
childrea because of ©y child’s g
special aeeds’ 1 2 k) 4

My other children are frightened
by his/hecr illaess 1 2 k] 4

My other children seem to have
aore illaesses, aches and pains

thaa most children their age 1 2 l ¢
The school grades of dy o:hcf I
children suffer because of my

child’s tllness 1 2 ) 4

-

l[ii;..I"DOOl.lh.lnllSOCUCI.




©

Appendix 18. Parent questionnaire.




. Fomilies Attached to Socfs] Workers PAGE | OF §

QUESTIONS FOR FAMILIES WHICH HAVE BEEN 10 1-6
ATTACHED TO A SOCIAL WORKER cord®s 7
L gowp 8
*PARENTS PLEASE NOTE THAT NEITHER SOCIAL WORKERS NOR CLINIC STAFF WiLL BLANK 9
SEE THESE OR ANY OF YOUR RESPONSES IN THIS INTERYIEW. Qtype 10

PLACE AN “X" IN THE BOX THAT BEST DESCRIBES YOUR RESPONSE
TO EACH QUESTION (D)

1. During the 6 month study period, did you feel thet the contact with
your social worker wes..........

O less than you would have liked
- 0O about right
O more than you would have liked

2. How much do you think your social worker knew sbout your child's {1iness?

0 Very little

0 A small emount

O A moderate amount
O A greet deel

3. How important do you think it wes for your sociel worker to heve & detetled
knowledge of the child's {1lness?

O Not importent et ell
0 Of littie importance
0 Quite important

O Very importent

4. Overell, how helpful has your sociel worker been to you, personaily?

0 Very helpful

O Quite helpful

O Neither helpful nor harmful
O Quite harmful

O Very harmful

Plesss go to next page ---->

(1)

(12)

(13)

(14)
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" Femflies Alisghed © Saciel Werkers PAE2 OF §

C S. How helpful hes your sociel worker been $0 your child? (18)

0 Very helpful

D Quite helpful

O Netther helpful nor harmful
O Quits hermful

O Very harmfui

6. How helpful hes your sociel worker been to gther family members (16)
(e.g., your husbend or pertner, other children)?
O Very helpful
0 Quite helpful :
O Neither helpful nor harmful
O Quite harmful
O Very harmful
0 Mot epplicable (no other femily members)

1. A soctel worker working with families having children who have heelth
problema could help in eny of severs] ways. Pleass indicate how helpful gour soclal
worker hes been in sech of the following erees. '

Put on “X" gver the bex that is the best cheice fer sach question.

Netther
5 Halptul
“How htlpfu] wes Very Quite  nor Quits Very
he or she with.__.?° Heloful  Halpful Heemful Hermful  Hecmfl)
Q " goitigg Information 3] 0 0 0] o (un
about youn ohild's fliness?”
b °.........skting services for 0 0 4] 0 D {18)
your fanily?”
G reeerrnem 110G 10 2004 Ot 0 4] 0 o o (19)
problems yith your famfly?”
d.*.....teachingyou better ways 10 0 D 0 1] 0 (20)
mvﬂhw chiif's 11 iness?”
(_& @ i your childbetisr O 0 o ) o (21)
ways 10 0ope with his/her {Tinsss?” ,
(e pfviingesistarcowith: O O 0 g 0 (22)
any of your chi)T's beheviour prablefis?”

[ T T e -




Familles Attached to Social Workers PAGE 3 OF S

-

8. Thinking ebout your sociel worker, wes he/she sympathetic in (23)
relation to your own difficulties or specisi problems?

O Very sympethetic ]

0 Quite sympathetic “ ‘
0 Quite unsympethetic

O Very unsympathetic

9. How well do you think your social worker was able to understend (24)
eny problems or difficuities that you have been having?

0 Understood very well

O Understood quite well

0 Nidn’t really understend well
O Didn’t understand at all

O Not appliceble beceuse | had no problems

10. How well informed was your sociel worker about the | (25)
resources ond different types of essistence that may be aveilable
to you, end how to teke adventege of them?

0 Very well informed

0 Quite well informed

O Pretty uninformed

O Didn’t know much at all

11. 11 it were possible for this type of socisl worker assistance to (26)
become @ routine part of the service offered by MCH clinics, how
enthusiestic would you be for 1t to continue with your own femily?

0 A very gocd {dee

0 Probsbly e good idea

O Probably not a good idea
O Definitely not a good idee

12. How good an ides would this type of social worker service (27)
be for other families which have children attending MCH clinics?
O A very good idee
0 d Probably would be a good idea
O Probeably not o good idee
0 Definitely not e good ides

PLEASE CONTINUE ON THE MNEXT PASE ------ >



Familiss Attsched to Sociel Workers PAGE 4 OF 5

(: 13. As @ result of contect with your socisl worker, igw do you feel sbout yYour
' ability to cope with eny of the possible future difficulties that mey erise as o
result of your child's 11iness? '

0O Much better equipped (28)
O A little better off

O Not chenged

O A 1ittle worse off

O Much worse of

14. As a result of contact with your sociel worker, how do you feel about your

child’s ability to cope with any of the possibie future difficulties thet mey
orise as @ result of his/her iliness?

O Much better equipped (29)
0 A little better of

0 Not chenged

O A little worse off

0 Much worse of{

15. Describe in your own words what sreas or specific needs your sociel
worker was fiol abla to essist you with. (30-31)

.......................................................................................................................................................................

.............................................................................................................................................................................
..............................................................................................................................................................................
...............................................................................................................................................................
.....................................................................
...........................................................................................................................................................

......................................................................................................................

P fongs,

j PLEASE CONTIRUE ON THE NEXT PAGE ----- >
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16. Finally, we would 1ike you to describe in your own words any aspects of your
experience with your project sociel worker thet you feel ars importent or heve
not been covered in the questions so for.

{Your comments will be kept entirely confidentiel) 2-30
...............................................................................................................................................................................
.....................................................................................................................................................................
.................................................................................................................................................................................
........................................................................................................................................................................
Shee P IRENN Y P NN EIINI IRl e PP P E PP E It er s S RIBNE BP & SF0EEse 9 B 4 B+ pesssen 4 24 S04 4 GePssevEs SRELPESS  SEEBE  SCAESINREGIICAVE S0RRENSRcIRENIGaIT RS bue
...................................................................................................................................................
.................................................................................................................................................
...............................................................................................................................................................
.....................................................................................................................................................................

wt
.................................................................................................................................................................
........................................................................................................................................................................
............................................................................................................................................................
...................... Beerenenienenierisantereernies soieersties  ssereeacasessiess sese suesmersses sieise sarses sesevesss semises rgesesssiesessrsesmmsnssiessessiesis
.......................................................................................................................................................
..........................................................................................................................................................................
............................................................................................................................................................................
4

Thonk you very much. Thel 1s the end of the questionnsire.

~
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Appendix 19. Social worker questionnaire.
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COMMUNITY PEDIATRIC RESEARCH PROGRAM
SOCIAL WORKERS QUESTIONNAIRE
PSYCHOSOCIAL MALADJUSTMENT PREVENTION STUDY
JUuLy 23, 1985
#CONF IDENTIAL# (DISK:SWSTUDY1 FILENAME :SWQ)
DEFINITIONS: _
]
1. CONTACT = Phone call, meeting, therapy session, home visit
or any other occasion of service.
2. SURJECT = Chaild/adolescent who 1s subject of study.
3. FATHER = Natural father or male who 1s usual
father figure 1n the houveehold.
4. SIBLING = Prother or sister of subiect.
5. FAMILY = Mother and father (1 f there 1< one) and <ubject,
. with or without other siblings.
INSTRUCTIONS:
1. Complete 1| questionnaire per subject.
2. Circle or write the number for response which 15 most
appropraiate.
3. This questionnaire chould be completed 1mmediately
following termination of contact with each family.
3
SURJECT NAME: /
SUBJECT 1D:

DATE QUESTIONNAIRE COMPLETED:

DATE OF LAST CONTACT WITH FAMILY:

N

SOCIAL WORKER INJTIALS:




l. At the beginning of your association with this family, what

was the response to you like from:

a.

b.

c.

SUBJECT

MOTHER

FATHER

hostility or rejection

. difficult, contrary, defiant

. cool, indifferent

polite, cautiously receptive, open
warm, accepting

. very enthusiastic,
. NOT ABLE TO JUDGE
. NOT APPLICABLE

Choose between:

embracing

(*Note that the words used to describe these categories are
only a general guide on a spectrum between rejection (l,) and
enthusiastic acceptance (6.) at the two extremes.)

2. At the midpoint of the study (after three months): Was the
response to you...?
(Choose between the same six alternatives as in Ql. above)
a. SUBJECT
b. MOTHER
c. FATHER

3. At the end of the study (after six months): Was the response

to you...?
{Choose between the same six alternatives as in Ql. above)
a. SUBJECT
b. MOTHER
c. FATHER
{
- ¥




4. Do you think that these reactions (overall) would have
been very different for each individual if this had not
i:) been a research study?

a. SUBJECT

b. MOTHER

c. FATHER

CHOOSE BETWEEN: 1. No
2. Yes

8. Cannot say //,\

5 If you were to assign 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 family?

CHOOSE BETWEEN:

l. Standard: That is, basic intervention protocol
only.

2. Moderate: e.g., Facilitating access to resources,
clarifying issues, providing information.

3. Heavy: e.g.,, Counselling, some use of other services,
providing information, may have required
handover on completion etc.

4. Intense: e.g., Therapy sessions, crisis resolution,
referral to other services, family
members required handover on completion.
(Involvement need not be continuous to be
defined as intense)

YOUR RESPONSE HERE:

6. In your opinion, what was the major or primary
obstacle to working with this family? (CHOOSE ONE ONLY)

1. Attachment limited to only 6 months.

2. Family members' perception of your role as “unreal"
or as an "experiment".

3, Family members' perception of you,

4. Resistance to help offered. >

5. Other. (speCify)...'..lO..O......l...-'.......‘}.....l
8. Not Applicable —

YOUR RESPONSE HERE:




7. Roughly, what proportion of your total number of contacts with
( this family was initiated by a family member?
3

CHOOSE BETWEEN:

l. less than 10%
2. 10 - 50%
~ 3. more than 5@%

YOUR RESPONSE HERE:

8. How much of your total contact* time with this family was spent

with...? -
.
SUBJECT ! 3
|
T
MOTHER ) 3
SUBJECT & MOTHER : )
FATHER E 3
T
SIBLING(S) i %
_L.___.A__._‘

. FAMILY* ;:1%
- e e - on e Rl I X I I ST S G 4 -
TOTAL: 100%

e.g.
SUBJECT 30%
MOTHER 30%
SUBJECT & MOTHER 20%
FATHER o3
SIBLING(S) 00%
FAMILY 20%
TOTAL 100%

(*see front cover for definition of terms)

9. To the best of your knowledge, what services (except medical
followeup) was this family receiving at the beginning of your
attachment to them?

A. Financial Assistance/Allowance

B. Non<MCH Social Worker

C. MCH Social Worker" . £
D. School Psychologist

E. Clinical or other Psychologist

F. Psychiatrist

G. Other (specify).e.eeveeenennnn.. ceteresanons

0 CIRCLE ALL LETTERS THAT ARE APPROPRIATE.




1¢. What new services did you initiate or refer to (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 (specCcify).iciiiecescecssscsscnssssscnnas

CIRCLE ALL LETTERS THAT ARE APPROPRIATE
1l1. Apart from basic support and availability, what do you feel has

been your most important contribution during the study period
tOieieeeeneaneesseee? (SUMMARIZE IN A FEW WORDS) ———

~ -
a.SUBJECT Lo
-
b. MOTHER L
s r-"
c. FATHER -
r-=
d. SIBLING(S) L.y
# r=-"

e. FAMILY AS A WHOLE e

(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 subject (child), on
a scale of @ through 16, how did you rate this child's
ability to adjust to any present or possible future stresses of
his/her chronic illness.
(e.g.,8=not able to adjust at all, 5=about average,
1@=outstanding resilience)

WRITE RESPONSE HERE:

13. On the same scale, @ tos10, how would you rate this subject
on completion of the intervention period?

WRITE RESPONSE HERE:




= * —

14. Thinking about the subject, comparing the beginning of your
attachment to the end, how would you rate his/her overall
(:} adjustment/behaviour?

1. Improvement over the past six months, problems
resolved, etc.

2. No change.
3.Deterioration, acquisition of new symptoms,

problems.

WRITE RESPONSE HERE:

, comparing the beginning of your
how would you rate her overall

15. Thinking about the mothe
attachment to the end
adjustment/behaviour?

l. Improvement|over the past 6 months, problems ‘
resolved, etc.

2. No change.

3. Detioration, acquisition of new symptoms,
or problems.

WRITE RESPONSE HERE:

16. Did you meet the father in this family?

l. Yes _ -
2. No
8. NOT APPLICABLE (i.e. no father) =

¢

WRITE RESPONSE HERE:

17. I1f the answer to the above guestion was °'NO', what was the
main reason?

\ 1. Father seemed to avoid 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:




18. At the completion of the study, what was the main disposition of
this family?

l. No further services organized.

2, Transferred to MCH social worker.

3. Transferred to community social wdrker.

4.General referral made (name supplied, but a
formal handover did not occur).

4. Psychiatrist.

5. Psychologist.

6. Other (specify)......... Ceebtecenscsssecncanns o

WRITE RESPONSE HERE:

19, Were you unable to obtain specific services for this family
that you considered important and/or necessary?

1- Yes. SpeCify..----. ------ S e s e s e v e s e e s s ¢ v s S

Reason ® ® 0 0 5 900 8 & 200 S SO 6L E S S E et E e s

o

l...!..:“.-..‘.......l.ll....'.%

2. No. = 4

WRITE RESPONSE HERE:

20. TO 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?

l. No effect.
2. A moderate degree,.
3. A major degree.

WRITE RESPONSE HERE:

1

(%
HAHINGIARAAUANAAINTEDIINDNNIRNIn B INYNANBANIRDIONNOINEEIOEAdittuuln

PLEASE GO BACK AND CHECK THAT ALL QUESTIONS HAVE BEEN ANSWERED
GACHIA R RSB HIRENINI ANt BENER0INNANOANINPendEHYnddoBUdldddrOw




Appendix 20. Functional status measure.




FUNCTIONAL STATUS 3

;“«»

({} @b‘m‘e sre statements that mothers have made Lo describe their
children Thinking sbout (name of child). during
the LAST TWO WEEKS did he/she ?*

- 5 asterisk®, sk Wis this dus Lo the iliness?” “Was this
e , Never Some of due Lo Lhe
T or the Almost iliness?

rorely  Lme  always Yes  No
1 Eatwell? o* e 2 10
2 Slespwell? 5 o% e 2 1 0
3 Seem contented and cheerful? o™ e 2 1 0
4 Seem Lo feelsick and tired”? 0 e 2" 1 0
5  Occypy him/hersell? o" e 2 1 0
6 Ssem lively and energetic? o* e 2 10
7 Sleepthrough the night? o™ e 2 1 0
8 Seem interested in what was going on sround him/her? o* e 2 ] 0
9  Cut down on his/her usual level of play ectivity? 0 e 2" 1 0
10 Pick up and throw a ballor other objsct {in the intended direction)? 0™ e 2 10
11 Cut down on things he/she usually does? 0 e 2" v
12 Gel involved in games and other play? o™ e 2 1 0
13 Go up and down stairs without assisstance? o™ ™ 2 | 0
14 Play games by him/herselr? ) 0" ik 2 1 0
1S Participate in hard exercise or play”? 0" e 2 | 0
16 Gel undressed without help? 0* 1* 2 10
17 Play with other chiidren? 0% ™ 2 1 0

18 During the past two weeks did (nsme of chiid) No Yas

spend slior par! of the day in bed? 0 B

_(IF 'YES®, sskt “s” snd "b°)
8 How mz;ny days did he/she stay inbed in the last 2 weeks? D D

b Was this due to the illness? 1 0

W End of Functiona! Status Scale




Appendices 21 to 31b

Appendix 21. Eligible arthritis clinic subjects
- medical diagnoses.

Appendix 22. Eligible asthma clinic subjects

- medical diagnoses.
>

Appendix 23. Eligible cardiology clinic subjects
- medical diagnoses.

Appendix 24. Eligible cerebral palsy clinic subjects
- medical diagnoses.

Appendix 25. Eligible clefts clinic subjects
- medical diagnoses.

Appendix 26. Eligible diabetes clinic subjects
- medical diagnoses.

Appendix 27. Eligible hearing clinic subjects
- medical diagnoses.

Appendix 28. Eligible renal clinic subjects
- medical diagnoses.

Appendix 29. Eligible respiratory clinic subjects
- medical diagnoses

Appendix 30. Eligible sickle cell disease clinic subjects
- medical diagnoses. ks

Appendix 31a. Eligible spina bifida clinic subjects
- medical diagnoses.

Appendix 31b. Eligible spina bifida clinic subjects
- medical morbidity.




Appendix 21 Elgible arthnus clinic subjects

- Total Consented
Total Refused  Consented  Untraced Treatment  Control

Juvenile Chr%ruc Arthntis

- monoarthritis 4 1 3 0 1

- pauvciarthns 11 2 7 2 3 4
- polyarthnts 8 1 6 ] 4 2
Othert 6 2 4 0 2 2
TOTAL 29 6 20 3 10 10

-

t Other=psonatc arthrius, chondromalacia patellae, systemic lupus erythematosus, arthrius not yet diagnosed

<

Appendix 22 Eligible asthma clinic subjects

Total Consented
Total Refused Consented  Untraced Treatmen,  Control

Episodic-

infrequent episodes 37 15 19 3 7 12

frequent episodes 18 2 12 4 4 8
Chronic, mild

infrequent episodes 12 3 8 1 4 4

frequent episodes 2 0 2 0 2 0
Chronic, moderate

infrequent episodes 12 2 10 0 8 2

frequent episodes 21 0 15 6 9 6
Chronic, severe:

infrequent episodes 0 0 0 0 0 0

frequent episodes 7 3 4 0 2 2
TOTAL 109 25 70 14 36 34




o

Appendix 23 Elgible cardiology clinic subjects.

Total Consented
Total Refused Consented  Untraced Treatment  Control
Valvular disease 9 3 5 1 3 2
Conduction problem 4 2 2 0 0 2
Cyanotic disease 15 5 9 1 5 4
Cardiomyopathy 1 0 0 1 0 0
Acyanotic structural 6 3 2 ] 1 1
disease
?
TOTAL 35 13 18 4 9 9
Appendix 24 Eligible cerebral palsy clinic subjects.
Total Consenied
Total Refused Consented Untraced Treatment  Control
Diplegia "2 1 1 0 0 1
Hemuplegia 4 0 4 0 2 Z\
Quadriplegia 3 1 ] ] 1 0
TOTAL 9 2 6 1 3 3




Appendix 25 Eligible clefts clinic subjects

Total Conserued
Total Refused Consemted  Untraced Treatment  Control
Cleft palate - submucous § 1 3 1 3 0
Cleft palate 5 0 4 1 2 2
Cleft palate & Lip 16 3 11 2 S 6
Pierre Robin syndrome 1 0 1 0 0 1
Cleft ip 2 1 1 0 0 1
TOTAL 29 5 20 4 10 10
Appendix 26 Eligible diabetes clinic subjects
Total Consented
Total Refused Consented  Untraced Treatment  Control
Insulin Dependent 97 30 64 3 32 32

Diabetes Mellitus




C

X

’ Appendix 27 Eligible hearing clinic subjects.

Total Consented
Total Refused Consented  Untraced Treatment Control

Sensorineural deafness
mild-moderate 9 3 6 0 1 5
moderate-severe 24 6 17 1 11 6
severe-profound 19 4 12 3 6 6
severe-profound hugh or 15 3 11 1 5 6

mud-range frequency loss
Subtoral 67 16 46 5 23 23
Conductive deafness
muld or fluctuating 4 1 3 0 2 1
moderate-severe 4 2 1 1 1 0
Subtotal 8 3 4 1 3 1
Mixed deafness
mild-moderate 1 0 0 1 0 0
moderate-severe 1 0 1 0 0 1
Subtoral 2 0 1 1 0 1

X

TOTAL 77 19 51 7 26 25




'\

Appendix 28 Eligible subjects from the renal clinic.

Total Consented
Total Refused Consented  Untraced Treatment  Control
Recurrent UTI
1 reflux + scars 15 4 1 0 12 8
Anatormuc anomaly
trecurrent UT] 6 2 4 0 2 2
Hypertension 2 0 p 0 1 ]
Chronic renal
failure 1 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 Famubal Mediterranean Fever (1), IgA nephropathy (1), post Henoch-Schonlein Purpura progressive
disease (1), bladder extrophy (2), nephrocalcinosis (1), Prune Belly Syndrome (1), Juvenile Nephronophthisis
(1), Tuberous Sclerosis (1), Famulial Renal Dystrophy (1), Polycystuc Disease (1), Renal Tubular Acidosis

(1), post Hemolync Ureruc Syndrome (2)

Appendix 29 Eligible respiratory clinic subjects

Total Consented

Total Refused Consented Untraced Treatment Control
Cystic fibrosis 25 6 19 0 11 8
Esophageal atresia 1 0 1 0 0 1
Asthma 1 0 0 1 0 0
Kartagener syndrome 1 1 0 0 0 0
Bronchiectasis 1 0 1 0 0 1
TOTAL 29 7 21 1 11 10




o

Appendix 30: Eligible subjects from the sickle cell disease clinic

Total Consented
Total Refused Consented Untraced Treatment  Control
Sickle Cell Disease 37 4 21 12 11 )79)

(SSor SC)

Appendix 31a Eligible spina bifida clinic subjects

_ Total Consented
Total Refused Consented Untraced Treatment Control
Spina bifida 18 3 13 2 6
Unknown 1 0 0 1 0 0
Diastematomyelia 2 0 2 0
TOTAL 21 3 15 3 7 8

Appendix 31b. Morbiduty in eligible subjects from the spina bifida clinic (morbidity
categories not exclusive).

Total Consented
Total Refused Consented  Untraced Treatment Control
Shunt 13 2 10 1 6 4
Requires Aids 8 2 5 1 2 3
Wheel Chair 5 1 3 1 2 1
Conduit 1 0 1 0 1 0
Catheterization 12 3 8 1 2 6




Appendix 32, Sub-group analyses.




Appendix 32: Sub-group analyses 1

Sub-group Analyses

1. Chiid Behavior Checklist

Behavior Problem Scale: Further analysis was carried out on Summary Behavior

Problem scores by maladjustrent status at baseline Did maladjusted chi]dren selectively
benefit from social 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 1, but the diﬁcrcr;cc is far from
significant (P= 88). Was there an interaction by age group? That is, for example, were
social workers able to counsel younger children 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 treatment group of the same age (P=.14).

Additional subgroup analyses investigating treatment nteractions with clinic
of origin (i.c. "diagnosis"), aggregated diagnostic class (i.e. systemic, cardiorespiratory,
sensory, cosmetic and motor disorders - see note under Table 15), functional status, sex, and
socioeconomic status failed to reveal, without exception, any effect that even approached .
conventional levels of statistical significance
Maternal transition status: CBCL Behavior Problem gain scores were analyzed within
maternal transition strata defined by outcome on the Malaise Inventory (Table 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 counselled
children (P=.58). For children of mothers who made negative transitions, or who were
maladjusted on both measurement occasions, there was a small deterioration for the
counselled group, and an improvement for the control children (P=.10 and .14,
respectively). Children of mothers who were classified as not maladjusted at either time )
were more likely to improve if they had been counselled (15=.26).

Socializing Scales: On the Social Competence Scales interactions were examined for the




Appendix 32: Sub-group analyses 2

same potential modifiers of treatment effect, and the following "significant” findings are

. reported for the sake of completeness. On the Activities Scale adjusted Tiine 2 means,
counselled subjects with no physical disability did better than comparable control children
(46.4 versus 44.0, P=.03). Analysis of the Socializing Scale showed that counselled
cardiology clinic patients did better than cardiology controls (49.1 versus 41.0, P=.04), but
that counselled children with cerebral palsy did worse than similar control children (26.9
vcr;us 40.0, P=.04, N=3 per group). On the Scholasnc 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-middle socioeconomic status (Green scores < 59) did better than
comparable controls (Green score < 49: 47.7 versus 43 1, P= 04, Green score 50-59: 48.0

versus 44 .4, P=.02).

2. Child and Adolescent Adjustment Profile —

diagnosis and disability: The few margiria.lly significant interactions found are\presénted,

although thewr importance remains uncertain. On Peer Relations, counselled children from
the sickle cell clinic did bétter than controls (adjusted Time 2 means 13.6 and 11.1, P=.02).
On the Hostility subscale, the treatment group superiority cited above seemed to be greatest
among children with hearing impairment and clefts (sensory and cosmetic groups: 7.6 versus
8.8 1n controls, P=.03). On Dependence, counselled children with mild physical impairment
did better than controls (7.6 versus 9.3, P=.03), whereas children with more severe
impairment, or no impairment at all, did worse than controls (not significant). Counselled
respiratory clinic patients did better on Productivity (14.2 versus 11.6, P=.03), while their

counterparts from the spina bifida clinic did worse than equivalent controls (11.3 versus

14.0,P=.04). No signiﬁcant interactions were detected on the Withdrawal subscale.
social workers: There was only one subscale where an individual social worker stood out

from the others, and this was on Hostility. On the basis of unprotected contrasts (no

adjustment to the o level was made), social worker A patients scored significantly better than

0 controls (7.4 versus 8.5, P=.003), and better than social worker D patients (8.4, P=.04),

Q ‘ g




Appendix 32: Sub-group analyses 3

whereas adjusted means for the other two social workers 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 B and D (P=.04 and .02, respectively), but not social worker C
patients or controls. |

secondary analysis: Secondary analysis was carried out after excluding the 19
intervention group subjects who did not receive social work assistance. The modified Time 2
prevalences for maladjustment 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
Withdrawal 17.5% (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 (P<.51). The effect of this removal, which can be confirmed by reviewing
Table R16, was tojimprove intervention group outcome only on Dependence, although the
result is still far from being statistically significant. On Peer Relations and Productivity, a
worsening of the intervention group outcome occurs in relation to controls, while no
diffcncnc; 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

child's transition status: The relationship between change in maternal adjustment and
transition by the child in maladjustment classification on the CBCL Behavior Problem Scale
was cxpiorcd 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 (maladjusted - no transition), scores were inferior to the control group

(P=.31 and .50, respectively). There was little difference between the main comparison
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Appendix 32: Sub-group analyses 4

~
A\

groups for mothers of children classified as not maladjusted at both Time 1 and Time 2.
other interactions: Exploration of treatment effects restricted to mothers who were
maladjusted at Time 1 on this measure revealed t;mt counselled mothers did worse than
controls (Table A32.5), though ths slight disadvantage could easily have arisen by chance
(P=.87). Subgroup analyses also failed to disclose any interactions of treatment effect with
parent socioeconomic status or language, or child functional status, clinic of origin or
diagnostic class. In addition, there was no evidence for variation in outcome by social
worker in excess of that expected by chance, gor for a significant advantage for a group of

mothers counselled by a specific social worker over control mothers.

4. Impact on Family Scale

Examination of outcomes on the Impact on Family Scale by patient disability
subgroups failed to demonstrate an advantage for intervention families at any level of
physical impairment. 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 Inventory. In addition, this approach was taken for
Impactvon Family outcomes by maternal transition status on the Malaise Inventory (Table
A32.6). A marginally significant advantage for the mtervention group can only be found on
the Strain subscale for mothers who were not maladjusted at either Time 1 or Time 2
(P=.02).
5. Heaith Service Utilization

Subgroup analyses of MCH doctor visits revealed that there was a significant
excess of MCH doctor visits for intervention subjects of more severe physical disability
categories (P=.02 and .002, for moderately and severely disabled children), and,of lower

socioeconomic status (Green score < 49, P=.02; Green score 50-59, P=.003).
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Table A32 1 CBCL Behavior Problem Summary T-scores by status at baseline

Time 1 status Intervention Control 95% confidence
interval on difference

Y

Maladjusted 65.1 (1 65§ 65.5 (1 36) 46,38

Normal 526 (078)8 52.8 (0.82) 24,20

§ indicates- group with supenor outcome P > 07 for both intervention v control contrasts

Table A32 2 CBCL Behavior Problem Summary T-scores by age group

Age group Intervention™ Control P
Time2 Gain N Time 2  Gain N A

4 - Syears 543 043 25 55.6 1.73 13 58
(1.41) (1.95)

6-11 543 -0.81 93 55.6 045 108 .19
(0.77) (0.71)

12-16 56.4 -0.27 55 54.5 -2.25 48 15
(1.00) (107)

Parenthetcal values are SE of means immediately above. P-values (2-tailed) for Intervention-Control contrast
are based on ANCOVA. No adjusted gain score was significantly dufferent from zero.
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Table A32 3. CBCL Behavior Problem gain score means according to maladjustment

classification transitions for mothers on the Malaise Inventory during the
Time 1 - Time 2 interval.

Time 1/Time 2 Change Intervention Corurol P

Posiave Transition -3 58 -1.9 .58
N 13 12

Negative Transition 35 -1.9% 10
N 12 13

Maladjusted - No Transition 10 -2 58 14
N 19 19

Not Maladjusted - No Transition -0 9% 02 .26
N 129 124

L)

§ indicates group with supenor outcome P-value from independent sample t-test on crude gan scores,

Table A32 4. Malaise Inventory gain score means according to maladjustment
classification transitions for children based on the CBCL Behavior Problcm

3

Summary scores during the Time 1 - Tume 2 interval.

Time 1-Time 2 Change Intervention Control P

Posive Transition -2.28 0.9 .04
N 12 14

Negative Transition 1.1 -0.4§ 31
N 16 9

Maladjusted - No Transition 0.1 0.4§ .50
N 16 27

Not Maladjusted - No Transition -0.48 0.3 .69
N 129 7 118

§ indicates group with supenor outcome. P-value from independent sample t-test on crude gain scores
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Table A32.5: Malaise Inventory adjusted Time 2 means (SE) by status at baseline

Time 1 status Intervention Control 95% confidence
mterval on difference

’

Maladjusted 9.1(0.62) 9.0 (0.63)§ -16,1.8
Normal 3.2(032)8 3.4 (0.32) -1.1,0.7

§ indicates group with supenor outcome P >0 7 for both intervention v control contrasts

Table A32.6. Impact on Family Scale gain score means by transition status for children and

their mothers on the CBCL Behavior Problem Summary score and the Malaise Inventory.

Pretest-Posttest Change  Total Impact Financlal Famlly-Soclal Mastery Strain
I CP I C P I C P I CP I C P
CBCL
Posiuve Transition 99 47 05 -28 05 05 -52 -38 35 17 22 63 -36 -26 42
N 12 13
Negative Transiion -30 -24 91 -10 -10 99 3122 7 22 26 70 -11 -18 T
N 16 9

Malady'd - No Transition -76 35 20 -18 09 43 38 .19 26 06 10 .52 26 -16 42
N 16 27

Not Mald - No Transiton  -53 -57 .74  -12 -15 29 30 30 92 12 069 30 -23 -20 39
N 129 118

Malaise Inventory

Positive Transiuon €9 -13 13 -08 03 18 24 04 33 01 12 29 -39 -23 28
N 13 12

Negauve Transiuon 05 46 34 02 -1.6 21 -23 03 70 1.5 22 57 04 22 16
N 12 13

Maladj'd - No Transition 28 -52 52 -13 0.1 27 -1.5 -27 .52 05 06 91 06 -30 06
N 19 18

Not Mal'd - No Transition ~ 6.4 -5.5 .39 -15 -1.6 .79 -36 32 .36 1.5 10 17 27 -1.7 02
N 129 124 .

i
I = Intervenuon group, C = Control group, P = P-value from independent sample t-test on crude gain scores

{
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Appendix 33: Project Staff and Collaborators.




Appendix 33: Project Staff and Collaborators

Project Coordinator:

Secretarial assistance & randomization:

Coding and data management:

CBCL scoring:

Data base design:

Interviewers:

Social worker supervision: -

Social worker administration:

Study Social Workers:

Inta Zvagulis, B A

Shirley Phipps

Louise Arsenault
Barbara Willard
Cathenne Nolan

Charles Pless
Cathenne Nolan
Louise Arsenault

Meyer Kwavnick

Louise Arsenault
Suzette Clement
Patricia Dray
Louise Koessling
Joanne Furtado
Madeline Garceau
Pauline LaChance
Rita Legendre
Jenny Lepage
Catherine Nolan

Appendix 33:

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, B.S.W.
Tuula Heinonen, M.S.W.
Shirly Zussman, B.S.W.

1
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Specialty Clinic Staff:

Arthritis
Asthma
Clefts
Cardiology
Cerebral Palsy
Dhabetes
Heanng
Nephrology
Respiratory
Sickle Cell
Spina Bifida

Appendix 33: 2

H Strawczynski, M.D

Z Fox,M.D

Mana Corrazza, M Hunter, M D
Connie Cloutier, M Paquet, M D
Gina Dolinsky, C. Larson, M D
Jackie Dufresne, M Belmonte, M D
Louise Muller

Loy Denis, B Kaplan, M D
Louise Cadieux, M Wise, M D
D Esselune, MD

Paula de Bellis, P Forbes, M D






