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. the populdtion of chxldren
to factors wn:nin f.he home, to factoz's w)thxn,thm-ch).ld,

and ,to the medxcal t:( atment.

years ‘ot age, dxagnosed as haung hemophuu. ana hving‘

1
78
£
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TICS OF-NEWE

CHILDREN WITH HEMOPHILIA-

" hemophilia aiffer from. other children behavxouxally, .
psychclc)qically and socially, and that differences vithin
ith. hemophilia arg related

’l‘he total populatidr\, of children \mder seventeen

and’

with

in

children

assessed.

and; canada, was d

N

T sample 6 ‘children, thh sbina b1f1da, and S smale of .

chnd, rms incorporated ceﬁﬁ's of selected ‘netrological:

{ithout chr(mxcvphysxcal bandicap which vere als6 . -
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e u ,Questinnnaixe completed by teachers.” e
Yo Intervidws with physiclans mvolvea inthé . ¥
child's Ereatmenc. 1y N Ly B < . . Ghot whiE

¢ LRI

Review of medical recerds

sl e ! ‘The three graups of children wixe' conpared-for rates

/
of psy:hxat:lc dlsorder, as detemlned by the. patental and

child interviews; and 'the téachers' questiomnaire:

e companson of the three ‘groups was- also carned out- for all X |

1hdiv£dual ‘items from the. p rental and chnd m.enuews. and.-

the. teachezs questfonnaue. 'l‘he results of these comgarisons

were questionable due’ 0 d;ffxcultles obtay xng adequately

“latgé control'groups. . Those dxffxcultx : vere ‘examined

i detaxl. RS PPy ‘,

The rites of psychxatr:.c 4. scrder, the xntelligence

ina; achlevement scores did ot dszer for: the three gxu\lps

iof children ‘studied. chlldren withcut chrunu: physlcaL/

“handicap: hada significantly hiqhex range of peer contucts

than ‘those of the nther two grﬂ\xps. The children’ with

'hemnpmua were haspltalized mnre frequently than the "~

s i
children in the other grws. Physlcxans and “parents

attempted more.’ activity zgs:nctxons for c)u dren wi

hemdp 1ia than, for the other two.groups, but,‘the actxvxty

of the three groups did'pet aiffer. . | S
mtmn che pc\pulation of children with hemopm.na, %




S R hel‘ophlha aig not diXger in, “infailigence, readxng

achxevement .scores or y lndzvidual item of zecent

v behavxcur and emo:xanal,aca:e., The familiés of *_he two

‘q!oups of ch: 1dred differed in. several respects. ixmxted

LB ! mfomatwn prcvxded x:y phys:.cuns and hcspitul reccrds

precluded conplets statistxcal analysis of meSical dare

J\ datai . A g A
W & : .
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. CHAPTER I

INTRODUCTION AND REVIEW OF LITERATURE

A method of generally acknowledged validity for

the measurement ‘of adfustment of ‘children to chronic
physical handicap does not exist.' Thg presence ‘of
psychiatric disorder indigates that satist Lafactary, adjust-

mem: has not hsan ncmeved, hu: ‘the ubsence of psychiatric

duozdez does not : ily mean that is-

physical n.mucap is. &

aboit ‘thle.. hehavxouai, psy:hologl.cnl aha’ social

charactaziiticl of chilﬂ.:en vith vaxioul chrenic physxcal

‘Bandi “and children without chronic physical handicaps:

Another prerequisite is comparative: about- those

children with 'chxonlc’ physical handicap who have psychiatric
disotder. and thou with cm—onxc physical handicap who do_
not have puychiaf_ric diwrder.

'
J

A. . Theory:of the latlonahip of Chronde ‘Physical -
' Handicap. to Psycholegical, Soctal and: sehavmuzal i,
chanuteria‘dcs
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&
) -
- .. relationship between somatic state and psychic function
- was two-way. 1 : . . ya :
- "Somatic disease may have emotiopal and behavioural *
; consequences, what may be termed 'somatopsychic' effects,
. and, conversely, emotional and psychological disturbances
, may’influencd a’person's physical: stgte, so called
- "psychosomatic' effests.” 3 % . :

| 2. The pSychosomatic relationship‘ 7

The psyahosomanc relatinnshxp/ was vieved as "the

7o ~ relationship between the mentab ahd emot).onal characteristics

: of a person and his' predxspos tion toward ce::‘ types.of

S organic d). fun:tion“ by quht (1 60), hewevet, Rutter,

rd and Whitmote (1970) defined :his ralatxonshxp so that

it included: the pess;pux;y of enigtionsl States influemcing . .. »

R e dourde of physical disorders

e @ " been tradnmnauy set’ apart as "psy:hcsomatw diseases.”

"\The somacopsycmc relationship %)

i K utter; Tizard.and Whitmore (1970) divided somatopsychic

B | rélatidnships into direct ahd indireéct relationships.. The

direct somatopsychie '1atinnship im}oxved alteration of

infairnert- bt ‘brain function by organic states or progesses, -

xesulting in the’ observed psychalngical phencmen The 4

"mental retardation associated with cretimsm, ot some of the

behaviour of a child with a high Eever wexe exa.mples of




to partzcular yhys;cax “sfates. . Ly o E

the influence of scmatvic disorder on behaviour and emoticns
via many aspects of the physical condition, indluding the
individual's own reactions. to his body, the reactions of «
others (particularly parents) to the condition, the

special problems imposed by the \condition, lin\itation of, ;

activity, hospitalization, ‘treatment procedures and many

more. Wright (1960] placed resea h which investigated

the ways in which the person’with a\disability coped with

its social,and personal connotations) and ‘investigations of:

the social-psychological: conaitions. that hampered\\or - ol

facxlitated adjustment in the amnam of smnétcpsyc

somampsychaloqxcai zelatlons.

;
Inplications.

‘Pless, Roghmarin ‘and .Raggerty -(1972) noted\ that the \

- T .
outlined formulation of the relationship betweep somatic \ ~

”. 4 5 . 4 n - \
state and psychological function emphasized -the dgmplex' '\ </

muLtl:l:ausal system of, which behaviour is a product.

The formulatmn assigned less mportance bO Sul\ple di{ect \

effests between physical handlcap and ‘psychological

difflcult).es than to m:euctmn effecﬁs of variables in

the productlun ‘of behavmu,zal anid psychﬁlogxcal phenomena._ N b
BJnks (1964) squestea that; as a. rdsult) grounds

exidted for questlonning the view, inplicit in pany of the

'bahefs ahout ‘persons' with physxcal handicap, that particular

types of psychnlchcal funcuonxng were; xnvanably related




-'uoxam 1, the. strugqle fo

.‘that ‘some dlffxcultles which! were faced by inaividuals

: mth physical handicaps were ot present for individuals

# thh them dlrectly

Wright (1960) stated that mahy of the variables which

interacted to préduce hehavioural a¥ psychological
phenomend in. individudls who had physidal handicaps were

the same as those for individuals withéu physical

handicap:’ }\ctaallv, many of the psycholuqmn f)eriences
which ‘appeared to'be pecunax tb persons with physical © o

handicap were not so. For example "the psychological, .

.
significance of the deprivation (of sensory loss)’ hds to do

in'large measure with such matters as'the threat of social

“Bridependence -’ ., ‘and' so on.-

experienices with wh1ch rany; if iot-all, hinan béings are.

conversant LI (R b =

ard’ and Whitmore (1?701 nntéd, hawever,

Rutcer, i

w1thout physical handicap, and cértpinly, as Wright stated,
scme psychologlcal $ituations, although-common to micheof
humanlty,'hccurrgd with such mcensﬁty4ux  mapy persons with -

physical handicap that these persons were £arc§d to cope

AL ef this-indicated that "when one ‘views physical
®
d&sabil éy.ab a physzcal fact, any psychologzcal cause -

i ffect relati¥rishib a}ée ot mmm ived because

of ity-but reguire ‘psychosemati mate Logical
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B, Char cteristics of Children Who Have
B Chro;ic Physical Handicap

1. aehavi:’Cﬂ and psychological charactetistic&
{ .

a. Psychlatrlc disorder and ad]ustment to chronic physical
handicap,. K

(1) rhm‘ﬂm wnth chronic physical handicap. Ratter, Tizard

and Whitn leQ.ZD) carried out an ebideniological survey
Df the educ: t}.on,‘ health and behaviour of the total

"

_ - population £ nine.and ten year old children on the Isle

df»wiqht‘ The. su! vey included psych E

atzjc assessmént of
" children with cht?niq physlcal dxsordJ Standarﬂxzed
uestionnaxres and, interviews of proven zehabx uy and
Val;,d).ty ‘were uSE A Must ef the Chlldren w;th chronic
phxsical dxsorder Hoved no psychiatzic aisorder. However,

the\zate ot psychiacric aisorder for the group of children

ith chronic physu:al handicaps (excluding those with
_“  involvement of the ‘bs(nn) was 1p 4 per cent, as compared
wn:h a rate in the fganetal papu!atian under consideration

h\ of 6.5 per tent, In “groups Qf chlld.ren with asthma and = +

. m;scellaneaus d:sorder.s (all\ ‘N:om.c physical diso:ders

cet excep»{: asthn\a, eczéma, ahd brain” dxscrders above the brain

stem# “the rate of psychiatric disorder was up to twice that

in the general populacmn. ¢ y

\Specific Eypes: of psychiatnc disorder were not
asscciated with physical handicap Antisocial disorders

and neurctic dlsorders were equally common 41 the group of

/
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children with chronic physigal handicap, as was so for the
general population. The ::& of both antisocial disorder
and neurotit disorder for. the children with chronic '
physical handicap were raised above the rates in the gemeral
population. N
Pless and Roghmann (1971) described the National
Survey of Health’and Development as comprised of a repre-
sentative sample of ‘children born in England, Scotland, and

Wales during the first week of March, 1946. Patents,

 keachers and children Gompleted behaviourdl symptam

quéstionnaires . Pless analysed the dsta wEEH fhe aim of

compa ing " the prejalence and natire of psychosgeial p ozblems

fcr l:h:L' ren. whc'}{ad a chton;c physxm;l illness: and £

healthy children. -Pless.and Roghmann uséd; appagently

interchangeably with the ferm psychosocial problems, the

terms 'social and psychological malfunctioning, psychosocial
handicaps, behavioural anﬂ,psychological‘ maladjustment,
behavioural pathology, social and'psychological disturbance,
and psychological or social difficulties. Definitions of.
these terms were not ‘'supplied.” The results were presancad
in terms of anomal -behaviéural symptons Ldent;fxed by toff -
behavioural symptom quest!cnnanre& The presence of two
“or more abnormal behavxcu:al symptoms appeared to have been ,
the criterion of psychologlcal faladjustment, without
discission of the validity of ‘this.

At age fifteen, ‘wenty-£ive per cent .of ‘the thldren

with chronic physlcal disorders had two' or more:abnormal

B e 4 . e P
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behavigural symptbms- as ‘compared with seventeen per cent
in the healthy population. The extent to which the

three information sources contributed to the findings was
not identified. Teachers' ratings were reported to have
identified the same degree of increas\ed‘.risk, but findings
f£rom the teachers' questionnaires apparently did not use
the criterion of more than two behavioural symptoms. .
‘Data ‘presented from teachers' questionnaires consisted

j,rkof ratings of nervousness and/or aggzessivenegs? Methods

7%dea for those ratlngs were not presented.
Pless; Roghmann aid naggerty (1972) weported the * |
results cf ths ‘Rochester Chi-ld Health Survey. The study
. assessed two hundred niine ‘school-aged children with o
symptoms: of ' chronic’physical 111nesses ‘and"a control gro
of healthy children, matohed for age, sex; socibéconemic
status and race. Mental health of the children was
assessed by parent descriptions of behaviour based on a

standardized symptom checklist,echildren's self reports

on a writfen inventpfy to~gssess self esteem, teachers'

descriptions of behaviour anjl unidentified other 'school
reports. These measures were incorporated inté a mental
Health-adjustment index. 'At ‘all ages more children with
‘chtmuc physlcal illness were reported tc score pootly.
Whether or.not the poor scores were thosa of the overall

index or ‘'of the individual Reasures was not specified.

P




Discussion of reliability and validity of the measures
was not presented.

Pless and Roghmann (1971) further analysed the
results of the Rochester Child Healt\h Survey. Identification
of the abject of this analysis was hindered by apparently
igter;:hangeable use of the terms social and psychological
malfunctioning, psychosocial handicaps, behavioural and
psychological maladjustment, behavioural pathology, social
and psychological disturbances, and social or psycholeglcal

‘ ¥ diffxcultxes ‘The «:ems were not defined. The presence

% ; 8 o o Nate ehavicural synptons.-appeared. £b- haves bean’
the criterion of .maladjustment.’  For, the group of children

aged ‘six’to'tem, twenty-thrée per cent'of those with chronic

physical illness and. wisitasi per cent of those 'who were -
healthy had two or'more abnormal behavioural symptoms. For
the group aged élevey to'fiféeen,‘ thirty per cent of thos¢
with chronic physical handicap, and thirteen per cent of

those who were healthy had two or more abnormal behavioural

4
symptoms. .
. Research nn?e relationship. between faiia
: .+, disordeF and chrofic physical handicap indicated that the

physical handicap was higher than' that for ‘children witl

chronic physical hapdicap. No asSociation was found between

chrontc physical handicap and’particular-types of psychiatric

disorder’ . .

rate of psychxatric dlsordez for chlldren with chronic
ol o5




- of the g¥oup; 6.7 per cent had attended ;sycmacx‘scs\
<

-

Most of the studies describedlacked definition in’
operational terms of their aims. : This Yesulted in

assumptions tha&a variety of different measures were

indices of dj stment, withoyt systematic examination -

of whether or not that was so. An lndicatlcn of the undl‘n
1y1ng lack of clax)ty was the“interchangeable use of a-
variety of undefined terms. - ° o E

(41)  children with hemophilii. Bronks' (1968) f(”llw—up’
study of one hundred t‘hu"ty-flva chlldren and adults Wlth

hembphllla included enquiries about: psychiatrl.c treauﬂent

Only 475 per cent.of. the cotal group had actually

received treatment. The study aia nat use control gzoups,

hence camparauve datawas not available. - ¢

Aqle and Mattsson’ (undated) reported ‘a psych),atrxc
study of more than fifty "bleeders”, eve\_' half of whom were

children.; 'l‘hey concluded “that, a number of: conditions

(psychiatnc syndromesf appear rela:ed to thé disease’ . - |-

itself.! "No comparative data was Supplied:  Aglé:and
Mattsson ‘suggésted that W risk-takingbehaviour was: one

psychiatric cofiplication of the physical condition desckibe

by many of the adolescents in the qroup Crx.ter).a by wh).ch

behavmur was classlfled as "risk: takx.nq ' were cnot discusse o

nor was any indication given of the numhex of’ dxvlduals

coveréd by,:he térm “"many",  Five mawmuals in' thdé q:oup

were fqund to follow a pattern of passive dependency.

Passive dependency was said to’involve beimg incapable of -




self<care, and relying heavily on others to fulfil:emotional

specific criteria by which. ;‘peseqmdivmu'als were

—— ':’E_ef
~—=——" —identified were not provided. Discussion of the rationale

far ‘considering the two previous patterns of behaviour as-

“peveidatric syndromes was: not included.

kule and Mattsson

did indicate that some individuals in their group were

cnnside:ed to be 'vall—adjusted, but they "did not indicate

theé nuinber of u\dund):a!s in this group.:

The criteria for

xnclusion m this group appatently included. appropr:,ate

emotxnns

Specxf:.c'crfteria appeazed o, xnclude seelng a

. re1acmnsmp hetween act‘ivn:y and hleedlng by the 20 | of

per. tantrumm +Howeverx, . it wads unclear Whether

these items ‘were the crxteria by wmch the q%as

Adentified,
had heeJn sel‘écted by other means.:’

Mattsson and. Gross. (1966 4,

aénass _auring bleedxng episodes, but not’ by actions

o,i cha cter].stn.cs identified after the group

1966 b) presented a

Ctwo; year study of \:h:.rty*flve hemophilic' boys and. their
7

-parents: " The study used psychiafric interviews and

observations. . Further information ‘about these instruments




oE cwpuatively ‘good “and poor “sbcial adaptati’n
by which the -uq. groups wer

was not provided. The results and discussion were very ,
similar to those of Agle and Mattsson. Five boys were
identified as showing risk-taking behaviour, and three as
showing passive dependency. Twenty-seven boys were found
to have shown satisfactory adaptation to their illmess for
at least the p‘xevi.ous two years.

Katz (1963, 1970) examined the psychosocial problens

-of one thousand fifty-five adults with herophilia 1iving

in the United States, and explored the relations between

chii 1dhood and adult .of ‘social

&he total group completed.one. hundred-iten questiannaires,
and ¢wo groups of tventy individuals nch wers interviewed

in detail. Tha sma1l grotips were selacted as representatives

Ctxte_riz

1=cted wete not" 1denn£i=d,

. and the assessment-tecbriques were not described. -Risk-'

taking behavioux was identified as a common psycholnﬂxcal

iy reaction found. ih the hemophiliac. ~ Another type of reaction

“identified was passivity, but individuals showing this-

reaction were'said to constitute'a minority. Data were.not

- provided to support.these claims," ‘In fact, it was unclear

if ‘these remarks referrad to thé résuits of that particular
“stidy; or. to a concensus ‘of tha¥indingé-of several studies,
mskrtaking and paaswe ‘phbnomefy were described in a -

fasl’u.on limillk to thM: of l\gle und Mattsson, which Has

alzeady been ‘dgscribed.
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Gentil (1971) based statements abou‘t children with
hemophilia on his experience as pediatrician with consultant
Iasponsxblllty for one hundxed boys living in a boarding
school fer'patxents Wl.th hemuphllxa. He stated that many Al

of the children X i 1'di + The

dlstutbam:es were saxd to consist of total passiveness,

total opposition, or oscillation between these two
reactions. The information was not quantified.

Research on psychiatric disorder in children with

\hemophilia has primarily used/concepts of risk-taking -and

passive. behavioyr. - The ' terns have, nbt béen defined; and

several studies have. not suppued data tu suppo:t conclusions.

‘None’ of the studies uséd ¢ontrol qroups, henéé comparative
data wers' nm—exlstent In. spite of this, the f).ndinqs were-
[5aid to indicate xelanonsmps beétween the xdentxfxed e

“behavibiiral constellations and the physical condition itself.

! .
b. Individual items of behaviqur and emotional state.

- \ i :
(i) Children with chronic‘ thsl.cal handl.cag. Rutter, Tizard

and Whitmore's (1970) study on the Isle of mght used

interviews and questionnaires of proven reliability and'-

validity. The results of the parental questionnaires showed

thac 71 4 per cent uf ‘the group of children Wwith miscellarieousv

chronic.physical afaurnesy (except asthma, eczema'and brain
disorders above the brain stem) had frequent headaches. .In
the. general populatien, parental questionnaires identified

48.1 per cent of the childrep as having frequent headaches.




Parents also identified 31.5 per cent of the group with
miscellaneous physical disorder as being miserable compared
to 12 per cent of the general population. Teachers'
questionnaires Ldentifi?d 19.5 pex cent of the children

‘with chronic physical disorder as fussy and overparticular,
compared to 9 per cent so identified in the general
\popuxagion. No, significant differences from the general |
population were found for the group of children with chronic
physical disorders in relation to any of the items of
antisocial behaviour on either parents’ or teachers'
que’;tionnaizes».

PlesSs and Roghmann (1971) analysed data fzom the

Natlonal Survey of Health }nd Developmant, and ‘the,Rpcheété’r

‘chila'iiéalth Stuay.” They found that; compared.with healthy
chud:en, chrcnxcally 411 children ‘vere more ‘Frequentiy’
czuant from SChOGl( more eften ttoublesoms in school, "and .
more often socially isolated. They were more likely than
‘the healthy children to be described by their teachers ag

* having poor attitudes toward their work. Information about
the significance of thess differences was not provided.

Findlsy, Snith, Graves, and Linton's (1969) study
of ten families with children who had chronic disease .

involved contact .with the families by Senior .medical

The ' reported finding’ greater than normal
dependénce .on their mothers by children with physical -
handicaps. “The methods of assessment in this study were 6

s /




not identified, dependence vas not defined in behavioural
‘terms, and comparative data were not provided.

Alleh and pekvion (1920) presenited case studies ~  CoF
of twelve individuals with various physical disabilities. b
They Conmcluded that the behaviour of some individuals :
involved a desire o be the centre of attention, inability
to face Gifficilt sitvations, a feeling of shame or - -
uneasiness, dr a desire to compensate by attempting to grow .
v Guickly actually or in fantasy.. Allof these itens
vere f£elt to resun from a feeling'of Sigedority. " 1e ke

alse concluded SHAL segi _children showed’ increased aep'endence ..

\am‘l infantlllsm. ‘' No ccnslderatlon was given the extent to’

which . guch -itens were ptesent in tre populatmn ‘of mdx.v;\.duals

without ‘physicl handicap. “Algo, it wag unclear "exactiy '
“What: itens of behaviour ‘wére being consmered, since'most .
of the “items listed vere, feeling states, not behaviour.
N indication vis given that the dit€iculties of assesstng
feelinig states reiiab_ly‘and validly were considered.
‘Research into individual behavioural and emoticnal
characteristics Of children with chronic physical handicap -
provided contridictory fingings. In particuls, antisocial
items ‘were Found to be related to ehronic physical handicap
by one study , and not to be. related by another.
(m Childfen with hemOElulxa. “Agle .and Mattsson § Y
(sndated) psychiatric study of over £ifty “blecders® vhich
delineated behaviour patterns-6f risk=taking and pass).ve ;

dependency‘ also repcrted 1ndxv).dua1 1tems of behavxour and




emotional state. Nine of the sixteen adults in the group
reported having had feelings of difference £rom or
inferiority to others, and fears |of their own aggressive
activity. Comparative dacawenenL: available, and methods
of obtaining the infermation were not described. Difficulties
in processing retrospective accounts of feéling states were
not discussed. '

Broyne, Mally and Kane's £1960) three-year study
of tuenty-eight children with hemophilia'and their femilies
included parertal inc‘ervie?zs,'psyahiatnc interviews or play’

.'sessions and;Rorschach .testing with the chxldren , "Most.of

the ahudren were outwardl'_ docile. and passwc, however, . .

they wotild rebel in’ subtle ways against. the. restrictions’

Pliced’ upon then.

Factors considerad l.n teaching this
el ki daze ot identified. "It was reported that'
B T

Rorichach protocsls revealed underlying.active.and ‘aggressive

urges, a Constant preoccupation with muscular action.giving
rise bo immediafe anilety.” The major psychological problem
of children with hemophilia, “as idéntified by Rorschach :
testing was conflicg apout activity, Constriction of fantasy
1ife and affectwe responsi.veness, &nd, much conce:n about

_internal organs i, alao vévesled. The Rorschach protocols
were. apparently comipared ‘with: those of the suhjects ina

hormative ‘study; ‘but cofparative findinqs vere not -

specifically discussed. s i
: o ;
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"Olch (1971 a) in a study of forty-five hemophiliacs
between the ages of two and twenty-one years also -
administered Rorschach tests. Findings included the youngest
boys having equal numbers of, active and passive movement
responses, the eight to twelve year old group showing mainly
passive responses, and the younger adolescents having more
active percepts. Ancther finding was that affect was .

inhibited for all of'the groups, although anxiety was

marked in the youngesk, group:, Comparisons with'ncma:ive

expectations wére provided; and. the findings, appéared to:
indicate those areas-in whith'the; gmup of chnd:en with
'hemophu;a differed from normative dat‘a.,

0 'h finding of ‘a’second part jof the Study by o1ch

x‘nup of 1ndivxduals

(1971 b) indicated chat scores £o:

with herophilia on Weéhsler .Performance Subtests requxnnq

Some ‘appreciation of bogial si < (Picture Arr )

were consistently low.

) o
and (1971) a pre-

liminary study.of the psychological behaviour of hemophilic
.

children afd youths using a standardized psychiatric

,exploration, projective and intelligence tests., Three mai‘n
_ points on wm:h the psycholog,tcfl pattern of these persons
seemed to be based were identified.” These were (i) ‘a deep-
seated fear for: th$1r lives. expressed as fear of new
situations, of s fear of a.vigorous male role (ipvolying
inability to detach from mother or deficiént identification
with father), (ii) searching for conscicus and unconscious

chances’ for,compensation, and (iii) bragging 'about ‘the




)

disease (a speclal attempt to compensate) . The translation -

of the sufmary o£ this research did hot provide further

details gf the study or its subjects.

Regghrch’ on individual characteristics of behaviour
and emotional state for children with hemophilia has

emphasized activity and responses to it. Results have been

inconsistant, but) trends towards fear of, or conflict v,
about activity were evident. The studies provided no -
systematic examination of the extent to which'the findings J

differed from those fof other groups of dhildren.

/ 2 . . 5 )

c.  Intelligepce ol S R " Y

< (1) cﬂildx'en with'chronic ‘Physical ‘handicap. oA findin?;' BE, o ;
= ; g -

. the study by Rutter, Tizard, and‘wnimoz'e 11970) on’ £he

1516 6F Wight was that the Lntellxqence of the total group

of children w.\th pl'ws:u!al disorders which .did not xnvolve

the brain’ was ‘closely sinilar to that of a cont¥ol group. .

However, when the chxldren with asthma and eczema were

(Skcluded, it vas found that the verbal and performance
x.n,telllqence.quc;tients of children with other types of

physical disorder were slightly depx:essed below those in
the general population. This was a very w1y, SiEreveiioe

_and was felt to have.a'possible reldtionship to the affects:

of missed: Schooling.

(ii) Chlldren with hemophilia. Olch' (1971 b) found that,

on the whole, forty-five individuals with hemophilia who
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were given the separate Wechsler Pefformance and Verbal

Scales functioned in the high average range of intelligence.

'She (1971 a) notbd that the mean score was 109.33 but.

'scéres ranged from sixty-one to one hundred fifty—two.
_Weise (in Malikin, 1971) adninistered intelligence -

tests to a.random sample of hemophiliacs consisting of one

hundred ninet@en individuals. Forty-six children achieved

ahean intelligence quotient of ore hundred twenty-one on
the Wechsler Intell).gence geate for thilaren, seventeen

. childrei@hchioved a mean of'one bundred sixteen on a
Stanford-Binet, and ‘fifty-four older individuals achieved
a mean of ‘one ‘h\mdréd se?zenmen on'a Wechsler Adilt

" Intelligence Scale. ‘wenty-one . per. cent of the 'sample”

weice reported to b intellectuaily hl.ghly ior , ‘as:

compared to two per cent of the total popmatmn

Kos-Robes 'and zapotoczky (1971) in their preliminary
study of children and youths with hemophilia, reported
results of intelligenée tests - Hawie and Hawik, All
persons with heémophilia who ere tested had intelligence
‘quotients above one hundred five. As noted previously,
translation of the study sumary did not provide details.ofo
the sample 6r its number. )

Grunfeld's (1971) study of Norwegian hemophiliacs
found that, as a group, they scored better on intelligerice

tests than the general population. The tests used were not

identified, and data supporting the finding. werenob provided:




“Gentil (1971)“stated that im‘:elliqence testing was
carried out for the c;ﬂ;ldren with educational problems at
the boarding school for Remophilic patients in which he
held the responsibility as consultant pediatrician.
Intelligence quotients arn\lndl“biqhty were found for less
than ten per cent of the children. The scores were more
often around average. The tests used were not identified.

. Tl-u?" information available provides some evidence -
that children with hemophilia, as a group, appear to have
higher intelligence quotients than population norms. However,
none of the studies used control groups, and comparisons were

made’ with test standards only. ¢

a: Ackievement. . : : .
(i) children iith.ctronid physical handicap. Rutter,. Tizard
and Whitmore's (1970) study on the Isle of Wight used the
wide Range Achievement Test to measure achievement. Children
with c‘hrc;’nic physical handicaps were, as a group, at a level
hine months below .their chronological age in relation to
}'eaéil"_xg‘ accuracy, and the children with miscellaneous
physical disorders (exgept asthma, eczema and brain disorders
abové the brain stem)‘had the greatest difficulties. ' Two-
" fifths of that group were at least twenty-four ‘months back-
ward in relation to their 'chronological age. .
In that study; reading rétardation vas defined as an
attaifment on either reading .accuricy or. reading ‘comprehension
which was twenty-eight'months or.more below the Yevel '
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predicted on the basis of each child's age and short

WISC I0. Fourfeem-per cent of the group of children with
chronic physical handicap (excluding disorders bf the brain)®
ha¢ reading retardation as gémparea wiﬂ.@ls.a per cent o{‘
children in the general population under\’scpdy. The child-

ren who had specific reading teuzdaticﬁ\gnd chronic

physical handicap had significantly higher absence rates
) " g
from school than had the children who had thronic physical

3

handicap but did not have reading retardation. -The absences
had been repeated and short; rather. than one prolonged

absence.
Pless and Roghnann. (1971) analysed data from the

National Survey of -Health and Development to ‘dérive average

aggregate scores on test® of. achievement.  The scores For |
children with chronic physical illness vere significantly
beélow those of healthy children. 7

The information available indicated academic delay
for children with chronic physical handicaps.
(i1) Children with hemophilia. Olch (1971 b) used the.
Wide Range Achievement Test to assess thirty-seven students
who had hemophilia. Eiéven students had reading deficits
up to 3.4 grades. The maéan and range of deficits were not
provided. i ' 4

Rerr (1971) . rdported the results of a survey'of the
patients of a hemophilia clinic, who represented nearly all

known adult hemophiliacs and three-quarters of affected
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children in New South Wales, Australia. Kerr stated

that poor educational performance was found, but he did

not. provide details of assessment methods used, or the (f

nature or extent of the poor performance. The study did,

. not _use a control group. it

Grunfeld (1971) reported on achievement of individuvals

in Norway who had hemophilia. He stated that the final
examination marks of children with hemophilia in the seven

i to ning year elementary and compulsory education were a

little agove average. No data stpporting the claim were

L provided,’ 3 ; )
Britten, Spooner, pomandy and Biggs (1966) . examined
school ibsenteeism for wo hundred. eighty children with
hemophilis who aktentd regu¥ar school, Onehundred
ninéteen of the :pilaran missed more than one quarter of
scho’ol‘time. Twenty of these missed more than half of
School time. Comparative data were not provided.
Stuart, Davies, Cumming, Girdwood, and Darg (1966)
studied a group of indivgduals with hemophilia, in which
I three of the five school-agéd children attended regular
schiool. They missed an average of seventy-nine days per
year. Total number of days in the school year was not
. provided, . .
Lazerson (1972), in the process of assessing a home
trans fusion programme for children with Hemophilia, examined

il their school attendance records. Priorito thd start of the

£

T N T
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programme, the children missed an average of 70.6 days per
year from a total of one hundred seventy-seven days. The
expected absenteeism in the normal population was five to
seven days yer child pex year. !
Olch (1971 b) assessed not only absenteeism from
sﬁo/ol for children with hemophilia, hut also examined
the relationship between poor attendance and low achieve-
'ent. One third of a group of boys with hemophilia mis!edl
one quarter of each school year, but no relationship was
found be(;ween poor atte.ndance and low abnievamen\: on the
Wide Range Achievement Test reading, spelling or arithmet;c.
Most studies indicated academic delay for children
with hemophilia. - Ahsenteeism from school appeaxed to be
prominent for childrén. with hemaph:\.lia, but examination of
the relaticnship between ahsentam{m and achievement has

produced contradictory results.

2. social characteristics:

a. Maternal characteristics

(1) children with chronic physical handicap. Allen and

Pearson's (1928) p:essntacion of case studies of twelve
patients. with physical handicaps found that the mothers
of five children had showh overprotective attitudes,’
usually inconsistent and accompanied or followed/ by reéal
or apparent rejection, during the early lives of these

children. Overprotection and.rejection were not defined




*«in operational terms, and tthStudy was not comparative.

Assessment technigies which were used were' not described.
(14) Children with hemophilia. Browne, Wally:and Rane
{(1960) $ntervieved twenty-six rothers of children with

" hemophilia and, found that' "gp a group, the mothers were
depressed, anxious women who teakfully discussed their
hemophilic children. They.all felt resentnent or fear
about ‘having been punished «... All but three tried to
explain avay the genetic factor by attempting to accéunt

for the bleeding in othét'wavs. " The anxiety of'éhe mothers /

increased vith the incxeasmg nastery. of locomotion by the

chila’ and increasing- _peer contact. ALT felt guilt. Thé
type of interviéy used yas not identified, and- completé *

data supporting the Gonclusions werk not provided.

<, In théir psycmatuc stuﬂ_[ of over fifty "bieedszs
Agle and Mattsson (undated) stated that mothers of well-
adjusted children with hemophilia had mastéred canfllctxng
emctions and' coped successfully with initial grief, guilt

and anger. "INine of the s:.xteen adult panents in the

grdup reporte extren\es of
and" all of these nine ‘said ‘their nothrs vers “the _most
active parent in this respect.” Methods of assessing the
 miothers were not japeciﬂs«i, "gverprbtection’y Was not
defmea, and this was ot a cgmpaxatwe stuc{y. .
¢' "The two year study’by Matisson and Gross (1966'a,

1956 b) of thirty-five. hemophilic boys. and their parents

e eEatas At tHe sorhiere Of eight ‘poorly adapted hémophiliacs

Sn in their upbrihqing




were worried, over-anxiouX and overprotective. The study
was reported to Have used phychiatric interviews and .-
observations, but these werp not described. Maternal

characteristics mentioned wWere not defined in operational

terms. '

Behar ‘and Spencer (1969) assessed the psychosocial
ad;usr_menc of twenty-six males with hemophilia by, uslng
the Social Maturity Index of the California Personality

- Inventory, - They found that.the grdup rated as having hxdh

social: maturity ﬂ'unsxstently rated, their mothers as less

dominating and cverprntectlng than the' group rated as havx.nq

],o\y social maturity:’, However,’ each group rated ‘the ideal

cther as further in the direction in Hhich they had’ zatad

g
their own: mqthexs ‘Bepar and Spencer, pointed out that “the |

'xesuus‘were not riecessarily an‘indication that:over=

E pratect::veness led &o'lover 'socié'l maturxty, ut miqht have:

méheks as overpxotect1ve ’l'hus t.he result.s of ehis study

:u\d_lngs. cha\rantezisncs\were not. qiv'n oyera:xonal
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b.» Paternal characteristics

(i) Children with hemophilia. Browné, Mally and Kane's

(1'960) study of tventy-eight children with hemophilia e
2 - included interviews with fathers. . Fourteen fathersVere

interviewed. Some of these men Were reported to be aloof

. ¥
. and remote,: and they attempted to-deny the existence of the

problem. Most, however, were anxious. The group yished

i N their sons to be active and masculihe, but feared the

harm of activity. Some vere afraid to play with their

sons, but many believed their c}uldren capable‘, Df dm.ng

. more. than:was, permn‘.ted. Most ridiculed: the methers'

méthods, but were, made very anxious god upsat by the

.children' Injmnes, then feeling. that the .mother was’ not

est.

s'uhsc_a'ntrat;'on ‘of the. conclusions was no

p:ov:.ded. S PN T L R

Agle' and, Mattsson s (undatedY study of over . Fifty

: ® "bleede;s“ found .that fathers of A‘well-'adjusted «children *

with hemophnm e mutual .re ibility’ for the

childvzen s care, and parncxpar.ed dn physlcal actw.u:ies 3

w:l.th .their sons. Some 'of ths hoys~ w1th hemophi xa who %

qhowed poo: . adjus{men: cane from fatherlass homes.

iwere not. describe ':'

* Mattsson anﬂ Gross s (1956 a, 1966 -b)" two, yeax 2

X suﬁsd that, fathers of the twenty~seven well—aﬂag’lted |

paue}»gs took an active fole in’cdring fgx their’song
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The fathers of three of the poorly-adjusted "bleeders”
had been absent for several years, due to divorce, and
the fathers of the other five poorly-adjusted children
had left initiative and decisions regarding the children
to gg.éiz wives. Again, assessment technigues were not
= ' described. )

Studies of characteristics of fathers of children

‘with hemophilia indicated a relationship Between the .
involvement of the fathers and the adjustment of the
children. However, the studies did not use control groups

_or operational, definitions.

c. Family life ‘and relationships " )
o (i) children with chronic physical handicap. . Ruttér, = '/
Tizard and Whitmore (1970) attempted to ascertain the

impact of a child's handicap: on the family in terms of

disofganization of routine, impaired social relations and

dissatisfaction with services. Of the group of families

2 e & who had children with physical disorders other than asthma
and brain disfunction, seventy per cent had problems of

disorganization. The

of ‘the probl

were related to difficulties of inconvenierice in taking

the, child to a hospital or :unxc : Seventy-three per cent .

" of the fanilies had- pxoblema of disutis!ucemn with services

(primrily in xelntwn to, medical nnd school prublems). e
k2 Only twenty per ‘cent of ’the families hnd -problens ot dis-

turbea smuy relations.




. Pless, Roghmann and Haggerty (1972) examined /
. relationships between physical heaith, family functioning
. and mental health. Assessmem‘: of the quality of family
‘life vas dichotomized by measures of high and low family

functioning. Findings'indicated that children with chronic

physical handicap in families with low functioning scores

had a greater risk of receiving low scores on a self* -

esteen inventory than those in families with high
functioning scores. This was also true for children without

chronic physical handicap. The same trend was evident fot

measures of behaviour' and teacher
o - 3 rating. L - )

| (i) Children with hemthx.lia. Katz (1953, 1970)-state‘d :

adults with

v that his reseaxch on .one: thousand fifty-five

"hemophuu {ndicated ‘that "the specific ,paren\:al fpattern

of permissiveness and protectlveness is ithe most mpoxtanp B
variable that influences the degree of self-direction and

independence that the adult hemophiliac develops.” Specific

supporting information was not included. L B

.whigh investi d int lationshiy

between the presence of hemophilia, specific aspects of
"family history, life and relationships,’ and specific
hehavlcural and- Sdclal c‘naractex‘xstics was rare, -and resulr_s

inconclusive.

d.. Medical aspects

“(i)" Hospitalization: Hospitilization is one factor in the ,
lives of ‘children with chronic physical handicap which has




received little research attention specifically related to ,‘
its significance for these children. However, curflent

research does indicate that hospitalization may have

long-term for children who do not ily

have chronic physical handicaps. The review of literature -
which follows is a sampling of that research.
Prugh, Staub, Sands, Kirschbaum and Lenihan (1953)

+ asSessed two groups of fifty children betyeen the ages of

two,and ‘twelve years, admitted to hospital for varying
reasons and varying periods of time.: The groups were =t
matchied as closely as possible for age, sex, diagnosis, and
- otheét factors. \Phe HABAERTGE GRe.gERUD vere the recipients
of special supportive practxces, such as a play pzogramme, A
psycholegical preparation for diagnostic and therapeutxc

procedufes and daily visiting by parents. Forty=four

“per cent of that group, and fifty-eight per cent.of the

1 /\ other group exhibited disturbing reactions Lhree months aftex '
= ‘dischargh from hospital. Nearly half of the,children who
showed. such disturbance were under four years of age. - #’
Other factors which seemed to be,related to persistent ' .
disturbance were unsatisfying relationships yith parents,

S severe stress du:ing hospitalization, and dlfflculty .

adapung to, ward milieu in hospxtal. B

’ ) 5 R -Schaffer and Callender (1959) studl.ed xnfan:s,

aged thiee to nn—.y-m.e weeks; with all types of medical

and surgical conditions. - Post-hospital reactions for those
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under approximately sevén months of age were brief .

(maximum of four days) and aegllisted mainly of extreme

preoccupdtion with the environment. Thé older infants,

however, showed a pattern of which overdependence on the
i

mother was the main istic. These di
lasted up to eighty days.. It was also pointed out that the
effect of the separation on the mother's future capacities
in Her relationship with the child had not been considered.

" Stacey, Dearden, Pill and Robinson, (1970) studied
children hospitalized for tomsillectomy and adenoidectomy.
Four-£ifths of €hen shoved an increése in disturbance of
behaviodr during the fixst vesk after discharge. The
runber'was rediged by-half two-months later, but most of
the johildren Who weré disturbed. after ‘that. period contmued :
t@manifest d,\sturbance six months aftér discharge from -
hospital. , The children Who' were found‘to be most vilnerable
were (1) those whose mothers expressed high or. low, rather
than moderate, anxiety ; (2) those who had had low

of normal ¢ S, (31 Boyai e

had experienced a permissive parental regime (4) boyd in
the youngest group (four years to. four years tug nonths),
,and (5) those rated behavmurauy inhibited, verbally
inhibited &id overtly aquessxve before hospitalizutiom
Vaughan (1957) studied éhildrén admitted to-
hospital for five days.for. the correct;qn of strabismis.

!
one £inding was that sore of the. children only, m;laly'




 at homé: : The effects of such a’situation’on the aifected

Kl:scht (1972) studied a randon ‘sample of one hundred twenty-

* substantial. threat ‘to theu- children,’ but haa confidence *

home. Some of the most disturbed children in the ward nE
were least so at home. A possible explanation given for . ol

this was that "disturbed" behaviour on the ward involved

bepeficial expression of apxiety. .

That the hospital experiences described produced

long-term undesirable results for some children was clear, o

but the hospital experiences of children with chronic

physical handicap may involve recurrent, frequent and/or
long-term hodpitalizationsy some beginning with emergency
admissions. As well, visits to emergency departments,
hospital z:nnics' and doctors" osfices may be frequent; with

vanoua reques prescribed by physmxans for. mternr/penods -~

children’ haveniot been systematlcally explored:. - | o

(ii). Compliance, general studiés.; Becker, Drachthan, /and

five cases drawn from a population of children being treated
for ctitis media.  Mothers who, complied with medical o
regimes were more concerned than non-compliant mothers about
the child's health in general/ as well as the present

illness. . The compliant mothers, felt that illness was.a

in the ability of physicians ard- medication.,
Francls, Korsch and HMorris (1969) studled the
content of, sxght hundred initial ‘patxent visits' concerning.’

a new, xllness o} peﬂlatxxcians. Postvisit and follow-up

1ntervxews wlth the moth ‘were' ¢ erception by
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the mothers, not the physicians,,of the seriousness of
the illness influenced the -degree of compliance. Complex
regimes were relateq to low compliance.
Research on the compliance of patients with

prescribed medical regimes indicated that-mothers'

assessments of the severity of children's illness predicted

most compliance measures, such that an assessment of *
greater severity by the mother (not the doctor) was related

to greater compliance. Complex regimes decreased compliance,

, particularly when change was recommended in such personal

habits as activity level. -
(iii) CQmElianFe, children with hanngh'ilia. compliénca
with medical t_egill\es'p’st_ se. of chiltjren who have heémophilia
#nd their.families has Vn‘ot\ been investigated. H@l\e\_]er, “for

children with hemophilia; prescribed. medical regimes may’ = -

include advice about activity level. . Review 4f literature
which has examined aspects of activity level for children
with hemophilia follows.

Browne, Mally an@ Kané's (1960) study of twenty-

- eight children with hemophilia identified a number of ways

in which mothers attempted to restrict the activity of
their children’ who had hemophilia. They were reported !
to supply the children with ‘such items ‘as books, television,

music or 'guiet games, and also chose playmates for their

_childreh - younger, smaller, passive children,’ preferably

quiet little girls. . They constantly supervised play and
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discouraged after school play. No figures were supplied
to support these ccnc‘l.u/s:s, and comparison with the
mothers of other children was not made. ;

Meyers, Adams, Dardick, Reinisch,,von Reyn, Renna /
and MeIntyre (1972) interviewed all of the hemophil\_ia'cs
in New Hampshire and’ Vermont, and the parents of those
under sixteen years of age. They found that the structuring
of play activities was an especially difficult problem for
parents of children with hemophilia. Many recurrent
conflicts occurred between parent and child about sports
activities Buch as bicyeling, Hunting and mountainesring.
This: was predominantly among the group with severe
Glotting factor deficiencies, The study had the same
methodological weakn;sses found in the study by Browne,
Mally and Kane .(1960). N .

Qlch's (1971 b) study of forty-five.hemophiliacs
used pa:éntal questionnaires. These indicated that hobbies
such as model building, and such activities as reading,
watching television and listening to radio ramked.high in
Aimportance /foz_ children with hemophilia during recovery
from bleeding episodes. Data supporting the findings
—— provided.

\Research-by Katz (1970) found €hat, in a growp of. .
individuals with hemophilia, se}icizy‘acciviues_ predominated
oyer group acktviEtes. Forty-five per cent of the group
ere in the solitary end of a five-point ordinal scale for -

iy
social -4 ion, while ty-five per cent were in the.




group end of the scale. However, the solitary activities
were not necessarily sedentary. <Only, twenty-two per cent
of the study group confined themselves to sedentary

activities. Comparisons w }zﬁ‘séhex groups were not made.

Investigation of the kctivity level of children

with hemophilia indicated that parents attempted to control

the participation in activities of their children‘who had
hemophilia. This seemed to have been a source of conflict.
Contradictory findings ekist about the actual participation
of 'individuals with hemophilia.

(i), : Causes ‘of blbeding spiscdds, Browne, Mally and Xane's
(1960) study of twenty-eight children with hemophilia’found
that trauma wx’g{noc the important factor in bleeding.' The
mafjority of-bleeding episodes were spontaneous. Falls,
bumps, strains accounted for a'minority of bleeding episodes
and numerous episodes of severe trauma without subsequent

bleeding were reported. Long-term laboratory studies showed

- no variation of the blood level of antihemophilic factor,

but in keeping with the evidence about trauma, all patients
reported easier and more frequent bleeding at some times

than at others, without correlation to tfguma. Reports

indicated seasonal variat -easier bleeding at times of
inactivity, and at special occasions (e.g. Christmas).

Records of greater frequency of hospitalization at Christmas

to te the patients’ reports. The common

factor in these was ant tion of i




¥

activity or independence, and the result of, the bleeding

.

was'usuall& prevention of the increase.

Mattsson and Gross (1966 a, 1966 b) assessed
thirty-five boys with hemophilia over a period of two years.
Mogt had cycles of bleeding and freedom from bleeding.
Spontanecus bleeding was observed for eight of the group

before special events which would involve enthusiasm and

excitement. For three individuals, greater independence

and activity preceddd or coincided with decreased bleeding
episodes. . .

" Agle and Mattsson (undated) also reported that at
least hate of their study group described multiple episodes
of appn‘e‘rﬁ»ly: spontaneous bleeding following emotional
situations or the anticipation.of them. The emotions seemed
to Bé fear of anger. 'Agle and Mattsson noted that ten
patients described improved clinical state after ‘changing
Fron Fanrdul pasgivity, toviore wygresslve Infsperiarice;
Laboratory data did not support the view that the improved
clinical state preceded the behaviour change. Again,. it was
noted :that severe trauma had 1ittlé effect at some times,

while minor trauma marked reactions during

periods of frustration or despondency. This was viewed as

evidence against unnoticed trauma as the actual cause of

D i s bleeding. - Agle and also
reported. that observations.of the Cardeza Institite suggested

more frequent and ‘severe bleeding with dental surgery in

o,




tense, frightened hemophiliacs than in those in a more

relaxed state:
Salk, Hilgartner and Granich (1972) asked parents
of forty-tvo patients with hemophilia about the bleeding
episodes of their children. The parents of eighty-three
per cent of the childrenm reported spontaneous bleeding for
their children. They reported seasonal variation and
emotional states.(anger and excitement) to be related to the
bleeding episodes. Most.of the patients themselves could
not describe a regular pattern to their bleeding episodes,
but all except oné could isolate factors which were related
to frequent bleeding, The most frequent factors were again~

season and émotional factors.

Bronks and Blackbuin's (1968) study involved o
asking one hundred#thifty—five individuals with hemophilia
about efferts on bleeding of worry and anxiety. Their
results were less definitive than the other studies in’
that 42.2 pertcent of the group did .not know if bleeding
was affected. Pos‘itive responses were given by 27.4 per
r’:ent of, the group and negative responses by 30.4 per cent.
The younger group (under fourteen years) had significantly
more negative c\; unknown responses. |

Garlinghouse and Shakp (1968) found that of three R

hundred .seven bleeding episodes’ reported during a thirteen

month period for eighteen children with hemophilia, only

sixty-four were directly attributed by the mothers to




traunatic incidents. The authors then examinedthe .
relationship between the number of bleeding episodesy

the self-concept, of the child, and fanjlial stress,
excluding bleeding episodes. Self*con#:ept was assessed

by the Colvin Silhouette Test of Self-Concept and

. {
Interpersonal Relations. Familial stress was assessed

by the Schedule of Recent Expérience Questionnaire. The

findings revealed that when stress was low,\a high self-

congept was assoclated with fewer ble ng episodes and \
a low self-concept with more bleeding.| When stress was
high, bleeding: was high regaidless' of gelf-concept.
Poinsard (1957), who investigated twenty-five
i_x}dix/iduals with hemophilia, attributed|emotional patterns
of ‘either passivity or aggression to all{ of the group, and,
“looked for'a relationship between such a{jusmenc and

severity of hemophilia based on the history rather than

*laboratory assessment. He found no correlation.

Egeberg (1963) used laboratory experiments to obtain
results which provided a possible explanation for some of
the observations of the previous studies. He examined the

|

effects of exercise and adrenalin infusioh Jfon blood level

+ of antihemophilic A factor and bleéding time| in individuals

with von Willebrand's disease, severe hemophina A and
without bleeding disorders. He found that sjbrt and Iohg-
term exézeise and Favenaiin. infusion increasdd antihemophilic

P
For indxviduals with moderate von Willebrand{s disease;

A factor’ and shortened- bleeding time in nom{l individuals.




adrenalin infusion increased the antihemophilic A factor.
blood level, but did not markedly dbcrease bleeding time.
with severe von Willebrand's disease, short- ‘erm exercise
de not affect either ‘the ‘antihemophilic A factor level
or bleeding time. In the individuals with severe cl;-ssical
hemophilia, adrenalin infusions did not induce measurable
antihemophilic A factor activity, but did shorten the bleeding
time. . ..

Research indicated that trauma was less important
as a causal factor of bleeding episodes’ than emotional factors
and activity fevel. A variety.of emotional states appeared
to be welated to increased bleeding, while some evidence
was fbuna that increased activlty was ‘related to low bleedmg
rates{. " 3 WL

[ . dos

C.. Summary

1. Conclusions of the literature.review -K,\\
Theory of the relationship of chronic physical

hamncap to psychological, social ana behavxoural

tics st ted a complex i i “Eriotional

state may affect the course of physical disorders, and ”

physical state.may influence behaviour and emotions, duecuy

.and |indirectly.- Research is necessary to establish the natuxe

and ‘exterit of thie relationships.
i Groups of children with various ‘chronic physical
bl . o 8 =

Bl A i s 4




handmaps have been found to Hive higher rates of s, e el
szchmtnc disorder than other children. Investigations

gal items of behaviour and emotional state

of |iriagv
prdvided cuntrad’x‘c{ory findinqs, particularly in relation

to ltems uf antlsocxal béhav).our.

Research dealing with

the 1ntellxgence and academ:.c ac}uevement of children with

chionic.phystcal handicap indicated intelligence ‘to have
been sj.&.iiaz'r_o the general populaticn, huci academic delay
to have been signxflcantly gzeatez, and related to repeated

from school.

L1 e fathers. Other stu\iles

aking ang paasxve hehaviour. Thgse conscen;unns

a . wer| consi dered by one study to be' psychiatric « Cona tions.,

‘her x:eSults .




test norms, but were'acadehically de;ayed (hovever,

'no clear evidence for thd lacter conclusion yas présented.
High: rates Gf absentedisii from school were found for children
with henophilia.

‘Studies of the families of children with hemophilia
concluded that mothers, particularly mothers of poorly
adjusted children, were anxious, guilty, and overprotective. .
A relationship was found between the extent of involvement”
of fathers with the children,"and the adjustment of the
énilaren. . . ! ¢
' The' medical , experionces. Of childidn with chironis
physical handicaps, inclyding those with hemophilia) have -

.'nat been

: Med.u:al s of |

i “thesé chudxen oy be. frequent and of various types.
Research results havs l.mia. ated /post—hospital reac:mns

of sevexal mom:hs duram.

after: single haspicanzanons

fcx some chxldren thhnut chronic physical shandmap.

Megxca; 1 may ‘fnclude for home.

3 ) J R T D
care as part of treatment plans: for childfen with chronic

Physical handidap.  Gereral comp1iance s[tmhes “nave cox\gludeﬂ

that' such:actors as’ the nature of \'ecomnendations, and.' |

nothrs ! assessnents of severity of, the, medical condi-tion, -

the deqree of o 11

ations of

medical parsonnsl regarding activities for chxldran With

hemophilia: have not ‘beén but, resea . cont hm I
'sugqested Lhat parey attempted ‘to xastrmt acthtxes
of these “children;




Research examination of the causes of bleeding B
in patients with hemophilia suggested that trauma was & 2
- less important factor than emctional state, There were y

suggestions that ificredsed activity was related to

decreased-bleeding.

2. Hypotheses of this study ‘

Although chronic physical handicap has been N
i postulated t'@ have effects upon behaviaur and emotions,
the specific naturg, of these 6ffects has not been identified,

beyond establishing that a hiqher rate of psychxatr).c

aisorder is foind in qx‘cups of children with chronic
physical’ handicaps than in: other ‘gFoups- The; £actors which

,medxste the relatxcnshlp oE chzcmc physxcal hapaivan o

and’ emg ¥ stats have ived little
sttention: ’ : .
Inveshqat].ons of children with hemophilia have
 employed concepts wmch are @ifferent from those -of
investigations Of groups with chronic physjcal handicap. )
This study investigated the behanaural, ‘psychological

and Becxal characteristics of children who have . hemophilia,

4 The hypm:heses ‘tested were (1) th?t chud:en with hemophiha
dlffe! fz‘om other ch:\.ldrsn behavmurally, Psyeholugically,
0 ‘ And soclally, and (ii) that dlfferences w,\.thxn the populatxon

of childzen with hemephll).a are related to ‘factors within the

child, within:the home;":and. to ‘theix’ medic

1 treatrent.,




CHAPTER II
s . METHODOLOGY
A.  Purpose AndeSccpe of the Study
1. St‘xateq)’ and subjects

The total population of children under seventeen
years of age, diagnosed as having hemophilia and living. in
Newfoundland, Canada, was assessed. A sample of children

with spina bifida, and a'sample of children without chrénic

. physical handicap were also assessed.

antervxews mh physmuns

- The. agsessment. for each cnild consisted OF:

nvalved in the chila's ’;‘

A re mplete bythauhuds : o
teacher, and & review .of th? child* s nedical records.’
Comparison of the fates of psychiat¥ic disorder L
for “the ‘three groups was made, as was comparison -£or eadh.of
the individuval items in the parental and chué interviews,

and the teachers' guestionnaire:

Within the population of

children with hemophilia, comparisons of .all individual items

were nade betveen the group with psychiatric.disbrder, and

! the' group without psychiatric.disorder. . .




. € him xuueteen vere pediatricians.

; Society.

2. Location and services =

The population of the “island of Newfoundland is
located mainly in coastal communities. All communities
involved in the study were comnected by road to the - .
remainder of the island.

The Newfoundl;nd Department of Health Annual Report
.(1971) indicated that Newfoundland was served by seventeen
general hospitals and sixteen cottage hospitals at that time.
Located in St. John's, on the south-east coast of the province,.
weze'a pdjiii;‘ic hospital, the cr_u}sxen's Rehabilitation
Cehtxe,,a};‘d a colqu]‘.‘ath‘n laboratozy. . The Newfoundland -

- Medical Directory (1973) and .the Newfounaland Medical Care
Colmission Anual Report (1972-73) identified approximately -
£ive hundred ma /fifty nedical practi in ‘the

The prw;nce had' a branch of the Canldian Red Crass

.Sociaty and a provincial chapter of the Canadian Hemophilia

B.'The Subjects
S

’l'he study gzoup. . ; o

'Dhe study group: ccnﬂ].stad of  the tctnl popnlntion

of c)uldxen und| * the age; of sevehiteen vears on May 31,1973,
iagnosea-as havinq henophilia, and uung in N-wfo\mdland,
Canag,.
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a. Sources of identification

A complete list of members of the study group did
~_J\ "ot exist. The members of the group were identified by
approaching all of the major agencies. in the province of
Newfoundland which were likely to have had contact with them,
and doctors in all, areas of the province. The agencies ’

approached were the Coagulation Laboratory of the St. John's

General Hospital, the Newfoundland Red Cross, the Newfoundland
chapter of the Canadian Hemophilia Society and twenty-four

hospitals. Sixty-six doctors were approached, of whom

twenty vere the.contacts at the hospitals.’ Ten of the

hospitals responded)’ as aid au of ithe other three agencies...

Of the. forty-three: doctors who' were nct hos

tal contacts,
eleven respbnded i Twénty-nine children were ;dehﬁfxea by

ik the ou\:lined cuntact methodj: and the parenl: u\f one of

these l.dentlfled a thl &th chlld. Table 1 shcws the-

rumber of cHildren identified by each source. = Identification
of study group members was an on-going process throughout

. - 7 b
.most of 'the study, which meant the total size 'of the

= I
population was-not known until the collection of data was ’

"lose to completion. h S b
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TABLE 1

Identification Souwrces for Study Group Members

Total Nunber Identified by
Number One Source. Only
Coagulation
Laboratory 7 0
Red Cross 13 o
Hemophilia . .
Society 13 0 g
Hospitals o2y bt - 110
Doctors’ i AR A : 2
harents s e ey by Ty

‘b, Selection criteria. - S 7

‘Children were inclided in the study group whén their
physicians had made clinical diagnoses of hemophilia. - Many
of the children had'not had testing for laboratory
confimation of the type ind’ level ‘of lotting factor
deficiency. ‘Ohe’ child ‘was exclided £rom ‘the growp because
he was not identified before complétion of the study.

tenophilia ‘is & congenital and heredxta:y defect /,
of bloud coagulation in'which there isa- aetiriondy of
total lack of -one’ or. more essential Elcttlnq factors

uuggs, 1069

Eriqg!, 1971; Cuming, 1972, Kutz, 197ﬂ)




2. Control group of children without chronic physical
handicap

The first control group was a sample of children

s without chronic physical handicap, matched for age, sex

and geographical location with the study group.

a. Sources of identification. -
The children were selected through their schools
because the schools were one of the few sources with

precoppiled. lists aid current addressesjof the approprxate

inﬂxvxduals * The schools contacted were those also sitended
by the study group members. . The' reasons FoF thidwwere that
contact could be mdde simultaneously for the chudkrm

both' groups; control vas'facilitated of- urban—mrax environ-

nental, dxfferen:es hetween the ‘two gFoups, and the. numbez of

areas tn Which it ‘wolld be necessary. to travel duzmq the
»im:e:viewinq was not unnecessarily, increased! No similai
source vas available for the childfén.not attending school

(of whon there were ‘six,

in the study gzaupI hence 1m0 pre-
schdol br nbn-school-attending control groip menbers’were
selected. . s : §

b. Selection criteria: - J ! ) @ b
The children. in the grnup were selected frun\ the
N alphabetwal classroom registers of those ot4ames Ln vhich
+the stindy group children would have been, ‘if .at levels
‘apbiopriate for. theiz sfss: e onila satedtad tyoa sack

/
x‘egxstez was ‘the one’ yihose name was closest after the name
’




3.' Control group of.children with spina bifida.

j 16

of the study group chiﬁ, of the same sex and born in the
same year, but ‘ot a sibling.

Classroom registers were used because most of the
schools did not have school registers. Because of a high
possibility that many of the study gr‘oup children were below
the age-appropriate grade level, using their classroon
registers might have: led to.overrepresentation in the control
groop of children who wnre'benind in school: However, the
method used (selecuon from the reqxsters of classes
appropriate to the ages of  the stidy grgupl. ‘introduced the
possibility of undérrepresentation in the control groip of

children who were behind in school. . LECH

THe second. control group was a sample .of children

, . . £ . X
with spina bifida, matched for sex with the’ study grouwp.  The

average age of this group did not differ sign:.ficantly from

that of the other two groups. °

a. Sources of identification. )
The children were selected from the clients of the

Children's Rehabilitation Centre, partially begause .théy

had precompiled 1;s£s of the appropriate ndividuals.

b. selecé on“criteria.

The specifications for the group were that (,l) the

4 children should mot have a physical condition: imvolving

the' central nervous system above the brain stem and (2) the




children should have a congenital physical condition rather
than an acquired one. The group of children with spina
bifida was’chosen because the agenicy identified it as the
group which met the specifications and had enough members
to permit matching for age, sex, and geographical location
witd the study growp., In fact, the group was only large
enough to match for sex, so selection was carried out by
chunk sampling (division by 'sex) from the group of children
—— @ho“were within the extremes of the age range of the school-
aged. children 1\;1 the study group. The number of pre-school
" .children with spina bifida“was too small to make their
inciusion’ appropriate, particularly. g,ince the first control
., 9roup lacked p;e—éghqﬁl-chmdnn. After a second group of
chi ldren ,v}im hénophi Liagas. identified, Jthe population
, of ‘¢hildren with spina hi’siéa:re“gistezeé with the Childreh's
fehabilitation Centre was found o be too small to perhit
further. sampling.
Control of differences ix‘m psychosocial characteristics
yhich fight be attributed to differénces between acquired
s and /canqe,ni(‘:al physical conditions was achieved by selecting
a control group of children with another congenital physical
handicap: chever,"spina bifida and Hemgphilia may @iffer-
Jin ‘heritability, ‘visibility.and variability, which may
_ account for some differences between the groups 6f children.
spina bifida is "a «congenital defect charicterized
by “Lack of fusion of vertebral arches, most Gommonly in the

lumbar and/or 'sacval region." Herniation of meningeal and




neural elements, and protrusion of spinal fluid, as well

as a defect of the spinal cord may also be present.

(Eakins and Limper, 1967; Henderson, 1967).

C. Contact with the Subjects )
@
1. The study group.

a. Hethod of contact.
The parents af each of the thirty children in ene "

Study growp’ wera T A — from the 1xwest1gator,

explaining the study and asking that the attached consent

anid information form be ccmp;eted‘andir;ch“rned in an 1

enclosed pre-addressed ‘stamped envelope. - The “addressees

and child vere identified by fame, and the study was

idé§tiéied as one dealing with children who Have hemophilia.

b. Responses and follow-up.
Fourteen positive responses were received after the
initial letters. Four more parents contacted the investigator

by telephong for further details of the study, and all ex-

pressed positive . Written were
from three of these parents, making a total of seventeen
" positive responses £rom the initial contact.
Fqllew—up vas carric8 out by telephone for ten'of °
the thirteen non<:espondents, 2nd second letters and envelopes
were mailed where necéssary. All expressed positive

responses, but-only three’ writtén consents were received,

making a total of twenty positive responses.




.2 gene ally negative response with some enquinesn

' that ‘the’ group origina?l;) dontacted rumbered twenty-

Second telephone follow-ups made to seven of the -

remaining ten non-respondents yielded six written consents

and one negative response, makmq a total of twenty-Six
pos).twe responses.

Three families could notbe contacted by telephone,
so attempts were made to contact a public health murse in
each of the appropriate areas. In two cases the nurses’
were contacted. One of the fanilies had just moved out of
Newfoundland.  The o:r;e: family was visited by the public

health nurse, who contacted the investigator to pass along

Written consent was not received.

Excluding ‘the family who had left ‘Nevlfnundlay\d meant

nine, of whon twenty-six gave consent. Five of the consents
were for pre-school children and one for a school<age child

not attending schodl.

c \s{?;f the lntervxewed gxcup.

o of the chud:;n of 'school age.had to be
excluded f£rom the qr,g!éplbecause interviéws, could not be.
carried out. . Two attempts were made to visit-these children) '

but_both were unsuccessful because of inpassable 'roads and

telephone service interxuptions. The group of children with

hemophilia wio were interviewed thus nuibe ty

including” £ive pre-school childrer.




Control growp of children without chrenic physical
handicap.

a. Method of contact.

Some of the schools were unable to release the’
names of children without parental consent, hence it was
decided to have the schoals carry out the selection
procedure previously outlined, and forward letters from
the investigator to the parents of the selected children.

The letters were similar to those sent to the parents of

" the study group, and also contained pre-addressed stamped

envelopes. Hweve<, the, addréssess and children could not.
be identified by namé, and the stuly-was identified-as one
dellinq with children who have  chionic physical handicap
for which a’ comparison group of children without chronic’
physical handicap was required. The parents Were told that
the selection had been made through the school, and: vere
asked to forward the name of their child, with some
additional information, to the investigator if they vere
willing to participate in the study. Twenty fgnilies were
initially cc‘mtnccgd, corresponding .to the twunty children
in the stidy group who attended school, and for whonm consent’
had 'been received. ;
FESH
b. Respnns_el and follow-up. . ~ b
“Seven. positive responses vere received after the >
initial contact. Because return of the signed consent was

the means whereby the individuals were idéntified to the
ina)




by lack of time in the other five cases. Thus the total . -

number’ of consents reaeived was thirteen‘
non-respondénts forward letters to second, third and Fourth

‘As? ngted,_only thirteen consents were received.

; the non-r werd Hknom-and follor
up wis nof possible. . . ’

"4, In order to increase the size of shtureentrey dEotes
ffie thirteen schools of the non-respondents were asked to
foftward a letter to the parents of themext chfld in the
registér who et the qualifications. Three more consents
were obtained, makix‘w:z 2 total -of ten “positive responses.

© The ten remaining schools vere asked 'to répeat the
proceduré a third time. Three more comsents were received,
bringing the ‘group to.a total of ‘thirteen;

lBecause the. salection bE; Sontrol sroup. menbe’rs

dégended on :}eeipt of lconsent ‘fron the renbers of the atidy.’
qz‘aup. ‘the sc}wols were appruached about selection of control
Srpip pebere ot agEferent. tines! Mo of the: sehools. of mon-
respondents were contacted ‘early enough to allov repeuuon
of the selection .ymcedure ‘four times. No consents were

received 'from these’ contacts. Fourth contact was brohibited

Because of the procedure cf havu\q the 'schools of

éhoices,c forty~five families, actually Were approached onces -

'Siz’a of the. interviewed. group.

o mnsents arrx.ved oo late to pe inéluaed in

t\my.» Three more chudrsn had' td be excluded- becauee




p:earranqed J.nterv:.ews could not be ‘carfied out.. In-one’

. case parents cancelled' the, appu)_nt.ment in another case |

.~ ." no one was at" hnme at the ume arranged; 'and in the other

¢dse disruptions in telephone service prevented final

-t confirmation of the appomtment hme. The group of 'children
mghout chronic physical handidap who were. Lntervxwed\

‘thus numbered o (o .

.
4. Contrcl gxoup of: children with spina bifida.

hethud £ com:act.

children s names wlthcut rént 1. cons vw' s0 theY

that the ¢ is chtd be's ! gC{ ti,é ».}'1‘3‘—_"'5“:' 5 »\.nn.hv

Centre, because thé Centse’ regiested that this- pzocedu:e be:

t o mneteen Eamilies. uhl h was
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Responsés® and follow-up. |
- Seven positive ‘xésponses were received after the
initial contact.’ Follow“up could not be carried out by the
)nvestigator for the same IEESG[\ ES that for the first

contzol groub. The Centre tarried out telephone’ follow-up

of six lécal non-respondents. Two moré consents Were F

i recéived, making a total of nine'positive responses.

c. Size'of the interviewed group. '

¥ tos One Df the last two cansents arn.ved tog late for '
inciusion, <and. the pthet sb late that Lonly paxuu assess*
xcluded ‘because it

“ment .was pussmle. Anat child was

cvas faund during intt rview, that he 4id not mee; the

'for the/schoal Ags chl.ldren. Apggndix
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|d: ‘The.psychiatic intervie

ii. interviews with parents.- Appendix B is a copy
of the parental interview. * ! ' .

iii. guestionnaires completed by teachers. ‘Appendix

a copy of the teacher's questionnaire.
iv. interviews with doctors involved in treatmerit

of the children. Appendix D is a copy of the interview with .
doctors. ) ' .

V. review.of medical records of the children.

Criteria used for the determination of psychiatric
disorder:were those of Rutter; Tizard and Whitmore (1970). -

. “psychiatric. disorder ias judged £o be present when
the&: was an’ abnormality of. behaviocur, emotions, or .

ionships which was continuing. up -to the time of
assessment. and was: sufficieritly marked and:sufficiently
‘prolonged: to cause handicap. to.the child himself and/or
distress or disturbance in the family or comminity.".

menuﬁcaum of: chudren mth psyc}uatrxc dxsorder was

made\ on the basls of the 1nte:’vxaus wu—,h “child” and parents, .

- The ch'i'ld. Leitd

poruon oi the intezv;ew was; based

"upon fhat aescnbed by Rutter and Grahat. (1968) . . The purpose‘

of 'the Lnterview with ‘the omld was largely "an’ assessment

of the. nature and extent. oF any abnamauty of emotions,
behav.mut or relatxons}u.ps exh;bited by’the ichild: rather than
“an evaluation of 'the psychod Hamic ﬂevelopmem: of such

. al nomal:l.tl.es v




_ The form of the interview was two part. The first - R

part was unstructured and of approximately fifteen minutes

duration, its aim being to allow the child to rélax and

5 E ' talk freely. Possible topics were outlined at the beginning

2 . of the interview schedule, but this portion was adapted to
the needs.of the child. It was necessary to convey to the
child interest in him, his. ideas, feelings and agtdvities,

*/  but to maintain enough neutrality and objectivity to enable
: effective observation of the, child. "
i . The latter part of the interview was a sys%;xc J
. » " -questioning about possxble fears, worries; unhappiness,

un:sbuu—.y, tempsi‘s and peer xelah]_cnsh}.ps. The areas ‘to
/

be uavered were specxfled, and 'the cédings. to bé made

= cacegonzed, bBut ‘the wording of the questz.ons vas not

" régulated by etie” achadula. ; 'The children wére also’ asked

T to) perform a number of £asks to asssss attsntmn-s an

N B pe:m_stence{ clumsiness:and ather heutuloglcal featu:e

Questions’ sisn covered the child s expilences

with hnsplballzatxcn and medical treatment. '.Finally a.-

‘detailed examination’ of s physlcal activnues ‘and ‘games S

of the child was carri oht, Pimels, By £oE

“Rutter and Grahan\ 5 (1968) study assessed the !

L3 xshabxhey and valxd'ty of ‘the :.x;texv:.ew, whlch was found p

o020 to bevd’ y s i d*,'n' i instrument whi;:h
AT il

he chud exhnu:ed any. psychiatuc dlsordez. B chever o

the




proved to be less reliable than the overall psychiatric
diagngsis." It was also pointed out that the interview -
would be unlikely to identify children with antisocial
disorders.

To assess inter-rater reliability for thg current
study, two sets of ten interviews were carried out with
children who had beer referred to a child ps)‘mhiatric unit.
The children were seen jointly by the investigator and
anpther interviewer. One interviewer observed, while the
other interviewed, and each completed ratings independently.
Each interviewer conducted five interviews and observed five

in each serif s.: In one sezies one hundred. per: cént

aqreement was found ‘between 1nterv1ewers on-overall judqement

of psychiatric. state and degree of,abnomglxey present, with.:

#\ . 87.5,per dent agreement on individual ltem . E‘or the other

“series; the interviewers agrésa.on ‘overali ]udgement of

psychmcnc state in ninety per:cént of ‘the. interviews, and

for ninety-three per' cént.of ‘the individual itéms.

Intellectual and vading'assessmenc. &

Dependmg on’the’ nge oﬁ the chiild, Raven's

Prdgr i Matz‘ces was admim.stered. .

a qualitied psychoquist vas. ‘not. ava;lable, hence this test
> was chosen,because of the limited partxcxpatian requxxed of

‘the lnvestxgatox‘. Blsoy it was often necessary. to complete

the entire exanination OF the thild in one session, ‘and.in

orrla: to mlntain the attentl.on of even. the ycunger. ch).ldran,
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it was important that a relatively short test be s/electedu
Achievement was assessed by the reading section
of the Wide Range Achievement Test. This measure was ,

chosen for the sdme reasons as those for which intellectual

assessment was selected.

c. Procedure.

Distance and travel difficulties prohibited having
the subjécts travel to appointments. Instead, the investi-
gatar travelled to the twenty-five communities in which. the

children resided. '.Considerable practical difficulty would

have' been-éntailed in aznx}gin:; neutral xneexview'settmgs

in so many. cammﬁnitiés,\ s0;the intervievs were carried out.

1n ths homes of the chxldrh This meant that t‘.he J.mporta'

| regulation’ of the physical setting

u\:llned by Rutte: and‘

) /
Graham (1968) +.Was not. posslble. Cons iderable variation was

i
enccuntered in.the act:.vi.ty gomq on” 1n che rooms in wluch

the intervieus 6ok, place, ranging From omly child and

interviever heing present, to having many- combinatu:ns of
pazents, sib; "nqs. other relatl.ves‘ nexghhuu:s and’ friends; .

observ1nq and ‘participating’ in ‘the intervlews as well as’

ca:rymg oni other

activltles

m only one ‘case'was. the xntervlafﬂ carried o t mn:siae

the hmne of the child. In that case the child requested

Athat $he inferview take -place “at the hospxtal. e i

/Thetotal assehament lasted From 1.5t thio




. quastion was des:lgned €6 Blici

2. The Rarents.

a. The child assessment. .
This portion of the interview was based on that.
described by Graham and Rutter (1968). The interview was

wa

a structured, but open-ended one, which allowed for
considerable amount of standardization without limiting the
scope of the information obtaihed.”

The interview consisted of two parts. In the first
part, the spontanecus complaints of the parents about 'the

| child's behaviour were noted, and .then explored in detail

for duration, freqiency and hature of the symptons. ', Th the

Second part OE the interview, the parents wexre™ asked,

systematically, a series of .quest{ons covering all aréas in '’

which ‘symptons comlucnly ‘oouz. " Any’ positive, answers, vere

exploxed in’ detail, as for' ‘the spontaneous complaints.v ‘The

p:esence or a\:sence of the: particular symptom which the

‘was rated, ‘not necessaruy’
the parem—.s' ansvers. ‘If.a parent qave information about

one hehavn)ural item when beJng asked abcut anot! r, the

ratlng. was applied to. the appropnm‘:e questmn, nm‘. the. one

‘Eor which the ‘answer‘was given..'.In (:hj.s way,  the sympmm ;

“As ‘well as tatinq 1nd1v1dual M:elns, aassssment was - .

- made of r.wezall psychiatric disurder, and a dugnosu made
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studiés carried out by Graham and Rutter (1968)
indicated the interview they used to be reliable and valid
for the identification of definite psychiatric abnormality.
High diagnostic agreement was achieved. Rating of individual
items was more variabie, but for items concerned with more
overt behaviciy; High rates of agreswent were. found.

b. Family history, life and relationships.
: This portion of ‘the interview was based on that

of Brown:and Rutter (1966). Information was sought. about

siblings; parents, and various aspects of .family life.

Studles by Brawn and Rutter (1966) 1n@1cated this

o linterview co be zeuame ‘and valid, thus’ nunuluzan the

aetiguieies of retrnspec;xon,» and attitudinal bias.

Mzaufu histor: 3

This portion of the intérview ~sought in:’omaticn

. ‘about the child's phy’swal condition( expenences wx%h

thedical treatment, and xéeacuuns to this. * Also, the physical N
activltles Anwhich the chim parcicipar.ed were explored i

detail. The techmqu used to elicit infamation ‘were

5 .simuar to t.huse uséd in ‘the ‘other pezcmns of . the interview,

that ‘s, posltlve responses vére explored in deta:\.l for. -

£requency, duration andother aspects

- Procedire..

;Parental

te:views were carried out”in the hcmes,

o for the same reasan this was done for thé intervlawa w].th
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the children. As far as possible, inferviews were held

while children were in school or after their bedtimes,
however the same situations arose as were sé for the
children's interviews, in that various combinations of

other people were often-present. .

. One u\terview took place at the hospital, at the

. request of the parents invqlved.

3. The teachers' ques‘:ionnaiz'es.

Children® s,;;ehavmux scale.
The. questionnaire used was that described by Rutter

(1967). .It consisted of twenty—s;x brief- .sr.atemem:s

the ‘children's £, for each of which thie. -

téacher’ rated.the chud on a three—poxnt scale. woca; scores

of ‘nine of more designatedsome, disorder. OF the children
; 20 : e

Who' had ‘scores 9. nine Ox more; those'with a subscore from

item's 7,710,217 ‘and 23 exceeﬂing “that from items- 4, 5,15,
19, 20'and 26 vere designated as having neurotic disorders.
The di&gnbsls “antisocial disorder was given to those whose

subscore on the latter group of’ items exceeded that on the

former: ; ; . 4

Studies by Rutter (1967) indicated a.: mgh degree
of re‘liabil'u:y andhigh a Jcririhative pover for this

meagixe




b. Supplement.
Teachers were algo asked to provide information
about the academic status of the childrem, their atténtiance

records, etc.

)/ 4. Interviews with physicians.

a. Description. - &
The intérview with physicians, of one querter to g
one half hour duratioh, was designed to ‘obtain information

about the number, frequency and types of contacts which the

" physician had had with the child, the investigations and

treatments carried out, and recommendations made. The
physicians were also asked to provide any information :hei,

had regarding diagnosis of medical problems and mudence “of-
enotional ‘or behavioural aifficulties. Finally, the
physicians were asked in detail about physical activities in |

which the child could participate.

b.' Progedure.
- Before the trip to each area of Newfaundland,
physicians in the area were contacted.in order to arrange

N Appuin'tments, Physicians were given priority inthe scheduling

t appmntments,,and these were caxried out, wherever the i .

G g phys.lclan indicated would be most convenient.

Several physicians who were ‘scheduled to be away *

i tiom theu areas at ‘the time ei the investigator's visit

offered to have other members of ﬂ!eik staff assist. ms
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¥

. arrangement was accepted.

/

c. Difficulties.

One hundred five different doctors were identified

~as having taken part in the medical treatment .of the

ch/'.t]d.ren in the three groupé Seventeen of these had given

eatment. outside land, or had 1y left the

pkovince.

Of the eighty-eight remaining doctors, £ifty-two
were ifivolved in a major way in the treatment of one or more
Of the children. /Many of these physicians weré treating more
than one child, and a nmber of the childten had ‘several
physicians involved in their treatment, such that the total
nuitber of interviews with the fifty-twe bhysicians would
hédveé been one hundred’ sixty-seven. .

-Attempts were ﬁ,a,ae o contact ‘all Eifty-two

: physicians. - Appointments could be arranged with only” thirty-

seven, including those who substituted othsr hembers of their
Staff. Several of those with whom appointments vere not made
4id not respond to messageg left for them, a number had no
vacancies in'their appointment schedules, and several vers
absent from their areas. .For the thirty-seven physicians,
successfully contacted, the munber. of interviews would have.
been ‘one huna.red twenty-three. % R 2

In spite ot the prior arrangenents; only tlutty

physic1ans vere interviewed: T twol cases’ impaasable foads.

.the. investigator hing the iat
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communities. The other five physfcians were unable to

keep the appointments or to mpKe alternate arrangements.’

£

~~"  For the thirty physifians with whom appointments
were kept, a total of one pundred seven interviews w;) to *
be carried out. Due to lipited time available to some of
the physicians, the total mihper of interviews attempted was
fifty-three. For two children in the study group, four
SKU1AFERR 4R SHe GEH0D WAL RDINE BEEIAR). AAGLEIVE GHLLaE "
who had received medical care in the group of children
without physical handicap, interviews with ‘attending phy-

'sxclans could nct be obtauied. &

Very few of the fi; ~three attF_ﬁ\ptGd Lntazvisws T

" were cmnpleted becaus’ \dns were unabla to answet the #

N

v il q\iesf.ions. Some physidlans 1Y ohe Have the, appmpnaca B
fntormation gvailable, ‘although, all yere notified prior o
+ ¢ ' the Interview of the identity ofithe children t6 be:discusséd
and, whete possible, the iivestigator aise ensured'that -
* hospltal files were available for the interview. Some R

exceptions to the pravieus ‘situation did occur, ‘in that

several phy§icians supplied complete Lnfcmauon about the
children being discussed. nsuffxuxent data was dollected

. : to-allow statiStical.analys & of any: questicm. - L ¥

“Medical récords.review. -

a. Procedure. - i ;. b i




reviewed to obtain the number and types of contacts with
hospitals and agencies. Information was also obtained on
reasons jfor the contacts, diagnoses; and treatments.

Any comments on behaViour and emotions were noted.

b. Difficulties. : e
Fox obie Boaplial, sTERrIY Vea) aaboRNEESY

obtaining authorization from the hospital to view medical

records, although parental and medical permission had been

obtained. Limited authorization was eventually given.

.. 1In several casés, children hm;_ attended hospitals

in areas to which trips for interwiéwing were not necessary.
5 ;

_ These hospitals were not contacted.
Even where records were available, some children

had had several hundred contacts with varying amounts. of

on recorded. 51 was ‘not possible.

< sufficient information for ut\tistical analysis
was not obtained. E

E. Statlstica; Analysis
a

1. Comparison of the three groups:

Nominal data pertaini

childrén were analysed by usi

Chi, Square ¢ ¥:c Contingency

Tables, bith nm s correstlpn for cnncinuity. Fisher's.
b




: Square r.x'c Ccmnngency Tables it “(ates s cozrection

65 | ) ‘k

of variance. %

ALl items noted in-the presentation of results were

significant at at least the .05 level of significance.

- The gata cbtained i all groups vere analysed AR
presented. However,. the s;qnxfu:ance of the cempangons °
of the three groups must be viewed with reservation, because
of the high refusal rates ‘and the consequent’smail size of
the samples. Factors which may have affected response rate
and final group size are disqussed. -~

‘., ) " ¥ ° : . N
2 »Cm!\parisdn of the two groups of child:en with hemcphi‘l_ia‘

 Nominal data were again’analysed by using chi

for ccntinuity 2. Fisher %S Bxact: Px vablllty 'rést was alsh






included. ; Table 2.shows thé' response rates of the .

three groups af¥er the initial contact! . ¥

TABLE ,2 % 'y '

s Respunse Rabis 'of -they Thoise Groups L  y
: after Initial Contact .
Aok Yes o No " Total
Hemophilia - vt 058.6%(17) - .41.4%(12)" - 100:(29) kit
Vopina Bifida | :36,8%(7).. 1 63,28 (12 ; %(19) a

N6, Chronic: 128
‘Physical Handicap

2139 8%(37)
'.'39; i< 505




two children, of 33.3 per cent of the group of six agreed /
\‘ to participate. Second fou%m:ac:s were not, made’..
t F_olliow—-up was_not' carried -out-for,the ‘group of children

\ without chtonic Physical handicap., The respanse Fates

after fo!law—up dxd not' dlffer slqnxflcantly between the

\ group. w).th hemoplulia ‘and’ the group with spina bxflda.

Final resﬁense xates .

Purents of twenty-—six chudren,

pamugzate

of ‘thte- group: of fcrty five childben without chrontle



: CA
v L
TABLE 3 o et
Total Respoise Rates . (\
- Yes. ‘No - Total

o
Hemophilia . - '89.7%(26) | ..10.3%(3) 100%(29) .
Splna Eifxda A7.88(9) +) 5R.6%(10) © '1008(i9)
o Criron Cael9n(13) - 71.18(32). - 1oosi4s)

Physical Handicap

SIIGk(8) Y . 4s145) 1 1008(93)
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Figure 1
Percentages of Children with Psychiatric
-~ Disorder-in the Three Groups

. . e}

]

A - hemophilia ,
B - spina bifida

©'¢ - without hronic
physical l,undicap

Percentage of
the. total

. children it
in each 50 -]
grouwp

-.30.5.

T 28

& /E [ vithout psychiatric
/ - disorder” . v, -
7 / psychiatric isorder




S prevalence of psychiatric disorder was not signsfg.canc.

v'I'able 4 .shows. the comparison of rates of psychiattlc

disorder for the three groups.
- s " E Tahlem

Hg B Compari.son of Fates of Psychiatric
: Disorder (Three Groupa) 2

Hen\ophxlia RS D A RS

spma Bifida Foha
'No.Chronic'.
i Phy!

* Hemophilis 4
Spinﬂ Bifida




1 ~ s

. .handicap,” oe child had a neurotic disorder, one had a ' "

N ) i . -
In the groip of children with hemophilia, four - L.
were found to Have neurotic disoj ders, four to'have nuxed 3
antisocial-neutotic disb{deﬂ, and one to have an a.nl:i— T3

social disordeér. The child 1]\’ the qionp with spina bifida <

Who Had a psyohiatrio disorder had a mixed aptisecial-

neufotic disorder. In the group without. chronic physical

social disorder.  Table 5 show ehe diltribution of

‘psychiatric disordars in'the umse groups . These sman
nﬁu\hers

viﬂed né eviﬂe.nce of assouiauon hetwsan

bemophuia o sbina pum and any. putic\lllr pejehiatiic

dxsordex .

Pox‘ the ‘grouw of ctum:en wiei: hemophuii

paxenm 1ntervievl were the soifces o évuence of -

pgychiar.nc dLnord-x in seven cases The pa.rantal 1m:exuew

vas not the only mce of" evidence of ‘ps:

enatzric aisorder

for. any'of - the child!en. o the same group, the interviews

vith' the chdxe.n‘me ﬂ!q,éuuxuel pt zvideme of psych!atzlc.

ﬂlsofdu in eiqht cases The intervx;v vin u:e clnl.d wau
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q Pi.quxe' 2 v -

smm:u of Evidence of Plychi.atric Disorder
Children with Hemophilia



o, Definite evidence of psychiatric disorder fox the
child in the group with spina bifida was provided by all
three 'spumes of}nfomaeion (parent, child, teacher).

For the group of children without chronic physical

, handicap, the parental interviews were the sources of

-evidence of psychiatric disorder in'all three cases. The

ey interviews with the children were the sources of e?ziﬂence

ot .2 Fin tio céses, ,and the: teachers' qnest;onnaixes were the”
sources cf evidence in two cases. None of ‘the ehildren in H‘
this qrony s d as havmg P ,' hiatric disorder c'm‘ :

the basis of info:mat:mn frcm .one source nnly,. Figure 3

2 shows the' sources. of evidem:e of pay:hxatrxc d;surder -

the gtoup of children i

h:omc physxcal handxcap. :
. - :

b.  Individual item‘s of ‘racent; Bahdvitur and eiotisnal sfate.

the infornation reported in the  chilaren's )

ihterviews) a‘sig flcam: dlfference was found between groups
A

. for the range of peez conmces of the same. sex. During .une
week, ‘the qroup of cha.ldren thout c‘hrcmc phyaical handicap

Hid.contacts with riore: Eriends of the same sex than did the

M:hex‘ two qtoups. For twent “chi n in ‘the. group.
el i hemaph:.lxa, ‘the’mean ‘weekly ’numher of friends 'aonueeed
'was 6.69. For six children in the gxeup with spina bifida the

mean:was 8, :and’ for éight ‘chilaren in'the group wit,hout chmxuc

14,32, mdw ‘data’is shmm i



Figure 3

Sources of Evidence of Psychiatric Disorder
. Children without Chronic Physical Handicap

" parental interview
interview

with child

s




TaBLE 6
e

Weekly Range of Same-gex Peer Contacts

Mean standard Deviation.

Hemophilia 6.68 . 5.6
Spina Bifida’ 8 5.02

No_Chronic S l4.1 6.98
PHysical Handicap .

" Mean “square
Between Groups .  163.63
 Wifhih Groups. T (38 .. -

:rnéal

“The xn(omatinn f£ron all three sources of - data

groups for any othar aspect of peer telatan&hipa (nunbex




c. Intelligence.

The intelligence quotients for the three groups
Qid not differ significintly. The mean 10 Score for, the =

" group of children with hemophilia vas 91, the mean for

the group with spina bifida was 9, and the mean for'the

group without chronic physical handicap was 97.  Table 7 stows .

the éompauson of. the mean infelligence, scores for the ‘three

groups. Raw data and the nnalysxs of Variance table are

. shown’ in Append:ﬁ{- E, Sectlon 3

A .,— 'msmav

Hemophilid
a v o P
/  Sspina Bifida 96" wze,

No Ch:
P)\vslcal Handica

wF = .199 (not ugnmcam—.)

»Acmav“‘em;mt .

Standard, scox‘es on the




i ol 4 ;
s y Y L Ee _ 3
= : = b
.- 79 o
) i L
% 4 three. Table 8 shows the comparison of WRAT standard
s . § . + " o e .
. . scores” for. the thre® groups. Rawdata and Analysis of |
.Variance table are.’included in Appendix E, Section: 4. B
5 3 i = o S . VP
TABLEx ) L Re, 0

. Wide Range Achievement rest Standard Scores Faby
" . {muree Groups), %

“Hemophilia .

’s{air}a hmam i

No/Chronlc )
2 Physical Hanaicap




by hemeph.uxa were found ‘to haM

consxderably h‘mr than all the: otner

absentee s rates & e

th@ren‘ These~

Medxcal hx.stary 3

o Reaults in shis o wh ch reqi ed inrumat‘ion\

h)

about numhe! and

of ontasts shold be

v sith Gaution.  -The pa"r'ents' the' cluldren wn:h emophxha g

; stated ‘ghat they were ‘unable to pzuuae accurate in€Srmation

" “for’ many, :n:ems, ‘because ‘so many Contacts mh edical -

‘ gersonnel and facxlities had been - made .

Rehabihtatmn centre admissglonm ‘buring the year prior
G to’ mterv:.ew» ~the gtoup of chlldren with splna bifida h d‘

(i)

“had a sig’nificantly Higher mean nimber-of contacts with:

special clinics and vi h'consultant physicians’ than aia

; exther of the other qrnups Y

group_ hdd also-had a
+signitican \Ly\hiqher Tiean number of admissions. to a .

residential centre (rehabi1itation centre) during the y

prior’ to interview than had ‘the other two groups..’ Also,’

\\ - the group of children with spina mma had'a qum.ficam:ly
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" to 'the rehabilitation centre during their lifetimes “than did

the other two groups, S ALl of th& preceding, data vas nhtained .

£rom the patental Lntezviews In reports frcm the chlldren

thenselyes, ‘thi group with spina bifida zemembered a mean-

numex\or aamssms t6 the  rehabilitaticn centre sxgnxflcant’ly

"hthez -thai-that remémbered by“the other two groups, -however,

this nifcr.matlon was_not partlculaxly useful ‘because only

three of the children in the qroup with spina blflda were

able to ansver e quesn&n, and only one of these three (

Iepatted Siy rehabxlxtatlgn centre adl\};ssians. That -:him‘

réported” four adnissions

‘ s i iR
(i1) Hosgital adnissions. -When'data pertaining to the -

‘Towest, num!:e'z of hosp‘ital -admissions in any one year analysed,

the gmnp:of Chxldten with hmapl’u.lxa uas i‘ound toibe.

significantly difierem: £xom the’ other. ‘two ‘groups.’ ‘During .

the ysars in which they had had the Ieas/xmmber of hnspital

'Aadmlssxorrs Tewer oE the chgldren w).th hemnp 111& had had
o admissions than the other chx]dren. In other words, thered

N were fever c)uldren w).(:h hémehili.a who hﬂd spent a.full,

" gede without hosp).taluahion than\chlldren with spma bifida,

or fhan,,;bxldren without physlcal hax\dxc

¢ (111) Medxcal zegimes.— A slgniﬂcantly hiqhermumber os
cmmxen with hemophilia than chudren in the. other two_groups
’reported that medical personnel: hnd recommiended thatithey
not! paxhclpate in ceztain games and activities. [of. twe‘nty—

* oe. c}uldren who had hemcphilia, fxfteen zeparted Tecommen




. - .
of the six children:with spina bifida and the eight.children"
/ without chronic physical handicap reported’ similar’ récommend-.

ations. ‘Also, ‘the parents of significantly more 'of the

l : *children with hemophilia than other r_parents’reported that, :
) medJ.Eal personnel had"recomnended act)vity restrictions o
:heu children. Parents of w_em of twenty-four' children
with hemophilia reported such zecamend‘a:ia;\s. whereas norie

-of the parents of the Elfteen children ln the other Ewo

groups had been given Euch advlce.

[ PR However, only two ‘of: the cmldren thh hemnphxlxa

pazncmarly qames and sports; ‘vas explored in

detail, by asking general questicns about actm.ues, and‘

by askxng abuuc particxpatwn in.each cf the act:uuti,es in

~ the portion appropriate for the child's age of the detdiled

actxvxty 1xst. " The actlvzty llsts were analysed by companng

the total number “of act:w ies’ in which each l:hxld dld not

partlczpat.e. No signi€icant dxfferem:es hetween the groups

vere found on any of the 1tams wmch explared the chudran s’

actual partlclpation in games and activities: Significant

difference between the groups was found for ‘the' number of -
T activities £ion thie detadled ac:xvicy Ust which parents
saia ‘Eréy attenpted th Testrict. .The mean ‘nunbe¥ of

activities restricted by the parents of the group of

‘children with hemiophilia vas eight,. while. the parents of ..
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B. ‘Differences between Children with nemophiuﬁ who Have.

"rahle 9. showa the means and standat

two gxaup i

both othu groups xeportea 2 mean of three rutrlctions RIS
8 : >
28 I

each.

sethod- by which parents au:empted to restrict

the actruty of £heir children included canplete pxolubu:lon "

and peu:txcxpanon only when under supervlsiwl. g

Psychiatric Disorders and Those with Hemphn!.a but
[, without Psyc atric Disorder. |

-‘f Appenﬂix F contu.ns r?ﬂda‘:u, chi n‘qpaxg,,.

tast, a d t teat x| qults.

- mhe “Eio groups did not: ‘aitfer niqniiicﬂntly on’

any s:.nqle :.m uf recent. behavx and. moticn-l scat&»‘vor

of persenal histoty. - 2

The mear intelligence quanam—. for each g'ko\ p
(ten children without paychlahric ﬂieotdar, and nine

childrep. with psycnutnc disorder) was 95.3. Raw 'data

and't test :anultu are included"if Appendix E, séction 13

gyiati_unl of: the, -




Intellxqence Quotient ‘Mears"and Standard Deviations . i il g0
(Two Groupsl N B

Standard Deviaticn ¥

No Psychiatric y ' & i i
Disorder - ¢ 95.3 S 12,04

% psychiatric: . A

Disorder. 10.78.

u"s‘ae

‘/.184.33; Table ‘10" shows companson of wrwr s andaxd scores

for the two groups. ‘Raw data and t test 'ré ul

included in’ Appendix F, section 2.

(Hide Ranqe Rt Svimant Test ‘Standard. scores
(Two Gtoups) 3

co,  ‘Meafiy .. ’Standard Deviation

T S

Paychiatric
Disorder:

fo.1,
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No significant ¢ifferences between :';‘-Ag groups were

 found for any ‘of the other readinq ach:.evement measures’

analysed‘
2. social d‘iffere}ices.. -

sE R a.: Parental ‘charactéristics:

The, mothers ;of a significantly greater number of

the children in thie group With psychiatric disorder reported

H dxstuxbances of thefr own ;appetites and aleep lrha flother,

af ‘Shly one ‘child. from fifteen&cﬁildrex\ who dxﬂ nﬂt have

psychxatric dl!otder repoxted that !he, hex‘self, had

the. mothers of . six of the, ni.ne e

problems with eating) whi:

¢hildren with' psychiatrié dxso:ae: rapctted that - hey had’

eacing difficulties. Mochers of flve of il{been chudzen
without pnycmatnc disorde‘: repczted ﬁleep dxfﬂ.culdes,
hut the mothers of!all. nlne children with psych&at;ric .

“disorder reported; sleep difficulties for themselyes. ‘rab1d .

h = £ sleeps

11 shows the comparison Ef mothers! appetites for “the.two

P 4_Table 12k

not !Lgn).ficantly dxfiexent for any item explored.

Family lx.fé and relationsh;ps

‘The parents of siqniﬂcantly more of the cmmren "

with psychiatric. disorder were ‘unablle’ to identify: a’ o

. favourite activity which they shared with 'spouses. Parents

©of only one Of the' nine ‘childrén with psychi;trh: disorder

e

== N
& . 'Fathers of the eitaben b the. two gtoups—‘wetr—'—’*”".



" e ERIE 1
e
B b v . ;
* TBLE no
N ey o
J mscu:bancs of Mm:hers Appeur.es
& & 3 ('Two_Groups)
. 3 : o CNo . .i Yes
! . No. Psychiatric -, . . .
. Disorder .- 18 S
& Psychiatric
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were able to identify sich shared activity, while parents

© of ten. of the fit@en chnaren without psychuchc disordexv
dié identify a favourite activity shaved with spouses.

o Also, the rean family size of the children with
bsychiatric disorder was greater than that of the children
vithout Psychiatric disorder, . he families of chilzén

~mh psye)uatrjc disorder Had"amean Of 6.22 children, while,

the familxes of children huthout psycmatuc disorder. had Y

a mean ci 3.93 c)’u.ldreh, (leference siqniflcant at

a n\ea.n number n.f sxbhngs mth hemnphl ia-of 1. 15 gcmpareﬂ

wm. & mean. for: fhe ‘group without ssychiatric diso:dt ot

Th;s d:\.fference was s)gnxficant ‘at:the .01 level:

- The only featule of the fanily hones which vas,

siqnifuanuy differex\t for the 6 groups ‘was ownership

g el electric: stoves. The families of sever of thé children
with psychiatﬂc r.usorder 4id not own eléctric stoves, while ¢
e fanilies of only three of the:children without psychistrié

S & disorder d:.d not own one ot these applimnces. This difference |

wag not a reflectmn of vrban-rural /aitérende, or social

class dxfference betweem the groups..| For nem\er of these

items ere the groups: sxquxcanhly dxf(erent

Angther ates of fanily! ‘1fe which d,\.ffered significantly

. between the two groups’was the provision SF fhcket néney £5r ‘\\

the study gfoup children. fhe children with psychiatric

B e aisorder reported, - receipt.of -a mean weskly allowance Of




* medical hista y of the two g’roups ‘was the” numbez' of ccnbacts

- posume to review medlcai records and intervlew physicians;

; . . . I
e

ssa 66, vhile their parents reported gwmg these children
‘a mean of ss.a per'week. THe ' children wzthout psychiatric
disorder reported a mean veekly allovance of $1.76, while
their parents repcrted providing a meanof $4.72 per week.
The difference between groups: was significgjt for both
pargdt53( anid children' s diswers.

X “No 'ot;bex item dlstlngulshed the fumllxes of the

ehildrén with psychiatric dis oxder £ron- those. af“ the

chi ldren ‘withgst psychlatric dlsordex‘ !

e Medmal hist\ory. g

’l‘he on y s;gmfmantly dxfferent aspect of: the '

i

with® consultant phyé, 'cLans during the year prior 5 Tikeritew:

‘The ohilafen:without\psychistric aisorder. had had ‘a mean of

.83 contacts diring the year, -while none of the. children
3 g \ hotle 5
|

with psychiatric disorder had had any contacts with consultants -

[
duiing zhe' sane time. 'xms infcxmation was reported by -

the Parents. b\n; it vas fcund. .An thase cases where it was

that ‘the parents tended n to have repdrted thefr children's ‘

cnntacts with consultants, wher thesg had occurred duung

upauenc aqusions to” hospital :

|

’ © .The grcups were not sxgnlhcarxtly differént on any
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c. &azy‘of Results “ £ B

2 . ; .
The response rate from parents 'of the control g!cup‘

members after inifial dbntact was low,’and Shgnificantly
different from the response rate of the group with
henophilia. Followrup of non-respondents in the two control’

groups was not posss,hle to the same extent as for the group

with, hemnphlh.a. Hence the’ total number of consents

differ s:.gm.i;cant.ly fuz rates of psychxatnc ‘ais mean,

1ntelllqence quotients, of msan wRAR, standard score!

aspect of family hlstory, '1:’ or relationsh;ps d;ffereﬂ
51gn1flcant1y for. the threa groups:’ . " Spe .
The: three groups did differ significantly with regard

to the weekly range of same-sex peer contacts. The group

of children without chronic physical handicap' reported a - > y

xange of about twice that of ‘the two gréups with chronic 2y
physical handicap; signi‘ﬁcaneiy fewer . chi‘lazen with hemopﬁil_i’a
than - cvuldzsn in the other ‘two groups had spenta full year!

thhout hosp'{;aluatxon duran their llfetimes. Also,

sxgniflcantly Qm:e ch.\.ldren with hemophilia and’ the:Lr patents

¥ reported medical recomnendations. for activity restrictions

thap chxldren and parents of the gther groups. . No d1f£erences

- ‘were fcund between the three qxoups for the chndren s

"part).c patxun in FEtivitil s, bt E p‘aren:s “of nhe"children Wwith—"

hémophnia did atten\pt to. restrict sxthcantly more activxtxes
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|- than parents of the ct{ez two groups of children.

. Children wh; had hemophilia and psychiatric disorder
did not differ significantly froh thosg with hemophilia but o8
without psychiatri¢ disorder for any single item of recent '
behdviour and emotional state, nor for mean intelligence

Al

2 & Mothers of sx.qu:.cantly more OF the children with

quotient or-mean wRAT\tandard score.

‘peychiatric discrder “had dmuruapces of thelr own sppetites

and sleep than m&.ers nf the cl'ufdten thhout psychiatric

disorder.- Fathers aid'not dxffez sxgnxfxcantly. * The mean

family $ize of the children wn:h psychiatiic disorder was,

s ot siqnlflcantly greater than fhat of ‘thie: children wi thout:

psychxatric dlsorder, and the former children had significantly

. more siblings who also had hemophilia than the latter . $
children. The children with psychiatric disorder were )

, protided thh alqn.lflcantly h\};her weekly allowances than’

the children. withou .
2 . Finally, t_he\naxen with psychiatric disorder had
had significantly: éewex (nione) " contacts with” cons\glt_ant
. physicians, ‘either medical or psychiatric, ‘duxinq the year
p:mr to interview than the ch:.ldxen with psychiatric

disorder. - N v

S




CHAPTER IV ¥ . 7/ L
{ oiscusston alD conctuszons |

In this chapter, consideratiof is first given to
. contr_o‘l.
groups for the study. The interview settings, for the
study are: also. dxscussed, as these differed from those
specified. by the des;gnersﬂf the lnstrument The first -

hyputhes.\.s, that éhildren wit] hemepnuia dIffer heha-viour- N

ally psychumguauy and sbéially ‘Erom omex “chiliren is N
then nonsulered, waing” the Tesults of the carupaxxsons of -
tHe children with hemophill.a, the childrenwith spina bifida
and the children vithout chronic: physical handicap.- The
discussion of Eactors relates to differences withiin he’

' pcpnlationv of children with hemgghiliva employs' the, presence
or absemce of psychiatric disprder as the differentiating .
item, and uses the results of the comparison of the two"
groups ‘thus formed. Coficlusions are presented at the end of

the chapter. .-

A, Study and. Control Group Size .
At all stages of this study, greater.difficulty was
encountered obtaining consents'from, and conpleting interviews

with the nembérs of the »cor‘xtrol)bﬁups Thanwith the members .
Of the $tuly growp. The greater difficulties resulted in -

“the sizes of . the two contfol groups being considerably .+ °
i ol - :




. un\porhant role in. the nnal dxffexence in group sue was'”

__~ ‘mecessary ‘bafore ‘receipt’ of ‘the final third. g&the ;:.onsem:s

- gubject of the study as it was presented. to ‘them.. If d@g;ge

smaller than the size of the study.group. THus the’

ignificance of the comparisons of the three.groups must

be viewed with caution. "' é “ " . °

Tha factor which appeared:to bave pl»ayed the most

t!\e dxf(eren@e in the ex\:ent tn whitth follow-up of hon— 3

respondents ‘was ‘possible “to eadh group. Follow-gp was

from the group with'hemcphuia. Folloiup was posslble far,

ra’te after,  the Lnlt).al contact.’ The lm.tl.al :esponse rates
‘may have been affected by'the necessity o2 Giain dxfferént
met‘.hods of Eontacting the three groups and by the dxtfex!nq

]
descxipuons of, the study présented, to ‘ach-group. The

response rates of: the’ grows degreased in ‘the same dltection e

as'decteasing perscnal experi® ce of fho Eamily with the

of personal ‘experience with the ‘subject under study dia
affect response rates, 1aenufqu the subje:t of study e
(hemophilia) to all! sroups vouldnot: have prnvxd‘ed a
solution.to the di_f.giculty 6t obtaining larger. control grouss

and mxght have jeopazdxzea the cqnfident)alx y.of the,




= N ‘cmngaunltxes, Where theif condition was known to rost . * 4

Con‘ersely, to have descrlbed the ‘study, in general £

ré mem;s.
‘terms to.all g:nups, thhout‘xdentifyl.ng nemupmua, might ¥

ol have reduced the response rate from parents of cnudzen with

- hemdphilia; “This _yoﬁld have, endangeréd the secund aspect of

the study, which’ involved orly ithe chilaren who ‘had
'The Gnly group in “which assessmants were . not
-cax:x).ed out dug te lﬂ/"EﬂSs canceuing or* nu.ssmg appclnl:me‘nts

after consent had beay qw?n :Qs the g withdut chrou;c .

ahysxcax hamuca.p.

adequately' large control ‘groups if arranqements could'be

,made “to obtazn names of candmate! ot a1l qzoups priot to -

t‘he Lnlt&&l contact. Follaw—up cculd then be carrled ‘out, .

and: the nitial contact methods’ made. more. similar, | Resehich -

he. actual extent of effec:s

i“ ‘would e néosssary’tb deeemm
. on respnnse ral?es of personal experience with the Subject

viog of e physiffal $itting, for the 1ntarvxews ;
'paz icularly. . For thxs study, intervi eyl with.
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both children and parents were conducted under variable
circumstances. People other than the interviewees were
often present. A number.of consequences wer& observed,

First, the reminders and comments of oth

s present in the
room sometimes led to the d)e’s‘gription of. symptoms or events
-.whic}. the intervievee nzig&{xally denied.. In a more
“structured setting the )ntervxawer would not have gained

knowled @ of thése. -This seemed to have ogcurred most often

ard’ to-dbservable items of behaviour, or events of

It nu.ght be ‘speculated that

1nterviews. s el s v

Somé events in hxstoues seered to have. been reported t

dxfferently- vher. othérs were -present, partxculnzly in.

relatiqn to vtum.nq. Collabozadon of thuSe present) and \°

. reminders from them 1ed fo different.reports than those

inieidlly otrered by the intervieyses. Thé interviews of
uteer and Graham (1968) ,Giahan and Rutter (1968) , and
Brown and Rutt\er {1966 vere researched in strictured settings
without the extra participants. ! Interyievs in‘the clinical

setting, pa:ticularly ‘community clinics, Sftén taks pl,ace 1

outside: structured sett. gs, as they did in this study.

Research into: the “etedts of such vananon on'the reliability -

and Val).dlty of the xntezvlews would be worthwhile. .
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& Compaxlscm of Children with nemophilia
to Other Childre:

1. Behavioural and psychological characteristics.

a. ,Psychiatric disorder

The interviews with children and parents, and the

¥ ti irés sought i ion primarily about
the year previous to the intervi®w. Usually, children were
considered’to have psychiatric disorder only when' symptoms

were present at the ‘tine of Lnterv).ew, and hdd beert &vident

“for:at lehst one yesr. The study was not’ an attempt.to'’

determine how many of the children had hadtpsyohiatric ais-

‘ order in:the past,: nor. cnuld n.mdicc how-many of the
* . children would develop peychiztricy diferder inthe; futire.
1 hence. thie study was not ‘ani attempt ‘to assess, for the ‘three
gxnups, the overall risk of developing psychiatric disorder
at ‘some time during childhood. 'Had it Been possible to
identify all childen:who would have psychiatric aisorder

Quring ‘childhood, a more accurate picture would have been

possible of ‘the lationship between hemophili: and -

psychiatric disorder, and of factors which influeénce that

~ " relationship.

This study emplnyed asaessment mel:hads usdd By

<. e et Ruttel, Tizard. and Whitmore @9570). The results of this
. /' ‘study agree with:those of Rutter, Tizard and Whitnore (1970)

who' £ound, that most.children with -chgoqicwsical -handicaps
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showed no psychiatric atsoraess However, this study found
rates of psychlatrlc disorder in all three groups which
were much higher than those found in the general population
of Rutter, Tizard and Whitmore (1970), or in. their group
with chronic physical handicap. .Figure 4 shows comparison
of the zéces of psychi;tric aisomgr found in this study .
and that of Rutter, Tizard and Whitmore. (1970) .

Unlike other studies sucr‘ras nugé’e:, Tizard and
Whitmore - -(1970), Pless and anhmann 1971y, Pless, naghmann,'
‘and:Haggetty (1972); nexther of the ‘gtoups. with. chronic
physmal handicap in. this ‘study had a signlf!cam:ly mghe:

rate. of, psychlatr:u: disorder than “the group wlthcut chrqnxc

B phys).cal hand cap One goss\x“ble explanation is thac factors B

may_have been operaticnal-uhict, althiough -they uere :'elated
to an intrease in the rate of psychiatric disorde:’ for 'all
three groups: 6: children, had the ;nost adverse effects on
children mthout chronic physical handicap:

< .only three of the’ thirteen children with psychutx;\c

aisorders had received treatment by physxclans for these

‘dxff.\.culm.es. One Dthet child had received help frdm school -

personnel. Insufficient information was obtalned froll\

phys.\cxans to permit examxnatiun of whether or not. they had

@8tected psych}atric aisorder in any of the children,

The children in this 'study were not assessed with

refererice o particular behavioural constellations, bick ‘as

 risk-taking behaviour; which'were considered by.Agle and




Percentage of the Groups

Percentage of the Groups

of Children

of -Children

97
Figure 4

Comparison of Rates of Psychiatric Disorder Found
in this Study and those Found by Rufter et al (1970)

]

]

A. Rutter's group with

chronic physical

disorder.

, B. This study, group
~ 77 with spina bifida.

C. This study, group

with hemophilia.

A BT
S Groups, 17,
20 B
37:5
2577 =
12.5 ;

disorde:

‘withom: psychlatx‘ic
dienr

Rutter's qeneral
population

ohielstudys gruup
. ‘without chrohic
physical handicap /'

Groups -

with peychiatr;c P




Mattssc;n (undated;, Mattsson and Gross (1966 a, 1?66 b),
Katz (1963, 1970), and Gentil (1971) to bé psychiatric
syndromes, or. foms of emotional disu\urbance. However, in
hia‘seusy tha relationship of particular p;ychlatric
disorders to particular physical hindicaps was examined.
In agreement with findings of Rutter) ‘!“izatd’ and Whitmore
(1970), no relatibnship was found. Howevk;zj the n\m\ber of
'chlldren in this study thh ‘each type of psychietuefd!sorder
was small, therefore validity of the ‘comparison of the groups’
Tiay ‘be questlnned- : . : T

4.0 " n' siwmnary, chudxen with hemophxlia weryd"

ko differ from other chxldren With redpect’ to th ~rgte of

psycmatnc dxsorder or £he rate of. pa!ticular types of -

psych).atn. disorder. ¢ 4 . 3

b. Indlvidual items. of recent behavioux and emotional state.

(1) peer relationships. ‘The Weekly range of peer
contatts of the same. sex EOI‘ chlldren without chxunxc
" phiysical han icap was'apuut tyice that,fo_: either of the
groups with chronic physical handicap. ‘The weekly number ‘of
orthe’ three

"peer contactsiwith eituer’ sex did-not dlffer

. _qroups. “Hence, the chilazen Wwith chronié physidal Handicaps
had fevex !riends Of the same sex than the ‘children withbur.

chronic physical }»ndicap‘ but ’they saw. exr & iends more.

irequently. - This indicated that cﬁnazen with hronu:’ ,
physical handicap 4id not’ 1a|:k peer cmnpaninns ipi

’
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No differences were found between the qra\‘lps for
having a best friend, playing with groups and on teans,
belonging to clubs, exchanging visits with friends, being
teased or bullied, bull;ing ofher children, fighting,
lorieliness, being disliked by other children, beingradlitary
or !Yicnaxawn. Thus the quality of peer relationships for = -

the three groups did not appear to differ

(ii) - Other items. Slgnlflcant dxfferanoes betwéen

. the groups vere ot found fo iany ther items. of. racent

hehav:.ourra‘mi emotional’ state.  Thus'this study agreed with

the findmg of uutcer,»mzara and Whitmore . (1970) ‘of'mio

assoclation between itens of antisgcial behaviout -andi;

chronig phys).cul handicap. This:was fctory’to findings.

of Pless apd"Roghmann™ (1971). No support.was PXOY ded b

this study for the previous research whxch found many other

‘differences in behaviour and. emotional.state bétween - ° '

childrgn with and without chronic physical handicap:

(iii) ~Summaryl’ The group of cmldzsn with

" hémophilia dlffered from the group wiEHoHE ehronic phxsu:al

handicap, in terms ‘of ‘their weekly range of peer contacts.

The ‘zangs of peer contacts for The children with: spina

bifida was, similar to that»qf the chLIdran‘ m:h hemoph11ia.

c..'Intelligence:

Intelligence quctxanta for the thres gzoups 1 chis ;

study. did ot aiffer qunxfxcantly Thus the results clogely

resembled thos vof . Rutter, Tiza:d and Whitmiore (1970) who

found ‘little axfference_ betweer the' intelligence quotients 3




of groups of children with and without chronic physical i
disorder. .

This study did ‘not support fipdings by Olch (1971 a, .
1971 b), Weise (in Malikin, 1971), Kos-Robes and . : 4

/Zapotoczky (1971) and Grunfeld (1971) of intelligence

quotients for children with hemophilia being higher than

o
other groups. = R
- ’ ’ i
d.. Achievement. .
L The ‘three groups in this study were not. sanlf;cantly
5 - (! different for' scores ab,taxned on'the fnide. Range Achlevement

" est: reading)secti Hewever, " &1y half of “all-the

children in each grc\xp in.this study were more than ‘two

grades behind the redding. levels expected for their ages:

Thus this study agreed with findings by Rutter, Tizard and

. Whitmore (1970), Olch (1971 b, ‘and Kerr (1971) -of.academic

delay for children with chronic’ physical handicap and

e . :
hemophilia, . However, this study did nof support findings

of Rutter, Tizard and Whitnore (1870) , a'pd‘.,’meﬁand Roghmann'
(571) who €oind acadenic delaj to be more’ Comon. for %
children with chronic, physical fiaridicap than for other

children.

However, the Wide Range Achievement. Tést has not

been’ s ized: for the 1and population: .In view

Jof tne’ £inding’ that nearly half of all the chndxen,

ipeluding those without chrenx.c physlcal hanasca, :wire

moré than tna vebza behind the grades expected fo: theix .ages,



using the WRAT standard, it is possible the standards are .

-from those of the other two groups, unlike the' study by

.rates, but control groups were not uged.

| any aspect of family life. Thus, 'no support was found for. .
" research which described mothers of children with hemophilia

* as being more an’xious and obexpmtsc:ive than other mathers,

7

not iate for the land population.

The* situation for academic achievement _appeared to
be analagous cc that for psychiatric ﬂisnr%{; The number + -
of children wu:h academic delay was hlgh in all groups, but

the groups did not differ sign'iﬁcan:ly. Again, it v.m:r g *

‘possible to postulate ‘that factors were operational which

were selectively more defrimental for children without
chronic physical, handicap. ’

-4 Raves/of ‘absentéeism f%m - school-during -the current

yea: eor chudxen with- hemophn).a aid not differ sanxfl antly

Lazerson (1972). ‘Other research -(for. example, Britten,
Spooner, Dormandy and Biggs “(1966)) into .absenteeism for’

children with hemophilia found what appeared-to.be high

2. Social ::haraqtari‘stics o \’
. e 5 T . k . .
Parental characteristics, family life and-relationships. | T

The three groups ‘in this study did not differ for.

nor fcr x'esea:ch whu:h found ﬂxfierences between any aspect.
“of the famxy Life of childrén'with and without. chronic b o

“hysical handicap or hemcph).l:.a




~

" identifying' all of the physidians involved; the reasons for

i
b. Medical history. /

y (i) Contact with medical personnmel. This study N

initially inclulled an attempt to examine systematically the
experiences of the children in all three groups with medical -
personnel and fa\bnlnes _However, because bf the atesieuities
which prevented cohmmn of J.nimrmatx.on ‘from physicians

ana higspitals, statistical analysis of any ‘information from
these sources was) not posmle The. information which was
obtau\ed indidated that. eved had” an physxcxans and all
bogpital irecords Ieen available, xnfcmutx n fbtainéd would ‘-
have been inl:cm\pl te. | (In aeveral of the hospitsl charts:

which were reviewed, recording of outpatient visits to
hospitals.did not :L‘anlude varions ccmbmauons Of the:
presenting problem,‘ its cause, }:he treatment given, or the
idéntity of the pez"son assessing the child. Physicians were
notified of the identities of the children.to be discussed
prior to the scheduled interviews, but often aid not have g

|
the required information available. [ ¥

The study revealed that most of the chilaren who'had 77

been involved with nledxcax pérsonnel; ‘particularly those

]
children with chronic physical handicap, had been'cared for
by several aifferent {physicians. ‘While:data was t6o scanty.
to allow statxstical analysis, it was'noted ‘that for such

cﬁudren. parents and. children sometimes had difficulty

their invelvemant, apd their adnce ) ‘

It was also notéd that where physicians were aware -




of the involvement of other physicians, the view was
expressed several times that the other physician had
assumed responsibility for certain aspects of care,

usually teaching of parents and patients, and dealing with

tional r ines such views were correct,
but situations also arose in which each physician treating
a child thought the other had assumed .responsibility for
aspects of care: fof which' neither had-takén responsibility,
(i) Hospitalization, This study also: included an

attempt. té obtain. information. about the. redctions to

hospicauzacmn of the.children in the three groups. Very
few of the docto:s whc were intervlawed could provide such

information. Medical records reviewed, .in spite of their

length, contained a maximum of foui” comments about the

reactions of the children to hospitalization. These

comments were usually found in nursing notes, but nursing

notes were frequently notavailable. They had often been

either destroyed or moved to less accessible storage areas

than the remainder 'of the £ils, particalarly for older Eiles.
P/a_{en‘ts" reports of reactions to hospitalization

weré incomplete because .of the frequency of hospitalization.”

at distanbes from home too great to have allowed ¥isiting.

THus parents had had little of no opportunity to observe g

the reactions of their children diring hospitalization.

Most. parents had not received reports about their children's

7 J

rgvmu: £rom hospital pey 1.. From the i ion
ichiwas obtained from parencs, no significant dxfference

e %
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’was found between groups for reactions of children %
hospitalization.

_ Studies by Prugh, Staub, Sands, Kirschbaum and
Lenihan (1953), Schaffer and Callender (1959) and Stacey,
Dearden, Pill and Robinson (1970) found redctions to

hospitalization for some children which lasted from eighty

——g_icaced an increased number of chudrsn with ‘herophilia
.over the other children wib had never experiehced & ‘fun1
year without honpinallzamcn. For some of theae chudren
aliospitalizagion ‘took.place withth eighty days to-gix
months after’the previous hospit:aii:a:ien,“ that is, before

reactions to the first hospitalization,'where reactions

had would have bsided Fur.ther e would
be fequired to identify the effects of that situation.
{iii) Medical regimes. Ip this study, significantly
more children with hemophilia than children in other groups
reported that physicians had recommended activity S
-testrlctluns‘ for them. Most of the children said that they
did not follow medi:al a\ivim, and these statements were :
supported by Finding no differences between the thrée groups
for any aspéct .of’ actual participation in games and
activities. The parepts of Bignificantly more of the
" children with ‘h'amuph:k than other parents a}so said that
‘ they did’not. ¥ollow the medical advice, but these parents
attampted tn restrict ulgnificantly more activities for

their clu.ldren than did the puenta c)t the other two groups.

gays to six months. Information from.parents in this study.

1
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This may have been an indication that the parents did
attempt to carry out physicians' recommendations, even
. though they denied doing so., *
The lack of compliance with the medical regimes
may reflect Findings of Francis, Korsch and Morris

(1969) that- complex regimes, particularly those recommending.*

R change of activity level, decreased compliance.
. o DR et . . 6 B
5 io:-.e method Of restriction which was attempted. by

the parents was sipervision Of some activities of their
children. .This tended to support the; finding obibcowie: s
Mally and Kane (1960) that parents of children with
* hemoghilia restricted the activity of tHe children by
supervision. N R
No support was found for rksults of studies which

found various other methods by which parents of children
with hemophilia restricted the children's activities.
Contrary to the findings of previous research, the activity
of children with hemophilia was not significantly different * °
from the other two groups in either quantity or quality. No
evidence was.found to indicate that activity ‘level was the
. " basis for anxiety, worry, or coflict with parents, or was .~

in any way more préblematic for children with hemophilia

than for other children.




3. Conclusions.

Practical difficulties encountered and the small
sizes of the two control groups limited thg vali.dityvof
comparison oF the three groups of children ih this study.
However, the results indica‘ted that results of studies which
failed to use control groups of children with other ,- )
Bigateat ‘handicaps and without physical handicdp say be
misleading’ - For axample, results of this study which ¢
shoved -academic delay for: ch_&lgl:en with henophilia miqht; e
" have been considered to indicatea relationship betveen |
“ssh; delhy ana tie Sresencs ofrl';emo:{v'ua', had it not-also. i~
been ound that the ofher w0 groups had equally hight catey
of academic delay., g i o e

Tvo areas which'have received uu».le systematic
_ zesearch attention, and which.the results of the study

indicated may ‘have particular significance for chilaren

with chronic physical handicap, were peer contaccs of the

same.sex, and multiple hospitalizations. .

Children with hemophilia.were found to aigfez‘ s
£rom children without physical handicap with respect To .
the ‘range of peer contacts of the same sex. Children mch
spina bifida were similar to thosewith hemophilia.:

The children with hémophilia di,itered “from botH of ;

the.other groups with respect 'to” the 4 frequency of hpspn‘.-

alization they experienced. #
9, e




in m/spect to attempts by Physicians and parents to . oty
rest:ict the actxv; tes of .children with hemophilia. g
i} “The hypothesis that’ ehilaren with herophilia :
dxffer fram cther éhudren has.recexved limited support -, L it

-
from the results of this study The results suggested

that the children may- él.ﬁfer from all otﬁ'er chlldren only.

with respe:t 5. aspects “of ' th& treatment ior ‘their physlcal

conditxon.» {Howévex, ‘the results “also sugqested that children

with ‘hamophil:.a shaxe, with other ch dran who have chronxc

phys.u:al handicap, dxfferem:es from. chudran mcnuuc ‘ehronict

Nearly half vpf the sthcl ‘aged chlldreni with

«hem philla hnd psychiatric disaxder at the time of intervlew




+ emoticnal state. Agle and Mattsson (undated), Mattsson and .*
Gross (1966 2, 1966 b), Xatz (193, 1970), and Gentil
(1971) used good and poor adjustment as the criteria £or L
selection Of groups, rather than presence or absence of
psychiatric disorder, which was the criteria used in this

study. Research by these authors found a numbex, of

- differences between their groups with respect to individual

items of Behavlour and-emotional state. This study aid not

ccnfim any. oE the findings of prev:kml! :e!anrch, but. tha

studies’ wnra not utzi:tly cm\paxable. 3 1

8 Intelligancn. ;

i S & " .The average intell:.gence q'uae:.ents, Paasused by
naven s Coloured and Standara. Pruqresuve Matrices, vere

x.dent).cal for the g:unps- with and without psychiatric

disorder.’ _Thus no’ evidence was found to squ:ae a
relationship between intelligénce and psychiatric disorder
for chiliren with hemophilii. -
d. . Achievement.. :
“ 7 loleiguiticant ditference betwaen thie two groups
was, found £6r. reading achievenent on ‘the Wide Range -
i Achievement Test: Both groups 'snja.ac-dami.c delay: :

i . . Agle and Mattsson' (undated) Mattagon and Gross (1966 a

1966 b), and" Katz ' (1970) a1l repofted vmpensatory

vntellectual ‘effort ox use” of cog: v function’

to- have been features of welbadju!ted chil&ran with
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hemophilia. The manner in which this was accomplished )
‘was not clear, inview of findings of academic delay by

this study and those of Olch. (1971 b), and Kerr (1971).
' s
) 2.+ Social diffezences : . L

a. Maternal characteristics

' ‘Mothers of the children in the group with
g “psychiatric disorder had a higher rate of disturbed sleep
; and appetite than did mothers of the group of children
without b;ychiatric aisorder! These disturbances verd not
found to be related to depression o7 €hese voieh!
Althoigh: the results of ‘thi's study vere not’

directly comparable to, those ‘which. used Bdadstment as the

criter)a for selectlon bf qraups, flndxngs by Agle. and

. Mattsson (undated), Mattsson and Gross (1966.a, 1965 b)
that mothers: of ponrly adapted uhlldzen WEZE anx.wus and
overprotective were not confirmed. Nonetheless,” this study
did indicate that maternal behaviour and™emotional state
vere’ related to'psychiatric aisorder for thelr children
who had hemophilia, and shcnld thus be explored during

\r‘esea:ch x.nto the. agjustnent of ‘thildren €0 nemophilia.
: ) . ¥
; b. “Patéral characte:lstxcs J &y
. Fathers of the £wo groups were mot sxgmflcantly
 different. - Browne, M_ally and Kane (1960), Agle and Mattsson
(undated) ' Maktsson and Gross” (1966 a, 1966 b) found/

fathers of poorly adapted children to be absent from their




: order contiined: mure cmm{en and nore chndzen With 405 o i

b s){ipa.

homes, or to remain uninvolved in child care. The groups .
in this study did not dif fer for presence of fathers in
the home or involvement of fathers in child care.

c. Pamily life and relationships

(i)' Family activity. This study found that parents

" of the children with psychiatric disorder were less often

aBle to identify a favourite activity 'shared with spouses
than parents of the children without psychiatric disorler. i

This did not appear to be. an indicatl.on of mantal

difficulties. It may have indicated lack of: time ox:enérgy, - il

since the Eamihes of t\he children:vith psychiatric dis-

Hemophi 144 than did " ehe familles of children without

psychiatric disorder. No' differences were found betiieen

the grotips For.any other, aspect of activities shared with i

spouses” or children. ) iy

(ii) ‘Family size. Further,res_earch would be
necessary in order to determine whether ‘larger number of
children per: se or larder number of children with hemaphxlla

‘was the- factor pxmsrily related to.the presence of

psychiatric disorder. Furthes rch would also be

required in order to determine the naturé-of such relation—




m

(411) Facilities in the home ‘and  pocket mmey. The
children with psygh:xatxic disorder received more p'b,cket,
money than did the children without psychiatric disorder.
This study did not examiné the amount of pocket money
received by the siblings of the children, so it was not
possible to state whether the children in the growp with
psychiatric disorder received moré- pocket money than their
siblings, ‘or similar -amounts. The socio-economic level of
the group with psychiatxic disuxder was not significantly
differant” from that'of the P thheu: _psychiatric * o)

‘aisorder, but the munber of chiléren in the families cf

the' Eormer gréup arger t.han‘ that in-the latter gro;

£ all of the chndnn in :he families received’ simuaz’_

amounts of ‘pocket money, the. fanilies of children uuh

'ﬂsychuguc disorder appear to have prnvldad their children

with considerably larger portioms of ‘the family incose than

the Fanilies of children without fatric & Fewer
fanilies of children with psychiatric disorder owned
electric stoves, which may have indicated another area of
aifference betveen the growps in the allocation Of family
funds. Mo other differences in the: Eacautxu of the homes

. were £ound, but parents were ot questioned’about ownership
of luxury items. Further'seseaxchwould be necessary to

confirm these planAtion! md determine £he nature and

extent - of the dﬂlarancus.




d.* Medical history

(i) Consultant visits. H#Llf of the children without
psychiatric disorder had receiveﬂrassessment and/or treatment
by consultant physicians during the year prior to interview.

Nome of the children with psychiatric disorder had been
recipients of the services of consultant physicians during
the year -prior to interview. The previous information was

obtained f2on the parental interviews, but verification
from medical records and!interviews with physicians'vas
.ot possible. Where information fxm:meaical sources waé
obtained, it was foux/\d that parents had falled to repurt
_scme of the contacts’ af their childre'n wl.th consultant
‘physicians during inpatient nospital-stays: | Whether
‘parents had forgotten ‘these contacts, or had not Xpown
about %them was not exPlOZed~ A ,

The year' prior to interview was the period of ‘time

for_which the children were adsessed for psychiatric

disorder: This means that the childfen in the group with'
psychiatric disorder.had no’'gontacts:with consultant

physicians (including psychiatrists) 'au:ing the \year -in

Which they had psychxatric dxsozder. This may have been ‘ai ; )

indication’ that! the physical disorders of the children with -
L psychiatric disorder were less severe. or ccmplicated than
.. those of the children without psychiatric disorder.

“Alternatively; tha; #indthg nay hive reflécted differences

in medical treatment received by the two groups, or..




‘deternined: levels of clot(ung factmr dEfxclencies

s should be- reconsidered wic,_

differences in the awareness of parents of the nature of
the’ treatment received by their children.

(ii) Bleeding episodes, emotional factors, and
activity. It was intended that this study would use the
results of laboratory analyses of the type and level of
clotting factor deficiencies of the children with hemophilia.

However, these had been done for only eight of the children.

- Consequently, it was not possible to determine whether the

ftequency and séverity of bleedxng episodes, and physicians

recommendat).nns regarding activity,. reflected laboratory=

“The FANAINGS Of E nrowne, Mally and Kane (1960) ;" Agle

and’ Mattssan (uhdated), Salk H;lgazt—.ne: and Granich (1972,

5 Brohks and Blackburn (1968) and’ Garlinthuse and Sharp

"11968) indicated emotional fac:o:s to have been'at least
asiimportant as trawna.in the precipitation of f bldeding

ebisodes.”  Egeberg (1963) found that adrenalin infusion

* shortened bleeding tine for ihdividuals with severe classical

hemophilia,  and that lexercigd and adrenalin- infusion had’

) vﬂryx.ng effectd on anuhemophu;c A factor blood level, and
3 bleedlng time for ctl\er u\divlduals. In view of ‘such

findings, it was Jossible that maintaining activity levels '

sinmilar to those Gf ‘othex Ghildren yas not hammful for ci:ndren
w:.th hemophil].a m enis study, and .may even have been -

beneixcxal. cEztamly., tems, such as “risk—taking" behaviour

regard to their relevance.

< such findings nl_khave importaru: mela.catxons for




i Y 194 - = . \ -
.
physicians treating children with hemophilia. Reports of

T
|

& children % savents S thiE SEY- theloursethas shyateins P
had emphasized activity restrictions as an important factor
b in bleeding, whereas it might have been more relevant to
assess emotional factors and deal with emotional problems. N
Physicians appeared to have emphasized activity -
= restrictions, and parents seemed confused about the issue,
in that they denied following medical regimes, but did -
; attempt to' restrict acc{vityi The children maintained
- jactiuiefuhich was comparable to that of other children.

'Actl\llt)’ restrictions were not L

as a major source 'of conflict £or chxldzen with hemoph:.lla, .

'however, the children. did appear 6 ‘have_been-in. the

sxhuat.\un _of having to ‘ignore nedical and parantal instructions

in order to maintain nomal dctivity. If trauma is less
. - * . e
important, in the precipitation of bleeding than are

. efiotional factors, such a situation may have been unnecessary,

and even’ hamful where’ it created emotional confl)ct for

= " the children.
/

3..." conclusions
= The two grows of children with hemophll:.a dia
A not- differ for any n\dxvxdual item of behakut ot

en\oticnal state Intelliqence and achievement: did not

, differ for- the two groups: ¥
s The mothexs. of ‘the children with psyehiatris

aisorder more often nepcxted dxsturbances of sleep and

* appetite® for themselves jthan:did the other mothexs. The
¥ S Ty 5 . :




parents of children with psychiatric disorder less often
identified a favourite activity shared with spouse than did
the ather parents. No other aspect of family relationships
differed between groups.

Families' of the children with psychiatric disorder

contained large:

DumbeEs of chiliren than the other

families; and the children with psychiatric disorder had
> 1 more sfplings who ‘had hemophilia than did the children

without. psycma;zlc djsorder .

‘The childrgn with psychiatric dxsozdex received’. o

sNore pecket’money thnn dig the other qraup of ¢l xldren. S ’

i‘urther reseazch would' be necessary in order to determine
whether this reflected differences’ betwegn ‘the groups £ér

financial priorities.

5 )
1t appears’ that one factor which might be considered
by research into the adaptation of chi'ldren with hemophilia

is the severity and of bleeding episodes and

< their relationship to 1 fact This

i “that, for all children with chronic physical handicap, the
- ‘frequency and severity of manifestations of the physical

tions should be considered by research: into the

cong

adaptation of- thsse children to their physical cundl\:lons
“The results of this study pxwmed support’ for the
hypothesis that difference {presence ior abseiics, of psychiatrxc k
disoxder) within the populatmn “of ch;\.ldren with hemobm.lxa
. . is related ‘ta f§ctcrs Within the hore.and to: medical

‘treatment.  No support was found for relationship of the




.individually and the interaction effects: of the factors

116

difference to factors within the child, however,
information about such factors as the severity of the
physical condition was not available. Many factors
within the, home showed relationships to the presence

of pSychidtric disorder for the children with hemophilia.
E. Overall Conclusions

The sighificance of comparisons made between the

group of .children with hemophxha and the .other ‘groups of

cildren rust be: viewed with cauticn. However; “the results

indicated that physiuians and parents attempted to deal
with thé setivity of children with hemapmna aifferently
than fo},cchez chz.ldren. Attempts to Umit the activity of
the Children appeared to have been unsuccessful. Further
s:lldles might examine whether or not such restrictions

are necessary by exanining the effects of activity and
ot;;ex factors.on frequency and severity of bleeding episodes.
If activity restrictions prove to be necessary, factors
which affect the complidnge of the children should be
studied.’ Dy

’ Comparison of the children with and without

psychiatfic disorder who also had hemophilia provided

indfcation of some aspects of family life and relationships

which are related to psychiatric disorder. FPuture Studies

might exploré the extent of effects.of these factoks

with each other and;the physical condition. Avdilability

/ /




of such information Showld lead to identification of the -* <

* ' factors easiest to influence for the purpose of reducing

psychiatric disorder in this group of children.
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APPENDIX A ‘
INTERVIEW WITH THE CHILD

INTRODUCTION:
Note the, child's entrance to the, interview.

This sectxun of the interview should last about five
minutes and should be unstructured with the aim of putting
the child at ease and learning about him in order to
facilitate later duestioning. ,

This could include:
(a) Introduction of the interviewer

(b) Making sure you have child's correct name (enquire
about what he likes to be called

. (c) Asking when.his next birthday is

(d)'. Asking about what he likes to do
(e)-. Asking what he would be doing now if: he weren't with you
(£} Asking how many: brcthers and Lsters he “has

The introductxdn should also include a brief sxmple

J exylanation of what is bEinq done.

{a). ‘Talking to boys 4nd girls all oven,the province

() - Trying to f£ind special difficulties of children with
physical problems/bleeding disorders-and see if there
are ways we can help

(e) Mention interview with parents and doctors

1ways sota:

emotional responsiveness and ability to form relationship
evidence of anxiety

mannerisms or tics, o o
fidgetiness - ; J E
overactivity

* difficulties in" concentrat1on
spontaneous’ remar] g ’
* note critical zemarks :

CHILD'S NUMBER .. g BIRTHDATE

'LIFE.AND ACTIVITY

< Bot al1-questions invelving Erd ency triito menufy

“specified period from some particular occasion (holiday,

birthdsy, ete .)




* ‘Coding

A -1 Do you have friends at school? ~What are their

. names? ‘Huw old are they? How many times did you
play with each last week? Is that about the same as
other weeks? Do you play with th/em outside of school?

A - 2 Do you have friends living near you? What are their
names? How old are they? How many times did you
play with each in the last week? Is that about the’

same as othér weeks?

PEER CONTACTS (past week) (number of children times the
number of contacts with each)

Codé the exact: number and the apptopxiate range

Nong 3 Four L sxx
1 ‘Qne 4 ‘_severl. or more’
' o fwo'- three:tt I1 Not known
Code for same sé!&\a:d opposite’ sex :

RANGE OF PEER CONTACTS (past week) (numbér of . children)

Code as.above

A - 3 Do you have a special friend/best friend? %
Coding )
[ No . 2 Definite,

Dubious , He Not known

".‘Code for school, friend and home friend

-A - 4 Do'you usually play with.a group of fn.ends? _When

was the last tinie?

: o L
1850 “Np T 2 Deﬁ:_rute ~ .school
A i i o onented

Dubious




A -5 Do you visit your friends'

125

Definite - home
oriented

Definite - both

“in the last twoc weeks?

x =1

coding

[

No visits -

Visits to school
1 friends

Visits to hnrma
friends

in the last two weeks? -

e,

visit from school
friend - 4
visit from Home

friend -

5 Definite - not
in the last week .
1 Not known
houses? Have you done so
N3 Visits to both
11 Not known

Have youhiad any of your friends-visit yous” house

3.5 visiE *Erom Eriends

pE oth areas

11 " Nok knogn

Have your. parénts ever said anything about your

friends? What did they say? Did they ever tell you

¥ ‘comments or
approval

* pisapproval, . no
prohn:ieion

Ineffective
prohibition

_not £6'play with them? .Did you do what they said?

3 Effective
prohibition.
1. :Not known -

A -8 Do you have TV at home? -How often do ¥you watch it?

H
1
i
é
§
b
3
3




i 126 . £
What programmes do you like best? ‘How much time
did you spend watching n the last week?
Coding ¢ 3 v X . w
0 . No TV or set broken ’ "
1 Not known P
- Code exact number of hours "
) A -9 Do you go to movies? How often in the-last month?
o What did you see:
Coding . . '
0 .o 4 L3 Four or more times .
; L : 1 once -, . 1 Not known

[ 2 ‘Two - three times b

A /10 Dp you belong to a club? . Which one? How oftén, -

5
Aihe 705 have 'you gone din the ‘last month?
TV b Galing e wig el - : bl
N LR R T No attendance 3 Four [or more times J
B once §
2 Two - three times z

a’-11 Do./yc'\‘l play on any. teams2

; L Coding ~ 1 =y e
i [ No e g " Regular
1. occasional i . A w6t xnown

1: Do you read cemics or magapne-? whmh ones?-

Hcm bften in the last manch?

gt Coding’ 3 :
Sy Bty “Weekly or'more

1 - Less: tnan: veekly 11 " Not’-known




A= 1x
Coding
0
1

T2
A=15

" CODE

.- 127
Do you like to read books (apart from schoolbooks)?
What books have you'read? Did you like them?
Do you borrow books from the -library? Can you tell

me the story of one of them?
. .

None* | ; 3 More than five
. One 1 Not known
TWo - five ;
Do.you go out with your parents? Does. anyone else
go with you? . ‘Where do you go? What.do you do?

s 7 s .2
How many times have you gone:out: in 'the last month? ..~

Out with: p;rem:s %

“)No

‘and_others
out butiless than
yeekly (with parents 4. . More than’one of
1y) £ above
Weekly or 11 " N6t known

(with parents only)
What other thihgs do you like to do? - LIST WITH
FREQUENCY, . Have you.ever had difficulty taking

_part in any of the activities we have mentioned,

or ‘been  injured?: "u's'r
Yes' No ~ Unknown
Are there any things you would lxke to-do but dm't?'
Why?', Could yuu do them" LIST WITH REAEDN E‘OR .
vNONP}\R‘CICI’PATION. Coﬂe as above Ear (1) Physical o

7 condxtmn limiting Activity (2) Desued Activxty

‘ot pone for: Other Reason. %




Have your parents ever told you not to do certain
things? Did you? LIST WITH COMPLIANCE.

Code as above for (1) Parental Restriction

(2) compliance. Have doctors or ;mrses told you
not to do certain things? Did you? Did your parents

say anything about this? LIST WITH COMPLIANCE AND

PARENTAL COMMENTS. Code as above for (1) Medical
Restrictions (2) Compliance. Have doctors, or either X i

‘of your parents ever told you not to do any of the

'£ollowing things? Which of the  following things

do jou do?: 2y ", L N

ACTIVITY LIST’

P Under 5 years" .. “l - .CHILD MOTHER . . ' FATHER,. DOCTOR ' ~ . %
[ 1) sleading : . . : s

“. 2. .Tumbling:' - . L : : T

3. 'Tobogganing B : E

4. Snow-balling Lo ;

o 5. Jumping . g . .

. * 6. Clinbing i« I

7. Swinging e

8. ~Tricycling,

9. Playing cowboys and Indians .

10.  Running 3 -
s i Bulld).ng 1.
? 12. - ‘Street hockey g . ' e
13. Skating 1 , »

145 Swimmdng {0
15.. Punch-balls

177 skating: . g
2. Hockey . - J
‘30 ‘Baseball . PR ;

: Rcmgh—-hcusing :
_“5leddin .
Swimming
Tumbling ] } . Lo
'Softball -~/ 5 g

‘Tobogganing,




A - 17 Do you have to be in at an

ki ‘ 129 -
5 - 12 years (cont'd) _/@ MOTHER FATHER DOCTOR .
11. snow-balling
12. Fishing . .
13. Bowling
14. Jumping ¥ /

15. Racing

16. Carpentry

17%  Bicycling

18, G

19. Climbing

20. Chopping wood

13 a7 years

1. skating. -
24 Hockey L "
3. 'Baseball .

4. Sledding
5. .Chopping’ wood
6. Swimning
7. ‘Tumbling,

8. Softball
-9, Darts.
10. " Tobogganing

‘11. ' snow-balling
12. - shooting’
13." Fishing.

{12, Bowling

|15, Jumping

16. Racing
17. carpentry
18. Bmyclmq :

19. 3
20. Climl:ing s
21, Dancing

W26 D you get pncke\: e

. . A
do you spend it an? . Ckde exact amount

What time? What happens if yo\.\ re late? What do

you think- of this?
Coding
‘0 1°:N6 setcurfew 3

1 Curfew without :
enforcenent. 1

2 “curfew, child disagrees

f£rom home? How much? _What

special tinfe at night?

* agrées

L

Curfew, child

Not known - *
, i




A - 18 What time .dO you go to bed? (Probe as for number 17)
. -Code as for number 17
A - 19 Are you allowed to jump or climb on the furniture
at home? Code as for number 17

A - 20 Do you think your parents are more or less strict

= - than most parents or about the same?
" Coding V L
0 Average IR~
— bt Less strict 11 Not known -
= . 2 Generally average, . - : B 2 ‘ g
»' " mdiriotions S ey T

R - A= 21 De .you help out azound the house '(shopping, washing-
e up, etc)? How'often? Ts this a regular thing . b

(e.g. e¥eryday, every weekend)? How do you feel about

A this? .
Coding T ® " :
0 Never done 4 Regularly and ¥
: daily
1 Occasicnally done
. Not known . .
. 2| & More ‘than énce per v
week, but not regularly. .
i
3 *  Regularly, less.than A
daily : |
Feelings: - ? !
Coding
0, - Likes chores 3 - Strongly dislikes -
, has to be coerced e
T Likes occasional i .
B . 3 chor , ¥ Not known . -
§ 2 DisliXes - tries gy
: to avoid -
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]
A - 22 Have you ever been in hospital? When? Why? For

! how long? Have you had’ to go to the doitox's office
or hospital outpatients? Have you ever had to go

to the Children's Rehabilitation Centre?

For each guestion code the exact,number of visits

OBTA‘IN DETAILED ACCOUNT OF REAS;ENS, TREATMENTS AND
FEELINGS ABOUT THESE. * :

A - 23 Apart from being in hospital have you ever been away

from home without your parents? Has either one of

them been away. for as long as one month? ) "
" coding -

0. ‘Nome . . 3 - Separation from

R . “ both, ;

A Separation from father ]

only 1 Not' known
- 2 - .Separation from mother -~
: only /

B. ATTITUDES '
Code. from remarks.in Section A.

B - 1 Criticism of Mother

Coding
=0 . None - 3 . Pour or more
2 remarks
1 One remark
- . 1 Not known
2 Two-three remarks -]
B = 2 Rejection of Mother
Coding .
° Néne % Definite,

Possible ¢ 2 (g Not known .




B - 3 Criticism of Father

Coding
0 None
1 One remark .
2 Two - three remarks
3 Four or more remarks
1 Not known '

B - 4 Rejection of Father s

Coding
i 0 ", - Nome 2
el _Possible v . /
2 ‘pefinitg . o
1 -Nog. known

B - 5 Criticism of school or-teachers. Code as for
number 3.. :

B-- 6 Rejection qf school or teachers. Code as for
number 4.

B - 7 Criticism of hospital or medical personnel. Code
as for number 3. =

B'-'8 Rejection of hospital or medical personmel. Code

as for number 4. -,




C. NEUROLOGICAL ASSESSMENT
SIGHT AND HEARING / .

C - 1 Observe for any abnormalities of 4yes (eg. squint)

Do your eyes ever pain?

{

ASK DETAILS FOR POSITIVE ANSWER.

! Have you ever had to see a doctor,
|

about your eyes?
|

Do yout eyes,ever go blurry? |

ASK DETAILS FOR POSITIVE ANSWER. \

Toding
0 No.difficulties
ik b . Physical abnormality noted
2 d complaint of eye|aifficulty (last
g twelve months) |
11 Not known
;

C -~ 2 Ask the child to read Snellen Chart from twenty feet
.

¢ with eyes alternately covered. &

N Coding

,} 0 : 20/10 (Snellen #11)\to 20/20 ‘(Snellen

; ) ) 8) ) L . o,

(; 1 20/25 (Snelle‘n #7) to 20/30 (Snellen
' #6) - :

20740 (Snellen #5) to 20/200 (Snellen)
#1) . . ;

4 Not known
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€ -3 Do you ever have difficulty hearing?
. ASK: DETAILS OF POSITIVE ANSWER. :
) Do your ears’ever pain?
. How often do you have earaches? L
5 What do you do? %
Coding ) °
o No difficultjes
o 1 2 Complaint of hearing difficulty tlast
. ’ ) 12 months) L
o . 2 .Complaint of pain - &
- 3 . d Complaints of jpain ,and hearing diffi-
3 . v  culty - . R \‘ L
M ¥} 6 Not known LT 4

C - 4 Examine chilé‘s ears for the presence of wax. Seat
the ‘child with his back to the interviever, begin
moving a watch towards each ear alternately until

the child is able to hear it. Record the distance in

inches. ° B

P 5 Left:

Right
cts Hove to a distance of 20-25 fest from the ‘ohild, face

“him and repeat the following word list in low but
audible tones, asking the child to repeat these.

'RESPONSE




Q. bnamanty @
No or less misxnterpreteﬂ %

More than “two: llu.s:\.nterprat!d

‘Not: knwn ‘ﬂ

wrice or BE

‘Ask’ the: chi thruw a ball

'Ask the peep Heough, & keyhcle.

use &’ funnel maﬂa f:om paper as a.

“ Agk the' éhild Lq stand: on-one leg, hen hop .

’ FOR \CO-ORDINATION)




C - 7' Ask the ch:.ld (:o touc.h hx.s riose with' the flnqer of

his left hand. Hold 5 mmuta%, eyes operni, then

closed. Then ask hin'to repeat with his Fight hand

(Note also for. CO-ORDINATION)

Ask him to pick up.coins with hid right hand then his
left (note also for CO-ORDINATIO!
Ask him to identify interviever's|right hand.
«Ask him to touch his left foot wi h his right hand.
_ Ask him to.touch interviewet's £idhe hand with his

left nand.

" RIGHI-LEPT DIFFERENTIATION.,

P

Coding’ - i
: a0 AR TS e Améﬁ.aﬁty 4 ;
e ;. Rights left conius'on i i

11 . Not known A

¢ -8 Ask the ciild to walk around a’chair. .
“u - ASk the.child to walk about 10 feet, heel to toe gait.

Code also from number §. (hopping .and kicking. the bean

‘bag):
CO-DRDINM‘ION" LOWBR Lives 5

w’iemr'. nomi umics" Vo s

PR e S “ Pubious abnomalxty

Defin)te

! NGt known . i
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.c-9 Ask the child to touch the tip of each finger rapidly
in succesSion with the thumb of the same hand.

Code also from number 7 (touching his nose and picking
up .coins) . . ’ H

CO-ORDINATION UPPER LIMBS

X
Code as for number 8 . % .
> N\
€= 10 Ask the child to'see how long he can keep his eyes
. " closed, protrude his tongue, open his mouth! Record b

u - time in seconds.

MOTOR: IMPERSISTENCE. -

Eyes A

Tongue - o Sl R - ® =ty

Mouth . |

.o -abnomal Lty o o a5

. Motox- u{argim{nce'

Not knurw_n ’ :

Ask the child to copy the shapes of a triaigle,

diamond, ‘L, cross ahd staf using matches. Code - -

accuracy . X ; : g P

" CONSTRUCTION ABILITIES S nh, =
e g

" 'All shapes comparable

7T istar only distorted S

iCross and. star-only distorted’

Three  or'more shapes distorted

~ Other, combination 'of two distorted

‘_llol:.knovn Py




c-12

;- Coding’

11

Ask the child to draw a picture. If {)fed "of

what" answer "anything you wish". ’

¥ote hand .used.

Engage in activities such as moving, closing a drawer
to gain estinate of distractibility.

Ask about thl picture in general terms.

Assess speech and language, descriptive ability, grammer ,
and articulation. Loe

Ask the child to draw a man.

_. bstRacrrBIiry N :
" i r P
\!: .None ¢ 4
Dubious ; 5 et
35 "oefmite TN B2 Dol B
Not known g S

13

Coding
N
2
‘in

14

Ask the cHild ’to name objects at whi.l:h the mtervxev&r

points.

Nominal dysphasia - I

Not present «

Dubious . .’ K ~

Definite

Na: known

b!k the child to fimi ob ectB named by’ the interviever

(uee nnme! ha has used ‘in nlll‘l\bax 13) N

Recept:ive dylphusiu oS SEL i - e

“Codw - nl !or n\mhet 13
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: -

C-15 ask the child to fold a sheet of paper and place it

/ g in an envelope, then describe how it would be mailed.

. Apraxias of Ideational, Ideamotor or Motor type

Code as for number 13

P C- 16 Then ask the child to identify letters.traced on the

palms of each hand.

\ © " conditions ‘eyes opened 3

Conditions eyes closed

Graphesthesia i %

5

Letters’ - 4 - Résponse . 7
: 2 g a Liw

: L o

Coding o

Z:+ . Not presdent

Sty 1,0 L Dubious
20 L . efinite
! 11 4 Not known :
=g Speech ‘and Language ' o

! Use all-relevant. information to assess speech or

. - .. . language abrormality.

. iCode .as: for number 13 E -

Dr. PSYCNIATRIC ACCOUNT 7 .
- I would ‘riow 11Ke to ask & fewnore guestions.
% qet»be;sed at school? d 4
way- fiom.school7

at. is it usually ahout’-’ 1T B G-

“bo"you -get. ea!ed more than sther children?




D - 1 (continued)’ s
. How do you feel about it? . . ”
Coding /

) /
0 No

: 3 Less than average .
2 ? Average w L
3 - More than average
s 7 Y 1 . Not' known

D - 2 Do you ever get bullied/picked on?

B = More than other children? ./

. coding .

i 3 .. Less than average

Average, .. 1Y T

LY Mgre than ‘a,\‘/er"aée, -
Al S Not khowm' - i

D -3 Do you ever get into troublp for hitting othef children
ox'picking on them? # ; :

More trcuble than other chxldren?

why?

~ o -/code as foz nu:nhez 2
T . D- 4 “Most boys have chines o they feel pretty lonely Do
‘you ever. feel ‘that way?’ <

‘How often? 2

‘Are there any patticular tines you feel lonely?

Can’ you® remember‘the iast t_\.ma?

What do vou éo when won. feel lbnely?




. Coding: 4 e
(U i None ? E . o el 2
1 L Minor . (mischief) ]
2% me definite antisocial activities
R Mich definite ‘antisocial. activity”, §
1Y ; Not known'*

D - 4 (continued)

Coding .
o Never felt )
1 Rarely
2 often
11 Not known ‘-

D - 5. What kinds of things make you angry or upset?

_'DISCUSS ALL AREAS MENTIONED. P

D'- 6  Most people get'into troubleat times what surts of .

thxngs do’ you qet :.nto trouble for? . . M

How 46 yoii! feel, Abdut: this? et 3

Have there i things you céuld tave gctten n-mo 2

trouble for?

D -7 Do you know what ‘a worry 1s7 (defing if’ necessury) .
Everycne vorr fes about some “things. L

What do- yoi woyry about?".. an B
" Do ‘you.ever worry so° much you can't think abogt uhac-.

- you 're supposed fo be. r]oinq?




Coding | 5 ! ¥ "
0 None
1. Dubious *
2 : pefinite
1 Not known

D <8 Do you ever worry about your health?

Have you ever felt you might be physically sick?

What did you think was the matter? s

i "~ Do you have any other worries about your health?

¥ woRD APPROPRIATELY. FOR' CHILDREN. WITH CHRONIC - PHYSICAL

DIPFICUL’L‘IBS .
Noms sRACT RESPDIISES CAREPULLY! AND " PHOBE cn}u USLY N

e By " ORDER TG “ASCERTAIN DENIAL OF -ILLNESS, REALXSTIC\WORRIEs,
* GENERALIZATION: oF HEALTH WORRIES, ETC.. .

HEALTH WORRIES

coding . . " el
0 None : !
1 i Realistic worries &
2 : benial Of condition o ) 4
’ 3 : Unrealistic worries y 3
= 4. .57 cenerdlization of worries 5 ¢ '
SRRt Ry Not ‘Known v . . RN
'HYPQCHONDRIASIS ) . L

‘Coding Py

0 i ) “:'Not.present :

1 0 . /i Dubioud

Definite

Not. known




143

D - 9 .Do you ever find that you get nervous all over or

¢ really scared for no particular reason? ‘
When?

v . What does that feel like?

Does anything in particular make you feel that way?

, Coding i & - i
¥ o NQ?E i
3 nious
2 i s :31—51“-:1@} specitic anxiety A
, 3 Nonisituation specific panic attacks . A
1 ks Not known. | S k

D.- 10 Are-there some things'that make you frightened or

scared? -, 2

PROBE USING EXAMPLES

Going toschool ’ 2
' ’ Dressing when people around, changing Eoz‘qyn
' School exams by

i . . Being in crowds . -

* Meeting new people
Being alone in the house
Being alone in the dark
SE 5 Dogs ¥ 5
. . Other.animals

Insects X g . . g ki

-Thunder-and lightning  ° - % . '

o Hospitals

Nurses and doctors




Coding s
— A o None
% Dubious
2 Situation specific anxiety
3 Situation specific panic attacks
4 Avoidance of object or situation -
11 . Not known ¥
D - 11 Do you sometimes feel unhappy and miserable? g
e n 2% . 4
4 How doés that feel? X .
Ty . Do yOu ever want to cry? Do you? | | 5 .
‘ " 7 Do’you ever . feelso'badly you want “to get away Eroi "t
! everything 4}3: an avay? ; % ; :
¢ " Vhat things ma& you feél like that? - 4
Wow e Vhen ‘was the last time .you felt like that?
2 How often do you feel that way? ’ :
: Coding L
! [ 3§ None P
i . 3. - Dubious -~
2" . Marked or often
! 11 ' . Not known g 5
D - 12" Do you ever feel like you'don't matter very much, ‘that
. you're. ot -as important as other.people?
Coding :
'y ' 0. : None g i
1 slignt
I “Detinite

Not known




- » N i
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S . D - 13 Do you ever feel like you'd rather be somewhere else
than' where you are at the time?
Where? (\
< . Would yof'rather be “anywhere else?
[ . Did you ever want to stop living? }
What did you do? SR
- Coding . y i
0 . g l/!c/suftcidal thoughts . R ;
) Suicidal thoughts Gnly * . H
X Thoughts of suicidal natliods j
: o X “istiva stap, bub ne attenpt ) f
) 4 " Suicidal attempt
1 ¢, Not known® ’ H

D - 14 Do you ever get a tune in your head that you can't
stop? Or gét silly thoughts or words in your mind

b FEHAE WSHIE G WHaGERAIE Tha B67

Coding ,
0 ¥ o obsessional ruminations
1 - . Dubious .
2 _ . Definite P
E e
11 Not known

D - IS Do-you ever find yourself doing.silly things, like
touching every door.you pass, washing your hands over

! and over? ' <

x [ ‘No obsessional rituals

b . Dubious obsessional rituals




% % 3
us T
b- 15 - - 5
coding (continued) .
2 Definite obsessional rituals °
1 Not known .

D - 16 Sometimes people feel like other people are looking at
them and talking about them, or laughing at them. Do

you ever’ feel like that? ! . : :

n

" can you, remember the last time?

Were they really doing this?

Coding A 3
; ] ¥ idess of referamce” ) 5
EAY) . 1 & Dbious C 2
i -2 pefinite ideas of . réfexénce recognized i
a8 sifotnded £
3 pelusional Ideas of reference
i : i - : ot Jenown ) : | }

D~ 17 How do you get on with your brothers and sisters?

. \
wWhat are they ﬁﬂm 5
»,

E : How often. do you squabble?

2 ‘What about?

What happens? . ¥ ¢
b

0 No difficulty
LR 1 a8 s Dubicus

2 Yons Definite - :

°3 A No siblings

= A Not known

oo = 4
PP M e e e o




. 47 : .

18 How do you get "along with your teachers? _ (ExploTer

Coding 9
0 : No difficulty
1 “  puwious*
2 ¥ Definite
11 Not known

D - 19 "How do,you feel you're ‘doing in'school?
coding

04" g s Better than average .
B s .
2 Below average
e 2w Failing -~ .
11 . Not known 4

D -.20 How doyou find the work comparéd to the others in

your class?

Coding "
o . A
o Easier B
1 Sane E
2 2 More @ifficult
.11 Not known
6. E . ~
~BL OF. CHILD AT »
2,
Coding
) Nome Yo =
3 ‘1 } = Dubidus or mininal
» g .
2 Definite

Not known




MooD B

Apprehension on entering “the in‘terviev}
Anxiety, tension or panic h
Depression or unhappiness

A - Tearfulness i

. Abpérnaity 13 ttie emotionst reationse -

Sucidal ideas expressed

B Abnormal elevation ‘of mood . R §

g E Depersonalization;or derealization

‘conversfon' hysterical symptoms (NOT histrionic
behaviour) - ~ . O 2 S,
"“Preoccupatian with anxiety topics . 3
* other . . \ T4 ’ Ty

MOTOR

- 3 El B 3
¥ Underactivity, little spontaneous movement

5 s

Gross overactivity ; g .
Pidgotiness, restlessness, or squirniness o -
Tios

Other mannerisms or abnormal movement. ” -

b "+ Abnormalities of co-ordipation’

SPEECH-

Stammer or stutter

- Disorder of articulation '

Disorder of comprehensmn or production of language

Electlve mutl.sm - 3 .




IEX.ATIONSI!&P .

o Auf_&n. w:LthdxaHal aluoinass. or.'detachment to &

- ’'markéd degree ie et

. Markedly shy.or mlulntea

. P 1.

g TR e No. smiling © /oo e

4 Dlsinhibh:ed i over-frxandly

i - G Hcmtxlxty A : .
‘l’ewex than “Foir spontaneuus remuzks

Cother a normulity e ‘_ i .

Attention span_ shorbo pezsumme Tow. (nneds

prunpdng ana zaninding to wmplate ta!ks) A

G Rbnnmuy dhtxacﬂbke (vaszted by uaual nt/slightly

'ummm stimuli from tasks) -

psvcnxmxc nIsonm a8 i'_ SELE S
coding : 4




Behaviour and Emotion Symptoms:

PSYCHIATRIC DIAGNOSIS: .
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APPENDIX B
PARENTAL INTERVIEW
Interviaw times will be arranged priof to interviewer's

arrival in the commnity and parents notified by telephone

when interviewer has arrived (as appointment confirmation).

' Introduction includes:

1. Hy name i8 ..... .. . ¢ ; :
2..2s you know I'am Btudying difficulties and problems

an:ountezed by children’ who have bleeding’ dxsotﬂex—s.

i31 be including all’ chndxen in. the pzovxnm 2
vho ave bleeding, disorders, 5. vell as'a grodp of -

~cm1dnn with ou.gx physical problems, -nd a qraup e

% thhout physical difficultxe g ; e

3. Itmay be-possible to. identify £actars vhxch help -

'cluldren cope with phyllcal prpblems - in patticula =

bleed:.nq duo:dnl. and to i dennf'y some £hings .

urucn ‘are spccial problems for: these chuann“

1 agprec),lte youz go-operation\’ Idth this -and will.

eep all that you aay confxﬂam:ul. g




A. CHILD'S HEALTH (PRESENT)

First of all, I would like. to ask about .

health,
¢ . T G.p.'s

. ) A -1 Hds ...... had to sée the doctor (apart fr& at

. i R Cw ) a hospital) dunng the past year?
ok 0 - No
1 - Once. .~ ] 2
: ; . . 2.~ More than once, less' than orice per month

3.~ Average: of once, per mom—.h

e

5= Average. 'of oncé .oz more, per week

19.% Not known o .’msura

Vi E
£ Code 0 omit. # 2-8 xnclusive. v
If ‘Code 19 omit # 2.

If Code other than 5-&-19 6mit # 3- 5 anlusive

‘N'<'2 When d:.d these: v).sxts take placa?

o ©" A <3 How'many times has .- had £o.seé the doctor. :

in-fne last week? :

- Hore than dnce per month “less. than once pez




f Note exact n\m\be:'

Note exact number-

Was this an average week, or are visits usually,
more or less frequent?

0 - Visits less frequent

1 *average

/
2 - visits more frequent

19 - .Not known

If Code 1 omit  #5
How: frequent are visits in an average week? |

or 3. g >

Code' as ;

dents (not ralated t6 chronic physxcal

i .handu:ay) e

e,
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A - 7 What treatment was given ‘at these visits?
0 - None
1 - orders- for regime ‘at home (e.g. rest, dieting)’

i 2 - Pills or medicine for medical reasons

3 - Pills or medicine for psychiatric reasons

-

- Tests

w

= Treatment for chronic physical handicap
H (e.g. cryoprecipitate)

" - € - Referred to fospital 0.P. or consultant

.8, Surgery" Wi

18 -_other

ot known

NN R cantmua quutianan untu codinq accurate.»

Note- _exact responses:.

A 'B what were. the names of the_doctors?

; v §
=4 : HOSPITAL OUTPATIENTS - 2 L
‘A -9 has

< visited hospn.u emergency. ox ou:pnnnu

dur!.ng the past yel:?

l'. - Once

s 2 ~:More than once; 1éss, chan orice per n

I

it s “3—yeug.o:mcepermnth-" SRt b

v 7 < ndnitted to nospxc,-u et g RN




A - 9 (continued)

. 19 - Not known . U . i

If Code 0 omit #10-16 inclusive

If Code 19 omit #10

If Code other than 5 & 19 omit #11-13.

>

- 10 When did these visits take place?

- 11 How many times has ..... visited hospital emergency

»

or outpatients' during the last week?

Code as/for #3

Note exact number:

A=z was this an average weex or are visits more or.

1eu frequent a1y, - 5 %

il codeas.for #4 ; = Wy o Waar

If Code 1 omit 13

How E:equent are hosp;tal vi‘its in an average week?

¢ cer as’ for 130

nocaexac:numbaz A T N e WL

R - 14 ‘What ‘were (:he _reasons_ for these vi:its?

0'= Regular check—ups E

- childhood diseases 5

1
y’ . - Accideﬂts
3

phychal handicap

Accident related to chronLc physical hlndxcap

G R e Other’ treamnt related.to ehzonic*phynau

¥ : . 7 Hanadeap
,Oth\qr




k “'Note exact responses:

A - 14 (continued)
19 - Not known
Continue questioning until coding accurate
Note exact responses:
A - 15 What treatment was given at these visits?
0 - None
1 - Orders for regime at home 5
2 - Pills or medicine for medical reasons
3.2 Pills or medicine for psychiatrie reéasons,

4 - Tests

S5 Treatment for ¢hronid physmal handicap’

Refetred to hospxtal 0:P. or cunsultant

5 7. - Admitted to-hospital . .7

- Surgery.

18 - 0fer <t N B

is-nécxnown g i

A '."15 o wh:.ch hospn:au were these visits made?,.

i S

SPECIAL chIcs

_REPEAT ALL HOSPITAL' OUTPATIENT QUESTIONE: PHRASING

ERSY)

|APPROPRIATELY &

"A—17:\=A-24 e S g i

CDNSULTANT vIsI’rs

Pphrasing




i
¥
TE

] “What were the raasons for these admssions?

HOSPITAL INPATIENT
A - 33 Has ..... been admitted to hospital ‘during the
past year? )

Code as for 41

o !
If Code 0 omit #34-40 inclusive a
I£ Code 19 omit #34
If Coden1 - 2 omit #35:37 inclusive

A - 34 When dxd these admissions take place?

A -’35 How man'y times haq o been admitted to haspxtal

durmq the idst month?

coge as’ for- 31 o

Note Lex ct Humbe

'A\‘ 36 'Was'this an’ average month or .are adm]_ss).nns usuauy
Die’or less freqignt? ! & "

.0 cose'ns for #4. T g i 1y ey

“L dfckode Lionit 437, N T R .
A-.37" How fzequent are hospital admissions in an averade
n\onth? i [
Code a5 for 43

Nor.e exatt nimbef: e e
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What creau!en: was given during these admissions?

I . Code as for #7.

A -39

Continue questioning until coding accurate.
Note exact responses:

A - 40 1In which hospitals did these admissions take

place? i
. ' . 8 ®
- RESIDENTIAL TREATMENT CENTRES 2 |
» Repeat all HOSPI?‘AL INP}{TIENT questions, phrasing
i ‘appropriately. ~. 3

i A - 41 to A - 48.

1 TOTAL gl T
;’ g A7 49 Have there been a;\y- illnesses or physical problems
N \‘\ e not treated during the past year?
‘ : 0 £ .None

1 - Childhood disease 7 i
. 3< Accident
. 3 - Episode of ‘chronic physical illness
18 - Other g

19 - Not khown - ’

Note exact respons

A - 50 How many times has this happened?

j opte i e 0 - once

s e ey g tines 3
. 2~ 5-10 times

2 "3 - Mére than 10 times

. e .19~ Not knoum

“Note -exact response:




CHILD'S HEALTH (PAST)

159

(OSPITAL INPATIENT &

B -1

B2
By §

Prior to this year, has ..... ‘been admitted to
hospital?
0 - No

1 - Once

2 - 2-5 times
3 - 5-10 times
4 - More than 10. times . EEA
197 - Not Known )

If Codé 0. omit §7-8 inclusive

Note éxact number: !

. Was this year about thé same as previousyears for

‘the number of {\o)spitu admissions?
Uk - Yes : 3
1 + No

19 - Not known
If Code 0 omit $3-6 inclusive.

In which year was the nimber .of admissions highest?
How many times was ..... ddmitted to hogpital that
year? . I :

0 - 15 times

11 - .5-10 times i i ’ <

2 - More than" 10 times

3= Node
X \

19 = Not known

Note ‘exact number:




. 160 -
c 3
B - 5 In which year was the number of admissions lowest?
‘. B - 6 How many times was ..... admitted to hospital that
H et - .

year?
Code as for 4.

Note exact number:

Where did admissions prior to this year take place?
What were the reasons for these admissipns?

Code as for, #a-6. Continue questioning until coding
accuvx'ate.‘ ‘

Note exact number:

SBECIAL CLINICS |

peat -all Hofspi'tal: Ingatlsnt questions,. phrasinq

propriately. . : ey .

B.-'9 to B - 16.

CONSULTANT VISITS B ¢
Repeat all Hospital Ingauent questions, phrasing’
o ] appropriately. )
& : B - 17 to B - 24. 5 3

E
RESIDENTIAL ‘TREATMENT' CENTRES

B~ 25 to B:= 32. . .
o v o / 5 . . 2 Y
a0 B 233 jihat are the names’of the doctors who have treated

- " i... before this vear? ? o Bagee

= /
7 B =-.34 J-lave there been any/any othet physxca1 x;lnesses

or physical 'px:oblems present .for more than one

ysar - éc\any time?
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" What? . -
' 0 - None ~ . s
: 1 - Kidney or Genito-urinary tract disorder
2 - Metabolic or endocrine aisorder
3 - circulatory systen‘: disorder (éxcludxng bleeding)
: 4 - CNs aisorder above'the brain stem (exclude
.epileply) i : 1
5 - Epilepsy i
¥ 6 - CNS disorder at brainstem or below ST
o 7= ’phanyxkeconnna - N
8 — Below 3rd pezcentne‘xn height 4
9 - Rbove 97th. pezcentue in weight
B s g 100 Neoplalm
i g 11 - Leukaemia
¢ 12 - Asthma
FAUE ) 13 - Ulcerative colitis
J . 14 = Disorder of sense organs (exclude squint)
2 5. 283 Bleediny a{somez s :
18 - other 4
19 - Not Xnown ° . :
1f Cpde 0 omit #35-39 inclusive. TEL \

0

X
2
3

Note ‘exact respons

When aid you know that ..... had this cond'isvion?

'1-5th year

"At birth ) o e

During £irst year

6-12th 'year




4 - 13-17th year

19 - Not known g

. Note exact age:

B - 36 When did .. first have creatment for this?-

0 - Immediately after diagnosis
“ 1 - During first year after diagrosis
2 - 1-5 years after diagnosis
3 - 5-10 years .after diadnosis R

o - ;
- .. 4 -'More than 10 years after diagnosis

5 = Never, i i STt s

. 19"~ Not known'

B -'37. What.treatment has .

-/, Code as for “¥A-7. : i

‘= ‘Continte.questioning until coding accurate.

Note exact respcnses. e

B,- 38 How far frem your, home is Ehe closest»pluce ‘where

.. treatment is available? Yo ® -

. .0 - In same community . -

. "1’y Outside community, within 1 hour’dri
, " -aistance 3 P i X

S T J:mrney of 1-24 ho\xrs necessary

han 24 hours necaszary
»

= Journey of greater,

® 19 - Not known A AT

X ‘Note ‘exact response: . S




2-5 years *

= 5-10 years .

‘More th;f 10 ‘years.
o

¥

- Always

of fproblems - with

‘ohildren? '’

\+’About: the same, oFf
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Y 2 L e . N

What are these diffidulties? = = ', TR

i A L e S AER “

=4 Doeu he have any other dlfﬂcultln? (Repeat until

P i ® paxentanmrsm) P M Qs




: -9 gcdnc_inhéc_li T Tl Sl

! 5 < Dockor T - e, : 1

. 3 "’ ke m:\:‘ known . O
Note exact xespensu. B e | -

'1o Is.

ki attend:.nq any uaa‘%ment fur ‘these.

prohlems 2

q JYes %

| iy »‘ "1 . No




‘¢ - 13 (cantinued) - ° P . e
.18 - other .| P
19,

Ot known -

- . Note exact response:

14, Obtain @ detailed account of each of the behavicural

3 oz emot].onal dxfficultus noted in numbers 3 & 4. 7

Pactots lnenessaxy ‘afe;.

Would you '’

). ¢ of “the e chaviouralitems

esdﬁk}e e'xacuy wl‘.at

. does when he is showing '

these ﬂiificulties?

sev’eritx

" the sa.ma? ncss 19

cz ;5 Bas this been' ge ting bettés or woise. Sn the p: st




SYSTEMAT!C QUESTIONDIG
RECENT BEHAVIOUR & EMOTIONAL. STATE s
REACTIONS ‘10 HOSPITALIZATION

oait ‘questions covered by answers in Section C:

Omit” ltltxod qm:tionl if mo nedioll ccntictt not:ed.

«

“D=1" Does heeverhave severe: hesdaghes?

I wn}.d like to ask’ -bour. !olﬂe (ot_l!er) hzllt.h Ind behuvioural =

p!oblsm’ often shown by clﬁldxen.

D. somﬂc SYMPTOMS -

Is he ever - gick vith tham? ;

i Do'they’ -ctect his: sight? .

0= Not ienant;

p B Duhw\ll or ninimll

‘Present. - i L SHL et B T

Xs-lotknovn

Nor.e exact respanses‘

Does he :vat “have stmch aches? -

/‘Does he vomit uhen he has . then? *




. D - 2,(continued)
5 2

B 0 = Not present

« 1= pubious or minimal 2 ot 4
2 - °2 - Present 3 0 [
‘}19-‘uoeknwn v K5 Y
Sl * Bas he ever had mem during or. nfee: hospltalxzatxan?
" code ai. tor o1

3% Ddes avar wat ‘his bad? ‘

v)u tie ‘ever, deye

Hm-c was: the  Longest” periud ha s dry7 s

wha: about. yhen he Has auay frum ‘home?
Code ‘as £or #1:

* Did this ever happen dum.g of lfter huspitalxzatlon?
 Code as for #1.°
" D2 % Does he ever wet his ‘clothes?

“Was he ever dry?

What was the lonqest penod “he was dry?
" What about when he wis away from home?




b-.7 (cont.i.nued) .

&

Has e’ cier Clamin 4

“What- was ‘the ‘longest pgr:.od he was c1ean° k

What about when ‘e wds away' £rom Rome? .+ . . k

code” a8 for #1.¢ S

Does he evargyaar feces (bowel movement) ‘on

hinself or other thinqs? g
]

Does he;: have any other dxiﬁculties thh voiding cr

‘his’ bcwels? speclfy :




D - 12 (continued) 7

* Has any of the above évey happened during ox atter
hospitalizagiont ©, - . B

D - 13 Does he: evér bang his head repeatedly? T .

4 IE necessary, explain. Y #

tml g?-

‘whac happens? i
s Does He.ever “faint or have fxta?

Severity

' Frequency
Date of omset
Precipitants
Ameliorating’ factoxs
Course’ in. last.year/

E SPEBCH SYMFTOMS

Not pzexent

Dubious Jor. minimal




23 o ] (continueﬂ) - : i
e 7
Does he have dieeioulty with pxonunclaticn?

¥ Note exact ze&ponse'

Factors: Severity’
Frequency”
Date."of onset
Precipitants
Anel iorating’fagtors -

~‘Course in last yea




HEBIT DISORDERS.

P - 3 (coptinued)
How easily is he distracted from what he is doing?
SF -4 Is.....clumsy? %
: F -5 Does .:iui. have any mannerisms or tics? Y
5 Does he twitch his' face or shoulders? o
‘g + Does’ he bunk excéssively?
g, ]
B -6 Does «.ivi. make,any. other, repetitwe riovenents?
¥ (e flspping hands?) 5 X
| Factors: Severity e !
Fréquency o :
“ B . Daté of onset: 3 i
g e B Precipitants - RO

" Ameliorating factors
Course'in last yeat.

Code all questions as for- 1

&=

;Does: . . ¥

«i suck his thunb?,

15

Does he suek anyth).ng else?

(péncilsi-clothing, -

et ?)

» What does he suck'l

¢Is this at’ aight Dnly7 5

Not; ‘present

) Dubxou! or mnimal

Tz ersenz

Not kmwn
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i \
- 2(continued) -
Does he bite anything else? :
Wwhat? )
Factors: Severity
¥ Frequency
Date of onset
L _Precipitants
) g ; Ameliorating factors
3 .y Course in.last year

"0 Ehough friends

1< fomié Ertenas; i6E as ..many as. most éhildren

2 - No friends"

‘19 = Not known 8 - ;

‘s friends his own age? o 5.4 o s
boes he prefer older of yuunqer chudrem o e

0 Friends same age !

‘1 = Priends: younger.

2 = Friends nlder

0, P:eference dxfference from actual age aE friends

18-~ Othex - J i e o 2

19 o No: knuwn

=3 Dok




% - 3 (continuea)

0 - tas sgrool friends home regularly : %
. 1 = Sees ‘school friends oytside regularly, st hod
: vaécgsianauy ) & . . £ ) e
2 - sees school Eﬂends‘_out‘side only regularly ’
S 53 sees’ sohool: -friendsioutside’ occastonally
4 —:Never, sees .school friends citside dué o

:ustam:e g Sl @l

Never sees ol friends outside (other reason).,

197 Nk koW

. see his schiosl: Exiends

2 i " How-heny bises 'Qid: .

outsidé ‘school’ last wedk? . % *

H'Z 4 Does;....{ have friends nther ‘than schoolj friends?
W .+ 0" = Enough Y, f

1 = some, not as'many .as most children: : ‘

- None .

e T e e Xnown’

B~ 5. ave. thebe. ftiends his own age, older or younger?:

Friends: same age .

1= - Friends 'youngsr 5 L]

6 How. often duus PR see these: frier du

“How oftan £ week?:




: o s 3

PEER CONTACTS (PAST WEEK) - =
. i -Not

« > | Nome Ome: - 25 slo 104
2 . Home  £riends "o 1€ 2 3 4
School Friends o 1 2 3 4
Seecial friend LIRTONE (ot SR 4
@ tiome! ;1 11 ¢

Spuc‘iall' ifriend

L "{b) . scHool

7 .noes_.

. eniared? oA 3 '

Boys, “gints’ or. both?

0.~ Grow - - ‘Sane sex ..

La- l;x-uup - mixed




oX 3 176 =
K] (can:inuga') e =

Contact ‘with, friends inxt)uhud at own home'{ s
R t-with )ﬂggd. initi )
2 - contact with friends initiated elsewlere.

ted it theit homes

419 = ¥ot known

Have you! ever told him this?
Paxenhl septt al of m/ qu




- cextlin ch&ldren?

DI he obey?
[ M pn’ental estrictions. oic-fifends with.
Xompliance

perefigida

g ) Does he prefe! to o thmqs on his mm’?
Is he ever 1onely2 v s

“Fu ie’s Saader oria -follower Vith geher childrem? -

oot what? -

I’i “he” tal d more than other ehllarerﬂ o

Dcal he get. bulv

\More than:other, chua(en? ¢ \ S

noe; ‘he buuy or: pickkn othlx chna_ mat




? ' 'H'- 13 (continued) i
"0 - Nomal rélationship with other children ) )

& 1 - Brefers silitary activity » ‘ :
Z N 2 -_sonetimes Tosiady © A . Vo e

: 3 "~33- Often lonely ¢ ‘ %: ;

: - Ry . . 4 - ExXtessive teasing .~ 9 - ]
. “5 - Bullied, excessively ° ’ i )
' £ "0 6 - Bullies excessively . X . :

A R T 18- othes | f L

. Nat known

ot h LA Excessive sGaabbling with siblings -

2- sxcesswe physmal“fuhes with sxblxngs

3= Dijiinished squabblxng thmnbunqs
St

: W ey Is-m:he;w. ;

19~ Not known i

IS.

2 - Excessive \Jsalcusy of alblxngs

19 - Not rknown




PARENTS

H =16
1

* Did he ever behave differently. towards you during.

How does ..

get along with you? (mother)'

0. - Relationship'with mother satisfactory

1 - Relatiomsitip ‘with motheér slightly unsatisfactory

2~ Relatignship with mothér pnsatisfactory

19 - Not known

or after hospitalization? 2 <.

clinging?

1 Clinginq : B

b

2. C:ymg at uparatxnn

"

"‘erying when you lege? -

mandi mo:e df yollr J‘.im when hn cm'homa?

Earenue

3z More. rlmundxng pose hospxtllixi{ixon :

16 - other ., .
19"~ Not Imovm l‘ I
ow does ... qet ilonq vith your husbahd? .
0~ Enlltinnshxp satlufac(nry
LE 8BS Rahtl.onshlp sugm::l.y lmsatuflctoty
2 - Relationship unsatisfactory .
9.~ Not known L E I

Did he ever behave differently towards your

“husband dur'ing-or after hospitalization?




2 G H 217 (continued) ‘\

2l . or y : %

Apprehension? » - 4. . .

Panic or screaming when father ‘approached?

Crjiiig vhen father appioached? . =

e B hAR 0 - No gifference’ .
’ 1'- Clinging O & g

s thins at separation.

¢ . 3" More! deman&inq post=h

‘,u-Nof.known" s R0 T ”\

How does he lbml thiu?

Q - Affectionate:
f Somewhat -affectionite . i

19 ~Not known

T
'

~

"< 'No.joint activities

19 - Not known g T ¥

'2 - Not affectionate ) e %

I8 lffechxonate tauazdl you And your hnshand?'




1.31 W

¢
H - 20 Does ..... help'around the house? -

/ - \\ Much. help in house

" & g 1 - Some‘help in house 0 : Y

2 - No help in house .

19 -~ . Not knawn =

H - 21 Does :

i. get pocket money? 1>

How much? ", ‘ - ' o

Doés he.earn roney doing odd jobs?

Is this adegudte?

) . ‘HowMogs. he” spend ms Jnc\ney? 2

cade exact amgunt .

o
" Doess - he eomply? vie

.-havé a set beu'ti.me?

‘Dges: ..

2 g : . 25
/ -, . What-time? .- . r 3

Does ‘he m:m\ply with th)s? 2

N DD you know” where he goes. when he is out

“what &6 you think of these places?

Do’you : discuss where ‘he

o and what you th :hi\nk of

7 these places ‘with ‘nime ¥ oy

“Hoy’does he'. respond?




r H - 22 (continued)
! With whom? i 4 = ‘.
0 - rarental restrictions with disagreement b
. . 1 - rarental restrictions without disagxeement
¥ it v pmnul rsatrlctlnn : "
19 - Not known  ° ! f i
o . H - 23 Are there some games and activities in which' ¢yo\| do”

Lo partxcxpate?

- How de you decide?

5 ; Does he R * i i
“Do- you' discus msé.wuh him?, " ’

How “does m resgond?

montn? - s i

With whom?
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1 . i v'
WE s 1 - & - ] j
NERE N SE I e
! ) - N A
. ACTIVITY LIST - , . &, B
L Under 5 years - CHILD - MOTHER FATHER DGCTOR |

1. sledding ‘

2., Tunbling:

3 . 4. Snow balling
i

¢ 5.. JuMping -

‘ 6.\ Glimbing

7 'swinqim;

Tricycling

9. Playing”
.10:“Running.

. 11.7.Building

13, sKating.

© 14, Swinning

15. é‘unch-baus

© 5.-12 years
. 5

3.+ Tobdgganing

12, Streét hockey 17

£

Kating

Hockey

i3, Baseball

sléd’di ng

6, Swimiing .

Tumbling

4, “Rough-housing




. ) . s
5.- 12 years® (continued) CHILD MOTHER

8, Softball . .t
5. parts™

0. Tehi;qganinq .

11, show-balling

12. ‘Pishing

13. Bowling

Jumping' .

Racing’ .

Carpentry: ;
.Bicycling

B S
<Climbing "<
Chopping. wood

13 7_years
!}katinq.

CHockey . |
Baseball .
-.Sledding s
Chopping wood L
Swimming o
5 ,m},ung_ ;
Softball
‘Darts

Tobogganins.

Snow-balling

SHooting  .* -




¥ ;. Vs . )
185 .
4 * - A\
. | T . ) , ER
N L S P& i yeai‘s (continued), CHILD MOTHER FATHER DI
" = T -
L ‘13, Fishing v - . . A
. :
(14 mouling. . ¥
15. Jumpinq T . - [
1. Racing -
w !
» 17 Carpeptry "
18 Bicyeling 2
19. Ce
: 20. B %
p ERNCA T Damins‘;\ ' N "

T 24,5 hre ‘there some ac:mnes in which He decidgs ‘for |

s ‘imselé ‘mot.to I:ake part?

hich onl s’ %

| 4%
- Coul he do these if he wished?:

oes he evér take, pate in acmvmes which you think

48 dangeroqw

HintohPoten? '
fihat - happens vyhen he does these thlngs?

"t do you doz

Yow does e res\\:ond? s
f:e there any ar\quments a.bom—.\msa g ot

Héw often- have" there been ‘arguments’ in r.he pase
hontne ©

ith whom? .




I : . 0 .
! ‘ .
. .
E -~ % . o
186 r -
o » N 5
. . \ .
H - 24 (continued) N
.- 0 - Ackivity ncrmal . 4 o5
-, oy
= L. Restncts own act).vl.ty to reasonable limits . T

N . 2 —ORES§1C§;? own activitygxcessively . L. P
: . Takes part in dangermvity without

- : anguments from parents

4 - Takes part\in dangerous actxvu;y with parental

*adgunent . ¥

Not known. -

(vse st gronii=23) / e

R LU0 4250 Have doctors ot nurs & sver suggest\ajr/m“i:xng ;

. s

| activities?

Which' activ

: ! ;
Have you done this?

Medical personnel spggest limitation, parents | K i

_ carried out

. 2 - ’'Medical personnél suggest .limitation.\;parents P

.y 'have not carried out

o 19 =*Not knowy) o .

Have: phyncians snggested restricting any of the

fplgowxng activities?  (Use list ‘from H-23)

‘Mow do'you know or determine when ..... is having

an episode of chronic physical illness?
0 -'Child tells parent/before signs visible

1 - ‘cifla tells parent: when signs visible -

. 2 - Pparent motices signs. . . =




- ¥ ’ Y .
| . g ) 3 . ES
. g
[ -
" q 1 ” %5
. . 187 .
. . H - 26 (continued) . @ ¥ . ' g
v 1 -
@ . 3 - parent lcnezls routinely after certain activities
4 - Parent checks at regular intervals o
18"~ otheér’ e g

19 - Not knowp ' .

H - 27 Who reprimands .. when this is necessary?

A A
: How is he punighed? .
1 - Mother primary disciplinarian ' ; '
7 . 7'~ Father primary disciplinarian ) 2
Ly LY Y nctbai;ipl;ne' : ) b
i £+19,% ot known Ty 0 §
i " i+ 28 ‘Most' parents are. irritable at tinds. .00 youever ' o\ {
: ' get irritable with'i....: ? (mother) ’
% ,  When was the last tine? s " i
What vere the reasons for this? .
£t How often does this happen? s ‘
5 ' Do you ever lose control?
: Do you yell? : ( :
: o How do you feei’ at'these times?, ) . E
. " How long.'does this last? o )
Does this ever, becone ‘more than is neces:aiy? ' (
How meny £ines 1 the ‘Lask month havs yoi (o) ehoutedz ¢ <
(b) lost control? ' ! .,
3 s : - Include previously mentioned arguments in coding.
: : ¥ : &
/
, )
- .
v . 1




- 4 e 4 . f
i ; / E B - ‘
188 - s
‘ ) ) N B ;
JH +28 (continued) : e B 7/
0 - Never argue p
p - 1- Occasionally minor ..a'rgumsnt .I-A/month)
i . N 2 - Frequently minor arqulnents “(weekly - daily) :
3 - Prequently minor ‘argunents and occasionally 1
extrenely iiritable - B ;
Fooy B 4 - Frequently minor erguments ' and occasionally . q
. ’ extrenely irritable. (with loss of control} )}
&7 ., .5 Occasionally Tdges control only E ; = ' g
i ) 6.- Frequen:ly‘lcse ‘control B e ‘vn :
~18 - Other, - i, o s ] » 3

19 - Not known b, ¥ b, 7

*. | H-29 Repeat #28 for. Husband.. v
Code as for #28. . . .
o TEAGIERS MEDICM.. PE‘RSONNEL . . e
i
. H - 30 How does ..... qet along with teachers in school? i
B 0 - Relati ip with _satisfactory® . 5 1 :

1'- Some dif€icul ties with teachers

‘2 - Definite difficulty with teachers S i
A 19 - Not'known : v g !
R . . . ;
H - 31 How does ..... get along with doctors and ‘'nursés when ', s

he has contact with.them?

0 i ip with medical inel satisfactory
1 - Some problems with medical personnel =

2 - Definite problems w\ ti meédical personnel

19 - Not known




A e, o I
. . g, W8 72
@ . 189 P Yoo
. . /}9 -3 (conunued) e T o J

. b . OTHER ADULTS . PR o ¥ !
\ - 0 /A= 32 Howdoes ... get along: S
w0y i

. % Has he eéeg\ readted to them duran or“after

gospltal)iatgon by

(a) becoming “apprehensive

B
. (b) panic or *screaming a\: thelr appi‘oach

(e) erying at their approach ER R N

0 - Reagtion to nedical personnsl satis facto’ry du;j

nospltanzatmn 4 -

1= )\pprehens ion

-2 -'Panicor bcké

»3 —'-Cryj;qg

re1e -other M T -

'19,- Not known.
o

ith other adults?

. 0 - Relationship satisfactory , '~ '

1 - Total.lack of fear of strangers '

2 - Excessive fear' of stranders .

18- other W, w9

« gl 3
19-uu(inewn .

* Has he ever reacted to other Adults durinq or after .
X

Hospitalization by appxehensmn, ‘panic or scx‘eamxng._

Srying?"

Code as_for #31 - s e , E




B »

=3 : 3 RO

Obtain details of all positive answers.

= T% I.Is..... usually happy, or miserable?

i
ED S

39, Not’ known

Excess

ERy >
Not known

Hospitalization? - ):

NEUROTIC OR EMOTIONAL SYMPTOMS )y Hactors: *

as 'hé éver cried excessively during or after .

Severity
Frequency
Date of onset
Precipitants
Ameli8rating

factots
Course over last %)
" year - -

; LS




sk To1e1 .
I -3 Does ..... tend to blame hixﬁéeu\v: things that
don't seem important? k
"0 - Not present ;
1 - Dubious or minimal

2 - Present

19 - Not known

. gver said that life isn't worth living?

! = 7 'I-4 Has .
’ 0 - No
R Ti-oves v . : ey
: N 19-Notknown (o o ol il ;‘ i 3
LT -5 Has ok evet t_rxed £0 harm himself or take his 1ifer!

2:- Yes G

19 - Not Kiown E e ! s l

;1 = 6 Have you'ever been worried ‘that he lruth harm himself*

or take his ll.fe?

0.=.No

1-- Yes

kg s
19 -~ Not known s .

. evér felt- enat people were against hin?

I'- 7 .Has ..

0 - No - ~ e ¥ R RN
1 =lpubious e, .- T /
= 2 < Yes U Je e e 1y ol : £ R

19 = Not Kniown s v s
!

I- 8. Has...... ever accused you ot thxngs? D ¥+ s,

ov_.Nva D o




I - 8 (continued)
1 - Dubious
2 - Yes- -

19 - Not known

I -9 Has . felt people wanted to harm him?

0 - No ‘
.

1 - Dubious_

2 - ves , P’ \

19 - Not known 2k

. Has 1.... ever behaved strangely in any way? .

::
0 -No . 5 % g 45
1:- Dubio %

2:~ Yes

19 ~'Not known
— :

TI211 Dpoes .

become worried easily?

What cioei_rja worry about? ; B
v 0.- Not present L d '
1 = pubious.or minimal’
2 - present ol

19 - Not known ® i

| * Has he ever worried excessively during hospitalization?

s 0=l . ¢ i
: 1. - Dubious - ‘g Sias e T o
z- Yes N g e T TERET = 2
* 19 - Not known e B i
T2 poss ... worry .about hig naaiﬂ,? P v

g ’ § ol @




T

12 (continued)
Does he talk about his physical illness?
(Ask for groups with chronic physical handigap)
What does he say?

Does: he ask qyestions about this?

|

A%

Hoiw do you respond?

0 - Not present

Dubious . .

Worries about Yealisti¢ features of physical

handicap:

3 - Worries, excessively nbout physlcal handlcap

—ig Wazrying abont’ health

15 5 Not known' Ce

Does ; geé‘ cross\and irritaple?

- Not present
- ‘Dubjous ‘or minimal
- Present

19 - Not known
* Has he ever become cross and irritable during of

after hospitalization?-

No

bubious minimal
ys’sf = e

Not ‘known

' - 14 Doés ..... sulk? : ; .
0 -No -~

1'- Dubicus or minimal -




I - 14 (continued)

2 - Yes

19 - Not known

have temper tan®Prums?\ ‘
- (In description of ber»xour ask about (a) s\‘aminq,
(b) lying on floor, () breaking things. ' Also

ask for length.)

I-15 Does ..

Do these ever oceur.at school, or when friends or

\ ... relatives are present? .

©  How do you deal with these?

70 - No. 35

- Dubiouq.‘ o ‘minimal 3
‘2.~ Yes X \ T Dol
19-< Not known - N oY S
*.Does he ever have temper tantrums during or after
hospitalization? 2y
0 - No L
1 .-,num&ua or minimal T'
3 2 - Yes 5
19, - Not knows® . s ' L

I~ 16 Does ..

ever cry’ about going to school, or refuse

“..to.ge? ..t R ‘ =
ey ) 7 J1 . & sty
0 - No . ¢
A R e
1 - pubious or mi‘nu\:l : . 5
i 2. - Tears before’ schbol ; > 7

3 - School refusal '

19 - Not kpown




i

I.-720.

% . ‘
i& l'i\lhinué or'v;ainxmax_' i ;
“2°- ves SN ST ; e
1 Not known SN g
, ' Does evér da nuy ﬂunq s’ i : -
* (probe. by examples of washing over and over, having
 touch certain tnings every tine he’passes thém.)
0 ~'No d - b

195

Is ..... overly fussy? 5
(Probe by examples of clean hands, forks, the
- way his clothes are put away.)
0 - No -
1.- pubious or minimal
2 - Yes * i '
19 ~ Not known ‘as @

.1 - Dubious or minimal

R

| of frightened in certain

a7’
).
(c), At parties?

"In crowds?




1.-.20 (cophinued)
: (df¥\With new people? . -
(e)\ When alone in the haus’e?
(£) In'the dark? )

N (g) With Certain animals?
B e \ (h) of insec‘ts? 7o

“(i) Thunder and lightning?

(3) .Needles? ’ /

x): Dostors or nurses: .| /

-~ Cn‘He sepatacely for.

i 4 W
Anxiety- panic Attacks , Avoidance

L Ne

Dub).ous or nuxumal o D

* Make 2 separate note where fears of medical or hﬂsp).tal :

related items present: L»

1-21 .Ddes ..

.. ever become really anxious or seem to
- panic?
‘0 - Wt L LAt Ty

1~ Du.bicus or minlmal

‘.z-ves N B B JOF A A

- yes e e T U T g

197 ot kngun




ANTISOCIAL SYMPTOMS Factors: Severity
. Frequency
. . Date of onset
% . g Precipitants
Ameliorating factors
Course in last year ,

Obtain details of all positive answers.

- o L LB s disobedient?

P 1 - pubious or minimal

2= Yes e o

19 = Not known 7 4 L 1 7y

ever -destructive?

chxs deliberate? oo " Y
. Wose belonqinqs does he: destroy? :

Has there’ bee

any. frouble about this?

iy ,o - Not present' s R

‘1 - Non-deliberate destructiveress e i

Some deliberate.destruction of cin belongings i

* 3 . Much dellberata destxuctlon of own belongings

. 4 - Some aeuberaee destriiction of othex's belongings |

! < o
5 - Much deuberacg aestruction of. other\s belongings—

- Combination 'of destructiveness of own and others e

. . i belonglnqs g

19°= Not known . =

J - 3 Does ..

ever set fires?

‘Has' there béenjany trouble gbout’ this?
: p - 5% .
0 = Not present’ . : 2 ] v

1'- Dubious or. minimal o’ Tt B

. 2= Present .




3

(continued)

Does ..

What kind?

19 - Not known

-
+o tell lies?

Does 'he tell, lies to people outside thﬁ’amuy?‘

0 - No

1

Minimal lie-telling to family

Severe lying ‘in

family

. Minimal lying,to outsiders ..

severe lying to outsiders. ' . L ok

Lymg 23 fanily: ‘and outsiders

Not kncywn

ever taken chings that don't belonq to him !

or stolen thlnqs?

What things?

-

From where did he steal these things? M

How did.you geal with this? 2

Dxd he steal] on his own or with oﬂ\xers?

what _aia’he do with the stolen arn\eles? ot g

0.~ No stealing

some
Somé
Much
Much.
“Some
vsome

Much

stealing Eioh Kevaion B

stealing from:home with ‘_m‘;‘hexs e
stealing from home on own

stealing from hoie with StHabe

stealing: UEATARLGETO  » : .
stealing otitside wu:h a:hezs

st'ealan outside on own




' J - 5 (continued)

8 - Much stealing outside with others

9 = combifiation of the above

19 - Not known

J'- 6 Has ...i. ever truanted?
Was this alone or with others?
~—
Where dﬂi he go? . .
©. 0 =No tl—uam:inq R :

bl

X~ Truanting alone

* 2. Trnar‘;tlng with others K s »

Not Known. .

ever ‘:un away from home?:*

Was. this Llone ‘or with othersz ! B
‘. Where did he go? :

0 -No |
1~ Threatened but not done
2'~ Ran av}ay alone
3 - Ran avay with others

19 ~Not known ' . e

3-8 Has ... pver staved out all night? r
UWas ‘this alone or vith othersz _
Where did he go? . - ) B o B
0 <o - : "., {

1 - Stayed lout falone
2 - stayed out with others

19 .~ Not. knovm K




e

LN
N

| . J -9 Has ..... ever used drugs /ggz{)?
i i

} 0- N
\’ . 1 - Yes
e 19 - Not known = . i
J - 10 Has been in trouble w‘lth the ‘police or been
j - to court?

0 - No -
Police contact’

- Court contact

(assault, pro{,cuity., ete), .
Code from Q— ’

J - 12- Sexual perversion (including ttansvestxsn\) Ccode from *

#5en

J - 13 Threatened with exclusion or 'excluded from school

(Code from H-30, L-6 to L-8, and M-2)
it e

Factors: . Severity
§ Freguency
= A . . Date of. onset:
. o 1 Precipitants
R . Ameliorating factors
. & = Course in last %ear
i . K - 1. Has ...,.-ever

L K. OTHER SYMPTOMS

tended to withdraw from the family?

e, © ‘Has he'spent a lot of time in his room or out of the
B . N > 8]
house?

&
Hes s not’ dené th!.m;s with the rest of the family?

Has he stayed.in bed a lot? 5




™
. K - 1 (continued)
0 - No withdrawal

1 - Some withdrawal always present

~

- Marked withdrawal always present

3 - Some withdrawal since earfier years

- Marked withdrawal since earlier yéars

«

3, Slightly increased family contact since earlier

years L 5 ¢

6 - Markgd'increasgd family contact since earlier
Y years .
4

w0 . 19 -'Not kpown

" * Did he ever seem distant after hospitalization when o
L very young? « :
5 0°- No \

1 - Dubious or minimal

2 - Yes |
19 - Not known 2
K - 2 Have yoy ever #ad difficulty "getting through’ to
wonp, B i A . G

Is'it difficult to know how he feels?

5 Does he talk to you ahout his activities and plans?
Does. he talk to you about how he feels? . - E

Is this different than when he was younger?

F From what age?

0 - No communication difficulty ey

1 - some difficulty always
2 - Marked difficulty alvays




K. 2 (continued)
3 - Some difficulty lately]
4 - Marked difficulty lately E
5 - Some increase in communication
6 - Marked increase in communication Y
19 - Not known 4
* Code for communication about his physical illness
# 1-12, 4

Does .

what oo he. say? !
 boes K quéstions about this?
How do- you. respond? ' .
0 - No communication g‘if.ficul‘ty,
1 - some difficulty always
2 - Marked difficui:y» always
3 - some difficu]?ty lately
4 -.Marked difficulty lately
5 - Some increase in communication
6 - Marked increase in communication
19 - Not kn‘nfurn .
K - 3 Do you have an)‘{ other concerns about .....'s

behaviour -or nerves? R =N

"EDUCATION

I would now like to ask about ...
L. PARENTAL ATTITUDE TO.CHILD'S EDUCATION
L= 1 What gradé is ..... in at school?

Code exact grade.

's schoolwork.




j > [
Row . 203 .
e bl '
. S Lo 1 (continued) Y,
How do you think ..... 's, schooluork .compares with
other children his age? L ’

0 - Much better than average

1 - Bétter than average

2 - Average

3.- Below average o
4 - Very much'below average/failing

19 - Not known - 3 ) ,
poés ..... have much homework?

How much time-does he-spend at homework

 week?

. o
€ 0 - No-homework assigned

1 - Homework irregularly

2 - Less than one hour per™dgy

3 - One-two hours pe:lday E F
4= Mora than' twy hours per day
-5 - Homework assigned but not'done

19 - Not known

If code 0 omit questions . s %
L -3 Where does ..... do His homework? - IR

0 - No set place, no family concession
1 - No set place, family concession

2 - Set place at home .

3= L).brary ot other place cutsxde home {lsed

“4 - Done'in schaol . 2

19 - Not known K - i




L =.4 ‘Does anyone help ..... with homework?

- Mother helps
- E‘athe: helps = > B . A %
- ‘Both parents help

o bel:ngs help . <

- Parents and smlmgs he)p . X »

: $ £
ER Dther help . " e s . (

- 'No help.’

SNt khgwn YL Tl o ) e

ed by ‘parent

Medtings initiated by't ucher




L,-

7 (continued) .

S

2

‘8" .what was"done about: these asfficulties?

9. How" much time has

- Teacher informed parent a‘t regular meeting

~ Teacher informed parent at special meeting

- Principal informed parent at regular meeting
- Principal informed parent at special meeting
- Principal and teacher informed parent

- Telephone call from school

Other children or parents informed pazem—.

- Other

- Not, known

5 No action taken

Referral. to. Publlc —Health Nuzse 5 i
,neferza1 to schaol»ued.\.cal foxcer 2 :
 Reférral to Counsellor

Aﬂdxl:).onal or.remedfal ‘teaching’

- ‘Sphcial. class plasement
Other

- Not -Known

September"
0~ None : S %
“1 .- Gne day to'cne week:? G ¢
Hore thah one wéek to one month
"3 =Mote than ohe month i ®
19

—INot known S UL w




206
;
. L 210 I this about average?
0 - Yes : -
1- o

19 - Not known -

If code 0'omit §11.
L - 11 About how much time does ..... miss from school

- during an average year? g

0 - None .
1 - Less than one week
N P 2 -~ One week to.one month

g _ . : 3.+ More than one month

19 - Not known

5 : L= 12 . What “was ‘the most -time .'.... misséd'from school

b : in-any one year? L
0 - Less thah one month

1" one to:five monthg. .
2 - Five months to' full year

19 =+ Not known

L -'13 ‘Why did.i... nifs time from school?
H e . k oy
B { © \._ M. SCHOOL HISTORY ’ Factors: ‘Severity
b X I Frequency -
1 Y i & Date of onset 1
i . ‘ . 1 _Precipitants
w5y i ) ‘e -Ameliorating -factors

.Course in last year,

M - 1 which ‘schools has :.6... attended?

0 - No-sghool changes
.1 - One school change during school 1life

_ .2 - 'Two or'more changes, less, than one per year




207

M- 1 (continued)
3 - One change per year
4 - More than one chanige per year
19 - Not knowp

- 1f code' 0 omit ‘#2-4 inclusive.

- was.
M- 2 How did ..... get.along at the previous schools?
= X - aifficulties
1 - Acadenic difficulties
= - al 2 =~ Behaviour :difficulties i -
i3 : ) 3 - Both’ 5

il g0 otdiex| oA

19—.th‘km.ywri“ R E

M- 3, Why did

change schoo].s‘l

0 - Completion of hiqhest grade available

X 1 - Family move

- Parental dis:

n tiss ‘with child's
g *.3 - Schgo} felt other placement suitable
i 4 - Expelled - .
: 7z 18 - other ’
BT 1 < ot kiown
{0 M- 4 pid sie teachiers at ety e ne pzemus schools
o BT ek contadt you about ol

Code tes:or NG, 3 2

Note exact answer and ask what type of school each

R AN e e e




PERSONAL HISTORY

I would like to ask ahout other aspects

develdpment.

N. PREGNANCY AND DELIVERY

N -1 Were there any conplications
with ..... or at delivery?
0. - None -

1 ~ Venereal dxsease

oy 2iE vaginal 1nfect10ns

# Gexman. neasles .

4

~Dxabetes T

= Toxaema

o

6~ xnccmpatlbxlxty

~

~ Prolonged dabour

~ Threatened abortion

©

- Breech

- Placenta previa

lqcording
12 cadsarian section

= Twinning

= O

- First birth

= pisproportion

~ Forgeps used
5 5

- Abruptio placenta

~.. Other

- Not known

Factors:

Severity

Frequency

Date of onset
Precipitants
Ameliorating’ factors
Course over last year '

while you were pregnant

B
4




N- 2 Was

Who

0 -
1

w e
[

=5
=
'

=.3 -Was .

J.... born in hospital or at home?

was in attendance? i

Hospital with obstetrician

Hospital with other doctor t{rr midwife

Hospital with nurse

Home with doctor or midwife

Home with.other medical or paramedical attendant

Other. locatidn or attendant (including self)

Not known

L Who aecided matux‘)ty" ,,

Fult tern

'Post* mature

Post’ mature

.. a'full) term baby?
7o he vas 'preinétu:a,»by how maﬁy veeks?

s £ 4 he as lace, by how many weeks? .

(1-3" weeks).

(4 or more weeks) 1

Premature (1-3 weeks)

Premature (4 or more weeks) .

Not known

much aid b s weigh at birth?’

'51bs."9 os <8 1bs. 8- o1s

-8.1bs.'9 ozs or-more

4 1bs. 9 0zs ¥ 5 1bs 8 0%s

© 4.1bs. '8 6z5 of-less .

Not ‘kriown

/

-




How was your health during and after pregnancy?

0
1
2
3
4
18
19

- Good health

- Tiredness N

- Exposure to infections

- Major illness

- Depression or other psychiatric ccmpxamc
o Othe!‘

- Not known

. DEVELOPMENT IN' INFANCY, NEONATAL PERIOD AND

PRESCHOOL PERIOD

Did. .. . have any dxfﬁculues breathmg or feadm§7

Did'he go'blue at £imes?. . Tl S

Did he‘séem to be' Gagging - at times?

Did he havh any difficulty sicking or ‘getting his m:.lk"

Yo abrormality’

Dibious or hinimal

0
R
2

Abnormal ity

= Not..known¥

o :+» .. have convalsions- (fits) shortly after birth?
. 0 = Not present ) 4
# "L <.pubious o e SR U . I
12.- Present © 7. - E
19 - Not known o e . .
0¥ 3, Wa_s gl ]aundlced after birth?
o 0 = Not present *
i1 mlbieus ; 5 i
& Presént;’ no cwfus{ox-_. : ) oy




~

B T

0 - 3 (continued)

19

Present, transfusion given

_Not known

*O - 47 ASK FOR BOYS: *

was ..

. circumcised?

Were there any difficulties?

‘o

/

ot circumcised
Circuncised, no difficulties
Circumcised Hith hleedxng diff&cultlaa

Cj.rcumci.ued with other d).fix.culties

Not known

: - Did"he ‘respond to- you?

0= No abnormality

1 - Baby unresponsive .

19 -'Not known

;  when @id he stand?

0¥- 6 When'didJ.... sit up on his own?.

When did’ he walk?

0 - No abnormality -

I

Dubious or minimal
Abnormality )
Not “known' |

there any: ekcesside bruising at this tine?
No
ves

Not known

~

B




0 - 7 When did ..... say his first words? '
When did he start to use three-word phrases?
Code as_for #6.
s

O -~ 8 When was

. dry during the day and night?

When was he clean during the day and;night?

Code as for #6.

.'s development up to that time compare

0 - 9 How does—

with his Brothers.and sisters? . ¥
0 - Development same as sibs

1.- Development ahead of sibs

2 -'bDevelopment behind sibs

P "3 -No'sibs

18 - other @ ; :
19. - Not known ¥ & H
P. 'SEPARATIONS FROM PARENTS Factors: Severity i
. : k . Frequency . :
N - Onset date ‘l
e, Lo Precipitants
" Ameliorating factors
. Course in last year
/ P - 1 Apart from the times ..... was in hospital or at the

: residential treatment centie, has he ever been away
_£rom you or your husband for as 1ong as one week.
- (Probe using’ examples of:
. (a) Pparents being hospitalizea
(5) Husband workinglaway from home
(¢) Parents of child visiting away from home . . -

separately)




R 213
P - 1 (continued) :
0 - None
1 - Separation from father only ' L
Ty o 2 - Separation from mother only

3 - Separation from father and mother at different

' _.:times :

¢ 4 - Separation from both parents simultaneously

18 - Other

19 = Not known

- Q. .SEXUAL: MATURITY Factors: Severity .
< * : . 7 s Frequency

4 1 . Date of onset

_Precipitants'
Ameliorating factors.

Course in last year

.

! :
e ..'s periods started yet? o
When did they start? @ :
OR Are there any signs of puberty yet, such as breast 1 ?
development or body hair? .
)
soys ;
Q= 1 Has ...,.. begun €o develop body hair yet?
Is this under his arms, around his* genitals?
o . . 0 - ‘Pre-pubertal s £
,' 1 - Pubescent °
g 2 - pubertal )
: 19 - Not known i :
@ - 2 Ddes ..... have any interest in the opposite sex yet?
How does he show this? *
1




Q - 2 (continued)

~ - Are ghere any difficulties with this? .

0 - No interest

-

- Interest without difficulties

N

- Interest with minor difficulties (shyness, etc.)

- sexual mi “(assault,

promiscuity, etcé.)’
.4 - Sexual perversion & g '
19 - Not knoun’ . Ly
2 -3 .Have you £0ld ..... anything about sex, or where
: babies come from?

what have you told him?

L ! What B0 ou think pe knove?
Where did he get this information? '
0 - No information r
1.- Information from parents
2 - Information from school
3 - Information from geers
4 - Information from others

- 18 - other

19 - Not known

FAMILY HISTORY, LIFE AND RELATIONSHIPS .
I would now like to'ask a few things about the rest

z of the family. .




. R.  FAMILY STRUCTURE = = .
1 How many children do you have living at home?
Are any of these adopted, foster or Step ch\&&dren"
Name - Age Sex status
Code exact nuber.
R- 2 Do you have any children living avay from home?
¥hy are they avay?
Reason for
Name Age sex '  status absence
g Code exact nunber. : )

R = 3 Were there ofher children who are no lnngex living?

o i 4 When did théy die and at vhat age? N
¥ yhat was the cause of death?
. . . Cause of
Name Age at death Sex . Status death
Code exact number . . H
R-4 Soyou have had ... children Of your own and... step/

foster/adopted children..
Code total number of children born alive. |

Code number of step/foster and adopted children. i 1

Phrase #5-9 appropriately if father is intervieved.

Then there is your husband. Is he living with the

family? ! -
i 0 - Yes i
£ 1'- No

19 - Not known :
! 1f Code 0 omit 46-9 .inclusive. .
R~ 6 Whyis this? > *
0 - Not married . IS

ES
1 - Desertion i 5 W, d
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R = 6 (continued)
: 2 - Legal separation
3 - plvorce
4 - Dead
— 18 - other
19 - Not known
‘If Code 4, omit #7. If Code-0 omit #6. If Code other
than, 4 omit #3.
R - 7 Does your husband ever visit the children?

How many times -in_the past year has he vi:sited?

0 - None - =
1 - once '
: 2 - 2-11 times vy o
T
3 - Monthly - -
. 4 - Weekly e
5 - More often than weekly -~ i
19 - Not known . > .t

R - 8 When did your husband leave the family/die?
© ~ 0 - Before birth of ....:
‘ 1 - buring .....'s first five years of life
2 - When ..... was between 5 and 10 years of age
3 - When ..... was between 10 and 17 years of age
19 - Not known e e
R - 9 Whatwas the cause of dehth?
" 0 - accidental .
1 - Related to ch‘ronic‘physicil illness

18 = other,

- Not known




" )
S 27" o '
R - 10 Howlong have you been/were you married? - - 4
. Code exact mgmhei of years "
R - 11° Have either Of you been married, before? 4
How many ‘times?
' 0’ None = .
- ,
2 - More than-once v
19 - Not known = - !
R =12 Code.again for hushand. =
R - 13 Howold Q/irazg your husband? :
% g:mie age in years- : ks : 3
R =14 Howold are you? i :
. Sote age b yeurs . : .
R - 15 Is there anyone else besides you, your hisband apd -
. the children living in your home? Ll
0°- Child's grandparent 4 '
1 - Child's unmarried aunt or uncle : fz
' . 2-Child's maried amt or uncle amd family - I
3 - Child's married brother ox: sister and family .

4 - Another family , - . .

5 - Boarder or.lodger

6 - No'
18 - Other =5
19 - Not known ] § 2
. - E o ¥
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-
POSITION .
o 4 - Only child AR
; N 1 - Eldest s . . -
b ‘ 4 3:- Youngest Y, ' R :
P~ .7 3-.0pe of set of multiplé births , {
. 16 - Other - "y B 3 i
' 19 - Not kriown ! ! - :
i ‘\ PAREN'TAL STATUS‘ (B;OLQSICAL‘ PéRENTS] N e y‘

0= Married'and living toqegéez .

(mcmaa conron law wadon) L E T R

> Unlna:tied

L separated:

! Divoréed




PARENTAL SITUATION OF CHILD (continued) !

8 - Institution

18 - Other g
19 - Not .krown e <
Y e
S. HISTORIES OF OTHER CHILDREN ~ Factors: Severity
” Frequency
o B . i Date of onset
- : S Precipitants

Ameliorating factors
Course in last year =

§ - 1 Have any,of the other ch:.ld:en besxdes wes.. beén

.to the doctor in ‘the past yeag? " Vo & -

.Code riumber ‘of siblings treated.

Code’ reasons:,

~-Regylar. check-ups,

o ua;mca disdases |

Accidents | 5

check:ox trektmem: related tc\ chrnnxc

- .. physica; handxc:p # . # T

“'4 - Accident related to chranic physicul hamﬂ:ap

5 - Gther treatment related to chrcnlc Dhyéical N
handicap . v foen e L B
18 - ‘ogher # 3Rt B P Eaw g

‘19 = Not, known : '




N

(continued) F

When was this?

Which ones?

How long did he stay in hospital?

Code as for #s-1. .

w

Have any of the others besides ..... been to specialists

year?

Code as for #S-1.

4 Have any of the others besides

.. had to take pills *
8 meliciie: Sov-alesphhg, wirryiliy of Ehelrnaryend’

0 - No o 1 o 3

1< yes

19 = Not known

5 Have any of the othex chx.ldren .had to go into hospltal SRS

when' they ‘were young?
Why? f :
When? e
Where?
code as foz #5-1.
.6 Have any Of the others had to see specxalx/sts when
they were younger? o
. why? )
When? . N

Where?

Code as’ for #s




\

S - 7 Do any of the otliers have chronic physical illness?
Code number of siblings affected.
What? 4
0’ - None !
1 - Ridney or Genito-urinary tract disorder
2 - Metabolic or endocrine disorder
3 - circulatory system disorder (excluding bleeding) .
4 - CNS disorder above the brain stem (exclude.epilepsy)
5 - Epilepsy : i
6~ CNS disorder at brain stem or below
7 = Pherylketonuria’ ;
8 - Below 3rd percentile in‘kieight
9 - Above 97th pe':cex{cile_ in weight
10 = Neopla.sm‘ . 7 ¥
“11°- Leukaenia’
12 - asthma
13 - ‘Ulcerative colitis !
14 - Disorder of sense organs (exclude squint)
15 - ‘pleeding aishrder . oo
- 18 ‘ Other Z
"lQ-Nptkr;wx_l § . 4
S - B «What ‘gradesare the other children in?
Have any of them had difficulties in school?
Name * Grade © . . piffidulty Noted
v/Code‘a number .of .siblings affected. A
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. T. FATHER'S HEALTH IN PAST YEAR i o
Obtain details of all positive answers. s

Inquire only if father has lived with the family during
/ : the past year. 3

7 - 17 How has your husband's health been in the past year? i

. Has he had to see the doctor? i
s Why? N s f
0 - No medical contact % i

1 - Regular check-up
2 - Regular prescription E A

Accident

v

4 - Chronic physical illress:

5.- Bsychiatric. .| . B h 7 |

CrUTL LT e Tgs other ! 5 P o e g i 5 e
/w 3 - 19.’— Not known- % ) B * : % i
//,¢> T'- 2 Has he had to take'tonics or nerve:pills? . .
B Hw Hias he had pilli for sleeping or depression?

0 - No y

1 - Yes

19 - Not known 2 j . .

"2~ 3 Has He peen off work because of illnéss.in thel last
year? Tt s e
“How many tim\e‘s? '
_ How ‘long?- 4 . ¥
What qas' wx}ogq?

Has he ‘been Off work for othér reasons?
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= T - 3 (continued)
0 - Less than one week

1 - Retired’ ot

2 - Unempluyed (not for health reasons)
{ . 3 - off work one week to one month
4 - Off work one month ta six months
5 - Off wark more than six months
6 - Unemployed or retired for health reasons
g - 18 - other ‘

19 = Not known

HOSPITALS AND_SPECIAL' CLINICS

Has' yduz husband had te % “to’ hospltal or a speclal

Ll 0 eldnte in the' last five years? i LT
o H " code. Yes or No: | 5 ' ) /- N
! . : wny? o k

How long ‘was he there?

When? 1
Which hospital?,

code as. for $T-1. Note details of all visits.

Boes he have any chronic physical condition? What?

i : " code Yes or No. ~ "
} v : /. When aid you .first know this?
.. BEHAVIOUR -AND EMOTIONAL STATE s i o

For all positive answers note: -

(2) "if this interferes with hat he.13

‘doing.

i(b) . if.'this interferes, with :oncen«:rag:i‘on.
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BEHAVIOUR AND E-‘JOT\IOHAL STATE (mntinued) 4
(c) if this interferes with work.
(d) 4if this changes the way he is_at home.

T - 5 Does.your husband worry a lot? .

(Probe using examples of worrying about childrem,

his work) .
' ® Does he ever lie awake worrying?
0 - None '
\ G
1 - Dubious . (

2 - Definite

-19 = Not known %, »

T.~ 6 Does he worry about his health?

. “Did he’ever wonder if he'had a physical disease?

Hhat—.)i‘m he ‘do?

.0 - No

. 1 - Dubious = : .
T - 2 - Definite
: 19 - Not known
4 T =7 Does hie have any fears? »
(Probe using examples of fear of going out, being alone)

: .
Has he stopped doing .-

(whatever activity.produced

ERSELASE SO

' hg ‘tjapx)7{ [
b Foen g i+ TN
: i~ Dubious . Sy o
2- Des‘inii:e‘ St : :

19 - Not known.




T-8 1Is
0 -
5
2 -
R 19 -
T -9 Doe

0
1 -
2

i Rl

1’ 10/ Wa

T - 11 Ha;

7.- 12 Ra

£ Ha

he an anxious person?

No

Dubipus

Definite

Not known 5

s he have periods of great anxiety or panic?
No

Dubious

befinite

Not known

s he heen aepzessea or miserable?

id this affect the an\ount he went out?

3 Noi T MY ’
~Diibiots " R . i Iy
~ Definite . , : S
& ‘NO: known .

s he ever been tearful, cried a great dedi?
- No

- bubious..

- ne:i'nite

; ot knnwn -
s he ever said that'1ife was not worth Tiving?

s he éver tried to harm himself or take his life?

ve’you been worriéd that he might?
4 g

- No

= ‘Dubious

- Definite. - Ca e

—Not Kn6wn*

i
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T - 13 Has he ever blamed himself for 'things that weren't
really important? \
Has he ever felt that people were against him?

Or that they were looking at him or talking about

him? i
0 - No .
1 s 1 - pubious

2 - Definite
19 = Not known i
T - 14 Has he ever been.jealous of you, or.the children?

/ - 0 = No

1 -'Dubious

: 2 < Definite

L . 19 '~ ot known

T - 15 How is His appetite?
\ . ‘Has this ever changed?
0 O ABBEELES HOTHAL | ! L
1 - Excessive appetite’ always
[ . 2 - Excessive appetite recently

ol s S 3 - Poor appetite always

4 - 'poor appetite recently

iy 19~ Not known < ;i [ . .
[ J— T - 16. Has he lost any weight recently? 5 « s
’ Was this deliberate (dieting)? - 2
. ' 0 - No ;
; 1 - Deliberate weight 2

2 -~ Unintentional weight loss

19 - Not' known ' t . s
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T - 17 How has hi; sleep been? v

0 - No problem

1 - Dubious disturbance

2 - Definite disturbance

19 - Not known z
T -'18 Is he unusually fussy or particular about anything?

(Probe using. examples of germs and cleanliness)

0-No

1 .- Dubious

2 - pefinite

19 - Not known

7.~ 19 Does #¥ keep. checking things he knows are done?

/. (Probe'using examples of turning off the stove,’

locking the door) .
i iy s
1 - bubious
2"~ Definite : . " ¢
'19 - Not :Known

T - 20 Does he have rigid routines which he has to follow?

E 0 - No
1 - Dubious
2 - pefinite

,. 19 - Not known

EDUCATION
T - 21 How far did your husband go in school? _




T - 21 (continued)

. ! 0 - No formal education

1 - Grade 1-6

2 - Grade 7-13

3 - Post secondary vocational attendance

! L 4 - post secondary vocational training completed
- University attendance i " °

- University degree’

;
z
i
!
@‘

- Postgraduate degree

5
6
7
8 = Other »

J rgxs\ Not knowh

T - 22 Did he have any difficulties at school?

0 - 'None,

1 - Acddemic . .
2 - Behavioural f
3 - Both . &

19 - Not known

R EMPLOYMENT

T - 23 What is your husband's job?
\ What does he do?
Does he have a second job?
T - 24 what hours does he work?
0 - Req“ular work. hours
= 1 - Regular work hours plus overtime

2. - Rotating shifts excluding nights

: 3 - Rotating shifts including nights
/




i
£
bt

T - 24 (continued)

4

5

18

19

- Permanent nights
- Unemployment
- Other

- Not known

T - 25 Does his job take him away from home overnight?

-

How offen in an average month?

Is thht/seasondlly or throughout the year?

& w N H O

B r(: er or rarely away on business

. Avay during the week, at home on veekends

- Away less than one week every‘ month Y

- Away more ‘than one’week cvery month

- Away for Pne month or more at different times
of the year

- Not known




f

¥
4

MOTHER § Factors: Severity
Frequency
Date of onset
Ameliorating factors
Precipitants
ourse in last year

_Repeat iT-1 to T-22 inclusive phrasing appropriately
for the mother. |
_Code as for #T-1 to T-22 [
‘Obtain details of all positive answers. ‘ "
HEBitE in past year . . ? \
b-ltu-3 : |
Hospitals and Clinics L
U-a . 3 : \

haviour ‘and ional State 3

Por.all positive answers note factors as s\a: Section T.
Use "How did you feel" to probe positive a;xawgrs.
U=5toUu-11 )

U - 12 Have you ever felt that life wasn't worth living?
Have you ever felt so badly that you thought of
ending it all? )
Have you ever tried to do this?

U-13tu-19 : ) i

U - 20 Add "even though you know they're silly" ‘

Education

U= 2] to U <22

Employment -
U - 23 Do you have a job outside your home?

Do you work all year? ) .
Have you worked outside yourdhome since 3giuazy 19722

\ E




U - 23 (continued)
When did you leave?
0 - Less than one month employment .
1 - Part-time seasonal employment, less than 6 m‘am:hs’
- 2 - Part-time seasonal employment, more than § months -

3 - Full-time seasonal employment, less than € months - il

4 - Pull-time employment, more than 6 months

i 18 - Other e
‘ 19 - Not known R 3
. U - 24 What is your job? ; ' . K 5
; What do yaurdo? t % N !
' .0'- 25 What hours do you.work? = * & .
Code as for -fT-24. < : 17 e =
U - 26 Are you usua:ny. at home when ..... is hgme?“
Who looks after him when you are not theve? - 1
: 0 - Mother has not worked for as 16ng as ‘one month. g

1'- Mother at home when child is home
2 = Child cared for by relative over 16 years -

3 - Child cared for by neighbout or friend:

© 4 = Child cared for by paid caretaker

No)arrangement . .
Ofher: : - y :

19 - Not known <

1

ST




v.

F SERE A o

S0 - 5o dear_ha due to chmnic nxnesu or unknm R

-3

Bmmn EAMILY - -
“Have' any telitivet of ynuzs or ‘your husband had any -
* ehzénic phyucax illness?’

20 What illness? 4 -

thm? .

0°- No familial :hmnic physical illness”

B Chranic illness but not bleud:.nq d:,lordez

i ar \iied aarly .Eot unknown xeasanl" it

causes

- Delhhﬂ dve’to ch.ronx.c illmll (not’ bleedlnq

2= Deathu due to hleequ di;order

Dsaths dua to inknown. causes

ll-Oth.r Tty

‘Severity
Yzequenc
» Ameuoracing faceuzu
Pucipitam:s

Date of ‘onset -
coursa m 1alh yeu




- 11 woild fow 11ke o know *haw housetold, ‘chores are

divided up in the famly

(If further explanatlon is necessary, ask who does

B ., speoifis, things’ guch as shopping ot ‘austing.)
How much du the cluldxen and your husband do? i

. - Mot.her does chores
& 1 - Parents do chores
sE 2 - Mother and children do chores

All share .chores. =, i... | -

Other e : E A
i Not ‘knogn' - i " = .
decides thzngs “in the family?:, 2 e i KT TR L4

> 'aecxaes what! will be bougnq for the house? e

decxdes what the children “ciin do? b

Have you dxsaqteea with any cf the decismns médé«

!‘ecentlf?»tl S e g T p . " % )

Husband' decision-maker

‘Wiferdecision-meker - . g Sy

t . :
Joint ‘decision making

ecision making |




i
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-4

‘(continued)
0 - No family discussion -
1 - Family discussion not re problems
2 - Pamily-discussion re problems qnly .
3 - Family discission including problems
18 - Other :

19 - Not kiown

Most. garénts get irritable with ‘their cnud;:an
‘sonetimés. ~How often do vyou get like that wi}:h the
chilarenz = . " . : :

(obta:.n a aescngnon of bne such incident.)

Hot When was' the last time this Kappened?

' Bo you' ever, Ein
7 i

What ‘soxts o} 'things make you itritable?

Hou often does. tnis happen?

ourself 1osmg control when this
‘happens? B ¢
Do you yellz - ¢ :

How do you feel when ‘you do this?.

l-l'ow long does it last? 4

15 3t }mze ‘than i ng’
HOW Rany times. in t.he Tast” 3 noriths have you -
(a) ‘shouted’ (b - 1cst conf_:ol {c) "béen 'xcesswely

cross? e i

0, = less_ than once bex nonth, D i e B

1 - cnce per week tb once’ p ’x mnm.h 3 i

=96, exnes pér yeek

= D1y e L

~ More than daily -




W - 4 (continued)

W - 5 Repeat #4 for father.

/ 235 N

19 - Not known

W - 6 Most families quarrel at times. How ofted does this

happen in your family?
(Obtain a complete description of the last quarrel,
including the ‘length. , Find out if that one is
typical, als6 fintbut typical things said, and

whether nane .calling; ‘shouting, hitting occur.)

How do_you resolua quarréls? . 3

‘How. many have: there been 1n the last threa manths?

Fq: doding mclude cnly quarrels 1nva}.v'ng 1ength of

1/2 haur for xnterchange,» of fon:

after, or denxgrntxon of other or- sbautmq or " L
. Viglence. -~ R o e B A e
Code number of quarre B ,

Account of 11£& pattern and intervievee's attitude, .

* MARITAL RELATIONSHIP ) .
The ain of 'the fidst part of this section is to imolve.

the xntervmwee in the sub]ect of hs: marital relatxon-

“ship a5 mich 48" possibl in. order “to elibxt her’ view

of m Neutral probes  are used to avoid 1n£1uencing

the :espcmse as much as possxble Elnd may. alsu be ussﬁ

as a crude/ measure of 1nteraction.

iast questions aré more . direct.

peaking for' one hour,




G TTCUARE SR

1 vould like to ask a 1ittle about you and’ your
. husband together.
X - 1 How do you npenc_l the evenings you are at home?
What do you dm“
¥hat do you do together?

0 - No joint activities

. 1 - Doint activities without <ommunication
(1.9 without conversation)
g = Jo&nt activities wxeh cumlnun].ca(:ion related to
- acuvity (eaza G S s
s g

187 fot'known

Do you'go euL together’ -

No joint outlnqs

- Jnuc outings with" fnuy
/ 2 = Joint -outings alone :
3~ Joint. outings alone and with family

19 = Not known

3, Are there some things you especinlly elejoy doing

: mqemen , 35 -

D—-xqu,

1-.No

Joint ucdvitiel x.nvolvlng gene:nl wmunicaum




X - 4 (continued)
& Coding b
0 - No difficulties
1 - pubous
2 - Definite marital pFobTems
19 - Not known
. X <5 Doyou chat about everyday things?
Do you talk about family problems?'

Are there things you would like tb talk about, but - &

can't?

V0N ‘d‘iscus"sion

e Dlscussxon, ot abouk problems R i Vi

2. - D:Lscusslon about problens. o i1y, S fe iR e
2 :

3 -, biscussion;. general’ and probien Briented

+ 4.- piscussion absent, desire expréssed

19'= Not kiiown

What. about getting, irritable with your husband’ . i

¥ Dbtaxn an'adéount - Of what is sald und ‘done by both,

[y .. causes, 'frequsncy in last’ 3 manths. . e . i
TR 0:-'Less ?d:ng. per'month "’ P ‘ : . N

~1.-"once pér week "to_once per morith - ) R ol 4

'2-25umesperweek T e e

3 - Daily

“a : “4,- More than.daily . .

é L £ e e i iyt Wl y e s
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X- 7 How does he get irritable or cross with you?
Probe and code as for #6. B

X -8 BApart from this, how often’do yo’u quarrel?
Obtain a complete description of the last quarrel,
including the length. Find out if that one is
typical, also find out typical things said, and
whether name-calling, -insulting each other's
fanilies, shouting and violence g,

Have yo\l Elept apart. bacausa ‘of" - quarrel?,

+'How do ‘you' resolie’ the quurtels?

"Cade “the. fiumber of quarrels xnvo)\ung length of -
* /2 howr for m—.erchmge, i
3 ol.ol;e hour. non-speaking. subsequently
or del;\iq‘raticn of other or other's family.
or yhouu;:g or violence I’
Y. HOME i !
Finally. T would like fo- know about your hone.

¥ -1 Do you own . your “home or is it rented? !

0 —UME!»B
1= Rented ;
19 - Not known .0 - VL b
Is it a housa or ﬂn aparmnt? : N ¢
Jbescriber Lol iy ) il
0 Detashed uo. L L i 1A,

1 - Seni-detached -

-2°~ Apartment buil
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- 2 (continued) )
3 - Apartment in another house
4 - Shared i .
18 - Other
" 19 - Not known
~ 3 How many rooms do you have?
Cbde exact number.
- 4 wWhat are the sleeping arrangements?
spibe e L :
=5 *Boydu’ have

0 presént; not’sharéd

1180~ not known
(a) ' fixed bath
i Z(b) a kitchen
(c) ‘electricity
(@) electric stove
(&)’ -refrigerator .
“(£). running _colé wate‘rA

(g) Funning hot wgtér 2

(h) -indoor tojlet

Are.you satisfied with your housing? .’

‘5.0 < Satisfaction
01 - mild - dissatisfaction’

2 - pissatisfaction m & 52 v A

Not. known. -

<1°- sharea.’ . S \\
2.5 not present - . 0 . X
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Y - 7 Do you have financial difficulties?
0 - None

1 - Some difficulty

~

- Great difficulty (unable to meet commitments)

19 - Not known

CONCLUSIONS | i *
That is all I wished to ask.

~
Are there things you would like to ask me?
T . x

Thank yoi for your ‘timé “and help;

7 once again, ali you'hive said will be confidential

1. INT;:,RVIEW
Describe’ conditions :
0 - Hother alone
1 - Father alone
2 - Both parents k:
3 - Other informant . EN.

4 - Parent or pafents with child present

w
'

Other informant 'with child present’

18 - other L : ;

DURATION' OF INTERVIENW.

Number' of minutes <. 3 <

| Comment. on ‘in £orman

_(rapport;’ co-operation, etc.)
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DURATION OF INTERVIEW (continued)
Attitudes demonstrated towards child:
warmth
criticism

rejection

SUMMARY.

- Psychiatric Disorder: 1 - Present

el 2.~ Absent
% " ~ i
19 - Not known

~ ' . Psychiatric Diagnosis:
Behaviour an%motion Symptoms : - = -

o G S Tt AT

°




5 . ; : APPENDIX C
. TEACHERS' QUESTIONNAIRE i

- ADDENDUM

1. Number of half-days missed

0ol since the start
of this school year (Septemfer, 1973)7
2, Excused from certain classes or activities, (e.g. gym). Y
Plaase spésity sotivity with reason.
5 15 C
2. -

3 4. . . 3

) 3. Special measures, taken in any classes. Please specify

¢ @ . measurds and reasons. (e.g. Does not use bunsen burner
: in chemistry lab, or is supervised during recess period.) P z
i ’ .
2, \
3. T
4. .Achi t level (Tick iate answer or answers) 5 :
Below expected grade z L ~ ;

Better than average child in present grade

Average o

*  Lower than average child in present grade : 2w

Huch lower than average ‘child in present ‘grade (fauing)




[
i
%!

P o

Difficulty with work (Tick appropriate answer) -
- Appears to find work easier than most children

Appears to find work about the same as most children
Appears to find work ha‘xder(than most children.
special class or tutoring (Tick appropriate answer)

In a special class (specify type of class and academic

level) ...

Has'a tutor instead of or as well as regular school
Receives spdeial help from teacher in some or all areas
(specify_-areas; -nature of help)
other (specity)

Please give reason-for the above: )
pifficulties the teacher encounters with this child apatt
from any covered by this form of Scale B.
specity: :
e

S {
3. )i .
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APPENDIX D . -

i e 3

. - 'DOCTORS' INTERVIEW . . Pl e

INTRODUCTION ™. Ly ) L

Schedule interview in advam:e, supplymg the ‘doctor with,
the; name! of :he child so that he is”able to obtain.any ittt

2 recozﬂs he requires’ far the 1ntervlew. sy G s“\

Hhere pos 1ble,, the intervibwer should’ review medxcal




Obtain a.complete list of all referrals of this child

‘to other doctors and agercies by this doctor. ;
The dates and reasons for'referral are also needed.
73 Have there besn any physicalillnesses or physical

prub_).ems i resent for fore than one year at any tlme’

What? List.
Ao Dates of dlaqnosxs for a1l physlcal illness of greater
than-one year"s, duratinn.

5 Date E].zsl: treaCEd fox these conditions. . il
‘




C. REACTIONS 70 HOSPITALIZATION -

Code: 0 - Absent Code each question separately fant
1 - Dubious . h - Hospital inpatient “
72 - Present B - Other contacts

2 "6 = Not known '

Have you ever noticed any of the following during, or after
hospitalization? _/'

1 /
€ -1 Stomach aches, other alimentary disorders.

5




i 3 ol . o
, ; 249
c-11 : ion, panic or screaming, or crying at
. father's approach. ) ) .
{ . A B . _ . . i
o . € - 12 Reaction to medical persompel as in C - 11.
i A B

=€ - 13 Reaction to other adults as in C - 11.

A B 8 ’

¢ © € - 14 Child having been miserable

i i A‘ ? '~ ‘. LB ¥
¢ -"16. Haa ‘temper’ tantrums: . - A o } “ ¥ ¢ i
LA i s . BT

i é e Non-situation specific ntiety of panic attacks 5 1

At 4B}
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D -1 (continued)

0 - No
-2

-

- Dubious
2 - pefinite
6 - Not known

D - 2 Does he communicate with you about his physical

condition?

Does he ask questions? B

Does he talk about his feelings?

0 - Comminicatidn’¥e factiwil matters and feelings;

questions asked:

/1'% Comminicates fackual matters only

5,527 Asks questions only i

- s 3. Communxcates feeling only

4 Coln.bina(:ion of two axeas

|5/~ Non-conimunidative

w

durmg coritacts with hin?

“what?! “ L 3 o

Have : hxs paxants cml\pla).ned of ot}her dl.ff),culti.es?

What?  List:

o

 Have you ever sugg

s ‘activities,

N " or taking'certain p

"'Which activities: and }




Did .....i's parents agree?

Did ..... agree?

Was this carried out as far as you know?

(For the next three quesuons, use ‘the section’ 'of, the

following activity list approp:iate to the age of the
i child.), !
i _Have you ever suggested limiting any of the following

activities? ) T . .

~. Does the chlld's mother .or fnthat limit these 5Ctlv1t1£s? "

Does the child participat& in these activities? 14 i

A Bu F

o Ciito, MOTHER .. PATHER ~DOCTOR .

‘sledding

S ¥
2. “Tumbling

3. moboggandng |y e LT DR BT

4. ’srow balling

5. Juiping .

6. Climbing

swinging

Trioycling

9. Playing dowboys and Indians

\g.

100 R
L Su;‘mx}{g

stiget Hc\ukey

Tt skating




Under 5 years

14.
15.

Swimming

Punch-balls

5 - 12 years

1.
2.
3.
4.

Skating
Hockey
Baseball

Rough-housing

9. Darts

‘-1;6. Carpentry

5. Sledding
6. Swimming
7. -i\imbung.;
8. Softpall’

TtV e, gl T
10 Tobugqgningr'

1. ‘Snow-balling

12. Pishing
; o7

-13. Bowling - |

14. Jumping”
15. ‘Racing -

17.° Bicycling:’

18, Gym’ .
19% Climbing

. Chopping wood .

it G
252
CHILD MOTHER FATHER DOCTOR
1
g Y B




13 - 17 years

1.
2
4
4.
5.
6.
7.
8.

2.

10.
%/
11.

Xz,

13%
14,

“1s.

16.
17+

19.

200

2,

Skating
Hockey
Baseball
Sledding
Chopping wood
Swimming
Tumbling
Softball
Darts’

Tobogganing

_snow-balling

shooting.

‘Fishing ,

Bowling
Jemping -

Racing

Carpentry g

“18.%:Bicycling..

om’ i
Climbing ~

Dancing

Y

“
CHILD  MOTHER  FATHER  DOCTOR




SUMMARY

Psychiatric Disorder
0 - Absent
1 - Dubious
2 - Present N
6 - Not known * ¢
Psychiatric Diagnosis ~ 4
Eahav/iour and_Bmotion
7 7 3
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ZA.PPENDIX E

RAW DATA AND CALCULATION RESULTS
REE GROUPS

J
A. - Children with hemophilia
B. © - Children with spina bifida -
c. - Children without chxmuc physical .
handicap
Ao - children with hemuphill.a, excludinq
pre-school children
i Responles ufcg_'z_v follow-up
Yes No L ¥ No
7 SO Ry Tyt IR § 2
B 2 a4 657 B d 4 LR
5 1217 1 55 a7
111 61 5t 121 s nietue
Trarerzrar ~e3% es T2 2 A 08
11161751 121 Sl e 1w et = .d0s3

1P FraTTIT e T 3199

111 61 51 121

)
o= IO e < 0

P(tm:nl) = .7944
{ona: Eollow—up, anch group)

" (two follow-ups, group mh

P =171 101.11 11 5T
pollEL ISy
pltotal) = 0721

hemophilia)







3. Intelligence

— 5 | c

o boures Sun of Sqpares d; ., -Medn Square

* ‘Betiden Groups '« 1< 320.6/ “160.3
Within Grotps 7. 24,153.47: 30 805.12
.~ Total 24,474:07 - 32 LA R




Mean Square

‘127,08

4. Achievement WRAT Standard Scores
A B c
63 101 107
71 76 105
76 98 83
88 Y8 101
91 84 85
96 81 105
81 68
t7 § 01
63
86
89
101
“og i
114
90
R 13 j ’
97 B
93" , ’
74 p
i12 :
Source m of é;uﬁxes
. Between Groups' ‘-'254.45 <
, Within Groubs “5,775.4

186.3

. 6,029.56, .
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. 5. Hospital Admissions during .
Year of-Fewest Admissions

o 1+ i
; SR 18 20 . - )
: ' BeC ] 2, 0™ -
1 20 - 31 - .
« 200 131 910 308 i T
: VS SYC AT uer ur 2t o o000%e p
I ] 11 1 200~ o000 ) g
3T 1T 19T Y00 OE T . v 2
-3 8 > 3 ~ S
: _ 200 110111201 a . i
2 - P = 3Tr o7 2or 11t oT = -0090 3 g P b ,
: p(total) = .0001. 7 3 2 ) el
i, Lo “hetivi 3 byphy«" . EE et

Children's Reports °




rictions by Physician
nts' Reports’ - .-







it ‘% soprce .. Sumof Squares. .

Méan Square * .

> - 'Between Groups® - 52142,
* Within Groups . - 1155.12

26,21
36.1:°

i btall . 126784 -

A O
-73 (not significant) .’







¥ / £ 5 i
264
)
. - Source " sumof Squares ™ &, Mean Square
“petieen Groups ., - 230.9. i g 125,454,
i Within ‘Groups ® . 456:54 S.o36h. . i dg.68

. Total :



APPENDIX F HA
RAW DATR AND - CALCULATION' RESULTS
w0 trotps,

i G Pl il 5 P Ta o olne .
\ . D: childred with hefophilia vithout psychistric disorder.

"E.. Children with hemophilia and psychiatric disorder.




¥ . o s
s ’:I :
i : a? s 2 . : L» - .
. ;2. “Achievemen ; : go S e v S
- WRAT Standard Sfore . o€ o

r.-.vouiuce A;ttv
% lPal—ents)
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&

"4 Number of Children in the

*

Families
¥




- = 268

5. Numbér of Siblings with Hemophilia




‘ Ay
A .
. 269
. 6. Homes Equipped with Electric Stoves
R ‘ i
. Yes No

Cp=151 91 141 101 %
‘34T 12T 3121 77

po= 151 91 A4i71017 -
L ZATIIT 2T 1187

151 91141 101
24T I4ToIr0L 9T

pltotat) = Looge T o

7. 'Pocket Money, Parents’
N /e ¥

Reports -/
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7., Pocket Money, Parents' Reports _
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