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f{E~latlonship between Normallzation and AdJustment ln II/ Children 



Abstract 

The plur :1:-- of this ~:-tudy was to examine the relatianshlp between a 

family's U." \ ( r:, i' .llizatioll and the psychosocial adJl!stment (personal 

adjustment, n .. h\. s\-..œ '1d perr8lved competencl3) of chlldren wlth chrolllc 

physical dl~orders (r;PU\ Seventy-slx math ers and the\r CPD chlldren 

participa~ed in l:h:~ sud" L milles' use.of !lormalizatlon W'-j~, relaled to CPD Chllcl' s 

psychOSOCldl ae' ... ~ '~lflcally, math ers' perceptions that their fC:HTlIhûs 

and other P€?' pl .. .' .. ' '."'" ,,1 ~"."1~ '3mlly and CPD chlld as normal were stronÇJly 

related ta over cll, 1 f ',," " ' .. r' 1 ~.,,: -jJustment, bettér peer relatlonshlps, and better 

productlvity in the CPO ( .,:'" ~S weil as less reported anxlety and depresslon, less 

dependenc"e, less withdrawal, and less hostllrty However, a famlly's use of 

normalizatlon was not related ta the CPD chlld'~~ perception of self-competence ln 

this study. 



Résumé 

Cette étude a pour but d'examiner le rapport entre l'emploi de la 

normalisation par une famille et l'adaptation psychosociale (l'adaptation 

personnellp., les aptitudes de rôle, et la cornpétence perçue) des enfants atteints 

d'un problème physique chronique (PPC). L'échantillon comprenait 76 mères et 

leurs enfants atteints d'un PPC. L'emploi de la normalisation par une famille était 

relié à l'adaptation psychosociale des enfants atteints d'un PPC. De façon plus 

préCise, les mères qUi percevaient que leur famille et que les gens en général 

considéraient leur famille et leur enfant comme normal étaient celles dont les 

enfants avalent une bonne adaptation psychosociale, avaient l'Impression d'être 

mieux acceptées par leurs pairs et étaient plus productifs. Les mères de ces 

enfants considéraient également que leur enfant était moins s~msible à l'anxiété et 

à la dépression, mOins dépendant, moins rellfl~rmé, et moins hostile. 

Néanmoins, dans cette étude, l'emploI de la normalisation par une famille n'était 

pas relié à une meilleure perception de compétence perçue par l'enfant lui-même. 
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Literature Review 

According to several epidemiological surveys, 10 to 30 percent of children 

under 18 years of age have a chronic physical disorder (CPD) (Cadman, Boyle, 

Szatmari, & Offord, 1987; Newacheck & Taylor, 1992; Pless & Nolan, 1991). 

CPD IS deflned as a condition of long-term duratlon, not curable, and/or having 

some resldual features that limlt an individual's functional capabilities (Diamond & 

Jones. 1983). 

The majority of CPD children are weil adjusted. However, children with 

CPD are known to have 2.4 tlmes more psychosocial adjustment problems than 

do physically healthy children (Cadman et al.. 1987). The factors differentiating 

adJusted CPD chlldren and maladjusted CPD children are not yet clear. Disease, 

child. and family characteristics are factors that have been examined in terms of 

thelr Impact on a chlld's psychosocial adjustment. 

Disease charactenstics, such as type of disease, and child characteristics, 

such as age. have not been found to have a consistent impact on a child's 

psychosocial well-being (Pless & Nolan. 1991). However, family factors 

consistently have been found to be related to child adjustment outcomes. How 

the famlly manages the child's condition may have an impact on the child's 

adjustment Normalizatlon is a management style that has been linked ta CPD 

children's adJustment (Mattson & Gross, 1966). The purpose of this study was to 

explore the relatlonship between the family management style of normalization 

and CPD chlldren's psychosocial adjustment. 
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Psychosocial Adjustment in CPD Children 

Children with chronic physical dlsorders (CPD) appear to be at risk for 

psychosocial adjustment problems when compared to children of simllar age who 

do not have a CPD. CPD children have significantly more behavloural. emotlonal, 

and social problems (Cadman et al., 1986; Cadman et aL, 1987) Behavloural 

problems, self-concept or self-esteem, personality, functlonlng, and psychlatnc 

pathology are general areas assessed in the literature. 

Child behavioural problems. Child behavioural problems (CBP) are the 

most commonly used indicators of CPD children's psychosocial adJustment 

Children with CPD have more CBP than are found in a comparative group of 

healthy children (Cadman et al., 1987; Wallander, Varni, Babani, Banis, & Wilcox, 

1988). However, no particular pattern of CBP are more or less common ln CPD 

children; internalizlIlg (e.g., depressed; schizoid) and externahzlng (e.g., 

delinquent, cruel, aggressive) CBP as determined by Achenbach and Edelbrock's 

(1983) Child Behaviour Checklist are distributed in the same proportion in both 

CPD and the weil groups of children (Wallander et al , 1988, 1989; Wallander, 

Feldman, & Varni, 1989). 

Self-concept. Self-concept is another freauently used IIldlcator of 

psychosocial adjustment. Self-concept (also known as self-worth or 

self-perception) is an individual's own perception of hls or her personality, 

character, inner resources, and emotonal tendencies. The majonty of studies 

have found that CPD children have a self-concept that 15 weil within the hmlts of 
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the norms of the population in ail age groups (Gayton, Fnedman, Tavormina, & 

Tucker, 1977; Hurtlg & White, 1986; Kashani, Barbero, Wllfley, Morris, & 

Shepperd, 1988; Simmons et aL, 1985; Tavormina, Kastner, Slater, & Watt, 

1976) and that wlthin the CPD group a broad range of scores are found, just as 

wlthin the normal population (Ungerer, Horgan, Chaitow, & Champion, 1988). 

However, several studles of children with sickle cell anemia concluded that 

chlldren with this dlsease had lower self-concept than normal children (Conyard, 

Knshnamurthy & Dosik, 1980; Kumar, Powars, Allen & Haywood, 1976). In 

contrast, Lemanek and her colleagues (1986) found the !ielf-concept of their 

sam pie of chlldren with sickle cell anemia to be normal. Lemanek's group 

suggested that mal ad just ment in children with sickle cell anemia may be more a 

result of a poor choice of comparison groups which may not accurately reflect the 

low socloeconomlc status of samples of black children with sickle cell anemia. 

General functloning. CPD children's general functioning is another aspect 

of psychosocial adJustment measured. Peer relationships, participation in leisure 

activltles, school attendance and performance, mood, and family activities are 

commonly used as indicators of functioning. Children with CPD tend to have 

difficulty ln the area of social functiomng. Lower social competence (Breitmayer, 

Gallo, Knafl. & Zoeller, 1992; Wallander et aL, 1988), less time in social and other 

activities (Morgan & Jackson, 1986), fewer fnends and fewer family activities 

(Tlmko, Stovel, Moos, & Miller, 1992) have been found in CPD children. 
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Within the CPD population, children who were rated as overall weil 

adjusted had significantly better peer relationshlps than poorly adJusted children 

(Grey, Genel, & Tamborlane, 1980). For CPD adolescents, overall hlgh 

self-concept was associated with better general functloning (e.g., number of 

friends, number of contacts with friends) as weil as plans to continue in school 

(Ungerer et aL, 1988). 

One epidemiology study (Pless, Cripps, Davies, & Wadsworth, 1989) 

explored how childhood CPD atfected social functiomng in adolescence and II1to 

adult life. Of a cohort of ail births in Great Britaln in one week of March 1946, 467 

(10.6%) of the 5362 children had a chronic physlcal condition. When tested al 

age 15, both males and females who had a CPD during chlldhood tended to have 

lower educational achievement test scores than non ill chlldren. ThiS firdlng could 

not be accounted for by school absence. However, the CPD chlldren dld flflally 

complete as much schooling as the others in the cohort CPD children trom lower 

socio-economic circumstances were more hkely to be unemployed III adulthood 

than were weil childr'3n. Adults who had been ill as chlldren and were still III as 

adults were significantly less likely to be marned. At age 36, social actlvlties were 

as common for the group that had been ill as for the group that had been weil as 

children. Overall, the prognosis for social functloning for chlldren wlth chronic 

disorders was quite good. This longitudinal study provlded rehable and valuable 

information on the impact of CPD on affected indlviduals. 
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Personality. Personality has also been explored as a function of childhood 

adJustment to CPD CPD ehildren were not found to have personality difficulties 

(e.g., Introversion, nonconformity) when compared to other ehildren (Gayton et 

al., 1977; Stelnhausen, 1976; Tavormina et aL, 1976). 

Psychiatrie dlsorder. Overall, ehlldren wlth physieal disabillties are more at 

nsk for psychiatrie disturbance (Breslau, 1985). Chronie conditions that affect the 

brain are assoclated wlth greater psyehopathology than conditions without brain 

involvement (Breslau, 1985; Howe, Feinstein, Relss, Molock, & Berger, 1993; 

Pless & Nolan, 1991). In the Ontario Child Health Study, childr:n with CPD were 

found to be between two and three times more at risk of having one or more 

psychiatne disorders than were heé.l1thy children (Cadman et al., 1987). 

Researehers have tended to find similar types of diagnoses as more 

prevalent in CPD chlldren. Anxiety - related disorders were frequent (Breslau, 

1985; Spock & Stedman, 1966; Swift, Seidman, & Stein, 1967; Thompson, 

Hodges, & Hamlett, 1990). Internalizing type dlsorders were more common than 

externahzing dlsorders (Breslau, 1985; Kashani et aL, 1988; Thompson et aL, 

1990). Depression was dlagnosed less often according to sorne authors (Breslau, 

1985; Thompson et al , 1990) but more frequently by others (Morgan & Jackson, 

1986). Differences in disease populations may account for some of these 

discrepaneles. 

ln summary, certain aspects of psychosocial adjustment are more 

problematlc for ehildren with CPD than for weil childrel1. Behaviour problems and 
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psychiatric disorders are more common in CPD children No slgniflcant 

differences are found ln the self-concept and social functloning of CPD children 

when compared to weil children. 

Psychosocial Adjustment within the CPD Population 

While studies have found dlfferences ln psychosocial adjustment when 

comparing CPD children to physically healthy children, few studles have 

examined the differences of psychosocial adjustment withln the CPD population. 

Yet there is wlde variability of degree of psychosocial ad just me nt wlthln the CPD 

population. Twenty percent of CPD children are maladJusted whlle eighty percent 

are adjusted (Wallander et aL, 1988). What factors differ between the weil 

adjusted CPD children and the twenty percent of CPD chlldren who are poorly 

adjusted? Rather th an focusing on further comparisons between CPD chlldren 

and physically healthy children, there is a need to understand why the vanabihty 

exists within the CPD population. It is importf:mt to identify the factors that 

differentiate the weil adjusted and poorly adjusted groups of CPD chlldren ln order 

to guide nurses in their assessments and interventions. 

Factors Affecting CPD Chlldren's Adjustment 

Disease, child, and family charactenstics are factors that have been 

identified as potentially affecting psychosocial adjustment ln CPD chlldren. The 

specifie determinants of nsk of mal ad just ment have not yet been Identlfled but are 

important in order to develop effective health cale services for thls population 

(Pless & Nolan, 1991). 
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Disease fa.çtors. Disease factors that have been explored as potentially 

mfluencing adJustment Include actual diagnosis and severity of disease. Most 

studies Indlcate that speclfic diagnoses are not linked to specific psychosocial 

outcomes (Pless & Nolan, 1991; Stein & Jessop, 1982). As noted earlier though, 

dlsorders with bram involvement do mcrease the risk of emotional problems 

(Breslau, 1985; Pless & NOlan, 1991). Most studles have found that the more 

severe the degree of the chronic disease, the greater the problem of 

mal8dJustment (SiIIlngs, Moos, Miller, & Gottlieb, 1987; Timko et al, 1992). One 

study found that chlldren with the least disease severity were more maladjusted 

(McAnarney, Pless, Satterwhlte, & Fnedman, 1974) whereas other studies have 

failed ta find a relatlonshlp between these two variables (Hurtig, Koepke, & Park, 

1989, Wallander et al, 1989). Unstandardized measures of disease severity, 

small sample sizes, and dlfferent measures of psychosocial adjustment could 

account for the confllcting results. Overall, dlsease factors do not appear to 

Identity whlch CPD chlldren will be weil adjusted and which will have adjustment 

problems. 

Q.t'lild factors Child factors such as gender, age, and coping behaviour 

have also been examlned as possible links with psychosocial adjustment. In one 

large study, 23 year old males with childhood CPD were found ta have more 

psychosocli31 sequelae (anxlety and depression, need of psychological care, poor 

education, and unemployment) than were a similar groups of females (Pless, 

Power, & Peckham, 1993). Dlder children with CPD have also been found to 
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have higher risk of mal ad just ment (Band & Weisz, 1990; Grey, Cameron, & 

Thurber, 1991; Ungerer et al., 1988) ln a study of children bl~tween 8 and 18 

years ald with dlabetes, the preadolescents were less depressed, less anxious 

and had fewer adjustment problems than thelr adolescent counterparts (Grey et 

aL, 1991). Older children tended to use more avoldance type coping (e.g., 

drinking; staying away from home); avoldance type coplng was assoclated wlth 

more psychosocial adjustment problems (Grey et al., 1991). The relatlonshlp 

between copi,ng style and adjustment may pnmanly be a relatlonshlp between 

coping style ,and age. However, because in the general population, the older the 

child, the gre!ater the incidence of emotional problems (Rutter, Tlzard, & 

Whitmore, 1970), the CPD population follows the trend of the general population 

Family factors. The family provides the young chlld wlth the environment ln 

which he or she will spend the most time and has the single most Influence on tm; 

or her well-being. Therefore, thl3 relationship of famlly charactensllcs and 

psychosociai adjustment ln CPD children also has recelved attention. Paor famlly 

functioning (e.g., communication) (Lewis & Khaw, 1982), envlronment (e.g , hlghly 

conflictual) (Wertlieb, Hauser, & Jacobson, 1986), poor psychologlcal resources 

(e.g., low cohesion) (Wallander et aL, 1989), parental psychologlcal status (e g., 

depression) (Daniels, Moos, Billings & Miller, 1987), and more IIfe stress for the 

CPD child (Bedell, Giordani, Amour, Tavormina, & Boil, 1977) have ail been 

related to poor psychosocial adjustment of the CPD child Therefore, family 

variables have been determlned ta affect CPD chlldren's psychosocial adjustment. 
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Another family factor that may influence a child's psychosocial adjustment 

is how the famlly manages the child's condition. Overprotection of CPD children 

has been hnked to Increased psychosocial adjustment problems (Cappelli, 

McGrath. MacDonald. Katsanis. & Lascelles, 1989; Mattson & Gross, 1966; 

Parker, 1983) On the other hand, climcal observations indicated that families 

who encouraged the CPD child to live as normally as possible often had weil 

adJusted chlldren (Bossert, Holaday, Harkins, & Turner-Henson, 1990; Knafl & 

Deatnck, 1986; Mattson & Gross. 1966). This style of managing a child's 

condition IS called normallzation. Normalization has been found to be a strongly 

preferred parentmg style for many families wlth a child with a chronic disorder 

(Darling & Darling. 1982; Knafl & Deatrick, 1986; Scharer & Dixon, 1989). Saylor 

(1990) theonzed that havlng a CPD often stlgmatizes an indlvidual which th en 

affects self-esteem 1 self-worth. She noted that redefimng the condition in order ta 

represent It as normal (I.e., normalizing it) is one way of managing the illness' 

potentlal effect on self-esteem. 

ln one longitudinal study of 35 hemophiliac boys in 22 families, the clinic 

psychlatrist used in-depth interviews and observations of the boys and their 

familles for a minimum of two years; the boys and their families were interviewed 

and observed during sorne clinic vislts and daily when a child was hospitalized. 

The maJonty of the boys were weil adjusted. In ail three age groups examined: 

infancy to school-aged, school-aged, and adolescence, parents who raised theïr 
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children as normally as possible had weil adJusted children, while parents who 

overprotected their boys had poorly adjusted chlldren (Mattson & Gross, 1966). 

ln a sam pie of 65 chronically ill chlldren ln 63 familles, Knafl and colleagues 

(1992) found that children whose mothers and fathers both vlewed them as "not 

normal" were children with a slgmficantly lower sense of self worth However, 

Anderson (1981) observed that parents employing a normalrzatlon strategy rnlght 

be communicating a double-bind message to their children - ln effect telling them 

that they are normal but simultaneously commumcatmg to them that they are not 

(e.g., by the restrictions imposed on them that are labeled as normal 

accommodations but are in fact not normal for "normal" children). She wondered 

what the effect thls double-bind message would have on these children - perhaps 

then questioning the assumption by many authors that use of normalizlng tactlcs 

is linked to good psychosocial adjustment for the chlldren. 

Normalization 

Normalization is a continuai process by parents of a CPD chlld of adJustlng 

the environment to provide normal life experiences that will meet the child's 

evolving social, physical, intellectual, and emotlonal needs (Bossert et al , 1990). 

Knafl and Deatnck (1990) developed the term "tamlly management style" ta 

describe how families respond to CPD in a family member. Management reters to 

active behavioural responses of the family in reactlon to the child's condition. 

Style implies consistency and pattern of response. 
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ln response to a diagnosls of a CPD in the child, the family appraises their 

situation ln arder to cope (Knafl & Deatrick, 1990). Thelr appralsal includes 

defming the situation and may include such behefs as: (1) denial or 

acknowledgment that the diagnosed impairment actually exists; (2) family life is 

or IS not baslcally normal, (3) the differences to the child and family caused by the 

condition do or do not affect their relationships with society. A mixture of these 

elements determines the family's definition of their situation. One family unit may 

have members with confhctlng deflnltions of their appraisal of the situation for their 

famlly (Knafl & Deatnck, 1990). 

The family plans goals based on its definition of the situation. The goals 

help to direct family efforts in managing the child's condition. The family's 

management behavlours result from their defimtlons and goals. Together, this 

descnbes famlly management style. 

NormalJz_atlon Compared to Other Family Management Styles 

Normahzation IS one of the common family management styles and has 

been studled ln a vanety of populatlons- particularly wlth families who have 

chlldren who are mentally retarded (Birenbaum, 1970); have visible blrth defects 

(Darling, 1979, Roskles, 1972)), polio (Davis, 1963), osteogenesis imperfecta 

(Deatrick, Knafl, & Walsh, 1988), chronic life-threatening conditions (Krulik, 1980), 

or have diabetes (QUint, 1969). Other family management styles, such as 

overprotectlon and denial, have also been identified. 
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Overprotection has been extenslvely studled (Agie, 1975, Cappe"l et al., 

1988; Parker, 1983). Demal of the presence of CPD IrI a dlagnosed chlld has 

similar features as a management style to normahzatlon E!XCept that the 

impairment is totally denied (Knafl & Deatrick, 1986) The Darllngs (1982) 

believed that ail familles would employ normaltzatlon If adequate services were 

available for their child's needs; otherwlse they would use a "crllsaderstllp-styln" 

to seek services, an "altruistic style" if Involved ln parents' groups or a "resignatron 

style" if services could not be obtained. 

Davis (1963) noted that familles of a chlld wlth reslclual fllnctlonal disablilty 

following pollo responded ta the chlld's dlsabllity uSlng normallzatlon, 

disassociation, and "passlng'. Normalizatlon was deflned a:, rnlnlrnlzlng, 

rationalizmg, and denying the aspects that dlstinguish the chlld or cause the chlld 

to be viewed as dlfferent than "normal" ln arder to commumcé'te to others that the 

handicapped person thinks of hlmself or herself as normal as do others 

"Disassociatlon" was the strategy of slgnlflcant relrnqUlshlng of Ihe normal 

standard; in other words, the chlld and the famlly dld not expect to be tn~ated as 

normal by other people. "Passlng" meant belng able ta hlde the dlsablltty ln a way 

that others were not aware that the child had pollo 

Normalization was the strategy used most often by these familles 

Although, at some point ln time, ail familles used bath dlsassoclatlon and 

normalization in response to the chlld's conartlon, DaVIS rated whether familles 

were predominantly normallzers or dlsassoclaters based on several behavloural 
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(i.e., chlld's peer relatlonshlps and participation ln actlvities; degree and type of 

special treatment of chlld by parents) and attltudinal (I.e., family's expressed 

attitudes toward sosiai meamng of handicap; stigma) criteria. 

DavIs tound that certain sltuational and structural factors influenced 

wh ether normallzatlon or dlsassoclation was the predominant strategy used by 

these lower mlddle class, Caucaslan familles. Normalization predomlnated where 

the chlld was moderately disabled by the polio, flve to elght years of age at the 

tlme of dlscharge from the Initiai hospltahzatlon, had a slbling who was less than 

flve years older or younger, and who came fram a famlly where sex roles were 

talrly flexible and egalltanan. The familles who used disassociatlon were more 

IIkely to have a chlld senously dlsabled by the pollo, between nine and 12 years 

old at d!scharge from hospltal, who was an only child or whose sibling was over 

tlve years aider or younger, and whose family style was tradltional in terms of sex 

raies, mother belng a housewlfe, and the chi Id liVing ln a nuclear famlly 

constellation. 

More recently, 63 familles wlth a child or children between the ages of 

seven and 14 wlth a chromc physlcal condition were Interviewed ta explore family 

management of the condition (Knafl, Gallo, Breltmayer, Zoeller & Ayres, 1992). 

The chlldren had a vanety of diagnoses. Most parents (66% of mothers and 82% 

of fathers) percelved thelr child as normal. Some parents vlewed thelr chi Id as a 

"tragic figure" - with a compromlsed IIfe as a result of the condition. Other parents 

saw thelr chlld as a "problem chlld" - a child difficult to parent due to a combination 
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of condition and other problems. Mothers and fathers tended ta have concordéHll 

views of their child. There was no relatlonshlp between the child's diagnosis and 

the view held by the parents of thelr child 

When parents descnbed thelr behefs about thelr chlld's condition (both tlle 

medical facts and their expenence ln living wlth the condition), most percelvmi th(~ 

condition as a "manageable condition" whlch could be accommodated wlthout the 

child becommg the center of family IIfe One-thlrd of parents descnbed the 

condition as an "omlnous situation" ln whlch the senollsness (.If the condltlorl élnd 

the fear of future complications were predominant wornes Flve percent of 

parents believed the condition to be a "hateful restnctlon" that slgnificantly 

decreased the quahty of the child's or the family's life Approxlmately one-q1l8rtcr 

of couples had discordant behefs about the chlld's condition 

"Accommodatlve" parentlng ernphaslzed the Importance of a norrT\rll 

childhood for the chlld and encouraged pi3rtlclpatlon ln school and extracurrJclIlélr 

activities. Parents organlzed where necessary sa these actlvltles could OCClH ThiS 

style was espoused by almost three-quarter of parents Parents who llsecJ 

normalization tended to have an accommodatlve parentlng phllosophy Some 

parents described a "restrictive" parentmg phJlosophy where protectlng thn chlld 

from potential harm was of pnonty. A few parents "mlnlmlzed" the necesslty of 

making any accommodations due to the chlld's condition Severa! parents had a 

"shiftmg" parenting phllosophy, descnbing confhcting descnptlons of thelr 

parentmg. One-thlrd of couples did not share the same parentlng philosophy 
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ln terms of actual condition management, Knafl and colleagues (1992) 

found that most parents felt confident ln theïr ability to manage the child's 

condition and descrïbed how condition management had become routine for the 

famlly. Thlrty-slx percent of mothers and 9% of fathers felt managing the 

condition wa~ Jifficult and a "burden". In these families, treatment had not 

become part of the family's routine. One-quarter of the fathers and 4% of mothers 

described condition management as "not my job". 

Overall, when parents vlewed the child as normal: they also viewed the 

condition as manageable; they held an accommodative parenting philosophy; and 

they vlewed the condition management as a routine part of the family's life style. 

If parents dlsagreed on whether the child was normal, they tended to disagree on 

other areas of assessment. 

Strate-9les Used by Parents to Normalize 

Familles' responses to CPD are shaped by their definition of the meaning 

of thelr situation Normality, as defined by the family with a CPD child, usually 

dlffers from the SOCial reahty of "weil" chlldren (Anderson, 1981). Normalization is 

often more of a phllosophlcal approach rather than a situational reallty (Scharer & 

Dlxon, 1989). Parents selectlvely attend to "normal" and ignore abnormal 

situations (Anderson, 1981, Deatrick et al., 1988; Robinson, 1993) and expect 

others to do likewlse (Roskles, 1972). Robinson labeled this behaviour as 

"constructlng the story of IIfe as normal" (Robinson, 1993, p.9). However, 

condltlon-related restrictions are often imposed on the CPD child. 
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Families might deseribe normalization as stating that "everyday IIfe 

continued on pretty much as usual" (Thorne, 1985, p.287) even though certain 

difficulties eXlsted. The aetual management behaviours of familles employmg a 

normalization style vary greatly. The strategies used may change over tlme, may 

differ between families, and may be dlscovered through tnal and error (Deatnck et 

al., 1988). The ability to normalize may be due to a "consclous leap of falth 

based on firmly held belipfs" (Robinson, 1993, p. 10), to new Information (e.g, 

examples of normality by the CPD child such as attend mg sChool), or to an ablilty 

ta reframe one's foeus or perspective (Robinson, 1993). Engaglllg in "usual" 

parenting actlvities was cited by many researchers as a normallzatlon behavlour 

(Deatrick et al., 1988; Eiser, Eiser, Town, & Tnpp, 1991; Mattson, 1972, 

Mattson & Gross, 1966; Robinson, 1993; Roskies, 1972). Pushmg the child to 

"keep up" with others, pacing activities to deal with a lack of energy, and 

controlling information helped families to cover up dlfferences between the CPD 

child and "normal" children. Participatlllg in normal actlvlÏles by maHltalning a 

routine, allowing the children ta expenence normal actlvltles wlthout parental 

protection, filling in if necessary sa a child could complete sorne of an activlty, 

desensitization by maklng jokes or gettlng people "used to Il vIsible dlfference, 

and making tradeoffs were other strategies used by parents to toster 

normalization (Robinson, 1993). 

Krulik (1980) explored the parenting tactlcs of mothers of 20 chlldren wlth 

life-threatening CPD and used a comparison group of mothers of 20 healthy 
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children. Mothers of CPD children used parenting strategies that were focused on 

strengthening the resources and coping of the child and on changing the social 

environment so it compensated for and accepted the child. The medical regimen 

management, changes in the child's body, and the child's role performance were 

the areas where behavioural strategIes were concentrated. Strategies included 

(a) preparatIon of the child and the environment for anticipated changes, (b) 

partIcipation of the child in decislons and treatment regimens, (c) the family 

sharing in the treatment regimen - not singling out the child, (d) the social 

environment sharing in the regimen - not kept secret, and (e) taking control where 

possible. Krulik identified areas that parents of CPD children shared as strategies 

to normalize thelr situatIon but did not compare them ta the parenting in the 

comparison group. 

The goal of this normalization style is ta allow the iII child ta be integrated 

into the family rdther than to be the central focus of the family (Deatrick et al., 

1988). It IS aim8d at decreasing the child's vulnerability (Holaday, 1984) and 

stigma (Saylor, 1990) of being different. Maximizing the child's competencies and 

developlng the child's independence and positive self-perception are outcome 

goals of thls style (Holaday, 1984, Robinson, 1993). The child is guided to 

develop into a functloning member of the family and society (Holaday, 1984). In 

other words, the goal of the normalization style is to produce weil adjust~d 

children. 
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Families using normalization are usually not actively involved wlth groups 

for handicapped children (Birenbaum, 1970; Darling, 1979; Roskies, 1972). In 

the period after diagnosis, parents may make friends wïth other parents of 

handicapped children as they try ta find information and resources. However, 

parents tend ta perceive theïr child as unique -usually as "Iess affected" than mos! 

children with the particular disorder- and therefore, do not identify wlth these 

groups (Darling, 1979; Roskies, 1972). Often, once parents have the information 

and the necessary medical, social, and educational services, the famlly becomes 

able to establish a routine and there is less contact (or less social contact) over 

time with the parents' groups (Darling, 1979). 

ln summary, normahzatiGj1 is a parentlng style employed by many parents 

in response to their child's CPD. Employing this style does not necessarlly mean 

that the child's life is in fact "normal". The goal of the style IS to promote a weil 

adjusted child who can function within the famlly and society. Presently, there are 

very little data linking family use of normalizatlon ta a better psychosocial 

adjustment of the CPD child. 

Extraneous Variables 

When a child becomes ill with a CPD, the famlly responds ln a certain way 

ta adjust ta the situation. Certain variables may influence how th(~ famlly 

perceives the child's diagnosis or may affect family clrcumstances as weil as 

possibly affecting the child's psychosocial adJustment. The age of the child, the 

time since diagnosis, information and resources available, the nature of the 
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condition, and cultural factors are variables that have bE!en related to the use of 

normalization. 

Child's age. The age of the CPD child may affect the family's ability to use 

normalizatlon. With increasing age, normalization becomes more difficult 

(Blrenbaum, 1970; Darling, 1979; Davis, 1963; Knafl & Deatrick, 1986; Roskies, 

1972) Adolescence tends to be a tlme where conformlty to peer group standards 

IS Important and therefore iII adolescents may be less accepted by their peers. At 

the same tlme, the iII teens themselves may be more aware of their condition and 

its Impact. 

Tlme since dlagnosis. Time since diagnosis often affects the family's ability 

to normaltze. After dlagnosis, sorne time may be needed before the family is 

famlliar enough wlth the child (if the diagnosis occurs at birth or in infancy), the 

condition, and available resources to be able to normalize the family routine 

(Darling, 1979; Roskles, 1972). It usually takes approxlmately one year from the 

time of dlagnosis for the family to regain a sense of organization in the family and 

of positive emotions (Venters, 1981). 

InformatIon and knowledge. Availability of information about the condition 

and knowledge level aHow parents ta normalize the child's medical treatment 

routine (Darling, 1979; Knafl et al., 1992; Voysey, 1972; Voysey, 1975). 

Knowledge about the condition provides parents with a sense of competence 

which then permits the parents greater ability to control situations and develop a 

sense of routine (Voysey, 1972). Availability of services - educational and 
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treatment programs (Darling, 1979; Darling & Darling, 1982; Roskies, 1972; 

Voysey, 1972; Voysey, 1975) has also been associated wlth ability to Lise 

normalization although too much use of special services may accentuate for the 

parents that they are the parents of a "Epeclal" chlld at the expense of havmg an 

identity in normal world (Birenbaum, 1970). Knowledge about the condition and 

availability of services may be related to time since diagnosis because a fmnily 

may have had the opportunity and personal experiences to learn about the 

condition and services over time. 

Nature of child's condition. The nature of the child's condition may also 

affect the family's ability to normahze (Davis, 1963; Knafl & Deatnck, 1986). 

Although the actual diagnosis may not be important (Knafl et al , 1992), most 

researchers have found that the severity may affect the famlly's abillty to 

normalize. Severity affects the family's abihty ta see progress over tlme - less 

likely with a more severe condition (Darling, 1979; Roskles, 1972). The nature of 

the child's condition is also important because less resources are avallable for 

children with more severe or rarer conditions (Darling, 1979). 

Visibility of the condition may ê·lso affect a family's ablhty to normahzc 

Less visible conditions may allow the child and family to "pass" as normal ln more 

situations than those conditions that ar9 readily apparent to ail who meet the chlld. 

Less visible conditions may facilitate the famlly's task of conveylng the deslred 

impression (Voysey, 1972). 
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Cultural factors. Cultural factors may also affect whether or not a family 

uses normalizatlon (Knafl & Deatrick, 1990). The Impact of a child's CPD on a 

famlly IS partly influenced by the family's cultural background. In one study, 

Euro-Canadlan families perceived CPD as affecting only particular aspects of the 

child's hfe, whlle the child as a whole was perceived as normal. Chinese families 

who had immlgrated to Canada, frequently described CPD as having widespread 

damaging effects on the child's present and future life (Elfert. Anderson, & Lai, 

1991). 80th cultural differences and the event of immigration could have 

influenced the Chmese-Canadians' view of their ill children. Another study also 

portrayed the effect that cultural beliefs and values can have on family 

management style Whlle Euro-Canadian mothers with a child with thalidomide 

tended to use normalizatlon regardless of the severity of the physical 

abnormalitles, Greek-Canadian mothers were unable ta perceive their affected 

children as normal ever. when the abnormality was minor (Roskies, 1972). 

CQnceptual Framework 

The conceptual model guiding this study includes family management style 

(FMS) (Knafl & Deatnck, 1990) and links the FMS of normalization (Knafl & 

Deatnck, 1986) ta psychosocial adjustment of the child (see Figure 1). FMS is a 

conceptual model descnbing the factors related ta family response to CPD. In 

response ta CPD m the Chlld, the famlly appralses their situation. Their appraisal 

includes (1) denial or acknowledgment that the diagnosed impairment actually 
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CHILD FACTORS PARENT FACTORS DISEASE FACTORS 

age information severity 

knowledge visibility 

time slnce dlagnosis 

/ 
FAMIL Y MANAGEMENT STYLE 

NORMALIZA TION 

acknowledgment of condition 

definition of family and child as normal 

definition of social consequences as minimal 

exhibit normal behaviours 

(Knafl & Deatrick, 1986) 

CHILD PSYCHOSOCIAL ADJUSTMENT 

self perception 

functioning: personal adjustment 

role skills 

Figure 1 . Conceptual Framework Linking the Famlly Management Style of 

Normalizafion to Child Psychosocial Adjustment. 
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exists; (2) belief that family lite is or is not basically normal; (3) perception that 

the child's differences do or do not affect their relationships with society. A 

mixture of these elements determines the family's definition. The family plan 

goals based on thelr definition of the situation. The goals help to direct family 

efforts ln managlng the child's condition. The family's management behaviours 

result from their deflnitlons and goals and demonstrate their definition of their 

situation to others. Together, the appralsal, definition, goals, and behaviours 

describe FMS (Knafl & Deatrick, 1990). The goal of normalization as a FMS is to 

increase child competence and self-esteem (Holaday, 1984). 

Age of the child, time since diagnosis, information and resources available, 

nature of the chronic condition, and sociocultural context are variables that may 

affect a family's definitlon of the situation. Because the family's definition affects 

how the family behaves, these factors may affect FMS. Lastly, FMS has been 

linked to psychosocial adJustment in the child (Cappelli et al, 1989; Knafl et al, 

1992; Mattson & Gross, 1966). Accordlng to the conceptual framework, if the 

family uses normallzatlon, the CPD child should demonstrate high psychosocial 

adJustment. 

Summary and Research Question 

Although most CPD children do adapt in a healthy manner, a significant 

proportion are maladJusted. Recently, researchers have gone beyond sim ply 

examining differences in psychosocial adjustment between CPD and weil children. 

They have begun to examine the factors within the child and family that account 
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for the variability of psychosocial adjustment among the CPD population. How a 

family manages a child's CPD is one factor that may account for thls vanablllty If 

a family views themselves and the child as normal, thls may affect how the chlld 

adjusts. However, presently there is liUle eVldence hnklng family use of 

normalization to good psychosocial adjustment in the CPD chlld. 

Therefore, this research addressed the following question: 

(1) What is the relationship between a family's use of normalizatlon and 

the CPD child's p~ychosocial adjustment? 



Methods 

Purpose, Design and Hypotheses 

The purpose of this study was to examine the relationship between a 

family's use of normaliLatlon and the CPD child's psychosocial adjustment. A 

correlatlonal design was used to test the following hypotheses: 

25 

(1) Families who use high levels of normalization will have CPD children 

wlth high personal adjustment and role ski Ils. 

(2) Families who use high levels of normalization will have CPD children 

wlth a high sense of self-competence. 

Sample 

The sample was a non-probability sam pie consisting of 76 mothers and 

their CPD children. Because disease characteristlcs, such as type of disease, 

have not been found to have a consistent impact on a chlld's psychosocial 

well-being (Pless & Nolan, 1991), the sample included children with a range of 

medical diagnoses. The sample was recrulted from the dlabetic, rheumatology, 

gastroenterology, nephrology, urology, and cystic fibrosis clinics at a large 

metropolitan pediatric hospital. 

Ali families who met the inclusion criteria and who aUended their scheduled 

chnic vislts during the seven week data collection period, were invited to 

particlpate in the study. Inclusion critena were: (a) The child was between eight 

and twelve years old. This age group was selected because it is the age at which 

normalizatlon is mast likely to occur (Birenbaum, 1970; Darling, 1979; Davis, 
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1963; Knafl & Deatrick, 1986; Roskles, 1972). (b) The child had a non-vIsible 

(e.g., not cleft lip) CPD because visibllity may affect the abliity of the famlly to 

normalize (Voysey, 1972). (c) The child's CP[, requlred active management by 

family members ta mlnimize symptoms or consequences. The chlld had to be 

receiving sorne daily medical treatment (e.g., medlcatton, dlet, or physlotherapy). 

(d) The child's CPD had been diagnosed for at least one year. The flrst year after 

diagnosis of CPD in a child is a penod of dlsorganlzatlon and many negatlve 

emotions for most families (Venters, 1981). By the end of the flfst year, most 

families perceive that negative emotions no longer predommate and that sorne 

degree of organization has been reestablished; familles will have had an 

opportunity to become more informed about the condition and avallable 

resources (e) The family was elther a single or two parent famlly. (f) The mother 

and child could speak and read Enghsh or French (g) If more th an one chlld 

between the ages of elght and twelve in a family had a CPD, the chlld who was 

first diagnosed was recruited for the study. (h) The family hved wlthlfl a 100 km 

radius of Montreal. 

A child was excluded trom the sam pie if he/she had been dlagnosed wlth 

mental retardatlon or epilepsy. Chronic conditions that affect the bralll are 

associated with greater psychopathology than conditions wlthout bralll 

involvement (Breslau, 1985, Pless & Nolan, 1991), therefore, thls fJotential 

intervening vanable was controlled. This cntenon was assess8d by the chnic 

nurse or by chart review. 
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Before each chnlc viSlt, mothers and children meeting the Inclusion and 

exclusion criteria for sam pie selection were Identlfled by the cHnic nurse. (In one 

cllmc wlthout a dlnlc nurse, the use of the chi/d's clinic chart was used). Initial/y, 

10 subJects were recrUited for the pilot testmg of the Normalization Scale. 

Subsequently, of 102 ehglble familles, 101 familles agreed ta learn more about the 

study. Eighty one of the 101 famllies consented to participate. Of the 81, 76 

campleted the questionnaires (flve mothers imtially agreed ta participate but then 

changed thelr mlnds prlor ta the home visit). The other 21 eligible famllies who 

refused ta partlclpate, dld sa for the followmg reasons: husband terminally ill (1 

mother); too busy (2 mothers), child refused (5 children); not interested (13 

mothers). 

A sample size of 84 was indicated ln order to assure a power of .80 for 

detectlng a moderate effect size at the 05 level of confidence for a correlational 

study (Cohen, 1992). However, prehminary analysis conducted after 76 mothers 

and chlldren completed the research proJect, showed significant results; 

therefore, no further recruitment was carried out. The final sample, therefore, 

cOl1slsted of 76 mother - chlld dyads 

~!J1J)1~ charactenstlcs. Table 1 summanzes the major characteristics of 

the familles who partlclpated ln the study Parents had, on average, a CEGEP 

(college) education. The ma}onty of the sample were two parent families. More 

th an one thlrd of mothers were housewlves and more th an one thlrd of families 



Table 1 

Family Characteristics 

Age 

mother 
father 

Education 

mother 
father 

Mean 

39 years 
42 years 

13 years 
13 years 

Years T ogether 14 years 

Marital Status 

married 
not married 

Mother's Work 

outside home 
housewife 

Language at Home 

French 
English 
both 
other 

Life Events 

yes 
no 

fi 

63 
13 

48 
28 

40 
22 

9 
5 

27 
49 

SD 

5.8 
6.2 

2.6 
3.9 

6.7 

% 

83 
17 

63 
37 

52 
29 
12 

7 

36 
64 

Range 

24-65 years 
31-70 years 

6-19 years 
4-20 years 

0-28 years 

28 



Table 2 

Child Characteristics 

Mean 

Age 10.4 yrs 

Grade 4 

No of Siblings 1.3 

Severity of CPD 68 

Gender 

male 
female 

Birth Order 

flrst 
second 
third 

Sibhng has CPD 

Il 

40 
36 

38 
27 

7 

14 

SD 

17.7 ma 

1.6 

1 

23 

Range 

8-12 yrs 

1-7 

0-5 

2-100 

% 

53 
47 

50 
36 

9 

18 

Note: severity of CPD = higher scores indicate lower perceived severity 

Table 2 continues 
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Table 2 continued 

Type of Condition 

diabetes 
cystie fibrosis 
renall urologieal 
arthritis 
gastrointestinal 

Time sinee Diagnosis 

12-23 months 
2 -5 years 
over 5 years 

Concurrent Illness 

yes 
no 

n 

33 
17 
11 
9 
6 

14 
22 
40 

14 
62 

% 

43 
22 
15 
12 
8 

18 
29 
53 

18 
82 

30 
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described that their familles were undergoing "significant life events" (e.g., recent 

change in family composition; move; etc.). 

Children were, on average, 10.4 years old and in grade four (Table 2). 

Fifty three percent of the CPD children were male. The majority of the CPD 

children were fjrstborns and had one sibling. Eighteen percent of the CPD 

children had slblings with a CPD and four of these siblings had the same iIIness 

as the CPD child. Most of the children had been diagnosed for 0ver five years. 

Wh en mothers were asked to compare the seve rit y of their child's CPD to that of 

other children with the same condition, the majority of mothers rated their child's 

CPD as of the same severity as that of other children. 

Constructs and Measures 

For the purpose of this study, child psychosocial adjustment was measured 

in terms of self-concept and general functioning. Self-concept was measured 

using the Self-Perception Profile for Children (Harter, 1985). Behavioural 

attributes of the child's raies and general functioning were measured by the 

Personal Adjustment and Role Skills Scale (PARS 111) (Stein & Jessop, 1990; 

Walker et aL, 1990). 

Normalizatlon was measured with the Normahzation Scale (Murphy & 

Gottlieb, 1992), a scale developed specifically for this stud)'. Demographie 

variables and information about extraneous variables were also obtained using a 

questionnaire. 
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Self-Perception Profile for Children. (The Harter) (Harter, 1985) The Harter 

is a questionnaire completed by the child devised ta tap children's 

domain-specific judgments of their competence and adequacy, as weil as their 

global perception of their self-esteem (Appendix A). This 36 item scale is divlded 

evenly among six domains of self-concept: Scholastic Competence (e.g., "Sorne 

kids often forget what they learn but other kids can remember things easlly."), 

Athletic Competence (e.g., "Some kids do very weil at ail kinds of sports but 

others don't feel that they are very good wh en it comes ta sports."), SOCial 

Acceptance (e.g., "Some kids find it hard ta make friends but tor other kids it's 

prettyeasy."), Physical Appearance (e.g., "Sorne kids are happy with the way 

they look but other kids are not happy wlth the way they look."), Behavloural 

Conduct (e.g., "Sorne kids usually do the right thing but other kids often don't do 

the right thing"), and General Self-Worth (e.g, "Sorne klds like the kind of person 

they are but other kids often wish they were someone else"). 

The format uses a structure alternative approach. ThiS approach offsets 

the tendency toward socially desirable responses. For each item, the chlld was 

asked ta choose which of two opposite statements best described hlm/herselt and 

then, ta rate on a four point scale whether the chosen statement was "really true 

for me" or "sort of true for me". Each item was scored from 1 to 4, 1 mdlcated 

least adequate self-judgement and 4 indlcated most adequate self-Judgement. 

Scores were summed for each subscale and then averaged to provlde six 
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separate mean subscale scores. The scale took approxlmately twenty minutes to 

complete. 

~Iidity and reliability. The Harter has undergone extensive psychometrie 

testing. Construct validity has been tested using several samples of third to 

eighth grade children (0 = 1543) (Harter, 1985). General self-worth was not 

assumed to be an aggregate of the five other domains and factor analysis 

confirmed that the six subscales were distinct constructs. 

Discriminant vahdlty was established in the original scale in the cognitive 

dom am when a study showed that learmng dlsabled children rated their cognitive 

competence lower than normal peers (Harter. 1982). In a school valuing athletic 

achievement, children on sports teams rated their physical and social competence 

higher than non-athletlc children (Harter, 1982). 

Convergent vahdlty was established in three domains. Students' cognitive 

subscale scores were moderately correlated (r (744) > .40) with teacher ratings 

3nd with achlevement test results. The child's social subscale score was 

correlated wlth a soclometnc standing scale (r (83) = .59). The gym teachers' 

ratmgs were correlated with the physical subscale scores (r (207) = .62). 

Internai conslstency for the six subscales. using Cronbach's alpha 

coeffiCient, ranged between .71 and .86 (Harter. 1985). Test-retest reliability over 

three month and nine month periods (0 = 208 & 810 respectively) using two 

samples found correlations of at least .69 for each sam pie on ail subscales of the 

original scale (Harter. 1982). 
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Personal Adjustment and Role Skills Scale: PARS 111. (Stein & Jessop, 

1990; Walker et aL, 1990). The PARS 111 scale was used to assess behavioural 

attributes of the child's raies and general functioning of the CPD children 

(Appendix B). The PARS 111 was shortened from Ellsworth's (1978) 55 Item 

scale ta 28 items by Stein and colleagues. ThiS instrument measures 

psychosocial functioning in children wlth chronic physical conditions with no 

cognitive impairment. In PARS 111, 28 items measure psychosocial functloning 

in six areas: (1) Peer Relations (4 items, e.g., spent tlme wlth fnends), (2) 

Dependency (4 items, e.g., been unable ta decide thlngs for self), (3) Hostihty (6 

items, e.g., told lies), (4) Productivity (4 items, e.g , made full use of ablhtles), (5) 

Anxiety - Depression (6 items, e.g , seemed sad), and (6) Wlthdrawal (4 items, 

e.g., sat and stared without doing anythlng). 

Mothers rated each item on a four-point interval scale ranging fram never 

(1) ta always (4). Theoretical scores ranged tram 4 ta 16 on the four-item 

subscales (peer relations, dependency, praductlvity, wlthdrawal) , 6 to 24 on the 

six-item subscales (anxiety/depression, hostllity) , and 28 ta 112 for the total 

score. Subscale scores were denved by summll1g the Items. Higher scores 

indicated higher functioning; therefore, a higher score would II1dicate hlgher peer 

relationships and productivity but lower dependency, hostihty, anxiety -

depression, or withdrawal. The instrument was completed in less than 10 

minutes. 
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Y.QlJPtty and reltabil~. The PARS 111 was tested in four different studies 

with a total sample of 450 CPD children between the ages ot 5 and 18 years with 

no cognitive Impairment (Walker et al., 1990). The samples tram the four studles 

were compared and found to be similar. The data were pooled. 

Across ail age groups, girls had slightly hlgher scores on total score and on 

the subscales of peer relations, dependency, hostility, and productivity than boys. 

Boys scored higher on the subscales of anxiety - depression and withdrawal than 

girls. 

Validity was established by generating the PARS 111 trom the PARS 11 

which had been able to differentiate between a sample of 147 children referred for 

mental health services and 115 non-referred children. Based on clinical 

Judgement. the pedlatncian-researchers sclected 28 items from the 55 onginal 

Items. Factor analysls then confirmed that the items factored in the a pnori six 

factors of PARS 11. Construct validity was supported by using factor analysis on 

the sam pie trom the four studles Using varimax rotation, 16.7% of the variance 

was explalned and the six factors were the same as in PARS 11. A" the factor 

loadings were above 0.50 and the majonty were above 0.70. 

Concurrent validlty was supported by comparing three studies using the 

PARS 111 total and subscores to Achenbach and Edelbrock's (1983) CBel 

scores and wlth the Health Resources Inventory (Gesten, 1976) which measures 

school-related personal and social competencies in primary school children. With 

a sample of healthy children and two samples of CPD children high correlations 
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were found between PARS 111 total scores and the CBCL scores (074,0.80, 

0.80 respectively) and between the PARS 111 total scores and the Health 

Resources Inventory scores (0.76, 0.79, 0.80). The same pattern of results was 

found for the subscales. 

The total sample internai consistency (uslng coeffiCient alpha) was .88. 

Reliability estimates for subscale scores ranged between .70 to .80 (Walker et al., 

1990). Test- retest reliability has not been reported 

Normalization 

The concept of normalization was assessed by the Normaltzatlon Scale. 

This scale was developed for thls study. 

Normaltzation scale. (Murphy & Gottlieb, 1992). Items for the 

Normalization Scale were denved primanly fram the work on normaltzation of 

Knafl and Deatrick (Deatrick & Knafl, 1990, Deatnck et al, 1988, Knafl & 

Deatrick, 1986, 1990; Knafl et aL, 1992). A study of Knafl and colleagues (1992) 

interviewmg 63 families with a child wlth a CPD provlded many of the items as dld 

the researcher's review of the literature. Knafl and Deatnck, through the use of 

concept analysis, identified four domalns of normahzatlon, namely: (1) 

acknowledgement of the existence of the impalrment - parents conflrm that thelr 

child does have a physical chronic condition (1 Item was developed for the scale), 

(2) definition of family life as normal - parents percelve and deflne thelr chlld and 

their famlly as simllar to other families wlthout a CPD chlld; the child's medlcal 

treatment IS integrated into family life; the chlld and the CPD are not the central 
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focus of the family (9 items), (3) definition of the social consequences of their 

situation as minimal - parents percelve that other people validate their definition of 

their child's and their family's basic normality; and other people treat their family 

like a normal famlly and thelr child IIke a normal child (12 items); and (4) 

engaglng ln behaviours to demonstrate the famlly's normality - family behaviours 

and actlvlties are carned out that illustrate to other people that their family 

behaves and is IIke other familles who do not have a CPD child (7 items). 

A vlsual analog format was used to rate each item of the scale. The visual 

analog scale (VAS) was selected as the rating method because it has been found 

to be potentlally very sensitive (Mayer in DeVellis, 1991) and has been used to 

measure subjective expenences (Polit & Hungler, 1991). The VAS format has 

also been found to reduce blas (Ramsay, 1973). 

Mothers were asked to slash a 10 cm IIne between two extremes labeled A 

LOT and A LITTLE. For the purpose of scoring, the distance in centimeters along 

the line where the line was slashed was taken as the score on the item, glving a 

theoretlcal range from 0 to 10. Distances were rounded to the nearest centimeter. 

Higher scores indicated greater use of normalization. The questionnaire took 10 

minutes to complete. 

During scale development, ten experts including nurses with clinical and 

research expenence and three mothers of CPD children reviewed the initial list of 

items for clarity and exhaustiveness. Further testing was conducted with ten 

mothers (five English and flve French) attending the diabetic clinic with their 
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children. Consenting mothers were told that the purpose of thelr participation was 

to learn whether the questionnaire actually measured how the famlly managed 

chronic conditions. Ali the mothers asked to participate in the pilot testlng 

consented and they filled out the Normalization Scale ln chnic. After completlng 

the questionnaire, mothers were asked to comment on the clanty of each Item by 

stating what they thought the item meant. None of the mothers descnbed any 

difficulty answering the items but three mothers stated that severalltems were 

similar in content (e.g., that an item asking how much they saw thelr family to bû 

like other families and another asking how mlJch other people saw thelr famlly to 

be !ike other families were perceived as repetltive). 

Given the high population of Francophones in the hospltal population, a 

French version of the questionnaire was needed (Appendlx C) The orlgmal scale 

was constructed in English (Appendix 0). The backward-forward method of 

translation was used to translate the scale into French, that IS, one translator 

translated the scale items into French and th en a second translator translated the 

French items back into English. The two versions were then compared. One 

question ("How much leeway in terms of your chlld's behavlOur do you permit your 

child because of his/her condition?) was deleted trom the fmal analysls because 

the meaning of the question was dlfferent in English and French Secause this IS 

a new scale, psychometrie properties, namely, construct vahdlty and Internai 

consistency, will be reported in the results section. 
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Q.eI!lQ91aphlc and Extraneous Variables 

Descnptive soclo-demographlc information was collected (e. g., age, 

gender, birth order, grade level, socloeconomic status, and family composition) 

(Appendlx E). Information speciflc to the child's Illness (e.g., "What is your child's 

dlagnosls?") was also collected (Appendix E). 

e~rcel'{ed ,severrty of condition. Severity of the chlld's condition was 

measured by askrng the mother to slash a visual analog line ta rate her perception 

of the seventy of her chlld's condition compared to other children with the same 

condition. Many studles have shown that the greater the severity of the CPD, the 

greater the problem of maladJustment (Bllhngs et al , 1987; Timko et aL, 1992). 

Two further questions were asked about the effect of the child's condition on 

school altendance and on actlvlty participation (Appendlx E). 

Other extraneous vanables Since parental knowledge about the condition 

has been shawn to be related to a family's use of normaiization (Darling, 1979; 

Knafl et aL, 1992; Voysey, 1972; Voysey, 1975) and major life events .nay affect 

a child's psychosocial adJustment (Bedell et al., 1977), Information on these 

variables was also measured. Parental perception of knowledge about their 

child's health condition and major recent IIfe events or changes of family members 

were measured using a vlsual analog IIne (Appendix E) 

prQcgdJJœ 

After receiving sClentiflc and ethical approval from the McGill University 

School of Nurslng SClentlflc and Ethlcal Committee, the research proposai was 
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submitted to the hospital's Institutlonal Review Board and was accepted as 

meeting scientiflc and ethical standards. Speclalty cllnlc dlrectors were th en asked 

by the researcher for pemllssion to recrUlt subJects dunng chlllc VISlts 

Prior to each clinic, the nurse IdentifJed (based on inclUSion and exclusIon 

criteria) ail eligible families expected that day. Dunng the chmc hours, the nurse. 

nursing assistant, or secretary identifled each potentlal family for the researcher 

The researcher then introduced herself to the famlly and asked permission ta 

explain the study. If the mother and child were Jnterested. they were then told 

that the researcher was a nurse who had worked at the hospltal and was now a 

Master's student interested in learning more about how familles manage ctlfOrllC 

conditions in their child and how children behave and develop (Appendlx G) 

Eliglbility was reconflrmed. If mothers expressed II1terest. they were Informed that 

the study Involved fllhng out three questionnaires. They were told that the study 

would take about thlrty mJnutes. Chlldren were Jnformed that thelr questlonmmo 

would take 10 to 20 minutes to fill out and could probably be completed before 

their visit with the doctor if they so wished. Wntten consent was obtall1ed from 

both mother and child at the clinic visit (Appendlx F) 

Fifty mothers answered the questionnaires dunng a home vislt. Twenty SIX 

mothers asked to complete the questionnaires ln c!Jmc whlle waitlng for thelr 

appointments and permission was granted. Ali but SIX chlldren completed thmr 

questionnaires while in clinic. In both settlngs, mothers were requested to 
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complete the PARS 111, the Normahzatlon Scale, and a demagraphic sheet in 

that arder. 



Results 

The purpose of the study was to examine the relatlonshlp between a 

famlly's use of normalizatlon and the CPD chlld's psychosocial adJdstment 

Before presenting the analysis of the relatlonshlp between a famlly's lise of 

normalization and the CPD chlld's psychosocial adJustment, tho psychometne 

properties of the 25 item Normahzatlon Scale will be descnbed 

Psychometric Propertles of the Normallzatlon Sçale 
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The psychometrlc propertles of construct valldlty and Internai conslstency 

of the Normalizatlon Scale were examlned To assess 1Ile scale's construct 

validlty, principal components analysls (PCA) was done on the onglnal 28 Items tn 

examine to what extent the theoretlcal domalns of normallzatlon as deternllned hy 

Knafl and Deatnck (1986), and whlch gUided the generatlon of the onglnal set of 

items, corresponded to the statlstlcal factors determlned by PCA Internai 

consistency of the scale was assessed uSlng Cronbach's alpha 

Construct valldity PCA wlth vanmax rotation was used to Identlfy the 

underlying statistical structure of the scale and to reduce the number of Items to a 

smaller set of components. PCA permltted a companson of the theoretlcal 

domains wlth Ule statlstlcally generated domalns 

Orthogonal rotation was used because of ease of interpretation Cnterla for 

accepting a factor included: the factor had an elgenvalue greater than 1.0, ttle 

factor had at least two items loadlng hlghly onto It (> 0.60); and the factor had to 

be clinically meaningful. Four factors were extracted (Table 3) The elgenvalues 
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Table 3 

NQrmalizatlon Scale Eigenvalues and Proportion of Variance 

Factor 

Actual Effect on Famlly Llfe 

Percelve Famlly/Chlld as Normal 

Chlld simllar to CPD Chlldren 

Encourage Normal Actlvltles 

Elgenvalue 

7.0 

37 

1.9 

1 7 

Variance 

Proportion 

25% 

13% 

7% 

6% 

Cumulative 

25% 

38% 

45% 

51% 
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of the four factors were: 7 0, 3.7. 1 9, and 1 7 A cumulative total of 51 % of 

vanance was accounted for by these four factors Although the fourth factor only 

added 6% to the cumulative vanance. thls factor made the set of factors 

slgnlflcantly more clrnically meamngful. Communallty values of the Items tended 

to be hlgh. 

The first factor was labeled the "Actual Effect of the CPD on the Family" 

(Appendix H) Ten Items loaded hlghly These Items dealt wlth the effect of 

havmg a chlld wlth a CPD on the family Items that loaded on thls factor rncluded 

how much the famlly and child would be dlfferent If the chlld dld not have a CPD, 

effect of the CPD on couple and slbllngs' actlvltles and on famlly Ilfe: amount that 

family actlvltles had to be planned around the chlld's CPD, the hassle caused for 

the famlly by the child's CPD; the reluctance of others ta rnclude the family ln 

actlvltles' the degree ta whlch the chlld's CPD requlred dlfferent rules and 

expectatlons than other chlldren: and the degree to whlch others treated the CPD 

family like they would another family. Factor loadlngs ranged from 0 48 to 0 86 

A second factor dealt wlth how the famlly and others percelved the child 

and famlly. The factor was labeled the "Perception by the Famlly and Others of 

the CPD C'l-)lld and Family Factor" and seven Items loaded on thls second factor' 

These Items related ta how the famlly and other people vlewed the CPD child 

The thlrd factor Included Items relatlng to perception of the chlld and famlly 

as similar to other chlldren and familles wlth a CPD ThiS factor, labeled the 

"Companson of CPD Child and Famlly to Other CPD Chlldren and Familles 
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factor was made up of four items. 
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The fourth factor, labeled the "Encouragement of Normal Acbvities" factor, 

contained four Items that measured how much parents encouraged 

developmentally appropnate actlvltles in thelr CPD child and expected normal 

behavlour fram thelr CPO child. For example, these items examined parental 

encouragement of the chlld to participate in extracurricular activities, attend 

school, and play with others. 

Three items did not load highly « 0.41) on any of the four factors and were 

excluded from further analyses They included items related to acknowledgement 

of eXistence of the CPO, membership ln a CPD support group, and the response 

of other children to the CPO chlld. 

Intercorrelations between factors revealed a low to moderate correlation 

(.07 to .40) It was declded to use the PCA denved subscales rather than the 

theoretlcally denved domalns for a number of reasons. Although the derived 

factors were consistent with Knafl and Deatrick's theoretically derived domains, 

the stattstically denved subscales were mutually exclusive with no items showing 

hlgh factor loadings across factors, which did occur wh en the theoretically derived 

domains were used Having items that loaded onto only one factor facilitated the 

interpretation of the factor. In future references, the factors will be referred to as 

subscales. 
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One item, about whether the parent gave the CPD child leeway in his or 

her behaviour because of the CPD, was deleted after the pilot study due ta poor 

translation of the item. Thus, the final Normallzation Scale was reduced ta 25 

items, divided among four subscales. namely: (1) Actual Effect of th'3 CPD on the 

FamUy (10 items); (2) Perception by the Famlly and Others of the CPD Chlld and 

Farnily (7 items); (3) Comparison of CPD Chlld and Famlly to Other CPD Chlldren 

and Families (4 items); and (4) Encouragement of Normal Activitles (4 items). 

Descriptive statistics of the Normalization scale. Table 4 presents the 

descriptive statistics and the mternal conslstency of the subscales. Wi~h the 

exception of the "Comparison of CPD Child and Famlly ta Other CPD Chlldren 

and Families" subscale, the average scores of the subscales were ln the high end 

of the range but the range had acceptable variabiltty. 

Internai consistency. Cronbach's alpha was calculated for Bach subscale 

(Table 4). With the exception of the "Companson of CPD Chlld and Family ta 

Other CPD Children and Families " subscale, the coefficient alphas ranged from 

.65 to .91, indicating a high degree of Internai conslstHncy. The Companson of 

CPD factor, which consisted of only four items. had a coeffiCient alpha of .33. 

Normalization as a Predictor of Psychosocial Adjustment 

The purpose of the study was to examme the relationshlp between famlly 

use of normalization and CPD children's psychosocial adJustment. The following 

hypotheses were tested: 
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Table 4 

Descriptive Statistlcs and Internai Consistency of the Normalization Scale 

Subscale # Items Range Mean SU Cronbach's a 

-----------------------------------------------------------------------------------------------------------

Actual Effect on Life 10 14-100 71 22 .84 

Perceive as Normal 7 13- 70 59 14 .91 

Chlld as CPD 4 8- 39 22 8 .33 

Encourage Activities 4 9- 40 36 6 .65 

Note. higher scores = greater use of normalization 
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(1) Families who use hlgh levels of normalization will have CPD children 

with high personal adjustment and role skills. 

(2) Families who use hlgh levels of normalizatlon will have CPD children 

with a high sense of self-competence. 

To test these hypotheses, correlations and standard multiple regresslon 

analysis were the statistical methods used. Analyses were computed uSIog the 

SAS statistical package (SAS Institute. 1989). 

The CPD child's psychosocial adjustment was assessed through behaviour 

and self-concept. The tirst component, behaviour as exhiblted through roles and 

general functioning, was measured by the Personal AdJustment and Roles Skills 

Scale (PARS 111) (Stein & Jessop, 1990; Walker et al , 1990) which was 

completed by the mothers. The second component, self-concept, was measured 

by the Self-Perception Profile for Children (Harter, 1985) which was completed by 

the child. 

Demographic and Extraneous Characteristics 

Before examining the relatlonshlp between normalization and psychosocial 

adjustment, it was necessary to Identify potentlal Intervemng variables Potentlal 

intervening variables included descnptive soclo-demographlc vanables (e.g , age, 

gender, birth order, grade level, socloeconomlc status, and famlly composition), 

information specifie to the child's iIIness (e g, "What IS your chlld's dlagnosls?"), 

perceived severity of condition, the effect of the child's condition on school 

attendance and on activity participation, parental knowledge about the condition, 
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and major recent life events or changes of famlly members. In addition, because 

the data were collected in two different settings. at home or in the clinic, setting of 

the interview was also treated as a potential intervening variable. Correlations 

were computed between these potential intervening variables and the 

psychosocial adJustment variables (Table 5). 

After examming each variable for outliers (greater than two standard 

deviatlons from the mean), correlations were computed between the above 

mentloned vanables and the psychosocial adjustment variables (total and 

subscales of the PARS 111 and Harter subscales). Correlations between 

demographlc, extraneous vanables and ail subscales and total scores of the 

psychosocial van ables were low ( 00 to 36 with no patterns) and non-significant 

(12 > 05). Settlng of the interview did not correlate hlghly wlth the psychosocial 

adjustment variables (.01 to .27). Therefore, none of the variables were controlled 

for when examining the relatlonshlp between family use of normalization and 

psychosocial adJustment of CPD children. 

Relationshlp between Family Use of Normahzatlon and PARS 

The 28 Item PARS 111 scale was divided among six subscales (peer 

relations, dependency, hostlhty, productivity, anxiety / depression, and 

withdrawal) A total score was also calculated. Higher scores indicated higher 

psychosocial adjustment. Table 6 descnbes the descriptive statistics of the PARS 

111 scores. The intercorrelatlons between the slJbscales were in the low to 
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Table 5 

Correlations between Potentiallntervening Variables and Psychosocial 

Adjustment Variables 

Child's Grade 

Mother 

level of education 
has a CPD herself 

Father 

level of education 
has a CPD himself 

Child's CPD 

limits child's activity 
level of severity 
information known 

Life Events 

Interview Setting 

(a) PARS 111 Subscales 

Anxiety Depend Hostility Withdrawal Peers Productivlty 

.29 

.31 

.02 

.26 
-.07 

-.25 
.22 
.42 

-.35 

.04 

.20 

.16 
-.23 

1'=· • v 

-.04 

-.04 
.22 
.31 

-.20 

.14 

.24 

.37 
-.06 

.35 
-.25 

-.21 
.12 
.34 

-.26 

.08 

.08 

.28 
-.03 

.24 
-.11 

.21 

.16 

.29 

-.09 

.02 

-.10 

.03 

.07 

.06 

.16 

.02 
-.10 
.15 

-.11 

-.02 

.22 

.33 
-.14 

.24 
-.10 

-.09 
.12 
.40 

- 16 

.20 

Table 5 continues 
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Table 5 continued 

-------.-----._----------------------------------------------------------------------------------------------------

(b) Harter Subscales 

School Athletic Social Appearance Behaviour Global 

----------------------_.-------------_.----------------------------------------------------------_.----------------

Chlld's Grade -.10 .12 -.05 .07 .02 .12 

Mother 

level of ed' Jcation .21 -.01 .13 -.17 .07 -.08 
has a CPD herself - 18 .02 -.06 -.03 -.08 -.20 

Father 

level of education 08 .20 .10 -.01 .09 -.02 
has a CPD hlmself .04 -.09 -.03 -.06 .06 -.04 

Child's CPD 

Irmlts child's actlvlty .03 .15 .05 .06 -.14 .09 
level of seventy .02 -.18 .04 .10 .13 .15 
information known .06 -.12 -.21 -.04 -.04 -.20 

Life Events .00 -.09 -.11 -.05 -.20 .13 

Interview Setting .12 -.27 -.17 -.06 -.03 -.01 

• 
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Table 6 

Descriptive Statistics of PARS 111 Subscales 

PARS 111 Subscales Mean Standard Deviation 

Anxiety - Depression 20.0 2.7 

Dependency 12.8 1.8 

Hostility 19.1 3.3 

Withdrawal 14.3 1.8 

Peer Relations 12.0 2.1 

Productivity 11.6 2.7 

Note: higher scores = higher psychosocial adjustment (therefore: lower anxlety 

-depression, lower dependency, lower hostllity, lower withdrawal, hlgher peer 

relations, and higher productivity) 
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moderate range suggesting a simllar underlying structure but separate subscales 

(Table 7) 

Ta test the tlrst hypothesls that families who use high levels of 

normahzation will have CPD children with high personal adJustment and role skills, 

the PARS total score and each subscale score were correlated with each of the 

Normalization Scale subscale scores (Table 8). The PARS total score and 

speciflcally, the anxiety / depresslon, withdrawal, and productlvity subscales were 

positively correlated with the "Actual Effect of the CPD on the Family" subscale. 

Mothers who described that tlle child's CPD had less effect of the child's CPD on 

family lite also rated their chlldren low in anxiety 1 depression, and withdrawal, and 

high in productlvity. 

Positive correlations were found between the total PARS score and each 

PARS subscale score and the "Perception by the Family and Others of the CPD 

Child and Famrly" subscale. Mothers who perceived that they and other people 

viewr::d thelr chlld and family as normal also rated their CPD chlldren as low in 

anxlety and depresslon, dependency, hostility, and wlthdrawal and high in peer 

relatlonships and productivlty. 

The "Encouragement of Normal Actlvlties" subscale was signlticantly 

correlated wlth the total score as weil as with the dependency, hostility, and the 

productivlty subscales. Mothers who reported that they encouraged their children 

to participate ln normal childhood actlvities also rated their children as low in 

dependency, hostility. and hlgh ln productivity. 
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Table 7 

Correlations between the PARS 111 Subscales 

Total Anxiety Depend Hostihty Withdraw Peers Productlvity 

Total 

Anxiety .81** 

Dependence .69** .48** 

Hostility .82** .70** .48** 

Withdrawal .74** .49** .44** .61** 

Peers .36* .17 .11 -.02 .11 

Productivity .83** .52** .58** .55** .59** .31* 

** denotes p < .0001 * denotes p < .006 (both two-ta,Ied) 
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Table 8 

ÇQIT~1ill!QDLbetween Normalization Scale and PARS 111 

PARS 111 Subscales 

Normallzatlon Total Anxiety Depend Hostility Withdraw Peers Productivity 

Effect on Life .33* .31* .14 .22 .37* .13 .23* 

PerceiveNormal .57* .57* .37* .39* .25* .34* .46* 

Child as CPD -.09 .06 -.12 -.21 .09 .00 -.03 

Normal Activity .27* .20 .28* .24* .18 -.04 .30* 

* D < .05 1 two-talled 

Note: Hlgher PARS scores = higher adjustment 
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Predictors of psychosocial adjustment by regression anaJ.YSJs Glven thélt ttle tol<11 

PARS 111 score and five of the SIX subscale scores were slgnlflcantly correlated 

with two or more of the subscales of normallzatlon, It was of Interest to know 

which of the normahzation subscales alone or ln combrnatlon were relélted to tlle 

different raie skills and personal adjustment subscales Ta explore thls Issue. 

separate standard multiple regresslon equatlons were computed for the total 

PARS score and each of the PARS subscales (except peer relationsillps) usrng 

the three slgnificant normalrzation subscales as predlctors For example. the tolal 

PARS score was regressed agalnst the normallzatlon subscales (Actual Effeet of 

the CPD on the Famlly; PerceptIon by the Famlly and Others of the CPD Ctllid 

and Family; Encouragement of Normal Actlvltles) The enterra used tn ace(-~pt a 

predictor was that the part correlation of the slIbscales had ta be slglllflcant and to 

contribllte at least flve percent of the vanance and that the overall F-ratlo had 10 

be significant (p < .05). 

Using regression analysis, It was found that the best predlctor of anxlety 1 

depression was the normalrzatlon subscale of "Perception of Chlld and Famlly by 

Self and Others as Normal" ThiS subscale accounted for tlle lar~Jest pmc(~nlage 

of the variance Once the "Perception of Chlld and Famlly by Self and Others as 

Normal" subscale was entered into the equatlon, the olher two normahzatlon 

subscales (Actual Effect of the CPD on the Famlly, Encouragement of Normal 

Activities) were not signlflcant. ThiS same pattern held for the PARS varrables of 

dependency, hostilrty. and productivity but not for wlthdrawal The subscale of 
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normallzatlon that best predicted wlthdrawal was "Actual Effect of the CPD on the 

Famlly". Once thls subscale was accounted for, neither the "Perception by the 

Famil'l and Others of the CPD Chlld and Family" nor the "Encouragement of 

Normal Actlvltles" subscale provlded any further significant variance 

RglattonshlQ be~een Famlly Use of Normalization and Children's 

Self -C9ffil>eJ.(l(lce 

The second hypothesls tested was that famllies who use high levels of 

normahzatlon would have CPD chlldren with a high sense of self-competence. 

The Harter was the scale used ta measure child self-competence. This scale 

conslsted of ehlldren's self-perception of thelr seholastle and athletic competence, 

social acceptance, physlcal appearance, behavioural conduct, as weil as sense 

of global self-worth. The descriptive statlstics of the Harter subscales are outlined 

in Table 9. Eaeh of the CPD chlldren's subscale scores on the Harter was 

correlated wlth each of the Normallzatlon Scale subscale scores. No significant 

relatlonshlp was found between any of the Harter subscale scores and any of the 

Normahzation subscale scores (r between 0 and .22) (Table 10). 

$uDl[llÇ![y 

ln summary, the Normallzatlon Scale factored into four subscales: (1) 

Actual Effect of the (PD on the Family; (2) Perception by the Family and Others 

of the CPD Child and Femlly, (3) Companson of CPD Child and Family to Other 

CPD Children and F-amlhes: and (4) Encouragement of Normal Activities. 

Psychometne testlng mdlcated that the scale had adequate internai consistency. 
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Table 9 

Descriptive Statistics of the Harter Subscales 

Harter Subscales Mean Standard Deviation 

Scholastic Competence 3.3 0.60 

Athletic Competence 3.1 0.70 

Social Acceptance 3.3 0.60 

Physical Appearance 3.2 0.72 

Behavioural Conduct 3.3 0.51 

General Self-Worth 3.4 0.54 



Table 10 

Correlations between the Normalization and the Harter Subscales 

Normalizatlon 

Subscales 

Harter 
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School Athletic Social Appearance Behavior Global 

Effect on Lite -.09 

Perceive as Normal .07 

Child as CPD Child 0 

Normal Actlvlty -.05 

-.05 

.02 

.22 

.03 

ail values non significant ( p > .05) 

-.09 

o 

-.11 

-.04 

.03 

.10 

-.09 

.10 

.03 

.08 

-.08 

-.10 

.02 

-.04 

.07 

.07 
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The scale was used to examine the relationship between family use of 

normalization and psychosocial adjustment ln CPD children. Sigmflcant 

relationships were found to exist between personal adJustment and raie skilis 

subscales and family use of normahzation. Specifically, using regresslon analysls, 

mothers who perceived their child to be less anxlous and depressed, less 

dependent, or less hostile also reported that thelr famlly and others percelved the 

family and CPD child to be normal. Similarly, mothers who perceived their chlld to 

have overall high personal adJustment, or good praductivity also reported that 

their family and others percelved the family and CPD chlld as normal. In addition, 

mothers who reported thelr child as less wilhdrawn also reported less actual 

effect of the CPD child on the family's IIfe. However, no significant relatlonshlp 

was found between family use of normallzatlon and CPD children's reported 

self-competence. 
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DIscussion 

The major purpose of the study was to examine the relationship between a 

family's use of normalizatlon and the CPD child's psychosocial adjustment. To 

examine thls relatlonship, a scale was constructed to measure family use of 

normalizatlon. The scale and the relationship between normalization and 

psychosocial adjustment WIll be discussed in turn. 

The Normalizatlon Scale 

Through Pnncipal Components Analysis (PCA), four subscales were 

extracted. Satisfactory internai consistency was obtained for each of these four 

subscales, except for the subscale "Comparison of CPD Child and Family to 

Other CPD Children and Familles". The low internai consistency for this subscale 

may be attributed to the number of items (only four items). Factors with fewer 

items are not as reliable as factors with greater numbers of items (DeVellis, 1991). 

Less Internai conslstency may also be due to sample size. In fact, small sample 

size decreases stablltty of the factors (DeVellis, 1991). 

Furthermore, the statlstlcally derived subscales corresponded clos el y with 

Knafl and Oeatrick's theoretically deflned do mains. Recall, two of Knafl and 

Deatrick's theoretical domams were "Definition of Family Life as Normal" and 

"DefInition of the Social Consequences of the Situation as Minimal". These 

theoretical domalns dlstlngUlshed between parents' own perceptions of their CPD 

child and family, and parents' perceptions of other people's validation of the 

famlly's deflnition of the child and the family. The PCA derived factor solution 
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divided the constructs slightly differently but included the same Items The PCA 

divided the items, not between family and others, but between normal and CPD 

families. One factor included items that exammed both family and others 

perception of the CPD child and the family as normal; for example, both the item 

"How much is your family like other families?" and the Item "How much do other 

people find your family to be like other familles?" are mcluded in the same factor. 

Thus, mothers did not distinguish belween how they saw thelr own chrld and 

family and how they thought others saw them. Rather, they dlstmglllshed 

between how they and others compared their family and child to normal famihes 

and children versus how they and others compared therr family and child ta CPD 

families and children. 

A possible explanation for why mothers did not distmguish between thelr 

own and other people's perceptions of their family and chlld may be related to how 

one's life experience IS constructed as "reallife". Howa person percelves reality 

is a subjective experience (Robinson, 1993). Normahzatlon has been 

conceptualized as more of a philosophlcal approach than a situation al reahty 

(Scharer & Dixon, 1989) - in other words more of a self-perception than an 

objective, impartial actuality. Families with a CPD chlld may choose to attend to 

their own behaviours and information that fit thelr perception of IIfe as normal (for 

example, the child attending school or the family gOln9 on vacation) (Anderson, 

1981; Oeatrick et al., 1988; Robinson, 1993). They may Ignore or discount 

behaviour and information that contradict the view they hold of the famlly (for 
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example, that the child does not have a full course load). Similarly, families with a 

CPD child may choose to attend only ta the behaviours and information from 

others that support thelr own perceptions and Ignore or disregard information from 

others that contradict thelr reahtles (Robinson, 1993; Roskies, 1972). Therefore, 

if this were the case, the mothers who perceived their family and CPD child ta be 

normal would also perceive that others also perceived the family and CPD child in 

the same fashion. 

Based on the theoretical domains, items for the Normalization Scale were 

constructed that asked mothers to compare their families ta both "normal" families 

and to CPD famllies. A second set of items asked mothers their beliefs about 

how others compared their famllies to these same two groups. The underlying 

assumption ln constructing the~a original items was that these items would tap 

both ends of a continuum with normal families on one extreme and CPD families 

at the other end and that the distinction would be between the families' 

perceptions and other peoples' perceptions. 

However, the factor solution revealed that mothers in this study did not 

make this theoretlcally derived distinction. In fact, the factor solution grouped 

Items in terms of perception of the famlly as normal versus perception of the 

family as CPD. In other words, mothers distinguished between "normal" families 

and "CPD" famllies rather than dlstlnguishing on the basis of who was judging the 

family. 
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Wording of the items is one possibility the subscales divided as perception 

of normal family versus CPD family dimensions rather than along the perception 

by self versus others dimensions. Perhaps the wording of the items W;IS not 

different enough for respondents to distinguish between items questlomng their 

perceptions and those items tapping their perception of other peoples' perceptions 

about their family and child. The lack of dlstmction mlght have caused the 

mothers to answer bath types of items similarly. However, there IS reason not to 

accept this explanation. In piloting the Normalizatlon Scale, mothers were asked 

to explain the items and they were able ta distinguish whose perception was beUlg 

elicited in each item. 

Another possibility for the flndlng of separate factors for perception of the 

family as normal and perception of the family as CPD IS that mothers did not 

perceive normal families to be on a continuum wlth CPD familles. In order to 

compare themselves to other CPD familles, mothers flrst may have ta Identlfy 

themselves as part of a CPD family. If unable to Identify wlth CPD familles, the 

mothers could not rnake compansons. Mothers of CPD children may not Identlfy 

themselves as a CPD family. There IS sorne eVldence from thls study to support 

this possibility. Many mothers did not answer items that asked them to compare 

their family to other familles wlth children with similar conditions. ThiS explanatlon 

is supported by the research of Darling (1979) and Roskies (1972) who found that 

parents tended to perceive their child as unique and "Iess affected" than other 

• children with a particular disorder and therefore. dld not Identlfy wlth groups for 
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handicapped children. In thls study, only 6% of mothers rated thelr child as more 

severely affected than other children with a similar condition. 

ln this study, two factors were extracted from the PCA that divided Knafl 

and Deatrick's single theoretical domain labeled "Engaging in Behaviours to 

Demonstrate the Family's Normality". Knafl and Deatrick described families' 

behaviours and actlvities that illustrate to other people that the family behaves and 

;s like other familles who do not have a CPD child. Mothers in this study 

separated this single theoretlcal domain into two statistically denved subscales: 

(1) Actual Effect of the CPD on the Family, which included items about how family 

planning and activities were impacted by the child's CPD and (2) Encouragement 

of Normal Activltles, which included items that demonstrated the child's normality 

to the family and others and tapped the values of the CPD parents. This second 

factor included items that asked about valued but not necessarily actual 

behaviours of their child. 

Wording of the items may explain why mothers differentiated between 

actual and valued behaviours in their CPD chlldren. Items were developed that 

tapped "normal" behaviours. However, sorne of the items were worded in such a 

way that tapped desired behaviours that did not necessarily reflect actual 

behavlours of the child whlle other items inquired about existing behaviours. 

One of Knafl and Deatrick's theoretical domains, namely, 

"Acknowledgement of the Existence of the Impairment" in which parents confirm 

that their child does have a chronic physlcal condition, was not extracted as a 
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factor in the PCA. Theoretically, acknowledgement of the eXistence of the 

impairment is essential to distinguish a famlly's use of normfJlization from a 

family's use of denial (Knafl & Deatrick, 1986). Recall that there was only one 

item to measure this theoretical domam This Item dld dlscnminate somewhat 

between mothers who acknowledged the eXistence of their child's CPD or flOt. 

Although the majority of mothers did acknowledge the existence of thelr child's 

CPD through this question, flIne percent of mothers answered that they were only 

"a little" sure (Iess th an 30%) that their chi Id had been correctly dlagnosed It may 

be that with more items. this domam would emerge as a factor. 

Relationship between Family Use of Normahzation and Psychosocial Adjustment 

in CPD Children 

The findings suggest that high use of normahzation IS related to CPD 

children who are better adjusted in terms of personal adJustment and role skills. 

High-normalizing mothers perceived their CPD children to be less anXIOUS, 

depressed, dependent, hostile, and withdrawn than did low-normahzmg mothers. 

These high-normalizing mothers also rated their children to have overall high 

personal adjustment, better peer relations, and good productivlty. 

Of the four subscales of the Normahzation Scale, three of the subscales 

were related to better psychosocial adjustment by correlation analysis, two by 

regression analysis The best predictor of the CPD child's overall personal 

adjustment, anxiety 1 depression, dependency, hostllity, peer relations and 

productivity was the subscale "Perception of Child and Famlly by Self and Others 
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as Normal". The best predlctor of low withdra'Nal by the CPD child was the 

subscale "Actual Effect of the CPD on the Family" Contrary to the hypothesis, 

family use of normalization was not related to CPD children's sense of 

self-competence ln this study. 

These findmgs ralse several issues. Why is perception of normality the 

dimension of normalization that appears to be most related to children's personal 

adjustment and role ski Ils? Why is CPD child withdrawal best predicted by actual 

effect of the CPD on the family's life? Why is family use of normalization not 

related to CPD children's sense of self-competence? Why is the PARS 111 scale 

related to family use of normalizatlon but not the Harter's Sense of Perceived 

Competence? These issues will be discussed in turn. 

Perçeptlon of normality as the most important predictor of child personal 

adJustment. There may be sevelral reasons why overall personal adjustment. 

anxlety, dependence, hostility, peer relations, and productivity were primarily 

related to the perception by self and others of the child and famlly's normality. 

One explanatlon IS methodological. The reason for the high correlations between 

farnlly use of normalization and high personal adjustment and role skills in the 

chlld rnay be related to cam mon method variance. Recall that mothers 

completed bath the Normalizatian Scale and the PARS 111. Therefore, mothers' 

perceptions of their familles may also affect their perception of their children. If 

thls was the case, It rnay be that mothers who saw their family as highly "normal" 

• also perceived thelr children to have high personal adjustment and role skills. 

----------------~-- ~-- -~~ 
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However, only one of the four subscales was related to the child's personal 

adjustment and role skills. If mothers' ratings affected both scales then It would 

be expected that ail four normalizatlon subscales would correlate hlghly with the 

PARS 111. However, thls was not the case. 

Another possibility for why mothers who percelved thelr famlly and chlld as 

normal also perceived thelr child to be weil adjusted wlth good role skills may be 

found in other research findlngs about the process of normalizatlon 

Normalizatlon has been conceptuahzed as more of a phllosophlcal approach than 

as a situational reality (Scharer & Dixon, 1989) Parents who normahze 

selectively attend to "normal" behaviours and ignore the behavlours and 

situations that do not fit the deslred or expected norm (Anderson, 1981, Deatnck 

et al., 1988, Robinson, 1993). These parents would also expect other people to 

do likewise (Roskies, 1972). Robinson labeled thls behavlour as "constructlng the 

story of life as normal" (Robinson, 1993, p.9). If thls was the case, the CPD 

child's "normal" behaviours would be attended to and retnforced by the farmly and 

others. Therefore, It would then follow that perception by the famlly and others of 

the family and child as normal would be the dimenSion most strongly related to 

CPD child personal adaptation and role skilis. 

These findings suggest that mothers who percelve that thelr famlly and 

child as normal are likely ta have CPD chlldren wlth good personal adJustment 

and role skills. Further research IS needed to valldate these results However, 

• the flndings suggest that a mother's perception and appralsal of the situation IS 
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important to the psychosocial adJustment of her CPD chi Id. Therefore, nurses, 

when assessmg mothers, need to explore how mothers perce Ive their CPD child 

and how she thlnks others percelve thelr child. Although other dimensions of 

normahzahon may be important to other areas of the CPD chlld and family's 

health (as yet unexplored), there IS now sorne evidence that the nurse trying to 

assess and promote the CPD chlld's psychosocial adjustment and role skills 

could focus pnmanly on the family's perception of normality. 

CPD chlld wlthdrawal as best predicted by actual effect of the CPD on the 

farruJy By regression analysis, withdrawal was the only subscale of PARS that 

was not predlcted by the "Perception of Chlld and Family by Self and Others as 

Normal" subscale but instead by the subscale "Actual Effect of the CPD on the 

Famlly". Mothers who felt that slbling and couple actlvities were more affected by 

the chlld's CPD and who felt that thelr lives would be very different if the child did 

not have a CPD had CPD chlldren that were more IIkely to "do nothing" or to 

seem unaware of things happening around him or herself. It is possible that 

withdrawn chlldren have a signlflcant effect on normal famlly life. Further 

research may test thls relatlon~hlp and provlde possible explanatlons for this 

flndlllg 

~_ack_of a relatlon;;hlp between famlly use of normalization and children's 

~1f=-çprnQillelJce It was hypothesized that family use of normalization would be 

related ta CPD chlldren's sense of self-competence This hypothesis was not 

supported. The hypothesis was ariginally based on both theoretical and emplrical 
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data. Saylor (1990) theonzed that havlng a CPD eould stlgmatlze an Indlvldual 

which th en might affeet the indlvldual's sense of self-competence. She noted thôt 

redefining the CPD in order to represent it as normal (1 e , normahzlng It) could be 

one way to manage the illness' potentlal effect on self-competence Knafl and 

colleagues (1992) dld find a correlation between lower self-worth III CPD chlldren 

and parents who viewed them as "not normal"; thls relatlonshlp was found to be 

true only when bath parents vlewed the child as "not normal" 

There are several po~sible explanatians for the lack of a relahollshlp 

between mothers' perceptions of family use of normahzatlon and CPD cl1lldren's 

sense of perceived self-competence One explanation IS methodologlcal Wtllie 

the children in Knafl and colleagues (1992) study also completerl the Harter Scale 

(1985), normalizatlon was measured dlfferently than ln thls study ln thfJ Knafl 

study, family use of normahzatlon was assessed by the researchers based on 

interviews with parents. In this study, famlly use of normahzatlon was based on 

mother's reports uSlng a questionnaire. This methodologlcal dlffcrence could 

account for the difference found in the relatlonshlp between normallzalion and 

global self-worth in these two studles 

Other posslbilities for the lack of a relatlonshlp between mothers' 

perceptions of family use of normahzatlon and CPD chlldren's sense of percelved 

self-competene,e also eXlst. Self-esteem has been shawn ta be dlrectly affectmj 

by the specifie social group to which the chlld compares hlm/her- self (Harter, 

1985). Recal! that the sam pie of children in thls study consisted of school-aged 



71 

children. These chlldren have access to several groups to which they might 

compare themselves (e 9 ,peers). If they do not identlfy themselves as CPD 

familles or chlldren, CPD chlldren may not compare themselves unfavourably to 

thelr social companson groups and therefore mlght not feel the strgma that Saylor 

theo Ized mlght affect CPD chlldren's sense of self-competence. It would be 

necessary to know what social comparison group the CPD children in this study 

are usrng ln thelr self-judgements ln order to further understand wh ether this 

expia nation IS valid Overall, the children ln thls study percelved themselves as 

hlghly competent but the variability wlthin thls sample was similar to that reported 

by Harter (1985) 

Another explanation for the lack of a relationship between mothers' 

perceptions of family use of normalrzatlon and CPD children's sense of perceived 

self-competence IS that chlldren's self-esteem may be affected more strongly by 

factors other than the degree to which a family normalizes. For example, 

mother's own self-esteem IS a factor that ha'.; been found to affect child 

self-esteem (Coopersmlth, 1967) This factor or other family factors may be more 

Important than famlly use of normahzatlon in affect!'lg the CPD child's sense of 

self -com petence 

p~f.soQal adJustment and role ski Ils but not '. rceived self-competence is 

œlated toJflmlly use of normallzatlon The final Issue to be discussed is why the 

PARS 111 scales were related ta famlly use of normalrzatlon whlle the Harter 

scales of percelved self-competenci3 were not. One explanatlon IS that how 
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parents' percelve thelr children and how children assess themselves are not 

identical. The parents are also pnmarily Judgmg behavlour whlle the chlldren are 

measuring their perceptions of thelr competency. In addition, parents mlght be 

less aware of thelr chlld's sense of self-competence and the sources trom whlch 

the children judge themselves and develop a sense of self-competence than they 

are of the child's behavlour ln thls case, less attention and relnforcement may bc 

focused on developmg the chlld's sense of self-competence thém on the 

behaviours measured by the PARS 111 scale. Future resealch would be 

necessary to further examine thls relatlonshlp (or lack of It) and the determlnants 

behind it. 

Conclusion 

Family use of normalizatlon was found ta be related ta CPD chlld 

psychosocial adjustment Speclflcally, the mother's perception that the famlly and 

other people percelved that the famlly and CPD chlld were normal was strongly 

related to overall hlgh personal adJustment, good peer relations and productlvlty ln 

the CPD ch!ld along wlth low reported anxlety and depresslon, depenJencü. and 

hostility. However. family use of normallzatlon was not found to be related to 

CPD child perception of self-competence ln thls study Further research should 

examine these relationshlps. The cIImclan almlng to Improvc the personal 

adjustment and role skills of the CPD chlld could focus on assessmg and 

intervening with the family's perception of the normahty of the famlly and chlld 
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although It Gould be that the personal adjustment and raie skills of the child are 

the factors influencing family use of normahzation. 

The development of the Normahzation Scale may also further research into 

the process of normahzatlon. Concept analysis continues to be the focus of 

nursmg research on normallzation in CPD families. Initiai psychometrie testing of 

the Normallzatlon Scale mdicates that the scale has the potential to better 

elucldate the concept of normalization and family use of normalization. The scale 

shows good internai consistency and construct valldlty. The scale discriminat~~s 

between the dlfferent dimensions of the concept of normalization. Therefore, the 

dimensions of normalization that affect familles and children may be better able ta 

be assessed using thls scale. An attempt to quantlfy family use of normallzation 

may allow the progression of research about normalization. However, further 

development of the Normahzation Scale by expanding the item pool and further 

psychometrie testlng would be an Important tirst step. 



74 

Refenmces 

Achenbach, T. & Edelbrock, C. (1983). Manual for the chlld beh~!yior c..h_e..çhllS.t 

and revised child behavior profile Vermont: Queen City Pnnters 

Agie, D. (1975). Psychological factors ln hemophilia - the concept of self-care. 

Annals of the New York Academ')' of Sciences, 240, 221-225. 

Anderson, J. (1981). The social construction of illness experience: Familles with a 

chronically-ili child. Journal of Advanced Nursing, 6, 427-434. 

Band, E. & Weisz, R. (1990). Developmental differences in pnmaryand 

secondary control coping and adjustment to Juvenile dlabetes. ~oJ.!.nlgLQt 

Clinical Child Psychology, 19(2), 150-158. 

Bedell, J., Giordani, J., Amour, J., Tavormina, J., & Boil, T. (1977). Life stress and 

the psychological and medlcal adjustment of chronlcally III ctllidren J1)J)inaJ 

of Psychosomatlc Research, 2.1,237-242. 

Billings, A, Moos, R., Miller, J. ,& Gottlieb, J. (1987) Psychosocial adaptation ln 

juvenile rheumatic diseas€:: A controlled evaluatlon. tiealtb.Psyçbology, 

§(4},343-359. 

Birenbaum, A. (1970). On m21naging a courteby stlgma. Journal of Hcn!th 311Q 

Social Behaviour, .12, 196-206. 

Bossert, E., Holaday, B., Harklns, A, & Turner-Henson, A. (1990). Strategies of 

normalization used by parents of chromcally ill school age chlldren . .).9UrrlÇlI 

of Chilcl-and-AdolesCfmt-Psychiatric-anq Ment;:J1 Health NllfS_Iil9, 3(2), 57-61. 



75 

Breitmayer. B., Gallo, A., Knafl, K., & Zoeller, L. (1992). Social competence of 

school-aged children with chronic iIInesses. Journal of Pediatric Nursing, 

1(3), 181-188. 

Breslau, N. (1985). Psychiatrie dlsarder in children with physical disabilities. 

Journ~1I of the Amer/can Academy of Child Psychiatry, 24(1), 87-94. 

Cadman, D., Boy/e, M., Offord, D., Szatmari, P., Rae-Grant, N., Crawford, J. & 

Sv/es, J. (1986). Chronie iIIness and funetionallimitation in Ontario children: 

Findlngs of the Ontario Child Health Study. Canadian Medical Association 

Journal, 1~5, 761-767. 

Cadman, D., Boyle, M., Szatmari, P. & Offord, D. (1987). Chronic iIIness, 

disability, and mental and social well-being: Findings of the Ontario Child 

Health Study. Pediatries, 79(5), 805-813. 

Cappelli, M., McGrath, P., MacDonald, N., Boland, M., Fried, P. & Katsanis. J. 

(1988). Parent, family, and dlsease factors as predictors of psychosocial 

functioning in children with cystic fibrosis. Canadian Journal of Sehavioural 

SCience, 20(4),413-423. 

Cappel!!, M., McGrath, P., MacDonald, N., Katsanis, J. & Lascelles, M. (1989). 

Parental care and overprotection of children with cystic fibrosis. British 

Journal of Medical Psychology, 62, 281-289. 

Cohen, J. (1992). A power primer. Psychological Bulletin, 112(1),155-159. 

Conyard, S.t Krishnamurthy, M. & Dosik, H. (1980). Psychosocial aspects of 

sickie-cell anemia in adolescents. Health and Social Work, ,5, 20-26. 



• 

76 

Coopersmith, S. (1967). The antecedents of self esteem. San Francisco' W.H 

Freeman. 

Daniels, D., Moos, R., Billings, A., & Miller, J. (1987). Psychosocial nsk and 

resistance factors among children with chronic illness, healthy slbhngs, and 

healthy contrais. Journal of Abnormal Child PsychQlQgy, 15(2), 295-308 

Darling, R. (1979). Families against society: A study of reactlonsJ~~h~_dfJ}n..WJt!l 

birth defects. Beverly HiIIs: Sage Publications. 

Darling, R. & Darling, J. (1982). Children who are dlfferent: MeeJm.9.it:t~ 

challenges of birth defects in society. St. LoUIS: C.V. Mosby. 

Davis, F. (1963). Passage through crisis: Polio victlms and thelr famllie~ 

Indianapolis: Bobbs-Merrill. 

Deatrick, J. & Knafl. K. (1990). Management behaviors: Day-to-day adjustments 

to childhood chronic conditions. Journal of Pedlatriç Nl![~lng, ~(1), 15-22. 

Deatrick, J., Knafl, K. & Walsh, M. (1988). The process of parentlng a chlld wlth 

a disability: Normalization through accommodations Jourr)gLQf Acbl.fmç.eit 

Nursing, j1, 15-21. 

DeVellis, R. (1991). Scale development Theory and applications. (Sage Apphed 

Social Research Methods Series, Volume 26). Newbury Park' Sage 

Publications. 

Diamond, M. & Jones, S. (1983). Chranic Illness across the life_.sQan. Norwalk, 

CT: Appleton-Century-Crofts. 



• 

77 

Eiser, C., Eiser, J., Town, C. & Tnpp, J. (1991). Discipline strategies and 

parental perceptiuns of pre-school children with asthrna. British Journal of 

MedIcal Psychology, 64, 45-53. 

Elfert, H., Anderson, J. & Lai, M. (1991). Parents' perceptIons of children with 

chromc Illness' A study of immigrant Chinese families. Journal of Pediatric 

Nursll]!J, Q(2), 114-120. 

Ellsworth, R. (1978) Personal adjustment and raies skills scale. Palo Alto: 

ConsultIng Psychologists Press, Inc. 

Gayton, W., Friedman, S., Tavormina, J., & Tucker, F. (1977). Children with 

cystic fibrosis: 1. Psyehological test findings of patients, siblings, and 

parents. Pedlatrics, 59(6), 888-894. 

Gesten, E. (1976). A health resources inventory: The development of a measure 

of the personal and social competence of primary grade children. Journal of 

Consulting and Chnlcal Psychology, 44, 775-786. 

Grey, M , Cameron, M. & Thurber, F. (1991). Coping and adaptation in children 

wlth dlabetes. Nursing Research, 40(3), 144-149. 

Grey, M , Genel, M., & Tamborlane, W. (1980). Psychosocial adjustment of 

lateney-aged dlabetlcs' Determinants and relationship to control. Pediatries, 

6.5(1),69-73. 

Harter, S. (1982). The perceived competence scale for children. Child 

Development, 53, 87-97 . 



Harter, S (1985). Manual for the self-perception profile for childœn. Denver. 

University of Denver. 

Holaday, B. (1984). Challenges of rearing a chronically ill chlld - canng and 

coping. Nursing Clinics of North America, 19(2). 361-368. 

78 

Howe, G.W., Feinstein, C., Reiss, D., Molock, S. & Berger, K (1993) Adolescent 

adjustment to chronic physical disorders: 1. Companng neurologlcal and 

non-neurological conditions. Journal of Child Psychol~é!Dlt PSY,Ç,Ulglry, 

34(7), 1153-1171. 

Hurtig, A., Koepke, D. & Park, K (1989) Relation between seventy of chronic 

illness and adJustment in chlldren and adolescents with slckle cell dlsease. 

Journal of Pediatric Psychology, 14(1),117-132 

Hurtig, A. & White, L. (1986). Psychosocial adjustment ln chrldren and 

adolescents wlth sickle cell disease. Journal of Pedlé!tn!'~ Psyçhojggy, 

11(3),411-427. 

Kashani, J., Barbera, G., Wilfley, D., Morris, D., & Shepperd, J. (1988). 

Psychological concomitants of cystic flbrosls III chlldren and adolescents. 

Adolescence, XXIII (92), 873-880. 

Knafl, K. & Deatrick, J. (1986). How families manage chromc conditions: An 

analysis of the concept of normallzation. Research in Nurslll9-~lJ{lJNÇJJth, 9, 

215-222. 

Knafl, K. & Deatrick, J. (1990). Famlly management style. Concept analysls and 

development. Journal of Pediatrie Nursing, 5(1), 4-14. 



79 

Knafl, K., Gallo, A., Breitmayer, B., Zoeller, l. & Ayres, l. (1992). Family 

response to a child's chronic iIIness: A description of major defining themes. 

Unpublished manuscript. 

Kruhk, T (1980). Successful 'normalizing' tactics of parents of chronically-ill 

ehlldren. Journal of Advanced Nurslng, ~, 573-578. 

Kumar, S., Powars, O., Allen, J. & Haywood, L. (1976). Anxiety, self-concept, and 

personal and socIal adjustments in children with sickle eell anemia. The 

Journal of Pediatries. 88(5). 859-863. 

Lemanek, K., Moore, S., Gresham, F., Williamson, D. & Kelley, M. (1986). 

Psychological adJustment of ehildren with sickle cell anemia. Journal of 

Pediatrie Psychology, 11(3), 397-409. 

LewIs. B. & Khaw, K. (1982). Famlly functioning as a mediating variable 

affecting psychosocial adjustment of children with cystic fibrosis. The 

Journal of Pediatnes, 101 (4), 636-640. 

MaUson, A. (1972). Long-term physical illness in childhood: A challenge to 

psychosocial adaptation. Pediatries, 50(5), 801-811. 

MaUson, A. & Gross, S. (1966). Social and behavioral studies on hemophilic 

ehlldren and their families. The Journal of Pediatries, 68(6), 952-964. 

McAnarney, E., Pless, 1., Satterwhite, B. & Friedman, S.(1974). P sychologi cal 

problems of children with ehronic juvenile arthritis. Pediatries, 

53(4),523-528. 



80 

Morgan, S. & Jackson, J. (1986). Psychological and social concomitants of 

siekle cell anemia in adolescents. Journal of Pediatrie PsycholQ9Y, 11(3), 

429-440. 

Newacheck, P. & Taylor, W. (1992) Childhood ehromc illness: Prevalenee, 

severity, and impact. American Journal of Public HeaJlb, 82 (3), 364-371. 

Parker, G. (1983). Parental overprotection: A nsk façj,or ln QsYcDOS_Qçlal 

development. Toronto: Grune & Stratton. 

Pless, 1., Cripps, H., Davies, J. & Wadsworth, M. (1989). Chronic physlcal illness 

in childhood: Psychologlcal and SOCial effects ln adolescence and aduillife. 

Developmental MediCine and Child Neurology, 31, 746-755. 

Pless,1. & Nolan, T. (1991). ReviSion, rephcatlon and neglect - research on 

mal ad just ment in chronic iIIness. Journal of Child Psy~b.Q'-QJ]Y Rl1d 

Psychiatry, 32(2), 347-365. 

Pless,l., Power, C., & Peckham, C. (1993). Long-term RsychQ~QçI91_s~~weIge_Qf 

ehronic physical disorders in childhood. Pedlatnes, 91(6), 11~~1-1136 

Polit, D. & Hungler, B.P. (1991). Nursing research:Enncrple_~QI1(t methoejs (4th 

ed.). Philadelphia: J. B. Lippincott Co. 

Quint, J. (1969). Becoming dlabetlc: A study of emergmgJ<1~nti1y. Doctoral 

dissertation. University of California. Ann Arbor San FranCISco University 

Microfilms. 

Ramsay, J. (1973). The effect of number of categories ln ratlng scales on 

precision of estimation of scale values. Psychometrika, 3J3, 513-532 



Robinson, CA (1993) Managlng life wlth a chromc condition: The story of 

normahzatlon. Qualitative Health Research, ~(1), 6-28. 

Roskles, E (1972) Abnormality and normahty' T:le mothering of thalidomide 

çJJ!ldren. Ithaca Comel! University Press. 

81 

Rutter, M , Tlzard, J. & VVhltmore, K. (1970). Education. health and behavior: 

e~y-çhologlcal and medleal study of childhood development New York: John 

Wlley 

SAS Inc (1989). SAS Language and Procedures: Usage (version 6, 1st ed.). 

Cal)', N.C : SAS Institute Inc. 

Saylor, C. (1990). The management of stigma: Redefinition and representation. 

HolIstlçliurstngEractlçe., ~(1), 45-53. 

Seharer, K. & Dlxon, D. (1989). Managlllg ehronic Illness: Parents with a 

ventllator-dependent chlld Journal of Pediatrlc Nursing, ~(4), 236-247. 

Simmons, R., Corey, M., Cowen, L , Keenan, N., Robertson, J., & Levison, H. 

(1985) Emotional adJustment of early adolescents with cystic fibrosis. 

,=~ç!lQ~rnÇltlç..Meqiclne, 47(2), 111-122. 

Spock, A & Stedman, D. (1966). Psychologie charaetenstics of children with 

cystlc flbrosls Nortb Carollna Medical Journal, 27,426-428. 

Stem, R & Jessop, D (1 982) A noncategoncal approach to 

chronle ehildhood dlsease. Public Health Reports, 97, 354-362. 

Stein, R. & Jessop, 0 (1990). Manual for personal adJustment and role skills 

fi~aJ.!iœ8B_S.-1JJJ Bronx, N Y .. Albert Einstein College of Medicine. 

---------~~- ------------



82 

Steinhausen, H. (1976). Hemophiha: A psychologlcal study ln chronlc dlsease 111 

juveni!es. Journal of Psychosomatlc Researct}, 20,461-467 

Swift, C., Seidman, F. & Stein, H. (1967) Adjustment problems ln juvenlle 

diabetes. Psychosomatlc Medicine, XXI~--lfj), 555-571 

Tavormina, J., Kastner, L. Slater, P & Watt, S. (1976) Chromcally III chlldren 

A psycholoQlcally and emotionally devlant population? J_Qurnal of Abnormal 

Child Psychology, 4(2), 99-110. 

Thompson, R., Hodges, K. & Hamlett, K. (1990). A matched companson of 

adjustment in children wlth cystlc flbrosls and psychiatncally referreej and 

nonreferred children. Journal of PedialrJÇ~J?yçI}Q!Qgy, 15(6), 74!ï-759 

Thorne, S. (1985). The family cancer expenence. CançeL N!,JrslnjJ, 8(5), 285-291 

Timko, C., Stovel, K., Moos, R and Miller, J. (1992) Adaptation to juvenlle 

rheumatic dlsease' A controlled evaluatlon of functlonal dlsablhty wlth a 

one-yearfollow-up. Health Psychology, 11( 1), 67-76 

Ungerer, J., Horgan, B., Chaltow, J., & Champlon, G (1988). Psychosocial 

functioning in children and young adults wlth Juvenile arthntls P.edlatncs. 

81 (2), 195-202. 

Venters, M. (1981). Familial coping wlth chronlc and severe chlldhood condition 

The case of cystic flbrosis. Social SG~-'JCE;LQŒtM!3dICJ[W, 15A, 289-297. 

Voysey, M. (1972). Impression management by parents with dlsabled cfllidren 

Journal of Health and Social Behavior, 1.3, 80-89. 



83 

Voysey, M. (1975). A constant burden: The reconstruction of farr.,iy life. London: 

Routledge and Kegan Paul. 

Walker, 0 , Stein, R , Perrin, E. & Jessop, D. (1990). Assessing psychosocial 

adjustment of ehlldren with chronlc physical conditions: A review of the 

techmeal propertles of PARS 111. Journal of Developmental and 8ehavioral 

p~dla1r.ffi~, jJ(3), 116-121. 

Wallander, J., Feldman, W., & Varni, J. (1989). Physical status and psychosocial 

adJustment ln ehildren with splna blfida. Journal of Pediatrie Psychology, 

:14(1),89-102. 

Wallander, J , Varnl, J., Babani, L., Banis, H., & Wilcox, K. (1988). Children with 

ehronlc physical dlsorders' Maternai reports of thelr psychological 

adJustment Journal of Pediatrre Psychology, 13(2),197-212. 

Wallander, J , Varnl, J , Babanl, L., Banis, H., & Wllcox, K. (1989). Family 

resources as resistance factors for psychological mal ad just ment in 

chronically III and handicapped children. Journal of Pediatrie Psychology. 

j~(2), 157-173 

Wertlieb, 0 , Hauser, S , & Jacobson, A (1986). Adaptation to diabetes: 

Behavlor symptoms and family context. Journal of Pediatrie Psychology, 

U(4), 463-479. 



84 

Appendices 

• 



• ,Wh!:lt 1 Am Like 
Appendlx a: Sêtl F'erceptlon Sca1e for Children 

Name ________________ Age ___ BlrtMay _____ -=-__ 
\10('\11"1 L;d~ 

Boy or Glfl (clfcle whlch) 

(a) 

1 

2 

3 

4 

5 

6 

.7 
8 

Really 
Tru. 

for me 

Sort of 
Tru. 

for me 

DO 

D 0 

D 0 

D 0 

D 0 

D 0 

D 0 

D D 

D D 

SAMPLE SENTENCE 

Sorne klds would ralher 
play outdoors ln thelr 
spare tlme 

Sorne klds leel :!;at they 
are '1ery gooa at thelf 
scnoal .... ork 

Some Klds flnd Il hard to 
make Inends 

Sorne klds do very r'Yel/ 
al ail klnds 01 sports 

Some \uds are happv 
wlth the 'Nay they look 

Sorne klds olten do nof 
Ilke the .... ay they beha'le 

Sorne klds are olten 
unhappy 'Nlth themselves 

Some Klds leel Ilke Ihey 
are lust as smart as 
as other ~Ids theJr age 

Sorne Klds ha'Je a/or 01 
fr1ends 

Olher Klds would ra:her 
BUT watcn TV 

OthE" ~Ids .vorr, about 
BUT whett,er lt'ley can da :he 

schOl.l ',York assigned ta 
tt'lerr 

Othe ~,Ids fWd It S pre'l)' 
BUT eJs/ '0 o'11aKe 'r1erld5 

Other ~Ids don r leel :1031 
BUT they are Je"; gOOd .. ·.'nen 

It cOrnes to sports 

Other ~Ids are nOf haspy 
BUT 'Nlth the way they lOOk 

Other klds usually /tke 
BUT the Wé'ly they tJet'lave 

Other Klds are oretty 
BUT p/easea 'Nlth tl'emselves 

Other Klds aren t 50 sure 
BUT and wonder Il they are 

as smart 

Other klds don', ~a,~ 
BUT 'Jerf many 'rle(1Cs 
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Group ____ _ 

Sarl of 
Trua 

for me 

Really 
True 

for me 

DO 

D 0 

D D 

0 0 

D 0 

D -0 

D 0 

0 D 

0 D 



Rully Sort of Sort Gr> Rully 
Trua Tru. Tru. Tru. 

for m. for m. lor me for mt 

9 

0 D 
Some k,ds wish !hey Other klds feel !Mey are 

D D could be alot better at BUT good enough at sports. 
5ports 

10 

0 D 
Sorne klds are happy Other k,ds wish 'helr 

D D wlth the" t'lelght and BUT t'lelght or welght were 
welght dlfferent. 

, , 
D D 

Some klds usually do Other klds often don', 

D D the (fght thlng BUT do the rrght thlng. 

12 

D D 
Sorne klds don', Ilke the Other klds do Ilke the 

D D way they are leadmg BUT 'Nay :hey are leadlng 
thelr Iife tne,r Iife 

13 

D D 
Sorne kids are pretty Other klds can do thelr 

D D slow ln flnlshlng the" BUT school worK qUlckly 
sehool 'Nork 

14 

D 0 
Some ~Ids ..... ould ilk<; to Otl1er klds have as many Ci D have alot more fnends BUT frlends as tt"ey Nant 

15 

D D 
Sorne klds thlnk the y Other k'ds are afrald 

D D cau Id da Nell al Just BUT they mlght not do Nell at 
about any n,,?w sports sports tl'ey ha .. en t ever 
actlvlty they haven t tned. 
trred belore 

16 

D D 
Some klds wlsh the" Other lods I,ke ther 

D D Dody was dJ/lerent BUT bOdy the way It IS 

.. 
17 

D D 
Some klds usually act Other klds often don't 

D D the way they know they BUT act the way they are 
are supposed to supposed to. 

1S 

0 D 
Some klds are happy 'Nlth Other klds are oHen nof 

D D themselves as a persan BUT happy 'Nlth themselves 

e 
19 

D D 
Some kldS often forget Other klds can 

D D what they learn BUT remember thlnçs easJ/y 

:0 r--l Il Sorne k:Cs are always Otr,er ~iCS usually do n n - ... - ......... -.... .k ..,l''''''f RIIT '''''''r''<; bv tnemselves 



Rully Son of SortEb, Really 
Tru. Tru. True True 

'or m. 'or m. /or me lor me 

21. 

D D 
Sorne klds teel that they Other klds don 'f leel 

D D are better than others BUT they can play as weil 
thelr age at sports 

22 

D D 
Some klds wish the" Other klds Ilke thelr 

D D physlcal appearance (how BUT physlcal appearance the 
they look) was dlfferent way It IS, 

23. 

D D 
SOr.1e kids usually get Other klds usually don't 

D D ln trouble because of BUT do thlngs Ihat get them 
thlngs they do ln trouble 

24. 

D D 
Some klds Ilke the klnd Ott',er klds olten wish 

D D of person they are BUT they were someone 
else 

25. 

D D 
Some "'Ids do very .'tell Otr.er klc1s don 't do 

D D at thelr ClaSS'Nork BUT very weil al thelr 
classwork, 

26. 

D D 
Some klds Wish trlat Other I.:lds feel tt'la' '"'"lest 

D D more ~eople tl-:Ir age BUT people thelr age 00 llKe 

Ilked them Ihem 

27. 

D D 
ln çames and soorts Other klds usually play 

D D some krds usually watcfl BUT ratner than Just watch 
Instead of play 

28. 

D D 
Some klds wlsh Other krds Ilke thelr face 

0 D somett'lIng about therr BUT and hatr tht' way they 
lace or halr looked are 
dlfferent 

29. 

D D 
Some I(1('js do thrngs O!her klds hardly ever 

D· D they know they BUT do thlngs they know 
shouldn 't do they shouldn't do 

30. 

D D 
Some klds are very Other klds wish they 

D D happy berng the way BUT were dlfferenr 
l\"ley are 

.31. 
D D 

Some klds have trouble Other klds aimas! 

D D fig U Ti ng out t he an s .. ,ers BUT alNa/s can figure out 
ln school the ans/lers 

32. 

D D 
Seme ~Ids are popu/ar Other klOs are net ,ery 

D D wlth others thelr age BUT popular 



Reilly Sort 01 Sort oPB RUlly 
Tru. Trut True Tru! 

for m. for m. for me for mt 

33 

0 0 
Sorne klds don'r do weil Other klds are: good at 

D 0 al new Outdoor games BUT new games nght away 

34 

D 0 
Sorne klds thlnk that Other klds thlnk that 

0 0 they are gOOd loc>klng BUT they are not very 
good IrJoklng. 

35 

D 0 D D Sorne klds b~ha"e Other klds olten flnd Ir 
themselves very weil BUT hard ta be.,ave 

ttiemselves 

36 

D 0 D 0 Se"me klds are not very Other klds thlnk the way 
happy wlth :he way tl'1ey aUT ttit'y do thlngs ,5 fme 
do alot of thlngs 

SUS,ln Harter Ph 0 Unl~erSlty of Denver, 1985 
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Appendix B: PARS 111 

FolloWlng are a few QUEstIons about you r Chl)d's bphavlor. PLEASE C]RCLE whether thl~ 
curs NEVER or RARELY (NI, SQMETIMES (5), OFT~nar:- AL~AYS or ALMOST AL~AYS lAI 

NEVER ~Ot\ET )t\~S LflEN AL\lAI~ 
~r I\hr-El y ~r All'IOSt 

AlWAY5 
DURING THE LAST HONTH, HAS HEiSHE ... 

1. Spent t Ime l'II th frlendS Î N 5 a Il 

2, h'anted help 11, thlnçs he/she cou)d have done' N S 0 A 

3. Done thlngs for attention Even though pUnl shed for It' N S 0 fi 

4, Stayed Wlth task or dsslçnment unt 11 flnlshed i N 5 a Il 

------------------------------------------------------ ---------------------------_ .. 
5. 

6. 

7. 

8. 

Complalned about problems' 

Sat and stared "othout dOlng a~,ythlng' 

Made frlends wlthout dlfflculty? 

Been unable to declde thlngs for self? 

N 

N 

N 

N 

s 

5 

S 

[) 

[) 

o 

fJ 

--------------------------------------------------------------------------------
9. Flared up If couldn't have own way? 

10. Made full use of abllltles' 

Il. Seemed restless, tense? 

i2. Appeared Ilstless and apathetlc? 

N 

N 

N 

N 

s 
s 
s 
s 

----------------------------------------------------------------------------
13. JOlned others bf own accord? N S 

14. Asked for help when could have f Igured th 1 nçs out? N S 

15. Secome upset 1 f others dlO not agree wi th hlm/her' N 5 

16, Done I-<ork wlthout bel ng pushed or punlshed? N S 

a 
o 

[) 

a 

0 

0 

0 

0 

-- ---

Il 

fi 

fi 

fi 

fi 

fi 

Il 

fi 

A 

A 

---------------------------------------------------------------------------------------
17. Sald people dldn't care aDout hlm/her' 

18. Seemed unaware of thlngs gOlng on around? 

19, Had many dlfferent frlends' 

N 

N 

20. Asked unnecessary questions lrstead of worklng on own' N 

21. Ignored wdrnlngs ta stop unacceptable behavlor? 

22. Kept en wlth task Even though dlfficult? 

23. Seemed sad? 

24. Shawn llttle lnterest ln thlngs, had ta be pushed 
ln~o actlvlty' 

N 

N 

N 

N 

s 

S 

5 

5 

S 

5 

S 

o 
o 

o 

a 

o 
o 
a 
o 

A 

fi 

A 

A 

fi 

A 

A ------------------------------------------ ----------------- --- ---------- ----- -- ---- - - -. - - - -'-
~25. rold Iles? N 5 0 A 

26, Not responded to diSCipline? 

~7. Sald he/she eouldn't do thlngs rlght? 

t J 

tJ 

S o 
o 

fi 

28. Acted afrald or apprehensive? tJ son 
======~=======================================~==========~~=======~-_-==~==~===-=~~t •• 
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Normallzatlon QuestIonnaIre (French VersIon) - Appendix C 

Directives Veuillez-vous reporter à la situation de votre enfant et de votre famille 
au cours des 2 derniers mOIs Pour chacune des q'Jestlons, nous vous 
demandons de coter la fréyuence ou la pertinence de l'énoncé en plaçant une 
barre oblique ( / ) sur la ligne qUI sépare les deux extrêmes, Identifiées par les 
termes BEAUCOUP ou UN PEU, à l'endroIt qUI correspond le mieux à la 
SituatIon de votre enfant et de votre famille Par exemple, si vous Jugez que la 
question déLnt très bien ce que Vit votre enfant/famille depuis deux mois, tracez la 
barre ( /) ::1 ,'extrémité BEAlJCOUP de la ligne. SI la question décrit à peu près 
votre Situation, placeL la barre ( / ) entre les deux extrémités, plus près du UN 
PEU SI l'énoncé s'applique parfoIs à votre enfant/famille, ou plus près du 
BEAUCOUP, s'Ils 'applique assez souvent. SI la question n'est pas vraiment 
pertinente à votre enfant/famille, placez la barre ( / ) près de l'extrémité UN PEU 
de la ligne 

N'oubliez pas QU'II n 'y a pas de bonne ni de mauvaise réponse (vraie ou 
fausse) Indiquez Simplement ce qUI correspond le mieux à votre cas. 

1 Dans quelle mesure l'état de votre enfant influe-t-II sur la vie de votre famille? 
beaucoup 1-------------------------------------------------------------------1 un peu 

2 Dans quelle mesure les gens traitent-ils votre famille de la même façon qu'une 
autre? 
bea ucou p 1-------------------------------------------------------------------1 un peu 

3 Dans quelle mesure encouragez-vous votre enfant à jouer avec d'autres 
enfants? 
beaucoup 1-------------------------------------------------------------------1 un peu 

4 Dans Quelle mesure le traitement médical à domiCile de votre enfant s ' 
Intègre-t-II dans votre routine? 

beaucoup 1-------------------------------------------------------------------1 un peu 

5 Dans quelle mesure êtes-vous sûr(e) de l'exactitude du diagnostic? 

beaucou p 1-------------------------------------------------------------------1 un peu 

6 Dans quelle mesure l'état de votre enfant influence-t-ill 'attitude des autres 
enfants à son endroit? 

beaucoup 1-------------------------------------------------------------------1 un peu 



7 D~!1s que:!tl t.18sure r?n.:,.)uragez-vous votre enfant à aller à l'école'? 

beé1lJCOllp 1--,--- __ T _______ .--. -------------------------------------------1 un P('lI 

Ô Dan5 '.:l' .~;I'<' ): ,!" ,Of, votr\~ erlfant est-il semblable aux autres enfants? 

'-"---------' _o. ____ o. --------------------------------Iufl peu 

9 Dans (~qt3l1e m\?:'\Ul' <'ss Gens considèrent-Ils votre famille comme 
d'autres 1'::.Jnlllks'? 

beauc9up 1------- -~- -- . -0--- -------... -------------~·~-------------------I un peu 

10 Dans ~~Iellf 
différemment .> 

beaucoup 1 --

.' i' l,' 0' ~ant comme le vôtre a-t-il besolfl d'être traité 
~." \ 1 nf; éil raison de son état? 

--------------------------------------1 un peu 

91 

11, Dans qUf;lIe h, dl e e' 1\ • .::igez-vous votrf:' enfant à pal ticl\Jt.::r d des élctlvrtés parFl-
scolaires (ex 1]1 t. vport~ .; '~re. rn!Jslque)? 

b e aucou p 1- --- -- --------- -- --- --- ----------- ----- --- -.--- --- -------- ---- - -- -1 un p (-lU 

12 Dans quellE: mesure les gens hesrtent-Ils à rntégrer votre fcHTlIlle ddflS dtS acllvrtes 
en raison d0 l'état de votre enfant? 

beaucoup 1- --- ------------- -------- ----------------- --. ------- ---- -------- ---1 un peu 

\3 SI votre enfant n'avait pas cette affection chronique. dans quelle mesure la vie de 
votre famille seraIt-elle différente? 

beôucoup 1--- -------- ----- ------------------------------------ ------- ---- ----1 un pf.:ll 

14 Dans quelle mesure un enfant comme le vôtre devrait-II êtrE' tralt0 comme les 
autres enfants? 

beaucoup 1-- ------------------------- ----- ------------ ---------------------- -1 un peu 

15 Dans quelle mesure les gens considèrent-Ils votre enfant Gomme 
d ' autr6s enfants? 

beaucoup 1---------- -------- ---------- ---------------- --- -------._------- ----1 un peu 
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1(. IJ;'Jfl':> q'lt::llr.: lTl.::surl:: 1.:: traitement médical de votn~ enfant Influe-t-Ii sur la routine de 
votr., f ,JI n IIIt; 7 

(JI; .IUC(lU,' 1- ------------------------- --------- ------- --- --- ------ --- ------- ---1 un peu 

I! Dan:) quellt mesure votre enfant est-II semblnble aux autres enfants dans le même 
f; t; Il r) 

I;,~ rlUCCIU ~I 1--------------- -- ----- ----------------- ------ ----- -------------- ---1 un peu 

t II:! dUCOUp 1- ------------------------- -- -- ------- ---------------------------- --1 un peu 

1'.) Dans qur:lk IllE:SlIIP vous Rt votre conjoint vOyt'z-vous d 'un mêrne oeil la situfltlon dE' 
V()tl f; E'nfDIlP 

'-,rlll'3 LonJol11 t ____ _ 

1 )j;dLJ.~()UP 1-- - ------ --------------------------------------------------------1 un peu 

::() SI Votl ~ 8Ilf;:lf1t n '(walt (:ln3 cette affection chronique. dans quelle mesure la vie de 
:(llit. enfant Stléllt-elle dIfférente? 

h.,,:' ICOUI) j- --- ------------------------ï------------------------------------1 un peu 

~ 1 Ouellt:;'~ proIJortlons des activités quotIdiennes de votre famIlle dOivent être planifiées 
, Il foflC tl(1\1 (jps besoills de vutre enfant? 

11\:; AU coup 1- -- ------ -- -- ---------------- -- ------ --- --- --- ---- --- ------------ -1 un peu 

22 Dons qUèl1t- mesure votre enfant partlclpe-t-II aux même:-; activités que ses 
camaradE-O::;? 

b t::aUCOUp 1---- -- -------- -- ------------------------------------ ---------------1 un peu 

23 Dans quell!: mesure votre famille est-elle semblable allx autres familles? 

I.W'élliCOll P 1----------- ---------- -------- ------- -----~----------------- --------1 un peu 

• 

24 Ouel ... k ~)r ~ de Ilberte, au niveau du comportement, donnez-vous à votre enfant en 
r dlson dt: son etat? 

_ liellu\Jl.~lIp 1-- ----.. -------.---- ---------- ------- ------------ ----- -------------! un peu 
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25. SI VOUS AVEZ PLUS D'UN ENFANT Dans quelle mesult' l' eti:lt dt' votre enfant 
Influe-t-II sur les aç1l.':L!~ de vos autres enfants? 

sans obJet _________ _ 

beaucoup 1- ------ --- -- ------- ---- --- --- -- -- ---- --- --. --------- ------- -- ------Iun peu 

26 Dans quelle mesure votre famlll;:! 8st-elle semblable aux élutl t:'S f(-jIl\\lIés dont lIfI 

enfant est atteint d 'unt; affection semblable au vôtre'! 

b e a li cou p 1-----------------------------------------------. ------------------'Iu n p e li 

27. Dans quelle mesure les gens traltl:;nt-lls votl e enfant ciE' la meme façon qu'un 
autre? 

beaucoup 1-------------------------- .... -.. ------------ ---------------------IUfl peu 

28 Dans Cjuelle mesure l'état de vot! e enfant Influe-t-il sur vos ÇlÇt.JVltf';1 avec VOIII' 

conjoint ou d'outres adultes? 

be sucoup 1- -- ----- ------ ----- --- ---------------------- -------------- -- -------1 un peu 

29 Dans que Il.:: nlE:surf.: VOLIS et votre conjoint êtes-vous d 'élCCord SUI lu fdc..Ol1 

cl 'assllIner l 'etrlt èt les troltenwnts de votre enfant? 
sans conJolnt_ .. ___ . 

beélllCOLJp 1- -- .------------------------ ------------------------------ ---1 un P(;LJ 

JO Dans quelle mesure les ~~~ns conSidèrent-Ils votre farnlilt-; comme It:s dlltrbs fWrtllk, 
ayant un enfant atteint d 'Lille affection chronique? 

be aucoup 1- -- ---- ---- ---------- --- ------ --- --- -.------ ---- --- -- -------- -- ----1 un P() LI 

.'31. Faites-vous partie cl 'un groupe ct 'entraide ou d'une aSSOCiation IIi. (1 

\ 'état de votre enfant? 
oui non 

SI OUI. Ouel est votre degré actuel de participation ~ ce groupe? 

boa aucoup 1------------- ----- ---------------._----.-.- ---------'- --.-_._----- -Iun pf::U 
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Append' . n • Jo .. n-: ""II/~';""~ ~,....,IC 'E- ... ",..1- \;/ors'Ion) JiLl 1 1111( .. n,l.Jl'UJ"jIJ\ ,i~-1I;::'II,~ 

Instructions Please thlnk about your child and your family over the last two months. 
For each question, you are asked to rate the frequency wlth whlch your chlld or family 
has believed somethlng or done somethlng by placing a slash (/) to cut the line 
somewhere between the two extremes labelled A LOT or A UTILE- at the place that 
best corresponds to the answer that fjts best for your chlld and famlly For example, If 
you feel that the question descnbes your chlld/famlly a lot over the past two months, 
you should place the slash (/) at the A LOT end of the Irne If you beheve that the 
question sort of descnbes your chlld!family. you should place the slash (/) somewhere 
between the two extremes - doser to the A LITTLE end if it only partly describes your 
chlld/famlly and doser to the A LOT end If It pretty much dE!Scnbes your family If the 
question hardly descnbes your chlld/famlly at ail. you place your slash (/) at the A 
LlTTL E end of the Irne 
Please remember -- there are no right or wrong (nor good nor bad) answers, You know 
what best descnbes yOllr situation 

1 How much does your child's condition affect your family life? 

a lot 1- ------- -- ----------------------------------------- -- --------------1 03 Irttle 

2 How mllch do other people treat your family like they treat other families? 

a lot 1- --------------------- ------- --------------------------------------1 ,3 Iittle 

3 How much do you encourage your child to play with other children? 

a lot 1-------------------------------------------------------------------1 a Irttle 

4 How routine does your child's home medical treatment teel? 

a lot 1--------------- ---------------------------------------------------1 a little 

5 How sure are you that your child has been correctly diagnosed? 

a lot 1----- -------------- --- ------- ------------------------ --------------1 a Irttle 
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6. How much does your child's condition affect how other children respond to your 
child? 

a lot 1-------------------------------------------------------------------1 a httle 

7. How much do you encourage your child to attend school? 

a lot 1------------------------------- ---------------------------------- --1 a httle 

8. How much is your child Iike other children? 

a lot 1-------------------------------------------------------------------1 a httle 

9. How much do other people find your family to be Iike other famllies? 

a lot 1-------------------------------------------------------------------1 a httle 

10. How much does a child with a condition hke your child's need to be treated 
differently because of the condition? 

a lot 1------------------ ------------------------------------------------1 a httle 

11. How much do you encourage your child to partlCÎpate in extra curncular actlvltles 
(eg., art, sports, drama, musIc)? 

a lot 1-------------------------------------------------------------------1 a liUle 

12. How reluctant are other people to Include your famlly in an actlvlty or event 
because of your child's condition ? 

a lot 1-------------------------------------------------------------------1 a httle 

13. If your child dld not have this chronlc condition, how different would your family be 
compared to what It is hke now? 

a lot 1-------------------------------------------------------------------1 a httle 

14 How much should a child with a condition hke your child's be treated hke other 
children? 

a lot 1-------------------------------------------------------------------1 a little 
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15 How much do other people find your chlld to be hke other children? 

a lot 1-- ----------------------------------------------------------------1 a IIttle 

16 How much of a hassle does your chl/d's medical treatment create for your family's 
dally routine? 

a lot 1-------------------------------------------------------------------1 a IIttle 

17 How much IS your chlld hke other chlldren who have a similar condition? 

a lot 1- ---- ----- --- -- ---- -- -- ---- ------ ------------------ --- -- -- ---------1 a IIttle 

18 How much does your child play with Friends? 

a lot 1- -- ------------------------------------------------ --------------1 a IIttle 

19 How much do you and your spouse/partner agree on how you see your child? 
No spouse/partner __ 

a lot 1- ----- -- --- -- -- -- -- ----------- ---------- ------------ ------ ---------1 a little 

20 If your chlld dld not have this chronic condition. how different would your child be 
compared to what she/he IS IIke now? 

a lot 1- -------------- -- -- --------------------------------------- ---------1 a IIttle 

21 How much of your famlly's dai/Y actlvltles have to be planned around your Chlld's 
needs? 

a lot 1-- -----------------------------------------------------------------1 a IIttie 

22 How much does your child partlCÎpate ln the same actlvities as hls/her peers? 

a lot 1- -- ----------------- ------- ------ -- ----- ----- ----- -- ---------------1 a /ittle 

23 How mllch IS yom faml/y hke other familles? 

a lot 1-------------------------------------------------------------------1 a /ittle 

24 How ml/ch /eeway ln terms of yOllr chl/d's behavlour do you permit your child 
bec8use of hls/her conditIOn? 

a Int 1-- .------------- -------------------------------------------------1 a IIttle 
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25. IF VOU HAVE MORE THAN ONE CHILD : How much are your other chlldr~n's 
activities affected by your chlld's condition? 

not applrcable __ 

a lot 1-------------------------------------------------- -----------------1 a httle 

26 How much IS your family like other famlhe-s who have a chlld wlth êt srrnllar 
condition? 

a lot I------~---~--------------------------------------------------------1 a little 

27. How much do other people treat your child like they treat other chlldren? 

a lot I----------~---------------------------------------------------- --- -1 a httle 

28. How much are your activlties with your spouse/partner or other adults affected by 
your child's condition? 

a lot 1--------------------------------------------------- ----------------1 a Irttle 

29 How much do you and your spouse/partner agree on how yom chlld's condition And 
treatments should be managed? 

No spouse/partner _ 

a lot 1-------------------------------------------------------------------1 a httle 

30. How much do other people find your famlly to be hke other familles who havé a chlld 
with a chronic condition? 

a lot 1------------------- ------------------------------------------------1 a hUle 

31. Do you belong to a support group or association related to your child's condition? 
__ yes __ no 

IF YESo How active are you now in the support group or association related to your 
child's condition? 

a lot 1-------------------------------------------------------------------1 a httle 
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Appendix E: Demographie Questionnaire 

ID __ _ 

Please answer the followlng questions about your famlly 

1 Vour chlld's date of blrth' __ day/_ month/ __ year 

2 Is your chlld _ male ___ female 

3 What language do you speak at home ' ____ _ 

4 Where was your chlld born' 

S What grade IS your child In? _____ _ 

6 What is your child's diagnosls? ______________ _ 

7 Does your chlld have any other iIIness or problems? __________ _ 

8 What chnlc(s) does your child attend' _____________ _ 

Who IS in your family? 

9 Mother' your age _ 

what IS your ethnie background? ____ _ 

ln what country were you born? ___ _ 

If not Canada, how long have you been in Canada? ___ _ 

How many years of school have you had? __ 

What IS the hlghest degree/dlploma that you have recelved? ____ _ 

What IS your occupation? 

How many hours a week do you work? __ _ 

Do you have any Illnesses or conditions? ___________ _ 

ta 
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efather/Partner : his age. __ _ 

what is his ethnlc background? ____ _ 

ln what country was he born? __ _ 

If not Canada, how long has he been ln Canada? ___ _ 

How many years of school has he had? __ 

What is the highest degree/dlploma that he has received? ___ _ 

What is his occupation? ____ _ 

How many hours a week does he work? __ _ 

Does he have any iIInesses or conditions? ____ _ 

Are you: _ marned _ remarried _single _ separated ___ dlvorced_ wldowed? 

remarried since when?_ separated or divorced since when? ___ _ 

Number of years you and your husband/partner have been together ______ . 

children :( 1) birthdate ___ _ 

any iIInesses? (if yes, what?) ____ _ 

(2) birthdate _____ _ 

any iIInesses? (if yeso what?) ___ _ 

(3) blrthdate _____ _ 

any IIlnesses? (if yes, what?) ____ _ 

(4) birthdate __ 

any iIInesses? (if yes, what?) __ 

other family members? who? _______________________ _ 
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e 10.When was your child dtagnosed? 

___________ (rnonth/year) 

• 

11 Does your chlld miss school because of his/her condition? _ yes _ no 

12 Over the last 2 weeks, how many days of school or play has your child missed because of his/her 

condition? ___ days 

13. Is thls usual? _ yes _ no 

14 Is your chlld hmited ln the kind or amount of activities and play because of hel'/his condition?_ 

yes no 

Please slash the hne at place that you feel best answprs the question. 

15 How severe IS your child's condition ln comparison to other children with the same iIIness? 

much more severel-------------------------------------------------------------------1 much less severe 

16 How much Information do you feel you have about the medlcal aspects of your child's condition? 

everythlng 1 1---- ---------------------------------------------------------------1 nothing that 1 
need to know need to know 

17 Have there been any changes or stressful events in or for the famlly in the last few months? if 
yes, What? ____________________ _ 
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McGill University - School of Nursmg 
Montreal Children's Hospital 
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1 understand that this study is exploring how famllies manage a chlld's long 
term condition and how chlldren with chromc conditions behave and develop 1 
understand that thi5 study 15 being carried out by Frances Murphy, a Masters of 
Nursing student. 

1 also understand that : 
1. My participation is completely voluntary. The decislon ta partlclpate or Ilot ln 

this stuc1y will in no way affect the care received at the Montreal Chilrlren's 
Hospital. 

2. 1 will be asked ta complete three questionnaires and answer some questions 
about how my family manages my chlld's condition This will take about one hOUf 
My child will complete one questionnaire. 

3. The interview will be tape recorded. Only Frances Murphy ~nd her research 
advisor, Dr. Laurie Gottlieb will hear the tape. The tape will be destroyed after the 
study is completed. 

4. The information received is completely conflder.tlal. Questionnaires and taped 
interviews will be identified only by number. 

5. 1 am encouraged to answer ail questions but 1 do not have ta do so 

6. 1 agree that Frances Murphy have access ta my child's chart for information on 
diagnosis and treatment. 

7. Questions that 1 have about the study will be answered. 

8. While neither my chlld nor 1 will beneflt dlrectly from participation ln the study, 
the information gained may be useful in the future in asslstll1g other familles with 
children with chronic conditions. At the completlon of the study, group results Will 
be sent to me. 

9. My child and' may withdraw trom this study at any tlme. 

Having read the above information, 1 agree to participate ln this study. This study 
and the rec..'Jlrements of participation have been explained to me by Frances 
Murphy. 

parent's signature date chlld's signature 
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Appendix G 

Verbal Explanation Provided by Researcher 

l'm Frances Murphy and 1 am a nurse who has worked with families who 

have children with chronic conditions. 1 am presently working on rny ~~aster's 

degree ln nurslng at McGill University. 1 am doing a project to leam more about 

how familles manage chronic conditions and children's development. 1 hope that 

results of the study Will improve future nursing care of families with children with 

chronic conditions. 

If yeu agree to participate ln this study, it will involve a one hour visit in your home. 

Vou Will be asked to fill out three questionnaires and ta answer questions about 

how your family manages your child's condition. The interview will be tape 

recorded. Vour child will be asked to fill out one questionnaire. After you ha'/e 

ftnlshed, 1 will answer any questions that you may have about tlle study. 

1 would also be asklng permission ta have accC]SS ta your child's chart for 

diagnosis and treatment information. 

Ali the Information is confidential. Only my research advisor and 1 will sec the 

questionnaires and hear the tapes. Your name will not be used. 

Your declsion to participate or not will in no way affect the care you receive at this 

hospital. 

If you decide to participate, we will arr?nge a time to meet that is convenient to 

you. Would you be interested in participating? 
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Appendix H 

Items of each Normalization $ubscale and theîr Factor Loadings 

Actual Effect of the CPD on the Family Subscale 

1. If your child did not have this chronic condition, how different would your 

family be compared to what it is like now? (.86) 

2. If your child did not have this chronic condition, how different would your 

child be compared to what she/he is like now? (.80) 

3. How much of your family's daily activities have to be planned around your 

child's needs? (.73) 
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4. How much are your activities with your spouse/partner or other adults affected 

by your child's condition? (.13) 

5. How much of êi hassle does your child's medical treatment create for your 

family's daily routine? (.11) 

6. If you have more than one child: How much are your other children's activities 

affected by your child's condition? (.61) 

7. How much does your child's condition affect your family life? (.55) 

8. How much do other people treat your family like they treat other families? (.54) 

9. How much does a child with a condition like your child's need to be treated 

differently because of the condition? (.52) 

10. How reluctant are other people to include your family in sorne activity because 

of your child's condition? (.48) 
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Perception byJhe Family and Others of the CPD Child and Family Factor 

Subscale 
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1. How much does your child particlpate in the same activities as his/her peers? 

(.86) 

2. How much do other people find your child to be "ke other children? (.83) 

3. How much 15 your chlld hke otller children? (.80) 

4. How much do other people find your famlly to be like other families? (.80) 

5. How much does your chlld play wlth friends? (.74) 

6. How much do other people treat your child like they treat other children? (.63) 

7. How much 15 your family IIke other familles? (.62) 

Companson of CPD Chlld and Famlly to other CPD Children and Families 

~ubs~ale 

1 How much do other people find your family to be like other families who have a 

chlld with a chrome condition? (.78) 

2. How much is your family like other families who have a child with a similar 

condition to your child? (.65) 

3. How much is your chlld tike other children with a similar condition? (.57) 

4. How routine does your child's medlcal treatment feet? (-.57) 

Ençourage Normal Actlvities Subscale 

1. How much do you encourage your child to play with other children? (.75) 

2. How much do you encourage your child to participate in extra curricular 

actlVlties ? (.71) 
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3. How much do you encourage your child to attend school? (.69) 

4. How much should a child with a condition Iike your child's be treated hke other 

children? (.45) 




