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ABSTRACT 

Raishg Childrea who have Spina Bifida or Cerebral Palsy: 

A Cornparison of Mothers' Accounts of Stigma 

M.Sc., Graduate Department of Nursing Science, 

University of Toronto, 2000 

Michele Durrant 

A secondary analysis of a larger study (McKeever, 1993) was undertaken to 

compare experiences of stigma described by mothers whose children had cerebd palsy 

(n = 8) or spina bifida (n = 10). Mothea' accounts were analyzed using Goffcman's ( 1963) 

conceptuaiization of stigma 

Mothers described chilàren with cerebral palsy as deviating markedly from 

expectations of n o r d  children and those with spimi bifida as less deviant. However. 

c hildren with spina bi fida (80%) attracted more unsolicited attention than did chi ldren 

with cerebral pdsy (50%). Mothers used stmtegies such as avoidance and minimization to 

cmer up discrediting attributes. 

Mothers of childm with cerebral paisy experieaced more coirfesy stigma in the 

form of devaluing and insensitive comments about themselves. They managed courtesy 

stigma by using humour, seeking affiliation with conriderute individuais, dissociating 

fiom inconsiderate individuals and pottraying a conventional famiiy Me. 
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CHAPTER 1 

THE RESEARCH PROBLEM 

Bac kground 

ln Canada, the responsibility for care of children with disabilities resides within 

families. In most cases, mothers essume the prùnary responsibility for both crircgiving 

and childrearing. Hence, they simultaneously are afliected by long-tem cnre policies and 

normative expectations of motherhood (Anderson, 1990; Anderson & El fert. 1989; 

Folden & Cofnnan, 1993; McKeever, 1992; McKeever, Angus, Spalding, & Thaha 1998; 

Stewart, Ritchie. McGrath, Thompson, & Bruce. 19%). 

Although raising children with disabilities has many rewards (McKerver. 1 992). 

children with severe disabilities require care that is cornplex, labour-intensive. and both 

physically and psychoiogically stressfil (Abel & Nelson, 1990; Blum, Resnick. Nelson. 

dé St. Germaine, 199 1 ; Havemians & Eiser, 199 1 ; McKeever, 1992; Ray & Ritchie. 

1993). Responsibilities can include the physical care requirements of feeding. toileting. 

bathing, and lifting; the highly skilled care requirements of physical assessment, 

therapeutic interventions, clinical decision making, and care coordination; and the 

emotional care requirements of play and cornfort (Anderson & Elfert, 1989; Brus. 

Leonard, & Sielaff, 1992; Deatrick, Kaafl, & Walsh, 1988; Ray & Ritchie. 1993). 

Mothers fmd devaluing judgments expressed by others, including those of health 

care professionals toward their children with disabiiities, particularly distressing and 

stressful (Baxter, 1989; Leyser & Dekel, 199 1 ; McKeever, Angus, Spaidhg, & Thda, 

1998; Stewart et al., 1996). The negative relationslips that c m  ensue between health care 



professionals and parents represent barriers to receiving and accessing appropriate hedth 

care (Baxter, l989a; M, Breitmayer, Gallo, & Zoeller, 1992; Stewart et al.. 19%). 

McKeever (1993) explored the daily activities, subjective expeciences, and life 

circumstances of mothers of chilàren with severe disabilities. Many of the fmdings of this 

study reflected society's deep ambivalence toward these children. This ambivalence may 

have reflected the contemporary Western belief that the primary purpose of modieriny is 

to raise healthy, well-adjusted children to be productive adult citizens. Ambivalence was 

reflected in the words and deeds of relatives, fnends, professionals. and strangers. 

Ambivalence was also inherent in the policies and programs dfecting these mothea and 

their children (McKeever, Angus, Spalding, Thaha, 1997). 

According to many sociologists, discriminating attitudes and behavioun toward 

adults and children with disabilities are embedded in social values and expectations. 

which serve as schema through which meanings of disabiiity are constructed (Goffman. 

1963; Phillips, 1990; Stone, 1995; Susman, 1994; Zola, 1993). A dominant ideology of 

the wrongness of the disabled body underlies models of care and linguistic diagnostic 

labels that indicate devaiued social status (Goldin, 1990; Phillips, 1990; Zola. 1993). This 

view is not supising considering the current cultural emphasis placed on bodily 

perfection, beauty, and ~el~sufficiency (Phillips, 1990; Stone, 1995; Strauss Br Broder. 

1991), which implies that normal people should strive to meet these attributes (Davis, 

199%). Individuals who do not possess normative attributes are considered deviants or as 

aaalogous to domaged go& (Davis, 1997b; Phillips, 1990). Discriminatory social 

attitudes are held toward people not only in relation to the wrm, but also in relation to 

how far they deviate h m  the nom (Davis, 199%). Most images of people with 

disabilities in the media include only physically attractive, stmng-wiiied, and cognitively 



normal individuais (Phillips, 1990; Stone, 1995). Phillips (1 990) indicates that although 

ideology homogenizes people 6 t h  disabilities, there are hierarchies within and among 

these populations. More recently, the portraya1 of individuals with phy sical disabili ties 

and the absence of individu& with cognitive disabilities reflect hierarchical 

discrimination within and among populations with disabilities. Those individuals with 

cognitive disabilities deviate m e r  fiom the ideal citizen than do other groups of people 

with disabilities; as a resuit, this group is not found in public images portraying people 

with disabilities. These differences between and among populations with disabilities and 

the hierarchical social attitudes and actions conveyed toward these groups perpetuate the 

ideology that some goodî are more damaged than others (Phillips. 1990). 

Gething (1992) argues that health professionals participate in the construction of 

normative assumptions about motherhood and disability against w hic h mothers of 

children with disabilities are judged and their social positions are determined. Although 

anecdotal evidence reveals a hierarchical relationship in the degree of social aigrna 

experienced by different groups of individuals with disabilities, no ~search  has been 

conducted that addresses the issue as it pertains to children with oniy physical disabilities 

and to children with both physical and cognitive disabilities. Moreover, only a few 

investigators have explored the social position held by mothers of children with 

disabilities (Birenbaum, 1 970; McKeever, Angus, S palding, & niaha., 1 998; Turner- 

Henson, Holaday, Corser, Ogletree, & Swan, 1994). 

In order to explore whether chiidrra with cognitive and physical disabilities are 

more stigmatized than children with only physicai disabilities, 1 reanalyzed and compared 

mothers' descriptions of raising chüdren who have cerebrai paisy (cognitive and physical 



disabilities) and those who have spina bifida (physical disabilities only) drawn from a 

larger study by McKeever (1 993). 

Cerebral palsy aad spina biiïda are common causes of severe chronic disabilities 

of childhood (Behram, 1996, Davis, 1997a). Cerebral palsy is a group of syndromes with 

prevalence rates reported between 1.4 and 2.7 per 1,000 live binhs (Davis, 1997a). 

Although cerebral palsy predominantly redts in motor system dysfunction other 

problems have been identified in children with cerebrai palsy. These problems include 

irnpdred cognition, sensory deficits, seinve disorders, feeding problems. behavioural 

dysfiinction, and emotional problems (Davis, 1997). Children with cerebral palsy have 

muscle contractures, uncoordinated movement, and impaired speech, which make their 

disability Unmediately apparent. Consequently, most have difficulty sitting upright. 

moving fluidly, speaking clearly, or swailowing rhythmically. Many drool and require 

assistance to eat. Although cognitive deficits are reported in 5066% of these children 

(Davis, 1997a), al1 children with cerebral palsy in the present study had cognitive 

impairment. These children are unable to engage in developmentally appropriate 

activities as a result of their physicai and cognitive disabilities. 

Spina bifida is a congenital defect of the spinal cord seen in 1630% of the 

general population (Whaley & Won& 1999). This condition remlts in problems 

associated with motor fùnction, refiexes, and bladder and bowel function. Upper motor 

neuron disturbance may aiso be caused by conditions associated with spha bifida. These 

conditions include Chiari malformation, hydrocephalus, and other dysgenic centrai 

nervous system (CNS) malformations (Oi & Matsumoto, 1992). Chiidren with spina 

bifida, although they dso have severe physical disabilities appear nomial in theu facial 

expressions, speech, upper body movement, and ability to eat. Seventy percent of 



swvivors have nomial intelligence (Behram, 1996). The children with spina bifida in the 

present stuày had w cognitive impairment. 

Children with cerebral pdsy have disabilities that are more obtrusive in nature 

thaa those of chiidmi with spina bifida Children with spha bifida appear physically and 

cognitively closer to the nonnative stereotype of the ideal child than do children with 

cerebral palsy. 

I postulated that chilcûen with cerebral palsy are more stigrnatized than those with 

spina bifida and tbat this hierarchical discrimination is also experienced by mothea. This 

study contributes to the body of knowledge related to the experience of mothenng 

childmi with severe disabilities. This knowledge will be useful for improving nursing 

care by inmeashg nurses' awareness of the social experiences of these mothea and 

children and of how their o w  behaviours can contribute to or mitigate these experiences. 

Theoreticai Perspective 

Ciofhan's (1 963) conceptualization of stigma provided the framework for the 

secondary analysis of the data (Diagnun 1). His ideas about stigma are grounded within 

the symbolic interactionkt theoretical perspective. Gofnnaa (1 963) described stigma 

syrnbols and their meanings within the context of face-to-face social interactions between 

individuals who are considered conventionaIIy nonnul and individuals who possess a 

visible mark or sign that is judged to be stigmati,Ir'ng. h addition, he delineated a variety 

of strategies that individuals use to manage infionnation about the stigma and to manage 

tension that is created during social uitemctions as a result of the stigmatking amibute. 
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According to Goffhan (1963), stigma refen to a visible mark or sign that makes 

an individuai different h m  the normative stereotypical individuai. Societal noms govem 

socid roles that are played out in everyday social interactions. People are stigmatized 

when they fail to coaform to Society's normative expectations. As a result, they are 

unable to gain fuli social acceptance and experience suffiering (Goff'man. 1963). 

GofEnan (1963) describes how stereotypes are used as firameworks against which 

individuals are judged. He refen to such stereotypes as virtzial social identities. Evamples 

of virtual social identities are stereotypes that describe the normal child and the good or 

normal mother. An individual's social identity is constituted by his or her structural 

characteristics (e.g., child's scholastic level, developmental stage, age) and personai 

attributes (e.g., honest, shy, outgoing). in social situations where a stigmatizing anribute 

is recognized, a discrepancy is noted between the virtual social identity, against which 

judgments are made, and the person's actual social identity. Recognition of t his 

discrepancy resdts in the person's social identity king discredited or spoikd 

(Goflhan, 1963). 

GofTmm (1 963) describes people with three types of social identities: normals. 

stignratized, and synpathetic others. He used the term nonnals to define individuals who 

conform to societal expectations, the term stipatized to defhe those who possess 

undesirable attributes that depart fkom normative expectations, and the term sympathetic 

others to define those who accept, try to understand, and collude with the stipatized. 

Stigmatized individuais are either discredited, when theu disability is apparent to 

others (e.g., wheelchair users or childrea whose muscles are spastic), or disereditable, 

when their disabüity is not apparent and can be hidden h m  othen (e.g., babies with 

disabWes in stroiiers or children with weii contmiled epiiepsy who appear normal). 



Issues for the discredited and the discreditable individual mer .  The discredited penon is 

concerned with managing tension that is generated during social contacts, whereas the 

discreditable person is concemed with concealhg information that would reved a 

stigmatizing amibute. 

Parents, siblings, fiiends, spouses, and professionais who seek to understand the 

situation of discredited and discreditable perwns and affiliate with them experience \vint 

Gofhan (1963) refers to as a courtesy stigma. Most mothen of children with disabilities 

pass as normal because they cm carry out many conventional social roles. yet they 

deviate fiom the stereotypical nom when associated with their stigmatized children. 

Because their identity is spoiled not as a resuit of their own physical attributes but by their 

affiliation with theù stigmatized children, mothers cm present an image of nomality by 

managing idormation about themselves in many contexts. Hence, the experience of 

courtesy stigma is situational. 

The visibility or awareness of a person's stigmatizing attributes can result in acts 

of kindness, but they more often create social boundaries, wgative attitudes. and 

discriminatory actions. These devaluing processes ultimately affect the psychological 

integrity of stigrnatized individuals. Goffinan (1 963) posits that stigmatized individuals 

accept and intemalize the social noms that discredit them and, as a result. they can 

experience feelings ofshame and self-hatred. These feelings c m  trigger a variet. of 

responses that range fiom attempts to correct, repair, or hide the discredited attribute 

(e.g., surgery to alter the fwiai features that characterize a syndrome; use ofa chair 

instead of a wheelchair); to master activities that are cüffïcuit for the individuai (e.g., 

chiid who is biind l e m  to ski; chiId with spina bifida Ieams to skate); to use their 

stigmatïzed attribute for secondary gains (eg., individuais who draw attention to 



themselves because of their disability); to seek a "deeper meaning" from suffering; or to 

understand the limitations of people who do not have disabilities. During interactions 

with nomals, stigmatized individuals experience uncertainty about how they will be 

received. This results in self-conscious and calculating conduct. When attention is drawn 

to discredited individuals' attributes through staring or starting up conversations, anxiety 

is created for the stigmatized individu!. In anticipating tension during interactions. 

stigmatized individuals may respond defensively with cowardice or hostile bruvado. 

Alternative techniques to manage tension constitute what GoBnan (1 963) referred to as 

covering. Covering involves efforts to keep the stigma from king the focus of attention 

(e.g., a girl with a missing leg uses a lifelike artificial limb in public; a person with cancer 

wears a wig to cover baldness). To cover successfully, the stigmatized individual must 

l em the mies of social interaction, so that his or her stigma becomes as uno btrusive as 

possible (Gofnaan, 1963). 

S tigmatized individuais with disc reditable social identities also manage 

information about themselves carefùlly in order to conceal their stigmatizing attribute. 

They must decide whether to "display or not to display; to tell or not to t e k  to let on or 

not to let on; to lie or not to lie; and in each case, to whom, how, when, and where" 

(Gofian, 1963, p. 42). Successfully managing information by hiding the discrediting 

ami'bute is referred to as pusring. Pwsing as a normal is much more dificult when the 

person's dgma is visible, widely laiown about by othen (known-about-ness), 

immecüately perceivable because it intederes with the flow of interaction (obtrusive in 

nature), and the focus of attention Qxrceivedfocs) in relation to specific aspects of life 

(e-g, job, social interactions). Techniques used to pass as a normal include conceaihg or 

obliterating information conveyed through stigma symbols (e.g., walicers or wheefchairs). 



presenting signs of the stigmatizing attnbute as a less offensive attribute (e.g., a person 

who is deafmay süive to give others the impression that helshe is absentminded), 

selectively disclosing facts about the discrediting attribute to a tmtworthy individual, 

cecruiting intimate others to assist with passing, and maintainhg distance in order to 

avoid the obügation to disclose information. This last disclosure technique creates a 

considerable degree of anxiety, as the individual's situation is transfomcd From that of 

king dismeditable to that of king discredited (Gofian, 1963). 

Most people with disabilities know sympathetic others who accept them as nonnai 

in spite of their stigmatizing attributes. Sympathetic others include individuals. who share 

the same stigma, as well as, some parents, fiiends, neighbours, relatives, and 

professionais. Goffian (1 963) nfers to sympathetic others as the wise. Their insider 

status makes them privy to the secrets and stnitegies used by the stigmatized penon. 

Sympathetic others play a role in assisting stigmatized individuals to manage their social 

situations and to use passing and c o v e ~ g  tactics. When sympathetic others collude to 

cover and pass for the stigmatued, they cisk spoiling their own personal identities. This 

risk taking does not necessarily lead to a spoiled identity if information about the others is 

managed successfully. Alternatively, if the sympathetic othen' collusion with the 

stigmatized individuai becomes visible, the public-at-large would treat both the 

sympathetic others and the stigmatized individual as one. In this way, the sympathetic 

others share the devaluing experience of the stigmatized person (Goffinan, 1963). In 

~sponse, the wise manage theu stigma by attempting to balance their cornmitment to 

those with spoiled identities with their cornmitment to appear normal, embracing the 

stigmatized individuai regardless of the consequences, or dissa'iating themselves fkom 



the stigmatized individual in an attempt to remain a member of the conventional social 

order. 

In summary, Gofnnm's (1963) elaborations on the concept of stigma provided a 

comprehensive framework fiom which the social processes of stigma and courtesy sigma 

could be examined. He purports that stigmatized individuals are judged according to 

society's normative expectations. As a r d t ,  they ye assigned a devdued position in 

society. In order to improve their social positions, stigmatized individuals employ 

strategies to norrnalize their particular situation. 

Gofian's portraya1 of stigma led me to question differences in the stigma 

assigned to chilâren with both cognitive and physicai disabilities and those with only 

physicai disabilities and the cocresponding courtesy stigrna assigned to their mothers. I 

postulated that evidence of such stigmas would be embedded within mothea' narrative 

accounts of raising their children who had severe disabilities. Gofian's theoreticai 

perspective provided a h e w o r k  to pide the review of the literature. the design of the 

study, and the secondary analysis of data. 

Review of the Literanire 

No investigations have been conducted to compare the discrimination or negative 

social attitudes experienced by mothers of children with physical disabilities and those 

experienced by mothers of chiidsen with cognitive disabilities. However, related research 

pertinent to this study wiIi be reviewed under the following headings: effects of 

discrimination on children with disabiiities, effects of discrimination on parents and 

siblings, and parents' relatioaships widi heaith care professionair 



Effects of Discrimination on Children with Disabilities 

The findiags of numerous studies indicate that children with disabilities are at 

higher risk for psychological and social adjustment pmblems than are theu peers, as a 

result of societal attitudes towards theu dflerences. These chilcûen have been found to be 

at greater risk than children in the general population for psychiatrie, social, behavioural. 

and school adjustment problems (Cadm811, Boyle, Szahnari, & OFord, 1987; Vami, 

Rubenfeld, Talbot, & Setoguchi, 1989; Wallander & Vami, 1989; Wallander. Varni. 

Babani, Banis, & Wilcox, 1988). 

Stuâies examining the social acceptance of these children by peea have reported 

codicting findings. Siperstein and Leffert (1997) sweyed 764 heaithy students to elicit 

their perception of accepted and rejected classrnates with cognitive disabilities. Findings 

reveaied that accepted children were judged to possess higher social behaviour skills than 

socially rejected children but differed fiom rejected children in the social cognitive 

strategies generated. Evans, Salisbury, Palombaro, Berryman, and Hollowood ( 1 992) 

examined the social acceptance and social competence of eight children with severe 

physical disabilities and eight healthy peers. No significant relationship was found 

between peer acceptance and the number of times pers played with these children. No 

significant relationship was found between social competence and acceptance for children 

with disabilities and that for childm without disabilities. Moreover, no correlation was 

found between social acceptance and social competence. Tobiiwn (1987) examined the 

influence of age and gender on judgments of facial deformities. Three hundred and 

seventeen participants were shown slides of children with facial clefts, with corrected 

facial clefts, and without facial clefts. Unconected pictures were rated consistently 

negatively, as less fiiendy, less popuiar, l e s  iikely choices as niends, Iess smart, and less 



good-looking than corrected pictms. No significmt relationships were found between 

the uncorrected pictures and the age and gender of the subject. 

Data measured in two of the studies did not meet the criteria for measuring 

d y s i s  of variance using ANOVA. This test assumes that data are measured on an 

interval or ratio scale and not a nominal scale. This test also assumes that there is a 

random assignment of subjects. Although subjects were drawn h m  a number of school 

systems in both studies, randomkation was not described. Both studies had large simple 

sizes (Siperstein & Leffert, 1997; Tobiasen, 1987). Evans, Salisbury. Palombaro. 

Berryman, and Hollowood (1992) randomly selected a cornparison group matched For 

gender, which mngthened the study design; however, fmdings s hould be interpreted 

cautiously in this snidy because of the smail sarnple size (n = 8). 

Many children with disabilities experience teasing or rejection fiom other children 

(Tackett, Ken, & Helmstadter, 1990; Turner, Thomas, Dowel, Rurnsey. & Sandy. 1997: 

Turner-Henson et ai., 1994). wgative responses fiom strangen (Tackett et al.. 1990) and 

sufEer fiom low self-esteem and self-confidence (Blum et ai.. 1991; Turner et al.. 1997: 

Westbrook, Baurnan, & Shinnar, 1992). Two Uivestigators have examined a number OF 

variables that have been fond to be related to physical appearance and self-esteem of 

children with congenital or acquired limb deficiencies (Varni, Rubenfield. et al.. 1989; 

Vami & Setoguchi, 1991). 

Vami, RubeafieId, Talbot, and Setoguchi (1989) iu te~ewed  41 children with 

congenital (n = 34) or acquired ü m b  deficiencies (n = 7). Finciings revealed that peer 

social support, seif-perception of physical appearance, and conûict and organization 

within the famiy were significant predictors of selksteem, reveaiing moderate to strong 

relationsbips. Microstressors were weak but signifiant predictors of seKesteem. These 



variables accounted for 66% of the variance in general selfssteem (Vami, Rubenfeld. et 

ai., 1 989). In a more recent study, 5 1 chilàrea with congenital (n = 43) or acquired (n = 8) 

ümb loss were hte~ewed.  Findings showed that social support, peer acceptance, and. 

scholastic and athletic cornpetence revealed moderate relationships predictive of higher 

perceived phyncal appearance, whereas higher stress and marital discord were 

statistically predictive of lower self-perceived physical appearance. Louper depressive 

symptoms, trait anxiety, and higlier self-esteem revealed moderate to strong relationshi ps 

predictive of higher self-perceived physical appearance. These variables were found to 

account for 78% of the variance in perceived physical appearance (Vami & Setoguchi. 

199 1). 

investigaton of both studies concluded that there might be potentially modifiable 

psychological and social factors of perceived physical appearance and sel'esteem in 

children with limb deficiencies. They mggested that interventions such as social skills 

training designed to empower the child could address issues such as teasing and name- 

calling. These, dong with stress management, cognitive problem solving and behavioural 

family therapy to address stress, might modify the negative impact on children with 

congenitai or acquired limb deficiencies. 

It is important to note that these investigators examineci perceived physical 

appearance and self-esteem in children with limb deficiencies. Aithough the results 

establish a relationship between psychological and social factors attributed to physical 

appearance and seksteem, these findings may not be generalizable to other populations. 

Westbrook, Bauman, and Sbinnar (1992) tested a theoretical mode1 that posited 

that stigma was associated with low seffesteem among adolescents with idiopathic 

epiiepsy. Sixty-three adolescents who were receiving drug therapy and had experienced 



one seizure in the preceding two years participated in the shidy. Most adolescents did not 

feel stigmatized by their epilepsy. However, more than half (53%) reported that they kept 

theu diagnosis a secret, and, of the 47% who had disclosed theV diagnosis, the rnajority 

(78%) had disclosed to only one fiiend. Voluntary disclosure was reported by 65%. and 

19% reported that they disclosed only because they had had a seinire in public. Twenty- 

three percent had low levets of self-esteem, 56% had average levels of self-esteem, and 

20% had high levels of self-esteem. Oniy two hypotheses were supported in this study. 

Low selfssteexn was significantiy comlated with seinire type, seizure frequency. and 

perceived stigma, while perceived stigrna and disclosure management strategies had no 

statisticall y significant relationship to the type of seizure, frequenc y of seinires. and 

duration of epilepsy. These researchers concluded that the mesures used to determine 

perceived stigma and disclosure management might not have accurately reflected these 

constructs (Westbrook et al., 1992). The investigators aiso suggested that stigma theocy 

does not incorporate personal characteristics of the subjects, which may be an imponant 

modifier of the hypothesized reiationships. 

Although the study design was appropriate in testing a theoretical model. findings 

were limited by the theory itself. The strategy to manage stigra-passing-was not 

incorporated in the model tested. Passing may have been an important variable to study 

because the majority of participants had good seiztue control. Unless an individual 

disclosed that he or she had epilepsy or had a seinire in a public place, he or she may 

have passed as normal and not experienced stigma at dl. in addition, a qualitative 

approach wouid have been helpful to employ in order to elicit M e r  information 

tegardïng disclosure management This wouid have M e r  debeated an understanding 

of this concept. 



In summary, these studies inforni us about the negative effects of discrimination 

on children with disabilities. Social problems, stress, and low selfssteem are experienced 

by children with various disabilities as a result of social discrimination. The importance 

of physical appearance, as well as social behaviour skills, in determining social attitudes 

towards children with disabilities has also been illwninated. 

Many of the studies reviewed used w e y  and descriptive correlational designs. 

Although these designs were appropriate to use, a qualitative approach could have elicited 

idormation about the effects of discrimination experienced by children with disabilities. 

Although some studies reported large sample sizes, randornization was not described. 

Others reported using stratified sampling techniques that included children dingnosed 

with a wide spectnun of diseases. Finâhgs fiom these studies should be interpreted 

cautiously. in a number of studies, inappropriate statistical tests were employed for the 

measwement scde identified. 

Effects of Discrimination on Parents and Siblings 

Numerous investigators have examined the impact of stigma and discrimination 

toward children on their parents, and one investigator has examined the effects on 

sibhgs. Birenbaum (1 970) interviewed 103 mothers of children with developmental 

delay to examine theù adaptations to the stigma experienced. Mothea' relationships with 

fiends remained unchangeci when "consideration" of their plight was recognized and 

awkwardness and embarrasment were avoided. Relationships with those fiiends who 

responded to the cMd in ways that mothers considered inappropriate were terminated. 

Few relatioaships were established with other mothers of children with develo pmental 

delay. Mothers were reluctant to form alliances with these mothers, as these threatened 



the normal conventional identity they chose to establish for themselves. As a result. 

selective relationships were elicited to maintain a normal-appearing life. 

To ascertain the mothen' commiünent to their children, six possible social 

dilemmas were presented to mothers, and the mothers were asked to choose between two 

outcornes, one of which favoured the child. Fifty-six percent of mothea said thût they 

would in terne on the behalf of their child who was king teased. However, 30% said 

they would do nothhg in such a situation, and over 15% said they would cornfort the 

child or instruct hirn or her to stop playing with the persou doing the teasing. Eighty-five 

percent of mothea said they would send their child to a program recommended by a 

professional but administered by a religious organization not of the family's faith. Eighty- 

five percent of mothers felt that their husbands should hire an individual with 

developmental delay, and 15% suggested that these individuals were more reliable than 

those persons without a disability were. The majority of mothers (60%) said they would 

keep a dinnet engagement when their child became ill, but moa identified that they 

would ody do so if they had a capable babysitter. Only seven mothers said they would 

send their husband and stay with the chiid. Over haif of the mothea felt that the farnily 

should consider rnoving house in order to improve their economic position ody if a full- 

time day program existed for the child. Fifteen percent suggested thai the fmily should 

move because mothers could start a program wherever they relocated. Thirty percent said 

that the farnily shouid move because the f d y ' s  ecowmic needs were greater than 

individual needs. Over 60% of mothers of those chiidren who were not disabled wanted 

to support them in college, and 55% said that they would send the child who was not 

disabled to coîlege rather dian sending the child with developmentai delay to a 

recommended program. 



Birenbaum (1970) concluded that mothers of children with developmental delay 

experienced discrimination. Recognizing the situational variability of discrimination and 

altering the meanings of rrlationships with famiy, fkiends, and other parents of similar 

children, as well as lirniting participation in related organizations, made it possible for 

mothers to maintain a normal-appearing life. Recognizhg and upholding the primacy of 

conventional family life provided other ways of portraying an image of nomalit).. 

Patterns of adaptation remlted in cycles of affiliation and dissociation h m  the 

community and those similarly situated. This study was conducted 30 yean ago. hence 

these fïndhgs may have been inauenced by the social attitudes prevalent at the time, 

which upheld structurai-functional noms of conventional family life and preceded social- 

political activism regarding disability issues. 

Gallo, Breitmayer, Kaafi, and Zoeller (1991) interviewed 27 siblings (between 6 

and 14 years of age) of children with a variety of chronic ilinesses to ascertain their 

perceptions of stigma. Three major categories emerged : how si b lings reveal chronic 

illness to others, sibling responses to the il1 child, and impact of the illness on daily 

living. Fifty-eight percent of the siblings had revealed the chronic illness to others. but the 

majority of these siblings had done so selectively because they feared that the il1 child 

would be teased or tidiculed. The age of the siblings was significantly related to 

differences in revealing or not revealing the iliness @ = .004,2 tailed). Younger siblings 

10 years) were more ductant to reveal the iliness and were more secretive about the 

illness than older siblings. Fortyme perceat were worried about the il1 child, and 20% 

responded that they were sony or sad that the child had an iHness. Reasons for worrying 

were related to the response of others-teasuig and rejection-and the negative Mpact of 

the ihess on the child. Nine siblings reported that the U child was a 'iiomal" or 



"repuiar" child. Fifty-two percent played and enjoyed tune with the il1 child. Seventy-four 

percent reported routine tasks they pefiomied in relation to theù sibling's illness 

inctuding reminâing the ill child about medications and diet restrictions; watchhg the il1 

child play; assisting with choies and other tasks; and encouraging, speaking out for, and 

protecting the ili child. Seventy-eight percent reported that the others did not treat the il1 

child and him- or herself differently because of the illness. 

These investigaton concluded that the decision to reveal or not reveal the child's 

illness related to the sibling's understanding of the negative consequences of the illness 

and the impact of discrimination (Gallo et al., 1991). Siblings used coping strategies to 

conceal the illness when they were aware of the conscquences of discrimination. This 

strategy of concealment is consistent with Goffian's (1963) ideas of covering. 

Van Riper, Pridham, and Ryff(1992) examined the impact of initial and ongoing 

interactions between parents of a child with Down syndrome and othen. The sample 

consisted of 90 parents of children with Dom syndrome whose ages ranged €rom 3 

months to 18 years. Parents experienced both positive and negative interactions with 

health care professionals and others. Parents described the negative impact of having a 

child who did not meet societal expectations, the impact of being told the diagnosis, the 

impact of chicians' negative responses, and the changes that occuned as the parents 

redefïned thek situation by becomiag acquainted with the child. Discrimination 

experienced by f d l y  members inauenced how they defmed their situation and 

responded to their chitd. The process by which a thematic analysis was perfonned was 

not described. Although narrative text displayed supported major themes, the categories 

were not weii delineated. 



Turner-Henson and colleagues (1994) surveyed 365 parents to determine the types 

of discrimination experienced by children with chronic illnesses. Chilcùen in the sample 

were between 10 and 12 years of age and had a wide range of ilinesses. Thirty-five 

percent of parents reported that discrimination was experienced by themselves or their 

children. Discrimination originated from the children's peer groups, school settings. 

community agencies, and govemment agencies. Difficuities trikllig the child to public 

places (15%) resulted from stnicnual, legal, and attitudinal bartiers. Over half (55%) of 

these problems were experienced in or related to the child's school and were associated 

with physical education classes, exclusion fiom activities, personnel unwilling to provide 

care or meals, and exclusion fiom school trips. Parents also reported problems related to 

ridicule by pers, exclusion from sleepovers with friends, and discrimination fiom social 

groups. Parents also reported limited access to public places (23%) and an inability to 

avoid allergens (25%). Other barriers cited by parents were related to limited mobility as 

a result of inaccessible seating and the child's illness (physical demands or dificulty in 

managing treatments in public). Demographic and child factors significantly predicted 

mothers' perceptions of discrimination. Mothers of white children were more likely to 

report discrimination than those of black children @ < .01). Home ownership was 

predictive of mothers' perceptions of discrimination @ c .05). Mothers who did not own 

their own home reported more discrimination, and those with higher levels of education 

were less likely to report discrimination @ < .01). The visibiiity of the disability @ c -05) 

and the severity of illness @ < .O 1) had a positive relationship to discrimination. 

However, for children with astbma, there were fewer reports of discrimination (p < .O 1 ). 

Thirty-five percent of the parents perceiveci that they and their children 

experienced discrllaination as a resuit of humanmade bamers (Tumer-Henson et ai., 



1994). These investigaton suggested that more stnictured activities in school settings are 

necessary to promote integration. Although parents reported that they as well as their 

children experienced discrimination, perceptions about the impact of this discrimination 

on theù experience as mothers were not eiicited. 

Baxter (1 989a) examined the relationship between parental stress attributed to 

social attitudes and two sets of potentially stress-induchg and stigmatizing conditions: 

deviating characteristics of the child and distressing reactions of others. One hundred and 

thirty-one mother-father dyads with children with developmental delay were interviewed 

separately . 
The most frequently cited characteristics influencing a chiid's noticeability were 

abnormal speech (65.9%' n = 63), appearance (5 1.9%, n = 67), and behaviour (48.8%, n 

= 63). The child's unusual behaviour (r = 28, p < -00 1) and speech (r = .2 1. p < .O 1 ) 

were significantiy associated with parental stress. Stress was significantly associated with 

behavioural pro blems (r = .3 1, p < .O0 1) and with worry about the child's behaviour in 

public (r = .29, p < .O0 1). Parents' responses to open-ended questions indicated that the 

capacity of the behaviour to âraw the attention of others to the disability and the parent's 

abüity to cope in the situation were stress-inducing. 

The extent to which the reactions of othen were observed and perceived to be 

distressing to parents was measured on a 3-point Likert-type ordinal scale. Parents most 

fkquently observed othea treating the child as though he or she was younger (81.3%, n = 

104) and treating him or her differentiy nom siblings (72.9%, n = 89). Although others 

ignored the chiid infrequentiy (39.4%. n = 50), parents were very distressed by this 

reaction (78.9%, n = 30). Fifhlseven percent of parents who observed reactions of 



ignoring, staring, king uncornfortable, or drawing attention to the child found these 

distressing. 

Parratal stress was significantiy associated with the distressing reactions of 

others: starhg at the children (r = 0.50, p < 0.00 1 ), treating the children di fferentiy from 

siblings (r = 0.50,~ c 0.001). drawing the attention of others to the children (r = 0.29. p 

< 0.001). changing tone of voice (r  = 0.40, p < 0.001), treating the children as though 

they were much younger (r = 0.29, p < 0.001), displaying discodort (r = 0.55, p < 

0.001), ignoring the children (r = 0.35, p c 0.00 1), or king overly sympathetic (r = 0.47. 

p < 0.001). Correlational findings revealed weak to moderate relationships. Stressor 

characteristics of the child and stressor reactions of othea explaineci 57% of the variance 

in parental stress (R2 =.57767). Social attitudes were related to the visibility of the child's 

deviating characteristics. Although abnormal speech and appearance were more 

fkequently cited as intluencing the child's noticeability, unusual behaviour was the most 

stress inducing for parents. This investigator concluded that discriminating attitudes 

toward the child with a disability were stressful to parents. 

Leyser and Dekel(1991) examined stressors, coping strategies, and social 

supports for 82 Jewish parents of school-aged children with a variety of disabilities. A 

semi-stnictured interview questionnaire (Leyser, Margalit, & A d a m ,  1988) mensured 

the impact of the child on family Life and siblings, areas of stress, and availability of 

personal and professionai support systems. Thirty-eight percent of parents felt that the 

child's disability affecteci the f d l y  'huch" or "very much," 17% felt there was "some 

effect," and 45% felt that there was "littie" or %O effect." The most stresshil aspects for 

these families included thQT hancial status (75%) and the lack of community support 

(75%)). Twenty percent of parents felt thcy were gxeatly stigmatized, and 40% felt they 



were stigmatized to some extent. Parents who experienced the most stress experienced 

more daüy hardships, such as hnc i a l  collsfraints, lack of support, lack of time, and 

feelings of stigma; were found to have a boy (Rr = ,336) or mothers who were older (8' = 

.3 84); and had fewer children in the family (Rz = .464). 

The majority of parents sought out support for themselves from health care 

professionals (75%), relipious Leaders (78%)' and their own parents (25%). Forty- five 

percent of parents sought support fiom neighbours and fnends, and more than half 

reported that they had no discussions. Aithough no parents were involved with a 

community support group, 40% expressed interest in meeting other parents with similar 

problems. Most parents (95%) were satisfied with the services available in the special 

school (M = 4.38, SD = 0.623 on a 5-point scale). The relationship between the child with 

the disability and his or her siblings was perceived to be normal (75%). The child's future 

was not a concem for many of the parents. These investigatoa concluded that these 

parents experienced great stress and many family problems. 

in summary, investigatoa have determined the impact that stigma and 

discrimination have on parents and siblhgs of the child with a disability. They have 

delineated the types of discrimination experienced by parents, as well as the influence that 

stigma has on parenting, the stress experienced by parents, and the coping strategies 

employed by siblings. Many of the studies reviewed used qualitative methods. which 

were appropriate to explore parent's perceptions of discrimination. For one of the 

qualitative studies, the data analysis procedurcs used were not described (Van Riper et al.. 

1992). Although narrative text mpported major themes, the categories were not well 

delineated. Some investigators used descriptive sinvey designs. Although some of these 
, 

studies examimd specinc diagnostic categories, others reported using stratif~ed sampling 



techniques that included children diagnosed with a wide spec tm  of diseases. Finduigs 

fiom these studies should be interpreted cautiously. Birenbaum's (1 970) study of mothers 

of children with developmental delay specifically examined courtesy stigma, which is 

relevant to the secondary data anaiysis undertaken in the present study. However. it is 

important to note that fndings may have been influenced by the social attitudes prevalent 

in publications at the time the study was undertaken, which upheld structural-functional 

noms of conventional family life and preceded social-political activism regarding 

disability issues. 

Parents' Relationships with Health Care Professionds 

A number of investigators have examined the relationship beiween health care 

professionals and parents of children with disabilities. Stewart and colle~gues ( 1 996) 

described stressful and supportive interactions that 90 mothers of chronically il1 children 

aged 1 to 17 years experienced with health care professionals. Although mothers 

described health c m  professionals as key members of their social support network. they 

perceived gaps in the support provided. The support provided by health care professionals 

was of four types: practical(34.4%), emotional(25%), informational (23.3 %). and 

afnrmational(lO%). The support provided in relation to physical care was infocmationai 

(3 1 %), including explmations about the child's condition, treatment, and management 

and suggestions of alternative approaches; and affimiational(2 1%). which encompassed 

feedback about matemal caregivuig. Mothers found that informational ( 14%). 

instrumental (1 3%)). and affinnationai ( 12%) support fiom health care professionais wvas 

absent or inappropriate, 

Baxter (1989b) examined parents' perceptions of the attitudes of health care 

pmfessionals toward their chiidren. A stratified sample of children who were moderately 



to severely developmentally delayed in three age categories was recruited fiom six 

schools for children with intellectual disabilities. Sixty-one rnother-father dyads and nine 

mothers (n = 61 parents) were interviewed separately in their homes. 

Parents perceived professionals as showing a helpful attitude (32.l%, n = 42) 

when they demoastnited professional interest in the chiid (1 5.3%' n = 20) and treated 

parents with consideration and respect (9.9%' n = 13). When professionds tvere not 

king helpful(20.6%, n = 23,  they failed to show interest in the child or in the parents 

(6.1%, n = 8), they lacked consideration and respect (6.1%, n = 8), and they lacked 

cornmitment (5.3%, n = 7). These negative attitudes were found to be distressing to 

parents. Parents expected professionals to provide helphl information and practical 

assistance and to treat them with consideration and respect. 

Knafl and colleagues (1 992) explored the behaviours of health care professionals 

who promoted and sustallied a positive working relationship with parents. A purposive 

sarnple of 102 parents (5 1 couples) whose children aged 7 to 14 yean of age had a 

chronic illness were interviewed. Although most couples (34) reported positive 

encouriters with health care professionals, 17 were dissatisfied. One or both partnen in 

nine couples had questioned a physician's competence. Fourteen parents reporthg 

negative reactions described difficult interactions between the child and physician (4) or 

between the parent and physician (14). Patents reported the foliowîng to be important in 

establishing positive relationships: (a) an exchange of information that reflected accurate 

and complete accounts of the child's illness and management (14 mothers and 20 fathers), 

(b) an interaction style that co~llllluaicated empadiy and genuine concem (24 mothers and 

17 fathers), (c) a relationship with the child based on respect (1 8 mothea and 1 2 fathers), 

and (d) acknowledgment of parental competence (9 mothers and 6 fathers). Most parents 



were satisfied with the care that health cate professionals provided. Parents preferred 

heaith care providen who interacted effectively with the children and themselves and 

who fostered confidence in their caregiving abilities. 

Patterson, lernell, Leonard, and Titus (1994) also examined parent-professional 

nlationships. The parents of 48 "medically fragile" children between the ages of 3 and 19 

years who were cared for at home participated in this study. Survey data were collected 

by interview and self-report questionnaires. Factors influencing positive aspects of the 

relationship included (a) support provided to parents and farnily (73% mothers. 12% 

fathers); (b) genuine caring for the child (39% mothers, 34% fathea): (c) competence and 

ski11 of the staR(29% mothers, 34% fathers); and (d) demonsûated respect toward and 

collaboration with the family (24% mothen, 20% fathers). Factors influencing negative 

aspects of the relationship included (a) invasion of pnvacy (6 1% mothea. 20% fathea): 

(b) unprofessional and inadequately trained staff(55% mothers, 54% fathers); (c) lack of 

respect demonstrated toward the family (37% mothers, 20% fathen); and (d) scheduling 

hassles, including cancellations and staff turnover (3 3% mothers. 27% fathers). A high 

level of strain for mothers was significantly associated with more home care hours 

provided by health aides (r = .34, p < .Os), whereas a high level of strain for fathen was 

significantly associated with more personai strain (r = -42, p < .O 1). These correlation 

coefficients revealed weak to moderate relationships. The professionals' ski11 and 

competence, as well as their attitudes toward the child and family, were cntical factors in 

estabüshing a supportive parent-professional relationship. 

In summary, the quaiitative study designs employed were appropriate in explochg 

parents' perceptions of supportive and nonsupportive interactions with health care 

professioaals. Negative interactions with health tare professionais have been found to be 



stresshi and devaluhg experiences for parents. Findings fkom these studies reveal the 

importance of health care professionals' ski11 and cornpetence, as well as of their attitudes 

towani the child and the parents, in establishing a positive relationship with parents. The 

qualitative designs ernployed were appropriate h explorbg parents' perceptions of health 

care interactions. 

Conclusions 

Only one research study specifically explored the concept of stigma experienced 

by mothers of children with disabilities. Bùenbaum's (1970) study was conducted at a 

the  when structural-hctional noms of traditional nuclear families were upheld and it 

preceded social-politicai activism regardhg disability issues. Although other investigatoa 

have found evidence of stigma and discrimination toward children with disabilities and 

their mothers, rnost of these studies were not designed with this focus. with the exception 

of three studies (Gallo et al,, 199 1 ; Tumer-Henson et ai., 1994; Westbrook et al.. 1 9%). 

Gallo and colleagues (1991) examined the courtesy stigma of siblings of children with a 

variety of chronic illnesses. The data for this study were derived fiom a larger study. This 

is a limitation of the study design. Westbrook and colleagues (1992) tested a theoretical 

model that addressed the concept of stigma Although the study design was appropriate in 

testing a theoretical model, findings were limited by the theory itself. The strategy of 

passing as normal was not incorporated into the model tested, but wouid have been an 

Unportant variable to study since study participants had good seizure control. Turner- 

Heown and colleagues (1994) delineated the types of discrimination experienced by both 

mothers and children with various chronic iilnesses; however, the subjective experiences 

of mothers were not elicited. The data for this study were limited because they were 

denved h m  a larger study. Furthemore, no research had been conducted that compared 



discrimination against groups of children with dinerent disabilities, and no research 

focused on how mothers responded to such discrimination. 

Many of the studies reviewed used survey and descriptive correlational designs 

and süatified sampling techniques. Few studies supported strong conelational 

relationships. In a number of studies, inappropriate statistical tests were employed for the 

rneasurement scale identEed. These studies have examineci the differences in stigma that 

children with severe physical and cognitive disabilities experience. To begin to address 

these issues, the present study was designed to explore differences in mothers' accounts 

of children with cognitive and physical disabilities. 



CHAPTER II 

DESIGN AND METHODS 

The Original Study 

This thesis is a secondary analysis of a subset of data drawn from a larger study 

designed to elicit the daily activities, subjective experiences, and life circumstances of 

biological and foster mothers of children who had severe disabilities (McKeever, 1 993). 

The larger study will be described briefly to provide the context for the secondary data 

aualysis. 

A descriptive exploratory design was used to portray the experiences OF mothers 

of children with severe disabilities. nie proposai underwent ethical review. Afier giving 

informed consent, each mother participated in a two-part home interview. Fiat, an 

unstnictured narrative account of daily life elicited information about mothers' activities. 

expenences, and concerns. Interviews lasted approximately 2 hours and were audiotaped. 

Immediately following each interview, field notes of observations made during the 

interviews were completed. Second, a structured interview format elicited descriptive 

information about the children and a List of his or her daily care requirements. 

A random sample of 33 biological mothers and a convenience sample of 39 foster 

mothers were recniited. For the purposes of this thesis, 1 will onIy describe information 

pertainuig to biological mothers, as the data 1 anaiyzed were drawn fiom this sampling 

strata. The biological mothers were selected h m  the outpatient population of a pediatric 

rehabilitation centre in Ontario, Caneda 



The following inclusion criteria were used to detemiine eligibility: 

1. dl mothers spoke English, 

2. d mothers had cared for at least one child with a disability at home for the 

preceding 6 months, and 

3. al1 mothers lived within a 60-mile radius of a large Canadian city. 

The Present Study 

Statement of P w s e  

The a h  of this study was to describe sirnilarities and differences in the stigma 

experienced by two subgroups of mothers of children with disabilities. The rationale for 

selecting two subgroups was to compare mothers' descriptions of stigma assigned to 

children whose disabilities were physical and cognitive (cerebral pdsy) versus those 

assigned to chilâren whose disabilities were oniy physical (spina bifida). 

I postulated that mothers' accounts of raising children who had cerebral palsy 

wodd reflect more stigma tban would those of mothen whose children had spina bifida 

because of society' s hierarchical discrimination against people with cognitive disabilities. 

The knowledge gained through this inquiry should contribute to our understanding of 

dominant values and expectations, against which mothers of children with disabilities are 

judged and their social positions are determined. This knowledge would be usefùl for 

improving the qudity of nursing care by Uicreasing nurses' awareness of the social 

experiences ofthese mothers and chilcùen and of how their own behaviours cm 

contribute to or mitigate these experiences. 



Research Questions 

The following research questions were derived h m  the literature, from my 

clinical experience, and were formulated according to Goilinan's conceptualization of 

stigma (1963). 

1. How do mothers of children with (a) cerebral pdsy or (b) spina bitida describe 

their children's actual social identity? 

2. How do mothers of chiidren with (a) cerebral palsy or (b) spina bifida describe 

the courtesy stigma assigned to them? 

3. How do mothen of children with (a) cerebral palsy or (b) spina bifida describe 

the strategies they employ to manage courtesy stigma? 

4. How do mothers of children with (a) cerebd pdsy or (b) spina bifida describe 

the strategies they employ to manage their children's stigma? 

Design 

A theoretically deductive approach was used to identie descriptions of stigma 

embedded within mothers' accounts of taising chiidren with disabilities. Detailed 

descriptive data had been collected as part of the originai study through interviews. field 

notes, and observations of mothers. 

Sam~le 

Two subg~oups of mothers of children with disabiiities were h w n  from the 

sample of 33 biological mothers who participated in the original study to constitute a 

purposive sample for this study (N = 18). It consisted of mothers whose chiidren were 

diagnosed with cerebral pdsy (n = 8) and mothers whose children were diagnosed with 

spina bifida (n = 10). One case was excluded because of inadequate data. Fourteen other 

cases did not meet the inchsion criteria Some chilchen (n = 1 1) had a diagnosis other 



than cerebral palsy or spina bifida Other chiidren who had cerebrai palsy were of normal 

cognition (n = 3). The foiiowing inclusion criteria were used to determine the sample for 

this thesis. 

inclusioa criteria The tsvo subgroups consisted of mothers of children with cerebral pdsy 

and mothea of children with spina bifida AU children with cerebral palsy had both 

physical and cognitive disabilities. Al1 cMdren with spina bifida had physical disabilities 

on1 y. Cognitive disabilities were detemhed by assessing data about the child' s 

communication skills, school statu, and seKcare ability in relation to their peea. 

Data Analvsis Procedures 

The data in the form of typed accounts were analyzed according to the steps 

outlined by Miles and Huberman (1 994). 

1. Unmarked copies of transcribed audiotaped accounts, field notes. and 

obsetvational data fkom the original study. with room on both the right and left 

margins for codes and comments, were transferred to a cornputer as separate 

files for each mother. 

2. Transcripts were read in random order several times to obtain a sense of the 

scope of the data and to gain a sense of each mother-child dyad. 

3. Handwritten s r n a r i e s  were created for each case. These summaries were 

organized to illustrate how the theory related to the data and to identiQ 

segments of text that elaborated the mother's views of stigma toward het child 

and herself. In addition, memos and theoreticai ideas about codes and their 

relationships were written to link data together into clustem. These handwritten 

memos were kept in a separate file labeled according to the concepts they 

described. 



4. A preliminary list of codes was generated h m  the conceptual framework. 

research questions, hypotheses, and emerging concepts that had been described 

by participants. These codes were operationally defined and filed Ui a "code 

book,'' wwhich was used as a ceference during the coding process. 

5. Summaries were also used to suggest emic codes, which were as close as 

possible to the participants' descriptive t e m ,  and later to reorient me to each 

case when 1 retumed to the aaascribed data during data analysis and final 

write-up. 

6. The transcribed texts were coded to answer the research questions. During and 

following analysis, data were copied and filed according to clustered themes 

for easy retrieval of hta  sets. Segments of texts were highlighted with coloured 

markers reflecting the research questions. This process enhanced the eficiency 

of data management and storage. 

7. Data were grouped according to the child's diagnostic group (cerebml palsy or 

spina bifida), age, and developmentai stage. 

8. Data were coded using the preliminary list of codes. In addition. new and more 

differentiated codes were placed in the margins. These emerging codes were 

subsequently used to review and code al1 cases. Remarks representing my 

reactions to the meaning of the content and potentially new interpretations, 

leads, and connections with other parts of data were recorded in the right 

magins of the eariscripts. 

9. For each of the research questions, data wete clustered into categories and/or 

ihemes. 



10. To move h m  codiag to interpretation, 1 used a number of strategies that 

ailowed me to draw conclusions while avoiding bis: counting, cornparhg 

cases, and noting relationships within and between the two groups. 

Conclusions and interpretations were drawn. Supporthg evidence was found 

for prelimiaary explanations. This process included generating meaning from a 

particular configuration of data, noting reguldties and themes as well as 

contnists, paradoxes, and irreguiarities. 

1 1. Finally, an interim summary was created to present the main findings. This 

summary was presented to my thesis committee for M e r  feedback. 

Discussion with cornmittee members regarding how the research fîndings 

related to the conceptual fnunework used in the study illuminated m e r  

interpretation of the data. 

Methodoloaical Rigor - 

An audit trail was kept to facilitate replicability of the study. The audit trail was 

established first by developing a codebook with operational definitions of codes. These 

codes were s h e d  with an extemal reviewer, who is a Clinical Nurse Specidist with 

expertise in qualitative research methods and clinical pediatric disability issues. to 

determine dennitional clarity , validity, and reiiabili ty. Subsequentf y, emerging catego ries 

and theoretical ideas about coded data were recorded in mernos. 

1 used strategies suggested by Miles and Huberman (1 994) to enhance the validity 

of the fïndings. Eight cases that contained coded data were shared with the extemal 

reviewer to d e t e d e  if fht-level coding rdected pre-established codes that were 

operationally dehed. Second-Ievel codes were also shared with the extemal reviewer to 

determine ifthe data were represented by the assigneci codes and to ver@ conclusions 



drawn. DBerences in codhg related to additional examples of v W  identity noted. one 

example of hope noted, coding of a s e k  as a physical vs. cognitive discrediting 

attribute, and codig of data that related to the father and not to the mother. Other 

comments were related to examples of some coded phrases that were stmnger than othea 

and to M e r  coding required for courtesy stigma. Al1 transcripts were examined for 

additional examples of Wtual identity and for M e r  coding of courtesy stigma and were 

again reviewed with the extemd reviewer. No differences were identified at this time. 

1 used the process of trianplation, which involved cornparhg and contrasting 

data fiorn multiple sources (field notes, observations, transcript data, descriptive 

information fkom the structured interview format about the child and about his or her 

daily requirements) to detect similarities and differences. Triangulation supported 

fkdings by demonstrating that multiple sources agreed with the finding or iit lest  did not 

contradict the finding. The extemai reviewer established the content validity of coded 

data and categocies created. In addition, 1 checked each category for its accunicy md 

inclusiveness. Al1 of these tactics enhanced the creditability of the study findings. 

Strennths and Limitations 

The theoretical deductive approach employed in this study was appropriate to 

d y z e  descriptions of stigma from mothers of children with disabilities. However. the 

data had been drawn nom a larger study and were reanaiyzed. Therefore, the fmdings 

were limited because the originai study was not designed to examine descriptions of 

stigma. 

The sample size was smaii (n = 18). However, the goal was not to generaiize 

findings, but to detennine descriptions of stigma as described by mothers of two 

subgroups of chiidxen with disabilities (cerebral palsy and spina binda). Examinhg two 



subgroups of chiidren was a strength of the sarnpling procedures employed. This was 

done to reduce sampling bias found in other studies that used stratified sampling 

techniques to examine a variety ofchronic ihesses. The problem with the smitified 

sampliug approach is that the sample is not representative of the population of children 

with disabilities, since fûnctiod abilities and limitations vary so widely with these 

ranges of conditions. 

The wtructured interview format of the original stuciy allowed mothers to 

describe their activities, experiences, and concems about raising children with 

disabilities. Because the interview questions were not designed to permit m e r  

exploration of the concept of stigma being studied research fmdings fiom this study are 

limited. The fact that 1 did not interview the mothers was a limitation that was reduced by 

reading the transcripts, field notes, and recorded observations several times in order to 

gain insight into the interviews that occurred. Not participating in the interviews may 

bave reduced bias, because 1 had no influence over participant responses. The credibility 

of the study fmdings are M e r  lirnited by the fact that only mothea were interviewed 

and the data collected rrflected ody mothers perceived stigma. I used the process of 

trianguiation, which involved comparing and contrasting data fiom field notes. 

observations, transcript data, and descriptive information from the stnictured interview 

format about the chüd and about his or her daily requirements. This process ensured that 

multiple sources agreed with fïndings and that bias was minimized. 

Goffman's conceptuakation of stigma was an appropriate framework because it 

provided a comprchensiw understanding of the concept of stigma Aithough, many 

authors have adcnowledged the important contn'butions that GofGnan (1 963) made, they 

have aiso critiqued his ideas because he viewed individuals with a disability as deviant. 



Within his fnunework, an imbalance of power exists, because the discredited individual is 

considered to be less than human as portrayed by more pwerful groups. Moreover, the 

categorization of the stigmstized is broadly inclusive, without bomdaries and specificity. 

Not only is the individual with a disability stigmatized, accocding to Goffinan (1963), but 

so are other marginal groups. For example, criminals, homosexuals, ethnic minorities and 

otbers are stigmatized (Ainlay, Coleman, 8t Becker, 1986; Alonzo & Reynolds, 1995; 

Fine & Asch, 1988; Gardner, 199 1; Mutphy, Scheer, Murphy. & Mack, 1988). In order to 

address this limitation, the simple was defined within the context of particular 

disabilities. Ainlay and colleagues (1986) argue that Goffnian does not acknowledge how 

stigma is qualified within the context of a particular culture, period of history. or 

economic. political, or social situation. In the present study, stigma is defined within the 

context of mothers' perceived expenences of raising children with disabilities in 

contemporary Canadian society. 1 believe that although the framework is comprehensive. 

it fails to explicitly delineate details relevant to the child with disabilities and to the 

mothers' expenences of courtesy stigma 



CHAPTER m 

THE FINDINGS 

Characteristics of the Mothers and Their Children 

In this study, a secondary analysis of a subset of data fiom a larger study was 

undertaken to describe similarities and differences in stigma descnbed by mothers of tu.0 

subgroups of children with disabilities. Eighteen of the original 33 mothers met the 

inclusion criteria. 

Characteristics of the Mothers 

The majority of families were compnsed of married, two-parent households. and 

the mothers provided most of the extraordinary care that their children required. 

H owever, one father was reported to provide care for his child throughout the day while 

the mother was employed outside the home. The median age of mothers of children with 

cerebral palsy was 49 and the median age for mothers of children with spina bifida was 

40. Six of these families had other children under the age of 5 years. The majority of 

these mothers (72%) were employed outside the home on a part- or full-time basis (33% 

part-tirne; 39% full-tirne). The total income reported for ten households was below th& 

of the average total income for individuals living in Canada $65.56 1 (Statistics Canada. 

1996). 

Forty-seven percent of the mothen had completed or partidly completed 

secondary school, and balf had completed or partially completed poa secondary school. 

Half of the mothem were Unmigrants to Canaâa, and their ethnicity was diverse. They had 

immigrated h m  the foliowing regions: Europe (n = 4), the West Indies (n = l), the 



Middle East (n = 1 ), North America (n = 1 ), Central America (n = 1 ), and South America 

(n = 1). The culturai heritage of the remaining women reported in this sample was 

Northem Eutopean. No differences were noted between the two groups with regards to 

marital status, empioyment status, education or heritage. More detailed chmcteristics of 

the sample are reported in the tables. To compare groups, the Fisher Exact test was used. 

The pmbability value of the observed association between the two subgoups is reported 

in the Tables 1 through 5. 

Table 1 

Maritai Status (n = 1 8) 

CP SB Total 

n = 8  n =  10 

Married 6 8 14 

Divorced 2 2 4 

Total 8 9 18 

Note. The proportion of observed fiequencies is not significantly different from that - 
expected from random occurrence (P = 1.000). CP = child with cerebral palsy: SB = child 

with spina bifida. 



Table 2 

Emuloynent Status (n = 18) 

n = 8  n =  10 

Em ployed 5 8 13 

Unemployed 3 2 5 

Total 8 10 18 

Note. The proportion of observed fiequencies is not significantly different fiom that 

expected Iiom random occurrence (P = ,6078). 

Table 3 

Level of Education (n = 17)* 

CP SB Total 

n = 8  n =  10 

Secondary school 4 4 8 

Post Secondary school 4 5 9 

Total 8 9 17 

Note. The proportion of observed fiequencies is aot signifkantly dif%erent fiom that - 
expected fiom random occurrence (P = 1.0). 

*For one famiy data were missing. 



Table 4 

Herita~e (n = 1 8) 

CP SB -p Total 

n = 8  n =  10 

Total 8 10 18 

Note. The proportion of observed frtquencies is not signi ficantly di fferent fiom that 

expected fkom random occurrence (P = .153). 

Table 5 

Matemal Age (n = 181 

CP SB 

n = 8  n =  10 

Age range 3743 21-46 

Median 49 40 

Note. Statistical cornparisons were not undertaken due to the smali numbers in each 

subcategory. 

Characteristics of the Children 

The chilâsen with disabilities ranged in age h m  2 to 13 years, and the median 

age was 9 years in both groups. Five of the children were under the age of 5 years (3 

children with cerebral palsy; 2 chiidren with spina bifida). With the exception of one 



mother who had twins with cerebd paisy, mothers had one child with either spina bifida 

or cerebral palsy. Many of the children were profoundly disabled and had multiple 

diagnoses. In addition to having either cerebral palsy or spina bifida, these children 

experienced respiratory problems (e.g., asthma, prieurnonia), neurologicai problems (e.g.. 

epilepsy, hydrocephalus), skeletal problems (e.g ., scoliosis, club bed feet, dislocated hips). 

genital winary problems (e.g., bladder extrophy), and severe growth retardation. 

Associated fùnctional impairments included paralysis (hemiparesis or quadripiegia), 

visual problems, hearing impairment, aspiration, feeding and digestive problems, and 

bladder and bowel incontinence. Al1 children in both groups had significant mobility 

irnpairments, and none could ambulate independently. As a nsult of these problems, 97% 

of the children required at least one assistive device. Al1 children with cerebral palsy had 

cognitive irnpairments and ail children with spina bifida were cognitively normal. More 

detailed characteristics of the sample of children are reported in Tables 6 and 7. 

Table 6 

Children's Anes (n = 18) 

CP SB 

n = 8  n = 1 0  

Age 

Age range 2-11years 2-13years 

Median age 9 years 9 yeats 

Note. Statistical cornparisons were not undertaken due to the small numbers in each 

subcategory. 



Table 7 

Children's hmkments* (n = 18) 

CP SB 

n = 8  n =  10 

hpairments 

Neurologie 5 9 

Cognitive 8 O 

Sensory 5 O 

Feeding 2 O 

B ladder/bowel O 8 

Orthopedic O 5 

Mobility 8 10 

*Statistical comparisons were not undertaken due to the small numbers in each 

subcategory. 

Results 

The research questions guided the analysis of the transcribed interview data and 

provided a t'ramework to organize the hdings. Each example used to illustrate a theme 

includes the cocresponding case number. 

How do mothea of children with (a) cerebral pdsy and 

(b) spina bifida describe theù child's actual social identity? 

Mothets' accounts containeci many exampIes of how their chiidren were different 

h m  other children. The ciifferences mothers described were h w n  from comparisons to 



the normative stereotype, that is to the vUrual social identity of the ideal child. The 

themes that were identifïed reflected the mothers' descriptions of their child's actual 

social identity and the obtmsiveness of cerebral palsy and spina bifida. 

Actual social identitv of children with cerebral oalsv. Al1 mothers spontaneously 

compared thek children's a c W  social identity to the normative stereotype of the ideal 

child (virtual social identity). This comp~son illuminated the children' s differentness or 

actual social identity. 

The mother of a 2-year-old child descnbed how she searched to understand her 

child's differences. In the context of the account, she recalled when she first recognized 

his differences and the subsequent medical examinations and tests that were done to 

explore his limitations. She explained that his "chromosomes were perfect. ail the other 

tests were normal, so there is a blank." When her son was about 6 months of age. this 

mother had recognized that there was something difFerent about him because "he 

wouidn't kick like a normal baby." She recailed thinking that "he looks like a normal 

baby." At 6 months of age, the doctor noted his a m  was spastic and diagnosed him with 

cerebral paisy. At the time of the interview he was a toddler, and she continued to 

compare him to a developmentally normal child, saying, 

A major worry is if he wouldn't walk in the funue and with the talking because 

he's two and he's still not taking. . . . he's just finished commando crawling, so 

now he's doing the proper crawling now and pulling himself up and that's it. [O61 

The cornparisons that this mother made were based on the concept of "nonnalcy." She 

compared her child's progress in his motor end cognitive development to that of the ideal 

chüd. She recognized that he wasa't meeting normative developmentai miiestones. in 



addition, she revealed that she was womed about bis potentiai inability to ever meet these 

and other expectations. 

Another mother described how she compared her child to his sibling (S .) and 

other children she encountered. She said, 4 was comparing him to S., who was an 

excellent baby." Emphasizing some normai aspects of her child, this mother stated. "He 

had his CAT scan done, everything m e d  out normd. He had ail this medicd testüig, 

everything turned out nomal; his fatty tissue and fatty acids and al1 that, everything was 

normal." She elaborated, 

To look at E. he looks normal. But when he was a baby or even up to maybe a 

year and a half old, to look at him you'd never hi& anything was wrong with 

him. . . . The hardes used to be watching other babies. You know, his age or 

younger, sitting up, clapping their hands and waving. ffiowing he'll never do it. 

i361 

This mother compared her child with cerebraî paisy to his sibling, who was described as 

"an excellent baby." Being an b'excellent baby" meant that the sibling fit or exceeded 

expectations based on stereotypes. Up to about 1 yrar of age, the child with cerebral palsy 

had appeared normal; however, &et this point in the, his differences were apparent and 

the mother recognized that they would become progressively more evident over time. In 

an attempt to emphasize something normal, she recded the medicai testing that her child 

had undergone. Al1 of these test red ts  were bbnormril." 

In depicting their children's actuai social identity, mothers used adjectives to 

describe children with cerebral paisy. One mother spdre about her sister-in-law, who had 

had a miscarriage. She maiied how she told her sister-in-law, "Later it'll be a bad 

memory but you know üke me, I've got a living memory every day" [O 11. This comment 



implies that this mother lived with a "bad" or negative image of her child, and that 

perhaps her sister-in-law, whose Uifmt had died, was more fortunate. 

Another mother described her state of shock when she f h t  learned about her 

child's disabilities. This mother delivered twins, but one died at birth. She said, "1 went to 

the hospital thinking I'rn gonna corne out with two healthy babies, and 1 came out with 

one baby who was physically damaged. It \vas very tnumatic." This mother elabonted on 

what it was like to have an infant with disabilities: "And to have this happen! I mean. it 

dismpted my life. I'm a perfectionist at heart. And to have a non-perfect baby, mmm" 

[04]. She described her child as king "damageci" and "non-perfect" in an attempt to 

illuminate how her child was different in negative ways h m  the normai child that she 

had expected. This mother's description of her child was similar to those h m  other 

mothen of children with cerebral palsy. 

Another mother recailed that het husband had commented that "the average 

family has 2.5 children, ours has 1 .Y [36]. This mother viewed her family as different. 

and the reference to having "1.5 children" illustrated that her husband perceived that 

something was imperfect about their child and that the child was less than whole. She 

explained that aithough othea tfiink that this comment is cruel. she and her husband felt 

that laughing about their situation helped them to survive. 

Obtrusiveness of children with cerebd ~alsv. The foiiowing coments refl ect how 

mothers puceived attention people paid to the child's disabiiity during interactions: "1 

think most people just focus on the disability" [07]; "They focus on that sometimes 

because they're not used to it, and you how, like they've never k e n  around any children 

with a disability" [Il]; as a ~su l t ,  %ere doesn't seem to be an acceptance" [18]. These 

comments reveal how people directed theit attention toward the child's disability, which 



made mothers feel uncomfortable during social interactions. Such undesired attention 

toward the children included expressions of pity, stares, starting up conversations about 

the disability, treating the child as a %on-person," and teasing. 

The following examples illustrate the undesued attention that people paid to 

children with cerebral palsy. The mother of a 10-yearsld boy described farnily, &ends. 

and othen interacted with her child, who had severe physical and cognitive disabilities: 

They al1 feel sorry for him, every single one of them and they treat him like he's a 

baby. Because he crawls he seems smaller than what he really is and they talk to 

him, l i e  they talk down to him, and he doesn't really like that. He likes people to 

talk to him nomally and he does have a very good vocabulary so 1 d o i t  

understand why people do talk down to him. [Ol] 

This same mother elaborated M e r ,  

A lot of people have gone up to Km, even if he's in a wheelchair and start saying 

(exaggenited speech), "Oh, hi N! How are you?," you know and he goes. in a 

matter-oGfact manner tone of voice, T m  fuie, how are you?" . . . Like a lot of 

people will talk about someone in front of them as if they weren't there . . . and 

you know, like I've had people coming to me in the stores and Say. "1s he 

handicapped or something, what is his problem?" [Ol] 

These comments iilustrate this m o k ' s  perception of how people focused on the child's 

disabilities. She described how the exaggerated speech and the inappropriate comments 

and actions of others wece directed toward the child and highlighted his differences. In 

one scenario, people did not even acknowledge the child's presence as they talked about 

him, treating him as a non-person. During the interactions with others, the obtnisiveness 

and visibility of the disability became apparent, making the situation uncornfortable foc 



both the mother and chiid. This mother was sympathetic to her son's situation and was 

distressed by these unpleasant interactions. 

Another mother described the u n d  attention paid by straagers that she passed 

in the mal1 and her response to people who stared at her 9-year-old child: 

1 used to go shopping a lot with E., you know people would stare. This first year. 1 

guess it really bothered me where I'd stare back or look at them üke, What's your 

problem?" [36] 

This mother described how stares fiom strangers illuminated the child's disability and 

differentness and made her feel uncomfortable. She described how she responded by 

staring back, in an attempt to make the strangers feel as uncomfortable as she and her 

child felt. 

in summary, mothers compared their children's actual identity to the vimial social 

identity of nomal children of comparable ages. They recognized that children with 

cerebral paisy were unable to meet expectations of the stereotypicai nom. This difference 

was a result of their severe physical and cognitive disabilities. Furthemore, although 

mothers of children with cerebral palsy described positive comments about their 

children's attributes, they also used negative adjectives to describe theù children. 

Sixty-seven percent of mothers described situations in which people directed 

attention towards the child's discrediting attributes during interactions with him or her. 

which increased the obmisiveness of the child'a disability and, thereby, the visi bility of 

the chüd's disability to others. These interactions occurred with family members, 

strangers, and other childten. 



Actual social identitv of children with mina bifida. The following examples illustrate the 

cornparisons that mothers drew between their children's actual social identities and the 

Wtual social ideutity of the nomial child. 

A mother compared her 3-year-old child with spina b sda  to a child who met the 

stereotypical ideal of the normal child in most respects. She stated, 

She's like a normal, everyday child to me. niere's nothhg different to me except 

for the catheterizations. 1 cm look past that. She's no different to me: she's an 

average. everyday child. To me she's more gifted than disabled. . . . But it's 

concemhg whether she's an average 3-yearsld, she has temper tantrums. 1 don't 

know how to explain her; she's just a typical everyday child. . . . She's normd in 

every other way except for her legs . . . a linle bit difTerent than other kids. she 

can't walk the same way as other kids do. can't get around as fast as they do 

occasionaily. [O91 

Despite the cornparisons that this mother made of her daughter to "a normal everyday 

child," she still described king womed about the impact of her disabilities. As she 

described this impact, she concluded by excusing her child's differences. when she stated. 

"she's just a typical everyday child." This mother's last thought about her daughter's not 

king able to walk minimued her daughter's Merences and stressed that her daughter 

was 'hormal" despite this limitation. As she described her daughter's need for 

catheterizations, she minimized this ciifference, acknowledging that she could look past 

ber daughter's differences. 

Simüarly, another mother emphasized her son's n o d i t y  in the following 

statement : 



Life with N. is pretty much the way it would be having any 9-year-old boy in your 

house. . . . He's fomuiate that he is very functional, very mobile . . . we look on N. 

as a normal little boy. . . . 1 gwss the biggest ciifference is fitting his clinic and 

docton' appointrnents in . . . he's really just We any other nine-year-old. . . . 

They've learned at school, in gym class, if there's niIuiing involved then they will 

modie the d e s  to give N. a little bit of extra the. But he doesn't sit out. You 

know he's a very physical kid and loves to be, you know, he's a typicd nine-year- 

old boy. 1 can't stress that enough. . . . Just like every other kid on the Street. . . . 

he doesn't have a two-wheel bicycle like his fiiends, but he does have a chah- 

dnven trike with hand brakes." [IO] 

This mother described her son as ''typical," "normal," '~c t ional ."  and "able bodied." 

despite his discrediting atüibutes. She described how her son couldn't run the way the 

other kids do, therefore he required modified d e s  so that he could play baseball with 

thern. This mother emphasized his nonnality by describing how he would not sit out of 

the game, cailing him ''very physicai," and "a typical9-yearsld boy . . . jus? like every 

other kid on the süeet." She described his ability to master developmentally appropriate 

tasks not only through activities such as basebali but also through his ability to ride a 

bicycle like his fiiends. Despite her attempt to minimize her son's disabiiity and 

emphasize his accomplishrnents, her description in fact highlighted his diffierences. 

because 9-year-old boys do not typically ride tricycles that require foot restraints. 

Regardless of these discrediting atüibutes, this rnother reemphasized her son's nomality 

by stating, "he fits in just like everybody else . . . he's able-bodied enough and he's very 

clever, he's very bright. . . . 1 don't think his degtee of disability will get in the way." 

Thmughout this mother's account, a cornparison was drawa between her son and his 



pers, who were able-bodied childrea Attempts to minimize his disabilities were made so 

that he could meet some stereotypical expectations of the ideal child. 

The following examples illustrate the adjectives that were used to descnbe 

children with spina bifïida One mother stated, "He's different than the other kids. . . . The 

thing with U. is he doesn't walk, but he's not like a sick kid" [07]. "Different." a common 

terni used to describe disabled people, was used to point out how the child was uniilce his 

peen. Yet, despite being "different," his disability was minirnized, as he was described as 

being otherwise healthy. 

Another mother said that she had a "disabled child" and later referred to the child 

as a "special needs child . . . that was a little bit difEerent than other kids" [40]. Once 

again, king "different" referred to the child's disability and was equated with being 

deviant fiom the nom. Special needs child is a term used in some contexts in 

contemporary Canadian society to describe children with disabilities. This terni refers to 

the particular discrediting attributes of the child, once again deviant fiom the nom. 

Obtnisiveness of children with mina bifida. The following examples illustrate the 

undesired attention that people paid to children with spiaa bifida. The mother of a 10- 

year-old child stated, 

Like if you go out into the public, you know people stare at her, you know they 

Say, "Oh my God," because she doesn't look like there's anything wrong with her. 

1 get a lot of "Why is she in a wheelchair?" You know k e ,  "What's wrong with 

her?' Like her legs are perfectly fine and everything right, so they ask me. 1 Say, 

"She can't walk or else she wouldn't be in one, she'd be up walking around Like 

you." [l 11 



This description of an interaction with strangers illustrates how this child was treated as a 

non-person when her presence was not acknowledged but her disability was discussed 

openly with her mother. The focus of this unsolicited dialogue was about her inability to 

wdk, highlighting her disability. Again, these interactions with others highlighted the 

obtrusiveness and visibility of the chiid's disability, making the situation uncornfortable 

for both the mother and child, 

Another mother described how peers at school teased her child. She recalled. "The 

f i  year in regular school was hard. E. had several tlat tires in her wheelchair because 

the kids would pester her and poke pins in her tires" [30]. These interactions with peers 

drew attention to the Md ' s  disability and made it impossible to "cover up" her disability. 

The mother acknowledged how difficult this was for the child and herselE Other 

rerninders of the child's differences were apparent in interactions with family membea. 

This mother recalled how her "sister used to feel sorry" for her child. She said that farnily 

members "used to cry every time they saw her" [30]. This response once again drew 

attention to the child's disability, spoiling the child's social identity. 

in summary, mothers of children with spina bifida compared their children's 

acaial social identities to the normative stereotype of the ideal child (virtuai social 

identity). They emphasizcd the children's many positive attributes when their children 

met these stereotypical ideals. Chilchen with spina bifida were described in a way that 

was a closer fit to the stereotypicd nom when efforts employed to normalize the 

children's clifferences were successfiri. 

AU mothers of children with spina bifida used adjectives to denote that their 

chilhn Mered fiam the nomal chilci. 1 found that the adjectives ernployed by mothers 

were more commoniy found in everyQy language to describe children or people with 



disabilities. Examples of these adjectives are bbhandicapped," "different ," "special needs." 

'kong," and "pmblem." 

Sixty-one percent of mothers described bow people diected attention toward their 

child's disability during interactions with them, which increased the obtnisiveness of the 

child's disabiiity and thereby the visibility of the child's disability to others. These 

interactions occurred with family rnernbers and health care professionais. 

Summw com~aring children with cenbral ~alsv  and mina bifida. Al1 the mothers' 

descriptions of their cfiildren's actual identities included cornparisons to the normative 

stereotype of the ideal child. Descriptors used by rnothea of the ideal child included 

"normal," "average," "able-bodied," 'Vùnctioning," "heaithy," "perfect." "in good 

condition," "excellent," '"fuiiy independent," "beautifid." and "typical." Mothers 

explained that to be "normal" or "average" meant that the child was "intelligentT': could 

"see," "wdk," "run," "stand up," and "ride a bike"; "attend[ed] regular school"; and 

"look[ed] normal." 

Mothers described the importance of their children's appearance and of the 

developmental milestones they had mastered. Developmental milestones were used as a 

gauge to measure their children's progress. bbNormal" medical test results served as 

another way to assess a child's normaîity. Mothers took every opportunity to describe 

those crediting attributes that their chi lch possessed so that they could be compared to 

the virtual social identity of the normal child. These efforts were made in order to 

minirnize their children's discrediting attributes. 

DifEerences were also apparent in mothers' accounts. Although children with 

spina binda were at times d i s d t e d ,  more often they were descriid in a way that was a 

closer fit to the stereotypical nom when efforts to normaiize the chiid's differences were 



successful. Mothers of children with spina bifida were also able to describe mmy more 

crediting attributes than were mothen of children with cerebrai palsy. While mothen of 

children with cerebrai palsy acknowledged their children's disabilities and their 

discredited social position, they also pointed out ways in which their children were 

normal. Despite mothers' efforts to nomalize their children's experiences, children with 

cerebral palsy were unable to meet most expectations of the stereotypid n o m  ( v h d  

social identity). The ciiflierence between the two subgroups may be related to the degree of 

disparity that existed between the types of disabilities. Chilâren with spina bifida were 

physically disabled and dependent on devices for mobility, but appeared otherwise 

normal. Children with cerebral palsy wen physical and cognitively disabled and required 

the use of whee1chall.s. These children were unable to sit upright, controi their behaviour. 

or cornmunicate in a manner that portrayed a normal appearance. 

Al1 mothers used adjectives that are commonly used in society to describe people 

with disabilities. These were used in an attempt to explain how different their children 

were fiom others. They included adjectives such as "special," "handicap ped," "disabled." 

"different," "damaged," "bad," and "imperfect." Al1 mothers of children with cerebral 

palsy used more negative adjectives. These adjectives are more commonly used to 

describe damaged goods. AU children with cerebral paisy required the use of wheelchairs 

and were cognitively impaired. 

Eighty percent of mothers of chilcûen with spina bificla described unsolicited 

attention and remaria that increased the visibility and obtnisiveness of the child's 

disability, compared with 50% of mothers of children with cerebral palsy. Such attention 

to the child's visible Merences served to stigmatize the chüd. This unexpected fïnding 

may be related to the social isolation experienced by mothers and their childrw with 



cerebral palsy. These mothers had more equipment to carry and their children required 

more supervision. Therefore, these mothers were unable to participate easily in social 

activities with other parents, and the childrea were unable to participate in the nomal 

activities of childhood. 

Research Ouestion 2 

How do mothers of children with (a) cerebrai pdsy and 

(b) spina bifida describe their own experiences of courtesy stigrna? 

ALI mothers described how their children's visible differences created social 

barriers for the mothen themselves. These social barriers inctuded stiguiatizing attitudes 

and actions that were directed to mothers during social interactions. Mothea described 

respondhg to the discourse they experienced by expressing feelings of inadequacy about 

having produced a child with disabilities and anxiety about anticipating devaluing 

interactions with others. 

Discreditinn behaviours directed toward mothers of children with cerebral palsv. The 

following are mothers' perceptions of discrediting comments or actions that were directed 

toward them. One mother described devaluing comments that were made about her 

efforts to care for her son at home, She recalled a conversation she had with her mother- 

in-law : 

You know it's even said to me by my mother-in-law at one point of tirne before 

the marriage ended that 1 should just let B. go because he wasn't a worthy 

investment of my time. He was never, he was never gonna pay-off. [32] 

Later, this same story was retold by the mother to describe her husband's feelings about 

her desire to care for the chiid at home: "He realIy felt that 1 was kinda off the mark and 

really del& and that he felt that the professionals were right, that B. just wasn't gonna 



amount to anything and he does want even now B. to be institutionalized." These 

comments infened that the child was not gohg to develop normally, regardless of the 

mothering that he would receive, so she should not bother to exert effort to nurture her 

child, but instead should institutionalize him. This mother perceived these comments to 

be very disturbing. As a resdt, she felt alienated by those family members who, despite 

king aware of her situation. she perceived were uncompassionate towmds her. 

Another mother recalled her perceptions of negative interactions with health care 

professionals. She said, 

You know when you've got these professionals telling you something that you 

know is wrong and then iasisting on it. . . . They ordered the wrong walker. totally 

unsuitable, it was a waste of money, like as soon as I saw it I said. "This is not for 

N." The idea of him having a walker was for him to be upright and he was like 

practically bent halfway, you know, leaned over, and I said, "This is totally 

wrong," and one day the therapist ordered another wdker, which I don3 think is 

suitable for him either because agah he has to be bent over, they don't let him 

have wheels, and with the steps he's scared to walk with them and he doesn't 

balance right and so he's constantly fdling . . . 1 think they have to be more open 

than what they really are. As soon as 1 started dealing with professionals. 1 felt that 

they think they know everything. You know. And they consider the parents, just 

dumb parents, who don't know anything, you know, and that's how they taik to 

hem, that's how they treat them. And the parents know the child a lot better and if 

parents do something it shouid be taken quite seriously you know. [O11 

This mother perceived that hedth care professionals did not support her efforts to 

advocate for her son. in f&t, she felt devalued by the insensi0tivity of those professionaIs 



who she perceived did not listen to her suggestions about her son's care and who opedy 

discredited her with theu demeanhg mamer. As a resdt, she perceived interactions with 

professionals to be distwbing. 

Emotiond reswnses to the courtew stima ex~erienced by mothers of children with 

cerebral oalsv. Mothers described experiencing feelings of inadequacy and anxiety in 

their accounts. 

Mothers' feelings of inadeauacv. Mothers responded to their courtesy stigma with 

feelings of inadequacy about giving birth to a child with cerebral palsy. The following 

examples illustrate this inadequac y as described by the mothers. A mother of a 1 O-year- 

old boy spoke about how she felt: 

It was really hard at ht, it made me feel, very inadequate knowing that N. had a 

handicap and that was really hard to take. Then of course the family memben 

blamed me, you know, nobody else, so I took it pretty hard. [O1 ] 

This mother described feeling inadequate at a time shortly after her child was born. This 

sentiment did not change, as she reported later in the interview: "Yes I still feel that I'm 

to blarne" [O1 1. This mother perceived that family members overtly blamed her for her 

child's disability, which subsequently contributed to her feelings of inadequacy. 

A mother of a 2-year-old child described how she felt at the time that her child 

was diagnosed with cerebral paisy: 

It was a shock. Because 1 thought a pmmie was bad, you know. Because he was a 

preemie, 1 thought that was bad. And when the doctor came out with everything 

else, sayhg, you know, 1 tbught, well what else could there be? And that was it. 

1061 



This mother described feeling unprepared for the news that she received about her child's 

diagmsis and long-term prognosis. She described how she thought having a premature 

in f i t  was "bad." This child had cerebral palsy, epilepsy, feeding problems, asthma, 

growth retardation, and cognitive and motor impairment. The mother later described how 

she anticipated interactions with others and covered by concealing information fiom them 

because she perceived that she was to blame for her child's disability. She described her 

perceptions of what others thought of her: 

I guess they blame the parents for it, you know. Like probably saying maybe 1 

used dmgs or something like that. But 1 don? driak, 1 don't smoke. I didn't use 

any tablets; as soon as 1 found out that I was pregnant, 1 never-1 don? take 

Tylenol, no coffce, no tea, no Coke, you know, no sugar. So. no dancing. no 

jumping, no nothing, you know, I did everything. . . . But you never know what 

they're thinking, so that's why 1 don? tell people, because that's the first thing 

they'll Say. You know, it's the mother, the mother did this, the mother did that. 

and that's it. . . . A lot of people, and a lot of people who are family say things 

about it. You know, like they don't say it in your face sometimes. somebody 

would overhear it, but they do talk about it b e h d  your back. [O61 

This mother described feeling hadequate because she perceived that she was to blame for 

her child's disability. This feeling was reioforced by family memben and Gnends who she 

perceived overtiy blamed her and contributed to the stigma that she experienced. As a 

resuit, she described anticipating the responses of others and presented uifonnation in a 

way that would protect herseif and her child. 

Mothers' deScnations ofaauietv. Mothers of chiidren with cerebral pdsy 

descriid how they felt anxious in relation to anticipateci interactious with othea. One 



mother of a 2-year-old boy descnbed how she was anxious about what others thought of 

her, because she had produced a child with disabilities. She revealed, 

You can't tell them everything (fnends and family). Because you know they're 

goana Say, "Oh she has a handicapped child and this and that." Not everybody is 

ahm concerned and you know would take that in a good way; they'll think of it in 

a bad way. [O61 

This mother described how she anticipated a negative respoose fiom those she told about 

her child's disability. in order to protect herself and her child fiom the stigma that would 

ensue as a result of disclosing information about the child's disability. she described how 

she chose to conceal this information fiom others. 

A mother of a 15-year-old boy described how she felt about negative interactions 

with family members. She said, 

1 took it pretty hard. But 1 didn't really let anybody notice it because. you know I 

didn't want anybody to tell me the wrong thing and everybody 1 know seemed to 

say the wrong thing at the wrong time and so I kept to myself. [O 11 

This mother described how she was womed about negative comments fiom fmily 

members. In order to deal with this, she described withdrawing from those people who 

made her feel uncornfortable. 

Summary. In summary, mothen of children with cerebrai palsy described 

discrediting comments that were directed towards themselves. Mothers' efforts to provide 

the best for their children were devalued by some family members and some health care 

pmfessionals who mothers perceived felt that the chiidren were not worthy of the care 

and attention they received. These mothets responded emotiody to the courtesy stigma 

that they experienced. As a result, motbas d e m i i d  feeling inadequate because they had 



giwn birth to a child with cetebrai palsy and awious about anticipated interactions with 

others. 

Discreditinp: behaviours directed toward mothers of children with mina bifida. The 

following are examples of discrediting cornments or actions that mothers of children with 

spina bifida described. 

The mother of a IO-yeat-old child criticized the care delivered by health care staff, 

-hg,  

The staffthere treat handicapped children differently. They aiways delayed gening 

to them and meeting their needs. One day, 1 went to visit my daughter there. and 

found her placed in the play room ungroomed, diapers showing and braces not on. 

This really bothers me, because 1 try to make sure she looks her best not her worst. 

We spend a lot of money on nice clothes and things so she cm feel good about 

herself when she is in public, and they go and treat her like that! They always say. 

"1'11 come, ['Il come," and they just put her off. They just send her into the 

playroorn and leave her there. (301 

This mother perceived that her child was king treated differently by health care staff 

because of her disability. It was of utmost importance to this mother that her daughter 

look her best. This effort ensured that the child's disability was not visible. in the 

example cited, this mother described how the staff failed to ensure that the child's braces 

were on and that her diaper was not showing. This mother perceived that the staff did not 

value the importance of assisting her to cover up the child's disability. The dismissive 

actions of the SM, "putting her off' and "delay[ing] getting to them and meeting their 

needs," were found to be humiliating to this m o t k .  These actions seemed to anger this 

mother. 



Another mother described her interactions with health care professionals during 

her child's hospitalhtion. Her daughter had been transferred to a new unit, and the 

mother was Wlfamiliar with the staff she met. She said, 

I don? know the nurses and I'm nervous, and 1 don? know how they're gonna 

react the finit couple thes, I met a couple of those, I go, she's such a witch, I 

don't like them because of the attitudes that îhey hold at fmt. . . . Then they get 

more sensitive as time goes on-well I'm the nurse, 1 know more than you, ahm. . 

. . So at least some nurses that weil you know, just blow you off like as if. What 

you asking that for? It's none of your business anyway." [O91 

At another point in the interview, she revealed her perceptions of a particularly negative 

interaction that she had had with a health care professional during her child's 

hospitalization. She said, 

There was one nurse that 1. had . . . she was very abrupt in the way she came into 

the room, did her job and left. . . . And then the one day 1 came and 1. has an 

dlergy to the solution that thry used on her. So 1 went up to the nurse and said. 

"Well, why did you do it?'She says, "Well because it's for catheterization, that's 

the only way you can clean sornebody." 1 said, "Well, it says on the chart that 

she's allergic to it and you should see the rash she has because of it." And al1 1 

said to her was that "1 was thinkllig I'd write an incident report." And she just sort 

of looked at me and she went, "Go ahead, they won? fke me anyways." Like that 

was the kind of vanity she had like, I'm better thaa you, and no matter what you 

say you caa't hurt me. . . . 1 was so upset. [O91 

This mother described the negative interactions that she experienced when her child was 

hospitaüzed. She perceived that the nurse's interactions were disrespectful. The more this 



mother advocated for her child, the more she perceived resistance fiom the health care 

professional. This interaction seemed to anger this mother. 

Emotional reswnses to the courtesy stima rnothers of children with spina bifida 

exmrienced. 

Mothea' feelings of inadeauacy The following examples illustrate how mothen 

of children with spina bi f ib  described theù responses to the social stigma they felt. 

The mother of a 3-year-old girl described how she felt her child's disability was 

her fault: 

Another thing 1 noticed is that when 1. was fust bom I was really upset, I was 

blaming myself dl the time, and a nurse said to me "It's not your fault. don? 

wony sheTIl be fuie." And I looked at her and I said, "How do you know it's not 

my fault, you donTt know anything about me." And I kept on going on and on and 

on about how 1 was no good. And she said, "You can be anytlung you wanna be 

just like 1. will be anything she wants to be." So that gave me hope. . . . 1 blamed 

myself constantly for the disability. 1 blamed myself for everything 1. had to go 

through. And then when I got home 1 stopped taking care of myself and her al1 the 

time. And then 1 went to the doctor and he toid me I looked terrible, set me 

saaight, told me if 1 didn't smarten up 1 was gonna end up in the hospital. So 1 

realized heck, "1'11 take care of myselfso that I can take care of 1." So I went 

through a lot of hard times before 1 tinally got a grip on reality and realized that 

she's no different thaa anybody else. [O91 

This mother de&bed how she initially blamed herself for her child's disabiiity and the 

suBering that ensued as a result. She descriid a health care professionai wise to her 

situation that gave her "hope." Despite this support, she descnid how she stiU felt 



hadequate and how she stopped caring for herself. However, she recognized that she 

needed to be wel1 in order to provide care for her daughter. As a result, she "got a grip on 

reality and realized that she's [her daughter] no different than anybody else." This latter 

comment nomalizes the child's ciifferences and the mother's role in caring for her child, 

negating the chilci's dependency on the mother. 

Another mother of a 9-year-old girl described how she felt that she was to blame 

for het child's disability. She stated, 

1 thought it was because of me. . . . Like because 1 was drinking or I was smoking 

or because I took vitamins at an early stage. Like 1 don? know I thought it was 

me, you know. . . . Well, 1 figured out now that after that it happened there was 

spina bifida on my husband's side, somewhere, and I thought that. "It figures!" 

and they never said it, or mentioned it. You know, I think that it's hereditary. but 

on his side. And, 1 guess the thing thot made me feel good is that 1 remarried. had 

a baby, and did the test and she came out perfect. [35] 

This mother described how she initially felt that she was to blamr for the child's 

disability. It wasn't untii she recognized that the hereditary factor for her child's disability 

was on the father's side of the family that she was able to absolve herself from tèeling 

guilty. 

Mothers' descri~tions of anxietx A mother of a 3-year-old child descnbed feeling 

"newous" when interacting with or anticipating interactions with health care providen 

who used medical terminology to describe her child's condition. "1 know I was very 

nervous at first, I was very quiet, very nervous. . . ." This mother contrasted her early 

interactions with health care professionals to her cuirent interactions with the same 

professionals. She said, 



Now 1 read everything through twice, if I don? like what they're doing, 1 tell 

hem; if 1 don? understand the doctor, 1'11 look at him and I'll say, "in proper 

English, please," and they'il laugh at me and then they'll explain it to me. But I've 

become more controlling, more in control. [O91 

This mother described how she felt intimidated and angered by the medicai terminology 

that professionals used. This power diffexnce made her anxious when she anticipated 

fiiture interactions with professionals. However, she recdled that, more recently, she had 

been able to assert herself and, as a remlt, felt "more in control." The humour that she 

employed was usehl in breaking the tension experienced during the interaction. 

Another mother of a 10-yearsld child described feeling anxious. She said. 

You know, like you worry, wony, and then when it cornes it's nothing. You 

wasted ail that energy wonying, and even if it is something, that's not going to 

help . . . It just doesn't help. It just makes me nervous and I'm not the way I 

shouid be. So why sbould I worry. [ I l ]  

This mother described feeling %orried" and "nervous." She went on to discuss her 

perceptions of the impact of %orryiagYy for so long, as well as her reaiization that she is 

somehow dflerent fiom other mothers. 

Sumrnw. in sumrnary, mothers of children with spina bifida described 

discrediting comments that were directed toward themselves by family membea. school 

personnel, and health care profcssionais. These comments were perceived to dernonstrate 

a lack of respect towarci tbe motbers. 

Mothea also describeci theù response to the courtesy stigma that they 

experienced. Mothers d e s c n i  féeiing tesponsible for their child's disability. in 

addition, mothers expressed a number of emotions, hcluding anxiety in relation to 



anticipated interactions with others. These mothers were aaxious not only about how they 

would be received by others during that particular interaction, but also about the potential 

of king discredited. 

Sumrnary corn~arine mothers of chiiâren with cerebral ~a l sv  and spina bifida. Seventy- 

two percent of al1 mothem descnbed experiences in which individuals made insensitive 

and devaluing comments directed to themselves; 100% of mothen of children with 

cerebral palsy and 60% of mothers of children with spina bifida described devaiuing 

comments. 

Sixty-seven percent of aLl mothers described feeling inadequate about giving birth 

to a child with disabilities at some point since their child's birth. Some of these mothers 

described how they had rationalized their feelings. Feelings of inadequacy were described 

by LOO% of mothers of children with cerebral palsy and by 40% of mothers of children 

with spina bifida. 

Forty-four percent of dl mothers described ongoing anxiety in relation to 

anticipated interactions with others (40% of mothen of children with spina bifida: 38% of 

mothers with cerebral palsy). This anxiety was labeled by mothers as gbnervousness" and 

''worry" and was related to the stigma they experienced. The content of their dialogue 

focused on criticai events that related to their child's developmental milestones. Once 

again, the importance of their child measuring up to the normal child's virtuai identity 

was described. When children were unable to do so, the mothers had the potentiai of 

being assigned a courtesy stigma. As a result, they described feehg aaxious about this 

potential. 



Research Ouestion 3 

How do mothen of children with (a) cerebral palsy and (b) spina bifida 

describe the strategies they employed to manage their child's stigma? 

Al1 mothers described employing strategies to manage the children's stigma and 

to enbarice aspects of their children as individuals. These strategies were employed to 

cover the children's Merences and to master activities diflicult for the c h i l h n  to 

accomplish as a result of their disabilities. 

Coverina the discreditinn attributes of cerebral ~alsv. 

Conectinp the child's diffeiences. To cover the children's stigmatizing attributes. 

preventing them fiom king the focus of attention, mothers descnbed how they used 

assimilative and avoidance strategies. The following are exarnples of assimilative 

strategies that were employed. 

The mother of a 15-year-old described the importance of her son's computer and 

walker in covering his différences. This teenager had both motor and cognitive deficits. 

Although he could speak, his vocabulary was extremely limited. This mother said. 

You know that's why we got him the computer speech. to lem how to read and 

write with the computer because he's got a problem with mobility. We were 

hoping that'ii help. . . . We work with him with the computer, you know. we get 

hun to know where the buttom are and press one button at a time and know how 

to do the spacing of the chart and we've been trying to teach him the alphabet, he 

does h o w  it verbaliy but he doesn't know it by sight. He knows his name by sight 

but if you write his name he will recognize it, but he doesn't really know of 

letters. He bas written a few like 'in," '%(' "1," "O," and 'p" he knows how to 

write. We read quite a bit with him, that's why we buy computer software 



specif'ically for him and we get a lot of movies for him that he would like, I have 

found that watching certain pmgrams has really helped him to understand good 

and bad. m e r  people's emotions and tbings like that. We help hirn with the 

walker, you know to get him to walk and that. We ûy to corne up with different 

ways of doing things. [O 11 

This mother described stigma symbols, which Goffman (1963) postulatrd makr visible 

the person's disability. In this case, the compter and walker were stigma symbois. 

Although the stigrna symbols made visible the boy's disability, they were employed to 

assist her son to cover his differences. Cornputers are highly valued socially and often 

used to enhance abilities. Both were therefore instrumental in correcting the boy's 

differences. Go&m (1963) would consider this mother %se9' to her son's situation. 

She described how she fostered his independence by vigilantly working with him. using 

multiple means to assist him to compensate for the obtnisive nanue of his disabilities. 

Awther mother of a 9-yearsld child described how the wheelchair that she had 

selected for her child would be more functional. She said. 

And the chair we had picked out would have given us a lot of fieedorn because 

it's got the little wheels-1 had a picnire of it-anyway. we though, oh. this is 

going to be so great! 1'11 be able to push him to the garden. I couldn't even take 

him down to the @en (in the other chair). You know, we could go for a walk 

into t o m  [16] 

This mother r e f e d  to the new wheelchair she selected as a "chair." Furthemore, she 

discussed king able to take her child out "for a walk" when they were able to get the 

chair. Both of these references served to normaiize the symbol of the wheelchair to 

themselves and the interviewer. 



The obtnisive nature of the children's ditFerences caused mothers to want to stop 

unusual behaviour or to use sttategies to avoid it h m  becoming visible to others. The 

following examples exemplify how avoidance was used to normaiize situations. 

The mother of a 1 0-year-old chüd described typical behaviours that she perceived 

as highlighting the obtrusiveness of his disability: 

He already broke our V.C.R. He broke our vacuum cleaner, you know, because he 

tries, keeps tryiag to get things working more, taking things apart and he ends up 

breaking them. And it's hatd to get him to stop doing that. Yeah. you have to get 

his mind on something else which he'd rather do, you know, but once he's got his 

mind set he's pretty stubbom. [Ol] 

This mother described the child's activities, which in this situation highlighted the 

obtnisiveness of his disabilities. in order to cover his obtrusiveness and prevent it from 

becoming visible to others, this mother attempted to stop her son from doing the activity. 

Nomalizing the child's discreditinp attributes. in some cases, the child's 

differences were judged in cornparison to those of other people with disabilities. who 

were depicted as more discredited. The following examples illustrate mothers' 

descriptions of cornparisons that were used to normalire the children's disabilities. These 

nomalization efforts serve to present the children as ordinary. 

A mother described how she compared her child to other children with 

disabilities. She stated, it "doesn't bother me any more now because you see so many 

kids, that you know, look even worse than E. does, you know, facially wise or whatever" 

[3q. Previously this mother had stressed that, despite E.'s profond physical and 

cognitive disabilities, bis appeamce was "normal." This was the attribute that this 

mothet useci to compare her chüd to others with more disrrediteci attributes in an attempt 



to normalize his ciifferences. This case was different fiom the others in that "normalcy" 

couid not be generalized in relation to the child but was specific in relation to one 

attribute, his appearance. 

Another mother described how she compared her 9-year-old child to a child with 

an amputated limb. in her attempt to raise fùnds for her child's equipment, she 

approached a seMce club. Subsequently, she was told, "Did you try War Amps?" She 

responded, "Weil, he's not an arnputee. I felt like saying he's not even circumcised." The 

mother perceived the comment h m  the service club representative to be thoughtless and 

inconsiderate. This comment would be c haracterized as being made b y individuals w ho 

were not wise to the mother's or child's situation. The mother's satirical response 

highlighted the fact that there was a difference between her child with a physical and 

cognitive disability and a child with an amputation. In this case, the mother recognized 

that her child's needs were pater than those of a child with an amputated limb. As she 

explained, 'there is no respite anymore because there's nowhere that cm provide enough 

care to accommodate him because he is such extreme care and such complex care." She 

elaborated by saying, "If S falls through the cracks, what have they got under their crack? 

A big CO& to catch them because they cost more than the other kids?" 

Not only was this mother stating that her child's care was more intensive, but also 

that it was more expensive than that for other childrea with disabilities. This mother also 

used numerous examples to ülustnrte her child's vulnerability. In recalling one such 

example, this mother compared her child's state of heaith following a recent 

hospitalizatîon to that of a 90-yearsld man. The mother felt that the quality of care that 

her child ceceived during this hospitaüzation tesuiteci in his present state. She said, 



If 1 picked th up without his diapet on and turned h h  around the skin hung off 

his backside like a 90-yearsld man. His legs were that big around. He had no skin 

on his face and he was paie. Bald spot on his head that I'm just getthg rid of. [16] 

This comparison highiighted the severity and Milnerability of the child's condition. This 

case is somewhat different h m  the other cases in that this mother used the comparison 

between the two different disabilities not to normalize the child's differences but to 

illuminate the severity of her child's disabiiity. 

mas ter in^ develo~mental milestones. Mothen descri bed ho w they assisted their 

children to master activities. 

The following example details one mother's account of the activities her son with 

cerebral palsy anempted to master within his f h t  yeor of life. She stated. 

M e n  N. sort of grew he, he was pretty active, 1 mem I worked with him for three 

moaths before anybody got involved with us and I got him crawling, pulling 

himself up, taking toys to him like reaching for toys, and bringing them to him. 

getting the bonle and drinking it on his own, 1 got him saying the one word which 

in Portuguese means "give" and i fs  an amazing word it's: "duh." Right. [O 11 

This anecdote reveaied how deveiopmentai milestones such as crawling and speaking 

were important goals for her child to master at an early age. She vigilantly assisted hirn to 

acquire these milestones. 

Another mother describeci her chüd's abüity to master activities. She recalled, "He 

goes to camp. Now he's a star. He went, you know to camp for home back riding for 

disabled children" [41]. This child was described earlier in the account as a child with 

severe disabiiities who required continuai supe~sion. In order to have him enrolled into 



camp; she had to advocate on her son's behalf, because of the considerably long waiting 

Iists. She described his new abilities with pcide. 

S u m m q .  in summary, mothers described strategies to cover up the digerentness 

of children with cerebrd palsy. They described efforts to use aids that would ordinarily be 

considered stigmatizing symbols of differences to compensate for the child's disability. 

Avoidance strategies were also used to ensun that the obtnisiveness of the child's 

disability was not visible to others. Mothers minimized disabilities by contrasting their 

child with others who were more disabled. Helping the child to master basic 

developmental milestones was also a stnitegy used to overcome differences. 

Coverina the child with mina bifida's differences. 

Correctinn the child's differences. Mothea also described assirnilative strategies 

that they used to correct the child's differences. 

A mother of an 8-year-old boy descnbed how she viewed the child's wheelchair: 

1 don't even think about the wheelchair now. Like it's just . . . it's his feet so you 

have to go with the wheelchair, you go with the wheelchair or we walk to this 

place or we take Wheel Transit [wheelchair transportation] . . . you just get used 

to it and 1 don? even-sometimes 1 don? even th& about the wheekhair. . . . 1 

try to treat him as normal as the other two kids, so that 1 kind of try to forget about 

the wheelchair, not so much that 1 want to forget about it, but 1 just don't want it 

aiways there as a burden to me. 1 just want to get going and as 1 said, it's his legs, 

1 just treat him lik the other kids. When the other one asks me to put his shoes 

on, it's just U.'s got to get into his wheelchair. So it's just one of those everyday 

habits that you have to tive with. [O7 



This mother described how she no longer even thinl<s about her son's wheelchair. She 

equated the use of the wheelchair to his feet and identified that getting him into his 

wheelchair was just like putting on his shoes. It was an ''everyday habit." This analogy 

normalized the use of the wheelchair. She went on to say that when he was in the 

wheelchak, %e wak." Both of these references served to normalize the symbol of the 

wheelchair and assisted the mother to cover fis differences. The child \vas su fluid in 

moving around in the wheelchair that others ignored its obtnisiveness. The ease of his 

movement was evident in the following statement: "He's always bragging that he can 

speed around the track because they have to do laps amund the track. So he can get 

around the laps faster than the other kids" [Oq. Despite this, his mother explained that to 

cornpensate, "he's really having to push a lot harder, which I don? mind. it's good for 

hlln to push a little bit harder to keep up with the rest of the kids" [07]. This mother 

acknowledged that encouraging her son to work hard was in effect fostering his 

independence. This mother's assistance was an important aspect of covenng his 

di fferences. 

A mother of a 3-year-old girl normalized the use of her child's walker in the 

following statement: 

Right w w  it's not a big problem at the day care al1 the kids think it's neat having 

to crawl around. 1. is the ring leader, she crawls, and they crawl b e b d  her. If she 

walks with the walker they aii waat a turn. [O91 

This mother described the walker as a novel device that other chiidren wanted to use. The 

waiker was seen as an assidative device assisting the child to walk and promothg the 

acceptance of p e r s  in play. 



The obtm*veness of the children's differences caused mothen to want to stop the 

children's unusual behaviour or to use strategies to avoid it frorn becoming visible to 

others. The foflowing examples exemplis. tbis. 

A mother of an 8-year-old boy stated the following: 

What we always have to do is try to work our way around it and things. So we 

were talkllig about visiting, well my mother, for one thing. When we go for our 

visits or whatever, her house is easy enough because most of the visiting level is 

on one floor. But she does have steps to get up. So if he wants to go out, Say with 

the rest of the kids, then he'll also say, "Can you help me get out?" [O71 

This mother described how she searched for houses that did not have stairs. This was 

important because the stairs increased the obtnisiveness of the child's disability. 

Avoiding stairs was the strategy thot this mother used to cover. 

Another mother described how she assisted her 9-year-old child to cover his 

incontinence. She said, 

He'll come home or he'll come upstairs or whatever and say, "Mom! I'm wet." 

And ah, but no, 1'11-1'11 jog his memory and, you know. 1'11 cal1 him up from 

downstairs. Or if he's going to a fiend's house to play, I will make sure that he is 

clean and dry just before he goes out the door and that 1 know he's got three or 

four hours to play where he doesn't have to wony about anything. [IO] 

This mother described how she tried to anticipate the need to change her son so that he 

could remain dry when he was out playing. She was sensitive to the fact that his 

incontinence was visible to others when he was not changed ûeqwntfy. As a result, she 

assisted him to avoid the visibility of bis incontinence. 



Nocmalizin~ di fferences. The following examples illustrate mother' s descriptions 

of cornparisons that were used to nonnalize the child's stigmatizing attributes. The 

child's disability was contrasteci to what mothers considered were more severe disabilities 

in an attempt to explain how theV children were in fact ordinary. 

The mother of a child discussed the problems her 9-yearsld child experienced: 

1 just try to view him like a regular little kid that can't walk, you know. That's 

about it, you know. That's al1 he is. . . . The thing with U. is he doesn't walk but 

he's not like a sick kid. He is healthy other than that. Like you take him for a 

doctor's appointment and maintenance appointments and then they'll Say. "Oh. 

this doesn't look right, so we have to, you know check on this kind of thing." And 

his bladder needs checking or his kidney needs checking, but knock on wood he's 

never been sick. . . . If he could walk then he would just be, you know. a regular 

littie kid. . . . So, 1 mean, I think that helps a lot too, because if he was one of these 

types of children lbat were, you know, ngularly sick and always-like he doesn't 

have medication. . . . 1 mean no matter what you have wrong with you: there's 

always somebody t h ' s  much worse than you are. [O71 

This mother described how she compared her child to a "sick" child and to a child with a 

disability "worse" than his. Her comments about her child's ongoing medical assessments 

served to nomalize his disabilities and to emphasize his healthy state. The last comment 

inferred that ber cMd was better off than others with more severe disabilities were. 

Another mothet described king 'bervous" when she learned how to catheterize 

her daughter with spina bifida She said, 

Like with L's catheterizations, when I first found out 1 had to do it 1 was like, 

"Weil, no way, 1 can't do it, 1 can't." I was so nervous and so fnghtened. . . . 



Never even seen it done before, never even heard of a catheter* . . . 1 saw some of 

the other kids (on the neurosurgical mit) that had growths on their head, or you 

know missing an eye or missing arms and legs. . . . and 1. is mild compared to 

these other kids. [O91 

This mother recalled how she was overwhelmed to l e m  that her child required 

catheterizations. She described how she compared her daughter to other children that she 

saw on the neuroswgical unit of the hospital whose disabilities she perceived were more 

severe. Cornparhg her child to others with more severe disabilities allowed her to 

normalize her child's difference. This relayed a message that her child was not that bad 

compared to others. 

Again, another mother stated, "It's not the end of the world, like it's just she can't 

walk. Like i don? know what I'd do if my child was like totally disabled. mentally and 

everything" [Il]. This mother concluded that it was better to have a child with a physical 

disability than a child with a cognitive disability. in contmting the two disabilities. she 

was able to normalize her child's disability. She perceived that not being able to walk 

meant that her daughter was not "totally disabled," as was the case for a child with a 

cognitive disability. These comments and those of other mothers inferred that mothers 

thought children with physical disabilities were more socially acceptable than children 

with cognitive disabilities. 

Another mother discussed the difference between her child and a fiiend's child 

who had both a cognitive and physicd disability. She said, 

There seems to k a distinction between mental disabüity and physical. Mental 

seems to be more dishirbing to people that have to deai with it and how they're 



going to accept this person in the community . . . when you know it's been a birth 

defect and it's not contagious at d l .  [18] 

She went on to explain that despite her child's dfierences, she perceived that her child 

was accepted by her family and others. Once again, a cornparison was drawn between a 

physical disability and a cognitive disability. The latter was depicted as more severe. This 

cornparison was used in an artempt to minimize this child's disability. 

Masterine of activities that are limited to the child with spina bifida because of his 

or her ciifferences. Mothers also recalled activities that theu children attempted to master. 

One mother of a 9-year-old descnbed her child's ability to master activities that 

were dificuit for him because of his disability: 

When he plays baseball, ahm, with the other kids in the summer, he knows he 

can't nui the way the other kids do. Ahm, the only adjustment there is a mental 

one, knowing that even if he hits the ball, which he does very well, ahm. chmes 

are he's not going to make it to fust base. But there's no way anybody else is 

gonna nui for it. That was discussed and it was a flat, no, he'll do it himself thank 

you very much. . . . He does everything else. We have not attempted skating. 

Skiing yes. Again with a few modifications. My husband was a ski hstmctor and 

a number of years ago was involved in what they called a Track Three Programme 

which is a skiing programme 1 believe at the ski hi11 for disabled kiddies-blind. 

cerebial pelsy, muscular dystrophy, spina bifida--and he was able to use that 

experience and howledge. N. was only three or four when he started skiing. You 

just have special things that are on the market, to attach the skis together at the 

toes at the tips so that they stay together. And when he was Little there's a special 

harness, called Wee-is, wee, which again able-bodied normal kids their parents 



have for them too, and it's just so this kid can ski in front of you and you hang on 

to them and they don? get away ftom you goiag down the hill; we used that when 

he was younger. Swims like a fish, he doesn't have a two-wheel bicycle like his 

fiiends, but he does have a chainldriven trike with hand brakes. . . . Other than 

that, N. downhill skis, N. swims like a fish, N. rides his bicycle, N. plays basebail. 

Ahm. there's very little N. can't do. [IO] 

This mother recounted proudly how her child was very active in a number of sports- 

basebail, skiing, and swimming. In an attempt to deal with the limitations he faced. a 

number of adjustments or modifications were required for him to master these activities. 

The adjustments described were both physicai and psychological. Physical modifications 

included ski attachments to keep the ski tips together and a hamess. Psychological 

modifications included lower expectations on the part of both the child and the parents. 

Assistance to succeed in these activities was provided by both his mother and his father. 

Assistance provided was based on both knowledge of this child's limitations and an 

awareness of programs for children with disabilities. 

A mother of a 10-yearsld girl discussed the Unportance of wreding in her 

family. She said, 

We wrestie in our family, and even though L. has splints and casts and bags that 

corne off if she wrestles too much, it was important to get ber in there wrestling. 

And she did. And to encourage her to not say "be carefid" too many times during 

the day. They say it often enough, but they have to be able to explore and try 

things. And she has broken her leg three times by accident and that hasn't been 

nice; but 1 wouldn't ûade that for a timid child. [18] 



Despite the fact that this child had broken her leg thne times and wore splints and casts, 

participating in wrestling was described as an important activity in this family. In 

particular, it was important that this child was not treated differently by asking her to «be 

careful." The mother encouraged the child to master this activity so that the child was not 

perceived to be timid or différent in any way. 

Swnmaw. In .pitmmary. mothen of chilàren with spina bifida used strategies to 

cover their child's physical differences. These mothers described efforts to use aids that 

wouid ordiaarily be considered stigmatizing symbols of the child's differences to 

assimilate the chiid into social situations. Avoidance strategies were also employed to 

ensure that the child's disability was not visible to othea. Mothea nonnalized the child's 

disability by contrasting their child with others who were more severely disabled. Mastery 

was also used as a strategy to overcome differences and to assist the child to be more 

independent. 

Summarv com~arinn children with cerebral ~alsy  and mina bifida. Al1 mothers described 

using süategies that involved both assirnilative and avoidance techniques. Assimilative 

techniques involved using symbols that usually signified stigma to as& the child to 

assimilate into mainstream society. Wheelchairs were refened to as "chairs" by mothen 

in both grciups. This use of the term chair was a folk terni farniliar to this group of 

mothefs. Analogies that nonnaiized the chilâ's situation could also be drawn fiom the 

wheelchair symbol. For example, wheelchairs were described as "shoes" or other means 

of mobilization, and the cMd's ciifference was thereby covered. FZty percent of mothen 

in both gmups also avoided situations that made the obtnisiveness of the child's disabiüty 

visible. This stnitejg ensund that the mechanics of interactions were fluid, thereby 

covering up the obtnisiveness of the child's disability. SUrty percent of mothen of 



children with spina bifïda and 38% of mothers of children with cerebral palsy used 

avoidance strategies. 

Al1 mothers described how they recognized that their children were different from 

the stemtypical nom. This was apparent in mothers' descriptions of their children. The 

child's disabiiity was compared to what mothen considered were more severe 

disabilities. One-thkd of the cornparisons drawn contrasted physical aâtributes with 

cognitive oaes. These comparisons reflected hiemchical differences within and among 

the disabIed. 

Forty percent of the mothers of children with spina bifida described using 

cornparisons that contrasted discrediting attributes, compared with 25% of mothers with 

cerebral palsy. Mothers of children with spina bifida used these comparisons to minimize 

the child's actual identity, whereas rnothers of children with cerebral palsy expcrienced 

more ditficuity in king able to minimize the child's actual identity. Two outliers were 

noted; one of the mothers used comparisons to highiight the severity of her child's 

disability, and another compared only one of her Md 's  attributes. 

Seventy-eight percent of mothen described how their children strived to correct 

their condition indirectly by trying to perform activities that they were unable to master as 

a remlt of their disabilities. These activities included crawling, walking, talbg, 

developing independence, ridiag a bike, s f i g ,  and running. Mothers, wise to their 

children's needs, ofken ensured that modifications were employed to assist the children to 

successfully master these activities. In addition, they fostered theù children's 

development by vigiiantly assisting them to master activities. 

Eighty percent of mothem of children with spina bifida and 75% of mothers of 

cbildren with cerebrai paisy descnid how they helped their chikiren to master activities. 



DifEerences that wen noted between the two groups related to the types of activities in 

which they were able to engage. Children with cerebral palsy were found to be more 

limited in activities that they could perform as a result of their fùnctionai abilities. These 

children were unable to sit upright, control their behaviour, or communicate. Activities 

that mothers assisted them to master included waking and communication. Activities that 

mothers assisted children with spina bifida to master focused on developing 

independence and included activities of daii y living (cathetecizations. enemas. dress ing 

themselves) and play activities. 

Research Question 4 

How do mothers of children with (a) cerebral paisy and (b) spina bifida 

describe strategies employed to manage their courtesy stigma? 

Al1 mothea described using strategies to manage their own courtesy stigma and 

portray normality. These included strategies to cover and to seek affiliation and 

dissociation in order to maintain normalcy. 

Coverina courtesv stiema of mothers of children with cerebral pal-. 

Use of humour. Mothea employed humour when they discussed their personal 

situations. For example, the mother of a 4-year-old child who had severe brain darnage 

described how she dealt with her situation: 

I'm a Type A personality. It was very difncult for me . . . like my pregnancy up to 

the point of delivery was perfect. Eariy, 1 knew 1 was having twins, I'd eat dl the 

right foods, 1 try and eat all the foods to make sure 1 was havhg adequate amount 

of each food group, 1 mean, 1 was iike that. And to have this happen! I mean. it 

disnipted my We. I'm a perféctioaist at hem. And to have a non-perfect baby. 



mmm. But 1 handled it, 1 coped. Well, 1 got this child, you know, 1 can't send her 

back. 1041 

This mother fitst identified that she coped with the fact that she had a child with 

disabilities. This was an interesting comment, since earlier in the account she revealed 

that during the f h t  year of her child's life, her disabilities were not apparent and she 

could treat her as a 'iionnal baby," allowing her to pass as normal. However. aAer the 

child's fm year, passing as nomal was no longer possible. She remarked humorously. 

"Weil 1 got this child, you know, 1 can't send her back." Although she expected a normal 

child, she did not have a normal child. This latter remark was delivered with an ironic 

undertone and reveaied the lack of control that she felt she had over her personal 

situation. 

A rnother who was attempting to raise money for her son's equipment remarked. 

"They said, did you try War Amps? I said, ' Well he's not an amputee.' 1 felt like saying 

he's not even been circumcised [laugh]. You know, you just get like this. I'm going 

crazy" [16]. This mother used humour to express her hstration in this situation. This 

mother perceived not only haWig to raise money but also the s e ~ c e  providers comments 

as fiutrathg and demeaning. The comment "You just get like this, I'm going crazy" 

illustrated her level of fnistntion. This mother contrasted her son's cognitive dürerences 

with other childnn's physical difTerences in her comments "Well he's not an amputee" 

and "he's not even k e n  circumcised." She made light of her child's ciifferences during 

the interview in order to release the tension that she felt. 

Auother mother of an 1 1-year-old child who was severely disabled used humour 

to release the siress she was experiencing. This was apparent in the following comment: 

"Weii G d  only gives you what you can endure and you must be very strong, you know, 



so strong. I'm getting bcittle! I'm gonna crack, you know" [32]. Later she comrnented, 

"WeU good Lord if1 grow any mon I'm gonna explode! You know [laughs] I don't really 

need al! this!" [32]. This mother identified how difficult her situation was, yet relayed 

expectations that she must endure the diff?culties she was experiencing. The comments 

T m  getting brittie," "I'm gonna crack," and "if I grow any more I'rn gonna explode" 

were jwtaposed wiîh comments that she made indicating that she required strength to 

endure her situation. Humour was used as an emotional release for this mother. 

Establishine relationshi~s with the considerate. Mothers spoke of the 

consideration that othen extended to them and their child. Gof ian  (1963) suggests that 

these individuals would be considered the wise. These individuais were considerate in 

thot they recognized the mother's plight while they respected the awkwardness of her 

situation. Mo then fond  some health care professionais, family mem bers. and neigh bous 

to be considerate. 

Mothers of children with cerebral palsy described the following about the 

considerate. The mother of an 1 1-yearsld boy discussed a health care professional who 

cared for her child as follows: 

Oh 1 don't care, it's probably just a stupid thhg to Say, 1 think the fmst quality in 

professionals or anyone is respect. To respect that everyone bnngs something to 

the situation that is vaiuable and to honour where that penon is at and try and help 

them get to a healthy place, but Q. was very, he had that sensitivity and that 

respectfulaess, and with B. he came in, which is non condescending, you know, 

not needing to put yourseff on a pedestai or think you know best, you know or 

everything or whatever . . . and he came in to check on B. and said, "B. how are 

you doing, does it hurt?" and many things were said, and he said, "Does it hurt?" 



and he said, "does it hurt a lot, or does it hurt a little?" and B. right away, put his. 

aiid 1 mean he's very young, you know, and he puts up his hand, and they've never 

done this before, and he goes like this . . . kinda thing, '%vell it huris a little." [32] 

Tbis mother described a health care professional with whom she had established a 

positive relationship. One of the reasons that she felt he was considerate was the 

respecdul manner in which he interacted with her chiid. This bealth care professional 

addressed the child directly in his interaction; as a result, the child responded to him in a 

way that the rnother felt he had never done before. 

Another mother of a 9-year-old child described a health care professional she 

encountered. She said, 

One hospital might be able to cm for S. when they open their new wing in 

January. Might be able to. . . . Yes. I'm going down to check it out. One of the 

things in favor of that particular hospital is that S.'s grandparents and my ex- 

husband's side of the family live there. not far fiom that hospital so he would have 

visitoa and that. . . . And also, the head nurse there that 1 was speaking with 

knows S. from another hospital, so that's a plus. So now it's-although they don? 

have a constant care facility where there's a nurse nght in the room. they have like 

two rooms with the station in the middle with the glas windows, and there would 

be a nurse at the desk. [la 
This mother descnbed how a professional was considered helpfbl. Although this mother 

identified many health care professi0115~Is who were not helpful, she was able to identiS, 

this one who was helpful because the health care professionai "knew" S. Knowing S. in a 

way that amuied the health caie professional to his particdm needs made her wise to his 



situation. As a result, the mother descnbed how this innuenced her to consider the facility 

for nspite. 

LUnitin~ relationships with others. WhiIe relationships were maintained with 

considerate others, relationships with those individuals who were perceived as not being 

helpful were limited. Mothers of children with cerebral palsy identified the following 

about those individuals with whom they limited h i r  relationship. 

One mother of a child recalled her interactions with health care professionals. She 

began by describing how one nuning agency and a home care agency would send two 

nurses because they felt that one nurse was not sufficient to care for her son. 

Uafortunately, the mother did not have full nursing coverage, so she had to cope for 48 or 

60 hours afone without nursing care. She said, 

But you're his mother. So what? Do I have wings and a halo? We're talking like 

I'm a normal . . . yeah. Like no, you know. But 1 get these clichés, you know. 

those that need it the most don't get it, kids like S. fdl through the cracks. and 

there's no money. I am so sick of h e a ~ g  it. Now when they cal1 a meeting 1 just 

say look, if you're gonna Say either of these three things, please do not attend the 

meeting. ifyou have some positive ideas to help me, 1 wanna hear them. But 

otherwise don't corne. 1 don? need it. I've heard it eight million times. [16] 

This mother desctibed how she was fnstrated by her perception of the lack of 

understanding that many of the health care professionals whom she had to deal with 

demonseated about her situation. She felt that their comments seemed to imply that the 

child didn't deserve care. This was apparent in the comments that professionais made to 

this mother in order to jusw their inability to provide more care. Her comment "Do I 

have wings and a halo" reiayed her perception that the expectations placed on her 



required superhuman capabilities. In an attempt to maintain a positive outiook. she 

b t e d  her involvement with those individuais who she perceived were not helpful to her 

by making it clear they should not corne to meetings ifthey were to portray a negative 

picture. 

One mother contrasted the help received fiom her family with that fiom another 

parent. She said, 

It's the adults that really tick me off sometimes. . . . My younger sister she has a 

little girl that's Down's. So, my rnother felt that when she had this little girl they 

didn't know anything beforebaad that it was Down's. She said. "So why don't you 

cal1 your sister, you know, and tell her you're there for her and stuf!F like that." 1 

said, "Yeah, if she wants me or needs me I'm here." You know. nobody was here 

for me. Ahm . . . 1 don't think anybody really undentood because nobody in Our 

family was really involved with any kind of child with a disability so they 

probably didn't know what to do. I didn't know what I wanted from them but 1 

wanted something. You know, 1 didn't, you don? want pity, because that would 

just set me off in tears. I think for the nrst year 1 cried every night and then when 

sornebody would say, "Oh, you're doing a great job, I'd break down and cry; don3 

tell me that. . . . There were w o  other children there (at the Y) that were similar to 

E.; and 1 got to know the mothers quite well. . . . 1 mnember talking with one 

mother on the phone for an hour one night and that woman made me feel so good. 

. . . We got on the phone and we talked for an hour . . . and the relief I feit just 

tdkhg to her for that hour, you lmow, fh i ly ,  someone understands, you know, 

and we got to k quite close fciends. . . . Like support groups were great, but you 

can't-like you have to get a one-onime with somebody, and someone that you 



like. And it's hard finding someone like that. . . Like you need more than finding 

out just what services are out there. . . . Like 1 couldn't talk to my mother about it, 

1 couldn't talc to my sister about it, you know. How would they know? [36] 

This rnother perceived that her family was not there for her when she needed their 

suppon She felt that they couldn't support her because they would not be aware of her 

needs and how to help her. In addition, she descnbed support groups that were helpful for 

leaming about resources and fundiag, but for little else. She contrasted this experience 

with her family and support groups with the support she received fiom another mother 

with a child similar to her own. The support she received from this woman was described 

as helpful because the other mother was sensitive to her needs and could assist her to 

anticipate resources she would require. This difference in the support offered might have 

been a result of experiential knowledge that the friend had gained through raising a child 

with physical and cognitive disabilities. As a result, this mother sought help fiom those 

who could provide assistance in a sensitive but usefd way and lirnited the assistance she 

sought fiom those who did not understand her situation and who responded with pity . 
Responding to the mother's situation with pity did not permit her to normalize her fàmily 

situation. Hence, her relationship with these individuals was purpose full y lirnited. 

Pomvinn conventional femilv life. Mothen described theu farnily life in their 

accounts of raising a child with disabilities. One mother of a child indicated the following 

about her family iifie: 

Everybody loves him. They respect him. Like you know, 1 have two sister-in-law, 

they . . . before not much, but now, you know, they are really gening close to him 

too. He loves to go there; have supper with them. They live on the other side of 

there lpointed to neighborhood], so we are close. [41] 



This mother described how her extended family was an important support to her. These 

relatives üved across the street and assisted the parents with childcare. Early on there 

seemed to be tension amongst family members; however, this mother explained how her 

sisters-in-law had accepted her son despite his ciifferences. Family members were 

described as wise to the mother's and child's situation. Although being close is once 

again portrayed as conventional farnil y li fe, the famil y's ci rcumstances were not 

conventional. Access to extended family was helpful to this mother in managing the 

extraordinary dernands that she and her son experienced. 

Another mother described her family life. This mother. who was divorced and 

raised her two chilhn alone, said, 

1 was an ever present mother, even though 1 had to drive 5 hours to get there and 

every other weekend 1 was there and made attempts to bring B. home until he 

became il1 and then I was basically living there, so, he never was not a part of the 

farnily, but the way 1 tried to look at it was once I looked at the Rehabilitation 

Centre was that they became an extended family. And that um. we try and work 

together. [32] 

This mother's dedication to her son was apparent in her effort to bnng her child home 

from the Rehabilitation Centre whewver she could. When this was not possible due to his 

illness, she stayed with him. She pomyed the staff at the Rehabilitation Centre as 

extended famiiy, in an effort to depict a normal appearing family life despite the 

extraordinary changes that had occuned for her son and herself 

Surnmarv. In summary, al1 mothers of children with cerebral palsy used humour to 

release the tension that they expaienced f i s  humour was delivered with sarcastic 

undertones. Efforts to maintain normalcy involved seeLing affiliation with those 



considerate to the mother's situation and dissociating h m  those who were not deemed 

helpfùi, while portmying an ordinary famüy life despite the extraordinary demands that 

mothers experienced. 

SûatePies em~lo~ed  to cover courtesy stiana exwrienced bv mothers of children with 

spina bifida. 

Use of humour. The following are examples of humorous rcmarks. A mother 

discussed a principal's efforts to transfer her chiid to mother school because he rehised to 

put in a wheelchair ramp as she requested. This mother responded, "But hopefully he' 11 

be gone by the time she hits grade seven. . . . I hope so, or make him some big shot Board 

of Duector or sornething" [Il]. This mother described how she was advocating for her 

child, attempting to have the standardized architectural configuration of the school 

modified to meet her child's needs. This mother perceived a difference of opinion 

between the principal and herself. She described how the request was outrightly rejected 

numerous times by the school principal. The solutions this mother expressed-bghopefully 

he'll be gone," "make him some big shot Board of Dùector or somethingY'-were 

delivered in a humorous manner. They represented an emotional release of the fnstration 

she expecienced. 

A mother of a 10-year-old child made light of the situation the family found 

themselves in as a resuit of the numerous appointments that her child required. In order to 

meet her child's needs, she solicited help fiom family members. in desccibing their 

situation, she said, "We were kiddiiig when the Song, The Travelling Willbury's came out 

that th's what we were. We always seemed to be on the highway going to and fiom 

doctor's appointments" [ 1 81. This mother descnis how her family joked about theu 



situation in order to deal with the numerous appointments that were required and that 

dimpted family We. 

Establishinp reiationshi~s with the considerate. Mothers of chiidren with spina 

bifida discussed the following about the considerate. 

One mother of a 10-year-old child described ber f d l y  membea as king helpful: 

Everyoae has become involved. In our situation, as far as trying to help out, 

become educated about the situation, basic care, Wng to figure out and leam the 

kind of care L. would need if sbe was visiting in theu home. Trying to help out on 

oui- visits to the hospital, visiting us down here when we're down. And it opens up 

a whole new world of expenence, having this happen, for you and the whole 

family, too, 1 would say. [18] 

The considerate attention received by the child during her hospitalizations was 

particularly important to this mother. "Helping out" was described as leaming about L.'s 

needs, participating in caregiving, and visiting the farnily. This sensitivity to L.'s needs 

and the family's needs were recognized as considerate attention from those wise to their 

situation. 

Another mother of a 9-yearsld child described the helpfulness of a neighbour: 

He has one ünle friend at school. . . . But this little fiiend's mom is really good; 

and when N. was still in diapers, we would send a couple over in a paper bag and 

she had, you know, no qualms nt ail about chmging him. Her biggest concem 

was, will it be okay with N. XI change him? And in the case like that 1'11 talk to 

N. ahead of the.  Ahm, and say, you know, you're going over to K.'s. rnurn, you 

know, doesn't mind changing you because you're going to be there, you know, 

h m  lunch time and have suppei. [IO] 



This mother described how the neighbour demonstrated seasitivity toward the child's 

special needs. Not only did she offer to change a 9-year-old chiid's diaper, but also she 

nspected his dignity by asking his mother if he would mind if she did this. This gesture 

of kindness, changing a diaper, also pennined a social act of kindness, ensuring that the 

child could cover his difference. In addition, this action aliowed the chüd more time to 

play with her son. The kindness and sensitivity demonstrated by the neighbour were 

recognized as considerate attention toward this child and mother. In this way. the 

neighbour was wise to the mother and child's situation, and she assisted the mother to 

cover the child's differences. 

Limiting relationshi~s with others. One rnother of a child described her 

involvement with parent support groups. She said, 

1 feel in groups . . . we can talk, and whatever, but nothlng gets done. Nothing. 

That's why 1 don't like attending these things, and I don't go to any functions. 

because 1 find like 1 try to find my own way. . . . 1 don? like getting involved in 

parents' groups, because if we talk where does our word go? It goes where? Just 

between us? We're getting our feelings out. So what. So what that's what we feel. 

Nothing is getting done. Like I'd love to see a parent that, like, if something was 

done, they'd be goin& "Oh great," you know, "Thanks." It's a waste of tirne for 

me. 1 cm' t be bothed. [35] 

This mother described how she W t e d  her involvement with parent support groups 

because she felt that there was little action taken on what was said in them. This. she felt. 

was a waste of her tirne. She preferred to h d  her own way. 

Another mother described what it was Like to be a first-time mother b ~ g i n g  ber 

child with spina bifida home. She said, 



1 thinlr you need more support in the home. But you're tembly protective of your 

time when that happens to you, you don't want to see anybody or talk to anybody. 

So that's the tirne when I didn't want to talk to anybody about this, I needed to 

deal with it myself first. So as I said, we need support. [18] 

This mother described not wanting to talk to anyone at the t h e  she brought her child 

home. She rationalized her decision, stating, "1 needed to deal with it myself tint." It v m  

during this tune that she limited her contact with others, despite the need she identified 

for support. 

Portrayinn conventional farnilv life. A mother described her family life as follows: 

She gets along with her sister, and they play theu own games. and make up their 

own things. . . . She only knows what's in here because we can't like. expand 

~ O ~ Z Q ~ S  for her because it's difficult, and that's why we have a close bond 

togethet. You know, we get along, we laugh and we take her out and whatever. 

It's great, excellent. . . . My daughter loves me so much. I'm het best fiend. I'm 

like her sister, and al1 the time it's, "mummy, mummy, mummy." She's a very 

happy girl. She's very talented. Um, she enjoys king around people. She's caring. 

She's gentle. Um, we've got a great relationship, excellent. Thete's no problerns: 

nothing at all. She's a very happy littie girl, very happy. [35] 

This mother spoke about the harmonious relationship her daughter had with her sister 

and mother. Although she regretted not king able to provide more for her child, a 

positive family life was one good aspect that she could provide. She recalled being able to 

take her child out and having a good time doing so. This was important to portray since it 

was an aspect of normality. 

Another mother of a child identifieci aspects of their fitoiily life: 



We look at N. as a normal little boy. I guess the biggest difference is titting his 

c h i c  or doctors' appointments in. Other t&an that, ahm, N. dowahill skis, N. 

swims like a fish, N. rides his bicycle, N. plays baseball. There's very little N. 

can't do. He goes on al1 our family outhgs with us, ahm, we really bave not had to 

alter or adjust our lives in any way shape or fom. [IO] 

This mother described N. as "a normal litîle boy" and a member of a typicd family. The 

mother made a point of saying that N. went to "al1 family outings" and required no 

changes to theù lives in order to do so. This comment stnssed the importance of 

portraying a nomal family life despite the extraordinary accommodations required for the 

child' s ptrticular disabilities. 

Summar~. in summary, mothers of children with spina bifida employed humour to 

release the tension that they experienced. This humour was delivered with wcastic 

undertones. Efforts to maintain nomwlcy involved seeking affiliation with those 

considerate to the mothers' situation and dissociating from those who were not deemed to 

be helpful, while poctraying an ordinary family life despite the extniordinary 

circumstances the mothers dealt with. 

Swnmar~ com~aring mothers of children with cerebral ~alsy and mina bifida. Mothers of 

children with cerebral palsy (88%) and spina bifida (20%) employed humour to release 

the tension that they experienced. This humour was delivered with sarcastic undertones. 

Mothers of children with cerebrai palsy and spina bifida described the 

consideration that some people gave to them and their children, as well as the comments 

and actions of people whom they perceived as not helpful. in addition, they pomayed a 

conventional f d y  Me, despite the extraordinary circumstaaces they deait with. 



Seventy-two percent of mothers described considerate individuals. Of these 

mothers, 80% of mothers of children with spina bifida and 63% of mothers of children 

with cerebral palsy found individuais considerate to their situation. Those considerate 

individuals recognized the mother's plight while they respected the awkwardness of her 

situation. Moreover, they also paid considerate attention to the child's needs. It is for 

these reasons that the mothers maintained their relationships with the considerate. On the 

other hand, mothers commented on how it was difficult to talk to others when they 

perceived that this discussion was not productive or helpful to them. As a result. they 

described theu attempts to lirnit their involvement with these individuals. Fewer mothers 

limited relationships (22%). These included 20% of mothea of children with spina bifida 

and 25% of mothea of chilâren with cerebral paisy. Forty-five percent of mothers 

described a conventional family Me that depicted a stereotypical image of normality . This 

strategy was used to cover the extraordinary cùcumstances they found themselves in 

because of their child's disabiiities. Mothers described in theû accounts how they were 

close, happy and active as a family unit. These included 50% of mothen of children wi th 

cerebral palsy and 40% of mothers of children with spina bifida. 



CHAPTER N 

DISCUSSION AND IMPLICATIONS 

Discussion 

The purpose of this study wss to describe similarities and differences in the stigma 

described by two subgroups of rnothers whose children had spina bifida or cerebral palsy. 

I reanalyzed interview transcripts that had been mscribed for a larger study (McKeever. 

1993). Eighteen mothers met the inclusion criteria used to determine the sarnple for this 

thesis. Eight mothers had children with cerebral palsy and 10 mothers had children with 

spina bifida Al1 children had physical disabilities that impaired theü mobility, and those 

children with cerebral palsy also had a cognitive impairment. Many of these children had 

profound disabilities and hed multiple diagnoses. 

A two-part home interview had been conducted in the original study to determine 

the daily activities, subjective experiences, and life circumstances of mothen of children 

who had severe disabilities due to a variety of conditions. Mothen' narrative accounts 

were elicited using open-ended questions in a focused interview. A stnictured interview 

format elicited descriptive idonnation about the children and descriptions of their daily 

care requinmem. 1 reanalyzed the interview transcripts of mothers whose children had 

cerebral palsy or spina bifida* 

The data were reanalyzed according to the steps outiined by Miles and Hubeman 

(1994). Goffman's conceptuaüzation of stigma provided the hmework used to ce- 

interpret the interview data The goal was to ideatify and compare experïences of stigma 

that were embedded within mothers' accounts of raising children with one of two 

disabling conditions in order to determine if more stigma was descriid for children with 



cerebrai palsy and their mothers. Mothers recounted stigmatizing behaviours directed 

towards their chiidren, courtesy stigma that they experienced by vutue of their close 

affiliation with their childnn, and strategies they employed to manage both types of 

sîigma 

AU of the mothers described numerous examples of how their children deviated 

from the stereotype of the ideal child. Mothers spontaneously recalled examples of these 

deviations fiom both the past and described those that were ongoing. Many exarnples 

were given nom situations such as the child's birth, communication of the child's 

diagnosis, and various transition points associated with developmental stages of 

childhood. Al1 mothers emphasized their children's abilities to master some 

developmental milestones even if they occumd at delayed rates. in addition. they 

descnbed the children's attributes that could be compared successfully to the virtual 

social identity of the ideal child. These attributes included having a close to or partially 

normal appearance, as well as functional abilities that allowed participation in childhood 

activïties such as skating, riding a bike, and playing baseball. Children with spina bifida 

were more often described by their mothers in a way that revealed their abilities to 

approximate the stereotypicai nom in many contexts. Efforts to minirnize or compensate 

for the children's discrediting attributes were also described. in contrast, children with 

cerebd palsy were described as king unable to meet expectations associated with the 

n o m  of childhood. AU mothers used adjectives to describe their children's actuai social 

identity. These descriptions denoted that their children were very different fhm the ideal 

chiid AU mothers of children with cerebrai palsy used negative adjectives that commonly 

are used to descnk damaged goods, such as imperfect, damaged, and bad; whereas 



mothers of children with spina bifida used less pejorative adjectives to describe their 

children, such as special and difTerent. 

According to Gofhan (1963), ideas about discrediting attributes are based upon 

stereotypes, or vUtual social identities, against which individuals are judged. in situations 

in which a stigmatipng attribute is recognUed, for exarnple, when a child with spina 

bifida attempts to run during a baseball game, a dismpancy is noted between die social 

identity of the ideal child and the actual social identity of the child with a disability. 

Gofnnan (1963) described how those wise to the discredited person's situation not only 

recognizes these discrepancies, but may attempt to manage idonnation about the 

discredited attribute in order to rnake it less evident to others and thus minimize stigma. 

According to Gof i an  (1963), these individuais provide a mode1 of normalizution. 

extending the realm of what is considered normal by treating the individual as if he or she 

did not have a stigma. This applied to mothea in this study because they highlighted their 

children's nomial attributes to enable them to be compared successfully to non- 

stigmatized children. Even the childm with cerebral palsy who had profoundly 

discrediting attributes had attributes that were normal, such as genetic makeup. Children 

with spina bifida had many crediting attributes, such as academic giftedness. 

Mothers' descriptions of interactions highlighted how unsolicited attention served 

to inçrease the obtrusiveness of the childrens' Merences because it revealed the 

childrens' discrediting attributes. GoffÏnan (1963) argued that recognition of these 

discrepancies resuits in the discrediting or spoiling of the child's social identity. Mothers 

of children with spina binda desaibed more iiistances of unsolicited and unwanted 

attention (80%) and rernarks h m  others than did mothers of children with cerebral palsy 

(50%)). This discrimination occuned during interactions and focused on both the 



childrens' and mothers' diffecentness. Mothers perceived these interactions to be 

distresshg because they were unable to protect their child fiom the stigma that the 

children experienced. 

These findhgs resembled those of other investigators who have examined the 

impact of discrimination on children (Tackett et al., 1 990; To biasen, 1 987; Tumer et al., 

1997; Tumer-Henson et d., 1994). Other investigators have found that children with 

disabilities experience negative evaluative connotations about their differences (Tackett et 

al., 1990; Tobiasen, 1987; Turner et al., 1997; Turner-Henson et al., 1994). Turner- 

Henson and colleagues (1994) found that the visibility of the child's disability and the 

severity of his or her disability increased negative discrimination directed towards the 

child. Moreover, investigators in two studies found that parents experienced stress about 

the reactions of others to their chilcûen (Baxter, 1989a; Tacket et al., 1990). These 

reactions included staring at the child, treating the child differently from siblings. drawing 

the attention of others to the child, changing the tone of voice, treating the child as if he 

or she were much younger, displayhg discornfort, ignoring the child, or being overly 

sympathetic. These discriminatory behaviours were made by adults (Baxter. 1989b; 

Tackett et al., 1990; Turner-Henson et al., 1994) and by children (Tacken et al.. 1990; 

Tumer et al., 1997; Tumer-Henson et al., 1994). 

Although mothers in this study had not been asked about the stress they felt with 

regard to their negative interactions with health care professionals, they spontaneously 

described that they found these interactions disturbing. Other investigators have also 

examined the relationship between professionals and parents of children with disabilities. 

Many described discriminatory attitudes or remaria made by health care professionals as 

hanng a neetive iafluence on relationships with parents (Baxter, 1989; Knafl et ai., 



1992; Patterson et al., 1994; Van Riper et al., 1992). Baxter (1989) concluded that such 

remarks were distresshg to parents. Stewart and colleagues (1996) fouod inappropriate or 

absent support to be very süessfûi to parents. These fmdings support the concerns by 

mothers in this snidy. Mothen in this study also described positive interactions with 

heaith care pro fessiods who demonstrated respect, compassion, and pro fessionalism. 

G o f i a n  (1 963) would describe these individuals as the considerate wise, pr iw to the 

mother's situation and helpful to her in times of need. Only two studies have reported 

supportive interactions between mothers of chronically il1 children and health care 

professionals (Baxter, 1989; Stewart, et ai., 1996). Stewart and colleagues ( 1 996) 

reported health care professiods as key members of mothers' social support network. 

The support they provided was practical, emotional, informational, and affirmational. 

Baxter (1989) found that parents positively appraised health care professionals when they 

fulfilled their role expectations. The professionals did this by demonstrating a 

professional interest in the child and treating parents with consideration and respect. 

in this study, mothers described theu experiences of courtesy nigma. They 

described how their childcen's visible differences created social barriers for themselves. 

The social barriers included stigmatizing attitudes and actions that were dùected to 

mothers during social interactions. Although mothen descri bed negative interactions. 

they also described many positive interactions with professionals, family members, 

friends, and neighbours. Those positive interactions that were described by mothea were 

characterized by respect and consideration that was given to the children a d o r  mothers. 

Gestures of kindness h m  fien&, neighbours and family members described by mothers 

included providiug babysitting services, dciving the chüd to medical appointments or 

school, and assisting with household chores, Professionals were helpfùi by treating 



children with respect, assisting mothers to corne to terms witb the children's disabilities 

and teaching mothea covering strategies. Mothers of children with cerebral palsy 

described vigilant efforts to provide and secure optimal care for their childten. However, 

these mothers perceived that their advocacy efforts were devalued by some family 

m e m h  and health care professionals, who implied that the children were unworthy of 

such care. Mothers of children with spina bifida described how some fmily members. 

school persoanel, and health care professionals had made discrediting comments toward 

them. These comments were perceived to be disrespectfhi of the mothers' efforts to 

advocate on behalf of their children. More mothea of children with cerebd palsy 

described devduing comments directed toward them than did mothers of children with 

spina bifida (100% cerebral palsy; 40% spina bifida). Goffinan (1963) identified 

sympathetic individuals as the wise. They are at risk of k ing  stigmatized through their 

affiliation with the child (Goffman, 1963). Although the mothers did not have 

discrediting attributes, they were recognized as king different from the stereotypical 

nom. This aspect of Gofian's (1963) concepnialization of stigma is not well developed. 

Mothers expressed feelings of inadequacy about having produced a child with 

disabilities and Feelings of anxiety about anticipating devaluing interactions with othea. 

More mothers of children with cerebrai palsy described feelings of inadequacy than did 

mothers of children with spina bifïda (100% of mothers of children with cerebral palsy; 

40% of mothen of children with spuia bifida). Forty percent of mothers of chilcûen with 

spina binda and 38% of mothers with cerebral paisy expressed anxiety. Other 

investigators have not focused on the emotional responses to stigma; however. in two 

studies Învestigators fwused on parents' stress responses. These investigatoa reported 

that the discrimiliatory ways in which others treated theu children were perceived to be 



stressful (Baxter, 1989; Tackett et al., 1990). Baxter (1989) examined the relationship 

between parental stress attributed to social stress, discrrditing attributes of the child, and 

distresshg reactions of othen. in this study, she found that the noticeability of the child's 

unusual behaviour and speech were positively associated with high parental stress. 

Moreover, the capwity of the behaviour to draw the attention of othea to the disability 

and the parents' ability to cope in the particular situation wen stress inducing. Tackett 

and colleagues (1990) examined the everyday events perceived as stressful by children 

with physicai disabilities. Seventy percent of the mothen and 75% of the children listed 

at least one stress related to the ways in which othen treated the child. G o f i a n  ( 1963) 

aiso described how anticipated responses of othen are anxiety provoking for the 

stigmatized and the wise. This supports findings in this study. 

Ail mothea described strategies to manage their child's stigma and their own 

courtesy stigma. Gofian (1 963) wouid argue that rnothers who are sympathetic to their 

children's situation collude with them in order to minimize the stigmatizing behaviour. 

However, G o f i a n  (1963) does not specifically describe how mothea manage their own 

courtesy stigmas. in Birenbaum's (1970) study of mothers of children with developmental 

delay, rnothers were found to employ strategies to maintain a normal-appearing life by 

seeking affiliation with considenite individuals and by limiting relationships with 

individuals who may discriminate agaiiist them or threaten the conventional identity they 

attempted to estabüsh for themselves. In addition, mothers presented themselves and their 

families ia a mannet that portrayed conventional family life. 

Al1 mothers spontaneously describecl strategies that were used to cover up their 

children's dixrediting amibutes to prevent them h m  king the focus of attention. They 

described how aids swh as -ers, wheelchairs, and cornputers were used by theu 



chilcûen to assist them in managing theu disabilities. Mothers also described how these 

aids enhanced the children's abilities andlor corrected the chiIdren's differences. 

Sûategies used assisted the chiidren in assimilahg into mainstream society. Avoidance 

strategies were also described by mothers as king used to stop their children fiom doing 

things that highlighted their disabilities or to avert an obvious b h e r  to their child (e.g.. 

staUs). Avoidaace strategies were used mon often by mcthea of children with spina 

bifida (60% of mothers of children with spiria bifida; 38% of mothers of children with 

cerebral palsy). Gof i an  (1 963) described assirnilative and avoidance strategies that can 

be used to cover up discrediting attributes, which supports these findhgs. These 

techniques restrict the way in which the discredited amibute obtnides itself into the centre 

of attention. In addition, mothers described attempts to rninimize their children's 

differences by cornparhg theu children to others with more severe disabilities. Mothen 

of children with spina bifida (40%) reportedly used this stnitegy more ofien than did 

mothers of children with cerebral paisy (25%). This strategy was more dificuit for 

mothers of children with cerebral palsy to use because of the severity of the children's 

disabilities. No studies were found to support these strategies. 

Mothers also described their attempts to assist the children to master activities 

nlated to basic developmental milestones (80% of mothers of children with spina bifida; 

75% of mothers of children with cerebral paisy). Wise to their children's needs, they 

described how they ensured that modifications were employed to assist the children to 

successfully master these activities. Activities tbat mothea described included crawling, 

walliag, talking* ruaning, basebail, skiing, and skating. Children with cerebrai pdsy were 

more restrained in the activities thcy could pcrfonn becaw of theù ftuictional 

limitations. Cliildren with spina b8da were able to penom more activities, and many of 



the activities that mothers focused on assisted children in their independence. Goffian 

(1963) described how individuais attempt to correct their discredited attribute by devoting 

effort to mastering areas of activity felt to be closed to them by their limitations. 

Examples of these activities included relearning to swim, ride, and play tennis. This 

strategy supports the findings in this study. However, Gofnnan (1963) did not specifically 

delineate how mastery could be employed for children or specify the role mothen could 

play in assisting with mastery. 

Mothers desdbed attempts to cover their courtesy stigmas. They described the 

use of strategies involving humour to release tension and patserns of adaptation to 

maintah normalcy. Mothers used black humour when they described their personal 

situations (20% of mothers of children with spina bifida; 88% of mothers of children with 

cerebral palsy). This humour seemed to be delivered with sarcastic undertones and may 

have released tension that mothers experienced. Patterns of adaptations included mothers' 

efforts to associate with some people and to dissociate from othen. More specifically. 

mothen described establishing relationships with considerate individuals (80% of 

mothen of children with spina bitida; 63% of mothea of children with cerebral palsy), 

limiting relationships with those who were wt helpful(20% of mothers ofchildren with 

spina bifida; 25% of mothers of children with cerebral palsy), and seeking opportunities 

to portray a conventional family life (50% of mothers of children with cerebral pdsy; 

40% of mothea of chiidren with spina bifida. 



Implications for Nursing 

Practice 

This study illuminates the stigrna experienced by children with disabilities and their 

mothers, as well as, the mothers' vigilant efforts to m a g e  this stigma. These fmdings 

have important implications for nurses carhg for children with disabilities and their 

families. They can assist nurses to develop an understanding of the issues and concems 

that mothers' experience raising children with disabilities. A deeper understanding of 

these mothers' experiences would assist nurses to collaborate with mothers in meeting 

their childrens ' heaith care needs. 

Health care professionals are in a position to provide or influence care delivery 

based on identified needs. Mothers described both positive and negative interactions with 

health care professionals and othen. niose individuals that mothers found helpful could 

be described as wise to both the child's and the mother's situation. These individuals 

were described by mothers as huwing the child. However, those health cue professionals 

that mothers described as unhelpfbi appeared to hold different views and pnorities than 

did the mothers in this mdy. These individuals were described as making inappropriate 

judgments and decisioas because they appeared not to know the child as a distinct penon. 

Primary n h g  might enable nurses to become more familia. with the needs of these 

mothers and their children and strive to meet their needs. This mode1 of csue wouid 

permit nurses the time needed to establish a tnisting relationship with mothers and to 

become more fdl iar  with the needs of these children. In order to accomplish this nurses 

would nead to actively iisten to mothers concems, negotiate participation in care and 

t d o r  the child's care to meet identified needs. They couid essist mothers to express their 

thoughts and concems to team members, recognize their contributions as a rnember of the 



team and advocate for theu needs in team meetings. Nurses need to undemand 

characteristics of the wise in order to implernent strategies that would be helpful to 

mothers and their children. Those health care professionals that know the child wouid 

ultirnately be better prepared to advocate for the child's needs, influence care decisions 

and assist mothers to positively manage the stigma experienced. In order to gain this 

insight, nurses need to engage in reflective practice to examine their orvn behaviours. 

identify role models who have k e n  successfùl in modeling characteristics of the wise and 

seek out opportunities to learn fkom mothers about their unique experiences. 

The College of Nurses Quality Assuraace Program mandates that nurses 

participate in continuhg education programs. This direction provides an impetus for 

nurses who work in settings that provide care for children with disabilities to seek out 

continuhg education prognuns that addtess the needs of this unique population. Nurse 

Educators who design continuing education programs should include researchbased 

content that infoms nurses about mothers' experiences of raishg children with 

disabilities. Mothen should be invited to speak about their personal experiences in order 

to sensitize nurses to the stigma that both the children and mothen experience. Mothea 

in this study desdbed nuerous strategies that were employed to address the stigma that 

they and theù children experienced. They also described individuals whom they felt were 

helpful to them. The content of this program should also inciude characteristics of those 

wise to the mothers situation and strategies mothers employ successfully to manage 

stigma Reflective practice and role modeling are teaching strategies that could be 

incorporated into the continuhg education cdcu lum in order to assist nurses to mode1 

characteristics of the wise successfully in their practice. 



Nurses are in a position to facilitate support, whether it is found onesnene, 

within small groups, or in community programs. Community programs, as well as one- 

on-one consultation, could be tailored to include those practical "covering" strategies that 

mothers in this study employed. Nurses who design support programs should ensure that 

a nonjudgmental and caring milieu is established to encourage mothers to express their 

thoughts and concerns. The findings from this study suggest that other mothers who have 

lived thmugh similar experiences could be helpfuî. Nurses should be careful not to 

assume that health care professionais wouid provide the only or the best support for 

mothers. Mefore ,  nurses could facilitate contact between mo then who have s h e d  

similar experiences. This contact could provide a basis for mothers to share their 

knowledge, provide mutual aid and support to each other. A group of mothers who share 

common concerns could be supported by nurses to lobby goverment agencies in order to 

facilitate change. Nurses codd also encourage mothers to describe and mode1 to othen 

strategies that were helpful to them. Mothers in this study described cornparisons of their 

children to others. This could result in M e r  stigmatization. As a result, nurses who 

facilitate support should plan one-onsw and small-group support carefully to ensure that 

mothers do not feel stigmatized by those providing suppon. 

Researc h 

Mothers described greater stigma associated with those children with cerebral 

pdsy than with spina binda. However, the hdings ofihis study were lunited by the small 

sample size and the data source. As a result, the hdings cannot be generaiized. Further 

research shodd focus on the concept ofstigma and iuclude a larger sample in order to 

expand this body of knowledge. Severai other studies have employed stratified sampling 

procedures, which ümît the abiiity to generaüze hdings. In this study, a homogenous 



sample was deheated to reduce sampling bias and facilitate comparisons betweea two 

subgroups of children with disabilities. Further research should deüneate specific 

subgroups of children with disabilities and define the abilities and limitations of the 

sample so that fïndings cm be generalized to similar groups. Furthemore, research 

comparing the stigma experienced between groups of children with disabilities are 

needed. This body of knowledge would be usehl to infom nurses about the similarities 

and ciifferences experienced by children with disabilities. 

The qualitative approach used in the original study fiom which data were 

collected was appropriate in eliciting mother's descriptions of their experiences of raising 

children with disabilities. Mother's descriptions of perceived stigma were found to be 

embedded within these accouats. However, the research fïndings are limited because the 

interview questions were not designed to permit M e r  exploration of the concept of 

stigma The credibility of the study findings are M e r  limited by the fact that only 

mothers were interviewed and the data collected reflected only mothen perceived stigma. 

Further qualitative research could delineate mothea' thoughts, feelings, and perceptions 

about stigma and observational studies would reveal the strategies employed to manage 

the stigma experienced within specific contexts. Future! tesearch that focuses on a specific 

stage of the child's development would expmd our knowledge of the various dimensions 

of stigma experienced during the child's iifespan and permit cornparisons to be hm.  

This body of knowledge would be he1pfÙ.i to nurses assishg mothen to utilize strategies 

appropriate at specific points of the child's development. In order to validate mother's 

perceptions of theV experience data shodd be obtained fiom multiple sources. These 

sources codd include open-ended interviews and participant observations with mothers, 

health care professiouais, chiidrra with disabilities and funily members. An 



observational study design would enhance the credibility of study findings. Observations 

of stigma during interactions with others could be obtained within the home. schooVday 

cm, hospital and foilow-up c h i c  over a six-month period of time. 

Only one other investigator has examined mothers' adaptations to courtesy stigma 

(Birenbaum, 1970). This study was conducted in the 1970s and reflects the social 

attitudes prevdent at the the. Lacking in the research literature are current studies that 

investigate mothers' experiences with courtesy stigma. Although a theoretically deductive 

approach used in this study illuminated the experiences of courtesy stigma and the 

strategies used as described by mothers of children with cerebral palsy and spina bifida 

the framework used failed to delineate details relevant to the child with disabilities and to 

the mothers' experiences of courtesy stigma, Further research is necessary to extend 

Cioffman's (1 963) conceptualization of courtesy stigrna. 

Mothers described their awareness of the positive and negative interactions with 

farnily members, with the community, and among school and health care professionais. 

This awareness inûuenced their interactions with othea. Although negative relationships 

between the mothers and the hedth care professionals have been explored. investigatoa 

have not examined the influence of stigmatizing attitudes and actions on relationships 

established with mothers of cbilàren with disabilities. Only two snidies have reported 

supportive interactions between mothers of chronicdly il1 chi lhn  and health care 

professionais (Baxter, 1989; Stewart et al., 1996). These studies illuminate the 

importance of the health care professioaal d e  in providing support while demonstrating 

consideration and respect towatd the parents and child. Further research in this area 

would as& health care professionais to develop a deeper understanding of the dynamics 

of their relationship with mothers of chilchen with disabilities and would illuminate 



characteristics of the wise that they could model. A qualitative study design would be 

useful in delineating characteristics of the wise as well as supportive strategies used by 

hem, and a quantitative mdomized control study that addressed supportive interventions 

offered by health care professionais would be usefùi to delineate the effectiveness of 

these strategies. 

Westbrook et al. (1992) examined the stigma eqerienced by children wiîh 

epilepsy and Turner-Henson et al. (1994) examined the parents' perceptions of the types 

of discrimination experienced by children with chronic ilinesses. ûther investigators 

examinllig various dimensions of chronic illness detemhed the negative effecis of 

discrimination on children with disabilities. Although these studies inform us about the 

dismimination experienced by children with disabilities, M e r  research is needed to 

investigate the impact of stigma at various stages of the child's development. A 

correlational study design could examine variables such as self-esteem. ahuiety. 

depression and stress. Such research would determine the effect of stigma on children 

with disabilities. 

The experiences of other famiiy members, nich as siblings, could be studied to 

M e r  our understanding of stigma, as well as of the family dynamics that unfold in 

adapting to stigma. Only one study was undertaken that delineated siblings' perceptions 

of stigma (Gaiio et ai., 199 1). Mothers in the cumnt study repeatedly described 

cornparisons betweea their child with disabilities and weU siblings; however. the 

perceptions of the sibüngs wen not elicited in this study. Research exploring the 

experiences of siblings would be usefûi to nurses who have thetapeutic contact with 

famüy members. It would also be useful in extending the theoretical concept of courtesy 

stigma 



S u m m q  

In this study, mothers described how their children experienced discrimination as 

a result of their discrediting attributes and how they themselves experienced courtesy 

stigma due to their affiliation with thek chiidren. This discrimination was hierarchical in 

that mothers of children with cerebral palsy described greater stigma tban did those of 

children wiùi spina bifida. Moreover, mothers desrribed beuig ûcutely a~vare of those 

individuals who were wise to their situation. These individuals were described as being 

helpful and with whom they sou& affiliation. They chose to dissociate fiom individuals 

who were described as being unhelpful to their children and themselves. 

Findings fiom this study suggest that health care professionals must develop a 

deepet understanding of mothen' experiences of raising a child with a disability in order 

to meet the needs of these mothers and theu children and to advocate with and for them. 

This could be facilitated through the development of education programs that inform 

nurses about mothers' needs. 

Future researfh that extends our understanding of the concept of stigma is needed. 

Qualitative research is required to furthet examine descriptions of stigma and courtesy 

stigma, as well as, those strategies ernployed to manage stigma. In addition. a qualitative 

approach would be usefiil in delineating characteristics of the wise and supportive 

strategies used by them. Quantitative methods could be used to evaluate the impact of 

stigma on variables such as self-esteem, anxiety, depression and stress at various stages of 

the chiid's development. in addition, a qyantitative approach wouid also be appropriate to 

evaluate the effectiveness of supportive interventions used by health care professionals. 



Research designs should include large simples that facüitate cornparisons between 

subgroups of  children with disabilities in order to reduce sarnplhg bias and increase the 

ability to generaiize hdings. 
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