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This study used a parenting stress and coping model to 

identify predictors of symptomatology for 13 8 mothers of 

medically compromised children. This model proposed that: 

child characteristics (severity of the chronic illness and 

child related parenting stressors); parent characteristics 

(self-esteem, sense of competence, and parents' perceived 

stress/distress); and environmental characteristics (social 

support, general life stressor events, and demographic 

variables) contribute to psychological symptomatology for 

these mothers. Multiple regression analysis found a 

relationship between general life stressor events, severity 

of the children's chronic conditions, lower satisfaction 

with social support, lower self-esteem, and younger mothers' 

ages and greater symptomatology. Trends toward significance 

were found for more parenting stress and lower parenting 

sense of competence predicting greater symptomatology. 

Predicted relationships between family socioeconomic status 

and parenting daily hassles and symptomatology were not 

supported. 
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CHAPTER I 

INTRODUCTION 

The terms chronically ill, medically fragile, medically 

compromised, disabled, handicapped, physically challenged, 

and children with special needs, are descriptions given to 

the approximately 10 to 15% of children who experience 

conditions or disabilities requiring medical interventions 

and/or changes in family life due to their conditions 

(Eiser, 1990; Yost & Hochstadt, 1987). Chronic medical 

conditions in childhood run the gamut from mild, requiring 

very little change in daily' life; to severe, requiring 

complete restructuring of most of the children's and 

families' daily activities (Eiser, 1990). Of these 

chronically ill children, approximately 10% have conditions 

that interfere with the children's abilities to carry out 

age appropriate tasks (Yost & Hochstadt, 1987). Due to 

increasing sophistication in medical technology, childhood 

diseases that used to be considered terminal with short 

survival time are now classified as chronic childhood 

diseases with victims surviving for years or decades. This 

may result in increasing numbers of parents coping for 

longer periods of time with their children's serious chronic 

conditions. 



A serious chronic disability/illness in children is a 

stressor that requires an ongoing coping response by the 

parents (Friedrich, Wilturner, & Cohen, 1985), precipitating 

numerous major and minor crises (Crnic, Friedrich, & 

Greenberg, 1983). The stressor itself can vary in severity 

depending, for example, on the child's age, level of 

disability, and medical complications involved (Friedrich, 

1979). The difficulties in caring for these disabled 

children exacerbates normal parenting stress (Konstantereas 

& Homatidis, 1991) . The current study focused on the area 

involving parental stress experienced by the mothers of 

chronically medically compromised children. 

A large body of literature now exists which describes 

the behavioral dimensions of stressful parent-child 

interactions across various types of disturbed family 

situations. Factors proposed in previous research to 

influence the development and the amount of parenting 

stressors included: the parents' level of education, 

parental self-esteem, parental feelings of competence, 

income, social support, marital support, and characteristics 

of the children and accompanying medical conditions. 

More recently, the literature has suggested that many 

of these determinants interact additively with one another 

to comprise parenting stressors and may ultimately affect 

parent symptomatology. Mash and Johnston (1990) envision 

parenting stress as a construct involving three domains: 



characteristics of the child, characteristics of the 

environment, and characteristics of the parent. These three 

domains fit into a proposed model of parenting stress 

originally suggested by Mash and Johnston (1990) and further 

defined by Vitanza and Guarnaccia (work in progress, 1994). 

The resulting model was originally intended for parents of 

children with Attention Deficit Hyperactivity Disorder 

(AdHD). With further adaptations specific for this study, 

this parenting stress model is applied to the parents of 

children with chronic illnesses, disabilities, and special 

needs. 

The parenting stress and coping model chosen for this 

study has been theoretically proposed (Mash & Johnston, 

1990; Vitanza & Guarnaccia, 1994) but has received little 

empirical testing. This model is based on the idea that 

general life stressors as well as stressors specific to the 

care of children are involved in the determination of 

parenting stress. Therefore, in order to understand this 

model better, general life stress literature will be briefly 

reviewed to provide a better understanding of the effects of 

life stress. Research on the specific parenting stressors 

of raising a child with chronic medical conditions will 

follow. Also an examination of the three domains of the 

parenting stress model: parental characteristics, child 

characteristics, and environmental characteristics, will be 

addressed in this paper. 



Life Stress and Coping 

Life stress and coping theory began with physiological 

responses studied by Hans Selye (1956). Following this 

groundbreaking work by Selye, Holmes and Rahe (1967) 

developed the Social Readjustment Rating Scale. This 

original work dealt solely with the experiencing of 

objective major life stressors. Later woirk on stress and 

coping theory by Folkman and Lazarus (1980) included 

measures of cognitive appraisals of environmental 

transactions. Thus, current work includes measures of 

objective events in the environment and internal appraisal 

of the threat of these events. 

According to the theory of coping deirived from 

cognitive theory, a stressor is not simply an objectively 

evaluated external event that automatically produces 

distress in all individuals (Folkman, Schciffer, & Lazarus, 

1979). Experienced stress is a transaction between the 

individual and the environment (Dohrenwend & Dohrenwend, 

1974, 1984). The stressors are events that are typically 

the result of major and minor life events (DeLongis, 

Folkman, & Lazarus, 1988) and require the individual to 

adapt (Folkman, 1984, Folkman & Lazarus, 1980; Lazarus & 

Launier, 1978). Important factors identified in the outcome 

of a stressful individual-environment transaction are 

cognitive appraisal, coping responses (Folkman, 1984; 

Folkman & Lazarus, 1980; Lazarus & Folkman, 1984), 



evaluation of resistance resources (Dohrenwend & Dohrenwend, 

1984), and expectations (Bandura, 1977, 1989). 

Cognitive appraisal includes an evaluation of the 

personal stakes in the encounter, called primary appraisal. 

These personal stakes may include the potential for 

harm/loss, threat, or challenge to self, self-esteem, or 

others (Folkman, 1984; Lazarus & Folkman, 1984; Lazarus & 

Launier, 1978). This appraisal process also includes the 

evaluation of what can be done, termed secondary appraisal. 

This process takes into account available coping options, 

the likelihood that a given coping option will accomplish 

its goal, and the likelihood that the strategy can be 

applied effectively. Secondary appraisal is a crucial 

feature of every stressful encounter because the 

outcome depends on what can be done, as well as on what is 

at stake (Folkman, 1984). 

After appraisal, another factor important in the 

outcome of stressful situations are the person's coping 

efforts. Coping is looked at as a system of defenses used 

to decrease tension and restore balance or equilibrium. 

Folkman et al. (1979) viewed coping as "efforts, both 

action-oriented and intrapsychic, to manage . . . 

environmental and internal demands and conflicts among them, 

which tax or exceed a person's resources" (p. 283). These 

coping resources vary across time and also vary in the 



degree to which persons can utilize them at a given time 

while subject to different coping demands (Folkman, 1984). 

Pearlin and Schooler (1978) and Shinn, Rosario, Morch, 

and Chestnut (1984) found that effective coping responses 

helped reduce distress caused by burden. This effect seemed 

to extend to the areas of marriage, parenting, and household 

work, and to a lessor degree, work outside the home. This 

research also suggested that coping strategies may be 

somewhat less effective in situations where factors are more 

out of one's control. It has been indicated that group 

efforts or sharing the burden may be more effective in these 

cases. According to Mechanic (1974), as cited in Shinn et 

al. (1984), there are some stressors that are out of one's 

control that, " . . . are not amenable to individual 

solutions, but depend on highly organized cooperative 

efforts that transcend those of any individual . . . no 

matter how well developed his personal resources" (p. 34). 

The strain of parenting chronically medically ill children 

could be described as one of these stressors since many 

times there is little control over the continued health of 

these children. 

Coping resources refers to a broad range of reserves 

and aids which are available to a family in a time of need. 

These may be psychological, and relate to the way in which 

individuals typically perceive and interact with each other 

and the outside world. Resources may also be practical, 



relating to income level and help that becomes available as 

a result of greater financial stability (Eiser, 1990) . 

Lazarus and colleagues have outlined five broad 

categories of coping resources, including utilitarian 

resources (e.g., socioeconomic status, money, available 

community programs and agencies), health/energy/morale 

(e.g., depression and preexisting physical problems and 

psychopathology), social networks, (e.g., close positive 

interpersonal relationships), general and specific beliefs 

(e.g., self-efficacy, existential belief systems), and 

problem-solving skills (e.g., generalized and abstract 

skills that enable individuals to analyze situations and 

generalize alternative courses of action) (Folkman et al., 

1979). 

Also, people's coping resources and functioning are 

likely to be mediated by the ecological systems 

(Bronfenbrenner, 1979) within which they interact. Such 

ecological systems include not only the immediate 

environments of home, schools, agencies, neighborhoods, 

workplaces, and social networks, but also the 

interrelationships among these ecological systems as well as 

the attitudinal patterns of the culture and subculture 

manifested in these systems (Crnic, Friedrich, & Greenberg, 

1983) . 

When examining the outcome of an encounter with a 

particular stressor, Bandura, Adams, and Beyer (1977) state 
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there are two aspects to consider, outcome expectations and 

efficacy expectations. An outcome expectation is defined as 

the estimate that a behavior will lead to certain or 

expected outcomes. The efficacy expectation is the 

conviction that one can successfully execute the behavior 

required to produce the outcome. Efficacy and outcome 

expectations are differentiated because persons can believe 

that a particular action will result in certain outcomes, 

but question their ability to perform those actions. The 

strength of one's own effectiveness determines whether 

coping behavior will be attempted in the first place. 

People react confidently when they judge their resources as 

sufficient to manage a situation. 

In examining the outcome of stressful encounters, 

research has shown that chronic stress can have deleterious 

effects on people. Belle (1982), Brown (1974), and Pearlin 

and Lieberman, (1977) have suggested that people become 

vulnerable to poor mental and physical health when events 

have long term implications which alter enduring 

circumstances in their lives. Having a handicapped or 

chronically ill child is such an event (Krause Eheart & 

Ciccone, 1982) that can add to the accumulation of stress 

from general stressful life events and the general stress of 

parenting. 

For this study, stress is conceptualized as a 

combination of objective life events stressors, internal 



cognitive factors (i.e., coping and appraisal), and self-

evaluative components (i.e., self-esteem amd sense of 

competence, and parents' perceived level of stress). These 

objective stressors and internal evaluative components 

combine according to theory to contribute to psychological 

distress and physical illness. This conceptualization of 

stress includes stressors resulting from cfeneral life events 

or specific to the task of parenting chronically ill 

children. 

Parenting Stress Specific to Chronically 111 Children 

When the demands placed on the parents by the parenting 

environment and the child are greater than the parent's 

available coping or resistance resources, the parent 

experiences excessive parenting stress. Parenting stress 

generally refers to dimensions of parents' functioning 

(depression, sense of competence, relations with spouse) 

that may compromise their ability to parent effectively or 

may signal dysfunction of the parent-child system (Mash & 

Johnston, 1990) . The parent under extreme stress often 

reports a sense of burden, exhaustion, and inadequacy 

(Koeske & Koeske, 1990). Physical and psychological 

symptoms may also occur. 

Previous research with mothers of medically ill or 

handicapped children show they experience more stress-

related symptoms (i.e., physical, mental, and psychological 

distress), especially in the form of anxiety and depression 
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(Cummings, Bayley, & Rie, 1966; Hauenstein, 1990; Krause, 

1993; Levin & Banks, 1991; Mash & Johnston, 1983, 1990; 

Milgram & Atzil, 1988; Minnes, 1988). Much of this stress 

resulting in distress seems to focus on caregiving 

responsibilities and demands that arise on a daily basis as 

a result of the chronic illness (Hauenstein, 1990; Kazak, 

1987). Weinberg and Richardson (1981) found that parents 

identify immediate difficulties (daily events) with their 

children as more stressful than long-range problems (major 

events) such as parental job loss or an argument with in-

laws. Other factors that influence parental stress and 

burden include frequency of illness exacerbations and 

hospitalizations, financial stability and availability of 

other caregivers (Palfrey, Walker, Butler, & Singer, 1989; 

Walker, Ford, & Donald, 1987). The number of problems cited 

tended to increase with perceived parental burden indicating 

a bidirectional relationship (Hauenstein, 1990). The stress 

experienced by the parents and the family can be thought of 

as having a cumulative effect. This has been shown to be 

true in other research on stress and coping. 

Parenting a child with a chronic illness or disability 

includes the normal stress of parenting but also stress 

specifically related to the everyday occurrences associated 

with managing the chronic condition. Perrin and Ireys 

(1984) discussed the stress accompanying the practical 

aspects of care management of a disabled or chronically ill 
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child with which parents must deal and that affect family-

functioning. Comprehensive, individualized health care is 

often not available in one place from a single group of 

health care providers. Parents experience much stress in 

coordinating appointments, arranging transportation, and 

paying the many professionals needed for the care of their 

children. 

In general, health-care providers and third-party 

payment groups are not sufficiently aware of the high cost 

of chronic illness. These costs include riot only the 

medical cost but also the cost of time lost from work for 

direct child care or keeping appointments; the costs of 

transportation, lodging, telephone, and special supplies; 

and the emotional cost, which is hard to quantify. Perrin 

and Ireys (1984) noted that the inability to obtain needed 

services such as family counseling, mental health services, 

structural modifications to the home, respite care, and 

homemaker services may ultimately increase the cost of care 

of chronically ill children incurred by both the family and 

society. This increase in costs may occur because the lack 

of previously listed services leads to inappropriate, 

episodic care and unnecessary hospitalization and 

institutionalization. 

Parents whose children's disabilities require a high 

level of continuous care often become exhausted. Informal 

support services do not meet their needs and/or a formal 
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network of such services is not available to them. They 

have a great need for respite care from someone who is 

trustworthy and competent in caring for disabled children so 

that parents can have worry-free time away from the 

children. Often such care is not available, or if it is, it 

is not reimbursable by third-party payment (Perrin & Ireys, 

1984) . 

The relationships and influences between handicapped 

children and their parents and siblings seem to be 

reciprocal and circular; i.e., although parents and siblings 

are affected by the presence of handicapped children, so too 

are the children affected by their famili€;s' responses 

(Crnic, Friedrich, & Greenberg, 1983). Therefore, parental 

coping responses to stress may be of considerable importance 

in how well the chronically ill children and families 

function. Perrin and Gerritt (1984) have highlighted age of 

onset as a primary factor influencing the developmental 

response of children to disabilities. This factor is in 

addition to more general factors, including the specific 

diagnosis; individual differences in temperament and 

personality; parental functioning; family functioning; 

social support network; finances; sibling and peer 

relationships and responses; and the responses of teachers, 

physicians, nurses, and other professionals. 

Parents' reactions to the stressors associated with 

having ill or defective children are shaped significantly by 
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the nature and degree of the insult as well as by their 

other life experiences. Mothers feel particular 

helplessness and experience a keen sense of failure when 

their children are physically compromised (Shapiro, 1983). 

More common seem to be feelings of anxiety, uncertainty, and 

guilt leading to overprotectiveness and overindulgence 

toward the children. Depression, unresolved grief, chronic 

sorrow, or anticipatory mourning are all possible (Sabbeth, 

1984). Mattson (1972) noted that parents of children with 

serious, long-term illness mourn the loss of the desired 

normal children and experience the emergence of feelings of 

self-blame in regard to the ailing children. 

Tarnow and Tomlinson (1978) described a similar 

mourning process that occurs in families of healthy children 

when a diagnosis of chronic or long-term disease is made at 

any time during childhood or adolescence. Parents must 

readjust their perception of intact and completely healthy 

children as well as their own immediate and long-term hopes 

in order to be supportive of the children's adaptations. 

They must, as well deal with their own guilt, particularly 

if the disease is inherited or genetically linked if they 

are to be capable of responding in a way that is helpful to 

the children. 

Reasons for Studying Mothers 

Thus, children's disabilities can have a great impact 

on-the primary caretakers in many spheres; financial, 
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social, somatic, behavioral, and emotional. Sabbeth (1984) 

and Eiser (1990) pointed out that most of the literature 

about the impact of childhood disability on families focuses 

on mothers. Certain assumptions are made when doing 

research on mothers of children with chronic medical 

conditions that may or may not be valid: that disabled 

children are more of an insult to mothers than to fathers, 

that mothers are most affected by or have more knowledge 

about the disability because they are most closely involved 

with the day-to-day care of the children, that mothers are 

most influential with children, and that mothers are at home 

more and are more available for research (Sabbeth, 1984). 

Current demographics showed that for many families, 

mothers are the only caregiver and that mothers continue to 

be the dominant socializing agent in most two-parent 

families (Barsch, 1986) . Fletcher (1974) found that women 

have been more accepting of handicapped children than men. 

This fact may be part of the reason mothers are more likely 

to provide the majority of care for handicapped children. 

Mothers are typically the ones who are primarily responsible 

for giving the children daily medication, and certainly are 

most affected by any treatment schedule that involves a 

change in the family's general way of life. If the children 

need a special diet, the mothers usually buy and prepare 

special foods, and may make changes in the diet of the whole 

family to accommodate the needs of the sick children. They 
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may also have to clean the home environment more frequently 

or administer time consuming treatments to sick children 

(Eiser, 1990). At the same time, mothers have to juggle 

their responsibilities between the sick children and healthy 

siblings. This may be particularly problematic at times 

when the children are hospitalized or in a. crisis caused by 

the chronic illness. 

Mothers more than fathers think that the presence of 

children with chronic illness precludes their working 

outside the home. The combination of additional practical 

demands and the potential isolation that can be experienced 

by women who are at home rather than employed may take its 

toll on mothers' mental health. A considerable body of 

research suggested that mothers of children with the whole 

range of chronic diseases are especially prone to anxiety, 

depression, and other manifestations of poor mental health. 

There is a general assumption that these responses are more 

typical of mothers than fathers. Where comparisons are 

available, mothers of sick children appeared to have poorer 

mental health than fathers of sick children. This applies, 

for example, to mothers of children with diabetes (Borner & 

Steinhausen, 1977), spina bifida (Tew & Laurence, 1976), 

hemophilia (Meijer, 1980), physical handicap (Wallender, 

Varni, Babani, deHeen, Wilcox, & Banis, 1989), mental 

retardation (Cummings, Bayley, & Rie, 1966) and epilepsy 

(Hoare, 1987) . 
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A Model of Parenting Stress 

The parenting stress and coping model chosen for this 

study was originally proposed by Mash and Johnston (1990) 

and further defined by Vitanza and Guaranaccia (work in 

progress, 1994). This model proposed that three domains: 

characteristics of the children and their chronic medical 

conditions, the environment, and the parents; interact 

additively and contribute to distress in mothers with 

chronically medically ill children (see Table 1). In 

addition, some of the characteristics of the parents and the 

environment may serve to mediate the effects of parenting 

stress on parental distress or symptomatology. 

The child characteristics area includes attributes of 

the children and their behaviors as well as their chronic 

medical conditions. The attributes of the children might 

include such things as temperament, cognitive or physical 

attributes, and the presence of behavior problems. Mash and 

Johnston (1990) proposed that these child characteristics 

function as a major and direct contributor to the 

stress/distress in families with children. 

To adapt this model for this current study, the child 

characteristics domain also included attributes of the 

children's chronic medical conditions. Aspects of the 

chronic medical conditions may include chronicity and 

severity of the disease and accompanying cognitive and 

physical impairments. Other factors that may be included 
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are whether the children's activity levels are affected or 

whether there are financial costs that restrict families' 

activities. 

The environmental characteristics domain is 

conceptualized as including variables such as the occurrence 

of small life events, daily hassles, and major life events. 

Such factors as employment, education, occupation, number of 

children, and income level may also influence the 

development of psychological symptoms. This area also 

includes the effects of social support from the environment 

on parents' distress. Adverse life circumstances (e.g., 

poverty, social isolation, life stressors) have been shown 

to have a detrimental impact on parenting and to be 

associated with increased parenting stress/distress (Mash & 

Johnston, 1990). 

The last aspect of the model involves parental 

characteristics. Perceived parenting stress, parental self-

esteem, and parenting self-efficacy or sense of competence 

were proposed to influence parental symptomatology (See 

Table 1). Mothers' beliefs about their effectiveness in 

child-rearing situations are presumed to influence the way 

they process and attend to information, the amount of effort 

they devote to child rearing, and their emotional reactions 

to child behaviors and the parenting role (Mash & Johnston, 

1990) . 
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These constructs have been examined singularly and/or 

in some combinations with respect to their possible 

predictive relationship within the parenting stress process 

(Crnic & Greenberg, 1990; Koeske & Koeske, 1990; Krause, 

1993). Some have been examined as they specifically relate 

to the parents of children with chronic medical or 

handicapping conditions (Cummings, 1976; Konstantareas, 

1990; Konstantareas & Homatidis, 1989, 1991) . This study 

proposed to adapt and empirically test the model of parent-

child interactions proposed by Mash and Johnston (1990) and 

further developed by Vitanza and Guarnaccia (work in 

progress, 1994) . This model included the constructs from 

the three domains and specifically related them to mothers 

of chronically medically ill children. In order to 

understand the components of the model better, an 

examination of the three domains follows. 

Child Characteristics 

Severity of illness. Holroyd (1974), Holroyd and 

McArthur (1976) , and Wallender, Pitt, and Mellins (1990) 

identified factors associated with specific disease 

parameters such as severity, chronicity, or the extent of 

children's physical or intellectual impairment as child 

characteristics that might be expected to mediate maternal 

adjustment. Disability or disease factors can operate 

directly or indirectly and may increase the strain of daily 

care and psychosocial stress. Specifically, diseases that 
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are more threatening, involve the mothers in substantially 

increased amounts of care-giving, or have specific visible 

and/or deviant child characteristics are associated with 

poorer maternal adjustment (Konstantareas & Homatidis, 1989, 

1991) . 

The disease parameters proposed by Wallender, Pitts, 

and Mellins (1990) were in addition to individual behavioral 

characteristics of the child. Epidemiological studies 

indicated that between 20 and 3 0 per cent of chronically 

medically ill children will experience significant emotional 

or behavioral problems at some point in childhood or 

adolescence (Lavigne & Burns, 1981). This is greater than 

two times the rate of occurrence of behavioral or emotional 

problems in children who are physically and medically 

healthy. 

Disabled children are seen by their mothers as less 

adaptive to their physical and social environments. 

Behaviorally, this lack of adaptiveness may be seen in 

perseveration and emotional upset to small changes, 

overreactions to environmental changes, and fear of 

strangers. The children are considered difficult to calm 

once upset and are perceived as less attractive, 

intelligent, or pleasant than their mothers had expected. 

In addition, mothers of handicapped children describe the 

children as being demanding. While this may be related to 

some limitations imposed by the physical handicaps and the 
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children's dependence on adults, the picture emerging is one 

in which the mothers feel quite overwhelmed by the special 

demands of their children. They experience frustration over 

the children's inability to do things for themselves, or to 

adapt to the general family environment (Kazak & Marvin, 

1984) . 

Other research by Freidrich (1979), Friedrich, 

Wilturner, and Cohen (1985), and Tew and Laurence (1975) 

showed that child variables including behavior problems and 

greater number of medical problems as well as severity of 

the disability/condition were related to increased parent 

and family problems. This relationship is presumed to be 

bidirectional, with parents' problems contributing to 

behavior problems of handicapped children and vice versa. 

Mothers' ratings of severity. Mothers' subjective 

estimates of the severity of their children's condition were 

shown to be important in determining the extent of maternal 

distress (Perrin, MacLean, & Perrin, 1989). Walker, Ford, 

and Donald (1987) compared adjustment in mothers of children 

with chronic medical conditions and those with healthy 

children. Mothers' reports of their own stress levels were 

related to their subjective ratings of the severity of their 

children's condition, but not to any objective rating. 

Mothers of children with chronic medical conditions did not 

report generally more stress than mothers of healthy 

children. Neither did they report greater feelings of 
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inadequacy as parents. However, mothers of children with 

chronic medical conditions in two age groups, pre-school and 

early adolescence, reported more depression than mothers of 

healthy children. Walker et al. (1987) have also shown that 

mothers' estimates of severity are affected by their 

relationship with the children's fathers, with less 

perceived severity being associated with better parental 

relationships. 

Parental Characteristics 

Self-esteem and sense of competence. Maternal 

cognitions, especially parenting self-esteem, have been 

shown to be related to parenting distress (Crnic & 

Greenberg, 1990; Mash & Johnston, 1983a; 1983b). Perceived 

parenting hassles have been shown to be related to lowered 

maternal self-esteem (Crnic & Greenberg, 1990; Mash & 

Johnston, 1983c). Maternal self-esteem has been found to be 

more critical than demographic variables in predicting 

parenting stress and family adjustment outcome (Bendell, 

Stone, Field, & Goldstein, 1989; Sargent & Baker, 1983) . 

Parental self-esteem is defined as both perceived self-

efficacy as a parent, as well as satisfaction derived from 

parenting (Johnston & Mash, 1989). Self-efficacy is a 

belief about personal mastery, that is, that one can 

successfully execute the behavior required to produce a 

desired outcome. Bandura (1977) postulated that efficacy 

expectations determine the initiation, degree, and 



22 

persistence of coping efforts. Thus expectations of 

efficacy in relation to stress "may pertain to the 

regulation of the stressor itself, or the condition of one's 

exposure to it, or of one's psychological responses to the 

exposure" (Novaco 1979, p. 249). 

In the realm of parenting, self-efficacy relates to the 

"degree to which the parent feels competent and confident in 

handling child problems" (Johnston & Mash, 1989). Low 

levels of perceived self-efficacy have been shown to result 

in depression and self-blaming attributions (Bandura, 1977, 

1989). Therefore, it is likely that parental distress could 

result from low levels of parental self-efficacy or a low 

sense of competence. 

Mothers of chronically medically ill children have 

lower evaluations of their maternal competence and less 

confidence in their parenting skills and discipline 

patterns. Researchers suggest these findings were not 

likely due to previous psychopathology (Cummings, 1976; 

Cummings, Bayley, & Rie, 1966; Kazak & Marvin, 1984; 

Konstantareas & Homatidis, 1991). In a review of several 

studies on parents of chronically medically ill children, 

Shapiro (1983) found that the parents' sense of competence 

appeared to be severely challenged by the presence of 

chronic health conditions in their children. In addition, 

Mash and Johnston (1983a) found that parents of hyperactive 

children scored lower with regard to parental sense of 
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competence than parents of normal children. Parents with 

older hyperactive children reported the lowest levels of 

efficacy. 

Frey, Greenberg, and Fewell (1989) found that positive 

self-appraisal of coping skills was related to significantly 

lower parental stress, better adjustment, and less 

psychological distress. Mothers who feel able to 

effectively deal with their daily demands and positively 

approach the challenge of raising a sick child may mobilize 

resources in the form of equipment or other caretakers to 

assist in caring for the sick child. Indirectly, they may 

perceive the situation as less threatening than mothers who 

lack these attributes. Self-esteem and sense of competence 

may mediate psychological symptoms and distress through 

their effects on parenting stress. 

Parents' perceived stress/distress levels. Parents' 

perceived stress/distress levels have been shown to be 

related to physical and psychological symptoms particularly 

in the form of depression and anxiety (Cummings, Bayley, & 

Rie, 1966; Haunestein, 1990; Krause, 1993; Levin & Banks, 

1991; Mash & Johnston, 1983, 1990; Milgram & Atzil, 1988; 

Minnes, 1988). Mothers of chronically ill children who also 

reported more negative life events were more depressed than 

mothers of normal children in similar life circumstances 

(Eiser, 1990; Susman & Pizzo, 1988). Thus, mothers' 

stress/distress can come from aspects of caring for the 
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chronically ill child, may result from stressors specific to 

the parenting role, and/or may also be due to general 

negative life events. 

The current literature investigating chronically ill 

children's mothers' stress and distress generally has 

focused on the events covered by the Parenting Stress Index 

(PSI) (Abidin, 1986). This instrument inquires about 

parenting specific stressful events, parent characteristics, 

and child characteristics, as well as life events. Most of 

this research conceptualizes mothers' stress levels as 

measured by the PSI. 

For much of this research, parent stress levels are 

considered synonymous with some aspects of psychological 

distress. The concepts of stress/distress are ill-defined, 

overlap, and not objectively measured. These measurement 

problems likely create confound within this research. For 

this study, the mothers' perceived level of stress as 

measured by the PSI was proposed to be predictive of her 

level of psychological symptomatology or distress. Parental 

distress can be seen as an emotional response experienced by 

the mothers due to the stressors associated with general 

life events and childhood chronic illness (Hauenstein, 

1990). Thus the PSI will be used as an independent variable 

and examined for its ability to reliably predict mother's 

symptomatology. 
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This conceptualization of parenting stress/distress 

falls within the realm of the more traditional stress 

literature and thus included measures of general major and 

minor life events (Dohrenwend & Dohrenwend, 1974, 1984; 

Lazarus & Folkman, 1986; Rabkin & Struening, 1976) as well 

as events specific to the parenting role. Although the PSI 

contains an optional Life Stress Scale, this scale does not 

investigate the occurrence of everyday events as thoroughly 

as general life events measures and was deleted from the 

current study. 

Environmental Characteristics 

Major and minor life events. There is considerable 

evidence that a relationship exists between life stress, 

operationally defined as self-reported objective life 

events, and physical illness {Dohrenwend & Dohrenwend, 1974, 

1984). Major life events have been shown to be associated 

with both physical and psychological distress/illness (Cohen 

& Wills, 1985; Dohrenwend & Dohrenwend, 1974, 1984) . A 

major life event has been defined as an occurrence that for 

better or worse interrupted or changed a person's usual 

activities. Holmes and Masuda (1974) asserted that the 

greater the magnitude the life change or crisis, the greater 

the probability that the life change would be associated 

with disease onset. These events can affect occupation, 

physical health, living arrangements, relations with other 
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family members, friends, or personal values and beliefs 

(Dohrenwend & Dohrenwend, 1974, 1984). 

Research has also shown that the degree of distress 

associated with the build up of minor undesirable events may 

be considerable. Small events are more changeable and occur 

with greater frequency than do major events (Zautra, 

Guarnaccia, & Dohrenwend, 1986). The meaning of small 

events is less heterogenous since they are smaller samples 

of behavior, provide better coverage of the range of life 

stressors, and can be rated more reliably on desirability 

and locus of causation than major events {Zautra, 

Guarnaccia, Reich, & Dohrenwend, 1988). They also provide 

information about how the individual appraises and copes 

with everyday demands, providing clues to how people cope 

with major life stressors (Zautra, Reich, & Guarnaccia, 

1990) . 

According to Zautra, Guarnaccia, Reich, and Dohrenwend 

(1988), small life events are changes brought about by a 

major life event. For example, the development of chronic 

illness by children could be termed a major life event and 

the small life events would be occurrences in the parents' 

daily lives related to their responsibilities of caring for 

the children. Parents of chronically ill children may 

experience more negative small life events than average 

people due to the added responsibilities of caregiving. 
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Research showed that repetitive daily life demands, 

called "hassles", (Kanner, Coyne, Schaefer & Lazarus, 1981) 

influences the occurrence of other small events. The 

compilation of these small events leads to physical 

complaints (Delongis, Folkman, & Lazarus, 1988) and to 

psychological upsets, even after the effect of major life 

events are taken into account (Aldwin, Levenson, Spiro, & 

Bosse, 1989; Dohrenwend & Dohrenwend, 1984; Zautra, 

Guarnaccia, Reich, & Dohrenwend, 1988; Zautra, Reich, & 

Guarnaccia, 1990; Zautra, Reich, Guarnaccia, & Grossman, 

1986) . People may cope well with major crises but be 

hopelessly entangled in small, daily, mundane events (Zautra 

& Wrabetz, 1991). 

The development of most life events rating scales have 

included both positive and negative events. This was based 

on the assumption that all life changes are stressful 

regardless of the desirability/undesirability of the events. 

On the other hand, undesirable events have been argued to 

have a more deleterious effect on individuals than positive 

events (Mechanic, 1975; Reich & Zautra, 1983; Sarason, 

1980) . Based on this argument, this study used only 

negatively rated items. 

Research has shown that major and minor events have 

been related to the development of physical and 

psychological health problems. Most of the research 

undertaken in this area has focused on the major and minor 
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events and their effects on health separately. It seems 

that to examine the effects of stress on health fully, it 

would be necessary to look at these events in combination. 

For example, minor daily events may be increased or will, at 

the least, continue without interruption when a major life 

event occurs. Therefore, it seems that it. would be 

impossible to determine whether effects on health are a 

result of the major event, the minor events, or a 

combination. This study attempted to examine the major and 

minor life events in combination with stressors specific to 

the parenting role in order to fully cover the area of life 

stressors experienced by the mothers of chronically ill 

children. 

Social support. Social support theory predicts that 

people who are well-supported will have a decreased 

incidence of pathology in stressful situations (Cobb, 1976, 

Cohen & Wills, 1985; Haggerty, 1980; Lazarus & Folkman, 

1984). Social support consists of the resources made 

available to an individual through relationships with others 

(Folkman, Schaefer, & Lazarus, 1979). Social support has a 

demonstrated buffering effect (Gottlieb, 1983; Sarason, 

Johnson, & Seigel, 1978); i.e., high-stress families with 

high social support cope better than do similarly stressed 

families with low social support and low-stress families do 

equally well with or without peer social support (Friedrich, 

19-79; Friedrich & Friedrich, 1981) . Rutter (1979) reported 
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the "protective effect" of at least one good relationship in 

fostering better adjustment in the face of stressful 

situations. The protection offered individuals may be 

through primary prevention of stressful events, through the 

appraisal of events as less threatening, or in providing 

supporting resources (Folkman & Lazarus, 1980). The 

relationship is interactive in that better copers presumably 

have more social support, and more social support 

facilitates better coping. Depressed mothers who do not 

feel supported by their spouse/partners or friends are less 

able to reinforce appropriate behavior in their disabled 

children than are mothers who are not depressed and have 

several supportive relationships (Friedrich, Wilturner, & 

Cohen, 1985). 

Crnic and Greenberg (1990) in a study of normal 

children found that friendship and community support acted 

to moderate mothers' experiences of daily hassles. Koeske 

and Koeske (1990) also found that higher levels of social 

support were associated with higher parent satisfaction, 

fewer parental symptoms, and higher maternal esteem. Krauss 

(1993) found that mothers who reported more perceived 

helpfulness of their social support network had less 

maternal stress. Lack of spousal support was found to add 

to a mother's sense of burden in caring for a 

developmentally disabled child (Bristol, Gallagher, & 

Schopler, 1988). Weinraub and Wolf (1983) found that 
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parental effectiveness and reported stress were 

significantly affected by the availability of emotional 

support in single mothers. 

It was initially assumed that social support could 

directly ameliorate stress involved in chronic disease. 

Early work in this area suggested that families of 

handicapped children were often socially isolated 

(McAlister, Butler, & Lei, 1973; Waisbren, 1980). This lack 

of social involvement was proposed to be a result of mothers 

investing so much time in caring for their disabled children 

that there was little leisure time left to cultivate 

friendships (Kazak & Marvin, 1984). Some research has 

suggested that families with handicapped children do use 

medical and other formal support services as much as other 

families, but they tend not to utilize them to a degree 

consistent with their level of need. This research also 

suggested that these families have fewer informal supports 

in the form of helpful relationships among friends and 

extended family members (McAlister, Butler, & Lei, 1973; 

Waisbren, 1980). There are indications that larger networks 

are associated with better adjustment (Hirsch, 1980) . 

Certain characteristics of severely handicapped 

children can add to parents' stress (e.g., difficult 

behaviors, social obtrusiveness, low self-help abilities). 

Bristol and Schopler (1984) found that parents' and 

families' adaptations to children with chronic conditions 
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were more closely related to perceived adequacy of both 

professional services and informal social support than to 

severity of handicap. Bristol and Schopler's (1984) 

longitudinal study of autistic children and families found 

that important factors differentiating high stress from low 

stress families was the amount of training, education, and 

social support services the parents received. 

A major area of social support for mothers of 

chronically medically ill children seems to include the 

support and satisfaction they receive from their 

spouse/partner. Gibson (1988) reported that the resource 

most often reported by mothers as the most helpful was 

social support, particularly that of the spouse. Research 

by Friedrich (1979), Friedrich, Wilturner, and Cohen 

(1985), and Konstantereas and Homatidis (1991) showed that 

marital satisfaction was the best overall predictor of 

adaptive coping behavior of mothers of handicapped children. 

The mothers' feeling of security in marital relationships 

had the most bearing on feelings of capability in coping 

with the children's handicaps and accounted for 79% of the 

predictive ability in the study. 

Mothers who rated their husbands as providing less 

support showed greater loss of behavioral and emotional 

control and more psychological distress and less 

psychological well-being. Interestingly, it was not the 

actual participation of fathers in child-bearing activities 
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but rather the values they attached to child-rearing and 

their belief that they should be involved that was important 

to mothers' mental health (Nagy & Ungerer, 1990) . 

Many clinical observations suggest that the burden of 

caring for sick children can have a strong and negative 

impact on the parents' marriage and result in a higher 

incidence of divorce (Lansky, Cairns, Hassanein, Wehr, & 

Lowman, 1978; Tew, Payne & Laurence, 1974) and poorer 

marital adjustment (Gath, 1979; Lansky et al, 1978; Tew, 

Payne, & Laurence, 1974). However, it is not clear that a 

significantly higher divorce rate is characteristic of such 

families (Sabbeth, 1984; Shapiro, 1983). 

Sabbeth and Levanthal (1984) reviewed. 34 studies 

looking at divorce rates and marital adjustment in families 

of chronically ill children. Seven studies involved 

children with spina bifida, six involved children with 

cystic fibrosis, four involved those with congenital heart 

disease, two involved those with cancer. Fifteen other 

studies were also involved. Contrary to popular belief, the 

studies together did not indicate higher than normal levels 

of divorce. 

While there is inconclusive evidence that a higher than 

average divorce rate exists in families with sick children, 

it is apparent that there is considerable strain on the 

marital relationships. There are increased practical 

demands of treatment in addition to the normal burden of 
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child-rearing. As a result, parents often have less time to 

spend together. Further difficulties in finding a baby-

sitter confident or competent enough to care for sick 

children often result in parents having very little 

opportunity to relax together away from the home. The 

problems in the marriage may be multi-faceted and include 

financial problems, lack of time together, guilt, blame, 

anger, resentment, and fatigue (McCollum, 1981). 

Crnic and Greenberg (1990), DeLongis, Folkman, and 

Lazarus (1988), and Vitanza and Marshall (1992) have shown 

that emotional support is the most important type of support 

for women in terms of providing a stress buffering effect. 

Emotional support from family, friends, and professionals 

has been found to blunt the potentially negative effects of 

events that are unexpected or taxing (Krauss, 1993) . 

Beckman (1983) and Holroyd (1974) reported mothers in single 

parent homes experienced more stress-related symptoms. 

Research has provided evidence that social support from 

family, friends, and significant others serves as a buffer 

or protection against health consequences of life stress 

(Cobb, 1976; Cohen & Wills, 1985; Gottlieb, 1983). High 

levels of satisfaction with emotional and instrumental 

support provided by family, friends, and professionals 

blunts the potentially negative effects of events that are 

unexpected or exceedingly taxing (Frey, Fewell, & Vadasy, 

19-89; Friedrich, 1979). Social support satisfaction has 
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been documented to protect against arthritis, low birth 

weight, tuberculosis, depression, alcoholism, and mental 

illness (Billings & Moos, 1981; Cobb, 1976; Monroe, Bromet, 

Connell, & Steiner, 1986; Monroe, Imhoff, Wise, & Harris, 

1983). 

Income and education level. Families with chronically 

ill children experience significant effects on their 

financial and economic situations. Medical illness and 

mental retardation have been shown to be expensive in terms 

of dollars spent annually on medical costs (Cole, 1986) . 

Research has shown that socioeconomic status, including 

family income and maternal education level which is 

reflected in families' lifestyles, can be a buffer against 

parental stress (Varni & Wallander, 1988; Wallender, Varni, 

Babani, Banis, and Wilcox, 1988). Financial stability has 

been shown to reduce parental caretaking burden in families 

with chronically ill children (Friedrich & Friedrich, 1981; 

Walker, Ford, & Donald, 1987). 

Wallender, Varni, Babani, Banis, and Wilcox (1988) 

looked at the relationship between practical resources and 

adjustment in the families of 153 children, aged 4-16 years 

of age. Practical resources were assessed in terms of 

income level and maternal education. The children suffered 

from one of six conditions: juvenile diabetes, juvenile 

rheumatoid arthritis, chronic obesity, spina bifida, 

cerebral palsy, or hemophilia. These were compared with 



35 

children's adjustment and mothers' reports of family-

relationships. Both practical and psychological family 

resources related to children's adjustment. Together these 

variables accounted for about 17% of the variance in 

behavioral adjustment and 44% of the variance in social 

adjustment. 

Financial resources may be important predictors, 

especially of social adjustment. Higher income levels are 

more likely to mean that families have the financial 

resources necessary for their children to participate in a 

variety of activities and cover the costs of increased 

medical care and traveling. Work by Anderson, Bailey, 

Cooper, Palmer, and West (1983), involving families with 

children with severe asthma, suggested that adjustment was 

in part determined by financial resources with higher levels 

of maladjustment in families with poor living arrangements 

and no car. 

Number of children. The nature of parenting tasks is 

stressful (Crnic & Greenberg, 1990) and as the number of 

children in the family increase, particularly those with 

special needs, the amount of parenting stress would 

increase. Parents would be expected to have to deal with 

stressful situations with any children and when there is 

more than one child, each one brings stressful situations to 

the daily environment with which parents must deal. 
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In families with chronically ill children, daily-

management of the children and their illnesses, financial 

strains, and obtaining appropriate services become major 

stressors and take most of the parents' energy. Mothers 

typically invest considerable energy into developing a 

mother-child relationship. The increased needs of 

chronically ill children leaves little energy for parents to 

deal with other children (Kazak & Marvin, 1984). Siblings 

reported that the quantity and quality of their 

relationships with their parents changed when there was a 

chronically ill child in the family (Eiser, 1990) . Research 

has provided evidence that the effect of having a 

chronically ill sibling on healthy children is associated 

with increased physical, social, behavioral, and academic 

problems, increasing parental stress (Breslau, 1982; Eiser, 

1985, 1990; Ferrari, 1984). This stress would be 

exacerbated with more than one chronically ill child in the 

family. 

Hypothesis 

Research has shown higher rates of depression and 

feelings of anxiety in mothers of children with chronic 

medical conditions. Accompanying the increase in depression 

and anxiety, one would expect more physical and 

psychological complaints, signaling more maternal distress. 

Many factors act in combination to form maternal distress. 

These factors include; parental characteristics (i.e., 
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parenting self-efficacy, self-esteem, perceived parenting 

stress), characteristics of the chronically ill children 

(i.e., dimensions of the chronic condition, impairments), 

and environmental characteristics (i.e., major and minor 

life events, social support, and demographic variables). 

These factors have been examined in the literature with 

regard to their univariate relationship to outcome. More 

complex theoretical models have been proposed but not 

tested. There is a need to examine these three constructs 

and their constituent factors together. This study examined 

these factors in the proposed model of parenting stress with 

regard to their predictive abilities of maternal 

psychological symptoms/distress in mothers of chronically 

ill children. 

Independent variables included severity and chronicity 

of the children's medical condition, parenting stress 

specific to children with chronic medical conditions, 

demographic information (mothers' ages and family 

socioeconomic status) social support (including spousal 

support), parent sense of competence and self-esteem, and 

major and minor life events and hassles. The dependent 

variable was mothers' psychological symptomatology/distress 

as measured by the Hopkins Symptom Checklist (HSCL). It was 

predicted that a higher level of parenting stressors 

specific to parenting chronically ill children and general 

parenting stressors, characteristics of the children's 
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chronic conditions, and major and minor life events would 

predict greater maternal symptomatology. It was also 

hypothesized that a higher level of family socioeconomic 

status, maternal education, satisfaction with social 

support, parental self-esteem, and parental sense of 

competence predicted lower symptomatology. 



CHAPTER II 

METHOD 

Subjects 

Subjects included 13 8 mothers of children who: have 

chronic medical conditions, are medically fragile, are 

handicapped, or have special needs. This study was limited 

to mothers' responses since mothers are typically the 

primary caregiver for chronically ill or disabled children 

and the better availability of mothers. Most of the mothers 

in this sample were registered with the All Our Children 

(AOC) parent self-help organization. AOC is a non-profit 

organization for families with children who have chronic 

medical conditions, are medically fragile, or who have 

special needs. AOC has contact with several respite 

programs in the Dallas-Fort Worth area. Some of the sample 

was obtained by passing out the questionnaires through the 

respite programs. Other mothers were asked to fill out the 

questionnaires while waiting in outpatient clinics at a 

children's hospital. The remainder of the sample was 

acquired from a school where disabled children attend. 

This sample was composed of mostly Caucasian, married, 

middle-class, college-educated mothers. Mothers' ages 

ranged from 20 to 59 years and spouse/partners's ages ranged 

39 
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from 20 to 62 years. Fifty of the mothers reported 

employment of 40 or more hours per week, 32 mothers were 

employed less than 40 hours a week, and 56 were not 

employed. Marital status and race of the mothers are shown 

in Table 2. Demographic variables for the mothers and 

spouse/partners are reported in Table 3. 

The chronically ill/disabled children in this study had 

varying diagnoses and prognoses ranging from those that 

would ultimately be terminal to those requiring long-term 

care. Table 4 depicts the number and percentage of the 

diagnoses of the most severely ill/handicapped children in 

each family. As noted in this table, many of the children 

have more than one diagnosis. Fifty-four children (39.1%) 

were reported to have 1 diagnosis, 43 children (31.2%) had 2 

diagnoses, 26 children (18.8 %) had 3 diagnoses, and 15 

children (10.9%) had 4 diagnoses. Mothers' understanding of 

the children's futures are in Table 5. Descriptors of the 

chronically ill children are listed in Table 6. 

In addition to being diagnosed with more than one 

condition, most of these children were severely cognitively 

and/or physically compromised. Table 7 contains descriptors 

of the chronically ill children's conditions. Many of these 

children's conditions required more than one doctor to be 

responsible for their medical care. The majority of the 

children had conditions that required mothers to administer 

medications, give treatments, or use special equipment in 
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caring for their child. Table 8 depicts information about 

the medical treatments necessary for the children. 

Materials 

This study included several self-report measures used 

as independent variables that estimated the children's level 

and severity of illnesses, the mothers' levels of stressors, 

social support, major and minor life events, daily hassles, 

and self-esteem and sense of competence about their 

parenting skills. One measure of psychological 

symptomatology, the Hopkins Symptom Checklist, was used as 

the dependent variable. 

Life Experiences Survey (LES). The LES was used to 

measure major life events (see Appendix A) (Sarason et al., 

1978). The LES consists of a 57 item self-report scale on 

which individuals report events that have occurred in the 

past year. The first section of the scale contains 47 

events referring to life changes common to individuals in a 

variety of situations. Section 2 of the scale contains a 

list of 10 academic events. 

The LES was modified for this study by eliminating the 

student related items. In addition, young adult oriented 

items dealing with leaving home and reconciling with a 

boyfriend/girlfriend were excluded. The word "mate" was 

also changed to "spouse/partner" on the survey. This change 

was due to the possibility that people might assume there 
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was a commitment implied by the word "mate" which might 

affect their responses. 

The LES has been shown by previous research to be a 

moderately reliable instrument. This was shown by test-

retest reliability studies over five to six week intervals. 

Positive and negative stress scores were found to be 

unrelated and there were no significant differences between 

males and females. The test-retest correlations for the 

positive change score for the LES were .19 and .53 (E < 

.001). The test-retest correlations for the negative change 

score over the six week period were .56 and .88 (E < .001) . 

Inventory of Small Life Events (ISLE). The measure 

used to assess general small life events was adapted from 

the Inventory of Small Life Events (ISLE) (see Appendix B) 

(Zautra, Guarnaccia, & Dohrenwend, 1986; Zautra, Guarnaccia, 

Reich, & Dohrenwend, 1989). Revision of the ISLE for this 

population consisted of including only frequently occurring 

events using data from Zautra, Guarnaccia, and Carothers 

(1988) and Zautra and Guarnaccia (1988). The inventory was 

further modified for use in this study by elimination of 

items or sections inappropriate for the mothers of the 

chronically ill children. 

Three complete areas were eliminated for this study. 

The School and Crime sections were eliminated due to the 

lack of interest for this study and their probable lack of 

relevance for the parents. The Children section was 
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eliminated since more specific measures concerning this area 

will be used in the study. In addition, the ambiguous and 

desirable events were eliminated since they are not of 

interest for this study. The resulting checklist consists 

of 78 small life events. Areas included for this study are 

Recreations, Religion, Money and Finance, Transportation, 

Household/Residence, Relations with Family, Social Life, 

Love and Marriage, Health and Illness, and Work. 

The events on the original ISLE were rated by 

by college students and life stress experts to determine 

that the items met four criteria (Zautra et al., 1986). 

These were that they had to be distinguishable from major 

events, distinguishable from ongoing activities of daily 

living, observable, and written as either unambiguously 

desirable or undesirable. The raters were asked to rate the 

amount of readjustment required for each event. 

The ratings for major events on the ISLE showed a 

moderately strong correlation (r = .69) with ratings on the 

PERI Major Life Events Scale (Dohrenwend, Krasnoff, 

Askenasy, & Dohrenwend, 1978)." Ratings made by these expert 

and college student raters showed moderate agreement. The 

consistency of the items as desirable or undesirable was 

assured by designating that they had to be rated in the same 

direction by 90% of the raters, rated in the opposite 

direction by less than 10%, and rated as neutral by less 

than 20% of the raters. 
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Parenting Daily Hassles (PDH). This measure consists 

of 15 items that measure typical everyday events in 

parenting (see Appendix C) (Crnic & Greenberg, 1990). For 

each item, mothers rated the frequency of the occurrence on 

a seven-point Likert-type scale, ranging from 0 (did not 

happen) to 6 (happened everyday). The total scale scores 

reflected the mean of the frequency ratings on all 15 items. 

The PDH includes two factors, Parenting Tasks and 

Challenging Behavior. Parenting Tasks focused on items that 

were related to meeting children's needs and parenting 

chores. The Challenging Behavior factor included items 

related to how oppositional children are (with regard to 

behavior) to the parents. These factors accounted for 86% 

of the variance in the measure for the original sample 

(Crnic & Greenberg, 1990) . 

Upon examination of the items, it was decided that the 

Challenging Behavior Scale was not necessarily useful for 

this population of medically compromised/handicapped 

children because of the extreme level of disability of most 

of the sample. This subscale contained items pertaining to 

the children demanding to be entertained, interrupting adult 

conversations, nagging or whining, and struggling over 

bedtime. This scale was deleted from the study since many 

of these children were so severely compromised that these 

events would be unlikely to occur. 
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The PDH subscale containing the items on parenting 

tasks was judged to be acceptable for use with this 

population with the exception of item 3. Alpha internal 

consistency scores revealed that dropping this item would 

raise the reliability score of the subscale up to .87 from 

.81. This item refers to the children's arguments with 

their siblings requiring a referee. Some of these families 

had only children and many of the children with chronic 

conditions were so medically compromised that they were 

unable to argue with their siblings. Item 3 was thus 

deleted from the analysis. 

Parenting Stress Index (PSI). The Parenting Stress 

Index (Abidin, 1986) is a self-report measure assessing the 

magnitude of stress in the parent-child system. This index, 

a 101-item questionnaire with most items responded to on a 

7-point Likert type scale, consists of two domains: the 

Parenting Domain (composed of seven subscales that measure 

Parent Attachment to the child, Sense of Competence in the 

parenting role, Parental Depression, Parent Health, Social 

Isolation, Restrictions in Role, and Relations with Spouse) 

and the Child Domain (composed of six subscales that measure 

the Child's Demandingness, Distractibility, Mood, Degree of 

Reinforcement to the parent, Acceptability, and 

Adaptability). A Total stress score is obtained by adding 

the scores of the Parent and Child Domains. 
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The mothers rated items on a scale of 1 (strongly 

agree) to 7 (strongly disagree) for each question. Higher 

scores on the subscales and the domain scores indicate 

greater child-related or parenting stress. For this study, 

the 19 items measuring life stressors were eliminated since 

the life events were measured by the LES and the ISLE. 

Twelve items of the scale that were scored, in multiple 

choice format were also deleted for ease in administration. 

Alpha reliability for a sample of 534 parents on the Child 

Domain was .89 and on the Parents Domain was .93 (Abidin, 

1986) . 

Hopkins Symptom Checklist (HSCL). The HSCL is a 58-

item self-report symptom inventory designed to reflect 

psychiatric symptoms patterns of non-patient, psychiatric 

and medical patients (see Appendix D) (Derogatis, Lipman, 

Rickels, Uhlenhuth, & Covi, 1974). This measure consists of 

9 dimensions that include: Somatization, Obsessive-

Compulsive, Interpersonal Sensitivity, Depression, Anxiety, 

Hostility, Phobic Anxiety, Paranoid Ideation, and 

Psychoticism. This instrument has been shown to have high 

reliability with all the subscales having internal 

consistency scores from .84 to .87 (Derogatis et al.). This 

measure has also been shown to be sensitive to low levels of 

distress in the general population (Uhlenhuth, Lipman, 

Baiter, & Stern, 1974). The overall score was used as the 
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dependent measure in the present study since it gave the 

most complete picture of health symptomatology. 

Subjects were asked to report symptoms that have 

occurred in the past month. Items are rated on a 4-point 

Likert-type scale of distress ranging from not-at-all (1) to 

extremely (4). 

Social Support Questionnaire (SS06). The Social 

Support Questionnaire is a 6-item measure of perceived 

social support (see Appendix E) (Sarason, Sarason, Shearin, 

& Pierce, 1987). Each item has two parts. The first part 

of the item assesses the number of available others the 

individual feels he or she can turn to in times of need in 

each of a variety of situations. The second part of each 

item measures the individual's degree of satisfaction with 

the perceived support available in that particular 

situation. Satisfaction ratings are made on a 6-point 

Likert-type scale from Very Satisfied (1) to Very 

Dissatisfied (6). This scale was recoded during data 

analysis to reflect higher levels of satisfaction as a 

higher number. 

The two parts of each item comprise two subscales 

respectively. These include the Number items and 

Satisfaction items. Alpha internal consistency for a 

college population for the SSQ6 ranged from .90 for the 

Number items to .93 for the Satisfaction items. Scores on 

the Number and Satisfaction scales have been found to be 
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negatively related to anxiety and depression (Sarason et 

al. , 1987). In addition, when scoring the items, it was 

noted whether one of the persons listed for support was the 

spouse/partner. 

Other Social Support Questions. Three questions 

regarding social support related to the children's chronic 

medical condition were also assessed. These included 

questions about the number of other people who provided care 

for the children's medical conditions, how much care, and 

the duties they performed. In addition, there were four 

questions about the amount of support and satisfaction the 

mothers reported they obtained from their spouse/partners 

(See Appendix F). These seven questions were used in 

addition to the SSQ6 to determine the effect of social 

support on mothers' symptomatology. 

Rosenberg Self-Esteem Scale. The Rosenberg Self-esteem 

Scale is a 10-item Guttman scale designed to assess global 

self-esteem (see Appendix G) (Rosenberg, 1979). This 

measure included dimensions of self-esteem based on self-

attributions, social comparisons, and reflected appraisals. 

Subjects select their degree of agreement with 10 

statements, using the following response choice: Strongly 

Agree, Agree, Disagree, Strongly Disagree. Scores are 

derived by taking a mean of the items, with higher scores 

reflecting lower self-esteem. Test-retest reliabilities 
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have been found to .85 to .88 with a variety of samples 

(Rosenberg, 1979). 

Parent Sense of Competence Scale. This study included 

a scale developed by Gibaud-Wallston and Wandersman (1978) 

to measure parenting self-esteem (see Appendix H). This is 

a 17-item scale that measures self-esteem in the parenting 

situation. Each item was rated on a 7-poi.nt Likert-type 

scale ranging from 1 (Strongly agree) to 7 (Strongly 

disagree). 

There were two subscales within the 17 items. The 

first was Skill/Knowledge and assesses parents' perceptions 

of the degree to which they have acquired the skill and 

understanding to be good parents. The second subscale is 

Valuing/Comfort and assesses the degree to which the parents 

value parenthood and are comfortable with the role. The 

combined score provides an overall appraisal by the person 

of his or her own functioning as a parent and was used in 

this study. Alpha coefficients for the original sample were 

.82 for Skill/Knowledge, .70 for Valuing/Comfort, and .83 

for the total score (Gibaud-Wallston & Wandersman, 1978). 

Demographic information. Relevant demographic 

information was obtained using a questionnaire developed for 

this study. Prior research was used to determine which 

information would be relevant to the study. A questionnaire 

was developed to acquire the relevant demographic 

information regarding the mothers' and spouse/partners' 
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ages, education, employment, income, marital status, and 

number and ages of all children (See Appendix I). 

This demographic information was used to calculate the 

families' socioeconomic status (SES) using the Four Factor 

Index devised by Hollingshead (Hollingshead, 1975). The 

equation used to compute the SES contained the mothers' 

education and occupation and the spouse/partners' education 

and occupation multiplied by weightings. If a family was 

headed by the mother only, the mother's education and 

occupation was used to calculate the Hollingshead rating for 

the family. 

In addition, information pertaining to the children's 

genders, ages, diagnoses, length of time since the 

diagnosis, and number of chronically or medically ill 

children in each family was obtained (see Appendix J). This 

information was acquired with questions developed using 

prior medical/nursing knowledge and experience as well as 

research discussed above indicating which occurrences 

associated with chronic medical conditions were stressful to 

parents. Diagnoses were categorized into Stable, 

Potentially Progressive or Degenerative Conditions, and 

Progressive and Degenerative Conditions after a consult with 

a pediatrician experienced in working with children with 

chronic medical condition. 

Severity scale. Information pertaining to the 

children's chronic conditions was obtained by combining 10 
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questions on the medical demographics section. This 

Severity Scale was developed for this research using prior 

medical/nursing knowledge and experience and prior research 

(see Appendix K). These questions asked for mothers' 

ratings of severity of the children's cognitive and physical 

impairments, the severity of the children's conditions 

compared to children with the same chronic condition or 

handicap, and the severity compared to average children. 

These questions also asked mothers to report doctors' 

ratings of severity of the conditions compared to average 

and same diagnosis children. Also contained in this measure 

were items pertaining to the future and prognosis for the 

children, whether the activity level of the children was 

affected by the chronic conditions, and whether the 

financial costs associated with the children's chronic 

conditions were restrictive to the families. 

Procedures 

Appropriate steps were taken to assure the 

confidentiality of the information pertaining to the mothers 

and their families. University of North Texas and American 

Psychological Association guidelines for human subjects were 

followed. Approval was obtained from the University of 

North Texas Committee for the Protection of Human Subjects. 

Approval was also obtained from the board of the All Our 

Children organization and the principal of the school where 

data was collected. 
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All Our Children is a non-profit, self-help 

organization of parents in the Dallas-Fort; Worth Metroplex 

area with chronically ill, medically fragile, handicapped, 

or children needing specialized care. These conditions run 

the gamut of mild conditions to severe or multiple handicaps 

that require special care. This group provides parental 

self-help support, community service referrals, education, 

and respite care. There are approximately 500 families 

registered with the organization. These families have 

children with chronic health conditions ranging from mild, 

needing only minor accommodations to daily life, to severe 

conditions, requiring complete re-structuring of daily 

activities for the child and primary caretaker. This 

organization accepts self-referrals or referrals from 

physicians, nurses, parents of other chronically ill 

children, social workers, or schools. AOC has contacts with 

other similar organizations and respite programs with whom 

they share services and activities. These other 

organizations also include families with children with 

chronic medical conditions as well. 

Questionnaires were distributed to the mothers 

registered with AOC at the annual family picnic. The 

questionnaires were also distributed at a school that many 

disabled children attend and at various respite programs in 

the Dallas-Fort Worth area. Approximately 400 packets were 

distributed and 142 of them were returned completed. Of the 
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142 returned, two of them pertained to children who were 

deceased and two of them had about half of the items left 

blank. These four questionnaires were not included in the 

data analysis. 

The packet distributed included an introductory letter 

describing the research. An informed consent was also 

included in the packet that gave permission for their data 

to be used anonymously in the study (see Appendix L). For 

those participants asked to take part in the study at the 

school, the hospital, and respite programs, a doctoral 

psychology student approached the mother at the respective 

program site and asked for their participation. All 

participants were provided a self-addressed, return mail 

envelope to facilitate return of the material to the 

University of North Texas. 

Each participant was assigned a number and no 

identifying information was used to insure anonymity. The 

participants were allowed to identify themselves if they 

wished to participate in possible follow-up studies. 



CHAPTER III 

RESULTS 

Preliminary Analysis 

Data analysis began with an examination of the 

distributional characteristics. Results of the evaluation 

of assumptions of normality and linearity were satisfactory. 

Alpha reliability internal consistency scores were 

calculated on the scales where relevant and are reported in 

Table 9 along with Pearson intercorrelations among these 

scales. Alpha internal consistency scores were close enough 

to those reported in the literature that these scales were 

judged to be reliable for use with this sample. 

Correlational analysis was done to examine 

relationships between the a priori independent variables and 

the dependent variable, psychological symptoms. The number 

of years married, hours per week of mother's employment, 

number of children in the family, age of the ill children, 

length of time since diagnosis, amount of time the mother • 

spends in daily caretaking activities, behavioral 

difficulties of the child, and number of exacerbations of 

the medical condition were not significantly related to the 

dependent variable. As a result, these variables were not 

included in the multiple regression analysis. Table 10 
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provides the correlations between the HSCL total score and 

these excluded variables. 

In addition, family income was so highly correlated 

with the family's Hollingshead SES rating (r = .68) that 

income was excluded from further analysis. Since education 

and occupation of the mothers and their spouse/partners are 

both used to calculate each family's Hollingshead SES 

rating, education and occupation were also excluded from the 

regression equation. The number of people and organizations 

providing social support to the mothers was also excluded 

from data analysis due to its high correlation with 

satisfaction with social support (r = .54). Prior research 

has shown that satisfaction with social support was one of 

the salient factors in the mediation between stress and 

symptomatology. Thus, satisfaction with social support was 

chosen over amount of social support for use in the data 

analysis. 

Independent variables included in the regression 

equation were found to have zero order intercorrelations low 

enough to be used in the multiple regression analysis 

without causing multicolinearity problems. Table 9 provides 

the correlations of the selected independent variables and 

the dependent variable. Table 11 contains the means and 

standard deviations for the variables chosen for the 

regression analysis. 
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Regression Analysis 

A hierarchical multiple regression was performed using 

the SPSS multiple regression procedure. This analysis 

allowed the forced entry of each group of independent 

variables at the theoretically appropriate stage of the 

equation to determine the best predictors of maternal 

health/psychological symptomatology from the groups of 

independent variables. These variables and order of entry 

was selected a priori using past research. 

Independent variables used in the regression analysis 

included: severity and chronicity of the children's medical 

conditions, the mothers' perceived parenting stress, 

demographic information regarding the mothers' ages and 

Hollingshead SES ratings of the families, satisfaction with 

social support including spousal support, parent sense of 

competence, major and minor life events, and parenting 

hassles. The outcome measure judged to be the best 

indicator of maternal psychological symptomatology was the 

HSCL overall score. This score was used as the dependent 

variable. 

Original hierarchical regression analysis. The first 

step included those predictors that were most easily and 

objectively measured with the least error. The mothers' 

ages and Hollingshead rating of the socioeconomic status of 

the families were entered on this step. These demographic 

variables have been shown in the literature to be predictive 



57 

of mothers' symptomatology. As shown in Table 12, the 

mothers' ages was the variable found to be the best 

predictor of mothers' symptomatology. The Hollingshead Four 

Factor Index (SES) rating was not a significant predictor of 

symptomatology for this population. This lack of 

significance of SES was likely due to multicolinearity with 

mothers' ages. 

Step 2 included the forced entry of the environmental 

characteristics. These characteristics included major and 

minor life events, parenting daily hassles, and satisfaction 

with social support obtained from others and the 

spouse/partners. These variables have also been shown in 

past research to be predictive of mothers' symptomatology. 

These life events and satisfaction with social support were 

entered next in the equation since they were expected to 

account for a large portion of the additional variance and 

next to age and SES are likely the most objective and easily 

measured of the constructs hypothesized to impact mothers' 

psychological symptomatology. 

After this step, significant predictors of mother's 

symptomatology were mothers' ages, major life events, minor 

life events, and social support satisfaction. Table 12 

provides values obtained after this step of the equation. 

The Parenting Daily Hassles Scale measuring hassles 

associated with parenting tasks was not significant. 
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Step 3 of the regression equation contained the entry 

of the Rosenberg Self-esteem measure, the PSOC total score, 

and the PSI total score. These variables measuring parental 

characteristics were chosen to be entered next in the 

regression equation based on prior research. It was 

expected that these variables would account for more 

variance than the characteristics of the child's chronic 

medical condition. All three variables treasuring 

characteristics attributable to the mothers were found to be 

significant predictors of mother's symptomatology after 

entry at Step 3 and there was a trend toward significance 

for the PSOC and the PSI after the final step of the 

equation. The Rosenberg self-esteem measure accounted for 

most of the variance after entry into the equation. These 

values are provided in Table 12. 

Step 4 was the forced entry of the severity and 

chronicity of the children's chronic conditions. This 

construct was measured using the scale derived from this 

research called the Severity Scale. This variable was 

entered last in the equation since it was expected to 

account for the least amount of variance in the prediction 

of mothers' psychological symptoms. After this step, the 

severity of the children's chronic medical condition was a 

significant predictor of maternal symptomatology. Other 

child characteristics such as acceptability of the children, 

adaptability of the children, and demandingness of the 
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children were measured by the PSI and were entered on Step 3 

of the regression equation in the PSI total score as part of 

the mothers' perceived level of parenting stress. At the 

end of Step 4 of the regression equation, 68% of the 

variance in the HSCL was accounted for by all the variables 

entered into the equation. 

The results of the data analysis supported the 

prediction that there was a significant positive 

relationship between maternal symptoms/distress and 

characteristics of the children's chronic condition, and 

major and minor life events. The PSI showed a trend toward 

significance for prediction of mothers' symptoms. The 

findings of the multiple regression analysis supported the 

hypothesis that there was a significant negative 

relationship between maternal symptoms and social support 

and parental self-esteem. In addition, there was a trend 

toward significance with parental sense of competence. The 

results of the regression do not support the hypothesis that 

there is a negative relationship between family SES and 

parenting daily hassles and symptoms. These two variables 

were not significant predictors of maternal symptomatology 

for this population. 

Hierarchical regression analysis with PSI divided into 

two domains. The hierarchical regression analysis was also 

done after splitting the PSI scores into the Child and 

Parent Domains. This was done to determine if the parenting 
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stress attributed to the characteristics of the parent or 

the child was a better predictor of the mother's 

psychological symptoms. In this regression run, the Parent 

Domain was entered on the third step of the equation along 

with the parent characteristics of self-esteem and sense of 

competence. The Child Domain subscale of the PSI was 

entered on the last step of the regression equation with the 

severity of the child's chronic condition. In this 

regression analysis, as reported in Table 13, the Parent 

Domain scale of the PSI remained a significant predictor of 

maternal distress at the final step of the equation but the 

Child Domain did not remain significant. In this regression 

run, the PDH scale and satisfaction with social support were 

also not significant. 

Further examination of the PSI revealed that there were 

2 subscales belonging to the Child Domain that were not 

significantly correlated with the HSCL total score outcome 

measure. These scales were the Child Distractibility (r = 

.05) and Child Demandingness (r = .06). All other subscales 

of both the Parent and Child Domains were significantly 

correlated with the HSCL total score. The hierarchical 

regression analysis was repeated with the PSI divided into 

the Parent Domain and Child Domain but with the Child 

Distractibility and Child Demandingness subscales removed. 

In this regression run, the modified Child Domain remained 

non-significant. In addition, parenting daily hassles and 
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satisfaction with social support were nonsignificant. The 

total regression equation and associated values are reported 

in Table 14. 

Additional regression analyses. Other regression 

analyses were done using forward, backward, forward 

stepwise, and backward stepwise to check results. In these 

analyses, the £ to enter was left at the default setting of 

.05. Upon examination of the results of these additional 

regressions, it was determined that the Rosenberg self-

esteem score was always entered first and was highly 

correlated with the mother's symptomatology (r = .72). 

Since the possibility of confound between this global self-

esteem independent variable and the dependent symptomatology 

measure was so high, the hierarchical regression was rerun 

without the Rosenberg Self-esteem measure on Step 3 of the 

equation. The results are reported in Table 15 and are 

similar to the results of the original hierarchical 

regression. The only exception was that in this regression 

analysis without the Rosenberg self-esteem measure, the PSOC 

scale score was not significant after its entry or after the 

final step of the equation. The PDH scale score and the SES 

rating scores remained nonsignificant after entry into the 

equation and after the final step of the regression. 

A forward regression was run without the Rosenberg 

self-esteem measure to determine how the order of entry of 

the variables into the equation changed. Table 16 provides 
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the order of entry and values of the variables on this 

regression. In this forward regression analysis, with the p, 

to enter left at the default setting, the PSI total score 

was entered on the second step of the equation after major 

life events. Since the PSI total score contained scales 

measuring constructs similar to those measured by the HSCL 

Total score and the PSOC scale, there was a possibility of 

further confound. 

The regression analysis was repeated without the 

Rosenberg Self-esteem measure after deleting the PSI 

Depression, Health, and Sense of Competence subscales in 

succession without replacement. The results of these 

regression runs were similar to the hierarchical regression 

run after removing the Rosenberg. The PSOC, PDH, and SES 

rating scores remained non-significant. Table 17 provides 

values on the total hierarchical regression with the 

Rosenberg Self-esteem measure and the PSI Health subscale 

omitted. Table 18 shows the total equation with the 

Rosenberg Self-esteem scale score, the PSI Health, and the 

PSI Depression subscales removed. Table 19 furnishes the 

total equation with the Rosenberg Self-esteem measure, and 

the PSI Health, Depression, and Sense of Competence 

subscales deleted. 



CHAPTER IV 

DISCUSSION 

This study examined the maternal stress of mothers with 

chronically ill or disabled children. The goal was to 

determine the best predictors of mothers' psychological 

symptomatology. The stress perceived by mothers was 

examined using a general stress and coping model (Folkman 

and Lazarus, 1976) with inclusion of stressors specific to 

parenting. These general life events were incorporated into 

a model of parenting stress and symptomatology developed by 

Mash and Johnston (1990) and further developed by Vitanza 

and Guarnaccia (1994, work in progress). Measures used 

incorporated general major and minor life events, 

demographic variables, and a global self-esteem measure, as 

well as the parenting specific events of the PSI, the 

Parenting Sense of Competence Scale, and the Parenting Daily 

Hassles Scale. Overall, the results of the data analysis 

provide confirmation that this stress and coping model is 

predictive of psychological symptoms for this population. 

Each of the areas: environmental, parental, and child 

characteristics; contributed in the equation of prediction. 

Overview of Results and Implications 

Correlational analysis showed that some of the 

variables theoretically hypothesized to be significant 
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predictors from the environmental and child domains of the 

model were not correlated with the dependent variable. 

Thus, these variables were excluded from further data 

analysis. The excluded variables from the environmental 

domain were: the number of children in the family, the 

number of chronically ill children, the number of others 

providing care for the children, age of the children, hours 

per week worked by the mothers, and years married. Excluded 

variables from the child characteristics domain included: 

age of children, amount of time the mothers spend in caring 

for their chronically ill children, length of time since 

diagnosis, exacerbations of the chronic conditions, and 

behavioral difficulties of the children. 

A restriction of range effect may explain the lack of 

relationship between some of these independent variables 

with the dependent variable. For instance, when examining 

the distributional characteristics of the number of children 

and number of sick children, there is little variability. 

This lack of variability limits the relationship between the 

independent variables and the HSCL total score outcome 

measure. 

Previous research has shown that it is the daily 

hassles that cause much of parents' distress, especially in 

the form of challenging behavior from their children 

(Friedrich, 1979; Friedrich, Wilturner, & Cohen, 1975; Tew & 

Laurence, 1975). For this population, the Challenging 
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Behavior subscale of the PDH was judged not to be relevant 

due to the severity of the children's medical conditions and 

was excluded from the analysis. Also, the mean and standard 

deviation of the subscale were low. The items on the 

subscale included such occurrences as the children nagging, 

whining, resisting bedtime, or interrupting adult 

conversations. This subscale was deleted from the study 

since many of these children were so severely compromised 

that these events would be unlikely to occur. 

The results of the regression also indicate that the 

Parenting Tasks subscale of the PDH was not a significant 

predictor of maternal psychological symptoms. The findings 

of the current study may indicate that this study population 

does not experience or does not recognize a significant 

amount of stress from the everyday hassles of parenting. It 

could be that these mothers interpreted the events described 

on the scales as normal or average and would have welcomed 

them had they occurred in relation to their severely ill 

children. The mothers may actually perceive events relating 

to their chronically ill/handicapped child differently from 

the events related to caring for their other normal/average 

children. This finding could also suggest that the mothers 

have relinquished some of the care of their chronically ill 

child to medical personnel or other caregivers. The results 

of this study are contrary to what Weinberg and Richardson 

(1981) found in their study of parents' difficulties with 
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daily events. They found that it is the daily hassles 

associated with parenting that cause a great deal of 

parent's psychological distress. 

Satisfaction with social support was a significant 

predictor of maternal symptomatology for this population. 

This finding agrees with research by Frey, Fewell, and 

Vadasy, (1989) and Friedrich (1979), who found that high 

levels of satisfaction with social support blunted the 

negative effects of events that are exceedingly taxing or 

unexpected. 

Research has shown that mothers obtain a great amount 

of stress buffering from their social support system, 

especially other mothers (Crnic & Greenberg, 1990). The 

group of mothers in this study have the support of other 

mothers who have children similarly affected. There may be 

a sense of kinship among these mothers of chronically ill 

children. There may be a feeling that only other mothers of 

special needs children can understand how they feel and know 

what they go through on a daily basis. These feelings of 

acceptance and understanding and sharing the burden of 

raising chronically ill children may be the key factor in 

how well the mothers fare healthwise. It may be that these 

mothers get a tremendous amount of their social support from 

belonging to a self-help group such as the one where most of 

the mothers were recruited. 
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Results showed that the correlation between the Child 

Domain and HSCL symptomatology was lower (r = .27, 2 < .05) 

than that of the Parent Domain and HSCL symptomatology (r = 

.54, ̂  < .05). In addition, the Child Distractibility and 

Child Demandingness subscales of the PSI were not correlated 

with symptomatology. The Child Domain of the PSI was not 

shown to be a significant predictor of maternal 

symptomatology both with the Child Distractibility and Child 

Demandingness subscales included and deleted from regression 

analysis. However, the PSI Parent Domain remained 

significant throughout the analyses, even when the 

Depression, Sense of Competence, and Health subscales were 

removed from the Parent Domain score in an attempt to reduce 

confound with the dependent variable, the HSCL total score. 

These findings suggest that the stress and resulting 

symptomatology of these mothers is not in relation to their 

children's characteristics but in relation to their own. 

Abidin (1986) pointed out that in the Parent Domain, the 

main subtest scores that contribute to this Domain score are 

the Depression and Sense of Competence scales. High scores 

on the Parent Domain are associated with feelings of being 

overwhelmed and feeling inadequate to meet the tasks of 

parenting. These mothers may feel that they are unable to 

deal effectively with the stressful aspects of raising their 

handicapped children. 
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The mothers' cognitive appraisal may be the key factor 

in how they attribute the cause for their resulting 

stress/distress and should be examined in the future. 

Rather than attributing the elevated levels of life stress 

and resulting distress to the objective demandds of the care 

they provide, these mothers may engage in self-blame. These 

feelings of self-blame cause the mothers to place the 

responsibility for the distress they experience on 

themselves. Thus, the mothers attribute the stress/distress 

to personal inadequacies rather than the demanding care 

required by their chronically ill children. 

Also a point made by Abidin (1986) is that the 

Depression subscale of the PSI is formulated to recognize 

clinical depression. However, this subscale also contains 

items that relate to unhappiness and guilt. These mother's 

answers could be confounded with guilt, self-blame, or 

unhappiness with their life situation of parenting 

chronically ill children. Many of these mothers gave 

subjective, informal, qualitative, verbal feedback of their 

feelings of guilt in association with their ill or 

handicapped child. This feeling of guilt or responsibility 

may prevent the mothers from interpreting the daily hassles 

of parenting and events of caring for their medically 

compromised children as negative. The scales on the PSI may 

actually be picking up these feelings of guilt, self-blame, 

and being overwhelmed rather than depression or parenting 
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stress. An attempt to control for this occurrence in this 

study was to run the regression analysis without the scales 

on the PSI thought to be confounded with the psychological 

symptomatology. Even with these potentially confounding 

scales removed, the Parent Domain remained a significant 

predictor of mothers' symptomatology but the Child Domain 

was not significant. 

The major (LES) and minor (ISLE) general life events 

measures remained significant throughout all regression 

analyses both with the Rosenberg scale either included or 

excluded from the analysis and with the steps of the 

equation changed around. Though beta weights are unstable 

and change with each set of variables, the beta weights of 

the LES and ISLE in the regression equation indicate that 

general life events are very important in the prediction of 

mothers' symptoms. In addition, life events accounted for a 

large portion of the variance. This study's expected 

finding that life stressors are related to the development 

of mental health symptoms agrees with past research 

supporting the relationship between life stress and 

psychological symptoms. 

The birth of children causes adjustments in mothers' 

lives but the birth of chronically medically ill children 

cause more changes than normal (e.g., major changes in 

social activities, recreation, or economic conditions). 

This present research shows that even in the face of an 
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everyday, chronic stressor (i.e., the children's illnesses) 

the mothers' mental health and resulting symptomatology is 

negatively affected by general major and minor life events 

unrelated to their children's disorders. These findings 

also imply that these mothers are not bothered by the 

chronic stressors associated with their children's illness. 

It is not unusual that these mothers would find 

negative general life events stressful but it is somewhat 

surprising that they do not seem to be bothered by the 

chronic daily events of raising their handicapped/ill 

children. These mothers may have, in fact, habituated to 

the daily occurrences related to caring for their medically 

fragile or handicapped children. This finding could also 

suggest that these mothers have adequate coping skills in 

dealing with their handicapped children but are lacking in 

general coping skills. The mothers may be so consumed and 

taxed in trying to find coping skills to deal with the 

everyday events of raising handicapped children that they 

have little time to learn coping strategies and little 

energy for dealing effectively with everyday events. These 

results could also suggest that these mothers have 

relinquished a good part of the care for their chronically 

ill/handicapped child to medical personnel or other 

caretakers such as sitters or schools providing programs for 

disabled children. Other research has suggested that 

mothers of chronically ill children develop lower standards 
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and expectations for their chronically ill children and 

adopt a custodial rather than a parental role as protection 

from disappointment (Shapiro, 1983). 

Results of the regression analysis and correlations 

suggest that younger mothers of chronically ill/disabled 

children have higher levels of symptomatology (r = -.32, p < 

.05). Older mothers are more likely to have had more life 

success experiences and have a stable life pattern. In 

addition, younger mothers are more likely to be lacking in 

general child development knowledge and have a limited range 

of child management skills and experiences with children. 

This along with their lower levels of adaptability, 

maturity, and life success experiences leaves them at higher 

risk for problems. Maturity, life success experiences, and 

stable life pattern may contribute to more adaptability and 

better feelings of self-efficacy in older mothers. These 

factors may serve to increase these older mothers' sense of 

competence and self-esteem, thus reducing psychological 

symptomatology. 

Younger mothers may also be more dynamic, have more 

energy, and want to go out more frequently. If a child is 

handicapped or chronically ill then this may serve to 

restrict the mothers' freedom. The restrictions on the 

mother's social life could be related to the special needs 

of her child, financial restraints caused by the chronic 

condition, and the inability to find good respite care. 
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Restrictions on life style may serve to increase the 

mother's feelings of isolation and depression. 

The correlational analysis also revealed that older 

mothers have a higher SES status (r = .40, jd < .05). 

However, a partial correlation between mothers' ages and 

psychological symptoms controlling for SES reveals that the 

older mothers still report less symptomatology (r = -.30, p, 

< .05). The results of the regression analysis also showed 

that for this population, the family's SES rating was not a 

significant predictor of maternal distress. These results 

do not agree with the past research of Varni and Wallender 

(1988) and Wallender, Varni, Babani, Banis, and Wilcox 

(1988) who found that SES status was a significant buffer 

against parental distress in families with chronically ill 

children. A consideration when interpreting the finding of 

the regression analysis that the families' SES was not 

predictive is the probability of multicolinearity of the 

mothers' ages with SES. There is also the possibility of 

the restriction of range effect since most of the sample 

consisted of middle-class, college-educated, employed 

mothers. 

The correlation between the length of time since 

diagnosis and mothers' symptomatology was not significant 

and, thus, was deleted from further data analysis. This 

finding may have been a result of the restriction of range 

effect since the mean age of the children was 6.79 years and 
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most were diagnosed at birth. The correlation between the 

HSCL total score and time since diagnosis of the children (r 

= -.13, E < .05) was also not significant. This indicates 

that the mothers do not adjust better to the diagnoses with 

time. The nonsignificant correlation between the children's 

ages and severity of illness (r = -.02, £ < .05) shows that 

the more severe children do not die younger. In addition, 

there was a range of severity of conditions within the large 

range of ages of the children. The range of ages for the 

children was from less than one year old to 17 years old. 

As suggested by Holroyd (1974), Holroyd and MacArthur 

(1976), and Wallender, Pitt, and Mellins (1990), the 

severity of the children's chronic conditions was a 

significant predictor of mothers' symptomatology. The 

Severity Scale formulated for this study was important in 

identifying these characteristics of the children's 

conditions as a significant predictor. Items on this scale 

included information about the specific impairments of the 

children and the prognoses and futures of the children. 

The findings of the data analysis suggest that in 

addition to the severity of the children's conditions, 

worries about the children's and families' futures cause the 

mothers concern. Examination of the data reveals that 

concerns about the type of future the children would have if 

they lived, is associated with higher symptomatology but not 

whether the condition is fatal. Correlations between the 
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amount of care necessary for the children's future and the 

HSCL total score were significant (r = .32, p < .05) . 

Childrens' conditions judged as terminal by the 

pediatricians' ratings (r = .06, £ < .05) or the mothers' 

ratings (r = .11, p < .05) were not significantly associated 

with the mothers' symptoms. Mothers of terminally ill 

children may have experienced some relief in the knowledge 

that some day the caregiving responsibilities would end. 

Mothers of children needing long-term custodial care 

realized that for the rest of their lives, they would be 

responsible for arranging for care for their chronically ill 

children, resulting in more distress. 

The correlations between the mothers' ratings of the 

children's severity compared to that of average children and 

the mothers' reports of the doctors' ratings of severity 

compared to average children are high (r = .85, p < -05). 

The mothers' severity ratings compared to same diagnosis 

children is also highly correlated with the mothers' reports 

of the doctors' severity ratings compared to same diagnosis 

children (r = .78, p < .05). Values obtained on t tests, 

however, revealed that these ratings were significantly 

different indicating that the mothers rated their children's 

conditions as more severe than they reported physicians 

rated the conditions. The fact that the doctors' severity 

ratings are also the mothers' reports and there is no 

objective measure of severity still brings the reliability 
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of these ratings into question. The possibility exists that 

these severity ratings may have been influenced by the 

mother's level of psychological symptomatology. However, 

the correlations help provide evidence that the likelihood 

of confound between the mothers' symptoms and their severity 

ratings is small. All of these severity ratings were 

significantly correlated with mothers' symptomatology. 

Further testing of the Severity Scale will be necessary 

before final judgment can be made on its reliability or 

usefulness as a measure of severity. 

For this study, based on current definitions and 

existing measures, the construct of self-esteem was very 

important in the prediction of negative effects of caring 

for chronically ill children. In each regression analysis, 

the Rosenberg self-esteem measure was the variable with the 

highest Beta weight and accounted for a large part of the 

variance of prediction of mothers' symptomatology. This 

finding suggests that increasing the mother's self-esteem 

may significantly reduce her chances for developing health 

symptomatology. This finding is in agreement with the 

results of Frey, Greenberg, and Fewell (1989) who found that 

positive self-appraisal was associated with lower parental 

stress, better adjustment, and less psychological distress. 

Forward and backward regression analyses also provided 

important information. In these runs, the Rosenberg Self-

esteem measure accounted for a large portion of the variance 
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in predicting mother's health symptoms. Due to the 

possibility of confound between the Rosenberg Self-esteem 

measure and the HSCL total score (r = .72, p < .05), the 

hierarchical regression analysis was done without the 

Rosenberg score. In addition, due to possible confound of 

the parental characteristics domain with the HSCL total 

score, the regression was re-run with these variables 

entered on the last step and the child characteristics 

domain on the third step. The results of this regression 

was identical to the original hierarchical regression. 

A point to consider is that the mothers' symptoms may 

be an adaptation to the world in which they live. They 

spend a large part of their time and attention dealing with 

the medical and nursing community to obtain care for their 

handicapped/ill children. Within this medical community, it 

is common practice to discuss symptoms, both physical and 

psychological. The development of mental health symptoms 

might also provide mothers with an outlet for the problems 

they have in caring for children with chronic medical 

conditions. Psychological symptomatology may be more 

acceptable in the medical community than to have problems 

dealing with raising a handicapped child. Medical 

professionals may not be as sympathetic to mothers who have 

problems accepting or caring for their medically compromised 

children. However, health care professionals are taught to 
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listen to, accept, and treat physical and/or psychological 

symptoms. 

Methodological Problems 

Possible confound of the measures is important to 

consider. All of these measures may actually tap into part 

or all of the same constructs. The constructs of self-

esteem, sense of competence, parenting stress, and distress 

are poorly defined, overlap, and are not measured 

objectively, resulting in ambiguity of the instruments used 

to measure them. Also these constructs may affect each 

other and the ability of the mothers to function adequately 

as parents in a circular fashion. Poor health 

psychologically may influence the answer of these mothers on 

almost all of the scales used for measurement. If an 

individual is suffering psychological symptoms their 

perceptions of everyday events may be negatively skewed. 

The possibility exists that the inferred causation may be 

circular or may run in the opposite way than suggested. 

These factors must be considered when examining the results 

of this particular study. 

The use of the PSI in research as a measure of 

parenting stress may need to be re-evaluated or interpreted 

with caution since some of the subscales of the Parent 

Domain are confounded with and/or actually measure 

psychological distress or symptomatology. Part of this 

problem may be due to the ill-defined and overlapping nature 
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of the constructs called stress and distress. These 

concepts are many times referred to as the same and can be 

used as both an independent and a dependent variable, 

resulting in confound in research done in this area. 

In addition, one might question whether relationships 

between life change scores and stress-related dependent 

variables reflect the effects of the stress on individuals 

or reflect the effects of specific variables on the 

reporting of life change. Regarding life stress research in 

general, one might also question whether persons 

experiencing high levels of life stress are actually more 

susceptible to the development of physical and/or 

psychological problems or whether persons who already 

manifest such difficulties are more prone to experience life 

changes. Thus, the directionality of the relationships 

obtained in stress studies is unclear. There are also 

individual differences in the way people respond to or are 

affected by stress. 

In addition to the confound and overlap between stress 

and distress, the same situation exists with the self-

evaluative components of self-esteem and sense of competence 

and psychological symptoms, particularly depression and 

anxiety. One of the cardinal signs of depression for 

cognitive behaviorists is a negative self-evaluation and the 

tendency to see phenomena and experiences as negative and 

even catastrophic (Konstantares & Houmatidis, 1991). The 
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Rosenberg Self-esteem measure and the PSOC Scale contain 

items that could measure psychological symptomatology rather 

than self-esteem. The items on the scales deal with such 

things as: feeling like a failure, taking a positive 

attitude toward one's self, feeling useless, being satisfied 

with one's self, feeling like one is a person of worth, 

feeling no good, and having good qualities. If these 

questions are not measuring depression, the answers are 

likely to be influenced by depression and anxiety, resulting 

in confound. These constructs may affect each other and 

mothers' abilities to parent effectively in a circular 

fashion. Also, in addition to these constructs being viewed 

as predictors, outcomes, and parent characteristics, self-

esteem and sense of competence may also.be considered to be 

coping resources in some literature. Taking this 

information into account, the Rosenberg Self-esteem Scale 

and the PSOC Scale may need to be used and interpreted with 

caution in research. 

Limitations 

Due to the severity of the children's conditions in 

this study, the results may apply only to mothers of 

severely handicapped or medically ill children and may not 

be generalizable to mothers with less disabled children. 

Also, due to the large number of children who have the 

diagnoses of cerebral palsy and mental retardation, it could 

be argued that the results may only be valid for mothers 
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with similarly diagnosed children rather than for the 

variety of diagnoses covered in this study. 

Another limitation is the fact that this group of 

mothers sought out support from organizations such as AOC 

and respite programs and may not be representative of all 

mothers who have chronically ill/handicapped children. They 

may represent a self-selected group of people under the most 

stress who sought help from wherever they could find it. 

The volunteer status of the participants could also alter 

the results. The mothers who volunteered for participation 

in the study may suffer more or less symptomatology than 

those who did not volunteer. 

According to the general literature on stress and 

mental health, the best predictor of adjustment to stress is 

the level of prior adjustment. No knowledge is available on 

levels of symptomatology and parental functioning of these 

mothers prior to the birth of their medically compromised 

children. It would be expected that mothers with lower 

levels of symptomatology before the birth would continue to 

report lower levels of health problems after the birth of 

their special needs children. This limitation provides 

questions in interpreting the results of this study. The 

assumption that all the health/psychological symptoms 

appeared or worsened after the birth of their chronically 

ill children cannot be made in view of this lack of 

information. 
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No good measure of severity of illness or condition 

was found in the literature. Thus, the Severity Scale used 

in this study was formulated specifically for this purpose. 

The items on this scale were chosen and developed using 

prior research and medical/nursing knowledge after 

identifying factors shown to be influential in the 

development of distress in mothers of chronically ill 

children. However, the subjective nature of the severity 

ratings brings into question the reliability of these 

scores. These ratings require a judgment by the individual 

to quantify the severity of the chronic condition. This 

method of data collection has been show to be more fallible 

than other methods. In future research, more objective 

measures such as doctors ratings of severity may need to be 

included. 

The finding that SES status as calculated using the 

Hollingshead Four Factor Formula was not significant needs 

to be interpreted with caution. The mothers and families of 

this group are very highly educated and more than half of 

them were employed, possibly resulting in a restriction of 

range. Also, with their education and resulting employment, 

many of these families may have insurance coverage for the 

chronically ill child. This may reduce the financial burden 

on the families and may provide additional explanation as to 

why the SES was not predictive of symptomatology. 
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A limitation in the interpretation of the significance 

of satisfaction with social support in this study is that 

the social support was not divided into emotional and 

instrumental support. These are two different types of 

support and may call for different types of interventions on 

the part of others. They may also result in different 

levels of satisfaction. Satisfaction levels of social 

support with friends, family, and organizations may also 

differ from the social support satisfaction of 

spouse/partners. 

The exclusion of the fathers of the chronically ill 

children and the spouses/partners of the mothers could be 

considered a limitation. It should be remembered that many 

fathers are involved with their chronically ill children. 

The way fathers take part in the care of the children may be 

different than that of mothers but their participation in 

the rearing of their chronically ill children is important 

all the same. The inclusions of fathers in studies such as 

this one may help provide important information: on the 

level of fathers' participation in the care of their 

chronically ill children, bring to light any differences in 

the way fathers react and adjust to chronically ill 

children, and give clues as to how the mothers' and fathers' 

adjustments affect each other and their families. 

Suggestions for Helping Professionals 



83 

Mothers at greatest risk for development of 

psychological symptomatology include those mothers who: are 

young, have a child with a severe handicap or condition, 

have low self-esteem or sense of competence, have the 

occurrence of a large number of major and minor life events, 

have low satisfaction with their social support, experience 

a large amount of perceived parental stress, and have low 

SES resources. It is important that for health care and 

family life professionals be able to recognize mothers at 

greatest risk for development of symptomatology so that 

early intervention may be possible. 

The results of this study showed that social support 

satisfaction was significantly linked to mothers' distress 

levels. To help increase the mothers' sense of social 

support, helping professionals need to form an alliance with 

one another. This team approach should include medical, 

nursing, psychological, and social work personnel, child 

life specialists, and other professionals. It is important 

that each member of the treatment team for the child have a 

clear understanding of the childrens' medical conditions and 

the impact on family members. Goals for physical, medical, 

and psychosocial status should be outlined and shared 

truthfully with family members. During implementation of 

the treatment plans, each part of the team will need to 

support the others as well as the family members. In 

addition, education of the mothers about the various aspects 



84 

of their childrens' medical conditions and treatments should 

be done to help increase the mothers' feelings of self-

efficacy and competence in caring for their children. 

Effective family functioning and illness management is 

of the utmost importance in the successful adaptation to 

chronic illness of each family member. The family has the 

responsibility for mediating stress for its members 

(Shapiro, 1983). Thus, family functioning can affect the 

individual's responses and outcomes due to stress. Treating 

families as a whole as well as each member individually as 

necessary will allow the families and the children to 

acknowledge and accept the children's illnesses, treatments, 

and prognoses, help the families to carry out illness 

management tasks successfully, and assist the family members 

in developing healthy, supportive relationships. These 

satisfying relationships will, in turn, help prevent or 

mediate the development of psychological symptomatology. 

Based on the results of this study, increasing the 

mothers' satisfaction with their social support system would 

help reduce the negative effects of having chronically ill 

children. People's appraisal of and satisfaction with the 

support that might be available to them may be more 

important than their actual interpersonal contacts (Sarason, 

Sarason, Shearin, & Pierce, 1987). In the area of 

satisfaction with social support, helping professionals 

could assist the mothers in identifying their expectations 
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for social support so that these specific needs could be 

addressed. If the mothers' specific expectations for social 

support are met, this might serve to increase their levels 

of satisfaction. 

Group support may be one of the most important factors 

in reducing mothers' symptomatology. Werth and Oseroff 

(1987) report that parents often reveal in group situations 

what they find more difficult to say during one-on-one 

discussions. These groups, in the form of parent groups, 

group counseling or therapy, family networks, or family 

centered therapy, gives the participants the opportunity to 

share experiences and give mutual help, support, and 

feedback. The group approach often helps parents realize 

what they can do to help their child reach reasonable goals. 

Professionals may be able to assist in developing more 

groups for parents of chronically medically ill children. 

Mothers of chronically ill/handicapped children may 

need encouragement to find other social support than that 

associated with the care of their medically compromised 

child. Between doctor visits, caring for the child, 

coordinating care for the child, working, and taking care of 

everyday life events, these mothers may find that they are 

limited to only that social support in relation to the 

raising of the handicapped child. They may have no social 

support or social outlets in relation to everyday life 

events. The helping professional may need to encourage 
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these mothers to develop other friendships and acquaintances 

to help them in dealing with the stresses associated with 

general life events. 

In addition, helping these mothers come to terms with 

and deal with their feelings of guilt and self-blame may be 

a key factor in how well these mothers adjust to the demands 

of raising their handicapped children. These feelings of 

self-blame and guilt may be the core of the mothers' 

psychological symptoms, particularly the depression and 

anxiety they experience. Counseling methods, group support, 

or educational training may be helpful to these mothers to 

assist in increasing self-esteem, normalizing their 

feelings, and reducing feelings of self-blame, guilt, and 

depression. 

Self-esteem was one of the best predictors of the 

development of symptomatology. Higher self-esteem is 

associated with higher feelings of self-efficacy and fewer 

feelings of depression and/or anxiety. The mothers' 

feelings of having adequate resources to deal with all 

aspects of raising children with medical/handicapping 

conditions will allow them to function more adequately and 

efficiently in their role of caretakers. Counseling methods 

or educational training may be helpful to these mothers to 

assist in increasing self-esteem and reducing depression. 

These mothers appear to have fairly adequate methods of 

dealing with the raising of their medically compromised 
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children. However, based on the results of the study 

showing that life events are significant predictors of 

psychological symptoms, these mothers may be lacking in the 

area of overall coping strategies. They may benefit from 

the teaching of coping skills useful in areas other than 

dealing with their handicapped/chronically ill children. 

The learning of these new coping skills would not only 

assist the mothers in successfully adapting to everyday life 

events but also increase their self-esteem and feelings of 

competency. 

The development of support groups and the use of 

emotional resources may not be enough to relieve some of the 

mothers' burden if instrumental support is lacking. Helping 

professionals could be instrumental in helping society as a 

whole be more aware of and sensitive to the increasing 

numbers of families with chronically ill children and their 

needs. Altruistic groups and society as a whole need to be 

encouraged to develop more in-home interventions, day 

placement opportunities, respite care programs, and 

residential type facilities for these children. These 

interventions would allow mothers to lead more normal lives 

with respect to employment, social activities, and leisure 

time without worrying about their chronically ill children. 

These options for care for chronically ill children would 

also help reduce the mothers' concerns about the future. 

The resulting reduction in burden may help to decrease the 
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chances of the mothers developing psychological 

symptomatology. 

Conclusions 

Awareness of the mothers of chronically medically 

compromised children at greatest risk for developing 

psychological symptomatology may allow professionals to 

intervene early enough to prevent the negative 

psychological, physical, and emotional effects of raising 

handicapped children. Effective interventions could serve 

to reduce the amount of symptomatology for the mothers. The 

wellness of the mothers, in turn, will allow them to be more 

effective in providing and arranging for care to keep their 

children in the best health possible. 
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Check by each event that has happened to vou in the past ONE 
YEAR. 

Marriage 
Detention in jail or comparable institution 
Major change in sleeping (much more or much less 

sleep) 

Death of a close family member: 
spouse/partner 
mother 
father 
brother 
sister 
grandmother 
grandfather 
other family member 
(whom) 
Major change in eating habits (much more or much less 
food intake) 
Foreclosure on mortgage or loan 
Death of a close friend 
Minor law violations (traffic tickets, disturbing the 
peace, etc.) 
Pregnancy 
Changed work situation (different work responsibility, 
major change in working conditions, working hours, 
etc.) 
New job 

Serious illness or serious injury of close family member: 
spouse/partner 
child 
mother 
father 
brother 
sister 
grandmother 
grandfather 
other family member 
(whom) ___ 
Sexual difficulties 
Trouble with employer (in danger of losing job, being 
suspended demoted, etc.) 
Trouble with in-laws 
Major change in financial status (a lot better off or 
a lot worse off) 
Major change in closeness of family members (increased 
or decreased closeness) 
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Gaining a new household member (through birth, 
adoption, member moving in, etc.) 
Change of residence 
Marital separation from spouse (due to conflict) 
Major change in church activities (increased or 
decreased attendance) 
Reconciliation with spouse/partner 
Major change in number of arguments with partner (a 
lot more or a lot less arguments) 
Change in spouse/partner work (loss of job, beginning 
new job, retirement, etc.) 
Major change in usual type and/or amount of recreation 
Borrowing more than $10,000 (buying a home, business, 
etc.) 
Being fired from job 
Having abortion 
Serious personal illness or injury 
Major change in social activities, e.g., parties, 
movies, visiting (increased or decreased 
participation) 
Major change in living conditions of family (building 
new home, remodeling, deterioration of home, 
neighborhood, etc.) 
Divorce 
Serious injury or serious illness of close friend 
Retirement from work 
Son or daughter leaving home (due to marriage, 
college, etc.) 
Ending of formal schooling 
Separation from spouse (due to work, travel, etc.) 
Engagement 
Breaking up with boyfriend/girlfriend 
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Answer the following questions as to the number of times 
that each occurred in the PAST MONTH: 

Did Not Happen 

One Time 

2-3 Times 

| Once A Week 

2-3 Times a Week 

j Just About Everyday 

| | Everyday 

4 Got minor injury from physical 
exercise 

Called off planned (weekend or 
longer) vacation 

Broke an important rule or 
commandment of your religion 

Priest/Rabbi/Minister could 
not see you when you asked 

Problems with insurance 
company or government benefits 

Ran out of money and could not 
help child(ren) with finances 

Received threatening news from 
a creditor (by phone or mail) 

Turned down for credit (for 
example charge card, loan) 

Rent or mortgage payment was 
increased 

Had an unexpected expense 
over $50.00 but under $500.00 

Did not get pension, social 
security (or other government) 
check on time 

Did not get unemployment 
compensation on time 
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Did Not Happen 

One Time 

2-3 Times 

Once A Week 

0 

0 

0 

0 

0 

0 

0 

1 

1 

1 

1 

1 

1 

1 

2 

2 

2 

2 

2 

2 

2 

2-3 Times a Week 

| Just About Everyday-

Everyday i 

3 

3 

3 

3 

3 

3 

3 

4 5 6 Found a large unfavorable 
error in your checkbook 
balance 

4 5 6 Involved in a traffic accident 
in which there were no 
injuries 

4 5 6 Car broke down 

4 5 6 Got a traffic ticket for a 
moving violation (for 
speeding, or going through a 
red light) 

4 5 6 Public transportation used 
broke down or stopped running 

4 5 6 Locked keys in car 

4 5 6 Were a passenger in a car/bus 
with a poor driver 

4 5 6 Got a parking ticket 

4 5 6 Plumbing etc. broke down 

4 5 6 Home had too much heat for a 
day or more 

4 5 6 Home had too little heat for a 
day or more 

4 5 6 Household appliance broke down 
or stopped running well 

4 5 6 Had to do home repairs or 
extra work around the house 
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Did Not Happen 

One Time 

2-3 Times 

Once A Week 

2-3 Times a Week 

Just About Everyday 

{ Everyday 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

0 1 2 3 4 5 6 

Repair person or apt. manager 
failed to fix something 
properly 

Had to wait a long time for a 
repair person to arrive at 
your home/apartment 

Were locked out of your 
home/apartment 

Saw unwanted household pest 
(roaches, mouse, spider, etc.) 

Household item broke (glass, 
dish, etc.) 

Had a serious argument with 
family member (not spouse/mate 
or child) 

Criticized by child(ren) 

Had an argument with a family 
member (not spouse/mate or 
child) 

Criticized or blamed for 
something by family member 
(not spouse/mate or child) 

Forced to visit with family 
member (not spouse/mate or 
child) when you did not want 
to 

Person moved out of the 
household 

Saw spouse/partner flirt with 
another person 
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Did Not Happen 

One Time 

2-3 Times 

| Once A Week 

2-3 Times a Week 

j Just About Everyday 

| | Everyday 

0 1 2 3 4 5 6 Spouse/partner was away from 
home overnight unexpectedly 

0 1 2 3 4 5 6 Disagreed with spouse/partner 
about children 

0 1 2 3 4 5 6 Argued with spouse/partner 
about something other than 
child(ren) 

0 1 2 3 4 5 6 Spouse/partner stopped being 

affectionate for a day or more 

0 1 2 3 4 5 6 Criticized by spouse/partner 

0 1 2 3 4 5 6 Were critical of 

spouse/partner 

0 1 2 3 4 5 6 Had problems with neighbors 

0 1 2 3 4 5 6 Not invited to a party given 
by friends 

0 1 2 3 4 5 6 Criticized by friend/ 
acquaintance 

0 1 2 3 4 5 6 Argued with friend/ 
acquaintance 

0 1 2 3 4 5 6 Spouse/mate had argument with 
friend/neighbor 

0 1 2 3 4 5 6 Friend/acquaintance fails to 
show up for scheduled meeting 

0 1 2 3 4 5 6 Overslept and was either late 
or missed an appointment 

0 1 2 3 4 5 6 Friend/acquaintance did not 
return your call 
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Did Not Happen 

One Time 

2-3 Times 

Once A Week 

2-3 Times a Week 

| Just About Everyday 

| j Everyday 

4 5 6 Met an unfriendly or rude 
person 

Had added pressure to work 
harder/faster 

People under your supervision 
failed to get work done on 
time 

0 1 2 3 4 5 6 Had trouble with boss 

0 1 2 3 4 5 6 Received less pay than 
expected 

0 1 2 3 4 5 6 ' Had to move to a worse 

desk/office/work station 

0 1 2 3 4 5 6 Criticized by superior at work 

0 1 2 3 4 5 6 Had to work overtime when you 
did not want to 

0 1 2 3 4 5 6 Disagreement with others about 
your job assignment 

0 1 2 3 4 5 6 There was not enough work to 
keep busy 

0 1 2 3 4 5 6 The office ran out of supplies 
you needed to do your job 

0 1 2 3 4 5 6 Your allergy flared up 

0 1 2 3 4 5 6 Suffered a minor physical 
injury (minor sprain, pulled 
muscle, cut or bruise) 

0 1 2 3 4 5 6 Increased your use of 
medication 
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Did Not Happen 

One Time 

2-3 Times 

Once A Week 

2-3 Times a Week 

j Just About Everyday 

| | Everyday 

4 5 6 Tried to improve your diet but 
were not successful 

0 

0 

1 

1 

0 

0 

0 

0 

1 

1 

1 

1 

2 3 4 5 6 Contracted cold or flu 

2 3 4 5 6 Had trouble sleeping on one or 
more nights 

2 3 4 5 6 Got sick to your stomach from 
something you ate 

2 3 4 5 6 Air pollution caused you 
discomfort (difficulty with 
eyes, nose, breathing etc.) 

2 3 4 5 6 Began a day with physical 

pain or discomfort 

2 3 4 5 6 Got very tired in a short time 

2 3 4 5 6 Started taking a drug not 

prescribed by a doctor 

2 3 4 5 6 Had swollen ankles 

2 3 4 5 6 Had stiffness, swelling or 
aching in any joint or muscle 

2 3 4 5 6 Had trouble breathing or 
shortness of breath 

2 3 4 5 6 Experienced physical pain 
later in the day 
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Answer the following questions as to the number of times 
that each occurred in the 
PAST MONTH: 

Did Not Happen 

One Time 

2-3 Times 

Once A Week 

2-3 Times a Week 

i 

4 

Just About Everyday 

i 

5 

Everyday 

6 I continually clean up my 
child's messes. 

My child's schedule interferes 
with my other parenting or my 
household needs. 

My child's arguments with 
their other siblings require a 
referee. 

0 1 2 3 4 5 6 My child is constantly under 
foot or in the way. 

0 1 2 3 4 5 6 I have to change plans to meet 
my child's needs. 

0 1 2 3 4 5 6 My child gets dirty and needs 
to have his/her clothes 
changed. 

0 1 2 3 4 5 6 I have difficulty getting my 
child ready for outings on 
time. 

0 1 2 3 4 5 6 I have to run extra errands 
just for my child. 

0 1 2 3 4 5 6 My child nags, whines, or 
complains to me. 

0 1 2 3 4 5 6 My child doesn't listen and 
won't do what he/she is asked 
to do without my nagging 
him/her. 

0 1 2 3 4 5 6 My child demands to be 
entertained or played with. 
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Did 

0 

0 

0 

0 

Not Happen 

One Time 

2-3 Times 

Once A Week 

2-3 Times a Week 
I i 
i I 

4 

Just About Everyday 

j Everyday 

5 6 My child resists or struggles 
over bedtime. 

I need to keep a constant eye 
on what my child is doing. 

My child interrupts adult 
conversations or interactions. 

My child is difficult to 
manage in public places. 
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HSCL 

BELOW IS A LIST OF PROBLEMS AND COMPLAINTS THAT PEOPLE 
SOMETIMES HAVE. PLEASE READ EACH ONE CAREFULLY. AFTER YOU 
HAVE DONE SO, PLEASE RATE HOW MUCH THAT PROBLEM HAS BOTHERED 
OR DISTRESSED YOUR DURING THE PAST MONTH INCLUDING TODAY. TO 
MAKE YOUR RATING, USE THE SCALE SHOWN IN THE EXAMPLE. PLACE 
THAT NUMBER IN THE OPEN SPACE TO THE RIGHT OF THE PROBLEM. DO 
NOT SKIP ANY ITEMS, AND PRINT YOUR ANSWER NUMBER CLEARLY. 

EXAMPLE 
RATINGS 

HOW MUCH WERE YOU DISTRESSED BY: 
1 NOT AT ALL 
2 A LITTLE BIT 

ANSWER 3 QUITE A BIT 
Ex. Backaches... Ex. 3. 4 EXTREMELY 

If you feel that "backaches" have been bothering you quite a 
bit during the past month, you would record you response as 
shown. 

DURING THE PAST MONTH, INCLUDING TODAY, 
HOW MUCH WERE YOU BOTHERED BY: 

1. Headaches 

2. Nervousness or shakiness inside 

3. Being unable to get rid of bad thoughts or ideas. 

4. Faintness or dizziness 

5. Loss of sexual interest or pleasure 

6. Feeling critical of others 

7 . Bad dreams 

8. Difficulty in speaking when you are excited 

9. Trouble remembering things 

10. Worried about sloppiness or carelessness 

11. Feeling easily annoyed or irritated 

12. Pains in the heart or chest 

13. Itching 

14. Feeling low in energy or slowed down 

15. Thoughts of ending your life 

16. Sweating 

17. Trembling 

18. Feeling confused 
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19. Poor appetite _ 

20. Crying easily _ 

21. Feeling shy or uneasy with the opposite sex _ 

22. A feeling of being trapped or caught _ 

23. Suddenly scared for no reason _ 

24. Temper outbursts you could not control _ 

25. Constipation _ 

26. Blaming yourself for things _ 

27. Pains in the lower part of your back _ 

28. Feeling blocked or stymied in getting things done _ 

29. Feeling lonely _ 

30. Feeling blue _ 

31. Worrying or stewing about things _ 

32. Feeling no interest in things _ 

33. Feeling fearful _ 

34. Your feelings easily hurt _ 

35. Having to ask others what you should do _ 

36. Feeling others do not understand you or are 

unsympathetic 

37. Feeling that people are unfriendly or dislike you _ 

38. Having to do things very slowly in order to be sure you 

are doing them right 

39. Heart pounding or racing 

40. Nausea or upset stomach 

41. Feeling inferior to others 

42. Soreness of your muscles 

43. Loose bowel movements 

44. Difficulty in falling asleep or staying asleep _ 

45. Having to check and doublecheck what you do 

46. Difficulty making decision 

47. Wanting to be alone 

48. Trouble getting your breath 

49. Hot or cold spells 
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19. Poor appetite _ 

20. Crying easily _ 

21. Feeling shy or uneasy with the opposite sex _ 

22. A feeling of being trapped or caught _ 

23. Suddenly scared for no reason _ 

24. Temper outbursts you could not control _ 

25. Constipation _ 

26. Blaming yourself for things _ 

27. Pains in the lower part of your back _ 

28. Feeling blocked or stymied in getting things done _ 

29. Feeling lonely _ 

30. Feeling blue _ 

31. Worrying or stewing about things _ 

32. Feeling no interest in things _ 

33. Feeling fearful _ 

34. Your feelings easily hurt _ 

35. Having to ask others what you should do _ 

36. Feeling others do not understand you or are 

unsympathetic 

37. Feeling that people are unfriendly or dislike you _ 

38. Having to do things very slowly in order to be sure you 

are doing them right 

39. Heart pounding or racing 

40. Nausea or upset stomach _ 

41. Feeling inferior to others 

42. Soreness of your muscles 

43. Loose bowel movements -

44. Difficulty in falling asleep or staying asleep _ 

45. Having to check and doublecheck what you do 

46. Difficulty making decision 

47. Wanting to be alone 

48. Trouble getting your breath 

49. Hot or cold spells 
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The following questions ask about people who provide you 

with help or support. For the first part, list all the 

people you know whom you can count on for help or support in 

the manner described. Give the person's initials, their 

relationship to you {see example). For the second part, 

circle how satisfied you are with the overall support you 

have. If you have had no support for a question, list "No 

one", but still rate your level of satisfaction. 

EXAMPLE 

Who do you know whom you can trust with information that 

could get you in trouble? 

T.N, brother L.M. friend R.S. friend T.N, father 

How satisfied? 6-very satisfied 5-fairly satisfied 

4-a little satisfied 3-a little dissatisfied 

2-fairly dissatisfied 1-very dissatisfied 

Very Satisfied 

Fairly Satisfied 

A Little Satisfied 

j A Little Dissatisfied 

| Fairly Dissatisfied 

j | Very Dissatisfied 

Whom can you really count on to 
be dependable when you need 
help? 

How satisfied? 

Whom can you really count on to 
help you feel more relaxed when 
you are under pressure or tense? 

i 

6 How satisfied? 
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Very Satisfied 

i 

1 

Fairly Satisfied 
| A Little Satisfied 

A Little Dissatisfied 
Fairly Dissatisfied 

Very Dissatisfied 

i 

2 

Who accepts you totally, 
including both your worst and 
your best points? 

How satisfied? 

Very Satisfied 

| Fairly Satisfied 

A Little Satisfied 

| A Little Dissatisfied 

j j Fairly Dissatisfied 

| | j Very Dissatisfied 

3 

i 

i Whom can you really count on to 
care about you, regardless of 

j what is happening to you? 

How satisfied? 
Whom can you really count on to 
help you feel better when you are 
feeling generally down-in-the-
dumps? 

How satisfied? 

Whom can you count on to console 
you when you are very upset? 

How satisfied? 
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Other Social Support Questions 

Number of other people who provide care for your 
child. 
Who? 

Number of hours per day that others provide care for 
your child. 
Duties provided by others. 

Please list support services you use, such as nursing 
care, respite care, etc. 

How much emotional support do you receive from your 
spouse/partner? 
0=None l=a little 2=some 3=a moderate amount 
4=quite a bit 5=as much as I need 

How much help with duties do you receive from your 
spouse/partner? 
0=None l=a little 2=some 3=a moderate amount 
4=quite a bit 5=does as much care as I do 
6=does more care than I do 7=provides all care 

Overall, how satisfied are you with the support you 
receive from your spouse? 
l=not at all satisfied 2=somewhat satisfied 
3=neither satisfied nor dissatisfied 4=satisfied 
5=very satisfied 

Overall, how satisfied are you with your relationship 
with your spouse/partner? 
l=not at all satisfied 2=somewhat satisfied 
3=neither satisfied nor dissatisfied 4=satisfied 
5=very satisfied 
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Other Social Support Questions 

Number of other people who provide care for your 
child. 
Who? 

Number of hours per day that others provide care for 
your child. 
Duties provided by others. 

Please list support services you use, such as nursing 
care, respite care, etc. 

How much emotional support do you receive from your 
spouse/partner? 
0=None l=a little 2=some 3=a moderate amount 
4=quite a bit 5=as much as I need 

How much help with duties do you receive from your 
spouse/partner? 
0=None l=a little 2=some 3=a moderate amount 
4=quite a bit 5=does as much care as I do 
6=does more care than I do 7=provides all care 

Overall, how satisfied are you with the support you 
receive from your spouse? 
l=not at all satisfied 2=somewhat satisfied 
3=neither satisfied nor dissatisfied 4=satisfied 
5=very satisfied 

Overall, how satisfied are you with your relationship 
with your spouse/partner? 
l=not at all satisfied 2=somewhat satisfied 
3=neither satisfied nor dissatisfied 4=satisfied 
5=very satisfied 
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Circle one number that corresponds to your level of 
agreement. 

Strongly Agree 

Agree 

Partially Agree 

Neither Agree nor Disagree 

| Partially Disagree 

| J Disagree 

1 

1 

1 

1 

2 

2 

2 

2 

3 

3 

3 

3 

4 

4 

4 

4 

I l 
I l 
5 

5 

5 

5 

5 

6 

6 

6 

6 

Strongly Disagree 

i 
7 

7 

7 

7 

7 

On the whole, I am satisfied 
with myself. 

At times I think I am no good 
at all. 

I feel that I have a number of 
good qualities. 

I am able to do things as well 
as most other people. 

I feel I do not have much to be 
proud of. 

I certainly feel useless at 
times. 

I feel that I'm a person of 
worth, at least on an equal 
plane with others. 

I wish I could have more 
respect for myself. 

All in all, I am inclined to 
feel that I am a failure. 

I take a positive attitude 
toward myself. 
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Circle one number that corresponds to your level of 
agreement. 

Strongly Agree 

Agree 

i i 

2 

Partially Agree 

Neither Agree nor Disagree 

] Partially Disagree 

Disagree 

1 2 3 4 

1 2 3 4 

1 2 3 4 

3 4 

3 4 

I 

6 

Strongly Disagree 

The problems of taking care of 
a child are easy to solve once 
you know your actions affect 
your child, and understanding I 
have acquired. 

I meet my own personal 
expectations for expertise in 
caring for my child. 

I would make a fine model for a 
new mother to follow in order 
to learn what she would need to 
know in order to be a good 
parent. 

Being a parent is manageable, 
and any problems are easily 
solved. 

If anyone can find the answer 
to what is troubling my child, 
I am the one. 

A difficult problem in being a 
parent is not knowing whether 
you're doing a good job or a 
bad one. 

3 4 

3 4 

Considering how long I've been 
a mother, I feel thoroughly 
familiar with this role. 

I honestly believe I have all 
the skills necessary to be a 
good mother to my child. 
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Strongly Agree 

Agree 

Partially Agree 

Neither Agree nor Disagree 

Partially Disagree 

Disagree 

| Strongly Disagree 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

3 

3 

4 

4 

5 

5 

6 

6 

Even though being a parent 
could be rewarding, I am 
frustrated now. 

I do not know why it is, but 
sometimes when I'm supposed to 
be in control, I feel more like 
the one being manipulated. 

My mother was better prepared 
to be a good mother than I am. 

Sometimes I feel like I'm not 
getting anything done. 

I go to bed the same way I wake 
up in the morning -- feeling I 
have not accomplished a whole 
lot. 

My talents and interests are in 
other areas, not in being a 
parent. 

If being a mother of a child 
were only more interesting, I 
would be motivated to do a 
better job as a parent. 

Being a parent makes me tense 
and anxious. 

Being a good mother is a reward 
in itself. 
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Demographics 

What is your age? (in years) 

What is your spouse/partner's age? 

What is your current marital status? (please circle) 
Single (never married)=1 Married=2 Divorced=3 
Separated=4 Widowed=5 

What is your highest level of education? (please 
circle) 

Grade School=l Some High School=2 High School/GED 
Diploma=3 Some College/Trade School=4 Four Year College 
Degree=5 Some Graduate Courses=6 Graduate Degree=7 

What is your spouse/partner's level of education? 
Grade School=l Some High School=2 High School/GED 
Diploma=3 Some College/Trade School=4 Four Year College 
Degree=5 Some Graduate Courses=6 Graduate Degree=7 

What is your racial/ethnic background? (please 
circle) 

Caucasian=l African-American=2 Hispanic=3 Asian 
American=4 Native American=5 0ther=6 

What is your annual family income? (please circle) 
$0-$9,999=0 $10,000-$19,999=1 $20,000-$29,999=2 
$30,000-$39,000=3 $40,000-$49,999=4 $50,000-$59,999=5 
$60,000-$69,999=6 $70,000-$79,999=7 $80,000-$89,999=8 
$90,000 or more=9 

Your employment 
0=Not employed outside the home l=Employed full time 
2=Employed part time 

Position or occupation 

Spouse/partner's employment 
0=Not employed outside the home l=Employed full time 
2=Employed part time 

Position or occupation 
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Child and Chronic Medical Condition Characteristics 

Children living at home 
Length of time 

Age Sex Diagnosis (if any) since diagnosis 

a. 
b. 
c. 
d. 
e. 

Please answer the remaining questions in relation to your 
child with the most severe chronic illness/disability. 

Which child listed above is this? (a,b,c,d,e, or f) 

What is vour rating of the severity of your child's 
condition compared to an average child? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

What is vour rating of the severity of your child's 
condition compared to another child with this same 
diagnosis? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

What do physicians say about the severity of your 
child's condition compared to an average child? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

__ What do physicians say about the severity of your 
child's condition compared to another child with this 
same diagnosis? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

Please rate your child's cognitive functioning. 
0=No Impairment l=Very Mild Impairment 2=Mild 
Impairment 3=Moderate Impairment 4=Severe Impairment 
5=Very Severe Impairment 

Please rate your child's physical functioning. 
0=No Impairment l=Very Mild Impairment 2=Mild 
Impairment 3=Moderate Impairment 4=Severe Impairment 
5=Very Severe Impairment 

What is your understanding of your child's prognosis 
(future)? 



121 

Are there financial costs to the family that restrict 
family activities (vacations, major purchases)? 

0=No, not at all l=a little 2=somewhat 3=moderate 
4=extreme 

Does your child follow treatment regimens and take 
medications willingly? 

Number of doctors responsible for your child's medical 
care. 

Number of doctor visits for your child during the past 
year. 

Number of emergency room visits for your child the 
past year. 

Number of times your child was admitted to the 
hospital during the past year. 

Is your child's activity level affected by his/her 
condition? 

0=No 1=A little 2=Somewhat 3=Moderately 4=Severely 

Is your child sociable around other people? 0=No 1=A little 2=Somewhat 3=Moderately 4=Very 

Do other children tease your child about his/her 
condition? 

0=No 1=A little 2=Sometimes 3=Most of the time 
4=Almost all the time 5=A11 the time 

Is your child aggressive? 

0=No 1=A little 2=Somewhat 3=Moderately 4=Very 

Is your child enrolled in school? 
Does your child's chronic condition prevent full 
participation in school? 

0=No l=somewhat 2=moderately 3=quite a bit 
4=a great deal 

Does your child have behavior difficulties at home or 
school? 
If so, what kind. 
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Number of hours a day you spend in caring for your 
"child specifically related to his/her condition. 

What sort of duties does the daily care include? 

Number of medications your child takes daily. 
Please list. 

Does your child require special treatments, exercises, 
or equipment? 
Please list. 
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The Severity Scale 

What is vour rating of the severity of your child's 
condition compared to an average child? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

What is vour rating of the severity of your child's 
condition compared to another child with this same 
diagnosis? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

What do physicians say about the severity of your 
child's condition compared to an average child? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

What do physicians say about the severity of your 
child's condition compared to another child with this 
same diagnosis? 

l=Very Mild 2=Mild 3=Moderate 4=Severe 5=Very Severe 

Please rate your child's cognitive functioning. 
0=No Impairment l=Very Mild Impairment 2=Mild 
Impairment 3=Moderate Impairment 4=Severe Impairment 
5=Very Severe Impairment 

Please rate your child's physical functioning. 
0=No Impairment l=Very Mild Impairment 2=Mild 
Impairment 3=Moderate Impairment 4=Severe Impairment 
5=Very Severe Impairment 

What is your understanding of your child's prognosis 
(future)? 

Are there financial costs to the family that restrict 
family activities (vacations, major purchases)? 

0=No, not at all l=a little 2=somewhat 3=moderate 
4=extreme 

Is your child's activity level affected by his/her 
condition? 

0=No 1=A little 2=Somewhat 3=Moderately 4=Severely 
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Dear Mother of a Special Needs Child, 

I am an advanced doctoral student in Clinical Psychology at 
the University of North Texas. I am also a nurse and the 
mother of a special needs child. I am interested in how 
mothers cope with caring for a child with special needs and 
am actively involved in research in this area. The enclosed 
questionnaire is part of this research. All information and 
answers from these questionnaires will be confidential. 
Your name or any identifying information will not appear on 
any of the reports or feedback. You do not even need to 
identify yourself on the questionnaire unless you would 
potentially be interested in participating in a follow-up 
study. 

As a mother of a special needs child the day-to-day care you 
provide may be overlooked. You likely provide a great deal 
of special care to your child (medication, coordinating 
treatment, driving to appointments, etc.). I want to know 
how mothers like you meet these daily challenges and how you 
feel about your role caring for your child. 

The questions in this packet ask about you and your special 
needs child. We also ask about: your parenting stress, the 
support you receive from others, other events that happen to 
you, and your well-being. Your efforts in completing this 
questionnaire will provide us information about your 
challenges and how you cope. This will help organizations 
design and provide better services for people like you and 
your family. 

I hope you can complete this packet and return it in the 
postage paid envelope today. Your experience as the mother 
of a special needs child is important. Please allow me to 
include your input in this survey. If you have completed 
this same questionnaire recently, please do not fill out 
another one. 

If you have any questions please feel free to contact me or 
the faculty member I am working with, Dr. Charles 
Guarnaccia, in the Department of Psychology at the 
University of North Texas at 817-565-2671. Thank you for 
your participation in this study. 

Yours truly, 

Gail Driskill, R.N., M.S. 

cc. Charles A. Guarnaccia, Ph.D. 
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Study of Parenting Stress of Mothers of Special Needs 
Children 

This study is designed to provide information about the 
stress and challenges faced by mothers who care for a 
special needs child. If you do decide to participate you 
will fill out this questionnaire packet. If you fill out 
the packet and return it, please keep this letter to serve 
as your informed consent and provide our phone numbers 
should you need them. Your participation in this study is 
completely voluntary. You may choose not to participate and 
this will in no way affect any services you receive. 

It is very important that you answer all items honestly. 
There are no "right" or "wrong" answers for many questions 
here, your actual beliefs and behaviors are the correct 
answers. 

You may return the questionnaire without your name in order 
that your answer will not be linked to you. If you choose 
to identify yourself so that you may be contacted in the 
future for a follow-up study, please fill out your name and 
mailing address on the last page of the questionnaire. Do 
not fill out the last page if you do not wish to identify 
yourself. 

If you do identify yourself, your name or address will never 
be released to anyone other than researchers doing a follow-
up study approved by a committee for the protection of 
research participants. 

If you have any questions or problems that arise in 
connection with your participation in this study, you should 
call or write the researcher for this study, Gail Driskill, 
R.N., M.S. or the project director, Dr. Charles Guarnaccia. 
They can be contacted in the Department of Psychology at the 
University of North Texas, at 817-565-2671. 

YOUR ANSWERS TO ALL ITEMS IN THIS STUDY ARE COMPLETELY 
CONFIDENTIAL 

THIS PROJECT HAS BEEN REVIEWED BY COMMITTEE FOR PROTECTION 
OF HUMAN SUBJECTS AT THE UNIVERSITY OF NORTH TEXAS 
(817-565-3940) . 
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Table 1 

Characteristics Comprising Model of Maternal Stress and 

Chronically Medically 111 Children 

I. Child Characteristics Affecting Mothers' 

Symptomatology 

A. Diagnosis 

B. Mothers' subjective rating of severity of condition 

C. Age of children 

D. Length of time since diagnosis 

E. Cognitive impairment of the children 

F. Physical impairment of the children 

G. Behavioral difficulties of the children 

H. Prognosis of the medical conditions 

I. Number of exacerbations of the medical conditions 

J. Amount of time mothers spend in caretaking 

K. Mothers' expectations of the future for the children 

II. Parent Characteristics Affecting Mothers' 

Symptomatology 

A. Mothers' self-esteem 

B. Mothers' self-efficacy or sense of competence 

(table continues) 
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Table 1--continued 

C. Perceived parenting stress 

III. Environmental Characteristics Affecting Mothers' 

Symptomatology 

A. Major life events 

B. Minor life events 

C. Income 

D. Education level of mothers and spouse/partners 

E. Employment 

F. Number of children 

G. Satisfaction with social support including 

spouse/partner support 

H. Support and satisfaction from spouse/partners 

I. Marital status 
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Table 2 

Marital Status and Race of Mothers 

n 

Marital Status 

Single 5 3.6 

Married 117 84.8 

Divorced 13 9.4 

Separated 3 2.2 

Race 

Caucasian 112 81.2 

African-American 9 6.5 

Hispanic 15 10.9 

Native American l .7 

Other 1 .7 

Note. N=138. 



Table 3 

Demographic Variables of Mothers and Partners 

132 

Mothers 

(n=138) 

Partners 

(n=121) 

Categorical variables n % n % 

Education 

HS not completed 6 4.3 2 1.4 

HS/GED 43 31.2 25 18.1 

Some college/trade school 34 24.6 32 23 .2 

College graduate 49 35.5 50 36.2 

Graduate degree 6 4.3 13 9.4 

Employment 

Not employed 54 39.1 1 0.8 

Employed p.t.(<40 hrs./wk) 54 39.1 6 5.0 

Employed f.t.(40+ hrs./wk) 30 21.7 114 94 .2 

(table continues) 
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Table 3--continued 

Continuous Variables _M SD M SD 

Age in years 35.25 7.99 36.72 8.68 

Years married 11.44 6.20 

Hours worked/week 34.23 9.92 

Family incomea 4.26 1.93 

Children at home 1.83 .84 

Hollingshead SES rating15 45.44 12.18 

Hollingshead ed. rating0 5.04 .99 5.39 .99 

Hollingshead occ. ratingd 5.50 1.96 6.09 2.26 

aFamily income 4=$40,000-$49,999; 5=$50,000-$59,999. bSES 

rating calculated using Hollingshead formula containing 

education and occupation ratings. 40-54=Medium business, 

minor professional, technical. cHollingshead educational 

rating 5=partial college or specialized training; 6=standard 

college graduation. dHollingshead occupational rating 

5=Clerical and Sales workers, owners of farms and businesses 

valued at $25,000 to $50,000; 6=Technicians, 

semiprofessionals, owners of businesses and farms valued at 

$50,000 to $75,000; 7=Owners of businesses and farms valued 

at $75,000 to $100,000, minor professionals, managers. 
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Table 4 

Diagnoses of Most Severely Chronically 

111/Disabled Children 

n 

Stable Diagnosis (not progressive) 

Cerebral Palsy 61 44 

Mental Retardation 30 22 

Down's Syndrome 13 9 

Limb(s) missing 8 6 

Blind 7 5 

Spina Bifida 7 5 

Deaf 3 2 

Visually Impaired 3 2 

ADD-ADHD 2 1 

Autistic 2 1 

Hearing Impaired 2 1 

Microcephaly 2 1 

Encephalomacia 1 .7 

Hypotonia 1 .7 

Learning Disability 1 .7 

Reflux 1 .7 

(table continues) 
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Table 4--continued 

n 

Speech Handicap 1 .7 

Degenerative or Progressive Diagnosis 

Angelman's Syndrome 4 3 

Canavan's Disease 2 1 

Cockayne's Syndrome 2 1 

Congential Leukomalacia 2 1 

Juvenile Rheumatoid Arthritis 2 1 

Muscular Dystrophy 2 1 

Neurofibromatosis 2 1 

Pulmonary Fibrosis 2 1 

Tay Sachs 2 1 

Adrenoleukodystrophy 1 .7 

Klinefelter's Syndrome 1 .7 

Lateral Spinal Atrophy 1 . 7 

Potentially Progressive (without treatment) Diagnosis 

Seizure Disorder 29 21 

Hydrocephalus 20 15 

Developmental delay 16 12 

(table contir 
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Table 4--continued 

n % 

Bronchopulmonary Dysplasia 9 7 

Unknown Diagnosis 7 5 

Heart Condition 6 4 

Asthma 4 3 

Metabolic disorder 4 3 

Diabetes 3 2 

Kidney Disease 3 2 

Liver Disorder 3 2 

C spine instability 1 .7 

Chronic Pancreatitis 1 . 7 

Crohn's Disease 1 .7 

Excessive gland secretion 1 .7 

Glutaric Aciduria 1 .7 

Manic depressive 1 .7 

Sickle Cell Disease 1 .7 

Wilson's Disease 1 .7 

Note. Numbers do not add to 138 since some children may-

have multiple diagnoses. 
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Table 5 

Mothers' Understanding of Children's Future 

n 

Mothers' understanding of prognosis for the children. 

Fatal 10 7.2 

Potentially fatal 28 20.3 

Nonfatal 100 72.5 

Mothers' understanding of long term needs. 

Need long term care 42 30.4 

Independent life with extra 

supervision or help 33 23.9 

Normal life with disability 26 18.8 

Uncertain 37 26.8 

Note. N=138. 
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Table 6 

Descriptors of Chronically 111/Disabled Children 

M SD 

Age of Children in years 6.79 4.49 

Ill/disabled children per family 1.13 .45 

Number of diagnoses per children 2.00 1.01 

Number of years since diagnosis 5.88 4.14 

Age of children at diagnosis(yrs.) .95 2.02 

Gender of most severely ill children 81 males 58.7% 

57 females 41.3% 

Note. N=138. 
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Table 7 

Descriptors of Chronically Ill/Disabled Children's 

Conditions 

M SD 

Mother's severity rating compared 

to average childa 3.28 .81 

Mother's severity rating compared 

to same diagnosis child3 2.67 .98 

Doctor's severity rating compared 

to average childa 3.03 .93 

Doctor's severity rating compared 

to same diagnosis child15 1.90 .96 

Mother's rating of child's 

cognitive impairment0 1.68 1.11 

Mother's rating of child's 

physical impairment0 1.88 .86 

Is child's activity level 

affected by condition?*5 1.38 .59 

Is child sociable?d 1.47 .54 

Aggressiveness of childd .74 .60 

Does condition prevent full 

school participation?"1 .89 .31 

(table continues) 
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Table 7--continued 

M SD 

Do other children tease the child?6 .44 .54 

al=Very mild; 2=Mild; 3=Moderate; 4=Severe; 5=Very severe, 

bl=Mild; 2=Moderate; 3=Severe; 4=Very severe. °l=Mild; 

2=Moderate; 3=Severe. d0=No; l=Somewhat; 2=Very. e0=No; 

l=Sometimes; 2=0ften; 3=A11 the time. 
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Table 8 

Children's Treatments 

M SD 

Medicines children take 2.09 2.69 

Doctors providing care 3.74 1.43 

Doctor visits past year 15.63 12.80 

Hospital admission past year . 5 4 1.09 

Emergency Room visits past year . 7 5 1.52 

Hours per day mothers care for children 

related to condition 4.12 3.78 

Number of others caring for children 2.18 2.15 

Hrs./wk others care for children 16.38 19.99 

Number of support services used 1.30 1.19 
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Table 10 

Correlations Between Excluded Independent Variables and HSCL 

Total Score 

r with 

HSCL Total Score 

Number of children 

Age of children 

Hours mothers spend in caretaking 

Excerbations of condition 

Years married 

Behavioral difficulties of the children 

Number of hours mothers are employed 

Length of time since diagnosis 

- .07 

- .13 

. 06 

. 02 

. 08 

- .05 

.03 

-.13 

Note. N=138. All correlations are non-significant. 
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Table 11 

Means and Standard Deviations of Psychosocial Variables 

M SD 

HSCL total 1 .66 .46 

Small life events (ISLE) 1 . 65 .68 

Major life events (LES) .16 .14 

Parent Daily Hassles 3 .40 1 .44 

Social support 3 .27 1 .40 

Rosenberg Self-esteem 2 .74 1 .14 

Parent Stress Index Total 3 .73 .74 

Parent Sense Of Competence 3 .45 .80 

Severity of Illness Scale 2 .45 .62 

Note. N=138. 
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Table 12 

Hierarchical Regression Analysis 

Step R2 R2 Variable /? T Sig T % unique 
change variance 

1 .12 .12 Age - .32 -3 .60 . 00 9.0 

SESa - .07 - . 82 .41 0.5 

2 .48 .35 ISLEb .34 4 . 95 .00 16 . 0 

LES° .32 4.55 .00 13.7 

PDHd . 05 .72 .47 0.4 

SSSe - .24 -3.56 . 00 .9.0 

3 .65 .17 RSEf .49 6.64 . 00 26.0 

PSOC9 - .15 -1.99 .05 2.9 

PSIh .22 2 . 70 . 01 5.3 

Total equation 

.67 .02 Momage - . 14 -2 .24 .03 3.60 

SESa - . 001 - . 02 .98 0.00 

ISLEb .18 3 .18 .00 7.30 

LESC .19 3.16 .00 7.30 

PDHd - . 05 - . 78 .44 0.50 

SSSe - .15 -2.25 .03 4.00 

RSEf .46 6 .27 . 00 24 . 00 

PSOC3 - .14 -1.83 . 07 2 .56 

PSIh .16 1.86 . 07 2.56 -

Severity . 17 2 . 84 . 00 5.76 

aSES=Socioeconomic status calculated using Hollingshead Four 

Factor Index. bISLE=Inventory of Small Life Events. 
cLES=Life Events Survey. dPDH=Parenting Daily Hassles. 
eSSS=Satisfaction with social support. fRSE=Rosenberg Self-

esteem measure. 9PSOC=Parental Sense of Competence Scale. 
hPSI=Parenting Stress Index. 
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Table 13 

Hierarchical Regression with PSI Separated into Child and 

Parent Domain 

Step R2 R2 
change 

Variable 0 T Sig T % unique 
variance 

1 . 12 .12 Age -.32 -3 .60 .00 9.0 
SESa - . 07 - .82 .41 0.5 

2 .48 .35 ISLEb .34 4.95 . 00 16.0 
LES° .32 4.55 .00 13 .7 
PDHd .05 . 72 .47 0.4 
SSSe - .24 -3 . 56 .00 9.0 

3 .65 .17 RSEf .47 6.09 .00 22.09 
PS0Cg -.15 -1. 91 .06 2.89 

PSI-Ph .23 2.72 .01 5.29 
Total equation 

.68 .03 Age - .13 -2.12 . 04 3.61 
SESa - .00 - .03 .98 0.00 
ISLEb .19 3 .32 .00 • 7.84 
LES° .20 3.24 .00 7.84 
PDHd - .04 - .52 .61 0 .25 
SSSe - .11 1.49 .14 1.69 
RSEf .42 5.55 .00 19.36 
PSOC9 -.15 -1.95 .05 2.90 
PSI-Ph .21 2.40 .02 4.41 
Severity . 19 3.12 .00 7.30 
PSI-C1 - . 01 - .12 .91 0.01 

aSES=Socioeconomic status calculated using Hollingshead 
Four Factor Index. bISLE=Inventory of Small Life Events. 
°LES=Life Events Survey. dPDH=Parenting Daily Hassles. 
eSSS=Satisfaction with social support. fRSE=Rosenberg Self-
esteem measure. 9PSOC=Parental Sense of Competence Scale. 
hPSI-P=Parenting Stress Index Parent Domain. 
1PSI-C=Parenting Stress Index Child Domain. 
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Table 14 

Total Equation of Hierarchical Regression with PSI Separated 

into Child and Parent Domain and Removal of Child 

Distractibilitv and Child Demandinaness Subscales 

Step R2 R2 change Variable P T Sig T % unique 
variance 

4 .68 .03 Age -. 13 -2.12 . 04 3 .60 

SESa -.00 - .04 .97 0.00 

ISLEb .19 3 .32 . 00 7.84 

LESC .20 3 .24 .00 7.84 

PDHd - .04 - .55 .59 0.25 

SSSe -. 11 -1.50 .14 1.70 

RSEf .42 5. 57 .00 19.36 

PSOC9 - .15 -1.97 .05 2 . 90 

PSI-Ph .21 2 .45 .02 4.41 

Severity .20 2.95 .00 6.30 

PSI-C1 - .01 - .24 .81 0.04 

aSES=Socioeconomic status calculated using Hollingshead Four 

Factor Index. bISLE=Inventory of Small Life Events. 
cLES=Life Events Survey. dPDH=Parenting Daily Hassles. 
eSSS=Satisfaction with social support. fRSE=Rosenberg Self-

esteem measure. 9PSOC=Parental Sense of Competence Scale. 
hPSI-P=Parenting Stress Index Parent Domain. -̂PSI-

C=Parenting Stress Index Child Domain. 
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Table 15 

Hierarchical Regression without Rosenberg 

Step R2 R2 
change 

Variable T Sig T % unique 
variance 

1 . 12 .12 Age - .32 -3 .60 .00 9.0 

SESa -. 07 - .82 .41 0.50 

2 .48 .35 ISLEb .34 4.95 .00 16.00 

LESC .32 4 .55 . 00 13 .70 

PDHd .05 .72 .47 0.36 

SSSe - .24 -3.56 . 00 9.00 

3 .53 .05 PS0Cf .02 . 19 .85 0.04 

PSI3 .30 3 .22 .00 7.30 

4 .57 .04 Age - .17 -2 .28 .02 4 . 00 

SESa - .03 - .46 .65 0 .16 

ISLEb .26 4.10 .00 1.56 

LES° .27 3 .91 .00 10.89 

PDHd - .10 -1.28 .21 1.21 

SSSe -.25 -3 .34 .00 7.84 

PS0Cf .02 .25 .80 0.04 

PSI3 .20 2 .14 .03 3.61 

Severity .24 3 .44 .00 8 .41 

aSES=Socioeconomic status calculated using Hollingshead 

Four Factor Index. bISLE=Inventory of Small Life Events. 

°LES=Life Events Survey. dPDH=Parenting Daily Hassles. 
eSSS=Satisfaction with social support. fPSOC=Parental Sense 

of Competence Scale. 3PSI=Parenting Stress Index. 
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Table 16 

Forward Regression without Rosenberg 

Step R2 R2 
change 

Variable 13 T Sig T % unique 
variance 

1 .26 .26 LESa .51 6.97 . 00 26.00 

2 .41 .15 PSIb .40 5 . 84 .00 20 . 00 

3 .48 . 07 ISLEC .28 4 .27 . 00 12 . 25 

4 .51 .03 SSSd - . 17 -2 .57 . 01 4.41 

5 .54 .04 Severity .23 3.28 . 00 7.30 

6 .56 . 02 Age -.15 2.43 . 02 4 .41 

aLES=Life Events Survey. bPSI=Parenting Stress Index. 
cISLE=Inventory of Small Life Events. dSSS=Satisfaction with 

social support. 
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Table 17 

Total Equation of Hierarchical Regression with Rosenberg and 

Health Subscale of PSI Removed 

Step R2 R2 

change 
Variable 0 T Sig T % unique 

variance 

4 . 60 .04 Age - . 15 -2.11 .04 3 .60 

SESa - . 03 - .44 .66 0.16 

ISLEb .26 4.21 . 00 12.25 

LESC .26 4 .01 . 00 10.89 

PDHd -. 09 -1.35 .18 1.44 

SSSe - .16 -2.01 .05 3 .24 

PSOCf - . 02 - .25 . 80 0.04 

PSIg .32 3 .61 . 00 9.00 

Severity .24 3 . 71 . 00 4 .41 

aSES=Socioeconomic status calculated using Hollingshead 

Four Factor Index. bISLE=Inventory of Small Life Events. 

cLES=Life Events Survey. dPSH=Parenting Daily Hassles. 

eSSS=Satisfaction with social support. fPSOC=Parental Sense 

of Competence Scale. 9PSI=Parenting Stress Index. 
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Table 18 

Total Equation of Hierarchical Regression with Rosenberg. 

Health and Depression Subscales of PSI Removed 

Step R2 R2 
change 

Variable (3 T Sig T % unique 
variance 

4 .59 .05 Age - .15 -2.07 .04 3 .24 

SESa - . 03 - .40 .69 0.16 

ISLEb .25 4 . 01 . 00 10 . 89 

LESC .27 4 . 04 . 00 11.56 

PDHd - . 09 -1.23 .22 1.21 

SSSe - .19 -2.46 . 02 4 .41 

PSOCf - .01 - .09 . 93 0.01 

PSIg .28 3 .07 .00 6.76 

Severity .25 3.77 .00 10.24 

aSES=Socioeconomic status calculated using Hollingshead Four 

Factor Index. bISLE=Inventory of Small Life Events. 

cLES=Life Events Survey. dPDH=Parenting Daily Hassles. 

eSSS=Satisfaction with social support. fPSOC=Parental Sense 

of Competence Scale. gPSI=Parenting Stress Index. 
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Table 19 

Total Equation of Hierarchical Regression with Rosenberg, 

Health. Depression, and Sense of Competence Subscales of PSI 

Removed 

Step R2 R2 
change 

Variable |8 T Sig T % unique 
variance 

4 . 59 .05 Age - .14 -1. 94 . 05 2.89 

SESa - .02 - .29 . 77 0 . 09 

ISLEb .25 3 . 96 .00 10.89 

LESC .20 3 .24 .00 7.84 

PDHd - .08 -1.17 .24 1.00 

SSSe - .19 -2.46 . 02 4.41 

PSOC£ .01 .07 . 95 0 . 01 

PSI9 .28 3 .30 . 00 7.84 

Severity .25 3 .92 .00 10.89 

aSES=Socioeconomic status calculated using Hollingshead 

Four Factor Index. bISLE=Inventory of Small Life Events. 

cLES=Life Events Survey. dPDH=Parenting Daily Hassles. 

eSSS=Satisfaction with social support. fPSOC=Parental Sense 

of Competence Scale. 3PSI=Parenting Stress Index. 
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