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Abstract

African-American, Hispanic, and Caucasian 

Parents’ Perception and Management of 

Chronically 111 Children in the Home

by PATRICIA DEMPSEY JOFFE

Advances in technology and knowledge have contributed to a growing 

population of children with chronic illness. Nurses caring for chronically ill 

children and their families in the home environment have witnessed a rapid 

increase in the occurrence and complexity of care that children receive at home.

A challenge for pediatric nurses is to develop, teach, and deliver health 

care that is sensitive to a multicultural population. There is a lack of research 

regarding the experience of caring for a chronically ill child from a cultural 

perspective. The purpose of this study was to examine how African-American, 

Hispanic, and Caucasian families dealt with chronic illness of a child in the 

home. The study explains how family caregivers perceived the stresses of 

caregiving and how they managed the delivery of care for a child with 

bronchopulmonary dysplasia.

The sample included families from 3 cultural groups: 5 African-Americans,

5 Hispanics, and 4 Caucasians. The 14 caregivers were interviewed in their

homes using a sem i-structured interview guide. Of these caregivers, 11 were the

natural mothers, 1 was a foster mother, and 2 were custodial grandmothers.

ii
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Grounded theory was used to develop a theory from systematically generated 

descriptive data.

A major finding in this investigation was the universality of stressors and 

needs. The theory generated proposed that parental caregiving for a chronically 

ill child with bronchopulmonary dysplasia is learned throughout phases over 

time as caregivers respond to the adaptive tasks, stresses, and needs inherent in 

the different phases. Important cultural themes emerged from data collected 

from each cultural group that have implications to assist nurses to help 

culturally diverse families to become competent caregivers.

The study provides relevant data regarding implications for caregiving 

and policy development. Im plications from this study may be categorized into 

3 areas: (a) implications for nurses and other health care professionals,

(b) implications for caregiver education and support, and (c) policy implications 

for more effective support and management of chronic illness in the home. The 

results are among the first to provide information related to cultural care of 

chronically ill children.

iii
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CHAPTER I 

INTRODUCTION 

Chronic illnesses in children are a dominent health care problem in the 

United States. The “National Health Interview  Survey on Child H ealth” 

(Newacheck, Stoddard, & McManus, 1993), which surveyed 17,110 fam ilies, 

provided estimates of the prevalence of childhood chronic conditions and 

reported that approximately 20 million children under the age of 18 years had one 

or more chronic illnesses. This represents about 31% of underage children.

Advances in technology and knowledge have contributed to a growing 

population of children with chronic illness (Hobbs & Perrin, 1985). Dram atic 

medical advances in the last few decades have resulted in many chronically  ill 

children surviving for longer periods. For example, there was evidence of a 

sevenfold increase in survival to age 21 among children with cystic fibrosis and 

of twofold increase or greater in survival of children with spinal bifida, 

leukemia, and congenital heart disease (Jackson & Vessey, 1992). Technology 

has contributed to the increase in the survival of high-risk neonates and has 

generated a new category of chronic conditions called the medically fragile 

child. These advances in medical technology have also improved the care of 

children with acute illness and severe trauma.
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The use of technological resources has caused an increase in hospital 

costs. It was estimated that the care for an infant in the neonatal intensive care 

unit could exceed $100,000 (Blackman, 1991). Due to the need for cost 

containment, infants and children were being discharged sick with continuing 

reliance on advanced technologies and home care. Spiraling health care costs 

resulted in shorter hospital stays and i  shift to home care which was believed to 

provide an efficient and effective means for health care delivery (Neff & 

Anderson, 1995). Nurses caring for chronically ill children and their fam ilies in 

the home environment witnessed a rapid increase in the occurrence and 

complexity of care that children received at home.

Two most common chronic illnesses of infants and toddlers were 

bronchopulmonary dysplasia (BPD) and cystic fibrosis (Rozycki & Kirkpatrick, 

1993). The overall incidence of BPD was between 15% and 38% of premature 

infants (Northway et al., 1990). The most significant risk factor for the 

development of BPD was the degree of prematurity. The high survival rates of 

low birth-weight, preterm infants resulted in an increase in children with the 

disorder.

Clinical m anifestation of BPD varied depending on disease severity. It 

could range from a child with some pulmonary symptoms requiring 

bronchodilator treatment and diuretics to a child requiring a tracheotomy and 

mechanical ventilatory support for prolonged periods in the hospital and at home 

(Conte, 1992). In addition to respiratory needs, the other major need of these 

children was in the area of feeding and nutritional support. Gastroesophageal
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reflux, frequent em esis, hypermetabolic responses lim iting growth, and 

swallowing difficulties all contributed to the nutritional deficits found in these 

children. Developmental delays, found in approximately 34% of the children 

(Rozycki & Kirkpatrick, 1993) imposed an additional challenge to the family 

caregivers and family system itself. The goal of treatm ent of BPD was to 

maintain adequate oxygenation in order to promote growth and development, 

prevent further lung disease, and promote healing of the damaged lungs. 

Treatment consisted of oxygen therapy, drug therapy, and nutritional support.

Most of the burden of responsibility for care o f these children was placed 

on parents in the home. Parents were the primary caregivers, and their roles 

expanded significantly as children returned home with complex care regimens. 

The nurse’s role in the home was to support the parents in the capacity of 

primary caregiving. It was, therefore, essential that nurses understood parents’ 

perceptions of what it was like to live with and care for children who had 

chronic conditions.

Brookins (1993) described the United States as being comprised of strata 

of ethnic groups that shared some common threads but held on to beliefs and 

practices peculiar to their ethnicity of origin. Leininger (1991) stated that 

culture was an inherited lens of shared concepts and rules of meaning whereby 

society’s members perceived the world, guided their behavior, and determined 

their emotional reactions in daily living. It was the starting point for interacting 

with others since one’s perceptions are shaped by one’s cultural background. In 

short, culture was to society what personality was to the individual. With the
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cultural diversity of the United States population, it was presumptuous to 

assume that there was a uniform response by parents to caretaking of chronically 

ill children.

The primary source from which people learned to provide caretaking was 

from their cultural beliefs and values that influenced experience and practices 

during times of illness. That culture constrained the perceptual, explanatory, and 

behavioral options that individuals had for understanding and responding to 

illness was well documented (Giger & Davidhizar, 1995; Leininger, 1991; Masi, 

Mensah, & McLeod, 1993; Spector, 1996). Although much has been written 

about the chronically ill child and the family, little is known about how different 

cultural groups experience and manage their children’s long-term illnesses in the 

home.

Nurses and other health care professionals need to learn about and 

become sensitive to how families of different cultural backgrounds may perceive 

a child’s chronic illness, and how they cope with and manage the illness in the 

home. This knowledge will guide nurses in delivering culturally congruent care 

(Leininger, 1991). Families can then be helped to adapt and manage the chronic 

illness at home by using interventions that maintain, accommodate, or repattern 

the cultural ways.

Purpose of the Study

Research on care of the chronically ill child has not exam ined the 

influence of cultural patterns on caring for and coping with a chronically ill 

child at home. Such knowledge is crucial to providing health care that is sensitive
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to a m ulticultural population. This study examines how African-American, 

H ispanic, and Caucasian families perceived the stresses of caregiving and how 

they coped with and managed the delivery of care for a child with 

bronchopulm onary dysplasia. From this comparative, descriptive approach, the 

richness and diversity of the human experience is described. Universal responses 

as well as culture-specific responses are clarified.

The research questions guiding this study were as follows.

1. How do families o f chronically ill children perceive their ch ild ’s health 

problems and caretaking needs?

2. How do families cope with the stresses of caring and managing the 

delivery of treatment to these children at home?

3. W hat strategies are used in providing this health and illness care?

Definition of Terms 

Bronchopulmonary Dysplasia (BPD)

Bronchopulmonary dysplasia is a chronic obstructive pulmonary disease 

that occurs in some infants who have required increased levels of oxygen and 

mechanical ventilation, or who have had serious respiratory problems such as 

meconium aspiration, pulmonary hypertension, and neonatal pneumonia. 

Chronically 111 Children

Chronically ill children refers to those with BPD, a condition that 

requires ongoing health care intervention which is provided by a family 

caregiver.
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Families

The term families refers to individuals with children with a diagnosis of 

bronchopulmonary dysplasia who have direct caretaking contact and/or are part 

of the group of individuals living with the child with chronic illness.

Family Coping

Family coping refers to responses made by the family as a unit and as 

individuals to stressors.

Assumptions

The following assumptions were made in this study.

1. Subjects were truthful and reported their perceptions accurately.

2. Subjects were able to describe their experiences as they lived through 

the event.

S ignificance

This study will be useful for health care providers caring for or interested 

in becoming more culturally responsive to the needs of chronically ill children 

and their families. Universals as well as culturally divergent patterns of care in 

response to chronic illness can guide the practitioner in assessment and 

intervention. The investigation will provide more inform ation to increase 

understanding of the psychological and social stresses on families of children 

with chronic illness living at home, Additionally, it will provide insight into 

family coping strategies. This information will help to determine the support 

needs of the families and enable the planning of more effective and coordinated 

services.
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The study offers information which may be helpful in dealing with 

various aspects of BPD care; the following suggestions are offered.

1. Provide psychosocial care to families during discharge planning.

Nurses in the hospital can provide detailed information and expectations with 

regard to home care.

2. Assess family functioning with regard to the stresses and problems 

which may occur in home care.

3. Allow for more discussion with families regarding the stresses of home 

care, and work with families in anticipating and coping with problems that may 

arise.

4. Serve as the family advocate to obtain needed inform ation and 

services.

5. Understand cultural issues and the impact of culture on the care of the 

child in the home.
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CHAPTER II 

REVIEW OF THE LITERATURE 

This study was designed to examine caretaking needs and coping 

responses in families of different cultural backgrounds caring for an infant or 

child with bronchopulmonary dysplasia (BPD). This chapter, which reviews the 

literature relevant to this area, includes a general overview of children with 

BPD, the effect of chronic illness on the family, and the role of culture in 

perceiving and adapting to chronic illness.

Bronchopulmonary Dysplasia 

Bronchopulmonary dysplasia is a chronic obstructive pulmonary disease 

that occurs in some infants who have required increased levels of oxygen and 

mechanical ventilation. It is a complication seen in infants who have been 

exposed to high oxygen concentrations and positive pressure ventilation for 

prolonged periods of time. BPD usually occurs in premature infants who have 

survived respiratory distress syndrome (RDS). Lung immaturity seems to be the 

key factor in the development of RDS and eventually BPD (McAleese, Knapp, & 

Rhodes, 1993). It is also found in term infants with serious respiratory problems 

such as meconium aspiration, pulmonary hypertension, and neonatal pneumonia 

(Conte, 1992).
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Pressures of mechanical ventilation damage bronchial epithelium. 

Macrophages and polymorphonuclear cells, causing airway edema, then invade 

the airways. Alveolar walls become thickened and fibrotic changes occur in the 

airways and alveoli. The continued use of oxygen affects the growth and 

development of lung structures, reducing the number of developing alveoli by 

one third to one half the number within a normal lung. Cystic and atelectatic 

areas develop in the lungs, predisposing the infant to pulmonary hypertension. 

There also may be loss of cilia, which decreases the lungs’ ability to remove 

mucus, leading to mucus plugs and atelectasis (Conte, 1992).

Because of an increased resting metabolic rate, frequent respiratory 

exacerbations, and feeding problems, the infant with BPD has increased 

nutritional needs (Hazinski, 1990). Gastroesophageal reflux (GER) is a common 

gastrointestinal dysfunction seen in children with BPD. Frequent emesis occurs 

during and after meals. Poor growth patterns despite adequate caloric intake, 

frequent episodes of aspiration pneumonia, and m ultiple setbacks in pulmonary 

states are typical of GER. There are medications to alleviate the problem; however, 

if symptoms persist and the clinical picture does not demonstrate improvement, 

it may be necessary to have Nissan fundalplication surgery (Conte, 1992).

Delayed initiations of oral feedings, prolonged oral intubation, recurrent 

em esis, fatigue, and aversion to food contribute to poor feeding abilities. 

N utritional needs are difficult to meet because of poor gastrointestinal tolerance, 

restricted fluid intake, and increased caloric needs related to the increased work 

of breathing (Conte, 1992). A gastrostomy tube may be necessary in infants w ith
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severe BPD and feeding problems. Special high-caloric formulas containing 

medium-chain triglycerides or the addition of polycose to the formula may be 

useful in meeting the increased caloric needs of these infants.

Because oxygen consumption increases during oral feeding, pulse 

oximetry values, respiratory rates, and work of breathing are altered. Studies 

have shown that infants with BPD have more hypoxemia before, during, and 

after feedings (Singer, Martin, & Hawkins, 1992).

Infants with BPD are often developmentally delayed; figures as high as 

34% are quoted for incidence of moderate to severe developmental delays in 

infants. When BPD babies are compared with control infants of like gestational 

age and birth weight, the BPD babies do not grow as well, due to poor nutrition, 

chronic hypoxia, and infections. Further, they are at risk for growth failure due 

to poor parental bonding (Rozycki & Kirkpatrick, 1993). Growth delays often 

extend into the second year of life.

The majority of infants with BPD show gradual improvement during 

hospitalization and eventually recover sufficiently from chronic lung disease to 

be perm itted to go home. Pinney and Cotton (1976) first reported on the use of 

home oxygen therapy for infants with bronchopulmonary dysphasia. Glassanos 

(1980) described a hospital discharge protocol in which, after extensive 

counseling, parents were asked if they wanted to take their oxygen-dependent 

infants home. When the parents were ready, the infants were sent home on a trial 

basis. Today, oxygen-dependent infants with BPD are routinely sent home as 

soon as their conditions are stabilized. Infants are usually able to be discharged
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to the home if they (a) are able to feed adequately to gain weight, (b) require 

only low concentrations of oxygen, and (c) can maintain acceptable 

transcutaneous concentrations during routine activities, such as feeding, bathing, 

and crying (Conte, 1992).

The infant’s needs upon discharge often include supplemental oxygen, a 

cardiorespiratory monitor, chest physiotherapy, medications, and extensive 

follow-up services. The goal is to teach the family members that they can 

provide care for their child. When parents feel comfortable with basic care, they 

can be taught the m edical, nursing, and respiratory procedures that are necessary 

at home (Barnhart & Czervinske, 1995). Parents of an infant with BPD have to 

demonstrate the ability  to provide such care as feeding, oxygen support, 

suctioning, giving medications, and monitoring. Discharge planning, 

coordination of home care, and follow-up services are essential, as these infants 

require constant treatm ent and monitoring after discharge.

Hospitalizations, financial burden, complex daily medications, and 

treatment schedules can cause stress to the family (Baley, Hancharik, & Rivers, 

1988). Klein-Berndt (1991) presented a case study examining one fam ily’s 

adaptation to the birth, prolonged hospitalization, and home oxygen management 

of an infant with severe BPD and identified factors that influenced a fam ily’s 

coping abilities. These included community services, social supports, and 

finding meaning out of their experience.

Most infants with BPD do improve. However, during the first year of life, 

more than 40% require rehospitalization because of acute viral respiratory tract
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infections. Recent reports indicated that surviving children with BPD had 

abnormal lungs and abnormal pulmonary function. These children are at 

increased risk for readmission to the hospital during early childhood because of 

infection or reactive airway disease. It appeared that many older school-age and 

teenage children who had BPD now have serious pulmonary dysfunction 

(Rozycki & Kirkpatrick, 1993).

Chronic Illness in Children

Definition

Several definitions have been used to describe chronic illness. Lubkin and

Larsen (1998) defined it from a nursing perspective.

Chronic illness is the irreversible presence, accumulation, or latency of 
disease states or impairments that involve the total human environment 
for supportive care and self-care, maintenance of function, and prevention 
of further disability, (p. 6)

Common Trajectories and Adaptive Tasks

The onset and progression of a chronic illness were viewed as a stressful 

life situation for the family system. Research findings and clinical observations 

led to the conclusion that although certain chronic conditions might have caused 

specific problems, overall there were consistent stresses or problems which 

individuals or families of children with chronic conditions experienced. A 

review of several different models and research studies addressing tasks of 

chronic illness showed that the tasks could be collapsed into the categories of 

disease management, normalization, social support and interaction, managing 

stress and family dynamics, financial concerns, interacting with others, and
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negotiating the health care system. Table 1 collapses several of these models to 

display the sim ilarities and differences. This conceptualization presented in 

Table 1 and expanded upon in the narrative serves as the theoretical model for 

the study.

Strauss and G laser’s model (1975) of chronic illness derived from 

grounded theory research was the first study to demonstrate that individuals with 

chronic illness, regardless of the diagnosis, shared sim ilar tasks which they had 

to accomplish to manage the chronic illness. These tasks included (a) preventing 

and managing crises, (b) controlling symptoms, (c) managing treatment 

regimens, (d) overcoming social isolation, (e) learning to handle the trajectory, 

(f) normalizing both interaction with others and style of life, and (g) managing 

financial areas. These tasks provide a framework for understanding how fam ilies 

reacted to and dealt with chronic illness. Continuing research by Strauss,

Corbin, Fagerhaugh, et al. (1984) identified an additional task of confronting 

psychological, marital, and fam ilial problems.

Corbin and Strauss (1992), working with the model by Strauss, Corbin, 

Fagerhaugh, et al., studied other families with chronic illness and adapted the 

task model to a trajectory framework. In this model, the trajectory concept was 

applied to chronic illness, recognizing the disease course as one that varied and 

changed over time. Trajectory was described as the illness/chronic condition that 

required the united efforts of the individual, family, and health care practitioners 

in order to shape it. Shaping meant to determine its eventual outcome, manage 

any symptoms, and handle associated disability. The model posited that although
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Table 1

Theoretical Model

Categories 
of adaptive 
tasks Theorists

Strauss & Ray &
Glaser Canam Kodadek Murphy Ritchie Wills

Adaptive Adaptive Adaptive
tasks tasks tasks Stressors Stressors Needs

Disease Prevention Accepting Acquiring Concerns Unpredictable Physical
management & the knowledge about illness needs

management condition Seeking medical trajectory
of crisis Managing information condition
Controling the about
symptoms condition diagnosis
Managing Daily Learning
treatment coping diagnostic
Learning with related
to handle ongoing care
the crises and
trajectory stress

Social Overcoming Establishing Social Lack of a Support
support social a support isolation supportive needs

isolation system family Isolation

Normal Normal Meeting Learning Disruption limitations
ization ization normal how to in normal on time

develop manage family
mental threats to living
needs of normal
child ization
Develop Seeking
mental appropriate
needs of schooling
other
family
members tahle continues
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Table 1—continued

Categories 
of adaptive 
tasks Theorists

Strauss & Ray &
Glaser Canam Kodadek Murphy Ritchie Wills

Adaptive Adaptive Adaptive
tasks tasks tasks Stressors Stressors Needs

Financial Managing Financial Economic
concerns finances burden impact

Managing Dealing Coping Learning Disruption Restriction Family
stress & with the with to parent a in family of usual interaction
family psychological, ongoing handicapped relations family need
dynamics marital, stress and child Emotional activities

and family crisis responses
problems Assisting of guilt,

family grief,
members anger,
to manage anxiety, &
feelings depression

Learning
Interaction Educating to manage
with others the
others about the responses

chronic of others
condition

Seeking
Negotiating appropriate Fragmented Health care Provision
the health health care and system for
care services uncoordinated medical
system health and care

support
services
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trajectories were uncertain, eight phases could be determined from crisis to 

dying, each phase reflecting reversals, plateaus, upward movements and drops in 

illness parameters as shown in Table 2.

Table 2

Definition of Phases

Phase Definition

1. Pretrajectory Before the illness begins, the preventive phase, no signs or 
symptoms present

2. Trajectory onset Signs and symptoms are present, includes diagnostic period

3. Crisis Life threatening situation

4. Acute Active illness or complications that require hospitalization 
for management

5. Stable Illness course/symptoms controlled by regimen but not 
requiring hospitalization

6. Unstable Illness course/symptoms not controlled by regimen but not 
requiring hospitalization

7. Downward Progressive deterioration in physical/m ental status 
characterized by increasing disability/sym ptom s

8. Dying Immediate weeks, days, hours preceding death

Note. From The Chronic Illness Trajectory Framework: The Corbin and Strauss 
Nursing Model (p. 17), by P. Woog, 1992, New York: Springer.

The authors reported that not all families with chronic illness went through 

all the phases. The illness course could be shaped through the knowledgeable
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and skillful management of health care professionals, individuals with chronic 

illness, and family. The work of caregiving and caretaking focused on the need 

to: “(a) shape the overall illness course, (b) control any immediate symptoms, 

and (c) handle disability” (Corbin & Strauss, 1992, p. 17). The scheme included 

not only the medical treatm ent plan, which often included the use of complicated 

forms of medical technology, but also other strategies to manage the disease.

Canam’s (1993) research showed similarities to that of Strauss, Corbin, 

Fagerhaugh, et al. (1984) and Corbin and Strauss (1992) but focused specifically 

on the tasks that the family of the chronically ill child had to accom plish to 

facilitate adaptation. Canam ’s eight tasks included: (a) accepting the condition,

(b) managing the condition daily, (c) meeting the normal developmental needs of 

the chronically ill child, (d) meeting the normal developmental needs of other 

family members, (e) coping with ongoing stress and crisis, (f) assisting family 

members to manage feelings, (g) educating others about the chronic condition, 

and (h) establishing a support system.

Canam’s (1993) first task of accepting the child’s condition had some 

overlap with that of Strauss, Corbin, Fagerhaugh, et al. (1984) who believed in 

confronting psychological problems. It is also similar to Corbin and Strauss’s 

(1992) model inherent within the trajectory onset, crisis, and acute phases of 

chronic illness. Canam noted that the family often reacted to the condition with 

shock and disbelief. To complete the task, Canam stated that learning gave 

meaning to the illness, which ultimately facilitated family functioning. Other 

coping strategies found beneficial to complete the task included (a) active
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participation in religious beliefs that provided meaning to the family situation,

(b) adoption of an optim istic view of the situation with hope for the future, and

(c) viewing the situation as a challenge whose outcome the family system could 

control. Comparing their situation to that of other fam ilies with similar 

conditions helped to change families’ perceptions.

The second task, managing the child’s condition daily, required the family 

to have accurate and complete information about the disease and its treatment. 

Two important coping strategies were facilitative o f this task: (a) the family had 

positive relationships with the health care team, and (b) the family was socialized 

in the health care system , which became part of the fam ily’s environment.

The task of meeting the child’s normal developmental needs involved the 

ability to engage in normal development activities. Normalization was seen as a 

coping strategy where individuals focused on what the child could do. The focus 

reinforced the strengths of the situation,and thereby reinforced a positive 

optimistic attitude. As chronic illness disrupted family functioning, an important 

adaptive task defined by Canam (1993) and shared by Strauss, Corbin, 

Fagerhaugh, et al. (1984) and Corbin and Strauss (1992) was that of meeting the 

developmental needs of other family members. Integral to this were open 

communication, sharing family responsibilities, role negotiation, and role 

flexibility. Canam noted that members may have coped differently, but they 

needed to strive for mutual support to maintain fam ily unity.

Coping with ongoing and periodic stress was an adaptive task shared by all 

three theoretical models. Coping strategies were identified by Canam (1993) to
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include using problem-solving techniques to (a) facilitate management, (b) direct 

efforts to decrease emotional reactions, and (c) use spiritual beliefs to offer 

meaning and hope.

Canam (1993) identified feelings of anxiety, guilt, fear, resentment, anger, 

and depression in family members as they dealt with the grief caused by having 

a child with chronic illness. Expressing feelings, talking with supportive people 

or attending a support group were identified as strategies to complete this task.

The family had to learn not only about caretaking requirements, but also 

they had to be able to handle the adaptive tasks of educating others about what 

the chronic condition included and answer questions from friends, neighbors, 

teachers, and others with whom their child came in contact. Conducting open, 

frank, family discussions were an important part of this strategy. Canam (1993) 

reported that in teaching others, the family learned about illness and internalized 

understandings.

Identifying and accessing community resources provided valuable support 

to the family. Having support outside the family in the social environment 

facilitated effective family adaptation. Strauss, Corbin, Fagerhaugh, et al. (1984) 

addressed the need to overcome social isolation, and Canam (1993) broadened 

the concept focusing on the need to establish a support outside the family.

Kodadek (1985) examined the adaptive tasks required of families having 

a handicapped child in the home. The similarities to Canam ’s tasks were 

striking. The eight tasks defined by Kodadek included (a) acquiring knowledge,

(b) seeking inform ation about the diagnosis, (c) learning diagnosis-related care,
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(d) seeking appropriate health care services, (e) learning to parent a handicapped

child, (f) learning to manage the responses of others, (g) learning to manage

normalization, and (h) seeking appropriate schooling. Learning how to parent a

handicapped child and seeking appropriate schooling were the two tasks that

varied from Canam’s model.

Murphy (1988) examined constant stresses which fam ilies with

chronically ill children had to manage. Murphy described these stresses:

(1) disruption in fam ily relationships, (2) disruption in normal family 
living, (3) financial burden, (4) social isolation, (5) fragmented and 
uncoordinated health and support services, (6) concerns about the medical 
condition, and (7) em otional reactions of guilt, grief, anger, anxiety, and 
depression. (Murphy, 1988, p. 26)

Although the stresses were sim ilar to those identified by Strauss, Corbin, 

Fagerhaugh, et al. (1984) and Canam (1993), M urphy’s list was the first to 

mention the stress of dealing with a fragmented and uncoordinated health care 

system.

Wills (1983) examined the home care needs of children with 

tracheotomies. She explored these needs by interviewing eight mothers during 

the first seven months their infants were at home. Wills defined both physical 

aspects of the child’s care and psychosocial needs. The physical aspects identified 

included (a) maintenance of a patent airway, (b) protection from infection,

(c) speech development, and (d) feeding. The psychosocial needs she identified 

included (a) the need for support, (b) isolation and lim itations on time, (c) the 

economic impact, (d) fam ily interaction, and (e) provision for medical care. 

Unique to these findings was the specific mention of lim itations on time.
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Ray and Ritchie (1993) used a semi-structured interview to identify a 

range of situational and personal factors that influenced parents’ coping 

strategies in caring for their child at home. The Coping-Health Inventory for 

Parents (CHIP) (cited in Ray & Ritchie, p. 219) was used as an index of coping. 

The study examined 29 parents’ perceptions of the stressfulness o f coping with 

their chronically ill ch ild ’s home care. Three themes were apparent among the 

most helpful strategies identified by parents. They were (a) m aintaining family 

strength, (b) maintaining a hopeful and optimistic outlook, and (c) getting the 

illness care tasks accomplished. The situational factor that had the greatest 

impact on these families was having a supportive spouse, family, or friends. 

Other situational factors were (a) an unpredictable illness trajectory, (b) the 

inability to have a break from the caregiving role, (c) insufficient funds to meet 

living and medical expenses, and (d) the health care system. These factors fall 

within the categories of disease management, social support and interaction, 

managing stress and family dynamics, and negotiating the home care system. 

Stresses Unique to Home Care

In addition to the stressors, needs, and adaptive tasks of chronic illness, 

the family had to learn to cope with stresses unique to providing medical care in 

the home setting. Murphy (1988) was interested in determining the fam ily’s 

perceptions of home care as it affected family functioning, coping strategies, and 

perceived benefits of home care from the time of discharge planning through the 

initial and extended periods of home care. Most of the parents interviewed 

reported having problems with the nurses in the home. They complained of
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poorly trained or incompetent individuals, loss of privacy, inconsistency in

staffing, general laziness, and being judged by nurses.

Murphy’s (1988) findings also showed sim ilarities to the task model

defined in Table 1. A m ajor task for the families was to feel more normal. Social

isolation was also identified as a major concept. Fifty-seven percent of the

parents stated that the whole family could not engage in activities outside the

home. Seventy-one percent reported that having a chronically ill child at home

was the reason for decreased family activities. Stevens (1994) reported that

social isolation and inadequate respite care were concerns of parents.

In a qualitative study by Aday and Wegener (1989), it was found that the

majority of families indicated having the child at home was an overall positive

experience. The adjustments that they had to make in this process included:

increased responsibility involved with transferring many of the technical 
aspects of the ch ild ’s care to the family, the tensions created with the 
entry of a nurse into the home and into the fam ily’s life . . . and the 
constancy of the demands involved with the required care for the child. 
(Aday & Wegener, 1989, p. 116)

This study also noted financial concerns. Sixty percent of families identified the 

burdensome nature of out-of-pocket expenses for items such as appointments, 

phone bills, transportation, and medical supplies not covered by insurance plans.

Stevens (1994) used a serai-structured interview and McCubbin’s (1984) 

Familial Invulnerability Test (cited in Stevens, p. 6) to examine how 20 fam ilies 

coped with caring for an infant on cardiorespiratory monitors in the home. The 

families identified several stressors in the care of the infant. Eighty-five percent 

of the parents in the sample reported that the persistent gravity of the situation
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was the most stressful part of caring for their infant. Their comments suggested 

that the constant threat of the infant’s death, reinforced by both the visible and 

audible presence of machinery, as well as uncertainty about the infant’s future, 

was very stressful. It was further indicated that it was stressful to relax while the 

infant was in the care of incompetent and non-nurturing home care nurses. 

Seventy percent said that their own feelings of inadequacy and lack of 

confidence in the management of medications, monitoring equipment, and 

assessment of the infant were a source of stress for them. Fifty-five percent 

described social isolation due to the constant monitoring and continual care 

demands of the infant as stressful. Financial hardship or inadequate financial 

assistance for infant care was reported by 20% of the participants.

Process of Coping With or Managing 

Stressors. Needs, and Adaptive Tasks

As may be observed, the researchers found sim ilar areas of concern. It is 

important to understand the process of managing these caretaking challenges. 

Clawson (1996) emphasized that adaptation to chronic illness was a process that 

required time. Several research studies examined the process to better define 

how families proceed with managing the challenges of chronic illness. Common 

to all of the processes reviewed was the realization that the process was 

dynamic, with ongoing and emerging learning and behavioral changes.

Perkins (1993) used grounded theory to explore the process of becoming 

proficient, parental caregivers. The author confined her study to chronically ill 

children in hospital. The theory generated in Perkins’ study proposed that
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parental caregiving characteristics were acquired systematically as parents 

incorporated new knowledge and altered their behaviors to manage caregiving 

responsibilities. The “caregiver identity emergence phases” were used to explain 

the process that occured as parents took on and managed the caregiving of 

chronically ill and disabled children. Identity emergence occurred in three 

developmental phases: (a) protection agent, (b) survival agent, and (c) the 

establishment of “central person.” These phases of identity were described as 

agent work in Perkins’ theory. The identity phases evolved with gradual changes 

in commitment, involvement, and knowledge.

Phase 1, the protection agent phase, involved much learning and 

discovering. Parents gathered basic information about themselves as parents and 

caregivers. Although parents in this phase were committed, their caregiving and 

parenting skills were limited. Through daily contact with their child , they 

learned how to seek supportive resources. As they entered Phase 2 of their 

identity as caregivers, that of survival agent, they learned how to cope with the 

difficulties of caring for their child. Their skills became more sophisticated as 

they became more knowledgeable. With their new knowledge and skill they 

entered Phase 3 as central person, where the parent was confident, assertive, and 

could verbalize priorities, tasks, and requirements. The process of acquiring 

knowledge varied in each identity phase. This is summarized in Table 3

In the first phase, protective agent, knowledge was initially  lim ited and 

was gained from observations when the parent was not actively involved in the 

clinical care. Knowledge broadened in the survival agent phase as the parent
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Parental Knowledge in Each of the Three Identity Phases

25

Protection agent Survival agent Central person

Acquires preliminary 
and giving knowledge

Acquires intim ate child 
knowledge and 
rudimentary clinical 

information

Becomes aware of the
communication
deficiencies

Is unfamiliar with most 
clinical and caregiving 
situations

Finds medical terms and 
techniques to be new 
and unfamiliar

Merges and improves 
acquired clinical/parenting 
knowledge and skills

Appraises child’s 
limitations and learns how 
to supplement them

Establishes symbolic 
communication patterns 
with child

Understands a sm all 
number of clinical and 
caregiving techniques

Uses and understands 
some medical terms

Masters specialized 
clinical knowledge and 
skills

Knows how to supplem ent 
own knowledge

Can translate child’s signs 
to others and vice versa

Uses existing clinical 
knowledge to learn new 
skills

Uses most medical terms 
routinely and with ease

Note. From “Parent-Nurse Collaboration: Using the Caregiver Identity 
Emergence Phases to Assist Parents of H ospitalized Children with D isabilities,” 
by M. T. Perkins, 1993, Journal of Pediatric Nursing. 8(1). p. 5.

encountered various types of professionals. Clinical knowledge was more 

sophisticated and was obtained with more precision during the survival agent 

phase. The illness and hospitalization data, which accumulated rapidly, were 

organized by the survival agent for future reference by journals, calendars, or 

appointment books. Parents could, at this point, describe the “work” of caring
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for the child. In the last phase, the parent or central person had a broad base of 

explicit knowledge.

As the parent moved through the identity phases of acquiring knowledge, 

there were gradual increments in independent involvem ent in the child’s care. In 

the first phase, parents learned that participating in the child’s care increased their 

knowledge, Learning took place initially through ordinary participant observation 

as the parent caregiver moved from spectator to active participant. In the survival 

agent phase, parents took a more assertive role in assessing and managing resources. 

In the hospital, the focus of parental observing changed from a learning activity 

to around-the-clock monitoring of the ch ild’s care. Parental caregiving activities 

overlapped with specialized professional caregiving activities. The groundwork 

was laid for becoming a skilled and medically literate caregiver, the child’s 

central person. Parental involvement in care is summarized in Table 4. Perkins’ 

study, however, did not look at parent coping strategies during each phase.

Austin (1990) examined the process of coping with chronic illness by the 

families. She explained that families moved through four stages in adaptation: 

disbelief, anger, demystification, and conditional acceptance. The first two stages 

were similar to Kubler-Ross’s (1969) initial stages of the grief process. In the 

first stage, there was disbelief in the truth of the diagnosis or episode. As disbelief 

subsided and parents began to understand the ramifications of having a chronically 

ill child, the stage of anger usually began. Parents might experience feelings of 

guilt, anxiety, and depression. In the demystification stage, parents generally 

sought information about their child’s condition. In learning about the disorder
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Table 4

Parental Involvement in Care in Each of Three Identity Phases

Protection agent Survival agent Central person

Has uncertainties about 
self and child limited 
involvement

Directs efforts toward 
keeping the child alive; 
normalizes the life of 
child and family

Focuses on wholeness of 
child

In hospital situations is 
an onlooker; assists staff 
when requested

Acts as participant and 
observer; assists staff 
with caregiving activities

Is primary performer of 
caring tasks in hospital; 
staff assists caregiver

Explores and accesses 
some services of others

Selectively assists and 
accepts services of others

Negotiates and monitors 
services of others

Uses indiscriminate 
information receives 
from others

Filters information and 
and checks answers to 
questions

Uses proficient 
investigative skills

Has limited involvement; 
primarily performs 
supportive tasks

Is selectively involved; 
supports the child by 
performing clinical 
tasks using personalized 
techniques

Is completely involved; 
directs the involvement of 
others

Remains with child 
when hospitalized, for 
emotional support

Expands purposes of 
remaining with child 
from emotional to 
quasi-clinical

Coordinates and evaluates 
performances of health 
care providers

Note. From “Parent-Nurse Collaboration: Using the Caregiver Identitv 
Emergence Phases to Assist Parents of Hospitalized Children with Disabilities,” 
bv M. T. Perkins. 1993. Journal of Pediatric Nursing. 8 ( I -), p. 7.
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and its treatment, parents generally felt less anxiety and guilt, and they 

developed a sense of control, which indicated that they were entering the final 

stage of adapting. In the last stage of conditional acceptance, parents changed 

and included the illness in their view of the child and the family. Family 

activities accommodated the physical condition. Even if  the condition was not 

well controlled, parents showed a sense of control by developing strategies to 

handle problems. During this stage family members often saw positive aspects in 

dealing with a chronic disorder.

Gibson (1995) studied the process of empowerment in m others of 

chronically ill children. The sample consisted of 12 mothers of neurologically 

challenged children. From her data, Gibson identified several com ponents of the 

process of empowerment. In the first phase, discovering reality, the mothers 

responded emotionally, cognitively, and behaviorally. Emotionally, the diagnosis 

initiated a grief response. They experienced a range of feelings as part of the 

process of accepting the situation and realizing that certain aspects could not be 

changed. They were driven by a sense of hope and optimism that their situation 

would improve. Cognitively, they sought information that would help them to 

understand. They gathered as much knowledge as possible from books, 

pamphlets, doctors, nurses, and other mothers. The mothers had a strong need 

for information to explain the ch ild ’s condition and to advise them of ways in 

which they could help the child. Behaviorally, the mothers assumed responsibility 

for the child, and their constant monitoring enabled them to discern problems 

and interpret symptoms.
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Frustration was a major theme in all of G ibson’s (1995) interviews. 

Mothers encountered many frustrations in the family, in the health care system, 

and in themselves. W ithin the family, the m other assumed the majority of the 

caretaking activities; the mothers reported the frustration they experienced at the 

care being, primarily, their responsibility. A m ajor frustration with the health 

care system was that traditional medical care could not provide any hope.

In the second phase, mothers invoked the process of critical reflection in 

order to be able to take charge of their situation and develop a sense of personal 

power. Through this process, they became aware of their strengths, abilities, and 

resources, and they found meaning in their situation. Aware of their strengths and 

confident of their knowledge, the mothers entered the third phase of taking charge 

of the situation. This phase of taking charge entailed (a) advocating for the child,

(b) learning the ropes to interact with the health care system, (c) learning to persist 

to get the attention they needed for the child, (d) negotiating with health care 

professionals, and (e) establishing a partnership in which mutual respect and open 

communication existed between the health care professionals and the mothers.

In the final phase of the process, holding on, the mothers were able to 

maintain their own sense o f power. Throughout the process, mothers benefited 

by support they received from sources such as family, friends, health care 

professionals, and other mothers.

Coping Strategies

The previously described studies in chronic illness identified coping 

strategies used by caretakers as they dealt with chronic illness or disability of
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the infant or child and performed the management of care that is required. 

Lazarus and Folkman (1984) viewed coping as the cognitive and behavioral 

efforts made by individuals to deal with the internal and/or external demands of 

a situation with which they are confronted. These efforts were aimed at two 

main targets: to manage or alter the situation, and to control the emotional 

reactions arising from the situation. Coping is effective to the extent that 

individuals have the skills and motivation to manage or alter their situations and 

are able to regulate their emotional responses so that their energies can be 

directed towards meeting the demands of the situation (M echanic, 1974).

Stevens (1994) investigated family resources to meet the crisis of having 

a chronically ill child in the home. Seventy percent of the sample reported that 

they sought emotional and tangible support from their spouses to manage the stress. 

Seventy percent found that receiving reassurance from a health care provider as 

well as oral information on how to care for the medical needs of the infant were 

helpful in managing the stress. Other aid included receiving emotional and 

instrumental support from a friend and from the grandmother. Parents used three 

definitions of learning to make sense out of their experience: accepting that 

stressful events are a fact of life; having faith in God; and redefining the 

problem in a more positive way.

Additional coping strategies used by the family in Stevens’ study included 

problem focused coping and emotion focused coping. Vigilance or continual 

concentration on the infant’s status was the major strategy used in problem 

focused coping. Other strategies included problem solving, maintaining control
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of their infant’s care, and seeking information. Emotion focused coping 

strategies included accepting, crying, yelling, physical exercise, distraction, 

positive self-talk, and prayer. A pilot study (Teague et al., 1993) involving 

families with technology dependent children produced sim ilar results.

Heaman (1995) examined coping strategies of 203 parents of 133 children 

with developmental disabilities. Data on the coping variables were collected using 

the Ways of Coping Questionnaire (cited in Heaman, p. 314). Coping strategies 

reported by the majority of mothers included (a) trying to keep feelings about 

the problem from interfering with other things, (b) letting feelings out somehow,

(c) trying to analyze the problem to understand it better, (d) concentrating on 

what to do next, and (e) talking to someone about feelings. Predom inant coping 

strategies of mothers were categorized as (a) seeking social support, (b) problem 

solving, and (c) receiving positive reappraisal. These coping strategies were 

similar to ones cited by Austin (1990),Canam (1993), and Gibson (1995). Ray 

and Ritchie (1993) identified personal factors that influenced parents’ appraisal 

and coping. They categorized these personal factors as follows: (a) beliefs and 

commitments, (b) health and energy, (c) problem focused coping strategies, and

(d) emotion focused coping strategies. Parents described many dimensions of the 

caregiving burden, and it was found that as the burden increased, the stress 

increased, and the use of coping strategies decreased.

Several research studies have focused specifically on coping strategies. 

Venters (1981), in reporting on families coping with cystic fibrosis, found the 

most effective strategies included (a) the ability to share the burden of the illness
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with others, and (b) giving meaning to the illness. McCubbin (1984) investigated 

parental coping with cystic fibrosis and reported the major strategies used were 

(a) acquiring social support from relatives and friends, (b) reframing and 

redefining stressful events to make them manageable, (c) gaining spiritual 

support, (d) acquiring and accepting help from the community, and (e) accepting 

passive appraisal of problematic issues. Holaday (1984) identified helpful 

strategies to respond to the demands of caring for a chronically ill child  as

(a) understanding o f the chronic illness, (b) normalizing the chronically ill 

child’s activities, and (c) receiving social supports.

Rawlins and Homer (1988) exam ined the effect of membership in a 

support group as a strategy to cope with chronic illness. They found that 

information gathering and sharing within a support group were helpful to 

families in that they enabled them to obtain cognitive understanding o f the 

child’s condition, of the treatment, and o f expected outcomes. The group also 

provided mutual support and friendship.

Knafl and Deatrick (1986) examined the concept of “norm alization” of 

families, a task also identified by Strauss, Corbin, Fagerhaugh, et al. (1984) and 

Canam (1993). The fam ilies in the Knafl and Deatrick study were able to 

manage and to norm alize their lives. Deatrick, Knafl, and Walsh (1988) found 

that the parents of the children with osteogenesis imperfecta made concerted 

efforts to participate in events as a fam ily unit. In their study of 15 parents, 

interviews revealed that parents worked to create a normal family life by 

planning fam ily outings and other fam ily-centered activities.
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Hope

Hope is defined as a multidimensional construct (M iller & Powers, 1988). 

Miller (1992), in her power resource model, included hope as one of the power 

resources for fam ilies with chronic illness. Many people with chronic disease had 

to face the downward trajectory, and maintaining hope was one way of coping 

with the situation and of sustaining support through stressful periods (Hymovich 

& Hagopian, 1992). Similarly, Patterson (1988) found that maintaining hope, 

optimism, faith, and courage helped parents to cope, for these sources of 

strength allowed them to find a philosophic or religious framework for 

understanding the condition.

Two spheres of hope were articulated: particularized and generalized 

(Dufault & M artocchio, 1985). Particularized hope referred to the anticipation of 

achieving a specific goal; it gave the incentive to continue with life’s 

responsibilities. Generalized hope contributed to a feeling of well-being. Owen 

(1989) identified attributes of hope as (a) goal setting, (b) positive personal 

attributes, (c) future redefinition, (d) meaning of life, (e) peace, and (f) energy.

Hinds and M artin (1988) explored the four phases of specific coping 

strategies which adolescents with cancer experience as they achieve hopefulness. 

The first phase, cognitive discomfort, was described as mental uneasiness and 

desire to be relieved of it. Thought reflection and thought stopping were two 

coping strategies associated with this phase.

The second phase, distraction, involved cognitive and behavioral activities 

to promote concentration on something either neutral or positive. Coping strategies
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included (a) doing something, (b) acknowledging that the situation could be 

worse, (c) stating the person had survived thus far, (d) looking for normalcy, (e) 

reminding oneself that God would take care of us, (f) gaining knowledge of 

survivors, and (g) finding comfort in knowing that others have hope for them.

The third phase, cognitive comfort, referred to periods of solace and 

lifting of spirits. Coping strategies included trying to forget about the disease 

and being hopeful.

In the last phase of achieving hope, personal competence, the person is 

perceived as resilient, resourceful, and adaptable. Sources of hope identified by 

M iller (1992) included (a) supportive behavior of significant others, (b) spiritual 

factors, (c) relief of symptoms, and (d) overcoming of adversity. Other sources 

of hope might include (a) having faith in caregivers and in therapy, (b) viewing 

human beings as having limitless potential for growth, and (c) using selective 

mental defense mechanisms.

On the other hand, hope was sometimes threatened by (a) despairing 

behavior and abruptness of the physician, nurses, and family (b) lack of 

information, (c) ambiguity, and (d) a sense of being a burden.

Norman Cousins (1983) argued that psychological factors could affect 

every aspect of human illness. He believed that the words used by the physician 

had a profound effect on the well-being of the patient and could either support 

or threaten hope. Words used by the doctor “can be gate openers or gate 

slammers” (p. 131). Cousins emphasized the importance of communicating 

negative information in such a way that it was received by the patient as a
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challenge rather than as a death sentence. When physicians used techniques for

communication that put the emphasis on the strategy of combat, proposed a

partnership, and described what modem medical science had to offer and what

the patient had to offer, they gave hope to the patient. The basic purpose was to

strengthen the hope that provided an essential environment for healing. It was

important to give reassurance and to listen to the patient.

Oliver Wendell Holmes summed it up when he told his medical students 
that successful medical practice required not lying but an ability by the 
physician to ‘round the sharp corners of truth.’ Truth can be told in a way 
that can potentate a patient or devastate him. It can lead to challenge or 
set the stage for shattering defeat. (Cousins, 1983, p. 142)

Uncertainty

Medical and technological advances of recent years have improved the 

life expectancy of children with chronic and life-threatening illnesses. All 

chronic illnesses engender a tremendous amount of uncertainty. Mishel (1993) 

described uncertainty as being “emotionally painful, resulting in anxiety and 

depression” (p. 47). Uncertainty accompanied the parents as they learned to 

manage the stressors, needs, and adaptive tasks associated with chronic illness.

Uncertainty is the inability to determine the meaning of illness-related 

events. It occured when the person was unable to predict outcomes because cues 

were lacking (Mishel, 1990). Three antecedent variables influenced the state of 

uncertainty: (a) the nature of the stimulus, (b) the information processing 

abilities of the individual, and (c) the resources available to assist the individual 

(Turner, Tomlinson, & Harbaugh, 1990). From their study on cancer patients, 

Weiner and Dodd (1993) acknowledged several aspects of uncertainty. Temporal
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uncertainty applied to the disruption of the person’s expectations of the future. 

An event judged to be uncertain consisted of one or more of the following 

characteristics: “(a) vagueness, (b) lack of clarity, (c) ambiguity, (d) lack o f 

predictability, (e) inconsistency, (f) probability, (g) m ultiple meaning, or (h) lack 

of information” (M ishel, 1981, p. 259). Mishel (1990) addressed the experience 

of living with the uncertainty of chronic illness. A lthough uncertainty that could 

not be eliminated from a person’s life caused a sense of disorganization and 

instability, it could move a person toward a new state of adaptation; in this new 

state, uncertainty was accepted as part of life. It could be viewed as an 

opportunity rather than as a danger (Mishel, 1990).

MacDonald (1995) found in her qualitative study of mothers (n = 4) of 

children with chronic renal disease that uncertainty emerged from the data as the 

central theme. It was described by all of the mothers as “living one day at a time.” 

These mothers described three phases of uncertainties: (a) finding out, (b) learning 

to live with chronic illness, and (c) worrying and thinking about the future. 

MacDonald noted it was not a linear process of phases but a trajectory on which 

the mothers traveled. Each of the phases had distinct characteristics, and each 

influenced the other phases.

Cohen (1993) explained how families living under conditions of sustained 

uncertainty incorporated it into their everyday life; she analyzed data from a 

5-year longitudinal study of 33 families with children who had cancer. A 

thematic analysis was performed, and uncertainty was found to be a m ajor 

source of family stress. During the second phase, data were obtained from a
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cross-sectional sample of parents of 21 children with a variety of life-threatening, 

chronic illnesses and from published accounts by parents of children with similar 

illnesses in the same diagnostic categories as those in the cross-sectional sample. 

Findings indicated that uncertainty was a process in which parents passed from a 

stable world to a reconstituted, uncertain world beginning with the diagnosis. To 

live with a child who has a life-threatening, chronic illness was to live with 

sustained uncertainty. Massie and Massie (1975) vividly described this 

uncertainty: “It is not the struggle but the unknown that we fear the most” (p. 245), 

because even if the disease is under control or in remission, the knowledge that 

the ch ild’s status could change with little or no warning robs parents of any 

respite from the reality of the threat.

Cohen (1993) claimed that the management of uncertainty required 

parents to manage six interactive dimensions of daily life that included (a) time,

(b) social interaction, (c) information, (d) awareness, (e) illness, and (f) the 

environment. After the diagnosis of chronic illness, the concept of time changes. 

Parents were tethered to the present and the near future, and they eventually 

realized that by adopting a one-day-at-a-time philosophy, uncertainty could be 

reduced. Social interaction could have an influence on parents’ awareness of the 

uncertainty surrounding their child’s status. Managing certain aspects of social 

interaction could reduce uncertainty. This involves deciding who should be told, 

how much should be told, and under what circumstances should it be told.

Management of information included (a) extracting information, (b) limiting 

information, (c) discounting information, (d) transforming information, and
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(e) modifying information. These techniques to dispel uncertainty were used in 

order to reduce stress. The management of awareness called for caregivers to use 

cognitive strategies to lessen awareness of the threat of uncertainty. Strategies 

for management awareness included routinizing the activities pertaining to the 

child’s illness so that caretaking could be performed without conscious thought 

or by making a deliberate effort not to think about it. By managing awareness, 

caretakers were able to normalize their lives for periods of time (Cohen & 

Martinson, 1988).

Managing the illness required constant vigilance so that problems could 

be detected and corrective action taken. With time, parents learned specific 

assessment skills to obtain the data that allowed them to make decisions. 

Managing also included management of the treatment regimen. Cohen (1993) 

reported that when caretakers were able to vary the therapeutic regimen and 

predict the consequences of their actions, they were able to decrease their 

uncertainty.

Turner, Tomlinson, and Harbaugh (1990) studied uncertainty in 13 parents 

with children in a pediatric intensive-care unit (PICU). After data analysis of 

interviews, the authors concluded that, within the experience of these families, 

four realms of uncertainty were identified: environmental, illness, caregiver, and 

family system uncertainty. They developed a preliminary model of Parental 

Uncertainty in the PICU. The first realm identified was generalized 

environmental uncertainty that encompassed not only the physical structure of 

the unit but also its rules, routines, resources, and staffing hierarchy. The second
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category, illness uncertainty, encompassed six areas of the unknown and 

ambiguous nature of the child’s condition and treatment. These six areas included 

(a) health care management, (b) causal conditions, (c) treatment, (d) illness 

severity, (e) expected course/prognosis, and (f) projected quality of life. The 

third realm, uncertainty, pertained to the caregiver and encompassed three 

themes related to the caregiver: (a) quality of care, (b) competency of caregiver, 

and (c) empathy of caregiver. The final category was family system uncertainty. 

The first theme was boundary uncertainty; the families experienced role ambiguity 

with the health care system. Parental role performance area circumscribed 

questions of how well parents were performing their role in caring for a sick 

child. Inter-role uncertainty brought forth questions about appropriate attention 

to the demands of the child’s care needs and those of personal, family, and 

employment. The final area of family system uncertainty concerned present and 

future effects of the illness. Parents attempted to project the effect on their life 

and on the family. The study examined the range of experiences of parents 

regarding this phenomenon, and the results indicated that these families associated 

uncertainty with feelings of increased anxiety and an overall lack of control. 

Siblings

Only in the last twenty years have researchers concentrated on the effects 

the chronic illness of a child has on the well siblings. Early research tended to 

emphasize the negative effects of decreased parental time and attention and the 

feeling of siblings of being left out of the fam ily process (Breslau, W eitzman, & 

Messenger, 1981; Lavigne & Ryan, 1979; Taylor, 1980; ). A number of m odern

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



40

investigators have documented psychological risks among siblings. Tritt and 

Esses (1988) found that depression and anxiety occurred twice as frequently in 

siblings of children with arthritis, diabetes, and gastrointestinal problems. In 

school-age siblings of developmentally disabled children, McHale and Gamble 

(1989) reported more anxiety and depression than in the control group. By 

contrast, other investigators found little or m inim al evidence to support McHale 

and Gam ble’s findings that siblings were at risk  (Daniels, Miller, B illings, & 

Moos, 1986; Treiber, Mabe, & Wilson, 1987). In fact, Drotar et al. (1981) 

reported that siblings o f children with cystic fibrosis and asthma were better 

adjusted than those in the comparison group. Increased pro-social sibling behavior 

was reported; in many cases, siblings were protective and caring of the impaired 

child, and empathy toward their sibling lessened their self-centeredness (Harder 

& Bowditch, 1982), increased their maturity, and heightened their responsibility 

(Faux, 1991). In general, there does not seem to be a direct relationship between 

being the sibling of a disabled child and suffering increased psychopathology.

Culture

Cultural Influences on Caretaking

and Coping with Chronic Illness

Anthropologists and sociologists have proposed many definitions of

culture. Purnell and Paulanka (1998) define culture as:

the totality of socially transmitted behavioral patterns, arts, beliefs, 
values, custom s, lifeways, and all other products of human work and 
thought characteristics of a populations of people that guide their world 
view and decision making, (p. 2)
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These behavioral patterns may be explicit or im plicit; they are primarily learned 

and transmitted within the family and are shared by the majority of the members 

of the culture. A fam ily’s reaction to a disability or illness, their expectations, 

the relationship patterns, and other facets of their lives were affected by their 

cultural background (Spector, 1995). Many cultural groups, based on their 

cultural beliefs, practices, and support systems, did not believe or address 

chronic illness in the same manner as mainstream American culture (Groce & 

Zola, 1993). According to these writers, three issues seemed to be almost 

universal in the lim ited number of cross-cultural studies. The culturally 

perceived cause of a chronic illness or disability was significant in all cultures 

and played a significant role in determining fam ily and community attitudes 

toward the child. The expectations for survival for the infant or child with 

chronic illness affected both the immediate and future care of the child. The 

social roles that society deemed appropriate for disabled or chronically ill 

children determined the resources that a family or community invested in the 

individual. Although experts recognized the influence of culture in shaping 

family responses to health problems, research linking cultural elements to the 

ways families deal with childhood chronic illness was scant.

Betz (1992) reported on a study that examined the diversity of ethnic 

groups’ representation in 319 research studies. Betz concluded that the findings 

highlighted gaps existing in the body of pediatric nursing research, showing 

culturally diverse populations had not been investigated specifically or 

extensively. Sterling, Peterson, and Weekes (1997) reported that all research
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relating to African-American families’ responses to caring for and managing a 

child with chronic illness was found in the literature concerning children with 

sickle-cell disease (SCD).

Parents identified multiple stressors associated with having a child with 

SCD; stressors included uncertainty of diagnosis, and the ch ild ’s life and 

relations with the extended family. Anionwu and Beattie (1981) reported that 

caregivers interviewed in their study believed the lack of professional 

information about SCD contributed to their poor coping skills and feelings of 

fear and helplessness. Parents of children with SCD used diverse coping 

strategies: praying, diverting attention, problem solving, seeking social support, 

and seeking information (Gil, Williams, Thompson, & Kinney, 1991). Studies 

showed that coping strategies used by parents, especially by mothers as primary 

caretakers of children with SCD, were not related to the severity of the child’s 

disease. The parents were influenced by psychosocial processes, such as the 

stress of daily hassles and internal support variables—knowledge and 

understanding about a ch ild ’s illness-and external support variables—social 

status, economics, and social resources (Sharpe, Brown, Thompson, & Eckman, 

1994; Thompson, Gil, Burbach, Keith, & Kinney, 1993). The extended fam ily’s 

kin network played an im portant role for caregivers of children with SCD. The 

primary caregiver was helped by group efforts of family members both within 

and outside the nuclear fam ily (McAdoo, 1982). Research reported that maternal 

kin provided assistance w ith transportation, household chores, meal preparation, 

and childcare.
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Toliver-Weddington (1990) reported that African-American acceptance of 

the diagnosis and acceptance of the treatm ent of craniofacial anomalies were 

different. Positive aspects of the culture that enhanced the treatment of disorders 

included the strength of the family and a strong religious belief system. Factors 

that may might have impeded intervention were economics and accessibility to 

health care.

A few studies compared cultural groups in their responses to chronic 

illness and strategies for managing it. The majority of studies were related to 

Asian cultures. An investigation by Anderson & Chung (1982) studied six 

Chinese and seven Caucasian families who cared for their chronically ill 

children. The patterns of interaction in Caucasian families observed by the 

researchers were different from those in the Chinese families. The Caucasian 

fam ilies wished to maintain the contentm ent and happiness of their children. 

Emphasis on minimizing the differences between the sick child and the other 

children was evident among all Caucasian parents, regardless of the ch ild ’s 

health problems. The reverse was true for the Chinese sample. They tended to 

help the child cope with limitations. The point to note from the Anderson and 

Chung study is that the Chinese fam ilies had a different world view from the 

Caucasian families. The findings emphasized how cultural factors influenced the 

ways in which families managed care.

Elfert, Anderson, and Lai (1991) explored the experiences and help-seeking 

behaviors of Chinese and Euro-Canadian families caring for a child with a 

chronic health condition. These two groups were selected to identify the ways in
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which cultural variation and the m igration experience influenced the illness 

experience and the help-seeking behavior of these families. The data showed 

that the Euro-Canadian parents saw the illness as affecting only selected aspects 

of the child’s life; the child as a whole was viewed as normal. The Chinese 

parents described the illness as having global effects on many aspects of the 

child’s present and future life.

Debout and Bradford (1992) used a questionnaire to research attitudes 

toward disorders such as cleft palate, dysfluency, and hearing impairm ent among 

Asian cultures and English-speaking North American culture. Results revealed 

significant group differences on item s involving the subjects’ beliefs about the 

emotional health of persons with speech disorder and about the potential ability 

of speech impaired persons to change their own speech. Many Asian cultures 

considered only physical disabilities in children worthy of professional 

treatment.

M ary’s (1990) study evolved due to the lack of cross-cultural research 

regarding parental reaction and the stages of reaction (stage model) to children 

with disabilities. The study was designed to explore the initial feelings and 

reactions of Black, Hispanic, and W hite mothers of children with developmental 

disabilities and to examine differences in reactions related to ethnicity. 

Interviews were held with 60 fam ilies—20 Black, 20 Hispanic and 20 White 

subjects—and data collected were based on 109 items. Alm ost all of the mothers 

(n = 57) reported strong feelings for their child immediately after the diagnosis. 

The most commonly expressed negative emotion was a feeling of grief or
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sorrow. About half of the sample across ethnic groups reported shock and guilt. 

No significant patterns related to ethnicity were revealed in the responses 

according to the grid questions. Content analysis of an open-ended question, 

which followed the grid in the interview schedule, revealed two trends. Nine 

Hispanic mothers gave comments reflecting a sense of self-sacrifice, whereas 

only three W hite mothers and no Black mothers gave this impression. A denial 

on the part of the husband that anything was wrong or different about their child 

was reported by nine Hispanic women. Only two W hite mothers and no Black 

mothers reported spousal denial.

Hispanic mothers said that in dealing with their emotions they experienced 

loneliness because of unwillingness on the part of their husband to recognize the 

disability and discuss it. Mary (1990) concluded that the self-sacrifice on the 

part of Hispanic mothers and the reported denial on the part of the fathers 

suggested that the mothers shouldered more of the emotional burden.

A small pilot study of 23 caretakers of African-American and Hispanic 

school-age children with asthma explored the effects of the illness on families 

and the coping strategies used by caretakers (M ailick, Holden, & Walther, 1994). 

The main instruments used for data collection were the Impact of Illness on 

Family Scale and the Cope Scale (cited in M ailick et al., p. 105).

A large and significant positive correlation was found among the 

perceived im pact of the illness in the areas of financial burden, social and 

fam ilial isolation, and personal strain. The caretakers reported that the most 

frequently used strategies of coping were planning, religion, and acceptance of
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the illness. The least frequently used strategies were denial and mental

disengagement. The study did not compare the two cultures.

Williams (1993) examined the characteristics of social networks and

provision of support for two groups of caretakers. In this study, 15 White and

20 Black caretakers were interviewed. Black and W hite caretakers each reported

sim ilarities in the experience of parenting a child with a chronic illness. One

mother in the study identified the commonality of the experience by stating:

No differences. If I were White I would feel the same way as I feel now. 
I’d feel bad, I’d hurt. A White mom feels the same way as me. We all feel 
the same things when our kids are sick. (W illiams, 1993, p. 1516)

Both sets of caretakers relied primarily on fam ily networks to provide 

support. White networks were twice as large as Black networks; Black 

caretakers perceived the individuals in their networks as being more supportive. 

W hite caretakers discussed support in terms of its effectiveness. Having a person 

understand and be there for them was a recurrent theme. Black caretakers 

described support as instrum ental actions.

African-American Culture

African-Americans represented approximately 12.1% of the American 

population (Giger & Davidhizar, 1995). The cultural roots o f African-Americans 

are entrenched in their life experience. They are a highly heterogeneous group, 

and it was difficult to make a collective statement about their health care beliefs. 

According to Orque, Bloch, and Monrroy (1983), it was the African-American 

life experience that shaped their internal attitudes and belief systems.
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According to Snow (1983), som e African-Americans practiced folk 

medicine. Incorporated into such m edical knowledge was the belief that health 

was a gift from God, and illness was a punishment from God for the past 

wrongdoing of parents. God may punish parents by inflicting illness, injury or 

death on their child (Orque, Bloch, & Monrroy, 1983). Lynch and Hanson (1992) 

noted that disability was often interpreted as bad luck or misfortune or 

sometimes inflicted as the result o f past ill deeds. The experience of most 

African-Americans with disabilities was by way of the elderly. The phases of 

care revolved around the securing o f necessary health, m edical, social, and 

education services. In addition, coping with the challenge of the disabled 

person’s development and m aturational needs was of m ajor importance to 

African-Americans (Lynch & Hanson, 1992).

Religion and religious behavior were an integral part of the 

African-American community. Brown and Gary (1994) found that religious 

involvem ent was associated with positive mental health. African-Americans 

believed in the use of prayer for all situations they encountered; traditionally, 

religion has been the source of spiritual sustenance in the family. They used 

prayer for the sake of others who were experiencing problem s. The Bible was 

used as a source of prayers for healing (Purnell & Paulanka, 1998). A majority 

of African-Americans found strength in God and believed that whatever 

happened was God’s will. Snow (1983) reported that African-Am ericans 

believed that sickness was a form o f weakness, and that having faith in God was 

a major source of inner strength. Churches have played a m ajor role in the
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developm ent and survival of African-Americans. The informal support network 

provided in church may be far more valuable than referrals to a m ultitude of 

bureaucratic agencies (Lynch & Hanson, 1992).

Family was a term used by African-Americans to identify blood relatives 

and to denote relationships with special friends or individuals that were not 

related. Thus, family was a group of people who felt they belonged to each other 

and m ight or might not live in the same house (Lynch & Hanson, 1992). There 

was consensus in literature about B lack families (McAdoo, 1982; Staples, 1985) 

with regard to the following family patterns. Most Black families had strong 

kinship system s, especially within the extended family. The maternal grandm other 

often helped raise her grandchildren. Both low-income and middle-income 

families assisted one another with finances, childcare, and personal problems. 

Scannapieco and Jackson (1996) reported that the extended family functioned as 

a survival mechanism to provide tangible help, such as material support, 

childcare, and assistance in household tasks. It also provided non-tangible 

support, such as expressive interaction, emotional support, and counseling. Most 

Black fam ilies were actively involved in the church and religious life. Both 

parents usually were actively involved in child-rearing and decision making. 

Hispanic Culture

Hispanics are the fastest growing ethnic group in the United States, and 

according to the 1990 census, they constitute approximately 9% of the 

population (Spector, 1996). Hispanic is used to refer to people who were born in 

or whose predecessors came from Mexico, Puerto Rico, Cuba, Central and South
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America, and Spain. They are joined together by a common language but have 

variations in their cultural roots.

The major theme dominating both the classic and modem literature on the 

Hispanic family was the importance of the fam ily to all its members. The set of 

norms or values related to the importance of the family was referred to as 

familismo- One of the last values that Hispanic families held on to as they were 

acculturated to the values in the United States was their sense of familismo and 

family loyalty. In many non-Western cultures, the guiding framework was a 

collective orientation that supported family and community life (Lynch & 

Hanson, 1992; Orque et al„ 1983). Hispanics, as a whole, adhered to this 

collective sense, which often resulted in extended family configurations that 

offered valuable support services. Even in nuclear households, support might 

have emanated from one household to the other. The godparent system or 

compadre system was an important institution in Hispanic heritage. Godparents 

accepted co-responsibility for a child along with the parents. It became an 

important resource for coping with the stresses of life (Giger & Davidhizar, 

1995).

The traditional Hispanic family has been described as exhibiting male 

supremacy, subm issiveness of the wife, and strict sex role delineation, with 

child-rearing being the exclusive domain of female members and aloof fathers. 

Friedman (1985) reported that, except for recently immigrant families, 

traditional family structures were on the decline. Migration, urbanization, 

women’s labor force participation, education, and socioeconomic mobility have
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created changing norms. Some researchers disputed the be lief that Hispanic 

families were predominately male dominated. There has been diminishing 

primary authority of the male and greater egalitarianism o f spousal roles 

(Friedman, 1985). The strong, unyielding father-husband and the subser/ient, 

self-sacrificing mother-wife were no longer the behavioral norms.

Religion played an important role in assisting H ispanics to cope. Most 

Hispanics practiced Catholicism but adhered to different forms based on the 

specific aspects stemming from each country’s own cultural influence (Lynch & 

Hanson, 1992). The basic Catholic premise, God governs one’s life and can 

ultim ately take it away, permeated attitudes toward illness. Parents felt that an 

illness or disability was the cross sent to them as part of G od’s will and must be 

borne. Others responded with a feeling that they were being punished for a 

wrongdoing. Friedman, (1985) reported research among Hispanic and Caucasian 

families with childhood cancer. Hispanic families stated that most important to 

them as they coped with having a child with cancer were “God, prayers, and 

faith.”

Folkways were very much tied into religious beliefs for many Hispanics. 

The birth of a child with a disability could be interpreted as a curse put on the 

child by someone or the effects of an evil spirit. Interpretations of the cause of 

disabilities or illness in children might result from an array of influences:

(a) belief in a punishing God, (b) folk beliefs about the power of evil, (c) belief 

that life is laden with tragedy, and (d) belief that one m ust accept the good with 

the bad. There may have been families where a fatalistic view worked to enable
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them to address a difficult situation with less emotional trauma (Lynch & 

Hanson, 1992). Folkways were also used to treat illness. The theory of hot and 

cold was used to explain illness (Spector, 1996). According to the theory, the 

body was regulated by four humors, which had to be properly balanced to 

m aintain health or prevent illness. Diseases were cured by correcting imbalances 

through the addition or subtraction of heat, cold, dryness, or wetness. Other 

illnesses were thought to be caused when cold “aires” entered the body (G iger & 

Davidhizar, 1995).

Language proved to be the m ajor barrier for Hispanics seeking health 

care, and this caused them tremendous frustration (Spector, 1996). When they 

got to know and trust a person, Hispanics generally liked to express their inner 

beliefs, feelings, and emotions. To encourage open communication, it was 

im portant to inquire about other family members. Meaningful conversations 

were im portant and often became loud and intense as the speakers explained 

their view point (Purnell & Paulanka, 1998).

Kluckholm (1976) categorized people and time as past, present, or future 

oriented. Hispanics were usually characterized as having a present orientation of 

time and being unable or reluctant to incorporate the future into their plans; in 

general, they did not look back at the past or ahead to the future. Grothaus, 

(1996) claimed that although Hispanics tended to be present-oriented, issues 

dealing with loss or tragedy were seen as significant stresses, and help from the 

extended family, friends, or the church would be available to them.
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Summary

This chapter reviewed literature relevant to the areas of this present study. 

The first section of the literature review was concerned with the disease of 

bronchopulmonary dysplasia. The second section dealt with areas related to 

chronic illness. It included theories/models on common trajectories, common 

adaptive tasks, stressors unique to home care, the process of coping and 

managing stressors, needs, and coping strategies. Similarities in these models 

were discussed and displayed in Table 1. The final section deals with cultural 

influences on caretaking and coping with chronic illness, and specific literature 

on the Hispanic and African-American culture related to coping.
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CHAPTER III 

METHODOLOGY

This study used the qualitative research paradigm to explore in-depth the 

practices, behaviors, beliefs, and attitudes of families as they integrate care of a 

chronically ill child into their lifeways. The purpose of the research was to 

discover how African-American, Hispanic, and Caucasian families who are the 

caregivers perceive the stresses of caregiving and how they cope with and 

manage the delivery of care for a child with bronchopulmonary dysplasia (BPD).

Chapter III presents the research methodology including design of the study, 

research instrument, selection of the sample, setting, data collection procedure, 

analysis of the data, human subject protection, and limitations of the study.

Research Design

A grounded theory approach was used in this investigation. Strauss and 

Corbin (1990) stated that qualitative methods were appropriate to “uncover and 

understand what lies behind any phenomenon about which little is yet known”

(p. 19). A review of the literature showed that little investigation had been carried 

out in the area of the influence of culture in the care of the chronically ill child. 

Furthermore, much of the caregiving described was health care provider focused 

and institutionally based. The dominant cultural paradigms of the expert medical 

provider and the dominant Caucasian view were evident. This investigator
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believed that a qualitative design was best suited to provide a full and accurate 

description of the experience of fam ilies of various ethnic backgrounds in 

managing their child’s chronic illness.

Grounded theory is derived from symbolic interactionism theory. It 

purports that people behave and interact based on how they interpret or give 

meaning to specific symbols in their lives (Streubert & Carpenter, 1995). People 

create shared meanings through their interactions, and those meanings become 

their reality (Patton, 1990). To understand how family caregivers and fam ily 

members perceive, understand, and interpret the caregiving needs of the 

chronically ill child is the focus of this grounded methodology. A comparative 

approach that allows description from families of different ethnic backgrounds is 

appropriate to determine whether or not these shared interpretations and 

meanings vary across cultural groups. By understanding these emic perspectives, 

it will be possible to relate these data to existing theories and to propose new 

theoretical linkages and working hypotheses.

A qualitative approach is appropriate for the purposes of this research, for 

the questions focus on the how and why of the phenomenon of providing care to 

a chronically ill child. A methodology which does not constrain the responses to 

a predetermined set of categories effectively provides the depth of information 

needed to interpret family responses.

Sample

A purposive sample was used in this study. Purposive sam pling is based 

on the assumption that researchers want to discover, understand, and gain insight
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into a specific phenomenon of concern not present in the general population. 

Therefore, they need to purposefully select a sample from which they can gain 

the most knowledge. By selecting appropriate cases, they are assured o f an 

“information-rich” response (Patton, 1990). This investigator used a “ typical 

case sampling” method to secure respondents.

The sample in the present study included families from three cultural 

groups: African-American, Hispanic, and Caucasian. The investigator contacted 

the appropriate decision-makers in three types of institutions caring for children 

with BPD, These included a children’s rehabilitation hospital, a home care 

agency specializing in pediatric care, and a developmental pediatrician’s office. 

The phenomenon of concern—that is, fam ilies from differing ethnic groups 

providing care to the child with BPD—was explained, and referrals were 

received for so-called typical families caring for a child with BPD.

Sampling criteria used to obtain this purposive sample included:

1. Families with children under the age of three discharged from the 
hospital with a definite diagnosis o f bronchopulm onary dysplasia.

2. Parents having the child cared for in the home for at least three 
months prior to the interview.

3. Parents whose child had a history of receiving inpatient and /o r 
outpatient services for BPD.

4. The ability of the primary caregiver to speak English.

Arrangements were made with the pediatric rehabilitation hospital clinic 

for the investigator to go directly to the clinic to speak with appropriate 

families. The investigator explained the purpose of the study and invited
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participation. A nurse from the home care agency or the pediatric office initially 

contacted the remaining families. These nurses obtained permission for the 

investigator to make contact. The investigator then telephoned these families, 

informed them of the nature of the study, provided them with an information 

letter (see Appendix A), and invited them to participate.

This form of initial contact was important not only for obtaining a sample 

but also for establishing rapport which encouraged caregivers to respond with 

depth . Rapport is built on the ability to convey empathy and understanding. The 

investigator established rapport by informing the participants that she was 

interested in learning how families manage chronic illness. This interest 

developed because she is the mother of two children with chronic illness and 

understands that fam ilies have good and bad times. A note or card was sent to 

the family before the interview in order to further develop a comfort level with 

the investigator.

All families contacted agreed to participate: seven were from the 

rehabilitation hospital, four from the developmental pediatrician’s office, and 

three from the pediatric home care agency. Signed informed consent was 

obtained at the time of the interview.

Setting

Qualitative designs are naturalistic. The investigator does not attempt to 

manipulate the research setting in any way; rather, data are gathered in the context 

of where the phenomenon of concern occurs. The aim of the investigation was to 

understand caretaking of a chronically ill child within the context of the home.
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The Instrument

The investigator of this study was the data collection instrument. Guba 

and Lincoln (1981) noted that the interview “provides for continuous assessment 

and evaluation of the information by the inquirer, allowing him to redirect, 

probe, and summarize” (p. 187). Major characteristics of the human instrument 

are responsiveness and adaptability. The human instrum ent has an holistic 

emphasis, can process the data immediately, as well as explore atypical 

responses (Guba & Lincoln, 1981).

The investigator’s educational and professional experiences prepared her 

for this task. As a nurse of 25 years and a certified clinical specialist of 18 years, 

interviewing clients and their family is an integral component of the investigator’s 

practice. “The validity and reliability of qualitative data depend to a great extent on 

the methodological skill, sensitivity, and integrity of the researcher” (Patton, 1990, 

p. 11). In qualitative research, the investigator is the instrument; validity depends 

on the skill, competence, and rigor of the person doing fieldwork (Patton, 1990). 

To further enhance validity of approach, an expert in research methodology reviewed 

sample tapes and transcriptions. Suggestions were made relating to her interviewing 

approach, and the interviewing guide was modified as the data were received.

Data Collection

Interviews were conducted with the primary caretaker of the chronically 

ill child. On initial contact with the family, the investigator asked that the primary 

caregiver be identified. All family members were welcome to participate in the 

interview; the primary caregiver was required to be present. Of the 14 primary
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caregivers, 11 were natural mothers, 1 was a foster-mother, and 2 were custodial 

grandmothers.

The investigator conducted interviews with the primary caretaker in the 

fam ily’s home at a time convenient for the primary caretaker. In some cases, this 

required appointments to be cancelled and rescheduled, as m edical emergencies 

and physician appointments occurred. Interviews usually lasted about an hour or 

an hour and a half; the longest one lasted two hours. The interview s were taped 

and later transcribed in a process of constant comparative analysis.

A semi-structured interview was used to collect the inform ation. The 

open-ended, qualitative research interview has a broad, as opposed to a specific 

focus. Patton (1990) stated the purpose of interviewing “is to find out what is in 

and on someone else’s mind, to enter into the other person’s perspective” (p. 278). 

It is necessary to probe and explore feelings, thoughts, and intentions, because 

they are not often observable. In addition to listening to the oral response, the 

investigator has the advantage of being able to assess the tone o f the interviewee 

and respond to the body language.

The Interview Guide

Patton (1990) referred to the semi-structured interview questions as The 

Interview Guide. The guide used in the investigation (see Appendix B) is a list 

of questions/issues that have been identified in the research literature. Initially, 

the interview guide was subm itted to two doctoral-prepared nurse scholars to 

establish content validity, clarity, and appropriateness. The guide was determined 

to be suitable, comprehensive, and flexible.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



59

The interview guide was piloted on a family caring for a child with BPD. 

The feedback and the emerging concepts from the data were used to modify 

interview questions. Portions of the transcript were given to five expert nurse 

professionals for review and comment on the effectiveness of the interview 

guide,

The guide was developed so that each area of interest began with an 

open-ended, neutral question or declarative sentence. Probes were used, as 

needed, to deepen responses to questions, increase the richness of the data being 

obtained, and give cues to the interviewee about the level of response desired. 

Patton (1990) stated, “Probing is a skill that comes from knowing what to look 

for in the interview, listening carefully to what is said and what is not said, and 

being sensitive to the feedback needs of the person being interviewed” (p. 327). 

Probes are a combination of verbal and nonverbal cues that allow the researcher 

to control or facilitate the flow of the interview.

The guide provided a framework for the investigator. The predeterm ined 

questions gave focus and provided a systematic and comprehensive approach to 

the data collection. This format was utilized for the purpose of eliciting the 

participant’s perspective about the care and management of children with 

chronic illness. The semi-structured interview allows for richness and meaning 

of personal experience to be captured through personal dialogue.

Patton (1990) claimed that, in qualitative interviewing, the participant 

must become actively involved in providing descriptive information. He advised 

keeping demographic questions to a minimum and placing them at the end of the
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interview. In this present study, these data describing sample characteristics 

were collected through the use of a form developed by the investigator (see 

Appendix C). Families were asked to share information about the structure of 

their family, characteristics of the home care nursing, and technological and 

support service requirements. Frequency data were reported to describe the 

family make-up, ethnicity, and socioeconomic factors (see Appendix D).

The investigator tape-recorded each interview so that the information 

could be transcribed verbatim and accurately stored and analyzed.

Confidentiality of the data was maintained. Field notes were transcribed 

immediately, and tapes were given to a transcriber who used a transcription 

format.

Protection of Human Subjects 

All informants received both an oral and written explanation of the study. 

Signed informed consent was obtained before the initial interview in the subject’s 

home (see Appendix E). Participants were assured of freedom to withdraw consent 

at any time without consequences. Interviews were tape-recorded with the 

subject’s consent. The transcriber and the investigator reviewed all of the 

transcripts; members of the investigator’s doctoral committee reviewed selections 

of the transcripts. The transcripts and tapes were kept secure and confidential.

Time was given before and after each interview for the interviewee to ask 

questions regarding methodology. Provisions for referral were made if nursing 

or medical needs became apparent during the interview. One referral was made 

to a support group and one to a mental health clinic.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



61

Analysis

Data analysis was not an isolated part of the process since observations 

and analysis were interwoven in this study. Grounded theory requires that the 

researcher collect, code, and analyze data from the beginning of the study. 

Streubert and Carpenter (1995) stated that the researcher must become immersed 

in the data; the process requires the researcher to commit fully to understanding 

what the data say. It requires dedication to reading, analyzing, synthesizing, and 

reporting findings. Lincoln and Guba (1985) believed that the process of data 

analysis was a synthetic one, that the constructions emerging from the data were 

reconstructed into meaningful wholes. Data analysis is not reduction, but induction. 

The goal of data collection and analysis is to develop a database that is relevant.

Immediately after the interview, the investigator recorded her own 

reflections, insights, and descriptive notes on verbal and nonverbal behavior of 

participants. Patton (1990) believed that immediately after the interview “is the 

time for guaranteeing the quality of the data” (p. 352). It is a time for critical 

reflection and elaboration and is essential for the rigor and validity of qualitative 

inquiry. The post-interview notes were used to give context to the data in the 

analysis phase of this investigation.

As data were analyzed, the investigator coded them. Data were examined 

line by line, processes were identified, and underlying patterns conceptualized. 

Strauss (1987) indicated that the constant comparative method of processing is 

used in grounded theory analysis. Each piece of data is scanned for units of 

information that can be a phrase, sentence, or paragraph. These units of information
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served as the basis for the defining codes, categories, themes, and concepts that 

emitted from the data. Each piece of data was compared to every other piece of 

data.

The investigator critiqued each interview to evaluate her interviewing 

skills. A transcriber then transcribed each interview within 7 to 10 days of its 

occurrence. The content of each interview was sum m arized, and each participant 

was sent a summary letter of the investigator’s interpretation of the interview. To 

ensure credibility of the analysis, a self-addressed postcard was enclosed with 

the letter so that the participant could indicate agreem ent or clarification of the 

investigator’s interpretation of the interview.

The investigator coded and categorized the data from each interview. The 

actual process of data analysis took the form of clustering data that were sim ilar 

and referred to as themes. Themes from each subsequent interview were 

analyzed and compared to those of the previous interviews. This information 

was then used to plan for subsequent interviews. The initial interview was 

expanded and changed as new descriptions and explanatory categories emerged 

during the constant comparative processing of the data.

Memos were written throughout the process to clarify ideas and tie 

information together. Subcategories were developed when it became necessary. 

The data were considered saturated when no new codes emerged from the 

interviews. The investigator concluded the interviewing phase after the 14th 

family participated in this investigation.
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The final coding phase required the investigator to raise the data to 

increasing levels of abstraction. Patton (1990) suggested two criteria for data 

revision: internal homogeneity—that is, data hold together in a meaningful way; 

and external homogeneity—that is, differences between data categories are bold 

and clear. This was performed through the continual scrutiny, reflection, and 

comparison of the data. The codes were incorporated into categories. Applying 

increasing levels of abstraction reduced the categories. The theory emerged from 

the data analysis and presented itself as recurring patterns of behavior of the 

participants in this investigation.

Reliability was assured by having a doctoral-prepared nurse on the 

investigator’s committee to review the codes/categories and theory for clarity, 

relevancy, and meaning.

The perceptions and coping strategies of the participants along with the 

commonalties and differences among the families of different culture groups are 

presented in narrative form in Chapter IV.
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CHAPTER IV 

DESCRIPTIVE DATA

The purpose of this study is to describe the influence of cultural patterns 

on caring for and coping with a chronically ill child at home. The study 

examines how African-American, Hispanic, and Caucasian fam ilies perceive the 

stresses of caregiving and how they cope with and manage the delivery of care 

for a child with bronchopulmonary dysplasia (BPD).

The three research questions guiding this study were:

1. How do families of chronically ill children perceive their child’s 
health problems and caretaking needs?

2. How do families cope with the stresses of caring and managing the 
delivery of treatment to these children at home?

3. What strategies are used in providing this health and illness care?

Using a comparative, descriptive approach the richness and diversity of 

this human experience are described. Universal responses and culture-specific 

responses are clarified. Distinctive similarities appeared across all cultural 

groups in response to chronic illness; thus, universal responses are presented 

first.

This chapter describes how families of chronically ill children perceive 

their ch ild’s health problems. The medical experience, physical symptoms, and
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treatments these children receive paint a picture of their lives and enable the 

reader to understand the coping mechanisms which help the children and their 

families survive with some degree of comfort.

The 15 children in the study had BPD, and this pulmonary problem 

existed in conjunction with other medical and developmental concerns. Of these 

15 children, 10 were born premature and experienced a combination of BPD, 

developmental delays, and nutritional/feeding problems. Of the remaining 5 

children, 3 were premature and had a more complex medical syndrome. All of 

the children had undergone some type of surgical procedure, such as eye surgery, 

hernia operations, heart operations, repair of a tracheal-esophageal fistula, and 

foot surgery. Six of the children are facing additional surgeries in their future.

Initially, these infants were cared for in a neonatal intensive-care unit as 

their condition was considered critical. As the infants matured and their 

condition improved, 3 remained in major medical centers for an extended period 

of time, 10 went to a children’s specialized hospital, and 1 was sent home to be 

cared for by her mother who had a nursing background.

Table 5 shows an overview of the themes that emerged from this study. It 

is important to note that the categories of caretaking needs, impact on 

caregivers, and strategies are not discrete but overlapping.

Perception of caretaking needs predom inantly focused on the physical 

manifestations, equipment use, and the changing condition of the child. After 

this description of the needs of the child, the caregiver needs became enmeshed in 

what emerged as four different periods or phases: becoming a care provider;
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Table 5

Overview of Themes

Caretaking
needs

Impact on 
caregiver

Other coping 
strategies

Cultural
variations

Profile of caretaking 
requirements: 

Physical 
manifestations: 

Pulmonary 
problems 
Nutritional 
problems 
Developmental 
delay

Social isolation/ 
aloneness: 
Kaleidoscope 
of emotions: 

Fear 
G rief 
I t’s never 
over 
I t’s hard

Affective coping: 
Religion 
Drawing 
energy from 
the strength 
of the child 
Reframing and 
positive thinking 
Distraction and 
tension reduction

Hispanic families: 
Com munication 
stressors:

Watch w hat you 
say:
Don’t take away
my hope
Translation
troubles
Affective
difficulties

Equipment as an 
extension of health 
problems and of 
children:

Apnea monitor 
Pulse oximetry 
and oxygen 
Suction machines 
Gastrostomy and 
feeding machines

Ups and downs

Becoming a care 
provider:

Maintaining my 
hope
Learning, learning 
learning

Financial
concerns

Family
relationships

Group centered: 
Godm other 
Community

Folkways: 
Preventive 
health care

African-American
families:

G randm other
support
Church/religion

Caucasian fam ilies: 
Worry about the 
future
Advocacy skills

(table continues)
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Table 5—continued

Caretaking Impact on Other coping Cultural
needs caregiver strategies variations

Coming home getting
used to things:

It’s not the same
at home
Learning to
discriminate
Signs
Constant vigilance
Trial and error
Need to be organized
and record progress
Environmental
accommodations
Lifestyle accommodations
Loss of privacy
Home nurses

Day-in and day-out
caretaking never done:

Overwhelming time
Demands
Must plan for everything
It takes time
Coordination takes time
Never off
Little help from others

Preparing for an
unclear future:

Living with uncertainty
Maintaining hope
Normalizing
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coming home, getting used to things; day in and day out caregiving; and, 

preparing for an unclear future. Strategies for handling the tasks and stressors 

within each phase are presented along with the description of the period itself.

Profiles of Caretaking Requirements 

Physical M anifestations

Pulmonary Problems

The scope of pulmonary problems resulting from BPD included apnea, 

pulmonary congestion, and inadequate pulmonary oxygenation in the neonatal 

period. Upon discharge to the home, all children had certainly improved; 

however, their pulmonary problems persisted. A remarkable feature is that all of 

these families had witnessed life-threatening pulmonary events in their children.

The most critical of the symptoms and certainly the most frightening was 

apnea. These children were observed to be breathing satisfactorily, and in a 

second, without warning, the breathing would cease. Consequently they were 

hooked to a monitor which provided early detection of this type of difficulty.

The experience of Rebecca and Shannon during an apnea episode is related 

below.

Rebecca had a very bad apnea episode. My husband was holding her, and 
I was there, and it was horrible. I mean, three nurses were like, she just 
was not coming to . . .  .

We had to save her [Shannon’s] life. We had to bag her. Uh, which most 
people couldn’t handle. I said to Jimmy, “Call 911 or bag her [Ambu bag 
to manually ventilate a child]. Just send the cops. I t’s Shannon; they know 
my home.” He [father] was bagging her, breath, breathing for her. We got 
to bag her. So that’s when we went nuts. And we did it; we brought her 
through.
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Less severe, but an ongoing pulmonary problem was congestion. The 

babies had difficulty breathing and could not cough up secretions; consequently, 

they often needed oxygen and suctioning. Parents described their infants getting 

plugged, desaturating. pulling a lot to breathe, even with oxygen , “very, very 

congested, you know, very congested.”

Along w ith the pulmonary congestion came problems with oxygenation. 

Parents described their children’s color as a way of determining what was 

happening w ith the child.

He was turning red/blue.

She was turning, she turned a weird blue, like so chalky white, her lips 
were like a gray. Her eyes started rolling back.

Nutritional Problems

Although pulmonary problems were of concern to the parents, perhaps the 

greatest focus was placed on nutritional concerns and the difficulty in feeding 

these children. BPD increases metabolic rate which, in turn, increases the ch ild ’s 

need for additional calories. However, these children generally have sucking 

difficulties, sw allowing dysfunction due to poor oral-motor development, 

esophageal reflux, and general muscular weakness that prevent an adequate 

caloric intake. Furthermore, feeding may aggravate the pulmonary condition as 

well as place the baby at risk for aspiration pneumonia.

C aregiver’s stories describe the range of difficulties they experienced in 

trying to get their child fed.

He would eat, he would desat [oxygen levels would go down].
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I didn’t realize how bad it was. Losing weight, spitting up all the time.

Kept vomiting, coughing a lot, didn’t stop vomiting, d idn’t want to sleep.

He was getting fed almost every hour. Well, I ’d start at seven in the morning 
and I didn’t stop until eleven at night. He is still getting fed by tube. H e’s 
getting some baby food, but it takes a good 45 minutes to feed Michael.

So we had to teach him how to eat. . . . sometimes he doesn’t want to 
open his mouth and eat. Uh, he’s like anywhere. If we can get like a three 
meals—a normal baby eats three meals a day—if we can get two in, that’s 
great. And he takes about 10 to 12 spoons.

Get up at 4 in the m orning and give him a feeding. It was, it was hard for 
me to get up in the morning, at 12 midnight and then 4 in the morning, 
having to get up at 8 am to give him feeding. Setting up machine, fill up 
the feeding bag, put milk in it, hook it on to his stom ach, and then wait 45 
minutes for him to finish, turn it off. Giving him feeding every 4 hours, 
every 4 hours, and you have to be exact with him.

Developmental Delay

Developmental delays generally accompany a diagnosis of BPD and result

from ventilatory support, poor nutritional status, inadequate sensory stimulation,

neurologic sequelae, and decreased energy and respiratory reserves. All children

in this sample experienced some level of developmental delay. The extent of this

delay is captured in the caregivers’ description of the children.

Developmentally delayed on everything. They did not walk until they 
were, uh, they, you know sat up late, they did everything late.

He’s at, uh, a one-year level. Uh, we had to teach him to eat. He had no 
idea how to eat, because he was on the respirator for six months. Uh, they 
told me he’d probably not crawl, he probably w ouldn’t walk.

How long, long it w ill take her to walk and sit up. She’s not even sitting 
up. It could take years before she could sit up by herself, crawl, or walk. 
At 2 months is when we really noticed it. She w asn’t, w asn’t normal.
She’s a handful, she is delayed, and God knows when she is going to walk.

He can’t walk, crawl and walk, nothing has for year-and-a-half. He is 
suppose to be talking. He is suppose to walk. I don’t know, different than 
my girls. He is like baby.
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Adam has delayed development, inability to walk, clum siness, having to 
carry him, never walked well, still doesn’t.

He was developmentally delayed. That he may be behind like six months. 
From the last two or three weeks he’s learned to push him self up off, on 
his side. Uh, he has also learned to roll onto his stom ach, and he’s trying 
to crawl a bit.”

Equipment as an Extension of Health Problems and of the Children 

A description of the physical manifestations of these children is 

incomplete without a portrayal of the equipment that was used to m onitor and/or 

treat the children. The equipm ent could be viewed as an extension of the health 

problem as well as an extension of the children themselves. Knowing the ins and 

outs of the machines was as important as knowing the ins and outs of the child’s 

physical symptoms.

During the interviews, caregivers referred to a myriad of equipment used, 

which included equipment for therapies such as standing tables, doughnuts to 

assist with sitting, splints for legs, braces, bath chairs, and glasses. In one home, 

Angel shared a bedroom with his parents, which also served as a sitting room for 

the rest of the family. It was December, and the room was adorned with a 

Christmas tree and gifts, which were displayed among piles of medical equipment: 

oxygen tank, pulse oximeter, apnea monitor, nebulizer equipm ent, humidifier, 

and feeding pump. Boxes of supplies covered the small dresser. A sim ilar scene 

could be found in Shannon’s house. In the parlor was the crib, and on the floor 

lay a large mattress where the younger siblings slept with Shannon’s mother; she 

was able to monitor his condition from this vantage point. The area around the 

crib was filled with his equipment: oxygen tanks, suction machine, apnea
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monitor, pulse oximeter, humidifier, nebulizer equipment, feeding pump, bag

and mask for resuscitation, and tracheostomy tubes taped to the crib and

adjacent area for emergencies. One mother described the amount o f equipment

which occupied her house.

A lot of equipment, lack of space, because you never know, we didn’t 
know how much.

Although equipment needs varied, most of the children required equipment 

to support their pulmonary and nutritional problems.

Apnea Monitor

The infant with apnea is typically monitored continuously on a

cardiorespiratory monitor. This monitor, about the size of a toaster, is connected

to the child by a set of wires which may be attached directly to the chest by

sticky pads or to a belt that is secured across the infant’s chest. The m onitor sets

off an alarm in the absence of adequate chest expansion. Some of the parents

described the helpfulness of the monitor in its ability to detect a problem that

needed managing, as well as the fact it brought peace of mind, for they could

sleep knowing that the alarm would waken them should a problem occur.

I think the machine, used for that’s she’s okay. I mean, if  som ething was 
wrong with her, we would know, because the machine would tell us.

If that thing wasn’t going off and kept coughing, maybe I w ouldn’t have 
been quick to bring him to the emergency room.

I would not sleep. I was not going to sleep if I did not have a m onitor for 
her.

But monitor is helpful, if problems breathing. I will catch it. Detects a lot 
of things too, so it the good thing about it.”
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However, many of the parents found that although the monitor was meant 

to bring a sense of security, it also added another dimension of stress. They 

expressed fear of the machine, the danger of loose connections causing the alarm 

to fail, and the distress caused by the noise of the m onitor itself.

I a in ’t like that monitor. Yeah, I don’t like that [monitor]. I was scared.

Apnea monitor do make noise usually when the baby uh, so maybe the 
leads are off and maybe some o f the things are the baby just stopped 
breathing for a moment, the apnea m onitor will make noises.

M onitor kept beeping, low heart rate, high heart rate up all night with that 
beep, loose connections. The beeping, it is horrible; you can’t sleep.

You can’t sleep because you are scared. You don’t know how the m onitor 
is going be . . . you don’t know if he getting in the right oxygen like h e ’s 
supposed to get.

One mother found that the ch ild ’s movements prevented the monitor from

working properly so she stopped using it all together.

He ain’t even he need it, but they just had to keep it on him. I’m gonna 
tell his doctor. I don’t let him wear it no more. He still got it. I don’t put 
that on him because he be getting all tangled up in the wires. My, he 
would be all wrapped around it.

Pulse Oximetry and Oxygen Administration

An important aspect of therapy in infants with BPD is the management of 

hypoxia or low blood oxygen levels. M aintaining adequate tissue oxygenation is 

imperative to growth and development. To assure ongoing adequacy of 

oxygenation, a pulse oximetry machine is used. This noninvasive test registers 

how saturated the infant’s hemoglobin is with oxygen. The pulse oximeter uses a 

wave of infrared light and a sensor placed on the baby’s finger, toe, nose, 

earlobe, or forehead to measure oxygen saturation, which is then displayed on a
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monitor that indicates low blood oxygen levels before clinical signs occur. To

maintain adequate blood oxygen levels, many of the children also received

oxygen therapy. Oxygen was stored in tanks and delivered to the child by way of

a nasal cannula; if the method for delivering oxygen did not work, the child was

generally hospitalized. One caregiver recounted this progression.

Pulse oximeter on at night, watch the oxygen level. Well, Michael has an 
oxygen tank. So th a t’s, that was a problem. He, he w ouldn’t keep the 
nasal cannula on. But he needed the oxygen. So his lung doctor decided to 
send in a tent, the old fashioned tent like they use in the hospital.

One mother felt that her living arrangements were not conducive to

bringing home a baby on oxygen. She stated:

I didn’t want to bring him home with oxygen. I just let him go to 
Children’s Specialized Hospital for two months there. I don’t have to 
bring that oxygen home. I a in ’t want it because it, i t ’s real hot, in them 
projects. He was then weaned from the oxygen; they took it off; they 
stopped the oxygen just before he like, you know, like, something days 
before, or a week, something like that, before he [came home].

Suction Machines

Four of the children had tracheotomies to maintain appropriate

oxygenation. This required humidification apparatus to prevent airway irritation

and raucous plugging, and the use of a suction machine. These children could

become congested, in which case the secretions would block their airway, so it

was essential to have a suction machine and suction catheter available at all

times. One mother described this need.

Suck machine really  is the only thing, when you go anywhere, the store, 
anywhere, I always put my suck bag on me and the trach bag.
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Gastrostomy Tube and Feeding Machines

Management of feeding these infants and children often requires the use 

of a gastrostomy tube. This tube is surgically implanted into the stomach to 

allow feedings to be delivered directly into the stomach. Often the feedings are 

delivered by using a pump—that is, a feeding machine. The pump allows for the 

slow delivery of the liquid solution into the stomach; complications such as 

diarrhea and malabsorption are thereby prevented. Caregivers reported on these 

tubes.

Inserted a G-tube to his belly, a feeding tube.

Not able to take anything by mouth. He is not able to take a regular 
bottle. Depends on his feeding pump.

Just the pump; just the machine, you know, always, uh, every time you 
take the baby there you have to remember to bring the whole thing and 
then, you know, did we have a place to plug it in.

Ups and Downs

To describe the physical state of these children, it is necessary to

understand that their condition varies from moment to moment, day to day,

month to month. Caregivers must learn to manage the well child, the chronically

ill child, and the acutely ill child experiencing a medical crisis. Interviews were

interspersed with remarks such as, “he went downhill,” “he has good days and

his bad days,” and “was she going to make it?”

We was like, the, the nurses always told me that he’s been having a good
day and then a bad day. He may strive to a certain point, but then it’s
going to be something that will pull him back.

Uh, it’s just, an up and down thing; today he is better, tomorrow, you 
know. He wasn’t breathing the way at all, so they had to put him back on 
CPAP [Continuous Positive Air Pressure].
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I think the worst time was having him and not knowing he w asn’t 
breathing. A mask on his face. They were pumping air into him.

W hat’s next? She needs surgery for her eye but they don’t guarantee the 
surgery will come out.

He had a little ear infection, but he got over the ear infection. Uh, but it 
wears on, it can wear on you emotionally, in if you are having a down slump. 
Uh, when, when it looks like they’re going downhill as opposed to healthy.

M ichael’s mother explained her situation:

He is feeling better now, but like I said, we have to go through two more 
surgeries. An they even told me, you know, that’s a 12% chance. No matter 
what kind of surgery they have with Michael, it’s always touch and go.

Michael has been in and out of hospitals; he’s two years old so he’s been 
in and out for probably 13 to 14 months of his life. We just spent a couple 
of days in the hospital, he had an RSV [virus].

It was as if there was no opportunity for these families to get off the 

roller-coaster.

Interview responses showed that caretaking needs of the child and of the 

caretaker were intimately intertwined. Considering the complexity of the 

physical manifestations, technological support needed, and the ups and downs in 

the physical manifestations of the child, it is not surprising that much of the 

caregiver’s data focused on caretaking needs. Analysis of the emerging themes 

showed that caretaking needs fell within stages of the caretaking process:

(a) becoming a care provider, (b) adapting to the transition from hospital to 

home and the needs involved in getting used to the child and the care of the 

child, (c) attending to the ongoing management of the ch ild ’s needs which are 

continuous and never-ending, and (d) being constantly concerned with the future 

state. For each of these phases, the caregiver identified intervention strategies 

and/or coping mechanisms that were needed during that period.
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Becoming a Care Provider

The profile of caretaking requirements described the scope of knowledge

and skills that these caretakers needed. Birth of a child with BPD was met with

shock and disbelief but through the prolonged hospitalization, these mothers and

grandmothers began to assume the responsibility of providing care for their

child. This stage is characterized by a tremendous amount of learning; the expert

health care staff teaches the care-provider and begins to relinquish control o f the

child’s care.

M aintain Mv Hope

The shock of learning that one’s child has a life-threatening illness is

certainly devastating. Will the child survive? W ill the child be normal? W hat

does the future hold? The reality is that there are no clear-cut answers to these

questions. Caregivers in this study fully understood that maintaining hope was

critical to coping with the shock . They described the need for hope to persuade

them to persevere, and it was expected that this facilitation of hope would come

from the health care providers.

Hope she get better, waiting for a miracle. Hopefully she will outgrow it, 
and she won’t need trach any more to breath. She has come a long way.

Tell me everything was going to be okay. [Nurse] gave me hope.

They [nurses] talk to me and everything, and they said he’s going to be 
okay. Thank God.

You, you hope you get through it.

The doctor [at Children’s Specialized Hospital] down to earth, 
understanding, compassion, wonderful doctor, gave hope; you are going 
to do fine—tell me everything is going to be okay.
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Unfortunately, the most dramatic stories described how physicians robbed

people of their hope. Insensitive communication where the physician is too

detailed and too clinical can be overwhelming and drain the individual of the

energy needed to cope.

Told by the doctor, don’t expect much from son; don’t expect him to 
survive; don’t expect him to live; oxygen can hurt his brain. There was no 
better for him, thought for rest of life he would need that [oxygen and 
suctioning]. Doctor blunt type of person, she just blabbed it all out. Very 
insensitive of her.

Inconsistent information and inconsistent messages were also perceived 

to deplete the individual of enthusiasm and energy.

Oh, I think he is ready to go home; then, no you are not ready. 
Emotionally, she was like kicking me in the heart all the time.

Many caregivers found that it was most helpful at this early stage to talk with

another parent who had experienced a similar situation. They felt comforted when they

were told that although the present situation was hard to survive, it would improve. Such

expressions of sympathy created a hopeful future for these caretakers.

I do think talking to another parent would have been helpful. Uh and one 
that gone and understood, and then I got, you know, this is really terrible 
but it does get better.

A couple of times in the course of two months [at the hospital] a parent 
would come back with a child, who may be a few years older, and show 
them to the other parents. That was encouraging to actually visually see, 
and you didn’t necessarily know what the problem was but to see that 
healthy child.

Learning. Learning and Learning

This stage was considered completed when the care providers took the child home 

from the hospital. To achieve this goal, the health care personnel took on important roles.
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The caretakers identified nursing’s integral role as teaching them to care for their children

and provide the ongoing nurturance, guidance, and reassurance they needed to assume a

caretaking role. Almost all of the caregivers indicated that this support did not occur in

the general hospital, and it was not until transfer to a specialty hospital that they began

receiving the teaching and support they needed. The strength of the relationship between

the nurse and the caretaker was evident in their descriptions. They described growing

levels of independence in their caretaking abilities. The nurses served as teachers and

advisors to these families, helping them prepare for both existing problems and

anticipated problems.

They did a lot; they did a lot [nurses at CHOP]. So we learned from them 
for being out there for eight months. He had a primary nurse. She was 
showing me how to do everything. But once I knew how to do it, I took 
over. When I was there, I took care of Michael. They were just there 
watching to make sure I was doing everything. They wanted to make sure 
I knew everything. They made my husband when he came up on 
weekends; he had to learn everything too. Michael’s primary nurse at the 
CHOP [hospital] was very good. I learned a lot from her.

Nurses [in rehab hospital] were nice and patient. Showed us certain signs 
to look for if the baby became ill. The nurses, the nurses are so great, they 
are. I never seen nurses like that. Yeah, really great. And they were 
patient, like loving people, they are all very loving. A comforting 
presence.

The nurses in the hospital were invaluable. The nurses were the ones I 
depended on. Felt looked out for the best needs of the child, including 
nurse who refused to do the doctor’s order once on Rebecca because she 
disagreed with it. Gratefully the nurses in that unit have enough power. I 
think the nurses were very supportive. Rebecca had a primary nurse. She 
sort of moved with Rebecca. And she very much taught us. Encourage us 
to help care for the children, while they were still in hospital, so that was 
wonderful because you d idn’t feel the sense of responsibility, but you 
were still handling them. She was very helpful—teaching me to give bath. 
Even though she was now a year old, what are, the same ways that the 
nurse taught me to do.
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I had nurses which were excellent. I meant, thank God, thank God. Helen 
which was her nurse, her nurse down in Philly, she, without her, we 
couldn’t have Shannon. And without her, we couldn’t bring her home, 
because Helen taught us everything. She said, “We are going to teach you 
CPR,” she goes. “You might never need it,” she goes, goes, “but you got 
to know it.”

So, when he went to Children’s Specialized Hospital, the nurses, the staff, 
they talked to me, and I understand a lot about his condition. W hat BPD 
is. How to deal with him. Uh, how to go about deciding how he going to 
sit; how to keep people away from him. Not a stressful environm ent, 
because a stressful environment make his health go down. The therapists 
show how to focus on what’s best for him. I guess the knowledge of what 
Children’s Specialized teaches, how to deal with him, really helps.

They prepared us at the hospital. They taught us everything—even how to 
make formula. So, all of us had to take CPR. Taught us everything at 
Children’s Specialized Hospital.

Learned care, opportunity to be comfortable with the care. Do trach ties 
and not be scared.

Nurses would show us necessities every time we visited, Very flexible; 
they would stay open 24 hours for parents to visit.

When the caretaker was assessed to have the skills to care for the child,

arrangements could be made to take the child home. Confirmation of the caregivers’

skills was the pivotal point in the move from the hospital to the home.

You had sleep-overs with your baby. Yeah, that you had to sleep in the 
room with your baby, and as your baby would wake up in the middle of 
the night, you would have to take care of the baby in the middle o f the 
night. You had to demonstrate to them, when it’s your final, your final 
test. It would be a week or two before your baby come home, and you 
would have to, everything that you learned, you would have to 
demonstrate it back to them.”

They trained me with everything I had to know to bring Deanna home. 
They trained me how to feed her and I had to take a CPR class so I could 
bring her home. Because they taught me, they taught me well. I learned 
well and they taught me well. At the hospital they show you how to 
organize everything that you need to do. Like, they give you, they write 
out the medicines, and if you go out and your pad and everything and you 
write up the medicines that you do the way you can understand how to do
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it. They taught you all her equipment, all her, her, ah her meds and stuff, 
her oxygen, and the apnea monitor. They teach you all of that.

Physicians were also viewed as important to this phase of learning to be a 

care provider. A perception of the physician’s competency brought peace of mind 

and comfort.

Dr. Burke [CSH] was the best doctor he ever had. I wish she could be, 
like, his pediatrician. Everything, anything that was wrong with him, she 
knew right away what it was, and what to do. After eye surgery, he had a 
problem with the tube in his lung; the tube in his throat. I guess closed or 
something sw ollen, you know what? Call Dr. Burke. I’m not taking anyone 
e lse’s answer. Call Dr. Burke. I seemed like I had more trust in her.

I call Dr. Bem baum  up at CHOP. She’s the first person, because she’s had 
him from birth. My pediatrician down here, she does well visits, and if 
there is som ething that’s bothering her, w e’d have to consult with Dr. 
Bembaum. She’s the number one doctor with M ichael. So she makes the 
decisions no m atter where we are. She confers with lung specialists, 
confers with my GI [gastrointestinal] doctor; they w on’t do anything 
without her approval. She’s very pushy and she knows Michael. We have 
gotten to be close friends, instead of doctor and mother, we are friends. I 
can call her at home. So she does anything she can for him.

Physicians were looked upon to provide regular comm unication.

The doctor, the doctor would call me every single day, give me report.

T hat’s a nice hospital. They had some meetings there. They tell you about 
the child every month. Every month they had a meeting. Yeah, they come 
in there and everybody is in there and they tell you how Vernon is doing.

That caretakers needed to be included as part of the care team became 

apparent through expressed concerns that care was being provided without 

informing the mother/grandmother. Shannon’s mother always put her telephone 

number above the ch ild ’s crib and told the doctors to call her when there were 

changes in her condition. One day she came to the hospital to find the staff 

trying to start an IV [intravenous] to give medications to treat a breathing 

problem. She stated:
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I said, “No one called me?” I told them [doctors], and ray number like 
when I go in right, with the hospital, I put my number up.

Coming Home and Getting Used to Things

The transition from institution to home is fraught with questions and

fears. M ajor concerns focused on “going it alone” and the process of learning

about the child: What was a normal cry as compared to a cry of distress? When

would the baby need suctioning? How could the feeding method be improved?

This period was characterized by learning, getting used to a new lifetime

routine, and much trial and error as regimens were tried and adjusted.

It’s Not the Same at Home

Particularly stressful was the sense that the health care personnel could

not be relied upon as primary caregivers or even as back-ups and that the mother

or designated caregiver was now in charge. Caregivers were aware their

knowledge was not comparable to that of health professionals, and they felt the

gnawing sense of concern about their ability to provide the care that was needed.

They m issed the reinforcement they had received in the hospital. They had to

manage at home, and no one was at hand to provide the feedback regarding the

effectiveness of their caretaking skills. It was stressed over and over by the

caregivers that providing care at home caused a great deal of anxiety.

It was, it was different, because the nurse wasn’t here to tell you: “No, 
you are doing this wrong. Yeah, you are doing that right,” and you just 
did what you thought was right.

You still have to do it yourself, and it’s so different from what, you know, 
what they say. You still have some fears, and honestly, you have to be 
very alert and very prepared too.
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Like in the hospital, he had a nurse. It was one-on-one, but it’s different 
with me. I know it’s one-on-one, but they at least are able to do it.

Because it is like different being in hospital, working with him. than 
being home alone with machines beeping, heart racing.

Problem, it is my son when I have problem, I don’t think.

Machines, that’s how come I scared. I don’t know how to work the 
machines. In the hospital I learn a lot, still I ’m learning.

We really didn’t know, even though they, they taught us how to do 
everything, eh, it was not the same thing as having somebody there and 
watch. You know how, they’re, every, everything is so easy for them 
[nurses] because they are used to it.

I think the, the thing that eats at you, is that: Am I doing things right? As 
right as they could be done? Is it the same as when you’re at the hospital? 
Am I holding him correctly when he’s crying, very uncomfortable? Am I 
not assessing the situation correctly?

Caregivers often questioned themselves: Am I doing the right thing? What

will I do if something goes wrong? Some of the care required frequent repetition

of the task, and with this repetition followed comfort. Other interventions were

learned in case an unexpected problem occurred. Having no chance to practice

these skills, caregivers frequently wondered how effective they might be in an

emergency situation. The anxiety that accompanied this concern was significant,

because such unexpected situations were likely to be life-threatening,

I don’t know if I feel really equipped to have something, an emergency to 
tell you the truth, I never felt comfortable with that.

And I think the thing that constantly eats in my mind, if he goes into 
distress, am I going to remember what to do even now?

To accomplish the transition from hospital to home successfully, the 

caretakers identified subtasks or strategies they could use to become confident 

as a care provider in the home.
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Learning to Discriminate Meaning of Signs

Part of the mothering role involved learning about the new baby. W hat

sound does the child make when hungry, when needing to be changed, when

tired? Learning what the different sounds and behaviors meant was part o f the

process of getting used to a new infant. In a child with chronic illness, further

demands for learning to discrim inate sounds and behaviors are placed on the

caregiver. Much of the anxiety experienced by the caregivers related to their

concerns about correctly interpreting the signs when the matter was vital. One

caretaker described the process of normal discrimination:

Being up all night and not knowing the different cries, the hungry cry and 
the, the wet cry, and, you know, just sick cry. Getting frustrated, and his 
different cries and just everything.

The stress of discrim inating was exacerbated by the ongoing health

challenges of the child. W ithout the feedback from health care personnel, it was

sometimes difficult for the caretaker to discriminate among the various choices.

Does he need more food? How much formula to give him? He needed 
more calories. Did we mix the formula right? Is it enough calories for 
him? Is he warm enough?

I think she was having an apnea, I can’t be certain because she w asn’t on 
the monitor. It was never certain if she was just very asleep or she was 
not really breathing appropriately.

I had to learn, uh, the shadow of his eyes, the darkness in his eye. If  he is 
getting too much oxygen, for his eyes to glaze over; where he is not 
getting enough oxygen, he starts to look pale or tired or stupor like, or his 
sats will go down, or his heart wouldn’t go fast. Or if anything got in his 
lungs or his, if he had like fluid in his lungs, you could tell the certain 
sounds, the crackling in the rib, the cough sounds, how to give treatm ents.
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Frequently caregivers reported that they were not adequately prepared for 

what caretaking would be like at home.

Well, just the reflux. When they sent us home, I d idn’t think he was, he 
w asn’t that bad in the hospital. But the reflux was really bad. You know, 
every hour he was vomiting.

All the caretakers agreed there was much to learn; however, in time, they

became more com fortable with what should or should not be done. Eventually,

the caregiver could identify changing signs in the child and interpret the

meaning of these signs in relation to the child’s progressing or deteriorating

health state. Several caretakers described the process.

When you come home, they sit here and they tell you these machines are 
for different things. With her, you had to get accustomed to, when she 
needs a suck [suction] job. It’s different, yeah, i t ’s different, uh, you have 
to adjust your, your hearing for her. When she needs a suck job, uh, 
because she can’t say I need you. You have to like really feel her out. If 
you get more, more sucking, then you know she is getting sick.

Once in a while her thing [oxygen saturation] goes down to 96 to 92, but 
you don’t get nervous; you don’t bag her.

Needed to learn oxygen administration, suction him out, act quick with 
him, learn how to suction, learn CPR, how to use oxygen; when he turned 
blue how to turn him over, and hit him sort of [stimulate breathing].

Constant Vigilance

Having a sick infant put caregivers on a heightened sense of alertness.

Getting used to the child involved both learning and discrim inating. Caregivers

often commented on their need to pay attention not only to the sounds but also

to the lack of sounds. This required the caregiver to be on the alert at all times.

If you don’t hear her, you don’t know what to, like you hear, oh my God 
she ain ’t breathing, what do I do? So you are always listening to her. You 
are always, you got your eyes on her constantly.
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Trial and Error

The transition period from hospital to home included experimenting with

ways to feed the child, com fort the child, and generally meet the caretaking

demands. There was no one successful way to accomplish this, so time and

readjustment of regimens were needed to determine what would work best for the

child. This process of trial and error and learning what works for the child was

described by all of the caregivers.

She couldn’t be laid down flat. She had to have pillows, just to make sure, 
the vomiting and the reflux. It took us a while to, to figure out how to 
feed her and, you know, keep the food down and stay that way. We had to 
give to her very slow, like for 10 or 15 minutes, because otherwise it was 
too much.

You know, ah, one of the things that was, that, that, that was hard, too, 
was the m edications. We had to stop her feeding and to give her 
medications. If that [medicine] went in too fast, she would throw up, and 
it went too fast, she would vomit. Just put it slow. Some of the medicines 
we have to mix with a little juice.

A tremendous amount of time was required to learn and implement the 

regimen. Listening to the caregivers describe the process was draining in and of 

itself. Providing the regimen was an overwhelming experience for them.

If you, and when I feed him I have to make sure I, I feed him sitting up, 
and I have to stay with him to make sure he sitting up for an hour and a 
half before I can put him down again. I cannot put him down again. I 
cannot just put him down because he’s going to reflux back. It just keep 
going on and on because of the very big reflux, that leads to his 
respiratory distress.

Half and half her food, so we had to wait an hour to feed her; like a half 
hour to feed her and then wait another half an hour to give her her liquids. 
So she couldn’t have it all at once; like you feed her, and then give the 
liquids she couldn’t do that because she would, [if she] wasn’t throwing it 
up, it was just coming out.
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Need to be Organized and Record Progress

Due to the complexity of the caregiving needs, many of the caregivers

addressed the need to be organized. W hile in the “Becoming a C aretaker” phase,

caregivers spoke of the assistance the nurses provided for them in becoming

organized. At home, this need for organization was slightly different in that the

emphasis was on finding the time in which to accomplish the regimen and

checking on every movement. Organization was important to assure that the

caregiver did not neglect performing requirements.

She had like, nine or ten medicines that I had to constantly keep on a pad 
and take time every time that it was time for her to get her medicine; I 
would have to look on the pad, and the time that it was give her, her 
medicine. She has special doses for every one. All of that was on the pad.

Learning, yeah, learning the chart [intake and output] was like, the 
hardest part, because I had no idea what it meant.

And then, you need to know the medical name of certain medication, 
because when you go to the pharmacist, they are not going to give you the 
same name. They put a generic name instead of the name you know of. 
You had to know what the effect of certain drugs did to him; how long he, 
how long he had to be on it; what medicines to help release the water gain.

Environmental Accommodation

Part of the transition phase to the home necessitates a need for families to 

make adjustments in their lives and to make changes in their home environment 

to accommodate care for the child. In addition to integrating the many different 

types of equipment, caregivers have to place the child’s crib w ithin hearing 

distance of the caretaker, and in an environment whose temperature is suitable 

and relatively free of dust. Many caretakers described in detail the changes that 

they made in their homes.
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We found, I mean, when we move into a home we had drafty windows, 
and we forget we ju st put some sweaters on. We had to change the 
windows and had to, we replaced the widows throughout the house, and 
then the city came around and spotted us for peeling paint. So we had to 
make an improvement. We couldn’t paint, because it was old lead paint, 
and they had to sand and that would create more problem s for him . . . 
making changes to the home to make him comfortable.

I mean we had an air conditioner, and we have an air conditioning system , 
but we never used it. So we had to try and get that repaired.

. . . fixing room for equipment, setting tem perature, family made 
adjustment to fit his needs.

Uh, you, I rearranged the whole house, my life for her. I even took my 
chair, I have chair, I put that down the basement, and that was like, oh, 
no. But for her I adjusted everything. You either adapt or you don’t. I 
sleep in the parlor now. Me and them guys, we all sleep in the parlor, so if 
she coughs, I wake up.

Vernon’s mother would not bring him home from the hospital until her

family had moved from the projects into a two-family house.

Because in them projects it be burning up. I would have brought him 
home, but that place, no.

Lifestyle Accommodation

The stories of the caretakers indicated that the adjustm ents were not only 

environmental but also lifestyle in nature. Having a child with BPD meant 

having your life change dramatically. Shannon’s mother captured this 

phenomenon in her statement “When you have kids, your whole life changes; 

when you have a trach kid, your life changes double.” The critical response 

appeared to be flexibility, adjustment, and being accommodating in lifestyle. Six 

of the mothers ceased to work outside the home to care for their child; generally, 

this was not seen as a burden but as something that had to be done.

I don’t work, because I got to take care of her.
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I was used to always working, not able to go back to work. And we had to 
go from two incomes to one.

It’s different. I was a travel agent, and we were used to taking a lot of 
vacations. We haven’t been on vacation in two years. I t’s okay, we wanted 
children, and we have to make adjustments.

Resigned from work. This is my job now. This is what I do. And that is fine. 

Loss of Privacy

Caregivers needed to adjust to the number of people who came into their

homes to provide care or therapies. Often nurses came during the night to attend

to the child, and by day, therapists, providing different therapies, came and went.

I didn’t want nurses in  because, uh, I’m very private. But to have a person 
here in my house and I have to be like, confined to a bedroom, that 
bothers me.

I had to get used to people stay here overnight. We have people, strangers 
come to the house and stay over.

I can see loss of privacy.

People coming in and out, very hard to adjust, invasion of my privacy, 
and I resented that. I dealt with it well. I knew it was part of it. The “eye 
of judgement” became uncomfortable for me.

Oh God, I’m tired of these people. . . . I’m tired of that; I would say they 
got to keep putting all these different people in my house. Better have one 
person. Yeah, I was ju st tired of these people going in my house. I don’t 
like being around people all the time.

Home Nurses

Home care nurses were identified as the major resource that supported the 

caregivers in their development towards independence and confidence in care 

provision. They were seen as teachers and advisors who would validate for them 

the effectiveness of their own assessments and interventions. Clearly, they 

played an influential role in the transition from hospital to home and in
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providing the reassurance the primary caregiver needed to become skilled and

confident in her care-provision role.

Well, everything going okay in his health. It was more like reassuring her, 
listening, you know, taking his vital signs made me feel better. Gave us 
some helpful tips.

There was a caseworker assigned to me who was a nurse. She said that I 
was the only person she, you know, that I had to deal with. And us, she 
arranged for the monitor. She arranged for oxygen. She arranged for 
nursing. She was wonderful. It was very reassuring.

She was wonderful. She was with us eight hours a day, seven days a 
week. Made sure we were set lip and that we understood how to use the 
monitor. She worked seven days a week. So she was basically like, you 
know, in this house, seven days a week, eight hours a day, and it was 
particularly helpful. I don’t know what I would have done in the 
beginning just out of being particularly nervous. And she very much 
taught us. Nurse was always very encouraging. Capable of caring for 
them, I was able to get more sleep, the rest. Feeling of complete trust, 
that she was going to take good, or probably at that time, I felt better care 
than I was.

I wouldn’t notice; she would notice on the next shift, you know, if  the 
color wasn’t quite right, or something that I couldn’t detect that she 
would pick up the next day. That was very reassuring; how do you do 
this?—all the new mothers’ questions. Ah, it was wonderful because she 
was there, and I could watch her do it or ask her for feedback. It allowed 
for a little bit more of individual attention because I had another pair of 
hands for the two of them. Going to the doctor’s appointments with me 
were very helpful; in a practical sense, very helpful to me.

It was a good bridge where, yes, I was still responsible, and I was their 
mother, but the nurse still had some responsibility towards these children 
in making sure they were okay. A lot of practical advice, particularly on 
the monitor. We were having some trouble with the monitor—how they 
attached to her, you know, things like that.

I have them sixteen hours now, and they are very, very helpful. H e’s got 
the one-on-one with the nurse. Much better, but now they [insurance 
company] are trying to take my 16 hours away. Well, the day nurse, she 
works with Michael nonstop. The one that I have, that has been with us a 
year, has nonstop with Michael. She will come in, if he’s sleeping she 
cleans his room, does the laundry. If he gets up, she does his therapies. 
W henever my therapists come in, she stays in the room with them to
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learn. She also works on, like, physical therapy, occupational feeding.
She feeds Michael breakfast and lunch. She gets him to eat. She is very 
good with Michael, very good. She’s a big help; she comes five days a 
week, seven to three. And then the next nurse comes in at 11:00 p.m. to 
7:00 a.m., the night nurse. They monitor him throughout the night, feed 
him, give him treatment, he has that pulse ox monitor on at night, watch 
the oxygen level.

It was so good having the visiting nurse because, you know, I wanted 
confirmation of my skills in making an assessment, sounded stuffy, 
congested. Learned when to give treatments, unless I was under 
impression I am not to give him a treatment, unless, you know, he was 
really bad. Having a nurse was good, confirm what do you think; always 
felt, felt good, have a professional opinion.

Oh, I like when they came, because they do stuff. They like weigh him 
and, uh, check him. Oh, I ask the nurses sometimes, before I had the 
[thermometer]. I was looking at the thing in the wrong. I’m taking the 
temperature wrong. I don’t know what I had. I gave him some Tylenol. I 
thought he had a fever, but I was reading it the wrong way. But the nurse 
came, and then I asked her. She showed me. I was like, oh, I forgot how 
to do it.

Lawrence’s grandmother not only confirmed the importance of validation

and reassurance, but also stressed that the helpfulness of the nurse was due to

the fact she truly knew the child and could discuss the progress, whether minute

or remarkable. The caretakers were loud in their praise of the regular nurse and

were impressed by her knowledge and ability to recognize changes in the child.

Uh, huh, which he has a primary nurse that deals with him and knows 
what he likes and dislikes, what really bothers him; and that’s the person I 
can really talk  to and ask what happened. What I ’m going through. W hat 
have you seen? How his attitude changed.

And it was very comforting to have somebody there, and then after that, 
we just, had to have somebody there to take care of her. Regular nurse 
coming four days a week, but the regular nurse . . . she was the best. She 
worked with us, and yet she is very nice about everything.

This validation by the nurse not only reassured the caretakers but also 

saved them the anxiety of a trip to an emergency room or to the physician’s
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office. This was an important time-saver for the caretaker, and even more

importantly, they were learning from the nurse how to assess their child’ needs.

Comfort, nurse will be here and she will talk to me, get lot of my 
concerns addressed. Good to know I would see a nurse once a week. Kept 
me from going to the hospital or checking with doctor.

The nurse also facilitated coordination with other health care providers.

And she [nurse] explained it to me, and she said, “You need to know this.” 
And then, you need to know the medical name o f certain medication, 
because when you go to the pharmacist, they are not going to give you the 
same name. So we had to watch that and you have to. You have to take 
care of him. They taught us certain, they taught me certain things.

Having a nurse present providing care allowed the caretakers to relax and

drop the constant vigilance they maintained when they were the sole providers.

This respite allowed them to “emotionally relax” and also provided them with

free time to attend to dom estic tasks.

If I could get some help, a nurse who would be there for four hours, I 
could use the four hours to maybe wash clothes, do other things, listen to 
what, look at what she’s doing, you know? At least for a week, if I had 
that, that would be good.

I had a nurse to come and help me, Ah, she’ll come in the morning and 
she’ll leave, like, 4 o ’clock in the afternoon; come for four days out of 
the week. More help, more time to do what I had to do, like run, and take 
care of her m edicines, or if I had to do, ah, I want to do some of my 
business, I have time to do that. That helped a lot. I had her for, ah, three 
months.

Helps to cope, slows down the routine of work. Sit down and talk freely 
and they [nurses] understand you. I don’t know what would happen if I 
didn’t have care; it’s too much.

Despite the importance of home care nurses, many of the caregivers 

discussed the difficulty of having people in their home and in finding the “right” 

nurse for the child. Some described nurses sleeping or providing little
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stim ulation to the child; others spoke of the need for a connection between the

home care nurse and the child.

One or two, because we found that they were coming, ah, prepared to read 
all day, and be tired or be sleeping and I said, “Oh no, we can’t do this.” 
And I give them more than an opportunity. And I ’ll see, well maybe it’s 
just their first day. They’re adjusting, and then it happened one time too 
many. And I give them a list o f things, because we provide tapes, we have 
books, we have activity toys, which room was crowded. There is stuff 
there for him to do. There is no reason for him to sit. Your job is not 
difficult. We provide all that you need. We give them the freedom to do 
their job, and we expect you to do your job.

Some are unhelpful. I’ve had nurses come in here and sit and watch TV as 
M ichael played by himself. I had nurses just sit in the rocking chair. 
Because you have to with M ichael’s G-tube, if you don’t take care of it 
the correct way, he’ll lose weight and lose weight and lose weight. And 
we were having problems with some of the nurses.

Because I wanted steady nurses at night. So we are still trying to find a 
couple of nurses to come in, but there is three nights that we are having 
difficulty finding people; really wanted somebody that could work 
Monday to Thursday.

We’ve been through a lot of nurses. Like with Michael, if he took to them 
or not. He is a very friendly kid. He doesn’t have any problems, but 
sometimes he doesn’t take to some people, and w e’ve w e’ve had lots of 
nurses.

Although the regular nurse came four days a week, other nurses came for

other shifts. This was confusing for them because each nurse performed the

duties slightly different. Along with the overwhelming care, they had to adjust to

the different nurses. It was easier to work with one nurse.

We d idn’t always have the same nurse. One would do one thing, the 
others are, would do the other thing and, you know, it was, it was hard. 
Confusion about directions, like, one nurse would do things one way. The 
other nurse would come the next day and do things the other way; just 
confusion. We just felt like we had to follow everybody’s directions until 
it got to point that, you know, I ju st tell my mom that mom, “This is 
ridiculous.” Things were never done the, the way they were supposed to do.
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Only Kevin’s mother expressed her concern about not receiving the help

that she needed. Kevin’s mother, a nurse, was educated in Africa. She had no

experience with sick infants that required support from machines and had never

before heard of a neonatal intensive care unit. She was told that, since she was a

nurse, she herself needed to take care of her baby. She explained that this was

difficult. The help that she did get was not enough.

At least for a week, if I had that, that would be good. But they telling, 
you are a nurse, that’s it? That’s all you can have? Visiting nurse, m ight 
refer you to a home-visiting nurse, who they say will come in to prepare 
you. When they use HMO, only allows a nurse to come in twice for the 
whole period. And the nurse comes in, and all she does, is, uh, “Oh, he’s 
fine.” Okay, that’s fine, that’s okay. “Did you put the head, uh, bed up?” 
That’s all. They don’t really, uh, so, no amount of teaching can prepare 
you for me what you are going to do.”

Day In and Day Out—Caretaking Never Done 

Having learned the care and having made accommodations in their homes 

and lives, these families then moved into the phase of managing the ongoing 

care. Their stories explain the continuous and overwhelming demands made on 

the caretakers every day. The themes, which emerged in this process, included 

the following.

Overwhelming Time Demands

Fitting in all of the caretaking needs, meeting the needs of self, and 

attending to other family members was a perpetual struggle. An ongoing theme 

in all of the phases was the amount of time that the regimen consumed. The 

vagaries of “norm al” children may be overlooked, but caretakers of ill children 

may not ignore their behaviors such as disinterest in eating, not getting the
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proper amount of food, not getting a medication; in short, behaviors associated 

with potentially serious consequences. With so much of a focus on caretaking 

needs, it sometimes seemed as if the child within the regimen were missing. A 

pervasive sense of fatigue was evident as caretakers described their typical day.

Just getting meds every hour. He was getting fed almost every hour. Well, 
I’d start at seven in the morning, and I didn’t stop until eleven at night. It 
was a very long day

He’s still getting the oxygen. He is still getting fed by tube. He’s getting 
some baby food, but it takes a good 45 minutes to feed Michael. He got to 
have his motor skills first with the mouth. Uh, he still gets medicine 
round the clock, breathing treatments, so he gets a lot done to him.

You know, you do spoon feeding, it can take me anywhere to a half hour 
to an hour, depending on his mood. Especially when he doesn’t want to 
eat. He has to, at least, get ten spoons in him. You can’t stop at four. If he 
doesn’t want more than four, we can’t stop. We have to give the ten. Uh, 
so it’s patience. And he’ll start to throw the food when he doesn’t want 
the food, but he has to eat it. That’s what my doctor told me. He cannot 
not eat his food. He has to start to learn to enjoy it, because he has no 
interest in it.

I’m at home with him. Bathe him, feed him, give him his nine o ’clock 
meds, his twelve o ’clock meds. Uh, then feed him lunch time and at 
dinner time. Then wash him, change his trach ties. Most important to 
monitor his oxygen and weigh his diaper, You have to take, keep track of 
what is in his diaper.

Get up every three hours to do CPT [chest physiotherapy], suctioning, GT 
tube.

We give her a little something with the spoon, and we keep feeding her 
with the other one so she eats something, because she can’t eat, feed 
herself. When she eating, like, every two hours, she can’t take an hour to 
eat, to eat a little amount of food.

Taking care, always a constant thing. My mom, sometimes she w ouldn’t 
sleep, because, you know, ah, the false alarms, all night long, she keep 
getting up. She has a single bed in Sabrina’s room, and most of the time 
she would have to stay there.
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One mother explained that she simply could not accom plish all that was

required in the intensive workload as she had only relief during the night.

Unable to do constant care; I couldn’t do it. They gave me sixteen hours 
[and then cut it back to eight hours] . . . when I took M ichael back for 
visits, I just told him [doctor] I couldn’t do it anymore. I couldn’t do it. I 
couldn’t do i t . . . plus the nurses only had him for eight hours. I had him 
for a good sixteen. They knew I needed help.

The intensity o f the work and the importance of getting the caretaking

scheduled and accomplished were apparent. A mother explained this situation in

such a fashion that she did not, in actuality, sound like the m other but more like

a shift-worker complaining about the distribution of the workload.

Even though i t ’s only eight hours, Michael is still a lot of work. H e’s still 
a lot of work. On my time, he gets medicine, I have to feed him dinner; he 
gets fed through the belly twice, and, uh, breathing treatm ents all the 
time. So, the 3 to 11 shift, I think, is the most, the harder shift.

The monumental time demands placed on these caretakers not only

created stress but also prevented their being able to take advantage of

interventions that could support their coping. Support groups were found to be a

valuable resource for these mothers and grandmothers as they learned to provide

care and to cope with an uncertain future. Several mothers said they had to stop

going to support groups because they did not have the time.

I go to groups with mothers, when I have time to mothers who have a 
preemie. I went three times. But I don’t have the time. W hen can I go?
You know, sometimes you’re up, you know, when you’re up and you have 
to woke up early and run this tight schedule. T here’s no time. You can ’t, 
you can’t just create an imaginary time. It w ouldn’t work.

I went to support groups a couple of times and they helped. I stopped; I 
didn’t have enough time.
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DFYS [Division of Family and Youth Services] arranged respite sitters for 
me to go to the meetings, but when they could not find people to watch 
the children, I could not go.”

Justin’s mother described the timing problems associated with support 

groups.

Times not good for support group. The times were, like, in the morning, 
and sometimes you couldn’t make it. A doctor suggested the support 
group, but it is like a timing problem, time was wrong.

She found support in reading books about children with problems. Again

this approach seemed to make a connection with people in sim ilar situations and

allow the mother to feel compassion for others experiencing more severe

problems. In this comparison there was comfort and hope for her.

Hearing about others. To read about it, and read other people . . . hearing 
about other people’s stories, made me feet better; it was like, their stories 
are a lot worse than mine. Just be thankful what I have. Because once I 
read about other stories and heard about, I felt a lot better.

Must Plan for Everything and It Takes Time

The multiple and overwhelming caretaking demands required ongoing

planning. Spontaneity was a luxury of the past. Something as simple as running

to the store for one or two items or visiting a friend turned into a major

production. Any outing which included the child required planning and

organization of equipment and medication which had to be available in case of

an emergency. The preparation occupied a tremendous amount of time.

It takes me, like, an hour, if w e’re going to a relative’s house. It takes me 
about an hour to get M ichael’s stuff together. Uh, the medication and in 
case of his tube, he has a tube in his belly that he’s popping out all the time. 
I would have to take the other tube with me. So it takes me about an hour 
to get him ready, where Christopher [other son] takes me five minutes.
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There is no way I can take the two of them out with me. Michael would 
have to take his oxygen. We would have to take everything.

Just the pump, just the machine, you know, always, uh, every time you 
take the baby. You have to remember to bring the whole thing, and then, 
you know, did we have a place to plug it in. Just taking her out was a 
hassle because you had to carry so much stuff. Take the pump everywhere. 
A lot of, ah, you know, planning, just everywhere we go. Always have to 
be prepared

Plan for everything; having child with disability couldn’t do that you took 
for granted. Couldn’t just put him down and let him walk on his own or 
things of that nature; needed to plan; didn’t have an extra hand to open 
door or carry bag of groceries.

Coordination Takes Time

In addition to providing care, a large amount of the caretaker’s time was

spent trying to coordinate care. The care was planned through calls to physician

offices, health insurance offices, and physical therapists, and then the visits

themselves were another time-consuming event. Some caretakers described the

coordination as harder than the caregiving.

I am the caretaker. I always go with her to the hospital, to the doctor, to 
the hospital, visits, and stuff. Time it takes to call about braces and 
equipment. Be on top of things; order supplies, book her medical 
appointments with pulmonologist, eye doctor, pediatrician.

Management is stressful, all his appointments and my four-year-old, 
having to take both of them with me, and sometimes I had two 
appointments in a day. Hard.

Time was difficult. You have to schedule your appointments around 
everything. I have to schedule around a certain time because I work on a 
time schedule. You schedule around work, by two o ’clock, so my time is 
very, very limited. So, you have to work under a schedule. If something 
happened and broke up that schedule, I guess everything—chaos! chaos! 
I’d be hearing me screaming and crying, “Oh, my God! Oh, my God!” I’d 
be crying.

Like, if she had meds at seven, eight o ’clock in the morning, I had to get 
them to her at seven, eight o ’clock when she had her feedings. I had to
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give her, ah, she had, uh, for asthma, she needed. I had to give her the 
medicine which she needed at a certain time. I have a calendar that I write 
down when one [therapist) is coming, when the other one is coming, or 
they will send me a calendar of what day they can come. I will put that 
down on my calendar for her.

T hat’s how I have to do my life schedule. You got to do it as a schedule.

All the appointments involved in caring for the child—you know, medical 
needs, juggle schedules, calendar inundated with appointments and 
people. Hard; all the appointments and people coming in and out of your 
home, harder than care. Time for the telephone: making calls and setting 
up appointment. Overwhelming, even right now it is overwhelming.

A lot of appointments piled up. Five months after he has been home, we 
still get a lot of appointments. You know, at the time, we were both 
working, so just can’t call out of work; needed to change work schedules 
around. That was the big thing. Just a lot of appointment; making sure the 
insurance, and what he’s going to cover. All the doctor appointments and 
just the hours of stay in the hospital.

One mother, having vividly described the extent of the coordination, added a 

comment:

God forbid, one day the car didn’t start or you know if you had a car 
problem or you couldn’t go or you had to wait or you had to make, cancel 
appointments. Lot of his doctors were far away, good doctors, and certain 
doctors, the good ones are far away. All these doctors, and all these visits, 
like it was just so much.

It was clear that an event which would be frustrating to most, would be 

disastrous for these caretakers.

Never Off

Although home care was provided for the majority of these families,

primary caretakers believed that they themselves should maintain the vigilance;

since they knew their child best, they acted as an advocate for the child.

When I feed him I have to make sure I, I feed him sitting up, and I have 
to stay with him to make sure he is sitting up for an hour and a half, 
before I can put him down again I cannot put him down again. I cannot
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just put him down because he’s going to reflux back. I call the house 
[when I ’m at work] or going to sleep, “Did you check on this? At least, 
did you put the head a little bit up?”

W hen they sent the child to the medical daycare center for respite, the

caregivers still had concerns about the care that was given. It was not the same

as was rendered at home, and they worried that the child was not being fed and

cared for properly.

I w asn’t very happy about that . . . that she started losing weight. We’re 
not happy with the care at all. She’s not being taken care, being well 
taken care of in the daycare center. They don’t feed her; like, she lost 
weight. You have to consider her weight because she is very tiny. When 
we pick up Sabrina, every day, has to stop two blocks from the daycare 
center to feed her, because she just screams. They say they feed her.

T hey’re constantly sending us to the doctor every little thing, you know; 
he is always dirty, always we, they don’t really change him, you know. 
Yeah, it like . . . nobody take care of other kid. They should really take 
good care of, of the kids, you know, this this is not acceptable, but, you 
know, nothing like home.”

Although health professionals turned over daily care of the children to the

primary caretakers, when it came time for collaborating or sharing of

inform ation, the health providers often did not treat the caretakers as true

partners. The caregivers told stories of their fight to make the health providers

listen to them. Caregivers believed they knew what was best for the child, but no

one wanted to hear what they had to say.

I know his signs and symptoms more than a doctor would know it, 
because he is my baby, and I was so upset because they were getting 
ready to discharge him. I was the only one who heard that he w asn’t 
breathing right, and even the doctors didn’t hear. Because I picked up on 
it, I was so cautious about his breathing.

I noticed, not the doctor, that he wasn’t breathing right. The doctors said, 
“No, he is breathing fine” I said, “No, be has never breathed like this

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



101

before at home. You check him out again.” One finally agreed. “Yeah, 
you’re right. There is something, wrong with his oxygen.”

Medical staff was aggressive with feedings and Rebecca just couldn’t 
tolerate the feedings as quickly, the progression. I felt it was at the 
expense of her being able to tolerate it. I would start fighting with them a 
little bit about it.

Shannon’s m other related her experience of the events which followed a

life-threatening episode in which the parents performed cardiopulmonary

resuscitation and revived their daughter. She described the ongoing battle to be

included as a valued member of the health care team.

They, would try to get the IV; we would have to leave the room. I said, “I 
ain’t leaving the room.” They were going by quote “the book.” This is 
what you do with a “trach kid.” Well, that ain’t what you do with 
Shannon. I know Shannon. So I would, I was fighting with them nonstop.

She was in pain [after surgery]. They [staff] didn’t know what to do. She 
needed hot steam. They treat you like you don’t know nothing. You’re the 
mother. Doctors would, like, walk in and say, “Oh, you have to leave the 
room.” Excuse me, I suck this kid out. I saved her life. No way you are 
going to tell me what to do.”

Little Help From Others

The caretaking responsibilities were varied and different. All caregivers 

reported that they were the primary caretakers and they received little help from 

others. When asked about help, the caregivers did not indicate assistance from 

health care providers, even when they were coming into the home to provide 

care. Family and friends were generally not available. Most were fearful of the 

child and likely afraid that problems might occur. It appeared that often the 

primary caretaker had sole responsibility because of lack of support systems or 

because others had knowledge of only parts of the care that had to be provided.
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The night time, I was by myself during the night and the feedings.

I don’t get no help, I do everything. There a in ’t nobody here to help me. 
A in’t nobody really. I did everything. I did everything by myself. But 
everything also, I did by myself.

But mostly the whole time, I did all the work. Oh, God, well, I was up 
with her during the middle of the night, still feeding her and changing 
her. I had to do a lot of working massaging her body and stuff.

I have to do the treatment. I am the only one who does everything, you 
know, for the baby. I come home from work, and I have to take care of her. 
Get up every three hours to do CPT, suctioning, G-tube. It’s like everybody, 
not to brag, but it is like everybody just relies on me to do everything.

I’m here alone all day with him; I am his primary caregiver. I am the one 
that does everything for him. I am here alone, no one to really help me. I 
don’t have nobody. I am left all alone with him. My husband does a very 
good job with him when he does it, and it doesn’t happen very often. I am 
left all alone to do it by myself.

I no have help for him. Overwhelming, too much for me alone; not fair.

I don’t have nobody. If I was in Puerto Rico, I would have support from 
family. Other than calls to Puerto Rico, I don’t have nobody, nobody at 
all. Phone bill sky high; get it all out.

I call her every day, and we talk on the phone everyday, and she read me 
the Bible. She has me in a prayer group, and they send me, like little, like 
daily words and stuff like that. She lives in Florida.

My mother is in Nigeria; my brother is in Nigeria.

In some cases, the reason for the lack of support may have been fear on 

the part of other family members. This caused frustration among the caretakers 

themselves.

Because family, they were afraid to touch Michael. They were afraid to 
pick him up. But you know, the bottom line is he’s got the tube. He is 
going to have the tube for a couple of years. So either you learn to hold 
him, you know, he putting out his hands. But he wants to be picked up 
and nobody wants to pick him up.

I didn’t have a mother who stayed. My mother was terrified to touch 
them; was not helpful in that regard.
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Nobody likes to take care of him because of his feeding problems.

It is either me or the nurse; it is not like she is healthy and I could maybe 
give her to my aunt. My aunt gets scared, Brianna having a trach.

Holding the baby was very difficult for them [in-laws]. They, they didn’t 
want to hold the baby. They didn’t want to come near the baby. They 
didn’t want to even, they were scared of touching the baby. Because they 
believed, like, they thought that something might happen, baby might 
brake into two or something.

In all the interviews, the mothers and grandmothers talked about the

fathers and grandfathers of the infants. Generally the primary caretaker was

described as the “strong” one, and the husband was generally viewed as not being

accepting of the baby. A common finding was the perception that although the

fathers and grandfathers were there, they were not there for support in caregiving.

I tries to talk to him about it, but he doesn’t want to talk about it. When 
he do talk, his tears come out, turned his face because he d idn’t want me 
to see it. He doesn’t really talk to me about it. He doesn’t want to reach 
the subject. Doesn’t accept, doesn’t want to accept.

He doesn’t think Michael is sick. Never did. Umm, he just, he has a hard 
time with it. And, uh, he has a hard time with it. Denial, I could say it’s 
denial. Doctor . . .  sat down him down a couple of times and told him 
what was going on with Michael. And she turned around to me one day 
and said, “He’s not hearing m e.” I said, “I know he’s not hearing you.”

Many of the informants felt that the husband was not an active caretaker;

he was not around to help out when he could. The notion of the husband not

being “as strong” was voiced. Clearly, the caretaking responsibilities were seen

as the m other’s role.

My husband working twelve hours a day, six days a week. He really 
wasn’t here for me a lot, emotionally. He wasn’t. I was doing by myself. 
Just driving myself nuts. My husband couldn’t do much. My husband 
does a very good job with him when he does it, and it doesn’t happen very 
often.
Husband help in the afternoon when the nurse go, watch him. D on’t want
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to give his m ilk or the medicine because he don’t know how to do it. H e’s 
doing pretty good. Husband scared, som ething happen to him, something 
like that.

Father no time for baby, no help. He never take care of him. Any problem 
he can’t know, not fair, need more cooperation, attention to baby.

You know, that that couldn’t be done because my father [child’s 
grandfather] don’t know how to handle it. Yeah, I mean, he loves her, he 
like to play with her and everything, but, uh, i t ’s [the care] too confusing 
for him.

He [father] got on my nerves at times. I would have to tell him to leave. 
He couldn’t understand why this was happening to her. So the doctor 
talked to him and everything like that, and he’ll get upset. Uh, h e ’ll look 
at me, and he get upset with me, like it was my fault, but I told him I 
couldn’t help what was going on with her. “I ’m upset the same way 
you’re upset.” So at times I would have to tell him to leave. It was hectic 
with him. It was hard.

Husband helping when he could, needed a second set of hands.

Teaching my husband to care for my son was the most difficult thing I 
could tackle.

My husband is not as strong as I am. You know, he has a hard time with 
Michael being so sick. You know, he likes to be by himself. He doesn’t want. 
So he’s really no support.

I don’t get my strength from, Jimmy [husband] is weak. I didn’t know he 
was crying in the bedroom. He was like, he lost it.

For many of the caregivers, the other children were viewed as a support

both in terms of providing love for the child and in providing instrumental

support when the ill child needed attention or when household chores had to be

done. At times, the sibling took on an advocacy role, explaining what should or

should not happen to the ill child.

Well, nothing, they was just happy for their brother. When he coming 
home?—that’s the only thing. We want him to come home. I be, like, he 
going to come home.
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He adjusted well. He knew he had a sister that was sick. They [hospital], 
they let him see her. Ah, he’ll see and he’ll hold her, and he’ll play with 
her, and he’ll tell everybody that’s my sister. “My siste r’s in the hospital. 
She’s not feeling good.” He don’t know what she, what she had. But he 
knew that she w asn’t feeling good. When she came home, he just loved 
her and played with her. Because they been close ever since she was born. 
He been there by her side; ah, I know he love her a lot. And he don’t want 
nothing to happen. So he tell people, “Don’t kiss her in her face.” He be 
like, whoa, and, you know. Uh, they close, they real close.

They see her, and they see her progress is so great. They adjusted too. 
Because I didn’t treat her like, oooh, oooh, Shannon. Well, they came 
down to Philly [location of hospital]. They seen Shannon at her worst. 
They seen her hooked up to these machines. They held her. They, you 
know, they love babies, so it’s normal. Uh, they know, like, they were 
with her though everything. Nicki learned how to suck out Shannon 
through just being with us, and that was great. My fourteen-year-old is 
afraid. Uh, they didn’t treat her, because they, they go a lot on your own 
vibes, on Mommy. The boy, they love her, they don’t. They, they grab her, 
they squeeze her, they shake her, they, and she loves it.

Mommy I want to be next to baby. Mommy I want to do this. I want to 
stay with baby all the time. They help me in the house, wash clothes, help 
me a lot. Ask, “Why Angel needs all the machines.” I explain to them. 
They ask a lot of questions, but you can ask. I talked to them explain.

Daughter helps. When I go to the appointment, sometimes she can’t go to 
the school and go with me. Hospital bring me a excuse for her. I can’t 
alone—a lot of stuff, the bed, the carriage, the stroller. She take care of 
him and play. She plays a lot with him.

Justin dealed with it good. Takes care of his little brother very good. “Is 
the tube okay? Is it, is it in there? Why doesn’t Jerem iah take a bottle 
through his mouth.” I guess he’s dealed with it very good.”

Some caretakers reported that family members provided instrumental

support in terms of accomplishing tasks around the home, driving, and

performing “well” childcare of siblings.

Thank God, I had in-laws. I had my parents. My mother-in-law would 
watch them during the day. My mother would take care of them at night.

But I have in-laws, brother-in-laws that are very good, sister-in-laws that 
are very good. Uh, they helped out a lot. If I w asn’t here, they’s come 
clean my house.
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Although this was appreciated, these caretakers still felt alone when it came to 

the care of the sick child.

Preparing for an Unclear Future

The future was ambiguous for these families, and learning to tolerate this

ambiguity was a difficult task. Living with uncertainty and maintaining hope are

critical tasks within this phase.

Living with Uncertainty

Uncertainty was always in the minds of these parents and caregivers as

they continued to care for their children. For them, the future could be next

week ,or it could be many years in the future. No matter what the time frame,

there were no clear answers, and the caregivers had to learn to adjust to

ambiguity and waiting. They described how they always had to wait for a

response and never knew what would happen next.

Uncertainty could be categorized as both short term and long term in

nature. Short-term uncertainty ranged from concern about what was happening

with the child to wondering about the child catching typical viruses and

childhood illnesses and on waiting for results of diagnostic work-ups. There

were no clear-cut answers for the caregivers. A definite prognosis could not be

made. A prediction of what the regimen would entail was vague at best.

The uncertainty, you know, what is going to happen, and her lungs, was 
always worried about her lungs and when she got a cold. Could it get very 
bad? Could she get pneumonia? W here would she wind up?

Hours of waiting, stay in the hospital, and the uncertainty of the outcome 
of tests. Sometimes you have to wait a week for test results.
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Was he going to get better? Was he going to be okay? I am going to bring 
him to the clinic every day. Will I be going to the doctor almost every 
month?

Long-term concerns focused on medical problems and on developmental

and learning problems. Many caregivers hoped that the child would outgrow

most of their current pulmonary problems, but they were concerned that, as the

years passed, the child might develop asthma. No guarantees could be given for

these children. A successful response to one therapy or one surgery did not

predict future success. Consequently, the caregivers were often haunted by what

the future would bring.

There are still these learning disability issues that make me nervous. Are 
they going to get asthma? You know, there is still some uncertainty. Is it, 
are they always going to be delayed? Waiting for milestones, waiting to 
be on the normal track.

Had surgery and didn’t think she would pull through. W hat’s next? She 
needs surgery for her eye, but they don’t guarantee the surgery will come 
out.

They tell me things would get better as he gets older. They said, “In 
tim e” ; they say it’ll take a couple of years.

Told by hospital: “Don’t expect much from son; don’t expect him to 
survive; don’t expect him to live; oxygen can hurt his brain.” There was 
no better for him, thought for rest of life, he would need that [oxygen and 
suctioning].

Was she, was she going to have any defects from the medicine? You 
didn’t know.

Long-term concerns generally centered on hope for a positive future. 

M aintaining Hope

With the uncertainty of what the future held, the need to maintain hope 

was verbalized by many. Hope was often found through support groups,
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speaking with other families with sim ilar problems, and reading about other 

people’s experiences. When the caregivers discovered they were not alone in the 

struggle, their connection to others energized and comforted them.

I wish I had some parent who was going through what I was going through 
and would give me some kind of . . . tell me everything will be okay.

I found mother in California, talked with her for tw o-and-a-half hours; 
parent in California told me this; such a relief to my heart, I felt like a 
weight was taken off my heart. All I needed was for someone to tell me 
that he was going to be normal.

It was helpful, because they also had a support group. Uh, huh, the 
support group really helped me because you have different families for a 
lot of things. I guess I have, a lot of mothers that was in the group had 
anger because we had no idea why the baby come from with the problems. 
Uh, uh, how to deal with other stress, dealing with a child  too.

In the process of sharing with others, some learned that other people had worse 

problems than they had. The ability of the caregivers to feel compassion for others when 

they were immersed in their own stress was also a helpful coping mechanism and a way 

to maintain hope.

Up at CHOP [Children’s Hospital of Philadelphia], they have a support 
group once a week. I got a lot of therapy through them. So it was nice, I 
got to meet other people while I was there, so I met m ost everybody. But 
we talked, and it was helpful. It was very helpful. It was very helpful. I 
mean, I thought we had it bad, but until you start talking to other people, 
people are worse off than us.

I found it helpful to talk with other foster mothers. I found out they had 
children with much worse problems.

The therapeutic importance of support groups may come from the

interchange of stories, but some mothers found it helpful simply to listen to others.

I think I went to two of them. That’s nice though. Like, they let people 
talk about how they feel. I went to two of them. Uh, so that’s right. All
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the parents and the social worker. I can’t really talk about nothing. Some 
other girls be talking but I just listened.

Perhaps the greatest facilitator of hope was seeing the ch ild ’s progress to

each developmental milestone. To this end, all o f the children received various

therapies including physical therapy (PT), occupational therapy (OT), and

speech therapy (ST). All the caretakers found that therapies facilitated the

child’s development. All the families were taught the therapies so that they could

continue to do the exercises as part of their caretaking responsibilities, and the

improvement they saw in the children enabled the caretakers to view them as

children and not as sick patients.

They were real helpful because they, ah, one point in time her arms, her 
body went back. Her body went back into, ah, ah, what is the word— fetus 
position, as though her knees were scrunched up, her arms was bent? So 
the therapist helped her, like, massaged her body out and moved some of 
her muscles and stuff. And they help her, that she learned how to stand, 
learned how to reach, to crawl. Do everything that a baby is suppose to 
do. She learned how to do it.

Yeah, they taught me massage and stuff to give her. Uhmm, to get on the 
floor with her and help her roll over and bend and sit up and and do stretches, 
and reach for stuff that is far away, so she could learn to crawl. They gave 
me a stander. I stand her and to help her stand up more. Ah, they gave her 
little legs things [splints] to help her legs so she was like a duck.

From the therapist, Michael is learning. H e’s crawling; he’s walking; he’s 
standing on his own. I’ve seen a lot of improvements since w e’ve had 
therapies.

Therapist come five day a week, sometime two in one day. Therapist 
taught how to play with toy, talk with him, play, sing.

We have one almost every day, PT, ST, OT, that was great. They are all 
very nice, because we had to be there to learn, so we could, you know, 
also play with her. We learned and we kept doing it during the day. Doing 
the same thing and then the exercises.
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Normalizing

Enmeshed within many of the emotional responses and occurring within

all of the phases of care was the focus on wanting a “norm al” child and a

“normal” life for the child. When referring to progress or the future, the process

of normalizing was most evident. Normalizing sustains hope.

He doesn’t look sick or act sick. He is very active now. That is a happy 
thing. I wish that he has no problems when he gets older.

And I just want him to start living his life and feeling better. I just want 
him to get his life, start doing what normal kids do. Because he, he 
doesn’t get to be around little kids either. He doesn’t fit around the kids 
much. So that’s also hard because he hasn’t lived his life yet. I feel very 
bad for him. He has not really lived his life. He hasn’t been able to do 
what he’s been doing—go outside, go play, be around other kids. Michael, 
he can’t do that yet. Life hasn’t started yet! A patient, not a boy.

Now that he getting better and getting bigger and getting to be alive.

I want normal things baby do, but now, now everything look like it done 
changed to normal. Be healthy. She eats, she eats her food by mouth [now].

I want good health normal—a normal boy

She’s a normal kid. She’s like a normal two-year-old when she steps her 
foot, you know, she wants something, that’s w hat she wants. I want she be 
able to feed herself without any problems, w ithout any vomiting. She just 
so small for her age. But she is a normal baby.

He’s going to be like a normal kid. He’s going to be okay. The therapist 
told me that he’s like a normal kid.

I didn’t think baby was going to be normal. Looking at him now, fourteen 
months old, seeing him crawl, just hearing him call me, not depending on 
some of his machines, not to depend on oxygen.

For some caretakers, it was evident that they were actively focused on the 

child, as opposed to the illness or disability. These fam ilies used the strategy of 

normalization to minimize the impact of the illness and maximize the strengths 

of the child.
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One leg shorter, one big concern with him that he is to going to be a 
normal child, not going to be able to walk like others, all other kids. Not 
going to walk normal. I ’ve always said I don’t want to send him to, say, a 
handicapped school. I want him to go to regular school. I do not want to 
make him feel handicapped at all.

There’s nothing wrong with Shannon. She’s not a sick kid. I didn’t treat 
her any differently, and I didn’t believe in putting her in a bedroom. She 
goes to the bathroom like the rest of us. She eats now through her mouth. 
But w e’ve gone to Lake George, Lake Champlain with her on the boat 
with the oxygen. You know, and thank God, Shannon’s gone deep-sea 
fishing, crabbing. We take her suck machine . . . plug it into.

W hat was the impact of these caretaking needs on the caretakers 

themselves? This research found that interspersed among descriptions of the 

caretaking needs were portrayals of how being the person responsible for these 

needs had impacted them personally. This phenomenon was evident throughout 

all of the phases and is addressed in this section separately.

Social Isolation/Aloneness

As can be been seen from the above experiences, the continuous care of

an infant or child with chronic illness absorbed virtually all the time and energy

of parents. It was difficult for caretakers to allot a fair share of time to the ill

child, to other family members, and to themselves. For these families, social

isolation and a feeling of aloneness prevailed.

It’s hard to get out, and basically we are in the house most of the time.
My friends, it is hard to see my friends. If they come over, they can’t 
have a cold. Well, you don’t get out of the house. T hat’s it. You really 
don’t get out of the house. Like, the only time I get out is when my 
husband comes home so I can run to the food store. I don’t get out. I 
don’t see my friends

When you got a sick kid, you can’t do what you used to do.

We can’t even go to the store to buy. You can’t even go to dinner by 
yourself. So, you have to be home all the time—I don’t use the phone—that
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is one sacrifice I make. Except when I have to call the doctor, or it’s my 
son’s appointment, then I, but apart from that, I have no time for social 
call.

I really don’t have a life. If  I want to stay out late, I c an ’t because of the 
baby. I don’t have a life.

I didn’t get to go out with my husband. That was a thing of the past, when 
we used to go out. I have my anniversary coming up; Wednesday, we 
can’t do nothing about our anniversary.

Different life with him; I can’t see friends, not much time to spend with 
friends, had my job, friends at my job. All the machines, the food, more 
better in my house, too much stuff to bring, many things to bring when 
you go out. No for party, no to the nightclub. I never v isit the nightclubs.

Almost glued as a fixture to my home. I became a fixture, literally glued 
fixture in my home, and my social life literally became, I mean totally, 
not even a two, zero. It became zero. I didn’t have time for myself; I 
became burnt out.

Kaleidoscope of Emotions 

The experience of learning of the diagnosis of BPD and handling the 

m ultiple crises that occur from hospitalization to management in the home, 

results in a wide array of emotional reactions. These reactions change constantly 

as the caretakers move along the trajectory. One mother captured this emotional 

kaleidoscope in her statement, “Most emotional, heart-wrenching thing. Hell of 

my own, with my emotions. The biggest nightmare of my life .”

Fear
All participants referred to fear in their interviews. As described in 

“Coming Home and Getting Used to Things” care at home was different from the 

hospital care. Without backup, these caretakers were in charge on their own. 

They had a huge amount of responsibility and little training to support the care. 

M ost of the fear was felt during the “Coming Home and Getting Used to Things”
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phase. Caregivers talked about being afraid to care for the child alone at home

and their feeling of inability to use the equipment property. Fear interfered with

their sleep, for there was always the dread that the child would not wake up. The

following anecdotes display the stressfulness of this period which caused the

caretakers to feel perpetually on edge.

You can’t sleep because you are scare; you don’t know how the m onitor is 
going be. You know, in case, what if I sleep and the leads is not on and 
the alarm is turned off

So most times I ’m scared because my husband is the one take care of the 
baby, and he doesn’t really know what it is to take care of preem ie baby. I 
told my husband, “Didn’t you hear these sound that he’s m aking?” Those 
are my fear.

Fearful to have him. Alarm goes off, alarm went off, hearing the alarm, 
doing a leap over my husband’s chest, one leap.

Fear! Thinking I was going to do CPR; trying to remember: W hat did I 
learn? Total fear. Heart pounding.

Uh, initially when he came home, I, I was ju st kind of scared. I was afraid 
I couldn’t get to him, so I started having to sleep with him.

Because I was scared. I ain’t never seen nothing like that. But I a in’t 
never seen no baby really like that. I was scared of the monitor. The 
monitor thing; they say, that’s it! It’d beep if he stopped breathing and 
that’s all I was scared of.

Horrible sight, because we had seen her obviously having apnea episodes. 
You shook them, pinched them, whatever, you know, but she was not 
responding for I would say, 10 minutes, I mean she was breathing, but not 
with it, you know, uh. A very scary time. Particularly nervous. Frightened us.

Scared; monitor going off. Got scared. Oh, ray God, oh, my God, because 
I thought because I really didn’t understand it, I thought it mean he was 
losing oxygen, and I thought he would just like, die in my arm s and 
perhaps, oh, I was so scared. Scary—all these buttons going off.

You are more on edge, because you’re scared.

Couldn’t even sleep because I saw that something was going to happen. 
Scary when he got sick at home. ‘Scared something was going to happen.
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Scared, nervous, very scared. Monitor do beep, beep, beep. Gets scared, 
or scared the baby is not to wake.

Grief

A facet of the range of emotions included the multiple feelings contained

within the grief response. Although different caretakers focused on different parts

of grief, all grief phases were evident in their responses. The caregivers expressed

disbelief and asked why their baby had been inflicted with such an illness.

I always thought, “Why me? If I did everything fine, but only God 
knows.”

Why is this happening to me?

When I first see him. I didn’t know. I thought he was going to die.
Because I a in ’t never seen no baby looking like that before. But he lived.

Anger was identified, in the sense of wanting to blame someone for what

was happening or by questioning the presence of a God.

You want to blame everybody. Blame everybody, the doctors, the nurse; 
so frustrated by the whole thing, you want to blame everyone.

If there is a God, this wouldn’t have happened. How can You be a God 
and can He do something like this to a little baby?

Sadness was voiced by some, although for many it seemed as if the 

demands of the regimen were such that sadness was integrated with “hardness” 

and “wanting it to be normal.”

It was sad.

It hurt me. I never knew people that had babies that had trachs. It hurt me. 
It was sad.

Several mothers talked about acceptance. They had their own philosophy 

of facing adversity with courage and strength and, in this case, love.
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Must go on. Learn to be strong. Need to keep on. I have to do it. She’s ray 
child. You know, you have to get over. You have to learn to deal with it 
even though it is hard.

Just wanted to bring him home, had to deal with the circum stances, and I 
accepted.

T hat’s life.

So it was, it was hard. But you have to stick in there. I had to do it. She 
was mine. I didn’t want to lose her. I had to do what I had to do.

It’s Never Over

An interesting finding was that the emotional experience o f  caring for

these children was not something that was forgotten or put in the past by the

caretakers. Rather, even with a positive trajectory, the tension and emotions

were evident in the present. By the time Rebecca was alm ost three years old, she

was doing well. Her mother captured the persistence of the experience.

We went through so much, and it is like, until you have been through this, 
don’t tell me to relax. You don’t forget this easily, and, until you are in 
the situation, you know, in my shoes, and, you know, to m ost of our 
friends and family . . . this was a long time ago. It’s over in their view, 
and to me, it’s not over, and I don’t know when it is ever going to be. You 
don’t forget it. I went through this and I just can’t get over it totally.

It’s Hard

In all the interviews, there was repetitive reference to the words, hard, 

difficult, and overwhelming to describe the volume and type of work caretakers 

must deal with. One mother described the emotional jo lt of having an infant with 

chronic illness: “I thought I was hit with the brick wall.” Responding to the 

multiple caretaking demands in the “Coming Home” period and the “Ongoing” 

period was a never-ending job. Both the physical demands and the em otional 

demands took a toll on the caretaker, who felt emotionally drained.
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It wasn’t easy, My thought was: How am I going to make it? Ah, I thought 
so much about that. I t’s so, uh, it’s not the care of the baby is difficult, 
but the mental aspects of it, the emotional aspect of it; these things you 
have to think about makes it very difficult. I t’s hard.

So it was, it was hard. At times, it’s hard. But you have to stick in there. 
It’s hard. It was hard.

It was overwhelming, more than expected. Overwhelming.

Tough, I only had eight hours of nursing. It was too much. It’s harder. I t’s 
a circus. I t’s really tough. It was really hard.

Overwhelming, difficult time; things that were difficult.

It is difficult, hard. She is a handful. Hard.

Hard, very hard, Most emotional, heart-wrenching thing. Hard, very hard 
for me.

Hard. I t’s hard. Hard. Take care of baby; i t ’s hard.

It was like crazy hard. It was just crazy.

The emotions described were predominantly those of fear, grief, and 

anxiety over the difficult nature of the situation. For many, the demands of the 

physical and emotional caretaking appeared to dominate over other happier 

emotions. However, some caretakers did express positive emotions of love and 

joy.

H e’s such a joy.

Love. He’s a loving child.

The best part that he’s here, and he’s with me, with his family.

It is good with baby.

Too me, she’s this angel, this little angel.

I love her. I want the best for her.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



117

Financial Concerns

Financial issues were a major concern for these caretakers, for hospital costs

were extremely high for chronically ill children. Although home care represented

a significant saving, costs were high because of the therapies, equipm ent, drugs,

supplies, and nursing services. The availability of third party payers or Medicaid

monies for home care services varied widely. Families often incurred large

financial obligations for items not covered by insurance. In each interview, the

caretakers discussed the financial aspect related to the care o f their child.

For some, insurance was viewed positively. Receiving full, timely

reimbursement for costs and having a case manager who knew the child

appeared to be factors associated with satisfaction with regard to insurance.

No, the insurance covers everything. I just have to pay for the medication, 
that is $5.00 each. So, like, they have been very good. H e’s got a case 
manager who has been with us for a couple of months, and she’s been 
very good. And she talks to my doctor at CHOP [hospital] a lot to find out 
what exactly is going on and what Michael needs.

The case manager came and met Michael. She wanted to meet him and 
find out exactly. Well, she’s good because she had no clue. She had no 
clue what type of tube Michael had in his belly, what his schedule was 
like. Thank God she’s here because she has to go back to her physicians 
and tell them what she thinks. And I talk with her at least once a week, to 
fill her in on what is going on so that is helpful. They need to see what, 
what goes on during the day. And my case manager was very surprised 
what goes on during the day. Very surprised. A lot of work. She said he 
was a lot of work. If it wasn’t for my doctor at CHOP, we probably would 
have a problem.

Good thing we have health insurance, with a good health insurance firm 
which covers all the medical expenses, because we had to go to the doctor 
many times. Thank God we had good insurance.
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For many, there were fears regarding the uncertainty of lifetim e coverage.

The caretakers understood the huge costs of caring for these children and

worried about what would happen if they had no insurance.

You know, any problems when he gets older. Uncertainty about insurance 
because, you know, who knows that if  they w eren’t going to, w ouldn’t 
drop us, because of all the things we had to get done. God, is this 
insurance going to drop us one day?

Shannon’s family was self-insured, and the mother was concerned that the

insurance company might drop her. She tried to get Medicaid as a back-up.

She got denied for SSI, so I went for Medicaid. I only wanted, if God 
forbid my insurance company said to me, “We’re dropping you, because 
she’s too much.” I love them [insurance] because she is about $350,000. 
They had to pay. My throat gets tight because it’s a lot of money, 
$350,000, Shannon’s worth and plus. They paid everything. You know, 
whatever we had to pay was peanuts compared to what, you know, they 
paid. They paid her bill in Philly. She was denied, uh, for Medi,
Medicaid. But she got denied. And it’s kind of funny because now, what 
about if Jimmy [husband] loses his business. I ju st wanted to know, if 
they drop me, would you [Medicaid] take take care of her. Forget about us 
[rest of family]. Her, that’s all I want, and I get denied for that? Insurance, 
they’ve upped the premium very much. Every three months, they up it.

Referrals and emergency room visits proved to be problematic for some

families whose health coverage was provided by an HMO.

. . .  to the ER because he wasn’t breathing properly. He sounded 
congested. That is the bad thing with having HMO, because emergency 
room visits, they are very like picky about . . .  to call them in 24 hours or 
have to pay out o f pocket for an emergency visit. Always another referral, 
another referral. I think with doctors it is a money thing. His regular 
pediatrician ,every time I ask him for a referral, he gets like kind of 
reluctant, like, another one! He has to get these tests done, you know, and 
he gets kind of bent out of shape, but that’s the way it is.

Insurance that did not provide full coverage was also a problem. The 

partial coverage did not include health professional visits or adaptive equipment
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to facilitate the care the children needed. Acquiring this type of reim bursement

was exceptionally time-consuming and frustrating. Furthermore, the limitation on

health professional visits was seen to interfere with what the caretaker perceived

to be adequate time for education. This was significant in light of the fact that for

many of these caretakers, the predominant fear was not knowing how to perform

services for the child. To many caretakers, the issue for the insurance company

was the bottom line, not their child, and this was difficult for them to accept.

The HMO provide me equipment. Uh, the HMO provides for that. Not the 
nursing care or the physical therapy care, You have to do that yourself.
Uh, no, physical therapist that came in was one day and that was it. That 
was it on the insurance. So i t’s really  the nurse was only allowed two 
visits, because if  she had to come in maybe three or four visits, then she 
would have to tell them, yeah, that som ething else was wrong.

There is not time. It’s like, the time is already flying, for an hour for them 
to teach you these things. And there is nobody who can grasp these things 
in an hour. You have to give them more time to learn them.

Another thing, that really kills me. W hen you are thinking “Preemie baby,” 
is the insurance? Oh! It’s so dreadful! And they have to decide which speech 
therapist he has to get. And it’s the child is suffering. He was supposed to 
get a speech therapy from Beth Israel. The only thing they were thinking 
about is the insurance. They want th is insurance. They are not thinking, 
“Oh can the baby talk?” Do you have insurance? They want this insurance. 
T hat’s the first thing they ask me for him. It was so, so dreadful; they can 
be ju st so worried about money and not the care of the baby.

M edicaid does not want to pay for her equipm ent, she needs equipment. 
Brianna really needs it, she doesn’t have it. Been to Medicaid about four 
times; they don’t want to approve it. She needs special stroller. She 
doesn’t have it. Needs standing fram e. They don’t want to approve that 
either. Just got bath chair. It’s been so long. It was on a list of eight things.

One mother described her upsetting episode with Medicaid. It had 

switched her to a different HMO, and it inform ed her that her son’s life-support 

equipm ent would be removed from the home.
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Change Medicaid to another [insurance] company; don’t know how this 
plan work. I talk to somebody to speak Spanish, explain Angel’s care and 
everything. I need machines, and they say 31 of December they are going 
to take the machines; and they cannot do that because he is on these 
machines. They are not going to cover for January. I want to know how 
the other M edicaid work. Get the information. I want to know how this 
works. I don’t want to let them take the machines. I’m serious. Because 
he’s need the machines. They cannot take it. She give me another name to 
call some lady . . . lady don’t come to work.

Coordination of the insurance needs and the paperwork was a stressful 

and time-consuming process. This added to the burden of coordination of care 

and was described by some caretakers as harder than giving the physical care to 

the child.

Paperwork, that was the worst thing, the paperwork. It was just too much. 
It was papers everywhere from the hospital, from the social security. We 
had to reapply for SSI.

Medicaid cards are late coming. Have to cancel appointment for the 
doctor at the beginning of the month. Doesn’t cover glasses.

I have my home office here and I have fax machine. If I needed 
something, I ’d fax it immediately, and if I d idn’t hear from them by the 
end of the day, I ’d call them. I ’d help the situation, calling the insurance 
to make sure. We had no problems or quarrels with the firms that w e’ve 
been getting them through.

Constantly on the phone with my private insurance and Medicaid. I have to 
get a letter from the insurance company stating that he used his maximum 
coverage so M edicaid can cover them. Problem right now, ah, he, he, he 
was qualified for SSI; Medicaid, qualified him from the first day he was 
bom. Private insurance was primary. He has used over $300,000 already, 
used $300,000 already, and they don’t want to pay. I had one [M edicaid 
worker] at the beginning, but she was pulled off the case. I don’t know 
the person that I have to speak about. Hopefully they will call back.

With insurance companies not paying, or paying when they got around to 

it, some of the caretakers expressed frustration at having collection agencies call 

them.
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Two bills went to a collection agency. Collection agency is hounding me.
I get a call almost every day. Ah,, and they’re not like big bills, $150, 
$190, private insurance denied, Medicaid denied. I have bills here, 
coming every day, $10,000 that my private insurance is not covering. It’s 
not easy. I might be doing something for the baby, and I get a call and it 
is very upsetting to me because they telling me, “You have to pay this 
bill.” “How can I afford to pay this bill? I don’t work,” I tell them. “My 
husband is the only one working in this household, supporting four of 
us.”

I need money, I don’t have money and the baby is sick.

People call me; the credit card call me on the phone; call me and when 
you pay.

Although insurance covered much of the costs, there were hidden costs 

that were not reimbursable but they bought supplies necessary for the care of the 

child.

Increasing utility bills; uh, having, making changes to the home to make 
him comfortable. Uh, making sure we had the proper equipm ent and, if 
necessary, running out to get him whatever he needed.

Family Relationships 

The diagnosis of a chronic condition, such as BPD, the ongoing care 

requirements, and the changes in family structure and function that it causes had 

an impact on the child and family. In all the interviews the caregivers talked 

about stresses that occurred in the family due to the child’s illness. Nine of the 

families had other children in the family.

Guilt Related to Less Time Spent with Other Children

Some mothers felt that they did not have the time to give to their other 

children. The ill child occupied their days and nights and left them no 

opportunity to be with the rest of the family.
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Well, it was fine until this one [her second child] came along. But now 
that I have the both of them, it’s tough. They both want the attention, 
because Michael was so used to getting the attention from day one, but 
since he came along, I have to split my attention up between both of 
them, and it is hard.

I didn’t feel like I was giving him the love and attention that he needed at 
that time. My mother was here, she couldn’t give him all the love that I 
could give him. She couldn’t be his mother like I could be his mother. I 
stopped being Justin’s mother for a little while.

The truth is it stopped his [brother’s] life too. It destructed his life, 
because, uh, before I had Kevin, Andrew was the only one, so he had all 
my attention and all that he needed. And he wants the attention. I would 
scream at him, and Philip [father] would scream at him, or, and he, he 
gets very jealous and upset. “W hat did I do?” and I’m like, “Nothing. You 
stop me when I’m busy. D on’t you see the baby is not w ell.” Som etim es it 
hurts. It put a lot of strain on him, but which for the first few m onths, it 
put a lot of strain on that boy. I, I could see him sitting alone, and, and 
looking at, destroying things. He, sometimes, he’d sit alone and, and, get 
a crayon, or he goes and destroys something.

I was just wonder, he was seeking my attention; my attention to at least 
hold him, which I didn’t have time to. He still that resentment toward 
Kevin. No, I think he still has a resentment towards Kevin.

Strain on Marital Relationships

Many of the caretakers recognized that caring for an ill child had, in fact,

placed a strain on their marital relationship. Persistent tension and a difference

in perception of the caretaking needs were felt to be the sources of the strain.

Uh, between me and my husband, we were just strange people. Everything 
changes, because, uh, your love live changes, your attitude change. You 
are tensed all the time . . . most of the time you’re tense. There is no day 
you are not tense. Uh, you, you talk rudely to each other of course 
because you are so tense. Too, he is tense from not sleeping all night. I ’m 
tense from not sleeping all day, and there is nobody to help us. It is 
almost destroyed my marriage because I was, I was so tired.

Sometimes you may deal with a home situation; maybe you’re really into 
this thing more than your spouse. He doesn’t quite see it the way you see 
it or feel it the way you do.
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Additional Affective Coping Strategies 

Caretakers learned about problem-solving techniques in the process o f 

learning and providing care for their chronically ill child. However, they also 

had to deal with the impact the sick child and the overwhelming caretaking 

responsibilities had on themselves. Affective coping strategies allowed them to 

deal with this.

Religion

Religion and church were coping strategies for most of the caretakers. 

God, church, and prayer were important in varying degrees. Some of the 

caretakers mentioned it, and others talked at great lengths of the support that 

they received from their religion or God.

I see people in my church and talk to them; it’s like a therapy for me.

I found peace when I go to church. R elief to know my child was near 
God, he was going to pull him through, I was sure.

We would pray. Say some prayer. Give us peace of mind, give us strength 
to get through this.

God, did this for a reason. I’m religious. There’s God. I believe in God.

Many found com fort when family and friends called and told them that

they were praying for them.

A lot of fam ily members say, “ I went to church today, and we said som e 
prayers for you and the baby.” Things like that; i t ’s like nice to know. Just 
friends, relatives, a lot of people; they would call up or something: “Oh, 
well, I ’ve prayed for the baby.”
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Drawing Energy from the Strength of the Child

Caretakers drew a great deal of strength from the ill child. They felt that

the will and perseverance and the happiness of the child enabled them to

continue with the constant and never-ending care.

And his also, his personality helps. No matter how bad he feels and look, 
he’s still a happy baby. Yeah, so that helps me a lot. That helped me a lot.

Because from birth they told me he wasn’t going to make it, and then he 
went on for two weeks that he wasn’t going to make it, and he just kept 
fighting. He can fight. We can fight for him. So that is where I get it 
[strength] from.

I get, her smiles bring me through everything because she looks at me as, 
like, I’m this, you know, angel, but she’s the little angel that came, but I 
get my strength from her.

Rebecca’s mother felt that her daughter had endured more than her share

of misfortune. She believed that talking to her and telling her to keep up the

fight helped her gain strength.

Gave me strength looking at her, and I saw how tough she was, and I 
would talk to Rebecca, and I would say that I know she was going to be 
okay.

Another mother gained strength as she watched her baby get better and

make improvements.

Glory to God, my baby doing well, gave me that, much improvement in 
him, gave me more strength. Some day, you have to go to the ear test. You 
have to do this eye test. You have to do that test. And then, one day the 
baby start crawling and the baby sits and then the reflux stops. Not that it 
stops, but at least he doesn’t have the respiratory distress. The oxygen is 
off and no more monitor.
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Reframing and Positive Thinking

The caretakers found strength when they could view a situation in a more 

positive light. Many talked about these positive aspects in their interviews.

I believe everything is going to be okay at some point in time.

I didn’t think of the things I had to do for him, I d idn’t think of that, I had 
to give oxygen, I was bringing my baby home, and it was wonderful to me.

Focus on the more positive, you know, I think was helpful.

I mean, I suppose I could see more tragedy in my life, but i t ’s not that 
that was the worst thing in the world, it wasn’t, it w asn’t, it wasn’t great, 
and it was worse than a lot of other people go through, but, you know, 
losing a child and things like that could be worse.”

Distraction and Tension Reduction

Work, exercise, and music were all effective strategies that helped the

caregivers cope. It relieved their stress and energized them.

Thank God I just started working again, I’m working, I’m working; it 
makes my mind get a little bit off of the problems.

Go lay down, you know, put on the soft music or something.

I started doing exercise. I started; I bought a treadmill. And I started 
running on the treadmill. Yeah, that released some of my tension.”

Try not to think.

Others found crying helpful in reducing stress. It appeared to relieve the

problems which were constantly uppermost in their minds.

I cried, I had all my times and I cried.

I cry. Breakdown.

The caretakers’ stories indicated that families, regardless of their cultural 

background, were affected by the birth of their chronically ill child and the
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subsequent need to manage the care of the child in the home. This investigator 

found that although there were more universal responses among the families, 

there were also cultural specific responses from the sample. Several themes 

emerged in each cultural group.

Hispanic Families

Communication Stressors

Watch what you Say: D on’t take awav mv hope. H ispanic caretakers were 

most emphatic in their interviews on the importance of hope to them. All 

mothers or grandmothers spoke about the importance of hope, a critical element 

in Hispanic families. During the interviews, the m others’ responses reflected a 

present orientation versus future orientation. They said that it was not helpful 

for them to be presented with all the data about their infant at one time. This 

contrasted with the American value style that mandated “tell it like it is.”

Hispanic caretakers were interested in fewer details about the future. 

Their priority was what was happening at the moment with their infant or child; 

to look into the future took away their hope. They described their need to 

maintain their hope which was essential to their coping.

Tell me everything was going to be okay, [nurses] gave me hope.

They [nurses] talk to me and everything, and they said he’s going to be 
okay, thank God.”

Hope she get better, waiting for a miracle. Hopefully she will outgrow it, 
and she won’t need trach any more to breathe. She has come a long way.

The doctor [at C hildren’s Specialized Hospital] down to earth, 
understanding, compassion, wonderful doctor, gave hope. You are going 
to do fine; tell me everything is going to be okay.
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You hope that she will be fine.

All I needed was someone to tell me he was going to be normal.

Caregivers were upset about communication that was detailed,

insensitive, and tended to rob them of their hope. A mother described how the

doctor in a general hospital gave them little hope by supplying them with too

much data on the infant’s condition.

Told by the doctor, don’t expect much from son; don’t expect him to 
survive; don’t expect him to live; oxygen can hurt his brain. There was no 
better for him, thought for rest of life he would need that [oxygen and 
suctioning]. Doctor, blunt type of person, she just blabbed it all out. Very 
insensitive of her.

This same mother reported that inconsistent messages from staff

exhausted her ability to maintain hope. She felt dispirited and drained.

Oh, I think he is ready to go home. No, you are not ready, emotionally; 
she was, like, kicking me in the heart all the time.

A mother greeted me at the door with the statement that she wished there

had been a mother with similar problems to talk with after her son ’s birth. That

would have given her the hope she so badly needed.

I wish I had some parent who was going through what I was going through 
and would give me some kind o f . . . tell me everything will be okay.

She searched and found a mother with a child who had the same complex

medical condition to give her hope. The contact provided what she wished to hear.

I found mother in California. Talked with her for tw o-and-a-half hours. 
Parent in California told me this; such a relief to my heart, I felt like a 
weight was taken off my heart. All I needed was for som eone to tell me 
that he was going to be normal.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



128

Translation troubles. Although all care providers mentioned the difficulty 

at times in talking with health professionals and understanding what was going 

on with reference to their child’s medical condition, communication was clearly 

more of a problem with Hispanic caregivers. During interviews, this investigator 

often had to rephrase questions to make them more understandable for the 

caregivers; and the investigator had some difficulty, at times, understanding the 

caregivers. One mother explained that she had a lot to say but had difficulty in 

saying it in English. Such was the case for many of them. The investigator 

witnessed the strain in their oral and body language as they tried to tell their 

stories in English. When interacting with health professionals, they relied on 

other family members to help them communicate, or they were further frustrated in 

having to interpret for others.

Hard to explain; hard for me in English. I like to talk to you [the 
investigator], I guess my English, trouble explaining, bad problem.

Need to have [someone] explain to me in Spanish. It is hard for me to 
speak it. I ask husband.

[Husband] doesn’t understand English. I have to explain everything to 
him while I am trying to hear what the doctors are saying.

It’s hard for me to remember all the words in English and in Spanish. 
Hopefully I will get better with my words in English. I like, I really have 
a lot to say, but I can’t really think of a way of saying them in English.

“She [grandmother] never goes anywhere by herself. I go to the doctor 
and every time she, Sabrina needs to go too. She does not understand 
what they are saying.”

Affective difficulties. All caretakers reported that they were the primary 

caretakers. The Hispanic caretakers said they received little help in the day-to- 

day caretaking responsibilities and communicated this feeling to the investigator
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with a great deal of emotion. Their pattern of communicating was different from

that of the other two cultural groups, and the difference contributed to the

investigator’s initial belief that the Hispanic caregivers had a more difficult time

as primary caregivers, and that the absence of or lack of help from the husband

was more upsetting to them. After analyzing the data objectively, the investigator

came to the conclusion that the difference was the affective response from the

caregivers. They were emotional as they told their stories, often speaking loudly

and crying about their primary caregiving role and the fact that they were alone.

Caregivers related these stories using this communication style.

I have to do the treatm ent. I am the only one who does everything for the 
baby. I come home from work, and I have to take care of her. Get up 
every three hours to do CPT, suctioning, G-tube. I t’s like everybody, not 
to brag, but it is like everybody just relies on me to do everything.

I’m here alone all day with him, I am his primary caregiver. I am the one 
that does everything for him. I am here alone; no one to really help me. I 
don’t have nobody. I am left all alone with him. My husband does a very 
good job with him when he does it, and it doesn’t happen very often. I am 
left all alone to do it by myself.

I no have help for him. Overwhelming, too much for me alone. Not fair.

Caregivers clearly and effectively communicated that they felt the

husband was not an active caretaker, and the caretaking responsibilities were not

a function of the male’s role in Hispanic families.

My husband working twelve hours a day, six days a week. He really 
wasn’t here for me a lot. Emotionally, he wasn’t. I was doing by myself 
Just driving myself nuts. My husband couldn’t do much.

Husband help in the afternoon when the nurse go; watch him. Don’t want 
to give his milk or the medicine because he don’t know how to do it. 
Husband scared; som ething happen to him; something like that.
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Father no time for baby, no help. He never take care of him. Any problem 
he can’t know, not fair, need more cooperation, attention to baby.

You know, that that couldn’t be done because my father [child’s custodial 
grandfather] don’t know how to handle it. Yeah, I mean, he loves her; he 
like to play with her and everything, but uh, i t ’s [the care] too confusing 
for him.

One mother tried to talk to her husband about the situation, but she was unable to

break through his silence. He was overwhelmed by his child’s illness.

I tries to talk to him about it, but he doesn’t want to talk about it. When he 
do talk, his tears come, turned his face because he d idn’t want me to see it. 
He doesn’t really talk to me about it. He doesn’t want to reach the subject.

Group Centered

Godmother. Although the sample as a whole often found them selves to be

alone, the Hispanic caretakers frequently referred to the godm other as a

supportive person. She was seen as providing the needed support by listening to

them, identifying with their feelings, or helping to care for the sick child. They

found her presence to be comforting.

Godmother, like my sister, she came all the time and explain a lot of 
things. Godmother, I talk to her a lot and explain to her about the things I 
am going through and everything; she give, like like, comfort.

Godmother, she stay with me a lot; she is my friend. She help me out, out 
a lot when I have sick [infant], I go the the hospital. I need babysitter [for 
other child],

Aunt is her godmother, like her mother, always with me. I feel 
comfortable with, knows what I go through.

It was between my mom, me and my sister [the ch ild ’s aunts were her 
godmothers] . . . because my mom couldn’t handle it [care].

One mother was upset because her family and friends were in Puerto Rico. 

She had her airplane tickets and furniture packed to return to Puerto Rico when
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her infant’s condition deteriorated, necessitating surgery and hospitalization. She

was unable to return to her native country, but she believed that in Puerto Rico

she would have had more support from her family and the child’s godmother.

She had to rely on this support through telephone calls.

If I was in Puerto Rico, I would have support from friends, godmother, 
and family. Other than calls to Puerto Rico, I don’t have nobody, nobody 
at all.

Community. In addition to help from the godmother, the Hispanic family

reported that they received a great deal of support from the community, which

included church, friends, and neighbors. They helped them by showing interest,

asking how the infant was progressing, and providing services such as babysitting.

Everybody call me, ask for the baby, the neighbor. Everybody knows me so 
everybody ask for the baby. They say, “Don’t worry, he’s going to be okay.”

The lady upstairs [neighbor] takes care of daughter; lady downstairs will 
stay with baby when I go to town, pay rent or bill. Everybody love my 
family, friends, [I have] no family. Everybody know I have a lot of 
problems for me.”

In a prayer group and they send me like little, like, daily words and stuff 
like that.

Folkways: Preventive Health Care

Among Hispanic caregivers, a folkway of illness prevention was the 

avoidance of cold weather. A folkway is considered any health system different 

from formal medical tradition. Caregivers were reluctant to take the chronically 

ill infant or child outside in cold weather, unless it was an emergency or for a 

doctor’s appointment. They were afraid that the infant or child would catch a 

disease.
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Don’t like to take her out. I don’t want her to get sick.

I just want to get her outside as little as possible to prevent her from 
getting sick.

I don’t want to take him so much place and everything, for now he is too 
delicate. D on’t take him out. Lot of people for him. It’s not he’s not 
ready; he’s not ready to be out, and not like that. It’s a lot of germs. H e’s 
not ready to go. And cold, something like that. You know know the only 
way I took him out when he is going to the doctor.

Cold air. H e’s not ieady to get a cold; lungs so sick. Don’t want him to go 
out.

Summer take him with me, no, not winter winter, scared, cold air, I ’m 
scared, winter, only go out in emergency only for appointment. See 
friends only in the summer.

African-American Families

Support from Grandmother

All families spoke of support from close relations, who often included the 

child’s grandmother. Support from the grandmother was most evident in the 

African-American group. In two of the families, the child lived in the 

grandmother’s home. The caregivers stated that they got strength from the 

grandmother. Sometimes it was instrumental support, with the grandmother 

driving them to places or baby-sitting. At other times, their friend supported 

them, often staying with them. Even when the grandmother was not physically 

present in the country, they would converse with each other by telephone.

My mother would call me [from Nigeria) as a daughter to give me strength.

My mother takes care of my son while I am at job-core training. He is like 
her son too. She becomes hurt when he is not well.

Yeah, she helped us. If I need to go somewhere, rides and stuff.

Yeah, because my mother had my son [other child). I had help, I had my 
mother. My mom, my mom—she’s a church lady. She is a church lady, so
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my strength came from my mother. She was there to help me out. I talk to 
my mom. My mother is always there. She is my friend.

Any, any problem I had, I can tell my mother, and she was right there. 
Even if she had to leave her job; she’s let her job know what was going 
on. They knew it anyway. My mother was there, and if  she had to take the 
time, she was there.

This mother also talked about the strain on the relationship between her

and her mother. However, their relationship was so close that no m atter how

fierce their disagreements, they could calm each other and forgive.

Ah, sometimes she couldn’t take it, but sometimes I couldn’t take. Me 
and her argue with each other. And then after a while, we will sit down 
and calm down and then will talk about it, and then fine after that; and 
she would understand why, or the doctors would come, and they would 
come, and they will talk to me and her at the same time.

Church/Relieion

Faith in church and religion was an important coping strategy in the life

of the African-American culture group. The caretakers talked about praying and

asking God for strength. Some felt that God talked to them in prayer and

instructed them how to handle certain situations. Believing in God and placing

their trust in God to take care of things provided strength for them. It was felt

that God gave them direction in the care of the infant or child.

Through prayer; I ju st keep praying every minute. I mean, as I ’m walking, 
I’m in prayer. As I ’m talking, I pray, “God give me strength .” Just prayer, 
you know. I believe in God. I believe in His Son, Jesus Christ, and I, I 
worship Him all the days of my life, because, He give me strength. Even 
in every situation I always knew He is there. Just God, excused me, my 
Lord, my God.

I prayed for him to make it. And, when I look at him, I ju st give God the 
glory, and 1 give God the glory for just taking care o f him. I thank God all 
the time, because he probably saved my Kevin’s life.
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And I kept praying. From my church and my m other I had a lot of people 
praying for me. We prayed a lot for her.

Faith in God helped the whole situation; deal with certain situations 
through prayer; retreat to my bedroom, go down on my knees, pray. I 
can’t deal with it. God changed me. God gave me more patience—became 
a workable situation. God Himself help me to so much. I would take these 
problems to Him, and He would work them out. Talking things to Him in 
prayer, my answer for everything. If I have a problem, I take it to Him in 
prayer and He always work it out. I ju s t pray. Lord had been dealing with 
me and speaking to me. Lord is speaking to me.

There have been times I would be in prayer, and the Lord would give me new 
ways and new strategies. I would get a pad and pen, a pen and write down 
these things. So as He would give them to me. I would ju st be writing.

A grandm other talked about accepting G od’s will. When she made her

peace with God, she felt the pressure taken away from her.

They are ju st things that happened, and you pray that you will get through 
the process. From the time he was born, I ’ve had to ask God to just direct, 
if  it was His will for him to live. Then you take it from this point. And it 
sounds a little weird, but I remember feeling literally pounds lifted off my 
shoulders at that point from just, from letting me go from there. And 
everything I did from that point, uh, it kind of worked out. Uh, and I still 
think it was God’s direction.

Caucasian Fam ilies

Worry About the Future

In this investigation, the Caucasian fam ilies were more concerned about

future problems that might occur due to the in fan t’s BPD condition. Long-term

concerns focused on other medical problems, developmental and learning

problem s, loss of insurance, and future surgeries.

I wonder, you know, if you, I hope he doesn’t get asthma when he is 
older. It upset me; i t’s fear because he had premature lungs. Gotten 
numerous transfusions. I am worried about any kind of, maybe, disease. 
T here’s another fear; well, you know, if his lungs go bad, then he has to 
go on oxygen—which means other problem s.
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There are still these learning disability issues that make me nervous. Are 
they going to get asthma, you know, there is still some uncertainty? Is it, 
are they always going to be delayed? Waiting for milestones, waiting to 
be on the normal track.

H e’s got to have open-heart surgery. He has to have a testicle surgery 
done, but the open-heart is a little nerve-wracking. It’s open-heart surgery 
on a two-year-old. And the heart surgery could, they told me with a 
normal child it takes, like, two weeks to get better, but with him it could 
take a month or two.

She got denied for SSI, so I went for Medicaid. I only wanted, if God 
forbid. My insurance company says to me, “W e’re dropping you, because 
she’s too much.” But she got denied, and it’s kind of funny, because now, 
what about if Jimmy [husband] loses his job—loses his business?

Advocacy Skills

The Caucasian families had stronger advocacy skills than either the

Am erican-Africans or the Hispanics. If they felt something related to the care

was not correct, or if they wanted to be involved in the decision making, they

would inform the medical staff.

M edical staff was aggressive with feedings, and Rebecca just couldn’t 
tolerate the feedings as quickly, the progression. I felt it was at the 
expense of her being able to tolerate it. I would start fighting with them a 
little bit about it.

They would try to get the IV; we would have to leave the room. I said, “I 
a in ’t leaving the room.” They were going by quote “the book.” This is 
what you do with a trach kid? Well, that ain’t what you do with Shannon.
I know Shannon. So I would, I was fighting with them nonstop.”

She was in pain [after surgery]. They [staff] didn’t know what to do. She 
needed hot steam. They treat you like you don’t know nothing. You’re the 
mother.

Doctors would like walk in and say, “Oh, you have to leave the room .” 
Excuse me! I suck this kid out. I saved her life. No way you are going to 
tell me what to do.

I know his signs and symptoms more than a doctor would know it, 
because he is my baby. And I was so upset because they were getting
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ready to discharge him. I was the only one who heard that he w asn’t 
breathing right, and even the doctors didn’t hear. Because I picked up on 
it, I was so cautious about his breathing.

This mother continued to confront the doctor with the fact that she

noticed a change in the baby’s breathing pattern. She did not want him to be

discharged because he was not yet well enough to leave the hospital.

I notice, not the doctor, that he wasn’t breathing right. The doctors said, 
“No, he is breathing fine.” I said, “No, he has never breathed like this 
before at home. You check him out again. One finally agreed. “Yeah, 
you’re right. There is something wrong with his oxygen.”

One mother developed a strong relationship with the doctor and felt

comfortable calling her at home when she had any concerns. When the insurance

company threatened to decrease her nursing care from 16 to 8 hours. She called

the doctor immediately to intervene on her behalf. She said:

I call Dr. Bembaum up at CHOP. She’s the first person, because she’s had 
him from birth. I told her that they were going to cut his hours. She said, 
“No deal.”

This mother called and spoke with the case manager at the insurance 

company. She arranged for her to come to the home to see the care that Michael 

required.

The case manager came and met Michael. She wanted to m eet him and 
find out exactly. Well, i t ’s good because she, she has no clue. She had no 
clue what type of tube Michael had in his belly, what his schedule was 
like.

And I talk with her at least once week to fill her in on w hat’s going on, 
so, because the first one [case manager] that we had never cam e down to 
see Michael and she had no clue. She didn’t know anything about 
Michael.
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The data presented and analyzed showed sim ilarities across the three 

cultural groups in relation to the common stresses of having a chronically ill 

child and managing the care of the child in the home. Cultural group differences 

that play an important part in how families perceive and adapt to their ch ild ’s 

chronic illnesses did emerge.
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CHAPTER V 

DISCUSSION OF THE FINDINGS

This investigation used the qualitative research design paradigm to 

explore how African-American, Hispanic, and Caucasian families perceived the 

stresses of caregiving and how they coped with and managed the delivery of care 

for a child w ith bronchopulmonary dysplasia (BPD). The purpose o f the study 

was to answ er the following research questions.

1. How do families of chronically ill children perceive their ch ild ’s health 

problems and caretaking needs?

2. How do families cope with the stresses of caring and m anaging the 

delivery of treatm ent to these children at home?

3. W hat strategies are used in providing this health and illness care?

In this chapter, the research questions are answered, the findings of the

study are sum m arized, and a theory of caregiving for chronically ill children is 

offered.

Using a descriptive exploratory approach, this investigator interview ed 14 

caregivers o f chronically ill children with bronchopulmonary dysplasia. The 

caregivers described their perceptions of their children’s health problem s, 

caretaking needs, and their coping strategies. A discussion of the literature that 

relates specifically to the themes that emerged from this study is presented.
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An im portant finding in this investigation was the universality of 

stressors and needs in these caretakers, regardless of cultural background. 

Although there were universal responses, the culturally specific ones had 

im plications to help families cope and manage the care of their child.

The theory generated in this study proposes that parental caregiving 

abilities for a chronically ill infant or child with BPD are learned system atically 

throughout phases or stages over time as caregivers respond to the adaptive 

tasks, stressors, and needs inherent in the different phases. Becoming a competent 

caretaker was a dynamic process whereby the caretakers incorporated new 

knowledge and altered their coping behaviors to manage caregiving responsibilities.

The first section of this chapter presents the process of becoming a 

competent caregiver and discusses the adaptive tasks and stressors to which 

caregivers must responded.

Phases in Achieving Competency in Caregiving 

Analysis of the data revealed four phases: (a) Becoming a Care Provider; 

(b) Coming Home and Getting Used to Things; (c) Day-in and Day-Out, 

Caretaking Never Done; and (d) Preparing for an Unclear Future. These four 

phases formed the basis for the process of learning to care for children with a 

chronic illness and be an advocate for them. The phases are not mutually 

exclusive but somewhat overlapping. Although families appear to progress in a 

step-by-step fashion by virtue of the caretaking setting, it is possible to move 

back and forth between the phases. O f note is that movement through the phases 

takes time and evolves at the pace of the particular family.
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To achieve competency successfully, caretakers should respond to 

specific stressors or adaptive tasks which are found within each phase of the 

process and were identified as critical to the process. Other adaptive tasks or 

stressors—kaleidoscope of emotions, family dynamics, financial burden, social 

support and isolation, and ups and downs—permeated all of the phases. Some of 

these adaptive tasks or stressors were pervasive in that they moved through all 

of the phases; others were more phase-specific.

Becoming a Care Provider

Becoming a care provider begins when the child is diagnosed with chronic 

illness, usually at the birth. The phase extends throughout the acute care 

hospitalization and rehabilitation facility experience. Caregivers in this study 

revealed that the focus of becoming a care provider involved learning, learning, 

and more learning. Facilitating the learning process was the maintenance of hope.

Hope. The emotional im pact of shock and disbelief was put on hold while 

caregivers focused on the tremendous amount of learning that had to take place 

in order for them to take care of their child. In dealing with this kaleidoscope of 

emotions it was important for the parents/grandparents to remaining hopeful.

This finding was sim ilar to that of Gibson (1995), M iller (1992) and Patterson 

(1988) wherein hope was found to be a sustaining force and a power resource for 

coping. In the presence o f hope, the impact of grief could be sublimated to allow 

for the caretaker to do the work of learning.

Interactions in the health care system often robbed the caregivers of the 

needed hope. Inconsistent information, inconsistent messages, insensitive
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communication, and clinically detailed messages were all identified in this study 

as factors which depleted hope. Gibson (1995) referred to this phenomenon; she 

noted that a major source of caretaker frustration could be traced to the lack of 

faith and hope in the traditional medical system. Cousins (1983) discussed the 

link between communication and hope and emphasized the importance of 

communicating negative information in such a way that the patient accepted it as 

a challenge rather than as a death sentence. Hopeful comm unications appeared to 

be collaborative in nature, whereby the caretaker perceived the health 

professional to be respectful. Furthermore, hopeful com m unications provided 

reinforcem ent that progress was possible and highlighted the progress that the 

child had already made or the strengths the child in the situation possessed.

Nurses and physicians need to be cognizant of the importance of their 

communication style to support hopeful communication. Linking parents in the 

process of becoming caretakers to other parents further along in the caretaking 

process was one way to facilitate hope. Canam (1993) found that expressing 

feelings, talking with supportive people, and attending a support group were 

strategies for m aintaining hope. Clearly, it was essential that these measures 

should be incorporated into the plan of care. M aintaining hope was a power 

resource which appeared to be critical to sustaining the focus and the energy 

necessary for success during the learning phase.

Learning, learning, and learning. During the process of becoming a 

caretaker, an overwhelming amount of information had to be learned. The 

majority of this learning focused on disease management. In this phase, adaptive
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tasks within disease management included (a) symptom control, (b) management 

of the regimen, and (c) management of crisis.

These categories were sim ilar to the tasks described by Strauss, Corbin, 

Fagerhaugh, et al. (1984). Learning about the equipment was integrated into 

management of the regimen. Caretaking competence required learning in all 

three areas and also in managing these three areas as a whole. For example, in 

order to feed the children, the caretaker needed to learn how to use a feeding 

tube and a feeding pump. They had to set up and prime the equipm ent, prepare 

the formula, attach the pump to the feeding tube, and keep the equipm ent clean. 

All of this knowledge was needed to manage the prescribed regim en of 

administering the tube feedings. As the caretakers learned the process, 

administered the formula, and monitored the tube feeding, sim ultaneously they 

had to manage the symptoms. They kept alert to critical questions: Is the feeding 

causing more breathing difficulty? Is vomiting present? Are these symptoms 

caused by a physiologic reaction or is the equipment or regim en causing a 

problem —is the feeding being given too fast? Additionally, the caretaker had to 

be able to respond to an em ergent crisis if a severe com plication occurred, such 

as aspiration of the feeding, a situation resulting in acute pulm onary distress.

The nurse in the rehabilitation facility emerged as the prim ary teacher of 

these caretakers. Physicians were found not to be teachers but rather 

communicators in providing up-to-date information. If the parents or 

grandparents felt secure in the competence of the physician, the physician 

brought peace of mind and comfort.
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The caretakers claimed that the nurses’ patience, teaching, support, and 

reinforcement moved them from a position of dependence to a position of 

independence. Initially, the nurse was found to be a directive teacher, but as the 

caretakers became more independent, the nurse’s role as a coach in reinforcing 

and reassuring the caretakers became important. As the caretakers learned about 

disease management, they experienced a lessening of fear and an increase in control 

over the situation which, in turn, brought hope. As the caretakers became more 

independent and ready for transition to the home, they identified the effectiveness 

of controlled independent caring sessions, where they assumed full caretaking 

responsibilities in the hospital, the nurse being available when needed.

Perkins (1993) noted the importance of the nurse as teacher and defined 

the process of development of parent knowledge during the acute care 

hospitalization period. The author identified three stages—protection agent, 

survival agent, and central person—which caretakers encountered as they moved 

from dependence to independence. The final stage occurred when the caretaker 

became the central person in caring for the child with the chronic illness, the 

stage where the caretaker was confident, assertive, able to verbalize priorities, 

tasks, and requirements. The findings in this study showed that caretakers did 

not truly become competent in the central person role until they had moved to 

the home and had refocused their learning on how to manage the child at home.

Other pervasive stressors. Other permeating stressors appeared during the 

process of becoming a caregiver; skills were needed to cope with these stressors. 

As mentioned previously, the data in this study suggested that during this period
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the emotional response was that of shock and disbelief. Caregivers had to cope 

with the ups and downs of the acute period. Rapidly changing medical conditions 

circling through progress and deterioration were normal. Hope for a positive 

outcome became the focus. Other emotions common to grief did not surface at 

this time, and it is proposed that by focusing on a hopeful outlook rather than on 

the loss inherent in the situation, the caretaker warded off some of the emotional 

impact of the situation and focused on the work of learning.

Some social isolation and family adjustment occurred as the primary 

caretaker either remained at the facility continuously or spent the majority of time 

there. Having supportive others to take care of other children or home-related 

activities was found to be supportive during this period.

The stress associated with the financial burden surfaced as fear and 

concern as the cost of the hospitalization escalated. Caregivers recalled not only 

the cost of the hospitalization experience but also the expense incurred for 

transportation to and from the hospital, eating-out constantly, and parking fees. 

However, the focus was on dealing with the present and learning what had to be 

learned. Active coping with the stress of financial burden came later.

Coming Home and Getting Used to Things

Perhaps most striking in the data of this study was the distinct phase of 

the initial transition to home and the learning/relearning stage that was revealed; 

the learning had to be utilized once the caretaker was at home with the child. By 

the end of the “Becoming a Caretaker” period, caretakers were feeling more 

confident and independent. The caretakers’ move to the home environm ent
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seemed to pull the rug out from under them; they realized they had lost the 

security of having experts available to guide their care.

The hallm ark of this period was the go-it-alone situation. Caretakers, with 

little medical knowledge and little experience in evaluating a m edical condition 

and comparing it to previous or normal conditions, found them selves in a 

position where they had to be independent in assessment, intervention, and 

evaluation. Reinforcement to guide the caretaker was not at hand, and fear and 

insecurity were pervasive.

W ithin this period were five adaptive tasks/stressors to which the 

caretaker had to respond. These included (a) adapting the environm ent to 

accommodate medical needs of the child, (b) learning to discrim inate meaning of 

signs, (c) implementing the regimen through trial and error, (d) keeping constant 

vigilance in observing the child, and (d) being organized and recording progress 

in order to manage the whole.

Adapting the environment. Preparing for the transition to the home 

required that the home setting be altered to suit the disease m anagem ent needs 

of the chronically ill child. Environmental neonate accommodations to be made 

included locating the crib so that the child was within hearing distance of the 

caretaker, repairing drafty windows to lessen pulmonary stress, and moving 

furniture to make room for medical equipment.

The caretakers in this study stated that being responsible for a monitored 

infant with equipment, in particular, was a demanding part o f home care. They 

reported concern about the reliability of the monitor and their ability to operate
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it. On the other hand, once they became comfortable with it, they found it gave 

them support, for it would indicate an early sign of a problem. The equipm ent 

for the children became a part of their life or an extension of the child. W here 

the child went, so, too, did the equipment.

Perhaps the m ost supportive yet most stressful adaptation was that of 

accommodating health care personnel in the home. The presence of nurses and 

other caretakers, although providing for some support, also required that the 

family adjust to the loss of privacy. In Murphy’s (1988) study, finding the 

appropriate nurse to fit the child’s personality and the family dynamics was 

often difficult. Similarly, differing expectations of the nurse and of the fam ily 

members regarding each other’s role and the preferred mode of interacting with 

the child were sources of stress. This study reinforced the idea that there is an 

ongoing negotiation process in finding the “right nurse” and the “right way of 

doing things” within the home. Simply sending a nurse to the home does not 

mean that this will be the right person to provide care and support for the family.

Learning to discrim inate signs. In the acute care environment, the 

caretakers learned the signs of the condition and the basic meaning of these 

signs. During the transition to home period, the caretakers, no longer in a 

controlled environm ent with someone compartmentalizing learning for them, 

were bombarded with signs that they had to discriminate. The caretakers were 

called upon to determ ine what was happening with the baby.

They questioned themselves: Is this normal or is something going on with 

the child? What is a normal cry and what is a cry of distress? It is during this
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Coming Home period that caretakers gradually become more confident in their 

ability to tell normal from abnormal, and they base their caretaking on the 

assessed signs of the child. Caretakers became more skilled in identifying and 

controlling symptoms as well as in responding to a medical crisis.

Home care nurses provided support for the caretakers in assisting them to 

discriminate. Once again the home care nurse served as teacher and, more 

importantly, as advisor in validating the correctness of the caretakers’ 

assessments and interventions. Several caretakers claimed that it was this 

validation that prevented them from returning to the acute care setting for what 

would have been more costly care. The teaching and coaching were critical to 

becoming skilled and confident as the central caretaker. Assum ption of this 

central caretaker role, as identified by Perkins (1993), was seen to occur in this 

study towards the end of the coming home period; on the other hand, Perkins’ 

found it occurred at discharge from the hospital.

Trial and error. During the transition to home period, the caretaker 

experimented with different approaches to effectively m anaging the regimen. In 

the hospital they were shown one way of doing things, but the approach did not 

work at home and modifications had to be made. Similar to the challenge of 

learning to discriminate signs, the caretakers used trial and error on their own, 

and fear and insecurity accompanied the task. This problem -solving approach 

was characterized by the use of a new and logical approach to organize care by 

using different actions not suggested by others. It was through success in their 

strategy that they began to build up confidence in their caretaking ability. Again,
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it was the reinforcement o f the home care nurse in validating the success of their 

interventions or suggesting m odifications that proved supportive during this period.

Constant vigilance. Even though there were periods of short respite when 

care was provided by others, generally the nurse, or when the baby was 

comfortable and sleeping, a hallmark of this period was the inability of the 

primary caretaker, that is, the central caretaker, to take a break from the 

caregiving role. Instead o f relaxing when the baby was settled down, this period 

of quiet comfort was viewed as a potential crisis where the baby might not be 

breathing. There was constant worry about what was happening or what could 

happen. Time was needed before the caretakers gave up this constant vigilance.

Need to be organized and record progress. Part of the process of 

becoming a competent caretaker involved trying to manage everything, a 

situation requiring a system for organization and recording of progress. Not only 

did a schedule facilitate getting everything done, but it also aided in finding the 

time to accomplish the regimen.

Dav In and Day Out: Caretaking Never Done

Movement into the Day In and Day Out period occurred when the 

caretakers became confident in their ability to carry out the disease management 

tasks. By that time, fear and task uncertainty had significantly diminished, 

although uncertainty as a general phenomenon did continue. Gained competence 

translated into being an assertive advocate for the child. The focus switched from 

learning to scheduling the time required of the caretaker to meet the multiple 

demands of living and caretaking competency in managing the overall regimen.
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The m ajor adaptive tasks/stressors identified were (a) overwhelm ing time 

demands of the regimen, (b) must plan for everything and it takes tim e, (c) never 

off, (d) coordination takes time, and (e) little help from others.

Overwhelming time demands of the regimen. Integrating all of the care 

requirem ents was of constant concern even after the caretakers became 

proficient in caring. Accomplishing all o f the tasks was a daily stress. The list of 

caretaking needs sounded more like job descriptions of health professionals 

rather than the duties expected of mothers. The caretaking needs resulted in 

social isolation and prevented the caretakers from accessing needed social 

support through support groups. This coping strategy of social support, found 

valuable during the hospitalization period, was not a realistic option as it would 

have added another time stressor to their day.

Must plan for everything and it takes time. Not only were there 

caregiving responsibilities, but accomplishing normal everyday tasks, such as 

going to the store or visiting a friend, turned into major productions requiring 

the investm ent of more time. Either arrangem ents had to be made for a 

com petent replacement person, an option often not available, or the child  had to 

accompany the caretaker, which necessitated taking the needed equipm ent and 

m edication with them. Often the caretakers decided not to carry out the other 

task, and that further isolated them and contributed to frustration and feelings of 

lack of support. The combination of the overwhelming time demands o f  the 

regimen and the time it took to plan and accom plish routine events led to 

pronounced feelings of fatigue.
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Never off. It is possible that the constant vigilance, as described in the 

Coming Home phase, diminished with the gaining of confidence in caretaking; 

however, when the central person, the term used by Perkins (1993), knew more 

than anyone else about the child, she/he assumed responsibility for the predominant 

caretaking needs as well as for the coordination of that care when others were 

involved. Worry and concern over the accuracy of the implementation of the regimen 

was an ongoing stress. With the increased knowledge and skills in managing the 

care, the caretakers became advocates for the child and the controller of care.

The three tasks of managing the time and care demands inherent in the 

regimen, normal day to day activities and coordination of health care needs led 

caretakers to an active assumption of the proficient caretaker role. Achieving the 

active management role had similarities to the third state, “Taking Charge,” of 

Gibson’s (1993) empowerm ent model. Caretakers who took charge (a) could 

advocate for the child, (b) had learned the ropes to interact with the health care 

system, (c) had learned to persist to get the attention they needed for the child, 

(d) could negotiate with health care professionals, and (e) had established a 

partnership of m utual respect and open com m unication. Health care providers 

often did not appreciate the central role of the caregivers, and they did not 

include them as partners on the health care team. Such a situation added greatly 

to the stress of caretaking.

Coordination takes time. Caretakers had a m ajor stressor and time demand 

in negotiating through the health care maze and coordinating the child’s care 

with the different specialists, offices, insurance com panies, equipment suppliers,
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and therapists. Of note is that many described these duties as more stressful than 

the actual caregiving. The two areas discussed most frequently included 

coordination with health care providers and coordination of payment through 

insurance companies.

Financial concerns were a stress for the family, and they needed 

significant coordination; M urphy (1988) and Strauss, Corbin, Fagerhaugh, et al. 

(1984) reported sim ilar findings. Although parents found that their private 

insurance or Medicaid covered the direct costs of the infant or child’s hospital 

and medical costs, the financial burden created by home care of the chronically 

ill child became a major source of stress for the majority of the families. Some 

were thankful that their private insurance paid upwards of $300,000 for hospital 

costs. On the other hand, constant uncertainty was pervasive. Families feared 

that these payments would not continue.

Many of the parents were continuously in the process of communicating 

and negotiating with insurance companies or HMOs on many aspects of care.

The caretakers were involved in procuring referrals for specialists, treatments, 

getting equipment, learning how many sessions of therapies were allowed for 

their child, and completing an enormous amount of paperwork. Out-of-pocket 

expenses decreased resources available for other family activities. The burden of 

the home care situation also required changes in employment status and limited 

employment opportunities for the mothers and grandmothers. The financial 

burdens of home care for the BPD infant or child were consistent with findings 

reported in the literature on other chronic conditions.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



152

Little help from others. The caretakers in this study stated they were the 

primary caretakers who managed and performed the care. For the most part, they 

did not feel that their spouses or the fathers of the infants or children did their 

share of caring for the infant or child. Caretakers integrated responsibilities as 

part of their role as mother, and they carried most of the burden in accomplishing 

the care. It is of note that these findings are different from those of other 

researchers. Stevens (1994), in studying parents coping with infants requiring 

home cardiorespiratory monitoring, found that 70% of the caretaking sample 

shared the burden of work with their spouse. Ray and Ritchie (1993) did not 

measure the actual caretaking burden but found that the greatest stress on 

families with chronically ill children was not having a supportive spouse, family, 

or friend.

Although caretakers in this study received instrum ental support from 

other family members and friends, these support people did not provide the 

needed respite for the caretaker. The support people did not feel competent to 

care for an infant or child with a serious condition and on special equipment. 

Findings from this study confirm ed earlier reports that the inability to find 

competent respite care continued to be a problem (Murphy, 1988; Ray & Ritchie, 

1993; Stevens, 1994).

An interesting finding was the fact that siblings were supportive and 

accompanied caregivers on medical visits, helping to carry equipm ent and, in 

some cases, understanding that the ill child needed special care. Similar findings 

were reported by D rotaret al. (1981), Faux (1991), and Harder and Bowditch
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(1982), which indicated that siblings were more protective and caring o f the 

chronically ill child and less self-centered than the usual child. This may have 

occurred because the families took the siblings to the hospital to see the ill 

child, answered all their questions, and actively involved the siblings in the care. 

Preparing for an U nclear Future

The major tasks in this phase were (a) living with uncertainty, (b) maintaining 

hope, and (c) norm alizing.

Uncertainly. Uncertainty accompanied the caretakers as they learned to 

manage the stressors, needs, and adaptive tasks associated with chronic illness 

of their infant or child . Uncertainty, in this study, was both short term and long 

term. Short-term uncertainty pertained to the waiting for reports, doctor visits, 

and possible com plications. Long-term uncertainty focused on medical, financial, 

and developmental problems. Mishel (1981) reported that an event judged to be 

uncertain consists of one or more of the following characteristics: “(a) vagueness,

(b) lack of clarity, (c) ambiguity, (d) lack of predictability, (e) inconsistency,

(f) probability, (g) m ultiple meaning, and (h) lack of information” (p. 259). All 

these characteristics were evident in the conditions in which the caretakers, at 

one time or another, lived since the birth of their son or daughter. In M assie and 

M assie’s (1975) description of uncertainty they quoted one of their subjects: “ It 

is not the struggle but the unknown that we fear the m ost” (p. 245). Such a 

comment is sim ilar to those found by this investigator. One parent said, “The 

uncertainty, you know, what is going to happen. . . . ” The results of this study 

were similar to those of Turner, Tomlinson, and Harbaugh’s (1990) who
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investigated uncertainty in parents with children in a pediatric intensive care 

unit. They found uncertainty in four realms that included generalized 

environmental, illness, caregiver, and family system uncertainty.

Maintaining hope. Hope was a strategy that assisted caretakers in 

handling the uncertainty that surrounded the condition o f their infant or child. 

Support groups provided an important source of hope. Information gathering and 

sharing within a support group was a means of helping one another to obtain 

cognitive understanding o f the nature of the child’s condition as well as the 

treatment and expected outcomes. The ability to feel compassion for another 

when they were immersed in their own stress was a helpful coping mechanism 

and a way to maintain hope. The caretakers found it helpful to tell their stories 

and listen to the experiences of others. In several studies (Canam, 1993:

Heaman, 1995; Rawlins & Homer, 1988; Venters, 1981), expressing feelings to 

others individually and in support groups was found to be helpful and 

maintained hope in the caretakers. It was unfortunate that, although these 

caretakers stated that support groups were a helpful coping mechanism and a 

means of maintaining hope, they did not have the time to attend on a regular 

basis, or they did not have respite care in order to attend.

Another facilitator of hope was seeing the progress that the child was 

making developmentally. The caretakers found that therapies did facilitate 

development and that they could learn the techniques and exercises. No other 

study mentioned the importance of therapies to facilitate normal development as 

a strategy to assist caretakers.
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Normalizing. The process of normalizing was identified as a theme during 

this phase. Caretakers wanted their infant or child to be able to perform like a well 

child. One mother said: “And I just want him to start living his life. . . . Michael, 

he can’t do that yet. Life hasn’t started yet! [He’s] a patient, not a boy.”

Other families were able to focus on the child and used the strategy of 

normalization to minimize the impact of the illness. Canam (1993) reported that 

normalization reinforced the strength of the situation and thus reinforced a 

positive optimistic attitude. Normalization was found to be a helpful strategy by 

several researchers (Deatrick, Knafl, & Walsh; 1988; Hoiaday, 1984; Knafl & 

Deatrick, 1986; Kodadek, 1985; Strauss, Corbin, Fagergaugh, et al., 1984).

The Effect on the Caretakers 

Throughout all of the phases, the experience had a tremendous effect on 

the caretakers, particularly in the areas of social isolation/aloneness, 

kaleidoscope of emotions, financial concerns, and family relationships. Several 

have already been noted in the discussion of the findings.

Social Isolation and Aloneness

Social isolation and a feeling of aloneness were areas common to the 

families in this study. The caretakers described these areas as stressful, and they 

believed they were the outcome of the constant, continual monitoring and care 

demands of the ill infant or child. One mother explained what had happened to 

her: “I became a fixture, literally glued fixture in my home, and my social life 

literally became, I mean totally, not even a two, zero; it became zero.” This
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finding is consistent with other research findings (Canam, 1993; Murphy, 1988; 

Stevens, 1994; Strauss, Corbin, Fagerhaugh, et al., 1984; Wills, 1983). 

Kaleidoscope of Emotions

The caretakers displayed a plethora of emotional reactions as they moved 

along the trajectory. The ever-present threat of the infant or chid’s death, 

reinforced by the presence of machinery, evoked fear in all of the caretakers. 

Descriptions of fear induced by the life-threatening nature of the situation were 

consistent with findings of other researchers (Stevens, 1994; Teague et al., 1993).

Emotions contained within the grief response were found among the 

caretakers. Parents described their feelings o f disbelief, anger, sadness, and 

eventually acceptance. Austin (1990) described similar emotions in her stage 

framework. Experiencing sorrow was a pervasive aspect of the caretaking 

process.

The adm inistration of the care was overwhelming and difficult for these 

families, and the never-ending caregiving and the inability to have a break from 

the caregiving role had a significant effect on many on the caregivers.

Exhaustion characterized the responses of these caretakers who gave accounts of 

their situation. Sim ilar findings were reported by other studies (Aday &

Wegener, 1989; Kodadek, 1985; Ray & Ritchie, 1993).

Family Relationships

Living with the chronic condition o f a child affected the entire family 

system. The experience of facing multiple stressors over time caused enormous 

tension, and the stressful situation placed special demands on the fam ily as the
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result of the disruption of family dynamics. Caretakers of children with chronic 

illness often became so involved with the ill child’s needs that they neglected 

the needs of other family members. Maintaining social integration involved 

balancing the needs o f the family with the needs imposed by the child’s 

condition.

Several members in the study felt guilty over their neglect of their other 

children, and they believed that this had an adverse affect on the children. Other 

caretakers described the effect on their martial relationships; caring for a child 

with a chronic illness placed a strain on the marriage. Disruptions in the family 

relationships due to the ch ild’s illness was consistent with reports in the literature 

(Murphy, 1988; Ray & Ritchie, 1993; Strauss,Corbin, Fagerhaugh, et al., 1984; 

Wills, 1983).

Additional Affective Coping Strategies

Coping strategies used by the caretakers throughout the phases of 

Becoming a Com petent Caretaker were discussed w ithin each phase. They used 

several other affective coping strategies to help them deal with the impact of a 

sick child and their overwhelming caretaking needs. These strategies were also 

important and included faith in God, prayer, crying, physical exercise, and 

focusing on other matters. One strong coping strategy was that of maintaining a 

positive outlook, which was accomplished by drawing strength from the child. 

They felt that the ch ild ’s perseverance enabled them to continue with the 

constant and unending care. Other approaches to m aintain a positive outlook 

included reframing and positive thinking, strategies em phasized in other studies
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(Canam, 1993; Heaman, 1995; McCubbin, 1984; Ray & Ritchie, 1993; Stevens, 

1994). These coping strategies were helpful to the caretakers by allowing them 

to direct their energies toward meeting the demands of the ill infant or child.

Cultural Influence in Caregiving 

As stated previously, a finding in this investigation was the universality 

of stressors and needs in these caretakers, regardless of cultural background.

This finding was similar to the results of a study done by W illiams (1993) on a 

comparison of social support and social networks of Black and W hite parents 

with chronically ill children. The study by Anderson and Chung (1982), which 

compared Chinese and Caucasian families, identified differences in patterns of 

interaction. Caucasian parents placed an emphasis on minim izing the differences 

of the sick child from other children; in other words, they utilizing the strategy 

of normalization. In this present study, all the caretakers, regardless of cultural 

background, utilized normalization as a coping strategy. The results of a study 

by Elfert, Anderson, and Lai (1991) were similar to those of Anderson and 

Chung. The following section of this chapter presents m ajor themes that 

emerged in each cultural group.

Hispanic Families

Communication Stressors

Watch what you say: D on’t take away my hope. As stated previously, in 

order to focus on the learning that was needed to become a caregiver, the 

caretakers had to remain hopeful. Among Hispanic fam ilies in this study, hope 

was a most important element; they focused on what was happening at the
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present time with their infant or child, and to cope, it was imperative that they 

had hope. It was not that they did not recognize the infant or child had long-term 

problems, but to function at any level, they needed to remain hopeful. They were 

not interested in receiving large amounts of data at one time about their infant; 

their interest lay in what was happening at the moment. This cultural behavior 

was consistent with Kluckholm’s (1976) reporting; in her framework, she 

categorized people and time as past, present, and future oriented. Hispanics were 

usually categorized as having a present orientation of time and a lack of 

contemplation about the future.

Translation troubles. Spector (1996) found that language was the major 

barrier for Hispanics seeking health care. This study supported Spector’s claim 

and reported the difficulties Hispanic families encountered when trying to 

communicate the history of the care of their chronically ill infant or child. In 

interviewing a grandmother, this investigator talked to her through her daughter 

who interpreted the researcher’s questions and clarified the responses. The 

caretakers obviously had much to say, but they became exhausted and frustrated 

in communicating in English.

Affective difficulties. Caretakers stated that they received very little help 

in the day-to-day caretaking responsibilities. Hispanic caretakers communicated 

this information so emotionally that the researcher at first believed that these 

caretakers were more upset about being the primary caretakers than were 

members of the other two cultural groups in the study. When the data were more 

carefully scrutinized, they revealed that all the caretakers responded sim ilarly to
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being the primary caretaker, but it was the manner in which the Hispanic 

caretakers expressed themselves that led the researcher to make the initial error. 

Purnell and Paulanka (1998), in describing Hispanic communication style, 

reported that m eaningful conversation could become loud and intense as the 

speakers explained their viewpoints. Hispanics also like to express their inner 

beliefs, feelings, and emotions, once they get to know a person. The researcher 

felt that these Hispanic caregivers felt comfortable in talking about the care and 

management of their infant or child and spoke in a “normal” affective manner. It 

was this investigator’s unfamiliarity with the culture that was the issue.

Hispanic women may have been more alone in the caretaking role than 

women in the other groups. Mary’s (1990) study indicated 9 of the 20 Hispanic 

caretakers in the study gave comments reflecting a sense of self-sacrifice, and 

all the Hispanic m others in the study said that they experienced loneliness in 

dealing with em otions, due to unwillingness of the husband to discuss the 

illness. Mary concluded that self-sacrifice on the part of Hispanic mothers 

suggested that they shouldered more of the emotional burden. This study’s 

findings were consistent with M ary’s findings.

Group Centered

Godmother. In this study the participants from the Hispanic cultural group 

frequently referred to the godmother as a supportive person. As noted by Orque 

et al. (1983) and Lynch and Hanson (1992), Hispanics adhered as a whole to a 

collective orientation that often resulted in extended family configurations 

offering valuable support services. The godparent system in this culture
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remained an im portant resource for coping. Godmothers in the present study 

helped the caretakers by assisting with the sick infant or child, being with them, 

and listening to their problems.

Community. The guiding framework of collective orientation also 

included support from the community. The caretakers relied on the church, 

friends, and neighbors to help them by providing them with support, emotionally 

and instrumentally.

Folkways; Preventive Health Care

Folkways are found in the Hispanic culture. A folkway is considered any 

health system different from the formal medical tradition. In this study, the 

folkway of avoiding cold weather to prevent an illness was a practice found 

among all the caretakers. They did not want to take the infant or child out in the 

cold weather, unless it was an emergency or a scheduled appointment. Folkways 

were often used to treat or prevent illnesses; Giger and Davidhizar (1995) 

reported that illnesses could be caused by cold “aires” entering the body.

African-American Families

Support from Grandm other

African-Am erican caretakers reported that the infant or child’s grandmother 

provided strong support, both instrumental and em otional, for the family. This 

concept of support from the grandmother was found in the literature (McAdoo, 

1982; Scannapieco & Jackson, 1996; Staples, 1985). Most African-American 

families had strong kinship systems which helped to provide both tangible and 

intangible support.
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Church/Religion

Religion was an important coping strategy for all of the African-American 

caretakers in the study. Religion offered the caretakers a source of emotional 

support in times of stress or a way of giving meaning to the burdens of the 

child’s illness. The support ranged from uttering a simple prayer to retreating 

into a room to talk with God and writing down specific ways to handle the problem. 

Placing the problem in God’s hands helped to decrease the burden. This correlates 

with other findings in the literature. Purnell and Paulanka (1998) reported that 

African Americans believed in the power of prayer for all situations and that 

prayer was used for the sake of others who were experiencing problems. Further, 

many believed that whatever happened was G od’s will. Research related to sickle 

cell disease (Gil, Williams, Thompson, & Kinney, 1991) found sim ilar results.

Caucasian Families

Worry about the Future

All the Caucasian participants worried about the future and reflected a 

future orientation. The caretakers were concerned with future ram ifications of 

the chronic illness. This was consistent with the general research findings (Canam, 

1993; Ray & Ritchie, 1993) in the study o f chronic illness where the majority of 

participants were Caucasian, m iddle-class subjects. It was consistent also with 

research on uncertainty about the future (Cohen, 1993; Weiner & Dodd, 1993). 

Advocacy Skills

The Caucasian caregivers dem onstrated stronger advocacy skills than the 

other two cultural groups. They demanded more involvement in decision making
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regarding their infant or child’s treatment. They wanted a collaborative role on 

the health care team. This matched the findings of studies reported in the 

literature (Gibson, 1995; Murphy, 1988; Perkins, 1993).

Limitations

This study focused on a small group of caretakers caring for an infant or 

child with bronchopulmonary dysplasia. The sample was obtained through a 

purposive sample of caretakers who experienced managing the home care of 

their son or daughter. The study examined phenomena to gain depth of 

understanding. The rich data derived from the interview transcripts offered an 

initial appreciation of the perspective of the caretakers in the process of 

managing a ch ild ’s chronic illness.

Generalizing the Findings 

The qualitative research design was used to understand naturally 

occurring phenomena in their natural occurring states. Purposeful sampling was 

used to discover, understand, and gain insight. The investigator was able to 

identify the processes that underlie the task o f becoming a competent caregiver 

to a chronically ill infant or child with BPD. It was through dialogue that the 

unique experiences of the caregivers were revealed. The investigator, as the 

instrument, was able to gain an understanding and capture the meaning of each 

caretaker’s journey from diagnosis in the hospital to coming home and becoming 

a competent caregiver. The interconnected themes that emerged during this 

investigation provide a better understanding of caring and managing an infant or 

child with chronic illness.
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Summary

In this chapter, the research questions were answered, the findings of the 

study were summarized, and a theory of becoming a caregiver was offered. 

Themes related to culture-specific responses to caring for a chronically ill child 

were discussed. Chapter VI discusses implications and future research.
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CHAPTER VI 

IMPLICATIONS AND FUTURE RESEARCH 

In 1993, approximately 20 million children under the age o f 18 years had 

one or more chronic illnesses (Newacheck, Stoddard, & McManus, 1993). This 

figure has risen since then, and epidemiologists have predicted a continued rise 

in chronic illness and disability among children. Unfortunately, health care 

services have been drastically reduced for families caring for children at home, 

particularly for those in the low socioeconomic groups. The scene has the 

makings of a social crisis, to which health care professionals and policy-makers 

need to respond actively. This study provides relevant data regarding 

implications for caregiving and policy development. Im plications may be 

categorized into three areas: (a) implications for nursing and health care 

professionals, (b) implications for caregiver education and support, and,

(c) policy implications for more effective support and managem ent of chronic 

illness in the home.

Im plications for Nursing and Health Care Professionals

The traditional health care system was bureaucratic and professionally 

dominated. Physicians and nurses were considered the experts, and in their 

expert capacity told the patient or family what was happening and what needed 

to be done. In many situations, this attitude set the professional above the
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patient and, consequently, obstructed effective communication. It resulted in the 

patient and family feeling alone, lost, and uncertain in the struggle to manage 

the health care problem.

To a certain extent, caregivers in the study felt alienated, especially in their 

relationship with the physician. From the period between the initial acute care 

and recurring acute incidents that necessitated an emergency room or hospital 

visit, the primary caregivers complained they were “not being listened to.” In 

many of the cases where mothers were trying to communicate perceived problems 

with their child, it was the caregiver who gave an accurate assessment, not the 

physician; thus the problem of being ignored and discounted was compounded.

A compelling need exists to educate and socialize health care 

professionals as to their responsibilities for forming partnerships with 

individuals who will be long-term patients and caretakers. This partnership 

needs to begin from the time of critical care, and it needs to be continued 

through the stage of chronic illness management. Some nurses, like the 

physicians, have an “expert” attitude. Others are supportive of the partnership 

concept, but they are not assertive enough to demand a partnership for the 

patient and family. It would be valuable to compare health outcomes among 

patients and families who have been included as partners with those who have 

not; such a study would be meaningful and would help professionals to see the 

need and ramifications of this kind of relationship.

Nursing education and nursing administration in the practice 

environments need to strengthen the emphasis on the advocacy role for nurses.
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As more organizations attempted to define quality indicators and patient 

satisfaction, they found that involvem ent of the patient and fam ily as part of the 

team was rated as a priority by clients. Furthermore, health outcomes evaluation 

showed that this partnership was part of caretakers’ empowerment which 

facilitated their ability to provide care. It is time for nursing leaders in both 

education and administration to support a more vocal, powerful, nurse advocate 

role, where nurses are willing to challenge the status quo and promote health 

care relationships where patients and families are considered to be informed, 

valuable decision-makers.

Typically, when we think of health care in the United States, we are 

referring to medical care and the care provided by physicians. As the stories of 

these families were told, it was apparent that they were describing a different 

kind of health care. Although physicians were certainly im portant during the 

physiologic crisis and periods of imbalance, it was the nurses whom caregivers 

talked about when asked, “W hat did you find supportive during this period?” It 

was the nurses who diagnosed and treated the human responses to actual or 

potential health problems (New Jersey Nurse Practice Act, 1995), and it was the 

nurses who were found by the caregivers to be the key health care providers.

Because patients moved through the spectrum of different health care 

services, nurses rarely had the opportunity to see how important their care was 

and how valued they were by the patient and family. This was unfortunate in 

light of the fact that many nurses appeared at times to suffer from professional 

identity problems. The physicians stood in the spotlight, but it was the nurses
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who pulled patients through difficult times. The physicians were recognized as 

the savior, but it was the nurses who prepared the family with the knowledge and 

the em otional strength to provide care and continue fighting for their child.

Some of this professional frustration and burnout could be diminished if nurses 

were more aware of their clients’ appreciation and if they could see the 

difference that they made in others’ lives.

Fam ilies identified five major areas, as well as direct care, in which the 

nurse made a difference. These areas included nurse as teacher, counselor, 

coach, coordinator, and respite care provider. The roles of teacher and counselor 

were repeatedly mentioned by the caregivers. The vast amount of teaching and 

learning was a m ajor theme of this study. Teaching and counseling roles often 

appeared to be implemented simultaneously. In order to approach the frightening 

caregiving situations, families needed consistent empathic, caring support and 

reassurance. The study clearly indicated the importance of this activity. Why, 

then, were institutions cutting back on professional staff, leaving almost no 

available time for teaching and counseling of patients and families? The reason 

appeared to be that health care was defined as physician care. The importance of 

nursing care in preparing patients and families to function independently was 

overlooked.

Nurse as coach was another role identified by the families to be 

im portant. The literature did not address this role for nursing, and perhaps it was 

because most of the studies did not look at caregiving across the continuum from 

the diagnosis period to the home management period. The value of having a
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professional who could validate the caregivers’ assessments and techniques, 

support them in being able to discriminate signs and symptoms as normal or 

abnormal, and encourage and motivate them to persist were important roles of 

the coach. The knowledge and skills required of an effective coach were 

different from those of a teacher who imparts knowledge. These skills need to be 

introduced into the nursing curriculum and into the ongoing professional 

development of nurses.

Consistent with the growing complexity of health care and the move to 

provide services in multiple settings in the community, the nurse’s role as 

coordinator in helping the family navigate the health care maze emerged as a key 

role from this study. Not only did the nurse help caretakers identify key services 

and explain how to coordinate the services, but they also taught the family how 

to advocate for their child with these services.

The final role which family members identified as very supportive was 

the nurse’s role in providing respite care. Even short visits by the nurse relieved 

caretakers of their persistent hyper-vigilance, for the presence of the nurse gave 

a sense of safety and security. Even a small respite which a nurse can provide is 

significant to caretakers who generally perceived an overall lack of support and 

an overwhelming barrage of constant demands. Further research into these roles 

is needed so that nurses can help families develop strategies and understand the 

impact of the illness on everyday functioning.

Nurses need to understand parents’ perception of the experience from a 

cultural viewpoint. The day-to-day decisions parents must make about their
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child’s care were made within the context of their beliefs and values. It is 

critical that nursing education integrate cultural care into the curriculum to 

assure cultural sensitivity.

An inability to communicate freely due to language differences may hinder 

parents’ ability to learn and to understand teaching. It is important to have trained 

interpreters that not only know the language but also have an understanding of 

the values of the culture. Furthermore, health care professionals must reexamine 

how they communicate with cultural groups. It is important not only to look at 

the words that are communicated but also to study the cultural translation. When 

an Hispanic mother states that she has no help in the home, it is inappropriate to 

direct the mother to ask her husband since, culturally, the man is not the caretaker.

There is a paucity of research on culture and chronic illness. This study 

identified the importance of research in all areas of culture care related to 

chronic illness in children.

Implications for Caregiver Education and Support

The caregivers had an overwhelming amount of information to learn, and 

the nurses, who emerged as the primary teachers, were greatly praised by the 

caregivers for their patience, teaching skills, support, and reinforcement; the 

caregivers believed that they were able to become independent caregivers 

because of the help they received from the nurses. Many programs focused on 

teaching about the disease and the treatment. The data in this study showed that 

it was necessary to go beyond teaching; it was necessary to include preparing 

families with regard to “expectations.” Caregivers in this study talked about
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being overwhelmed; they had not been prepared for the amount of time that 

caregiving consumed. Families could have been more effectively supported had 

expectations been discussed and had family members been fully appraised of the 

reality of the caregiving experience. Key themes that emerged from the 

caregivers’ stories were the fatigue and “hardness” associated with caregiving, 

the ups and downs of the trajectory, time constraints, social isolation, lack of 

support, and strain on family relationships. Had some of these areas been shared 

with the caregivers, it is likely that expectations would have been more realistic, 

and caregivers would have adjusted more easily. Including these aspects in 

hospital teaching programs might alleviate stress and improve adaptation.

The caregivers in this sample were not only the “primary caregivers” but 

were often the only caregivers. They told of a lack of support from their spouse 

and other family members, and they expressed the overwhelming time demands 

that caretaking placed on them. As they were the primary or sole caretakers, they 

further described a need for hyper-vigilance, that is, being alert at all tim es, 

even when someone else might be present and playing with or caring for the 

child. The interesting question that emanated from these findings was: Why did 

these women find so little support in the actual caregiving from their fam ily?

The majority of the fathers and grandfathers in this study were identified as “not 

coping” with the situation and not available to provide hands-on care. Some 

family members were frightened of the tubes and fragility of the child and, 

therefore, avoided caregiving, even simple holding. Did other family members, 

including the husband, stay away from the situation because the caretaker
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seemed to be well in control? Is it possible that the husbands were, in fact, 

coping with the situation in their own way and that male coping differed from 

female coping? Could it be that it was difficult for female caretakers to ask for 

help and difficult to hand over care, even temporarily, to others who had not 

gone through the extensive process of “learning to become a care provider”?

Was it related to culture? These questions all warrant further investigation as 

well as open discussion between the family and the health professional.

Awareness of the support needs of these caregivers should be a major 

component of any program addressing the education and support of this group. 

W hile visiting the acute care and rehabilitation hospital, fam ily members found 

it exceptionally helpful to talk with other parents who had been in similar 

situations. This universal connection with another person, who has truly felt the 

same grief and fear, helps to ground the family with hope. Keeping hope alive is 

the goal, for hope provides energy to cope with the realities of the situation. 

Health care workers, especially physicians, were noted for robbing caregivers of 

hope by their blunt clinical description that was not accompanied by compassion 

and reassurance of a possible positive future. Nurses, on the other hand, were 

usually sympathetic and provided the compassion and reassurance needed to 

sustain hope. Further research is needed in the area of hope to better describe the 

conditions under which hope is taken away and the strategies wherein hope is 

m aintained. This research would have significant im plications for patient and 

fam ily as well as for nursing. Many nurses find themselves in situations which 

are so overwhelming they are not sure about what to do to reinforce hope.
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Advocacy skills need to be taught to all cultural groups. As the findings 

indicated, of the three groups, the Caucasian families were better equipped to 

navigate the health care system based on their ability to advocate for their child. 

This is an important aspect for the nurse to include in a teaching program for 

caretakers.

Policy Implications for More Effective Support 

and Management of Chronic Illness in the Home

It is important to look at change in the ways services were delivered and 

understand the way strain and demands were placed on the primary caregiver. 

Analysis of the findings pointed out the need to address several areas whereby 

policy changes could provide more comprehensive, effective, and efficient 

health care to families caring for children with chronic illness. Health care 

organizations and insurance companies need to come to terms with the kind of 

resources that are needed to care for a chronically ill child.

A general policy recommendation is the need to include a representative 

from insurance companies as part of the health care team. Although many of the 

families found the insurance plans to be adequate, there were coordination 

difficulties and situations in which conflict occurred between recommended 

needs of the child and the insurance com pany’s unwillingness to reimburse. The 

insurance company representative did not appear to understand the im plications 

of some of their decisions. Having been told by a specialist what further services 

were needed, the only way to obtain them was to take the child back to the 

primary physician for a written referral. Although this might cause stress even to
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healthy people, to the caretakers who had to struggle with all of the equipm ent 

and supplies in order to take the child out, this kind of situation was a major 

stressor. It would be a simple matter to set up telephone conferencing whereby 

the specialist, primary physician, and insurance representative could discuss the 

m atter in question.

A relationship with the insurance representative would be helpful in other 

areas, such as when equipment is ordered to assist the child with physical 

problems or developmental aides. Caretakers told of insurance companies 

delaying approval for the purchasing of equipment such as bath chairs, 

specialized strollers, and standing tables. To the insurance representative with 

limited clinical background, these requests might have seemed excessive. They 

were not aware of the child’s condition and the benefit this equipment would be 

to the child in achieving growth and reaching development milestones. One 

mother actually invited the insurance representative to her home to m eet her 

child and observe the child’s needs and caregiving requirements. Having seen 

that the child could not sit, the insurance agent understood the need for a special 

stroller that properly positioned the child.

Who is to coordinate this relationship among health care providers, 

caretakers, and insurance companies? The data in this study indicated that major 

needs were nursing needs. The home care nurse is in the ideal position to take a 

directive role in the coordination of these services and supports. Unfortunately, 

after many insurance plans pay for coverage of the immediate home care period, 

no further fiscal reimbursement is given for ongoing nursing needs. This appears
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to be a major deficit in the system for these families. The caregivers described a 

need for periodic follow-up and support from the nurse, especially when 

confronted with new situations where they were unable to transfer their previous 

learning. The support either was missing or was provided by the home care 

agency without reimbursement.

The current system  requires revision. There is a need for a fee-for-service 

or capitated service where families could obtain nursing consultation. Some 

form of an on-call service to provide assessments, teaching, coaching, and 

reassurance would support the caretaker; in which case, the caretakers might not 

have to seek expensive medical and hospital-based care for the child. In fact, the 

on-call nurse could assume much of the coordination responsibilities and be the 

liaison between the insurance company and the family.

From these policy implications, a new vision of home care emerges 

whereby education, support, and coordination are provided to meet the needs of 

these desperate fam ilies at home. Is this feasible? Is it a dream that can no 

longer be sustained in a health environment driven by fiscal constraints? This 

investigator proposes that there is a way to meet these demands in a supportive 

and fiscally responsible way.

In this vision o f home care, all families caring for a person with long-term 

chronic illness would be provided with a home computer. Caregivers would be 

instructed on how to use the computer to access their needs. Instruction would 

be appropriate to the learner in that it would be based on a thorough assessment 

of the fam ily’s understanding and attitude toward technology. The teaching
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would take into consideration the age, culture, and socioeconomic status of each 

primary caregiver using the computer. Teaching plans could be developed by the 

nurse for each family to meet their needs.

This form of communication would significantly reduce coordination 

problems among the family, nurse, physician, and insurance company. Needed 

forms, referrals, and other coordinating information could be downloaded 

directly to the caregiver, completed on-line, and returned. When problems arose 

regarding reim bursem ent for needed equipment, a dialog could occur on-line. It 

would even be possible to send the insurance representative pictures of the 

desired equipm ent as well as pictures of the child to validate the need for the 

purchase. A better understanding of the need and the development of a personal 

connection with the child would make for a more efficient and responsive 

system.

The com puter connection would also serve as a mode for asking questions 

of the on-call nursing service. Caregivers would not feel so helpless if they 

could talk imm ediately and directly to the nurse when they had a question or a 

concern. The nurse could send messages to the families as a form of ongoing 

reassurance and support to let them know that help is within reach at any time 

and that their welfare is important.

Perhaps even more beneficial would be use of the computer to connect to 

on-line support groups. Caregivers described a real need to be part of support 

groups, but time commitments and caregiving needs of their child at home 

prevented them from attending any function. On-line support groups and chat
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rooms could provide the needed connection and support that these caregivers 

need so desperately.

Is this a pipe dream? I think not. The technology certainly exists to make 

this a word format, and video technology will soon have us looking at the person 

or people with whom we are communicating. It will be a virtual home care 

environment. It will be cost-effective. It will combine high-tech with high-touch, 

and the caregivers will no longer be isolated and alone but connected and 

together.
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Information Letter To Parents

D e a r____________ :

I am a Pediatric Nurse who has worked for 25 years with parents and 
children, assisting families to cope with their children’s chronic illness. I am 
also the m other of three sons, two of whom have chronic problems. As part of 
my doctoral requirements from The Union Institute, I am conducting a research 
study to examine how parents manage and cope with their children’s chronic 
illness at home. Children’s Hospital has given me permission to contact you. The 
decision to participate in the study is entirely up to you.

The purpose of this study is to understand how parents view their child’s 
illness, how parents cope with the caregiving needs, and how they manage to 
provide the treatment needed at home. The information from this study will be 
helpful to nurses, other health care professionals, and parents experiencing 
similar situations.

If you decide to participate, we will talk for one to two hours. This may 
be followed up with a subsequent interview. I will send you a summary copy of 
our conversation to assure the accuracy of the information and to give you an 
opportunity to add more information, if needed. Later in the study, I will send 
you a summary of my findings to see whether you agree with the conclusions I 
have reached. I will keep all the information you share in strict confidence.

I w ill call you in the next few weeks to ask you to participate in the study. 
I will give you more details about the study before you make your decision. I 
will be talking to you soon.

Sincerely,

Patricia Joffe, MS, RNC 
Doctoral Candidate 
The Union Institute
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Oral Questionnaire for Focused Interview

The investigator asked the caregivers to respond to the following 
questions. Responses were tape-recorded and later transcribed.

I. History of ch ild ’s condition or illness

A. Tell me about your child’s (give name) condition.
B. I am interested in what you were told about the cause.
C. I am curious about what you think caused the problem.

II. Care and knowledge of chronic illness

A. Talk to me about what it is like caring for your child.
Possible Probes:
1. W hat has happened that you were not ready for?
2. 1 am very interested in how you handled it.
3. W hat is most difficult for you?
4 Tell me about what helps you, or who helps you in handling 

these difficult conditions.

B. Tell me more about how your family life has been affected.

C. Tell me how your ch ild ’s life has been affected by these problems.

D. What do you want for your child?

E. I am interested in how you and your family adjusted to the 
caregiving responsibilities.

Possible Probes:
1. Talk to me about what you have found helpful in coping with 

your ch ild ’s care.
2. W hat gives you support? We all need support. In what ways do 

you get support?
3. W hat has been the most difficult adjustm ent for your family?
4. W hat do you worry about?
5. I am interested in what has been the most positive part of this 

experience

III. Termination
A. Is there anything else you would like to share with me about your 

child?
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Demographic Data Form

Family description
1. Marital status

________  Married
________  Divorced
________  Never married
________  Separated
________  Committed relationship, not married, living with partner
________  Committed relationship, not married, not living with partner

2. The number children in your family now
________  Boys
________  Girls

Ages of children
________  Boys
________  Girls

3. Family includes: (list the number of each)
________  Biological children
________  Adopted children
________  Stepchildren
________  Foster children
________  Other extended family members (aunts, grandparents, etc.)

4. Age is   . Spouse or Partner’s age is_______ .

5. Race or ethnicity
________  White
________  Black
________  Hispanic

6. The highest level of education

Educational Level M yself Spouse/ Partner

Less than grade 7 _________  ________
Middle school__________________ _________  ________
Partial high school (9th-11th) _________  ________
High school graduate _________  ________
Trade or technical school _________  ________
Partial college _________  ________
College graduate _________  ________
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7. My family income is in the range of
________  Under $999
_________ $1,000 - $9,999
________ $10,000 - $19,999
________ $20,000 - $29,999
________ $30,000 - $39,999
________ $40,000 - $49,999
________ $50,000 and over

8. The child’s care involves the following procedures
________  Intravenous infusions
________  Nasogastric (NG) feedings
________  Suctioning
________  Tracheostomy care
________  Chest Physiotherapy (Chest PT)
________  Mechanical ventilation
________  Oxygen monitoring
________  Cardiac/apnea monitoring
________  Ostomy care
________  Medications
________  Nebulization treatments

9. Support services used
________  Physical therapy
________  Speech therapy
________  Occupational therapy
________  Educational services
________  Support groups
________  Infant stimulation program
________  Social services assistance
________  Mental health services
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Demographic Data Tables

Table D1

Race or Ethnicity

Race Respondents

Hispanic 5 (36%)
African-American 5 (36%)
Caucasian 4 (28%)

Table D2

Age Range

Age Mothers/Grandmothers Fathers/Grandfathers

21-25 3 (22%) 1 (7%)
26-30 2 (14%) 2 (14%)
31-35 4 (29%) 4 (29%)
36-40 2 (14%) 3 (22%)
41-45 2 (14%) 1 (7%)
46-50 0 (0%) 1 (7%)
51-55 1 (7%) 2 (14%)

Table D3 

Marital Status

Status Respondents

Single 0 (0%)
Married 9 (64%)
Divorced 0 (0%)
Separated 1 (7%)
Committed relationship, living with partner 3 (22%)
Committed relationship, not living with partner 1 (7%)
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Table D4

Education Levels

Level of school completed Respondent Significant other

Less than grade 7 0 (0%) 0 (0%)
Middle school 0 (0%) 1 (7%)
Partial high school 2 (14%) 3 (22%)
High school graduate 5 (35%) 2 (14%)
Trade or technical school 3 (22%) 2 (14%)
Partial college 1 (7%) I (7%)
College graduate 3 (22%) 5 (35%)

Table D5

Family Income

Income range Family income

Under $999 0 (0%)
$1,000 -  $9,999 1 (7%)
$10 ,000-$19 ,999 4 (29%)
$20,000 -  $29,999 3 (21%)
$30,000 -  $30,999 1 (7%)
$40,000 -  $49,999 1 (7%)
$50,000 and over 4 (29%)
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Table D6

Treatment Requirements at Home

Type of treatment
Number of children 
using treatment

Nasogastric feedings 1 (7%)
Suctioning 6 (42%)
Tracheostomy care 4 (28%)
Chest physiotherapy 14 (100%)
Oxygen monitoring 12 (86%)
Cardiac/apnea monitoring 14 (100%)
Medication administration 14 (100%)
Nebulization treatments 14 (100%)
Ostomy care 9 64%)
Feeding pump 9 (64%)

Table D7 

Support Services

Type of service
Number of families 
using the service

Physical therapy 13 (92%)
Speech therapy 12 (86%)
Occupational therapy 12 (86%)
Educational services 4 (28%)
Support groups 7 (50%)
Infant stimulation program 14 (100%)
Social services 1 (7%)
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Informed Consent Form

My signature on this form indicates that I understand the purpose of this 
study is to learn about “how parents manage at home caring for children who have 
chronic illness” and that my participation consists of taking part in interviews. I 
also understand my rights as a participant as outlined in the following conditions:

1. I will allow the interview  to be tape-recorded so that my words are not 
misunderstood or changed.

2. I can ask that the tape-recorder be turned off at any time.

3. I understand that all tapes will be erased or destroyed after the study has 
been completed.

4. I can choose not to answer any question that makes me uncomfortable.

5. I can ask the interview er about questions I have and receive answers at 
any time during the interview.

6. I can withdraw from this research project at any time during the interview 
or afterwards.

7. I understand that my privacy will be protected by disguising my name and 
other facts.

8. I can ask for and review a written summary and/or transcript of the interview.

9. 1 understand the inform ation that comes from the interview will be used
in Patricia Joffe’s dissertation for the graduate program at The Union 
Institute and perhaps in subsequent reports, some of which may be 
published. However, my name and other identifying data will not be 
revealed without my written consent.

10. I understand that during or after the interview if any issues or problems are 
identified that require nursing or medical intervention, I or my family will 
be referred to our prim ary provider or other health services for follow up.

11. I will receive a copy o f the findings of this research project after it has 
been completed.

Participant signature Date

Patricia Joffe Date
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