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Chapter 1 

Introduction 

The purpose of this study was to explore the process 

of family caring in families that had a school-aged child 

with asthma. One focus of this study was to explore the 

impact of chronicity on the family, specifically looking 

beyond illness-management .issues. Another focus of this · 

study· was to uncover·the evolution of family caring within 

the context of school-aged developmental c~anges. Grounded 

theory was the research methodology used to discover the 

strategies, goals, and dimensions of family caring. The 

research questions used to begin this exploration were: 

"What is (are) the experience(s) of family caring?" "How 

does chronicity impact family caring?" These questions 

presented a number of avenues for exploration. The impact 

of chronicity on family caring has not previously been 

explored in depth. Management of the needs of the family 

member who has a chronic illness (care-taking) has been 

studied extensively. Various studies have identified the 

problems families experience related to care-taking tasks, 

meeting family membe.rs' needs, financial burden, stress, 

role overload, as well as other dynamics of family 

functioning. None of these studies have explored the 

1 
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emotive and commitment dimensions of caring (caring for and 

caring about). 1\.n exploration of illness-management\in 

day-to-day living was certainly included in the intgrviewing 

process; however, this . study extended the exploration o'f 

chronicity into all aspects of family life to uncover the 

dimensions o.f ·family caring. Specifically, "How do family 

members care. for and care about each other, while taking 

care of self and others?" 

For the most part, people are not generally aware of 

the many facets· of caring they .experience or enact in their 

daily lives. When asked to recall a caring experience, most 

people relate a stressful episode and the specific 

facilitating behaviors they received during the experience 

(Horner, 1Q90). It is during su.ch stressful experie'nces 

that awareness of caring is at the surface , level of· 

consciousness where it can easily be accessed. Therefore, 

exploring caring within families who are. healthy and 

.managing well would probably not expose the range and depth 

possible in family caring. One assumption in the present 

study was that the experience of chronicity in a child 

serves as a sensitizing e~perien6e for all of the child's 
' . ' 

family members, sucQ that the daily experiences of caring 

would be- at the conscious level of awareness and could be 

accessed more easily. 

Much of the research.on families used parental reports 

as the data for the whole family. In the few stuqies that 



reported using parent and child data., some differences in 

perceptions have been discovered. For this study, all 

available and willing family members were incorporated into 

the family data pool. Not only were the individuals' data 

analyzed, but families' data as a whole were analyzed as 

well. 

A galaxy is a good metaphor for explaining the family 

3 

.data analysis. A gal~xy is made up of many individual 

stars, each with its own unique qualities (color, 

brilliance, size, location), but taken together the stars 

form the recognizable pattern of the galaxy. Each family 

member is like a star that has some unique qualities and a 

slightly different perspective on life experiences, 

depending on the member's role and position in the family. 

Although there are individual differences among.the family 

members, taken together their stories will form the patterns 

of meaning that are recognizable as the family story. 

Clarifying the 11 constellated11 meaning of family caring was a 

goal of this study. 

Assumptions and Limitations 

This study was based on several assumptions that 

guided the selection of research questions and planning 

strategies for data collection and analysis. There were 

limitations inherent to the s.elected participant population 

and the proposed research method. 



Assumptions 

The following assumptions provided the guiding 

framework for t~is study: 

1. caring is essential for survival, growth, 

development, and ultimate well-being. 

2. What affects one family member will affect the 

family as a whole. 

4 

3. Families with chronically ill family members have 

an acute awareness of their caring needs and 

experiences. 

4. Families have certain beliefs about their 

members' capabilities in various situations. 

5. Families ~ill support their members' development 

in a manner congruent with their beliefs about 

each member's abilities. 

6. Children are capable of participating .in 

exploratory research. 

7. Children are aware of and can relate the 

experiences that occur within their families. 

8. Data obtained through interviewing, observation, 

and discussion are valuable in that such data 

reflect the lived experiences of people. 
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Limitations 

At the outset .of this study, various potential factors 

were identified that could hav~ limited the data collection 

or its interpretation. These limitations were as follows: 

1. Caring cap be a difficult experience to 

articulate and share with the researcher. 

2. Children have fewer social a.nd language skills 

than do adults, which could'hinder the data 

collection process. 

3. Famil.ies which are experiencing periods of high 

stress, or who are not managing family caring 

well (negative cases), may not wish to 

participate in the research study. 

These identified limitations did, in fact, have 

varying degrees of impact on this study. As anticipated, 

articulating ideas, feelings, or beliefs about caring was in 

itself an actual limitation. Care-taking activities were 

easily described by the adults and most of the children. 

Difficulty was encountered when family members were asked 

about what caring experiences meant to them. 

The limited social and language skills of children had 

a variable impact on their input into the data. The younger 

children (ages 6 to 7 years) were not able to express ideas 

about asthma experiences to the researcher. This may be due 

to simple shyness; however, these children frequently 

shrugged or said "Momma knows" in response to questions 
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about asthma. On th~ other hand, these younger children 

were able to share their views on "favorite activities," 

which was an initial question used to break the i.ce with the 

children. Children 8 years and older were able to share 

their ideas regarding asthma, school, and other activities 

with clarity. 

The third potential limitation -- the anticipated 

negative impact of stress on study participation -- did not 

arise in.this·s~udy. Not only were the families willing to 

participate but several were eager to share their ideas and 

concerns on a topic that they viewed as meaningful to them. 

A fourth limitation for this study is the po~ulation 

to which the findings may be generalized. The substantive 

theory of Catching the Asthma, which emerged through data 

analysis, revealed empowered families who were successful in · 

incorporating asthma-care into their daily routines while 

caring for self and others. Although the 12 participating 

families validated and confirmed that the substan:tivs theory 

"fit" their-experiences, it· cannot be assumed that all 

families are as successful as these participants. In 

Healthy People 2000 one can find critical indicators that 

familiep of children with chronic illnesses may not be able 

to deal successfully with their children's health needs. 

For example, in 1987 children experienced 284 

hospitalizations for asthma per 100,000 population (Public 

Health Service, 1990). Nearly 2~% of children under 

( ·. 



6-years-old live in families that are existing below the 

poverty level and 15% of all persons under the ag~ of 65 

years lack health insurance (Public Health Service, 1990). 

These factors indicate that many families do not have 

available resources to pay for health promotion activities 

and that they·have limited resources for illness-care. It 

is quite possible that the experience o.f family caring in 

families such as those described above ·would be very 

different from the participants' experiences in this study. 

Significance for Nursing 

7 

Caring is referred to as the central ·and unifying 

essence of nursing (Leininger, 1981). However, caring is 

first experienced within the family system rather than in a 

structured health care situation. How ~an caring be the 

essence of nursing if caring is a basic, naturally occurring 

phenomenon? What meaning does caring hold for nursing 

science? To more fully understand the scope of these 

9uestions, the anticipated impact of this study on nursing 

science in the areas of theory, research, practice, and 

education wiil be discussed in this section. 

Nursing science is the body of knowledge that is 

unique to nursing {Jennings, 1986). This knowledge is 

uncovered or honed through research within the context of 

discovery {theory-building) or the context of justification 

(theory-testing) {Polkinghorne, 1983). The emerging 

theories give shape to science·and direction for future 



inquiry (Jennings, 1986). The scientific knowledge base of 
\ 

nursing guides nursing practice, and practice in turn 

reveal_s areas in which research is needed to extend nursing 

science (Jennings, 1986). The dynamic bi-directional cycle 

of practice-research-theory is an ongoing process which 

continues to build and shape nursing science. Nursing 

8 

s·cience is shared with nursing students and practitioners to 

further the discipline of nursing. 

Caring is a basic mode of being for humans (Roach, 

1984) and is an essential ingredient for human survival and 

ongoirig development (Gaylin, 1979). Lorig before fo~mal 

health care systems emerged, c·aring for 'ill persons was the 

responsibility' of the family (Reverby, 1987). From this 

perspective caring cannot be viewed as unique to nursing. 

At present, the literature on chronicity and family 

caring is limited to care-taking·or illness-management by 

families and nurses, 1.e., family caring, including caring 

for and caring about family members, has not previously been 

explored in nursing research. In the past decade, other 

dimensions of caring by nurses, such as caring for and 

caring about, have been explored in nurse caring. These 

studies indicate that caring is vital .to recovering health 

and well-being when one is-experiencing disharmony, such as 

stress or illness in one's life (Watson, 1988). 

With the present study, the experiences of family 

caring have been explored, and nursing. science has been 
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extended. The focus of grounded· theory methodology is 

uncovering problems faced by social groups. and discovering 
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the processes whereby they deal with these problems {Chenitz 

& Swanson, 1986). The present study has resulted in a 

substantive theory, Catching the Asthma Before it Gets out 

of Hand, which describes th~ family caring processes engaged 

in by families who have chronically ill·asthmatic childrene 

The findings of this study provide rich descriptions 

of families' experiences with chronicity which will be 
~:~.~ .·!~· 

useful for promoting the insight of students and 

practitioners into understanding the families' experiences. 

As Morse (1989) asserted, using research findings to teach 

nursing students contextually-based psychosocial skills 

promotes nursing care and nurse caring. 

By integrating professional practice knowledge, 

skills, and humanistic concern (i.e., nurse caring), the 

nurse can support families in the process of achieving -

health· and well-being (Watson,. 1988). Nurses who are guided 

by this substantive theory will be able to (a) evaluate 

family caring strategies within the context of family 

expectations and goals, (b) support the family in balancing 

needs/desires of all family members, (c) explore mechanisms 

for family members to meet their caring needs, (d) promote a 

sense of competence in family members as they enact 

decisions related to illness-management, (e) assist parents 

through decision-making related to critical issues of 
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discipline and expectations for children's responsibilities, 

and (f) promote the autonomy of family members appropriate 

to their individual d~velopmental levels. In order to 
~. ~. 

improve the health and well-being of families, it is 

necessary to provide them with information that is useful, 

practical, and "fits" into the framework of their lived 

experiences {Curtin & Lubkin, 1990). 

In summary, this study has the potential to have an 

impact on nursing science in the four areas of theory, 

research, education, and practice. This study extends our 

understanding of family caring beyond illness management 

through the discovery of the phases and activities involved 

in the core process of Catching the Asthma. This 

.substantive theory provides a number of avenues to explore 

in future research·as well as providing an immediate 

framework for nursing interventions in clinical settings. 

It is assumed that caring is vital to healing, and therefore 

is an integral component of high quality nursing care. By 

incorporating appropriate strategies of family caring into 

nurse caring strategies for chronically ill children, the 

family's health and well-being can be enhanced. 



Chapter 2 
:;; 

Review of Literature 

The literature reviewed at the beginning of this study 

included theoretical and research-oriented publications. 

The theoretical literature was included to define the 

current conceptualizations of caring, chronicity, and family 

theories$ The focus of the research literature was those 

studies that delineated professional caring experiences and 

the experiences of families dealing with chronic illnesses 

in children. 

Caring 

Definitions of Caring 

Much of the literature on caring bas focused on 

refining attributes, determining definitions, and exploring 

the varied experiences of caring. Caring has been called 

the central and unifying essence of nursing (Leininger, 

1981, 1984) and is cited throughout nursing .texts as a core 

feature of nursing curricula. On closer inspection, 

however, caring refers to "caring for an open surgical 

wound," "caring for Swan-Ganz catheters, 11 or "caring f.or the 

patient with a colostomy," to name just a few. Stevenson 

(1990) reviewed more than 300 clinical research studies 

published in Nursing Research, Research in Nursing and 

11 
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Health, Image, Western Journal of Nursing Research, and the 

International Journal of Nursing Studies between 1986 and 

1987 to determine the "state-of-the-art" of caring research. 

These quantitative studies were found to fall into four 

major categories: (a) assessment, diagnosis~ and monitoring; 

(b) symptom, situation, and state management; (c) hygienic, 

protective, and dependency-related modalities; and (d) 

natural/holistic care modalities (Stevenson, 1990). Given 

this interpretation of caring, it appears anything a nurse 

does within the legal enactment of the work role is 

considered ~o be caring. Most of these examples of caring· 

refer to various forms of technical skills that are highly 

prized in nursing. However, nurses' increased proficiency 

with complex, technical tasks has not always resulted in the 

patients' recognition and praise of their efficient care. 

·In fact,. some patients are complaining, "Where has the 

caring gone?" 

The public's experiences and perceptions of caring 

have spurred a grass roots movement among nurse scholars who 

have turned their attention to the nebulous concept of 

caring. Watson (1990) called for "approaches to knO'"Illedge 

that preserves human caring as the interface between 

technologic and bio-behavioral sciences'' (p. 21). In this 

instance, caring is not the "essence" of nursing, but rather 

it is the interface that humanizes the highly technological 
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experiences people undergo in encounters with Western 

medical science. The question remains, ."What is caring?" 

In their review of caring literature, Morse, Solberg, 
~- :·;· 

Neander, Bottorff, and Johnson (1990) identified ambiguity 

in usage of the terms caring, care, and nursing care. 

According to Webster's Unabridged Dictionary {1983), care is 

an intellectual function in which one's anxiety over someone 

or something becomes painful from overburdening thought. 

The image of a caring person is one who is solicitous, 

tender, sympathetic, and supportive {Gadow, 19.85) •. These 

definitions indicate the feeling state associated with 

caring; however, a caring person is involved in more than a 

feeling response to another's situation, in that the carer 

must act on the other's behalf (Bevis, 1981}. Morse et al. 

{1990) identified five major perspectives on the concept of 

caring in the literature including: (a) a human trait, (b) a 

moral imperative, (c) an affect, (d) an interpersonal 

relationship, and (e) a therapeutic intervention. 

Human trait. caring is viewed as an inherent trait 

that is the essence of human be-ing (Roach, 1984). Caring 

is considered to be essential for survival of individuals 

and groups (Bevis, 1981; Leininger, 1981). Indeed, small 

children cannot grow and thrive without care activities, 

including technical tasks like diapering and feeding, as 

well as those emotive, cognitive responses that support the 

growth of personality and self-esteem. 
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Moral imperative. Caring embodies a basic moral 

stance in relation to other: "Caring is the antithesis 
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of possessing, manipulating_o~ dominating, a process which 

requires devotion and trust•• (Carper, 1986, p. 4). It is a 

moral position "that adamantly resists reducing person to 

the moral status of object" (Watson, 1990, p. 21). A caring 

ethic in relation to patients involves recognizing the 

others' humanity (Pelegrino, 1985) in the face of 

overwhelming trials of body and spirit. 

Caring fuses knowing and being in such a way that ~t 

defines what is important in any given situation and the~eby 

guides decisions made and actiohs taken on behalf of others 

(Benner & Wrubel, 1989). As a moral imperative, caring 

sho.uld be the ethical standard of nursing practice. Fry 

(1988) identified four characteristics of ethical standards: 

(a) They are the guiding value for nursing actions; (b) the 

value is universal, i.e., applicable to all persons; (c) 

interventions are considered prescriptive in that some 

behaviors are preferred over others, such as empathy, 

compassion, and affirmation; and (d) the practice must be 

other-regarding. Fry (1988) asserted that if caring has 

these characteristics, then it can be the ethical standard 

of nursing practice. 

Affect.. The affective response is an important 

component of caring. Caring begins as an emotional response 

to the other's plight, but moves beyond emotion to the realm 
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of confirmation and action (Bevis, 1981; Horner, 1991)~ 

Caring for someone implies helping, comforting, and 

protecting the other person; it is that relationship which 

expresses the feeling of concern, regard, or respect one 

human being has for another (Boyle, 1981} . Caring is not 

mere sentimentality; rather, it is an energizing force 

guided by values and beliefs to shape nursing practice 

(Roach, 1984}. 

Interpersonal relationship. Caring is enacted in 
·,.·~·. ; .... 

social networks and reflects the individual's relatedness to 

others (Benner, 1990). Caring is an interpersonal process 

that takes place within social-relational contexts 

(Bottoroff & D'Cruz, 1984} and should not be defined by 

specific behaviors. According to Griffin (1983} caring is a 

continuum construct that begins with _focusing interest, but 

rapidly evolves into concern, consideration, guidance, 

protection, and augmentation -of self-care activities as 

determined by the other's needs. An important element of 

the caring relationship is the intersubjective co-presence 

experienced when the nurse is fully present for the other, 

~uch that there is a sharing of realities and subsequent 

affirmation of each other's humanity (Horner, 1991}. 

Through the interpersonal process of caring, certain basic 

human needs can be satisfied, as well as the promotion of 

health and growth, affirmation of human dignity, or support 



towards a peaceful death (Brown, 1986; Swanson-Kauffman, 

1986; Watson, 1979). 
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Therapeutic intervention. When caring is described as 

therapeutic it is most commonly related to outcome 

objectives including both physical and emotional responses 

(Morse et al., 1990). Improvement in the physical and 

mental conditions of patients cannot be limited to the cure 

of disease, but must incorporate caring for the human who 

suffers (Leininger, 1984). According to Mayeroff (1971), 

caring is a way of relating to someone that involves a 

qualitative transformation of the relationship. Through 

caring, one helps the other to grow and achieve 

self-actualization, while at the same time the one who cares 

also achieves self-actualization through helping the other 

(Mayeroff, 1971). 

Family Caring 

Caring as a component of professional nursing has been 

and continues to be tested by nurse scientists, while the 

elements of family caring are just·beginning to be explored. 

In one aspect, caring is an unsophisticated, 

non-technological activity, in that all interacting beings 

can care. The power to care is inseparable from human 

nature (Roach, 1984), although the experiences of caring 

vary greatly between individuals. 

Caring is first learned within the primary socializing 

unit of the family and becomes the template of one's future . 
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interactions (Damant, 1984). "Caring involves calling forth 

this capacity [to care] in oneself and others through 

affirmation of that capacity and through its development" 
.~· 

(Roach,_1984, p. 12). Caring involves more than care-taking, 

or technical skills so highly valued in complex health care 

systems, it also involves interpersonal interactions that 

reflect an understanding of the other's subjective 

experiences (Noddings, 1984). Caring is demonstrated 

through the dual enactment of affective and behavioral 
~~·· ./' 

responses to others (Horner, 1991). Family caring is the 

foundation upon which social and professional caring is 

built. 

Caring Research 

As an arena of investigation for nursing science, 

caring is a fairly recent "discovery." Much of the early 

work reported in the literature reflects philosophic and 

content analyses of caring experiences {Gaut, 1981, 1984; 

Gustafson, 1984; Ray, 1981). The research studies reported 

in the literature have focused on patients' and nurses' 

perceptions of caring in various hospital settings (Brown, 

1986; Field, 1984; Ray, 1984; Wolf, 1986) or have been 

related to specific health-illness experiences such as 

miscarriage {Swanson-Kauffman, 1986, 1988), hysterectomy 

{Gates, 1988), or family violence (Monsma, 1988). The 

review of caring research was limited to those studies that 

were most closely related to the present study. 
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Nurse caring research. The initial incentive for this 

study began with the increasing awareness of the contrast in 

caring behaviors as perceived by nurses and patients. Ray's 

(1984) ethnographic study of institutional 9aring was 

conducted to determine how caring was defined by 192 nurses, 

administrators, and other persons in the health care 

community. Based on interviews, participant observation, 

and documentation review, a taxonomy of caring was created. 

The major (level i) categories were psychological, 

practical, interactional, and philosophic usages of the term 

caring. Within each level 1 category were further 

refinements or subcategories at levels 2 and 3. Level 2 

referred to the types of meaning, and level 3 further 

differentiated these types into the functions of each 

meaning in level 2. For example, the· level 1 category of 

psychological caring had two subcategories (level 2), which 

were cognitive and affective~ The functional meaning (level 

3) of the affective category was "feeling," as exemplified 

by references to "empathy." The functional meaning of the 

cognitive category was "knowing," as exemplified by 

references to "meeting needs." The participants in the 

study referred to humanistic behaviors as the .most important 

type of caring. However, Ray determined through participant 

observation that the technological, political, economic, and 

legal functions of caring behaviors rather than the 

humanistic functions -- dominated the hospital culture. 



Brown (1986) interviewed 50 hospitalized patients, 

between the ages of 22 and 65 years, to explore an 

experience in which they fett cared for by a nurse. Eight 

themes emerged from the transcribed data: (a) personalized 
) 
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care when the nurse recognized individual needs, (b) 

reassuring presence that was comforting and supporting, (c) 

providing information to reduce the patient's sense of 

discomfort due to lack of knowledge, (d) when the nurse was 

able to demonstrate his or her professional competency in an 

effective and appropriate mann~r during urgent situations, 

(e) .when the nurse acted directly to reduce the patient's 

pain or indirectly by teaching the patient how to manage the 

paii:t, (f) spending "extra" time with the patient, (g) 

monitoring or watching the patient for progress and safety, 

and (h) promoting autonomy by including the patient in 

decision-making. Brown stated it was not the activities in 

themselves that were caring, but rather the congruence 

between the patient's needs and the nurse's response which 

resulted in the experience of caring. 

In another study of patients' perceptions of nurse· 

caring, connecting was identified as the basic social 

psychological process that occurred between th~ patients and 

their .nurses (Clayton, Murray, Horner, & Greene, 1991). 

Archival data consisting of patients' and family members' 

letters describing their·experiences of nurse caring (N = 

772) and colleague letters attesting to the nurses' ~igh 
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quality nursing care (~ = 1168} comprised the data base for 

this study. These letters were part of the nom~nation 

packets for 388 nurses nominated for excellence in cancer 

nursing. Through constant comparison of the written data, 

the core variable of connecting emerged. Stages in the 

process of connecting were reflected in some of the 

patients' and families' letters, in that initiation and 

completion of the process were described in different 

letters, but the entire process over time was not described 

in any one letter. The stages of connecting were identified 

as (a} presencing, or the initial recognition of the nurses' 

support and sensitivity; (b) attending, or therapeutic 

activities designed to support the patient; (c) affiliating, 

in which the patients, after experiencing the nurses' 

caring, wished to reciprocate; and (d) empowering, in which 

the patients and families experienced confidence in their 

own abilities to manage their.situations, regardless of the 

outcomes. Clayton et al. (1991} related that the nurses 

were able to humanize the threatening and potentially 

debilitating therapeutic experiences for the patients and 

their families. 

As can be seen, most of these studies of nurses and 

patients have been exploratory in nature, 'in that the 

dimensions of caring experiences were analyzed. There have 

been a few studies that tested or refined the existing 

theories of caring. Clayton (1989} studied the caring 
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experiences of institutionalized elderly to determine 

congruence with Watson's (1979, 1988) theory. Patient and 

nurse dyads (n.=8) who had shared a caring occasion were 
•. ~ .':,. 

interviewed individually on two separate occasions. 
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Participant observations of the dyads were incorporated into 

the data analysis. Four themes emerged from the analysis of 

the transcribed interviews and field notes which 

demonstrated congruence with Watson's theory. These themes 

were (a) increased sensitivity to others; (b) recognition of 

the helping-trust relationship; (c) maintaining a 
\ 

supportfve, protective environment for the elderly; and (d) 

accepting the elder's struggles for meaning as a recognition 

of the personal existential-phenomenological aspects of the 

individuals. In addition to these themes, the author shared 

that the dyads experienced a "carry over" effect in that 

they could establish caring relationships more easily with 

others., Perhaps the caring occasions that occur when 

individuals are feeling most stressed or vulnerable are 

empowering for them. 

Family caring research. The target population for 

this research study was-families with a school-aged child 

member who had asthma. Review of the published caring 

research yielded few studies of family-caring practices or 

the caring experiences of ill children. 

Moore (1984) studied adolescent girls who had moderate 

to.severe asthma to determine the culture of this selected 
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subgroup. The prevailing theme discovered in this 

ethnographic study was·care: how the adolescent cared for 

herself and how she receive~?are from her peers. Each of 

the four participants was interviewed four times to gather 
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data, verify interp~etations, or seek further clarification. 

A taxonomy of behaviors was created to categorize the 

self-care activities of the adolescent with asthma. These 

categories.were (a) things that are good for her, (b) things 

she has to do, (c) things that mean she's an addict, and (d) 

things she does that make her· different. The caretaking 

activities of her peers were categorized according to the 

adolescents' valuing of the behavior as either good, bad, or 

maybe. These caretaking activities performed by the peer 

included how the peer dealt with asthma. attacks, but also 

how the peer treated the asthmatic adolescent on a daily 

basis. A third major theme uncovered ·by Moore was the 

adolescents' perception of an asthmatic attack. These 

subjective experiences were refined into a prdcess of 

waiting: waiting for assessments to be completed, waiting 

while decisions are made related to the severity of the. 

attack and interventions initiated, waLting to determine the

effectiveness of the' interventions, waiting while further 

assessments are validated either with laboratory or x-ray 

data, and finally, still waiting while final decisions are 

made concerning hospitalization or returning home. 
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Aamodt, Grassl-Herwehe, Farrell, and Hutter {1984) 

studied eight children's views of chemotherapy-induced 

alopecia and their behaviors in response to their 

interpretation of this experience. Through a series of 

three interviews four culturally relevant themes emerged 
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from the data. These were (a) "there's nothing to be done;" 

(b) "loss of hair and loss of friends will occur;" (c) "get 

used to it;" and (d) "treat me as normal" (p. 229). Aamodt 

et al. (1984) explored with the participants ways to help 

others who might experience alopecia. From the data the 

following nursing implications were identified: (~) Find out 

more about the· individual child, (b) explain·treatment.s and 

anti~ipated results, (c) encourage hope/optimism, (d) teach 

others how to act toward the child, (e) reassure the child 

about the future re-growth of hair, and (f) treat the child 

as normal as possible. 

Boyle {1984) studied the health-practices of 22 

Cakchiquel Indian households in Guatemala. Through 

interviews, participant-observations, and review of health 

diaries, the cultural contexts of the Cakchiquel's health 

practices were identified. Consistent with the Spanish 

influence of the region, the qualities of "hot" and "cold" 

identified in the environment, in foods, in emotions, and in 

certain activitie~ pervaded the data. The care-related 

activities that emerged from the data included the avoidance 

of threats or behaviors related to "hot" and "cold;" regular 
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eating patterns with good food; satisfactory interpersonal 

relationships with family and friends; moderation in sleep, 

exercise, and work; and good personal hygiene. These 

activities were sorted into structural categories to explain 

the care practices. One structural division was the 

external versus internal distinctions in the behaviors, such 

as avoiding external threats, controlling internal 

conditions or responses, and the balance between external 

and internal activities. The second division was the 

identification of strengths and weaknesses across the 

lifespan as related to age and gender in whi.ch women were 

viewed as weaker than men, and the very young and the 

elderly were seen to be weaker. It was believed that 

weakness contributed to one's susceptibility to illnesses. 

Balance and moderation were seen as central to decisions 

made related to daily care activities in order to maintain 

health of self and the family. Family care activities were 

enacted based on health beliefs, for.the purposes of 

supporting family members' wellbeing. 

Dugan {1984) studied the role of compadrazgo on urban 

hispanics' health. Compadrazgo is a fictive kin tie which 

is entered into voluntarily, but incorporates roles a~d 

responsibilities similar to consanguinal relatio~ships. 

Dugan hypothesized that compadrazgo could amel~orate the 

impact of illness on the individual. Compadres· (ma1e-role) 

and comadres (female-role) were described in positive terms 
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as open, warm, and supportive. When specific a~sistartce was 

needed because of an illness or other difficUlty, the 

compadrejcomadre would provide for that need. Using 

multiple regression analysis, Dugan found that compadrazgo 

was related to less personal chronic illness, but that only 

5% of the variance was explained by the existence of a 

compadre relationship. Stress was the greatest predictor of 

personal chronic illness (B2 = 0.30). 

In summary, the resea~ch on family caring is very 

limited. While the above studies reflect the cultural and 

age differences among the samples, nevertheless there are 

some shared perceptions about the importance of caring to 

health. There are few studies that address the caring 

experiences of children, and even fewer studies that explore 

family caring. Incorporating family beliefs and health 

behaviors into the overall care plan is an expected and 

acceptable component of family nursing. Therefore, 

, identifying the facets of family caring, supporting the 

development of family caring where it is lacking, and 

incorporating family caring into the overall nursing 

management of ill children is a desirable goal for nursing 

practice. Research to explore and identify the elements of 

family caring is clearly needed. 
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Chronicity 

Chronicity Defined 

Unlike the paucity of _literature on caring, there is a 

substantial literature base on the experiences of chronic 

illness. In thi~ section, the literature review was limited 

specifically to studies of chronic illness in children in 

order to identify the themes and experiences of chronicity 

in childhood. 

Although chronicity is frequently referred to as the 

experiences of chronic illness, the illness is commonly due 

to some disease condition. A dis~ase is a condition in 

which some part of the body is malfunctioning (Dimond & 

Jones, 1983). Chronic diseases are those deviations from 

normal that are permanent, leaving the person with a 

residual disability in some sphere of functioning, and 

requiring special rehabilitation, observation, or caree 

Alternately, illness refers to the subjective perception of 

symptoms and the evaluation of those symptoms as they have 

an-impact on the individual's life (Dimond & Jones, 1983). 

Chronic illness is a subjective experiential process that 

pervades the individual's daily existence. 

Several definitions of chronic illness can be found in 

the literature. According to Thomas {1987a), chronic 

illness is any structural or physiological impairment that 

interferes with the individual's functioning. Chronic 

illness and chronicity are frequently used interchangeably, 
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with chronicity defined as stressors of long duration that 

impact the· total human system and influence· all aspects of 

life (Hanson, 1987). Chronicity 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" (Curtin & Lubkin, 1990, 

p. 6) • 

A group of people suffering from any given chronic 

disease will share a common core of symptoms, potential 

complications, and treatment modalities. This common core 

becomes the foundation base. of information that facilitates 

the assessing, planning, and implementing of care in a 

variety of settings. However, for each of the individuals 

who suffer with the same chronic qisease, the course or 

trajectory of the illness can be quite varied. Each 

individua~· plays an active role in shaping the course of the 

illness experience. The term trajectory is applied to the 

unfolding of an illness experience as it is actively shaped 

by the individual and family (Corbin & Strauss, 1988). Each 

illness trajectory is shaped by the person's perceptions, 

experiences, knowledge, resources, and capabilities (Curtin 

& Lubkin, 1990), so that one can never truly anticipate the 

full impact, or severity of the illness experience, on that 

individual's life. 
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The number of chronic diseases and illnesses are 

potentially limitless; therefore, for the purpose of this 

study, the participants were limited to those families who 

had a school-aged child with the chronic illness of asthma .. 

Asthma is a chronic illness that requires the child and· 

family to monitor, protect, or correctively intervene ·on a 

regular basis. However, the illness trajectory is one in 

which the child functions at an optimal level, including 

participating. in age-appropriate activities such as play, 

school, and mild to moderate exertional activities. The 

illness trajectory may incorporate episodic exacerbations of 

the illness experience that would require more intensive 

care-taking activities, although not necessarily 

hospitalization. 

Chronicity Research 

Few studies actually incorporate data from children; 

rather, .most studies utilize parents' or parents' and 

teachers' data. Much of the research on chronicity in 

children focuses on ~arental management of diseases sudh as 

asthma (Zahr, Connolly, & Page, 1989), arthritis 

(Page-Goertz, 1989; Winkle, 1988), cystic fibrosis (Dibble & 

Saverdra, 1988), or specific issues related to bertain 

treatments such as feeding techniques for the child with 

bronchopulmonary dysplasia (Pridham, Martin, Sandel, & 

Tluczek, 1989). 
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The recent development of home-based technological 

care is having a major impact on families dealing with 

chronic illnesses. One of the earliest innovations in 

high-tech home care was th~ use of apnea and cardiac monitor 

devices for premature infants. Nuttall {1988) conducted a 

retrospective study with 74 mothers of. infants who had 

received home apnea monitoring for one to 17 months. 

Although home monitoring of potentially apn~ic infants is a 

non-invasive safety measure, the families of these infants 

experienced disruptions in the household routine because the 

infants needed constant attention. The burden of care fell 

predominantly to the mothers, who had to be constantly 

vigilant to life-threatening crises that could oqcur at any 

time. The mothers in Nuttall's study experienced social 

isolation due to the lack of competent alternative 

caretakers for the infants and the need to keep the infants 

in an environment conducive to monitoring. Outings of any 

sort were very difficult for these mothers to manage. Other 

family members, including the infants' fathers and 

grandmothers, demonstrated resistance to participating in 

the care of the infant in the mothers' absences. Other 

family needs were deferred due to the infants' surveillance 

needs, as well as the financial drain 6f the cost of home· 

monitoring equipment. The majority of infants requiring 

home apnea monitoring will "outgrow" their apneic episodes, 

so this is a "shorter" chronic illness experience; however, 
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this study vividly reflects the impact of chronicity for 

families. 

The range of home-based high-tech care has expanded to 

incorporate the management of children who are 

ventilator-dependent. This is a new and potentially 

overwhelming task for families to undertake. Research in 

this area focuses on how parents manage caring for the 

ventilator-dependent child (Hazlett, 1989; Scharer & Dixon, 

1989). Families reported that while the experience of 

home-based care was stressful, they also felt it was a much 

be.tter situation for the child than was a long-term stay 1n 

the hospital. Scharer and Dixon (1989) interviewed 10 

·families with a ventilator-dependent child 1n the home, and 

identified that the majority of parental stressors were 

barriers (financial, health care system, home health 

personnel, and other bureaucratic systems) that hindered the 

parents' successful management of their child's needs. 

Resources existed in the form of social support networks, 

agency support, and professional resources that·provided 

specific information or services related to.the daily 

management of these children (Hazlett, 1989; Scharer & 

Dixon, 1989). Parents had to actively work to incorporate 

some aspects of normal parenting behaviors into their 

interactions and routines.established with their ill child. 

In Hazlett's (1989) study of 15 ventilator-dependent 

children, the benefits of home care were identified as cost 
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effectiveness and the ability to incorporate the child into 

the family system. 

The management of home-based technological care as 

outlined in the above studies represents the pinnacle of 

complexity for families with a chronically ill child. For 

the majority of families, chronicity care is not this 

intensive, but it remains an issue in their daily lives. 

Illness management is the primary focus of most chronicity 

research. 

A nursing research group in Chicago formed the Network 

for Family Research to focus on how families managed chronic 

illnesses in one of their members. The goal of this group 

is "to understand the process of managing illness rather 

than measuring or predicting outcome orimpact of an illness 

on family life'' {Deatrick & Knafl, 1990a, p. 2). Consistent 

with this focus, the group has collaborated on several 

qualitative research projects and created.a Family 

Management style. {FMS). model, which identifies the major 

components of families' management of chronic illnesses. 

This model is being used by the group to explore family 

management behaviors in various subject groups (Deatrick & 

Knafl; 1990b; Gallo, 1990; Knafl & Deatrick, 1990). This is 

clearly valuable research in that it explores the daily 

management of chronic illness within the family context. 

The Family Management Style (FMS) model has t~ree 

components: (a) The definition of the situation by all 
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family members, (b) the sociocultural context, and (c) each 

family member's management behaviors. In one test of the 

model, Deatrick and Knafl (19~0b) interviewed a family with 

an 8-year-old·insulin-dependent diabetic child. The 

intensive interviews focused on the management behaviors of 

this f~mily. Although the parents and child were 

interviewed, only the parents were found to implement the 

management behaviors in this situation. These behaviors 

included (a) tes~ing blood sugar levels at night, (b) giving 

positive feedback to the spouse, (c) changing healt~ care 

providers, (d) informing family and friends about the 

disease, (e) .changing schools, (f) planning meals away from 

home, and (g) going out as a couple. While the FMS model is 

focused on disease management, it is clear from these 

findings that the family may report more than disease 

management issues. One curious aspect of this study is the 

lack of reported data from the child's perspective. There 

was no directly quoted or paraphrased information attributed 

to the child, although the parents were extensively quoted. 

This may account for the interpretation that all disease 

management was performed by the parents. One is left to 

wonder what role the child plays, especially during school 

hours when the parents are not present. 

Gallo (1990) tested the FMS model in another case 

study of a five~member family that had an il~year-old child 

with juvenile diabetes. Four family members were 
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interviewed (those aged 7 years or older) and all aspects of 

the model were explored with them. The parents articulated 

their definitions of the illness, the impact on the family 

situation, and their management behaviors. The two children 

related the meaning the illness had for them and shared 

their contributions to the overall illness management. 

While it was clear that the parents were the primary 

managers, this study uncovered the contributions of the two 

children to illness management. Even the 7-year-old sibling 

made a contribution to keeping the older brother well by 

reminding him about forbidden foods and protecting him from 

the taunts of neighborhood peers. ·Although the FMS model 

foduses on disease management, by incorporating all family 

members' perspe<?tives the model reveals a richer, clearer 

picture of family dynamics in illness management. 

Knaf~ and Deatrick (1990) discussed two global 

parenting strategie~ adopted by families when dealing with a 

chronic illness. These strategies are normalization and 

dissociation. In normalization the family functions to· 

maximize tbe_ healthy aspects of the individual and the 

family unit, while minimizing the illness impact. In 

dissociation the family identifies the ill person as 

"abnormal" and seeks to protect the ill member from all 

contact or reminders of other "normal" persons ·by 

withdrawing from social activities and creating a private 

world shaped by hopes and fantasies. 
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There have been a few studies that focused on parental 

and sibling concerns other than illness management issues. 

Hodges and Parker (1987) interviewed 14 parents of children 

who had Type I diabetes mellitus to determine their concerns 

in relation to their child's disease. The taped interviews 

were content analyzed for frequency and type of concerns 

expressed by the parents. The four areas of concern were 

(a) managing the illness, (b) coping with restraints imposed 

by the illness other than illness management, (c) dealing 

with school problems, and (d) working wit~ the health care 

team. The psychological impact of coping with the child's 

disease ranged fro~ fear, anxiety, and guilt, to anger at 

the child, a sense of isolation, and overprotectiveness. 

Rawlins and Horner {1988) surveyed 159 parents of 

chronically ill ,children to determine the effectiveness of.

support groups in meeting parent-identified needs. Only 40% 

of the parents surveyed participated in a support group, 

with 92% of these indicating that the·group was very helpful 

to them. The significant differences between parents who 

participated in support groups and parents who did not 

participate included income, family composition, and type of 

information needed~ The parents who were not involved in 

support groups had lower incomes (the mean was $5,000 less 

than support group parents) and were comprised of more 

single-parent families (33% as compared to 8%)~ Non-group 

participants indicated a need for information in the areas 
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of both illness/therapy management and well child care, 

while the support group parents wanted infQrmation on 

resources related to emergency babysitting services and sex 

education for their child. It may be surmised that the 

non-support group parents had fewer resources in time, 

money, and energy to participate. in·support groups, yet they 

were the parents who co~ld definitely benefit from such 

social support. 

Walker (1988) investigated stress and coping in 

siblings of'childhood cancer patients. Data collection 

·incorporated both the parents' views of the siblings' stress 

and coping responses, as well as the siblings' reports of 

c6ping strat~gies. The types of coping strategies utilized 

by the siblings were classified into cognitive and 

behavioral categories and included intrapsychic, . 

interpersonal, intellectual, self-focusing, distracting, and 

excluding type responses. However, the important finding in 

this study was the 44% disagreement between what the parents 

identified as sibling coping strategies and what the 

siblings revealed. In many studies of family functioning, 

only data from the parents are collected and utilized. 

Walker's study reveals the error of this narrow perspective. 

Other studies have focused on the psychosqcial impact 

of disease on the ill child (Moore, Glasser, & Ablin, 1988)c 

In a study with 35 school~aged (grades 3 to 12) long-term 

survivors of cancer, the perceptions of the parents, 
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teachers, and children were explored in relation to the 

impact of the disease and treatment on the children's lives. 

Parents perceived their children to have fewer social and 

emotional-problems than were perceived by the teacherse 

Teachers identified both social delays and cognitive 

deficits among the children. The cognitive deficits were 

significantly greater among those children who had received 

central nervous system prophylaxis for leukemia. 

Fu~thermore, 47% of t~e children who had leukemia supported 

their teachers' results by confirming the difficulties they 

experienced in understanding and completing their school 

work. Most of the children {97%) reported getting along 

well with family and friends. The children described 

feeling "different" from their peers in that they had 

"missed out" on. some of their childhood, and in some ways 

they felt more m~ture than their friends. An unexpected 

finding in the study was that among the 24 children who were 

less than 60 months of age at the time of initial diagnosis, 

18 did not know the name of their disease, nor the reasons 

for treatment and periodic evaluation at the time this ~tudy 

was conducted. 

Hinds .and Martin {1988)· conducted a qualitative study 

using grounded theory methodology with adolescent cancer 

patients to explore how the adolescents were able to achieve 

hopefulness. The adolescents were in various stages of the 

illness trajectory: induction, maintenance, remission, or 
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relapse. A variety of cognitive strategies were used by the 

adolescents to alleviate their sense of discomfort in the 

face of the threat of cancer. Hbpefulness w~s achieved in 

the third stage of the self-sustaining process. A fourth 

stage, unanticipated by the researchers, was uncovered in 

the data analysis and verified with a subsample of the 

adolescents. The fourth stage of personal competence w~s 

necessary in order to perceive oneself to be self-sustaining 
·,' 

throughout the experiences of cancer. Personal compete~ce 
J . 

was defined as "the extent to which the adolescents 

perceived themselves to be resilient, resourceful, and 

adaptable in the face of serious health threats" (Hinds & 

Martin, 1988, p.359); The adolescents in stage four were 

committed to the ~treatment p~ogram, they demonstrated 

adaptation of responses to various symptom experiences, and 

they perceived themselves qS being able to take care of 

problems that.arose. 

The child's own management of illness care has been 

the focus of several studies. Self-care behaviors and 

beliefs about health are seen to be important components of 

healthy development in children who must learn to manage a 

chronic illness. Rew {1987) studied 72 children, ages 7 to 

11, who had attended an 8-day camp for asthmatic children. 

Their parents completed precamp and postcamp questionnaires 

on the children's self-care behaviors. The parents also 

completed a health locus of control tool with the precamp 
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packet. At the end of camp, the children completed a 

child's health locus of control tool. Findings of the study 

indicated that the children's self-care behaviors were 

increased after the camp(~= -3.26; R<0.002). The 

children's self-care behaviors were influenced by their-age 

(older child), gender (females), and parental health locus 

of control (B2 = 0. 270; R<O. 001) . Those children whose 

parents indicated greater internal locus of control 

exhibited more self-care behaviors than did children whose 

parents indicated·an external locus of control. The child's 

own locus of control rating did not contribute to the 

significant findings. It can be surmised that the parents' 

perspectives of the illness experience have a far ~reater 

impact on school-aged children's behaviors than the 

children's own beliefs about illness and self-care. 

Kieckhefer (1987) tested a self-perception of health 

model to determine children's health promotion and illness 

management behaviors. Interviews with parent~ and asthmatic 

children, ages 9 to 11 years, were conducted in the homes of 

71 families. Health promotion was measured with a 36-item 

"How often do you?" questionnaire, and illness management 

behavior was measured with an 18-item "asthma inventory" 

questionnaire. Both tools had been developed for use by 

children in this age group. The children's perception of 

health did not contribute to health promotion or illness 

management behaviors. However, the children's age and the 
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parents' perceptions of the children's usual health 

contributed significantly to illness management behaviors (B 

= -0.34, df = 5, R<0.005), but did ~ot contribute 

significantly. to health promotion behaviors (B = Oe26, df = 

5, R>0.05). 

Holaday and Turner-Henson (1987) studied 30 

chronically ill c~ildren'~ use of time. Usage of time would 

indicate what activities were valued by the children and 

their families. Predominantly, the study focused on leisure 

time use and activities. Those children who were more 

severely ill used passive activities (television viewing, 

playing board games). The children who were mild to 

moderately. ill engaged in more physica~ activities, 

including a variety of sports, and their world of engagement 

included the outside areas in their neighborhoods (lots, 

parks, recreation centers). Parents participated·in 

different leisure. pursuits with their children depending on 

their economic resources and the illness severity. The 

interesting aspect of this study is the focus on the 

non-disease aspect of the family system. 

In summary, the majority of the research studieS' on 

chronicity in childhood have focused on parental disease 

management issues, and their findings reveal more about the 

impact of parental attitudes and decision-making C?n the ill 

child's health than about the child's influence on health 

and illness~ Very few studies explored the impact of 
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disease on the healthy functioning of the ill child, the 

siblings, or other family members. The focus on parental 

data as the sole source of information omitted a vital piece 

of,the picture-- the child's own view of the illness 

experience. 

Family Theory 

The phrase "family theory" is a misnomer. There is 

not a singular theory about families; rather, there are 

several frameworks for conceptualizing families that guide 

the assessments, interactions, and interventions of nurses. 

In this section, an overview of family theory will be 

pr9vided and a working definition of family will be 

synthesized from these different perspectives. There are 

tpree basic family theory frameworks currently recognized in 

the literature: the structural-functional-framework, the 

interactional framework, and the developmental framework. 

Structural-functional Framework 

In the structural-functional framework the family·is 

considered a complex, dynamic system that serves to 

socialize new members for society. As a system, the family 

d~monstrates certain characteristics such as wholeness, 
\ 

nonsummativity, and equifinality (Miller, 1980). The 

wholeness of.families is reflected in the relationships and 

interdependence demonstrated in families where~y the needs 

of members are considered individually as well as within the 

framework of the entire family's needs. Family members 
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cannot be studied separa~ely and then have their various 

perspectives compiled to make a "family story;" their 

perspectives are nonsummative. There is a mutuality of 

responsiveness to the behaviors, choices, or perspectives of 

each family member that affects the other members in any 

given situa~ion. This increasing complexity of ongoing 

member interaction, whereby goals can be achieved by varied 

routes, reflects the equifinality of family dynamics. 

The primary focus in this model is on the functions of 

individual members to maintain the family unit, as well as 

the functions of the family system within society as a whole 

(Dimond & Jones, 1983). As a structure, the family is 

organized into patterns of relationships (Miller, 1980). 

There are multiple subsystems within each family made up of 

the various dyads, triads, and cohort groupings that exist 

in families. .For instance, there are the couple dyad and 

the parent-child dyad in which a parent can.be part of two 

different subsystems within the family. The multiple, 

overlapping subsystems promote communication among family 

members so that the family can work together or function as 

a whole to achieve family goals (Miller, 1980). 

Whenever a crisis occurs in a family, the entire 

system can be threatened. Crisis can disrupt the role 

functioning of individual members or the relationship of the 

family system to the greater social systems (Holaday, 198.4). 

The presence of chronic illness in a family is a crisi~ 



experience that must be managed by the family.· As the 

family· assigns meaning to the illness experience, the 

functioning of the family unit changes in an.effort to 

incorporate the needs of the ill member. 

Interactional Framework 
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Symbolic interaction and role theory are th~ basis for 

the interactional framework. The family is viewed as a 

unity of interacting personalities, each one of which is 

assigned/ specific roles to enact within the family (Dimond & 

Jones, 1983). The purpose of the family is to provide a 

safe place for the members to grow, develop, strive, and 

achieve (Thomas, .1987b}. Norms for role behavior are 

defined by the family and the individual to enable the 

family to meet individual and family needs and goals. 

The process of symbolic interaction accounts for the 

multiple perspectives of individuals in any interaction 

(Charon, 1989}. The individual is not viewed as simply 

responding to a stimulus in an encounter with. others, rather 

the ipdivi4ual takes the other's perspective into account 

(role-taking) when framing a response (Hurley-Wilson, 1988). 

The interpretation of role enactment incorporates the 

meaning of the interactions for the individuals involved 

(Conway, 1988). Within the interactional framework, the 

family i~ analyzed on a member basis to determine role 

enactment, the interpretation of other's behaviors, and the 

meaning of the interactions for the family as a whole·. 
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. The family is viewed as a set of interacting 

personalities, with role expectations and role enactments 

that change over time, in the developmental framework 
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(Dimond & Jones, 1983). There are identified developmental 

needs and associated tasks that change with t~e increasing 

growth and development of the family members~ Family 

development must account for the individual members' growth 

and devel?pmental changes as well as the transformations 

that take place within the family system over time (Casey, 

1989). The family·should provide a safe haven for 

individual members so that they not only grow and survive, 

but thrive as well. 

The parenting sty.les of normalization and dissociation 

fit within the developmental framework. Normal development 

is associated with children who actively engage others and 

situations as an element of accomplishing developmental 

tasks (Whitt, 1984). This is consistent with the 

normal~zing approach to parenting in that the child's 

expected 11 normal 11 development is supported and encouraged 

within the confines of illness and disability. Passive 

responses.· by the child to situations or others, so that 

devel·opmental tasks are not mastered, contribute to the 

dissociative patterning of families (Whitt, 1984). 

The family is the child's most important social 

context within which the experiences of illness and health 
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with children's chronic illnesses, then the family 

developmental tasks become more arduous to ·accomplish. 

Family Defined 

44 

For this study the family was viewed as an 

interacting, interpersonal.dynamic system that is undergoing 

an unending process of development. The family functions to 

meet the needs of the individual members and the family as a 

whole. Family membership can be defined by affilial or 

consanguinal ties, but the ultimate definition rests with 

the family itself.in determining the roles and ~embership. 

For example, the compadrazgo role (Dugan, 1984) is an 

affilial tie that has the emotive depth equal to, and in 

some cases greater than, that of parent or sibling, but 

compadrazgo is clearly an important role that supports the 

overall family functioning. 



Chapter 3 

Methodology 

The focus of this research study was to explore family 

caring in families that had a school-aged child with chronic 

asthma. The methodology for this study incorporated 

sampling techniques, data collection methods, and data 

analyses that facilitated the discovery of substantive 

.theory. Qua~itative methods promote the discovery of 

emergent properties. occurring in natural systems in order to 

arrive at a greater understanding_ of the system as a whole, 

with an· appreciation of each member element (Polkinghorne, 

1983). Included in this discussion of the methodology is an 

overview of the ground~d theory methodology-as well as 

issues surrounding the protection of 'human subjects when the 

study involves child participants. 

Grounded Theory 

Grounded theory method was used in this study to guide 

data collection and analysis. Symbolic ipteractionism· is 

the foundation for grounded theory (Hutchinson, 1986)., 

Symbolic interactionism emerged from the w~itings of George 

Herbert ·Mead. Mead (1938) wrote that perception of eve.nts 

triggered a variety of responses that were based on the 

individual's experiential background, knowledge, the context 
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in which the event took place, and the affective response to 

the event. 

The basis of symbolic interactionism is the contextual 

meanings assigned to the behaviors of others.(Chen~tz & 

Swanson, 1986). All social interactions are symbolic, in 

that the participants in events assign meanings to others' 

actions and enact responses on the basis of the assigned 
.. 

meanings (Conway, 1988). The perceiver not only observes 

the other's behavior$ or responses, but attempts to 

imaginatively take on (role-taking) the other's role in 

order to understand and interpret the other's behaviors 

{Charon, 1989). Meanings are assigned to the other's 

behaviors based on this role-taking activity and the 

individual enacts a response based on the assigned meanings 

(Charon, 1989). Flowing from symbolic interactionism, 
. /,.,.-~ . . . 

grounded theory focuses on the --l.i'lteractl.ons of humans l.n 

complex social settings and provides a way to discover 

meaning or new perspectives of social processes. 

Grounded theory is used to uncover theory that emerges 

from the collected data (Glaser & Strauss, ~967). There 

were clear linkages between the raw data and the theoretical 

constructs and processes that emerged, hence the term 

"grounded" theory. The discovery of theory involved a 

process of research. Data were-analyzed, inductive &nd 

deductive hypotheses generated, then further qata collection 

occurred to verify, refute·, or modify the emerging. 
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theoretical constructs and linkages. This rigorous process 

continued until a well grounded theory emerged. 

Sampling 

The study sample consisted of 12 families with an 

asthmatic child between 6 and 18 years ·of age. Participant 

families were nominated by health ca~e providers and one of 

the participants. 

For this study, a family was a system of individuals 

who shared consanguinal or affilial ties. In many families, 

primary child care activities of the parents were 

supplemented by older aunts or grandmothers on a regular 

basis, and as such they served as secoridary care givers. 

Participants in this study included the fami~y members of 

the selected households who were willing to be a part of the. 

study and their identified secondary care givers. 

Participant families were identified through a variety 

of avenues. Physicians who provided medical care to 

families were contacted and 9iven a brief overview of the 

study and description of the intended sample. Other health 

care providers were contacted as resources for identifying 

potential participant fa~ilies. Contacts with physicians, 

nurses, and families in hospital and clinic settings 

resulted in the identification of potential participant 

families. 

one cooperating physician who worked in a large urban 

city had his office staff contact five families and obtain 
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permission to release their names and telephone numbers to 

the researcher. These families were given a brief 

description of the study by the office staff.before agreeing 

to have their names and telephone numbers released. Only 

two of the five families had children between 7 and 12 years 

of age. 

A second physician in a smaller rural town sent 

explanatory letters to four families who had school-aged 

children with asthma. These letters provided a·brief 

overview of the study, the purpose of the study, an 

introduction to the researcher, and requested that the 

family contact the office staff if they were willing to have 

their names and telephone numbers given to the researcher. 

None of these potential families responded to the mailed 

request. 

The age criterion was extended from 6 to 13 years. 

Four of the five families nominated by the first physician 

above met the new age criterion. All five of these families 

were interviewed, including the one family with two 

asthm~tic adolescents 15 and 1~ years old. It was assumed· 

that since this "older" family was beyond the study age 

group, that they would be a~le to provide a good overview of 

family experiences with asthma. Such was indeed the case, 

and this family's input helped to shape questions specific 

to what would eventually be determined to be the third phase 

of .catching the Asthma. 
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Three families who were known to the researcher were 

invited to participate in the study and agreed to do so. 

Five other potential families were identified by health care 

work~rs or nominated by study participants. Four of this 

second group of five nominated families agreed_to 

participate in the study. 

The 12 families included in this study had 15 

asthmatic children ranging in age from 6 to 18 years, and 8 

healthy children ranging in age from 3 to 9 yearsG The 

sample consisted of the typical range of American family 

structures. There were three single parent families, one 

extended family, and eight nuclear families. The number of 

children in each family varied with three families·having 

one child, seven families having two-· children, and two 

families having three children. Of the nine families· with 

more than one child, three families had two children with 

asthma while the other six families had a healthy second or 

third child. 

Consent/Assent Procedures 

The proposed study was submitted to the Human 

Assurance Committee of the Medical. College of Georgia for 

review and approval. The proposal was reviewed by the_full 

committee in January, 1991. After incorporating reco~ended 

changes in the consent forms, full approval was granted on 

March 14, 1991 {Appendix A). 
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The potential participants were approached by the 

researcher and given an overview of the study. All 

participants 18 years old and older were given the informed 

consent form to read and sign (Appendix B). Any questions 

they had concerning the study were answered by the 

researcher. The questions asked were related to how the 

information would be used. 

The parents or legal guardians of all persons under 

the age of 18 years were asked to read and sign a family 

consent form for the child participants.· Questions 

concerning the children's participation were answered. The 

family consent form was desi9ried to indicate 

parental/guardian consent for the participation in the study 

by the child family members. It was anticipated that a 

parent/guardian might choose to withhold consent for a 

specific child while confirming that the other children did 

have permission to participate. In anticipation of this 

situation, the family consent form had an area for listing 

the names of the children for whom consent was given 

(Appendix C). Only one parent did not choose to grant 

consent for a child to participate, explaining that. the 

child was too young (6 years old) to provide meaningful 

information. 

After the family consent form was signed, the children 

were asked to pa~ticipate in the study. The children were 

given verbal explanations and asked to read and sign the 
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assent form'to indicate their agreement to.participatee 

Understanding of the research process, when developmentally 

appropriate exp~anati~ns are given, has been established in 

children as young as 7 years of age (Lynn, 1986). The 

assent form was written in simple language to facilitate the 

children's understanding. All child participants w~o were 

between 5 and 12 years of age were asked to sign an_assent 

form to indicate their willingness to participate in the 

study (Appendix D).' 

The age at which legal consent is needed by minors has 

not been clearly established, however, consent by 

adolescents is a delicate matter. The adolescent is 

developing a self-concept that includes the perception of 

being "nearly" adult. Mahon and Yarcheski (1988) indicated 

that adolescents can provide their·own consent for research 

in most instances. In order to solve this di~emma, the form 

for persons aged 12 and older was the regular ~onsent form, 

since their parent or legal guardian had already indicated 

their consent for child participation on the family consent 

form. 

In all cases, the legal guardians' consent was 

required for all the minor participants. However, minors 

were not included in the study if they did not also indicate 

their assent/consent. All of the consent and assent forms 

were kept in a f~le separate from the raw data transcripts& 
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Participant families were given copies of the consent forms· 

to keep for their own information. 

Data Collection 

Participants were identified throughout t~e study. 

Two families were identified after the second-round 

interviews were conducted and were asked to participate in 

the third-round of data collection. Data were colle·cted 

through semi-structured interviews, discussions, and some 

observations of families' interactions. The first-round of 

10 family interviews was conducted in a quiet area of the 

participants' homes. All interviews were audiotape-recorded 

with the participants' permission. The option of·having 

private {individual) interviews was discussed, but all of 

the families chose to engage in·group interviews for the 

first~round. The adult family members who were interviewed 

in the first-round were four couples, seven individual 

parents {one couple was interviewed separately because of 

work and children's le~sure schedules), and one great a~nt. 

Some of the children chose to stay with their parents during 

the interview {n = 8), while-others chose to play in another 

room {n = 9) until their parents had finished talking with 

the researcher. The parents remained present·while the 

children were being asked q~estions about asthma, school, 

activities, and chores. 

Several of the children interrupted their parents to 

share their observations of the item being discussed. The 



parents eith~r acknowl~dged the children's views or asked 

questions of the children to clarify their intended 

meanings. 
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One parent-child dyad actually disagreed as to facts 

being discussed (i.e., how C?ld he was during a serious 

episode when he was hospitalized and placed on a. respirator; 

how often he was supposed to take his routine medications). 

Each gave their explanation as to why the other's view was 

incorrect; however, even in this instance, both allowed the 

other to be heard and there was a cl~ar discussion between 

them. In fact, they chose to continue disagreeing on the 

item about his age (whether he was 9 or 11 years old), but 

the mother acknowledged that the child was correct about the 

medication schedule. This was a 13-year-old who was 

responsible for taking his own daily medications. 

The children were offered a coloring pad ~nd crayons 

and asked to "dravl something you like to do, 11 while their 

parents were talking with the researcher. Most of the 

younger children (ages 6 to 10) chose to participate in this 

activity. Children's drawings have been used in a number of 

studies to understand their experiences of illness, the 

impact of the illness on th~ir self-concepts, ·or their roles 

in the family (Johnson, 1990; Rollins, 1990). However, this 

was not the purpose of the drawing exercise in this study. 

The drawings were to provide a mechanism for easing the 

child participants into discussions about general topics and 
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then about their asthma, i.e., the drawings were "ice 

breakers." 
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Drawings can provide a window for understanding the 

children's experiences as a story ·or·explanation of the 

drawing is elicited (Rollins, 1990). The children's 

drawings included playground activities such as _playing with 

an older brother on the swings (a healthy·younger sibling), 

an outdoor scene with trees and flowers but no people (this. 

child was discourag~d from going outside during the 

flowering months), the inside of a military tank with 

detailed drawings of control panels (a healthy sibling), 

lots of hearts (a healthy sibling), and dancing at the barre 

(an asthmatic 7-·year-old who was encouraged to be involved 

in routine activities). Discussion of the drawings revealed 

some of the children's insights into their favorite 

activities and led to an exploration of what this meant when 

one had asthma. While the 6- and 7-year-olds (n = 3) could 

talk about their favorite activities, th~y had some 

difficulty talking about asthma experiences. These younger 

children displayed anxiety behaviors like giggling, 

answering "I don't.know," or shrugging. The children who 

were 8-years-old and_older were able to share their insights 

into their experiences of illness and wellness. 

The second-round of interview sessions was carried out 

with seven family groups, couples, and individuals in their 

home settings. The families with.the youngest children 
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continued to participate as a family unit in the discussion, 

but the parents encouraged the children to answer questions 

and allowed the children to express themselves without 

interrupting them. Three of the older children participated 

in individual interviews without their parents being present 

in the room. The family with the oldest children (the 15-

and 18-year-olds) was not included in this round since one 

focus was to increase the depth of information pertaining to 

the p~ase 1 experiences. An interview time could not be set 

up with two other families due to family schedule 

difficulties in one case and the lack of a contact telephone 

number in the second case. 

A total" of 12 families were included in the third

round session. An alternate telephone· number was obtained 

for the·one family ~hat could not be contacted at the time 

of the second-round of interviews. Tbe third-round of 

interview/discussion sessions was designed specifically to 

validate the substantive theory. Families were contacted by 

telephone to set up the final interview session and to 

confirm mailing addresses. The summary of the data 

analysis, written in a sentence-type outline form, was sent 

to every family approximately one to two weeks before the 

final interview so that the families would be able to 

reflect on the researcher's interpretations_and share their 

perceptions. 



Throughout the interview process, the researcher's 

observations or field notes were recorded on an audiotape 

shortly after the interviews and theoretical memos were 

written in a journal. The interview and field note tapes 
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were transcribed by a transcript~~nist hired for this task. 

There.was a o~e-week turn-around time between interviews arid 

completed transcripti~ns. The ~ranscriptions were read 

while listening to the audiotapes to ensure accuracy of 

transcriptions and to make theoretical notes related to 

family interactions, questions for future interviews, and 

data interpretation~ The audiotapes were identified by 

pseudonyms selected by the-researcher for -each family. The 

audiotapes were secured in a locked fire-proof file for 

future reference and safe keeping . 
.. . 

The following sample of questions. guided the 

interviews: 

1. How do family members care about each other? 

2. What does caring mean to the individual 

participant? 

3. How does asthma affect the family on a daily 

basis? 

4. How does chronicity affect their caring? 

A semi~structured interview guide was developed to elicit 

data related to these questions (Appendix E). 

The semi~structured interview guide was adapted 

throughout the interviewing process to include the 



preliminary hypotheses or linkages among the data that the 

researcher generated in respons·e to ongoing data analysis 

(Corbin, 1986). For exampl~ 1.,, problems related to school 

were clearly expressed by the first family interviewed, so 

that a question about "how do you deal with school?" was 

included in all supsequent interviews based on the 

researcher's hypothesis that school would be a major 

contextual influence for all of these families. 
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The semi-structured in~erview guide was adapted in 

other ways as well. By the third first-round interview it 

was clear that establishing background information would 

ease the interview process, so the opening question became, 

"Tell me how this (the asthma) all began for you." The 

families_proceeded to tell their stories in their own words~ 

In this-manner, many of the topics in the semi-structured 

interview guide em~rged unsolicited as families shared their 

stories. The interview guide was used to ensure that all 

pertinent questions had been covered. 

Data Analysis 

Grounded theory methodology is based on the assumption 

that social groups experience basic social psychological 

problems even though they may not be consciously aware of 

these problems {Glaser & Strauss, 1967). The process of 

data collec~ion and data analysis used in grounded theory is 

structured to uncover the processes that·social groups use 

for dealing with their problems (Chenitz & Swanson, 1986)G 
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overview of the entire interview, thereby moving the 

researcher tore-immersion in the experience (Glaser, 1978)o 

The transcripts were corrected by the researcher while 
.0~ . . 

listening to the actual audiotapes of the interviews. The 

transcript was in a wordprocessing-file format for ease in 

making the corrections and in subsequent data management. 

The corrected files were converted to the Ethnograph formate 

Ethnograph produces a text with a wide right margin and 

numbers each line of data. Using the Ethnograph-produced 
.. ~ l:f~ ,;1:~ 

document, the researcher proceeded with open coding. 

Data were analyzed by reading each paragraph in the 

transcript for the overall meaning, then each sentence was 

read for the·ideas, events, or incidences it contained. 

Conceptual labels or substantiye codes to represent these 

phenomena WE?re created by the researcher... Substantive or 

level I codes describe the actual behaviors or perceptions 

of the participants, using brief descriptive terms or the 

participants' own words as appropriate (Hutchinson, 1986). 

In the following excerpt, Mrs. Baker {all names are 

pseudonyms) indicated that responsibility for caring was in 

her so~ John's hands: 

"I was giving him his medicine during all the constant 

monitoring, now it's pretty much in his hands. I can 

leave him with that control." 

This was coded initially as giving contro~ to child. Some 

other.substantive codes in this study were "just not knowing 
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what to do," "watching him struggle just to breathe," 

"asking about the problem," "giving meds," "the child 

knows," "it's serious," and.~.,--'!,.vrearing .out,." to name a few: 

After the researcher identified substantive codes in 

the text, th~ codes were "keypunched" into the Ethnograph_ 

file containing the designated data record. After all codes 

were entered for each record, the codes were retrieved 

across records, and a printed copy of the data lines 

pertaining to the selected codes for each reco·rd was 
. .'_ ·!,~ ./ 

obtained. For example, all of the data lines relating to 

being on alert were printed for the Adams·family, then the 

Baker family, then the Carew family, and so on. Then the 

next code was printed for each family. ·This, in essence, is 

the data management function of the Ethnograph program. 

Constant comparison of codes between family members, 

within families, and across families was an.ongoing process 

throughout data collection and data analysis. During the 

first-round interviews, all family members were .present at 

some time during ·the interviews. For half of the 

interviews, the children played in another room while the 

parents talked with the researcher; later, the children came 

into the room to participate. For the other interviews, the 

children were prese~t throughout the entire interview and 

occasionally interjected their co~ents or views. The 

children's codes were compared to parents' codes to identify 

similarities and differences in viewpoints. Not 



surprisingly, the differences between parents' and 

children's information related to the perception of the 

context and consequences of "expeJ;iences or behaviors. For 
·-,·, 

example, when 10-year-old Robert Gross was asked to recall 
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the first time he remembered being sick with asthma, he 

related the following incident that occurred when he was 5~-

years-old: 

RG: "I was playing outside and we were visiting a 

friend that lived on a farm and·it was the 

summertime." 

Res: "What makes that time stand out in your mind?" 

RG: "I don't know." 

Res: "What happened when you stat;"ted feeling sick?" 

RG: "I didn't throw up and I wanted to stay outside. 11 

Res: 11 0kay, and when did they (indicated parents} 

finally notice that you were having problems?" 

RG: "When we were fixing to leave." 

Res: "So what did they do.then?" 

RG: "Since they lived in the country they don't use 

their water so they decided .• they gave me some 

orange juice." 

Res: "Okay, and what else?" 

RG: "I can just remember Nanna back in the car." 

Mrs. Gross: . "You le-ft out the cough syrup. They do 

use water out there, Robert." 
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From this example it is clear that Robert's perceptions of a 

very early event were influenced by his developmental age at 

the time of the event, as well· as by his interpretation of 

his sensate experiences. He continued playing because he 

had not experience~ any symptom severe enough to cause him 

to stop (i.e., no vomiting). Prior experiences of illness 

had been accomp~nied·by vomiting, so his interpretation was 

that this illness was "not too bad." 
. . 

Mrs. Gross had related.this same incident earlier in 

the interview while her children were doing.homework in 

their room. This was a significant event in that it was the 

pivotal experience that caused this family.-to seek a· 

specialist's services. Robert had not bee~ receiving any 

asthma treatments before-this time. 

As is evident in the interview with Robert and his 

mother, although perceptions of events differed somewhat 

between parents and their children, they agreed as to the 

substance of the events. Through constant comparison of the 

children's .data with their parents' data, validation of 

substantive data within the family interviews was achieved. 

The data was further refined by incorporating the 

field notes of researcher observations. For example, 'the 

presence of the parents during the first-round interviews 

could be considered a limitation for gathering· data from the 

children; however, the parents acted to support their 

children's efforts in sharing their experiences~ For 



' .~. "'· 

63 

example, in.several cases when the child indicated, "I don't 

know" as an initial response to the researcher's questions, 

a parent would prompt: "What .-_about when 'x' occurred?" The 

child then proceeded to relate 'x' event and was able to 

answer questions pertaining to perceptions'of that event. 

By·being present during the f~rst interview, several 

parents discovered new information about their children. 

For example, the Henry family had.two girls with asthma. 

The eldest, Melinda, was vie~~? by the parents as being very 

responsible and capable of caring for herself in most 

instances. The Henrys related that the younges~ daughter, 

·Melissa, never told them when she was ·experiencing asthma 

and that she had difficulty in coughing effectively: 

"Melissa doesn't know how to be sick or to help herself get 

well." ·When the two girls were invited to join the 

interview, each was· asked to relate their perceptions of 

their asthma experiences. Melinda could clearly articulate 

the sensations and her warning signs of impending asthma, as 

we~l as explain what p~eventive or corrective measures she 

implemented during these episodes. When this same question 

was addressed to Melissa, her response was, "I don't have 

asthma." Needless to say, the Henrys were·very ~urprised by 

Melissa's knowledge lack and responded, "Well, that explains 

why she doesn't tell us when she's having asthma." The 

family interviews yielded many such fortuitous findings. 
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After comparing family members' codes for validation 

between family members, the codes were then compared within 

the entire family text. Tht;ppgh constant comparison of 

each substantive code with the other, more abstract 

categories, or level II codes, emerged. The level II 

categories incorporate several closely related, or 

theoretically similar, substantive codes that reflect the 

same concept (Strauss, 1987). Level II categories in this 

study included ·"unending illn_ess," "searching for answers, 11 
-:,::···: 

"learning the ropes," ·"buffering," and "sharing 

responsibilities." 

The level II codes were aga.in compared, each to the 

other, to determine further theoretical linkages between the 

categories to ultimately identify the core variable in the 

data. There are common patterns in·the experiences of 

family caring for asthmatic children. The core variable or 

common overriding experience. for these famil~es was Catching 

the Asthma Before it Gets Out of Hand. The core variables, 

categories, and substantive codes will be discussed in 

detail in Chapter 4. 

Axial Coding 

Axia~ coding was the next step in the coding process. 

Axial coding uses a struct1:1red format for "quef?tioning" the 

data in an orderly manner and generating theoretical memos 

of the "answers" derived (Strauss & Corbin, 19·90). Axial 

coding is used to clarify the basic social psychological 
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problem experienced by the families and to discover.the 

process whereby they deal with their problems. Glaser 

(1978) discussed 18 coding fa.lil,ilies that could 'be used to 

guide the analyst's questioning of the data. These 

theoretical codes .provide the analyst with structure in 

exploring the raw data. The six C's are the best known 

coding family identified by Glaser (1978), and are 

identified by questioning the data related to the causes, 

contexts, contingencies, c9nQ.Jtions, consequences, and 

covariances of the emerging cor~ variable and process. 
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Other coding families include process, degree, dimension, or 

type, to name a few. 

In the most recent literature, Strauss and Corbin 

(1990) use only five "C's" to guide data analysis, because 

covariances·are difficult to uncover in qualitative studies 

of social groups. These "C's" have been rena:med for clarity 

as causal conditions (formerly causes), context, intervening 

conditions (formerly contingencies), consequences, and 

action/interaction or strategies (formerly conditions). 

In the present study, questions were generated that 

related to each of the five "C's" (Figure 1). Searching the 

data for answers to these questions revealed linkages and 

gaps in the data (Glaser, 1978; Hutch~nson, 1986; Strauss & 

Corbin, 1990) . Questions such as, "What i_~ the reason for 

this behavior?" or "What was the influencing factor in thi~ 

situation?" helped to clarify the causal condition of some 
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Context -

I Intervening condition I 
. -~ ,.. ·.: ... 

I causal Condition Consequence 

..... 

I Strategy J 
Figure 1. Model of axial coding. 
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behavior or perception. Causal conditions can be viewed as 

antecedent conditions or precursors to the event or behavior 

(Strauss & Corbin, 1990). For example, the data contained 

dense information after the diagnosis of asthma·had been 

made, but very little detailed information about the 

families' pre-diagnosis experiences. Therefore, interview 

questions were created for the second-round of interviews to 

elicit more information about the causal conditions leading 

to the diagnosis of asthma. --~- _ 

Questions such as, "When does the person feel like 

this?" or "Where are these exacerbations in illness 

experienced most often?" or "Under what circumstances is 

he_althy functioning the predominant experience?" elicited 

information about the impact of context .on the emerging 

process~ Although the context is considered by many 

researchers to be the setting or background factors in a 

given situation (Hinds, Chaves, & Cypess, 1992), in the 

present study the researcher searched for the influence of 

context on the unfolding process of Catching the Asthma. 

Many different types of "trigger" events, stimuli, or 

situations were uncovered by asking these context-related 

questions. 

Consequences were clarified with such questions as, 

"What is the perceived outcome or desired benefit of the 

behavior?" or "What function does this action or perception 

serve within the family?" Consequences are not the result 
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of cause-effect situations; rather, consequences are the 

goals, ideals, or results that influenced the families' 

behaviors in different situa~~ons (Strauss & Corbin, 1990)e 

For example,·after parents learned their children's asthma 

patterns, they would be on alert whenever an early sign or 

triggering .stimulant was noted. Being on alert was an 

outcome of learning the asthma pattern. 

The question, "What must be present in order for the 

behavior or the outcome to occur?" led to discovery of the 

contingencies or intervening conditions under which the 

process occurred. Intervening conditions are those factors 

that must be present in order for the desired goal or 

outcome to be achieved (Strauss & Corbin, 1990). For 

example, to successfully manage an asthma episode, the .:, 

families had to know the appropriate medications·. Coming· to 

know medications was an intervening. condition in the. 

families' relative successes ~n managing asthma episodes at 

home. 

Strate~ies are the qualifiers of the emerging process, 

those elements used to ~anage, handle, or carry out tasks in 

order to change the severity of an experience from time to 

time and family to family (Strauss & Corbi~, 1990). 

Strategies were the easiest categories to identify and to 

confirm with the participants. Questions such as, "How do 

you manage under .these circumstances?" or "How do you deal 
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with that experience?" readily yielded rich descriptions of 

families' strategies. 

Selective Coding 

Selective coding was ·the process whereby the 

categories were integrated so that linkages between the 

categories and tpe core variable or basic social 

psychological process was revealed {Strauss & Corbin, 1990). 

A story line that conceptualized the families' experience 

with asthma in school-aged children was created. By 
.t~· _., 

selectively coding the categories and substantive codes, the 

gaps and linkages within the·story line were revealedo The 

semi-structured interview guide for the second-round of 

interviews· included questions which filled in the gaps in 

the story line. 

Establishing Trustworthiness of Data 

The second-round interviews followed a semi-structured 
~ 

format. Interview questions were created to close the gaps 

discovered in the pre-diagnosis data. Furthermore, the 

field notes yielded pertinent observations which were 

explored in the second-round interviews. Participant 

involvement is an important element of data ana~ysis within 

qualitative methodologies (Lincoln & Guba, 1985)~ 

Clarification of the data collected during the first-round 

interviews was incorporated into the second-round 

interviews. In the first-round interviews, the families .and. 

researcher focused predominantly on how asthma was 
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incorporated into family routines. However, all of the 

families shared that the pre-diagnosis time was most 

70 

difficult for them. Questions based on the family's first-

round data were included in the second-round interview for 

the purpose of determining consistency in the responses 

(Lincoln & Guba, 1985; Corbin, 1986). Probes were used 

during the interviews to gain data-dense responses. 

Seven families were included in the second-round 

interviews.· Three of the older children were interviewed 

privately, whereas the younger children were again 

interviewed with their parents present. During the 

interviews with the younger children, the parents did not 

interrupt or guide the children's responses in any way. 

These interviews ranged from 30 to 90 minutes in length. 

The interviews were transcribed, read by the researcher 

while listening to the audiotapes to verify accuracy of the 

transcription, and converted to the line-numbered document. 

The second-round interviews were coded according to 

the codes and categories discovered during the first-round 

interviews. Codes,and categories were compared first 

between parents and children in each family to determine the 

credibility (or the internal consistency) of the intrafami~y 

data (Lincoln & Guba, 1985). Data were then compared within 

th~ entire family data set (all interviews) to verify 

dependability (reliability over time) of the interviews' 

substance from the first to the second interview (Lincoln & 
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Guba, 1985). Constant comparison of the data was conducted 

in order to confirm the first-round coding cat~.gories, to 

refine the codes, and to identify any new codes previously 

undiscovered. Thereafter, linkages between the categories 

and the co~e variable of Catching the Asthma were discovered 

through "questioning"·the data using the five "C's" as 

described above. 

Validatio-n of the core variable was achieved during 

third-round interviews with ,.~~rticipant families. After 

mailing the full-sentence outline-type interpretation of the 

data to the families, the researcher met wi~h family members 

to determine confirmability, or whether the substantive 

theory "fit" the families' experiences and whether the 

theory had "grab" for the families. "'Grab' means that the 

theory speaks to or is relevant to the social or practice 
. . 

world and to persons in that world" (Chenitz & swanson, 

1986, p .. 13). To further determine the "truth yalidity" or 

transferability of the data (Lincoln & Guba, 198!;)), two 

families identified late in the data collection process 

were included in the third-round .interview process. These 

two families confirmed that the substantive theory of· 

Catching the Asthma reflected their families' experiences of 

coming to know, understand, and manage asthma on a day-to-

day basis. 

In summary, the sampling, data coll~ctio_n, and data 

analysis processes were consistent with grounded theory 
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methodology. The participants' roles in this qualitative 

study were those of experts on the phenomenon under study. 

Consistent with this ·view of ·:f"participant as expert" the 

interviews incorporated questions to validate previous 

findings and extend the data specifically through the 

participants' input. Although data collection and data 

analysis have been presented above as linear and separate, 

they are, in fact, circular, inte~woven, and dynamic 
) 
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processes. The interview guide was modified to address the 

new information revealed during data analysis, thereby 

building the substantive theory of Catching the Asthma 

Before it Gets out of ~and. 



Chapter 4 

Findings 

Through constant comparison of the substantive codes 

the basic social psychological-problem faced by these 

families throughout their children's development was 

identified as the asthma getting out of hand. The families' 

stories revealed common patt~~ns in their experiencesc 

Before the diagnosis of asthma was known, families 

experienced considerable disruption of routines because of 

the repeated and sometimes serious illnesses of their . 

children. Once a diagnosis was made; the families had a 

focus for their energies and were able to come to terms with 

asthma-care. The core variable or basic social 

psychological process that explained the experience of 

family caring for asthmatic children was Catching the Asthma 

Before it Gets Out of Hand. This was a driving force behind 

much of the day-to-day lived experiences for these·families. 

Theoretical coding was used to establish how the 

substantive codes were related to each other (Glaser, 1978). 

Linkages were explicated by using a structured format to 

"question" the data. The questions were the preliminary 

hypotheses which arose during the integrated ·data collection 
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and data analysis processes.· The five "C's" were the 

theoretical codes used in this study to "question" the data. 

The data were subjecteq .. ·;to theoretical coding at two 

levels."_ First the substantive codes were analyzed to 

determine the linkages between them. Strong or clear 

linkages bet:.ween substantive codes led to the discovery of 

categorical codes {Glaser, 1978). Next the categorical 

codes were "questioned" to identify the linkages among the 

level II codes. This structured examination of the 
·) _;}' 

categorical codes led to the discovery of the phases which 

comprise the substantive theory. 

A substantive theory describes and explains the 

process whereby social groups deal with their problems. In 

order for a process to exist it must consist of· at least two. 

stages (Glaser, 1978). At first glance, .. Catching the Asthma 

consisted of two distinct stages or phases. These phases 

occurred before and· after the diagnosis of asthma. However, 

it was through theoretical coding of the categorical codes 

that two after-the-diagnosis phases were uncovered. 

By analyzing the interviews, three phases of this 

experience of Catching the Asthma were revealed. The three 

phases overlap somewhat reflecting the families' growth and 

learning processes which did not occur all at once. The 

three phases of Catching the Asthma w~re (a) groping ill the 

dark, (b) having ,a rope to hold onto, and (c) passing the 

reins along. (See Tables I-III.) 
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Table I 

Categorical 

Codes 

Unending illness 

Searching for answers 

Phase 1: Groping in the Dark 

Substantive 

Codes 

unknowing 

.watching the struggle 

wearing out 

questioning 

trying alternatives 

demanding attention 
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Table II 

Phase 2: Having a Rope to Hold Onto 

!1 . .. -... 

categorical Substantive 

Codes Codes 

Learning the ropes uncovering asthma pattern 

coming to know medications 

inp9rporating changes in lifestyle 
fl 

relying on others 

structuring routines 

Dealing with asthma being on a;lert 

stepping.up treatment 

judging effectiveness 

adapting the plan 

changing the response. 

Buffering interfacing with school system 

teaching family m·embers 

making contact with doctor 

Balancing demands meeting needs 

managing work load 

coming to terms with asthma care 
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Table III 

Phase 3: Passing the Reins Along 

Categorical Substantive 

Codes Codes 

Sharing responsibility helping out 

coaching child 

supervising 
•:.·. 

Supporting growth and promoting self-esteem 

. development limiting the rewards of asthma 

Becoming responsible knowing self 

choosing safely 

caring for self 
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Through the coding procedures and incorporation of the 

measures to e~tablish trustworthiness of the data, 

theoretical saturation o-f tq~,. first two phases of catching 

the Asthma occurred (Strauss & Corbin, 1990). However, due 

to the age range of the children in this study, saturation 

of the third phase known as passing the reins along did not 

occur. Families with younger children were just beginning 

to move into this third phase. 

Groping_ in the Dark 
. ::r~.:~~: 

Groping in the dark was the first pha~e of the asthma 

experience and took place before the diagnosis of asthma had 

been made. Families described harrowing experiences of 

staying awake through the night while watching their 

children struggle to breathe. They returned to their 
... 

physicians time-after-time to be given unsatisfactory 

explanations and to receive more medications which did not 

appear to help their children. As the name .implies, 

families were "trying to feel their way in the dark;" they 

had no knowledge to help them through their children's 

repeated illnesses. 

The two categories that comprised this phase were 

·unending illness and searching for answers. Unending 

illness was the impetus or causa~ condition for searching 

for answers. Families searched for answers and used a 

variety of strategies in an attempt to manage their 

children's illness episodes. 
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Unending Illness 

The common experience for the families was the 

unending illness, in which the children seemed to be sick 
. -~ .. ,. __ , 

"all the time," or had an illness which lasted much longer 

than expected. "When John was·a baby it was very, very 

frequent, like even some seasons a couple times a week, 

maybe twice in one day we would have to go see the doctor" 

(Mrs. Baker). For some families the unending illness 

occurred during specific seasons of the year (fall and 
.~=ti· ·:' ~ 

spring), while for others it went on all year long. "For 3 

years Heather was in the hospital I know every 2 or 3 months 

and stayed a week each time" (Mrs. Ellis). 

As the ··phrase implied the illness seemed never ·to end: 

Parents could not rest, they we~e wearing out with the 

effort to care for their children while. not knowing what was 
J 

happening and not knowing what would work in any s~tuation. 

Unending illness was revealed in the families' stories as 

"just not knowing" or unknowing, watching the struggle, and 

wearing out. 

Unknowing. The experience of unknowing predominated 

the pre-diagnosis phc;tse for these families. Many times the 

information which was provided to parents by health care 

professionals was lacking or incomplete, and several parents 

expressed dissatisfaction with the answers ~hey received 

from physicians in view of their children's continuing. 

illness episodes. "I used to take.Michael to theHealth 
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Center ••• and don't seem like they were helping him any and I 

mean he got in a state and I didn't know what was wrong with 

him. They didn't tell me" (Mrs. Adams). 
·~ :-:- . 

The degree-to which unknowing affected the participant 

families varied greatly. In the few families in which 

unknowing had minimal impact, the children were symptomatic 

only during specific seasons of the year and the parents did 

not view the episodes as unusual. "We just thought this was 

a normal pattern for Michael. I had takenAndrew (younger 
""i}:-· :i'·· 

sibling] to the pediatrician and [the pediatrician] went, 

'Can't you hear? .•• your older child is wheezing. _The 

child cannot breathe. There's something wrong. He has-

asthma.' And I'm going I don't know what you're talking 

about. Scared me to death" (Mrs. Jones)._ 

Many parents did not know how to make sense of the 

experience as they did not have any context for interpreting 

their experiences. The illness episodes had no recognizable 

pattern for the parents and they occurred frequentlye 

"During the first year of Robert's life he was having 

recurring throat infections and we really did not at the 

time know if anything was related to allergies or not but he 

did have, we knew he was kind of sickly as a baby. ·He was 

constantly catching stuff" (Mrs. Gross·) • 

Other families had some context for interpreting their 

experiences based on their past experiences or family 

history, although they were still unknowing about their 
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child. "I could tell from the very beginning when Billy got 

sick he was different from Eddie (older brother). I would 

go to the doctor and I would say, 'There is asthma in my 

side of the family ••• could this be it?' And [the 

pediatrician] would say, 'We don~t diagnose·it for the first 

two years.' This went on for the first two and a half 

years" (Mrs. Carew) • 

Unknowing was an uncomfortable experience for most· of 

these families that permeated the first phase of Catching 

the Asthma. As such, unknowing can be considered a context 

code because it describes the ambience which encompassed the 

families' experiences while they were groping in the dark. 

Watching the struggle. All of the parents could 

describe an experience of staying up with a child through 

the nigllt while watching the child struggle to breathe. For 

a.few parents this occurred only a few times a year, while 

for most of the families this was a frequent experience that 

was not limited to any season of the year. "Her attacks were 

every two weeks and they would last about 16 hours and I 

felt like Kathy would just lay there and not do. anything" 

(Mrs. Derst). 

Seeing their children go through repeated illness 

episodes that seemed to take an inordinate amount of time to 

resolve and watching their difficulty with breathing 

resulted in parents~ feeling helpless and frustrated. 
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Mrs. Baker: "I would notice his breathing· was just his 

chest was just puffing so hard it was just so labored 

and I couldn't unde~stand it." 
• ;~ .• r;._t .. 

Mrs. Ellis: "One night I woke up and Heather woke up 

and she was in this horrible sweat and ~he was trying 

to breathe and I said 'Oh my God, what is going on?' 

I've never seen anything like this." 

Watching the struggle contributed to parents' fears 
:~:y:~; 

for their children's wellbeing. It was a major stimulus for 

parents to increase their efforts in finding solutions to 

their children's difficulties. As such, this substantive 

code was a causal condition for parents' wearing out as well 

as the search for answers. 

Wearing out. There were many times when parents were 

awake and up most of the night attempting to help the 

children during illness episodes. "It was a lot of sleepless 

nights and then at the same time I had Donald (younger 

sibling] •.• I felt like there would be months at a time 

when I never came out of hibernation ••. what with having to 

deal with their·illnesses" (Mrs. Gross). As a consequence 

of the physical and emotional strain associated with the 

parents' sense of helpless~ess and frustration which 

occurred as ~ result of unknowing (context) and wat;:ching the 

struggle to breathe (causal condition), the pa~ents were 

wearing out. 
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The disruption in sleep patterns accompanied by the 

worry over the children's condition contributed to the 

parents wearing out. "As m'tqh as you ~ave your child and 

you don't want them to be discomforted, it gets to the point 

where your attitude is, 'I'm sorry you're sick but I can't 

deal with it.' ••• I was up five and six times a night and by 

the time morning comes you are just already pooped" (Mrs. 

Carew). 

The "questioning" of the substantive codes by using 
:~":~~;; -. 

the framework of the five "C's" revealed the linkages 

between the codes which made up the ~evel II, categorical 

code (Strauss & Corbin 1 1990). The substantive codes of 

unknowing, watching.the struggle, and wearing o~t comprised 

the category of unending i~lness. Unknowing was a 

contextual .code which permeated the entire phase of groping 

in the dark. Watching their children struggle to.breathe 

(causal condition) led parents to feeling worn out 

(consequence). Unending illness is a categorical level 

causal condition for searching for answers. (See Figure 2.) 

The experiences \'Thich comprise unending illness moved the 

parents to engage in the activities related to searching for 

answers. 

Searching for Answers 

In response to the unending illness families engaged 

in a continuum strategy of searching for answers. 

Strategies are those activities designed to manage or 
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Figu.re 2. Phase 1: Groping in the dark, substantive code 

model. 
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respond to a phenomenon in a given context (Strauss & 

Corbin, 1990). Searching for'answers was a continuum 

category in that it reflected_, the parents' increasing 

efforts over time, through the three behaviors of 

questioning, trying alternatives, and demanding attention. 
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Questioning. Parents asked many questions about (a) 

their children's symptoms, (b) the prescribed medications, 

(c) the expected outcomes, and (d) explanations of possible-

causes. ''I had been goinq to the pediatrician's office all 
.;~·:' . '-;i.:· 

summer long and I'd say, 'Why doesn't anything seem to be 

working?' We'd gone through I don't know how many meds and 

she just couldn't throw it off" {Mrs. Ellis). "I 

continually asked the pediatrician every time we went in, 

'You know, there's asthma in my family, is this asthma?'n 

(Mrs. Carew). The families had tried different medications 

to control the children's symptoms, with varying· results. 

When questioning did not yield answers which heiped parents 

resolve the unending illness, the parents then searched for 

answers from other sources. 

Trying alternatives. Families moved along the 

continuum of searching for answers by trying a,variety of· 

strategies for managing their children's ~ecurring illness 

episodes. Parents tried orthodox treatments that had worked 

in previous episodes such as, "I treated it with salt water 

in the nose. I guess at that age Eric would gargle for mee 

I treated him with Tylenol for the fever" (Mrs. Field). 
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When dependent-care and prescribed medications did not 

resolve the children's illness, the parents returned to 

their pediatricians time-afte,r~time. The pediatricians 
•.: .. 

would prescribe different medications or treatments in an 

effort to resolve the children's illness. 

When orthodox treatments.or prescribed regimens proved 

unsatisfactory, parents tried non-tradition remedies 

including home remedies, over-the-counter medications, and 

asking others for informatio~:->:: Most of the alternatives 

tried by families were not approved by their physicians who 

adhered to traditional remedies and protocols. 

Mrs. Adams: "I figured, Michael was getting sick so 

much because we lived in this drafty old house where 

you'd freeze in. the winter .and burn up in the summer. 

I'd have to get up late and change him because he 

would be all wet up and in that drafty house I just 

thought that was why he was getting sick all·the time. 

My friend told me to use salt water to keep Michael 

from being stuffy. And another lady told.me things 

like standing him to a tree and nailing a nail over 

his head. And really I tried all of it but none of it 

helped." 

Mrs. Gross: "During this time Robert was under 

chiropractic.care and he.was. improved. And when he 

would have the coughing spells we would take him for 
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an adjustment. So I mean that is a very non

traditional treatment of asthma but I must say that 

it, he did get some re~ults from that when he would be 

in the middle of a bad coughing spell. Sometimes it 

would help a great deal and then occasional~y there'd 

be times when it would'not help." 

Most of the pediatricians had prescri~ed expectorants 

and antibiotics in an effort to treat the children. A few 

pediatricians also prescribed ,,oral bronchodilator 
. :/ ... :~:· 

medications to ease the children's breathing efforts. 

Several parents described an episode of difficult breathing 

when they took their child.to the pediatrician's office to 

receive a breathing treatment and the treatment clearly 

improved the child's condition. These medications were only 

marginally effective in treating these children because they 

were initiated with the onset of symptoms~ 

Five families were supported in the search for answers 

by their family physicians and were·referred to specialists 

when the families began trying alternatives. Their 

physicians recognized that the children were not responding 

well to the treatment plans and referred these families to 

an allergist when the children were between 15- and 24-

months-of-age. These families continued to view these 

family physicians as their children's primary healt~ care 

provider. 
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The oth~r families did not feel that they were 
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supported in their search for answers. Their relationships 

with their physicians ~ecame., confl;:9ntive and they demanded 

attention in order to meet their children's needs. 

Demanding attention. 
\ 

Parents moved along to the 

extreme end of the continuum of searching for answers when 

their children continued to experience frequent illnesses, 

or appeared to show little improvement over.time, or they 

had one frightening episode that opened the parents' eyes to 
. -~::-.-.. ~/. 

the possible dangers. The alternatives that families had 

tried on their own had not provided sufficient relief from 

the symptoms and the parents were frustrated with their 

physicians' lack of effective care. 

Mrs. Henry: "It was real frustrating when I'm sitting 

here and .,. they wanted to treat you like you. were 

stupid .•.. we were not happy with our pediatrician at 

the time and we called to [city] to see if Dr. M. was 

still practicing. He had cared for Mr~ Henry as a 

child and Dr. M. is the one who referred us to an 

allergist in Atlanta." 

Worn out parents began demanding attention. They 

either demanded a change in treatment plan, sought referral 

to experts, or found another pediatrician .. to coordinate 

their children's health care. 

Mrs. Derst: "I felt like Kathy could be damaging . 

something internal .. I. got angry with the doctors 
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Kathy was having an attack every two weeks, ~hey were 

lasting 16 hours or so and the child would just turn 

blue. I said, 'Is it.ti~e to go see a specialist or 

something?' He says, 'Well·you might want to try 

that.'" 

As described above, the extreme end of the continuum, 

demanding attention, did not occur for all of the families 

in this study. Five of the families were referred to a 

specialist when the children .. were young and the families 
~:;~::~~··-~ 

were trying alternatives. The remaining families were 

referred to a specialist only after they confronted their 

physicians. For all but three of these families,. the 

diagnosis of asthma was a surprise to them. The allergist 

confirmed the diagnosis of asthma, evaluated the children,· 

and prescribed a new treatment regimen for dealing with the 

asthma episodes. The diagnosis of asthma and change in 

treatment plan was. the turning point for these families. 

They were no longer groping in the dark. 

Having a Rope to Hold Onto 

Once the diagnosis of asthma was made the families' 

perceptions changed. As the phrase implies, families have a 

rope to hold onto, something real on which to focu~ their 

energies that they could learn about, understand, and 

manage. The categories of this phase were learning the 

ropes, dealing with asthma, buffering, and balancing 

demands. (See Figure 3.) 
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Figure 3. Phase 2: Having a rope to hold onto, categorical 

code model. 
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Learning the ropes provided the basis for the other 

categories. In order to effectively Catch the ~thma one 
:,' :· ~· ", 

I 

had to understand the components of asthma care. Learning 

the ropes was a necessary antecedent or causal condition for 

this phase. A variety of strategies were used by families 

in order to manage asthma episodes. Dealing with asthma was 

the categorical code which describes these strategies. The 

tasks of this phase did not occur in isolation, rather they 

were imbedded in a number of interfacing contexts. Systems 

external to the nuclear family such as .schools, health care, 

and extended families all impact on the families' success in 

managing asthma care. Buffering was the category which 
!:; 

incorporates these contextual codes. Balancing_demands was 

the outcome category for this phase of having a rope to hold 

onto. The family was able to balance demands as a 

consequence of learning the ropes and successfully dealing 

with asthma within the buffering contextual requirements of 

school, family, and health care systems. 

Learning the Ropes 

Once a diagnosis of asthma had been made, efforts were 

refocused on learning all about asthma and gaining some 

control over it. This provided a major focus for much of 

the early work in which families were 'engaged in this phase 

of Catching the Asth1na. The substantive codes which 

comprise learning the ropes included uncovering the asthma 



pattern, coming to know the medications, incorporating 

changes in lifestyle, relying on others, and structuring 

routines .around asthma treatment. (See Figure 4.) 

Uncovering the asthma pattern. The parents related that 

they previously had no idea about the many ways in \Yhich 

asthma presentecl itself and that each child's presenting 

symptoms could be different. "I wasn't familiar with 

wheezing. I had never been around it ••. we just thought 

this was a normal pattern fo:f'·'him" (Mrs. Jones). "We 

noticed that Robert's spells of coughing were increasing. 

And he would literally cough until he would throw up~ He 

was just so full of congestion and occasionally wheezing 

would go along v.rith this. I just did not know those were 

signs of asthma" (Mrs. Gross). 
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Learning how asthma revealed itself. in each child was 

an. integral causal condition for many tasks throughout t.he 

entire second·phase of Catching the Asthma. Parents focused 

on learning their children's patterns in order to intervene 

or get help before the asthma had escalated to an 

unmanageable episode. 

Mrs. Ivory: "Benjamin would start with a tight cough., 

a hacky cough and from there the nose would stop up. 

Allergy type symptoms. Then he would progress into 

full blown asthma and he would wheeze and he'd have 

strong retractions ... he'd be short of breath if he 

got up and walked to the bathroom and back.·" 
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Figure 4. ·Learning the ropes, substa.Jltive code model.· 
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John·Baker (15 years old): "I remember one night we 

were watching the Incredible Hulk and I was I guess I 

was trying to imitate him because I was kind of scared 

of him and it worked up my asthma I was getting _ 

sick as I was imitating him ••• and I had to go to the 

hospita;L that night." 

Mrs. Baker: "John was 3 years old at the time. He had 

been sick all day though,, he doesn't remember that. 
~ ' .. 

He had been sick all day and he didn't want to take 

his medicine, he was giving me a hard time about 

taking his medicine. Now he tended to be kind of 

scary of the character [Incredible Hulk] ••• because 

it's probably just the fear of it made his asthma 

worse. I wanted to take him to the hospital. that 

night." 

Coming to know medications. Most of the parents 

started· off giving medications for asthma only when symptoms 

were present. Over time, the parents learned about the need 

for preventive medications as well as when to add corrective 

medications. "It took me a long time to realize you needed 

to get ahead of it ratherthan wait until he was knock-down 

drag-out sick and then sometimes I still call Dr. R. saying, 

'I don't know'" (Mrs. Carew). 

Parents also learned how children responded to 

prescribed and .over-the-counter drugs, and thereby they 
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learned how to adapt the medication therapy to meet their 

children's needs. "Robert lived with a runny nose .... I was 

very frustrated, I would try"anything on the market •••• One 

night we gave him Sudafed for the first time and he ran up 

and down the hallway at.the house throwing toys. He just 

went crazy on us. There was no preventive stuff ••• it was 

when he was sick he got medicine ... just when he was 

symptomatic" (Mrs. Gross). Coming to know medications was 

an intervening condition of learning the ropes since· this 
':'t· ·~f~ 

activity profoundly affected the parents' mastery of 

learning the ropes. 

Incorporating changes in lifestyle. The families used 

a variety of strategies to incorporate changes in their 

lifestyle, and these lifestyle changes directly affected the 
... 

routin~s that families created for daily living. The 

allergy-asthma connection is clearly described in the 

literature (Zahr et al., 1989). Only two children. did not 

undergo any evaluation for allergies. ''Dr. R. said he won't 

test her ..• the white blood cell count is too close to 

normal~~- so you know they tel~ me that asthma is not caused 

by anything other than allergy but there's no allergy there" 

{Mrs. Derst). 

Those families that had allergies identified 

incorporated this information to modify the home 

environment, to change activities that brought the child 

into contact with allergens, and sometimes to alter dietse 



"Very all_ergic to eggs, animals, pollen, dust, and some 

molds •••• John started the shot series very early, 18 
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months ••• he took shots up until about 6 years old. We took 

everything with eggs out of his diet. The boys don't go 

outside too much during the flowering season, but when they 

would go out and play I would have them shower when they 

came in the house to wash the pollen off" {Mrs. Baker). 

Thr~e of the children were not allergy positive; 

however, all of the parents-,R9ted activities, stressf~l 

situations (physical or emotion~!), and weather conditions 

that seemed to increase asthma signs, and they made 

alterations in plans or activities accordingly. "We took 

all of_ the carpet out of here and we bought the central 

humidifier system that would zap dust particles as it 

recycled air. It was expensive and only worked for a couple 

of years before it needed repairs~ .Now we just change the 

air filters frequently and keep the house dusted" (~rs. 

Henry). 

Relying on others. Parents and children alike had to 

rely on knowledgeable others as they were learning the 

ropes. This was a strategy used early. in this phase of 

having a rope to hold onto. The families were learning 

about signs, symptoms, and asthma triggers. The children 

were not old enough to make decisions effectively; . 

therefore, they r~lied on their parents or other important 

adults to help them. 
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Billy Carew (6 years old): "I do the breathing 

machine. I take my medicine." [Sl;lrugs in.response to 

question; "How does Momma know when you're feeling 

sick?"] "I don't know." 

Mrs. Carew: "You do tell me when your stomach hurts. 

Every breath is ouch, ouch." [Billy nods agreement .. ] 

Heather Ellis (9 years old): "See one time I was 

really sick at school ~~d I said, 'Andrea,' that's my 

friend, I s,aid, 'Andrea will you please tell [teacher] 

that I don't feel well.' I was leaning there on the 

desk because I couldn't breathe." 

Thomas Jones (9 years old): "I just tell people that 

something is wrong .•• and I -need. my inhaler. The 

teachers sometimes go with me to the nurse." 

Pa~ents relied on knowledgeable others (physicians, nurses, 

other more experienced parents) as they learned about 

incorporating asthma care into their daily routines .. 

Ivirs. Ivory: "I love Dr. s. but the whole problem is 

he's not an asthma specialist. His general theory is 

that you don't use much m~dicine to start with and 

then he wouldn't let us treat him until he got into 

trouble. It's real obvious now what we should have 

done but back then we listened to him and followed his 

advice. [After a time] he said, 'I don't normally 
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think that children this age need to see an 

allergist ••• but in his case with· the recurrent asthma 

we can't get under control ••• if we don't get 

something else done then he's going to have some lung 

damage.' I called my Mom ••• and (her] doqtor came up 

with an allergist for us to see." 

Structuri~g routines around asthma treatment. As 

families recognized the asthma pattern and became more 

confident in their knowledge ,.of medications they began 

structuring routines that incorporated the strategies and 

treatments that make up the asthma regimen. This required a 

tremendous amount of effort on the part of the familiesc 

Structuring routines was a consequential out.come of the 

activities that comprised learning the ropes. 

Mrs. Adams: "Mostly in· general I get them up and ready 

for school •.•. Michael takes the Theodur twice a day. 

Once in the morning at 7 and then 12 hours later •••• 

His· Prednisone he takes every other day.. The Ental 

[by nebulizer] and Proventil he takes three times a 

day." 

Mrs. Baker: "I will get up, fix breakfast, and the 

boys and I will eat and I put the dishes away in the 

dishwasher •••• I check that John has taken his 

medication .•• then get my clothes on, rush out •..• The 

boys go to school and I go to work." 



99 

The families with younge~ children.were still working 

on structuring routines around the asthma treatments. "Some 

mornings he just doesn't want:to do the treatmen~, and I 

mean what would take 10 minutes on some days ends up taking 

40 minutes on others. Sometimes I just give up and give him 

the inhaler instead.of the nebulizer. It's just 'squirt-

squirt' and we're done. Most.days·I coax him along until he 

takes the breathing treatment" (Mrs. Carew). As families 

were able to structure routipes, orderliness returned to 
';,:J -: '. ~ •f. 

their daily lives. 

Dealing with Asthma 

Dealing with asthma involved a variety of strategies 

for Catching the Asthma Before_it Gets Out of Hand.· As the 

families began to recognize their-children's asthma 

patterns, they implemented preventive measures in a more 

timely fashion. The parents described their sense of 

increasing confidence in their abilities to manage asthma 

episodes. The tasks involved in dealing with asthma 

included being on a1ert, stepping up treatment, judging 

effectiveness, adapting the plan, and changing the response. 

(See Figure 5.) 

Being on alert. This is the experience of being "on 

guard" or watchful at. any early sign of asthma triggers or 

evidence of precursor symptoms. A:s a consequence of 

learning their children's asthma patterns, parent~ were· able 

to watch for the early signs of potential asthma episodes. 
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Stepping up treatments 

Figure 5. Dealing with asthma, substantive code model. 
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"See-at night sometimes a couple of days before1 she· really 

kicks in [with asthma] at night she wakes_up coughing" (Mrs. 

Ellis). However, being on alert was a precursor activity to 

implementing strategies for asthma management and as such is 

a causal condition for the catego~y of dealing with asthma. 

Some families were on alert all the time, watching for 

symptoms of asthma or for signs of triggers of asthma 

including weather, emotions, and school-related activities. 

"When somebody sneezes I immediately freeze up and the 

thought, 'Here comes another cold.' so I do find myself 

making Billy wear hats during the winter" (Mrs. Carew)., 

"Well I notice maybe.Kathy's talking with a little 

congestion or a runny nose. Anything out of the ordinary" 

(Mrs. Derst) • -

Other families were only on alert during their 

children's peak illness season. "We've b~en keeping our 

fingers crossed. We had one night last week that I was 

checking breaths ••• but this weather change ••• the change of 

temperature has certainly kept me on my guard" (Mrs. 

Field). 

Stepping up treatment. This category incorporates the 

strategies for heading off an impending asthma episodee 

Families responded to being on alert by taking precautionary 

measures or adapting the medication routine in response to 

the presenting symptoms. "When Robert gets symptomatic we 

add in a third Slobid a day or we immediately put him on the 
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nebulizer. We see [local doctor] for sinus infections to 

get him on an antibiotic. And when it gets bad we have gone 

to the Emergency Room for a couple of shots to help his 

breathing" (Mrs. Gross). 

Although this is predominantly in the hands of the 

parents, many of the school-aged children initiated early 

treatment throu~h the use of inhalers and informing parents. 

The older school-aged and early teenaged children 

demonstrated that they could.,, effectively and independently 

follow the routine established by their physicians and 

parents for stepping up treatment. 

Michael Adams (13 years old): "I had my inhaler, my 

spray, and when I feel like I'm catching an asthma 

attack I would_ take one puff of this [shows inhaler] 

and I would inhale and breathe out and I would take 

another puff. When it started getting kind of serious 

I take my breathing treatment, I laid down and calmed 

down."-

Mrs. Baker: "He mostly takes his inhaler now, and then 

when John is sick he:gets an added_effort of maybe 

antibiotic and something maybe for congestion or the 

cough." 

over time parents were able to judiciously step up 

treatments as a result of careful evaluation of the

presenting signs and symptoms. "I usually try to wait a 
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day •••• I keep Heather on her medicine and keep her warm and 

inside and she can be- fine and all right. But then if she 

doesn't get better I go and take her to Dr. R. I don't wait 

until she gets real sick before getting help, but sometimes 

it passes on without any special measures" (Mrs. Ellis). 

Judging effectiveness. Families actively evaluated 

whether med~c.ations, treatments, or behavioral strategies 

were effective in reducing the frequency and .severity of the 

asthma response. "We had 9 .. real bad fall and her shortness 

of breath (increased] ... and in the time between November 

and January she had pneumonia twice. They must have done 

strep test aft.er strep test. The pneumonia didn't want to 

clear up ••• and we had two bronchoscopies done at that 

time ••. and so he said maybe there's some other reason and 

he referred us to Dr. C." (Mrs. Henry). 

Judging effectiveness was an intervening condition 

that influenced how families dealt with asthma episodes. 

Families learned how to evaluate the effectiveness of 

medications and treatments in resolving illness episodes. 

Families would continue stepping up trea~ments, or they 

would adapt their interventions to fit the child's 

condition. 

Mr. Ivory: "Some of it is guessing but that (medicine] 

he takes every day, when I missed those tw9 times he 

was having bad problems ~he next morning so I think 

that stuff really works." 
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Mrs. Gross: "We would use the inhaler during one of 

these coughing jags and he would improve. Up until 

that time the only Proventil we had ever used was the 

syrup and it did not work all the time. But when he 

started going to the allergist and he put Robert on 

the spray, then we really saw a change in it helping 

these coughing jags." 

Families learned how to titrate medications and treatments 

by season and symptom occur~,~nce so that they adapted the 

routines of asthma care to meet their children's changing 

needs. 

Adapting the plan. A hallmark characteristic of 

these famiiies was their ability to adapt to chapging 

situations. "You have to be able to change how you're 

.treating the asthma especially if what you're doing is not 

working. I don't let it go for too long before I'm calling 

the doctor and telling him Melinda is not responding to this 

antibiotic and you know we're going to be in trouble before 

too much longer" (Mrs. Henry) . 

Adapting the plan occurred as a consequence of judging 

effectiveness and resulted in the families altering their · 

routines to resolve actual or anticipated problems. 

Heather Ellis (9 years old): "See I was goi~g with my 

Daddy to [another state] to see my grandparents and my 

Daddy forgot my medicine and I started to wheeze. My 



Daddy had to call my Dr. R. to get him ~o send some 

medicine to us." 

The families were able to incorporate.changes in their 

routines in response to changing situations. 

Changing the response. Over time the children 
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discovered strategies for reducing the signs and symptoms of 

asthma by changing behaviors, visualizing, and self talke 

The older children could describe the behavioral strategies 

they used in addition to self-medication with inhalers or 
.'. ~~ ·, 

nebulizer treatments to deal with their asthma. 

Michael Adams (13 years old): "When I would feel I was 

getting an asthma attack, I would go in the house and 

usually go somewhere where there is.cool air •••• I'd. 

sit down and try to breathe in." 

John Baker (15 years old): "It's just kind of like a 

tightness in my chest ••• I just tell myself to calm 

down and that usually helps it out a·little bit .. " 

Michael Adams (13 years old): "I think of being in a 

quiet place, cool, laying down watching TV or eating, 

and I think about it and I calm down. But you know if 

I'm thinking about like playing or something, it'll 

get worse." 
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Thomas Jones (9 years old): "Well when I'm real hot 

and sweaty and I have a little trouble breathing .•• 

then I'll come in the house and get cooled down. Or 

I-' 11 take my inhaler sometimes and sit under the fan 

and cool down." 

Benjamin Ivory (8 years old):- (Tightness resolved 

without medicine]. "Last year it did when I would 

just calm down it wou~d,.but it hasn't been doing that 
:.p\ ',' 

this year that much." 

As the chi~dren matured, they increased their self-care 

activities which resulted in experiences of better control 

over asthma episodes. The children were able to initiate 

interventions earlier in asthmatic episodes than their 

parents-had been able to do. The reduction in the frequency 

andfor severity of.asthma attacks and the improved self-care 

management contributed to the perceptions that they could be 

successful at aealing with asthma. 

Buffering 

Buffering was a context category that incorporated 

activities engaged in by families while running interference 

between the primary family systems and external systems such 

as the school system, the health care system, and extended 

family members., All of the substantive codes included in 

buffering are also contextual codes. These substantive 
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codes included interfacing with the school system, teaching 

family members, and making contact with the doctor. 

Interfacing with school system. This was a major 

ongoing task of families. Parents determined what they 

needed·to tell school personnel, so that their children 

would have optimal school experiences. Each year parents 

established communication links with significant persons in 

the school, usually the children's teacher and either a 

school counselor or school nurse. "The beginning of school 

we had to ••. do a lot of explaining each year •.• explaining 

that he was allergic to dust, and I began to feel there was 

some emotional ties to the illness -as well" (Mrs. Baker)o 

Parents related that they had to teach the school 

personnel, so that they would remain calm in the face of 

potentially nfrightening" episodes. The parents had to be 

available. to the school personnel in case their. children 

became·symptomatic during school hours .. "I haven't had an 

opportunity to talk to Kathy's teacher very much and I asked 

.her to call me and she hasn't done that. So I'm thinking 

since it's getting this time of year is to go over to the 

school and have a meeting with her" (Mrs. Derst). 

The parents' efforts helped smooth the way for the 

children in school. These efforts were very important not 

only in dealing with asthma flare-ups, but also in 

supporting the children's success in school. Children who 

experienced frequent illness episodes missed out on 
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educational opportunities. Parents who maintained a close 

interface with schools helped to maximize their.children's 

education. 

Mrs. Gross: "That's been our goal to keep him at 

school as much as possible because there's nothing for 

Robert to miss 18 to 20 days each year. ·He's already 

missed 14 days this year." 

A few conflicts arose between parents and school 

personnel concerning.the m~p~gement of asthmatic children. 

"The school nurse, she's an LPN, left Benjamin alone in the 

clinic while she took another child to the doctor's office. 

She didn't have anyone look in on him, .she just left him 

there by himself and he had been complain~ng about trouble 

breathing" (Mrs. Ivory). Parents related that teachers 

expressed doubts as.to the genuineness of the _children's 

illnesses. "His teacher thought that he was putting on 

because she said, 'Well how can he be well the one minute 

and the next minute he's sick?' You know she thought he was 

putting on and I was telling her that's how his asthma plays 

on him" (Mrs. Adams). 

Teaching family members. The role that extended 

family members played in these families varied. Some 

extended family members were supportive of families and 

played a significant "secondary" caretaker role by taking 

over if the parents could not provide direct care because of 

work or other conflicting responsibilities. 
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Mrs. Ivory: "My mother-in-law h~lps out. We had to 

teach her all about his symptoms and what to do. She 

would go get Benjamin, come here to get his nebulizer, 

and take it over to'her house to give him a treatment. 

Now you need to know that my mother-in-law is a 

wonderful person and she calls every day to see how we 

are doing as long as Benjamin is well. Whenever he is 

sick and we are at home, we never get a call from her~ 

But she always helps~. out when. Benjamin is at school 
. _f.;~" - f1, ' 

and [Mr. Ivory) and I are working." 

Other extended family members demonstrated interest 

and concern about their relative's condition, but their 

questions about the medical care and the children's 

conditions were very taxing for parents. Parents related 

that the extended family members took almost as much energy 

as working with the school system. "If 1 had listened to my 

family that first two years, we would have been in the 

hospital a dozen times. It really takes a lot of time and 

energy in dealing with your family about all of this because 

they are so concerned. It really upsets.them" (Mrs. Derst)o 

Parents described the actions they took to reduce 

their relatives' anxiety·during illness episodes. Relatives 

were taught what they could do to help and this refocused 

anxious energy into productive ene~gy. 

M~s. Gross:. [Provides structured guidance for relative 

to reduce anxiety) "I told [aunt], 'You know yo~ 
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remind him once now. We're not begging and we're not 

pleading,' so Robert has been much better about·taking 

his medications in the morning before school .• " 

Aunt Gross: "He has forgotten [his medications] and he 

would call home .•• and on occasion I have taken it to 

him .••• I think it's very bad not to take the medicine 

at the same time every day." 

Making contact with doctor. The question of when to 

call the doctor was a proble~ all the families had to answer 

for themselves. More specifically, the families had to 

decide when they were all right with their own resources or 

when they needed expert assistance •. "I'm always worried 

that I'm not doing the right thing. Even though I know Dro 

R. is like a telephone call away" (Mrs. Derst). 

Over time parents selected. physicians-who were 

responsive to their needs for knowledge and controlo Having· 

questions answered, concerns listened to, and the general 

feeling of being valued by the doctor led to better family 

control of asthma. 

Mrs .. Adams:· "That's why Dr. R. ·if Michael just sneezes 

he wants me to bring Michael in right away. So I'm 

going to have to take Michael .either today or 

tomorrow. I can't let it go to the weekend because if 

I do and he gets in distress Dr. R. ·is going to be 

real angry." 
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Mrs. Carew: "I just have the utmost faith and 

confidence in (Dr. R.]. And you know I would, when I 

was worried, I would call his office ••• he makes you 

very comfortable on the phone when you need to call 

him." 

Balancing Demands 

As a consequence of learning the ropes and 

experiencing suc_<?ess in dealing with asthma, families were 

enabled to refocus on the needs of the entire family, thus 

supporting the overall growth of the family unit. 

Activities engaged in by the families to balance demands 

included meeting needs, managing work load, and coming to 

terms with asthma. (See Figure 6.) 

Families must balance work load, school, and homelife 

demands as well as other needs and desires. Managing work 

load is an intervening condition for this category as it 

influences what strategies are available for meeting needs. 

The outcome or consequence of these activities was coming to 

terms with asthma care. Families decided what they were 

willing ·to expend in terms of time, energy, m~ney, self

concept, or family cohesion (to name a few) in order to meet 

the individual and family needs. School, physicians, and 

extended family members form the contextual influences for 

balancing demands. 
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Figure 6.- Balancing demands, substantive code· model. 
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Meeting needs. This category involved evaluating the 

needs of self and others while finding the means to meet 

those needs within financial andfor skill limits. Parents 

would weigh the proactive and contrary arguments in each 

situation and attempt to arrive at a sound decision. 

Mrs. Field: "He did very well with soccer in the fall 

because it was cooler and so his feet [has a chronic 

skin problem -- feet blister] weren't as much of a 

' problem for him, but that's not the best time of the 

year for his asthma with all the pollen." 

Mrs. Ellis: "She really wants cheerleading, but I'm 

afraid ••• because it really gets hot out there and she 

goes and gets a little sweaty and coughs and wheezese 

I'm going to let her try this next fall and see what 

happens." 

Strategies for meeting needs varied according to the 

children's ages and the families' resources. ·"I want Robert 

to participate in field trips. When their field trips are 

out where he could get into trouble and all that's out there 

is a teacher and a bus driver and no quick way back to town, 

we just send [Mr. Gross] as a chaperon and drive the van" 

(Mrs. Gross). 

As in most tasks the families undertook, meeting needs 

was predominantly a task of the parents when the family was 

young, but as they grew older the children began to assume 
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some of these same responsibilities. "Most of the children 

their ages don't understand and you know it's kind of· hard 

on the parents. But my kids really make me feel good. 

because they understand a lot. They can come and talk to me 

about anything" (Mrs. Adams). 

All of the families put the children's needs ahead of 

the parents' needs when the children were young. As the 

families became more adept at dealing with asthma, they were 

able to begin meeting needs of. all the family members. 

J1rs. Carew: (1st interview] "I take them to baseball 

practice and gymnastics practice. I'm not in any 

clubs, I do go to PTA. I don't work outside the homee 

I don't take exercise classes which I badly need." 

(3rd interview] "I have just in the last three months 

been able t·o start a regular exercise class three 

times· a week and it is making all the difference in 

the world. I feel like another person." 

Managing work load. Managing work load was an 

intervening condition for balancing demands. All but two. 

parents worked outside the home; however, even the home

based family members had outside demands ·in terms of 

arranging extracurricular activities for children and 

meeting various obligations (socia.l, church, family). "I 

take part·in the field trips, but if the younger kids can't· 

go along then I can only help out when [younger children] 

are in their half day at preschool" (Mrs. Carew). 
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In this sample, asthma had an impact on the work role, 

because the amount of time missed from work for the 

children's illness was generally viewed negatively by 

employers. "I work off and on and sometimes I can't work 

steady because of Michael •••. Because. a lot of people don't 

understand when you say the child is sick and you got to go. 

You know they're quick to hire someone in your place" (Mrs. 

Adams). This was predominantly a problem for the mothers in 

this study, since they were the parents having the major 

responsibility for the illness care. Several families 

shared sick care between parents and extended family 

members, to reduce the problems that occurred as a result of 

missing work. A few parents had to change jobs because of 

the associated problems with missing work. 

Mrs. Derst: "People at work always know when Kathy is 

sick because I'm.real preoccupied. My boss has a 

child who had asthma so she's very understanding. I 

miss a lot ·of work, I couldn't hold down a job 

anywhere else." 

Mrs. Ellis: "I had a job in a small family drug store, 

but I could only work on_a temporary basis because 

Heather could get sick at any time. Now I have a job 

with an accounting firm and the heaviest season is tax 

season but the rest of the time my job is pretty much 

flexible." 
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Managing work load is considered an intervening 

condition because it influences the resources available for 

meeting needs. Resources in this instance can be considered 

time and money. While the work-for-pay contributed 

necessary income for meeting needs, it also limited the time 

available for parent-child shared activities. For the two 

families in which one parent did not work-for-pay, there 

were fewer economic resources available. 

Coming to terms with asthma care. Not all of the 

families immediately accepted the change in routine that was 

advocated by many physicians. 

Mrs. Field: "I never told [the teachers] he has 

asthma. When he got sick that night· and we went to 

.[city] the teacher didn't know ?tny~hing about· it. But 

you know, I don't know why I ·didn't tell before, I 

mean I'm not cat1ght up in like hid,ing the fact that he 

has asthma. After that episode I wen.t and tol~ [the 

teacher], 'Call me anytime he has a coughing.episode •. 

He's got som~ asthm~ and I'll come right over and take 

care of him.'" 

Coming to know medications and dealing with asthma helped 

families make decisions about the impact of asthma care on 

their families' lives. For most of the families this meant 

incorporating preventive care into the daily routine. "When 

I started out parenting I was sort of against medications, 

'Don't give my child anything else he doesn't need.' But I'm 
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at the point now where. it's like, 'Please give me anything 

you have that will work'" (Mrs. Carew). 

Deciding on appropriate discipline to be used with 

their children was an issue each family confronted. "Well 

I'm still afraid to discipline him because I worry whether 

getting him upset by discipli~ing him will bring on another 

asthma attack. Now [Mr. Ivory] has never stopped the 

discipline. We don't spank him, I don't like spanking, but 

[Mr. Ivory] enforces restrictions" (Mrs. Ivory). 

One outcome of coming to terms with asthma care was 

valuing one's own efforts and gaining knowledge of self and 

child. All of the families had considered what asthma care 

meant to them, what was useful for them, and they had made 

· decisions that fit within their views of the world and with 

which they were comfortable. 

In summary, having a rope_to hold onto explains the 

work of families after the diagnosis of asthma had been 

made. The substantive codes which comprise learning the .) 

ropes, dealing with asthma, buffering, and balancing demands 

explain the second phase of the·process of Catching the 

P$thma, whereby families learn about and incorporate asthma

care into their daily lives. (See Figure 7.) 

Learning the ropes involved the foundational work for 

catching the Asthma and occurred early in the second phase. 

Uncovering the asthma pattern established the framework for 

recognizing the precursor and presumptive signs of asthma. 
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The families could determine when to augment routine care as 

they saw the asthma pattern unfold. 

Families received a great deal of information after 

the diagnosis of asthma was made. Medications, therapies, 

and lifestyle changes were prescribed by the allergist after 

a careful evaluation of the child. As a consequence of 

coming to know medications and incorporating lifestyle 

changes, families were structuring routines for managing 

their aaily lives. 

Uncovering the asthma pattern was also a causal 

condition for dealing ~ith asthma, the next categorical 

code, in that families would be on alert when the asthma 

pattern evidenced itself. While being on alert occurred as 

a consequence of learning the ropes, it was a causal 

condition for dealing with asthma. Families stepped up 

treatments when they recognized presumptive signs of asthma. 

They judged effectiveness of therapies and adapted the plan 

accordingly. 

Although the two categories of learning the ropes and 

dealing with asthma involved different activities, they are 

closely interwoven. Families had to deal with asthma 

episodes while they were learning the ropes, so that their 

learning was refined as they dealt with asthma. 

As a consequence of their successes in dealing with 

asthma and security in their knowledge of "the ropes," i.ee, 

the medications, therapies, and asthma patterns, families 
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began balancing demands. While the asthma was central to' 

the activities of learning the ropes and dealing with 

asthma, as mastery of these activities was achieved, the 

asthma was no longer a central focus for the families. 

Dealing with asthma continued to be an important need for 

families to meet, but they were able to focus on other needs 

and balance demands to meet needs. Balancing demands was 

another turning point for families. Balancing demands 

occurred as a consequence of the activities of the second 

phase of Catching the Asthma,. but it was also the causal 

condition for sharing responsibilities. As families worked 

on balancing demands of all the members, they began sharing 

responsibilities for family activities. 

Throughout the phase of having a rope to hold onto, 

the category of buffering formed the context for family 

caring~ It surrounded and influenced all of the family 

activities. As Figure 7 depicts, the work of the second 

phase flows from one category to the next as the families 

refined the process of Catching the Asthnza. 

Passing the Reins Along 
! 

The third phase of Catching the Asthma flowed with the 

developmental changes that occurred in the children and 

their families. While all of these families were engaged in 

helping out each other, an early activity of sharing 

responsibilities, only the families with the older children 

were working through many of the activities of passing the 
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reins along. As the children grew older, they moved away 

from the family circle and had to interact with others in 

the school environment. While the parents indicated that 
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the children were demonstrating increasing responsibility 

for self as they grew older, this was a crucial issue for 

the children with asthma, especially when.they were not in 

their home environments. Parents had to delineate their 

expectations for children's self-responsibility~ Passing 

the reins along included the activities of sharing 

responsibility, supporting growth, and becoming responsiblee 

Sharing responsibility is an antecedent or causal 

condition to becoming responsible. Supporting growth and 

development was an intervening condition that influenced how 

parents could share responsibilities with their children~ 

As a consequence of sharing responsibilities and supporting 

growth and devel.opment, the children were becoming 

responsible. (See Figure 8.) 

Sharing Responsibility 

Sharing responsibility began as the parents came to 

expect more·self-care behaviors and increased the children's 

responsibility for self. Sharing responsibility was a 

causal condition for' becoming responsible. The activities 

that reflected sharing responsibilities included helping 

out, coaching child, and supervising. Parents used the 

strategies of coaching and supervising in order to support 

their children in becoming responsible. 



Figure a. Substalltive.code model for Phase 3: Passing 

the reins along. Substantive codes for each categorical 

code in Phase 3 . Large boxes indicate related codes: 

From left to right; sharing responsibilities, promoting 

growth and development, and bedoming 

responsible. 
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Helping out included specific activities of increasing 

responsibility over time and was the mechanism whereby 

families began sharing responsibility. 
: .... ; -' ~· 
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Mrs. Henry: "I'm still having to ask both girls, 'Have 

you taken your medicine?' Now this year we have told 

Melinda that it is her responsibility to take her 

medicines without us reminding her and I think she's 

be~n doing that pretty well." 

Helping out. Family members reported helping each 

other out in a variety of activities not limited to asthma 

care. The children completed chores and generally helped 

out with families' tasks. "Donald helps out by vacuuming 

the house to get dust out of the rugs so it will help 

Robert's breathing. He is a good helper" (Aunt Gross) ... 

According to Gerald Baker (18 years old) he helps out "by 

taking care of myself as much as I can and· by helping them 

out. If I can get John from school, or doing anything, just 

different chores around the house (that helps the family 

out]." 

Helping out can be considered a causal condition for 

children learning self-responsibility. Long before children. 

were able to demonstrate their ability to deal with asthma, 

they were assigned tasks or chores to complete. Helping out 

can be considered the foundational work for children 

becoming responsible and began when most of the children 
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were preschoolers. Parents attempted to structure their 

expectations to match the children's functional level. 

Mrs. Ivory: "I'd be going, 'Go to your room and do. 
:.._·· . ~tl 
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this or do that' and Benjamin would start doing 

something else and he'd forget and wouldn't do any of 

it. So I guess I'm afraid to give him any added 

responsibility when it involves his medications." 

Jonathan Derst ( 9 years. old)·.: "This morning Momma 

asked me to bring.her another pill ·because Kathy had 

threw up that one. I had to go all the way in the 

kitchen to bring the pill bottle." 

Families talked about watching over each other, supporting 

each other, and if necessary, taking over the care of an ill 

family-member. "The only time I come into play (now] is 

when it gets real critical and he is just so sick that he 

could not do for himself" (Mrs. Baker). Helping out is a 

basic activity of family caring that· is unrelated to any 

illness or wellness state. 

Coaching child. Parents specifically taught their 

children about asthma care, discussed the consequences of 

chosen activities, and generally supported their children's 

efforts to become more responsible in general. Coaching was 

a specific strategy for guiding children in sharing 

responsibilities. 
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Mrs. Adams: "'You'll be 13 in August and you're going 

to have to learn to control yourself.' I keep telling 

him that. I tell him~-~t's all right to play outside 
.~i"" •• ~: 

like he does but when you see yourself getting 

shortness of breath, you get over to the side and just 

stop and relax for a minute." 

Mrs. Field:_ "I've explained to Eric that I can hear 

when you've got that.mucous in you, and I hear the 
~f '~!:1'· :f~;~ 

sneezing and see you rubbing your nose. I've just 

told him, 'Eric you're the best judge. Your body is 

going to tell you ••• you're just going to have to start 

taking it easy but you know you've got to tell me.'" 

Parents coached their children on school work, shared 

aspirations, and other extracurricular activities. "I'd be 

telling. them, 'You've got to go to school and do your best, 

because that education is free. You can't do nothing 

without that education'" (Mrs. Adams). "Robert wants to get 

into· the Zoom class, and he has to study hard and make the 

grades to get in there" (Mrs. Gross) • 

. Supervising. Another strategy for sharing 

responsibility involved the parents· in monitoring asthma 

care but not as direct care providers. The parents of older 

children clearly stepped back to give the children both the 

freedom and the ~esponsibility for self-care. At the same 

time, the parents continued to provide oversight and 



feedback to the children. This strategy supported the 

children in becoming responsible. · 

Mrs. Baker: "One major change is that I used to give 
~·~ 

all the medicine, now he is taking care of it. I will 

check from time to time or he will let me know if it's 

just about out and I will replenish it." 

Mrs. Henry: "Well, Melinda ·is responsible for taking 

her own medications except for the breathing treatment 
··>-:.~~-,~~-; 

until last year. She'd do the treatment but I had to 

prepare the medicine because it came in those vials 

that you had to break and r·didn't want her handling 

that. Now they are in these bottles and we just ·have 

to draw up the amount we need. There's no more 

breaking glass so Melinda can do it all now." 

Supporting Growth and Development 

Supporting growth and development of family members 

was an intervening condition of passing the reins alongc In 

order for the children to be successful in becoming 

responsible, their ongoing growth and development needs were 

nurtured and supported ·by their families. The tasks 

involved in supporting growth and development included 

promoting self-esteem and limiting the rewards of asthmao 

Promoting self-esteem. This was a specific strategy 

for supporting the children's self-worth. Parents talked 

with their children about their strengths, praised their 
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children's activities, and generally indicated that their 

children were special. 
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Mrs. Derst: "Kathy is really smart. She's growing up 

and she does know when to get help." 

Aunt Gross: "Robert i~ a sports nut. You can ask him 

anything you want to about sports on TV, any of the 

major leagues, honey he can educate you." 

Mrs. Adams: "Michael does a little creative writing. 

I've seen some of it and I asked h~m what. book he got 

that out of and he said, 'I didn't get that out of a 

book I wrote it myself.' I said, 'Oh you need to do 

this more often. Those are your own words that you 

put together and they're good.'" 

Limiting the rewards of asthma. All too often.illness 

episodes were rewarded with extra attention, gifts, and 

other tangibles. 

Mrs. Gross: "Michael loves going into the hospital. 

And the nurses are so sweet to him. He was 

hospitalized last week. I kept calling he was never 

in. his room, he was either in the nurses' station 

helping them or in some little child's room talking to 

them. So I said, 'Michael stay in the room and reste 1 

I. think he. does that for the attention." 
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Parents expressed concerns about what their children were 

learning as a result of the asthma experiences. 

Mrs. Gross: "I am very_worried about our other child, 
,, f· ' 

Donald. When he's sick he immediately thinks that we 

don't care if we don't give him medicine. I'm so 

afraid of what this whole situation is turning him 

into. I mean I see the potential drug abuser in my 

child because to him a drug is the answer to 

everything .•. so [Mr. :Gross] and Donald go to the 
·;~:P{; >~ 

Saturday morning Men's Breakfast meeting. Robert does 

not like to get up early, so it's just Donald and his 

Daddy, it's their time together. We try to emphasize 

positive forms of attention. 11 

The families actively resisted labeling the asthmatic 
. 

children as abnormal in any way. Normal functioning was 

emphasized while the illness label was de-emphasized. 

Parents focused on activities that were wholesome and 
" 

unrelated to asthma to encourage. "I'm glad she lives a 

pretty normal life and she gets to do pretty much what she 

wants to do" {Mrs. Derst). By limiting the unhealthy focus 

on asthma, parents are promoting the growth and development 

of their family. As a consequence of promoting self-esteem 

and emphasizing normal developmental achievements-, these 

families were limiting the rewards of asthma. 
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Becoming Responsible 

Becoming responsible occu~red as a consequence of 

sharing responsibility and experiencing support of growth 
-:-~.· 

and development. This was predominantly a task of the older 

children. The children learned about asthma and how to deal 

with asthma episodes in the,previous phase, but in this 

phase they are becoming responsible for managing self-care. 

Becoming responsible involves the tasks of knowing self, 

choosing safely, and caring for.self. 

Michael Adams (13 years old): "I could be playing or 

something and I always used to ask somebody what time 

it was. And somebody told me 7 o'clock, I would quit 

right then and there and I would go in the house and 

take my medicine." 

Knowing self. The children could clearly articulate· 

what worked or did not work in asthma care. "I use-him as a 

valid informant. ·He seems to know when hi$ medicine is at 

it's limit and this .. is wllen he comes to me" (Mrs. Baker) .. 

At times the children continued to push themselves 

thereby testing physical limits or ignoring recognizable 

signs, and as a consequence, they learned more about self. 

"I like to play football and stuff but when my asthma (acts 

up] it stops me but I keep pushing myself and you know if I 

do that I come in the house and get sick" (Michael Adams, 13 

years old). 
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Knowing self was an evolving task of coming to know 

about self in greater depth and was a causal condition for 

becoming responsible. 

John Baker (15 years old): [Describing the signs of 
,.· 

asthma] "When I just breathe .in and I can't, [it's] 

like a shortness of breath. Then I just tell myself 

to calm down and that usually helps a little bit~" 

Robert Gross (10 years old): [Explaining when he gets 

help in school] "I start coughing real bad and throw 

up in class." 

Choosing safely. In response to knowing themselves 

more fully, decisions were made by the children in a more 

deliberate fashion. Preventive strategies were implemented 

to reduce consequences associated with ignoring asthma's 

early signs. 

l-iichael Adams ( 13 years old) : "When I would feel I was 

getting sick or when I was getting an asthma attack, I 

would go in the house and tell my Mom or she would 

notice because when I would come in the house I would 

usually go somewhere where's there's cool air and I'd 

sit down." 

John Baker (15 years old): "If it starts. to bother me 

I just slow down a little bit. When I go to play 

basketball with the other guys I take my inhaler along 
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and puff on it before I go out and play. I keep my 

inhaler in my sock if I need it." 

Caring for self. As a.conseguence of being more adept 
~· ·-~ 

at dealing with asthma and the children's sharing 

responsibility, family members were able to care for self. 

Parents related that they were able to focus again on 
~ 

meeting some of their own needs and could identify energy 

restoring activities they performed. As the burden of 

caretaking activities moved from the parents to their 

children, all family members were able to initiate self-

caring strategies. 

Mrs. Baker: "I take time for myself. Many times I'll 

just take a bath, take naps, I read, I pray, I like to 

watch old movies. I, mostly during the summer, I will 

e~ercise, walk with the neighbors. And just anything 

to make-myself feel good." 

Aunt Gross: "I try to take it easy, I try to gauge 

myself. I do like to read and watch soap operas. If 

I get bored I' 11 go make something. • . I get a l.ot of 

pleasure out of doing that." 

In summary, passing the reins along was predominantly 

the work of the families with older children. Because most 

of the families were just beginning to work toward becoming 

responsible, the third phase is limited in the theoretical 

saturation of the codes. The goal of·this phase was for the 
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children to become responsible. Families began sharing 

responsibilities with young children by having the children 

help out with chores or expected family tasks. As the 
,~A ~;.. 

children grew older, they were expected to help out in a 

manner consistent with their developmental level. Parents 

used the strategy of coaching to prepare and support their 

children in sharing responsibilities. Supervising was a 

parental activity with older children, in that the parents 

were not direct-care providers but rather, the children 

performed self-care under their parents' supervision. 

The second category in the third phase was supporting 

growth and development and was accomplished through 

strategies for promoting self-esteem. · The goal of this work 

was to limit the rewards of asthma so that children could 

lead healthy_lives. 

The third·category or the goal of passing the reins 

along, involved the children in becoming responsi~le •. 

Knowing self was the foundational work for children to 

become responsible. Based on their knowledge of self, they 

learned to choose safely when enacting various strategies or . 

participating in various activities. As a result of all the 

work in this third phase, the family members were able to 

care for self. Since one's energy was no longer other-

directed, parents and children alike were able to provide 

caring for self. 
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Conclusion 

In summary, groping in the dark, having a rope to hold 

onto, and passing the reins along are the three phases which 

comprise the core yariable of catching the Asthma Before it 

Gets out of Hand. The core variable is the·substantive 

theory which explains and describes the variation in the 

experiences of family caring for asthmatic school-aged 

children (Strauss & Corbin, 1990). It was through constant 

comparison, within and across family interviews, of the 
·t-1 .· 

substantive codes identified during opening coding that 

various categories emerged which explained much of the 

experience of these families. Through axial and selective 

coding the linkages among the categorical codes were 

clarified and the core variable was refined. Catching the 

~$thma·Before it Gets out of Hand is a substantive theory 

that is grounded in·the substantive data of families who 

lived this experience. 



Chapter 5 
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Discu·ssion 

This summary chapter includes the story line, a 

synthesis of the selective coding, which was confirmed with 

the participants during the third-round interviews. The 

data will be extended by comparing these findings to other 

findings reported in the literature. The research questions 

listed in Chapter 1 will be answered and the implications 

for nursing science will be addressed. 

The Story Line 

Exploration of families' experiences with asthma in 

school-aged children revealed·common threads that can be 

woven together to form the tapestry of the story line. The 

12 participating families confirmed that the summariz·ed 

findings reflected their lived experiences. 

The families with ·younger children were only 

beginning to initiate some of the sharing responsibilities 

activities, because these tasks were clearly related to the 

children's maturation level. However, all of the 

participant families concurred that the first two phases of 

Catching the Asthma conveyed their story, while only the· 

families with older children were able to provide 

confirmation of the entire third phase. The following story 

134 
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line provides a narrative overview of the families' 

experiences with childhood asthma. 

The typical family experience with childhood asthma 

began during infancy. The child had recurrent illnesses 

that seemed to the parents to take longer than usual to 

overcome. The season of ill~ess began in late summer or 

early fall and continued until the following summer. There 

was a respite of two to four summer-type months wh.en the 

child had only two or three short-term episodes. 

The most frequently occurring symptom was the night 

coughing spells that woke the child and the mother, and 

occasionally disturbed the other family members. The cough 

was harsh, repetitive, and the child appeared to have 

difficqlty breathing. The anxious and·tired mother sought 

medicai. advice time and time again in an att.empt to help her 

Child (unending illness). Having questions go unanswered, 

or experiencing one (or more) episodes of mid-night illness 

when the mother watched the struggle to breathe, impelled 

the mother to try alternative treatments· and physiciansG 

Searching for answers resulted in two possible scenarios 

which led to referral to a specialist for the· child. Either 

the pediatrician could concur with the mother that the child 

was not responding to standard treatment and initiate the 

referral or -the mother, whose concerns had not been' 

addressed in previous encounters with the physician, would 

demand further interventions and insist on referral to a 
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specialist. The former outcome was collaborative in nature 

whereas the latter outcome was confrontive. 

This first phase of Catching the Asthma was an 
/':-~ ... 

overwhelming time for the family, as they stumbled through 

the days with questions unanswered. Metaphorically, this 

period is similar to walking_into an unlit room at night and 

attempting to find one's way tothe light_switch: The 

parents were groping in the dark for the answer to their 

problem. Once the diagnosis_of asthma was established, the 
. ·-r~; ~~. 

family felt a sense of relief because the answer had been 

found. The energy that had been bound up in the anxiety 

related to unknowing and watching the struggle was ref·ocused 

into learning the ropes and dealing·with asthma in the 

second phase. The diagnosis became a substantive fact or 

"something real to hold onto. 11 

The asthma episodes were a central focus of the 

fa-mily's life while they were groping in the dark, and they 

remained a central focus of the family's daily life early in 

the second phase of Catching the Asthma. The family engaged 

in a learning process about dealing with asthma and learning 

the ways in which asthma manifested itself in the child. 

over time, as the family became more adept at recognizing 

presumptive signs of asthma or possible trigger events for 

an asthma attack, the asthma moved from the cent'er of 

families' attention to a more peripheral position. 
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The family began to balance resources for meeting all 

the family's needs. The family actively worked to support 

all the family members in growing and thriving. The child 
:;:_, ·:~ 

was encouraged to participate in most of the usual childhood 

activities except when those activities brought the child 

into contact with trigger stimuli or events •. The parents' 
) '; : .. 

concern was to help their child live a normal life: "She's a 

normal child, she does all the things that a normal child 

does with her ballet and riding her bike. She's almost 

never inside the house. Kathy is normal, she just happens 

to have asthma" (Mrs. Derst). 

The third phase of Catching the Asthma matched the 

child's maturation level. Passing the reins along to the 

child was accomplished in accordance with the child's 

maturation level. The reins were those factors that were 

relative to s~lf-care and increasing responsibilit~ for 

self. The assignment of responsibility for basic household 

tasks was the activity that most clearly delineated when a 

family was moving into the third phase. Some children were 

assigned responsibility for picking up their toys by the age 

of three or four, whereas other children were not asked to 

be responsible until they were seven. For example, "I have 

to pick up my toys and make my bed and she doesn't! [Why?] 

Because she has asthma and she's sick all the time. I'm 

never sick." The parents frequently had to confront their 

own ideas about normal children as they began to move into 
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the third phase. As the parents came to terms with their 

expectations for their growing child, they began to 

incrementally assign responsibilities to their child. 
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As the child demonstrated increasing responsibility, 

greater knowledge about self, and the ability to initiate 

appropriate strategies for dealing with asthma, the burden 

for care was lifted from the-parents' shoulders. The child 

was becoming responsible for self and the parents were 

moving to supporting roles. 

Linkages to Literature 

A review of the literature was conducted in 

conjunction with the second and third-rounds of dat~ 

collection. The purpose of this second literature review 

was to search for connections between.the findings in this 

study and other reported studies (Strauss, 1987). The 

discussion begins: with a review of studies in which family 

caregiving was explored. Other research studies which 

provided some support for individual categorical codes 

rather than the process of caring are included in .this 

discussion. 

In Moore's (1984) study of the self-care of adolescent 

asthmatic girls four cultural themes were uncovered: (a) 

"friends are sensitive and understanding," (b) "control your 

asthma or it will control you," (c) "asthmatics are 

different, 11 and (c) "asthma 1sn't everything" (p.116.) .. 

These four themes could also be recognized in the present 
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study to varying degrees. The older children talked about 

the importance of friends in their lives in that friends 

"know about my asthma, they know it be [sic] serious," and 
-h 

that friends could be enlisted to help the asthmatic 

children. All of the families agreed that once they knew 

how to deal with asthma, predictability had re-entered their 

lives: They were no longer being controlled by their 

children's unexpected asthmatic attacks. These families 

consistently emphasized that their children were not 

dif.ferent from other children; · rather, they were normal. 

The children agreed with this viewpoint. The only way in 

which the children viewed themselves as· different from other 

children was that they had asthma, but they emphasized that 

they knew how to deal with it. All of the families affirmed 

that a~thma was no. longer taking all of their energy, i c. e. , 

that it was no longer a central focus for their energies. 

They asserted that. they had to be aware of and attend to 

dealing with the asthma on a regular basis, but that this 

did not require. all of their time or energy; there were a 

multitude of other activities in which they were engaged. 

In Wuest and Stern's (1991) study of 12 families of 

children with persistent middle ear problems, the basic 

social psychological process of learning to manage emerged 

through analysis of the in-depth family interviews. The 

phases of this process were (a) acquiescing, (b) helpless 

floundering, (c) becoming an expert, and (d) managing 
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effectively. The phases of learning to manage reflect 

several categories discovered in Catching the Asthma. 

In the phase of· acquiescing, families. were found to 

put their trust in the professionals (Wuest & Stern, 1991). 

Initially these families believed that, if they watched 

their children's symptoms, took the children to the 

physician, and followed the prescribed treatment plan, then 

the children would recover. In Catching the Asthma, parents 

sought answers by questioning the pediatrician during the 

_ early illness phase. Parents:~<took their children to the 

pediatrician time and time again to find the answer to the 

illness. This is similar to Wuest and Stern's (1991) phase 

of acquiescing in that the families of asthmatic children 

still demonstrated considerable trust in their pediatrician • 

. The phase of helpless floundering occurred when the 

child did- not improve and had repeated illness episodes 

leading to the families' frustration (Wuest & Stern, 1991)·. 

The dimensions of helpless floundering were (a) living in 

chaos, (b) becoming disillusioned, and (c) fearing outcomes 

for the child. These dimensions are clearly reflected in 

various categories that make up the phase of groping in the 

dark, in that the families were experiencing unending 

illness (living in chaos) and were wearing out as they 

watchea the struggle (fearing outcomes) to breathe. The 

unending illness led the families to search for answers, and 
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when their questioning went unanswered, they demanded 

attention (becoming disillusioned). 

As the families took a more proactive role in their 

children's care, they were be~~~ing experts (Wuest & Stern, 

1991). The-dimensions of becoming an expert were (a) 

learning the rules of the health care system, (b) perceptive 

knowing or interpreting the children's cues, and (c) 
i 

experimenting with the care of the children and changes in 

family lifestyle. In the phase of having a rope to hold 

onto the families of asthmati2'"children initially must learn 

the ropes (learning the rules), which included asthma care 

tasks as well as how to access the health system. 

Uncovering the asthma pattern (perceptive knowing) involved 

the families in learning how asthma was manifested in each 

child •. The category of trying alternatives, which occurred 

during the first _phase of Catching the Asthma, is most like 

the dimension of experimenting, in that families tried many 

traditional and non-traditional types of interventions in 

attempting to help their children get well. 

The fourth phase of learning to manage (Wuest & Stern, 

1991) was managing effectively and included the dimensions 

of (a) rearranging roles and responsibilities, (b) 

negotiating with health care professionals, and (c) 

minimizing the effec't on the child. Wuest and Stern 

discussed the changes in family roles, which occurred over 

the course of learning to manage within the context of 
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interpersonal roles, informational roles, and decisional 

roles. There were no specific categorical themes in 

Catching the Asthma that reflected these types of role 

changes, and a review of the data did not uncover any 

references that could be interpreted as changes in roles. 

Negotiating with health care professionals was seen when 

parents were buffering between the family and the external 

systems and inciuded such tasks as making contact with 

physicians. Balancing demands reflected the families' work 

to minimize the impact of illness on the children. To 

summarize, the process of learning to manage, as described 

by. Wuest and Stern {1991), consisted of many phases and 

tasks that are conceptually similar to those uncovered· in 

Catching the Asthma. 

Bull {1992) studied the transition from hospital to 

home care in- 55 older· adult family member· dyads. The family:. 

caregivers cop~d·with worries or concerns about their 

ability to provide saf."e care to a relative. It was their 

worrying that led them through a vari~ty of activities, and 

these activities resulted in their achieving mastery of 

caring for the fam.ily member. The tasks in.which these 

family caregivers engaged included (a) learning new skills, 

(b) modifying the environment, and (c) changing roles. 

These tasks and the process of achieving mastery reflect the 

work that takes place in learning the ropes of the second 

phase of Catching the Asthma. 
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Learning the ropes is· a form of achieving mastery. 

The families with asthmatic children learned new skills and 

modified their environments as they learned the.ropes 

related to asthma care. However, unlike the families in 

Bull's (1992) study, these families in the present study did 

not change their roles (or role expectations): Parents 

continued to enact parenting roles and the children enacted 

offspring roles: The role changes described in Bull's 

(1992) study included (a) enacting role expectations 
'1-~r.:~,~._.· 

normally assigned to the ill family member, (b) coordinating 

care including monitoring the ill member's treatment plans, 

and (c) establishing routines within the home that 

incorporated treatment regimens. In considering the role 

changes discovered in Bull's (t992) study, coordinating care 

and establishing routines are role expectations for parents 

caring for ill children. 

Using grounded theory methodology, Willoughby and 

Keating (1991) studied family caregiving for a relative with 

Alzheimer's disease in 10 families. Their focus was to 

uncover the patterns of family caregiving in an older 

population. They discovered the basic pattern of taking on 

and relinquishing control of caregiving for the Alzheimer

afflicted relative. The stages of the prbcess of being in 

control were (a) emerging recognition, -(b) taking control, 

(c) losing control, (d) adjusting to the psychiatric 

institution, and.(e) moving on. Although this population is· 
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children, the first two stages of being in-control are 

reflected somewhat in Catching the Asthma. Emerging 
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recognition reflected the family members' growing awareness 

of their relative's problem, and taking control was the next 

stage that revealed the family members' proactive approaches 

to identifying and managing the family members' health 

deficits (Willoughby & Keating, 1991). These two stages are 

somewhat similar to the early work in the phase of groping 

in the dark in that the families reported an increasing 

awareness that the children's illnesses were different from 

others' illnesses and responded by questioning to identify 

what was happening with their children. As the families of 

a:sthmatic children moved into the·. second: phase of Catching 

the ~~thma, they learned how to deal with asthma or·how to 

manage and prevent illness episodes. The difference between 

these two studies lie in the illness--trajectory of·the ill 

family members: The Alzheimer-afflicted family members are 

in a downward spiral of increasing disability, while the 

asthmatic children are in an upward spiral of increasing 

ability to be responsible for self. 

Hinds, Chaves, and Cypess' (1992) discussion of the 

meaning of the context in any situation is supported in this 

study of catching the ·Asthma. Hinds et al. contrasted the 

common use of context as the setting for the action with the 

meaning the context has on the action. In the present 
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study, the multiple contexts in school-aged children's lives 

were major element~ in the data analysis. Home, school, 

health care settings, and extracurricular settings all 

played important roles in the families being able to Catch 

the Asthma. For example, attending school influences the 

school-aged children's views of self as normal and supports 

their ongoing conceptual and social development. 

Additionally, children who attend school must learn hovl to 

interact with adult strangers in order to get their needs 

met. 
• ~.~?~ (~~ 

School attendance 1s an··external influence that 

focused the parents' attention on the need to share the 

responsibility of Catching the Asthma by coaching their 

children on dealing with the asthma .. . 'l'hese activities are 

enacted to support the children's grow.th.and development. 

In this instance, it becomes clear that the school as a 

context factor is not merely a background setting for the 

families, but rather it is an active ingredient in shaping 

families' experiences of Catching the Asthma. 

Gaynor (1990) studied the effects of spousal 

caregiving with 155 women who were in three categories of 

caregiving: long-term caregivers (n = 87); short-term 

caregivers (n = 3-8); and a control group of noncaregivers (n 

= 30). Several stressors were identified related to time 

management and self-care. The long-term caregivers 

described feeling burdened and exhausted from the never-

ending care. They experienced restrictions on outside 
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activities and a lack of time for.themselves or their 

personal interests. The short-term caregivers experi~nced 

much less stress and were able to manage their caretaking 

tasks. However, the short-term caregivers had delayed their 

need gratification to meet their spouses' needs because they 

saw these as a temporary restriction. 

In the asthmatic families, the mothers described their 

sense of exhaustion as they cared for their children through 

the unending illness. Their sense of burden was increased 
:~:~ 

because they did not know what· was happening to their child 

(unknowing). Just like the spouses in Gaynor's (1990) 

study, they were wearing out from the overwhelming burden of 

care. However, once the diagnosis was made the mothers' 

described the sense of relief they experienced. The 

diagnosis provided direction for their efforts and so they 

were able to manage the demands of caring for their 

children. The mothers were more like Gaynor's short-term 

caregivers in that the primary responsibility for caregiving 

could be shared with others and eventually the children 

would be providing for their own caring needs~ 

Whyte's (1992) ethnography with four families with 

children who had cystic fibrosis identified the following 

themes: (a) assault to parents' self-image, (b) suffering or 

anticipating the loss of the child, (c) chronic burden of 

care, and (d) crisis states. The chronic burden of care was 

influenced by the children's level·o~ cooperation and crisis 
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states which could arise with recurrent illness episodes. 

These two themes reflect the experiences of the asthmatic 

parents when they were groping in the dark • 
••. ;_.'Of-'· 

Clements, Copeland, and Loftus (1990), using grounded 

theory methods, interviewed the parents of 30 families with 

a chronically ill child who had cancer, diabetes, or cystic 

fibrosise They wanted to explore parental perception on 

caring for these children to determine the ways these 

families coped. They discovered that equilibrium was 

achieved when emotional and'physical support was available. 

Parents shared responsibilities in 63% of these families 

while in the remaining families the mother assumed all 

responsibility. More interestingly, 40% of these pa~.·ents 

received support from the ill children. ·This supports the 

findings in this· study related to helping out and balancing 

needs. As the children grew· older, their abilities to 

support their parents increased. 

Periods of disequilibrium occurred when individual 

needs increased or there were changes in support received 

(Clements et al. 1990). The initial diagnosis was the 

hardest time for these· families, which is·understandable 

since the diagnoses-of cancer, diabetes, and cystic fibrosis 

all carry the stigma of death. Other periods of 

disequilibrium occurred whenever physical symptoms were 

present or exacerbated and the parents felt uncertain about 

care needs. Normal developmental tasks. also provided 
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disequilibrium to the families as the children moved out of 

the home environment to start school, or in divorced 

families, when the children visited the other parents. 
A· .. 

Parents had to relinquish control over their children's care 

and this was an unsettling period for families. In contrast 

to the Clements et al. {1990) study, in the- present study 

the diagnosis of asthma was actually a relief to most of 

these parents in that they had a rope to hold onto. The 

category of buffering describes much of the work families 

undertake to interface with oth.er systems such as schools, 

health care providers, and the extended family. The 

asthmatic families described the degree of work involved in . 

buffering between_these systems and their nuclear families. 

It appears safe to assume t~at these families experienced 

disequilibrium-which led them to do the work of buffering in 

order to reestablish the equilibrium within their families .. 

Mishel and SorensQn {1991) studied the influence of 

uncertainty on mastery in the case of gynecological cancer. 

Mishel {1990) defines uncertainty as "the inability to 

determine th~ meaning of illness related events" {p. 256). 

Furthermore, when the uncertainty in the experience is 

interpreted as dangerous then the individual activates .a 

variety of coping strategies to mediate the perceived 

potential harm. In the study of uncertainty in 

gynecological cancer, Mishel and Sorenson {1991) found that 

ambiguous situations impeded the ability to use personal 
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resources effectively. Mastery in uncertain situations was 

reduced. This supports the findings in the first phase of 

groping in the dark when the families had no diagnosis upon 
'' · .... {~ 

which to focus and described their sense of helplessness and 

fear in the face of the children's symptoms. The_se families 

were experiencing uncertainty in situations which they 

defined as dangerous. For example the Jones' described that 

"it v1as awful just watching your child struggle to breathe. 

We felt like he could be damaging something. 11 

Hodges' and Parker's (i~~7) study of parental concerns 

in families with diabetic children indicated that their main 

concerns were related to (a) managing the regimen, (b) 

coping with restraints imposed on a daily basis, {c) dealing 

with school, and (d) working with the health care team. 

These are the foci of much of the work in the second phase 

of Catching the Asthma. The families initially must learn 

the ropes in order to manage the asthma on a daily basis. 

Buffering incorporates the families' work with the school 

and health care system. 

Carrieri, Kieckhefer, Janson-Bjerklie, and Souza 

(1991) studied the sensations of dyspnea in 39 school-aged 

children (7 to 13 years) and their coping strategies. 

Factors which precipitated dyspnea were classified as 

personal, situational, and physical activities. The most 

common precipitating factor was physical activities 

includin~ ~unning, playing, and vigorous sports. Personal 
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factors included physical conditions such as fatigue and 

illness, and emotional arousal such as excitement, anger, 

anxiety, crying,· or laughing. Situational factors included 
'-~ _.._•; 

allergens, weather conditions, and stressful situationse 

These factors were clearly described in the present study on 

asthma as potential asthma triggers to which families 

responded by being on alert. The coping strategies 

identified by Carrieri et al •. (1991) included the children's 

self-adjustment of medications especially the use of 

inhalers, seeking health care"t,~·~r help from others, drinking 

extra fluids, taking deep breaths, and making conscious 

attempts to calm down. These strategies were described· in 

the present study in the categories of stepping up treat;ment 

and changing the response. Being on.alert, stepping up 

treatment 1 . and changing the· response are all categories_ of 

behaviors by which the families dealt with asthma .. 

Dragone's (1990) studied 24 adolescents with chronic 

illnesses to determine what they identified as their primary 

health care needs. Using a 60-item questionnaire, Dragone 

contrasted the concerns of e~rly adolescents with middle and· 

later adolescents. The early adolescents focused on 

physical symptoms as identified health needs. Middle and 

later adolescents focused on the impact the illness would 

have on their future lives and identified many physical and 

psychological symptoms which could be related to depression. 

There were early adolescents in the present study and 
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they too focused on physical symptoms. The two older 

adolescents in the "older" family had been asked how they 

would manage their asthma as_they grew older. They both 

indicated that they did not see this as a problem. The 15-

year-old went on to explain that if his children had asthma 

he would know how to help them because he knew how to manage 

asthma (knowing self). These two older adolescents did not 

see their asthma as a hinderance, but they clearly had been 

thinking through the impact of their asthma on their 

futures. One contrast between this study and Dragone's 

(1990) study is the impact of the disease process on the 

adolescents' level of activity. Not being able to do the 

things that their friends did was cited.as a problem by 54% 

of Dragone's sample. It is-possible that illnesses which 

restrict children's involvement with peer-related activities 

would lead to greater depression as described by the 

adolescents in Dragone's study .. 

Spitzer (1992) interviewed 20 hemophilic children 

between the ages of 6 and 13 years. Their parents filled 

out a health history and demographic tool while the children 

were interviewed. ·Spitzer followed Glaser's and Strauss' 

(1967) constant comparison method and axial coding to 

identify domains of children's coping. Three domains were 

identified: existential concerns, treatment concerns, and 

concerns related to search for identity. Existential 

concerns related to coping during bleeding episodes. 
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Treatment concerns were related to evaluating bleeding 

episodes as routine or bad and pokes -(needle sticks) as good 

pokes or bad pokes. Identity concerns were views of self as 

"not sick" and "not different." To these_children, being 

sick meant experiencing illness due to germ contact. Not 

being different meant being able to do what others do, 

except that participation in these activities frequently 

resulted in bleeding and then they would be left out of 

activities. They used emotion-focused coping when they felt 
\:~!-~~~~:.: 

left out. This view of self as "not different" is strongly 

reflected throughout the asthma data- in that parents and 

children alike referred to self as normal and not different 

from other children. Spitzer's (1992) treatment concerns 

reflect the evaluating behaviors families .. engage in as they 

judge the effectiveness of the" interventions. 

Spitzer (1~92) indicated that children engaged in 

problem-oriented coping in response to their existential 

concerns._ Specifically the children either got help from 

parents during their bleeding episodes or they attempted to 

stop the bleed themselves. These behaviors are similar to 

the substantive categories of relying on others and stepping 

up treatment. In the asthma study the youngest children 

used the strategy of relying on others almost. exclusively, 

while the middle and older school-aged children initiated 

stepping up the treatment strategies before getting help. 
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In conclusion, the process of Catching the Asthma 

Before it Gets out of Hand is consistent with the findings 

of other studies on chronicity and family caregiving. It is 

important to emphasize that th~se studies focused on 

caregiving as a process or on selected aspects or problems 

related to·car~giving rather than the broader concept of 

family caring. Nevertheless, when reviewing the few 

articles which reveal processes of family caregiving, there 

are clear parallels between these studies and the findings 

in Catching the Asthma. Furtll~rmore, although the other 

studies had narrower foci, these too provided support for 

individual categorical codes. These linkages to the 

literature strengthen the grounding of. this -substantive 

theory within the growing body of nursing .science (Strauss, 

1987).-

Research Questions 

The following research questions guided this study · 

from the outset: (a) What is the experience of family 

caring? and {b) How does chronicity impact family carin_g? 

Like the studies discussed above, these families could 

articulate their caregiving activities with great detail. 

When asked to describe what caring meant to them, the most 

common response was "taking care of each other." In 

response to a. probe for examples, taking care of each other 

meant doing things f·or each other or helping out with tasks 

around the home. 
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All of the parents could respond to the question, "How 

do you care for yourself?" They indicated a number of 

activities in which they engaged for the purpose of 

revitalizing themselves such as finding time to be alone, 

reading, or soaking in the bathtub. However, there was a 

wide range in the frequency with which. individual parents 
) 

engaged in these caring-for-self activities. .Typically the 

parents of youn~er children engaged in less selt-care than 

did the families with older children: Time·anq energy for 

self-care were limited by the more acute caregiving needs of 

the younger children. 
0, • • 

While the fam1l1es had difficulty articulating their 

perceptions. of "caring for and ca:r;ing about while taking 

care of"- each other, a review of the process of Catching the 

Asthma-reveals patterns consistent with the literature on 

caringo Morse, Bottorff, Neander, and Solberg. (1991) 

analyzed the current literature on caring and identified 

five major interpretations of caring. These five types were 

(a) caring. as a human trait, (b) caring as a··· moral 

imperative, (c) caring as an affect, (d) caring as an 

interpersonal interaction, and. (e) caring as a therapeutic 

intervention. Examples of these different types of caring 

are evident in the data. 

The most common example of family caring in the data 

was as a therapeutic intervention. Morse et al. (1991) 

stated that caring as therapeutic intervention emphasizes 
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competencies and skills related to caring. ·In the present 

study, these families attended to their children's needs 

throughout the process of qatching the Asthma and grew 

tremendously in caretaking competencies: The families were 

the experts in taking care of their asthmatic children. 

Caring' as a h~man trait and an affect was also evident 

in the present study (Morse et al., 1991). Caring is 

considered to be part of human nature (Roach, 1984) and is 

essential for human survival (Bevis, 1981). The parents 

clearly articulated this ty;~'of caring: "That's your child 

and you simply do what you have to do for your child." "I 

want her to participate in all the activities, just like the 

other kids. !~don't want her to see her life as limited 

because of· the asthma." Th~se statements refiect the 

desires and feelings parents have for their children. 

Instances of caring as a human trait that did not · 

incorporate caring as an affect could not b~ found in the 

data. 

Caring as an interpersonal interaction was not 

verbalized by families, but it was enacted by them. In this 

instance, caring is a reciprocal interaction that conveys 

respect, trust, and commitment to each other (Morse et al., 

1991). Parents supported their children during the 

interview sessions. When parents and children disagreed as 

to the facts of an experience, both listened to the other 

and shared their views of the experience. Parents 
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'explained' rather than '-told' things to their children. 

Children would ask questions about what the parents were 

sharing, and the parents would respond with an explanation 

of what they meant. 

The fifth type of caring as moral imperative was not 

applicable to these families. Caring as a moral imperative 

is identified as the ethical)foundation of a profession 
-

(Morse et al., 1991). Caring as a moral imperative in the 

instance of fami~y caring could be interpreted as the social 

expectations and sanctions governing the parenting role. 

However, the family caring in this study was not expressed 

as a social mandate. In other words, none of these parents. 

expressed that -they were bound by·duty t.ci care for their 

children. 

The impact of chronicity on family caring seems to be 

in the realm of caring as a therapeutic intervention (:f.iorse 

et al., 1991). These famili.es related their growth in terms 

of refining their skills in managing, evaluating, and 

intervening on behalf of their children. To successfully 

C~tch the Asthma Before it Got Out of Hand, parepts had to 

learn to recognize the asthma pattern and learn ·the ropes in 

order to deal with the asthma. The influence of asthma on 

day-to-day living was described in all the families in terms 

of the impact of balancing demands in order to support the 

children's growth and development. 
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Implications for Nursing Science 

Studies on family-caring reveal similarities in the 

process of caregiving tasks and themes experienced by 
.-:.;.:. .. ~ ... 

families, but there are differences in terms of the 

developmental levels of the families and the variations in 

the illness trajectories. All of the studies demonstrated 

that the family caregiving process changed over time 

(Willoughby & Keating, 1991). These related studies are 

building a body of knowledge related tp the processes of 
·-wr::\~'fi 

family caregiving in various"illness contexts.. The 

implications of this study of family caring for school-aged 

asthmatic children. for nursing science in the areas of. 

research, theory, practice, and education will be.discussed. 

Nursing Research Implications 

There- are gaps in this growing pool of data in the 

area of family caring. inwellness contexts and across 

different developmental stages. Moriarty (1990). indicated_ 

that there is very·little research conducted or reported on. 

families who are not experiencing clinical pro.blems .. 

According to Gillis and Davis (1992) there are two areas of 

family research that have been neglected. These neglected 

areas are descriptions of clinical phenomena related to the 

family and investigations of family nursing interventions. 

What is needed at.this time is to begin exploring family 

caring across age cohorts, developmental parameters,. and 
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various wellnessfillness contexts in order to build a formal 

theory of family caring._ 

The distinctive and complex nature of·family as a 

system of interacting persons raises speci~l challenges for 

family nursing research {Moriarty, 1990). Of particular 

concern to nurse researchers is to determine the appropriate 

unit of analysis to match the study question and design. 
-

What is reported in the literature as family research may in 

reality be family-related research. Gillis and Davis {1992) 

indicated when research is conducted with family members,_ 

then one is doing individual_or family-related research. 

However., when one studies the family group then family 

research is being done. 

The importance of matching the study design to the 

question should not be underestimated. Uphold and 
. ' 

Strickland (1989) stated that the question or purpose of the 

study should determine the choice of participant selection 

in studies of families. In other words, if-the question 

relates to the individual's perceptions of family factors, 

then individual interviews should be conducted. This 

research would more properly be labeled family-related 

research {Gillis & Davis, 1992). If, on the other hand, the 

research question relates to how a family interacts, then 

the family should be interviewed and observed together 

(Uphold & Strickland, 1989). This would be considered 

family research (Gillis & Davis, 1992).' 
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One concern related to family research is the 

limitation of group·data collection when confidentiality is 

an issue. In the instance of sensitive topics, the 
,": · .. -~·· 

researcher must decide what to sacrifice. Either depth or 

detail is sacrificed to maintain confidentiality for the 

group participants or the researcher gathers individual data 

and then must decide how to combine the data in order to 
-

interpret it as family data (Uphold & Strickland, 1989)e 

The lack of available norms.for family groups can limit the 
·.i'f;~;{?l 

data interpretation in quantitative studies with multiple 

family members {Moriarty, 1990). Qualitative approa~hes are 

appropriate when the purpose of the research is to discover 

the processes in which families are engaged. When 

co"llecting data using qualitative methods the researcher 

must sp~cifica,lly include all members in the conversation 

-lY'ithout making alliances with one member .over another 

(Moriarty, 1990). 

This study of ·families with school-aged asthmatic 

children used qualitative methods to discover the processes 

o·f family caring. A combination of individual and group 

interviews were used throughout the three rounds of data 

collection and validation. At times different family 

members were interviewed alone, while at other times these 

same family members were interviewed in the family 9roup~ 

This combining of individual and. group interviews within th.e~ 
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family interview may be one way to preserve confidentiality 

while maintaining the integrity of the family research. 

Another issue uncovered·in the literature on family 

research is the nearly exclusive role of women as the family 

caregivers. In studies of elder care, women were the 

predominant caregivers (Bowers, 1987; Gaynor, 1990; Goodman, 

1986; Willoughby & Keating, 1991). Consistent with social 

expectations, male family members are simply not expected to 

p1ay a major role in caregiving for elderly relatives 
'.'~\~·.~~ 

(Goodman, 1986). Even though women are playing an 

increasingly important role outside the home as 

breadwinners, their caregiving roles_have not diminished 

(Bowers, 1987). Even in family caring for children and 

adolescents, women continue to play the dominant caretaker 

role (Gallo, Brei tmayer, Knafl, & Zoeller,· 19·92) • 

In this study on family caring, the. mothers. were the 

predominant, though not exclusive, caregivers. The care of 

the ill family member traditionally falls to the female 

family members. In all but one of the families, it was the . 

. mother who would lose work time to stay with an ill child. 

Several families had extended family members, great aunts or 

grandmothers, who would provide supplemental caregivirig when 

the children were ill and thereby allow the mothers to 

continue working. 

The distinction between caring for ill children versus 

well children is an important one in this study since the 
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focus was on family caring in health and illness. All of 

the fathers participated in activities with their children. 

The fathers would frequently help out by taking the children 

to outside activities and th~reby provided the mothers with 

time alone for themselves. However, six of the fathers in 

this study actively participated in caring for their 

children when the children were ill. The other fathers 

helped out by supervising the other well children but chose 

to leave the. ill children to their wives' ministrations. In 
. . 0~* all of the fam1l1es the mothe·rs carried the greater 

responsibility for care. 

In summary, this study of family caring for school-

aged· asthmatic children contributes to a growing body·of 

knowledge related to caring, chronicity, and family theory. 

However, exploration of family caring is far from complete .. 

The· research on f.amily caring reported above reflect the 

current focus on illness in families with ill or debilitated 

children and· eld.ers. This study moved specifically into the 

realm of wellness in families who must deal with chronicity. 

Nursing research is needed across the lifespan and across 

the wellness-illness continuum in order to uncover family 

caring patterns as families grow and develop. This-. study 

revealed some of the changes in family caring as children 

mature. By continuing this line of investigation as 

children grow to adulthood, changes in family caring may be 
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Family nursing research needs to focus on methodologic 

issues in order to build family n~rsing.theory. This study 

demonstrated the feasibility and limitations of conducting 

family research with children. Other studies are needed 

which specifically explore data collection and analysis 
·-

methods with family groups. 

Consistent with the research reported above, this 

study revealed that women were the predominant caregivers, 

although several fathers participated in caring for ill 

children. There has been a change in fathering behaviors in 

this century in that men are demonstrating more interac:tive 

and participatory behaviors. However, as studies on family 

caregiv~ng are conducted the women continue to be the 

primary caregivers. Family-related research is needed to 

identify fathers' arid mothers' expectations of_their 

individual roles in family caring. It is quite possible 

that the degree and type of caregiving each parent provides 

meets the families' expectations. 

Nursing Theory Implications 

Benoliel (1984) discussed the need for qualitative 

approaches to generate meaningful theories for nursing. 

Nolan and Grarit (1992) discussed the near impossibility of 

applying nursing theories to the practice arena. Nursing 

theories·tend to be very global and all encompassing of. 
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every facet of human functioning in health-illness 

situations. The relationship between grand nursing theories 

and the extant world is unclear (Weekes, 1986); their very 

abstractness makes application and testing difficult. 

Because qualitative methods yield data which are 

grounded in the lived human experiences, they are most 

useful in theory generation (Benoliel, 1984). The resultant 

substantive or mid-range theories are seen to be immediately 

applicable to the setting from which they emerged (Glaser & 

Strauss, 1967). 

Working·on this assumption that mid-range theories 

have more utility for guiding practice, Nolan and Grant 

{1992) decided to test Chenitz's mid-range theory of 

relocation effects which was developed. using grounded· theory 

methodo~ogy. They used semi-structured interviews with 30 

elders- in four locations. The· findings of their study 

supported Chenitz's relocation theory in terms of describing 

the elders' experiences with relocation ·accurately and in 

utilizing the relocation theory as a basis for 

interventions. Their .testing of a grounded substantive 

theory supports Glaser's and Strauss' {1967) assertions 

regarding the immediate applicability of grounded theories. 

catching the· Asthma is a substantive theory which 

reveals the process by which families confront the problem 

of the asthma getting out of hand. The study findings yield 

descriptions of family experiences in various stages of this 
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process. These descriptions are useful in aiding nurses' 

understanding of the family experiences. Understanding the 

family's reality is an important framework for shaping 

nursing interactions. The data go beyond description of 

experiences in that strategies, goals or desired outcomes, 

and other intervening factors are identified which can guide 

the generation of nursing interventioris. 
-

By identifying a family's needs in various phases the 

nurse can create interventions to support the family's move 
··-&1·> 

toward the desired outcome. For example, when families are 

in the phase of groping in the dark, because they are 

dealing with sick children who -are experiencing recurrent 

illnesses that do not seem to respond to the prescribed 

treatments, nurses need to focus on providing answers to 

their questions and preventing family exhaustion. The 

experience of groping in the dark is not necessarily limited 

to families with asthmatic children. Since groping in the 

dark explains the.families' experiences prior to the 

diagnosis of the illness there are a number of clinical 

conditions such as recurrent otitis media (Wuest & Stern, 

1991) which would respond well to the described nursing 

interventions. 

The phase after the diagnosis of asthma has been made, 

or having a rope to hold onto, is specifically related to 

incorporating the asthma treatment regimen into the family-'s 

routines. Strategies were identified in this phase which 
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support the family's mastery of dealing with asthma. These 

strategies are immediately applicable to families who are 

learning the ropes. While there are substantive codes which 
,. . . ·;;~ 

are specific to asthma care, there are other codes which are 

related to the context of illness and the family dynamics in 

both illness and wellness situations. The categories of 

buffering and.balancing needs have implications for other 

families who must deal with ill children and are not limited 

to asthmatic children.' When examining the process 

categories rather than the s~~~·l.fic strategies and behaviors· 

that were outlined in this substantive theory (i.e., 

learning the ropes, dealing with .•• , buffering,· and 

balancing needs), one discovers the.threads for building a 

formal theory of family caring. Further research is needed 

to expl9re and validat~ a formal theory of family caring. 

Nursing Practice Implications 

Qualitative studies have implications for practice 

with families of ill children, in that nursing practice can 

be generated which ·is family and situational-specific 

(Deatrick & ·Knafl, 1988). Chronic illnesses have a direct 

impact on child and family functioning (Revell & Liptak, 

1991). The child must deal with the discomforts associated 

with treatments, the inability to participate in peer 

activities, the unpredictable illness trajectory, and the 

potential restriction in growth and development (Revell & 

Liptak, 1991; Spitzer, 1992). The family must come to terms 
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and the grief associated with lost opportunities and the 

less than perfect child in order to meet the needs of the 
......... · •' 

whole family (Revell·& Liptak, 1991; Whyte, 1992)e 

The children in the family-need to have the 

opportunity to master predictable developmental tasks in 

order to continue growing and developing (Grey & Thurber, 
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1991; Yoos, 1987}. Yoos (1987) indicated that development 

can be supported in chronically ill children by encouraging 
-:' ...... ,' 

re-gular school attendance, building peer relationships 

through participation in clubs or other activities, and 
I 

encouraging self-care as much as possible. The families in 

this study supported normative developmental activities 

through buffering, balancing needs, and sharing 

respons~bilities. 

The siblings cannot be overlooked in the work of 

family caring. Trahd (1986) identified the risks and 

benefits for siblings in families with a chronically ill 

child. The siblings are at risk for increased stress 

related to emotional deprivation, as parents focus on the ill 

child and subsequent resentment by the sibling. Siblings 

can benefit from being included in the family tasks of 

caring for the ill sibling .. Benefits may include increased 

maturity, tolerance and concern for others, and an 

appreciation of their good health. There are clear 
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implications for families to balance the needs of all family 

members in order to support growth and development. 

There is a need for planned services which support 
•• ·~( ' 1:, 

families as they care for chronically ill children. The 

need for school health services for children and families is 

crucial in order to reduce missed days from school (Cowell, 

Mosley, Pelt, & Mootry, 1991). School health services 

provide a mechanism for implementing treatment early, 

thereby reducing the time missed in schooling. Broad-based 

services arec needed which are not limited to supporting in-

school treatments of ill children but which incorporate 

prevention and health maintenance.activities for all 

children. 

There is a clear need for nurses to design support 

groups·· ~or parents of chronically ill children (Phillips, 

1990)'. In thi~ study four families indicated the desire to 

participate in support groups in order to learn how others 

dealt with the situations which arose in daily life with 

chronically ill children. .There were two families which 

indicated that-they absolutely did not need any support 

group. The other families indicated that a support group 

was not needed "at this time .. " Support groups provide~ 

mechanism for families to work through their feelings about 

caring for chronically ill children, to. share strategies 

with other families, and to gain a sense of support from 

others who have experienced similar situations .(Phillips, 
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1990). The families in this study probably would have 

derived the greatest benefit from a support group initially 

when they were groping in the .,_dark and later when first 
~ ~"· 

learning about asthma care and attempting to incorporate 

asthma routines into their daily lives. 

The implications for practice which flow from this 

study include (a) ·the need for on-going family education as 

they learn new treatment regimens, (b) the need to educate 

health care providers concerning the needs and concerns of 

families with chronically ill children, (c) the need for 

mechanisms to teach families about interfacing with the 
5 

-health care sys·tem, and (d) the need to support families in 

meeting the growth and development needs of all members. 

Families are overwhelmed by the new and sometimes 

conflic~ing directions they receive from health care 

professionals when the diagnosis of asthma is first made~ 

Education needs to be provided over time so that 

clarification of families' understanding and evaluation of 

the efficacy of some interventions can take place. 

Smoothing the interface between health care.providers and 

families is crucial since asthma care takes place in the 

home. If families are to be successfpl in dealing with 

asthma, then they must have confidence that their health 

care provider will support their efforts and will be 

available to respond to their needs. All of the families in 
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this study were coming to terms with asthma care,in order to 

.support their children's growth and development. 

Nursing Education Implications 

The implications for nursing education flow from the 

practice implications. Noddings (1984), in discussing 

caring as a moral approach to education, indicated the need 

to identify one's values in the situation .. When teaching 
--

about nurse caring for families, values should not be shaped 

by idiosyncratic assumptions about family functioning, but 

rather must be based on theories which describe the family 

experience with some accuracy. By utilizing findings from 

substantive theories which are grounded in family 

experiences, then education of nurses is reality based. 

In teaching nursing students about family nursing 

care, 6~e must move beyond the boundaries of individual 

experiences and truly focus on family experiences.· Anderson 

and Tomlinson (1992) stated that the ·family health system is 

made up of five realms of experience. These realms include 

interactive processes, developmental processes, coping 

processes, integrity processes, and health processes. 

Nursing education needs to address family health in each of 

these five realms. 

Nursing education relative to these processes should 

include an exploration of the dynamics of family 

relationships, communication patterns, social support, 

developmental issues related to family transitions, managing 
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family resources, problem solving, shared meanings of family 

identity and commitment, family history, health beliefs, 

health practices, lifestyle practices, and health care 

provision during illness and wellness (Anderson & Tomlinson, 

1992)o By exploring these issues and modeling of nurse 

caring in clinical and classroom situations, the nursing 

student can be guided in student-patient caring (Watson, 

1989) • 

Nurse caring needs to be context-specific in that the 

caring needs to be appropriate for families. Research which 

results in theory building can shape the foundation for 

teaching nursing students context-specific strategies and 

outcomes (Watson, 1989). 
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Human Assurance Committee 
Institutional Review Board 

March 14, 1991 

._. ~ •• '!- ·:.;. __ ./ 

Sharon D. Horner, RN, MSN 
PhD Nursing - Student 

RE: "Exploratory Study of Family Caring in Families 
who have a Child Member who has a Chronic Illness" 

APPROVAL --DATE: March 14, 1991 

FILE NUMBER: 91-01-102 

Dear Ms. Ho-rner: 
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The HUMP..N P..SSURANCE COMMITTEE has reviewed and approved the 
above referenced project in accordance with the DHHS policy 
and the institutional assurance on file with the DHHSa 

The Committee would like to call your attention to the fol
lowing obligations_ as Principal Investigator of this study. 
Under the terms of-·our approved Institutional Assurance to 
the Department of He_al.th and Human Services, you must provide 
us vlith a progress report at the termination of the study, or 
at the _annual anniversary date of this approval, whichever 
comes first. If the study will be continued beyond. the ini
tial year, an annual review by the HUMAN ASSURANCE COMMITTEE 
is required~ with a progress report constituting an important -
part·of the ~eview. The Committee will notify you of the an
niversary teport by sending you an HAC-107 form for co~ple
tion. 

If VA patients or facilities are involved .in this study, you 
must also have ::·~. letter of approval from the VA Research & 
Development Committe·e prior to involvement of VA patients or 
faci ties. 

George s. 
Chairman 

Ph.D. 

HUMAN ASSURANCE COMMITTEE 

Augusta, Georgia 30912·4810 (404) 721·3110 
An f.ffirmative Action/Equal Opportunity Educational Institution 
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EXPLORATORY STUDY OF FAMILIES WHO HAVE A CHILD MEMBER 
WHO HAS A CHRONIC ILLNESS 

Individual Consent Form 

Principal Investigator: Sharon Horner, RN, MSN 
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It is important for nurses to understand the caring 
that occurs in families which have·children who exper1ence 
chronic illnesses. I have been invited to participate in a 
study on family caring being conducted by Sh~ron Horner, RN, 
MSN. 

The purpose of this study is to explore the 
experiences of families as they care for and care about the 
family members, taking intoti~·~consideration the impact the 
chronic illness has on both the individual and the family as 
a whole. I understand that I have been asked to participate 
because I am a member of a family which has a school-aged 
child with chronic asthma. There will be as many as 20 
families invited to participate in.this study. 

For this study, I am being asked to participate in· 
interview sessions which will be tape recorded. The type of 
questions asked include "What are the experiences of caring 
in your family?" and "How does the asthma affect you on a 
daily b?sis?" The first interview will be done in private. 
After ·the first interview it may be necessary to participate 
in a second, shorter interview. 

The second interview will involve some discussion of 
the first interview to clarify any information, and further 
discussion of family caring based on ideas discovered in 
other interviews. This second interview may be done in 
private or in a small group of my family members or if I am 
willing possibly other families with asthmatic children. 
The people in~olved in the second interview will depend on 
what we will be talking about. Late in the data 
analysis a third interview will take place with one 
representative of the family to share data results and ask 
for any other information which might "polish" the 
interpretation of -the data. I understand that the 
interviews will take about one hour of the my time, and that 
the time between the first and second interview might be as 
much as three months. 

Further, I understand that the time and place for the 
interviews will be set up to fit into my schedule. 
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Page 2 of 2 
There are no costs to me based on my involvement with. 

this study. There are no foreseeable health, social, or 
legal·risks involved in this study •. 

The possible benefit of the study is to increase the 
knowledge of nurses about families caring for and about 
chronically ill children. This should have some impact on 
the care delivered to children and families as they enter 
the health care systems, although this is an anticipated 
future benefit. 

My participation in this study will be kept 
confidential. The interviews will be tape recorded to be 
analyzed later and all names will be changed to pseudonyms 
during transcription. After being transcribed, the tapes 
will be kept in a locked fire proof box until all data 
analysis is completed. <'·· 

S-haron Horner 1 RN 1 MSN, can be reached on the campus 
of Georgia Southern University at A message 
can be left with the secretary if Ms. Horner is not in her 
office. Ms. Horner will answer any questions I may have at 
any time concerning this study. If I have any questions or 
concerns about the righ of research subj.ects, I may 
contact Dr. Schuster at at the Medical 
College of G~orgia. 

My participation in this study is voluntary. I. rnay 
revoke my consent and "t>lithdraw from the study· now or at any 
time in the future, without penalty or loss o .. t' care or other 
benefits to \vhich I am otherwise entitled. 

The risks and benefits to me, if I participate in this 
study have been explained. I have had·the chance to ask. 
questions and these have been answered. 

Participant's signature Date 

Principal Investigator's signature 
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EXPLORATORY STUDY OF FAMILIES WHO HAVE A CHILD MEMBER 
WHO HAS A CHRONIC ILLNESS 

Family Consent Form 

Principal Investigator: Sharon Horner, RN, MSN 

194 

It is important for nurses to understand the c~ring 
that occurs in families which have children who exper1ence 
chronic illnesses. I have been invited to participate in a 
study on family caring being conducted by Sharon Horner, ·RN, 
MSN. 

The purpose of this study is to explore the 
experiences of families as ~hey care for and care about the 
family members, taking intc);Pconsideration the impact the 
chronic illness has on both the individual and the family as 
a \vhole. I understand that we have been asked to 
participate because we are a family which has a school-aged 
child with chronic asthma. There will be as many as 20 
families invited to participate in this study. 

For this study, we are being asked to participate in 
interview sessions which will be tape recorded in a quiet 
area of our home. The type·of questions asked include "What 
are the experiences of caring in your family?" and "How does 
the ast~ma affect you on a daily basis?" although they will 
be phrased in a manner that the children can understand the 
questions. The asthmatic child will be asked to draw a 
picture about "doing something with my family." The other 
children may choose to draw a picture also. The pictures 
will be used more to "break the ice" with the. children and 
help them feel more comfortable in talking with Ms. Horner. 
After the first interview it may be necessary for some of 
the children to participate in a second, shorter interview. 

The second interview will involve some discussion of 
the first intervi~w to clarify any information, and further 
discussion of family caring based on ideas discovered in 
other interviews. This second interview may be done in 
private or in a small group of my family members or if I am 
willing possibly other families with asthmatic children. 
The people involved in the second interview will depend on 
what we will be·talking about. 

Late in the data analysis a third interview will take 
place with one representative of the family to share data 
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results and ask for any other information which might 
"polish" the interpretation of the data. I understand that 
the interviews will take at most one hour of the my child's 
time, and that the time between the first and second 
interview might be as much as three months. Further, I 
understand that the time and place for the interviews will 
be set up to fit into mine and my child's schedule. 

There are no costs to me based on our involvement with 
this study. There are no foreseeable health, social, or 
legal risks involved in this study. 

The possible benefit of the study is to increase the 
knowledge of nurses about families caring for and about 
chronically ill children. This should have some impact on 
the care delivered to children and families as they enter 
the health care systems, although this is an anticipated 
future benefit. 

Our participation in this study will be kept 
confidential.. The interviews will be tape recorded to be 
analyzed later and all names will be changed to pseudonyms 
during transcription. After being transcribed, the tapes 
will be kept in a locked fire proof box until all data 
analysis is compl~ted. 

Sharon Horner 1 RN 1 l~SN, can be . reached on the campus 
of Georgia Southern University at If I have 
any questions or concerns about the rights of research 
subjects, I may contact Dr. Schuster at .t 
the Medical College of Georgia. 

The participation of my family members is voluntary. 
I or any child may revoke consent and withdraw from the 
study now or at any time in the future, without penalty or 
loss of care or other benefits to which we are otherwise 
entitled. 

The risks and benefits to my family, if we participate 
in this study have been explained. I have had the chance to 
ask questions and these have been answered. 
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The following minor aged children have my consent to 
participate in this study on family caring: 

Parent/Guardian's signature Date 

Principal Investigator's signature 
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Assent form 
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RESEARCH STUDY OF FAMILIES WHO HAVE 
A CHILD WHO HAS ASTHMA 

Researcher: Sharon Horner, RN; MSN 

This study is to find out about how my family cares for each of us. 
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Ms. Horner will be asking me some questions about caring for 
myself, for my brothers or sisters,. and for my parents. While we talk 
a tape recorder. Ms. Homer will bring crayons and paper for me to 
draw a picture of me and my family and we will talk about my picturee 

I will not get into any trouble about my ideas on caring in my 
family. What I have to say is important, so that grown ups and nurses 
learn about what I think about caring .. My ideas· may help nurses when 
they take care of other children. 

If I do not want to be in the study, I can just say no. No one 
will get mad at me. It is my choice if I want to answer questions or. 
not. · . 

l~y name Date 

Mse Horner's.signature 
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FAMILY CARING EXPLORATORY STUDY 
Semi-structured Interview Schedule 
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Describe a typical dayfweek -- telling me what you generally 
do (responsibilities). (What activities are you involved
in?) 

When you think about caring - what does it mean to you? 

Caring 

What type of ca~~-taking activities do you do? (for self, 
for others) 

How do you care about others j_n your family? 

How does your family care for you? (care-taking, caring-for, 
caring about) 

-Chronicity 

Hovl does the [illnessfasthmaf"wheezes"] affect you on a 
daily basis? (weekly/seasonally) 

How do you think the [illness] affects others in the family? 

What do you do to manage the [illness]? 

What do you see others (parents/siblings/offsprings/ 
asthmatic child) doing to· help manage the illness? 

Ho\·l do you care about others -- beyond illness care? 

What do you see is the affect of the illness on being able 
to care about others in the family? 

What do you think are the·important caring behaviors in your 
family'? 

Are all family members cared for equally? How are non-ill 
members caring needs met? 

Summarv 

What do you see as the difference in care-taking and caring 
for/about each other? 




