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ABSTRACT 

This phenomenological study of parenting children with disabilities 

presents a mother's perspective and expehence after a pediatrician has referred 

her third child to a special education team. A special education team provided 

assessment and home intervention and the child made significant gains in 

development dunng the course of this study. The child had two older siblings 

with disabilities. Qualitative research methods were used over six months and 

include seven lengthy conversational interviews with the mother, and in-home 

observations. The mother's lived expehence provides educational and medical 

professionals insight into her expehence. The study's conclusions, implications, 

and recommendations are beneficial as professionals work to build best 

practices for future interventions with families of children with disabilities. 
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CHAPTER I 

INTRODUCTION TO THE STUDY 

Introduction 

The day is just an ordinary day. The classroom is full of exuberant 

kindergarten children. This is the day that the kindergarten class is going to go 

on a field tnp. The class has been studying neighborhoods and is prepahng to 

walk to a park five blocks away in order to expehence the environment of a 

neighborhood. The teacher, Ms. Phillips, is nervously watching the students as 

they are putting their coats on. She is concerned for the safety of all the students 

today as the class walks to the park. She observes the class of 26 students. For 

the most part, the students are exhibiting approphate behaviors, but Susie is not 

putting her coat on. She is rapidly moving around the room. She seems to be 

bouncing like a rubber ball from one area to another. She has placed blocks on 

top of the table and started stacking them and then left them and moved to the 

tiny kitchen play area and is stuffing dolls in the oven. The teacher is worrying 

about being able to keep an eye on Susie while the class is away from the 

school. Susie is always unpredictable and impulsive. She will probably not pay 

attention or stay with the class. It seems like problems follow Susie. Some days 

her behaviors are so inappropnate that the teacher becomes very frustrated. It 

is difficult for Ms. Phillips to concentrate on Susie and her inappropnate 

behaviors and still feel she is giving the approphate attention to the rest of the 



class. Ms. Phillips asked Susie's mother to come with the class today but Susie 

arrived with a note that said her mother would not be coming. 

Doctor Whitehead is a family physician. He was called to the emergency 

room again early this morning despite having been there until late last night. 

Due to the short amount of rest he had duhng the night he is frustrated as he 

enters his office by the rear entrance. He knows that there will be more patients 

than usual to be seen in the office today because there is an outbreak of 

influenza in the town. This afternoon he is scheduled to be in surgery at 1:30. 

Doctor Whitehead knows he will have to hurry through his morning appointments 

to be in surgery on time. 

John's mom is rushing to get John to the family physician's office in time 

for his appointment. John woke this morning running a temperature, coughing, 

and complaining of an earache and sore throat. John is frequently ill and 

requires medical intervention. His mom was up eahy this morning to get her 

husband off to work and to get the older children to school. She is trying to get 

through the eahy morning traffic to arhve at the medical complex on time. She is 

running later than she expected because she had to drop some pies off at the 

school for the PTA fundraiser. She wanted to stop and tell John's teacher he 

was going to the physician's and would not be in class today, but did not have 

time. She is quite frustrated as she arrives at the physician's office. 

All these fictional experiences are separate but they overlap quickly when 

you are told that Susie is John's sister and Dr. Whitehead is their family 



physician. In reality, these three frustrated adults will interact frequently 

because of their roles in the children's lives. The mother will be touched by the 

interactions with the children's teachers and with their physician and his staff. 

What attitudes will have been formed as they interact and how will each person 

interpret the other's attitudes and actions? 

Today we, parents and professionals, are very busy. It is easy to see our 

experience as others impact it but more difficult to see how we impact someone 

else's expehence. We understand our own expehence from the view of an 

insider. Our expehence is only understood by onlookers as seen and 

interpreted through the onlooker's own experiences. 

This qualitative study is designed to provide a look at the insider story of 

a mother whose children have disabilities. The study begins shortly after the 

youngest child in the family is diagnosed as developmentally delayed. The 

study is a phenomenological exposition of the family's expehence which does 

not force the experience into a set of answers to specific questions but studies 

the experience by listening to 'the story,' as told by the person to whom the 

expehence belongs. Its purpose is to illuminate by heahng the experience and 

to make sense from that expehence. The focus of this study is not to explain or 

deconstruct the experience but to explore the expehence from an outsider 

perspective through the mother's voice. This is important, as that viewpoint will 

provide professionals, in education and medicine, insight into the process of 

parenting children with disabilities. I undertook the study because I desired to 



improve the knowledge base of professionals working with families of children 

with disabilities. 

Background 

Education and Healthcare Impact Families 

A child with a disability adds a distinct decentehng focus to any family 

activity. A normally balanced family may suddenly be thrown out of balance due 

to special needs of a child with a disability (Mahon, 1992, p. 14; Seligman & 

Dahing, 1997, p. 6). Even before special education intervenes the medical 

profession has usually been a significant factor in the life of the family. One 

unbalancing factor is that the family may have a very demanding medical 

appointment schedule due to a child's disability. There might well be 

appointments to be kept with both medical and educational professionals 

involved in providing intervention services for their child's disability (Seligman & 

Dahing, 1997; Hahng & Lovett, 1994). The appointments are inevitably time-

consuming and require transportation, include some out-of-pocket expenses, 

and preclude attention to other desirable family activities. This emphasis on 

medical intervention impacts the ability of a family to work smoothly with 

educational intervention. 

Nurses and physicians are concerned with the parent's reaction to the 

way they deliver the news of a child's disability (Ahmann, 1998; Krahn, 1993). 

Interactions with families of children with disabilities are difficult for physicians 



and nurses as well as families (Hill, 1996). The medical profession is interested 

in the needs of the parents as well as the children (Farrell, 1989; 1992; Miles, 

1983, 1985; Woodfield, 1997). Medical professionals are concerned about 

accurate perceptions of the parent's reactions to diagnosis and hospitalization 

(Johnson, 1988) and how parents cope with the expehences (Miles, 1985; 

Dyson, 1997; Pain, 1999; Heaman, 1995). 

Special educators are aware of the importance of working with the 

families of their students (Hallahan & Kauffman, 1994; Hahng & Lovett, 1994; 

Seligman & Dahing, 1997) and try very hard to make the lives of their students' 

parents easier (Goodman, 1992). It is difficult for special educators to design 

educational goals for students with disabilities that are realistic to the family 

(Goodman, 1992; Seligman & Dahing, 1997). It is difficult because special 

educators have little knowledge of the family's experience on which to base 

decisions. It is difficult to accurately interpret the parent's experiences or 

understand the family's goals for their child because the expehence of the family 

is largely unknown to special educators. 

Goodman explained that there is often a problem developing appropriate 

educational goals for children with disabilities (1992, p. 13). The problem is 

sometimes due to conflicting philosophies and systems. Goodman provides an 

example of this conflict, "high expectations of parents, the intimate relationships 

between teachers and parents, the traditions of special education practice, and 

the view of teachers that retarded children are different from the nonretarded" (p. 



13). Another problem is that the family may not view the special educational 

goals in the same way as professionals view them, due to familial or cultural 

value differences (Goodman, 1992; Harry, 1997). Sometimes families have 

accepted their child's physical and mental challenges and desire goals and 

standards that the family feels are realistic for them and for their child 

(Goodman, 1992; Harry, 1997). Some families are able to look to the future with 

clear goals for their child with a disability even if the goals are not the same 

goals they have for their children without disabilities. 

Knowledge about the expehence that begins when a family is suddenly 

changed by the addition of a child with a disability is important because events 

in the lives of children with disabilities affect all members of the family (Seligman 

& Dahing, 1997, pp. 4,8). Presently information is sparse about the actual family 

experience. This lack of information creates problems for professionals as they 

define guidelines for interaction with parents of students with disabilities. 

Seligman and Darling call for "professionals to reexamine how they view and 

treat families of children who have disabilities" (1997, p. 229). 

The family that participated in this study was the Thomas family. 

However, due to time constraints the father was not able to participate in the 

study. The mother, Mackayla Thomas,^ was forced to withdraw from regular 

participation in the study after three months and her story will show why that was 

^ To protect confidentiality, the participants are referred to by pseudonyms 
in keeping with qualitative research conventions. Pseudonyms were chosen by 



necessary. Mackayla allowed me to visit on seven occasions and interview her 

about her experience. Those extensive taped interviews provide the data for 

this study. 

Statement of the Problem 

The body of extant knowledge has shown that there is some information 

about how individual family members deal with the addition of a child with a 

disability. There are few data showing how the family, as a unit, as an 

interactive social unit, functions with the addition of a child with a disability. 

Mahon and Seligman and Dahing talk about the balance a family system has 

and that the addition of a child with a disability throws the family out of balance 

(Mahon, 1992; Seligman & Dahing, 1997). 

Children with disabilities occur in fewer numbers than children without 

disabilities. Schools are then left "stuck with a set of instructional objectives and 

teaching methods inapprophate to the children's developmental level" 

(Goodman, 1992, p. 12). When this happens the instructional programming may 

appear on the surface to run smoothly but actually be highly authohtahan and 

not provide approphate skill acquisition for the individual students with 

disabilities (Goodman, p. 12). Some professionals believe there may often be a 

conflict between the cultural beliefs of the family and the cultural beliefs of the 

professionals concerning parental acceptance of a disability or how a parent 

most of the participants. Schools, locations, and other geographical information 

7 



should interact with the child with a disability (Harry, 1997). Some studies have 

shown that professionals interpret family actions differently than the family 

interprets their own actions (Cohen, 1993; Harry, 1997). Ferguson and Ferguson 

(1987) explain that special educators must consider the parents as more than 

mere appendages of the child. This means that special educators must involve 

themselves in a way that truly recognizes the individual strengths and needs of 

the parents and other family members (p. 346). 

Another important factor, in the experience that parents have when they 

have a child with a disability, is the impact on the family from interactions with 

other social systems outside the family system. Hallahan and Kauffman believe 

that professionals can not understand the behavior of the family without studying 

the influence of other social systems on the family. These other social systems 

include at the very least, the extended family, fhends, and agencies dealing with 

the family of a child with a disability as well as medical and educational systems 

(Hallahan & Kauffman, 1994, p. 502). Information about these interactions and 

their influence will expand the professional's ability to communicate optimally 

with families and extend the effectiveness of educational strategies developed 

for the child. Fox, Dunlap, and Philbhck feel support for the family is defined "as 

any and all actions that serve to strengthen and sustain the family system, 

especially as these actions pertain to the family's assimilation and 

understanding of the child's disability" (1997, p. 4). This support may occur 

have been changed. 
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through use of information about the family's experience and by making 

educational strategies appropriate for a specific family's value system and 

needs. 

Purpose 

The mother is often the pivotal parent in families with children with 

disabilities, the proactive catalyst for support systems, and the point of contact 

by agencies and institutions. The purpose of this study was to gain knowledge 

about the mother's expehence immediately following the diagnosis of her child's 

disability. This study was designed to give the mother's voice about her 

expehence and to observe the family as it meets the challenges created by a 

child's disability/ies. This study was designed to provide knowledge of the 

responses of the mother to the child's disability and the needs of the family. The 

study tracks the kind and degree of interaction the mother had with professionals 

duhng that time frame. 

Research Questions 

Seligman and Dahing have used a metaphor for the family system, they 

likened the system to a mobile (Seligman & Dahing, 1997, p. 5). I use this 

metaphor as a focus for determining the research questions. The research 

questions are focused on the expehence of the family after the diagnosis of the 

child's disability. Four research questions guided this study: What is the 



mother's story of the time immediately after the child's disability is diagnosed? 

How does the special educator affect that expehence? How do other 

professionals affect that experience? Are there other forces impacting the 

mother's experience? 

The first research question reflects the lack of studies of the actual 

experience of parenting children with disabilities from an insider's point of view. 

Knowledge about the actual expehence is necessary to begin building best 

practices that will support families and enhance educational opportunities thus 

providing continuity in the child's life. Answers to the second research question 

will lead special educators to better understand events in the life of the family 

and be able to determine the most effective method of providing interventions 

and to be able to collaborate with the family (Seligman & Dahing, 1997, p. 229). 

The knowledge gained in this study will be essential to support family needs as 

well as optimize children's education. Answers to the question about how other 

professionals outside the educational realm affect the family's expehence will 

provide information to allow special educators and other professionals to design 

collaborative efforts in supporting families parenting children with disabilities. It 

is very important to gain answers from the final research question about other 

forces that impact that parenting expehence. That information will provide more 

holistic understanding of stresses and pressures exerted on families of children 

with disabilities. 

10 



General Context of the Studv 

The phenomenological approach of this study provides understanding of 

the way Mackayla interpreted the Thomas family experiences. This has been 

accomplished by approaching the study "with the goal of trying to understand the 

participant's point of view" (Bogdan & Biklen, 1998, p. 24). The study time frame 

was December 1998 through May 1999. Entrance into the study was duhng 

December when Mackayla made the initial contact with a social worker at the 

Special Education Agency (SEA 4) in Greenville^ to request testing and services 

for their youngest child, Isaiah. She contacted the social worker because her 

pediathcian recommended eahy childhood intervention (ECl) since her 11-

month-old son, Isaiah, was not achieving expected developmental benchmarks. 

I contacted Mackayla Thomas through the introduction of the social 

worker, Brenda Jordan, the case manager of the early childhood intervention 

(ECl) team. Brenda and I met December 8, 1999, at the SEA 4 building to 

determine if the family would be a fit for the study. Brenda wanted to be 

reassured that the study would not be harmful in any way to the Thomas family. 

She wanted to convey to me that Jane Brown, the eahy childhood teacher, who 

would be providing intervention, was concerned that I might be giving conflicting 

intervention and was uneasy about working with the Thomas family if those were 

the circumstances. I assured Brenda that I simply was going to be a 'fly on the 

^ Greenville is a city located in the agricultural belt of the Midwestern 
United States. 
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wall' and would truthfully answer questions if asked but would simply be 

observing the family and not be teaching or intervening in any other way. I 

spoke with Mackayla by phone on two occasions in December but due to 

Isaiah's illness and subsequent hospitalization we were not able to schedule a 

time that I could visit until January, 1999. 

Mackayla Thomas provided data through seven conversational interviews 

in her home from January to May. Her three children were present at the 

sessions and observation of the children became part of the data. On each visit 

I offered to assist Mackayla with the children. She often allowed me to offer 

bottles to the infants but would not allow me to change their diapers saying that 

she could not ask me to do "that." Although I offered to visit more frequently and 

even volunteered to watch the children so she could clean house, shop, and the 

like, she always declined. Perhaps she could not accept me in that role. I 

concluded that I should come as researcher/visitor only. Interviews and 

observations were conducted on six different occasions from January through 

March, 1999. On that date Mackayla Thomas, the mother, requested that 

sessions stop due to the lack of time and extra demands created by participating 

in the study. My last visit was on May 29, 1999 when I thanked Mackayla for her 

help in the study. I audio taped our conversational interviews each time. There 

were a total of seven taped conversational interviews (see Table 1.1; Table 1.2). 

12 



Research Design 

The research design of this study is a case study, or bounded unit, of one 

family with children with disabilities. It is composed of data provided by the 

mother of that family through taped conversational interviews and by 

ethnographic observations. I was not able to gain permission to allow the SEA 4 

group to release any agency documents of Isaiah's intervention plan or results. 

This was simply created by the time constraints that kept Mackayla from signing 

a release of information form. The phenomenological method of gathering data 

in the mother's voice, her interpretation of her 'lived experience' provides the 

insider view to the expehence. The researcher then provides interpretation and 

explanation of the events in the context of extant knowledge of the experience 

and through the filter of the researcher's informed sensitivity to the events and 

issues the mother is expehencing. 

Significance of the Studv 

Since little is known about the actual experience of parenting children with 

disabilities, this study has provided data here-to-fore not available. There are 

more than 4.5 million children and youth in the U.S. who have disabilities 

(Educating exceptional children, paragraph 1). These individuals with 

disabilities will require medical and special education services to survive 

medically and thhve educationally in our 21^* century wohd. Legislation requires 

both medical and educational professionals to provide eahy and optimal 

13 



recognition of those children who are at risk of falling behind their peers in 

educational venues. Child Find has been mandated federally since 1975 when 

the Education for all Handicapped Children Act, or IDEA^ was passed. Child find 

is a statewide system that will seek out children with disabilities or ones that are 

at risk of becoming developmentally delayed and connect those children with 

appropriate intervention services. Both medical and educational professionals 

will interact with families to provide the eahy intervention services needed to 

prevent the disability from creating a handicap for the child. Even though those 

professionals are mandated to find and provide intervention they are not the only 

resource to prevent handicapping situations and conditions. 

Families will be the most consistent resource that a child with disabilities 

has throughout his/her life. They have the greatest vested interest in their 

child's successes (Giangreco, Cloninger, & Iverson, 1998, pp. 20-21). Family 

members live the rest of their lives with medical and educational decisions that 

affect other family members, in this case, their children with disabilities 

(Thompson, 2000, pp. 3-26; Giangreco, Cloninger, & Iverson, p. 22). This study 

provides insights about/on barriers to parents as they try to access medical and 

educational services available to them as they parent children with disabilities. 

The results assist special educators and medical professionals to better 

understand how to interact approphately with families, especially mothers, 

duhng this crucial time (Kerns, 1992; Hodapp & Krasner, 1994-1995). Broad 

^ IDEA-Law that guarantees a free and approphate public education for 
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categohes and broad implications lead us toward further studies that could give 

more quantifiable data analysis methods for those so interested. But, while this 

study will not be generalizable to larger populations, it does give implications of 

areas of further study. As laws in eahy intervention, education, maternal and 

child care are becoming more family centered, professionals need to design and 

carry out research that will bhng a deeper understanding of the family as a unit 

and the needs of the family. This study is a baby step toward the goal of 

professionals understanding just what it is to parent a child with disabilities. Its 

conclusions, implications, and recommendations provide a building stone to 

development of research based best practices in both medicine and education. 

Other families, both with and without children with disabilities can gain 

information from this study that would help in their family's interaction with 

professionals and with family members. 

Limitations of the Studv 

This study does not reflect disability specific data about what the 

expehence of parenting children with specific disabilities would be like. Each 

disabling condition would provide unique situations and unique needs. For 

example, there are many different physical and medical implications that impact 

each child's disability. In addition, there are many different caregiver situations: 

1 parent, 2 parents, grandparents, other relatives, foster parents, families with 

all children and was reauthohzed in 1997. 
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only the child with a disability, families with more than one child, families with 

more than one child with a disability, etc. Other factors that would impact 

widespread use of this study is that the expehence of parenting a child with a 

disability would differ due to socio-economic status and geographical location. 

No research was found about the 'lived expehence' of families with 

children with disabilities that could provide areas to closely observe and quantify 

ensuing data. This study is therefore very broad and deals with the beginning of 

gaining information about the family under these circumstances. Its significance 

to researchers is that it provides information previously not available to 

determine areas that can be studied in depth. 

Overview of the Chapters 

Chapter II will provide a background for the study by providing a review of 

the literature used as a basis for this study. The theoretical literature section 

covers the literature that serves as a theoretical basis for qualitative research, 

phenomenology, and case study. The literature focusing on research about 

families with children with disabilities is also discussed. In addition, there are 

reviews of the deschptive and preschptive literature that deal with parenting 

children with disabilities. Descriptive literature is whtten by or for parents of 

children with disabilities while prescriptive literature is written for parents of 

children with disabilities to provide helpful/supportive information for their 

situation. The third chapter discusses the methodology used in the study 

16 



including the research design and an introduction to the setting of the study and 

its participants. Chapter IV provides the result of in-depth analysis of the data 

and interpretation and explanation of the findings. The final chapter discusses 

implications and conclusions of the study as well as recommendations and 

questions for future studies into the experience of parenting a child with 

disabilities. 

Summarv 

The study was designed to give insight into the experience of one mother 

as she relates her expehences parenting children with disabilities. It draws on 

new data about events and other factors affecting family life in the home setting. 

The research questions are derived from study of extant literature and are: What 

is the mother's story of the time after the child's disability is diagnosed? How 

does the special educator affect that experience? How do other professionals 

affect that experience? Are there other forces impacting the mother's 

experience? 

The study shows the need to better understand the actual lived 

expehence of families with disabilities. It provides important information for 

educators and medical professionals working with families of children with 

disabilities. 
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Table 1.1. Data Collection 

Date 

1/8/99 

1/18/99 

1/25/99 

2/8/99 

3/15/99 

3/22/99 

5/29/99 

Length of Tape 

110 minutes 

110 minutes 

110 minutes 

80 minutes 

90 minutes 

20 minutes 

45 minutes 

Length of Transcription 

30 pages - 13,497 words 

33 pages - 13,635 words 

33 pages - 15,071 words 

11 pages - 5,047 words 

11 pages-4,588 words 

3 pages - 858 words 

7 pages - 2583 words 
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Table 1.2. Observation Dates 

Date 

1/8/99 

1/18/99 

1/25/99 

2/8/99 

3/15/99 

3/22/99 

5/29/99 

Length of Observation 

110 minutes 

110 minutes 

110 minutes 

80 minutes 

90 minutes 

20 minutes 

45 minutes 

Location 

Thomas home 

Thomas home 

Thomas home 

Thomas home 

Thomas home 

Thomas home 

Thomas home 
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CI-.APTER II 

LITERATURE REVIEW 

Theoretical Framework for the Studv 

The theoretical framework of this study draws on phenomenology, which 

in turn informs the qualitative research methods used in this study. The choice 

of qualitative research for this study was made for the following reasons. For 

one, qualitative research uses natural settings, collects descriptive data, 

inductively analyzes data, and provides for active researcher participation as the 

key instrument for data collection and analysis (Bogdan & Biklen, 1982, pp. 27-

30). The researcher becomes chronicler and analyst of research participants' 

expehences in order that others might observe the research participants' 

experiences more cleahy. 

Phenomenology invites the researcher to treat the everyday life of 
individuals as worthy of intensive study. It invites the researcher as 
chronicler to enter the everyday life of individuals so as to bhng to light 
their expehences through their eyes, ears, and voices as faithfully as 
possible. It then invites the researcher as analyst to consider carefully 
what has been shared during the study so as to understand the everyday 
life of those individuals in the study-their views, their perceptions, their 
actions, their beliefs, their values, their frustrations, their cuhosities-all 
from their perspective as closely as possible. (Jung, 2000, p.1) 

A researcher using phenomenology as a theory "attempts to understand the 

meaning of events and interactions to ordinary people in particular situations" 

(Bogdan & Biklen, 1982, p.31). Case study looks at a single unit and observes a 
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process and is used in this study to observe the unit of the Thomas family 

(Merham, 1998). 

Research questions inevitably guide the research methods. When a 

researcher presents a questionnaire, inventory, or uses a very structured 

interview the questions are predetermined and the answers fall into only the 

categohes previously determined by the researcher. A certain level and type of 

data are then generated. Other levels and types of data still remain to be 

uncovered. If I were mining for diamonds and felt that I knew all the places that 

diamonds could be found then I would not miss any diamonds. But, I imagine 

that I can't always know where all the diamonds are to be found. I like to explore 

where the research participant takes me. Listening to the participant telling 

about an expehence is much like climbing into a jeep and heading out to the 

desert with a diamond detector and stopping every time it tells me I need to 

search for diamonds. As a qualitative researcher, I stop, guided by 

phenomenology, where the story leads me and look for diamonds. Diamonds 

are representative of the focus of this study. They represent the "objects of 

central concern" (Blumer, 1976, p. 28) to both the researcher and research 

participant. A diamond in the rough is subject to cutting and polishing to reveal 

its fire. Likewise, the objects of central concern are subject to probing and 

chtical analysis, in order to bhng to light the object's charactehstics. Analysis 

will polish those objects of central concern and place them in the forefront of 

scientific concern. 
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Researcher as Key Instrument 

Qualitative research requires a researcher to enter the context of a study 

carrying the researcher's acquired sensitivity to the expehence. The researcher 

works from a beginning carefully monitohng preconceived ideas about the 

diamonds that will be found in the empihcal wohd of the participant's expehence. 

I am a person before I am a researcher. One effective approach to monitoring 

one's own preconceived ideas is to work at uncovering them and announcing 

them in public venues such as collegial discussions and whtings. Because of 

the importance of this activity, I take this opportunity to so announce. 

My abilities to accurately study the human experience in this study come 

from two areas. First, I am able to bring into this study sensitivity to the 

experiences that Mackayla talks about because I am a wife, mother, teacher, 

nurse, and have parented children with learning disabilities and medical 

problems. 

Theoretical sensitivity refers to the attribute of having insight, the ability to 
give meaning to data, the capacity to understand, and the capability to 
separate the pertinent from that which isn ' t . . . . Theoretical sensitivity 
comes from a number of sources. One source is literature, which 
includes readings on theory, research, and documents . . . . Professional 
experience is another source of sensitivity . . . Throughout years of 
practice in a field, one acquires an understanding of how things work in 
that field, an why, and what will happen there under certain conditions . . . 
. Personal expehence represents still another source of theoretical 
sensitivity. (Strauss & Corbin, 1990, pp. 42-43) 

I bring my sensitivities to this study that have been gained from the review of 

literature about qualitative research and my personal experience of having 
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performed another qualitative study of parents of children with disabilities 

(Johnson, 1998). I also bhng to the study sensitivity to the topic gained by the 

study of the literature that is available on parenting children with disabilities. I 

bring professional expehence of nursing, home intervention, special education, 

and direct service to persons with disabilities through the provision of assistive 

technology services and provision of ohentation and mobility training to persons 

with visual impairments, birth through gehatrics. My personal expehences as a 

mother of children with learning disabilities and my expehences with medical 

and educational professionals provides sensitivity to many of the parts of the 

study others might not be able to access through lack of sensitivity to the issue. 

In addition to the sensitivity that I bhng to the study gained through the literature 

reviews and personal and professional experiences, the qualitative process of 

analysis provides an additional source for theoretical sensitivity (Strauss & 

Corbin, 1990, p. 43). The collective parts of my theoretical sensitivity allow me 

to see and understand situations that others might not recognize. 

I have empathy with many of the sides of the situations parents of children 

with disabilities find themselves in because I have been on both sides of the 

table, so to speak. I have been part of the educational or medical team working 

with parents and their families, as well as, the parent in many situations similar 

to those Mackayla Thomas deschbed. The vahed expehences that I have had 

allow me to look at the data from more than one angle and interpret from both 

professional and family vantage points. I bhng empathy for those in medical and 
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educational settings as they work in their workaday wohds and to the parents of 

children with disabilities that interact with those professionals. 

I have worked as a home interventionist with families of children with 

disabilities, birth through six, for ten years. In that position, I provided training, 

mentohng, and support to parents of children with disabilities in their homes. 

From this experience base I bring the knowledge of many different family styles 

and methods of coping with children with disabilities. I have worked hand in 

hand with single parents, two parent families, grandparents as caregivers, and 

families in all levels of socio-economical status. Those families had children 

with many different types of disabilities and witnessed the development of many 

diffehng strategies to make successful family lives. The sensitivity, empathy, 

and experiences are part and parcel of the participant observation, data 

collection, and analytical processes of this study. 

Secondly, I previously performed a qualitative study of parents of children 

with disabilities (Johnson, 1998). Twenty-seven parents volunteered for the 

study that was conducted mostly via the Internet, using e-mail. They responded 

to a message requesting participants that was placed on a website that was 

known as a disability site. Fourteen of those parents corresponded their 

expehences by e-mail, regular mail, or allowed a personal interview. Data was 

analyzed using Wolcott's critical or key event method (1994, p. 19). The events 

were: changes to the lifestyle and goals of parents created by the child's 

disability; the time the parent realized their child had a disability (which often 
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was long before the professionals diagnosed the disability); realization that they 

(the parents) were knowledgeable about their child's needs and were capable of 

learning about the disability and became educator, decision maker, and 

advocate for their child; time of acceptance that their child 'who happened to 

have a disability'. Not all the themes found in the study centered around an 

event. Two that emerged were: bitter feelings many parents had toward the way 

they were treated by professionals in regard to their child in different stages of 

their child's development and the difficulties that arose over choices of 

methodology to use as intervention with their child. 

Therefore, I entered the context of this study with two important tools to 

mine for diamonds in Mackayla's experience. Those were my sensitivity of the 

process of parenting children with disabilities and my knowledge of qualitative 

research of families of children with disabilities. 

Qualitative Research and Reality 

I want to discuss the phenomenology in light of literature on qualitative 

research. Qualitative research looks for answers to questions about the 

empihcal wohd. Blumer, one of the seminal thinkers in the field of qualitative 

research, talked about the study of the empirical wohd: 

Reality exists in the empirical world and not in the methods used to study 
that wohd; it is to be discovered in the examination of that world and not 
in the analysis or elaboration of the methods used to study that wohd . . . 
In this fundamental sense the procedures employed in each part of the 
act of scientific inquiry should and must be assessed in terms of whether 
they respect the nature of the empihcal world under study-whether what 
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they signify or imply to be the nature of the empirical world is actually the 
case. (p. 26) 

In the search for the reality of the expehence of parenting children with 

disabilities I began questioning the procedures I was planning to use in order to 

determine if they did respect the nature of the empihcal wohd that Mackayla was 

revealing. I found that gathehng data through the use of conversational 

interviews was a very appropriate method for gathehng data that would reflect 

the nature of Mackayla's everyday expehence. Data would then be available for 

closer inspection duhng the analysis phase. 

I believe that a qualitative study of the empihcal wohd must be well 

grounded in scientific theohes that guide the study of human beings. 

Observations of experiments in laboratohes will present information about those 

controlled situations. However, if the research question prompts us to study 

actual life experiences other research methods must be used. Observations of 

life can not be replicated multiple times to provide multiple controlled examples 

of the occurrences because each person's experience of life is unique. 

So the question is how do we ground a study of an expehence in scientific 

methods when that experience is unique and can not be replicated? 

Persons at the forefront of the qualitative research development began by 

looking at the phenomenon that they wanted to observe, the world as "the actual 

group life of human beings" (Blumer, 1976, p. 27). These eahy qualitative 

researchers felt that study was accomplished by first making a direct 

examination of the empihcal social wohd (Blumer, 1976): 
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This world is the actual group life of human beings. It consists of what 
they expehence and do, individually and collectively, as they engage in 
their respective forms of living, it covers the large complexes of intehaced 
activities that grow up as the actions of some spread out to affect the 
actions of others; and it embodies the large vahety of relations between 
the participants . . . The empihcal social wohd, in short, is the wohd of 
everyday expehence, the top layers of which we see in our lives and 
recognize in the lives of others, (p. 27) 

The interrelation of human beings and the interactions that each person deals 

with daily as they 'engage in their respective forms of living are similar to the 

teacher, physician, and mother in the introduction. The interrelatedness creates 

a connectivity that is phmary in the essence of this study. This study looks at 

the layers of that interrelatedness and searches for the essences that form the 

expehence of parenting children with disabilities. 

Blumer makes two observations of a researcher as he/she begins any 

scientific qualitative study. His first observation is that the researcher does not 

have firsthand acquaintance with the sphere of social life that he proposes to 

study. Secondly that he will unwittingly form, some kind of picture of the area of 

life he proposes to study that is formed by the beliefs and images that he already 

has, to fashion a more or less intelligible view of the observation (Blumer, 1976, 

p. 27). Although the researcher does not live the experience first hand, it is 

important that the researcher have the ability to accurately interpret the 

experience through sensitivity that is attuned to the experience and yet not force 

the expehence into previously formed images or theories. 

My sensitivity to this study has been formed by the many expehences that 

I have had duhng my lifetime. That sensitivity allowed me to understand and 
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interpret parts of the experience that others might not be able to empathize with 

because the experience was too foreign to their expehences. In phenomenology 

there are different ways of looking at events. Those events will be viewed 

differently depending upon the view from the vantage point each observer holds. 

What you see depends upon where you stand (May, 1999). For example, when 

I observe a family having a picnic at the park, I observe that situation from the 

outsider point of view. But, each member of the family also has an insider's view 

of that situation that is dependent upon positions not only in the social 

organization of the family but also from each physical position to be able to view 

the event. Phenomenology has developed as a method to study the many 

different views of the world. 

Phenomenology and Intersubjectivists 

An eahy phenomenologist, Schutz (1977), wrote about his viewing of 

situations and their uniqueness: 

Yet only in particular situations, and then only fragmentahly, can I 
experience the Others' motives, goals, etc.—briefly, the subjective 
meanings they bestow upon their actions, in their uniqueness. I can, 
however, experience them in their typicality. In order to do so I construct 
typical patterns of the actors' motives and ends, even of their attitudes 
and personalities, of which their actual conduct is just an instance or 
example, (p. 234) 

Those views, or constructs, are examined in different ways using 

phenomenology methods. Schutz provided a view of the constructs of 
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understanding involved in viewing the common-sense experience of the 

intersubjective wohd in daily life. 

He explained that there were two levels of constructs of the experience. 

There was the first level of construct, which was the understanding of the 

expehence by the participant, was also known as Verstehen, a term first used by 

Max Weber (Schwandt, 1998). In other words, the participant's point of view. 

There is a second level of construct, namely, the subjective interpretation of the 

researcher, or the 'Other's point of view' (Schutz, 1977, pp. 233-234). He also 

expressed that "the social sciences, like all empihcal sciences, have to be 

objective in the sense that their propositions are subjected to controlled 

vehfication and must not refer to phvate uncontrollable experience" (p. 236). 

Schwandt clarifies Schutz's two senses of Verstehen as the first-order 

being the "process by which we make sense of or interpret our everyday world . . 

. and the second-order "the process by which the social scientist attempts to 

make sense of the first" (p. 226). The phenomenologist must listen to the 

participant's experience empathetically, project one's own expehence into the 

situation (Chaplin, 1985, p. 154) and be able to hear all the participant is saying 

as they tell their experience. But in the end, as the process of analysis, the 

second-order process, is happening the phenomenologist must be able to 

interpret that expehence by fashioning meaning out of events and phenomena 

reported in the first order process. 
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Determining how the experience of the participant is perceived, 

appreciated, interpreted, understood, and even critiques is the role of the 

qualitative researcher (Schwandt, 1997, pp. 129-130). Qualitative research 

involves an interpretive, naturalistic approach to a study that allows the 

researcher to look at the expehence from the participant's point of view (Tesch, 

1988, p. 1). Qualitative research allows the researcher to deschbe routine and 

problematic moments and meanings in individual lives, first through data freely 

offered by the participant and then through careful analysis of these data 

(Denzin & Lincoln, 1998, p. 3). 

Phenomenology and the Life-Wohd 

Edmund Husseh is generally considered the phmary founder of 

phenomenology. His belief that studying the life-world was the basis for 

meaning in every social science was the beginning of both the philosophy and 

the method of phenomenology. Schwandt discusses life-wohd as it has come to 

be used today: 

The everyday world or the life-wohd (Lebenswelt) is the intersubjective 
wohd of human experience and social action; it is the world of common 
sense knowledge of everyday life. It is constituted by the thoughts and 
acts of individuals and the social expressions of those thoughts and acts . 

Deschbing what the life-wohd consists of, that is what are the 
structures of experience and the phnciples and concepts that give form 
and meaning to the life-world, has been the project of phenomenology, (p. 
83) 

Phenomenological methodology provides a venue to be able to look at the 

expehence being studied and allow the participant to tell us what they are 
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actually feeling, thinking, deciding, etc. If we want to thoroughly study a social 

phenomenon grounded in the everyday lives of individual men, women, and 

children, then knowing what type of 'diamonds' are part of that phenomenon is 

essential. This is the starting point where the researcher, observing 'the Other,' 

may begin to discover diamonds or areas that must be researched in more 

depth. This is the starting point for the study about the expehence of parenting 

a child with a disability. It is the place to begin learning how to make a positive 

difference for parents who are experiencing that challenging life-wohd. Study of 

the expehence is possible through phenomenology. 

Tesch (1988) explains about studying expehence: 

What is scientific about explohng expehence; isn't expehence common 
knowledge? "Not quite" would be the phenomenologist's response. In 
the case of ourselves, our awareness might need to be heightened, and 
in the case of others, our perception may be distorted by vahous cultural 
habits of thinking or by theoretical constructs that we habitually draw upon 
to explain the wohd to ourselves, (p. 1) 

Accepting that expehence is not common knowledge and each person sees a 

different view depending upon his or her vantage point, then it is important to 

begin by searching for the vantage point that will provide the most accurate view 

of the expehence. A parent, the insider in the experience, must tell the 

expehence of parenting. What can we, the outsiders, learn from that insider 

about the expehence and what is the most appropriate method of searching for 

the insider's view of the situation? 

The use of phenomenological research is appropriate when studying an 

expehence. Phenomenology allows the researcher to build awareness of those 
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things and events that the participant understands differently than the onlooker. 

Tesch says that a compelling reason for framing research through 

phenomenology is that as we achieve awareness it is "sufficient to 'hope' for an 

improvement in practice . . . awareness is a precondition for change" (Tesch, 

1988, p. 6). Studying the expehence of parenting children with disabilities 

brings an awareness of the need for changes that will improve the expehence for 

other parents. 

A current educator who uses phenomenology to perform educational 

research is van Manen. He explains that phenomenological research aims to 

come to a deeper understanding of the nature or meaning of our everyday 

expehences. He points out: 

phenomenology does not offer us the possibility of effective theory with 
which we can now explain and/or control the world but rather it offers us 
the possibility of plausible insight which bhngs us in more direct contact 
with the world. (1984, p. 38) 

His four procedural activities for phenomenological study are: 

a. Turning to a phenomenon which sehously interests us and commits us 
to the wohd; 

b. Investigating experience as we live it rather than we conceptualize it; 
c. Reflecting on the essential themes which characterize the 

phenomenon; 

d. Deschbing the phenomenon through the art of whting and re-writing. 

Phenomenological study of a phenomenon is not to be taken lightly. It is to be 

performed cautiously. Meaning structures must be examined so as to make 

interpretations that are correct. He explains: 
To do a phenomenological study of any topic, therefore, it is not enough 
to simply recall experiences others or I may have had with respect to a 
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particular phenomenon. Instead I must recall the expehence in such a 
way that the essential aspects, the meaning structure of this expehence 
as lived through, are brought back, as it were, and in such a way that we 
recognize this deschption as a possible liuman experience, which means 
as a possible interpretation of that experience. This then is the task of 
phenomenological research and writing: to construct a possible 
interpretation of the nature of a certain human experience, (p. 44) 

van Manen has us look at the question "What is the nature of this lived 

experience?" to find the isness or essence (p. 44). What is it about the 

experience of parenting a child with a disability that makes its essence? What is 

it like to be the parent of children, in Mackayla's case, three children with 

disabilities? The search is for the diamonds, objects of central concern, or the 

concepts that emerge. Those diamonds or findings are the objective of this 

study. Phenomenology is a method that guides the researcher to find those 

diamonds and to mine them carefully. It is a way of looking at the total 

experience to cleahy define parts of the experience that need to be studied in 

depth. 

Phenomenology is then the mining tool I chose to begin searching for the 

isness of the family expehence when there is a child with a disability. The first 

area to explore was the extant body of knowledge about the family's experience. 

How much do we already know and what types of diamonds do we expect to find 

are the questions I first asked the current literature. 
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Research about Families of Children with Disabilities 

The literature of research on families that include a child with a disability 

is sparse. Studies have been conducted using vahous methods and various 

theories that concern the medical and related fields. A thorough literature 

search failed to uncover any study that sought to learn about the actual daily 

living over a pehod of time by following the activities within the family. A review 

of some of the salient studies follows and provides the background that frames 

this study. 

Cohen, a nurse, has conducted several qualitative studies of parents of 

children with chronic illness and the uncertainty created by their child's illness 

(Cohen, 1993, 1995; Cohen & Martinson, 1998). Her research provided the 

multidimensional concept of uncertainty and determined that uncertainty 

permeates every aspect of family life following the diagnosis of a child's chronic, 

life-threatening illness. In a 1995 grounded theory study about thggers of 

uncertainty, Cohen wrote, "Parents learn to manage their responses to 

uncertainty by thai and error learning, as well as intentional acts. A common 

strategy that parents consciously employ, especially duhng times of heightened 

uncertainty, is to try to live one day at a time" (1995, p. 74). 

Using the trajectory framework of Strauss and associates,"* Cohen 

performed grounded theory analysis of existing data. Data were from a previous 

^ "The trajectory framework proposes that all chronic conditions follow an 
uncertain course that vahes and changes over time and that the course for a 
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longitudinal study of the impact of cancer (Martinson's data from a longitudinal 

study), tape recorded and transchbed interviews with parents of 10 children who 

had just received the diagnosis of hemophilia, congenital heart disease, cystic 

fibrosis, and Lowe's syndrome. The study concluded that as the uncertainty of 

their child's illness rose it also raised the parental uncertainty. Uncertainty could 

then be understood within the trajectory framework as a second chronic 

condition (p. 73). 

Cohen, in her study about time of diagnosis of the child's condition, says, 

"The present suddenly becomes discontinuous with the past and thoughts of the 

future must be suspended. Parents are essentially tethered to the present and 

the very proximate future by the diagnosis that simultaneously destroys life as it 

was and makes the more distant future intolerably tentative. In a state of mental 

confusion following the diagnosis, parents struggle to make some sense of their 

new reality. Her study was designed to find a "plausible explanation for parental 

behavior under conditions of sustained uncertainty" (p. 135). 

McGettigan, Greenspan, Autunes, Greenspan, and Rubenstein (1994) 

studied depression and distress levels in mothers who had healthy and ill 

neonates in intensive care units. They mailed questionnaires and inventohes to 

participants to provide data for analysis. They determined: 

There is psychological work in prepahng for a new child. Parents 
expehence great anticipation and joy in the thought of nurtuhng their child 
and being nurtured themselves by the satisfaction of the creative process. 

particular individual can only be seen (or graphed) retrospectively" (Cohen, 
1995, p. 73)." 
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Significant distress in parents of ii; neonates may be due to the guilt over 
creating a defective child rather than what they imagined. Adaptation to 
the deviant child presents more psychological work to the parents, and 
can be overwhelming as well as present conflict in the face of loss of the 
expected imagined perfect child. Parents of the defective child face 
anticipatory grief in the preparation for death, despite their hope for 
survival; they face failure in not producing a normal full-term baby; and 
they must resume relations with the deviant baby, while understanding 
how their baby differs from a normal full-term infant . . . . Eahy recognition 
of distress in parents of ill neonates and early counseling and psychiatric 
referral can lead to better understanding by parents of ill neonates about 
their ill infant, better coping skills, and ultimately better parenting, (p. 81) 

Recognition of this eahy distress in parents of children who are ill at birth and 

require invasive procedures that require them to remain in hospital allows 

professionals to begin approphate counseling. The psychological work of 

restructuhng expectations and adapting to the changed outcome is possible 

through information gained from this study. 

Noojin and Wallander (1996) studied maternal adjustment to the strain of 

cahng for a child with a disability by developing and testing an inventory to 

measure perceived disability-related stress, the Parents of Children with 

Disabilities Inventory (PCDI). In addition they used content analysis with a 

sample of 119 mothers of children ages 2-18 years and a diagnosed disability 

prior to their second birthday. The mothers were asked on four occasions to 

deschbe the most bothersome thing related to their child's disability that had 

happened in the past two months. A hierarchical organization of concerns was 

developed from the data. Those areas of concern were medical and legal, the 

child, the family, and for self. 

36 



Dadds, Stein, and Silver (1996) studied maternal psychological 

adjustment with a 14-item test, the FSII (R). They determined that the 

"functional status ratings and atthbutions to illness by 365 mothers of 5-8 year 

old children with chronic illnesses were associated with children's overall 

adjustment but not with mothers' own psychological distress" (p. 527). 

Gowen, Johnson-Martin, Goldman, and Appelbaum (1989) compared 

depression/parenting competence of mothers with handicapped children versus 

mothers with non-handicapped children. Their quantitative study, using 

questionnaires and other testing methods, 

determined that raising a child with a disability certainly entails additional 
stresses to those incurred when raising a nonhandicapped child . . . the 
additional and often unusual caregiving demands sometimes associated 
with caring for a handicapped infant were at times significantly related to 
increased feelings of depression and decreased feelings of parenting 
competence for the mothers of handicapped infants on the measures of 
depressive symptoms nor feelings of parenting competence, (p. 269) 

Stress created by the demands on the parents' time and energy and dealing with 

other issues such as additional and unusual caregiving demands often created 

situations that the mothers of children with handicapped children "were not able 

to ward off increases in depressive symptoms, (p. 268) 

Krauss studied child-related stress of mothers versus fathers of 141 

children with disabilities (1993). The findings of that quantitative study revealed 

no significant differences between the mother's and fathers' scores for child-

related or parenting stress, locus of control, family functioning, or size of their 

support network based on the type of child's disability or whether the child was 
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premature. There was a significant difference between the mothers' and fathers' 

scores for helpfulness of social support. It was also reported that parents of girls 

reported greater helpfulness of social support than parents of boys. Mothers 

reported higher stress with the personal impacts of parenting, and stress 

associated with parent health, resthctions in their role, and relations with their 

spouse. Fathers felt higher stress related to their child's temperament and to 

their feelings of attachment to and reinforcement by the child. Fathers also 

reported overall higher levels of stress than the mothers. 

On the other hand, Reddon, McDonald, and Kysela (1992), in a Canadian 

study, looked at parental coping and family stress of 16 parents with preschool 

developmentally delayed children. Their quantitative study revealed few 

differences in the mean scores of mothers or fathers. 

Most of the studies found were from the medical field and dealt with the 

psychological aspects of parenting children with disabilities and chronic illness. 

However, in a study done in England, McConachie (1991) studied how mothers 

of children with mental retardation felt about parenting and teaching. Their 

findings determined that some parents, especially mothers, worked well with 

interventionists. They would set aside times duhng the day to concentrate on 

teaching their child and would more than likely have already been involved with 

the child before the intervention began. They were considered the 'teaching 

ohented' mothers. The more socially ohented mothers were labeled 'free and 

easy' and it was suggested that intervention for them would be better focused on 
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group training. Fathers were more influenced by the child's ability level and 

seemed less involved when the child was still in the baby stage. Fathers who 

took an active role in the teaching seemed to be most concerned with the 

balance of control between them (the father) and the child. They seemed to 

require more professional support than mothers to achieve success. 

Pearl and Donahue (1995), studied the effects of prematurity on 

development of those children at preschool age and their mother's beliefs and 

expectations of their child. The sample included 32 preemies and 41 normal 

birth children and their mothers. Results included some differences in 

achievement of the children but none were below the norm for children their age. 

The expectations held by the mothers were that they did not believe that children 

with prematuhty would have later problems. It appeared that mothers of 

preemies gave more stimulation and structure than to their other children, 

possibly due to their expectations. 

Schraeder, Hevehy, and O'Bhen (1996) studied the behavioral 

adjustment of very low birth weight (VLBW)^ and normal birth weight (NBW)® 

children and their caregivers and the influence of caregiver stress and goodness 

of fit between the child's capabilities and the expectations of significant others. 

Data were taken that included caregiver stress for ongoing daily stress or 

hassles. Their findings 

^ Very low birth weight (VLBW) was considered 3.3 pounds or less at birth 
(p. 119). 
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support the notion that the adjustment problems in VLBW children are 
behavioral expressions of environmental stresses and that they are no 
more likely to act out behaviorally than their NBW peers facing similar 
stresses It supports the notion that VLBW is not simply a problem of 
neonatal biomedical adversity. It is also a health-related expression of 
the economic and social problems confronting many families, (pp. 128-
129) 

Although this study was about stress and caregivers it only addresses specific 

aspects as they relate to behavior problems in the classroom for those VLBW 

children. 

LaMontagne and Pawlak (1990) used semistructured interviews and 

questionnaires to determine coping strategies and stressful situations of parents 

whose children were in the pediatric intensive care unit. Half of the parents 

identified stressors that were classified as loss of parenting role, 40% 

uncertainty over outcome, and 10% information needed. No significant 

associations were found that linked stress, coping, or any demographic 

variables. Another hospital study about stress and coping strategies conducted 

by Horn, Feldman, and Ploof (1995). The goals of the study were to deschbe 

the stressors and coping strategies of the families with children with chronic 

illness and to compare family reports of stress and coping strategies with 

professionals' perceptions. Communication problems and personal emotions 

were reported as the most common stressors by both groups of subjects. 

Frey, Greenberg, and Fewell (1989) used a multidimensional approach 

for their study of parents of 48 young children with disabilities. They examined 

® Normal birth weight (NBW) was considered 5# 8 oz and discharged to 
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relationships of child charactehstics, family social network, parent belief 

systems, and coping styles to parent outcomes. Heaman (1995) studied 

stressors and coping strategies of 203 parents of children with developmental 

disabilities. Both mothers and fathers reported that concern about their child's 

future was the most common concern. There were few differences between 

mothers and fathers reporting of stressors. 

Hammer (1996) conducted a study using the Vineland Social Maturity 

Scale as a structured interview to explore the feelings and reactions of parents 

when they were told that their child had cerebral palsy. Two significant findings 

emerged from the study: mothers react at a different time than fathers and their 

reactive patterns happen more than once. 

Research on families of children with disabilities was found to have been 

conducted mostly by the medical field. Those studies have been designed to 

look at aspects of parenting that impact hospitalization or how the illness or 

disability would impact parents. No studies were found that related to the 

everyday experience of parents when they have children with disabilities and 

how the child's disability affects the family's functioning. 

Deschptive Literature: Parents' Accounts 

Parents have given histohcal accounts of their family experiences from 

points in their lives removed from the time of diagnosis of their child's disability 

go home with the mother (p. 119). 
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(Herhng, 1996; Meyer, 1995; Seerman, 1995; Turnbull & Turnbull, 1985). In 

addition there are numerous books on the market that define aspects of 

parenting children with disabilities. Meyer's edited a book. Uncommon fathers: 

Reflections on raising a child with a disabilitv. contains this passage as a father 

talks about parenting a profoundly retarded daughter: 

When I first saw her, before the doctors made their ghm prognoses, she 
looked perfect to me. She sported a full crop of her mother's dark hair, 
her eyes sparkled brown and bhght, and her cheeks puffed pink and 
creamy. Cassie's fingers deserved particular attention. They were 
unusually long and tapered delicately. Our doctor gave them a squeeze 
and announced that Susan had given birth to a concert pianist. It was a 
touching moment, the last we would share for quite some time. 

While there were few immediate signs of problems, our joy was eclipsed 
by the local medical choir at the hospital. Their recital of concerns was 
like a chorus of horrors made more unbearable because their findings 
were so subtle I had imagined that the presence of a child with 
special needs would change the character of a family. I had imagined the 
custodial care of a loved one would wear away the fabhc that held this 
family together. I imagined a lot of things but since I couldn't imagine the 
truth except by living it, let me illustrate. 

Imagine the most painful hurt in the wohd. Imagine it being a wound, 
fresh and unmendable, a wound that yields the same promise of 
incessant pain day after day without relief. This wound was Cassie when 
she was born. That feeling of hurt and anguish was ours whenever we 
thought about or cared for her. 

I went through the traditional cycle of ghef that accompanies the death of 
a loved one.... But Cassie didn't die, nor were the prospects of her 
passing part of Fate's master plan. Cassie was alive: growing (though 
rather slowly), eating, dhnking, rolling on the floor in twisted circles, 
reaching for objects to play with. One day, years ago, a doctor I cornered 
in some hospital waiting room told me the truth. "Cassie will live an 
abnormal life of normal duration." (Seerman, 1995, pp. 80-82) 

The 'chorus of horrors' of the medical professionals who attended the child and 

mother in the hospital eclipsed the parent's joy. That father had a profound way 
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of explaining the impact of the people the parents interacted with duhng the 

hospital stay. Meyer's book contains many other stories conthbuted by fathers. 

It is truly uncommon to hear the father's voice telling about his experience 

parenting children with disabilities. 

There are other accounts that talk about the expehence parenting 

children with disabilities. Simons (1987) has compiled parents' stohes about 

their struggles in her book titled, After the tears: Parents talk about raising a 

child with a disabilitv. This passage comes from that book, it is written about 

parents of a child with cerebral palsy: 

Immediately Barb became busy. She read everything she could get her 
hands on about cerebral palsy. She became wholly absorbed in Wilson 
and organized her life around meeting his needs. His needs were 
constant. He had to be fed every hour and a half, but each feeding took 
an hour because he had difficulty swallowing. He needed therapy three 
times a week in town, but dhving down the mountain roads, he threw up 
all the food she had worked so hard to give him. Cahng for him in other 
ways left very little time for Barb to spend with Brook, who had one-and-a-
half-year-old needs of his own. 

Mark reacted differently. He withdrew. He didn't read books, he didn't 
play with Wilson or do much therapy with him. In fact he didn't attach 
himself to Wilson much at all. He wasn't at all sure he wanted this baby 
who had thrown his life into chaos, stolen his wife away, and made them 
both unhappy. Mark was angry—very angry—that things were so 
wretched in his family now. "Where's my normal baby?" he demanded, 
"my normal family? What about those things we used to do—go camping, 
spend time with each other, have fun?! [sic] All our normal life is out the 
window! (Simons, 1987, pp. 1-2) 

These parents deschbe feelings and events to show the impact of their child's 

disability. 
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There are other types of deschptive literature available about or for 

children with disabilities. Thom Hartman, father of an ADD^ child, has authored 

several books on ADD. His book ADD success stohes: A guide to fulfillment for 

families with attention deficit disorder contains stohes that were solicited and 

received via his website designed to provide support for persons whose lives are 

impacted by ADD. This is part of one person's story: 

Kids and laundry 
From Martha in Michigan: 

This is probably so simple that you won't want to include it in your book, 
but it's really helped me out and I'd like to share it. 

I used to be totally disorganized in my laundry. I did the laundry for the 
entire family (I have two ADD kids, one twelve and the other fifteen, and 
an ADD husband, not to mention myself), and everything was always a 
mess. The kids and my husband both just threw their dirty clothes on the 
floor, and I had a pile in my closet (which I thought, at least, looked a bit 
more organized because I could close the door). 

Then a friend showed me a system she'd developed for her home, and it's 
incredible how it's helped here at my house! 

She went to K-Mart and bought a dozen laundry baskets, half red and half 
white. With an indelible felt pen, she wrote on each of the red ones the 
name of one of her family members, along with the word "coloreds," and 
on each of the white ones she wrote a family member's named and the 
word "whites." Then she gave each person in the family their two 
baskets. 

When the person takes off their (sic) dirty clothes, they go directly into the 
baskets: the whites into the white basket and the colored into the colored 
basket. (1995, pp. 74-75) 

^ ADD is used almost interchangeably for ADHD in most sources, 
although, ADD is an older, more general and all-encompassing term that is 
commonly used by professionals and parents alike (Bain, 1991, p. 6). 
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You've guessed it! Now each person was responsible for doing his or her own 

laundry. This mother taught her children how to do their laundry and put their 

clothes away and permanently changed their household. Parents reading the 

descriptive literature find comfort in the fact that there are others with similar 

problems. They frequently gain support from Internet websites designed to give 

information, support, resources, and information. 

The website for Special Child Magazine for Parents of Children with 

Disabilities had a descriptive expehence in the Editor's note by Lisa Baker. She 

had taken her daughter Allison for her annual visit with her ophthalmologist, a 

Division Chief of Pediathc Ophthalmology, at a large teaching institution. Allison 

had strabismus® and was three years old. The condition had not corrected itself 

and patching would not work due to the type of strabismus. Lisa had expected 

the physician to recommend surgery; he not only did not do that but he did not 

know what the child's diagnosis, Angelman syndrome was, and said he had 

never heard of it: 

"Well," he said, "we recommend surgery for two reasons: first for 
appearance reasons and second to improve coordination. I would 
definitely recommend the surgery if she was normal and didn't have this 
Angelman syndrome and needed to improve her coordination to play 
sports or something. But for her, I don't think it will help her functioning." 

I took a deep breath (a very deep breath) and said, "Why would it improve 
a typically developing child's coordination, but not Allie's? She has 
terrible coordination and this might be part of the problem." Here comes 
the twisting of the knife: "I know what you are probably thinking," he said. 
"There isn't anything else about her that you can fix so you probably 

® Strabismus is any deviation from perfect ocular alignment (Vaughn, 
Asbury, & Riordan-Eva, 1992, p. 231). 
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would like to do this because it is a fixable problem. I understand that, 
but from a stone cold opinion, I have to say that I just don't think it will do 
her any good. Now, don't get me wrong, I will do the surgery if you want 
me to, I'm just not recommending it." . . . My daughter is a gorgeous little 
gih. She is very well taken care of bathed and shampooed every day, 
always color coordinated with hair bows, smells as sweet as summer fruit, 
and even has her toenails painted when weahng sandals. To think my 
daughter is not worthy of a surgery, which could improve her lovely 
appearance even more, is a disgrace. She is a little gih who deserves to 
be beautiful just like any other child. Just because she is developmentally 
disabled does not mean she needs to look like the awful stereotype that 
our society portrays of individuals with MR. (Baker, p. 2) 

This mom cleahy deschbes a time when sensitivity to the parent's expehence 

could have been very helpful to the professional who was interacting with the 

mother and her child. 

These examples of deschptive literature that are available show the depth 

of literature that can be found to describe the parent's experience when they 

have a child with a disability. This type of literature is helpful in locating areas 

where research could focus as well as providing a background of information 

about specific events. Many parents find that there is help in learning that 

others have had difficulties as they parent children with disabilities. In addition 

to the assistance that parents can find utilizing deschptive literature from many 

resources, there is prescriptive literature that persons who have had experience 

with children with disabilities have made available to those parenting or working 

with children with disabilities. 
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Preschptive Literature: Advice from Professionals 

Thompson (2000), a physician of 40 years, a mother and grandmother, 

has whtten a book that provides parents information as they parent children with 

disabilities. Her book is titled. Raising a handicapped child: A helpful guide for 

parents of the physically disabled. She addresses issues from finding the best 

professional help and coping with the devastating diagnosis to how parents can 

help themselves and others. One very important part of the chapter, "How to 

cope with a Devastating Diagnosis" is the following advice about making 

decisions when devastated: 

The decisions you face about your child's treatment are not easy ones to 
make under the best of circumstances—and these may be the very worst 
circumstances you have ever been in. This is one of the reasons 
physicians and others give for making the important decisions for you. 

Certainly it is necessary to listen to people who are not as emotionally 
involved as you are, both experts who have information and 
dispassionate others who might have some clear logical reasons for 
seeing things differently from the way you do. The essential fact though 
is that the infant is yours. You conceived and carried this child, and you 
will bear the responsibility in the future. For this reason, you should be 
involved in all major decisions about your infant. By the word you I mean 
both mother and father, because a father who cares for his child's mother 
duhng pregnancy plays a large part in helping bhng that child to its birth. 
The very fact that you are intensely emotionally involved, that only you 
have this unique perspective on the child, is all the more reason for you to 
make or help make the major decisions. You care as no one else does, 
and the decisions will affect you, as they will no one else. (pp. 15-16) 

Thompson clearly explains that the parents can and should make informed 

decisions about their child with a disability and that those decisions will affect 

the parents more than anyone else. Thompson acknowledges that the parents 

will bear the responsibility in the future. Her book gives clear information to 
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assist parents in gaining the information necessary to make those informed 

decisions. 

Dr. Ken Moses, a father of a child with disabilities and a psychologist, has 

been recognized nationally as a resource for parents of children with disabilities. 

Moses has developed many helpful ways to explain the gheving process to 

parents of children with disabilities. He wrote: 

Parents, all parents, attach to their children through dreams, fantasies, 
illusions, and projections into the future. Children are our second chance, 
our ultimate "life products," the reflection and extension of our very being. 
To know that a human life exists that grows from our genes, our bodies, 
that is a result of our existence, brings a measure of spirituality into the 
most hardened individual. Something basic to our sense of being is 
stirred when we witness the miracle of the continuity of life. What 
happens when this core expehence is marred irreversibly by disability? 
How does the parent survive the devastation of a handicap in their child 
that shatters their heartfelt dream? How do they go on? How can they 
help their child, their other children, themselves? (1987, p.4) 

Those dreams of the perfect child and the parents being able to provide all the 

things that make a perfect childhood are shattered at the birth of a child with a 

disability. Dr. Moses leads parents through the explanations of the feeling 

states of gheving. Denial buys time needed to blunt the initial impact of the 

shattered dream and discover inner strengths to deal with the chsis. Anxiety 

creates the adrenaline flow that mobilizes the energy necessary to make the 

changes that must be made. Fear is the medium that encourages the struggle to 

reattach, to love again in the face of loss. Guilt helps one redefine the issue of 

cause and responsibility in the light of loss. Depression is the medium that 

helps define what it takes to be competent, capable, valuable and strong 
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parents. Anger is the medium through which a parent redefines fairness and 

justice (Moses, 1987). These feeling states will be discussed further in the 

development of the study. 

Duhng the time that I was gathehng data for this study, I encountered an 

unexpected type of prescriptive/descriptive information aimed at parents with a 

child with a disability. I encountered a weeklong sehes of daily discussions 

about casting blame for the disability of the child. Dale Ellens, a counselor, and 

the father of a child with Down's Syndrome, was presenting his rebuttal to a 

radio broadcast that had recently been aired titled "Dads are to Blame." The 

program had been "making the point that the chromosome defect which 

produces most Down Syndrome babies is produced by the father rather than the 

mother. Ellens pointed out that the speaker obviously meant to take some of the 

heat off mothers who have been traditionally blamed for producing the 'bad 

gene' responsible for Down Syndrome" (Ellens, 1999, p. 1). Ellens pointed out 

that while he applauded the medical doctor for his intent, being that he would 

remove the blame from the mother, but the speaker's fault was in putting the 

'blame' on the father. Ellens explained that the doctor "showed great 

insensitivity to all parents who struggle with ghef in the aftermath of having a 

Down's syndrome baby" (p. 2). Ellens pointed out that it is in error to believe 

that either parent was to blame for the birth defect. Knowledge of the fact that 

the genetic defect could be earned by the male sperm was important in order to 

prevent birth defects in the future. Ellens writes out that at the birth of a child 
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with severe defects the parents are immediately thrown into an experience that 

they can not control: 

When parents experience the birth of a child with severe birth defects 
they expehence that birth, not as an exciting celebration, but as a sehes 
of terhble losses. They feel the loss of security as they ponder the vast 
unknown, uncharted future both of the child and of what raising such a 
child will mean for them. They expehence the loss of ioy and the 
excitement of a normal, healthy childbirth. They experience the loss of 
hope that their child will ever be the fully functional adult they had 
dreamed of. They experience the loss of trust in a God they always 
believed would give them a healthy baby. They experience the loss of 
normalcy in life patterns and routines. They experience the loss of friends 
as people pull away from them because of the anxiety over how to 
approach such parents. They expehence the loss of intimacy with one 
another as both are thrown into the loneliness of their separate ghef. 
They expehence the loss of self-esteem as they feel they failed to 
produce a healthy child. And the losses continue to mount as each new 
day bhngs a greater awareness of the unexpected challenges that are 
part of raising a child who suffers from severe and chronic birth defects. 
(1999, #228) 

Ellens argues that the use of the word "blame" suggests intent or fault and 

that the parents could have prevented the birth of their child with a disability. 

Yet, the parents could not have prevented the child's disability by any intentional 

act, in fact, could do nothing to prevent or correct the tragic event. Ellens adds 

that the use of the word blame would shift unhealthy and irrational blame from 

the mother to the father and would result in increasing the anger of both parents 

who are "needing a place to park their anger." 

Those five Ellens broadcasts were aimed at parents with children with 

disabilities and gave practical information to help them deal with the process of 

gheving and not hold guilt or blame for their child's disability. Since Ellens is the 

father of a child with a disability, his insight into the process of acceptance of the 
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child with a disability provides families with children with disabilities hope that 

blame does not have to be cast on either parent for any disability that the child 

might have. 

The preschptive literature available provides support for parents by giving 

a voice of sanity duhng their trying times. It can help deal with gheving and 

define areas and responsibilities that affect parent's interaction with their 

children as well as with professionals. Prescriptive literature is available via 

radio broadcast, printed media, videos, on-line, and also in workshop venues. 

Summary 

The research literature has been explicated to show the basis for the 

methodology of the study. The discussion of the research on the family 

experience has shown that there is quite a bit of research about parenting 

children and focused on parenting while the child is in the hospital or at the time 

of diagnosis. Some longitudinal studies have been performed but on a very 

limited scope and have been from surveys, tests, and questionnaires. No 

studies were found that followed the child home from the hospital or dealt with 

the daily life struggles those families expehence. The discussion of the 

deschptive and prescriptive literature provides an understanding of other ways 

that we could learn about the parenting expehence when you have a child with a 

disability. In many cases the expehences that Mackayla related to me were 

common expehences in the deschptive and preschptive literature. 

51 



This study is about happenings, events, feelings, and strategies related to 

those happenings, events, and feelings. It looks at a situated expehence by 

saying "tell me what the expehence is or was like." As was seen in the literature 

available there is little knowledge of the expehence of parenting children with 

disabilities outside of the hospital. This study has been designed to begin the 

quest to find reality in the empirical wohd of everyday experience. The 

procedures that molded this study into a scientific examination of that experience 

will be discussed in the following chapter. 

52 



CHAPTER II 

METHODS 

General Design of the Study 

This qualitative case study was designed to observe and deschbe a 

mother's perspective on developing family dynamics in one family after the 

diagnosis of one child's disability. A qualitative research approach was chosen 

so as to accommodate family dynamics over time. Qualitative research design is 

flexible and allows for modifications and changes as the study progresses. This 

was a component that I felt was necessary for this study, due to my own 

professional knowledge of the experiences that families of children with 

disabilities have on an everyday basis. A qualitative research approach is also 

a good fit because it makes possible two goals. First, it permits deschption of the 

multiple realities of those participating in the process of family dynamics. 

Secondly, one can develop an understanding of these multiple realities focused 

on a continuing family process. 

Case study qualitative research was chosen because it is an excellent 

way to study a process as a bounded event (Merham, 1998). Qualitative 

methods give access to the human voice and permit context-based analyses that 

can show the uniqueness of a particular context (Crowley, 1994-1995, p. 57) as 

well as a clear temporal boundary (i.e., the beginning and ending of the research 

event). In addition, use of case study of family issues has been suggested by 

53 



Stormont due to its advantages for gaining a "richer understanding of all the 

complexities involved with challenging children and their families" (1998, p. 247). 

Case studies focus on a single unit or bounded system, in order to gain 

an in-depth understanding of the situation and meaning for those involved, 

instead of compahng several participants or systems (Merriam, 1998, p. 19). 

Merham explains the "single most defining charactehstic of case study research 

lies in delimiting the object of study, the case, or bounded system . . . if the 

phenomenon you are interested in studying is not inthnsically bounded, it is not 

a case" (1998, p. 27). The researcher concentrates on one entity to "uncover 

the interaction of significant factors characteristic of the phenomenon" (p. 28). In 

the case of the Thomas family, the mother's activities and thoughts from the 

diagnosis of her son's disability to the end of the first six months, were the 

specific bounding of the system. The study looked at what was observed as 

seen, heard, and participated in by the researcher and as otherwise related by 

the mother to gain insight into the experience for these ways. The process was 

viewed through participant observation and by interviewing the mother of the 

family. 

This study chronicles the lived expehence of one family by listening to the 

'human voice' through the mother's voice. The phenomenological approach was 

chosen because it allows interpretation of that 'human expehence' (van Manen, 

1984, p. 44) as consistent with the lived expehence. Merham explains the task 

of the phenomenologist is "to depict the essence or basic structure of 
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expehence" (1998, p. 16). Mackayla Thomas' expehence was documented 

through taped and transchbed conversational interviews with the mother as well 

as observation fieldnotes. The analytical process was accomplished by using 

qualitative methods on data resulting from in-depth interviews as well as 

fieldnotes. In addition, theoretical memos and reflexive journal enthes, while not 

data, were maintained and used in the analytic and interpretive phases of the 

study. 

Theoretical Underpinnings 

The theoretical orientations of this study are grounded in phenomenology, 

van Manen suggests the phenomenologist ohents to the phenomena to 

construct a possible interpretation of the nature of a certain human expehence 

(1984, pp. 41, 44). Denzin defines interpretation as: "a productive process that 

sets forth the multiple meanings of an event, object, expehence, or text" (1998, 

p. 322). The phenomenologist becomes the research tool that must observe, 

report, and interpret for the reader though his/her sensibilities to the experience. 

The phenomenologist must create for the reader the ability to see, via the 

whtten word, the expehence and the participant in that expehence, thus 

providing a window into the expehence to which other similar situations might be 

compared. "A good phenomenological text has the effect that it can make us 

suddenly "see" something in a manner that enhches our understanding of 
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everyday life expehence" (van Manen, p. 1) within its attendant complexities and 

uniqueness. 

The phenomenological question is, therefore, what is the nature of this 

expehence where the essence of the question is the opening up, and keeping 

open, of possibilities? van Manen indicates a researcher must understand the 

phenomena under study by 'living' the experience. "A phenomenological 

question must not only be made clear, understood, but also 'lived,' as it were" 

(van Manen, 1984, pp. 45-46). Through the close association with the data the 

researcher is able to interpret the experience. Interpreting what the text as lived 

expehence says, what the semantic, linguistic meaning is, and what its 

significance is, is the paramount aspect of phenomenological methodology (van 

Manen, p. 2). The researcher must provide for the reader the ability to see the 

significant events and reactions of the participant in a clear and present sense or 

"rendering human expehence interpretable and understandable in our present 

time and place" (van Manen, p. 2). The researcher must keep avenues open for 

different possibilities and meanings of the expehence and yet make sense of the 

complete essence of the expehence. 

Denzin, 1998, wrote, "Sense making, interpretation, representation, and 

claims for legitimacy are all part of the same process" (p. 322). His explanation 

of fieldworkers' inschption of conversations is "The intent is to create the 

conditions that will allow the reader, through the whter, to converse with (and 

observe) those who have been studied" (p. 324). In accomplishing this portion 

56 



of telling 'the story' the phenomenological researcher uses 'thick deschption' 

(speech and other actions documented within the total contexts of time, place, 

and intentions) rather than 'thin deschption' or a simple reporting of facts 

unsupported by human intentions and circumstances. Thick description includes 

not only the facts but the context of the expehence, and states the intentions and 

meanings that organized the expehence, and reveals the experience as a 

process in order to provide vehsimilitude to the expehence being revealed" 

(Denzin, 1998, p. 324). 

First- and Second-Order Sense 

The researcher must remember that the experiential text being analyzed 

represents an actual experience and is the starting point for inquiry (Clandinin & 

Connelly, 1998, p. 153). That expehence has many different types of realities. 

The researcher must define those realities. 

Because the phmary [research] instrument in qualitative research is 
human, all observations and analyses are filtered through that human 
being's wohdview, values, and perspective. It might be recalled that one 
of the philosophical assumptions undehying this type of research is that 
reality is not an objective entity; rather, there are multiple interpretations 
of reality. The researcher thus brings a construction of reality to the 
research situation, which interacts with other people's constructions or 
interpretations of the phenomenon being studied. The final product of this 
type of study is yet another interpretation by the researcher of others' 
views filtered through his or her own. (Merriam, pp. 22-23) 

Schutz defined Verstehen, or the experiential form of common-sense knowledge 

of human affairs. Verstehen is composed of the first-order sense or construct 

and second-order sense or construct. First-order sense refers to the process, in 
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which individuals understand and interpret their everyday wohd, in other words, 

the participants' or insiders' point of view. Second-order sense is the process by 

which the onlooker/researcher attempts to make sense of the participant's 

expehences (Schwandt, 1998, p. 226). In this way Verstehen constitutes the 

multiple realities of qualitative research. By gaining access to another's 

perceptions/consciousness through the participants' revelation of their 

experiences (as 1 ̂ -order constructs), the researcher comes to observe and 

interpret via the second-order constructs. This is accomplished by the 

researcher's careful monitohng of his/her phor beliefs so as to minimize their 

interference with data collection and data analysis resulting in elements or 

essences of the expehence (Merham, p. 16). The expehence is temporal and 

exists only as it happens. All references to that experience, spoken or whtten, 

exist in another time frame. Words can not convey exactly the uniqueness of the 

event. Each observer of that event will filter the expehence through his/her 

expehences in his/her own phvate life-wohd. That life-wohd, or intersubjective 

wohd of expehences and social actions belongs to the individual. "It is 

constituted by the thoughts and acts of individuals and the social expressions of 

those thoughts and acts" (Schwandt, 1997, p. 83). 

Subjectivity and Obiectivitv 

The nature or essence of an expehence is most clearly gained from 

listening and seeing the interaction of participants in their everyday world and is 
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the goal of phenomenological inquiry. Only through subjective understanding of 

that life-wohd and allowing participants to be 'themselves' will the researcher be 

able to absorb and relate to the experience as it is told. The researcher must 

guard against being unduly subjective but a certain amount of subjectivity must 

be present to allow understanding of the expehence. Subjectivity is part of the 

sensitivity that is necessary for the researcher to understand his/her own 

personal point of view and to develop a rapport with research participants. 

Watching, listening, and establishing rapport "are affected positively and 

negatively by [researcher] subjectivity" (Glesne & Peshkin, 1992, p. 106). The 

researcher must guard against molding the study due to strong subjectivity but 

must not completely avoid it in the study. Objectivity is also desirable. The goal 

of objectivity is for the researcher to convey an accurate representation of reality 

in the study (Schwandt, 1997, p. 104) through the representation of multiple 

perspectives developed on first-order and second-order constructs. The 

researcher must blend objectivity and subjectivity to maintain the sensitive and 

accurate representation of the expehence being studied. 

My Sensitivity 

It is totally impossible for researchers to forget their experiences, training, 

and feelings. Qualitative researchers are especially challenged when they 

immerse themselves in the context of a study. They must build in and account 

for methodology that will prevent skewing the study into preconceived patterns. 
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The proper blend of objectivity and subjectivity is necessary. The first step in 

reducing effects of undue subjectivity is to place the researcher's sensitivity 

before the reader. One way of accomplishing this is to display as openly as 

possible those relevant sensitivities the researcher is able to acknowledge. The 

following information places my sensitivities and assumptions in clear view of the 

reader. 

I am, like Mackayla Thomas, a mother of children with learning 

disabilities. In addition, I bring to this study background knowledge and 

experiences in four relevant areas. For one, I have a great deal of expehence 

with children with disabilities through different nursing positions that I have held 

in the over twenty years that I was active in nursing. For a second, I spent over 

10 years delivehng eahy home intervention services to families of children with 

disabilities. Thirdly, I have worked with adults with many different disabilities in 

the rehabilitation arena. Fourthly, I am a certified ohentation and mobility 

specialist. In that role I teach independent travel skills to persons with visual 

impairments. I have provided those services to adults as well as infants and 

school age individuals. Lastly, I am presently the Outreach Director at a state 

school for the blind and supervise delivery of direct services to children and 

youth with visual impairments including those with multiple disabilities 

throughout the state. These students are attending their home schools with the 

support of our school for the vision specific areas of their individual education 
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plans. In this capacity I interact with parents of children with of a wide variety of 

disabilities that are concomitant with their visual impairment. 

As can be seen, I have worked with many persons with multiple 

disabilities as a nurse and as an educator. All told, I bhng my personal 

knowledge of the role of a parent of children with learning disabilities, searching 

for medical and educational answers, and advocating for accommodations, as 

well as my knowledge of medical, rehabilitation, and educational professional 

views to this study. 

Due to my life experiences I have consequently developed strong beliefs 

about issues dealing with disabilities, professionals, and parents. I believe that 

persons with disabilities can and should be independent. I believe that they can 

reach the same pinnacles of success as their able-bodied peers as long as they 

have approphate training and accommodations. I have a firm belief that 

caregivers, educators, medical personnel, and parents must believe that the 

individual with a disability is 'capable'. If they do not have that belief they will not 

provide the opportunity for that individual to learn the skills necessary to achieve 

as their peers. I believe the lack of opportunity to learn is the most handicapping 

condition for any person with a disability. I also believe that it is the 

responsibility of educators, caregivers, parents, and other professionals to 

provide necessary accommodations, which allow an individual with a disability to 

successfully acquire a skill. When there is no such belief in the individual's 
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ability there will be a withholding of the necessary supports and the individual 

will reach only the expectations that others hold of him/her. 

When thinking of parents engaging in their child's educational plans, I 

often remember a professor in the special education department at Texas Tech 

University, who said "the parents sent the best kid they had to school" (Candler-

Lotven, 1996). As parents we have to accept the 'kid we have,' we do not have 

the prerogative to have the 'easy kid' or the 'teacher's pet.' Life is real and we 

just have to live the circumstances that we find ourselves in. 

I feel that these experiences that may have provided a bias also provided 

a deepened and particular sensitivity to Mackayla's expehences. That 

sensitivity was necessary to be able to search out in multiple ways and 

understand all the variables of the experiences I was viewing, as supported by 

Merham's view of the importance of researcher sensitivity (Merham, p. 21). 

Research Methods 

I feel the entry into the study was accomplished only through my 

introduction via Brenda Jordan. Brenda had previously developed a positive 

relationship with Mackayla as evidenced by the fact that Mackayla continued to 

contact Brenda about things that were happening in her family. This positive 

relationship allowed Mackayla to accept me as a researcher based on her 

confidence that Brenda would not suggest she participate in the study if it would 

be harmful. In addition, to the ability to gain entrance into the study because of 
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Brenda's previous relationship with Mackayla, I believe that the fact that 

Mackayla began to share her experience with me at the very first interview was 

also based on her acceptance of me through Brenda's recommendation. My 

past expehence, as mother and as professional working with families of children 

with disabilities, allowed me to take advantage of the first tentative overtures on 

Mackayla's part. As she began to share some of her feelings I was able to begin 

inquiry into her parenting experience that led to a full-bodied data collection. I 

found that Mackayla did not seem to hold back any of her expehence and her 

first order constructs were sincere attempts to provide me a way of 

understanding her unique situation as well as I possibly could through her 

words. Mackayla seemed to gain from having someone who would listen and 

help hold the experience or event until she could reassess it and 'come to grips' 

with it. I feel that Mackayla gained insight from the opportunity to have a 

'significant other' to confide in because she didn't have many opportunities to 

talk with an adult about her problems due to the hardships she endured as a 

mom and wife in her situation. I feel this because Mackayla kept trying to have 

me come for the interviews until she just absolutely had no time to work my visit 

into her hectic schedule. At that time I exited the study and returned only for a 

short visit at the end of May. 

I have attempted to provide interpretation built on the fieldnotes, 

observations, and conversations that I was phvileged to expehence. My second-

order constructs exist in this present to provide the reader insight into the actual 
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time of the event or expehence. Those constructs provide a window into 

Mackayla's life-wohd and allow the reader comprehension through the 

researchers eyes and ears. 

Knowing that it would be impossible to completely isolate myself from my 

expehences and training I attempted to become as immersed as possible in the 

Thomas' wohd when I was in Mackayla's home. I worked with the children in 

any way that Mackayla would accept. I thed to maintain the Thomas' unique 

expehences and events very much in the forefront of this study duhng analysis 

rather than to spend time in interpretation of the events at that time. I tried to 

utilize all my senses when I was actually in her home to become as aware of the 

family as was possible. I thed to push all thoughts of work, my family, my 

experiences, or training to the far recesses of my mind and to try to hear all that 

Mackayla was trying to express. When Mackayla would want to know if I had 

experiences that were similar I would openly compare them to her situation and 

allow her to know the situations I had expehenced. Parenting is an interesting 

experience to me now that I am out of the fire and frying pan with my children all 

raised. But, I can remember that in many of life's situations that I found myself 

duhng my parenting years I really did not find much of interest or fun. None the 

less, as a mother, I could identify with Mackayla's situations and stohes in order 

to provide the sensitivity to be able to listen, understand, analyze, and interpret 

her expehences. 
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Site Selection 

The site for the study was determined by the need for the researcher to 

reside close enough to be able to regulahy interact with the family. The site 

selected was the Thomas home in Greenville, a Midwestern city where both the 

Thomas family and I resided. The city was located in the agricultural belt of the 

US and industhes were mainly geared toward agriculture. The city supported an 

Art Center, symphony orchestra, municipal band, and had 54 city parks. The 

city had a minor league baseball team. There was a low chme rate in the city 

and the cost of living was not as expensive as in most of the nearby cities. 

There were two major hospitals in the city with a large number of medical 

specialists available for the residents. Few people needed to leave the city for 

special medical services. The medical facilities were sought by many of the 

rural people in the surrounding areas. Schools were linked for special education 

services to the Special Education Area building that was centrally located in the 

city. There were several colleges in the city and the area residents held 

education in high esteem. There was a strong work ethic in the state as a 

whole, and this was reflected in Greenville population. Family was a very 

important aspect of the lives of the residents. 

The family resided in a quiet middle-class residential neighborhood that 

was located close to the major arteries for travel. It was easy to gain access to 

shopping and jobs, but it was located inconveniently to medical services. The 

conversational interviews were all conducted at the family residence. 
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Participant Selection 

The participant selection was determined by using a purposive sampling 

model aimed at getting an Information-hch case (Merham, 1998, p. 60) and 

because of the necessity to be geographically near the family to have the 

maximum amount of immersion in the context of the study. The first step in 

purposive sampling was to develop a list of chteria that would be essential in 

choosing the family (Merham, p. 60). These criteha were to find a family that 

had just learned of their child's disability. The family needed to be living near 

me, be willing to remain in that locale for at least six months, be willing to enter 

the study, and have frequent interviews and interactions with me. The Zack 

Thomas family fit all the chteha. 

This case study was of the Thomas family identified by Brenda, a social 

worker in the Eahy Childhood Special Education (ECSE) department at the 

Special Education Agency for Division 4 (SEA 4) in Greenville, a city in 

Midwestern Amehca. Mackayla Thomas had recently contacted Brenda, with 

concerns about her youngest child, Isaiah. Brenda introduced me to Mackayla. 

Brenda and Mackayla met previously when Mackayla's oldest child, Madison, 

was 2-3 years old. Mackayla felt comfortable in contacting her about the 

concerns with their youngest child. At the time of identification the family also 

had two older children. The oldest child, a daughter was just being diagnosed 

with attention deficit (ADD). Mackayla had just been told that her 11-month-old 
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son was not meeting developmental expectations for his age. This information 

was gained in part from my first discussion with Brenda and from the information 

that was gained duhng the conversational interviews with Mackayla. Duhng my 

home intervention days, I had worked with several families with at least two 

children with disabilities and I understood the additional constraints of time, 

money, and parenting that having two children with disabilities would create. I 

chose to take advantage of the opportunity to study this family as they dealt with 

the implications of the son's disability, in addition to dealing with daughters with 

disabilities. Mackayla signed the informed consent form and entered the study 

duhng January 1999 (Appendix B). Duhng the study the middle child was also 

diagnosed ADD. 

Participant Charactehstics 

I want to introduce the Thomas family and provide the background for the 

family activities duhng the study. 

Mom (Mackayla) 

"I just felt overwhelmed!" was a common theme as Mackayla Thomas 

gave her account of things that were happening in her life. From my first visit to 

the Thomas home in January until the final visit in May, Mackayla used the word 

overwhelmed frequently when referring to her struggle to be the wife and mother 

that she desperately wanted to be. I soon recognized that, although, Mackayla 
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was feeling overwhelmed, she was maintaining a very difficult home life and 

coordinating a hectic schedule of treatments and physician visits. She was also 

launching a babysitting business in her home. The entrepreneuhal effort was 

designed to provide needed additional funds to meet the increasing family 

needs, many of which were created by the disabilities of her children. 

Dad (Zack) 

Zack Thomas was never interviewed and did not conthbute data directly 

but his time was consumed in trying to provide for his family. He held a full time 

job, often taking one or both gihs to babysitter's home as he went to work and 

picking them up as he left that job in the afternoon. He would then stop at the 

house to drop them off and head out for the second job that he worked until late 

in the evening. He also had another part time position that claimed weekend 

time and other available time. Consequently, he arhved in the home late each 

evening and left at 6 the next morning and was off only on Sunday afternoons 

and Monday evenings. Zack had been earning a very high wage for the eahy 

years of their family life and Mackayla had maintained full time employment from 

time to time. Mackayla said that Zack's wages alone had previously been very 

good. He was used to cleahng over a thousand dollars a week and the family 

had become accustomed to a comfortable lifestyle, as well as leisure time 

activities. However, before their third child, Isaiah, was born, downsizing at the 

company where Zack had been employed had eliminated his position and there 
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were no other positions in the town of similar pay within his 

expehence/knowledge area. The increased need for income due to the addition 

of another family member and the accompanying medical expenses necessitated 

his busy work schedule. 

Children 

Madison, the oldest daughter, was three months short of six years, when 

the study began. In the past, Madison had been seen by the SEA 4 early 

intervention team for learning disabilities. When the study began she was 

attending special education resource room in the morning and kindergarten in 

the afternoon. She was recently diagnosed with attention deficit disorder (ADD). 

Mackenzie, just turned 4 years old as the study began, was attending 

Head Start. At the beginning of the study, Mackayla talked about Mackenzie 

being her easy child. When she was present at the eahier sessions she 

appeared more moderate in her behaviors than her sister. However, in the last 

two sessions, Mackenzie had developed very inapprophate behaviors consistent 

with ADD children. By this time, the pediathcian had told Mackayla that 

Mackenzie would develop ADD as her sister had. 

Isaiah, the youngest child, was eleven-months-old when the study began. 

He had just been hospitalized for respiratory distress and was home with new 

breathing treatments. He had been referred by his pediatrician for evaluation by 

the special education evaluation team. I observed that Isaiah was definitely 
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below the expected levels of motor development and was not very responsive to 

the environment or family members during my first visit. Home intervention 

began based on the evaluation by the early childhood team from the local 

special education unit, SEA 4. Duhng the study I saw Isaiah make numerous 

developmental gains. 

Day Care Children 

Mackayla began a day care in her home to supplement the family 

finances. The first child that she began to care for was a six-week-old infant 

whose mother was returning to her former employment. That infant's first day 

with Mackayla was January 18, 1999. Mackayla recognized immediately that his 

head was significantly misshapen. This created an additional stress, because 

Mackayla was very concerned that the shape of the infant's head might indicate 

problems for the child. By the end of the study it was reported that there were 

some medical problems linked to the misshapen head. This infant spent eleven 

hours in the Thomas home, five days a week and was a significant extended 

family member. 

By the end of the study, Mackayla was cahng for a total of 5 day care 

children. I did not see any of the other children and do not know how many 

hours they were in Mackayla's care. 
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Demographics of Family 

The parents were European Amehcan (Nieto, 1992) and appeared to be 

in their late 20's. I did not ask for information about their level of education and 

Mackayla did not volunteer that information. Although duhng one conversation 

with her she did speak about the difference in attitude concerning the way one 

dressed when you were in high school compared to when you were in college 

and led me to believe that she had at least attended college for a brief time. 

However, the type of jobs that she reported that she and Zack had held, (i.e., 

manufactuhng, caregiver at residential facility) past and present, indicated that 

neither had graduated from college but had probably at least graduated from 

high school. Their socio-economic strata appeared to be lower middle-class. 

Study Entry and Exit 

Entry into the context of the study was gained through being 

recommended by Brenda Jordan, social worker on the SEA 4 early intervention 

team. Actual entrance happened January 8, 1999, when I conducted my first 

conversational interview with Mackayla. All interviews were conducted in the 

Thomas home. Exit from the study was May 29, 1999, when I conducted the last 

conversational interview at the Thomas home. Entrance and exit of the study is 

explained in more detail in Chapter IV. 
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Generation of Data 

Deschption of Data 

My original research design included multiple types of data and multiple 

view points by having both parents maintain journals and speaking with 

extended members of the family to obtain their view of the family's expehence. 

Due to the father's busy work schedule he was not able to participate in the 

study through interviews or journal entries. The mother was not able to maintain 

a journal either due to the many demands on her time. Recognizing that time 

was a constraint, I presented Mackayla with a camera to record events for the 

study. Mackayla did not take any pictures for the study. I do not know if time 

constraints were the reason for that type of data not becoming part of the study 

but suspect that Mackayla's feelings of inadequacy would not allow her to take 

pictures of everyday events. I think that the difficulties created by the children's 

disabilities were things that Mackayla did not want to have tangible reminders of. 

I also offered to go to the home on Saturdays and care for the children so 

she could go shopping or accompany her to help with the children. She always 

declined my offer. I asked her if she would like me to talk with extended family 

members but she did not seem comfortable with me talking with extended family 

members. I did not interview any other family members. Although Mackayla and 

Zack Thomas were encouraged to contribute artifacts to the study none were 

conthbuted. Mackayla's voice as she talks about the family's experiences is the 

major portion of the data directly from her for this study. 
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The taped and transchbed conversational interviews, vyhich formed the 

bulk of data collected, are reflected in Tables 1.1, 1.2, and 3.1). I transchbed all 

the interviews myself. I frequently listened to the tapes again as part of the data 

analysis phase of the study, in order to better submerge myself into the data. 

Duhng and after my visits to the Thomas home, I generated fieldnotes that 

became part of the data (Figure 3.1). I kept a reflexive journal documenting my 

contacts with the family as well as my contact with the data that I used during 

data analysis to clarify my thoughts about the study (Figure 3.2). 

Analysis of Data 

Data analysis began with compahson of the transchptions, often while 

listening to the taped interviews. This began duhng data collection and 

continued until whte-up was complete. I kept theoretical memos and analytical 

notations duhng all phases of the study (see Figures 3.2 and 3.3). This gave me 

an overview of the data and allowed me to begin initial coding. 

Initially, as data analysis began, coding categohes were determined using 

categohes suggested by Bogdan and Biklen (1998, pp. 171-176). The initial 

categohes were: participant's wohdview; participant's perspectives; ways of 

thinking about things; events; relationships; process codes; and strategies (see 

Figure 3.4)® 

® Figures 3.4, 3.5, and 3.6 consist of circles that represent data 
categohes. They are to show the interrelatedness that was characteristic of 
much of the data. However they are not intended to represent values or 
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As the coding continued other categories became apparent and additional 

categories were added to the list. The second strata of emerging categories 

were: wohdview;^° overwhelmed but growing; respiratory syncytial virus (RSV);̂ ^ 

subject's ways of thinking about people and objects; perspectives of subjects; 

developmental delay; and other stressors (see Figure 3.5). 

As the list of categohes grew, so did different relationships of codes, and 

some began to recombine with others until a picture of the process began to 

emerge from the transchpts. The eight final categohes were: events before the 

study began; time; finances; relationships with professionals (doctors, educators, 

etc.); children's disabilities; gheving (loss of a dream)^^; emerging coping 

strategies; and other stressors (see Figure 3.6). 

Initial Categohes 

First categohes were based on some suggested by Bogdan and Biklen 

(pp. 170-177). They were participant's wohdview; participant's perspectives; 

ways of thinking about things; events; relationships; process codes; and 

percents of interrelatedness. They represent the ever changing character of the 
data bits and the dynamic nature of the analysis process. 

°̂ wohdview-philosophy of life, or Weltanschauung (Schwandt, 1997, 
p. 177). 

^̂  RSV-respiratory syncytial virus is responsible for many respiratory 
infections such as bronchiolitis, bronchopneumonia, and the common cold. RSV 
diseases are most common in young children (Amehcan Lung Association, 
1999). 

^̂  ghef/loss of a dream-"Parents attach to children through core-level 
dreams, fantasies, illusions, and projections into the future. Disability dashes 
these chehshed dreams (Moses, 1987, p.3). 
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strategies. Each category was examined to determine the perimeters of the 

category. In other words, as data were assigned to the categohes they were 

examined to see how the data fit into the category. It was apparent eahy in data 

analysis that the initial categohes did not seem to fit the data. Few categories 

contained much data. Since the category relationships contained the majohty of 

the data, that category was examined closely to develop second strata coding 

categohes, see Figure 3.4. Examples of events and expehences contained in 

each category are as follows: 

• participant's worldview-This category contained statements about 

Mackayla's compulsion to keep her home immaculate and the fact that 

she believed that she had 'gotten that from her mother' due to the fact 

that her mother had 'been like that, too." 

• participant's perspectives-This category contained accounts of the 

way that Mackayla felt she knew her children and their health but the 

physicians would not listen to her. 

• ways of thinking about things-This category was formed by references 

to Mackayla's opinions were found in the data but they did not form a 

picture of anything. 

• events-This category contained accounts of thps to the physician's 

offices, the events leading up to the time Isaiah stopped breathing and 

she rushed him to the hospital. 
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• relationships-This category contained interactions with children, 

husband, extended family members, the intervention team, and 

teachers at Madison's school. 

• process codes-No data fit this code. 

• strategies-This category contained data about how Mackayla felt she 

was changing as she dealt with her children's behaviors, ways that 

she was becoming assertive with the mothers of her day care children, 

and ways she was beginning to relate to Zack. 

The conditions that made the fit of the data for all the categories were examined 

to determine if there were other categories that needed to be explored. An 

example is the category of relationships. Relationships were included from all 

references to Mackayla's dealings with others. That category contained 

references to children, husband, mother-in-law, other extended family members, 

teachers, and physicians. The data selected for that category were examined to 

determine if some of those references really referred to something that was more 

closely aligned with other categohes. This examination provided information 

about the fit of the data in that category. It was determined that many of the 

references to Mackayla's interactions really were more closely related to Isaiah's 

illness and to his developmental delay. Second strata categories were 

developed and the same process was used to determine the fit of the data to the 

new categohes. 
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Second Strata Categories 

Beginning with a close examination of the category 'relationships'; all of 

the data were again analyzed looking for categohes which would better fit the 

data of the expehence. As categohes and themes emerged from the data a 

much more in-depth literature review was performed to determine the extant 

information about the developing themes. The second strata categohes were: 

wohdview, RSV, ways of thinking, developmental delay, participant's 

perspectives, other stressors, and overwhelmed but growing. Relationships was 

very full bodied in the phmary categohes. But the fit of the data was not good 

and further analysis developed approphate categories to move the data into. 

The data were aligned in the second strata categories in this manner: 

• worldview-There were few data in this category and it did not form a clear 

pattern of any type. 

• RSV-This category contained many references to Isaiah's illness and 

subsequent medical fragility. 

• ways of thinking-There were few data in this category. 

• developmental delay-Although there were data that fit this category analysis 

did not show a sufficiently strong pattern that indicated the category was a 

good fit for the data. 

• participant's perspectives-Data in this category were very sparse and did not 

show a pattern of any type. 
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• ovenA^helmed but growing-Data in this category were sparse and did not 

show a pattern that fit the category. 

• other stressors-This was a very full category, which contained data about 

Mackayla's interactions with Zack, her mother-in-law, her own parents, 

professionals, etc. from the relationships category. In addition it contained 

data about time, finances, and feelings as Mackayla moved through the 

gheving process of dealing with her children's disabilities. 

After analyzing the second strata categohes it was determined that further 

clarification of the perimeters of the categohes needed to be accomplished. 

Analysis moved items from the other stressor category into finances, time, 

relationships with professionals, children's disabilities, and gheving. RSV, 

developmental delay, ways of thinking, and wohdview were eliminated, as their 

data did not fit well. Participants' perspective data and some from other 

categories were moved into relationships with professionals as it was a much 

better fitting category for that portion of the data. Emerging coping skills became 

a new category that contained items from the overwhelmed but growing category 

as well as some from other categories. 

Final Categohes 

Beginning again with a close examination, the category 'relationships' 

data was again analyzed and it became evident that grouping the data around 

event categohes was going to allow more appropriate observation of the 
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emerging phenomena. There were no new themes or categohes emerging from 

the sources of data, and analysis was considered complete. The final 

categories were events before study began; time, finances, children's 

disabilities, gheving, relationships with professionals, other stressors, and 

emerging coping skills, all were considered full bodied. 

• children's disabilities-This category now contained references that Mackayla 

made to issues dealing with her children's disabilities 

• time-This category now contained references to constraints placed on the 

family due to time factors. 

• finances-This category contained references to how financial matters 

impacted the family. 

• other stressors-This category contained stressors that Mackayla talked 

about such as day care parents, housekeeping chores, Zack's expectations, 

relationship with her mother-in-law, etc. 

• relationships with professionals-This category contained data about 

relationships with educators, medical, and other professionals that Mackayla 

interacted with. 

• gheving (loss of a dream)-This category contained references to Mackayla's 

movement through the stages of gheving. 

• emerging coping strategies-This category contained Mackayla's feelings 

about changes that she was making in her life. 
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Inductive Analysis 

I also conducted an inductive analysis of the data. I used four different 

processes to accomplish this: immersion; incubation; search for expanded 

meanings; putting the data into written form. The first process was immersion in 

the setting starting with the first contact in December, 1998 to March 22, 1999, 

when Mackayla requested withdrawal from the study because of lack of time, 

and a final visit on May 29, 1999. Duhng this process, I was actively involved 

with the family by going to the home and interacting with the family while 

Mackayla and I visited about her expehence. 

The second was the incubation process, time for thinking about the 

meaning of the setting and the participants, to achieve an understanding of the 

context. I thought about the events that had been evolving with the Thomas 

family. This pehod included time spent reading theoretical literature as well as 

whting memos about my feelings about the theoretical implications of the study 

and my feelings about the upcoming analytical phases. 

The third phase was a time of searching for expanded meanings. I had 

intended to send the transchptions to the participant family for member checking. 

Member checking is performed to assure the transchptions are accurate. This is 

often accomplished by having a participant read the transchpt of the data and 

verify that the transcripts were correct and accurate representations of the 

conversations. Due to my understanding of the time constraints that Mackayla 

battled everyday I did not send the transcripts to her for member checking. 
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However, I was able to provide other mbrck of data. One way was that I would 

always begin a session with a brief recap of the last conversational interview and 

then ask Mackayla to add anything that she would like to add to the subjects that 

we had discussed. She would often retell the same incident. There was always 

a sameness to the events and feelings that she spoke about. In addition, the 

many events were repeated in two or more of the tapes without prompting on my 

part. The story of the events would always be the same. She might add 

information but she didn't vary in the way the story was told. This replication of 

data within the data was a valid method of providing member checking of data 

that has provided validity to the study (Lincoln & Guba, 1985). 

Lastly, the multiple interview sessions with Mackayla provided 

thangulation of data. Triangulation of data can be achieved in different ways 

(Lincoln & Guba, 1985). Some methods are to use of three or more types of 

data, participants, or sites. In this study the number of conversational interviews 

was large enough to provide triangulation of data. 

I moved into the analysis phase and began coding. Envelopes were 

labeled and the coding begun by cutting the transcribed texts into events and/or 

feelings, etc. As the coding process continued it was apparent that many events 

and feelings belonged In more than one category. A different technique was 

then developed. Each transchpt was marked with colored dots representing the 

categohes. This allowed multiple categories to be applied to divisions of the 

data. 
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The fourth process was spent in whting about the experience of the 

individuals in the study. The timeframe for this part of the study was from 

December, 1998, the entrance into the study, through May 29, 1999, the final 

interview with Mackayla and continuing until July 2000 when the writing of the 

study was completed. 

Trustworthiness of the Study 

When qualitative research is designed to provide dependability, 

confirmability, transferability, and credibility, it is considered a trustworthy 

qualitative study (Janesick, 1998, p. 214). Trustworthiness was determined to 

be "that quality of an investigation (and its findings) that made it noteworthy to 

audiences" (Schwandt, 1997, p. 164). Some of the methods to establish 

trustworthiness that were used in this study were prolonged exposure, peer-

debriefing, use of reflexive journal, thick description, and persistent observation 

(Glesne & Peshkin, 1992; Lincoln & Guba, 1985; Schwandt, 1997). 

Credibility 

Credibility is the assurance that the fit between the participants' views of 

their life ways and the researcher's reconstruction and representation are the 

same (Schwandt, 1997, p. 164). Credibility was established in the study by 

several methods. The most important aspect of the study was prolonged 

exposure and persistent observations. There were seven interviews with 
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Mackayla Thomas. The interviews happened over an extended pehod of time, 

December 1998 through May 29, 1999 (see Table 3.1). The interviews allowed 

determination of transient as well as permanent patterns in the life of the 

Thomas family (Merham, 1997, p. 204) through prolonged exposure. I have 

established my credentials for performing the study and discussed my 

sensitivities to the issue. 

I have discussed my findings with two peers not involved in the study, this 

process is called peer-debhefing (Lincoln & Guba, 1985). Those peers also 

read the manuscript to determine if my findings were consistent with the data. 

This was to provide in-depth analysis by my peers to chtically determine that I 

had remained objective in my analysis and interpretation of the data (1985; 

Lincoln & Guba, Marshall & Rossman, 1995, p. 145). These peers were special 

educators who have expehence in the field of special education and have 

worked with families as well as children with disabilities. Using their acquired 

sensitivities and their knowledge of qualitative research they provided a check 

and balance to assure that the study was trustworthy. 

I have kept a chain of evidence for the data collection and another person 

could replicate my study by using my data. 

Transferability 

Transferability is supported by the use of thick description (Merriam, 

1997, p. 204). Thick deschptions from the data provide rich information on the 
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case that readers "could establish the degree of similahly between the case 

studied and the case to which findings might be transferred" (Schwandt, 1997, p. 

164). The participants have been deschbed completely as well as the situations 

they found themselves in. The thick descriptions and the deschptions of the 

participants and situations will give other researchers enough information to be 

able to compare similar cases to this one for determining if the findings can be 

generalized. 

Confirmability 

Confirmability is concerned with "establishing the fact that the data and 

interpretations of an inquiry were not merely figments of the inquirer's 

imagination" (Schwandt, 1997, p. 164). This had been accomplished by peer 

debhefing. My objectivity has been verified through the eyes of peers, who have 

examined the data and read the analysis and interpretation of the data to 

determine that I have objectively represented the data. 

Dependability 

Dependability ensures the "process was logical, traceable, and 

documented" (Schwandt, 1997, p. 164). I kept track of the chain of evidence and 

maintained the data carefully so other researchers could examine and/or 

replicate my study if they so chose. Data were carefully labeled and maintained 

duhng collection and analysis procedures were documented and archived to 
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provide a third-party examiner the information necessary "to attest to the use of 

dependable procedures and the generation of confirmable findings" (Schwandt, 

1997, p. 6). 

Summary 

This chapter has explained the research design and given the 

background of this study. Site selection and entrance into the study were 

discussed. The participant family was deschbed and the context of the study 

was provided. The phases of data collection and analysis were presented as 

well as information relating to the relevant categohes that will be discussed in 

the next chapter. The results of data analysis will be presented in the next 

chapter. 
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Table 3.1 

Timeline for Interview Data Collection 

Date 
Collected 

Dec. 20, 1998 

Jan. 6, 1999 

Jan. 8, 1999 

Jan 18, 1999 

Jan. 25, 1999 

Feb. 1, 1999 

Feb 8, 1999 

Feb. 15, 1999 

Feb. 22, 1999 

March 1, 1999 

March 3, 1999 

March 8, 1999 

March 15, 
1999 
March 22, 
1999 
May 29, 1999 

Type 

Initial Contact 
via phone 

Phone 

Interview & 
visit 
Interview & 
visit 
Phone call 

Phone call 

Interview & 
visit 
Phone Call 

Phone Call 

Visit 

Interview & 
visit 
Interview & 
visit 
Interview & 
visit 

Person 
Interviewed 

Mackayla 
Thomas 

Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 

Mackayla 
Thomas 
Mackayla 
Thomas 
Mackayla 
Thomas 

Remarks 

Isaiah was just released from 
hospital - had called for two 
days without catching 
Mackayla 
To set up first interview 

Mom cancelled due to her 
illness 
Cancelled interview both gihs 
ill 

Cancelled school out 

Cancelled 

Interview cancelled due to my 
job 
Took a camera to Mackayla 
so she could record some of 
her experiences 
Interview cancelled due to my 
job 

dropped out of the study due 
to lack of time 
Took gifts by to say thank you 
for helping me with the study 
and taped the conversation 

86 



Date: January 18, 1999 

Today I ended up with a fairly long interview when it really appeared that 

Mackayla was sick enough that I just would not interview. But as Mackayla was 

explaining about the pneumonia she was fighting she started talking and I 

switched the recorder on and we ended up talking about an hour or so. 

Mackayla really thes to convey the details of what is going on in her 

family. She was very concerned that I help her understand the report the team 

had left after their visit (or had mailed to her). She was uncertain what it said 

they had found about Isaiah. She voiced some concern that I could not know 

much or help much if I wasn't talking with Brenda or the team. 

I will enter the study further if she requests that I do that. But, today she 

seemed to be figuhng out that and other things. I felt (more than her verbal 

information explained) that she needed to absorb that so far she has been my 

only contact. I also think she might have wanted to talk to Zack about whether 

or not to ask me to interview others. 

Figure 3.1. Sample Field Note 
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Date: 8/15/98 

Today, as I'm thinking about my upcoming study, I find that I am most 

concerned with entehng the study with as little baggage as possible. By that, I 

mean the connections to methodology that might create in me a need to follow a 

path that someone else has forged. This study needs to develop itself and find 

the path that is most approphate for it! 

Janesick warns against "becoming over-involved with method and in so 

doing, separate expehence from knowing." 

Figure 3.2. Sample Journal Entry 
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Date: 1/10/99 

Have been considering the words 'dynamic' and 'famll/ lately. What is actually 

meant by 'dynamics of family' or 'family dynamics?* When I titled the study the 

works so well described what I felt was a very plastic and evolving model of 

family Interaction. However, I wonder if it will be a tenn that adequately 

describes what goes on in the Thomas family. It seems the family is being 

molded by forces both from within and without the family unit. Is this still 

dynamic? 

Impact of 
Pediatricaan 

Impact of 
Extended 
Family 

Impact of 
Schools 

Figure 3.3. Sample Analytical Notation 
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Woriciviaw 

Paitidpant^s 
Perspective 

ButGrowioa 

Figure 3.4. Initial Categories 
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Figure 3.5. Second Strata of Categones 
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Figure 3.6. Final Categohes 
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CHAPTER IV 

FAMILY UNDER FIRE: WHAT IS HAPPENING HERE? 

In this chapter, I introduce Mackayla Thomas and her family. Mackayla's 

willingness to share her everyday life provided through her insider's view formed 

the data for this study. I then present the experiences of the family via the layers 

of their experience through the final data categories or objects of central 

concern. Interpretation of those experiences and compahson to similar events 

found in the literature are provided. Data analysis resulted in eight final 

categohes. These eight categohes are explored to convey the uniqueness of 

Mackayla's experience, to provide a picture of factors impacting the Thomas 

family. Most importantly to render Mackayla's expehence understandable in our 

present time and place (van Manen, p. 2). Especially, to convey what life was 

like for Mackayla Thomas, the mother of three children with disabilities from 

December 1998 through May 1999. A summary of each category is provided 

and an overall summary of the study's results is included in this chapter. 
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Introduction 

Entry Circumstances 

My entry into this study began in the office of case manager, Brenda 

Jordan. I had been searching from August until December for a professional 

who would recommend a family for my study. I had asked at the numerous 

schools where children, to whom I was providing direct service orientation and 

mobility training, were attending. I had spoken to the newborn hearing-

screening unit in the Special Education Agency 4 (SEA 4) office building. I had 

also spoken to the therapists in the three SEA's that I served, requesting that 

they screen their newly identified children to see if there might be a family that 

would be appropriate for the study. None of these methods had resulted in a 

family that would be approphate for the study. 

Near the end of December I mentioned to a teacher I worked closely with 

that I was beginning to feel somewhat desperate about the situation of not 

having begun my study. She said that she hadn't previously thought about a 

friend of hers who worked in our office building and was part of the eahy 

childhood department. She offered to talk with her friend over the weekend to 

see if she could suggest a family. Brenda Jordan was her friend and she did 

have a family that might fit for my study. 

So, after being presented with Brenda's phone number I called and we set 

up the first appointment to discuss a family that had just contacted her. Brenda 

explained that she was managing Isaiah Thomas' case. Brenda explained the 
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family's situation and her phor involvement with Mackayla and her oldest 

daughter. She asked questions about the study that I was proposing to conduct 

to determine if she felt the Thomas family would be appropriate for the study. As 

I was a stranger to Brenda, I felt that she also wanted to be certain that she 

would not be introducing someone who would create a negative expehence for 

the family. We talked for about 20 minutes on that occasion. This was not a 

taped conversation as it was a preliminary discussion. At the conclusion of the 

discussion, Brenda suggested that she talk to Mackayla before she gave me 

information to contact the family. 

Two days later, Brenda Jordan called to say that she had talked with 

Mackayla and she had agreed to participate in the study. She gave me 

Mackayla's telephone number but she did not provide any whtten information to 

me at any time, either about the family or about Isaiah. Mackayla told me that 

she would like me to have a copy of Isaiah's records but had not remembered to 

sign the SEA 4 release form so they could share his records; this meant it was 

impossible for SEA 4 to share Isaiah's records with me. As the findings will 

reveal to the reader, Mackayla's life was very hectic duhng the six months of the 

study and no other opportunity presented itself for the signing of the release of 

information form. 

Brenda and I met a second time, on April 30, 1999, so I could gain her 

perspective on Isaiah's case. That meeting was also conducted in Brenda's 

office. This meeting was audio taped and after it was transcribed it was member 
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checked by sending the transcription to her for verification. During the April 

interview, she stated, "I guess one of the things that is unique for this situation 

is the fact that I already knew the mother from several years ago, having worked 

with her in evaluating her first born child." Brenda paused and slowly began 

again. "Not as an infant, like we did this time, but as an older youngster, two 

going on three, or around three years of age at the time." Brenda again paused 

and appeared to be rethinking the situation we were discussing and then 

continued: 

because that connection to her had apparently been stronger than I 
realized, she has intermittently called me over the years about this oldest 
child, when she was looking at wanting to get some additional medical 
assessment, she wanted to know what my thoughts were. I think 
because, I was her contact person when we evaluated that child. And if 
she needed help getting some records sent or whatever, she felt free to 
call me [pause] 

which I was real glad of, because that doesn't happen all the time. And 
many times parents don't know who to call. 

As I have mentioned before, I believe that the entry into this study, through this 

connection, which had been maintained by the mother with the case manager, 

was essential to the success of this study. Because of the positive relationship 

that Brenda had established with Mackayla, openness was already established 

that would allow Mackayla to receive me, a researcher, as a non-threatening 

part of her life-wohd. 
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Overview 

1999-January through May in the Thomas Household 

The time of the study begins at my entry into the study, January 8, 1999. 

The central focus of the study was to gain knowledge of parenting children with 

disabilities by learning about the experience of the Thomas family following to 

the physician's recommendation of special education testing and intervention 

due to Isaiah's developmental delays. The research questions for this study 

were: What is the mother's story (with its experiences and perceptions) of the 

time after the child's disability is diagnosed? How does the special educator 

affect that experience? How do other professionals affect that experience? Are 

there other forces impacting the mother's experience? 

Mackayla's story of her experiences was gained through conversational 

interviews. By being in the Thomas home and interacting with the children as 

Mackayla talked about her life, I often felt that I, too, was frustrated and 

challenged by her children, just as Mackayla was as she thed to talk with me. 

But, I realized eahy on in the study that I always left her home and drove to 

another setting while she stayed in the situation. As I began to look back at the 

conversation from this different setting, I began to realize that although I was 

able to sympathize and often empathize, I was always free to leave the situation. 

Mackayla could not leave. Mackayla's experience continued 24 hours a day, 

everyday; she was captured in the experience of parenting three children with 
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disabilities. I had a weekly involvement of short duration but she lived the 

experience 24 hours seven days a week. 

So, I realized that, although, I was immersed in the experience as a 

researcher, I could not truly appreciate her situation. I determined that without 

remembering times when I was in similar parenting situations it would be 

impossible for me to interpret Mackayla's experience. Parents can not leave 

their situation. Medical personnel and educators observed Mackayla's life from 

a safe vantage point just as I did. As I transcribed the interviews I would listen to 

Mackayla's voice as she shared her expehence and by listening remember quite 

vividly the day of each interview. During the analysis phase of the study I often 

listened again to the tapes while I analyzed the transcript in order to feel as 

close as possible to Mackayla's experiences and perceptions. 

During our first conversational interview, Mackayla appeared reserved but 

I explained the study and gave some background information about myself. I 

explained that I was a mother and a nurse during the first part of my life. I 

explained that I had begun home intervention with families who had children with 

disabilities and after my children grew up I had returned to school to gain a 

special education degree and certification as an orientation and mobility 

specialist. I explained that I had become a researcher as a result of the 

graduate studies that I had pursued. After she asked questions about what was 

expected of her and she agreed to participate in the study. 
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In answer to her questions, I explained that I would come to visit and we 

would talk about what was going on in her life, but that 1 did not want to change 

her life in any way. I explained that I would not be judging if she was doing the 

right things or talking about her actions to anyone who would be making 

judgements about her parenting. I also told her that I could not tell her what to 

say so she did not have to worry about saying the wrong thing because she was 

just sharing what was going on in her life. I asked if she and her husband could 

each keep a journal and share it with me and explained that I would like to meet 

with both of them as often as possible to be able to gain both of their 

perspectives of their family life. 

Without other questioning, Mackayla began to talk with me about her 

children, in the manner that mothers have talked to other mothers over the 

backyard fence for generations. But, occasionally, during the first two sessions, 

she would appear to remember that I was not just a neighborhood mother but 

was 'a researcher' and would ask if she was telling me the things I wanted to 

know. She would appear to be very shy at those times but would become easily 

reassured and appear to accept me as just another mother and resume her 

previous dialogue about her family. 

Mackayla continued to talk to me in this way throughout the study. 

Although, she was often apologetic about the cleanliness of her home, the 

children's behavior, or other events like forgetting that I was coming, she 

appeared to accept me as a peer or mentor to speak to me about her life. 
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Hence, the data of this study grew quickly. The study progressed due to the 

entrance that was provided through the connectivity to past experience with 

Brenda Jordan and the team of interventionists who had assisted Mackayla with 

her first child's disability. I am certain that if that eahy association with special 

educators had been a negative experience for Mackayla, I would not have 

gained as full access to Mackayla's experience as I did. 

I entered the study in December 1998, immediately following that first visit 

with Brenda Jordan, via several phone calls attempting to schedule a visit to 

explain the study. It was my intention to follow the family's experience during the 

time directly following Mackayla's receiving the diagnosis of Isaiah's 

developmental delay. However, it was January 8, 1999 before I could actually 

visit the family. 

My first phone calls in December were answered by an answering 

machine and it was about a week before Christmas before I actually spoke with 

Mackayla. She was very apologetic about not being available for the other calls 

but explained that Isaiah had been hospitalized for respiratory distress and had 

just been released and was now at home. I knew that she would most likely be 

quite stretched as a mom due to the approaching holidays and the child's illness 

and said that I would call during the first week in January to set a convenient 

time for the first visit. She agreed and I called during the first week in January 

and we scheduled the first visit for January 8, 1999. Over time, the study 
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became a study of one family's expehence adjusting not only to a single child 

with disabilities but to three children with disabilities (see Table 4.1). 

The Thomas Family: A Beginning 

The Thomas Family and Their Surroundings 

The Thomas family consists of Mackayla, the mother; Zack Thomas, the 

father; Madison, the oldest daughter; Mackenzie, the middle daughter; and 

Isaiah, the infant son. The day of the first visit was very cold and blustery. 

Snow remained on the sidewalks and lawns from heavy snows that had fallen 

during the holiday season. The home that the family rented was on a corner of 

the block and at the top of a hill. On that January day, swings and other outdoor 

play equipment poked their tops out of the snow in the fenced and gated side 

yard. The neighborhood was quiet since the street in front of the house dead-

ended and there was only one block of street beside the house before that street 

dead-ended. Due to those factors the neighborhood was very quiet and it would 

be expected that when the children played in the yard they would be relatively 

safe. 

Mom 

Madison answered my knock and Mackayla called to me from the kitchen 

to come in. She sent Madison to the couch to lie down and apologized that her 

daughter was home. The nurse had called from school and said that Madison 
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was ill. Mackayla's mother-in-law, who worked nights, had picked Madison up at 

the school and dropped her off at home, so she was present while we visited. 

Mackayla appeared to be in her mid to late twenties. Her appearance was clean 

and neat. She wore slacks and tops that would allow her to move about 

comfortably doing housework or cahng for children. Her home always appeared 

very clean; although there might be toys and clothing scattered around the living 

room, there was no dust or dirt apparent. None the less, in the beginning visits 

Mackayla was always apologetic about her home not being immaculate. She 

made frequent remarks about the fact that her husband wanted the home 

immaculate and that her mother had always been a compulsive cleaner. She 

said that she, Mackayla, was a compulsive cleaner and attributed that to her 

mother teaching her to be. 

Mackayla wore her hair short and straight and did not appear to wear 

make-up. The culture of the city was such that the way Mackayla dressed and 

wore her hair was much the same as the majority of married women in the city. 

This was not an area of the country that seemed to culturally lean toward women 

dressing expensively or wearing lots of make-up on a daily basis. Immaculate 

homes with beautifully maintained lawns and seasonal decorations inside and 

outside of the home were the cultural norms for the area. Family and home 

values were of primary importance in the area. The Thomas home and the 

family members appeared to be typical of the families in the lower middle class 

strata in that city. 
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Dad 

I only saw Zack on the occasion of my first visit with Mackayla. He arrived 

at the home at the end of the first visit and was dropping Mackenzie off and 

picking up things that he needed for his second job. He appeared tense and 

reticent to interact with me so I excused myself and left to allow the family 

privacy during the transition time after school and between jobs. Zack appeared 

to also be in his mid to late twenties. He dressed in jeans and shirts for work. 

His demeanor on the only occasion that I met him was rather gruff but indulgent. 

He appeared to be firm but kind with the children. Mackayla talked about him 

performing mechanical repairs on his own car and said that he helped the owner 

of the home they rented with repairs around their home when they were 

necessary. Mackayla said that when he came home for the evening he would 

spend time using WebTV to access the internet and that he enjoyed that activity 

as well as going out with his male friends when he could. 

Children 

Madison 

Madison was the Thomas' oldest daughter. She was almost six years old 

when I first saw her. She was hyperactive and had a very short attention span. 

She constantly needed redirection by Mom to keep her in appropriate behavior, 

which would last for a very short time, before she would require redirecting 
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again. In addition, it appeared that she and her sister were very demanding of 

Mom's attention. Madison was soon placed on medication for ADHD and it 

appeared to be making some difference in her behavior by the end of the study. 

By that time she had been placed on medication twice a day and Mackayla could 

see some difference in her behavior in the evenings and on weekends. 

Mackenzie 

Mackenzie was the second daughter. She was less than 2 years younger 

than Madison. She seemed to be much quieter than Madison at the beginning of 

the study but was showing inappropriate behavior though less frequently than 

Madison. However, by the end of the study her behavior was very consistent 

with the behavior Madison was exhibiting at the beginning of the study. She was 

exhibiting inappropriate behavior almost constantly when I was present. 

Isaiah 

Isaiah was eleven months old at the beginning of the study. He was 

listless and unresponsive to the environment. He did not vocalize other than to 

cry. By the end of the study Isaiah was babbling and moving through the 

environment independently and was motivated to explore the environment. He 

was rapidly moving through many of the developmental milestones he should 

have reached by age 1 year. It appeared that the stimulation Mom was 

providing would gradually ameliorate the problems causing his developmental 

delay. 
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All the Thomas children appeared to be of a stature and weight that were 

age appropriate for them. They were clean and healthy looking and they were 

always dressed in clothing that was appropriate for the occasion and for the 

season. As noted earlier, Mackayla had day care children in her home in 

addition to her own children. These children were always clean and dressed 

appropriately. Mackayla provided stimulating toys and care in order to keep all 

the children occupied duhng the time they were awake. 

Context of the Studv 

As mentioned before, Mackayla's home was located in a middle class 

area of a large Midwestern town. There was a small side yard with a white 

picket fence around it. The yard had a swing set and several outdoor toys. The 

home was rented and well maintained. The interior was nicely furnished and 

decorations were creatively added to the rooms giving a cheery atmosphere. 

Children's toys were scattered in the living area. There was also a playpen for 

Isaiah in that area. 

Mackayla cordially welcomed me each time I arrived and worked very 

hard to create an environment conducive to conversation. She was very 

hesitant and unsure at the first visit but gained confidence as the sessions 

continued. As she related her experiences they sometimes evoked strong 

emotions and she would apologize for having expressed her emotions. I believe 

her emotions showed how deeply the experiences had affected her. 
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The first visit, on January 8, was a harrowing experience for Mackayla. 

Mackayla had chosen the time for the visit assuming she would be home alone 

with Isaiah. However, Madison fell ill at school. Mackayla's car had brake 

problems and she asked her mother-in-law for assistance. The mother-in-law 

transported Madison to the Thomas home, and Madison was present during our 

conversations. Mackayla expressed her doubts that Madison was very ill 

because past experience had shown Mackayla that when Madison was 

genuinely ill she would ask to go to bed and would sleep soundly. Since arriving 

from school, Madison had been extremely active and would not stay in bed. 

Madison was very active, demanding, and noisy during our conversation that 

day. An example is the following attempt at conversation about Zack's work 

schedule with Madison's interruptions included: 

Mackayla: He works during the day, 7 to 3:30, and then from 4 o'clock 
until 8 o'clock he works, or not even, it just depends. I should say 9, not 
every day. Saturdays he gets off, usually at 7, sometime it could even be 
at 5 or 6, if they are not busy. Then on Thursday nights like last week 

(can't hear due to Madison hitting can with her hands like a drum) 

on Thursday nights. So he doesn't stay there all night he comes home at 
7 or 8 but usually it is 9. But, I mean, I don't know, I think it is kind of 
relaxing because actually by the time I get the kids off to bed, and by the 
time he (Mackayla stops speaking) 

Researcher: Do you have quality time? 

Mackayla: We (pause) if I could stay up. I am usually wiped. I mean, I 
do try to stay up. Some nights I will go to bed and then other nights I will 
stay up late and talk to him. 

[Madison is now hitting the can with a toy - different sound just as loud. 

106 



It is impossible to hear this part of the conversation because the sounds 
are getting closer to the microphone. As the sounds reach an unbearable 
level Mackayla speaks louder and firmer.] 

Mackayla: Will you go take that to your room? 

[Madison stops hitting the can but does not move toward her room.] 

Mackayla: OK, you mean that you want to call me, or what did you say, 
I'm sorry 

[It is apparent that Mackayla has completely lost the train of thought of the 
conversation. She stands up and moves to take Madison to her room to 
play.] 

This episode shows the difficulty that Madison's short attention span and lack of 

ability to self govern created on a daily basis for those interacting with her. 

Information about ADD is linked to data in the various sections as well as in the 

Appendix section. I did not find literature that referred to a situation such as the 

type I witnessed duhng the times of interviews when the daughters were present. 

There is a dearth of literature that reveals the actual home life of parents with 

children with disabilities. This study reveals a facet of the home life experience 

that had not been considered before. 

Mackayla's inability to control the situation and maintain a comfortable 

environment for the session appeared to be very frustrating to her. She 

apologized frequently about the situation. She used the phrase "I'm sorry" 

seven times and said, "I apologize" five times during our conversation that day. 

The tape of the conversation is witness to the difficulty of the situation. 

Transcription was impossible in many areas of the tape due to Madison's noisy 
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disruptions. The same difficulty in transcription plagued any session when one 

or both of the daughters were present. It was evident that Mackayla found it 

difficult to converse while her daughters' behaviors created disruptions. 

As Mackayla's day care business grew disruptions during the interview 

sessions became more difficult to control. Time and energy constraints would 

eventually prevent Mackayla from participating in the study and she requested 

that she be allowed to stop participation on March 22, 1999. I had one last visit, 

on May 29, 1999, to give her a gift and to thank her for having participated in the 

study. At this time, a Saturday, there was again a very difficult situation as all 

three Thomas children were home. There were no day care children present. 

On that day, Mackenzie was extremely difficult for Mackayla to handle. 

Mackayla became very frustrated at the situation. Madison behaved more 

appropriately than she had in the past, possibly the result of having been on 

medication for a few months. However, she still exhibited impulsivity and 

inattention. The piece de resistance was seeing Isaiah very alert and 

responsive to his environment. He was vocally communicative and physically 

very active giving testimony to the success of the intervention provided by team 

at SEA 4 and Mackayla's own interventions. The following section provides the 

context of events and experiences that happened before the beginning of the 

study as reported by Mackayla. 

Data analysis of the interviews with Mackayla generated several cleahy 

defined categories. These findings are organized by the following categories: 
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relevant background events before the study began; children's disabilities; time; 

finances; other stressors; relationships with professionals (physicians, 

educators, etc.); grieving process (loss of a dream); and emerging coping 

strategies. Mackayla's story is easiest to relate when structured by the 

categories that emerged from the data. The first category that is discussed 

provides the background for the events that occurred during the study. 

Findings 

Relevant Background Events Before the Study 

The first finding or category to be explored is the one that contains 

background information for the events that happened during the study as well as 

Mackayla's related perceptions. This category is placed first in the discussion of 

the data and analysis because it is the basis for understanding the events that 

transpired from January through May, 1999. Data for this category were given 

by Mackayla interspersed throughout the conversational interviews conducted 

during the time of the study. These data were also often difficult to articulate 

and emotionally laden. 

Events as the Children are Born 

As we conversed about the family's experience prior to the beginning of 

the study, Mackayla began by telling me about her children's births. Her stories 

revealed something amiss with each pregnancy and/or delivery that would cue 
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medical and educational professionals to watch for problems in learning or 

development. My experiences as a nurse and especially as a school nurse 

taught me that newborn complications were common with children who end up in 

special education classes. It would be difficult for Mackayla as a first time 

mother to recognize things that were not expected at a normal delivery. This is 

common situation for a new mother. Parents do not have crystal balls to be able 

to see into the future and most miss the differences in their children that point to 

disabilities, even if they are present at birth. Not all children who expehence 

difficulties at birth develop disabilities, but many children with disabilities had 

problems at birth. 

From a parent's perspective, "the dividing line between a normal and an 

abnormal birth can be narrow" (Callanan, 1990, p.38). From my personal 

experience at the time of birth, I always felt concern that something might be 

wrong with the baby or that I would not know the right things to do or might do 

something wrong. Some new mothers even feel a sort of rejection to the infant 

or experience depression known as "post-partum blues." Brazelton writes about 

the many conflicts that a mother struggles with during the first days after delivery 

while mother and baby are changing from a parasitic relationship to a personal 

relationship of child totally dependent upon the mother: 

This conflict in a new mother is a common one and is not to be criticized. 
It goes back to her struggle with herself about giving up her independent 
role to become a mother. This is never as easy as it may seem in 
prospect. The balance a woman has achieved as a women and wife must 
be shaken. She must face a new role-that of having an unknown person 
entirely dependent on her. Any woman who cares how she meets this 
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responsibility will wonder whether she will be equal to this new role. 
(1983, p.17) 

The baby is also going through a period of adjustment in order to become an 

individual, that of becoming physically capable of sustaining his own body. 

During the first week following birth, the newborn spends a lot of time crying, 

which serves to open the airsacs in the lungs that were closed prior to birth and 

in sleeping which slows down metabolism to allow the digestive system to begin 

functioning to provide sustenance (Brazelton, 1983, pp. 1-29). It would be 

unlikely that the events that Mackayla related about each of her children's birth 

would have been recognized by her as signals to watch for problems that might 

develop in the future. 

Madison 

When Mackayla told about the birth of her daughters she revealed these 

difficulties: 

I had an emergency c-section because my blood pressure dropped and I 
went into cardiac arrest. I mean it was so fast I don't even remember. All 
I remember is that I was in that room [pause] you know, I don't think I 
even remember a whole lot of being in that room and being in labor, 
'cause I think I was in shock . . . And then they kept her in the hospital, 
too . . . Madison stayed in for jaundice. She was yellow and she stayed in 
because her red and white blood cells were off. And I think that she had 
an infection. 

As a nurse I have seen many first time mothers require c-sections to provide the 

optimal situation for the neonate. While that is not rare; it is rare for a young, 

first time mother to experience blood pressure problems and to suffer a cardiac 
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arrest during labor. Although Mackayla did not dwell on her own medical 

problems at the time of Madison's birth, she certainly would have had to have 

been in a more weakened condition than is usually expected in a new mother 

who has not experienced such a debilitating delivery. As a first time mother she 

would not have been aware of what to expect of a newborn. Madison's jaundice 

was probably no more unusual to her than any of the other events in her 

experience as a first time mother. 

Mackayla appeared to place little meaning on the events of Madison's 

birth other than that she was simply telling me of the event. She did not mention 

she felt any connection to developmental problems that had appeared later. 

However, jaundice does sometimes lead to disabilities later in the child's life. In 

fact, I have worked with one child who was deaf-blind with severe multiple 

impairments, who's only complication at birth was jaundice (see Appendix A). 

Mackenzie 

Mackenzie, Mackayla's second child, also remained in the hospital after 

her mom was dismissed. She said that Mackenzie weighed 10 pounds and was 

two weeks overdue and that her labor had been very long. Mackayla did not 

explain why Mackenzie remained in the hospital after Mackayla went home. She 

appeared to place no connection between the event and Mackenzie's 

subsequent emerging ADD behaviors or her need to attend HeadStart. I am not 

implying that the gihs subsequent disabilities were caused by being overdue or 

having jaundice but am only suggesting that medical and educational 
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professionals might be monitoring children with other than normal gestation or 

delivery in case a problem should arise. However, a first time mother would not 

be expected to recognize the implications. 

Isaiah 

Mackayla told me about Isaiah's birth and the first few months of his life. 

Zack and Mackayla had planned the pregnancy and Mackayla had anxiously 

awaited Isaiah's birth. She anticipated that it would be very simple to add 

another child to their family as her experiences with her daughters as infants had 

been pleasant. She felt that there would actually be little additional work just 

adding a new baby. She did not speak of problems duhng her pregnancy and 

labor, but told of problems during the delivery. Mackayla tells about the events 

in the delivery room and her apprehension: 

When he was first born, at the hospital, [pause] when I delivered him he 
was kind of blue, he had been kind of blue from their [pause] so they took 
him right away, I didn't get to hold him nght after I delivered him. They 
took him right away to the table. And at first I thought something was 
wrong. And they couldn't get him to cry, he wasn't crying, I couldn't hear 
him cry. Then all of a sudden they got him to cry. And then after that they 
took him. 1 didn't get to hold him. They took him out of the room. I think 
they took him to check him or something . . . I'm not sure what the deal 
was, but, then I got to see him later that night, when the nurse showed 
him to me. 

Mackayla saw her son's cyanosis^^ at birth and recognized that the delivery team 

was working with him. No one explained what was happening but and she was 

waiting for her son to cry so she could be reassured that he was all right. I 
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heard the sense of loss in Mackayla's voice and saw the same in the way she 

held her body while she talked about Isaiah's birth. I understood the feelings 

she was expressing because of my own personal experiences at the birth of my 

five children. The apprehensive feelings are explained in the literature about the 

process that mothers and infants go through at the time of birth. 

The ebb and flow of different hormones control the normal birth process. 

The birth process culminates with an endorphin rush that immediately follows the 

expulsion/birth of the baby. That hormonal rush stimulates the bonding of 

mother to infant and stimulates other body functions that are essential to the 

change of the body from nurturing the infant within the body to nurtuhng the 

infant outside the body (Stevenson, 2000, p. 2; Davis-Floyd, 2000, p. 1). 

The mother experiences a strong pull of need for the infant, due to the 

hormonal stimulation. It is essential to the bonding experience that her need is 

satisfied to establish bonding.^"* Davis-Floyd writes that the first 30-60 minutes 

that constitute a "'sensitive period' immediately after birth duhng which maternal-

infant attachment seems to occur much more readily than if mother and child are 

separated after the birth" (2000, p.1). She also explained that the normal 

neonate "sees, hears, and moves in rhythm to his mother's voice in the first 

minutes and hours of life, resulting in a beautiful linking of the reactions of the 

^̂  cyanosis: "bluish discoloration of the skin and mucous membranes 
caused by increased amounts of desaturated or reduced hemoglobin in the 
blood" (Huether & McCance, 1996, p. 741). 

^^ bonding: the strong attachment of the mother to infant and infant to 
mother that develops shortly after birth (Chaplin, 1985, p. 59). 
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two as a synchronized "dance" between the mother and the infant" (2000, pp. 1-

3). This is essential in forming the mother's picture of the real child necessary 

for attachment and motivation to care for the child. Davis-Floyd (2000) 

describes the bonding experience this way: 

Immediately after birth, the mother is still physically and psychologically at 
her most open. Her baby constitutes for her a powerful symbol of her 
motherhood, her individuality, her new family, the beauty and wonder of 
nature, and the perfection of her own body and her procreative powers. 
To hold, touch, gaze at her newborn unhindered is to internalize these 
messages, to incorporate her newborn through all her sensory channels 
into the transformed identity with which the mother will emerge from her 
initiation expehence. Often this bonding experience is powerful and 
positive enough to entirely override, in the mother's conscious perception 
of her birth experience, any negative feelings of powehessness, 
humiliation, or pain she may have been expehencing before her baby's 
birth, (p. 8) 

When the bonding is not possible during the "sensitive period", the mother often 

experiences a deep sense of loss and grief. Having experienced the delivery of 

children who were medically needy, I empathized with Mackayla's reaction to not 

being able to hold and nurture Isaiah immediately after birth. A mother in that 

situation feels emotionally bereft. There is an intense feeling of emptiness, an 

aloneness that is not even satisfied by your husband's presence. 

Mackayla seemed very upset as she continued to explain the experience 

in the delivery room. She also seemed puzzled and yet concerned as if 

internalizing the experience for the first time as she told of the event. She had 

immediately recognized that not holding her son indicated there might be 

complications for him. Isaiah was born at 8:15 in the evening, and then brought 

to her room around 10 PM. She was allowed to hold him but he stayed only a 
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short time. Mackayla was apprehensive because of the eahier problems and did 

not seem to be reassured by Isaiah's brief visit. Again, she was not informed by 

the medical staff as to the reason for the brief visit. Bonding was put on hold 

again by medical staff without explanation. 

The lack of time to bond is significant in both the mother's and infant's 

immediate futures. The need for the mother to experience a time with her infant 

helps her physically and psychologically to bond in order to increase the desire 

to nurture, love, and provide for her infant. For the infant, those first minutes 

after birth are also very important. As part of the normal birth process, the infant 

is in a "quiet-alert state" for most of the first hour after birth. This state is seldom 

seen again during the first weeks of life. During this first "quiet-alert state," the 

infant is capable of very rapid learning and this time is very important to parents 

and child as they establish their relationships (Davis-Floyd, 2000, p. 10). Some 

feel this time to bond may be important in prevention of future abuse or neglect 

situations because of the lack of bonding that should have happened duhng the 

peak of natural opiates. Those natural opiates are called endorphins, and are 

experienced by both mother and infant (Davis-Floyd, 2000; Stevenson, 2000). 

It is important to note those mothers and infants will be able to bond despite not 

being able to bond during the "sensitive period." However, it will require a much 

longer period of time to form the bond (Davis-Floyd). 

Mackayla seemed to intuit that there had been some difficulty at the birth 

although no explanation was given by the staff or the physician about Isaiah's 
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problems. In addition, mother and son were both dismissed to go home the next 

day without further information being given as to the reason that Isaiah was 

taken directly to the neonatal nursery or why he had only been allowed to remain 

with Mackayla for a brief time. 

And I got to see him for a little while but they didn't want me to [pause] 
they wanted me to rest, they wanted me to go to sleep. So, and then, I 
don't know, you know, he went home that next day. It was the next day, 
yeah, I think so, I had him [pause] they send you home fast now. I went 
home that next day. You know I thought I would be at the hospital one 
more day or something. You know [pause] and I went home . . . . But that 
first week after I brought him home, like in the middle of the week, I 
thought he was wheezy and I took him in for a check-up. And they 
thought he was ok. 

These data show that Mackayla was watchful of her infant son. She sounded 

depressed as she related the story. Mackayla had not become rested or 

regained much strength before she and Isaiah were dismissed. Once they got 

settled she quickly noticed that Isaiah was not breathing normally for a newborn. 

She had previously experienced the birth of her daughters and had reason to 

compare those infants to Isaiah and recognize his breathing was different from 

her other babies breathing. 

In addition, to the breathing problems, there were further constraints that 

Mackayla had not counted on with the new baby. Isaiah was a surprise for 

Mackayla: where his sisters had been very contented infants, he was not. 

Mackayla had expected Isaiah to be a contented baby because his sisters had 

been, but instead she found he was fussy and required a great deal more care 
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than his sisters had required. Mackayla talked about the confusion this situation 

created for her: 

I must have been crazy. I thought the whole time I was pregnant with him. 
It is going to be so easy. It is going to be a breeze . . . . I think he was 
sick from birth. I mean having problems breathing. I don't recall ever 
having a night where I go [Mackayla paused] Well I shouldn't say that 
[she stopped talking and thought again then continued to speak] babies 
don't sleep that good at night the way it is. 

And I don't know what, if I was being ovenA^helmed or if it was me not 
used to having a fussy baby. Because, my gihs were hardly ever fussy. I 
mean I had good babies. A lot of people told me that, you know. 

Boy, your little ones are so [pause] and you know, maybe I was just used 
to that and thinking that this is going to be a breeze, this one too. I still 
think that there was something wrong, that he was sick, you know [pause] 
he wasn't well. 

As so often happened when Mackayla was talking, she seemed to be reliving the 

events that she was explaining. During her introspection she seemed to see 

things in a different light than she had previously seen them. It was as if she 

was looking at the past from the present vantage point and interpreting them 

anew based on the knowledge that she now had. Other parents I was working 

with at the time were curious about the study that I was conducting and had 

offered to tell me their stories. I did interview two of those mothers and 

witnessed the same phenomena as they told their stories. Those parents also 

seemed to be reevaluating the events as they told their stories. They, like 

Mackayla seemed to be resolving those eahier feelings and events to monitor 

their feelings about their child's problems prior to the time of diagnosis. I found 

Mackayla's introspection to be consistent with the other parents' introspection. 
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Isaiah's Medical History 

Mackayla began working full time shortly after Isaiah was born, but told 

her husband that she preferred to stay home with the children. Zack did not 

want her to stop working and so she continued to work outside the home. 

Mackenzie and Isaiah went to a babysitter and Madison attended center based 

special education preschool. Isaiah continued to have breathing difficulties. 

Mackayla frequently took him to the family physician; who had cared for mother 

and son prenatally and had delivered Isaiah. However, Mackayla was not 

satisfied with the care Isaiah received: 

And weeks gone on and I kept taking him in, you know, because I kept 
thinking he sounded like he was breathing heavy and wheezing. I had 
him in January, and let me see January, February, March, and April, and 
he was admitted to the hospital April 20*^ And I think [Mackayla paused 
and then began again] 

I think I had him in there once or twice a week getting closer to April. I 
kept taking him in and taking him in because he was breathing so heavy 
and they kept sending him home, you know. It was just an upper 
respiratory or it was just a cold coming up. They didn't give me nothing. 
They never gave me nothing. 

And towards the end there I kept asking if they would check for RSV and 
they never did. And they never did. And then that Friday I had him in. I 
had him in the clinic at noon to have his shots and by 8 o'clock that night I 
had him in the hospital. 

These data show that Mackayla frequented the physician's office numerous 

times to seek treatment for Isaiah. Isaiah was born January 29 and by April 20, 

just about three months old, Isaiah was rushed to the hospital in respiratory 

distress a few hours after leaving the physician's office. Mackayla was not 
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satisfied that the physician had provided appropriate care for her son. She 

repeatedly requested testing and had been requesting testing for RSV 

specifically before the hospitalization. RSV was in the end the diagnosis that 

was given in his April emergency hospitalization. 

Mackayla became agitated as she told her story and seemed to be trying 

to understand the event anew or possibly for the first time. She seemed 

shocked by the event even though neariy 10 months had passed since the 

emergency. The trip to the emergency room was unexpected since it came just 

a few hours after she had taken Isaiah to the physician's office and she related 

the incident to me on two different occasions. This was one of the accounts: 

I went to ShopKo to buy a mister, and by the time I got back Zack had him 
in bed in the bassinet in our room, right, and I went in to check on him and 
he was gasping. You know. And so I grabbed him and Zack you know at 
first he didn't think nothing was wrong, he thought I was jumping the gun, 
and I grabbed him and Zack didn't think so and then when Zack started to 
hear him he grabbed the bag, and I ran to the car, and then got there. 

Mackayla had been battling not only the physicians in attempting to gain support 

for the fact that her son was actually ill, but had also had difficulty in gaining 

support from her husband. Thompson (2000) writes, "Parenting is hard work 

even under the best of circumstances. With a child who has special needs, the 

work of parenting intensifies and so do the strains, stresses, pressures—and of 

course the stress responses" (p. 33). It is very likely that Zack was suffering 

from the pressure to provide monetarily for his family and was quite exhausted 

when he initially reacted to the situation at first. However, when Zack saw and 
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heard the physical signs of Isaiah's respiratory distress he quickly moved to 

expedite the rush to the hospital. 

Zack's behavior is easily seen in Thompson's statement about parents of 

children with disabilities: "A parent is likely to feel constantly tired, irritable, 

short-tempered, weepy, ill, discouraged, or depressed, or angry and brittle" 

(2000, p. 33). Mackayla had fortitude in the situation, she fought through not 

only the medical staffs disbelief to ensure her child's health and safety but she 

was also willing to fight through her husband's disbelief. However, neither the 

attitude of the medical professionals or the father's attitude is uncommon to 

experience by a parent of a child with a disability. Several parents in my first 

parent study also talked about the attitudes of medical professionals who said 

that there was nothing wrong with their child until they were finally unable to 

support that contention any longer (1998). The example that follows is from a 

mother, of a deaf child, who noticed something was not normal with her child 

long before she could gain support from the physician. She had compared this 

child's development to his two older siblings development and felt there was 

something holding his development back: 

Bert's development seemed perfectly normal, except for severely crossed 
eyes, which he inherited, from his father's side of the family. However, at 
six months of age, he was not sitting up or babbling. 

The pediatrician said there was no cause for alarm, but would monitor his 
development. We returned to the pediatrician in two months, instead of 
four. Bert was still a wonderful baby and very responsive to me. He had 
just begun to sit up alone, but was still not babbling or attempting to 
vocalize the expected mama, dada. He had even stopped cooing. The 
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pediathcian pronounced him physically healthy, but suggested that he 
was deaf. (Johnson, 1998) 

When severe heahng impairment was diagnosed the developmental lags in 

motor development and communication were explained. Sometimes heahng 

impairment has a component of balance problems and of course communication 

is severely impaired. Both areas can develop if accommodations are provided 

eahy that allow the child to develop the necessary skills. In the case of this child 

appropriate accommodations were made and that person recently graduated 

from a university with wonderful scores and has launched upon his chosen 

career. 

In addition to the stories, in that study, of physicians not listening to the 

parents when they told them of their concerns, I have also heard many similar 

stories as I have worked in the different venues of my professional life. I do not 

think that Mackayla will soon forget that she had taken her son to the physician 

frequently and the physician had not acknowledged her concerns. She felt he 

had symptoms that should be observed by a medical physician but was not 

heard. In the long run she would make a nightmare ride to the emergency room 

just a few hours after one of those appointments with the physician. She will not 

forget because the memory of the trip to the hospital was going to be very vivid 

due to its significance in her life. 

The ride to the hospital was an event that Mackayla spoke about several 

times. Talking about it seemed to help her deal with the anger she felt about the 

situation. Mackayla felt the physician should have recognized the breathing 
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problem and treated it appropriately. She felt further problems would have been 

avoided. She related the events leading up to his first hospitalization following 

birth: 

Yeah, April 20*̂  I took him at noon to the doctor's office and they said he 
was ok. You know they didn't see anything wrong and I had asked 
several times, because I had told you, I had taken him in probably 2-3 
times a week, and they said he was fine and they didn't see anything 
wrong with him. 

I said, well I've asked several times to check for RSV and they wouldn't 
do it for me. And they said, well it comes on really fast [referring to the 
answers she received after he was diagnosed with RSV at the emergency 
room]. 

And I didn't know whether to believe them or not. Well I thought it was 
just to cover up, because I'd asked them so many times and they never 
did it. They never pursued it. But, well I took him up [paused to think] or I 
took off for ShopKo, oh, about 6:30 ... 6 - 6:30 - 7 ... and I got back at 8. 
Zack had gotten him to sleep and he put him in the bassinet in the 
bedroom. 

I went in to check on him. And he was gasping for air, he was going 
[makes inhale gasp sound without exhalation] and he couldn't stop and I 
was looking at him and I saw his lips were turning blue. So, I just... Zack 
was mad he thought I was freaking out. 

And I wasn't. And Zack was feeling so bad when I called him from the 
hospital and I told him they were admitting him. He felt so bad because 
he yelled at me that he didn't think he was really sick. I think if I wouldn't 
have rushed him like I did [pause] he would have quit breathing on me! 
Cause he was turning blue and he stopped in the car for a minute he 
couldn't... he wasn't... [Mackayla cannot go on at this point and is 
momentarily overcome by emotional memories.] 

The data show how a very ordinary day quickly turned into an unforgettable day. 

Mackayla's days often consisted of thps to the physician and being told that 

there was nothing wrong with Isaiah. That part of the day was commonplace to 

Mackayla but the evening trip to the hospital will always remain in her memory. 
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Just as I shall never forget flying along the highway trying to keep up with the 

ambulance carrying my son to the emergency room to be seen by a neurologist. 

He had been injured in a high school football game and the physician that 

examined him on the field had made certain that I understood the gravity his 

concerns. I could feel Mackayla's fear. 

Mackayla's experience would have been terrifying for any mother to live 

through as she watched her child in respiratory distress and Mackayla certainly 

expressed her terror over that event. As a mother, I had children with severe 

asthma attacks, so I could understand and feel Mackayla's alarm and disgust 

that the physician had not attempted to diagnose the condition in order to 

prevent the severe respiratory episode. 

Mackayla became very expressive and spoke with feeling about her 

frantic drive to take her son to the emergency room: 

And I was [pause] Oh, man, I was just honking my horn and I was going 
around people and I didn't care if a car hit me or nothin' [pause] 

that was probably bad, you know, I probably should have called 911. But 
they take forever. Anyway the ambulance would have taken forever! And 
I didn't even put my car in park when I parked it in front of the emergency 
doors. [Mackayla is speaking very rapidly.] 

I got up to that curb and I got out of the car-left one car door open and 
ran around to get the other car open, and left the car and ran into the 
building. I went "How do you open the door?" 

I'm like yelling and somebody hit the button, you know, to open the door, I 
go, "He's not breathing!" [paused] 

He wasn't! [she looked shocked] 

he turned blue [she paused] 
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they [paused to take a breath, then continued speaking very rapidly] 

Oh, my God you should have seen all these people they just took him 
away from me and ran into a room. And they hooked machines up to him. 
I don't think I could ever handle it again. 

Mackayla's Reaction 

Reliving the event was difficult for Mackayla and she again seemed to be 

reinterpreting the event by looking at the past through this present vantage 

point. This was a very serious event that drastically changed both her life and 

her expectations for the future and it appeared that she was still trying to come 

to grips with the incident. 

I have revisited events in the bleaker and traumatic times of my children's 

lives and realized that while the adrenaline is flowing and the event is contained 

on the timeline of that present time it is not even interpreted. It is instead, simply 

lived. I have expehenced personally and witnessed parents living through 

trauma and sadness of parenting, sometimes by attending only to a single 

minute or second of time. Gagliardi explained her method of survival when she 

was dealing with her special needs child in neonatal intensive care unit (NICU): 

I felt like burying myself in a hole, and I was the one with the medical 
background. Sometimes whatever variation of automatic pilot you can 
find is the best way to handle your child's illness. There was no way to 
constantly stay focused, it was too emotional. I found falling apart when I 
needed to was what kept me together the rest of the time. (An exceptional 
child, 1998, pp.3-4) 
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While on automatic pilot you can not avoid the experience but you are 

only able to attend to the present in its tiniest increment. You are incapable of 

looking at what was or what could be. Yet, at a later time, you take the events 

out of your memory and assimilate them through the filters of types of knowledge 

that you have gained since the events. In fact, it seemed to me that until I did 

reevaluate the happenings in the past, I was unable to accurately look into the 

future. So, I felt confident that this was the process I witnessed in Mackayla that 

day as she talked about the trip to the hospital and the way the personnel had 

reacted to her arrival. The numbness of automatic pilot is explained by 

Thompson, "Numbness is nature's way of giving us time to withdraw and develop 

our individual coping mechanisms. We all need this psychic anesthesia to 

survive any terrible, painful experience" (2000, p. 4). She explains that parents 

may cling to numbness to wall away the pain and ghef but that they work their 

way through the grief at a later time. "The practice of working out feelings -

especially ones that are intense and frightening - depends on many factors" 

(Thompson, 2000, p. 4). One of the suggestions that Thompson gives to help a 

parent move through their feelings is to share experiences with someone else 

(2000, p. 5). I believe that I was a 'significant other' with whom Mackayla could 

share her experiences to begin working through her feelings. 

She became quiet for a time and then continued as if this was the first 

time she had relived these parts of the experience: 

You know what, when I think about it, I just stood there in the hallway, and 
I was watching. It took me a long time to walk over to that room. I stood 
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there in that hallway where I'd opened the emergency door. I must have 
been in shock. 

I stood there for a while. And when I think about it, I just stood there and 
stared, and then finally I must have realized, or no, some lady came up to 
me and we walked over there. 

I think I was in shock, now that I think about it, but I didn't think about it 
before. But, I just stood there, and you know, I don't know, but it scared 
me! 

Yes, she must have been in shock. Thompson says "the most immediate 

response to heahng the diagnosis of a handicap is one of shock" (p. 4). 

Although, Mackayla is deschbing an incident that was not the actual diagnosis of 

her child's medical or developmental disability, she must be aware that Isaiah 

has just had a very serious medical episode. As she told the experience her 

body trembled and her voice shook just recalling the event. Thompson wrote, 

"Shock is like a direct assault, which quickly turns to an overall numbness. After 

a varying pehod of time many or all of the other feelings^^ will erupt" (p. 4). 

Sitting there with her in her living-room, I could feel her adrenaline flowing 

as she simply recalled the incident. A difficult set of memories was being 

relived. These memories were tucked away until the time that she could deal 

with them. That day in her living room was a time she could deal with them, 

possibly because there was a significant other to listen as she remembered the 

event. 

^̂  Thompson listed anger, ghef, numbness, denial, hysteria, rejection, and 
guilt as normal reactions to heahng he diagnosis of your child's handicap but the 
forerunner of those emotions would be shock (2000, p. 4). 
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I have also pulled memories of the trauma from my children's birth and 

deaths that I didn't realize had happened as long as 20 years later. When they 

came the memories were fresh and instantly recognized as true happenings and 

not fuzzy half-truths or mental re-creations of things that might possibly have 

happened. I even remembered the smells and sounds of the delivery room as 

the memory came. I remember begging to learn about the baby that had just 

been born and the physician yelling at me that I was "to lie still, you're bleeding 

to death" as if I cared to live if the baby was not going to live. I was actually 

birthing twins but had not been made aware of that fact until later in the delivery. 

When those memories returned after 20 years' time I was able to remember also 

that the young nurse assisting the physician had volunteered that she "was the 

same blood type and had set up for a direct transfusion since there was not a 

supply of my blood type available." To this day I do not know if I received a 

direct transfusion. By the time I experienced this memory, twenty years later, I 

had spent many years as a nurse and realized the significance of trying to save 

at least the mother when the infants could not survive. I could look at the event 

from the vantage point of having been both a mother in other births that were 

much more normal and a medical professional participating in normal and 

emergency deliveries. 

Immediately following the traumatic event, my sorrow and pain would not 

allow the interpretation that was later possible as I looked back with different 

perspectives. The repression of memories is an example of numbness and/or 
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denial, one of the defense mechanisms which are part of the normal gheving 

process and will be understood better by the reader as the categories of grieving 

and coping strategies are discussed (Moses, 1988; Thompson, 2000, pp. 20-26). 

"Numbness gives you time to adjust and to handle the news you have just 

received" (Thompson, p. 4). Mackayla had just unlocked some memories and 

dealt with the event in a safer moment. The time of shock was past because on 

that day Mackayla knew that Isaiah had suffered a severe respiratory episode 

but he had survived and the numbness could go away so she could now deal 

with the emotion of that memory. 

Reaction to the Impact of the Illness 

Mackayla began to relax after she told about the trip to the hospital. It 

was as if reliving the experience seemed to relieve some of the tension that had 

been visible. She told of wanting to change physicians while Isaiah was in the 

hospital following the trip to the emergency room, but the rules of the insurance 

company restricted her being able to change physicians. But, she was not 

pleased with the care the physician gave during the hospitalization or his 

manner toward her: 

Then when 1 had him up to the hospital, my doctor. Dr. Brown, he didn't 
act like it was a big deal, he didn't act like what he had was no big thing, 
you know. And I missed him a couple of times, when he comes in to 
check him, you know and stuff, and I told him that I wanted to see him, 
and so I would stay there to see him and stuff, and he wouldn't show up. 
And I would have to leave and you know I would always miss him. 
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And then when I asked him to call me, cause I could never meet him at 
the hospital, cause I had to get kids off to school, I asked him to call me. 
He made a big deal out of having to call me to talk to me about my son. 
Which that right there, you know, I was upset, I was mad, you know I am 
the mother of this child, the doctor doesn't have time to talk to me. 

I understand he is busy, too, but I am too. You know. And he is my 
doctor and if he wants my business he can find time to talk to me about 
my son. And he made a big deal about it. He said "Well, all it is, is RSV 
." And it's not [she became agitated] 

You know you have 1538 children die every year from RSV. Oh, it's just 
RSV. I, oh gosh, I was so mad, I thought. I don't go to him no more! 

Mackayla was expressing anger that the physician had not felt that her son's 

illness was to be considered serious. Anger is part of the normal gheving 

process that parents of children with disabilities or chronic illness must travel 

through (see footnote 13). Later discussion in the category ghef will explain how 

anger is beneficial, but for this discussion about RSV, Mackayla's angry reaction 

will be considered as the impetus that stirred her to change physicians. The 

nightmare of the rush to the hospital after finding her son in respiratory distress 

and separation while the professionals were performing medical intervention 

would not allow Mackayla to feel that RSV was not serious. Mackayla felt 

strongly that RSV was a serious problem for some children. She felt that her son 

had experienced a severe case of RSV. Her decision was based on the episode 

of respiratory distress she had witnessed during her drive to the hospital and the 

lengthy hospitalization that followed. 

She did not explain how or when she gained her knowledge of RSV, so I 

do not know if it was prior to the diagnosis or after the diagnosis of RSV but she 
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certainly had studied to learn about RSV. These are her words on another 

occasion as she talked about her understanding of RSV: 

It's a virus, it affects the lungs, the breathing. I read an article on it and 
1500 and some children in the United States die yeahy from it. So, I 
mean, I guess it hits them, and if it hits them at a young age it is more 
serious. He [Isaiah] was most of the babies that go in [hospital] are in and 
out in a couple of days or a week. He was in there for almost four weeks. 

Mackayla appeared to be very disappointed when Isaiah's physician treated 

Isaiah's illness as if it was insignificant. She was upset that the physician would 

say to her "it's just RSV." RSV was a serious problem to her and her knowledge 

of the problem illustrates that she had researched the illness to understand her 

son's problems. I did not interrupt her story to ask what article she read to gain 

that information but later did research and found that the annual number of 

deaths she reported was significantly less than the annual number of deaths 

currently reported in the medical literature. 

RSV causes cold-like symptoms and affects neariy all adults and children. 

American Lung Association Fact Sheet on RSV states that 90,000 

hospitalizations and 4,500 deaths are caused annually in both infants and young 

children (American Lung Association, 1999). High risk factors are children with 

pre-existing lung diseases, premature infants, male sex, not breast feeding, 

children going to day care, children with older siblings, more than 4 people in a 

household, and exposure to tobacco smoke (Protecting your child, 2000). 

Mackayla had asked repeatedly that a test be performed to rule out RSV. 

Standard tests by growing the virus from nasal swabbing, exist to diagnose RSV 
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disease that can then be treated by the antiviral agent ribavirin (American Lung 

Association, 1999, Philippi, 1999, Jackson). There is an immune globulin, 

Respigam, which lessens the severity of RSV when given to infants via monthly 

injections during November through March (American Lung Association, 1999, 

Philippi, 1999). RSV is a virus that "attacks the mucous membranes of people's 

respiratory tracts (the nose, throat, windpipe, and the bronchi and bronchioles 

(the air passages of the lungs)" (Reddy, 1998, p. 2). In the case of RSV, the 

immune system does not develop complete immunity as it does with many other 

illnesses so it is possible to contract RSV several times (Reddy, 1998). Forty 

percent of children with RSV infection will develop lower respiratory tract 

infections that cause bronchiolitis and pneumonia and up to two percent of those 

children will develop life-threatening complications such as recurrent apnea and 

respiratory failure (Jackson, p. 1). Those secondary complications can set the 

child up for chronic lung problems: 

Most infants and children overcome RSV infections, which are often 
asymptomatic and therefore unnoticed. However, those with more 
serious infections may be susceptible to the development of long-term 
pulmonary sequelae . . . . reactive airway disease and pulmonary function 
deficits are two conditions known to strike those who have suffered from 
RSV bronchiolitis in their first year of life. (Recurring Respiratory 
Problems, 2000) 

Changing Physicians 

Because Mackayla had a very healthy respect for RSV, she did not have 

confidence in the physician and wanted to take Isaiah to a different physician. 
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Callanan writes to parents about choosing a physician for their child with a 

disability: 

The complaint, "My child's doctor really has no idea of what we're going 
through; he just doesn't understand" has been a refrain running through 
many of my dealings with other parents. Actually, the doctor probably did 
have a good idea and did understand, but failed to communicate . . . . The 
parents' perception that their doctor is comfortable with handicapped 
children, in general, and likes their child, in particular, can positively affect 
a family's attitude and, I suggest the child's chances for effective 
treatment, (p. 41) 

Thompson, a physician herself, warns that when parents feel something is wrong 

with their child but the physician contradicts them or doesn't take them seriously 

that they should keep looking for answers. She explains that it is up to the 

parent to keep looking for good professional help (2000, pp. 93-94). So, 

Mackayla was acting in an informed way as a parent of a child with a disability, 

but as noted before, that was not easily accomplished due to regulations in her 

insurance system: 

Then in June I wanted to change, but it was already the third week in 
June and I had already been seen in the doctor's office. So with my 
insurance I had to wait till the beginning of another month and not see him 
in that month in order to change my insurance. I wanted to have a referral 
and he made a big deal about me having a referral to a pediatrician, 
because that is what he specializes in . . . . That was it. I waited until July 
and as soon as July first hit I was on the phone calling the insurance 
company and I had all three of my children switched over. 

These data show the difficulties in changing physicians in the present medical 

system and Mackayla's frustration at her inability to provide what she believed to 

be good medical care for her children. 
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Financial Impact of Illness 

Mackayla was impatient about the insurance regulations that seemed to 

impede the provision of good medical care for her child. Mackayla expressed 

her relief about making the change and liking the new pediathcian. She said 

she felt more secure about Isaiah's illnesses. Isaiah's fussiness continued and 

the new pediatrician recommended a formula change: 

for the longest time, you know, the formula was the deal. You know they 
didn't really figure what it was until he was almost 6 months of age. They 
switched him over to Nutremigen . . . it is for colicky babies and babies 
who are allergic to milk. The can with the concentrate that you mix with 
water runs about $5.00 per can. The powders are about $19.86 a can. I 
used to buy Similac $1.99 or $1.97 at Walmart. That's cheap compared 
to $5.00. 

Mackayla identified an area they were already battling and showed it had just 

become more difficult. They were learning to live on about thirty percent of the 

monthly income they were accustomed to living on. Now they just had the cost 

of Isaiah's formula rise by about sixty percent. Quite an impact and that 

represented only one of the children with disabilities. Thompson writes: 

the day-to-day expenses of raising any child have become enormous. 
The basics of food, clothing, and shelter, without anything extra, can be 
very costly to supply. Add to this the additional burden of high-priced 
medical care when a child is disabled, and a family's financial situation 
can seem overwhelming and unmanageable, (p. 95) 

It does seem overwhelming. Mackayla is talking about a significant impact on 

the family's budget due one of the factors of Isaiah's disability. The monetary 

issue was always in the forefront of Mackayla's conversations. She tried to be 

judicious in spending, buying all she could at garage sales and watching 

134 



carefully for sales. In addition, Mackayla regulahy attended. The Stork Club, a 

program in Greenville, which provided mothers classes in nutrition, child 

development, and related information. Through attendance in those classes, 

mothers could earn credits toward the purchase of diapers and other 

necessities. Mackayla attended this club when the gihs were infants and 

resumed the club when Isaiah was born. She was careful to maintain the 

schedule of going to classes or being at home for the nutrition classes, 

conducted by a nutritionist coming into her home. She then utilized the credits 

to provide the maximum amount of support to their budget. 

She talked about things she had learned in the club and how she thed to 

give her children healthy snacks and meals instead of candy and junk food. But, 

the impact of the cost of formula was significant. Although, the formula change 

decreased Isaiah's fussiness, he continued to be fussier than his sisters had 

been as infants. 

Increased Stress 

The beginning of the 1998-1999 school year brought further stresses to 

the Thomas family. Both daughters had new school environments. Both girls 

reacted differently than the parents had expected. Madison entered 

kindergarten at a new school. She attended a learning disability resource room 

in the morning and regular kindergarten class in the afternoon. Two situations 

impacted the family; the first was that Madison cried daily that she did not want 
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to go to school and the second was that the school requested further testing for 

Madison. By the time this study began, Madison had been diagnosed with 

attention deficit disorder (ADD). The school was pressing for Madison to be 

placed on medication. Even though the parents were not comfortable with 

placing their child on medication for ADD, a preliminary appointment was made 

with a pediatrician to satisfy the school. 

The beginning of the school year also brought a change in Mackenzie's 

lifestyle. She began attending Head Start. She attended a different school than 

Madison. On the surface it seemed that Mackenzie was content with Head Start; 

however her inappropriate behaviors were escalating at home. 

Stressors were increasing for Mackayla and her feeling of being 

overwhelmed was increasing. She realized that she had reached a point that 

she must seek medical help to deal with the stress of her daily struggles. She, 

too, changed to a different physician: 

I got Ben House, he is from up on Central Street. I like him. He is really 
nice. And what I really like about him was he takes time to talk to me. He 
explains everything. Like if I had a rash on my arm one-day and if on top 
of my rash I had a cold. He explains each thing. And he doesn't act like 
he is in a hurry either. And you know what really impressed me is when I 
had to have a culture done. He called me with the results, himself. The 
nurse didn't call me. The doctor called me and he told me, too, there [he 
told her when she was in the office that he would call her with the results]. 
He goes "I will call you." 

This physician's ability to gain Mackayla's confidence through his interest in her 

as an individual patient and his personal phone call to give the results of the test 

created a situation where Mackayla was beginning to have renewed confidence 
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in the medical profession. Mackayla had not talked about her relationship with 

her physician before Dr. House, except to say that she and all the children went 

to the same physician until she changed the children from that physician in June. 

She then changed to Dr. House and because she felt confidence in him she was 

able to confide her distress. She told how the stresses caused by her children 

were escalating and was able to talk to him about her own needs. Callanan 

writes to parents of children with disabilities, "In the broadest and most positive 

sense, affability can promote a physician—patient relationship in which the 

patient, your child, and his family feel that the physician cares about them as 

people and that he understands their burdens and their pain" (p. 41). He 

continues, "In the literal sense of the word, affable means "friendly," "pleasant," 

or "at ease." In the broadest and most positive sense, affability can promote a 

doctor—patient relationship in which the patient, your child, and his family feel 

that the physician cares about them as people and that he understands their 

burdens and their pain" (p. 41). Although, Callanan was writing to parents to 

help in finding a physician for their child, his maximum is correct for anyone 

looking for a physician. 

Mackayla found a physician who was able to give her confidence that she 

could confide her problems and that she would be heard and given assistance. 

As her stresses were mounting and she was feeling that she was reaching the 

end of her rope: 

I thought to myself, you know, Madison started kindergarten and I was 
having a really hard time with that because she just wasn't dealing well 
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with school and all this came on me at once. And I mean it was just like, 
"Zack, I can't work anymore." You know, and I told him, you know, I could 
feel it and I even went to the doctor's office and I told him. I go, I can not 
relax, I can't sleep at night, I am just wired. I told him I am just [she 
stopped talking - and then thed to continue] 

I can't [she appeared caught up in reliving the event and tried to continue] 

I feel just, I feel like [she paused again - then continued in a rush] 

I am sitting there bawling, because I can't handle it anymore. I told him, I 
feel like I am losing it. You know, I mean I don't want to say that, I told 
him, but I do, I do! 

The events and stresses in Mackayla's life were significant reasons to feel 

depressed and to feel sorrow. Mackayla did not talk about having anyone to 

confide her feelings. When she approached Zack about wanting to quit working 

it seems that she was still just as stressed and in need of help to deal with the 

stress she felt. She was actually dealing with not only Isaiah's medical problems 

but also behavior problems with both gihs. 

She was going through the stages of grief (Moses, 1987; Thompson, 

2000). Parents of children with disabilities have no specific time limit for 

handling a stressful diagnosis. Some are unable to move through the healing 

process without counseling or guidance. That process is unavoidable but, as 

mentioned before, when grief is not acknowledged, the parent may find they 

experience problems such as tension headaches, nightmares, inability to sleep, 

anxiety reactions, or some kind of strong generalized stress reaction later on 

(Thompson, 2000, pp. 4-5). Mackayla certainly had little time to even think 

through her situation as she was dealing with disabilities on many different 
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layers of her existence. Stress is easily understood in her circumstance but guilt 

also seemed to be part of her feelings. 

Mackayla felt badly that she had become so stressed that she could no 

longer manage the family's needs and recognized that she needed help. Several 

times she mentioned not being able to cope with all the children's problems as 

well as working outside the home. She felt guilty for her inability to cope with the 

family's situation: 

I broke down to tears in the doctor's office and he put me on some 
medication to calm my nerves. Because I told him all the things 1 was 
going through. And I go, my little one has been in and out of the hospital 
and he is sick all the time. I feel like I am always at the doctor's office, I 
mean he is fussy. He was a very fussy baby when he was little. He is 
doing better now. And, I go, my second child just turned 3. And boy is 
she ornery . . . She flushes things down the toilet and she's into [paused 
and broke off-then continued] 

She is trying to drink the medicine bottles and the perfume and the like, 
she is just as ornery as ever. I go, she is into everything, you know . . . I 
go my 5 year old just started kindergarten, and I go, she don't want to go 
to school. She don't like kindergarten. She don't want to go. She bawls, 
and I go, I don't know, I'm about ready to rip my hair ou t . . . I am going 
crazy, I don't know. And he understood, you know. 

It had been very important to Mackayla that she could talk to Dr. House and 

could reveal the feelings she had about the situation she found herself in. She 

could finally unburden herself to someone in whom she had confidence to work 

toward a solution. Thompson tells parents of children with disabilities to seek 

counseling or guidance eahy when signs of need appear (2000, p. 4). She 

explains her concern for parents of children with disabilities: 

It seems to me that technology has outstripped emotional concern in 
many of our medical institutions. Money is available for complicated, 
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expensive, new equipment, but not for counselors or social workers 
trained to counsel parents (2000, p. 12). 

There was no money for counseling for Mackayla as she dealt with her stresses 

and gheving. But, it was a very healthy move for her to talk with Dr. House 

about her stresses and reaction. Mackayla was placed on medication to help 

deal with her stressful situation. However, there was no medical support that 

would provide medication or counseling for Mackayla. However, Dr. House 

provided her some pharmaceutical samples and she was able to begin taking 

the medication. 

Duhng this time, she continued to work outside the home for several 

weeks. The medication seemed to help her deal with her daily struggles but it 

did not stop further problems from occurring. Stress from the problems with 

Madison and her school situation did not improve and Isaiah continued to have 

medical problems. 

Summary 

Mackayla's story was of the deliveries of three children who each had 

experienced some complication at or during birth. These were significant to her 

and she seemed to place different interpretations on each as to its significance 

to her present situation. She changed physicians for the children and for herself 

and felt confidence in both the new pediatrician and the new women's physician 

that she chose. Because she had confidence in her new physician she confided 
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in him that she was not dealing well with the stressors in her life. The new 

physician put Mackayla on medication to help her with the stress. 

About this time the pediatrician told Mackayla that Isaiah should be tested 

due to his developmental delays. Mackayla contacted Brenda Jordan, the social 

worker in the Eahy Childhood Department at the Special Education Area office 

in her town. Brenda Jordan requested permission to serve on the team for Isaiah 

because she knew she had already established a good working relationship with 

the Thomas family. Testing began on December 8, 1998 and Brenda 

recommended the family to me for this study. Mackayla soon made a decision to 

be a stay-at-home-mom and stopped working despite Zack's concern that they 

needed the money that she could provide. 

The data in this category show that children's disabilities impact all 

members of the family. Physicians can positively or negatively impact the 

course of the family's life. Parents need to advocate for their children. Parents 

deal with traumatic events in different ways at different times. The stress from 

parenting children with disabilities can be overwhelming. There is financial 

support for technology for children with disabilities but not for counseling for the 

parents of children with disabilities. 

The prescriptive and descriptive literature on parenting children with 

disabilities bore out that interpretation of the events and feelings that Mackayla 

revealed were consistent with the findings, especially the whtings of Thompson. 
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There were no studies that followed the daily experience for the long term for 

parents of children with disabilities. 

Mackayla's life-world changed significantly after Isaiah's birth. She felt 

that the addition of another child would be achieved very easily. She felt they 

had been successful as parents to the two gihs. At the time they would have 

made the decision to add another child to their family they would not have 

experienced much difficulty with Madison's ADD and Mackenzie would have just 

been a toddler. Although, the gihs' behaviors might have began to change 

eahier the changes weren't significant until the school year 1998-1999 when 

they were both introduced to new environments. By this time the family has 

endured a series of significant changes. Some of the changes were: Zack's 

income declined by 60 percent, Mackayla resumed working outside the home, 

Isaiah has experienced severe respiratory distress and been hospitalized 

several times, and new physicians have been acquired. The stress levels for 

Mackayla were climbing rapidly. The next section will show how the children's 

disabilities contributed to her stress levels and impacted the family in other 

ways. 

Children's Disabilities 

A family must confront a chronic disability with the skills to see how their 

lives will be disrupted and the willingness to adapt their lives to cope with the 

situation/s created by the disability (Seligman & Dahing, 1997; Thompson, 
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2000). The adaptation is very complex due to the many issues impacting the 

adaptation. One of the issues is the wohdview of family and the way a family 

functions. With the impact of the disability, in the case of the Thomas family, 

their worldview had to be reevaluated. Their family values were influenced by 

their past beliefs about persons with disabilities but it also influenced by the 

children with the disabilities (Seligman & Dahing, 1997, p. 6). This next category 

explores the Thomas children's disabilities in order to provide a picture of how 

those disabilities impacted the Thomas family. 

Isaiah's disabilities were developmental delaŷ ® and chronic illness. 

Madison was diagnosed learning disabled^^ and had attended preschool with 

that diagnosis. Later in kindergarten, she gained the additional of diagnosis 

attention deficit disorder (ADD) late in 1998. At the beginning of the study, 

Mackenzie did not have a formal diagnosis and was not receiving special 

education services. She was attending Head Start; a program designed to 

provide children, 3-5 years old, with educational, socio-emotional development, 

physical and mental health, and nutritional needs (Head Start: Serving children 

an families since 1965, p.1). Although attendance in this special program did 

not mean that Mackenzie had a disability, the new pediatrician had just informed 

Mom that Mackenzie would also develop ADD. 

^̂  developmental delay: failure to achieve age approphate developmental 
skills (Batshaw, 1992, p. 269) 

^̂  learning disability: a disorder in one or more of the basic psychological 
processes involved in understanding or in using language, spoken or written, 
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Isaiah: Impact of Developmental Disabilities and Chronic Illness 

I met Mackayla, Isaiah, and Madison on January 8, 1999. Isaiah was 

listless and didn't appear to be aware of his environment. Mackayla was holding 

Isaiah when I arrived, but placed him in the playpen at Madison's request. 

Mackayla explained that Isaiah was teething as well as experiencing breathing 

problems so he was fussy. She had given him breathing treatments several 

times during the night and had continued with them duhng the day. She said the 

breathing medication seemed to make him "feel bad." She said it was common 

for her to get up during the night and hold and rock him because the breathing 

medication seemed to make him hyper. Isaiah's breathing was still a problem 

the next week when I arhved for the next interview and Mackayla still needed to 

administer breathing treatments every few hours, as he needed them. She had 

even had to give the treatments sometimes at night during the past week and felt 

apprehensive about the care she was giving him. 

He is kind of raspy isn't he. I have him on a nebulizer. I give him 
treatments. He is probably due [pause] He takes them every 2-4 hours. I 
do them now as needed . . . I do them if I think he is really bad I don't 
want to keep doing them but Dr. Elliott said I can't overdose with it. 

I believe Mackayla was feeling unsure about the frequency that she gave the 

breathing treatment and wanted to reassure herself that she was not harming 

her son as she shared what she had been told by the pediatrician. 

which may manifest itself in an imperfect ability to listen, speak, read, write, 
spell, or do mathematical calculations (IDEA 97) 
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It is very scary giving to be responsible to make decisions and give 

treatments you are accustomed to having physicians or nurses perform for your 

children especially when you recognize they are essential to keeping your child 

alive and healthy. Mackayla was required by the situation she was in to provide 

the medical intervention and she may have felt poorly trained to perform. Many 

parents of children with disabilities find that when their child is discharged from 

the hospital they also take home a technological jungle of computerized medical 

equipment. They then have to learn to be continually alert to mechanical 

breakdown as well as to their child's ever-changing medical needs. Mackayla 

was probably sleeping in a semi-alert state in order that she might hear Isaiah's 

distress and wake to provide breathing treatments during the night. A search for 

relevant literature about parent's apprehension when dealing with the 

technological equipment that supports a medically fragile child in the home 

resulted in little medical, educational, preschptive, or deschptive literature on the 

topic. Miles et al. performed a longitudinal study of parents of children who were 

medically fragile. One of the findings in that study suggested that the 

development of the parental role with infants who are seriously ill during infancy 

encompasses a process of developing one's identity as a parent (maternal 

identity); establishing one's presence as reflected in physical closeness with the 

child (parental presence), and becoming competent in normal and illness related 

caregiving (parenting competence) (n.d., pp. 2-3). 
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I did however, note that there was not any descriptive literature about or 

by parents of children with medically disabled children. This bore out a finding 

in my eahier study of parents of children with disabilities. In that study there was 

a very minimal response from parents who's child had more than one disability 

or whose family contained more than one child with a disability (Johnson, 1996). 

I believe that the enormous time commitment of those parents precluded being 

able to contribute to studies or to be able to write about their experience. 

Isaiah Responds 

At my second visit, Isaiah was already beginning to be more alert and 

responsive to the environment than he had been the week before. He was 

cleahy using looking behaviors that had not been present the week before and 

making several new vocalizations. We discussed that he was making 

developmental accomplishments despite the fact that he was still requiring 

frequent breathing treatments, as well as, other medical interventions. Mackayla 

talked about the new pediatrician's referral of Isaiah to SEA 4 assessment team: 

My doctor, from the pediatrician's office, I had had him [Isaiah] in and she 
kept thinking well, she was, I don't know, she was concerned every time 
that I had him in, that he was not sitting up, he was not crawling, and he 
wasn't (she paused). He didn't have no balance and she wanted him to 
have the Denver development, or, am I saying it right, out of SEA 4 and 
she referred me on to them. But I'd already known about them and so I 
called Brenda and told her that she [the doctor] wanted me to have him 
done so she set it up for me then. 

In this way, she related in a short sentence, the rapport she felt with Brenda. 

Brenda had conveyed that rapport does not always happen with parents of 
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children with disabilities and the SEA 4 team. I think it was a very important 

factor in the successful intervention for Isaiah. 

The rapid developmental changes that I was observing created a question 

in my mind about Mackayla's interpretation of the cause of Isaiah's delays. I 

asked Mackayla if she had been concerned about his development before the 

pediatrician raised her concerns and Mackayla replied: 

Do you know what? I didn't, I was working so much and you know what, I 
wasn't with him that much. I was with him in the evening and the 
babysitter was with him in the daytime and I didn't at the time, no I didn't 
have any thoughts. 

But, after I got to thinking about it and then I wasn't working and I was 
staying home and I was realizing that he wasn't doing things and I noticed 
that she always put him [pause] and I started to realize because she 
watched him a couple of times while I was not working. She constantly 
had him in the infantseat. 

She had him in that all the time when I would go there and I got to talking 
to her about, you know, "Do you put him on the floor?" you know, and 
stuff and I don't think she was until I talked to her about it. Then she did 
more then. I could tell she had been putting him on the floor more after I 
talked to her, but it had been so many months past you know that went 
on. 

I think in my own mind I think he spent too much time in the carseat, and 
in the swing, and like sitting in one of those lockers, he never had a 
chance to be on the floor to learn . . . since I have been home with him, I 
just put him on the floor. I don't think I ever use that [pointing to the 
carseat]. 

This was Mackayla's observation and she spoke with the sitter and saw a 

change in the way the sitter cared for the child. However, she appeared to be 

aware that she had not been attending to the stages that Isaiah should have 

been achieving and recognized that while she was working outside the home 
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she was forced to rely on someone else to provide stimulation for Isaiah. 

Brazelton talks about inherent problems that working mothers have in finding the 

appropriate day care for children: 

Day care and all-day preschool settings have come to be seen as an 
increasingly necessary solution for parents who must work— f̂or either 
financial or emotional reasons. The necessity to improve the nurturant 
environment for the infant in day care must continue to be addressed. 
Without the advantage of a stimulating, individualized environment in 
infancy, a child's future development will be impaired (p. xxvii). 

Mackayla had determined that Isaiah was not being stimulated enough at the 

sitter's and had therefore not progressed through the developmental stages, as 

he should have. This probably played a major role in the decision she made to 

be a stay-at-home mom and directly related to the successful intervention that I 

was observing. Howes writes: 

Neariy half of all mothers of infants, in the US, work outside the home. 
Studies of the effects of maternal employment on the security of the 
child's attachment to the mother form the primary research base for the 
assertion that infant childcare constitutes a risk for children . . . . full-time 
infant care phor to the first birthday puts children at risk for later 
development.... Several features of the child care environment are 
linked to caregiver sensitivity and responsiveness. These are: formal 
training in child development on the part of the caregiver, few children to 
care for and many adults in the room, short hours, decreased 
responsibility for housework, and environments designed to be safe and 
appropriate for children. (2000, pp. 1-3) 

Costs and nearness to work and school probably limited Mackayla's choices for 

babysitters. Since Mackayla referred to the "babysitter" not to the day care 

center by name 1 assumed that Isaiah's caregiver had not been a licensed day 

care center but simply a caregiver in her own home and not required to be 

trained in child development. Mackayla recognized that there was not enough 
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stimulation provided to Isaiah in the situation and chose to stop working and 

care for her children. 

She was proud of the changes she was seeing in Isaiah. She felt he was 

already beginning to respond to the interventions she was accomplishing 

through the direction of the ECSE team from SEA 4. However, she was quite 

concerned about Isaiah's delay and wondered if it was too late for optimal 

learning: 

I see improvements all the time. Like, since the first evaluation they did 
when they pointed all the things out to me that he wasn't doing and since 
I've worked with him he's caught on to a lot of things and too he is trying 
to crawl. But he has caught on, I think he's caught on and he brings 
those kneecaps underneath his tummy he knows that's where they go to 
crawl. He just don't have his balance yet. I don't know if it's really good 
too for them to wait that long to learn. Or if it is better for them to learn 
earlier. But, if I would have known she was putting him in that seat all the 
time. 

She was talking about how she was trying to work with Isaiah but she also spoke 

as if she was feeling guilty. It could be that guilt was a strong motivation for her 

decision to be a stay-at-home-mom. A developmental delay is a slowed or 

impaired development of a child who is under 5 years of age. When I first met 

Isaiah, he was neariy one year old and not sitting with minimum support, which is 

a common thing for a six-month-old infant to perform. Neither was he crawling, 

and that was an expectation of a year old child (Questions about your child's 

development: its never too eahy, 1993). Mackayla had recognized the need for 

increased stimulation for Isaiah and decided she needed to be a stay at home 

mom. 
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By March, Mackayla was seeing the beginnings of crawl behaviors. She 

had been trying to stimulate Isaiah's crawl and had been careful to perform the 

exercises that the PT had recommended. Mackayla was concerned about the 

results of Isaiah's assessment by the ECSE team. The team had brought the 

report to her the past Friday. They had talked to her about their findings and the 

recommendations for intervention. One of the recommendations had been to 

work toward reinstating Isaiah's Medicaid insurance. She was having difficulty in 

determining if that indicated that there would be an increase in Isaiah's need: 

Brenda had mentioned to me that she thought it would be a good idea on 
Friday just out of the blue that I should get him back on insurance, you 
know. I don't know, I mean are they telling me something [pause] not to 
be mean or [pause] but are they telling me that there is more wrong and 
that? I should have asked that. I didn't ask that but [pause] are they 
telling me there is something more wrong? When they [pause] than I 
know of here, you know? Cause then of his ears [pause] his testing 
didn't come back ok. . . . He has fluid in the back of the ears but they 
haven't cleared up for [pause] and he has had 6-8 ear infections since 
May of last year. I guess what I'm concerned about is there more to this 
than I know? Should I be more concerned than what I am? Should I 
worry? 

Due to the report and subsequent discussion with the team members, she was 

obviously looking into the future and suspecting but that there might be 

something that the team suspected that had not been conveyed to her by the 

team. Parents have difficulty in accepting that their children might have less 

than the perfect lives they had dreamed their children would have (Moses, 1986; 

Thompson, 2000; Bain, 1991). Mackayla was reflecting part of the normal 

grieving process when parents learn that their child has a disability. Gheving is 

discussed more fully in the category later in this chapter. 
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Difficulty Understanding Isaiah's Report 

Unfortunately, the SEA 4 report had been misplaced and Mackayla tried 

to locate it unsuccessfully. She attempted to give me the information that she 

remembered about the results of the testing: 

On the ratings or percentage tile [sic] of where he was for certain skills, I 
think, most of them he had the ability of a 7 month old. His eating was 4 
month old, a couple were 6, but the lowest was a 4 month old, that was 
just for his eating. That is because he is still taking baby food and he 
doesn't take a lot of table food yet, he won't. They said that their goal for 
him is to sit, crawl, walk whatever by July 22nd. That's my birthday that's 
why I can remember. But, that was their goal. But, you know, I don't 
know, I don't know if he is [pause] is he [pause] I mean, I was thinking 
more he was delayed because he had been sick so much. And he never 
feels good, he never feels like doing things like crawling, walking. You 
know trying he [pause] I don't know but I wonder is there more to it than 
what they said. 

Mackayla did not understand the report. As I listened to her description of the 

results I realized that two things might be the reason that she had difficulty in 

understanding the report. One reason was the fact that the day care child she 

was caring for was crying all the time the team was visiting Mackayla. The 

second reason was that the report might have been written in professional 

language and that Mackayla had difficulty in understanding the terminology used 

in the report. Roberts writes: 

One of the first lessons one learns as a parent of a disabled child is that 
clear, honest, and responsive information is hard to come by. Physicians, 
psychologists, reading specialists and other professionals diagnose a 
child's problems in technical language-and then explain their diagnoses 
in vague, sometimes frightening terms. Mystery and confusion about the 
child's problem persist even after it has been identified. 
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Parents' need for solid information is painfully clear from the first. Parents 
do, of course, look to the approphate professionals for help, but 
frequently they find little satisfaction. The frustration they experience 
often ends only when they find relief, comfort, and guidance from others 
who have already "been through it" - other parents. It is through this 
informal network - the friend of a friend, the next door neighbor, the local 
parent group - that parents finally get useful information, information that 
relates to them and to their disabled child stated in words they can 
understand and in terms they can apply. This is the information they can 
trust, (pp. 217-218) 

Mackayla did not seem to have any other way to get information in a manner that 

she could understand. She did not have any connections to parents of children 

with disabilities and she probably did not have time to try to connect to them if 

they were available. The report should have easily been written in a way that it 

could be easily understood. Parents are the child's single most effective 

advocate and influence in a child's lifetime. Brown, Goodman, and Kupper write: 

Knowledge is empowering, and when parents obtain the information they 
need, they often are empowered to help, support, and maintain the entire 
family, including the child with the disability, siblings, grandparents, and 
themselves, (p. 1) 

If parents can't access information in a meaningful manner they have been 

significantly hindered in providing the approphate supports for their children. It 

is difficult to provide supports when you understand the child's problems cleahy. 

It is impossible to be effective in developing supports when the parent doesn't 

really understand the problem. 

Although Mackayla wanted me to help her in understanding the report, I 

was unable to understand the questions she asked based on her interpretation 

of information in the report. Her difficulty in understanding the professionalese 
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of the document had increased her insecurities about Isaiah's disabilities. 

Those insecurities seemed to increase other insecurities. She was going to 

request that SEA 4 send me a copy of the report and we would go over it 

together. She said she would request a form to sign that would give them 

permission to release information to me. Mackayla did not follow through with 

her request. I am certain that due to the demands on her time, signing another 

piece of paper was not very high on her list of priorities. 

Madison: Impact of Attention Deficit Disorder 

Mackayla talked about the fact that she and Zack were struggling with 

Madison's disability: 

We are struggling with Madison. I mean, I don't know about the attention 
deficit disorder, all I know is from what the doctor said . . . I am struggling 
with it and I don't know how to respond to it. And like now I feel like I 
don't know how to scold her. And I feel like if she is naughty and I correct 
her [pause] and I now I feel like if I am on her about it, I feel bad like 
maybe I should not be doing it now because of what she has . . . I didn't 
realize my 5 year old one was going to end up on medicine, you know. 
And getting worse when she went to kindergarten. 

Mackayla was struggling with the medical and developmental problems that 

Isaiah had and she was also struggling with the difficulties of parenting children 

with ADD. These parenting difficulties were becoming more apparent all the 

time to Mackayla. She frequently discussed problems that she was experiencing 

with Madison and Mackenzie. Bain (1991) says that: 

The most frequent complaints heard from parents of children with ADHD 
are that the children won't do what they're told. Sometimes it is not clear 
whether the children actually hear parental instructions or if they have 
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simply learned to "tune out" their parents' voices. Some children seem to 
disobey as a way of getting attention. Many parents establish techniques 
for effectively dealing with non-compliant children on their own, but even 
the most highly skilled parents sometimes need help with ADHD children. 
These children are limit-testers and system-debuggers; they find 
loopholes in any rule established, and they consistently find ways to 
undermine the system. (1991, p. 116) 

In addition, attention deficit with or without hyperactivity severely impacts 

learning and self-efficacy for the child with the disability. Bain's (1991) view is 

that: 

Attention deficits and hyperactivity can create many problems for children. 
In school, these children may have trouble listening, paying attention, and 
sitting still. They may have trouble learning—a problem that can be 
compounded by a specific learning disability that is not part of their 
attention deficit disorder or their hyperactivity. They less frequently enjoy 
the thrill of acquiring new knowledge. Their lack of success in this 
respect means that they miss out on receiving positive feedback from 
teachers and parents—the pats on the back and recognition of jobs well 
done that motivate other children to keep trying. They may feel frustrated 
and angry and "bad." Other children may shun them. (Bain, 1991, pp. 9-
10) 

Bain discusses many of the common problems parents of children with ADD 

experience. Parents of ADD children have to be creative in providing ways that 

the child can be successful in order to help their child gain self-esteem. Two of 

my sons had ADD and other learning disabilities. I learned to scaffold (Lovett, 

Pierce, & Hahng, 1994, p. 461) for success by the time our third son was 

identified as ADD. But, always have wished that I could have understood the 

concept of scaffolding 8 years eahier with our second son. By scaffolding I 

mean that I provided support to complete a task in the proportion that it took to 

provide success and then gradually removed the support until the child could be 
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successful on his own. I can truly understand the difficulties that Mackayla and 

Zack were experiencing. And I know that the future holds additional difficulties 

for them as parents. I also know parents and children alike share the problems 

of ADD. 

Bain writes about the impact of ADD on families: 

ADHD takes its toll not only on the children themselves but also on their 
families. Parents often feel that somehow they have failed in their duties. 
Mother and father may argue about how best to discipline the child. 
Siblings may resent the increased attention that the ADHD child receives. 
All in all, the family of an ADHD child bears an especially heavy load of 
stress that can eat away at the family structure and the marriage. (Bain, p. 
10) 

Bain is explaining that as a unit the ADD child seems to skew the family mobile 

as discussed in an eahier portion of this paper. In our family the challenges of 

the ADD were equally as difficult as the challenges caused by the learning 

disability. In fact, the inability to concentrate definitely impacted learning as 

much as the other disability, temporal sequential dysgraphia. Searching for 

answers and ways to scaffold for success was much easier with our third son's 

diagnosis. Eight years had passed since the second son had gone through the 

same school process. Medical and educational professionals knew much more 

about ADD and other learning disabilities. In the US parents had lobbied and 

advocated for changes that created a much different atmosphere for children 

with disabilities. None the less times were difficult still for the third son. During 

the school years each son had numerous unhappy and preventable school 

experiences. Each member of the family was impacted by those events. 
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I believe that being able to discuss the problems created by her children's 

disabilities allowed Mackayla to gain a different way of looking at the problems. 

I also believe I was a sounding board that she could use for an impartial heahng 

of her experiences. During the years that my children were in school, I often 

sought out a close friend to be a 'significant other,' a sounding board for my 

experiences as a parent of a child with disabilities. I think this is what was 

happening in the conversational interviews as Mackayla often talked about the 

gihs* behaviors as if they were a very constant concern to her. This is an 

example of behaviors she spoke of on one occasion: 

And she doesn't listen to me [pause] I mean we can go to the mall and 
I'm walking along with Isaiah and Mackenzie and Madison is 10 yards 
behind me just a pokin'. And at other times she is just gone, you know . . . 
I mean she's got [pause] it's almost like mood swings, you know. Well, 
not really mood swings, kinda like a mood swing, she changes, you know, 
she changes. And it's like I don't know what to expect from her. 

For Mackayla, it was really difficult to parent an infant with medical problems 

while older children are consistently exhibiting inapprophate behavior. When 

Mackayla went anywhere shopping she took the three children with her. She 

was, therefore, more or less at the mercy of the older children since they were 

able to walk independently. This created difficulties for Mackayla like the 

example above. Jones recommends the following for strategies to deal with 

children with ADD: 

1. Think ahead to social situations that may be difficult. Will your 
child get bored or cause difficulty? 

2. Before going into the situation. . . 
• Review your standing rules. 
• Agree with your child on a reward for behaving well. 
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• Cleahy state a consequence for noncompliance. 
3. Have your child restate the rule, consequence, and reward to make 

sure they are understood and remembered. (1991, p. 153) 

These recommended rules were not available when I was parenting children of 

the age of Mackayla's children. My experiences were very like her experiences. 

I learned eariy on that it was necessary to brief my children before we entered a 

different environment so they would know what was expected of them. As the 

years went by and I searched for answers I found that what had worked for me 

was a strategy that was recommended for parents of children with ADD. By the 

time my sons had become school children they were able to understand the term 

"acceptable behavior" and would be told what acceptable behavior was before 

entering a new situation. When they weren't within acceptable limits they would 

be counseled about what "acceptable behavior" was and "how do we get back to 

that behavior?" Somehow, we managed to not have to use rewards for good 

behavior so that part was easier. 

However, when school situations, like trouble with classwork, seemed to 

give the boys such a poor self-image, that they did not have a desire to study as 

hard as they had to study just to get mediocre grades, we did resort to rewards 

to increase their attention span. I felt that was a part of the scaffolding for 

success that had to be part of accommodations for their learning disability. The 

reward would definitely increase their attention span for studies. 
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stress Increases 

The impulsivity and inattention that her daughters exhibited created a 

great deal of stress for Mackayla. 

She is very hyper, doesn't listen, she will look at you like a cat looks at 
you, like yeah, I hear you but I'm not listening to you. I mean I don't know 
its funny [pause] and Mackenzie has picked up a lot of her habits. And it 
just, you know I just feel like I would [pause] by 6 o'clock at night I would 
be bawling and in tears because I would be like [pause] I would just bawl 
because I'm like, God, I can't do this anymore. 

Mackayla is talking about reaching the "end of her rope" so to speak. She 

wanted to be a good parent and wanted to be able to do the right thing for her 

children but just did not know how to make those things happen. SEA 4 support 

for Madison stopped when she reached kindergarten age. There was a little 

transition support at the classroom level for a brief time. There was no support 

at all for the parents. Madison was no longer eariy childhood intervention and 

Mackayla did not have any one to ask how to cope with this situation. Never-

the-less, Mackayla was working to provide a future for her children despite the 

difficulties she was encountering. Evans (1998) writes that, "When parents see 

a future for their child, they will do their best to provide the child with the care 

required for survival" (p.1). 

From shopping trips to bedtime routines, Mackayla was performing the 

tasks of parenting alone the major portion of the time. The task of parenting is 

difficult when there are two parents at home in the evening with the children and 

even more difficult when only one parent is present in the evenings. Because of 
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the work schedule that Zack kept, he could not help Mackayla with the children 

in the evening. Thompson (2000) points out that: 

It's a lucky child these days who has a father in the home, because many 
kids don't even have one they see on weekends or holidays. This is 
particulariy true if a child has a disability, since many fathers leave and 
don't even stay in touch. It takes a special man to handle the financial, 
physical, and emotional problems that arise when a child has a disability, 
(p. 51) 

Zack was working to provide monetary support for the children. He was not 

shirking his responsibility as a parent. He simply was not able to be home in the 

evenings. This made Mackayla responsible for all the nurtuhng as well as 

logistics and housekeeping tasks that had to be accomplished in the evening. 

She would have just completed her many and varied day care tasks when it was 

time to begin the evening with her own children. Physically Mackayla's tasks as 

a mother would have been very exhausting and in addition to the physical stress 

there was also the added emotional stress of dealing with the ADD behaviors 

and the necessary medical interventions after the day care children left. 

Thompson writes: 

It is difficult to be either a good mother or father these days, with work and 
family demands. If there is the added emotional, physical, or financial 
burden of providing for a child with a disability, the days just aren't long 
enough for you to do it all. (p. 51) 

Mackayla must have wished for longer days to be able to accomplish the 

numerous things that she had on her plate. An additional stress surfaced in the 

form of Mackayla's mother-in-law's voiced disapproval of the Thomas family's 

situation. Mackayla's view of this stressor came to light one day in this story: 
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I thought I could do this but I can't do it [pause] I was getting mad at 
myself too because my mother-in-law [pause] I knew I could do it when I 
got pregnant with Isaiah, 1 knew I could do it with the third one. My 
mother-in-law says "You can't do it. It is going to be too hard." And you 
know and all this and she kept putting me down and that made me 
stronger because it made me want to do it, to show her I could do it. 

And when I started failing, and I knew I was getting out of control and 
Madison wasn't listening! Mackenzie wasn't listening! And the house 
was just getting 10 times worse, more and more and Isaiah was fussy, you 
know at 3 months of age, and Madison started school. And us having 
problems with Madison in school, and they were telling me how she was, 
and she wouldn't do her things, and she wouldn't listen, she was throwing 
herself on the floor, and then when they suggested that [pause] when they 
suggested take her in for that [referring to the medication] [she paused] 
that just threw me right there! Because, I was like, I don't have time for 
anything else! 

Mackayla's confidence is being undermined by the conflicts with her mother-in-

law's negative attitude and the added stress of feeling that she is poweriess to 

change the situation. She began feeling she was failing and that created poor 

self-esteem. Actually, it is difficult for professionals to understand ADD. So, 

when parents have difficulty they should not feel they are failures. But, she 

wants things to go well at school and she wants to please her mother-in-law. 

Both of those situations will require others, school personnel and her mother-in-

law, to change and Mackayla can't make someone else change. Bain explains 

that parents of children with ADD: 

often feel that somehow they have failed in their duties. Mother and 
father may argue about how best to discipline the child. Siblings may 
resent the increased attention that the ADHD child receives. All in all, the 
family of an ADHD child bears an especially heavy load of stress that can 
eat away at the family structure and the marriage, (p. 10) 
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Her mother-in-law's negative attitude brought doubt that Mackayla had about her 

abilities. She was feeling the stress of pressure from both extended family 

members and educational professionals. As she spoke it seemed she had 

reached her limit of tolerance for that type of stress. ADD is difficult to 

understand even by those who have studied ADD in depth. 

Some children with ADD learn to deal with their distractibility and 

impulsivity and become very successful adults while many more do not. Experts 

now suggest that Benjamin Franklin, who had over thirty careers in his life and 

Thomas Edison, who had a vast number of interests and experiments, many that 

he would begin and leave half-finished, were persons with ADD (Hartmann, 

1995, p. 3). Franklin and Edison are examples of the small percentage of ADD 

persons who are able to deal with the disability. While others are unable to hold 

long-term jobs or relationships, are substance abusers, make poor judgements 

that lead to imprisonment, or just seem to never make it in life (Hartman, 1994, 

p.1; Crime times, 1995, p.1). 

Despite the large sums of money that have been spent in research of 

ADD, little is known about its cause. It is known that the brain of a person with 

ADD has a different type of metabolism and a different rate of blood flow than 

persons without ADD but researchers don't know how those differences work to 

create the different aspects of ADD (Hartmann, p. 3). There is agreement that 

the three major components of ADD are distractibility, impulsivity, and risk-

taking/restlessness. Professionals now recognize that the person will not 
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outgrow ADD but some will more successfully accommodate for their disability 

(Bain, 1991; Hartmann, 1995). 

Hartmann explains that even with recognition of these components there 

is inconsistency and confusion among professionals. An example of confusion 

is that many people feel the ADD person is not able to concentrate. However, 

others feel that it is incorrect to assume that a person with ADD can not 

concentrate or pay attention. The latter faction recognizes that there are times 

when an ADD person will attend to things or activities that excite or interest them 

for an extended period of time. They explain that impulsivity has two 

components, impulsive behavior and impatience. It can be exhibited by a child 

as interruptions of other's conversations, the child blurting words out in a 

conversation, making snap judgements, or quick decisions. Thirdly, 

restlessness or risk-taking shows a need for high stimulation (Thompson, pp. 4-

5). The gihs exhibit impulsivity and impatience at home and at school. These 

components of ADD create behaviors in children that are major stressors for 

parents and professionals working with the children (Bain, 1991, p. 9). The 

behaviors of children with ADD do not make them easy to incorporate into the 

regular education classroom where the children all need to fit into the same 

mold. 

Considering the confusion about ADD, it is easy to understand that it is 

difficult to determine the appropriate treatment for children who suffer from the 

disability and to under Zack's mother's attitude. Thompson explains that an area 
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that creates problems for parents of children with disabilities are close friends 

and relatives who provide advice, even though they are genuinely concerned: 

Another potential problem area with close friends and relatives is the area 
of treatment decisions. Everyone suddenly seems to become an expert 
or has an acquaintance with a similar problem that they handled well in a 
specific way . . . Often, though, their suggestions are different from the 
treatment plan that your physicians are following (p. 28) 

The combined stressors of the ADD behaviors that her daughter was 

exhibiting and her mother-in-law's criticism were causing Mackayla to doubt 

herself and yet at the same time were pushing her to achieve. Mackayla 

appeared to respond with as much confidence and strength as she possessed 

as the difficulties increased. 

I have provided several examples of the difficulties that Mackayla was 

expehencing due to her children's disabilities. Those difficulties created 

physical, financial, and emotional stress on the family but they also demanded 

that the family look at the future in a very different way than they had been 

looking. 

Summary 

The disabilities that are manifested in the three children in the Thomas 

family have a significant impact on the family as a unit. The disabilities are 

developmental delay (Isaiah and Madison), chronic illness (Isaiah), learning 

disability (Madison), and ADD (Madison and Mackenzie). The impulsivity and 

inattention caused by ADD in the behaviors of Madison and Mackenzie create 
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stress in almost every situation that the family finds themselves in. Isaiah's 

respiratory difficulties provide time and money constraints as well as concern 

about his health. In addition, Isaiah is significantly delayed in the acquisition of 

developmental milestones at the beginning of the study. The parents must have 

the skills to see the necessary adaptations and be able to make them quickly 

and willingly. 

These data represent findings or objects of central concern. They reveal 

time, financial, physical, and emotional (stress) impacted the family. They 

showed ways children's disabilities affected each member of the family. The 

parents did not understand ADD and needed information about the disability to 

be able to provide appropriate supports. Mackayla felt she was a failure when 

she unsuccessfully thed to discipline her daughters. 

Literature by Hartmann, Bain, and Thompson give information that 

explains much the family is going through with the children's disabilities. The 

parents would benefit from a support group where they could meet with other 

parents who have children with ADD and chronic illness. 

Time was a very important part of the difficulties that the Thomas family 

was experiencing. Time created a limitation on house cleaning activities, food 

preparation, earning necessary funds for maintaining the home, working with the 

gihs to develop appropriate behaviors, stimulating Isaiah in his development of 

the needed skills, leisure activities, and all other areas of their lives. 
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Time 

Impact of Children's Disabilities 

One of the first examples of time was data that has already been 

discussed in a previous category but significant in the discussion of the category 

time. Mackayla was concerned because Mackenzie was drinking medicine and 

other liquids that were unsafe: 

She is trying to drink the medicine bottles and the perfume and the like, 
she is just as ornery as ever. I go, she is into everything, you know . . . I 
go my 5 year old just started kindergarten, and I go, she don't want to go 
to school. She don't like kindergarten. She don't want to go. She bawls, 
and I go, I don't know, I'm about ready to rip my hair ou t . . . I am going 
crazy, I don't know. And he understood, you know. 

This problem of children who are getting into dangerous liquids is significant and 

terrifying for parents. When children don't make good choices because of their 

disability's impact on sensemaking or are so impulsive that they simply do things 

without even thinking, parents are correct to be wary and concerned about their 

child's safety. In addition to the increased chances for the child to do 

inappropriate actions because of his/her ADD, there are increased demands on 

the parent that cause these types of problems to be more frequent when your 

child has a disability. One culprit is time constraints. Because the parent's time 

is so impacted by the drain of the disability, the parent has difficulty being as 

observant as they would be if their children did not have disabilities. Thompson 

writes: 

Special areas of concern arise with disabled children that a parent might 
not think of because so much else demands time and attention. A most 
important one is accident prevention. Most parents of children with 
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disabilities have so many things to do that they are unable to give much 
attention to preventing accidents. In addition, financial problems, worries, 
marital troubles, fatigue, and loneliness can all intensify stress levels so 
that more accidents are likely to occur around the home of a child with a 
disability, (p. 170) 

Accident prevention was only one of the areas Mackayla discussed being 

impacted by time constraints. At the beginning of the study, Mackayla frequently 

apologized for her house not being immaculate and talked about not having time 

to keep her home as clean as she wanted. She talked about the impact that lack 

of time had before and after she stopped working outside the home. She talked 

about her decision to stop working in order that she would be able to care for 

Isaiah. She said that even though she was not working outside the home she 

still could not keep her home as clean as she wanted to and did not have time to 

do much more than care for Isaiah and his sisters. 

I think I kind of felt and knew that I was going to have to stay home 
eventually with him, because I knew that I was going to have to give him 
more of me, you know. But, I think really the biggest thing was, I felt 
overwhelmed . . . I just couldn't handle it, anymore. I felt like I needed 
[pause] and my husband he don't understand. He doesn't understand. 

The first week, you know, he'd come home from work, I'm home all day 
with the baby and the girls, because they did not have school then. I was 
home all day, he'd like, "What did you do all day? What did you do, sit on 
your butt all day and watch TV." 

He didn't realize that Isaiah was fussy, you know, and then when he came 
home from work in the afternoons, was when he [Isaiah] would fall asleep 
and he would go to his second job and by the time he would come home 
Isaiah would be sleeping pretty good. 

Thompson points out that "women are the usual caretakers, the constant 

emotional givers in our society. This may not be fair, but it is fact" (p. 44). 
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Mackayla was the caregiver for the Thomas children whether she worked 

outside the home or was a stay at home mom. Zack was having difficulty in 

seeing that Mackayla could not help him support the family monetarily and 

maintain a home as well. Kilcarr's study found that the majority of fathers in his 

study found fathering children with ADHD to be a "huge financial commitment (p. 

3)." The fathers with limited resources felt guilty that they could not provide 

more financial support to improve their children's prognosis. Kilcarr quotes one 

of the fathers who talked about his feelings of personal stress about his son with 

ADHD: 

It's overwhelming when I think of the services my son could benefit from. 
Unfortunately, I can't afford many of them, so I have to rely on the public 
schools and the services they offer. It's difficult knowing I cannot do more 
right now (p. 3). 

I did not have the opportunity to gain Zack's insider perspective and can only 

use the perspective that Mackayla provided as she told her story, but I feel that 

Zack must have had concerns that were similar to the fathers in the Kilcarr's 

study. If he had the same concerns then it would seem that part of his desire for 

Mackayla to work outside the home might have come from the fact that he felt 

similar desire to provide the optimal supports for his children's disabilities. 

Mackayla and Zack were looking at the situation from two different 

vantage points. It appears from her statement that when Zack observed Isaiah 

sleeping he felt that Mackayla's time had not been spent effectively. He felt that 

she was just taking things easy all day. Zack had to be physically as exhausted 
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as Mackayla was. They were both constantly on the firing line and must have 

felt overburdened. 

Mackayla tried to see Zack's point of view but she was exhausted and 

knew that she had been working to care for Isaiah, as well as his sisters, and 

recognized her point of view of Isaiah's daily routine was different than Zack's: 

So, he didn't see Isaiah like I did. I seen Isaiah the way Isaiah was. He 
didn't understand because the minute he would come home from work at 
night, I would be sitting here you know, I'd be like [pause] and I hadn't 
taken time off for myself. I just felt the nerves get to you, because you 
work, and you work, to try to get them to not be fussy, and by the time you 
work like that, you are, well I was burned out. 

Mackayla was explaining her feelings and frustrations. Latson explains "When a 

child is diagnosed with learning disabilities, all of the attention is focused on 

helping the child. But parents also need assistance in coping with their own 

feelings and frustrations" (1995, p.1). Mackayla and Zack both were frustrated 

and having difficulty with their feelings. By March they were both attending 

sessions with a counselor and although Mackayla did not reveal anything about 

the sessions when I visited in May, the coping strategies that were emerging 

may have been stimulated by the sessions with the counselor. Mackayla was 

dealing with her feelings better by my visit in May. Zack had determined that 

they would have some time to themselves the day following my last visit. But, 

prior to that time I had not been told of any time they had been able to find for 

themselves. During the eahier data there had been many references to the 

parents' need for time for themselves. 
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Need for Time to Oneself Versus Children's Needs 

Time constraints were creating a different type of stress than we 

discussed in the categories before. There were too many demands on 

Mackayla. She could not keep house in her usual immaculate manner, she 

could not watch her children and prevent accidents, and she seemed to not be 

able to find time to do anything but take care of Isaiah. The time constraints 

from parenting children with disabilities were impacting her in many ways. 

Thompson wrote about the need for mothers to have some time for themselves: 

As a mother, you may be so committed to the care of your children, 
particularly your special needs child, that your own needs get submerged. 
To survive the constant demands of a disabled child, in addition to those 
from the rest of your family, you must set aside some time for yourself 
each day. (p. 44) 

Setting time aside for oneself is difficult in families with one child with a 

disability. Participants in a previous study (Johnson, 1998) responded to a 

question about how time impacted their family. One example is this statement 

from a mother who had only one child. That child had a hearing impairment: 

Time...there's never enough of it. Every moment is used to its fullest. 
When Bobby was younger I found myself falling asleep trying to plan 
things we were going to do the next day in home therapy, trying to figure 
out how to get certain concepts and ideas and the meaning of a word 
across to him . . . Every spare moment was filled with finding or creating 
something to use to get those things across to him. Even shopping I 
would find myself evaluating everything I saw as to what I could teach 
Bobby with it (Johnson, 1998) 

Another mother from the same study, again with only one child, a 3 /̂4 year old 

son. The son had only one disability, heahng impairment. The mother wrote 

this explanation of the issue of time and its impact on their family: 
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Time and our family: 

My time with my son is not an issue. He and I have lots and lots of free 
time together. It's hard to balance household stuff with playing and 
reading and talking with him as much as I want to in order to stimulate his 
speech and language skills. 

Sometimes, I wonder if I am giving him enough of my time. Yet, when we 
see how well he is doing I know that I am doing a good job. Must be a 
"Mom" thing! 

My husband doesn't get as much time with our son as he would like. He 
has looked for and found a job, which allows him to spend as much time 
with us as possible. Much, much more than he were able to before. It 
helps to center us and keep everything in balance. I don't get overioaded 
and burnt out. (Johnson, 1998) 

Despite her statement that time was not an issue, she said it was hard to 

balance household stuff and wondered if she was giving him enough time. But, 

their family seemed to have been able to make adjustments to be able to keep 

enough time for both parents to spend time with their child. Having only one 

child with a disability and the ability for the family to be able to live on one salary 

created a distinctly lower level of stress than was present in the Thomas family. 

Impact of Transporting Gihs to School 

Both Zack and Mackayla were feeling the impact of time constraints. 

Neither was able to find time for themselves. Having to transport the gihs to and 

from school was a time consuming problem for the Thomas family and had been 

created because the gihs were not bussed from their home to the schools they 

attended. Madison's individualized education plan (lEP) had required her local 

education agency (LEA) to provide transportation in the previous years because 
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the LEA felt they did not have the appropriate situation for her needs below 

kindergarten and provided transportation for her to attend East Elementary 

where the lEP team felt she should be placed. However, her LEA felt their 

regular kindergarten and learning disabilities resource classes were appropriate 

for Madison's needs when she reached kindergarten age. Zack and Mackayla 

did not want Madison to attend the LEA and requested that Madison attend 

another school in Greenville. The LEA refused to provide transportation from 

the Thomas home to the chosen school. The LEA would however transport 

Madison to and from the school if she were picked up at the babysitter's home. 

That had been the way transportation had been handled duhng the time that 

Mackayla worked. She took the girls to school and picked them up in the 

afternoons, after she stopped working away from the home. 

Impact of Home Business 

When she began the day care business that was no longer possible for 

her to provide the transportation. The additional children that she cared for 

created a need to change strategies. Zack began taking the girls to the baby 

sitter's as he went to work at 6:30 in the morning and picked them up as he left 

his full time job. This added to Zack's time constraints. 

The day care children created additional time constraints for both parents. 

While Zack had to provide the gihs' transportation, Mackayla had to specifically 

schedule her daily activities around a very hectic schedule in order to care for 
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Isaiah and the day care children. The addition of the first day care child created 

significant time constraints. Mackayla explained how she managed to 

incorporate the infant into the family's eariy morning schedule: 

She [the mother] brings him at about 5:30 in the morning. 5:37 - 5:40 
every day. And I have him about 11 hours a day. 5:30 to 4:30. Zack 
leaves at about 6:30, so it works out. Cause she gets here and drops him 
off and leaves. As soon as she is out the door, he is still sleeping, so I 
take him and I bring him in here where it is quiet you know. Then I bhng 
the gihs out and I bring their clothes and then I take him in there so he 
doesn't wake up so I can finish getting my kids off to school. He usually 
stays sleeping if I put him in there. If I leave him out here [ indicating 
living room] he'll wake up. So, then the minute they're off to school, I try 
to jump in the shower. Because if I don't, I won't get one. By the time I 
get out of the shower and get dressed well, Isaiah is awake and he is 
ready to eat. So, I try to hurry cause if I don't hurry up to get him fed he'll 
be bawling and then I'll be in trouble because they'll both want to eat at 
the same time. 

Mackayla is expressing her attempts to keep the household on an even keel. 

She can manage to have a very smooth morning only if things are running 

precisely to the schedule. With the large number of variables that she has to 

contend with there are probably few days that her schedule goes the way she 

plans. I have found very little information about parental time constraints in the 

literature. 

Few studies have dealt with the experience of parenting and the most 

frequent method in those studies was to survey (Dadds, Stein, & Silver, 1996; 

Gowen, Johnson-Martin, Goldman, & Appelbaum, 1989). Those surveys did not 

address the information that would provide a look at the time constraints that 

parents of children with disabilities experience. 
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As the day care business grew Mackayla began to talk more about the 

stress she was having from scheduling appointments and other things relating to 

the children's disabilities. 

I mean, knowing I have more things I have to attend to with Isaiah and 
more things I have to do with him and places that I have to go with him 
[pause] and Madison, I mean she is on medicine and she has to go to 
somebody else now besides who she is going to [pause] I mean, she's 
[pause] it just seems like I'm always taking this one here, this one there, 
this one here, you know. Everyday I have something I have to do. I have 
to go in the car every day. 

Mackayla is revealing the stress that simply having to leave the house everyday 

is creating. She has to carry the infants to the car and put them into infant seats 

and she has to take the diaper bags, etc. before she can begin her journey to the 

school for the gihs. The needs of the children are dictating her life moment by 

moment and she is revealing the stress from trying to schedule the children's 

different appointments. This is another area that I was not able to find literature 

that addressed how the multiple appointments and commitments that a parent 

must conduct for their children with disabilities affect their lives. 

Stresses Increase 

Mackayla was again reaching the point that she was overloaded. She 

had no time to relax at all. The number of visits to physician's offices, school 

meetings, etc., just kept increasing: 

You know, I just and somedays I just get, I mean, on a day when I don't 
have to do anything. I just want to sit in the chair and watch TV all day. 
. . No, I can't, I've got to clean because if I don't, it ain't gonna ever get, 
you know, and there is always something to do. And I mean, I'm not 
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saying I don't want to but and I love having my kids I always, it seems like 
I always am going to the doctor's office . . . I'm always going to some 
doctor's office, and you know I don't know [this last was whispered and 
then Mackayla just stopped talking]. 

Mackayla's body sort of slumped after she completed this part of our 

conversation. The events in her life were giving her no opportunity rest or to 

pursue any personally fulfilling activities. Time for Mackayla was totally 

consumed in providing for her family in whatever ways she could find to 

contribute. She maintained the home, cared for the children, met the 

requirements of the schools, conthbuted to the extended family needs as a 

member of both her family and Zack's, maintained the appointment schedule for 

her children, and contributed to the financial stability of the family through her 

day care business. She doesn't have time to set aside for herself. 

As we talked I became aware that prior to Mackayla's decision to be a 

stay at home Mom, she had somehow managed a full time job and had been 

able to take Isaiah to the physician's office more than once a week. I asked her 

how she was able to maintain both schedules. She explained that she had 

actually been working nights at the time but the two schedules had definitely 

taken their toll of her physical and emotional resources. 

I don't think I worked right after [pause] right away after [pause] No, I did I 
worked out at ShopKo at nights so going to the doctor during the day was 
[pause] because I worked at ShopKo [pause] But, I mean even working a 
night job at ShopKo [pause] but, I didn't want to go to work sometimes 
because I was stressed. And I do feel that now, I mean, if I run all day 
and by nighttime I've still got things to do, I act like I'm wiped! I'm wiped 
out. [Yawns] 
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1 don't know, it's just part of being a mother, I guess. I think a lot of it is I 
want to be home. I'm tired of running, I just want to be home and relax, I 
want to be able to do things in my home. You know, I want to sew, I want 
to do things [pause] I probably sound mean, but I never have time to do 
things. I like to work on scrap books and I like to sew. 

And I don't ever get to do those things, you know. I mean and I like to go 
out, too, but my husband don't take me out. But, I mean I understand that 
point. But, I'm at the point where I don't do nothing, you know. And I 
mean you've got to be able to do something. 

She talks about sewing, making scrapbooks, and going out with her husband. 

She seems to feel guilty about wanting to do those things. Those things would 

make her feel better about herself. I eahier explained that Thompson said 

mothers of children with disabilities must set aside time for themselves daily 

(2000, p. 44). Mackayla is explaining that she has the need and desire to have 

time for herself but is helpless to do that. In fact, her schedule become steadily 

more constrictive. 

Additional time constraints were placed upon Mackayla as the SEA 4 

team began to ask her to do therapies for Isaiah. The occupational therapist 

asked her to do oral stimulation exercises three times a day. The physical 

therapist asked her to deep brushing therapy 6 to 8 times a day. She was still 

needing to give the breathing therapies, 2-4 hours apart when Isaiah needed 

them for breathing difficulties. 

In addition to finding time to do the prescribed therapies, Mackayla had a 

teacher, occupational therapist, physical therapist, and a nutritionist coming to 

her home on a weekly or biweekly schedule. She also attended weekly classes 

for Stork Club, a parenting training program where she could earn diapers, 
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formula, etc. for training sessions she attended. She had to find a babysitter 

once a month to attend the Parent and Infant program at the SEA 4 building that 

was required while Isaiah received home intervention. She and Zack were 

required to attend counseling with Madison on a weekly basis. These sessions 

also necessitated getting a babysitter for the other two children and occurred on 

Monday afternoons at 3:30 so Zack could accompany them. This appointment 

also necessitated Mackayla having the parents of her day care children come to 

pick them up eariy and she had to take her day care children and drive to pick 

her daughters up eariy from school. She then took Isaiah and Mackenzie to a 

baby sitter and would return home so the day care children could be picked up 

by their parents. Zack would have arrived from his job by that time and they 

would go together to the counselor's office. 

The last session I had with Mackayla was Monday, March 22, 1999. It 

was a day that they were scheduled to go to the counselor's office for the first 

time. I arrived about 11 AM and learned that Mackayla had just returned from 

the pediatrician's office, because Isaiah was having breathing problems. She 

had taken the day care infant and Isaiah with her to the physician's office and 

had returned in time to feed and change each one and put them down for naps. 

Both were ill and did not sleep long but woke crying. For the next hour while I 

held one child she was busy changing, medicating, and dressing the other child. 

Then we exchanged children and she got them dressed to go back out into the 

cold March day. She was leaving to pick the girls up from school as I left her 
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home. She would then return with the infant so his mother could pick him up. 

Zack would arrive soon after the infant left and they would leave the children at a 

sitters while they met with the counselor. 

Summary 

Time was a significant factor in the way the Zack and Mackayla were able 

to deal with the disabilities of their children. The study has provided data that 

show various levels of constraints on their time. Mackayla was willing to get up 

at 4:30 AM to try to have her home immaculate. She had an infant that arrived 

an hour later and her husband left for work and the gihs left for school in an 

hour. Mackayla performed regular therapies for Isaiah as well as the general 

run of the mill mothering for both boys. Then when the girls arrived she 

mothered all the children until bedtime and then before long Zack arrived. 

Zack's day had also been hectic. Transporting the girls to and from the sitters 

and working at least 2 jobs most days kept Zack running. Those were the 

activities on days when there weren't any extra appointments or shopping thps, 

etc. 

Mackayla felt time constraints as she tried to keep the immaculate home 

that she had kept before Isaiah's birth. She felt the constraints of the numerous 

appointments that she had to make certain that she kept for her children. Both 

Zack and Mackayla felt the constraints that prevented them from setting aside 

time for social interactions or personal pursuits. Mackayla's life was being 
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pulled in an opposite direction from the life-wohd that she had comfortably 

existed in before Isaiah's birth. Time was greatly constrained for both Zack and 

Mackayla due to their financial needs. The Thomas family's time resources were 

additionally burdened by the addition of the counseling sessions for Madison 

and her parents. The sessions required Mackayla to hire a babysitter and cut 

back on the number of hours charged for the day care children and this impacted 

the family financial reserves. 

Little was found in literature about the constraints of time. The only 

sources available were deschptive or prescriptive. There were no studies found 

that had studied the impact of children with disabilities on the time available for a 

family. 

Finances 

Everyday Expenses Increase-Income Decreases 

Simple everyday expenses had increased when Isaiah was born. The 

items necessary for babies like diapers, wipes, and bottle liners were noticed 

much more than the parents had expected when anticipating Isaiah's birth. 

Since Zack's lucrative job, as a safety coordinator, had been eliminated 

Mackayla had become very good at budgeting and had learned to adjust their 

spending: 

He was safety coordinator, and his job got eliminated. And my husband, 
he cleared a thousand a week, and going from that to a $8.00 an hour job. 
You are used to that kind of living, we had to make a lot of adjustments. 
And well, I'm used to the [pause] I like the nice things. I like to use Tide. 
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I like to use Downy, and you know I like the Dove bar soap. I like, you 
know, expensive, the more pricey things like anywhere from things you 
buy in your home to clothing or whatever. But I had to learn that I couldn't 
do that anymore. I couldn't do that every week, you know. We had to 
budget just to get by weekly for food, you know. And I wasn't prepared for 
that. 

Mackayla is talking about an experience that would have been difficult for any 

family. The drastic difference in living on about a third of the amount that the 

family had been receiving was significant for a family of five. When the 

children's disabilities impacted the expenses the difficulty increased. Thompson 

guides the family of children with disabilities to first start a program of good 

money management and secondly to seek out any and all financial-assistance 

programs (2000, pp. 95-96). She suggests those two steps should begin as 

soon as a child's disability has been diagnosed. 

Zack's salary from the new employment was not enough to cover the 

family expenses so he took on two part time jobs. In addition, Mackayla worked 

after Isaiah was born although she felt she should be home caring for her 

children. But, other expenses had unexpectedly increased after Isaiah's birth. 

Isaiah needed special formula that was over $5.00, a can, when they had 

expected to spend $1.99 for the same amount of formula. 
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Impact of Chronic Illness 

Isaiah had physician visits, medications, therapies, and hospitalizations 

that added to the family financial burden. Isaiah had 3 hospitalizations while the 

study was in progress. Two were for respiratory distress and the other was for 

surgical insertion of tubes in both ears. 

Isaiah he just, they put him back on the medicine for his ears and they are 
sending him to a specialist, an ENT, ear nose and throat specialist, and 
Brenda, you know Brenda, she thought that was a good idea. 

The surgery was another cost factor and it was becoming time for Isaiah to go off 

the state Medicaid program. Mackayla and Isaiah had qualified for the program 

when she became pregnant and Isaiah qualified until he was one year old. The 

money constraints were already severely impacting the family and the medical 

need of Isaiah would continue to be a large problem for the family. 

Impact of Attention Deficit Disorder 

In addition, Madison was requiring physician visits and medication for her 

ADD. There were problems created by the way the insurance allowed 

prescriptions to be filled. A very frustrating event happened one school day 

because Madison did not have medication to take for her ADD. The trial of the 

medication was over and Mackayla had taken Madison to the physician the day 

before. The physician had decided to increase Madison's medication and had 

written a new prescription. She had taken the prescription and the necessary 

paperwork to the pharmacy. She had been told that the prescription could not 

180 



be filled until the next day because the pharmacy had to phone for permission to 

fill the prescription. Mackayla had done all she could to provide the medication 

for the school but was poweriess to change the insurance routine. 

Personnel from the school called five different times that day requesting 

the medicine be given to Madison. Mackayla became very frustrated and 

poweriess. She could not purchase the medicine herself and had to get 

approval before she could get the medicine: 

Let me tell you, that school they really bug me. They make me so mad. 
They act like all they care about is that she has that medicine. They act 
like they can't handle her without that medicine. I got mad at them one 
day. I called to tell them that last Friday. That I wouldn't be [pause] that I 
was going to get a new prescription but I didn't get it yet. I go, I sent the 
paper but I didn't get the prescription because they have to call the capitol 
to find out if my insurance will go through on it. 

Impact of Regulations 

Mackayla was powehessness in the situation. She felt the school should 

understand and be tolerant of the situation. The attitude of the school created 

stress because Mackayla could not pay for the medicine. Most states provide 

financing for medical needs of children with disabilities (Thompson, 2000, p. 95). 

The state had provided Title 19 but restrictions had created the suspension of 

the medication for a few days. 

She was made to feel that they thought she wasn't capable of medicating 

her daughter: 
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Because Title 19̂ ® a large prescription they won't fill it for you unless they 
find out. They want to make sure it's ok . . . but they are calling me like, 
"well, do you just want us to give her medicine here all the time?" 
Because I didn't give it to her that day, I didn't bring it to school. 
Because, I didn't have it yet. And I had just saw the doctor the day before 
and I had to get it filled and I can't afford you know . . . And then she is 
like "Well, if you can't give it to her the medicine at home then we can 
give it to her here at school." Making me think that just because I 
couldn't get the medicine that one day that they can do it [give the 
medicine] at school and I don't need to do it because I'm forgetful. I did 
forget the morning pill once. I had Grandpa take it. I've forgot once since 
she has been on it. 

Mackayla wanted to do the best for her children and had little ability to meet the 

school's rigid expectations. She had corrected her only other omission by 

having the medication taken to the school so Madison would have her 

medication. It appeared that the school personnel made Mackayla feel 

inadequate as a parent. 

An unexpected financial problem that happened during the study was that 

Isaiah could not go onto Zack's insurance policy because he had a preexisting 

condition. Mackayla had explained that Madison and Mackenzie were on their 

dad's insurance policy and that gave some financial assistance for their medical 

needs. She also said that Madison's prescriptions were paid by Title 19, so they 

must have both provided medical supports in that state. Isaiah was on Title 19 

until he was 1 year old and Mackayla was encouraged by the social worker to 

reapply for that assistance. I did not learn if this was accomplished. 

®̂ Title 19 is the state's Medicaid program for mothers and infants who 
don't have insurance. It had been extended to Madison since she had a 
disability. 
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And then I reapplied for my insurance, because my husband's insurance 
won't cover, because it is a preexisting thing, so I went back and 
reapplied. He had title 19 his first year after birth. They are going to see 
if he can meet some kind of needy thing, medical needy or something so I 
am trying to get him back on that. 

Mackayla was hopeful that Title 19 would assist in the medical expenses. She 

had been encouraged to reapply by Brenda Jordan and was assisted to make 

the application. I do not know if there might have been other sources of financial 

support in that area. The children were not the only family members in need of 

financial assistance for medical needs. 

Mackayla was not on her husband's insurance plan and Mackayla did not 

have enough money to purchase the medication for her nerves, the physician's 

office provided samples for her to use. However, around the end of February, 

she ran out of samples and went without medication for three days. She told me 

she suffered a severe anxiety attack and had to return to the physician's office. I 

do not know if the physician's office gave her more samples or if they found 

another way to provide the medicine but she was taking the medication again 

when she told me about the problem. As stressful as her existence was it I am 

certain that it would be beneficial to have assistance that would provide 

medication and counseling for Mackayla. 

Mackayla's day care business was helping to provide the necessary 

finances to maintain the family. By the end of the study she was caring for five 

children in addition to her own three. Although the business had a positive 

monetary aspect there were other aspects that were negative. 

183 



Summarv 

Finances were significantly reduced for the Thomas family prior to 

Isaiah's birth. Medical expenses from his chronic illnesses specialized needs 

were not easily borne by the available funding. The medication for Madison, for 

ADD, and for Mackayla, for stress also were financially difficult for the Thomas 

family. Reapplication for Title 19 would be helpful for continuing finances for the 

children's medical needs. Again, Mackayla had to make changes to her life-

wohd perspectives due to the children's disabilities. 

The major findings in the category finances were that the children's 

disabilities had a very negative impact on the family. Both parents were already 

working the maximum of time they could possibly work to provide income for the 

family. Insurance regulations constrained their ability to easily access that 

funding source. 

Reality of the family's expehence during the school year 1998-1999 was 

very different than their family had experienced in the past. Changes had come 

frequently and Mackayla had been challenged in many areas. She had 

developed a method to remain at home with Isaiah and still conthbute to the 

family finances. There is little literature available to connect to the financial 

needs of a family with a child with disabilities. What is available is preschptive 

and has been described. There were other stressors at work in Mackayla's life. 

Her own drives to maintain her home as before and others that were created by 
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attitudes and reactions of others impacted the family as a whole as well as 

Mackayla herself. 

Other Stressors 

This category represents a large number of stressors that affected the 

Thomas family. Although they were reported through Mackayla's voice the 

stressors usually affected more than just Mackayla. Many of the incidents, that I 

have previously reported, though from different dimensions, will be recognized 

as also belonging to this category. 

Day Care Parent 

Situations in this category consists of stressors connected with the day 

care children and their parents, and include events such as the following 

situation when the day care infant's mother, Sonya, promised to pick him up at 

11 am but no later than 12:30 PM. Mackayla asked Sonya to pick her son up 

eariy in order that she could meet with the SEA 4 team when they brought their 

report of Isaiah's assessment and recommendations. Mackayla was expecting 

to assist in the development of the independent family service plan, IFSP. 

Sonya did not keep her promise to pick the infant up and he was present when 

the team arrived. The infant was extremely fussy and the distraction must have 

contributed to Mackayla's being unsure of how to interpret the team's report. 

Mackayla talked about the situation: 
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Friday they came and his mom was supposed to come pick him up eahy 
when she got off at 11. Well, she did something I wasn't happy with. She 
went shopping and she went tanning she went to the meat place to get 
meat. And she called me and I am like "Sonya, I thought you were 
coming because I told you that I have an appointment at 12:30 at my 
house." Well, she must not have got it. You know I didn't want to make 
her mad because I want to baby-sit. I don't care to watch him if I am not 
busy. I'll watch him all day on Friday if I'm not busy, but, if I've got plans . 
. . And I wanted to have him picked up by 12:30 because I thought it 
would make it easier to talk. Well, he cried from 12:30 to a quarter to 2 
and they left about a quarter to 2, too . . . right after they left about 10 
minutes after they left, about 2 o'clock and he was content the rest of the 
time. But, she came at 2 o'clock so [pause] you know, but he was good 
for her, though, not me. 

Mackayla was explaining an incident that she was poweriess to change. Her 

schedule would have worked like clockwork if every participant had met his or 

her particular part of the schedule. Only one person was late but had created 

severe consequences for Mackayla. 

Mackayla's inability to settle the infant created a poor situation for a 

mother to assist in developing plans. She probably found it difficult to 

concentrate on the issues the team members were discussing with her. It was a 

very important meeting and I am certain that Mackayla was not able to be an 

active participant in planning Isaiah's intervention. She was required to be the 

caregiver of two infants in the situation. 

Seligman and Dahing have called for parents to be active participants in 

determining what kinds of help they, as parents of the child with a disability, 

need and how much help is needed (1997, p. 259). They also explain that 

professionals may not be able to recognize the chronic stress and burnout that 

parents may possess. They explain that "In any type of helping endeavor it is 
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imperative that professionals interpret parents' circumstances from the family 

members' point of view" (1997, p. 231). It is hoped that in this instance the 

professionals were able to see this situation from Mackayla's point of view. 

There were other stressful situations created by the day care children's 

parents. Sonya's baby was frequently ill. An extended family member told 

Sonya that an infant could not get sick for the first six months of his life so she 

didn't seek medical intervention. 

At one time the infant cried solidly for 3 days. Mackayla was finally able 

to convince Sonya that the infant needed to be seen by a physician. He was 

placed on medication for an ear infection and the incessant crying ceased. 

However, the fact that the infant's head was so badly misshapen continued to be 

a stress factor for Mackayla. She kept encouraging Sonya to have him referred 

to a specialist and finally an appointment was made for him to go to a specialist 

in a nearby city. Sonya ended up canceling that appointment but did eventually 

make another one and Mackayla felt much better because a specialist had been 

seen. 

I do not know if the mother was expehencing denial or possibly moving 

through some of the states of grieving, but later I was told that the infant's 

prognosis was far from good. The infant's examination and subsequent report 

from the Mom to Mackayla was confusing: 

I don't know how to explain it, something about [pause] I won't even be 
able to explain. But, something about the crevice or something in his 
head is [pause] he's got dry blood and the bones were closed from when 
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they did the forceps, and they don't know if they are going to do surgery 
or not. 

I didn't hear any other reports from Mackayla as she explained this at the March 

22 visit and dropped out of the study that day. When I returned in May she did 

not bring the condition into the conversation. I sometimes think about the 

probability statistics that a mother would have three children with disabilities and 

think the statistics would show that it would be highly unlikely that would occur. 

Then I think that the chances of that same mother advertising for day care 

children and getting a child with undiagnosed disability would be significantly 

less likely to occur. Yet, that is exactly what happened in Mackayla's life. 

Mackayla's life became more complicated as she accepted her first day care 

child. The mother's attitude, whether unconcern or denial certainly complicated 

the stressors that Mackayla was encountering. 

Housekeeping 

The fact that she was not able to keep the home as meticulously clean as 

she had before Isaiah was born was a constant stressor as well. Homes in the 

geographical area that the Thomas family lived in were noted for their 

cleanliness and beauty, indoors and out. Culturally Mackayla and Zack would 

have been brought up to know they were expected to provide an immaculate 

home for their family. I found her home to be very clean but it would have toys 

and baby care items scattered around the living room. However, the state of her 

home, since Isaiah was born, was evidently far from her usual standard of 
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cleanliness. Mackayla generally got up at 4:30 in the morning to clean house. 

None the less, it was impossible to keep the home immaculate. Mackayla felt 

that part of the stress she felt about the condition of the home was due to her 

upbringing: 

If everybody is watching TV, the kids and Zack, and I mean I'm looking at 
something like a mess. I can't sit around, I got to clean it up. My mother 
was that way and so was my grandma. They could not sit still and watch 
TV. And I think Madison takes after us too, after me, cause I can't be still. 

Mackayla did not have time to clean. She was only able to take care of children. 

She felt guilty about the state of her home and the state of the home was a 

stressor to Zack, as well. Mackayla talked about the fact that they frequently 

argued about her housekeeping: 

and then my husband, he's what's the word, tidy about that. He's not 
clean, clean because everything could be thrown in the cupboard all 
messy. But, he is just that type person everything has got to be picked 
up. You can't have all these toys laying on the floor, you know . . . that's 
just him. 

As mentioned before immaculate homes were the cultural norms in the area that 

Zack and Mackayla lived. As in any marriage, each partner has expectations 

that the other partner will live up to his/her standards. Zack has to be feeling the 

stress of time, financial, and disability constraints on his family. His ability to talk 

to someone about the stress he felt was even more limited than Mackayla's due 

to his work schedule. But, his expectations and his needs do seem to surface as 

well as Mackayla's in her explanation of the experiences they have. 
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Zack's Expectations 

This section of the Other Stressors category contains events that relate to 

Zack's expectations about Mackayla's housekeeping, caring for the children, his 

need for rest, leisure time, and how to handle finances. Mackayla would get 

angry about the fact that Zack seemed to feel that she did not do anything but 

watch TV when she was home all day: 

He'll go to work at night and he'll, and oh, he makes me so mad, he'll walk 
out the door, and he'll go "Why don't you clean up the house while I'm 
gone?" and oohh, oohh, I'll just [pause] you know what I'll do? And he 
knows not to say that to me. And he does it anyway. I won't clean it at 
all. I'll sit in the chair the rest of the night. I won't clean it because it just 
makes me mad when he says that. And he'll say it in a way like "Well, 
why don't you clean the house up tonight, it's kind of looking dirty. Or you 
know, "Why don't you do something tonight?" And he means it like "Why 
don't you not sit on your butt tonight?" . . . I'm sorry. But, I don't sit and 
he don't realize that! 

This scene shows that both parents are stressed and unable to control their 

lives. Zack must be exhausted when he arrives at home in the evening and 

probably desires a quiet evening with Mackayla. She will have just spent an 

extremely busy day and evening when he arrives and probably wants the same 

quiet evening. Kilcarr's (n.d.) study of fathers of children with ADHD reported 

that having a child with ADHD put an enormous strain on a marriage: 

When my wife and I are having problems we have learned to slow down 
and see what role the ADHD behavior is playing in the whole thing. While 
ADHD related problems are not always the culprit, we have noticed a link 
between strain in our relationship and ADHD. This has been enormously 
helpful as far as redirecting our energy toward helping our son rather than 
splitting our relationship, (p. 2) 
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Kilcarr reported that fathers also indicated there was an increase in individual 

and family stress when there was a discrepancy between parental expectations 

and the ability level of the child at a specific developmental stage. Parents want 

a child to follow the developmental milestones of their peers and the reality is 

that with ADHD children will probably not achieve in all areas at the same time 

as their peers. For example, parents often expect their ADHD child to learn from 

their mistakes but the child with ADHD probably won't think about what he/she is 

going to do until he/she has already done it. The child can learn to contemplate 

behavior prior to acting with healthy modeling from parents and teachers but this 

will take time and patience (Kilcarr, n.d., p. 3). 

Both parents will have been exposed to the ADHD behaviors of their 

children at different times during the day. Neither will have spent an easy day. 

There will have been parental stress from the problems of ADHD and Isaiah's 

chronic illness. Both disabilities will have impacted their marriage and their 

feelings of being good parents. Thompson (2000) explains 

It is difficult to be either a good mother or father these days, with work and 
family demands. If there is the added emotional, physical, or financial 
burden or providing for a child with a disability, the days just aren't long 
enough to do it all. 

Far too many fathers (and mothers) in this difficult situation put their own 
needs last and get themselves into real trouble. Being selfless as a father 
(or mother) can backfire badly. Anger at never having time for yourself 
may be hidden, but then often shows up as medical symptoms, such as 
headaches, back strain, or ulcers. None of us can give all of our time and 
energy to others without feeling angry. Because the physical and 
emotional care of someone with a disability can be exhausting, time for 
yourself is needed for both fathers and mothers, (pp. 51-52) 
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But, necessary or not, neither of the two parents was able to take personal time 

during the time of these interviews. So, there were several incidents where 

there were clashes between the two parents over family issues. 

Mackayla told of an occasion when she was at the hospital with Isaiah 

and Zack wanted her to return home to care for the gihs: 

I mean he couldn't even handle it one day with the kids when the baby 
was in the hospital. He wanted me to leave the baby at the hospital and 
come home and take care of the gihs where he could sleep. 

And I called my mother-in-law and she goes "Well, he can deal with those 
kids that's his responsibility." I said, yeah, but if they get into something 
and he is sleeping and he comes out and he didn't know they were into it, 
he will yell at them. But, it's not their fault. It is his fault, because, he 
should have been up watching them. 

So, she said, "Ok, then I'm going to deal with this." She comes over to 
the house while I am at the hospital. To shipshape Zack into shape. And 
she walks into the door and she is like "Get out of bed, Zack." So, she 
come over and took care of my husband. 

I am certain that Zack was exhausted. Mackayla was very stressed and not 

willing to leave the baby in the hospital alone. She resorted to calling her 

mother-in-law to talk to Zack. That solved the situation for Mackayla, but did not 

solve anything for Zack. 

Thompson (2000) suggests a safe place that a father can let his emotions 

out and nothing that Mackayla ever revealed seemed to indicate that Zack had 

time, place, or opportunity to talk to anyone about the difficulties. Things 

seemed to come to a head at one point in the study. 

On one occasion when I visited, Mackayla was very distressed. Zack had 

told her he was tired of never having a chance to go out with the guys and he 
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wanted to get out of the relationship. She said that they had been together for 

seven years. She had talked to his parents about their situation. She seemed 

very philosophical about how things would go if Zack did decide to leave the 

relationship: 

I think Zack's problem is he just wants his freedom. You know, like his 
parents said. You know, but he just, I mean he's gonna be 30 years old. 
He needs to grow up, you know. And, maybe he won't, maybe this is him, 
you know. I, mean, of course by now you'd think he would grow up, you 
know. 

Thompson (2000) suggests joining support groups will be helpful to provide 

fathers a way to share their expehences. She suggests that it is easier for 

fathers to discuss their pain and fears in-group sessions (p. 53). Callanan 

(1990) also suggests meeting other parents who have children with the same 

type of disability and joining support groups as a way to gain knowledge and 

support (p. 54). 

When I visited with Mackayla on the next occasion she did not mention 

Zack's desire to leave the relationship and when I inquired on the subsequent 

occasion she said she did not remember what I was talking about. So, there 

must have been an easing of the stress for Zack and he felt that he could remain 

in the relationship. 

Mackayla and Zack had two other types of arguments. Money was a 

major reason for disagreement. Mackayla explained that during the early years 

of their relationship, Zack would not use the money he had been given to pay 

the bills he had been asked to pay: 
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I'd give him the money and I'd either find the bill a couple of weeks later in 
the visor of the car... or he ... he spent it on something else and never 
paid the bill. Oh, my God, we lost our first car because of that. And boy I 
was so mad at him. I really was. I was sooo mad. It was a nice car, we 
lost our car because it was like so many months behind and I didn't know 
he was doing this. And I can't, I couldn't [pause] I can trust him now, he 
pays the bills. That's because ever since then I ask for a receipt. When 
he comes home, I want the receipt now. He gets so mad! I go like I want 
a receipt! That way I know he paid it. 

This had some natural consequences that may have stimulated his paying the 

bills. However, Mackayla was not taking chances that he would not pay them 

and after that required that he bring her the receipt after he paid the bills. 

The financial situation seemed to be taken care of by Mackayla's watchful 

eye and requirement of a receipt after the payment was made. But, other money 

problems reared their ugly head in the form of Mackayla's paycheck. Zack was 

not In agreement that Mackayla should quit her job and remain at home. Yet, 

she felt strongly about needing to be home to care for her children: 

But, I think now the best thing is for me to just stay home and do day care 
because I'm not rushed in the morning to leave. You know I am home in 
case my child, you know does something at school. And you know what I 
mean, I am home with him. He is sick alt the time anyway. I just feel I am 
better off here. And my husband don't understand. He has been upset. 
He has been in his little mood change for the last couple weeks, [laughs a 
little] about my not working. 

But I told him, I said, well, you know what I'm only going to live once and I 
am going to do what I want. I told him that I wanted to stay home ever 
since he was born. For a year now. And he wouldn't let me do it. And he 
tried to tell me what to do and my husband is a [pause] we finally got to 
the point where I told him what I'm doing and he is trying to tell me what 
I'm going to do. Well, I know that's not nice. 

Nice or not, Mackayla was determined to remain at home and provide better 

care for Isaiah than she felt he was getting at the babysitter's. 

194 



Mother-in-Law 

The relationship that existed between Mackayla and her mother-in-law 

had both negative and positive aspects. As mentioned before, her mother-in-

law would frequently help Mackayla by taking care of the children or by helping 

with transportation problems even though she worked night shift at a local 

factory. Members of the ESCE intervention team indicated that her mother-in-

law was more helpful than Mackayla's own mother. They said that her own 

mother seemed more concerned about her house getting dirty if her 

grandchildren visited than what her daughter's family's needs were. 

Even though her mother-in-law was the most supportive member of the 

Thomas extended family, Mackayla felt intimidated by interactions with her 

mother-in-law: 

Like my mother-in-law for instance. I mean I love my mother-in-law. I am 
not saying I don't. But, she will try to tell me how to raise my children, and 
I mean, ok, sometimes I can see her point. I do, because I try to see both 
sides of it. See if maybe she is trying to tell me how to do something and 
I am doing it wrong. You know, I don't automatically think "Oh she is 
telling me how to do it and I am mad at her," you know. But, sometimes I 
think about it and I get mad with her, I think, "Gosh, you know, I am the 
mother here, too." 

Mackayla is speaking about trying to maintain objectivity about what her mother-

in-law Is saying but she reveals that she most often feels angry about the advice. 

Thompson (2000) says that often unsolicited advice is given by close friends and 

relatives who suddenly seem to become an expert on treatment of your child's 

disability (p. 28). This is the type situation that Mackayla is revealing. When the 

195 



early intervention team made their recommendations, her mother-in-law was in 

opposition to the interventions that Mackayla struggled to provide for Isaiah: 

My mother-in-law thinks I'm weahng him out. She thinks, she goes, well 
they're just going to do too many things with him. [pause] They're 
pushing him too fast and I'm thinking. Why he is a year old, you know. 
Most babies you know, [pause] Well I shouldn't say most babies, not all 
babies walk in a year, but most babies are crawling and sitting up at a 
year. Ok, cause I know some babies that don't walk yet. But, I mean they 
crawl and they stand up and they, you know, they sit and he's not doing 
that! 

Mackayla had realized that Isaiah was behind in skills and needed assistance to 

catch up with the skills that were normal for his age. She felt that her mother-in-

law's opinion was wrong and continued to provide the therapies she was told to 

do. 

Thompson (2000) suggests that a parent doesn't want to cut off the 

kindness and concern that people offering advice are able to give but they must 

handle the advice gracefully and hold firm against the well-meant advice (p. 28). 

This is very difficult for parents, yet there is a very real possibility that their 

friends and relatives could overwhelm them with genuine concern (p. 29). 

Genuine or not if the advice and concern hampers the care suggested by the 

physician and other professionals it is not in the best interest of the child or the 

parents (Thompson, 2000, p. 29). It seemed that Mackayla was keeping the 

mother-in-law's advice in perspective. The mother-in-law's opinion was a 

concern in other areas than the treatments being recommended for the children 

with disabilities. 
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One week when I arrived for the session she told me that she might be 

pregnant again. Mackayla explained that she would not feel comfortable telling 

her mother-in-law if she was pregnant. 

I'm not going to tell my mother-in-law till I start showing. I don't even want 
to think about it. . . The bad thing about it. Well, I mean there's [pause] I 
really don't care about it. The fact about it is things are going to be 
wilder. Not only that, but my mother-in-law's going to be upset. "Well you 
shouldn't have any more kids." . . . She's going to be [pause] Why is 
that? Is It that way with other mother-in-laws? Why doesn't she want me 
to have another one? She doesn't think we can't afford it. I think she is 
probably right. 

Mackayla later learned that she was not pregnant. She was relieved but the 

uncertainty created a lot of stress for her until she learned that she was not 

pregnant. Telling her mother-in-law had appeared to be the most stressful part 

of the situation, it seemed that she would be opening herself up for more 

criticism and advice and she did not want that to happen. Although Mackayla 

felt stresses from her relationships with her husband and his mother there were 

other relationships that were stressful for her. 

Summary 

Because Mackayla and Zack had to keep to a rigid schedule in order to 

care for their family. Interactions with others created a great deal of stress for 

them. The mother of the day care child was often inconsiderate and left the 

infant without letting Mackayla know she would be late. Mackayla had so many 

events, people, and situations that contributed to her stress being overwhelming 

that it is hard to understand the term 'other stressors.' But those discussed in 
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this category represent the stressors that were created by things other than the 

children's disabilities, time, finances, etc. One frequent source of stress for 

Mackayla was the mother of her day care child who treated the situation and her 

child carelessly. This created anxiety with Mackayla as she did not want to lose 

the income but she worried about the infant and suffered significant problems 

when the mother was late to pick her child up. 

Other causes were the desire to have an immaculate home, Zack 

deciding that he wanted out of the relationship, money disagreements with Zack 

over money, relationship with her mother-in-law, and Mackayla's mistaken idea 

that she was pregnant again. 

Descriptive literature bears out that the type of stressors that were 

observed in the Thomas family were also common in other families with a child 

with a disability. 

Relationships with Professionals 

Medical Professionals 

Eahier sections dealt with different aspects of Isaiah's illnesses. One of 

the stressors for Mackayla was that she sought medical help many times before 

April 20 and did not have satisfying encounters with the family physician and his 

office staff. 

And I kept taking him and taking him and he was 3 months old. I kept 
telling the doctor there was something wrong. You know, and I get so 
mad, you know, because they act like you don't know your own child. And 
you should know your own child. You are with them 24 hours a day. That 
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is one thing I don't like about doctors. They act like you don't know like 
your own child's sickness. 

Mackayla is suggesting that the physician did not take her seriously when she 

took Isaiah to him. She was concerned about manifestations that she had not 

known with the gihs when they were infants. Roberts says that "Professionals 

must recognize the parents' potential to contribute information and reactions that 

are uniquely their own, accumulated over years of day-to-day involvement with 

their disabled child" (p. 218). Although, Mackayla had not had years of 

experience with Isaiah as he was an infant, but had more expehence with Isaiah 

than anyone else and she had five years of experience as a mother. She had 

experienced two other infants and knew Isaiah was having respiratory 

difficulties. 

In addition to having ignored her concerns she found the present 

physician and his staff to be very uncooperative when she wanted to find 

another physician. She felt they were attempting to be intimidating: 

They made a big deal when I asked for a referral and then when they 
gave me the referral they said, "Well, Dr. Brown says he will give you your 
referral but only this one time." They tried to tell me only one time. And I 
told the nurse, I said, "You know what, I don't need a referral just one 
time. If I want to go to a different doctor that is my choice." She got all 
defensive with me on the phone trying to tell me "Well, you have to have 
a referral each time you go to the doctor or it's not paid for." I go, "It will 
be paid for" and from there on out I didn't go to Dr. Brown at all. That was 
it 

Mackayla had made a decision and the attempt at intimidation was unsuccessful. 

She did not feel confident about Dr. Brown's medical ability. Roberts says that 

parents appreciate a professional who genuinely likes and respects their child 
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and shows respect to the parent (1986, p. 219). In fact, she felt so badly about 

the way she was treated by Dr. Brown and his staff that she felt guilty because 

she hadn't chosen a good physician in the first place: 

I was [pause] and I'm [pause] I don't know [pause] and I'm [pause] this 
Dr. Brown [pause] I don't know, and sometimes I told my husband I feel 
bad because I don't have the doctors any more that my children were 
born with. And I feel bad about that. I feel that I didn't make a good 
choice, I didn't pick the right doctor. Then I talk to my girlfriend that is a 
nurse and she is like she goes" I went through several doctors before I 
found the right one." And then I don't feel so bad. I think well it isn't me, 
if someone else did it, I can do it too, you know. 

Her relationship with Dr. Brown and his staff left Mackayla with a poor self-

image. Although the difficulties stemmed from the physician and his staff, she 

felt guilty because she had chosen the wrong physician first. However, when the 

children were accepted as patients with Dr. Elliott she found that she really liked 

the new physician. She compared him to Dr. Brown: 

I like the way he talks to me. I like the way he explains everything to me. 
He told me, he didn't have no doubt. He listened to him twice in his chest 
that day, was it Friday . . . he listened two places and he said "I'm sending 
you to the hospital." That Brown guy would have never done that he 
would have just said "Oh, we'll just put him on this and I'll have you come 
back in a couple of days so I can see how he is doing." It's like all he 
wanted was my money. He just wanted me to keep coming back. I want 
to get it taken care of. I don't want to wait. 

The security that having a physician she had confidence in was important to 

Mackayla. Thompson wrote "Because you have a child who is disabled, you will 

have to see physicians and other medical professionals frequently, and you will 

want to obtain the best medical advice possible. To begin with you want to be 
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confident that the diagnosis is correct" (2000, p. 86). Mackayla had finally found 

a physician she would feel confidence in his diagnosis and treatment. 

We talked about how she felt when physicians didn't listen to her: 

I feel like I want another answer. I always feel like I want another answer. 
I think something else should be done . . . I guess I felt you know every 
time I would go, I just felt that they never paid attention. 

I mean, and Madison went to Dr. Brown, too. I mean, he could have 
diagnosed more on her situation and he never did. He never got back to 
me, he just let it go. And he never once wanted to refer me to anybody 
else, because he would lose out on money. He wanted it all for himself. 

Well, doesn't it tell a doctor when I keep coming in two, three times a 
week? Over and over, doesn't that give that doctor any kind of sign that 
maybe something is wrong? 

Or, I mean, I felt like they think I'm just, you know, over reacting or I'm, 
you know, that's what I felt like when I go in there and then the 
receptionist you know they're thinking. My God, how many times a week 
does she have to come to the doctor. Heck, the whole dang office knew 
me by name. They knew my kids by name. 

Mackayla felt that Dr. Brown should have already recognized Madison's 

disability as well as that he should have treated Isaiah's illness more 

appropriately. She felt insecure in her dealings with his staff. Callanan writes 

about how to choose a physician when you have a child with a disability. He 

explains: 

Some physicians—surprisingly enough, even some pediatricians—have 
difficulty relating to children. Other doctors, like some non-professionals, 
are not at ease with serious birth defects or chronically ill children, 
youngsters who can't be cured. However, there are physicians who 
obviously enjoy all kids and are able to communicate their affection. The 
parents' perception that their doctor is comfortable with handicapped 
children, in general, and likes their child, in particular, can positively affect 
a family's attitude and, I suggest, the child's chances for effective 
treatment, (p. 41) 

201 



It seemed that Dr. Brown could not relate to the child or to the mother. Dr. Elliot, 

however, was able to relate and it was important that Dr. Elliott was able to 

convey that he was comfortable with both mother and child. He was able to 

communicate with Mackayla while caring for the Isaiah. He showed he was able 

to relate to both and was able to convey that he was comfortable with both 

mother and child. This ability to communicate with Mackayla while caring for 

Isaiah was very important in Mackayla's life-wohd and she very happy to have 

found Dr. Elliot. 

However, there were still difficulties with office staff. One day while I was 

in the Thomas home, Mackayla received an unexpected phone call informing her 

of an appointment that she had not been aware of: 

Hello, ... Hi ... ok, how are you? Well, I had asked Dr. Elliott... umm ... 
he does? They have one for me? For Madison? I wasn't aware that they 
made one for her. Oh, nobody told me. What's that? Umm, umm, 
actually I don't know how long ... how long do you think the appointment 
is going to last do you know? You don't... ok, umm, well, how come I 
have to go back in for a follow-up appointment, I guess is what my 
question is? Because, I didn't really give her the medicine and I don't... 
and I see her in the afternoon when the medicine has worn off. I guess, 
I'm just... I, I, I, guess I'm confused, you know. I don't know what I can tell 
him. What? Ok, ... do they already have all the papers on it. Oh, he 
needs to see me then. Ok. Do I need to bhng Madison with me when I 
go up? You don't know ... you would say yes. Ok, I'm confused, I didn't 
even know I had an appointment. Ok ... Ok ... Ok ... thank you. Bye. 

Another scheduling difficulty, Mackayla did not make the appointment or at least 

was not aware the appointment was made. I imagine that this type of incident 

would happen to any parent and isn't solely going to be happening to parents of 

children with disabilities. There was no literature found that dealt with this type 
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of contingency. However, the sudden appearance of the appointment added to 

the stress level Mackayla experienced that day and the next. She had not 

known about the appointment and if she hadn't received the call she would not 

have known to take Madison to the physician. It was the check-up appointment 

for determing how Madison was reacting to the medication for ADD. At that 

physician's visit Mackayla and the physician determined that a trial of two doses 

a day of medicine would begin. 

Mackayla took the prescription to the pharmacy but was not able to get 

the prescription filled that day due to insurance regulations. This led to further 

stress producing complications for Mackayla due to interactions with other 

professionals. Other professionals that interacted with the Thomas family had a 

significant impact on the family. Their interactions were both negative and 

positive in the ways that their impact was felt by the family. 

Education Professionals 

The next day Madison had to go to school without her usual morning dose 

of medicine since the other prescription had been completely used. The school 

personnel were very upset by the fact that Mackayla had not given the usual 

morning dose of medication to Madison. That incident was discussed in the 

finance category of this paper. Mackayla talked to the pediatrician about the 

school and their attitude toward Madison's medication: 

My doctor said that medicine ain't going to make her perfect. You are 
going to have to work with her. Cause I was telling him about the school 
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you know, and he said the medicine ain't going to make her perfect, they 
are going to have to work with her. And he said if they feel like they can't 
work with her, then maybe she needs to go to another classroom where 
they work with that. You know what I'm saying . . . You know like for 
learning disabilities. She is in one [special class for learning disabilities] 
and they act like they can't deal with it, so, oh, boy! 

Mackayla is hitting a pretty high stress level for interactions with school 

personnel. Mackayla revealed her feelings that the educators in this incident 

seem to have become obsessed with Madison's medication. The physician 

explains that the medication isn't a magic cure for Madison. He told Mackayla 

that the teachers were going to have to work with Madison. Several things could 

have been happening in the school situation. 

Firstly, educators, as well as parents, experience chronic stress and 

burnout (Seligman & Dahing, 1997, p. 268). Seligman and Dahing discuss 

professional and parental burnout and how it can affect interactions with parents 

who are also suffering from stress: 

It is conceivable that, in some encounters, family members are 
experiencing stress as they attempt to cope with their situation, while at 
the same time professionals may be anxious and stressed because of 
their demanding work with families and their stressful work environments. 
This potentially explosive situation needs to be acknowledged and 
addressed. (Seligman & Dahing, 1997, p. 258) 

It seems that the school did not know how to relate to the family or to the child. 

Mackayla was not feeling comfortable with the educators dealing with Madison 

or with the situation that she felt her daughter was dealing with. Kauffman 

cautions special educators that they must not adopt an attitude of blame toward 

parents because of the child's behaviors and that they must not believe that 
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medical intervention is the only intervention for behavior problems. He cautions 

special educators that they "must not allow speculation regarding biological 

etiologies to excuse them from the task of teaching appropriate behavior" (1985, 

pp. 135-136). 

Secondly, stressful situations in the classroom might have been due to 

Madison's ADD. Often educators are not well enough informed about the child" 

disability and don't recognize the difference between intentional misbehavior 

and the manifestation of the disability for children with ADD (see Appendix D). 

Madison had the diagnosis of learning disability (type unrevealed) and ADD. 

Mackayla and the physician both felt the school should not rely solely on the 

medication to moderate Madison's behavior. 

There were other stresses from Madison's educational situation. 

Mackayla worried that Madison would wander from the classroom and get lost. 

The teachers had lost her in the school building before: 

But, I know they have lost her so many times in the beginning that I am so 
worried that she is not going to go in that classroom.. . . We had a hard 
time at first. They lost her 3 or 4 times in the school, they found her on 
the third floor. One of the teachers told her to go ahead and go up to the 
other classroom because she goes there and didn't realize that she 
couldn't go by herself. Well, I was coming to the school to pick her up, 
she was going to her classroom to wait to meet me. I found her going out 
the door. The back door of the school! I was so upset I grabbed her arm 
and I went right up to the office you know. And I was scared to death to 
take my child to school for a week because I thought I was going to lose 
her, you know. I was just and I worried about it. And I think I stressed 
myself out to where I couldn't work anymore. Because I was worried 
about my daughter all the time and my son. 
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The situation at the school might indicate that Madison was not actually in her 

least restrictive environment. Placement in the least restrictive environment 

(LRE)̂ ® is required by IDEA 97 and each individualized education plan^° (lEP) 

team is to determine the student's LRE (OSERS memo, 1991). Knowledge that 

Madison is a special education student indicates that a team of educators and 

her parents determined to place her in regular kindergarten for half of the day 

and in a special education classroom for the rest of the day. This would have 

indicated that the team felt the placement was her least restrictive environment 

at the team meeting the spring before. 

The difficulties with the school such as those Mackayla discussed indicate 

that another meeting of the lEP team might be indicated. The meeting would be 

held to determine if Madison's lEP is approphate and if she is really in her LRE. 

It is possible that her inclusion in a regular kindergarten is not an approphate 

placement for her. The team would not have known what her reaction to the new 

environment would be until she actually attended the kindergarten classroom. 

Bain explains that ADHD is rarely diagnosed before school attendance begins. 

®̂ Least restrictive environment (LRE): Each public agency shall ensure— 
(1) That to the maximum extent approphate, children with disabilities, including 
children in public or private institutions or other care facilities, are educated with 
children who are nondisabled; and (2) that special classes, separate schooling 
or other removal of children with disabilities from the regular educational 
environment occurs only if the nature or severity of the disability is such that 
education in regular classes with the use of supplementary aids and services 
cannot be achieved satisfactorily (Individuals with Disabilities Education Act 
(IDEA; Part B) of 1997, 34 CFR, § 300.550, General LRE requirements). 
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This is because the "behaviors become problematic only when a child confronts 

the structure of school. At home, many parents adjust the environment so that it 

fits the child's temperament. Frequently, such parents are not even aware that 

they have made those adjustments" (p. 35). Diagnosis of ADD/ADHD requires 

comprehensive, professional assessment. The LD Online website is supported 

by the Office of Educational Research and Improvement, U.S. Department of 

Education, and has supplied the information about diagnosis of ADD/ADHD: 

It may be conducted either privately by a physician, psychiatrist, or 
psychologist, or through the public schools by a qualified professional 
employed for this purpose. In either case, the individual conducting the 
assessment uses multiple methods and instruments to gather the 
information needed for the diagnosis. These usually include (1) 
interviews with the child's caretakers and the child, if appropriate, to 
determine the nature and scope of the child's difficulties and to rule out 
other causes, such as medical, emotional, or family problems; (2) direct 
observation of the child in various settings; (3) a battery of achievement 
and psychometric tests; and (4) feedback from parents, teachers, care
givers, and others about the child's behaviors across situations. (LD 
Online, p. 5) 

They explain when behavior is a matter of choice, control, or will there is reason 

to become frustrated by the child whose behavior is disruptive. However, when 

there is an inability to turn a behavior on or off a child is unfairiy judged if one 

assumes that he/she can resist the inapprophate behavior patterns. Children 

with ADD/ADHD are not choosing to be disruptive but due to a neurobiological 

difference in their brain they can not turn behaviors on and off as others do. 

°̂ Individualized Education Plan (lEP): The education plan that 
determines the special education and general education accommodations that 
need to be provided a student with a disability. 
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They must learn alternative methods of behavior regulation and quick and 

accurate diagnosis is important (pp. 1-5). 

Mackayla's reports that her life became much more stressful when 

Madison began kindergarten and did not want to go to school indicate that 

school had become a very unhappy place for Madison. Shortly after the 

beginning of school the parents were asked to get Madison tested for ADD. In 

my experience I have found that behavior is communication and that a child is 

telling you something by his/her behavior. I imagine the regular classroom 

teacher was probably having as bad a year as Madison was having. Teacher 

and students unhappiness and other indicators should lead educators and 

parents to look for another solution that fits Madison's learning style and 

disability needs. 

IDEA 97 and the 504 amendment both mandate approphate testing and 

lEP team development of a student's individual education plan (OSERS memo, 

1991; OSEP memo, 1997). Davilla, Williams, and MacDonald explain that LEAs 

should take steps to train "regular education teachers and other personnel to 

develop their awareness about ADD and its manifestations and the adaptations 

that can be implemented in regular education programs to address the 

instructional needs of these children" (OSERS memo, p. 5). When programming 

that was designed according to IDEA 97 or 504 is not working as expected the 

lEP team should be called together to determine a more approphate plan that 

will meet the student's needs. 
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When I visited the Thomas home in March, another medication situation 

had occurred at Madison's school that created difficulties for Mackayla: 

They called me last month three days in a row because I hadn't gotten the 
medicine to them yet. I told them I had to wait till Friday. Well, then they 
found someone that helps with medicine to see if they wanted to pay for 
my medicine to get it sooner. They made me so mad. 

If I dealt with her this long, they can deal with it for 2-3 days, 1 think. Don't 
you think. They made me feel that way. They made me feel like just 
because I didn't have the medicine [pause] the way they acted was that 
they couldn't handle it without the medicine bought. 

1 don't know, and I'm like. Oh God, I don't need anymore stress. And so 
they called me Friday because I didn't have the [pause] I told the 
secretary that I wasn't going to bhng the medicine up because I hadn't 
gotten it filled yet. But, yet I had sent the paper. Ok, so right! The nurse 
called me back, she really didn't need to call me back. 

This was another incident where the school created a feeling of poor self-esteem 

for Mackayla. Mackayla poweriess to get the medicine any sooner than she 

could acquire the money or the insurance approval. On another occasion she 

told me about having to decide if she was going to send the medicine with 

Madison. 

I was supposed to give it to her today at school but I had no way to get 
there because our car broke down. Our other car, so I had no way. Well, 
I could have took Zack to work but I didn't want to drive the blue car 
cause the brakes are bad. 

I didn't have no way to get the medicine to school. I mean, I could have 
stuck it in her backpack but I didn't think that was the best thing. If 
someone at that school found out that I stuck that medicine in the 
backpack and she brought it from my house to school in the backpack, 
some one could, you know, if someone wants me they could probably turn 
me in for it or something. And I didn't feel comfortable doing that. 
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I feel I can imagine the difficulty Mackayla had in satisfying the school. Her fear 

that she might be reported if she sent the medication with Madison shows that 

Mackayla did not feel comfortable with the school personnel. She probably did 

not feel comfortable with Madison having access to the medication in her 

backpack either. This was another situation where Mackayla was powerless to 

change the circumstances. Transportation problems happen in every family. 

Having a child with a disability does not cause transportation problems. 

However, the impact on the situation of the school's attitude to the event has 

impacted the interaction of Mackayla, as a parent and the school personnel. 

There were no studies found that could provide an understanding of parent and 

school interactions that could be expected to cause stress for parents with 

disabilities. 

There were so many episodes with the school over the medication that 

Mackayla dreaded getting phone calls from the school: 

You know, one day, and they act like they're going to die there without 
that medicine for her. Like they aren't going to be able to handle her 
without her medicine. Oh, I'm telling you. If they put me through that one 
more time, because this is like the second time they've done it. The last 
time they called me. Well, it was the nurse this time. Last time it was, 
who was it last time? The teacher, maybe it was the teacher. But, if they 
can't handle her without the medicine then maybe she shouldn't go to 
school there. Or maybe they shouldn't have their job, you know. Doesn't 
that sound like that to you? Well, wouldn't it make you mad if... 

The impact of this type of communication from the school was to create a feeling 

that the teachers, nurse, and other school staff lacked the knowledge they 

should have to teach Madison. Mackayla expressed her lack of confidence in 
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the way Madison's disability was being dealt with at school. She made a good 

point that if the teachers could not "handle" Madison without medication then 

maybe Madison was in the wrong placement. As suggested before, several 

situations indicate that Madison's placement might not be the approphate 

placement for her. When placement is not appropriate for a child with a 

disability little learning takes place and frustration is significant for the teacher 

and student (Goodman, 1992). 

Literature of special education and disabilities refer to Maslow's theory of 

human motivation in examining lives of families with children with disabilities and 

lives of persons with disability. It is theorized that in the case of families with 

children with disabilities and for the children who have disabilities there is an 

inverted order to Maslow's hierarchy. 

Abraham Maslow's hierarchy of human motivation was first introduced 

about a half-century ago. It has been widely accepted as a theory that explains 

human motivation. Maslow's theory was that there were five levels of need that 

humans must fulfill to reach their fullest potential. These levels were 

represented in a pyramid shaped hierarchy to visually indicate movement from a 

lower level to a higher level. The levels are: 

1. Psychological (hunger, thirst, shelter, sex, etc.) 
2. Safety (security, protection from physical and emotional harm) 
3. Social (affection, belonging, acceptance, friendship) 
4. Esteem (also called ego). The internal ones are self-respect, 

autonomy, achievement and the external ones are status, recognition, 
attention. 

5. Self actualization (doing things), (p. 1) 
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Maslow felt that one could not move to a higher level unless his needs were 

satisfied in the lower level. 

A starving man does not worry about whether he is loved enough, he 
worries about where he will find food. All other needs are secondary to 
the physiological needs, and the starving man may have no real concept 
of the other needs, so preoccupied as he is with food. The satisfaction of 
that need represents Utopia to him. Food is goal, and attaining that goal 
is a triumph . . . Once one has fulfilled these needs, he will focus on the 
next level of needs, (pp. 2-3) 

The Kunc (1992) theory originally postulated by Norman Kunc and later 

examined by Turnbull, Turnbull, and Blue-Banning (1994) holds forth that 

society and especially education reorders the way that a person can attain self-

actualization when there is a child with a disability. Kunc's theory is that parents 

and children with disabilities are required by society, and especially by 

educators, to first develop achievement and mastery (self-esteem - Maslow's 

fourth level) to earn belonging and love (Maslow's third stage). Kunc, 1992, 

cites the fact that students with disabilities are expected to develop pride 

through success in the segregated setting before being allowed to join their 

peers in a regular classroom setting. Kunc explains that when 

successful mastery of school work is expected to foster the children's 
sense of self-worth, which in turn will enable them to join the community 
as 'responsible citizens. Children are required, as it were, to learn their 
right to belong.' (p.7) 

He felt that students were required to gain belonging and love through 

achievement of normalcy. Only when the students have achieved normalcy can 

they move into the level of self-actualization (Kunc; Turnbull, Turnbull, & Blue-

Banning). 
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Turnbull, Turnbull, and Blue-Banning (1994) bhng to the forefront of the 

Inclusion debate their theory that Kunc's theory, of the inverted Maslow's 

hierarchy, being expected of students with disabilities applies to parents in this 

manner: 

It is paradoxical that a hallmark of typical child development is the 
importance of mother-Infant attachment; however, this same emphasis 
has not been neariy as prevalent in the disability field, where the 
emphasis has been more on maternal responsibility than maternal 
attachment. Further-more, there has been an almost total lack of 
emphasis on the attachment of infants with disabilities to other significant 
persons in homes, neighborhoods, eahy childhood programs, and 
communities. One of the unintended consequences is that many mothers 
. . . no longer belong in the wohd as a mother. They feel an inordinant 
responsibility for being their child's lifeline" and seem to develop the 
perception eariy on that it is simply unrealistic to expect other key people 
to develop an emotionally connected relationship with their child with a 
disability, (pp. 4-5) 

They continue to explain that the parents, especially the mothers, of children 

with disabilities are seemingly expected by society to fulfill all the roles in their 

child's lives that are filled by others in the community in the lives of children 

without disabilities. They encourage professionals to encourage families to 

develop alternative sources of support within the community. They suggest that 

this should be done eariy in the lives of their children with disabilities (p. 9). Not 

only would this allow the child with disabilities to grow up learning the social 

skills necessary to belong to society but the family does not have to fulfill all the 

roles of the community as a whole. 

Both Kunc (1992) and Turnbull, Turnbull, and Blue-Banning (1994) 

explained that society is expecting a different hierarchy than Maslow determined 
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humans to be able to be able to achieve. Their explanations would make it 

appear that it would be impossible for the Thomas family to achieve self-esteem 

by earning the right to belong through mastery. In fact, if you look at Maslow's 

hierarchy and the situation that Mackayla reveals I wonder if they can move past 

the first level of needs without assistance. The first level is physiological needs. 

Those needs are food, water, shelter, and warmth. Zack is working three jobs 

and Mackayla is primary caregiver for three children with disabilities and 

children in her day care. Their time and energy appears to be spent almost 

totally on the first level of needs. 

The Thomas family is having difficulty in providing the physiological 

needs for the family. The provision of those needs creates Zack's exhausting 

work schedule and the need for Mackayla to earn through day care in her home. 

She has moved into Maslow's level of safety because she expressed her 

concerns about the gihs' safety in previously related statements. The next 

Maslow level the family would be reaching would be belonging and love. 

Turnbull, Turnbull, and Blue-Banning (1994) show that parents no longer belong 

to society in the same way they had before the birth of their child with a 

disability. Kristen's mother tells us about this: 

It's Ironic that by having Kristin, my husband and I also did not belong. 
Maybe the reason that we worked with Kristin so hard and so long in 
trying to make her normal was to assuage our own feelings of no longer 
belonging. When Kristin was born and diagnosed, I did not belong in the 
hospital room or even on the maternity ward. I was avoided by everyone . 

every message I got was "you don't belong." I really was an empty 
cup—empty of traditionaf belonging. I sought intensely to fill my cup, and 
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I thought the way to fill it was to make Kristin normal so she would belong 
and, therefore, so I again would belong, (p. 2) 

This mother has felt she existed outside society for as long as her daughter has 

been a member of the family. I have had other parents express their feelings 

about the difference in the way society had reacted to them as parents and to 

the family as a whole before they had a child with a disability. One mother 

especially has repeatedly told me that she couldn't understand the difference 

when her child with a disability entered school. This child was entering right 

after their second child had exited high school with honors and was attending 

with four other siblings who were scoring straight A's. Yet, immediately the 

school's attitude was that the mother was not accepted in the school in the 

volunteer capacity that she had been in for years. 

If it is true that society is demanding that parents and children with 

disabilities prove themselves in order to gain belonging and love, then we 

understand what Kunc is saying happens to children with disabilities who are 

being pushed into the mold of normalcy. He says they do sometimes develop 

self-worth "but in the process, they also learn that their worth as individuals is 

contingent upon being able to jump through the prescribed academic, physical, 

or personal hoops (p. 8). For further clarification, Kunc discussed earning the 

right to belong: 

The current education system, in fact, has dissected and inverted 
Maslow's hierarchy of needs so that belonging has been transformed from 
an unconditional need and right of all people into something that must be 
earned, something that can be achieved only by the "best" of us . . . 
Successful mastery of school work is expected to foster the children's 
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sense of self-worth, which in turn will enable them to join the community 
as "responsible citizens." Children are required, as it were, to learn their 
right to belong, (p. 7) 

Turnbull, Turnbull, and Blue-Banning say this earning of belonging for both 

parents and children begins with eariy intervention as the eahy intervention 

program requires parents to help their child move up the educational hierarchy 

of learning to feel good about themselves and 'earn' or 'learn' their belonging. 

They quote Kristen's mother again as she talked about her child's belonging: 

From the very beginning, everyone's actions suggested that Kristin didn't 
belong—not even to the continuum of humanity. She not only had to 
learn her right to belong but also had to learn her right to have a life. The 
idea that she was whole—a complete human being—never was part of 
how she was viewed by anyone, anywhere. (1994, p. 6) 

This mother expresses the feeling that she earned her right to belong by helping 

her child earn her belonging. There are ways to support parents without 

marginalizing them or creating a special way for them to gain support. Espinosa 

and Shearer (2000) write: 

The professional educator who possesses any or all of the charactehstics 
described by Lillie and Trohanis (1976) (e.g., acceptance, understanding, 
and warmth) can provide the parent with emotional support duhng a time 
of critical need. The extent to which the professional educator will be able 
to extend emotional support will depend, in part, on previous training, 
experience, and professional priorities. These helping and caring 
attributes need to be valued by a school system and acquired by the 
teaching and support staff. (2000, p. 263) 

The parents and teachers were finding that they were stressed by several 

aspects of Madison's ADD. Madison was communicating her frustration and 

stress when she cried to not go to school. A reevaluation of the educational 
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placement would have been easily accomplished by asking the lEP team to meet 

for a reevaluation of Madison's educational plan. 

It is possible that the team would come up with a different placement 

solution for Madison. Mackayla had good feelings about part of Madison's 

school day. She expressed her feelings about the special education resource 

teacher who was working with Madison: 

And you know what, I like the lady, Mrs. Whiteside [teacher in resource 
room], she is wonderful! She is a great teacher. I mean, she does really 
good. And Mrs. Laughlin [general education teacher] does, too, but I 
think Mrs. Laughlin, and I mean I understand where she is coming from. 
But I don't think she really realizes why Madison can't do these things, 
you know. They expect, I think at kindergarten they expect too much out 
of your child. 

Mackayla seems to be looking at the tasks required of Madison and feeling that 

Madison might be frustrated as she thed to meet the standards of the general 

education teacher (see Appendix D). She seems to feel that there is success in 

the special education classroom. I can not say what might have been happening 

in Madison's general education kindergarten classroom because Mackayla did 

not reveal how Madison was interacting with her peers. But, it seems that 

Mackayla is describing a little gih who is as poweriess to change her 

circumstance in the classroom as Mackayla has been to control situations in her 

own life. Is it possible that the parent, the teacher, and the student are somehow 

trapped into a situation that makes each one feel as if they don't belong and as if 

they are not acceptable and don't belong? I found no literature that might 
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provide insight into that aspect of education. There was no literature on what 

happens in this triangle of relationships between school, parent, and student. 

Summary 

Stress from interactions with professionals was the most consistent 

stress that Mackayla talked about. There were professionals from the medical 

and educational professions that daily almost interacted with the Thomas family. 

Mackayla felt stress from other areas such as about the relationship she had 

with her mother-in-law or Zack had very high expectations of her. Yet the stress 

from interactions with professionals was a very significant stress to Mackayla. 

The resultant stress from the way Isaiah's physician ignored her concerns and 

they way his staff treated her was a significant amount. 

The improvement in the stress level was immense when she changed 

physicians and found one willing to listen to her and that she felt confidence in 

his medical abilities. The interactions with the school were also a high level 

stressor. Professionals in both medicine and education need to be aware of 

signs of parental overload and burnout and attempt to reduce stress for the 

parents. Mackayla lost confidence in the school situation and the teachers 

because of the type of interactions that she had with the school. 

The school situation might have been improved by more frequent 

meetings of the lEP team to reevaluation if the present placement for Madison 

was appropriate. 
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Professionals who Mackayla interacted with created both positive and 

negative influences on the Thomas family. And Mackayla seemed to move 

between positive and negative feelings about them as she talked to me on 

several occasions. When parents have a child with a disability we know that 

they move in and out through stages of ghef.̂ ^ 

Grieving Process (Loss of a Dream) 

The Process 

As discussed briefly before there are several theories about grieving as a 

process that a parent begins at the time they learn of their child's disability. This 

category provides some insight into how the grieving process might have been 

happening in Mackayla's experience. The gheving theories differ somewhat in 

the number of stages that are part of that process. These theories have 

developed since the Kubler-Ross studies, in the 1960's, of the responses of 

persons dying from terminal illness (Chamberiain, 1999, p. 1). 

Moses, espouses that there are five gheving stages and they are denial, 

anxiety, fear, guilt, depression, and anger (1987, p. 4). Thompson lists shock, 

anger, fear, grief, numbness, denial, hysteria, rejection, and guilt as the stages 

of grief parents may experience at the diagnosis of their child's disability. It is 

through the grieving process that there is healing that allows the parents to 

^̂  stages of grief: There are several theories about stages of ghef most 
focus on the stages that Kubler-Ross defined in 1969 and use denial, anger. 
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move on to a new view of their child with a disability which brings acceptance of 

the child as he/she is (2000, pp. 5-8). A website designed for persons seeking 

help through their grieving process lists shock, adjusting, and a new life as the 

stages one goes through (1998, Three Stages of ghef: Tips and techniques). 

Regardless of the names or numbers that are theorized the theories all 

encompass the belief that grieving the loss of the dream child is a natural 

process and parents go through the stages numerous times in their lifetime and 

in no certain order (Moses, 1986; Thompson, 2000; Ellens, 1999). Gheving as it 

is seen in parents of children with disabilities is part of the cycle of acceptance 

or change: 

Gheving is an unlearned, spontaneous, and self-sufficient process. It 
consists of states of feeling that provide the opportunity for self-
examination, leading to both internal and external change. (Moses, 1987, 
p.3) 

Unavoidable 

Thompson feels that "ghef is unavoidable, and each of us will grieve at 

sometime in our life. It is an inevitable part of the life cycle and a natural and 

healthy response to the pain we feel because of loss, illness, or death (2000, p. 

5). Moses explained moving through the states of grieving facilitates the 

separation from the dream of a perfect child: 

Parents attach to children through core-level dreams, fantasies, illusions, 
and projections into the future. Disability dashes these cherished dreams. 

bargaining, depression, and acceptance as the five stages of ghef (Chamberiain, 
2000, p.1). 
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The impairment, not the child, irreversibly spoils a parent's fundamental, 
heart-felt yearning. Disability shatters the dreams, fantasies, illusions, 
and projections into the future that the parents generate as pan of their 
struggle to accomplish basic life missions. Parents of impaired children 
grieve for the loss of dreams that are key to the meaning of their 
existence, to their sense of being. Recovering from such a loss depends 
on one's ability to separate from the lost dream, and to generate new. 
more attainable, dreams. 

As disability bluntly shatters the dreams, parents face a complicated, 
draining, challenging, frightening, and consuming task. They must raise 
the child they have, while letting go of the child they dreamed of. They 
must go on with their lives, cope with their child as he or she is now, let go 
of the lost dreams, and generate new dreams. To do all this, the parent 
must experience the process of gheving. (p. 3) 

Different aspects of the grieving process were indicated in some of the other 

categories. For example, anger was apparent at times in her interactions with 

professionals. It was evident that Mackayla was moving into shock, fear, anger, 

or just numbness from time to time as she told her experiences. There is no set 

pattern for a parent to move through the stages nor is there an established time 

in which the process will be accomplished (Moses). 

Thompson explains to parents of children with disabilities, that "the ghef 

that engulfs you at this time must be honored and allowed to surface. Grief that 

is not acknowledged, that is just pushed deeper down inside, works away at us 

whether we admit its existence or not" (p. 5). Accepting that Mackayla will be 

working through grieving on several levels, due to dealing with disabilities in 

each of her children, we will look at some of the data that applies to this 

category. The reader would want to be aware of those other data that were 

discussed in other categories. 
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Moving Through the Stages 

One of the more frequent feelings that Mackayla spoke about was her 

expectation that the addition of a baby would be an exciting and easy time. She 

did not expect Isaiah to be the difficult baby he was and had to make 

adjustments for the loss of the dream of a perfect baby: 

I think when I first had Isaiah it was oh maybe, he was really, really a 
fussy baby and my girls had never fussed and they slept through the 
night. I mean [pause] it was a breeze. And Isaiah came along and I think 
he just threw me, you know, he threw me for a loop. The whole time I was 
pregnant I was so excited, you know, and I was happy . . . I was prepared 
for him [pause] I was never prepared for the girls, but I was prepared for 
him, but when he came he was different. 

Isaiah was not the perfect baby that Mackayla had dreamed of before his birth. 

He was fussy and frequently ill. In addition, the family was impacted by the 

financial, stress, and time constraints as discussed previously. These difficulties 

compounded the usual stresses that a new baby bhngs into a family routine. I 

feel that at times Mackayla must have even felt rejection of this child who was 

always ill, as part of the process she was going through and that this was what 

she was expressing as she explained that Isaiah was different than she had 

expected. Rejection is part of the gheving process explained by Thompson: 

Rejection is another normal stage in the grieving process. However, 
many parents never find a way to truly accept their disabled child. They 
unconsciously use excessive denial, numbness, or grieving to separate 
themselves from their child, who can become emotionally starved. 
(Thompson, 2000, p.8) 
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I do not think that Mackayla experienced severe rejection. Her actions and her 

stories give us a picture of a mother who loves all of her children and is trying to 

meet all of their needs as lovingly as possible. Thompson says that: 

Both rejection and anger can sweep you into pain and confusion. 
Rejection is a real possibility . . . . The classic new-baby picture of the 
father and mother gazing through the nursery window at a beautiful, 
healthy baby is not there for you if you are the parents of a newborn with 
problems. You have every right to feel both anger and rejection of your 
child. However, you cannot remain caught in this emotional web as a 
permanent state because it can hurt you, as well as your baby. Early 
anger and rejection can develop into anxiety, shutting out every-thing and 
everyone else. (pp. 12-13) 

Mackayla's story also shows that she has many anxious feelings. She found so 

much to be anxious about. She knew that the family would be impacted by 

Isaiah's medical problems and she was very anxious about how she would be 

able to manage the family. 

I don't think she was prepared for the impact of Madison's disability on the 

family any more than she was prepared for the impact of Isaiah's illnesses: 

I thought it was going to be easy. I didn't realize that it was going to be 
hard. And then I didn't realize my 5 year old one was going to end up on 
medicine, you know. And getting worse when she went to kindergarten ... 
for me and ... it's just everything just hit me. 

It wasn't easy, in fact it was very difficult to parent her family and her anxiety 

continued to grow, as new complications apparent. Mackayla shifted from 

optimism to concern about Isaiah's disabilities after the team came to explain the 

implications of their assessment: 

I don't know, I know Brenda had mentioned to me that she thought it 
would be a good idea on Friday just out of the blue that I should get him 
back on insurance [Medicaid], you know. 1 don't know, I mean are they 
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telling me something? [pause] not to be mean or [pause] but are they 
telling me that there is more wrong and that [pause] I should have asked 
that. 

I didn't ask that but are they telling me there is something more wrong? 
When they [pause] than I know of here, you know? Cause then of his 
ears, his testing didn't come back ok . . He has fluid in the back of the 
ears but they haven't cleared up for [pause] and he has had 6-8 ear 
infections since May of last year. Ummm, I guess what I'm concerned 
about is there more to this than I know, than we know, or should I be more 
concerned than what I am? Should I worry? 

Mackayla was understandably concerned after the report was explained. She 

also felt that Brenda's suggestion that she reapply for Medicaid indicated that 

she anticipated that there would be a great deal of expense due to Isaiah's 

medical needs. This concern necessitated another change in her life-world. 

She began moving through the grieving process again. Moses explains that 

when 

a person loses a dream that is central to their being they are forced to 
make major changes within themselves and within their environment. To 
deal with having an impaired child, parents go through dramatic changes 
that affect their attitudes, priorities, values, and beliefs, as well as altering 
day-to-day routines. Such changes require a great deal of energy. 
Anxiety mobilizes the energy needed to make these changes. Further, it 
gives focus to that energy so that the changes can be actualized. Anxiety 
is the inner source of the need to act. (1987, p. 8) 

Mackayla's anxiety was mobilizing her for changes that would be necessary in 

order to meet the needs that Isaiah and his sisters had due to their disabilities. 

She was moving from anxious feelings to feelings of fear. 

One of the reasons that Mackayla was fearful for Isaiah was because she 

had worked at a residential home for adults with mental retardation and physical 

disabilities. Her experiences there had given her enough experience with life-
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long developmental disabilities that she knew what the more serious scenarios 

were: 

I'm really concerned because and I think a lot of my [pause] why I'm 
scared about it all the time, because I used to work at Midwest Home. 
And I worked with a lot of people out there. I've taken people to the 
orthopedics and such that can't walk and worked with them. 

Since they've done his evaluation, and some of the things they wrote in 
there, it just scared me, because that's what I did at Midwest Home. I got 
to thinking, my gosh, is my little boy [pause] is he ever going to be able to 
walk, sit up, or crawl, or walk. I got to thinking, well I thought, that maybe 
his lower part of his body [pause] but, I mean I can't see that because he 
kicks his little legs, you know, his hands [pause] when he is sitting up he 
will take his hands and he'll go like that. 

I don't see him as being that way but maybe you know. I thought that 
maybe something in here was [pause] but it just don't sound right. I don't 
know. 

Mackayla is explaining her fear for Isaiah. She fears that he might be as 

physically and mentally impaired as the boy who's home was an institution. 

Fear and anxiety are similar but perform a different function in the 

grieving process according to Moses: 

As anxiety mobilizes people to deal with change, fear is a warning that 
alarms the person to the seriousness of the internal changes that are 
demanded. One's sense of balance and order are dramatically 
challenged when one confronts a meaningful loss. The parents 
experience the terror of knowing that they will be required to change on a 
fundamental level, against their will, with full understanding that the 
process of internal change is very difficult. (1987, p. 6) 

The terror of knowing that she might be required to change her world-view of 

what her children would be like if the developmental delays were life-long had to 

be worked through. The process of realization that there might be a similarity 

between Isaiah's developmental delay and some of the clients that she had 
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worked with caused Mackayla to be afraid. She had even identified a specific 

client that she had worked with to compare Isaiah with: 

I mean I worked with a little boy out there, David, he could walk, too. And 
he could kick his legs, but he wore braces, you know, because he couldn't 
move the upper part of his body. I don't know. I just kind of thinking, 
maybe you know, I don't know you've seen [pause] you've worked with 
people like that and you've seen [pause] you know that, you kind of start 
to think that maybe that is what's wrong, you know. 

I think this was the process that Mackayla was using to work through her fears to 

realign her worid-view to include the possibility that her children might have a 

guarded prognosis and would possibly not ever be her 'dream children:' 

Each person must find their own words to confront the sense of 
abandonment and vulnerability generated by a significant loss. Given the 
ways that this part of grieving is manifest, it should not be difficult to see 
that fear is the medium that encourages the struggle to reattach, to love 
again in the face of a loss. (Moses, 1987, p. 6) 

Moses is explaining the way a negative feeling in the stage of gheving is used 

as a springboard for positive feeling and action. Fear moves one to struggle to 

reattach and love again. 

Another stage in the process of gheving is guilt. At times Mackayla 

indicated she felt guilt about the disabilities that her children had developed. 

When she thought she might be expecting another child she told me this: 

To be honest with you [pause] I'll tell you what [pause] if I am pregnant 
I'm going to get fixed after this one. But, if I am pregnant, I am not going 
to be careless in eating and stuff like I did with Isaiah. I didn't eat very 
good with [pause] wasn't very [pause] I mean that [pause] I don't mean 
that I went out and smoked or drank or did drugs or something. 

I mean I didn't do that but I wasn't very [pause] 1 didn't eat very good, I 
didn't take care of myself very good, I didn't get enough sleep. You know 
I didn't rest when I needed to rest. And our baby was in distress when I 
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had him. I, umm, when I was pregnant [pause] and I was very 
dehydrated, I didn't drink enough water, all I drank was coke. See! 
[points to coke cans on the counter] Those are from yesterday. You see 
that's bad. That's 5 cans, well, one is from this morning. 

The fact that Mackayla was recalling that Isaiah was cyanotic at birth and had 

connected that to her having indulged in drinking cokes on a daily basis during 

her pregnancy shows that she moved into the guilt state. This feeling of guilt 

probably was impacted by the fact that the medical staff did not ever give her a 

reason for the cyanosis she recognized. They did not explain why Isaiah was 

taken directly to the neonatal nursery or why he could not stay in her room long 

when she finally was allowed to hold him. Mackayla did not have any 

information to explain the incidents so she felt that she had caused it by drinking 

too many cokes and not taking care of herself better. Thompson explains: 

It is normal for parents to experience guilt when they learn that their child 
is disabled. It is natural to feel desolate, at fault, to believe that the 
disability is somehow a sign of their own failure . . . . Guilt is one of those 
feelings that can promote more and more pain. (2000, p. 7) 

I imagine that it would have been difficult for Mackayla to discuss her guilty 

feelings with others. In fact, Moses explains that it is difficult for parents of 

children with disabilities to find persons to be able to talk to freely about their 

guilty feelings because in our society guilt is looked upon as being neurotic. 

Generally, parents of impaired children express guilt in one of three ways. 
One way is by telling a story that explains how they are responsible for 
their child's handicap. Their story is often accurate and, on the whole, 
persuasive. The current emphasis on the prevention of birth defects has 
brought many parents to feel that they caused their child's impairment. 
(1987, p.7) 
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Mackayla has not by accident or choice contributed to her children's disabilities. 

She has no reason to feel guilt over the disabilities. She should not place blame 

or accept guilt but needs to recognize that the disabilities just happened (Ellens, 

1999, p. 6). 

For a parent of a child with a disability to place blame on oneself or on 

their spouse for their child's disability is inaccurate and damaging to both 

parents. Ellens presents this point of view in regard to medical persons referring 

to the mother or the father of a Down's Syndrome child, as being to 'blame' for 

their child's genetic trisomy: 

To link blame and fault to either parent in the wake of the birth of their 
retarded child suggest that, even though it was an accident, the parent at 
fault could have prevented it if he were just more careful or was a better 
parent or worked a little harder to have healthy sperm. . . . The birth of 
your retarded child is not something either of you intentionally or even 
accidentally contributed to by any failure of your own. Neither of you can 
be held responsible for what has happened. Neither of you, by anything 
you did or failed to do. caused this child to suffer from Down Syndrome. 
You both have been victimized by a very sad and inescapable event. 
(1999, p. 6-8) 

The inescapable facts that the three Thomas children had or would develop 

disabilities was not caused by any conscious or unconscious act or thought. 

But, the guilt that Mackayla indicated when she spoke of the possibility of being 

pregnant and not doing anything to cause the baby to have problems showed 

that she was carrying the guilt for the children's disabilities at that time. 

The reason that guilt serves a good purpose in the grieving process is 

that it explains the unexplainable (Moses, 1987, p. 7). Guilt is explained by from 

Moses' point of view as: 
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When people confront a loss, the beliefs they held regarding cause and 
effect, right and wrong, and their impact upon life are deeply shaken. The 
order of things is totally upset when an innocent child suffers. The parent 
experiences deep pain, pain that can be used to reorder the rightness of 
the wohd. Guilt is the feeling state that facilitates this struggle to reorder. 
Basically the guilt-ridden person is saying that they are accepting 
responsibility for everything. It feels better to do that than to believe that 
they have no influence on anything! Guilt, in this sense, helps one 
redefine the issue of cause and responsibility in the light of loss. (1987, 
pp. 7-8) 

Several different states and/or stages of the grieving process have been 

recognized in Mackayla's explanation of her experience. "If they are shared with 

other people, these feelings help parents grow and benefit from what might be 

the worst tragedy of their lives" (Moses, 1987, p. 10). Yet, even with her 

movement through the grieving process, Mackayla was dealing with other needs. 

She needed to structure her life in a way that would allow her to have less stress 

and would also allow her to develop good skills for dealing with the problems 

that were arising. When I last saw Mackayla it seemed that Zack and she were 

communicating about their parenting problems and beginning to develop coping 

strategies. 

Summary 

No parent chooses to have a child with a disability. Parents have a 

dream of the perfect child they will have long before the birth. If a child is born 

with disabilities the parent will go through a process called gheving the loss of a 

dream that will enable them to realign their worid-view or life-world and learn to 

love and nurture the child they have. Mackayla's story revealed many of the 
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stages that she was experiencing during the story. She told of grief, anger, fear, 

depression, rejection, numbness, anxiety, guilt, and shock as she told her story. 

Interspersed in the events and situations that she told me about she would 

inadvertently expose feelings that were very real and part of her realignment of 

her life-world. 

The natural process of grieving allows the parent to grow into the new life-

wohd that is necessitated by the fact that, in the case of Mackayla, is changed 

by the fact that her three children had disabilities. They would always have 

disabilities and Mackayla would always be their mother. But, we see her 

changing and developing coping^^ strategies during the study. She will no 

longer be the same insecure and poweriess Mackayla we met at the beginning 

of the study but will always be the stronger Mackayla that we begin to see 

emerging by the end of the study. This growth was made possible by the 

realignment and acceptance that was accomplished through the grieving 

process. 

There was a substantial amount of information available about the 

grieving process. Moses, Thompson, Ellens, and others wrote deschptive and 

prescriptive literature about the importance of this natural process. 

^̂  "the person's cognitive and behavioral efforts to manage (reduce, 
minimize, master, or tolerate) the internal and external demands of the person-
environment interaction that is appraised as taxing or exceeding the person's 
resources" (Folkman, Lazarus, Gruen, & DeLongis, 1986, p. 572). 
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Part of the growth that we see in Mackayla was seen as she and Zack 

developed coping strategies that were making changes for the better in her 

realigned life-wohd. 

Emerging Coping Strategies (Growth) 

The processes that Mackayla revealed in the preceding section chronicle 

the journey she took to realign her life-wohd in order to be able to develop 

coping strategies. Stress felt in Mackayla's daily interactions with others and 

with her environment have been a major theme in most categories. Stress exists 

when a relationship between the person and the environment is recognized by 

the person as taxing or exceeding his or her resources and thus endangering his 

or her well-being (Folkman, Chesney, Pollack, & Phillips, 1992; Lazarus & 

Folkman, 1984; Schwarzer, 2000). Coping, while not necessarily resulting in 

successful outcomes (Folkman et al., 1991), is the process that individuals use 

to "reduce, minimize, master, or tolerate" (Folkman, Lazarus, Gruen, & 

DeLongis, 1986, p. 572) the stresses stemming from persons or unchangeable 

environmental conditions. 

I had not anticipated the numerous adaptive changes in Mackayla's 

approach to the situation In which she was so firmly planted. There were two 

reasons that I entered the study having no 'a priori' assumptions. The first was 

that as a qualitative researcher, I strove not to anticipate findings and only 

recognized the coping strategies as they emerged during the analysis phase. 
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Secondly, there were only a few studies of parents of children with 

disabilities and coping strategies. None dealt with the temporal aspects of 

coping strategies. For example, one study performed by Reddon, McDonald, & 

Kysela compiled data from 16 participating families who completed three self-

reporting surveys. Although their study provided much information about 

stressors and coping strategies of parents of children with disabilities, it did not 

establish a time frame for expectations of coping strategies to be evident in a 

family's skill attainment. 

Mackayla's reaction to her circumstances was significantly changed 

during the time that had elapsed from the last conversational interview in March 

and the time I visited her at the end of May. During analysis I recognized areas 

of her earlier reactions that were more significant when considered in the context 

of stress/coping adaptation. 

There are several theories about the process of developing coping 

strategies. Most are based on the Lazarus and Folkman theory that there are 

two types of coping strategies, problem-focused and emotion-focused (1984). 

Problem-focused coping, for example, includes behavioral and cognitive 
strategies for planful problem-solving and conflict resolution. Emotion-
focused coping includes behavioral and cognitive strategies for escape-
avoidance, distancing, keeping one's feelings to oneself, seeking 
emotional support, and reappraising the situation in a positive light. 
(Folkman, Chesney, Pollack, & Phillips, 1992, p. 219) 

I have chosen to use Lazarus and Folkman's emotion and problem focused 

coping strategies as a hueristic method for examining the strategies that were 

emerging in Mackayla's story of her expehence. 
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These findings have been divided into two sections representing 

problems and emotions that Mackayla developed strategies to change. My 

study does not focus on a critique of her strategies as to whether they have 

successful or unsuccessful outcomes, long term consequences of her actions, or 

what the processes is that is behind the development of each strategy (Folkman, 

et al.,1991). The scope of this study is only to determine what was happening 

in her life-wohd and the coping strategies she uses to assist her in changing her 

life-world. 

Problem-Focused Strategies 

Coping strategies that are designed to solve problems in one's life-world 

were emerging in Mackayla's account of her experience. She talked about 

seven different solutions to problems that she had implemented. They were 

designed to lessen stress for her as she dealt with the family needs. 

One of the first areas that Mackayla began developing a problem-focused 

coping strategy in was choosing where she would work. The problem that she 

was attempting to change was the need to be home to care for Isaiah. She had 

determined that she was not able to handle working outside the home even 

though she loved the work she was doing. Zack was not supportive of her 

decision to stop working outside of the home: 

I knew it was time to quit. I couldn't handle it any more . . . I'd come 
home at night, and I'd tell Zack, I'd go, I just can't work anymore. I can't 
go back to work, 1 want to work, I love my job, I want to work. And you 
know what, 1 want to keep on good terms because I want to go back there 
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some day. And I knew that my boss and my girlfriend knew that I needed 
to quit and stay home. And then when I had to go back to Pepper's [to 
work] to buy Christmas presents it did it to me! It did it to me! I'm not 
kidding, because once again I was telling myself I can do it. But, you 
know, I couldn't do it. And once I went to the doctor and ... and it didn't 
make everything better but it just... (she just stopped talking) 

Although Zack was not supportive of Mackayla's decision she understood that 

she was not capable of meeting the children's needs and continue to work 

outside the home. She enjoyed working but recognized the feeling of becoming 

over stressed and needing to be able to stay at home. 

The second problem-focused strategy was to talk to her physician about 

the way stress was affecting her. Mackayla broke down in the physician's office 

and he prescribed medication to help her deal with the stress. She didn't reveal 

if the medication had helped her deal with her stress level and did not talk about 

internal feelings about dealing with her decision, but, after she had been placed 

on medication she told Zack that she was going to stop working. I think this 

problem-focused strategy was an attempt to gain more control of her life. She 

was concerned about being a good mother and being a good wife, but, could not 

continue to work outside the home. 

Although Mackayla had mixed feelings about working, mixed feelings are 

not confined to only parents of children with disabilities. The feelings of 

confusion and stress are common among all working parents. Brazelton writes 

about working parents: 

Working parents must realize that entrusting their small child to another's 
care is never an easy task. Mothers and fathers of infants will inevitably 
feel guilty, sad, and then competitive regarding whoever looks after the 
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baby. The job for a working parent (mother and father) is to see to it that 
these inevitable, depressed feelings of separation do not interfere with their 
major, continuing job of being ready to parent the child when they return 
from work. (p. xxvii-xxviii) 

Brazelton was speaking of parents of children without disabilities as he 

explained the anxieties that parents experience when they leave their children to 

go to their jobs. Undoubtedly, Mackayla's feelings were magnified due to the 

additional needs of the children's disabilities. She had confided to the physician 

her feelings of depression and guilt over her children's medical and disability-

related needs. The physician listened and provided medicine to help Mackayla. 

She then made the decision to stop working outside the home. 

Speaking of parents of children with learning disabilities, Latson listed 

parental beliefs that lead to internal stress: 

1. Giving 100% every day is what every parent is expected to do. 
2. The success or failure of my children depends entirely on me. 
3. I will never be bored as a parent. 
4. I will be seen by society as a good and honorable person because of 

the effort I put into being a good parent. 
5. I refuse to let anyone else care for or influence my children. 
6. I should always deny my own needs for rest and recreation in order to 

help my children. 
7. I should do everything for my children and not require that they take 

on the responsibilities that they are old enough to handle. 
8. 1 should spend every possible moment with my children. 
9. I should feel guilty if I need a break or want some attention for myself. 
10. One role in my life can satisfy all my needs and can support all my 

dreams. 
11. My children should appreciate everything I do for them. 
12. My children must like me. 
13. Other people must see me as a good parent, able to handle 

everything. (1995, p. 2) 
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With that long list of internal expectations and beliefs, it is easy to understand 

Mackayla's feeling that being home with her children would help her meet her 

expectations of what a mother should be doing. I have previously discussed her 

feeling that the sitter was not providing situations that Isaiah could use for 

movement through developmental stages. 

All the internal and external stressors made her determined to stop 

working outside the home even though Zack was not pleased with her decision 

but she held her ground and stopped working. 

And my husband, I don't think he ever did understand. He didn't 
understand. All he thought was "Oh, well, she's quitting her job again, 
she's not going to work." You know, and he knew we needed the money 
and 1 know we needed the money, too. 

But, I got where I didn't care about the money anymore. I didn't care if we 
didn't have any shoes on our feet. I didn't care. I didn't care if we had 
groceries. I told him I wouldn't eat. You know I didn't care. I couldn't deal 
with anymore, you know. And I finally realized like the housework and 
things like that [pause] I don't care if there is 10 inches of dust on my TV 
[pause] I don't care, you know, I got to the point where I didn't care what 
other people thought you know. 

I used to be so bad. My mom made me this way. I'm [pause] she's 
horrible. I couldn't stand [pause] probably 4 years ago; I couldn't stand 
10 inches of dust on my TV. It would drive me nuts. 

Mackayla's words show she felt very strongly about not working. She stopped 

working. However, the decision to stop working and stay at home with the 

children did not prevent more stress. 

A third action that needs to be recognized as a coping strategy was her 

decision to open the day care business in order to contribute to the family 

finances. Mackayla was excited when she got her first day care child. She was 
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in business at her home about three weeks after she left her last full time 

employment. She really enjoyed telling me about her good fortune: 

But, I don't know I just finally told myself I might have to deal with Zack's 
grouchiness and because I'm going to do what I want to do. And I'm 
telling you when she called me yesterday to tell me that she wanted me to 
start today, I was so happy! 

Mackayla was happy to be starting her business. It was an accomplishment that 

would benefit everyone in the family through her contributions to the finances. 

By May, a fourth area was developing problem-focused coping skills was 

in dealing with the school about Madison's medicine. This was a major 

adjustment for Mackayla. She advocated for herself by determining that the 

school would not accost her over Madison's medication again. She talked about 

an incident concerning Madison's medicine in which she had taken a very strong 

stand with the school. She did not give them a chance to complain as they had 

before when she was unable to medicate Madison. She called the school and 

explained that Madison had not been given her medicine because she didn't 

have any more tablets in the prescription: 

But today she missed it and I called her [Madison's teacher] this morning. 
I said Oh, God, Zack, I don't want to call them because they will probably 
be bugging me all day because I was out of medicine. I called her and 
said "Now here's the thing, and nobody needs to call me back!" Because, 
I don't know, but I guess that sometimes I just get so stressed out that I 
finally have to put my point across, because I don't have time for it. You 
know, 1 don't know, it seems like you have your third kid and you are more 
busier. And then every thing else goes wrong on top of it. [laughs] Now 
I'm not usually that crabby but I was just upset because they keep 
bugging me, I mean, they can learn to deal with it, you know. 
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Mackayla appeared very proud of her ability to prevent harassing phone calls by 

taking a stand and telling the school not to call her again about the matter. This 

was a very positive coping strategy. She was no longer poweriess to change the 

relationship with the school personnel. 

When I asked Mackayla what the most important things that had 

happened to her in the past six months she revealed a fifth strategy: 

I guess one is that I can let things [meaning housework] go now and I 
don't [pause] and I do get worked up about them sometimes, but, I think 
it's just [pause] it's just still me. 

I'm trying to get over that. My mother was that way. 

But my biggest thing now is just my husband. He has a fit because he 
wants the old me. And there is part of the old me here, but it isn't all here. 
I let things go, you know, and he has a fit. 

Umm, I discipline my children more now, because, I used to let them get 
away with everything. And I know it is going to be harder, it is harder. So 
they already show me it's harder. But I mean instead of letting them get 
away with everything, I need to crack down. 

Mackayla had changed a great deal in the time that had elapsed since the 

beginning of the study. She was more relaxed and she was able to accept that 

new Mackayla. She did not let things bother her as much as at the beginning of 

the study. In addition she said she felt she was better able to discipline her 

children. Mackayla talked about learning that from the way Zack disciplined the 

children and was developing better discipline with the children. This was the 

sixth strategy that she revealed. She explained: 

When I tell them to do something, like I say Madison, please put your 
shoes away. And she walks away from me, I need to get up and follow 
through with that. That is one thing that I learned from Zack ... because 
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that is why they don't listen to me ... and that's why they listen to Zack 
when he is home. Because, if Zack says go put your shoes away they'll 
put their shoes away. I tell them to put their shoes away, they don't listen. 
And Zack goes, it's because you let them get away with it and you don't 
follow through. 

And he is right I don't. I guess it is just me. I don't want to seem like a 
mean mom. But I don't know [pause] I burn myself out doing everything 
because they don't help or they don't do what they are told to do. Or it 
don't even have to be that, it could be Madison go get your jammas on it's 
time to go to bed. You know and she will just sit there and "I don't want to 
go to bed" and I'll be like "yeah it is time to go to bed." And I used to let 
them run me. And like Sheila [the physical therapist] said "Who is the 
parent?" And I said "I am!" 

She was very proud of developing this new strategy. This seventh 

strategy gave Madison more autonomy and yet Mackayla could retain enough 

control over the situation to feel her daughter was safe. This was a significant 

step forward for Mackayla because she was taking control over her fear that 

Madison would get lost: 

We started something new this morning, Madison is learning to walk into 
the school building by herself. I pull up right by the side door and we 
don't go in the front because it is a busy street and her classroom is right 
up the stairs and to the left. So I found that if I start teaching her now you 
know she will learn. 

She and I got kind of worried cause I couldn't see her. I lost eye contact 
with her when she went into the building and I couldn't see her and if she 
went upstairs and I just [pause] I was so scared I didn't want to leave. 

So I got out and I walked over, you know, Mackenzie was in the car with 
the two babies and I locked the car and got out and was looking you know 
to see where she was at and then I walked into [she paused] I could still 
see the car but I walked into the building. I was right in front of the doors 
but I walk in and I saw the teacher and she goes "She is up here." 

And I go "Well ok." I go "Well I'm going to start having her walk in by 
herself cause I am babysitting and I have to bring the baby with me to 
drop her off." 
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And so she said, "Ok, I'll look for her in the morning." 

But, 1 know they have lost her so many times in the beginning that I am so 
worried that she is not going to go in that classroom. 

Mackayla had a justifiable fear of Madison wandering off and not going to the 

right classroom. She had already witnessed how easily that happened with 

Madison. She is having difficulty in adjusting her life-wohd to understand her 

role as mother of three children with diverse needs. She designed a strategy 

that would allow her not to have to leave the infants alone in the car while she 

walked Madison all the way to her classroom. The strategy allowed her to feel 

safe about both Madison and the infants in the car. 

In addition to the seven strategies Mackayla revealed to me in her story, I 

believe that a significant problem-focused coping strategy was to be able to tell 

me that she did not have time to continue as a participant in my study. This 

strategy bhngs the total number of strategies to eight. Mackayla did not appear 

to want to stop participating in the study but realized that there just would not be 

time enough for us to visit any more. Her time constraints were becoming even 

more difficult and I completely understood her predicament and accepted her 

decision. 

Seligman and Darling point out that "As a family confronts a chronic 

disability, they must also cope with their beliefs about what and who can 

influence the course of events" (1997, p. 7). Mackayla and Zack had moved a 
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long way In the first six months after the diagnosis of Isaiah's developmental 

disability. Mackayla was becoming empowered to change her parenting skills: 

It is helpful to know if the family believes the control of the disability is in 
their hands, in the hands of others, or purely chance. Their views will 
influence their interpretation of events related to the disability, their help-
seeking behavior, and their approach to caregiving. (Seligman & Dahing, 
P-7) 

In addition to her problem-focused strategies there were several emerging 

strategies that dealt with the internal stressors that were part of Mackayla's life-

wohd. These strategies were designed to resolve some of the stressors that 

were coming from Mackayla's own expectations and desires. 

Emotion-Focused Strategies 

There were only two emotion-focused strategies that Mackayla talked 

about. The first was in regard to her housekeeping. She was still feeling 

stressed by the need to keep an immaculate home. She had apologized to me 

for her home not being immaculate on every occasion that I visited her home 

until the final visit in May. At that time she was proud that she had been able to 

change in her expectations. Now Mackayla felt that her compulsion to keep an 

immaculate house was not helpful in her situation. She appeared very proud as 

she told me how she was changing: 

But I find myself now, I can get more relaxed now than I could before, 
because 1 am more tired. You know I can sit down and watch a whole 
movie without worrying about what [pause] I mean before I used to be so 
bad I couldn't stand this bottle sitting here I had to go get it clean. I can 
let that thing set there for a while now. I mean if I am just sitting and the 

241 



kids are sleeping or something like that, I can't do that I've got to clean. 
Because I know when they wake up, you know! Boy, I've got to be ready! 

This was a very positive move in Mackayla's life. She had been able to accept 

that she could not keep an immaculate home and be able to maintain body and 

soul. In addition, Mackayla was obviously beginning to look at being able to 

control some of the disability-related aspects of her stress. Mackayla began to 

talk about other changes she was seeing in herself recently. One of the 

emotion-focused strategies was to no longer expect her ADD daughters to keep 

their toys and clothes put away tidily. 

I am sort of, I used to be so picky, and now I am just like, throw it in the 
basket and let's just get it put away. I mean, I just can't dwell on it forever 
or we will never get anything done. I used to be [pause]. . . and you 
know I figure, heck, you know they are going to grow up and when they 
grow up and move out, I can go back to the way I was. 

How many times I have heard the same type of remark from parents of children 

without disabilities as well as those with disabilities. As parents, we all have to 

recognize at some time that our children are individuals and they aren't robots. 

Homes will get dirty, clothes will get soiled and torn, books will get lost and the 

world goes on. Parents of children with disabilities have to adjust not only to the 

child but to the disability as well. 

I had to give up having wanting to have really nice towels and washcloths 

when my sons were growing up. It was impossible while they were home, 

because no matter how many times I told them to use rags from the ragbag when 

they washed and waxed the cars, they would still run to the bathroom and grab 

the towels because they were their first thought. Their impulsivity would key in 
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on the nice fluffy towels hanging on the towel rack and they would not think 

further to remember the large box of old rags for cleaning. I had to decide that 

when the 'empty nest' came that I would have nice towels in my baths. So, I can 

understand the process that Mackayla had to go through in order to determine 

that she was able to have a clean enough to be healthy home but it did not have 

to be and probably would not be immaculate again until the children were grown. 

Mackayla had developed an internal strategy for coping with the cleanliness of 

her home (Seligman & Dahing, 1992, p. 8). 

The second emotion-focused strategy that she talked about was deciding 

to stay home with her children because she wanted to feel happy and that would 

make her happy. Mackayla felt pride in the fact that she was home to care for 

her children. She insisted that she would stay home and this time she was able 

to say she was doing it to make herself happy. This was an early emotion-

focused coping strategy that Mackayla developed and she was proud of that: 

I always try to make everyone else happy, that was my thing. I try to 
make every body [pause] what everyone else wanted me to do [pause] if 
I made everybody else happy. I need to make me happy, you know, I 
take care of three children, you know, and my husband is never home 
long, you know. 

I do it all by myself and 1 told my husband, you know [pause] my mother-
in-law agrees with me. That is the only thing she agrees with me on. And 
she has wanted me to since he [Isaiah] was born she thought for sure that 
I would stay home with all three. And that is what she thinks is best. She 
thinks it is best for Zack to work and for me to raise these children. 

On this decision, Mackayla and her mother-in-law were united. Mackayla was 

pleased about that. 
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Mackayla's development of coping skills was increasing her feelings of 

self-efficacy. She was becoming more self assured and confident of her 

parenting skills. In addition, she was seeing success from her intervention with 

her son at the end of the study. She felt very good that she was adding to the 

family's financial assets through her day care business. 

Summarv 

The emergence of coping strategies involved Mackayla's being able to 

internalize the fact that she was capable of taking charge in areas that she had 

previously been powerless to change. An example was the day she called the 

school and told them Madison did not have any medicine and "here's the deal-

Don't call me about this anymore!" Zack and Mackayla were talking together 

about the children's disabilities and needs. They were developing strategies to 

improve discipline. Mackayla was moving from being a people pleaser to 

someone who wanted to be happy herself. Her feelings of self-efficacy were 

increasing as the coping strategies were increasing. 

Literature from the descriptive and prescriptive areas apply to this area of 

growth. While coping studies have been done from the medical point of view, 

especially around parenting children in the hospital and parenting children with 

terminal illnesses. There is a need for studies that follow the parents' 

experience longitudinally in the experience of parenting children at home, at 

school, and in the community. 

244 



Concluding Statement 

During the time of the study, the Thomas family had experienced despair 

and joy. They moved through serious disagreements to become strongly united. 

Zack had spoken of leaving the family. Mackayla appeared resigned to the fact 

that Zack would probably leave the relationship. She squared her shoulders and 

said "If he does leave, I will just take care of the kids and I can do that. I know I 

can do that." When I last met with Mackayla in May, 1999, Zack was still in the 

relationship and he was taking Mackayla out the next day. They were getting a 

babysitter and were going to be gone all day. Mackayla said that it had been 

Zack's idea because he felt she needed a break. Signs of realignment of their 

life-worlds and personal growth were evident at the end of this study. There 

were many recommendations that came from the findings that will be discussed 

in Chapter V. 

245 



Table 4.1. Timeline of Events 

Date 
March 31, 1993 

January 12, 1995 

1995 

January 29, 1998 

February and 
March, 1998 

April 20, 1998 

May and June, 
1998 

July, 1998 

First semester of 
1998-1999 

November, 1998 

Event 
• Birth of Madison 
• Mother works till Madison is 6 months old 
• Birth of Mackenzie 
• Dad is netting over $1000/week 
• Mom is not working 
• Madison is evaluated by SEA 4 
• Madison begins center-based intervention 
• Birth of Isaiah 
• Mom goes to Stork Club classes 
• Dad's job has been terminated due to downsizing 
• Dad begins working at $8/hr job ($320/wk gross), and 2 

part time jobs (evenings and weekends) 
• Mother begins working 
• Isaiah and Mackenzie begin day care situation 
• Repeated visits to the physician for Isaiah 

• Isaiah in Dr. Brown's office at noon 
• Mom asks Dr. to check for RSV 
• At 8 PM Isaiah rushed to ER in severe respiratory 

distress diagnosis RSV 
• Isaiah continues to see Dr. Brown 

• Mom changes pediatricians 
• Isaiah continues to have frequent visits to the physician 

for respiratory distress 
• Madison enters LD class/ kindergarten 
• Madison is evaluated/diagnosed ADD 
• Mackenzie begins Head Start 
• Mackenzie's inapprophate behaviors accelerate 
• Dr. Elliott says Mackenzie will develop ADD, too 
• Dr. Elliott tells Mom that she needs to get Denver 

Developmental Test performed on Isaiah 
• Mom contacts Brenda for help from SEA 4 
• Mom feels she needs to stop working and care for her 

children/resigns from Midwest Home 
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Table 4.1. Continued 

Date 
December, 1998 

December 8, 1998 
December 17, 

1998 

January 8, 1999 

January 1999 

January 18, 1998 

January 25, 1998 

January 31, 1999 

Event 
• Mom works temporarily at Pepper's Candy to buy 

Christmas presents 
• Mom feels she can't go on any longer without help and 

sees Dr. House and counselor and gets 
medication/resigns job 

• Isaiah is evaluated by ECl team from SEA 4 
• 1 St contact for study via phone 
• Isaiah has just been released from hospital for severe 

respiratory distress 
• 1®* interview with Mom 
• Isaiah is listless, doesn't interact with his environment, 

communication level cry only, does not roll, crawl, sit 
unsupported, or make many independent movements 

• Mom is giving Isaiah breathing treatments every 2-4 
hours, as needed 

• Intervention is begun by the ECl team from SEA 4 
• Mom/Isaiah begin monthly involvement with Parent 

Infant Classes at the SEA 4 building 
• 2"*̂  interview 
• Mom is recovering from pneumonia 
• Isaiah is ill, still receiving breathing treatments 
• Both gihs have also been ill 
• Isaiah rolls over, more vocal, curious 
• Mom begins a day care service in her home - first child 

is a 6 week old infant 
• 3'̂ ^ interview 
• SEA 4 has delivered their report of Isaiah's evaluation 
• Mom is told to reapply for Title 19 
• IFSP goal is sit, walk, and crawl by July 22 
• Mom is ill 
• Madison starts a trial on Ritalin 
• Mom suffers severe anxiety attack, sees physician 
• Isaiah is in the hospital again at some time phor to this 

interview 
• Isaiah has first birthday 
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Table 4.1. Continued 

Date 
Februarys, 1999 

March 3, 1999 

Event 
• th 4" interview 
Isaiah is rolling over and over 
Dad has told Mom that he wants out of the relationship 
and he will not participate in the study 
Mom decides to stay in the study 
Impromptu visit to leave camera for data collection -
memo of visit 
Mom now has 3 day care children 
Dad is still in the family 

March 15 5*̂  interview 
Isaiah has been in the hospital/surgery tubes in his ears 
Mom is now trying to do the following therapies for 
Isaiah; brushing, 6-8 times a day; oral stimulation 
exercises 3 times a day, and for breathing, every 2-4 
hours as needed 
Madison has begun 2 doses of Ritalin daily on 3/14 

March 22, 1999 sth 
6 interview 
Mom withdraws from the study due to increased time 
constraints with new therapies now has 3 day care 
children 

May 29, 1999 Final interview 
Mom now has 5 day care children 
Mackenzie has developed serious behavior problems 
Madison is moderating somewhat in behavior/remains 
on Ritalin 
Isaiah is now crawling, cruising, is extremely vocal, very 
alert and curious (age now 16 months) 
Dad is taking Mom out for a whole day tomorrow 
(Sunday) because he realizes that she needs a break 
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CHAPTER V 

CONCLUSION: WHAT DO WE LEARN FROM THIS STORY? 

Introduction 

What have we, as special educators, learned from our expehences 

working with children with disabilities and their families? As professionals we 

have certainly spent time and effort to provide the highest quality of education 

and medical intervention that is possible to have in the western wohd. In 

addition many tax dollars are spent every year to provide education to students 

with disabilities. For example, OSERS reports that the 97 revisions of IDEA 

provide funding for the infant/toddler programs alone to: 

rise to $400 million for infants and toddlers programs from current 
appropriation of $315 million. For preschoolers allowable funding is up to 
$500 million - up from current spending of $360 million. It clarifies that 
infants and toddlers should receive services in the home or in other 
natural settings where possible. It also improves the coordination and 
transition for children from infant and toddler programs to pre-school 
programs. (OSERS Questions & Answers, n.d., p. 4) 

Increased funding was provided by the revisions to IDEA in all other areas as 

well. The cost of educating special education students is rising for all levels of 

the educational tier. Medical interventions are provided in the homes and in the 

school settings. These mounting costs are part of the total bill of education of 

our infants, children and youth with disabilities and are funded in part through 

funding attached to IDEA 97. Eariy medical and educational intervention and 
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appropriate accommodations can change the outlook for the future adult 

population of persons with disability. Optimal levels of performance that can be 

taught and maintained for each individual with disabilities would create a 

significant impact as we look into the student's future. 

A look at the statistics for today as well as the future is appropriate for all 

professionals at this time. The U. S. Department of Congress reports that today 

disabilities affect one-fifth of all Americans, or 1 in 5, and that proportion may be 

on the rise (U.S. Department of Commerce, Economics, & Statistics 

Administration, 1997, p. 1). The U. S. Census Bureau reports that in 1994-1995 

there were 8,4373,000 persons with disabilities between the ages of 0-21 years. 

In the 1996-1997 school year 5,224,328 children ages 6-21 were served under 

IDEA, Part B as students needing special education services (OSERS/OSEP 

Report, Table /\/\2). Children receiving special services under IDEA in the 0-2 

year group were 187,348 and 3-5 year group were 559,902 bringing the total to 

5,971.578 students receiving services under IDEA duhng the school year 1996-

1997 (OSERS/OSEP Report, Table /\A14). The Census Bureau reports that of 

the children and youth 0-21. with disabilities 33.3 percent are in the low income 

category, 56.9 are in the middle income category, and only 9.8 percent are in the 

high income level (ADA: 1994-95, Table 8). 

In addition to the tax dollars that are spent annually to support children 

with disabilities, educators and medical professionals invest a great deal of time 

keeping abreast of the newest and most innovative methods in their field of 
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intervention. As special educators, we rush to attend and present at 

conferences where the newest and most innovative information will be found. 

But, what is happening in the realm that deals with relationships with the 

persons who have the most influence in the lives of the very children the 

educational and medical professionals are striving to improve. There are some 

very important aspects of that realm, relationships, which must not slip out of our 

grasp. We, as professionals, who deal daily with parents of children with 

disabilities must remember to view those parents as the primary stakeholders in 

their children's lives (Giangreco, Cloninger, & Iverson, 1998; Lin, 2000; 

Seligman & Dahing, 1997; Thompson, 2000). As professionals we must 

recognize their needs and understand their viewpoint in order to interact in a 

positive manner. 

This can only be accomplished by learning more about the lives of these 

parents who are instrumental in creating optimal learning environments for their 

children. This study was designed to explore the life-wohd of a family after the 

diagnosis of their child's disability. It is asking the question "what is the 

experience of parenting a child with disabilities?" It has followed a family from 

December 1998 through May 1999, via the voice of the mother. It provides an 

in-depth insider's view of the experience of parenting children with disabilities. It 

brings a new dimension to the understanding of the parent's viewpoint. This 

study breaks ground where it is hoped that many other researchers will follow 

and pioneer further fields of research into the experience. That experience is 
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lived by parents of the 8,437,000 infants, children, and youth with disabilities in 

the United States. That number represents ten percent of the population of 

infants, children, and youth in the U.S. and they represent a significant monetary 

investment of tax dollars at national, state, and local levels (U.S. Census 

Bureau, 2000, p.1). 

Lin (2000) recommended understanding the voice of the primary 

caregiver as he or she embarks on the long-term journey of caregiving of 

children with disabilities would be helpful to professionals. Lin recommended 

that qualitative research to find out "how the primary caregiver perceives their 

own life" (p. 215). This current qualitative study provides the "voice" of the 

phmary caregiver and how she perceives her own life-world. 

The statistics clearly show that we, professionals in the fields of education 

and medicine must help parents unravel the tangled string of negative 

relationships with professionals, constraints to effective parenting, financial 

obstacles, and other obstacles that impact their ability to effectively parent 

children with disabilities. Effective parenting, educating, and supporting through 

medical intervention of these special needs kids will allow society to benefit from 

their contributions in the future. All persons who are part of that child/parent's 

life-world should support of these challenged children and their parents. 

As professionals and parents, we are all part of the problem and part of 

the cure for the children with disabilities and their parents and need to work 

together to form better interventions. At least six million children with disabilities 
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will need special education services next school year under the umbrella of 

IDEA. Additional children will qualify to receive services under the 504 

amendment of ADA. We should ready ourselves to meet their needs 

educationally and medically by teaming with the parents and learning together 

about their child's individual needs and the needs of the family. 

Relevant Literature: Snapshot Overview 

A review of extant literature revealed that there was little qualitative 

research about the experience of parenting children with disabilities from the 

aspect of what actually happens in the home. Literature was available in 

prescriptive and descriptive venues but research in the area of parenting 

children with disabilities was limited to research that dealt with medical issues as 

there is little or no educational research in that area. 

The medical studies that formed the major part of the of the family studies 

were mostly focused upon how parents coped with children in neonatal intensive 

care units (NICU) or had chronic or terminal illnesses (Cohen, 1993, 1995; 

Cohen & Martinson, 1998; McGettigan, Greenspan, Autunes, Greenspan, & 

Rubenstein, 1994; Noojin & Wallander, 1996; Dadds, Stein, & Silver, 1996; 

Gowen, Johnson-Martin, Goldman, & Appelbaum, 1989; Krauss, 1993). 

The research that was available from the viewpoint of educators about the 

experience of parenting children with disabilities was generally generated from 

self-reporting surveys (Lin, 2000; Hammer, 1996). There were no qualitative 
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studies found that gave information about the 'lived experience' of parenting 

children with disabilities. 

Summary of the Study 

This study has explored the experience of parenting three siblings with 

disabilities from the mother's 'insider view' (Schutz, 1997). Objects of central 

concern (Blumer, 1969) in the study were events before the diagnosis of the 

child's disability, how the children's disabilities impacted the family, what the 

impact of time was on the family, how finances impacted the family, what other 

stressors impacted the family, how relationships with professionals impacted the 

family, how the family dealt with the disability through the gheving process, and 

how good coping strategies were emerging. Mackayla Thomas, mother of three 

children with disabilities, told her story and provided a picture of the six months 

immediately following the diagnosis of their youngest child's developmental 

delay. Her in-depth story has provided insight into many previously unexplored 

facets of the parenting experience when there are children with disabilities in a 

family. Mackayla has provided special educators a view at the needs of the 

family as well as the needs of the children. 

The family lived in a midwestern city, Greenville. They lived in a quiet 

middle-class residential neighborhood in a well maintained rented home. The 

participant family was determined using a purposive sampling method that 

included these qualifications: family must have just learned of their child's 
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disability; the family needed to live in a geographical area that would allow me to 

visit frequently over approximately six months; and the family would need to be 

willing for me to have frequent interactions with them. 

The family was composed of mother, father, and three children. The 

socioeconomic status of the family was lower middle-class. Father was working 

three jobs and mother was working outside the home at the beginning of the 

study. Isaiah was kept by a babysitter while the mother worked. The older 

daughter, age six, attended a regular kindergarten class in the morning and was 

in a self-contained special education class in the afternoon. The younger 

daughter, age four, attended Head Start at a school in a different location. 

The youngest of the Thomas children, Isaiah, age 10 months, was just 

recommended by his pediathcian for testing by the early childhood team from 

the Special Education Area Building. The pediatrician had recommended Isaiah 

for testing due to the fact that he was not meeting the expected developmental 

levels for an infant 10 months of age. Isaiah also had a chronic respiratory 

illness that necessitated frequent medical interventions. The family was also 

experiencing challenges from their two older children, daughters with ADD. I 

entered the study about a month after Isaiah's referral to the eahy intervention 

team. 
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Research Questions 

The four research questions that guided this study were: What is the 

mother's story of the time immediately after the child's disability is diagnosed? 

How does the special educator affect that experience? How do other 

professionals affect that experience? Are there other forces impacting the 

mother's experience? 

Methods 

This study was a phenomenological case study of the lived experience of 

parenting a child with disabilities. On the one hand, the size and scope was 

limited by using only the Thomas family as the case study, but, on the other 

hand, the rich data from Mackayla allowed in-depth data analysis. 

Qualitative research using a phenomenological case study method 

(Schutz, 1977; Schwandt, 1998; Merham, 1998) was chosen to accommodate 

the changing snapshot of the Thomas' family over the time of the study through 

the mother's life-wohd. The chosen study design allowed me as the researcher 

to describe the different realities that Mackayla revealed in her view of the 

family's experience. The design allowed Mackayla's story, the first-order sense 

or insider's viewpoint, to be analyzed and interpreted through my second-order 

sense as a researcher, mother, nurse, and special educator (Schutz, 1977). 

As the researcher, I examined the data to find the objects of central 

concern, findings, or the 'diamonds' so to speak that needed to be polished and 
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fitted Into the appropriate setting or category. Because the study was structured 

in this way the data was not molded to preconceived venues or constrictions. 

Data were gathered through seven conversational interviews that were 

conducted in the Thomas home. Fieldnotes and memos were maintained that 

provided additional information necessary in the analysis of the data. Analysis 

and the writing of the results of the analysis are completed with the completion of 

this paper. The timeline of this study has been from December 8, 1999 until July 

2000. 

Entry was gained into the study through a case manager at the SEA 4 

headquarters. The caseworker had worked with the family when their oldest 

daughter had received intervention when she was about three years old. The 

mother had maintained contact with the case manager over the years after the 

daughter stopped receiving services and felt comfortable in requesting Isaiah's 

testing through the case manager. My entry into the study was greatly 

enhanced by the rapport that had been established by the case manager and 

the mother. Exit from the study was begun in March 1999, when the mother said 

that she needed to stop participating due to time constraints. I visited one time 

at the end of May 1999, for a short time to complete my exit from the study. 

Inductive data analysis revealed eight categohes or findings: events 

before the study began; time; finances; relationships with professionals; 

children's disabilities; grieving; other stressors; and emerging coping strategies. 

These finding categories were full-bodied and contained numerous data showing 
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the impact of these events or relationships. These findings were determined 

through four separate processes: immersion; incubation; search for expanded 

meanings; and putting the data into the written form. These processes extended 

from December 1998 through July 2000. 

Subjective understanding of the life-wohd that Mackayla Thomas 

described provided the basis for my interpretations and analysis of the data as 

the research tool (Strauss & Corbin, 1990). Objectivity was maintained by 

providing multiple data examples in the portrait of the family that emerged as this 

written document (Schwandt, 1997, p. 140). By using multiple examples of 

events the study shows that it represents an accurate representation of the 

expehence Mackayla revealed to me duhng our conversational interviews. 

The final categories or the findings of the study were events before the 

study began, children's disabilities, time, finances, relationships with 

professionals, other stressors, gheving process, and emerging coping skills. 

The data in the categories have led the researcher to develop recommendations 

and further research questions. 

The Study 

Data were collected through field notes and seven conversational 

interviews in the Thomas family's home from January through May 1999. I also 

kept a reflexive journal documenting my contacts with the family as well as 

documentation of the steps I took during the analysis of data. 
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Trustworthiness 

Transferability, trustworthiness, credibility, confirmability, and 

dependability were assured for the study by using thick description, prolonged 

exposure, peer-debhefing, use of reflexive journalizing, maintenance of a chain 

of evidence, and persistent observation (Glesne & Peshkin, 1992; Lincoln & 

Guba, 1985; Schwandt, 1997). These methods ensure both that the study could 

be replicated by another researcher and that other researchers have enough 

data to determine if there was a similarity between the experience of the Thomas 

family and a similar case in order to see if the findings might be transferred. 

Conclusions 

The first question, What is the mother's story of the time after the child's 

disability is diagnosed? was explored quite fully. We learned that the mother is 

forcefully impacted, as she is the primary caregiver. The mother experienced 

emotional and physical stress on a daily basis. She survived a very emotionally 

traumatic event when her son suddenly suffered a severe respiratory episode 

brought on by RSV. She maintained a rigorous daily therapy schedule to 

provide her son the optimal opportunity to move through the levels of 

development that he had not achieved before the study began. In addition, she 

established a day care in her home to assist with the family's financial needs. 

She moved through the grieving process to realign her life-world and began 
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developing good coping strategies. Along the way to success she had both 

positive and negative interactions with professionals, extended family members, 

and husband and children. 

A second question, how does the special educator affect the experience 

of parenting a child with a disability? was answered by Mackayla's story of her 

interactions with the professionals in her life-wohd. There were positive and 

negative encounters with educators, both generic and special. Mackayla's 

insider viewpoint of these encounters gives educators 'the other side of the 

story.' It was cleahy evident that educators and parents will gain effectiveness 

by learning about the specific needs of each child and each disability. The 

classroom situation that Madison, the oldest child, was in did not seem to be a 

good situation but no one in the school requested a team meeting to look at 

placement and program issues to make the situation better. The school situation 

impacted the whole family in numerous ways. 

A need that became apparent was that reports and information for parents 

about their child or his needs must be clear and easily understood. There was 

too much professionalese in Mackayla's dealing with educators for her to be 

able to maximize what she was being told or to understand reports provided. 

A third question, how do other professionals affect that experience? was 

answered via Mackayla's stories about Dr. Brown and Dr. Elliott. Professionals 

are able to positively or negatively impact their patient, the child with a disability 

as well as the parent of the child. Medical professionals will greatly improve 
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their communication with the parents of children with disabilities if they eliminate 

the professionalese as was suggested for the education professionals. 

A fourth question, are there other forces impacting the mother's 

experience? was answered as we saw the impact that the extended family has 

that is both positive and negative in Mackayla's experience. There was a strong 

impact on the family because of the way educational staff interacted with 

Mackayla. The fact that Mackayla needed to establish a day care business in 

her home in order to provide the type of environment and therapies that were 

necessary to meet Isaiah's needs impacted the family in a major fashion. 

The data show that the research questions have been answered in part. 

This case study of a single family's expehence answered many questions while 

it left many aspects of the same questions unanswered. The search to 

understand this unique expehence needs to continue maintaining an emphasis 

on the parent's viewpoint. 

The findings of this study are the final categories of data analysis or the 

objects of central concern. Those findings increase our knowledge base of the 

expehence of parenting children with disabilities. Parenting is a difficult task for 

any family but when the critical needs of a child with a disability create unique 

problems the task is monumentally more difficult (Thompson, 2000). Looking at 

the findings of this study allow professionals in medicine and education to look 

at the significant factors that impact the family as it struggles to meet the needs 

of the child with a disability. 
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The findings show that the Thomas family: was impacted by events that 

happened before the diagnosis of the disability; was impacted by the types and 

severity of the children's disabilities; was impacted by time and financial 

constraints; were impacted by other stressors; were affected in negative and 

positive ways through relationships with professionals; the parents moved 

through the grieving process; and mother and father developed coping 

strategies. 

Events that happened phor to the study and yet impacted the family's 

experience were difficulties during or after the birth of the children; Isaiah's 

medical fragility and the lack of concern by the medical professionals when 

Mackayla asked them to determine if Isaiah had RSV; Isaiah's severe respiratory 

emergency; changing doctors; and the financial impact of Isaiah's chronic 

illness. 

The impact of the children's disabilities was created by Isaiah's 

developmental disability and chronic illness; difficulties understanding Isaiah's 

reports; Madison's ADD behaviors; and Mackenzie's behaviors were diagnosed 

as pre-ADD. 

The time constraints caused by the children's disabilities; parents not 

having time for themselves; transporting gihs to school; and the day care 

business. 
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The expected increase in the everyday expenses and the decrease in 

income created financial strain. In addition, there were these factors the cost of 

the children's disabilities and the restrictions of the insurance regulations. 

The impact of other stressors was due to the inconsiderate actions of 

parents of children in Mackayla's day care; internal stress from not being able to 

keep her home immaculate; Zack's expectations; and conflict with her mother-in-

law. 

The impact of relationships with professionals was negative and positive 

and stemming from both medical and educational professionals. 

The impact of moving through the grieving process was found to be 

consistent with literature about grieving and parents of children with disabilities. 

There is more proof now that the grieving process is a normal private process 

and it is important to maintain some support to parents as they move through the 

stages of grief. Professionals dealing with parents need to be aware of the 

processes and understand the positive outcomes that result from the negative 

appearance of the stages. Professionals need to be able to recognize the 

transient stages and realize that the parents are in a dynamic state. This will 

lessen the fear of professionals that the parents are "stuck in denial" or "just 

another angry parent." When special educators really understand the process 

they will be able to support the parents and assist them to gain the positive 

outcomes that will be beneficial to the family and the child with a disability. 
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Emerging coping strategies were found that were both problem-focused 

and emotion-focused. 

The study has shown the impact of a child/children's disabilities on the 

family and the main caregiver in particular. It has shown that many things impact 

the experience that the family will have. Events and expehences that impact the 

family can have either positive or negative effects by causing the development of 

beneficial or maladaptive coping strategies (Mattlin, Wethington, & Kessler, 

1990). 

The positive effects like establishing relationships that help the family 

throughout the experience have positive lasting effects. An example is the 

positive relationship established with the caseworker that allowed the mother of 

the study to contact her with questions even though her oldest child had aged 

out of the eariy childhood program. A resumption of that relationship allowed a 

quick acceptance of the mother for the need of assessment for her youngest 

child as soon as the pediathcian suggested it. That relationship also set the 

stage for the quick acceptance by the mother of the need for her to provide the 

time and energy consuming interventions prescribed by the intervention team. 

The interventions were instrumental in promoting the rapid acquisition of 

developmental skills for Isaiah. 

Relationships that left a negative effect were those such as the physician 

who would not address the concerns about the respiratory difficulties that the 

mother witnessed and the school personnel who called repeatedly during the 
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day to get the mother to bring the medication that she had already explained that 

she was unable to provide. 

Implications 

The implications of this study are important to note because the study has 

provided information that special educators need to utilize fully. The study has 

shown parents of children with disabilities view interactions with educators from 

a different viewpoint than the educators view the same interactions. As we 

learned from the insider's view of the events in her life-wohd educators of 

medical professionals seldom validate this different vantage point. Families are 

expected to meet the needs of the interventions rather than the interventions 

meeting the needs of the family. 

Secondly, this study showed that families of children with disabilities are 

marginalized in society. They are expected to earn their right to be equal in 

society by achieving normalcy. This implication is linked to the first implication 

in that parents/families are expected to meet the needs of the interventions. This 

expectation is part the process of marginalization of the families. 

Thirdly, students with disabilities and their teachers often have a difficult 

time in the inclusion model of education, when training for staff and 

accommodations for the student, are not appropriate for the student's disability 

and level of need. Shortages of time, funding, and trained personnel create 

situations that impact the delivery of appropriate educational supports. 
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Fourthly, It is important to provide counseling eariy on in the process of 

parenting a child with a disability. Another implication that was evident in the 

data was that eariy diagnostic testing, therapies, and easy access to or support 

for funding for medication when prescribed, would lessen the impact of 

disabilities on the student, the family, and the school. The last two implications 

are Impacted by the present policy that insurance companies not physicians and 

patient needs are driving the provision of services and interventions. The 

present philosophy of level of need appears to be based on what the insurance 

company is willing to provide. Medical and psychological services should be 

driven by need not by how much funding is desirable to be spent. Schools are 

driven by law to provide services based on need and not on the fact that the 

school district can not or will not provide the funding for things the student 

'needs.' The other needs of families and children with disabilities should be 

provided on basis of need as well. 

A sixth significant implication was that parents don't understand their 

child's disability. It is important to note that children with disabilities are very 

diversified in disabilities. Many children have rare or poohy understood 

disabilities. Even medical professionals can not be expected to possess in-

depth knowledge about every syndrome or genetic malformation. But, each 

professional should be trained in the kind and therapeutic way of guiding parents 

(and themselves) to the latest and most advanced information about the child's 

disability. In addition, schools and medical agencies should foster parent 
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support groups that provide parents with a place to connect with other parents 

who can assist parents soon after the diagnosis of a child's disability. These 

groups could work to assist professionals as well to understand the special 

needs of families with disabilities. 

Lastly, the implication that professionals write and speak in 

professionalese and parents often can not fully understand the communication. 

These last implications are related in that they are connected to the parent's 

ability to effectively provide for their children's needs. 

Recommendations 

Recommendations that emerge after looking at the dimensions of the 

findings categories are that there are three important aspects that would 

positively impact the lived experience of the family. The first recommendation is 

that immediately following the diagnosis of a disability the local school district 

and/or eariy intervention agency in collaboration with the medical community 

must provide training and support to the families of children with disabilities. 

This support should be continuous and family focused so the viewpoint of the 

family is recognized and the needs of the family are met. 

A second recommendation is that counseling needs to be provided to 

assist the parents and siblings in the acceptance of the disability and 

understanding its impact on the family unit. Provision of this type of services will 

help parents deal with the stress from the impact of the disabilities. 
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The second area of recommendation is that educators need to recognize 

families of children with disabilities as equal members of society and accept 

them unconditionally. Society, including medical and educational professionals 

needs to draw a social circle that encloses these special families firmly into 

society. There are man groups and agencies in the community that can be 

utilized to create a circle of persons who can provide respite, assistance with 

therapies, and other tasks. By working as a group to accept the child with a 

disability eariy on the whole family will be equal members of society. Social 

skills will be learned by the children with disabilities in context of the appropriate 

situation and not in isolation. 

Further Questions 

I feel that one of the most important questions that we as educators need 

to answer through good solid research is "When is the student capable of 

gaining from and when is the student not capable of gaining from the inclusion 

model of education?" I think the ultimate answer for each team as they 

determine LRE for the student is to look at the student and the specific needs 

that student has and determine 'that student's LRE.' I believe that all too often 

the team looks first at the law and it says "to the maximum amount possible the 

student should be educated with his non-disabled peers" (IDEA 97). The team 

then may place a student in a regular education classroom without addressing 

the specific training for the general education teacher and provision of 
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specialized supports that will make the placement a successful educational 

venture. When there is no phor planning to provide training and support the 

inclusionary AND the segregated classroom, the placement will prove to be far 

from LRE for that student. 

Research findings in this study indicate that the surface has only been 

scratched in learning about the experience of parenting children with disabilities. 

Based on the findings of this study, one area that future research should focus 

upon would be stress levels and development of coping strategies. A second 

area that would build on this study would be research focused on the ways to 

provide support for parents of children with disabilities and the most appropriate 

way to provide funding dollars for that support. 

The same is true of the training and support for teachers involved in the 

student's life. Community resources for that support should be examined to find 

ways that will support the schools, parents, and children with disabilities. 

Further study needs to be conducted in both qualitative and quantitative 

research to build the knowledge base of the expehence of parenting children 

with disabilities. 

In addition, each research question of this study has many ramifications 

that should to be explored in more depth than this study could provide. The 

father's experience was not heard from the insider's view and that is an 

important aspect of the family's experience. That portion of the family's 

experience is as important as the mother's viewpoint. 
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Another area for future research could be in-depth studies of coping 

strategies. It would be very important to study positive and negative strategies 

that develop as parents 'live the experience of parenting children with 

disabilities' and what influences the development of positive strategies. 

Concluding Statement 

Each child is a unique person with unique abilities and needs. The 

Thomas family had children with disabilities in the birth through three and the 

preschool/kindergarten classifications. The educational plans are by law called 

an individualized educational plan and individualized family plan in order to 

bring the individual to the forefront as the team determines the special education 

plan. Those terms individualized and special indicate that the educational plan 

is not the same as that planned for the students without disabilities even though 

they may be placed in the same room and taught by the same teacher. They 

indicate that there will be a 'special' way of teaching for that student. That must 

include the training and personnel necessary to understand and support the 

student in the chosen placement option. 

Placement is the home for the eariy childhood team but placement 

generally Is in the centerbased situation for children above the age of three. 

Least restrictive environment is the only option that can be chosen for the 

student. Least restrictive does not in any way mean the general education 

classroom must be the first consideration. Least restrictive means that the team 
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must consider the full continuum of services that are available for that student's 

individual needs, regardless of the cost or availability. 

This study has provided in-depth information about the experience of 

parenting children with disabilities. It has shown the difficulties of the Thomas 

family and it has shown the successes of the family. Through the willingness of 

the mother of the family to share her experience the data shows the fight the 

family waged against many different blows of life. The family existed under a 

very high level of stress caused by a significant loss of income, birth of a child, 

chronic illness, two other children with attention deficit, and other difficulties. 

The situation was often overwhelming. However, although there were times of 

extreme stress and there were also times of growth as individuals and as a 

family. The parents were developing strategies and learning they were not 

powerless. 

I want to express my gratitude for the contribution that Mackayla Thomas 

made to special educators and especially to me. Regardless of how deep and 

intimate the feelings and events Mackayla revealed for this study, and how much 

it cost her to share them with another, I am most appreciative of the time that 

Mackayla Thomas gave to the study. For she gave the most precious thing she 

had when she gave her time. Thank you, Mackayla! 
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APPENDIX A 

FACTS ABOUT MOTHERS AND INFANTS AT THE TIME OF BIRTH 

Facts surrounding medical disorders or complications, duhng the pre, 

peri, or post natal period, and resultant disabilities are that one in 7-10 births is 

premature (less than 37 weeks gestation). About 75 percent survive as normal 

children although many may eventually exhibit developmental disability (Morgan, 

1993, p. 3). 

Jaundice is the condition that occurs when there is an increase in the 

accumulation of bilirubin, the breakdown product of hemoglobin. This 

accumulation causes the skin to become yellow-orange. There are four different 

types of jaundice in infants in neonatal nursery. Jaundice has been some 

statistical associations between high bilirubin levels and less severe forms of 

mental retardation or learning disabilities. At birth the baby's body must begin to 

function independently instead of being dependent on the mother's body. Some 

babies slowly develop in their ability to breakdown hemoglobin and will suffer a 

short period of jaundice while their body gains the ability to adequately perform 

the breakdown of hemoglobin (Sammons & Lewis, 1985, pp. 359-360). 

Physiological jaundice often happens about the second day of life and 

disappears in about 5 days. The bilirubin levels are between 10-16%. 

Pathological jaundice is when the bilirubin level is more than 17% during the first 
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week of life. Pathological jaundice may be toxic to the brain and can cause 

permanent brain damage (Jaundice of the newborn, 2000, p. 1) 
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APPENDIX B 

CASE STUDY CONSENT FORM 

Investigator: Kenalea Johnson 
College of Education 
Orientation and Mobility 
Texas Tech University 
Box 41071 
Lubbock, TX 79414 
Home: 806-795-6103 

The purposes of this project are: 
1. To satisfy a doctoral dissertation requirement 
2. To study the family dynamics of a family with a child with a disability 

by observing the lived experience of the family 
3. To gain insight into the expehences of extended family members of 

the family in the case study 
4. To gain insight into the expehences of professionals working with the 

family in the case study. 

I, , understand that: 

1. The information obtained during this project will be used to write a 
case study which may be read by the participants, the researcher, and 
two peers who will conduct a check of the data. The completed 
dissertation will be available at Texas Tech University and on 
microfilm. 

2. Real names will not be used duhng the written case study. 
3. Confidentiality of the participants will be maintained in the study. Raw 

Data will be made available only to the participants and the peer-
reviewers who check the data/ 

4. Using an audit trail as a means of ensuring trustworthiness of the 
study means that the raw data can be available to outside researchers 
to reconstruct the study. 

5. I am entitled to review the case study before the final draft is written 
and negotiate changes with the investigator. 

6. I will receive a copy of the final case study within one month after its 
completion. 

7. I may withdraw from this study at any time by speaking to the 
investigator and all data collected from me will be returned 
immediately. 
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Although, there is no risk of physical injury to participants in this 
project, Texas Tech University requires that this statement be included 
in the consent form. 

8. If this research project causes any physical injury to participants in this 
project, treatment is not necessarily available at Texas Tech University 
or the Student Health Center, nor is there necessarily any insurance 
carried by the University or its personnel applicable to cover any such 
injury. Financial compensation for any such injury must be provided 
through the participant's own insurance program. Further information 
about these matters may be obtained from Dr. Robert M. Sweazy, Vice 
Provost for Research, 742-3884, Room 203 Holden Hall, Texas Tech 
University, Lubbock, Texas 79408-1035. 

9. I understand that I may not derive therapeutic treatment from 
participation in this study. I understand that I may discontinue this 
study at any time I choose without penalty. 

I agree to participate in this case study project according to the preceding terms. 

Respondent: 

Parent or guardian 
Date: 

I agree to be audio/video taped as a participant in this study. 

Respondent 

Parent or guardian 
Date: 

I (do/do not) grant permission to be quoted directly in the case study report. 

Respondent 

Parent or guardian 
Date: 

I agree to conduct and report this case study according to the preceding terms: 

Investigator: 
Date: 
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APPENDIX C 

INSTITUTIONAL REVIEW BOARD (IRB) APPROVAL FORM 

Sn.2 }1\oi^}tiCsj)>^'^^ 
TEXAS TECH UNIVERSITY 

Institutional Review Board for the Protection of Human Subjects 
Office of Research Services Loot 
203 Holden Hall MS 1035 
Phone 742-3884 FAX 742-3892 97^9 / 

INTERNAL ROUTING SHEET 
_. FOR HUMAN SUBJECT APPROVAL 

NEW REQUEST rORAfTROVAL RtVIEWREQUESTEDt vrruwr 
REVISED REQUEST FOR ATTROVAL ^ ^ B C F E M m i 
RESUBMISSION OF CANCELLED AITROVAL mLLBQABn 

•niLE OF RESEARCH PROrtCT 
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APPENDIX D 

FACTS ABOUT ADD/ADHD 

New theories are emerging about ADD and its causes and its individual 

expression. One is Hartmann's theory that ADD hyperactivity is caused by 

underactivated thalamus and reticular activating system (RAS) therefore creating 

a basic need for stimulation to provide alertness rather than the person being 

overstimulated (Hartman, 2000, pp. 1-14). His theory is that there is both a 

nature and nurture aspect to ADD and that a small percent of those who have to 

seek Stimulation, about one percent of the world, are the "self actualized" people 

who have exceeded the general population in their search for levels of success. 

He points out that the larger group of people with the need for stimulation are the 

dysfunctional group that did not find a way "to transmute the energy of this need 

into the search for new chemicals or new theories of psychology or new lands" 

(2000, p. 14). They are the people who are found falling out of school, 

marriages, jobs, or ending up in prison because they are driven to 

inappropriately find stimulation to fulfil their need to be alive (Hartman, 2000, pp. 

1-14). 
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APPENDIX E 

INDIVIDUALIZED EDUCATION PLANS 

There are several ways that educators approach individualized education 

plans for children with disabilities. Two controversial placements are hothousing 

and warehousing. Goodman explains 'hothousing' as the attempt of educators 

to "ready the preschool handicapped for participation in regular kindergarten. 

Our goal is their inclusion, to the extent possible in 'regular education programs' 

(Public Law 94-142, p. 13)" (1992, p. 8). She further suggests hothousing may 

actually impede their development: 

To prepare 3 to 5 year-old children naturally progressing at half their 
chronological age, to fit in with normal 5-year-olds children, naturally 
progressing at half their chronological age, to fit in with normal 5-year-
olds, teachers must squelch their toddler-like immaturities, drill them in a 
narrow range of acceptable behaviors and required skills. The pressure 
to accelerate development—coming from yearning parents, the law, the 
nature of schools, the history of special education, and powerful social 
mores—forces teachers of the delayed, like teachers of the deaf, to 
regulate and control, rather than support the child's own timetable. 
Inevitably these teachers, too, become authoritarian, the children docile. 
And when children fail to learn, these teachers, too, resort to repetition of 
tasks and infinitesimal gains as evidence of success. (1992, p. 8) 

Warehousing is a term that possibly originated in the disability movement 

but refers to the placement of persons with disabilities in institutions, 

classrooms, etc. with other persons with disabilities (ADAPT, 1999, p.1). Kunc 

brings to the debate the issue that when educators require students to have 

already acquired specific skills, i.e. social skills, before they are included in a 

class with peers with out disabilities, they are destined to stay in the same 

placement for the whole of their educational years (1992, p. 2). "The result is 
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that people with disabilities, unable to make the transition into community life, 

spend their years continuously preparing for life" (Kunc. 1992, p.2). His belief is 

that these students will only learn social skills that they witness in the classroom 

from others who have not been exposed to social norms. 

There are several opinions about how one should deal with students who 

are developmental delayed or achieving at a slower level than their peers. Kunc 

is opposed to segregated placements for students with disabilities. He 

advocates placement of students with disabilities with their peers. He was a 

student with disabilities and spent many years in a segregated setting before he 

was placed in general education classes. 

Born with cerebral palsy, Norman attended a segregated school for 
children with physical disabilities; then, at the age 13, he was integrated 
into a regular school. From there, he went on to complete a Bachelor's 
degree in Humanities and a Master of Science degree in Family Therapy. 
Although Norman's initial advocacy focused on the educational rights of 
students with disabilities, more recently he has directed his attention to 
how schools and communities can utilize the diversity of people to build a 
sense of belonging, and avoid a climate of allegiance which results from 
stratification, competition, and group identification. (1998, paragraph 4) 

Kunc's success as an adult is due to a great deal of hard work on his part but he 

speaks about the lack of progress that students make in segregated classrooms 

and terms them "retarded immersion" classes (2000, p. 3). He explains his 

thoughts about inclusion as some schools implement it: 

If inclusion and belonging are adopted because people see an integrated 
behavior [meaning that the student has met the criteria the educators 
have established for inclusion], then inclusion and belonging 
opportunities become nothing more than an effective strategy to minimize 
disabilities. The underlying assumption of this view of inclusion or 
integration is that children and adults with disabilities should be as 
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"normal" as possible . . . In this understanding of integration, belonging 
and achievements still are regarded as prerequisite steps to self-worth. 
The children are placed in settings where they will feel they belong so 
that they might learn the prescribed skills to become "normal" enough to 
really belong . . . . All children are children. The perception that some 
children are normal an others are deficient and therefore need to be 
repaired in some way is still a concomitant of a society that values 
uniformity rather than diversity. The potential of heterogeneous education 
lies in the possibility of redefining society's concept of "normalcy." When 
children are given the right to belong, they are given a right to their 
diversity. (2000, p. 13) 

Another opinion is that children would receive an intensified program 

designed to catch them up with their peers. Goodman calls this acceleration 

pressure (Goodman, 1982). The debate that surrounds this opinion is generally 

called hothousing or warehousing, and on the opposite side of the continuum is 

the contingent that echo Kunc's philosophy. 

296 


