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Abstract

This narrative inquiry illuminates the lived werld of a family
with a child with chronic asthma and allergies. It serves to heighten
the awareness and enhance the knowledge of school people who
work with families living with chronic illness, and to highlight the
serious consequences of being unaware of the needs of students who
have asthma and allergies. The number of children with asthma and
allergies is significant and growing. All teachers will inevitably be
faced with meeting the needs of students with asthma and allergies.

The needs of these chiidren are unique and urgent.
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Chapter 1

Introduction
Narrative Beginnings

I am a teacher

I am a2 mother

I am a wife

And a storyteller
And a researcher
I have a son

He i1s a storyteller
His story is special
It 1s a sad story

It is a happy story
A story of hope
And of despair

A story of courage
And of fear

A story of worry
And of case

A story of strengih
And of weakness
A story of gifts
And disabilities
A story of yin
And a story of yang

I sit on both sides of the fence. T am beth a mother and a
tecacher. 1 see through two sets of eyes. 1 see my world, my son's
world, from within our life-world. 1 reach out to another family who
is on a similar journey. o want to hear their stories. I want to
present the bigger story, a united voice, if that is to be. I want
others to hear and feel our tales of coping well with chronic iliness. 1

am mindful of being a very small sample of the world of asthma and
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allergy. I am not trying to paint 'the big picture’.  We are only two
families--two small families. with ail of our differences and
similarities. I hope that our stories will provide a glimpse at what it
is like to be a student with asthma and allergy, or to be a family
member of that child. | hope to strike a familiar chord in the heart
and mind of the reader.

This research study has grown out of my personal story and is
based on my experience as a parent and as a teacher.  As this text
unfolds, 1 will be continually rveflecting upon what this rescarch
means to me the parent. and to me the teacher.  As | explore the
educational implications of the student with asthma and allergies, |}
am mindful of my role as a teacher, and of the sometimes
overwhelming responstbility which comes with this role. 1 also see
through the eyes of a parent, how crucial it is for this rescarch story
to be shared between families and school people.

I will begin here by stating the purpose of this anquiry and by
outlining the key reasons why 1 have chosen to pursuce this

investigation.
Purpose

The purpose of this study is to illuminate the lived world of 4
family with a child who has asthma and allergies. 1t s hoped that
this study will scerve to heighten the awareness and cnhance the
knowledee of educators who work with families hving with chronic
illness, and to highlight the serious conscquences of being ubaware of
the needs of students who have asthma and allergies. The nlumate
aim is to optimize the ways in which familics and educators might
work together to mecet the needs of the child with asthma and
allergies. 1t is hoped that the stories of the people in this study  will
be in some way helpful to other famiticn, who find themselves in
similar situations as they experience chronic illness, and as they
come to make important decisions about the education of then child.
Two questions will guide this investgation:

1. What is the lived worid of the family of the chifd who has

asthma and aliergies?



2. What are the implications of this family experience for

educators?
Significance of Study

We, as citizens of Alberta. have recently experienced a strong
attempt to move toward inclusive education. Children with chronic
illness are being included in the regular classroom more and more.
The number of students with asthma and allergies is significant and
growing. All teachers will inevitably be faced with meeting the
needs of children with asthma and allergies. The needs of these
students are unique and urgent. If there are not informed school
personnel to address the needs of these students they are not safe at
school. or they will be unable to attend school.

Much has been written in the separatc fields of chronicity.
family coping. and inclusive education. There is a body of literature
on inclusive education and chronic illness. There is a small body of
literature that specifically addresses the inclusion of children with
asthma. Little has been written, however, from the perspective of
the parents themselves (Klein-Walker, Gilbert-Epstein, Boyd-Taylor,
Crocker, and Tuttle. 1989). In 1988, Bailey and Simeonsson
identified a need for parents of disabled children to have reading
material about parents who are in similar situations to themselves.
This study will be written from the perspective of participating
family members and will be written in the accessible language of
story.

Judy O'Halloran (1993). the parent of a child with a disability,
suggests that research in the area of families and disability needs to
reach the families. She says:

Families nced reliable information. And we nead it in
ways that are casily accessible to us. ...The information
needs to be explained in language that the average
parent can understand. ...It is far easier to digest
information if it is presented to us through concrete
examples and common experiences explained in lay
terms. ...Perhaps meore parent-researcher collaboration



would be a vehicle for achieving a good exchange of
information. ...But one thing is certain: the information
is far too valuable not to reach and be used by the
people it is intended to help (p. 28).
Some of the things that she feels would benefit such families is
research in the area of:
-Proven successful coping strategies.
-Extended studies with families who feel they are
coping well. Studies that include families' reactions
over a long period of time give more realistic
strategies than one-time 'slice of life” results (p. 28).

In listing the things that would be helpful for the families of
children with disabilities, Janet Vohs (1993) addresses the issue of
language. She emphasizes the importance of learning to speak
differently in order that the words of social change reach the people.
She inadvertently supports the use of story as a research method
with the following words:

We are accustomed to encouraging parents to be
strong advocates to stand up for their children's rights.
Indeed, the conversation to further rights is basic and
cannot ever be ignored. However, it does not allow the
heart of the tale to be told. Perhaps the next era's
unfolding will require parents to be strong poets and
storytellers as well, helping to create communities
where all belong (p. 63).

There is also a need for longitudinal studies which may shed
light upon the process of adaptation over the years of a child's life
(Kazak, 1989; Mizen-McCarthy and Gallo, 1992). Shirley Behr and
Douglas Murphy (1993) call for longitudinal studies involving
parents of children with disabilities who belong to a support group.
They feel such work would be "essential tc developing an
understanding of how individuals learn to use cognitive strategies in
the constantly changing processes of adaptation (p. 160).

Pauline Boss (1993) makes the following comments on the

direction of research:



Most caregiver research is done with clinical families.
We are missing data from those who are doing so well
that health care providers are not hearing from them.
...Furthermore, those families who do well over time
may be those from whom we can gain the most useful
data simply because they have learned how to remain
resilient in spite of caring for a loved one with a long-
term disability. While longitudinal studies are
expensive and difficult to fund, they may,
nevertheless, yield the most valuable information (p.
267).

Suzannne Thompson (1993) wonders about "the effects of
being able to tell one's story and the changing themes in stories over
time". Of coping with traumatic life events she writes:

Another promising way to understand how people
cope with a stressful life event is to examine the
stories or accounts they relate about the experience (p.
171).

For the above reasons, 1 feei that a narrative study, based on
the stories of the participants, and written in the language of story
will make a significant contribution to education.

This chapter has helped to set the stage for our research
journey. I have outlined the purpose and the significance of this
study. Purpose has remained paramount in the writing of this text,
and it has been important for me to revisit my research questions
often throughout this study. 1 will now move on to chapter two in
which I will lay the ground work for the personal stories which will

comprise the main body of the text.



Chapter 2
Literature Review

In this chapter I will review the literature from relevant fields
in order to provide a sense of what is aiready known about the needs
of children and families who are dealing with chronic illness. The
review of the literature has been divided into three broad areas:
asthma and chronic illness, family function and adaptation. and
education and schooling. Once | have described what has come
before this investigation, 1 will outline how this study has unfolded.
I will begin first by clarifying several key terms to be used
throughout this text.

Explanation Of Terms

The following definitions are assumed throughout this text:

Asthma - "a chronic obstructive pulmonary disease characterized by
an unusual degree of bronchial reactivity to a wide varicty
of stimuli" (Hobbs and Perrin, 1985, p. 366)

AsthmalAllergy - because of the strong link between asthma and
allergies (Hambley, Brazil, Furrow, and Chua et al., 1989;
Kaplan and Mascie-Taylor, 1992; Jurnec, 1988; Gergen,
Mullally and Evans, 1988; Walsh and Ryan-Wenger, 1992;
Zimmerman, Gold, Lavi, and Feanny, 1991; Infante-Rivard,
1993) I have chosen to use this combined term to refer to
asthma. It has been my experience that asthma is sceldom
ever encountered in the absence of allergies. I have
combined the terms because it seems to be the most
accurate and efficient way to refer to the condition of
asthma (rather than to write 'asthma and allergies' or
‘asthma and/or allergies' each time 1 refer to asthma).
This way of referring to asthma is similar to the way in
which PACE (Parents of Allergic/Asthmatic Children-
Edmonton) has chosen to refer to asthma.



Chronic Illness - "a condition that interferes with daily functioning
for more than three months in a year, causes
hospitalization for more than one month in a year, or (at
time of diagnosis) is likely to do either of these" (Hobbs
and Perrin, 1985, p. 2)

Review Of The Literature

Asthma And Chronic_Illness
It is estimated that 31% of children with health conditions are

affected by chronic illness (Newacheck and Taylor, 1992). These
children can be divided according to the severity of their condition:
66% with mild conditions, 29% with moderate conditions, and 5%
with severe conditions (Newacheck and Taylor, 1992). An American
survey conducted in 1988 showed that 63% of all children with
chronic conditions required medication (Newacheck and Taylor,
1992). Children with asthma, respiratory allergies and repeated ear
infections constitute 22.39% of children with chronic illness
(Newacheck and Taylor, 1992). Recent studies of school children by
Pat Hessel (personal communication, February 19, 1993) place the
prevalence figure for asthma at approximately 9%. The same study
of over 1500 children attending thirteen schools, found that 13% of
these children have had asthma at one time. "In every class of thirty
students there will be on average four to five with asthma. One or
two of these will have obvious signs of asthma for which they may
be taking treatment, but the others may not be recognized or
treated" (Asthma Society Of Canada, 1994. p. 7). The increase of
asthma and of deaths due to asthma are alarming, and '"the disease
exacts an enormous toll on patients, famiiies, and the health care
delivery system" (Clark, Gotsch and Rosenstock, 1993, p. 242).

A student with asthma is generally of average or above
average intelligence (Hobbs and Perrin, 1985). Boys, African-
American children, and children raised in poverty are more likely to
have asthma than girls, white children, or more economically
advantaged children (Weitzman et al., 1990). Weitzman and his
colleagues (1990) do however cite studies which have produced




conflicting results with regard to the connecticn between socic-
economic status and asthma prevalence. They also state that genetic
factors may be less important than environmental factors in the
clinical expression of asthma (for example, family size. home size,
preventive care, and exposure to allergens).

Children with asthma should be considered "normal children
with an additional source of stress--a chronic illness" (Walsh and
Ryan-Wenger, 1992, p. 461). Such persuasiveness of illness is a
significant source of stress for these children. Their condition
restricts their activities, exercise, and diet, as well as, academic and
social lives (Lynch, Lewis and Murphy, 1992). Many children with
asthma experience psycho social problems and a low sense of self-
esteem (Hambley, Brazil, Furrow, and Chua, 1989).

Children with asthma do not represent a homogeneous
populaiion. Asthma "may be regarded as analogous to 'arthritis', u
clinical manifestation with multiple causes'" (Bailey, Clark, Gotsci.
Lemen, O'Conner and Rosenstock, 1992, p. 218S). Although the exact
cause of asthma is not known, it is believed to be due to
"inflammation in the lungs which is brought on by allergies,
infections ('colds') and irritants, such as cigarette smoke" (Canny and
Levison, 1991, p. 1). Asthma is associated with allergy for 60-80% of
children with asthma (Zimmerman. Gold, Lavi, and Feanny, 199I; Lee
and Osundwa, 1994). The added complication of allergy effects the
course of the illness a great deal. In addition, variations in the
condition, treatments, medications, and side effects of both asthma
and allergy, also vary greatly. "Childhood astiima can range from
occasional mild attacks of wheezing, to the more severe chronic
problem, when the attacks are frequent and may affect the child's
physical and emotiona: development" (Lamarre and Broadhead,
1988, p. 11). Asthma can and does result in death. The Alberta
Asthma Centre reports that in Alberta alone, there were 138 deaths
due to asthma between 1984 and 1994 (S. McGhan, personal
communication, September 2, 1994). Many people with asthma
require frequent hospitalization for their asthma (Newacheck and
Taylor, 1992). "Asthma is among the major causes of school days lost



and accounts for one-quarter of the health-relaicd absences reported
for all students (Shayne, et al., 1987; Klein-Waiker et al., 1989).

Family Function And Adaptation

There is an extensive body of literature on family runction and
coping. Adaptation, as opposed to coping, may be a more appropriate
word given the recent focus on positive coping. Much of the early
literature focuses heavily on negative coping and family dysfunction.
It is encouraging to see a positive focus in the writings of Turnbull
and Turnbull (1986), Turnbull et al., (1993), Seligman and Darling
(1989), Lipsky (1985) and others. Researchers are asking, "What is
right?" (rather than wrong), and "How can we help others to become
less vulnerable in the face of life's adversities?" (Werner,1990, p.

97).

The literature clearly shows that families with a child with a
chronic illness experience more stress than other families (L.eonard,
Johnson, and Brust, 1993; Wcod, Siegel and Scott, 1991; Klein-Walker
ei al., 1989; McCubbin, 1988). However, the presence of a child with
chronic iilness does not necessarily have a negative overall impact on
the family. Many parents report the experience as a positive one.
Wocd et al. (1991) cite studies which <how that some families are
experiencing fewer child care problems, improved marital
relationships. closer family relationships, altered values and
priorities, and personal growth. [ILipsky (1985, and Shapiro (1983)
draw our attention to the ability of stress to mobilize the Tamily unit;
create problem-solving energy; promote mctivation, creativity and
growth: and enhance constructive coping.

Nonetheless, significant stressors to families with a child with
chronic illness have been identified in the literature. They are as
follows:

-severity of illness (McCubbin, 1988; Lconard et al., 1993;

Seligman & Darling, 1989)

-uncertainty (Jessop and Stein, 1985)

-hospitalization (Burke, Kauffmann, Costelio and Dillon, 1991;

Shapiro, 1983)
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-dealing with medical personnel (Muir-Hutchison. 1987: Burke
et al., 1991:. Sabbeth and Leventhal. 1988: Kroth. 1987: Lipsky.
1985; Mizen-McCarthy and Gallo. 1992: Pizzo. 1990)

- chronic sorrow (explained below) (Berry. 1992: Shapiro. 1983:

Turnbull et al., 1993)

-constant worry or fear (Canem. 1987. Wilgosh and Chomicki,

1991; Berry, 1992; Shapiro. 1983)

-visibility/non-visibility of condition (Jessop and Stein, 1985)

-concern for the future (Bailey and Simeonsson, 1988; Muir-

Hutchison, 1987)

-being informed of the diagnosis of disability (Wilgosh and

Chomicki, 1991; Kroth, 1987: Seligman & Darling. 1989)

-the need for life-long management of the condition (Muir-

Hutchison, 1987; Patterson et al., 1990)

Chronic sorrow, or chronic grief, is described as being similar to
the stages of grief, however, there is some agreement in the
literature (Seligman and Darling, 1989; Meyer, 1986: Mori, 1983)
that in the case of a disabled child, the grieving process can be non-
sequential and repeated. Chronic sorrow is a natural reaction and
does not need to be pathological. Acceptance of the child's condition
may exist along with chronic sorrow (Seligman and Darling, 1989).
Olshansky (1962) has argued that parents of disabled children "do
not ever completely abandon the grief process" (Seligman and
Darling, 1989; p. 29).

Much of the research reveals the similarity in the needs of
families, regardless of the type of chronic disability with which they
are dealing (Jessop and Stein, 1985; Klein-Walker et al., 1989;
Patterson et al., 1990; McCubbin, 1988; Wilgosh and Chomicki, 1991;
Kroth, 1987; Shapiro, 1983). This literature makes a good case for a
non-categorical approach to studying the needs of such families. (Sce
Leonard, et al., 1993, for contradictory evidence). For the purpose of
this study, a sample of literature has been reviewed in the areas of
cancer (Shapiro, 1983; Jevne, 1994), cystic fibrosis (Patterson et al.,
1990), psychiatric disorders (Garmezy, 1987), hearing impairment
(Kroth, 1987), mental disabilities (Wilgosh and Chomicki, 1991), AIDS
(Kazak, 1989), and Down's syndrome (Klein-Walker et al., 1989). The
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literature on family adaptation and chronic illness, combined with
this sample of literature, has identitied the following family needs:
-the need for cohesion ana involvement by both mothers and
fathers (Bailey and Simeonsson, 1988; Bailey et al.,, 1992;
Kysela, McDonald, Reddon, and Gobeil-Dwyer, 1988; McCubbin,
1988&; Patterson et al., 1990)
-the need tv be heard and to have a voice (Wilgosh and
Chomicki, 1991)
-the necd for inforination and resources (Klein-Walker et al.,
1689; Bailey anu Simeonsscn, 1988)
-the nced for support from family (Kysela. 1988; McCubbin,
I1988: Turnbull et al., 1993)
-the need to mect other families in similar situations (Klein-
Walker et al., 1989; Phillips, 1990; Bailey and Simeonsson,
1988)
-the need to hear other families' stories (Bailey and
Simeonsson, 1988)
-the need for hope and reassurance (Jevne, 1994; Patterson et
al., 1990: Sabbeth and Leventhal, 1988; Turnbull et al., 1993)
-the need for open communication (Canem, 1987; Bailey und
Simeonsson, 1988; Sabbetli and Leventhal, 1988)
-the need to be taught counmunication skills (Canem, 1987;
Kroth, 1987)
-the need for support from medical personnel (Canem, 1987;
Klein-Walker 2t al.. 1989: Sabbeth ard Leventhal, 1988;
Seligman & Darling, 1589)
-the need for trust and cooperation between families and
doctors (Wilgosh and Chomicki, 1991; Burke et al., 1991)
-the need for support from school personnel (Leonard et al.,
1993; Lehr and McDaid., 1992: Lynch et al., 1992)
-the need for a sense of control and niastery (Shapiro, 1982;
Muir-Hutchison, 1987; Burke et al., 1991)
-the need for normalization (Snapiro, 1983; Mizen-McCarthy
and Gallo, 1992; Seligman & Darling, 1989; Anderson, Krulik,
and Darling, in Knafl and Deatrick, 1987).
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Family adaptability. resilience and cohesion have been
identified as critical to the demands of raising a child with chronic
illness (Turnbull et al., 1993: Seligman and Darling., 1989. Werner,
1990; McCubbin, 1988, Patterson et al.. 1990. Knafl and Deatrick.
1987; Shapiro, 1983, Lipsky, 1985, Kazak, 1989, Kroth, 1987).
Adaptability, has been defined as "the ability of the family to change
in response to external stressor and stimuli" (Kazak 1989, p. 27).

"The concepts of resilience and protective factors are the
counierparts to the constructs of vulnerability...and risk factors...".
(Werner, 1990, p. 97). Garmezy (1987) and his colleagues have been
investigating the concept of 'protective factors' in their extensive
work with 'stress-resistant' children. Protective factors are
"individual and environmental characteristics that ameliorate or
buffer a person's response to constitutional risk factors or stressful
life events (Masten and Garmezy, 1984, cited in Werner, 1990).
Protective factors identified by Garmezy (1987), and Werner (1990)
are as follows:

-personality disposition of the child

-stable adult/child relationship

-supportive and cohesive family climate

-eéxternal support system

-nurturing atmosphere for child at school

-faith or spirituality

-socialization practices in the home which foster independence;

risk-taking: the absence of overprotection for girls; and

structure, rules and positive male role modeling for boys

-required helpfulness (chores and jobs for children)

-friends

(See Kysela et al., 1288, for a discussion of other factors which
seem to 'protect' families from the stress of coping with a child with
special needs.)

The literature on family adaptation utilizes a family system
approach to the conceptualization of the family relationship system
(Bronfenbrenner, 1979; Berry, 1992; Kazak, 1989; McCubbin, 1988,;
Shapiro, 1983; Turnbull et al., 1993; Seligman and Darling, 1989).
The family is seen as a dynamic unit capable of actively managing
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difficult situations (see Knafl and Deatrick, 1987 for a discussion of
active and passive approach to research). Any situation which
affects an individual member, also affects family functioning.
Chronic illness then, not only affects all family members, but the way
in which the family manages the illness aiso affects the heaith of the
child with a chronic disability (Shapiro, 1983; Patterson et al., 1990;
McCubbin, 1988; Garmezy, 1987;: Mizen-McCarthy and Gallo, 1992).
The family must be seen as the basic unit of care by care-givers and
educators. Bailey, Blasco and Simeonsson (1992) remind us,
however, that all families are individual, and their necds are unique
and must not be predicted on the basis of broad categories.

Education

Relevant Aspects Of Inclusive Education

The terms integration, mainstreaming, and inclusion, or
inclusive education, are commonly used when describing how
"special" stucents are being educated within the regular classroom.
Stainback and Stainback (1990) define an inclusive school as one in
which all students are welcome, valued, and offered appropriate
programs, within regular classrooms. They empnasize the need for
challenging, individualized programs which are backed by all the
necessary community supports. They emphasize that this type of
schooling is not special. and it is not aimed at meeting the needs of
those children who have been identified as disabled. "Instead, the
focus is on how to operate supportive classrooms and schools that
include and meet the needs of everyone" (p. 4). They refer to
inclusive schooling as regular education, and operate on the premise
that, once inclusive schools are achieved, there is no need for
"special" education, beca:se there will no longer be anyone left
outside the mainstream.

Stainback and Stainback (1990) identify several key
components as essential to successful inclusion: establishing a school
philosophy which embraces egalitarianism: accepting all comers;
including everyone involved, in planning and decision making;
developing support networks: integrating personnel; adapting the



curriculum: and maintaining flexibility. ‘Integrating personnel'. or
similarly. the collaborative team approach. is a cencept covered
extensively by Morsink., Thomas and Correa (1991) in their book
entitled '"Interactive Teaming". Collaboraiion and consultation
amongst teachers and other professionals, is essential if teachers are
to meet the expectations placed upon them by today's inclusive
educational practices (Wilgosh and Chomicki. 1991: Lynch et al.,
1992. Palfrey c¢i al.,, 1992. McDaniel and Di Bella-McCarthy, 1989;
Glatthorn, 1987).

Teamwork is of paramount importance when including children
with asthma into our classrooms. Each adult who becomes involved
in the education of a child with asthma/allergy must be well
informed and prepared to deal effectively with this medical
condition. "Asthma should never be considered as anything less than
a serious condition" (Winzer, 1990, p. 567). Hobbs and Perrin (1985)
state, "the importance of emergency procedure training for school
personnel who interact with chronically ill children cannot be
overemphasized" (p.642). It is important that teachers have the
support of a collaborative team when responsible for the education
and well being of students with asthma/allergy. The team approach
will benefit the child in many ways, not only in times of crisis. Each
member of the team can offer his or her own perspective and
expertise with regards to all aspects of the child's program.

Palfrey et al. (1992) established Project School Care in 1987, at
the Children's Hospital in Boston. The aims of this project centered
around the safe provision of care in schools for children dependent
on medical technology, and involved the provision of consultative
services (both technical and administrative) to school personnel. (It
is important to note that some children with asthma/allergy require
basic treatments involving the use of a portable air compressor, or
the use of oxygen, during the school day.) A key element to their
project was the creation of a team. A team, as Palfrey et al. see it,
"functions optimally with input from the child's parents, health care
providers, special educational or regular educational staff,
community providers" (p. 51), and, where practical, the child herself
or himself.
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Morsink et al. (1991) discuss the roles of team members at
length. The role of the classroom teacher is addressed by Myles and
Simpson (1989), Sirvis (1988), Johnson, Lubker and Fowler(1988).
and McDaniel and Di Bella-McCarthy (1989). It is clearly evident
that tecachers are willing to work with a team, and are eager to accept
the assistance and expertise offered by a team (Johnson et al., 1988;
Myles and Simpson, 1989; Palfrey et al., 1992). There is an emphasis
on the leadership role, both in the context of an inclusive school, and
within the actual collaborative team. The principal may or may not
take a leadership role within the team. Any member of the team
may serve as a leader (Stainback & Stainback, 1992): someone who
embraces the philosophy of teamwork, and someone with the ability
to empower others. Palfrey et al. refer to an educational coordinator,
as well as, a health coordinator. The health coordinator is
responsible to assess health care needs, monitor the care provided,
and assure that all training of team members is conducted. A school
nurse can play a key role as a primary caregiver and as a consultant.
Unfortunately. most Canadian schools do not have full time nursing
service available to them on site.

Palfrey et al. summarize the goal of the team by saying '"team
members work together to create a safe environment that enhances
the educational experiences of the child with special health care
needs" (p.51). The team works toward establishing "the safest and
most appropriate classrocm placement and [preparing] for the child's
admission with appropriate personnel, training sessions, technical
equ:pment. and supplies" (p.51).

A critical tool used by the Palfrey team is the Health Care Plan
(HCP). The HCP is intended to be developed along with the standard
Individual Education Plan (IEP). or, as it is referred to by Alberta
Education, the Individual Program Plan (IPP). The HCP is devised by
the team, and is a much recommended method of documenting the
child's needs. as well as, specifying training and emergency
procedures.  Lehr (1990), and Lynch et al. (1992) advocate for the
usc of IPP/HCP documents in mceting the educational needs of
children with chronic health conditions. It is important to note that,
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unless a child is identified as "educationally disabled". she will not be
provided with an IPP. nor a HCP.

Research Impacting The Inclusion Of Children With Asthma

The rising numbers of children with asthma has been
attributed to advances in medical technology. as they pertain to
successful intervention with pre-term infants (Gilkerson. Gorski and
Panitz, 1990). There is also speculation on the part of leading
pulmonary specialists, that our environment is in fact contributing
adversely to the prevalence of asthma in children and adults (Dr. -
McDgonaid, personal communication, September 23, 1992).  Stuudents
with asthme/allergy will continue to require modifications to their
school prograras, and parents of children with asthma/allergy will
continue to expect that the necds of their children be met within the
regular classroom. At this point in time. schools are poorly prepared
to deal with the needs of students with asthma/allergy., and other
students with special health needs (Johnson et al., 1988: Palfrcy el
al., 1992: and Sirvis, 1988). Due to the varied and volatile needs of
students with asthma/allergy. it is not enough to understand these
needs. it i1s also essential that differing programs aad interventions
be developed (Hambley et al. 1989). To this end. Jurenee (1988) has
investigated the notion that there are certain identifiable subgroups
of children with asthma. Jurenec differentiates between children
who react to allergens. and children who exhibit "emotional
precipitants” (p. 24) as asthma triggers. He studied subgroups as
predictors of treatment response, suggesting a very different
intervention is called for depending on which subgroup the child falls
into. Teachers and other professionals may benefit from such
research findings, as they attempt to develop programs for students
with asthma/allergy.

Hambley et al. (1989) studied children with moderate to severe
asthma, attending a residential treatment program in Canada.
Social/medical, and psycho social variables were considered.  Their
findings have much to offer here.  Overall, 41.5% of the children in
their sample had been identified as having had allergy-related
symptoms (eczema). The incidence rate in the general population is
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less than 5% (p. 171). No significant differences were found between
the family structure of children with asthma and that of "normal"
families. Four categories of cohesion and four categories of
adaptability were compared to a national survey in the United States,
showing that families dealing with asthma are 'balanced" as often as
"normal" families (p. 171). "All groups of children showed elevated
levels of behavior problems in comparison with norms. ...Behavior
problems tended to be related to asthma severity" (p. 171). The
Hambley et al. data shows "a direct relationship between amount of
hospitalizaiion and emotional difficulties in asthmatic children" (p.

173). "Social competency problems were identified for 6-11 year old
hoys." while "girls at both younger and older ages experienced a
iower sense of self-esteem"” (p. 173). "These findings suggest that

different intervention strategies be employed for boys as opposed to
girls.  Whereas boys need instruction in how to channel their self-
expression more appropriately, the girls need to learn to express and
then deal with their concerns and feelings" (p. 174). "Children were
rated as having school difficulties...no doubt related to the
cumulative effect of large numbers of days absent from school” (p.
174). Hambley et al. conclude that "more global, preventive
programs of education geared to education personnel are needed if
e are to impact on this problem in any significant way. There is a
need to teach children with asthma/allergy methods of coping with
schcol absences as well as providing support to these children when
they encounter unreceptive responses from schools" (p. 174).
Parents are generally a reliable source of information regarding
the needs of their children with special health needs (Sirvis, 1988:
Ysseldyke, Algozzine and Thuriow, 1992; Johnson, 1988). Parents'
knewledge and assessment of their child's condition has repeatedly
proven to be in agreement with research findings (Wilgosh and
Chomicki., 1991: Lynch et al., 1992: Hamblev et al. 1989; Stainback
and Stainback. 1992). It is still, however, made quite apparent in the
literature that parents are not yet seen as key players by all
professionals (Lipsky. 1985: Lipsky and Gartner, 1989: Ysseldyke et
al., 1992: Morsink et al.. 1991). Lipsky and Gartner (1989) address
the issue of mandatory parental involvement in the IEP process,
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stating that parent involvement is limited both in extent and nature.
They cite studies which indicate that in 21-70% of the cases. parents
provided no input to IEPs. They cite a study by Singer and Butler
(1987) which stiwcs ™ '[A] white, married mother who graduated
from high school .. 5.4 times more likely than a nonwhite, single
mother who had not graduated from high school, to have attended
the most recent IEP conference held for her child'...(p. 146)" (p. 167).
They also cite an American '"report to Congress which notes: 'several
studies have reported that in the majority of IEP conferences, the IEP
was completely prepared prior to the meeting'...(Ninth Annual
Report, 1987, p.71)" (p.167).

Critical Issues In The Inclusion Of Children With Chronic Iliness

A major issue which is greatly debated is one of a philosophical
nature. At what point do we separate education from medical care,
where health impaired studenis are concerned? Should scarce
educational dollars be spent to perform health functions in the
classroom? What procedures can be expected of a school nurse, and
what procedures require the attention of a private nurse? What
aspects of '"nursing service go beyond a reasonable extension of
required related educational services" (Ogg and Elfers, 1988; p. 11)?
Who pays for private services? The courts are currently working
towards finding the answers to these difficult philosophical and
financial questions.

Another consideration seems to be thac of health risk. If the
risk of being in a regular classroom is considered too great for the
child, then school personnel will undoubtedly be reluctant to accept
the responsibility for that child's well being. Without access to
medical supervision, the risk may indeed be considered to be too
high in cases of severe asthma/allergy.

Another issue to be considered when discussing the inclusion of
students with special health needs is teacher training. We know that
teachers report a willingness to welcome all comers (Myles and
Simpson, 1989), and that they have repeatedly expressed the nced
for extra training with regards to teaching exceptional children
(Johnson, 1988; Myles and Simpson, 1989; Palfrey et al.,, 1992). In a
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study by Johnson et al. (1988), "teacher knowledge and preparation
about the health conditions [of their students with chronic illness],
outranked all others as the most important concern in the
educational management of these children" (p.234). The Johnson et
al. findings '"reinforced the concern that teachers often lack both [the]
preparation and [the] in-school resources" (p. 234) to meet the needs
of these students. Forty-four percent of teachers surveyed by
Johnson et al., report that "current requirements for regular
classroom certification were not adequate to prepare teachers for
students with chronic health conditions in the classroom" (p. 233).
"Only 7% responded that their certification requirements were
adequate" (p. 233). Given also, that only six percent had parented
children with chronic health conditions (p. 233), it is reasonable to
assume that teachers are poorly prepared to meet the needs of these
children in the classroom. Johnson et al. cite studies wherein "45% of
teachers requested more information about the health conditions and
management needs of these children"; and "prior to contact by the
investigators, almost one in five teachers was unaware a child with a
chronic health condition was in their classroom"(p. 232). Four
percent of the Johnson et al. respondents who had "taught chronically
ill children, reported they had not been informed they would have
such a child in their classroom'" (p. 233). It is clear that teachers
need more course work, more practicum experience, more in-service,
more information, and more resources, to assist them in meeting the
needs of students with chronic health needs in their classrooms
(Johnson et al, 1988: Lehr, 1990; Sirvis, 1988; Lynch et al., 1992;
Shayne et al, 1987).

Parents too, are asking that teachers receive more training and
information about the needs of their children with special health
needs (Lynch et al.. 1992). Although a parent's perspective is
different than that of school personnel, both groups cite the lack of
information, awareness and understanding, as major barriers to
"special" education service delivery (Lynch et al., 1992).

The association between asthma and allergy is well
documented in the research (Lee and Osundwa, 1994; Hambley et al.,
1989: Kaplan and Mascie-Taylor, 1992; Jurenec, 1988: Gergen,
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Mullally and Evans, 1988: Walsh and Ryan-Wenger, 1992; aad
Zimmerman et al., 1991). Schools must give careful consideration to
providing a "hygienically safe" learning environment (Sirvis, 1988. p.
43), in which students with asthma/allergy may be included., without
becoming ill.

Children with asthma/allergy are quite often compromised by
simply being in the school building for any extended length of time,
or by participating in certain school activities. This, along with high
rates of absenteeism, certainly puts them at an educational
disadvantage. Parents are faced with medicating their children
(more than usual) to help them tolerate the allergens and irritants in
the school environment, many of which could easily be eliminated.
The other alternative is to have their child's educational needs met
elsewhere. In the case of children with severe asthma/allergy,
parents feel compelled to choose home schooling. Until parents feel
welcomed as full participants in the planning and decision making
process, they simply cannot trust that their child will be safe and
well at school. Children with mild asthma are most commonly
attending a regular school program, however, even in mild cases, the
school environment can adversely effect the child's condition.

Most students with asthma/allergy do require some
modifications to the school environment (Hobbs and Perrin, 1985;
Smith and Luckasson, 1992), however, "safe" (Feingold, 1992) or
"barrier-free" schools will benefit all students, not simply students
with special needs (Asch in Lipsky and Gartner, 1989, p. 189). The
issue of individual versus group rights becomes an important one.
When do the needs of the individual interfere with the nceds of the
group? If meeting the medical needs of certain individuals in the
class, interferes with the rights of the class as a whole, whose rights
take priority? In the event that the nceds of individual students
interfere to a small degree, with the rights of the group (e.g.,
excluding class pets), or with the rights of another individual (e.g., to
wear perfume), the right to access to a safe school environment must
be carefully considered. If the school environment is safe for
students with asthma/ailergy, then school personnel can feel
confident that the classroom experience presents little risk to the
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child. An important part of the treatment a child with
asthma/allergy receives is the elimination or control of the allergens
[or triggers of asthma] in the child's environment. "This may mean
that the student will require special precautions concerning the air in
the classroom, as well as restrictions on playing outdoors during
recess, playing with classroom pets, eating certain foods, and
handling certain teaching materials" (Smith and Luckasson, 1992, p.
440). Other hazards in the school environment may be cleaning
chemicals; paint fur:.s; carpeting; roofing materials, such as tar; pest
control chemicals; art, science or shop supplies: malfunctioning
ventilation systems; perfume; scented stickers and pens; and room
deodorizers (Feingold, 1992). Not all children with asthma/allergy
will react to all of these triggers, however, all of these triggers will
effect most students, to some extent (Feingold, 1992).

Unfortunately, school board officials still consider themselves
as having the right to exclude a child with special health needs from
the regular classroom, in the event that they deem the child difficult
to serve within the school setting. School districts can currently meet
their obligation by offering the children home-bound education. As
long as this is an easy option for school districts, no further progress
will be made toward the successful inclusion of students with
asthmarallergy. The big question remains then: how far does a
school district have to go to assure that the child with asthma (or any
child) has access to an education in the regular classroom?

This chapter has served to build a sense of what has come
before the current investigation. [ have tried to introduce as many
key issues as possible in order that we may all begin the present
research journey with an understanding of the contributions of other
researchers in the fields of chronic illness, family adaptation, and
inclusive education. And now, I return to the current investigation
to outline how it has been constructed over time.
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Chapter 3
Methodology

Research Design

This chapter will explain how this investigation has been
conducted. I will describe each aspect of the research experieince in
an attempt to bring you, the reader, to the place and point in time
where our personal stories begin. Although the research process has
been circular and recursive in nature, I have chosen to use separate
headings here, and in chapter six, to outline the distinct methods and
techniques used throughout this study. The research process has
been in no way linear, nor has it, nor could it have been, organized
according to these headings.

Method

This is a qualitative study which is naturalistic and descriptive
in nature. I have chosen narrative inquiry as the guiding method for
this investigation. Connelly and Clandinin (1990) clarify narrative
terminology in the following way:

It is equally correct to say "inquiry into narrative' as

it is "narrative inquiry'. By this we mean that

narrative is both phenomenon and method. Narrative

names the structured quality of the experience to be

studied, and it names the patterns of inquiry for its

study. To preserve this distinction we use the

reasonably well-established device of calling the

phenomenon "story" and the inquiry '"narrative'. Thus

we say that people by nature lead storied lives and

tell stories of those lives, whereas narrative

researchers describe such lives, collect and tell stories

of them, and write narratives of experience (p. 2).

From the very beginning of my research journey this study has
presented itself as a story, the story of a family dealing with asthma.
Long before our story became a research study, it was being lived,
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told, relived and retold. The story grew and changed as our lives
unfolded. As I worked with my family and a second family, my
intention was to "foster reflection and restorying on the part of the
participants" (Clandinin and Connelly, 1991, p. 15).

This study is based on the lived experience of the participants.
I hope that, through a process of interpretation, the lived world of
each participant has been illuminated through the stories (narrative
accounts) which have been mutually constructed (Clandinin and
Connelly, 1991). By writing the stories of the families in this study
in a compelling and persuasive manner, 1 hope that readers will be
enticed to enter the world of the child with a chronic illness and see
in a way which they have not seen before. Barone (1992) believes
that " great stories enable readers to gaze in fresh astonishment upon
a part of their world they thought they had already seen. They also
allow readers to get better acquainted with people they thought they
had already known" (p. 20).

By creating stories of our experiences I have tried to "impose
order and coherence on the streain of experience and work out the
meaning of incidents and events in the real world" (Carter, 1993, p.
7). 1 do not believe that the rich and complex experience of the
participants can be reduced to a set of rules or factual descriptors.
Therefore, 1 believe it is best understood through the structure of
narrative inquiry. "Narrative structures provide a format into which
experienced events can be cast in the attempt to make them
comprehensible, memorable and shareable" (Olsen in Carter, 1993, p.
7).

My family has been living this experience since the day our son
was born. As I began to form the seminal ideas for my Masters
research, 1 wondered if there was a 'study' in our lived experience.
The idea of using a narrative style to tell my research story began to
form inside of me during my journal research course in the spring of
1993.  Through this course, 1 was guided toward a course which
investigates narrative as a research method. My work in this class
helped satisfy the itch 1 had about 'storying' my study. As I read
and wrote in this class. I grew convinced that it was not only possible
to use a narrative method, but advisable and quite exciting!
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Thomas Barone (1992) has laid out a set of criteria by which he
judges ihe quality of a story. He and others (Clandinin and Connelly.
1990, Carter., 1993; Schon, 1991) help us think of rigor in terms of a
non-scientific language. Words such as compelling. trustworthy.
persuasive, and accessible, become the meter stick by which rigor is
measured in narrative inquiry. Barone lists accessibility as an
important criterion. He makes a strong point of his belief that people
in general speak simple language and therefore, research texts
should be written in common language, with meaning which is
readily grasped and easily shared. He also lists compellingness as a
key criterion, saying that a story must be compelling so that people
will desire to read it. Moral persuasiveness is the third criterion
outlined by Barone. "A persuasive story is one that results in a
reconstruction of a portion of the reader's value system. When a
persuasive story is moral, the result is a reader who has grown to
understand and deplore the cruel social forces that impinge on the
lives of individual characters" (p. 20).

Participants

This study, being the story of a family living with chronic
illness, features the story of my family: myself, my son Joshua, and
my husband Frank. My stories, as mother and researcher, play key
roles in this study. My experience as the mother of a child with
chronic asthma will be nested in the stories of the other participants.

I have chosen to include the stories of a second family whose
members are also dealing with chronic asthma. The "Underwood"
family has agreed to assist us in the task of highlighting the lived
world of such a family. The participants from the Underwood family
are the child with asthma, "Cameron'; the mother, "Pat"; the father,
"Al"; and the sibling. "Emile". The Underwoods have been given
pseudonyms with the intention of protecting their privacy as much
as possible. Contact with the Underwood family was made through a
local asthma support group to which both families belong. The
family was asked to participate in this study for several reasons.
First, after having the study explained to them, they were all willing
to participate. Second, one child in the family had asthma. Third, the
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family is a two parent family, as is our family. I was intent on telling
the stories of both fathers and mothers. Fourth, the family had two
children which meant that I could include the story of a sibling,
something which is missing in our own family story. One other
family was chosen, as opposed to several or many, because of the
nature of the study itself (being qualitative and descriptive). My aim
was to include fewer in-depth stories to illustrate the complexity of
the lived worlds of these families, rather than to present broad
statistical, survey-type information. The stories of one other family
serve the purpose of this study well, and 1 felt that the stories of
seven individuals was a manageable task for the scope of this study.
The issues of conducting research within one's own family were
discussed at length prior to the outset of this investigation. The
benefits and difficulties of doing so have been closely considered
throughout the study, ard will be addressed specifically in chapter

S1X.

Limitations

The findings of this study are limited to the families involved.
As personal and compelling stories are by nature subjective, the
findings of this study are not generalizable in the traditional sense of
the word. I anticipate that the experiences shared in the research
text will in some way touch other families who may be in similar
situations, and readers who may in some way relate to these stories.
In this way then, the findings may be generalizable in some sense.

Delimitations
Seven participants have been chosen, all of whom are members

of a family where one child has asthma. Both families live in the
same urban area, and are members of the same support group.

Family Stories

My story is represented by a series of stories written by me,
based on my lived experience, as portrayed by my journals and in
my memory. This series of stories is entitled My Perfect Baby, and it
stands in place of the interview/narrative account which I have
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done for all other participants. Joshua has also written a short series
of personal stories entitled, All About Asthma.

Journal Writing

The writer who is a mother should. I think, record
everything she can: make notes, keep journals, take
photographs, use a tape recorder, and remind herself
that there is a subject of incalculably vast significance
to humanity, about which virtually nothing is known
because writers have not been mothers.

Although dated, the above quote, which Joanne Cooper (1991)
borrowed from Alicia Ostriker's (1983) Writing Like A Woman (p.
131), speaks to me about what I have done with my journals over
the past eight years. Ostriker's words help me to express how
important 1 feel this writing form can be in capturing the essence of
what is important about lived experience.

I have collected eight years of journalized data in my journals,
and in daily logs for Joshua. I was especially tired and worn out
during the early years, but I managed to write faithfully. Maybe 1
wrote to turn toward my own needs for a brief moment, in order to
protect myself from total burn-out. Cooper (in Witherell and
Noddings, 1991), in discussing Nel Noddings' ethic of caring, points
out that the person who is doing the caring, must also, at all costs,
care for herself. She adds,

Many caregivers continue to give to the point of
depletion. Writing our own stories works to combat
this depletion by reminding us of who we are, while it
focuses on and attends to our needs. ...Writing in a
journal is thus a way tc attend to the self, to care for
and to feed oneseif. It can be a place to dump anger,
guilt, or fear instead of dumping it on those we love.
It can be a place to clarify what it is we feel angry or
guilty about. It can be a place to encourage ourselves,
to support ourselves, in working through that anger or
guilt, and it can be a place to transform silence into
language and action (p. i105).
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These words make sense to me as I reflect on the value of my
journal writing. The following passages of self-support, fear, and
love appear in my journal:

I touched a cluster of two or three small cyste-like
lumps on the left side of [Joshua's] neck, towards the
rear. 1 just (sic) instantly had the worst fear. Then I
noticed another site on the front right of his neck.
God! Please protect my darling son. As I tucked him
in tonight I thought of tests and pain and hospitals and
hope and love and sadness and cheering Josh up in
bad times. Please lei the lumps be NOTHING. Please
let Josh live a LONG HEALTHY LIFE. He's so good--he's
so perfect. He deserves the best life has to offer! 1
love him so very much. (July 22, 1992)

Am 1 over-reacting to the joys and fears of parenting?
Is my mind making more out of this than it should?
Am I a normal! mother? This much love? This muck
fear and anxiety? (May 23, 1987)

Back in May, I wrote of my intense feelings of love
and anxiety over parenting. While in Winnipeg, I had
good talks with K., P., and C. about this. Parenting is so
stressful and more intense for people like us, because
our expectations are so high. ...I am not a weak person.
My ability to cope is no less than most parents. 1 just
care so much! Ugh! Its hard. (Feb. 6, 1988)

In looking back at my personal experience, I see how writing
our stories in my journals helped me to organize the jumbled events
of my life, as the mother of a child who is ill. Although I had no
intention of sharing these journal stories with anyone except my
immediate family, I still tried to make them understandable and
shareable. Joanne Cooper (1991), paraphrasing Madeleine Grumet,
agrees that "telling our own stories is a way to impose form upon our
often chaotic experiences" (p. 97). Cooper :ontinues, "journals allow
us to examine our own experiences, to gain a fresh perspective, and
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99).

I spent the last weary minute. of every day recording our
stories in my journal and in Joshua's log. 1 was driven to record our
story and to try to make sense of it all through writing. 1 was moved
to keep Joshua's log for reasons which were unclear to me at the
time. It all started with an innocent "Baby's First Year" Calendar
which 1 had received as a shower gift. I recorded the typical things,
his first smile, sleep patterns, medical check-ups, etc.. 1 also entered
any illness, rashes, or discomfort experienced by Joshua. Soon there
was medication to keep track of and patterns of illness to discern.
The doctors would ask, "When did this cough begin?", "When did he
finish his antibiotics?". 1 was so tired, stressed and worried that it
was very difficult to keep it all straight. So Joshua's logs became my
'bible', as 1 diligently entered everything 1 could think of. |
cherished ail of the positive anecdotes, the entrees of milestones
reached, and the recorded feelings of love and bonding. [ counted on
the medical records, reminders of appointments, and notations of
signs and symptoms of illness and wellness. My feelings of joy and
sadness, my concerns, and my worries are entangled in the pages of
these logs. When 'baby's first year' was over, I purchased another
calendar with large squares to write in, and carried on with this
valuable writing tool. Every year, until Joshua's eighth birthday, |
kept his log faithfully. Now that he is eight, and now that his health,
and our lives, are less volatile, I have left the daily logs, and begun
writing letters to Joshua in a separate journal, which I will give to
him when he is grown up. I also keep a small calendar for him, in
which 1 record medical information, illnesses, medications and
appointments. This calendar is not like his earlier logs. I does not
contain the feelings, the reflection, or the story that the logs do. The
following are excerpts from Joshua's logs:

Joshua didn't sleep well last night. ...Mommy knows
something is wrong. (June 2, 1987)

A very traumatic week! Mom and Dad worried sick!
Mommy cried and cried. She was so upset about
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Joshua. Dad didn't rest well for days thinking about
the horrible seizure. Everyone prayed for Joshua to be
all right, and thank God he is okay. This was the worst
thing Mom and Dad have ever been through. Please
may it never happen again! (June 3, 1987)

[Visit to] Dr. [A.], A Healthy Boy! Yeah! First time
since mid-May--8 weeks! (July 13, 1987)

1990 begins with us all healthy and happy. We feei
biessed and charmed to have such a wonderful life
and family. (Jan. 1, 1990)

Josh's asthma is not being controlled by Intal and
Ventolin. [Its getting worse. Josh now has to take
Pulmicort Turbuhaler. Its a steroid to reduce
inflammation in the lungs. (Dec. 3. 1990)

I began keeping my personal journal in January of 1988. The
first volume was actually a '"Mother's Journal”, which 1 had bought
myself on a weekend retreat in Jasper. My journals contain rich
description of family incidents, and personal reactions and reflections
regarding the experience of being the mother of a child with a
chronic illness (among other things). In August of 1992, I discovered
Ira Progoff’s (1993) Intensive Journal techniques and my personal
journal took on a new look. Regardless of form, my journal, which is
now comprised of several volumes, tells the story of me--me the
person, me the mother, me the wife, friend, sister, daughter, etc..
The following quotation is taken from my personal journal:

Joshua was a good boy in the hospital. ...Frank and !
were there when they brought him back from surgery
[bronchoscopy]l. God! It was awful. One hour of
screaming with such a sore throat yet, and banging his
arm to get the IV out. It bled. He couldn't have
anything to drink [no bottle to comfort him]. We were
so upset. ... The whole experience was so awful. ...Dr. [D.]
came to talk to us right after Joshua arrived back in
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his room. He gave us the good news about the
windpipe [not quite so constricted]. then the bad news
about the cyste [found in the windpipel. I was so
terribly upset. He said. "These things are usually
nothing. but there is a slight chance it couid be
cancer”! 1 could have died. 1 could not stand hearing
this about my baby, even if it was a remote chance. |
was just sick until 1 found out on Wed. Dec. 23/87 that
it was just mucous and fiber. caused by irritation
(ffrom] previous bronchoscopies, etc.). (Feb. 6, 1988)

I have always used writing as a tool to help me understand
myself and the issues of life. I was unaware that I was writing (o
think (Murray, 1985: Yinger, 1985), but I was in fact writing to
know. and to work things out. The journal writing research course
that 1 took helped me identify the value of writing to know. and to
link journal writing, something which I have done for years. to
research.  This course, pioneered by Sister Therese Craig, proved
endlessly valuable in my research journey. A requirement of the
course was to keep an academic journal throughout the spring term.
In doing so I came to know that I was capable of analyzing and
synthesizing the course content and making sense of what I was
learning by journal writing. As I worked through the course content,
I realized that writing is a key thinking too! for me. and that I can
heighten my awareness of what I am coming to know by journalizing
on the topic. I wrote in my academic journal. "l will utilize my
Journal writing tools to actually create knowledge. .. As my research
Journey unfolds, I will use what I know of journalizing to discover
how and what I know" (June 3, 1993).

Throughout this entire research journey, 1 have kept a rescarch
journal. I have used this tool to make sense of my rescarch findings
and to assist me in analyzing and synthesizing data.  With the
guidance of journal writing techniques which I have learned through
The Intensive Journal Workshop (Progroff, 1992), I have visited and
re-visited, searched and re-scarched the data in an attempt to

construct meaning for myself.
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Data Collection
I have interviewed participants from my family and from one

other family in an attempt to discover commonalties and differences
between families. In this way, I have attempted to triangulate
(McFee, 1992) my findings by placing them in the literature and in
the stories of participants other than those in my own family.
Seidman (1991). Spradley (1979), and Patton (1987) were my guides
in the interview process.

I conducted one or two unstructured formal interviews with
each of the participants, as well as numerous informal conversations.
All interviews were conducted on an individual basis and were
recorded on audio tape. Pat Underwood was nearby during the
interviews with her children. Transcripts were made immediately
following the interviews and were offered to participants for
confirmation. Field notes were recorded during all interviews and

conversations.
Field texts were generated from field notes, journal entries,

family stories, interview transcripts and conversations. From the
field texts. narrative accounts were constructed. Narrative accounts
were shared with participants and the opportunity for mutual
construction was provided. Narrative accounts were mutually
interpreted, and reconstructed using the recursive process of
narrative inquiry (Clandinin. 1992). This process involves ongcing
data collection, as field text is gathered at every stage of the
recursive cycle. All narrative accounts were confirmed with
participants to ensure credibility. Pat and Al Underwood confirmed
the narrative accounts of their children. who do not yet read.

Data _Analysis

Data analysis has been conducted from a qualitative
perspective according to criteria and methods outlined by Michael
Connelly and Jean Clandinin. Clandinin and Connelly (1990, 1991,
1993), van Manen (1990). and Tesch (1987) offer advise on
discovering themes and making meaning from data. Van Manen
states "Making something of a text or of a lived experience by
interpreting its meaning is...a process of insightful invention,
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discovery or disclosure--grasping and formulating a thematic
understanding is not a rule-bound process but a free act of 'seeing'
meaning" (p. 79). Interpretation plays an important role in narrative
inquiry. The process of interpretation begins with the field notes and
continues throughout the data analysis.

Tesch (1987) argues that intuitive analysis may actually begin
before the study is born. She points out that few qualitative
researchers choose topics of which they know nothing and in which
they are not interested. Therefore, being deeply involved in the
phenomenon, the researcher may be capable of producing an
adequate account of what his or her findings will actually look like,
prior to conducting the study. Because 1 am so personally involved
with this topic of study, I had many preconceived ideas of what this
study may disclose. Prior to beginning the study, in an attempt to
heighten my awareness of these assumptions, I listed what it was
that 1 expected to confirm by this study. The effectiveness of this
exercise will be discussed in chapter six.

All field texts were analyzed and compared in search of
recurring ideas, common meaning, patterns and emerging narrative
themes. Clandinin and Connelly (1993) describe the importance of
reflection and of asking repeated questions as a means of discovering
meaning in the field texts. The process is recursive and circular in
nature (see Tesch, 1987 for a discussion on the non-linear flow of the
process of searching for themes).

My research journal has played a key role in data analysis. Ira
Progoff's journal techniques have been used to assist me in making
meaning throughout my search.

This chapter has served to clarify how this research
investigation has been designed and conducted. We are now ready
to enter the world of the people who have participated in this
research adventure. Let us then embark on the next leg of our
Jjourney which will illuminate the lived experience of its participants-
-the actual day to day existence, trials, and tribulations of seven

people living with asthma.
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Chapter 4
Narrative Accounts

The following chapter contains the stories of all the participants
in this study. With the exception of Joshua's Asthma Story (or where
otherwise noted), these stories have been written by me. My own
stories have been written based on the years of journalized data
which I have kept since the birth of Joshua, and on reflections and
memories. Because they have been written at different times and on
different subjects, I have chosen to include the date that each of my
stories were written. This is not the case with the other stories. The
stories of Joshua, Frank, Cameron, Emile, Al, Pat, and of the
Underwood Family have been constructed from conversations and
interviews which 1 have had the privilege to engage in with these

very special people.
My Story

The journey represented by my personal stories began in May
of 1985 when my husband, Frank, and I conceived (what we thought
to be) our first child. Our hearts and minds were full of wonder and
anticipation as we prepared to enter a very new stage of our lives.
We would soon be parents! Wow, us parents! It was special to
imagine! We imagined having one darling baby, and then,
possibly...the parents of two! Could this all be real? Was this what
destiny had in store for us?

We naturally hoped that our dear baby would have ten fingers
and ten toes., and be the picture of health. After all, the pregnancy
was going along according to plan, with the exception of the question
of size! Was this one baby growing inside of me, or two? With the
aid of modern technology we confirmed, that we were in fact
expecting one very substantial child! Oh well, we could suicly deal
with that! We reminded ourselves on a regular basis, that most
babies are born perfectly healthy: and this baby was certainly

thriving, that was ctlear!
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Today, in 1994, we have a much clearer picture of what fate
had planned for us. It was not at all clear in 1986. when our
beautiful son Joshua entered this big bright world! Our story, as it
unfolds on these pages, tells the tale of our journey, from that day to
this. Please join me as I revisit the milestones along the way. and
recount the joys and the sorrows of parenthood, and of our life as a
family.

“My Perfect Little Baby™

Part 1
Joy, Worry And Confusion
(September 26, 1993)

Ah! The day my son was finally born! What joy I felt; what
relief; what emotion; what intense bonding! Wham! In love just iike
that! Such a darling little fellow. Little?! Did I say little? Twelve
pounds does not qualify as little! Ah, but he was little to me, and so
sweet, and so precious.

But what was this?! Thcy were taking him away! “Grunty”
they said, and off they took him to the Neonatal Intensive Care Unit
(NICU)! Why? What could have been wrong with my perfect little
baby? What was going on? All of this through the noise of the
operating room, the chatter of my bones as I shivered uncontrollably,
the tears of joy running off my face, my arm tied down, the screen
between me and them at my belly, and the epidural "meds.". They
mumbled in doctor lingo about my baby’s breathing, then whisked
him away! 1 was there and awake, but it all happened so quickly.

Then, out like a light. Morphine! I knew nothing. 1 was aware
of nothing else until well after midnight when the nurse brought
Joshua to me for a few very special moments together. That first
wonderful cuddle! He seemed so perfect. He was back from NICU. “He
must be okay! He has to be okay!”

Then out again until 5:30 when the nurse brought him for a
feeding. What a pro.! He sure knew what that was all about!
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On day five, they were doing a chest x-ray; not the first, but
the second x-ray! What was going on? No one said anything! “Is he
okay?”

Then it all began happening. He became ill, then fussy: “colic”
they said. Then “croup”, then ear infections. Then another doctor
and more tests! Then more illness, and chronic throat and voice
problems; “hoarse and raspy” they said. On and on it went, through
weeks of recurring illness, more tests and, of course, very little sleep.
Sure, I was beginning to have some serious concerns (not that I was
able to make a whole lot of sense out of their lingo and the double
talk, especially considering I had had so little sleep).

Then, four and a half months after that beautiful delivery, they
said he would have to be admitted to hospital. I fell apart. I
trembled and sobbed as I carried him from the doctor’s office, across
the street for immediate admission! “Oh my god! Oh my god!”, was
all T could say.

From that day till this, it has been an emotional roller coaster
for me, and a long haul for my °‘perfect’ little baby.

Part 2
What's Going On?
(October 17, 1993)

Gradually it all started to make some sense. In February, 1986,
my son was born with a respiratory disorder; this we knew. He was
ill far more often than other babies: the reason here was not clear.
His voice was unusually hoarse and his breathing was raspy.
Exploratory surgery (bronchoscopy), at four and a half months of age,
determined that Joshua had soft cartilage in his larynx, and that
there was an artery pressing on the windpipe, causing a narrowing of
the windpipe. The doctors told us that this happens sometimes, but
almost always improves by eighteen months of age. Joshua would be
prone to chest infection and pneumonia. "Okay, so we can handle
this", we thought.

As time went on Joshua experienced more and more health
problems. He had frequeut bad colds and chest infections. He was
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often run down from long colds and actually became so ill at sixteen
months of age, developing a blood infection, that he had a febrile
seizure and was in the hospital again. He had recurring ear
infections, and the ear, nose and throat doctor put him back in the
hospital again at age twenty two months to insert tubes in his ears
and to perform his second bronchoscopy. This procedure confirmed
that the narrowing was still a problem. A fibrous cyst was also
removed from his windpipe at this time.

A second health issue slowly became a serious concern.
Joshua's pediatrician gradually began to use the terms "asthmatic
symptoms' and "asthmatic tendencies" to describe his condition. 1
repeatedly questioned the use of such terms and how they differed
from the term "asthma", but straight answers were difficult to get.
Then in March, 1988, the dreaded day came that Joshua was actually
labeled "asthmatic'. We had lots of time to accept the inevitability
that he may develop asthma, and the doctor had prepared us in his
own way to hear this news. In fact, Joshua may have been born with
asthma and it was simply undiagnosed until this point in time.
Nevertheless, I was upset that now he had this lifelong condition to
deal with. What next?

Shortly before Joshua turned three he was hospitalized again to
replace the tubes in his ears and to re-do the bronchoscopy for the
third time. The bad news this time was that the narrowing had
resulted in a permanent 50% blockage in the windpipe. One doctor
did the surgery and another doctor shared the results with us. T stili
do not know if it was what we were told or how we were told, but
we were devastated! The doctor told us of the blockage, which was
caused by a misplaced artery, and then went on to describe open-
chest surgery as the only possible '"cure". He made it clear that
neither he, nor the surgeon, were recommending that this surgery be
done. There was no guarantee that Joshua would be well following
the procedure. There would be serious risk involved. Because of the
asthma and chronic chest infection, Josh might remain chronically ill
even following such major surgery. Until we had a chance to speak
to the surgeon himself, we were extremely distraught about this
permanent blockage, the misplaced artery and its effect on the heart,
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the possibility of such a tiny child having to undergo major surgery,
the limitations under which Joshua would live as a child and as an
adult, and, of course, the actual seriousness of the condition, which
was not as yet clear to us. This was indeed a new low on our
emotional roller coaster!

The emotional ride carried on and on. There were so many
ups and downs, so much unknown territory, and never-ending
disappointment. There were endless decisions with regards to
medication. We were now at the stage when the asthma medications
were experimental and prescribed in multiples. There were
treatments, devices and equipment that went along with it all. We
disliked Joshua being on constant "meds.", but we were especially
upset when he was prescribed inhaled steroids at the age of four
years, ten months. We reluctantly gave it a try. We tried everything
the doctors recommended, providing they could convince us it was
worth trying and free of significant risk. I wondered on several
occasions whether the doctors were using Joshua as a 'guinea pig" or
a test case. They seemed so excited and intrigued with the unusual
details of Joshua's condition. Once a specialist telephoned a fellow
doctor, specializing in some other area of medicine, and shaved the
challenge and intrigue of Joshua's case with this doctor as we sat in
the treatment room next to him. It was disheartening to hear that
Joshua's case was such a mystery to them both. It left me with more
fear that something awful was wrong and that even the "experts"
didn't know what to do. It seemed that these '"specialists" were
putting a lot of energy into making educated guesses about my little
boy. Of course, 1 realize now that medicine is not an exact science,
and doctor's do study the 'clues" and use the process of elimination
when diagnosing illness. It just wasn't very comforting to me at tne
time!

Then there were the '“surprises" and contradictions; he has
croup, he doesn't have croup: he needs this certain device, there's no
evidence such a device makes any difference; he needs antibiotics, he
shouldn't be on antibiotics! The biggest "surprise” was in January
1991, when one specialist "clinically proved" that Joshua did not
have asthma, and could go off the steroids! Hooray! We were all for
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that diagnosis! Unfortunately, another doctor proceeded to "prove"
that Joshua did indeed have asthma and was actually ill far more
often when not on steroids! So, back on steroids! What's going on?!

Part 3
Chronic Worry
October 17, 1993.

I count my blessings on a regular basis. 1 am endlessly
thankful that Joshua is a happy, capable, thriving child. I know there
are much worse conditions, and I know families who no longer have
their perfect little baby here to hold. I know my family is fortunate
in many ways, and this good fortune has carried us through some
dgifficult times. However, at those times when my heart is breaking
for my child, or when I feel that I cannot possibly cope with my child
being ill one more time, it is hard to remember how lucky I am. On
three occasions, I have watched the O.R. staff wheel my darling son
through the doors of the operating room. [ have sat outside a
treatment room listening to my baby scream while the doctor
performed yet another unpleasant procedure. I have entered my
house to find four large firefighters leaning over my baby, attending
to him following a febrile convulsion. I have waited in despair for
test results to come back telling us that there was no cancer or Cystic
Fibrosis. I have watched my son cough three times a minute, while
semi-conscious, following an adult dose of Codeine. I have driven
home from the doctor's office, in tears, trying to process the news of
the latest test results.

I constantly monitor, and even celebrate, my son's days of
wellness, all the while dreading the next round of illness or tests.
When will he be ill again? How ill? What "meds." will he nced?
What tests will they do? What will they find? Do they really know
what's wrong? As time passes, or after extended periods of good
health, these fears subside and 1 become less aware of them for a
while, but at the first sign of illness the fear and anxiety clutches my
heart again. 1 think this constant worry has been referred to as
chronic grieving or chronic sorrow. Boy, can I relate! 1 read about
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chronic sorrow in an article somewhere. I sure didn't need it
explained to me. I recognized right away that I have been living
with chronic sorrow since the birth of my "Perfect Little Baby". 1
used to think I was over-reacting or over-sensitive. I thought I was
coping poorly and that all other parents handled things like this way
better than 1 did. But as friends and family share their impressions
of what we, as a family, have been through, and as I place it all in
perspective, 1 see that I am not over-sensitive, and that my coping
skills have served me just fine.

People's reactions are confusing at times. Some people take
one look at Josh and wonder what all the fuss is about. (He really
does look strong and healthy most of the time). But those who are
close to the situation usually worry about Joshua too. My sister has
expressed her surprise at how much we have been through. and has
reminded me that this is not '"normally" what parenthood is like.
People with whom I confide know how tough it has been for us, and
often say how fortunate they feel to have healthy children.

As I read back in my Mother's Journal I find numerous entries
about good fortune, as well as, fear. There are repeated passages
pronouncing my enormous love for Joshua and my gratitude that he
has come into my life. In the same passages 1 find expressed the
paralyzing fear that something tragic may happen to him, leaving me
empty and shattered. 1 assume that most parents feel as I do, but I
am left wondering how Joshua's health condition leaves me
vulnerable to this intense fear of losing him. I tell myself he's okay,
and 1 go into his room to check his breathing and temperature. 'He's
fine!" He is mostly fine now. For this I am eternally grateful. It's
still hard to shake the chronic worry: the worry that the next illness
or heartache is just around the corner.

Part 4
Off To School
(November 3, 1993)

Having Joshua attend school has been a different sort of
challenge for our family. Joshua is fortunate in that he is able to
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attend a regular school program. The most serious symptom of
Joshua's condition is frequent illness. He is so susceptible to chest
infection and serious coughs, and there has been no such thing as a
"common cold" for Joshua. His doctor has always advised against
group childcare because of the increased exposure to illness and
"bugs'". There are always so many illnesses going around school.

This places Joshua at a far greater risk of serious illness, and of
needing heavy doses of medication. He has missed a lot of school due
to illness.

I recall trying hard not to be annoyed at the little girl who sat
direct!y facing Joshua in school the year he contracted "whooping
cough". It seemed li"e she coughed in his face for weeks with an
unattended cough. I'm sure she had parapertusis (a form of
whooping cough), although she managed to fight it off without
missing school or being hospitalized. Joshua caught her "cold" and
was desperately ill with parapertusis, and on dreadful amounts of
medication for an entire month. 1 felt like phoning the little girl's
mother and telling her how upset I was that her daughter had
attended school with such a contagious "cough". 1 would have said,
"Don't you know how susceptible Joshua is? Don't you care?" But, of
course, the mother couldn't have known, and I'm sure she was just as
concerned about her daughter as I was about my son. But for a
while, I imagined how I could "blame" this terrible illness on that
woman or that chiild. [ know now that there was nothing anyone
could have done to prevent Joshua from becoming so ill, and it
certainly wasn't the little girl's fault, or her mother's. 1 also know
that school is not a germ-free place and that Joshua will probably
always be at risk in group settings through no fault of any person.
That's just the way it is! »

There are several issues for Joshua around illness and school
absenteeism. He falls behind in his school work, and although he is
bright and can easily catch up, he is quite anxious about falling
behind, and he hates missing school. He also falls out of "synch'" with
his peers socially. He has had some difficulty with peer relations,
partly because he is so young, so he doesn't need the added
disadvantage of absenteeism. When Joshua is well enough to return
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won't know the work, and he worries about fitting in at recess. It is
very important to Joshua that his teachers welcome him back after

an illness, and he is upset when they do not do so.

There are times when Joshua requires medication during the
school day. At the times when Joshua needed numerous or frequent
doses of medication we have kept him at home, thus avciding
situations where school staff would have had to be asked to
administer treatments or "meds.". At times he has had to administer
his own "meds." at lunch hour, but only his inhalers or a pre-
measured dose of antibiotic. Any time that he has required a
treatment via air compressor and mask during the school day, we
have kept him at home. Joshua could very well require such
treatment at school in the future. In anticipation of such a time, I
approached the principal of our school io ask whether or not such a
service would be an option, should we ever require it. After flipping
through several school board documents, the principal told me that
the school would be willing to act as a '"reasonable parent figure" and
perform any basic function that a parent may be required to
perform. He indicated that the staff would discuss it, consider the
request on an individual basis, and attempt to do the "reasonable”
thing to help Joshua administer his own treatment, which is all that
would be involved.

Joshua is learning to monitor his own condition and to advocate
on his own behalf. He is still only seven and doesn't always know
what to do or say. As he gets older he is less willing to discuss his
condition or do his "meds." in front of his peers. He also talks more
about being unlucky and how he hates having asthma. It is
bothering him more and more that he cannot run as much or as fast
as the other children. For these reasons, I wonder whether or not he
would speak up and let someone know if he were to become
compromised (experiencing respiratory distress) at school.

There have been many common everyday concerns that we
have asked the school staff to assist us with. Upon our doctor's
recommendation we have arranged that Joshua remain indours when
the temperature is lower than minus eighteen degrees Celsius. We
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have asked that we be notified if there will be pets in the classroom,
or if the class is going to a farm or a zoo. We have advised the
teachers that Joshua may, on occasion. miss school when he is not ill.
Joshua does not have the stamina or resistance of other children. We
keep him home as a preventative measure when he is fatigued or
when he seems especially susceptible to illness. We have asked that
the teachers monitor Joshua's breathing in gym, and that they call
either Frank or me at the first sign of any illness or distress. We
have asked that all teachers, as well as substitute teachers, receive
the medical information which we have provided to his homeroom
teacher and to the office.

The fear of a medical emergency at school has been a strong
motivating factor in assuring that all school personnel have the
information they require. We have provided the school with as
much information as possible, including a medical data sheet with
Joshua's photo, a description of his condition, a list of symptoms, and
an emergency plan. We, as a family, have accepted full
responsibility for managing Joshua's condition and for informing
school personnel of his current situation and his special needs at any
given time.

I have tried very hard to have Joshua's teachers understand
how this medical condition affects him physically, emotionally,
socially and intellectually. 1 have tried to show teachers that asthma
affects our whole family, and that we are doing our very best to
manage Joshua's health and to assure that he is happy and well
adjusted in school. It is important to me that the school staff know
who Joshua is, and that they try to understand him as an individual
child, a "normal" child who is carrying an extra burden--chronic
illness.

For as much as we wry to look at Joshua as a "normal"” child, he
has never really been "average' in any way. He was born unusually
large, and has always been extremely big for his age. He is usually
the tallest child in the class, the youngest child in the class, and
usually one of the less mature. He was also born with crooked feet
and cannot keep up to his peers because of his feet and because of
his asthma. Joshua is not an average student academically either. He
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is very bright and articulate, and in fact, has been labeled "gifted" by
the school system. This is yet another thing that has set him apart
from his peers through the grades. I feel that the interplay of all of
these factors makes Joshua a child of very special needs.

We have had some encouraging success in having Joshua's
needs met at school. His case is not severe, and to this point, most
things that we have needed assistance with have been handled with
care and cooperation. One thing that complicates the consistency of
his care is the number of teachers who regularly work with Joshua.
He has five teachers on a regular basis, as well as frequent contact
with the principal, three support staff, two club leaders, all teachers
on the playground, and various rotating lunch supervisors. At the
present time there are also student teachers throughout the entire
school. This list does not include any substitute teachers which he
may have in place of his five regular teachers, or filling in any of
these many positions. Our schocl also enjoys a high level of
volunteerism so there are quite often parents and guests with
Joshua's group. It soon becomes clear just how difficult it is to have
all attending adults informed of Joshua's health needs and of
emergency procedures. And of course, other students have special
needs of which ail adults at school should be aware!

Joshua's grade three teacher, Mrs. "B.", is a wonderful,
dedicated individual. I know it must be hard for her at tiines to
understand our needs, because Joshua appears to be quite healthy.
We must hope that she trusts us to know what Joshua needs, and
that she respects our opinions and requests. We have, on occasion,
had difficulty relating to adulis who have worked with Joshua. One
person seemed to assume that they knew what asthma was all about,
and did not listen actively to our explanations and requests. We
wanted the opportunity to explain to this person that asthma is not
one specific thing, but a manifestation of varied symptoms with
multiple causes. 1 tried to help this person understand that asthma
is a kind of umbrella term for many very different individual
conditions. When this person said to me, "Oh, my son had asthma so
I know all about it.", I became concerned that this person would
generalize, or not hear me when [ described Joshua's specific
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prcblems. 1 needed to know that this person understood about the
blockage in my son's windpipe. and would take it seriously should
Joshua become compromised at school. People like this do not leave
me feeling confident that joshua will be safe in their care. 1 am
sometimes left screaming inside. '"Please listen to me! It could be a
matter of life or death!"

I have always tried to be careful not to come across as an over-
protective or unreasonable parent. I feel like teachers will stop
listening to me if 1 rock the boat, or if they don't like me. 1t is very
important (0 me to keep the lines of communication open so Joshua's
situation will be effectively monitored between home and school. |
am a classroom teacher, so I sit on both sides of the fence. 1 hear
other parents of children with asthma say that they have been called
over-protective. I believe that Frank and | know Joshua beuer than
his teachers or his doctors. 1 also welcome their professional opinion
about 'Joshua-the-student’ or 'Joshua-the-patient’. | guess | hope
that they are interested in my opinion of 'Joshua-the-child"

There may be times when | seem over-emotional to others.  If
so, I hope they will try to understand what I am going through.
Maybe 1 haven't slept well in days: maybe I've laid by Joshua all
night listening for him to catch his next breath: maybe P've been
anxious about the results of more frightening tests: maybe Joshua is
in pain: or maybe we've just had another emergency hospital visit
Sometimes it may seem to others like Joshua just has a cold--"What's
the big deal?" But 'just another cold' can be so worrisome to me.
Why so many colds? What can I do for him? How long this time?
When will the next illness hit?  Where will it all end?  Although. for
the most part, 1 handle all of this okay. sometimes it can get to be o

much.

Part 5
The Vigil
(December 1, 1993)

It's at home where we expend most of our e¢nergy in managing
Joshua's condition. When he was little he was sick so often--every
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month for sure--and the nights were the worst. Even before we
were aware of the chronic illness 1 would lie awake listening to him
breathe. "Would he catch his next breath?" His breathing was so
noisy! He was so congested and couldn't rest well. 1 heard every
little breath right from the start! In fact, Frank had asked, when
Joshua was a newborn, if Josh and I were still connected by an
invisible umbilical cord. He wondered why he seldom heard what I
heard during the night. Joshua woke up crying a lot!  Sometimes he
woke twelve times a night! I don't think he was simply a poor
sleeper, he was just ill so often. We would just have "celebrated"” him
sleeping through the night and he would be ill again. and so much for
sleep! Little did we know that sleeping through the night was a
milestone Joshua could not achieve as a baby! And of course, it goes
without saying, I didn't sleep much either! I didn't sleep well

during the weeks prior to his birth, but looking back, those sleeps
seemed heavenly! 1 rarely had a normal sleep for two years ! I
was a basket case! I know ncw that 1 had developed a sleep
disorder, and 1 often wonder how I maintained any mental health! I
would periodically go to Frank's mom's to sleep (only when Josh was
well), but 1 couldn't get to sleep 'till late and would always wake up
early. 1 just couldn't catch up on my sleep. Grace was my boss at the
time. She and I still look back in amazement at how well I managed
at work!

When Joshua is very ill we lay with him in our bed worrying
and wondering if, and when, we need to take him to the hospital. We
lay together, sometimes all three of us: Frank and 1 watching,
listening. counting. timing. recording, sponging and comforting. We
monitor his color, breathing sound. breathing rate, temperature. and
the movement of his chest. We also assess our level of anxiety,
another important indicator that its "time'". One such night, at
midnight, a very good intern guided us through this "decision" over
the phone. She was so calm, so understanding and so helpful. She
helped us learn how to make the 'decision" of when to take him to
the hospitai. Once. on one of these hospital nights. my sister and her
family were here from “Winnipeg. I think this was the first time they
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had experienced a 'decision" episode. and 1 think it frightened them
almost as much as it frightened us.

I am very happy to say that this is not a common occurrence in
our household. Since his birth, Joshua has had about six emergency
hospital visits (related to illness) and four extended hospital
admissions. We are very fortunate compared to other families who
deal with asthma. Some children with asthma are in the hospital
every month! Our hospital experiences are a drop in the bucket in
comparison. Nonetheless, hospital visits are upsetting, scary. and
difficult for all of us. My heart breaks every time a doctor mentions
the word hospital. If we end up in the hospital in crisis, I am nearly
sick with fear. Part of it, of course, is the immediate health concerns,
but part of it relates to the chronic worry that 1 have been living
with. Do the doctors really know? What could possibly be found this
time? I was most afraid when Joshua had a seizure at home and was
transported to hospital by ambulance. The doctor seriously
suspected spinal meningitis, and had ordered a spinal tap for our one
year old baby. 1 could barely hold myself together, and only
managed to do so if I was at Joshua's side. In the end it was all due
to a blood infection which developed as a result of prolonged illness,
and fortunately Joshua started to show signs of recovery from the
seizure before the spinal tap was actually performed. Thank
goodness! It took what seemed like ages for me to recover from the
scare. 1 was overwhelmed with the fear that something awful would
happen and Joshua would be snatched away from us. 1 discussed the
impact of the incident with my doctor. She helped me realize that it
was natural to be worried, since at the time, Joshua wasn't even well
yet. It hadn't been long at all since we had experienced the trauma
of the seizure. We had thought Joshua was dying right before our
eyes. We knew he had been ill with a cold, and we had just stepped
in the door from the doctor's office when the seizure hit. We had
told the doctor that we were very worried, but she just sent us home
with a prescription! She didn't even check his temperature, which
was the reason we had taken him in!  We counted on her to help us.
It made me think that even the doctors didn't know how to help our
little fellow and keep him safe! The combination of events, feelings
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and concerns was what caused me to be so fearful. In time the fear
subsided again, until the next upset.

Until Joshua's condition was stabilized with inhaled steroids, I
was constantly on the lookout for signs of the next illness, or
indications that his "meds." or treatments needed adjusting. There
are usually slight behaviora! changes before there are any physical
signs. With practice (which we've had plenty of) we have learned to
anticipate illness. This is not always the case, but I can usually tell
when something is up. Joshua will become fatigued or more
sensitive than usual. Sometimes he is too willing to lay around and
do passive things. Quite often his eyes will be glazed or slightly
different in some way. His ears act as beacons and warn us of
changes in his health. They still get red when something isn't right,
especially with an allergic reaction. At the first sign of anything we
start monitoring closely, adjusting activities, and we may begin
treatments, humidity at night, or medication regimes. We are always
monitoring the effects of his "meds.", between visits to the doctor.
His medications used to change so often, sometimes according to the
severity of the illness, but sometimes it was just done on an
experimental basis. It is usually my responsibility to monitor the
"meds." and to keep a supply of drugs on hand at all times, so we are
never caught without. It is usually night time when he becomes
compromised, so it is important to stay on top of the '"meds."
situation. Sometimes 1 am so tired or stressed out myself that I have
to record everything. 1 used his log books (calendars) to help me
keep it all straight

There were times when he was ill for up to two months and we
would wait for a chance to celebrate his wellness. It became such a
worry when the colds and infections hung on. Joshua has visited his
doctors more than any children we know, with the exception of our
new friends at PACE (Parents Of Allergic/Asthmatic Children-
Edmonton). Joshbua has had many doctors: a GP; a pediatrician; an
ear, nose and throat specialist; an asthma specialist: a lung function
specialist: an orthopedic specialist: and the many doctors and
residents who have treated him in clinics and hospitals in Alberta
and Ontario. He has made 141 trips to doctors to date, and he's not
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quite eight years old! The good news is, that rather than his usual
20 visits a year, he only visited the doctor 15 times in 1991, 14
times in 1992, and 1! times in 1993! Now that's progress! The
doctors attribute the improvement to the daily use of topical
(inhaled) steroids.

We are very happy to see this trend. and to have him on far
less antibiotics, however, we are extremely apprehensive about the
reliance on steroids, and worried about the effect of the extreme
amounts of medication that he has consumed to this point in his life.
I am afraid that the medications (especially antibiotics) will fail to be
effective, or that Joshua's system will become more and more
weakened by such heavy use of medication. I am very concerned
about how Joshua will be able to manage future illnesses and more
serious health problems (such as pnemonia) if we carry on in the
same manner that we have for eight years. Because of these
pressing concerns, we have decided to consult a homeopathic doctor
with regard to building up Joshua's resisistance to iliness, and
decreasing his dependency on drugs. Dr. "R." will help us appreach
Joshua's health from a wholistic perspective, and to explore the use
of homeopathic remedies to rebuild his natural ability to fight illness.
We look forward to a day in the near future when we can reduce the
amount of steroids he needs, and to a day in the not-too-distant
future when he can thrive without the use of steroids, or any
regnlarly prescribed medication.

We have always been cautious about medication. We have
always made a point of asking the doctors about side-effects, as well
as, telling the doctors about side-effects, and they have minimized
our concerns, or have blatantly denied that we could be noticing such

side-effects!  This makes me so angry! Ventolin does make him
"hyper"!  Cholodryll does keep him awake all night! Damn it! We
are the ones who live with this day in and day out! I am beginning

to feel that some doctors are extremely desensitized to the concerns
about the effects of drugs. 1 have been told several times, "l have
lots of patients who are on much higher doses than Joshua.", or, "This
is such a trace amount it can't possibly do any harm." Some doctors
seem to almost ignore the written warnings from the drug
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companies. | know that sometimes the noted complications have
been extremely rare, but when we ask a direct question about them,
in relation to our child, we expect to receive a satisfactory
explanation, not to be brushed off. 1 ask over and over how a drug
works. At times, my questions have been ignored. Sometimes, I get
oversimplified answers that do not address my question at all. [
think that if 1 understood how a drug worked, I would be less
suspicious of the drug and more optimistic about the effect. Some of
the time doctors treat me like I couldn't possibly understand. Then
at other times, they tell me to trust my judgment about Joshua's
treatments and "meds."! It is difficult for me to get a sense of
whether or not a doctor thinks I'm competent! There always seems
to be a lengthy 'testing' period when we see another uew medical
person.

It can be so frustrating and confusing. 1 have been treated so
poorly by doctors. I have also been treated so fairly by doctors--

sometimes the same doctors! Once Joshua's school was asking for a
doctor's note concerning Joshua's medical school needs, so I
approached Joshua's doctor and he almost hit the roof! When

pushed as to why he was refusing to provide such a note, he said,
"You [as the parents] are the experts on the needs of your child! The
school should be taking its direction from you! It is you who should
be called first in an emergency!" I could hardly believe I was
hearing this! So..., I took this doctor's advice and wrote the letter for
the school myself. 1 explained Joshua's condition, his needs, and the
emergency procedures. I stated that Frank and I had been managing
Joshua's condition successfully for years, and that we were to be
called first in the event of any issues or concerns. I assume the
letter was acceptable to the school, although I received no feedback,
other than the acknowledgment of its receipt. They did not,
however, pursue the doctor's note any further. On this point I
strongly agree with the doctor. In many cases, parents are the
"experts" on their child's needs, and the school need not bypass the
parents to get the "word" from the doctors. I have no problem with
the school requiring official prescriptions from doctors, but the day
to day "survival" stuff is best provided by the parents.



Part 6
We All Cope
(December 3, 1993)

Joshua handies all of this so well. He actually enjoys being in
the hospital! There was a time when the mere sight of anyone in a
white coat would have him screaming with fear. He hadn't been
afraid of doctors as an infant, but after the seizure episode and all
the dreadful tests they made him endure, he was really frightened.
As time passed however, he regained his trust and his cooperative
nature. He is really good during tests. examinations and treatments.
He is also extremely compliant with medication, which has served
him well. He doesn't complain unless something is actually wrong,
and has always been articulate and honest about how he feels.
Sometimes he doesn't let us know right away that he is feeling ill,
because he isn't the type to complain, and because he is so used to
just coping with it. He is one tough little fellow when it comes to
pain and injury. If he cries. we know he's hurting.

I guess that illness is such a common part of Joshua's life that it
seems normal to him. In fact, for the longest time he didn't know he
was any different than any other child. Iliness is a fact of life. Until
he was five or six he was very open and comfortable with his
medications and treatments. Gradually he began to request privacy
for treatments, saying that people would laugh at him. By grade one
anag two, he was becoming more secretive, and | started to notice
that his seif-image was changing a bit. He said one day, "I'm just a
stupid sick kid! I'll probably be on this medicine for a million
years!" It just about broke my heart to hear him say that. Once, last
year, when he was recovering from a serious illness (near the end of
October), he said, "l hope I can stay healthy 'ull the beginning of
November, or the end; or maybe the beginning of December!"” On
October 27th, the day he finished the antibiotics, we celebrated with
a family wellness party. He remained healthy for two months, until
he caught chicken pox. He didn't have another cold or infection for
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three months! 1 guess his wisk came true! 1 think the poor little guy
deserved a break.

We try to have as normal a life as possible. We try not to focus
on the illness. We try to rejoice and celebrate good health. The
times of illness are spent together as a family whenever possible.
Joshua loves the special time we can have together when he is away
from school or in the hospital. For short hospital visiis Frank and 1
are always by his side. For overnight stays, one of us is with him at
all times, while the other tries to catch up at work or get some sleep.
When Joshua is ill at home we do cur "tag team parenting" thing: I go
into work early while Frank stays with Josh, then I fly in the door at
noon, while Frank flies out the door to get in half a day of work! 1
cannot imagine how [ would have coped as a single parent, or in an
inflexible employment situation!

Our places of employment have been stable and consistent.
Through the worst years, we were both in childcarc management
positions, as members of understanding and supportive teams. We
were always able to adjust our scheduies when Joshua was ill. 1 was
always free to leave work to stay with Joshua in the hospital. 1 had
the option of pursuing much higher paying jobs, but I had to consider
Joshua's needs first. There were many occasions on which Frank and
I discussed the infinite value of having such flexibility in our
positions.

Because Frank and I both worked full-time outside the home,
we needed daily childcare arrangements when ! returned to my
position after a six month maternity leave. We were fortunate to
have a wonderful long-term childcare provider for Joshua. Her name
was Rashida. He was cared for in Rashida's home for five years. She
took excellent care of him when he was recovering from illness, she
monitored his health closely, she honored our requests and respected
our needs as a family. She communicated freely with us, and was
very quick to call us if she was at all concerned about Joshua.
Rashida was an experienced family day home provider and had
valuable first aid training. She adhered strictly to medication
schedules and was open to learning how to administer treatments in
her home. Wow! Looking back, she was a real find! We always
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appreciatcd her dedicated care, but we didn't realize at the time how
unusual it would be to find a care-giver who was so willing (and not
frightened) to take part in medical care!!

There were times when we needed people to help us care for
Joshua at home. We didn't know many baby-sitters who could care
for him when he was ill or recovering. We are very fortunate to
have family and friends who are nurses and therapists. QOur friend
Lauren, is a respiratory therapist. She has been such a strong
support to us. She is not only well trained to care for children with
respiratory conditions, she is also someone who knows what we are
talking about when we discuss his medical situation. She has been a
great emotional support to our family. We have had many long talks
about treatments, "meds.", fears and frustrations. We have all
become extremely close to her and feel very lucky to have her as a
friend.

Having top quality childcare and flexible jobs has been of
utmost importance to us. The kind of support we have had from
Rashida, our employers, family members and friends is so critical,
and has been so appreciated. I only hope that all families in similar
situations have, to some extent, the kind of support we have had.

Part 7
Our Support Group
{(December 4, 1993)

In 1991, we were fortunate to be part of the beginning of a
support group for parents of children with asthma/allergy. 1 had
been wanting to talk to other parents about Joshua's condition, and
especially about the chronic worry which 1 was experiencing. 1 felt |
needed the support of other parents who understood what I was
going through. I was locking for information! I was also exploring
any possible contacts and resources which may assist me in my
university study of families dealing with asthma/allergy. PACE
(Parents Of Allergic/Asthmatic Children-Edmonton) has provided me
with these things and with much more. 1 have had the opportunity
to further educate myself in the area of asthma/allergy, and have
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met many people who are living with similar stressors to those faced
by my family. Joshua has mei other children with asthma/allergy
and has enjoyed social events organized by PACE. He seems to like
the fact that these events are planned solely for children with
asthma/allergy and their families.

When I think of the peopie in our support group I see very
well informed, caring parents. [ see families who have been through
very difficult times, and children who have been so brav:: 1 caanot
help comparing our situation with those of other PACE families. 1
constantly find myself empathizing with others and feeling thankful
for the health we do enjoy in our family. Some of these families
have more than one member who has asthma/allergy. Most PACE
families deal with far more allergies than we do, and many of the
children have severe, life-threatening allergies. Some PACE children
have been hospitalized on a monthly basis, and are on almocst
constant oral steroids. Some parents have watched their children die
and be vevived by ernergency medical teams! Some of the children
are unable to attend regular school programs because of severe
allergies, frequent iliness, low stamina and resistance, and high
medication and/or treatment needs during the school day.

As a community, families living with asthma/allergy have
endured many hardships. Most of us have managed to adapt and
cope just fine. Most of the time we can deal with these stressors
within the family. In my experience, families living with chronic
illness cope remarkably well, considering what our lives can be like.
You might think that we would all be "losing it", or that we would all
be depressed, or that our home lives would all be in chaos!

Somehow that doesn't seem to be the case. Somehow we manage tc

draw upon inner strength and family support, and we do pretty well!
There is of course some negative impact on these families, but there

seems to be so much adaptation and effective coping too.

I have heard some upsetting stories from my PACE friends
about the difficulty they have had with schools and with the medical
profession.  Within our group, there seems to be so many stories of
disastrous school experiences. Sometimes, in fact, it is the
requirements of one special needs student, which result in distress
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asthma/allergy would almost certainly become extremely ill if a
carpet were installed to benefit a hearing impaired student. Another
school situation which could in fact be dangerous for a child with
asthma/allergy is when a parent requests that his or her child
remain indoors due to the weather or the outdoor environment (cold,
humidity, pollen, mold). The child may be inadvertently subjected to
additional risk by being placed in an unsupervised area for recess.
Even when a child with asthma/allergy arrives at school well, he or
she could develop a serious health problem in a matter of minutes
Because of the seasonal difficulty already being experienced by a
child with asthma/allergy, he or she may develop respiratory
distress while sitting in a classroom, in the "nurse's" room, or on a
hallway bench, where there may not be an adult available to assist in
an emergency.

I have heard of similar unfortunate situations involving the
medical profession. PACE parents tell me that they have often had to
be quite forceful in hospital emergency rooms, in order to have the
medical personnel listen to them. In cases where the doctor is
encountering the child for the first time, it makes sense to me that
they would want to hear what has and has not worked for this child
in the past. Many PACE parents have been through such
emergencies time and time again, and they have a lot to offer. PACE
parents often tell of times when they have not been treated with
respect by the medical personnel, and even of times when they have
actually been blamed for their child's "attack", with doctors asking,
"What did you do wrong this time?" I know that many people have
had to deal with medical personnel on an ongoing basis. I'm sure
there are probably lots of parents, who can appreciate how much
added stress such situations can cause for people like me.

We, as parents of children with asthma/allergy, spend a lot of
time working with medical and school personnel. I think that from
time to time, we need to be told we are doing okay. We need
reassurance from doctors and teachers that we are doing the right
thing and that we are not to blame for our child's condition. Of course
we rely on professionals to guide us when we are not on the right
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path, but we also want to be part of the decisions made regarding
our children. We need to be treated as the important players we are
in our children's lives. We need to be heard and listened to. We do
not need to be accused of over-reacting or being over-protective.
After all, most families who are coping with chronic conditions
develop some very effective strategies and learn to work together to
overcome obstacles that some families have never even imagined!

Part 8
What Lies Ahead?
(December 5, 1993)

We always thought of Joshua as our first child. We wanted him
to have a sibling. We wanted another child. It seems this was not in
the cards. Our lives do not seem suited to meeting the needs of
another child. I suspect that we were all coping with all we could
have during the difficult times. A second child would not have
received enough time and attention. Where would we have found
the time and energy to give another ckild? Who would meet the
needs of a second child when we were in hospital or living the
midnight vigil? Oh, I know other parents, even single parents, do
split their time between two or more children, and in far more
critical situations, but it didn't seem like an option we would choose
at the time. 1 feel we coped fairly well and we have always managed
to meet Joshua's needs and remain closely connected to him, while
maintaining our own health. [ seriously wonder how well things
would have turned out if we had a second baby to care for. And
what if that child were ill? I hate to think of it! I consider Joshua's
need for care, love, time, understanding, and security to be so
important. [ would be very sad if we had not been there for him in
some way. | would want the same for a second child. And if that
child were ill, I can only imagine how difficult it would have been to
give all of this in duplicate! Maybe that child would have been well.
Either way. I do not see how it could have been done well; maybe
today (because Joshua's condition is stable), but not then. 1 guess I
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can honestly say that I am glad we didn't need to find out. as much
as I would like to have another child.

Our experience has changed our lives in many ways, as would
any parenting expericnce. We do not know what lies ahead. nor does
anyone. But I hope it will be easier now. Things are fairly stable for
Joshua at the present time. Part of me still worries, "What next?" 1
am almost afraid to be optimistic, and 1 am ashamed of this. 1
wonder if 1 make mountains out of mole hills, and 1 do try hard to
focus on the times of good health and on continued improvement.
But I catch myself worrying; asking myself, "Will he need the open
chest surgery?"; "Will his allergies get worse?"; "Should we try to find
a place to live where the air will be cleaner?"; "Will he lead a normal
adult life?"; "Will asthma research bring forth some miraculous
cure?"; "Will the people of the world come to value and mandate
clean air?" 1 know these are questions we cannot answer, but I ask
them from time to time anyway. 1 do recognize our good fortune and
I tell myself on a regular basis that "Everything is good. He'll be
ciay!"

Part 9
His Ever-Changing Story
(June 21, 1994)

Joshua is now eight years old. We have lived many stories as a
family living with asthma/allergy. As our experience and our life
world changes, so too do our individual and collective stories.
Joshua's story is continually changing. Every time I sit down to
record his story it is different. Today was a peifect example of how
his story changes. As is evident in his own written stories, he
usually thinks of himself as someone who is barely touched by
asthma/allergy. However, from time to time, there are sad moments,
such as the one we shared in our kitchen tonight.

The zoo trip is coming up at school this week. Joshua has not
been well for seven weeks, and his resistance is understandably low.
Neither Frank nor I are able to accompany him on this field trip, so
we are left with two choices. Joshua could remain at home on
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Thursday, or the teacher or a parent helper could take on the
responsibility of monitoring Joshua's condition at the zoo. Of course,
if Joshua were at serious risk we would not hesitate to keep him at
home. In our estimation, however, he is well enough to attend, and
until today, he had said he really wanted to take part. So, 1 wrote a
note to Mrs. "H.", Joshua's long-term substitute teacher, explaining
the situation. She knows, of course, that he has been unwell for some
time now, and she is aware of his special health needs. She kindly
called me on her break to say that she would have Joshua in her
group for the field trip, and would try to arrange a very small group
for herself. We discussed his current health needs and reviewed our
emergency plan (including calling 911 if necessary), just in case he
should become compromised at the zoo. Mrs. H. took note of the
procedures to be followed in the event of an allergic reaction or an
asthma attack, and 1 assured her of the unlikelyhood of the situation
requiriag an ambulance. She offered to give him special attention,
and said, "QOkay, well, I'll take good care of him" 1 sensed that she
was nervous. I went on to explain that I really felt it would all go
well, but 1 wanted her to be clear on the emergency information just
in case. It is difficuit for me to know how his system will react to the
zoo environment, giver that he has been ill for almost two months.
What I am doing is trying to anticipate the unexpected, something
that my story as Joshua's mother has taught me to do.

Tonight, after these plans were made, 1 sat with Joshua to
explain the arrangements (he knew that I was going to discuss it
with his teacher). To my surprise, he said he was not going to the
zoo, and he would not go in an ambulance (on thc slight chance that
it would be necessary). (He asks me to include here that '"[he was]
scared, and [he was] scared to go in an ambulance".)

Then came the sad part. Although he immediately
acknowledged this statement to be false, he said, "Today 1 asked God
to kill me...'cause 1 deserve it..not just that [not just because of his
asthma]j--[because of] everything! I'm just not satisfied with
myself!"  As he quickly stated, he didn't really ask God to kill him,
but I was nonctheless secretly quite upset by the message he was
trying to share with me. [ was also trying to interpret the message
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he may be sending. After a brief discussion. 1 chose to downplay his
comments and wait until tomorrow to continue making plans for the
zoo. A while later, at bedtime, Joshua prayed, "Dear God, please send
a guardian angel to take care of me at the zoo. 'caus.e I'm really
scared. And please take my cold away bafore [we leave for] Trout
Lake."

The message he was trying tc zive to me is now clear. He is
afraid. I refiect on how the zoo situation was presented to him.  Did |
scare him? Did I scare the teacher? How scared am 1?7 1 can only go
on my experience, my instincts, and my best judgment. He is well
enough to go to the zoo. The day will probably unfold without
incident. Joshua must be aware of rhe emergency plan. and he must
be prepared to speak up and tell the teacher if he is having a
reaction. The teacher needs information in order to care for Joshua
at the zoo. An ambulance must be called in the event of an
emergency. Joshua must be prepared to have the ambulance
attendants care for him, and transport him to hospital 1f necessary. |1
assured Joshua that Frank and T would meet him at the hospital if he
ever had tc go in an ambulance. We have talked at length sbout the
rare probability of him having such urgent medical needs. | think 1
have done the right thing in trying to prepare him for an emergency.
He is the type of child who wants information, and needs time to
think about things and to prepare himself.  He also needs permission
to spcak up to teachers and other authority figures, because he tries
to be very obedient. He is also extremely sensitive and fragile in
some ways. He is a very young boy to have had to live such stories
already.

Most of the time Joshua is very relaxed about his health and
very tolerant of all the treatments, missed engagements, eic.. At
times, however, he 'blows me away' with his ever-changing story of
being a boy with asthma/allergy. IHis story is shaped by many
things, including who he is in the stories of others. Part of his
reaction to the zoo situation was based on anticipated peer reaction,
He associates embarrassment with having asthma/allergy, and with

being taken away in an ambulance. I guess some adults do too.
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This investigation has opened many discussions between
Joshua and me. 1 have discovered misconceptions that he has held
about asthma/allergy. 1 have worked at dispelling such mistaken
notions, and at allaying his fears. 1 have also discovered that Joshua
has a very clear understanding of certain things.

My story is shaped by his ever-changing story. It is comforting
for me to read his light-hearted stories of a boy who is seldom
bothered by asthma/allergy. It is also very disconcerting for me to
hear his stories of fear or discouragement. Joshua has shared other
such sad moments with me over the years. He has told me several
times that he likes to keep his asthma private (''sometimes, but not
regularly" he adds). Recently, he has expressed fleeting regret that
he has agreed to take part in this study. because privacy has become
far more of an issue for him of late. We talk. 1 reassure him that
nothing will be used without his informed consent. He is once again
agreeable to continue our study together. 1 realize more than I ever
could have in the past, how Joshua's stories belong to him. He is
giving me a gift in sharing any story with me. I respect and honor
that. I cherish his stories. His stories become part of who I am, and

part of my story.

Post Script To Part 9
(also June 21, 1994)

After writing this piece I read it to Joshua, explaining
everything carefully. He added. deleted and confirmed it all so
conscientiously. He and 1 reviewed the purpose of this study.
engaging in a lengthy discussion about how we hope to reach out and
grab the attention of readers who could some day be his teachers.
We hope that our story will help them relate to our family situation
and to understand students with asthma/allergy. After the
discussion | asked Joshua if he understood, and he said. "Ya! I love
!

Upon hearing the compclling piece about his prayer in the zoo
story. Joshua called our story 'heart touching”. From his response, I
have concluded that the story must have some compelling qualities,
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if only to him and me. When Joshua heard his words about not
wanting to go in the ambulance, he thought he would like to delete
them. He felt he may be "sort of embarrassed" if people should read
them. But when the story had been completely retold he said, "Now
I feel okay about that. But if you could add that 1 was scared, and
I'm scared to go in an ambulance”. 1 am happy that he feels good
about my retelling of his story thus far.

Part 10
In Closing
(June 21, 1994)

As the account of our journey comes to an end, I find myself
thankful of the good health that we have experienced along the way,
and for the intense love that has grown and flourished day by day. |
am also thankful for, and delighted by, the cheerful attitude
conveyed by Joshua's own story. I do, however, find myself
tired...and all cried out, for although this has been a very welcome
and insightful writing opportunity, it has also been painful to relive
the worry and the fear. 1 am now beginning to see why a classmate,
with whom 1 shared a portion of my story, may have used the word
'‘brave’ when referring to my telling of this tale. 1 had pushed much
of the hardship out of my mind and out of my heart, and shoved it
deep down into my soul, until, by revisiting the development of our
happy little family, the details of the journey began to flow up from
their deep hiding place and through my fingers, onto the page. |
have always come to know by writing. I should not have been
surprised by the depth of thought and emotion that emerged from
this task. Through this shared writing experience, 1 have come to
know in a new and rich way, what it has meant to follow this path
together over the past eight years. Thank you for joining us. As I
leave you, I am full of wonders once again, of what the future has in
store.
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Joshua's Asthma Story

(These stories were created by Joshua between October 13, 1993 and
June 23, 1994. He was seven years and eight months of age when he
began to write, and eight years and four months old when he was
done. As noted, he has either entered his own words, or dictated his
words for me to enter into the computer.)

All About Asthma
Part 1
(scribed by mom)

"Hi, my name is Joshua. I am an asthmatic child. If you are
asthmatic you probably know that asthmatic children are usually
allergic to dog fur and cat fur. 1 really wanted a dog, but now that I
found out thai 1 was allergic to dog and cat fur, I'm planning on
getting either some fish, a reptile or a bird. One of my friends' mom
said that there are fish with see-through skin, and 1 hear they are
really neat."

"One day when I was a baby, we found out that I had
something called tracheo malaisia which is when you have a blockage
in your windpipe. So when I was a toddler and a young child I had
lots of colds involving coughing because of my narrow windpipe. It
really bothered me then, but ] am seven now and it doesn't really
bother me any more. And I have much more fun."

"My Mom is in charge of the parties for a company
[organization] called PACE [Parents Of Allergic/Asthmatic Children-
Edmonton]. It's a group that only asthmmatic children can go in. And
once a year we have an Easter party and a Christmas party. And my
mom usually tells me to bring some of my big Lego blocks called
Duplo, for the little kids to play with while the party is on. So far
PACE has only been running for one year and for Easter we had Ron
Pearson come to do magic tricks for us. And at Christmas my mom
bought lots of little books and wrapped them, and a fake Santa Claus
came in the room and pretended his elves made them. And some
people, like me, traded some books for other books that they didn't
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have. And I got one that I didn't have. It was really fun!  But this
year (1993) there is not going to be a Christmas party and the reason
why is that PACE arranged to have 30 kids at the party and only 7
kids registered. I'm really sad about that because 1 really enjoy the
Christmas parties and I'm sure that you would too!"

"You can not catch asthma; either you are born with it, or your
body develops it. When I was a baby I had really bad asthma, but
now that I take a medicine called Pulmicort Turbuhaler, I don't have
many colds involving my asthma anymore."

Part 2
(scribed by mom)

"I don't know many people who have asthma and they don't
live close to me. If they lived close to me, we could discuss how it
feels to have asthma. It feels very frustrating because you can't do
things or have things that people that don't have asthma can do and
have. And sometimes ! feel a little bit left out when other people
can have dogs or cats and I can't. Sometimes in gym at school we do
a lot of running and it really gets me breathing hard because I'm
using up so much energy. When the teacher says 'stop' I'm the only
one who's breathing very loud. 1 also feel blocked up and sometimes
I think I am going to get a breathing problem. And if I had a
breathing problem in gym, I would have to miss out on some very
interesting games."

Part 3
(entered by Joshua)

I have been in the hospital so much that I actually like being in
the hospital. Lots of people tease me about that but I ignore them
every time because its not their job to tell me what to do, where to
do it, and who to do it to. There are lots of people at [my schoolj who
tease me that I have asthma, but there are some people who are
really good friends of mine that don't tease me about my asthma!
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Isn't that good? At least they don't tease me about how much money
I have. I have over $200.00 dollars, cool huh?

When I went to have my allergy tests (very late) [recently] I
found out that 1 was allergic to house dust which means I can't sleep
with ANY stuffed animals. But I had some very special stuffed
animals and I couldn't possibly sleep without them. So me and my
immediate family kind of cheated and let me sleep with the stuffed
animals that were very special to me. Their names are Barnaby
Bunny, Dina the Dinosaur, Happy the Whale, Jenna the Whale, Gabby
the Whale, my Joshua blanket, and my Rudy the Reindeer.

Part 4
(Partially entered by Joshua)

I predict that in the future I will have lots of money to spend
on medicine for my asthma and probably by then there will be
medicine that will help me fight my asthima and maybe by then I
might turn out to have no asthma at all?

Also by the time I'm older I predict I won't have as much
allergies to house dust so 1 will be able to sleep with more stuffed
animals. [If my asthma gets better in the future I hope to own a dog
or a cat.

The real problem with my asthma is all the medicines 1 have to
take. It really bothers me when my mom say's Joshua go do your
Pulmicort Turbuhaler, and I always say 'NO! ', and her immediate
reaction is always '"do it now or you'll miss some of your TV time'.
So I'm kind of being forced to do it.

I bet that you won't believe this but I've been to the doctor
134 times and I'm only 7 [at the time of writing]. A message to all
the little kids with asthma out there: if you're afraid to have a shot
or something like that, concentrate on something else, and take it
from a guy who's been to the doctor 134 times, I think you'll be

surprised of how little it hurts.
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(scribed by mom from this point on)

"You see, when you concentrate on something else. your body
isn't aware of the shot. So when you get the shot. your blood vessels
have to rush to where the needle has been stuck in your body and
by the time your blood vessels get to where the needle was stuck in,
there isn't much time until the doctor pulls the needle out. And the
only way that things hurt is when your blood vessels are around the
spot that hurts. A message to all the parents out there who are
really worried when their children have surgery or an operation: be
sure that the doctors that are doing the surgery or operation are
very well trained. And when your child gets out of the surgery or
the operation, remember that certain surgery or operations make
some parts of your child's body hurt. For example. if your child has
to have their tonsils taken out, their throat will hurt very badly. A
good thing for your child to eat after he or she has their tonsils taken
out is ice-cream, a cold drink, or something cold. When I'm in the
hospital, something that makes me feel better is a little treat from
the gift shop. My parents job when I'm in the hospital is if one of
them needs to go get something in another part of the hospital or
city, one parent always stays with me to watch me and make me feel
better. Sometimes when I have to go to the hospital its midnight, so
I sleep in the car all the way to the hospital. I get scared if I have to
get a shot. I'm afraid it'll really hurt. And sometimes it really hurts
me even when 1 concentrate. Sometimes I'm doing something fun
and I have to get interrupted to go to the hospital."”

“This is just a prediction, but I think my Mom and Dad feel
pretty good that I don't have very bad asthma, but they still feel bad
that I still have asthma."

Part 5
(partially scribed by mom)

"Since the beginning of May, I have had a very bad cold and
today its June 23rd and its still not gone. My Mom and Dad have
been very concerned for a long time and they are wondering what is
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causing it. 1 wish that it will go away by the time we leave for our
trip to Ontario."

(The following section has been entered by Joshua)

This year my asthma has been bothering me more than it has
for the past two or three years. 1 don't feel very fortunate that my
asthma is bothering me so much more than it has been. I'm very
unsure what is making it do that, but it just does it. Maybe its
because we have a new doctor. We call him Doctor "R.". Mom and
Dad are so concerned that they wanted another doctor who
specializes in something other than antibiotics.

THE END

BY JOSHUA P. WINGROVE

PS Hope you have enjoyed my story.

Part 5
(continued)

(The remainder of this story has been written by mom [also on June
23, 1994], and confirmed by Joshua [on the same day], as he is
frustrated and not feeling up to telling his story today.)

Josh is all tired and worn out today. 1 think he's tired of being
sick. It has been a long time. He gets so run down and doesn't like
to get extra sleep like the doctors say he should. He does like to
drink a lot of fluids (also doctors' orders) because he gets to go on a
drink shopping spree!! Maybe he's not aware of how run down he is.
I have had to train him to really listen to his body, and to tell us
when something deoesn't feel right.  We still encourage a high level of
self-awareness and self-advocacy in Joshua. Sometimes though, he
doesn't know what he needs or wants. It is upseiting to see him in
such a state. At times like this, 1 know he is not simply complaining
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for the sake of complaining, and yet we can't get to the bottom of his
problem.

When Joshua is well, he seldom mentions his asthma/allergy.
It seems as though he forgets about all the illness. medication, and
hospitalization (although he assures me that he does think of his
illness, even when he is well). Then, the next time he is ill, he
reflects upon his medical past, and will quite often forecast a gloomy
picture of his future health. It is this cycle which leads to his ever-
changing asthma story.

The rhythms and cycles of the school year are extremely
evident in Joshua's story. The natural flow of school days is often
interrupted by illness, absenteeism, and fluctuations in strength and
stamina. I can't count the number of times, for example, that he has
missed the day the class pictures were taken, or the day the Father's
Day gifts were taken home. On many occasions | have taken him to
school just long enough to write a test, or take part in a dress
rehearsal. The teachers notice that he's been away of course, but
now his classmates actually acknowledge his return, which means a
lot to all of us. As we arrive to join the class on their way to practice
their performance for the spring concert, the children bring him up
to date in the line up. "Robert is now your partnert”, or " You get to
wear a hat too!" Joshua feels good because he hates to be ill-
prepared or uninformed. Frank and I feel great because the children
have noticed he was away, and are welcoming him back into the
classroom community. 1 see this as one of the advantages of being in
a small school, and of having the same core group of peers year after
year. The childrenm now accept that he will be away, and have
naturally taken it upon themselves to 'bring him up to speed' when
he returns to school. For the first few years I worried that he was
not fully accepted as a member of the classroom community. [ think
that now he is. This makes me feel much better.

The following is the script of a very recent conversation | had
with Joshua. 1 feel that it illustrates the ever-changing status of his
condition, especially when compared to his "Asthma Story", which
was mostly written in times of wellness.
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D: Can we talk about how you feel now about your
asthma? How has it changed?

J: 1 rushed to the hospital. [June 15,1994]

D: How did you feel?

J: Horrible! 1 feit like I had a 95% blockage in my
windpipe. I was kinda worried that 1 was gonna faint
or something.

D: Were you scared?

J: 1 was kinda scared.

D: What did you think?

J: Am I gonna faint? Am 1 gonna live? What will have
to be done?

D: Do you think your friends ever wake up and can't
breathe?

J: Not unless they have tracheo malaisia.

(discussion about tracheo malaisia--to clarify that it is
not a disease, but refers to the shape of the windpipe)
D: You have been away from school a lot again.

J: 1 took some days off to catch my temper again.

D: You missed some days because you were frustrated,
but you had Strepp throat and lots of colds. What do
you think the kids think when you are away so much?
J: I'm a dim-wit. 1 skip school for fun.

D: Why would they think that?

J: 'Cause 1 skip a lot.

D: Do you think they would like to be like you?

J: What do you mean?

D: Skipping?

J: Well [Jimmyj| would.

D: Why [Jimmy] ?

J: Well because people tease him lots.

D: Why?

J: Because he has a learning disability. He doesn't
learn fast.

(discussion about teasing)
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D: Now that you'll have a new teacher, what should we
tell her about your asthma?

J: Like who?

D: Let's just say Miss "T.".

J: 1 have a 50% blockage and you better know that. If
I cough bad, its okay. Well, kinda half and half. If 1
get swollen glands, its okay 'cause its usual'.

D: Why is bad coughing half and half? What could
happen?

J: That might have to--Be aware that I might wanna
rush home or rush to the hospital or something like
that.

D: What about if you are absent a lot?

J: That my tracheo malaisia makes it worse so I might
have a higher percentage of staying home. (June 17,
1994)

These words tell a story which is more in keeping with the
feelings Joshua shares on a ‘down' day. Even though most of his days
are bright, I feel it is important to include his words from both
perspectives, one of wellness and one of illness.

Joshua's Interview Story

Joshua tells me that until rccently he hadn't been sick in a long
time, but he remembers when he was little and his asthma was "very
bad". He says that he was in Kindergarten when he "started not
being sick so much". Joshua describes his health problems as "kinda
bad" and says he's "kinda worried" about them. Joshua worries
about getting 'really bad" and "missing lots of school", to which he
adds, "I do not like at all. I repeat, I do NOT like at ali!” He also
worries about "ending up in the hospital" when he is ill. Joshua used
to worry about "dying" or '"fainting" or 'getting paralyzed" because he
knew "asthma can be very harmful somctimes and people could have
heart attacks and die [from asthma], but they usually don't". We
talked about how, in severe cases, a small number of pcople do die,
and since Joshua describes his asthma as "mild" he doesn't really
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worry about that any more. Joshua tells me that when he gets ill
now he thinks, "I hope I get better soon", because some of his
ilinesses have been so long.

At times, Joshua has to go to the hospital. He trusts the hospital
staff, and says 'they are nice and they operate [work] with extreme
caution" and they let him 'rest between operations [procedures]'. At
the hospital "they do a lot of tests and x-rays, and take [his]
temperature and give [him] medicine".

Joshua can tell me that the things that cause his asthma are
illness, allergies, running, and tracheo malaisia. When asked about
having allergies and asthma, Joshua said, "Its very severe to get
them, and sometimes it can harm you, so if you have asthma [and
allergies]--WATCH OUT! "

Joshua says that when he is sick he '"coughs and wheezes" and
"gets stuffed up'". Wheezing is not actually one of his asthma
symptoms, so | assume he is referring to '"noisy breathing", possibly
raspy or croupy breathing. He says because he has tracheo malaisia
he doesn't "have as much room in [his] windpipe as other people do",
so when he gets a cold he has "breathing problems". Joshua says, "lts
really just hard for me'". He says it is very easy for him to know he
is having "breathing problems" because "lots of [his] windpipe is
blocked up so [he'll] start having to kinda push the air through,
which makes [him] feel something”. If this happens he 'starts
coughing and not being able to breathe”, so he stops running, sits
down, and relaxes. He estimates that it takes "30 to 50 seconds' for
his breathing to become normal again.

Joshua talks a lot about running, saying that he is "running
very fast now!" He tells me that he likes running and that his
teacher makes them do lots of running in gym. He proudly tells of
winning games of '"Tails", "Red Rover", and "Doctor Doctor" in gym
class. This is very important and special to Joshua because he used
to feel bad that he could not win running games. Running fast at
recess is also very important to Joshua because he likes to be the
first one out to his fort, "especially if [he is] the boss'. He reports
that there isn't much time to get lined up when the bell rings to go
inside, so he has to "run fast and [he] can get a breathing problem,
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especially if it is cold outside". Joshua says that his classmates used

to tease him a lot saying. "You can't run! Ha' Ha! Ha, ha, ha!" But he
says that was when he was a little younger and not now, because he
can run faster now (even though he says, "I'm still the slowest in my
class! ')

Joshua said, "my teacher is really nice. She lets me sit down if
I have a breathing problem', and "lets me call home if 1 need to". He
says if there was an emergency at school she would "call 911 and
take care of [him] until an ambulance or [his] mom and dad got
there". He adds that he doesn't think that teachers know much about
asthma. He says there is '"not much emphasis or any classes in the
teacher's convention that teach--about how to take care of things
when this happens". Joshua feels there should be "a course [for
teachers] on how to deal with this until an ambulance or [the
parents] arrive'. Joshua feels that teachers should know that asthma
"can be very harmful" and '"very severe", and that '"these children
need very special care”. He adds that teachers must also "have some
sort of medicine available at all times". He wants his teachers to
know he has '"a very bad blockage" (tracheo malaisia), and to know
"how to take care of [him]".

Joshua has stated on many occasions how very important it is
to him that his teachers welcome him back when he returns to school
following an illness. He says '"people feel left out when they haven't
been at school". Joshua feels "left out" if no one welcomes him back,
and he feels "happy and comfortable” when he is welcomed back,
because he knows that he is "recognized at school".

When I asked Joshua to talk about an ideal school designed for
children with asthma/allergy, he said, '"there would be very
concerning teachers-- very care-full.  And lots of janitors, and very

clean". He says it has to be clean because "people with asthma--dust
makes them feel bad and when the school's not clean, its all dusty, it
makes your asthma--it kinda summons your asthma'. Joshua thinks

this school would be "just for children with [asthma/allergy]" because
"all schools are good for kids who don't have asthma". Joshua feels
that chiidren who do not have asthma/allergy would feel "left out" in
this special school anyway.
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Joshua reports that Frank and I are doing a 'really good job" of
managing his health problems. He says, "I get better really quick
'cause my parents are really nice to me". He adds that it takes a lot
of time to take care of his health needs. He says that Frank and I
have to take "lots of days off work", and are always "running around
making sure [he's] okay'". He also says we "pay close attention to [his]
health". Joshua also understands that we "have to spend lots and lots
of money on medicine".

Joshua is learning to take care of his own health too. He listens
to his body and "when [his] body tells [him] to do something" he does
it!  He says he tells us immediatcly if he has an "ache or something".
He watches for "hard breathing and wheezing" too.

When 1 asked him if his asthma/allergy gets in the way of him
having fun, he replied, "Well, I could run more and have a dog!" He
feels different from other kids because he goes to the doctor so
much, and other
children "don't have to worry about keeping a puffer in their
backpacks". Joshua is very conscious of taking his medicine around
his peers. He says taking "meds." at school is okay if nobody sees
him. He feels okay if his friends at home see him take medicine
(pills), but he feels "funny" or "embarrassed" if they see him with his
mask and his machine (to do Ventolin treatments), or inhaling his
Pulmicort. If Joshua had a friend who had to have these medical
treatments he "would think, 'they have a problem and they need it',
and [he wouldn't] make fun of it".

Frank's Story

Frank is my husband and Joshua's father. He is a 42 year old
man who loves his only child very much. Teo Frank, Joshua is a very
special individual who is "bright, insightful, caring, sensitive, and fun
to be with". Frank is a very involved father and plays a major role
in the management of Joshua's health. He has worked in youth care
management for many years. His work schedule is regular and
flexible, allowing time to be with our family, especially in times of

illness.



72

One of Frank's own stories is that of being the father of a child
with asthma/allergy. ile views "allergy and asthma as being the
same sort of thing". He sees both as "a reaction to an external
stimulus, whether that be ingested or taken in through the airways
or through the skin™. In Joshua's case his asthma is not severe,
however, he has a narrowing in the windpipe which complicates the
condition considerably. It has been difficult for doctors to know
which condition is the culprit in Joshua's frequent illnesses, the
asthma or the narrowing. Frank notes that Joshua's allergies are still
being revealed to us as the years go on, and that he is unsure as to
what extent they are responsible for the asthma and illnesses.

Frank describes the family experience with Joshua's health as
unfolding in stages. For the first few years there was a search for
what was causirg the frequent illnesses and respiratory probicms.
Gradually over moaths and months cf recurrent illness we began to
link the varied medical problems. wondering how they all fit
together. We found ourselves looking for a diagnosis.  The doctors
were hesitant to label Joshua as asthmatic, but by the age of two, Dr.
A. was consistently using the words asthma and asthmatic as a
diagnosis.

Frank identifies the second stage of Joshua's medical history as
one of drug experimentation. This stage involved trying to stabilize
Joshua's health by the use of many different types and doses of
medication, some of which were quite scary to us in terms of their
physical and emotional side effects.

The third stage, in Frank's opinion, being the stage we are in
now, is where we are considering other options for maintaining
Joshua's health. Although he is physicaily much more stable than he
has ever been, emotionally he is presenting a challenge.  Frank is not
convinced that the medication has nothing to do with the swings in
Joshua's emotional stability, although the doctor has assured us that
it could not possibly have anything to do with the medication.  Frank
speaks of the worrtes in the following way:

I think because we've gone through stages, the worries

have changed. At one point in time I was most

concerned for his immediate well-being, and fearful
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that an a‘tack could be VERY dangerous, perhaps life-

threatening, but also may result in more long term

damage--continued attacks. I think we've gotten by

that now. That may be a sense of false security, I don't

think so. 1 think that he's by the worst part of that

now. And at one time we were happy to trade the long

term doubt for short term security. Now that we have

the short term security we want to take a look at the

long term doubt, and make sure that we're okay with

his current medication and the imipact that will have on

him. 1 don't think its now so much a matter of his

iliness that is of concern to us, as the medication itself.

(Mar. 22, 1994)

Frank continues, "[there were] lots of doctors. lots of hospital
stays, seemingly no improvement, often times seeming that there
was more deterioration than improvement. For a long time that was
a concein. He had a seizure--although not related, you can't help but
think it may be related”. There were so many tests and sc much
waiting to hear the test results. Frank was especially worried

...when they were doing exploratory stuff...When there
were polyps that developed., that concerned me,
thinking that there was a connection between those
polyps and whateve: nis physical dysfunction was...]
guess for a while I wondered whether or not there
was, you know, these diseases like Lou Garrick's or
something...that we [didn't] know. 'These are all the
symptoms. We may not have ever heard of the
discase but these ali may be symptoms that point
directly to that disease." (Mar. 22. 1994)

Frank now feels quite confident that this is not the case, as
Joshua is older and has seen so many specialists that we would know
by now. He says "the nardest thing is being uncertain about his
future. Now we have reason to be concerned in two different ways.
One certainly was h's health. again, I put that as a secondary
consideration now, second to the impact of the medication that keeps
him stabilized". We all hope that as time goes on, the amount of
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required medication will decrease, which seems to be the case at this
point.

Frank agrees that living with a child who is ill has been very
stressful and Joshua's chronic health problems have impacted the
family in many ways. Joshua's social development seems to have
been delayed by his chronic illness. Frank describes Joshua as a
"Mommy's boy", adding that he is beginning to take some bigger
steps towards independence. Joshua has experienced minor
problems with peers at school. It is difficult to know if this is due to
him being an only child, him being the youngest in his class. or him
being sick for most of his life. Frank adds, "I think that its a stressor
to know that Joshua's limitation excludes him from a lot of activities
with other kids, and although that shouldn't be a stressor, you like to
think that your child would not be excluded from any group for any
reason. And when he is excluded, and he shows the emotional let
down of being excluded, that's a stressor [for us]".

Frank also notes that the lack of sleep has been a significant
stressor for our family, especially "if you look at all the times we've
been up [at night] with Joshua. During the crisis', people manage
pretty well, but its [during] the after impact of those crisis' [when]
the stress shows'.

Hospitalizations have been very stressful for all of us. Frank
tells of such times using these words:

Well, you can't take your littie boy to the hospital and
watch him having difficulty breathing without feeling
a great deal of stress. You can't see him on a machine
[air compressor and mask] three times a day, as a four
year old, without feeling some sort of stres- and
sorrow for that kid. (Mar. 22, 1994)

Frank recalls all of the time it has taken to care for Joshua.
"Because of his illness, he has beer pampered. We've spent a lot of
onc-on-one time with him. We've had to sit wiih him, calm him,
read books with him while he's doing medication, that typce of thing'".

Our family activities have been affected by Joshua's respiratory
condition and by his foot problems, although it is to a lcsser extent in
recent years. Frank says, "Going hiking and stuft iike that are things
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I would like to do more of and I know we're limited...Joshua would
love to have a pet. I'd love to have a pet, and I still hope to be able
to have a pet actually, for Joshua. 1 guess that may not be

reasonable to hope, but I think that at some point in time it may be a
possibility".

Joshua's condition has aiso fueled "a lot of
discussions/arguments about what is appropriate in terms of
medicating Joshua...We both agree that we have to be in some sort of
control over Joshua's path to wellness... So we have to be in
agreement [on] that, and we aren't always in agreement over how to
reach that goal. That's a stressor' (Frank's Interview- March 22,
1994).

Regardless of these stressors, Frank feels strongly that "for as
much as it has been very stressful, and it has been very stressful, it
certainly hasn't been stressful to the point of having a long term
negative impact on our family. I think its had a long term positive
impact actually, which is kind of odd to think about" (Frank's
Interview- March 22, 1994). He continues, "I think its been hard,
and its been hard on everyone, but I also think its been a very
rewarding experience...l think that with a child that may not have
required our attention so much, we probably wouldn't be as close as
we are now...We are much closer now, as a result of Joshua's illness
and I think that sure is true with our relationship with him. " Frank
believes that at times, we have been desensitized to how tough it has
been, but that overall, the long term effect of living with a child who
is chronically il has been a positive one.

When asked if he feels he has enough support from family,
friends and professionals, Frank did not hesitate to answer "no'". He
continued. "I think that when you are in this kind of situation, you
feel awfully alone and I'm not sure that there is ever enough
suppoit...I think you always want more support". We have friends
and relatives who have special health needs in their family, and
Frank says. "we were not as sensitive to their children's illnesses as 1
think we might expect them: to be to our child's illness...So it would
be pretty hard for me 1o be excessively judgmental of those who
don't provide support for us." We do have friends who are great to
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talk to, but Frank questions whether they fully understand the
impact this has on our family. He even wonders if our friends feel
that we overstate things because Joshua appears to be quite well.

Frank does not describe any special coping strategies that have
helped us through the tough times. He adds. however, "l think that
one of the things we did right was not having a second child. 1 think
that having two children, especially given our first six years or so
with Joshua, would have been a real tragedy. because I think the
second child would likely not have gotten all of its needs met." Frank
does say that we have shared the responsibility for Joshua's care
evenly, and that we have always managed to pull together in the
times of crisis.

From the beginning, Frank has played a very active role in the
management of Joshua's condition. He feels that as parents,

...we are certainly sensitive tc his personality and his
needs. So we play the leading role in terms of
identifying when there are problems for Joshua, and
[in] trying to help him [on] an emotional level...We
don't do the prescribing of 'meds.', although we
certainly like to be involved in that, but we offer
counsel to Jjoshua in terms of how to cope...And |[we
make] sure it doesn't impact him to a greater degrec
than is necessary...] think in my mind now its clear
that we're in charge of our young man's health. (Mar.
22, 1994)

We know our child better than anyone else and are more able
to recognize signs of illness. It is our responsibility to be attentive to
the physical, behavioral, and emotional signs of illness, and to
minimize the impact of the illness. We must be sensitive to his sense
of well being and help build his self-esteem.

Specifically on the issue of dealing with medical professionals,
Frank says, "we have had to argue on behalf of the fact that we know
our child better than they do". In our experience doctors are not
always aware of the signs that Joshua is having difficulty coping, in
terms of the illness or of the medication. Frank fcels a doctor must
be in tune with Joshua's needs, and responsive to our needs as a
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family. A doctor must be attentive to Joshua, and listen to Joshua,
and to us. Unfortunately, we have found that some doctors are not
good listeners. A doctor is a very important resource to our family
and must be chosen carefully. A doctor is engaged to assist us in
assuring that Joshua lead as normal a life as possible. Frank adds
that if a doctor does not meet our family needs we will not engage
him or her.

Frank expresses a general dissatisfaction with the medical
community. The following passage illustrates this point:

The long and the short of it is, I don't believe the
medical profession in general, understands asthma
anywhere near as well as I would have expected them
to...I certainly would not view the medical field as
being really competent in terms of dealing with
[Joshua's] situation. I don't doubt for one second that
they were doing everything within their limited scope
of power to try to help Joshua. I wouldn't question
their desire to be helpful to Joshua, but I really think
that [the field of] medicine doesn't understand
asthma/allergy as well as it probably could... would
expect, particularly given the number of people who
are asthmatic, that there would be more knowledge
abont it--that there would be more impact from
medication. (Mar. 22, 1994)

Frank feels he has a fairly good lay person's understanding of
asthma/allergy, and continues to be surprised by the level of
knowledge of asthma/allergy held by medical people, and by the
inability of the pharmaceutical companies to develop a wider range
of medication to help control asthma/allergy. He says, "There may
be individuals who understand it far better. Certainly his specialist
has been pretty good with him, and a tlittle more knowledgeable,
although you find yourself in a tug between a specialist and a GP,
and one disagreeing with the other". Several doctors were initially
unable or unwilling to give us a diagnosis. and since the actual
diagnosis we have been told both that he does not have asthma, and
that he does have asthma.
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Frank's speaks of his experience with doctors. saying. "[thcy]
are not all capable of keeping in mind Joshua's history, and 1 think
that's a very important job for a parent..lts definitely our job to
make sure that they are aware:...that they recall that he's been on
medication this many times over the course of the past few months;
that they recall that Amoxil is less [effective] than Pediazole, or vice
versa; that they recall that he has a foot pronation".

Frank also questions our doctor's manner, saying, "l don't know
whether Dr. A. responds better to males or not." Frank senses that
Dr. A. "sees mothers as being somewhat prone to emotional
instability”. Our doctor seems to afford Frank more respect than he
does me, and yet he has told me not to send Frank when Joshua
visits his office, as fathers are not as in touch with their children.

Frank describes our role with medical and school personnel as
one of strong advocacy. When Joshua is at school we are not with
him as we are at the doctor's office. We must have people in the
school who are well informed about asthma/allergy and who will
advocate on Joshua's behalf. Frank says:

For as much as I would like {teachers] to know
everything about asthma, and particularly our
son's problem, I'm not sure that I expect that of
them...I think that...it [should] be mandatory that
one person in every school become the expert in
that area. And that any consideration for
cleaning agents or new carpeting, or any of that
stuff be--that it be a matter of course that
individuals be notified of those kind of things. 1
think it would be great if ¢very teacher knew all
about the impact of asthma. I think though, that
it is enough that somebody in the school act as
an advocate for those kids. (Mar. 22, 1994;

Frank believes that teachers are already asked to do far too
much, and is aware that they have many children and families with
special needs. Our experience at Joshua's school has been that most
staff members are very conscientious, and that for the most part
they recognize Joshua as having a unique health situation. He says,
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"I think they have taken [a] whole account of his situation, more than
just listing him as asthmatic on their book". The teachers who spend
the most time with him are, of course, more aware of his situation.
Frank explains:
Its all a very individual thing. Some take it more
seriously than others. Some people say, 'Oh yes, I
understand asthma', and that's the e.d of it, and {they]
don't really take the opportunity to look at the
individual...And I don't think the topic is clearly
understood. The problem is that some people view it
as being a very general form of sickness that is easily
managed. Others are aware more of the specifics of
the individual. One teacher that he has is very aware
of what is being introduced to Joshua's immediate
environment and asks us about that. Others don't
know, and some don't care-- I don't doubt that for a
second. I think though, happily, for the most part, our
experience is that those [who] are ignorant, are
ignorant. Its not a matter of choosing to be
unconcerned, its just that they are not well
informed...[There is] an individual who...shows
absolutely no interest in his special needs as an
asthmatic., and would rather discount [the asthma]
than count [it] as...a factor in his life. Overall, our
experience has been pretty positive...And if we take
the time, and we have the time to offer them., making
them more well informed certainly has been to our
benefit. (Mar. 22, 1994)

Joshua's health situation likely appears inconsistent and
confusing to Joshua's teachers, as he is seldom ill at school, or even
absent anymore. The personnel who are most responsible for
Joshua's well-being have not doubted our word that he still has
special health needs, even though these needs are not often
ncticeable in class.  Frank adds, "Two years ago they would have
seen the impact more of his medication than of his illness in the
classroom". Now, with the exception of emotional symptoms, which
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may or may not be related to the medication he is currently on,
teachers do not often see evidence of chronic illness at school. Frank
believes it is "our job to make sure they are up to date, and make
sure that they understand that he is not by some miracle. a well boy.
He's certainly better controlied [by medication]". We have made
Joshua's teacher aware of the fact that his health has been stabilized
with steroid medication, and that we are monitoring this drug
carefully. She does not, therefore, assume that he is suddenly well
because he is ill less often.

Frank feels that schools must be more aware, and far better
informed about asthma/allergy. He places this responsibility upon
the school boards rather than upon teachers in general. He
emphasizes that school districts are responsible for students who
have as‘hma/allergy, but that they have been ignoring the needs of
this sizable group of children. He adds,

They've had their heads in the sand for a very very
long time, and its only the acts of individuals such as
the teachers and principal in our school that keep our
son healthy. Its not because of school board
policy...But happily, the individuals, at least in our
case, have picked up the slack. (Mar. 22, 1994)

This is not the case in all schools. It is clear, Frank says, "that
there is a very very dangerous lack of knowledge regarding asthma,
and there's r»t the advocacy 1 would expect" in schools, where, for
example, students with asthma/allergy are not allow:d to carry their
inhalers.

Frank freely shares that he does not spend much time
wondering why our family has to deal with chronic illness, adding
that he doesn't feel it is productive to do so. He has at times,
however, wondered why Joshua has asthma/allergy and why other
children don't. He talks about the guilt of knowing that genetics
plays a role in this, but adds that 'geretics also provided [Joshua]
with some very positive things". Frank feels that Joshua's
"limitations are somecwhat insignificant compared to [his gifts]". As a
Christian, Frank belicves that Joshua waz< given to us because we are
capable of helping him and of dcaling with his special needs.  Frank
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feels we are very fortunate, and by comparison we are in a pretty
reasonable position. Some families are afflicted with all kinds of
things that, through no fault of their own, they are less able to deal
with. Frank feels that "we have our lives under control and we know
where we are going with Joshua, or have a sense where we're going".
He hopes that Joshua is developing the immunity to fight illness
more on his own, and that he will require less medication as time
goes on. Frank worries about the quality of our air, and hopes that
with time human kind is becoming more aware of what we have
been doing to our air, and will succeed in turning it all around.

Frank concludes, "I wanna advocate on behalf of families who
deal with allergies and asthma, and I want there to be greater
understanding, but that also goes along with the understanding that I
suspect in each family [people] have their own issues to deal with."”
But Frank also empathizes with teachers and, tries to keep the well-
being of all children in mind. He cautions, "We have to be careful not
to become so focused on our own children's maladies, and disregard
the issues that other children may be facing.

1"

The Underwood Family Story

Al and Pat Underwood live in a large urban setting with their
sons Cameron and Emile. Cameron is their biological child, and Emile
is their life-long foster child. Emile's older brother, Eric, has also
been a fosier child in the Underwood home at various times over the
years. Al is a member of the media and works evenings, while Pat
works full-time days in the field of science. Neither Al nor Pat are
from the city originally, and have no other family members living
near them. The children see their grandparents only occasionally as
it is 2 long jouimey to visit them.

Al is a person who has severe allergies and asthma. He
considers asthma/allergy to be a '"normal part of life", and to be
something you "just deal with". Cameron, the Underwood's youngest
child, has also developed asthmia/allergy. Living with Al, and
preparing food for him for many years, has in many ways prepared
Pat to meet Cameron's medical and dietary needs. When Al and Pat
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made the decision to have a child they anticipated that the child may
have asthma/allergy, however this in no way colored their decision
to have a child. Knowing how effectively Al had managed his
asthma/allergy left them confident that they would all manage fine,
should their future child develop asthma/allergy.

Over the years, and by a process of trial and error, and
information seeking, Pat and Al have learned how to effectively
manage Cameron's medical condition. They now believe that with
the proper medication there is no need for Cameron to have a serious
asthma attack, or to have his activity limited by his condition. They
have come to trust their own instincts, to question medical people,
and to monitor the effects of all medication. They especially value
the approach taken by their current doctor, who tells them to do
what they feel will work for Cameron, and call him if they have any
doubts or concerns. This attitude and advice sits well with Al and
Pat for several reasons. First, because they are now confident that
they know how to effectively medicate Cameron at home. Second,
because they feel confirmation that the doctor trusts their ability and
judgment in treating Cameron's condition. And third, because they
trust the doctor to give competent advice in situations where they
are unsure of what to do for Cameron.

Al and Pat have had experience with medical professionals
with whom they were not comfortable. The examples which they
site are of situations where medical people were not frank, honest,
compassionate, and most of all, well informed and competent. Pat is
especially incensed when a doctor implies a psychosomatic cause for
her or Cameron's symptoms, or when a medical person does not
listen carefully to what she is telling them. Pat appreciates a doctor
who takes the time to talk to her and reassure her that she is not
causing Cameron's difficulty. She likes a doctor who is fair, makes
eye contact, does not make her feel rushed, and assures that she
understands what is being done and why. Neither Al nor Pat
appreciate being treated as though the are not well informed, or not
intelligent.

Pat feels that asthma is not one of the "bad'" chronic conditions.
She compared her family situation to that of families living with
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Cystic Fibrosis or Down's syndrome, and feels grateful and relieved
that her family is able to cope with asthma/allergy as well as they
are. She empathizes with the families of less fortunate children,
saying how hard it would be in more severe situations where no
improvement was in sight. She also compares asthma/allergy to a
cold for which there is little relief, stating that at least with
Cameron's asthma he can get quick relief with medication. Pat feels
lucky that Cameron's most severe allergy is to nuts rather than to
something more common and harder to detect, such as egg, corn or
dairy products. Al too, compares his situation to that of a another
fainily, empathizing with a co-worker who's teenage daughter
suddenly developed asthma/allergy, saying how tough it must have
been for them.

Pat states that asthma/allergy is 'nothing [they] can't deal
with", and both Al and Pat accept it as a very matter of fact thing in
their family life. Eventhough both Al and Pat describe the impact as
minimal, living with a chronic condition has had a significant impact
on the Underwood family. One major stres<or throughout Cameron's
life has been the lack of sleep experienced by the entire family, but
particularly by Cameron and Pat. This lack of sleep was largely due
to Cameren's colic in the first two months of his life, however,
interrupted sleep has remained a symptom of his medical condition.
The second significant contributing factor to the sleeplessness was
the fact that Pat and Al had two infants at the same time. The boys
are only ten months apart, with Emile being the older of the two.
Having two children in itself is reason enough for parents to have
their sieep interrupted more frequently. whether the children are
close in age, ill, or not.

The lack of sleep and the resulting lack of energy affected
many areas of daily life. There was little time or energy to meet the
needs of Emile's brother. Eric, who lived in the home during those
sleepless years. 'The effects of fatigue and illness were evident at
home, and at Pat's place of employment. Vacations taken to drive to
see the grandparents were also adversely effected by the serious
shortage of slecp in the family. Indirectly, the lack of sleep also
influenced the decision as to whether or not to have another child.
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So for many reasons, sleep deprivation has had a major impact on
the family.

Freedom of movement has been another area of family life
which has been effected by asthma/allergy. Both Pat and Al
describe situations where the family freedom of movement is in
some way effected by asthma/allergy, stating that they tend to do
t:ings more insularly as a family. Pat reflects on how they are "not
as free to just get up and go as other families seem to be". They have
" zcome accustomed to "weighing the pros and cons" of any activity,
with respect to asthma/allergy, before they embark on an outing. On
vacation for example, there would not only be a new set of
environmental allergens, there would also be the need for
medication, and electrical apparatus for administering medication.
T ve is also the added risk with respect to allergies, at other
p.vple's homes and in restaurants, where food is prepared by
others. Freedom of movement was also affected by the task of
finding a baby-sitter who was mature and responsible enough to
deal with two young children, one of whom has asthma/allerpy.

Within the home there are issues unique to the families'
situation. Upon discovering that Cameron was allergic to dust and to
animal dander, Al and Pat removed all! the carpeting from their
home. Mealtime is an added challenge at the Underwood houschold.
There are a great many allergies to be considered when planning
meals. Al and Pat believe in having all family members cat the same
meal, as far as possible, so that food allergies do not single anyone
out at mealtime. Al's shift work makes it more difficult for Pat to
know what he has eaten during the week, which in turn makes
following a rotational menu slightly more difficult.  Overall, however,
it is quite clear that "watching out for what you eat" is a very
ordinary thing in the Underwood family, and doesn't really "get in
the way' a great deal.

Possibly the imcst consisiently felt effect of Cameron's condition
is the worry. Pat describes the worry and fear as being of special
concern.  She tells the story of how someone in Al's past fed him a
nut in utier disbelief that anyone could be allergic to nuts! Both Al

e

and Pat tell of their worry for the time when Cameron is out on his
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own more, and for when he is at school with all the other kids, some
of whom "can be so mean". Although Cameron's severe allergies are
by far Pat's greatest fear, and although she, Al and Emile are
constantly trying to train and protect Cameron, she has not told
Cameron that nuts could cause him to die. She feels he is too young
to comprehend such a concept, and has chosen, for the time being. to
impress upon him that "nuts will make him very, very ill, and he
must not eat anything he is not sure of". Al and Pat focus on the
need to educate Cameron about his allergies, and work with him until
he internalizes the importance of guarding against nuts, and is
capable of protecting himself when he is not by Mom or Dad's side.
Although Al and Pat agree that the hospitalization was the hardest
thing they have undergone with Cameron, the constant worry,
especially with regards to the severe allergies, is a big part of the
impact that Cameron's medical condition has on the Underwood
family.

The impact of dealing with a chronic condiiion is felt in many
ways by the Underwood family. Pat adds however, that although
none of these factors are things with which they carnot deal, "all the
little things tend to add up". It may be that these stressors impact
this family less than other families in simila- situations because of Al
being a person with asthma/allergy himself. Because of this and
other factors, the family scems to cope well with this chronic
condition.  Presumably, their successful coping strategies fessen the
impact of the medical and lietary needs on the family. ‘Their
confidence comes from Al's personal experience, trial and error. and
from the success they have had with the curremt medications. Pat, of
course, takes her lead from Cameron who is quite capable of
communic~iing his needs to her. If he refuses a "Puff”, Pat will go
with his decision and continue to monitor him closely.  Pat respects
Cameron's knowledge of his needs, although there are times when
Cameron docs not want to have a mask treatment and his Mom and
Dad need to over-ride his decision. At times like this Cameron is
acting out of dislike for the treatment, rather than on what he knows

about his healthh needs at the moment.
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Information and medication seem to be two highly valued
resources in the Underwood family. These are issues that appear
over and over again in their stories. It is evident that medication is
extremely instrumental in maintaining Cameron's health, and
providing him with the opportunity for a normal childhood. The
need and search for infcrmation about asthma/alicrgy has been
clearly stated as a priority in this families' story.  Support groups
such as PACE and AAIA (Asthma/Ailergy Information Association)
have been a major source of information for Al and Pa.. Both Al and
Pat have worked hard 0 be informed and involved pasents.  They
have educated themselves about asthma/allergy through personsi
family experience. through conversations with medical personnel, by
reading widely, and through their involvement with information
support networks such as PACE and AAIA.

Al and Pat accept that it is up to themo as Cameron's parents, {o
nrovide school persornel with the information they require to safely
care for Cameron at school. Al and Pat feel it is essenual that school
personnel be well aware of certain things about Cameron's condition,
Al believes that school personnel are receptive to such information
about their students, however. for the most p- t it is a matter of
them being unaware and poorly informed.  hey must be educated
about the signs of an asthma attack or an allergic reaction, and know
how to deal with the tuation.  They must be willing and able o
medicate Cameron at school, ard have the medication -eadily
avatlable at all times.  They must respect that Cameron wiil be abie
to tell them what his needs are. and they must listen 1o him
carefully.

Al and Pat spcak a lot of their desive for Cameron to be
"normal” and to have a "normal” life. They realize of cousse that
special attention must be given to Cameron with regards
severe food allergies. however, they want o minimize Jit o
which Cameron must be scen as "different”. I Cameron can Jdo
everything that other kids can do. with the aid ot his medication,
then the medication plays @ role i helping mmaintain normalcy for
Cameron. Al and Pat want Cameron's condition o seem normal to

him too. If he sces it as a normal part of his tife he may be more
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able to make it normal for others when he is faced with a reaction. or
having to use medication. at school or in other public places. Al and
Pat carry on their everyday lives as though this were all quite
normal. Pat feels it would be more difficult to cope if a person did
not think that their situation was normal. It is apparent that A: and
Pat model this philosophy for their family.

Al and Pat do not spend time wondering why their family
should have this situation of chronic medical problems. They do not
philosophize about the fairness or the reason. Pat believes that when
you make the decision to have a child you must be prepared to
accept the entire package that comes along with that child. She feels
that children are by nature a 'problem', and "parenting is not meant
to be easy or even fun all the time". She feels that each of her
children, and all children, have their own set of "problems". Cameron
just happens to have asthma/aliergy as one of his. She cannot say
that Cameron has been more of a challenge because of his medical
condition than Emile has been because of his particular set of issues.

The fact that there are two children in the Underwood family
has both a positive and a negative impact on the family. As
mentioned, two children means two sets of demands on parents,
however, there are some very pleasant pluses to Cameron having a
sibling. Emile plays a protective role with his little brother, by
monitoring and even tasting the foods that Cameron comes into
contact with. Cameron has spent much of his free time at home, as
do many preschool children. Home is the safest place for Camcron to
be because of his allergies. For a child who spends a lot of time in his
home and little time in other children's homes, having a sibling
means having a live-in playmate. Cameron and Emile have always
been best playmates, and Pat and Al sincerely heope that they will
remain close as adults and always be able to count on onec another.

It is clear that Pat and Al love their children very much and
are proud of them both. Pat says they do not spoil Cameron or put
him on a pedestal because of his special health needs. She sees him
as "just a little boy who needs some medicine now and again'.
Family is important to Al and Pat and they try to give each family
member whatever they need most. Having two children means
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making every effort to give equal attention to each of them. The
individual well being of each child is of great importance to Al and
Pat. Pat goes on to say that the things they hold dear about their
children are not based on special needs, but on the fact that they are
their children, arnd are therefore "special".

Cameron's Story

Cameron Underwood is four and a half years old. He appears to
be a very bright, verbal boy, with a good sense of humor. He is a
sensitive boy who likes to snuggle with his mom and dad, and waits
up at night to say good night to his dad, who works evenings.

Cameron lives in a cozy house with his mother, his father, and
his brother, Fmile. Emile is five and a half years old. Emile has been
a member of the Underwood family since before Cameron was born.
Cameron and Emile play together often and, according to their mom,
are 'good buddies". They also watch out for each other at home and
at daycare. Cameron and Emile have been in daycare since they
were infants. They enjoy swimming and gymnastics, and many other
things that children like to do. Cameron tells me he can run "faster
than the wind'"! He hopes to play on a soccer teamn some day soon.
He loves animals. and spends a lot of time at the zoo with his family.

Pat refers to Cameron as a happy healthy little boy. He is
allergic to nuts, dust, animal dander, mold, pollen and dairy products,
although he is tolerating some dairy products at the present time. He
is a slight child. who has moderate asthma and severe allergies.
Allergies, illness and cold air will trigger Cameron's asthma. He is
severely allergic to nuts of all kinds, although it is not clear whether
he would suffer anaphylactic shock (a severe allergic reaction
involving respiratory distres: and increased loss of body heat)
should he ingest nuts. He has an Epipen (injection device) containing
Epinephrine (pharmaceutical adrenaline effective in increasing blood
pressure) at home and at daycare. which he has not needed to use to
date. Cameron's parents operate on the assumption that with
repeated exposure. Cameron could very well have an anaphylactic
reaction to nuts. Cameron is very aware of any asthma or allergy
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symptoms, and speaks up loudly and clearly when he needs adult
assistance. Cameron's parents feel he is forceful enough to demand
the attention he needs when he is reacting with allergy or asthma,
and they intend to teach him to be "pushy" about his medical needs.

Camerrn says that his allergies can cause him to get "red spots"
(hives) on b:z stomach. The red spots are "very itchy'" so his mother
has to "give [nim] some--this thing that they put all over the bumps"
[Calamine lution]. But Cameron says "you wait a very long time and
then it gets better and then its gone'.

Cameron knows he must be very careful not to eat any food
which may contain nuts, because nuts will make him extremely ill.
If he does not know what ingredients are in a food. he has been told
he must not eat it, just in case there are nuts in it. Cameron's mom,
dad and brother help him watch out for foods with nuts. Cameron
says "[Emile] just breaks it [a cookie] open and looks inside and teils
me if there's peanuts'. Cameron reports that Emile will tell his mom,
dad or daycare teachers if Cameron is "having asthma". Cameron is
told that when he is older he will be totally responsible for what he
eats, so he must practice being very careful about food.

Cameron speaks highly of his daycare centre. He says all his
daycare teachers know about his allergies and asthma. They do not
serve Cameron any food which may contain nuts or cow's milk. Next
year Cameron will be in kindergarten. Snack is served in
kindergarten so Cameron's parents are teaching him to find out what
is in his food before he eats it. Cameron has been instructed to ask
his teachers to help him find out what is in the snacks he eats. He
must assure that his teachers ask the snack makers or read the snack
package to discover what the smack is made of.

Cameron's asthma symptom is coughing, not wheezing which is
more commonly the symptom of asthma. and his allergy symptom is
hives. Although he is seldom ill, Cameron is chronically "stuffed up”
because of his allergies. He had frequent minor cold symptoms as a
baby and toddler. He also had a moderate case of colic until the age
of two months, for which he was not medicated. Cameron has been
very healthy, and does not visit the doctor often, nor does he miss
daycare often, as a result of illness. His mother reports that he has a
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good attention span and has never exhibited behavior problems or
hyperactivity as a result of having allergies and asthma, although
certain medications do make him very active.

When Cameron "has asthma'" he begins to cough. He says his
"breathing goes away and its time to have asthma'". He will feel
"weak' and '"can't talk as much". Cameron does not worry when he
has asthma, because his "mom and dad will take care of [him]".
Cameron says that his mom or dad give him medicine when he is
"coughing too much". Cameron has "Dragon Medicine" for his asthma.
The medical name for "Dragon Medicine" is Ventolin (a
bronchodialator). Cameron calls it "Dragon Medicine" because of the
way the steam rises up from his face mask when he does his "Dragon
Medicine". (This treatment can be easily done at home or in hospital
with the use of an air compressor.) If Cameron is out and about, he
can take a "Puff' of Ventolin from an inhaler. whenever he starts to
cough. Cameron tells me he also has "G ggle Medicine", which he
takes to help him prevent, or control the frequency of, his asthma
attacks. The medical name for "Goggle Medicine" is Pulmicort (an
inhaled corticosteroid medication). Cameron calls it "Goggle
Medicine" because when he is doing his "Goggle Medicine" with his
face mask and nebulizer machine (air compressor), he wears swim
goggles to protect his eyes from the medicated mist.

Cameron's parents chart his medication usage on a large wall
calendar and adjust his treatment according to the ability of the
current medication and dose. to effectively control his symptoms.
They feel that it is their responsibility to monitor Cameron's
condition and medicate him properly in a manner which will allow
him to participate as fully as possible in normal childhocd activities.

Cameron appears to handle his medical condition very well. He
seems to be a very independent boy who does not view himself as
"sick" or "handicapped" in any way. Nor does he look or act like he is
"sick'". His parcents say that he accepts allergy and asthma as a
normal part of his life and does not complain about the restrictions
placed upon him by his dictary needs. He does not like having
asthma. (although it is of no particular bother to him) because he has
to take a lot of medication that he does not like. He complains, "That
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bugs me. 1 hate the 'Goggle Medicine' ...'canse it has too much
medicine and it gots to get down and outa this smoke'" (the nebulizer
has to empty before he is done). He does not like doing his medicine.
but ke says '"it makes [him] feel better™.

Sometimes Cameron has to go to the hospital because of his
asthma. He says the hospital staff "try to'" take good care of him. bui
he does not like them because '"[he doesn't] like white, and they wear
white clothes." Cameron had one three day hospital stay, at two and
a half years of age, wher he was extremely ill from asthma. Shortly
thereafter, he was treated for asthma in Emergency, on two »r three
occasions, but did not have to be admitted. Cameron's parents feel
that since they have received extremely reliable medical advice from
their new doctor, it is not likely that Cameron will need to be cared
for in hospital for asthma, unless his current needs change
significantly. They strongly believe that Cameron's hospital visits
could have been avoided if they had the information they needed to
effectively medicate him at home. Since beginning Cameron's
current drug regime, they now feel they are quite capable of
managing Cameron's condition themselves, following the compcetent
advice of their new pediatrician.

Emile's Story

Emile is Cameron's brother. He is five years old and goes t.
kindergarten. He is a large, muscular boy who loves to roughhouse
with his dad. Although Emile is a foster child, he refers to Pat and Al
as Mommy and Daddy, and to Cameron as his brother. On weekends
Emile visits his "other Mommy'" and his biological brother, Eric.

Emile is somewhat shy, but we had a pleasant conversation,
wherein he told me a bit about himselt. He says his favorite thing at
school is gym. He lists his favorite color is red, and his favorite TV
show as Power Rangers. His favorite toys are dinosaurs. According
to all accounts, Emile really likes food. especially peanuts and pizza.
Emile complains that he can only eat peanuts outside his house
because Cameron is very allergic to nuts. He says, "When its summer
time I get to eat nuts..'cause they won't get on the floor". So he
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arixiously awaits summertime when he will be allowed to eat nuts
ouiside. Emile says summer time is "taking too iong" to come.

Although Emile tells me he does not understand a lot about
asthmasallergy, he seems to know all about the things Cameron and
Dad should not eat. Emile says he watches out for Cameron at home
and at daycare, especially for things Cameron is allergic to. {f
Cameron has asthma at daycare Emile says he just tells the teachers,
or phones his mom or dad. Emile says that he worries about
Cameron when he has asthma or 'red spots'.

Emile and his mom are the "taste testers" for Cameron and Dad.
Emile says that being a taste tester means ''you taste something
[before] [they] taste it...and then you 'give it to [your]self'. e says if
he tasted something with nuts in it he would '"gobble it up" so
Cameron or Daddy couldp’t get it. If Emile sees Cameron with any
kind of food containing nuts, he will "take it", "eat it", and tell his
mom or his dad. When asked what he does to take care of Cameron,
Emile says, "I don't take care of him, my Mom and Dad [do]". It is
clear this is not entirely the case. Emile notices that "it takes a long
time" for Mom and Dad to take care of Cameron when he has asthma.
Emile says sometimes he wishes he could have asthma too. He wanis
to have "Dragon Medicine" and extra iime with his mom and dad, just
like Cameron. But his parents tell him that he is like his mom, who
does not have asthma. and Cameron is like their Dad. Emile says he
does not have asthma because, he has '"no allergies".

Emile says Cameron goes to the doctor a iot. He remembers a time
when Cameron was sick and was in the hospital. Emile visited
Cameron in the hospital. He recalls Cameron having "stickers on his
tummy" and "having a bath with Grover" to soak off the stickers!
Emile says he is a very healthy boy, although his mother says he
goes to the doctor more often than Cameron, due to chronic ear

infections.



Al's Story

Cameron's father has lived with asthma/allergy all of his life.
He shared with me stories of times, when as a child. he thought he
wouid die from asthma as he waited for the early., slow-acting
medication to work. Al has spent many years managing his health
and dietary problems on his own. He has always had to be very
careful about what he eats, and he follows a rotational diet to assure
that he does not ingest tco much of any one food which he may react
to. He explains that he is allergic to many foods. and severely
allergic to some, which he must avoid altogether. It seems to me that
Al accepts this condition as a normal part of life. He made it clear to
me that he does not describe himself as "sick". From all accounts, he
does not complain, and he seems to carry on with his daily life as
though he were hardly aware of the limitations placed upon him by
his asthma/allergy.

Al is a young man, who shares his conditicn with his son
Cameron. | sense that this has created a unigue bond between
Cameror and his dad, which has helped to make it all quite "normal"
for Cameron. Al says that when Cameron complains about having to
take his medication, the two of them compare medicine stories. Al
tells Cameron, "When 1 was a boy, I had 'Yecky Green Medicine', or a
little green pill which took twenty minutes to work".

It is easy to see that Al plays a2 key role in the positive
adjustment which Cameron and the family have made to living with
asthma/allergy. Having extensive knowledge of, and first hand
experience with, asthma/allergy has made Al more aware than most
parents of the issues faced by a child with asthma/allergy, and by
his or her family. He is accustomed to the provlems of this chronic
condition, and approuoches any episode calmly and assuredly. He is
not confused or unduly frigatened by his son's condition, nor does hne
tend to panic when Cameron has an asthma attack or an allergic
reaction of any sort. It seems that he knows what to do and has
always modeled calm effective action. Al also feels that because of
his personal experience he did nct come to the task of dealing with
doctors with the attitude that doctors are "gods who know
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everything". Al tells me that he feels more prepared than most
parents to deal effectively with medical personrel. He says:
I think if you really think about it, if you have a child
who is chronically sick, and you've been through all
the rigmarole that goes on, you're mcre prepared to be
aggressive and proactive, to go out there and say. "No
doctor! I think you're wrong! I'm gonna get a second
opinion! ' (March 21, 1994)

Al clearly expresses his belief that having dealt with his own
asthma/allergy has helped him tremendously in accepiing and
managing Cameron's condition. Because of his long history with the
condition, Al has been able to identify very early signs of an asthma
attack, as the following story describes:

Well its probably different than a lot of fathers who
don't have asthma. Having asthma myself, I'm
probably a little more aware. In fact, the last time
Cameron had the nebulizer with the Ventolin, just the
other week., he was in a rotten temper. I'm looking at
him being in a rotten temper--and he has a temper!
Pat was going somewhere and I said "Come on
Cameron we're gonna give you Ventolin". [He said],"]
don't want Ventolin!" And Pat says, "Why don't you
give him a puff?” And I said. "No, I think he needs
[the nebulizer]”. And as soon as he had his nebulizer,
he sat there and watched his cartoon, you know, he
was fine. He was having an . ..ma attack. He just
didn't [know it]...He doesn't a! 'ays wheeze, so 1 could
see that, you know. he was in a real rotten [temper].
His face was real flushled]. It just sounded to me that
he was having trouble breathing...] can remember
when 1 was a kid when I was having asthma, my
temper was just, you know, a fuse about thirty
seconds long...He wasn't tired. you know, wasn't sick,
just rotten temper. And he's normally not in a rotten
temper. He's usually a pretty good littie kid. (March

2. 1994)



Al considers asthma to be "a normal part of life". and
"something you just deal with”. He tells me he does not worry that
Cameron would die from an asthma attack because modern
medication is so fast acting, and Cameron does not seem to have
serious atiacks without warning. Al does. however. worry about
Cameron's severe food ailergies. He says:

But with the allergies its always a big [worry] you
know, especially when you hear about teenagers dying
of anaphylactic shock when eating in a restaurant or
whatever...I mean all you can do is try to get it in his
head to ask. ‘It doesn't matter how much you want
that brownie or whatever. Ask! If it has something
in there, and you don't know what it is, tell them you
are allergic to nuts and see what they say'. (Mar. 21,
1994)

Many of the worries Al has are "just worries that any paremnt
has of any child going out there in the world todav. The concerns of
school and that sorta stuff--probably the biggest". He continues:

You don't realiy focus on the asthma so much. Again
the allergies--there is a concern there that's sorta
sitting there. And there's ideas of, "What are we
gonna do when he hits grade one, or even

kindergarten?" 'Cause they have snack, and that's a

big scare! ...He'll have to take snack every day and

then he'll be different. 'Cause you don't know what

the parents are gonna put in the snack. The big snack

is celery and peanut butter...Most parents get fairly

active at the kindergarten level, so if we can get in

there and say, 'Our kid has allergies', and send a note

to all the parents [saying] 'This will kill him!" (March

21, 1994)

Al is quick to say that he wants Cameroi: to fit in and be
'normal'. As much as he and Pat want school personnel to be highly
aware of Cameron's situation, they do not want Cameron being
singled out because he has asthma/allergy. So trying to maintain
normalcy is another issue Al anticipates when Cameron enters school.
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Entering school will mark a transition for Cameron. Al says
that they have not had to accompany Cameron on daycare field trips
thus far, however, he does anticipate doing so in kindesgarten, where
outings are more frequent. From Al's current knowledge of the
school Cameron will attend, he assumes that there are no pets in the
classroom, except fish and possibly a gerbil: there is minimal
carpeting throughout the school: and the school has a constant supply
of fresh air due to the air-to-air heat exchangers. There is
apparently one teacher who has asthma/allergy in Cameron's school.
Al expressed to me his hope that this teacher will serve as a catalyst
for information, and will act as an advocate for all people with
asthma/allergy in the school. After speaking to Al. I can see that, at
this point in time, Al feels quite comfortable with Cameron entering
the neighborhood school.

Just for the sake of wishful thinking, I asked Al to describe for
me the ideal school for children with asthma/allergy. Al did not
have to think about this ideal school at all. He jumped right into
describing a school with tile floors, which are easy to clean, and
radiant floor heating, which prevents dust from being blown around
the building. He imagines an air-conditioned school with excellent
ventilation. He explains. the air-conditioning, being a sealed system,
would help keep the pollens outside during the bad allergy seasons.
This ideal school would also have unfinished concrete block walls,
thus avoiding the contaminants of modern building supplies and
finishes. There would be no carpeting or upholstery in this school.
Furniture would be covered with vinyl fabric. Al cautions that if
wooden shelving and drywall are used in the construction of this
ideal school, a good air circulation system would be essential due to
the off-gassing from such building materials. We had fun
envisioning this perfect school. and 1 do feel we must have our ideal
goals in mind. But we also had a little laugh when we cencluded that
we would have to build this school. and leave it vacant for months or
years, until the contaminants from the construction process
dispersed. leaving the environment safe for all children with

asthma/ailergy.
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When asked what he wants Cameron's future teachers to know
about his medical condition. Al responded with the following advice:
Well. they have to be able to recognize the signs of an
asthma attack, and they have to realize that asthma is

not psychosomatic or psychogenic. When a child is
having an asthma attack he's not putting it on! He's
sick and you have to deal with it. And if the cold
weather is a trigger. you have 1o be prepared to keep
the child in, even if the child wants to go out. If its a
certain temperature and the parent says "Cameron
should not go out today because its minus thirty". and
everyone else is gonna go out: or you know its humid
and he's gonna be sick. So, just be aware. And also to
know that there are medications on site. where the
medications are, that they're not under lock and key,
and you can get them in a moment's notice. (March 21,
1994)

Al feels that the best approach to the school issues ahcad of
them will be to become very active and involved in informing school
personnel of Cameron's needs. He hopes to arrange for the school to
receive the school package on asthma/allergy. from the Ontario
branch of the Asthma/Allergy Information Association. He shares
another school-based pian, which he calls his “flying squad' idea, in
the following passage:

I think the way to do it--we've talked a bit about this
at PACE--is a flying squad--is what I call it. What you
do is say to a parent who has a kid going into school,
or ia school, 'Okay, we're gonna hit this school'. And
you go there and you talk to the principal and say,
'We're coming to do a preseniation about asthma, and
we're gonna do it for the grade 1's, 2's, 3's. 4's". And
you tell [the teachers] what it [asthmal i3, and why,
and what allergies are, and what happens. That could
really work. (March 21, 1994)

Although Al did not directly address the constant worry of
having a child with asthma/allergy, he openly shares many stories of
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such worry. Even though he is very capable of coping positively with
the task, it is clear that Al finds it worrisome to be the parent of a
child with asthma/allergy.

Pat's Story

Pat Underwood appears to me to be a simple. practical, non-
pretentious woman. [ find her very easy to talk to and she shares
her story wiliingly with me. About mid-way through our main
conversation, I began to feel very connected to Pat. 1 cou.d reiate so
vividly to her stories. The lack of sleep. being a zombie at work,
deciding not to have another child, the agony of hospitalization. and
comparing our story tc others'--these are all such real issues in my
story. 1 drove home after a very long talk with Pat feeling very
connected to her. 1 couldn't help thinking how different our
"interview would have been if I had been an impartial, objective
"interviewer", rather than a fellow mother of a child with
asthma/allergy.

Pat's story. like mine. is that of a mother whose son has
asthma/allergy. For Pat. it is a matter-of-fact story of searching for
accurate information. dealing with things as they come up, and
getting on with it. It is a compelling tale filled with solutions and
optimism. [t is also a story of conviction and emotion. Pat is angry.
terrified, thankful and relieved as she recalls and retells the story of
her family and asthma/allergy.

Pat shared with me the stories of the early months of
Cameron's life when no one knew Cameron had asthma/allergy. She
describes Cameron as "fussy', and says he did not sleep well. Pat
seldom had a full sleep herself. and became exhausted. "grouchy" and
eventually ili.  She wonders now why the doctor wouldn't use the "A"
word--asthma! She knew the likelihood of Cameron having
asthma/allergy. After all, Cameron's father has had it his whole life.
"You couldn't have knocked [her] over by using the word asthma!"
She adds., "What was the big deal?" She feels if the doctor had been
more direct, she could have dug into the literature on asthma earlier

and "gotten on with it".
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Pat comes across as a very legical person and many of the
things Cameron's first doctor did made no sense to her. He wouldn't
refer Cameron to an asthma specialist. even though Pat had
requested he do so. He wanted Pat to use Ventolin (a
bronchodialator) instead of plain saline. to dilute Roto-caps. which is
another form of medication. and Pat felt so strongly that that made
no sense! Pat also believes that the lack of knowledge of that doctor
lead to Cameron's first hospitalization. She is totally convinced that
Cameron's serious iliness and the hospitalization could have been
avoided if she had received adequate information from this doctor.
She bases this opinion on the pattern of illness and wellness since
Cameron has been on his current medication regime. Pat also feels
that the doctor did not listen to her. She recalls the anguish and
trauma of the hospitalization with anger in her voice, saying, "It
made me really angry...because it didn't have to be!" She shares the
kospital story with me. Cameron was a very sick littie boy. e was
two and a half years old. He was in hospital for three days. He had
oxygen for two days, and an IV for a day and a half. Pat called the
IV his robot. He was on Ventolin constantly for three days. He had
monitors taped to his belly and he didn't want toe move around much.
His nose was bleeding from the tubing. and he was very thirsty.  Pat
stayed in the hogpital and held Cameron the whole time. She recalls
how one person reacted to her concern. and to her way of caring for
her son:

The IV wouldn't stretch to the fridge, so 1 asked a
nurse or a doctor passing by if she would please pass
me a bottle. And she gave me a big long lecture on not
spoiling children who are sick. you know, treating
them special and pampering them. Gimme a break!
You know, he's having a breathing preblem and you
want me to put him down so he'll start ¢rying more
and use up his available oxygen. so I could go get a
bottie that you could just hand me! (March 24, 1994)

Pat expresses regret that she was poorly informed about
allergie- and allergy management during her pregnancy and for the
first three years of Cameron's life. She wonders how things would be
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different for Cameron if she would have been advised. based on Al's
history of allergies, to avoid certain foods during pregnancy. Given
the information available to her at the time, Pat truly feels she did
everything she could have done to assure that her child was born
healthy. If she were to become pregnant again. however, she would
do things a lot differently in the hope of preventing such food
sensitivities in the child she was carrying.

Pat has learned a lot through experience, and from Cameron.
She wishes that she had learned more about asthma/allergy from
her obstetrician and from Cameron's doctor, but she did not, so she
joined PACE and made a decision to change pediatricians. The first
doctor had been a nice enough person, but Pat feels that he was not
providing her with the information she needed. All she wanted to do
was learn what to do for the asthma. She needed to know how to
medicate Cameron and what his medical needs were.

Now that Pat has a satisfactory relationship with Cameron's
new doctor, things seem so much easier. She believes that she is "in
control™ of Cameron's health situation, and that the doctor is a
valuable resource to her and to her family. She especially values the
freedom that she has to make minor adjustments in Cameron's
medication without running back and forth to the doctor all the time.
Pat tells me that she trusts this doctor, but she does not trust all
doctors. She says that she tries to respect what a doctor is telling
her, but she has learned to rely on her own common sense. In
describing her role in the daily management of Cameron's condition
Pat likens her role to that of "doctor". She monitors Cameron's
health, decides whether or not to treat or to medicate him, and she
adjusts any medication or treatment regime that Cameron may be
currently following. She adds ihat this role has come about largely
as a vesult of the amount of time she spends with Caieron in the
evenings when Al is at work. She says the roles could easily be
altered if Al were the one who was home in the evening. It is clear
to me that Pat feels very confident in her ability to manage
Cameron's condition successfuily, given the current status of his
health.  She believes that she and A! know more about Cameron's
needs than any other person in Cameron's life. She gladly welcomes
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the role as advocate for Cameron, and is prepared to fight for his
rights and well-being. Pat describes her approach as one of calm,
polite communication, but she is quick to add that she is also willing
to go to any length to advocate for Cameron. (And she loves "a good
fight" if the need should arise.)

Pat has told me that she finds the worry of Cameron's allergies
far more difficult to deal with than the issues surrounding his
asthma. She shares her greatest fear with me. saying the hardest
thing for her is the fear that someone will feed Cameron a nut. This
really scares Pat. She describes herself as being both "paranoid" and
"terrified". She says that because the reaction to nuts is so
immediate, the allergies are much more frightening than the asthma.
She worries about "some mean kid in school giving Cameron
something with nuts in it for a joke'; or the mother of a friend
feeding Cameron nuts in disbelief that any child could be that allergic
to nuts. She asks, "Would that be considered manslaughter?" This
really is her worst fear.

The worry comes in other forms too. Pat generally describes
parenting a child with asthma/allergy as "worrying". She especially
worries when the Ventolin doesn't work. This has happened at home
and in the hospital. She really counts on the medication to keep
Cameron safe when he has an asthma attack, so she finds it
extremely upsetting when the medication fails.

Having ready access to medication is one of Pat's concerns with
Cameron entering school. We have talked about where the
medication should be stored at school, and when Camecron will be old
enough to carry it on his person. Pat feels certain that Cameron is
able to state his health needs clearly and forcefully. She hopes that
teachers and other school staff will always listen to Cameron, and
will know what to do for him if he should become compromised
during the school day. Next to the fear of Cameron having food
containing nuts, the medication issue seems to be Pat's primary
concern with regards to school.

Since Cameron has been attending daycare in the school
building where he will attend school, Pat feels confident that the
allergens in the school environment will not present too much of a
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problem for Cameron. She recalls the advice of a speaker at a PACE
meeting:
I like what the psychologist said too. If possible, try to
keep your kids in the same school, 'cause then all the
kids--it'll be more like a family and they'll all know
each other's idiosyncrasies and they won't try you out
or make fun of you. (Mar. 24, 1994)

From speaking to Pat at length, I believe that Pat feels fairly
relaxed at this point, about Cameron attending the neighborhood
school. She says that she and Al plan to become very involved in the
school program by way of informing staff, students and parents
about Cameron's severe nut allergy. Pat repeatedly states that she
will impress upon the school staff the seriousness of his nut allergy.
She expects that the staff would "keep this information foremost in
their minds", and would not feed Cameron anything without being
fully aware of the ingredients. She says, "I'll teach him to be pushy.
If he can't read, have the teacher read it. Make sure! Ask them
twice, or don't eat it!" Her intense concern of such an error is evident
in the following words:

And I don't know what it would be for manslaughter.
If a teacher feeds a kid a walnut cookie because they
carelessly didn't read the ingredients, would that be
manslaughter? If you get in a car and you run over
somebody, even though you're not drunk, you just
were careless, thst's manslaughter. 1 wonder if there's
ever been a court case. (March 24, 1994)

Pat shares with me her worry about Cameron eating in the
lunch room at school. Apparently Cameron doesn't react to the smell
of peanut butter, and he would know enough not to eat anything that
he knew contained nuts or peanut butter. But, Pat explains, there is
a significant risk of there being peanut butter on a table surface, or
of him being given some food item which contains concealed nuts or
nut oils, or which may have been prepared with a knife that had
been used ito prepare a peanut butter sandwich, for example. Of
course Pat and Al have been teaching Cameron not to eat anything
which is not served to him by a "trusted adult", but Cameron is still
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very young and, according tc Pat. he has made mistakes with food
already. And when Cameron is older and not as closely supervised
by his parents, he is bound to have to make far more decisions about
food on his own.

Pat has faith that growing older also brings maturity,
responsibility, and hopefully an improvement in the manageability
of the condition. Pat feels that seeing an improvemen:. either short-
term through the use of medication, or long-term improverrent iu
the severity of the condition, is a very important factor in coping
with the worry of asthma/allergy. When comparing asthma/allergy
to other chronic conditions she says, "...especially if there is no
improvement in sight. That would be the hardest”. When speaking
of asthma she says, "At least with proper medication there's
improvement. With age there is improvement'.

Cameron has his school career ahead of him, and Pat is well
prepared to advocate on his behalf, and to continue fostering sclf-
advocacy skills in her son. Time will tell what issues will arise
around school attendance, and what amount of cooperation and
communication will be required between home and school, in order
to keep Cameron safe. I feel strongly that Pat will do all she can to
assure that school is a safe and happy place for Cameron, and for all
children.
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Chapter §
Themes

Upon sharing with you the narrative accounts of our lived
worlds, I intend to outline the process by which I have searched for
themes, and by which I have come to construct meaning from this
research experience. As we revisit these mutually constructed
stories I will describe how I have conducted my search for common

threads of meaning.
Narrative Threads And Emerging Themes

The process of reading and re-reading data, and of searching
and re-searching for themes and narrative threads, is one that
requires time and reflection. At many points on my research
journey I was quite confused by what sense I was making of my
findings. 1 was uncovering recurrent key words as I went over and
over my notes, but I was not aware of any emerging concepts which
may have beer themes. As my search for themes continued, I
returned to my research journal for a helping hand. The passage
below is an excerpt from a piece of writing done on June 29, 1994,
following one of my many journal read-backs (Progroff, 1992). It
illustrates how my research journal has helped me to realize what it
is that I am coming to know as my study progresses.

Having done another journal read-back, and upon
further reflection of the data I have gathered, certain
narrative threads are revealing themselves to me
today. [I believe that I am constructing these threads
within myself.] I realize now that my knowledge of
such connecting threads has been lying just below my
level of awareness these past weeks. I thought I was
'stuck’, and 1 was becoming discouraged, but by using
my research journal, and by writing to think, I am
now aware of many of the things which I am coming
to know. 1 have been busily searching for similarities



between the narrative accounts of the Underwood
family and my family. I had been reminded by
Roberta at the onset of this investigation to be alert to
both similarities and differences. however. it is clear
that 1 have not made sense of her words until today.
Through my own life experience, 1 have had to
construct this knowing for myself and connect it to my
own work.

Upon clarifying my thoughts in this manner, 1 set to recording
the following narrative threads which had been coming up over and
over again in conversations, interviews and my journals.

The differences between the Underwood family story and the
Wingrove family story, and the differences between the stories of
each individual participant, have become significant in my work.
The differences themselves serve to highlight the fact that we are all
unique people who happen to share the common experience of living
with asthma/allergy. We have different life -worlds, and we are at
different stages of adjustment. We have different concerns and
views, and we have developed different coping strategies. We must
help teachers, doctors and others to understand that, although we, as
families of children with chronic health problems, share some
comimon experience, we are not a homogeneous group and we do not
have the same health issues, nor the same needs.

There is however, value in sharing our different, though
connected stories with teachers and medical personnel. This study
consists of the stories of only two families, and I am mindful of this
as I write. However, I strongly feel that these stories, including all of
their similarities and their differences, have a personal quality which
in some small way, reaches out to the reader. It is my hope as the
researcher, that these stories will touch the lives of those who read
them, and will ring true for them in some meaningful way. That
these stories will connect the experience of the teacher or the doctor,
with the experience of the family, for a brief though powerful
moment, is the expressed purpose of this research endcavor. In this
moment of shared vision, rudimentary bridges may start to be
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constructed between the people who play key roles in the lives of
children who have chronic health conditions.

There are of course similarities and con:mon elements in our
stories. Common threads have emerged amongst the similarities that
are worth consideration at this point.

The chronic or constant worry, albeit subconscious much of the
time, seems to be the most significant commonalty between the
stories of our two families. Along with worry there is fear, although
fortunately, we are visited by the intense fear far less frequently
than by the worry. For me, the worry is like a childhood nightmare.
It is not always at the front of our minds, but each time it comes to
us it is more powerful in magnitude because of the many previous
encounters. We know its always there although, from time to time,
we can almost forget it exists. Then each time it reappears we are
overcome by the cumulative impact it has had on our sensibilities.
Unlike a nightmare, we know its real. This however, does not stop us
from wondering how much of it is in fact real, and how much of it is
being generated by our own minds in this weakened state.

The fear is also real, and at times, paralyzing. During crisis' and
periods of hospitalization, the fear takes its strongest hold. We feel
compelled to protect our children from harm and from death by
telling our children's health stories to all who come into our
children's lives. We do not have the power of other special needs
parent groups because we are in no position to fight the 'system’
with our children. That is, we cannot take our children to school,
while we work out the problems that arise at school as a result of our
children's special needs. We cannot register our children and then
proceed to educate the school personnel, because our children could
be at considerable risk if awareness is not heightened in advance of
any trial schooi experience. The safety and well-being of our
children depends so heavily upon the school personnel being
compassionate and so very well informed.

As I read and re-read the data, control seems to be an
emergent theme of some strength. Control in the sense that, we as
parents of children with asthma/allergy, desire, even demand, to be
afforded some amount of power or control over what happens to, and
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for, our children. There is clearly a connecting thread of control
drawing one story to the next, and pulling all of the stories tcgether.

I now see it in my own story, right from the very beginning.
Decisions were made, and procedures were performed by medical
personnel from day one. without input from me or Frank. 1 feel like
I want to go back and examine the hospital records to see what else
was done that we played no part in, or what else was known about
Joshua's health that we were not informed of at the time. And in my
story 1 see the struggle for both respect and control as I wrestle with
my role as the mother of the young patient/student. 1 have been
working through this issue of control for eight years, especially as 1
relate to the medical people in our story. I see that I have gone from
relinquishing all control to doctors, to wanting to keep as much
control, and have as much input as possible. I see too that the issues
and uncecrtainty surrounding the medication which Joshua has had to
have, have been a source of both frusiration and fear for me. |1
realize that I cannot totally control what medication, or how much
medication Joshua takes, but 1 do feel that 1 have a lot more options,
and therefore, a lot more control, than I once thought I had.

In the school setting, it was actually our doctor who motivated
me to claim respect and control, as the "expert" where Joshua was
concerned. My gaining of control with the medical personnel and
with the school people, seems to have come about simultaneovsly. It
was when I had tc challenge the doctor as to why he wouild not
provide the school with the requested documentation, that I in fact
learned to ask for some control at school. This appears to be when I
began to play a more active and fulfilling role at Joshua's school.

I see too that my seeking out support and information was a
form of gaining control. I needed to understand, and to know what
to do and what to ask, in order to play an effective role in
maintaining Joshua's health. Looking back, I believe that it would
have been very difficult to exercise any significant amcunt of control
with the level of knowledge that I had in the earlier years, and with
the tremendous lack of sleep that 1 endured.

Frank also highlights control as an important issue for him. He
maintains that we have to have '"some sort of control over Joshua's
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path to wellness”. He identifies the question of "Who's in charge?",
stating firmly that "We're in charge of our young man's health".

From early on in Al's family's adjustment, he seems to have
had a stronger sense of his control over Cameron's well-being than
Frank or I had over Joshua's well-being. This may well be due to the
fact that he has had to manage his own asthma/allergy for many
years, and feels quite confident in his ability to do so. He states that
he has less of a problem standing up to medical personnel than some
people he has spoken with. He seems to feel very empowered in that
sense. Al respects his doctor's approach which, in fact, gives Al the
control he expects in managing Cameron's health problems. Al also
values information as an important element of control, and as a
powerful advocacy tool.

Pat also seems to link information with control. Her story often
makes mention of her strong desire to have the appropriate
information to do an effective job of managing her son's condition.
Pat regrets that she did not have this control, via information, in the
earliest stages of her journey. When she is well informed, Pat feels
she can be in control, and that her doctor serves as an important
resource to her in this task. At times Pat seems to equate medication
and control. She believes that she knows Cameron best and she
should be in the position of regulating and controlling his 'meds.".
There is a strong sense in Pat's story that medication is the key to
controlling Cameron's health situation. This may be a slightly
different kind of control, but, nonetheless, a major connecting thread
in Pat's story. Another very pressing matter of control for Pat is the
absolute life-threatening need to control Cameron's exposure to nuts.
As Pat's story attests, it is becoming more and more difficult to
control Cameron's dietary intake as he grows older, which is a serious
source of stress for Pat. Both Al and Pat discuss having to transfer a
great deal of the control over, and responsibility for, what Cameron
eats to Cameron himself. Self-advocacy, sibling advocacy, and
parental advocacy are key issues of control for the Underwood
family.

The narrative thread of control runs firmly through my story.
and the stories of Frank, Al, and Pat. We all believe that we are the
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ones who know our children best. and that we are the ones who must
have a great deal of input and control in the matter of caring for our
children with asthma/allergy.

Communication. collaboration. and our need to achieve
optimum communication between school or medical people and our
families, is another common thread in our stories. Our accounts are
bursting with references to the need to heighten awareness and
maximize communicaticn in all areas of ocur children's lives. We state
repeatedly that we are prepared to accept fuli responsibility for
providing all pertinent information to doctors, teachers, school
parents, our children's peers, etc. Pat, Al, Frank and I are more than
willing to play key advocacy roles for our children. We are also
intent on teaching our sons to monitor their own needs closely and to
advocate. or to communicate their needs, on their own behalf. Our
boys are still young, but as they grow they are becoming more ard
more aware of the importance of listening to their bodies and
speaking up immediately and clearly, should they become
compromised in any way. We feel an urgency to be heard, and for
our children to be listened to in a very special way. We need to
¥now that when we are not right there, someone will react quickly to
attend to our child's health needs and to keep him safe.

Informed, caring, competent, and cormpassionate teachars and
doctors are part of what we are working toward. We want these
helping professionals to try to get to know our children as
individuals and to consider the whole child, and zll aspects cf
wellness, when working with our boys. We want our children's
voices to be heard and to be honored. We want to be respected by
doctors and by school people as the “expe:its" on our children's health
needs. We hope that these professionuis will be patient with us, and
not think us over-protective or meddlesome when we are so
desperately trying to help them understanu. We hope to encourage
ongoing dialogue and conferercing between families and
professicnals. We believe that so much depends on the strong
partnerships we are trying toc build. Our motivation is so very strong
to assure that the needs of our children are met. Our children could
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become very ill, or even die, if we fail to enact our duties and
responsibilities as their parents, and as their advocates.

We try to deal with the pressure and the day to day tasks in
effective and positive ways. Not much really 'phases us' on a daily
basis. When our children are ill however, we do go through 'the
wringer', and we count on the probability of rapid improvement to
bring things back to "normal". Hope, and the promise of
improvement, are identified in several ways as protective factors
which lead to positive coping in our families. Fortunately, our
children have medical conditions which are treatable by medication.
We have often noted how the knowledge that things will improve
has carried us through many bad times. On the same token, the fear
of no improvement has terrified us in times of crisis. All four of us
have expressed empathy for those parents who can not see
improvement in sight. We have all compared ourselves to others and
counted our blessings that our children 'only' have asthma/allergy.
We express great hope that our boys will have bright healthy
futures, and we are endlessly thankful that they can look forward to
long lives, unlike many children with chronic heaith conditions.

We strive for some sense of normalcy, especially for our
children. We do not want them to feel different, or to be treated as
though they are abnormal. Of course, we hope that their special
needs will be effectively addressed, but we do not want them to be
thought of as 'different’. Like other parents, we aspire to have
children who feel good about themselves and live iife as ''normally"
as possible. We do not expect that our children receive preferential
treatment or be handied with kid gloves, as though they were fragile.
We hope that our children can be included in as many regular school
activities as possible. and that they will not be singled out or
excluded because of their asthmasallergy. It hurts us that they are
set aside from their peers in some unavoidable ways, but it breaks
our hearts to see them teased, excluded or ostracized because of their
health needs. 1 suspect that most parents have, to some degree, felt
similar pain in their own family lives, and can relate to this concern.

The self esteem and privacy of our children is also very
important to all of us. Where our children are concerned, we strive
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for a balance between careful monitoring and isolation or exclusion.
We hope that our children's conditions will not isolate them
unnecessarily from their peers. or embarrass them in any way.
Having to sit out in gym or at recess can be upsetting enough for our
children. They do not want attention drawn to their medical
difficulties. Having to take medication or do treatments in public can
be very embarrassing for some children, especially as they grow
older. We hope that the issue of medication at school can be handled
in an effective and confidential manner, and in a manner which will
protect our children both physically and emotionally.

It is crucial that the appropriate medication is readily
accessible at school at all times. It is imperative that certain children
be allowed to carry their own medications and take responsibility for
the administration of such. In the case of "Puffers" and Epipens, this
could make the difference between life and death. Schools and
school boards must assure that policy and procedure allow for proper
pharmaceutical management, and the necessary crisis management
plans must be cleariy outlined and in place at all times. Between
school administration, teachers, parents, and children with
asthma/allergy, we can develop effective practices which do not
place any individual at risk. We know that the administering of
medication has become second rature to us, and that it can be very
frightening to teachers and other school people. We ask that
teachers let us help them to learn and become confident in their
ability to manage such situations at school. We will be there to
handle the most serious episodes ourselves, whenever possible. We
keep our children at home when they are especially vulnerable or at
risk. We are willing to be at school when teachers need us, and to
carry pagers if necessary. We have done as much as we can do to
this point. and will continue to do so, but we nced the help and
support of school personnel. OQur children are generally not too ill to
attend school. With a littie information, a lot of communication, and
a good generous dose of good old fashion caring, we feel that the
needs of our children are easily met within the school setting.

Frank and I have cared for Joshua at home on many school
days. Absenteeism is a significant factor for children with
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asthma/allergy. Being run down, missing school, and returning to
school at the tail end of an illness can upset the natural rhythm and
cycles for children and other classroom members. It is not only the
obvious medical distress that must be monitored. The social and
emotional needs of all children also merit close observation. These
are some of the issues that we, as parents, can help keep teachers
apprised of.

In our case, and in the case of the Underwood family, we are
more than willing to make daily contact with school personnel
whenever necessary. We appreciate how very busy teachers are,
and we realize that they have unbelievable workloads to deal with.
We also know that many children in each and every classroom have
important individual needs. We feel that teachers are in fact asked
to do far 0o much as it is. For these reasons we know that it is not
reasonable to expect that teachers become medical care-givers as
well. We must be prepared to do everything possible to manage our
child's health within the family, and I believe that we have done our
best in this respect, and so have the Underwoods. But we feel such a
pressing need to have school personnel on our team in this endeavor.

We cannot do it alone.
Emergent Metathemes

Renata Tesch (1987) presents a clear explanation of what
researchers refer to as the 'process of finding themes'. She
distinguishes between two uses of the word ‘theme', borrowing the
term "metathemes" from Valerie Polakow, to describe major themes.
Metathemes are defined as '"'major dimensions of the phenomenon
studied" (p. 231). Metathemes, in their final form, are similar to the
study's 'results". They are larger and more abstract than individual
themes, and are '"usually formulated as a succinct narrative" (p. 234).

This distinction has been helpful to me in moving from
tentative, preliminary themes., to broader aspects of my study. In an
attempt to identify broader units of meaning from the text, I
clustered the narrative threads (outlined above) into various
arrangements, using flow charts, webs and lists. 1 think, at this
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point, 1 began to recognize emerging metathemes, but I was unsure
of what I was 'seeing’. A type of advocacy and the concept of yin
and yang (Cooper. 1981) seemed to arise as metathemes at this point.

Using a Progoff (1992) technique called Twilight Imagery, 1
was able to make sense out of the excessive amount of data spinning
around in my mind. By re-reading my flow charts. lists and webs. 1
"seeded" the imaging experience and sat in stillness to wait for the
images to come to mind. While engaged in this imaging exercise, |
was aware of bits and pieces of knowing springing back to my level
of awareness, which I had not remembered ever coming to know.
There were words and ideas from mentors, my journals, research
classes, writing classes, my lived experience, my field texts, and my
literature review, surfacing every second. Part of the imaging
process is to write down what ever images and concepts come to you.
As 1 wrote all of these words, I realized that they were evidence of
the layers of knowing which I have been counstructing for myself
throughout my Masters program. The concepts connected at
lightening speed and the sheer embeddedness of this kind of
thinking was remarkable. There were many image: of balance and
harmony. such as a see-saw and the visual arts. There were many
contrasting concepts side by side, such as life/death, stormy/calm,
dark/light, and harmony/chaos.

The next step, according to Progoff, is to reflect on the imagery
and to write a response to the Twilight Image. What foilows is my
written response to this particular imaging activity:

Advocacy [came up] less than yin and yang. Harmony
and balance are important. ... I'm not sure how
harmony and chaos fit in with my thesis, but the
"theme" of chaos came to mind with a great force.

Did harmony come out of chaos in our lived world? s
that a theme? Positive/negative? Harmony/chaos?
The word Pandemonium comes to mind. Does
adaptation transform chaos into harmony? Is "order"
harmony? [ am surprised that the "weakest" of all
connecting threads {yin and yang] became the



strongest. I wonder how that happened? (Research
Journal, Aug. 18, 1994)

At this stage of my research I clearly saw two strong
metathemes emerging. The first is the yin/yang, or
positive/negative aspect of the lived experience of the participants.
Yin and yang are the "two forces through whose essences, according
to Taoist cosmology, the universe was produced and cosmic harmony
is maintained” (New Webster's Dictionary, 1991). 1 see this as the
concept of opposite, yet complementary forces emerging in my study.
“or every negative there seems to be a positive. Cooper (1981)
defines yin and yang as "alternating forms of the creative force as it
is manifest in the world. ...The yin is the physical, emotional,
cerebral, inertia, the square; the yang the intelligence, energy, the
spiritual, the circie" (p. 13). '"They are two aspects of one and the
same power, but in polarity as distinct from absolute duality"” (p. 14).

Frank first referred to the concept, in terms of positive and
negative, whnen bhe said, "You wonder why it is that he [Joshua] has
been afflicted and others have not. ...Happily genetics also provided
him with some very positive things too, so I guess its a give and take
situation” (Mar. 22, 1994). At a later point in our interview, Frank
added, "...his limitations are somewhat insignificant compared to the
very positive things that he has" (Mar. 22, 1994).

Pat Underwood actually used the words yin and yang when
speaking about the trials and tribulations that go along with having
ciiitdren.  She said.

If you wanted to say, "Why me?", then you wouldn't
have had kids! (laugh) 1 mean kids are a problem, it
doesn't matter what. They come in a package. You
just accept it. I mean they're gonna be a pain!

They're [children]! That's what they're suppcsed to be.
If they have a sickness to go with it, okay o .hat's
another pain. ...[Emile] is five and a half and Le still
wets his bed. [Cameron] has been dry since three.
Which kid gives you the more problems? ...(laugh) I
mean there's yin and yang. (March 24, 1994)
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The words yin and yang also appeared as 1 arranged sticky-
notes on a large piece of cardboard to help me make sense of the
data. It was a lonely little notation with no obvious connection to
anything else. Then, tac councept emerged as a very strong
metatheme in my imaging work. Many pairs of complementary
opposites have come out of the field texts: differences and
similarities, disabilities and gifts, worry and ease, uncertainty and
certainty, doubt and faith, powerless and empowered, fear and
courage, hope and despair, optimism and pessimism. negative coping
and adaptation.

As stated above, the stories of the participants are marked by
significant differences. The story of the Underwood family is quite a
different tale than the story of the Wingrove family. Each story has
marked elements of yin and yang embedded within. The Underwood
story has a strong seam of a mind-over-matter way of thinking.
They simply do not think of Cameron as being ill. Statements such
as, "No, he's not sick. I don't think he thinks of it as sick."; "He's been
a very healthy boy too.”" (Pat's Interview- March, 27, 1994); "No [l
don't get sick with asthmal. You just get asthma and then you cough"
(Cameron's Interview- March 19, 1994); "He wasn't particularly sick";
"He wasn't tired, he wasn't sick, just a rotten temper [a sign of
asthmal]" (Al's Interview- March 21, 1994); illustrate this strain of
thinking. And yet, in the Underwood story, there is also a strong
theme of control, in the scientific sense, especially where medication
is involved. The following excerpts from Pat and Al's interviews
seem to support this assertion:

But its [Cameron's condition] being controlled by the
medication. ...We've been keeping records as you
know. If we don't aggressively treat it he would be
having major attacks all the time. ...As soon as we hit
every four hours [administering Ventolin]...then we
slapped him on Pulmicort and we did the three for
five days or four days, then two, then we went on one
every day, and then skipped one every two days.
...We'll pre-med. [pre-medicate] him...get him used to
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the idea that this "med." is gonna keep you going (Al's
Interview- March 21, 1994).

And the doctor we have now, I think he understands
that I'in fairly intelligent. 1 phone up and I say this is
what we're doing [with the medication], this is what
I'd like to do, does this make sense? He says, "Yes, it
makes sense.” 1 do it. It works! ...You can medicate it
[the asthma] so that he can lead a normal life, if you
medicate it properly. ...But I'm in charge of giving this
kid medication. I'm not going to have him bouncing
off the walls with medication he doesn't need. But I
want to give him the medication he needs, and that's
why I joined PACE, because I need to know how to
medicate him and I need to know what his needs are.
(Pat's Interview- March 24, 1994)

The Wingrove story also carries the yin and yang theme
throughout. Our lived experience was chaotic for many years
because of the illness, worry, fear, and uncertainty. It seems that for
what ever reasons, a semblance of order evolved out of this chaos
over time. We progressed from a stage where we entrusted our
doctors with all decision making authority, to the stage which we
seem to be in at the present time, wherein we are trying to maintain
as much autonomy as possible. We are now at a point in our story
where we have time to reflect upon the chaotic experience, and work
towards a more harmonious solution to Joshua's medical situation.
These words from the field text help support this manner of
thinking: .

Even though people continue to look at us and say "Oh,
it must be terrible having to deal with that", well in
some ways we have our lives under control and we
know where we're going with Joshua, or have a sense
where we're going. (Frank's Interview- March 22,

1994)



We had it tough over the last two years--colic, illness,
hospitals, and NO SLEEP! Its no wonder we are both
enjoying life now. Its a bit easier. We get enough
sleep most nights. Josh still wakes up. especially when
he's ill. No sleep makes me mental. ...And with the
extreme stress with [Frank's] Mom's health and
Joshua's health--God! How do we manage? 1 can sure
see, especially at this time, why we both want to enjoy
some normal, calm, family life for a while! (My
Journal- February 6, 1988)

Our experience has changed our lives in many ways.
...But I hope it will be easier now. Things are fairly
stable at the present time for Joshua. (My Story-
December 5, 1993)

I see both family stories as containing a yin and yang drama of
sorts. I was not aware of this pattern until I spoke to one of my
professors about the connection between the chaos/harmony images
which appearcd in my Twilight Imaging, and the yin and yang
metatheme which seemed to be emerging. My conversation with my
professor helped me piece together bits of knowing which seemed
unrelated until our conversation. [ now believe that there is not only
a thread of yin and yang within each family story, but there is also
such a thread connecting one story to the other. The lone sticky note,
which read "yin and yang" on my clustering board, functioned as a
very small seed which would eventually draw my attention to the
yin and yang aspects of this study.

It is important to note that there is no good/bad or
right/wrong association in the yin and yang philosophy. There is
simply polarity--action and reaction. "An inevitable dualism bisects
nature, so that each thing is a half, and suggests another thing to
make it whole." (Emerson in Cooper, 1981, p. 6). The elements of yin
and yang are evident in both family stories. Each family, according
to the individual personalities and orientations, makes sense out of
their lived experience in different ways. The Underwood family
relies on a medical technical model of thinking in the management of
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allergy/asthma, and in their approach to adaptation. The Wingrove
family seems to be living out a story where order is gradually
evolving out of chaos.

Frank and I began this research journey at a very different
starting point than did Pat and Al. We were naive in every aspect of
dealing with allergy/asthma. We did not have the information or
techniques necessary to claim the degree of control that we now
want. Pat and Al, on the other hand, had years of experience in
managing Al's chronic med‘. ui condition. Presumably, because of
differences such as this, our stories unfolded in two very different
manners.

Several yin and yang concepts, or contrasting word pairs
deserve mention at this time. The first is a phenomenon which has
been well addressed by Clandinin and Connelly (1986). It is the
rhythms and cycles of classroom life, or the ebb and flow. My
attention has been drawn to the rhythms and cycles of our lived
experience. Clear issues of rhythms and cycles arise for students
with chronic asthma/allergy. Absenteeism, and the ebb and flow of
classroom life which comes with it, is something that has been a
concern for Joshua, although not for Cameron to this point in his life.
Joshua's many stories are quite explicit about the need to give some
consideration to the transition in and out of school due to illness. He
says, "l like her [the teacher] to say something like, "Welcome back",
and give me some sort of folder of the work that 1 need to do.
(Interview- Feb. 27, 1994)

Coping and adaptation are another prominent pair of words in
this siudy. The difference between positive and negative coping
becomes obvious when reviewing the literature in this area.
Florence Stewart Poyadue (1993) writes, "The word coping strikes a
negative chord and the concept of coping conjures images of
weakness, constant sorrow, and a sense of just hanging on, tolerating,
or making the most of a bad situation" (p. 96). The word adaptation,
on the other hand, implies a positive and dynamic manner of 'coping'
in response to the stressful experience of living with a chronic
condition (Patterson, 1993). Adaptation tends to apply when a
family believes "that the demands of the task do not exceed their
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resources to cope" (Garland, 1993, p. 73). Seligman and Darling
(1989) point out that "our task should probably be to understand
why some families disintegrate while others thrive" (p. 93). They
also call for future investigation which will differentiate family
characteristics that distinguish families that cope well from families
who do not. This study may serve to highlight characteristics of two
families which seem to be adapting well.

Hope and despair are the third set of yin and yang words
which warrant special attention here. Ronna Fay Jevne (1991, 1994)
has done remarkable work on the meaning of hope. Her fog
metaphor (1994, p. 153) is especially striking to me. She likens
hope to the sense we get that the end of the bridge is indeed there
although we can not perceive it in any real way through the thick
fog. The parent participants of this study refer to hope in several
important ways. They rely on hope to hold them together in times of
crisis. They compare themselves to other parents whose sense of
hope may not have as firm a hold in their family situations. Hope for
a bright and healthy future rings clear in the stories of both families
in this study. Joshua speaks plainly to his own sense of hope in his
Asthma Story. The concept of despair also rears its head in this
study. Although we feel fortunate, and do rely on hope, we are
easily reminded of the power of despair during any medical
emergency. Pat's words exemplify this feeling: "And the one time he
was having an attack the Ventolin wasn't helping--actually our
nebulizer [mask treatment as opposed to '"puffer'] wasn't helping,
which really worried us" (Interview- March 24, 1994).

The second metatheme, which originally appeared as a type of
advocacy, has developed into something very much like Nel
Noddings' ethic of caring (Noddings, 1984, 1986). Advocacy is a
word which comes up over and over in the field texts, however, in
my opinion, it is not a word which captures the flow of information
and concern for which we are "advocating" as participants in this
study. I have used the words advocacy, advocate, and self-advocacy
many times to this point in this text. 1 feel that it is important to
clarify my use of the terms. The New Webster's Dictionary (1991)
defines an advocate as '"a person who pleads on behalf of another,
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especially in a court of law; a person who speaks or writes in support
of some cause, argument or proposal'. Advocacy is defined as
"support for a cause or recommendation of a line of action". To me
such words brings to mind a conflict or a fight with opposing sides.
Advocacy makes me think of lobbyists and of a strong need to
control information. This legal or adversarial connotation of the
word advocacy is not at all part of the meaning which I am getting as
I re-search the field texts, and re-think the context of this study.
Until my conversation with my professor, I couldn't express what it
was about the word advocacy that bothered me. What I kept going
back to was what Joshua said when I asked him what the ideal
school for children with asthma/allergy would be like. He said,
"Very concerning teachers--very care-full!" (Interview- February 27,
1994). In listing what we might be 'advocating' for I found myself
writing that we, the adults of this study, want caring, compassionate,
well-informed teachers, doctors, etc.. It became clear that Joshua,
Pat, Al, Frank and I were all 'advocating’' for the same thing. Our
need to 'advocate' is not about controlling information, persuasive
arguments, or "them" and 'us". What we really seem to be striving
for is an open, caring, cooperative relationship between our families
and those people who also find themselves in a position of 'caring' for
our children. We desire an atmosphere of compassion, mutual
concern, and effective communication. We would hope that our sons'
teachers and doctors would have the best interests of our children in
mind at all times, and that they would take the time to learn from us
what our children may need at school or when they are ill. Nel
Noddings (1984) speaks of caring in the following way:

When my caring is directed te living things, I must

consider their natures, ways of life, needs and desires.

And, although I can never accomplish it entirely, 1 try

to apprehend the reality of the other (p. 14). ...Caring

involves stepping out of one's own personal frame of

reference into the other's (p. 24).

Noddings' kind of caring is what we hope to move towards, as
we share the stories of our lived experience with the readers of this
study. My aim is to have the reader step out of their own world and
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into our life-world for a brief time. This study may also assist the
reader in coming to know the "natures, ways of life, needs and
desires” of its participants. If it contributes to either of these goals.
then I will measure this narrative study a successful beginning.

This chapter has explored the common threads and themes
which 1 have constructed from the accounts of lived experience. 1
have attempted to walk with you through the process of making
meaning from the field texts. I have tried to illustrate the complex
process by which 1 began tc make sense of the data and construct
meaning from the research experience. From here I wish to take you
on a reflective tour of where we have been. Chapter six will review
our research purpose, our journey, and our findings.
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Chapter 6

Reflections

Reflections On Each Aspect Of The Study

This chapter will reflect upon the expressed purpose of this
study and examine what this journey has meant to me the mother,
me the teacher, and me the researcher. I will reflect upon the ways
in which 1 may be seeing and acting differently having experienced
this research journey.

In looking back to my research proposal session of January
1994, 1 am reminded of the valued advice offered by Dr. Myer
Horowitz. He felt that future researchers may benefit from seeing
how I conducted my research. He suggested keeping a running
record of the process, method, and techniques, especially with
reference to conducting research within my own family. I have done
so in my research journal. As a researcher I appreciate when fellow
researchers break their research process down into simple steps, and
then report on the efficacy of such methods. For these reasons, I
have chosen to include refiections on each aspect of my research

process.

The Research_ Questions
Having reflected upon chapter four, I feel that I have been

successful in addressing my first research question. Chapter four
holds the narrative accounts of the lived worlds of the participants.
It is the storied chapter. It is the telling chapter. It holds the
essence of this body of work. I have served as a scribe for all
participants. We have mutually constructed accounts of their lives
with asthma/allergy. 1 feel satisfied that I have captured their
stories accurately, and pleased that they were able to confirm their
own stories. 1 also feel honored that they have allowed me to be
their storyteller. 1 am also satisfied that my own stories, and
Joshua's own stories, are honest, accurate and from the heart.
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Research question number two deserves special mention here.
What are the educational implications of this investigation? It has
been my intention for the educational implications to be gleaned
from the narrative accounts. 1 hope that the reader has been able to
make many connections to his or her own lived world. 1 have tried
to uncover the educational implications of this work by simply
writing compelling stories with which readers may relate. 1 have
avoided drafting a 'proposal' for school boards. or a 'list' of
implications, however I feel it necessary to reflect upon the
implications which this body of work may have for education.

Me The Teacher

I find myself in a unique position as I write the final words of
this research text. I am now teaching two classes of preschool
children, each of which includes a student with severe
asthma/allergy. [ am told that in one case at least, the family chose
my classroom for their child, partially because of my experience and
understanding of asthma/allergy. 1 also have one student with Celiac
disease, which means there are many foods which she cannot
tolerate. In conversation with the parents regarding the special
health needs of these students, 1 have been impressed by the sheer
relief evident in their voices and postures as they discover what I
know about special health needs at school. They are saying to me,
"Oh, I'm so glad to hear you say that! That's just the way we hoped
you would see it." These parents literally heave sighs of relief when
they talk with me about the speciai needs of their children. Not that
I feel that I know much about these particular families as of yet, for
I have only recently met them, however, 1 am obviously conveying a
message of understanding.

My experience has taught me to look at each child as a unique
individual, and at each family situation as unique, even though, some
of their needs may be similar to one another. 1 still feel somewhat
nervous as I come to know these children and their special needs. 1
worry that I may not be as sensitive to their unique needs as I feel I
should to be. I still do not know how they will respond to our
classroom environment, even though we will not knowingly
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introduce allergens or irritants. I can only imagine how unsettling
this teaching assignment might be for a teacher who has little
previous experience working with children with special health needs.
I also feel that these children and parents are relying on me to be on
my toes, and to monitor the child's health needs closely. 1 take
comfort in the helpful manner of these parents. They appear to be
willing to provide any support 1 may need to help make their child's
school experience a positive one.

I am now thinking that the written information given me about
these children is only a drop in the bucket with regard to the special
needs of these children. 1 must read and process this kind of
information, but I must take it one important step further. I must
take a more intimate approach than simply reading their medical
fact sheets. [ must come to know these children and their families in
a more personal, caring manner, as with all of my students and
families. It will be through personal contact and communication that
I will come to better understand the needs of these people. 1 will
need to see and to listen in a special way in order that I get a true
sense of who these special students are and what they need.

Teachers begin every year with an attitude of discovery. What
will this class be like? What will these children need? 1 think
teachers are on the lookout for the things that will require a certain
approach or sensitivity. What are the things that I will really need
to be on top of this year? This will be different every year of course.
As I get to know the children and the families 1 will be able to
recognize certain 'red flags' as they appear. This doesn't mean that I
will always have every special need of every child foremost in my
mind, but | will learn to watch for the red flags, and rely on them to
pull the crucial information to the front of my mind.

I know teachers can not possibly attend to all special needs at
all times throughout the school day. This would certainiy be asking
too much of any individual. How I think I make this a more
manageable task is to internalize all the red flags, and respond to
them promptly as they come up. A response may only need to be a
conscious monitoring of a situation, or it may mean crisis
intervention. Based on my experience as the parent of a child with
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special health needs, and judging by what other such parents are
telling me, it is important to pick up on the red flags at an early stage
of difficulty. In this way I may avoid any serious compromise to my
students' health, and any undue upset to all of us in the classroom
community.

As a teacher, 1 have learned from this research experience. 1
have learned that parents want school to be a healthy safe place for
all children. Parents of children with special health needs want their
children to have the opportunity to go to school along with all the
other children, and have as "normal" a childhood as possible. They
want their children's school experience to be as much like that of
"regular kids" as it can be. The more 1 understand about the needs
of any child, the less I will have to draw attention to their differing
needs. 1 feel that if I am well informed and closely in touch with the
child, 1 am able to monitor their health situation in a discrete and
effective manner.

I find myself checking the corners of our old schoo! for dust. 1
have spoken to the custodial staff about what cleaning products he
uses. I have inquired as to the rug cleaning schedule. 1 am
considering asking the parents of the children with special health
needs to lead a cleaning committee for monthly "spring cleaning".

I follow up on all smells. I do not wear perfume, even though I
love it. I assure that all art and science projects take place in weli-
ventilated spaces. 1 speak to visitors and substitute teachers about
cologne, hair spray, etc.. 1 also check for excessive pet hair on the
clothing of students and visitors, and of course, screen all pets who
may be visiting our classroom.

I rever bring peanut butter to school. When there is food
involved in a school activity, I supervise the activity myself, as I do
not feel parents or visitors should be asked to do so uniess they have
had the proper training. We never plan a social event at our school
without careful consideration to food sensitivities. [ have taken to
investigating all food that is "smuggled” into the classroom in back
packs. The parents have all received an in-depth newsletter
outlining our strict food policy, and all special dietary needs are
posted in the snack area.
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I am constantly aware of the outdoor air quality, and limit the
amount of time spent outside when environmental allergens are at
high levels. If we are involved in school activities away from our
classroom, 1 assess the space to insure that it will be safe for all of
our children. When we are at gym, music, or on a field trip, I stay
with the children who have special health needs until I know how
they will react to the new environment. We never leave our school
without the fanny packs of medication, and I always know where I
can put my hands on the appropriate medication. I carry a list of
emergency contact numbers, and check the ambulance response time
to any alternate locations.

My ears are keenly tuned to the sound of breathing distress
and coughing. 1 watch for scratching and flushed skin. I speak to
the children with special health needs frequently as they work and
play, and watch for signs of over-exertion.

This may seem like a lot to keep in mind, but ] really don't
seem to spend much time doing it. I guess it has become second
nature to me. Although I am hesitant to add to the load of school
people, 1 strongly believe that what ever we can do to be more
sensitive to the needs of children with asthmarallergy will benefit all
members of our classroom communities.

The Method
As this investigation comes to a close, 1 am amazed at the ever-

changing nature of our stories. As each person tells and retells his or
her story, and as | read and re-read their story, I am reminded of
the circular process of narrative inquiry. The stories of all
participants have changed my story--as a mother, as a teacher, and
as a researcher. [Each time 1 re-process the information given to me
through story, 1 see and hear in a different, and much deeper way. 1
bring layer upon layer of knowing to each reading or telling. Time
and expanding knowledge have shaped this research story in a way
in which I could not have fully anticipated. 1 could not have set a
hypothesis in the beginning. nor could I have followed a 'recipe' of
narrative inquiry, to arrive where we find ourselves today. As I
return to my list of preconceived tdeas of what I would find during
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this investigation (mentioned in chapter three). I see that neither of
the metathemes constructed during this study were anticipated by
me in January, 1994. It is clear from this list. that 1 did in fact enter
this investigation with plenty of previous experience, interest,
knowledge and information on the topic, just as Tesch (1987)
suspects most researchers do. However, 1 was not able to identify
the major themes that were yet to unfold from this study. and it is in
my opinion, the surprises or the serendipitous findings which are
most telling.

Narrative methods have heightened my awareness of the
importance of time in this research process. Our past experiences.
our present situations, and the sense which we are yet to make of
our futures, are all encompassed in this research story. Where we
have come from, who we are. and part of what we will soon be, as
families living with a chronic medical condition, is evident in the
pages of this study.

The method supported and fed itself as | worked through the
various stages of the research. I had a scnse of trust in the method,
even though, prior to beginning, I had a great deal of difficulty
anticipating how I would use this methodclogy. and how the research
would unfold. With this trust and a patient attitude, I was able to
discover where to go next as I made my way along my research
journey. It is now clear. that although I had read about narrative
inquiry, 1 could not conceptualize the pr--zess accurately until I was
in the heart of the research.

Using this methodology has confirmed my belietf that a story
belongs to the storyteller. Although the teller may choose to share
the story, and although pieces of thai story may entangle with my
own story, the story does not belong to me. It is, at best, loaned to
me for the purpose of contributing to this research. Each of my
participants' stories belong to him or her. and that sense of
ownership is important. 1 have gained a powerful appreciation of
the magnitude of the gifts which have been shared with me
throughout the duration of this study.

The input of my participants has been invaluable. I have taken
care to return to them with my interpretations of their stories, and to
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assure that they are able to confirm both the content and the
message which I have included in their stories. The following
excerpt from my research journal speaks to the importance of tiis
point:
I feel good that Joshua was able to confirm [his] story
today. I have been trying so hard to capture the
essence of the story, without jeopardizing the trust he
has placed in our research/family relationship. The
agreement outlined in our consent form has been
foremost in my mind as I conduct chis investigation.
His feelings and his need for privacy are very
important to me. If he is happy with our story to date,
I feel content that our research relationship is
working. (June 3, 1994)

I am ncw keenly aware of the great amount of time required to
conduct a narrative investigation. If time had allowed, I would have
liked to spend many more hours in conversation with my
participants, having them retell their tales. This would have allowed
for more mutual reconstruction of narrative accounts and, 1 believe,
more deep description, reflection, and sense making. 1 suspect,
however, that regardless of the amount of time given to the process,
we would not have achieved closure in any real sense, we would
have merely arrived at more beginnings to explore.

Conducting Research Within One's Own Family

Although Frank, Joshua and I have been living this story for
eight years, and speaking openly about it to people, it is quite a
different matter to make our lived experience the focus of my
Masters research. 1 was cautioned by several people, especially at
my proposal session, to be mindful of the difficulties which would
inevitably arise while conducting research within my own family.
This was welcome advice, as I had not given as much thought to it as
I needed to. 1 had conducted myself ethically, and my family was
informed and willing to participate, but there were issues which I
had not considered. The following entry from my research journal
describes a serious consideration that I had not thought through:
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I've given a lot of thought to research within my own
family. My ethics review was temporarily blocked
because of [this very issue]. "Doctor's don't do surgery
on their families" was one reviewer's comment. 1 had
to decide whether I'd discontinue the study if Frank
and/or Joshua withdrew. I can't see it happening, but
must assume it could, and what would I do? I would
quit. I'd redesign my study based on other families! 1
met with Frank and Josh on Wed. Mar. 2, 1994 to see
what they thought. I told them [that] my Ethics Review
thad been] blocked and what decision [I] had [to
make]. They were light-hearted about it and gave me
no reason to worry that they would ever drop out. |
told them they could "without penalty"...] told them
that if they had to withdraw for any reason 1 would
discontinue my study. We stood in the kitchen, held
hands, and had a family hug. (March 4, 1994)

And so we had agreed. Should Frank or Josh change their
minds about their participation in the study, I would abandon the
study. I then had to resubmit the Ethics Review documents, stating
explicitly that this was my intention. Upon doing so, my Ethics
Review was approved without further delay.

Other issues arose. Early on in the process 1 found myself
worrying that if Frank's stories differed from my stories the research
would seem of poor quality. I thought maybe he would dispute my
recollections, feelings, reactions, medical facts, etc.. I knew he would
think and feel differently. 1 wrote in my research journal,

Well then, what am I worried about? [ trust my
interpretations of our experience to be accurate and
trustworthy. His view will expand and broaden the
story, as will Joshua's. I must not fear that their
stories will be different. I must expect that they will
be and be prepared for surprises. Ahh! 1 feel better!
(Jan. 16, 1994)

The complications of interviewing my own family were evident
during Joshua's first interview. I found I had all the accurate
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history, so I kept interjecting. 1 also knew when to probe if things
came out inaccurate. I realized I was giving lots of verbal and non-
verbal feedback. Joshua really seemed to look for that feedback.
These things would have been different if Joshua was a child whom 1
had just met.

I ran into an ethical issue following the same interview with
Joshua. Frank came into the room and we played back part of the
interview for him. Frank said, "Isn't it private?" Joshua and I said,
"No". But Frank was right of course. I would not have played
Cameron's interview for him. 1 had to rethink what I would share
with Frank and Joshua and what I would not.

Joshua surprised me on several occasions. I felt it necessary to
conduct a second formal unstructured interview with Joshua due to
the quality of the first audio tape. It was clear that he resented the
extra time. I think he had a certain commitment in mind when he
agreed to participate, although I told him there would be more than
one interview. I wondered if I had been clear enough in advance.
Informed consent is a more difficult issue with a young child.

Frank was very easy to interview. He had well ordered
thoughts, and it was clear that he had given a lot of thought to our
situation with Joshua's health. While interviewing, I did far less
talking with Frank than with any other participant. 1 didn't want to
interrupt. I wanted him to forget I was his wife and to feel free to
say anything he wanted to say. 1 really tried to stay out of his story.
I did, however, choose with some care, when to interview Frank.
Our lives can be so fast paced and I felt the timing had to be right.
At one point he and I were in the midst of a several day
disagreement about consulting a homeopathic docror for Joshua.
Although this was at the time that I was planning to interview Frank,
I held off for a week or so. I feel we had a much more open
interview atmosphere than we may have had prior to airing our
concerns about homeopathy.

Joshua was quite strict about what he would allow in the
research text. He speaks up loudly and clearly. I was left wondering
how much of the "good stuff' he would veto. I wonder if eight year
old children are more diffic ¢ to interview than five or six year old
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children. It seems like so much more is private now that Joshua is
eight. He used to tell all, and let us share all of his cute stories with
people, but just in the past six to twelve months I've noticed that he
is far more private. 1 sure realize that I must closely consider his
privacy, in general, and in my study. The following is an entry from
my research journal:

Panic struck my heart today as 1 realized that Joshua

could veto so much of my writing. I am growing to

greatly value the gift of his story, and to deeply

respect that he owns his story. (June 21, 1994)

When I was writing narrative accounts from their interviews, I
thought I had to keep my self out of Frank and Joshua's stories. |
found it difficult to do, but I tried very hard and the stories ended
up stilted and in need of rewriting. 1 realize now that I could not
stay out of my husband's story or my son's story, unless they were to
write them totally on their own. The important thing has been to
confirm al! stories with each of my participants, as I went along.

I also realized some significant benefits to conducting research
within my own family. During the interview portion of this study 1
felt that the process of interviewing really enhanced communication
between Frank and I, and between Joshua and I, with regards to our
experience with asthma/allergy. 1 found out how they felt and what
they believed about our situation and about asthma/allergy. 1
especially discovered what sense Joshua was making of his
experience with chronic illness. There were several opportunities to
discuss his condition and medical history with him, and to add to his
understanding. I was grateful for the chance to correct certain
misconceptions on his part. For example, Joshua told me in an
interview, "[I worry] that I'm gonna have some kind of asthma attack
and faint or die or get paralyzed or something like that...Well, asthma
can be very harmful sometimes and people could have heart attacks
and die". (Feb. 27, 1994)

The process of narrative inquiry calls for honesty and
trustworthiness. 1 wrote in my research journal, "This narrative
stuff sure keeps you honest. Knowing that every word must be
confirmed by the participant keeps me on my toes" (Apr. 19, 1994).
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I was very aware of the way in which I stated things and the
importance of double checking every point.

From The Participants
On September 15, 1994, 1 returned to the Underwood home to

confirm my final writing with Pat and Al, and to engage in a
reflective conversation about the research journey which we have
recently come through. I invited their feedback as well as their
reflections on our lived experience to date. I explained my
interpretation of the research 'findings', and asked for their response
to these interpretations. I also asked to hear the stories of the
children returning to school, especially the story of Cameron entering
kindergarten.

Pat, Al and I gathered around the dining table with tea and
Pat's homemade cheese crackers. Both Cameron and Emile were
playing nearby, hovering around the table periodically to nibble on
cheese crackers and to see what they may be missing. I asked them
how school was going and they both shared happy stories with us.
Emile announced that he is learning math, and that he likes going to
gym. Cameron shared a lost shoe incident which resulted in him
missing his recess. Pat added that Cameron was enjoying
kindergarten, especially the wonderful variety of snacks. It seems
he has a keen interest in the novel snacks provided by the
kindergarten parents. Now that he is off to school and out in the 'big'
world, he will be exposed to far more food which is not prepared by
people he knows well and trusts. This is just what Pat and Al had
anticipated, so they have already taken every possible opportunity
to inform the teachers and the kindergarten parents of Cameron's
severe nut allergy. Al accompanied Cameron on his first regular day
of school. Pat has been to school twice already, and has attended the
parent meeting as well. Pat has provided the teacher with the
medical information sheet on asthma and anaphylaxis. Upon
speaking with the teacher to follow-up on any questions she may
have, Pat discovered that the teacher had not yet read any of the
emergency medical information. Pat, sensing that it was time to
emphasize the urgency of this situation, chose to use graphic
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language such as 'dying", "death", and "funeral" when discussing the
seriousness of Cameron's nut allergy. The next day. the teacher
reported that she had not only read the medical information. she had
approached a fellow teacher who also has severe allergies. for
further information.

Pat, Al and I discussed how busy teachers are, especially a new
teacher at the beginning of the year. Pat's point was that teachers
are not too busy to watch that a child doesn't run across the road
while on a field trip, nor are they too busy to stop a fight on the
playground. Why is it then that school people are more sensitized to
this type of danger, and far less aware of the possible fatal dangers
of asthma/allergy? Has there been a concerted effort to heighten
teachers' sensitivities to traffic dangers and fights? Can we take a
page from that book and develop a campaign of sorts to increase
awareness and sensitivity to the needs of children with
asthma/allergy?

Something that Pat said during our latest conversation has
helped me once again to see differently. She retold the story of not
knowing Cameron had asthma/allergy. Even though Al had had it all
of his life, neither Al nor Pat recognized it in their son. How could
this be? Well, as Pat explained, Al is a "wheezer" and Cameron is a
"cougher'”. Two people, being biologically connected, manifest quite
different symptoms of asthma/allergy. If Al and Pat could not
recognize asthma/allergy in their own son, what does this mean for a
teacher? If, for example, I had a child like Al in my class onc year,
and a child like Cameron in my class the next, what previous
experience would hold true from one year to the next? What could 1
take from "A¥'s" situation to help me understand "Cameron's"
situation? First, I must not assume, "Oh, here is another child with
the same needs'". I am sure that any information I had internalized
about the actual condition of asthma/allergy would remain helpful.
However, as I have stated above, I would have to take it one step
beyond the medical information. If I had developed a caring and
compassionate manner of communication with my "Ai" student and
his family during the previous year, I could draw from that
experience to become more intimately involved with my "Cameron"
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student and his family. This may well be the most significant thing I
have learned as a teacher, from this study. Children with the same
'label' and the same condition, and the same medical fact sheets, are
not the same. They are unique individuals just like every other child
in the class. And their family situations are also unique. So the only
common ground may be the open, caring style of communication
which will be developed between people.

Pat, Al and I discussed the need for a caring style of
communication. As I shared my interpretations of the major themes
which 1 have constructed in this investigation with them, 1 was
pleased to have the opportunity to record their impressions of these
themes. They agree that teachers must try to be sensitive to the
varying needs of different children and families. Pat says we can not
be "pigeon holed" or "lumped together". She speaks at length about
the "little supportive environment" at Cameron's school. She
identifies the small school size, and the fact that her boys attend a
child care centre just down the hall from their classrooms, as factors
which contribute to the caring school community. She says there is
very little staff turnover at their school, so there is a sense of
familiarity there. Pat and Al both identify a teacher who also has
asthma/allergy as a strong protective factor at Cameron's school.
They are so pleased that this teacher is there and that her experience
may serve as a guide for other school people.

I shared with Pat and Al my ideas about Yin and yang, and
about order growing out of chaos. To my surprise Pat felt that both
concepts spoke clearly to their situation. She says, "it only takes one
chaotic trip to Emergency, and you get organized!". They now keep a
backpack containing medications and other emergency supplies
hanging on the doorknob, and they never leave home without it. Pat
adds that she is now extremely organized with food and snacks,
especially when away from home.

As for the need for careful charting and monitoring of
Cameron's condition, Al tells me that it was Cameron's doctor who
suggested the charting, although this was news to Pat, as she was not
involved in that particular doctor visit. Pat and Al feel that they are,
by nature and from experience, quite relaxed about Cameron's



135§

condition. They do chart and monitor closely because they need
certain information to effectively manage Cameron's condition, but
they do not see themselves as methodical or scientific in their
approach to Cameron's condition. They do exercise "control" over the
situation, and they do appreciate having a doctor who allows them
that control, but they do not see themselves as particularly "control"
oriented people. As I come to know them better, I tend to agree
with Al and Pat on this point. 1 find them remarkably relaxed about
Cameron's condition, and about Al's condition, even though the
situations call for careful management and "control”. This brings to
mind the different though complementary forces of the yin and yang
concept. By relying on both relaxatio and control., Pat and Al have
achieved some sense of harmony. Not all parents could approach
such a situation so calmly. Certainly this is in contrast to how Frank
and 1 have handled Joshua's condition. I do think, however, that 1
am learning from Al and Pat. Their story has indeed colored my
story, even though we have two quite different stories.

Family Stories
I feel fortunate to have had the opportunity to create written

stories out of my journalized life experience. Rereading my journals
and logs, and retelling my story has helped me to construct new
meaning for myself. It has also changed my story, as | look
backwards and forwards in the writing of my story. My story is one
interpretation of where I have been. My story is a record of where 1|
am. My story is the foreshadowing of where 1 will soon be.

I value Joshua's Asthma Story as something very different than
the story I have written with and for him. It is fortunate that he is
old enough to have captured parts of his lived world in written story
form. His words are so very telling, especially when we consider his
words written in times of wellness, alongside his words written in
times of illness.

Journal _Writing
As I poured over the years of logs and journals which I have
kept, I see more and more meaning in the words. Progoff (1992)
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refers to this activity as Journal Read-back. Reading back journal
entries to myself, especially aloud, helps me take the journal process
to a deeper level of understanding. 1 find it a powerful tool, both
personally and in my research. The reading back and the writing of
a response helps me become more aware of my personal growth, and
to make connections between what I am coming to know and my
earlier written attempts to understand. The read-back technique has
facilitated the formation of original thought and knowledge as I have
proceeded along this research journey. It has been an extremely
valuable tool during this investigation.

To have a body of longitudinal 'data’ such as I have in my
journals, offers a rare and inviting challenge to someone like me
who loves the research way of knowing. There is so much recorded
between the covers of these volumes that it would take many years
to exhaust the research possibilities. For now, I have borrowed what
seemed relevant and left the rest for my own reading pleasure, for
my family, and for future investigations, should that ever seem
appropriate.

This study has incorporated a strong journal component. Not
only was much of the data in journal form, but 1 also relied heavily
on my research journal. Journal writing as a research tool has
proven to be a highly effective way for me to organize my thoughts,
use reflective techniques, and make sense of what I was coming to
know. At the onset of this study 1 determined to use a research
journal to help me create my own knowledge as the study
progressed. I feel that 1 did indeed rely on my research journal to
serve this function, especiaily at the times when my thinking seemed
to be "stuck".

Data Collection

Relationship is key to an effective "interview'" situation. [ feel
that 1 was able to achieve a comfortable, trusting relationship with
my participants, partially due to our common experience. I feel that
the participants were comfortable with me and with the purpose of
the study. 1 also feel that my being the mother of a child with
asthma/allergy has enhanced the relationship between me and the




137

Underwood family members. 1 especially felt that 1 could relate to
Pat, as she and I share the role of 'mother'. I believe she was able to
speak freely to me about her experience as the mother of a boy with
asthma/allergy because she knew 1 could easily relate to her story.
The following words from my field notes illustrate this point well:

In a sense, I couldn't have participated so fully in the

conversations and interviews if I weren't a fellow

parent of a child with a chronic illness, however, being

on the same side of the 'tracks', but further on down

the line, left room for me to "judge' their [the

Underwood's] situation retrospectively against where

we have been. An impartial, objective "interviewer"

would have never gotten the depth of conversation,

but would have been free from comparative judgment,

one case to the other. (The "interviewer" wouldn't

have had a similar "case".) (March 25, 1994)

This familiarity has come with both benefits and drawbacks. |
have had to be careful to bracket the familiarity in a way which
would allow me to see and hear my participants' stories as clearly as
possible.

Data Analysis
I feel somewhat tentative about my findings in this study. The

reason for this feeling is based on something which I have
internalized during this research journey. Experience is layered, and
knowing is so dependent upon the layer of experience and knowing
which has been laid previously. 1 know that when I look back on
this study in a few weeks, months, or years, I will see different
things emerging from the data, and I will construct new meaning for
myself. As I add new information and experience to my own story,
my ability to see will be altered in an irreversible manner. Nothing
will appear quite as it does today. This is not a conclusion. This
story is indeed 'to be continued'. This is the nature of knowledge.
This is good.
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Me the Mother

What does this resecarch say to me the mother of a child with
asthma/allergy? Do 1 see differently because of this experience? Do
Frank and | see differently following this narrative investigation, and
do we see Joshua in a different light? Will Joshua be different
because we have changed? I believe that once you see things in a
different light, you cannot help but act in a different way. This is
what 1 hope for my readers. If it is to hold true for them, it will
surely hold true for us.

I was aware early on in this investigation that my story was
being colored by Pat's story. The same is true of all of the narrative
accounts of participants. Writing, reading, re-writing, and re-reading
my own story has changed what I know and how 1 think. 1 have also
been changed by my review of the literature, and by the process by
which I came to make meaning from my rescarch data.

I see myself approaching Joshua's teachers with a different
agenda from this point onward. I am now conscious of the problem I
was having with my "advocacy" role, and with the word advocacy. 1
was constantly fearful of pitting school people against me, Joshua or
Frank--"them" against "us". [ wanted to share information and do all
I could to help Joshua have a positive school experience, but 1 was
having difficulty getting past the adversarial connotation of our
advocacy role. 1 didn't want this type of advocacy, but I felt that, at
times I was being perceived as this type of advocate, or at least |
thought I might be seen in an adversarial role. What is important to
me now, is building a community of caring people who will work
along side Joshua at school. It is my wish to be accepted by school
people as someone who cares deeply about Joshua's well-being. 1
wish for the time and opportunity for teachers to become more
intimately involved with our family, and all families within our
school community. 1 know that teachers can not keep all of the
special needs of every student in mind every minute of the day. I
only wish that through mutual concern for the well-being of all
children, we can develop an ethic of caring (Noddings, 1984) which is
conducive to open conversation, and the effective sharing of insights
and information. I want to have teachers rely on us for help and for
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information. I also need to rely on Joshua's teachers to provide me
with the insights and information they possess simple from being
near Joshua all day. What I am searching for now is a way to open
the lines of communication and to impress upon the people at
Joshua's school that Joshua is a unique child and we are a unique
family. 1 wish I could say, "Pull up a chair and let's get to know one
another". I really need them to know what Joshua's needs are, and 1
don't want them to assume that Joshua is just like the "Al" or the
"Cameron' they taught last year. The best way | see of
accomplishing this is through conversation and true listening.

Closing Remarks

In reflecting on the purpose of this study, I feel that I have
both achieved my goals, and encountered surprises along the way.
Tesch (1987) was clearly correct in saying that researchers often
choose to explore areas of study with which they are connected in
some way. In this sense, I was quite well informed on this topic
from the outset. On the other hand, there is no way of knowing what
will emerge from a study of this nature. | hope that 1 have
succeeded in illuminating the lived world of all participants. 1 intend
to further heighten awareness of the life world of a child with
asthma/allergy by publishing articles in periodicals which will land
directly in the hands of school people and parents. 1 hope that these
stories will hold the interest of the reader and draw them into the
world of the student with asthma/allergy and his or her family.

I chose to story this research because I believed that it would
be the perfect method for achieving my stated purpose. [ have
always valued the informal story telling done around the teachers'
coffee table or at parent-teacher conferences. [ have a great respect
for the role that this type of sharing has played in personai and
professional growth. 1 admire Vivian Paley (1986) for the success
she has had with her school stories. I have intuitively felt that the
Tracy Kidders (1989) and the Alex Kotlowitzs (1991) of the journalist
world have something to share with we school people about the
dissemination of educational research. The mass readership
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achieved by Kidder and Kotlowitz serves as a goal for educational
writers. Their stories of school people have found their way into the
hands of the general public, unlike any piece of educational research
could have done. I only hope that the stories here will meet with a
fraction of the success achieved by other stories of school people. 1
have a strong sense that narrative inquiry, especially that which
originates in first hand experience, will become an even more
powerful tool in the dissemination of school! knowledge, and will be
instrumental in leading the way to effective school reform.

In the future, I hope to have the opportunity to engage in
conversaiions with school people about this study, and about the
classroom life of children with asthma/allergy. The voice of other
teachers is weak in this study. The scope and practical
considerations of this study have not allowed for the inclusion of
other teachers' voices. 1 would have liked to share the stories of this
study with the classroom teachers who are working with our sons at
this point in time. I would be very interested in what they would
have to add to the ongeoing story of students with asthma/allergy.

I trust that these stories will continue to be lived and relived,
told and retold, and that the people who have given of themselves
for this study will continue to grow and lead healthy storied lives.



141

Reference List

Asthma Society Of Canada (1994). Management Of Asthma Ai_School,
Toronto: Boehringer Ingelheim.

Bailey, D., Blasco, P.. & Simeonsson, R. (1992). Needs expressed by
mothers and fathers of young children with disabilities.
American rnal f Mental Retardation. 97(1). 1-10.

Bailey, W., Clark, N., Gotsch, A., Lemen. R., O'Connor, G.& Rosenstock.l.
(1992). Asthma prcvention. Chest 103(Suppl. 3). 216S8-231S.

Bailey. D.. & Simeonsson, R. (1988). Assessing needs of families with
handicapped infants. irnal Of Special Education. 22(1), 117-
127.

Barone. T. (1992). A narrative of enhanced professionalism:
Educational researchers and popular storybooks about
schoolpeople. Educational Researcher, 21(8), 15-24.

Behr, S., & Murphy, D. (1993). Research progress and promise: The
role of perceptions in cognitive adaptation to disabiiity. In A. P,
Turnbull. J. Patterson. S. Behr, D. Murphy. J. Marquis. & M.
Blue-Banning (Eds.), Cognitive Coping, Families, And Disabilitics
(pp. 151-164). Baltimore: Paul H. Brookes, Pub. Co.

Berry, J. O. (1992). Preparing college students to work with children
and families with special needs. Family Relations, 41(1), 44-48.

Boss, P. (1993). Boundary ambiguity: A block to cognitive coping. In
A. P. Turnbull, J. Patterson, S. Behr, D. Murphy, J. Marquis, & M.
Blue-Banning (Eds.), Cognitive Coping. Familics, And Disabilitics
(pp. 257-270). Baltimore: Paul H. Brookes, Pub. Co.

Bronfenbrenner, U. (1979). The Ecolegy Of Human Development;
Experiments By Nature And Design. Cambridge: Harvard
University Press,

Burke, S., Kauffmann, I, Costello, E., & Dillon, M. (1991). Hazardous
secrets and reluctantly taking charge: Parenting a child with
repeated hospitalizations. [mage: Journal Of Nursing

Scholarship, 23(1), 39-45.




142

Canem, C. (1987). Coping with feelings: Chronically ill children and
their families. Nursing Papers. 19(3), 9-21.

Canny, G., & Levison, H. (1991). Childhood Asthma: A Handbook For

Parents. Mississauga: Thomson Health Care Communications.

Carter, K. (1993). The place of story in the study of teaching and
teacher education. Educational Researcher. 22.,(1), 5-12, 18.

Clandinin, D. J. (1992). Narrative and story in teacher education. In T.
Russell, & H. Munby, (Eds.), Teachers And Teaching: From
Classroom To Reflection (pp. 124-137). New York: The Falmer

Press.

Clandinin, D.J., & Connelly, F. M. (1986). Rhythms in teaching: The
narrative study of teachers' persomal practical knowledge of
classrooms. Teaching And Teacher Education. 2(4), 377-387.

Clandinin, D.J., & Connelly, F. M. (1991). Narrative and story in
practice and Research. In D. Schon (Ed.), The Reflective Turn;
Case Studies Of Reflective Practice (pp. 258-281). New York:

Teachers College Press.

Clandinin, D.J., & Connelly. F. M. (1993). Personal experience methods.
In Y. Lincoin & N. Denzin (Eds.) Handbook Of Qualitative
Resecarch Methods. San Francisco: Sage Pub.

Clark, N., Gotsch. A., & Rosenstock. I. (1993). Patient, professional, and
public education on behavioral aspects of asthma: A review of
strategies for change and needed research. Journal Of Asthma.
30(3). 241-253.

Connelly, F. M., & Clandinin, D. J. (1990). Stories of experience and
narrative inquiry. Educational Researcher. 19(4), 2-14.

Cooper, J. C. (1981). Yin And Yang: The Taoist Harmony Of Opposites.
Wellingborough: The Aquarian Press.

Cooper, J. E. (1991). Telling our own stories: The reading and writing
of journals or diaries. In C. Witherell & N. Noddings (Eds.),
Stories Lives Tell: Narrative And Dialogue In_Education (pp. 96-
112). New York: Teachers College Press.




143

Feingold Associations Of The United States, Inc. (1992). Pure Facts.
16(7), p.1-2, Newsletter Of The Feingold Association Of The
United States.

Garland. C. (1993). Beyond chronic sorrow: A new understanding of
family adaptation. In A. P. Turnbull, J. Patterson, S. Behr, D.
Murphy, J. Marquis, & M. Blue-Banning (Eds.). Cognitive Coping,

Families, And Disabilities (pp. 67-80). Baltimore: Paul H.
Brookes. Pub. Co.

Garmezy, N. (1987). Stress, competence, and development:
Continuities in the study of schizophrenic adults, children
vulnerable to psychopathology. and the search for stress-
resistant children. American Journal Of Orthopsychiatry. 57(2),
159-174.

Gergen, P., Mullally. D., & Evans Ill, R. (1988). National survey of
Prevalence of asthma among children in the United States,
1976 to 1980. Pediatrics, 81(1), 1-7.

Gilkerson, L., Gorski, P., & Panitz, P. (1990). Hospital-based
intervention for pre-term infants and Their Families. In S.
Meisels, & J. Shonkoff (Eds.), Handbook Of Early Childhood
Intervention (p. 445). New York: Cambridge Press.

Glatthorn, A., (1987). Cooperative professional development: Peer-
centered options for teacher growth. Educational I.eadership,
45(3), 31-35.

Hambley, J., Brazil, K., Furrow, D., & Chua, Y. (1989). Demographic and
psychosocial characteristics of asthmatic children in a Canadian
rehabilitation setting. Journal Of Asthma, 26(3), 167-175.

Hobbs, N., & Perrin, J. (Eds.) (1985). Issues In The Care Of Children
With Chronic Illness. San Francisco: Jossey-Bass Pub.

Infante-Rivard, C. (1993). Childhood asthma and indoor
environmental risk factors. American Journal Of Epidemiology,
137(8), 834-844.

Jessop, D., & Stein, R. (1985). Uncertainty and its relation to the
psychological and social correlates of chronic illness in children.
Social Science And Medicine, 20(10), 993-999.




144

Jevne, R. F. (1991). It_Ali Begins With Hope: Patients, Caregivers and

The Bereaved Speak Out. San Diego: LuraMedia.

Jevne, R. F. (1994). The Voice Of Hope Heard Across The Heart Of Life.
San Diego: LuraMedia.

Johnson, M., Lubker, B.B., & Fowler, M.G. (1988). Teacher needs
assessment for the educational management of children with

chronic illness. Journal Of School Health, 58(6), 232-235.

Jurenec, G.S. (1988). Identification of subgroups of childhood
asthmatics: A review. Journal Of Asthma, 25(1), 15-25.

Kaplan, B.A., & Masie-Taylor, C. (1992). Predicting the duration of
childhood asthma. Journal Of Asthma, 29(1), 39-48.

Kazak, A. (1989). Families of chronically ill children: A systems and
social-ecological model of adaptation and challenge. Journal Of

Consulting _And_Clinical Psychology, 57(1), 25-30.

Kidder, T. (1989). Among School Children. Boston: Houghton Mifflin.

Kiein-Walker, D., Gilbert-Epstein, S., Boyd-Taylor, A., Crocker, A., &
Tuttle, G. (1989). Perceived needs of families with children who
have chronic health conditions. Children's Health Care, 18(4),
196-201.

Knafl, K., & Deatrick, J. (1987). Conceptualizing family response to a
child's chronic illness or disability. Family Relations, 36(3),
300-304.

Kotlowitz, A. (1991). There_Are No Children Here: The Story Of Two
Boys Growing Up In The Other America. New York: Doubleday.

Kroth, R. (1987). Mixed or missed messages between parents and
professionals. The Volta Review, 89(5), 1-10.

Kysela, G., McDonald. L., Reddon, J., & Gobeil-Dwyer, F. (1988). Stress
and supports to families with a handicapped child. In K. Marfo
(Ed.), Parent-Child Interactions And Developmental Disabilities:
Theory, Research, And Intervention (pp. 273-289). New York:
Praeger.




Lamarre, A., & Broadhead. M. (1988). Childhood Asthma. Dorval:
Sandoz.

Lee. D., & Osundwa, V. (1994). Asthma and outdoor allergens in
Alberta. Connections, 2(2). 1-1. Edmonton: Alberta Asthma
Network.

Lehr, D. (1990). Providing education to students with complex health
care needs. Focus On Exceptional Children. 22(7). 1-12.

Lehr, D. H., & McDaid, P. (1993). Opening the door further: Integrating
students with complex health care needs. Focus On Exceptional

Children, 25(6), 1-7.

Leonard, B., Johnson, A., & Brust, J. (1993). Caregivers of children
with disabilities: A comparison of those managing "OK" and

those needing more help. Children's Health Care, 22(2), 93-105.

Lipsky, D.K. (1985). A parental perspective on stress and coping.
Journal Of Orthopsychiatry. 55(4), 614-617.

Lipsky, D.F., & Gartner, A. (Eds.) (1989). Beyond Separate Education:
Quality _Education For All. Baltimore: Paul H. Brookes Pub. Co.

Lynch, E., Lewis, R., & Murphy, D. (1992). Educational services for
children with chronic illnesses: Perspectives of educators and
families. Exceptional Children, 59(3), 210-220.

McCubbin, M. A. (1988). Family stress, resources, and family typc:
Chronic illness in children. Family Relations, 37(2), 203-210.

McDaniel, E., & Di Bella-McCarthy, H. (1989). Enhancing teacher-
efficacy in special education. Teaching FExceptional Children,
21(4), 34-39.

McFee, G. (1992). Triangulation in rescarch: Two confusions.
Educational Research, 34(3), 215-219.

Meyer, D. (1986). Fathers Of Handicapped Children. In R. Fewell And
P. Vadasy (Eds.), Families Of Handicapped Children: Neceds And
Supports Across The Life Span (pp. 35-74). Austin: PRO-ED, Inc.




146

Mizen-McCarthy, S., & Gallo, A. (1992). A case illustration of family
management style. Journal OQf Pediatric Nursing, 7(6), 395-402.

Mori, A. (1983). Families Of Children Of Special Needs. London: Aspen

Systems Corp.

Morsink, C.V., Thomas, C.C., & Correa, V.l. (1991). Interactive
ming: nsultation An “oll ration In ecial Progr .

Toronto: Collier Macmillan Can. Inc.

Muir-Hutchinson, L. (1987). Working with professionals. The

Exceptional Parent. 17(5), 8-12.

Murray, D. M. (1985). A_Writer Teaches Writing. Boston: Houghton
Mifflin Co.

Myles, B.S., & Simpson, R. (1989). Regular educator's modification
preferences for mainstreaming mildly handicapped children.
Journal Of Special Education. 22(4), 479-489.

New Webster's Dictionary (1991). New York: Lexicon Pub., Inc.

Newacheck, P. W., & Taylor, W. R. (1992). Childhood chronic illness:
Prevalence, severity, and impact. American Journal Of Public
Health. 82(3), 364-370.

Noddings., N. (1984). Caring: A Feminine Approach To Ethics And
Moral Education. Berkeley: University Of California Press.

Noddings, N. (1986). Fidelity in teaching, teacher education. and
research for teaching. Harvard Educationai Review, 56(4), 496-

519.

Ogg. D.. & Elfers, T.E. (1988). Medically fragile children: How far are
schools responsible? School Business Affairs, May 1988, 10-13.

O'Halloran, J. (1993). Welcome to our family, Casey Patrick. In A. P.
Turnbull, J. Patterson, S. Behr, D. Murphy, J. Marquis, & M.
Blue-Banning (Eds.), Cognitive Coping. Families. And Disabilities
(pp- 19-30). Baltimore: Paui H. Brookes, Pub. Co.

Olshansky. S. (1962). Chronic sorrow: A response to having a
mentally defective child. Social Caseworker, 43(4), 190-193.




147

Paley, V. (1986). Mollie Is Three: Growing Up In School. Chicago:

University Of Chicago Press.

Palfrey, J.S., Haynie. M., Porter, S.. Bierle. T.. Cooperman, P., &
Lowcock, J. (1992). Project School Care: Integrating children
assisted by medical technology into educational settings.

Journal Of School Heaith. 62(2), 50-54.

Patterson, J. (1993). The role of family meanings in adaptation to
chronic illness and adaptation. In A. P. Turnbull, J. Patterson, S.
Behr, D. Murphy, J. Marquis. & M. Blue-Banning (Eds.). Cognitive
Coping, Families, And Disabilities (pp. 221-238). Baltimore: Paul
H. Brookes, Pub. Co.

Patterson, J., McCubbin. H.. & Warnick, W. (1990). The impact of
family functioning on health changes in children with cystic
fibrosis. Social Science And Medicine. 31(2), 159-164.

Patton, M. Q. (1987). How To Use Qualitative Methods In_Evaluation.
London: Sage Pub.

Peshkin, A. (1993). The goodness of qualitative research. Educational
Researcher, 22(2), 23-29.

Phillips, M. (1990). Support groups for parents of chronically ill
children. Pediatric Nursing, 16(4), 404-406.

Pizzo, P. (1990). Parent advocacy: A resource for early intervention.
In S. J. Meisels & J. P. Shonkoff (Eds.), Handbook Of Early
Childhood Intervention (668-678). New York: Cambridge Press.

Poyadue, F. S., (1993). Cognitive coping at Parents Helping Parents. in
A. P. Turnbull, J. Patterson, S. Behr, D. Murphy, J. Marquis, & M.
Blue-Banning (Eds.). Cognitive Coping, Families, And Disabilities
(pp. 95-110). Baltimore: Paul H. Brookes, Pub. Co.

Progoff, 1. (1992). At_A Journal Workshop; Writing To Access The
Power Of The Unconscious And Evoke Creative Ability. lLos
Angeles: Jeremy P. Tarcher, Inc.




148

Sabbeth, B., & Leventhal, J. (1988). Trial balloons: When families of
sick children express needs in veiled ways. Children's Health
Care, 17(2), 87-92.

schon, D. (Ed.) (1991). The Reflective Turn: Case Studies Of Reflection
In And On Educational Practice. New York: Teachers College

Press.

seidman, 1. E. (1991). Interviewing As Qualitative Research: A Guide
For Researchers In Education And The Social Sciences. New

York: Teacher's College Press.

seligman, M., & Darling, R. (1989). Ordinary Families. Special
Children: A Systems Approach To Childhood Disability. New

York: The Guilford Press.

vhapiro, J. (1983). Family reactions and coping strategies in response
to the physically il or handicapped child: A review. Social
Science _And _Medicine, 17(14), 913-931.

‘hayne, M., Walker, D., Perrin, J., & Moynihan, L. (1987). Health-
impaired children deserve a break. Principal. 66(3), 36-39.

irvis, B. (1988). Students with special health care needs. Teaching
Exceptional Childran. Summer, 1988, 41-44.

mith, D.D., & Luckasson, R. (1992). Introduction To Special Education;
Teaching In An Age Of Challenge. Boston: Allyn And Bacon.

pradley, J. (1979)._The Ethnographic Interview. Chicago: Holt,
Rinehart And Winston, Inc.

tainback, W., & Stainback, S. (1990). Support Networks For Inclusive
Schooling. Baltimore: Paul H. Brookes Pub. Co.

tainback, W., & Stainback, S. (Eds.) (1992). Curriculum
Considerations In Inclusive Classrooms: Facilitatine Learning
For All Students. Baltimore: Paul H. Brookes Pub. Co.

esch, R. (1987). Emerging themes: The researcher's experience.
Phenomenology And Pedagogyv, 5(3). 230-241.




149

Thompson, S. (1993). Individual and interpersonal influences on the
use of cognitive coping. In A. P. Turnbull, J. Patterson. S. Behr,
D. Murphy. J. Marquis, & M. Blue-Banning (Eds.). Cognitive

Coping, Families, And Disabilities (pp. 165-172). Baltimere: Paul

H. Brookes, Pub. Co.

Turnbull, A P., Patterson, J., Behr, S., Murphy, D., Marquis. J., & Blue-

Banning, M., (1993). Cognitive Coping; Families And Disability.

Toronto: Paul H. Brookes Pub. Co.

Turnbull, A. P., & Turnbull, H. R. (1986). Families, Professionals And

Exceptionality: A Special Partnership. Columbus: Merrill.
van Manen, M. (1990). Researching Lived Experience; Human Science

For An Action Sensitive Pedagogy. London: Althouse Press.

Vohs, J. (1993). On belonging: A place to stand, a gift to give. In A. P.
Turnbull, J. Patterson, S. Behr, D. Murphy, J. Marquis, & M.
Blue-Banning (Eds.), Cognitive Coping, Families, And Disabilities
(pp. 51-66). Baltimore: Paul H. Brookes, Pub. Co.

Walsh, M., & Ryan-Wenger, N. (1992). Sources of stress in children
with asthma. Journal Of School Health, 62(10). 459-463.

Weitzman, M., Gortmaker, S., & Sobol, A. (1990). Racial, Social. And
Environmental Risks For Childhood Asthma. American Journal
Of Diseases Of Children, 144, 1189-1194,

Werner, E. (1990). Protective Factors And Individual Resilience. In S.
J. Meisels & J. P. Shonkoff (Eds.), Han k _Of Earl “hil
Intervention (pp. 97-116). New York: Cambridge Press.

Wilgosh, L., & Chomicki, S. (1991). Palems perceptions of hcalth care
for children with disabilities. Can rnal
Education, 7(1). 67-73.

Winzer, M. (1990). Children With Exceptionalities: A Canadian
Perspective (2nd Ed.). Scarborough: Prentice-Hall Can. Inc.

Wood, T., Siegel, L., & Scott, R. (1991). A comparison of stress and
marital adjustment with families of chronically ill, handicapped

and non-ill/handicapped children. B, C. Journal Of Special
Education, 15(3), 231-239.



150

Yinger, R. (1985). Journal Writing As A Learning Tool. The Volia
Review, 87(5), 21-33.

Ysseldyke, J. E., Algozzine, B., & Thurlow, M.L. (1992). Critical Issues
In_Special Education. Boston: Houghton Mifflin.

Zimmerman, B., Gold, M., Lavi, S., & Feanny, S. (1991). Canadian

Allergy And Asthma Handbook. Mississauga: Randm House
Can. Ltud.



