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ABSTRACT

What is the experience like for young adults living
with Crohn’s disease orvcolitis? This question provided the
focus.for interviews and written narratives of 10
participants in a study éxploring the perceptions of,
responses to, and management of the life experience>of
living with an illness. Qualitative approaches to'research,
involving phenomenological principles, guided the study. A
synopsis of each individual participant’s interQiew and
written narrative comprise a large part of the body of the
thesis. Eight themes, established from the interviews and
written narratives of all participants, describe the essence

of the phenomenon.
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CHAPTER ONE

Introduction

The purpose of this study was to examine how young
adults make sense of the influences Crohn’s disease or
colitis have had on their lives. This project investigated
young adults’ perceptions of, responses to, and management
of the life experience of living with an illness. The value
of this study is in understandlng the experience of young
adults coping‘with chronic illness from their own
perspective. The mainlthrust of this study was to contribute
to the understanding of chronic illness variahles, in
particular those involved with having Crohn’s disease or
colitis, and how these variables are'experienced by young
adults. |

| Crohn’s disease and colitis are grouped under the

heading of Inflammatory Bowel Disease. They are both chronic'
1llnesses that affect the intestines. Colitis.attacks the
1nner lining of the large bowel while Crohn s disease (also
known as Ileitis) is characterized by 1nflammatlon which
penetrates the entire thickness of the bowel wall, usually
“in the small intestinal‘area. It may attack at any point of
the gastrointestinal s§stem from mouth'to anus (Steinhausen
& Kies, 19825. B

The signs and symptons of Inflammatory Bowel bisease

are as follows: a) bloody diarrhea; b) abdominal pain; c)

weight loss; d) fever; e) fatigue; and f) malnutrition.




Onset often occurs auring adolescence, a time when the
physical and emotional impact can be devastating as séxual
and physical grthh‘are often delayed (Steinhausen & Kies,
1982). The cause of these illnesses is, at the présent time,
unknown and no specific treatment is effective for all
people who suffer from them (Steihhausen & Kies, 1982). The
primary treatments involve several different types of drugs
(Salazopyrin, a sulpha drug; Imuran, an immunosuppressive;
5-Aminosalicylic acid, and various types of steroid based
drugs) and different types of surgeries (bowei resections,
where a piece of intéstine is surgically removed;
ileostomies, where the body’s fluid wastes from the smaller
iﬁtestine are emptied through a surgically prepared opening
in the skin on the front of-the abdomen, and the material
collects into a bag which is attached to the skin by means
of special adhesives; or colostomies, which is similar to an
ileostomy but the surgicaliprocedure involves the large
bowel). Persons with Crohn’s disease or colitis may also
face frequent hospitalization because of'the‘consequences of
inflammation (i.e. fistulas).

Colitis was first discovered and diagnosed in 1905 and
Crohn’s disease in 1932. Prevalence figuresvfor Canada are
estimated at 110,000. Two-thousand new cases are diagnosed
each year (Asakﬁra, Tsuchiya, Aiso, Watanabe, Kobayashi,
Hire,vAndo, Takata, & Sekiguchi, 1982).

Persons with Crohn’s disease or colitis have

approximately one chance in ten of having other cases of




these illnesses among their blood relétives. The conditions
may skip genergtions or may appear.in successive generationé
(Asakura et al., 1982). Past research (Ben-Sira, 1982) has
found a negative correlation between age and chronic disease
indicating that young adults have fewer chances than older
adults of being chronicélly_ill. However, this finding does
not appear to hold true for Crohn’s disease or colitié.
These illnesses strike most frequently between the ages of
15 and 29 (Asakura et al., 1982). Thirty percent of all
. people visiting their doctors suffer from a digestive tract.
related disease. People withvgastrointestinal diseases
>o¢cupy more hospital beds than all people with
cardiovascular and respiratory diseases (Asakura et al,
1982) . |
Iﬁflammatory‘Bowel Disease is believed not to be an
emotional disorder. Crohn’s disease and colitis have not
been found to be caused by stress or anxiety and are not
restricted to certain personality types (Asakura et al.,
1982). In the past, Crohn’s disease and colitis have beén
investigated largely from the perspective that these two
illnesses were caused by emotional and psychological
disturbances (Arapakis, Lyketsos, Gerolymatos, Richardson, &
Lyketsos, 1986; Castelnuova-Tedesco, 1966; Freybergef,
Kuhsebeck, Lempa, Wellmann, & Avenarius, 1985); However, in
the last two decades it has been realized that there is no

stereotypical personality which is disposed to the

development of Crohn’s disease or colitis (Arapakis et al.,




1986; Mendeloff, Monk, Siegal, & Lilienfeld, 1970; Monk,
Mendeloff, Siegel, & Lilienfeld, 1969). Pfevious
- psychological research on Crohn’s disease and colitis has
centered around attempting to find psychogenic causes for
the illnesses (Arapakis et al., 1986; Castelnuova-Tedesco,
1966; Freyberger et al., 1985). With very mixed results and
many éssumptions and Qver-generalizations along with récent
advances in medical research in the area of these chronic
illnesses, the psychogenic label has been discredited.
Though many attempts were made, links bétween
psychogenic factors as a cause of Crohn’s disease and
- colitis have never been established. Arapakis et al. (1986)
in comparing people with colitis and irritable bowel
syndrome, found individuals in both groups to be less
dominant than the control group, have more tendencies to
react to frustration by directing anger and blame toward
themselvés, be more anxious and more depressed than the
control group. However, no characteristic modes of behaviour
and thought predisposing people with colitis to the
development of their illness were found. The finding that
people with colitis scored higher on anxiety and depression
is of limited usefulness because it does not take into
account how illness symptoms interact in creating an |
individual with higher anxiety and depression. Therefore, a
more holistic picture of how chronic illness symﬁtoms

interact with a person’s psychosocial development is very

important. Arapakis et al. (1986) over-generalized their




findings by implying'that the finding of low domihance in
people with colitis may reflect the activation of a
psychosomatic factor which led to the symptoms of the
illness. They also found a high level of intropuhitivenéss,
characterized by the tendency to react to frustration by
directing anger and blame towafd oneself, the internally
focused emotions often being experienced as guilt or shame,
" which they thought predicted the presence of neurotic -
éymptoms confirmed by their findings of elevated anxiety and
‘depression Qf these groups. Howéver, they admit that their
data do not clarify whether it is associated with the same
dynamics underlying the primary disease process, or if it is
reactive to.the psychosocial impact of the primary disease
(Arapakis et al., 1986). |
Fre?berger et al. (1985), commenting on some'previous
psycho-therapeutic findings with regards to people with
Crohn’s disease, suggested‘that people with the disease show
a disruption in both affective and cognitive processes. They
-also refer to four people with the illness who have been
treated within one of their reseérch projects. They found
that the péople with Crohn’s disease had relatively
undifferentiated emotions and their thinking tended to dwell
on the mundane. The authors concluded that these personality
traits caused the disease. No research was conducted to see

‘whether these traits were prevalent before the chronic

illness onset or if they only appeared after.




Monk et al. (1969), in an epidemiological stﬁdy, found
no. important personality differences»between people with
éolitis and‘a control group. Individuals hospitalized with
colitis were interviewed and compared with a sample of the
general population and with a group of people with
l"irritable colon," who were interviewed in the same way;
Individuals with colitis did not differ from the comparison
groups. The large proportion of Jewish people in the colitis
group was the most distinctive characteristic of this group.
The higher number of Jewish people might be accounted for by
genetic factors. Mendeloff et al. (1970) replicated these
findings. Esler and Goulston (1973) also found that people
with colitis did not differ along personality dimensions
from a control group of people with general medical
prdblems.

Daniels, O’Connor, Karush; Mbses, Flobd, and Lepore
(1962) treated 57 people with Colitis with psychotherapy.
They compared them with 138 people with colitis not
receiving psychotherapy. When compared on life adjustment in
+ family and career, those who received psychotherapy were
generally higher in adjustment scores. However, the number
of sessions did not correlate with the improvement or
worsening of actﬁal bodily symptoms. The changes were found
to be psychological in nature, not physical. In another
study,vevaluations of the efféctiveness of psychotherapy in

the treatment of people with colitis showed that counselling

had demonstrated favourable effects emotionally, but once




again, not physically, in contrast to a control group which
‘changed hardly at all in any respect (O’Connor, Daniels,
Flood, Karush, Moses, & Stern, 1964). Those who underwent
ileostomy for relief of colitis symptoms showed an improved
change in their body image as a result of psychotherapy}
_(Druss, O’Connor, & Stern, 1972).

Although results were mixed on whether Crohn’svdisease
and colitis were psychosomatic illnesses, some studies
automatically assumed that these chronic illnesses fell - N
under thié label when selecting their parficipantsr Taylor
and Doody (1985) studied monodic speech samples obtained
from 20 psycho-neurotic and 20 so-called psychosomafic
persons, using selected Thematic Apperception Test cards,
and different methods of cbntent analysis. The individuals
assumed to be psychosomatic were 10 people with Crohn’s
disease and 10 people with colitis. It appears important to
recognize that genefélizations were made to a psychosomatic
population from a sample that has been shown to not be
psychosomatic. Other aspects of Crohn’s disease and colitis
have been sfudied: Fishler and Fogel (1973) studied 25
children who had ulcerative colitis, and matched controls.
Scores on the Bell Adjustment and Maslow Security-Insecurity
Inventories revealed no difference between these groups.

A recognition of ﬁhe need for different research
approaches to understand these illnesses resulted in Alberts

and Lyons (1988) study on colitis. These researchers

implemented research practices with a framework of trying to




find helpful coping strategies for individuals with this
disease. The relationship of illness variables (demographic,
illness quality,'treatment, lifestyle and interpersonal) to
the eight coping styles as measured by the Millon
Behavioural Health Inventory were investigated in 38 adults
with colitis for the purpose of identifying coping styles
important in managing the condition. Another inference drawn
from the results is the support given findings of Monk, et
al. (1970) and Mendeloff, et al. (1970), that no
characteristic personality is representative of people with
colitis. The participants did not demonstrate a particular
character profile. The possibility that psychological
treatment could result in a more adaptive coping style was
discussed. |

Psychological Aspects of Crohn’s Disease and Colitis

Any severe illness in a young adult represents a crisis
(Pless & Pinkerton, 1975). The nature and extent of
disruption accompanying an illness will often vary according
to the age at which it occurs. Either the illness itself or
restrictions imposed by its management may interfere with
functioning and disrupt development'and'normal living.
Chronic illhess is frequently associated with ongoing
problems. The young adult’s adjustment will be affected by a
number of factors that, separately or together, may occur
during the course of an illness.

Some illnesses require periods of restricted mobility

or isolation from familiar people and surroundings.




Steinhauer, Mushin, and Rae-Grant (1982) commenting on some
findings with regards to people with a variety of chronic
illnesses, suggested that a young adult with a ¢hronic
illness may withdraw into fantasy as a means of coping, this
tendency being enhanced by isqlétion. This may lead to an
escalation of unrealistic expectations regarding the illness
and management (Steinhauer et al., 1982).

Recent writers suggést that it is during fhe initial
period that the stress is high and psychologiéal assistance
may be required (Geist, 1979). Generally speaking, the more
debilitating the illness and the poorer the prognosis, the
greater the stress on the person. A serious chronic illness,
espécially if the clinical course is one of relentless
progression, is bound to produce terrible stress for the
person. If the illness is active in young adulthood the
person will experience a great sense of depression when they
are forced by the illness to scale down their hopes and
expectétioné. If the illness is clearly visible and
frequently elicits reactions of disgust or aversion from
others (e.g., scarring from surgeries), the continued
confrontation with the discomfort of others may prove a
serious blow to the person (Steinhauer et al., 1982). Some
iilnessés require a program of management and restrictions,
such as Crohn’s disease and colitis with its frequent
medications, dietary restrictions, and regular tésting

(Steinhauer et al., 1982). These programs ofvmanagement and

restrictions can cause anger and frustration.




Upward mobility in work can be seriously limited by a
chronic illness (Steinhauer et al., 1982). A person is often
faced with having to take time off of work when their
illness acts up. Also there performance at work may be
hindered by their illness.

In estimating the costs of an illnéss, the hidden
dollars-and-cents cost must be considered (e.qg.,
medications; special diets, etc.) (Kalnins, Churchill, &
Terry, 1980). For people with limited income, these expenses
may be a major source of additional pressure. To reiieve
some of this pressure, people may make the dangerous
decision of denying that they need the medications.

To some extent, all people react with denial to the
shock of their illness. Denial is probably never completely
abandoned, certainly not at any single time. Persistent
denial in the face of illness interferes with thé person’s
ability to deal with their illness, thus perpetuating the

crisis precipitated by the illness. .

Depression is a stage in their coming to terms with the’

implications of their disease. Some people learn to accept
the illness and its consequences for their life. Others
never do so, and their life may be dominated by their
unresolved depression (Steinhauer et al., 1982). Perhaps
half of the grieflsuffered from painful illnesses is
psychological (Pawl, 1979).:

Persistent abdominal pain is a symptom often

experienced by those with Crohn’s disease or colitis. When

10



faced with continual pain, even the most hearty and stable
mind can félter. Those afflicted lose some of their ability
to respond to their environment. They may concentrate less
on interpersonal relationéhips than on the pain itself.

Relationships then become irritating rather than joyful.

Routine activities become harder and méy be neglected (Pawl,

1979) .

In a chronic illness, where a painfﬁl process becomes
overwhelming for whétever reason, the person so afflicted
may initially lose her or his enthusiasm for life. As the
griéf is drawn-out over days, weeks.ér months, the sufferer
' may become withdrawn, moody, irritable and éventually
depressed'to the point where life’s goals and
responsibilities may be deserted. The psychological
components of the person’s pain problem need as much
attention therapeutically as the organic portion (Pawl,
1979). A young adﬁlt’s response to pain varies with how that
pain is perceived (Nover, 1973).

Pain caused by the young adult’s illness méy produce
irritability. This trait may present additional pressures
and may result iﬁ feelings of guilt, and inadequacy in the
person. If pain is bad enough and lasts long enough it

ultimately wears people down (Steinhauer et al., 1982).

Persons with Crohn’s disease or colitis are likely to

be anemic and protein deficient. This can make them tired

and listless. They may find dealing with life tasks a huge

burden.

11
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These illnesses often cause a person to restrict their
diet to the point of avdiding‘solid foods. Prolonged periods
on liquid diets or on intravenous feeding can be associated
'with.depression. Depression can be another emotional symptom
commonly found among those with a chronic illness
(Steihhauer et al., 1982).

Diarrhea is a. common symptom of these'diséases. When
diarrhea is severe it often continues through the night and
hinders proper sleep patterné. Without sufficient sleep a
person’s alertness and behaviour can be affected (Steinhauer
et al;( i982).

Certain forms of medication may affect the young

adult’s alertness and behaViour (e.q. steroids).
Occasionally headaches occur with certain drug treatments
and irritability may result (Steinhauer et al., 1982). |
Persons affected by steroids can becbme depressed.

Along with various drug treatments, Crohn’s disease and
colitis,éan require frequent hospitalization, painful
procedures, and repeatedisurgery, which can present
particular difficulties for young adults. Hospitalization
requires the individual to be away from family and friends
for prolonged periods.of time. For the person.who has to
have surgery it can be deyastating (Steinhauer et al.,_.
1982).

Factors Mediating Psychological Adijustment

A‘strong network of family and friends may ease the

physical and emotional burden of day-to-day living for the
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chronically ill person (Steinhauer et al., 1982). Successful
management of the emotional aspects of chronic illness is
'based'on a recognition that illness in a person will have
major implications on mental health and relationships. The
more people have resolved their emotional issues, the better
they will be able to ?eet their physical and needs and to
deal successfully with the additional strains imposed by
illness witﬁ minimal damage and disruption to theif lives.
Only when peopie have received a clear and definitive
diagnosis can they-begihlto deal first with the necessary
practical planning and later with the arduous but no less
important task of emotionally accepting the inevitable
(Steinhauer et al., 1982). .

The professional who recognizes the potential for
disruptionAthat a chronic illness can produce can do much to
Ainimize the destructive effects and to aid in the
reintegration and adaption of the person (Steinhauer et al.,
1982). People may need honest and reﬁeéted explanations of
their diagndsis, progress, and prognosis, and time to.digest
this information. It may prove helpful for professionals to
be simple and direct, avoiding unwarranted optimism or
excessive pessimism. Timing may also be important.

ongoing contact with the person allows various
professionals to explore the person’s understanding of the

illness and help deal with emotional reactions to it. By

asking how the person sees her or himself and the illness,

the person can be encouraged to raise concerns. Those people




who understand and can perceiVe accufately‘the nature of the
disease; its‘symptoms and prognosis, and who can discuSs
these directly will greatly safeguard their adjustment. An
increésinq number of authors support diécussion of e&en,the

most painful feelings related to‘illnessa(Geist, 1979). One

study involving people with cancer showed that those who

talked most about their illness were the oﬁes who were least

depressed (Geist, 1979) . ‘What is openly acknowledged is.
genérally leés threatening than that which is‘known but not
vdiscussed (Steinhauer et-al., 1982).'Some people may need
aCtive‘encouragémeht to express feelings that have been heid
‘in but are tearing them apart.u

'Throﬁghout hospitalization, the person should be .
encouraged té keep in contact wifh friends, either through
visits or by mail. Embarrassment or shame because of the
illhess méy contribute to an alienation:from peers who;
given'proper encouragement, could be a major source‘of
support for the person (Steinhauer et al., 1982). Alienation
’frCm othérs can slow the ability of that person to adjust
emotionally to their illness situation.

In making imﬁdftant decisions, some people need help to
recognize and weigh the facts of the situation, and
reassurance and encouragement once a decision has béen made
’(SteinhauerVet al., 1982). A counsellor can be'extremely_
helpful to'fhe peréon (Steinhauer ef'al., 1982). If a person

must continue with steroid therapy and psychological

14
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distress is a problem, it may be necessary to seek
professional counselling.

'In circumstances involving surgery it is important to
try and find a balance between not alarming the person
unduly and yet still offerihg some psychologicel
preparation.'Support and encourageﬁent should be effered to
people, if possible. The psychological preparation for
surgery should begin well ahead of fhe event in order to
better cope.

The term coping has often been used'to describe fhe
A processes.by which people attempt to adjust to stress.
Coping is seen as having two main components, intrapsychic
mechenisms, and behaviour (Ray, Lindep, & Gibson, 1982).
More current theories of stress and coping describe coping
behaviour as goal directed and responsive to stress. Coping
is presumably elicited when the individual coénitively.
appraises a situation as posing threat, harm, loss or
challenge. Appropriateiy seiected coping strategies may help
to buffer the individual under stress from emotional |
breakdown or maladjustment (Felton, Revenson, & Hinrichsen,

1987) . Lazarus (1981) proposes that the particular kinds of
| coping behaviours which people use are determined by both
pefsonal characteristics and those of their social
environment, and, most importantly, by the nature of the
stress with which they are dealing and which they.have dealt

with in the past. Health-related stressors, particularly

those seen as requiring acceptance (i.e., chronic
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illnessés), were found by Lazafus to have a significantly
higher likelihood to prqmpt‘émotion-focﬁsed coping (i.e.
~strategies directed at feducing tﬁe emotional distress
~ prompted by the problematic situation); rather fhan
strategies directed at altering the source of the stress
itself. Depending on the definition of coping ;sed and on
the nature of the illnéssistudied,‘research haé found
typical coping strategies of individuals suffering from
éhronic disease to include: denial, selective ignoriﬁg,
informatidn seeking, taking refuge in activity, avoidancé,
'reminiscencé about forﬁer good times, learning specific
‘illness—relatéd procedures, blaming others and seeking
comfort ffom others (Cohen‘&-Lazarus, 1979; Weisman &
Wdrden; 19?6).,These studies have”provided véluablé
descriptions of the types‘of éoping strategies employed by
indiQiduals when faced with illness. i

Although contemporary developmental psychology has
highlighted the importénce of age as a dynamic interaction
Variable, differences attributable to age with.regards to
Crohn’s disease and colitis have not_beén the target of
research. During the life span, a ferson is faced‘with many
de&elépmental taské and-iife transitions. The‘change ffdm
high school into post—secondary educaﬁion or the work force
is one major life trahsition; Young adults must leave behind
4,adolescent roles and status 6ften aloﬁg with ﬁhe physical,

social, and emotional support of home. In exchange, they7

‘take on new academic or work pressures, personal
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responsibilities, and social networks (Astin, 1968; Newcomb,
1964) as well as relationships of intimacy (Erikson, 1963).

Bronfenbrenner (1979) viewed the transitions during
development as involving"the adaption to progressively
broadening spheres of influence. The individual brings her
or his own strength and style to each transition and thus
individuality has an active.impact on the nature of the l
adjustment that is made. Individuals actively mediate stressl
to achieve their own adaption. The factor of concern in the
present research was that of young adults’ life experiences
adapting to a chronic illness. |

The present research was concerned with these-yoﬁng
adult experiences. Young adulthood is an especially
interesting and potentially significant period of -
‘development for the investigation of life experiences with a
chronic illness. Young adulthood involves a number of
transitions; including those from high school to college,
university, or work, and from living with parents to living
independently (Compas, Davis, "and Fofsyth, 1985).‘

Young adulthood is frequently described as a period of -
development during which dramatic life changes and
transitions occur. A chronic illness may make demands that
exceed a young adult;s resources. Having to deal with a
chronic illness may by far exceed the bounds of a nofmal
course of life - it may be a factor whichvimposés upon an

individual, demands which are perceived as overwhelming .

(Ben-Sira, 1982).
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The potentially damaging characteristics of chronic
illness - and particularly the uncertainty of its prognosis,
namely, the continually accompanying hazard of the
unpredictable development of mcre occurrences impose new
demands upon the chronically ill person. The individual has
to cope with burdens, which are often accompanied by stigma
and the continuing fear of further episodes. These burdens
have the capacity of depriving individuals of some of the
control over thcir lives (Ben-Sira, 1982). The impact of
chronic.illness on psychological adjustment can be profound
(Felton et al., 1987).

Thé value of the proposed study is in learning to
understand the experience of young adults coping with
chronic illness. With 2,000 new cases being diagnosed each
year, it is quite probable that professionals within the
health field and related occupations will come across an
individual attempting to live with one of these chronic
illnesses. To understand how one can be moré helpful in
aiding individuals with a chronic illness, health
professionals need to first understand how people experience
their lives in relation to their disease.

Qualitative methods were the design of choice for thic
. research. If we are to support and help young adults’ in
their efforts to deal with chronic illness, then there is a
need to understand more fully the unfolding effects of

illness. However, looking at chronic illness in a vacuum may

result in irrelevant findings.
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The purpose of this study was to understand more fully
the experiehcés identified by young adults dealing with a
chronic illness, to uncover more of the processes in living
with an illness as meaningfully experienced by them. To
achieve these purposes, qualitatiVe méthodology and
procedures were chosen for this study. Qualitative
methodologies are indispensable when attempting to
understand a person’s world - meanings, feelings,
motivations - which must be brought forth through the
' participant’s subjective point of view (Schwartz & Jacobs;
1979) .

To understand the experiehce of a young adult living
life with a chronic iliness, it is especially necessary to
exﬁlore their reality. Such exploration requires a specific
kind of qualitative research methodology: the | |
phenomenological inquiry. This kind of examination leads to
an understanding of an individual’s experiences. My
rationale for choosing phenomenology as the approach fof my
inquiry was its appropriateness to address my research
question. Merleau-Ponty’s (1956) definition of phenomenology
as the study of essences, and my core issue, to understand

the elements of a particular real-life experience, are in

accord with one another.
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outline of study

This study chose a phenomenological method to explore
lived—expériences of young adults dealing with Crohn’s
disease and‘coiitis. My presentation 6f the information from
this inquiry is in the form of descriptions of the
‘'underlying themes of the experience. To this end I
formulated one core research question. This guestion, "What
is the experience oflliving with Crohn’s disease or |
colitis?", was designed to elicit a body of transcribed
interviews and written narratives from young adults from
which I could systematically uncover the basic themes of the
phenomenon. |

In Chapter II, a description of the nature of this
study is presented, including references to literature
concerning the methodology selected, some history regarding
the conception of this sfudy and the procedures utilized to
complete the research. Summaries of eéch individual
participant’s lived-experience, referred to as "situated
structures" (Karlsson, 1993),,qre presented as Chapter III.
These summaries, while shortened from the original
transcribed interviews and written narratives, remain, in
large part, verbatim accounts. Chapter IV contains the
common underlying themes‘delineated from all the
participant’s transcribed interviews and written narratives

that describe the experiences of living with Crohn’s disease

or colitis. These themes are referred to as the "general
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structure" (Karlsson, 1993). Finally, in Chapter V, a
discussion of thé themes is presented. Relevant literature
is incorporated in this discussion. Ways that counsellors

may contribute to the emotional health of young adults with

Crohn’s disease or colitis is also offered.

A\
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- CHAPTER TWO

Research Methods

In this chapter, a description of the nature of this
study is given. Along with this description, references to
writings connected with the methodology chosen will be
supplied. Some accounts of the formation.of this
investigation, the limitations of ﬁhe'method, my‘own
presuppositions prior to the research, a description of'the
participants, and the procedures used to complete the study
will be presented. Included in the presentation of the
procedures will be a description of the way the written
narratives and interviews were used; Procedures used in the
data analysis and the construction of the presentations of
individual participants’ experiences will also be explained.
Examples from the data will be provided in order to show the
steps involved in the particular methodology used.

| Gerhardt (1990) points out that as more people’are
living with chronic ilinesses, it becomes'increasingly
important to understand the social and psychologiéal,aspects
of chronic illness. She suggests that’because the quality of
life of peoble with chronic illnesses is very central to
health care, psychosocial research in the érea has grown in
impértance. There has been increasing recognition on the
part of physicians and others involved in the welfare of

individuals with a chronic illness, such as epiiepsy, that

the illness may be less disabling than their psychosocial
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outcomes (Scambler & Hopkins, 1989). Sonme researchers (e.q.
Armstrong, 1990) note that a qualitative method is necessary
to explore the very personal life experienced outcomes of
living with a éﬁronic illness. I also believe that
qualitative research was best suitéd for studying and
understanding a person’s perceptionsbof their illness.
Qualitative accounts of illness provide incredible depth and
insight into the experience of illness not readily available
4through other means (Murphy, 1987). For a fesearcher to
study the experience of chronié illness, she or he needs to
focus on the experience of people with illness. Study of
" illness must consider people’s evéryday lives living wiﬁh
and in spite of illness. A methodological analysis-
undertaken by Shontz (1982) showed that improvement in
knowledge, gained from research, requires investigators to
be more careful about considering and including the
experiences of chronically ill’participgnts. The lack of
this type 6f consideration is one of thé primary reasons why
so little knowledge gained from research in psychology is
directly applicable in counselling practice (Shontz, 1982).
One way that méy help to improve research is to include
the chronically ill participants in the investigati&e
procesé wherever possible. A way to do this is to treat such
persons not as subjects but as equal participants in the -
‘ résearch'entérprise or as consultépts who are experts

regarding their own conditions and experiences (Shontz,

1982) . Inquiry that involves a mutual cooperative
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relationship between researcher and participant is the
preferred method of study. Based on the belief that research
invol?ing a mutually cooperative relationship would be
important for this study, participants were seen as equals
in the investigation and as authorities on their life
experiences. The participants were included in the research
as much as possible. A thorough explanation of the nature of
the study was provided as an orientation to the research.
The decision to make this in-depth description of the
proposed study was based on my view that in collaberative
inquiry, participants need to be aware of the researcher's
thinking. None of the fesearch agenda was kept hidden from
the participant. | | |

In this line of research that deals with an -
individual’s experience with chronic illness, my view is
consistent with the perspective taken within phenomenology
that it is important that I saw my participants as partners
as opposed to patients (passive recipients of care). This
view is important because people who are sick spend only a
fraction of time in their patient role. While being a
patient may be an important aspect of being ill, it is by no
means the only one nor necessarily the'most importent. One
needs to study how people manage their illness in their
everyday lives. The intent of this study of chronic illness
was to transcribe interviews and written narratives of young

adults with Crohn’s disease or colitis, and then analyze

them, in order to understand their experience.
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The primary aim of phenomenological inquiry is
illumination and undefstanding (Séndelowski, 1986) . The
" value of a phenomenological investigation lies in the
discovery of human ekperiences as they are lived and
perceived‘by participants, rather than in supporting
preconceived ideas regarding those expefiences. The value of
this research method is participant-eriented'ratherﬁthan
researcher-defined .(Sandelowski, 1986). Such methodology‘is
useful in-ﬁroviding information with respect\to phenomena
~about which little is‘really known (Polkinghorne,'i983;
Sandelowski, 1986); ‘

'Phenomenological‘research emphasizes'the individual‘sud
subjective experience. fhenomenelogy studies what the |
’expefience'of being in one’s life is like (Tesch, 1990). It
is the systematie investigetion of subjectivity (Bullington
& Karlson, 1984).‘The aim of phenomenology is to study the
) world'as it’appeers to the participants (Tesch, 1§90).‘The

value of a phenomenological'study is measured in terms of
Xits power to let us’come to an'understaﬁding of the
participant’s egperience'(Langeveld, 1983). Phenomenological
research illuminates human experiences by'deseribing the
esseﬁce of the subjective experience (Tesch, i990).
According to van Manen (1984), the method of phenomenology’
can be reduced to four key interrelated precedures:

1) turning to a'phenomenon which seriously interests

us;

2) investigating experience;
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' 3) reflecting on themes
which characterize the phenomenon; and
4) descfibing the phenomenon through the art of writing
and rewriting. (p. 18)

Limitations_and EValuation of the Method

The limitations of qualitative design need to be
considered when looking at this study. The external validity
of qualitative research, that is, the degree to which the
findings can be‘generalized to thg-population from which the
participaﬁts were drawn, may be considered a limitation.
Qualitatiﬁe research depends on human pérticipants with
clear stories to tell, but the validity of its findings can
be threatened by overgeneralizinglthose stories or not
~ placing them in their proper perspective; Guba and Lincoln
(1981) suggest that fittingness be the criterion against
which the applicability or transferability of a qualitative
research project be evaluated. Transferability may be |
thought of as parallel to external validity or
generalizability. A study meets the criterion of fittingness
or transferability when its findings can adapt to contexts
outside the study situation and whgn its audience views its
findings as meaningful in terms of their own experiences
(Guba & Lincoln, 1989). In addition, it is important that
the findings of the study "fit" the data from which they are
- derived (Sandelowski, 1986). One of the ﬁajor criteria for

establishing the degree of transferability or "fit" involves

. the presence of thick description. What the researcher does
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is to supply compfehensive data in order to facilitate
transferability ﬁudgements on the part of others who may
want to apply the study to their own situations, or
situationsiin which they have an interest (Guba & Lincoln,
1989) .

The value of this qualitative research resided in the
discovery of human phenomena or experiences as they were
lived and pérceived by the participants. Thefefore the value
is participént-oriented rather than researcher defined. Guba
and Lincoln (1981) suggest that credibility be the criteria
against which the value of qualitative research‘be
evaluated. A qualitative study is credible when it presents
descriptions of a lived experience that the people having
. the experieﬁce would immediately recognize as their own. A
study is also credible when other people (other researchers
or readers) can recoghize the experience when they encounter
it after having only read about it in a study (Psathas,
1973) .

The retrospective approach predominates in this
investigation of Crohn’s disease and colitis. This approach
relied on interviews and written narratives. How accurately
people remember the paSt event and its relative significance
to them at the time it occurred may be considered a
‘limitation (Jenkins, Hurst, & Rose, 1979) . Another
limitation stems frbm the nature of the interview process.

The flexibility, adaptability, and close human interaction

acknowledge subjectivity and possible bias.
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This qualitative research emphasized the meaningfulness
of findings aéhieved by reducing the distance between
investigator and participant. The interview was. regarded as
a way of giﬁing the subjective situation greatér clarity.
Interviewing was used as a strategy for_documenting accounts
.of iived'experiences. Oakley (1981) suggests that the
formulation of the interviewer’s job is more useful when it
becomes a data-collecting instrument for those whose lives
are being researched rather then a data-collecting
instrument for researchers. Such a reformulation is enhanced
where the interviewer allows for close human interaction
(Oakley, 1981). | |

| Dexter'(l956) looked at the pretense of neutrality on
the interviewer’s part and found it to be counterproductive
and felt that participation requires alliance. Selltiz,
Yahoo, Deutsch, and Cook (1965) suggest that much of what we
call interviewer bias can more accurately be described as
interviewer differences, which are inherent in the fact that
inter&iewers are human beings creating some form of personal
connection with participants, and not machines that work
identically. Oakley (1981) proposes that personal conneétion
is more than interviewer bias - it is the condition under
which people come to know each other and to admit others
into their lives and is fundamental in dreating meaningful
research. |

Guba and Lincoln (1981) suggest that confirmability be

one the criteria for meaningfulness of findings in




29

qualitative research. Confirmability is achieved when value
and applicability is establiéhed (Sandelowski, 1986). A
épecific strategy used for gnsuring_thé value and
applicability, as well as the fittingness or
transferability, and credibility of this qualitative study
was that of using two different data collection procedures
to determine the conéruence'of the findings.

One strong fecommenda;ion made more and more often in
studies, ﬁhether qdantitative‘or qualitative, is that more
than one way of gathering data be ﬁsed whenever possible
(Gordén, 1980) . This use of more than one ihformation
gathering technique, to cross-check or supplement the other,
is often referred to as triangulation. Lather (1986) states
that triangulation is critical in establishing data
credibility. With the belief that triangulation is essential
if data are to be deemed credible, this study employed

interviews, and written narratives, authoredlby,the young

)
adults, as two different information gathering techniques.
The transcriptions of interviews and written narratives Were
initially analyzed separately; The beginning stage invoived
reading them until I had a satisfactory comprehension in
order to proceed with the next level of the analysis. The
ahalysis continued by dividing the interview protocol and
written narrative into smaller units. At this boint they

were still treated as separate data. Each unit was then

analyzed and transformed in relation to the entire interview

protocol or written narrative. It was after this point that
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they were cross-checked with‘one another in order to
establish that the reports were reliable. Once the interview
and written narrative data were judged as dependable they |
were combined. |

Guba and Lincoln (1981) propose that auditability be
another'one of the criterion of rigor or merit for
qualitative findings. A study and its findings are -auditable
when another researcher can clearly follow the path used by
the investigator in the study‘(Sandelowski, 1986) .
Auditability is achieved when the researcher leaves a clear
path concerning the study from its beginnings to its end.
Auditability was specifically achieved in this study by
describing, explaining, of justifying: 1) how the
participants were included in the study and how they were
approeched, 2) how the data were collected, 3) the setting
in which the data were collected, 4) how the data were
Ireduced or transformed for analysie, and presentation, and
5) the specific technique used to determine the value and
applicability_ef the data. Despite some possible -
limitations, I think that the present study nay be
considered as an important contribution to the understandingn

of the factors that are involved in the life experiences of

young adults with Crohn’s disease or colitis.
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My Own Assumptions: Presuppositions Prior to the Research

My own experience of chronic illness, in retrospect and
in the present, seems to have moved through several turning
points, which usually have includedisome.shgdding of 61d
feelings, thoughts, and behaviours and a taking on ofb
different perceptions. A variety of change, in my life, in
my relationships, and within myse1f<hés been one of my
ongoing experiences. These changes generally created a new
awareness of life. During these changes, having at least one
nurturing relationship has been crucial. Discovering a sense
of intimacy has been critical,.because I have at times
experienced feelings of alienation due to various aspects of
having Crohn’s disease. Each change caused wholly 6r in part
by my chronic illness brings new meaning to life through my
own integrafion of the event and suppoft and affirmatién by
a significant other.

That this experience is one that young adults with a
chronic illness live through ﬁas been confirmed through
encountering a growing number of persons with Crohn’s
disease and colitis who relate many of the same type of:
stories. Meetings with these young adults have consistently
been experiences for me of great learning. While eéch story
I listened tb was rich in its uniquenesé, I wondered if
there might be a number of common threads ﬁhat~wou1d emerge

clearly if such stories were explored in a more systematic

way.




One experience of which I had become aware related to a
lowering of self-esteem. Some people with Crohn’s disease. or
colitis, including myself, éeemed.to expefience dramatic
shifts in feelings about self. I wondered if a lowering of
self-esteem was one of the common experiences of living with
these illnesses.

The key assumption underlying my research is that,
regardless of the unigque factors that shape the.experiencé
of individual young adults with a chronic illnéss, some
invariant themes wili ultimately characterize the essence of
the experience. It is this assumption that serves largely as
a foundation for my commitment to pursue a phenomenological

study of young adults with chronic illness.

Participants

Participants were selected because they could
illuminate the phenpmenon being studied. A volunteer sample
was made up 6f 20 tol25—yeaf-old~young adult females and
males who had been diagnosed with Crohn’s disease or colitis
at least six months prior to participation in the study.
Participants were able to converse and write in.English. A
final sample size of ten participants was determined by an
interpléy between theme saturation (when no significantly
new patterns in interview responses, and written narratives
emerged), and the time that was available to run the study.

I initially planned to study the experience of

adolescents, made up of 17, 18, and 19-year-olds. However, I

32
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had difficulty in obtaining oarticipants. I do ﬁot think
this was due to a lesser prevalence of Crohn’s disease or
colitis in this age group, but rather, to the possible
discomfort adolescents may experience in talking about their

illness.

Procedures

Participants were recruited thfough notices posted in
several gastroenterology clinics throughout the lower
mainland (see Appendix A). The participants were the only
source of data for my study and.were seen as partners in the
investigative process. Two different data collection
techniques were used, unstructured in-depth interviews, and
written narratives; The recruitment and assessment of
suitability occurred first, over theuphone, then
appointments were arranged.

Written narratives. Before the interview, participarnts

were sent a booklet of blank paper to write a narrative
involving their experience regarding Crohn’s disease or
colitis. The participant was asked to briﬁg the compieted
written narrative to the interview appointment. It dealt
with the individual’s experience by focusing on a written
life history. in~thié analysis written narratives as life
stories-autobiographies-of young adults with Croﬁn!s disease
or colitis were considered as purposely constfucted accounts

of life experiences affected by their illness. Narratives

are a construction of an individual’s social world (Rafoth &
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Rubin, 1988); Written narratives can be defined as writing
in which words are sequentially organized, as the summary of
experienceé in the order in which they are believed to have
occurred (Labov, 1972);

Writing a narrative caﬁ shift one’s attitude to-life
from their movement in it towards their reflection on it. To
write a narrative is to ﬁnfold-one’s life (Young, 1987). The
" sequential and sﬁmmary character of narrative fosters a view
of life as informed by significant incidents (Nétanson,
1970) .

Ricoéur (1980) suggested that every narrative combines
‘two dimensions in various amounts, one chronoldgical and the
other non—chroﬁological. The chronological characterizes the
story as made out of events. The non-chronological is the
creation of patterned significant wholes out of scattered
events.

Alexander (1988). believes that the richest sources of
data are those which deal with the recollection from memory
of various aspécts of life already lived, as in a.written
narrative. People generally find it easier and less
threatening to describe recollections of inéidents and
events involving the critical times in their lives than to
respond to evaluative questions concerning those same
eyents. Thefefore, to develop a deeper understanding of a
participant's life it is preferable to work from data in

which the individual is describing people, places, and

incidents that seem to be the significant memories of that
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experience. In this studj I was particularly interested in
the use of written narrative. as a means of understanding héw
young adults make sense of the influence Crohn’s disease or
colitis has had on their lives by iﬁcorporating it as part
of the larger story of their lives. Influence implies a

connection between past events and present or future events.

Interviews. Interviewing is most valuable when the
main objective is to understand a person’s beliefs,
attitudes, values, knowledge, or any other subjective
aspects of an individual (Gorden, 1980). There are several
distinct advantages to the interview, some which have been
outlined by Orlich (1978): the respondent’s feelings can be
revealed; the respondent is given an opportunity for free
expression and; the respondent may express personal
information, attitudes, beliefs, and perceptions that might
not have been obtained by any other administered instrument.
The interviews were conducted individually in one of the
rooms of the Counsellihg Psycholégy Departmént at the o
University of British Columbia. Before the actual interview
began, the study was described and volunteers were asked to
éomplete a consent form (see Appéndix D). Then they were
asked to.complete a brief demographic queétioﬁnaire théh
provided me with descriptive information about them (see
Appendix E). Once the queétionnairé was completed, the
interview began. I started the interview with a general

orienting statement (see Appendix C). Research interviews

should begin with a clear introduction to the participants
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(Tolor, 1985). This important process provides information
for respondents. Although this type of interview is referred
to as unstructured, it is not meant to be a completely
unplanned activity. The topic of research that'is being
explored or measured should be as clearly defined as.
possible whether a structured or unstructured approach to
interviewing is being used.

- After the érienting statement the actual interview
began. I did not employ a detailed interview guide but had a
very general plan. I asked an initial opeh-ended gquestion
i.e., "To begin, perhaps you’céuld tell me a bit about when
YOu were diagnosed as having ___ [participants specific
disgase (ie. Crohn’s or colitis)]__ _." This open;ended
question was intended partially to focus the participants
thoughts toward giving data to meet the primary objectives
of the study, but I made sure I allowed them freedom of
expression. Open-ended questions encouraged the respondents
to compose their own answers (see Appendix F) and allowed
respondents to speak freely and at length on the subjects in
question (Tolor, 1985). They are valuable to understanding
issues and topics. Therefore, the substance and direction of
interviews varied with the participant’s responses. Body
language skills such as eye contact, nodding of head, and
open posture was used to help the ongoing develobment of
rapportl Thé interview lasted between one and two hours;

" with the total time of all interviews equalling 17.1 hours.

The interview was audiotaped.
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Phenomenological research emphasizes the meaningfulness
of findings achieved by reducing the distance between
investigator and participant and by elininating artificial
lines between subjective and objective reality (van Manen,
1984). Froﬁ the perspective of phenomenological inquiry,
scienfific objectivity is itself a socially constructed
'phenomenon that produces the illusion of objectivity. No
rules can change the fact.that there is no way to study a
thing without changing it. However, a possible threat to the
value of a phenomenological Study lies in the investigator-
participant relationship (van Manen, 1984). The credibility
of phenomenological research is enhanced when investigators
describe and interpret their own behaviour and experiences
as researchers in relation to the behaviour and experiences
of participants. The possible threat of becoming so enmeshed
with participants that investigators have difficulty
separating their own experiences from their participants’
can be monitored by deliberately focusing on how the
researcher influenced and was influenced by a participant:
(Sandelowski; 1986).

I ﬁaintained a process-type diary throughout the
project. This diary contained my notations of my ongoing
efforts to interpret the data. The process diary did not
specifically enter in to the results but rather contained my
‘notations describing my observations about my interactions

with participants and decision making regarding the conduct .

of the study.
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Data Analysis

The interviéws were audio—taped‘and sﬁbsgquently
transcribed. The written narratives were collected in °
booklets. Data collection, analysis, and verification
éccurred simultaneously throuéhout the life of this
qualitative research project. Analyses emphasized the
participant’s descriptions of important life events that
they feel have beéﬁ_effected by their chronic illneés. Data
analysis began with the transcription éf the interview ahd
}the-readiﬁg of the written narrative. The interviews and
written narratives produced 320 transcribed pages. Any
reference‘to the name of the participant was substituted by
a pseudonym. Other people’s names were subétituted by a
descriptive word‘referring to the relationship to the
participant. |

The analysis of data began in this phenomenological
research.as soon as the first data were coliected. I
suspended ‘as much és possible my méanings and -
interpretations and entered into the world éf the unique
ihdividual who was ihtervieWed. Some researchers list their
own presuppositions in writing, so thafnit becomes easier to
hold them at bay (Tesch, 1990). I also did this, but i
remained aware‘that even then biases cannot be controlled -
'complétely; Close attention was paid to the texts, and

written narratives, and the details of words in each. I

began by analyzing each pérsdn's data, and then identified




39

common themes in all the material until a significant vivid
richness occurred.

The method for data analysis used in this study was
based on thevEmpirical Phenomenological Psychological Method
(EPP) developed by Karlsson (1993). The results of the EPP-
method consist of péychological phenomenological structures.
A structure that involves one individual’s experienceé of
the phenomenon is called a "situated structure." A structure
that encompasses all the particiéants’ protocols of the
phenomenon, included in a study, is called a "general
structure."

First I read the entire data set consisting of the
participant’s transcribed intérview and written narrative.
Phenomenological reading is more than a casual taking note
of the content. The researcher immerses her/himself in the
data, reads and rereads, and dwells with the data, so s/he
may achieve closeness to them and a sense df the whole
(Tesch, 1990) . The researcher is oben to the text and
refrains from imposing any theoretical explahatory model
upon it (Karlsson, 1993). It was expected that recurrent
themes would begin to emerge that illuminate the central
features of the phenomenon. Uncdvering a theme (ie. life
-experiencés‘inélude feeling a great deal of anger) provided
the guiding framework for my intérpretatipn. Within this
framework, a process of perceiving themes was ongoing. I

remained receptive to this process, so as to be open to the
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creation of new meanings that were expected to emerge
through the course of the study.

To begin to unéover themes that reveal the core of
experience, I read and studied the transcripts and written
narratives a number of times. This step contained the
discrimination of smaller units. The participants’
tfanscribed interviews and written narratives were divided
into units. The transcripts were divided where a shift in
meaning was determined. The unit was marked directly on the
transcript. A unit di?ision océurs in the following example
from a female participant’s transcribed interview:

Others around me, in my life, did not quite like my

plans to continue on with university and studying again‘

in the fall because of my colitis, and that made me
angry because I wanted to and was going to continue in
the fall. (34)/But when I started back I realized that

I was not going to be able to do it. (35)/

In this example, unit 34 is considered to be describing the
situation before this'participant started back to
university. After unit 34, there occurs a temporal change in
the description which is then divided into a new unit. The
division is, first and foremost, a practical aid (Karlsson,
1993) . Sometimes I divided a very short séntence, if a few
wofas contained important significancé to be further

analyzed. Although sentences were divided into separate

units, the analysis of each unit, which occurs in the next
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step, was always done in light of the whole interview or

written narrative.

In the.next step of énalysis, the point was to trace
out the psychological meaning that the participant has lived
through and described in the interview and written
narrative. The analyéis of each unit was always interpreted
and transformed in relation to the complete interview and
" written narrative. To provide an example of this
transformation process, unit 34, previously shown above, is
presented below together with a methodological comment.
First thefunit is presented followed by an eiplanation of
the unit. The explanation is presented in an indented

paragraph. Finally, a methodological comment is presented.

Unit 34. Others around me, in my life, did not gquite like my
plans to continue on with university and studying again in
the fall because of my colitis, and that made me angry
because I wanted to and was going to continue in the fall.
This participant, pefceives that others do "not quite
like" her plan, and she experiences feelings of anger
because she wants to continue, despite others’ concerns
regarding her colitis and the effects continuing may
. have on it.

Comment: The impression is given that this participant’s "

plans (to continue university) involves a conflict that
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causes anger. As the analysis of this unit is understood in
the light of her entire transcribed interview and is
transformed in relation to her complete interview, this
coﬁcept of anger is supported in many other units. The angry
conflict is between the participant and others’ that do not
agree with her decisions and would prefer to have her follow

their advice.

In the next step the interview and written narrative
data were compared in detail. This is eséential if data are
to be deemed credible. The interview and writtén narrative
data agreed with phe‘another and were combined and |
integrated as one whole set of data. Then a synthesizing of
the transforﬁed'data of each participant separately into
what Karlsson (1993) terms a "situated structure," presented
in the form of a synopsis, took place. When writing the
situated structure it is important to check the original
transcribed interView-and written narrative. It is in this
step that I freed myself, somewhat, from the participant’s
structuring and arranged the units in a'phenoménologically
significant way. I attempted to find the most suitable form
of presentation for each phenomenon. The "situated |
structure" describes the experiences of each particular

participant living with their illness. Here follows an

example from the "situated structure" of the female
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participant presented earlier. In this example, a.comment
follows the excerpt: | .
Janet has decided to still try and do certain things
that she really wants to, although many people tell her
that she has to live a different lifestyle now that she
has colitis. She gets angry when people say that she
looks sick and that she’s under too much stress. She
gets angry when people argue that she needs to stop
going to school and working; Janet wants to continue
going to university and working. "I am going to no
matter what‘they say. Unfortunately, I dqn’t think I am
goingvto be able to successfully." She gets angry when
she hears that others think she is incapable of
continuing her activities. Hnwever, shé too questions
her ability to continue in all her 1life activities.
(Comment: This part deals with the participant’s angry
conflitts because of her still trying to do certain things
that she really wants to, although others tell her that she
has to live a different lifestyle now that she has colitis.
This segment concerns her strong will to continue in all her
life activities, and her feelings.of anger towards other
people thgt argue‘with her and advise her td consider

quitting work and school. However, there appears to be a

part of her that thinks the others may be partially right).




The final step is a move from the situated structure to
what Karlsson (1993) terms the "general structure" (many
examples of the same phenomena), which incorporates the
themes of a phenomenon which run across several if not all
of the situatéd structures of each participant. I alsd in
this step returned to the raw data. An issue particular-to
this step, when dealing with themes, is the chance that I
may have left out applicable elements from the transcribed
interviews and written narratives of all the participants,
which could prevent a proper explication of the themes. I
made a serious effort to compafe the different interviews
and written narratives with one anoﬁher. The aﬁalysis that
will be presented in the general'structure is based on all
the data from the 10 participants. The analysis of all the
participants together in this -last step was presented in
terms of different themes representative of the life
experiences of young adults with a chronic illness. My goal
was tb summarize the original stéries with sufficiént |
elaboration to review the understanding within the
statements of the partiCipants and my interpretation. Here
follows an example from the "general structure" involving
the theme of anger. The excerpt will be followed by

methodological considerations:

Several of the participants experienced angry conflicts
because of still trying to do certain things that they

really wanted to, althougﬁ others tell them that they have
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to‘live<a different lifestyle now that they have Crohn’s
disease or colitis. Many of them wanted to continue in all:
their life activities and had feellngs of anger towards
other people that argued with them and told them to restrict
their activities Although angry because of being told to
limit activity, several partlclpants appeared to think that
this was probably necessary "I am going to no matter what
‘they say abqut having to restrict my activities.
Unfortunately, part of me thinks that they’re likely right."
When looking at the example from the female
participant’s "situated structure", presented earlier, the
decision about continuing university and work, wés |
understood as involving an angry conflict. Such’a
translation was felt to be appropriate for this particular
participant’s tfanscribed interview and written narrative.
When looking aﬁ all the other transcripﬁs from this study,
nine out of ten of them refer to feelingla great deal of
anger. In other words, from the data the theme of "feeling
anger" is experienced by young adults living with Crohn’s

disease and colitis.

Here follows a summary of tﬁe different steps of
analysis from a methodological point of view. The raw data
are transcribed interviews and written narratives describing
certain experiences, thougﬁts, and feelings. Unit 34 from a

female participant’s transcribed interview, presented
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earlier, was explained to mean "that others do ‘not quite
like’ her plan, and she experiences feelings of anger
because she wants to continue". The analysis then moved from
the description of an experience toban explanation of what
this experience meant in light of both this particular
female participant’s transcribed interview and written
narrative.

In the final step, the theme (life experiences include
feeling a great deal of anger) is explored. A shift of
reflection on each separate participant’s transcribed
interview and written narrative to all transcripts together
is carried out. The theme is ccnsidered to see if and how it
pertains to all the participants’ experiences. This final
step of the analysis involves finding out if, in general,
for these young adults, the experiences of living With
-Crohn’s disease or colitiS‘ipcludes "feeling a great deal of
anger." |

Thus, thie theme of anger is established at a general
level, compared to just one participant’s situation. This
theme was experienced by nine of the ten participants while
the other seven themes were experienced by alllten
participants. With this theme of anger, the different steps
of analysis have been shown; first tracing out the meaning
of‘experiencee,‘then the generalization of experiences from
each individual participant’s transcribed interview and
written narrative to all the participants’ transcribed

interviews and written narratives.
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CHAPTER THREE

Analysis and Results

The results obtained from thé descriptive daté are
presented in the present chapter. All ten participants’
transcribed interviews and written narratives were used in
the data. There were 7 women and 3 men. The mean agé of
participants was 24.2 years.

Tﬁe first section of this chapter provides what
Karlsson (1993) terms a "situated structure," depicted in
the framework of a summary of each participant separately. A
"situated structure"‘contains a particular participant’s
experiences. When working with the situated structure I
consistently checked back to the initial transcribed
interview and written narrative. I£ is in thisvpresentation
of the results that I released myself, partly,‘from'the
participant’s arrangement and structured the pieces in a
phenomenolégically meaningful fashion. I tried to find the
most useful mgthod of presentation for each phenomenon. On
the following pages are the complete "situated structures"
of each participant’s combined interview and written

narrative. Reflections from the process diary are presented

at the end of the chapter.
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Janet

Janet is a 23—year-oldvfemale with colitis. She‘was
diagnosed af the age ofv18..She was receiving anti-
inflammatory drug treatment at the time of her participation
in this study and had not as yet had surgery for her
illness. Jénet appraiSed her own health as poor. She

described herself as feeling nsick and weak".

Janet’s situation began when she started noticing some
symptoms at the age of 16, while attending grade 11. She
went to go see her doctor and her doctor told her "to just
put a hot water bottle on it and it should go away." So she
just lived with it until she began really being affected by
symptoms a Year later. One’of the primary symptoms she
suffered from was having to vomit every fime she ate. This
quickly diminished any desire for food. With Janet’s lack of
food intake came a severe decrease in energy, and an,
inability to continue with many of her life tasks.

Janet rapidly lost Qeight, and with it her energy to
participate in enjoyable activities as well as her ability
to keep up with everyday responsibilities. "I could no
longer do anything, work and especially not play." One of
the enjoyable activities that she found she had to say "no"

to was socializing with friends, and particularly when it

involved food.
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With each food that made Janet sick, her diet became
"more and more restricted, "It was to the point of living off
appie juice and crackers." She was feeling extremely sick
and so resolved to QO see her doctor again.  When her doctor
saw how thin she had become he decided to send her to a
specialist, and this speciélist immediately diagnosed her
with colitis.

Janet lost weight énd along with her weight her "musclé
mass vanished." She was no longer able to be as active a§
she wasvbefofe, "I lost so much huscle mass, I lost my
ability to do anything physical, I couldn’t exercise, so
that made me feel really, really bad all over, general yucky
feeling." Duriﬁg this time she was not feeling good about
herself astshe was weak, thin, and had no energy for
anything.

" Janet grieves the "loss" of many of things she can no
longer do. She has had to give up many of the activities
that she ‘enjoys, "éomebody might phone up, ‘let’s go skiing’
and if I’m not feeling that great I have to say ‘no,’ I
don’t really feel like going skiing." She says "no" to these
activities'because she is afraid of getting sick. "I never
know when I’m going to gef sick, like reélly sick, like the
time I ended up in the hospital because I was just
ridiculously low on blood." At the age of 22 while attending
~her fourth year of university Janet became anemic, and she.

was given her first blood transfusion. Having a blood

transfusion was "very different" for her and it scared her.
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"The transfusions were another thing that was new and scary
for me." The transfusions made her realize just how sick she
was, and at this point she realized that she "no longer knew
what it meant to feel healthy. I was just sick, feeling
lousy, and having no energy all the time."

All through Janet’s first three years of university she
took a full course load although she "was feeling lousy and
low on energy." Then she came to a decision for her fourth
year to drop down to a lesser load. She thought she could no
longer handle the full course load. |

"This was a big thing" for Janet because she was no
longer going to graduaté with her peers. She became close
with}some of the other students, and now she was giving up
graduating with them. She was angry that she had lost the
chance to graduate with all her friends, "I was so pissed
off at my disease because I wasn’t going to graduate when I
really wanted to and I was scared that I may never
graduate."

Janet is "afréid" of things that she "never felt afraid
. of before." She "felt very anxious and nervous going to
"school." "Would I feel okay enough to get to school.ﬁ She
"would get nervous about getting sick" before she made it to
class and she remembers “get;ing anxious at work as well."
"T was scared at school and I was scared at work. I’'m scared

all the time now, in the present, and I’m scared about‘what

my life is to bring me."




51

Jénet becomes scared when she thinks about her future
living with colitis, and knows it’s going to be different
because she has a chronic illnéss, "You’re not going to be
young forever, it’s going to effect you differently when you
get older, your health is no longer the same." She grieves
the loss of this good health that she once had before her
body was invaded by this chronic illness. "My illness has
just taken over and has stopped me from living my regular
life, and I feally'miss my regular life."

It scares Janet when she thinks about hér future and
how her illness will effect having children, "It worries me.
I think when I get older and if I dd have kids am I going to
get sick ? I don’t want to be sick all thé time, all ny
life." ' |

Janet continues to worry about many things that could
become a part of her experience living with this sickness.
She is troubled by her increased chances of getting cancer
from her colitis. Plus being on medicine all the time scares
her; and she uncertain whether she is ever going to spend a
day without medication. Janet's future is full of
uncertainties, "It’s scary because I don’t know what’s going
to happen."”

Although work was difficult for Janet, as she never
knew when she was going to get sick, sﬁe did not want to
teil anybody there about her illness. She has a hard time
telling people about her chronic illness. She doesn’t like

anyone to know about her disease because she doesn’t want
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them to think that she’s "any different or not capable of
doing something." Janet finds'that "some people are
uncomfortable" finding out that she has colitis and then
treat her "differently." Having peoplé "feel anxious" around
her makes her "uncomfortabie" with herself. She is generally
uneasy with talking about her illness. Her discomfort with
some people knowing about her disease has stopped her from
accepting invitations to various social gatherings. Sﬁe
fears being with people that afe uncomfortable knowing about
her illness. | |

Janet points to how her‘illness frequently elicits
discomfort from others, and how this causes a decrease'iﬁ
hef self-esteem:

I try so hard to avoid having people find out that I

have this illness because it’s such a conversation

stopper, and it makes people uncomfortable. It also

makes me feel real lousy about myself because they’re

uncomfortable‘with me and who I am as a person, my

disease is part of ﬁe, that’s just the way it ié

unfortunately. « |
She emphasizes how having colitis commonly evokes uneasiness
frdm others, and how this has a huge impact on her self-
image.

Janet becomes "angry with people that feel nervous"
around her just because she has a chronic illness, and she

wonders about the reasons they feel uncomfortable with her.

However, she knows the reasons she feels uncomfortable with
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them, "One of the reasons I don’t like to talk about my
disease is because I feei like I become a different person
in their eyes. It makes me feel very uncomfortable." She
loses her old self in their eyes because they now see her as
someone different, and they’re not sure how to act around
her.

| Along with feeling angry about people treating her
‘differently, Janet also becomes angry when people suggest
that she somehow brought on.her illness. She does not think
that she did cause her colitis, "I do not think my
personality or emotions caused this, I look back and think
‘how could that have been’." She states that she has read
that doctors afe close to finding a medical cause fof
Coiitis. So, she wonders why others. are éﬁill trying to make
her feel guilty. She gets angry when other people "blame"
her for causing her chronic illness. Janet becomes angry
when it feéls like people are éuggesting that she caused her
disease, "People éay to me "you’re under too much stress",
and I become defensive because I feel that a bunch of.people
that I don’t even really know are blaming me for causing my
.disease."

Janet geté angry when people ask her if she}s under too
much stress at school, and suggest that maybe this is the
reason for her having colitis. She states that school hadn’t
even started when she was feeling sick. She believes

strongly that she did not cause her coiitis, "I didn’t cause

my disease, nothing I did could have caused the hell that I




have to go through now." Janet then looks at her life before
éolitis to see if anything in her past family history could
have made her more susceptible to cbntracting colitis.
However, she feels that "it couldn’t have been better, I was
basically free of any real stress."

Janet feels safe with the people who don’t blame her
for causing her disease, and who don’t treat hervany
differenﬁly. She feels safe with the people that know all
about it and accept it. The people she does feel comfortable
with are the people that don’t make her feel different;

Janet has decided to still try and do certain things
that she really wants to, although mény people tell her that
she has to live a different lifestyle now that she has
colitis. She gets angry when people say that she looks sick
and that she’s under too much stress. She gets angry when
pedple argue that she needs to stop going to school and
working. Janet wants to continue going to university and
working. "I am going to no ma;ter what they say.
Unfortunately, I don’t think I am going to be able to
successfully." She gets angry when she hears that others
think she is incapable of continuing her activities.:
However, she too questions her ability to continue in all
- her life activities.

- Janet doesn’t like a lot of different people knowing
about her colitis. "I hate that so ﬁany people know about it

because then there going to be looking at me differently all

the time." She gets angry when one person passes on
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information about her condition to others_without her
consent, and this is one of the main'reasons sﬂe'doesn’t
like certain people knowing about her chronic illness, "I
‘haté when if seems everyone 1is talking about'my disease with
one another without me knowing about it, and then these .
people dome to me with ail their ihqﬁiring questions."

Janet gets angry when people ask her personal questions
about her illness because talking about hef colitis causés
her "“"to become very emotional." She doesn’t like people to
come to visit her in thé‘hospital because then they expect
hef to tell fhem all about her illness. She doesn’t like
getting many visitors at the hospital because she doesn’t
want people asking her personal questions about her disease.
Jaﬁet does‘not like explaining her illness and then be asked
why she developed it, "It’s just such a hard thing defining
ig féf visitors, and then I don’t want them to ask ‘why did
you get sick, what happened’." "It’s like they feel they can
encroach on my privacy, and I don’t want them to because .
I’ve already been invaded too much because of this disease."
She associates people’s questions about her disease with the
violations she has:already experienced at the hands of her
illﬁess as she indicates:

I’ve already been through héll because of this disease;

and the last thing I'needfis'a bunch of people asking

me questions like "are you too stressed out maybe?" I

wasn’t before this but I sure the hell am now.
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"Janet continues to discués the concept of stress and
emphasizes that she knows many "people that are stressed
out." She questions "why nothing happens to them if stress
is a causal factor in colitis." However, she admits that she
feels more stress now, since developing colitis and finds
this "scary." "I certainly do feel more stress now, to the
point of feeling like I am losing control at times."

Janet emphasizes the experience of losing some of the
control over one’s life when living with colitis. "This damn
disease has so much control over my future life." "I am
pissed off at the amount of control I feel I’ve lost to my
illness." Shé ends by stating that she feels a great deal of
anger towards her illness because of all the fear,

uncertainty, and lack of control it has created in her 1life.

: Anita‘

-Anita is a 25-year-old female with coiitis. She was
diagnosed at the age of 14. She was receiving steroid
treatment at the time of her participation in this study and
had bowel resection surgery once for her illness prior to
participating. Anita appraised her health at the time of the

interview as not good. She ‘described herself as being

S "sick"h,




Anifa’s situation had its beginnings when she was on
vacation with her relatives. She was l4-years-old and began
having a lot of pain in her‘stomabh area. Her reiatives took
her to a doctor, and it was determined that she had colitis.

After being diagnosed with colitis Anita found herself
spending a great deal of time in the hospital. She was put
through many tests and obser§ed for long periods of time.
She was also prescribed various medications.

Anita states that it is a diffefent lifestyle growing
up and spending so muCh‘time in the hospital. She feels like
she has.never "fully developed as a young adult" because of
spending so much of her life "institutionalized". She feels
that her life has taken a completely different path than
most because of all the time she has spent in hospitals. She
states that she is treated differently by others because of
having colitis.

When Anita wasn’t in the hospital she was in school,
and she states that her experiences in school were
horrifying. She remembers feeling "very ugly and being
hated" by other students because of the visible side effects
of her illness and medications. She remembers‘being treated
horribly by others at school because she had a chronic
illness. Because of Anita’s illness she had to take frequent
trips to the bathroom, and this was noticed by other
students. They would follow her to the bathroom and then

make fun of her.
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Anita states that she was treated liké a "freak" by
other teenagers because of beipg sick, and they made her-
feel like "there-wés definitely something wrong" with her.
She felt "attacked" by others her own age and very_different‘
in comparison to others her own age. She states that her
illness experience set her apart frdm'"normal" children.
Anita feels that she is not "normal" becéuse she has this
disease.

- Anita states that the disease causes "real inhumane and
abnormal treatment." She feels that in her experience it
isn’t so much the illness that is miserable but the
situations that she is placed in because of her illness, and-
the way she is treated in those situations. Although she |
aléo states that the éolitis itself is miserable and
inhumane. |

Anita’s illness and the treatment of her illness made
her.feel like an "ugly, sick, girl" that coﬁld be treated in
any way that others chose. "I never knew when I was going to
be sick, rushed off to hospital and put thfough hell by the
medical world." She puts emphasis on these feelings as being
very important in her experience.

Anita remembers mény horrible images in hervekperieﬁces
living with colitis. She recalls "lots of blood" in her
experience of her‘illnéss, and she remembers lots of her

hair coming out in handfuls. She also remembers her nails

coming out of her hands. All of these incidents are caused
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either by the disease itself or by the medications given to
Anita to control the symptoms of the disease.

This illness causes Anita to feel "very unhappy and
very angry" over all the things she is put through because
of it. She finds it difficult because she is angry about her
colitis but doesn’t know who she can be angry at. However,
she then goés on to admit that some of her anger is focussed
at the doctors for all éhe tegts they put her through.

Anita also feels anger towards herself and her body for
having this chronic illness. She is just now realizing that
it isn’t her fault but still has difficulty érasing_the
emotional content of this self-blame. She has difficulty
with her anger regarding her disease because she still
doeSn’t really know whdvto be angry at, "But I can’t blame
anyone, because they were all trying to help me when they
put me through those degrading procedures." So at times
Anita turns her hostility on herself, and then feels guilty.
Guilt is another emotion.that she experiencés frequentiy |
because of this illness. She is_angry at fhe doctors who
treat her and then feels guilty because they are only trying
to help her, "I hated them and I still do, and then I feel
guilty and angry at myself for that hate." - |

Anita experiences feeling a great deal of anger. She is
angry for being hurt by her colitis and she is angry for
being humiliated. She is enraged by all the things that her

colitis and her doctors put her through and all the

medications she has to take to try and control it, "A lot of
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the medications they put me on and a lot of the tests they
aid were pretty unpleasant. I’ve resented all of them ever
since for infringing on my body that way."

Anita emphasizes the violation that she felt While
being pﬁt through many "degrading tests and procedures."
"When I was 15, there were too many incidents to count of .
how many times doctors shoved things up my rectum. I felt
completely stripped of any dignity." Forrher the disease is
inseparable from the "extreme abuse" that she felt from the
beginning of her diagnosis, and the control she had to give
up over her body.

Anita feels a "total lack of control" over her body and
‘her subsequent body image since being diagnosed with
colitis. "Somehow when you’re in the hospital your rights to
your own body are taken away, and this effécts the way you
see ydurself from then on in." She finds it very hard to
talk to anyone about this aspect of her experience as she
feels very alone with this part of her illness experience,
"I find nothing that matches my experience regarding the |
destruction of my self-esteem, and how it is so tied in with
the violations upon your body that this iliness seems to
bring about . "

Anita also feels a great deal of fear as bart of her
illness experience. Going out in public is one of the things
she, at times, is fearful of and she expresses:‘

I know it’s a bit weird but when I’m not feeling well

I’'m scared to go out anywhere because I never know




what’s going to happen, and I prefer to just avoid

having anything happen. I think it’s sad that I have

this new fear.
She characterizes her life as being full of fear and full of
grieving. "I’'m always afraid and I'm always sad for having
to be so afraid of lots of situations now. I know I’ve
missed out on a lot because of being afraid." Anita ends by
looking back on how much of the excitement of teenage Yéars
she lost because of her colitis, and displays a great deal
of grief as she doeé this. "I yearn for my previous world
.without fear and my healthy body rather than this one that

has been taken over by colitis."

William

 William is a 25-year-old male with Crohn’s disease. He
was diaghosed at the age of 14. He was receiving anti-
inflammatory drug treatment at the time of his participation

in this study and had not had surgery for his illness.

William appraised his health at the time of the interview as

poor. He described feeling "a pain" in his abdominal region

that had been there "consistently for months."

William’s situation began when he first felt
"exorbitant amounts of stomach discomfort." "Perfectly

afraid I was when all these weird things were happening in
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my body." "Because of all the pain I was experiencing in my
stomach I was unable to continue regularly in school, normal
- existence was gone." He felt like his life had changed
overnight. "This thing had taken over my body, I was sent to
the hospital, and nothing was ever going to be the same
again.".

Wiiliam’s doctor immediately sent him to the hospital.
A stomach specialist told his mother that he had Crohn’s
disease, and then his mother told him. What followed was a
series of "painful, scary, and evil tests."

William felt like it wasn’t right for him to be living
his life in a hospital and uhdergoing allvthese procedures. -
He was scared of never knowing what was going to happen next
or who was going to come. and wheel him away for another
test. He felt alone in the hospital especially‘at night time
when no one was there to keep him company. When peéple did
céme to visit him, he felt like he was "someone for them to
feel sorry for." "I was scared and everyone felt sorry for
me."

William was "fearful" of his "situation". "I was scared
of everything that was'happening." He remembers his mother
also being very scared. His mother'feacted to him
differently after he was diagnosed with Crohn’s disease, "I
got'special treatmént." "A lot of7extra pamperihg that then
turned into overproteétion."

William’s mother told him not to get angry and to stay

calm at all times. "I was supposed to not get upset because
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it might bother my stomach." He was unsure how to‘deal’with
his feelings when he wasn’t supposed té somehow acknowledge
thenm.

After William was diagnosed Vith Crohn’s disease, he
remembers being able to get away with "various types of bad
behaviour." He recalls breaking his mother’s living room
window once because he was mad at her fof.not allowing a
friend to stay overnight on a school day. He "fakedﬂ'that he
was really upset about it. His mother comforted him and then
apologized. "In the end I got my way." William states that
this situation would have never occurred before he had
Crohn’s disease. |

William points to the "many abusive tests" that he had
to go through as one of the most difficult experiencés with
having Crohn’s disease. He remembers having to drink ;liquid
chalk" as part of one of his x-ray examinations. The liquid
made William feel nauseous, so he dumped as much as.he could
down a sink when no one was looking. He felt "invaded by
these tests" but at the same time he felt "guilfy"_because_
he wasn’t fully cooperating with the medical staff. He
remembers being left alone in hoépital corridors for long
periods of time while waiting for more tests. William
initially felt "lonely" but then came to wish that people
would ;eave him alone so he wouldn’t have to go through
anymore.

William’s mother would take him out for his favourite .- °

breakfast after the tests and he felt appreciative but
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didn’t really take pleasure from it, "Thank-you, but I just
could never full heartily enjoy them anqure." "The' |
enjoyment of eating was iost" bécause of his diseased
stomach. He misses "being able to enjoy food."

William saw a counsellor at the hospital who helped.him
talk about his illness and all he had lost because of it. He
‘feéls this was very beneficiallin’helping him cope with the
Crohn’s disease, as he states: |

| One of the things that I discovered through talking
with this counsellor is that I carry around a lot of
fear because I never know when I am going to get sick,
feel pain and ﬁave to take time off of work. I never
know when my illness is going to throw a wrench into my
life.
He feels that counselling has heiped him to deal wifh some
of these fears. William also remembers having a male nurse
who played a major role in helping make his hospital stay
"bearable." "The whole hospital experieqce was very scary"
for him but the counsellor along with this particular nurse
acted as a friend and helped him to feel "safer." "They also
helped me to quit feeling sorry for myself like everyone
else was." |

William "hated" having people feel sdrry for him. He

méde a decision then to hide his disease from others, "Don’t

talk about it, then people won’t feel sorry for you."

"Having people feel sorry for me all the time, caused me to
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feel sorry for myself." "You don’t feel very good about
yourself with all these people feeling sorry for you."
Although William deesn’t discuss his illness very mﬁch,
to prevent people from feeling sorry for him, he believes
that his Crohn’s disease still contrels his life and his
relationships with others and he reflects further on this:
Even though I try to keep it under lock and key, it
doesn’t prevent it from coming into my life and taking
over some social situation. It really affects me in a
big way and has really shaped my person.
He states that his disease controls him ana has made him who
he is today. "This disease has taken over and is contrelling
a huge portion of my life. I am who I am because of Crohn’s
disease." | |
William likes who he is buﬁ he hates some of the
difficult times he experiences with having Crohn’s disease.

He despises the pain that’s associated with his illness and

" he hates the hours spent in the bathroom. He hates not

enjoyiﬁg geod food, "Food is now just semething I have to
consume in order to survive. My whole perspective on feod
and so many othef things in my life have severely changed."
Since being diagnoeed with Crohn’s disease numerous
changes have occurred in William’s life. He has experienced
many‘loeses and is just now coming to terms with some of
them. He is slowly facing the fact that he has lost his

healthy body and will now live with Crohn’s disease for the

rest of his life. However, Williamlends by stating that, "I
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cry alot and I’m scared stiff but I must deal with the
changes and the losses as they come, stay as active as I
can, and hope that my life turns out okay." He attempts to
live one day at a time althoﬁgh he still feels a great deal

of fear about his future and all the changes he is to face.

Elaine

Elaine is a 23-year-old female with colitis. She was
diagnosed at the age of 22. She was receiving steroid
treatment at the time of her participation in this study and
had bowel resection surgery twice for her illness up to the
time of the interview. Elaine’s health at the time was not
good aé she described how she has "never gone into

remission" and feels "sick most of the time."

Elaine’s situation began after her 22nd birthday as she
began to feel very sick. She became "genuinely anxious"
because she knew of someone who had colitis and her symptoms
were very similar. Elaine’s "worst fears came true" as her
doctor told her that she did indeed have colitis, "I was
frightfully scared."

Along with fear, Elaine lives with many other emotions

caused by her colitis. However, the primary one she mentions

is fear. She states that, "it’s been a year of fear never




knowing when I’m going to feel symptoms, and it scares me
because I still haven’t gone into remission."

Although Elaine is not in remission aﬁd feelé‘sick, she
forces herseif to continue life tasks ihcluding work. She
has continued working although it may not be the best choice
for her health, but she finds that accepting her illness and
the limitations it puts'upon her is difficult. "I know I
probably shouldn’t be working as much as I dblbut I find it
hard just to stop because of my stupid disease. I don’t want
it to limit everything I do in my life."

Elaine lives with "constant worry" regarding tﬁe
limitations colitis may place upon her, especially at her
job. She worries about whether she will make it through’ﬁhe
day without getting sick, "Thefe'is the constant wbrry of if
I will be okay to make it to work, through work, the day
etc.ﬁ She states that, "the coﬁstant not knowing is the
worst aspect of having colitis." "The not knowing is the
main cause of the fear and anxiety." "Will I ﬁake it through
the day without getting sick, will I make it through the day

“without causing a scene, will I make it through the day

without everyone finding out that I have a chronic illness."

She states that all the worry uses up what little energy
colitis leaves and then hardly ahy energy is left for life
tasks, such as work. This causes a great deal of frustration

for her as she tells of having one concern after another.

Elaine finds all this worrying very tirihg and very hard.
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Elaine found life so much easier before having‘colitis.
She could use her energies on life and not on worrying about
an illness. She saw herself as much happier before having
colitis ahd everything in life was easier. Elaine grieves
the "damage done" to the easier life she once had. She now
finds everything harder and this makes her "angry and Very

sad."

Having colitis has brought about an assortment of
losses in which Elaine grieves over. Loss of activities that
brought'her personal satisfaction is one of those losses she
points to: |

I qonstantly feel unhappy when I contemplate my life

that I had and all the fun activities ﬁhat I did and

how it is now dead. Existence was so much easier and
gratifying before I got this depleting illness and it

really infuriates ne. | 4

Elaine’s performance at work makes her angry as it is
greatly hindered by colitis, "As a consequence of my
condition my work suffers quite a bit." Along with anger she
also feels sad when she thinks about the loss of her
normally good job performance, "I feel depressed about my
work." She finds work long and hard; "T don’t know how much
longer I can do as much working as I am doing now."

"Constant uncertainty" are two common words in Elaine’s
life, "not what to do now but more what will I be able to
do." "Now I feel dazed and scared because I don'f know what

to do with my life now that I have colitis." She is
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uncertain how one is supposed to live life with colitis.
This question causes feelings of "fear and anxiety". "I’m
scared becausé I don’t know what I am supposed to be about
since living with colitis, heck I don’t even know how this
disease got in my body." |

Elaine then goes on to talk about possible causes of
her illness. She wonders if maybe she worried too much as a:
child and pefhaps that brought about her illness. However,
she doubts this as remembers having a very healthy and happy
childhood. Elaine is confused about the cause of her
"illness. She recognizes that her worrying was not any more
exaggerated than anybody else’s she knew and this is
confusing. She»wonders why she should get colitis from thé
normal amount of wofrying that she did.

Elaine spends time thihking about other possible causes
of her illness._She ponders her past habit of
procrastinating and questions whether that may have caused
stress, and in turn caused her disease. However,.in‘the same
breath she doubts that the stress she had in her life before
having colitis could have caused this majbr illness, and the
symptoms that she now has to deal with. Elaine continues to
wonder about cause and ponders her diet. However, that too .
" is a "dead end" because she was very careful with her health
and her eating habits. |

Elaine remembers being very health conscious. She
recalls éafing healthy and exercising regularly before being

diagnosed with colitis. She feels a great deal of
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frustration in not knowing the cause of her illness. Elaine
participated in many sports before having colitis and was
very physically active. However, ". . . becauee there has,
as of yet, been no medical cause fully found I still wonder
if I, in some way as a child, caused myself to get celitis
and this makes me feel guilty."

Along with feeling guilty, Elaine is angry that she has
developed colitis. She feels angry at herself. She states
that her "self-worth has diminished greatly since being |
diagnosed with colitis and this is probably partly due to
being angry at myself a lot of the time." Elaine’s
diminishing self-worth is partly due to her "guilt and
angef" at self for possibly causing her illness. She does
not like the thought that she may.haQe caused her colitis
because she then has to see herself as somehow emotionally
or psychologically unstable. Along with getting angry at
herself she also gets angry.when other people allude to the
idea that she might have caused her disease, "When anyone
seems to mention that I probably got sick because I put too
much stress on myself,_I get defensive and angry." Elaine
continues:

I sometimes feel like I am somehow to blame for having

.colitis because there really is nobody else to blame

and I become uneasy around people that suggest that I

am to blame for having it. This makes me feel like I am

‘a real dud.
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Anger directed towards oneself, self-blame, and feeling
‘blamed by others are contributing factors to a lowering of
Elaine>s self-esteen.

" Elaine has_difficulty talking with other people about
her illnéss. Talking about her illness brings‘up feelings of
fear that she dées not want to show or e#perience.;"I know I
have a real hard time talking about my condition without
getting emotional, especially scared."

. Elaine emphasizes the part that fear plays in her life.
"I am scared of my ownvbody because it has been assaulted by
some foreigﬁ diséase." She speaks of the violation that she
feels from hér diseése and how this is a huge contributing
factor to her feelings of fear, "It has taken over my body,
filled me with fear and chahged.my'life forever."

The "changes" to Elaine’s life sincevbeing diagnoséd
with colitis have been "scary and overwhelming." She has had
to go fhrough many "new and different expériences." She is
uncertain whéther she has fﬁlly accepted that she has to
make changes in her life in order to live with colitis.
'However, Elaine states that more and more she is taking her
illness into’aCCOunt when making life decisions. At the
momenf she is faced with a-decision around career and is
considering what limitations her illness may place upon her
in this area. '

Elaine experiences changes that have been caused by her

disease as being very much out of her control. Elaine states

that her coiitis takes away some of the power she has over
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'the path she wants her life to take. She talks of the many
aspects of decision-making that she now féels are out of her
control. Her colitis seems to limit many parté of her life
and she feels that she has to adapt to this contfol.in some
way, "It seems like there is so little command over your own
body ana pretty much over your life."

Colitis 1limits Elaine’s ability to partake in many
enjoyable activities, and she often haé to say "no" to
activitiés that she takes pleasure from. She grieves over
the loss of these ehjoyable activities aﬁd finds that this
loss is one of the primary negative effeéts of having this
chronic illﬁess. Along with these gratifying activities
being more difficult to pafticipate in, she states that
another negative effect of her illness is that life tasks
are also so much harder. Elaine’s responsibilities in life
have become much more laborious and stressful. One of the
life tasks that she finds now finds more difficult is work.
Elaine finds working very hard with having colitis, "Going
to work isn’t an easy task." She then states that, "colitis
causes me to‘feel high levels 6f anxiety at work", "I get
-very anxious when I;m at work and that’s the main thing that
makes working difficult." Elaine ends with stating that the
two most serious side éffects of colitis, thus far, have
been her limited ability to do the things she enjoys and her

lack of accomplishments at work because of the adverser

effects it will have on the rest of her life options.
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Amy is a 25-year-old femalé with Crohn’s disease. She
was diagnosed at the age of 16. She was receiving anti-
inflammatory drug treatment at the time of her participation
~in this study and had not had surgery for her illness. Amy
appraised her health at the time of the interview as not
good. She described how she lacked energy and generally

didn’t feel well.

Amy was_"devastated" when she was told that she would
have to livé’with Crohn’s disease for the rest of her life,‘
"This was no simple sickness, this was a chronic illness
which involves lifetime treatment." After she was diagnosed,
shé was faced with the decision of whether to go on steroids
or not, "Did I want to live with the agonizing symptoms of
the disease, the constant feaf of a possible occurrence or
risk the endless list of severe side effects of steroids:"
She chose to refuse the steroids her doctor had offered and
seek out other forms of treatment.

Amy had a lot of difficulty searchingbouf relevant
information on her condition and other possible methods of
treatment. Ndvone seemed to be able to answer her questions
abouf héw this disease was going to effect hér life and if
there were any other treatment options apart from taking

steroids. She points to the importance of having information

on her Crohn’s disease, "Without the knowledge of my disease
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I have no éontrol and I have so little control over what
happens."

Amy mentions loés of energy and general good health as
one of the things she now has Iittlevcontrol over, "I have
lost so much control since Crohn’s disease has ﬁaken over my
life, and I really am angry and sad about this." She states
that: | |

| I am only now begihning to understand how little is

truly known about my condition and the numerous changes

thattl am to face in my life that are basically going

to happen to me without my ability to regulate them.
The lack of control she now feels over her life has caused
her to become more reclusive and escape somewhat from her
life. Amy feels that she has become very introverted since
being diagnosed with Crohn’s disease, "The switch to
introversion I know, has a lot to do with all the anxiety I
have inside of me, I never know wheﬁ I'm going to get sick
and I have no power over when and where it will happen."

Amy discusses otﬁer possible reésons for her more
reclusive lifestyle, "Also I think the introversion has a
lot to do with the way I feel about myself as a person, I'm
sick and it’s hard to like myself so I go into this shell
and hide." One of the ways she avoids going in to this shell
is to get angry. Amy feels rage towards her illness because
of what it has done to her world, "I am so pissed off about

the way this disease has forced itself into my body and into

my life." "I’ve become actually desperate and at the same




time genuinely enraged." She targets her disease and its
side effects as the reasons for her anger. Amy ends‘at this
point by perceiving that the 6ne objective that she has‘ié
to put effort into trying to express her anger and othér
feelings she has towards her Crohn’s disease in healthy
ways, "I want to stayvheaithy emotionally and the way I can
do that is by trying to express as many of the emotions that

are inside me in a healthy way, including‘rage."

Teresa

Teresa is a 25-year-old female with colitis..She was
diagnosed at the age of 15. She was not receiving any type
of drug treatment at the time of her participation in this
study. Teresa had two different surgeries for her illness.
‘The first one was an ileostomy with an external bag. With
the second one sheAWas givenAan internal bag. Teresa
appraised her heaith at the time of the interview as good.
She described her surgeries as relieving most of her

physical symptoms.

Teresa’s situation began when she started feeling sick
at the age of 15, while éttending grade 10, hoWever, "My
doctor told me that, "it’s just in your head". So what was I

supposed to do? I tried to ignore it and continued on with
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starting grade 11 the following fall." She then bégan
feeling really unhealthy during the first month of grade 11.

"Feeling sick was scary" for Teresa, especially when
she didn’t know why she was feeling so sick. She was getting
worried about feeling so sick so she went to seek a second
opinion. After many visits and several‘different'tests, the
secohd doctor diagnosed her with colitis. The whole
experience of going to the hospifal to see a doctor and have
all these tests was new for Teresa. She was never really
sick before so "all this was a big thing" to her.-

Teresa has an "ongoing struggle" in regards to the
origins of her disease and she finds this struggle
difficult, "The fight for me, within myself, to decide on
the origins of the disease, has been tough because you can’t
even get medical people to agree on its cause." The mediéal
profession makes the search for a cause difficult for her
because they theméelves cannot agree on the origins. She
remembers when she first received her diagnosis from the
second doctor and how much of a "huge shock" it was, '"then
he couldn’t even really tell me what caused it." "One day,
all of a sudden, I was diagnosed with colitis and no one
knew how or why."

Teresa remembers "desperation" over the pain she.was
feeling in her stomach caused by her colitis. "Being 15-
years-old and still crying and screaming for.hours waiting

for the pain to stop." "It felt like my world was crumbling

inside me."
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Teresa’s illness was severe from the outset and it
stayed severe all the way through until she was 19-years-of
age. At 16 she was given an ileostomy and an external bag.
She had this bag fhroughout her 16th and 17th year. Teresa
remembers how important outward appearandes wére at that‘age
and how she was considered very different because of her
bag. At 18-years-of-age she was given an internal bag and by
19 most of her symptoms had_subsided.

Teresa states that she is still very highly affected
from her illpess, the hospital, and those operations. One
experience caused by her colitis that has really had a
lasting effect on her was the times that she spent in a
hospital for chronic patients. She spent anywhere from 1/3
to 2/3’s of the year, every other year, between 15 1/2
years-of-age and 19, in that hospital.'Teresa stateé that
she spent an average of 2/3’s of a 4 year period of her life
in the hospital because of having colitis. Her experience in
that hospital has left a lasting impreséion oﬁ her.

Teresa states that some of the most "intense"
experiences qf her colitis tcok place in the hospital. She
again emphasizes the importance of this in her experience.
She remembers there being very restricted visiping.hours in
the hospital and she recalls being "incredibly lonely and
sad" because.her family was only.allowed to visit during

certain hours. Teresa grieves over the lost time at home

with her family. "It was like I wasn’t really part of my
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family’s home because I was basically living in the
hospital."

Along with grievihg over the lost time with family,
Teresa states that she also grieves a lot over the loss of
her body that she had before colitis, "When I think about my
body I just curl up and rock and cry for long periods of
time. I just want to escape from all that pain and fear and
have my old body and self back." She longs for the self that
did not feel all this grief and anxiety.

Teresa'émphasizes the large amount df dread she carries
around with her because of never knowing when she was going
' to feel some sort of illness symptom, "I still feel it, all
that fear of never knowing when I was going to get sick, and
it’s hard to get rid of it. That féeling,df fear was so |
intense." She feels that along with uncertainty about
symptom relapses the violations upon her that her illness
caused has also created a‘lot of the fear she holds inside,
"another portion of this apprehension and anxiety is my body
reverberating from the violations."

Teresa also feels violated by all the pills that had to
enter her body in order to treat her chronic illness. She
was on new pill programs every year. She feels éhame because.
of the way her and others have had to treat her body,
"Rolling through life is characterized by a fair amount of
humiliat;on, disgust about myself, my body, and all the

drugs I had to pump into it, and I’m only now getting over

it." Teresa feels her body is "manifesting a distressed
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person" and a person that feels Violated, scared and unsafe.
She had a hard time feeling safe with her colitis, "People
“had a difficult time understanding that I never felt secure
especially éfter my surgery. I had been violated and I was
scared."

When Teresa woke up from her surgery'and.she saw the
long scar down her entire stomach she remembers feeling in
shock. She sees hef scar as playing a large part in her life
experiences. She feels "maimed" and is still "partly in
shock about it." Teresa states that she is no longer
"intact." She feels thaﬁ a lot of her experiences have to do
wifh the surgeries, her.scar, and how these things have
affected her relationship to her body.

When Tefesa was seventeen she quit high school because
of her illness. She was in grade 12 at that time. She
remembérs doing well in English 12 and failing everything
else. Teresa states that she couldn’t care about doing well
in school. She did not believe she had any sort of future
ahead of her, "I felt that I wasn’t really strong enough to
have much control over my future so why even care about
school." She states that she is intelligent but because éf
her colitis she has been unable'to<pursﬁe higher education
in a consistent fashion. "I couldn’t deal with school. It
was only making apparent how worthless I already felt."

Teresa’s diseése has made her feel "devalued" and has

greatly diminished her sense of self-worth. She remembers

always feeling like an "outsider." "I felt like a loser and
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how hard that made my life." She stated that she was stunned
that anybody woﬁld want to hear stories about her
experiences in living with colitis. Teresa ends by -
remembering how much easier life was before developing
colitis; She longs for her previous world and her healthy

body and healthy view of self before colitis.

Helen

Helen is a 23-year-old female with colitié. She was
diagnosed ét the age of 19. She was receiving steroid
treatment at the time of her participation in this study.
Helen had»not hadlsurgery for her illness. Helen appraised
her health at the time of the interview as hot good. She
described herself as "véry low on energy" and feeling

"sick."

Helen’s situation started when she was on holidays with
her family. She was 19-years-old and began having a lot of
"blood in her bowel movemenfs." Her family took her to a
doctér and he diagnosed her with colitis. Helen states that
her life became a lot more difficult from that moment on.

‘Helen had never heard of colitis prior to her own
diagnosis, "I didn’t know what it was and that was a big

thing." "It was an entirely unknown illness" to hér, "and

then came all the unknown tests." The test experience for
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her was "really scary" because she "had never gone through
anything like that béfore." Helen talked to éome other
people that had colitis and been through many of the same
procedures and they scared her because they were teiling her
"about a lot of horrible things" that she was going to be
going through. It was "scary" for her to hear all that
information as she indicates:

I was in a room with two others that had colitis and

béen through it all and they scared me because they

were saying "fhis is what’s going to happen to you,

you’re going to -have surgeries and be on steroids for

the rest of your life" and all this other stuff.

| Helen’s first treatment was through the use of

steroids. Hef initial experience with the steroids was
positive because they made her feel better. However, she
"began to feel anxious" as the length of time she was on
steroids increased; "T was on steroids for a long time, so
that didn’t make me feel vefy good. It felt like they were
making~me'rea11y weak."

Helen’s "energy levels began to decrease rapidly.",Shé
. "was tired éil the time and gettiﬁg to school was a
., difficult task." She would avoid eating at school and at her
part-time job, in order to prevent any illnesé symptoms; so
she was not providing her body with the nutrition she needéd

to keep her strength up. "I did not want to get sick at

school or at work and cause an uncomfortable scene so that’s




why I never ate." Helen was low on energy because she
generally didn’t eat.at all during the day.

Helen "found the regular winter school term difficult"
because she didn’t have much energy to put into it. She was
always having to ask for assignmeﬁts and exams to be
deferred through out the term. She then had a difficult
summer because she had to take summer school courses to keep
up with her program of studies.’Along with summer school,
Helen was also trying to work so she could make enough money
to pay.for her next fallfs tuition. She then started
university full time again'iﬁ September. She was still not
eating very much throughout this time. However, Helen did
eat at home because she "felt safe." "It was okayAto get
sick at home, but it was not okay to get sick at school."

Looking back now Heien thinké she should have taken a
breék from school but she didn’t becausé it Qas a
competitive program and she didn’t want to lose her chances
of staying in it, "At that time, I was in a competitive
program, so I thought if 1 get out now it would be harder to

get in, because I got in right after high school, so it

would be more difficult." She "began to hate school" because

it was so difficuit to continﬁe-with it while dealing with
her colitis. The medication‘she.was taking at that time did
not seem to be helping.

Helen’s doctor then switched steroid medications.
However, she "became sick‘of taking sd many different

drugs." She stated that the steroids were not good for her
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and she "was fearful of the side effecté of them", "I was on
steroidé, I felt really bad because I knew this:is not good
for me and I would read up on it and it was scary." The
medicine Helen took for her illness felt "wrong," so she
attempted to seek out other means of controlling hér
colitis.

Helen tried a naturopathic doctor. However, the die; he
put her on did not seem to help. She found it “frustrating"
because she could "barely eat anything as it was" and then
.there were more restrictions put on her diet. The
naturopathic way just Wasn't going to work for Helen so she
made the decision to go back to using the new steroid
medication.

Helen doesn’t know if she is going to stay on
medication all her life. "The future scares me." She is
scared . that she "will consisténtly not feel well and always
have to be on major medications." It scares 7 because she
hés been on several different drugs and hasn’t gone into
remission through the whole period of time that she has had
colitis.

Helen states that the hardest thing about living with
colitis is not being able to function during the day without
thinking about it. She feels anxious about where the
bathrooms are and always has to be thinking about that, "The
worry about where is there a washroom, that is a big thing."

It "hinders" her life and her ability to be spontaneous. Her

illness "disrupts" her day and any routine schedule she
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attempts to set up.."It causes a big problem throughout my
whole day at school. It has changed the way I look at each
day." |

Helen states that colitis has changed her life. Her
illness is "directing” her 1life, "Dealing with this disease
is a huge hassle and sometimes it pisses me off the way it
can just step in and take control of any plans that I may
have arranged in my day." Helen ekﬁresses a great deal of
anger towards her disease for all the changes it has forced
hef fo deal with, both physical and emotional.

Physically Helen’s disease haé been "horrendous."
Emotionally, her illness has been "overwhelming",
"Emotionally it can get you." "It just screws you up, never
knowing when you are going to be sick." | |

Everything in Helen’s life now is a hard task.
"Everything is more difficult and I just get tired of it
sometimes. Actually I'm tired most of the time because I
can’t really do any of the active things that I used to."
Having to give up her love of being active in sports because
it was so difficult to continue with was a huge loss to her.
She grieves the loss of her body’s ability to perform.,"I
just can’t do it anymbre. My body won’t let me."

Helen speaks of the affecfs of having a body with a.
chronic illness, "Having a sick body makes you feel bad
about your whole self." Having colitis négatively influences

the way she views herself, "How I see myself has changed so

much for the worst, since I’ve had colitis." She has "felt
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huge changes“ in her body and the way she sees her body and
her self. "I’ve changed so much, I'm weakér and‘thatvmakes
me scared and that scared feeling seems to weasel its way
into all aréas of my 1ife;"

Helen experiences fear with meeting new people and
prefers to stay with all the people that she knows and feeis
safe with. "This anxiety is a hard thing to deal with." Her
"fear of new social situations" was not there before she
developed her disease. She remembers not eveh thinking about
beiné afraid in unknown situations. But now Helen finds that
she is often frightened of new situations, especially when
she is feelingvsick.

Helen continues talking about how when she is feeling
sick she wants to be around people she feels safe With. She
~states that when she was healthy this need was never there.
However, when she’s feeling symptoms and she is in a new
situation, it makes her anxious and scaréd, "When i'm not
feeling well and I’m around people I don’t know very well I
feel uncomfortable."

Helen proceeds to tell of the way she searches 6u£
"more comfortable, less anxiety producing enQironments." She
wants to be with people she feels at ease with. She states
that she thinks this. is her way of trying to find methods of
gaining some control when she is feeling illness symptoms,
When I’m not feeling well I need to have a very controlled,

safe, familiar environment because the disease takes away a

lot of your feelings of power when you are sick." Helen
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feels more in control when surrounded with people shé knows
well.

Helen feels less anxious when she is with people she
knows. She states that, at times, since she has had colitis,
she gets "scared and anxious about different situations for
no reason." She believes that her illness has caused her to
feel all this new fear, "This thing has caused you to become
like that, that'’s how‘I see it." Heien ends by stating that,
"T feel a great deal of anger about all this anxiety that

colitis causes me to have to deal with in my life."

Michael

Michael is a 25-year-old male with Crohn’s disease. He
was diagnosed at the age of 17. He was receiving‘anti4
inflammatory drug treatment at the time of his participation
in this study. Michaél haa-three bowel resection surgeries
for his illness. He appraised his health at the time of the
interviews as not good. He described himself as "suffering

with abdominal pain" and feeling "very low on energy."

Michael’s situation began when he first felt "extreme
abdominal pains." He felt "very scared about all these

pains." He was unable to explain to others how bad he felt,

"] was alone in my pain and suffering."
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Michael wondered why this was happening to him, "Why
was i being given all this péin?" He has nevef been able to
find the answer to that question. When he first began having
symptoms, no one knew what was wrong and his life began to
v"change drastically." |

One of the aspects of Michael’s life that changed was
his participation in enjoyabie activities as he was "very
muchvinvolved in sports, especially basketball." He
. evaluated himself as a pretty good baéketball player but he
began to have'difficulty participating, "I’1l1 admit I saw
basketball as a huge part of who I waé because I was pretty
good at it, and then all of a sudden I was robbed of my
energy and my ability to do it anyﬁore."

As the symptoms grew Michael’s energy decreased. He was"
no longer able to participate in the.sports that he enjoyed, .
I guess because of having to deal with all the pain I was
feeling in my stomach, I had no'energy to do anything else
especially basketball and I became a forgotten team member. "
Dealing with pain.conéumed much of his energy and his
ability to participate in.enjoyable actiVities.

Michael felt very alone in his pain. "I was a lost
member of society because I couldn’t belong on these teams
anymore." "I was no longer a basketball player and I didn’t
know what my identitf was anymore besides being a sick

person." He was "no longer outgoing, social, and‘popular."

Michael "retreated" into his "own world", "I was alone." "I
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felt sad and was suffering a great deal because I didn’t
know what to do." |
After suffefing with pain and various other symptoms'
(ie. loss of appetite, weight, and energy) for several
months, Michael’s family doctor sent him to a
gastroenterologist. "My doctor sent me to a stomach
specialist. I was sort of afraid because he put me through
quite the barrage of tests." This was a "scary" thing for
him aé he had never spent so much time with doctors and so
much time in the hospital. The gastroenterologist-diagnosed'
him with Crohn’s disease. "He actuélly made quite a quick
‘diagnosis I suppose and so there I was. At least I could put
a name to all these various symptoms I was experiencing."
Michael.never knows when he is going to have an
mattack" of symptoms and be rushed tp'the hospital, "They
truly are attacks. They happen so quickly. I feel completely
attacked and violated by my illness. It has destrojed my
body and keeps me from living a regular‘life;" Michael longs
for more control over his body, his illness and his life but
thus far nothing has been successful for him:
My illness controls my life, I watch what T eat, I take
my medication, but it still monopolizes my life. It’s
émaziné I’'ve kept one job for so lpng because 1 never
know when it’s going to'take over and I am going to
have to phone in sick. '

The fact that Michael feels ill a lot of the time and has

little control over his symptoms makes it difficult for him
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to feel good about himself, "Crohn’s disease makes me feel
inferior, my dignity has been lost. I’m just a sick person
with no control over théir bodies or’their life" Along wiﬁh
his illness specificaliy causing a decreaseAin his self-
esteem he also points to his experiences in the hospital as
having a major effect on his self-regard. Michael never
khows when he is going to end up in the hospital as he
indicates:

I never know when I am going to feel the symptomé of my

‘disease. I could end ub in the hospital tomorrow and

they treat you in such a degrading way in the hospital

you feel like a helpless little kid.

Michael hates the lengthy stays in the hospital and the
effects of this. "I think one of. the worst things about
having this chronic illness is being in the hospital and
away from the woman that I.love." He hates the pain that his
wife has to go through with having a partner with Crohn’s
disease and having to spend so many nights away from him
while he is in the hospital.

Michael hates "hearing pathetic stories frdm other
people with Crohn’s disease." Others have told him thét
their partners couldn’t cope"with them having a chronic
illness, "I hear that ‘my wife left me becéuée of my‘
disease’." He hears that they couldn’t be proper parents
because of Crohn’s disease. If Michael was to believe all

these stories he states that he would be left incapable of

doing anything with his life. However, he does not give
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credence to all these stories, "That’s not true." He
believes that even living with a chronic illness, one can
énjoy life and have healthy relationships. Michael is trying
.to have fulfilling relationships and live his life to the
fulleét. However, he still feels angry about his life often
and at times is "debilitafed by these feelings." Along with
being angry Michael also feels.scared; However, he states
that he feels less alone then what he did when he first was
diagnosed because he shares more about his illness with
others that‘he trusts.

Michael is beginning t6 share more with others about
his illness. He tells friends now why he can’t eat certain
foods or why he can’t participate in various activities, "It
feels good being honest about my health". He believes that
he must "accept" himself and his illness before others can
~accept him and one of the waysvhe can do this is by being
more open with friends about his disease.

Michael states that he is slowly becoming more
accepting of the fact he will live with Crohn’s disease for
the rest of his life:

It’s a chronic illness, a scary word that chronic

thing, so I guess that means pretty much for my entire

life and I am starting to accept that. Acceptance is

one thing but all the emotions that come up when I

think about that, especially fear, it can be

overwhelming sometimes.
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Michaei ends by stating that he still feels a great deal of
fear about having to live with Crohn’s disease forever but
he attempts to live one day at a time. "Scared about the

future but just have to live life."

3
0
Q.

Ted is a 25-year-old male with colitis. He was
diagnosed at the age of 18. He was receiving steroid
treatment at the time of his participation in this study.
Ted had not had surgery for his illness. He appraised his
health at the time of the interview as not good. He

described himself as feeling a "great deal of pain."

Ted believes that his situation actually began when he
was told that he would have to live with colitis for the
rest of his life, "This was no innocent affliction, this was
an incurable condition." "My body had been violated by some
foreign sickness that was going to be with me for the
remainder of my life." "I was but through so much right ffbm
the word chronic." "When it was determined that I had a-
chronic illness that was affecting my intestinal tract I was
immediately put on steroids and put through a continuous
barrage of degrading tests that seemed to never stop."

Ted was'"appalled" by the lack of compassion doctors

had for his condition as he was so '"scared of this unknown
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illhess and these demeaning examinations." Fear was an
emotion that he felt had taken over his life but no one
helped to calm these fears, "Fear of this disease, fear of
‘every test room that I was wheeled into, but no one ever
explained to me what was actually going to be going on." He_'
states that all that anxiety just piled up inside him and
vmade dealing with everyday 1ife very difficult, "This
illness makes me feel scaféd, weak and unable to deal with
this world", “At times I hate myself for feeling so.
frightened and fragile and I figure I’1l1l never make it, and
nobody seems to understand these feelings."

Ted questions his ability to deal.with this fear and
the difficult experiences that he now faces in his life:

| When faced with a future of having to confront pain,

social inhibitions, and the continuous abuse of my body

from drug.therapy, it makes me wonder if I have the'

.strength to cope. I feel I have come very close to

facing death. | |
He felt he has faced his own mortality‘at a very young age
and is forced to make major alterations in the way he lives
his life. He speaks of these alterations as ones that were
not of his choosing: |

I felt like I had lost complete contfol of'my life, -

something foreign had taken over and I was scared and

all I can do is try to change some things in my life to

see if I can cope better. The changes I have had to
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make have cost me a great deal. I have. lost a lot in my

life since being diagnosed with colitis.

Ted points out the huge losses‘he has faced. "My whole
existence as I knew it was gone and I was very down and very
scéred of what I was about to be conffonted with."

Along with an increase in feelings of anxiety over all
ﬁhe unknown changes Ted is faced with, he also states that,
"I’ve become very depressed and at the same time feeling
very angry." He focuses on the illness and its side effects
as the target for his anger. At this point Ted ends by
emphasizing that the only thing he can do is to try to deal
with his angry feelings in appropriate ways and "cope on a

day to day basis."

Nancy

Nancy is a 23-year-old female withvcolitis. She was
diagnosed at the age of 18. She was receiving steroid
treatment at the time of her participation in this study.
Nancy had not had surgeryvfdr her illness. She appraised her
health at the time of the interview as poor. She described

herself as "suffering from a fair bit of sicky feelings."

Nancy’s situation began at the beginning of her first

year of university. This is when she initially started to

feel sick. She remembers being "very scared" because she did
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not know what was wroné with her. Her regular doctor told:
her that there was nothing wrong with her, so she decided to
seek a secona opinion and the doctor who supplied the second
opinion diagnosed her with colitis. Nancy was sick for close
to a full year before being diagnosed, and with an illness
she had never heard of. |

Néncy had never heard of colitis and this lack of
knowledge concerning her diagnosis.added to her "already all
consuming fear." However, there was éome sense of relief
with finding out that there was something medically wréng
with her. Although she was scared she was also cquorted to
find out that she "was not jﬁSt going crézyﬁ, and she was
~relieved to know that there were other people out there who
had tﬁe same disease who she could talk to about her>
feelings.

Nancy’s hospital experiences included a gfeat deal of
eﬁotions, primarily fear, "I remember being quite emotional,
_especially scared, and it had to do with being in the
hospital and having to undergo.all these different tests."
She experienced many.ﬁstrange and violating" procedures
during her first hospital stay. These violating tests caused
"her to experience feeling "out of control" of her body and‘
her life while in the hospital, "Everything was very new to
me and out of my control." While in the hospital Nancy heard
stories from older women who had been living with colitis ’

for some time and these stories added to her already

increasing feelings of being out of control. Aiong with
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increased feelings of being out of control, their stories
increaséd her feelings of fear. She aiso saw concern in her
parents caused by what was going on, which again elevated
her own anxiety, "Also, seeing the look of alarm on my
parents’ faces didn't help my own feelings of being_scared."

Nancy went on a quest to f£ind all the information she
could about colitis in hopes to alleviate some of her fears
through kndwledge. She read many pamphlets and she was
surprised to find that the information the older 'women were
giving about what was‘éoing to happen to her was
contradicted in these medical brochures. The éymptoms the
women were talking about only happened in rare instances.
This did help to alleviate some of her fear. However, many
of Nancy;s fears were not lessened.

Nancy realizes now that she will have.colitis for the
rest of her life and this realization also causes a great
deal of fear in her along with feelings of. deep despair.
Things were happening so fast during the first phases.of her
illness that she did not think about it as being a lifetime
affliction. "It’s always going to be a part of me. I’ﬁ never
really going to be truly healthy again and that really |
depresses me."

Although Nancy recognizes that colitis is a chronic
illnesé, she hangs onto the hope that she will at least go’
into remission. Her parents have lifted her hopes‘with

stories of people they know who are better now. They tell

her that, if only she took better care of herself she would
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be in remission. "Although this provides hope it also causes
a great deal of guilt and pressure." She has spent a great
deal of effort in researching ways in which she might be
able to take better care of herself. However, nothing has
been able to help Nancy into remission.

AAlthough the knowledge Nancy has gained has not helped
her into'remission, she feels that the information she has’
éathered is allowing her to slowly take more control over
her decisions in her life. She statés‘that this knowledge
regarding her cblitis is very impértant to her because it
allows her this'increased control. Medication and diet also
allow her to have more control over some of the symptoms of
her illness. She states that this feeling of increased
control is important to her because "there is generally, so
little control over the affects of ctlitis." Nancy points to
her weight and her body image as two of the things she feels
little control over. She tried to convince herself that the
fact that she lost a lot of weight might be a positive side
effect of colitisﬂ However, she was unsuccessful in
convincing herself of this as she knew that the lack of
control over her weight-loss was a sign of ill-heaith.

Nancy states that good health is so important to her
and she may never have it again.‘She longs for the healthy
body she had before colitis "invaded" it. She feels her

healthy body has been "raped" by her disease and then

"devastated by the tests" she is put through because of her
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disease. Néncy also feels."violétion from all‘the drugs" she
has'to take_ihto her body to tryvand stabilizé‘her disease. -

Nancy ériéves over the loss of her body before colitis;
She has had "a complete bédy imaée change." She can no ‘
loﬁgér see hérself as a "healthy, vibrant 23-year-old young
woman.ﬂvNancy sees herself as “puffy'faced and unhealthy.ﬁ)
She states that, "this viéw of her body énd her self is one
of the hardest aspects of haviﬁg‘colitis" because of the way
it lowers her self-worth. "I see mysélf as weak:and lazy and
this makes me very depressed."

Nancy misses her lqst "body strénéth." She wants to be
| a_good athlete again. She misses béing able to exercise
regularly. Nancy séeé all these losées as "a big blow" to
.héf identity and image of self.

Scholastic accoﬁplishment,~usually an important sourcé
of self-esteem for Nancy,.was greafly restricted after |
"developing colitis, I just haven’t béen able to dovmy,best
at universiﬁy,'and this makes me feel like a loser because I
can’t get anywhere. It’s hard'fqr‘me to get good grades when'
I have to miss so much." She frequently_encounters having to
take time off of school when her illneés acts up and in turn
tﬁis alters her chances of attaining a high stahdard, wWith
“this then comes a lowering of her self-esteem.

Nancy States that she may look okay tovpeople from thé
outside, but inside she feels "ugly, dirty and éick:" "I

know that even though T may look fine my insides are not -

fine." She,states that these feelings about.herself have
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changed her life "drastically.“ When there are the rare
\tlmes when she feels healthler, her whole self-esteem
positively changes | |

Nancy states ‘that she has "definitely changed, as a
‘person, since being diagnosed with_colitis;" She tries to
- look for some positives in some of these changes. Some -.of
the positives that she has found include more empathy and
' understanding for people that are snffering from some kind
of difficult situation. Nancy also'States that‘she no longer
takes things for granted. She states that her priorities in
life have changed. She tries harder to enjoy the things she
has in her life.

Nancy is trying to have a more easygoing attitude to
life. However, she does worry, butAshe now worries abeut the
symptoms of colitis and how they are QOing to make each
moment harder as opposed to worrying about the moment
1tself Discussing all the new anxieties she ‘is faced w1th
leads her into talking about how life is now so much harder.
"Nothlng 1s easy anymore and it makes me so angry." "Life is
much more stressful because you never know when you might be,
sick. So many things are now harder, school; work, play, you.
name it." Nancy finds working very hard with having colitis,
"Going to work isn’t an easy task. You never know when you
are going to get sick and that makes you worry." She states
that, "colitiszeauses high levels of anxiety no matter where

you are", "I get very anxious when I’m at work. What if I

was to get sick. This also causes me to'avoid‘anything;
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including fun things." Colitis also causes her to have to
say "no" to more activities that she éenjoys and she grieves
over the loss of these enjoyable activities.

Néncy ends with talking about how hard university is ‘
for her, "I try to laugh and take things in stride but it is
really hard. I find university really hard." She continues:

I think that the most difficult side effect of colitis,

thus far, and that I just can>t laugh about, has been

my low performance in university because of the
deleterious effects it will have on the rest of my life

choices.

Reflections from the Process Diary

I had conversations with young adults with Crohn’s -
disease and colitis within as equal relationship as
possible. As they disclosed their experiences to me, I often
heard the statement: "I have never talked about that with
anyone else". They seemed to regard my interest in their
lives aé an indication‘of understanding that they stated héd
rarely been shown to them. I attempted to never pose as
somebody superior to them, or as a judge of their actions,
but as one of them. |

Overall, the interviewing experience and written
narratives worked well, and followed the guidelines I had

established. There was an ease about the prbcess that seemed

to be aided by the introduction to the participants, and by
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the meaning that this particular lived-experience held for
each participant. During my relating to the participants, it
‘appeared that a level'of trust was developed that helped in
the telling of their stories. When words or groups of words
had not been fully understood by me. during tﬁe interviews,
participants were able to quickly clérify the nature of .
their actual statements.

Feedback about the value of the process for
participants was shared during the reseafch interview. One
participant commented on how important ‘it was t§ havé the-
opportunity fo talk about his last few years. Another
participant described the procéssvof writing a narrative as
an acﬁivity that was particularly valuable in helping her to
reflect and become more aware of who she was in relation to
her illness. All bf the participants found the interview and
writing a narrative very meaniﬁgful in terms of sharing what
was of central‘importanée in their life experiences with é
chronic illness.

I felt very stronglf about transcribing each tape, word
for word, and doing the entire job myself. I found that .
listening to these tapes and reading the written narratives,
over and over, was an important step in the data analysis.
This kind of in-depth concentration with each transcript was
a significant part of the process of identifying themes. I

feel I know the ten histories almost as well as I know my

~own story. This kind of familiarity aided me in a 'process of
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reflecting on the fundamental nature of the experience that

‘was invariant across stories.
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CHAPTER FOUR

General Structure

This chaptef consists-of the prevaleht underlying
themes involved in living with Crbhn’s disease and colitis.
These are defined by all the partiéipant’s transcribed
interviews and written narratives. These themes are referred
to as the "general structure" (Karlsson, 1993).

My role. as researcher is to illuminate the déta‘of all
the participants, to describe it in a way that makes it
visible to others. After studying the descriptions of the
phenomenon, I explicated themes which were deemed to
constitute the primary features of the phenomenon. Each
theme is illustrated by a number of examples from individual
transcripts, and written narratives, that verify its
selection. This discussion of themes is seen by van Manen
(1984) as the core of the phenomenological description. Data
ifrom all the participants together is presented in a full
form, including extended quotations.

This final step is a move from the situated structure
to what Karlsson (1993) terms the "general structure". I
also in this step returned to the raw data. A problem
specific to this step, when dealing with themes, is the
possibility that I may have overlooked relevant units in
in£erview prbtocols and written narratives, which would

hinder an adequate analysis of the themes. I made a great

effort to compare the different transcribed interviews and
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written narratives with one another; The results obtained
from the anaiysis of all the participanté‘together in this
last step is presented in terms of different themes. The
analysis is presented in’tefms of characteristics of the
life experiences of young adults with a thonic illness. My
attempt was to report the original accounts with énoﬁgh'
elaboration to assess the agreement between' the

communications of the participants and my interpretation.

-Summary of the Themes

1.-The life experiences of young adults with Cfohn’s disease
or colitis iﬁclude the constantly accompanying threat of the
unpredictable occurrence of symptoms.
2.'The life experiences of young adults with Crohn’s disease
or colitis include grief and loss.

2.1 Performance abilities

2.2 Body and positive body image

2.3 Enjoyable activities
3. Life experiences of young adults with Crohn’s disease or
colitis include a significant 1owéring of self-esteen.
4. The experiences entailed in the lives of young adults
- with Crohn’s disease or colitis include a marked increase in
feelings of uncertainty accompanied by fear or anxiety.

4.1 Unknown illness

4.2 Unknown hospital

4.3 Tests
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4.4 Seeing significant others worry

44.5 Feelings caused by illness
5. The experiences of young adults with Crohn’s disease or
colitis inQolve a great deal of change and adjustment in
many dimensions.

5.1 Self
6. The experiences of young adults with Crohn’s disease or
colitis.include deprivation'of some of their control 6ver
their lives.

6.i Weight
7. Types of experiences inélude feeling violated.

| 7.1 Drugs

7.2 Medical procedures -

8. The lifé experiences include feeling a greét deal of

anger.

Discussion of General Structure

1. The life experiences-of youhg adults with Crohn’s disease
or colitis include the constantly accompanying threat of the

unpredictable occurrence of symptoms

One of the most apparent element experienced by young adults
with this chronic illness is the threat of unpredictable

symptoms and "constant worry" as to whether they will make

it ‘through various life tasks without getting sick. "There
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was the constant worry of if I would be able to make it to
school, my classes, the day etc." "I never know what kind of
déy I am going to have, and whether I am going to make it
through it without getting sick. It’s really, really awful
having to live tha# way." The "endless uncertainty" as to
whether they will get sick has been noted by many as one of
the worst aspects 6f living with Crohn’s disease or colitis,
"Everyday I would wake up, usually feeliﬁg awful, and not
knowing what kind of day lies ahead for me." "You just nevef
know, you never know, and this can drive you nuts and really
frustrate you. You’re always faced with this constant
worry." Frustration and worry are the common feélings that
accompany this threat of unpredictable occurring symptoms,
"It would be quite frustrating because most of my energy
went into worrying if I would make it to and tﬁrough the
work day rather than on the work itself." "School was real
hard because you’re always having to think about yéur damn
disease and whether it’s going to cause you to rearrange
.your day. I always have to worry about it." All the
participants have felt some form of uneasiness about getting
sick:
It was like, will I make it to school, will I feel
okay, because I reﬁember I’d be fine; but hearing
school I’d think, well I’'m just about there, but I’d
get nervous cause I’d think, am I going to be okay.

Another participant states that, "Your life is one big

question mark, am I going to get sick today?" These young
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adults'worry about whether they will make it throﬁgh "the
day, the week, the year," without getting'sick, " day
doesn’t go by without having to think about your illness,
and at night it’s even worse. I just hate that constant
uncertainty you are faced with." They never know when a
symptom is going to appear and how it is going to effect the
moment, "One minute I could be enjoying a convefsation‘with
friends and the next I could be bedridden with huge pains in
my stomach. It’s a constant worry." They worry about when
they are going to feel'symptoms of_their disease. "My
disease, and it really is a disease because you can never
feel at ease with it. You never know when it is going to pop
-up and totélly wreck your day." When looking atvall the
stories that were used in this study, it was found that all

of the participants included statements concerning

"unpredictable occurrences of symptoms."

" 2. The life experiences of young adults with Crohn’s disease

or colitis include grief and loss

The participants’ experiences include grief and ioss. One of
the things that these young adults "grieved" over was their
léss than peffect performances at life tasks, "My marks in
school have dropped considerably éince dealing with this
disease, and I sometimes can’t hélp crying about this.

School 'is important to me, but it has had to take a back

seat to my health." In the stories we can see the emphasis
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placed upon the "loss" of their performance abilities in
various important activities because of Crohn’s disease or
colitis, "My illness makes my job very hard, and now I just
do enough to complete whatever it ié I have to do. My body
is no longer able to do that litfle bit extra that it used
to." The participants also emphasize the “grief">they
experience over the loss of their healthy bodies. "My once
healthy body has been taken over, and it will never be‘the
same. I’m no lbnger a so-called strong person.".These young
adults point out that their bodies suffer especially from
feelings of weakness. "A slug, that’s hpw I feel, a slug and
even a weak slug sometimes. My body can barely get up in the
mornings anymore." In the stories they "grieve the loss" of
their healthy bodies before Crohn’s disease or colitis "took
over."‘"I’Ve lost so much. My life feels so much more devoid
of anything importaﬁt to me since I’ve had this illness.
I’'ve lost so much. It’s even hard to find meaning now."

Another element of the life experiences of young adults
with Crohn’s disease or colitis is that these illnesses
‘cause them to have to say "no" to activities that-bring
their iives enjoyment and.meaning. They recognize that their
"involvement in enjoyable activities has to greatly
deciihé." As this pérticipant emphasizes:

I know I have to give up some of the sports I do, but

it is so very hard to do that when you love them so

~much, and they help to bring joy into your life.

"Sorry, no," is a line I have had to repeat to friends




too many times now.
An example of this theme from a male participant goes as
foilows:

I have to look for other hobbies in my life because at

the moment I can’t do any of the ones that Ivused to,

and I guess they have to be less physical. I’ve had to

give up so much of the physical part of who I am.
Another participant states that, "I know I héve to say ‘no’
-to doing some things if I’'m not feeling well, especially
sports and travelling." "I can barely leave my home now, aﬁd
if I-do, it’s generally with the car, no walking anymore.
Having to éive up ﬁékingAwalks has been:é huge thing to me."
The participants are "forced to grieve over the loss" of

many things they can no longer do or do as often, "I still.

do it but not as often, and I guess I’ll just have to ‘accept

that. But accepting it is hard, I still really miss doing
it." Having érohn’s disease or colitis causes an assortment
of losses of enjoyable activities in which these young
aduits grieve.over. "I feel real sad, sﬁre, no doubt, and
over a lot of things. If I thought about it I’d probably
fall into some type of deep depression." Another
participant’s éxperience indicates:

I constantly feel unhappy when I contemplate my life

that I had, and all the fun activities that I did, and

how it is now dead. It almost makes me feel like I am

p ,
dead sometimes, and that’s not a nice feeling. I dream

so often about the way my life was. Existence was so

108
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much easier and gratifying before I got this depleting
illness.
Another participant states that, "This illness has taken so
’much and left so little. Oh, how I long fdr my life beforé'
this thing." The present study supplies clear support for
how having a chronic illness can cause reminiscence about
.former good times and lead to grief over the loss of these

more enjoyable times.
2.1 Performance abilities

Performance abilities are abilities which allow the
individual to be competent at various life tasks they face.
The étories provide examples of grie&ing over the "loss of
performance abilities" after developing Crohn’s disease or
colitis:
This disease has degraded my performance in everything,
I mean this fully, and I can’t helplbut emphasize this.
It’s a low point in a person’s life when they realize
they can’t meet the standards that they used to be able
to. | |
The participants’ performance abilities in varidus
activities are greatly hindered by having Crohn’s disease or
colitis and this c¢creates feelings of "sadness" over the loss
_ofvfhese abilities, "As a consequence of my condition, ny

grades suffered quite a bit." Another illustration of this

theme is told as follows:
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Everything takes a turn for the worst, including my.job
performance, but I can’t help it, what am I supposed to
do, I am doing my best, and I just have to keep with
it. I héve to accept that I can’t do as well, at least
not at the moment.
These young adults feel that without Crohn’s disease or
colitis they could do much better, "Mostly I feel that I
haven’t done as well as I could have in my job because of my
illness." "That’s just the way it is. Some of these things,
such as my less than perfect school record, are the worst."
Some of them stated that the effects of Crohn’s disease or
colitis on their pefformance abilities cause them their most

"critical life problems."
2.2 Body and'positive body image

Grieving "over the loss" of théir healthy bodies pervades
the participants’ experiences..For some of these young
adults the loss of their healthy bodies and the negative
body image that they are faced with appéars to héve a
"deeper}significance'thén any of the other losses" that they
experience. "Talk about losing yourself. When your body
goes, you go, and that’s .the worst." They recognize that the
image of their bodies as "weak, sick and tired" is something

that troubles them, "Feeling weak, was something that

bothered me, because I didn’t have the strength I used to."
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Another example of this theme is expressed by a_participant
with Crohn’s disease:

I have to giVe up the dream of the past life when I had

a healthy strong body and could do anything. But it’s

~ hard, because for me I think it’s one of the hardest

things to accept is that my body is no longer well.
The participants "emphasize the loss" of their healthy
bodies and positive body image as»onejdf the mbst difficult
aspecﬁs of having this illness, "I think one of the hardest
things to deal with in terms of my body was that it was
never going to be healthy again.'" "Never again, those are
two hard words, and they’re the truth of my existence, and
I’11 always, always miss my health." Their bodies before

having Crohn’s disease or colitis are "greatly missed."
2.3 Enjoyable activities

Enjoyable acfivities include playing sports, exerciéing, and
travelling. The participants fecognize that their
"involvement in enjoyable activities has to decrease." A
participant with colitis expresses one of the effects of her
chronic illness thus:
There’s another thing, I can’t play racquetball
anymore, one of my main true loves, and I ﬁay be able
to again sometime, at least I certainly hope so, but

for now I have to give it up. I have to give it up,

that’s all there is to it.




Another participant states that, "I know I have to give up
some things if Ifm not feeling well, especially sports and
travelling." "Here we go again on the topic of having to
give up stuff, and right now I’m the kiﬁg of having to give
up stuff. I just can’t play sports right now." These young
adults experienced a negative difference in their ability to
participate in enjoyable eetiVities, "I was a good
basketball player, but then I had no energy, and I just
couldn’t do it anymore." In the following statement this
theme is clearly present:.
I can do a little bit at a time, but I sure have to pay
attention to what my body is telling me, and often it’s
sayiné "sorry you just can’t go cycling today". It’s
depressing getting those messages from a body that used
to say "yes let’s do it". |
Having to give‘up their love of being active ih various
activities is a huge loss to them:
I was involved with a lot of sports. I’d do anything
from aerobice to wall climbing. So, that was a hard
loss, a lot of those things I just physieally couldn’t
do them anyﬁore. So now I’m just climbing the walls in
a totally different way.
They have all had to give up some activity:
I know it’s'stoppea me from doing some things.vActually
I guess it’s stopped me from doing a lot of things,

it’s hard. Somebody might phone up, "let’s go skiing"

112
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and if I’'m not feeling that great, "no I don’t really
feel like going skiing";
Another participant states that, "I want to do it because I
love doing‘it, it’s a part of me, but I just can’t anymore. 
I have to take it more easy." The participants are no longer
able to be as active as they were before:
I couldn’t do aﬁything physical. Basically I can only
just lie around and watch T.V. I can watch the exercise
shows, but while sitting on my behind. I couldn’t
exercise. I can’t just hop up and join in. So, that
made me feel really, felt really bad.
Another participant states that, "You just feel blah because
you can barely do anything fun anymore, and that’s really
lousy feeling." Along with losingbthe ability to enjoy more
physical type activities, many of these young adults can no
longer fully enjoy many other things such as eating, "Sad
that I couldn’t even enjoy my favourite breakfast anymore;"
The following statement echoes this theme:
One oflbiggest things was QOing'dut to different
réstauraﬁts with friends and sémpling different types
of foods, but I certainly can’t-do that anymore, unless
they're‘serving exotic flavours of jello.
Aﬁothér participanﬁ states théﬁ,."You just eat because you
have to. You don’t eat out of enjoyment anymore." This

experience was both sad and frustrating:

I was sad because so many of the aspects of my life
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that made it full, I could no longer participate, and
'angry, boy does it make you angry because you have to
adjust your life so much, and you have to miss out on
so much. I watch other people live my life for me in a
way, and that makes me angry, I guess at them, and at
me. I can watch hockey, but I can’t play it‘anymore.
It’s harder to enjoy life as much now that I have this
disease.
Another participant states that, "It’s so hard to find
things that you can still do that you enjoy, and be able to
do them half decently. It’s very sad actually." They express
that they are "forced t§ grieQe over the loss of many
fhings" that they used to enjoy. "I still enjoy lifé, but
I’vé certainly have had to give up a lot, and I’ve cried a
lot. It’s like a funefal for your past life." "I cry inside
as I have to sit on the sidelines of my old life and watch
otheré’enjéy the activities that I used to. I don’t énjoy
always being an observer instead of a full participant."
Having Crohn’s disease or colitis causes an assortment
of losses of enjoyable activities in which the participants
grieve over:
I always feel so sad when I think about the life that I
had, and all the fun activities that I didq, and how it
is now gone. Life was so much easier and enjoyable
before I got this-draining‘disease.

Another participant states, "Past life versus present life,

well I'm sorry to say the past life wins out, and that is
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disturbing. Sometimes I think I spend more time thinking.
about the good old days then living here in the present."
This present research supplies clear support for how having
a chronic‘illnéss can cause reminiscence about former good .
times and lead to grief over the loss of these more

enjoyable times.

3. Life experiences of young adults with Crohn’s disease or

colitis include a significant lowering of self-esteem

A decrease in selfjesteem has been included, by the
participants, as one of the critical experiences of living
with Crohn’s disease or colitis. Many of these young adults
state that one of the hardest things about having their
illness is how there self-esteem has been lowered:
It’s like I have to find out who I am all over again,
because right now I don’t really like who I am, and I
know it’s because I see myselfAthrough the looking
glass of my illness. This is not a good idea, because
it makes you see yourself as being pretty useless as a
human being.
Many emphasize how having Crohn’s disease or colitis causes
a "huge blow" to.their self-image:
I prefer not to think about myself because the picture

isn’t very nice right now, and it’s better to try to

just live life without thinking about yourself very
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much. This disease has made me feel real lousy about
who I am as a person.
The participants feel some lowering of their self-esteen,
"Whirling through existence is defined by some shame and
disgust about myself." ﬁIt’s hard to look at yourself in the
mirror because you see fhis scarred person for life, and I
don’t know how to get around that view. I know it’s no good
to think about yourself.that way." Their diseése has made
these young adults feel a great diminishment in their sense
of self-worth, "I always felt so much like a loser, schmoe."
"You can’t help but feel a little leés of a person then what
you were before they cut you open and took parts of your
body out. It’s like being Frankenstein, no I'm only kidding,
I guess." Another participant stateé that, "You sometimes
feel like a freak." An example of this theme’frqm a male
participant goes as follows: |
I think others look at you differently, especially when
you have your shirt off and they see your stomach has
been cut open for some reason. So, I guess others’
reactions have caused me too, to look at myself as not
quite right.
Living with a chronic illness has caused all .of these young
adults, at one time or another, to not.- feel good about .
themselves, "made me feel really.bad all over. I felt, 1
don’t know, dirty or. something. Real bad. General yucky
feeling." Another participant’s experience indicates:

Sick, you just feel like a sick person, because on the
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surface that’s who you are, and you have to dig deep to
| save any sense of your self-worth. You have to dig deep
for this br else you’re not going to care about taking
care of y¢urself. |
Another illustration of this theme is told és follows, "You
just don’t care about §ourself so mﬁch. If you’re sick,
you’re sick,‘and that’s the way it is. What can you do
anyway, feally. You don’t even have the motivation to care
about yourself really." Another example of this theme is
expressed by a participant with Crohn’s disease:
I don’t think about me, I guess cause I don’t like what
.I might see, and then I’d feel even worse, and it would
be a vicious cycle. If you don’t care for who you are
at the moment, and you look closef,.then it’s only
going to make it worse.
Lifeﬁexperiences>of young adults with Crohn’s disease or
colitis involve a considerable lessening of self-regard,
"When yéu’re an ugly, sick little girl, you’re just too
foreign." A participant with colitis expresses one of the
effects of her chronic illness thus:
You're differentvthan who'you were before getting this
disease, and you’re different.inside.‘It can’t be
helped. You no longer have the healthy normal body that
you once had. You can’t help but see yourself as
soméwhat abnormal now.

Throughout the stories there are clear expressions of how

one of the effects of this chronic illness is that there are
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feelings of being "ugly and abnormal;" These feelings then
greatly affect the view the participants take of themselves.
The participanfs point to how the illness frequentlf
elicits discomfort from others and how this causes a
critical blow to their self-esteem:
I try so hard to avoid having people find out that I
have this illness because it’s such a conversation
stopper, and it makes people uncomfortable. Whenvthey
feel uncomfortable then I feel uncomfortable, and so
on, and so.on. I basically become uncomfortable with
‘myself. It also makes me feel real lousy about myself
because they’re uncomfortable with me and who I am as a
person, my disease is part of me, that’s just the way
it is unfortunately.
In the following statement this theme is clearly present:
My disease is a part of me, and I have to aCcept it,
and hopefully the'people around.mé can accept it, and
the changes it may cause in my 1ife,‘and intrelation to
them. ﬁut so far a lot of people around me have been
uneaéy in their reactions to me now, since they know I
have this chronic thing insidg me. |
Many of these young adults emphasize how having Crohn’s
disease or colitis commonly evokes uneasiness from others
and how this has a huge impact on their self-image.
Academic success and upward movement at work, regularly

a significant source of self-esteem, can be severely

restricted when having to deal with these illnesses:
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I just haven’t been able to do my best at work, and
this makes me feel lousy about myself because I can’f
get anywhere. I can only do what my health allows me to
do, and.sometimes that’s not very muéh. Sometimes it’s
" not very much at all, and that’s hard‘to face up to.
I'm surprised I even still have a jéb.'
' The following statement échoes this theme, "I have to miss
SO many unplannéd days,.and so finishing something seems to
take a iot»longer. How am I supposed to move up the ladder
of success here, I can barely make it to the first rung."
Participants repeatedly experience having to take time off
of school or work when their illness acts up ahd in turn |
this affects their likelihood of achieving high standards:

I7ve had every sécohd exam deferred, I’ve. had extension

after extension. I’m just lucky.I have an understanding

department. I guess the next thing is to give myself a

break, because I don’t, and sometimes don’t treat

myself well enough, and then this destroys really who I

am as a person.

With their inability, at times, to achieve high standards,
comes a lowering of their self-esteem.

Partiéipants also described feelings of uneasiness and
blame because of having Crohn’s disease or colitis. This in
turn negativély affected the way these young adults regarded
themselves: |

I sometimes feel like I am somehow to blame for having

. Crohn’s disease, because there really is nobody else to
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blame, and, and I become uncomfortable around people
that suggest that I am to blame for having it. If I am
to blame for having it, where does that leave me, and
how am I to feel about myself and my ability to heal
Amyself.AI’ll tell you, it leaves me in a really low |
place. This makes me feel like I am a real loser.

Thé following statement continues elaborating on this theme:
Really, really awful. I don’t know how to do deal with
this blame that some people put upon me, and then I put
it on myself at low points. If I am to put this blame
upon myself it only serves to exacerbate my already
declining feelings of worthwhileness.

Feeling blamed was another noted contributing agentbto a

lowering of some of the participants self-esteem.

4. The experiences entailed in the lives of young adults
with Crohn’s disease or colitis include a marked increase in

. feelings of fear or anxiety .

Fear and anxiety are common experiences for young adults
with Crohn’s disease or colitis. The participants felt
scared when ﬁhey first began feeling sick. "I was terrified.
What was gbing on inside me?" They do not know what is wrong
with them, "Throughout my first year of university I was
sick, and progressively getting worse without knowing what

was wrong, and this was very scary." "Oh sure, real anxious.

You feel completely incapacitated, and no one can tell you
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what'’s wrbng." In the stories we can see how they
experienced living in "constant fear" with Crohn’s disease
or colitis. "Crohn’s disease has filled my entire exiétencé
with fear and I just don’t know. I feel this fear so often.™
Thesevyoung adults emphasized feeling "very scared" with
having‘this illness. "This illneséldoes that to you, and I
don’t think it’s sométhing that’s going to end. I think I’li
always have this fear as long as I have this illness."‘"Oné
situation to another, there all new now really, and they all
cause attacks of anxiety, because you’re entering into them
Qith this illness. Even old everyday responsibilities take
on new fear with this illness."™ In the stories there are
many incidents in which the participants expreés how they
live with a lot of anxiety especially while they are
involved in a life task such as school or work, "There was
the éonstant worry of if I would be'okay to make.it to work,
‘and through the day etc." "Fear of everything involved in
’yourvday and fear of how you will handle it if you were to
feel sick. So much of living with this illness is an
unknown." So muchvis unknown about Crohn’s disease and
colitis and the fear and anxiety appear to be primarily
related to this uncertainty:

Living with this illness, I guesé in a way it’s natural

.to feel scared. If you thought about it, I think it

would be more unhealthy to kid yourself into thinkihg

everything is alright, because so much is like the big

unknown, and you’re living with it inside of you.
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Not knowing anything about thé illness causes a lot of fear.
. Fear of the hospital is a fundamental one that pervades
the participants’ experience, "I remember being quite scaréd
and anxious about my illness and it had to do with being in
the hospital. The hbspital is the worst part of it éll."
Another participant emphasizes, "The hospital, now there is
one scary place. You never when there going to poke you with
a needle or do some other horrible thing." A distinction can
" also be made between fear of the hospital and fear of
medical tests and procedures experienced while in the
hospital, "My time spent in the hospital are some of the
worst in my life, and all those terrifyingly disgusting
tests that you’re put through while you’re there. The
hospitai and the tests are the worst‘things I've ever
experienced." There are a variety of testsAadministered to -
those with Crohn’s disease or colitis (ie. Barium swallow X-
rays, Colonoscopies, various blood tests, etc.): |
It was all so new for me and I didn’t understand,
you’re wéak and low on blood to begin with, and then
they’re poking every day for more to see if you have
enough; It just doesn’t make sense soﬁetimes.
Many of these YOung adults expressed how they had never
experienced being in the hospital and going through fhese
types of prdcedures, and found it "very anxiety provoking."
Seeing significant others worry ébout what thé

participants. are going through can increase the already

present fear and anxiety that living with Crohn’s disease or
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colitis causes. "Everything was very new and scary to me,
seeing the looks oh my parents’:faces didn’t help either,
and only caused me to be more fearful." This participant
reflects on a past memory:

I lookéd in the mirror énd I saw terror, and then I

looked to my family for comfort but they couldn’t help

being terrified for their child either. The bad thing
waé thoﬁgh, that seeing them scared only made me more
scared. :
These young adults stated that they experience fear
regﬁlarly and to see others worrying about them only
enhances their own feelings of "intense fear."

Feelings caused by Crohn’s disease or colitis include:
"anxiety," "fear," "despair," "guilt," "worry,"
"nervousness," "frustration," "anger," and "guilt;" These
overwheiminé emotions can, at times; become too much to deal
with and also cause»the participants to feel afraid of their
own overpowering feelings, "Sometimes I just get a flood of
émotiohs come up and if’s extremely scary, because it feels
like they’re just going to take over. I’ve become afraid of
my own feelings." An element of their situations include
experiéncing "one fear after another." Another participant
states that:

I don’t think I’ve ever felt at peace since having

Crohn’svdisease because I’'m scared of it most of the

time, and there’s so much to be scared of. It seems a
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lot of your life is, is spent‘worrying about your

health.
All these youngvadﬁlts remembered how theif feelings of fear
used up what little energy they had for actual life tasks,
"It would be quite frustrating because most of my energy
went into worrying if I would make it ﬁo and through my exam
rather than on the exam itself." "No wonder work was so
hard, I spent so much}time having to worry about my illness
and how it might affect my work. Meanwhile it was already
affecting my work." An;ther component of the participants’
experieﬁces‘was related to additional numbers of worries.
"My Crohn’s has given me so much more to worry about and I
hate it. I never know how and when it will affect my life."
They experience anxiety over how the illness symptoms will
effect "each moment" of their lives, "I find I worry a 16t
about my condition." "It’s a chronic illness, that means
it’s not going to govaway, and it will cdntinually cause
some form of distress in my life. The problem is I don’t
know when the worst of it will happen." The young adults
.worry about whether, "if at some time during the day," they
will "start feeling sick." "I feel sick most df the tiﬁe, so
it’s just become a regular thiﬁg. But I do still wdrry about
it." The future scares the participants, "it’s scary because
I don’t knoQ what’s going to happen." "Unknown, that’s a big
word, but it’s the definition of life now and in the future.

This is what makes me truly scared." They are all afraid of

things that they never felt afraid of before:
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I felt very anxious and nervous. Nervous about silly
things, and things ygu’d think a person wouldn’t feel
nervous about. I never used to be scared of these
things. Thingé that I would never feel anxious and
nervous about, like getting to school.

An example of this theme from a male participant goes as

follows:

| At work I started feeling séared because I never Know

what’s going to happen with my health that ﬁarticuiar
day, and who knows, I never know if I’m going to ‘have
to, maybe have to leave. Who knows, I may'have to leave
this interview because of some symptom taking over.

Another particiﬁant_states that, "I remember getting

anxious, a lot more anxious then I normally would be." "I

was a risk taker, and I mean that in a positive way. But now

I’ve just become a bunch of scared bones."

A more clear distinction will now be made between the
following sub-themes of fear ahd anxiety: a) over unknown
illness b) over hospital experiences c) medical tests and
procedures d) seeing others worry, and e) overwhelming

emotions:
4.1 Unknown illness
So -much is unknown about Crohn’s disease and colitis which

causes a great deal of fear and anxiety for those living

with it. Many of the participants had never heard of Crohn’s
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‘disease or colitis when they‘Were first diagnosed, "I had
never even heard about Inflammatory Bowel Disease and I
remember feeling very scared about fhis." "Of course you're
scared, you’re diagnosed with some chronic illness and no
one in yoﬁr family has ever heard of it. First your in pain
and then you’re just scared stiff." All these young adults
have experienced feeling frighfened,‘"Once upon a time I
began to get incredible abdominal pains and I was scared."
"I was scared of the symptoms themselves and how they were
making me feel. All this pain and discomfort." Many of them
. point to fear as being one of the primary experiences in
having their illness, "I'm scaredvaboﬁt the‘fhtUre'and how
this illness is going to affect it and that’s just fhe worst
of it." Another example of this theme.is expressed'by a
participant with Crohn’s disease:

The future is totally unknown, I guess for everyone it

generally is, but I think with having a chronic illneés

it makes it even more unpredictable, and that’s one of

~the hardest things to live with. Will I alwaYs be

feeling this lousy?
Another participant states that, "It’s scary because I
haven’t, fhréugh this whole time period, gone into
remiésion." "I’'m sick on and off, and more on than off. If
I’'m always going to be this way; how will I reach any of my
goals for nmy futufe?" It scares many of the participants

when they think about their future and how their illness

will effect it:
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It worries me. Yeah, I’m sometimes overwhelmed with
worry, and I think what’s going to happen. How will I
develop:with a normal life. I think, when I get older,
~and I do have kids, am I going to get sick? I don’t

want to be sick all the time, all my life; and cancer
is another thing, if you’ve had it for then ten years.
That really scares me, énd it’s a big possibility.
Sometimes I don’t know how to deal with all of it. So,
things like that are worrying me now. |

A participant with colitis expresses one the effects of her

chronic illness thus:
All thése worries now, there’s probably numerous I
could mention, but I guess the biggest one is worry
about my future, because there is so much unknown about
Crohn’s. I don’t really know what it holds in store for
me.

Not knowing very much about the illness and how it will

effect their future lives causes a lot of fear.
4.2 Unknown hospital

Fear of the hospital is a central one that pervades the
participanté' experience and appears, for many, to have a
deeper meaning than some of the other fears, "I remember
being quite scared and anxious, and this had to do with

being in the hospital. The hospital is one of the scariest

places I have ever been." These young adulté stated that
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their hospital experiences qaused an "overwhelming sense of
fear." "The hospital is 1iké a house of horfors, and there
is-always something scary lurking around the next corner.
I’ve never felt so scared in my life as when I was in the
hospital." The situations entailed in the lives ofbyoung
adults with Crohn’é disease or colitis involve a prominent
increase in feelings of fear and anxiety caused by their
hospitai experiences, "I didn’t belong in the hospital. I
belonged at home with my wife and I belonged at work. She
was scared. I was scared." A distinction can also be made
between fear of the hospital and fear of medical tests and

procedures experienced while in the hospital.
4.3 Tests

There are a variety of tests administered to those witﬁ
Crohn’s disease 6: colitis. The participants’ experiences of
medical tests caused an "overwhelming sense of. fear", "I
remember being quité scared about having to uﬁdergo.all
these different’tests;" In the following'statement this
theme is clearly present: |
They wheel you into some room and then the hell begins,
ana it’s unbelievably scary. I’ve never seen
instruments like that before. All these procedures were
very new to me. When I was diagnosed with the illness

.it was just one new scary thing after another.
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The following statement echoes this theme, "Crohn’s disease
has made me experience a totally differént reality, and in a
way; it’s unreal. It certainly‘was never part of my
experience before having Crohn’s." The test experiences for
many of these young adults were frightening because they had
never gone:through anything like them before:
The tests, yeah,'that was really scary too because I’d
never done anything like that before. Wow; did they
hurt, and were they scary. It seems so unbelievable
when you have a little distance awéy from it, and to be
talking.about it now in a matter of fact manner. So,
when they did like a scope, so that was strange for me,
because it was like all really different. The barium
tests, now there were some really'awful ones, and the
taste of that stuff. If the disease didn’t make you
nauseous then those tests certainly would. It was
scary. | |
Another participant‘states, "Fear, major fear. I never have
gdﬁe fhrough the stuff I have to now." Many of them express
how they had never experienced going through these tybes of

procedures before and found them "very anxiety provoking."
4.4 Seeing significant othérs worry

Seeing significant others worry can increase the already

present fear and anxiety that living with Crohn’s disease or

. colitis causes. The participants state that they experience
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fear regularly and to see others worrying about them only
enhances their own feelings of "intense fear." "You look to
.people to calm your nervés but they can’t help you because
their nerves are shot too, and they almost need reassuring
from you. It’s funny how you almost begin to play that role
aﬂlittle." Another éarticipant states that, "Everything was
very new and scary to me, seeing the looks on my parents’
faces didn’t help either, and only caused me to be more
fearful." "It must have been horrible for my parents to have
a sick son in the hospitai, and I knew they were scared for
me. So I guess I knew I should be scared too." "Not only ﬁy
parents, but anyone who visited and saw me hooked up to all
these intravenous gadgets. I was scared, they were scared,
and it kind Qf went around like that." All of them remember
significant others beinq very scared:
My mom was scared. Her only child has an iliness and
he’s going through so much; Boy did she spoil me after
that. She treated me differently and in a way that made
me think that there was really sométhing to be afraid

of.
4.5 Feelings caused by illness
The stories provide examples of situations where various

A,strong emotions cause fear and anxiety for these young

adults living with this illness. Sometimes these emotions

cause the participants to have difficulty talking about




131

their illness, "I have real trouble discussing my illness
because, as you can tell, there are many unresolved feelings
attached to it, and there’s just so many of them. So when T
talk ébout it, naturally the féelings come up to." Talking
about their disease brings up "uncontrollable
feelings" which they do not want to experience:
I know I have a real hard time talking about‘my
condition without getting overwhelmingly emotional. I
don’t want to have to always be getting emotional, and
so I try not to talk about it. I get scared sometimes,
of all these feelings inside me. All these feelings are
such a new and different aspect of my life to deal
with, and they make me very fearful.
Another participant states that, "There’s all this stuff
‘down there and I think it all started building from the
moment.I started feeling pain in my stomach. So there’s lots
of écary'stuff down there." These young adults feel scared
of all these feelingé, “I’m scared of my anger and all the
other emotions that having Crohn’s has caused in me." "Even
jﬁst saying I have Crohn’s diséase creates scary feelings
and tons of other stuff thét's scary. My body is carfying
this disease and then all these feeiings along with it." All
the participants feel that their body is carrying around a
person that feels scared and unsafe with itself:

Rolling through life is characterized by a fair amount

of fear. Fear of the disease and fear of all the
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feelings the disease causes. I think it’s almost like
“having panic attacks in an informal sense. I still wake
up scared, and feeling all this stuff, and not knowing
what to do.
An example of this theme from a male participant goes as
follows, "Not knowing what to do with all these feelings'buf
actually talking about them is helping somewhat. You just
carry this stuff around from so many things." All of them
believe that their illness has caused them to feel a lot of
fear»in different types of areas: |
You can get nervous about things for no reason. Well I
don’t know if it’s actually for no reason, I mean
you’ve got this disease, so I’m sure that helps to
really screw yéu up. I certainly wasn’t this way
" pefore. Everything’s fine, but this illness has caused
you to become like that. Feeling so much fear, and then
feeling fear because of feeling fear. If that makes.
sense, cause you see, I have féelings of fear, and then
Jjust feeling that fear and knowing it’s there causes
even more fear; and it kind of goes around 'in a vicious
circle I suppose. That’s how I see it.
Another illustration of this theme is told as follows:
I'm trying to become more aware of what I’‘m feeling,
andjtry to get rid of it some healthy way. There’s all
this scary stuff and if I don’t get rid of it it’s just

going to build on top of each other and cause me even

more unbelievable fear.
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These overwhelming emotions can, at times, become too much

to deal with and cause these young adults to feel afraid.

5. The experiences of young adults with Crohn’s disease or
colitis involve a great deal of.change and adjustment in.

many dimensions

Change and adjustment is another important aspect of 1living
with Crohn’s Aisease or colitis. These changes are very much
focussed upoﬁ in the interviews and written narratives.
"I’ve had to.adapt to much new and it’s just an ongoing
‘thihg. It’s 1like living a totally different life sqmetimes."
The changes to the ﬁafticipants’ lives and the "new and
different things" they have had to go through since
deveioping their illness have been "overwhelming" for then,
"T sometimes don’t think I can handle all the changes,
changes in health, Changes.in how others see me, changes in
how I see myself. It’s strange when you start to see
yourself as a patient." Frequent visiﬁs téimedical
professionals was something new for these young adults:
I rarely saw my doctor and then all of a sudden I'm in
his office Jjust a%out every week. I have to rely'on.his
ability to take care of me, and so you feel like you
can never be truly independent. I have to rely on the
medical world. The only times I was ever in the

hospital was when I was visiting someone else, and now

I’'m a regular face in the halls. It’s really different
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when nurses recognize you, or you begin to feéi like
you have your own surgeon. It’s definitely new for me,
but an experience I could live without. It’s a huge new
thing in my life and I hate it.
Another participant states, "It has caused huge changes in
my day to day living and have to somehow adapt. I have to
find different coping skills for life." "It is such a new
and different aspect of my life to deal with." "Dealing with
change is an ongoing struggle with Crohn’s disease and a
struggle it is. I doh’t even know what I can eat anymorg;
something as simple as that." Significant changes in eating
habits is also something different for them;
I used to eat anything I wanted, when I wanted, and
it’s not like I didn’t eat healthy, ' it’s just that I
didn}t have to spend every minute of the day thinking(
about it. Now I do, and it’s Weird. You aimost have to
become obsessed with your food intake. Now my whole
life revolves around foods I can and can’t eat, and
when I can and can’t eat them.
Another example of this theme is eXpressed by a participant
with Crohn’s.disease, "Having to pay atteﬁtion to my diet is
something totally new for me; aﬁd I sometimes forget to,
which isn’t a good thing. So it’s a huge change to have to
think about it so much." Crohn’s disease or colitis has
changed the participants’ lives "drastically." As this

participant emphasizes:

In every area of my life this disease has created huge
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changes and I’'m only now realizing how they have
affected me. Actually I still don;t,really know what
the long term affects of all these changes are going to
be. |
Another participant states that, "I have experienced out of
this worldvchange since being diagnosed with.this illness,
and it’s probably going to be a life long adjustment.” In
the following statement thié theme is cléarly present:
I’ve alwaYs been a persoﬁ that could adapt to most
situations, ahd it’s a good thing because there is lots
to adapt to with Crohn’s. I'm sure if’s'affected»me in
a big way to the point of changing me as who I am.
The'participants' personality is another thing that has
changed and adjusted since developing Crohn’s disease or
colitis:
I think it’s impoésible to have this disease and‘not
have it affect who you are in somé way. People have
told me that I have changed as a person and I agree
with them. I Quess the biggest change is I probably
live more for thé'moment'and don’t plan as much for the
future. That isn’t necessarily a bad thing either, but
I’ve also become more timid, which I do judge as a
negative thing. | |
All these young adults stated adamantly, "without a doubt,"
that they have "changed in many ways." '

Going through everything involved in having Crohn’s

disease or colitis is noverwhelmingly new" to these youhg
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adults and has created change in many dimensions of their
lives. Having to start living with 'a chronic diseaselhas
caused different routines in the participants’ lives:
You get.up in the morning, you have to make sure you
get plenty of sleep, you have to make sure to eat
certain foods, and then you take your medication. You
have'to be really conscious of all this stuff.
It is a "big change" for them to go through:‘
Spontaneity kind of goes out the window, generally,
everything seems like it has to be so planned out, just
in case'you get sick or something, and you need to have
some way of getting out or something. This is all stuff
I never thought of before, so Crohn’s‘certéinly has
changed the way I deal with my life.
All these yoﬁng adults state that having Crohn’s disease or
colitis has altered their life, "it'’s basically changed my
1ife." "My life is barely a reflection of tﬁe one I had
before Crohn’s, and that is the truth. The truth in life now
has changed, and it is‘much more painful than-what'it was."
"I am faced with something very new and unpleasant to deal

‘with and it has changed my life."
5.1 Self

"My personality is another thing that has changed since
developing Crohn’s disease." These changes and adjustments

in personality are clearly spelled out in the stories:.
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I’ve changed as a person, and some good and some bad. I
try to enjoy the things I have to their fullest, and
that’s good. But there’s so much bad, like being more
socially\scared, being less of an active participant in
life and more of an observer. These are all core
changes to whb_I was as a person. |

These young adults state that they "defihitely have changed"

as people since developing Crohn’s disease or colitis, "I’m

a completelyvdifferent person because of my disease, I know

I have changed." A participant with colitis expresses the

effects of these changes in self thus:
I think it takes me lohger.to trust people now because
I need to know that they can handle all the gross stuff
about me which is involved with my disease, and I know
it’s kind of weird, but that’s the way I’ve become now.
I need to feel comfortable with a pefsonAif I'm going
to spend time with them.

Another participant states that:
I’'m scared of so many things now, and I don’t really
know why. Well know that’s not entirely true. I do know
some of the.reasons why, such as I’m living Qith an
illness that could rear its ugiy head:at any time; i'vev
gone through so much and I don’t really want to go
through anymore.

Another example of this theme is given by a female

participant who told of her experiences as follows:

So maybe I’ve also become more of an avoider of things,
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especially unknown things, because there is already so
ﬁuch unknown in my life, and this is definitely a
change in way of being for me. So this diseaseAdoesn’t
jusﬁ change your physical being but I think it changes
you right down to the core of who you afe.
They state that they are "definitely changed" people:
"inside." "I’m not the séme'person I was, and I sometimes
long for the person I was. I could just live life without
all this anxiety inside." An example of this theme from a
male participant goes as follows:
I know I’ve becoﬁe more of an escapist, and what I mean
by that is not taking drugs or alcohol, but going
inside myself more. I-probably could easily become an
alcoholic or something but I still do care enough about
myself to avoid having that happen} and so being an
extreme introvert when I was once an extrovert is bad
enough. I spend more time on my own.
The following statement echoes this theme, "I think I’m more
lonely now because it’s harder to be out theré as a person,
and you don’t have as much confidence because you’'re sick.
When you’re sick you stay inside yourself more." They
emphasize that the cause of these changes is their illness.
"I was way more outgoing before I developed Crohn’s, and I
was completely comfortable with myself. Now it’s a struggle
to get to that place again." The following statement

continues elaborating on this theme:

My disease has altered my personality because I can
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never really feel safe with it, and I only feel
comfortable around certain people. Security and comfort
are two big words in my life. Especially when I'm sick.
It’s amazing how when I’m feeling better that my way of
being becomes more similar to the‘way I was before
developing my disease.
Another illustration of this theme is told as follows, "I
can be two different people, sometimes the sick, quiet, blah
person er the well, outgoing, energetic person, and this can
be confusing. I think these changes are definitely hard for
the people around me." The participants state that one of
the experiences involved in having Crohn’s disease or
colitis is some change in their personality, "I’ve become
very introverted.and somewhat depressive since developing
Crohn’s disease." "I suppose more depressed is a way of
putting it and lack ef motivation for life. You know, that
vigor or something for life, that’s really changed." All of
these young adults adamantly assert, "without a doubt," that

they have "changed in many ways."

6. The experiences of young adults with Crohn’s disease or
colitis include deprivation of some of their control over

their lives

The participants state that there is "little control" over

‘their lives with having their illness. These young adults

related stories involving the feeling of being "deprived of




some of the control" over various aspects of their lives

since developing Crohn’s disease or colitis:

Crohn’s has taken so much from me, including my ability .

to direct the own play'of my life, and this is so

rampant in my experience. Like for my body, it just

does its own thing now,

disease thing.

well not its own thing but its

They all long for more control over their body and their

illness:
I do search ouﬁ as many
control to my life, and
sometimes it’s not very
I just fool myself into
my disease.

For many of the participants

ways as possible to add more
sometimes it’s good, and
successful. Actually, generally

thinking I’ve gained control of

nothing seems to have been

successful, so far, in helping to gain more control over

their bodies and their illness, "I try, but it controls your

life." "You end up just giving up, and letting it do

whatever it does, because you realize that you don’t have

control anyway. It’s not very good, I know." Their illnesses

have deprived them of some of their control over their

lives, "it’s directing my life." "Where I want to go and

where colitis will allow me to go may be two different

things. It seems to have much more control over‘my life path

than I do at the moment." By

reading their stories it is

easy to discern the "decrease in control" they éxperience.
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6.1 Weight

As stated above, the participants have related several
stories involving the feeling of being "deprived of some of
the control" over various aspects of their lives since
developing Crohn’s disease or colitis. These feelings emerge
" in different ways, one of which is the "loss of control"
over their weight.‘"One month I’m close to my ideal weight
and the next I could have lost ten pounds. For me that’s not
a good thing." These young édults state that there is such a
"minute amount of command" over one’s weight, "This illhess
has caused my weight to fluctuate quite a bit." Another
participant indicates: |
If I don’t eat meals every three hours, and I somefimés
have to force myself to do this, I could lose weight
just like that. You don’t really have much control over
it I suppose, especially if you’ve had operations to
reﬁove some oflyour small intestine, bééause that’s
where most of what you eat is taken into your body.
The experiences of young adults with Crohn’s disease or
colitis'contain difficulty in the management of their
weight, "I lqst weight. Sort of like on a roller coaster. If
you’re feeling well yéu gain weight, if you’re not it qut
peels off you. I was losing weight before I knew it." "I
don’t even care about ny weigh£ anymore, really. You come to
realization'thaf you can’t do much about it, so why obsess

about it"? They believe an affect of having Crohn’s disease
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or colitis is that it causes their weight to change often
and they experience this as something they don’t have very

much control over.
7. Types of experienceé include feeling violated

Feeling "violated" from some éituation involvedvip having
their illness, is anotﬁer experience the participants
encounter. All these young adults experienced some form of
"assault" from different aspects of haviﬁg their illness.
"Having colitis has caused me to experience a lot of
aegrading things in my time, and I still don’t know their
true effects. But I sure know they have affected me." Many
of them point to this violation as "one of the hardest
things to-deal with." |

I will now here continue to sketch more clearly two

further sub-themes of "violation.":
7.1 Drugs

All participants experienced some form of "Qiolation" from
different aspects of having their illness. One type of
"violation" mentioned is from the drug plans they are put

on, "You pop all these pills, and some of them are so big
you scratch the back of your throat with them. Some are even.

sharp-like, and I don’t understand the reason for that."

These young adults tell many stories of "all the strange
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medications" they are put on, "I think one of the hardest
things to deal with . .in terms of‘my illness.was being on
various different medications, éspecially steroids." In. the
following statement this theme is clearly present:
So you’re put on drugs to help but then there are all
the side effects that you have to take different drugs
for to counteract.‘I don’t know how to feel about my
- body anymore when I have to put all these foreign
substances into it.
The participants emphasize being on various medications as
"a very difficult aspect" of having Crohn’s disease or
colitis:
-éometimes I just want to stop taking the pills, but I
know in the end that would be the wrong decision. I
still worry though 6f the long-term affects of taking
all these drugs, and I don’t think anybody really
knows, because a lot of them are prétty new.
They see these drug tréafments as having a "largé effect" on
their bodies, "I was taking steroids and my facé puffed up,
~my muscles got weak, I even experienced bizarre mooa swings.
That stuff is hard on YOu, and the people around you." These

young adults point to this violation as "a hard thing to

deal with."
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7.2 Medical procedures

As stated above, all participants experienced some type of
nyiolation" from various aspects of having their illness.
Another form of "violation" mentioned is from the medical
procedures they are put through:
This is really difficult to talk about because 1
sometimes still have nightmares related to some of the
tests that I went. through in the hospitél, and I don’t’.A
know how to liﬁe with it really. I find this really,
really difficult. It’s hard to explain because it was
all done in the name of healing.‘
"Desecration" from the medical procedufes is something the
participants experience:
I don’t know what it;s like for a male,vbﬁt for a woman
it’s horrible because‘generally the doctors are male,
‘énd I know to them it’s just a job, but maybe that
makes it even worse, I don’t know. I do know that I
felt completely ripped apart by some of those'
experiences.
.Another participant states that, "] feel it’s all abbut '
shame, and agohy, and humiliation." Another example of this
sub-theme is given by a female parficipant who told of her
experiences as follows:
You go tﬁrough these things in ordér to find ways to

help, but then you’re left with having to deal with the

affects of these things, and they’re ali pretty
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horrible. The disease itself is bad enough, but. wow,
those tests are something else.

‘These young adults point to the violating medical procedures
that they had to go through as a difficuit experience in
having Crohn’s disease or colitis, "Gross test after gross
test." "I never ever talk about what happens behind those
closed hospital doors, and what it’s like. I think people
Qould squirm." They emphasize the violation that they felt,
"They saw a body that could be turned upside down, and shove
things up and down it, lights poked up it." "It takes a
while to be able to connect with your body again. It’s like

it was somebody else’s body for a while."
8. The life experiences include feeling anger

I would like to end this "General Structure" section by
discussing angef. The life experiences of young adults with
Crohn’s disease or colitis include feeling a great deal of
anger. "Of course you feel angry. You've been ripped off big
time." The participante "feel rage", "I remember feeling
angry." "It’s taken so much away from you, soO you can either
be depressed or you get angry, and I think getting angry
sometimes is the better choice. Life is hard, so get angry."
They "feel angry" because, since developing Crohn’s disease
or colitis, "life is very hard." "I’m mad because my old

1ife was taken from me and replaced with a life that is ten

fold harder. I’m real angry that I have this damn disease."
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These young adults "feel angry" when they think about how
"easy things were" before they had Crohn’s disease or
colitis, "Sure things were easier when you have a healthy
body, but Crohn’s has taken that away from me, and now I
have an illness that I’11 have for the rest of life. Yeah,
I’'m angry."

Several of the participants experienced angry conflicts
‘because of still trying to do certain things that they
really wanted to, although others tell them that they have
to live a different lifestyle now that they have Crohn’s
dlsease or colitis. Many of them wanted to contlnue in all
their llfe act1v1t1es and had feelings of anger towards
other people that argued with them and told them to restrict
their activities:

Others around me, in my life, did not quite like my

plans to continﬂa on with university and stuinng again

in the fall because of my COlltlS, and that made me
angry because I wanted to and was going to contlnue in
the fall.
Although angry because of being told‘to limit activity,
several participants appeared to think that this was
probably necessary "I am going to no matter what they Say
about having to restrict my activities. Unfortunately, part
of me thinks that they’re likely right."
Dealing with their disease causes féelings of

irritation:

Dealing with this whole thing is a hassle. It'’s
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frustrating because it takes you out of your life, just.

like that. You can be 1living, doing youf thing, get
sick, and end up in the hospital. Being angry sounds to

mild. I hate it, hate it, hate it, hate it.

The following statement continues elaborating on this theme, -

"T don’t like being angry, but sometimes I can’t help it,
and I have to deal with it. Oh great, another thing I have
to deal with, and that makes me even more angry." The

participants "feel angry" when they think about "how

difficult life is now."
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CHAPTER FIVE

.Discussion

'~ The present chapter will include a restatement of the
important question in this study. Aiong with this
restatement,va summary and discussion of fhe results
obtained from the investigation will also be covered.
Finally, the research and counselling implications,‘as well
‘as the personal meaning of this study will be discussed.

The issue of central iﬁportance in this study was that
of the life experiences of young adults with Crohn’s disease
or colitis. Several invariant threads raﬁ through thé types
of life experiences described by respondents. The life
experiences of young adults with Crohn’s disease or colitis,
as described in this study, has been conceptﬁalized as being
ﬁade up of common themes. Unpredictable activation of
éymptoms occurred for the participants of this study. Grief
and loss was another component reported in the process of
living with Crohn’s disease or colitis, either of
performance abilities, body and positive body iﬁage, or
enjoyable activities. The experiénces of these young adults
involved a notable lowering of self-esteem. In this inqdify
participants emphasized feeling fear or anxiety - over their
illness, of the hospital! over tests, of seeing significant’
others worry, and of overwhelming feelings caused by their

illness. Change. and adjustment was described as a common

expérience for these young adults, including changes in
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certain aspects of their personality. Participants’
experiehces involved major changes: academic, social, and
personal which they had to attempt to adjust to. Depfivation
of some of their control over their lives was frequéntly
reported as an ever present ordeal, including loss of
control over their weight. Another common experience for
these young adults came in the form of feeling violated,
iﬁcluding violation frbm many of the medications they took
into their bodies, and many of the medical procedures they
were put through. Anger was a prevalent feeling for the
persons in this study and has been listed as the eighth and
final mainrgeneral'theme.

It is important to note that only one of the general
structure themes, feeling a great deal of anger, was not
mentioned by all 10 participants. Also, all themes for these
particular participants have a propensity for being negative
experiences. For example, the constantly accompanYing threat
of the unpredictable occurrénce of symptoms causes worry‘and
stress in the participant’s lives. While the experience of
grief‘and loss creates sadness and "depression". The serious
lowering of self-esteem causes damage to the way they view
thenselves.

:There were no representative differences found between
the experiences of female participants and male
participahts. However, there were two minor differences

- noted. The first involves female participants, in general,

placing more emphasis on the experience of feeling violated.
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_Although all these young adults mentioned the feeling of
being violated, the female participante expanded on this
_theme much more frequently than the males. The second
recorded difference concerns comments made by one female
participant regarding feelings qf fear over how her illness
may affect having children.

These results provide basic infermation which helps to
understand some of the specific components of living with
Ccrohn’s disease or colitis. This in turn allows us to see
which particular variable might be the focus of intervention
for those involved in the lives of people with these
diseases. These flndlngs can assist in increasing ‘awareness
of the influences Crohn’s disease or colitis has on the llfe
of a young adult.

The participants in this study described the constant
accommodations tﬁat they must make in their lives and the
social ahd psychological costs accrued by those adjustments.
It points out that the work of managlng Crohn’s dlsease and
colitis is more than just a matter of "illness management."
The_work takes place within the cqntext of everyday living.
Through this study of life stories of people with Crohn’e
disease or colitis the negative effects that many people
. with these diseases experience is well demonstrated in all
of the stories considered here. |

It is important to consider the participants' life
stories within the context of their particular developmental

stage. Young adulthood is frequently described as a period
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of development during which dramatic life changes and
transitions occur. Young adults are generally faced with
taking on new scholastic or empioyment demands, personal
obligations, and social networks. The participants talked
about many changes and adjustments in their lives. They
described numerous negative experiences involving such
things as a decrease in their performance abilities at work
and school; and a decrease in their social activities.

All themes for these particular participants haVing a
propensity for being negative experiences may be due to the
relative homogeneity of the sample. Nine of the ten
participants appraised their healfh, at the time of the
interview, as poor. Most described themselves as feeling
sick and in pain. Many of the participants had never
experienced any periods of remission.

Comparisons to Other Literature

In general, these young adults reported that‘ﬁhey were
plagued by aversive intrusions in everyday activities and
regular eiistence..They indicated that they found their
recent past,vsince being diagnosed with Crohn’s disease or
colitis, characterized by negative limitations on the
experience of enjoyable activities. In light of research
reviewed on Crohn’s disease and colitis these findings show
how the notion that either the illness itself or
restrictions imposed by its managementbmay interfere with

functioning and disrupt normal living. (see Steinhauer et

al., 1982). The greater frequency of disturbance in normal
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activity of young adults with a chronic illness is worthy of
further attention.

The experiences described regarding feelings of anger
established that this was a very prominent emotion for the
participants. The results on anger are consistent with work
donern psycholbgical aspects of chronic illness in which
the demands of a disease caused frustration and resentment
(Steinhauer et al., 1982). Many of the young adults in the
present study accented how having Crohn’s disease or colitis
frequently conjured up feelings of anger.

The current findings fit withiresearch that has shown
that upward mobility in work, often a major source of self-
esteem, can be seriously limited (i.e. Steinhauer et al.,
1982). An individual regularly encounters having to take
time off of work when their illness acts up. The
participants in the current study spoke often of how their
work performance was substantially affected by their
illness.

Prior research has indicated that if an illness
frequenﬁly eliéits discomfort from others, it ﬁay prove a
serious blow to the person (Steinhauer et al., 1982). The
present data depiét this indication. Many participants
emphasized how haying Crohn’s disease or colitis commonly
evoked uneasiness from others and how this had an enormous
impact on theiriself—image. |

The young adults in this present study talked about

issues involving feelings of uneasiness around people and




how this was one of the contributing factors to a lowering
Aof some of their self-esteem. This is.parallel to reports
made by Steinhauer et al. (1982) that suggest.that
embarrassment or humiliation because of the disease may
contribute to an alienation from peers who, offered
appropriate assistance, could be a significant source of
help for the chronically ill person. |

The diminishment of self-esteem experienced by the
participanté appears to have an effect on sevefal of their
social relationships. Many of thém speak of feeling
uncomfortable in social situations. Wills (1985), in looking
at supportive functions of interpersonal relationships,
suggests that social relationships that are supportive and
comfortable can increase feelings of self-esteem. Social
integration can pro§ide a source of general posifivé affect,
a sense of stability in one’s life, and.a recognition of
self-worth. However, relationships that cause discomfort can
have the opposite effects (Wills, 1985); Previous research
that examined social felationships from the perspective of
young adults with cancer, indicated that the impact of
cancer and its management, and the negativg effects it has
on self-esteem, influences negatiVelf a young adult’s
capability of interacting in social settings, espeéially new
ones (Lynaﬁ,,1990). The participants in Lynam’s (1990) |
research felt a lack of confidence in approaching new social

situations, they felt "vulnerable" and "exposed". Many of
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the young adults in the present study also found social
interactions difficult.

This connection between social competénce and self-
worth appears to be affected, in part, by the stigmatizing
nature of Crohn’s disease and colitis. Several of the ‘
participants experienced embarrassment which is perhaps tied
to feeling stigmatized. For the young adults in Lynam’s
(1990) research, establishing new relationships was hindered
by their embarrassment of their own appearances. Some of the
young adults in the present study told of how having one of
-these chronic ilinesses often causes others to look at them
"differently which brings about emberrassment and feelings of -
stigmatization. Many of thebparticipants point to how their
chronic illness frequently evokeS'uneasiness in others and
how this causes a negative impacﬁ on their self-esteem; Some
of them tell of how they try hard to avoid having people
find out that they have one of these diseases in order to
prevent any uncomfortable reactlons, because these reactlons
cause feelings of stigmatization and create a dlmlnlshment
in their sense of self-worth. Norbeck (1981), in his
writings on social support, presents the view that diseases
can create the potential for alienation of individuals from
persons in their social system. Discomfort from others
appears to make the youngAadults in the present study feel
bad about themselves and influences their decisions

regarding decreasing social activities. Occasionally the

participants have also experienced the stigma of blame by
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othérs for haviﬁg their illness which was another noted
contributing iﬁgredient to a lowering of some of their self-
esteem. Despite statements made related to‘the'concept of
stigmatization,.there were‘not enough accounts given by the
participants connected with this notion, to be able to
includé it as a sub-theme on its own. Although all the young
adults reported being concerned about their reduced self-
esteem, problems resulting from the possible stigmatizing
effects of Crohn’s disease or colitis were reborted by only
some of them. Perhaps the parficipants in this inquiry did
not.mention experiencing stigmatization as often as those
with other illnesses, such as. cancer, beéause‘the physical
effects of Crohn’s disease and colitis are not as readily
noticeable as those related to having cancer. Clearly, more
research is needed to establish the conditions under which
those with Crohn’s'disease and colitis feel more or less
stigmatized. |

The young adults in this current invéstigation
experienced.overwhelming change, including change in how
they saw themselves as people. Some of the participants
talked about how they had become "escapists and avoiders".
They saw themselves as lonely and isolated. This experience
of_being isolated can be seen to be related to some‘of the
consequences of feeling stigmatized. As mentioned earlier,
when discussing the self-esteem category, some of the young

adults tried hard to prevent having people discover that

they have Crohn’s disease or colitis because they feel it is
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inevitable that it will make others feel uneasy. These
uneasy reactions then bring about feelings of stigmatization
for the participents. Lynam’s (1990) research suggests that
many young adults with cancer experience feelings: of
’isolation because of the inability of people in their lives
_ to provide support comfortably. The situations of some of
the young adults in the present study involved feeling
isolated and appears to be related to experience of
stigmatization involved in people reactiné in uncomfortable
ways towards them.

Tﬁe participants in this inquiry talked about how their
illness has led to extreme changes that burden mahy areas of
their lives. Riegal (1975), in researching adult life
crises, spoke of critical events as forming a focal point
for change. Being diagnosed with Crohn’s disease or colitis
has created major life-changes for the young adults in the
present study. The participante shared their experiences of
change and described many of these changes as unwanted.

The theme of change and adjustment can be seen to be
related to another of the primary themes in this analysis,
that of grief and loss. Brammer (1991) etates that change
can be experienced as 1oss, as regular life is disrupted,
and loss prec1p1tates feelings of grief. The young adults in
the present study experienced both a great deal of change in
many dimensions of their lives and grief over the loss |

incurred by many of these changes. The experience of loss

" causes feelings of grief. Adjusting to the loss of past
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capacity to fulfill one’s life, or the loss of specific
physical abilities, takes time, and possibly expert
assistance. The difficult tasks for a person dealing with
change and loss caused by an illness are both.physical and
psychological in nature with the psychological tasks often
proving to be the more difficult (Brammer, 1991). The
situations of the participants in the present study involved
a great deal of chénge, loss, and grief.

When the young adults in this current inquiry were
diagnosed with Crohn’s disease or colitis they were forced
to give up many things - performance abilities, bod? and
body image, and enjoyable activities - and were compelled to
make adaptations. The relation between grief andlloss is
apparent in this case of severe loss. Illness causes a
change that involves crises and is ladened with intense
feelings of loss (Braﬁmer, 1991). Iﬁ considering the changes
that the participants in the present study experienced in
living with their illnesses, this grieving response is
understandable. They went through a process of giving up the
familiar for the unknown and scary.

The young adults in this investigation appraised their
"illness as something to which they needed to adjust to.
Brammer (1991) suggests that adjustment is an automatic
adaptational response to some form of change that'is causing

an additional burden in oné’s life. He proposes that

adjusting to a situation may be the sensible thing to do




when it is futile to struggle against the changed
circumstance (Brammer, 1991).

Ben-Sira (1982), in examining chronic illness, stress,
and coping, found that change is an especiallybimportaﬁt
aspect of living with a chronic illness. He states
undoubtedly, that a chronic illness by far transcends the

bounds of a reasonable course of life. He emphasizes how a

chronic illness calls for a person to make modifications and

adaptations which may be perceived insurmountable (Ben-Sira,

1982). The participants in the present study experienced

overwhelming changes in numerous areas of their lives.

Relationships with others appeared to go through change

and adjustment for these young adults. Although there was
not enough mention of this change in relationships to
include it as a sub-theme, adjustment to the way.the'
participants behave in social situations exist in their
experiences.'Additional investigétions'would be useful to
more fully explore the theme of change in relationship
environments of those with Crohn’s disease and colitis
Ben-Sira (1982) found that the chronically ill person‘
has to cope with new‘demands which have the potentiai of
stripping a person of control over their life. A powerful
theme‘established in the present findings concerned the
deprivation of some of the young adults’ control over their
lives. - The young adults in this study live much of their
lives feeling little control over the path their situations

are to take.
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A strong primary theme found in this research involvédr
the constantly accompanying threat of the unpredictable
occurrence of further episodes. A frequently mentioned
concept, that is strongly related to this theme of
‘unprédicfability, was the notion of uncertainty. Ben-Sira
(1982), established that the uncertainty of a chronic
disease’s prognosis, particularly, the constantly
accompanying danger of the unforeseen incidence of other bad
episodes is a particularly important aspéct of living with a
chronic illness. Uncertainty, as defined by McIntosh (1976),
\involves the inability to accurately predict outcomes.
According to Mishel (1984), uncertainty is generated by
events characterized as unpredictable, unfamiliar, or
lacking information. Mishel (1981) suggests that in the
illness experience, uncertainty has four forms: ambiguity in
respect to the state of the illness, complexity regarding
_the treatment aﬁd the.method of care, lack of information
about the diagnosis and seriousness of the illness, and
‘unﬁredictability as to the course of the disease and
prognosis, including how .often and for how long
hospitalization will occur.

Two sub-categories of the fear and anxiety theme
established in this investigation concerned the unknown
'~ aspects of Crohn’s disease and colitis, and the unknown
aspects of the hospital. These sub-categories of fear and

anxiety can be seen to be related to the overriding feeling

of uncertainty found in Theme 1. However, Theme 1 deals
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specificallvaith the unpredictability of symptoms, while
the present theme deals specifically with fear and anxiety.
These young adults felt scared when they first began feeling
sick and also feel anxious because not much is really known
about these illnesses. In addition, the participants become
fearful when faced with all the new experiences involved in
being hpspitalized. Mishel (1981) found that limiged prior
experiehce with hospital events may intensify uncertainty.
Many of the young adults in the present study expressed how
they had never really experienced being in the hospital and
were uncertain as to what was going to occur. These-
uncertainties impose huge demands on the chronically ill
person. Along with uncertainties specific to the illness,
the timing of onset of Crohn’s disease and colitis is at a
time when developmentally there are many uncertainties about
one’s future. There are also uncertainties aboutlthe changes
in one’s body during this time. Therefore, the primary theﬁe
"involving the‘conStantly éccompanying threat of the |
unpredictable occurrence of further episodes and the tWo
sub-categories of the fear theme warrant further
investigation in relation to the larger concept of
uncertainty. |

The results obtained involving unpredictability and
uncertainty share similarities to those collected in
Wiener’s (1975) sthdy oh_the burden of rheumatoid arthritis

in persons 28-30 years'of age. She reported that people with

rheumatoid arthritis learn, over time, that its flare-ups
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and specific manifestatibhs are unpredictable. It imposes
the burden of total absence of predictability. There is
uncertainty about such things as: (1) whether there will be
any pain or swelling; (2) the area of involvement; (3) how
long it will last; and (4) how frequently flare-ups will
occur. Under this condition of variable uncertainty, one of
" the critical affects is psychological, involving having to
monitor pain every day, or even every hour. The results
obtained in the present study also included the theme  of
constantly accompanying threats of‘unpredictabie occurrences
of symptoms.

Wiener (1975) also found that a reduction of
performance skills may occur forvthosé with arthritis,
attributable to factors that included loss of body strength.
A weakening and then wasting of muscle may occur above and
below the affected joint, causing a loss of strength. Having
Crohn’s disease or colitis caused a variety of losses for
the participants iﬁ the present study, inclﬁding loss of
performance abilities, and bodily strength.

The present research provides clear indications of how
having a chronic illness can prompt reminiscence about
former good times and lead to grief over the loss bf these
easier times. These findings illustrate those reported by
Cohen and Lazarus (1979), and»Weisman and Worden (1976).

Their studies of peoples’ experiences with serious

illnessés, identified coping behaviours. These studies found
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typical coping strategies ﬁo include reminiscences about
former good times. | |

In general, this sample of young adults reported that
they experienced loss over not being able‘to do more |
physical;type activities since developing Crohn’s disease or
colitis. In 1ight»§f phenomenological fésearch on other
chrohic iilnesses, these findings are consistent with the
nbtion that an important chafaqte;istic of chronic illness
is that their is a noticeablefloss in physical ability..
Haase’s (1987)'study showedhthat chrqnically ill adolescents
‘diagnosed with either leukemia,.chfonic‘renal failufeL
cystic fibfosis, reéto—vaéinal fistula, pulmonary stenosis,
or scoliosis éxperienced extreme.loss of physical ability.
,Difficﬁlty with physical changes and the‘effect they have on
dail? living'and quality of iife was. a prominent theme for
the participants in ﬂer stud&. Physical changes, at times;
caused more concern than the actual disease (Haase, 1987).
The themes of feeling a great deal of énger, and lack of
control,_present in the cufrent stﬁdy, delineate another
finding of Haase, that anger, énd feeling a lack of control
is'a common response to many situations involved in having 
'ah illness. Also, in her investigation, shé'found that
experiences of uncertainﬁy.over'the outcomes 6f the various.
illnesses was a prevalent theme. The concept of uncertéinty

is also present in the current study and, as discussed

above, can be found within the primary theme of
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unpredictability and within tuo of the five sub-categories
‘of the fear and anxiety theme. |

fhe present study found a marked increase in feelings
. of fear or anxiety over the unknown,aspects oftchronic
illness; and of medical tests. Hasse (l987)vfound‘that fear
 of changes in physical status, disease reoccurrence,'and the
intrusiveness of procedures Were three common-themes.
Experlen01ng unpleasant but necessary medications was
'p_another theme found in her study. The partlcipants in the
present study experienced feeling violated by the drugs that
were prescribed for their illnesses. Thus, the young adults
in the current study share some of the same experiences of
those with leukemnia, chronic renal failure, cystlc fibrosis, -
.recto—vaginal fistula, pulmonary stenosis, and sooliosis
studied by Hasse (1987).

In addition to the findings that concur with previous
research, two notable sub-themeslemerged from this
investigation that were not clearly-illustrated in the
literature reviewed. Participantsvin the present study
showed that one.of the types of important experiences
involved in living with these chronic illnesses was that of
feeling anxiety, specifically caused by overwhelming
‘emotions brought about.by having‘to deal with their illness.
" A marked‘increase in feelings of fear and anxiety over the
.unknown aspects of chronio illness, and ofrmedicalltests

were themes found in Hasse’s study (1987), however, the

young adults in this current study also felt anxkiety oaused




. ~
by experiencing overpowering emotions they encountered

because of having Crohn’s disease or colitis. An examination

<

of this theme indicates that many of the participants feel
frightened and unsafe carrying around all these strong
emotions. One may assume then, that some form of
counselling, although perhaps not necessarily helpful for
the treatment of the physical symptoms of'these chronic .
illnesses, méy be conducive to the emoﬁional health of those
liviﬁg with these illnesses.

The primary theme of change and adjustment in many
dimensions, included the sub—categdry of perceived changes
in self. It was found that these young adults experienced a
change in their "personalities" since developing their
illness. An examination of this theme indicates that being
less of an active participator in life is one of the changes
in éelf'experienced by these participants. Many reported
feeling like a entirely changed human being because of their
disease and yearning for the person they once were. It

appears possible that experiences involved in having Crohn’s

- disease or colitis may actually cause notable changes in

that persons representation of self. While this element has

not clearly surfaced in the literature reviewed, this theme

"is strongly noted in the present study.

Some previous research suggests that Crohn’s disease
and colitis may have been caused by emotional and
psychological disturbances (Arapakis et al., 1986;

Castelnuovo-Tedesco, 1966; Freyberger et al., 1985).
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- Although, three young adulte talked about cause, the other
seven made no mention of this issue; Therefore, this topic
appeared as a non-salient theme in the current study. The
lack of importance placed upon this tcpic by most of the
participahts in the present etudy, in general, may suggest
that their experiences of living with Crohn’s disease or
colitis, did‘not highly involve the question of whether
their illnesses were caused by some type of emotional
disbrder_er not; Perhaps, because of this idea, today, being»
generally discounted, this was no longer a prominent issue

for them.

Implications for Research

-Through this study a whole host ef questions in
connection with the life experiences of young adults with
Crohn’s disease or colitis have presented themselves. Many
of these new inquiries are specifically related to the
general themes. These include such questlons as: Would some
form of counselling benefit these young adults in dealing
with grief and loss, self-esteem issues, overwhelming
feelings caused by illness, including anger? Does the marked
increase in fear and anxiety over the illness, hospital, and
tests, affect other domains of life? Would providing more
information regardiné tests alleviate some of the fear
surrounding them? What are the positive changes involved in
adapting to Crohn’s disease or colitis? What are some

healthy ways for a young adult with a chronic illness to

gain more control over their life? Could the experience of




persons with an illness be made less violatiné? In addition
to questions specifically related to the general themes,
reiated arenas for inquiry could involve the exploration of
the nature of change in key relationshipe of persons with
Crohn’s disease or colitis; For example, how might.
friendships or family relationships be transformed Qhen one
has a chronic illness?

Another group of questions that arise from this study
1nclude speculatlons concerning the nature of changes .in the
world of work or school. Does having Crohn’s disease or
colitis tend to precipitate, or involve, a process of career
change? Are there particular kinds of work that tend to
attract persons who have a chronic illness? Are there
certain fields of employment that are mere supportive of
persons with an illness? This study, as a preliminary
attempt to understand what people with Crohn’s disease .or
colitis experience in their lives, raises another pertinent
,questien. Are the results applicable to other chronic
~illnesses? In every sphere of life, questions addressing the
impact of having Crohn’s dieease or colitis could be
explored.

Implications for Counselling

With 2,000 new cases pf Crohﬁ’s disease and cplitis
being diagnesed each year, it is quite probable that'persons
within the counselling field will come across an individual
attemptlng to live w1th one of these chronic illnesses. The

results of the present study suggest that there are several
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common themes among the experiences of young adults living
with Crohn’s disease or colitis. The qualitative data from
vthis current study provides an understanding of the

. experiences of living with these chronic illnesses; which in
turn could provide an increased awareness qf how‘a
counsellor could be more effective in supporting a person
that has one of these illnesses. |

One of the themes present in the data indicates a need
for help around grief issues. Along with experiencing grief,
a marked increase in feelings of anxiety was another common
theme found in the present study. Counselling may help in
dealing with these emotional reactions involved in having
Crohn’s disease or colitis. Counsellors who undefstané énd
- perceive accurately the experiences of living with these
illnesses may help the individual in dealing with these
feelings.

Counselling, involving fhe emotional aspects of Crohn’s
disease or colitis (ie. grief, anxiety, and anger), may be.
improved if it is recognized that these iilhesses will have
major implications in many areas of an individual’s life,
including such domains as the loss of performance abilities
at school and/or work, and participation in enjoyabie
activities. The more the individual deals with their
anxiety, grief, and anger stirred up by having Crohn’s
disease or colitis, the better they may be able to deal with

the physical demands of their illness and the additional

strains imposed by their illness. On the other hand, failure
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to deal with the emotional resbonsés to having Crohn’s
disease or colitis may decréase the individual’s ability to
deal with the demands of their illness, thus increasing the
likelihood of severe ongoing emotional distress over the
losses experienced.

Participants‘in the present study lost a great deal as
their past performance abilities became severely limited.
Along with loss of performance abilities, restrictions on
activities of the participants in the present study appeared
to be inevitéble. By emphasizing areas of satisfactory
functibning and potential strengths, counsellors may do much
to help the individual living with Crohn’s disease or
colitis achieve a balanced acceptance of their strengths and
limitations.

Helping individuals deal with their anxieties soAthat
they caﬁ deal with the demands of their illness may play a
crucial part in minimizing more serious and long-lasting
emotional distress. What is openly aéknowledged is on the
whole less ominous than that which is known but not
discussed. Openly acknowledging feelings of anger may be
another important process for young édults with Crohn’s
disease or colitis to go through. One of the common emotions
- found in'thé present study involved feeling a great deal of
énger as a result of having to deal with Crohn’s disease or
colitis. Some individualé need a chance to express their

anger in a healthy way in order to better deal with the

management of their illness. Counsellors who continue to
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approach the individual with empathy may be able to help
them deal with their anger and other strong emqtions in an
appropriate way.

Given the wide range of limitations‘put upon career
and/or education, when counselling a»person with one of
these illnesses, specifié attention may need to be paid to
supporting them through the greét deal of changes they will
- likely go through. Adjustments to transitions was a common
theme for tﬁevyoung adults in this study. With an increased
understanding of the many adjustments those with Crohn’s
disease or colitis must make, the potential for providing
better therapeutic intervention during these transitions
increases.

The diagnosis of Crohn’s disease or colitis
precipitatéd‘many changes in the lives‘qf the participants
in the present study. The counsellor who recognizes the
potential for negative affects that, accordiné to the
results in_this‘éurrent study, are inevitably produced, may
do much to minimize the destructive effects and aid the
individual in adapting to life with an illness. The
participants ih the present study were seen as having to
constantly adapt to situations that they felt were out of
 their control. They have the day-to-day struggle of trying
to keep'some sense of balance and control within all the
changes and give meaning to their lives as they attempt to

manage their chronic illness.
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It appeared to be quite difficult for the young adults
in the present study to ha§e a sense of control with having.
Crohn’s disease or colitis. Perhéps in this case what a
counsellor might do is provide some form of confirming the
éreas in the young adult’s lifg where they-can have a sense
of control. The counsellor can help the young adult with
Crohn’s disease or colitis focus around the areas where a
sense df control is possible.

For young adults dealing with these illnesses,
counsellors might help by working with them using a more
Client Centred approach so as to allow the person a sense of
control, a feeling they are not often allowéd within their
lives. Client Centred Therapy can be seen as a useful style
of counselling for allowing a client to have more of a sense
of control over the therapeutic process and their 1lives.
Client Centred Thérapy attends to what is regarded as
iptrinsic processes of adaption. Client-centred thefapy
implies that people séeking psychologicai assistance are
treated as responsible clients with the power to direct
their own lives. It is assumed that the person can be
trusted and does not need to be controlled by others who are
in a superior and expert situation. |

Counsellors may also consider group therapy for
individuals with Crohn’s disease or colitis. Discussing

their feelings and concerns about how their illness has

affected their lives with others who may have common

experiences could provide needed support. The counsellor may




be helpfdl in this respect by assisting the young adult with
Crohn’s disease or colitis in finding people that may also
be dealing with one of these chronic illnesses.

The evidence accumulated in the present study
demonstrates that feelings of‘grief,«anxiety, and anger can
be a consequence of having Crohn’s disease or colitis. Along
with these various feelings, experiences of loss regarding
performance abilities and pafticipation in enjoyable.
activities, a great deal of‘change and adjustment, and e
deprivation of control over one’s life all abpeared as
resulting from having Crohn’s disease or colitis.
Counselling could be an important area where an individual
would be provided with important psychological support in .

dealing with these many issues.

Personal Meaning

In the beginning of this study, I was motivated by the
hope of providing more illumination of‘what living'with a
chronic illness was like, as it was being experienced by
young adults. My interest arose out of‘my own experience
with Crohn’s disease and my role as a counsellor in
supporting people dealing with Qarious 1ife issues. As I
became immersed in the study - with reading, with_the
interview dialogues and written narratives, with
transcribing tapes of.the sessions, with constructing the

stories - I gradually became aware of how I too have lived
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or am living through many, if not all of the experiences

~ that the participants have had. These experiences have been

transformed for me, over the duraﬁion of this study, into a
deeper sense of what living with a chronic iilness has meant
in my life. This transformation is difficult to‘communiéate
in words, but the different feelings surrounding this new
awareness has had an effect on how I see myself and my
reactions to the world. It was as if reading the
transcripts, over and over, created a richer intimacy with
my own life. The themes repeated throughout fhe interviews
and written narratives, flooded my thoughts with memories of
my own experiences. As I expiored these memofies, I
experienced an increased awareness of how living with a
chronic illness has had a proféund impact on who I am as a

person.
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RECRUITMENT NOTICE.

PARTICIPANT RECRUITMENT NOTICE FOR YOUNG ADULTS WITH CROHN'’S

DISEASE OR COLITIS

Young adults are needed for a research project on the nature
of life experiences of young adults with Crohn’s disease or

colitis.

Participation involves two interviews of up to one hour and

a half.

If you are interested in volunteering and/or would 1like

further information please phone:

Glenn Matthes at 879-7790
Department of Counselling Psychology

University of British Columbia

Supervised by: Dr. Richard.Young~
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Orientation to the Written Narrative

The orientation to the narrative will now be described
in general form:

As a follow up to our conversation over the phone here
is a short orientatibn to the written story part of your
participation in this study. This part involves writing a
composition about your experiences with haVing Crohn’s
diseése (colitis). This composition is like your 1life story
or autobiography. This story is like a summary of your
experiences.in the order in which they occurred. It involves
déscribing incidents and events which you feel were
important or critical in your life.

All information from the story will be treated
confidentially and be used for research purposes only. You
6niy have to write as much as you feel you want to. If there
are any questions or concerns you have regarding the written
narrative please feel free to phone me. Here is a booklet of
blank paper you can write your stofy in. Please bring your

completed story to our interview appointment.

Once again, thank-you for your participation.
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The introduction at the very start of the interview

will now be described in general form:

Thank you __ (name of participant)___ for volunteering
to participate in this study. I know I spoke to you a bit
before about the nature of this study and its purpose, but I
would like to briefly go over some of that informatioh again
to help make it clearer. If you have any questions about the
research please feel free to ask them. This study is being
conducted as part of the requirements for my masters degree
in Counselling Psychology. Dr. Richard Young from the
Counselling department is my supervisor.

I am trying to find out what it is like for a person in
your age group to have to deal with Crohn’s disease or
colitis. Because we all live in different ways, one person’s
way of dealing with 1living with a disease can oftén be quite
different than another person’s way and I‘d like to knowvhéw
you’ve been able to live with your diseaée. The information
from these intérviéws will -help me understand- how péople in
your age group experience dealing with Crohn’s diseaée or
colitis which in turn may lead to better ways of assisting
young adults in their struggle to adapt to their disease.
With your permission, I would like to use a tape-recorder to
tape your story so that I can concentrate on listening to
you now without having to interrupt you to repeat something

that I would like to write down. The tape will be

transcribed but any information that may identify who you
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are, such as YOur name, w111 not be used. All 1nformatlon

- that you glve me will be treated confldentlally and be used
only for research purposes. You may stop your partlclpatlon
~in this interview at any time. At this timevI wohld‘like’YOu
. to take a look at this perm1551on form (hand. to
participant). Please read it completely and feel free to ask
any questions before signing it. Before we begin, are there
any duestions or concerns that I haven’t addressed? (pause)k
To begin,vperhaps you could tell me a bit about'whea you

were diagnosed as having [participants specific diSeaSe

(ie. Crohn’s or colitis)] .
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UNIVERSITY OF BRITISH COLUMBIA

The Life Experiences'of People With a Chronic Illness:
Analyses of Crohn’s Disease and Colitis

Consent Form

I, , consent to ny
participation in a research project regarding my experiences
dealing with a chronic illness. This project is being
conducted by Glenn Matthes (Ph. #. 879-7790) a graduate
student of the University of British Columbia’s Counselling
Psychology program for his Masters thesis. He is being
advised by Richard A. Young Ed.D, whom I may contact at 822-
6380. . :

The purpose of this study is to examine how people make

sense of the influences Crohn’s disease or colitis has had
on their lives. In this study the researcher plans to

" investigate individuals’ perceptions of, responses to, and
management of the life experience of living with an illness.
The value of this study will be in understanding my
experience of coping with chronic illness from my own
perspective. I am aware that my participation will involve
participating in an audiotaped interview. The interview will
last up to two hours.

None of the data including the audiotape will be
available to any persons other than the researcher and the
researcher’s supervisor. I understand that my participation
in this research is voluntary and may be terminated at any
time. I may refuse to answer any particular questions.
Should I have any questions about the procedures, I may ask
them at any time.

I also acknowledge receipt of a copy of this consent

form.

Date: - Signed:

' Address:
" Ph. #:
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The Life Experlences of Young Adults With a Chronic Illness:
An Analyses of Crohn’s Disease and Colitis
i Demographic Questionnaire
.Principal Investigator: Glenn Matthes
‘ University of British Columbia
. 879-7790
Note: This form is to be completed by the participant
in the presence of the researcher at the
beginning of the research procedures.

Project No.

Sex: Male ' Female

Age:

What specific illness do you have?:Crohn’s Disease

Colitis___

Year and month disease was diagnosed:

Are you receiving any type of treatment for your

illness at the present time?: Yes No

If yes, what type of treatment are you receiving?:

Have you ever had surgery for your illness?: Yes

No

If yes, what type of surgery did you have done?:

How would you describe your health at the present time?:
Very 1 2 3 4 5 Very
Good T I Bad

Is there any other information you feel the researcher
should be aware of before the procedures begin? If yes,
please provide it here:
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I’'m wondering if Crohn’s disease (or colitis) has had any
influence on your life.
- What is it really like having a chronic illness?

- Do certain people in your life play a part in your
dealing with the disease? _

- Do certain places play a part in your dealing with
the diseése? A

- Are there any other things that play a part in your
dealing with the disease?
I’'m wondering how you have responded to having an illness.

- How have you dealt living with a chronic illness?
What do you think causes Crohn’s disease or (colitié)?
_When was your chronic illness diagnosed?

- I’'m wondering if you think your emotions or
~personaiity caused your illness in any way.

- Do you think counselling would be of any‘benefit in-
| helping you to deal with your disease? |

- Do you think counselling wéuld have any effect on the
bodily symptoms of your disease?
I’'m wondering how you have attempted to deal with your
illness. | ’

= Have you had to change your behaviour in any way
since developing your illness?

- Did you have any future plans that you felt you had
to alter because of your illness? .

- I’'m wondering if you have ever had to alter your

activities because of your disease.
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- Has your life changed in anyway because of your
illness?
Have you ever sought help from others (apart from your
doctor) in dealing with your illness?
I'm wondering if you think your age effects how you deal
with your disease.

- Has having a chronic illness changed your social life
in any way?

- Has having your illness chaﬁged the way ydu view your

body?



