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Abstract

. The purbose of this study was to reconstruct the individual stories of young adults
living with a permanent ileostme. Using the method of narrative inquiry, seven young
adults, ages 24 — 40 years, were asked to share tﬁeir experiences during one interview
session. Narrative inquiry provides for understanding the unique experience and
perspective of individuals.

Young adults change physically and cognitively as they progress through
adulthood. They face unique challenges including: changing career paths, forming and
" establishing reiationships and changing family and socigl roles. Having a permanent
ileostomy disrupts sequences and paths of adult development impacting quality of life,
- body image and relationships. These yo{mé adults described the challengés of living with
an ileostomy as difficult in this phase of their lives. The reconstructed stories allow

readers a glimpse into the participants’ lives.
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CHAPTER ONE
INTRODUCTION

For the past 20 years my nursing practice has been within the specialty of
Enterostomal Therapy (ET) nursing. ET nurses provide and manage the care of the
patient population who require ostomy, skin and wound, and / or incontinence care. The
focus of this study is on one segment of the ET population, young adults living vx;ith
permanent ileostomies.

Préviding‘ nursing care to people who undergo ostomy surgery is complicated and
challenging because biological, psychological, social and spiritual needs must be
addressed. This is especially true for young adults in their 20°s Who are entering
adulthood and facing challenges of relationships and work and family roles (Bee, 1992).
Early adult development encompasses a combinatiqn of sequences and paths, internal
psychological clocks and external influences (Bee). Adult progression through ages 20 to
40 years differs for individuals, as each person is unique; however, generally during these
years changes occur physically and cognitively. Family and sexual roles dominate, work
roles change, relationships with friends change, personality grows and changes, and a
focus is on major tasks (Bee). A crisis such as ostomy éurgery can interrupt a young
adult’s developing sense of self due to the surgery’s effect on body appearance and
elimination process. Even when ostoﬁy surgery enhances individuals’ physical health, it
can be a major life-altering event due to its effect on other aspects of their lives (Beck,
2002).

The terms ostomy and stoma have different meanings; however, they are often

used interchangeably when referring to bowel and urinary diversion surgery. Ostomy is a



general term used to refer to surgery creating an opening from the gastrointestinal
system to the outside of the body, which serves as an altered exit for irﬁestinal effluent.
A urostomy designed.for urinary drainage often uses a segment of the gastrointestinal
tract to create the altered exit (Broadwell & Jackson, 1982). Stoma is a Greek word
meaning ‘mouth’ and refers to the portion of the gastrointestinal tract sutured to the
abdominal skin surface (Broadwell & Jackson). The stoma protrudes through the
abdominal wall and is visible (White, 2002). Many technical improvements in the
construction of oshtomies have taken place since 1756 when the first colostomy was
recorded.v The basic concept of stoma construction however, r.emains essentially
unchanged (Black, 2000).

Ostomy surgical procedures are performed to treat and manage both benign and -
malignant disease processes of the bowel. They are often lifesaving procedures and are
performed when there is not a medical or surgical alternative (White, 2000). The
procedure usually renders individuals incontinent, requiring an external collection
appliance (pouch). An alternative may ;be a procedure in which self-catheterization is
performed through a stoma, thus eliminating the need for an external appliance
(McGarity, 1992).

Ostomies can be situated anywhere in the digestive system. They are named
according to their placement and can be either tempérary or permanent. Temporary
ostomies often are created in conjunction with other surgical procedures to allow the
bowel to heal, including, but not exclusive to: oncology surgery, diverticulitis, ulcerative
colitis, Crohn’s disease or trauma related injuries (McGarity, 1992). A permanent stoma

usually includes a proctectomy involving removal of the anal sphincter mechanism



(Black, 2000) and may be indicated for the treatment of rectal carcinoma, Crohn’s
disease or‘intractable incontinence (McGarity).

Ileostomies are created in the ileum, the distal segment of the small intestine.
Conditions that may require an ileostomy include: Crohn’s disease, ulcerative colitis,
familial adenomatous polyposis, necrotizing enterocolitis, aganglionosis, obstruction and
chronic constipation (McGarity, 1992). The peak incidence of ulcerative colitis c;ccurs in
teenagers and young adults, 15 to 25 years of age, while Crohn’s disease peaks in young
adults between the ages of 20 and 35 years (Black, 2000; Bryant & Buls, 1992). This
places young adults at greater risk for ostomy surgery.

Hleostomies present a particular challenge, as the effluent 1s usually pasty or fluid
and there is a high output compared to a‘<sigmoid or descending colostomy. The
difference in the volﬁme and consistency of stoma output dictates different management
and appliances. A retrospective study of 1616 patients reported that ileostomies
presented with the highest incidence (49 percent) of the study’s total complications
suggesting an ileostomy presents challenges for patients and the health care provider '
(Park et al. 1999).

Surgery resulting in an ostomy encompasses alllage groups and walks of life. It is
estimated that between 42,000 and 65,000 ostomy surgeries are performed yearly in the
United States and approximately 75 0,600 people have an ostomy (White, 2002). At the
time of writing I was unable to locate a Canadian National database reporting the
numbers of ostomy surgical procedures; however, The ORyX Group in New Jersey
compiles ostomy statistical information from Canadian hospitals (The ORyX Group,

2002). In the year 1999 — 2000 this group reported 13,651 ostomy surgeries in Canada,
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1,387 of which were performed in Alberta. No separate statistics, on the number or the

type of ostomy were available for the young adult age group (20 to 40 years). Today, due
to thc conception and development of the ileoanal pouch procedure permanent ileostomy
surgeries are less common (Black, 2000). Nevertheless a need remains to understand,

address, and provide evidence-based care for people living with permanent ileostomies.

Conception of the Study

Over the many years I cared for patients with ostomies I often wondered what it
‘was like for them to live with an ostomy. Reflecting on in_tergctions with paﬁents during
clinic visits I sensed that adjustment for young adults was particularly difficult. Life is

challenging for young adults as many issues and transitions influence the individual in
this developmental period. Unscheduled changes such as acute / chronic illness and
major surgery may have major effects on this age group (Bee, 1992). I wondered if there
was more to their stories than what I heard during clinic visits, which were largely

- concentrated on the challenges of physical care. What is it like for them to deal with the
altered body appearance and elimination process during this stage of life? I wanted to
enhance my understanding of their lives and experiences so I could provide improved
patient care and teaching.

Studies over the past years involving patients: with ostomies have used structured
questionnaires to investigate quality of life, relationship between quality of life and self
esteem, relationship between quality of life and body image, impact on working capacity,
and sexuality. Other studies have used the same format to éompare the quality of life of

patients with permanent ileostomies with patients with alternative bowel surgeries. No
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known.studies have focused on understanding the lives of young adults with permanent

ileostomies from a qualitative approach. A better understanding of young adults’
experiences living with permanent ileostomies may influence the delivery of care from all

health care providers.

Purpose of the Study
The purpose of the study was to understand the experiences of young adults living
with permanent ileostomies by reconstructing their individual stories and identifying
common or divergent themes across the stories. The human science methqd of narrati\;e
inquiry was chosen to guide this study. Narrative inquiry is a me;chod by which human
experience, as it emerges from told storiés, becomes meaningful (Polkinghorne, 1988).
The goal of the study is to contributé to practice of ‘nursing and the practice of other

health care providers who give care to young adults with permanent ileostomies.

Research Questions
The research questions guiding this study were: (2) What are the stories of young
adults with permanent ileostomies and, (b) what common and / or divergent themes can .
be identified across the Vsto_ries of young adults with perméinent ileostomies? These

questions were examined using narrative knowing as the theoretical foundation.

Theoretical Foundation: Narrative Knowing
Narrative is a means of giving meaning to experience;' it links everyday actions

and events into units and provides a framework for understanding past events and
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planning future actions. Narrative knowing has a holistic quality and is the fundamental

structure of human experience (Connelly & Clandinin, 1990). As human beings and as
nurses we live in a wérld of stories. Story telling is the basic form of human
communication; generations have passed on their traditions, beliefs and history in thﬁs '
format. Each one of us by nature live storied lives and we tell stories of our experiences
and happenings to one another. The uniqueness of each person’s story is what gives it
value and meaning (Ornish, 1996). We also learn from story telling what makes us
similar, what connects us, and what helps us go beyond the isolation that separates us

- (Ornish). Listening to an individual’s story in his or her own voice is the best means of
understanding “...the unique experience and perspective of an individual...” (Atkinson,
1998, p. 5).

Van Manen (1997) describes four fundamental lifeworld themes or existentials
that are helpful guides in the research process. These themes “probably pervade the
lifeworlds of all human beings, regardless of their historical, cultural or social
situatedness” (Van Manen, p. 101). Lived space (spatiality) is the felt space of the world
or landscape in which we move or find ourselves at home; /ived body (corporeality) is the
recognition that we are always bodily in the world; lived time (temporality) is subjective
time as opposed to clock time; it is our way of being in the world and placing things in
the cohtext of time, and Jived other (relationality) is ;the lived relation we maintain with
others in the interpersonal space we share with them.

Van Manens’s (1997) four existentials are considered to belong to the
fundamental structure of human existence. Tﬁey parallel and help explain the three-

dimensional space of narrative knowing: personal and social, place, and temporality.



Clandinin and Connelly (2000) describe four directions guiding inquiries into human
experience and fitting into the three-dimensional space: inward and outward, backward
and forward. Inward (personal) experience refers to the feelings of internal being, moral
dispositions, values, hope, faith and spirituality and outward (social) experience refers to
the surroundings or place in the world. The backward and forward direction refers to
temporality, the lived time of the past, the present and the future. Narrative knoxz;/ing
positions the researcher simultaneously in these four directions (Clandinin & Connelly).

Narrative brings a unique perspective to qualitative research and pays particular
attention to the temporal unfolding of events. Plot is.the central structure or organizing
themes of the narrative story and how people plot or tell their story partly depends on the
meaning their stories have for them (Poirier & Ayres, 1997). The plot weaves the
complex of events together to make the story (Polkjnghorne, 1988). Narrative
understanding knows the entire story in which a series of events occurred.

People struggle to make sense of their often-confusing environment. People are
individuals but are also always situated in relationships and social context; therefore, they
need to be understood both as unique individuals and in relations. Their narrative story is
based on personal needs and feelings and is constantly subject to change as reflection and
reconsideration occurs. Inconsistency is part of life and stories are never identical to the
lived experience itself; recollections of the actual experiences are transformations of
those experiences (Van Manen, 1997). There is life-as-lived, life-as-experienced and‘
life-as-told (Sandelowski, 1991). The narrative is life-as-told and is “...the

representation of life rather than life itself” (Sandelowski, p. 163).



Life continually unfolds from birth to death, and the insights of today are the
events of tomorrow. Stories are retold and lives are lived in new wayn (Connelly &
Clandinin, 1990). Eanh experience had a previous experience as a base and will lead to
future experiences. It may be difficult for participants to tell their stories and researchers
may find listening equally difficult; but an important task of narrative knowing is «...the
retelling of stories that allow for growth and change” (Clandinin & Connelly, 2000,

p. 71). Frank’s (2000) experience confirms that illness is demoralizing and stories are

used “...as part of [people’s] renn.oralization” (p.355). Narrative framework allows a
-privileged access to human experience for understanding the nniqueness of e;':lch person

(Frank). Narrative knowing provides the special theoretical foundation for understanding -

lived experience of young adults with permanent ileostomies.

Significance of Research Findings

Nurses work in an environment of multiple experiences including their own and
their patients’; learning occurs when nurses are immersed in these experiences. Nurses
can learn to improve their practice by listening to the stories and voices of patients (Koch,
1998). Listening to patients’ stories can generate insight into their worlds and
mindfulness of their experiences can lead to possibilities of opening conversation with
patients in similar situations. Through qualitative reéearch, practicing nurses have the
opportunity “...to find meaning in and understand everyday situations with patients, to
discuss and communicate their understanding with others, and ... to change their actions

or the actions of others in subsequent situations on the basis of that understanding” (Van

der Zalm & Bergum, 2000, p. 217).
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ET nurses’ education focuses on the biological and psychosocial components of

caring for patients with ostomies. Understanding the unique personal experiences of
patients is also an important aspect of delivery of nursing care. Research data from this
study disseminated to peers and colleagues may influence ET nurses’ practices by
increasing understanding of the challenging life experiences of their patients.
Understanding leads to relevant knowledge, which in turn enlightens practice (Van der
Zalm & Bergum, 2000). Understanding everyday life situations and possible future
challenges can provide nurses with the practical knowledge to help prepare young adults
to adjust living with an ileostomy. The ultimate purpose of this narrative stndy is to
contribute to the practice of ET nursing and to the knowledge base in general of other
health care providers. Furthermore, this narrative study gives the opportunity to reflect
on direct front-line ET practice and evolve the role into an advanced practice nurse level.

Possible questions generated from this study could lead to further research.

Overview of the Thesis
In the following chapter I present an overview of the literature relevant to the study.
Chapter III includes a description of narrative inquiry as method' and a detailed report of
the research design. Chapter IV offers the reconstructed stories of the participants in the
first person using the transcriptions of the interviews. Chapter V offers the analysis of
the narrative as I interpreted and found meaning in the data and situated the narrated
experiences within the four directions of narrative inquiry defined by Clandini‘n and

Connelly (2000). Common and divergent themes were identified within each direction.
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The final chapter explores my reflections on the study and offers implications for

nursing practice and suggestions for nurse researchers.
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CHAPTER TWO

BACKGROUND TO THE STUDY

A paucity of ileostomy related studies was found in the literature. At the time of
writing I was unable to find qualitative publications describing life expériences of people
with ileostomies. Quantitative studies ‘were found that measured the qﬁality of life witﬁ
an ileostomy. O’gher studies comparéd life with an ileostomy to life with alternative

bowel surgeries.

Impact on Quality of Life

Quality of life is multifactorial and many variables can be used in different
coxﬁbinations to measure the concept. The following variables were used by McLeod et
al. (1986) to describe quality of life of individuals with a permanent ileostomy:‘ physical
Well-being; emotional well—being; lifestyle, including diet, hobbies, sports, travel and
clothing selection; work status and overall satisfaction with the ileostomy. Data from. 273
questionnaires found that patients with permanent ileogtomies reported physical and
emotional health as good (79 percent) and excelient (78 percent). A small number (20
percent) felt having an ileostomy restricted their life activities and 3 percent regretted
having the surgery. The function of 'the ileostomy was the one factor that affected their
physiqal, emotional well-being and overall outlook on life.

A similar design found the majority (92 percent) of patients (N — not reported)

had become accustomed to their stoma and 79 percent thought they led a normal social
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life (Kennedy, 1988). However, 11 percent of the men and 22 percent of the women

hated having a stoma even though they reported acceptance of their ileostomy. This was
nota comparison study; however, the author (Kennedy) offered the observation that the
ileoanal pouch procedure overcomes the psychological probléms associated with having a
permanent stoma and questioned if formal interviews and postal questionnaires generated
correct answers. Awad, El-Gohary, Skilton and Elder (1993) mailed surveys to 113
patients with permanent ileostomies, again using a similar quality of life design with a
return rate of 73 perceht (N = 82). The maj ority (93 percent) of patients reported they

- were happy with the stoma and 20 percent reported improvement in lifestyle activities
possibly because of a general improvement in health after the surgery.

In another study, using structured questionnaires (N = 50) a relationship p=
0.0001) between quality of life and self-esteem was repbrted (Kelmén & Minkler, 1989).
The mean scores indicated the overall population had positive perceptions of their ostomy
and the management routine (Kelman & Minkler). The sample was a mix of colostomy
patients, ileostomy patients and other ostomy patients. It is questionable if a tool
measuring quality of life for ostomy patients in general would accurately reflect quality
of life for ileostomy patients as people with ileostomies can have very different
management concerns.

The quality of life of patients with a permanenf ileostomy (N = 406) was
compared with patients with an ileoanal pouch (N =298) (Pemberton, Phillips, Ready,
Zinsmeister & Beahrns, 1989). Overall satisfaction with the results of the operations was
similar and the quality of life appeared to be the same. Performance scores, however,

indicated the ileoanal pouch group scored higher in seven areas of daily activity equated



to quality of life compared with the group with ileostomies. Although most of the
patients With an ileostomy were satisfied, 39 percent desired a change. No matter how
well adjusted a patient was with an ileostomy there was a desire not to have a stoma
(Pemberton et al.).

Thrge groups of patients with a permanent ileostomy (N = 406), a Kock pouch (N
= 330), or an ileoanal pouch (N = 298) were compared for quality of life (Kohler,
Pemberton, Zinsmeister & Kelly, 1991). The presence of a stoma and fecal incontinence
impaired the quality of life after a proctocolectomy (permanent ileostomy). An ileoanal
pouch, avoiding a stoma offered the best quality of life.

Postoperative levels of satisfaction regarding quality of 1if“e and body image were
compared between patients with permaﬁent ileostomies (N = 10, mean age 51) and
patients with ileoanal pouches (N = 25, mean age 33) (Liddell, Pollett & MacKenzie,
1995). The surgeon had informed the patients of the surgical options and encouraged
them to choose the operation they thought would best suit them. There was no significant
difference between the two groups on quality of life and body image. The authors
attributed this to the encouragement given to patients to choose their surgical procedure.

The aim of an international study (Marquis, Marrel & J ambon, 2003) was to
determine if an adapted‘Quality of Life Index (QLI) was suitable for patients who have
stomas. In addition, the investigators -ﬁsed the adapted instrument to collect data on
participants’ (N = 4,739, mean age 61.6 years) quality of life. The questionnaire was
administered six times over a two-year period. The majority of patients had a colostomy
(66.5 percent) and 16.4 percent had an ileostomy. The most common pre-existing disease

was carcinoma (70 percent). Results showed time was a major factor for improvement in
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quality of life. In addition, satisfaction with care received, confidence in self-care and

the relationship with ET nurse appeared to impact quality of life.

Three study groups of patients; people with a temporary ostomy as a result of
trauma (N = 18), people with a temporary ostomy resulting frem disease (N = 16) and
people with a permanent ostomy resulting from disease (N = 13) were compared on
psychosocial adjustment to living with an ostomy (Pieper, Mikols & Grant, 1996). Four
instruments were used to collect data over two years from patients with colostomiés (N =
38) and with ileostomies (N = 9). Results of the study indicated the people in all groups
tended to‘have a high degree of psychosocial adjustment. There was no comparison
" made between people with a colostomy and those with an ileostomy.

Using the Digestive Disease Quality of Life Questionnaire, Karadag et ai. (2003)
collected data from patients who lived with colostomies (N = 31) and ileostomies (N =
12). The authors stated the impact of a stoma on a patient’s life is little discussed and is
often underestimated. Their findings confirmed having an ostomy profoundly negatively
impacted quality of life. They concluded that specialized counseling of these patients by
a dedicated health care team including stomatherapy (ET nurses) would significantly
improve quality of life.

In summary, the studies in the literature measuring quality of life of patients with
permanent ileostomies found they generally adapted well to living with an ileostomy and
had a good quality of life. The studies covered a wide time period from 1986 to 2003.
One comparisen study (Liddell et al. 1995) representing a wide range of age, found no
significant difference in quality of life between patients with permanent ileostomies and

other surgical procedures. Other comparison studies indicated that surgery avoiding a
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permanent ileostomy offered the best quality of life. In contrast, one study concluded

that having a stoma profoundly negatively impacted quality of life. There was always a
desire not to have a stoma regardless of the degree of adjustment. The question is raised
if it is appropriate to use the same quality of life measuring instrument for different

surgical procedures and across different age and developmental stages.

Impact on Working Capacity

Fifty-three patients with a permanent ileostomy for a period of six months to
twenty-five years were interviewed using a structured questionnaire relating to their life
and work situation (Martinsson, Josefsson, & Ek, 1991). The m:aj ority of respondents
reported their working capacity had not been affected. However, 41 percent reported sick
time ranging from occasional days to months in th¢ 2 years preceding the study.

Awad et al. (1993), using a mailed structured questionnaire, found 16 percent of
the participants (N = 82) with a permanent ileostomy had to change their employment
and 34 percent were mildly to severely affected in their housework and gardening,
Aﬁother study using the same method of data collection reported 11 percent of the
respondents (N = 141) with a permanent ileostomy moved to anqther type of work and 23
percent had difficulties With travel (Nugent, Daniels, SteWart, Patankar, & Johnson,
1999). The researchers expressed suri)rise at the wide distribution of responses: some
patients adapted extremely well whereas others found living with a permanent ostomy
very disruptive and distressing. The authors suggested that the responses Vs;ere reflective
of the patients’ age or pre-surgery condition. The investigators noted deficiencies in the

pre-operative counseling and post-operative follow-up and advice.
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The studies examining impact of a permanent ileostomy on working capacity

found a range of 11 to 37 percent of respondents changed their employment. The studies
offered no further information why respondents changed employment. A question
emerges from Martinsson et al. (1991) study: the fespondents reported no affect on E
working capacity; however, it would be valuable to know why 41 percent of the sample
reported such a range on sick time. The studies did not offer an explanation why having
an ileostomy impacts working capacity; further research could explore this question in

greater depth.

Body Image and Ostomy Surgery

An early study interviewed 46 people using semi—Struqulred and structpréd
questions to explore body image disturbance by examining sexual attractiveness after
ostomy surgery (Gloeckner, 1984). A decrease in feelings of sexual attractiveness (60
percent) accompanied by negative comments was reported during the first year pdst-
- operatively. In contrast there was an increase (67.5 percent) in feelings of sexual
attractiveness after the first post-operative year up to the time of the interview (mean =
4.6 years). Twenty-five percent of the male respondents (N = not reported)'in another
early study (Kennedy, 1988) admitted to having some psychological difficulties in sexual
relatioﬁships. This was particularly apparent in the }.roimg upmarried men who had
difficulty discussing the iledstomy with their girlfriends. |

Severa1 studies using structured questionnaires mailed to patients with permanent -
ileostomies included sexuality as a variable. In an earlier study (Awad et al. 1993), 74

participants answering questions on sexuality reported a moderate to severe (46 percent)
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interference with their sexual life. In a later study of 44 participants, 45 percent

reported problems with sexuality (Nugent et al. 1999). In another study (Azizah, Yunos,
Choen & Keng, 1998) questionnaires were mailed to patients with permanent ostomies.
Thirty-six percent of the respondents (N = 47) reported experiencing problems with
sexual relatjonships. The authors suggested psychiatrists and psychologists might best
address sexuality leading to improved rehabilitation for patients with new ostomies
(Azizah et al.).

Differences in body image between patients with a permanent ileostomy (N =4)
and those with an ileoanal pouch (N = 3) were examined (Salter, 1992) using a qualita;[ive
approach. Data were collected using unstructured interviews. The ileoanal pouch
patients were perceived to cope better with theif disease, surgery and altered body than
patients with a permanent ileostomy. Patients with the ileostomy had negative feelings of
body image and expressed difficulties in adjusting to living with a permanent ileostomy.

The findings of these six studies conducted over 15 years confirmed that sexual
relationships is one component of quality of life adversely affected by ostomy surger};.
Findings suggest strongly that sexuality issues need to be better addressed by ET nursés

and other health care providers.

Stoma Complications
A review of 1616 patient data cards compiled by a hospital’s Enterostomal
Therapy nurses concluded complications from stoma construction are common (Park et
al. 1999). Seventy-four percent of the loop ileostomy (temporary) patients and 34

percent of the permanent ileostomy patients had complications. The most common early
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and late complication was skin irritation (18 percent) and the investigators concluded

that ileostomies, particularly the loop configuration, should be avoided (Park et al.).
They also reported 57 percent of participants (N = 273) with permanent ileostomies had
problems with peristomal skin integrity. Three groups of patients with a permanent
ileostomy (N = 406), a Kock (N'= 313), or an ileoanal pouch (N = 298) indicated they
had skin problems (Kohler et al. 1991). Thirty-nine percent of the patients with a
permanent ileostomy and 36 percent of the patients with Kock pouches reported having |
peristomal skin problems. The ileoanal pouch patients experienced intermittent daytime
- perianal irritation. Awad et al. (1993) found in a samiple of 1 13 participants \%lith
permanent ileostomies, that 74 percent encountered peristomal skin irritation.
Research literature confirms people with ileostomies, ¢specially the loop
configuration have a high rate of both early and late peristomal skin:complications.
Findings suggest patients require close monitoring and follow-up post discharge to

manage and help prevent peristomal skin complications.

Education
Persson and Hellstrom (2002) collected data from nine subjects with ostomies
using open-ended interviews to assess their pre and postoperative teaching program. Five
subjects had ileostomies, two had colostomies and t\;s/o had urostomies. Subjects were
asked to describe their feelings, attitudes and experiences involving altered body
appearance, social and work life, reactions of friends, reVealihg nature of surgery and
expectations for the future. The researchers perceived that participants had received

comprehensive preoperative teaching; however, several areas were identified that had not
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been well addressed. Some participants expressed severe difficulty in adjusting to

living wifh an ostomy. Participants perceived that health care professionals did not
provide all the desired information and emotional support; and expressed the need to talk
with someone living with an ostomy. The findings led to a review and modification of
the education program and demonstrated the need for ongoing support for patients in the
early stages of recovery after ostomy surgery. |

Stoma care nurses (SCN) (N = 8) were interviewed and questionnaires (N = 264)
were analyzed to understand current practice and preparation for the SCN role regarding
patient support, teaching strategies and sexuality counseling (Borwell, 1997). The
findings of the multi-method study led to several recommendatioﬁs: see that a formal
support system is in place possibly involving psychologists, evaluate durrent teaching
strategies, revise existing courses and provide a regognized structure for future
professional development. It was noted that only one-third of SCNs had recognized
counseling training and only 9 percent had psychosexual training.

An Enterostomal Therapy Education Program used a pedagogic strategy to expose
ET students to a dramatization of being a person with a stoma (Santos & Sawaia, 2001).
Thirty nurses agreed to wear an ostomy appliance contéiningrwater for a 24-hour period.
Data from the experiences were collected by an open interview. The experience turned
theoretic and practical knowledge into something real giving the participants |
opportunities to examine altered body image, self esteem, identity and sexuality. The
study allowed participants to redefine “being a professional”, describing changes in

future caring, a holistic patient approach and being more cognizant of patients’ quality of

life.
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Shipes (1987) and Elcoat (1988) recognized the deficiencies in the care

delivered to ostomy patients and developed guidelines to improve delivery of care.
Shipes suggested the Vimportant awspects of psychosocial rehabilitation of ostomy patients
were not fully addressed by nursing staff due to a lack of time, increased patient loads,
and early discharges. Nursing diagnoses addressing the major physical, emotional and
interpersonal components of ostomy surgery were developed to improve the physical and
psychologic integrity of the patient. Elcoat reviewed the practical information and
rguidelines for emotional support to help nurses take a systematic, holistic approach
toyvards fhe physical, psychological and social needs of p_atients who had osfomy surgery.
These guidelines are still reflective of patient needs today.

The literature suggests that there is a deficiency in the psychosocial / sekuality
counseling and care delivered to patients with ostomies. Further research examining ET
nursing practice and teaching needs of patients would help address and provide

comprehensive teaching helping patients’ adjustment to living with an ostomy.

Summary
The literature comparing ileostomy surgery with other surgical procedures
suggests ostomy patients have varying degrees of difficulty in adjusting post operatively
and the operation of choice is the procedure avoiding a permanent ileostomy. Although
advancement in surgical techniques has made permanent ileostomies less common, it is
still the treatm;ent of choice for patients who do not meet the criteria for alternative
medical or surgical treatment. Borwell (1997), Nugent et al. (1999) and Persson and‘

Hellstrom (2002) found deficiencies in pre-operative and post-operative teaching and
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follow-up, suggesting health care providers may not be meeting the needs of patients

living with an ostomy. This concern needs to be addressed.

No known studies have described the experiences of young adults living with a
permanent ileostomy. Unstructured interviews in qualitative research give participants
freedom to tell their story. A gap in the literature exists relating stories of young adults
with permanent ileostomies. Literature has not singled out young adults living with an -
ileostomy; studies have been structured on broad groups of patients. Based on past
experience I perceived that adjustment for young adults was especially difficult. Witha
deeper understanding of patients’ experiences health care personmel can proVide more

effective care and support the patient’s adjustment to living with an ileostomy.
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CHAPTER THREE ‘

RESEARCH DESIGN

The qualitative ’method of narrative inquiry was éﬁosen to understand the stories
of young adults living with permanent ileostomies. Narrative inquiry is a method of |
gaining a full appreciation of human life and experiences.r To come to understand the
unique experience of a person, one must listen to his/her voice. Eacﬁ person’s éxperience

is unique and not replicated by any other person.

Narrative Inquiry as Methodology |

Connelly and Clandinin (1990) described ﬁarrative inquiry:as both a phenomenon
and a method of study. The story is the phenomena and the narrative is the method of
inquiry. Narrative inquiry is founded on the belief that, by nature, people lead storied
lives and tell stories of their lives; researchers collect and describe peoples’ lived stories

and .narra;ce their experiences (Connelly & Clandinin). Basiéally human experience is

storied experience (Connelly & Clandinin, 1992). Narrative is a powerful methodology
for understanding the uniqueness and fullness of human lives (Oliver, 1998). The
purpose of nanative is to understand how people “...impose order on the flow of
experience to make sense of events and actions in their lives” (Reissman, 1993, P.2). It
was my intent to listen to the stéries of young adults who live with a permanent
ileostomy.

Narrative focuses on human experience, has a holistic quality andisa

collaborative process (Connelly & Clandinin, 1990). Collaboration indicates a
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relationship and the relationship involved in the narrative inquiry process may

determine what actually gets told and even how it is told (Atkinson, 1998). It can look at
the entire life experience, life as aﬂ whole or at significant time periods in a life
(Polkinghorne, 1988). Readers may not interpret the story’s meaning the same way as
the teller intended (Poirier & Ayres, 1997).

Tﬁe narrative inquiry process involves three areas: the field, field texts and
research texts (Connelly & Clandinin, 1992). The field is the place where the inquiry
takes place. Researchers arrive in the field, understanding that lives do not begin with
their arrival and do not end with their departure. In a}ddition, the understanding of
participants’ temporal, historical and cultural events is pivotal in ;naking meaning of their
lived experience (Clandinin & Connelly, 2000). Researchers in the ﬁeid need to learn to
negotiate relationships, purposes and transitions with the participants (Connelly &
Clandinin).

The collected data are referred to as field texts and the researcher creates texts as
the experience of the participants is listened to and body language is observed.
Interviewing is one widely used method of creating field texts (Clandinin & Connelly,
1994). In the present study field notes and audio taped 'intervievrvs served as the field
texts. Field notes are vs}ritten records of the interviewer’s reflections, doubts and
reactions to the interview experience a;nd serve as a reminder of the non-verbal
comumunication that occurs during the interview (Clandinin & Connelly, 2000). The
researcher’s relationship to the participants’ storied experiences may contribute ina
positive way to gathering the data. The boundaries between the researcher and the

participant expand and contract as the interview progresses. Sometimes the researcher’s
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personal, private and professional life merges with the specific research experience

(Clandinin & Connelly). The interviewer needs to be cognizant that it is the
interviewee’s story and must avoid leading or influencing the storyteller.

The research texts, the constructed individual stories, ére based on the field texts
and have distance from the field. The transition from the field texts to the research texts
is a time for questioning meaning, social significance and purpose. The questions are
who, why, what, how, context and form (Clandinin & Connelly, 2000). The patterns,
narrative threads, tensions, and themes within or across the participants’ experiences
(Clandinin & Connelly) are extracted from the research texts. Researchers néed to
acknowledge their own presence, understand it and include it in the final research text

(Connelly & Clandinin, 1992).

Research Method
The qualitative method of narrative inquiry was used as the basis of this study.
- This research method was chosen as it captures the holistic experience of individuals and
gives value to their stories and experiences (Polkinghorne, 1988). The goal was to
uncover meaning in the narrative stories of young adults with permanent ileostomies and

to identify common or divergent themes.

Participants
Seven young adults, three men and four women between the ages of 20 to 40
years participated in the study. The age limitation followed the description of young

adulthood as beginning around 20 years of age and extending through to 40 years of age
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(Whitman, Graham, Gleit & Boyd, 1986). Four participants had ulcerative colitis, two

had Crohn’s disease and one had éhronic constipation caused by autonomic insufficiency.
They were fluent in English, and surgically and emotionally stable. The time period of
living with a permanent ileostomy ranged from ten weeks to three and a half years. The
postoperative time frame from the creation of a permanent ileostomy to interview was
limited to less than four years to ensure the participants’ stories clearly related to the
same lived experience. Longer lengths of time since ileostomy surgery could blur
memories of the early post-operative period. In a personal communication a previous
patient who has had an ileostomy for over 25 years noted that it is now so much a part of
her life it is difficult for her to remember and describe her initial feelings and

experiences.

Ethical Approval

The fundamental ethical principles in research include beneficence that seeks to
prevent harm and exploitation of study participants (Polit & Hungler, 1999). The
research proposal with accompanying letters and consent form were submitted to the
Conjoint Health Research Ethics Board and approval for the study was granted
(Appendix A). The consent form (Appendix B) gave an overview of the purpose of the
study, expected commitment, voluntee’r nature and confidential issues. Participants were
informed that there were no known risks or benefits, nor financial benefits or costs
incurred for participation. It was emphasized that participation was strictly voluntary and
withdrawal from the study could occur at any desired time. The audiotapes were kept in

a secure place by the co-investigator until completion of the study and then were
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destroyed. The transcriptions will be kept up to five years in a locked filing cabinet for

possible secondary analysis. Coﬁﬁdentiality was assured by changing the names of all
the participants and their doctors in the final research report and will be the case in any

subsequent publications and presentations.

Recruitment

A colon and rectal surgeon supported my research thesis (Appendix C) eindrfour
participants were reéruited from his practice in Calgary. The clinic nurse spoke with one
participant visiting the clinic who later contacted me. ‘The clinic nurse contactéd three
. other patients, phoning them at home, explaining the study. Tﬁe contacted patients
expressed interest in participating in the study andvgave pgrmission for me to contact
them. Three participants were recruited by the President of the Calgary Chapter of the
United Ostomy Association of Canada and gave permission for me to phone them.

In the initial contact phone conversation, the potential participants received an
explanation of the research process and the decision to participate was mutually
confirmed. They were informed that the interview would last approximately an hour
during which time they would be asked to tell their story of living with a permanent
ileostomy. It was explained the interview would be informal and unstructured. Atkinson
(1998) stated that unstructured interviews are most effective 1n achieving the goa} of
obtaining the person’s story in the manner that the individual wishes to tell it. The date,

time and location of the interview were established.
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Data Collection

Data were collected in one in-depth interview at a convenient time and place for
the participant. Data collection fr;)m the seven participants took‘place over a six-week
period. The letter of introduction (Appendix D), which briefly explained the study and
informed consent (Appendix B) were reviewed with each participant prior to signing the
consent form. The participant kept the letter and a copy of the consent. We conversed -
for approximately ten minutes prior to turning on the tape recorder and beginning the
interview. Iknew three participants from my previous ET nursing préctice and the
conversation prior to taping served as a vehicle for renewing our relationship. For the
four participants I was meeting the first time this conversation helped to establish a
comfortable relationship. I took field nétes of my reflective thoughts ahd observations
during this conversation, during the taping and following the interview. Iinformed
participants the tape recorder could be turned off at any time they so wished.

I encouraged the participants to begin their story at any point in their lives where
they wished. Six participants chose to start the interview beginning with their disease
process. I had some guiding questions to assist with the flow of the interview; however, I
found it was unnecessary to use the questions as the infiormationA was already woven
through the participants’ stories. The length of each interview ranged from one hour to
two and a half hours. The participant and the conversation flow controlled the time.
Following the first interview I transcribed the audiotape and discovered that the

placement of the tape recorder was crucial in recording all the conversation.
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Data Analysis '

- I transcribed three of the interviews and a hired transcriptionist completed four
iriterviews, which I later reviewed with the audiotapes for accuracy. Narrative inquiry
involves narrative analysis and analysis of the narrative. The purpose of narrative R
analysis is to configure the description of events into a story. The narrative analysis
provides the framework (story) in which data cohere in an interesting way (Polkinghorne,
1995). The word “story” suggests misrepresentation or untruthfulness, but in narrative
knowing story refers t;) the narrative (spoken or written) describing life events

- (Polkinghorne). Using the transcripts of the interviews I pon_structed each participant’s
story in his or her own words.

Analysis of the narratives works across the stories locating and describiﬁg
common themes between the stories. I made notations in the margiﬁs of each story
identifying thoughts, emotions and events uncovering common themes. The stories were
also examined for existing divergent themes. I returned to the texts of the interviews and
field notes for reflection numerous times to ensure the final research texts are accurate

accounts of the participants’ stories.

Qualitative Rigor
There is no formal and consistent procedure for detgrmining narrative validity and
this continues to be discussed (Clandinin & Connelly, 2000). Researchers are cautioned
not to squeeze the language of narrative inquiry into a language created for other forms of -
research (Connelly & Clandinin, 1990). Narrative truth is separated from other kinds of

formal science by emphasizing the life-like plausible story (Sandelowski, 1991). The
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concept of trustworthiness establishes rigor in qualitative research; the goal of rigor is

to accurately represent participants’ experiences and “...is often determined by the study
“participants” (Streubert & Carpenter, 1999, p. 17).

Two terms describing operational techniques to demonstrate trustworthiness are
credibility gnd transferability (Streubert & Carpenter, 1999). The researcher, in reporting
the perspective of the participant, becomes the guardian and defender of the participants’
truth (Van Manen, 1997). The underlying standard in narrative inquiry is that the
storytellers have the final say; they are the ones to determine what gets told, how it fits
together, if it is a valid story and whether it stays 'the‘same or gets changed (Atkinson,
1998).

Member checking is a method o‘f validating the credibility of tﬁe data by verifying’
with participants the accuracy of the research text as true to their experiences (Streubert
& Carpenter, 1999). Four of the seven participants were given their own story for
verification of its accuracy. The four participants discussed the content of their story
with me during a meeting, or by telephone. Each participant confirmed that the story'
coﬁstructed was an accurate representation of his or her experience. Two participants
requested a copy of the final research report, which I will forward to them at a later date.

Credibility also refers to the researcher. The researcher’s education,
qualifications and experience should h'ave a connection to the research topic (Polit &
Hungler, 1999). I am an enterostomal therapy nurse with 20 years of extensive relaterd
experience and I am confident the criteria of trustworthiness and credibility were

addressed in this study.



Transferability refers to the probability that study findings fit into similar
circumstances outside the study and are viewed as meaningful and apl;licable to its
audiences own experiences (Streubert & Carpenter, 1999). The researcher has the -
responsibility to provide sufficient descriptive data so readers can evaluate the
applicability to other contexts (Polit & Hungler, 1999). By providing extensive and
detailed descriptions of the participants’ experiences and reflecting on my past ET

nursing practice I suggest that the findings of this study have potential transferability.

" In the next chapter I present the stories of the young adults in their own words.

. Their stories offer insight into their world of living with disease and a permanent
- ileostomy. Readers are invited to form their own interpretation of the participants’

stories.

30
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CHAPTER FOUR

LISTENING
Listening is listening. Listening well means caring for,
respecting and honoring the other person’s life and

story.

Robert Atkinson, The Life Story Interview

In this chapter I present the lived experience of a significant piece of the
participants’ lives. This significant time revolved around the struggle with their bowel
disease and ultimately receiving a permanent ileostomy. The emplotted stories were
constructed using the transcriptions of the interviews. The resulﬁng stories, written in the
person’s own voice constituted the narrative analysis (Polkinghorne, 1995). Using a
person’s own voice and words is the best method to explore the unique experience and
perspective of an individual (Atkinson, '1998). This chapter addresses the first research
question: What are the stories of young adults with permanent ileostomies?

Narrative is life-as-told and every human experience is unique and not replicable
by another person (Polkinghorne, 1998). People’s stories are fundamentally the
interpretations of their self-understanding of their own éxperiences (Atkinson, 1998).
The following stories are personal and unique. In constructing the stories I remained as
true as possible to each participant’s vs}ords. Editing was done to delete repetition and
extraneous information. In some areas I found it necessary to change the sentence
structure, add or delete words and change the brder of the narrative. This was done to
make the story coherent, flowing and interesting for the reader. I found it challenging to

determine what components to safely eliminate without detracting from the evolving
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story. The stories represent experiences as understood to be significant to the ‘

participants. Readers can gain understanding by reading the stories and forming their
own thoughts on the rneaning of the participants’ stories.

As the subjects shared their stories, occasionally strong and painful emotions
surfaced. At these points I offered to stop the tape but those offers were declined.
Usually the emotional reactions were short-lived, however pain and tears were evident
throughout most of the interview for one subject: despite this she insisted upon
continuing. I personaily experienced anger upon learning that some people had been
subj ectedE to occasional indignities and to the absence of c‘ompassion, and empa?:hy.

Each story is prefixed with a brief description of the participant. I found it helpful
to speak with each participant and take field notes prior to beginning the tape. The
conversations were generally about their diagnosis, surgeries and fainilies, giving us the
opportunity to become somewhat at ease with each other. I invited participants to begin
their stories at a place of their choosing and progress through their stories in their own
direction. Some of the participants moved through their stories in a fairly chronological
order, others did not. On occasion the content of their conversation generated a question

from me but the stories were told with minimal intrusion.

Anne’s Story
Anne is an attractive young lady, 38 years of age, single and works full time for a
mortgage firm. The interview was held in her townhouse, which she is busy renovating

and redecorating. At age 21 Anne was diagnosed with Crohn’s disease and is the first
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member of her family to be diagnosed with inflammatory bowel disease. She chose to

begin her story with her first operation.

I had surgery in Norvembe'r 1998 and I remember waking up in the operating room
and looking to see if my abdomen was still open. I asked the nurse if I had an ileostomy.
She tried to be gentle when she said, “Yes” but I remembef screaming and screaming at
the top of my lungs. They gave me something for pain as fast as they could and §vhen the
drugs started to work I finally calmed down. The next day I remember Dr. A. coming in,
sitting on my bed and apologizing. He explained that he had to do a subtotal colectomy
and a temporary ileostomy. I made up my mind I was going to be okay, the ileostomy
would be closed and I would return to being normal. |

At about four days post-operati\fely I stérted to cry and could not stop. I stayed
only six days in the hospital, which was good. Iremember when the ET nurse started
teaching me how to change it, I was crying, my hands were not coordinated and I was
sure I would never manage my own care. The nurse kept her hand on my shoulder and
seemed to understand how difficult it was for me. Now I can do it in three minutes flat
wifhout even looking, so she was right.

I was 21 when I was diagnosed with Crohn’s disease. I had periods of diarrhea,
cramping, bloating and gas, severe fatigue and abdominal pain. At this time I worked as
a unit aide on a medical unit of a large hospital where people with Crohn’s disease and
people with ostomies were admitted. I had seen the worst of the worst. When Dr. G. told
me I had Crohn’s disease I totally freaked out and became hysterical. Over the next 12
years I continued to have episodes. I took Asacol®, which gave me no relief and

prednisone, which gave me some relief of the symptoms. Prednisone was stopped after
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muscle-skeletal complications occurred in my hips. Tylenol #3® relieved the pain. In

July 1998 my mother insisted upbn taking me to the emergency, I was sick most of the
time and had lost 25 pounds. On admission to emergency my hemoglobin was 46, I was
diagnosed with hemolytic anemia and immediately transfused. Ireceived blood every
two weeks for a total of 18 units.

In October 1999 nearly a year after the surgery [temporary ileostomy] I was
booked for closure. Ihad a gut feeling before the surgery that the stoma was not going to
be closed. Multiple abscesses were found in my abdomen and pelvis and the surgery

- proved to be complicated. Strange thing, before I had the ileqstomy I never had an

* abscess. The abscesses always occur around the stoma. Psychologically that makes me
hate the ileostomy more; I can see Crohn’s on the stoma. There is something gc;od about
not being able to see the Crohn’s ulcers. Now when I feel sick, I take off the bag and
think oh look I’m sick, the Crohn’s is visible.

I have a true hate relationship with the stoma and I call it “Egore” but I have not
let it ruin my life. I think I lead a normal life. I have a house, a good job, am involved
with a small musical theatre and volunteer work. I do not think people understand why I
am so angry, bitter and hate it so much. I lost a large piece of me, part of the ileum and
the entire colon. I have an ugly horrible apparatus sticking to the front of me and I am
still sick. It is so ugly and it is not a trade off. I amrnot giving up body appearance and
image and gaining improved health. Maybe if I were healthy I would not hate it so much.
I take Remicade® about every eight to ten weeks to treat the reoccurring abscessés.

Every time I have a treatment I wonder if this is the time when the Remicade® is going to



35
stop working. I also wonder when it ceases to control my Crohn’s disease and

abscesses will there be another drug on the market that will work for me?

I am still single and I am unsure if the ileostomy or disease plays a part. I met
Bill when I was very ill in August of 1998 and he has been a wonderful friend for five
years. He became interested in me because of his belief and interest in herbal medicine
and natural health alternatives. He thought I was anemic and pregnant because my belly
was so distended. He is one of the few people who have gone through this surgery with.
me. The first time I broke down and criéd he was with me. I was still in the hospital, and
we were Vvisiting sitting by the chapel. I started to cry and we talked until one o’clock in
the morning. We are really good friends and he knows how much I hate it. He asked to
see my stoma so he would have a better;understanding. We are intimate in one sense, but
we are not. We are very open and honest with each other. He does not think it is a big
deal. His attitude is, “How many square inches of your body? The rest of you is
gorgeous and you are a beautiful person.” My attitude is, “You live with it and then tell
me how you feel!” It is easy when it is on someone else and you do not have it all the
time.

We have never been free to date each other due to one or the other being involved
in a relationship. Maybe we are just meant to be really good friends forever. You meet a
lot of people in your life but there are ﬁot a lot of people you trust with your life and Bill
is one person I would definitely trust with my life. Ihave dated other men, one for
almost three years. He was absolutely amazing before my last surgery when I developed

the draining abscesses. He helped me change the dressings while I was at home and he
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was with me everyday at the hospital. In a crisis situation, he was great but it took me

three years to see him for what he really was.

For the first two to three years after I had the ileostomy I had what I call blowing
a gasket. They occurred in the middle of the night and at work. I had just started a new
job when I experienced one and I had to ask my boss if I could run home for a short time.
I had to change everything. My boss Said, “Sure, go, don’t worry about it.” Ihad not
told my boss I had an ileostomy but after this major leakage occurred I felt I had to tell
him. Itold him the next day but he already knew. I do not know who told him; I think it

-might ha\;e been Bill. It was not easy to tell my boss; I was Very nervous. It was a nice
summer day and I asked him to come for a walk. I did not want all the staff to hear our
conversation. That was my biggest concern but I felt I could trust him not to tellr anyone.’
I started by explaining Crohn’s disease and he said he knew about Crohn’s disease. He
kept quiet for a short time while I talked but finally he told me he knew I had Crohn’s
disease and an ileostomy. It did not matter to him what I had, so long as I was efficient
performing my job. He also liked my sense of huﬁor and we became good friends.

I am always scared during a job interview that if I tell that I have Crohn’s and an
ileostomy I will not get the job. All other things being equal, if I am stacked up against
someone who does not have a chronic disease, they are going to get the job. Telling a
woman is different than telling a man. Women respdnd emotionally and men respond
intellectually. One female boss started crying when I told her about my surgery. Another
time I had a supervisor whose daughter had a temporary ileostomy, which was v?onderful
for me because she understood. There are people I will never tell because I do not trust

them, and I do not feel safe with them. It is a gut feeling, which is pretty funny, because I
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do not have a lot of gut left. But I am not the person who really tries to hide it either.

L have been fhrough enough in my life if people cannot deal with what I have gone
through, it is not my problem. Ineed to trust people and I need people to accept me for
who I am. |

Goipg through surgery and having an ileostomy changed me. I would rather have
not woken up. I'used to be the forever optimist. Now I am the opposite - if something
can go wrong, it will. I am living proof. I prepare for the worst, hope and dream for the
best and settle for anything in between. I was never going to have surgery. I would have
died before I had surgery and an ileostomy. If Dr. A had given me different odds than a
one percent chance of a permanent ileostomy and a five percent éhance of a temporary
ileostomy, I would never have signed tﬁe consent. They would have had to drag me to
surgery kicking and screaming, or I would have ha_d to be unconscious and my parents
sign the consent. One good thing has come out of this - I will fight twice as hard to get
something to work. Ido not take no for an answer. The best thing that came out of this
was my friend Yvonne. She died in April. We met in the hospital, were instant friends
and became very close. I miss her.

The ileostomy has totally changed my life. Not necessaﬁly in a bad way for my
career path but now I féel my career is all I will have. I will never get married and I will
never have children. I used to be a médel. I modeled for two years but I will not model
again. Ithink I am smarter than the average person, I have a lot of talents and I am just
as good as anybody else but I am damaged goods. I am involved in musical theatre but
modeling and acting are different. In modeling the focus is 100 percent on you. When

you are acting and singing, the focus is either on your voice or the character you are
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portraying. I can lose myself in acting and in the production I portrayed the character

Suzanne. For three weeks I was completely and totally that character.

My Mom bhas a different attitude towards my ileostomy since she had surgery and
came home with a catheter in her bladder and wearing a pouch. She is more sensitiye and
now understands why I hate the ileostomy. She fealizes that it is not fun, is a lot of work,
is expensive and is ugly. I think she struggled with me having the' ileostomy but she was
thankful I was alive. My dad has always been my rock. We do not talk much, but he
gives me great hugs. I can see it in his eyes he too wishes I did not have this thing but,
more so, ixe wishes I was not sick.

The care of the ileostomy is not too bad once you get past the emotions of hating
it. ButifIdon’t have to deal with it, I don’t. I am allergic to the flanges. The ‘ﬁrst 24
hours after I change it, my skin is itchy and sore. I take Reactine® about an hour before I
change it then I can sleep through the night. When I first had it I was still skinny and I
could hide it a lot better. Then I gained 20 pounds, which is unusual for a Crohn’s patient
to gain weight. Ihad to buy all these new clothes and find it very annoying to spend
money on clothes that I do not necessarily want to buy. Also it is easier for people to
figure out I have an ileostomy. I empty the pouch about every hour to two hours. As
soon as there is a small amount of drainage in the pouch, I feel compelled to empty it.

I talk with people who are in similar circums’tances and I think this involvement is
important because there is nothing better than talking with someone who has been there
and done that. No one can understand the experience the same as someone who has lived
it. If people ask me what it is like to have an ileostomy, I am not going to lie and tell

them it is the best thing in the world. But if you are sick and an ileostomy is going to
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cure your disease, then it is a good thing. The amount of information I offer a person

depends ﬁpdn how much they ask. Also everyone needs to do their own research and
know their own body. If you do not understand your disease and body, hqw can you
make informed decisions?

I remember three or four nurses who stand out when I had my first surgery. I
particularly remember one night when a nurse was helping me drain my bag. I bfoke
down and could not stop crying. She sat with me for about an hour and we talked and
talked. ' There were four nurses who maﬁaged to convince me that, with time, I could deal
with the ileostomy and be fine. Emotionally I hate it but I think I cope mentally. I keep
very busy and then I do not have time to think about it. |

Traveling was a bit of an interesting experience. I flew from the Okanagan to
home one time and had to explain what my supplies were and why it was necessary for
me to carry them on board. They did finally let me board. In the past when my Crohn’s
disease was the least bit active I was not comfortable staying with friends. I preferred
staying in a hotel. Now with both an ileostomy and Crohn’s disease, I still prefer staying
ina hotel. I am very uncomfortable in someone else’s home.

I know I do not have a choice but I hate the ileostomy. However, I will not slit
my wrists. I wonder sometimes if I had been better prepared for the ileostomy would
things been different for me? I may bé getting a good promotion at work and I have to
finish these house renovations. Ihave a sense of humor about everything and I have

never stopped laughing.
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Bob’s Story

Bob lives out of town so the interview was arranged to coincide with his
Surgeon’s appointment. Bob is 33 years of age, single and lives at home with his parents.
He is employed part time and is a part time student. Since 1996 he has had 18 surgical
procedures and has trouble remembering all of them. Bob was diagnosed with colitis in
1996; he is the first member of his family to be diagnosed with inflammatory bowel
disease.

In'J anuary of this year [2003] the ileoanal pouéh was removed and a permanent
'+ ileostomy was made. Within a week of being discharged from hospital I knew it was the
right thing for me. There will be no more trips to the hospital. Since 1995 I have
probably been in the hospital 18 to 20 times. When I had the first surgery, the ileoanal
pouch, in the summer of 1996, I do not remember if I was told about the temporary
ileostomy. We all assumed the ileoanal pouch was going to work but I started developing
fistulas and they kept reoccurring. Ihad three reversals and each time the ileostomy was
closed I thought okay this time it is going to work. After zero percent success, something
had to give. Last year I was given the options of a permanent ileostomy or continuing
with reversals for the remainder of my life. Enough was enough. I made the decision.

I live at home because of my illness and my pérents help me. There were times I
had so much pain I could not walk up the stairs and Dad carried me. I manage my own
ileostomy care; I do not want my mother helping me. In the beginning the physical care
of the ostomy écared me. I was used to going to the bathroom using the bottom end and

then, all of a sudden, I have this small piece of colon sticking out of my stomach wall. It
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was the shock of my life one day when I was changing the pouch and started having a

bowel movement. Ihopped in and out of the shower trying to put on a new pouch before
anythiﬁg else happened. I have té check the pouch every so often to seé when Ineedto
go the bathroom to empty it. It is no problem for me now as I am used to it. In the
beginning ifc was an imposition but I have had an ileostomy on and off since 1996. Each
time I had another temporary ileostomy, it became easief and easier for me to live with it.

Timing is everything in managing the care and I still have the odd accident. It all
depends if I eat late at night and how much I drink. The body hair around the stoma is a
problem; I should shave more often than I do. Somefcimes the skin gets very red and that
is my fault; I am lazy and do not change the pouch as often as neéessary. IfI have a
small leak, it does not bother me; I tape on a gauze pad and wear the pouch for anothgr
day rather than changing and I know this is why I have red skin. I often changeina
hurry and do not take care with pouch removal, causing the skin to get even worse.

At times I wish I did not have an ileostomy. But for me it is the issue of control.
Now I control when I go to the bathroom. Before, it was always urgent when I needed
the bathroom and sometimes I did not make it. Instead of having accidents in bed, at'
work or while driving, I now have control. I have had a few accidents with the ileostomy
pouch because I let the bag get too full and it explodes, but I can live with that. Before I
leave home or work I feel the pouch aﬁd know I can make it to where I am going. Ino
longer have to stop en route and use a bathroom like I did before I had the ileostomy. For
me, control is the best part of living with an ileostomy.

In 1996 or 1997 Dr. A. recommended I stop drinking and I quit for four and a

half years. ButI slipped. You only live once and now I go to the pubs and bars and have
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a couple of drinks but I no longer get drunk. I did that a couple of times and I had a

couple of major pouch leaks. Fortunately I was at home when they happened.

All my co—wox;kers know I have an ileostomy. At first it was hard telling people
but I do it in a joking manner and now nearly everybody knows. It is better to be open
about everything rather than trying to hide it. I did have a girlfriend and she was fine
with it but we broke up. I started seeing someone else but one time I had a small accident
and that freaked her out. It was my fault; I did not change the bag when it was necessary.
It was, and still is, difficult to discuss the ileostomy rwith girls. The intimate issue is

_probably the worst part of having an ileostomy. It is not difﬁpult with my co;Workers
~ who are males because it is a guy thing. I am told.once I find the right person, she will
understand.

I have to wear baggy clothes because my output is so high and I wear the bag
outside of my clothes. I wear jeans only in the wintertime when I wear a baggy sweater
to hide the pouch. IfIhave my pouch inside my jeans I geta big bulge and it does not
look right. I have to wear a lot of sweat pants but that is fine.

I still have not figured out what helps absorb gas and slow bowel movement. I
ha;/e been trying a little bit of everything and I still have not found the answer. I take
Tylenol #3® for the codeine and that slows down the bowel. I do not take them every
day, only when the output is high. I drink Pe:psi® Wi’éh no plfoblem, but one time I drank
something different and I had a major problem. It depends too on what you eat as well as
what you drink.

I have quit school twice, the last time in November of 2002. My stoma prolapsed

about four inches and I was in severe pain. My roommate drove me to the hospital and I



‘ : 43
had emergency surgery the same night. Apparently my bowel was gangrenous. I fell

behind so‘ much at school T had to drop out. The program I am taking has two tracks and
I plan on changing to the longer program and hope to complete it. The ile_ostomy affects
my ability to do the necessary heavy physical work at my job. My boss knows my
condition and he told me not to do the heavier work and my co-workers do not mind
because they know my condition. Now I have another stomach hernia and I do ﬁot know
if it can be repaired. The wall of my abdomen is very weak because of numerous
operations I have had. I wear a support Belt and it helps control the hernia a bit but it is
getting worse.

I had excellent care in all the hospitals. 1am always scared to ask the nurses -
questions but maybe if they had taken the time to ask me'if I had any questions or
concerns I would have been able tell them or ask. After my first operation in 1996, a
friend of my‘Dad who has an ostomy talked with me and he gave me some do’s and
don’ts. You learn from other people. My first operation was emergent and there was not
enough time for information to be given to me. The written information I received after
the operation was very helpful. I eventually discarded it because I do not need it
anymore and I remember the contents. Make a statement in your thesis that it helps and
makes it easier to adjust to living with an ostomy if you can talk with someone who has
an ostomy. The ET nurse tried to find :me a visitor but he never came. There is a support
group where I live and I want to help with their visiting program, however I was sick last
winter and could not help. I will phone them again now I am feeling better.

There are days when I do not want an ileostomy but there is nothing I can do 7

about it. It is part of my life and I just have to deal with it and go on with the rest of my
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life. The only advice I have for other people who may be having an ileostomy is,

“Don’t let it bother you, it’s part of life and if I did not have one I would be six feet under

ground. Take your pick which one you want.”

Carol’s Story

Carol is 40 years of age, married for 22 years and has two teenage sons. She was
diagnosed with ulcerative colitis in 1984. Carol is a petite pretty lady dressed casually in
slacks and a blouse. Her home, spotless and tastefully decorated, is in a new suburb of a
large cz'ty; She invited me to sit at the kitchen table 0verlqoki_ng a deck and tﬁe backyard.
- After I had been seated a few minutes, her youngest son came into the kitchen for a snack’
and Carol introduced us. I had the clear impression he was checking on me qncf making
sure his Mother was all right. Carol works part time iﬁ a retail store and her husband
works out of town. Carol has 16 siblings and no known family history of ulcerative
colitis or Crohn’s disease. Carol chose to start her interview with her past history.

I was diagnosed with colitis in 1984 and about ten years later I had surgery. Ihad
a ] pouch made with the good part of my large intestine. That was a downfall. I would
not advise anyone to have that surgery. I did not know it was not guaranteed and wish I
had known more at the time. The temporary ileostomy was reversed in three and a half
monthé and from that day I always wore a pad becaﬁse of constant drainage from the
rectum. For ten years I had pain and continual rectal drainage. I took a lot of pills and
finally, last year in July, I decided to have a permanent ileostomy. After surgery I
remembered a lot about the stoma care from the temporary ileostomy ten years ago. But

there still is a lot of adjustment.
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When I had the J pouch about ten years ago I did not know things could g0

wrong wifh the operation. IT'had constant rectal leakage and wore a pad all the time.
When I menstruated, I went throﬁgh hell. Itook about 30 pills a day and I really did not -
know what I was doing. At this time my husband was a fisherman and was gone for ten-
day stretches. When he came home, he would find me in the corner crying. Whenever I
took a shower I screamed with pain and was physically exhausted. I changed pads
frequently and my skin in the rectal area was always raw and painful. Sometimes I léft
work, went home and sat in the bathtub. My Mother had an old recipe she used for bad
diaper rash on all her babies. My sister made the recipe for me and it gave me some ‘
relief from the pain. |

My husband thought a permahent ileostomy was my only optioh. I started
smelling myself from the rectal leakage and I was frightened. For twelve months, I cried,
talked to myself, prayed and phoned my dad’s preacher. Finally I decided to have a
permanent ileostomy. I probably should have had the surgery five years ago but an
ileostomy was the last thing I wanted.

The surgery and recovery were difficult for me and I was in hospital for 16 days.
I got an infection and was afraid I was going to die. It was a bad experience for me. I
suffered and had a lot of pain. Looking back, I do not think I could go through surgery
again. ButI am a fighter and had the étrength and will power to have the surgery, get
better and get on with my life with my family. My husband gives me a lot of support.

Most of the nurses were éwesome but ;s:ome nurses did not listen to me. Iknew I
was not ready to be up by myself to wash. I tried managing by myself but I was really

sick and almost fainted. Ineeded help and after that episode my husband always helped
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me wash in the morning. The stoma nurses helped me with the ileostomy but the other

nurses did not help or teach me about the ileostomy. The stoma nurses gave me a couple
of information sheets but I think there should have been more information given. After I
returned home the ET nurse here helped me with my care and gave me lots of
information that I keep in a binder. My husband was at home and also helped me with
my care. The ileostomy does not bother my husband but sometimes it bothers me. I
learned to deal with it, with time it becomes easier, another routine, like brushing your
teeth. There are many more supplieé available to help with the stoma care compared to
-ten years ago.

Clothes are an issue for me with the ileostomy and I cannot wear everything I
would like. However before I had the ileostomy clothes were an issue too becaﬁse of the
drainage and the pads I wore. Today, special clothes are made for péople who have
ostomies. They even make bathing suits. I have not been in the water for 19 years
because of the rectal drainage. I wore a pair of shorts last week for the first time in years

 and someone said I looked nice. Wow! I am going to try buying a bathing suit. You can
always work around things to make your life wonderful and once the clothes issue is
solved, I will be just fine. I noticed the circle of the wafer can be seen though my clothes.
If anyone looks at my abdomen and says anything I will tell them to mind their own
business. Accept me like I am. |

My first day back at work was terrifying. I felt my ileostomy pouch was falling
off and when people looked at me I was frightened. Working exhausts me but I cannot
leave my work for someone else to finish. Some people know about the ileostomy and

some people do not. I was afraid to lift anything at work because I was very concerned I
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might damage the stoma and require more surgery. More surgery scares me. My

stoma went in [retracted] one night at work and the pouch leakedf I was very angry and
cried because ten years ago when I had the temporary ileostomy my pouch never leaked.
Then I had to tell my boss about my surgery because I needed to go home to change
everything and he said it was okay for me to leave. When I got home I had to figure out
what I was going to do with the retracted stoma; so I started pushing like this
[demonstrating on abdomen] and it popped out. My skin around the stoma was very
badly burned from the leakage. I had three more leakages and I said, “This can’t happen,
I cannot have pouch leakages.” I was very angry because I went through major surgery
to be rid of rectal leakage and now the ileostomy pouch leaks! The stoma has gone flat
[retracted] twice more. Generally I have a beautiful stoma but I like it but and I panic if it
is flat. Sometimes I touch him just to see if he is out and when it is out I know I am okay.

The ileostomy was positive for sex. Sex life 1s a lot better and the ileostomy does
not get in the way. My husband and I have been together for 22 years. We have ups and
downs but always work it out. If anything happened to us tomorrow, it would not be '
beéause of my ileostomy. I told him I could get special pouches for intimacy and he said,
“I don’t need it. You are healthy now and that is the main thing jn life.”

1 was a bit nervdus at first looking after my stoma but I became used to it. I do
not change the pouch every day but I s;cill have to look after it. Sometimes the stoma
bleeds when I clean it but I do not panic as much now as I did in the beginning. Iam |
afraid to take a bath or a shower with my pouch off in case the stoma starts working. My
skin itches a lot and I wish the flanges did not sit so high on my body. I am going to look

at the children’s sizes to see if they fit better. The reality is I am a better person, I feel
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better, try not to worry and take one day at a time. But I still need time to adjust and

that is up to me.

My oldest son blames himself for my illness and ileostomy becaﬁse I was
diagnosed with colitis after he was born. He is not at fault and I try hard to rﬁake him
believe that my pregnancy with him did not cause the colitis. My youngest son is
nervous about my ileostomy but I explained that I am healthier now and no longer need
to take drugs. My sons have not told any of their friends about my ileostomy.

The best part of having the ileostomy is that I am living again. I was sick for 18
years of my life. Often I could not walk, never went camping or rode my bike and
always had to be near a washroom. I could not shower or bathe without being concerned
about the rectal drainage. Now I have to make only minor adjustments. I want fo try to

do everything and whatever I could not do for the past 18 years I am going to do now.

Doug’s Story

Doug is 24 years old, single and graduated from University this spring (2003).
He is unsure if he wants to find employment using his degree or pursue further education.
He has temporary work for the summer and lives at home with his parents. ‘He was
diagnosed with ulcerative colitis in his first year of university. He chose to have the
interview in my home.

It started when I was away in my first year of university [fall of 1997] and I came
back to Calgargl to visit some friends. Just suddenly one night I was not feeling well
(diarrhea), so I stayed home for a couple of days before returning to school. But I

continued to have diarrhea with blood. I did not think too much about it, just thought I
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had food poisoning. I finally decided to go to a doctor and he thought the same thing,

food poisoning or maybe a parasite. He told me to return to Calgary until I felt better. I
did not improve and visited our family physician. The first ques"cion I Was‘ asked, “Is there
a family history of Crohn’s or colitis?” Theré 1s no history of either in our farﬁily, so that
was brushed aside. I was given antibiotics and returned to school. Two weeks later, I
still was hot any better and stool samples were taken. My parents started to Wor;'y
because I had now been fairly sick for about four weeks. They called a friend who is a
physician and he arranged for an appoiﬁtment with Dr. G.

I had a sigmoidoscopy and although the results were conflicting, Dr. G. thought I
had colitis. He prescribed Salofalk® but three weeks later I was étill losing weight, felt
terrible and could not eat. Next he pfescribed prednisone and said it Was guaranteed to
work, that it worked for everybody. I got progressively sicker and sicker but I made it
until after Christmas and then my mother called Dr. G. He admitted me to hospital and I
had TPN, many x-rays, prednisone and other drugs, and as a precautionary measure Dr.
G. asked a surgeon to see me. On the morning of my fifth day in hospital following more
X-rays, the surgeon visited me. He said he had good news and bad news. The bad news
was I would not play football that year, I would miss a year of school, I required surgery
and a temporary ileostomy. But the good news was I would be cured. My mom was with
me and we were shocked. I figured I WOuld return to school in a couple of weeks and
play football. Playing college football was my dream and really exciting for me. And
now this! I was not well enough to have the r;:quired surgery in one stage, so the

procedure required three separate stages. The anesthetist told me I needed blood and I
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would probably be in ICU after surgery, which made me think this was fairly serious

and I started to get scared. Actually I was terrified. I went for surgery about two hours
later.

When I woke up I had severe pain but I was on a unit, not in ICU. The first clear
memory was the next morning when the nurses made me get out of bed, sit on a chair in
the bathroom and wash. I looked at my abdomen that was still covered in the surgical
scrub coloring and saw numerous staples, a huge scar and a bag hanging. It looked awful
and I was ‘upset. I guess at that age you are a little vain. I worked out and prior to getting
- sick I'was in good shape. It hit me what actually happened and how serious it was but I
knew I was tough and eventually would be okay but it really hit me hard.

I told my parents I did not want my friends visiting but they disagreed. My best
friend came the first afternoon and although it was tough, overall it Was better for me.
My friend and I talked and I realized although I had all this stuff happen, our friendship
was the same. I am glad my parents disagreed with me because seeing my friends helped.
I told my closer friends what surgery I had and they told each other, which was fine with
me. The more they visited, the more I thought maybe my life would not be affected as
much as I originally thought.

I thought I was learning to deal with it pretty well. Then I went home and began
to realize how different things were but I felf fairly comfortable at home. I remember the
first time I went out with my friends; we went to a movie and I do not remember seeing
it. Through th.e entire movie I worried and frequently went to the bathroom to check the
pouch - was itr getting too full, was it going to leak and I imagined everything happening.

Maybe I was not dealing with the ileostomy as well as I initially thought. I went out with
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my friends again the next weekend and it was the same scenario. I watched the

basketball game in total fear that the pouch would leak. I went to the bathroom every
hour to empty and check the pouch. I just wanted to go home.

I did not really get back to my normai life. Ikept thinking I would wait until the
ileostomy was closed, the surgeries finished and then I will be normal again. I went out
with my friends but I did not play football and never dated. It was a pretty tough time for
me. Looking back I think the sooner you start doing your normal activities, the sooner
you learn to deal with the ileostomy and the sooner life returns to normal.

The ileostomy was closed in the spring and I’returned to school and football. I
took Cipro® that summer and when I finished the ’course in the fall, I started getting sick
again and missing both school and foott;all practice. I returned to Calgary to see Dr. A.
and my worst fear Was, would I have the ileostomy again? Isaw Dr. A. a couple of times
and he thought I should have a temporary ileostomy again. I put it off, tried a special diet
but I was getting desperate. I did not want surgery but nothing was working and I
thought, well it will only be temporary again and four months is not too bad. Isaw Dr.
A. on Halloween; he admitted me and I had surgery on Sunday.

I took a few days off before returning to school. I really Iwanted to play football
and had to figure out how to play with an ileostomy. I had lost a lot of weight and was
really out of shape, but I wanted to try.playing. My parents found someone in Calgary
who works with team sports. I saw him and he made a specialized body cast to protect
the stoma. The first time I was scared as hell! Would I tear or damage something? The
first time it was painful but a couple of days later I tried again and I slowly got used to

wearing the cast. I played a full season. Everything went well, the pouch never leaked
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but the stoma was very red and I worried. I called Dr. A. who assured me not to '

worry, just watch it. I learned how to deal with the ileostomy and altered my diet to
decrease bowel activity around game times. I also took Imodium® to help slow the bowel
activity.

As soon as school finished, Dr. A. closed the ileostomy. After recovering from
surgery everything was actually functioning fairly normal. Then I started having pain in
my back that I reported to Dr. A. but everything was looking geod. The back pains got
progressively worse over the summer but the ileoanal pouch was doing really well.

. Labor Dey weekend I went away with my parents, I 'was in absolute agony and: we came
- home early. Dr. A. was away so we phoned our family friend who admitted me to
hospital and found Dr. A. who came to see me. The doctors thought I might h:a\}e an
abscess possibly involving my spine and I had x-rays, scans and an MRI. Dr. A. visited
me after the MRI and told me I had an abscess. I thought, oh good, I will just get some
antibiotics and be fine. But no, Dr. A. thought the pouch was causing the abscess, was
very concerned about my spine and said I needed immediate surgery. He also said a
neurosurgeon would be part of the operating team in case my spine needed stabilizing
with screws. That was a huge shock. Suddenly the ileostomy did not seem quite as bad
as having crushed vertebrae. My mom came in, I was crying and unable to tell her what
was going to happen. Dr. A. explained everything tolher.

So I had the ileostomy again and my spine was not as bad as they thought
initially. I wae discharged on a three-month course of IV antibiotics. At this point I was
a year behind in school. I was trying to catch up with my courses, looking after a ceﬁtral

line, wearing a fanny pack for the computer and antibiotics and adjusting to an ileostomy
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again. It was a pretty tough time for me. After six weeks I returned to Calgary for an

appointménf with Dr. A. Thad a pouchogram, the pouch was healthy and the infection
was gone. We talked about the ileostomy and made the decision to leave the temporary
ileostomy in place. The good news was I returned to school without the central line.

At the end of the school year I saw Dr. A. again and we talked about closing the
ileostomy. My strength was back, I felt well again, and had the opportunity of playing in
a junior men’s league. I just wanted to go out with my friends, play sports and relax. I -
did not want another summer of surgeries and I was starting to realize the ileostomy did
not affect me that much and it was still considered temporary. I worked out hard for
football and the stoma prolapsed. After that the pouches frequently leaked so I had
surgery to fix the prolapse. Following that surgery, I started having episodes that felt like
blockages. The worst one happened at a friend’s cabin out in BC lasting about 14 hours.
That scared me; there was no close medical help. I returned to Dr. A. and he ordered a
bari.um swallow that showed nothing. In the fall I returned to school and continued
having these episodes. Ihad more x-rays and a trouble spot was found. They tried
dilating the bowel at the point of obstruction but things got worse and I was getting
sicker. Iasked to be transferred to Calgary. Dr. A. operated and found scar tissue
pinching the bowel and‘causing the blockage episodes.

Last summer I saw Dr. A. and énother pouchogram was arranged. Only about a
quarter of the required dye could be instilled into the pouch. While they were attempting
to instill the dye, I was in agony and felt sick. Dr. A. consulted with colleagues in
Cleveland and everyone felt the pouch would be impossible to use. Some options were

given to me to consider. I could have another pouch made but I would probably have a
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short gut and I already had problems maintaining my weight. I tried twice to use the

ileoanal pouch and it was not successful. I pretty much decided to keép the ileostomy.
At some point in the next couple of years the pouch will have to be removed. I think
there is a cancer risk if it is left in place but I am going to prolong surgery as long as
possible. I am onanew team, enjoying it and would like to play a couple of seasons
with the team before missing time.

The bus rides to games in other towns can be very stressful. The bus does hot .
have a bathroom. Sometimes I wonder if I am going to make it to the next town. While
_playing a game usually there is not time to use a batMoom and it can be a litﬂe stressful.
I learned to manage my intake and take medication to slov& things down so I can focus on
the game and not worry about the pouch. When we are on the road four of us uéually
share a room. Four guys sharing a room and one bathroom is interesting! I need more
time than everyone else and I used to find this especially stressful when I joined a new
team. Idon’t get too wound up about it anymore. If something happens, it happens. I
always hope nothing will happen but if it does, there is nothing I can do about it.

I do not mind talking about the ileostomy with my friends but it is difficult to tell
people. Ifitis someone you are intimate with, it is very difficult. I avoided dating
seriously for some time, but I met a girl about two and a half years ago. She had never
heard of an ileostomy. That conversation wifh her was the hardest thing I have ever
done. How do you explain an ileostomy politely and make it sound like it is not a big
deal? I think the conversation was tough for her too but she took it very well. The

ileostomy did not really faze her and that told me she was a quality person and I would

like to be with her. Ithink when you tell someone; you know right away what kind of a
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person they are, where they are in your life and how much you mean to them. Some

people really freak out and others get totally disgusted but I have met very few people
who react in those ways. I have met some very positive supportive people and this has
been very good for me.

Sometimes I have skin problems but I change the ileostomy pouch fairly often
and generally the skin heals quickly. Ifthe pouch seal starts to loosen, sometimés I panic
and wonder what I would do if the pouching system stopped being effectiye for me.
When I found out there are lots of options, I felt better.

I think it is very helpful to meet people who l}ave gone through the surgery but
you have to be close in age and in the same situation so you can felate to each other. It
would be helpful if the United Ostomy Associaﬁon had more Volunteefs covering
different ages. It is still going to be difficult adjustﬁng but if you talk with someone first
hand, it makes a big difference. In the beginning the stoma was temporary and I think it
was easier for me because I kept thinking, I can do this for a little while. There was not
the same shock factor. I do know if I had been told in the beginning the ileostomy was
pefmanent it would have been much different for me.

My family and friends are very supportive and fny friendships were not affected.
My friends tend to worfy and look out a little more for me but we picked up where we
left off. Iknow this might sm‘md cold \but it is not like I am in a wheelchair and
everybody can see something is wrong. This is something I can hide and it is really up to
me if people know. Ihave the ultimate control of telling people.

The first few times I changed the pouch it was disgusting and it took a lot to get

used to the care. At the beginning I was kind of fragile and the ileostomy was gross to
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me. It was obvious to me some of the nurses were disgusted by it too, which made

adjusting more difficult. If a prdfessional nurse was turned off, I thought it must be really
bad and I became mofe upset. [ wondered how my friends and other people would react.
I think some nurses do not realize how traumatizing ileostomy surgery is. Alsothe
nurses deal with ileostomies every day as part of their work and they forget about the
patient who has the ileostomy for life. I wonder about the people [nurses and doctors]
who give advice and teach and have never experienced an ileostomy themselves if it
would it be helpful for them to wear a pouch for a while? I wonder if that would make

- them real.ize how difficult adjustment is for us and give them a better idea of what having
an ileostomy might be like. However, I do not think it is the same unless you actually
have an ileostomy and the worry and care associated with it.

I had some pretty good challenges and adversities to overcome. At one time I

never thought I would be at this stage. Looking back, you might not think this was a big
deal but it was hard for me. I did not believe I would ever play football again or graduate

from university.

Edith’s Story
Edith is 35 years of age, single and employed by a communication company. She
is a tall and slender lady with long blond hair, a woﬁderful smile and exudes lots of
energy. She shares a town house with a friend and several pets. Edith suffered with
chronic constipation for approximately 15 years. She chose to begin her interview with

her past.
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My problems started when I was about twenty years old. Ithought I had the flu

but my-mother noticed I was losing weight and took me to our family doctor. I-was also
having a lot of rectal pain. I was admitted to hospital and surgeons found a large rectal
abscess, which they drained and left to heal ﬁom the inside out. More abscesses occurred
and then fissures started developing. The surgeons in my hometown recommended a
second opinion in Saskatoon to help in determining the cause of the abscesses. The
surgeons in Saskatoon recommended a surgeon in Calgary because now I was also
developing fistulas. I could not go to the bathroom either [constipation]. I tried not to
strain but after ten to seventeen days you have to get that out. My stomach would be {/ery
distended, as hard as Wood and very painful. I had different outﬁfs to progress along with
the abdominal distention, as time between bowel movements got longer. Actually, I wore
overalls most of the time.

I flew back and forth between Calgary and home frequently. I flew to Calgary,
had surgery for the abscesses, fissures and fistulas and flew home. In 1997, 1 decided to
move to Calgary for health reasons and my brother and many friends lived here. Dr. S.
thought the only possible way I would heal was to have an ileostomy. When he told me
what an ileostomy was, I said, “Absolutely not!” So he continued doing surgeries. In
addition to the existing problems, bleeding hemorrhoids developed. Dr. S. injected and
banded them but I continued bleeding and at one point my hemoglobin dropped to 86. I
had surgery for the hemorrhoids and the bleeding stopped. I took oral iron and had IV
iron and I am sure that contributed to the cons;cipation problem.

Dr. S. moved and he recommended Dr. A. The bowel problems got worse and

worse. Dr. A. ordered many different tests and one demonstrated my pelvic area
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contracting instead of relaxing while trying to have a bowel movement. He was very

concerned and more tests were done to try to determine the cause. I had 13 weeks of
biofeedback with no improvement. I was bleeding again and passing biood clots. Iwas
referred to two other doctors to try and determine the cause of the constipation. The
option of an ileostomy kept being raiseq and I was totally “no”. I thought, we can fix
this, I can do this, and an ileostomy is gross and smelly. I did not really have a.clue what
an ileostomy was. Iknew about having a bag and thought my intestines would hang out
of my side and into the bag. I never saw a picture of a stoma and I received no written
informati;)n. But I did not do any research either so 'Irwas' at fault too. I totally_ fought it.
1 did not want an ilestomy. Looking back, I was very ignorant on the subject.

There were many times before I had surgery that I did not eat. If the bowel was
already full, there was nowhere for food to go and if I forced myself to eat, it just came
back up. It [stool] got so compacted down there [in the colon] and I did not want
anything to blow up. About a year ago when Dr. G. was doing tests on me, he phoned
me early one morning and he was in a panic. He told me to go to the Foothills
emergency immediately to meet him. Ihad not brushed my teeth or anything, so I started
getting ready. He phoned back to see if I had left and told me that if I did not leave away
he was sending an ambulance. I guess I was so distended he thought I would blow a hole
in the intestine. I spent the next nine hours or so in émergency until the bowel was
cleaned out. |

Last December I had another colonosgopy and this time multiple ulcers were seen
in the colon. My family doctor again advised me to have an ileostomy. The ulcers

scared me and I returned to the surgeon. He told me he could operate so the ileostomy
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was reversible, however he would not consider the reversal for at least one to two

years. Isaid, “Okay.” The surgery was done laparoscopically and he inspected the entire
bowel. He did not like the appearance of the lower intestines, however he did not remove
any bowel because he promised he would not. I know now the colon has to come out.
There is one bonus. I will never get colon cancer so there is always a positive side to
everything.

I was in hospital for nine days because I had complications. The ileostomy was
perfect but I had other problems. The first night after the ileostomy surgery I had an IV
morphine drip and I did not feel quite right. In the past I'had trouble with morphine and I
had told someone when I was admitted. Dr. A. told me a goal after surgery was keeping
me free of pain. The pump was not working and the nurses kept telling me it was. But it
wasn’t and I was in severe pain. My mom who is a nurse was with me and she went to
the nursing desk and spoke with someone. After my mom spoke with someone, the
nurses manually double dosed me to control the pain and continued manually giving me
morphine. Apparently about four in the morning my phone was ringing and someone
came to check. Later my sister told me she phoned because for some unknown reason
she was worried. I woke up much later with nurses and doctors yelling at me. They
worked on me for four or five hours and when I woke up they told me my respirations
had increased to 5 a minute. When thé next shift of nurses came on, they said their job.
was keeping me free of pain and breathing!

I knew something was wrong with my IV because I hadr many in the past.
Sometimes IV’s are uncomfortable but this felt wrong. My arm was at least two times

the normal size and I saw green around the needle. Ikept telling the nurses and they said,
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“It is so hard to start IV’s on you, lets just play this out.” When the Dr. made rounds,

he took the IV out and infection poured out. So I had another IV in the other arm for
antibiotics and my arm did not get better. I had an ultrasound, a blood clot was found and
I stayed a few more days. Mom returned home because she was working but many
friends were with me all the time. At the end of the summer Dr. A. wants tests done
regarding the blood clot because now I have a major risk factor for further surgery.

I give the utmost compliments to the nurses except for a couple. I question why
stuff like fny IV and breathing happens? They did not listen to me. The nurses checked
my temperature and other things but never my abdomen. I asked to see a nutritionist and
‘someone who lives with an ileostomy. Neither happened. My first meal cc;nsisted of
beans, cauliflower, broccoli and meat with gravy. I could not eat it. The nurses: were too
busy to get something else so I did not eat. After that n;y brother brbught my meals.

Prior to surgery I connected to the Internet and tried to learn everything about an
ileostomy. I phoned an appliance manufacturing company, asking for information and
they sent me videotapes and written information. I read everything I found. I met the ET
nurses prior to surgery and a site was chosen for the stoma. Ikept re-marking that spot
and even put arrows pointing to it so Dr. A. wouldn’t miss! My ET nurses were amazing,
answered all my questions, and addressed my comments and concerns. It was such an
easy adjustment. They showed me once how to chaﬁge the appliance and after that I did
my own care. I did not waﬁt anyone else changing the pouch. When I got home I was
going through about three bags a day because blowouts were ‘occurring and I wés

changing everything. I thought I was doing something wrong then I tried a different
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sized appliance and it has been perfect. The pouch is easy to change, except when the

stoma is active. That is a bit interesting!

Since having the ileostomy, I am so happy. It [ileostomy] is amazing and I am
disappointed in myself. I wish I had exhausted the avenues sooner, but I had to be
mentally prepared and exhaust every possible avenue before consenting to surgery. I
never want to look back and say, “What if.” My whole life has changed. I have always
had great family and friends but was never in a relationship. I never felt good, I was
always exhausted and my energy was expended to working. The companies I worked for
have been amazing, giving me time off whenever I ngeded. I graduated from University
but I never lived. I existed and had no social life or career goals.' Since April 8™ I am
starting to live again. I call my surgery my re-birth. Before I was sick I participated in
sports and this winter I want to try downhill skiing‘again.

I never wanted a relationship because I felt I was not a whole person. Since
moving to Calgary I have shared accommodation with a long-time male friend from
home and he has been a huge support. He sat back and supported me emotionally and
health wise. It took me a long time to let him in even as a friend but since my surgery,
we have started dating! When I got home from hospital he asked to see the stoma, so I
showed him. When he saw the stoma he said, “She looks good!”

I plan on returning to school iﬂ September and continue working part time.
Before surgery, I never dreamed of returning to school. I am going to take an esthetics
course and plan to offer services to patients in hospitals that routine nursing care often
does not include. I.can remember all the times I wanted my hair washed, nails done or a

massage. Inever had enough energy to do these things and the nurses either did not offer
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or were too busy. I would also like to volunteer to talk with people having ileostomy

surgery. I tell everyone about my ileostomy. If I had a wooden leg I would not wear
pants all the time to hide it so who cares if the ileostomy pouch can be séen. If anyone is
rude or says it is gross they own the problem, not me. We all go to the bathroom, mine is
just a little more out there and is much more con?enient for me. Ihave nafned her

“Ellie”. It is time for me to start living.

. Frank’s Story

Frank is 35 years of age, married, and has an infant son. He éwns a co_n&truction
related business. Frank was diagnosed with proctitis and colitis 17 years ago. He
invited me to sit in a comfortable area adjoining the kitchen wjth a fabulous vieﬁ of a
green area. Frank is small and wiry in appearance ancf seems to ab:ound with energy.
He commenced the interview with his past history.

When I was seventeen I went on a cruise to Mexico and I did not eat very healthy,
‘ being on holidays. One day I passed a large amount of blood so I saw the ship’s doctor
who told me I had hemorrhoids. After returning home the bleeding did not stop and my
doctor thought I might have a parasite. I was referred to a specialist who diagnosed my
problem as proctitis. I took prednisone but the proctitis did not improve and for four
years it was bad. Then I quit my high stress job of n'1anagin'g a restaurant, and had a
complete rémission for five years without the aid of medications. I ate and drank what I
wanted. After five years I started a couple of businesses adding stress to my lifé and the

symptoms returned. Itook prednisone and Salofalk®and I was up and down.
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I was referred to another specialist who did another scope and he found some

colitis but did not think a surgeon would touch me. For about two years I took antibiotics
and steroids on and off putting me into remissions. My bone deﬁsity became borderline
and the steroids were stopped. I also have a hereditary protein C deficiency causing a
blood-clotting problem. While researching I found a certaih type of colitis that fits with
this deﬁcie;lcy and I spoke with my family doctor who dismissed the idea. He sent me
for a barium enema that showed the last half of my colon as a little straight tube and
covered in spots. My doctor told me my colon was not the greatest but neither was it the
worse he had seen.

I decided to go to the Preventive Medicine Center (PMC) and the doctor I saw 7
thought I was close to having my colon removed. I had read a lot of articles about
heparin helping colitis and the doctors at PMC thought heparin might help and prescribed
it. Within five days I was in complete remission. However the doctor looking after the
blood clotting disease freaked out. She agreed heparin could help ischemic colitis but no
one knew for sure what I had. I thought heparin was worth trying.

The colitis started coming back. I would be fine one day and a mess the next. I
was up and down emotionally and I just could not‘take being sick any longer. Of the past
seventeen years, seven years I was in remission and ten years I had full-blown disease. I
had more tests done and yeast infectioﬁ was suspected. I started taking a special drink to
eliminate the yeast. This was the week of Christmas last year. Everybody, my mom,
sister and aunt were trying to find solutions. At first, I was going to the bathroom at least
every hour. This regressed to every half hour and then every fifteen minutes, twenty-four

hours a day. It was unbelievably painful. I was also throwing up and almost passing out
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each time I went to the bathroom. I was never sure which I was going to do. The pain

was constant - on a scale of one to ten about a six except when using the toilet and then
the pain was twelve c;ut of ten. T lost 25 pounds and was in and out of hospital receiving
IV’s for dehydration. -

One day my aunt, who had found a special doctor in California, was telling me to
phone him and I said, “That’s it, I am going for the operation.” I phoned my parents to
tell them and everyone tried talking me out of surgery but I had made up my mind. My
wife called an ambulance but I was scared to leave the bathroom. I made it to the

- emergency without being incontinent. The doctor in éme;gency was from PMC and
- knew me. My next-door neighbor, a nurse, knew and pho'ned the colon and rectal
surgeon, Dr. S., as I was leaving home in the ambulance and he visited me in elﬁergency.
She told me on several occasions that he was excellent énd his visit made me feel good.

In the past I was told I was not a candidate for the inside pouch but Dr. S.
disagreed. I was admitted from Emergency but not strong enough for surgery and for ten
days I had TPN and Demerol® for pain. It was so nice to relax and have no pain. I was
really upset about the lack of information available on the different bowel surgeries. I
wanted to know all the pros and cons of the options and started asking questions. The
ostomy nurse lent me one book, which was the only information they had. I normally do
not read but I read that book in a few hours.

I talked with other patients on the unit and discovered I was the only one wanting
a permanent ileostomy. Everyone else wanted the internal pouch. I searched the
Internet and that is the only place I found information. I searched the Internet after I got

home too. Every day Dr. S. tried to talk me into having the pouch. Ikept saying, “No, I



65
want the easiest thing to live with.” He was making me mad because I felt he was

pushing me to have the ileoanal pouch. .Every day he questioned me about having the
permanent ileostomy rather than the ileoanal pouch. I had two volunteer visitors; one
with an ileostomy and one with the interior pouch. The person with the pouch went to
the toilet twelve times a day, could not eét a lot of different rfoods and had to use cream
on his rectum because it was always sore. I asked him why he had the pouch. He said
that he could not have looked at himself wearing a bag. The man with the ileostomy was
happy and had no restrictions. My decision was made.

I was really upset because all these people were having the pouch and I felt they
did not know what they were having and no one was telling them. There was no
available information on the procedure. My wife went to the library and information was
hard to find. Thad been sick for so long and it was really hard on us. I knew I did not
want the internal pouch. I could not take any more. My son always looks for me in the
bathroom and that bothers me. I do not want him remembering me sick and always in the
bathroom. I told the surgeon, “Give me the stoma; that is the easiest.” I did not care at
thét point what it looked like but fortunately my stoma turned out to be perfect!

The night of my surgery the clicker giving pain‘medic:ation into my back stopped
working and no one coﬁld get it working. The pain was unbelievable. A doctor visited at
midnight and gave me a shot, which did nothing. I was freaking out. I could not believe
I was in a hospital, in pain and nobody could do anything! My pain was ten out of ten on
the pain scale. The doctor said he did not know what to do and could not givg me another
shot because the accumulated effect could kill me. I asked if I was going to die and the

doctor said he did not know. I was also concerned if the severe pain would interfere with
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the healing process of my body and asked the doctor. He did not know. I was freaking

out. I called my cousin who is my best friend, he came, sat with me, tried to keep me
calm and helped me breath. I went the entire night with nothing for pain and thought I
was going to die. The pain was unbelievable. Ihave never told my wife or parents. A
nurse came in at eight thirty in the morning, startéd an IV and gave me morphine. She
became my favorite nurse because she was the only person who helped me. For the
following three nights I dreamed I was being tortured. Different pain medications were
tried but I continued to hallucinate and was totally out to [unch.

One thing I discovered was if the nurses were late ‘brirﬁlging pain medicqtion, I
~ never got caught up, and it always seemed to happen at night. In the daytime you can
live with the pain, but not at night. I hated the nights. Some of the nurses were great and
others just did not seem to care. It was almost a week before I startéd to eat. The
dietician visited and said, “Eat as much as you can.” Stupid me, I forgot I had not eaten
for about two months so I ate and ate. Then I started throwing up. I had lost ten pounds
since admission, was very skinny, and was so hungry. Three weeks after surgery I knew
I would rather die than go through that experience again. I do not have a problem with
dying.

The ET nurse came to see me after surgery and I had no idea what she was saying.
One day I tried changing the pouch before she came‘and at ﬁrst she was angry with me
but after she laughed. It was a big shock having the rectum sewed shut. I do not recall
anyone explaining that would happen.

After discharge I slowly got better. I do not ever remember feeling as good as I

do now. I eat everything, chew well and have no problems. I could not be happier and
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get along fantastic. I no longer look for the nearest bathroom; I empty the pouch about

four times a day. I cannot believe people live with colitis when they can have an
ileostomy. I tell everybody I know. Why should I hide it? I showed all my visitors
while I was in the hospital, I wore a clear bag and they could see through it. After I got
home if somebody had not seen it [the stoma] in the hospital, I showed them. I feel more
comfortable that people know. |

When I actually look at this thing and think you know, man, this is going to be
here for the rest of my life, it sometimes bothers me, on a scale of one to ten probably a
five at the worst. I think if I were single it would mgke a fairly big difference. I think it
would affect me if I met somebody with an ileostomy. I am alrea;dy married and itis a
question of being healthy; nothing else Iﬁaﬁers. The ileostomy doesn’t bother me; I make
fun of it.

I use to be a very unhappy person and my family and friends see that now I am
totally different. There is nothing to upset me anymore. Iknew when I went into the
hospital what I wanted. I made the decision with no doubt in my mind. I have to see
bofh sides of everything, all the pros and the cons, weigh them out before making a
decision. My mother does not think it is bad but my dad is bothgred a bit. My wife has
no problem with the stoma. We have been together since we were nineteen.

I do have skin problems. The ioouch has leaked and my skin has been burnt. I
tried a couple of different things and now use Durahesive®, which seals tight against the
stoma. Sometimes the skin is raw but it does not hurt and heals itself beneath the wafer.

In the beginning, I had frequent phantom sensations of having to use the toilet but this is
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improving. I have problems with bladder function but I am slowly returning to normal.

Everything is fine with sexual function. [His wife is expecting their second child].
L actually enjoy work. The couple of times I thought I do not want to be at work,

I tell myself that you could be in the hospital. I will never complain again.

Gloria’s Story

Gloria is 37 years of age and is a tiny attractive lady. She is married and has a
.baby. She has a masters degree, ﬁas worked for a large city newspaper and is currently
‘ employeé’ Jull time. She lives in area of the city that i.;‘ very pretty and well kept. Her
‘home has been completely renovated. Her mother was visiting looking after the baby so -
Gloria could focus on the interview. She suggested the interview take place in tﬁe living
room, which was very neat and clean with baby toys in one corner. There is a history of
colo-rectal cancer in her mother’s family but no history of inflammatory bowel disease.
Gloria was diagnosed with Crohn’s disease following her ileostomy surgery. She chose
to start with her past history.

I 'was about 13 and visiting my grandparents in the country and suddenly one day
I passed a large amount of blood. I returned home, saw our doctor and I had a
colonoscopy and it was decided I had juvenile polyps. For the next five years I had
routine colonoscopies and polyps removed by a snare. When I was 17, I had a transverse
colectomy because polyps in the transverse colon changed éharacteristiés. I had a full
recovery but s’;arting suffering with constipation and occasional blood in the stool. I

continued to be routinely scoped and proctitis appeared.
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We had been married about six years and I had not been able to get pregnant,

so we decided to try the in-vitro fertilization (IVF) route. Part of the IVF routine is the
prescribing of antibiotics. I got diarrhea but the doctors were not concerned as this is a
common side effect. But after three months the diarrhea was getting worse. Incidentally,
my work was very stressful during this time. The diarrhea got progressively worse and I
was getting progressively more ill. The IVF failed and in retrospect that was pro;t)ably :
good. There was a delay in getting to see my gastroenterologist but he agreed with the
diagnosis of antibiotic colitis. He said I did not have ulcerative colitis and prescribed
steroids. The steroids made me mental. I was depre§sed, could not sleep, had night
sweats, lost weight and the diarrhea continued. I went to emergeﬁcy twice because of
excess fluid loss. I was now using the bathroom 40 to 50 times a day aﬁd was taking ten -
Imodium®a day. I éould only manage working a couple of hours a day. I was cold all
the time. One night I took a hot bath and passed out on the bathroom floor. When I
woke up I crawled back into bed and did not tell my husband.

My sister was getting frantic. She knew something was wrong. One day she |
phbned my husband at work and they took me intq emergency. We were told to expect
an eight-hour wait. I could not stand up by myself, so ;chey took 'my blood pressure and I
was immediately in a béd. However, I was not being seen by a physician so my sister
phoned my friend, who was a physicia.n there at the time, and she phoned Dr. G. who
came immediately. My family was told my bowel had peri.;orated; I was in septic shock
and had tachycardia. They took my husband into a room and asked him what I would
want if I did not make it. We had a talk about what I wanted to happen if T didn’t make

it. They wanted to admit me to ICU but there were no beds; this was the long weekend in



70
August so I was admitted to a surgical ward. The nurses were really mad I was on

their unit and there was a big showdown in the hall between the doctors and the nurses. I
ended up by staying énd I was booked for surgery the next day.

We were told I'would probably have an ostomy. I did not know anything abput
ostomies except it is a bag on your side. Smgéry creating an ileostomy was the only
option at this point and it was better than dying. When I got back to the unit following
surgery I asked the nurse if I had an ostomy. She did not know. My husband took the
covers off me and looked, and that is how we found out I had an ostomy. I had many
questions“ and the ET nurse was new and feeling a bit uncomfortable.

The worst part of being in the hospital was the dirt. Syringe covers and stuff
stuck to the floor for days. One day my mother washed the floor and my husbaﬁd threw
my slippers out because they were so gross. The priorify was teaching me how to change
the pouch. Iwas shown once and after that I was expected to do it. I was still very ill,
could not stand on my oWn, I shook all over and cried. The shower stall did not have a
chair or bench to sit on or any place to lay supplies. I was terrified I would fall. I was
also terrified for the other sick patients in my room who tried showering by themselves.

I had serious questions regarding the nursing care and a couple of inappropriate
remarks. I missed one doctor’s appointment because by then I was being admitted. My
husband tried notifying the office to cancel the appointment. Later one nurse said to us
that if I hadn’t missed my appointment, I wouldn’t be in this boat now. She made it
sound like it vx;as my fault I was sick. That re_ally made me mad. Another nurse jokingly
said, “There will no more beach time for you, ha, ha.” I thought to hell with you, I am

going swimming. There is no reason why you cannot do what you want. My self-esteem
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had taken a real blow and those remarks were most inappropriate and did not help.

Some of fhel nurses obviously knew a lot about ostomies but they either did not have the
time or it was not their mandate té educate. I wanted to wash my hair and brush my teeth
and no one seemed to have time to help. There was also a small group of nurses who
seemed to be super pissed off that they were there [at work]‘.

I was very ill and steroids caused a weight gain and loss of 30 pounds in four
days. Icould not walk, the skin split on my ankles and I could not stop shaking. As soon
as the steroids were discontinued I starteﬁ feeling like a human being. Up until then I
was seriously questioning quality of life, if it [surgery] was worth doing or should I have
just checked out. I was asked if I wanted a visitor, someone who lived with an ileostomy
and I said, “Yes.” The visitor was ex;:eilent and the best part of the osfomy education but
I did not understand she was from the Ostomy Society. She I_lad two babies, one after
she had the ostomy and she answered all my questions. It was very hard trying to recover
from septicemia and learning to deal with the ostomy at the same time. I had no time to
mentally prepare for the ileostomy. I think it is different if you are ill with disease and
have emergency surgery as opposed to coming to the decision over time.

In the beginning I was allowed only ice chips and the ice machine was broken.
All of us in my room were allowed only ice chips and there were none. Finally my
husband brought a cooler and everyday supplied us with ice chips from home. Then I
was supposed to drink Boost® but there never was any in the unit fridge. Again, my
husband and mother brought my daily supply.r The nutritionist visited me prior to
discharge and told me what I should not eat so a blockage would be prevented. I did not

understand the blockage thing. Inever had a blockage before, so why now? The visitor
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told me she ate everything. The gastroenterologist told me something different than

the nutritionist. I did not know whom to believe and I was terrified. I did not want a
blockage.

Following discharge, we returned to the IVF process and a fibroid was found and
removed. The doctors wanted to start the IVF process again in December. I had also lost
25 percent of my hair, which was humbling and I figured that was the last straw, what
else is going to happen? I had had enough and we wanted a break from the medical stuff.
We took a short holiday called a not dead yet vacation, and had a great time.

We had a wonderful Christmas and in January it hit me. Ihad missed a period. I
used a kit left over from IVF and sure enough we were pregnant! We did not tell anyone
for a while because of everything else that had happened. I remembered one of ;che
doctors from the IVF program had an obstetrics practice and I madeian appointment to
see him. The first question I asked was if he had any experience delivering women who
had ostomies. He said, “Yes” and right then I felt so much better. He had no concerns
about the ostomy and I had no problems with the pregnancy. She was a big baby and
after 70 hours of labor I had a C-section. I asked them not to push oh my abdomen
because I talked with many women with ileostomies on the website advising me not to let
the doctors do this as this may contribute to stoma hernias. Everything was fine.

We had the baby on September 11 and in No;/ember I noticed a bulge around the
stoma and it got bigger and bigger. I visited our family doctor who lined up some tests
and referred me back to the specialists. I did not see the surgeon until May. I had a
hernia. After the ileostomy surgery, no one warned me about lifting or explained a hérnia |

to me. The surgeon suggested if the rectal stump was healthy the bowel could be
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reconnected and he explained all the pros and cons of everything. In the meantime I

had a support belt made.

I had more tests done and the rectal stump was full of Crohn’s. Now I know the
ileostomy is permanent. I did not realize hO\;V much I was hoping to have it reversed.
Everybody else knew it was probably permanent and in my brain I knew it too but my
heart was hoping. I'have to decide about the hernia repair. We want another child. The
surgeon fixes the hernia by moving the stoma to the other side. If I have another
pregnancy and another hernia, we run out of sides. The hernia makes it very difficult to
wear clothes. I am a size 14 on the side with the hernia and size 10 everywhere else. The
hernia is just getting bigger and bigger and the support belt is not helping. The hernia
and the Crohn’s in the stump are depressing me.

The surgeon wants to remove the rectum, Which is quite invasive and difficult to
heal. I would rather they treat the Crohn’s and leave the rectal stump alone. Ihave
concerns about it being removed. I understand the uterus tips, intercourse can be painful,
bladder problems can result and healing time is prolonged. I have talked with people who
confirmed my concerns and my surgeon basically dismisses them. I also wonder what a
pregnancy is like with a hernia present? No one seems to know the answer.

I named the stoma “Schneck™ because no one knows what that is and this way
my husband and I communicate in puElic about the stoma and no one knows what we are
ta}king about. In the beginning I was terrified of going to work. The first time I had an
appliance failure I was on camera doing a live interview. My receptionist knows me well
and she could tell by the look on my face something was wrong and she sent in relief, It

was everywhere! Idid have a complete change of clothes and appliance at work. The
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second leakage also happened at work but this time I came home to change. It is very

unnerving to have the appliance leak and come unsealed from your sk.in.

After a while I started becoming more used to the ileostomy. My output is liquid
and that concerns me. When I was thiﬂ my clothes were big and nothing was visible.
Since the hernia the ostomy is visible under everything I wear. It is really difficult and I
have many appliance failures now. I think we should be told before discharge about the
full range of products, not just what is shown us in hospital. When I was discharged I
had the longest bag, it came half way down my leg and I felt like a freak. If you could
geta better fit before discharge you would feel less like a freak

I was terrified to do my care when I got home. What if I did something wrong? I
think I was pushed a little too much in hospital. I needed more time to recover from the
septicemia before they started teaching me stoma care. It was too soon for me. The care
is much easier at home because I have more room and counter space. Skin care really
concerns me because the skin is always angry under the pouch. I found a lot of
information on the website that I was never told in the hospital, for example, about
deodorizers, blockages and travel tips. Once I have the necessary information I feel so
much more secure. I was afraid to use the bathroom at work because of odor. Using
deodorizer is comforting for me and I thiﬁk the odor has improved. Gas is the hardest to
deal with. Sometimes I walk very gingerly to the bathroom so the pouch does not
explode. Ihave to empty the pouch about nine times a day and that seems frequent to
me. Ilearned eome of the best tips from an eight—year—old girl in Arizona on the website.

I told my boss and team at work right away about the ileostomy. If something

happened I needed help to cover me. It was not too difficult. I'am a very open person
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and the person I work with closely is familiar with ostomies because her cousin has

one. No oné else seems to know what it is so I do a lot of explaining. I travel for my
company and my first trip I went alone. I decided because I was alone I was going to try
swimming, just to see, and it was fine. There‘ are a lot of ugly bodies in swimsuits! With
the ileostomy I do not have the same toilet panic when I travel.

I was feeling depressed following surgery and my family doctor thought my B,
might be low because some ileum was removed. And sure enough it was low so now I
need By, shots. No one had mentioned this possibility. My family doctor is very
thorough and she keeps a close check on everything. A She is the one who told me my
pathology. She read the report to me. The findings were consistént with Crohn’s and the
bowel had perforated causing the septicémia.

This illness and surgery brought my husband and me closer. He has been
excellent. The ostomy is not an issue for him as he still finds me attractive and just wants
me to be healthy. We want another child but we may not be able to. Just now I want to
stay at home with our baby, be selfish and have time with her. There is 1ots of time later
to work.

I cannot imagine if I were single what dating would be like. I think it would take
a lot to overcome your Body image and try forming a relationship with someone. When
and what do you tell them? For some ﬁen and woman physical appearance is extremely
important and body image needs to be part of ostomy education. Number one is
recovering and adjusting and number two is body image. I talk with older women on the
websites and body image is an issue for them too. They do not see themselves as the

same person as they were before surgery.
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Each step is terrifying but after I do something once or twice I know I can cope.

I have learned a lot off the websites. I am always worried, wondering what may happen
n‘ex‘t, I compare myself to my fit, active, young, professional friends and think about the

ileostomy every day and wonder if I could have done something different.

' Summary
The stories of the participants have been presented as spoken in their own words :
and open a window into their lives. Although each story was unique common themes
were evident. Telling their stories gave participants the opportunity to unite fhe events
- around their lives, living with bowel disease, having surgery and living with a permanent -
ileostomy. These stories can serve as a primary means for understanding the ljvés of
these young adults living with a permanent ileostomy. £[n the folloWing chapter I present

the analysis of the narrative and identify common themes and differences.
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CHAPTER FIVE

ANALYSIS OF THE NARRATIVE

This study focused on young adults’ stories around receiving and living with a
permanent ileostomy. The shortest time since surgery was three months and the longest
four years. ‘The participants freely recounted their life experiences of living with a
permanent ileostomy. For some participants the ileostomy was a cure for their disease
and for others it was not. Ulcerative colitis affects only the colon therefore a colectomy
with a permanent ileostomy is considered a cure. Crohn’s disease on the other hand
occurs throughout the gastrointestinal tract, from the mouth to the anus and a permanent
ileostomy is not a cure (Black, 2000). All chose to tell about living with their disease
prior to the permanent ileostomys; it is part of their history. For two participants 1i§ing
with the disease was more traumatic and threatening than living with the challenge of a
permanent ileostomy.

Subjectivity is at the center of the storytelling proceés. The researcher may have
subjective stances influenced by past experiences and the relationship and interaction .
with participants. While listening, transcribing and later constructing the participants’
stories I found myself as an ET nurse connecting to their inciderits and situations.
Reflecting and analyzing the data, however, requires some objectivity and Atkinson
(1998) warned researchers of the need for balance between subjectivity and objectivity
when analyzing stories.

The purpose of this study was to hear the stories of young adults living with a

permanent ileostomy and how the ileostomy has affected their lives. As I listened to their
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stories and returned to the transcripts I gained fresh insights into their world of

dilemmas, struggles and triumphs.

In this chapter I present my analysis of the participants’ stories using the
framework of Clandinin & Connelly’s (2000) four directions of inquiry: inward and
outward and backward and forward. These four directions are positioned in the three-
dimensional narrative inquiry space of temporality, personal and social, and place
(Clandinin & Connelly). The framework identifies the directions in which most
storytellers probably move while na;“rating their stories. Backward is the past or history

- of the participant’s lived experience and forward direction is the future, where the person
~ is going. Outward direction refers to the conditions in the environment and the person’s -
place in the world. Inward direction is the internal condition of the person such as
feelings, values, moral disposition, aesthetic reaction and spiritualit}} (Clandinin &
Connelly, 2000). Researching an experience places the researcher simultaneously in all
four directions. Within these directions common themes or patterns were identified as
weli as dbvious differences.

This chapter addresses the second research question: what common and / or
divergent themes can be identified across stories of young adults with permanent
ileostomies? In order to identify common themes and present the analysis, I returned
numerous times to the original transcripts to ensure I was remaining true to the narrated

stories. The chapter begins with the biological characteristics of the participants.
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The Participants

The participants were seven young adults: three men and four women ranging in
age from 24 to 40 years. The majority were in their 30’s (median age 34.5 years). Five
participants resided in Calgary, one in Red Deer and one in Medicine Hat. Two of the
female participants were married with cHildren, two were single; one of the male
participants was married with a child and two were single. Crohn’s disease, ulce;,rative
colitis and chronic constipation caused by autonomic insufficiency were the diseases
necessitating the creation of an ileostomy. Five of the seven participants had lived with a
temporary ileostomy prior to receiving the permanent one; several had temporary
ileostomies and reversals more than once. Educational backgrou}lds ranged from high

school education to a masters degree. All participants were employed.

Looking Backward

This section includes the lives of the participants prior to surgery, the immediate
post-operative recovery period following the surgery and the post discharge period up to
the time of the interview. Common or divergent themes were organized into four
components that nursing care addresses: biophysical, péychological, social and spiritual
(Deeny & McCrea, 1991). Spirituality is inseparable from biophysical, psychological
and social; together they form the th;le (Golberg, 1998).

Looking backward common biophysical themes chistered around the disease,

post-operative pain management, nursing care and stoma concerns.
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'Enduring the Disease

Pervading each story was the struggle with the disease prior to surgery. In
recalling their lives participants talked about the vicious cycles of exacerbations and
remissions of their diséases. Participants endured their disease until either elective :
surgery was chosen or emergent / emergency surgery became imperative for survival.
Several described a sudden onset of the disease, others had a more insidious onset, coping
with the disease for years; several enjoyed long remission periods and others did not.

The disease duration for the participants ranged from three to twenty-eight years (median
of ﬁfteen'years). Most participants experienced pain asso.cia‘;ed with their bowel disease
" and for some, pain was always present. One participant took Tylenol #3® for over twelve
years to help ease the abdominal pain associated with Crohn’s disease. Other pérticipants

enjoyed pain free remissions.

Post-operative Pain Management
Mismanaged post-operative pain control left two participants wondering if they
were going to die and convinced they could not endure a repeat experience. Frank
described his experience:
It was unbelievable pain, ten out of ten on the pain scale.. I was freaking out. I
| couldn’t believe I was in a hospital, in this mruch pain and nobody could do
anything. So I sat there the entire night after my ileostomy with no painkiller. A
doctor at midnight gave me a shot in the back and left. The nurses said they

couldn’t do anything else until the doctors came in at 8:30 in the morning. My
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cousin, who is my best friend, came in to help calm me and help me breath.

The pain was unbelievable and I thought I was going to die.

Frank recalls that the ni ghf nurses were always late with his prescribed pain
medication, making him anxious due to the anticipation of increased pain. He said,
“You'd never catch up, in the daytime you could live with the pain, but at night you can't
and a lot of the nurses just didn’t seem to care. I hated nights.”

Another participant recalls her pain increasing despite using the pain pump, “7
knew it [pain pump] wasn’t working and they kept telling me it was. I totally felt
everything.” Eventually nurses manually administered the morphine by the pump,
creating a respiratory crisis; she remembers waking up with doctc;rs and nurses yelling at

her. Later the staff told her that they “...got me back to five breaths a minute.”

Nursing Care

Most of the participants reported that they received excellent nursing care and
were very appreciative. Several participants had been hospitalized in different facilities
and in more than one city. Despite recalling the nurses as being too busy with other
patients to give him the necessary time to ask questions, Bob recalled: “I had excellent
care in all the hospitals; ” Anne remembered when she started learning stoma care: “ The
ET Nurse kept her hand on my shoulder and seemed to understand how difficult it was for
me.” She also remembered “...four nurses who stood out for me and managed to
convince me that with time I could deal with the ileostomy and be fine”. She especially

recalled the empathy of one night nurse who helped her empty her ileostomy appliance.
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Anne was crying and upset during the procedure and this night nurse remained with

Anne for over an hour until she was calm.

Carol and Edith perceived that “ most of the nurses were awesome”, and gave
“the utmost compliments to the nurses, except for a couple.” Edith related: “My ET
nurses were amazing, answered all my questions,ﬂ and addressed my comments and
concerns.” Carol remembered: “The stoma nurses helped me with the ileostomy, but the
other nurses did not help or teach me.” Frank recalled that his first post-operative night ‘
was especially painful as he did not receive analgesics. He remembered the nurse who
gave him pain medication the following morning: “She became my favorife ﬁurse
because she was the only person who helped me.” Frank seemed puzzled: “Some of the
nurses were great, and others just did not seem to care.”

Conversely, some participants perceived that the nursing care lacked quality and
caring. Concern was expressed that nurses did not have time to answer questions or
assist with what participants thought were standard components of nursing care. For
example, they felt assistance with washing and bathing in the immediate post-operative
period, delivery of pain medication within an acceptable time period, availability of
prescribed nourishment, and education relating to the ileostomy should be aspects of
nursing care. Carol recalled asking for help to wash - the nurse brushed her off, leaving
the room. Thereafter her husband helped with her réutine morning care.

Several participants’ families brought nourishment and meals. Gloria was
allowed only ice chips for several days and she recalled that the ice machine was broken.
Her husband brought a cooler from home and supplied ice chips for her and other

patients. When Gloria was prescribed a nutritional drink, none was available. Her
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husband and family brought her the prescribed nourishment. Edith recalled being

unable to eat her first evening meal and never receiving a substitute. For the remainder of
her hospitalization her brother brought her supper.

Gloria recalled the anger of the nurses when she was admitted to their unit instead
of ICU: “T; he nurses were really mad because I was too sick to be there. So there was a
big showdown in the hall between the doctors and nurses.” She also recalled, “4 small
group of nurses who seemed to be super pissed off that they were there [at work]” and it
seemed that she and other patients always had to request assistance as it was not offered.
Once the participants were discharged home, they recounted other complications and

challenges.

Stoma Care

Fear was associated initially with stoma care and appliance changing. Gloria said
“I'was terrified I was going to do something wrong.” Gloria and Anne remembered
shaking with fear while attending to their pouch. Bob recalled the shock of seeing his
stoma: “All of a sudden you have this small piece of colon [small intestine] sticking oitz‘
of the stomach wall.” Carol felt more comfortable when her husband helped with her
care. In contrast, Edith was independent following one demonstration of stoma care and
felt the care was easy. |

On-going pouch failures and leakage were recalled by six of the seven
participants. Three female participants recalled having to return home from wprk to
change their appliance and clothes.- Anne and Carol recalled apprehension having to

explain to their supervisors why they needed to leave work. However, their supervisors
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required minimal explanation and were very understanding. Gloria recalled her pouch

leaking while doing a live television interview, “Thank God my receptionist knows me
well and she could tell by the look on my face that something was up. It was very
unnerving ... and you re always worried.” Doug felt comfortable at home; however?
whenever he went out he was constantly fearful the pouch would leak. He would visit a
bathroom every hour to check his pouéh. Whenever he went out he just wanted to return
home.

Two paﬂicipaﬁts reacted differently to their stoma care. Edith experienced pouch
leakage; however, she did not express fear of self-care and appliance management. She
~ thought she was doing something wrong to cause the leakages and calmly solved the
problem herself. It was interesting to note that Edith, who had her ileostomy the shortest
period of time in contrast to the other six participants, voiced complete ease and comfort
caring for her ileostomy. Bob was nonchalant regarding self care, choosing not to change
the pouch even when he knew it was necessary: “Gauze pad and some tape, tape it up
and get another day’s use out of it.” Bob also, at times, did not pay attention and
allowed the pouch to become too full resulting in explosive leakages.

Stoma complications ranged from minor skin irritation to a pfolapsed stoma and
gangrenous bowel. Complications were recalled by six of the seven participants, the
most frequent Being peristomal skin irritation. Somé participants regarded skin irritation
as a major and Jon-going challenge. Some chose to consult with the ET nurse and others
chose to successfully problem-solve for themselves. Doug phoned his surgeon for

guidance.
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Bob suffered a serious, possibly life-threatening prolapsed stoma and

gangrenous bowel. The resulting surgery and necessary recovery time forced him to drop
out of school. Two participants developed peristomal hernias. Gloria’s hernia was very
large and visible, requiring her to wear clothes four sizes larger than normal. She wore a
support bel’g that did not work to reduce or contain the hernié. Bob developed both a
peristomal hernia and several incisional hernias; however, he appeared unconcerned
about these complications, treating them as just part of his life, “If I did not have one
[ileostomy] I would be six feet under ground.”

Two common themes pertaining to a psychological component related to body

image and education.

Impact on Body Image

Negative reactions to their altered body appearance following surgery were
evident across the stories. Participants spoke with emotion when recalling their personal
feelings around their altered body appearance. Doug recalled viewing his abdomen the
first morning post-operatively: “I’d been working out and was in pretty good shape. I
looked down and saw this, a huge scar, numerous staples in néy qbdomen and a bag
hanging off my side. It just looked awful.” He remembered wanting to be by himself for
a couple of days to deal with the impact of the ileostomy. Bob recalled, “All of a sudden
you have this small piece of bowel sticking out of the stomach wall. It was the shock of
my life having a bowel movement [through the stoma].” Both these participants had great
difficulty discussing their ileostomy with women, stating “T#e intimate issue is probably

the worst part.” Doug purposely avoided seriously dating so he could evade explaining
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his ileostomy to a girlfriend. Bob experienced a leak while on a date and remembered

his girlfriend “freaking out.” The incident ended their relationship. Although Anne had
had several serious relationships she remains single. She felt the preseﬂce of the stoma
may play a part. She said, “The stoma is ugly and I am damaged goods.”

Three married participants felt having an ileostomy would have impeded dating
and forming relationships if they had been single. Frank said, “If I was single it might
make a fairly big difference. It would affect me if I met someone who had this.”
Although his marital status was secure, having an ileostomy bothered him at times; “...on

~a scale of one to ten probably aboutna five at it’s worse.” Gloria, who was married, said

“°

she felt like a “freak” and thought it would be a major adjustment “...fo overcome your
body image and try to form a relationship. I can’t image if I hadn’t bee;; marrie‘d what
dating would be like.” She was glad physical appearance was not irhportant to her
husband. However she continued comparing herself to her friends who are, “...fit, active
and young and I think about the ileostomy every day and wonder if I could have done
something different.” In contrast, Edith, who is single, felt positive about her body image
following surgery. For the first time in many years she wore “normal clothes and not
overalls” that she used to wear to hide her distended abdomen.

Five of the seven participants spoke about the desire to conceal their ileostomy
both physically and socially. Three female participaﬁts spoke of the challenge around
hiding the appliance in their clothes and voiced distress that at times the appliance was
visible. Anne recalled the effect and distress of her weight gain:

Before I gained these 20 pounds, I could hide it a lot better. Now it is more

pronounced when something is in the pouch. I'm emptying the pouch about every
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hour to two hours, because as soon as it gets a little bit in there, I can see it

an}d I can’t deal with it.

Gloria had a large peristomal hernia making concealment of the ilqostomy nearly
impossible, “It didn’t show in my clothes unt;'l I got the hernia. Iwas so thin and my
clothes were so big. Since the hernia it shows in everything I wear.” She established
secret communication with her husband in case she needed to speak with him in 'a social
setting regarding her iléostomy. Carol said she told few people about her ileostom}} and-
her sons had not fold even one friend. She was i)leased to find clothes designed
especially for people with ostomies, Wﬁich help conqeal the pouches.

Bob explained, “I have to wear a lot of sweats and 1 weal; Jeans only in the
wintertime so I can wear a baggy sweatér and hide the pouch.” Doug,' the youngest
participant, spoke atrlength‘about whether or not to‘tell people that he has an ileostomy:

I saw somebody in a wheelchair and I think th‘z's sounds cold but I said this person

has something where everybody sees and knows. At least I've got something I can

decide to tell them if I want. Nobody has to know. It is up to me if people know
or not. This is something I can hide.

In contrast, two participants were totally open about their ileostomy. Edith
compared having an ileostomy to having an artificial leg: “Would I wear pants all the
time? Absolutely not, so if the ileostoﬁy bag sticks out who cares? If someone is rude
about it, they own the problem and can leave.” Frank showed all his visitors his
ileostomy while in the hospital and also later at home and said that almost eve;ybody

looked.
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Need for Information and Education

- The lack of available written information was frustrating and viewed as a
deterrent to adjusting to living with an ileostomy. Three participants searched the Internet
and obtained most of their post-operative information from websites and chat rooms;
Gloria remarked, “I learned some of my best tips from an eight year old girl in Arizona.”

The need for written information reached back prior to surgery as well as
following surgery. While in hospital waiting for surgery, Frank received a book from the;
ET nurse; however, he wanted more information and asked his wife to go to the public
library. He remarked, “As soon as I got out of the hospital I was on the Internet looking
to see what I could find.” Edith, in addition to researching the Internet, also phoned an
appliance manufacturer pre-operatively and received videos and written informaﬁon
applicable to both pre and post-operative teaching. Gloria summed ﬁp her éuest for
information post-operatively, “No one could actually explain it [blockage] to me [then] I
started reading stuff I found on the website and I learned all that stuff [traveling and
" general tips] on the website.”

Disappointment was expressed at the lack of education offered by the nursing
staff: “Some of the nurses obviously knew a lot about ostomies but they just didn’t have
the time or it wasn’t in their mandate to do education.” Carol received no written
information regarding ileostomy management or sug,;gestions for daily living concerns on
discharge; however, she received a large amount of written information and a video from
the home care ET nurse. Five participants strongly believed in being self-educated
regarding surgical options and disease processes and suggested that all patients should do

their own research.
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Common themes looking backward across the stories were related to the

disease, post-operative pain management, nursing care, stoma care, body image and

education. I found the stories of mismanaged post-operative pain distufbipg in today’s
pain management environment. I also found it difficult to hear the stories of perceived
lack of empathy and caring on the part of the nurse, given the advancement of nursing

education in recent years.

Looking Outward
Outward experiences refer to the conditions in the environment and the person’s
place in the world (Clandinin & Connelly, 2000). Looking outwérd centered on the
common themes of encountering and cdnnecting with people, social and work roles. In
this éection I will exémine the reactions of people to the ileostomy beginning with nurses

in hospital.

Nursing Attitudes
| Doug and Gloria perceived negative nursing attitudes regarding the stoma care.

Doug recalled a nursing attitude that was especially traumatic for him:
Obviously some of them [nurses] were disgusted by it [ileostomy] and they are
professionals in the area and zf they seemed turned off by it, it must really be bad
and you think this must be worse than I thought. When they didn’t seem totally
Jine with it, it started to bother me. Iwondered how is someone outside of the
hospital going to react? Some of the nurses didn’t realize how traumatic the

ileostomy actually was for me.
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Doug wondered if nurses became complacent over time caring for patients with

ileostomies: “It seems like some people [nurses) forget this is your first time and it is
pretty hard on you and obviously it takes getting use to and emotionally it’s very
draining.” He felt nurses doing his ileostomy cére forgot that it was he, the patient,
experiencing this traumatic event. He acknowledged that, “Some nurses handled it better
than others and made it seem like it wasn’t a big deal [making haviﬁg an ileostomy more]
comfortable for me. ” Doug said that he often wondered about the people who give
advice around living with an ileostorhy but have never had to live with one. He thought:

It:would probably be helpful for them fo wear a pouch with something in it, it

wouldn’t be the same but maybe the experience might make them think how

complicated and difficult it is. That it is a big adjustment and takes a lot to get
used to.

Gloria recalled the insensitive attitude displayed by a young nurse trying to joke
about the ileostomy; “Ha, ha, ha, no more beach time for you. Like she was trying to
make it seem like it was not a big deal and I thought to hell with you.” She wondered
why this nurse was telling her that she could not do things when she believed her life was

going to be better.

Other Encounters
Doug encountered situations where people reacted negatively to the presence of a
stoma. Doug said, “I've met a few people who were disgusted and grossed out by the

b

ileostomy but fortunately I have not met very many.” He quickly learned to assess

people by their attitude, where they were in his life, and if he wanted them in his life.
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Bob said he is fine socializing with his male colleagues because it is a “guy thing” but

has great difficulty socializing with women.

Connecting With People

All participants said talking with someone who expe;rienced the same surgery
enhanced the adjustment to living with-an ileostomy. Those participants who ha& a
visitor from the Calgary Chapter of the United Ostomy Association (UOA) found it was-a
valuable part of their education, with one exception. Doug, a young single male, could
not relate td his visitor, an older married man. Although Doug did not gain by the visif,
he nevertheless recognized the value. |

Gloria felt that the visitor was.th‘é most valuable part of her ileostomy education.
It was her visitor wﬁo answered all her questions and addressed her daiiy living concerns.
Frank’s two visitors each had a different surgical procedure, confirming for'Frar}k that he
had made the right surgical choice. Some of the participants sought other means of
interacting with people living with permanent ileostomies, for example, logging onto “
weiasite chat rooms.

All participants valued and learned from interactions With other people who
experienced similar surgery. Five of the seven participants expressed the desire to
become involved with the UOA suppoﬁ group. Doug said, “No one can understand it the

same as someone who has lived it.”
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Family Relations
The support of family and friends was evident throughout all thé stories.
Participants spoke of spouses and families helping them with physical and psychosocial'
recovery, thereby playing a crﬁcial role aaapting to living with an ileostomy. The
married participants seemed secure in their relationships. One married participant said,
“ ... this [ileostomy] brought us closer together if you can believe that.” Carol stated
that her hﬁsband was ﬁer best suppoﬁ in all steps of her illness, éurgery and recovery.
- Edith had several friends move into her home to help her While she recovered from
~ surgery. She never socialized outside of her home or formed a relationship prior to
having the ileostomy because her illness consumed all her energy. Since surggr.y she is
“socially active and dating. Anne spoke of her parents and best frien& suppc;rting her
through her disease exacerbations and surgeries and said her father “has always been my

rock.”

| Social and Work Roles
Participants recalled the trepidatidps around participating in social activities and
returning to work. Doug felt safe at home but found socializing terrifying and wondered
how having an ileostomy would impact his friendshii)s. He‘recalled his first few nights
‘out, “I would empty it [the pouch] every hour just to check it. I just wanted to go home.
I don’t remember seeing the movies or the games.” He remembered the difficulty seeing
his friends for the first time, thinking something would be different; hoWever, he soon

realized relationships with friends had not changed. He was also terrified when he
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resumed playing ball, “/ was scared as hell. What'’s going to happen? Am I going to

tear something off or damage something?”

Carol still declined dinner ‘invitations with friends and her husband’s colleagues
and she was terrified to return to work, frightened of people looking at her and fearful of
injuring her stoma. At the back of participants’ minds was the constant Worry associated
with possible appliance failure and leakage. Gloria said, “In the beginning I was terrified
of going to work” and expressed anxiety surrounding possible pouch failure and leakage
in the future. Anne abandoned thoughts of returning to a modeling career and feels she
will never marry and never have children. She was unsure if she connected these beliefs
to having an ileostomy, her Crohn’s disease, or a combination. Having'the ileostomy
changed her social patterns. Prior to having the ileostomy she did not participate in
volunteer activities; now she wants to help people in similar situations. She participates
in an annual fund raising event for research involving public speaking and talks with
people in similar situations as herself.

Common themes looking outward were encountering and connecting with people.
Paﬁicipants, although fearful in returning to social and work activities, learned that
relationships were unaffected by having an ileostomy. Perception of negative nursing
attitudes seemed to leave a lasting impact on Doug and Gloria. Doug learned how to
react when confronted with negative social encounters. Connecting and having
conversations with people with permanent ileostomies was an important factor in
adjusting to living with an ileostomy. Families and friends were the participants’ best

support system and played a key role in adjustment.
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Looking Inward

Inward experience is the internal condition, the personal dimension of the person
such as feelings, values, moral dispositions, aesthetic reaction and spirituality (Clandinin
& Connelly, 2000). Common themes relating to this direction were the uniquely

personal struggles related to the initial decision for surgery and the stoma.

Decision for Surgery

Participants reéalled the struggle around making the decision for surgery
following the suggestion of a permanent ileostomy. In their own way and for their own
reasons some reached the ultimate decision to have a permanent ileostomy. For some a
crisis forced the decision, for others it was an accumulation of incidents and c;is:es and
for two the decision was out of their control. Three participants had planned elective
procedures, one participant had an emergent procedure and three had emergency
surgeries.

Carol described her agonizing process of decision: “I talked with my husband,
myself, my Dad’s preacher. I cried and I prayed for twelve months and finally thought it
was right.” Edith had five years previously received advice that a permanent ileostomy
would alleviate her disease symptoms but she refused to have surgery. Her symptoms
progressed and in December 2002 multiple ulcers wére seen on a routine colonoscopy:
“When I heard the word ulcers my mind changed 180°.” She visited her surgeon and
surgery was booked. Bob recalled coming to terms with his disease: “Enough‘is enough
and something inside me knew it was the right thing to do.” After weeks of constant

severe pain, diarrhea and trips to the emergency department, Frank said one night:
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“That’s it, I'm going for the operation” and his wife phoned for an ambulance. For

Gloria, surgery was a life-saving procedure. She recalled the night her husband took her
‘to emergency: “They took my husband into a room and told him I might not make it and

we had to have a big talk about what I wanted to have happen if I didn’t make it.”

The Stoma

Participants objectified their stoma. No one referred to the stoma as “my” or
“mine”, preferring to name the stoma “Ellie, Egore and Schneck.” Gloria named her
stoma so cdmmunication with her spouse regarding the stoma could take place in a public
setting but in a private language. Frank repeatedly referred to his‘ stoma as “this thing”
and Carol referred to her stoma as “Ae. g |

Most participants wished they did not have a stoma despite being physically
improved with an ileostomy. Anne refused to have a broctectomy on the outside chance
of being able té have the ileostomy closed at a future date. She expressed strong
emotions of anger and hate towards her stoma throughout her story. Her hatred of the
stoﬁa had never wavered since the day of surgery. She also voiced anger over losing Vall
her colon, part of the ileum and néver having a remission in her disease.

Two recurrent themes looking inward were the decision for surgery and emotions
directed at the stoma. Participants wh<.) were given the choice recalled the agony of the
decision for surgery. For some participants the disease progression meant the decisioﬁ
was beyond their control. When referring to their stoma, participants did not

acknowledge the stoma was part of their body. Anne was the only participant who spoke
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of frank hatred of her stoma; however Frank’s label for his stoma as “this thing” could

be interpreted as similar.

Looking Forward
Forward direction looks to the future, where the person is going (Clandinin &
Connelly, 2000). Looking forward paﬁicipants focused on living. In this section I will

present their anticipations and goals.

-Renewed Perspective on Life

Participants had lost energy, the desire to participate in activities with family and
friends, and for one participant the will to live. Gloria wondered, “Should I havé Just
checked out?” Regaining and renewing energy and perspective on life was woven
throughout their stories. Frank, who suffered vicious cycles of disease exacerbations and
remissions for years prior to his surgery, feels he is a changed person. Prior to surgery
because of his disease he was unable to enjoy family or his friends. He now embraces
life, enjoying family, friends, work and life in general. His family and friends were very
cognizant of the change, “They can’t believe I'm the same person.”

Gloria, whose surgery was a life-saving procedure, suffered with depression while
taking steroids after surgery, seriously wondered abc;ut quality of life and if life was
worth living. Eour months after surgery however, she discovered she was pregnant and
“I'was ecstatic.” She plans to have more children. For 15 years Edith lived with disease

that sapped all her energy. Since her surgery she had renewed energy and was glad she
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had the surgery. She described her new life, “It’s time to start living, not existing. I

call my surgery my re-birth.” Carol who lived with disease symptoms for ten years,
stated:

The best part of having an ileostomy is you live again. Ithink I am a fighter; I

had the willpower to have the surgery and get on wz;z‘h my life for my two boys and

husband. There are always things you can work around to make life woﬁderful. 1

am a better person now.

Bob planned to return to school, finishing a program he had left several times
because of disease and surgeries. Doug summed up his feelings:

I have had some pretty good challenges and adversity to overcome. You might

not think this is a big deal, but z‘fzinking back to how hard it was I never thought

I’d be in this stage. Ididn’t think I'd be playing ball again and I have graduated

Sfrom University. Things are back on track.

For three participants however, the future remains uncertain. Anne and Gloria,
who have Crohn’s disease, shared their worry of disease progression. Gloria feared
future surgery and possible resulting complications. Anne feared the new drug, presehtly
keeping her Crohn’s disease in remission, would stop working. Despite this, Anne
anticipated a promotion, increased her volunteer activities and was renovating her house.
Anne said, “I prepare for the worst, hépe and dream for the best and settle for anything
in between.”

Bob and Gloria wondered how their hernias would impact their futures. Gloria
was concerned how the hernia would affect future pregnancies; Bob wondered if his

hernias could be repaired. Several participants wondered if the integrity of the
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peristomal skin would continue to be a concern. Doug and Gloria were fearful of their

current appliance failing to meet their needs and that options may not be available. The
fear of untimely pouch leakage remained with all the participants.

Despite fears and unknown factors, all participants ha& renewed energy for living.
All participants trusted and hoped for the best. Participants recognized time was one of
the biggest factors in adjusting to living with an ileostomy. A common theme shared by

all participants was the renewed perspective on life.

Summary of Analysis of the Narrative

In this chapter of the research report I explored the stories of young adult women
and men living with a permanent ileostomy. The four directions, inward and oﬁtward,
backward and forward provided the framework of categorizing partibipants’ lives.
Common themes were placed within the biophysical, psychological, social and spiritual
components of their stories. These components interact with each other and are not
easily separable. This often made the placement of themes difficult.

Common and divergent themes were identified across the stories. Divergent
themes seemed to be reflective of the surgery either being planned or unplanned
procedure and the participants’ input to the decision for surgery. All participants endured
disease, some for many years before making a decisi’on for surgery. For a couple of
participants a life-threatening crisis forced the decision. Participants shared numerous
common themes asspciated with their disease, hospital experiences, and social and

personal adjustments to living with a permanent ileostomy. In the following and final
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chapter I offer my reflections on the stories, messages for nursing practice and nursing

researchers and thoughts on the method.
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CHAPTER SIX
CONCLUSIONS
In this final chapter I present a critical revi;w of the method and my reflections on
the findings of the research study, implicétions for nursing practice and suggestions for
further research: The purpose of this research study was to reconstruct stories of young
adults living with permanent ileostomies and to identify common and divergent themes. 1
The method of narrative inquiry proizided an understanding of the unique experience and

-perspective of these individuals.

Reflections on the Study Findings

Two research questions directed the study: (a) What are the stories of young
adults living with permanent ileostomies? and, (b) what common or divergent themes can
be identified across the stories? These questions were addressed by informal
unstfuctured interviews with seven young adult men and women. The interviews were
audio taped and supplemented by field notes. Transcriptions of the faped interviews and
the field notes were the data used for the study. The first phase of the analysis involved
reconstructing participants’ stories in their words. The stories are the subjects’
interprétive accounts of living with disease and a pefmanent ileostomy. Readers can gain
understanding by reading the stories and forming their own interpretation of the
participants’ experiences.

The second phase of analysis critically examined the stories for common and

divergent themes. Themes were placed in the framework of the four directions of
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narrative inquiry: inward and outward, backward and forward. These directions are

situated within the framework of the three-dimensional narrative inquiry space (Clandinin
& Connelly, 2000). Narrative knowing has a holistic quality; however, significant time
periods instead of an entire life experience can be examined (Connelly & Clandinin
1990). Althpugh the initial intent of the study was to listen to participants’ stories of
living with permanent ileostomies, it was apparent that the entire disease history was
intimately connected to the subjects’ living experience with a permanent ileostomy: the -
two experiences were inseparable. For some participants the disease constituted a large
part of their story and for others a smaller part. Reflecting on the stories and identifying
common and divergent themes, I recognized participants’ strength and courage as they
struggled with the disease, the decision and the adjustments.

No glamour is attached to having bowel dis;ease and unlike heart disease; a silence
surrounds bowel and ostomy surgery. Western society places a value on the “normal”
body, which is productive, healthy and unblemished (Santos, 1998). The creation of an
ostomy destroys a component of this “normal” person. This presents a challenge to
young adults adjusting to living with an ileostomy. Participants in this study encountered
few people who knew about ostomy surgery thus requifing explanation and discussion of
their surgery at inopportune times. Open communication and public education is
important to facilitate societal understz;nding.

Telling a story “... is not meant to be therapeutic” (Atkinson, 1998, p.12);
however, telling their stories appeared to have a cathartic effect for some participants.
Subjects recalled their experiences as if they occurred yesterday and an underlying sense

of urgency was subtly apparent as if once started, they did not want to stop. This study
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created the space to tell their story. Frank (2000) believed that stories help remoralize

people following the demoralizing of illness. The following section will examine the

data of the young adults in this study against the reported data in the literature.

Quality of Life

Study findings reported the majority of people generally adapted well to living
with an ostomy and had a good quality of life (Awad et al. 1993; Kelman & Minkler,
1989; Kennedy, 1988; Macleod et al. 1986). Participants in this study presented similar
findings to the majority of reported people in the literature. Pemberton et al. 7(1989)
found regardless of how well adjusted a patient was or the degree of improved physical
health, there was a desire not to have a stoma. This was a common theme relatéd by six
of the seven participants in this study.

In contrast, Karaday et al. (2002) stated that the impact of ostomy surgery is often
underestimated in terms of the negative impact on quality of life. This statement is
congruent with the feelings of several participants in this study who felt health care
providers did not understand the impact of the ileostomy and the difficulty of adjustment.
As young adults they felt a major impact from the ostomy surgery as their lives and their
families’ lives were interrupted. In hindsight, all the participants recognized that time
was a major factor in adjusting to living with an ileoétomy. :This time factor was
supported in research findings (Marquis et al. 2003). In addition, these authors found
that confidence in self-care and satisfaction with care received from health care providers
impacted quality of life. Some participants in this study voiced dissatisfaction with care

received from health care workers. They perceived some nurses as not caring, lacking
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empathy and not providing the nursing care they expected. Significant others

compensated for the perceived lack of assistance from health care workers. Implications
for nursing practice will be discussed later in this chapter.

In this present study, having a previous temporary ileostomy (sometimes more
than once) seemed to ease the adjustment to the eventual permanent ileostomy. A
temporary stoma seemed to serve as a trial period making adjustment to living with the
permanent ileostomy less traumatic. No studies examining quality of life discussed the
notion that having a temporary ileostomy facilitated later adjustment to a permanent

ileostomy. This observation implies a need for further study.

Impact on Working Capacity

The young adults in the present study returned to their preoperative employment
and activities. This contrasts to studies reporting 11 to 37 percent of respondents
changing their employment (Awad et al. 1993; Nugent et al. 1999). One participant in
the present study suffered stoma complications, which may in the future dictate a chahge
of employment. For several participants education was ongoing and career paths weré
still being determined; perhaps the challenge of living with an ileostomy would influence

career path choices.

Body Image
Six studies, (Awad et al. 1993; Azizah et al. 1998; Gloeckner, 1984; Kennedy,
1988; Nugent et al. 1999; Salter, 1992) found that having an ileostomy negatively

impacted sexual relationships. Societal norms and taboos play a major role in sexuality
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and body image issues (Santos, 1998). Six of the seven young adults in this study

expressed how the ileostomy negatively affected their body image. The unmarried
participants wondere(i about their sexual desirability and if they would ever forma " -
meaningful relationship. The married participants worried about their spouses’ responses
to the ileostomy; one participant expressed surprise that her husband still considered her

attractive. In contrast, sexual function improved for one married participant.

Stoma Complications

Sfudies showed that a high percentage (34, 39 & 57 p;rcent) of people living with
ileostomies have stoma complications (Awad et al. 1993; Kohler et al. 1991; Park et al.,
1999). Peristomal skin irritation was reported by six of the seven participants iﬁ this
study, which is the most common early and late complication foundlby Park et al.
Peristomal skin irritation often is the factor contributing to appliance leakage and if not
treated can lead to other skin complications. This common complication needs to be
addressed so preventive and management strategies are components of postoperative

teaching and lifelong learning to enhance coping in their lifestyle.

Educational Needs

The literature suggests a deficiency in preopérative and postoperative patient
teaching (Borwell, 1997; Elcoat, 1988; Nugent et al. 1999; Peréson & Hellstrom, 2003;
Shipes, 1987). Most of the participants in the present stidy voiced concerns regarding
the lack of information received. Also the young adults in this study had a higher need

for all the available information to assist them to meet future challenges living with a
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permanent ileostomy while at the same time facing the tasks of completing education,

choosing career paths, and re-establishing social and family patterns. Many participants
turned to resources outside of the acute care setting.

One study (Borwell, 1997) found one third or fewer stoma care nurses had
recognized Vcounseling or psychosexual education. Anotherr study (Azizah et al. 1998)
suggested that psychiatrists and psychologists best address sexuality issues. Reflecting on
the studies in the literature and concerns of this studies’ participants, health care
providers with an advanced preparation in sexual counseling should be a member of the
health care team providing care to discuss sexual concerns and help lessen the negativé

impact of an ileostomy on body image.

Messages for Nursing Practice

Reflecting on the participants’ stories made me examine specific components of
nursing practice: the art of listening, exhibiting respect and dignity, and imparting
information and teaching. In addition I reflected on the role of the ET nurse advanced
practice.

Active listening is an important component of ﬂursing care. We may listen but do
we hear our patients? When listening to patients at bedside conversations, nurses need to
make a conscious effort to hear what ié being said. I believe listening is interactive and
has three components; what is being said, how it is said and why it is being said.
Listening gives meaning and respect to patients’ stories, conversations, past experiences
and to their self. Nurses need to take the time to converse with their patients, listen, pay

attention and respond to messages being given. Silence also can carry messages.
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Hospital environments can be threatening for patients and some patients may be shy,

reluctant or afraid to speak. Nurses need to be aware of silences, cognizant of their
meaning and skillfully enable patients to voice concerns and ask questions.

Lee (1970) described four phases that can occur when a person experiences
trauma resulting in an altered body appearance: (a) impact, (b) retreat,
(c) acknowledgment and, (d) reconstruction. She also addressed implications for nurses
in each phase. I believe these phases are relevant to the population in this study. The
first phase, impact occurs when the Iﬁatient fully understands what happened. Some of
the participants reported that they were shocked at the first sight of their stoma. Lee
wrote of the importance of nurses examining their own feelings when caring for patients
experiencing trauma resulting in altered body image. Sometimes facial expressi’ons,
comments and attitudes unknowingly communicate nursing attitudes. Nurses need to
recognize their own feelings and be respectful commenting about patients’ situations.

The second phase, retreat, is viewed as a rest period and defensive phase in which
the patient recovers from the acute phase (Lee, 1970). One participant in this study
recalled wanting to be left alone and several participants remembered being pushed to
learn self-care before recovering from the acute phase of their illness. During this time
the patient reorganizes, strengthens, and prepares for the next steps in recovery. Lee felt
it is the nurse’s role .to recognize what is happening \'Nith paﬁents. This phase may require
delaying teaching stoma care. What energy an ill patient has in this phase is probably
channeled into coping with the physiological demands of the illness. Physical and mental

readiness to learn can be extremely limited during this time (Whitman et al. 1986).
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Several participants related that they did not remember the teaching of self-care from

day to day.

Knowing when to teach is a crucial factor in the teaching process and caréful
patient assessment by ET nurses and health care providers will help determine patient
readiness. Participants who had emergency surgery felt they were not ready for teaching
of self-care when it was initiated. In today’s health care environment of shortened stays
and earlier discharge, teaching stoma care and management is a high priority and
accommodating patient readiness may be a difficult task. Home care nursing support is
not always required or desired; but this service should always be available to help foster
patient independence. |

Education is accepted as an integral part of nursing practice. In an acute care
institution where ET nurses are employed, it may be assumed that teaching related to the
patient’s ileostomy should be left to the ET nurse. One-on-one discharge teaching of
stoma care and management seemed to be sufficient for the participants in this study.
However, participants desired more written information than was offered to prepare them
for all possible future incidents and challenges of living with their ileostomy. I suggeét
every nurse has a responsibility to help educate patienté regarding their ileostomy
ensuring concerns and questions are addressed within an appropriate time period.

Some participants had a visitor through the United Ostomy Association (UOA)
visitation program and others did not. The intent of the program is to match the visitér
with the patient’s gender, age, surgery, disease and marital status: however, because of
the volunteer nature, an appropriate visitor may not always be available. At times it may

be a judgment call, trying to arrange an appropriate visitor for a patient. Participants in
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this study all recognized the value of an ostomy visitor and felt that speaking with

someone in a similar situation was an important factor in adjusting living with an
ileostomy. One partic;,ipant felt the ostomy visitor was the most valuable component of
all the teaching she received; another participant believed having two visitors confirmed
his surgical decision as being right for him.

Unfortunately one participant received a visitor with whom he could not relate
because they were different ages and in different life stages. I believe having an UOA
visitor is an important and valuable component of patient teaching giving patients the
opportunity of talking with someone with similar surgeries and situations. H;)weVer it is
~ important that visitors are matched as close as possible to ”che patient so meaningful
conversation can take place. Several participants voiced the desire to become a member -
of the support group.

Lee’s (1970) third phase of acknowledgment, the mourning period, also has
implications for nursing practice. Patients who have ileostomy surgery usually lose a
significant part of their bowel and all have a new body appearance and image. I believe
many patients do not recognize experiencing a mourning period. Cassell (1991) wrote
that suffering is distress experienced by patients threatened with the loss of body integrity
and believed adequate nursing care cannot happen until nurses recognize the suffering.
The recognition and acknowledgment of suffering related to the loss of body integrity
and image enables patients to move forward in adjusting to living with their new body
(Lee).

The impact of ostomy surgery in the hospital recovery period for a person caﬁ be

a very difficult and emotional time. Two participants recalled crying; distressed at
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loosing their colon and part of the small intestine and at the same time having a “new

part”, an ileostomy. Both resisted further surgery to remove the rectum. Another
participant recalled the nursing attitudes as uncaring, complacent and disgusted at his
ileostomy, left him wondering how he was ever going to live with an ileostomy. Positive
attitudes of health care providers and recognition of patient auffering can enable patients

to begin the journey of adjusting to living with a permanent ileostomy.

Messages for Nursing Researchers
Narrative stories are an important method of gaining a comprehensive

understanding of human experience. Generally nurses live in different worlds than their
patients. Reflecting and understanding laatients’ lifeworlds enables nurses to make sense
of patients” experiences and why they are as they are. Frank (2000) stated that people
who tell stories do so to be heard and stories can assist nurses to cross the bridge into
patients’ worlds and “... see the shape of the other’s life as the other experiences it”
(Frank, p.365).

| Reflecting on my past ET nurse practice and based on the number of pefmanent
ileostomies performed by a busy colon and rectal surgebn in Calgary during the past three
years, permanent ileostomies are becoming a less common surgical procedure. This does
not negate, however, the importance of understanding the experiences of this patient
population and their unique needs. This surgical procedure causes patients distress and
requires major life adjustments. Through research, nurses have the vehicle to understand
everyday situations with patients, discuss and communicate understanding with

colleagues, and change nursing practice.
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Some possible future directions for nursing research relating to the population

living with an ostomy, listed in order of importance as I identif}; them, are: (a)
identifying common'ﬁeristomal skin complications and corresponding preventative
teaching strategies, (b) identifying resources and approaches fbr continuing support and
education in the community, (c) assessing the effectiveness of the United Ostomy
Association visitation program and its:impact on patients’ adjustments, (d) examining
beliefs and attitudes of nurses caring for patients with ostomies in acute care, (¢)
evaluating the effectiveness of pouch convexity for retracted stomas, (f) comparing
patient adjustments to temporary ostomies compared with permanent ostomies, (g)
- examining the perceptions of body image changes in young female adults compared to
young male adults and compare younger adults’ perceptions with older adults,r a;ld, (h) -
examining adjustment to a permanent ileostomy as an elective versus emergency surgery.
Evidence-based practice is needed to provide a foundation to guide the nursing
care of persons who have ostomy surgery. Research serves to enhance patient outcomes,
improve patient and nursing education and provide a base for the continuity of patient

care. Research can only strengthen the credibility of ostomy management.

Messages for Enterostomal Nursing Practice
Based on the participants’ stories and my pasf ET nursing there is an obvious need
for additional resources to hélp patients adjust to living with permanent ostomies. Patient
acuity, ET nurse — patient ratio, the ET nurses’ diverse responsibilities and early
discharges are factors potentially limiting patient teaching regarding stoma care and

management. I believe because of constraints on their time ET nurses’ practice is limited
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to the preparation for impending surgery and/or the immediate adjustment post-

operatively. Nevertheless one-on-one discharge teaching of the physical stoma care and
management seemed to be sufficient for the participants in this study.

In Canada diploma-prepared registered nurses (RN) are currently accepted into
the distance-delivered Canadian Association for Enterostomal Therapy (CAET)
education program. The CAET is an affiliate member of the Canadian Nurses |
Association and the process for recognizing ET nursing as a specialty and eventual
certification is currently under review and development. In the United States ET nursing
is a certified specialty that accepts only baccalaureat¢ prepared nurses. If completed dn
site the programs are approximately eight weeks in length. The CAET program advisors
in Canada are currently considering accépting only baccalaureate prepared nurses. The
development of advanced ET expertise and competence often requires years of related
clinical practice.

Participants expressed the need for access to all available information to help
them face future challenges in living with an ileostomy. Participants also recognized the
value of conversing with people who experienced similar surgery. Several suggestions
for ET practice are: (a) provision of information (vvrittén and / or video) or a list,
including source, of all évailable information to patients, (b) educating and mentoring
surgical staff nurses and other health cuare providers, and (c) providing the opportunity for
all patients to connect with an appropriate United Ostomy Association (UOA) visitor. .A
suggestion for the CAET is to compile a list of all available patient education material in
English and other languages and distribute this to ET nurses in the CAET’s directory.

The list should also be placed on CAET’s website and updated regularly.
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Body image is an integral aspect of sexuality (Anastasia, 1998). Literature

(Awad et al. 1993; Azizah et al. 1998; Gloeckner, 1984; Kennedy, 1988; Nugent et al.
1999; Salter, 1992) documents the negative impact of ostomy surgery on body image and
this is supported by the findings in this study. Generally today patients exhibit an
increased awareness, have more education and afe more candid. Literature suggest that
health care providers specializing in psychosexual adjustment best address issues
surrounding body image and sexuality (Azizah et al. 1998; Borwell, 1997). The current
Canadian ET distance educationazlrprogram introduces the basic components of
psychosexual counseling; however, the provision of education and related clinical
experience for in-depth psychosexual counseling is beyond the scope of the pro gram.

Reflecting on past practice, current education and the participant’s storiés I
suggest that there is a need for ET nurses prepared at the advanced hursing level of
practice. Direct clinical practice is central to the ET role. However, a need for advanced
practice in communication, teaching and learning, counselling, and political and social
marketing for change is also apparent. An ET nurse prepared at the graduate level would
incorporate the clinical expertise of the ET education program with the skills of an
advanced practice nurse, including psychosexual counseling.

A move towards community-based treatment is apparent. An ET nurse, prepared
at the advanced practice level possesses the skills aﬁd knowledge to expand the role to
incorporate community practice. Following discharge, living with an ostomy becomes a
reality and adjustment issues may need to be addressed. Ibelieve ET advanced practice
nurses require flexibility within their roles to allow for the community care that can be

offered by case management. The delivery of health care is changing. An ET nurse
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prepared at the advanced practice level has the clinical and professional leadership

skills required for role development and change as delivery of health care and patients’

needs evolve.

Thoughts on the Method
I conclude with some personal reflections on the interview process, writing the

report and dissemination of the findings.

Interview Process

The interviews were informal and unstructured. Conducting an interview for a
qualitative narrative study is very diff;erc;,nt from obtaining histories and the verbal
interactions in the every day nursing practice in an acute care setting. At times I was
reluctant to ask a question or make a comment, thinking this would interrupt th¢ flow of
the participants’ narrative. Interviewing is a skill and I believe it takes practice. rDuring
the first interview I made field notes with the intent of asking my questions at the
conclusion of the interview. This was effective in obtaining more data but I learned with
the succeeding inter\“/iews to ask questions at the approbriate time of the interview, which
seemed more effective and connected to the flow of the story. Ilearned each interviewee
and interview was unique and I had to ‘adjust my approach according.

The unstructured informal format provided no boundaries for the participants,
providing them the freedom to speak as they wished. The interview guidelines presented

and explained to participants suggested a one-hour-interview or longer depending on the
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conversation flow. One hour proved too short for all participants except one,

interviews stretched beyond the hour and one participant spoke for more than two hours.
Later in transcribing and reading the transcriptions I formed more questions and
realized the potential value of a following second interview. The rapid flow of
conversations tended to bury questions that becaﬁqe apparent when later reading the
transcriptions. A second interview would have helped clarify some points; however,
follow-up interviews were beyond the scope of this study. Despite these reﬂectioﬁs post

study, rich data were obtained from the participants’ stories.

Writing the Report

“Voice and signature are closely connected in the writing and transforming of
field texts into research texts” (Clandinin & Connelly, 2000, p.147).. A challenge exists
in narrative inquiry creating research text and expressing one’s own voice while
representing the voices of the participants’ storied experiences. The reconstructed stories
of the participants were written in their own words thus remaining faithful to their voices.
Personal biases or too much voice are at risk for emerging in the text of narrative
research. I found it a challenge to reveal the participants’ unique stories while trying to
condense the field texts into the research texts. I returned numerous times to the
interviews ensuring I was remaining true to their voi.ces and not obscuring or silencing
important parts. I also revisifed the reconstructed stories several times attempting to
shorten them without losing relevant content.

Signature refers to the researcher’s writing style or their “stamp” on their work

(Clandinin & Connelly, 2000). Signature belongs to both the researcher and the
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participant.” The participant has to recognize his or her own story. If the researcher’s

signature is too vivid, a risk of concealing participants’ stories exists and conversely if -
signature is too soft the research text may reflect only participants’ staﬁdppint. The aim
of the study was to portray the stories of young adults living with permanent ileostomies
and to iden’gify common themes across the stories. Therefore I allowed the participants’

signature to be foremost so readers could form their own interpretation of the stories.

Dissemination of the Findings

The report of the findings must be shortened ponsiderably as journals have limited
space. In doing so, I must remain true to the participants’ stories and recognize the
subjective process of reducing their stories. It was a challenge deciding what to omit and
what to include. The report needs to be clinically significant and plausible for intended
audiences and written in a manner ensuring an impact in the delivery of care for people
who have ileostomies. I believe the findings speak to people of all age groups who have
ostomy surgery.

There is a need to present the findings to all health care providers; however, the
ET community and surgical nurses are specific targets. I see a global message for all
health care providers tor avoid the possibility of becoming complacent and methodical in
the delivery of care to people who havé ostomy surgery and for all patients experiencing
an altered body appearance. Recognition, understanding and respect of each person’é
unique journey through the process of ostomy surgery are important in helping people

adjust to living with an ileostomy.
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Summary

- The impetus for this study was my past ET nursing practice and my wish to
understand more fully the experiences of young adults living with permanent ileostomies.
I perceived patients were not completely forthcoming during clinic visits post-discharge
but rather gave restricted information based on what they thought was of clinical interest.
I suggested this to a participant follovﬁng his interview, he laughed and replied, “You re
pretty much right.”

This study opened a new dodr for me. I felt privileged that individuals agreed to
participate, allowing me to listen to their stories and receiving information not shared
previously. I was appalled listening to two participants recalling their experiences of
mismanaged pain post-operatively. I believed that post-operative pain was well managed
and given high priority. I was not completely surprised by participahts’ experiencing
negative nursing attitudes. Unfortunately negative experiences appear to have a profound
impact of long duration. Although some participants received excellent care, I believe
- those participants recalling negative experiences were still suffering from the impact.

A second interview would have been valuable in gaining a fuller understanding of
the participants’ lives as sometimes the rapid conversational flow of the interview did not
always allow for probing and drawing out in-depth information. Returning to the
transcripts and stories numerous times left me wondéring What information was left
uncovered. However, this study allowed me a glimpse into the lives of the participants
living with permanent ileostomies. Several participants remarked that no one could truly

understand living with an ileostomy unless you have one. I hear, respect what I have
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been told, and acknowledge as an outsider that I could not really enter their worlds.

However 1 ﬁave gained greater insight and understanding of their lives.

Atkinson (1998) stated the{t we are each other’s teachers; the person shariﬁg his or
her life story is the teacher and the person receiving the story is the student. I know over
my many years as a practicing ET nurse, I valued my patieﬂts as teachers. Van Manen
(1997) believed that reflection on practice results in understanding and in turn enlightens
practice. Reflecting on my past practice I feel confident that today my ET nursing

| practice would be different. I would like to thank the participants for sharing their stories

and enriching my understanding of living with a permanent ileostomy.
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ethically acceptable. Please note that this approval is subject to the following conditions:

(1) a copy of the informed consent form must have been given to each research subject, if required for this
study;
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(i) the number of subjects recruited;
(if) a description of any protocol modification;
(iii) any unusual and/or severe complications, adverse events or unanticipated problems involving
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research;
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information about risks associated with the research;
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CONSENT FORM
TITLE: : Stories of Young Adults with Permanent Ileostomies
SPONSOR: Faculty of Nursing, University of Calgary

INVESTIGATORS: Principal Investigator: Dr. D. Hughes
Associate Professor, Faculty of Nursing

Co-investigator: Lorraine Sinclair
MN student, University of Calgary

This consent form is only part of the process of informed consent. It should give you the basic idea of

- what the research is about and what your participation will involve. If you would like more detail about
something mentioned here, or information not included here, please ask. Take the time to read this
carefully and to understand any accompanying information. You will receive a copy of this form.

BACKGROUND: :
The purpose of this study is to help nurses understand what it is like for young adults to live with
permanent ileostomies. The knowledge will help ET nurses give better care to patients similar to you.

WHAT IS THE PURPOSE OF THE STUDY?
The purpose of the study is to gain an in-depth understandmg of what it is like for young adults

to live with a permanent ileostomy.

WHAT WOULD I HAVE TO DO?

If you agree, to take part in this study you will meet with Lorraine Sinclair for about ltol %
hours. Lorraine will ask you to tell your story about living with an ileostomy. Your conversation will
be tape recorded, and later Lorraine Sinclair will transcribe it (type it out). The interview will take place
wherever you prefer and at a time that is convenient for both of you. Lorraine may take additional hand
written notes during the interview and the audiotaping.

She might also ask you to review your interview transcript to be sure that it is right. If you wish,
a copy of the research report will be sent to you once it is finished.

WHAT ARE THE RISKS? '

There are no known risks to you by participating in the study. It is possible that by talking of
some of your experiences with living with an ostomy may upset you. If you so desire, you may ask for
the interview to be stopped. If this has been upsetting to you, Lorraine (an experienced enterostomal
therapy nurse) will stay with you and discuss it if you like, and will encourage you to visit your surgeon
and / or family physician to speak with them about your concerns. If necessary, you may be referred to
a counseling psychologist, but the investigators will not cover the expenses. '

2500 University Drive N.W., Calgary, Alberta, Canada T2N 1N4 e www.ucalgary.ca/NU
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It you agree to participate in this study there may or may not be a direct benefit to you. You
might find it helpful to discuss your experiences but there is no guarantee that this research will help
you. The information we get from this study may help us to provide better treatments in the future for
patients with permanent ileostomies.

DO I HAVE TO PARTICIPATE? ‘

Your participation is entirely voluntary. You may choose not to participate or to withdraw from
the study at any time without affecting future health care. You may withdraw by informing the principal
investigator or the co-investigator / interviewer. If you choose to withdraw, your interview tape will be
destroyed.

WILL I BE PAID FOR PARTICIPATING, OR DO I HAVE TO PAY FOR ANYTHING?
Participation in the study will involve no cost to you. If you have to pay for parking we will pay

you back. You will not be paid for taking part in the study. There is no funding agency or funding body

involved in this study. ' :

WILL MY RECORDS BE KEPT PRIVATE? , :

The audiotapes will be transcribed by Lorraine Sinclair or by a paid medical transcriber who will
not be able to identify you by name. During the study the tapes will be kept in a locked drawer by the
co-investigator and will be erased at the completion of the study. Only the princjpal investigator and the
co-investigator will have access to the tapes. The transcriptions will be retained for up to five years
following the study for possible further analysis. The University of Calgary Conjoint Research Ethics °
Board will have access to the records. Information and quotes obtained in this study may be published
in health care journals, but your identity will not be revealed. : ‘

SIGNATURES

Your signature on this form indicates that you have understood to your satisfaction the
information regarding your participation in the research project and agree to participate as a subject. In
no way does this waive your legal rights nor release the investigators, or involved institutions from their
legal and professional responsibilities. You are free to withdraw from the study at any time without '
jeopardizing your health care. If you have further questions concerning matters related to this research,

please contact:
Dr. D. Hughes (403) 220 4650

If you have any questions Conceming your rights as a possible participant in this research, please-
contact Pat Evans, Associate Director, Internal Awards, Research Services, University of Calgary, at
220-3782. ‘

Participant’s Name Signature and Date
Investigator/Delegate’s Name . ,, Signature and Date
Witness’ Name | : ~ Signature and Date

The University of Calgary Conjoint Health Research Ethics Board has approved this research study.

A signed copy of this consent. form has been given to you to keep for your records and reference,
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February 6, 2003

To Whom It May Concern:

- This letter acknowledges that | support Lérraine Sinclair's qualitative research thesis
titled The Stories of Young Adults with Pérmanent lleostomies. lntérested participants
will be recruited from my clinical practice. Patients who meet the specified criteria wnll be
approached by myself or by my clinic nurse, Trish Landry. Interested patients wul be |
given Lorraine’s letter of introduction and lnstructed to contact her directly or give us

permission to inform Lorraine or their interest and give her their contact phone number.

Sincerely,

o B

W. Donald Buie, MD, MSc, FRCSC FACS
: WDB/bJ

*Denotes Professional Corporation
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Telephone: (403) 220-5839
Fax: (403) 284-4803
Email: mareimer@ucalgary.ca
Hello,

My name is Lorraine Sinclair: I am an enterostomal therapy nurse and currently enrolled as a
master’s student in the Faculty of Nursing at the University of Calgary. For my thesis I am interested in
hearing stories of young adults who live with a permanent ileostomy. |

The purpose of the study is to gain an understanding of what it is like to live with a permanent
ileostomy from your perspective. Your participation will involve one 1nterylew that will be audio taped
and last approximately, but not limited to 60 to 90 minutes. Depending upon how you feel the interview
can be longer than 90 minutes. The place of the interview will be your choice and at a mutually
convenient time. The ultimate purpose of this study is to contribute knowledge that can be used by ET
nurses and nurses in general in providing improved care to people who may be anticipating having
ostomy surgery or who live with an ostomy. The information you provide will be treated with the
utmost confidentiality. Your name will be changed in the final report and all material that may have the
potential of identifying you will be excluded.

If you are interested in participating in this study you are invited to contact me at the phone '

number below or give Dr. Buie or his clinic nurse (Trish) permission for me to contact you. Thank-you.

Sincerely,

Lorraine Sinclair, RN, BN, ET
MN student, University of Calgary
Phone # 403 241 1110
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