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ABSTRACT

This study explores the experiences of four aduwifso reflect upon their
experiences, retrospectively, of being an adoldstigmg with an ostomy. A
narrative research approach guided the collectnhamalysis of data elicited using
in-depth interview, presenting each account inftim of a story. The stories serve
as a representation of each person's experienetsettables and enriches their

understanding.

A preliminary literature search revealed a pauafyresearch investigating the
psychological and emotional concerns of adolesdentsy with an ostomy. This is

cause for concern in respect to healthcare, askriogvledge provided by these
missing voices does not reach the ears of heatttegsionals. The ability to provide
care that is responsive to the needs of adolestemig with an ostomy is therefore
diminished, and may have a detrimental effect guirgpand adjustment for these

individuals.

Six core themes emerged that communicate the essémiceir experience. 1) stolen
adolescence: the struggle for normalcy; 2) a puppéte hand of fate: the struggle
to gain control; 3), through the looking glass: tlerson behind the ostomy; 4) the
soul held captive by the body; 5) never to walknatathe struggle for independence
and self reliance; 6) disconnection: the experienck loneliness. The
interrelationship of these core themes exists asethbodiment of the experiential
whole, metaphorically entitled “The Adolescent higpted.” This metaphorical
description symbolises the cumulative effect of rufision, divergence, and
disconnection from normal adolescent life as peexkiby the participants in this

study.

This research contributes to nurses understandittgeghysical, psychological, and
emotional impact that living with an ostomy has the adolescent. The findings
demonstrate the importance of providing holisticecdhat addresses, and is
responsive to the unique needs of these adolesteptsler to lessen the negative
impact of the experience and effect positive change

Key words: Ostomy; Adolescence; Narrative; Life Expnce.
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CHAPTER ONE
The Beginning

1.1  Introduction

Bane of my existence, thy name is stoma
Bane of my existencd heard this uttered one day by a frustrated gooman
struggling to stuff the contents of a carefully lped bag of stoma supplies in various
pockets of his jeans. Failing abysmally, he settiecbne stoma bag jammed tightly
in his wallet, hiding the remnants of the suppliesler his pillow out of view of his
mother, who had packed them for him. Having beeantgid a reprieve from his
hospital bed, he was off to a movie with friendsvirgy he would not carry anything
that might be construed to be handbag. He succaadedving with nothing but the
now bulky wallet tucked in his back pocket, a mimimtory in a greater battle.

Being an adolescent living with an ostomy, it woséem, is not to be an adolescent
at all, in the sense of the word. In my years afsmg, | have been witness to the
many effects such a monumental change has on phygesychological and
emotional wellbeing. The ability to adjust to a eba of this magnitude is invariably
different for everyone; however, from my observatibose who endured the most
complex, the most disrupting, and the most challepgath to adjustment shared a
certain commonality. These most troubled individugtiared a similar period of life
| associated to be adolescence. Adolescence aderstand, is fraught with chaos
and confusion, representing the slow transformaftiom child to adult, wherein, a
metamorphosis of being occurs. The additional arstance of having an ostomy, |
believed must serve only to escalate that chaosle&dence and its all-consuming
endeavours to conform to a socially embedded aactstf what is normal, what is
acceptable, is thwarted when circumstance dectaeggoal unattainable.

What is created in my mind, when | think of thosmulyg people living with an
ostomy, is a metaphorical picture of a stone gash imurky waters. The ripples that
ensue in those murky waters of adolescence woupdmupon all aspects of life
that lay in their path. My desire to understand gphenomenon of human existence
is what has led me to this investigation. In corhpraling the realities of living with

an ostomy during adolescence, | hoped to be bettabled to care for these
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individuals in the future.

1.2  Significance of the study to nursing

My search for understanding has culminated in thissis, an inquiry into the
experiences of adolescents living with an ostonmpugh the re-telling of their
stories. In the re-telling of these stories | diémcrthe memories, thoughts and
feelings associated with having lived with an ostaitaring adolescence. Nurses and
other health professionals in a variety of settiags exposed to adolescents with an
ostomy. Their experiences are important to undedsta order to achieve positive
outcomes. The presence of an ostomy has the paltéatinegatively impact an
adolescent’s life, affecting relationships, lifdstyas well as academic and career
aspirations. It is the responsibility of health fessionals to facilitate the re-
envisioning of themselves and their lives in a gt they find acceptable within

the complex and often confusing contexts of théetpin which they live.

The Federation of New Zealand Ostomy Societies §2@3timates that there are
some 5,000 ostomates in New Zealand, with a pdpualaf 3.8 million that is one in
every 760 persons. A search of the literature, heweaevealed a paucity of research
investigating the experience of being an adolestigmg with an ostomy. This
indicates a need for further investigation into itn@act that an ostomy can have on
adolescents. Indeed, research studies have explwexkperiences of ostomates, but
little focus is given to distinguishing the exp@&ges from the perspective of those at
different stages of life. Despite a plethora oéritture investigating the subject of
adolescence and adolescents in general, the vbittee mdolescent living with an
ostomy is remarkably silent, thus substantiatingmmtivation for undertaking this

study.

Studies done on individuals living with an ostongvealed that they face many
lifestyle challenges that include physical and ps}yogical adjustments (Manderson,
2005; Reynaud & Meeker, 2002; Rheaume & Goodin@l1%alter, 1992). Others
have found that people with ostomies perceived gatie body image and
expressed difficulties in accepting the ostomy ¢R|&2004; Casati, Toner, De Rooy,
Drossman, & Maunder, 2000; Junkin & Beitz, 2005r&ag et al., 2003; Nugent et
al., 1999; O’Brien, 1999; Salter, 1992).



Many published studies have used quantitative ndetlogy, which makes it
difficult to extrapolate perceptions and feelings tbese individuals. Woodgate
(1998) claims quantitative measures are often qoipped to capture the thoughts,
feelings and meanings that individuals ascribeh&rtexperiences. It is therefore
imperative that more qualitative research be degdbwards gaining knowledge
about the lived experiences of adolescents livingh wan ostomy. Several
predominant themes emerged from the literatureablééctively embodies the lived
experience of ostomates across the lifespan. Taesdody image disturbance, a
perceived loss of control, the need for independesmred normalcy, the value of
support from family, friends, and health professisn as well as the efficacy of
education and communication. In the adolescent lptipa, these themes appear to
have a far more pronounced psychological and psgrhal impact. Additional
themes emerging from the adolescent perspectivedadhe impact of biological,
cognitive, and socio-emotional development, theckefor identity and autonomy,
the concepts of the imaginary audience and perdab#é, the importance of peer
relationships, and the attainment of adult status.

By gaining valuable insight and understanding ihigse experiences, nurses will be
able to utilise that knowledge and provide bettelistic care to those individuals
and their families. Holism is the inseparable catioa of mind, body, and spirit of
the person in the context of a family and a comiyurNlurses cannot adequately
meet the health needs of adolescents without ceragidn of the whole person
(mind, body and spirit) who lives within a contest family, culture and larger
environment (Alma-Ata Declaration, 1978). The fimgs of this study will assist
nurses and other healthcare professionals to hetteerstand the needs and issues of
adolescents living with an ostomy, thus enablingséh professionals to promote
better overall health for this population. It idended that the information gained
will be used to consolidate and improve care thhotlg development of care plans
specifically for adolescents. This insight into whdolescents experience may allow
us to recognise unhealthy coping mechanisms, devsloategies to manage
problems, and provide appropriate support wheredewan order to lessen the

negative impact of the experience.

1.3 Background to the inquiry



My primary interest in exploring the experiencesimdividuals with an ostomy
stems from working with, and caring for people igithrough this experience for
the greater part of my nursing career. | develagethterest in the surgical specialty
during my undergraduate studies and accepted digosn a specialty general
surgery and gynaecology unit where | remained fghteconsecutive years. In
January 2007, | gained approval to establish ahased nursing education role and
subsequently took on the position of Clinical NuEskicator for general surgery and
gynaecology. In February 2008, | accepted a posa®Clinical Nurse Specialist for
Postoperative Surgery within the private sectohale developed a passion for
surgical nursing stemming from my clinical expedensubsequently this has led me

to dedicate the majority of my postgraduate studihis subject.

The literature review will demonstrate that expece of adolescents living with an
ostomy is not well represented in the researchliaaitoday. A very small number
of studies concentrate on the experiences of aclai¢s living with an ostomy. Other
studies refer to the adolescent experience brigflgugh the issue is not explored
sufficiently enough to provide insight into theinique experience. It is, therefore,
my objective to address this knowledge gap, angrdeide insight into how living

with an ostomy affects the individuals in the titina phase from childhood into

adulthood known in the western culture as adoleszen

1.4  Purpose of the study

The purpose of this study is to describe the erpeg of being an adolescent living
with an ostomy by presenting and exploring thearies. Attention has been paid to
describing what characterises the experience ohdiwith an ostomy and the

meanings these individuals assign to their expeeign

1.5 Overview of the thesis

The termsostomyand stoma are general descriptive terms that are often used
interchangeably though they have different meanirgscording to the United
Ostomy Associations of America (2007), an ostonfgreeto the surgically created
opening in the body for the discharge of body waste ostomydescending from
the Greek pleuradtomata is the actual end of the small or large bowal@ter that

can be seen protruding through the abdominal altgical procedures in which
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stomata are created are ended in the suffix ‘ostandybegun with a prefix denoting
the organ or area being operated on. For the pespokthis study the worstoma
will be used interchangeably with the wordstony, colostomy, ileostomy, and
urostomy. These words are used to describe anyicatrgnanipulation of the
gastrointestinal, or urinary tract which creategramontinent outlet for waste on the

abdomen and is collected in an attachable appliance

Chapter Two presents a review and discussion ditdrature in an effort to gain an
understanding of what is known about adolescenemampces of living with an
ostomy. The concept of adolescence as a stagiea$ lexplored briefly, discussing
the classical debates regarding the universaligdoiescence as a distinct period of
life and as a period of emotional turmoil. The umeeresentation of adolescents in
the literature within the context of living with asstomy, led me to broaden my
review to include research in the area of adoldstevelopment and the experiences
of adolescents in other contexts. The purposeisfishto gain a better appreciation

of the experience of living with an ostomy fromadolescent perspective.

Chapter Three describes the research methodologthoah, and design employed.
This methodology section introduces narrative ingas informing the methodology
for this research and discusses the rationale ehis choice. The method section
will discuss research design, data collection midthand analysis using core story
creation. Methodological rigour and ethical coneitiens are also addressed here.

Chapter Four contains the core stories construitted the narratives of the four
participants. | have given each story a metaphbtita that | feel captures the
essence of the experience for that person. Anabfstee data elicited from these
narratives is reported in chapter five with refeeto the literature.

Chapter Five concludes the research, exploringintgations and discusses the
significance of the findings and the suitabilitytbé methodology. | then explore the
implications for clinical practice, nursing educeatj future research and health
policy. My reflections on the research are presemehe afterword.



CHAPTER TWO

A review of the literature

2.1  Introduction

This chapter examines the findings of researchsigating the experience of living
with an ostomy, and relates these experiences geareh findings and other
literature in the areas of adolescent developnatdlescent illness, and disability. |
detail how the literature was sourced and then maoodiscuss the positioning of
adolescence as a distinct period of life with galttr reference to Aotearoa, New
Zealand society and the developmental models ofctassic theorists (Erikson,
1968; Freud, 1925; Hall, 1904; Havighurst, 1952iget, 1969; Vygotsky, 1978).

2.2 It began with a word

My quest to locate the literature began with areesive search conducted using the
electronic database CINAHL (Cumulative Index to $ing and Allied Health
Literature), the World Wide Web, and several academsearch collections. The
keywords of ‘ostomy’, ‘stoma’, ‘adolescent’, ‘adet@ence’, ‘youth’, ‘teenager’,
‘experience’, ‘illness’ and 'nursing’ were employiedhe search. The search yielded
limited results, sourcing only a small quantitynafiterial focusing on the adolescent
experience of living with an ostomy. The underrepraation of adolescents in the
literature within the context of living with an oshy necessitated broadening my
review to include research in the area of adoldstevelopment and the experiences
of adolescents in other contexts. The purposeisfishto gain a better appreciation
of the experience of living with an ostomy fromadolescent perspective.

| sourced a number of research studies, primatifitative in nature, exploring and
comparing individual experiences of living with @&stomy across the lifespan.
Before immersing myself within the literature, Inoa to realise that before
proceeding further | needed to answer several fmedsal questions. Essentially,
what is adolescence? What does it mean? And wimay igistification for exploring

the experiences of adolescents aside from the ptpulas a whole? Why should

adolescents be considered a unique group?



2.3 Atruth universally acknowledged?

It is universally acknowledged that when the déifomi of a term or description of a
word is sought, one can frequently rely on a diwiy to provide the answer. And so
it was with a dictionary my search began. The Qxfanglish Dictionary (Oxford
University Press, 1989) defines adolescence agibeess of developing from a
child into an adult, originating from the Latin bexdolescere- to come to maturity.
The Collins Dictionary of the English Languag@ollins, 1979) elaborates to say
that this period of human development occurs betviee beginning of puberty and
adulthood, that being a person between the age$3oénd 19 inclusive. The
Adolescent Health Committee (2008), however, dsfiredolescence without
chronological bounds as “the onset of physiolodycalormal puberty, and ends
when an adult identity and behaviour are accepfed557). This view is shared by
Gray (1988), who reports that in Western societiplescence refers to a period of
approximately 10 years within which an individugdrtsitions from childhood into
adulthood.

In considering these definitions, | found myselégented with yet more questions
than answers. Specifically, | question what coustg the beginning of
physiologically normal puberty. | am left to consid whether a girl who begins
menstruation at 12 is abnormal according to therablpogical time frame denoted in
The Collins Dictionary of the English Language. T@g&ford English Dictionary
(1989) describes puberty as the period during wladolescents reach sexual
maturity and become capable of reproduction, theebnf which varies with each
individual. This provides a more inclusive viewpoof what is normal; however it
leaves the boundary somewhat vague. The Britistdi®@ie Association (1996)
provides a comprehensive definition of adolesceas& phase of intellectual, social,
emotional, and physical change through which anviddal progresses in passing
from childhood to maturity, and suggests that ihrcet be rigidly defined in
chronological terms. My search for quantifiable bdaries within which to position
adolescence as a developmental period had sodaegifruitless, so instead | turn

to the termadolescenttself.



2.4  Adolescent, what creature is this?

Dashiff (2000) declares matter-of-factly that anoladcent is a member of a
population group comprising individuals who havaateed a certain period in the
human lifespan entitled adolescence. The origin tleé term adolescent is
surprisingly recent, having appeared around the Bfith century and is often
divided by psychologists into three distinct phasssly, mid and late adolescence
(Whaley and Wong, 1996). Whaley and Wong claim thigtorically, the term
adolescenhas been used synonymously with the teymsgh juvenile teenagerand
young personindeed, literature emerging in the 1970s and 498@dominantly
refers to teenagers, rather than adolescents. Jéwevehich are considered to be part
of adolescence are also varied. According to thelédtéealth Organisation (WHO),
adolescence covers the period of life between t0l&nyears of age (WHO, 2008).
The United Nations General Assembly (2008), howestates that youth are those
persons falling between the ages of 18 and 24 ywmetssive. By definition,
Palladino (1997) states, a teenager, or teenpé&son whose age is a number ending
in teen that is to say, someone from the age of 13 toatie of 19. More recent
literature however, has trended away from usingtéren teenager owing to the

decidedly concrete boundaries it implies.

2.4.1 The discourses of youth
In the mid 20th century several developmental nodgherged that have had a
major influence on the theories of adolescence,camiinue to do so today. These
classic theoretical models describe adolescencéhesperiod in which a child
matures into an adult. These developmental thearesde biological views (Hall,
1904); psychoanalytic views (Freud, 1925); cultunaews (Mead, 1928);
psychosocial views (Erikson, 1968); cognitive vie@Riaget, 1969; Vygotsky,
1978); and moral views (Kohlberg, 1984). The safenstudy of adolescence with a
biological focus began with the publishing of Adsdence by G. Stanley Hall
(1904). Hall used the scientific method to studywelepmental processes, and

formulated the theory that adolescence is a pari@ktremestorm and stresdHall's
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claim of adolescent storm and stress is challebgedead (1928), who presented an
account of the coming of age for Samoan adolesdkatsshowed no indications of
storm and stress. Mead explained that Samoan ehilexperienced a very gradual
and smooth transition from childhood to adulthoagtduse, from an early age,
Samoan children took part in work tasks such asingafor younger siblings,

planting and harvesting, and preparing food thaehaeaningful connections to the

work they will perform as adults.

Freud (1925) saw adolescence as dbaital phaseof psychosexual development,
where the child recaptures the sexual awarenessfaricy, whilst Piaget (1969)
focuses on cognitive development, seeing adolescasctheformal operational

stage where the young person develops the ability tokthabstractly and draw
conclusions from the information available. Cogmtifunctioning, according to
Piaget, involves an ongoing interchange betweenmdation, that is fitting

problems and information into existing cognitiveustures, and accommodation;
modifying and revising cognitive structures thae aneffective or unsuccessful.
Piaget described four periods of development beginmvith sensory-motor and
ending with formal operations. Vygotsky's (1978)edhy stresses relationships
between the individual and society. To understactild’s cognitive development,
there must be an understanding of the culture witlvhich that child exists.

Vygotsky proposes that an individual’s thinkingtpats are the products of cultural

institutions and social activities, not innatetsai

Kohlberg (1984) extended Piaget’s theory of cogaitievelopment into a theory of
moral development that focuses on thinking aboutainiesues. This theory of moral

development focuses on thinking about moral isswwéshinking about behavior that

is right or wrong. In Kohlberg’s view, formal reass are able to use high-level
moral reasoning. In other words, adolescents bigimderstand the relative nature
of rules and laws and realise the need to protefividual rights. Formal and moral

thinking enables adolescents to begin thinking abfweir own thinking.

Erikson’s theory of epigenesis (Erikson, 1968) msys a theory that integrates and
synthesises past and present experiences. Thisigenyaal view is composed of

eight stages. Each stage is regarded as a psychlosusis that arises and demands



resolution before the next stage can be satisictwrgotiated. Where erisis is not
resolved, social adjustment cannot progress andnaealthy outcome occurs that
will influence future social relationships. Thetfifpsychosocial crisis of Erickson’s
model entitled identity versus identity confusiodepicts adolescence. During this
developmental period the adolescent seeks to answequestion ‘Who am | and
where is my place in society?’ This stage exengdifindependence of thought.
Turner and Helms (1987) state that it is during thme that the values and beliefs of
parental figures are questioned, and individualesland goals are formed. The
adolescent undertakes to evaluate his/her existamce explore their personal
identity in order to establish a meaningful defomt of self. Failure to develop
independent thought processes and establish awidodl identity results in

confusion in future adult roles.

2.4.2 Myth or metamorphosis?

One issue in adolescent psychology discusses wheil@escence is in fact a
discrete developmental period, a point along aicanm of human development, or
a social construction. The most fundamental andsataquestion in adolescent
research is whether all cultures in the world vaawlescence as a unique life period.
Evidence that adolescence is not experienced unliydnas been presented by Mead
(1928). Atkinson (1997) reports that in traditior@lltures of the past, initiation
ceremonies, or rites of passage, were used to ghieleindividual through the
necessary transition from one social status oslifge to another. Martin-McDonald
and Biernoff (2002), define rites of passage asidtised and institutionalised events
in which individuals are taken from one social $ato another, moving across
thresholds where, temporarily, they are neitherpitevious status or the new status,
but rather in between” (p. 347). Ceremonies markigevent were common in pre-
industrial societies and are still practiced inumber of non-Western cultures. For
males, these rituals often consist of some kindest and include circumcision.
Ritual coming-of-age ceremonies for girls were itradally associated with the
onset of menstruation. One female rite of passétigosacticed in parts of Africa
has drawn protests throughout the internationalroanity: among the Masai and
other groups, female circumcision (genital mutilaji is considered the main ritual

marking a young woman's transition to adulthoodiga that she is ready to marry
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and procreate. In many Western cultures, there idear-cut point at which a young
person becomes an adult and, therefore, no simgjieitid/e rite of passage marking

the transition to adulthood.

In pre-industrialised societies, Atkinson (199 a#ds that children typically did not
have formal schooling, and were married at a yoagg necessitating a sudden
transition from childhood to adulthood. Atkinsonesplates that in this cultural
context, adolescence usually did not exist ataait] if it did it was clearly a limbo
period that lasted anywhere from a few days tonarf@nths. New Zealand in itself
is culturally diverse and Drewery and Bird (20049 af the opinion that the various
cultural traditions struggle, each in their diffierevays, to come to terms with the
“strong euro-western economic undercurrent abowtthmeans to be grown up”
(p. 223). Drewery and Bird claim that the phenonmed adolescence is a by-
product of an industrial revolution in the late™&entury that swept through the
euro-western world. Schooling was made compulsodyia Aotearoa-New Zealand,
adolescents were seen as more properly focusedepanng for adulthood and paid
work through education. Today however, Drewery @il report that events
previously considered to be significant transitianslife such as leaving home,
gaining employment, marriage, and children are dpeielayed and their sequence
changed. Consequently, these traditional markersdaft status are becoming less
directly related to age. The ambiguity of age asded rites of passage is evident

among the laws that govern society in New Zealand.

2.4.3 One man’s sheep
Legislation concerning adolescents in New Zealanmbntradictory in nature at best,
giving rise to much conjecture and speculationwemy and Bird (2004) refer to the
stance of the government on the responsibilityfédeding and housing young people
who move into tertiary education. With certain gxaans, the government lays this
responsibility at the feet of the parents, at leagtl the young person reaches the
age of 25. According to the Age of Majority Act (@ full legal capacity is attained
at 20 years of age. However, if statutes servédn@srarkers of the transition from
childhood to adulthood, New Zealand society is afused society. As a member of
present day society in New Zealand the Land Tramgj (1998) dictates that one
may obtain a drivers licence at the age of 15nis then considered an adult? At 16
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years of age the Education Act (1989) states thatray leave school, the Marriage
Act (1955) allows marriage with parental conseng the Crimes Act (1961) states
that one may legally consent to engage in heteuadextercourse, but not
homosexual intercourse. The Care of Children Aettisn 36 (2004) states that a
person on reaching age 16 may consent to a meaaise¢dure, however, section 38
states that a female of any age may consent talbtbetion of a foetus. At 18 years of
age a young person may vote and the ProstitutioforRe Act (2003) has
pronounced that it is legal to gain employment psoatitute.

The Sale of Liqguor Amendment Act (1999) announded the age at which one may
purchase and consume alcohol is now 18 instead gfedrs of age, though public
debate. According to the Gambling Act (2003), hogrewone remains prohibited
from entering a casino until the age of majorityattbeing 20 years. To add to this
ambiguity, if one then travels abroad these legal dipulations vary enormously. In
Canada, for example, according to the Canadian iepat of Justice Criminal

Code (1985) the legal age of consent to sexuatcotese is 14 and in the United
States the National Minimum Drinking Age Act (198dnohibits the purchase of
alcohol by any person under the age of 21 yeargislagion imposed in each

country, and indeed even each state or provinckvesse. In any one given day, a
young person may sway in an out of adult statusyiares. Atkinson (1997) claims

that this ambiguity, this breakdown of significaymbols by which to live, is one of
the primary contributors to not only the flounderiof youth, but the breakdown of
society in general. Without clearly defined guideb to assist one in a difficult
passage of life, Atkinson speculates that the tfiansfrom childhood to adulthood

will be met with confusion, uncertainty, and inctusiveness. Indeed, Drewery and
Bird suggest that society may need to rethink whaheans to be an adult in

Aotearoa.

The assignment of fixed chronological boundarietht period of adolescence has
proven ever more difficult. It has become cleam® that adolescence is not merely
an inherent process of developmental conventiontha the adolescent is born of a
cultural and social phenomenon. The boundariesdofeacence, therefore, are not
easily tied to physical milestones. In relatiorthe development of this study, such a

revelation presented an obstacle that would benpatly problematic. Specifying
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the conceptual and operational definition of adwmese, | believed was critical in
the design of this study. Without a more definitisleronological description of
adolescence, | would be unable to formulate cleaampeters within which to define
my target population. With this goal still at therdfront, | began to investigate the

complex phenomenon of adolescence.

2.4.4 The adolescent phenomenon

"Who are you?' said the Caterpillar.
Alice replied, rather shyly, "I--I hardly know, sjust at present...
at least | know who | was when | got up this magniout | think |
must have been changed several times since then.’

Lewis Carroll, 1865.

Brydolf and Segesten (1996) describe the perioddofescence as a time of great
fluctuation in the biologic, psychological and sdaiealms along with role changes
within the family and group of peers. They claimatttboth the conscious and
unconscious realisation of these great fluctuatiartbe biologic, psychological and
social realms can be the source of much anxietgrdtly Bostick and Paulson (2005)
declare that adolescence is a period of self dagowhen internal and external
factors impact an adolescents awareness of whoatfeeywhat they believe in, where
life is taking them, and how they fit into a complsociety. Successful identity
formation according to Atkinson (1997) can be chtamased as the process of
gradually bringing into accord the variety of chempgself-images that have been
experienced during childhood. Huebner (2000) prepdhkat this is one of the most
important tasks in adolescence. The question ofo'am I’ is not one that the
adolescent thinks about at a conscious level. adstever the course of the
adolescent years, they begin to integrate the opsnof influential others; parents,
other adults, and friends, into their own likes diglikes. The eventual outcome is a
clear sense of their values and beliefs, occupaltiggoals, and relationship

expectations.

The physical body changes exhibited in adolescare¢he most acute, more so than
any other time within the lifespan. It is in thisrppd Williamson (1987) claims, that
most individuals experience rapid linear growth,ighé gain, increased bone
development, and the development of secondary bekamacteristics and sexual
maturation. Williamson adds that a lack of contookr these changes may be a
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source of considerable distress resulting in airfgebf powerlessness in the
individual. Those living with a chronic illness oondition often undergo additional
physical changes related to treatment, surgery raedications. Decker (2000)
maintains that if compounded by iliness or the @nes of an ostomy, the changes
and disruptions of puberty sometimes lead to anrvdwelming experience and

transition throughout adolescence.

2.5 Being a person with an ostomy

The miracle is not to fly in the air, or to walk tre water; but to
walk on the earth.

Chinese Proverb

There are several reasons why a person may neest@my, such as birth defects,
injury, malignancy or inflammatory bowel diseas®¥ghether it be temporary or

permanent, life saving or to improve quality ofelifostomy surgery is usually
accompanied by psychological and psychosocial casa@nd can have an impact on
an individual’'s quality of life, body image and fsesteem. The literature review
uncovered studies done on both temporary and pemasstomies (Erwin-Toth,

1999; Kelman and Minkler, 1989; Martinsson, Joswisand Ek, 1991; Karadag et
al., 2003). Brown and Randle (2005) found no casigkifindings in their literature

review on living with an ostomy. They did howevadicate that, in the short term,
most individuals experience negative feelings eEngment toward their ostomy.

Nugent et al. (1999) looked at quality of life mdividuals with permanent ostomies
and found that many individuals cope extremely welhereas some have more
difficulties. They attributed this to age and reasor the ostomy operation, and that
coping in the long term may be enhanced by propeogerative education. Karadag
et al. (2003) and Silva (2003) concluded that hgwvaither an ileostomy or a

colostomy profoundly negatively impacts on quality life. This impact resulted

from the stoma related problems encountered onlalatsis. Quality of life factors

included the effect on the ability to travel anceexse, and on hygiene and sexual
relationships. Goozen, Geelkerken, Herman, LagadyGoozen (2000) found there
was a clear relationship between the number ohogtmare problems and the degree

of social restriction, that is the avoidance ofigbactivities and social withdrawal
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leading to isolation.

2.5.1 Body image and self concept
Adolescents are very aware of physical changesofteth compare themselves to
their peers. Freiberg (1992) claims it can be dlifti for the adolescent to adjust to
all these bodily changes. They are often conflieledut what they perceive to be the
ideal body. Ghosh, Drummond and Ferguson (1998)Rayhorn (2001) report that
body image and personal appearance can often be@rmencern for these
individuals at a time where this is consideredd@ambgreat importance. The physical
processes of illness or disability also have a ammging effect on body image and
self-concept. Several studies note how changesltirgsurom illness and the
presence of an ostomy have an impact on one’sestem and body image. Shipes
(1987) asserts that gradual physical changes inbibdy, as happens during
adolescence, provide the individual with time tguat to their image. Abrupt
changes, however, such as those resulting frommysturgery do not allow the

same leisurely adjustment. This can result in todesd body image.

The failure of growth and sexual development areado be serious and common
problems in adolescents. Simon (2002) and Dani@DXp claim that illness, both

acute and chronic, may delay growth, puberty aednlaturation of other biological

systems through lack of nutrients or competitiom fatrients from chronic

inflammation and infection; stress and the sideeatff of medications such as
steroids. Other changes are reported by Brydolf égeSten (1996) and Decker
(2000) to be rapid weight gain or loss, fluid retem, acne and loss of energy.
Casati, Toner, De Rooy, Drossman and Maunder (2@@dhtain that these side
effects have a significant impact, especially ins@ciety that puts tremendous
emphasis on attractiveness. These studies notédftea these changes leave the

individuals feelingdamagedand different than their peers.

According to Cepeda (2000), delayed puberty mayltras low self-esteem in boys,
and in difficulty separating from parents due t@aent immaturity. Adolescents
affected by delayed puberty may be treated asnedare than real age by adults,
and this can lead to an overwhelming experiendbeadolescent struggles to adapt

to the additional circumstances of illness togetinath normal developmental
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challenges. The adolescent may also be concerrelide they are not physically
developing at the same rate as their peers. HugB060) claims that being out of
developmental ‘step’ with peers is a concern tolegstents because most just want

tofitin.

Persson and Hellstrom (2002) report that during ittigal postoperative period,
many people had trouble looking at or touching stema. Weight loss resulted in
the perceived image of looking gaunt andvell, and perceived attractiveness since
surgery was also found to be markedly decreasedila®ly, surgical scarring was
found to be of high concern, particularly among &enparticipants. Klopp (1990),
reports that individuals with faecal stomas app®ahave a poorer body image
perception than those with urinary stomas, whilstse with ileostomies were
reported to have a better self-concept than thageaslostomies. The study results
also reflect that the change from an ostomy to mtigent pouch had a dramatic
effect on the psyche as one regains control oflpdainction, though, it is suggested
that significant negative feelings remain evenrafieuch surgery. The study by
Salter (1992) describes expressions of shock, sisgihate, feelings of
embarrassment, abnormality, repulsiveness, dei@statind non acceptance.
Participants reported feeling frightened and ismlatparticularly as it pertained to
their developing sense of sexuality and sexuamaty. It was also reported that
several people felt they were being confronted wsihiety’s perceived expectation
that one must have a healthy, pleasant appearanoeentioned by Casati et al.
(2000).

In studies carried out by Beitz and Rager Zuzel@08 and Deeny and McCrea
(1991) participants expressed feelings of uncagtamregard to how to tell people,
who to tell and how they would react. Described faedings of helplessness and
grief for the loss of a body part, a feeling okaktion from the body, expressions of
loss of control over the body, anxiety, depressamitation, boredom and surprise
over the perceived short length of hospital stagragurgery. Participants in Beitz’
(1999) study often used the third person when nefgrto their bodies and would
describe their ostomy dat In contrast, Lask, Jenkins, Nabarro and Booth (1987
found no evidence that stoma surgery in childha@gsychologically harmful and
found no evidence that depression or social ismlatommonly occurred. O’Brien
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(1999) and Junkin and Bietz (2005) indicate how,dome, the ostomy is viewed
positively. Many look forward to their surgery sy can once again feel better and

have a normal chance at life.

2.5.2 Intimacy and sexuality
The biological and physical changes that accomppaiajescence also bring about an
awakening of new feelings toward one’s own bodyhideing a sense of intimacy is
not just about sexuality but also about the emali@md reciprocal needs within a
relationship. Busen (2001) states that for the est@nt, beliefs about body image
and social relationships, especially those with tpposite sex, are intense and
threats to either may be met with great anxietystéddy by Kelly (1991) revealed
sexual relationships were a source of anxiety éones particularly those who were
not married or had no current partner. Erwin-TatB99) reported however, that
none of the participants in his study felt theitomsy was an issue in their sexual
relationships. This was due in part to the lengtlationships developed prior to
beginning any sexual activity. Martinsson et a@9q1) found similar results, with 36
out of 53 participants reporting that their ostonag no effect at all on their sex life,
seven said there had been a positive change afedt 10at it had a negative effect. It

is important to note however that 38 out of thegp&8&icipants were married.

Studies by Beitz (1999), Carlsson, Berglund anddyeen (1991), and Deeny and
McCrea (1991) reported that for women, embarrassangh insecurity related to the
stoma was a major concern, whereas for men, impete@as most often revealed as
the source of concern. Men who lost the abilityathieve erection through bladder
cancer described their partners as the innocetimgof their disease. Findings in a
study by Manderson (2005) indicated that some pesthave difficulty accepting

the ostomy, and are therefore not supportive. Supgad understanding from the
significant other has been most often revealed ey ¥mportant in helping to

alleviate the fear of intimacy.

2.5.3 The personal fable
There are good reasons to believe that adolescespecially early adolescence,
may be a turbulent period. Hall (1904) coined theapeStorm and Stresthat he
believed epitomised the experience of psychosadi@nge in adolescence. The
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phrase is taken from the Germ&turm und Drangnovement which emphasised the
volatile emotional life of the individual. This coept focused on idealism, rebellion
against established ways, and the expression @f pleesion. The three key aspects
of Halls theory are conflict with parents, moodrdions, and risky behaviour. Hall
saw adolescence as the last of four stages of @awelnt, the final transitional stage
between childhood and adulthood, and the one reguapen rebellion against the

established values in order to separate from thenpgand become independent.

2.5.4 Exploratory health behaviours

“I would there were no age between ten and threg-an
twenty, or that youth would sleep out the rest; thegre is
nothing in the between but getting wenches witHdchi
wronging the ancientry, stealing, fighting”

William Shakespea

While many adolescents with chronic illnesses marthgir disease and treatment
regimens extremely well, Viner (1999) maintainst ieluced adherence to medical
regimens and poor disease self-management can de &t developmentally
appropriate in adolescence. In addition, Vermeire, Hearnshgan Royen, and
Denekens (2001) declare that adherence to a treategimen requires appropriate
cognitive capacities and personal organisation elé & a personal belief that the
treatment is required and beneficial. Kyngas, Kanld Duffy (2000) assert that
young people may have difficulty adhering to treatitnregimens devised for them
by health professionals and parents because ofypdeveloped abstract thinking,
which may manifest as a relatively poor abilityglan and prepare for different
situations using abstract concepts; an immaturdityabto imagine future
consequences; and a concept of themselvésiléet-proof or not vulnerable to the
usual rules of life. Together these cognitive isso@y mean that the prevention of
long-term complications of illness is a poor motorafor compliance. Additionally,
adherence may be impaired because of a lack o¢dhmmalth beliefs and goals with
the young person’s treating health professionalfanily. Or alternatively, health

professionals may be exerting parental authoriticivis rebelled against.

Treatment adherence and chronic illness control lwanput at risk by
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developmental needs to explore possible modes tfrfubehaviour, usually
derogatively referred to aslolescent risk-takingMales, 1997; Mischaud, Blum and
Ferron, 1998; Ramrakha, Bell, Paul, Dickson, Mgffand Caspi, 2007). Much
morbidity in young people is generally considered result from risk-taking
impulsiveness, the rejection of parental valuesthedesting of boundaries. But the
standard conceptions of adolescents as risk-takignspoor future-thinking abilities
have been shown to be largely false. Viner and MaRa (2000) postulate that it is
thus more helpful to understand so-caltestt-taking behaviours in young people as
developmentally-appropriatexploratory behaviourshat they may or may not

continue as adults.

Atkinson (1997) asserts that some, but not allJesbents challenge authority or the
rules as a means to establish their individualer relationships are highly revered
by adolescents and peer influence, often termed pesssure can be powerful

regarding experimentation with risky behavioursinigiadolescence. Impatience and
impulsiveness frequently affects decision makingd gossessing a sense of
omnipotence and invulnerability, increases riskingkbehaviour. In the realms of

developmental psychology, this behaviour is knowth&personal fableAccording

to Elkind (1981), personal fable is the part of ladoent egocentrism involving an

adolescent’s sense of uniqueness and invincibifgolescents often believe that
they themselves will never suffer the terrible exgreces that can happen to other
people. This sense of invincibility is likely inwad in the reckless behaviour often

exhibited by adolescents.

2.5.5 All the world’s a stage

All the world's a stage,

And all the men and women merely players:
They have their exits and their entrances;
And one man in his time plays many parts

William Shakespeare, 16
The development of formal operational thought aflomdolescents to take the
perspective of others and anticipate the reactminghose around them. Elkind
(1981) reported that the adolescents’ new capdoityperspective-taking is often
characterised by the assumption that those ardwerd are as preoccupied with their
appearance and behaviours as they are, resultingthen formation of an
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imaginary audience. Santrock (2004) describes tlomcept as adolescent
egocentrism, or heightened self-consciousness krasvthe imaginary audience.
Atkinson (1997) claims that adolescents overesentheir significance to others,
resulting in self-consciousness about physical amee and interpersonal
behaviour. Santrock claims that adolescents sdraethliey are on stage, believing
they are the main actors and all others are theeacel Often small embarrassments

are seen as enormously traumatic.

Busen (2001) states that the overly self-conscam@escent may find the scrutiny
associated with hospitalisation and surgery ovelnvimg. The experience of surgery
and hospitalisation poses special developmentdliectyges for adolescents who have
increased need for control, privacy and peer ioteya. Surgical procedures
generally involve dependency on adults, frequegsiglal examinations, exposure of
body parts, and sensitive questions about heattiortyi that may be embarrassing to
the adolescent. The implications of surgery maydss related to the adolescents
physical condition and more related to psychosawalds such as dealing with pain,
separation from peers and significant others, éédnodily mutilation, and receiving
care from strangers. Disruption of normal routilaek of privacy, lack of mobility,
and temporary or permanent disability may also dsi@s for the adolescent. In
examining the compounding effect of the thoughtd feelings discussed in these
studies, another dominant theme emerges, this lzeransiderable sense of losing

control.

2.5.6 Losing control
The perception of losing of control is also centoathe experience of living with an
ostomy. Studies undertaken by Brydolf and Seggdt@®6) and McVey, Madill and
Fielding (2001) report that a number of particigaeipressed frustration at not
being invited or allowed to participate in decisimaking as regard to their surgery,
and subsequently felt isolated and unpreparedhf®rongoing consequences. This
perceived lack of control was said to have resuitetingering feelings of anger
towards health professionals and in the case ddrelm and adolescents, with their
parents. The perceived loss of control is said ¢oeRacerbated by the hospital
system, the dependency experienced following surged in several incidences by
seemingly over protective parents, further hindgtime ability of the individual to
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manage independently and feel in control.

In many instances the stoma challenged the aliditgrovide self care along with
ordinary activities such as using the bathroomemley, working, engaging in
leisure activities and sexuality. Persson and kelts (2002) and Santos and Sawaia
(2001) report that frequent absences from schodl lmving to constantly make
excuses because of inflexible school rules requigroup showers caused painful
childhood memories for more than a few informa®tsme also considered the bag
as a chastity belt. A majority of informants deBed choosing clothing to hide the
appliance and scars. According to Deeny and Mc(Ct881) they avoided certain
foods and for those with a urostomy or neobladtel tavoided fluids at certain
times. Individuals expressed a fear of using tHaipdathrooms; this was especially
evident in men who could not use a urinal. Pardiotp in Beitz’ (1999) study that
the “desire for control of their bodily functionedithe associated freedom from pain
and urgency was the overriding impetus for surggp/” 191). Similarly, Motta
(1987) and O’Brien (1999) found that many indivituafflicted with chronic
inflammatory bowel diseases are so ill they acyulalbk forward to having surgery.
The attempt to regain a sense of control repregbataext major theme revealed in

the literature, that of independence and normalcy.

2.5.7 Independence and normalcy
Erwin-Toth (1999) and Motta (1987) highlight thepartance of being treated as
normaland learning self-care soon after surgery. Mamnmgi a sense of normalcy in
life is a key issue. As long as the adolescentcctuin with their peers and maintain
everyday activities, they felt normal. Receivingastomy was described in a study
by Erwin-Toth (1999) as the addition of somethiagte body whilst paradoxically
representing a loss of continence, body boundanédgpendence and dignity. This
is evident in the experience of one individual wdasother died prior to her surgery
and whose father had sheltered her from societyf@aade her to care for her own
stoma, considering it his responsibility. It wasstperson who reported the most

difficulty in adjusting to her stoma.

Brydolf and Segesten’s (1996) study identified ¢tbacept ofreduced living spage
“the sphere one acts within in ones daily life” 42). It includes routine, physical,
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social and cultural activities as well as tradisoone has acquired and consider
meaningful for living a good life. An example ofighs that almost all participants
experienced a dependency on being near to a toktlimited their normal social
activity. Studies by Carlsson et al. (2001); Sali€92), and Thomas, Madden and
Jehu (1987) found that most individuals restridteeir social and leisure activities
significantly as a result of the ostomy. O’Brien99D) describes how some
adolescents are compelled to buy larger clothingite the ostomy bag, but this
may only exacerbate feelings of alienation and egadcy. Finding clothes that
reflect the style and personality of the individuadt still conceal the ostomy is very

important in maintaining self-esteem and feelinfjsarmalcy.

Erwin-Toth (1999) describes how the inability tortpapate fully in school was a
source of painful memory. When it came to gym classst were excused from
participation even though only two had sufficienedital reasons to be so. In
Carlsson et al.’s (2001) study, travelling, goinghe movies and theatre was viewed
as a great problem for all of the subjects. Thaséihg behaviours according to
Erwin-Toth, result in reduced living space and pered lack of control.

Wolman, Resnick, Harris, and Blum (1994) studiecethibr adolescents with and
without chronic conditions differed in emotional Nseeing, worries, concern and
body image. Findings revealed that those with dleroanditions had lower feelings
of emotional well-being, worried more about dyisghool, future work, and had a
poorer body image. In contrast, other studies Hedetat chronically ill adolescents
did not experience increased psychological diffiesl Pless, Cripps, Davies and
Wadsworth (1989), in a study which consisted of B3fhildren with chronic

physical disorders, found that the prognosis feséhchildren was remarkably good.
They were shown to have similar chances of marrage of becoming parents as
their healthy counterparts. Throughout the litematthere were expressions of
frustration with communication between informamntsl dealth professionals. Klopp
(1990) identified that there seemed to be a lacloggortunity for individuals to

express their fears. Also of interest was that thivel of subjects were unaware of
the type of stoma they had and five percent didknotv why they had an ostomy.
The literature revealed conflicting findings foretleffects of chronic illness on
adolescence. Longitudinal research that would aftwlew up with adolescents over
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time is needed to understand long term impact gchmdogical and psychosocial

functioning.

An exploratory descriptive study by Reynaud and k¢e€2002) was undertaken to
describe the coping styles of older adults follagvstoma surgery. It is suggested
that coping can be enhanced by pre and post opemrdiucation and counselling by
nurses in order to identify ineffective coping syl fears concerns and stressors and

try to implement more effective methods of coping.

2.5.8 Thinking about thinking

| began thinking about why | was thinking what Isw&hen |
began thinking about why | was thinking about whyds
thinking about what | was.

(Santrock, 2004, p. 342)
Adolescence is characterised by rapid transitinorgnitive development, whereby,

new levels of intellectual functioning emerge. Macld, Suris and Viner (2004)
maintain that the intellectual maturation that takgace on an inner level for the
adolescent is more subtle than biological chanbes,just as important. Formal
operational thinkers can recognise and identifyr@blem. Adolescents are thus
capable of combining thought processes into séiifggon about vocational goals,
personal satisfaction, and social responsibilitydolscents begin to generate
opinions, to examine a situation from a varietypefspectives, to anticipate the

consequences of decisions, and to consider thédrgbf sources.

Busen (2001) suggests that early adolescents, H3es 14, still use concrete
thinking and literal interpretation of events analvé limited ability to project or
anticipate the future. For health professionalss itmportant to provide continuous
education, communication skills may be lacking #imefefore health professionals
should look for nonverbal cues. Busen suggestspiteatding information to groups
of early adolescents with similar conditions istgattarly useful. Involving peers in
teaching or using written or audiovisual materttdisplays how other adolescents
cope with an experience may help decrease anxnetyrecrease trust. For concrete
thinkers the ability to see that others have s@dia similar experience is helpful. In
order to not to appear weak or childish or admiea of injections or dislike of
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swallowing tablets, some adolescents may choosedare pain rather than ask for

medication.

2.5.9 Identity versus identity confusion

Erickson (1968) maintains that as the adolescemtstends the journey towards
independence and autonomy from parents, they isicrglg identify with the culture
and norms of their peer group. They assume sindi@ss codes, styles of
communication and behaviour, all of which are dedaby the norms of whichever
peer group an adolescent belongs to. Formatioreef gelationships is an important
task of adolescence, as it provides an environrf@nthe adolescent to challenge
personal characteristics, test how others perciieen, and to seek validation of
themselves. It facilitates the opportunity for radgperimentation, introspection,
evaluating and testing one's personal values, syaaald ethics that will define and
consolidate their integrated identity. It seematheat an adolescent must face the
death of a once-accepted worldview, and as a reduthe death of ideals, the
adolescent is forced to change and develop. VamKaae69) highlights the need for
this living/dying process to occur, he quotes “ltid not die repeatedly | should

become capsulated in past forms of life which lehalveady realised” (p. 64).

During the adolescent decade Peterson, Steinme&tz2Wilson (1995)claim that
there is a gradual change in the structure of Hrerg-child relationship, in that the
degree of supervision on the part of the parentedses permitting autonomous
functioning on the part of the adolescent. Theransincreased emphasis on peer
relationships as adolescents begin to spend more &éway from the family in
extracurricular and social activities. Busen (206la)ms that as middle adolescence
is approached, they are less concerned with imagiaadience, and more reality
orientated. The real audience or that of their pelekes precedence over the
imaginary audience and adult approval. One infotreapressed that though he was
assured of his family’s love, he was concerned taliba reaction of potential
girlfriends. Busen suggests that conformity to theer group is of utmost

importance.

2.5.10 Support systems
Daniel (2001) and Rheaume, and Gooding (1991) miairhat responses to ostomy
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surgery are often dependent on a number of factioch as personality, previous
experiences of illness, beliefs and views abouir thieuation, coping mechanisms,
and their support networks. Several studies cawigdy Bray and Sanders (2006);
Brown and Randle (2005); Brydolf and Segesten (126 Carlsson et al. (2001)
document how individuals stress the importance afirlg support from family,
friends or support groups. Similarly, Erwin-Toth9@B); O’Brien (1999); Salter,
2002, and Shipes (1987) found social support tdubeamental to adaptation as
well as their level of self-care. Psychological ot and social support from family
and significant others especially the mother wasoned to be of paramount
importance. It was noted, however, that as infotsiantered adolescence peer

approval became more critical than family support.

A cross-sectional study was undertaken by Piwonich Merino (1999) based on
observations of different developmental groups airgle point in time for the
purpose of inferring trends over time. The studsestigated factors contributing to
the postoperative adjustment of patients who hatkrgone permanent colostomy
surgery. More than half of the subjects reportedritalaproblems and low
satisfaction with body image. As regard to adoles;elittle research exists which
investigates the role of family support when adjgstto living with an ostomy.
However, the research by Brydolf and Segesten (18868 McVey et al. (2001),
identify areas of caution in regard to the inclusiof the individual in decision

making and encouraging independence throughouliless experience.

2.5.11 Establishing Autonomy

During the developmental stage of adolescence, gopeople strive for
independence or autonomy as it is referred to ychpdogical realms. According to
Huebner (2000) some people assume that autonoress rief becoming completely
independent from others. Regression and dependeagyoccur when adolescents
are under stress. Busen (2001) proposes that isslstng to surgery may be
threatening to adolescent’s sense of control, pyivpeer relations, and body image.
Fears related to these issues are not always latedubut may manifest in such
behaviours as withdrawal, irritability, and refusalco-operate with authority figures
and hospital protocols. Inadvertently leaving theolascent out of information
gathering and decision-making has the potentiah¢oease dependency and further
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hinder the normal adolescent process of becomidgp@ndent. lliness, according to
Cepeda (2000) can serve as a constant remindemulokrability, deficit, and
limitation and may hinder development of indepermgeby creating a feeling of
dependency. Adults may treat the adolescent ag lsgpendant and may be overly
protective. The natural response by a family ig'ydo help and protect the affected
individual. They may be overlooked as active pgénts in social and sporting
situations resulting in feelings of isolation, alion, fear and underdeveloped
social skills which may persist throughout life.

Sturge, Garralda, Boissin, Dore, and Woo (1997)rckhat recurrent illness and the
demands of treatment regimens may significantlyacbtppon school attendance and
educational achievement, which in turn may resulvocational impairments and
loss of financial independence in adult life. Alsloe developmental imperative for
educational attainment may affect chronic illnessoiigh conflicts of priorities

between illness management and schooling requirsmen

The presence of an adolescent with a chronic cdondinposes an increased burden
on the parents according to Cadman, RosenbaumgBomd Offord (1991). Eiser
and Berrenberg (1995) assert that the demands ofagireg illness and the
restrictions on lifestyle inherent in many disafliconditions increase dependence
on the family, and carers, at a time when this khba decreasing. At the same time,
Manworren (1996) claims that young people may hEsmome dissociated from their
peer group, particularly in those with taxing medliconditions and those that mark
them out as very different, for example those vaithileostomy. A common theme
according to Brydolf and Segesten (1996), Dani€)03, and Dudley-Brown
(1996), is the expression of fear, embarrassmahhamiliation when faced with the
potential for or the actual experience of inconticee Because of disease symptoms
and reduced living space, most individuals in Désistudy felt they had fewer
close interpersonal relationships, and that theaiad interactions were severely
restricted. They also described their personalioglships as stressful because they
felt they could not discuss their illness socialg. a result, full disclosure to friends
was seen as a major obstacle to overcome. DudleywBs research further supports

these findings. All participants in this study spoéf a decreased social life and
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difficulty with work or school as a result of theituation.

Given the large range of severity of chronic caonds#, as well as differences in
measuring family functioning, Blum, Resnick, Nels@and St. Germaine (1991)
maintain that it is not surprising that researaiditngs can be conflicting. Some
families cope adequately with this situation wholihers are overwhelmed by the
problems generated by the condition. Most youngpfeeavith chronic conditions

describe the relationship within their family asodpalthough their parents tend to
overprotect them. Studies by Pless, Power and Reck{i993) and Kokkonen

(1995) have suggested that individuals with a cieroondition in adolescence have
poorer social outcomes in adult life, face morefgssional difficulties, are less
likely to be married and more likely to be livingtlv parents, in comparison with
healthy teenagers. However, these results are lmeski$torical cohorts and modern

outcomes may have been enhanced by improved leeaithband social support.

An important consideration in interpreting thesedihgs is made by Persson and
Hellstrom (2002) and McVey et.al (2001). That fimgliis that a potential influence
on the results of these studies is the differenagisease pathology and whether the
surgery was planned or urgent. Past research leglssasnple groups encompassing
a variety of different illnesses making findingsfidult to interpret. Experiences of
people with inflammatory bowel disease for exampldio often get relief of
symptoms from surgery are different from those wi#imcer who often have few

symptoms prior to surgery, hence the results anéocoded.

2.6 Summary

There is no single event or boundary line that tesm¢he end of childhood or the
beginning of adolescence. Rather, the passage @tutdhood into and through
adolescence as composed of a set of transitiohsitifi@ld gradually and that touch
upon many aspects of the individual's behaviouvelipment, and relationships.
These transitions are a part of a metamorphosishimg biological, cognitive,
social, and emotional change. The available litweatdemonstrates significant
disturbances in physical and psychological wellpeiecause of ostomy surgery.
Individuals generally have poor body image and wogér see themselves

conforming to a social stereotype that advocatembaa perfect, unflawed physical
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body that hides and maintains control over its fioms.
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CHAPTER THREE
Methodology, Method and Design

3.1 Introduction

This chapter describes the research methodologthateand design of the study.
Here | present the assumptions of the study, itdogdphical and theoretical
underpinnings, and my rationale for approachingstinely using narrative inquiry to
inform the methodology. The method section willcdiss the research design, data
collection, and the analysis process of core stomgation and emplotment.
Methodological rigour and ethical consideratiors @so addressed here.

3.2 The narrative path

In considering the path to follow in undertakingsthesearch, it was necessary for
me to explore my motivation in formulating the rasdh question. This would
thereby determine the nature of the informatioediced to gather in order to employ
a method of inquiry that befitted this. | believeetdevelopment of a therapeutic
relationship between the nurse and the patientatammsue if the nurse possesses
little or no comprehension of what the patient xpexiencing. Understanding the
experiences of patients informs nursing practi@xpérience is meaningful and
human behaviour is generated from and informed big tmeaningfulness”
(Polkinghorne, 1988, p. 1). | consider that as esisse should strive to reach beyond
our theoretical knowledge of the patient’s jourtiesough illness and endeavour to
understand the thoughts, feelings and emotions #rat fundamental to the

experience.

Nursing as a profession according to Leight (2002f long voiced a commitment
to two epistemological domains; scientifically dexd knowledge, or empirics, as
well as the expressive, creative, and intuitive liagppon of knowledge; the
aesthetics or art of nursing. Healthcare today aeisidghat nurse know two different
languages; the language of nursing science withqutantifiable outcomes and
distinct terminology, as well as the language obpgbe, replete with experiential
observations of health and illness. Hodges (1985i¥is that nurses be fluent in each

discourse.
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The art of nursing is said by Gillis and Jackso®O@) to lie in aesthetic knowledge,

involving perception, understanding, empathy, ardiiion and “acknowledges the

value of every day experiences lived by individugts 11). Vezeau (1994) concurs,

and proposes that art of narrative is natural ¢éowhy that nurses work with people,
“nursing is no stranger to narrative; it has alwbgen a part of how we explore the
shared world of our patients” (p. 44). Vezeau deddhat narrative is intrinsic to the

way that people create meaning within the illnespeeence. Overcash (2004)

suggests nurses are well suited to doing narratesearch because of their
familiarity with the tools that this research adoptich as communicating, listening
and interviewing. Nursing is, in this sense, a medifor gathering narrative data.

Denning (2004) and Steifen (1997) claim narratiweg a human component to data
in a way that assists nurses to relate to situsitrath empathy.

The narrative approach endeared itself to the afmthis study in that it allows
participants the opportunity to share their expergs by telling their own personal

stories. McEldowney (2002) describes the tellingé’s personal story as

...a conscious act of unfolding, re-membering, Brdiscovering past events,
that are significant and meaningful. It is a precekre-presenting significant
events in a recursive and discursive way. ...Theigg@ants become the
authors of their own life-story in the telling ame-telling of stories that

matter to them. (p. 41)

Adolescents living with an ostomy are a minorityogp in society and within
nursing research, their voices are often not heardcknowledged. Lincoln and
Guba (1985) and Munhall and Oiler (1986), suggkat & descriptive method is
appropriate when little is known about a reseansbstjion and when the focus of a
study is to describe the nature of a phenomenates&riptive study informed by the
principles of narrative inquiry can therefore bensidered well suited for this
research, as it is congruent with the art of ngrsind the aim of the study; to gain a
deeper understanding of the meaning of the expmgeaf adolescents living with an
ostomy. The collective voices of these adolescargsilent within the literature and
narrative research aims to “give voice to those wh® silenced or marginalised”
(Richardson, 1990, p. 25). McLaughlin and Tiernd®93) concur that indeed,

breaking this silence has been the primary goahasfative research for several

30



decades.

Narrative by definition, according to Redman (200S) “an account of an
individual’'s experience to make sense of even@ctions in their life” (p. 2). Chase
(2005) elaborates in saying that through the slyapmordering of past experience,
“narrative is a way of understanding one’s own atiter's actions, of organising
events and objects into a meaningful whole, anccainecting and seeing the
consequences of actions over time” (p. 656). Nagatcome in numerous forms
that Chase claims may be oral or written. Examphetude personal and social
histories, myths, fairytales, novels, and everydagpversations. Narrative inquiry
was initially investigated as a form of researamifrwithin the context of the social
sciences, it does not have a single heritage onadetogy, and has been described
by Redwood (1999) as being unclear about its epistiggical influences. Priest,
Roberts and Woods (2002) claim it draws, amongrosberces, upon philosophy,
anthropology, sociology, psychology, and sociolisgjas. Narrative had until the
1970s, been little regarded by researchers, inotuthiose in nursing and healthcare
(McLeod, 2001). Since that time, Kelly and Howi®Q@2Z) claim there has been an
increase in popularity in using narratives as semirof research data. The term
narrative is used in many contexts within the realfirqualitative research and is
often used interchangeably with the westdry (Emden, 1998a; Polkinghorne.1988).
Koch (1998) supports the use of the narrative, addocates story telling as a

method for interpretive inquiry.

3.2.1 Story in nursing research
Every culture has its fairytales, fables, and dratitions transmitted from one
generation to another. Described more than 2,0@@syago by Aristotle, Redman
(2005) contends that the use of stories, or nagstihas been used throughout the
ages as a technique to illustrate a moral, to dstrate how experiences have
produced positive or negative outcomes, and tortamte The premise of the
narrative methodology is that individuals are naltgtorytellers. Lieblich, Tuval-
Mashiach and Zilber (1998) believe that experierazesrevealed by stories and that

stories provide coherence and continuity to ongfgegence.
Recent decades have highlighted the benefit oft&iing in the nursing profession
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(Bailey & Tilley, 2002; Barton, 2004; Leight, 200®Yood & Giddings, 2003).
Narratives according to Benner (1984) contributetite science of nursing and
define how it is we know what it is we know. Whew Wwear someone’s story we
have a better understanding of that person asdawvidnal, the experience they have
had, and the effect it has had on them (Kelly & gW@007). This view is shared by
Boykin and Schoenhofer (1991) who claim that the wf story in nursing
“preserves the integrity of nursing knowledge amthamces understanding and
knowledge of nursing” (p. 246). Sandelowski (199iKewise considers that
narratives provide a framework for understanding tferson as the subject of
nursing inquiry. Boykin and Schoenhofer, state stgmificance of narrative “lies in
its potential for illuminating rather than obscuyithe uniqueness, subtlety and depth
of nursing knowledge” (p. 245). Heinrich (1992) ibeks stories have “...the power
to inspire, mentor, inform or caution novices, atodvalidate and honour the
practices of more seasoned nurses” (p. 141). Utadwlisig personal narratives in

nursing practice is a matter of intuition and artagell as reasoning and science.

3.2.2 Medicine for the soul
Gerhart (1990) maintains that narrative data cawvige insight into the life of a
person outside the examination room, a dimensioh often realised health
professionals. Research in the field indicates tlaatative provides healing within
itself, and so has the potential to provide themipeeffect (Frank, 1995; Hyden,
1997; Pennebaker, 1997; Pennebaker & Seagal, 1899)ecognising the illness
experience, as revealed through the narrativesabénis, Gerhart claims this not
only creates empathy, but it also keeps the implaan illness on a person as central
to all that a health professional will do. The mation of a listening nurse with a
narrating patient is critical to revealing meanangd to creating new meanings that
are necessary to re-envision the story. “Stories raedicine...They have such
power; they do not require that we do, be, actlangt— we need only listen” (Estes,
1995, p. 14). Estes suggests that by telling thwiries, people can express their
identity, relationships and emotions. Furthermaney can orientate life events, in
some cases gaining a sense of perspective upoer themts, and often solve

problems.

Frank (1995) concurs with the belief that tellitgrees regarding life experiences
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while enduring iliness can be therapy, moreoves illhess itself is a call for stories.
“Telling stories of illness is the attempt, instiga by the body's disease, to give
voice to an experience that medicine cannot destc(iBrank, p. 18). Priest et al.
(2002) maintain that communication through tellisigries is a natural impulse.
Reissman (1990) believes this natural impulse twstact stories helps repair the
physical and mental damage that illness has dorbetdody. Conveying stories
through narrative interview can be helpful to tlzignt by enabling a person to tell
an often emotional, stressful account to someone iwlan impartial listener such as

a nurse researcher in order to provide healing.

Narrative methods offer the ability to give adok#s a voice with which to
understand their experiences of learning to livéhan ostomy that are not captured
by quantitative methods. Narrative “makes individuacultures, societies and
historical epochs comprehensible as wholes, it misea time, and allows us to
contemplate the effects of our actions and to dler directions of our lives”
(Richardson, 1990, p. 200). Although narrative ilemvolves stories, “it is more
than a single story...the term embraces the collecttored wisdom of peoples
individual stories” (Emden, 1998b, p. 35). Kleinm@dr®88) suggests that through
narratives, nurses and other health professiomals fecognize some of the special
concerns-cognitive, affective, moral-that patielotig to their encounters with the
events and the career of chronic illness” (p. 283).giving nurses access to the
stored wisdom of adolescents living with an ostomgrative research has the
potential to provide insight into patient decisiphshaviours, and strategies that are

central to the development of holistic nursing care

3.3 Rigour in narrative research

There has been much debate on the matter of rigougualitative research.
Indicators of rigour developed for the quantitatresearch paradigm are recognised
as invalid for qualitative methods of research. ditranal ideas of validity,
reliability, and generalisability arising in manyantitative research projects do not
apply in the same way to the narrative. The findingnnot be generalised to other
populations or situations, nor do they represegtare truth. Bruner (1991) argues
that narratives are a version of reality, and thaoceptability governed by

convention, rather than quantified evidence. Irdiral accounts are a representation
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of reality rather than a universal reality, therefoot true or false. Krefting (1991),
however, emphasises that just as there is a needdess rigour in quantitative
research, there is also a need to look at quaktatata to ensure the quality of the
finding.

Lincoln and Guba (1985) propose a model to addessges of rigour in qualitative
data based on four aspects of trustworthiness: ilglied confirmability,
transferability, and dependability. Trustworthiness research relates to the
methodology, method, research design, and procésaasg integrity. Credibility,

or truth-value reflects an effort to establish ¢dence that the data had been
understood as the narrator had intended. Van Md4h887) maintains that the
essence or nature of an experience has been adggdescribed if the description
reawakens, or shows the significance of the expeeieThe researcher assures the
study findings reflect accurately the experiencecdbed by the participants and that

these experiences are ascribed meaning that altowsderstanding.

Confirmability is achieved if another researchen @nfirm the findings of the
inquiry. Narrative research is not quantifiable tms way; however, Koch and
Harrington (1998) say that confirmability can béiawed through reflexivity, the
reflections of the researcher throughout the reted&eflexivity is measured by the
degree of transparency of the research processimhdre decisions and actions of
the researcher are visible in the reporting. ThHisws the reader and other
researchers to measure the quality of the findngsevaluating the methods used to
discover them, essentially providing an audit traifollow. Transferability refers to
the likelihood that the research findings have ificgmce and meaning to others in
similar situationsand the term dependability encompasses the entoeegs of
establishing credibility of the research, concerndith the stability of the data over

time.

To ensure trustworthiness and dependability in #gtigly | have endeavoured to
describe and explain the research process withl@dbsalarity and provide

justification for the decisions made and actiorketa Transparency of the process
was assisted by keeping a ledger of notes througheucourse of the study. The

ledger acted as a kind of informal journal of noé@sl memos recording thoughts,
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ideas, feedback, and information gathered. Thenputo completing this research
has been a lengthy one, with waxing and waningtbwfsenthusiasm and periods of
concentrated effort. When immersed in the resedreiguld spend endless hours
writing and re-writing, encircled by a mountain pper, often sitting motionless in
thought. | found my ledger to be invaluable as amseof recording various thoughts
and ideas developed during my conscious and unmuss@onderings over the
many months. The journey of this research was geadly interrupted along the

way as | battled illnesses within my own life stofye ledger allowed me to return
to patterns of thought, regain knowledge and rebailweakened memory to re-
emerse myself within the research after periodmadtivity or illness. | have used

the compilation of thoughts in my ledger to assisthe writing of this thesis, thus

evidencing reflexivity in my use of reflective corants in my writing.

3.3.1 Acknowledging two sets of footprints in the sand
Memories and experiences are grains of sand irhthueglass of time and when
communicated through story, Gaydos (2005) claimasttiey become the experience
of two people; the narrator and the listener. Towtdrints of the participant as the
narrator and me as the listener will be visibleéha sand that is the story. Narrative
research acknowledges that participants’ storiesorbe intertwined with and
interpreted through the lens of the researchersmavsonal story. As lives are lived
and change, so narratives of lives will change.s§tean (1993) declares “the
historical truth of an individual's account is nibie primary issue” (p. 64). Bailey
and Tilley (2002) assert that it is the reconsiamctof meaning, not truth, the
researcher wishes to understand. Mischler (199dpqses that reality at any given
time will be different from any other time. Sandekki (1993) concurs and suggests
that elements of a story will change from the ngllio the retelling of the events.
Thus, any story will be a representation of a paldéir episode, or moment in time
and any later review of the narrative, will by isry nature, engender another
narrative. Silverman (2000) states that “by abamdpnthe attempt to treat
respondents accounts as potentially true picturesadity, we open up for analysis
the culturally rich methods through which intervexa and interviewees, in concert,

generate plausible accounts of the world” (p. 122).

3.3.2 Moments in time
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In considering the concept of bounded narratives, is that a story will change with
each retelling, 1 was mindful of how | would enswredibility of the data without

altering the essence of the stories conveyed apoimg of their telling. Koch and

Harrington (1998) propose that a “research prajetionly has the right to assert the
interests of those studied but it is unavoidabé tur interests are incorporated into
the inquiry” (p. 888). Sandelowski argues “reseaishboth a creative and a
destructive process...we often inadvertently ki# thing we want to understand in
the process. ...The choice is ours: rigour or nigoortis”. (p. 8). McEldowney

(2002) claims that in eliciting the stories frometlparticipants | become the
interpreter whose task is to translate their stomea way that speaks to a wider
audience. McEldowney used the term “licensing e&r(p. 227) to describe how the
researcher becomes the co-author of a story. &lllsBochner (2000) propose that
“the mode of storytelling is akin to the novel olodraphy” (p. 744), data is

presented in a way that evokes emotion througthptiveer of language that in turn

generates meaning.

The participants in this study were offered theapmity to review the digital audio
files and transcripts and make any changes thewgtito appropriate. Two
participants accepted the offer and made no chatmgdse transcripts. They were
primarily concerned with ensuring they had not saigithing that could reflect badly
on their family, as they did not intend to make auogh inferences. The other two
participants said they were satisfied with whatyteaid and were happy for me to
proceed. | did, however make several further prealls to one participant, as | was
feeling uneasy about reporting some of the datheininterview. | address these
issues later in this chapter in considering the&cattaspects of the study.

| realised it was impossible to make the researotcgss transparent without
centering myself within the research, that is, @eaet my position as the researcher
and co-author of the stories. Clandinin and Cogn@P94) suggest that we must
“acknowledge the centrality of the researcher's @xperience: their own tellings,
livings, relivings, and retellings” (p. 418). | hexan immense appreciation for the
power of language and have read and studied mamystufry’s great novels. The
language of descriptive metaphor shapes my pelgpraid | use it every day to
communicate and convey knowledge as | feel it cest lbbe understood. My co-
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authorship of these stories is evident in the detbee, metaphorical language | have
used to tell the stories and convey the essencéhefexperiences as | have
interpreted them. | justify the use of metaphorstorytelling and my choice to
employ it in the telling of the stories further tine method section of this chapter.
The participants were given the opportunity to egwithe transcripts and make any
neccessary changes, which | have discussed inthies esection. However, | chose
not to return the final stories for adjustment sormt to lose their essence by
revising parts of it. | felt confident that the 863 were accurate representations of
the interview data and that | had abided by thdigpants particular requests to
ensure that their families were portrayed in a vagitive light as they intended. |
remained mindful of the participants vulnerabildy all times, and the outcome of
this was the co-authored or licensed narratives.thie final analysis, the work is

ours. We have to take responsibility for its triitRRiessman, 1993, p. 6).

3.3.3 The many hats we wear
A further consideration is the possibility of radenbiguity as a nurse and as the
researcher. | foresaw that, due to my professioa asrse, difficulty could arise in
separating my role of researcher from my role aknécian. What Silverman (2000)
suggests may be difficult, is stepping back froetble as nurse and into the role of
researcher. That is, not performing nursing intetie®s in response to the problems
put forth in a person’s story. To intervene whimerviewing could influence the
credibility of the data, as it would change thetiggrants experience and therefore
the data. Silverman advocates that distinctions lanehdaries that deal with nurse
versus researcher may be blurred, particularlef iesearch participant has known

the nurse researcher in the earlier nurse role.

Two of the participants in this study were previguahown to me in my role as a
nurse. | address the issues surrounding this inisauskion of the ethical
considerations later in this chapter. On reflectitough | was not deeply involved
in their care on those occasions, | must acknovddabgt elements of their life story
that | witnessed at that time may have shapedpmesway, the understandings |
have come to in this study. In creating the sgriee main source of data was the
verbatim transcripts of the interviews and my fialutes recording observations and

reflections on those interviews. However, my iptetation and illustration of the
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meaning of their experiences in these stories daibweoignorant of this prior
knowledge. Little often in life are the boundar@smoments in time clear, but by
acknowledging these blurred boundaries | addfjoation to my findings in this

study.

3.4 Method and design

This study set out to answer the question, whahesexperience of adolescents
living with an ostomy? The purpose of the studyosdescribe the experience of
being an adolescent living with an ostomy by préegrand exploring their stories.

The objective is to address the knowledge gap latiom to the experiences of

adolescents living with an ostomy. By describing ttharacteristics and meanings
these individuals assign to their experiences,pehtm provide insight into how the

experience affects the individuals in the transitiphase from childhood into

adulthood known in the western culture as adoleszeinferences may then be

made for future research based on the resultdostidy.

3.4.1 Assumptions
The major assumptions of this study were that epengon has a story to tell and
that stories are creatively authored by participamhere is no single absolute truth
in human reality, narratives are subjective, aretdfore there is no single correct
reading and interpretation (Lieblich, et al., 1998, 5). Meanings given to

experiences can be rigidly held open to modificabwer time (Riessman, 1993).

3.4.2 Selection criteria

A purposive sample of four participants were reedifor the study. In considering
the size and scope of the study, it was determitiet, four research participants
would generate enough data from which to develdis@ussion. In the first instance,
the requirement for inclusion was that the partioigs had experience of living with
an ostomy during adolescence, and that they wellangviand able to share their
interpretation of that experience. For the purpagdbe study, | deemed it necessary
to create clear parameters concerning the periogldofescence. | have therefore,
stipulated adolescence to be between the ages ahd29. | chose this age group
because it represents the traditional early, mjdaihel late adolescent years detailed
by Whaley and Wong (1996).
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The second and final requirement of participantates to the nature of the study.
The investigation intended to focus on the memotiesughts, and feelings of the
adult reflecting on their adolescent experiencee pharpose of this approach is to
gain a thoughtful, retrospective look at the exgmre and avoids the legal
implications surrounding consent and entering atmontract. | have stipulated that
participants be aged between 18 and 35 years toetigat the subjects are adult and
that the ability to recall the experience is noteeted greatly by memory. |
acknowledge that other variables including gendexgnosis, form of stoma, age at
which the stoma was formed and whether the paaintipad the stoma reversed may
have influence on the individual experience. Howewdilst these factors may have
influence, the size and scope of this study presduthorough investigation of their
effect. The consideration of this reality is refltin the selection of narrative as the
methodology for this study. Instead, the aim ofstlstudy is to capture four

individual experiences and examine them for whay #ntail within themselves.

3.4.3 Recruitment

A search for eligible participants was made by rmseafrthe regional Stomatherapist
to whom it was requested to circulate a letter @mpx A) inviting study
participants to persons fitting the inclusion ardeset out. This method | regarded to
be the least intrusive, avoiding the potential participants to feel coerced into
taking part in the study. An information packagegandix C) was then distributed
by the Stomatherapist to those expressing intelRestnission was given to forward
contact details to the principal investigator toeatining willingness to participate.
A period of seven days was given prior to phondaxirto allow sufficient time for
the information to be absorbed. An initial phond eas made to each interested
individual to discuss the purpose of the study, ribaure of the interviews and the
time requirements. The respondants were encourmgadk questions and express
any concerns. A time and place to meet for furthgcussion in person was arranged
if the respondent was willing to proceed. Furthécdssion took place at this
meeting and written consent to participation in stedy was requested upon

agreement to be interviewed.

3.4.4 Data collection
Data collection utilised semi-structured intervieallowing each story to unfold
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within the context of conversation. Atkinson andv&man (1997) maintain that
narrative data are usually derived by asking opeted questions, which can be a
part of structured or semi-structured interview.e Tbpen-ended, semi-structured
interview offers the opportunity according to Atkom and Silverman, for “an
authentic gaze into the soul of another” (p. 30%)ey conclude that research cannot
provide a mirror reflection of an experience, butmay provide access to the
meanings that people attribute to their experieraoes social worlds. In order to
bring forth the narratives each participant wasited/ to tell the story of their

experience. This was achieved through the useedioifowing open ended question:

“Please describe your experience of living withastomy as an adolescent.
Include anything that you think would help me talarstand what it is like to
be an adolescent with an ostomy”

| undertook two practice interviews with colleaguasd it became apparent that the
unstructured approach to interviewing would be fEoiatic. My male colleague
would often stop and wait to be prompted, or askkdt other things he should talk
about. My female colleague kept the flow of conatm well, but also asked for
prompting questions. On reflection, | feel thataasovice at formal interview, | was
not perhaps so adept at the interview process.veocome this | decided to use
semi-structured interview where | employed promgpiim probing questions to keep
the narrative flowing. An interview guideline (Appsix E) aided the flow of the
narrative and ensured exhaustive exploration okettperience. The participant was
asked to address changes in social situation, samoowork life, how or if they told
friends, concerns about socialisation and reacifdniends, altered body image, and

expectations for the future.

| discovered that the male participants’ responaesll to the slightly more
structured approach and was pleasantly surprisadtiie interviews flowed with
ease and produced some very descriptive data. tMthiwo female participants |
had little difficulty keeping the flow of the int@ew going. Digital audio files of the
interviews were transcribed by a person skilledh transcription process. In the
follow-up phone call, participants were offered timportunity to review the digital
audio and transcription. A letter of thanks wast $ereach participant following the

interviews and a koha was made in the form of akbmofuel voucher previously
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selected by the participant.

3.5 Data analysis

The analysis strategy for this research has beepted from several recognised
narrative sources (Dollard, 1949; Emden, 1998a8t9&oodfellow, 1997; Lieblich
et al., 1998; Polkinghorne, 1995; Reissman, 19B&ssman maintains that within
any story, a beginning, middle and end can be ifilesht Furthermore, a plot or core
story, in other words, the main point or meanirgf the teller wishes to convey, can
be determined. | have adapted Australian Nursihglac Carolyn Emden’s (1998b)
analysis strategy of core story creation and empat. Core story creation is a
means of reducing stories to shorter, more conatarones in such a way that no
key meanings are lost. As with any story, therepdwes and subplots, key characters
and events. The process of working with plots amth-ots to unfold the
significance of the women’s stories is termed enmpémt (Emden, 1998b;
Polkinghorne, 1988). The procedure described by éfmidvolves the following
steps. First, the text is read several times. Wigerer questions and comments are
deleted, as are words that detract from the keg wmfeeach sentence or group of
sentences. The remaining text is read for senskaay further detracting words or
phrases deleted. The content was checked for &myriation that might identify the
participants. This procedure was repeated as @$enecessary until fragments of
themes (sub-plots) remained. These sub-plots virere thoved together to create a

coherent core sto ry.

3.5.1 Connecting with the participant’s stories

The interview transcripts were read whilst listento the digital audio recordings
for the purpose of reconnecting with the particifsmstories. Features of discourse
such as pauses, inflection, and silence, accotdidgck (1991), provide context that
can be essential to interpretation and were thereftcorporated into the written
text. Jack describes this as attending to metarataits, whereby, the researcher
tunes in to the storyteller's stops and pausebtenmarrative and reflects on what is
disclosed. For example if there was a pause itdneersation, the word pausas
put in parentheses; if there was a silence in treversation, the word silence was
put in parentheses. The transcripts were then ag-several times to facilitate
immersion in the data. Statements that appeardst tparticularly revealing about
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the experience were highlighted. Brackets wereapotind text that did not relate to
the research question. Because there was vegythisthscribed text that did not relate

to the research question, the majority of the &g used for analysis.

3.5.2 The embodied nature of the individual
Consideration is given to what Polkinghorne (19€&kcribes as the “embodied
nature” (p. 17) of the individual, including facsothat may influence their personal
goals and life concerns, such as the influenceigifificant others. Polkinghorne
proposes that the researcher consider contextwalirés described by Dollard
(1949), including cultural context, values, beljefscial rules, and meaning systems.
Dollard used as a tool for assessing life histdPplkinghorne suggests these
contextual features serve to provide an alterngieespective, increase familiarity
with the data, and to deepen understanding of énecpant’s meanings inherent in
the data. | chose to use these features as alemgh which to view the data and

guide to developing the narrative.

3.5.3 Chronological ordering of events

Dollard (1949) maintains that the data sit withifbaunded temporal period, being
that it needs a beginning, middle, and end” (p. ITRg transcripts were re-read with
the contextual features in mind and portions of téw that related to these were
highlighted in pink. A summary of my reflections lobw the data related was made
alongside the text in the margin of the transcialkinghorne (1995) maintains that
a story requires data elements to be arranged cloginally. This involved
attending to the data using a framework of headretgvant to before, during, and
after certain key events in the story. This staghe technique was supported by the
interview technique, where the participant wastewito discuss experiences under
respective time markers. Subsequently, many of tthescription data were in
chronological order; however some were not. Withi context of each individual's
interview, the participants responses did move idetof these time markers.
Creating a chronological order of events and eepees was achieved using the
chronological headings as an organising template. tffanscripts were re-read and,
with further highlighter pens, the data was colooded with regard to the time
period to which it belonged. The colour coded segsevere then cut and pasted in

electronic copy of the transcript under headingsvant to each chronological
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marker. This produces a new, chronologically reigpuméd document.

3.5.4 Metaphor as a tool in narrative
As previously mentioned in this chapter, | chosapproach the telling of the stories
using descriptive metaphorical language to illustrmeaning within the stories.
Richardson (2000) refers to metaphor in qualitatesearch as “a literary device, the
backbone of social science writing” (p. 926). Therdvmetaphor according to
Hawkes (1972) is derived from the Greek wardtaphorameaning ‘to carry over’,
and refers to a linguistic process in which “aspeaiftone object are carried over or
transferred to another object, so that the sectiekcbis spoken about as if it were
the first” (p. 1). Hawkes says that the effect aétaphor used properly “is that by
combining the familiar with the unfamiliar, it addearm and distinction, to clarity”
(p- 9). Lakoff and Johnson’s (1980) view is thattaporic language holds clues to
the hidden subtexts in theoretical writing. In teense, the metaphor can act as an

explanatory device.

Metaphoric language is also an important featureT@fReo Maori and Pacific

languages (Drewery and Bird, 2004). Polkinghorr888) maintains that language is
one of the primary tools used to communicate pes@®ries and influences how
the individual sees the world. Lakoff and Johnst®8(Q) believe that metaphor is a
key element of narrative, because the metaphornsaited the underlying thought
processes of the individual. Therefore, the refesiap of metaphor to language is
central to narrative theory. Coffey and Atkinsor9q@&) claim that “metaphorical

imagery can provide a useful way of thinking abaud interpreting textual data” (p.
85). In its simplest form, a metaphor illustrateslikeness, or conversely, a
dissimilarity of two terms. Coffey and Atkinson ifa that the way in which

metaphors are used and understood reveals “shargerstandings and situated

realities of the social group, revealing commonwiealge” (p. 86).

This view is shared by Clandinin and Connelly (20®ey note that researchers use
metaphor to help them think about their work. Métapis used to develop theory
and guide analysis; communicate insights, and des@n experience to gain a
greater understanding of it. Personal narrativess,dascribed by Polkinghorne,

contain figures of speech, metaphor, simile, aheolinguistic devices used to filter
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and organise the personal story. | believe the mapce of metaphor in uncovering
meaning in a story is enormous. The imaginationktyalbo create and understand
metaphor is universal, through metaphor, somethinginderstood in terms of

something else. |

3.5.5 Emplotment
Emden (1998b) describes emplotment as the prooeskved in making sense of the
story. The emplotment process of narrative analyas similarities to the thematic
analysis proposed in phenomenology; the plot iratie analysis is a similar
concept to a theme (Emden, 1998a). The procesgesdhe identification of one or
more plots (themes or main points)pbotting as Polkinghorne (1988) suggests. The
stories were examined for the specific purpose aking connections between the
events described by the participant and the deéoivaif themes by the researcher.
Coloured post-it markers were used to identifyvhgaous themes and fragments of
constituent themes (sub-plots) which were thentetad together diagrammatically,
linking events and influences to subsequent outsothes, serving to provide visual
clarity. Finally, the text highlighted under eadiemne was used descriptively to
formulate a picture of the theme that spoke of eadividual’'s experience. Each
group of themes were given a heading depictingrtagr theme within which each

sub-theme was positioned. This process resultétkeicreation of four core stories.

3.5.6 Collective wisdom
| was hesitant to begin comparing the themes ih @#erview, for fear of somehow
detracting from their powerful stories. | began Kimg for commonalities and
differences, and identifying any themes shared ectbltely, or experienced
singularly in a way | considered would be meanihgwthers in a similar situation.
With the themes identified, then began the proa#sdlustrating the themes and
describing how they are interrelated. Rewritingtoared until it was felt that the
themes and the relationship between the themes wagtired as accurately as
possible. The finding of the data analysis progaesents the collective wisdom
contained in each of the four stories. | choseive gach theme a descriptive title
rich in metaphor, not only to enhance its impacthe reader, but also to further
illustrate my own interpretation of the experien@ssthey were told to me. The

themes are illustrated using quotes from the trgstsmns, and discussed with
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reference to the literature in chapter seven.

3.6  Ethical issues in the research

Ethical approval was granted by the Victoria Unsigrof Wellington Human Ethics
committee and the Central Regional Ethics Commititere final approval was
granted to actively begin the research (AppendixTRg application was returned in
order to make some minor amendments in wordingegseasted by the committee.
The ethical aspects of this study involved enterimigp a relationship with the
participants of the study, and therefore requiredoantability and responsibility.
Newton (1995) claimgoodnes<riteria emerge for the qualitative inquirer, sush
considering the participants’ rights, interests as@hsitivities; communicating
research aims; protecting the privacy of participanot exploiting participants; and
making written material available. The participantsre invited to have a support
person with them during the interviews, which oretipipant, Mark, chose to do. |

think the support of his wife made him more at @agelling his story.

3.6.1 Vulnerability of the participants
Vulnerability of the participants is an importatiieal issue and one of my principal
concerns as a researcher. Gillis and Jackson (2@@2tify several concepts;
autonomy, dignity, uniqueness, and freedom andcehevhich are inherent in
protecting the vulnerability of the participant.rif@pants have the right to make
autonomous decisions free from undue pressure @ciom by the researcher. As a
researcher my duty involved providing the partiaggawith enough information to
make an informed choice and to ensure that theypoeimend the implications of
these choices. Those individuals expressing angitiess to participate in the study
were given a verbal explanation of the purpose @odess of study and invited to
ask questions at this time. This was carried ouinduhe initial contact phone call
or at an information meeting held at the requeghefparticipant. At this time they
were given the option of proceeding or taking d@her two weeks to consider if they
wished to proceed. This process was designed teqirthe vulnerability of the
potential participants, offering ongoing opportynitor withdrawal. Those that
wished to proceed at this point were requestedvi® \gritten consent. The consent
form (Appendix B) details the title of the studyrponnel involved, statement of the

study’s purpose, procedures, duration and requimgsnas well as how the
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information is to be used or reported. Participam&se advised that at any time
during the interview they had the right to pause tecorder and, if desired

withdrawal from the study at any time without pije.

3.6.2 Minimisation of harm

The concept ofbeneficenceis described by Gillis and Jackson (2002) as the
researcher’s duty to “promote or do good” (p. 332)e concept ohonmaleficence
denotes the obligation to “not inflict harm, eitrenotional or physical” (p. 332). It
is the responsibility of the researcher to minimisk and maximise benefit to
participants. The risks and benefits of the studihe participant were detailed in the
information sheets and discussed with the partidgoén person prior to obtaining
consent to proceed. During the consent procesgatieipants were informed of the
possible psychological and emotional risks that raage in discussing topics or
disclosing personal experiences which may be seasit nature. As the researcher,
| gave assurance of my sensibility to any discotdad readiness to offer emotional
support. It was my intention to stop the intervidwecessary, for reasons such as
overt or non verbal signs of anxiety, increasinigig&ance to reply, or inability to
answer questions. The participants were also addina@ access to support and
counselling would be provided at no cost should ititierview may raise matters
which are upsetting or which may require furthephéterviews were conducted at
a time mutually convenient to the participant angself at a venue of the
participants’ choice. One interview was conducteith wach of the four participants,
each of approximately 60 to 90 minutes duratiom patticipants were contacted one
week following the interview, to check for any atse effects from the interview
and remind them of the availability of counsellingd contact with the research

supervisor.

One participant voiced some very tragic and negaéxperiences in relation to
aspects of her community health care over manysyeand | wanted to discuss the
implications of my reporting these considering hecation. We talked about this for
a while and she made it clear that she wished taweport her experienced as she
had been open with her feelings to those involNemksured her that | would not
depict those negative experiences in anyway thatldvmlentify specific persons,
and that | would not infer generalisations towangcpices today. In fact, two
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Stomatherapists contacted this participant on myalbheand mentioned that they
were aware of her grievances with the service engaist. They expressed that they
wanted her to have the opportunity to tell herystorhelp them understand it from
her viewpoint and use the knowledge to educate mgnses using this example. |
was relieved after these conversations, and afseusking it with my supervisor |

was comfortable to tell the story unedited.

3.6.3 Privacy and Confidentiality
In the ethics application for this study, | statkdt the possibility existed that one or
more of the participants would be known to me. Bgrthe recruitment process,
respondents were made aware of this in an impodeataimer stipulated in the
information sheet. During my initial contact witlespondents | discussed the
probability that | may have at one time shared s@fpatient relationship with them
or may do so in the future. Owing to this circumst the potential to achieve
anonymity would not be a possibility. New Zealasdaismall nation from which to
recruit participants from a population ratio of 307 so the risk of identifying a
participant, even when using a pseudonym, or rengdheir identity, is high. |

ensured that this was understood fully before amgent process was entered into.

Privacy and confidentiality were observed through tise of data coding. Tapes,
discs and transcripts were labelled with a numbdrgseudonym and are stored in a
locked filing cabinet and any identifying informati within the data was omitted or
assigned a pseudonym. The data was viewed by nteata supervisor and myself
only, and the transcriber was required to signréidentiality agreement (Appendix
D). | ensured that no identifying material, inclogj geographical location, names of
institutions, employers, colleagues, family ancerids, and intimate, personal and
professional information was present. In orderdbese to this, | have not given a
demographic profile of the study participants,kas would likely identify them. The
four participants understood that identifiabilityomld be a possibility in a study of
this kind. Each agreed to continue with this in dpisatisfied with the measures
employed to preserve confidentiality. During thdlde-up phone call after the
interviews, | again addressed the issue of idedtility and repeated the offer to
review the audio and transcripts. This offer wasegted by two of the participants.
They did not wish to omit or erase any of the datd accepted that the transcripts
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were a true and accurate depiction of their expege Their primary concern was
that they had not inferred any ill feeling towardteit families. | discussed one
particular interview transcript with my supervisas | was uneasy about presenting
findings which would put certain persons or grogbpgeople in a negative light.
This was primarily due to protecting the participfnom harm as a result of being
identifiable in this study. | had a further disdoss with this participant, who
reaffirmed that the views expressed could be ptedemand that is was their
particular wish. The participant did not feel akrof harm as the views were known

and acknowledged by the person or persons concerned

3.6.4 Management of risk

Earlier in the chapter | began a discussion aboahaging my dual roles as a
researcher and a nurse and the fact that two gbahecipants were known to me in
my role as a nurse. | considered carefully, thetpesand negative possibilities that
could ensue. Role ambiguity was a central issuehas/e mentioned. | concluded
that to manage this, issues or difficulties a pemsay verbalise during their account
would be addressed through their designated heaétprovider and not taken on by
myself as the researcher. Silverman (2000) maisitdmat wherein a participant
considers the researcher a person who can influemcemake changes in the
healthcare process, the data may be presentededifie Distinction may be
blurred, particularly if the research participaastknown the nurse researcher in an

earlier nursing role as a patient.

Distinctions and boundaries in regard to myselfaasurse versus myself as a
researcher were established prior to obtainingrméal consent. Clarification was
given as to my role as a researcher and the pmatits verbalised their
understanding. | made every effort to be conscjoasVare of not interjecting or
making comment in the role of a clinician. The pi@si aspect of this situation were
that a trust relationship had already been estaalisn the past with these two
participants and | felt that they were more at g¢aieng to me. | believe this was
not only because | was a familiar face, but alscabse | was a nurse. All of the
participants had had extensive interactions witts@siin the past, and it is nurses to
whom they have revealed things most intimate amehf@. A nurses is viewed as
trustworthy, someone who aims to do no harm. velithat the unique dual role did

48



indeed create an instant trust and rapport.
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CHAPTER FOUR
Once upon a time

4.1  Out of the darkness: Jame’s Story

At the age of 12 as James prepared to embark upgaunney through adolescence,
the shadow of an unknown foe began to emerge. dfraslow became ever more
present as the days unfolded, dimming the lightiisrpath to adulthood a little more
with each passing day. As a proverbial monster Isl@mnerged from the depths,
James became ever more shrouded by the growing@whiiat would soon engulf

him and plunge his adolescent journey into darkness

James developed an anal fistula at 12 years ofvAgesupon suspicions were raised
as to the identity of that unknown enemy hidinghia shadows. This was the first of
many investigations James would undergo. A colommgtwo years later confirmed
what had been feared, the monster bearing overlaigna name.Crohns Disease.
James was forced to lift his gaze toward the shadewad been avoiding, to look
into the eyes of his oppressor and acknowledgprésence. He had a disease...but
why, why did he have to have it, other people ge¢asses, old people...not him, not
now. What was it, how did he get it, and why cextithe doctors just do something
to fix it. Why?... disbelief...denial.

It had only been a couple of years and I'd beerpmtnisone a lot of the

time and that wasn’t, you know, at that time se@seVguess

James’ specialist conveyed to him and his pardwtdull gravity of what was upon
him, the likely unfavourable prognosis, and thebatality that surgery would be

required in the very near future.

The doctor said, “Oh you’re going to have to get@stomy you know,” but
that was when | was 14 and it was heck no! Whatyatetalking about, you

know, there was no way | was going to get it daektthen...no way.

As the months passed by James pressed on throwggradulescent journey,
constantly battling to keep the monster; the Crphatsbay. The pain, James

grimaces, lowering his eyes, slowly shaking hisches he describes the memory
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That was agony, you know, sometimes, you're walkirthe street and you
get it, this...this pain, and you can't really stiopthe middle of the street sort

of holding your stomach so you have to really gl bear it.

His face contorted with a look of physical painmés continues, reliving the
memory as he retells iSometimes it was just unbearable and I'd just siau
know, just stop and give in to the pain...curl oppgony.James pain was relentless,
indiscriminately interrupting his days and his nigtvith suffering.

I would wake up during the night constantly, evielhwas so exhausted, this
gripping pain would drag me from my sleep. | misselot of fifth form,
especially for the first and second spell becausedded to get control over

it to function.

The colonoscopy performed on James showed thatCnghns disease was
predominantly the colitis form; inflamation and ees ulceration. Most of his colon,
or large bowel was affected by this colitis, witktensive involvement of the
terminal ileum; the junction between the small darge bowel commonly affected
by the disease. As well as the standard treatmdpisgnisone, a synthetic
corticosteroid; Azathioprine, an immunosuppressaiMgesalazine, an anti-
inflammatory drug used to treat inflammation of thgestive tract; and antibiotics,
James was also able to access a relatively netmieeg Infliximab, a drug used to
treat autoimmune disorders. Each dose cost sabenasand dollars and was initially
funded through a compassionate use programme amdky Jame’s parents who
paid personally for the medication in desperateehibpvould help their son. James
received infusions of Infliximab and also Methotex a drug used in chemotherapy
and to treat autoimmune diseases, four times duekagerbations of his disease,

until sadly no further doses would be approved.

I was having Infliximab which made everything fias, good as gold, but
they had a six month ban on it, or something, @ndas starting to wear off
and | was completely to the point where no drugeewelping and it was
either that or nothing pretty much.

After three years of sleepless nights and terniam, the disease had worn James
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down, | just sort of said to myself okay just do it, Inttabe bothered with it any
more, you knowJames underwent surgery at age 17 and a divedanmgileostomy
was created. An upper endoscopy also revealed bmatl disease and involvement

of his oesophagus which was painfully inflamed.

Initially it was quite scary, mainly because itgtlstoma bag] was full and it
was gigantic. | thought | hope it goes down becatiseso huge. But, you
know, at the time it was sort of like | had to gedone and it did make me
feel initially so much better even though it wasarsge having it there. |
wasn’t sure what the future was going to be attilme, so it was more relief

than anything.

James enjoys a very close relationship with hisilfganhis mother especially,
provided a lot of hands on support and guidancenlaenes first got his stoma.

Mum, she used to help me do it [change the stongd ibathe beginning
because it would pretty much always go during angea you know, and
you’'d need someone to catch it before it happehsdppose it sounds a bit
weird, being 17 and having your mum do that kinthofg, but, when you're
really sick and all your energy is just drainedjdn’t think it's worth being
stubborn and not accepting help. It's like everysags, sort of thing, your

dignity kind of gets left at the door.

At the time James had his stoma created, theresamgthing else also playing on

his mind.

| had just started going out with my girlfriend agdah, |1 was a bit nervous
about that, but she was really good about it dile svas great in fact. | can’t
say I've had any problems with the stoma affectimg relationship, she’s
been really accepting of the whole situation. | @age to some degree that
was because she was there from the beginning, Wivas having all of the
problems, | guess”. | suppose it would have beeremddficult if | met her
after the surgery, | mean the scars aren’t reallgrablem, for a guy, they're
just like battle wounds you can show off. The tegigh, the bag would be

hard to explain because it's not really normal islisuppose I'd be afraid
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that she’d be grossed out, the whole rejectionghiim so glad it happened

the way it did for me.

Even the usual incidents and sometimes chaos thedases don’t seem to
bother her too much. One time, | was getting chdreyed and | don’t know

what happened, it [the bag] just built up and isjwent wooshh! exploded
out like a projectile and it went all over her aatl over me and she was just
pissing herself laughing, she didn’t care. | was thne getting angry and
upset about it you know and she was just laugherghlead off, she thought
it was hilarious. She’s always been good and soneiif i'm a bit stuck and

need an extra hand she helps me change it [the, Isag] doesn’t mind at all.

After the surgery James found that having the stganae him back some of the
freedom he had forsaken long ago. The perceivedepuof having an ostomy

lessened in his mind when he recounted days gaste pa

The seventh form wasn’t too bad because I'd just ihaone and that was
probably one of the better times. It was easieredntad the stoma because |
had had so many problems with my bowel at thatestdige bag meant that |
could go [to the bathroom] more discreetly wheréobe it was like, well if |
didn’t go | would need to rush and could have asnéd had to choose, I'd
say probably living with a diseased bowel is farrseothan living with an
ostomy, definitely. | mean, the fact that it madefeel so much better made
it easier to accept | think, whereas if it hadn'ase much difference | would

have been more frustrated.

Living with his stoma did still harbour some unpdbility, almost always at the
most inopportune times. The seventh Form ball aiays stick firmly in his

memory, andMurphy’s Lawis now a phrase often cited by James.

The night | went to go to the ball, the seventhmfdrall, it (the stoma)
prolapsed and it was just like...great...it had to hepponight, Murphy’s
law and all that. | was panicking, and ringing péspand, you know, | just
wanted to know what’s going on here!? | was re&iyaked out about it but,

eventually, the stoma nurse came and put ice andtl lay down ‘til it went
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back in. In the end | went to the ball, but I'llvez forget that aye, always at

the worst possible time.

These little incidents often necessitated Jamesingak hasty beeline for the
bathroom with his trustjust in casesupplies.

Sometimes | feel a bit weird because of the amotinime I'd be in the
bathroom, to someone else it's really a strange @maf time you know,
people would say what’'s going on? That's why méshe time I'd just try
and get it out up front with people, as soon asuld. | have no problems
telling people about things like that because, kpaw, once they know then
you can just get on with it and don’t have to waayout it. | remember one
time | was up in Auckland and | had this card gaand it leaked. | sort of
went guys, it was about five of my friends thateygaying this card game
with me, and | just went if you're not too squednos whatever you know,
just come in the bathroom and see what an ostooksltike. They all looked
in the bathroom and were like, hmm..., okay prsttgnge, you know and
walked out, that was funny, a useful parlour tridkdid the same thing with
my sister's boyfriend, |1 don’'t mind at all if peepbkee it, it helps them
understand it a bit more and you don’t get an isgion every time you

spend ages in the bathroom.

After finishing his seventh form year, James triacelvith his girlfriend to begin the

obligatory student experience in the dormitoriedaiversity.

It was kind of bad going there because you coulist change it [the bag]
when you wanted to because of classes and thingsah it's ok explaining
everything to people who know you and see youwhaltitne because it's just
easier that way, but out there in the wide world different. There are a lot
of people in a place like that, a lot of people Kimgy at you, making
judgements and you can’t explain the whole thinguery person you meet. |
mean, everyone just wants to fit in and be noryal, know, and you don’t
want all these rumours that get exaggerated goirayiad about you when
you can’t set them straight. | just wanted to tlaweder the radar and do my
thing like everyone else, and not walk around &itiig sign on my back that
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says | have a bag. | felt really like 1 had no aohbf things, | need to know
that | can go and deal with things if | need to ,aged down there | didn'’t.
Sometimes during the day | wouldn’t know wherhg bag] was going to go,
and if I'd eaten a certain amount of time beforeifor had something that
didn’t agree with me it was bound to go during slak was really stressful
especially if | had a leak, everyone’s eyes argam if you have to interrupt
and excuse yourself. | was just completely outyo€omfort zone in that kind
of environment, no control there at all. | thinleay | guess for the most part
it [the stoma] made a reasonable impact on my sttich does affect my
career goals. That time at Uni was probably oneeafsons | was keen to get
the stoma reversed, | sort of got the impressioat tthe Crohns was

improved because | felt so much better.

James had his ileostomy reversed 18 months akenitial surgery in which it was
created. He was so glad to be back onstreght pathhe was up out of bed and off
to the movies with his friends within a day or sotlee surgery. Unfortunately,
within a few short months the light on his path lthchmed once more. He was,
however, determined not to stray from his path sindggled on into the darkness

where, inevitably, he began to lose his way.

| didn’t have a choice about surgery the next tim&as so sick by that stage
that they couldn’t even actually do it becausehef tondition | was in, you
know. | wasn’t strong enough to have the surgeryhsty had to feed me
through the drip. | weighed 37 kilograms or someghil suppose | just
ignored the disease flaring up again because | tid@ant to know, | just

stopped really eating anything to try and control There was no choice
there, when | finally saw my doctor again he wastiyr shocked at my
condition. | didn’t really want an ostomy again buhad to be done or they
told me | would just die. My parents always wantezlto do the things that |
wanted to do, they would always talk to me aboutgth afterwards, you

know, because they were older and understood things a different

perspective, but | was always allowed to make my decisions. This time,
though, | was really, really, really sick and prditya dying and | was just
didn’t care anymore, | didn’t care if | didn't wakegp. Mum and Dad just
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said this is the end of it, you're going to have Hurgery, they didn’t want
me to die. | think | needed at that time for thentake control because I'd

lost all control, the disease had taken over myhaad | was just numb

James was hospitalised and received intravenoustiontuntil he was strong

enough to undergo surgery. The ileostomy was forfoed second time-or me it

was back to the bag again, nothing changed at@ll know, | had dealt with it all

before.It took many months for James to recover from trevg physical condition

he was in at that time. Further investigationsratftes surgery revealed that not only

had the Crohns disease not improved, it had detéed markedly. The only option

to prevent his health further declining was radisatgery. James underwent an

elective total colectomy and formation of an erebdtomy, where his large bowel

and some of the small bowel was completely remdeadng only a small stump of

the rectum behind. This time the stoma was perntaritba option of having a

continent pouch formed was entertained, howeves, risiture of the disease was

likely to mean that this would also become affectieatlay James still has his stoma

and is

There
things

looking positively toward the future.

If a new treatment or surgery was discovered, oire®, i'd give it a go. At
the end of the day if it didn’t work I'd just godsa but | don’t sit and hope
for it sort of thing, better to just move on an@Beoing.

are still things, aspects of James’s life #ra affected by having the stoma,

he reflects upon often.

| used to play soccer and other things like thai] & know | could probably
protect it [the stoma] but | don’t want to risk ¢jag hit or the bag exploding
or something so | flagged that. It's a bit sad bhat's life. Even with the
stoma | still get flare ups and find it hard to g#tat’'s the only frustrating
thing is that I've had all of this stuff done ang§ sometimes | wish | could
catch a break. | mean | wouldn’t mind being ablgt on a bit more weight
because | hate being this ridiculously skinny.desl really affect my energy
and concentration, and looking back | suppose tild¢dhave affected my
studies to some degree. | can't say if | wouldehawene better without
Crohns or without the stoma, | don’t know that. Bsgmetimes it's
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like, oh maybe if it hadn’'t happened | would haeerb able to do better at
school and do all the things | used to like doihpaven’t been swimming
since | was in the seventh form, and | hadn't edi until recently, that |
had been avoiding it. It's just that the bag stickd and | hate getting it wet
because it's really uncomfortable and you can’t drithe bag] properly. |

was actually thinking about giving swimming a gaiag| used to swim a lot

and | enjoyed it so maybe 1'll give it a try.

James experienced many trials during his adoles¢dnt amazingly, he overcame
them all and can look back on his journey positivélis journey is what has made
him who he is today, if he had not taken the ph#t he did, he would possibly be
another person entirely. James is happy being éngop that he is and goes forth
still on his journey in life, though he holds higrm light now to shine on his path,

lest he get lost again when the light dims.
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4.2  Through the looking glass:Hope's Story

At six years of age, Hope began to experience probsiwith her bowel and bladder.
Troubled by constipation and difficulty passingnai her parents took her to see a
doctor, and then another, and then anothement to heaps of doctors and none of
them knew what was wrong with ntezentually a specialist diagnosed Hope with
Spina Bifida OccultaOccultg Latin forhidden is one of the mildest forms of Spina
Bifida. In Occulta there is no opening of the bagout the outer part of some of the
vertebrae are not completely closed. Many peoptk thie mildest form of this type
of Spina Bifida do not even know they have it, ymptoms do not appear until later
in life. Up until that time Hope had not displayady symptoms of the condition.
The specialist advised that she needed to havetamg, and so at age seven, a loop

colostomy formed.

| remember before | went in [to the operating thehpthey drew on me with
a red vivid and showed me what it [the stoma] wadolok like, | was so
young | really didn’t know what was going on. Theld me | would have a
bag there and | was thinking like a plastic shogpirag or something. |
remember looking at it [the stoma] after the susgdsut then | didn’t really
understand that this thing was part of me, it wast ja bag on my tummy.
Mum looked after the bag at first, but after a whillearned to do it by
myself. | saw an ostomy nurse when | first gotdstieena, but then they just
sort of stopped coming to see me. | suppose tloaghtt | didn’t need them

anymore because | could look after it by myself.

When | was at primary school it wasn’t so bad beeathe other kids didn’t
really notice the bag and, really | didn't entirelynderstand that what | had
was different than anyone else. | just carried athveveryday life like a
normal child would, if it leaked | would have to gome for the rest of the
day. Later on you learn about the body and thingsahnool and | sort of

realised that no one else had this bag and thatgn’t normal.

When Hope got to college, however, it was hardeichmharder to deal with because
she now understood that she was indeed differeng physical sense, and she

wanted to hide it from everyone at all cost.
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| had to think about everything | was going to waad make sure it wasn't
noticeable. | used to get really upset becauserteato wear the same kind
of clothes and, you know, bikinis and tight thirtlgat the other girls were
wearing, but the bag would poke out so | couldh’'tcould never go

swimming anyway back then, because the bags | i gdtick properly if

they got wet. | wore heaps of layers of clothinggdy clothes, to try and
hide it especially going into the changing rooms getting your PE gear on
and stuff. I'd have to go to the bathroom beforel get changed so that it

wasn’t obvious that something was there.

A few of Hope’s friends knew about the stoma beedwesr mum would talk to their
parents, explain it to them in the hope that theyld explain it to their children. In
this way Hope wouldn’t yet find herself in a sitwait where she would need to find

the words to explain this thing...this hidden thing.

Except for my family and a couple of friends | giegh myself from getting
too close to anyone, especially boys, becausenftdidally know how to tell
people about it, it was just easier not to. | hadauple of well... | suppose
you would call them boyfriends, but | never toldrthabout the bag, we just
sort of hung out together. | was always paranoidwbthe noise from the
stoma, especially if | had just eaten somethingatild always make a really
loud noise when wind went into the bag. It alwaigsidwhen it was really
quiet, sometimes | could try to muffle it with nandi if | felt it coming, but
usually it just happened without any warning. Thas one of the worst

things about it, you couldn’t control it.

One aspect of having an ostomy bothered Hope signity, making her always
conscious of herself. Another thing she couldn’bteol, that dreaded odour, that

which she thought was ever present...foul...lingering.

The smell, that smell...it's awful,...really awful. WHewas at school, I'd

hear someone say oh what's that smell?...and Ihase to get out of there

right then and sort it out, the filters on the bagren't very good back then.

What was really scary, is that after a while youn'taeally smell it yourself,

but you know it's there, someone must be able &l stnl used to always
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ask mum if she could smell it, she always saidbhopurse, but | had a hefty
supply of deodorants and perfumes. It's funny yeallow | think about it,
people used to tell me | smelled like those perfdepartments, the ones you
need a gas mask to walk through. | probably diddwét...a bit, oh well.

To add insult to injury, Hope discovered she hagely Diabetes Mellitus when she

was 12 years old.

That just made everything worse, | suppose | rededjuite a lot with that
because it was sort of invisible, not like the stothfelt like | was always on
this schedule, this controlled timetable of medaa and finger pricks and
the bag on top of that. | was never good at takingmedication or doing the
sugar tests, | just sort of ignored it, pretendediasn’t there. I'd eat all the
bad things as well, even though everyone told ratithwas bad | always
thought that | would be ok and they were just naggil got a bit sick

sometimes with high blood sugars but | never redigught of it like

damaging my body or dying. | didn’t think any oéttistuff was going to
happen to me, | never really thought about the l@mm affects.

In the six years Hope had her stoma, no one hadextertained the possibility of
getting the stoma reversed. It was the accumulatidno many bad days, too many
incidents, which wrenched forth a determinatiorHimpes’s mind. She wanted to be
rid of this thing...this stoma, she demanded it begoAs Shakespeares’s

Desdemona said so aptly “Out, damn'd spot! owy!’s

| was at college one day and it leaked everywhiehad to go home and |
just like melted down and wanted it gone right thed there...it was pretty
hard, | went to the doctor a few days later to sd®at options there were.
That's when | found out that | maybe | didn’'t negdn fact this specialist,
which wasn’t the one who made the stoma, coula@lly explain why | had
it done in the first place. That made me reallgeljust angry that | maybe
never needed to have it. My parents were realljeithat they might have
been given the wrong advice, they felt really tdeithat they had relied on
this doctor to give them the right information, yknow. Mum especially, is
really protective, cautious with that sort of thimpw, she always likes to
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know what's going on and make sure that | get ladl information before
there are any decsions. My parents were really sup@ of me wanting to
get it [the stoma] reversed, | asked them like, wha&ir opinion was and
they’'d they’'d tell me but otherwise they’'d justtsof explain things that |
mightn’t have understood and stuff like that. | gmimake the decisions in

the end and they would support whatever | decidiedy were really good.
This new specialist gave Hope just what she needexpe.

My specialist did a lot of tests and things to sdether everything like, you
know, with my bowel could work properly without $tema. | know that,
doctors and nurses aren't really bothered by thadkof thing, bowels and
gross stuff like that, but it was really embarragswhen | had fluid sort of
injected up my butt to see if | could hold on td just focused on getting rid
of the bag to get through it all, they always werdling the sheet up and
forgetting it and | was worried someone would wialkl suppose when you
see naked people all day long you don't really cetbut | still was really
uncomfortable. They found out that some of the lesisgown there, the
bladder muscles were kind of tight so they injedike, Botox in them to
loosen them. That was freaky, having Botox up pott; | always joke about

that.

| went and had the stoma reversed when | was 11 biltwent wrong. Four
hours after | got home | had to go back. They tmekback for more surgery
to find out what was wrong, it was really hard likeaking up and not
knowing what was happening and then asking what treggpened. There
was a rupture in it apparently and the join whehey sewed up the bowel
was leaking poo in to my tummy...gross, any way, thade the stoma again.
| was pretty gutted and real quiet for a few dagsduse | just didn’t really
know what to do. They were still saying that theylad do it [the reversal]
again and it would probably still work but it kneek my confidence in
whether it would actually work or not again. Therses and mum did
everything for me, 1 just didn’'t even want to lakit [the stoma]. It was a

few days before | actually calmed down after thetols explained what
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happened, | think they were really afraid of tedlins actually because they

were the ones who said this would work.

| was pretty used to being in hospital, but it'stjueally boring and | hated
just like lying there the whole time waiting fonsething to happen. Luckily |
had my own room, | never wanted to be in withlal $ick people or anyone
really. 1 didn’t want to talk to anyone, | just wiad it done. | ended up
missing two months on college in the end becausdiabgtes played up too.
| had to go to the ICU because my blood sugar weally high and | got

really really sick. That was scary, especially fmum and dad and my
boyfriend because | was out of it. I'm still prettgad with managing my

diabetes though, which is stupid because | knowdiokvit made me.

Hope successfully had the stoma reversed a fewhmadater. After so long staring at
her reflection in the mirror, she would soon beeatd step through that looking

glass, into a whole new world.

| used to look in the mirror and try to imagine tuke half of my body
without the stoma and what it would look like oa tther side as well. Even
with the scars, they look much less than they wibiey, seem nothing to me

now. | don’t know what I'd do if | had to have gain.

That other person, the reflection in the lookingsgl was now gone. In Hope’s mind
they were two different people altogether, she vwasat girl anymore. Her eyes
were blind to the scars now, blind to any faintaetion of that other self, nothing
more did she have to hide. | hoped she would nagetothe thing that had always
been hidden, that thing which continued to hidep&lcan no longer see that other
self in the mirror, but she remains there stillr Egen as | sat listening to her story, |
could hear another voice, the voice of her oth#r aed she was screaming. Strange
| thought, that Hope could not hear it too. Thenso its presence once So
commanding was no more, but the greater of theetwils would never leave Hope,
the Diabetes would always remain. It was Diabébes brought her within view of
her own mortality but its pleas often fell on deafs. The future now lays unwritten,

the pages of her story, her life, from that poimtawe empty, sat waiting to be filled.
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4.3  Through dangers untold Faith’s Story

lliness has been a part of Faith’s life for as lasghe can remember,

| started to get sick when | was really young, ¢l flaalot of tummy pain and
had to go to the toilet sometimes more than a déirees a day. | went to
heaps of doctors up and down the country just ¢rymfind the cause of my
pain. Some said it was growing pains and anothertatotold my mum that
kids just get tummy pains and that she was ovetireacAll of these doctors
were convinced that the pain was in my head, atel d&king told that so
often, you know, you sort of start to believe irgelf. | even had to see a
psychologist who made me feel like such a dioka#gn't like he was trying
to find out if I had a psychological problem, itsvanore like he was trying to
convince me and my parents that | did. He said Hmahe people like me
overreact to little things like a sore tummy andhkhthey have a terrible

disease or are going to die.

In Faith’s opinion, the specialist concluded tha¢ seeded counselling to overcome

herobvious fixation with normal bodily functians

| started to doubt myself, wondered how other peophnaged these normal
bodily functions and why | couldn’t cope. | thoughtnust be retarded or
something and felt like no one believed me wheaid kreally didn't feel

well. One doctor asked if | was acting out this waygain attention or was |
inventing these pains to avoid something like gdmgchool or tests or

whatever.

Eventually Faith ended up in the Intensive caret ln@cause her bowel had

perforated.

| think, strangely that | was more relieved tharything else. There was a
real physical cause for my pain, it wasn’'t in myatieand | wasn’t wasting

everyone’s time.

Faith had surgery to repair her bowel and form storay, which at the time they

said would be temporary.
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| remember looking at it [the stoma] the first timiewas a hundred times
bigger than | expected. It was explained that rmyrtly was all diseased and

like, rotten from something called Crohns.

She was fed parenteral nutrition, food through dhp, for three months and had

only broth to eat.

| can remember on Christmas Day going out withféreily, | could have a
chicken cube or a beef cube with my water becawsash’t allowed to eat
solids. | was on so much prednisone | got osteapsyand after the surgery
| couldn’t move from the neck down for six monthhink | spent something
like two years pretty much hospitalised, | wenthe hospital school and |

had back braces and crutches until | was 17 ye&is o

Faith needed to have more surgery to remove didebseel from the Crohns
Disease. After, so many years of being in painstamtly needing to go to the toilet,
not sleeping, and losing so much weight, she wsisgshell of the healthy child her

parents remembered.

| was also so swollen with steroids that | didn/ea look like the same child,
my parents were pretty much at the end of it yamnkriThe doctors had to
eventually remove all of my colon and my rectunthsd it was sewn shut.
There wasn'’t really a choice to be made thereust jeventuated that that’s
what needed to be done and they did it, | got anp@ent ileostomy. I'm glad
that decision was made for me, really, becauséd the option of having it
reversed | think I'd have lived my life waiting furat day, to be normal
again whereas now | know that's not an option ar@hth move on and not

dwell on what might be.

It was hard growing up with an ostomy. When shenaadly went to a regular high

school, Faith was still in a wheelchair, and remeralthe other kids were so cruel.

That’s what | remember the most, | felt like a leged would often go home
crying because of the teasing. Before | got sickmimgle life was gymnastics,
I'd get up at five in the morning, go to gym befechool and then go to gym

after school and compete in the weekends and I'nh bee nationals. |
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got second in New Zealand for floor and it was nggést achievement just
before | got sick. After the surgery, | just couldio it anymore, my bone
and joints just wouldn’t hold up because of theeopbrosis. | wasn’t used to
such restricted environments like it was at highost because | had most of
my schooling in the hospital. The teachers usedake a big deal every time
| had to get up and go to the bathroom, demandnegréason in front of the

class every time.

| was very conscious of how | looked, | hated thatbag poked out in my
clothes and so I'd always wear baggy things. Then was getting older |
lost all my weight from the steroids | had beenaod all of a sudden | was
getting all this attention from guys for the fitshe in my life, it was really
sort of foreign and so | went to the stoma nurseafivice on how to deal
with, like having a boyfriend. I know | sound softbitter about it, but |
didn’t get a lot of support from the stoma nursesey don’t deal specifically
with younger kids because it's the older people people that have cancer
who mostly have bags and | don't have the sameessas younger kids.
When I've gone to ask them for advice you knoweasalty with my first
boyfriend they said: ‘oh yeah bring him in and weit down and talk about
it, well, I'm like you're joking aren’t you?’ | wamt just going to just sit him
down with the stoma nurse and bear all the ughaitketl’m not that sort of a
person, | think everyone has their personal boure$aand that approach

just wasn't right for me.

| ended up struggling with it and keeping many peap a distance, making
excuses you know. | did learn to find my own wagelhihg people but it
often would end in tears. The first thing they'd¢ &&'oh can | see it’, which |
thought was just weird because you wouldn’t goragskdb see someone’s butt
would you? Sometimes they’d go and look on thenateand then they’d
call me and say ‘oh don’t worry’, but never call ragain. I'd see them on
the street and they’d say ‘oh sorry | lost your tem or whatever excuse
they could think of. I've had a guy tell me thahbuld stay with him because
he will be the only one that loves me, and whead ©6 | was like...oh my

god will I ever get another boyfriend? | ended w@wmag to the conclusion
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that I'd rather be by myself than with a loser likien. It's not worth it. The
most ridiculous thing a guy has ever said wash.don’'t worry | know a girl
that's had a caesarean’, which was obviously hisg/ wé his saying don’t

worry you’re not the only abnormal person I've beeth.

| was always so nervous if like a guy would wartaie me out to dinner. I'd
always say I've already eaten or | have to eatrlad¢ my parents or
whatever...you know, just avoid putting food in theation. The problem
with having an empty stomach, though, is that yoll get the “bag
farts”...that's what | call them...sometimes you just’tl know when it's
going to happen. | was really conscious of my badg the stoma, | had
some real issues with food back then. I'd prettgmstop eating solids on a
Friday night and I'd start eating solids again onSunday night because
during the weekend | just wanted to wear nice @sthso I'd just live on
black coffee. | took up smoking as well which ke li.really bad with my
Crohns, | know. | just knew if | didn’t put too rhusolids in, the bag would
stay flat and not do anything much. Then | couldtggr much wear tighter
clothes and do what | wanted without it showingoufhaving to deal with it.
| had a boyfriend break up with me and tell allhi§ friends that | had this
plastic grocery bag in my stomach, like, this hptgestic bag sticking out! |
knew they were going to be at the beach one dayl amahted to wear a
bikini just to prove to them that | didn't haveghgrocery bag. | heard that
eating marshmallows thickened it [ the stoma oytpund slowed it right
down so | ate a whole bag before | went to the beaand it worked, | think
the others thought he was just full of it aye...tb@yldn't see my bag at all. |
paid for all the marshmallows later though...got pydilocked up, but it was
worth it to salvage my reputation. | wanted ever/doo think | was normal

and not a freak with a shopping bag full of poopetd to me.

The main reason | am so bitter about stoma nursésat | had a see through
bag my whole life until | was 19 and went on a kiocamp. The first time |
had sex with my boyfriend | was wearing a see ftijinobag that | tried to
keep hidden. Every boyfriend I've had my whole fliten agel6 to when |
was 19 | could see through my bag. I'm still sorgrapout it, | don’t think
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I'll ever let it go because my stoma nurse knew tHead a boyfriend, knew
my anxieties and knew | wasn’t eating in the weg&eHow could someone
be that cruel? | don’t mind expressing my opini@tduse they know that's
how | feel, | have no concerns about that you kndbwjust being honest so
that maybe it will make a difference for someorse.el went back to my
stoma nurse and | said oh hey | hear that theredifierent types of bags,
can | have a look at a kind of catalogue or sonmghio see if there is
something that could conceal the faeces from myrieag? The reply | got
was | prescribe the appliances, | know what bedfs sgou, this best suits
your skin and you can’t just have anything becabs€&s not what's funded,
you have to make what you're given last three n®rthknow I'm lucky to
have stoma bags when | know there’s people in twdwvho don't have
access to them, but at the same time | live in Reaand and | wouldn’t tell
my stoma nurse here’s one no frills toilet roll, gnd make that toilet roll
last you three months. | don’t mean to imply thidtseomatherapists would
treat a person in this manner, that's just whatxperienced and | think |
suffered a lot, unnecessarily because of ignorancely situation. | don'’t
think 1 would make a very good stomatherapist,atula be hard to keep my

personal opinion away from my professional judgment

Despite her tribulations and misfortunate expemsné-aith managed to survive her
adolescent years and overcome her illness. Atitine It spoke with her she had just

recently married and was planning to have children.

That will be a whole other experience I'm sure giwey circumstances. I'm
looking forward to it, but am hesitant at the satimee because | have scar
tissue where the rectum is sewn shut it could desing delivery, or | could
have a caesarean which might interfere with my atoso i'll just have to

wait and see.
A few months later, Faith rang to tell me that sl pregnant and very happy.

| don’t see the stoma as a reminder somethindradss, | see it as something

that gave me a life to live, it made me healthyimgd’'s part of me. It

doesn’t run my life anymore, but | definitely knibw still there. It's kind of
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like having a really bad haircut, you really wamt try and hide it but you

can’t so you live with it. | always think to myséifl didn’t have a bag what

would my life be like, would | have gone down th@e pathway or would |

have done something different. If | had | might Im@twhere | am today, with
my husband whom | adore, and planning for a fanliwould never have

made it this far if it weren’t for my family, the¢ been there with me
through all of it and | can’t forget that. | lostyrchildhood and my teenage
years to this, but | can’t change any of that nothink that you have to have
faith that there is a light at the end of a darkel, faith and determination.

| had to believe that | would one day conquer nsedse and realize my
dreams, and | have. | hope that by sharing my st@an change something
for the better in someone else’s.
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4.4  One moment in time: Marks story
At the age of 17 Mark described himself to be atgoimg, and relaxed sort of

person who was “just coasting along pretty smodtinlyife.

I would have considered myself to be a popular sbguy, didn’t really have
any enemies and | wasn’'t someone that, you knotvpigked on by other
people. | was in the first eleven cricket team apent most of my spare time
at practice or hanging out with mates, going ouptoties on the weekend,
that sort of thing. | was a pretty average studédtsay, not really good but
doing ok. Probably would've been a bit better, yaty know...when your’re
that age you just want to have fun...so studyimgafacame second | guess. |
had a lot of friends, not really close ones, butdkiof acquaintances |
suppose. Everyone was your friend when you werg srhool sports team,
but the people I'd most relate to were the otheysgon the team because we
spent a lot of time together really. I'd also jgsarted seeing a girl I'd met at
a mate’s birthday party. Everything was going prettk | guess at that

time...well until...you know...it happened.

The it Mark refers to is the point at which his life clgad drastically. A series of
what at the time, seemed to be inconsequentiasidesi, calculated risks to achieve

a greater good. Or so he thought...

I guess | knew all about the dangers of what my roalted teenage antics,
you know, drinking and doing stupid stuff just foe fun of it. Boys being
boys, you know. But I'd never really consideredt taaything really bad
would happen, you got told all of this stuff by yparents and at school and
that, but it was just sort of...well...stuff thatgdpened to other people. | don’t
remember all of what happened, the doctors saitlitheobably wouldn’t get
that memory back...and I'm kind of glad about tHaitmagine in my head
what happened, mostly because of what I've bedratad the little bits that |
can remember. They're just images and sounds reatigt they get mingled

up in what | imagine...but even that’'s been prhtxd to live with.
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It was only about the third time me and ----- hagkb out together, we went
to a party...just a regular party, you know, justitang out. Well...some of the
others were heading in to town to try get in to sartubs, we didn’t really go
clubbing back then because the drinking age wdk i years old and
hardly anyone ever got in. At first | wasn't reallyto it, but ----- was really
keen and | thought well...ok...why not?...it judtitaof fun and | didn’t wan’t
----- to think | was too prim and proper...what ahot | was aye. We were
both pretty toasted by that time, and we’d walkedr to the [train] station
but there wasn’t one for ages. So ----- called ohéer friends because we
couldn’t be bothered walking all the way back te frarty. It turned out that
her friend was going to go in to town as well so ge# picked up at the
station. I'd had a bit to drink but | did sort otalise that her friend was
pretty wasted, she’d only agreed to come out bexahe wanted to meet me.
| never said anything...| just got in the car..m@tlubloody idiot. We stopped
and picked up some of the others who'd started imglkack to the party,
there ended up being seven of us in this littletizack. She, ----- , was on
my knee in the front seat and we had the belt atdagth of us . The road out
where we were was deserted and | remember thatese going pretty fast,
everyone was rolling about because we were goimgndo winding hill road
and we were sat on top of each other...we thoughis really funny...and

that’s all I can remember clearly...I didn’'t remeentwhat happened.

The car they were travelling in had apparentlyefdito make the turn on one of the

tight corners on that road. Mark understood thamegs’s had heard the car skid and

the sound of what was thought to be a tire blowdhey were found a short while

later up-turned at the bottom of a steep bank.|&hdrand passenger side of the car

had been crushed and the roof collapsed in. Mdtlkseps the photos of the wreck,

recreating his memories from those pictures. Tlvedmwas found not far from the

car, having been thrown during the descent. Shepn@sounced dead at the scene.

The two passengers, one girl who had been sittnthe others knee in the left hand

back seat also died during the crash. The two stierthe back seat suffered

moderate head injuries as the roof had pressdd the front passenger seat, Marks

girlfriend lay hunched under the collapsed metaliig suffered horrific injury to
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her cervical spine and upper torso.

Mark remembers when they were eventually cut frbm wreck, seeing her body

being pulled from above him, hanging limply...wrongunsurvivably.

| had heard a rumour that her neck was completelyesed. That's one of the
things that really gets to me, ...even if that vitasractly true...that's what |

picture in my head from the things i've heard.

Mark suffered crush injuries to his shoulder anl¥ipethe metal floor of the car had

shattered his coccyx bone.

| couldn’t move my legs for a while because ofsWwelling in my spine, an
initially that's what the doctors thought was caagimy problems controlling
my bowels. When the swelling went down and evegthise seemed to be
working ok, like my legs and stuff, they couldigufe out what was wrong. |
just kept on having these...like accidents...| $eltuseless, like a baby. |
would get so angry, one time | put my fist througke wall...but | just
couldn’t control it. They had a look with a camenad did some tests where |
had to try to hold in some liquid...but | couldnithey said the [sphincter]
muscle, like...you know how you keep everythingwigll a bit of it was
damaged. A bit of that muscle just was hangingless...and so everything
was just leaking through. | had to get the bag ¢asg] put on because they
said they couldn’t fix it. I just blocked it all baye, ... mum and dad, they
were the ones who had to make all of the decidh@tause | wouldn’'t do
anything. No one really knew that | had it dondirst, but after a bit, when |
did go back to school for seventh form, people sbrknew about it from
rumours. No one said much though, maybe becauak thie other stuff, the
others that got killed...may be they just didn’'ownwhat to say about any of
it. 1 never told anybody it was because | couldndp myself from crapping

everywhere, | said it was just because of injuries.

Mark has had the ostomy for 12 years now and Btjpes that one day a new

treatment will surface and the sphincter musclé¢lvélable to be repaired

| really dont like going to...like quiet movies, esplly with
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people who don’t know about it (the bag). I'm alwagally anxious and
can't just relax because | don't know when it (these) might happen,
usually when the movie goes real quiet | can staéh the pressure coming.
Interviews and exams are always a real bugger Ween | was at college, it
was like...in the middle of my maths exam...and thmsgst are like 3 hours
long aye, it started going and every one was gigpbo | giggled too... the
examiner didn’t know me...didn’t know about the f8lge came over to me
and | was going all...like red in the face, ‘cos asweal loud and she could
hear it. Any way, she told me she didn’t want yilthoublemakers in her
exam and sent me to the principal. | ended up ddiegrest of the exam in
the principal’s office, it was leaking at the enditoall. After all that he (the
principal) told me | needed to “grow up” and be pemsible for myself so |
didn't always have these incidents. Like | did ih @urpose or
something...you know...like | want to get covered inomy crap to draw

attention to myself.

| can remember at birthdays and Christmas and thingspecially if my
stoma was playing up...l just would avoid eating fgrehuch anything. |
knew if | gave in and ate something | would malapbkeof gas and the bag
would fill up. I would miss out on ...like...catching with people and
enjoying myself and on top of that, someone woeddi o take me home if it
leaked. | felt like everyone was always waitingrfa to ruin the day. It's not
so bad now, with the newer bags, they filter oet &ir better than before.
There’s still a smell though, especially if | hateetake it off to change it, |
try not to have to do that if I'm out because ieimso bad, way worse than

the normal kind of smell.

| feel like a real dork sometimes when the guy®wgfofor burgers or pizza
and | just sit there and pick a chip or two. Thestftime | went down the
pub...like when | just turned 20...my mates and myhdadht rounds of
beers to celebrate being legal. Well, nobody tokl about beers...what it
does to the bag and stuff, suppose it wasn't ingmbrt.that stuff. Any way |
had one beer and the bag just...like well...filled ag anploded from the

pressure. The worst thing was | forgot to bring magair kit...that's what |
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call my bag of spare stoma stuff... | had to go hbwlding a towel under
my shirt. I've got some better bags now...you knowtereechnology in
like...air filters. If I'm real careful I can have laeer with my mates and not
always look like a nancy boy with my glass of juMash | didn’'t have to
carry around a nappy bag like some mother with Bybaman if | could just
go out with just my wallet in my back pocket...wellfeel like a proper
bloke.

Today Mark carries on, still never accepting tha¢ bstomy is permanent, and
perhaps it won't be. He keeps a keen eye on medisahrch and claims to regularly
proposition his doctor to experiment a little Btor Mark this is not a permanent
ostomy, just a temporary measure until a suitatdattnent is found. Mark’s wife,
who sat listening as he talked, rolled her eyessanidked, shaking her head. “He’ll

get his bionic bowel one day”, she said, “I'm safet”.
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CHAPTER FIVE
Adolescent Interrupted

5.1 Introduction

The essence of the adolescent experience of Imitly an ostomy and the themes
that communicate the meanings attributed to thjgea&nce are presented in this
chapter. The embodiment of these themes is dedcrime ‘The adolescent
interrupted’. Several core themes emerged: Staderthy denied rites of passage; All
the world is a stage, feeling exposed in the ligili Puppets in the hand of fate,
uncertainty and loss of control; Through the logkijlass, altered perceptions of
self; Captivity, the soul held captive in a brokeody; Never to walk alone, the
struggle for independence and self reliance; lagiy the outside looking in,
disconnection and loneliness. The interrelationsifigthese core themes serves to
describe the essence of the experience, explancdotes and allow for their
understanding. This embodied whole experiencepesented graphically iRigure

1 below.
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FIGURE I ADOLESCENT INTERRUPTED: THE CUP OF STOLEN YOUTH
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5.2  Stolen youth: denied rites of passage

Disruption and restriction were an overwhelmingtgrpinent theme within the data.

Managing an ostomy, often in tandem with managilmgss, resulted in many lost

hours, missed opportunities, physical restrictiarg] an inability to experience the

social and emotionatites of passageassociated with adolescence. As Martin-
McDonald and Biernoff (2002) claim, adolescentsdigeexperience these ritualised
events and achieve socially constructed milestomesder navigate successfully,

the journey to adulthood. James, Hope, Faith andk Mihreported a sense of regret
bordering on grief in remembering all that couldiddoeen, should have been, but

wasn't.

The night | went to go to the ball, the seventhmfdrall, it (the stoma)
prolapsed and it was just like, great, it had tgpan tonight, Murphy’s law
and all that...in the end | went to the ball, bit hever forget that aye,

always at the worst possible tinf@ames)

Social milestones were placed out of reach ana Humlescent paths veered astray
from their counterparts. Within the concept of stolyouth, | identified that there
were overwhelming feelings of grief and loss assed not only of lost
opportunities, but also of the person that exidtefbre the surgery, before illness.
The self was always referred to as separate entihie self that existed before illness

and surgery, the self that now exists and thetkatfwas stolen, the ‘what if’ self.

| can’t help wondering what | might've been aldeachieve if | hadn’t ever
got sick, | try not to think about it too much aese it's painful. (Faith)

The notion of carefree youth did not exist for #hésdividuals, there is always a
consciousness about everything, from dressing @ rtforning to contemplating
what, or even whether to eat lest it should malee detomy irritable and cause

embarrassment.

| had to think about everything | was going to waad make sure it wasn't
noticeable. | used to get really upset becausenrteato wear the same kind

of clothes and, you know, bikinis and tight thirtlgat the other girls were
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wearing, but the bag would poke out so | couldiriope)

| used to play soccer and other things like thai] & know | could probably
protect it [the stoma] but | don’t want to risk ¢iag hit or the bag exploding
or something so | flagged that. It's a bit sad bhat's life. Even with the
stoma | still get flare ups and find it hard to g#Htat’'s the only frustrating
thing is that I've had all of this stuff done ang{ sometimes | wish | could

catch a break. (James)

Significant periods of absence from school, indeddn the greater part of a school
day would be lost due leaking stoma bags. The sac#deakages would also disrupt
social activities and important life events, thecatled rites of passage and is

consistent with the findings of Sturge et al. (1997

| felt dirty, really dirty. | was sure everyone d¢dwsmell it, they say ‘oh no
you can’t’, but there is always that sort of feglilike they’re just trying not

to upset me. (Hope)

The bag kept coming off...it was like being wittbaby. | wouldn’t eat
properly, | was too frightened to put stuff intastbbag because | knew it'd

blow up and come off. (Mark)

| can remember on Christmas Day going out withfdmily, | could have a
chicken cube or a beef cube with my water becawsash’t allowed to eat
solids. The ironic thing is that when | could dadlidn’t want to because the
bag would fill up. Even when it wasn't full it féike the whole world could

see it. (Faith)

lliness and surgeries also resulted in long periofisip to a year or more of
hospitalisation and incapacitation. Social isolativpad a heavy impact as these

individuals would often spend many weeks with mialiimmteraction with peers.

| don’t remember having any really close friendscdiese | just wasn't
around people long enough to form any. | would npeelple at school who |
thought were really nice, but then...you know..b@l off sick for a bit and

they’d just move on. | always missed out on shaff was going on in school
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because | was always going home to change the bgging to see doctors

or whatever...you know? (Hope)

| think | spent something like two years pretty muaospitalised, | went to
the hospital school and | had back braces and tregcuntil | was 17 years
old. That kind of thing just makes you a sociaklemo one wants to hang

out with the freak. (Faith)

Recurrent illness and the demands of treatmenmetg also had a significant

impact.

5.3

There’s always more appointments to go to, morts tggu know?...I wish
there would be one day without having to think dbaay of it, without
having to remember to carry spare bags, be carefwhat | eat and at the
same time worry whether I've eaten enough. | justild/ like a day to be a

kid without worries. (James)

It felt like I was always on this schedule, thisntrolled timetable of

medications and finger pricks and the bag on tofhat. (Hope)

Captivity: the soul held captive in a broken body

All people are constrained by the physical limaas of their body in some way. The

experiences related in the stories of James, HBapih and Mark's experiences

demonstrate how extraordinary limitations can resufrustration, anger, grief, and

regret.

These

Before | got sick my whole life was gymnastics, d&t up at five in the
morning, go to gym before school and then go to gytar school and
compete in the weekends and I'd be in the natiorad®t second in New
Zealand for floor and it was my biggest achievemasit before | got sick.
After the surgery, | just couldn’t do it anymorey hone and joints just

wouldn’t hold up because of the osteoporosis. (Hait

feelings are what contribute to the perceptat they have somehow been

cheated in life; that they have been denied that tig live and do as others do. The

life that they imagined for themselves has beetestas they are held captive in a
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broken body.

I wonder what it would’ve been like if the accidbatin’t happened, maybe |
would be playing for a national team. My bones atdf were kind of stuffed
from the accident and | can’t do the athletic soft stuff well anymore.
(Mark)

It's kind of like having a really bad haircut, yoeally want to try and hide it

but you can’t so you live with it (Faith)

Razmoviz and Ziebland (2004) claim that the physeasation of pain or of a loss
of control over bodily functions can be intenselgrgonal, but the significance
attached to those experiences is inescapably imf@roy a wider understanding of
what it means to exercise control over ones phlsicd emotional self and of the
consequences of relinquishing that control. Pairs waprominent feature in the
experiences of this study’s participants, frequeimierrupting their lives, preventing
normal bodily function. Fear alone, of this paiteofgave rise to limiting behaviours

that further constrained their lives.

That was agony, you know, sometimes, you're walkirtge street and you
get it, this...this pain, and you can't really stiopthe middle of the street sort

of holding your stomach so you have to really gl bear it. (James)

Pain made it difficult to function, as did narcatiprescribed to control the pain,
which further interfered with their daily activie studies and school attendance.
They needed relief from pain but also needed talbd to study and function in
their daily lives. They often had to choose betweain relief, which made them feel
“zonked” and rendered them unable to think, andpdie@ in order to go to school,

take tests, and generally function.

Oh man the drugs, they just made you like a zonilke.a vegetable. |
didn’t want the pain, but sometimes it was bett@ntspacing out. My mates
felt awkward because I'd just nod or shake my haad not really try and

make any conversation. (Mark)

Sometimes it was just unbearable and I'd just symp, know, just stop and
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give in to the pain...curl up in agony. (James)

Often there was no effective pharmaceutical toevelitheir pain, and so when it
came, it was borne and became part of life. Janeearbe particularly tolerant,
experiencing pain on a daily basis, closing hissdgpeit, silently suffering in hope of

avoiding having the surgery again, having the stagen.

| would wake up during the night constantly, evielhwas so exhausted, this
gripping pain would drag me from my sleep. | missetbt of fifth form,
especially for the first and second spell becausedded to get control over

it to function. (James)

You get used to having pain, you kind of turn @ft but it makes you kinda
cold to other people’s pain. | hope | don’t becoome of those cold hearted
women that just says ‘get over it’ to thier kid$ial would be horrible.
(Faith)

At the beginning of their experiences, complaintgain were reported to be not
taken seriously or considered real. Faith repattati she had been led to believe her
pain was psychological in nature, and that thigptjeaffected her self-perception.
Being diagnosed with Crohns disease was in a wagljef for Faith, a quantifiable

physical reason for what she was experiencing.

All of these doctors were convinced that the pais wva my head, and after
being told that so often, you know, you sort oftsta believe it yourself.
(Faith)

Adolescents are especially sensitive to what otlieirsk of them. Swift (1997)
hypothesises that to be dismissed by a physicianuose who is admired and
respected as an authority figure often leads tdtdouthemselves and their bodily
symptoms. Swift emphasizes that health care prosjderhose expert status
engenders trust and high expectations in patieshould take complaints of

symptoms seriously.

5.3.1 Arrested development

Freyer (2004) maintains that as a result of thelemgent’s medical experiences,
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normal development is altered profoundly in thelesicent with disease, disability
or serious illness. The physical changes normaoeiated with puberty may be
delayed, and unwelcome physical changes oftentrésuh treatment, extensive
scaring, swelling, severe weight loss, muscle wes&ndisfigurement, disabilities,
profound fatigue, and altered mental status. Theeeences of the participants

corroborate these findings.

| was also so swollen with steroids that | didn/ea look like the same child,
my parents were pretty much at the end of it yawkriFaith)

Lack of nutrients resulting from the inability tocortsume sufficient food and
malabsorption from chronic inflammation and infeatiparticularly affected James

who expresses frustration at being so very thin.

| hate being this ridiculously skinny, it's not ali masculine and | always

look sick even if | feel well. (James)

Freyer (2004) goes on to say that beyond theseaqatyhanges, serious illness may
substantially interfere with critical life experiees necessary for achieving the
normal developmental goals of adolescence. In atdito the prognosis itself,
prolonged hospital stays, frequent outpatient sjisind intrusive daily medication
regimens alter normal routines, impede school d#erce and socialisation, and
contribute poor self image and the perception afigpeadically different from their

peers.

| mean, everyone just wants to fit in and be normipall know, and you don’t
want all these rumours that get exaggerated goirayiad about you when
you can'’t set them straight. | just wanted to tlaweder the radar and do my
thing like everyone else, and not walk around \&itiig sign on my back that

says | have a bag. (James)

One patrticularly intrusive phenomenon commonly regggb among the participants
was the frequent and unwelcome passage of air ftmenstoma resulting in a
popping or squelching against the plastic. This is one aspect that nmoder

stomatherapy hasn’t yet, it would seem, been abtedolve.
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It would always do it when you didn’t want it tohewn it was really quiet.
Bag farts, that's what | call them...sometimes yai flon’'t know when it's

going to happen. (Faith)

It was, however, evident that for those who alse Wwith debilitating illness, as
James and Faith did with Crohns disease, the staotaally facilitated the

attainment of normalcy to some degree, and resuitedproved quality of life.

It was easier once | had the stoma because | hadsbanuch problems with
my bowels at that stage, the bag meant that | gotlje bathroom] more
discreetly sort of thing....before it was like, welldidn’t go | would need to

rush and could have a mess. (James).

Avoidance of social events, family functions, amtr&curricular activities was still a
common occurrence, even where symptoms of illness lleen to some extent

relieved.

| can remember at birthdays and Christmas and thingspecially if my
stoma was playing up...like getting blocked, or & #dhesions [Internal
scarring from surgeries] were really bad, | just wd avoid eating pretty
much anything. | knew if | gave in and ate somethiwould get pains...like
agony aye. | would miss out on ...like...catching up people and enjoying
myself and on top of that, someone would needki® tae home. | felt like

everyone was always waiting for me to ruin the diiark)

Peer interactions were also reported to be commawvyded and some would go to

extremes in the attempt to lead a normal, uninpeeaisocial life.

I'd pretty much stop eating solids on a Friday rtigind I'd start eating
solids again on a Sunday night because during thekend | just wanted to
wear nice clothes, so I'd just live on black coffegust knew if | didn’t put
too much solids in, the bag would stay flat and dm@nything much. Then |
could pretty much wear tighter clothes and do whavanted without it
showing up or having to deal with it. (Faith)

Such experiences give rise to feelings that lifebéyond control and this can
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severely impact on the experience of living withaatomy. The concept of losing

control gives rise to the next theme.

5.3.2 Growing up too soon
Living with an ostomy and the circumstances surdmug its formation is invariably
a harrowing experience for any individual. For aolascent, the magnitude of such
an ordeal is substantially greater. If chronic dé& can affect the growth and
maturation of adolescents, conversely, developmegtaanges in physical,
psychological and social capacities may impact upencourse and management of
chronic illness in adolescence, including both-sgdinagement by the young person
and supervision and treatment strategies avaitalihealth professionals. At a young
age, these adolescents are forced to confront hhasis even very few adults
would ever ordeal until relatively advanced agee Eperiences of the participants

in this study illustrate the enormity of such presson a yet still developing mind.

| didn’t have a choice about surgery the next tim&as so sick by that stage
that they couldn’t even actually do it becausehef tondition | was in, you
know... | didn’t really want an ostomy again bulh#d to be done or they told

me | would just die. (James)

Issues in regard to health, illness and mortalieyemeported to be the concerns of
adults, and these adult concerns were thrust upem tduring a time when such

thoughts are inconceivable and far from the forgfiaf the mind. Consideration for

the future was described to be an especially ditfiand foreign experience for the

adolescent who is primarily focused on the presé&unsiderable stress was

associated with the need to seek and understaodration and make choices about
these adult concerns.

The prospect of declining health and physical &tdn requires enormous maturity
of mind to consider. At six years old, as Hope wast 17 years old, as was Mark,
the challenges are equally as difficult owing te tevelopmental differences in age.
Forced to consider and understand the impact otaktteatments and surgery, the
associated financial burdens and future implicatioof their decisions, the

participants expressed that the essence of thegnaV carefree youth was lost.
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5.4 Puppets at the hand of fate: uncertainty and lossf@ontrol

The stories reflect the uncertainty present inrthees in managing an ostomy and
living with the threat of relapsing illness. Thegm® mere puppets in the hand of fate
because of the unpredictable and often unreliabtera of an ostomy, and their
actual or perceived inability to control their IszeThe experiences that led to
uncertainty included, disruption in life routinespncerns about the future,
ambiguity, inconsistency, and unpredictability gfingptoms, lack of information and
conflicting information, constant worries about ugence or disease progression,

and changes in body function and appearance ésoiseported by Mischler (1991).

| felt really like | had no control of things, | eé to know that | can go and
deal with things if | need to aye, and down thedtgdin’t. Sometimes during
the day | wouldn’t know when it [the bag] was gotoggo, and if I'd eaten a
certain amount of time before or if | had somethtimgt didn’t agree with me
it was bound to go during class. It was really stfell especially if | had a
leak, everyone’s eyes are on you if you have sonmpt and excuse yourself.

(James)

Mischel (1999), claim that uncertainty has beemtbtio cause emotional distress
and difficulty in adjusting to a significant changecircumstance. The participants
of this study were particularly affected by the emainty created by misinformation
and lack of information they feel they receivednirdvealth care providers. It was
evident that their parents had battled to navigatemplex health system and needed
to function as advocates, experts, and coordinatdrgheir care rather than
consumers. This finding is supported by those oDbtwald (1996), who reported
that parents often received conflicting, misleadorginaccurate information and

instructions about treatments.

My parents were really irate that they might hawseib given the wrong
advice, they felt really terrible that they hadieel on this doctor to give them
the right information, you know. (Hope)

McDonald (1996) argues, that while advocating fore’s children is part of a

parent’s role, and has the potential to enhanceoampment, it can be detrimental,

especially if the parents later have difficulty inguishing this role. The
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continued need to assume this role into the adehtsperiod places them in a
position of continued dependency on their parentstane when independence and

autonomy are developmentally sought after.

5.5 Allthe world is a stage

The development of peer relationships and self-enagin direct conflict with the
demands of chronic illness, treatment regimens arahagement of an often
unpredictable stoma. The extent to which theseeadeht issues affected decision
making and the management of illness and the siepanded on its balance in
relation to competing priorities. Often, only thbsalute necessities such as an
ostomy bag in need of emptying, would win the beilag game, and only then
because it threatened punishment if its needs netrenet. For Hope, her diabetes
was a silent oppressor and therefore better able tignored in favor of calculated
risk. Strict regimens and controlled diet were oconducive tdfitting in with peers

and enjoying a carefree lifestyle before adulthoodld ensue.

| was never good at taking my medication or dolmg gugar tests, | just sort
of ignored it, pretended it wasn’t there. I'd edt the bad things as well,
even though everyone told me that it was bad | ywhought that | would
be ok and they were just nagging. | got a bit sicknetimes with high blood
sugars but | never really thought of it like damagimy body or dying. |
didn’t think any of that stuff was going to happenme, | never really
thought about the long term effects. (Hope)

While many adolescents with chronic illnesses marthgir disease and treatment
regimens extremely well, reduced adherence to rmedégimens and poor disease
self-management can be seen as developmemjgtisopriatein adolescence (Viner
et al., 1999). Adherence to a treatment regimernuires| appropriate cognitive
capacities and personal organization as well aarsopal belief that the treatment is
required and beneficial (Vermeire et al., 2001).

The image that was projected to others was of utimogortance, especially for

Hope and Faith, physical appearance equated diredth social acceptance.

Perceiving themselves to be under scrutiny fromathside world meant that every

venture out was met with trepidation. Having aroost created body image
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issues for most of the participants, consequehtty focused on hiding the ostomy
by wearing baggy clothing. Concealing their ostomas important to them, as they
did not want others to judge them or treat therfecehtly.

| had to think about everything | was going to waad make sure it wasn't
noticeable. | used to get really upset becausenrteato wear the same kind
of clothes and, you know, bikinis and tight thinlgat the other girls were
wearing, but the bag would poke out so | couldh’'tcould never go

swimming anyway back then, because the bags | it gtick properly if

they got wet. | wore heaps of layers of clothinggdy clothes, to try and
hide it especially going into the changing rooms getting your PE gear on
and stuff. I'd have to go to the bathroom beforel get changed so that it

wasn’t obvious that something was there. (Faith)

| used to look in the mirror and try to imagine tjube half of my body

without the stoma and what it would look like oa dther side as well. Even
with the scars, they look much less than they wbley, seem nothing to me
now. All the surgery scars would still be bettearttihe stoma. (Hope)

5.6  Through the looking glass

Numerous challenges were met by the participanteenguest for self-concept and
acceptance by society and the peer group. LacHesttification with peers was not
solely related to physical differences in appeagan8ignificant concern was
expressed about how they compared to friends mtioel to academic and social
achievements. Much doubt was placed in their ghtititachieve the goals that each
considered the mainstay in attaining adulthood. démands of managing a chronic
illness and the restrictions on life-style inherent many disabling conditions
increase dependence on the family, and carers, tahea when this should be
decreasing (Eiser and Berrenberg, 1995). At theesiaimme, young people may also
become dissociated from their peer group, partituia those with taxing medical
conditions and those that mark them out as vefgreiht (Manworren, 1996).

Freiberg (1992) maintains that adolescents who lskose, intimate friends have a

better self-concept than those who have only siguaffleeting friends. Each of the

participants expressed a sense of comfort in beimgar to their peers,
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fitting in with the crowd. The irony of adolescence is timasearch of an individual
identity, they want to be like everyone else inirthpeer group, to wear the same

clothes, do the same things, go the same places.

5.7 On the outside, looking in

The peer relationships described were both sumgodnd unsupportive in equal

distribution. Fear of losing potential friends grattners was a common theme in the
experience of living with an ostomy. More often rithaot, the desire to preserve

acceptable standing among others resulted in tiesitand avoidance of close or

intimate relationships. They grieved their loss d@ngd made them feel lonely and

sometimes isolated.

Except for my family and a couple of friends | gt myself from getting
too close to anyone, especially boys, becausenltdially know how to tell

people about it, it was just easier not to. (Hope)

Supportive friends often spent time with them ankovhen they were unable to go
out and to socialise, and continued to call antude them in activities even when
they often declined invitations. For these paraats, the effects of good friends
balanced the effects of unsupportive relationslaipd unfortunate reactions. It is
possible that these friendships may have buffetedsome degree, the negative

influences that living with an ostomy could haveseatf-concept.

5.7.1 Sexual exploration

Sexual exploration was often a source of intermal external conflict due to the

physical presence of the stoma, physical discomdod fear of rejection. The

symptoms made exploring sexual relationships acdiff experience and placed a
burden in relationships with partners who did noderstand the extent of the
discomfort. Erikson (1950) postulates that befargémacy can be achieved in a
sexual relationship, a strong self-concept is né¢desnsure that a mutual give and
take can take place. He cautioned that sexualioekdtips are at risk of failure for

those without a strong self-concept and identitg anggests that sexual intimacy
has the potential to be affected throughout aififet

5.8 Never to walk alone
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Busen (2001) asserts that regression and dependeaygyoccur when adolescents
are under stress. Dealing with issues relatingutgesy may be threatening to the
adolescent’s sense of control, privacy, peer waiatiand body image. Fears related
to these issues are not always articulated but mayifest in such behaviours as
withdrawl, irritability, and refusal to co-operatgth authority figures and hospital
protocols. Inadvertently leaving the adolescent ouinformation gathering and
decision making has the potential to increase ddgrery and further hinder the
normal adolescent process of becoming independent.

The nurses and mum did everything for me, | judt’tieven want to look at

it [the stoma]. (Hope)

5.8.1 Supportive connections
A clear theme in these experiences was the supportiles of parents, siblings,
friends and others and the impact of those roldse mother-child bond was
accentuated among the study participants by thegeddence on their mothers for
support, care, and advocacy. Traditional developahaheory, it is suggested by
Blos (1962) and Erikson (1950), requires separdbeiore an autonomous identity
is assumed. According to this theory, adolescenth an ostomy, who depend
heavily on their mothers, would have difficulty cpleting the traditional task of
separation and therefore be unable to develop &onamnous identity. This is
disputed by Surrey (1991), who proposes that delfiity is fostered through the
connectedness of relationships. Surrey’s model aip@ process that would allow
the adolescent to move close to their mother, tcabed for when need required, and
to move away when circumstances permitted. Thisetless would serve to enhance
development and, it is further suggested by Sutralyattachment between a mother
and child is a necessary relational base for Akiotelationships to evolve. “Such an
interconnected relationship would respond to thedeeof both the mother and child
since each is able to “care for, respond to, atehdtto” each other’s well-being”
(Surrey, 1991, p. 37). This study's findings shohatt strong mother-child
relationships did ease the disruption to daily, ldesisted in their care, and buffered

their relationships with school officials and hbakre providers.
All of the participants described in one way or @0 how difficult the experience
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could be. The restrictions imposed on them and tifestyle, the unpredictability
and subsequent feeling of loss of control, the plagy had to endure and the fact
that they felt different to their peers. There \as emotional pain. Some found that
illness and the ostomy was at times hard to de#t,wdausing great stress and
anxiety almost on a daily basis. Hospitalisatiomsewery difficult and they thought
they would never get better with all of the comations. Overall, participants
summed up what they needed most was support fromdaviduals important to

them in their lives.
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CHAPTER SIX
Significance and implications of the study

6.1 Introduction

In this chapter, | discuss the strengths and limoms of the study with respect to
research design and method. Implications for dinijeractice, education, future
research, and health policy in New Zealand areudsed in consideration of the

findings of this study.

6.2  Strengths and limitations of the study

The use of narrative inquiry to inform my methodplowas appropriate for this
study. The study design is congruent with the aifthe study identified in chapter
one. The aim of the study was not to produce gésabde findings, but to describe
the experience of four people among this uniquelesdent population. Their
individual experiences are unique and bound exadligito that time in which they
were told. However, aspects of the experiences heaille some commonality and
may, therefore, resonate with others among the |pbpn and serve as a beginning
to understanding. This research adds to the egi&mowledge base and serves as a
basis for consolidation, and improvement in thee aafr adolescents living with an

ostomy.

In undertaking this research | recognised that oy as researcher, as well as being
a nurse working in the specialty area could potdlgticreate bias in the findings.
Some of the participants had been patients of mirpossibly could be in the future.
| did feel that for some of the participants theses a reluctance to divulge negative
feelings or relate negative experiences in relatmonursing care in general or that
which they received either in the unit or in theler organisation where | work. The
findings present both positive and negative viemwseiation to nursing care, though
| received little negative information from the p@pants already known to me. |
later considered also, how | might have been imibg@el in relating negative

experiences if | was in some way connected to it.
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6.3 Implications for practice

The findings of this study, although based on allspgpulation, nevertheless have
implications for practice. The findings revealedttradolescents living with an
ostomy not only need to have their physical neemlsert care of, but their
psychosocial concerns as well. Adolescents areodpically, cognitively, socially
and emotionally distinct, each maturing at a ddférrate. Development in one area
is not necessarily indicative of the overall legédevelopment (Singleton, 2007). It
is therefore important for nurses to be mindfultité developmental level of the

adolescents with whom they are working and the shfat this can have.

Nurses are in a position where they are able twigeoopportunities for these
individuals to express their concerns in a suppergnvironment. As seen in the
literature, ostomy surgery can alter one’s bodygenand ultimately affect self-
esteem. Identity forming is an essential part ef ddolescent development process
and implies the incorporation of any chronic coieditin body image and one’s self.
This process is gradual, and adolescence is a dimneg which new questions
regarding the cause, the nature and the outconamyfisease or disability arise.
Findings in this study suggest that, because ofadtemy, these individuals felt
different from their peers. Nurses need to recagthss and give the patient time to
come to terms with changes in their body image. diming an empathetic
relationship is crucial in order to allow the indiual to express these feelings and

concerns.

lliness can serve as a constant reminder of vubiléya deficit, and limitation and
may hinder development of independence by creatifegling of dependency. There
is evidence that the level of adjustment to illn@ssearly adolescence predicts
disease control in the transition into young acdwth and that psychosocial
interventions to improve self-management produaggderm behaviour change.
Fostering the development of self-care skills erihance self-esteem and autonomy,
and empower the adolescent. Many adolescents neayoke tightly controlled and
may ask for more freedom in managing their conditiblurses need to respect

adolescents need for rejection of adult supporfuding parents and accept
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noncompliant behaviour while emphasising approetegthaviour and setting limits.

Findings also suggest that support is an integrel @f the experience. Nurses can be
instrumental in assisting adolescents with an ogttmexplore and develop ways to
manage and cope with pain and other symptoms byiding them information
about resources. Assessment of the type and eatestcial support is important
when planning care. Attention and care should bergto opportunities to provide
thorough assessment, education, support, and follpwinformation, including
advocacy with specialists and involvement of sowsiatkers to assist the individual

and their family.

Nurses are in key positions to assist adolesceitisthis disease and their families
in navigating the multifaceted healthcare systerne Participants in this study
reported that often they did not receive adequatd eonsistent information.
Information given to adolescents needs to be irpnerms. Communication has
proved to be of widespread concern in caring faestents and its effectiveness is
pivotal to achieving positive outcomes. Raised awass of the reality of the
experience can contribute to developments in thg m@rses communicate with
adolescents and their families. In working with ladoents, the treatment of disease,
the prevention of ill health and the promotion efhhy behaviours are played out
against a background of rapid physical, psychokdgiand social developmental
changes. Continuity of care, privacy, and confiddity are among the features of
care that are most often asked for by adolesc&htsadolescent needs to establish a

safe and trusting relationship with those providiage.

6.4 Implications for nursing education

This study contributes to the existing body of kienige on adolescents by helping
nurses who care for this population understand thgberience of living with an
ostomy. It is important to teach nurses how to cahdomplete and accurate health
history and assessment, and in particular to egpsmxuality. Age and stage of
development are important variables for nurses @heér healthcare providers to
consider when treating adolescents. It is importa@ntlearn how to talk with
adolescents, a skilled nurse who asks approprigstigpns will elicit a complete and

thorough assessment that may reveal more abosittiaion
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6.5 Implications for further research

This study supports the need for further reseamhadolescents living with an

ostomy and provides a starting point for other adioms. The participants in this

study described having an ostomy and subsequetitieats as sources of disruption
and interruption in their adolescent lives. Furthealitative studies may investigate
the variables and a quantitative approach to qualft life issues may further

elucidate the extent of this disruption and assisteveloping interventions to

minimise disruption and improve quality of life. |Alf the participants in this study

were Caucasian and so further research could exgher cultural influences on the

experience.

The long term health status of adolescents liviftl) &wn ostomy is unknown. More
specifically, the long term physical and emotioatiects of surgical treatment and
medical treatment are unclear. Longitudinal rededreginning with teenagers or
retrospective studies could explore these efféatgher, since treatments have often
been adapted from adults, future studies spedfedblescents have the potential to
enhance treatments unique to adolescents and thpsove their outcomes.
Intervention studies are needed to explore lifestylanges among adolescents living
with an ostomy. Such studies could focus on nofrjticoping strategies, exercise,
and alternative therapies to improve quality o lif this population.

6.6 Implications for policy

Implications for health and social policy includeetneed for further funding to
create centres for the treatment of adolescents.cidmation of such a centre has the
potential to provide a multidisciplinary approachthe diagnosis and care of this
population. A multidisciplinary centre would notlgraddress surgical options, but
also offer medical management, counselling, altereatherapies, nutritional
support, exercise programs, and pain managemeatmibdel would also provide a
venue for multidisciplinary research. Within theatliecare system, there is a need to
set policy that coordinates care or adolescentss, ivoiding fragmentation of health

care services for adolescents living with an ostomy

6.7 Summary

In this chapter | have discussed the suitabilityhef methodology for the research
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project and outlined the strengths and limitatiohshe study. The findings of this
study and their implications offer a variety of wayat nurses and other healthcare
providers can improve the care of adolescentsdiviith an ostomy. Understanding
the antecedents and consequences of adolescentoawtowill facilitate the
development of more appropriate health promotingerientions based on
developmental needs. Recognising its impact onipalyand emotional wellbeing is
critical to developing appropriate treatments amdrventions for adolescents living

with an ostomy and thereby improves outcomes.
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AFTERWORD
Final reflection

The journey to completion of this thesis has begreat deal longer than envisaged.
My perspective has been broadened and my undenstpofithe experience of these
adolescents has deepened. The findings of the swdglly demonstrate the

importance health professionals in influencing apegience. The reality of the

experiences, as | read back on my findings, apfeaemonstrate negatives with
powerful description. What may not be so evidenthiat these individuals have
fought their battles bravely and look back posliiven the experience as a whole.
The negatives and the positives are what have dhape they are and who they

will become. If those things had never been, theguld never know.
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APPENDIX A
Participant Contact Letter

[Date]

Susan Garthwaite

Master of Nursing (Clinical) Student

Graduate School of Nursing, Midwifery and Health
Victoria University of Wellington

[Phone]

[E-mail]

[Contact Name]
[Contact Address]

Dear [Name],

My name is Susan Garthwaite, | am a nurse edueatdrstaff nurse on théJhit] at
[The DHB]. | am also a student at Victoria Univéysof Wellington undertaking
Master of Nursing (Clinical) degree. As a compdradrthis degree | am carrying ot
research project. For this project | wish to usthand what it is like to live with a stol
during adolescence. This study has received éthpgaoval from the Centr&tegions
Ethics Committee.

The [DHB] Stomatherapist, has identified you as meetingctfteria for my researt
and has forward your contact details to me. | walhtactyou a few days after send
this information to ascertain if you aneterested and if so answer any questions
may have.| would sincerely appreciate your participationl &elieve that hearing a
understanding your experiences would greatly bengfire patients and nurgjrstaff
You must understand, however, that you are undeobimation to volunter as
participant in the study.

If you agree to participate in this study you woblkl required to meet with me for
interview of approximately one hour’s duration. that time you would discuss y¢
experiences of living with a stoma during adoleseen

I look forward to talking with you.

Yours sincerely,

Susan Garthwaite.
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APPENDIX B
Participant Consent Form

Project title: The experience of adolescents living with a stofnaarrative inquiry.

Researcher details

Susan Garthwaite

Master of Nursing (Clinical) Student

Graduate School of Nursing, Midwifery and Health
Victoria University of Wellington

Ph: [ ]
E-Mail: [ ]
REQUEST FOR INTERPRETER
English | wish to have an interpreter. Yes Np
Maori E hiahia ana ahau ki tetahi kaiwhakamaorikeaika pakehg Ae Kao
korero.
Cook Kainangaro au i tetai tangata uri reo. Ae Kare
Island
Fijian Au gadreva me dua e vakadewa vosa vei au 0 Sega
Niuean Fia manako au ke fakaaoga e taha tagathdiaghoko E Nakai
kupu.
Samoan | Oute mana'oiai ai se fa'amatala upu. IpeLeai
Tokelaun| Ko au e fofou ki he tino ke fakaliliu taggana Peletania ki loe Leai
na gagana o na motu o te Pahefika
Tongan Oku ou fiema’u ha fakatonulea. lo Ikai
| have read and | understand the information sthetetd () for volunteers
taking part in the study designed to explore theeeence of adolescents YES NO
living with a stoma.
| have had the opportunity to discuss this studym satisfied with the
: YES NO
answers | have been given.
| understand that taking part in this study is wtémy (my choice) and that |
. . YES NO
may withdraw from the study at any time.
| have had this project explained to me by Susamth@aite YES NO
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| understand that my participation in this studgasifidential and that no

material that could identify me will be used in aeports on this study. YES NO
| understand that stopping the interview will bsadissed if it should appear YES NO
harmful to me or that | may stop the interview iy ime myself.

| understand that the interview will be taped amags$cribed (written as YES NO
spoken on the tape recording), and these recottlsenstored for ten years.

| understand that the transcribed story may beegliot part or in full for the YES NO

purpose of writing the research thesis or compiteprts.

| understand these records may be used in furéisearch based on this studeES NO
within 10 years and that this has received ettdpatoval.

| have had time to consider whether to take part. ESYNO
| know whom to contact if | have any ill effect®in this study YES NO
| know whom to contact if | have any questions dliba study. YES NO
| wish my G.P. to be informed of my participationthis research study. YESNO

| have received a copy of The Health and Disabfliopnsumer Code of Right YES NO

I herebgeamrto take part in this study.

Signature of participant Signature of witness

Witness name:

Susan Garthwaite Project explained by: Susath@aite
Master of Nursing (Clinical) Student Project rdResearcher
Graduate School of Nursing, Signature

Midwifery and Health

Victoria University of Wellington
Ph: [ ]

E-Mail: [ ]

If you would like to discuss this information fuethmy supervisor contact details are:

Dr. Kathy Nelson

Lecturer

Graduate School of Nursing, Midwifery and Health
Victoria University of Wellington

Ph: [ |

E-Mail: [ ]
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APPENDIX C
Participant Information Sheet

Principal Investigator

Susan Garthwaite

Master of Nursing (Clinical) Student

Graduate School of Nursing, Midwifery and Health
Victoria University of Wellington

Ph: [ ]
E-mail: [ ]
Supervisor

Dr. Kathy Nelson

Lecturer

Graduate School of Nursing, Midwifery and Health
Victoria University of Wellington

Ph: [ ]

E-mail: [ ]

Title
The experience of adolescents living with a stofnaarrative inquiry.
Introduction

You are invited to take part in the research ptojdtch is described in this information
sheet. After you have received this sheet | stmitact you to ascertain if you are interested
in taking part and if so answer any questions yay have. You are under no obligation to
take part in this study if after reading this foyou decide you do not wish to.

If you agree to participate in this study you woh&required to meet with me for an
interview of approximately one hour’s duration. tAat time you would discuss your
experiences of living with a stoma during adoleseen

About the Study
The aims of the study are:

1. To explore the experience of being an adolescengliwith a stoma.

2. To gain understanding of the experience of beingdmtescent living with a
stoma.

3. To use the information gathered to help others rgtaed what it is to be an
adolescent with a stoma and learn from their erpesds.

4. To consolidate and improve care of adolescentsaviiftoma in the hospital and
in the outpatient community setting.
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Participants

| invite you to take part in this research proje¥iou would be one of four people that I\
talk with.

You will have a choice of where the interview widke place, or a venue can be arrang
suit you. In the interest of safety, private homiknot be permitted.

| will ask you to have one interview which will @lapproximately one hourYou do not
have to answer all the questions and the intervieway be stopped at any time that yo
wish.

| will ask your permission for the im@ew to be tape recorded and transcribed (Wridenr
as it has been spoken).

The tape recording and transcription will be degddin ten years’ time following t
completion of the research. If you would like pg®f the transcription, one will b@ade
available for you.

Disclaimer

The researcher is an employee of [DHBId may have had a previous professi
relationship with you or may do so in the future.

Identities are protected, the researcher shaldiaiige information obtairge during
the study for any purpose other than to assistebearch.

Information obtained during the study will not hawafluence on any future
relationship with [The DHB] service or provider.

Any sensitive material pertaining to staff or patseewithin the district health board wh
may arise during the interviews will warrant cornatibn with the research supervisor
will not be identifiable in the report.

Benefits and risks

The study will help staff working within the hosgliand commnity setting to have a bet
understanding of what it is like to be an adoleségimg with a stoma. It is anticipated t
this information would be of benefit to not onlydpital staff, but other adolescents and-
family and friends.

It is known that it can be helpful for someone who hagdlitteough a challenging or diffici
experience to be able to talk with someone aboat Was happened. However, this may
sometimes be upsettindgin case you feel that the interview has raised madts with which
you feel you need further help | will leave a sheewith the name of a counsellor yo
could contact. This would be at no financial cost to yourself fiwo sessions.

You will not be paid to take part in the researdtou will be offered @ook or petrol vouch:
to the value of $30 in appreciation of your pap#tion and to remunerate any travel ¢
you may have incurre
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| am interviewing adults (over 18) who:

1. Have lived with or had a stoma formed during admese (12-19 yrs old)
2. Are aged between 18 and 30 years old
3. Are able to communicate in English
4. Are willing to share their experience with a resbar
Participation

Whether or not you participate in this study isreht your choice. You do not have to take
part, and if you choose not to, no further conteiitbe made.

If you do agree to take part you are free to witlndfrom the study at any time, without
having to give a reason, this will not affect mpdemic progress.

We will discuss stopping the interview if it seetae upsetting for you. Participation in this
study will be stopped should any harmful effectpesy or if it is felt to be not in your best
interest to continue.

You can stop the interview yourself at any time theiyou wish.

General

Questions you may have.

Will my GP be told | am in the study?

If you wish | will tell your GP that you are takinmart in this study.

What will happen at the end of the study?

If you say at the time of the interview that younwa transcription of the tape | would ring
and arrange to get this to you when it is completeddll leave a contact number for a
counsellor, whom you could see twice at no costyourself if you feel you need
counselling help as a result of issues raised indfinterview.

Where can | get more information about the study?

| will contact you a few days after you receivestimformation. You may choose to make
contact sooner or to speak to my academic superisoise Blanchard at the Victoria
University of Wellington using the contact detgit®vided in this information sheet.

If I need an interpreter, can one be provid

Participants in the study will be required to spaall understand English, however if at any
point you feel you require an interpreter, one lsararranged for you.
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If you have any queries or concerns regarding yiotts as a participant in this study you

may wish to contact a Health and Disability Advecat

Mid and lower North Island ph: 0800 42 36 38

Confidentiality

No material which could personally idety you will be used in any reports on this study
unless you choose otherwise.

The person who transcribes the tape will sign aneagent of confidentiality.

Tapes and transcripts will be labelled with a pseydh (fictitious name) as soon as they are
completed, and will be handled only under this n&men then on. They will be stored in a
locked file, and will be destroyed ten years dfiercompletion of the study.

For academic and personal safety reasons | will i@€iscuss the research with my
syoervisor at the Graduate School of Nursing, Midwifend Health at Victoria University
Wellington, and also with a professional supervi€onfidentially will be maintained in
these situations.

Results

A report of the findings of the research will bais® each participant.

At the end of the research | would expect to pressports to health professional groups and
at relevant conferences. | will also seek to mlbteports in professional journals.
Publication usually takes one to two years follggiompletion of the research. The thesis
will be available at the Victoria University of Wielgton general library. If you have any
further suggestions as to how results might beulisieivill be pleased to hear them when we
meet to discuss this information.

Approval

This study has received ethical approval from G#Regional Ethics Committee
and [..] District Health Board.

Please feel free to contact myself or my supervisd@ryou have any questions about this
study.
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Transcribers Confidentiality Agreement

To ensure confidentiality for the persons beingmwiewed

state that | will not divulge any information coimtad in the transcripts | produce for the
researcher Susan Garthwaite.

Signature

Date

Thank you for signing this agreement
Researcher
Susan Garthwaite

Signature Date

102



APPENDIX E
Interview Schedule

The experiences of adolescents living with a stoma

Motivation
* What attracted you to be involved in this research?

Narrative
» Please describe your experience(s) of living wigttcana as an adolescent.

* Include anything that you think would help me taerstand what it is like to be an
adolescent with a stoma.

* | aminterested in your memories, thoughts andrfgelrelated to your experience(s).

The interview will continue primarily as the paipant’s narrative from this point.
Questions will be asked to clarify and seek furin@rmation as needed throughout the
interview. These are as follows:

* How did you feel?

¢ What happened next?

* What was this like?

* How did that go?

* How did you cope with this?

¢ What was your reaction?

* What was their reaction?

* What effect did this have on you?
» Did you feel prepared?

* What support did you receive?
* What were your concerns?

* Did you seek additional help?

Certain prompters may be used to obtain an exheaskescription of the experience and to
maintain the flow of the narrative. These aredkis:

The participant may be asked to address:
» Changes in social situation in regard to havingpena
* The effect of having a stoma on school and/or vitek
* How or if they told friends and family about thersia
» Their concerns about socialisation and reactidniefds
« Body image disturbances
e Support received from hospital/outpatient servicetber organisation
* Was there any feelings of uncomfortableness inrtgltbout what happened?
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* Were there any feelings of upset, numbness, trabbi&ing clearly, vivid memories

or sensory experiences, difficulty sleeping, baghdrs, anxiety or physical
problems?

< Did the experience cause you to re-evaluate yfipl make changes to future
plans?

» Expectations for the future

Closure

« Is there anything else you would like to tell me?
« What are your initial thoughts about the interview?

Thanks

* Thank you very much for sharing your experiencéwie, you have shared some
valuable information.
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APPENDIX F

Ethics Committee Approval

= Health Central Regional Ethics Committee
and F.1'|“:[:,t ol Health

I Disability . ! 0“;?:_5';‘;;
Ethics “rdyict

@ Committees Phone (04) 5
Fax (04) 495 2191

20 December 2006

Stokes Balley
Lower Hutt

Dear Susan
1experience of adolescents living with a stoma - A narrative inquiry
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