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ABSTRACT

This paper is an exploratory and descriptive field research with a qualitative approach, aimed at describing the changes in the daily life of
stomized people and identify their ways of coping with their illness. The sample consisted of individuals with a permanent intestinal stoma
for at least two years and who were enrolled in the Multidisciplinary Assistance Program for Stomized Patients (PAMPQO in Portuguese). Semi-
structured interviews were used, to collect data, which were recorded and later transcribed verbatim, producing a text for content analysis,
as proposed by Laurence Bardin. Most colostomized individuals made changes in their way of life after the stoma creation, such as physical,
psychological, and social changes caused by the loss of sphincter control and changes in body image, which led to the need to adopt strategies
to adapt to new circumstances. Some people adapted well to these changes, while others had difficulties in dealing with such changes, resulting
in psychological and physiological imbalances. Therefore, the adjustment or not to the problem stressors, in this case the creation of the stoma,
influence the quality of life of stomized individuals. It is commonly observed that shortly after undergoing a surgical process, patients become
enormously involved with taking great care of themselves, which they did not feel confident enough to do before. This is due to the aid offered
by nursing care. It is also important to note that it is the nurse’s role to intervene exclusively in the perioperative period, aimed at achieving the
best possible adaptation for stomized individuals, encouraging the patient to face the chronic and permanent intestinal stoma, which demands
continuous and long-term care from both the healthcare group and the interdisciplinary team.

Keywords: Colostomy; Nurse; Qualitative Research.

RESUMO

Trata-se de uma pesquisa de campo, exploratoria e descritiva, com abordagem qualitativa, tendo como objetivos descrever as mudangas ocorridas
no cotidiano do estomizado e identificar quais as formas de enfrentamento utilizadas por ele. A amostra foi constituida por pacientes com estomia
intestinal definitiva ha pelo menos dois anos, cadastrados no Programa de Assisténcia Multidisciplinar ao Paciente Ostomizado (PAMPO). Para
a coleta de dados utilizaram-se entrevistas semiestruturadas, que foram gravadas e, posteriormente, transcritas na integra, produzindo um texto
com a finalidade de proceder a andlise de contetido proposta por Laurence Bardin. A maioria dos colostomizados apresentou mudangas no seu
modo de vida apés a confecgdo do estoma, sendo essas mudangas provenientes de alteracoes fisicas, psiquicas e sociais causadas pela perda do
controle do esfincter e alteragbes da imagem corporal, levando a necessidade de adotar estratégias para adaptar-se a nova realidade. Houve
pessoas que melhor se adaptaram a essas alteragdes, enquanto outras manifestaram dificuldades em conviver com essa realidade, acarretando
desequilibrios fisiologicos e psicologicos. Portanto, a adaptagdo ou ndo aos problemas estressores, nesse caso a confecgdo do estoma, influencia na
qualidade de vida do individuo estomizado. Cabe ressaltar que competem ao enfermeiro intervengées exclusivas no periodo perioperatorio visando
melhor adaptagéo a condigdo de estomizado, promovendo o enfrentamento a condigdo crénica estomia intestinal definitiva e exigindo cuidado
continuo e prolongado dos servigos de satide, o que também ndo exime a atuagdo da equipe interdisciplinar.

Palavras-chave: Colostomia; Enfermagem; Pesquisa Qualitativa.

RESUMEN

Se trata de una investigacion de campo exploratoria descriptiva, con enfoque cualitativo, llevada a cabo con miras a describir los cambios
ocurridos en el cotidiano de la persona ostomizada e identificar como los enfrenta. La muestra estuvo compuesta de portadores de ostomia
intestinal definitiva desde hacia por lo menos dos aiios, inscritos en el Programa de Atencion Multidisciplinaria al Paciente Ostomizado (PAMPO).
Para recopilar los datos se realizaron entrevistas semiestructuradas que fueron grabadas y posteriormente transcritas textualmente, produciendo
un texto con el fin de hacer el andlisis de contenido propuesto por Bardin Laurence. La mayoria de los pacientes ostomizados presenté cambios
en su modo de vida después de la confeccion del ostoma debido a alteraciones fisicas, psiquicas y sociales causadas por la pérdida de control
del esfinter y modificacién de su imagen corporal, llevando a la necesidad de adoptar estrategias para adaptarse a la nueva realidad. Algunas
personas se adaptaron mejor a tales alteraciones y otras tuvieron dificultad en convivir con la realidad lo cual causo desequilibrios fisiologicos
y psicolégicos. Por lo tanto, la adaptacion o no a los problemas estresores, en este caso la confeccion del ostoma, ejerce influencia en la calidad
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de vida de la persona ostomizada. Se realza que en el periodo perioperatorio le corresponde exclusivamente al enfermero intervenir para que
el ostomizado se vaya adaptando a esta nueva situacion y enfrente la condicion crénica de ostomia intestinal definitiva. Ello exige cuidados
permanentes y prolongados de los servicios de salud y, asimismo, del equipo interdisciplinario.

Palabras clave: Colostomia; Enfermeria; Investigacién Cualitativa.

INTRODUCTION

Stoma and stomate are terms of Greek origin that mean
‘mouth’ or ‘pore’, used to indicate the exteriorization of any
form of hollow internal organ in the body, due to a variety of
causes, redirecting the normal bowel movement." The stoma
takes on the functions of the organ that has undergone surgi-
cal damage in which an opening is created to connect the or-
gan to the outside environment.?

The naming of the stoma varies according to the affected
body cavity. Thus, there are terms such as tracheotomy, which
is the opening of the trachea; gastric stoma, called gastrostomy;
urinary stomas, urostomas that can be classified as pyelosto-
ma, ureterostomy, and vesicostomy; as well as intestinal stomas,
which include the jejunostomy, ileostomy, and colostomy.?

The intestinal stomas are specifically classified as regards the
time that they remain as permanent or temporary. The tempo-
rary stomas, once the problem that called for the creation of the
stoma has been remedied, allow for the reconstruction of the
bowel movement. By contrast, the permanent stomas are those
which present the distal segment of the blocked intestine, hinde-
ring the reestablishment of the normal bowel movement*

The permanent colostomy is used when a portion of the
large intestine is compromised, with a loss of the sphincter func
tion. This generally occurs in patients with Crohn'’s disease and a
compromising of the rectum, in unspecific ulcerative rectocolitis
and in neoplasias of the rectum, in which this segment and the
anus are amputated. The permanent ileostomy results from the
full colectomy, without the possibility of ileorectal anastomosis.®

Individuals who undergo the formation of a stoma under-
go changes in their body image and lose control of their own
bodily functions, provoking diverse changes in their perspecti-
ve of life. They can pass through the stages of grief, as defined
by Kibler: denial, anger, bargaining, depression, and acceptan-
ce. In the first stage, denial serves as a kind of “shield” in whi-
ch the stomized patients try to find any possible explanation
other than acceptance. The second stage, anger, is characteri-
zed by the anger that overwhelms the patients due to the new
reality imposed by their diagnosis and their condition as a sto-
mized patient. In the third stage, bargaining, patients seek alter-
natives to increase their life expectation. The next stage of de-
pression is characterized by the moment in which there occurs
the “loss of strength” to fight against the reality of the condi-
tion. The final stage of grief is that of acceptance. In this stage,
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there are no longer feelings of depression, but there is also no
happiness. It is important to note that each person that goes
through these stages does so in a unique manner.® In this sense,
stomized individuals need to review their moment of struggle
and loss in order to find the strength to accept their condition
and work on their perspectives and possibilities after surgery.®

The intestinal stoma does not only alter the biological sys-
tem, but also affects the individual both emotionally and phy-
sically, harming their own social relations. The absence of the
anus and the consequent presence of a device attached to the
abdomen to allow for the collection of effluents generates a
feelings of inferiority, indifference, and exclusion in relation to
other members of the community. These feelings are reinfor-
ced by the environment and the culture in which these indivi-
duals are inserted, leading the individual, throughout their lives,
to construct a stereotype of their own body. Thus, it is neces-
sary to show the individuals the customs and values that favor
their own social inclusion.

Due to the anatomical changes in their body, the majori-
ty of stomized individuals change their lifestyles. Many begin
to use looser clothing so that the collection bag is not seen
by others, take on new eating habits, and even distance the-
mselves from their jobs. Sexual relations and leisure activities
are also impacted, leading the stomized individual, in some ca-
ses, to social isolation. These facts are only a few examples that
demonstrate that the patient’s quality of life is compromised.®

Upon discovering the diagnosis that imposes the creation
of an intestinal stoma, people can react in many ways. When
they assume the attitude of not giving into the condition, of
doing everything possible to achieve the best possible rehabi-
litation, of searching for information to face the disease, they
tend to increase their feeling of confidence and to have a better
adaptation to the treatment, which demonstrates a positive fa-
cing of the illness itself?

Adapting to a given event, facing similar situations in many
ways, depends on innumerous factors that involve not only
personal characteristics, but also emotional and cultural as-
pects and previously lived experiences.

This entire context of the illness and the imposed thera-
py can cause stress, causing the individual to resort to coping'®
The process in which the individual controls the demands ge-
nerated by their relationship with their environment to satisfy
what is demanded by society and, simultaneously, maintains a

REME - Rev Min Enferm. 2013 abr/jun; 17(2): 268-277



Stomas changing lives: facing the illness to survive

stable physical, psychological, and social state is called coping,
which occurs when the individual is able to control the stressor
before it becomes a threat.”

In Brazil, coping has no specific translation, and can be un-
derstood as an attempt to overcome that which is causing the
stress, that is, strategies to face the illness. These strategies may
not be effective when the threatening situation is conducted
in an inefficient manner, resulting in crisis and bringing about
physiological and psychological imbalances."™ The illness, as
it is a stressful event, demands that the individuals produce
answers to face the condition, which impact the their health,
generating significant changes in their lifestyle’

The changes that occur in the daily routines of stomized
people generate intense emotional disorder, resulting in perio-
ds of suffering, which demands the search for specific strate-
gies to face this new condition.” It is important to note that
the reactions caused by these changes depend on personal
mechanisms to face the condition, which can be more or less
intense and can be accompanied by feelings of denial, rage, ag-
gressiveness, grief, among others™

The facing of the condition has the objective of increa-
sing, creating, or maintaining the perception of personal con-
trol when faced with a stressful situation. This can be learned,
used, and adapted, regardless of the stress agent; it is a dynamic
process, which can be evaluated and reevaluated. This is direc
tly related to the individual repertoire and lived experiences,
which can focus on the problem or the emotion. Depending
on the moment and the situation, the two forms can be used
by the same individual.*™

When the focus is on the problem, individuals tend to
concentrate on making direct changes to their environment,
which is more often used when the condition is able to be
changed, intended to control the cause of stress through the
solution or minimization of the problem. To resolve the situ-
ation, the individuals attempt to use information about the
stress factor, analyzing the alternatives of action that are avai-
lable to them and opting for that which they believe to be the
most appropriate.”*""®

By contrast, focusing on the emotion has the intention of
reducing the sensation of emotional discomfort, which is more
commonly used in unchangeable situations; the individual ten-
ds to control and manipulate the emotional response related to
the situation that has caused the stress. The strategies employed
contain a high emotional load and derive from processes of per-
sonal self-defense; they include mechanisms of distancing, esca-
pe, and sidestepping, intended to avoid a possible confrontation
between the individual and the stress agent, aimed at modifying
the reality and the unpleasant sensations arising from this.”>"”'®

Both strategies to face the condition, whether focused on
emotion or reason, are employed to dominate, tolerate, redu-
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ce, or minimize stressful events. Facing the iliness involves thou-
ghts and behaviors used to manage the internal and external
demands of the stressful situations. According to Krouse et al.
(apud Silva)” men tend to use a strategy of facing the illness
that is focused on the problem, such as the excessive valoriza-
tion of the collection bags, while the women tend to focus on
the emotion.

In addition to the difficulty of facing the illness, as they
are find themselves incapable of exercising their roles, patients
endure feelings of impotence and inferiority, which can unle-
ash emotional conflicts and psychological reactions associa-
ted with beliefs and behavioral patterns that inhibit their active
participation in the treatment.”

Facing the illness refers “to the cognitive and behavioral
efforts geared toward the handling of both external and inter-
nal demands, which are evaluated as an excessive strain upon
personal resources”.?

The strategies to face the condition intend to minimize
the effects of the stressful situations and maintain the well-
-being of the patient, and can change according to the evolu-
tion and maturity of the patient.?’

Therefore, the detection of certain diseases triggers deep
changes in the daily routine of the affected people and com-
promises the quality of life, as they must adapt to their own
capacity to carry out daily activities. Changes in their anatomy,
dependence, compromised sexuality, feeling of inferiority, su-
ffering, alterations in self-esteem, and biopsychosocial imbalan-
ces all occur. The compromising of the patients’ well-being pro-
vokes abrupt changes in their own quality of life.”?

Considering that presented above, this work aims to des-
cribe the changes that occur in the daily routine of people with
permanent intestinal stoma and identify in what ways the stu-
died patients face their illnesses.

METHODS

The present study was an exploratory and descriptive field
research with a qualitative approach and was developed in one
single stage. It was carried out in the city of Uberaba, MG, Bra-
zil, during the second semester of 2009.

All subjects of this research were people who had perma-
nent intestinal stomas for at least two years and who were en-
rolled in the Multidisciplinary Assistance Program for Stomized
Patients (PAMPO in Portuguese), were 18 years of age, were ca-
pable of taking part in an interview, and agreed to participate
in this research project.

PAMPO is a program that attends to patients with sto-
mas, both in the intestine and the urinary tract, as outpatients,
aimed at preventing complications and promoting health, ba-
sed on the care and education system. In this sense, nursing
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care aims to understand the patients and their needs, respect
their limitations, and stimulate their potential. The assistance
provided particularly favors the learning process as regards safe
and long-term self-care. This learning process occurs in a pro-
gressive manner, based on incentives toward the autonomy of
the stomized patients and/or their family or caretaker.

As of the first moment in which the patient/family and/or
caretaker are attended to by the nursing staff, they are automa-
tically enrolled in the program. The subsequent medical care is
carried out by appointment. In these appointments, the condi-
tions and needs of the patient are evaluated and the collection
bags are distributed (materials provided by the Department of
Health of the State of Minas Gerais).

Through this contact, it was possible to define the sample
for this study. The patients who reported having a permanent
intestinal stoma for at least two years presented greater possi-
bilities of adaptation to this condition and, therefore, greater
possibilities to express their experiences concerning their pro-
cesses of facing the illness.

The data were collected after having received appro-
val from the Ethics Committee on Research in Human Bein-
gs from Universidade Federal do Triangulo Mineiro (UFTM),
respecting all recommendations set forth in Resolution 196/96
(protocol number 1200/08).%

Individual interviews were carried out in the patients” ho-
mes to clarify the aims and explain the development of this re-
search project, at which time the Free and Clear Consent Form
was signed by the participants and data were collected.

To collect the data, semi-structured interviews, formulated
by the researchers, were used and consisted of the patients’ per-
sonal information and three guiding questions: “Were there chan-
ges in your way of life after having contracted the stoma?”, “What
were these changes?”, and “How did you react to these changes?”.

The interviews were recorded and later transcribed verba-
tim, producing a text with the aim of analyzing the content as
proposed by Laurence Bardin. Next, the study continued to the
pre-analysis or organization stage, aimed at formulating indica-
tors that provide a basis for the interpretation and inference of
an expression that is representative. The second stage, called
the material exploration stage, contemplates the codification
by means of units of meaning. In the final stage — analysis of
results and interpretation — the categorization was performed,
which consists of the classification of the elements according
to their similarities and differences, with a later regrouping of
these according to common characteristics.*

To identify the interviewed patients, the letter “P” was adop-
ted, followed by Arabic numbers from 01 to 23 (P1, P2, P3,...),
corresponding to the chronological order of the interviews.

The discussion was based on two theoretical references:
stages of grief, as defined by Kuibler, and coping. The first refe-
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rence, proposed by Elizabeth Kiibler-Ross® was introduced with
the intention of identifying attitudes and reactions of the pa-
tients when faced with the creation of an intestinal stoma. For
this, it is essential to recognize the patients’ values, beliefs, fee-
lings, and how they deal with this experience.

By contrast, the reference to coping was used so as to re-
cognize how the functions of managing or changing the stres-
sor (in this case, the creation of the stoma) appeared, classified
as concentrating on the problem and, when they seek to con-
trol, reduce, or eliminate the emotional responses to the stres-
sor, classified as concentrating on the emotion.” This group of
processes used by the patients are aimed at dominating, tole-
rating, or diminishing the impact of the stressor on their own
physical and psychological well-being.

RESULTS AND DISCUSSION

The sample consisted of 23 people, 16 men (69.5%) and
07 women (30.5%, between 40 and 85 years of age; 10 were
married (43.5%), 01 separated (4.5%), 06 widowers (26%), and
06 single (26%). As regards their occupations, 18 were retired
(78.4%), 02 were housewives (8.7%), 01 was a painter (4.3%), 01
was a machine operator (4.3%), and one was a telephone card
salesperson (4.3%). As regards their level of education, 07 had
no formal education (30.5%), 08 had an incomplete elemen-
tary school level (34.7%), 01 had completed elementary scho-
ol (4.3%), 04 had completed high school (17.5%, and 03 had
an undergraduate degree (13%). As regards the illness that led
to the creation of the stoma: 08 presented a neoplasia in the
rectum (34.8%), 05 presented a chagasic megacolon (21.8%),
02 presented a neoplasia of the colon (8.7%), 02 presented a
perforated acute abdomen (8.7%), 02 presented Crohn’s dise-
ase (8.7%), 02 presented ulcerative rectocolitis (8.8%), 01 pre-
sented a gastric neoplasia (4.3%), and 01 presented diverticu-
lar bleeding (4.3%). The time that the individuals live with the
stoma in their body varied between 02 and 28 years. Regar-
ding the manner in which the patients faced the illness, 17
claimed to be facing the illness positively (74%), while six were
unable to adapt to living with the stoma (26%). Concerning
the changes in their daily routine, 17 reported that changes
had occurred in their way of life (74%), while six alleged that
there was no change (26%).

It is important to note that, during the period of data col-
lection, seven people who fit the inclusion criteria were out
of town, five were unable to participate in the interviews, and
three died; all were therefore excluded from this study.

Through the transcription of the recordings and reading
of their statements, four thematic categories arose: changes
in the daily routine due to the stoma, denial, acceptance, and
facing the illness.
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This category groups statements from the interviewed
patients concerning the main changes resulting from the sto-
ma, given that the patients’ lifestyles changed due to physical,
psychological, and social changes caused by the loss of sphinc
ter control and changes in their body image.

To present this in a didactic manner, this category was di-
vided into six subcategories, as follows:

This subcategory includes the statements on the patients’
changes in eating habits after the formation of the stoma.

The eating habits and the intestinal functioning have
an important relationship, since the quality and quantity of
food intake interferes directly in the volume and consistency
of the feces, in the formation of gas, and in the appearance
of a bad small.#*

The following answers demonstrate that the eating habits
interfere in intestinal evacuation:

[...] you have to eat a lot of fiber, a lot of vegetables. ..
sometimes, when | have a lazy intestine [...] (P5).

[...] orange, kale, for example, don't go down well, |
push them aside... green pepper is like that too |[...] (P23).

[...] drinking milk is the same thing as taking a laxa-
tive [...] (P5).

Stomized patients, over time, are able to identify the foods
that cause intestinal problems, such as gas and diarrhea. Multi-
disciplinary medical care, which provides information and he-
althcare during the period of adaptation to the colostomy, can
minimize these limitations and difficulties.”®

On the other hand, for some, the construction of the sto-
ma led to their nutritional rehabilitation, demonstrating that
the stoma contributed to remedying difficulties in eating ha-
bits: “[...] before, | didn't even eat, today | eat too much [...]"
(P4); “[..] it was different, what made me sick before, now
makes me feel good [...]" (P10).

Over time, the colostomized patients come to understand
their own bodies better and associate their food intake with
the formation of gases and the consistency of the feces. Ano-
ther important piece of data is that the choice of diet is also re-
lated to the patients’ available financial resources.”’

This subcategory gathers reports about the changes in
the patients’ style of clothes, aimed at preventing people from
seeing the collection bags.
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The stomized people change their entire wardrobe in an
attempt to hide the collection bag, avoiding the appearance of
the volume caused by the elimination of feces and/or gases.?

What can be observed in the statements is the concern
over the volume caused by the collection bag and over the
possibility of it being noticed by other people: “[...] now | only
use looser clothes [...]" (P3); “[...] | have to have a bigger shirt
now [...]" (P17); “[...] for me, the clothes have to ones that don't
show it [...]" (P8).

In some statements, it is easy to see that the location of
the stoma impedes the use of certain clothes and accessories:

[...] 1 don't use them only because they rub up against
the collection bag, they're a bit heavy, so | use more formal
pants, which are lighter [...] (P6).

[...] I always use the elastic ones that you tie up. Un-
fortunately, science has found that the only place to make
a colostomy was in the exact place where the elastic string
goes [...] (P19).

[...]  wear shorts under the bag [...] (P22).

The need to change the way in which one gets dressed,
symbolizes the way the patients are able to stay normal within
social circles and be accepted by them, since what is different
should be hidden.”

This subcategory presents units of measure that demons-
trate the change and the interruption of one’s daily routine af-
ter the creation of a stoma.

After the initial shock caused by the creation of the stoma,
it is possible to see the individuals passing through moments
of depression and sadness, almost always caused by the loss
of the pleasure to carry out activities that used to be valued.”

The lifestyles of stomized patients undergo changes accor-
ding to the changes in their anatomy and their physiological
functions, imposing limits and restricting their capacity.

[...] lwould stay a while without eating so that | could
goout[..] (P18).

[...]we can't do anything [...] [...] to begin with, | don’t
goout[...] (P9).

[...] I stopped lifting heavy things, making any physi-
cal effort [...] (P3).

[...] I do everything alone, | am not so meticulous
about cleaning the house as | used to be, | do as much as
| can take... (P6).

[...] 1 used to work with farming. | had to stop working.

[.] (P14).
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These statements indicate the repercussions caused by
the stoma from the aspect of work, and the limits and loss of
capacity to work. It could be observed that the physiological
and anatomical changes and the care taken with the collection
bag make the colostomized patients perceive their limitations,
thus altering their daily routine according to the imposed re-
ality.?* In addition to the physical problems, there is also the
fear of being exposed and embarrassed in the work environ-
ment, which can bring about the desire to quit work altoge-
ther, through retirement, which brings about subsequent chan-
ges in the family dynamic and socioeconomic losses .¢

This subcategory consists of statements that identify res-
trictions in the patients’ leisure activities due to the existence
of the stoma.

The underlying reason to abandon moments of leisure is
due to the insecurity related to the quality of the device, diffi-
culty with hygiene, physical problems, embarrassment, and fear
of gastrointestinal disorders.*®

[...] | felt safer about going out, going for a walk, now
| feel more uncomfortable [...] (P1).

[...] before, at the beach | would go into the ocean,
now | don't swim anymore |...] (P20).

[...] even the UAI (Medical Clinic for the Elderly) | used
to go to, | don't go anymore [...] [...] now | don't travel any-
more [...] (P16).

These statements show changes in the patients' lifestyles,
affecting their leisure activities and social interaction.

More significant changes can be noted in the leisure ac
tivities considered to be active, such as travelling, practicing
sports, and going to recreational clubs, due to the physiologi-
cal changes and the lack of confidence in the adherence of the
collection bag. These same difficulties were mentioned by Cas-
sero and Aguiar®®in their research.

This subcategory emphasizes the damage caused to rela-
tionships with the patients’ partner, caused by the physiolo-
gical and bodily changes, making sexual intercourse difficult.

The majority of stomized people present difficulties in re-
lating to sexuality, caused by changes in their body image and,
at times, because they present a physiological dysfunction,
such as the loss of sexual drive and impotence, in addition to
the sensations of feeling dirty and repulsion.”*'

After the formation of the stoma, the sexual function is
harmed due to this stress, due to the feelings of inferiority, fee-
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ling dirty, depression, anxiety, and especially embarrassment in
the presence of their partner.*

[...] I don't even try, | avoid it because | think that a
boyfriend, when they find out | have one of these, he won't
want to [...] I've stopped dating [...]. (P9).

[...] I'always used to want to find another girlfriend,
but I don't want it anymore, because to understand this
here is difficult [...] (P2).

[...]  wanted to separate the beds because my wife is
not obligated to have to live with this slaughter [...] (P14).

[...] living together, the girlfriend, it's all difficult, you
have to have your head on straight, if not, the person
won't want to date you [...] (P8).

Analyzing the above statements, it is clear that the sexuali-
ty of the stomized patients is affected, as the individuals almost
always have the sensation of feeling dirty, feeling embarrassed by
the changes in their body image, and are afraid of being rejected
by their partner, making sexual intercourse nearly impossible.*'

The lack of psychological help, the clarification about se-
xuality, the insecurity to assume a new sexual relationship, and
the fear to expose their body to their partner are limitations
that are present in the life of a colostomized patient.?**

Of the interviewed individuals that cited having difficulty
to have sexual relations, only one pointed out the physiologi-
cal dysfunction as a hindrance: “[...] it doesn't get hard anymo-
re, only if the doctor implants a new one to get hard [...]" (P10).

The stomized patients have their sexuality altered more due
to their own self-esteem than because of a physical limitation, sin-
ce, in addition to having their body image affected, they are afraid
and anxious, also presenting the influence of preconceived ideas
concerning sexuality.® One factor that accentuates the difficulty
in exercising this function fully is the heavy pressure from society
on individuals as regards having the perfect body. When the sto-
mized patients are faced with this new condition, they feel exclu-
ded, unfit for the standardized and stigmatized normality, which
can bring about the loss of attractiveness to the opposite sex.**

This subcategory represents the harm in the physiological re-
alm caused by the new reality imposed upon stomized patients.

Changes in the physiological activities due to the loss of
sphincter control reinforces the feeling of mutilation, seen as
a body that is out of control and, therefore, dysfunctional.?’**

[...] when I am in the middle of others, of society and
dirty, there’s that bad smell [...] (P18).

[...]it's a thing of no confidence [...] [...] you're sleeping
[...] [..] you wake up with it full [...] (P17).
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[...] | can't get dirty because | get worried, | want to
take it off, | want to change it, it's just the worst thing the-
reis [...] (P21).

[...] there's no limit, there’s no time, there’'s no con-
fidence, there's nothing. Without confidence you're dead!
[ (P13).

It could be observed that the interviewed individuals have
an altered view of their body, without sphincter control and wi-
thout confidence, which can lead to a psychological imbalance,
making it necessary to adapt to the imposed condition to sur-
vive this new reality.

A collection bag for effluents triggers feelings of impotence,
loss of control, reduction or absences of competence and self-va-
lue, that is, this represents the violation of the body image, cau-
sing, in this manner, deep changes in one’s own self-esteem.” 3

This category demonstrates attitudes of the denial of the
subject when facing the formation of the stoma.

Denial occurs shortly after the diagnosis, given that the pa-
tients can search for other healthcare professionals to deny the
result that they refuse to accept.®

The psychosocial aspects of colostomy influence their
answers when facing the illness and their search for help or de-
nial of this new condition

[...] It's horrible, even today, | still haven't accepted
this thing [...] (P2).

[...] it was the same thing as killing me |[...] (P22).

[...] we don't get used to it, it's already been 20 years,
it's impossible to get used to it [...] (P15).

[...] I've even thought about committing suicide be-
cause of this [...] (P7).

These statements show the depressing feelings that are a
part of the stages of grief presented by Ktibler

The intestinal stoma, specifically, leads to personal trans-
formation, since, even when the collection bag is hidden under
their clothes, the new reality breaks with the previous expe-
rience, values, and habits of daily life. They refer to the collec
tion bag by substituting other words in an attempt to minimize
the condition of the stomized patients and/or their suffering.®

This category consists of actions that highlight the ac
ceptance of the subject when facing the creation of a perma-
nent colostomy.
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Acceptance is a final product of the strategies to effectively
face the illness; favor the rehabilitation of the stomized patients,
aimed at their reintegration in activities of normal social life; and
improve their quality of life after the formation of the stoma.*

For the stomized patients, the means must be established
to understand that their stoma was constructed with the ob-
jective of preserving their health; therefore, accepting the stoma
is essential to adapting to the new condition. The more the sub-
jects are able to adjust themselves to these changes in a positive
manner, accepting the condition, the better off they will be in
facing the limitations imposed by it, not to mention the impro-
vement in their state of health, without devaluing themselves.”’

[...] I take life as it comes, thank God, | go everywhere,
to the beach [...] (P2).

[...] I do everything perfectly, it doesn't get in my way
atall [...] (P8).

[...] life now is wonderful [...] (P1).

[...] I feel good, it doesn't even feel like | have one [...] (P4).

Acceptance, when done efficiently, reflects physical and
psychological behavior, which lessens the feeling of discomfort.
Individuals, when facing their own inability to resolve their con-
dition as a stomized patient, react in a gradual manner, accep-
ting the situation, according to their own adaptation to living
with the stoma.***

In this sense, reports from ex-healthcare professionals can
be observed among the interviewed participants. The follo-
wing excerpts demonstrate that these subjects are more sus-
ceptible to adapting to the illness itself, since their own expe-
rience contributed to a better acceptance and understanding
of their treatment.

[...] I worked in a pharmacy for 39 years, | agreed be-
cause | helped a lot in operations, even to open up the
corpse, | saw how the organism worked [...] (P23).

[...] for us who work in the hospital, it's much easier,
it seems like we are better prepared, nothing shocks us, for
us it's more normal [...] (P11)

This category represents the adaptation of the colostomi-
zed individuals when facing the changes that occur after crea-
ting the stoma.

With the stoma, the individuals go through a deep trans-
formation in their lifestyles, which provokes intense emotio-
nal disorder and, consequently, suffering, fear, and anguish, thus
demanding the search for strategies to face this new reality, fo-
cusing either on the emotion or on the problem.”*?’
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To facilitate the understanding of this category, it was divi-
ded into three subcategories, with the first two presenting the
act of facing the condition, focusing on the emotion, while the
third focuses on the problem.

This subcategory includes the statements on changes in
social relationships due to the difficulties faced by the stomi-
zed patients. When facing this stress, the individuals provide
emotional responses.

After the creation of the stoma, the patients are confron-
ted with the changes in their body and physiological image; pre-
sent feelings of fear, solitude, and impotence; isolate themselves
from social interaction; and begin to avoid public places.”?

[...] when I see a lot of people around me, | find a way
to get out [...] (P5).

[...]if 1 go to a birthday party, | don't get in the middle
of a lot of people because there are some people that don't
understand that we are like this [...] (P22).

[...] I don’t go anywhere, | don't sleep at anyone’s hou-
se [...] (P13).

According to these statements, the majority of stomized
patients stop participating in social events, since they are wor-
ried about keeping their need to use a collection bag secret,
distancing themselves from the people that are a part of their
social environment.”’

In addition to the social isolation, it is important to consi-
der that the loss of control of the elimination of gas and feces,
a condition that is highly valued for life in society, also leads to
psychological isolation. The changes make it difficult for the
colostomized patients to fully exercise their interpersonal rela-
tionships, which hinders their social reinsertion.°

This subcategory approaches the forms of adaptation to
the stoma over time. In this case, the answer given to face the
illness is also emotional.

The stomized patients suffer abrupt changes in their lifes-
tyles, provoking intense emotional disorder, bringing about pe-
riods of suffering. For this reason, they need time to reflect and
adapt themselves to this new reality."

This adaptation may occur slowly and depends on the
lived experiences. Sometimes, even living with the stoma
doesn't help the stomized people fully understand their new
condition of life.

[...] in the beginning, | didn’t accept it very well [...]
[...] now I forget I even have it [...] (P7).
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[...] I think we deal with it, we end up thinking of it as
an accessory [...] (P15).

[...]little by little you get used to it because there’s just
no other option |[...] (P9).

[...] ah, it's a day-to-day adaptation, because there's
Jjust no other way to live [...] (P18).

The colostomized individuals tend to believe that living
with the stoma provides the motivation to overcome the diffi-
culties.®® It is crucial that the family and the partner offer help
and incentives to the stomized patients so that they can de-
velop positive attitudes to face the new situation, accelerating
and facilitating the adaptive and rehabilitative process, as well
as the activities of daily life.”

This subcategory gathers the statements concerning the
ways of facing the illness by focusing on the problem, which
are created by the stomized patients in an attempt to feel more
adapted to the use of the collection bag.

The creation of the stoma obligates the patients to orga-
nize a number of measures to adapt and readjust to daily ac
tivities, including the learning of self-care and the handling of
the devices.”® The individuals, upon assuming this condition as
a stomized patient, begin to be concerned with the collection
bag, which becomes an extension of their own bodies.”

[...]  use medical tape so that the bag doesn't fall [...]
(P20).

[...] I change or wash out the bag before leaving home
[..] (P12).

[...]1use a plastic bag so that the collector bag doesn’t
weigh so much [...] (P14).

[...] I'only use a dark bag, | don't like the clear bags
because they give me the sensation of being dirty [...] (P12)

These statements present the artifices used by the colos-
tomized patients to guarantee confidence in using the collec
tion bag, preventing the leaking of effluents and gases, as well
as a way to hide the feces.

It is important to note that culture, beliefs, lifestyles, as
well as physical and emotional aspects influence the develop-
ment of abilities for the patients’ self-care, and each patient de-
als with this in their own unique way.”

CONCLUSION

The present study aimed to identify the changes in the co-
lostomized patients’ way of life and the strategies of facing the
illness adopted by them to overcome the stress caused by the
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stoma. This study also sought to produce new knowledge on
the challenges faced by stomized patients in an attempt to su-
pply aid to nurses so that they can act effectively during perio-
perative care, minimizing the suffering of the patients and pos-
sible negative consequences, which can facilitate the patients’
adjustment to living with a stoma.

It was frequently observed that, after the surgical proce-
dure, the patients assumed the difficult task of taking care of
themselves in ways that they had not done previously, without
help from the nursing staff. It is important to emphasize that
it is the nurse’s role to intervene exclusively in the pre-, trans-,
and post-operative periods, aimed at achieving the best possi-
ble adaptation of the individual to the condition of a stomized
patient, encouraging the patient to face the illness to achieve
a better quality of life for those who are today living a chro-
nic condition (the permanent intestinal stoma), which deman-
ds continuous and long-term care from both the healthcare
group and the interdisciplinary team.

After having analyzed the data, it could be observed that
the majority of stomized patients suffered abrupt changes in
their lifestyles, mainly in their eating habits, in their way of get-
ting dressed, in the activities of their daily life and leisure, as well
as in their self-esteem. Also identified were damages to social
relationships and relationships with their partners, caused by
physiological and bodily changes.

-As regards the acceptance of the stoma, most of the indi-
viduals adapted to the presence of the permanent colostomy,
adopting certain strategies to face the illness, such as social iso-
lation, adaptation over time, and the creation of alternative
ways of using the collection bag, which helped this population
to better accept the device, as well as achieve a better quality
of life and well-being.

In addition, some stomized patients were unable to adapt
to the stress factor related to the colostomy and the use of
the collection bag, adopting attitudes of denial, damaged social
and sexual relationships, and alterations in self-esteem, thus ge-
nerating depressive feelings and emotional, social, and psycho-
logical disorders.

Although many authors have mentioned faith and religion
as strategies to face the illness, none of the interviewed indivi-
duals in the present study cited this as an adaptive response.

During the development of this work, it was possible to
conclude that the quality of life of the stomized patients is in-
timately related to the strategies adopted by them to live with
these biological, physical, and psychological changes, in the
same way that their experience of life contributed to their ac
ceptance or denial of living with a stoma.

For this reason, nurses, due to their proximity generated
by the greater contact with patients, can aid in discovering
available strategies to better face the condition of being a sto-
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mized individual, given that, as of the construction of the dia-
logic link, they can aid their patients in the adaptation process
of living with a permanent intestinal stoma.
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