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ABSTRACT

Objectives: to interpret the self-care experience of people with intestinal ostomy registered
in an ostomy program, based on the framework of the Social Model of Disability. Methods:
qualitative exploratory research, with the participation of nine people with intestinal ostomy,
based on the Social Model of Disability. Results: majority were elderly, married, male with
colostomy due to colorectal neoplasia. The self-care of these people was analyzed in two
thematic groups: “Interdisciplinary assistance needed for people with intestinal ostomy”
and“Self-care for the rehabilitation of the person with intestinal ostomy”. It was proved that
there was a need for a specialized health team, offering information on disabilities, teaching
self-care and perioperative follow-up. Final Considerations: when the social barriers of
physical disabilities are overcome in the context of assistance for health and life, self-care
will go beyond the reductionist vision of procedural care, towards comprehensive care,
favoring the achievement of rehabilitation and the quality of survival.

Descriptors: Patients; Ostomy; Self Care; Disabled Persons; Rehabilitation.

RESUMO

Objetivos: interpretar a experiéncia de autocuidado de pessoas com estomia intestinal
cadastradas em um programa de ostomizados, fundamentando-se no referencial do Modelo
Social da Deficiéncia. Métodos: estudo exploratério qualitativo, com participacdo de nove
pessoas com estomia intestinal, pautando-se no Modelo Social da Deficiéncia. Resultados:
maioria idosa, casada, do sexo masculino e com colostomia por neoplasia colorretal. Analisou-
se 0 autocuidado dessas pessoas em dois nucleos tematicos: “Assisténcia interdisciplinar
necessdria as pessoas com estomia intestinal” e “Autocuidado para a reabilitacdo da pessoa
com estomia intestinal”. Mostrouse a necessidade de equipe de satde especializada, com
oferecimento de informagdes sobre deficiéncia, ensino do autocuidado e seguimento
perioperatdrio. Consideragées Finais: quando as barreiras sociais da deficiéncia fisica forem
superadas no contexto da assisténcia a saude e de vida, o autocuidado extrapolara a visdo
reducionista do cuidado procedimental, rumo ao cuidado integral, favorecendo o alcance
da reabilitacdo e da qualidade de sobrevivéncia.

Descritores: Paciente; Estomia; Autocuidado; Pessoas com Deficiéncia; Reabilitagdo.

RESUMEN

Objetivos: interpretar la experiencia de autocuidado de personas con estoma intestinal
registradas en un programa de ostomizados, fundamentandose en Modelo Social de la
Discapacidad. Métodos: estudio exploratorio cualitativo, con participacién de nueve personas
con estoma intestinal, pautandose en Modelo Social de la Discapacidad. Resultados: mayoria
anciana, casada, sexo masculino y con colostomia por neoplasia colorrectal. Analizado
autocuidado de esas personas en dos nuicleos tematicos: “Asistencia interdisciplinar necesaria
a las personas con estoma intestinal”y “Autocuidado para la rehabilitacion de persona con
estoma intestinal”. Mostrada necesidad del equipo de salud especializada, con ofrecimiento de
informaciones sobre discapacidad, ensefianza del autocuidado y seguimiento perioperatorio.
Consideraciones Finales: cuando las barreras sociales de la discapacidad fisica se rebasen
en el contexto de la asistencia de salud y de vida, el autocuidado extrapolara la visién
reduccionista del cuidado procedimental, rumbo al cuidado integral, favoreciendo el alcance
de la rehabilitacion y de la calidad de supervivencia.

Descriptores: Paciente; Estoma; Autocuidado; Personas con Discapacidad; Rehabilitacion.
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INTRODUCTION

After the surgical procedure, a change occurs to the healthy
body of the person with an intestinal ostomy, and they may
develop feelings such as shame, insecurity, vulnerability, and
non-acceptance of their new condition, despite understanding
the need for making this stoma for the resolution of their health
problem-3), Still, the use of a waste output equipment makes
social interaction difficult due to the concern with elimination of
gases, odor, leakage of feces, and physical discomfort, adopting
an attitude of distancing themselves from daily activities, socially
and work isolation, resulting in retirement due to disability and
changes in daily routine, which makes rehabilitation difficult®.

Such transformations put into perspective the physical dis-
ability of these people, being that the self-care with the intestinal
ostomy and the handling of the waste output equipment assume
a central role in their lives — aspects focused in this study through
the research question:“What is the perspective of the person with
intestinal ostomy pertaining self-care and handling of the waste
output equipment and how is this linked to their rehabilitation?™”

The experience of self-care of these people is influenced by
family support, by significant people, as well as by the special-
ized support of health professionals to achieve rehabilitation and
adaptation to their new condition!37%), Despite this, self-care,
which is the start of the rehabilitation process, is not facilitated,
as the repercussions of this deficiency in people’s lives constitute
social barriers in resuming their daily lives.

The rehabilitation of the person with intestinal ostomy has
been linked more towards the physical aspect, however there is
a need to plan assistance by integrating physical care with the
psychological, cultural, labor, social, and sexual aspects!'=°1",

For this study, we adopted the theoretical framework of the
Social Model of Disability"?, which started by Paul Hunt in the
United Kingdom, which is justified by the contribution in the inter-
pretation of the physical disability of these people by recognizing
that the injured body is linked to situations or conditions imposed
by the social structure, considering physical aspects, social barri-
ers, and health care contexts"2'?, However, the challenge lies in
legitimizing collective actions and to repair social inequality, as
well as biomedical care to integrate the disability into the person
with the modified condition’s lifestyle>'?, directly influencing
self-care and consequently, the reach of rehabilitation.

This will contribute to the planning of specialized assistance to
achieve rehabilitation in order to make the person with intestinal
ostomy as independent as possible, analyzing the conditions and
limitations for self-care with the ostomy and handling of the waste
output equipment, which represent a first aspect, but should
not be considered as the only one or the most important®. The
priority must be on actions to regain control of one’s life, with an
analysis of the limitations of aptitudes, which should be signaled
by the person who experiences the illness and ostomy!!=1314,

OBJECTIVES

To interpret the self-care experience of people with intestinal
ostomy registered in an ostomy program, based on the framework
of the Social Model of Disability.
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METHODS
Ethical aspects

The study was developed according to Resolution 466/20121")
and approved by the Research Ethics Committee of the Ribeirdo
Preto School of Nursing. People with intestinal ostomy were in-
vited to participate and received an explanation of the research
objectives, as well as formalization of participation by signing
the Informed Consent Form (ICF); confidentiality of information
and preservation of anonymity was maintained through the
sequential alphanumeric coding of names (PE1 to PE9). It was
explained that the refusal to participate would not result in an
interruption of care or treatment in the specialized health service.

Theoretical-methodological framework

The Social Disability Model framework? was used to interpret
the self-care experience with the intestinal ostomy and the han-
dling of the waste output equipment of the participants in this
study. Thus, physical disability and its daily repercussions became
evident, which constituted physical, social, and labor barriers,
including within the contexts of health care. The removal of such
barriers enabled the adoption of a new lifestyle, to achieve the
rehabilitation of these people!'2.

Type of study and Methodological procedure

Qualitative exploratory study resulting from a mixed design
study!'®'?, whose methodological rigor of qualitative research fol-
lowed the COREQ (Consolidated Criteria for Reporting Qualitative
Research) checklist, recommended by the EQUATOR Network!®.

The data collection for the interpretation of the experience of
self-care of the intestinal stoma and the handling of the waste
output equipment, an in-depth interview using the focus group
(FG) technique, participant and non-participant observation, in
addition to the field diary, were used, demonstrating to be es-
sential for data triangulation®>-29,

Aiming at conducting the FGinterview, the team was composed
of a moderator with extensive clinical experience in assisting
people with ostomy and qualitative research, in addition to three
observers (stoma nurse, nurse, and psychologist). This composition
ensured systematic data collection, with each observer focusing
on a specific aspect, respectively: self-care with the ostomy and
handling of the waste output equipment; activities of daily living;
and psychological aspects. All researchers had clinical experience
with the theme of the study, and the main researcher was linked
to the participants due to her voluntary work as a stoma nurse
in the Ostomy Association®.

The study was carried out at the regional service center for
people with ostomy, which is composed by 90 municipalities in
Séo Paulo and carries out 270 services/month by supplying waste
output equipment and adjuvants, as well as the performance of
a multi-professional team.

In the first quantitative stage of this mixed study, 120 people
with intestinal ostomy responded to the revised Appraisal of Self-
Care Agency Scale for people with chronic conditions, validated
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for Brazilian Portuguese®”, with a numerical linear scale from 0 to
75 points, classified as: absent capacity for self-care (15-30 points);
partial capacity (3145 points); and full capacity (46-75 points).
Considering that this put into scale the capacity for general self-
care, a specific instrument was designed and validated for the
evaluation for self-care of the intestinal stoma, with a capacity
rating, absent for self-care (0 to 5 points), partial capacity (6-10
points), and full capacity for specific self-care (11-15 points). This
step was carried out with the assistance of a researcher special-
ized in quantitative instruments™.

The selection criteria for the participants to compose the FG
were: people with intestinal ostomy, adults, and elderly, regis-
tered in the specialized care center, of both sexes, residing in a
geographical area up to 50 km from the study site, which had
participated in the first stage of the study, classified in one of
the three subgroups: full capacity for self-care; partial capacity
for self-care; or absent capacity for self-care™.

The invitation to the FG participants took place through a home
visit with delivery of the participation date in writing and, on the
eve of the date of the FG, by telephone contact. Three consecu-
tive monthly meetings were held, lasting between one and two
hours, with audio recording as authorized by the participants.
The meetings took place at the Association of Ostomy Patients,
through previous scheduling according to the availability of the
participants.

For the FG interview, the coordination team prepared a guide
with specific objectives for each meeting. The guiding question
and the objectives of the meetings were defined by analyzing
the data of each FG and by the discussions in the meetings of the
coordinating team, before and after each meeting.

Thus, the guiding questions were:“What has your experience
with colostomy care and ostomy bag been like?” (first FG); “For
you, what was it like learning how to replace the ostomy bag?”
(according to FG); “How do you see your life with the ostomy
bag?”and “The care for the ostomy bag, carried out by yourself
or someone else, what does it mean to you?” (third FG)". The
term “ostomy bag” was used, as this is how the waste output
equipment was referred to within the service center.

Data collection occurred among nine people with intestinal
ostomy, and the use of the guide focused on the topic under
discussion by the moderator and the notes taken by the observ-
ers, both for deepening and clarifying the topic under discussion
(with requests for contextualization of situations and experiences
of the participants in each meeting) and for the resumption of
aspects to deepen the theme in each FG. The observations of the
sessions complemented the analysis of the audio recordings of
each FG. At the end of each meeting, a synthesis was prepared,
ensuring that the participants could voluntary express themselves,
to add, clarify, or modify aspects reported during the discussion
or feelings about the group and their participation”. At the end
of each session, a moment of socialization was promoted among
the participants, with a snack.

Data analysis

The data were analyzed using Inductive Content Analysis,
according to the Thematic Analysis proposal by transcribing

Sasaki VDM, Teles AAS, Silva NM, Russo TMS, Pantoni LA, Aguiar JC, et al.

the data in the form of texts, reading for categorizing the data,
establishing themes, and interpreting the participants’experience,
based on the referential of the Social Model of Disability->1222,

RESULTS

Nine people with intestinal ostomy participated in the FG:
five males and four females, with an average age of 60.7 years,
with schooling ranging from incomplete elementary education
to complete higher education. Most were married, retired, and
on leave from work due toiliness, with a family income between
two and ten minimum wages, in addition to cohabiting with a
family member".

Regarding the clinical characterization, five participants
had colostomy and four ileostomy, and the duration of ostomy
varied between 10 months and 30 years, whose diagnoses were
colorectal cancer and inflammatory bowel disease. In addition,
six had ostomy complications such as retraction and parastomal
hernia, and only two had the ostomy demarcation. As for the
waste output equipment, seven used the two-piece equipment,
associated with protection and safety adjuvants™.

When assessed on the specific self-care ability with the ostomy
and handling of the waste output equipment, five showed full
capacity; two, partial capacity™, which included stoma hygiene
care, observation of the ostomy and peristomal skin, as well as
removal of the equipment; and two, absent capacity for self-care,
that is, they performed only the emptying and cleaning of the
waste output equipment.

The experience of these people with regard to self-care with
ostomy was categorized under the theme“The experience of the
need for self-care after the process of intestinal ostomy”, estimating
the simplistic view of procedural self-care in two thematic areas
“Interdisciplinary assistance necessary for people with intestinal
ostomy” and “Self-care for the rehabilitation of the person with
intestinal ostomy”".

Thematic group 1: “Interdisciplinary assistance needed
for people with intestinal ostomy”

During the perioperative hospital care, people with intestinal
ostomy went through different clinical situations, determining
the first approach to their new condition, that of a person with
a physical disability. The professional support offered in this
context favored their preparation to be able to deal with ostomy,
influencing their willingness to assume self-care (Field diary).

For these people, after the process of intestinal ostomy, the
main challenge after discharge from the hospital was to per-
form self-care with the ostomy and to handle the waste output
equipment/=)., However, in many situations, self-care was not
something taught by the hospital:

We left the hospital without any information; you go out with the
bag [Field diary: colostomy] on your body and you are not given
any spares. As we had no guidance and my wife did not have any
practice [...], we did not know the types of foods we could eat, we
ate all sorts of food, then the feces came out liquid and it leaked
[Field diary: it would infiltrate and the base of the equipment
peeled off], burned the skin [...] at first, it was complicated.
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(PE2, male, 65 years old, married, ulcerative colitis, permanent
ileostomy and retired)

The clinical condition, the therapeutic repercussions and their
consequences were decisive for the understanding of theillness
of the person™ with ostomy resulting from oncological disease,
supporting their pessimistic perspective on ostomy, as well as
the certainty of the impossibility of assuming self-care due to
its clinical severity:

| had the first surgery in my city, and there was no need to use the
bag, but! had chemotherapy and radiation therapy. Radiotherapy
reduced the second tumor, but it also affected a large part of
my intestine. The last surgery was at the end of 2008, | did five
surgeries [...] | put the bag on and then six months later | made
the reversal, but | had a rectovaginal fistula. (PE9, woman, 69
years old, divorced, cancer, permanent colostomy and retired)

On the other hand, people with inflammatory bowel disease
revealed a positive outlook on illness compared to those with
neoplasia, favorably influencing them to assume self-care. This
distinction was tied to the fact that, for the person with inflam-
matory bowel disease, surgery with an intestinal ostomy had a
connotation of saving their life, due to the suffering for many
years with intense crises of pain and diarrhea, with alternating
periods of remission and exacerbation. For them, the ostomy
made it possible to start a new life, with an optimistic view of
their condition, and this made them assume self-care, as the
ostomy was integrated into their body™:

This [Field diary: ileostomyl is not a problem [...] it is a life solution
[..]it’s bad having it [Field diary: ileostomy], it's worse without it! |
am healthier now, 30 years after the ostomy, than when | was back
atthe beginning. was skin and bone, very thin. This year marked
30years since the procedure![...] | faced the problem, | didn’t back
down from the stoma, | didn’t go into depression, | didn't hide at
home, | went out, | kept going out with my friends to dance just
as before [Field diary: from illness]. (PE1, woman, 63 years old,
married, Crohn’s disease, permanent ileostomy and retired)

In addition, ostomy had great psychosocial repercussions, as
it affected the way people with an ostomy were seen by others
in different social spaces (leisure, work, and health institutions).
They suffered prejudice and social exclusion due to the popula-
tion’s lack of knowledge about intestinal ostomy as a physical
disability, as defined by Brazilian legislation™. On the other hand,
there was self-prejudice towards their new condition, which
further increased suffering™:

I approach my girls and ask, “I don’t smell, do I1? Come and sniff
your mom.”[...] lol [Field diary: laughs of embarrassment].
“Come check ifyour mom doesn't stink, if | do, please tell me.” (PE4,
woman, 47 years old, widow, neoplasia, permanent colostomy
and on sick leave)

Perioperative care focused on the procedural issue, with a
functional biomedical view of the body, and the need for care
excluded the repercussions on other aspects of these people’s
lives. Disability was not discussed in such a context; and, rarely,
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the necessary adaptations for a new lifestyle were addressed
(Field diary)™.

Thematic group 2: “Self-care for the rehabilitation of the
person with intestinal ostomy”

For people with intestinal ostomy to take responsibility for
self-care, they had to deal with the self-prejudice and stigma
of being physically disabled. Many developed strategies, such
as the adoption of rituals and habits, that gave them a sense
of security to achieve self-care with the ostomy and manage-
ment of the waste output equipment, despite recognizing that
such solutions were not always scientifically based. Complete
self-care was understood as their redemption before society,
despite being a person with a disability!”. In other words, it is as
if their independence for self-care minimized the impossibility
of meeting social expectations, prior to ostomy™:

First | take a shower, take care of my full hygiene, | scrub around
it close to 100 times before putting it on [Field diary: base of the
waste output equipment], 50 times rubbing it on the wall and
another 50 times [....] compulsively, | believe it is psychological, |
think it works, lol, everyone has a habit for feeling safe. | feel safe
this way. (PE3, male, 51 years old, married, neoplasm, temporary
colostomy and on sick leave)

I try to take a little sunbath; at my house, my room gets some
afternoon sunlight from the window, so it works out. (PE2, male,
65 years old, married, ulcerative colitis, permanent ileostomy
and retired)

Access to specialized perioperative assistance enables the
construction of a stoma favorable to self-care, with demarcation
of the ostomy to prevent its complications and peristomal skin
in the postoperative period, facilitating the learning of specific
ostomy care and handling of the waste output equipment. It is
noteworthy that six people had ostomy complications, and they
had not had access to specialized assistance with the demarcation
and needed the help of a family caregiver in the care™:

My wife always changed it, she was always, always changing it
such that | got used to it and then | had the hernia problem [...] |
don’t know how this hernia came about, because | didn't force it.
Sometimes, | will change it, but she can change it in a minute. (PE6,
male, 63 years old, married, neoplasia, permanent colostomy
and retired due to disability)

I thought they made my stoma very close to the navel, so the
bag does not stick completely on this side of the navel, the navel
hole is left out. (PE4, woman, 47 years old, widow, neoplasia,
permanent colostomy and absent from work due to illness)

The resolution of difficulties was achieved through adherence
to a new lifestyle after iliness, which had repercussions on food
and new behaviors for their health, such as the abandonment of
addictions (alcohol and cigarettes)™. However, the self-prejudice
about his new condition and the need for ostomy self-care and
the handling of the waste output equipment arose, due to the
resumption of activities of daily life"-2:
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When I had the ostomy, | smoked and drank; the doctor said |
would have to stop, quit smoking and drinking, then | did. When
I travel, | try to eat as little as possible, almost nothing at all [...]
you have to take care of yourself, because it you are on a bus and
suddenly, let go of your intestines, where are you going to wash it?
The bus stops for 10 minutes at the stations, then, when I travel, |
stop eating two days before. (PE6, male, 63 years old, married,
cancer, permanent colostomy and retired due to disability)

Regarding the achieved adaptations, these occurred over time,
which involved the management of ostomy complications to en-
able the management of the waste output equipment; adaptation
in clothing, looking for comfortable clothes that disguised the
waste output equipment in public2, Still, there was a control
of food on occasions such as trips, consultations, and social ac-
tivities, so that the intestine would not work, as public facilities
did not favor the cleaning of the equipment. Such adaptations
represented the adoption of a new lifestyle by these people-2.
Therefore, the possibility of choosing the type of waste output
equipment was essential for maintaining daily activities™:

| use the two-piece drainable pouch because | haven't adapted to
the one-piece pouch; | go about my daily activities and it doesn’t
disturb me at all, I'm satisfied. | don't like the transparent bag.
(PE2, male, 65, married, Ulcerative Colitis, permanent ileostomy
and retired)

Among the unresolved difficulties, the stigma of oncological
disease and illness stood out; and prejudice and social exclusion
resulting from disability (intestinal ostomy), which many did
not consider as part of their new life2. The resolution of such
difficulties was more comple, as it did not depend exclusively
on the will and the need for adaptation of these people, but it
required professional support, with the implementation of social
and collective interventions™:

My husband, when | met him, he wore the bag out of his pants, so
you saw the bag, which was bulking [...] 1 told him not to use the
bag like that anymore. | made him put the bag inside his pants, his
shirt on top and little by little | managed to get him to put his shirt
inside his pants and that would let it looser [...] he went everywhere,
we went to the ball, we did everything[...]. (PE1, woman, 63 years
old, married, Crohn’s disease, permanent ileostomy and retired)

DISCUSSION

The sociodemographic and clinical data of the participants in
this study corroborate other studies*+®: majority were elderly,
married, with low educational background, retired, low family
support and income, which can influence access to information,
influence their ability to learn self-care, as well as to adopt ad-
aptations regarding their disability. This will also have an impact
on their overall understanding of specific rights as a person with
a disability or a person with oncological disease, and not only
regarding general Brazilian legislation?.

In the perioperative care offered to these people, the func-
tionalist and procedural view of surgical treatment prevailed,
with reduced care for them when taking care of the intestinal
ostomy and handling the waste output equipment. However, it
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is an abrupt change, generating repercussions in all aspects of
life, which implies the need for interdisciplinary assistance, which
will influence their perspective towards self-care™.

In the “Interdisciplinary assistance necessary for people with
intestinal ostomy” group, the difficulties faced by them put the
demand for specialized assistance in perspective, with a plan to
meet individual needs during surgical treatment and outpatient
follow-up-2. Family members should be included in this planning,
as they are fundamental in the physical and psychosocial recovery
of the person with an ostomy, assisting them in caring for the
ostomy and in handling the waste output equipment at home!3,

The suffering position was seen by these people as a normality
of their life; however, such normality included all the changes that
occurred with ostomy"'". The lack of real understanding of this
referred normality can compromise professionals’assessment of
the adaptation and rehabilitation achieved by these individuals.

In the “Self-care for the rehabilitation of people with intestinal
ostomy” group, the different situations that compromised the lives
of these people constituted the challenges to be overcome by
them. Ostomy self-care became the central aspect in their lives
and of their families, as well as specialized assistance and the
acquisition of waste output equipment and adjuvants became
essential for their survival“.

The ostomy process in the hospital context requires specialized
assistance, with preoperative planning, with the preparation and
teaching of the patient/family about the surgery and its conse-
guences, in addition to the demarcation of the ostomy; and, in
the postoperative period, it implies resuming self-care with the
ostomy and handling the waste output equipment, as well as
counter-referral to the Ostomy Program of the Brazilian Unified
Health System (SUS) or to the outpatient clinic of the supple-
mentary health insurance. This planning and implementation
of assistance to the person with an intestinal ostomy will enable
physiological and psychosocial recovery, with an increase to the
pervasiveness of rehabilitation®?. However, self-care was a chal-
lenge for people who did not receive specialized assistance'",

In perioperative assistance, perioperative and self-care teach-
ing, in addition to counter-referral, favored the potential of the
secondary service to the specialized follow-up in SUS for rehabili-
tation, and not only for the acquisition of collection equipment.
When this possibility does not exist, you can be referred to the
ostomy patient’s association?,

For people with inflammatory bowel disease, surgery with
ostomy occurs when they no longer respond to clinical treatment,
resulting in clinical worsening with the appearance of complica-
tions, which prevents the continuation of daily activities"2425),

On the other hand, according to the person sick with cancer,
the diagnosis was linked to pain, suffering, and finitude, and the
ostomy represented something that would hinder the rest of
his life. The clinical evolution with worsening of the oncological
disease reinforced this pessimistic view". Even for those who
managed to achieve a cure, assuming self-care was seen as a
problem, as the act of changing the waste output equipment
brought the reality of their new condition and that of a person
marked by having cancer™. At this stage, such people may experi-
ence feelings of shame and embarrassment for not being able
to meet social expectations9.
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After the surgery, the patients went through changes in their
life, called “ostomy process’, in which a biographical rupture oc-
curs, transforming their view of themselves, as if comparing the
“me before” and the “me after” the surgery. They feel as being
outside of the “healthy” standard of normality, standardized
by society, generating self-prejudice about their condition of
having a physical disability after becoming ill. In addition, the
participants experienced the cultural stigma of cancer as the
worst type of disease!.

This procedural self-care is the beginning of the rehabilitation
process, but the challenges, such as prejudice and social stigma
of the new condition, in addition to the daily problems, arose
during the survival of these people, who needed the support
and help of their families and of specialized professionals2. It
is noteworthy that, despite the centrality of procedural care in
this service, half of the participants in this study did not have the
capacity for full self-care. This indicates the need to deepen the
knowledge on the meaning of self-care, expanding the perspec-
tive for comprehensive self-care and including physical disability
in the new lifestyle-211-12,

For these people, in the first months of the ostomy process,
several unknowns arose about self-care, clothing, food, and ostomy
complications, which influenced the maintenance of their daily
activities and resulted in self-prejudice and social isolation!'-27:1426),

In order to deal with the situation of changing the equipment,
they adopted rituals to be safe during self-care. These unknowns
can bejustified as a reflection of the procedural focus of teaching
self-care in the intra-hospital context, which valued the physical
aspect, restricting care to the“stages of the waste output equip-
ment’, without addressing the psychosocial aspects or identifying
the demands of the patient/31",

The behavior of professionals who focused on procedural
self-care? reflects the hegemony of the biomedical model,
whose action denotes a morpho-functional interaction®; that
is, it directs the resolution of the injury, and the psychosocial
aspects are not considered in the assistance of these people,
making it difficult both to adapt to the condition of a person with
a disability (intestinal ostomy) in all areas of life and the extent
of their rehabilitation(23),

A psychological intervention must be offered during the
surgical treatment for this clientele; however, in general, it is
not considered®52629 just as family members are usually not
included in the care process.

In the beginning, the ostomy process is individual, as each
one has their own intrinsic time to adapt and reform their lives™”,
depending on their needs. Self-care is essential to achieve physical
and psychosocial adaptation, which involves considering all the
aspects of their lives®'®, Therefore, self-care becomes a collective
process, with the participation of the sick person, family members,
and health professionals, in a social context.

Daily experience and self-reflection on the repercussions of
their iliness and ostomy can lead to a reconfiguration of the self,
which is the way in which people face life after the ostomy, as a
new normality"; for that, it is necessary to adopt a new lifestyle,
overcoming the barriers imposed by disability!'2'2,

For a specialized assistance, which extrapolates the physical
aspects of these people, with the inclusion of all aspects of life, a

Sasaki VDM, Teles AAS, Silva NM, Russo TMS, Pantoni LA, Aguiar JC, et al.

team composed of a doctor, nurse/stomatherapist, psychologist,
nutritionist, and social worker is necessary-23%, In the imple-
mentation of this health program, interdisciplinary action is a
construction based on the knowledge and experience of each
professional, complementing the actions of the other, in order
to offer means for the person with intestinal ostomy to reach
physical and psychosocial rehabilitation-339,

However, the interdisciplinary team’s approach should include
the concept of disability, that is, the planning of perioperative
care should consider the person with physical disability (intestinal
ostomy), who needs to use waste output equipment, recogniz-
ing possible restrictions of the body and the repercussions on
their daily lives®3,

According to the recommendations of the Social Model of Dis-
ability"'?, specialized assistance will be necessary for this clientele,
including the teaching of ostomy self-care and handling of the
waste output equipment, including the psychosocial aspects, which
interfere in this person’s new lifestyle. In addition, it is necessary
to enable the removal of social barriers, which hinder their social
reintegration, that is, their rehabilitation and survival-21228:30),

Often, looking at the stoma realizes their condition, which is
not always understood as the condition of a“person with physi-
cal disability”2. In these situations, the assistance of a family
caregiver will initially be necessary to carry out self-care-?, but
this should always be encouraged, so that the person becomes
more independent.

On the other hand, it isimportant to seek new educational tech-
nologies to ensure the teaching of procedural self-care, optimizing
the time of care and the nurse-patient bond, in order to establish
the individual demand in the nursing consultation, which will result
in the achievement of comprehensive care to that clientele®".

Assistance to people with intestinal ostomy is permeated with
challenges, which can constitute social barriers related to the
prejudice of physical disability, social exclusion, and unprepared
health professionals for comprehensive care, compromising
physical and psychosocial rehabilitation->'2. These barriers can
be removed when people with physical disabilities have their
social rights ensured, but, for this, they need to be legitimized by
the implementation of public health policies"2. However, this is
a major challenge, as society has not yet managed to recognize
the needs of people with disabilities as legitimate. Public poli-
cies have not been ensured in an integrated manner at different
levels of health care, which reflect directly in the assistance to
these people and their families-13031,

Self-care in its entirety, with the inclusion of all aspects of
the life of the person with a stoma and the concept of physical
disability, expanded the understanding of the experience of the
stoma self-care and the waste output equipment handling. This
may favor their independence, making them more secure in
resuming daily activities and achieving psychosocial adaptation
and rehabilitation(-230-31,

Study limitations
Alimitation of this study was the participants’diversified times

of ostomy, between 10 months and 30 years, which influenced the
learning experience of self-care, the necessary adaptations, and
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the perspective on the physical disability!2'2, Another limitation
was the participation of patients from a single regional group of
ostomy patients from SUS"%; in this sense, in future studies, a
broader view can be achieved through the perspective of patients
from other regions, to understand the self-care of this clientele
and the difficulties linked to the socio-cultural context.

Contributions to the Area

With the results of this study!?, we expect to contribute: 1) in
proposing strategies and interventions for the comprehensive
care of people with intestinal ostomy and their families in the
hospital context, in order to enhance the assistance offered by
the specialized health program in SUS!"33%; 2) in minimizing social
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barriers and improving assistance to this clientele, through the
perspective of the Social Model of Disability"?; and 3) in per-
manent education for the implementation of public policies®.

FINAL CONSIDERATIONS

Considering their experiences, people with intestinal ostomy
due to chronic colorectal disease need assistance from the inter-
disciplinary team to learn self-care. In teaching comprehensive
self-care to this audience, social, and contextual barriers to health
care and physical disabilities should be addressed, to extrapolate
the reductionist view of care as procedural care, favoring the scope
of rehabilitation and the quality of survival, whose interpretation
was achieved for the purpose of this study'->1213:27.30,
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