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Living with intestinal stoma: the construction of autonomy for care1
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Objective: to investigate the care undertaken in the health services for people with intestinal 

stoma, from the perspective of articulating the actions proposed in the Amplified and Shared 

Clinic, with a view to promoting autonomy. Method: qualitative study. Participants: 10 people 

who received a stoma, and their family members. Data was collected between 10th January 

and 30th June 2011, through two semi-structured interviews. Analysis was through the stages: 

anxiety, synthesis, theorization and recontextualization. Results: presented in the categories: 

(1) the need to carry out stoma care; (2) receiving health support and care after discharge from 

hospital; (3) returning to daily activities and social reinsertion. Conclusion: the study identified 

common factors which influence the process of development of autonomy and the relationship 

which health professionals have with this achievement.

Descriptors: Health Education; Ostomy; Personal Autonomy.
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Introduction

A person who has surgery for intestinal stoma 

faces a condition which includes the diversion of waste 

products to the abdomen and a consequent change 

in body image. This type of surgery involves physical 

issues related to the loss of body integrity, violation 

of hygiene rules, loss of sphincter control with loss of 

control of feces and involuntary release of gases and 

odor. There may also be change in self-esteem and self-

concept, feelings of uselessness, depression, sadness, 

and rejection, among others. These changes may result 

in profound alterations in lifestyle, social relationships 

and daily routines(1-3).

To attend these people integrally, health 

professionals and services need to be prepared and 

available. A person newly in this condition needs new 

knowledge in relation to their personal care. In addition 

to understanding the stoma, the technical skills and 

the physical and biological care, the person also needs 

attention directed at their social adaptation, and to 

emotional and spiritual care. Mastering these skills and 

knowledge is a basis for accepting, and coping with, the 

new condition(4).

The person, as a unique individual, is the result 

of their subjectivity, influences from their context, and 

interactions with other people. The factors responsible 

for the construction of this individual uniqueness vary. 

The biological and subjective differences, inserted into 

an organizational, political, cultural, social and religious 

context, are products of this uniqueness(5-6). Because 

of this, all people need the health services to provide 

care with a wider view, taking in this variability between 

the subjects, the better to understand the condition 

and support the promotion of the co-construction of 

autonomy.

The term ‘autonomy’ comes from the Greek; ‘auto’ 

means ‘own’, and ‘nomos’, ‘law, rule’. In this sense, 

autonomy leads one to the idea of personal freedom 

to define one’s own rules(7-8). Autonomy is a person’s 

capacity to understand themselves and the context in 

which they are inserted and, through this, to know how 

to act upon themselves and this context. Autonomy is 

not an absolute concept, or a static state; it is a dynamic, 

gradual process, with the possibility of improvement, 

and has variable degrees in line with coefficients relating 

to the criteria of the person her- or him-self(5-6).

When speaking of the co-construction of autonomy, 

it is considered that health professionals can assist 

people in widening their knowledge, working with the aim 

of presenting the technical dimension involved in their 

health process, and of supporting the development of 

their reflexive ability in relation to the different situations 

and contexts, intervening in their dependency network 

and decision-making, recognizing the consequences and 

rescuing and/or promoting their autonomy(5-6).

It’s important to emphasize that the directive of 

the National Policy for the Humanization of the Brazilian 

Unified Health Service, expressed in the Amplified and 

Shared Clinic(9), involves health education to achieve 

individual autonomy and freedom, in which scientific 

knowledge is not imposed vertically, but is made 

available to people clearly and in a way appropriate to 

their level of understanding, promoting conditions such 

that they may better deal with their condition.

Qualified listening, creating spaces for links and 

mutual confidence and making the practice of dialog 

and joint construction of knowledge possible, is part of a 

vision for health promotion based on the Amplified and 

Shared Clinic, in which individuality must be respected, 

people are once more placed as responsible for their 

lives, and the professional’s technical knowledge alone 

is insufficient to promote the autonomy of the person 

with a stoma(6,9).

The authors’ practical experience with people with 

intestinal stoma has led them to question the care which 

has been given, as even after a relatively long period 

since the surgery, these people remain with doubts 

and are unaware of care steps which are important 

for keeping themselves healthy. The authors have 

questioned the changes which the policies promoting 

humanization have effectively promoted, and whether 

these policies meet the peculiarities of these people’s 

different conditions. Due to these factors, the authors 

recommend the relevancy of carrying out an evaluative 

study of the care given to people with intestinal stoma 

permitting the recognition of the advances made - and 

of the remaining gaps.

The authors therefore undertook a study with the 

objective of investigating the care given in the health 

services to people with intestinal stoma from the 

perspective of the articulation of the actions proposed in 

the Amplified and Shared Clinic aiming at the promotion 

of the autonomy of people who received a stoma in a 

metropolitan region in the south of Brazil. 

Method

This was a qualitative study undertaken in the 

perspective of the Amplified and Shared Clinic. The 
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study’s starting points were three public general hospitals 

– one federal and two state – in a metropolitan region of 

the south of Brazil, responsible for the highest number 

of intestinal stoma operations in the region. Subsequent 

to the identification of the people who had received 

stoma surgery in the hospitals, the other stages were 

carried out in the residences of the people with stomas. 

These institutions were defined as research locales 

because they allowed the recognition and identification 

of the people who underwent the surgery in this period, 

promoting the opportunity for first contact with the 

same and/or their family members. 

Sampling was done in an intentional fashion, 

seeking to include all the people who had undergone 

the surgery in the period established for the first stage 

of data collection – that is, the period January – April 

2011. The total number of operations for intestinal 

stoma in the period was 14. Two people did not enter 

as participants in the research due to living outside the 

region established; one person declined to participate in 

the research; and one person remained hospitalized for 

a long period due to complications referent to the cause 

of the stoma, which inviabilized his participation in the 

time of the data collection period.

In this way, the participants were 10 people who 

had undergone intestinal stoma, plus their family carers, 

resident in the metropolitan region, in these three 

hospitals. 

The participants’ identification occurred in the 

hospital institution through weekly visits to the institutions 

by the researcher, looking for those who had undergone 

this surgery.  The first contact made with the participants 

took place in the hospital, in the post-operative period, 

when the research’s purpose was explained and the 

subject invited to participate in the same. 

Data collection was through two distinct interviews 

for each of the 10 participants, totalling 20 interviews. 

These interviews occurred in the residences of the people 

with stomas, after these had consented to the same and 

the interviews had been arranged by telephone. 

The first interview happened approximately 30 

days after discharge from hospital and was guided by a 

semi-structured script in two parts: the first containing 

socio-economic data, and the second, questioning the 

participants about the health care received in its different 

dimensions, based on the guideline of the Amplified 

and Shared Clinic. The second interview took place 

approximately 90 days after discharge, and aimed to 

investigate how the process of learning and adaptation on 

the part of the person with the new condition of a stoma 

occurred, following the approach of the Amplified and 

Shared Clinic. Following the participants’ consent, with 

guidance about anonymity, the research’s objectives, 

and signing of the Terms of Free and Informed Consent, 

all the interviews were recorded. All interviews were 

transcribed in full.

For data analysis, Trentini and Paim’s(10) proposal 

was used. This has a process of analysis made up of 

four stages, termed: anxiety, where the information 

is grouped according to similarities, with the help of 

theoretical material for the organization of the data; 

synthesis, a process in which the subjective analysis 

of the information occurs, effecting the association 

and grouping of the previous codifications, constituting 

the categories; theorization, forming part of a process 

seeking the study’s theoretical references and carrying 

out comparative analysis, discovering the values of 

the existing information and the study’s conclusions; 

and the process of recontextualization, which refers 

to the socialization of the results and to the necessary 

observations.

The ethical precepts contained in Resolution nº 

196/96 CNS/MS(11) were respected, along with its 

provisions which rule on regulatory Directives and Norms 

in Research Involving Human Beings. This study was 

approved by the Federal University of Santa Catarina’s 

Research Ethics Committee in December 2010, under 

protocol number 1106/2010; by the Research Ethics 

Committee of Hospital Governador Celso Ramos, under 

number 0062/2010; and by the committee of the São 

José Regional Hospital, under number 72/2010.

To maintain the participants’ confidentiality, they 

were identified by the letters PS1, PS2, PS3 and so on, 

in accordance with order of collection, with the letter 

P referring to Person, and the letter S to Stoma; their 

family carers who participated in the interviews were 

identified as CPS1; CPS2 and so on, with the letter C 

indicating Carer for person with stoma.  

Results and Discussions

In this study, the authors identified a pattern 

among the people with stoma interviewed, related to 

the process of the development of their autonomy. To 

illustrate this, a figure was elaborated, showing the 

90 days after surgery, relating data about what or 

who influenced the process of the construction of their 

autonomy.

As the process is visualized in Figure 1, the 

results are described in four categories, which express 
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the different stages identified in the study: The need 

to carry out care for the stoma; Health support and 

attention following discharge from hospital; The family 

carer’s support in developing autonomy; Return to daily 

activities and social reinsertion.

Figure 1 - Process of development of autonomy in people with intestinal stoma

The need for carrying out care of the stoma

The participants in the research received the first 

technical guidance related to specific care for their stomas 

from the health professionals in the hospital institutions. 

This information was given through demonstration by 

the health team, especially the nurses, on how to carry 

out cleaning and changing of the reservoir bag.

The guidance, at that time, was particularly directed 

at family members accompanying the patients, these 

being called to observe, and encouraged to undertake 

the care. 

The initial demonstration of care of the stoma and 

the skin around the stoma, and the progressive training 

for self-care, form part of the educative strategies 

indicated, such that when the person with a stoma is 

discharged from hospital, they and/or a family member 

should be able to clean the stoma and the skin, and 

change and maintain the collection equipment(12-13). 

Knowing how to undertake these specific care actions is 

a determining factor for the practice of self-care.

The association between self-care and the 

achievement of autonomy is inevitable, especially for 

people in this chronic condition who need to acquire 
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specific skills in caring for the stoma and in the use of the 

collective equipment and the associated materials(5,7).

Health care entails assistential care linked with 

educative practice. Providing guidance for self-care is 

the health professional’s role, doing this gradually and 

carefully, offering technical information, integrating 

what is new with the person’s previous knowledge, 

aiming for the promotion of autonomy. In this 

context, the aim of the practice of health education 

is the emancipation and liberty of the person, who, 

when sufficiently guided about their new condition, is 

able to take safe and informed decisions, exercising 

control over their own life and self-care, even taking 

into account the limitations imposed by the new 

condition(14-15).

Reflecting on the actions of the Amplified and Shared 

Clinic(9) and the influence which this has on health care 

given from this perspective, it was possible to note that 

the participants do not recognize the spaces for user 

embracement, listening and dialog, nor the openness 

of the health professionals to their needs. In spite of 

the guidance for technical care having been given, many 

doubts, going beyond the stoma itself, remained; and 

insecurity about living with this new condition was also 

present. 

A nurse came, did it and showed my daughter how 

the cleaning was to be done. So she did it there close to my 

daughter and that’s, that’s how it works. From then on it’s your 

responsibility.  So it’s something which leaves you scared right 

from the start. It’s something new you don’t know, you don’t 

know the procedure. They showed it once, just once, and said 

to my daughter “from now on, that’s how you have to do it, the 

responsibility is yours.”  (PS4)

When talking of listening spaces, the authors are 

referring to the willingness of the health professionals 

to pay attention to the person’s speech, their gestures 

and their differences. Through this practice, the health 

professionals recognise the issues to be addressed, 

as the expressions of the persons attended direct the 

educative action for their anxieties and hopes. For this 

reason, the health professional needs to understand 

what fundamental individual point is to be worked on 

in the educative process and needs to use dialog to 

promote knowledge with a view to autonomy(16).

The authors note that the technical viewpoint, 

still very present among these health professionals 

who attend people with stoma, needs to be widened, 

changing the “object” of work, seen as the patient, 

who is inert to the decisions – where the guidance is 

dictated – and, perceiving the person as a concrete 

singular subject, with ability to dialog and work in the 

perspective of the Shared Clinic.

Support and health care after discharge from hospital

The authors identified that as part of the guidance 

process, the people with stoma and their family members 

were informed during the period of inpatient treatment 

about the health services which they were to seek after 

returning home, and were referred to these with the 

necessary documentation. 

Leaving hospital is a special moment, as on leaving 

this institution, the person no longer has access to the 

physical, material and professional resources which 

until then were available – and needs to face the home 

environment with the existing resources(12).

To acquire his or her autonomy, the person needs to 

initiate daily and constant care of the equipment, which 

is no easy task, as it keeps the patient in direct contact 

with the surgical site, with their altered body image, 

with direct handling of their feces and the awareness 

of their limitations, arising from the stoma. The use of 

the equipment forces the person with a stoma to face 

the real change which has occurred with the surgery(17).

The authors noted the health professionals’ care 

in correctly referring the people to the health services 

indicated, in accordance with their needs, with the aim 

of promoting health care’s support at the different levels 

of complexity.  Through this referral, the people sought 

the services for their care in primary care or in centers 

of excellence. These places provided care, gave more 

extended guidance and had the equipment necessary 

for the care available, providing access to reservoir bags 

and to associated materials.

The guarantee of access to the specific equipment 

provided the people with security, as they knew that 

the bags and quality material were available for them 

to carry out the care, which positively influenced their 

personal autonomy. 

Unfortunately, the authors noted that in primary 

care, offered by the capital’s Health Centers, attendance 

was restricted to distribution of the equipment, without 

the health professionals giving any type of guidance or 

care specific to the stoma. 

In order to care for the health of people with stomas, 

the Health Centers have essential responsibilities and 

are fundamental parts of the healthcare network, with 

actions of guidance for self-care and the prevention of 

complications with the stoma being a duty of the health 

professionals in this area(18). These Health Centers are 

considered to be the institutions closest to these people’s 
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social reality and, due to this, are expected to have 

greater ease in creating links with the service users and 

in establishing interpersonal, social and environmental 

relationships, which may influence the achievement of 

autonomy. 

The authors also noted in the research that the 

people received care which was limited to technical 

aspects of stoma care, as it did not include aspects 

related to alterations in diet, in the possibility of physical 

effort, as well as what to wear, returning to work, and 

social reinsertion.

The difficulty is that I haven’t gone out yet. I have parties 

to go to, things like that, weddings, I always used to wear smart 

clothes to go out, and now I‘m worried about how I’m going to 

get my pants on, you know, because I’m not fat, so I used to 

wear pants like this, nearly close to my navel, so now, how am I 

going to tuck my shirt into my pants? And what am I supposed 

to do with the bag? This is really worrying me. I used to like – I 

was always well-dressed, everybody used to comment, and now 

I don’t know what I’m going to do. (PS10)

The need for health professionals who are 

prepared for attending these people is fundamental, 

as appropriate support in health care, linked with 

guidance, facilitates acceptance of the situation and 

these people’s return to their activities with greater 

security. The guides developed by specialists in the 

area indicate the importance of addressing the issues, 

covering health education for a variety of aspects: 

physiological, nutritional, recreational and social, as well 

as those related to clothes, medications, body image, 

psychological support, personal relationships, sexuality, 

complications related to the surgery, and the resources 

available(12-13,19).

However, the research ascertained that the 

viewpoint of the majority of health professionals 

remains centered on the technical aspects, this being a 

limiting factor in the development of personal autonomy. 

The guidance was dictated, often, without attention 

to individual needs and to their return to the home 

environment. There was not always commitment to 

the people’s and family members’ understanding of the 

guidance, which was given in an automatic way. For this 

reason, there was no development of these people’s co-

autonomy in conjunction with the professionals, which 

as stated previously is an essential link.

It was identified that through the influence of the 

institution, the professionals and personal research, 

thirty days post-discharge the people with stoma 

and/or their family members know how to handle the 

equipment for stoma care and are familiar with the 

process of cleaning and adjusting the reservoir bag and 

how to use some of the associated materials, such as 

the activated charcoal filter and the hydrocolloid paste 

and powder for protecting the skin. The authors also 

noticed that the people make their first adaptations to 

the care, as they recognize specific individual conditions 

which render the basic technical guidance inadequate 

or non-ideal. These changes occur in situations such 

as, for example, whether or not to use the associated 

materials, the type of bag preferred, the appropriate 

diet, positioning for adjusting the bag and the need for 

help, among others. 

Autonomy requires more than just the carrying-

out of care in conventional situations.  The health 

professionals have an important role in preparing people 

with a stoma to face situations mindfully and to take 

decisions when necessary. 

I can’t manage to change it myself, because of the position, 

because I have to stay lying down, [...] and sitting up won’t do, 

because when you apply the bag, you have to do it right, so that 

it doesn’t pull at your skin and annoy you. So, what I mean to 

say is, there always has to be somebody else to do this. (PS7)

One can see from this account, common among 

participants in this research, that observation of the care 

carried out by the health professional in the hospital 

institution influenced how it was carried out in the home. 

These people were probably lying down in their hospital 

beds when the health professionals undertook their care 

of the stoma and the adjustment of the reservoir bag 

and – due to this – it was perceived that the adjustment 

of the bag always had to be done in that position. This 

situation reflects the lack of appropriate communication 

on the part of the team, with a view to the person’s 

understanding, and to the practice of self-care, and, 

consequently, to the construction of autonomy.

The health services can work so as to attenuate 

the implications brought by the condition and by the 

loss of autonomy and self-control. For this, the health 

professionals need to be prepared to provide care with a 

view to maintaining or re-establishing personal identity 

to deal with the emotions and social stigmas(15).

Returning to daily activities and social reinsertion

Concerning the return to daily activities, a division 

of people occurred: some initiated the process, 

gradually taking up their activities once more, while 

others preferred to remain restricted to their homes, 

dependent on family carers, waiting for the already-

arranged surgical anastomosis.

What am I supposed to do? What am I going to do, with this 
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thing here (points to stoma)? I can’t work. You have to be whole 

to work in my profession.  No, because I can’t do anything. I 

hang around the house, as they say, doing my treatment, taking 

care of myself, but I can’t do anything, not while  I’ve got this 

here, I can’t do anything. (PS1)

The difficulty in returning to social or work activities 

may occur because of the limits imposed by the surgery’s 

physical changes, or because of the change in body 

image and self-esteem, as well as because of the fear 

of the social stigma related to the condition, which may 

also, sometimes, influence its acceptance(3-20).  

One quantitative study sought to identify the return 

to social and work activities of people who had undergone 

this same surgical intervention. It was identified that the 

majority of people resume their activities, either totally 

or partially. Those who did not resume their activities 

attributed this difficulty to factors such as insecurity, 

physical problems, difficulty in cleaning the bag, shame, 

and others(21), corroborating the factors found in the 

accounts of the participants in the present study.

Health professionals have an important role in 

addressing the alterations in body image and the 

representation of loss of sphincter control, so as 

to promote knowledge and personal self-esteem, 

demystifying the stigma created and positively influencing 

social reinsertion, and consequently producing a further 

advance for personal autonomy. 

Final considerations

The information given by the health professionals 

to the people and their family members about specific 

technical care helped in developing the skills necessary 

to care for the stoma and handle the equipment. The 

family members left the hospital institution with a certain 

basic skill for carrying out this care. They gradually took 

on the responsibilities and began to undertake the self-

care with the stoma and the reservoir bag.

In spite of this essential skill, the authors note the 

lack of an amplified shared health care in which the health 

professionals value the person in his or her uniqueness and 

elaborate activities with a view to preparing for facing daily 

life, and the process of developing personal autonomy.

The Amplified and Shared Clinic is an important 

directive, proposing practical actions which can address 

issues like this, as the opportunities created by the 

proposed actions make it possible to recognize and 

understand the individual process, and thus to be able 

to work in line with emerging needs.

The health professional needs to get beyond the 

technical work and the verticalized attendance in favor 

of practice from the viewpoint of the Amplified and 

Shared Clinic, so as to practise dialog and to permit the 

creation of links and health education, factors which 

are fundamental to support the person with a stoma, to 

reflect on his or her decisions - and thus to develop a 

co-autonomy.

The authors noted that the people with stomas, in 

the 90 days post-discharge – despite this being a short 

period for adaptation – started to resume or develop 

their personal autonomy, some more than others, 

taking responsibility for self-care, gradually returning 

to their daily routine and taking responsibility for some 

personal decisions, although not to the full extent of 

their capability.

This study allowed the authors to understand which 

factors can influence people with stomas to develop 

or resume their autonomy, and how it is that the 

health professionals are fundamental to this process, 

working as educators, supporting the achievement, and 

encouraging the care and the return to activities.
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