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Autonomia e tomada de decisao na doenca renal crénica
Autonomia y toma de decisiones en enfermedad renal cronica

RESUMO

Objetivo: apresentar as principais evidéncias encontradas na literatura sobre a autonomia e tomada de decisao dos pacientes com
doenca renal cronica em tratamento conservador na escolha da terapia renal substitutiva. Método: revisdo sistematica da litera-
tura, através da busca nas plataformas Biblioteca Virtual em Satde, PubMed e SciELO, em portugués, inglés, francés e espanhol,
publicados nos dltimos 20 anos. A coleta de dados e selecao dos estudos ocorreu entre marco e abril de 2020. Resultados: Foram
encontrados 32 estudos. Ha consenso na literatura sobre a importancia da participacao do paciente na tomada de decisao. A ofer-
ta de educacao e orientacdo para o autocuidado com avaliacao dos objetivos de vida e valores do paciente é primordial para uma
escolha autdnoma. Conclusdo: a discussao é relevante e escassa na literatura. A tomada de decisao compartilhada entre usuario e
equipe assistente, quando da instituicao de tratamento, deve ser priorizada.

DESCRITORES: Insuficiéncia Renal Cronica; Autonomia Pessoal; Tomada de Decisao Compartilhada.

ABSTRACT

Objective: to present the main evidence found in the literature on the autonomy and decision-making of patients with chronic kid-
ney disease under conservative treatment in choosing renal replacement therapy. Method: systematic literature review, through
a search in the Virtual Health Library, PubMed and SciELO platforms, in Portuguese, English, French and Spanish, published in the
last 20 years. Data collection and selection of studies took place between March and April 2020. Results: 32 studies were found.
There is consensus in the literature about the importance of patient participation in decision making. The offer of education and
guidance for self-care with assessment of the patient's life goals and values is essential for an autonomous choice. Conclusion:
the discussion is relevant and scarce in the literature. Shared decision-making between the user and the assistant team, at the
treatment institution, should be prioritized.

DESCRIPTORS: Renal Insufficiency, Chronic; Personal Autonomy; Decision Making, Shared.

RESUMEN

Objetivo: presentar las principales evidencias encontradas en la literatura sobre la autonomia y toma de decisiones de los pa-
cientes con enfermedad renal crénica en tratamiento conservador en la eleccion de la terapia renal sustitutiva. Método: revision
sistematica de la literatura, mediante basqueda en las plataformas Biblioteca Virtual en Salud, PubMed y SciELO, en portugués,
inglés, francés y espanol, publicada en los Gltimos 20 anos. La recoleccion de datos y la seleccion de estudios se llevo a cabo
entre marzo y abril de 2020. Resultados: Se encontraron 32 estudios. Existe consenso en |a literatura sobre la importancia de la
participacion del paciente en la toma de decisiones. La oferta de educacion vy orientacion para el autocuidado con evaluacion de
los objetivos y valores de vida del paciente es fundamental para una eleccion auténoma. Conclusion: la discusion es relevante y
escasa en la literatura. Se debe priorizar la toma de decisiones compartida entre el usuario y el equipo asistente, en la institucion
de tratamiento.

DESCRIPTORES: Insuficiencia Renal Cronica; Autonomia Personal; Toma de Decisiones Conjuntas.
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INTRODUCTION

hronic Kidney Disease (CKD) is
Cdeﬁncd as a reduction in Glomeru-

lar Filtration Rate (GFR) or structu-
ral damage, present for at least 3 months.
When the patient with CKD has a GFR
lower than 29 ml/min/1.73m? in stages
4 and 5, he should be referred for multi-
disciplinary follow-up, with a nephrolo-
gist, nurse, nutritionist, psychologist and
social worker in conservative treatment.
It is up to the team to identify the need
for Renal Replacement Therapy (RRT), as
carly as possible, providing guidance and
preparation for the choice of modality,
considering the patient’s desire and clini-
cal condition. '?

Ordinance 1820/2009 provides that
in the Unified Health System (SUS) the
patient has the right to choose and refuse
treatment, when there are several alterna-
tives. 4 In this sense, it is highlighted that
the patient with CKD can choose not to
undergo any RRT, and together with the
assistant team, define the maintenance of
conservative treatment. 5

However, RRT is essential for the main-
tenance of life. An ethical conflict is then
generated: the patient’s autonomy and
their decision not to undergo RRT are gua-
ranteed, which may lead to a shortening of
their life span, but it is supported by Arti-
cles XXTI and XXII of the Medical Code of
Ethics; 6 or life is guaranteed based on the
principle of sacredness, supported here, by
the duty, in situations of risk of death, to act
without the patient's consent. In a patient
who is fully capable of deciding, could not
performing RRT have its ethical support in
the argument of a dignified life/death? 5,7

Assess "the real meaning of a life worth
living and who should be given the pre-
rogative to decide on such meaning" 8 it
is necessary. The central issue of sacrality
versus quality can and should be faced
when choosing whether to institute RRT
or not, based on the dignity of the human
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Chronic Kidney
Disease (CKD)

is defined as a
reduction in
Glomerular
Filtration Rate
(GFR) or structural
damage, present for

at least 3 months

person and on autonomy, and may even be
debated by the bioethics of protection by
Schramm & Kottow. 9
The patient with CKD must be encou-
raged by professionals to make a decision.
However, after evaluating the clinical and
cognitive conditions that may be affected
by diseases such as CKD, identifying the
patient's capacity for self-government and
the ability to make decisions, exercising au-
tonomy. In the identification of prejudice
in decision-making, the support of a legal
representative is imperative, considering
the Brazilian legal system. Autonomy can
be represented by signing a consent form
containing information about the treat-
ments offered and the choice, which must
be attached to the medical record. 2,10-14
We discussed autonomy, without, howe-
ver, conccptualizing it. Autonomy here is
conceived as: the individual's ability to de-
cide about his/her life; respect for individu-
als who seek self-fulfillment; achieve goals
through personal preferences and choices.
There is autonomy as long as the actions do
not affect or harm other people's lives. Au-
tonomous actions must not be controlled/
limited, including by professionals. 15
Commonly, professionals recommend
treatments based on clinical and laboratory
evaluation, perpetuating paternalism. It can
be difficult to assess the individual's ability
to decide on therapy, as in the Brazilian po-
pulation with CKD there is a prevalence
of advanced age and low education, which
makes it difficult to understand the guide-
lines provided. Can it be said then that the-
re is autonomy? Several conditions influen-
ce decision making. However, we should
not consider incapable patients a priori. It
is important to make them informed, en-
suring the humanization of care. 12,15-17
From these points, the concern of this
work arises, which aims to present the
main evidence found in the literature on
the autonomy and decision-making of pa-
tients with CKD undergoing conservative
treatment in choosing the RRT, in order to



substantiate discussions about comprehen-
siveness in the care of patients with CKD.

METHODS

This is a systematic literature review
following the PRISMA protocol, 18 for-
mulated from the acronym PICO (Popu-
lation: Patients with CKD under conser-
vative treatment; Intervention: Decision
making in choosing the RRT; Comparison:
none in this study; and Outcomes: Auto-
nomy) that defined the research question:
“Patients with CKD in conservative treat-
ment have autonomy in decision-making
for RRT?”.

The research consists of texts available in
full and free of charge on the platforms of
the Virtual Health Library (VHL) and The
Scientific Electronic Library Online (SciE-
LO) and on the basis of the US National
Library of Medicine and National Institu-
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tes of Health (PubMed) in the languages
Portuguese, English, French and Spanish,
published in the last 20 years (between
2000 and 2019), found by combinations
of descriptors: “Chronic Kidney Failure”
AND “Personal Autonomy” AND “Deci-
sion Making” (Key 1); “Chronic Kidney
Failure” AND “Personal Autonomy” (Key
2); “Chronic Renal Failure” AND “Deci-
sion Making” (Key 3) and the respective
terms in Portuguese for national bases.
Exclusion criteria were to be a systematic
or integrative review and not address the
proposed theme.

Data collection and selection of studies
took place between March and April 2020,
by 2 reviewers. 1069 studies were found.
After the evaluation, shown in Figure 1, 32
articles were adequate for the purpose of
the study.

We sought to understand the main fin-
dings in the literature regarding the choice

of RRT by users who are still under conser-
vative treatment, correlating and compa-
ring, whenever possible, the results of the
studies. The research was not submitted
to the Research Ethics Committee as it is a
secondary data analysis. The authenticity of
the authors' ideas was maintained.

RESULTS

Of the 32 studies included, only one is
Brazilian. None specifically deal with the
autonomy of the patient with CKD in
the process of choosing the RRT. There is
a consensus on the importance of the par-
ticipation of patients with CKD in deci-
sion-making, which must occur through
education and guidance for self-care, with
assessment of life goals and values. The lite-
rature points to the sharing of the decision-
-making process between patients, family
members and the assistant team. We pre-

Figure 1 - PRISMA: Flowchart of artcile selection
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Source: Campos, TS; Gomes, AP; 2021.
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Table 1. Main characteristics of the selected articles in the systematic review

Authors/ Year

Shukla AM, Easom A, Singh
M, Pandey R, Rotaru D, Wen
X, Shah SV /2017 *

Bezerra CIL, Silva BC, Elias
RM/2018%

Campbell-Crofts S, Stewart G
/2018

Chen N-H, Lin Y-P, Liang S-Y,
Tung H-H, Tsay S-L, Wang T-J
/2018*

Friberg 10, Martensson L, Ha-
raldsson, B, Krantz G, Maatta
S, Jarbrink K /2018“®

Ladin K, Pandya RA, Kannam
A, Loke R, Oskoui T, Perrone
RD, Meyer KB, Weiner DE,
Wong B /2018*

Malkina A, Tuot DS / 2018 “@

Scott J, Owen-Smith A,
Tonkin-Crine S, Rayner H,
Roderick P, Okamoto |,
Leydon G, Caskey F, Methven
S /2018*

Teso AD, Moutet AL Lefuel P,
Seigneux S, Golay A, Martin
P-Y /2019

Lam DY, O'Hare AM, Vig EK /
20137

Murray MA, Bissonnette J,
Kryworuchko J, Gifford W,
Calverley S /2013 %

Porter E, Watson D, Bargman
IM /2013

Title / Method

The impact of education on chronic kidney disease
patients' plans to initiate dialysis with self-care dialy-
sis: a randomized trial. / Randomized clinical trial

Governing therapy choices: power/knowledge in the
treatment of progressive renal failure. / Reflective
essay

Decision Making around Dialysis Options. / Cross-
-sectional study with a control group

Patient INformation about Options for Treatment
(PINQOT): a prospective national study of information
given to incident CKD Stage 5 patients. / Multicenter

national prospective study

Factors influencing patient choice of dialysis versus
conservative care to treat end-stage kidney disease.
/ Exploratory descriptive research

How to Select among Dialysis Options. / Reflective
essay

Choosing dialysis modality: decision makingin a
chronic illness context / Qualitative study

Shared decision making and patient involvement in
choosing home therapies. / Reflective essay

The patient perspective and physician 's role in
making decisions on instituting dialysis. / Randomi-
zed clinical trial

Decisions About Dialysis Initiation in the Elderly. /
Case report

Whose Choice Is It? Shared Decision Making in
Nephrology. / Reflective essay

Education for patients with progressive CKD and
acute-start dialysis. / Reflective essay
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Main Results/Conclusion

Of the patients, 82,1% intend to start home
dialysis thinking about self-care (after receiving
intervention) and 50% (without intervention).
Education favors self-care.

It describes the struggle between the professio-
nal's power and the individual's right to choose
RRT. Nurses are essential to assist in choosing

RRT.

Decision-making should be facilitated by profes-

sionals: simple language, neutral terms, avoiding

opinion and explaining "positive" and "negative”
points of the RRT.

Most Australian patients were informed of
treatment options prior to onset, but atan
advanced stage of CKD. Education and support
prior to decision making can help in choosing
transplantation and home dialysis

More likely to choose dialysis: day treatment,
available transport and increased life expectan-
cy. Remains conservative: increases hospital
visits and travel restrictions

Making the decision: improves adherence and
results; makes you understand and accept com-
plications better.

Patients understand that the choice of RRT is
theirs. Alertness: only when symptomatic. Deci-
sion: to undergo dialysis or not; and no, choose
the best RRT.

Shared decision-making improves the quality of
treatment and ensures attention to psychosocial
and clinical needs

Consider: benefits and burden of RRT, patient
behavior and support network. Dialysis seen as
standard therapy prevents understanding of the
other options.

Elderly (80 years old): undergoing RRT or pallia-
tive care. Decision: dialogue with the family and
autonomy

Describes principles of shared decision making.
Health systems need to innovate communica-
tion to ensure patient decision support.

It presents educational and psychological stra-
tegies to help support CKD patients, especially
when starting dialysis in an emergency.



Schell, JO, O'Hare AM /
2013

Harwood L, Clark AM /
2014%*

Schell JO, Cohen RA /2014

Erlang AS, Nielsen IH, Hansen
HO, Finderup J /20153

Jayanti A, Neuvonen M,
Wearden A, Morris J, Foden P,
Paul B, Mitra S and BASIC-
-HHD study group /2015 *

Seah AS, Tan F, Srinivas S, Wu
HY, GrivaK /2015 *®

Dahlerus C, Quinn M,
Messersmith E, Lachance L,
Subramanian L, Perry E, Cole
J, Zhao J, Lee C, McCall M,
Paulson L, Tentori F / 2016 ¥’

Moist LM, Al-Jaishi AA /
2016

Pereira E, Chemin J, Mene-
gatti CL, Riella MC /2016 *

Noble H, Brazil K, Burn A,
Hallahan S, Normand C,
Roderick P, Thompson

C, Maxwell P, Yagoob M /
2017

Piccoli GB, Sofronie AC, Coin-
dre )P /20174
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Knowing gravity drives risk of future events.
Individual assessment aids discussion of realistic
predictions and decisions.

lliness trajectories and their relevance to the care of
adults with kidney disease. / Reflective essay

Professional and family support leads to the
choice of home dialysis. Elderly people influen-
ce the decision: values, health status, gender,
knowledge, experience, belief, available resour-
ces, lifestyle.

Dialysis modality decision-making for older adults
with chronic kidney disease. / Qualitative study

Discusses the best treatment strategy in frail
older adults with CKD and benefits of starting
dialysis. Clinician can recommend targeted
treatment plan

A Communication Framework for Dialysis Decision-
-Making for Frail Elderly Patients. / Experience report

Patient is a significant part of the decision. They
tend to put off choices for being asymptomatic.
Professional advice alters the experience.

Patients' experiences of involvement in choice of
dialysis mode. / Qualitative study

Patients prefer to receive information; but do
not become active by receiving it. Understanding
the individual factors related to the decision pro-
vides an assessment of needs and preferences.

Healthcare decision-making in end stage renal
disease-patient preferences and clinical correlates. /
Exploratory descriptive study

Participants report the factors that led them
to choose conservative treatment. All took
ownership of their decision despite advice to the
contrary and were satisfied with the decision
and current condition. Highlights factors that
determine the decision.

Opting out of dialysis — Exploring patients' decisions
to forego dialysis in favour of conservative non-
-dialytic management for end-stage renal disease. /
Qualitative study - semi-structured interviews

They understand the choice is not theirs: 47% in
Hemodialysis (HD); only 3% in Peritoneal Dialysis
(PD). The limited role perceived in the choice of
RRT shows the need for interventions for shared
decision-making.

Patient Perspectives on the Choice of Dialysis
Modality: Results from the Empowering Patients on
Choices for Renal Replacement Therapy (EPOCH-
-RRT) Study. / Cross-sectional study

Preparation of the Dialysis Access in Stages 4 and 5
CKD. / Reflective essay

Target RRT based on GFR, risk of complications
and access to services; Team: support decision.

The choice of RRT was an exclusively medical
decision in 76,3%. PD was considered the best
RRT related to quality of life, clinical and psycho-
social well-being

Choice of dialysis method - clinical and psychosocial
variables related to treatmen / Exploratory descripti-
ve research

Themes identified: frequent change of opinion of
patients regarding treatment options; manda-
tory inclusion of physicians in decision-making

(which retains information so as not to cause
concern to the patient); complexity of decision
making that reveals medical opinions.

Clinician views of patient decisional conflict when
deciding between dialysis and conservative manage-
ment: Qualitative findings from the PAlliative Care in

chronic Kidney disease (PACKS) study. / Qualitative
and interpretive study

Elderly (90 years old) = initiation of dialysis =
principialist analysis: no RRT restriction (justice);
Balance of beneficence and non-maleficence;
Final decision of the elderly (autonomy).

The strange case of Mr. H. Starting dialysis at 90 ye-
ars of age: clinical choices impact on ethical decisions.
/ Case report
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Shukla AM, Easom A, Singh
M, Pandey R, Rotaru D, Wen
X,Shah SV /2017 *

Bezerra CIL, Silva BC, Elias
RM/2018%

Campbell-Crofts S, Stewart G
/2018

Chen N-H, Lin Y-P, Liang S-Y,
Tung H-H, Tsay S-L, Wang T-J
/2018*

Friberg 10, Martensson L, Ha-

raldsson, B, Krantz G, Maatta
S, Jarbrink K /2018

Ladin K, Pandya RA, Kannam
A, Loke R, Oskoui T, Perrone
RD, Meyer KB, Weiner DE,
Wong JB /2018*

Malkina A, Tuot DS / 2018 “©

Scott J, Owen-Smith A,
Tonkin-Crine S, Rayner H,
Roderick P, Okamoto |,
Leydon G, Caskey F, Methven
S /2018%

Teso AD, Moutet AL Lefuel P,
Seigneux S, Golay A, Martin
P-Y /2019

Fonte: Campos, TS; Gomes, AP; 2021.

Effects of a comprehensive predialysis education
program on the home dialysis Therapies: a retros-
pective cohort study. / Retrospective and qualitative
descriptive study

Decision-making process in the pre-dialysis CKD
patients: do anxiety, stress and depression matter? /
Prospective study

How perceived feelings of "wellness" influence the

decision-making of people with predialysis chronic
kidney disease. / Qualitative exploratory descriptive

Conflict when making decisions about dialysis moda-
lity. / Cross-sectional correlational study

Patients' Perceptions and Factors Affecting Dialysis
Modality Decisions. / Cross-sectional study

Discussing Conservative Management of Older Pa-

tients With CKD: An Interview Study of Nephrologists.

/ Qualitative study

Role of telehealth in renal replacement therapy edu-
cation. / Literature review

Decision-making for people with dementia and
advanced kidney disease: a secondary qualitative
analysis of interviews from the Conservative Kidney
Management Assessment of Practice Patterns Stu-
dy. / Qualitative study

How to adapt an educational offer to the specificities
of patients with chronic renal failure? / Experience
report

Pre-dialysis education increases choice for
home therapy. Discuss: location, structure and
kidney function; CKD and stages; types of RRT
and when to start (include transplant and con-

servative); Lifestyle; is there a better RRT?

Depression, anxiety and stress in the final stages
of CKD are not related to the choice of RRT; the-
se symptoms abate after starting dialysis.

Do I need RRT? Which one is "right" for me?
When should | start? Responses were impacted
by well-being, belief in RRT not needed, person-

-centered care, and pre-dialysis education.

RRT decision: related to values. Those who do
not receive pre-dialysis education have less
self-efficacy and conflict in the decision.

Those who receive pre-dialysis education from
3 or more professionals are more likely to have
home dialysis. Less likely with older age and
living close to the clinic.

North American nephrologists who advise the
elderly about RRT should present conservative
treatment as a treatment modality and envision
this possibility without the burden of moral
distress.

Suggests technology-assisted education on
RRT options for geographically isolated and/or
clinically fragile patients

The prevalence of cognitive alterations among
people with CKD is high. In the UK, dialysis
is started and continued by individuals with
dementia and services must be tailored to meet
the needs of this population.

Awareness of chronicity, being asymptomatic,
feeling of control over life and being active in
care favors the assessment of therapeutic op-
tions, acceptance and resilience for autonomous
choice.

sent below a summary of the publications

found.
DISCUSSION

Ethics is essential to health practice and
respect for the patient's autonomy is present
in the codes of ethics of the professions.
Everyone must have the exercise of their
autonomy largely guaranteed and the infor-
mation must be presented, making possible
the full exercise of the capacity to choose.
Ethical discussions related to nephrology
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are frequent and focus on maintaining or
withdrawing dialysis. The dialogues about
the choice of RRT, however, are little deba-
ted. 20,26

The involvement of patients in deci-
sion making reflects their preferences and
values. The implementation of education
strategies allows for empowerment, enables
the choice of the RRT modality; optimi-
zes participation in decision making; in
addition to increasing the choice for resi-
dential therapies, such as PD. Making the
information within the reach of the patient

understandable favors the understanding
of the influence of RRT in life, and makes
choices suitable for those who will perform
it 1921226333332 Dyyring care in conservati-
ve treatment, nurses can play a key role in
education for choosing RRT and can thus
act with a holistic and differentiated view,
favoring the development of professional
autonomy. 20,51

The process of knowledge construction
is growing and must be started at the same
time as the disease is discovered, since the
clinical evolution is dynamic in CKD and



the focus must be on quality of life and not
on the method of treatment.25,34. It is im-
portant to start sharing information in the
carly stages of CKD, helping the patient to
understand the positive and negative points
of each modality, until the beginning of the
RRT, strengthening their autonomy and
the ability to express their opinion in their
care plan. 50 In the United Kingdom, a stu-
dy with 458 patients, 39,7% in pre-dialysis
and the others in HD, showed that young
people find it easier to make decisions and
that the elderly want to receive more infor-
mation, even though they do not actively
participate in the choice. 35 It should also
be noted that it is not just information for
the sake of information, but the quality and
the way in which the professional presents
it. Autonomy may or may not be valued so
that the decision is actually clarified and
shared. 20

Professionals are paramount in helping
patients to make better choices. Howe-
ver, its role is to advise treatment options,
providing information for the individual
decision. In this sense, it is important to
promote the autonomous decision, even
if it conflicts with the beneficence or non-
-maleficence that the professional believes
to be applying. 28,40 We emphasize that
RRT can be essential for the maintenance
of life and that, even so, there is the possi-
bility of denying its institution. It will be up
to the professional, in view of this choice he
disagrees with, to exercise his right to cons-
cientious objection and refer the patient to
a colleague capable of offering such care.

The only Brazilian study identified that
the choice of dialysis modality was the ex-
clusive decision of physicians in 76,3% of
the 220 cases evaluated; in 17,8% the de-
cision was made jointly by patients and the
medical team; and 5,9% the decision invol-
ved only a family member or patient, with
no participation of the assistant physician.
39 In Washington, of patients who started
HD, 47% believed that the modality deci-
sion was not theirs; in PD only 3% had the
same report. Those who chose it did it for
fear of complications that other RRT could
offer, especially infection. 37

It is noteworthy that the joint decision
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process is ideal: multidisciplinary team and
patient; and in cases unable to decide: fa-
mily member or legal representative will
do it. Therefore, it is important to routi-
nely implement educational strategies to
support patients as they approach RRT.
Professionals must pay attention to in-
dividuality, learning barriers, beliefs and
understanding about their condition, con-
sidering the support network, as the educa-
tion process can take time. ****%

It is not recommended to only send le-
aflets or informational materials. It takes
joint work, offering support and following
the stages of readiness for change that can
interfere with decision-making, innova-
ting in communication with the inclusion
of technologies. 24,29-30 In 2005, 82,1%
of patients who received 2 sessions of gui-
dance on choosing RRT intended to start
home dialysis. In the group that reccived
the standard treatment, without guidance,
only 50% had the same choice. 19

The education process using resour-
ces such as phone calls, social media, apps
and websites enables discussion among pa-
tients, family members and professionals,
according to 87,9% HD patients in the
USA, 55,6% in New Zealand and 13,9% in
Hong Kong. In the latter, 81,3% perform
PD, an index related to the offer of educa-
tion and the possibility of choosing RRT.
48 However, in Brazil, we emphasize that
CKD mostly affects people with low edu-
cation and socioeconomic status and, the-
refore, it is necessary to be careful with the
use of technologies, which may not reach
everyone. 16

People with greater difficulty in making
decisions, did not receive pre-dialysis edu-
cation, have less knowledge and report a
lack of professional support, and this can
negatively influence the process. When the
conflict related to the decision is grea, it
can result in disappointment or regret with
the choice. 45

Many physicians identify elderly people
with cognitive impairment, associated co-
morbidities and no social support as unfea-
sible to decide. It is important to discuss the
possibility of advance will directives, which
favor the patient's previously stated desire,

and this strategy can benefit many, as the
prevalence of cognitive impairment among
patients with CKD is high. Depression, an-
xiety and stress, common in CKD, do not
seem to influence the choice of RRT. 4%

Potential benefits and burdens of insti-
tuting dialysis in frail elderly people is a fre-
quently presented discussion. Benefits are
described as the possibility of prolonging
life; relief from symptoms such as fatigue,
weight loss and appetite; improved sleep
and quality of life; ability to perform activi-
ties that provide joy and satisfaction; social
relationships and strengthening of bonds in
dialysis; and support from other people un-
dergoing the same treatment. 23,33,38 The
burden is described as: difficulties, failures
and complications with access to RRT;
time spent on daily treatment; dependence
on transport to perform therapy; increa-
sed hospitalizations and health complica-
tions; and symptoms after the procedure,
such as fatigue and pain. 33 It is essential
to carefully analyze the benefits and bur-
dens of potential options, considering the
behaviors related to the patient's health and
their support network. The options must
be clear, offering freedom of choice, 27 ac-
cording to local reality, which may not offer
all RRT due to lack of vacancies or services.

Family influence in decision-making
is described as a negative factor, as the pa-
tient can choose appropriate modalities
for their support network and not the one
they would like. The autonomous decision
is driven by the value and context of an in-
dividual's life and is usually influenced by
commitment; current health status; pre-
sence of symptoms and associated comor-
bidities; knowledge about the modalities;
values, beliefs, preferences, lifestyle, related
to the extension of life with quality; past
experiences, especially with family and
friends who underwent RRT; and available
resources, considering support for treat-
ment maintenance. Studies show that pro-
fessional and family support was the grea-
test determinant for the selection of home
mOdallty. 32,35-36,38,44-46

Adequate information can improve the
decision-making process. Many are highly
likely to die before starting dialysis and are
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not informed about it. The generalized
view of dialysis as standard therapy pre-
vents the guidance of patients who should
understand treatment options and adapt
to life or accept the possibility of death. 27
Studies discuss the possibility of treatment
refusal, especially for the elderly. It is im-
portant to present the permanence in con-
servative treatment as a possibility, which
should not be identified as palliative care,
but as a care that causes less suffering. 36,47
An interesting report was the case of an el-
derly person (90 years old), needing to start
dialysis, presented through principlism.
Dialysis was made available without res-
triction, applying justice. The final decision
on whether or not to start RRT was left to
the elderly person (respect for autonomy).
However, their choice depended on the ba-
lance between beneficence and non-malefi-
cence (quality of life vs. complications cau-
sed by the treatment). The decision to start
dialysis was maintained while the assistance
ensured her well-being. 41

It is necessary to expand this discussion,

as the number of people who need to start
RRT is growing and need to be prepared to
deal with the changes that will occur. The
healthcare team must support the patient
and be a balance point for decision making,
providing information about risks and be-
nefits, always paying attention to the prefe-
rences of patients with CKD. 31,38,52

CONCLUSION

The studies point to the need for a sha-
red decision, with the presentation of all
existing treatment possibilities. Some pu-
blications guide how physicians should act,
indicating the best treatment according to
the best scientific evidence, providing gui-
dance on the advantages and disadvantages
of each available option, enabling informed
and autonomous choices. It should be stres-
sed that even without the intention of har-
ming the patient’s autonomy, at this time,
many professionals make choices without
taking into account individual capacity and
sharing, after all, the patient is the owner of

their own life. In contrast, patients listen to
professional positions and opt for modali-
ties that they do not know well. The choice
is personal and driven by an individual's
value and life context. Due to lack of know-
ledge, many still follow only the professio-
nal indication.

A shortage of Brazilian publications was
identified and a gap in the discussion of the
performance of the multidisciplinary team
in this context; there is only a presentation
of the role of the physician in the shared de-
cision-making process. Another important
and unidentified point is about the possibi-
lity of changing therapy over time, a reality
that needs to be shared with the patient. In
this sense, patients with CKD do not beco-
me hostage to choice when it does not meet
their expectations.

We concluded that it is a complex topic
and needs to be discussed. It is necessary to
consider and reflect on the autonomy and
prioritization of this practice in the care of
renal patients undergoing conservative tre-
atment, especially in Brazil.
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