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Background: Renal Supportive/Palliative Care is gaining gradual recognition as a patient-centered
care approach that should be integrated to the traditional disease-centered model of care, mainly in elder
patients with advanced chronic kidney disease (CKD). The objective of this study was to assess knowledge,
perceptions, attitude, experience and interest in palliative care among renal care providers.

Methods: Online survey, administered between May 23 to June 13, 2017 to members of the Brazilian Society
of Nephrology (BSN). Participants self-reported knowledge and behaviors regarding renal palliative care.
Results: A total of 3,738 e-mails were sent, 224 (6%) providers completed the survey. Most respondents
were under 50 years old (68.5%) and were nephrologists (98.2%). A request from a competent patient to
discontinue dialysis would not be honored by 46% and 63 % would probably continue dialysis if a patient
become severely demented. On the other hand, respondents with >15 years of experience were more prone
to stop dialysis (P=0.01) in patients who became permanently and severely demented. Respondents working
only in private practice were more willing to continue dialysis in a severely demented patient than those
working in a public healthcare system or both (P=0.02). Additionally, 87% of respondents would probably
withhold dialysis in a permanently unconscious patient and 92% probably would not resuscitate a patient
with a Do Not Resuscitate (DNR) order. Among factors that would have importance on a decision to not
initiate dialysis, patient preferences (98.2%), advanced dementia (95%), poor clinical conditions (93.7%)
and family wishes (92.3%) were top ranked by respondents. Most respondents routinely evaluate HRQoL
(62%), pain and other symptoms ( 79%) and were very interested (96%) in improving knowledge about renal
supportive care.

Conclusions: Brazilian nephrologists are often unaware of patient autonomy, more prone to withholding
than withdrawing dialysis and deem wishes of the family quasi as important as patient preferences in the
shared decision making process. Most Participants answered to evaluate pain and quality of life related to

health (HRQoL) routinely and have great interest to learn about renal palliative care.
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Introduction

Chronic kidney disease (CKD) is a growing, worldwide
health problem, which impacts negatively on quality and
quantity of life and affects economically patients and
society (1).

Patients with advanced CKD have a high burden of
stressful physical and psychological symptoms (2,3), similar to
those occurring in other chronic diseases such as cancer (4,5).
Studies have found a cluster of 6 to 20 symptoms per patient
which negatively impacts quality of life (6) and are generally
neglected by providers (7). In addition, both incidence and
prevalence of patients on dialysis over 75 years of age has
risen and it is the fastest growing palliative population in
recent years (8,9). In 2016 there were 122,825 patients in
dialysis in Brazil, with an annual increase in the last 5 years of
6.3%, and with 11.2% of patients aged >75 years (10). The
annual mortality of patients on dialysis is around 18-25%
in general population and about 38% for those 75 years old
or older (8,10) but in fragile elderly patients it may exceed
50% (11). It is also worth noting that dialysis withdrawal
precedes death in about a quarter of patients with end-stage
renal disease (ESRD) (8). Furthermore, the important role
of comprehensive conservative care as an alternative option
for patients with advanced CKD who refuse dialysis and
in elderly individuals over 75 years of age is increasingly
recognized (12-17).

Renal palliative care is an interdisciplinary model of
person-centered medicine that seeks to optimize quality of
life and preserve dignity during the trajectory of CKD (18).
It is now recognized that renal palliative care needs
should be identified early and increasingly managed into
the routine CKD care (18). Therefore, it is important
that the principles and strategies of palliative medicine—
that is, patient symptom management, advance care
planning, discussion and shared decision making on renal
replacement therapy options, including dialysis and non-
dialytic management of CKD, and delineation of patients’
preferences for end-of-life care—begin early and continue
throughout the course of the disease (19,20). The aim of
this study is to assess the knowledge, perception, attitude,
experience and interest on renal palliative care among

members of the Brazilian Society of Nephrology (BSN).

Methods
Study design and sample

This is a cross-sectional study using a web based survey in
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a secure platform, SuveyMonkey® (https: surveymonkey.
com). Potential respondents were contacted via email if they
were members of the BSN. The survey was anonymous
to minimize the risk of bias of social desirability. This
study follows the internationally established “Checklist for
Reporting Results of Internet E-Surveys (CHERRIES)” for
conducting online questionnaires (21).

Research and content design

A questionnaire was developed based on a literature review
(19,22-28) to include 35 items that evaluate knowledge,
perception, attitude, practical experience and interest in
palliative care education, as well as demographic data. After
review by an expert (Barbara Antunes) some items were
added and others changed. Subsequently the questionnaire
was piloted with 7 nephrologists and refined to improve
clarity. The final version of the questionnaire is available
online (Supplemental file).

Ethics and data collection procedures

From May 23" to June 13™ 2017 four e-mails were sent to
each member of the BSN on day 0, 7, 14 and 21. E-mails
were addressed personally to each member of the society
and included a cover letter with the objectives of the study,
the time needed to complete the questionnaire, a statement
of confidentiality and the consent term. All e-mails had the
same content except the latter which also included a notice
that the research deadline would end within in a week.
To be included in the study the respondent should be a
member of the BSN. There were no exclusion criteria. No
incentives were offered for survey completion and responses
were collected and analyzed anonymously. The study was
approved by the ethics committee of the Americas Servicos
Meédicos located in Hospital Pro-Cardiaco, Rio de Janeiro,
protocol number 2.058.501 and was conducted according to
the Declaration of Helsinki.

Statistical analysis

Participation rate was calculated dividing the number of
replies to first question of the survey by the number of
visitors to the first page. Completion rate was calculated
by the number of participants answering the first question
of the survey divided by the number of people submitting
the last question (21). Descriptive statistics with categorical
variables presented by frequency and percentage were used
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Table 1 Members of the Brazilian Society of Nephrology by geographic region and proportion of respondents

Number of members*

Region of Brazil

Number of respondents (%)

Physician Nurse Total
Midwest 308 7 315 17 (5.4)
Northeast 676 33 709 30 (4.2)
North 165 13 178 10 (5.6)
Southeast 2,028 15 2,043 125 (6.1)
South 449 44 493 42 (8.5)
Total 3,626 112 3,738 224 (6.0)

*, Source: Brazilian Society of Nephrology.

for demographics.

Comparisons between two categorical variables were
performed using the chi-square test. Values of P<0.05 were
considered statistically significant. Qualitative data were
analyzed using thematic analysis after quotes were extracted
and tabulated. Two researchers reached consensus on final
themes.

Results

Emails were sent to the 3,738 members of the BSN.
Number of participants were proportional to the number of
members by region of the country (Zable 1). One participant
who completed the survey had answered “no” to the consent
term and one other participant did not fill in the consent
term. Since data were collected anonymously these answers
were included in the analysis. In total, 224 (6%) members
answered the online survey. Participation and completion
rate was 100% (224/224 and 224/221, respectively). Table 2
shows demographic data of participants. Most respondents
were under 50 years old (68.5%), White (80.8%), Catholic
(61%) and married (74.4%). In relation to professional
characteristics 98.2% of respondents were nephrologists,
most of them were graduated (57%) specialized (67.9%)
and are currently working in the Southeast of Brazil (56%).
Furthermore, 52% were in practice for more than 15 years,
most working in dialysis clinics (82.1%), in a private service
(84%), see more than 30 CKD patients per week (69%)
and 51% see more than 10 CKD patients who are 75 years
old or older, per week (1able 2).

Renal supportive care knowledge

Most respondents have demonstrated assertiveness in
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relation to renal supportive care conceptualization,
principles and actions explored in the question number
sixteen (Figure 1). Some items of the questionnaire
such as “renal supportive care favors euthanasia” and
“comprehensive conservative management, withholding or
withdrawing of dialysis are considered principles or actions
of renal supportive care” were incorrectly marked as ‘true’
by 8% and ‘false’ by 14% of respondents, respectively.

Renal supportive care attitude

In relation to the scenario given (Figure 2) a quarter of
respondents felt uncomfortable or very uncomfortable to
talk about death and dying and withholding or withdrawing
of dialysis. Additionally 46% of the respondents would
probably continue dialysis if a competent patient asked
him/her to discontinue dialysis treatment and 63 % would
probably continue dialysis if a patient became permanently
and severely demented and had no advance directive.
Eighty seven percent of respondents would probably not
initiate dialysis in a permanently unconscious patient
(e.g., permanent vegetative state or multiple stroke) and
92% probably would not resuscitate a patient with a Do
Not Resuscitate (DNR) order if he/she were asked to.
Professionals with 15 years of experience or more, were
more prone to stop dialysis (P=0.01) in patients who became
permanently and severely demented and had no advance
directive. However, respondents working only in private
practice would probably continue dialysis more than those
who worked on a public healthcare system or both (P=0.02).

Renal supportive care perception

Among factors deemed important on a decision to not
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Table 2 Demographic characteristics of respondents Table 2 (continued)

Demographics n (%) Demographics n (%)

Women (Q2) (Sex: N=224) 114 (50.9) Years since medical school (Q8) (N=223)

Age, year (Q3) (N=222) 0-5 15 (6.7)
20-29 4(1.8) 6-10 47 (21.1)
30-39 100 (45.1) 115 45(202)

16-20 32 (14.3)
40-49 48 (21.6)

21-25 17 (7.6)
50-59 36 (16.2)

>26 67 (30.0)
60-69 28 (12.6) . . .

Region of Brazil of graduation (Q9) (N=224)

=70 6@.7) Midwest 11 (4.9)
Did not answer 2(0.9 North 73.1)

Ethnicity (Q4) (N=224) Northeast 32(14.3)
Asian 3(1.3) South 46 (20.6)
Black 3(1.3) Southeast 127 (56.7)
Pardo 36 (16.1) Other country 1(0.4)
White 181 (80.8) Region of Brazil of specialization (Q10) (N=224)

Rather not say 1(0.5) Midwest 0(4.5)
o North 4(1.8)

Religion (Q5) (N=223)

Northeast 5(6.7)
Catholic 136 (61.0)

South 42 (18.8)
Spiritism 33 (14.8)

Southeast 152 (67.9)
Evangelical 14 (6.3) Other country 105
Atheism 12(5.4) Region of Brazil that works (Q11) (N=224)
Agnostic 2(5.4) Midwest 7(7.6)
Others 16 (7.2) Northeast 30 (13.4)
Did not answer 1(0.4) North 0 (4.5)

Marital status (Q6) (N=223) Southeast 125 (55.8)
Married 166 (74.4) South 42 (18.8)
Single 38 (17.0) Kind of CKD patient that work (Q12) (N=224)

KD outpatient clini 137 (61.2
Other 19 8.5) CKD outpatient clinic 37 (61.2)
Dialysis clinic 184 (82.1)

Did not answer 1(0.4)
Renal patient’s ward 136 (60.7)

Profession (Q7) (N=223)

Renal transplant service 69 (30.8)
Nephrologist 219 (98.2
phrolog (98.2) Clinic 150 (67.0)
Resident in Nephrology 1(0.4) Other 29 (13.0)
Nurse 1(00.4) Table 2 (continued)
Other 2(0.9)

Table 2 (continued)
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Table 2 (continued)

Demographics n (%)

Type of institution that work (Q13) (N=224)

Private 188 (83.9)
Public 143 (63.8)
Academic 94 (42.0)
Non-academic 24 (10.7)
Other 0 (0.0)

Number of CKD/ESRD patients per week (Q14) (N=223)

0-15 31(13.9)
16-30 37 (16.6)
31-45 44 (19.7)
45-60 38 (17.0)
>60 73(32.7)
Did not answer 1(0.4)

Number of CKD/ESRD patients aged =75 years per week (Q15)
(N=224)

None 8 (3.6)
1-2 14 (6.3)
3-4 31(13.8)
5-10 56 (25.0)
>10 115 (51.3)

CKD, chronic kidney disease; ESRD, end stage renal disease; Q,
refers question number in the questionnaire.

initiate dialysis but provide comprehensive conservative
management, respondents top ranked patient preferences
(98.2%), advanced dementia (95%), poor clinical conditions
(93.7%) and family preferences (92.3%) (Figure 3).

Renal supportive care experience

Thirty five percent of respondents answered that in their
place of work there was a palliative care service, 14%
had worked in a palliative care service and 37% have had
some training in this area, mainly in the place of work.
Twenty four percent answered that they had already done a
dedicated course in palliative care. Most respondents stated
that they routinely screened for pain and other symptoms
(79%) and health related quality of life (62%) in their CKD
patients. Fifty percent answered they are frequently involved
in discussions about end-of-life care with their patients.
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Furthermore, 27% answered to discuss DNR orders
with their patients frequently. Nephrologists with more
experience in palliative care were more prone to discuss

about DNR orders (P=0.01) and death (P=0.04) with their

patients than those without experience in palliative care.

Interest in increasing knowledge about the subject and
qualitative results

Most respondents (96%) were very interested in improving
knowledge about renal supportive care (Figure 4).
Respondents were asked to express, in a free comments
box, if he/she had any suggestions or comments on how to
improve renal supportive care in Brazil. Eighty four (36%)
respondents expressed an opinion. There were different
views regarding this theme, we analyzes the free comments
statements and aggregated the data to final themes and
subtopics. Among those who provided free comments, most
(56%) suggested medical education and training to improve
renal supportive care in Brazil (1able 3).

Discussion

In this national survey, less than half of respondents
would honor an order of a competent patient to stop
dialysis treatment. Surveys with nephrologists from US
have shown that more than 90% of them would respect
the request of a competent patient to stop dialysis since
1990 (29). Furthermore, in this survey more than a half
of respondents would continue dialysis in a patient who
became permanently and severely demented. Conversely,
most of respondents would not initiate dialysis treatment in
a patient that became permanently and severely demented.
Additionally, most of them would not perform CPR in
a patient with a DNR order. There are considerable
geographical variability attitudes toward life-support
limitation at the end-of-life. Besides advanced age, severity
of illness and comorbidities, decision to withhold/withdraw
life-sustaining treatment is heavily influenced by factors as
societal values, religious and cultural beliefs, legal concerns
and the subjective evaluation of benefits and burdens of the
treatment (30). This practice is more prevalent in countries
with a higher gross national income (30), mainly in Europe,
North America and Oceania (31). Our data is aligned with
some studies that have found that Brazilian physicians are
more prone to withhold than withdrawn life-sustaining
treatment (32,33). In one Brazilian survey with intensivists,
44% (98% of them believe that a less aggressive treatment
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Discussion about advance care planning should be
taken early in advanced CKD, especially for those
patients with an estimated prognosis less than 1 yr
Commnuication skills are essential for RSC
Advance care planning does not take into
account patient values and preferences
Comprehensive conservative management, retention
or dialysis withdrawal are actios of RSC
RSC favors euthanasia
RSC considers symptom management, psychological,
social and family support integral part of care
RSC adopts measures to slow CKD progression
and minimize complications
RSC is a specialized patient/family centered treatment

0.0% 20.0% 40.0% 60.0% 80.0% 100.0% 120.0%

HMTrue M False

Figure 1 Participants’ knowledge about renal supportive care.

An 82-year-old male patient with a long-
standing diabetes with advanced diabetic
nephropathy (CKD), a sequela of stroke (not
ambulatory), severe cardiopathy (EF 25%), and CPRorICU
moderated cognitive impairment by vascular

dementia is referred for evaluation. How
comfortable do you feel in discuss...?

Retention or withdrawal of dialysis in the future _
Death and dylng _
PrerIOSIS _

Advance care planmng —

0.0% 20.0% 40.0% 60.0% 80.0% 100.0% 120.0%

M Uncomfortable/very umcomfortable B Comfortable/very comfortable

Figure 2 Participants’ attitude about discussing renal supportive care in a very old men with multiple comorbidities.
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Answer "No"
to the SQ

Low functional Lack of social
status support
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dementia

m Sligthly important = Not important

Figure 3 Factors related to the decision of not starting dialysis and promote comprehensive conservative care.

" Extremely interested
=Very interested

= Slightly interested

= Not at all interested

Figure 4 Participant’s interest in obtaining or improving

knowledge about renal supportive care.

would be preferable) of physicians would not do what they
believed was best for their patient owing legal concerns
and societal opinion (34). Notwithstanding the Federal
Board of Medicine (CFM) in recent years had published
resolutions about palliative care and advance healthcare
directive, and the Code of Medical Ethics affirms patient’s
autonomy, a Federal law on this topic is still missing in
Brazil (35). Another point to consider when we analyze the
low adherence of nephrologists to withdrawal of dialysis is
that most of respondents in this study is Catholic. Brazil is

© Annals of Palliative Medicine. All rights reserved.

a nation in which Roman Catholicism predominates and
for the Catholic faith as long as there is a living body, even
if mental capacities are reduced or absent, there is still a
person present (36). A human being is considered to be
a person from conception to the death of the whole (33).
Studies have shown that non-Catholic affiliated physicians
are more prone to recommend withdraw life-sustaining
treatments (37,38). Taking all together, many factors
contribute to nephrologists’ discomfort with confronting
the limits of medical intervention (39,40).

In this study, respondents with >15 years of graduation
were significantly more prone to stop dialysis in patients
with advanced dementia and those who work in private
practice were more willing to continue dialysis treatment.
Seemingly findings have been observed in Europeans
studies as well, where nephrologists of not-for-profit
centers or public centers are more prone to select
comprehensive conservative care or forgo dialysis than
their peers of private services (26,41). Dialysis in Brazil
is a citizen right and the model of assistance is disease-
centered, as in USA and other countries, which results
in disincentives for renal palliative care integration into
routine care (42). Despite of withhold or withdrawal of
an inappropriate or non-beneficial treatment is ethically
and legally accepted as morally indistinguishable (43) for
Brazilian nephrologists, they seem much more comfortable
with not initiating than withdrawing a non-beneficial

apm.amegroups.com Ann Palliat Med 2018;7(Suppl 3):S176-S186
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Table 3 Quotes reflecting suggestions or comments on how to
improve renal palliative care in Brazil

Medical education and training [45]

“Further discussion of the subject in medical meetings, as well
as information to population.”

“Place palliative care in the curriculum of medical graduation
and residency.”

“Training nephrologists for this through training courses.”

“First approach the subject to stop being a taboo if non-
dialytic support is offered to some patients. And introduce
the theme in the medical residency to make viable, when
professional, the adoption of strategies for the palliative care
of these patients.”

Guideline development and implementation [12]
“Creation of RSC guidelines.”

“Form a working group to discuss and regulate this practice in
Brazil, with legal support.”

Issue discussion with healthcare professionals, legislators,
patients and population [8]

“Start a task force and expand the discussion to forums in
medicine, mainly in legal support.” “Establish ways to ensure
this issue for patients.”

“Population and medical education”
Affordability [8]

“Focus on care. Funding for global care and not by isolated
procedure.”

“Financing.”
Legislation [4]

“To be more widespread the subject of supportive care in
nephrology. There is much fear in the medical environment
of the actions of withdrawal from dialysis to be classified as
euthanasia in the legal and judicial environment.”

Others [4]

“Spread.”

Note: in square brackets is the number of respondents.

treatment. As in other studies (41), in this survey, patient
preference is the foremost factor in a decision to not
initiate dialysis followed by advanced dementia and poor
clinical conditions. In contrast with studies from other
cultures where patient autonomy is emphasized in the
decision-making process (44) and only half of providers
consider the wishes of the family as important (41), for
more than 90% of Brazilian nephrologists, family wishes
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are considered relevant. This is in accordance with some
studies which have found that Latinos prefer a family-
centered decision-making model to discuss patient end-of-
life care preferences (38,45,46).

In this survey most respondents demonstrated basic
knowledge about some principles and actions of renal
palliative care. However, there are still misconceptions
that euthanasia is deemed a principle of renal palliative
care for 8% of respondents. Additionally, comprehensive
conservative care and withholding or withdrawing of
dialysis were not deemed strategies of renal palliative
care for 14% of respondents. Some authors have shown
nephrologists erroneous beliefs regarding palliative care
several years ago (29). Nevertheless, this scenario has been
changed significantly lately overseas, probably related to the
development of clinical practice guidelines (27), education
(29,34,47), legislation (48) and high quality research in this
area (49-51). We believe that most of this knowledge is still
incipient for Brazilian nephrologists.

Surprisingly, more than one third or respondents worked
in a place with a palliative care service or had some training
in this area and a quarter had already done a dedicated
course in palliative care. Furthermore, most respondents
stated they made it a routine to screen for pain and other
symptoms (79%) and health related quality of life (62%) in
their CKD patients. Since most respondents (75%) came
from more developed regions of the country as Southeast
and South with much more provision of palliative care
services (52), it’s possibly this influenced our findings.
Despite half of respondents answered they frequently are
involved in discussions about end-of-life care with their
patients, only one quarter answered to discuss DNR order
with their patients frequently. Nephrologists with more
experience in palliative care were significantly more prone
to discuss about DNR orders and death with their patients.

Finally, most participants are very interested in
improving knowledge in palliative care.

This study should be interpreted in the context of its
limitations. First, it relies on nephrologists’ self-report
behavior that may not accurately represent true behavior.
Second, despite the use of best practice to online survey,
the small number of respondents raises the possibility of
non-response bias (53) which may limit generalizability.
Nevertheless, other authors have obtained lower response
rates than our survey (28). Most of respondents in this
study were nephrologists and the rate of respondents by
geographic region was similar and proportional to the
number of members which ensures representativeness.
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Third, respondents who are more aware of palliative care
feel more comfortable with its principles and actions and
may have preferentially responded to the survey. Finally,
the social desirability bias that has been shown to affect self-
reported physician adherence to practice guidelines (54)
may incline respondents to overestimate their comfort
with highly sensitive topics of palliative care as prognosis,
advance care planning, comprehensive conservative care,
retention/withdrawal of dialysis, CPR and end-of-life care.
"To minimize this effect, it was emphasized the anonymous
feature of data collection.

Conclusions

Brazilian nephrologists don’t often consider patient’s
autonomy, are more prone to retention than withdrawing
dialysis and deem wishes of the family as important as
patient preferences in the shared decision-making process.
Experienced nephrologists were significantly more prone to
stop dialysis while those who work in private practice were
more willing to continue dialysis treatment. Nephrologists
trained in palliative care are significantly more involved in
discussion about DNR order and end-of-life care with their
patients. They have demonstrated basic knowledge and
interest about renal palliative care, but a significant number
of them still have erroneous beliefs regarding palliative care
principles and actions. Further multifaceted interventions
are needed to improve renal palliative care in Brazil.
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Supplementary

Questionnaire —Renal Supportive Care

Consent to participate

I am voluntarily taking the decision to participate in this research “Knowledge, perception, attitude and experience about
Renal Support Care in Advanced Chronic Kidney Disease” which aims to understand the knowledge, perception, attitude and
experience about Renal Support Care in patients with Advanced DRC.By ticking “yes” or “no” in one of the answers boxes of
the first question I indicate that I have read and understood that:

(I) My participation involves the completeness of an online survey that will take about 10 minutes;

(II) My response will be confidential and anonymous;

(IIT) The results of the research will be presented or published in scientific journals;

(IV) If I have any question regarding the content of the research, I can contact Dr. Alze Tavares - Phone: 55-1198383-
0115 E-mail: alzetavares@gmail.com;

(V) Ethics in Research Committee (CEP) is an interdisciplinary and independent collegiate body with a “public munus”,
which must exist in institutions that conduct research involving human beings in Brazil, created to defend the
interests of the participants in their integrity and dignity and to contribute to the development of research within
ethical standards (Norms and Guidelines for Research Involving Human Beings - Resolution CNS 466/12).

If you have any questions regarding the ethical aspects of this research, you can contact the Ethics Committee for Human

Research at Pro-Cardiac Hospital, Rua Voluntarios da Pitria, 435/80. Floor, Botafogo/R] 22270-005, telephone (21) 3289-3802,
from Monday to Friday from 09:00 to 16:00.

1. T agree to participate in this survey
o Yes
o No

2. Please enter your gender
o0 Female
o Male

3. Please indicate your age group
20 to 29 years

30 to 39 years

40 to 49 years

50 to 59 years

60 to 69 years

>70 years

O 000 o0

4. Please indicate how you see yourself
o Yellow
o White
o Black
o Pardo
O Prefer not answer

5. Please indicate your religion
0 Buddhism



Catholic
Spiritist
Evangelical
Islam
Judaism
Umbandism
Other
Atheist
Agnostic

OO0 o0o0ooooaoaod

6. Please state your marital status
o Single
o Married
o Other

7. Please indicate your profession
Social worker

Nurse

Nephrologist

Resident in Nephrology
Psychologist

Other

0O 0 0o oo

8. Please indicate how long ago have you graduated
0 to 5 years

6 to 10 years

11 to 15 years

16 to 20 years

21 to 25 years

O 0O 0 oo g

>25 years

9. In which region of Brazil did you graduate in your current profession?
Midwest

North

Southeast

Northeast

South

Other country

Not applicable

OO0 o0ooooaog

10. In which region of Brazil did you specialize in your current profession?
0 Midwest

North East

North

South East

South

Other country

O 0O oo oo

Not applicable



11. In which region of Brazil do you currently work?
o0 Midwest
0 Northeast

North

Southeast

South

Other (please specify)

O oo o

12. Please indicate what kind of CKD patient you work with (check what to apply)
o CKD outpatient clinic

Dialysis Clinic

Renal Patient’s Ward

Renal Transplant Service

Clinic

Other

O o oo g

13. Please indicate the type of institution you work for (check all which apply)
o Private

Public

Academic

Non-academic

Other

O o o o

14. Please indicate the approximate number of CKD /ESRD patients you see per week
o0tol5
o 16 to 30
o 31to45
o 45 to 60
o Above 60

15. Please indicate the approximate number of CKD / ESRD patients aged 75 years or older that you see per week:

o None
o la2
o 3a4
o 5to10
o Above 10

16. Regarding Renal Supportive Care (RSC), can it be said that...?

True

False

RSC is a patient/family centered specialist medical treatment

RSC adopts measures to slow the progression of chronic kidney disease and minimize complications

RSC considers symptom management, psychological, social and family support an integral part of care

RSC favors euthanasia

Comprehensive conservative management (without dialysis), retention or dialysis withdrawal are actions of the RSC

Advance care planning does not take into account patient values and preferences

Communication skills are essential for RSC

It is important to start discussions about advance care planning at the onset of illness (ESRD), especially for those
with an estimated prognosis less than 1 year




17. Consider this scenario: An 82-year-old male, a long-standing diabetic patient with advanced diabetic nephropathy
(CKD), a sequela of stroke (not ambulatory), severe cardiopathy (EF 25%), and moderated cognitive impairment by vascular

dementia is referred for your evaluation.

Very important Important Slightly important | Not important

Prefer not to answer

Patient preference

Family wishes

Precarious clinical conditions

Advanced dementia

Low physical functional state
(chronically bedridden)

Lack of social support

Answer “No” to the surprise question
(would | be surprised if this patient
dies in the next 12 months?)

18. If a competent patient asks you to discontinue dialysis treatment how would you deal with this request?

o I would probably stop dialysis
0 I would probably continue to dialysis
o I prefer not to answer

19. If one of your dialysis patients becomes permanently and severely demented (e.g., Alzheimer’s disease or vascular

dementia) and has no advance directive, what would you normally do?
o I would probably stop dialysis
0 I would probably continue dialysis
o I prefer not to answer

20. If you are asked to initiate dialysis in a permanently unconscious patient (e.g., permanent vegetative state or multiple

stroke), what would you normally do?
o I would probably not start dialysis
0 I would probably start dialysis
o I prefer not to answer

21. If one of your patients with a do-not-resuscitate (DNR) order suffers a cardiac arrest, what would you normally do?

o I would probably not perform CPR
o I would probably perform CPR

o I prefer not to answer

22. Please indicate the degree of importance that the following factors would have on a possible decision not to initiate
renal replacement therapy (RRT) but provide comprehensive conservative (non-dialysis) management.

Please indicate how comfortable you feel or would feel to discuss the following issues with this patient/family

Very Uncomfortable Comfortable
uncomfortable

Very
comfortable

Prefer not to
answer

Advance care planning

Prognosis

Death and Dying

Withhold or withdrawal dialysis in the future

Trying to CPR or ICU




23. Is there a Supportive Care or Palliative Care service available at your workplace?
o No
o Yes

24. Have you ever worked in any formal Supportive Care or Palliative Care service?
o No
o Yes

25. Have you had any exposure or training in Supportive Care or Palliative Care in your professional education?
o No

o Yes

26. If the answer was “Yes” to the previous question, what type of exposure or training did you receive (check what to
apply)?
O A dedicated course
O A palliative care session at a national congress
O A palliative care session at an international congress
o Internal training at my workplace

o Other

27. How often do you evaluate the presence of pain and other symptoms in your patients?
o Never

Rarely or when reported by the patient

Routinely

O o o

Prefer not to answer

28. How often do you evaluate your patients’ health-related quality of life (HRQoL)?
o Never
o Rarely
O Prefer not to answer

29. How often do you get involved in discussions about end-of-life care with your patients?
o Never
o Rarely Frequently
o I prefer not to answer

30. How often do you discuss do-not-resuscitate order with your patients?
o Never

Rarely

Frequently

O o o

I prefer not to answer

31. In the past 12 months what percentage of patients under your direct care expressed a desire not to initiate dialysis?
None

Less than 1%

1to5%

6 to 10%

More than 10%

I prefer not to answer

O oo o oo



32. How many patients with CKD C5 under your care are on comprehensive conservative management (does not include
RRT)?
None
l1to2
3to4
5to 10
More than 10

I prefer not to answer

O oo o oo

33. In the last 12 months what percentages of patients under your direct care have actually been withdrawn from dialysis?
o None
Less than 1%
1to 5%
610 10%
More than 10%
I prefer not to answer

O oo o og

34. What is your interest in getting or improving your knowledge about Renal Supportive Care
No interest

Little interested

Very interested

Extremely interested

O oo o

35. Please rate how helpful this questionnaire was to you.
Not useful
A little useful

Very useful
Extremely useful

O

O o o

36. Would you have any suggestions or comments on how to improve Renal Supportive Care in Brazil?

Thanks for participating!



