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Abstract
Introduction: Elderly patients with chronic kidney disease (CKD) present a higher risk of becoming frail, a consequence 
of several comorbidities and worse functional status. This condition does not necessarily improve with the initiation of 
dialysis. Conservative care offers an option to treat elderly and/or frail patients with advanced CKD, which focuses on 
improving the patient’s quality of life, active symptom management and shared decision making. Conservative care has 
been recognized as an option for CKD patients in Portugal since 2011. Although it has been 12 years since “Norma 17” 
was published, not all Nephrology departments in Portugal offer this option. 
Methods: The Conservative Care Working Group of the Portuguese Society of Nephrology is working on identifying 
barriers to its implementation and possible solutions. A questionnaire was sent to all nephrology departments (n=26). 
Results: The answers (n=15) were discussed at a meeting. The most common barriers were insufficient knowledge in 
palliative care and a lack of regulation and/or reimbursement.
Conclusion: Solutions for these barriers were discussed and are here reported.
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INTRODUCTION
Ageing is a complex and heterogeneous process. Some 
elderly patients remain independent and fit while others 
show significant frailty. Patients with chronic kidney dis‑
ease (CKD) are at a higher risk of becoming frail. This is 
associated with worse outcomes.1 Patients with CKD also 
have a high burden of physical and psychological symp‑
toms (a consequence of high comorbidities and worse 
functional status) with a negative impact on their quality 
of life and higher mortality.1,2

In such patients, symptom burden and frailty do not 
necessarily improve with the initiation of dialysis, nor do 
quality of life or survival.3 Conservative care offers an al‑
ternative focused on quality of life.4

In 2013 the KDIGO conference on Controversies on Sup‑
portive Care in Chronic Kidney Disease proposed the main 
principles and competencies of conservative care: 
• Identification of patients who require supportive care;
• Symptom assessment and treatment;
• Assistance on complex situations;
• Psychological and spiritual care;
• Shared decision making (patient priorities, prognosis,

and advance care planning).5,6

Conservative care has been recognized in Portugal as an 
option to CKD patients since 2011. A guideline named 
“Tratamento Conservador Médico da Insuficiência Renal 
Crónica Estádio 5 – Norma 017/2011” was published by 
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Direção Geral de Saúde (the Portuguese General Direc‑
torate of Health) highlighting the general principles and 
patients who might benefit from conservative care. Un‑
fortunately, it was not followed by a reimbursement policy 
or a specific framework on how to implement it.7 It has 
been 12 years since “Norma 17” was published and, while 
conservative care is now widely accepted among nephrol‑
ogists, its delivery varies according to the resources avail‑
able to each program. In some Nephrology Departments, 
structured conservative care programs do not exist.8

The Conservative Care Working Group (CC WG) of the Por‑
tuguese Society of Nephrology (Sociedade Portuguesa de 
Nefrologia) set out to identify barriers to the implementa‑
tion of Conservative Care Programs and to find solutions. 
To do so, a questionnaire was sent to all Nephrology de‑
partments and an open meeting was organized, whose 
results we report in this paper. 

METHODS
An original, multi select, multiple choice questionnaire 
(with some open answer items) was designed by the CC 
WG and sent to all Nephrology departments in Portugal 
(Table 1). The answers were collected and analyzed by the 
principal investigator. The results were presented during 
a virtual meeting, open to all participating departments, 
(Table 2) where people were invited to share their realities 
and think of solutions.

RESULTS
Twenty ‑six departments were contacted. From those, 15 
(58%) replied (Table 2). Fig. 1 shows the main barriers to 
the implementation of conservative care programs, name‑
ly “lack of palliative care teams” (n=7, 47%) and “lack of 
knowledge from nephrologists in this field” (n=5, 33%). 
Also relevant was the “lack of financing” and the “lack 
of regulation” (both with n=4, 27%). Logistical difficulties 
were also mentioned, namely lack of time (n=4, 27%) and 
lack of infrastructures (n=3, 20%). No unit mentioned the 
lack of importance of CC programs. 
Fig. 2 shows the solutions that were proposed, the most 
important being having a motivated team (n=4, 27%) and 
having education in palliative care (n=4, 27%). Having a link 
to a supporting palliative care team was also mentioned. 
Table 3 contains the main characteristic of the partic‑
ipating programs (n=6). The majority (n=4, 66%) have 
professionals with intermediate to advanced education in 
palliative care even if the team is not dedicated mainly to 
conservative care (n=3, 50%). All programs have simulta‑
neous doctor and nurse patient assessment. How other 
professionals participate (nutritionist, social worker, psy‑
chologist) varies between programs. All teams are linked 
to either a hospital or community palliative care support 
team. The mean number of patients per program was 

approximately 30 patients. All units used symptom assess‑
ment scales (iPOS ‑R or ESAs). Most units used a comorbid‑
ity scale (Charlson Comorbidities Index) and a functional 
scale (Karnofski, Barthel or ECOG). Some units use Quality 
of life scales, frailty scales or cognitive assessment.

Table 1. Questionnaire sent to Nephrology departments 
to identify barriers to CC implementation

Questionnaire

□ We do not recognize the usefulness of CC in CKD

□ Avoid conflicts with third parties (colleagues, family, …)

□ Lack of training in the area of palliative care

• Symptomatic control

• Communication / transmission of bad news

• Advance directives (fear of taking away hope from the patient)

•  Utility of measures

□ Lack of adequate regulation

□ Lack of financial incentives / being outside the comprehensive price

□ Lack of physical conditions in the department

□ Lack of time or professionals who are responsible for the 

consultation

□ Patients who are too complex

□ Absence of caregiver

□ Lack of support from in ‑hospital palliative care teams

□ Lack of support from community palliative care teams

□ Other. Specify

What solutions have your unit implemented to overcome the 

identified barriers.

Table 2. Departments which answered the questionnaire

Centro Hospitalar e Universitário de Lisboa Norte

Centro Hospitalar de Lisboa Oeste

ULS Matosinhos  ‑ Hospital Pedro Hispano

Hospital de Vila Franca de Xira

Centro Hospitalar e Universitário de Santo António

CHMT  ‑ Hospital Torres Novas 

Centro Hospitalar e Universitário do Algarve

Hospital Amato Lusitano 

IPO Porto

Centro Hospitalar de Setúbal 

Centro Hospitalar e Universitário de Lisboa Central

CHTMAD
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Figure 1. Main barriers identified

Figure 2. Solutions in use

DISCUSSION
We identified insufficient education in palliative care as 
the main obstacle to the implementation of conservative 
care programs. This is most likely because palliative care 
is not part of the Nephrology Residency program. This is 
in line with the barriers identified in other countries, even 
in countries with a longer tradition in palliative care, such 
as the United Kingdom and the Netherlands.9 ‑12 Difficulty 
accessing a supporting Palliative Care team can worsen 
this problem.13 The solution to the first barrier involves 
the Colégio de Nefrologia da Ordem dos Médicos updat‑
ing the residency program to include palliative care, which 
we have proposed.14 The second issue involves the Health 
Ministry accelerating the development of the Palliative 
Care Network, but this will take time. In the meantime, 
we encourage more flexibility and direct communication 
between the conservative care team and health care 
providers in primary care, nursing homes, home care fa‑
cilities, etc.
The second most cited barrier is “lack of regulation and/
or reimbursement”. “Norma 17” set the general princi‑
ples of conservative care but reimbursement was never 
established. Hemodialysis and peritoneal dialysis are 
funded through a system of bundled payments which 

has been important for the allocation of resources and 
standardization of care.15 No such system was ever estab‑
lished for conservative care in Portugal. This a barrier in 
other countries as well.16 The solution to this involves the 
continuing appeals of groups such as Comissão Nacional 
de Acompanhamento dos Doentes em Diálise (CNAD) or 
Sociedade Portuguesa de Nefrologia for the Health Minis‑
try to create a reimbursement policy. Recently, a national 
plan for CKD care was published (Despacho nº12635/2023 
de 11 de dezembro) which includes references to the need 
to implement a conservative care circuit for patients, and 
integrated dialysis/CC programs, but no specifics on how 
to do it are given.
Some units mentioned having limited resources. Conser‑
vative care is the modality of stage 5 CKD management 
that requires fewer resources: we estimate that a nephrol‑
ogist is not expected to spend more than 10 hours per 
week in a program with 30 patients and about the same 
for a nurse.16 Human and physical resources may be shared 
with other sections of the Nephrology department. 
Other issues such as the complexity of patients or the 
absence of a caregiver are shared with other kidney re‑
placement therapies and should not dissuade the imple‑
mentation of a program. A diligent multidisciplinary team 
can predict these problems and often find solutions.
Finally, the importance of avoiding conflicts with families 
and colleagues was mentioned. Again, training in commu‑
nication, which is a fundamental part of palliative care, 
can be helpful here. The importance of having the support 
of the Head of the Nephrology department is, likewise, 
critical.
Although not a single unit answered that conservative 
care was not useful, we ca not discard a possible repre‑
sentation bias.
Our study has some limitations. It is based on an original 
unvalidated questionnaire. Some barriers and solutions 
may not have been considered. It was sent by email. A 
significant number of departments did not reply. Some 
departments did not disclose the characteristics of their 
programs. Nonetheless, this is the first and only study 
to address the state of the art of conservative care in 
Portugal. 
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Table 3. Authors program organization

Hospital Department Team constitution
Education in PC

(Yes/No)
Number of patients 
followed/year

Dedicated Team

(Yes/No)

PC team link

(Yes/No)
Evaluation tools

Hospital de Vila 
Franca de Xira

2 nephrologists
2 nurses
1 social worker
1 dietist
1 psychologist 

Yes 30 Yes Yes

Charlston 
Comorbidities Index
Edmonton Frailty Scale
POS ‑Renal

Centro Hospitalar 
Universitário do 
Algarve

under 
development Yes no registration yet no yes

Not regularly applied 
but:
IPOS ‑Renal (patient 
or staff)
ESAS ‑renal

 Centro Hospitalar do 
Médio Tejo (Hospital 
Torres Novas)

2 nephrologists
3 nurses
1 social worker
1 dietist
1 psychologist

no 25 yes yes

Charlson 
Comorbidities Index
Karnofsky 
Performance Status 
Scale
Edmonton Symptom 
Assessment scale
POS ‑Renal
KDQOL ‑SF v1.3

ULSM – Hospital 
Pedro Hispano

1 nephrologist, 
1 nurse No 31 yes yes

Charlston 
Comorbidities Index, 
ECOG, POS ‑Renal.

Hospital d e Braga 1 nephrologist, 
1 nurse yes 14 No Yes POS ‑Renal

 Centro Hospitalar 
Tondela Viseu

1 nephrologist
nurses PD Team
1 social worker
1 nutritionist
1 psychiatrist

yes 36 no yes

  ‑Charlston 
Comorbidities Index
 ‑Barthel Index
 ‑MMSE
 ‑MNA

CONCLUSION  
Although some important barriers have been identified by 
all Nephrology departments, some units have found ways 
to overcome them, and are offering patient ‑centered 

conservative care to elderly or frail CKD patients who so 
chose. We hope this paper can inform and inspire all de‑
partments to overcome their barriers to the implementa‑
tion of their own conservative care programs. 
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