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Abstract: The global expansion of the modern hospice movement has been fast and impressive, and in developing countries 
this phenomenon has also been registered, despite the structural and operational diffi culties of their health systems. This 
article will address the scenario of palliative and hospice care in Brazil, pointing to the challenges and diffi culties for the 
implementation of this comprehensive programme within its health system.
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Introduction
Since its birth some 40 years ago, the growth of the modern hospice movement and its global 
dissemination has occurred at a fast and impressive pace.1 Recent records account for the presence of 
hospice care and/or palliative care in 115 countries, while in some 41 other countries, conditions exist 
for its development.2 However, despite this welcome expansion, in developing countries several factors 
concur to render palliative care actions less effective. We make mention of the existence of policies for 
the tardy and restricted release of opioids, the lack of qualifi cation of human resources, the allocation 
of resources primarily directed to other health areas, and the paucity of investments in palliative care 
teaching and research.3–5

However, despite such a diffi cult scenario, important initiatives have been taken and are in progress 
in several developing countries.6–8 In Latin America, the World Health Organization and the International 
Association for Hospice and Palliative Care have been fostering changes in the strategies of incorpora-
tion of palliative care in health-care systems, with a strong emphasis on the fi eld of palliative care 
education, and on the implementation of a more agile and less bureaucratic national narcotic control 
policy.9

Brazil, the largest country in Latin America, with a huge territorial extent and cultural diversity, 
shows a yet incipient, timid and unarticulated end-of-life policy, faced with the great challenge of hav-
ing to incorporate palliative and hospice care in its health-care system.

In this article we will initially characterize the modern hospice movement in Brazil and, then, 
address the challenges inherent to the incorporation of palliative and hospice care into the established 
health-care model, signaling to some aspects relevant for a successful implementation of an end-of-
life health-care model, duly adapted to the needs and possibilities of a health-care system such as 
Brazil has.

History of the Hospice Movement in Brazil
In Brazil, there are no reliable records related to what could have been the first hospice. However, 
the first hospice would most likely have been created 1944, in the city of Rio de Janeiro, located 
in the Penha District. Founded by the then director of the National Oncology Service, Mário 
Kröeff, the “Penha Asylum” was intended to assist poor patients with advanced cancer, who were 
unable to find a bed in general hospitals, or in the National Oncology Service.10 Of a private and 
philanthropic nature, the creation of that institution was, in fact, an attempt to respond to the 
problem created by patients with advanced cancer; as such patients would not draw the attention 
of traditional hospitals engaged in curative, teaching and research assistance activities. Later, 
the “Asylum” was expanded to become a reference oncology hospital, the Mário Kröeff 
Hospital.11

http://creativecommons.org/licenses/by/3.0/
http://creativecommons.org/licenses/by/3.0/


20

Floriani

Palliative Care: Research and Treatment 2008:2 

In 1968, the Tobias Clinic was created in São 
Paulo, a private anthroposophic clinic which, until 
the closing of its clinical inpatient unit in 1993, 
admitted terminally-ill patients, in particular 
patients with cancer, advanced hepatopathy and 
AIDS, with a philosophy very close to the modern 
hospice movement philosophy.

However, despite such isolated initiatives, it 
was only in the early 1980’s when other palliative 
care units or centers emerged, with the majority of 
them delivering treatment to cancer patients and/or 
referred to as centers for treating chronic pain. 
These centers were found in the states of Rio 
Grande do Sul, Santa Catarina, Paraná, São Paulo 
and Rio de Janeiro. There are, currently, about 
30 palliative care centers in Brazil,12 the largest of 
them located at the National Cancer Institute, in 
the city of Rio de Janeiro (Cancer IV Hospital).

The Brazilian Association for Palliative Care 
(BAPC) was founded in 1997, a not-for-profi t asso-
ciation aimed at the diffusion of palliative care across 
the whole national territory. The National Academy 
for Palliative Care was founded in 2005, with objec-
tives similar to those of the BAPC in regards to the 
dissemination, teaching and research work on 
palliative care, and engaged in the recognition of 
palliative medicine as a medical specialization.

However, this is not an easy task, because of 
the lack of penetration of palliative care across the 
Brazilian academic milieus, particularly in medical 
schools. In such environments, isolated initiatives 
show the diffi culties to develop sensitiveness to 
the need for teaching palliative care to medical 
school undergraduates, as opposed to the great 
interest of students for end of life issues.13 We 
should add to this the scarcity of post-graduate 
courses on palliative care. In a country with con-
tinental dimensions such as Brazil has, we ought 
to have a much larger offer of specialization 
courses on palliative medicine to meet the great 
demand for this type of care, however, at the time 
of writing this article only one such course was 
registered, with an one-year duration, and offered 
by National Cancer Institute. The course subject 
matter related to oncologic palliative care.

The Brazilian Health-Care 
System and the Incorporation 
of Palliative Care
The health-care system in Brazil is constituted of 
a public sector—called Unifi ed Health System 

(Sistema Único de Saúde—SUS), created in 1989 
and providing health care to about 2/3 of the 
180 million inhabitants—who use both the public 
health care services and privately-contracted 
services, and a freely selected private sector, main-
tained by private health-care plans and by health 
insurance institutions, serving some 40 million 
persons.14

The SUS has a decentralizing character, with 
social participation in the three government levels, 
with the Ministry of Health—at federal level—
being in charge of the formulation, implementation, 
assessment and control of health-care policies. It 
comprises a complex network of health services, 
ranging from the Basic Care Network to tertiary 
hospitals and specialized care centers.14

Basic Care comprises a set of actions for health 
promotion and protection, for the diagnosis, treat-
ment, rehabilitation and recovery from illnesses. 
Acting both in the individual and collective levels, 
Basic Care plays a leading role in the regulation 
of the health-care system, and according to recent 
directives from the Ministry of Health. It is com-
prised of; the Basic Health Units, the Family Health 
Program (FHP) and the Program of Communitar-
ian Health Agents (PCHA). These programs aim 
to provide an intense family health care system in 
large part of the national territory. However it 
should be stressed that the structuring of Basic Care 
in currently under implementation.15

In the last 10 years, several initiatives by the 
Ministry of Health have incorporated palliative 
care as an important strategy for the health policy, 
some of which are briefl y described below. The 
year 1998 saw the start of High-Complexity 
Centers on Oncology, foreseeing the need for a 
qualifi ed team on palliative care, both for hospital 
inpatient treatment and for home treatment. This 
initiative is aimed at including palliative care in 
SUS oncologic care.16 The National Program for 
Humanizing Hospital Care was instituted in 2001, 
being engaged, among its other assignments, in the 
promotion of humanization in the health care of 
users of the public hospital network.17 Such a 
measure becomes relevant in face of the following 
reports on abandoned patients with advanced 
diseases using public health care.18 The National 
Program for Pain Care and Palliative Care was 
instituted in 2002, an important step towards the 
nationwide diffusion of palliative care, and this 
was when Reference Centers for Pain Treatment 
were instituted.19,20
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In the private sector, there are few records 
involving palliative and/or hospice care, but home 
care is a sector which has been experiencing strong 
expansion, since the 1990’s. However, founded 
on the model known as “hospital without wall”,21 
and having as a consequence the “hypermedical-
ization of home”,22 this is a problematic sector, 
from the ethical point of view, for end-of-life 
care.23 There is, in this aspect, a long path to be 
walked towards the organization and qualifi cation 
of home care services in the private palliative care 
level in Brazil.

Therefore, the implementation of a consistent 
and organized network for palliative care consti-
tutes a challenging task both to public and private 
administrators and, despite all governmental initia-
tives, the implementation of palliative care in the 
Brazilian health care system is sluggish and unar-
ticulated. There are important operational, ethical 
and cultural barriers to be overcome and corrected, 
some of which are described below. Confronting 
such issues is crucial for countries such as Brazil, 
so they may be capable of implementing a pallia-
tive care and hospice care model that would be 
assimilated in a non-critical manner, and being 
socially rooted and compatible with the needs and 
peculiarities of the country.

Human resource qualifi cation
One of the most critical aspects of fundamental 
importance relates to human resource qualifi cation 
on palliative care, leading to the need for creating 
continuing educational programs. As there are very 
few palliative care centers in Brazil, a major chal-
lenge is that of forming qualifi ed teams to deal with 
end-of-life care in places located far from such 
centers. Formation of such teams should be carried 
out all over the national territory, based on a 
national palliative care policy, taking into account 
the various socio-cultural realities and the access 
to the existing health care system in the various 
regions of the country. There also ought to be, as 
part of this qualifi cation strategy, a change in aca-
demic vision, with the urgent need for implement-
ing a palliative care discipline in the curriculum of 
health professionals and, in particular, of medical 
students. Otherwise, the distortions regarding the 
decision-making process in the face of advanced 
and terminal diseases will not be corrected, rather 
perpetuating futile therapeutic solutions and 
situations of abandonment to the detriment of a 

treatment procedure that would be more compatible 
with the advanced stage of illness.

Reference and counter-reference
Another important issue relates to the interruption 
of the curative treatment and to the follow-up and 
progress of palliative treatment, considering that 
in Brazil, the few places where palliative care 
teams are available, the offer of parallel curative 
and palliative treatment would not be usual. An 
initial strategy could be that of using the Basic 
Care Network as an important link to treatment 
continuity. To that effect, the institution of continu-
ing education in palliative care would be funda-
mental to professionals of the PCHA and FHP as 
part of a strategy of national diffusion of palliative 
care, with the Ministry of Health being respon-
sible for providing the technical support to 
municipalities for the organization of qualifi ed 
teams capable of monitoring and treating patients 
with advanced and terminal diseases, and their 
environments.

In this sense, the reorganization of reference 
hospitals would be required, with suffi cient offer 
of beds available to inpatients, in addition to 
palliative care qualifi cations of the medical staff, 
to prevent care treatment from being interrupted. 
Additionally, the arrangement of a permanent kind 
of contact network among such teams, of Basic 
Care and medical staff, with palliative care cen-
ters could be of great help to the decision-making 
process.

Besides the lack of integration among the dif-
ferent care levels, we also observed that the 
operation of the local palliative care centers is not 
mutually articulated, with the absence of an effec-
tive national policy.2

Narcotic control policy
A crucial issue for an adequate structuring of end-
of-life care, in developing countries, refers to the 
continued and quick availability of opioids. This 
is a recurring concern, preventing palliative care 
from being implemented in health systems and 
may not be addressed without strongly confronting 
such issues.24,25 The restricted access to opioids in 
Latin America has been denounced in the Declara-
tion of Florianópolis,26 constituting an important 
hindrance to a successful implementation of good 
palliative care programs, in addition to confi gur-
ing a practice of legitimated abandonment 
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imposed upon patients suffering from advanced 
and terminal diseases.

Attention to informal caregiver
The recognition, on the part of professionals pro-
viding assistance to patients, of the burden and 
needs of informal caregivers is another aspect of 
utmost importance.27 Such burdens tend to be 
aggravated by the patient’s approaching death and 
the mourning phase, and can be manifested in 
several dimensions.28 Therefore, strategies to 
welcome all caregivers are highly important. 
These strategies should address, among other 
things, all information aspects and allow for the 
possibility of temporary replacement/respite, 
should the caregiver so desire this, for their own 
“recovery”, if at all possible. It is also necessary 
that professionals of the palliative care team be 
fully aware of the most varied situations likely to 
be faced by the patient’s family, from expressions 
of recognition of the benefi ts and the importance 
of such a work, to situations of repudiation and 
hostility.29

Quite often, the caregiver prefers hospitals to 
care for patients with advanced diseases, rather 
than accepting private home care, moreover in the 
face of short life expectations. There are, obviously, 
several motivations for that, but one should con-
sider as an important argument the fact of the 
caregiver “not coping” with performing certain 
tasks, being under intense stress, or not feeling 
capable of dealing with symptoms. Actually, the 
lack of control over symptoms is one of the key 
reasons for hospital admission of terminally ill 
patients.30–32 The important issue here is that the 
team providing private home palliative care should 
be able to rely on back-hospitals at any time 
and have the fl exibility to review its “routine of 
procedures”.

It should also be considered that not all caregiv-
ers have elected to be a caregiver,33 and not all 
caregivers are prepared to be closer to a dying 
patient, a fact that has to be understood and 
respected by the team, in which case specifi c sup-
port should be available and offered to both care-
giver and patient. In view of this and with 
consideration of the signifi cant importance of the 
role of the caregiver, the Ministry of Health and 
the Ministry of Social Development and Hunger 
Fighting implemented a caregiver qualifica-
tion project in fi ve regions of the country, inside 

the National Program for Elderly Caregivers, 
implemented in 1999.34

Physician-patient relation
Amongst all the issues, maybe the most challeng-
ing and diffi cult one is related to the disclosure of 
the diagnosis and prognosis to the patient. The 
model of physician-patient relationship prevailing 
in Brazil is culturally sanctioned by a paternalistic 
vision, and in most cases excludes the patient from 
his diagnosis and from participating in the clinical 
decision-making process, thus making it easier for 
the physician to share such issues with the patient’s 
family. Such a practice opposes the philosophy of 
the modern hospice movement, strongly centered 
on the patient’s desires and preferences. This leads 
us to question what kind of palliative and hospice 
care is being built in Brazil. Not having the patient’s 
autonomy as a core value, how should the funda-
mental issue of the patient’s right to know the truth 
be accounted for, an aspect which is deemed crucial 
for a proper approach and one of the foundations 
of the palliative care philosophy?35 How could 
palliative care be possibly provided, and what 
would be the quality of this offering, in an environ-
ment of omissions and lies?

One of the consequences of such a model of 
relationship is the erosion of the patient’s auton-
omy, leading to increasing isolation, and no longer 
realizing what happens around him by medical 
practices that often perpetuate or add more suffer-
ing, and with the need for “controlling” everything 
occurring with the patient, With this in mind, a 
fi eld of paternalistic practices will be wide open, 
with the construction of a “silence conspiracy”36 
between the physician and the caregiver/family, in 
which the patient—theoretically, the most interested 
party in decisions concerning his own life—is 
expropriated from his dying process. Such a pact 
crystallizes a relationship of symmetry between 
the physician and the patient’s caregiver/family, 
deepening an asymmetric relationship between 
both and the increasingly isolated patient, now 
incapable of fi nding and expressing his anxieties 
and desires.

But paternalism is not always morally problem-
atic, even in terminal situations.37 However, this 
should not be a rule, but rather an exception such 
as, for instance, in the presence of a cognitively 
incompetent patient not assisted by a legitimate 
proxy, or by a document declaring his treatment 
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desires and preferences, or by having verbally 
expressed what type of treatment is wished for 
oneself.

Conclusions
The diffi culties in implementing palliative care in 
developing countries have many points in common, 
such as the precarious qualifi cation of human 
resources, the non visibility by administrators of 
the importance of palliative care, and the diffi cult 
access to medications, in particular to opioids.

The challenges to the implementation of pallia-
tive and hospice care in Brazil are signifi cant, and 
mention could be made as to the need for increas-
ing the offer of specialized centers and for strong 
investments in the qualifi cation of  human resources, 
both from the technical point of view and of train-
ing to deal with issues related to terminality. In 
addition, a change in curriculum is imperative, with 
the introduction of palliative care teaching for 
health-care students, especially medical students. 
Other relevant aspects are related to the structuring 
of the hospital network, especially the parts located 
far from the large centers, to the need for support 
to caregivers and to the implementation of a 
national policy on palliative care that is, in fact, 
effective.

In face of this reality, the Brazilian health 
system has the diffi cult task of balancing, inside a 
scenario of restriction of resources, and in a 
pragmatic way, as is convenient to the administra-
tor, the sense of what is real, with the “sense of 
possibility”,38 in search for a sustainable model for 
end-of-life care, from an operational point of view, 
and ethically committed to protecting its vulneraries 
actors, i.e. the patient and his environment.
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