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Preface

Today the number of individuals with chronic and life-threatening or incurable
diseases is rapidly increasing. This has led to an increased interest among health
professionals in the care of these patients and efforts to develop approaches to
improve their quality of life. All these efforts have caused palliative care to become
an important field of medicine despite being a relatively new discipline.

Palliative care is an organized and highly structured care philosophy and is very
important in the management of many chronic diseases, especially cancer. It aims to
improve the quality of life of patients with life-threatening health problems. In pal-
liative care, pharmacological and non-pharmacological methods are used together
with supportive approaches to prevent or relieve symptoms and provide a comfort-
able life for the patient.

The most effective way to control the occurrence of symptoms is to provide pallia-
tive care with an interdisciplinary approach. As a multidisciplinary health service, 
palliative care is a team effort. The palliative care team supports the patient and 
the patient’s family to help maintain a quality life in the patient, effectively control 
symptoms, facilitate communication while respecting patient decisions and choices, 
and provide family support during the grieving process.

Palliative care is a humanitarian service that is unique to the cultural and social 
structure of each individual. This book describes what palliative care is, who can be
given this service, where it is provided, its purpose and the policies and practices
of palliative care according to different countries. This book is a significant contri-
bution to the literature and it is my hope that it will improve the quality of life of
patients with palliative care needs as well as that of their families.

PhD Mukadder Mollaoğlu
Professor,

Health Science Faculty,
Sivas Cumhuriyet University,

Sivas, Turkey
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Chapter 1

Palliative Care Education for 
Everybody
Georg Bollig

Abstract

This chapter is about palliative care education for everybody including both 
professional health care workers and all citizens. A six-step approach to life-long 
palliative care education (as first described by Bollig in 2008 and published as a 
conference poster in 2009 and a book in German in 2010) will be proposed and 
discussed. The chapter will summarize the public knowledge approach to palliative 
care implementation (Bollig 2008) and other strategies to educate the public about 
palliative care. The concept of Last Aid courses for citizens will be introduced, and 
international experiences with this concept will be discussed. A possible combi-
nation of Last Aid courses and the compassionate community approach might 
improve palliative care provision in the community.

Keywords: Palliative care, worldwide, education, citizens, public health, 
compassionate communities, Last Aid course

1. Introduction and background

Our world is in constant change, and today, there is an enormous pressure by 
the mass media and the Internet to handle a massive amount of information every 
single day. To keep up with the current knowledge is therefore not an easy task. 
There is an increasing focus on life-long learning. This applies also to the field of 
palliative care and end-of-life care. Taking into account the increasing number of 
frail elderly people and people with demanding care needs in the future, it is obvi-
ous that all health care professionals should know how to provide palliative care 
and end-of-life care. But why should everybody be interested in learning palliative 
care when there are specialists to handle that? Due to an increased overall life 
expectancy, the demographic change and a growing awareness of palliative care 
needs of patients with nonmalignant diseases as, for example, terminal stages of 
heart-diseases, kidney diseases, neurological diseases, etc., an expected enormous 
number of people with a need for palliative care cannot be treated by specialized 
palliative care providers alone. In order to provide good palliative care to all in 
need, all citizens have to join in to help to provide palliative care for everybody in 
need. According to Kellehear, everybody has a responsibility of providing end- 
of-life care for others [1, 2].

Although many people would prefer to die at home, death has moved to happen 
mostly in institutions like hospitals or nursing homes within the last decades. Thus, 
communities and health care services have to prepare for an increasing number of 
people in need of palliative care and end-of-life care at home and in nursing homes 
[3–5]. The health care systems around the world will not be able to cope with this 
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enormous task without an increased contribution from the public. In order to meet 
the needs of as many dying people as possible, the health care system has to cooper-
ate with relatives, friends, and the whole community [1–4]. Based on these facts 
and thoughts, there is a need that everybody should be educated in palliative care in 
order to be capable of caring for seriously ill and dying people at home.

2. Learning palliative care throughout life for everybody

As pointed out above, the enormous need for palliative care in the future 
indicates a need not only to educate health care professionals about palliative care 
but also to include the whole society and all citizens. First Aid and emergency care 
can be used as an example for cooperation of the health care system and citizens. 
Without the help of citizens who provide first aid, many people would die or suffer 
from more serious damages following a heart attack, cardiac arrest, or trauma. The 
example of the city of Seattle in the USA has shown that the public can be trained 
and motivated to participate as bystanders in emergency care [6, 7]. In Seattle, 
850,000 people have been trained in cardiopulmonary resuscitation (CPR) since 
1971 [6]. The crucial factors to achieve that have been public education classes 
where people have to attend only once for a short period of approx 1–2 hours and 
broad information and motivation of the public [6, 7].

2.1 The public knowledge approach

Several models of implementing palliative care have been described in the 
literature [8, 9]. The most common used approach uses an expert to ensure a good 
quality of palliative care provision [8, 9]. Based on my experience from working at 
Harborview Medical Center in Seattle and observations from the work of Medic 
I and Medic II, I have adapted the approach from emergency medicine applied in 
Seattle to the field of palliative care. The so-called public knowledge approach  
[7, 10–13] aims to incorporate knowledge about palliative care and end-of-life care 
in public knowledge that everyone should have. This should in the future become 
an essential part of public education in schools alongside with biology and first aid 
education. Palliative care knowledge for the public in palliative care can in analogy 
with first aid be called Last Aid. This expression makes it clear for most people that 
it includes care at the end-of-life. Many people associate care at the end-of-life and a 
supplement to first aid with the term Last Aid [14]. The public knowledge approach 
assists implementation of palliative care in the public and may enhance knowledge 
about palliative care for all health care professionals and the public. It uses lay 
people to make palliative care available everywhere for all people in need. The Last 
Aid course forms the educational foundation of this approach in order to enable 
everyone to provide palliative care in the community. It may also form an essential 
component of the compassionate community approach [15]. The Last Aid course will 
be described in more detail under 3.

2.2 The chain of palliative care

In analogy to the chain of survival used in emergency medicine (Figure 1), a 
chain of palliative care (Figure 2) was introduced to illustrate palliative care provi-
sion in the community. The first step is that the patient himself or others (e.g. 
relatives, friends, and neighbors) recognize a need for palliative care. The approach 
is patient-centered. As in emergency care, one contact (the emergency call) should 
be enough to get the level of care which corresponds to the patients’ needs. If a 
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general practitioner or a community nurse need help to treat a patient, a palliative 
care specialist or a specialized palliative care team should be contacted. The patient 
might be admitted to a specialized palliative care ward if it is not possible to provide 
satisfactory care within the home.

2.3 The six-step approach to education in palliative care for all

This approach (Figure 3) includes education for the public as initial step. One 
important feature is the demand for multidisciplinary education for all profession-
als involved in palliative care. Multidisciplinary education can be used to include 
a team-based approach not only in palliative care provision but also already in learn-
ing palliative care. This may increase the understanding of the different views of 
the different stakeholders involved in palliative care provision. Unfortunately, most 
education programs in palliative care for health care professionals are mono- 
disciplinary [7]. The European Association for Palliative Care has described three 
levels of palliative care knowledge (A, B, and C), and educational programs have 
been designed for professionals (nurses, physicians, etc.) in the field of pallia-
tive care according to [16]. In order to include the public, as well as leaders and 
researches, the six-step approach has been modified to include six different levels. 
These are six steps on the ladder to education and acquisition of competence in 
palliative care. It is important to aim for a multidisciplinary education in order to 
bring the members of the future multidisciplinary teams together already during 
the learning phase. This will help to understand the different tasks and views of the 
different professions and can help a team-based approach.

Figure 1. 
The chain of survival (from emergency care).

Figure 2. 
The chain of palliative care.
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The six steps will now be explained in more detail:

• Step 1: Public knowledge about palliative care and end-of-life care for all citi-
zens. Learning palliative care should start already in school. Step 1 is at the same 
time the basic knowledge for all health care professionals and the whole staff 
working in hospitals, nursing homes, and other facilities that provide medical 

Figure 3. 
The six-step approach to education in palliative care for all.

7

Palliative Care Education for Everybody
DOI: http://dx.doi.org/10.5772/intechopen.85496

care and sometimes palliative care. This includes also staff members working in 
cleaning, household, mechanics and administration, etc.

• Step 2: Palliative care knowledge for all health care professionals including 
those who do not regularly provide care for seriously ill and dying people. This 
is meant to ensure an adequate level of care throughout the health care service.

• Step 3: Health care professionals who often have to provide care for seriously ill 
and dying people need a good knowledge about palliative care and symptom 
treatment.

• Step 4: 160 hours of training have been suggested as appropriate for health care 
professionals who have to care for seriously ill and dying people on a regular basis.

• Step 5: A specialized education is needed for health care professionals and others 
whose main task is care and treatment of seriously ill and dying people. Some 
countries have for example already introduced a specialization or sub-specialization 
for physicians and nurses. This helps to ensure a high level of specialized palliative 
care. Also for these people, education should be as multidisciplinary as possible.

• Step 6: Further academic education leading to a Master or PhD degree is 
important for future leaders and researchers in the field of palliative care. The 
academic education should aim to support multidisciplinary work in teams, 
leadership, and research to implement new knowledge and to establish new 
knowledge in practice.

In Germany, the Last Aid course is recognized by the German Association for 
Palliative Medicine (DGP) and the German Hospice Association (DHPV) as first 
step of the education in palliative care for both lay people and professionals (personal 
communication). All health care professionals should have a basic education in 
palliative care (step 2). According to the grade of daily involvement and professional 
role in palliative care, the steps 3 to 6 show the educational level suggested for health 
care workers, leaders, and researchers in the field (Figure 3). The Last Aid course is 
designed as a joint foundation for both lay people and professionals. As for first aid 
courses, it is recommended to repeat the Last Aid course after a few years to keep 
updated with the current knowledge and practice. The international Last Aid working 
group revises the curriculum and the course presentation at present every 1 to 2 years.

3. Teaching the public

Different authors have suggested that there is a need to teach the public about 
palliative care [7, 10–13, 17–19]. Nevertheless, there are just a few existing projects 
that try to teach the public on a large scale. Approaches that have been used are for 
example: group teaching of family carers in Australia [20, 21] or the open formats 
of the so-called death café or death chat [22, 23]. The latter invite people to discuss 
death and dying on a drop-in basis without any obligation to participate again.

3.1 The Last Aid course

A model to teach the public about palliative care is the Last Aid course. The Last 
Aid course is a clearly structured approach (like a first aid course) where knowledge 
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palliative care [7, 10–13, 17–19]. Nevertheless, there are just a few existing projects 
that try to teach the public on a large scale. Approaches that have been used are for 
example: group teaching of family carers in Australia [20, 21] or the open formats 
of the so-called death café or death chat [22, 23]. The latter invite people to discuss 
death and dying on a drop-in basis without any obligation to participate again.

3.1 The Last Aid course

A model to teach the public about palliative care is the Last Aid course. The Last 
Aid course is a clearly structured approach (like a first aid course) where knowledge 
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is provided, but in addition, a discussion about death and dying and a reflection of 
one’s attitude is encouraged. An international Last Aid working group with par-
ticipants from different European countries works during regular meetings every 
1–2 years on a consensus about the course curriculum and content. This ensures 
that the Last Aid courses in different areas and countries are based on the same 
curriculum based on actual scientific knowledge and practice of palliative care. The 
consensus of experts from different countries ensures evidence-based and updated 
knowledge to be delivered to the public. An important task of the working group is 
to ensure that the educational format uses an everyday language in order to address 
the whole public. Table 1 shows my first ideas about the topics to teach as first 
presented in 2008 [7].

Usually the Last Aid course includes four modules (each lasting 45 minutes) 
only. Topics included in the four modules are care at the end of life, Advance Care 
planning and decision making, symptom management, and cultural aspects of 
death and bereavement. The course is given during one afternoon or evening with 
four teaching units (45 minutes each). It usually consists of two parts with 1.5 hours 
and a 30-minute break. At present, nine European countries participate in the 
International Last Aid working group. These countries include Germany, Denmark, 
Austria, Switzerland, Slovenia, Scotland, Lithuania, Estonia, Bulgaria and Latvia. 
At present, talks with more countries about participation in the international Last 
Aid working group are ongoing. Some countries have already functioning systems 

Figure 4. 
Invitation to chancellor Angela Merkel 2015. (Photo: startsocial/Thomas Effinger).

• Dying as a normal part of human life

• Problems around dying, e.g., troublesome symptoms, total pain concept, medical and ethical end of life 
decisions

• Treatment of troublesome symptoms

• Medical and nonmedical treatment options, fluid and nutrition at the end of life

• Bereavement and grief

Table 1. 
Topics Last Aid course.
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for teaching Last Aid courses on a regular basis, while others are still in the starting 
phase of implementing Last Aid education for the public.

The first results from a German pilot-study [10] from 2015 were very 
positive which lead to several awards including an invitation to the chancellor 
Angela Merkel (Figure 4) [24, 25]. The scientific evaluation of the Last Aid 
course is at present ongoing in different countries and includes both teach-
ing of the public and the use of Last Aid courses to teach nonmedical staff in 
hospitals [26]. In Germany, work with courses for children starting at the age 
of 8 years is in the testing phase. First results will be published on the congress 
of the European Association for Palliative Care [27]. In 2019, the European 
Association for Palliative Care has established a taskforce on Last Aid [28]. 
Table 2 shows the timeline of the development of the Last Aid course project 
and the International Last Aid working group.

2008 First presentation of the Last Aid concept in the Master Thesis of Georg Bollig

2009 Posterpresentation 11th Congress of the European Association for Palliative Care, Vienna

2010 Master thesis published as a book

2009–
2011

Development of a Last Aid Course with 16 teaching hours in cooperation with the Austrian Red 
Cross and the IFF Vienna, University Klagenfurt/Graz

2012 Honorable mention for the lecture “The public knowledge approach as educational concept for 
bringing Palliative Care to the public” International Palliative Care Network conference

2013–
2014

Development of a Last Aid Course with 4 teaching hours in cooperation of the Norwegian and 
Danish Associations for Palliative Care with Letzte Hilfe Deutschland

2014–
2015

First pilot courses in Norway, Germany and Denmark

2015 Participation in the project startsocial–Invitation to chancellor Angela Merkel

2015 Honorable mention for the posterpresentation “Teaching Palliative Care to the Public: The Last 
Aid Course—An International Multicentre project from Norway, Denmark and Germany” 
International Palliative Care Network conference

2015 Reception of an award for Palliative Care from the German Association for Palliative Medicine 
and the pharmaceutical company Grünenthal

2016 Symposium of the Paula-Kubitschek-Vogel Stiftung München on Last Aid

2016 Publication of a German handbook for Last Aid Course participants

2016 Lecture on Last Aid on the International Palliative Care congress in Montreal, Canada

2017 1. German Symposium on Last Aid in Hamburg

2017 Lecture on Last Aid on the Scottish Palliative Care congress in Edinburgh, Scotland

2017–
2019

Last Aid International as EUPCA project

2018 Last Aid courses recognized and recommended by German Hospice Association (Deutscher 
Hospiz und Palliativvverband-DHPV) and the German Association for Palliative Medicine 
(Deutsche Gesellschaft für Palliativmedizin-DGP)

2018 Meeting of the International Last Aid working group in May in Frankfurt

2018 Relaunch of the German and English homepage www.lastaid.info

2018 Lecture on Last Aid on the 1. Baltic Palliative Care Conference in Liepaja, Latvia

2018 2. German Symposium on Last Aid in Kassel

2018 Publication of a Danish handbook for Last Aid Course participants

Table 2. 
Timetable of the milestones and awards of the Last Aid Course project.
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4. Turning knowledge into practice

Knowledge alone is not sufficient enough to change practice. This important 
statement from Ferris [29] should inform all efforts to spread palliative care in the 
community. In order to turn knowledge into practice, we do need education, reflec-
tion of own attitudes toward death and dying, and a public discussion on the topic. 
Without a palliative care attitude of the public informed by hospice philosophy and 
humanitarian thinking, it may not be possible to provide palliative care to all people 
who need it. From my point of view, it is therefore important to educate people and 
to encourage public discussion about death and dying. Knowledge alone may be 
insufficient to change practice but education and discussion could be the first steps 
toward better palliative care provision for all in need.

5. Conclusions and implication for the future

In the future, the need for palliative care in the community will increase. 
Education about palliative care by Last Aid courses or other initiatives in combina-
tion with a compassionate community approach may serve to improve public 
discussion about death and dying, as well as palliative care provision in the commu-
nity . There is a need for more research about Last Aid courses and other measures to 
empower the public to engage in palliative care provision in the community.
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Chapter 2

The Marquette Palliative Care 
System
Richard R. Love and Sheikh Iqbal Ahamed

Abstract

Worldwide, major clinical barriers to effective palliative care are the absence of 
a. current data on symptom type and intensity; b. immediately accessible informa-
tion on practical, affordable, and effective interventions; and c. self-sustaining sys-
tems to facilitate physician engagement in continuing palliative care. Our adaptable 
system, developed for Bangladesh and Nepal, addresses these barriers. A tele-home 
palliative care program facilitates home care, minimizes expense, and encourages 
efficient professional practitioner involvement employing two information tech-
nology tools: a patient cell-phone “app” on the Android platform with a 15-item 
symptom questionnaire and an Internet website with health information sections 
for patients/families and for clinicians. The physician section contains a guide for 
patient symptom review, clinical practice palliative care guidelines, secured patient 
demographics, medical summaries, and current and past symptom reports along 
with prescription-writing capability. The system is managed by a local organization 
that registers patients and their physicians, instructs patients on the free download-
able application and completes their demographic and medical summaries, and 
arranges collection of a modest fee. The organization also ensures regular physician/
clinic visits by the patient or by a family member with a patient phone check-in, at 
least every 2 weeks.

Keywords: palliative care, accessibility, symptom data, intervention information, 
efficiency, “app”, tele-care, IT tools, home care, health

1. Introduction

1.1 Societal versus medical practice perspectives on improving palliative care

Reviews of country-by-country palliative care efforts, such as that provided by 
the Economist Quality of Death Index report, have identified broad area indica-
tors of better palliative care, but such analyses ignore the weaknesses of prevailing 
clinical practice and health systems, which are poorly organized to provide patient-
centered palliative care (Table 1) [1]. Ultimately, it is in clinical practice, the collec-
tive activities of health care providers, that the majority of critical activities bearing 
on actual patient palliative care experiences occur. To a great degree, the broad area 
indicators reviewed reflect community and political interest as well as financial 
investment. Unquestionably, such attention can, over time, lead to higher-quality 
palliative care, but throughout the world what governs the experience of individual 
patients needing palliation is primarily determined by the organization of medical 
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Chapter 2

The Marquette Palliative Care 
System
Richard R. Love and Sheikh Iqbal Ahamed

Abstract

Worldwide, major clinical barriers to effective palliative care are the absence of 
a. current data on symptom type and intensity; b. immediately accessible informa-
tion on practical, affordable, and effective interventions; and c. self-sustaining sys-
tems to facilitate physician engagement in continuing palliative care. Our adaptable 
system, developed for Bangladesh and Nepal, addresses these barriers. A tele-home 
palliative care program facilitates home care, minimizes expense, and encourages 
efficient professional practitioner involvement employing two information tech-
nology tools: a patient cell-phone “app” on the Android platform with a 15-item 
symptom questionnaire and an Internet website with health information sections 
for patients/families and for clinicians. The physician section contains a guide for 
patient symptom review, clinical practice palliative care guidelines, secured patient 
demographics, medical summaries, and current and past symptom reports along 
with prescription-writing capability. The system is managed by a local organization 
that registers patients and their physicians, instructs patients on the free download-
able application and completes their demographic and medical summaries, and 
arranges collection of a modest fee. The organization also ensures regular physician/
clinic visits by the patient or by a family member with a patient phone check-in, at 
least every 2 weeks.

Keywords: palliative care, accessibility, symptom data, intervention information, 
efficiency, “app”, tele-care, IT tools, home care, health

1. Introduction

1.1 Societal versus medical practice perspectives on improving palliative care

Reviews of country-by-country palliative care efforts, such as that provided by 
the Economist Quality of Death Index report, have identified broad area indica-
tors of better palliative care, but such analyses ignore the weaknesses of prevailing 
clinical practice and health systems, which are poorly organized to provide patient-
centered palliative care (Table 1) [1]. Ultimately, it is in clinical practice, the collec-
tive activities of health care providers, that the majority of critical activities bearing 
on actual patient palliative care experiences occur. To a great degree, the broad area 
indicators reviewed reflect community and political interest as well as financial 
investment. Unquestionably, such attention can, over time, lead to higher-quality 
palliative care, but throughout the world what governs the experience of individual 
patients needing palliation is primarily determined by the organization of medical 
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practice, the attention of clinicians, and the focus of health systems. In the United 
States, as Emanuel has suggested in identifying key directions for the future of 
medical practice, effective organizations are those that transform provider interac-
tions in palliative care [2]. It is in this context that the goals of this communication 
are addressed: more immediately than can occur to address the broad national 
and community indicators, how can general clinical practice globally be favor-
ably affected to provide efficient and more effective palliative care for all patients 
needing such service? We describe here an information technology tool-facilitated 
basic system we believe is easily implemented and widely adaptable to clinical 
practice circumstances in many countries. By addressing common major barriers to 
provision of palliative care, we can increase practitioner engagement in such care at 
significant patient-benefiting levels.

1.2 Challenges and barriers to high-quality palliative care in clinical practice

Three-quarters of patients with advanced cancer are reported to suffer from pain and 
“85% of patients (with pain) can be well palliated with the use of simple, inexpensive, 
‘low technology’ oral analgesics” [3, 4]. Unfortunately, however, there is little evidence 
supporting the long-term benefit of these analgesics and other symptom-alleviating 
interventions [5]. What and where are the barriers to closing these gaps? (Table 2).

A primary barrier to provision of adequate symptom treatment for patients is 
a clinical practice failure sequence: under-appreciation from under-assessment 
by clinicians of the types and intensities of symptoms patients are experiencing, 
which then logically is associated with very limited or absence of interventions to 
address these or the consequent helplessness and hopelessness that are root causes 
of suffering [4–6]. To provide optimal care for patients with cancer and other life-
threatening illnesses, practitioner-available accurate, complete, and timely infor-
mation about symptoms, daily information if possible, is necessary. Specifically, 
repeated failure among physicians worldwide to use validated symptom assessment 
tools prevents communication between patients and health-caregivers that could 
bring attention to symptom issues [7]. The usual way such information is obtained 
is through direct questioning or information provided in completing paper instru-
ments during patients’ relatively infrequent (and typically very brief) office visits 
with medical practitioners. If symptomatic status information could be obtained 
regularly, for example on a daily basis, and brought to the attention of the car-
ing practitioners, this would be expected to improve symptom management and 
decrease suffering. This kind of activity is what characterizes comprehensive hos-
pice programs and contributes significantly to their effectiveness for patients and 
their positive image for family members. Additionally, the development of regularly 
obtained symptom data would provide the basis for measuring, reporting, and 
improving the quality of palliative care, all absent in general current practice [2].

National policies addressing palliative care

Higher levels of public spending

Extensive training of health professionals

Patient care subsidies

Availability of opiate drugs

Public awareness

Table 1. 
National indicators of higher quality palliative care. From 2015 quality of death index of the Economist [1].
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A second major palliative care practice barrier is the absence of immediately-
accessible information on locally practical, affordable, and effective interventions. 
A generally useful approach to more widespread use of effective interventions 
across the board in medicine has been the development and promotion of clinical 
practice guidelines. Academic approaches to such palliative care guidelines have 
been comprehensive, but overwhelming in their dimension and their lengths, 
and thus impractical for over-scheduled clinicians everywhere. The American 
NCCN clinical practice guidelines for palliative care are 106 pages in length [8]. 
Increasingly, attempts are underway to create succinct and practical palliative care 
clinical practice guidelines specific to each country to address all of the common 
symptoms, and that are well-grounded in local conditions and circumstances. There 
has been, however, even more limited attention to facilitating access to such guide-
lines and employment of their recommendations.

A third major palliative care practice barrier worldwide is the absence of 
efficient systems and processes to facilitate physicians’ engagement in successful 
palliative care. Components of this situation are the understandable interest of 
patients and families in home care over institution or medical facility care, a dearth 
of practitioners in low- and middle-income countries comfortable with palliative 
care problem-solving and practice, and general clinical practice circumstances 
in which physicians are overburdened. Further, even if physicians were to have 
patient symptom and applicable intervention information readily available, their 
practice systems are not organized to allow them to provide home care as part of the 
workload for which they can be appropriately compensated financially. Worldwide, 
the palliative care manpower shortage situation cannot be realistically addressed by 
scaling-up training of adequate numbers of palliative care specialists. The practical 
approach is to facilitate engagement of physicians across all practice specialties in 
basic palliative care, under cost-effective and efficient locally-acceptable systems. 
The Economist investigation recognizes this need in emphasizing that training for 
all doctors and nurses is essential [1].

In general, there is a lack of approaches that consider whole populations in a 
public health perspective that addresses clinical-practice systems to provide for 
palliative care needs. Calls for increasing manpower of palliative care specialists, 
residential hospices, or educational activities regarding palliative care, even if 
successful, can simply not be expected to address adequately the large numbers of 
patients needing palliative care. These calls stem from the usual starting point—a 
provider-centric model of health care that needs to be replaced by a more patient-
centric model. Simplistically speaking, the evolution of our health systems, par-
ticularly in the United States, has been grounded in addressing how things can and 
should ideally work for providers fixing problems, not supporting patients. This 
has led to organizational functioning and operations that produce fragmented care 
oriented to a disease; patient goals, wishes, perspectives and, most importantly, 
needs are regularly ignored. Addressing palliative care better can logically start by 

Practitioners lack current patient data on symptom presence and severity

Practitioners lack practical, quickly accessed information on palliative interventions

Lack of efficient local systems for providing palliative care, particularly at home

Insufficient numbers of health professionals

Higher level interventions with no practical effect in the short- or medium-term, including increasing 
numbers of hospices, specialists, or specialist training activities

Table 2. 
Barriers to effective palliative care in clinical practice.
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repeated failure among physicians worldwide to use validated symptom assessment 
tools prevents communication between patients and health-caregivers that could 
bring attention to symptom issues [7]. The usual way such information is obtained 
is through direct questioning or information provided in completing paper instru-
ments during patients’ relatively infrequent (and typically very brief) office visits 
with medical practitioners. If symptomatic status information could be obtained 
regularly, for example on a daily basis, and brought to the attention of the car-
ing practitioners, this would be expected to improve symptom management and 
decrease suffering. This kind of activity is what characterizes comprehensive hos-
pice programs and contributes significantly to their effectiveness for patients and 
their positive image for family members. Additionally, the development of regularly 
obtained symptom data would provide the basis for measuring, reporting, and 
improving the quality of palliative care, all absent in general current practice [2].
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been comprehensive, but overwhelming in their dimension and their lengths, 
and thus impractical for over-scheduled clinicians everywhere. The American 
NCCN clinical practice guidelines for palliative care are 106 pages in length [8]. 
Increasingly, attempts are underway to create succinct and practical palliative care 
clinical practice guidelines specific to each country to address all of the common 
symptoms, and that are well-grounded in local conditions and circumstances. There 
has been, however, even more limited attention to facilitating access to such guide-
lines and employment of their recommendations.

A third major palliative care practice barrier worldwide is the absence of 
efficient systems and processes to facilitate physicians’ engagement in successful 
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patients and families in home care over institution or medical facility care, a dearth 
of practitioners in low- and middle-income countries comfortable with palliative 
care problem-solving and practice, and general clinical practice circumstances 
in which physicians are overburdened. Further, even if physicians were to have 
patient symptom and applicable intervention information readily available, their 
practice systems are not organized to allow them to provide home care as part of the 
workload for which they can be appropriately compensated financially. Worldwide, 
the palliative care manpower shortage situation cannot be realistically addressed by 
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approach is to facilitate engagement of physicians across all practice specialties in 
basic palliative care, under cost-effective and efficient locally-acceptable systems. 
The Economist investigation recognizes this need in emphasizing that training for 
all doctors and nurses is essential [1].

In general, there is a lack of approaches that consider whole populations in a 
public health perspective that addresses clinical-practice systems to provide for 
palliative care needs. Calls for increasing manpower of palliative care specialists, 
residential hospices, or educational activities regarding palliative care, even if 
successful, can simply not be expected to address adequately the large numbers of 
patients needing palliative care. These calls stem from the usual starting point—a 
provider-centric model of health care that needs to be replaced by a more patient-
centric model. Simplistically speaking, the evolution of our health systems, par-
ticularly in the United States, has been grounded in addressing how things can and 
should ideally work for providers fixing problems, not supporting patients. This 
has led to organizational functioning and operations that produce fragmented care 
oriented to a disease; patient goals, wishes, perspectives and, most importantly, 
needs are regularly ignored. Addressing palliative care better can logically start by 
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focusing on these patient-centered factors. In many ways, articulating an approach 
to palliative care is a tabula rasa, because, according to the Economist report docu-
ments, it is only in some high-income countries that apparently reasonable levels of 
palliative care for those in need are being provided [1]. Our personal experiences 
over the last 15 years in multiple health care settings across Asia, most particularly 
in Bangladesh (ranked 79 out of 80 countries in the Economist report), support the 
general conclusion that for the majority of global citizens, palliative care, at even 
the most basic levels, is nonexistent. It is within this broad perspective that the 
authors present the current innovations. Under the premise that information tech-
nology (IT) tools could contribute constructively to creation of patient-centered, 
effective, and cost-effective palliative care systems feasible within diverse health 
care systems in low- and middle-income countries (LMICs), we have been working 
for several years to develop practical, user-friendly, affordable IT tools and systems 
which address these afore-stated barriers [9–11].

2.  A patient-centric, generalizable palliative care system that addresses 
common clinical practice barriers

2.1 Acquiring real-time symptom data: development of the patient  
questionnaire tool

If, instead of seeking paper questionnaire data on symptoms at the times of 
office visits, symptomatic status information could be obtained regularly on the 
day’s experience from home by use of patient cell phones and delivered to attentive 
and responding physicians and caregivers in real-time in a well-organized way that 
complements prevailing overburdened physician practice with appropriate finan-
cial compensation, we could expect to improve symptom management and decrease 
suffering. Changing the collection and recording of patient symptom data from a 
medical staff task, currently done inefficiently and irregularly, if at all, to a patient 
task and responsibility has multiple major consequences [7]. First, it obviously 
simplifies and eases the operations of often hectic and overburdened clinic staff. 
In circumstances where electronic medical records have been extensively imple-
mented, a well-described scenario occurs: the addition of more and more features 
makes the software system progressively more frustrating to use, developing it 
into what is called a “Tar Pit”. Second, it allows creation of a legible standardized 
record of symptoms, which can be permanently filed in some patient record system. 
Simple standardization of a rating system enhances clinical staff interpretation 
of those records and easily notices and responds to a (sudden) increase in any one 
symptom. Third, critically, it engages the patients and their family members in 
openly identifying in detail the breadth of common symptoms. Fourth, and perhaps 
even more critically, the process of recording and submitting symptom reports by 
cell phone sets the stage for increased patient and family expectations about atten-
tion to those very symptoms.

Experienced clinicians report that when they have provided such means for 
patients to report specific data, expectations are high that there will be a closing of 
the loop with a clinician’s response. In the circumstances of serious symptom report, 
for example a high level of pain, particularly if sudden and/or new, such empow-
ered patients and family members react strongly if there are not prompt clinician 
responses. The perception is that if clinicians allow such information submission, 
they should have the capacity to process and act on it. The kinds of unhappy conver-
sations that follow when patient reports do not elicit health professional or system 
responses can easily be imagined. In fact, when a patient computer-submitted 
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report study that involved multiple practitioners did not train the practitioners 
beforehand in the creation of response systems, the clinicians experienced angry 
communications from patients and families in the absence of prompt responses 
to reports that demanded intervention. The practitioners quickly developed their 
own response systems to meet patient expectations, an example of a patient-driven 
change driven by enabling patients to communicate their needs.

We have first developed a basic cell phone symptom-status application, 
the reliability, feasibility, and validity of which we have established in studies 
in Bangladesh and Nepal [9–11]. The Marquette Symptom Assessment Survey 
(MSAS) is a 15-item questionnaire covering 12 symptoms; 4 items address pain 
dimensions. It is constructed using time-tested items from two well-validated and 
reliable instruments, the Edmonton Symptom Assessment Survey and the Brief 
Pain Inventory, and three additional items from prevailing palliative care practice: 
constipation, sleep quantity, and sleep quality [11–13] (Table 3). Current forms of 
this questionnaire in English, Bengali, or Nepali are presented on an Android cell-
phone platform and display the questions in sequential fields in legible and audio-
presented modes, allowing the patient, including those who are illiterate, to answer 
each question by moving a cursor along a Likert scale, which is a unidimensional 
10-point visual analogue scale (Figure 1, top rating scale).

In a pilot study, 10 women with advanced breast cancer provided inter-rater 
and intra-rater reliabilities of >0.73, and patients or their caretakers were able 
to successfully submit reports despite progressive terminal illnesses [10]. These 
women and their families willingly and regularly submitted reports over several 
months. In <3 minutes, with minimal training, patients could and did answer the 
questions to indicate the presence and intensities of their symptoms. Subsequent 
extensive field testing and a large cross-sectional study of over 1000 patients with 
advanced cancers in Bangladesh and Nepal have established that this application is 
reliable, valid, and user-friendly, and can be employed by almost 100% of patients 

Nausea1

Tiredness1

Depression1

Anxiety1

Drowsiness1

Appetite1

Well-being1

Shortness of breath1

Current pain1

In last 24 hours: worst level of pain2

lowest level of pain2

usual level of pain2

Constipation

Quantity of sleep

Quality of sleep
1From the Edmonton Symptom Assessment Survey [12].
2From the Brief Pain Inventory [13].

Table 3. 
The Marquette Symptom Assessment Survey (MSAS).
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from a broad spectrum of socioeconomic circumstances. Specifically, in 640 adult 
Bangladeshi patients with advanced cancers under regular care in tertiary level 
institutions, all but two patients recruited agreed to study participation; all of these 
638 patients had no trouble completing the questionnaire, despite the fact that some 
of the patients did not personally possess their own Android/smart phone  
[11, 14]. Only 2 patients out of the 640 said they would not choose to provide future 
monitoring data using this application [11]. Among 383 similarly recruited patients 
with advanced malignancies in Nepal, no patients refused study participation, all 
were able to complete the questionnaire rapidly, and none said they would refuse 
to provide future monitoring data with this questionnaire. Cell phone penetrance 
in Bangladesh is >90%; our Bangladeshi colleagues estimate that perhaps 50% of 
Dhaka residents have Android phones. In Nepal, more than 90% of families have 
access to cell phones, 2/3rds of which are estimated to be Android phones.

Assuming that patients can understand the symptom-intensity Likert scale and 
that there are no major cultural factors which influence specific patient reports such 
as language interpretations of the end-points, for example, or beliefs that there are 
“right” answers, which might lead to mid-scale scores, it is important to ask how we 
should define mild, moderate, and severe scores, and what unit changes in scores 
might be truly meaningful for patients. We have explored some of these cultural issues 
in our data from Bangladesh and have concluded that our data present a true picture 
of patients’ symptoms [14]. With respect to word definitions in English for describ-
ing symptom intensity, we have chosen to consider as “mild” symptom scores of 3–4; 
otherwise our definitions are similar to those widely used. It is important to note that 
the scales are graphically as well as verbally defined. Regarding clinically significant 
score changes, for pain, it is reported that changes of 1–2 units, or down from moderate 
(5–6 score) to mild 1–4 scores, are, for patients, clinically significant [15].

In summary, we have developed a reliable and validated symptom assessment 
tool, specifically tailored to palliative care by adding questions about constipation 
and sleep because these issues are frequently of importance for such patients. This 

Figure 1. 
Laminated symptom scale and symptoms-to monitor pocket ruler.
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tool has been easily and rapidly used by essentially all studied patients (together 
over 1000) in two low-middle income countries. Importantly, ongoing repeated 
use was favorably perceived by patients and family members, even in the face of 
suboptimal patient symptom relief. After the deaths of relatives, family members 
repeatedly told staff members receiving the symptom reports how grateful they 
were for the opportunities to regularly engage the staff in assisting their loved ones. 
To them, often the most important matter was that everyone was paying attention 
to their relatives’ symptoms. Thus, requesting and recording patient experience 
can be validated even when no intervention is possible—the opposite of clinician 
abandonment.

2.2  Using the MSAS to develop palliative care data on specific population 
symptoms to direct interventions

While the foregoing barrier considerations are all valid and should be the focus 
of interventions, successful palliative care management must begin with some 
understanding of the numbers, levels, and types of symptoms experienced by 
patients with limited life expectancy and the implications of that experience. Thus, 
we began as Cleeland did some 25 years ago in the United States, investigating the 
symptom picture for patients with advanced malignancy in two low- and middle-
income country (LMIC) sites [11, 16]. The cross-sectional study described above 
allowed such evaluation for populations in Bangladesh and Nepal [11, 14, 17].

In Bangladesh, usual pain scores were ≥5 in two thirds of patients, but few 
patients had very high or minimal scores [11, 14]. Majorities of patients reported 
moderate scores for tiredness, nausea, depression, anxiety, drowsiness, poor appe-
tite, and poor sleep [14]. The reported high intensity levels of these symptoms were 
not surprising to our Bangladeshi clinician colleagues. Collectively these symptoms 
contributed significantly to the suffering of these patients. For example, pain scores 
were correlated significantly with scores for nausea, anxiety, and poor sleep [14]. 
The patient population studied here might be expected to have a lesser symptom 
burden than that of the broad population of palliative care-needing patients in the 
country, because these patients were able to travel and seek care in tertiary care 
institutions. Overall, we interpret these data to suggest that there is high level and 
multi-symptom suffering among patients needing palliative care in Bangladesh, 
despite access to tertiary level care. The moderate pain scores for the majority of 
patients studied, along with minimal frequencies of high-score levels, suggest 
partial- and under-treatment. These conclusions are consistent with the Economist 
report assessment for the country, and with, for pain, the low level of narcotic 
consumption per capita [1, 18]. More important for the current communication is 
the practical usefulness of the tool used and these data in developing and targeting 
interventions [14]. Specifically, it is reasonable to suggest that under-treatment 
might be partially addressed by physicians having more symptom information in 
real time, the very issue our cell phone system seeks to address.

In Nepal, among the 383 studied patients, 37% reported maximal pain 
scores of 7 or greater [17]. Disturbingly, 5% of patients reported maximal pain 
scores of 10 [17]. A total of 59% of subjects however reported minimal pain. 
Again, the majority of patients reported moderate or greater levels of tiredness, 
depression, anxiety, poor appetite, and poor sleep. Alarmingly, 15% and 19%, 
respectively, reported severe depression and anxiety scores [17]. Our interpreta-
tion of these data is that again the cell phone questionnaire tool was very useful 
in developing reliable and informative data. Here, in contrast to Bangladesh, 
it appeared that a major fraction of the population had no pain management 
intervention at all.
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from a broad spectrum of socioeconomic circumstances. Specifically, in 640 adult 
Bangladeshi patients with advanced cancers under regular care in tertiary level 
institutions, all but two patients recruited agreed to study participation; all of these 
638 patients had no trouble completing the questionnaire, despite the fact that some 
of the patients did not personally possess their own Android/smart phone  
[11, 14]. Only 2 patients out of the 640 said they would not choose to provide future 
monitoring data using this application [11]. Among 383 similarly recruited patients 
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were able to complete the questionnaire rapidly, and none said they would refuse 
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access to cell phones, 2/3rds of which are estimated to be Android phones.

Assuming that patients can understand the symptom-intensity Likert scale and 
that there are no major cultural factors which influence specific patient reports such 
as language interpretations of the end-points, for example, or beliefs that there are 
“right” answers, which might lead to mid-scale scores, it is important to ask how we 
should define mild, moderate, and severe scores, and what unit changes in scores 
might be truly meaningful for patients. We have explored some of these cultural issues 
in our data from Bangladesh and have concluded that our data present a true picture 
of patients’ symptoms [14]. With respect to word definitions in English for describ-
ing symptom intensity, we have chosen to consider as “mild” symptom scores of 3–4; 
otherwise our definitions are similar to those widely used. It is important to note that 
the scales are graphically as well as verbally defined. Regarding clinically significant 
score changes, for pain, it is reported that changes of 1–2 units, or down from moderate 
(5–6 score) to mild 1–4 scores, are, for patients, clinically significant [15].

In summary, we have developed a reliable and validated symptom assessment 
tool, specifically tailored to palliative care by adding questions about constipation 
and sleep because these issues are frequently of importance for such patients. This 
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patients had very high or minimal scores [11, 14]. Majorities of patients reported 
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tite, and poor sleep [14]. The reported high intensity levels of these symptoms were 
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The patient population studied here might be expected to have a lesser symptom 
burden than that of the broad population of palliative care-needing patients in the 
country, because these patients were able to travel and seek care in tertiary care 
institutions. Overall, we interpret these data to suggest that there is high level and 
multi-symptom suffering among patients needing palliative care in Bangladesh, 
despite access to tertiary level care. The moderate pain scores for the majority of 
patients studied, along with minimal frequencies of high-score levels, suggest 
partial- and under-treatment. These conclusions are consistent with the Economist 
report assessment for the country, and with, for pain, the low level of narcotic 
consumption per capita [1, 18]. More important for the current communication is 
the practical usefulness of the tool used and these data in developing and targeting 
interventions [14]. Specifically, it is reasonable to suggest that under-treatment 
might be partially addressed by physicians having more symptom information in 
real time, the very issue our cell phone system seeks to address.

In Nepal, among the 383 studied patients, 37% reported maximal pain 
scores of 7 or greater [17]. Disturbingly, 5% of patients reported maximal pain 
scores of 10 [17]. A total of 59% of subjects however reported minimal pain. 
Again, the majority of patients reported moderate or greater levels of tiredness, 
depression, anxiety, poor appetite, and poor sleep. Alarmingly, 15% and 19%, 
respectively, reported severe depression and anxiety scores [17]. Our interpreta-
tion of these data is that again the cell phone questionnaire tool was very useful 
in developing reliable and informative data. Here, in contrast to Bangladesh, 
it appeared that a major fraction of the population had no pain management 
intervention at all.
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In summary, in two LMIC settings, we have been able to demonstrate that our 
cell phone questionnaire tool can be used to develop important, clinically-useful 
patient symptom data.

2.3 Creating access to clinical practice guidelines

As discussed above, a practical barrier for clinicians to effectual palliative 
care is having easy and quick access to information about evidenced-based 
interventions. For LMIC settings, the first issue is creating such guidelines. 
Ideally, such guidelines would involve, as they have in high-income countries, 
comprehensive, rigorous, and transparent local processes involving a large cross 
section of local stake-holders and experts. The challenge, of course, is that such 
activities are expensive. Recognizing that the perfect is the enemy of the good, 
and that having some credible palliative care clinical practice guidelines in each 
of our pilot LMIC sites would be better than having none, we have created local 
guidelines in each country. Using the limited resources and experts available, we 
grounded these documents on local and international sources [8]. The 7-page 
document for Bangladesh is available at ag-palliativecare.net and the 13-page 
version for Nepal is available at HomepalliativecareNepal.net. Both were based 
on the outline presented in Table 4. Palliative care goals were informed by the 
understanding that “Survival is linked to symptom control, and pain manage-
ment contributes to broad quality of life improvement [8].” Specific targets are 
to have as many as possible of the 12 common symptom scores in the mild range 
(4 or less) of the 10-point Likert scales and to lower moderate pain scores of  
5 or 6 to at least a 4.

2.4 Coordinating information flow through a multi-user website

To integrate the cell phone questionnaire patient data and the clinical practice 
guidelines for practitioners in a system that will facilitate provision of palliative 
care interventions, we have created websites in Bangladesh and Nepal (ag-palli-
ativecare.net and HomepalliativecareNepal.net). Patients submit their symptom 
questionnaire data to the website over the usual telephone systems. Each of these 
websites has six sections. There is an introductory home page that explains the 
system and a health information section for patients and their families. For all 

• Palliative care goals

• General approach-psychological support

• Patient education

• Adult pain

• Sleep

• Poor appetite/constipation/feelings of unwellness/nausea

• Anxiety

• Depression

• Disclaimers

• Authors

• Accessible resources

Table 4. 
Clinical Practice Palliative Care Guidelines.
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participants, an “About us” section describes the operating organization and a 
contact information section provides a “hotline” telephone number. For health 
professionals, there is a general background informational section and a secure 
physician’s section accessed using user name and password, with further authoriza-
tion for prescribing.

Entering this section, physicians can access the following:

• The Clinical Practice Palliative Care Guidelines.

• Basic descriptive instructions for patient symptom report review.

• A menu of types of the different reports that can be generated with one click.

• A list of specific patients registered to each clinician.

• Current or most recent MSAS reports for their patients.

• An historical graph of any score for last 14 or 28 days.

• Individual demographic and medical summary data for their patients, as 
outlined in Tables 5 and 6.

• A link to specific Clinical Practice Guideline intervention suggestions if any 
moderate or greater symptom score is reported.

• Twice-weekly alerts by text and/or email, by physician’s preference, if any 
patient reports symptoms with an increase in the level of an individual item 
score by more than 2 units, or a pain score of level 7 or greater results.

• A follow-up alert after a phone call has prompted a patient to send a confirma-
tory duplicate report to correct for patient entry errors.

• A prescription-writing field, with links to specific Clinical Practice 
Guideline intervention suggestions, and a menu of commonly prescribed 
drugs, standard indications, recommended doses, and standard use instruc-
tions. When an individual menu item is selected, drug, dose, and usage 
instructions automatically fill the individual patient’s prescription field. 
When the patients’ field is clicked on, their name and the date and other 
data required for prescriptions, as well as the physician’s name, are also 
automatically entered into the prescription field. A prescription cannot be 
completed without independent physician identity confirmation digital 
delivery is available.

2.5 Integrating the system with clinician and clinic practice

At least every 2 weeks, there will be a visit to the responsible physician. In 
recognition that repeated clinic visits may be a burden to family or patients, may 
worsen the very symptoms that are the target of care, and may even not be pos-
sible, the clinician will see either the patient or a family member. If the patient 
is not physically present at the clinic, the physician will call him or her during 
the visit, and confirm the information shared by a family member. This will also 
discreetly serve to avoid opioid theft and diversion, as well as to confirm that 
the patient is alive and receiving medication. Further benefit of the clinic visits 
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is continuity of record keeping, so that the palliative care website can remain 
auxiliary and does not need to match or duplicate any one facility’s medical record 
system. These visits will also coordinate palliative care with the facility billing 
procedure, ensuring that physicians will be compensated at their usual rates for 
their time and expertise and encouraging their participation in the palliative care 
program. Palliative care is therefore insulated from the economic, administrative, 
and political concerns of a facility and does not interfere with the compensatory 
concerns of the physicians.

2.6 Engaging the Marquette Palliative Care System

Use of the cell phone symptom questionnaire “app” described in Section 2.1 and 
the website described in section 2.4 by physicians and patients is managed under the 
following system: patients or physicians contact the local system operating organi-
zation to learn about and register for system use. In Bangladesh, this is a nongovern-
mental organization, Amader Gram, and in Nepal, this organization is The Nepal 
Association for Palliative Care (NAPCare).

The local organization:

• Educates patients and families (and physicians) about the system. An essential 
requirement is that ongoing use of the system requires a clinic visit to the respon-
sible physician at a maximum of every 14 days by the patient or a family member.

 Name

Major medical problems and diagnoses

Current major symptoms (most recent MSAS report)

Symptom MSAS score Date

Current medications (most recent prescription)

Notes:

Table 6. 
Patient medical summary dashboard.

Name

Date of birth

National identity number

Home address

Patient mobile phone

Patient email address

Patient facial photograph

Family or closest friend contact information:

1. Name

Contact information

2. Name

Contact information

Notes:

Table 5. 
Patient demographic dashboard.
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• Registers the patient and doctor in the website system so that cell-phone 
submitted patient symptom reports will be accepted and filed, associated with 
the responsible physician.

• Provides the physician with a website doctor’s password and obtains a finger-
print for prescription writing verification/security.

• Provides the physician with a pocket-sized paper copy of the local Palliative 
Care Clinical Practice Guidelines as described in Section 2.3 and a laminated 
symptom-scale and symptoms-to-monitor pocket ruler (Figure 1).

• Encourages conduct of a baseline palliative care assessment clinical visit to 
clarify and codify breadth of patient medical diagnoses, specific symptoms 
and their likely pathophysiology, patient and family goals, and an overall pal-
liative care plan (Table 7).

• Completes, along with the patient, the demographic “dashboard” database for 
that patient (Table 5) and identifies the responsible physician who agrees to 
provide care for that patient using the system.

• Works with the responsible physician using the baseline assessment data to create 
the medical summary “dashboard” database, and posts this database on the website.

• Assists patients in obtaining the cell-phone patient symptom questionnaire 
application from the Google store.

• Trains the patient and family in making symptom assessments, and then 
recording, and submitting them to the website.

• Arranges for payment (or waiving) of modest monthly fee to the local orga-
nization for submission of the reports and their availability on the system 
website. Use of an online payment system like PayPal can facilitate these 
transactions. Note that this fee can remain small because it covers the adminis-
tration of the efficient palliative care system, not medical care compensation.

• Provides a text and telephone trouble-shooting “hotline” for patients and 
physicians and insures coverage.

• Maintains smooth operation, security, and accuracy of the website system. 
Reviews and updates the clinical practice guidelines periodically.

• Acts as an intermediary with responsible physicians for patient crises.

• Seeks feedback from the patient, families, and physicians regularly on system 
operations and problems and vigorously seeks to extend the use of the system, 
by marketing, to as large a patient population as possible.

• Seeks peer review of anonymized patient data and management for quality 
assurance to evaluate quality of care.

• Seeks to develop and conduct a rigorous evaluation of the entire system to deter-
mine the impact of the system on patients’ symptoms, quality of life, and survival.

• Seeks, from the start-up phases on, to develop an operational business model 
that secures local system sustainability.
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• Registers the patient and doctor in the website system so that cell-phone 
submitted patient symptom reports will be accepted and filed, associated with 
the responsible physician.

• Provides the physician with a website doctor’s password and obtains a finger-
print for prescription writing verification/security.

• Provides the physician with a pocket-sized paper copy of the local Palliative 
Care Clinical Practice Guidelines as described in Section 2.3 and a laminated 
symptom-scale and symptoms-to-monitor pocket ruler (Figure 1).

• Encourages conduct of a baseline palliative care assessment clinical visit to 
clarify and codify breadth of patient medical diagnoses, specific symptoms 
and their likely pathophysiology, patient and family goals, and an overall pal-
liative care plan (Table 7).

• Completes, along with the patient, the demographic “dashboard” database for 
that patient (Table 5) and identifies the responsible physician who agrees to 
provide care for that patient using the system.

• Works with the responsible physician using the baseline assessment data to create 
the medical summary “dashboard” database, and posts this database on the website.

• Assists patients in obtaining the cell-phone patient symptom questionnaire 
application from the Google store.

• Trains the patient and family in making symptom assessments, and then 
recording, and submitting them to the website.

• Arranges for payment (or waiving) of modest monthly fee to the local orga-
nization for submission of the reports and their availability on the system 
website. Use of an online payment system like PayPal can facilitate these 
transactions. Note that this fee can remain small because it covers the adminis-
tration of the efficient palliative care system, not medical care compensation.

• Provides a text and telephone trouble-shooting “hotline” for patients and 
physicians and insures coverage.

• Maintains smooth operation, security, and accuracy of the website system. 
Reviews and updates the clinical practice guidelines periodically.

• Acts as an intermediary with responsible physicians for patient crises.

• Seeks feedback from the patient, families, and physicians regularly on system 
operations and problems and vigorously seeks to extend the use of the system, 
by marketing, to as large a patient population as possible.

• Seeks peer review of anonymized patient data and management for quality 
assurance to evaluate quality of care.

• Seeks to develop and conduct a rigorous evaluation of the entire system to deter-
mine the impact of the system on patients’ symptoms, quality of life, and survival.

• Seeks, from the start-up phases on, to develop an operational business model 
that secures local system sustainability.
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2.7 Piloting the Marquette Palliative Care System in Bangladesh and Nepal

In 2013–2014, the cross-sectional study described above was done in both 
Bangladesh and Nepal [11]. As detailed earlier in this chapter, considerable devel-
opmental work with the tools and on the system described here has been done 
in Bangladesh. By the end of 2017, the website and software had been developed 

Date of evaluation:

All major medical diagnoses

(For cancer, list primary site of origin and sites of known clinical metastases)

1.

2.

3.

Performance status (ECOG scale 1–4)

Vital signs: Blood pressure, pulse, respiratory rate, temperature

Weight BMI

Height

Results of the most recent examination showing disease status:

Physical examination (+findings)

Imaging tests:

Hemoglobin

Current symptoms by Marquette Symptom Assessment Survey

Pain: Maximal pain score

Minimal pain score

Usual pain score

Current pain score

Major site(s) of pain and presumed causes (Inflammation, neuropathic, diffuse or focal bone, other)

MSAS score

Tiredness

Nausea

Depression

Anxiety

Drowsiness

Anorexia

Illness

Shortness of breath

Constipation

Sleep quantity

Sleep quality

Patient major goals

Family concerns and goals

Management plan

Problem/symptom Intervention/treatment

Table 7. 
Palliative care baseline assessment checklist.

25

The Marquette Palliative Care System
DOI: http://dx.doi.org/10.5772/intechopen.84475

and we were ready to launch the system as a business with Amader Gram. 
Unfortunately, various Amader Gram personnel and broad political uncertainty 
in the country have subsequently prevented further activities as of the end of 
2018.

During the last half of 2018, we have been setting up the website and the 
operational system for this palliative care service model in Nepal. During the first 
6 months of 2019, major clinical piloting experience with this system will be under-
way at a major cancer hospital outside of Kathmandu.

3. Implications and ideas for better global palliative care going forward

How to respond meaningfully to the data from reports like those of the 
Economist and to general calls for addressing palliative care globally is challeng-
ing [1, 19]. In this chapter, we argue that there can be a constructive way for-
ward with immediate impact by taking a patient-centric, bottom-up approach 
to clinical practice systems, their barriers to palliative care, and the potential of 
IT tools and software. The system we present can in part and wholly be adapted 
to other country’s circumstances, through a relatively minor investment of 
resources. High-income countries are beginning to develop and use such tools 
and systems in palliative care, and integration of such systems into established 
electronic medical record systems is achievable when the control issues can be 
worked out [2]. Until then, this system can economically function as a program 
auxiliary to facilities with medical records and those without. The system we 
present is particularly important in being directed at engaging clinicians/physi-
cians who might otherwise avoid, refer, or somehow abandon their patients who 
now need palliative care. It can also be employed in noncancer specialties other 
than oncology that deal with chronic pain, and even be a resource for clini-
cians with less frequent need for palliation, or those in rural areas with fewer 
resources. Because our system is patient-centric and relies on and facilitates 
greater patient and family engagement and control, it also encourages stronger 
family support.

The entire system focus on palliative care might be expected to generally 
lower the total care costs, with minimal patient family expenses for submission of 
symptom reports and clinical office visits. In general, while limited, the available 
data suggest that facilitating home palliative care is effective for symptomatic relief 
of patients and is grief-limiting for families, while the overall cost efficacy remains 
to be well-understood [20]. We believe that after being extensively piloted, our 
system in Nepal and Bangladesh should be rigorously evaluated in a randomized 
clinical trial to document the impact on symptoms over time and overall patient 
survival.

The increasing use of IT technologies in patient care, including the use of video 
images and consultations, offer many ways of adding to the capacities of the system 
we describe. It would very much seem that affordable, efficient, and effective home 
care/palliative care should be within the reach of many more countries and global 
citizens.
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Chapter 3

Palliative Care Ethics: Medicine’s 
Duty to Help
Sukru Keles

Abstract

In palliative care, death, which is a part of human nature, is considered as a 
normal process. This type of care is concerned with the quality of life rather than its 
duration. In this context, the basic aim is to perform practices to relieve the patient 
in a way that does not raise any ethical suspicion. Within this framework, it can be 
said that palliative care is a requirement of medicine’s duty to help. The aim of this 
chapter is to draw attention to the importance of ethical values in the configuration 
of palliative care services for patients who are in the last period of their life or the 
ones who have terminal illnesses. In palliative care, it is essential to arrange care 
services in a manner that does not raise any ethical doubt about the measures taken 
to increase beneficence both to the patients who are in the last days of their life 
and to their relatives. In this study, “The Directive for Implementing Procedures of 
Palliative Care Services” prepared by the Ministry of Health in Turkey in 2015 will 
be evaluated in terms of ethics.

Keywords: bioethics, medical ethics, clinical ethics, palliative care ethics, directive

1. Introduction

Ethics is a branch of medicine that deals with the questions as to the values such 
as “What’s good” or “What’s good for people” [1]. Medical ethics is a branch of 
general ethics which centers on moral issues encountered in the field of health. In 
this respect, medical ethics is a field where the emerging moral issues, particularly 
the ones stemming from the medical advances witnessed in the twenty-first century 
in diagnosis and treatment tools, are discussed.

In health ethics, studies on the evaluation of moral priorities in the field of 
health and in legal, political, or institutional aspects and the analysis of their pos-
sible outcomes have been carried out. Different from medical ethics, health ethics 
deal with issues that concern a larger majority of the society. Ethical evaluation 
of health decisions made on a societal level and in accordance with the regulated 
norms, policies at hand, and supported projects is one of the topics of interests in 
health ethics.

The right to a healthy life is a fundamental human right. Everyone has the right 
to receive healthcare, and this right is guaranteed by the constitutions of nations. 
The right to healthcare is a positive right. Therefore, healthcare providers are 
expected to create opportunities for the beneficiaries. Besides, configuration of 
different kinds of health services in healthcare is essential.

There is a close relation between health ethics and the legal regulations for 
maintaining healthcare services. The significant point in terms of health ethics 
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is that the legal regulations are drawn in an ethically acceptable manner. In this 
respect, “The Directive for Implementing Procedures of Palliative Care Services” 
prepared by the Ministry of Health in Turkey in 2015 will be evaluated in terms 
of ethics in the subsequent sections of the study [2]. With that directive, it was 
aimed to provide medical, psychological, social, and moral support to both 
patients and their relatives when life-threatening diseases are at stake. It can be 
said that the Directive, which comprises basic ethical principles and their exten-
sions, satisfies the expectations of patients and their relatives from palliative care 
services to a large extent [3].

Given that the organization of palliative care services across the country is a recent 
trend, it can be envisaged that palliative care will be accepted by healthcare demand-
ers as an accessible and claimable healthcare service in the forthcoming years.

2. Palliative care and “confidence” in medicine

In the literature of medical ethics and philosophy, the necessity to perform 
certain actions or deeming them as necessary is considered to be a “duty” [1]. The 
duty of a healthcare professional or a physician is based on carrying out an action 
that she/he is authorized or allowed to do in an appropriate manner. In established 
philosophical thinking, at least from Kantian thinking to modern philosophy, the 
concept of duty in ethics means acting from intention without any compulsion 
and believing that it is the right thing. As a requirement of social contract, the 
sense of duty forms the basis of behaving ethically. In this respect, regardless 
of any legal and juridical imposition, healthcare professionals feel themselves 
responsible for the practices they perform and act accordingly and provide 
healthcare services to patients. It is imperative that healthcare professionals carry 
out their duties in accordance with the medicine’s raison d’être in order to maintain 
the confidence in medicine.

Healthcare professionals are expected to care for patients and be sensitive to 
their needs. The thing to consider here is paying regard to beneficence to the patient 
and helping the patient improve his/her current condition. A relationship based on 
trust between the healthcare professional and the patient or the patient’s relatives is 
a prerequisite to pursue the implementation of healthcare services at the optimum 
level. Providing healthcare services to anyone who requests it is one of the most 
fundamental duties of healthcare professionals.

Palliative care is not centered solely on patients; it also covers the practices 
such as fulfilling the needs of patients’ relatives as well. This includes helping the 
patient’s relatives in the mourning days, after the loss of the patient. Palliative care 
service is carried out by a team, and each step of the process is accompanied by 
healthcare professionals qualified in their field.

The World Health Organization (WHO) defines palliative care as follows:
“Palliative care is an approach that improves the quality of life of patients and 

their families facing the problem associated with life-threatening illness, through 
the prevention and relief of suffering by means of early identification and impec-
cable assessment and treatment of pain and other problems, physical, psychosocial 
and spiritual” [4].

The emerging points in the definition of the WHO are:

i. Palliative care ethics focuses on moral problems related with the end of life.

ii. Patient care shall not be defined just with medical procedures; social, 
cultural, economic, and belief systems are also the important components.
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iii. Human is a creature who must be respected; therefore, the quality of death 
should be equally esteemed as the quality of life.

In societies where the philosophy of palliative care is not fully comprehended, 
such care practices are frequently confused with other practices. It should be noted 
that palliative care is not:

i. Letting the patient to die

ii. Assisting the patient to die

iii. Speeding up the patient’s death

iv. Sustaining the life in an artificial manner

The quality of palliative care is closely related to “confidence” in medicine. In 
order to provide palliative care to a patient in the last days of his/her life, it’s impera-
tive that the patient demands this care at his/her own request and approves of it. 
The patient should be informed about the purpose of palliative care and the possible 
benefits of it. It is crucial that the patient has competence to give such a decision 
and approve of the procedure. Within the context of medical ethics, competence 
means an individual’s ability to make autonomous decisions concerning his/her 
own health [1]. When a competent individual whose life is coming to an end loses 
his/her competence, he/she must have unconditional confidence in medicine as to 
what kind of healthcare he/she will receive. It is disputable how to act in conditions 
where competence is lost due to the cultural values in different societies. Therefore, 
the most ethically appropriate act would be taking into account the decision that 
the patient made when he/she was still competent and assuring the patient in this 
regard when she/he had competence.

3. Palliative care and the patient’s “compelling” medical condition

Recently, a number of opinions have been generated as to the fact that care 
services to be provided for life-threatening diseases shall not be limited to medical 
theories and practices and that the related culture, economy, society, and political 
environment must also be taken into account [5, 6]. In palliative care, life-threatening 
diseases are needed to be handled with a holistic approach, and for this reason, a care 
service performed by a multidisciplinary team is offered to patients and their rela-
tives. In palliative care, ethical values specific to this “challenging” period are empha-
sized, and suggestions for resolving ethical problems are debated [7, 8].

Contemporary palliative care began at the end of the 1950s by means of observ-
ing dying patients and providing healthcare services to them. Dr. Cicely Saunders 
observed dying patients and stated that an interdisciplinary team could be able to 
alleviate the pain of dying patients and their relatives. Today, providing end-of-life 
care with a team of healthcare professionals constitutes the core of palliative care 
services. Dr. Elisabeth Kübler-Ross, who was a psychiatrist in the USA in the 1960s, 
emphasized in her book On Death and Dying the importance of open, respectful, 
and honest communication with dying patients. In 1974, Dr. Balfour Mount pointed 
out the importance of a holistic approach in respect of physical, mental, and social 
aspects to patients who have life-limiting illnesses and their families. In 1997, with 
the report “Approaching Death: Improving Care at the End of Life,” the Institute of 
Medicine documented the shortcomings related with the end-of-life care and paved 
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service is carried out by a team, and each step of the process is accompanied by 
healthcare professionals qualified in their field.

The World Health Organization (WHO) defines palliative care as follows:
“Palliative care is an approach that improves the quality of life of patients and 
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out the importance of a holistic approach in respect of physical, mental, and social 
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the way for a growing interest in palliative care in medical practices. In addition, 
“Clinical Practice Guidelines for Quality Palliative Care” was published in 2004, 
and since then palliative care services have been offered to not only dying patients 
but also the ones with life-limiting diseases [9].

Today, palliative care is given to patients from various age groups and for differ-
ent illnesses. The difficult conditions in which the dying patients or patients with 
chronical diseases and their relatives go through might cause health professionals to 
feel themselves desperate in providing healthcare to them, just like a family mourn-
ing for their child would feel [10]. It was reported that when the risk of losing a 
family member emerges, it influences all members negatively [11]. A previous study 
emphasized the importance of giving the families reliable and comprehensible 
information during those challenging times. In that study, it was also pointed out 
that the technical information which medicine offers is not sufficient and must be 
reinforced with emotional care, which is also an important aspect [12]. In addition, 
it was emphasized that communication skills and ethical professional values still 
constitute the essence of medical practices despite the increasing use of advanced 
technologies and increased information in the field of health [13]. Paying regard to 
the humanistic side of medicine in the delivery of palliative care services to patients 
and their relatives is possible only when health professionals develop an ethical 
sensibility and have ethical conscience.

Hospices constitute an alternative to hospital-centered care. The purpose of 
hospice care is to provide an effective pain treatment in order to bring symptoms 
such as nausea, vomiting, diarrhea, and weight loss under control and to relieve the 
patient through nutritional and ventilatory support. It is different from conven-
tional hospitals in that its priority is, within the bounds of resources available, to 
help dying patients and their relatives before their lives come to an end. These days, 
the interest in hospices is increasing due to the aging population, and this brings 
about ethical problems. The most notable ones among the problems encountered 
in hospices include upholding resident autonomy, managing family distress, lack 
of staff communication, and lack of time [14]. It is clear that providing healthcare 
services in hospices with an approach that pays regard to the values of patients and 
their relatives will increase the confidence in these newly developed health centers.

4. Proliferation of palliative care practices in Turkey

According to Tanrıverdi and Kömürcü, studies on structuring palliative care 
services in Turkey started with the initiatives of the Society of Algology, which was 
founded by Dr. Serdar Erdine, an anesthesiologist and reanimation specialist, in 
1998, and the early studies carried out on pain palliation [15]. In the same period, 
medical oncologist Dr. Şeref Kömürcü studied the concept of palliative care in 
oncology. Following these initiatives, “Supportive Treatments Study Group” was 
established in 1999 within the body of the Turkish Society of Oncology Group. 
The Cancer Dispensary, which was established in Turkey by Turkish Oncology 
Foundation and actively served between the years 1993 and 1997, is considered to 
be the first institution that is close to the concept of hospice where palliative care 
services are offered [16, 17]. This was followed by the establishment of Ankara 
House in 2006 by Hacettepe University Cancer Institute. The Ankara House, also 
referred to as “Hacettepe House of Hope” is a hospice that offers palliative care 
services and treatment and accommodation to cancer patients for a certain period 
of time. However, the House could not actively serve for a long time.

One of the reasons why proliferation of hospices in Turkey is a more recent pro-
cess than in Western counties is believed to be the prevailing negative perceptions of 
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the society on the concept of retirement home for old people, which has become a 
privatized healthcare service for the last decades [17]. In today’s world, proliferation 
and improving the quality of healthcare institutions such as home care services, 
retirement homes, and nursing and rehabilitation centers for old persons reinforce 
the confidence in social aid and social service works.

Palliative care services have become more widespread through the project 
“Palya-Turk” conducted by the Cancer Control Department of the Ministry 
of Health. Nevertheless, when the existing need for palliative care in Turkey is 
considered, it can be said that the current palliative care services fail to fully meet 
this need [18]. Besides, it has been pointed out that the palliative care provided 
in Turkey for patients with chronical diseases or the ones close to the end of life 
is perceived as a care service offered only to cancer patients [19]. However, it is 
acknowledged that the primary issues to be dealt with are building a trust relation-
ship between health professionals and patients and their relatives, enabling active 
participation of patients and their families to decision-making processes and 
improving the patients’ quality of life by means of avoiding futile treatments [20]. 
Today, palliative care services are provided, though on a limited level, either at 
home or at health institutions depending on the type of illness.

4.1 The palliative care directive in Turkey and the emerging ethical values

“The Directive for Implementing Procedures of Palliative Care Services,” which 
regulates the minimum standards of palliative care centers founded within the body 
of inpatient health institutions, was put into effect with the regulatory dated June 
07, 2015 and numbered 253 [2].

In these centers, patients can receive various healthcare services including 
physical examination, medical work-up, analysis, treatment, medical care and 
rehabilitation services, psychosocial support, psychosocial evaluation (distress, 
anxiety, depression, hope, loss, mourning, grief, and self-care), pain management 
(opioid use), nutritional support, and so on. In addition, the centers can also issue 
medical reports as to a patient’s need for medication, medical devices, and medical 
equipment.

The abovementioned Directive constitutes the framework for delivery of pallia-
tive care in Turkey. The backbone of the Directive is to improve patients’ and their 
relatives’ quality of life in order to alleviate or prevent their pain and suffering [3].

First section

Objective, Scope, Basis and Definitions

Article 1—“The objective of this Directive is to enable early identification and 
assessment of pain and other symptoms of patients occurring due to life-threatening 
illnesses, to alleviate or prevent pain by providing medical, psychological, social 
and moral support to these persons and their family members, to establish pallia-
tive care centers with the aim of improving their quality of life, and to determine 
the rules and procedures as to these centers’ operation, physical conditions, 
minimum standards for equipment and personnel, duties and responsibilities of the 
personnel, and supervision of their practices.”

Quality of life: some of the opportunities that modern medicine offers contrib-
ute to lengthening life-span. Palliative care aims to increase the quality of life. The 
meaning content of the quality of life is one of the topics that are being discussed 
by moralists and philosophers [21]. Also, one of the questions that awaits answering 
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their relatives will increase the confidence in these newly developed health centers.
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According to Tanrıverdi and Kömürcü, studies on structuring palliative care 
services in Turkey started with the initiatives of the Society of Algology, which was 
founded by Dr. Serdar Erdine, an anesthesiologist and reanimation specialist, in 
1998, and the early studies carried out on pain palliation [15]. In the same period, 
medical oncologist Dr. Şeref Kömürcü studied the concept of palliative care in 
oncology. Following these initiatives, “Supportive Treatments Study Group” was 
established in 1999 within the body of the Turkish Society of Oncology Group. 
The Cancer Dispensary, which was established in Turkey by Turkish Oncology 
Foundation and actively served between the years 1993 and 1997, is considered to 
be the first institution that is close to the concept of hospice where palliative care 
services are offered [16, 17]. This was followed by the establishment of Ankara 
House in 2006 by Hacettepe University Cancer Institute. The Ankara House, also 
referred to as “Hacettepe House of Hope” is a hospice that offers palliative care 
services and treatment and accommodation to cancer patients for a certain period 
of time. However, the House could not actively serve for a long time.
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the confidence in social aid and social service works.

Palliative care services have become more widespread through the project 
“Palya-Turk” conducted by the Cancer Control Department of the Ministry 
of Health. Nevertheless, when the existing need for palliative care in Turkey is 
considered, it can be said that the current palliative care services fail to fully meet 
this need [18]. Besides, it has been pointed out that the palliative care provided 
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is perceived as a care service offered only to cancer patients [19]. However, it is 
acknowledged that the primary issues to be dealt with are building a trust relation-
ship between health professionals and patients and their relatives, enabling active 
participation of patients and their families to decision-making processes and 
improving the patients’ quality of life by means of avoiding futile treatments [20]. 
Today, palliative care services are provided, though on a limited level, either at 
home or at health institutions depending on the type of illness.

4.1 The palliative care directive in Turkey and the emerging ethical values

“The Directive for Implementing Procedures of Palliative Care Services,” which 
regulates the minimum standards of palliative care centers founded within the body 
of inpatient health institutions, was put into effect with the regulatory dated June 
07, 2015 and numbered 253 [2].
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physical examination, medical work-up, analysis, treatment, medical care and 
rehabilitation services, psychosocial support, psychosocial evaluation (distress, 
anxiety, depression, hope, loss, mourning, grief, and self-care), pain management 
(opioid use), nutritional support, and so on. In addition, the centers can also issue 
medical reports as to a patient’s need for medication, medical devices, and medical 
equipment.

The abovementioned Directive constitutes the framework for delivery of pallia-
tive care in Turkey. The backbone of the Directive is to improve patients’ and their 
relatives’ quality of life in order to alleviate or prevent their pain and suffering [3].

First section

Objective, Scope, Basis and Definitions

Article 1—“The objective of this Directive is to enable early identification and 
assessment of pain and other symptoms of patients occurring due to life-threatening 
illnesses, to alleviate or prevent pain by providing medical, psychological, social 
and moral support to these persons and their family members, to establish pallia-
tive care centers with the aim of improving their quality of life, and to determine 
the rules and procedures as to these centers’ operation, physical conditions, 
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personnel, and supervision of their practices.”

Quality of life: some of the opportunities that modern medicine offers contrib-
ute to lengthening life-span. Palliative care aims to increase the quality of life. The 
meaning content of the quality of life is one of the topics that are being discussed 
by moralists and philosophers [21]. Also, one of the questions that awaits answering 
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in terms of ethics is what gives value to human life. In this respect, the value of life 
is considered together with the quality of life. Improving the patient’s physical and 
emotional well-being within the bounds of possibility in order to improve the qual-
ity of life is one of the raisons d’être of palliative care. In this way, it is aimed that the 
patient shall continue his life, make choices, and maintain communication with his 
environment as much as possible.

A person’s life is important not only to himself but also to his family members, 
friends, acquaintances, and other people with whom he/she has an emotional 
relationship. Therefore, in palliative care, the cordial relationship that the patient 
establishes with his/her relatives and the well-being of the individuals apart from 
the patient are also taken into consideration. In this respect, one of the most impor-
tant constituents of the Directive is that it enables patients to spend time with their 
relatives in an appropriate environment.

Besides, the Directive also aims to standardize the centers that provide palliative 
care in order to improve the life quality of the patients struggling with life-threatening 
diseases. This has stemmed from the intention to help structuring healthcare services 
in a sense that they are accessible and claimable and to bring a common perspective to 
the palliative care philosophy.

Second section

Establishment of centers, physical conditions and minimum standards for  
equipment, provision of transportation vehicles

Article 5—(1) “Palliative care services are provided at palliative care centers in 
inpatient care institutions, home care service units outside those institutions, and 
family practice centers. Impatient care institutions can make a protocol with care 
centers for giving palliative care to the ones staying there and provide palliative care 
service on condition that it is ratified by the Directorate.”

Proliferation of palliative care: palliative care services are provided in various 
types of health institutions in order to make it a more widespread and common 
practice. Palliative care centers in Turkey are organized as (i) “primary level” pallia-
tive care centers that encompass palliative care units at family practice centers and 
hospitals, (ii) “secondary level” that includes palliative care centers (acute care), 
and (iii) “tertiary level” which covers comprehensive palliative care centers (acute 
care) and hospices (chronic care) [22]. In this way, a patient can benefit from a 
variety of palliative care units that best suit their needs.

Article 6—(1) “The number of beds at a palliative care center to be established 
within the body of a health institution shall not exceed 25% of the total number of 
beds for a hospital with 100 or less beds, 20% for a hospital with 101-300 beds, 17% 
for a hospital with 301-500 beds, and 15% for a hospital with 501 or more beds.”

A fair resource allocation: the fact that the minimum number of beds in hospitals 
to be used for palliative care has been determined through the Directive brings up the 
issue about how to share the limited resources in an ethically appropriate manner. 
The question as to which criteria should be taken into account while evaluating the 
patients requesting this care is ethically disputable because different point of views on 
allocation of limited resources may lead to different practices. In this respect, subjec-
tive considerations can also be evaluated such as the patient’s medical condition, 
prognosis of the illness, the amount of time that the patient need palliative care, and 
the beneficence of palliative care to the patient and his/her relatives. In the Directive, 
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there is no information about how to allocate beds among patients. However, this 
could be a deliberate preference because it might have been deemed inappropriate to 
determine the selection of patients to benefit from this care with the Directive since it 
is a patient-specific process confined to the patient’s unique conditions.

In addition, receiving consultancy service from ethical committees for 
accepting patients to the centers with limited patient admission capacity should 
be fostered since this will save the responsible physicians from making the  
decision alone.

Article 6—(2) “Procedure and Examination Rooms are the places equipped with 
appropriate medical equipment and devices where physicians can intervene to their 
patients and where family negotiations and services such as psychological and social 
services shall be provided. When necessary, an appropriate number of procedure 
and examination rooms can be designated. Occupational Room is an optional 
facility where patients receive physical therapy, occupational therapy, speech and 
language therapy, treatments and services to relieve them physically and psychologi-
cally, and where family negotiations and psychosocial services are provided.”

Privacy: the presence of special areas in which the healthcare staff who provide 
palliative care services deal with the needs of the patients and their relatives is an 
indicator of respect for their private lives. In addition, the presence of occupational 
rooms might help reduce the challenging factors that patients and their relatives 
encounter during this period. The presence of unwanted people during an interven-
tion or examination might violate privacy. In this context, paying regard to the 
necessary spatial arrangements for the provision of a humanly end-of-life care to 
the patient and for the protection of the patient’s relatives from being disturbed can 
be considered as an indicator of ethical sensibility.

All kinds of information that the physician get in patient-physician relation-
ship is dealt within the scope of professional confidentiality [23]. In this respect, 
the Directive could also entail that physicians shall not reveal patients’ secrets or 
confidential information that they obtain from the encounters with patients. It is 
acknowledged that this liability of the physician should continue after the patient’s 
death or termination of the patient-physician relationship.

The Directive can be given as an example to the practices that reduce the 
patient load of the intensive care units where life-supporting treatments are 
performed and to the places where procedure and examination rooms are 
prepared for patients requesting palliative care when needed. Such practices can 
facilitate the access to treatment needs of other patients in the hospitals. In the 
literature, it was argued that when the patients requiring palliative care occupy 
beds in hospitals for a long time, it reduces the efficiency of the facilities offered 
in those hospitals [24].

Article 7—(1-2) “Transportation and transfer vehicles allocated for health 
institutions and directorates that offer home care services can be used by the centers 
as well if necessary. (…) In case of emergency, patients shall be transferred via the 
ambulances of health institutions or 112 emergency services.”

Patient transfer: it is possible that patients might get harmed during their 
transfer to healthcare centers or to another city. In the Directive, it was stated that 
patients’ transfer might be assisted if necessary and that it is tried to prevent the 
damages to occur due to the transfer process. The attempt to avoid any risks toward 
a patient before they emerge reflects the existence of a sensibility in line with the 
medicine’s ethical principle of non-maleficence.



Palliative Care

34

in terms of ethics is what gives value to human life. In this respect, the value of life 
is considered together with the quality of life. Improving the patient’s physical and 
emotional well-being within the bounds of possibility in order to improve the qual-
ity of life is one of the raisons d’être of palliative care. In this way, it is aimed that the 
patient shall continue his life, make choices, and maintain communication with his 
environment as much as possible.

A person’s life is important not only to himself but also to his family members, 
friends, acquaintances, and other people with whom he/she has an emotional 
relationship. Therefore, in palliative care, the cordial relationship that the patient 
establishes with his/her relatives and the well-being of the individuals apart from 
the patient are also taken into consideration. In this respect, one of the most impor-
tant constituents of the Directive is that it enables patients to spend time with their 
relatives in an appropriate environment.

Besides, the Directive also aims to standardize the centers that provide palliative 
care in order to improve the life quality of the patients struggling with life-threatening 
diseases. This has stemmed from the intention to help structuring healthcare services 
in a sense that they are accessible and claimable and to bring a common perspective to 
the palliative care philosophy.

Second section

Establishment of centers, physical conditions and minimum standards for  
equipment, provision of transportation vehicles

Article 5—(1) “Palliative care services are provided at palliative care centers in 
inpatient care institutions, home care service units outside those institutions, and 
family practice centers. Impatient care institutions can make a protocol with care 
centers for giving palliative care to the ones staying there and provide palliative care 
service on condition that it is ratified by the Directorate.”

Proliferation of palliative care: palliative care services are provided in various 
types of health institutions in order to make it a more widespread and common 
practice. Palliative care centers in Turkey are organized as (i) “primary level” pallia-
tive care centers that encompass palliative care units at family practice centers and 
hospitals, (ii) “secondary level” that includes palliative care centers (acute care), 
and (iii) “tertiary level” which covers comprehensive palliative care centers (acute 
care) and hospices (chronic care) [22]. In this way, a patient can benefit from a 
variety of palliative care units that best suit their needs.

Article 6—(1) “The number of beds at a palliative care center to be established 
within the body of a health institution shall not exceed 25% of the total number of 
beds for a hospital with 100 or less beds, 20% for a hospital with 101-300 beds, 17% 
for a hospital with 301-500 beds, and 15% for a hospital with 501 or more beds.”

A fair resource allocation: the fact that the minimum number of beds in hospitals 
to be used for palliative care has been determined through the Directive brings up the 
issue about how to share the limited resources in an ethically appropriate manner. 
The question as to which criteria should be taken into account while evaluating the 
patients requesting this care is ethically disputable because different point of views on 
allocation of limited resources may lead to different practices. In this respect, subjec-
tive considerations can also be evaluated such as the patient’s medical condition, 
prognosis of the illness, the amount of time that the patient need palliative care, and 
the beneficence of palliative care to the patient and his/her relatives. In the Directive, 

35

Palliative Care Ethics: Medicine’s Duty to Help
DOI: http://dx.doi.org/10.5772/intechopen.85160

there is no information about how to allocate beds among patients. However, this 
could be a deliberate preference because it might have been deemed inappropriate to 
determine the selection of patients to benefit from this care with the Directive since it 
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be fostered since this will save the responsible physicians from making the  
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appropriate medical equipment and devices where physicians can intervene to their 
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language therapy, treatments and services to relieve them physically and psychologi-
cally, and where family negotiations and psychosocial services are provided.”

Privacy: the presence of special areas in which the healthcare staff who provide 
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necessary spatial arrangements for the provision of a humanly end-of-life care to 
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Third section

Personnel assignment and minimum personnel standards, duty,  
authority and responsibilities

Article 8—(1-5) “(…) The services at the center shall be performed under the 
responsibility of the physician in charge along with the other personnel including 
physicians, nurses, medical secretary, administrative and technical staff, cleaning 
staff and so on. (…) There’s no obligation to recruit a full-time psychologist, social 
worker, physical therapist or physical therapy technician, and dietician at the 
center, but if any need emerges, it shall be met by the hospital’s own staff or from 
external sources. (…) Necessary training of the staff recruited for palliative care 
services in the centers shall be provided by the Administrator.”

Duty of education: in palliative care, the responsibility of identifying and 
solving the problems of patients and their relatives is expected primarily from 
those who provide that service at the outset. Allowing patients and their relatives 
to express themselves and facilitating communication might prevent any harm that 
may occur to them to a large extent. Therefore, along with their residency training 
in palliative care, it is also important to offer education on basic ethical knowledge, 
including trainings on communication skills and problem-solving methods for 
persons who provide palliative care services.

The trainings given to healthcare professionals in order to improve the quality 
of service should also cover the issue of identifying the ethical problems faced 
in palliative care. Therefore, training of the staff that is in charge of providing 
palliative care for patients with chronical diseases or the ones close to the end 
of life could eliminate the mistakes to be made out of ignorance. However, it is 
crucial to reinforce ethical knowledge education since it puts healthcare profes-
sionals who has benefited from this training in a situation where they confront 
their own values. It is obvious that provision of ethical education for those who 
provide palliative care services will contribute to building the ethical standards 
in palliative care.

Fourth section

Working Principles and the Scope of Service

Article 11—(1-4) “The centers assess the palliative care provided to patients and 
family members as a whole and take all kinds of necessary precautions with a team 
mentality in order to ensure that they get the most out of the service. (…) Under the 
coordination of Provincial Directorate of Health, the centers aim to raise public 
awareness on palliative care by means of collaborating with local governments, 
other health institutions in the region, universities and other related organizations, 
and if necessary, visual and print media.”

Biopsychosocial model: being aware that the patients and their relatives have 
their own universe of values shall increase the quality of the palliative care services 
offered. Therefore, it should be accepted that patients and their relatives have dif-
ferent health needs. Being aware of the values and belief systems of the patients and 
their relatives; assessing each patient as a whole in respect of physical, psychologi-
cal, and social aspects; and taking precautions accordingly are the conducts all of 
which should be supported ethically.
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Ethics of health education: during monitoring and observation processes, 
healthcare professionals working at the centers contribute to improving the 
patients’, their relatives’, and, indirectly, the society’s health. The healthcare profes-
sional responsible for training and preserving the holistic approach of the profes-
sion plays an active role in patients’ and their relatives’ decision-making processes 
through active participation. Health educators carrying out works on raising 
people’s awareness must consider the differences in the structure of society as a 
value and act accordingly.

Fifth section

Application for Palliative Care Services, Patient Admission,
Transfer and Transportation Principles

Article 13—(1) “Applications shall be made in person by the patients themselves 
or by their family members, or they shall be directed to the center or the healthcare 
provider who provides palliative care services after necessary consultation and 
coordination has been made during the patient’s discharge by means of maintaining 
necessary negotiation and coordination with the curative doctor or family practi-
tioner who is in charge of the patient’s follow-up and treatment. Through a visit 
by a health team, the patients who are unable to come to a health facility shall be 
assessed in their home environment as a whole, along with the family members that 
they live together. As a result of the assessment, the patients found eligible to receive 
palliative care service shall be referred to the centers.”

Paternalism: in palliative care, it may be on the carpet that, for the sake of 
protecting their patients fighting against life-threatening diseases or to relieve their 
distresses, the physicians in charge might adopt a paternalistic approach based on 
their sensibility they have developed for the individuals in this group. However, in 
contemporary way of ethical thinking, it is ethically troubling for a physician to 
make decisions in lieu of the patient without any reasonable ground. Therefore, 
interventions made without the consent of the patients or their relatives might be 
interpreted as violation of personal rights.

Seeing the patient and the patient’s relatives by the responsible physician both 
in the palliative care center and in the patient’s house has several advantages. 
Encouraging the patient to make an autonomous decision and listening to the 
patients and their relatives without governing them are ethically appropriate 
attitudes and behaviors.

Time: in palliative care, “time” is a special component of limited resources. 
Beginning to provide palliative care services at the right time for a patient who 
is at the last period of his/her life is this service’s reason for being. According 
to the Directive, enabling the patients who are found eligible for palliative 
care to benefit from this opportunity “just because they need it” is an ethical 
responsibility.

Article 15—(1-3) “The centers determine the palliative care patients residing 
within their service area by means of making use of the records that family practi-
tioners and home care service units keep, and then create their own database. (…) 
It is obligatory to take the necessary security precautions in order to record separate 
files for each patient, to record register and follow-up books, to record data in 
computer environment and to protect them in the period and manner as specified 
in the legislation, and to share personal and statistical information of the patient.”
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Third section
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Protection of personal data: in the Directive, protection of the personal data 
of the patients is deemed obligatory. Personal data comprise information about 
an individual’s identity and also include information as to a patient’s illnesses. 
The principle of non-maleficence to the confidentiality of the patients and their 
relatives entails respect for their private life. Members of the team providing 
palliative care services can share patients’ personal or statistical data with the 
second or third parties or with the relevant institutions only to an extent that 
the patients permit. In the contrary cases, it can be stated that the individual’s 
private life is not respected, and this means that respect for autonomy, which 
is one of the basic ethical principles, is violated. Therefore, such practices are 
ethically unacceptable.

Sixth section

Patient Rights, Termination of Service, Training, Supervision and Responsibility

Article 16—(1) “Patients accepted to palliative care services shall be informed 
about patient rights and liabilities and the content of the service. The patient him-
self or his legal representative has the right to receive all kinds of information about 
the service to be provided and the risks (if any). And, the patient has the right to 
refuse the service. Legislation provisions regarding patient rights are reserved.”

Informing the patient and the patient’s volunteering: it can be seen that 
the Directive respects persons and pays attention to patient autonomy. The 
patient’s volunteering for admission to palliative care is regarded as a value in 
line with the principle of respect for patient’s autonomy. The patient’s volunteer-
ing is based on the information given to the patient as to the content of palliative 
care service. Therefore, in the Directive, a special attention was attached to 
informing the patient. The basic reason for emphasizing its importance is to 
ensure that the patient rights, which are part of human rights specific to the 
field of medicine, are reflected on medicine in practice. Otherwise, the patient’s 
volunteering might be at risk, and the patient’s autonomy might be damaged. 
Giving incomplete information to the patient about the end-of-life or his/her 
chronical diseases, pressuring the patient, and deceiving the patient about 
the possible benefits of palliative care might impair the patient’s volunteering; 
therefore, such practices are ethically unacceptable. In the delivery of pallia-
tive care services, healthcare professionals are expected to ensure that patients 
receive a care service compatible with human dignity in the challenging condi-
tions they face. Moreover, the patients’ giving of consent for the palliative care 
to be offered to them is based on the information given to them and making sure 
that it was fully comprehended by them. At this stage, the content of the infor-
mation to be given to the patients demanding palliative care or their relatives is 
important. The understanding of what palliative care constitutes the “inform-
ing” phase of the process. Also referred to as “getting informed consent,” the 
process is the reflection of the basic ethical principle of respect for autonomy on 
the field of medicine.

Refusal to healthcare: in line with the principle of respect for autonomy, health-
care professionals who provide palliative care services should understand it when 
a patient refuses to receive care service on his/her own consent. Therefore, they 
should neither force patients or their families to receive palliative care services nor 
put pressure on patients in order to persuade them. The most ethically appropriate 
approach would be letting the patients make their own decisions as to the healthcare 
services they will receive no matter how big their pain and suffering is.
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Article 17—1 (b) “In the event that the patient’s or his legal representatives demand 
termination of the service, or that the patient or his family members exhibit 
misbehavior and resist to comply with the recommendations, the beneficence of the 
service is questioned by the specialist physician in charge, and the decision regarding 
the termination of the service shall be made by means of negotiating with the patient 
and family members, and the decision shall be recorded with an official report.”

Terminating the care: it cannot be claimed that palliative care fits for its purpose 
if the patient does not benefit from the provided service. According to the Directive, 
if no positive change is observed in respect of the patient’s quality of life, a decision 
to terminate the service shall be made. Such a decision cannot be made by the physi-
cian alone. In the Directive, it was pointed out that the patient or patient’s relatives 
should also be included in the decision-making process for termination of palliative 
care. Besides, if the patient claims that she/he has benefited from the treatment 
psychologically, though not physiologically, the physician’s termination of care 
service is not ethically appropriate. Palliative care can be terminated if patients or 
their relatives consider palliative care as unnecessary or there is strong evidence that 
the planned care does not make a positive contribution to the patient’s quality of life.

5. Conclusion

As well as the principles that it recognizes, medicine is also renowned for the 
practices that it deems unacceptable on ethical grounds. Practices such as overlook-
ing the health needs of patients with chronical diseases or terminal patients and 
disregarding their healthcare needs, for instance, are ethically unacceptable.

The conditions that patients or their relatives face might sometimes hinder 
them from pursuing a quality life. If they prefer, they can receive palliative care, 
which can give them a chance to have a fairly quality life. Palliative care is crucial for 
maintaining the confidence in medicine and cannot be considered separately from 
the medicine’s duty to help.

In Turkey, how and by whom palliative care should be given to a patient 
approaching to the end of his/her life is determined by the relevant directive. 
Providing the service in line with the legislation and regarding patient rights, 
professional ethics, and medical deontology is essential. In palliative care centers, 
under the coordination of Provincial Directorate of Health, health services are pro-
vided in collaboration with local authorities, other health institutions in the region, 
universities, and with other related institutions. Besides, the centers also take the 
responsibility to contribute to the training of the society by means of planning 
trainings that go beyond the institution.

The fact that the Directive involves the doctrine of informed consent, which 
is the reflection of the principle of respect for autonomy on medical practices, 
illustrates the importance attached to patient rights in palliative care services. 
Nevertheless, there are still issues to be dealt with such as identifying the ethical 
dilemmas, which may emerge due to telling the patients and their relatives the 
truth, giving them the bad news, and decision-making for the end-of-life decisions, 
and taking measures in order to solve them. Ethical mistakes that healthcare profes-
sional make out of ignorance might be eliminated if their knowledge on the issues 
not covered in the Directive is reinforced through in-service trainings.

Early identification and assessment of life-limiting diseases match up with 
the raison d’être of palliative care services. In this context, palliative care aims to 
support both the patients and their family members who encounter such problems 
when it comes to life-threatening diseases. In order to identify the ethical problems 
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seen in palliative care services in Turkey, qualitative and quantitative studies are 
needed to be carried out. As palliative care services become a more common prac-
tice in Turkey and more sophisticated solutions are offered as to the ethical prob-
lems encountered in practice, the structure of the palliative care service delivery 
will also go through transformation.
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Abstract

Communicating with family members is critically important when a severely ill 
patient is experiencing their last few days of life. However, healthcare professionals 
(HCPs) have limited opportunities to learn effective and respectful ways to perform 
this communication. In recent decades, significant effort has been put forth to 
identify the phenomena that indicate the last hours and days of life and the optimal 
methods to deliver a death pronouncement, which will potentially help HCPs com-
municate compassionately with family members throughout the dying process. In this 
chapter, we will review the literature regarding the phenomena that indicate the last 
hours and days of life and the death pronouncement. Furthermore, we will discuss 
clinical implications derived from those articles and future research perspectives.
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1. Introduction

The death and dying of a loved one can place a serious emotional burden on his/
her family members [1]. The methods of communication during the dying process 
and the death pronouncement are critically important because they can affect the 
families’ acute emotional responses and their long-term psychological well-being 
[2]. However, there are limited opportunities to learn effective and respectful 
methods of how to communicate at the end of life and the pronouncement of a 
patient’s death even though healthcare professionals (HCPs) often experience such 
challenges in daily practice.

Over the last decade, cumulative evidence has revealed various phenomena 
that indicate the patient is experiencing their last hours and days of life (e.g., 
death rattle, cyanoses, or Cheyne-Stokes respiration) [3, 4]. Sharing these bedside 
clinical signs with families can allow them to understand the patients’ condition, 
estimate prognosis, and prepare for the impending event. Moreover, a recent unique 
research study regarding the death pronouncement (e.g., a video-vignette study 
design) revealed effective and respectful ways to deliver this pronouncement [5]. 
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The communication processes between HCPs and family members can potentially 
reduce the unpleasant emotional responses of the families.

In this chapter, we will review the reported literature regarding communication 
during the dying process and death pronouncement. Furthermore, we will discuss 
clinical implications derived from those articles and future research perspectives.

2. Phenomena indicating the last hours and days of life

As the time of death approaches, patients with advanced cancer follow various 
clinical courses and commonly experience serious burdens such as pain, dyspnea, 
or delirium [4, 6]. Previous literature has reported that patients and their family 
members hope to be free from physical and emotional distress at the end of life, and it 
is challenging for HCPs to assess the patients’ distress and deliver optimal care during 
end-of-life situations [7]. Understanding the bedside trajectory of the patients’ symp-
toms and distress will potentially allow HCPs to develop a reasonable end-of-life care 
pathway, which enables them to share the patient’s condition and promotes family 
members to prepare for the impending event [3, 8]. Actually, leaflet-based interven-
tions that describe physical impending death signs have been revealed to improve 
family members’ knowledge and distress throughout the dying process [9, 10].

We herein review the literature regarding representative and common phenom-
ena that indicate the last hours and days of life.

2.1 Common symptoms in the last weeks of life

During the last 2 weeks of life, dyspnea, pain, increased bronchial secretions, 
and confusion occur with prevalence of 56.7, 52.4, 51.4, and 50.1%, respectively 
[4]. As death approaches, the prevalence of dyspnea and confusion increases [8]. 
Meanwhile, pain was reported to reach a stable level of intensity [8]. Thus, HCPs 
must not underestimate those common symptoms and other hidden signs of 
distress and symptoms in patients.

Accordingly, performance status also deteriorates throughout the dying process 
[8, 11]. Because of muscle weakness and refractory cachexia, time spent in bed 
increases. Moreover, patients experience difficulties with performing daily activi-
ties such as changing clothes, bathing, swallowing, etc. At this point, because of 
the loss of autonomy, patients often feel emotionally and spiritually burdened, and 
supportive communication to cope with these distresses must be encouraged.

2.2 Common symptoms in the last days of life

In 2013, a Delphi method study including a panel of palliative care experts 
reached a consensus that the following seven clinical signs serve as impending death 
signs: changing breathing rhythm and patterns (e.g., Cheyne-Stokes respiration, 
apnea), irreversible deterioration of consciousness, no fluid or food intake, marble-
like skin, changing emotional status (e.g., restlessness, agitation), rapid degrada-
tion of general condition, and intuition of professionals (gut feeling) [12]. A unique 
longitudinal observational study revealed a detailed symptom trajectory in the 
last days of life [13]. In this study, apnea, Cheyne-Stokes respiration, increased 
bronchial secretions, dysphasia of liquids, a decreased level of consciousness, a 
palliative performance scale score ≤ 20%, peripheral cyanosis, pulselessness of the 
radial artery, respiration with mandibulae movement, and decreased urine output 
were recognized as impending death signs. Particularly, a palliative performance 
scale score ≤ 20%, decreased levels of consciousness, and dysphasia of liquids 
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commonly occur in the last 3 days of life. The authors suggested dividing impending 
death signs into two categories: early and late signs [13]. Early signs (e.g., decreased 
performance status, decreased oral intake, and decreased level of consciousness) 
are observed relatively frequently. Because of their low specificity, these signs are 
not reliable predictive markers of a death event within 3 days. By contrast, late 
signs emerge only in the last few days of life in a smaller proportion of patients and 
had a high positive likelihood ratio for impending death within 3 days. The author 
concluded that late physical signs may assist clinicians in making a diagnosis of 
impending death [13]. The same research groups reported an inability to close the 
eyelids, drooping of the nasolabial fold, hyperextension of the neck, and grunting 
of vocal cords as promising impending death signs [14].

2.3 Detailed discussion of common symptoms and clinical signs

2.3.1 Pain

Pain control is a common clinical challenge at any stage of disease [15]. Pain in 
the last 2 weeks of life and 48 hours before death occurs with a prevalence of 44 and 
54%, respectively [4, 7]. With inappropriate pain control, both patients and care-
givers are likely to complain of fatigue, anorexia, and insomnia [16].

Various agents have been investigated to relieve cancer pain and pathophysiolog-
ical assessments of pain (e.g., nociceptive, somatic, and visceral pain); therefore, 
selecting a reasonable treatment strategy is essential [17–21]. During the end-of-life 
stage, many patients suffer from swallowing difficulties, and in such cases, HCPs 
must consider alternative routes for administering analgesics to achieve appropriate 
pain control without interruption. Intravenous and subcutaneous administrations 
are stable, less invasive methods [22].

2.3.2 Dyspnea

Dyspnea results from several causes, including atelectasis due to tumor growth, 
pleural effusion, superior vena cava syndrome, pulmonary embolism, anemia, 
etc. [15, 23, 24]. The prevalence of dyspnea in the last 2 weeks of life is 56.7% [4]. 
Patient dyspnea is well known to be associated with family members’ distress [25].

The effect of morphine on alleviating dyspnea has been well investigated [26]. 
Because of the deteriorated capacity of drug metabolism and excretory abilities dur-
ing the end-of-life period, the administration of morphine requires careful monitor-
ing of adverse events (e.g., impaired conscious state and decreased respiration rate) 
[26]. Given the concerns of those adverse events, physicians are less confident with 
prescribing opioids for dyspnea than for pain, which can result in the undertreat-
ment of dyspnea [27]. Optimal clinical training is warranted in this setting. In addi-
tion, benzodiazepines can be a treatment option against refractory dyspnea [25].

In addition to pharmacological treatment, some non-pharmacological 
approaches are also promising for dyspnea. Recently, a unique study revealed that 
fan therapy toward the face is effective for patients with advanced lung cancer [28, 29].  
Moreover, it is empirically known that changing body posture and discharging 
sputum are also effective methods of dyspnea care.

2.3.3 Increased bronchial secretions

With impending death, a rattle sound can be heard during both the inspira-
tory and expiratory phases around the upper respiratory tract area. Bennett 
divided this symptom into two subtypes: type I and II [30]. Type I is mainly 



Palliative Care

44

The communication processes between HCPs and family members can potentially 
reduce the unpleasant emotional responses of the families.

In this chapter, we will review the reported literature regarding communication 
during the dying process and death pronouncement. Furthermore, we will discuss 
clinical implications derived from those articles and future research perspectives.

2. Phenomena indicating the last hours and days of life

As the time of death approaches, patients with advanced cancer follow various 
clinical courses and commonly experience serious burdens such as pain, dyspnea, 
or delirium [4, 6]. Previous literature has reported that patients and their family 
members hope to be free from physical and emotional distress at the end of life, and it 
is challenging for HCPs to assess the patients’ distress and deliver optimal care during 
end-of-life situations [7]. Understanding the bedside trajectory of the patients’ symp-
toms and distress will potentially allow HCPs to develop a reasonable end-of-life care 
pathway, which enables them to share the patient’s condition and promotes family 
members to prepare for the impending event [3, 8]. Actually, leaflet-based interven-
tions that describe physical impending death signs have been revealed to improve 
family members’ knowledge and distress throughout the dying process [9, 10].

We herein review the literature regarding representative and common phenom-
ena that indicate the last hours and days of life.

2.1 Common symptoms in the last weeks of life

During the last 2 weeks of life, dyspnea, pain, increased bronchial secretions, 
and confusion occur with prevalence of 56.7, 52.4, 51.4, and 50.1%, respectively 
[4]. As death approaches, the prevalence of dyspnea and confusion increases [8]. 
Meanwhile, pain was reported to reach a stable level of intensity [8]. Thus, HCPs 
must not underestimate those common symptoms and other hidden signs of 
distress and symptoms in patients.

Accordingly, performance status also deteriorates throughout the dying process 
[8, 11]. Because of muscle weakness and refractory cachexia, time spent in bed 
increases. Moreover, patients experience difficulties with performing daily activi-
ties such as changing clothes, bathing, swallowing, etc. At this point, because of 
the loss of autonomy, patients often feel emotionally and spiritually burdened, and 
supportive communication to cope with these distresses must be encouraged.

2.2 Common symptoms in the last days of life

In 2013, a Delphi method study including a panel of palliative care experts 
reached a consensus that the following seven clinical signs serve as impending death 
signs: changing breathing rhythm and patterns (e.g., Cheyne-Stokes respiration, 
apnea), irreversible deterioration of consciousness, no fluid or food intake, marble-
like skin, changing emotional status (e.g., restlessness, agitation), rapid degrada-
tion of general condition, and intuition of professionals (gut feeling) [12]. A unique 
longitudinal observational study revealed a detailed symptom trajectory in the 
last days of life [13]. In this study, apnea, Cheyne-Stokes respiration, increased 
bronchial secretions, dysphasia of liquids, a decreased level of consciousness, a 
palliative performance scale score ≤ 20%, peripheral cyanosis, pulselessness of the 
radial artery, respiration with mandibulae movement, and decreased urine output 
were recognized as impending death signs. Particularly, a palliative performance 
scale score ≤ 20%, decreased levels of consciousness, and dysphasia of liquids 

45

Communication with Families in the Last Days of a Patient’s Life and Optimal Delivery…
DOI: http://dx.doi.org/10.5772/intechopen.84730

commonly occur in the last 3 days of life. The authors suggested dividing impending 
death signs into two categories: early and late signs [13]. Early signs (e.g., decreased 
performance status, decreased oral intake, and decreased level of consciousness) 
are observed relatively frequently. Because of their low specificity, these signs are 
not reliable predictive markers of a death event within 3 days. By contrast, late 
signs emerge only in the last few days of life in a smaller proportion of patients and 
had a high positive likelihood ratio for impending death within 3 days. The author 
concluded that late physical signs may assist clinicians in making a diagnosis of 
impending death [13]. The same research groups reported an inability to close the 
eyelids, drooping of the nasolabial fold, hyperextension of the neck, and grunting 
of vocal cords as promising impending death signs [14].

2.3 Detailed discussion of common symptoms and clinical signs

2.3.1 Pain

Pain control is a common clinical challenge at any stage of disease [15]. Pain in 
the last 2 weeks of life and 48 hours before death occurs with a prevalence of 44 and 
54%, respectively [4, 7]. With inappropriate pain control, both patients and care-
givers are likely to complain of fatigue, anorexia, and insomnia [16].

Various agents have been investigated to relieve cancer pain and pathophysiolog-
ical assessments of pain (e.g., nociceptive, somatic, and visceral pain); therefore, 
selecting a reasonable treatment strategy is essential [17–21]. During the end-of-life 
stage, many patients suffer from swallowing difficulties, and in such cases, HCPs 
must consider alternative routes for administering analgesics to achieve appropriate 
pain control without interruption. Intravenous and subcutaneous administrations 
are stable, less invasive methods [22].

2.3.2 Dyspnea

Dyspnea results from several causes, including atelectasis due to tumor growth, 
pleural effusion, superior vena cava syndrome, pulmonary embolism, anemia, 
etc. [15, 23, 24]. The prevalence of dyspnea in the last 2 weeks of life is 56.7% [4]. 
Patient dyspnea is well known to be associated with family members’ distress [25].

The effect of morphine on alleviating dyspnea has been well investigated [26]. 
Because of the deteriorated capacity of drug metabolism and excretory abilities dur-
ing the end-of-life period, the administration of morphine requires careful monitor-
ing of adverse events (e.g., impaired conscious state and decreased respiration rate) 
[26]. Given the concerns of those adverse events, physicians are less confident with 
prescribing opioids for dyspnea than for pain, which can result in the undertreat-
ment of dyspnea [27]. Optimal clinical training is warranted in this setting. In addi-
tion, benzodiazepines can be a treatment option against refractory dyspnea [25].

In addition to pharmacological treatment, some non-pharmacological 
approaches are also promising for dyspnea. Recently, a unique study revealed that 
fan therapy toward the face is effective for patients with advanced lung cancer [28, 29].  
Moreover, it is empirically known that changing body posture and discharging 
sputum are also effective methods of dyspnea care.

2.3.3 Increased bronchial secretions

With impending death, a rattle sound can be heard during both the inspira-
tory and expiratory phases around the upper respiratory tract area. Bennett 
divided this symptom into two subtypes: type I and II [30]. Type I is mainly 



Palliative Care

46

caused by the accumulation of salivary secretions due to a decrease in conscious-
ness and swallowing reflex [30]. Generally, anticholinergic drugs that suppress 
secretions from the salivary glands and endobronchial mucous are promising 
strategies to treat type I. Since type II is believed to be caused by purulent sputum 
such as tumor-derived secretions and pneumonia, anticholinergics are consid-
ered ineffective [30].

Classical anticholinergic drugs such as atropine, scopolamine hydrobromide, 
and glycopyrronium, which reduce secretions from the salivary glands and bron-
chial mucosa, are commonly used [31]. These medications can be administered 
sublingually, subcutaneously, and intravenously. Despite the cumulative experience 
of administering classical anticholinergic drugs among HCPs, there is a lack of suf-
ficient investigations on their effects. A double-blinded clinical trial from Germany 
showed the superior efficacy of glycopyrronium compared to scopolamine hydro-
bromide [32]. In a randomized controlled trial conducted in Belgium, the subcu-
taneous administration of atropine, scopolamine butylbromide, and scopolamine 
hydrobromide showed an improvement of approximately 40% on a pre-post basis; 
no significant difference between the drugs was reported [33]. Recently, the pro-
phylactic administration of hyoscine butylbromide was shown to effectively prevent 
the death rattle [34]. However, because a randomized controlled study found that 
atropine was not superior to a placebo control, anticholinergic drugs are not widely 
recognized as the gold standard treatment [35].

Since the rattle sound due to increased bronchial secretions may cause family 
members to anticipate patient distress, appropriate information sharing among 
family members and HCPs is crucial [36]. A survey for bereaved family members 
revealed that 66% felt distress due to the rattle sound and 53% reported the need to 
improve this symptom [36]. Conversely, another study found that the death rattle 
may not be associated with respiratory distress in coma patients [37]. In cases of 
refractory rattle sounds, HCPs must explain to family members that the patients 
are experiencing limited distress, and HCPs should continue care for their grief and 
suffering [37].

2.3.4 Delirium

Delirium at the terminal stage is occasionally described as agitation or terminal 
restlessness, which occurs as an irreversible symptom due to organ dysfunction 
[38]. Delirium occurred in 44% of patients during the last 7 days of life, and 88% of 
cancer patients with delirium had incurable end-stage delirium [38]. Delirium not 
only causes patients unbearable distress, but more than half (54%) of the family 
members reported distress as well [39].

To treat a patient’s delirium, the reversible causes must be examined and treated 
(e.g., infection, electrolyte abnormalities, nutritional deficiency, dehydration, and 
medications). The administration of olanzapine, quetiapine, and aripiprazole may 
provide some benefits for the patient [40]. Although a clinical study showed that 
neither oral haloperidol nor risperidone had a demonstrable benefit on the symp-
tomatic management of mild-to-moderate delirium, antipsychiatry drugs includ-
ing haloperidol and chlorpromazine are generally used for delirium in end-stage 
patients [41, 42]. Administering haloperidol with lorazepam may benefit terminal 
cancer patients (median overall survival of 73 hours) with agitated delirium [43]. 
Since these drugs can be administered intravenously, subcutaneously, or intramus-
cularly, suitable administration is possible even in end-of-life patients. However, 
since it may fail to show improvements despite appropriate treatment and care, 
delirium is one of the most common reasons for the decision to initiate sedative 
therapy (57.1%) [44].
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2.3.5 Vital signs

Vital signs include the level of consciousness, blood pressure, pulse rate, respira-
tory rate, O2 saturation, etc. [45]. Vital signs are indicators that can reflect several 
abnormal and altered states of human biological status [46]. These indicators can 
often be surrogate markers of distress such as pain or dyspnea, even in patients with 
loss of consciousness. However, vital signs may have a limited role as prognosis 
predictors. Previous literature has revealed that blood pressure and O2 saturation 
tend to decrease and body temperature tends to increase in the last 3 days of life, 
but their sensitivity and specificity to predict death within 3 days were 30 and 80%, 
respectively [45]. Thus, routine monitoring of vital signs may not be essential in 
end-of-life clinical practice.

2.3.6 Other clinical signs

Patients with Cheyne-Stokes respiration display abnormal respiration patterns 
that repeat cycles of apnea and a gradually increasing and decreasing respiratory rate 
[13]. During the last 3 days of life, 41% of patients experience this symptom [47].

Respiration with mandibulae movement is known as a late impending death 
sign. Patients unintentionally move their lower jaw up and down, commonly with 
loss of consciousness [13]. During the last 3 days of life, 56% of patients experience 
this symptom, which may predict death occurrence within 7.6 (±2.5) hours [48].

Cyanosis is caused by increased deoxyhemoglobin within the peripheral tis-
sue. Central cyanosis is commonly derived from shock status and congestive heart 
failure, whereas peripheral cyanosis commonly affects local lesions caused by 
peripheral vascular disease [13]. At the end of life, cyanosis is believed to be caused 
by contraction of the peripheral vessels. During the last 3 days of life, 56% of 
patients experience this symptom, which can predict death occurrence within 5.1 
(±1.0) hours [48].

2.3.7 Prognosis prediction

Prognosis prediction is also a critical issue in end-of-life care and is partially 
composed of the abovementioned symptoms and clinical signs. Several user-
friendly clinical tools have been developed in previous studies, such as the pallia-
tive prognostic score, the palliative prognostic index, and prognostic in palliative 
care study predictor models [49–51]. Detailed discussion regarding this topic is 
described elsewhere  [52].

3. Death pronouncement

When a patient dies, physicians must relay this information to his/her fam-
ily members. Generally, to diagnose the patient’s death, physicians examine the 
vanished pulse, respiratory cycles, and heart sounds [53]. This procedure is not only 
a clinical practice but is also a valuable opportunity for compassionate communica-
tion with his/her family members and can help alleviate their grief and emotional 
burden [53, 54]. Recent evidence has disclosed the optimal way to deliver a death 
pronouncement. However, the death pronouncement can be a considerably stress-
ful event even for physicians, which potentially leads to unfavorable outcomes such 
as insomnia, anxiety, or depression. Brown et al. revealed that the death pronounce-
ment can cause serious distress even in simulation settings [55]. Education for HCPs 
and healthcare students may play an essential role in coping with this distress. To 
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date, several educational activities regarding death pronouncement and procedure 
guides have been developed.

We herein review the previous literature regarding the optimal method of 
delivering the death pronouncement and education on this topic.

3.1 History of death pronouncement education

Initially, narrative guidelines for death pronouncements were proposed in the 
early 1990s. In 1992, Terri A. Schmidt et al. proposed a program that included 
17 recommendations on how to conduct interactions with survivors following a 
patient’s sudden death in the emergency department [56]. This program required 
2 1/2 hours to complete and allowed residents to practice their communication 
skills in a protected setting [56]. In the same year, the Office of Attorney General 
of Iowa proposed a recommended procedure for the death pronouncement called 
“in person, in time.” This recommendation conveyed the following five concepts: 
“in person” (respect for privacy and for free emotional reactions), “in time” 
(information should be delivered as soon as possible), “in pairs” (news should be 
delivered by a team of two notifiers), “in plain language” (the message should be 
relayed directly; the notifier ought to speak slowly and in single sentences, giving 
details and answering questions), and “with compassion” (empathy, the attempt to 
understand emotions accompanying individuals who are notified about the death of 
a close relative, is essential) [57]. In 1998, Lucille Marchand et al. introduced brief 
clinical tips for residents, which included six steps (the phone call, the patient floor, 
in the room, the pronouncement, documentation, and when to call the corner), to 
clarify how the death pronouncement process should proceed [58].

3.2 Educational intervention regarding the death pronouncement

In conjunction with those narrative approach efforts mentioned above, the effi-
cacy of the educational intervention was investigated. Marc et al. reported that one 
and a half lectures regarding the death pronouncement improved the skills of resi-
dent physicians who attended an ACLS course [59]. Lucille Marchand et al. reported 
on outcomes derived from a workshop based on six essential competencies (patient 
care, medical knowledge, practice-based learning and improvement, systems-based 
practice, professionalism, and interpersonal skills communication) proposed by the 
Accreditation Council for Graduate Medical Education’s Outcome Project [60]. This 
workshop provided the opportunities to learn poetry, prose, and narratives on deliv-
ering death pronouncements by senior residents; reviews and discussion of protocols 
for death pronouncement, autopsy, and organ donation; and a roleplay of a death 
pronouncement with the opportunity for reflection [60]. In 2005, Bailey et al. exam-
ined the effectiveness of a 10-minute death pronouncement module and pocket-card 
guideline approach [54]. This intervention improved five self-assessed competencies, 
including three procedure skills (clinical examination for pronouncing death, writing 
the death note, and completing the death certificate) and two communication skills 
(informing the family about the death and assessing/managing family bereave-
ment) [54]. In 2008, Hobgood et al. investigated the efficacy of a 2-hour teaching 
module based on the mnemonic “The GRIE_VING,” which included small group 
discussion, roleplay, and didactic experiences [61]. This module improved resident 
confidence and competency scores on a pre-post basis [61]. The authors also reported 
on the efficacy of this intervention in fourth-year medical students [62]. In 2011, 
Nordstrom et al. reported a unique approach employing a marathon death exercise. 
This exercise was designed to enable fourth-year medical students to gain insight 
into the emotional and formal procedure of delivering a death pronouncement [63]. 
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As mentioned above, a considerable number of studies that used lectures and/or 
roleplay for pre/post medical education showed promising efficacy.

3.3 Optimal method of delivering the death pronouncement

In addition to considering and discussing the optimal way to deliver a death pro-
nouncement among HCPs, it may be helpful to acquire opinions from viewpoints 
of family members, which potentially include definite answers. Kusakabe et al. 
performed a survey of bereaved family members [64]. The families experienced a 
death pronouncement in home care settings, and 89% reported that there were no 
deficiencies throughout the process [64]. Family members reported that positive 
physician behaviors included acting calmly (not rushed), having a suitable appear-
ance for the situation, introducing themselves to the family members, explaining 
the cause of death explicitly, and conducting a check using a light and stethoscope 
for the death pronouncement. Negative behaviors included a lack of clearly verify-
ing the time of death and leaving the patient’s clothes disheveled. Interestingly, 
Japanese family members did not appreciate touching the family members’ backs or 
shoulders as an expression of empathy [64]. Hatano et al. also conducted a survey of 
bereaved family members from hospice or palliative care unit settings [65]. Overall, 
86% of bereaved caregivers reported satisfaction with physician behavior toward 
the death pronouncement; however, 22% felt there were several areas requiring 
improvement. The bereaved caregivers did not appreciate automatic or routine 
pronouncement behaviors. Likewise, a logistic regression analysis revealed that 
“polite behavior” and the “physician introduced himself/herself to the family” 
were preferred behaviors. Confirmation by the primary responsible physician was 
significantly preferred than that by an unfamiliar physician [65]. Based on these 
findings of optimal behaviors, Mori et al. performed a unique study applying a 
randomized, scripted, video-vignette study design [5]. In this randomized, video-
vignette study, volunteer participants viewed two videos of death pronouncements 
by an on-call physician with or without compassion-enhanced behaviors [5]. This 
behavior included five components: “waiting until the families calm themselves 
down, explaining that the physician has received a sign-out containing information 
of the patient’s condition, performing the examination respectfully, ascertain-
ing the time of death with a wristwatch (vs. a smartphone), and reassuring the 
families that the patient did not experience pain.” Participants who viewed the 
compassion-enhanced behaviors video assigned significantly higher scores for 
physician compassion and trust in the physician and lower scores for anger, sadness, 
fear, and disgust. This study proposed recommendations that physicians should 
initiate a prompt examination, explain that they have received a sign-out, perform 
the examination respectfully, ascertain the time of death with a wristwatch, and 
reassure the families that the patient did not experience pain [5].

3.4 Future perspectives

As described above, several educational intervention models have been devel-
oped, and reasonable methods of delivering the death pronouncement have been 
proposed. However, one study suggested that only 35% of the procedures were 
judged as acceptable [66]. We must continue to grasp and improve the overall 
quality of the death pronouncement delivery by HCPs. Moreover, to determine the 
HCPs’ burden in this setting, a scale that measures the difficulties of delivering a 
death pronouncement must be developed.

The next steps must investigate whether those interventions or behaviors truly 
improve the outcomes of bereaved family members (e.g., depression, anxiety, or 
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substance abuse.) Accordingly, investigating the efficacy of alleviating the emo-
tional burden of HCPs is also necessary. Continuous efforts to develop effective 
educational interventions and implement practical models that can meet the needs 
of several medical contexts are also warranted.

4. Conclusions

In this chapter, we narratively reviewed various phenomena that indicate the 
impending last hours and days of life and the death pronouncement within a scien-
tific context. These findings can help enable HCPs to engage in compassionate com-
munication with the family members who share the same ultimate goals. Further 
efforts to integrate and enhance this knowledge and these activities are warranted 
to alleviate the burden and distress of patients, family members, and HCPs.
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Chapter 5

The Quality of Life of the Patients 
Under Palliative Care: The Features 
of Appropriate Assessment Tools 
and the Impact of Early Integration 
of Palliative Care
Thomas Antony Thaniyath

Abstract

Based on the WHO definition, the primary objective of palliative care (PC) is 
to improve the quality of life (QoL) of the patients facing life threatening illness by 
means of a multidisciplinary approach. The assessment of QoL in patients under PC 
is an important process for the identification of patient’s overall conditions includ-
ing psycho-social, spiritual issues as well as the evaluation of the services provided 
to the patient. The ideal assessment tool the measurement of QoL in patients under 
PC should be patient centered and contain both subjective and objective domains 
and be able to correlate with the definition of QoL. The factors which positively 
influence the extend of the QoL include, good doctor-patient communication, 
economic status, education, socio-economic support and spirituality. The negative 
factors are social isolation, lack of employment, poverty, rejection and stigmatiza-
tion and experience of symptoms, such as uncontrolled pain. Early Integration of 
PC leads to higher psycho-social support and acceptance of diagnosis, and severity 
of illness, which in turn helps for the better symptom management and reduces the 
disease related stress, which clearly associated with improved QoL. It provides more 
time for the end of life decision making, promotes self-efficacy and sense of control 
in decision with respect to individual values.

Keywords: quality of life, palliative care, early palliative care, QoL assessment,  
QoL tools, symptom management, psycho-social support

1. Introduction

Palliative care is a philosophy based approach in patient care not on physical facil-
ities but on attitudes and skills [1] and is redefined by the World Health Organization 
(WHO) in 2002 and extended to include palliative care for children for the active 
total care of patients facing life-threatening illness through prevention and relief of 
sufferings by means of early identification and impeccable assessment and treatment 
of pain and other problems as physical, psychosocial and spiritual, with an aim to 
improve the quality of life of the patient and their families [2, 3]. Most of the devel-
oped and developing countries recognized palliative medicine for the improvement 
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of the quality of life of patients with chronic disease such as malignancy [4]. The 
primary goal of palliative care is the achievement of the best possible quality of 
life for the patients and their families and role extends to support on bereavement, 
if necessary. The term ‘care’ underpinned by the concept of total pain, defined as 
including not only physical symptoms but also mental distress and social or spiritual 
problems [5]. This concept of palliative care points to the need of holistic approach 
including symptom control for the management of the patients with terminal illness. 
Based on the above definition by WHO, the primary aim of palliative medicine is to 
prevent, treat the symptoms of patients with non-curable diseases as total care and to 
improve the quality of life (QoL) of the patient and their families.

The evaluation of QoL of patients in Palliative Care is an important procedure in 
the identification of a patient’s overall condition as well as in the evaluation of the 
quality of service provided [6]. In patient’s perspective, the following aspects such 
as physical abilities, personal autonomy, emotional state, socializing, spirituality, 
cognition, health care provision and preparation for death are important factors of 
quality of life in people with a life-limiting illness receiving palliative care [7] and 
to be considered during the assessment of quality of life in these patient cohort. The 
occurrence of incurable diseases can cause an enormous challenge to the patient, 
their family as well as medical professionals, affecting the QoL of patients in many 
ways [8]. With key components of systematic symptom assessment, pain control 
and other symptom relief, psychosocial support and family support, it is evident 
that early interdisciplinary palliative care and care givers’ support help the patient 
to achieve effective symptom control and better quality in life [9]. However, usual 
practice to seek palliative care service is still limited to the terminal phase of illness. 
A coherent and empathetic communication of health professionals with the patient 
and their family has a major role in adopting patients’ and their families’ readiness 
for palliative care at the time of or shortly after diagnosis of incurable life-threaten-
ing illness [10–14]. In this context, this chapter highlights the facts with the primary 
objectives of:

1. To explain definitions and the variables for the terms “quality of life”, and 
“Health Related Quality of Life (HRQoL)” in the concept of “Health”

2. To suggest appropriate research tools for the assessment of QoL and HRQoL in 
patients under palliative care

3. To describe the influence of palliative care medicine in the improvement of 
QoL in these patients.

2.  Definitions and the variables for the assessment of QoL of patients 
under early palliative care

2.1 Definitions

Defining the QoL is challenging and many approaches based on human needs, 
subjective well-being, expectations and phenomenal viewpoints exists [15]. The 
available definitions of QoL that are useful in health care can be grouped into five 
categories:

1. Normal life

2. Happiness/satisfaction
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3. Achievement of personal goals

4. Social utility and

5. Natural capacity [16].

As early as in 1949, Karnofsky outlined the necessity of assessment of patients’ 
subjective improvement in terms of mood and attitude, general well-being and 
activity, appetite and alleviation of distressing symptoms such as pain, weakness 
and dyspnea in addition to performance status, length of remission and prolonga-
tion of life during the evaluation of new drugs in cancer chemotherapy and high 
lightened the importance of psycho-social and QoL variables in molecule devel-
opment. In contemporary terms, these subjective improvement criteria can be 
considered as QoL measurements and can be considered one of the first description 
on QoL in health care [17]. The alternative approach is with a view that individuals 
are the centre point to judge their own experiences and referred to as subjective QoL 
of subjective well-being (SWB) [18]. The subjective approach defines QoL as the 
congruence between aspirations and accomplishments, as perceived by the person 
and measures of life satisfaction, happiness, and positive and negative emotions 
falling in this category of subjective well-being [19]. These approaches direct to the 
necessity of a patient-centered approach for the evaluation of quality of life in the 
health care system. Since the introduction of the term “quality of life” in the medi-
cal literature in the 1960s, a number of researches have been happening, especially 
in patients with malignancy.

Based on a review, Aaronson [20] suggested two common threads in the struc-
ture and content of measures that carry the quality of life label.

1. Such measures tend to reflect a multidimensional conceptual approach. The 
following health dimensions are frequently incorporated to a greater or lesser 
degree in assessment of QoL.

a. Physical health with variables such as somatic sensations, disease symptoms, 
and treatment related complications.

b. Mental health ranging from a positive sense of well-being to non-pathological 
forms of psychological distress to diagnosable psychiatric disorders.

c. Social health including qualitative and quantitative assessment of community 
contacts and interactions

d. Functional health which includes both physical functioning in terms of 
self-care, mobility and physical activity as well as social role functioning in 
relation to family and work

Beyond these dimensions, other variables specific to a given disease may be 
incorporated, for example, quality of life evaluations in breast cancer will often 
include measures of sexual activities and body image. Another example studies in 
rheumatoid arthritis may include expanded assessment of joint mobility and pain.

2. The patient focused approach is primarily reliance on the subjective judgment 
of the patient themselves, rather than on observations of physicians, nurses, 
family members or other third parties. Although this process adds complex-
ity to the data collection, considering the manner in which this approach 
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addresses the psychosocial factors surrounding disease and treatment, it is 
generally considered as the most appropriate.

This concept on QoL is supported by Ware [21] who suggested that routine 
assessment of a fairly broad, comprehensive set of psychosocial variables may often 
be most appropriate given our limited knowledge of the impact of chronic disease 
on everyday functioning, and of the psychosocial tradeoff associated with alterna-
tive treatments. Marcel [17] highlighted the importance of having a definition of 
QoL that covers the topic of research. Alternatively, he suggested getting umbrella 
coverage for any aspect of living with illness or disability to the term ‘quality of life’ 
in a QoL article. He advised the reader to focus on the variables which are actually 
measured in the study rather than the terms used.

In 1993, the WHO Quality of Life Group clarified the definition of the term 
Quality of Life as ‘an individual’s perception of their position in life in the context 
of the culture and value systems in which they live and in relation to their goals, 
expectations, standards and concerns. This broad concept on QoL is influenced by 
the individual’s physical health, psychological state, level of independence, social 
relationships and their relationships to salient features of their environment in a com-
plex manner [22]. However, at this point, it is important to consider the fact that the 
term QoL does not have same meaning to every person [23] and it is suggested that 
there are some aspects of QoL that are universal, where as some of them would be 
important only to the individual [24]. The interaction between these aspects-general 
and individual- will also vary from individual to individuals and their correlation is 
not static and moreover, changes overtime in response to life circumstances such as 
life-threatening or severity of illness [25]. Based on the above concepts and hypoth-
esis, a number of definitions for QoL exist and many of them focus on subjective 
judgments. In view of this, a number of researchers have argued for the importance 
of inclusion of objective factors in the assessment of QoL [15]. Including all these 
variables in to consideration, QoL has been defined as “an overall general well-being 
which includes the objective assessments and subjective measurements of physi-
cal, material, social and emotional well-being together with the extent of personal 
development and purposeful activity, all weighted by a personal set of values” [26].

The term “Health- Related Quality of Life” appeared in published articles by the 
mid-1980s and it was defined as a subset of QoL, relating only to the health domain 
of that existence [15]. However, in 1994, Gill and Feinstein reviewed 75 articles 
titled with word quality of life and concluded that none of the article distinguished 
overall QoL from the HRQoL [27]. To reverse these situations, many theorists, 
researchers, organizations and the consensus groups have proposed definitions for 
QoL and HRQoL [17]. There are at least four definitions for HRQoL can be found 
in literature [15]. In 2010 Hays and Reeve defined HRQoL in terms of individual’s 
functioning life and perception of well-being based on physical, mental and social 
domains of health [28]. Here functioning life represents the individual’s ability to 
carry out some pre-defined activities, [28, 29] while wellbeing refers to an indi-
vidual’s subjective feelings [28].

In another article, Torrance WH, correlates QoL and HRQoL and quotes as 
“quality of life is an all-inclusive concept incorporating all factors that impact upon 
an individual’s life. The Health Related QoL includes only those factors that are part 
of an individual’s health”. Non-health aspects of QoL are not included in HRQoL, for 
example economic and political factors [30]. Focusing on aspects of QoL affected by 
disease factors, in 1995 Ebrahim S provided a definition of HRQoL as “those aspects 
of self-perceived wellbeing that are related to or affected by the presence of disease or 
treatment” [31]. In another definition of HRQoL, Gold MR et al. focuses on the value 
of health and refer HRQoL to “the values assigned to different health states” [32].
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2.2 Difference between the terms: Health, QoL and HRQoL

It is acknowledged that “health is only one dimension of quality of life” [16]. 
Satisfaction with life is influenced by health, but health status only explains a small 
part of life satisfaction outcomes [33]. Therefore we can consider the Health and 
QoL as distinct concepts [15]. As some of definitions of HRQoL indicate to health 
status of person and others resembles QoL, differentiation between HRQoL and 
both health status and QoL is more problematic [15]. Especially when considering, 
the first two definitions of HRQoL given above do not seem to add much to the 
concept of health. If HRQoL is considered as functioning and wellbeing in physical, 
psychological, and social domains, then we need to take HRQoL as a particular type 
of description of health, in view of the WHO definition of health. HRQoL describes 
health using functioning and well-being rather than, for example, in terms of 
clinical symptoms or biological variables [29]. It is thus should be considered as a 
type of health measure, but not a type of QoL measure. Similarly, if HRQoL is the 
health aspect of QoL then HRQoL should be considered as same as health condi-
tion. Particularly, the first two definitions of HRQoL, which included here do not 
distinguish HRQoL from that of health [15]. The third definition of HRQoL high-
lights the aspects of QoL that are indirectly influenced by health (e.g., health affects 
income and hence housing, education and so forth) [34]. Perhaps more reasonable 
is the variant of this definition, where HRQoL is the aspects of QoL most affected 
by ill health [15]. Qualitative research has observed that existence of a wide variety 
of non-health factors those are important to participants for evaluating their health 
states [35]. If the research participant’s preferences are based on how health affects 
the QoL and if respondents estimate the effect of health status on QoL correctly 
then the utility of a health state could be referred to as health-related quality of 
life or more accurate term of ‘health-adjusted quality of life’ [15]. In summary, the 
above definitions of HRQoL reflect the values of definitions of both QoL and health 
in to its considerations.

2.3 The importance of HRQoL questionnaires measure in palliative care

As stated above, WHO defines palliative care as “an approach that improves 
the QoL of patients and their families facing the problems associated with life-
threatening illness, through the prevention and relief of suffering by means of 
early identification and impeccable assessment and treatment of pain and other 
problems, physical, psychosocial, and spiritual” [36]. Since the patients under 
palliative care with chronic illness or non-curable disease, most of the measures in 
palliatives address for the symptom control and help the patients and their family 
to improve the quality of life physically, psycho-socially and spiritually. Based on 
the concept of above definition, the HRQoL questionnaire, such as the Personal 
Wellbeing Index (PWI) asks about satisfaction with: the standard of living, health, 
achievement, personal relationships, personal safety, community connectedness, 
and future security [37] in its assessment of variables. All these variables are more 
or less likely to be affected by ill health status of the individual. Because of this cor-
relation between the domains and patient’s perception on health status, it is recom-
mendable that the QoL questionnaires could therefore be to measure self-perceived 
health status, unless the connection between measuring functioning and well-being 
and QoL is justified [15]. The domains of the two most validated assessment tools 
such as SF-6D and the EQ-5D would fit to the WHO health definition, although 
the questions range across the WHO classification scheme of impairment, activity 
limitation, and participation restriction. Yet, there have not been many explicit 
justifications for differentiating HRQoL from health status [15]. However, neither 
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2.2 Difference between the terms: Health, QoL and HRQoL
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relation between the domains and patient’s perception on health status, it is recom-
mendable that the QoL questionnaires could therefore be to measure self-perceived 
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the EQ-5D nor the SF-6D contains patient valuation. Measures of HRQoL describe 
health status in terms of functioning health and wellbeing of individual than clini-
cal parameters, and with a broad description of health condition than the measures 
of QoL. It is therefore more justified to classify typical HRQoL measures as mea-
sures of self-perceived health status [15]. So the ideal questionnaire should cover 
the concept of WHO definition along with patient self-evaluation on all aspect of 
QoL measures in relation his or her present health condition.

Spitzer et al. introduced a concise QL-index for measuring quality of life in 
cancer patients in 1981. This QoL instrument was based on the assessment of socio-
personal variables and included physical, social, and emotional functions; attitude 
towards illness, personal features of patient’s daily lives, including family interac-
tions and the cost of illness. The considered items measures activities, self-care, 
general health, social support and out-look on life [38].

The findings in a systematic review by Nicola et al. [7] in 2016, with an objective 
to identify the aspects of QoL, which are important from the perspective of pallia-
tive care patients, suggests the following aspects as important for the quality of life 
in people with a life-limiting illness receiving palliative care on their own perspec-
tive: physical abilities, personal autonomy, emotional state, socializing, spirituality, 
cognition, health care provision and preparation for death. He also suggested a 
refinement of existing QoL measures in palliative care setting to improve the sensi-
tivity and concluded with an opinion of generic preference based, HRQoL measures 
commonly used to inform public funding decisions do not include the domains such 
as cognition, emotional, physical, preparatory, social and the spirituality. Because 
of the existence of this mismatch between the domains available in assessment 
tools and the reality on the context of patient considerations, the assessment with 
the tools may fail to inform adequately on the money decisions about palliative 
care. Because of these mismatching facts, Carr and Higginson suggested for a 
patient-centered outcome measures (PCOMs), which capture the health status and 
well-being form the patient’s perspective and focus on concern important to patient 
[24]. This point supported by Etkind et al., in a systematic review on the impact of 
PCOMs on processes and outcomes of palliative care, concluding that these type of 
measures raise the awareness of unmet need, improve recognition of symptoms and 
communication about QoL and benefit patient’s emotional and psychological qual-
ity of life [39]. In short, during the selection of assessment tools for the evaluation 
of quality of life in patients under palliative care, it is recommendable for a patient 
centered outcome measuring questionnaire which correlate with definition of QoL.

3.  The improvement of QOL of patients and their families under early 
palliative care

During early decades, palliative care services were initiated to provide a medi-
cal alternative to questionable medical practice regarding the end of life period: 
abandonment, euthanasia and inappropriate aggressive therapy and palliative care 
are usually offered late. Recently WHO recommends palliative care introduction 
as early as possible in the course of illness to increase the quality of life of patients 
and to positively influence the course of illness, in conjunction with other therapies, 
which are intended to prolong the life; such as chemotherapy or radiotherapy [40]. 
Palliative care is a multi-disciplinary approach that aims to improve the quality of 
life of all patients including both children and elderly and their families who are 
facing the challenges associated with life-threatening illness. These objectives of 
PC are achieved through the prevention and relief of sufferings, by means of early 
identification, assessment and treatment of pain and other physical, psychosocial 
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and spiritual distress [40]. The WHO recommendations also support the use of 
necessary laboratory investigations for the better understanding and management 
of distressing clinical complications in these patient group.

3.1 The evidences supporting the early introduction of palliative care

The role of good doctor-patient communication is important in acceptance of 
illness, deciding the treatment options. With a focused intensified doctor-patient 
communication, early palliative care may lead to higher social support and increase 
the likelihood of the acceptance of the diagnosis and illness severity. This in turn 
improves the patient’s openness to symptom control and psycho-social interventions, 
and thereby to reduce the disease related distress. The reduced distress itself associ-
ated with improved quality of life and consistently promotes survival [41–43]. Early 
palliative care intends to outline realistic and attainable goals of treatment and to 
facilitate patient’s choices by providing adequate information and assessment of his 
or her values and preferences with regard to advance care planning [44, 45]. In a sys-
tematic review of a small number of trials, Haun MW et al. found that early palliative 
care interventions may have more beneficial effects on quality of life and symptom 
intensity among patients with advanced cancer than among those given usual/stan-
dard cancer care alone. Apart from small effect size of the studies, they observed the 
findings may be clinically relevant at an advanced disease stage with limited progno-
sis, at which time further decline in quality of life is very common [46].

There are evidences that under early palliative care patient and family members 
are better informed on disease symptoms and severity and treatment directives 
and are provided with more time for end of life decisions, which promotes the 
experience of higher self-efficacy and sense of control in decisions with respect to 
the individual values [47]. It is proved that, the effective use of palliative care in 
linked with less aggressive cancer treatment, such as reduced use of questionable 
chemotherapeutic agents and treatments and this practice will de-escalate treat-
ment intensity in final, irreversible health conditions [48]. The above observations 
is also supported by Temel et al. in 2010 [49] with their findings in a randomized 
trial with participation of 151 patients of newly diagnosed metastatic non-small cell 
carcinoma. The primary objective of this study was improvement in quality of life 
and overall survival as secondary objective. In their study, it has been observed that 
the patients in group of early palliative care service along with standard oncologic 
treatment showed significant improvement in quality of life and in mood, than the 
patients in the group of standard oncology treatment only. In addition, the patients 
with early palliative care led a significantly longer survival (p = 0.02), despite less 
aggressive end of life care. In view of the observations in this randomized con-
trolled trail, American Society of Clinical Oncology supported the combined use 
standard oncology treatment along with palliative care in the course of illness for 
any patients with metastatic cancer.

The early integration of palliative care service for the treatment of cancer patients 
especially with metastasis is also supported by, Pirl et al. [50] in 2012, with the obser-
vations in their trial. It claimed that early introduction of palliative care improved the 
result of medical comorbidity management, including depression and helps in  
the discontinuation of inappropriate and possibly detrimental cancer treatment at 
the end of life. Recently, Hutt et al. [51] conducted a phase III randomized trial in 
2018, with an aim to test the hypothesis that the use of early palliative care provides 
greater clinical benefits than standard practice for a population of patients with 
metastatic upper gastro-intestinal cancers. The primary objective in this study was 
overall survival. The authors concluded with expectation of integration of earlier 
palliative care in oncologic care of patients with metastatic gastro-intestinal cancer.
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the likelihood of the acceptance of the diagnosis and illness severity. This in turn 
improves the patient’s openness to symptom control and psycho-social interventions, 
and thereby to reduce the disease related distress. The reduced distress itself associ-
ated with improved quality of life and consistently promotes survival [41–43]. Early 
palliative care intends to outline realistic and attainable goals of treatment and to 
facilitate patient’s choices by providing adequate information and assessment of his 
or her values and preferences with regard to advance care planning [44, 45]. In a sys-
tematic review of a small number of trials, Haun MW et al. found that early palliative 
care interventions may have more beneficial effects on quality of life and symptom 
intensity among patients with advanced cancer than among those given usual/stan-
dard cancer care alone. Apart from small effect size of the studies, they observed the 
findings may be clinically relevant at an advanced disease stage with limited progno-
sis, at which time further decline in quality of life is very common [46].

There are evidences that under early palliative care patient and family members 
are better informed on disease symptoms and severity and treatment directives 
and are provided with more time for end of life decisions, which promotes the 
experience of higher self-efficacy and sense of control in decisions with respect to 
the individual values [47]. It is proved that, the effective use of palliative care in 
linked with less aggressive cancer treatment, such as reduced use of questionable 
chemotherapeutic agents and treatments and this practice will de-escalate treat-
ment intensity in final, irreversible health conditions [48]. The above observations 
is also supported by Temel et al. in 2010 [49] with their findings in a randomized 
trial with participation of 151 patients of newly diagnosed metastatic non-small cell 
carcinoma. The primary objective of this study was improvement in quality of life 
and overall survival as secondary objective. In their study, it has been observed that 
the patients in group of early palliative care service along with standard oncologic 
treatment showed significant improvement in quality of life and in mood, than the 
patients in the group of standard oncology treatment only. In addition, the patients 
with early palliative care led a significantly longer survival (p = 0.02), despite less 
aggressive end of life care. In view of the observations in this randomized con-
trolled trail, American Society of Clinical Oncology supported the combined use 
standard oncology treatment along with palliative care in the course of illness for 
any patients with metastatic cancer.

The early integration of palliative care service for the treatment of cancer patients 
especially with metastasis is also supported by, Pirl et al. [50] in 2012, with the obser-
vations in their trial. It claimed that early introduction of palliative care improved the 
result of medical comorbidity management, including depression and helps in  
the discontinuation of inappropriate and possibly detrimental cancer treatment at 
the end of life. Recently, Hutt et al. [51] conducted a phase III randomized trial in 
2018, with an aim to test the hypothesis that the use of early palliative care provides 
greater clinical benefits than standard practice for a population of patients with 
metastatic upper gastro-intestinal cancers. The primary objective in this study was 
overall survival. The authors concluded with expectation of integration of earlier 
palliative care in oncologic care of patients with metastatic gastro-intestinal cancer.
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3.2  The factors should be addressed under palliative care for the betterment of 
quality of life in patients

In 2011 Jacoba et al. [25] studied the effect of palliative care in a resource poor 
community in South Africa, with the themes of:

a. the factors that had a positive influence on quality of life,

b. factors that had a negative influence on quality of life

c. experience of quality of life.

In their study, it is observed that: being able to work as a very important factor 
for all the participants involved in the study, as it keeping them busy and having 
no time to spend for unnecessary worries in addition to help in earnings. Support 
from friends and family as well as health care professionals was another major 
factor contributing for the improvement of quality of life. Spiritual activities such 
as going to church, participating church services, singing in choir and prayers made 
the participants to feel strong and comfort and gave them a feel of “alright”. Lastly, 
comes the symptom control. The poverty was the predominant negative factor on 
the quality of life of the study participants. Other negative factors were unemploy-
ment, separation from children, rejection and stigmatization and experiencing the 
symptoms with pain as mostly described symptom. It is observed that uplifting 
of education and economic status of the community will help for the improved 
psycho-social support extending to the terminally ill patients and there by their 
quality of life [52].

4. Conclusion

The primary objective of palliative care is to improve the QoL of the patients fac-
ing life threatening illness by means of a multidisciplinary approach. The process of 
QoL assessment identifies the patient’s overall conditions including psycho-social, 
spiritual issues as well as the evaluation of the services provided to him. So the ideal 
assessment tool the measurement of QoL in patients under palliative care should be 
patient centered and contain both subjective and objective domains and be able to 
correlate with the definition of QoL. It is evident that early integration of palliative 
care improves the QoL of patients with terminally ill condition and Early adaptation 
of palliative care is advisable for the management of patients with chronic condi-
tions such as cancer.
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Abstract

Brazil is a country with great diversity and distinct realities, so there is a propor-
tional challenge and complexity in offering a unified and integrated system which 
is accessible, of quality, and effective. Population aging and the increased incidence 
of chronic-degenerative noncommunicable diseases (NCDs) increase the need for 
palliative care (PC); however, public policies still need to be implemented so that 
this care encompasses adequate funding, professional training, and guaranteed 
medication. The first national policy for PC was recently proposed, providing 
guidelines for the organization of PC, emphasizing the importance of integration 
between the different levels of care and services in the Brazilian health system 
(SUS). Nevertheless, the challenges of this policy include the training of profession-
als, communication in the network, the absence of integrated health information 
systems, and effective mechanisms to finance this new modality of care.

Keywords: palliative care, health services, primary healthcare, health policy, 
community integration

1. Introduction

Populations have specific health preferences and needs, with characteristics 
manifested in demographic and epidemiological analyses. Health systems are 
organized according to each demand of this process [1].

Demographic data show that Brazilian population, mostly composed of young 
people, is changing. Life expectancy is simultaneously growing with the number of 
elderly people, while the number of births is decreasing [2].

Population aging results in a greater demand for health services and palliative 
care (PC). Chronic conditions, strongly related to this process, require special 
attention, and the reorganization of the system aimed at health promotion and 
healthy living habits is part of this new reality [3].

Currently, the Brazilian care model is fragmented, and there is an imbalance 
between preventive and curative actions, with predominance of medical care and 
focus on acute conditions [4].

The challenge and the complexity of providing a unified and integrated system 
which is accessible, of quality, and effective are proportional to the size of a country 
with great diversities and distinct realities [5].



Palliative Care

68

patients. A concise QL-index for use by 
physicians. Journal of Chronic Diseases. 
1981;34:584-597

[39] Etkind SN, Daveson BA, Kwok W, 
et al. Capture, transfer and feedback 
of patient-centered outcomes data in 
palliative care populations: Does it make 
difference? A systematic review. Journal 
of Pain and Symptom Management. 
2015;49:611-624

[40] http://www.who.int/ncds/
management/palliative-care/en/ 
[Accessed: November 29, 2018]

[41] Gotay CC, Kawamoto BA, Efficace 
F. The prognostic significance of 
patient-reported outcomes in cancer 
clinical trials. Journal of Clinical 
Oncology. 2008;26:1355-1368. DOI: 
10.1200/JCO.2007.13.3439

[42] Irwin KE, Greer JA, Khatib J, 
Temel JS, Pirl WF. Early palliative 
care and metastatic non-small cell 
lung cancer: Potential mechanism 
of prolonged survival. Chronic 
Respiratory Disease. 2012;10:35-47. DOI: 
10.1177/1479972312471549

[43] Pinquart M, Dubersstein PR.  
Depression and cancer mortality: A 
meta-analysis. Psychological Medicine. 
2010;40:1797-1810. DOI: 10.1017/
s0033291709992285

[44] Levy MH, Adolph MD, Back A, 
Block S, Codada SN, Dalal S, et al. 
Palliative care. Journal of the National 
Comprehensive Cancer Network. 
2012;10:1284-1309

[45] Van Mechelen W, Aertgeerts B, De 
Ceulaer K, Thoonsen B, Vermandere 
M, Warmenhoven F, et al. Defining 
palliative care patient: A systematic 
review. Palliative Medicine. 2013;27: 
197-208. DOI: 10.1177/0269216311435268

[46] Haun MW, Estel S, Rücker G, 
Friederich HC, Villalobos M, Thomas M, 
et al. Early palliative care for adults with 

advanced cancer. Cochrane Database of 
Systematic Reviews. 2017;6:CD011129. 
DOI: 10.1002/14651858.CD011129.pub2

[47] CS MC, Rosenfeld B, Breitbart W. 
Effect of spiritual well-being on end 
of life despair in terminally ill cancer 
patients. Lancet. 2003;361:1603-1607. 
DOI: 10.1177/0269216311435268

[48] Earle CC, Landrum MB, Souza 
JM, Neville BA, Weeks JC, Ayanian 
JZ. Aggressiveness of cancer care near 
the end of life: Is it a quality of care 
issue? Journal of Clinical Oncology. 
2008;26:3860-3866. DOI: 10.1200/
JCO.2007.15.8253

[49] Temel JS, Greer JA, Muzikansky A, 
et al. Early palliative care for patients 
with metastatic non-small cell lung 
cancer. The New England Journal of 
Medicine. 2010;363:733-742

[50] Pirl WF, Greer JA, Traeger L, et al. 
Depression and survival in metastatic 
non-small cell lung cancer: Effects of 
early palliative care. Journal of Clinical 
Oncology. 2012;30:1310-1315

[51] Hutt E, Da Silva A, Bogart E, Sara 
Le LD, Pannier D, Stephane D, et al. 
Impact of early palliative care on overall 
survival of patients with metastatic 
upper gastrointestinal cancers treated 
with first-line chemotherapy: A 
randomised phase III trial. BMJ Open. 
2018;88:e015904. DOI: 10.1136/
bmjopen-2017-015904

[52] Antony T, Merghani TH. The 
influence of demographic factors 
on social affections among chronic 
patients under home based nursing care. 
AARJSH. 2015;2(7):166-175

69

Chapter 6

Palliative Care Network in Brazil
Juliana Guimarães Lima Munis, Juliana Dias Reis Pessalacia, 
Jacqueline Resende Boaventura, Ana Paula Da Silva,  
Luciana Ferreira Da Silva, Aires Garcia dos Santos Júnior 
and Adriano Menis Ferreira

Abstract

Brazil is a country with great diversity and distinct realities, so there is a propor-
tional challenge and complexity in offering a unified and integrated system which 
is accessible, of quality, and effective. Population aging and the increased incidence 
of chronic-degenerative noncommunicable diseases (NCDs) increase the need for 
palliative care (PC); however, public policies still need to be implemented so that 
this care encompasses adequate funding, professional training, and guaranteed 
medication. The first national policy for PC was recently proposed, providing 
guidelines for the organization of PC, emphasizing the importance of integration 
between the different levels of care and services in the Brazilian health system 
(SUS). Nevertheless, the challenges of this policy include the training of profession-
als, communication in the network, the absence of integrated health information 
systems, and effective mechanisms to finance this new modality of care.

Keywords: palliative care, health services, primary healthcare, health policy, 
community integration

1. Introduction

Populations have specific health preferences and needs, with characteristics 
manifested in demographic and epidemiological analyses. Health systems are 
organized according to each demand of this process [1].

Demographic data show that Brazilian population, mostly composed of young 
people, is changing. Life expectancy is simultaneously growing with the number of 
elderly people, while the number of births is decreasing [2].

Population aging results in a greater demand for health services and palliative 
care (PC). Chronic conditions, strongly related to this process, require special 
attention, and the reorganization of the system aimed at health promotion and 
healthy living habits is part of this new reality [3].
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The challenge and the complexity of providing a unified and integrated system 
which is accessible, of quality, and effective are proportional to the size of a country 
with great diversities and distinct realities [5].
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All this complexity includes social plurality, more than one level of multidisci-
plinary and multiprofessional care, which receives resources from various sources 
and presents structural and technological inequality [4].

The organization of health has isolated levels that do not communicate with each 
other. Primary healthcare (PHC) is not related to secondary care, and none of them 
are related to tertiary care [1]. Thus, the lack of communication between healthcare 
levels prevents comprehensive care [6].

Comprehensiveness is part of the guidelines of the Unified Health System (SUS). 
It is a guiding concept of care that aims at treating each individual with respect, in 
his/her totality, valuing his/her needs and characteristics [7].

The healthcare networks (HCN) emerge within this context, mainly to intercon-
nect the care levels and to integrate care itself [4].

The concept of HCN proposes a polyarchy, i.e., democratic, person-centered 
structure where health services communicate at all levels, and no level is more 
or less important than the other. It allows comprehensive care with promotional, 
preventive, curative, caregiving, rehabilitative, and palliative interventions. Thus, it 
offers a humanized and quality service to the population [8].

The Administrative Rule 4279, of December 30, 2010, regulates HCNs. It estab-
lishes guidelines for the organization of HCNs within the scope of the SUS. The 
networking system was necessary for a better health policy, a new structure based 
on the covenants for health, life, and in defense of the SUS, which assume responsi-
bility for the regionalization and the health situation of Brazil and for strengthening 
the policy, principles, and guidelines of the SUS. PHC is the major coordinator of 
care, the gateway and communication center between users and health profession-
als. It distributes and redistributes assistance for all levels of healthcare horizon-
tally, according to the needs. This explains the concept of networks [5].

The basic elements for the development of networks are well-defined popula-
tion, based on registers performed on primary care level; operational structure, i.e., 
the relationship between the three different care levels of the network; care models, 
which are characterized in acute conditions that need technologies and also depend 
on the physiological response of each individual/community; and models of chronic 
conditions, in which promotion, prevention, rehabilitation, and palliative care 
actions take place [9].

Structurally, the heath network presents the following aspects: management to 
articulate PHC activities with the other levels, support systems, pharmaceutical 
assistance, health information systems, logistic systems, user identification, clinical 
records, systems of regulated access to care, and transport systems, as well as a 
communication center that coordinates flow and counterflow in the care system [3].

The network system is quite innovative when compared to the fragmented one 
currently disseminated; however, obstacles are expected in new deployments, both 
due to the simple fact of the change and due to old unresolved problems in health. 
It is necessary to know the needs of the population to establish a fluid and orga-
nized flow of work. This adaptation allows healthcare levels not to be isolated and 
provides for the movement of people through the network. However, the reality is 
somewhat different, as the operation is complex, bureaucratic, and disjointed, often 
compromising the speed of service and its potential for problem-solving [4].

The care level that is closest to people’s lives is the primary care, playing a vital 
role within the system. On the other hand, primary care has not been adequately 
qualified. Moreover, the difficulty to access the secondary level, specialized con-
sultations, and diagnostic and therapeutic support services also demonstrates the 
fragility of the HCN [6].

Structural and bureaucratic issues are factors that hinder the comprehensiveness 
of care, as well as the passivity in the actions of the PHC [9].
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Health professionals, as the key elements of the care system, experience all these 
complex obstacles in daily basis. They do not recognize the role they play within the 
network and are still attached to bureaucratic and inflexible routines [4].

Another study on the knowledge of professionals about this subject points 
out their lack of information regarding the healthcare levels available and their 
articulation [9].

Currently, the aforementioned population aging and the increased incidence 
in chronic-degenerative noncommunicable diseases have increased the need for 
palliative care. However, it is still necessary to implement public policies for the 
adequate financing of care, training of professionals, and provision of  
medications [10].

This chapter aims to present the political perspectives for the organization of a 
HCN for palliative care in Brazil.

2. Political perspectives of palliative care in the healthcare network

The term “palliative” comes from the Latin term pallium, whose definition is 
“blanket,” “cover.” It was used to describe the robes offered to the pilgrims when 
they left the hospices. The purpose of this clothing was protecting them from the 
weather during the trips. At present, the word “palliative,” besides encompassing 
the notion of embracement and protection, contemplates the valuation of care to 
the human being based on a holistic approach [11].

Population aging causes the expansion of chronic-degenerative and incapacitat-
ing diseases, a fact that interferes in public health and in the capacity of provision of 
care by families and institutions [12].

Thus, PC in the twenty-first century basically consists in a skill that health 
professionals develop to care for the suffering of patients and their families facing 
life-threatening health situations [13].

Statistics released in 2012 by the Worldwide Palliative Care Alliance indicate that 
about 18 million people died on the planet suffering irrelevant pain due to inap-
propriate access to pain treatment. In Brazil, PC was introduced in the 1980s, and 
palliative medicine became a recognized medical area in 2011. Quality of life and 
symptom relief are crucial in this context [14].

However, in Brazil, the practice of PC has been evolving since the late 1990s. 
Official information from the National Academy of Palliative Care (NAPC) 
published in 2006 pointed out about 40 influential teams and 300 hospital beds 
assigned for such care [15].

Although primary care is the lowest cost strategy and has full impact on public 
health, the provision of PC in Brazil is still hospital-centered [13].

In view of this deficiency of care measures in primary care, it is necessary to 
raise the population’s awareness. However, this awareness will only happen through 
the expansion of knowledge about PC, clarifying the history, implementation, 
functionality, and applicability of PC.

The origin of the philosophy of PC is linked to the emergence of hospices (guest-
houses). Hospices originated in the Middle Ages, and their outbreak influenced the 
pilgrimages of Christians to the holy places, due to the long distances traveled for 
months and even years [16].

The first hospice that demonstrated a holistic view of the human person 
was the St. Christopher’s Hospice, in London. It was created in the 1960s, in the 
twentieth century, by a nurse, physician, and social worker called Cicely Saunders. 
Saunders’s concern was to provide humanized care through pain relief and symp-
tom control [16].
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In 1990, the World Health Organization (WHO) established a definition for 
PC, which encompasses care measures and treatments aimed at pain relief in order 
to promote a better quality of life for terminally ill patients and their families. 
However, this definition initially applied only to cancer patients [15].

The Oncology Therapeutic Support Center was inaugurated in 1998. This 
was a hospital sector exclusively dedicated to PC. This is the first of a series of 
internal restructuring actions in the institute with the purpose of making the 
practice of cancerology more focused on the weighted provision of services to the 
population [17].

Thus, historically, the concept of PC was initially linked to cancer patients [18], 
but it was subsequently extended, although insufficiently, for patients in later stages 
of other chronic diseases that had similar needs [19, 20].

The history of PC is relatively contemporary in Brazil, the course of this dis-
cussion contributed to health professionals’ understanding about the philosophy 
given to patients without prognosis of cure, thus promoting the process of care and 
valuation of the human being [21].

In order to implement palliative care for patients with pain, the Ministry of 
Health established the National Program for Pain Relief and Palliative Care within 
the SUS in 2002, through the Administrative Rule MS/GM no. 198 [10].

The Administrative Rule MS/GM no. 198 was revoked by the Administrative 
Rule MS/GM no. 3.150/2006, which established the Technical Council for Pain 
Control and Palliative Care, and this council began to be responsible for national 
guidelines on pain control and PC, for the organization of care networks in this 
context, and for training and qualifying professionals to address pain control. 
Policies directed to PC are of paramount importance for a quality care, ruled under 
the law [10].

The Brazilian Council of Medicine (CFM, in Portuguese), the body that regu-
lates and supervises medical practice, has published different resolutions directly 
related to this topic and that will certainly promote important reflections and 
advances in this area. Four of these resolutions are worth mentioning, namely, reso-
lution on the legitimacy of orthothanasia (CFM Resolution 1.805/06); resolution on 
the new Code of Medical Ethics, where PC is directly mentioned (CFM Resolution 
1931/09); rule that defines palliative medicine as an area of action (CFM Resolution 
1973/12); and CFM Resolution 1995/12, on advance directives [15].

The lack of a public policy on PC in Brazil is no longer a fateful reality because 
a resolution was approved (Resolution no. 41, October 31, 2018) with guidelines 
for the organization of PC in the light of continued care in the SUS, the Tripartite 
Interagency Committee, in the use of the attributions granted by item II of Art. 
14-A of Law no. 8080, of September 19, 1990, and the provisions of item I of Art. 32 
of Decree 7.508, of June 28, 2011, in accordance with item II of the sole paragraph of 
Art. 87 of the Brazilian Constitution [22, 23].

It is estimated that PC is needed in about 40–60% of all deaths worldwide. 
However, in 2014, it was estimated that only 14% of the patients who needed these 
care received it, and 78% of these people lived in low- and middle-income coun-
tries [24].

According to the Worldwide Palliative Care Alliance, even if more than 100 
million people would benefit annually from PC (including family members and 
caregivers), less than 8% of those who need this type of care would have their 
access guaranteed. In our reality, training in PC is rarely included in the educational 
curriculum of health professionals. In addition, the availability of pain drugs—the 
most basic topic when it comes to minimizing patient suffering—is woefully 
inadequate in most parts of the world, often because of concerns about its illicit use 
and drug trafficking [15].
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In Brazil, it is estimated that between 521,000 and 536,000 people need PC, but 
this type of care tends to be indicated only in the end-of-life phase, restricting the 
performance of specialized teams in this area [25]. The WHO proposes the early 
initiation of PC and that this care walks together to curative treatment, seeking a 
better understanding of the actions, control of symptoms, and quality of life of the 
patients [26].

Providing PC since the beginning of the curative treatment makes it possible 
for the patients and their families to contact with the health team. As the chronic 
progressive disease evolves and the curative treatment loses effectiveness in control-
ling or modifying it, PC becomes more necessary and even exclusive because of 
the scenario of incurability. This management ensures the construction of a bond 
of trust between the patient-family-team triad, facilitating and contributing to the 
articulation and development of strategic plans of comprehensive and continuous 
assistance [27].

The Economist magazine evaluated the quality of death in 80 countries through 
the possibility of access to opioids, the existence of public policies focused on PC, 
and access to PC in health services. Brazil ranked 42nd, behind Chile, Costa Rica, 
Panama, Argentina, Uruguay, South Africa, Uganda, Mongolia, or Malaysia. Thus, in 
Brazil, many patients with severe diseases experience uncontrolled pain and do not 
receive palliative care [13].

PC is complex care dealing with physical, psychosocial, and spiritual problems 
at the end of life [28]. When faced with a life-threatening illness, most would rather 
die at home [29].

Available data indicate that most people around the world prefer to spend the 
last phase of their lives at home. To respect this preference and avoid or minimize 
overcrowding in hospitals, PC is necessary in PHC and home care. PHC physi-
cians with basic PC training, availability of correct medications, and simple, safe, 
effective, and inexpensive equipment can effectively respond to the needs of these 
patients during home-based PC. The implementation of PC integrated into PHC 
can be of high quality and low cost for health systems and reduce dependence on 
outpatient and inpatient hospital services [24].

Given this context, the Brazilian SUS has perceived the need to improve health 
services to meet the PC and, therefore, has encouraged further studies that seek to 
broaden the qualification of healthcare professionals and to ensure continued care. 
Despite these efforts, the offer of PC is still hospital-centered, and yet only 10% of 
these institutions have a specific team for PC [13].

The inclusion of PC in PHC implies the execution of actions planned for this 
level of care and the coordination of care to users, respecting the WHO’s precepts 
and guaranteeing comprehensiveness through the organization of HCNs. In this 
perspective, PHC is the best level of care for the provision and coordination of PC, 
since it has the potential to develop actions that favor quality of life and continuity 
of care, both inside and outside the home. Furthermore, care is provided close to 
the patient’s families, avoiding unnecessary hospitalizations and decreasing the risk 
for infections [30].

Patients eligible for PC may need care with distinct complexities, which requires 
integration between the levels of care. Thus, early identification of patients eligible 
for PC has benefits, as aggressive diagnostic and therapeutic interventions are 
avoided, and unnecessary suffering and costs are reduced [31, 32].

Therefore, it is necessary to articulate the different components of the health 
system, creating a mechanism of reference and counter-reference for cases of clini-
cal intercurrence [25].

According to the WHO [24], the implementation of a home-based PC service 
involves eight necessary steps:
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1. Evaluation of patient needs and available resources

2. Establishment of formalization of the organization through reference terms 
and registration with authorities

3. Creation of a plan of action (which resources will be needed, how they can be 
obtained, target audience and services that will be covered)

4. Recruitment and development of an ongoing training program

5. Mobilization of resources

6. Integration within the health system, associating PC with the primary and 
tertiary care of the operator

7. Dissemination of the service

8. Encouragement of the participation of associations, groups, and students

In Brazil, PHC was implemented in 2006 through the Family Health Strategy, 
based on the ordinance of the Cabinet of the Minister/Ministry of Health No. 648, 
of March 28, 2006. Through this ordinance, home-based care becomes one of the 
tasks of PHC teams, especially FHS teams, which since their regulation have among 
their attributions the realization of care actions in the basic health unit, at the home 
of patients, and in the community [33].

However, on May 27, 2013, the Administrative Rule CM/MS no. 963 redefined 
home-based care within the scope of the SUS by reorganizing the work process 
of teams that provide home-based care in primary, outpatient, emergency, and 
hospital services, with a view to reducing the demand for hospital care and/or the 
length of hospitalization, promoting humanization of care, deinstitutionalization, 
and increase of autonomy of users [34].

This ordinance also presents the role of PHC in home-based PC, assigned as 
home-based care type 1 (HC1), with the goal of serving the population with the 
following characteristics: patients who have health problems controlled/compen-
sated and with physical difficulty or impossibility of reaching a health unit and 
those requiring less complex care, with less frequency, and with less need for health 
resources [35].

This level of care (HC1) is integrated into two levels of home-based care (HC2 
and HC3) carried out by home-based care multiprofessional teams (HCMT) 
intended for this purpose, upon the need of integration between levels. The role of 
the HCMT does not replace actions carried out at homes by PHC teams, especially 
the Family Health Strategy teams. On the contrary, by considering HC1 as the 
responsibility of these teams, the Ministry of Health recognizes that their work is a 
crucial axis, while the HCMT presents themselves as a complementary possibility, 
when the demands of the patients go beyond the solving capacity of PHC teams [33].

However, it is difficult to include PC in the context of PHC due to the lack 
of understanding of the professionals involved in this care and the difficulty of 
establishing an open and honest communication with the family. Moreover, provid-
ing training on PC seems not to be a priority for managers. In this line, there is a 
lack of subjects on the training of health professionals addressing this theme in the 
curricula, reinforcing that experience in PC comes with practice [30].

Therefore, the approach of PC in the HC area and also the recognition of HC as 
a space of great importance for the implementation of PC are pertinent.  
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The humanistic principles that guide PC are in line with those that guide HC, 
but the applicability of these principles in the context of HC in the public health 
system in Brazil is insufficient, valuing the curativist, technicist, and biologic 
aspects of care [36].

In view of all the political context involving health in Brazil and based on the 
experiences of other countries in the elaboration and implementation of specific 
policies aimed at patients eligible for PC, through Resolution No. 41 of October 31, 
2018, the Ministry of Health provided the guidelines for the organization of PC in 
the light of continuous integrated care within the SUS [24]:

Article 5 PC shall be offered at any point in the healthcare network, namely:

I. Primary care: it is the network coordinator and care coordinator and will 
be responsible for following up users with life-threatening illnesses in its 
territory, with predominance of longitudinal care provided by primary care 
teams along with the expanded Family Health Center (NASF), with the sup-
port of the rest of the care network, whenever necessary.

II. Home-based care: the home-based care teams, whose modality will be 
defined based on the intensity of care, observing the unique therapeutic 
plan, should contribute to preparing the patient’s home to be the main locus 
of care in the end of life, whenever possible. It will be indicated for people 
who need PC in bedridden situation or restricted to home, whenever this is 
considered the most appropriate care offer.

III. Ambulatory care: it should be structured to meet the PC demands from 
other levels of care of the network.

IV. Emergency care: the services will provide care to relieve acute symptoms, 
focused on the comfort and dignity of the person, according to the best 
practices and available evidence.

V. Hospital care: focused on the control of symptoms that cannot be controlled 
at another level of care.

In addition to the resolution presented by the Ministry of Health, there are other 
concerns, such as the elaboration of guidelines that guarantee the comprehensive-
ness and continuity of PC at all levels of care within the HCN with appropriate 
communication and commitment of the parties involved. It is necessary to establish 
means of accreditation for other services that need to integrate the network in a 
complementary manner because, according to studies, the growth of PC units or 
groups throughout Brazil is still very incipient. Providing technical and higher 
levels of training for teams is also an important item for consolidating the human-
ization of this care and raising awareness among professionals [37]. Studying the 
experiences of other countries is essential for the elaboration of proposals and 
optimization of resources.

Another important aspect to be mentioned is the need to broaden the articula-
tion between the various health information systems with a view to subsidizing the 
evaluation of actions developed and decision-making. The broadening of commu-
nication between health systems favors the improvement of the quality of services 
and of management [38].

Prior to the implementation of the National Palliative Care Policy, isolated 
actions were carried out through initiatives of sectors within the health services 
concerned with the implementation of strategies for pain relief, which clearly shows 
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the scarcity of resources invested in PC. The implementation of PC is a challenge 
that requires commitment and investment from the government [39].

Therefore, the publication of this resolution is only the beginning of the path 
for regulation of PC in Brazil. New objectives need to be drawn so that the imple-
mentation of PC becomes effective and adequate to the Brazilian reality, providing 
comprehensiveness to the assistance and PC in its essence.

3. Conclusion

Brazil has public policies focused on HCN in different types of assistance, with 
PHC as the driver of the network. However, the discussion about the organization 
of PC is still recent and demands major challenges. The first national policy for PC 
was recently proposed in the country, providing guidelines for the organization 
of PC and highlighting the importance of integration between the different levels 
of care and services in SUS. However, there are challenges for this policy, such as 
the training of professionals, communication within the network, and the lack of 
integrated health information systems and of effective mechanisms for financing 
this new modality of care in the country.
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Abstract

Palliative care is an area of healthcare that focuses on relieving and preventing the 
suffering of patients. It utilizes a multidisciplinary team approach to ensure a “holistic” 
care of the patient. It is a relatively new concept in medicine and the Nigerian experi-
ence has not been widely studied. Despite its introduction into the nation over two 
decades ago, it still faces a lot of challenges in terms of integration into the health care 
system, implementation and governmental policy. With increasing longevity, urban-
ization, high prevalence of HIV/AIDS and chronic diseases including malignancies, 
there will be an increasing number of Nigerians requiring palliative care.

Keywords: palliative care, holistic approach, Nigeria

1. Introduction

When treatment for cure is not possible and the only option is palliative, the 
patient is said to be terminally ill [3]. In a patient that is terminally ill, the estimated 
life expectancy is less than or equal to 6 months, under the assumption that the 
disease will run its natural course [3, 2].

Care of the terminally ill, infirm and elderly individuals has been a key part of 
many societies. Since the fourth century, Rest house, Sarai, Sanatorium and Hot 
springs, were developed as special places to attend to their needs [1–3]. It has been 
realized that the needs of terminally ill patients were not met by the then prevailing 
specialist or non-specialist health system. Terminal care was not as elaborate as it is 
performed today. It was initially carried out by nuns and other charitable organiza-
tions. Palliative care was not included in the existing health care system of those 
days. Individuals and groups with a Christian commitment have been important 
in establishing pioneering palliative care programs in many places, and again have 
usually seen in education the best hope of contributing to care for the dying. From 
the 1980s rapid progress was made in developing palliative care as a discipline in the 
health care delivery.

The word “palliative” in Latin means “caring” [1]. This is the total care of 
patients whose conditions do not respond to curative treatment. It relieves suffering 
and improves the quality of life for both patients and families throughout an illness 
experience, not just at the end of life. Sometimes palliative care and hospice care 
are confused, and they have similar goals. However, hospice care is specifically for 
terminally ill patients while palliative care is more general and offered to patients 
whose conditions are not necessarily terminal. Palliative care begins when illness 
is diagnosed and continues regardless of whether the patient receives treatment 
directed at the disease.
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Palliative Care: The Nigerian 
Perspective
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Abstract

Palliative care is an area of healthcare that focuses on relieving and preventing the 
suffering of patients. It utilizes a multidisciplinary team approach to ensure a “holistic” 
care of the patient. It is a relatively new concept in medicine and the Nigerian experi-
ence has not been widely studied. Despite its introduction into the nation over two 
decades ago, it still faces a lot of challenges in terms of integration into the health care 
system, implementation and governmental policy. With increasing longevity, urban-
ization, high prevalence of HIV/AIDS and chronic diseases including malignancies, 
there will be an increasing number of Nigerians requiring palliative care.
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are confused, and they have similar goals. However, hospice care is specifically for 
terminally ill patients while palliative care is more general and offered to patients 
whose conditions are not necessarily terminal. Palliative care begins when illness 
is diagnosed and continues regardless of whether the patient receives treatment 
directed at the disease.
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According to the World Health Organization (WHO), palliative care is defined 
as “an approach that improves the quality of life of patients and their families facing 
the problem associated with life-threatening illness, through the prevention and 
relief of suffering by means of early identification and impeccable assessment and 
treatment of pain and other problems, physical, psycho-social and spiritual” [1]. It 
is the comprehensive care of the individual whose is considered as having a body, 
soul, spirit and family members who require support. It is also about living as well 
as dying with dignity. It is a good practice for the physician to refer his patients 
who require palliative care to access such care. This will not necessarily diminish 
our status as health care providers. Palliative care is often referred to as end-of-life 
care, but when properly carried out, it has been found to improve outcomes of 
patients with terminal diseases even leading to increased survival. The focus is not 
on death, but on compassionate specialized care for the living. Most health services 
are designed for prevention, diagnosis and treatment of diseases, but there is a huge 
need for ongoing care those who do not get better.

Palliative care is usually an organized care, which can be given, in a hospital 
setting, hospice or in the home of the patients. Resource constraints in develop-
ing countries, direct the site of care. Home-based care is cheap and acceptable to 
the family and the patient, and can offer care that respects cultural practice and 
removes the need for family attendance at hospital [4, 5].

The approach to patients care is “holistic,” meaning that the patient is viewed as 
a person with physical, psychological, social and cultural gifts and needs which are 
special to that person [4]. The holistic approach looks after problems in four groups:

1. Physical: symptoms

2. Psychological: worries, fears, sadness, anger

3. Social: family needs, issues of food, work, housing and relationships

4. Spiritual: questions of meaning of life and death, the need to be at peace

It thus involves a multi-professional team approach. This is a team of profession-
als who are committed to working together to provide the patient and her family 
comprehensive care. Palliative care is “a calling.” The team must be prepared to offer 
selfless service without expecting reward and function as a family, showing love for 
each other and those who visit them—patients, relations, and visitors. Recognize 
that every member of the team is precious. Volunteers are expected to attend a 
course to allow them see the depth of hospice care. Confidentiality and ethical 
issues are a priority.

The pioneering works of Dame Cicely Saunders in the United Kingdom and of 
Anne Merriman in Africa drew the attention of the medical community and the 
public to the evolution of palliative care in the 1960s [1, 6]. In the African continent, 
Uganda, South Africa and Kenya are among the earliest to develop palliative care. 
In November 2002, in Cape Town South Africa, the African palliative care associa-
tion (APCA) was formed [7]. It was registered in 2003 and opened its headquarters 
in Uganda in 2005 as a non-governmental organization (NGO), with a regional 
mandate to promote and scale-up culturally appropriate and affordable palliative 
care for people with progressive, life-threatening and life-limiting illness. Palliative 
care is still at a developmental stage in Nigeria despite decades of its introduction by 
Mrs. Fatunmbi and Dr. Anne Merriman in Nigeria in 1993 [8]. The year 2003 was 
when palliative care was properly introduced to the Nigerian government, policy-
makers and general public. It is now known as the Center for Palliative Care Nigeria 
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(CPCN), located at the University College Hospital (UCH), Ibadan [8]. In 2007, 
CPCN launched its day-care hospice within the UCH as shown in Figure 1. A pain 
and palliative care unit was established in 2008 at the multidisciplinary oncology 
center of the University of Nigeria in Enugu, South-eastern Nigeria [9].

2. Palliative care in Nigeria

Nigeria is the most populous country in Africa. It has an estimated population of 
160–180 million scattered around six geopolitical zones and 774 local government 
areas (LGA). The country has the third largest number of people living with HIV/
AIDS after South Africa and India [10]. Approximately 100,000 new cases of can-
cer occur annually in Nigeria and thus there are large numbers of patients needing 
palliative care [9]. There is a gradual erosion of the hitherto extended family sup-
port and patients get isolated both at home and in the hospitals. The life expectancy 
is lower than in most of the developed countries with low gross domestic product 
(GDP). The annual national budget for health is a ridiculous 1.5–3%, oscillating 
whenever there is a change in Government. Medical services are provided through 
out-pocket payment or user fees. Health insurance is provided mainly to the 1% of 
the population employed in the civil service. Thus, provision of adequate health 
services goes to the highest bidder.

Palliative care is still new to the country owing to the fact that it is not included 
as an area of specialization for health professionals across the country. It is now cur-
rently offered as an undergraduate course at the College of Medicine, University of 
Ibadan and postgraduate diploma in a privately owned University in Ilorin, Kwara 
state [8].

In 2006, Dr. Oyebola Folaju, became the first specialist in palliative medicine 
in Nigeria following a postgraduate training in palliative medicine at the famous 
University of Cape Town, South Africa [8]. He pioneered palliative medicine in 
Nigeria and became the first full-time pain and palliative care physician by estab-
lishing the first pain and palliative medicine department at the Federal Medical 

Figure 1. 
The center for palliative care at the University College Hospital (UCH), Ibadan. It provides day care and 
outreach services for home-based care.
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Centre Abeokuta, Nigeria. This was the first hospital-based palliative medicine 
services and the beginning of integrating chronic pain management, palliative and 
end-of-life care, into an acute care hospital in the country [8]. Through his efforts 
the country today can boast of more than 15 similar facilities in Nigeria making 
use of their local institutional policies to move forward. Most families prefer the 
home-based care. It provides familiar environment, opportunity to attend to 
siblings, access to family and friends and privacy are advantages. This is performed 
in conjunction with family, primary care team and specialist within the hospital or 
hospice.

Despite the prescriptions of the WHO in 2002 and its re-emphasize at the 2004 
WHO general assembly that palliative care should be integrated into all nations’ 
health care system, several African countries including Nigeria are yet to approve it 
as a policy. This situation had contributed significantly to the slow level of palliative 
care development in Nigeria, as the palliative care practitioners have no access to the 
nation health budget.

3. Palliative care-challenges in Nigeria

The problems militating against the provision of palliative care in Nigeria can be 
broadly classified into the following:

1. Poor awareness, knowledge and skills

2. Inability to discuss cancer diagnosis and management with patients

3. Lack of trained professionals

4. Lack of resources

5. Problems associated with availability of medications including oral opioids

6. Lack of government policy/priority

3.1 Poor awareness

In Nigeria, 60–70% of patients present to health care facilities with advanced 
disease, when treatment for cure is virtually impossible [11–13]. Patients are 
referred late for care and by the time they get to the palliative care center, most of 
them were already down. The reasons for late presentation include late recognition 
of initial symptoms due to lack of knowledge, search for alternate treatment and 
cure, inappropriate advice, poverty and fear of hospitals. Such patients at presen-
tation are at an advanced stage of the disease with several distressing symptoms 
requiring palliative care.

Many victims of terminal diseases have died as a result of lack of knowledge 
about palliative care. Statistical data are grossly inadequate and unreliable in 
Nigeria. The absence of a population-based cancer registry in the country has 
hampered policy formulation and planning [7]. In a study about knowledge of pal-
liative among medical interns in a tertiary health institution in north-west Nigeria 
by Nnadi and Singh in 2016, the interns showed inadequate knowledge about 
palliative care. Among those that reported knowledge about palliative care, many 
held misconceptions regarding the signs and symptoms and the disease conditions 
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that require palliative care [14]. The sources of knowledge about palliative care were 
mainly from school lectures and healthcare personnel. This underscores the need 
to include palliative care in the school curriculum both at the undergraduate and 
postgraduate levels. The residency training is a critical window of opportunity for 
training about good end-of-life care for dying patients and their relatives [14].

A similar study in Ibadan, Nigeria in 2002 on the knowledge and attitudes of 
terminally ill patients and their relatives to palliative care and hospice services in 
Nigeria, showed gross lack of knowledge about palliative care in our community, 
but a positive attitude towards palliative and hospice services [4].

There is also poor knowledge of palliative care among health care workers and 
reluctance by doctors in Nigeria to prescribe morphine where it is available because 
of fear of addiction. Morphine remains a controlled drug in Nigeria and in some 
other countries because of fear of diversion of prescribed morphine. Knowledge gap 
have also been identified even among health care practitioners that provide pallia-
tive care in terms of their understanding of the goals that palliative care seeks to 
achieve [15]. Financial constraint is given as the major physical factor that prevents 
the patients from acquiring even their pain medications.

3.2 Spiritual consciousness

Nigeria is a multi-ethnic, multicultural and multi-religious country. Islam is 
the major religion in the north, while Christianity predominates in the south. In 
between there is an amalgamation of Christianity and Islamic religious practices. 
Despite the practice of these major religions, traditional religious worship reign 
supreme. The influence of traditional religion permeates the life of an average 
Nigerian. Religion influences our action, our decision, inspirations, goals, motiva-
tions, principles and our contentment. Thus traditional medicine practitioners are 
well patronized and are usually the first port of call especially in the rural setting. 
Orthodox medical care is still viewed with suspicion even among the educated class.

There is a belief in a diabolical interference existent in almost all illnesses in 
Nigeria. Accusing fingers are usually pointed to an “envious” neighbor or mate as 
being responsible even for the slightest form of ill health. The rising trend of the 
Pentecostal religious movement has not helped matters. It poses a significant means 
of spiritual or faith-based healing among Nigerians. The health implication is that 
among many Nigerian Christians, faith healing ministers have taken the place of 
conventional therapists for their health problems. These confirm that the belief in 
the efficacy of African traditional healing and church spiritual healing is so strong 
among Nigerians that they rely on these methods irrespective of some experiences 
of failures. Thus, many individuals who are unfortunate to be befallen by terminal 
diseases, attribute their predicaments to witchcraft and spiritual attacks [9].

Many Nigerians don’t believe in making their wills until the final moment 
because of a strong belief in dying by natural means and for fear of being killed by 
disaffected family members. Thus speaking of impending death is seen as a taboo. 
This presents a major obstacle in rendering palliative care in our environment. 
There seems to be a culture of “death denial” among patients, their relatives, and 
healthcare professionals [16]. Thus having an eye-to-eyeball discussion of impend-
ing death with a terminally ill patient may result in stigmatization of the doctor. 
Suspicion, abuse, rejection of therapy and even signing against medical advice may 
follow. The patient may then gravitate from one health care facility to another in a 
futile attempt to get cure. Spiritual homes, faith-based healing centers and herbal 
remedies would be profusely patronized at a great cost to the patient. When eventu-
ally death comes, the family and dependents are left impoverished and unable to 
foot the burial expenses. Our people hardly accept the reality of failed treatment 
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postgraduate levels. The residency training is a critical window of opportunity for 
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There is also poor knowledge of palliative care among health care workers and 
reluctance by doctors in Nigeria to prescribe morphine where it is available because 
of fear of addiction. Morphine remains a controlled drug in Nigeria and in some 
other countries because of fear of diversion of prescribed morphine. Knowledge gap 
have also been identified even among health care practitioners that provide pallia-
tive care in terms of their understanding of the goals that palliative care seeks to 
achieve [15]. Financial constraint is given as the major physical factor that prevents 
the patients from acquiring even their pain medications.

3.2 Spiritual consciousness

Nigeria is a multi-ethnic, multicultural and multi-religious country. Islam is 
the major religion in the north, while Christianity predominates in the south. In 
between there is an amalgamation of Christianity and Islamic religious practices. 
Despite the practice of these major religions, traditional religious worship reign 
supreme. The influence of traditional religion permeates the life of an average 
Nigerian. Religion influences our action, our decision, inspirations, goals, motiva-
tions, principles and our contentment. Thus traditional medicine practitioners are 
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Many Nigerians don’t believe in making their wills until the final moment 
because of a strong belief in dying by natural means and for fear of being killed by 
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or death. Their firm belief is that doctors treat and make patients well. The doctor 
must continue to offer hope even when reality is to the contrary. Where death is 
accepted, many would want to be at home so that they can make their peace, say 
farewell, and give final instructions to immediate relatives [9]. Hence one finds that 
many terminally ill keep away from medical treatment for fear of hospitalization.

3.3 Psycho-social problems

The model approach to palliative care in the western world differs significantly 
from the African setting. Palliative care needs in African countries include home 
and respite care, pain and symptom control, financial, emotional and spiritual 
support, and also food, shelter, legal help, and school fees. Management of disease-
related pain in patients with hunger pains highlights the importance of adapting 
palliative care models from developing countries to African settings. Traditions 
dictate appropriate models and places of care: sick people might be removed from 
villages to avoid risk to the community, or returned from the hospital to the com-
munity to avoid dangers of overcrowded wards and toxic drugs from developed 
countries. Access to effective cancer pain relief is hampered by poor social condi-
tions, criminality and urban violence.

There is some social stigma associated with disease entities. Stigma can prevent 
patients with HIV/AIDS from referring themselves to palliative care.

Many Nigerians would not want to be associated with terminal diseases. They 
believe that if the public comes to know about their state of health, it would bring 
dishonor to them and family [9]. The stigmatization that is being shown to victims 
of deadly diseases in Nigeria, affects the socio-economic progress of the country, as 
the sufferers probably miss work, and are unemployed or stop-working early. In the 
mainly Islamic northern part of the country, cultural norms such as Purdah restric-
tions can prevent women from seeking health care outside the home for themselves. 
Cultural norms such as traditional practices and use of herbs also discourage the 
use of more effective modern medical practices. This underscores the relevance of 
social support in coping with adversity among patients of diverse ethnic origin. In 
Nigeria, the perception of ill-health is much more complex than the mainstream 
biomedical approach. The concept of well-being and ill-health is much more 
holistic, involving the body, the mind and in some instances the supernatural. Thus, 
superstition, ignorance and cultural practices tend to affect the health-seeking 
behavior of our people. In our setting, the multidisciplinary palliative care team 
should include spiritual care givers, family members and friends so as to meet the 
entire needs of the patient.

3.4 Governmental policy

Palliative care in Nigeria is still at a developmental stage. Initially the attitude of 
the Nigerian government towards palliative care was weak and non-committal due 
to lack of advocacy. Through the efforts of the Hospice and palliative care associa-
tion of Nigeria (HPCAN), palliative care services have appreciated in almost all the 
six geopolitical zones of the country. The association has liaised with the federal 
ministry of health to establish palliative care units in all tertiary health institutions 
in the country. In addition, the federal government of Nigeria has designated six 
federal hospitals as oncology centers of excellence.

Despite all these, there remain a lot of challenges in implementation of effec-
tive palliative care services in Nigeria. Many cancer treatment centers are located 
mainly in the urban setting. Thus patients in the rural areas cannot access them 
due to distance barriers and poverty. Many radiotherapy centers in the country 
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lack functional machines. Even when the machines are available, there is dearth 
of adequate manpower to maintain them. Morphine, the gold standard medica-
tion for pain relief in cancer patients, remains a controlled drug in Nigeria. Due to 
fear of misuse and abuse, the government is yet to decentralize the distribution of 
opioids in the country. The Federal Ministry of Health remains the sole importer 
of opioids, while the National Agency for Food and Drug Administration and 
Control (NAFDAC) monitors the distribution. The result is that morphine is not 
readily available to those that need it [8, 9]. Some health workers consequently, 
have resorted to less effective but more available alternative medications such as 
Tramadol and Pentazocine, for pain relief.

The problems facing the implementation of effective palliative care in Nigeria 
cannot be excised from the overall prevailing socio-economic condition in the 
country. Poverty, ignorance, insecurity, poor funding of healthcare, inadequate 
manpower and poor policy formulation and implementation constitute obstacles to 
effective good health care delivery.

4. The way forwards

There is a paucity of information on hospice and palliative care provision in 
Nigeria and only a weak evidence base upon which to build policy and practice 
development. Overall, services remain scattered and piecemeal in the country, and 
coverage is poor. Pioneer workers in palliative care established small models of care 
to act as foci for education initiatives, so that palliative care can spread to wider 
areas. They saw in education, as the best hope of contributing care for the dying. 
It would be wishful thinking to assume that age old beliefs could be eradicated in a 
twinkle of the eye, but education will create awareness, remove taboos, and modify 
some attitudes and behaviors. The best way to do this is by incorporating palliative 
care into the medical undergraduate curriculum and residency training program. 
Public enlightenment through the print and electronic media will further create 
awareness; eliminate the stigma associated with terminal illness and regard dying as 
a normal process. It will provide psycho-social, spiritual and bereavement support 
for family members. Patients with terminal diseases should be encouraged to seek 
palliative care at a place best suitable for them. Outreach services for home-based 
care should be encouraged and adequately funded.

We need advocacy to present our case to the general populace. Government 
alone cannot shoulder the responsibility involved in implementing an effective 
palliative care. The private sector of the economy, corporate bodies, religious and 
traditional leaders need to be carried along. The government needs to address 
its policy on availability and distribution of morphine in the country. Palliative 
care champions in Nigeria are working to demonstrate how morphine access can 
be appropriately integrated into healthcare systems. Through political advocacy 
and public awareness, the necessity of integrated palliative care can be better 
understood.

5. Conclusion

Both Specialist and integrated palliative care have important role in Nigeria as 
the “extended family” system is fast breaking down. Grafting palliative care into 
existing networks of home-based care is feasible and must be adapted to Nigerian 
needs. Government policy and support, private-public partnership initiative, 
collaboration with partners is essential to establish palliative care education and 
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Chapter 8

Palliative Care Services from Past 
to Present
Murat Can Mollaoğlu, Döne Günay and Mukadder Mollaoğlu

Abstract

Palliative care (PC) refers to all services provided to make the remaining life of 
a patient meaningful and valuable. It is recommended that palliative care that is 
applied to improve the life quality of the patients should not be based only on the 
diagnosis and prognosis of the disease but also on the need of the patients. Even, 
palliative care was administered only in the late stages of diseases in the past, but 
these days it is recommended to be administered in addition to therapies starting 
from the diagnosis of life-threatening diseases. Palliative care requires a multidisci-
plinary team approach consisting of professionals who serve for a common purpose. 
No single palliative care model can be fit for all conditions. However, there is a 
universal fundamental principle of palliative care: it should address the individual 
wishes and needs of each patient and the relatives of patients. The development 
and training of palliative care services vary from country to country: palliative care 
services are in the development stage in developing countries, compared to devel-
oped countries. This chapter provides necessary information about palliative care 
services, a multidisciplinary health service.

Keywords: palliative care, the purpose of palliative care, palliative care models, 
palliative care levels, palliative care in the world

1. Introduction

Scientific and medical advances in the last century have prolonged and facili-
tated life and delayed death. Advances in biomedical and clinical medicine have 
enabled the prevention and/or treatment of many diseases [1]. Recently, improve-
ments in treatment models have significantly reduced or palliated the crucial effect 
of many diseases which were killing people in a short time in the past [2].

The World Health Organization (WHO) defined palliative care for the first 
time in 1989 as follows: “palliative care is an approach that improves the life quality 
of patients and their families facing the problem associated with life-threatening 
illness, through the prevention and relief of suffering by means of early identi-
fication and impeccable assessment and treatment of pain and other problems, 
physical, psychosocial and spiritual” [3]. In 2014, the WHO added another view 
to the definition: “Palliative care is the responsibility of all physicians”; thus, 
the definition of palliative care became comprehensive [4, 5]. Palliative care is 
a multidisciplinary care that aims to prevent or palliate the symptoms, relief of 
suffering of patients, and improve life quality of them [6]. Palliative care should 
not only be applied to patients in the final stages of life: it should be integrated 
into medical care and curative and life-long treatment, regardless of disease stage 
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[7, 8]. In palliative care, patient-specific care, family support, multidisciplinary 
teamwork, and effective communication are essential [6]. In short, palliative care is 
a philosophy of care and is based on holistic care and support for families including 
the mourning period [9, 10].

2. Purpose, philosophy, and components of palliative care

2.1 The purpose of palliative care

The goal of palliative care is to restore the functional capacity of a patient by 
being sensitive to the cultural and local values, beliefs, and practices of the indi-
vidual, to alleviate pain, and to improve the life quality by controlling the symptoms 
[6, 11, 12]. In other words, the purpose is to reduce or eliminate the symptoms of 
the disease without any further examinations when the cure is no longer possible in 
the disease. Indeed, what the WHO expected from palliative care team is to respect 
patients and their relatives and to consider their wishes. This expectation should 
be interpreted as providing health care to the patient and his/her relatives that 
will ensure their well-being regardless of their age, economic or social status, and 
disease characteristics [1, 4, 7, 9, 13].

2.2 Basic principles of palliative care

The basic principles of palliative care can be summarized as follows:

• To integrate the psychosocial and spiritual aspects of patient care

• To reduce other symptoms, pain in the first place

• To ensure that the patient and the relatives of the patient accept death as a 
normal process

• To neither expedite nor delay death

• To make the patient as active as possible until death

• To provide support to patients’ relatives to cope with problems during the 
illness

• To identify and meet the needs of the patient and his/her family including the 
mourning period

• To manage the clinical complications resulting from treatments such as radio-
therapy and chemotherapy [7, 9, 14, 15]

2.3 Philosophy of palliative care

According to the philosophy of palliative care, the patients are provided with 
care and support in various institutions; death is part of ordinary life; physical, 
social, and spiritual aspects of care all are integrated; and the main targets are to 
enhanced life quality of the patients and to ensure that the patient quickly returns to 
his/her social life [10, 16].

93

Palliative Care Services from Past to Present
DOI: http://dx.doi.org/10.5772/intechopen.88990

Cancer patients in need of palliative care are a group of patients with high psy-
chosocial, spiritual, and physical needs who experience many different symptoms, 
especially pain [6, 8]. In addition, the level of distress experienced by the family and 
its members increases in this period, and this situation affects the family order inten-
sively. The most common problems experienced by cancer patients include physical 
symptoms such as pain, nausea, vomiting, fatigue, constipation, and loss of appetite. 
However, psychological problems such as anxiety, fear, helplessness, hopelessness, 
exhaustion, and depression are also common in patients. Economic and social prob-
lems are other important problems for cancer patients [6, 8, 10, 13]. Patients’ need for 
palliative care to cope with all these problems is increasing. Palliative care includes a 
holistic approach to cancer treatment that can improve or optimize the quality of life of 
cancer patients and their relatives in the best possible way, meeting the needs [4, 6, 9].

Palliative care is one of the most critical building blocks of the war against 
cancer. Palliative care is a significant health service, responsibility, medical 
requirement, and need from the diagnosis of cancer to the end of life and is an 
indispensable element of national health policies. Therefore, it is imperative that 
the palliative care service for cancer patients has basic dimensions such as symptom 
control; psychological, spiritual, and emotional support; support for the families 
and relatives of cancer patients; and support during the mourning period [4, 7, 
13]. The World Health Organization envisages the development of palliative care 
services in all countries. The WHO also envisions the establishment of a pallia-
tive care service network, which can serve the whole country, in underdeveloped 
countries with low-income levels even if they can do nothing about cancer [7]. The 
WHO recommends the completion of shortcomings in palliative care, rather than 
the investments that could bring considerable burdens on the country’s economy, 
such as expensive treatments, radiotherapy devices, or screening programs [1, 5].

2.4 Palliative care team

Palliative care is provided by a team of experienced and trained medical staff 
who serve for a common purpose and volunteer. This service needs multidis-
ciplinary healthcare services, including an algologist, oncologist, neurologist, 
surgeon, palliative care nurse, cleric, social volunteers, and psychologist [10, 17].

Besides what is mentioned, it also needs an interdisciplinary approach; the pal-
liative care team provides care to the patient and his/her family and plans the care 
plan to include the various components according to the current and future needs of 
the patient [17, 18].

These components are listed as follows:
Patient population: palliative care is for patients in all age groups who are affected 

by chronic illness or trauma and whose life quality is adversely affected [12, 17].
Patient- and family-oriented care: in palliative care, the patient and his family should 

be given tailored care, and the care plan should be applied and evaluated individually 
taking into account the patient’s and family’s preferences and objectives [8, 17].

The continuity of palliative care: palliative care should start with the diagnosis of 
a life-threatening disease and should continue throughout the treatment period, 
after treatment, and until the death of the individual and during the mourning 
period [6, 17].

Comprehensive care: in palliative care, multidimensional diagnosis is required to 
eliminate the psychological, spiritual, social, and physical problems of the indi-
vidual and his/her family and to alleviate pain [4, 17].

Interdisciplinary team: a palliative care team should primarily include medical, 
nursing, and social work professionals. Palliative care may also require a broad 
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after treatment, and until the death of the individual and during the mourning 
period [6, 17].
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team of collaborators, such as psychologists, pharmacologists, religious officials, 
mourning consultants, dietitian, physics/vocational/art/game and music thera-
pists, case managers, trained volunteers, home care assistants, and voluntary 
organizations [7, 17].

Alleviation of the pain: the primary objective of palliative care is to take measures 
to prevent the pain and other symptoms, as well as the many problems caused by 
the disease and treatment, and to eliminate these problems [6, 17].

Communication skills: effective communication in palliative care is crucial for 
helping to make medical decisions, determining goals and preferences, active listen-
ing, and sharing of useful information.

The skill of care during death and mourning period: in the process of mourning 
and loss, the palliative care team must be aware of the age-related physical and 
psychosocial symptoms, the care and support needs of the patient and his family, 
the early signs and symptoms of death, and the prognosis of death [8, 17].

Ensuring continuity of care between institutions: palliative care should work in 
conjunction with all systems involved in health care (such as hospitals, emergency ser-
vices, hospices, home care, community, and school). The palliative care team should 
cooperate with professional and nongovernmental organizations in these specified 
healthcare settings to ensure the continuity and coordination of palliative care [17, 18].

Equality in accessing palliative care: the palliative care team is responsible for 
providing a service that is accessible to all, regardless of race, ethnicity, gender, 
socioeconomic status, place of residence, and cultural attitudes [12, 17].

Quality service delivery: palliative care services should be of high quality and 
outstanding. It is vital to regularly determine the requirements for a quality service, 
to measure the care process using appropriate measurement tools, and to ensure 
continuity [4, 8, 10, 17].

2.5 Palliative care needs

Palliative care provides a cost-effective service by reducing unnecessary diag-
nostic and therapeutic interventions, ineffective intensive care, and emergency 
department admissions [14, 19]. It has been reported that the integration of pal-
liative care from the early stages of the disease increases the quality of care and 
prolongs the life span [18, 20].

Patients, who are bedbound, do not have curative treatment and have difficulty 
in controlling physical and emotional symptoms evaluated by the palliative care 
team. If the palliative care team thinks that it will improve the life quality of the 
patient and his/her family, the patient is admitted to the palliative care unit [19, 21].

Criteria for admission to palliative care unit:

1. Patients with a visual analogue scale (VAS) pain score of ≥5 despite medical 
treatment, impaired sleep patterns due to pain, and persistent pain even at rest 
and patients that cannot be administered with medical treatment due to side 
effects

2. Malnutrition patients whose oral intake is impaired, who have a nutritional 
risk screening 2002 score of ≥3, have a weight loss over 10% in the last 6 
months, and who need enteral or parenteral nutrition because they cannot 
feed orally

3. Patients who is infected and treatment-resistant and who has stage III–IV 
(according to Norton/Braden) decubitus ulcer
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4. Patients who are diagnosed with delirium and whose etiology is multiple or 
uncertain

5. Geriatric syndromes: falls, incontinence, neglect, and abuse

6. Fragile patients with treatment-resistant stage IV heart failure

7. Patients with worsening clinical symptoms and laboratory symptoms (dysp-
nea, hemoptysis, uncontrolled pain, etc.) despite treatment; patients with 
a Karnofsky Performance Scale score of <70%; patients with oncological 
emergencies such as vertebra metastasis and hypercalcemia; patients who had 
pneumonia more than two times in the last 3 months; oncology patients with 
high comorbidity, shorter life expectancy than 6 months, and progressive 
disease despite treatments such as surgery, radiotherapy, and chemotherapy

8. Patients with treatment-resistant end-stage chronic lung disease

9. Dementia patients with acute changes in the clinical picture: Functional 
Assessment Staging of Alzheimer’s disease (FAST) [19, 20]

2.6 Target groups in palliative care

The World Health Organization (WHO) Worldwide Palliative Care Alliance 
(WPCA) states the medical conditions that require palliative care as follows:

Diseases requiring palliative care in adults: cancers, Alzheimer’s, dementia, car-
diovascular diseases, cirrhosis, chronic obstructive pulmonary disease, diabetes, 
acquired immune deficiency syndrome (AIDS), renal failure, multiple sclerosis, 
Parkinson’s disease, and rheumatoid [19, 22].

Diseases requiring palliative care in children: cancers, neonatal diseases, congenital 
anomalies, cardiovascular diseases, blood and immune disorders, meningitis, cir-
rhosis, AIDS, kidney diseases, and neurological disorders.

Persons who will provide palliative care to children should receive specialized 
training, and palliative care should be family oriented. Parents’ comments on 
palliative care, taking part in the care of the child and being in a decisive position 
on legal issues, may cause disagreement with the team. Therefore, cooperation with 
the family is required. Families generally prefer home care after the acute period. In 
developed countries, this system is more suitable in terms of cost and compliance of 
the child. The palliative care team should cooperate with the family through home 
visits, educate the family on care, and provide psychosocial support to the family 
[8, 22].

3. Palliative care levels

3.1 Basic palliative care approach

It is a system where palliative care principles are applied by all health profes-
sionals and clinicians [4, 22]. Most patients with severe and progressive diseases are 
cared for by these clinicians in the hospital. Thus, this system focuses on the prin-
ciple that all clinicians should have good knowledge and skills about the palliative 
care approach [23]. Therefore, these clinicians should be able to meet the healthcare 
needs of these patients who need palliative care [4, 22, 23].
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3.2 General palliative care

At this level palliative care will be provided to the patients and their families by 
non-palliative care physicians and nurses who have palliative care experience. This 
understanding is defined as an intermediate level of palliative care, and a full-time 
palliative care is provided at this level [4]. These services can be provided in private 
centers or nursing homes. On certain days of the week and at certain times, a physi-
cian reviews the palliative care requirements at the care center where these patients 
are staying. He/she plans symptomatic therapy. Nurses work for limited hours in 
these centers. Other auxiliary health personnel also help with palliative care [23]. 
When complex cases occur at the level of general palliative care, these cases are 
referred to centers providing palliative care at a more advanced care level. This team 
also works as a local resource and training group [1, 17].

3.3 Specialist palliative care

This level of palliative care approach requires patient and family care and 
support depending on patient needs and available resources. There is a multidisci-
plinary approach to health care [1, 23]. This is the branch of specialization whose 
primary training and service area is palliative care. This branch deals with complex 
patients who require more time and need more care and require higher education 
and more staff and resources [4]. Palliative care specialists and other healthcare 
professionals trained in palliative care serve complex patients who need more care 
in hospitals or palliative care centers and hospices. In developed western countries, 
physicians who complete their education as an assistant in palliative care or pallia-
tive medicine departments in medical faculties are entitled to receive a palliative 
care certificate. Palliative care professionals are assigned to palliative care services of 
university hospitals or other hospitals or may work as a consultant in these services. 
Palliative care specialists may be consulted for patients in the ICU or other depart-
ments [23]. This team also works as a national resource and training group [1, 17].

4. Palliative care delivery models

Palliative care is delivered to the patients via four main models [1, 17].

4.1 Ambulatory palliative care clinics

This care for outpatient patients can be delivered in inpatient units, nursing 
homes, or other units, and patients can visit these places for 1 or several days a week 
for palliative care. These services include services such as medical support such as 
blood transfusion, pain treatment, symptomatic treatment, social services such as 
shower and bath, physiotherapy/vocational training, rehabilitation, massage, or 
psychosocial and spiritual support [4]. These centers offer low-cost care; hence, 
these centers have come to the forefront in recent years. In these clinics, services 
such as symptom control and nutritional support are provided, and patients and 
their families are supported psychosocially and morally. Families of patients are also 
trained in care [4, 15, 17].

4.2 Home-based palliative care

Healthcare professionals or nonprofessional caregivers provide care to the 
patient in their homes. In this way, hospital-level palliative care is provided at the 
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patient’s home. Home-based palliative care is based on traditional medical care 
and a supportive institutional model (hospital) [1, 13]. The patient can reach the 
palliative care support 24 hours a day, 7 days a week. In the home-based palliative 
care model, symptom control and terminal care services and basic needs of cancer 
patients are available through palliative care units at hospitals [17].

4.3 Inpatient palliative care units

These are the units in a hospital where the primarily responsible official is an 
internal medicine specialist or general surgeon and recommendations and support 
are frequently received from specialized palliative care staff [4]. In recent years, an 
increased number of hospital-based palliative care programs have been available to 
palliative care patients. General patient services in these clinics may not be appro-
priate for cancer patients with specific physical and psychosocial problems and 
who require a specialized approach. When a patient’s care at home becomes harder 
in the advanced stage of the disease, palliative care centers accept the patient and 
support both the patient and his/her family in terms of pain relief, nutrition, 
psychological and social support, care, and training of the family [1, 4]. These 
units have improved care quality and reduced care costs for complex, high-risk 
patients who suffer from pain and other symptoms and whose basic needs are not 
met adequately [1, 17].

4.4 Inpatient consultation services

Providing services through consultancy is the most frequently used information 
method from past to present. Consulting services are an on-demand evaluation and 
management service [8, 10]. Clinical care may be requested by clinical physicians or 
other health professionals according to the care needs of inpatients. In palliative care, 
inpatient counseling services are provided by an interdisciplinary team. The team 
includes social workers, priests, psychologists, volunteers and therapists, and primar-
ily doctors and nurses trained in palliative care services [4, 24]. This system provides 
uninterrupted service every day and every hour of the week. It is advantageous for it 
to be cost-effective because it contains fast, low-resource applications [4, 8, 24].

5. Palliative care practices in the world

Throughout the history of humanity, all societies have endeavored to provide 
adequate care, support, and respect to patients and the dead. In this historical 
process, as a result of the ever-increasing innovations in drug therapy since the 
1950s and the better understanding of the dying patient’s psychosocial and spiritual 
needs, the foundation of palliative care principles was laid [4]. Hospices were first 
established at the beginning of Christianity during the Roman Empire. In the fourth 
century AD, these places were transferred to religious institutions. Although this 
tradition was tried to be kept alive in the middle ages, many of the hospices were 
closed or converted into monasteries during the Reform period. This continued 
until the nineteenth century until Jeanne Garnier opened the first hospice center 
(Calvaire) in France in 1842, dedicated to terminal patients [11].

The first modern hospice named “Saint Christopher,” founded by Dr. Cicely 
Saunders in London in 1967, laid the foundations for palliative care in the world and 
inspired other countries and people. With this hospice, protocols for palliative care of 
terminal patients were identified, and the number of palliative care providers increased 
rapidly in the United Kingdom and other European countries [25]. America and other 
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western countries began to establish hospices for palliative care. Until the mid-1980s, 
the concept of palliative care was used instead of hospice care. In the early 1990s, 
the concept of palliative care was used for the care of individuals dying of cancer in 
America. Besides, individuals with other chronic diseases such as heart failure and lung 
disease also began to benefit from palliative care. Palliative care began to develop as a 
special branch in the mid-1990s and currently covers the care of patients with chronic 
diseases [4, 10, 26]. Over time, the understanding of palliative care has changed. 
Following this, the WHO defined palliative care and in 2004 published the “National 
Palliative Care Guidelines.” Due to the need for palliative care and the need to provide 
effective care for patients, an independent area of expertise called “palliative medicine” 
was introduced in the United Kingdom, and specialists were trained in this field [25].

The European Association for Palliative Care demands formal certification pro-
grams and expertise in palliative care from policymakers and national councils. The 
European Association for Palliative Care conducts studies on training in palliative 
care and publishes guidelines on this issue. Through palliative care training manual 
for nurses [17, 25] and a guide to developing palliative care training in medical 
education, issues to be considered in palliative care training (palliative care and its 
importance; management of pain and other symptoms; psychosocial and spiritual 
care; ethical and legal issues in palliative care; communication and teamwork) by 
universities were identified [17, 27, 28].

The first palliative care in Germany began in 1983 with the establishment of a 
palliative service in the surgical department of the University of Cologne. The number 
of palliative care centers increased rapidly with the launch of a sample study by the 
German Ministry of Health between 1991 and 1996. According to Germany’s 2005 data 
on palliative care, 111 hospice services, 131 hospices with beds, palliative care units in 
116 hospitals, and 40 home-based palliative care services are actively performed [17, 29].

Italy is the leading country in palliative care, professional training, and research. 
The Academy of Palliative Medical Sciences in Bologna has been carrying out the 
necessary educational activities for the development of PC culture since 2007. The 
academy strengthened many international cooperation programs to be active in 
PC training activities [8, 10, 19]. To develop specialist nurses who have palliative 
care qualities and can provide the best palliative care services with evidence-based 
practices, Australia established a palliative care curriculum for nursing education 
and integrated palliative care into the undergraduate curriculum [10, 17].

Palliative care covers many disciplines. The palliative care process, which is 
developed parallel to the prevalence of cancer in the world, is carried out in differ-
ent levels in developed and developing countries. Some countries where palliative 
care is considered a separate area of expertise include the United States, the United 
Kingdom, Canada, and Australia. There are guidelines for the treatment of different 
symptoms (bone pain, neuropathic pain, vomiting, depression, dyspnea, muscle 
spasm, terminal delirium, etc.). The American Medical Association applies a train-
ing program for end-of-life care for doctors and nurses. These programs include 
standards for the control of symptoms (pain, delirium, dyspnea anxiety, etc.) seen 
in the terminal stage [17, 27, 29].

The American Medical Association applies a training program for end-of-life 
care for doctors and nurses. These programs include standards for the control of 
symptoms seen in the terminal stage. Harvard University’s Palliative Care Center 
organizes regular programs for nurses and doctors on palliative care. These 
programs aim to create awareness of interdisciplinary palliative care and to train 
educators specializing in palliative care [4, 10, 17]. Harvard University’s Palliative 
Care Center organizes regular programs for nurses and physicians on palliative care 
to create an interdisciplinary palliative care awareness and train trainers who are 
specialized in palliative care [4, 17, 27]. Harvard University created the “Palliative 
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and End-of-Life Care Training Project” in 1997 to train health professionals and 
increase their clinical competence in palliative care. This project was supported 
by the American Medical Association, the Robert Wood Johnson Foundation, the 
National Cancer Institute of America, and some national organizations, and more 
than 2000 trainers in 16 countries have received training under this project to this 
day. With a distance education program of 16 modules, the training program for 
health professionals has been continuing for about 17 years [10, 17, 30].

The Middle East Cancer Consortium organizes postgraduate courses for health 
professionals from member countries such as Cyprus, Israel, and Jordan. In under-
graduate nursing education in Israel and Jordan, palliative care is part of clinical 
education. In the Arodaphnousa Hospice in Nicosia in Cyprus, the second and third 
year nursing students practice for 2 weeks. There are plans to make palliative care a 
minor in Israel [4, 17, 28].

5.1 Palliative care criteria of the worldwide palliative care alliance

According to the Worldwide Palliative Care Alliance (WPCA) 2014 report, 234 
countries in the world have been classified in 4 groups that have sub-groups accord-
ing to palliative care development. The WPCA has classified palliative care accord-
ing to the following criteria [8, 22]:

• Palliative care throughout the country

• Comprehensive palliative care service integrated into the health system

• The inclusion of palliative care in general public health policies and transfer-
ring funds from other funds

• Participation of health personnel and local associations

• Effective and continuous palliative care policies

• Advanced and defined palliative care training systems

• Availability of morphine

• Palliative care awareness in the local community and health personnel

• Academic cooperation with universities

• National palliative care associations

5.2 Palliative care service classification

Today, palliative care services vary according to the level of development of 
countries as seen below [4, 8, 17, 28].

Group 1 countries whose hospice-palliative care activities are unknown: this group 
includes 75 countries (32%) such as Afghanistan, Chad, Guinea, Comoros, Korea, 
Libya, and Uzbekistan. There is no hospice-palliative care in these countries. Also, 
these countries do not have any palliative care policies that cover the whole country 
[4, 8, 17, 28].

Group 2 countries whose hospice-palliative care services are being developed: this 
group includes 23 countries (10%) such as Azerbaijan, Bolivia, Algeria, Haiti, 
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Montenegro, and the Vatican. There are no active palliative care units in these coun-
tries. However, efforts are being to establish palliative care services [4, 8, 17, 28].

Group 3 countries which have only local palliative care services and hospices:
Group 3A countries: these countries have an insufficient number of local-

ized clinics and low-capacity palliative care. These units are not integrated into 
the health system and are mostly funded by personal donations. Morphine 
availability is limited. Governments do not adequately support palliative care 
activities. This group includes 74 countries (31.6%), including Angola, Bahrain, 
Bangladesh, Brazil, Bulgaria, Iran, Kuwait, Lebanon, Mozambique, Paraguay, and 
Sudan [4, 8, 17, 28].

Group 3B countries: localized palliative care services are not integrated with 
the general health system. Financial resources are personal donations, public and 
private health insurance, and local government resources. There are limited educa-
tional activities carried out by associations. Morphine is easily accessible. This group 
includes 17 countries (7.3%). Some of them are Portugal, Cyprus, Argentina, Malta 
Turkey, India, Nepal, Lithuania, Croatia Bosnia, and Herzegovina [4, 8, 17, 28].

Group 4 countries with hospice-palliative care services integrated into a health 
system:

Group 4A countries: several palliative care services are shared in these countries. 
Healthcare staff and people are aware of the importance of palliative care in these 
countries. Morphine and strong analgesics are easily accessible. These countries 
have limited palliative care policies and national palliative care associations. 
This group includes 25 countries (10.7%). Some of these are Costa Rica, Kenya, 
China, Denmark, Israel, Finland, Hungary, New Zealand, Malaysia, Mongolia, the 
Netherlands, and Spain [4, 8, 17, 28].

Group 4B countries: this group includes 20 countries (8.6%). Comprehensive pal-
liative care services are available throughout these countries. These countries have 
active palliative care policies. There are advanced palliative care education systems 
and national palliative care associations that cooperate with universities. Some of 
these countries are Romania, Singapore, Sweden, Switzerland, Uganda, the United 
Kingdom, the United States, Australia, Iceland, Austria, Belgium, Canada, France, 
Germany, Hong Kong, Poland, Ireland, Italy, Japan, and Norway [4, 8, 17, 28].

In developed countries, a comprehensive palliative care service is available, while 
in developing countries, palliative care is under development. According to the 
WHO-WPCA 2014 report, in 2006, 21 countries (9%) had hospice-palliative care 
units, while in 2011, 136 (58%) of 234 countries had 1 or more palliative care units 
[8, 30]. The report indicates that there were positive developments in palliative care 
services in 2013. Seventy-five countries do not have palliative care; in 23 countries, 
palliative care services are being developed; 91 countries provide palliative care 
through local services; and 45 countries provide palliative care services integrated 
to health services. In short, developments are continuing in palliative care services 
in many countries of the world [17].

6. Palliative care practices in Turkey

The first step of palliative care in Turkey was performed by the Ministry of 
Health Department of Cancer Control in 2008: to eliminate the problems related 
to palliative care, the relevant units of the Ministry prepared a project called 
“Palli-Turk” with the contribution of many institutions, especially the WHO, and 
launched this project as of 2011 [11, 31, 32].

Nowadays, the increase in the number of palliative care centers is of great 
importance for the patients and their relatives. The Ministry of Health supports 
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these centers both in terms of institutionalization and training of employees. For 
this reason, both the Ministry of Health and the palliative care association organize 
workshops and training programs [16, 31]. Moreover, guidelines prepared by the 
Ministry of Health according to the conditions and priorities of Turkey aim at 
identification and institutionalization of palliative care; development of aware-
ness of palliative care, gradually increasing the number of palliative care services 
until 2023; creation of trained and experienced professional teams in the field of 
palliative care; and service to patients in need of palliative care. The reasons for the 
neglect of palliative care services in Turkey until today include family structure, 
problems in human power, lack of curriculum, lack of expertise in palliative care, 
and lack of awareness in health workers and patients [9, 33].

The number of palliative care centers in Turkey is not yet sufficient. However, 
serious efforts in the last 15 years have led to a significant increase in the number 
of palliative care centers. According to current data, as of May 2018, palliative 
care services are provided with 3971 beds in 307 health facilities in 80 cities  
[25, 33, 34]. The infrastructure and trained staff needs of these centers need to be 
prioritized.

Parallel to the developments in the world in the area of palliative care, the 
progress (although the level of education in developed countries has not been 
achieved yet) is continuing in the field of palliative care in Turkey. However, 
palliative care services in Turkey cannot be provided by expert teams. The teams 
that provide palliative care in hospital-based units do not consist of professionals 
who receive a training program at the level of palliative care expertise. Medical 
faculties do not include palliative care as a minor after graduation or as a gradu-
ate education program at nursing schools [4, 8, 10, 17, 19]. Curricula for primary 
medicine and nursing include only limited hours of palliative care training. 
However, palliative care services are in the process of development in our country, 
and health professionals (medical oncologists, nurses, and other health profes-
sionals) want to participate in postgraduate training programs related to palliative 
care [8, 10, 17, 35]. Also, palliative care training programs for nurses are organized 
with the cooperation of universities and hospitals. In this context, it is aimed to 
reach all nurses who provide palliative care services in 81 cities in Turkey through 
certificate programs.

7. Conclusion

In conclusion, a rapid increase in the number of people with chronic, life-threat-
ening or incurable diseases, and health professionals’ interest in the quality care of 
these patients has allowed rapid integration of palliative care, a new discipline, into 
other areas of medicine.

The main objective of palliative care, which is a philosophy of care, is to main-
tain the life quality of a patient in his/her last days when medical treatment is 
incapable and the healing process has stopped. Therefore, it is not the life span but 
the life quality of an individual that is important in palliative care. Therefore, the 
content of palliative care may vary depending on the individual’s needs and the 
course of the disease. Today, there is a significant increase in the number of patients 
in need of palliative care, and this number is expected to increase further soon. For 
this reason, palliative care should be made in high quality and accessible all over the 
world. This can only be achieved through the development of national health poli-
cies, increasing the quality of training for health personnel, and further cooperation 
between countries. These steps will undoubtedly improve the life quality of patients 
and families who need palliative care.
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tain the life quality of a patient in his/her last days when medical treatment is 
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Chapter 9

Diabetes and Palliative 
Care: A Framework to Help 
Clinicians Proactively Plan for 
Personalized care
Trisha Dunning and Peter Martin

Abstract

The aim of the chapter is to provide a brief overview of diabetes and the associ-
ated morbidities that affect life expectancy to highlight why proactively planning 
for palliative and end-of-life care is essential to quality personalized diabetes care. 
Life expectancy may not be significantly reduced if blood glucose, lipids and blood 
pressure are well controlled; but several diabetes-related complications and long 
duration of diabetes affect life expectancy. Significantly, complications and related 
organ and tissue damage can be present 10–15 years before type 2 diabetes is diag-
nosed. The challenge of prognostication is discussed as recommendations for when 
to consider changing the focus of care from preventing diabetes complications to 
palliation and comfort care. Life-limiting illness and palliative and end-of-life care 
are defined. A framework for integrating diabetes and palliative care is proposed. 
The framework could help clinicians and people with diabetes prevent/manage 
complications and plan care to maintain quality of life, dignity and autonomy and 
ameliorate suffering as their life trajectory changes. The framework aims to facili-
tate care transitions and help clinicians proactively initiate management and have 
timely meaningful conversations about palliative and end-of-life care with older 
people with diabetes and their families.

Keywords: diabetes, complications, comorbidity, life-limiting illness, palliative,  
end of life, diabetes palliative care framework

1. Introduction

Diabetes is the most common chronic disease. People are at risk of diabetes 
due to genetic inheritance, epigenetic factors, age and lifestyle-related factors. The 
International Diabetes Federation (IDF) [1] estimated 123 million people aged 65–99 
had diagnosed diabetes and predicted the number would increase to 438 million by 
2045. Most older people have type 2 diabetes (T2DM), but people with type 1 diabetes 
(T1D) survive to older age. These data do not take account of the people with prediabe-
tes who may already have one or more life-limiting diabetes complications at diagnosis.

An estimated ~ 20 million people globally need palliative care the year before 
they die; a further 20 million need end-of-life care per year [2]. The World Health 
Organization (WHO) estimated that 71% of deaths in 2016 were associated 
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with diabetes complications. Most (~67%) occur in people aged 60 and older 
[3]. Therefore, older people with diabetes may have more than one life-limiting 
condition.

Aging is associated with reduced insulin production and insulin sensitivity that 
lead to insulin resistance, which increases by 1–2% per year [4]. Older age is generally 
defined as older than age 65 [5]. However, chronological age is not a good guide to dis-
ease, functional status, care needs or life expectancy. Biological age is a more accurate 
indicator of the rate at which body cells deteriorate but is more difficult to measure. 
Significantly, the individual’s chronological and biological age may be different [5].

Many older people have several coexisting comorbidities/geriatric syndromes, 
including cardiovascular disease, renal disease, sensory impairments, lower limb 
pathology, cognitive changes/dementia, some forms of cancer and frailty that indi-
vidually and collectively affect life expectancy [6–9]. Frailty predicts admission to a 
care home and mortality and increases the risk of death [10, 11]. Frailty is assessed 
in various ways, including phenotype and accumulation of deficits. The latter may 
be more useful to prognostication.

Many older people with diabetes have at least three coexisting comorbidities, 
but these are often managed as single entities that may not address the many diffuse 
symptoms [12–14] or the need to change the focus of care from achieving nor-
moglycaemia to prevent complications to focus on comfort by managing existing 
complications and preventing hypoglycaemia and hyperglycaemia.

People with diabetes who can maintain near-normal glycaemia (~7%) and 
normal lipids and blood pressure are less likely to develop complications and may 
not have significantly reduced life expectancy. However, these parameters are 
often abnormal some 10–15 years before type 2 diabetes (T2DM) is diagnosed, 
and complications can be present and affect life expectancy from diagnosis [7, 12]. 
In addition, older people are less likely to benefit and more likely to be harmed by 
‘tight blood glucose control’. Therefore, blood glucose and HbA1c target ranges need 
to be individualized to minimize risk, especially hypoglycaemia risk and other risk 
factors being managed [15, 16].

Diabetes and the associated comorbidities affect the quality of life, compromise 
function and self-care and increase the need for hospital admissions and readmis-
sions and eventually lead to death [11, 13, 17]. Over 50% of people aged 65–80 
experience moderate to severe disability and increased dependency. On average, 
they need care 24 hours/day between 1.3 and 6.9 years [18].

Significantly, older people with diabetes and concomitant heart failure who 
have several recent hospital admissions and consult multiple prescribers are at risk 
of readmission within 30 days [19]. Hospital admissions near the end of life often 
result in burdensome and futile treatment that causes significant suffering and 
stress for the individual and their family [19, 20]. Likewise, people with cognitive 
impairment face many challenges, including decisions about their care.

Thus, starting conversations about the likely prognosis early in the disease 
trajectory can enhance people’s capacity to make meaningful decisions and enable 
them to document their values and care preferences [21, 22]. In turn, clearly 
documented values and care preferences enhance family and health  professionals’ 
capacity to make care decisions consistent with the person’s values and reduce 
decisional uncertainty.

2. Diabetes care

Quality diabetes care is described in many clinical guidelines such as the IDF 
[7], American Association of Diabetes/European Association for the Study of 
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Diabetes [23], Australian Diabetes Society [24] and Diabetes UK [25]. Many 
recommend ‘relaxing’ glycaemic targets in older people to reduce the risk of 
hypoglycaemia and its consequences: they usually do not include comprehensive 
guidance about other key aspects of palliative and end-of-life care. Exceptions 
are the IDF Global Guideline for Managing Older People with T2DM [7] and 
Guidelines for Managing Diabetes at the End of Life (currently under review) [8] 
and Diabetes UK [26].

Quality diabetes care encompasses achieving normoglycaemia (HbA1c 
<6.5 7%), controlling blood lipids and blood pressure using diet and exercise 
and commencing glucose-lowering (GLM), lipid-lowering and antihyperten-
sive agents and other medicines when indicated, providing diabetes self-care 
 education and undertaking regular health assessments. Self-care and adherence 
to recommendations are important to maintain health and meet metabolic 
targets.

Assessments could also encompass determining when the individual could 
benefit from palliative care and when to document an end-of-life care plan and an 
advance care directive (ACD). However, many clinicians find it difficult to discuss 
death and dying (giving bad news). Consequently, they miss opportunities to initi-
ate conversations about these issues, and beneficial palliative care can be delayed 
[20, 21, 27]. Death cannot be cured: people’s end-of-life can be made comfortable, 
dignified and consistent with their values and care preferences when these are 
known, clearly documented and communicated.

Many clinicians regard death and dying as treatment failure [28]. The terms ‘fail-
ure’ and ‘bad news’ are inherently negative. People often know they are not going 
to recover and want affirmation from their health professionals [28]. Some people 
express the wish to die while their identity and personhood can be maintained 
and not when they are terminally ill and incapable of making rational thoughts 
and informed decisions [29]. When such discussion does occur, health profes-
sionals often present the options as a choice between continuing and withdrawing 
treatment.

3. Palliative care

Palliative care originated in the 1960s and largely focused on end-of-life care at 
that time. More recently, there is increasing recognition that people with chronic 
disease could benefit from palliative care; thus the term broadened in meaning and 
scope to include non-communicable chronic diseases [30]. Most adults with chronic 
disease need palliative care as a result of cardiovascular disease [9, 11]. Diabetes is 
the leading cause of cardiovascular disease, and, in turn, cardiovascular disease is 
the leading underlying cause of diabetes-related deaths [3, 6, 31]. All health profes-
sionals who care for people with diabetes have a role in timely implementation 
of palliative care. Therefore, health services need to integrate such care into the 
services they offer and policies [32].

The patterns of dying are changing as more people follow the chronic disease 
trajectory, which is characterized by periods of deterioration followed by recovery 
until physiological reserves are depleted and the person reaches the terminal and 
end-of-life stages [32–34]. Many experts recommend palliative care should be 
implemented early in the disease trajectory, sometimes from diagnosis, for greatest 
benefit [30, 32]. In fact, Murray et al. recommend ‘[clinicians] should routinely and 
systematically consider whether our patients might benefit from early palliative 
care’ [34]. Table 1 explains the terms palliative care, life-limiting illness, end-of-life 
care and advance care planning.
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Term Explanation Considerations

Life-limiting 
illness

The term life-limiting illness (LLI) describes 
people at high risk of dying in the subsequent 
12 months. Many people admitted to hospitals 
and ICUs have a life-limiting illness. The Gold 
Standards Framework Proactive Indicator [33] 
outlines indicators of life-limiting illnesses 
for cancer, chronic obstructive pulmonary 
disease, heart failure, renal disease, neurological 
diseases, frailty, dementia and stroke
Diabetes is not specifically mentioned in the 
GSF. It does mention organ failure, kidney 
disease, dementia and multimorbidity. Diabetes 
is the main underlying cause of renal disease, 
cardiovascular disease and some forms of 
cancer, frailty and dementia. Therefore, it is 
often unclear what ‘initial’ disease commenced 
the underlying pathological changes, which 
could be an inflammatory process related to 
obesity

Diabetes experts recommend normalizing 
blood glucose, lipids and blood pressure to 
reduce the risk of complications that can 
reduce life expectancy
Palliative care experts and many geriatricians 
recommend people to document their values 
and end-of-life preferences while they 
are able to make informed, autonomous 
decisions
Fewer than 50% of people with life-limiting 
illnesses actually have documented goals of 
care, and < 24% has documented care  
goals [36]

Palliative care The aim of palliative care is to improve the 
quality of life, relieve suffering and manage 
distressing symptoms
Palliative care involves symptom management, 
prognostication, advance care planning and 
transition to the dying/terminal stage [36]
Palliative care can be used at any time and can 
complement usual diabetes care. Palliative care 
should be commenced early for maximum 
benefit to archive these aims [3, 31]. Early 
palliative care also increases satisfaction with 
care [34]

Many older people with diabetes could benefit 
from combining palliative care into their 
usual diabetes care as function changes and 
the burden of medicines and complications 
increase
They also benefit from the support to 
document advance care directives much earlier 
than it currently occurs [36, 37]
Good communication is essential to support 
older people to make informed decisions and 
to document their values and care preferences 
and goals

End-of-life 
care

The last 12 months of life and includes imminent 
death in a few hours or days [2, 30, 33]
Four phases are described: stable, unstable, 
deteriorating, terminal [38]

Many people want to die at home, but most 
older people with multiple comorbidities die in 
hospital [39]
Recognize/diagnose dying
Identify whether unstable disease is likely to be 
remediable or likely to continue to deteriorate 
and progress to the terminal stage
Treat or implement end-of-life care

Advance care 
directive 
(ACD)

Advance care planning (ACP) is the process 
used to develop and ACD
ACD is a document that clearly describes an 
individual’s values and the type of treatment 
they want if they are not capable of deciding for 
themselves and guides their medical treatment 
decision-maker and clinicians to make decision 
on their behalf that accord with their values and 
care preference [40]
ACDs are often first documented when the 
individual has a rapid response team (RRT) call 
to assess sudden deterioration [41, 42]
It is important to consider cultural and religious 
conventions when discussing ACDs. These 
differ among cultures and within cultures and 
influence laws and regulations and the way 
individual’s view end of life and ACDs

Important information for older people 
with diabetes to document in their ACD are 
the things they value and give meaning and 
purpose to their life (values directive), the care 
they want to receive and the care they do not 
want to receive [40]. Generally the ACD does 
not have to be completed all at once. Older 
people need time to think about the issue and 
discuss them with relevant people. So, start the 
conversation and follow up at a later time
It is important to check the persons’ care 
preferences as part of ongoing care because 
they can change over time. Values remain 
relatively constant

Table 1. 
Explanation of the terms life-limiting illness, palliative care, end-of-life care and advance care directives.
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4.  Diagnostic uncertainty and prognostic challenges: Challenges to 
discussing palliative and end-of-life care

It is certain that everybody will die eventually. The uncertainty lies in when and 
how an individual will die. The trajectory to death for people with diabetes can 
be a long and healthy one but is often a long process of physical and social decline 
followed by recovery until the final stages of life: the so-called chronic disease 
trajectory [2, 43, 44]. People can die, seemingly suddenly, during a disease exacer-
bation. However, most of these people have one or more indicators of limited life 
expectancy. Thus, their death was possibly predictable: the time of death might not 
have been. Episodes of deterioration become increasingly frequent over time and 
reduce the remaining physiological reserve and the person’s ability to recover from 
subsequent exacerbations.

The chronic disease trajectory to end of life is unpredictable and includes many 
periods of deterioration and recovery before death occurs [38, 43, 44], which cre-
ates a degree of diagnostic uncertainty for many health professionals, people with 
diabetes and families. The uncertainty is compounded by challenges associated with 
prognostication and, sometimes, from misinterpreting individual’s questions such 
as ‘how long have I got Doc?’ Mostly the individual wants an idea about how long 
they have left ‘to put their house in order’ and ‘say my goodbyes’. Such questions 
could be a cue to health professionals to begin advance care planning to document 
the individual’s values and care goals and preferences. Some strategies to enhance 
such conversations are shown in Table 2.

Diagnostic uncertainty encompasses cognitive, emotional and ethical reac-
tions, which are affected by the need to discuss care options with the individual 

• Use a value-based approach rather than focusing on medical decisions

• Conversations can be planned or opportunistic

• If planned ask the individual who they would like to be present during the conversation and have all 
relevant information and documents ready

• Ensure the environment is confidential and welcoming

• Ensure the person brings any communication aids they need with them, e.g. spectacles and hearing aids

• Present the information in easy-to-understand words and formats, and assess their understanding

• Frame the conversation as part of the individual’s life story. Use own knowledge of life expectancy in 
similar conditions

• Recognize and respond to verbal, non-verbal and emotional cues appropriately
Some useful questions include the following: these questions should not be used as a ‘tick box’ list. They must 
be personalized to the individual and the situation. The questions need not be asked in any particular order

• What do I need to know about you to help me give you the best possible care and advice?

• What things make your life worth living or matter to you? Rather than asking about the quality of life.

• What does suffering mean to you?

• What does a good death mean to you?
Not interrupting the individual is a key skill
Older people need time to process the question in order to respond—a complex cognitive process, especially 
when the topic is emotive. Interrupting can cause confusion and change the discussion, and important issues 
might not be identified
Understand and accept that not everybody is capable of making informed decisions during a crisis and some 
people prefer certainty, i.e. to be ‘told what to do’

Table 2. 
Strategies to enhance conversations about palliative and end-of-life care among older people with diabetes, 
families and clinicians [40, 49, 64, 65].
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Term Explanation Considerations
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want to receive [40]. Generally the ACD does 
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people need time to think about the issue and 
discuss them with relevant people. So, start the 
conversation and follow up at a later time
It is important to check the persons’ care 
preferences as part of ongoing care because 
they can change over time. Values remain 
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Table 1. 
Explanation of the terms life-limiting illness, palliative care, end-of-life care and advance care directives.

113

Diabetes and Palliative Care: A Framework to Help Clinicians Proactively Plan...
DOI: http://dx.doi.org/10.5772/intechopen.83534

4.  Diagnostic uncertainty and prognostic challenges: Challenges to 
discussing palliative and end-of-life care

It is certain that everybody will die eventually. The uncertainty lies in when and 
how an individual will die. The trajectory to death for people with diabetes can 
be a long and healthy one but is often a long process of physical and social decline 
followed by recovery until the final stages of life: the so-called chronic disease 
trajectory [2, 43, 44]. People can die, seemingly suddenly, during a disease exacer-
bation. However, most of these people have one or more indicators of limited life 
expectancy. Thus, their death was possibly predictable: the time of death might not 
have been. Episodes of deterioration become increasingly frequent over time and 
reduce the remaining physiological reserve and the person’s ability to recover from 
subsequent exacerbations.

The chronic disease trajectory to end of life is unpredictable and includes many 
periods of deterioration and recovery before death occurs [38, 43, 44], which cre-
ates a degree of diagnostic uncertainty for many health professionals, people with 
diabetes and families. The uncertainty is compounded by challenges associated with 
prognostication and, sometimes, from misinterpreting individual’s questions such 
as ‘how long have I got Doc?’ Mostly the individual wants an idea about how long 
they have left ‘to put their house in order’ and ‘say my goodbyes’. Such questions 
could be a cue to health professionals to begin advance care planning to document 
the individual’s values and care goals and preferences. Some strategies to enhance 
such conversations are shown in Table 2.

Diagnostic uncertainty encompasses cognitive, emotional and ethical reac-
tions, which are affected by the need to discuss care options with the individual 

• Use a value-based approach rather than focusing on medical decisions

• Conversations can be planned or opportunistic

• If planned ask the individual who they would like to be present during the conversation and have all 
relevant information and documents ready

• Ensure the environment is confidential and welcoming

• Ensure the person brings any communication aids they need with them, e.g. spectacles and hearing aids

• Present the information in easy-to-understand words and formats, and assess their understanding

• Frame the conversation as part of the individual’s life story. Use own knowledge of life expectancy in 
similar conditions

• Recognize and respond to verbal, non-verbal and emotional cues appropriately
Some useful questions include the following: these questions should not be used as a ‘tick box’ list. They must 
be personalized to the individual and the situation. The questions need not be asked in any particular order

• What do I need to know about you to help me give you the best possible care and advice?

• What things make your life worth living or matter to you? Rather than asking about the quality of life.

• What does suffering mean to you?

• What does a good death mean to you?
Not interrupting the individual is a key skill
Older people need time to process the question in order to respond—a complex cognitive process, especially 
when the topic is emotive. Interrupting can cause confusion and change the discussion, and important issues 
might not be identified
Understand and accept that not everybody is capable of making informed decisions during a crisis and some 
people prefer certainty, i.e. to be ‘told what to do’

Table 2. 
Strategies to enhance conversations about palliative and end-of-life care among older people with diabetes, 
families and clinicians [40, 49, 64, 65].



Palliative Care

114

and often their families as well as organizational culture and personal experience 
[31] and individual tolerance of uncertainty [45]. Some degree of uncertainty 
occurs in nearly every aspect of health care and influence clinician and patient 
outcomes. Types of uncertainty include disease, therapeutic (risk and benefit) 
and prognosis [46].

Informed shared decision-making requires the individual to understand their 
illness, their treatment options and prognosis. Clinicians may not be comfortable 
disclosing their uncertainty to the individual [22, 46] and may refer them for a sec-
ond opinion, admit them to hospital and/or order a barrage of diagnostic investiga-
tions [47]. These actions may or may not be indicated/warranted.

Sudden, unexpected death occurs in ~ 25% of deaths [2, 20]; however, 
diabetes-related deaths are often multifactorial, which makes it more difficult 
to predict life expectancy. A number of changes and well-defined patterns 
accompany functional decline to the end of life. These patterns are described in 
a series of disease trajectories [43, 44]. Prognostic indicators, include the Gold 
Standards Framework Proactive Identification Guidance (PIG) [35], life expec-
tancy and risk calculators, the Diabetes Complications Severity Index (DCSI) 
[47], Cardiovascular risk tools and life expectancy calculators. These tools and 
calculators can help health professionals tailor care with the individual and start 
conversations about advance care planning.

Some experts recommend using absolute risk to decide which people are most 
likely to benefit from treatment because it considers the whole person and their 
individual determinates of risk [48]. These tools do not predict death. They are a 
guide to self-care education and care planning.

General indicators described in the GSF that indicate palliative care could be 
beneficial include:

• Decline in health and function.

• Unplanned hospital admissions.

• Symptoms that are difficult to manage.

• The person becomes less responsive to treatment.

• Person chooses not to accept active treatment.

• > 10 Kg progressive weight loss in the preceding 6 months.

• Serum albumin <25 g/L—other guidance suggests <5% in people with 
sarcopenia.

• More than 50% have a significant life event such as a fall, admission to a care 
home or bereavement.

In addition, a range of diabetes-related factors associated with reduced life were 
identified in a targeted literature review [49–51] and include:

• Long duration of diabetes.

• Macro- and microvascular complications [49]. Diabetes significantly increases 
the risk of all-cause and cardiovascular mortality in men and women by two- 
to fourfold [50].
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• Glucose variability (fluctuation between high and low blood glucose levels) 
and rapid reduction in HbA1c [52–54].

• Multimorbidity: 80% of people 80 years and older have an average of 3.6 
morbidities [54, 55].

• Severe hypoglycaemia [56–58] especially in older people and those on sulpho-
nylureas or insulin and those with hypoglycaemic unawareness, including 
dementia.

• Lower limb and foot disease [59, 60].

• Polypharmacy [61].

• Cancer contributes to increased mortality in T2DM.

• Comorbid depression [62]: it is important to recognize and explore suicide 
ideation; suicide is twice as common in older people, and depressive symptoms 
are present in 80% of people > aged 74 who commit suicide. The severity of 
depression is a determinant of suicidal ideation [63].

This information and other prognostic indicators can be used independently or 
together to guide discussions with people with diabetes about advance care plan-
ning, their ACD and when to initiate palliative care. Documenting and ACD are part 
of holistic, evidence-based quality care.

4.1 Strategies that clinicians use to reduce prognostic uncertainty

Uncertainty occurs in all areas of health care, not just palliative and end-of-life 
care. A number of strategies can help clinicians reduce decisional uncertainty. These 
include:

• Acknowledging their uncertainty to themselves, colleagues, the individual and 
their family [46]. Not acknowledging uncertainty leads to further uncertainty 
and other problems. Acknowledging it can help build rapport and trust with 
the individual and their family.

• Accepting that death is normal and being able to recognize common disease pat-
terns and their consequences that compromise life expectancy, signs of deteriora-
tion and signs that death is approaching. Guidance concerning these issues is 
described in the GSF [33], Murtagh et al. [31] and a suite of three tailored versions 
of information for older people with diabetes, family carers and clinicians [64].

• Understanding that many people choose comfort and quality of life over a 
longer life.

• Being able to recognize deterioration beyond the clinical parameters used in acute 
care. For example, using the GSF, which recommends asking the ‘surprise ques-
tion’: ‘would I be surprised if this person died soon?’ The answer, yes or no, can 
guide treatment decisions, including whether and when to implement palliative 
care and aspects of usual diabetes care such as HbA1c, blood glucose monitoring 
and other metabolic parameters and when to initiate conversations about advance 
care planning with the individual older person and relevant others.
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• Developing communication skills and the confidence to discuss palliative and 
end-of-life care. These skills increase following communication skills training 
[65] and include asking ‘good/appropriate’ questions, listening to the answers and 
using relevant probing and clarifying questions when relevant; see Table 2.

• Understanding that ACP is an iterative process that can be achieved using 
structured ACP communication tools and processes.

• Consulting the individual’s ACD. ACDs are an outcome of advance care 
planning; they inform clinicians and families about the individual’s values 
and preferences and enable medical treatment decision-makers, family and 
clinicians to make decisions consistent with the person’s values when they are 
unable to decide for themselves [40, 64, 65].

• Asking about subjective life expectancy such as will to live is a strong predictor 
of survival in all age groups and genders [66, 67].

• Asking questions about self-rated future health, e.g. in 5 years, and adjusting 
for known mortality risk factors [67].

• Considering the health and care burden of informal/family carers: their subjec-
tive care burden is linked to various health outcomes for the care recipient 
including mortality risk [67, 68].

• Considering relevant policies, regulations and legislation that apply where the 
clinician works [51, 66].

These strategies show that subjective information and shared decision-making 
is an important part of the health assessment and risk calculations. After all, 
death is a very personal experience. They can help clinicians can include palliative 
and end-of-life care in usual diabetes clinical practice guidelines, is important.

4.2 Some key diabetes palliative care issues

Figure 1 depicts a framework for integrating diabetes and palliative and end-of-
life care based on function and the chronic disease trajectory. The information can 
be used as a basis for developing a personalized care plan and with usual diabetes 
and palliative care guidelines.

Commencing palliative care does not mean usual diabetes care is abandoned. 
All care must be based on the best evidence. Care must be personalized and, 
ideally, developed in consultation with the older individual and often their 
family carers. People with diabetes do receive ‘usual’ palliative care, but it may 
not encompass important diabetes-specific issues that need to be considered. 
Specific information about these issues can be found in Dunning et al. [8] and 
Diabetes UK [26].

4.3 Managing glycaemia

Preventing hyperglycaemia is important to prevent ketoacidosis and hyperosmo-
lar states, both of which cause considerable discomfort and can be fatal. Likewise, 
preventing hypoglycaemia is imperative. It is often missed because of the changed 
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Figure 1. 
Proposed framework for integrating diabetes care with palliative care that supports function and proactive 
care planning. Reproduced from Dunning et al. [72] with permission. The framework has not been formally 
evaluated at this stage.
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symptomatology and can become chronic. Hypoglycaemia is a risk factor for frailty 
[69] and cardiovascular disease [70] and leads to short-term cognitive changes and 
dementia in the longer term.

T2DM is associated with brain aging and cognitive changes that affect memory 
and learning and contribute to depression in the longer term. Thus, blood glucose 
monitoring in a suitable regimen tailored to the medicine regimen and hypo-hyper-
glycaemia risk profile can provide important information about glucose variability, 
the medicine regimen and care needs.

4.4 Managing medicines: Pharmacovigilance

Pharmacovigilance is important and includes regular medicine reviews, stopping 
medicines and using non-medicine options where possible and selecting the lowest 
effective dose when medicines are indicated. Insulin might be a safer option than 
some other glucose-lowering medicines and can be used with a palliative intent, that 
is, to improve comfort by managing unpleasant symptoms associated with hypergly-
caemia. Some medicines are diabetogenic, and it is important to diagnose hypergly-
caemia caused by medicines such as glucocorticoids and manage it appropriately.

4.5 Nutrition and hydration

Undernutrition can contribute to frailty, hypoglycaemia, slow wound healing 
and falls and can be present in overweight individuals. Eating disorders, depres-
sion, difficulty swallowing and other causes can be present. Likewise cancer, 
thyroid disease and other diseases can cause weight changes. These factors 
highlight the value of comprehensive geriatric assessments and collaborative 
interdisciplinary care.

4.6 Family carers

Family carers play a vital role in the care of children and older people with 
diabetes by helping with diabetes self-care and other activities of daily living. They 
are at risk of sleep deprivation, reduced immunity, depression and unresolved 
bereavement after their relative dies [68]. It is important to monitor their health and 
provide counseling and support.

5. Summary

Long-standing diabetes and associated complications significantly increase the 
risk of disability and frailty and reduce life expectancy. Palliative care can be used 
with usual diabetes care. Proactively planning for diabetes palliative care is important. 
Diabetes reduces life expectancy and can cause significant suffering. Considering the 
indicators of reducing life expectancy and implementing palliative care early into the 
diabetes care plan has many benefits, including reducing the suffering and the burden 
on the individual and family carers. Atypical symptoms associated with older age can 
make it difficult to recognize deterioration and underlying causes.

People admitted to hospital near their end of life are more likely to receive bur-
densome treatment such as admission to intensive care, resuscitation, dialysis and 
blood transfusions that are often futile [45, 46] and distressing for the individual 
and their families. Health professionals have an important role in helping older 
people with diabetes to plan for predictable changes in health status and to initiate 
timely palliative and EOL care to prevent unnecessary admissions to hospital and/or 
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invasive intensive care that have little benefit, even when it prolongs life, and may 
not accord with the individual’s core values. It is difficult for health professionals 
and family to make care decisions when the individual’s values and wishes are not 
known, documented and communicated.
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symptomatology and can become chronic. Hypoglycaemia is a risk factor for frailty 
[69] and cardiovascular disease [70] and leads to short-term cognitive changes and 
dementia in the longer term.

T2DM is associated with brain aging and cognitive changes that affect memory 
and learning and contribute to depression in the longer term. Thus, blood glucose 
monitoring in a suitable regimen tailored to the medicine regimen and hypo-hyper-
glycaemia risk profile can provide important information about glucose variability, 
the medicine regimen and care needs.

4.4 Managing medicines: Pharmacovigilance

Pharmacovigilance is important and includes regular medicine reviews, stopping 
medicines and using non-medicine options where possible and selecting the lowest 
effective dose when medicines are indicated. Insulin might be a safer option than 
some other glucose-lowering medicines and can be used with a palliative intent, that 
is, to improve comfort by managing unpleasant symptoms associated with hypergly-
caemia. Some medicines are diabetogenic, and it is important to diagnose hypergly-
caemia caused by medicines such as glucocorticoids and manage it appropriately.

4.5 Nutrition and hydration

Undernutrition can contribute to frailty, hypoglycaemia, slow wound healing 
and falls and can be present in overweight individuals. Eating disorders, depres-
sion, difficulty swallowing and other causes can be present. Likewise cancer, 
thyroid disease and other diseases can cause weight changes. These factors 
highlight the value of comprehensive geriatric assessments and collaborative 
interdisciplinary care.

4.6 Family carers

Family carers play a vital role in the care of children and older people with 
diabetes by helping with diabetes self-care and other activities of daily living. They 
are at risk of sleep deprivation, reduced immunity, depression and unresolved 
bereavement after their relative dies [68]. It is important to monitor their health and 
provide counseling and support.

5. Summary

Long-standing diabetes and associated complications significantly increase the 
risk of disability and frailty and reduce life expectancy. Palliative care can be used 
with usual diabetes care. Proactively planning for diabetes palliative care is important. 
Diabetes reduces life expectancy and can cause significant suffering. Considering the 
indicators of reducing life expectancy and implementing palliative care early into the 
diabetes care plan has many benefits, including reducing the suffering and the burden 
on the individual and family carers. Atypical symptoms associated with older age can 
make it difficult to recognize deterioration and underlying causes.

People admitted to hospital near their end of life are more likely to receive bur-
densome treatment such as admission to intensive care, resuscitation, dialysis and 
blood transfusions that are often futile [45, 46] and distressing for the individual 
and their families. Health professionals have an important role in helping older 
people with diabetes to plan for predictable changes in health status and to initiate 
timely palliative and EOL care to prevent unnecessary admissions to hospital and/or 

119

© 2019 The Author(s). Licensee IntechOpen. This chapter is distributed under the terms 
of the Creative Commons Attribution License (http://creativecommons.org/licenses/
by/3.0), which permits unrestricted use, distribution, and reproduction in any medium, 
provided the original work is properly cited. 

Diabetes and Palliative Care: A Framework to Help Clinicians Proactively Plan...
DOI: http://dx.doi.org/10.5772/intechopen.83534

Author details

Trisha Dunning1* and Peter Martin2

1 Chair in Nursing Centre for Quality and Patient Safety Research, Barwon Health 
Partnership, School of Nursing and Midwifery, Deakin University, Geelong, 
Australia

2 Regional Director of Palliative Care Barwon Health, Chair pEACH, Professor of 
Communication and End of Life Care, The Geelong Hospital, School of Medicine 
Deakin University, Australia

*Address all correspondence to: trisha.dunning@barwonhealth.org.au

invasive intensive care that have little benefit, even when it prolongs life, and may 
not accord with the individual’s core values. It is difficult for health professionals 
and family to make care decisions when the individual’s values and wishes are not 
known, documented and communicated.
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Chapter 10

Palliative Care in HIV/AIDS
Habtamu Abera Areri

Abstract

In the era of HIV, palliative care is important to improve the quality of life of 
people living with HIV. The core activities of palliative care are control of symptoms 
and psychological, social, and spiritual problems. As a matter of fact, people living 
with HIV have a high burden of physical, psychological, and social difficulties 
which require palliative care that is holistic care. This implies palliative care for 
people living with HIV improves their emotion, physical symptoms, and psychoso-
cial and spiritual functions. It can be provided by trained healthcare professionals, 
families, and community caregivers. HIV care and treatment guidelines should 
address the principles of palliative care, and policy should be in place to enforce its 
implementation for improving the quality of life of people living with HIV.

Keywords: palliative care, HIV, people living with HIV

1. Introduction

Palliative care refers to the active total care of patients whose disease is not 
responsive to curative treatment to improve their quality of life. The main goal of 
palliative care is achieving the best possible quality of life. In the process of pallia-
tive care, the core activities are control of symptoms and psychological, social, and 
spiritual problems [1]. This implies palliative care is a comprehensive care to solve 
physical, emotional, and spiritual impact of HIV/AIDS has on a person, no matter 
the stage of the illness [2, 3].

HIV is becoming a chronic condition that needs prolonged medical individual-
centred care [4]. People living with HIV have a high burden of physical, psycho-
logical, and social difficulties which require palliative care that is holistic care and 
is recognised by the World Health Organization (WHO) as an essential element of 
HIV care, from diagnosis to end of life. According to Huang [4], in the manage-
ment programme of HIV, palliative care should be integral to alleviate the distress 
and helps the people living with HIV to lead better quality of life. This means, in 
the continuum of HIV/AIDS, people living with this condition suffer from symp-
toms that are caused by opportunistic infections, the virus itself, or the side effects 
of antiretroviral drugs. Thus, to improve the individuals’ quality of life requires 
to focus on palliative care, and enforcement of its implementation is critically 
important [3].

More importantly, people living with HIV need palliative care for many reasons 
such as pain, cough, nausea, weakness, fever, diarrhoea, breathing problems, 
other comorbidities, aging, and complex decision-making. Palliative care for these 
populations is a means of managing these challenging experiences and minimising 
burden on hospital resources [5]. Therefore, in the era of HIV, compressive package 
of care is critically important and should be in place in all HIV treatment guidelines.
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2. Settings of palliative care

Palliative care includes a wide range of interventions to improve the quality of 
life of people living with HIV and their families. The delivery sites for providing 
palliative care include home, community, and facility based [6, 7]. However, it can 
be given based on patient preference.

Home-based palliative care: It is an affordable approach in resource-poor 
setting and plays a significant role for a large proportion of people living with HIV 
and their families. Most people living with HIV prefer home-based palliative care. 
It requires training and education for healthcare providers like nurses, medical doc-
tors, and community care providers. The training should focus on:

• Clinical diagnosis and treatment

• Basic nursing care

• Procedure of referral for better facilities

• Communication skills

Community-based palliative care: These include clinics, day care centres, 
school-based clinics, health centres, and work place clinics.

Facility-based palliative care: These sites include hospitals which provide both 
outpatient and inpatient clinical care by trained healthcare providers in the form of 
follow-up and admission. The specific palliative care activities carried out in hospi-
tal (facility based) based are assessment, symptom management, and consultation; 
discharge planning for all palliative care patients; and education of healthcare 
providers throughout the hospital [6, 7].

3. Who provides palliative care?

Palliative care can be provided by several categories of trained healthcare workers 
like physicians, nurses, and palliative specialists and by trained family and community 
care providers. Each category of providers has a unique role and training needs [7]:

• Medical providers: The role of medical providers includes assessment, 
prevention, diagnosis, treatment, and management of pain and suffering 
experienced by PLWHA and their families. They can provide medical and psy-
chological support including necessary drugs to control symptoms that occur 
because of HIV-related disease. Thus, palliative care should be an integral 
part of nursing and medical school courses. That helps medical providers to 
diagnose and treat people living with HIV and their families. For this purpose, 
training and education of medical providers is critical [7, 8].

• Traditional healers: These groups of healthcare providers are linked between 
medical providers and community care providers in many parts of the health 
system and critical in improving access to care. The traditional healers are 
familiar to the family and individual needs. It is simple for traditional healers 
to explain the meaning of illness and death for families. Therefore, it is vital to 
train and include traditional healers in palliative care [7].

• Family and community caregivers: Friends, relatives, and others in the 
community can be trained to ensure that the patient is comfortable. The use of 
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trained community caregivers such as volunteers, medical assistants, counsel-
lors, and family members could provide and create opportunity to expand 
the provision of palliative care in community setting. These trained com-
munity caregivers can provide basic care, support drug adherence, symptom 
management, referral, counselling on diet, and social support. Families and 
friends should be provided with support even after the death of the patient. 
Bereavement counselling is an opportunity to support the loss of the affected 
loved ones and to consider the future [7, 8].

• Palliative care should be included in the curriculum of medical, nursing, and 
other health professional students to ensure that healthcare workers are suf-
ficiently prepared to care for PLWHA in all settings and are able to train family 
members and community volunteers [8].

4. Principles of palliative care

People living with HIV need palliative care for symptom management, psycho-
logical support, spiritual support, and end-of-life support [8, 9]. Therefore, to fulfil 
these requirements, the guiding principles are to:

• Provide relief from distressing symptoms to enhance quality of life: There are 
many distressing symptoms occurring in people living with HIV which need 
serious effort to improve quality of life, regardless of the stage of illness.

• Integrate the psychological and spiritual aspects of patient care: Since palliative 
care is a holistic approach, services should consider the physical, emotional, spiri-
tual, and social aspects equally. Therefore, interdisciplinary approach of services 
should be provided to better address the diverse needs of people living with HIV.

• Offer support to help patients live as actively as possible.

• Offer support to help families cope during illness and bereavement.

• Draw on experience and communication between the patient and healthcare 
provider to provide the best combination of interventions and medications.

• Affirm life and regard dying as a normal process.

• Strive neither to hasten nor postpone death [2, 3].

The crucial elements of palliative care in people living with HIV are the relief of 
pain related to physical, social, psychological, and spiritual aspects and enabling 
and supporting caregivers to work. The ranges of palliative care needed for people 
living with HIV are:

• Pain relief

• Treatment of other symptoms like nausea, fatigue, and weakness

• Supports (psychosocial, spiritual, for families and careers)

• Infection control [8, 9]
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5. Palliative care for people living with HIV

Palliative care is critically important for people living with HIV to address mul-
tiple problems related to the diseases, its medication, and complications like pain, 
drug adverse effects, emotional distress, and physical symptoms [5]. These groups 
of patients experience a high degree of emotional problems like anxiety, depression, 
and mental health problems compared to general population [10]. Moreover, it is 
important for people living with HIV because of the following dimensions [8, 9]:

• Complex disease process: People living with HIV are suffering from ranges of sev-
eral complications and opportunistic infections and related treatment side effects.

• Complex treatments: People living with HIV need lifetime treatment for viral 
suppression and treatment for comorbidities which will also create stress on 
the daily life of the patient.

• Stigmatisation and discrimination: In many parts of the world, people living 
with HIV are still suffering from stigmatisation and discrimination.

• Complex family issues: The disease has a great impact on the productivity 
of the family. The financial burden will increase as parents got infected and 
progress to advance illness.

• The burden on healthcare workers: The healthcare workers face stress related 
to lack of resources, symptom management, and management of related 
complications.

6. Ranges of treatment needed for people living with HIV

Palliative care needs for people living with HIV are multifaceted, depending on 
many factors such as the stage of the disease, the health infrastructure or system 
of each country, and the socio-economic status of patients. People living with HIV 
need palliative care for symptom and other related problem managements. Globally 
about 5.7% of adults living with HIV are needing palliative care at the end of life. The 
government should integrate palliative care policy in the national health delivery to 
improve the HIV care delivery system [11]. The service delivery should be patient 
centred which should be individualised, flexible, and collaborative. Communication 
should be open that will facilitate for shared decision-making during treatment plan-
ning [12, 13]. Therefore, people living with HIV need palliative care for symptom 
management, psychological support, family support, spiritual support, etc.

7. Symptom management

The treatment of people living with HIV requires the balance between acute 
and control of symptoms. Many people living with the disease suffer from different 
symptoms including pain. The common symptoms that require treatment are pain, 
nausea, vomiting, diarrhoea, weight loss, sleep disturbance, depression, mouth 
sore, sadness, fever, cough, skin problem, and respiratory problems [14, 15].

The central focus of palliative care is symptom management. For symptom man-
agement, opioids are essential for pain management. It is vitally important to con-
sider the WHO pain management ladder. However, the plan for pain management 
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depends on the individual preference. Managing symptoms enables people living 
with HIV to function fully. The need for palliative care for people living with HIV 
arises from the disease and its associated complications like varieties of symptoms 
and side effects of the drug management [8].

Pain is the most common symptom patients are suffering from and for which 
they should be treated if they complain of it. It can be managed both medically and 
psychologically. Spiritual and emotional support and counselling should always 
include the medical management of pain of people living with HIV. Deep breathing 
techniques, relaxation, and distracting attention of patients will also help as reliev-
ing methods for pain symptoms [8, 16].

Nausea and vomiting are another common distressing symptom the patients 
need to get advice on foods and feeding habits. The patients need to drink water, 
tea, ginger, etc. to get rid of the symptoms. The person with these problems should 
identify and avoid aggravating factors.

Diarrhoea is also a common problem which needs management. It may be a side 
effect of antiretroviral regimens; other causes include Cytomegalovirus colitis, 
cryptosporidiosis, microsporidiosis, giardiasis, Kaposi sarcoma, and other infective 
agents. Oral rehydrating solutions should be given to prevent dehydration. Use oral 
rehydration solution if there is a large volume of diarrhoea. Encourage the patient to 
drink plenty of fluids to replace lost water. If it is not possible to get oral rehydrating 
solutions, local remedies could be considered. To prevent and control diarrhoeal 
symptoms, it is advisable to avoid eating raw foods. In general, for diarrhoeal 
disease management, it is recommended to increase frequency of food intake, such 
as rice soup, porridge, ORS, bananas, and other soups [16].

Mouth sore is perhaps more than any other symptoms that could affect com-
munication as well as comfort of people living with HIV. A sore mouth is very 
common in palliative care and may be severe in people living with HIV. It causes 
painful swallowing which may be caused by Cytomegalovirus ulcers of the mouth 
or oesophagus, virus, or fungal infection. In most cases it can be prevented by keep-
ing the mouth clean and moist and treating any infections promptly. Nystatin oral 
drops after food and at night hold dose in the mouth to allow it to act topically. For 
fluconazole 50 mg daily for 5 days, use higher doses (200 mg daily for 2 weeks) if 
patient has difficulty swallowing and you suspect oesophageal candidiasis. Rinsing 
the mouth with diluted salt water after eating and at bedtime is the recommended 
care for patients with mouth sore [16, 17].

Fever in people living with HIV infection usually suggests an infectious complica-
tion. It may be a side effect of antiretroviral regimens; if suspected, assess and treat 
cause with paracetamol or acetylsalicylic acid, and encourage the patient to drink 
water, diluted tea, or fruit juice frequently. Fever, cough, weight loss, and night sweats 
in an HIV-infected person may indicate a heightened suspicion of tuberculosis (TB). 
At all stages of HIV, TB must be diagnosed, treated, and controlled. If fever is persist-
ing, palliative care team must agree to do all that could minimise suffering [16].

Weight loss is also another challenge in the management of HIV conditions 
despite the use of antiretroviral therapy. Resting energy expenditure is high, and, 
therefore, food intake should be increased to prevent detectable risk of death. 
There are different related factors with weight loss in people living with HIV. These 
include mouth sore, disease of the upper gastrointestinal tract, anorexia, side 
effects of drugs, food insecurity, malabsorption due to diarrhoeal disease, and 
poorly controlled infections [16, 17].

Sleep disturbance like insomnias, which is a subjective complaint of inadequate 
nocturnal sleep, is manifested as difficulty of initiating or maintaining sleep, early-
morning awakening, non-restful sleep, or a combination of all of these. In many cases 
insomnia is a symptom of another mental or physical disorder which includes pain, 
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solutions, local remedies could be considered. To prevent and control diarrhoeal 
symptoms, it is advisable to avoid eating raw foods. In general, for diarrhoeal 
disease management, it is recommended to increase frequency of food intake, such 
as rice soup, porridge, ORS, bananas, and other soups [16].
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munication as well as comfort of people living with HIV. A sore mouth is very 
common in palliative care and may be severe in people living with HIV. It causes 
painful swallowing which may be caused by Cytomegalovirus ulcers of the mouth 
or oesophagus, virus, or fungal infection. In most cases it can be prevented by keep-
ing the mouth clean and moist and treating any infections promptly. Nystatin oral 
drops after food and at night hold dose in the mouth to allow it to act topically. For 
fluconazole 50 mg daily for 5 days, use higher doses (200 mg daily for 2 weeks) if 
patient has difficulty swallowing and you suspect oesophageal candidiasis. Rinsing 
the mouth with diluted salt water after eating and at bedtime is the recommended 
care for patients with mouth sore [16, 17].

Fever in people living with HIV infection usually suggests an infectious complica-
tion. It may be a side effect of antiretroviral regimens; if suspected, assess and treat 
cause with paracetamol or acetylsalicylic acid, and encourage the patient to drink 
water, diluted tea, or fruit juice frequently. Fever, cough, weight loss, and night sweats 
in an HIV-infected person may indicate a heightened suspicion of tuberculosis (TB). 
At all stages of HIV, TB must be diagnosed, treated, and controlled. If fever is persist-
ing, palliative care team must agree to do all that could minimise suffering [16].

Weight loss is also another challenge in the management of HIV conditions 
despite the use of antiretroviral therapy. Resting energy expenditure is high, and, 
therefore, food intake should be increased to prevent detectable risk of death. 
There are different related factors with weight loss in people living with HIV. These 
include mouth sore, disease of the upper gastrointestinal tract, anorexia, side 
effects of drugs, food insecurity, malabsorption due to diarrhoeal disease, and 
poorly controlled infections [16, 17].

Sleep disturbance like insomnias, which is a subjective complaint of inadequate 
nocturnal sleep, is manifested as difficulty of initiating or maintaining sleep, early-
morning awakening, non-restful sleep, or a combination of all of these. In many cases 
insomnia is a symptom of another mental or physical disorder which includes pain, 
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anxiety, depression, drug withdrawal, and side effects of certain ARV regimens, 
especially those with efavirenz [17]. A general care for sleep disturbance includes:

• Assessing and managing the cause

• Reducing the intake of stimulants and avoiding alcohol near bedtime

• Exercising regularly in the earlier part of the day

• Providing benzodiazepines

Respiratory symptoms are also common problems people living with HIV are 
suffering from. For instance, cough or difficulty breathing may be due to common 
opportunistic infections seen in people living with HIV. Difficulty in breathing is a 
frightening experience due to fear of death. Therefore, as a general care:

• Position the patient to sitting to maximise ventilation.

• Ensure good ventilation by opening windows, using a fan.

• Adjust activity to help slow and deep breathing [17].

8. Psychological support

People living with HIV face different aspects of psychological problems that 
require different forms of support [9, 14, 15]. These include:

• Counselling and testing

• Psychological and spiritual support

• Preparing for death

9. Psychosocial and spiritual support

People living with HIV need psychological and spiritual support critically 
important for coping with the overwhelming feelings and the threat of death. 
Psychological support helps people living with HIV to adapt to the disease and its 
complications. People living with HIV should disclose and involve in networking 
to get support from family, peers, and support groups. A multidisciplinary team is 
needed to address various concerns of people living with HIV. Psychosocial support 
for people living with HIV should also address finances, housing, and assistance 
with daily living. Spiritual support helps them to understand the meaning of life 
and improves belief and their faith. Spiritual support is also considered as resources 
for self-managing for these category populations [15, 16].

10. Support for the caregivers

Caregivers are frequently feeling anxious or have problems with sleeping, 
as the person they care for comes closer to the end of life. Mild psychological 

131

Palliative Care in HIV/AIDS
DOI: http://dx.doi.org/10.5772/intechopen.85847

distress is usually relieved by emotional support from health workers by explain-
ing the physical and psychological symptoms and challenging beliefs about 
death and dying. Through palliative care application, healthcare providers can 
reassure the caregivers and that you can give them more information and  
support [9, 14, 15].

11. Preparing for death

Preparing for death starts with effective communication with the family. 
Starting to talk on distressing concern helps both the families and the patients 
regard will, care of families, and related costs. Discussing sensitively about dying 
and grief reaction is an important aspect of care for people living with HIV and 
their caregivers [9, 15].

12. Benefits of palliative care

The benefits of palliative care are numerous which include the impact of 
palliative care on physical, emotional, social, and spiritual well-being. Managing 
symptoms affects overall functioning and plays a role in supporting ART adher-
ence along with engagement and retention in HIV care. Palliative care as a 
complement to other care may contribute to a comprehensive HIV treatment. 
It is also a cost-effective approach that helps to reduce disease burden. Routine 
implementation of palliative care could contribute to manage complications and, 
thereby, enhance overall HIV care [18, 19]. It improves the outcome for patients 
with HIV and may complement antiretroviral treatment by increasing adherence 
through better management of side effects from the treatment, providing holistic 
and end-of-life care when necessary. Overall, palliative care will provide the 
following benefits:

• It improves quality of life of patient and families.

• It promotes better health outcomes, adherence, and retention and prolongs 
survival.

• It causes patients to spend more time at home and reduces the number of 
hospital inpatient days.

• It provides patient, family, and caretakers satisfaction.

• It reduces overall cost of disease [15].

13. Establishing palliative care programme

The World Health Organization recommends three important programmes 
for effective national palliative care programme such as policies, education, and 
availability of drugs. Government policies must be placed to support palliative care. 
For the healthcare providers and other concerned palliative care, education must 
be available. Finally, for the management of pain and other symptoms, appropriate 
medications must be available. These three programmes are essential for establish-
ing palliative care programmes [9, 15].
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their caregivers [9, 15].

12. Benefits of palliative care

The benefits of palliative care are numerous which include the impact of 
palliative care on physical, emotional, social, and spiritual well-being. Managing 
symptoms affects overall functioning and plays a role in supporting ART adher-
ence along with engagement and retention in HIV care. Palliative care as a 
complement to other care may contribute to a comprehensive HIV treatment. 
It is also a cost-effective approach that helps to reduce disease burden. Routine 
implementation of palliative care could contribute to manage complications and, 
thereby, enhance overall HIV care [18, 19]. It improves the outcome for patients 
with HIV and may complement antiretroviral treatment by increasing adherence 
through better management of side effects from the treatment, providing holistic 
and end-of-life care when necessary. Overall, palliative care will provide the 
following benefits:

• It improves quality of life of patient and families.

• It promotes better health outcomes, adherence, and retention and prolongs 
survival.

• It causes patients to spend more time at home and reduces the number of 
hospital inpatient days.

• It provides patient, family, and caretakers satisfaction.

• It reduces overall cost of disease [15].

13. Establishing palliative care programme

The World Health Organization recommends three important programmes 
for effective national palliative care programme such as policies, education, and 
availability of drugs. Government policies must be placed to support palliative care. 
For the healthcare providers and other concerned palliative care, education must 
be available. Finally, for the management of pain and other symptoms, appropriate 
medications must be available. These three programmes are essential for establish-
ing palliative care programmes [9, 15].
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14. Palliative care policies

The World Health Organization recommends that all countries should adopt a 
national palliative care policy, ensure the training and education of health profes-
sionals, ensure the availability of morphine in all healthcare settings, and ensure 
standards for pain relief and palliative care are progressively adopted at all levels of 
care [6, 7]. Therefore, palliative care programme should be an integral part of the 
national healthcare system [HIV care and treatment]. The presence of appropri-
ate policy helps to solve existing obstacle, access drugs, and facilitate for resource 
and funding. Public health approach is a key approach of national plan that can be 
established through home care and community support [3, 9].

Policies can be generated from various levels of government and public and pri-
vate institutions, such as medical and nursing schools, public and private healthcare 
facilities, and community-based organisations [6, 7]. Key actions for policy devel-
opment include:

• Identifying the role of healthcare providers.

• Training and developing capacity of healthcare providers.

• Offering access to a wide range of medications for symptom and opportunistic 
infections.

• Establishing evidence-based programmes.

• Working with other stakeholders especially key governmental officials to pro-
mote policies and programmes to enhance access to pain and symptom control 
medications. Availability and prescribing opioids require strong policy support.

15. Palliative care training and education

Palliative care training and education should be an integral part of nursing and 
medical schools. Educated healthcare providers can provide better palliative care. 
There should be also continuous professional development on the area of pallia-
tive care for caregivers. Its effectiveness for people living with HIV depends on the 
providers’ skills and is only as good as the skills of its providers. Therefore, palliative 
care training and education helps its implementation in an effective way [9, 14]. 
The training programme of palliative care should address three areas: [1] attitudes, 
beliefs, and values, [2] knowledge base, and [3] skills [15].

The best training includes hands-on clinical experience under the supervision of 
a skilled professional who serves as a mentor and guides colleagues in every aspect 
of palliative care ranging from symptom management, especially pain control, to 
the art of listening. Healthcare professionals should get interdisciplinary training 
which also provides them an opportunity for establishing a team that helps them 
understand and respect each other. Training and education will avoid misconcep-
tion about palliative care especially regarding pain management [9].

16. Presence of drugs for palliative care

Drugs used for HIV pain and other symptom managements should be available 
and regulated by government policies. The drug list for palliative care in HIV is 
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basic and short, and it can be found on any country’s essential drug list. However, 
availability of these drugs for palliative care may be hindered by government poli-
cies regulating controlled substances such as opioids for distributing and dispensing 
the drugs. Palliative care professional should also advocate for legislative or regula-
tory changes at all level to make appropriate drugs because some of the drugs may 
not be legal in some countries, for instance, opioids. Procedural barriers may also 
need to be overcome for drugs to people living with HIV. However, drug availability 
is not only dependent on appropriate policy and efficient procedures, but also there 
should be policy for efficient way of utilisation, and the drugs should be available 
all the time to patients suffering from pain [9, 14].

Symptom control medications in palliative care that include essential medica-
tions for opportunistic infections in each health facility are as follows: [1] for pain 
management paracetamol, aspirin, ibuprofen, tramadol, morphine liquid, and 
dexamethasone and [2] for other symptom managements amitriptyline, diazepam, 
phenobarbitone, metoclopramide, chlorpromazine, ORS, co-trimoxazole, flucloxa-
cillin, fluconazole, acyclovir, clotrimazole 1% cream, and nystatin suspension and 
pessaries [20].

17. Conclusion

Palliative care is critically important for people living with HIV to lead bet-
ter quality of life. It helps them manage pain and other symptoms, the complex 
drug treatments, and psychosocial impacts and helps the patients self-manage. 
Therefore, care providers need to be educated on palliative care and have favour-
ing attitude to implement it. HIV is becoming a long-term health effect with many 
concerns. Therefore, people living with this condition need compressive palliative 
care to address psychosocial and spiritual concerns and improve quality of life. The 
courses designed for healthcare providers should consist of palliative care related to 
HIV, and training should be given for families and friends of people living with HIV 
for better support. There should be in place policy to enforce the implementation of 
palliative care for people living with HIV.
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