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PALLIATIVE CARE:
A GLOBAL IMPERATIVE

by Virginia LeBaron !

As the global cancer burden increas-
es, the need for quality symptom
management and end of life care is
paramount. This need is particularly
criticalinresource-constrained coun-
tries, where the majority of patients,
over 70%, present with late-stage
illness and have few, if any, viable
treatment options.

Of the 58 million people who die
each year, an estimated 33 million
would benefit from access to pallia-
tive care. Unfortunately, only a small
percentage of patients worldwide
actually receive this type of health
care. When family support is con-
sidered, the estimated number that
could benefit from palliative care
services increases to 100 million.

Currently, 7 million people die each
year from cancer, and this number is
expected to increase exponentially
over the coming decades. By 2020,
more than 16 million people will
be diagnosed with cancer per year,
and 10 million will die of the dis-
ease. It is expected that the global
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cancer burden will increasingly shift
from the developed to the develop-
ing world, straining already limited
resources.

Palliative care is both a philosophy
of care and a structured delivery
of services that focuses on helping
patients and families cope with life-
limiting illness. Through interdisci-
plinary collaboration and a holistic
approach, palliative care strives to

Dr. Pradeep Vaidya with patient and family in Hospice Nepal.
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address and manage any source of
distress for the patient or family—
whether it be physical, emotional,
or spiritual. Those trained in pallia-
tive care view the patient and fam-
ily (or other significant caregivers)
as the unit of care, and recognize
the multiple and complex ways seri-
ous illness impacts all dimensions
of a person’s life—from the exis-
tential to the practical. Ultimately,
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palliative care strives to optimize
the patient’s “quality of life,” recog-
nizing that this concept is uniquely
defined by the individual and may
change and evolve as an illness pro-
gresses.

Palliative care is often mistaken-
ly thought of solely as end of life
care. While applying the principles
of palliative care to dying patients
is clearly important, palliative care
can — and should — be integrated
along the disease trajectory. Ideally,
palliative care support begins at
the time of a difficult diagnosis.
Palliative care and life-prolonging
therapies are not mutually exclu-
sive, and to think otherwise does
a great disservice to patients and
families (Figure 1).

The delivery of palliative care in
developing countries can be hin-
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dered by limited access to opioids
and other symptom-relieving medi-
cations, rural dislocation of a popu-
lation, competing health priorities,
war or political instability, and lim-
ited access to health care services.
The INCTR Palliative Access Program
(PAX) is working collaboratively to
address these challenges.

All patients,and perhaps mostespe-
cially those at the end of life, have a
right to optimal pain and symptom
control. To achieve this standard, the
PAX program is dedicated to decreas-
ing the global suffering caused by
cancer by improving access to pal-
liative care services in developing
countries for children and adults
with advanced illness. In accordance
with the World Health Organization'’s
Foundational Principles (Figure 2),
the PAX program interfaces with gov-
ernment policy makers to enhance
opioid availability, advocates for
palliative care within regional and
national health agendas, and facili-
tates educational initiatives to train
multidisciplinary health care provid-
ers in palliative care.

Children in the developing world
are significantly more likely to
die of a cancer than children in
developed countries; the five-year
survival rates for children with
cancer in developing countries is
less than 50% (and may be much
worse, since available data comes
from the more advanced centers
and some children may have no
access to effective care), as com-
pared to 70-80% in the developed
world. Thus, addressing the unique
needs of pediatric patients with ter-
minal illness is, sadly, a particularly
important component of palliative
care services in developing coun-
tries. Working to ensure that pain
control and expert symptom man-
agement is available to all children
with advanced cancer is an essen-
tial aspect of the PAX program.

This first special issue of the INCTR
newsletter is dedicated exclusively
to the work of the PAX program, and
highlights exciting projects and ini-
tiatives around the world. Dynamic
palliative care leaders in India, Nepal
and Tanzania are partnering with




INCTR to improve access to palliative
care, to increase training opportuni-
ties, and to liaise with policy mak-
ers. New collaborations in Central
and South America are being
explored; fruitful partnerships with
the Programme of Action for Cancer
Therapy (PACT) of the International
Atomic Energy Agency (IAEA) and
the American Cancer Society (ACS)
have been forged; the 3rd edition
of INCTR’s Clinical Guidelines for
Palliative Care has been published
and is available on the INCTR por-
tal as well as in pocket-sized book
format; and the use of telemedicine
technology has been expanded
to enhance distance learning and
mentorship.

In addition to providing informa-
tion about the INCTR PAX program,
this edition of NETWORK addresses
key issues of palliative care deliv-
ery in developing countries. It is
hoped that readers will gain a
deeper appreciation for the global
imperative of ensuring access to
palliative care for all those affected
by cancer throughout the develop-
ingworld. ®

T Nurse Consultant, INCTR PAX Program
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ONCOLOGY, PAIN RELIEF
AND GOVERNMENT

The World Health Organization
(WHO) says that most pain due to
cancer could be relieved using a
simple analgesic approach, i.e., oral
morphine, and that every national
government should institute a can-
cer pain relief program.(!) The WHO
analgesic method has also been
endorsed for relief of pain due to
HIV/AIDS.(2) The method depends
on opioid availability and patient
access to essential opioid medi-
cines. Recognizing that opioids are
controlled strictly as narcotic drugs
because of a potential for abuse
and drug dependence, WHO rec-
ommended that governments (a)
evaluate their drug control poli-
cies and practices to ensure that
patients receive the opioid medi-
cations that are necessary for pain
relief, and (b) encourage health
care workers to report to the appro-
priate authorities any instance in
which oral opioids are not available
for cancer patients.

Indeed, the fact that opioids are
narcotic drugs regulated by govern-
ments is why those interested in pain

Education
Of the public, healthcare professionals
(doctors, nurses, pharmacists)
& others (healthcare policy makers,
administrators, drug regulators)

Drug Availability
Changes in healthcare regulations/
legislation to improve drug
availability (especially of opioids)

Government Policy
National or state policy emphasizing the need to alleviate chronic cancer pain

Figure 2. An illustration of the World Health Organization (WHO) Foundational
Measures to implement effective cancer pain relief programs. Published with permis-

sion of WHO.

relief and palliative care for HIV/AIDS
and cancer must learn about the
drug regulatory system and prepare
to work with governments.

The World Health Assembly and
the United Nations (UN) Economic
and Social Council have become
concerned about disparities in avail-
ability and patient access to medi-
cations such as morphine (Table
1). These UN bodies have adopted
resolutions aimed at improving
the availability of essential opioid
medications for pain relief, espe-
cially in low- and middle-income
countries.(34) The WHO has also
published guidelines for improving
the availability of opioid analgesics
in the world, entitled “Achieving
Balance in National Opioids Control
Policy: Guidelines for Assessment.”
This document provides 16 guide-
lines that should be used by govern-
ments and health professionals in
all countries to assess the national
opioids control policies and the
administration of such policies in
order to determine whether they
contain the necessary provisions
and procedures and promote the
required level of cooperation neces-
sary to ensure the availability of opi-
oid analgesics. The guidelines are
based on the international legal and
medical principle of balance i.e, that
efforts to prevent drug abuse and
diversion must not interfere with
the adequate availability of opioid
analgesics for pain relief.

These Guidelines are available
in 22 languages, including Arabic,
Bulgarian, Chinese, English, French,
German, Hindi, Indonesian, Italian,
Lithuanian, Mongolian, Polish,
Portuguese, Romanian, Russian,
Serbian, Spanish, Swahili, Tagalog,
Turkish, Ukrainian and Vietnamese,
and can be accessed through the
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Pain & Policy Studies Group website
at http://www.painpolicy.wisc.edu/
publicat/00whoabi/00whoabi.htm

As a World Health Organization
Collaborating Center, the Pain &
Policy Studies Group (PPSG) at the
University of Wisconsin has been
working in many parts of the world,
including India, Italy, Romania and
Africa, using the Guidelines to
develop effective methods of iden-
tifying and overcoming barriers to
opioid availability.

India: PPSG assisted palliative care
experts and national and state
governments to identify regula-
tory barriers to the availability of
opioid analgesics for use in pallia-
tive care. National and state policies
have begun to change and the long
decline in morphine use has been
reversed in some areas; there has
been little or no morphine abuse
or diversion. See published articles:
http://www.painpolicy.wisc.edu/
publicat/02jpsm3/index.htm;
http://www.painpolicy.wisc.edu/
publicat/01lancet/contents.htm

Italy: PPSG assisted the Ministry of
Health to identify barriers to opioid
availability, culminating in new leg-
islation and drug registration proce-
dures, new and previously unavail-
able medications were added to the
list of reimbursable drugs and funds
were provided for physician educa-
tion and public awareness about
cancer pain management. For fur-
ther details, see: http://www.pain-
policy.wisc.edu/publicat/03ejcc/
index.htm

Romania: Collaborative efforts
have identified and removed regula-
tory barriers to the modern medical
4

use of opioid analgesics for can-
cer and AIDS; the Ministry of Health
approved proposed regulations and
implemented a new law that was
adopted by the Romanian parlia-
ment late in 2005. For details, see:
www.painpolicy.wisc.edu/publicat/
06lancet/index.htm

Africa: PPSG is partnering with the
African Palliative Care Association
and others to sponsor regional
workshops for teams of health pro-
fessionals and drug regulators from
Sub-Saharan African countries; the
teams use the WHO Guidelines to
develop action plans for improving
national policy. See: http://www.
apca.co.ug/advocacy/workshop/
index.htm

MIND THE GAP

Experts in oncology and pallia-
tive care are familiar with the gap
between what is known about pain
relief, and what pain relief is actu-
ally offered. Another gap is becom-
ing apparent: the gap between the
need to relieve severe pain in mil-
lions of patients and the unavail-
ability of opioids to most of the
world’s population. This gap is not
due to inadequate supply of opioids
— the answer is not to calculate how
much is needed and then simply
provide it to each country. Rather,
the unavailability of opioids is due to
the inadequate demand for opioids
on the part of physicians who fail
to prescribe them for their patients’
pain. The reasons behind the weak
demand are rooted in factors with
which we are all familiar: lack of
awareness about pain relief; reluc-
tance to prescribe opioids because
pain relief is not a priority, or lack
of knowledge about pain and opi-
oids; regulatory restrictions or drug

costs that impede availability and
patient care, and exaggerated fears
of addiction.

PPSG is developing new resources
in international pain policy for health
care professionals and governments,
including an International Pain Policy
Fellowship, an internet course and
increased technical assistance and
collaboration. There is evidence that
the barriers can be identified and
removed if health professionals work
systematically with government. But
there is a long way to go. B

David Joranson
University of Wisconsin
Wisconsin, USA

REFERENCES:

(1) World Health Organization. Cancer
pain relief. Geneva, Switzerland: World
Health Organization; 1986.
http://www.who.int/cancer/palliative/

(2) World Health Organization HIV-AIDS.
Palliative Care. Geneva, Switzerland:
World Health Organization; 2004. http://
www.who.int/hiv/topics/palliative/care/en/

(3) World Health Assembly. Cancer
Prevention and Control. WHA 58.22
Geneva, Switzerland: World Health
Organization; 2005. http://www.who.int/
gb/ebwha/pdf _files/WHA58-REC1/eng-
lish/A58_2005_RECT-en.pdf

(4) United Nations Economic and Social
Council. Treatment of pain using opi-

oid analgesics; Resolution 2005-25.

Report on the forty-eighth session of the
Commission on Narcotic Drugs E/2005/28;
19 March 2004 and 7-11 March 2005;
issued 22 July 2005.
http://www.un.org/docs/eco-
soc/documents/2005/resolutions/
Resolution%202005-25.pdf




ARTICLES

1 Austria 115.7151 53  Rep. of Korea 2.0304 105 Mexico 0.1957
2 Canada 64.1751 54 Tunisia 1.9579 106 Azerbaijan 0.1810
3 Denmark 63.0390 55  Ukraine 1.8003 107  Turkey 0.1785
4 Australia 55.9482 56 Latvia 1.7505 108 Dominica 0.1714
5 New Zealand 54.8074 57 Bahamas 1.3943 109  Ecuador 0.1615
6  United States of America 48.8145 58 Jamaica 1.3806 110  Grenada 0.1584
7 lceland 43.9204 59  Malaysia 1.3013 111 Mauritius 0.1521
8 France 41.8355 60 Macao 1.2809 112 Turkmenistan 0.1443
9  Norway 35.4423 61  Singapore 1.2174 113 Swaziland 0.1437
10 Sweden 28.4913 62 Lebanon 1.1213 114 Kenya 0.1400
11 Switzerland 26.5509 63  Argentina 1.0753 115 Wallis & Futuna Islands 0.1333
12 Falkland Islands 22.6667 64  Republic of Moldova 0.8212 116  Syrian Arab Republic 0.1244
13 United Kingdom 19.1548 65 Bahrain 0.7344 117 Vanuatu 0.1238
14 Netherlands 17.8260 66 Oman 0.7175 118 Chad 0.1197
15 Germany 16.0119 67  United Arab Emirates 0.7053 119  Colombia 0.1176
16  Saint Helena 13.2000 68 Panama 0.6261 120  Morocco 0.1153
17 Ireland 12.8478 69 Greece 0.6068 121 Kyrgyzstan 0.1111
18  Gibraltar 12.2069 70  Zimbabwe 0.5718 122 Viet Nam 0.0993
19 Spain 11.8115 71 Belarus 0.5606 123 Anguilla 0.0833
20 Belgium 10.4698 72 Mongolia 0.5511 124 Nauru 0.0833
21 Portugal 7.9790 73 Thailand 0.5421 125  Uzbekistan 0.0713
22 Poland 6.1887 74 Paraguay 0.5353 126  Zambia 0.0704
23 Czech Republic 5.7657 75 Botswana 0.5200 127 Mali 0.0665
24 New Caledonia 5.6591 76  Brunei Darussalam 0.5200 128  Egypt 0.0588
25  Finland 5.4013 77  Jordan 0.4981 129  Algeria 0.0546
26 ltaly 5.3206 78  Dominican republic 0.4752 130 Libyan Arab Jamahiriya 0.0527
27  Israel 5.0158 79  Kazakhstan 0.4727 131 Marshall Islands 0.0526
28 Bulgaria 4.9697 80 Micronesia (Fed. States of) 0.4500 132 Bolivia 0.0524
29 French Polynesia 4.9069 81  Saudi Arabia 0.4463 133 Bhutan 0.0461
30 Japan 4.7174 82 Bosnia & Herzegovina 0.4332 134  Guatemala 0.0333
31 South Africa 4.6682 83  Srilanka 0.4248 135  Myanmar 0.0327
32 Estonia 4.5458 84  Peru 0.4163 136 Cape Verde 0.0217
33 Form.Yug. Rep. of Macedonia  4.3582 85 Uganda 0.4001 137  Indonesia 0.0180
34 Slovenia 4.3210 86 CookIslands 0.3889 138  Senegal 0.0157
35 Slovakia 4.3185 87 Tonga 0.3861 139 Rwanda 0.0136
36 Barbados 3.8044 88 Republic of Palau 0.3500 140 Nepal 0.0126
37 Hong Kong SAR 3.4817 89 Qatar 0.3380 141 Benin 0.0112
38 Uruguay 3.3350 90 Kuwait 0.3376 142 Yemen 0.0100
39 Malta 3.2581 91  Montserrat 0.3333 143 Cambodia 0.0098
40 CostaRica 3.2375 92 Nicaragua 0.3280 144 Burundi 0.0080
41  Brazil 3.0848 93 Iran (Islamic Republic of) 0.3277 145 Cameroon 0.0076
42 Andorra 3.0000 94  United Republic of Tanzania 0.3250 146  Sao Tome & Principe 0.0065
43 Namibia 2.8653 95 China 0.3221 147  Central African Republic 0.0048
44  Georgia 2.7498 96  British Virgin Islands 0.3182 148  Cote d'lvoire 0.0032
45  Cyprus 2.7115 97  SaintVincent & the Grenadines  0.2963 149  Dem. Rep. of the Congo 0.0031
46 Seychelles 2.6627 98 Venezuela 0.2961 150 Sierra Leone 0.0028
47  Hungary 2.5857 99  Russian Federation 0.2807 151  FEritrea 0.0021
48 Lithuania 2.4867 100 Guinea-Bissau 0.2368 152 Burkina Faso 0.0016
49  Chile 2.4758 101 El Salvador 0.2303 153 Pakistan 0.0013
50 Romania 2.4616 102 Turks & Caicos Islands 0.2273 154  Guinea 0.0011
51  Serbia & Montenegro 2.0794 103 Suriname 0.2183 155 Mozambique 0.0006
52 Netherlands Antilles 2.0447 104 Philippines 0.2182

Table 1. Global Morphine Consumption, 2004 (mg/capita). Note: Countries not listed did not report morphine consumption to the
International Narcotics Control Board (INCB) for 2004. Source: INCB; United Nations Demographic Yearbook.
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OPIOID AVAILABILITY:
ONE PATIENT’S
PERSPECTIVE

A cry for help from a patient in south
India with advanced gastric cancer.

"I have been suffering from severe
stomach pain for the last two years.
| cannot bear this pain anymore. Is
there any one who can relieve me
from this pain?"

| come from Vangara village in
the Khammam District. | have been
suffering from cancer for two years.
It gives me severe stomach pain.
| visited several doctors in the hope
of getting relief from the pain, but
nothing helped - not even the
medicines they gave me. There is
no improvement in my condition.
I would like to be free of this pain.
| feel very frustrated and depressed.
I don’t know what is happening to
me. | cannot carry out my day-to-
day activities or go to work. | have
become dependent on others. My
children and husband are wor-
ried. We are poor. Unless all of us
work, we cannot manage. Without
money we cannot eat. What is to
become of me ? Why is my pain not
improving?

When | could not bear the pain
any more | attempted suicide.
| thought that at least then my
family would not have to suffer any
more. Unfortunately, the attempt
was unsuccessful and | was taken
to hospital. My family had to find
7000 rupees for my treatment. They
had no money and had to take
a loan at a 24% interest rate. But
some good came from it, because
the doctor who was treating me
suggested that | go to MNJ Cancer
Hospital in Hyderabad. When | vis-
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ited the city hospital, the doctors
said | was very weak and could not
be treated for my illness. But they
did ask me to meet doctor Amma
and sir. | cannot thank these two
doctors enough. | ask God to bless
them. Since they started treating
me | have had some relief. There
is pain, but it is considerably less.
The only problem is that | have to
travel a long distance to collect
the medicine. | am supposed to
visit the hospital twice a month, a
long and difficult journey which
costs 1500 rupees. That means |
end up spending 3000 rupees per
month. How can | afford this ?
From where will | get the money ?
| asked the doctor to give me medi-
cine for a month but he refused.
He said that there are many patients
like me, who come from long dis-
tances to get pain medicine, but
he is not permitted give the medi-
cine for a month for a reason | do
not understand. The medicine is
available only in the MNJ hospital.
| asked the doctor to help me get
the medicine from a government
hospital near my village. He said
that he will send my request to the
minister.

I am waiting for the day when |
don’t have to travel such a long
distance to get my medicine; the
day | can get my pain medicine
in my village. | will be eternally
grateful to anyone who can help
me in this. ®

Compiled by Gayatri Palat,

Indian Palliative Care Network,

D. Priya Kumari,

Volunteer,

and Durga Prasad,

Department of Palliative Care.

MNJ Institute of Oncology and RCC,
Hyderabad, India

PSYCHOSOCIAL CARE:
AN IMPORTANT ELEMENT
OF PALLIATIVE CARE

Death is a universal experience,
and yet how we live until the time
of our death is embedded in the
unique manifestations of each of
our cultural and social worlds. As
the need for palliative care around
the world is increasingly recog-
nized as an essential component
of health care services, corre-
sponding attention must be paid
to social work and the role of psy-
chosocial care within the palliative
care team.

Psychosocial care is an integral
component of the support systems
provided to people, families and
communities at the end of life.
Advocacy, assessment, counseling,
education, resourcing and ethi-
cal problem-solving are key func-
tions of psychosocial care provid-
ers working in this context. Social
workers, counselors, volunteers
and spiritual care providers all play
a vital role in the interprofessional
health care teams endeavoring
to provide holistic support and
respond to the diverse needs of
patients, families and communi-
ties.

The INCTR PAX program has been
collaborating with our internation-
al colleagues in a number of areas
around psychosocial care. Two of
these initiatives are highlighted
here.

PSYCHOSOCIAL NEEDS
ASSESSMENT

In December 2006 a brief question-
naire was distributed to oncology
and palliative care teams in Nepal
to facilitate knowledge and under-
standing of the status of psycho-




social care services in the region.

The questionnaire focused on three
key areas:

(1) Currentprovision of psychosocial
care

(2) Barriers and issues faced by
patients,familiesand health care
providers

(3) Health care providereducational
needs.

Ten respondents from four facili-
ties in the Katmandu Valley pro-
vided feedback. Respondents
included nurses and physicians
that serve both pediatric and adult
populations.

Thepsychosocialneedsexpressed
by respondents, although situated
in the cultural and social contexts
of Nepal, are familiar to the end-
of-life needs of people, communi-
ties and health care teams in many
regions of the world. Coping with
the life changes that illness and
disease present - pain, distress,
anxiety, isolation, the need for
connection and meaning, financial
barriers and spiritual / existential
explorations are universal con-
cerns for psychosocial care provid-
ers worldwide.

For some facilities, more often
than not, it is nurses and physi-
cians who are routinely providing
this aspect of care. While attention
is paid to the psychosocial needs
of patients and families, increasing
caseloads, limited time and limited
resources (financial, human, policy
or otherwise) continue to present
challenges in providing psychoso-
cial care exclusively through physi-
cians and nurses.

Respondents to the question-
naire highlighted the importance
of continued psychosocial edu-
cation and training opportuni-
ties for health care professionals
in areas such as assessment and
counseling skills. Although some
centers have a dedicated social
worker or volunteers to support
patients and families, there is an
expressed need to have access to
trained personnel who can facil-
itate the ongoing multidimen-
sional care needs of patients and
families throughout the illness
continuum, including bereave-
ment support.

INCTR PAX will continue collab-
orating with colleagues in Nepal
towards strengthening capacity
in this essential area of palliative
care and the valuable feedback
received from the questionnaire
will inform these efforts. B

Doug Ennals,
Social Work Consultant, INCTR PAX
Program

ARTICLES

INCTR’S PALLIATIVE
ACCESS (PAX) PROGRAM

INCTR’s mission is to reduce death
and suffering from cancer in devel-
oping countries. Along with pro-
grams to improve prevention, early
diagnosis and treatment, INCTR has
also developed a palliative care pro-
gram to provide an improved qual-
ity of life for all patients with cancer,
especially those for whom cure is
not possible. Although designed
with cancer in mind, palliative care
services are made available to all
who have need, regardless of their
underlying illness.

The INCTR Palliative Access (PAX)
Program has three main strategies:

1. To help set up Regional Palliative
Care Centers in collaboration with

regional and international agencies
and by using the existing INCTR
network. These will provide spe-
cialist palliative care for adults and
children with advanced cancer and
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other illnesses, such as AIDS, TB
and malaria. The centers will offer
a combination of inpatient, outpa-
tient and home/community-based
care. In addition, they will become
teaching centers, promoting the
development of palliative care in
the region. They will also support
activities advocating for improved
opioid availability and relevant pub-
lic policy initiatives. At present, the
PAX Program is concentrating on
developing services in Kathmandu,
Nepal; Hyderabad, India, and Dar
es Salaam, Tanzania. These centers
are already involved in regional and
national teaching programs educat-
ing health professionals, adminis-
trators and volunteers about pal-
liative care. Initial planning is also
underway for a similar project at
Santa Marcelina Hospital, Sdo Paulo,
Brazil, and INCTR has agreed to be
the primary partner, along with the
World Health Organization, in help-
ing to enhance palliative care in
Nicaragua, one of the IAEA PACT
model countries. Also on the hori-
zon is the development of a pal-
liative care program in Cameroon,
where INCTR has recently estab-
lished a branch, and pediatric pal-
liative care in Pakistan. Finally, PAX
members actively collaborate with
the Middle East Cancer Consortium
program of education in palliative
care and have agreed to partic-
ipate in the European School of
Oncology’s Black Sea project.

2. To provide consulting services to
national or regional governments
in the assessment of palliative care
needs and planning services to
improve access to care. At present,
we are collaborating in this way
in Tanzania, Yemen and Nicaragua
under the auspices of IAEA PACT.
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The main goals of these collabora-
tions are the integration of palliative
care services into national health
programs, the addition of palliative
care education to medical, nurs-
ing and paramedical curricula, and
interaction with narcotic regulators
to improve opioid availability.

3. To promote the provision of

palliative care by oncologists and

other health professionals not spe-
cialized in palliative care. We carry

this out by means of lectures and

INCTR gratefully aknowledges
the tireless dedication
of all the individuals and
organizations who, through
their collaborative efforts
with the INCTR PAX program,
are improving the quality
of life for patients with
cancer around the world.

seminars at oncology conferences
and symposia. We are collaborat-
ing with a number of other groups
to develop curricula to be used at
the workshops at the regional cen-
ters. Telemedicine technology will
allow the PAX team to carry out
distance learning programs as well
as follow-up mentorship to those
who have attended the workshops.
Practical clinical information is pro-
vided in the PAX Program Clinical
Guidelines. These guidelines are
available as a pocket-sized book
or may be accessed online through
the INCTR portal and are meant to
act as an aide memoire to those who
have attended some basic training
in palliative care.

The PAX Program works in har-
mony with other INCTR programs
and projects involved in the devel-
opment of regional and national
comprehensive cancer care pro-
grams and collaborates with organi-
zations devoted to providing care to
patients with other diseases such as
AIDS/HIV.

Limited access to palliative care in
many areas of the world is a major
public health dilemma. We hope that
the above strategies of the INCTR
PAX Program will actively address
this global concern, as we work col-
laboratively to develop solutions to
improve the access and delivery of
palliative care to all those in need. B

Stuart Brown,
Director, INCTR PAX Program

INCTR’S CLINICAL
GUIDELINES FOR
PALLIATIVE CARE

The Clinical Guidelines for Palliative
Care developed by the INCTR are
currently available in their third edi-
tion. The impetus behind the devel-
opment of the original guidelines
came in 2004 from a desire to pro-
vide a quick and practical reference
for health professionals providing
palliative care within resource-con-
strained health care systems. Since
that time the guidelines have both
evolved and expanded and are now
available in both an on line version
and a pocket-sized companion book.
Approximately 1500 pocket versions
of the current edition have been dis-
tributed, many to sites where PAX
centers currently exist (Nepal, India
and Tanzania) or to countries in which
PAX educational activities have been
held (Egypt, Brazil and Pakistan).




The guidelines in the current edi-
tion cover 15 different distressing
symptoms commonly seen in pallia-
tive care. Each of the symptoms has
a section on key points, assessment,
management, pitfalls/concerns, pal-
liative tips and useful references. In
addition to covering these symp-
toms, the guidelines also contain sec-
tions on signs and symptoms at the
end of life, the use of breakthrough
or rescue doses of opioids, the World
Health Organization (WHO) anal-
gesic ladder and the International
Association of Hospice Palliative Care
(IAHPCQ) list of essential drugs for pal-
liative care. The pharmacology, dos-
ing and potentially adverse affects
of over 35 commonly used drugs are
provided.

Future editions of the guidelines
are already under development and
will cover more symptoms as well
as include sections on pediatric,
psychosocial and HIV/AIDs palliative
care. Levels of evidence will be high-
lighted for all of the symptoms and
useful references such as an opioid
equi-analgesic chart, the Palliative
Performance Scale and symptom
assessment tools will be included.

All of the work to date (and future
work) would not be possible with-
out considerable help and support
from colleagues around the world
as well as the INCTR staff in Brussels.
We would also like to thank the
many endorsing agencies listed
in the guidelines as well as Lilly
Oncology, which provided an edu-
cational grant to support the publi-
cation of the guidelines.

It is the hope that these guidelines
will continue to provide a ready ref-
erence tool that will help to improve
the quality of palliative care provid-
ed to patients and families around
the world. B
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THE CHALLENGE OF
PALLIATIVE CARE
DEVELOPMENT IN NEPAL

BACKGROUND

In Nepal, palliative care occupies a
very special place in traditional med-
ical practice. According to Hindu tra-
dition, a dying patient is taken to a
place called a ghat on the bank of a
holy river where cremation usually
takes place. The traditional medical
practitioner at the ghat, called the
ghat vaidya, available in major ghats
is entrusted to keep a close watch
on the state of the patient. Hindus
believe that spending the last few
moments by the holy river ensures
that the soul will enter heaven after
death. The ghat vaidya helps to facili-
tate this. The dying patient is admin-
istered a special medicine known as
Praneswor by the ghat vaidya and it
is believed that the last straw of life is
rekindled once more. Consequently,
the patient dies comfortably with-
out shortening life itself. Sometimes
unexpected things happen and the
patient lives longer. This traditional
medical practice of palliative care
could be an area for research.

The palliative care system devel-
oped in the West was introduced
in Nepal with the establishment of
the B. P. Memorial Cancer Hospital
at Bharatpur in 1995. It was the first
cancer hospital on Nepal. Bhaktapur
Cancer Hospital, in a smaller scale,
cameinto existence after someyears.
With the functioning of these two
cancer hospitals, a strong need was
felt for a hospice facility for patients
in the terminal phase of their illness.
As a result, a palliative care service
under the name of Hospice Nepal
was begun in 2000 at Lalitpur. A
non-profit, non-governmental orga-
nization, it is still functioning well.
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THE DEVELOPMENT OF
PALLIATIVE CARE SERVICES

IN NEPAL SINCE 2000

At the beginning of the 215t centu-
ry, there was practically no trained
manpower for palliative care, and
the supply of essential medicines,
particularly opioids, was severely
restricted. The management of
Hospice Nepal had advocated
strongly to the concerned authori-
ties for removing unnecessary bar-
riers to the supply of oral opioids
but achieved limited success in set-
ting up a regular supply system.
In this context, in 2002, INCTR's
palliative care team, made a first-
hand study of the general status of
palliative care services in Nepal and
agreed, with Nepalese colleagues,
on an action plan for the develop-
ment of palliative care services in
Nepal. An important component
of the plan was to create a study
group charged with finding practi-
cal solutions to the issue of pallia-
tive care development. Four main
areas were identified:

(1) Specifictraining of various health
professionals for skill develop-
ment in palliative care.

(2) Assuring the availability of a
sufficient supply of oral opioids.

(3) Sharing skills and knowledge
with local medical stakeholders
by organizing workshops, semi-
nars, etc.

(4) Extension of palliative care ser-
vicesto other hospitals toimprove
access to care.

These four important tasks are criti-
cal aspects of the groundwork for
palliative care development and

might be considered the pillars of
INCTR’s PAX program.

INCTR’s team of palliative care
experts, in collaboration with major
hospitals at Kathmandu and the
local managerial support of NNCTR/
INCTR (INCTR’s Nepalese branch),
initiated this new program in 2003.
INCTR and its team of palliative care
experts provided the necessary
funds and technical advice to ensure
success.

1. TRAINING IN PALLIATIVE
CARE SKILLS

In 2003, six medical doctors from
five different hospitals — Hospice
Nepal, Bhaktapur Cancer Hospital,
Tribhuvan Teaching Hospital,
Scheer Memorial Hospital, and
Patan Hospital — were selected for
a two-week palliative care intensive
training course at the Institute of
Palliative Medicine in Calicut, India.
Two staff members from NNCTR/
INCTR also participated in the train-
ing. The training was very successful
and all the participants were very
impressed with the Calicut model
which was felt to be very relevant to
the needs and available resources in
Nepal. The training made it possible
to initiate new palliative care units
or to improve the ongoing care ser-
vices. In the same year, 13 nurses
from seven different institutions
- Hospice Nepal, Scheer Memorial
Hospital, Bhaktapur Cancer
Hospital, Bir Hospital, Tribhuvan
Teaching Hospital, Kanti Children’s
Hospital and two staff members
from NNCTR/INCTR, were sent to
Calicut for six weeks training. These
training programs were fully funded
by INCTR. Most of the doctors and
nurses are still actively involved in
palliative care services in different
institutions.




2. IMPROVING THE

AVAILABILITY OF ORAL OPIOIDS
The INCTR PAX team and their
counterparts in Nepal have held
many meetings with the con-
cerned government officials and
other stakeholders for improving
the availability of oral opioids;
drug availability has substantially
improved since then.

3. SHARING SKILLS AND
KNOWLEDGE WITH LOCAL
STAKEHOLDERS

In 2003, an International Symposium
on Pain and Palliative Care was
organized with the participation of
the INCTR PAX Team, local medical
practitioners, medical suppliers and

social workers from NGOs. The sym-
posium created substantial inter-
est in palliative care and provided
basic knowledge of the principles
of palliative care to the participants.
It included an interactive session,
which was well attended.

In 2005, a one-day workshop on
improving cancer care in Nepal
through national and internation-
al collaboration was organized in
which INCTR's President Dr. lan
Magrath also took part. It was a suc-
cessful workshop in terms of raising
interest and enhancing collabora-
tion among different stakehold-
ers. In 2006, another International
Workshop on Advanced Palliative
Care in Nepal was organized. Each

REPORTS

of these workshops and sympo-
siums, the local management and
organization of which was under-
taken by NNCTR/INCTR, included
more than 60 stakeholders.

4. EXTENSION OF PALLIATIVE
CARE SERVICES

Following the skill development
training and workshops, many par-
ticipating hospitals and institutions
were encouraged to have at least a
few beds in the hospitals reserved
for palliative care. Bhaktapur Cancer
Hospital, Kanti Pediatric Hospital
and Scheer Memorial Hospital initi-
ated palliative care units. Hospice
Nepal initiated home care services
and INCTR contributed the funds

Health Institutions Providing Beds Number of patients Number of patients Remarks /
Palliative Care Services treated in hospital/ treated in Total of patients
hospice based services home care service seen between
between between 2004-2006
2004 - 2006 2004 - 2006
Hospice Nepal, Lalitpur 9 71 232 943
Palliative Care Service in 12 302 - 302
Bhaktapur Cancer Hospital,
Bhaktapur
Palliative Care Unit in 10 54 - 54
Sheer Memorial Hospital,
Banepa
Pain Clinic in Tribhuvan - 123 27 150
University Teaching Hospital,
Kathmandu
Palliative Care Service in 3 NK - NK
Bir Hospital, Kathmandu
Palliative Care Service in 5 NK - NK
Kanti Children Hospital,
Kathmandu
Total 39 1217 259 1449

Table 1. Institutions participating in NNCTR/INCTR Pax Program in Nepal between 2004 - 2006. NK = Not known.
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to buy an economical vehicle for this
purpose as well as funding to sup-
port the development of palliative
care programs at Scheer Memorial
Hospital and Kanti Hospital. Scheer
Memorial Hospital had started a
hospice unit with 10 beds, but it was
found unsustainable to run as a sep-
arate unit. At present it has reserved
a few beds for palliative care and is
now running well. Bhaktapur Cancer
Hospital has increased the number
of dedicated palliative care beds to
10 and is planning to expand the
unit even further in a separate wing
exclusively for palliative care.

PRESENT STATE OF

PALLIATIVE CARE AND

FUTURE STRATEGY

Since the year 2000, and par-
ticularly after the training pro-
grams held in 2003, there have
been many initiatives related to
the development of palliative care
services, inpatient and outpatient,
in @ number of institutions and
to provide home-based pallia-
tive care. Substantial progress has

been made in expanding the total
number of palliative care beds and
many hospitals have indicated an
interest in initiating their own pal-
liative care services - now made
possible by the increased number
of doctors and nurses trained in at
least the fundamental principles
of palliative care. Many short-term
training courses have been orga-
nized, but a large number of medi-
cal professionals, and other stake-
holders are yet to be convinced of
the importance of palliative care,
or remain uncertain how best to
incorporate palliative care services
into other health services. There
is doubt about making decisions
on when patients require end-
of-life care. Consequently, there
is variable success in the delivery
of effective care, which is insti-
tution-dependent. For example,
hospice-type palliative care ser-
vices were insufficiently used at B.
P. Memorial Hospital at Bharatpur
and the Scheer Memorial Hospital
at Banepa, unlike at Bhaktapur
Cancer Hospital. The main rea-

i

Palliative Care sensitization workshop for nursing students at Scheer Memorial

Hospital (SMH).
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son for this is that the Bhaktapur
Cancer Hospital is located within a
large catchment area and provides
services for other hospitals and
the population at large, whereas B.
P. Memorial and Scheer Memorial

Palliative Care sensitization for nursing

students at Nepal Institute of Health
Sciences (NINS).

do not have such large catchment
areas. Hospice Nepal also has a
large catchment area but is free-
standing and not associated with
a cancer treatment facility. The
home-based palliative care servic-
es provided by Hospice Nepal are
being increasingly used. Clearly,
the palliative care needs of both
institutions and regions within
Nepal need to be identified, and
an appropriate mix of palliative
care services established, in order
to ensure that even people from
remote areas have access to care.
At present, it would appear that
this is best achieved by helping to
develop tertiary palliative care cen-
ters that can also provide training,
education, research and, where
necessary, consultation. Such cen-
ters could then function as central
nodes on regional networks that
reach out into the community. This
approach has been successful in
Kerala, India, but it will be some
time before a network of this kind
can be established in Nepal.




An assessment of the general
state of palliative care in Nepal
makes it clear that it is still not
in the mainstream of health ser-
vices. Progress made during the
last several years needs to be con-
solidated. Most medical colleges,
nursing schools and health institu-
tions do not have palliative care
in their curricula, even as optional
training. The Nepal government
does not have a clear policy of
developing palliative care services
accessible to all patients in need.
Since the B. P. Memorial Cancer
Hospital is the only government

\ il

Virginia LeBaron teaching nurses at Kanti

Children's Hospital.

cancer hospital, the Ministry of
Health tends to rely upon this sin-
gle institution for initiatives relat-
ing to cancer. However, palliative
care extends beyond cancer, and
a single hospital cannot provide
more than regional coverage for
palliative care. When patients are
referred for care from more distant
regions, provision must also be
made, ideally, for them to receive
palliative care in their own com-
munity. Increasing access to care
must clearly be developed in a
series of coordinated steps, and
the successes of recent years indi-
cate the feasibility of expanding
palliative care to an ever increasing
fraction of the population.

This year, NNCTR/INCTR, with
financial and technical support
from INCTR and its PAX program,
is mainly concentrating on sen-
sitization programs. Our primary
goal is to reach as many health
workers and medical trainees as
possible in order to give them a
better understanding of the need
for palliative care, and to impart
some of its basic principles. A
major objective is to ensure that
palliative care services are harmo-

REPORTS

A SOUTH INDIAN
PALLIATIVE CARE
INITIATIVE:

AN EVENTFUL YEAR
IN HYDERABAD

INCTR PAX initiatives in
Nepal have been generously
supported by the Open
Society Institute (OSI).

nized with other health services,
although this will take some time
to accomplish. We would like,
along the lines of INCTR’s fun-
damental strategy for increasing
human resources and access to
care, to support the development
of the kind of tertiary-level pallia-
tive care center described above.
In order to accomplish this goal,
as well as to increase sustainable
access to care for a growing pro-
portion of the population in more
remote regions, it will be essential
to first secure the support and
participation of the government,
International NGOs, local NGOs and
others. Progress in improving com-
munications with each of these
stakeholders has been made, and
we intend, with the help of INCTR,
to ensure that it continues. W

Surendra Bahadur Bade Shrestha,
Director/President, NNCTR/INCTR,
Kathmandu, Nepal

REINFORCING THE NEED

FOR PALLIATIVE CARE

The World Health Organization
(WHO) estimates that there are 2.5
million people in India with can-
cer. Around 5.7 million people living
in India are HIV-infected. A signifi-
cant number of patients suffer from
other incurable diseases including
chronic heart, lung, kidney and age-
related diseases, although no pre-
cise figures are available. Poverty,
ignorance, social stigmata and poor
access to care result in a major-
ity of cancer patients being diag-
nosed only when their illness is in
an advanced stage. They are left
with very few curative options. They
suffer from unbearable pain and
other intractable symptoms like
breathlessness, feeding difficulties,
diarrhoea, fungating or ulcerating
lesions and fistulas.

Psychological and spiritual needs,
as well as social problems, assume
a bigger dimension as the disease
becomes incurable, although many
patients have a significant remain-
ing lifespan, sometimes measured
in years, during which time medi-
cal care needs to be continued.
Unfortunately, a large fraction of
such patients have little or no access
to even basic medical services such
that the impact on the patient, her or
his family and the community is fre-
quently overwhelming. Althoughin
these circumstances palliative care
is an imperative need, less than one
percent of patients have access to
palliative care or pain relief pro-
grams in India.
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DEVELOPING APPROPRIATE
PALLIATIVE-CARE SYSTEMS

The challenge is to develop a cultur-
ally and socio-economically appro-
priate and acceptable system to
address the enormous unmet needs
of this marginalized patient popu-
lation. Many NGOs and individu-
als have made pioneering efforts
to establish relevant programs, but
they are few and far between, cover-
ing minuscule sections of the ailing
Indian population.

In 2006, Pallium India, the American
Cancer Society (ACS) and INCTR estab-
lished a collaboration with the goal of
developing an Indian Palliative Care
Network (IPCN) and, in particular,
to extend palliative care services to
regions where they are presently vir-
tually nonexistent. The first phase of
the project began in Andhra Pradesh
(AP), a state in the south-central part
of India, in July 2006. MNJ Institute
of Oncology, a regional cancer cen-
ter located in Hyderabad, the capital
city of AP, took the lead in establish-
ing this network.

Since then the Center has quickly
established itself as a regional focal
point for quality palliative care, train-
ing and research. INCTR, the ACS and
Pallium India provide the funding,
expertise and faculty for the pro-
gram, and the MNJ Institute has made
important contributions, including
the provision of designated space.

INITIATIVES AND OUTCOMES

The Center has made steady strides

in many areas. Its activities include,

but are not limited to:

« Overseeing, planning and devel-
oping programs with senior
physicians, nurses,administrators
and others.

+ Developing pediatric palliative
care within the general program.
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« Setting up a Department of
Palliative Care to provide qual-
ity care through outpatient and
inpatient services.

+ Starting a Six-Week Certificate
Course in Palliative Medicine and
Nursing for doctors and nurs-
es respectively (supported and
endorsed by INCTR and ACS).

+ Training volunteers and social
workers.

+ Sensitizing professionals and the
general public through workshops,
lectures and media coverage.

+ Collaborating with the govern-
ment on policy-related issues
in palliative care and pushing for
amending the laws on opioid
availability.

+ Interacting with the state AIDS
Control Society to integrate pal-
liative care into their programs.

+ ldentifying new local leaders in
palliative care.

+ Initiating needs-assessments and
research projects.

Many of these initiatives, with the
help of local leaders and the support
of the hospital management, have
borne encouraging results. A few of
the most significant achievements
are listed below:

(1) Establishment of a fully-fledged
palliative care department at MNJ,
with adequate, full-time staffing.

(2) Completion of the Six-Week
Certificate Course by four doc-
tors and four nurses from different
parts of the state and one from
another state.

(3) Training (a one-month course)
of a social worker and a volunteer.

(4) Conduct of more than 15 sensiti-

Dr. Gayatri Palat and the Hyderabad pal-
liative care team at the MNJ Oncology
Institute and Regional Cancer Center.

Virginia LeBaron, RN with recent gradu-

ates of the 6 week palliative care certifi-
cate course in Hyderabad, India.

zation programs for doctors, nurses
and public and government officials.

(5) An exclusive interview relating
to palliative care with a national
news channel, which was covered by
leading national daily newspapers
and additional television channels.

(6) Several encouraging meetings
with the government, AIDS workers
and other social organizations.

(7) Amarkedincrease inthe number
of patients accessing palliative care
in the department (Figures 1 and 2).

(8) A noticeable increase in opioid
consumption—a direct indicator of a
successful pain relief program (Figure 3).

(9) Successful completion of the fol-
lowing studies:
a. “Incidence of Common Symptoms

REPORTS

in Patients with Advanced Head and
Neck Cancers” (now ready for statis-
tical evaluation).

b. “Level of Psychosocial Distress in
Patients with Advanced Cancer of
the Breast”—selected as the best
poster presentation at the Annual
Conference of the Indian Association
of Palliative Care, 2007.

(10) Formation of the Pain Relief and
Palliative Care Society, Hyderabad.

INCTR PAX initiatives in
India have been generously
supported by the American

Cancer Society (ACS).

LOOKING TO THE FUTURE

We plan to continue our work by:

+ Training volunteers to look after
patients in their communities;
setting up several linked centers
in each district of AP; establish-
ing regular medical support
through professional, home-
based care.

+ Ensuring sustainability of the pro-
gram by tapping locally available
resources.

+ Lobbying for policy changes in
the form of amendments to exist-
ing laws to ensure easy availabil-
ity of opioids.

+ Developing a full-fledged pallia-
tive care program for patients
with AIDS.

+ Ensuring that the center in
Hyderabad is recognized as a cen-
ter of excellence in care, educa-
tion and training. W

Gayatri Palat,

Director of INCTR/PAX Program and IPCN
Hyderabad, India
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SCALING UP PALLIATIVE
CARE SERVICES ACROSS
GOVERNMENT HOSPITALS
IN TANZANIA

BACKGROUND

Tanzania, like other sub-Saharian
African countries, is faced with a
major challenge in meeting the
health needs of its people. The HIV/
AIDS pandemic has caused a great
deal of physical, emotional and psy-
chological suffering among its vic-
tims as well to their families. This
was confirmed by a WHO situation
analysis and needs assessment
report published in 2002. The num-
ber of cancer cases has been steadily
increasing in the course of the last
decade, and HIV/AIDS-related can-
cers, such as Kaposi sarcoma, have
become the most frequent malig-
nancies in the only cancer center
in Tanzania, namely, Ocean Road
Cancer Institute (ORCI). Owing
to adoption of a Western lifestyle,
especially among the middle classes,
diseases such as diabetes, hyperten-
sion, arthritis, etc., are also increasing
at an alarming rate, causing addi-
tional human suffering which, given
the limited resources for health care
in Tanzania, seems to have no end in
sight. Health spending per person is
still staggeringly low at 10 USD per
year. But in spite of the increase in
non-communicable diseases, malaria
and other infectious diseases, along
with maternal and infant mortality,
remain the government’s highest
health priorities.

In 1999, the government realized
that he could no longer afford to
provide hospital-based end-of-life
care and developed home-base care
programs. This did reduce hospi-
tal expenses and, in theory, should
have permitted patients to spend
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the terminal phases of their diseases
surrounded by their loved ones, but
most patients did not die at home
as per their wishes. When pain and
other distressing symptoms became
unbearable and uncontrolled by sim-
ple medication such as paracetamol
- all that was available at home - they
were rushed to hospital in order to try
to alleviate their suffering. This rarely
helped because hospital staff lacked
knowledge of palliative care, such
that many patients died in agony. In
addition, with 95% of the oral mor-

Palliative Care workshop participants.

phine consumed in Tanzania being
used at ORCI, one can only imagine
how many patients in the country
faced death without adequate pain
control. Undignified death leads
to greater difficulties among the
bereaved family members, and in
the absence of training in palliative
care, hospital staff often avoid the
dying patient because they feel they
cannot help, leaving the patient iso-
lated and worse off then had he or
she remained at home.

ORCl, being a government institu-
tion and the first to establish pallia-
tive care (in 1995), felt that it could
use its experience to scale up pallia-
tive care in the country in an attempt
to alleviate the suffering of so many
patients and families. We joined
hands with our INCTR colleagues,
with whom ORCI has a long history
of collaboration in a number of areas

including Burkitt lymphoma therapy
and cancer prevention. INCTR-PAX,
INCTR’s palliative care program, is
also working with the Programme
of Action in Cancer Therapy (PACT)
of the International Atomic Energy
Agency (IAEA) to build a compre-
hensive cancer control program in
Tanzania, of which palliative care
is an important component. After
a memorandum of understanding
was signed by the involved parties,
the existing palliative care office at
ORCl was furnished and a project
secretary was recruited in February.
| was recruited as a part-time
Program Director to help realize the
aims and objectives of the project.
One of the objectives was to estab-
lish a center of excellence in pallia-
tive care at ORCl over three years, to
accredit this program as well as per-
sons trained in palliative care. Plans
are also underway to build separate
palliative care wards for adults and
children. The development of exist-
ing capacity in palliative care (both
hospital and home-based) had been
partly supported in the past by the
International Association of Hospices
and Palliative Care (IAHPC) and the
Diana, Princess of Wales Memorial
Fund. This had already resulted in
the palliative care resources at ORCI
being greater than those at all other
centers in the country combined.

ORCI/INCTR APPROACH

Our approach is based on the World
Health Organization Foundation
Measures of palliative care, namely
education, drug availability (particu-
larly oral morphine) and advocacy.
Our target area to begin with is gov-
ernment hospitals, including district,
regional and referral hospitals, coun-
trywide. There are about 160 of these
targeted hospitals and we estimated




that between 1.5 and 2 million USD
would be required over three years
for training, advocacy and opioid
procurement and distribution to all
participating hospitals in the seven
existing administrative zones.

ADVOCACY

With regard to advocacy, we
planned to hold a number of sen-
sitization workshops for the heads
of these respective government
health facilities to alert them to the
urgent need for palliative care and
to urge them to form and support
palliative care teams in their hospi-
tals. Other planned workshops will
be held for the media, business com-
munities and civil society. Pediatric
palliative’care, which has not been
included in the past, will also be
developed through building a sepa-
rate pediatric palliative care ward
and holding a special workshop for
pediatricians and others involved
in caring for children affected with
HIV/AIDS and cancer. This workshop
is planned for Jan/Feb 2008. The
INCTR/ORCI role would be to equip
the team members with appropri-
ate palliative care knowledge and
skills through training and, equally
important, continued mentorship.
So far one sensitization workshop in
the Eastern zone of the country has
been successfully conducted and
a task force was formed to ensure
that the actions decided upon in
the workshop are implemented.
Another workshop for the Southern
zone will be conducted in July 2007.

TRAINING

It was agreed that training would
take place in six week training
courses in palliative care, held at
ORCI, and delivered to the palliative
care teams appointed by the hos-

pital directors. Each zone, which
normally comprises three to four
administrative regions, each includ-
ing approximately 15 district and
regional hospitals, is expected to
nominate about 45-50 trainees for
the course, including nurses, clini-
cians, social workers, pharmacists
and others. Training curricula and
most of the educational tools have
been prepared, although funds are
needed to initiate the courses. The
aim is to conduct three such training
courses a year. If this succeeds, in

ORCI/INCTR/IAEA-PACT
initiatives in Tanzania
have been generously

supported by the
Open Society Institute (OSI).

three years over 400 persons, coun-
trywide, will have been trained and
palliative care teams established
in all government hospitals down
to the district level. In 2006 nurses
working in home-based care pro-
grams in the Kinondoni municipal-
ity of Dar es Salaam were inten-
sively trained in a one week course
which was supported by the Diana,
Princess of Wales Memorial Fund.
In March 2007, 33 heads of health
facilities in the same municipality
will attend a similar course. Plans are
at an advanced stage to procure oral
morphine for these facilities.

DRUG AVAILABILITY

Our initiatives are intended to make
oral morphine available initially in all
government hospitals while simulta-
neously raising awareness of mem-
bers of health professionals, policy
makers and other relevant stake-

REPORTS

holders in order to address barriers
to its use. We do not underestimate
the size of this challenge.

STRENGTHS AND WEAKNESSES
ORCl, being a government facility,
enjoys good relations with the pub-
lic and policy makers at all levels.
In addition it was the first hospital
to establish a palliative care unit
over 10 years ago and the first and
only one allowed to import oral
morphine in the country since 2002.
Our Executive Director and the
Chairman of the Board of Trustees
are appointed by the Head of State.
This puts us in a unique position to
pursue this program at a national
level. As the Director General of
Medical Services told the PAX team
members at a recent visit to the
Health Ministry, ORCI is the entry
point of palliative care policy and
related matters in the country.

Our primary challenge is that
palliative care in the country is
in its infancy and still dependent
on donors. It will be important to
ensure that all stakeholders, includ-
ing NGOs work in a coordinated
fashion and that support provided
fosters their collaboration. We hope
that the donor community will sup-
port us in this noble work of making
palliative care available and acces-
sible such that the unnecessary suf-
fering endured by our patients can
be prevented. Tanzania provides an
opportunity to demonstrate that
palliative care donor communities
worldwide, as well as organizations
such as INCTR and PACT, can join
hands, and in doing so, make a real
difference. W

Msemo B. Diwani,
Director ORCI/INCTR PAX Program,
Dar-Es-Salam, Tanzania
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PARTNER INSTITUTIONS
IN NEPAL

1. HOSPICE NEPAL

Within the past few years, there's
been a significant shift in attitudes
about terminal cancer in Nepal, and
a growing awareness of the need for
palliative care. Hospice Nepal is at
the forefront of a movement within
countries with limited resources to
give greater attention to the needs
of those cancer patients for whom
there is no cure.

Established in 2000, Nepal’s first
Hospice Nepal, was created to
help ease the suffering of cancer
patients and to give comfort to their
families in a cheerful and home-
like setting. The hospice is directed
by Dr. Pradeep Vaidya, a professor
at Tribhuvan University Teaching
Hospital in Kathmandu and a sur-
geon by training.

“Before 2000, we would tell
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patients, “We cannot do anything
more. Please go home.’ That is what
was so heartbreaking. Terminal
patients would have to go home
and die in pain, with no doctors to
treat them.”

Hospice Nepal was the brainchild
of three physicians and a local busi-
nessman with a genius for fundrais-
ing. They opened a facility with ten
beds and a small staff devoted to
helping improve the quality of life
for the dying patient and the family
members, who play such a critical
role in care-giving. In Nepal, physi-
cians share much of the responsibil-
ity for palliative care with nurses,
social workers and community vol-
unteers who embrace the notion
that everyone has a right to die free
of pain.

“The whole system in Nepal has
changed,” Dr.Vaidya declares. “There
was a time when palliative care was
considered unimportant, even in the

Dr. Pradeep Vaidya with patient in the patients own home as a community service of

Hospice Nepal.
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hospitals. Patients and families had
only their doctor to rely on, and he
or she was busy with patients with
a possibility of cure. Most hospitals
now have separate palliative care
units, where a dedicated nursing
staff looks after patients. This team
approach has decreased the phy-
sicians’ workload, and the families
are happier to have the undivided
attention of a nurse who becomes
almost a member of the family.”

Hospice Nepal now proposes to
build a new hospice facility with 25
beds and an educational and train-
ing center. Plans are underway, too,
to expand community outreach into
the outlying districts to aid terminal
patients who, because of family obli-
gations, cannot stay in Kathmandu.
By sponsoring a palliative care
training workshop for physicians in
outlying districts, as was done in
March 2007, Hospice Nepal hopes to
encourage the development of local
networks of palliative care nurses
and community health volunteers
who can make home visits. These
visits provide comfort to patients,
instruct family members who are
caring for them, and satisfy gov-
ernment concerns that morphine is
being administered properly.

“The pivotal moment for us came
in 2002 when INCTR came to Nepal
and wanted us to do something
about palliative care in hospitals,”
recalls Dr. Vaidya, whose staff would
often travel by bicycle to visit termi-
nal patients at home. “INCTR has
given training to me and our nurs-
ing staff. They provided a van for us
to use in our Community Hospice
program. When we give our pre-
sentations about the importance of
palliative care, people understand
that we are here to help bring dig-
nity to dying.”




2. BHAKTAPUR HOSPITAL

Nepal faces the same challenges
typical of countries with limited
resources and too many patients
with advanced-stage cancers. What
is different, says Dr. Sudip Shrestha,
a medical oncologist at Bhaktapur
Hospital in Kathmandu, is that his
country has a group of people who
believe that palliative care is impor-
tant and who are working together
and individually to develop and
expand palliative care.

“We want to deliver palliative
care to the door of the people who
need it,” he says. “That is our ulti-
mate goal.”

For that to happen, he says, mor-
phine must become more widely
available all over the country —
not just in hospitals or hospices
but also in the context of home
based programs. In Nepal, near-
ly 86% of the population lives in
rural areas—and most of them have
unrealistic fears regarding opioids.
Compounding the problem, very
few inpatient beds in the capital
city of Kathmandu are designated
for palliative care.

Dr. Shrestha coordinates palliative
care at Bhaktapur Hospital, Nepal'’s
second-largest cancer hospital. The
charitable hospital was established
in 1998 with 44 beds. Four years
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later, the hospital began integrat-
ing palliative care in the treatment
of all patients diagnosed with can-
cer. INCTR has selected his hospi-
tal as one of four facilities within
the Kathmandu valley targeted for
its program designed to increase
capacity in palliative care, thereby
improving access to those in need.

“Palliative treatment is needed
not only for advanced cases, but
also for patients in the earlier stages
of cancer,” Dr. Shrestha notes. “All
patients and their families need to
know how to cope with the disease
and how to deal with family needs
at the same time.”

In a family-centered society such
as Nepal’s, family members make
decisions on behalf of their ailing
loved ones and often don't want
doctors to relay the poor prognosis
to the patient. That information is
better shared by a beloved hus-
band or a favorite daughter. Then
again, sometimes it is the patient
who instructs her caregivers how
she wishes to die.

Dr. Shrestha recalls a young
Christian woman who, at age 32 had
developed breast cancer. The young
patient underwent surgery, but the
cancer had already spread.

“We managed her pain with mor-
phine and told her she could go
home,” recalls Dr. Shrestha. “She
knew she was dying, but she
was afraid that her Hindu family
would not respect her wishes for
a Christian death. When the time
came, she called her family mem-
ber and her nurses together, she
asked her brother to read a Hindu
prayer, she lay down with her Bible
scriptures, and she passed away
very contentedly. That she could
die pain-free, and with dignity,
keeps us going.”

Family member helping patient in

Bhaktapur Cancer Hospital.

At Bhaktepur, while there is no sin-
gle palliative care specialist, a core
group of caregivers is responsible for
patients and family needs. Palliative
care nursing staff, although not per-
mitted to write prescriptions, coordi-
nate each case in collaboration with
the oncologists and social workers,
and work closely with the family.

A sister hospice in the state of
Idaho, United States, provides some
support Bhaktapur’s palliative care
unit, and the Nepal Cancer Relief
Society is a huge ally. INCTR/NNCTR
is also an active partner in the effort
to develop a well-organized pallia-
tive care system in which all health
care professionals play a part.

“We don’t yet have awareness at
the government level, but there is so
much enthusiasm for palliative care
that we are now building hospices
near Kathmandu. We have a bright
future.” W

Marcia Landskroener for INCTR
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AFRICAN SOLUTIONS FOR
AFRICAN PROBLEMS

The director of the African Palliative
Care Association (APCA) is an action-
oriented facilitator who believes
she and her young organization can
change the world - or at least the 17
African member countries of APCA,
where people are dying in pain.

Dr. Faith Mwangi-Powell, who com-
pleted community health training in
Kenya and later earned a Ph.D. in
women'’s studies, moved her family
from London to Kampala, Uganda, in
January 2005. Her mission, as APCA’s
inaugural director, includes: to devel-
op an effective organization that can
help up-scale palliative care services;
to establish palliative care standards
throughout Africa; to enlist govern-
ment support in making opioids read-
ily available; and to educate health
workers to provide high quality end-
of-life care.

While in London, Dr. Mwangi-Powell
worked with The Diana, Princess of
Wales Memorial Fund, which supports
palliative care initiatives in Africa.
“One of the challenges we faced is
that palliative care training in Africa is
very, very limited,” Dr. Mwangi-Powell
recalls. At a 2002 meeting in Cape
Town, South Africa, however, pallia-
tive care professionals from six African
countries came together to establish
an African-wide agenda.

“What became clear is that it's not
just about training, but about how
that training is applied and how
national policies are set. We needed
a dedicated organization to move the
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Dr. Faith Mwangi-Powell

agenda forward. That's how APCA
was born.”

APCA's Cape Town Declaration, pub-
lished in 2004, calls for African solu-
tions for African problems, urging
collaboration among African nations
and encouraging the monitoring and
evaluation of palliative care programs
as they develop. A steering commit-
tee organized an inaugural confer-
ence, hosting representatives from
22 African countries and other inter-
national players, and the President’s
Emergency Plan for AIDS Relief in
Africa (PEPFAR). The Bush adminis-
tration had committed $15 billion to
the continent’s soaring healthcare cri-
sis, earmarking $2 billion for palliative
care. A small grant from PEPFAR helped
establish the APCA office, which now
has 26 staff.

“APCA’s key issues are education,
training, technical assistance and
advocacy,” says Dr. Mwangi-Powell.
“How can we get the government to
change drug regulations? How can
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we educate people about morphine
use and how can palliative care be
integrated into medical training? Even
though we are not hands-on, our
agenda is patient-driven. What'’s good
for the patient? That became our cen-
tral question.”

Dr. Mwangi-Powell’s strength is
organizational development - iden-
tifying and connecting people who
can effectively address the prob-
lems of introducing palliative care to
African nations. “Six people in each
country is all it takes,” she declares.
“We conduct an overview, identify
the challenges, prepare an action
plan and then determine how to use
our limited resources wisely.

“My job is to create a platform from
which everyone doing palliative care
can speak with one voice,” she con-
tinues. “If you have a national agenda,
it's easier to come together as a group.
It's about ownership. We are not here
to say ‘you should do this,” but rather
‘what do you need?’

“Palliative care should be available
for everyone who needs it. It's got
to be done, and we are doing it.” W

Marcia Landskroener for INCTR
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