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Abstract

The international palliative care community has articulated a simple but challenging
proposition that palliative care is an international human right. International human rights
covenants and the discipline of palliative care have, as common themes, the inherent dignity of
the individual and the principles of universality and nondiscrimination. However, when we
consider the evidence for the effectiveness of palliative care, the lack of palliative care provision
Jfor those who may benefit from it is of grave concern. Three disciplines (palliative care, public
health, and human rights) are now interacting with a growing resonance. The maturing of
palliative care as a clinical specialty and academic discipline has coincided with the
development of a public health approach to global and community-wide health problems.

The care of the dying is a public health issue. Given that death is both inevitable and universal,
the care of people with life-limiting illness stands equal to all other public health issues.

The International Covenant on Economic, Social and Cultural Rights (ICESCR) includes
the right to health care and General Comment 14 (paragraph 34) CESCR stipulates that
“States are under the obligation to respect the right to health by, inter alia, refraining from
denying or limiting equal access for all persons, ... to preventive, curative and palliative health
services.” However, these rights are seen to be aspirational—rights to be achieved progressively
over time by each signatory nation to the maximum capacity of their available resources.
Although a government may use insufficient resources as a justification for inadequacies of its
response to palliative care and pain management, General Comment 14 set out “core
obligations” and “obligations of comparable priority” in the provision of health care and placed
the burden on governments to justify “that every effort has nevertheless been made to use all
available resources at its disposal in order to satisfy, as a matter of priority, [these] obligations.”
This article describes recent advocacy activities and explores practical strategies for the
palliative care community to use within a human rights framework to advance palliative care
development worldwide. ] Pain Symptom Manage 2009;m:m—m. © 2009 U.S. Cancer
Pain Relief Committee. Published by Elsevier Inc. All rights reserved.
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Worldwide, palliative care workers are con-
cerned that the expansion and support for pal-
liative care services for patients and family
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members facing the diagnosis of life-threaten-
ing illness are not receiving the attention and
commitment from health policy makers that it
require.] There isasense of urgency to alert gov-
ernments, health professionals, and communi-
ties to the need for palliative care and to its
efﬁcacy.2 This has led to a growing call for palli-
ative care to be recognized as a human right and
obligations that flow from that right to be fulfil-
led—access to palliative care services for all
those patients and their family members that
would benefit from this care. The rationale for
palliative care to be recognized as a human right
has been clearly described. Brennan® consid-
ered the foundation of a right to palliative
care with regard to the ICESCR, the obligation
of signatory nations, and the difficulties in
promoting a human right to palliative care.
Itis the consideration of these difficulties that
hasled to thisarticle. Palliative care workers may
view the fact of palliative care as a human right
as self-evident, but we need to develop an under-
standing of human rights instruments and
a strategy on how to use these to action access
to palliative care locally and internationally.
How can this concept be advanced in a practical
way? What steps have already been employed?

Current Situation

Whereas many developed countries have es-
tablished palliative care services, most of these
services are voluntary, nongovernmental ser-
vices and do not receive the attention or fund-
ing support of government.g Most countries do
not have palliative care policies or integrated
palliative care services. Clark and Wright of
the International Observatory on End-of-Life
Care have mapped palliative care provision
worldwide® (see Fig. 1) and have categorized
palliative care provision on four levels: no
activity yet identified, capacity building activity,
localized provision, and approaching integra-
tion. They recognize the broadness of these
categories and comment, for example, that
Pakistan (in the localized provision category)
has one hospital-based palliative care service
for the whole country, serving a population
of 158 million.” South Africa (approaching
integration) has well-established, nongovern-
mental organization (NGO) services, although
not yet country-wide, and a few hospital-based
services integrating palliative care into the

formal health care sector. Within the African
region, generally, coverage is generally con-
fined to centers of excellence,’ although palli-
ative care initiatives to advocate for opioid
availability have had some success.”

Radbruch et al. notes that even in countries
with an adequate standard of care and well-de-
veloped health care services, access to pallia-
tive care is greater in urban areas and for
particular patient groups such as cancer pa-
tients.® Access to comprehensive home-based
palliative care in the United States is limited
to patients with a life expectancy of less than
six months, an artifact of the health insurance
reimbursement system; hospital-based pallia-
tive care services are growing in number but
may or may not be linked to service delivery
in the home or to care provided by home hos-
pice programs during the period before death.
Clinicians who perceive palliative care to be
terminal care only with withdrawal of active
treatment—as opposed to active management
of the disease process, control of distressing
symptoms, psychosocial and spiritual sup-
port—deny their patients the comprehensive
care they require when facing the diagnosis
of life-threatening illness. Thus, many human
immunodeficiency virus (HIV) patients do
not receive palliative care, as their clinicians
believe that with antiretroviral treatment, palli-
ative care will no longer be necessary. This, de-
spite the fact that patients on antiretroviral
treatment still suffer from distressing symp-
toms™'? and may still die (2.9 million HIV
patients died in 2005'").

Scope of the Problem

The World Health Organization (WHO) esti-
mated that in 2002, 57 million people died, 7
million of whom died of malignant neoplasm.'?
Franks et al. estimated that, in the United King-
dom, 25% of people with advanced cancer will
require inpatient palliative care and 65 % will re-
quire home-based palliative care.'” Add to this
2.9 million people who died of AIDS-related ill-
ness during 2005,6 many in developing coun-
tries with resource constraints in delivering
health care in general, and the scope of the
problem starts to unfold. The statistics provide
a concept of the magnitude of the problem
but do not describe the suffering experienced
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Fig. 1. World map: level of palliative care development.”*

nor the length or severity of the illness before
death. Moreover, throughout the world, there
are growing numbers of individuals who suffer
and die from end-stage cardiac, respiratory, re-
nal, and hepatic conditions and life-limiting
neurological conditions. These people are
likely to experience problems that also would
benefit from palliative care.”

Human Rights Covenants

Both palliative care and human rights are
based on principles of the dignity of the individ-
ual and the principles of universality and non-
discrimination. To palliative care personnel,
this creates a self-evident premise that palliative
care is a human right. However, we need to look
closely at the history of human rights develop-
ment and the human rights covenants that
have been established to pursue this claim.

The International Bill of Rights comprises
the UN Declaration of Human Rights, the Inter-
national Covenant on Civil and Political Rights,
and the ICESCR. Article 25.1 of the Universal
Declaration of Human Rights states, “Everyone
has the right to a standard of living adequate for
the health of himself and his family, including
food, clothing, housing and medical care and

necessary social services.”'* The ICESCR Article
12.1 asserts that “the State Parties to the present
Covenant recognize the right of everyone to the
enjoyment of the highest attainable standard of
physical and mental health.”"”

The ICESCR is seen as aspirational in that, in
resource-constrained settings, these rights may
not be immediately attainable but State Parties
that are signatories of the ICESCR commit to
progressive realization of the right to health
over a period of time and to reporting on the
steps taken to reach this goal. It is also recog-
nized that the right to health includes a number
of socioeconomic factors “such as food and nu-
trition, housing, access to safe and potable water
and adequate sanitation, safe and healthy work-
ing conditions, and a healthy environment.”"
This raises the question of how to prioritize
a population’s socioeconomic needs in working
toward the realization of the rights articulated in
the ICESCR. General CommentNo. 14 issued by
the committee that oversees the ICESCR asserts
that “in particular, States are under the obliga-
tion to respect the right to health by, inter alia,
refraining from denying or limiting equal access
for all persons, including prisoners or detainees,
minorities, asylum seekers and illegal immi-
grants, to preventive, curative and palliative
health serviceslﬁ”; General Comment No 14

JPS7463_proof m 13-8-2009 17-53-5

230
231
232
233
234
235
236
237
238
239
240
241
242
243
244
245
246
247
248
249
250
251
252
253
254
255
256
257
258
259
260
261
262
263
264
265
266
267
268
269
270
271
272
273
274
275
276
277
278
279
280
281
282



283
284
285
286
287
288
289
290
291
292
293
294
295
296
297
298
299
300
301
302
303
304
305
306
307
308
309
310
311
312
313
314
315
316
317
318
319
320
321
322
323
324
325
326
327
328
329
330
331
332
333
334
335

4 Guwyther et al.

Vol. m No. m m 2009

further describes (in the section on older per-
sons) “attention and care for chronicallyand ter-
minally ill persons, sparing them avoidable pain
and enabling them to die with dignity.”

Thus, palliative care is already articulated as
a human right within the International Bill of
Rights. Some countries have taken this further
and included palliative care in official docu-
ments. In 2000, a Standing Committee of the
Canadian Senate proclaimed that end-of-life
care was a right of every citizen.'” In 2003,
the European Committee of Ministers adopted
a recommendation which stated, in part, “pal-
liative care is...an inalienable element of a citi-
zen’s right to health care.”’® The South
African Department of Health’s Patients’
Rights Charter'? describes access to health
care: “Everyone has the right of access to
health care services that include: iii. provision
for special needs in the case of...patients in
pain, persons living with HIV or AIDS patients;
v. palliative care that is affordable and effective
in cases of incurable or terminal illness.”

Statements From the International
Palliative Care Communaty

The international palliative care community
has made anumber of key statements, including
the Cape Town Declaration (2002),%” the Korea
Declaration (2005)," and the Budapest Com-
mitments (2007).2' The consensus is a call to
governments for

1. the creation and implementation of palli-
ative care policies

2. equity of access to services, without
discrimination

3. availability and affordability of critical
medications, including opioids

4. the provision of palliative care at all levels
of care

5. the integration of palliative care education
atalllevels of the learning continuum from
informal caregivers to health professionals.

Strategies to Implement Palliative Care
Into Health Care Systems

A key partner in palliative care development
worldwide is the WHO. There are a number of

important clinical and policy guide books that
assist health care workers in managing pain
and other distressing symptoms, and policy
makers in implementing cancer control and
palliative care programs. WHO recommends
a public health strategy to assist governments
in integrating palliative care into the country’s
health care system. The main elements of this
strategy are 1) policy development; 2) drug
availability; 3) education of policy makers
and health care workers and improving com-
munity awareness regarding the service of pal-
liative care; and 4) implementation of
palliative care at primary, secondary, and
tertiary care levels.”

This strategy is mirrored in the initiative de-
veloped by the European Association of Pallia-
tive Care, the International Association for
Hospice and Palliative Care (IAHPC), and the
Worldwide Palliative Care Alliance (WPCA),
namely the Budapest Commitments.'® The fo-
cus of this initiative is to help individuals and na-
tional palliative care organizations to develop
effective strategies to meet the needs of patients
requiring palliative care. The proposed areas of
work are drug availability, policy development,
palliative care education, quality of care, and
palliative care research. None of the basic initia-
tives of palliative care education, policy develop-
ment, and legislation to ensure availability of
essential palliative care drugs are costly, and all
governments could subscribe to these activities.
The growth of palliative care that is culturally
appropriate, affordable, and effective in re-
source-poor settings demonstrates the feasibil-
ity of palliative care provision. This growth
goes some way to allaying fears that invoking
a legislative catalyst for provision would prove
too expensive and ultimately unsustainable.

Addpressing Barriers to Palliative Care
Development

Although itappears to be a straightforward ex-
ercise to ensure accessibility of palliative care to
all patients requiring this service, there are still
a number of significant barriers to implement-
ing the essential elements of the right to pallia-
tive care: availability, accessibility, acceptability,
and quality. These barriers include lack of polit-
ical supportand awareness; social and cultural is-
sues; “opiophobia” and “opioignorance”

JPS7463_proof m 13-8-2009 17-53-6

336
337
338
339
340
341
342
343
344
345
346
347
348
349
350
351
352
353
354
355
356
357
358
359
360
361
362
363
364
365
366
367
368
369
370
371
372
373
374
375
376
377
378
379
380
381
382
383
384
385
386
387
388



389
390
391
392
393
394
395
396
397
398
399
400
401
402
403
404
405
406
407
408
409
410
411
412
413
414
415
416
417
418
419
420
421
422
423
424
425
426
427
428
429
430
431
432
433
434
435
436
437
438
439
440
441

Vol. m No. m m 2009

Advancing Palliative Care as a Human Right 5

(inadequate teaching of doctors and nurses in
pain management); entrenched attitudes within
the medical profession; and low prioritization of
palliative care among policy makers, health ad-
ministrators, and health care educators. It is to
address these barriers that the international pal-
liative care community has identified a need to
work within a human rights framework, in addi-
tion to current initiatives, to advance the devel-
opment of palliative care.

Human Rights Mechanisms to Advance
Access to Palliative Care

There are a number of human rights mech-
anisms that can be used by the palliative care
community to advance access to palliative
care. These include

1. entering into correspondence with the
Special Rapporteur to the UN Human
Rights Commission on the Right to Health

2. outlining specific national and interna-
tional palliative care issues

3. questioning signatory nations to ICESCR
on their compliance with the “core obli-
gations” relating to palliative care

4. making a statement endorsing palliative
care as a significant element of health care,
describing the core obligations expected of
nations and endorsing the work of the WHO

5. there is also an opportunity to use the re-
course of complaint to the UN Human
Rights Commission.

At national level, several strategies are avail-
able. It may be that government and health
officials are not aware of the obligations placed
on them through the signing of the human
rights covenants or the contents of the cove-
nants. Discussion of these documents with
health care policy makers would alert them the
need to develop palliative care policies. Palliative
care organizations could assist their govern-
ments to comply with their obligations to pro-
vide health care within the context of palliative
care, including policy development, opioid law
reform, and providing palliative care education.
The Wisconsin Pain and Policy Study Group has
been active in various parts of the world—East-
ern Europe, India, and sub-Saharan Africa—to
assist palliative care organizations in influencing
governments with regard to opioid legislation.

Effective pain management is an essential
component of palliative care and is empha-
sized in the WHO definition of palliative
care.” Pain management is a strong and emo-
tive aspect of palliative care that policy makers,
health care workers, and community members
are able to understand, often better than the
complexities of components of comprehensive
palliative care, and can be used as the first step
in promoting access to palliative care. In 2004,
the International Narcotics Control Board
published the per capita use of morphine for
medical purposes for all countries for the pre-
vious year.”* Six nations accounted for 79% of
all analgesic morphine consumption. Coun-
tries comprising 80% of the world’s population
used 6% of the world’s consumption of mor-
phine for medical purposes. This represents
an appalling discrepancy in achieving equity
of access to pain-relieving medications and is
a strong advocacy focus.

From Theory to Practice

The last year has seen significant activity in
employing an approach based on human
rights to advance both pain management and
palliative care.

. 9596
1. Conference presentations 526 and work-

shops®” have assisted in creating aware-
ness of human rights documents and
mechanisms among palliative care profes-
sionals with practical advice on how to
engage government in discussion to rec-
ognize the need to integrate palliative
care into health care systems.

2. Following sustained advocacy by the
IAHPC and the WPCA, two United Na-
tions Special Rapporteurs on Human
Rights issues have made clear and explicit
statements to the international commu-
nity linking pain management and pallia-
tive care to human rights. In a statement
made to the UN Human Rights Council
in 2008, the Special Rapporteur on the
Right to Health placed palliative care
firmly within the obligations that derive
from the international right to health:

Many other right-to-health issues need urgent
attention, such as palliative care.... Every year
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millions suffer horrific, avoidable pain.... Pal-
liative care needs greater attention.®

Similarly, in a joint statement, the UN Special
Rapporteur on the Right to Health and the Spe-
cial Rapporteur on Torture, after reviewing the
inadequacies of pain management and pallia-
tive care around the world, stated that:

The failure to ensure access to controlled
medicines for the relief of pain and suffer-
ing threatens fundamental rights to health
and to protection against cruel inhuman
and degrading treatment. International hu-
man rights law requires that governments
must provide essential medicines—which in-
clude, among others, opioid analgesics—as
part of their minimum core obligations un-
der the right to health. ...Lack of access to
essential medicines, including for pain re-
lief, is a global human rights issue and
must be addressed forcefully....*’

3. Regional Advocacy Workshops for pallia-
tive care and accessibility of essential
pain medication. The Wisconsin Pain
and Policy Study Group has been active
in various parts of the world—Eastern Eu-
rope, India, and sub-Saharan Africa—to
assist palliative care organizations in
influencing governments with regard to
opioid legislation.*

4. Submission to the UN Human Rights
Council on HIV/AIDS. In October 2008,
ajointsubmission was made by the IAHPC,
the WPCA, and the International Associa-
tion for the Study of Pain (IASP) to the
UN Human Rights Council. In summary,
it outlined the human rights implications
of pain management and palliative care
for patients with HIV/AIDS and their fam-
ilies. It reminded the council that the UN
Joint Programme on HIV/AIDS (UN-
AIDS) and the Declaration of Commit-
ment on HIV/AIDS by the UN General
Assembly both indicated the commitment
of the United Nations to promoting a hu-
man rights perspective on the care and
management of HIV/AIDS. It stated that
palliative care, generally,and pain manage-
ment, in particular, for patients with HIV/

more UN human rights instruments that
contain the right to health care.

5. Collaboration between Human Rights
Watch and the international palliative
care community to highlight the need for
opioid use for medical purposes with the
Narcotic Drugs Committee at the United
Nation. The committee overseeing the
ICESCR is preparing a general comment
on the issue of discrimination. A submis-
sion has been made to the committee by
the IAHPC, the WPCA, and the IASP de-
scribing discrimination in the provision
of, and access to, both pain management
and palliative care. The submission argued
that draconian domestic opioid laws, poli-
cies, and practices thatrestrict opioid avail-
ability, accessibility, and affordability
constitute a significant discrimination
against patients in pain and the dying.
Other examples of de facto discrimination
in the provision of pain management and
palliative care are laws, policies, and prac-
tices that fail to provide adequate health
care services in rural and remote areas or
fail to provide adequate health care ser-
vices for children, patients with HIV/
AIDS, indigenous persons, persons with
disabilities, prisoners, women, refugees,
and stateless persons.

6. World Hospice Palliative Care Day. The
2008 theme for this day was Palliative
Care as a Human Right. Concurrent
with World Day, the IAHPC and the
WPCA promulgated the Joint Declaration
and Statement of Commitment on Pallia-
tive Care and Pain Treatment as Human
Rights (2008).”'

7. In October 2008, the African Palliative
Care Association hosted a meeting in Nai-
robi for heads of African medical and
nursing schools to encourage the integra-
tion of palliative care into medical and
nursing training and to develop plans
on how to accomplish this.

8. The IASP has designated the year Octo-
ber 2008 to October 2009 as the Global
Year Against Cancer Pain.*

It is particularly encouraging to note the

AIDS, is undertreated, poorly resourced, statements by the special rapporteurs. These
and subject to multiple barriers. It stated statements are a major breakthrough. They
that most nations have signed one or not only represent the most explicit linkage of
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human rights with pain management and palli-
ative care made to date by representatives of the
United Nations, but they also provide clinicians
and advocates a clear recommendations to pres-
ent to the health ministries of individual coun-
tries. Clinicians and advocates may argue for
the integration of palliative care into health
care systems on the basis of evidence and a med-
ical and moral imperative. These arguments are
more powerful when supported by clear state-
ments of national obligations articulated by
senior members of the UN system.

Shadow Reports on Individual
Countries

All nations that are signatory to the Interna-
tional Covenants that contain the right to
health care are expected to report to commit-
tees overseeing those covenants on the prog-
ress of their compliance with that obligation.
NGOs may submit shadow reports on that
country’s performance. It is planned that the
coalition of the IAHPC, the WPCA, and the
IASP will commence submitting shadow
reports on the status of palliative care and
pain management of individual nations.

It is important to build on the advocacy and
policy initiatives of palliative care workers world-
wide to ensure that patients and their families
facing the problems associated with life-threat-
ening illness are afforded the care they require
in whatever country and setting they live. We
recommend contact with national, regional,
and international palliative care associations
to share learning and to strategize mechanisms
to influence policy.

Conclusions

The growing consensus between the disci-
plines of palliative care, public health, and hu-
man rights provides an opportunity to
collaborate in advancing the access to palliative
care for patients and family members facing the
diagnosis of life-threatening illness. It
strengthens our mandate to act as advocates
for this group of people who because of theirill-
ness or grief have not had the capacity to de-

Q2 mand the services they need. As Chochinov

stated in his eloquent address to the Canadian

Senate Standing Committee on Social Affairs,
Science and Technology: “Unfortunately, in
end-of-life care, we do not have a vocal constitu-
ency: The dead are no longer here to speak, the
dying often cannot speak, and the bereaved are
often too overcome by their loss to speak.”"”

Recent initiatives have emphasized that with
clear strategy and effective action we can
achieve policy change and promote integration
of palliative care into public health programs.
The development of expertise in using human
rights mechanisms improves palliative care pro-
fessionals’ effectiveness in discussions with
health policy makers.

The human rights approach to advancing pal-
liative care development serves to coalesce
a broad medical, moral, and legal imperati-
ve—that the care of patients with life-threatening
illness is a fundamental responsibility of govern-
ments, societies, and health professionals.
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