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INTRODUCTION

Presentation

Indicators to
accurately track
the development
of palliative

care are key to
understanding
the progress
made in improving
patients’ access
to good symptom
management and
care

ndicators to accurately track the devel-
opment of palliative care at the nation-
al-level are needed (1,2) and important
toaccurately measure access to pallia-
tive care. According to the World Health
Organisation (WHO) Public Health Strat-
egy for palliative care, four domains are key to
achieving this goal: inclusion of palliative care in
national health policies, access to essential med-
icines for pain reliefand palliative care, training of
health professionals, and service provision (3).

Over the last decade, global, regional and
national palliative care organizations have
increasingly placed more resources and
research into defining a set of indicators to mon-
itor and report progress in palliative care devel-
opment. As an example of this growing need,
the 71st World Health Assembly approved the
inclusion of a specific national-level palliative
care indicator in the WHO’s Impact Framework
(Accessto palliative care assessed by mor-
phine-equivalent consumption of strong opioid
analgesics (excluding methadone) per death
from cancer). To date, neither palliative care
research groups nor international organisations
have agreed on which indicators best assess
national palliative care development. Howev-
er, indicatorsin the literature have traditional-
ly assessed development using the WHO Public
Health Strategy domains as a framework as well
as expert sources for information (4) (5).

Arecent systematic review by our group identi-
fied the most frequently used indicatorsin the
last decade to assess palliative care develop-
ment at the national level (5). Atotal of 165 indi-
cators were extracted from 480 different formu-
lations of various indicators.

«A recent systematic review
by our group identified the
45 most frequently used
indicators inthe last decade
assessing national-level
palliative care development
around the world»

One prominentindicator is “consumption of
morphine per cancer death” (WHO, 2013), which
received critiques that led to itsamendment by
changing its wording to “consumption of mor-
phine per death” to include a wider population

of people in need of palliative care other than
restricting the indicator to patients with cancer.
This change also overcame the issues associat-
ed with having different types of cancer regis-
tries in different countries (6). Meanwhile, other
relevant regional and global studies address-
ing the field of palliative care development used
combinations of different sets of indicators
(7-14). However, none of implemented a validat-
ed process for selection or for use of indicators
inthe studies.

It has not been until recently that a solid base of
knowledge existed upon which a greater consen-
sus of the “best” indicators could be reached.
We decided to conduct an international consen-
sus process with the aim of identifying nation-
al-level indicators for comparative studies on the
development of palliative care internationally
with national experts, national associations or
policymakers.

«We have identified the

25 best indicators to assess
national-level palliative
care development through
an international panel

of experts»

Through a modified RAND/UCLA Delphi process
(15), we have identified the 25 best indicators to
assess national-level palliative care develop-
ment through an international panel of experts.
Our study brought, for the first time, profession-
als with expertise in regional and global pallia-
tive care development from several countries
and institutions to achieve consensus on how we
should measure the development of palliative
care internationally. The set of indicators shows
high content validity and an excellent level of
international agreement.

Using a consensus-based list of indicators
improves upon existing studies on national-level
palliative care indicators by providing a specific,
evidence-based starting point on the develop-
ment of palliative care, adding evidence to exis-
tence studies and allowing for replication. Fur-
thermore, this allows for assessing national level
progress and conducting comparative analysis
and prospective studies. Tracking the indicators
across time offers the opportunity to pool data
datain a same repository that could be prospec-
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tively evaluated, allowing for trends in palliative
care development at the international level.

Theindicators presented here do not cover the
whole specturm of palliative care integration at
different levels (for example, palliative care in
primary care, in long term facilities, for children
and other vulnerable populations, and in specific
chronic conditions, etc.). The indicatorsincluded
inthe study miss these important areas of palli-
ative care integration and continue to assess the
issue, asit hastraditionally been done, by focus-
ing on the general development of palliative care
and the implementation of palliative care ser-
vices. An example of the need to identify new indi-
cators on the integration of palliative care into the
health system stems from the advice of experts

in this study who highlighted the importance of
addressing palliative care at the primary care lev-
el. Forinstance, the most highly-scored indica-
tor within the services domain was the number of
specialised home palliative care teams. This indi-
cator speaks to the need for making palliative care
accessible tothose in need, and this can only be
achieved, as stated in WHAG7.19 (16) and the Asta-
na Declaration (17), by strengthening the prima-
ry care provision of palliative care. In this light, a
new process to identify and agree upon indicators
addressing palliative care integration is necessary

INSTITUTO
CULTURAY
SOCIEDAD

INSTITUTE FOR
CULTURE AND

SOCIETY

to complete the picture of palliative care develop-
ment at the international and national levels.

We would like to contribute to the ongoing discus-
sion on the question of palliative care develop-
ment assessment by presenting the first list con-
taining the bestindicators for the evaluation of the
development of palliative care at the national-lev-
el, achieved through a consensus process. We
present this brief manual to be used as a reference
by researchers and stakeholders interested in
assessing palliative care development and con-
ducting comparative analysis.

«Tracking the indicators
across the time offers the
opportunity to pool data
data in a same repository
that could be prospectively
evaluated, allowing
fortrends in palliative

care development at the
international level»

IRAYSOCIEl
UUREANDS. = -
y b -
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INTRODUCTION

Aims and objectives

Having a set of
indicators would
serve to evaluate
the development
of Palliative Care
at anational level

GENERAL OBJECTIVES

The objective of this initiative is to present a set
of national-levelindicators to assess the devel-
opment of palliative care in different countries
and regions. The resulting indicators from a con-
sensus process with an international panel com-
prised of professionals in palliative care with
extensive experience in cross-national assess-
ment of palliative care development, research
and advocacy. Global and International pallia-
tive care associations have endorsed the indica-
tors presented in this manual. Since indicators
should be adjusted to the national and regional
contexts, theirimplementation in such studies
should be preceded by discussion on the feasi-
bility of each indicator in their specific contexts.

«Indicators should be
adjusted to the national
and regional contexts.
Implementation should

be preceded by discussion
onthe feasibility of each
indicator intheir respective
contexts»

SPECIFICOBJECTIVES

B To provide a set ofindicators that can be used
for national-level evaluation of palliative care
developmentglobally.

B To present a consensus process amongst
international experts on palliative care devel-
opment to identify the best indicators to assess
development on this field.

M To provide indicators to allow countries the
evaluation of their current status, advancement
and progress on improving access to palliative
carein their countries.

B To present a standardised set of indicators to
allow cross-national comparison and track glob-
al development of palliative care.

M To provide evidence based outcomes to be
used for advocacy purposes, joining the efforts
of advancing palliative care as part of the UHC
globally.

BriefManual on Health Indicators Monitoring Global Palliative Care Development
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Methods

A systematic
reviewonthe

most frequently
used indicatorsto
assess national-
level palliative care
development was
conducted and
published. A panel of
expertswasselected
following a strict
selection criteria.
Experts were invited
toparticipateina
consensus process
torate theidentified
indicators.

Through a systematic review, the most frequent-
ly used national-level indicators assessing palli-
ative care development for cross-national com-
parison ininternational studies during the last
decade were identified (n=38). The indicators
were categorized following the domains of the
World Health Organisation Public Health Strategy
for Palliative Care. A short document summariz-
ing each indicator, its definition, questions used
toaddressitinthe survey, and references to pre-
vious studies referring to the indicator was com-
piled. Aninternational panel of experts on pallia-
tive care development was selected according to
the following criteria: a) demonstrated experi-
ence with national-level indicators for palliative
care, b) demonstrated experience in palliative
care development evaluation projects, and c)
participation in palliative care networks or advo-
cacy activities for at least four years. The group
had experts from different backgrounds, affiliat-
ed tovarious national and international palliative
care associations and living in different areas to
ensure a broad geographical representation.

In atwo-round modified RAND/UCLA Delphi pro-
cess, experts narrowed down the list of indica-
tors. Inthe first round, experts rated, ona1to
9scale, indicators by three parameters: rele-
vance, measurability, and feasibility. Relevance
was defined as the degree to which the indica-
toris related to palliative care developmentata
national-level. Measurability was defined as the
degree to which anindicator can be quantified or
measured. Since this study was conducted in the
framework of the next assessment of palliative
care in Europe, in this case, feasibility was defined
asthe degree to with which an indicator would

be easily obtained or collected by palliative care
experts inthe WHO-European region. The aver-
age of each of the three parameters’ medians was
used to calculate a Global Score (GS). For the first
round, a higher level of consensus was deter-
mined by the top tercile of possible scores (GS
>7). Inthe second round, each expert rated indi-
cators fine-tuning the previous global score they
gave knowing the rating of the group (1-9).

The data obtained was analysed by median and
95% confidence interval (CI) (17), Disagreement
Index (DI), and Content Validity Index (I-CV1). DI
was utilised following the RAND/UCLA Delphi
method (18) based on the inter-percentile rang-
es, acommonly used statistical measure of dis-
persion of a distribution. A DI> 1 means disagree-
mentamong experts’ ratings. I-CVI (19) focuses
onthe agreement of relevance of the indicator
rather than the agreement per se. An1-CVI of 1
means unanimity in terms of relevance.

To define the final list of best indicators, more
consensus was required narrowing down the list.
Final consensus was defined as indicators scor-
ing in the lower limit of the 95% Cl >7,and an
|-CVIl20.30. An I-CVI of 0.3 means that at least
one of three experts evaluated that the indicator
score was the highest.

Twenty-five indicators fulfilled the criteriaand
were thus selected as the best indicators after
conclusion of the consensus process. This man-
ual presents the information page of each of the
25 selected indicators. Each page depicts the
profile of the indicator, showing its definition,
questions to explore, references to previous
studies and scores during the second round of
the consensus process.

WORKING DEFINITIONS
USED INTHIS PAPER

H Global Score: Level of agreement to
which one indicator shows palliative care
development at the national level, ranging
from1tog.

H Content Validity Index (I-CVI): Level of the
agreement on relevance per indicator. It shows
how many experts rated it with the highest
scores. An I-CVI =1 means unanimity amongst
experts rating high scores. AnI-CVI of 0.3
means that at least 1/3 of the experts rated the
highest score regarding its relevance, ranging
fromisoton.

H Disagreement Index (DI): Level of
disagreement on a rated item based on inter-
percentile ranges. Itisa commonly used
statistical measure to assess of dispersion of
adistribution. A DI>1 means disagreement
among experts’ ratings, while DI<1 shows
agreementamongst experts. DI<1score
represent experts rating on the same range, the
closer to zero, thus stronger the agreement.
DI>15score show that experts scored in different
ranges, with wider dispersion. Thus 1 marks the
threshold to consider disagreement amongst
experts, ranging fromoto1.

Aknowledgement: To Edgar Benitez for his
support with the graphics and figures.
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Panelofexperts

LEVELS OF ALLIATIVE
CARE DEVELOPMENT

[ (4b) Advanced integration
[ (4a) Preliminary integration

(3b) Generalised provision

(3a) Isolated provision @ » .
(2) Capacity-building activity | v ¥
(1) No known activity ; ATLANTES gram, ICS, University of Navarra 0 1:000 2.000 Km (
7
REGION N. NAME AFFILIATION COUNTRY
AFRICA 1 Eve Namisango African Palliative Care Association Uganda
2 Fatia Kiyange African Palliative Care Association Uganda
MIDDLE EAST 3 Hibah Osman BALSAM Center Lebanon
4 Ibtihal Fadhil Middle East Non Communicable Disease Alliance Lebanon
5 Sami Alsirafy Kasr Al-Ainy School of Medicine, Cairo University Egypt
6 Michael Silberman Middle East Cancer Consortium Israel
7 Ron Sabar Middle East Cancer Consortium Israel
EUROPE 8 Carlos Centeno European Association of Palliative Care Spain
(University of Navarra)
9 Richard Harding Cicely Saunders Institute of Palliative Care United Kingdom
King’s College London
10 Martin Loucka Center for Palliative Care Czech Republic
n MariléneFilbet Centre Hospitalier Universitaire de Lyon France
n Sandrinne Bretoniére  French National Center for Palliative Care and End of Life France
13 Sheila Payne Lancaster University United Kingdom
(Past president of the European Association of Palliative Care)
GLOBAL 14 JuliaDowning International Children’s Palliative Care Network South Africa
B 15 Trisha Suresh The Economist Intelligence Unit Singapore
16 M.R. Rajagopal Lancet Commission (Pallium India) India
17 Marilys Corbex World Health Organisation Denmark
18 David Clark End oflife study group University of Glasgow United Kingdom

19 LilianadeLima

20 Eric Krakauer

21 Diederik Lohman

22 Stephen R Connor
LATIN AMERICA 23 Tania Pastrana

24 Roberto Wenk

(Worldwide Hospice and Palliative Care Alliance)

International Association of Hospice and Palliative Care
(Lancet Commission, Asociacién Latinoamericana
de Cuidados Paliativos)

World Health Organisation

(Lancet Commission, Harvard University)

Human Rights Watch

Worldwide Hospice and Palliative Care Alliance
Asociacion Latinoamericana de Cuidados Paliativos
Asociacion Latinoamericana de Cuidados Paliativos

United States, Colombia

United States

United States
United States
Colombia
Argentina
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Indicators

DOMAIN
POLICY

EDUCATION

USE OF
MEDICINES

SERVICE
PROVISION

PROFESSIONAL
ACTIVITY

CODE NAME
P1  Designated human resource (labelled as unit, branch, department) in the Ministry of Health
(orequivalent) responsible for palliative care
P2  Existence ofacurrentnational palliative care plan, programme, policy or strategy
P3  Existence ofaspecific palliative care national law
P4  Existence of national standards and norms for the provision of palliative care services
P5 Existence of systems of auditing, quality evaluation, improvement or assurance for palliative care services
P6  Allocation of funds for palliative care activities in the national health budget by the Ministry of Health
or equivalent governmentagency
P7  Inclusion of palliative care servicesin the basic package of health services
P8  Inclusion of palliative care in the list of health services provided at primary care level in the national health system
E1  Existence ofa process of official specialisation in Palliative Medicine for physicians, recognized by the
competentauthority
E2  Medicalschoolsincluding mandatory palliative care education in undergraduate curricula
E3  Nursingschoolsincluding mandatory palliative care education in undergraduate curricula
E4  Professorshipin palliative care in medical schools
M1 Opioid consumption -in morphine equivalence (ME) excluding methadone- per capita as reported to the INCB (year)
M2  Generalavailability ofimmediate-release oral morphine (liquid or tablet) at the primary care level
M3 Requirement of specific licenses to prescribe opioids
M4  Professionals legally allowed to prescribe opioids
S1  Number of specialised home palliative care teams (estimate)
S2  Number ofinpatient palliative care units in hospitals (public and private) (estimate)
S3  Numberand type of palliative care programs for children (estimate)
S4  Number ofinpatient hospices
S5  Number of specialised hospital palliative care support teams
S6  Number of specialised palliative care servicesin the country per population
V1  Existence of at least one national palliative care association
V2  Existence ofanational palliative care directory of services
V3  Number of scientific articles on palliative care development in the past five years
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Howtoreadthecharts

1. Range
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Each thematic block has as many vertices as indicators.
Different geometric forms are generated on top of these
vertices derived from three scales: the Content Validity Index
(score oto1), Disagreement Index (score o to 1), and the
Global Scale (score1to09).
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Onthisfigure, the scores from the Content Validity Index are
placed in green, the Disagreement Index in blue, and the
Global Score in magenta.

3. Theme Figure

P5

The lines for the Content Validity Index, Disagreement Index,
and Global Scare are connected and the three superimposed
figures are generated.

4. Single indicator

P1

P5

The result of the particular indicator is highlighted with a
yellow band.
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INTRODUCTION

Howtoreadthecharts

GRID RANGEOTO1

\

—
Global Score: Degree to which
oneindicator reflects palliative
care developmentatthe
national-level.

METRICS

Range:1to9.

RANGE1TO9

Content Validity Index (1-CVI):
Level ofagreement of the top
relevance perindicator. Thel-CVI
reflects coherence among experts
rating the indicator. An I-CVI of 1
indicates100% unanimityamong
experts, rating thatindicator atthe
highestscore. AnI-CVlofo.3means
atleastone-third ofthe expertsrated
thatindicator at the highestscore.

Range:Oto1.

INDICATOR
CODE
INDICATOR
DEFINITION

—
Disagreement Index (DI):

Level of disagreementon arated
item based on inter-percentile
ranges. Itisacommonly used
statistical measure to assessthe
dispersion of adistribution. ADI>
1means high-agreementamong
experts’ ratings, while DI<1 shows
low-agreement among experts.

Range:Oto1.
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POLICY INDICATORS

/e

Ataglance

Existence of systems for
auditing, quality evaluation,
improvement or assurance
for palliative care services

Inclusionof P7
palliative care
inthe listof
health services
provided at
primary care level
inthe national
health system

Inclusionof P6
palliative care services

inthe basic package 9 forthe provision
of health services of palliative care services
P5
Allocation of funds for palliative
careinthe national health
budget by the Ministry of Health
or equivalent governmentagency
METRICS — — —

Designated human resource

(labeled as unit, branch, department)
in the Ministry of Health (or equivalent)

responsible for palliative care

P1
1.0

Content Validity Index (1-CVI):
Level of agreement of the top
relevance perindicator. Thel-CVI
reflects coherence among experts
rating the indicator. An I-CVI of 1
indicates 100% unanimity among
experts, rating thatindicator atthe
highestscore. AnI-CVlofo.3means
atleastone-third ofthe expertsrated
thatindicatoratthe highestscore.

Global Score: Degree to
which one indicator reflects
palliative care development
atthe national-level.

Range:1to9. Range:Oto1.

P4 Existence of national

Existence ofa current
national palliative care
plan, programme,
policy or strategy

P3 Existence
ofaspecific
palliative care
national law

standardsand norms

Disagreement Index (DI):

Level of disagreementonarated
item based on inter-percentile
ranges. Itisacommonly used
statistical measure to assessthe
dispersion ofadistribution. ADI>
1means high-agreementamong
experts’ ratings, while DI<1shows
low-agreementamong experts.

Range:Oto1.
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POLICY INDICATORS

//P

Pl

Designated
human resource
(labeled as

unit, branch,
department) inthe
Ministry of Health
(or equivalent)
responsible for
palliative care

]
9/9(8-9)

0./6
013

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

DESIGNATED HUMAN RESOURCE (LABELED AS UNIT, BRANCH, DEPARTMENT) IN
THE MINISTRY OF HEALTH (OR EQUIVALENT) RESPONSIBLE FOR PALLIATIVE CARE

Pl

DEFINITION

Existence of a current designat-
ed person, desk, unit, branch, or
department within the Ministry of
Health or equivalent government
agency with responsibility for
overseeing palliative care activi-
ties, development, and/or growth
inthe country with an accompany-
ingbudget.

QUESTIONS TO EXPLORE

1 Designated human resources
(or desk, unit, branch, department)
inthe Ministry of Health (or equiva-
lent) responsible for palliative care.
Categories: Yes, No, | do not know.

2 Whattype of role does this position
entail?
Categories: Political role, Technical
role, Scientificand advisory role,
I do not know, Other (please
explain).

3 What percentage of this person’s
time isdedicated to palliative care?
Categories: Lessthan10%,
Between 10% and 50%, More than
50%, Fulltime, I do not know.

ADDITIONAL
INFORMATION

M Existence of a current designated
person, desk, unit, branch, or depart-
mentwithin the Ministry of Health

or equivalent government agency
with responsibility for palliative care.
Aresponsible person, desk, unit,
branch, or department should be
assigned in the government to over-
see palliative care activities, develop-
ment, and/or growth in the country
with anaccompanying budget.

W Wording for thisindicator was
derived fromthe WHO: “Istherea
unit/branch/departmentinthe MOH
or equivalent with responsibility for
NCDs and their risk factors?” The con-
sulted document can be found here:
WHO. Assessing National Capaci-

ty for the Prevention and Control of
Non-Communicable Diseases, Global
Survey, 2015.

Link: http://apps.who.int/iris/bitstrea
m/10665/246223/1/9789241565363-€
ng.pdf?ua=1

B We have adjusted the wording to
include components that we felt were
important from the APCA Atlas of Pal-
liative Carein Africa, 2017.
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POLICY INDICATORS

LA

P2
Existence ofa
current national

palliative care plan,
programme, policy

or strategy

]
8/3(8-9)

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

0./6

Disagreement Index

013

EXISTENCE OF A CURRENT NATIONAL PALLIATIVE CARE PLAN,
PROGRAMME, POLICY OR STRATEGY

DEFINITION

National plan or programme refers
to regulatory and official publi-
cations thatare applicable to the
whole country (these could be
inthe form of laws or other offi-
cial documents). These publica-
tions are usually endorsed by the
national health authority and con-
tain norms and standards for the
development of palliative care,
regulations relating to its service
provision and in some cases guide-
lines for palliative care research.
It should: Have national scope, be
designed tointegrate palliative
carein health care services, count
with anassigned budgetanda
responsible person.

QUESTIONS TO EXPLORE

1 Whichform of national palliative
care plan (or programme, strategy)
is/areavailable in your country?
Options: Stand-alone national pal-
liative care plan (or programme,
strategy), National cancer plan (or
programme, strategy) with a sec-
tionfor palliative care, National
Non-communicable Diseases plan
(or programme, strategy) witha
section for palliative care, Nation-
al Human Immunodeficiency Virus
(HIV) plan (or programme, strat-
egy) with a section for palliative
care, There is no national palliative
care plan (or programme, strategy)
available inmy country, noristhere
asection of palliative care included
into other, strategies (Cancer, HIV,
Non-communicable diseases.

2 Hasthis plan (programme or strate-
gy) beenimplemented?
Options: Yes, No, I do not know.

3 Hasthis plan (or programme,
strategy) been officially evaluated
(audited)?

Options: Yes, No, | do not know.

ADDITIONAL
INFORMATION

M Palliative care Stand-alone national
programme: A stand-alone nation-
alplanorprogrammeisdefined as
aspecific palliative care plan or pro-
gramme separate froma palliative
care componentwithinabroader
programme, such as prevention and
control of non-communicable diseas-
es, anational cancer control, or HIV
programme.

M Palliative care section withina
national Cancer/Non Communicable
Diseases (NCDs)/HIV programme: A
specific palliative care plan or pro-
gramme or a palliative care compo-
nentwithin a broader programme
for prevention and control of cancer/
NCDs/HIV

B Wording and additional informa-
tionfor thisindicator has been adapt-
ed fromthe ALCP Palliative Care Indi-
cators, 2013; and the APCA Atlas of
Palliative Care in Africa, 2017.
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POLICY INDICATORS

LA

P3

Existence
ofaspecific
palliative care
national law

]
8/3(7-8)

0.5/
016

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

EXISTENCE OF A SPECIFIC PALLIATIVE CARE NATIONAL LAW

DEFINITION

Thisindicator measures the exis-
tence of national legislation specif-
icto palliative care.

QUESTIONS TO EXPLORE

1 Which of the following national
legislationis/are available in your
country to regulate palliative care
provision?

Options: Nationaland general laws
on Health Care, Public Health or
Social Care with reference to pallia-
tive care, National laws on palliative
care or specific to palliative care,
National Legislation or decrees
relating to certain features of palli-
ative care, National Legislation on
end oflife issues with reference to
paliative care, None of the above,

I do not know.

2 Please providealinkand/orarefer-
ence tothe above mentioned.

ADDITIONAL
INFORMATION

M National health care laws, pub-

lic health laws and social care laws
arethe highest level of legislationin a
country.

M Generaland national laws are unre-
stricted astotime, apply toall per-
sonsand has national validity.

B Specific legislation or governmen-
tal decrees relating to certain features
of palliative careinclude, but are not
limited to: regulation of provision,
organisation, accessibility, informa-
tion, transport, dependency, family
allowance, etc. Insome of the legisla-
tion, thereisareference to palliative
care asa humanright, or where med-
ical studentsare required by law to
take a palliative care course.

M Legislation on end of life issues with
referencesto palliative care includes,

butis no limited to: living wills, eutha-
nasia, rights and duties of the patient

atthe end oflife.

W Wording for thisindicator hasbeen
adapted from: Woitha et al. Policy on
palliative care inthe WHO European
region: an overview of progress since
the Council of Europe’s (2003) recom-
mendation 24, 2016, European Jour-
nal of Public Health.
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POLICY INDICATORS

LA

P4
Existence of

national standards

and normsforthe
provision of
palliative care
services

Global Score (median/max, Cl 95%)

8/3(8-9)

Content Validity Index (agreement on relevance)

0./1

Disagreement Index

013

EXISTENCE OF NATIONAL STANDARDS
AND NORMS FOR THE PROVISION OF PALLIATIVE CARE SERVICES

P1

DEFINITION

oOfficial documents that list the cri-
teriaand requirements that palli-
ative care services should meetin
order to have the required accred-
itation and to ensure appropri-

ate palliative care for patients.
Such documents, in form of norms,
serve as guide to the development,
equipment and configuration of
services set to achieve adequate
structural quality.

QUESTIONS TO EXPLORE

1 Existence of published national
standards and norms for the provi-
sion of palliative care services.
Options: Yes, No, | do not know.

2 Providealinkand/orareference to
such documents.

ADDITIONAL
INFORMATION

M The following article was used to
define thisindicator: Radbruch etal.
White paper on standards and norms
for hospice and palliative carein
Europe: part1and 2. Recommenda-
tions from the European Association
for Palliative Care. European Journal
of Palliative Care, 2070.
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POLICY INDICATORS / / P 0

ps DEFINITION ADDITIONAL

INFORMATION
Ministry of Health or equivalent

Al I.O Cati O n Of fu n d S government agency hasreserved W Wording for this indicator was

sometype offundingintheannual | derived fromthe WHO: “Isthere

fo r p al l i ative C a re national health budget for pallia- funding for the following NCD and

tive care provision. Palliative care risk factor activities/functions (pal-
M h M l activitiesare understood asthose | liative care)?” WHO. Palliative Care
I n t e n a.tl O n a. actions takentoimprove palliative | for Non-Communicable Diseas-
care provision. esaGlobal Snapshot from 2015
h ea lt h b u d get link: http://apps.who.int/iris/bit-
stream/10665/206513/1/WHO_NMH_

by t h e M i n iSt ry Of QUESTIONS TO EXPLORE NVI_16.4_eng.pdf) Also consulted

was WHO. Assessing National Capac-
M 1 Havefundsfromthe national health | ityforthe Preventionand Control of

H e a I.t h O r e q u Iva le n t budget been allocated for pallia- Non-Communicable Diseases, Global

tive care by the Ministry of Health or | Survey, 2015. Link: http://apps.who.

gove r n m e nt age n Cy equivalent government agency? int/iris/bitstream/10665/246223/1/97

Options: Yes, No, I do not know. 89241565363-eng.pdf?ua=1

W Wording has been adjusted to
include components that were con-
sidered important fromthe APCA
Atlas of Palliative Care in Africa, 2017.

Global Score (median/max, Cl 95%) 8/9 [7-9]

Content Validity Index (agreementonrelevance) 062

Disagreement Index 029

ALLOCATION OF FUNDS FOR PALLIATIVE CARE ACTIVITIES IN THE NATIONAL HEALTH
BUDGET BY THE MINISTRY OF HEALTH OR EQUIVALENT GOVERNMENT AGENCY

P1
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POLICY INDICATORS

LA

P6

Inclusion of
palliative care
servicesinthe
basic package

of health services

]
8/3(7-8)

062
016

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

INCLUSION OF PALLIATIVE CARE SERVICES
IN THE BASIC PACKAGE OF HEALTH SERVICES

P1

DEFINITION

National health systems design,
approve and implement a basic
package of basic healthcare ser-
vices for Universal Health Cover-
age. This packageis intended to
meet the SDG3.8 goal, through
which all persons should be able

to have access to quality essen-
tial health services without facing
financial hardship. For the purpose
of this study, inclusion of palliative
care services in the basic package
for universal health coverage is
understood as explicit mention on
the UHC basic package to palliative
care service provision at the prima-
ry health care level.

QUESTIONS TO EXPLORE

1 Have palliative care services been
included in the basic package of
health services?

Options: Yes, No, | do not know.

ADDITIONAL
INFORMATION

M Information on the WHO- Univer-
sal Health Coverage webpage http://
www.who.int/universal_health_cov-
erage/en/and onthe Lancet Commis-
sion Report on Palliative Care were
used for the wording and definition of
thisindicator https://www.thelancet.
com/pdfs/journals/lancet/PlISO140-
6736(17)32513-8.pdf

B According to the WHO, Palliative
Careisdefined asan approach that
improves the quality of life of patients
and their families facing the prob-
lemassociated with life-threatening
illness, through the preventionand
relief of suffering by means of early
identification and impeccable assess-
mentand treatment of pain and other
problems, physical, psychosocial and
spiritual (http://www.who.int/cancer/
palliative/definition/en/).
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POLICY INDICATORS

LA

P7

Inclusion of Palliative
Careinthelist of
health services
provided at primary
care levelinthe
national health
system

]
8/3(7-8)

0.5/
016

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

INCLUSION OF PALLIATIVE CARE IN THE LIST OF HEALTH SERVICES PROVIDED
AT PRIMARY CARE LEVEL IN THE NATIONAL HEALTH SYSTEM

P1

P3

P5

DEFINITION

Usually and regulated through
national health laws, countries
establish a catalogue of services
that stipulates those that should
be available and provided at the
primary care level in the coun-

try. One of those services includ-
edin the list should be palliative
care. Thisindicator aims at assess-
ing only theinclusion of palliative
careinthe list of services provid-
ed at primary care level but notits
implementation. The inclusion of
the specific palliative care termin
thelistis compulsoryinorderto
answer “yes” to thisindicator.

QUESTIONS TO EXPLORE

1 Ispalliative care included in the list
of health services provided at the
primary care levelinthe national
health
system?

Options: Yes, No, | do not know.

ADDITIONAL
INFORMATION

W Wording for thisindicator hasbeen
adapted fromthe ALCP Palliative care
indicators, 2013.
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POLICY INDICATORS

LA

P8

Existence of
systems for auditing,
quality evaluation,
Improvement

or assurance for
palliative care
services

]
18(7-76)

0.3

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index 0

EXISTENCE OF SYSTEMS OF AUDITING, QUALITY EVALUATION,
IMPROVEMENT OR ASSURANCE FOR PALLIATIVE CARE SERVICES

P1

DEFINITION

Quality assurancein health care

is ensuring the best quality in
health care provision to patients,
by engaging with appropriately
trained professionals and the use
of other resources. Auditing is one
ofthe main approaches to man-
age quality assurance in health
care provision. Systems of auditing
are systems in placed that seek to
monitor and evaluate the quality
of the palliative care services that
are being provided in your coun-
try. Quality auditing may be imple-
mented in different categories, for
example in structures, processes
and outcomes. They can be, butare
not limited to, formularies, pro-
tocols, standards and/or guide-
linesamong others set to assess
palliative care services’ quality (ie.
Patients’ satisfaction surveys).

QUESTIONS TO EXPLORE

1 Existence of systems of auditing,
quality evaluation, improvement,
orassurance for palliative care.
Options: Yes, No, | do not know.

2 IfYes, pleaseindicate the level at
which auditing is being performed.
Options: National, Regional, Local.

ADDITIONAL
INFORMATION

M This definition hasbeen elaborat-
ed using: Cooper etal. Implement-
ing auditin palliative care: an action
research approach. 2002. Journal of
Advanced Nursing, 39(4), 360-369.
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EDUCATION INDICATORS

//E @

Ataglance

Existence of a process of official
specialisation in Palliative Medicine
for physicians, recognised

by the competent authority

E1l
1.0

H E2 Medicalschools

including
mandatory
palliative care
educationin
undergraduate
curricula

Professorship E4
in palliative care
inmedical schools

E3

Nursing schoolsincluding
mandatory palliative

care educationin
undergraduate curricula

METRICS

—

Global Score: Degree to
which one indicator reflects
palliative care development
atthe national-level.

Range:1to9.

—

Content Validity Index (1-CVI):
Level of agreement of the top
relevance perindicator. Thel-CVI
reflects coherence among experts
rating the indicator. An I-CVI of 1
indicates 100% unanimity among
experts, rating thatindicator atthe
highestscore. AnI-CVlofo.3means
atleastone-third ofthe expertsrated
thatindicatoratthe highestscore.

Range:Oto1.

—
Disagreement Index (DI):

Level of disagreementonarated
item based on inter-percentile
ranges. Itisacommonly used
statistical measure to assessthe
dispersion ofadistribution. ADI>
1means high-agreementamong
experts’ ratings, while DI<1shows
low-agreementamong experts.

Range:Oto1.
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EDUCATION INDICATORS

//E @

E1l

Existence ofa
process of official
specialisationin
Palliative Medicine
for physicians,
recognised by the
competent authority

]
9/9(8-9)

09
013

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

EXISTENCE OF APROCESS OF OFFICIAL SPECIALISATION IN PALLIATIVE MEDICINE
FOR PHYSICIANS, RECOGNISED BY THE COMPETENT AUTHORITY

E1

DEFINITION

Official specialisation in palliative
medicine refers to any formal pro-
cess (or schedule of training /edu-
cation) that provides official certi-
fication and accredits a higher lev-
el of competence to the physician
workingin the area of palliative
medicine.

QUESTIONS TO EXPLORE

1 Existence ofan official process for
the specialization in palliative med-
icine for physicians, accredited by
the national responsible authority
(asspecialty, sub-specialty, spe-
cialarea of competence or other
advanced accreditation diploma).
Options: Yes; No, buta process of
specialisationisin progress; No,
buta specialisation done abroad
is officially recognized in the coun-
try; No, but we have a certification
of competence with a diploma (not
granted by the national competent
authority); No, thereis no estab-
lished, in progress, or, recognised
specialisation process or diplomas
to certify competency; and I do not
know.

2 Which of the following specialised
palliative care educational pro-
cesses for physicians are available
inyour country? (You may select
more than one answer).

Options: Specialty, Sub-specialty,
Process of Sub-specialisation but
with different denomination as for
example Special Area of Compe-
tence or Special Field of Compe-
tenceand I do not know).

3 Whatisthetitle for the process of
official specialisation in Palliative
Medicine inyour country? Please
provide its name in your native lan-
guage?

4 Please provide the name of itin
English.

5 Please estimate the number of pal-
liative care physicians (currently
workinginyour country) official-
ly certified through a process of
specialisation recognised by your
country’s competent authority?

ADDITIONAL
INFORMATION

M Specialty process refers to high-
er education for physicians which
leadsto an official accreditation as
aspecialistin palliative care after
the completion of the program. A
pre-requisite for specializationisa
medical degree from an accredited
medical school.

B A sub-specialty usually requires the
obtention of a previous specialty too.

M Othertitlesas Special Area of Com-
petence or Special Field of Compe-
tence usually require the obtention of
aprevious specialty.

M Diploma, suchasan Advanced
Accreditation Diploma, referstotrain-
ing levelsthatare not the highest
attainable qualification level avail-
ableinthe country. It can usually be
accessed without the requirement of
aprevious specialty and in some cas-
eswithoutaformal process of train-
ing. Clinical experience or other spe-
cificrequirementsare deemedasa
prerequisite to access this process.

M Master’s degrees from Universities
are excluded from this classification
of official processes of specialisation
in palliative medicine, unless they
officially certified the clinical com-
petence.

M In some countries official special-
isation processin Palliative Medi-
cineis notavailable. However, the
national authorities have enabled
legal frameworks that allow the rec-
ognition of specialisation processes
undergone abroad.

W Wording for thisindicator hasbeen
adapted from the book: “Specializa-
tionin Palliative Medicine for Physi-
cianin Europe 2014, Asupplement
ofthe EAPC Atlas of Palliative Care

in Europe”, and from: Centeno et. al
“Comparative analysis of specializa-
tionin palliative medicine processes
within the World Health Organisation
European region”, 2015, Journal of
Pain and Symptom Management.
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EDUCATION INDICATORS

//E @

E2

Medical schools
with mandatory
palliative care
educationin
undergraduate
curricula

]
8/3(8-9)

095
013

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

MEDICAL SCHOOLS INCLUDING MANDATORY PALLIATIVE CARE EDUCATION
IN UNDERGRADUATE CURRICULA

DEFINITION

A mandatory component means
that palliative medicineis includ-
ed as compulsory teaching for

all medical studentsin order to
graduate.

QUESTIONS TO EXPLORE

1 Total number of medical schoolsin
the country.

2 Number of medical schools that
offeran mandatory course or sub-
jectspecifically dedicated to pallia-
tive care as part of their curricula.

3 Number of medical schools that
offer mandatory palliative care
education in combination with oth-
errelated disciplines (e.g. aman-
datory course of Oncology and pal-
liative care).

4 Estimate of medical schools offer-
ing mandatory clinical clerkship/
placement in palliative care to its
students (%) (estimate).

ADDITIONAL
INFORMATION

H Anindependent subject or course
with the name “palliative” included in
thetitle.

M In combination with other disci-
plines, meansthat palliative careis
taughtin combination with related
disciplines suchas Oncology, Primary
Care, Geriatrics, among others. When
thisisthe case, usually palliative

care appearsinthetitle of the course
or subject (Oncology and Palliative
Care), included inthe denomination
ofthe course.

B Amandatory component means
that palliative medicineisincluded as
compulsory teaching for all medical
studentsin order to graduate.

B Anoptional component means
that palliative medicineisincluded as
elective or optional teaching butis not
required for all medical studentsto
graduate.

M For the purpose of this project,
undergraduate educationis defined
as course or specific module with-

inacourse, which includes the basic
aspects of palliative care. Basic
aspects of palliative careinclude as
stated by the EAPC Recommenda-
tionsforthe Development of Under-
graduate Curriculain Palliative Medi-
cine at European Medical Schools:
—Theidentification, evaluationand
treatment of the most frequent symp-
tomsand its management

—The physical, psychological, social
and spirituals aspects of care
—End-of-life ethical and legal issues
—Communication issues with the
patient, relatives and caregivers as
well asteamwork and self-reflection.

H Clinical clerkship should be offered
ataspecific palliative care service and
notin other services like Oncology or
Internal Medicine.

M The wording of thisindicator has
been adapted from the WHO: Propor-
tion of medical schools whichinclude
palliative care educationin under-
graduate curricula (i.e. ratio of med-
ical schools with palliative care at
undergraduate level to total medical
schools) (WHO Planning and Imple-
menting Palliative Care Services,
2016; http://apps.who.int/iris/bitstr
€am/10665/250584/1/97892415654
17-eng.pdf?ua=1). Further adapta-
tion on the wording and its definition
has been performed based onthe
EAPC Atlas of Palliative Care in Europe
(2013), APCA Atlas of Palliative Carein
Africa (2017) and the EAPC Recom-
mendations for the Development of
Undergraduate Curriculain Pallia-
tive Medicine at European Medical
Schools.
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EDUCATION INDICATORS

//E @

E3

Nursing schools
with mandatory
palliative care
educationin
undergraduate
curricula

]
8/3(80)

09

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index U

NURSING SCHOOLS INCLUDING MANDATORY PALLIATIVE CARE EDUCATION
IN UNDERGRADUATE CURRICULA

DEFINITION

A mandatory component means
that palliative medicine is
included as compulsory teach-
ing for all medical studentsin
order to graduate.

QUESTIONS TO EXPLORE

1 Total number of Nursing schoolsin
the country.

2 Number of nursing schools which
offeran mandatory course or sub-
jectspecifically dedicated to palli-
ative care as part of their curricula.

3 Number of nursing schools
which offer palliative care edu-
cation in combination with other
related disciplines (i.e. amanda-
tory course of Oncology and pal-
liative care).

ADDITIONAL
INFORMATION

B Anindependent subjector course
with the name “palliative” included
inthetitle.

M In combination with other disci-
plines, palliative care is taughtin
combination with related disci-
plines such as oncology, prima-

ry care, geriatrics, among others.
Whenthisisthe case, palliative
care appearsin thetitle of the
course or subject (Oncology and
Palliative Care), included in the
denomination of the course.

B Amandatory component means
that palliative medicineisincluded

as compulsoryteaching for all nurs-
ing studentsin order to graduate.

H Anoptional component means
that palliative medicineisincluded
aselective or optional teaching butis
not required for all nursing students
tograduate.

M For the purpose of this project,
undergraduate educationis defined
as course or specific module within
acourse, whichincludes the basic
aspects of palliative care. Basic
aspects of palliative careinclude as
stated by the EAPC Recommenda-
tions for the Development of Under-

graduate Curriculain Palliative Medi-
cine at European Medical Schools:
—Theidentification, evaluation,

and treatment of the most frequent
symptomsand its management.
—The physical, psychological, social
and spirituals aspects of care.
—End-of-life ethicaland legal
issues.

—Communication issues with the
patient, relatives and caregivers as
well as teamwork and self-reflection.

B The wording of this indicator has
been adapted from the WHO: Pro-
portion of medical schools which
include palliative care educationin
undergraduate curricula (i.e. ratio
of medical schools with palliative
care atundergraduate level to total
medical schools) (WHO Planning
and Implementing Palliative Care
Services, 2016; http://apps.who.int/
iris/bitstream/10665/250584,/1/97
89241565417-eng.pdf?ua=1). Fur-
ther adaptation on the wording and
its definition has been performed
based on the EAPC Atlas of Palliative
Carein Europe (2013), APCA Atlas of
Palliative Care in Africa (2017) and
the EAPC Recommendations for the
Development of Undergraduate Cur-
riculain Palliative Medicine at Euro-
pean Medical Schools.
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EDUCATION INDICATORS

//E @

E4
Professorshipin
palliative care

In medical schools

]
13(78)

0.33
016

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

PROFESSORSHIP IN PALLIATIVE CARE IN MEDICAL SCHOOLS

DEFINITION

Professorship refers to the num-
ber of accredited professors spe-
cific to palliative care in the top
three levels of the official aca-
demicladder.

QUESTIONS TO EXPLORE

1 Number of Full Professorsin pallia-
tive care at medical schoolsinyour
country (1st level).

2 Number of Associate Professorsin
palliative care at medical schoolsin
your country (2nd level).

3 Number of Assistant Professorsin
palliative care at medical schoolsin
your country (3rd level).

ADDITIONAL
INFORMATION

M Full Professor: an individual who
has attained the highest level of offi-
cialaccreditation asateacher, grant-
ed byaanacademicinstitutionand
recognized by the Ministry of Educa-
tion or equivalent authority. Depend-
ing on the country, different denom-
inations are available for example
Professor, Associate Professor, etc. In
some countries within the highest lev-
el ofteaching accreditation categories
might exist, grading Full Professors
based onacademic and professional
achievement or performance.

B Associate Professor: a mid-lev-

el professor with an official accredi-
tation, usually in track to the highest
level (Full professor). The Ministry of
Education or an equivalent responsi-
ble authority must grant the accred-
itation. This refers to the step before
being a full professor, which means
achieving the highest level of official
accreditation.

B Assistant Professor: an entry-level
professor with an official accredita-
tion, usually in track to the mid-level
(Associate professor).

B None ofthese categoriesinclude
any other sort of academic positions,
which canteach at Universities with-
out official teaching accreditation.

W Wording and questions for this
indicator are derived from: Noguera
etal. How experienced professors
teach Palliative Medicine in Europe-
an Universities? A cross-case analysis
of eight undergraduate educational
programs, 2018, Journal of Palliative
Medicine (accepted for publication).

M Inthe case where a professor
teachesin several centres, please
detail to which centre isthe Professor
associated.

B When asked about type of profes-
sors, asindifferent countries can have
different names, in bracketsis sug-
gested a level between1stand 2nd or
3rd meaning that we are pointing the
top category of professor or others
cathegories that follow the top one.
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Use of Medicines
Indicators



USE OF MEDICINES INDICATORS

/M@

Ataglance

Professionals legally M4
allowedto
prescribe opioids

Reported annual opioid
consumption - excluding
methadone - in morphine
equivalence (ME) per capita

M1

1.0

M3

Requirement
of specific licenses
to prescribe opioids

M2 General
availability of
immediate-release
oralmorphine
(liquid or tablet)
atthe primary
care level

METRICS

—

Global Score: Degree to
which one indicator reflects
palliative care development
atthe national-level.

Range:1to9.

—

Content Validity Index (1-CVI):
Level of agreement of the top
relevance perindicator. Thel-CVI
reflects coherence among experts
rating the indicator. An I-CVI of 1
indicates 100% unanimity among
experts, rating thatindicator atthe
highestscore. AnI-CVlofo.3means
atleastone-third ofthe expertsrated
thatindicatoratthe highestscore.

Range:Oto1.

—

Disagreement Index (DI):

Level of disagreementonarated
item based on inter-percentile
ranges. Itisacommonly used
statistical measure to assessthe
dispersion ofadistribution. ADI>
1means high-agreementamong
experts’ ratings, while DI<1shows
low-agreementamong experts.

Range:Oto1.
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USE OF MEDICINES INDICATORS

/M

Ml

Reported annual
opioid consumption
- excluding
methadone -

in morphine
equivalence (ME)
percapita

]
9/9(8-9)

081
013

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

REPORTED ANNUAL OPIOID CONSUMPTION - EXCLUDING METHADONE -
IN MORPHINE EQUIVALENCE (ME) PER CAPITA

M1

M4 M2

DEFINITION

These data represent the amounts
of opioids distributed legallyina
country for medical and scientif-
ic purposes to those healthcare
institutions and programs thatare
licensed to dispense to patients,
such as hospitals, nursing homes,
pharmacies, hospices and pallia-
tive care programs.

QUESTIONS TO EXPLORE

1 Source ofinformation: data on opi-
oid consumption is obtained from
the latest available reported con-
sumptiontothe International Nar-
cotics Control Board (INCB) based
ondata provided by the Painand
Policy Studies Group (PPSG), Uni-
versity of Wisconsin.
http://www.painpolicy.wisc.edu/
opioid-consumption-data

ADDITIONAL
INFORMATION

M Opioidsincluded: Morphine, Fen-
tanyl, Hydromorphone, Oxycodone
and Pethidine (not methadone).

M Unit of Measure: Milligrams per
capita peryear, expressed in mor-
phine equivalence.

B These data represent the amounts
of opioids distributed legallyina
country for medical and scientific pur-
posestothose healthcare institutions
and programs thatare licensed to dis-
pense to patients, such as hospitals,
nursing homes, pharmacies, hos-
pices, and palliative care programs.

W Consumption does not refertothe
amounts dispensed to, or used by,
patients, but rather to amounts dis-
tributed to the retail level. The opioid
consumption data are displayed in
milligrams per capita (or per person),
whichis calculated by first convert-
ing the raw consumption datawe
receive from INCB from kilograms to
milligrams and then dividing by the
population of the country for a partic-
ularyear. United Nations population
datais used. This providesa popu-
lation-based statistic that allows for
comparisons between countries.

B Wording for this indicator has been
adapted from Pain and Policy Studies
Group (PPSG), University of Wisconsin
and used in the APCA Atlas of Pallia-
tive Carein Africa, 2017.

BriefManual on Health Indicators Monitoring Global Palliative Care Development

40




USE OF MEDICINES INDICATORS

/M@

M2

General
availability of
Immediate-release
oral morphine
(liquid ortablet)
atthe primary

care level

]
8/3(8-9)

0.86
013

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

GENERAL AVAILABILITY OF IMMEDIATE-RELEASE ORAL MORPHINE
(LIQUID OR TABLET) AT THE PRIMARY CARE LEVEL

M1

M4 M2

DEFINITION

Indicates whether or not the coun-
try hasimmediate-release oral
morphine (liquid or tablet) gen-
erally available in primary health
carefacilities in the public health
sector. (Global Health Observatory
indicator views, WHO, 2016; http://
apps.who.int/gho/data/node.imr).
This information will be retrieved
from WHO Country Capacity Sur-
vey Database 2015 and 2017

QUESTIONS TO EXPLORE

1 Generalavailability ofimmedi-
ate-release oral morphine (liquid or
tablet) at the primary care level.
Categories: yes, no, | don’t know.

ADDITIONAL
INFORMATION

M Some facilities may use immedi-
ate-release oral morphine for surgical
use and not specifically for palliative
care pain management. However, It
is stillinteresting whether immedi-
ate-release oral morphine (liquid or
tablet) is generally available in prima-
ry health carefacilities in the public
health sector.

B General availability -accord-
ingto Sharkey etal. article- refersto
immediate-release oral morphine
available in over 50% of pharmacies
(http://journals.sagepub.com/doi/
pdf/10.1177/0269216317716060)

W Wording for thisindicator hasbeen
adapted from APCA Atlas of Palliative
Carein Africa, 2017. Include arealso
components that we felt were import-
antfromthe APCA Atlas of Palliative
Carein Africa, 2017.
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USE OF MEDICINES INDICATORS

/M

M3

Requirement of
specific licensesto
prescribe opioids

]
8/3(6-8)

0.52
0.3/

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

REQUIREMENT OF SPECIFIC LICENSES TO PRESCRIBE OPIOIDS

DEFINITION

Thisindicator explores the exis-
tence of opioids prescriptionsin
each country and some of its con-
straints like time limitations and
patient registration.

QUESTIONS TO EXPLORE

1 Prescription of opioids requires a
special prescription form?
Options: Yes, No, | do not know.

2 Prescriptionsare limited to:
Options: Few days, Few weeks (less
thanamonth), Few months (more
than one month), No limit, | do not
know.

3 Doregulationsrequirea patientto
register asan opioid user in order to
receive a prescription for an opioid
analgesic?

Options: Yes, No, | do not know.

ADDITIONAL
INFORMATION

M Patient registration isa process that
patients, particularly outpatients,
follow to be registered to be eligible
to receive opioid prescriptions for

the management of cancer pain (N.1
Cherny etal. Formulary availability
and regulatory barriersto accessibili-
ty of opioids for cancer painin Europe:
areport fromthe ESMO/EAPC Opi-
oid Policy Initiative (2010). Annals of
Oncology).

M Thisindicator hasbeen explored by
N.lCherneyetal, and by the ATOME
Project (Acces to Pain Medicationsin
Europe). Insome cases patientsare
required to register and are evaluated
by an external commission to be eligi-
ble for receiving opioids.

M The list of medicines presented in
thisindicator has been adapted from
World Health Organisation’s Essential
Medicinesin Palliative Care (2013), the
Lancet Commission Reporton Pallia-
tive Care (2017).

W Wording of thisindicator hasbeen
retrieved from: N.I Cherny et al. For-
mulary availability and regulatory bar-
rierstoaccessibility of opioids for can-
cer painin Europe: areportfromthe
ESMO/EAPC Opioid Policy Initiative
(2010). Annals of Oncology.
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USE OF MEDICINES INDICATORS

/M@

M4

Professionals
legally allowed to
prescribe opioids

]
8/3(7-9)

06/
0.29

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

PROFESSIONALS LEGALLY ALLOWED TO PRESCRIBE OPIOIDS

M4 M2

DEFINITION

Thisindicator explores who can
prescribe opioids.

QUESTIONS TO EXPLORE

1 Which of the following profession-
alsare allowed to prescribe opioids
inyour country? (You may select
more than one answer)

Options: All General Practitioners
and Family Doctors, All Specialist
physicians, Some specialist physi-
cians (i.e. Oncologists, Internists,
Surgeons), Physicianstrainedin
Palliative Medicine, Nursestrained
in palliative care, All Nurses, I do
not know, Other (please specify).

ADDITIONAL
INFORMATION

B Special authority/license may
include prescriptions limited to cer-
tain medical specialties or sub-spe-
cialties (i.e. Oncologist) or specif-

ic opioid-prescribing licenses that
allow opioidsto be prescribed only
with special permits or authorization
oronly in emergency situations. If no
such restrictions exist, thena primary
care provider, such as afamily doctor,
can always prescribe opioids without
any of the restrictions above. (Cleary
etal,2013).

W Wording for thisindicator has been
adapted from the APCA Atlas of Pallia-
tive Carein Africa, 2017.
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Service Provision
Indicators



SERVICE PROVISION INDICATORS

/s @

Ataglance

Number of specialised $6
palliative care services
inthe country per
population

Number of specialised S5
hospital palliative
care support teams
per population

Number of
specialised home
palliative care teams
per population

Ss1
1.0

s4

Number of
inpatient hospices
per population

$2 Number ofinpatient
palliative care units
in hospitals (public
and private) per
population

$3 Numberandtype
of palliative care
programs for children
per population

METRICS

—

Global Score: Degree to
which one indicator reflects
palliative care development
atthe national-level.

Range:1to9.

—

Content Validity Index (1-CVI):
Level of agreement of the top
relevance perindicator. Thel-CVI
reflects coherence among experts
rating the indicator. An I-CVI of 1
indicates 100% unanimity among
experts, rating thatindicator atthe
highestscore. AnI-CVlofo.3means
atleastone-third ofthe expertsrated
thatindicatoratthe highestscore.

Range:Oto1.

—
Disagreement Index (DI):

Level of disagreementonarated
item based on inter-percentile
ranges. Itisacommonly used
statistical measure to assessthe
dispersion ofadistribution. ADI>
1means high-agreementamong
experts’ ratings, while DI<1shows
low-agreementamong experts.

Range:Oto1.
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SERVICE PROVISION INDICATORS

/s @

Sl

Number of
specialised home
palliative care teams
per population

]
8/3(7-8)

0.5/
016

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

NUMBER OF SPECIALISED HOME PALLIATIVE CARE TEAMS (ESTIMATE)

S6 §2

@

S5 S3

DEFINITION

Home palliative care teams provide
specialised palliative care services
to patient staying at home, their
families and carers. Patients at
home usually suffer from chronic,
life-limiting health problems such
as cancer, advanced cardiac, renal
and respiratory diseases, HIV/AIDS
and chronic neurological disor-
dersamongothers. Inadditionto
visiting patients at their homes,
these teams also provide special-
istadvice to general practitioners,
family doctors and nurses caring
for the patientat home.

QUESTIONS TO EXPLORE

1 Number of specialised home pallia-
tive care teams (estimate).

ADDITIONAL
INFORMATION

B These teams are composed by two
to five professionals who are usual-

ly a doctor and a nurse with pallia-
tive care training, plus a social work-
er, administrative staffand others.

In some contexts community health
workers and volunteers may also be
partofthe team.

M For the purpose of this study we
have excluded palliative care mixed
teams from the count of thisindicator.
palliative care mixed teams are those
that usually take care of patientsin
two settings: athome and at palliative
care servicesin hospitals.

M Ifan organisation or a palliative
care unitor service counts with dif-
ferent home palliative care teams,
please counteach oneindividually.
For example, if a palliative care unit
atahospital counts with three home
palliative care teams that provide
care, these are considered asthree
different branches and would be thus
counted separately.

B Wording and definition of thisindi-
cator has been adapted fromthe
APCA Atlas of Palliative Care in Africa,
2017 and the EAPC Atlas of Palliative
Carein Europe, 2013. For its definition
(World Health Organisation, Planning
and Implementing Palliative Care Ser-
vices, 2016) was also consulted.
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SERVICE PROVISION INDICATORS

/s @

$2

Number of inpatient
palliative care units
In hospitals (public
and private) per
population

]
8/3(7-8)

0.5
016

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

NUMBER OF INPATIENT PALLIATIVE CARE UNITS IN HOSPITALS
(PUBLIC AND PRIVATE) (ESTIMATE)

S1

S6 s2

S5 S3

s4

DEFINITION

These units provide specialistinpa-
tient care; they require highly qual-
ified and multidisciplinary- palli-
ative care trained teams, withat
least one doctor and one nurse as
acore.

QUESTIONS TO EXPLORE

1 Number of inpatient palliative care
unitsin hospitals (public and pri-
vate) (estimate).

ADDITIONAL
INFORMATION

M Thisindicator will be presented on
the total number of hospitals of the
country. The total number of hos-
pitals will be searched by the very
researchteam in official European
Registries. For Europe, a distinction
between private and public hospitals,
and between tertiary and non-tertia-
rywould beideal, but has not been
asked as for feasibility issues given the
sources of information.

M Thisindicator does notexplore
the size of the unit or number of beds
available because it is not feasible to
obtain by national-level experts.

W Wording and definition of thisindi-
cator has been adapted from the one
used inthe APCA Atlas of Palliative
Carein Africa, 2017and inthe EAPC
Atlas of Palliative Care in Europe, 2013.
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SERVICE PROVISION INDICATORS

/s @

S3
Numberandtype
of palliative care
programs for
children per
population

]
8/3(7-8)

062
0.21

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

NUMBER AND TYPE OF PALLIATIVE CARE PROGRAMS FOR CHILDREN (ESTIMATE)

S1

S6 §2

S5 s3

s4

DEFINITION

Palliative care services with pro-
grams specific to pediatrics
includes: free standing hospices
and hospices for children that are
apartof public or NGO hospitals,
any kind of other hospices or home
care teams, support teamsin hos-
pitals, palliative care units, inpa-
tient unitsin hospices specific for
children, etc.

QUESTIONS TO EXPLORE

1 Number of adult palliative care
services that care for children with
palliative care needs.

2. Number of palliative care services
with palliative care programmes
specific for children.

a. Ininpatient Hospices (low-
er-case).

b. In hospitals provided by pallia-
tive care Support (consultation)
team.

c. Inhospitals provided by pallia-
tive care unitsteams.

d. Inhome palliative care pro-
grammes.

e. Inday Care (lower-case) pro-
grammes.

f. Inotherservices or programmes
(pleaseindicate).

ADDITIONAL
INFORMATION

M They do not refer to services admit-
ting both adultsand children, but spe-
cifically trained services for palliative
care paediatric provision.

M Inthisindicator, one organisation
may have more than one local branch
that offer programmes specific to
paediatrics; we consider each branch
asaseparate service when the com-
munity of the local branch has local
ownership, local proactivity, and local
focal point of the service.

M Thisindicator wording has been
adapted from the APCA African Atlas
of Palliative Care, 2017.
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SERVICE PROVISION INDICATORS

/s @

$4

Number

of inpatient
hospices per
population

]
13(78)

0.38
016

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

NUMBER OF INPATIENT HOSPICES

S1

S6 S2

S5 S3

DEFINITION

Aninpatient hospice is a facili-

ty admitting patientsin their last
phase of life, when treatment in
ahospitalis not necessary and
careathome oratanursinghome
isnot possible. They are usually
free-standing facilities and they
require multi-professional teams.
Ideally, there should be, at least,
one nurse per bed and a physician
trained in Palliative Medicine avail-
able 24 hours a week. Other com-
ponents of the team can be dedi-
cated psychosocial and spiritual
workers and volunteers.

QUESTIONS TO EXPLORE

1 Number of inpatient hospices.
2 Total number of beds availableinall
inpatient hospices.

ADDITIONAL
INFORMATION

W Wording and definition of thisindi-
cator has been adapted from

the EAPC Atlas of Palliative Care in
Europe, 2013 and the EAPC White
Paper on standards and norms for
hospice and palliative care in Europe,
2009.
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SERVICE PROVISION INDICATORS

/s @

$5

Number of
specialised hospital
palliative care
supportteams

per population

]
13(78)

048
016

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

NUMBER OF SPECIALISED HOSPITAL PALLIATIVE CARE SUPPORT TEAMS

S6 S2

DEFINITION

These teams work providing spe-
cialist palliative care advice and
support to other clinical staff,
patients and their familiesin the
hospital setting. They liaise with
other servicesinand out of the
hospital to offer support to other
healthcare professionals working
in hospital units and polyclinics,
who are not specialised in palliative
care and offer formal and informal
education withinthe hospital set-
ting. These are multi-professional
teams with at least one doctor and
one nurse with specialised palli-
ative care training and other pro-
fessionals like psychologists and
social workers. These teams may
be also known as consultation ser-
vices or teams. They are different
from palliative care Units teams.

QUESTIONS TO EXPLORE

1 Number of hospital palliative
care support teams.

ADDITIONAL
INFORMATION

M This concept may be applied to
residential homes and the hospi-
tal-based home care support team.

M For the purpose of this study we
have excluded palliative care mixed
teams from the count of thisindicator.
palliative care mixed teams are those
that usually take care of patientsin
two settings: athome and at palliative
care servicesin hospitals.

M Although the size of these teamsis
relevant, asking national level experts
to provide this information is not fea-
sible. Therefore, thisinformationis
notasked.

W Wording and definition of this
indicator has been adapted from
the EAPC Atlas of Palliative Care in
Europe, 2013.
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SERVICE PROVISION INDICATORS

/s @

S$6

Number of
specialised
palliative care
servicesinthe
country per
population

]
13(78)

048
016

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

NUMBER OF SPECIALISED PALLIATIVE CARE SERVICES
INTHE COUNTRY PER POPULATION

S6 S2

S5 S3

DEFINITION

Palliative care services refers to
the total number of services in the
country, including, but not limited
to, free standing hospices, hospic-
esthat are a part of public or NGO
hospitals, any kind of other hos-
pices or home care teams, support
teams in hospitals, palliative care
units, inpatient units in hospices,
paediatric palliative care hospices
and services, etc.

QUESTIONS TO EXPLORE

1 Number of specialised palliative
care servicesinthe country (esti-
mate).

ADDITIONAL
INFORMATION

M Inthisindicator, one organisa-
tion may have more than one local
branch; we consider each branch as
aseparate service when the com-
munity of the local branch has local
ownership, local proactivity, and
local focal point of the service. For
example, if one Hospice located
inagiven city provides palliative
care services to three other towns
or cities, itis understood that this
hospice has three different branch-
es within a larger organisation. We
would consider these to be three
different services, which are some-
times referred to as “satellites” of
the “primary” or mother organisa-
tion (Clarketal., 2007).

M Thisindicator does not explore
the provision of palliative care at the
generalised level (ie. primary care).
Importantly, generalised palliative
care provision will be explored in
another part of the study.

M For the purposes of this study,
specialised palliative care services
isunderstood as services whose
main activity is the provision of pal-
liative care. These services gener-
ally care for patients with complex
and difficult needs and therefore
require a higher level of educa-
tion, staff and other resources.
Specialist palliative care services
require ateam approach, com-
bining a multi-professional team
with an interdisciplinary mode

of work. Team members must be
highly qualified and should have
their main focus of work in pallia-
tive care (White paper on standards
and norms for hospice and pallia-
tive care in Europe: Part1: Available
from: https://www.researchgate.
net/publication/279547069_White_
paper_on_standard s_and_norms_
for_hospice_and_palliative_care_
in_Europe_Part_1[accessed Oct 08
2018].)

B The population wass calculat-

ed as per100,000 people, as used
in official publications by the WHO
and in global studies on palliative
care development (The WHPCA
Global Atlas of palliative care, the
EAPC White Paper on palliative care
Norms and Standards).

W Wording and definition of this
indicator has been adapted from
the one used in the APCA Atlas of
Palliative Care in Africa, 2017and in
the EAPC Atlas of Palliative Care in
Europe, 2013.
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Professional
Activity Indicators



PROFESSIONAL ACTIVITY INDICATORS

/v Q

Ataglance

V3

Number of
scientific articles
on palliative care

development
inthe past
five years

Existence of at
least one national
palliative care
association

Vi
1.0
0.9
0.8
0.7
0.6
0.5
0.4
0.3

0.2

v2

Existence

of a national
palliative
care directory
of services

METRICS

—

Global Score: Degree to
which one indicator reflects
palliative care development
atthe national-level.

Range:1to9.

—

Content Validity Index (1-CVI):
Level of agreement of the top
relevance perindicator. Thel-CVI
reflects coherence among experts
rating the indicator. An I-CVI of 1
indicates 100% unanimity among
experts, rating thatindicator atthe
highestscore. AnI-CVlofo.3means
atleastone-third ofthe expertsrated
thatindicatoratthe highestscore.

Range:Oto1.

—
Disagreement Index (DI):

Level of disagreementonarated
item based on inter-percentile
ranges. Itisacommonly used
statistical measure to assessthe
dispersion ofadistribution. ADI>
1means high-agreementamong
experts’ ratings, while DI<1shows
low-agreementamong experts.

Range:Oto1.
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PROFESSIONAL ACTIVITY INDICATORS

AA "

V1

Existence of

at least national
palliative care
association

]
9/9(82-9)

09
0.06

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

EXISTENCE OF A NATIONAL PALLIATIVE CARE DIRECTORY OF SERVICES

V3 V2

DEFINITION

Inthis question, we gathered data
on professional organisations
focusing specifically on palliative
care. We are excluding those asso-
ciations that promote palliative
care or that have interest in pallia-
tive care but are not composed by
palliative care professionals (i.e.
National cancer association).

QUESTIONS TO EXPLORE

1 Existence ofa national palliative
care association.
Categories: Yes, no, | don’t know.

2 Whenwasit created?

3 Please provide the name of your
national association in your native
language.

4 Please provide the name of your
national association in English.

5 Existence of any other palliative
care national association .

Categories: Yes, no, | don’t know.
6 Please provide the name of other

national palliative care associa-

tion(s) inyour native language.

7 Please provide the name of those
national palliative care associa-
tion(s) in English.

ADDITIONAL
INFORMATION

M A palliative care association should:
—Have a national scope.
—Beinterdisciplinary: gathersand
admitsall professionals with palliative
care interestand/or training.
—Bededicated to palliative care,
which should be reflected onthe
foundation objectives of the associ-
ation.

M Existence of a national association
for palliative care or a national asso-
ciation equivalent for palliative care.
Anequivalent can be a national coor-
dinating group that has not the status
of association but that gathers profes-
sionals with interest in palliative care
issues.

W Wording for thisindicator hasbeen
adapted from the APCA Atlas of Pallia-
tive Care in Africa, 2017; and the EAPC
Atlas of Palliative Care in Europe, 2013.
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PROFESSIONAL ACTIVITY INDICATORS

/v &

V2

Existence ofa
national palliative
care directory of
services

]
13(78)

043
016

Global Score (median/max, Cl 95%)

Content Validity Index (agreement on relevance)

Disagreement Index

EXISTENCE OF A NATIONAL PALLIATIVE CARE DIRECTORY OF SERVICES

V3 v2

DEFINITION

A national palliative care directo-
ry of services compiles information
on specialist palliative care service
providers, national, regional or
local palliative care organisations
and community support agencies.
Thisinformationis usually present-
edinlists with details suchasthe
name of the service, address, post-
al code and health professionals
composition..

QUESTIONS TO EXPLORE

1 Existence ofadirectory of services
inyour country.
Options: Yes, No, | do not know.

2 Whenwasit created?
3 Ifyes:

Options: Itis printed, Itisonline // If
online, please providealinktoit:

ADDITIONAL
INFORMATION

M Apalliative care provider is under-
stood asamedical, nursing or allied
health professional who provides pri-
mary care with a palliative approach
to patients with alife-limitingillness.
Aspecialist palliative care provider is
any ofthe above, recognised asa spe-
cialist by a national authority body,
who provides primary or consulta-
tive care to these patients at medical
facilities.

W Wording and additional informa-
tionforthisindicator has been gath-
ered from the EAPC Atlas of Palliative
Carein Europe, 2013.
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PROFESSIONAL ACTIVITY INDICATORS

AA "

V3

Number of scientific
articles on palliative
care development
inthe pastfive years

]
13(78)

0.33
016

Global Score (median/max, Cl95%)

Content Validity Index (agreementonrelevance)

Disagreement Index

NUMBER OF SCIENTIFIC ARTICLES ON PALLIATIVE CARE
DEVELOPMENT IN THE PAST FIVE YEARS

Vi

V2

DEFINITION

Development in this context refers
to processes, structures, poli-
cies and resources that support
the delivery of palliative care. An
independent search on PubMed,
CINHAL and Embase should be
launched to identify the number
of articles on development per
country.

H In PubMed, papers pub-

lished from 2008-18: (“Palliative
care”[MeSH] OR “palliative medi-
cine”[MeSH] OR “hospice and pal-
liative care nursing”’[MeSH] OR
“hospices”[MeSH] OR “hospice
care”’[MeSH] OR hospice*) AND
(“Country”’[MeSH]).

H In CINAHL: (MH “Country”) AND
(MH “Hospices”) OR (MH “Hos-
pice Care’’) OR (MH “Palliative
Care”) OR (MH “Hospice and Palli-
ative Nursing”) OR (MH “Hospice
Patients”).

H In Embase: (palliative therapy)
OR (palliative nursing) OR (cancer
palliative therapy) OR (hospice
care) OR (hospice) OR (hospice
patient) OR (hospice nursing) AND
(Country.mp)

QUESTIONS TO EXPLORE

1 Anindependentsearch on
PubMed, CINHAL and Embase
should be launched to identify the
number of articles on develop-
ment per country.

ADDITIONAL
INFORMATION

M Inclusion criteria: Mention at least
one dimension of the WHO palliative
care public health strategy (educa-
tion, policy, implementation of palli-
ative care services, or medicine avail-
ability) plus vitality; and provide coun-
try-level data.

B The wording of thisindicator has
been adapted from the APCA Atlas of
Palliative Care in Africa, 2017; and the
article: Rhee JY et al. Publications on
Palliative Care Development Can Be
Used asan Indicator of Palliative Care
Development in Africa, 2017, Journal
of Palliative Medicine

M Disclaimer: Theidealindicator
would be “Number of scientific arti-
clesdealing entirely or partially with
palliative care developmentinthe
pastfive years, in local language and
localjournals, and ininternational
peer reviewed journals (available in
Pubmed)”. However, this task seems
notfeasible.
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FURTHERINFORMATION

Additional Indicators to assess
palliative care development

In this section, other very frequent- presented. However, these indica-

ly used indicators that were includ- tors were notincluded in the pro-

ed in the consensus process are cess because they did not fulfill the
DOMAIN CODE
Medical schoolsincluding any kind of palliative care education 7
inundergraduate curricula

Years of experience offering palliative care education 6.3
inundergraduate curriculain the country

Nursing schools including mandatory palliative care education 7.7
inundergraduate curricula

Nursing schools including any kind of palliative care education 6.3
inundergraduate curricula

Years of experience offering palliative care education in undergraduate 5.2
nursing curriculain the country

Professorship in palliative care in nursing schools 6.8
Financial burden to patients accessing palliative care 6.8
Number of mixed palliative care support teams (estimate) 6.5
Number of day hospices or day care centers for palliative care 6.3
Number of programs or teams of volunteers dedicated to palliative care 5.5
Number of palliative care patients cared for 6.7
by specialised palliative care teams (per year)

Number of physicians working in palliative care per population (estimation) 6.5
Number of palliative care servicesin the country per population 7.2
Oral morphine available in >50% of pharmacies 7.3
Cost of opioid analgesics to the consumer 7.3
Use of opioids in S-DDD (statistical defined daily dose) 6.7
per million inhabitants per day

Total morphine consumption (Kilograms)

Number of participants in the national palliative care congresses or equivalent 7
Number of participants from the country in the international palliative care 6.3
congresses or equivalent

Existence of international support for training of palliative care providers 6.5
Existence of international grants to fund palliative care developmentin general 6.3
Existence of international funding to supportinfrastructure 5.7

development/improvement

defined consensus criteria. Access
to an online repository is possible by
clicking here.

NAME
Not fulfilling GSand I-CVI criteria

Not fulfilling RMF criteria
Not fulfilling GSand I-CVI criteria
Not fulfilling RMF criteria
Not fulfilling RMF criteria

Not fulfilling GSand I-CVI criteria
Not fulfilling RMF criteria
Not fulfilling RMF criteria
Not fulfilling RMF criteria
Not fulfilling RMF criteria
Not fulfilling GSand I-CVI criteria

Not fulfilling RMF criteria

Not fulfilling GSand I-CVI criteria
Not fulfilling GSand I-CVI criteria
Not fulfilling GS and I-CVI criteria
Not fulfilling GS and I-CVI criteria

Not fulfilling GS and I-CVI criteria
Not fulfilling GS and I-CVI criteria
Not fulfilling RMF criteria

Not fulfilling GSand I-CVI criteria
Not fulfilling RMF criteria
Not fulfilling RMF criteria
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ICSS&ATLANTES

ABOUTICS

The Institute for Culture and Society (ICS)
was created to help fulfil one of the princi-
pal objectives of the University of Navarra;
namely to further the study of Humanities
and Social Sciences. Through internation-
al, academic debate, the ICS aspires to
establish an authentic dialogue in search
of scientific answers, practical ideas,
innovative proposals and other relevant
contributions to help resolve the principle
challenges of today’s society.

Within the ICS (and in collaboration

with prestigious experts from countries
throughout the world), research is pro-
moted with the goal of developing proj-
ects of high scientific quality and social
relevance in the following four areas: Pov-
erty and Development; Family, Education
and Society; Contemporary Art;
Globalization, Human Rights and Intercul-
turalism.

ABOUT ATLANTES

In 2012 the Institute for Culture and Soci-
ety (ICS) embarked upon the ATLANTES
Research Programme “Human dignity,
advanced illness and palliative care”. The
work of the programme is interdisciplin-
ary, international and with a strong focus
on the contribution of the humanities
and social sciences, and with the goal of
improving scientific and public under-
standing of the work of palliative care.

The overall objective of this five-year pro-
gramme is to promote in society a positive
attitude toward the care of patients with
advanced, irreversibleillness, from a per-
spective based on the dignity of the per-
son and the role of medicine itself. ATLAN-
TES will adopt perspectives from history,
psychology, sociology and anthropology
toilluminate the understanding of pallia-
tive care. It will also encompass contribu-
tions from public health, geography, com-
munication studies and education.

ATLANTES will promote reflection onfunda-
mental aspects of palliative care aswell as
theimplementation of strategies to promote
palliative care atinstitutional, profession-
alandsocietal levels. Among its sub-proj-
ectswill beastudy of theintangiblesinthe
interaction between palliative care and the
individual; the anthropological and spiritual
foundation of palliative care; aranking of the
development (and associated Atlases) of pal-
liative care in both Europe and Latin America;
education in palliative medicine, aworkshop
on “The message of palliative care” and a
Think Tank on ethicsand advanced illness

ATLANTES willapproach theseissuesin
amanner consistent with the work ofan
academic institution: scientific investiga-
tion, professional training and dissemina-
tion of the knowledge acquired. This will be
done inways that are consistent with the
institutional characteristics of the Univer-
sity of Navarra, and with a clear willingness
to co-operate with other institutions that
work for similar objectives, as well as those
who may adopt differing perspectives.

More information: http://www.unav.es/
centro/cultura-y-sociedad/
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