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Abstract

Background: The World Health Organization Office for the Eastern Mediterranean Region (WHO/EMRO), and the re-
cently created palliative care experts network for the Eastern Mediterranean Region (EMR), decided to develop region-spe-
cific indicators for monitoring national palliative care development in the Region.

Aims: To identify relevant and feasible macro-indicators for palliative care development for the EMR.

Methods: Palliative care experts from the EMR were nominated and invited to complete a 2-round Delphi study to rate
macro-indicators from previous studies and propose new ones based on the EMR regional characteristics. All indicators
were assessed according to regional relevance (R) and feasibility (F). A content validity index (CVI) was calculated. Indica-
tors with CVI = 0.7/1, and scoring = 7/9 for the R and F averages were selected.

Results: Twelve of the 22 countries in the Region were represented in the study. In the first round, 11 indicators were se-
lected and 13 new ones proposed. In the second round, 15 indicators matched R, F and CVI criteria. Top-scored indicators
were: existence of a current national palliative care strategy (R = 8, F = 8, CVI = 1); ratio of specialized services (for adults
and children) in the country per population (R = 8, F = 7, CVI = 1); allocation of funds for palliative care in the national
health budget by the Ministry of Health or equivalent government agency (R = 8, F = 6, CVI = 1); education for prequalifi-
cation of doctors/nurses (R = 8, F = 8, CVI = 0.9); and availability of morphine and other strong opioids (R =8,F = 8, CVI=
0.9).

Conclusion: A baseline set of 15 region-specific indicators for measuring the development of palliative care were validated
by experts in the EMR.
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families. Indicators predicting the development of
palliative care in terms of existing policy, education,
use of medicines, provision of services and professional
activity related resources at different levels of care
would be useful in this regard. Some recent studies have
proposed indicators that are valid for any country in the
world because of their high content validity and level of
agreement among international experts (7,8). However,
as demonstrated by the 2017 African study, indicators
for evaluating palliative care development should be
adjusted to regional contexts, and their implementation
should be preceded by a discussion on the feasibility and
relevance of each indicator (9,10).

Introduction

In 2015, 2 590 168 people died who needed palliative care
across the 21 Member States of WHO/EMRO . Of those,
2115 324 were adults, most of whom had cancer (26.3%),
stroke (18.5%), dementia (11.9%), or AIDS, 14.3% died
from external causes and 5% from other causes (1,2). An
estimated 474 844 children were in need of palliative
care (2). To date, estimations of access to palliative care
services pose a major challenge in the EMR, where only
an estimated 5% of adults who are in need of care actually
receive it (3). The capacity of Member States to face this
challenge remains little known and few studies have
investigated the palliative care status across countries
(4-6). The framework for action on cancer prevention and

Through assessment of countries’ capacities, it is control in the EMR (11), updated in 2019, recommends

possible to estimate their health systems’ responses
to suffering associated with advanced diseases and,
therefore, to the needs of the patients, caregivers and

actions to improve palliative care and the availability of
essential drugs, for which is necessary to have metrics
and indicators to evaluate progress in the region.
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Following an expert meeting in Beirut in September
2019, hosted by WHO/EMRO, a dialogue was initiated at
the regional level regarding the development of a set of
quality indicators for palliative care in the region.

WHO/EMRO recently established a regional network
for palliative care; a community of practice dedicated
to the development of national systems for quality
evaluation, improvement and assurance of palliative
care services (12). This was seen as an opportunity to
bring together countries in the EMR to review previously
published indicators on palliative care, and update the
information published in the Atlas of Palliative Care in
the Eastern Mediterranean Region 2017 (4). The aim of
this study was to identify the most contextually relevant
and feasible indicators for evaluating the development of
palliative care in the EMR.

Methods

Delphi consensus process

A Delphi consensus process was used because it
is particularly useful for gathering representative
opinions from expert-based judgements and is often
used to identify consensus (13). This study followed
the standards proposed in the recommendations for
conducting and reporting Delphi studies (CREDES) (14).
The consensus process was designed through a 2-round
online survey (Figure 1). The starting point was a set of
11 indicators (Table 1) from previous studies building on
the WHO Public Health Strategy for the Integration of
Palliative Care (15); the Mapping Levels of Palliative Care
Development in 198 Countries: The Situation in 2017 (8);
and the Brief Manual on Health Indicators Monitoring
Global Palliative Care Development (7).

Experts panel

The criteria for participating in the Delphi study were:
(1) being originally from the EMR; (2) knowledge of
palliative care in the respective countries (as perceived by
WHO/EMRO Member States); (3) previous participation
in similar studies or scientific publications relevant to
the topic of study; and (4) participation in palliative care
networks or advocacy activities for at least 2 years.

Members of the pre-existing network of experts from
the EMR met these criteriaand were nominated as experts
for this study. A sample of 13 experts, representative of
the EMR, were considered appropriate because of their
knowledge of the content validity matters in Delphi
methodology (16). Previous studies show that the sample
size can range from 7 to 15 (17). For 5 countries that had
no representation in the network of experts, new experts
were nominated based on the inclusion criteria.

First Delphi round

Round 1 began in April 2020. A questionnaire exploring 11
indicators was designed in SurveyMonkey, divided into
5 domains: policy, education, use of medicines, service
provision, and professional activity. Each indicators
had a definition and the questions with which it should
be explored, and the metadata for each indicator are
presented as supplementary material. The panel of
experts rated the indicators on a Likert-type scale of
1-9 (1 being the least and 9 the most) for relevance and
feasibility. Relevance was defined and explained in the
survey as the degree to which the indicator was related
to palliative care development at the national level, and
feasibility as the degree to which an indicator could be
easily obtained or collected from data sources. In Round
1, experts were allowed to propose new indicators,

Figure 1 Flow chart to illustrate the stages of the Delphi process

1. Creation of the EMRO-WHO* regional PC network

The WHO Eastern Mediterranean Regional Office (EMRO) established a regional network for palliative care

|«

2. Identification of in-country experts

The EMRO-WHO" regional network of Palliative Care chose in-country PC experts (Criteria: network membership, nomination by members, or
palliative care scientific pulbications)

|«

3. Delphi Consensus process

In-country experts were invited to a two-round delphi process on relevant and feasibility of region-specific PC indicators

First round

11 indicators (World Map and the Brief Manual of Palliative Care
Indicators) were rated.
The experts proposed 20 new indicators.

Second round

11 indicators from first round were re-rated and 13 new indicators
rated for the first time

4. Selection of indicators

Indicators with relevance and feasibility average values = 7, and a content validity index of 0.7 were considered adequate.

“WHO Regional Office for the Eastern Mediterranean
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Table 1 Set of indicators to start the consensus process

WHO dimension Code Indicator
Services S1 Number of specialized PC services in the country per population
S2 Paediatric PC provision
Policy P1 Current national PC plan, programme, policy or strategy
P2 Specific PC national law
P3 Inclusion of PC services in the basic package of health services
P4 Allocation of funds for PC in the national health budget by the Ministry of Health or equivalent
government agency
Educations E1 Process of official specialization in palliative medicine for physicians, recognized by the competent
authority
E2 Education for prequalified doctors/nurses
Medicines M Availability of morphine and other strong opioids
M2 Reported annual opioid consumption - excluding methadone - in morphine equivalence per capita
Vitality Vi Existence of professional vitality regarding PC

PC = palliative care; WHO = World Health Organization.

considering the specific characteristics of the EMR. Three
researchers reviewed the suggested indicators, removing
duplicate items already included in other indicators, and
those not specific enough to be considered as standalone
indicators. Participants who completed the previous
round were invited to take part in successive rounds.

Second Delphi round

Round 2 was conducted between May and June 2020.
Each expert was sent independently by email a table
showing the values of their previous rating together with
the group’s rating, and the comments collected in the
first round. Experts were asked to rerate the indicators.
Indicators suggested by the experts in the first round
were listed to rate their relevance and feasibility,
providing joint response categories and the number of
experts that suggested their inclusion.

Data analysis

The results of the rating were presented in a matrix for
analysis. Indicator selection was based on the average
scores of relevance and feasibility: the global score.
Values > 7 were considered adequate. To verify coherence
among experts’scores, the Content Validity Index (CVI)
was calculated (number of experts calculating the
highest scores [7-9 points] divided by the number of
experts). A CVI of 1indicated 100% unanimity. Consensus
was obtained by indicators with global score > 7 and
CVI = o0.70. The results and analyses were presented
and discussed with members of the EMR Palliative Care
Expert Network.

Results
Participants

Thirteen palliative care experts representing 12 countries
participated in the consensus process: Egypt, Iraq, Islamic
Republic of Iran, Jordan, Kuwait, Lebanon, Morocco,
Occupied Palestinian Territories, Oman, Pakistan, Qatar,

and Saudi Arabia (Table 2), representing 59% of EMR
countries. In the first round, 13 experts fully completed
the survey and 11 did so in the second round (response
rate 92%). Experts from Afghanistan, Tunisia, United Arab
Emirates and Sudan did not participate in the consensus
and no expert was identified in Bahrain, Djibouti, Syrian
Arab Republic, Somalia and Yemen.

First round

Relevance of the indicators had a high score; they were
all above 8-9 points except for the indicators related to
a national law on palliative care and the existence of a
specialization process in palliative medicine. The rating
of relevance and feasibility for the indicators initially
proposed to evaluate the development of palliative care
in the EMR is presented in Figure 2A. Besides these
indicators, experts proposed 20 new indicators in the
first round; including existence of grants to finance
palliative care research (n = 3); level of public awareness
of palliative care in the country (n = 3); publications
regarding national palliative care development (n = 3);
and existence of systems of auditing, quality evaluation,
improvement or assurance for palliative care services
(n = 2). Other indicators reported by 1 expert only were:
availability of centres of excellence for palliative clinical
care, education and research; availability of palliative
care for displaced persons or refugees; palliative care
provision in long-term care facilities (nursing homes/
residences); and general availability of palliative care
services for nonmalignant diseases.

Second round

Thirteen indicators passed to the second round; 7 were
excluded because they were already included or were not
specific enough to be considered as standalone indicators
(Supplementary Material 1). In the second round, 11
experts rerated the 11 initial indicators and scored the
13 new indicators (Figure 2B). Among 24 indicators
presented in the second round, 15 matched the selection
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Figure 2 Relevance and feasibility of the indicators evaluated in the consensus process

Existence of professional vitality regardirg
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Number of specialized palliative care services in
the country per population

Reported annual opicid consumption- excluding
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capita

Availability of morphine and other strong

23 Existence of a current national pallistive care
plan, programme, policy or strategy

Existence of a specific palliative care national
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Inclusion of palliative care servicesin the basic
package of health swrvices

Allocation of funds for Pallistive Carein the
national health budget by the Ministry of Health
or equivalent Goverrrment Agency

Existence of a process of official specialisation in
Pallistive Medicine for physicians, recognised by
the competert authority

Education for pre-qualification doctors/nurses

opioids
— Relevance EMRO Feasi bility EMRO
Zb Existence of grants to finance malliative care
research

Are there Palliative care services generally
available for non-malignant di seases patients?

Palliative care provision in long term care

facilitie ur sing homes /residences)

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

Availability of Pallistive care for displaced persons
or refugees

Availability of centres of excellence for palli ative
clinical care, education and research

Attendance of professionals to national and
nternati onal palliative cire congresses

What is the level of public awarere s of pallistive
care in your country?

Palkative care indudedin healthinsurance plans

Number of programs or teams of valunteers
dedicated to paliative care

Publications regarding nationa palliative care
development

Professorship in palliative care inmedical schools

Professorship in palliative care innursing schools

~e—Relevance EMRO  =—e—Feasibility EMRO

criteria: relevance (R) > 7, feasibility (F) = 7 and CVI > 0.7
(Table 3).

The average value of indicators included in the
analysis was 07, indicating that a majority of experts
suggested using these indicators, thus reaching a
consensus to include 15 indicators. The indicators related
to specialized palliative care services; paediatric palliative
care provision; budget line items for palliative care; and
a current plan, programme, policy or national strategy
for palliative care, reached a value of 1, which indicated
a unanimous decision by experts to include these
indicators in the analysis.

Nine indicators with an average CVI of 0.4 scored <
7.0, suggesting a consensus to exclude. Only 40% of the
experts considered it necessary to use indicatorsrelated to

palliative care professors in medical and nursing schools,
quality assessment of palliative care services, volunteer
programmes, national palliative care publications,
participation in national and international palliative care
conferences, specific services for noncancer patients, and
palliative care in long-term care facilities.

Discussion

The experts agreed on 15 relevant and feasible indicators
to monitor the development of palliative care in the
EMR. Some indicators were scored unanimously selected
because of theirimportance and feasibility, although they
were slightly lower in terms of feasibility. These include
a current national palliative care strategy (R = 8, F = 8,

564



Research article

EMH]J - Vol. 28 No. 8 - 2022

Table 3 Selected indicators to evaluate the activity of palliative care in the Eastern Mediterranean Region

Indicators

|
)
S

A O OO 0 O O NN N9 9 0 00 O N N3 oo

Existence of a current national palliative care plan, programme, policy or strategy

Number of specialized palliative care services in the country per population

Paediatric palliative care provision

Line item for palliative care in the national health budget for the Ministry of Health or equivalent government agency

Education for prequalified doctors/nurses

Availability of morphine and other strong opioids

Inclusion of palliative care services in the basic package of health services

Professional vitality regarding palliative care

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

Specific palliative care national law

Level of public awareness of palliative care

Process of official specialization in palliative medicine for physicians, recognized by the competent authority

Palliative care included in health insurance plans
Centres of excellence for palliative clinical care, education and research

Grants to finance palliative care research

-

-

-

0.9
0.9
0.9
0.9
0.8
0.8
0.8
0.7
0.7
0.6
0.5

N NN N9 99 9 0 0 0 0 0 0 0 0 o

CVI = content validity index; F = feasibility; R = relevance.

CVI=1); the number of specialized palliative care services
(for adults and children) in the country per population
(R = 8, F = 7, CVI =1); and the inclusion of a line item
for palliative care in the national health budget for the
Ministry of Health or equivalent government agency (R
=8, F = 6, CVI =1). Slightly worse scored indicators were:
availability of morphine and other strong opioids (R = 8,
F =8,CVI = 0.9) and reported annual opioid consumption
- excluding methadone - in morphine equivalence (ME)
per capita (R = 8, F =7, CVI= 0.8).

Most of these indicators have been considered critical
for assessing palliative care development in the EMR and
have been previously explored (4,5). However, compared
to a previous international consensus on palliative care
indicators, the importance of some indicators for the
region seems different (18). Six indicators in this study
scored above the mean obtained in the international
consensus: availability of morphine and other strong
opioids; specialized palliative care services per population
(for children and adults); education for prequalified
doctors and nurses; and inclusion of palliative care
services in the basic package of health services (19).
The availability of morphine may be explained by the
historical difficulties in accessing pain medicines in the
EMR, as reported by many international studies (3,5,19).
Some have pointed out that oral morphine was available
in < 20% of primary care facilities in the EMR (6), and that
medicines continue not to be available and accessible in
sufficient quantities (21). Some country-level studies have
looked at the availability and accessibility of opioids and
their importance in palliative care provision, with similar
conclusions (22-26). The lack of specialized palliative care
services for adults and children has also been reported
elsewhere (4,8).

Several indicators were not part of the international
consensus, but were specifically suitable to the EMR.

These include: the level of public awareness of palliative
care; inclusion of palliative care in health insurance plans;
availability of centres of excellence for palliative clinical
care, education and research; and availability of grants
to finance palliative care research. This suggests that
conducting region-specific discussions on the indicators
did not only reiterate the importance of already-used
indicators, but also added new ones that were relevant to
the context. For instance, unlike other studies, the level
of public awareness of palliative care in the EMR seems
important. This may be due to the geographic and ethnic
diversity across countries and the varying perceptions
about end-of-life.

The involvement of EMR experts in determining the
best indicators to measure palliative care development
in the region allowed qualification of the indicators.
According to several experts, the indicator of a national
strategy for palliative care requires confirming whether
it is actively being implemented, as existence of the
strategy by itself does not guarantee the development
of palliative care. Regarding the number of specialized
palliative care services, experts pointed out that this
indicator should evolve towards measuring capacity,
quality, number of patients cared for, and distribution
of palliative care resources to provide an accurate
picture of specialized service provision. With regard to
paediatric palliative care provision, the indicator should
differentiate specifically dedicated programmes from
broader programmes admitting adults and children.
Inclusion of a line item for palliative care in the national
health budget for the Ministry of Health or equivalent,
although considered critical to ensure government
support, could be more feasible by exploring the coverage
of palliative care services by government insurance.

Despite providing a set of region-specific palliative
care indicators, this study needs to acknowledge some
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limitations. Firstly, the number of countries participating
may limit the representativeness of the study for the
whole region, considering that participating countries

would not only validate the list of indicators by assessing
whether they capture the capacity, distribution, quality
and nature of specialized services, but also identify more

are presumably the most developed. This could entail
leaving out appropriate indicators for less-developed
countries. Secondly, the list had up to 15 indicators, which
meant a lot of data to gather, which was an onerous duty
for countries’ health information systems. In this sense,
alignment with existing country data systems would be
useful for progress in monitoring palliative care. Lastly,
all wvariables except for reported annual opioid
consumption - excluding methadone - in ME per capita,
were not outcomes but rather structure or process
indicators.

outcome indicators, such as the number of people cared
for by specialized services, or the provision of palliative
care by primary healthcare resources.

Conclusions

Fifteen indicators were considered relevant and feasible
for evaluation of the development of palliative care in
the EMR, including health policy, palliative care services,
access to medicines, education, and professional activity
related indicators. The most contextually relevant,
feasible,and unanimous agreed by experts were: a current
national palliative care strategy; number of specialized
palliative care services (for adults and children) in the
country per population; and the inclusion of a line item
for palliative care in the national health budget for the
Ministry of Health or equivalent government agency.

The immediate implication of these findings is the
need to pilot these indicators in the EMR. One study
has recently been submitted proving the ability of the
indicatorstodepict the status of palliative carein the EMR.
However, future research should focus on increasing the
participation of experts from more countries (especially
the highly populated countries). Apart from the network
members, it is desirable to identify oncologists or other
specialists from the current missing countries. These
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Macro-indicateurs spécifiques a la Région pour la mise en place de soins palliatifs
dans la Région de la Méditerranée orientale : étude Delphi

Résumeé

Contexte : Le Bureau régional de 1'Organisation mondiale de la Santé (OMS) pour la Méditerranée orientale et le
réseau d'experts des soins palliatifs récemment créé dans la Région ont décidé de mettre au point des indicateurs
spécifiques a la Région pour suivre les progres qui y sont réalisés en matiere de soins palliatifs au niveau des pays.

Objectifs : Identifier des macro-indicateurs pertinents et réalisables pour la mise en place des soins palliatifs dans la
Région de la Méditerranée orientale.

Méthodes: Des experts en soins palliatifs de la Région de la Méditerranée orientale ont été désignés et invités a
participer a une étude Delphi a deux tours pour évaluer les macro-indicateurs des études précédentes et en proposer
de nouveaux en fonction des caractéristiques régionales pour la Méditerranée orientale. Tous les indicateurs ont
été évalués en fonction de leur pertinence (P) et de leur faisabilité (F) au niveau régional. Un indice de validité du
contenu (IVC) a été calculé. Les indicateurs ayant un indice de validité de contenu supérieur ou égal a 0,7/1, et un
score supérieur ou égal a 7/9 pour les moyennes P et F ont été sélectionnés.

Résultats : Douze des 22 pays de la Région étaient représentés dans l'étude. Lors du premier tour, 11 indicateurs ont
été sélectionnés et 13 nouveaux indicateurs ont été proposés. Lors du second tour, 15 indicateurs correspondaient
aux critéeres P, F et IVC. Les indicateurs les mieux notés étaient les suivants : existence d'une stratégie nationale
au moment de I'étude pour les soins palliatifs (P = 8, F = 8, IVC = 1) ; ratio de services spécialisés (pour adultes
et enfants) dans le pays par population (P = 8, F = 7, IVC = 1) ; allocation de fonds pour les soins palliatifs dans le
budget national de la santé par le ministére de la Santé ou une institution gouvernementale équivalente (P = 8, F = 6,
IVC = 1) ; formation pour la préqualification des médecins/infirmiers (P = 8, F = 8, IVC = 0,9) ; et disponibilité de
morphine et d'autres opioides puissants (P = 8, F = 8, IVC = 0,9).

Conclusion: Un ensemble de référence de 15 indicateurs spécifiques a la Région pour mesurer la progression des
soins palliatifs a été validé par des experts de la Région de la Méditerranée orientale.
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