
 

38

30

VIEWS AND VOICES OF 
PEOPLE LIVING WITH 
NCDs IN THE EASTERN 
MEDITERRANEAN REGION
A Consultation Report 

C

M

Y

CM

MY

CY

CMY

K

Cover5 FINAL.pdf   1   14/01/2021   09:29

Towards Meaningful Involvement of People Living With NCDs



Towards Meaningful Involvement of People Living With NCDs2

ACKNOWLEDGMENTS

12

Acknowledgments 
This report was funded through a grant to the Eastern Mediterranean NCD Alliance 
(EM-NCDA) from the NCD Alliance (NCDA) under its Our Views, Our Voices Initiative. 
EM-NCDA conducted a series of consultations within the project to gather the views 
and voices of people living with NCDs, including those in humanitarian settings in 
the region. We are grateful for the financial and technical support of the global NCD 
Alliance throughout the project. 

The report was prepared by:
Dr. Dalia, Assistant Professor of Public Health, Ain Shams University, Cairo, Egypt.
Dr. Ibtihal Fadhil, Assistant Professor, President of Eastern Mediterranean NCD 
Alliance.

Revised by: Prof. Wagida Anwar, Ain Shams University, Cairo, Egypt.
We acknowledge the support of Dr. Noor Younes from Jordan, Dr. Reem Ahmadieh 
from Lebanon, and Mr. Majed Mohammed from UAE in collecting the qualitative data 
and conducting the individual interviews.

We are grateful for the support of NCD Alliance (NCDA); and the support of Manjusha 
Chatterjee, Capacity Development Manager, NCDA in this work is greatly appreciated. 
We would like to acknowledge the support of our work by all member organisations 
of EM-NCDA and various NGOs, particularly in helping to identify participants on the 
local level.

This report was funded through a grant to the Eastern Mediterranean NCD Alliance 
(EM-NCDA) from the NCD Alliance (NCDA) under its Our Views, Our Voices initiative 
and as part of its partnership with Novo Nordisk.

We are also grateful to all the participants who contributed to the report through 
interviews, the online consultation, and community conversations. 

x CSOs 		  Civil Society Organisations 
x EMR 			  Eastern Mediterranean Region 
x EM-NCDA 		  Eastern Mediterranean NCD Alliance 
x HLM 			   High level meeting on NCDs
x NCDA 		  Global NCD Alliance 
x PLWNCDs 		  People Living with NCDs 
x UAE  			  United Arab Emirates

An initiative by the NCD Alliance 
and people living with NCDs 

List of acronyms



Towards Meaningful Involvement of People Living With NCDs 3

Contents
CONTENTS

02 Acknowledgments	
02 List of acronyms	
04 Foreword	
05 Executive summary	

05 Introduction	
07 NCDs in humanitarian settings	
07 NCDs and the COVID -19 pandemic	
07 Progress towards global commitments	
08 Role of people living with NCDs in the NCD response	
08 Consultation with people living with NCDs in the EMR	

09 Methods	
09 Online survey	
09 Data collection	
09 Analysis	
09 Community conversation	
09 In-depth interviews	

11 Results: Online survey	
11 Characteristics of survey respondents	
12 Access to treatment and care	
12 Experience of care partners	
12 Priority areas to be addressed by decision makers	
15 Discrimination and stigma	
15 Role of people living with NCDs in the NCD response	
16 The COVID-19 pandemic	

17 Results: In-depth interviews	
17 Profile of interviewees
17 Prevention	
18 Access to treatment, care and support	
18 Human rights, discrimination and stigma	
19 Meaningful involvement of people living with NCDs	
20 Spotlight: NCD voices in the EMR

21 Results: Community conversation

23 Key findings		
23 Key findings	
23 Human rights and social justice	
23 Prevention	
23 Treatment, care and support	
23 Meaningful involvement of people living with NCDs

25 Recommendations

26 References 	



Towards Meaningful Involvement of People Living With NCDs4

FOREWORD

Noncommunicable diseases (NCDs) are the most common 
cause of death and disability in the Eastern Mediterranean 
Region (EMR), accounting for approximately three-quarters 
of all deaths (1). Most of the people dying from NCDs 
are under the age of 70 years (2). Today, there are more 
than 150 million people living with NCDs in the Eastern 
Mediterranean region (EMR, or WHO EMRO) (3). This 
includes people with cardiovascular diseases, diabetes, 
respiratory diseases, and cancers.

The vulnerabilities of people living with NCDs in humanitarian 
settings constitute an additional burden in the region. Since the 
conflict in Syria began nine years ago, 5.4 million refugees have 
fled to neighbouring countries. A recent study examining the 
prevalence of NCDs among Syrian refugees in Jordan reported 
that almost 22% of adults suffered from at least one NCD. The 
burden of NCDs among Syrians is estimated to account for 
45% of all deaths in this group (7). 

In recent years, there has been growing recognition of the need 
to involve people living with NCDs in the NCD response. The 
2018 UN Political Declaration on NCDs recognised this formally, 
alongside the need to have strong and resilient health systems 
in place to treat people living with NCDs and prevent and 
control their risk factors in humanitarian emergencies. 
The Eastern Mediterranean NCD Alliance (EM-NCDA) is a 
network of non-profit organisations advocating for stronger 
NCD prevention and control in the region. EM-NCDA is 
deeply concerned about how little is being done to engage 
people living with NCDs in the policy processes, in particular 
refugees affected by NCDs and other vulnerable groups in the 
population. People living with NCDs need to be involved in all 
levels of decision making, because of their unique insight as 
people who have been managing their condition and navigating 
health services over a number of years, which is experience that 

should place them at the forefront of the NCD response.
With the outbreak of the COVID-19 pandemic, most people 
living with NCDs are experiencing major disruptions in NCD 
health care services, which puts them at a higher risk of NCD 
complications as well as severe COVID-19 complications. 
Evidence from the region has shown that the pandemic has 
negatively affected the livelihoods and well-being of all people 
and, in particular, refugees and other vulnerable groups. This 
threatens investment in Universal Health Coverage and health 
security. 

Against this background, EM-NCDA conducted a series of 
consultations with people living with NCDs, care partners, and 
relevant organisations in the region, to gather insights based 
on the views and lived experiences of people living with NCDs. 
This report provides, for the first time, an analysis of the views 
and challenges of people living with NCDs in the Eastern 
Mediterranean region from 22 countries and various population 
groups such as refugees, youth, and other vulnerable groups. 

It is essential to understand current challenges and raise 
greater attention of the needs and priorities of people living with 
NCDs in EMR. There is a need to advocate for their meaningful 
involvement in the policy process and inform the regional 
advocacy agenda of people living with NCDs, which is aiming to 
promote a strong NCD response that puts people first. We hope 
that this report will raise awareness of the specific needs of all 
people living with NCDs in the region and support governments 
to build a strong NCD response in their pursuit of Universal 
Health Coverage and the Sustainable Development Goals.

Dr. Ibtihal Fadhil 
President, Eastern Mediterranean NCD Alliance (EM-NCDA)
September 2020

Foreword 
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Executive summary 
Views and Voices of people living with NCDs in  
the Eastern Mediterranean Region: A Consultation Report

Noncommunicable Diseases (NCDs) account for 71% of all 
deaths globally, which constitutes about 41 million deaths 
(1). People of all age groups, regions and countries are 
affected by NCDs (2). Over the years, the burden of NCDs has 
progressively increased in the Eastern Mediterranean Region 
(EMR) accounting for approximately three-quarters of all 
deaths (3) in the Region. 

More than 150 million people are estimated to be living 
with NCDs (PLWNCDs) in the Region which has one of the 
highest prevalence rates of diabetes (2) globally, hypertension 
prevalence ranging from 27.5% (UAE) to 42.6% (Tunisia) (3) 
and sizable mental health disorder burden (5.6% of the total 
Regional disease burden in 2013) (4). The Region also has 
some of the highest rates of tobacco use, overweight and 
obesity, and physical inactivity (4). 

The WHO Regional Framework for action to implement the 
2011 United Nations Political Declaration on the Prevention 
and Control of NCDs calls for 25% relative reduction in 
premature mortality from NCDs by 2025 (5). However, progress 
in the Region is slow due to the lack of national action plans 
on NCDs, weak NCD surveillance as well as gaps in NCD 
related policies, multisectoral action, and integration of NCDs 
within the primary health care system.

Findings of the 2nd edition of the NCD Countdown 2030 
report, published in The Lancet in September 2020, indicate 
that most countries in the Region are off track to meet the 
Sustainable Development Goal Target 3.4 (6)  to reduce, by 
2030, reduce by one-third premature mortality from non-
communicable diseases (NCDs) through prevention and 
treatment, and promote mental health and wellbeing (4). 

The impact of NCDs is exacerbated in the Eastern 
Mediterranean Region by prolonged humanitarian and 
emergency crises, which weaken national health systems in 
directly affected countries and, in case of displaced refugee 
populations, over-stretch health systems in host countries. 
Currently the Region hosts nearly half of the global refugee 
population, characterised by large numbers of displaced, hard-
to-reach and at-risk populations, a considerable proportion of 

whom are living with NCDs, including mental health conditions. 
Since the conflict in Syria began almost a decade ago, 5.4 
million refugees have fled to neighbouring countries. The 
burden of NCDs among Syrian estimated to account for 45% 
of all deaths, a recent study examining the prevalence of NCDs 
among Syrian refugees in Jordan reported that almost 22% of 
adults suffered from at least one NCD (7).

On top of this, a recent WHO rapid assessment found that 
prevention and treatment services for NCDs in the Region have 
been severely disrupted since the COVID-19 pandemic began. 
More than half (53%) of the countries surveyed have partially or 
completely disrupted services for hypertension treatment and 
urgent dental care; 48% for palliative care services; 47% for 
asthma services; 42% for diabetes and cancer treatment; and 
26% for cardiovascular emergencies. Rehabilitation services 
have also been disrupted in almost half (48%) of countries.

In recent years, there has been growing recognition of the 
central role of PLWNCDs in shaping health systems that put 
the real needs of people first. The UN Political Declaration on 
NCDs in 2018 also acknowledged the importance of amplifying 
voices of civil society and PLWNCDs. Accountability to 
affected people and meaningful participation and inclusion of 
communities has also been recognised as a cornerstone of the 
humanitarian response. 

However, to date there is an absence of meaningful involvement 
and inclusion of voices and perspectives of PLWNCDs in the 
Region’s NCD response, including within humanitarian settings. 
To start to close this gap, the Eastern Mediterranean NCD 
Alliance (EM-NCDA) conducted a consultation with PLWNCDs 
including their care partners throughout the Region and in 
humanitarian settings, to gather insights on their specific needs, 
challenges and priorities for action.  

Crystallising results from the consultation this report provides, 
for the first time, a sampling of the views and challenges of 
PLWNCDs from 22 countries in the Region including various 
at-risk and marginalised population groups such as displaced 
populations, refugees and youth.  an online consultation survey, 
a community conversation in Egypt as well as 30 in-depth 

EXECUTIVE SUMMARY
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EXECUTIVE SUMMARY

interviews with PLWNCDs based in Jordan, Lebanon, UAE. 

The report illustrates the challenges PLWNCDs face in 
accessing NCD services in the Region and seeks to raise 
awareness of the specific needs of all PLWNCDs. It highlights 
the specific needs of displaced people and refugees living with 
NCDs, the importance of meaningfully involving PLWNCDs in 
decision-making processes and provides recommendations to 
supporting Governments in the Region to build a strong NCD 
response in their pursuit of Universal Health Coverage and 
Sustainable Development Goals.  

The report has the following recommendations:
x Meaningfully involve civil society and PLWNCDs 

in policy and programme development, implementation, 
monitoring, evaluation and accountability processes of 
NCDs as well as humanitarian responses. This entails 
providing mechanisms, platforms and providing a 
permissive environment for meaningful involvement, 
including of marginalised populations.

x Integrate WHO recommended evidence-based 
and cost-effective NCD prevention and control 
interventions in the Region ensuring a people-centred 
and context specific approach. This includes in health 
emergency preparedness and humanitarian response 
activities (such as adapting WHO Package of Essential 
Noncommunicable Disease Interventions [PEN]).

x Uphold basic human rights including right to 
healthcare, ensure accountability to populations, and 
address the needs and challenges of PLWNCDs in the 
Region, particularly at-risk populations e.g. displaced 
people and refugees. The right to health care must ensure 
access to quality and affordable NCD care across the 
spectrum of care (prevention, screening, management, 
palliative care and rehabilitation), including availability of 
essential NCD medicines.  

x Ensure a whole-of-society approach to NCDs in the 
Region, recognising government leadership, the important 
coordinating roles of multilateral agencies like WHO, 
UNHCR, engagement of communities and civil society, 
relevant private sector (whilst being mindful of potential 
real or perceived conflicts of interest) and meaningful 
involvement of PLWNCDs (including marginalised 
populations).

x Strengthen NCD financing in the Region to support 
recommendations and increased action through bilateral, 
multilateral assistance for better coordination to integrate 
NCD services into other vertical programmes such as 
Tuberculosis, Maternal, Newborn and Child Health, 
COVID-19 and other infectious diseases etc; through 
innovative financing with philanthropies, relevant private 
sector as well as domestic resources through health taxes, 
phasing out health-harming subsidies etc.
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Introduction

NCDs account for 71% of all deaths globally, which 
constitutes approximately 41 million deaths (1). People of 
all age groups, regions and countries are affected by NCDs 
(2). Over the years, the burden of NCDs has progressively 
increased in the Eastern Mediterranean Region (EMR), and 
NCDs now account for approximately three-quarters of all 
deaths (3). Of these NCD deaths, it is estimated that 52% 
are due to cardiovascular diseases, 16% to cancers and 
6.5% to chronic lung disease. Most of these deaths are 
premature, occurring before the age of 70 years (3). 

More than 150 million people are estimated to be living 
with NCDs in the region. The EMR has among the highest 
prevalence of diabetes (1) globally, hypertension prevalence 
ranging from 27.5% (UAE) to 42.6% (Tunisia) (2) and a sizable 
mental health disorder burden (5.6% of the total regional 
disease burden in 2013) (2). The EMR also has some of the 
highest levels of tobacco use, overweight and obesity, and 
physical inactivity in the world. Statistics from the region 
highlight the alarming figures of about 90 million adult tobacco 
users, 185 million overweight or obese adults, and 130 million 
physically inactive adults (2). The increasing prevalence of 
such risk factors corresponds with the increasing prevalence 
of high blood pressure, dyslipidaemia and diabetes (5).

NCDs have a huge impact on families and communities, 
by disabling individuals, cutting lives short, impoverishing 
families, and fuelling stigma and discrimination. People 
living with NCDs are often discriminated against in terms of 
access to services, education, information, participation and 
employment opportunities (1,2).   

NCDs in humanitarian settings
The burden of NCDs in the EMR is exacerbated by prolonged 
humanitarian and emergency crises, which weaken national 
health systems in directly affected countries and, in the 
case of displaced refugee populations, over-stretch health 
systems in host countries (4). Currently, the region hosts nearly 
half of the global refugee population, which includes large 
numbers of displaced, hard-to-reach and at-risk populations, 
a considerable proportion of whom are living with NCDs, 
including mental health conditions. Since the conflict in Syria 

began almost a decade ago, 5.4 million refugees have fled to 
neighbouring countries (7). 

The burden of NCDs among Syrians is estimated to account 
for 45% of all deaths (7). A recent study examining the 
prevalence of NCDs among Syrian refugees in Jordan reported 
that almost 22% of adults suffer from at least one NCD, with 
hypertension and type 2 diabetes being the most common 
(14% and 9.2% respectively) (2,7,8).   

NCDs and the COVID-19 pandemic
In addition to the high regional burden of NCDs, a recent WHO 
rapid assessment (9) found that prevention and treatment 
services for NCDs in the EMR have been severely disrupted 
during the COVID-19 pandemic (10). More than half (53%) of 
the countries surveyed had partially or completely disrupted 
services for hypertension treatment and urgent dental care; 
48% for palliative care services; 47% for asthma services; 
42% for diabetes and cancer treatment; and 26% for 
cardiovascular emergencies. Rehabilitation services had also 
been disrupted in almost half (48%) of countries (11).  
 
For people in humanitarian and fragile settings who live with 
NCDs, such as heart diseases, diabetes, respiratory diseases, 
cancer and other co-morbidities, the COVID-19 pandemic 
has exacerbated existing inequalities in health, social and 
economic conditions and has had a significant negative impact 
on their health outcomes (7,12,13).

Progress towards global commitments
The WHO Regional Framework for action to implement the 
2011 United Nations Political Declaration on the Prevention 
and Control of NCDs calls for a 25% relative reduction in 
premature mortality from NCDs by 2025 (16). However, 
progress in the EMR is slow due to the lack of national action 
plans on NCDs, weak NCD surveillance, and gaps in NCD 
related policies, multisectoral action, and integration of NCDs 
within the primary health care system (8).

Findings of the 2nd edition of the NCD Countdown 2030 
report, published in The Lancet in September 2020, indicate 
that most countries in the region are off-track to meet the SDG 
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Target 3.4 to reduce premature mortality by one-third by 2030 
from NCDs (6). Reducing the burden of NCDs is essential 
to achieve UHC and the SDGs; and stronger national health 
systems that promote meaningful involvement of people living 
with NCDs and leave no one behind are imperative to reducing 
the burden of NCDs (8).

Role of people living with NCDs in the NCD response 
In recent years, there has been growing recognition of the 
central role of people living with NCDs in shaping health 
systems that put the real needs of people first. The UN 
Political Declaration on NCDs in 2018 also acknowledged the 
importance of amplifying voices of civil society and people 
living with NCDs (14,15). The Declaration aims, among other 
things, to ensure the meaningful involvement of people living 
with NCDs in national NCD planning and throughout the policy 
cycle (9).
 
Accountability to affected people and meaningful involvement 
of communities has also been recognised as a cornerstone of 
the humanitarian response (10,11). For people in humanitarian 
settings and emergencies, the Political Declaration 
acknowledges the need for strong, resilient health systems and 
health services, with strong policies in place to treat people 
living with NCDs and prevent and control their risk factors 
throughout the humanitarian emergency (12,14).

Consultation with people living with NCDs in the EMR 
Despite the provisions of the UN Political Declaration on NCDs 
(16), to date there has been insufficient inclusion of voices 
and perspectives of people living with NCDs in the region’s 
NCD response, particularly of those living in humanitarian 
settings. To start to close this gap, the Eastern Mediterranean 
NCD Alliance (EM-NCDA) have conducted a consultation with 
people living with NCDs and their care partners in the region, 
including in humanitarian settings, to gather insights on their 
specific needs, challenges and priorities for action.  

The consultation was carried out in line with NCD Alliance’s  
‘Our Views, Our Voices’ initiative, which seeks to promote the 
meaningful involvement of people living with NCDs in the NCD 
response globally. 

EM-NCDA invited people from the region living with a range of 
different NCDs to participate in the consultation. It comprised 
of an online survey, 35 in-depth interviews and a community 
conversation, with the following aims:
x Consult with people living with NCDs in the EMR, including 

those in humanitarian settings, to understand their 
needs, challenges and priorities, particularly in the era of 
COVID-19; 

x Amplify the voices and views of people living with NCDs 
in the EMR by equipping them with skills to share their 

lived experiences, stimulate public debate, challenge 
misconceptions surrounding NCDs, and break down stigma 
and discrimination;

x Recommend how to improve access to health care for 
people living with NCDs in the EMR, and specifically in 
the era of COVID-19, by identifying their unique regional 
experiences and challenges;  

x Promote the meaningful involvement of people living with 
NCDs in the NCD response in the EMR. 

This report summarises the results of the consultation and 
highlights the views and challenges of people living with 
NCDs from 22 countries in the region, including at-risk 
and marginalised population groups such as displaced 
populations, refugees and youth.  It serves to strengthen the 
NCD response at national and regional levels in the EMR. 
It also serves as a reference document for civil society and 
people living with NCDs to demand action from decision-
makers, to urge them to meet global and national NCD 
commitments, and to put people first. n
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Methods

Online survey
A web-based, self-administered questionnaire was used to 
consult people living with NCDs, including care partners and 
health care workers. 

The questionnaire covered the following six topics:
I.	 Access to treatment, care and support
II.	 Experiences of care partners
III.	 Priority areas to be addressed by decision makers
IV.	 Discrimination and stigma
V.	 Meaningful involvement of people living with NCDs
VI.	 COVID-19 pandemic 

The questions were developed by adapting a pre-existing Our 
Views, Our Voices consultation questionnaire from the NCD 
Alliance to fit the social and cultural context of the EMR. The 
questionnaire consisted of both closed-ended and open-
ended questions, to enable participants to express their views 
and perspectives on their needs, challenges and priorities. 
The questionnaire was available in Arabic and English. 
Back translation of the Arabic questionnaire to English was 
conducted to evaluate the translation before usage. A pilot 
questionnaire pre-test was conducted prior to beginning data 
collection.

Data collection
The survey was distributed via email to regional and national 
non-governmental organisations, NCD managers at Ministries 
of Health, and other stakeholders to promote among their 
networks of people living with NCDs. 

Research ethical guidelines were adhered to by providing 
participants with a clear statement indicating the purpose of the 
study and sought the permission of the participant to share the 
survey results with national and regional alliances working on 
NCDs in the EMR. 

Ninety-nine individuals completed the survey. 

Analysis 
The data collected was cleaned and analysed by EM-NCDA. It 
has been presented in tables and figures in the results section 
of this report.

Community conversation
To further inform and strengthen the consultation with people 
living with NCDs in the EMR, a community conversation was held 
in Egypt. Community conversations are structured, small group 
discussions with members of a community, designed to better 
understand the needs and challenges of people living with NCDs, 
their priority “asks” and how they would like to be involved in the 
response to NCDs. 

In March 2020, EM-NCDA, in partnership with the Egypt NCD 
Alliance, held a community conversation with people living with 
NCDs including care partners in Cairo, Egypt. The conversation was 
moderated by a member of the Egypt NCD Alliance. The community 
conversation was conducted to achieve the following objectives: 
x Understand the experiences and the challenges faced by 

people living with NCDs in Egypt; 

x Make recommendations to the government on how to improve 
access to health care for people living with NCDs.

The community conversation followed NCD Alliance’s 
Community Conversation Guide; however, questions were 
adapted to fit the social and cultural context of the country and 
region. Six questions were used to initiate a discussion with 
people living with NCDs, including care partners, to understand 
their views on the following topics:
x Main challenges faced by people living with NCDs, and their 

lived experience with seeking care and treatment;

x Prevention and reducing risk factors within the context of a 
supportive environment;

x Discrimination or stigma associated with chronic conditions 
experienced in the community, workplace or health system; and,

x Roles and engagement of people living with NCDs.

A trained team conducted the community conversations in Egypt. 
The whole session took 90 minutes (15 minutes per individual 
interview) to cover six open-ended questions.

In-depth Interviews
To gather a more detailed understanding of the experiences 
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and priorities of people living with NCDs, particularly those in 
humanitarian settings, in-depth interviews were carried out in 
addition to an online questionnaire. 

Given the COVID-19 pandemic and restrictions to reduce 
virus transmission, the in-depth interviews were conducted by 
telephone. 

Thirty-five people living with NCDs from three countries 
(Jordan, Lebanon and UAE) were identified to take part 
in the in-depth telephonic interviews. The majority of the 
participants in Jordan and Lebanon were Syrian refugees. 
People living with NCDs were identified with the help of local 
non-governmental organisations, UNHCR (the UN Refugee 
Agency), UNRWA (United Nations Relief and Works Agency for 
Palestine Refugees), and WHO (World Health Organization). 

Three researchers were recruited and trained to conduct the 
in-depth interviews during the period of May to July 2020. All 
participants were interviewed over the telephone and were 
asked a set of questions adapted from the online survey and 
community conversation. The interview questions addressed 
the following four themes:
I. 	 Access to treatment, care and support
II. 	 Human rights, discrimination and stigma
III. 	 Prevention
IV. 	 Meaningful involvement of people living  
	 with NCDs

All interviews were recorded, and consent was obtained 
for publication. These qualitative techniques promoted a 
thoughtful, constructive, collaborative, and enabling dialogue 
with people living with NCDs.

All data were thematically analysed and, where possible, 
quantified into tables for easy comprehension.
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Results: Online survey

Characteristics of survey respondents  
Ninety-nine people living with NCDs completed the online 
survey; their socio-demographic characteristics are as shown in 
Table 1. Two-thirds of the respondents (65%) were male; 49% 
of the respondents were above 50 years of age, and 17% were 
30 years of age or under. There were 11 different nationalities 
represented among the respondents. Nearly one-third of the 
respondents were from the UAE (29%) and 22% from Iraq; the 
remaining respondents were from Egypt, Lebanon, Jordan, 
Yemen, Saudi Arabia, Syria, Bahrain, Afghanistan, and Pakistan. 
The respondents included 13 Syrian refugees.

Table 1: Socio-demographic characteristics of participants

Socio-demographic		  No.		  Percentage (%) 

Gender
Male			   64		  64.6
Female			   35		  35.3

Age
≤ 20			   1		  1.3
21-30			   16		  16.1
31-40			   17		  17
41-50			   17		  17
51-60			   21		  21.2
61-70			   19		  19.1
71-80			   7		  7
80+	             		   1		  1.3

Countries/nationalities		
Afghanistan		  5		  5%
Bahrain			   4		  4.04%
Egypt			   10		  10.1%
Iraq			   22		  22.2%
Jordan			   4		  4%
Lebanon			   10		  10.1%
Pakistan			   1		  1%
Saudi Arabia		  7		  7.1%
Syria			   4		  4%
UAE			   29		  29.4%
Yemen			   3		  3%
		
Status		
Refugee			   13		  14%
Not refugee		  86		  86%

59% 
Living with an NCD, 
or have previously 
lived with an NCD

41% 
Care partners

 

 

58

38

37

30

30
Increasing public transportation options and 

accessibility of public spaces for people living with 
disabilities related to NCDs

Increasing access to respite care for care partners of 
people living with NCDs

Providing care partners with information and 
assistance, counseling and support groups, and training 

on skills needed for caring for those living with NCDs

Ensuring workplace family leave and job security for 
those caring for family members living with NCDs

Providing access to affordable treatment, care and 
support for those living with NCDs

Figure 1: Respondents by relationship with NCDs 

At the time of the survey, 59% of the respondents were living 
with or had previously lived with an NCD, and 41% were care 
partners (Figure 1). Among the respondents who were care 
partners, 12 were health care providers. 40% of respondents 
had experience living with and/or caring for someone with 
diabetes, 32% with cardiovascular diseases and 5% with 
cancer (Figure 2). 
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Figure 2: Percentage of respondents living with an NCD 
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Access to treatment and care   
Access to NCD diagnosis, treatment and care were assessed 
using the Likert Scale, to determine the extent of the challenges 
faced by people living with NCDs. Respondents identified the 
affordability of treatments as the greatest access concern; over 
70% of respondents believed the affordability of treatments 
to be somewhat challenging, challenging or very challenging 
(30%) (Figure 3). Accessing new treatment options and clinical 

trials was found to be the next most challenging aspect of NCD 
treatment and care, which was reported to be challenging or 
very challenging by 44% of the participants (very challenging 
for 23%). 37% of respondents reported the availability of 
treatment as challenging or very challenging. On the other hand, 
accessing well-trained health care providers and receiving an 
early diagnosis were not considered to be challenging by about 
30% of the participants. 
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Figure 3: Percentage of respondents reporting challenges in access to NCD diagnosis, treatment and care

When asked about other challenges pertaining to NCD care 
and support, over two-thirds of the respondents reported that 
obtaining disease management education and counselling 
for self-care was somewhat challenging, challenging or very 
challenging (Figure 4). Being understood and supported by your 
health care providers was reported to be very challenging by 
one in four respondents. Other challenges commonly reported 
were: finding support for end-of-life concerns or palliative care, 
obtaining access to psychological care, and understanding 
complex treatment regimens to manage diseases. Among the 
challenges presented, obtaining integrated care was reported 
as the least challenging (25% reported not challenging).

Experience of care partners    
Care partners were asked about the challenges they face when 
providing care to someone living with NCDs. Providing personal 
care and arranging or providing transportation for people living 
with NCDs were reported to be somewhat challenging by 24% 
and 23% of participants, respectively (Figure 5). Respondents 
most frequently reported the financial burden associated with 

treatment and care of NCDs to be very challenging. 19% of 
care partners reported the fatigue associated with being a care 
partner as very challenging, a further 22% reported this as 
somewhat challenging. 

By contrast, 23% of participants reported making sure that they 
and the person living with an NCD understand the treatment 
regimen as not challenging. 

Priority areas to be addressed by decision makers    
When asked to indicate whether they believe key issues related 
to NCD care and care partners are sufficiently acknowledged 
by decision makers, over half (58%) of the participants reported 
that providing access to affordable treatment, care and support 
for people living with NCDs is not currently receiving attention 
(Figure 6). 38% of respondents believed that ensuring family 
leave from the workplace and job security for those caring for 
family members living with NCDs is not receiving sufficient 
attention. 
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Figure 5: Percentage of care partners reporting challenges when providing care to someone living with NCDs
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Figure 4: Percentage of respondents reporting challenges in NCD care and support
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Figure 6: Percentage of respondents who believe NCD care and care partner issues are not acknowledged by decision makers 

Table 2: Percentage of respondents who believe health promotion and NCD prevention initiatives are not acknowledged by decision makers

Health promotion issues

Promoting exercise in different settings, such as schools, and making it easy and safe for people to use 
bicycles or walk as means of transportation

Access to and availability of affordable, fresh, and nutritious food

Smoke-free spaces (such as playgrounds, schools, restaurants, workplaces, etc.)

Public awareness campaigns on noncommunicable diseases and their risk factors

Initiatives to address poverty as an underlying cause of illness

Restricting marketing of alcohol and unhealthy foods and beverages to children and adolescents

Banning tobacco advertising, promotions, and sponsorships

Taxing tobacco, alcohol, and unhealthy food and beverages

Ensuring that workplaces promote and protect the health of employees

Front-of-pack labelling of food and drink products that allow consumers to easily understand nutritional 
contents

Provide consumer information and health warnings on alcoholic beverages and tobacco products
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38.3%

37.3%

36.3%

29%

29%

13%

Other issues reported by many respondents as not being 
acknowledged included: providing care partners with 
information, support and training (38%), public transportation 
and accessibility of public places for people living with 
disabilities related to NCDs (30%), and access to respite care 
for care partners (30%). 

Respondents were asked to identify health promotion and NCD 
prevention interventions which they believe do not receive the 
attention of decision makers.

More than half of the participants (57%) thought that promoting 
exercise in different settings, such as schools, and making 
it easy and safe for people to use bicycles or walk, ought to 
receive greater attention (Table 2). The second most frequently 
identified intervention was access to and availability of 
affordable, fresh and nutritious food; 52% of respondents 
believed it to be priority area to be addressed by decision 
makers. Over 40% of respondents indicated initiatives to 
address poverty should be acknowledged by decision makers 
and 38% recommended restrictions in the marketing of alcohol 
and unhealthy products for children and adolescents.
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Discrimination and stigma  
Respondents were asked about their experiences of discrimination 
or stigma related to living with an NCD. 27% reported previous 
experience of NCD-related discrimination or stigma (Figure 7). 

Participants were asked to provide their opinion on issues which 
could reduce discrimination and stigma against people living with 
NCDs and which they believe are not sufficiently considered by 
decision makers. 

The majority of participants (70%) reported that accessing high-
quality care and affordable life-saving treatment is not considered 
often by decision makers. Over one-third of participants (37%) 
noted that the rights of people living with NCDs require more 
attention. Nearly 40% of the participants requested increasing 
public education and awareness around NCD myths and fears to 
reduce stigma and discrimination in schools and workplaces.
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Figure 7: Respondents who have experienced discrimination or 
stigma related to living with an NCD

Table 3: Participants’ opinions and priorities for specific discrimination issues/initiatives

Discrimination issues not receiving attention

Access to high-quality care for noncommunicable diseases and access to affordable lifesaving and life-
enhancing treatments as part of a universal right to health care

Launching campaigns and community education programmes on NCDs, and stigma and discrimination in 
schools and in the workplace, to address myths and fears

Respect for informed choice on available treatment options for people living with noncommunicable 
diseases

The rights of people living with noncommunicable diseases to be treated with respect and dignity by 
health care providers

Addressing discrimination in the workplace against those living with noncommunicable diseases

Improving accessibility of public transportation, public spaces and workspaces for those with disabilities 
due to noncommunicable diseases

The rights of people living with noncommunicable diseases to participate in policy making processes that 
affect their lives
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38

37

36

34

34

33

Percentage (%)

69.6%

38.4%

37.3%

36.3%

34.3%

34.3%

33%
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Figure 8: Percentage of respondents who agree that PLWNCDs 
have an important role in advocating for health promotion and 
protection initiatives

Role of people living with NCDs in the NCD response  
When asked about the role of people living with NCDs in 
the NCD response, almost half of the respondents (48%) 
strongly agreed and a further 36% agreed that people living 
with NCDs have an important role to play in calling for an 
environment that promotes and protects health (Figure 8).

In terms of how participants would like to become more 
involved in the NCD response, 62% of respondents 
expressed that they would be interested in sharing their 
stories with others living with NCDs. 55% would prefer 
to speak to decision makers and share their experiences, 
while 43% would prefer to be involved with community 
organisations (Figure 9). A similar proportion would prefer to 
share their views with health care providers. 
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Figure 9: How respondents would like to get involved in the NCD response

The COVID-19 pandemic 
An open-ended question was used to collect detailed insights 
on the additional challenges presented by the COVID-19 
pandemic. The most commonly reported challenges were:
x Reduced access to health care facilities, as they were 

overburdened with COVID-19 patients;
x Limited access to medicines;
x Affordability of medicines;
x Loss of family income, social isolation, and an inability to 

continue treatment; 
x Accessibility of nutritious, healthy food given the inflation of 

prices and decrease in financial security.

The following comments were made in response to the open-
ended question. 

Challenges faced during the COVID-19 pandemic
“I have been experiencing difficulties in taking my medications 
and in accessing nutritious healthy food, given the inflation in 
prices and lack of funding lately.”

“I was stressed because of [low] medication availability. And 
stress usually affects the control of my disease.”

“I was unable to go and have a follow-up for my disease and my 
medication supply.”



IN-DEPTH INTERVIEWS

Towards Meaningful Involvement of People Living With NCDs 17

Results: 
In-depth interviews

Table 5: Socio-demographic characteristics of participants 

Socio-demographic
		
Gender
Male
Female
Total

Age
≤ 20
21-30
31-40
41-50
51-60
61-70
70+
Total

Countries/nationalities
Egypt
Lebanon
Syria
UAE
Total 

Status
Refugee
Not refugee
Total

No.

13
22
35

2
2
3

10
13
3
2

35

2
4

28
1

35

28
7

35
   

Profile of interviewees
Thirty-five people living with NCDs living in three countries 
(Jordan, Lebanon and UAE) in the EMR were asked to take 
part in a telephone interview (Table 4). The participants 
included 28 Syrian refugees. The mean age of the participants 
was 50.9 years and their ages ranged from 15-74 years. 
Almost 50% of participants have experience of living with 
diabetes; and about 30% have experienced co-morbidities 
(Figure 10).

Prevention 
Prevention initiatives to reduce NCD risk factors are an 
important approach to addressing diabetes and other NCDs. 
Participants were asked about their experiences of being 
physical active, eating healthily, avoiding smoking, and the 
possible role that they could play as people living with NCDs 
in helping to create and maintain environments that promote 
and protect health.

Key findings:
x All interviewees had positive attitudes towards a healthy 

lifestyle and believed that it is important

x Difficulty among interviewees to lead a healthy lifestyle was 
due to their smoking habits

x Availability of health 
education and nutritional 
awareness was reported by 
nearly all the interviewees 
during their medical visits

x All interviewees believed 
that non-governmental 
organisations are the best 
route that can direct people 
towards a healthy lifestyle, 
given that they are closer 
to and more trusted by the 
community.

Percentage (%) 

37%
63%

100%

5.7%
5.7%
8.5%

28.5%
37.1%
8.5%
5.7%
100%

5.7%
11.4%

80%
2.8%
100%

80%
20%

100%
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Figure 10: NCD experience of respondents 
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Challenges faced by interviewees
“In the clinic, they only measure my random blood sugar; they 
don’t give us medical education or refer me for lab follow up. If 
my blood sugar is high, they tell me, ‘Just take care of yourself 
and your blood sugar’.” {Male, 51 years, living with diabetes}

“I am a smoker; I haven’t received any consultation about 
quitting smoking as I haven’t shared this information with 
anyone and no one, including medical staff, has asked me 
about it. I only smoke at home.” {Male, 55 years, living with 
ischaemic heart disease and hypertension}

“I try to exercise; I try to walk everywhere I need to go. It’s 
hard to follow a healthy diet; we get only 30 JD food vouchers 
per month for me and my husband. We can barely afford 
some foods.” {Female, 57 years, living with diabetes and 
hypertension}

Recommendations from interviewees  
“I recommend that NCD patients should receive more lifestyle 
awareness education, like lectures about healthy lifestyles 
and psychological well-being. Going to lectures with other 
NCD patients would make you feel better and more engaged.” 
{Male, 45 years, living with type I diabetes and hypertension}

“I recommend that affordable methods of having a healthy 
lifestyle are promoted so that everyone can get motivated to 
pursue a healthier life.” {Male, 55 years, living with ischaemic 
heart disease and hypertension}

“To make health-promoting improvements in the environment, 
I recommend they manage and control the prices of healthy 
food to make it more affordable, because it is very expensive. 
Some people avoid buying healthy items because of their 
prices.” {Female, 54 years, living with ischaemic heart disease 
and hypertension}

Access to treatment, care and support
Interviewees were asked about challenges in health care 
systems, including accessing affordable early diagnosis and 
treatment, psychosocial care, palliative care, and information 
and education about managing NCDs. They were also asked 
about their experience of the attitude and respect of health 
care service providers: doctors, nurses, and community 
health workers. Interviewees were encouraged to provide 
recommendations.

Key findings under this theme:
x Treatment was available and accessible, yet slight 

difficulties were experienced during the peak period of the 
COVID-19 pandemic.

x Affordability of treatment varies from one country to another 
according to the different insurance systems; however, it is 
considered a major constraint due to the high cost of drugs 
used in NCD treatment over prolonged periods of time.

x NGOs play an important role in providing treatment to those 
not covered by health care insurance, especially refugees in 
some countries of the region.

x Health care providers show respect to all patients and 
provide the care plan needed for the patient’s case.

x NGOs are the main support in treatment provision for 
refugees. NGOs need support to widen their coverage and 
to be able to offer most drugs, especially those used in 
cancer therapies.

Challenges faced by interviewees 
“The most important thing is the continuity of medication 
availability”. {Male, 65 years, living with ischaemic heart 
disease, hypertension and diabetes}

“I can’t afford to see a specialist or go to labs or have a follow-
up.” {Female, 57 years, living with diabetes}

“I usually don’t have enough money to go to hospital if I have 
high blood pressure or blood sugar.” {Female, 45 years, living 
with diabetes and hypertension}

“I get my medications from an NGO clinic; they were available during 
the coronavirus period.” {Male, 51 years, living with diabetes}

Recommendations from interviewees
“I recommend that NCD patients have a dedicated clinic to cut 
down on the waiting time and to have continuity of medication 
availability.” {Female, 54 years, living with ischaemic heart 
disease, and hypertension}

“I recommend that organisations cover more areas and offer 
full medical services for refugees.” {Female, 57 years, living 
with diabetes}

“I recommend that general practitioners take the time to give 
us proper medical service, and at least to perform physical 
examinations and check our medication. I recommend that we 
have medical insurance like Jordanian patients.” {Male, 65 years, 
living with ischaemic heart disease, hypertension, and diabetes}

Human rights, discrimination and stigma
Interviewees were asked if they had experienced 
discrimination or stigma in their community, workplace or 
health care system related to living with an NCD. 

Key findings under this theme:
x Some interviewees reported being subjected to 

discrimination because of their underlying conditions.

x Workplaces need to show flexibility and consideration 
for people living with NCDs in terms of office hours and 
providing the support needed to enable people living with 
NCDs to have a good quality of life.



IN-DEPTH INTERVIEWS

Towards Meaningful Involvement of People Living With NCDs 19

x Every patient should have their right to receive the required 
treatment upheld, including displaced people and refugees, 
and to be covered by the insurance umbrella.

x Health education campaigns are needed in the workplace 
to enable dramatic changes in knowledge, attitude and 
practices towards people living with NCDs.

Challenges faced by interviewees
“I don’t know how to speak up, as this is not my country and I 
feel discriminated against for this reason.” {Female, 57 years, 
diabetic and hypertensive}

“I have been asked to leave the country within one month 
without any valid reason after 8 years of residing in Lebanon. 
I applied for residency renewal, but it has been rejected.” 
{Male, 55 years, diabetic type 2, Ischaemic heart disease and 
hypertensive} 

“I have experienced social stigma in university and workplaces, 
whereby people might assume that those who live with 
diabetes are unable to pursue all their duties or be involved 
normally in every aspect of life.” {Female, 28 years, diabetic}

Recommendations from interviewees
“Coming together with other NCD patients would make us 
feel better and more empowered by sharing our stories and 
challenges.” {Male, 61 years, diabetic}

Meaningful involvement of people living with NCDs
This theme sought to identify how people living with NCDs 
can be meaningfully involved in the NCD response and play an 
active role in improving NCD prevention and control.  

Key findings under this theme:
x Interviewees had a strong desire to be involved and 

effectively participate in finding strong solutions for 
prevention and control of NCDs.

x There is no real engagement of people living with NCDs 
in the development of treatment and management plans. 
Engagement would increase acceptance and treatment 
compliance.

x There is some difficulty in reaching channels to voice 
opinions and demands. Some countries in the region have 
established clear channels to enable people living with 
NCDs to speak out.

x There is a need for health education campaigns, with the 
involvement of people living with NCDs, targeting the whole 
community.

Challenges faced by interviewees
“Here people are living separately; there’s no social 
connectivity. People in the clinic wait for long hours and 

they get tired, and there’s no social initiative to share their 
experience.” {Male, 65 years, living with diabetes, hypertension 
and ischaemic heart disease}

Recommendations by interviewees
“Mostly through Facebook, people communicate, and we read 
medical information.” {Female, 52 years, living with diabetes}
“It’s very beneficial to come together with other NCD patients; 
we can gain new information about our medication and share 
our knowledge.” {Female, 52 years, living with diabetes}

“People living with chronic diseases should unite to solve and 
address the common issues and problems that they face.” 
{Male, 61 years, living with diabetes}

“I would love to be involved in awareness campaigns related to 
diabetes and other chronic health conditions. Also, to be part 
of support group sessions. And finally, public speaking about 
my own experience of living with diabetes and what I was able 
to achieve academically and in community work.” {Female, 28 
years, living with diabetes}

Community conversation with PLWNCDs in Egypt 
EM-NCDA in partnership with Egypt NCD Alliance held a 
three-hour community consultation with PLWNCDs and 
careers in Cairo on 16 March 2020, (17:00-20:00). The 
conversation was moderated by a member of the Egypt NCD 
Alliance. The community consultation was conducted to 
address the following objectives 
x To understand the challenges faced by people living with 

NCDs in Egypt 

x To identify their experiences, make recommendations to 
the government on how to improve access to healthcare for 
PLWNCDs. 
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Zainab Mohamad, Lived experience of 
breast cancer, Jordan
Zainab Mohamad, a 38-year-old Syrian refugee, 
lives at a refugee camp in Amman with her husband and four 
children. Zainab was first diagnosed with breast cancer two years 
ago in 2018. Zainab had to wait six months to receive approval 
for treatment in Jordan; this is due to the high cost of treatment 
and requirement for her to seek approval to be covered in Jordan. 

In addition to difficulties in accessing treatment, Zainab has 
faced the challenge of her family’s and society’s refusal. Zainab 
lost friendships and the support of her family due to their belief 
that breast cancer is contagious. Zainab does not feel confident 
talking about her condition. She seeks treatment secretly and 
does not inform her children. Due to Zainab’s refugee status, she 
faces a multitude of challenges, alongside her husband, who is 
working on a part-time basis in Amman.

Zainab found the EM-NCDA Our Views, Our Voices training 
workshop eye-opening, and she felt that it helped her to share her 
story with confidence. Zainab wants to support other women who 
are in a similar situation, and she wants to educate her society on 
breast cancer and prevention issues.

Lara Kamand, Lived experience of breast 
cancer, Lebanon
 Lara Kamand is a health worker from Lebanon 
and has lived experience of breast cancer. Lara was first 
diagnosed with breast cancer at the age of 28. Her mother has 
also had breast cancer. Lara is inspired to share her journey 
and insights with other people living with breast cancer and the 
wider community to raise awareness. Lara is currently working 
with Syrian refugees in Lebanon, where she is helping women 
to understand their circumstances and raising awareness about 
cancer, barriers to health care, and assessing their financial and 
social status. 

“With encouragement, support and voices of survivors, women 
will seek care early. Women tend to forget to take care of their 
health since they are occupied with many other problems taking 
over their minds, particularly the Syrian refugees. Often they 
put the needs of their children and husband in first place. I am 
working with this vulnerable group, trying to empower women 
to seek health care and ensure that they are equipped to ask for 
early screening and prevention of cancer.

I wish Lebanon had better and cheaper health services, so 
women wouldn’t have to neglect to care for the symptoms they 
have.”

Fidaa Sultan, Lived experience of type 1 
diabetes, Jordan
Fidaa Sultan is 25 years old and lives in Amman, 
Jordan. Fidaa lives with diabetes and works with the Youth 

Diabetes Association of Jordan. Fidaa was first diagnosed 
with type I diabetes when she was 12 years old. 

“When I was first diagnosed with diabetes, my mother helped 
me to cope with the condition and tried her best to maintain my 
doses to avoid hypoglycemic or hyperglycemic attacks. Yet, at 
school and among my circle of friends I was ashamed and never 
shared the fact that I have diabetes. I never took my insulin pen 
with me to school, even though I knew it was harmful to my 
health. 

At an early age, I was always concerned that my health might be 
threatened by diabetes. Eventually, I joined many programmes, 
clubs and campaigns in my community and university, which 
helped me to see the bigger picture and become more capable 
of making thoughtful decisions. After I learned more about 
diabetes and interacted with many people living with it, they 
inspired me to drive change and advocate for diabetic patients’ 
right for health. 

At university, I joined the Youth Diabetes Association in 
Jordan to work on raising awareness among families and 
communities. I have participated in many campaigns 
concerning diabetes and NCDs, either as an organiser or 
volunteer, such as World Diabetes Day, World Kidney Day, 
World Cancer Day, and World No Tobacco Day. Besides this, 
I have volunteered my time to multiple screening campaigns 
for diabetes and hypertension. While at university, I lobbied 
so hard for implementation of the tobacco law. After a series 
of meetings and advocacy efforts, I was able to activate 
enforcement of no smoking inside my university.”

Amina Al Afif, Lived experience of diabetes, 
hypertension and heart disease, Lebanon
Mrs Amina Al Afif is 59 years old from Syria, living 
in Lebanon with her daughter and the rest of her family. Amina is 
living with multiple NCD conditions (diabetes, hypertension and 
heart disease), and has expressed her struggle in getting regular 
medications and treatment, despite many attempts to obtain 
health care support. Amina’s daughter Hala, is supporting her 
mum as well as caring for five children, since the death of her 
husband seven years ago.  Working on a low wage, with a daily 
income of 10,000 Lebanese lira, she barely earns enough to pay 
for the basic necessities of food and rent.  

Hala, Amina’s daughter, says: “Taking care of my mother is 
a huge challenge since I work long hours to earn my income 
and support my family. I feel devastated and psychologically 
stressed trying to manage the care of my mother and my kids. 
With COVID-19, it is even harder for refugees to maintain their 
livelihood in Lebanon, let alone with medical care needs.  There is 
a need to address discrimination and equality in health care.”

Aa 

Spotlight: NCD Voices in the EMR
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A total of 21 participants attended the community conversation, 
which took place in Cairo, Egypt. The profiles of the participants 
are detailed in Table 6.

The key discussion points are reflected in Table 7.

Participants expressed the following concerns, challenges and 
recommendations in relation to access to treatment, care and 
support: 
x It is important to improve medical insurance services to ensure 

access and affordability of care.

xRaise awareness among people living with NCDs. Empower 
them with information and knowledge on how to deal with 
their diseases.

xEnsure health care equity. All people must be treated with the 
same equality of care and treatment.

xCall for increased availability of medicine for all chronic 
conditions, particularly for the elderly and for people living in 
remote areas. The high price of medicine is a barrier to access.

Table 6: Characteristics of the community conversation participants 

Demographic Characteristics 	
	

Age groups 

NCD Conditions 

Status of the Participants 

Categories 

10-30

31-50

51-70

70+

Diabetes

CVD

CRD

Cancer

Other chronic 
condition

PLWNCDs

Care partners

Total (N=21

4

9

6

2

13

10

1

1

1

11

10

xEnsure psychological support for people living with NCDs, 
particularly among youth and marginalised populations.

In the area of meaningful involvement of people living with 
NCDs, participants expressed the following main concerns and 
recommendations:  
x People living with NCDs should have the opportunity to take 

an active role in informing the public and other affected people 
about NCDs. 

x People living with NCDs expressed interest in contributing 
to information sharing through public campaigns and social 
media campaigns.

x There is a need to support people living with NCDs and keep 
them well informed to facilitate their involvement.

x People living with NCDs are willing to participate and 
contribute to health awareness campaigns. 

x Participants also expressed an interest in having a vital role as 
change agents in NCD prevention and risk factor reduction, 
improving the practice of NCD prevention and influencing 
families and the community.

x They expressed concern at the lack of a supportive 
environment for a healthy lifestyle, including the availability of 
healthy food and affordable gyms and health clubs. 
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Table 7: Points discussed during the community conversation 

People’s  Experiences 

Faced discrimination in community, school and 
workplace

Challenges in the community 

How life is affected by the disease 

Problems experienced with health care providers 

Key Asks for policy makers

Do you want to share experiences with other people 
living with NCDs

Options

Yes

No

Lack of awareness

Lack of health care

High price of Medicine

No health Insurance 

Feeling sad

Feeling Shocked

No change 

High consultation price 

Delayed supply of Medicine by public system

Poor quality of care 

No problem

Increase awareness

Provide low priced care

Ensure health insurance for all

Yes

No

Not sure

Frequency 

7

14

16

15

12

11

17

12

2

11

9

6

3

17

15

11

19

2

0



Key findings 

This Views and Voices of People Living with NCDs consultation 
was undertaken to highlight the challenges faced by people 
living with NCDs in the Eastern Mediterranean Region and 
their respective needs and priority “asks”.

Together, EM-NCDA and people living with NCDs present 
these findings to urge decision makers and the NCD 
community to act and raise the standard of NCD prevention, 
treatment, and care. 

Human rights and social justice
NCD-related discrimination and stigma is present and 
common in the Eastern Mediterranean region. More than 1 
in 4 respondents reported having experienced discrimination 
or stigma in their workplace, health care facility, school or 
community. 

People living with NCDs strongly support workplace and 
school-based programmes to transform knowledge, attitudes 
and practices towards an environment free of the constraints 
created by NCD stigma and discrimination.

Those caring for family members living with NCDs call for 
workplace family leave and job security for NCD care partners. 

People living with NCDs with experience of humanitarian 
crises demand for the right to treatment of refugees and 
displaced people to be upheld. 

“At school and among my circle of friends, I was ashamed 
and never shared the fact that I have diabetes. I never took 
my insulin pen with me to school even though I knew it was 
harmful to my health.” Fidaa Sultan, Jordan, 25 years old, 
living with type I diabetes

“With COVID-19, it is even harder for refugees to maintain 
their livelihood in Lebanon, let alone with medical care 
needs.  There is a need to address discrimination and 
equality in health care.” Hala, Lebanon, caring for mother 
living with diabetes, hypertension and heart disease

Prevention 
Investment is urgently needed in NCD prevention initiatives 

that create health-promoting environments.

When asked about what actions should be prioritised, more 
than half of the respondents indicated initiatives which 
promote physical activity and make it easy and safe for people 
to use bicycles or walk. People living with NCDs also call for 
access to and the availability of affordable, fresh and nutritious 
food; smoke-free places, such as playgrounds, schools, 
restaurants and workplaces; and public awareness campaigns 
on NCDs and their risk factors.

Respondents widely reported an unmet need for health 
education and counselling to support those living with NCDs 
to promote their own health. 

“To make health-promoting improvements in the 
environment, I recommend they manage and control the 
prices of healthy food to make it more affordable. Because 
it is very expensive. Some people avoid buying healthy items 
because of their prices.” Female, 54 years old, living with 
ischaemic heart disease and hypertension
 

Treatment, care and support
It is unacceptable that essential NCD health services are not 
affordable and accessible for all. Almost 50% of respondents 
reported the affordability of NCD treatments to be challenging 
or very challenging. 

Those caring for people with NCDs find the financial burden 
associated with treatment and care of NCDs to be one of the 
most challenging aspects of their care role. 

Many displaced people and refugees are reliant on non-
governmental organisations for their access to medicines and 
treatment. However, coverage of essential medicines is not 
guaranteed.

The majority of respondents reported accessing new treatment 
options and clinical trials to be challenging. 

When asked about other challenges pertaining to NCD care 
and support, over two-thirds of the respondents told us that 
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obtaining disease management education and counselling 
for self-care was somewhat challenging, challenging or very 
challenging. 

One in four respondents do not feel they are sufficiently 
understood and supported by their health care provider. 

“I wish Lebanon had better and cheaper health services, so 
women wouldn’t have to neglect the symptoms they have.” 
Lara Kamand, lived experience of breast cancer, health 
worker working with Syrian refugees in Lebanon.

“I usually don’t have enough money to go to hospital if I have 
high blood pressure or blood sugar.” Female, 45 years old, 
living with diabetes and hypertension

Meaningful involvement of people living with NCDs 
The vast majority of respondents (84%) believe that people 
living with NCDs have an important role in the NCD response 
and in calling for an environment that promotes and protects 
health. People living with NCDs demand the opportunity to 
take an active role.

When asked how they would like to get involved in the NCD 
response, most people living with NCDs expressed an interest 
in sharing their stories with others living with NCDs. Speaking 
directly with decision makers and sharing experiences was 
also favoured, and many people living with NCDs are keen to 
work with community-based organisations. 

People living with NCDs in the EMR call for real engagement of 
people living with NCDs in the development of treatment and 
management plans. Shared decision making and meaningful 
engagement will promote understanding and enable them to 
follow their care plan. 

“People living with chronic diseases should unite to solve 
and address the common issues and problems that they 
face.” Male, 61 years old, living with diabetes



 
Recommendations 

This report illustrates the challenges people living with NCDs 
face in the region, from accessing health care and medicines, 
to stigma and discrimination. It seeks to raise awareness 
of these challenges and the specific needs of people living 
with NCDs. This report uniquely highlights the specific 
needs of displaced people and refugees living with NCDs 
and the importance of meaningfully involving people living 
with NCDs in decision-making processes. It also provides 
recommendations to support governments in the region to 
build a strong NCD response in their pursuit of Universal 
Health Coverage and the Sustainable Development Goals.  

In line with the key findings of this consultation with people 
living with NCDs, the Eastern Mediterranean NCD Alliance 
calls upon governments, inter-government organisations, 
regional health and humanitarian organisations, non-
governmental organisations, academic institutions, and the 
media to protect and promote the rights of people living with 
NCDs. 

This report has the following recommendations:
x Meaningfully involve civil society and people living 

with NCDs in policy and programme development, 
implementation, monitoring, evaluation and accountability 
processes of NCDs as well as humanitarian responses. This 
entails providing mechanisms, platforms and a facilitative 
environment for meaningful involvement, including of 
marginalised populations.

x Integrate WHO-recommended evidence-based 
and cost-effective NCD prevention and control 
interventions in the region, ensuring a people-centred 
and context-specific approach. This includes in health 
emergency preparedness and humanitarian response 
activities [such as adapting WHO Packages of Essential 
Noncommunicable Disease Interventions (PEN)].

x Uphold basic human rights including right to health 
care, ensure accountability to populations, and address 
the needs and challenges of people living with NCDs in 
the region, particularly at-risk populations (e.g. displaced 
people and refugees). The right to health care must ensure 
access to quality and affordable NCD care across the 

spectrum of care (prevention, screening, management, 
palliative care and rehabilitation), including the availability of 
essential NCD medicines.  

x Ensure a whole-of-society approach to NCDs in the 
region, recognising government leadership; the important 
coordinating roles of multilateral agencies like WHO and 
UNHCR; the engagement of communities, civil society, and 
relevant private sector (whilst being mindful of potential 
real or perceived conflicts of interest); and meaningful 
involvement of people living with NCDs (including 
marginalised populations).

x Strengthen NCD financing in the region to support 
recommendations and increased action through bilateral, 
multilateral assistance for better coordination to integrate 
NCD services into other vertical programmes such as 
tuberculosis; maternal, newborn and child health; COVID-19 
and other infectious diseases; etc. This can be achieved 
through innovative financing with philanthropies and 
relevant private sector, as well as domestic resources raised 
through health taxes, phasing out health-harming subsidies, 
etc.
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