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Introduction

Humanitarian aid organizations and healthcare
providers increasingly recognize the benefits of
palliative care in humanitarian crisis as a means of
fulfilling the humanitarian commitment to relieve
suffering.1 A focus on rescue and saving lives has
often come at the expense of restoring dignity and
reducing suffering for those who cannot be saved,
especially in settings where the needs of an
overwhelming number of patients far outweigh the
available resources and personnel. This unfortunate
reality was brought to the fore during the West
African Ebola crisis, where healthcare providers
were faced with a devastating illness with a high
mortality rate and limited treatment options.2

In response to the emerging recognition of the
need for palliative care, the Humanitarian Health
Ethics Research Group decided to conduct a
qualitative study to understand the ethical
dimensions of palliative care during humanitarian
action. This series of case reports presents the
perspectives of those engaged in humanitarian
healthcare firsthand, as patients, host community
members, policy-makers, and local and
international healthcare providers. They clarify how
humanitarian organizations and humanitarian
healthcare providers might best support ethically
and contextually appropriate palliative care in a
range of humanitarian crises.

Here, we present key findings from two refugee
camps in Rwanda, which comprise one case study
within the larger study titled Aid when there is 
“nothing left to offer”: A study of ethics & palliative care 
during international humanitarian action.

Key Findings

• Refugee participants identified several barriers to a
comprehensive sense of wellbeing: removal from
family and other comforts; trauma from causes of
displacement; disruptions and distress from taking on
new identity & roles (i.e., that of refugees, ill person,
primary caregiver); time delays in diagnosis & treatment;
stigmatization associated with their illness; and material
barriers (e.g., distances, finances, nutrition, infrastructure,
childcare, etc.).

• Healthcare providers caring for refugees with
life-limiting illnesses were unanimous in their
commitment to offer palliative care, seeing it as a
moral duty to care for fellow human beings, and
considering it their professional responsibility as care
providers.

• Participants considered public education a necessity
to address stigma and illness assumptions, as well as to
talk about death and dying, and about palliative care.

• Essential palliative care training for various
healthcare providers and family caregivers was
repeatedly identified as valuable.

• Participants stressed the importance of integrating
palliative care within broader medical and social
services and suggested that local health system
improvements (i.e. additional cancer care centres) would
also lead to better palliative care.

• More globally, to support refugees at end-of-life, 
greater efforts are needed to remove barriers to accessing 
essential medications and to reducing suffering 
associated with death and dying.

Palliative care “improves the quality of life of
patients and their families facing [problems]
associated with life-threatening illness, through
the prevention and relief of suffering.”3



Overall Study

Aid when there is “nothing left to offer”: A study of ethics & 
palliative care during international humanitarian action is a 
qualitative study of palliative care in humanitarian 
crisis that involved a literature review, organizational 
survey, key informant interviews, and four main cases 
studies:

• public health emergency
• protracted refugee context
• acute refugee context
• natural disasters
The goal of the overall study is to clarify the ethical and practical dimensions of providing palliative 
care in humanitarian crisis contexts, and to inform policy and practice. Case studies were identified 
through stakeholder meetings and key informant interviews, and are further described in the diagram 
below.

• Location: Guinea
• Specifics: Ebola virus 
disease; context of 
public panic and 
generalized distrust; 
challenges and 
perceived challenges of 
palliative care with 
contagious disease
• Patient population: 
Generally low SES, 
predominantly Muslim, 
chronically underfunded 
healthcare system

• Location: Rwanda
• Specifics: Refugees 
fleeing violence and 
persecution over past 
two decades
• Patient population: 
Primarily from Burundi 
and Democratic 
Republic of Congo; 
generally low SES, 
predominantly Christian

• Location: Jordan and 
Bangladesh
• Specifics: Refugee 
and forced migration; 
acute [ongoing] conflict
• Patient population: 
Many formerly mid SES 
in Jordan, accustomed 
to robust healthcare 
system; low SES for 
Bangladesh

• Location: Multiple
• Specifics: Various 
disasters including 
earthquake, hurricane, 
tsunami, famine; acute 
and chronic disasters
• Patient population: 
Varied SES, all age 
groups

Public Health
Emergency

Acute Refugee
Context

Protracted Refugee
Context

Natural Disaster

Study Presumption:

Refugees facing serious illnesses often
experience illness and dying away from
family, friends and the comforts of
home. Their experiences will often be
in the care of a combination of local
and international aid organizations,
with care trajectories navigated alone
or with strangers. 



Refugee camps in Rwanda

Rwanda has been a generous host to refugees
fleeing violence and persecution for nearly two
decades. Presently, Rwanda is home to around
172,000 refugees.4

There are six refugee camps in Rwanda. The
oldest, Gihembe, dates back to 1997 and is in the
North-West. The youngest, Mahama, dates from
2015 and is in the Eastern Province. It is home to
some 59,000 refugees, mainly from Burundi.
Gihembe houses approximately 13,000 refugees
from the Democratic Republic of the Congo
(DRC). Many of those are from families that fled
Rwanda to the DRC during ethnic violence in the
1960s and 1970s.6,7,8

Refugee healthcare in Rwanda

Of the approximately 172,000 refugees currently 
residing in Rwanda, about 21% have severe 
medical conditions, 19.5% have disabilities, and 
9.7% are older persons at risk.4,5

Rwanda’s then Minister for Disaster Management
and Refugee Affairs, Seraphine Mukantabana,
stated in 2017, “the wellbeing we wish for all
Rwandans is the same we wish for all refugees.”
So is the expectation of MIDIMAR and its
international partners in terms of healthcare
provision to refugees across Rwanda.9 Refugee
patients, like Rwandan nationals, are expected to
pay 10% of the total cost of hospital health
services; the UNHCR and partners cover this cost
for those who do not have the financial means.

While Rwanda has a national palliative care
strategy in place since 2011, such care is not an
official offering in refugee camps in terms of
budgeting or clinic organization. Nevertheless,
palliative care and symptom management are
being provided in a variety of ways. 

The Context of the 
  Refugee Situation in Rwanda

Health center facilities in Mahama II 
[Photo/ UNHCR – Eugene Sibomana]



How the Case Study was Conducted

In-depth, semi-structured interviews were conducted with international and local health care providers
(HCPs) providing palliative or supportive care to refugees living in refugee camps in Rwanda, and with
patients who are or might have been eligible for palliative or supportive care, and/or their family
members.

Semi-structured interviews explored:

• What values shape expectations around care and its provision? 
• How do the values of refugees interact with local and international healthcare providers’ 
    values and principles? 
• What are the moral obligations or social responsibilities of local and international actors    
    towards seriously ill refugees?
• What special sensitivities must care providers have regarding possible vulnerabilities 
    and trauma of seriously ill refugees? 

A total of 17 participants were interviewed: 
10 refugees living in camps and
 7 local care providers.

Care provider participants included:

• Nurses
• Psychiatrists
• Physicians
• Logistician/managers
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Research Findings

“The other side is the medication, 
all the pain relief, things like that.” 
(Local HCP-5) “… it’s a kind of package, where you

have to assist any person who [has]
incurable diseases for the treatment,
for the management - general and
emotional support in order to help her
or him to go to make his life good, in
the preferable conditions as it was, a
way where he or she can support
himself according to this condition.”
(Local HCP-6)

“… and that is what we do with 
palliative care; we respond to the 
symptoms, so provide 
anti-hypertensives if heart rates go 
up, edema treatment, etc.” 
(Local HCP-5)

“It’s interesting, you know, things look 
different when you have a diagnosis 
for something that there is no 
treatment for ... You have to ask if they 
have family, if they are alone, like you 
learned about. If
they have a wife, do they have 
children, and find out what their 
relationship is. You can even approach 
their spouse and talk about the fact 
that this is an incurable disease … 
and to talk to them, even if there are 
frustrations, try to help them 
understand, and there is sometimes 
still the chance that the person does 
die in a few days.” 
(Local HCP-5)

“Here you have to monitor the vital 
signs, to hear the pulse, then in 
many areas are the nutritionist 
support, the emotional support. 
Sometimes the counselling using 
our mental can assist even the 
spiritual support.” 
(Local HCP-6)

How was palliative 
care defined by participants?

Pain
Mangement

Holistic Care

Symptom
Mangement

Non
Abandonment

Counseling &
Psycho-Social Care 

Hope &
Accompaniment

“For me palliative care means 
someone has been sick for so long 
and there is not much hope. And the 
person needs to be accompanied. 
The person doesn’t only need 
medicine, he need a conducive 
environment during the sickness.” 
(Local HCP-7)



What are the unique challenges and opportunities for implimenting palliative care in 
a refugee camp context?

“I’m not expecting any other transfer [to the district hospital for treatment], what I am waiting for is 
just his death…”

She negotiated with the camp clinic to be able to stay overnight in the men’s ward to be near her son, 
whose curative treatments had been stopped. 

On Advocacy

female, 70s, mother of son with cancer. 

• Bureaucratic delays despite affordable healthcare
• Limited palliative care training and specialization
• Reliance on generous, but unreliable, foreign donations leading to     
    inconsistent care
• Great distances to travel and transportation challenges
• Limited access to opioids and other medications
•Cultural taboo or restrictions on talking about dying and end-of-life plans

“So from here you go to [nearby town], and from there take the bus to [city]. [Aid 
organization] gives money to go to [hospital]. You reach there at night, where you stay 

overnight [in the courtyard], unless you have money. There are plenty of people who are 
coming from all over the country, all over the continent.”

On labyrinthine care pathways

male, 70s, widow, cancer.

“Our houses are also so close, we take just two steps to get into a neighbor’s house. And 
nobody uses coal. They use tires, plastic cans, tents, and just a piece of wood, and the 
smoke is like the one from burning oil. So, I need something to clean my eyes, I need a 
smoke alarm.”

On infrastructure and physical barriers

 female, 20s, mother, blast injury.



“I feel some kind of distress in the camp, as people say that I am going to die 
soon because I have cancer, a disease that does not heal, a disease which is 

more serious than HIV/AIDS; all that disturbs me a lot…”

On stigma

male, 20s, single head of household, cancer.

“My daughter stayed there and she doesn’t even know that I underwent a 
breast removal. I ask God to stop the war so that my daughter can see me.  
I wish my family could see me. They stayed there, and I always wonder …  
we talk and they are told about my illness. Sometimes they ask me how 
I feel, I tell them that I am fine in order to avoid worrying them.”

On Fragmented Family

female, 70s, widow, cancer.

“…what I wish in the future is that, we could be provided with quick 
treatment, for instance if a certain case cannot be treated here in 

Rwanda, and before we get seriously ill, we could be transferred to 
another place for treatment, since health is precious.”

On bureaucratic delay

female, 30s, mother, recurrent cancer.

Perspectives of Care Providers:

“Even with wheelchairs they can’t enter where they are living, the doors are too small, a 
wheelchair cannot enter. That’s why I was saying palliative care is wide, you have to look at 
the  shelters,  the  infrastructure,  everything,  the  landscape  of  the  camp.

—Local care provider (7)

“So our role is to convince the family members that it’s really important to the patient to 
know about the disease, we need to describe, to discuss about which methodology to be 
used.”



Justifications for Palliative Care
    in Rwanda Refugee Camps

• Refugee patients at end-of-life are often neglected; from a humanistic perspective, camp healthcare
providers stated that care should be provided to all because all are human beings.

• Camp healthcare providers also stressed the importance of palliative care in helping families through
the process of caring for someone who is ill, suggesting that providing palliative care was important for
their psychological well-being.

• Healthcare provider participants discussed the importance of palliative care in helping to address the
anxiety that the refugee population often felt about dying in a foreign place, stating that “we struggle to
explain that dying in their country or another one is almost the same.” - Local Healthcare Provider 4

“…because it’s something that is really needed, it’s not given much value in the community and in refugee camps, 
mainly because of the means, people don’t want to waste money on someone who is dying.”

—Local care provider (7)

“…palliative care advocacy. We just realized the people didn’t know about palliative care in Rwanda, we’re pretty 
sure. If you interview anyone right now, they’ll know about palliative care – they’ll give you a different 
understanding, from my understanding, because my understanding of palliative care … it’s more than clinical – 
we’re talking about human beings, we’re talking about dignity, we’re talking about patient as a human person.”

- (Local HCP-1) 

“I think it’s an obligation because as they are taking care of people who are unhealthy, even this one, even if we 
know that they will not get cured, they need assistance, and they are persons, they are still alive, they are human 
beings, they have to take care of them, they have to provide them what they need until the last minute, they 
cannot reject them from getting care.”

– (Local HCP 4)

“It’s not like training like you have a new medicine and we just realized oh this is the way you have to diagnose 
the patient, it’s different. Because the palliative care, the gap was so huge … it was just to show us we missed 
our targets as physicians, especially … in our target we are really focused to relieve the pain of our patients, and 
for us, we just realized we consider patients, when someone is able to cure, but we don’t consider patients when 
someone is going to die, which is difficult to understand as a patient.”

—Local care provider (7)

“We are created equal; we have to respect the human being 
- Local care provider (4)



Actionable Recommendations

The variety of recommendations offered by patients, their family members and local healthcare providers 
can be organized in a temporal scale that reflects its ease/complexity of implementation: 
micro/short-term, meso/medium-term, macro/long-term.

Economically, the scale is proportionally aligned, with the lower cost proposals also being those that can 
be implemented in the short term. 

Amount of Time

Micro

Meso

Macro

• Public health education
• Family contact & responsibilities
• Burial practices and bereavement 

• Health system
• Stigma, taboos

• Global geopolitical  & economic systems
• State ideologies
• Historical legacies



Meso/Medium-Term

• Having a dedicated palliative care or symptom management department to aid seriously ill patients in 
bypassing the clinic triage.

• Infrastructure modifications, such as private rooms and toilet facilities at the camp clinic for seriously ill or 
dying patients.

• Integrate palliative care with all medical and social service disciplines.

• Local health system improvements to support better palliative care for those on the margins.

• Being able to contact family members to say final goodbyes and knowing surviving family members are 
going to be well looked after was described as key to addressing patient needs.

• Centralizing or streamlining information and paperwork related to referrals and approvals to minimize 
delays in access to care.

Macro/Long-Term

• Global equity is needed in screening, treatment and symptom management, particularly in terms of 
bridging the “access abyss.”10 

• It was described as important to address and eliminate opiophobia, at the local healthcare provider level as 
well as globally, on the part of international regulators who continue to discriminate against low- and 
middle-income countries.

Micro/Short-Term

• Many participants commented on the role of accompaniment-the sense of not being abandoned-as 
significant to their wellbeing.

• Community palliative care workers or respite workers, such as “The Good Samaritans” at hte Maham 
camp, coudl be replicated at other camps.

• Public health education was identified as needed to dispel myths around certain diseases, dying,
 alk of death, and palliative care.

• Small items, such as a fan or light, would help to reduce pain and lessen anxiety overnight.

• Providing financial support for family members or volunteers who accompany patients to medical visits 
was considered important.



Implications for Humanitarian 
  Practitioners & Policymakers      

• Palliative and supporting care skills are needed for healthcare providers at all points 
along the disease pathway.

•An integrated, transdisciplinary access-network will help link primary care clinicians to 
broader heath and caregiver resources.

•Small actions such as enhanced privacy or family tracing can have a powerful impact.

•Public education about palliative care and the alleviation of suffering is needed to 
maintain hope while counteracting stigma around serious illness and pain relief 
medication.

•Palliative care should never become a substitute for health care system improvements 
and comprehensive curative treatment, the lack of which leads to prematurely 
necessitating palliation.

•Synchronous global and local efforts are needed to remove barriers and dispel myths 
around essential medications and to suffering associated with death and dying.
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