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Palliative care is recognised as an essential component of healthcare provision in 

humanitarian settings, but little is known about the palliative care needs of refugee populations 

who are vulnerable at so many levels. Uganda hosts the largest refugee population in Africa 

and is committed to palliative care as a national priority. The majority of refugees are 

accessing government health services. In order to integrate palliative care services into these 

already existing models of care, the palliative care needs of refugees must first be identified. 

Our innovative research is focussed on Adjumani District which has 260,000 refugees mostly 

from South Sudan. The refugees are spread over 18 settlements which are further divided into 

clusters of households, supported by a Village Health Team (VHT).

INTRODUCTION

To determine the prevalence of chronic illness and palliative care need amongst refugees in 

Adjumani.

To explore the experiences of refugees living with chronic life limiting illnesses and those of 

their caregivers.  

OBJECTIVES

VHTs who are supported by health centres with palliative care trained Health Care Workers 

were identified through purposive sampling. These VHTs then received sensitisation and 

training in palliative care including the identification of those living with chronic illness. 

The trained VHTs then supported a household case finding survey of refugees in eight 

settlements to date. Refugees over the age of 8 who were eligible and willing to participate 

were enrolled. The survey tool included the APCA-POS, POS-S, ECOG and social 

demographics.  

METHODS

240 refugees were identified by the VHTs of whom 94 were available 

and appropriate to interview. A significant proportion of the refugees 

identified had returned to South Sudan. The preliminary results from 

our interviews are shared below; 

Musculoskeletal and progressive organ failure are the most prevalent 

causes for chronic illness amongst the refugee population interviewed. 

88% have lived with their condition > 1 year and 51% had an ECOG 

0-1. 89% of those who had an ECOG 3-4 had at least one caregiver. 

RESULTS

Understanding the chronic disease and palliative care prevalence and 

need will guide the development and implementation of palliative care 

services for this underserved community for governmental and 

humanitarian sector planning. This ground-breaking research has wide 

relevance and such situational analyses have been requested in the 

recently released WHO guideline on humanitarian relief.

CONCLUSIONS

Significant symptom burden was 

evident with 69% reporting pain 

scores of 4-5/5 with only 7% of 

these participants currently 

receiving morphine. The median 

number of symptoms reported on 

the POS-S was 5. 53% of 

participants were receiving some 

form of medical treatment for their chronic illness. Only 12% of 

participants had received palliative care services.

The APCA-POS assesses participants needs across key palliative care 

domains; physical, psychological, spiritual, practical, emotional and 

psychosocial. The median total APCA-POS score was 18 out of 35 

reflecting the holistic palliative care needs of participants.

Social demographics revealed huge challenges including access to 

running water, indoor toilet facilities, sufficient food and paid 

employment


