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Aims 
1. To construct a patient and family-carer centred 
account of the end-of-life care needs of South Asian 
Sikh and Muslim patients and their families in 
Scotland 
2. To understand the barriers and facilitators to 
accessing services 
3. To integrate findings to inform policy, service 
delivery and professional education in end-of-life care 
 
Project Outline/Methodology 
We used a longitudinal qualitative design, conducting 
in-depth interviews with patients with life-limiting 
illness, their family carers and key health 
professionals. Participants were interviewed up to 
three times over an 18-month period. 
 
Key Results 
We purposively recruited 25 patients, 18 carers and 
20 health professionals, giving 92 interviews in total.  
 
Many of the end-of-life care experiences of South 
Asian Muslims and Sikhs were similar to those found 
previously in the majority population, but faith played 
a more central role in understanding and managing 
illness. Basic needs which may differ from the 
majority population, such as culturally appropriate 
diet and personal care, were often not understood or 
met well. Discrimination, on the basis of ethnicity, 
was perceived by many patients and their families as 
the explanation for poor care and inadequate 
services. 
 
Barriers to accessing effective end-of-life care 
included: resource-constrained services; institutional 
and, occasionally, personal discrimination by 
practitioners; negative perceptions among patients 
and families regarding talking about death and about 
hospice; language barriers and over-reliance on 
family members to translate. Individualised, needs-
led care, most often found in hospice and community 
settings, enabled some services to overcome these 
barriers and provide excellent end-of-life care. 
 

Conclusions 
Many palliative care needs cut across cultural 
differences and individualised, holistic care is vital. 
Although excellent care was provided for some, end-
of-life services for South Asian Sikh and Muslim 
patients and families remain wanting in many key 
areas. Many professionals recognise these 
shortcomings, but currently lack training and 
support.  Our findings indicate that they would be 
receptive to initiatives focused on improving service 
delivery for these populations.   
 
What does this study add to the field? 
This is the first ever study to look at  end-of-life 
needs  in these groups over time.  Previous research 
has identified that people from minority ethnic groups 
rarely access palliative care services. This study 
explains why and illuminates how services can 
become more accessible.  
 
Implications for Practice or Policy 
Some of the barriers to effective end-of-life care for 
ethnic minority groups can be overcome by individual 
practitioners and care teams. These include more 
widespread use of interpreters rather than reliance 
on family members; advocacy; active outreach with 
South Asian communities to help to overcome 
misconceptions of palliative and hospice care; more 
case-based professional education to address  
minority ethnic needs. 
 
Substantive change requires a coordinated, high-
level policy and managerial approach to integrating 
diversity policy and the developing long-term 
conditions/end-of-life care policies in Scotland.   
 
Where to next? 
Further research needs to develop and test practice-
based models of care which identify, assess and meet 
the needs of vulnerable patients, including those 
from minority ethnic groups. 
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