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Aim and Methods

To understand what palliative care in advanced stage HD entails and the level 

of evidence, we conduct a scoping review of literature from 8 databases 

(Embase, Web of Science, Cochrane, Emcare, PsycINFO, Academic Search 

Premier, PMC PubMed Central and Pubmed) between 1993 and 2021. The 

literature was deductively classified based on topics that are part of the 

definition of palliative care, and inductively as care-related topics emerged from 

the literature. 

As Huntington’s disease (HD) is a 

progressive disease for which there is 

no cure yet, patients in the advanced 

stage of HD may benefit from palliative 

care. However, there is limited 

knowledge of specific palliative care 

for patients with HD.

Background

Results
The search resulted in 333 articles, of which 38 were included. The 

literature covered the four main domains of palliative care: physical care, 

psychological care, spiritual care, and social care. Four additional topics 

were: advance care planning, end-of-life needs assessments, pediatric 

HD care, and need for health care services. However, most literature had 

a low level of evidence. 

Interestingly, less is written about the patient himself in the advanced 

stage, much more about his general issues.

Conclusions
In palliative care for advanced HD patients, 

both medical and non-medical topics need to 

be addressed. As the level of evidence for 

palliative care in HD is low, further research is 

needed to characterize palliative care in HD, to 

demarcate the dying phase, and to determine 

which aspects are important for patients, 

caregivers and healthcare professionals.


