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Background: Common neurodegenerative disorders (NDDs) include Alzheimer's disease 

(AD), ataxia, Huntington's disease (HD), Parkinson's disease (PD), Motor neuron disease 

(MND), multiple system atrophy (MSA) and progressive supranuclear palsy (PSP) 

(O'Donnell 2024). Each condition has unique features leading to calls for staff prepared to 

give specialised holistic care focussed on 'disease-specific needs of the individual, their 

caregivers and families' (Prell et al 2020). Although most models of care for people with 

NDDs are designed for specific conditions such as AD or PD, there is much overlap due to 

commonalities in care needs across multiple diagnoses (van de Marck et al 2019). While 

the case for specialised disease-specific expertise is sound, it is not a practical option to 

provide this level of care on an ongoing basis for all individuals affected by each NDD. 

Most nurses, social care staff or health care suport workers who work with people with 

NDDs whether in the community, specialist care facilies or hospitals will encounter 

patients with wide-ranging conditions. This presentation proposes that an education 

programme for this staff group needs to provide for some understanding of specific 

needs associated with each condition, and highlight the needs of a particular patient 

group in more depth, enabling learners to draw conclusions that they can apply across 

diagnoses, encouraging a flexible, practical, holistic person-centred mindset. It is 

suggested that in-depth content about care for people with HD can provide learners with 

a suitable scope of knowledge, skill and understanding to prepare them to give optimal 

care to NDD patients regardless of specific diagnosis. 

Content: Some demographic factors concerning the prevalence and global distribution 

of NDDs will be provided, with acknowledggement that HD is rarer (particularly in Asian 

countries including Sri Lanka) than other NDDs such as PD and AD, and therefore focus 

on HD as representing other conditions cannot be justified on the basis of numbers of 

people affected. Instead, it will be demonstrated that specific problems and needs 

associated with any NDD are encountered also when caring for people with HD. 

Differences will be highlighted, as will the greater level of understanding offered by 

comparing and contrasting as[ects of certain symptoms featured in multiple conditions. 

Consideration will be given to problems, needs and care tips regarding maintaining a safe 

environment, communicating, breathing, eating and drinking, eliminating, personal 

cleansing and dressing, maintaining body temperature, engaging in meaningful activities, 

expressing sexuality, sleeping and dying, drawing from the structured conceptual 

framework provided by Roper, Logan and Tierney (2000). Biological, psychological, 

sociocultural, environmental and politicoeconomic factors that influence independence 

in carrying out activities of living will be considered. 

Discussion: Clearly there is great value in a person with PD, AD, MND or other NDD having 

access to care and support for themselves, their caregiver and family provided personally 

by a health professional with a depth of expertise in their specific diagnosis. On an 



ongoing freqent basis, from diagnosis through to end of life care, whether a matter of 

months, or some 30 years later, this is not a realistic likelihood. Often people with NDDs 

receive daily input from healthcare staff who have not undertaken any programme 

designed to equip them to anticipate and address predictable issues. Choosing one 

condition within an educational course to learn about in depth, and have enough 

understanding of other conditions to be able to compare and contrast seems a suitable 

compromise between disease-specific expertise for every employed caregiver and no 

NDD training at all. 

Conclusions: Paid staff, whether registered health professionals or in a care assistant 

role, who provide care to individuals and families need a good understanding of the 

problems their patients live with, their needs and those of informal caregivers and 

families. It is not feasible to educate them in depth about every NDD. It is more reasonable 

to provide a course that gives a fundamental understanding of most common NDDs with 

a deeper knowledge of one, that can be seen as a 'common denominater': it is proposed 

that any problem encountered in association with any NDD will also be seen in HD, though 

there will be differences that allow learners to compare and contrast. For example a 

person with advanced HD and a person with advanced AD will both be likely to have 

problems with facial recognition (addressed under 'communicating). People with 

advanced HD tend to recognise a face but not expressions such as disgust or anger - so 

less likely to pick up relevant social cues, compared to a person with AD, likely to recognise 

emotions expressed but not the face even of a close relative. Consideration of similarities 

and differences in problems in HD and other NDDs supports exploration of implications 

for caregiving, fostering creativity and flexibility in the learners approach to care. 


