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Growing literature suggests that persons with Parkinson 
disease have increased palliative care needs. Specifically, non-
motor symptoms (such as pain) are often underrecognized 
and undertreated, there is inadequate psychosocial support, 
there are increased rates of nursing home placement 
and hospitalization especially in the last year of life, and 
caregivers face increased burden of responsibility (1). 
There is established evidence that palliative care improves 
quality of life for persons with Parkinson disease (2). There 
are consensus statements supporting the early integration 
of palliative care into neurological care for persons with 
Parkinson disease, with involvement of multidisciplinary 
teams, as well as involvement of patients and caregivers in 
advance care planning (3).

However, it is also known that current provision of 
palliative care to persons with Parkinson disease is limited. 
In developed countries, palliative care is being delivered 
primarily to younger patients, with less multimorbidity, who 
live in urban or socially affluent neighbourhoods, and with 
cancer diagnoses (4,5).

In this issue of “Annals of Palliative Medicine”, Fleisher 
and colleagues (6) attempt to address this gap in palliative 
care provision for persons with Parkinson disease by 
developing a new model of care delivery. They trialed two 
models of interdisciplinary home visits for homebound 
persons with Parkinson disease. Both models involved 
nurse, social worker, and movement disorder specialist. 

The movement disorder physician performed home visits 
in the first model, and telemedicine visits in the second. 
The purpose of these home visits was to address motor and 
non-motor symptoms, perform medication reconciliation, 
identi fy  home safety concerns as  wel l  as  address 
psychosocial concerns. The rationale for telemedicine visits 
was to improve cost-effectiveness and efficiency. Study 
outcomes included: patient quality of life, advance directives 
completion, discovery of medication errors, and home 
safety evaluations. 

The study results reflect a number of known issues that 
affect persons with Parkinson disease, such as: prevalence 
of orthostatic hypotension requiring drug regimen 
modification, multimorbidity (often patients have comorbid 
diagnosis of dementia or mobility issues), polypharmacy, as 
well as social isolation. 

Fleisher and colleagues’ unique model of care has 
multiple advantages. First, involvement of a movement 
disorder specialist results in nuanced care specific to 
Parkinson disease, such as evaluation of the efficacy of the 
mediation regimen and medication adjustments to manage 
reversible symptoms (such as orthostatic hypotension), 
and allows the medical care to focus on patient-centred 
outcomes and quality of life. 

Emerging evidence suggests that palliative care needs of 
the general population will increase significantly (7), due 
to older age and comorbid conditions such as dementia. 
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It will be difficult, however, for all patients to receive 
specialist palliative care. One population level study, in a 
health system with universal healthcare coverage, found 
that only about 1 in 4 persons will have any contact with a 
palliative care specialist physician in the last year of life (8).  
Therefore, the onus is on neurologists to improve their 
skills in order to provide fundamental palliative care to their 
patient population. This can be partially done via improved 
educational resources for physicians and trainees who are 
not palliative care specialists (9). 

Second, the use of telemedicine to conduct home visits 
increases efficiency of palliative care services, reducing 
travel time required to visit home-bound patients. 
Telemedicine can offer more regular assessments so that 
changes in performance status can be captured sooner and 
so that resources can be deployed to those with high needs. 
Telemedicine also allows neurological and palliative care to 
reach patients living in different settings, including long-
term care facilities. As such there is increasing interest in 
provision of telehealth palliative care (10). 

Aging in place is a concept that should be embraced. While 
most patients prefer to receive care and die at home, some 
patients alter their preference as the illness progresses (11).  
Home can be the ideal place of care if the patient and 
caregiver have access to necessary resources. As such, 
without adequate assistance available in the home, we 
should be wary of placing undue emphasis on home as the 
ultimate place of care. Alternate venues such as hospices 
and assisted living homes should also receive support and 
funding from policy-makers. 

The study model proposed by Fleisher and colleagues 
can be considered a gold standard of care with respect to 
involvement of the movement disorder specialist, nurse, 
social worker, and multidisciplinary team. Similar palliative 
care services have been offered in Italy, for persons with 
neurodegenerative disorders, via the NE-PAL project (12) 
and in the UK via an outpatient short-term palliative care 
service for persons with Multiple Sclerosis (13). However, 
the question remains: how feasible is it to scale up these 
models to the entire neurological patient population, 
with respect to costs as well as technological and human 
resources? 

One possibility is to replicate the study model in other 
locations using already available community resources. A 
movement disorder physician, for example, could work 
with home care nurses and personal support workers to 
coordinate different aspects of the care. Another possibility 
is for a shared care model, involving both neurologists 

and primary care physicians, with the movement disorders 
specialist providing consultative opinion while the primary 
care team provides the multidisciplinary support for 
patients and their caregivers. Telehealth services could 
also be implemented into nursing homes that may already 
have the infrastructure for such services, so that residents 
can also benefit from specialized neurology-palliative care 
input. A novel way of addressing social isolation faced by 
patients with chronic illnesses is the use of community-
based volunteers and services. This includes taking a public 
health approach to end-of-life care, where ‘palliative care 
is everyone’s business’. Irrespective of mode of delivery, 
palliative care services need to be scaled up, since it has 
been shown that only a minority of the population receives 
specialized services.

Another question that is raised by Fleisher and 
colleagues’ study is how to evaluate the effectiveness 
of these home visit interventions. Neurology-palliative 
care interventions are complex interventions, by virtue 
of the number of care providers involved, the number of 
symptoms being managed and the long-term nature of the 
illness. Evaluation of effectiveness of interventions requires 
use of validated outcome measures (such as ESAS-PD) as 
well as use of mixed methods approaches (both qualitative 
and quantitative data collection). There is also paucity of 
cost effectiveness data about palliative care interventions, 
limiting uptake by policy-makers. 

It is an exciting time in the field of neurology-palliative 
care with a significant opportunity to improve care. 
More research should be directed towards addressing the 
palliative care needs of persons with Parkinson disease. The 
emphasis should be on patient-centred outcomes and goals 
of care. Future research should focus on how to increase 
appropriate, high quality, community-based palliative care 
for greater numbers of patients and caregivers. 
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