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WHY IS THIS IMPORTANT?

• Parkinson’s disease and related disorders (PDRD) affects 1 to 2% of people 
older than 65 years (will be prevalent in our patient population!)

• The prevalence of PD is increasing and is expected to double by 2030

• It is the 14th leading cause of death in the United States



PARKINSON’S DISEASE

• No curative treatment – chronic illness model

• Mainstay of therapy: managing motor symptoms with dopamine agonists, 
COMT inhibitors, and  MAO B inhibitors

• As disease advances the effect of levodopa begins to wear off and these drugs 
have side effects



BURDEN OF PDRD

• Burden of PD and PDRD include physical disability, dementia, mood disorder, 
psychosis, financial hardships

• These symptoms are common and are associated with mortality, quality of life, 
caregiver distress and nursing home placement

• Over the course of the illness up to 80% of individuals with PD will develop 
dementia

• People living with PD are also five times more likely to be placed in a nursing 
home and die in hospitals significantly more often than their age‐matched 
peers
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PALLIATIVE CARE IN PDRD

• Current chronic illness care model lacks addressing psychosocial and spiritual 
concerns; recognition and management of non‐motor symptoms; advance care 
planning; and caregiver support

• Palliative care (PC) aims to improve quality of life (QoL) and reduce suffering 
in persons with serious illness by addressing medical symptoms, psycho-social 
issues, and advanced care planning

• PC is frequently equated with hospice care and cancer, though it is now 
expanding





WHY ISN’T PC UTILIZED MORE PDRD?

• Patients with PDRD spend less time in and are less likely to be referred to 
end-of-life palliative care/hospice compared with other advanced diseases

• Several studies suggest end-of-life palliative care/hospice is underused in PDRD, 
but estimates of use vary considerably, ranging from 0% (in a UK community 
sample) to 69% (in US nursing homes)

• A multinational review of death certificate data from 2008 revealed that 0% of 
people with PDRD in New Zealand and 4% in the USA died in hospice





IS OUTPATIENT PALLIATIVE CARE 
ASSOCIATED WITH IMPROVEMENTS IN 
PATIENT OR CAREGIVER OUTCOMES 
COMPARED TO CURRENT STANDARD 

OF CARE AMONG PERSONS WITH 
PARKINSON’S DISEASE?



METHODS

• Patient population: Patients with PDRD + their caregivers (if available) 

• Study conducted at 3 academic tertiary medical centers

• Nonblinded randomized control trial

• Participants were randomized using a 1:1 ratio and stratified by site, presence 
of a caregiver, and presence of dementia

• Randomized to either standard care or PC intervention



PARTICIPANTS

• In order to be eligible patients had to be:

• were fluent in English 

• Over age 40

• Have probable PD, had another PDRD diagnosis and had moderate to high PC needs 
based on the Palliative Care Needs Assessment Tool modified for PD





PALLIATIVE CARE NEEDS ASSESSMENT 
TOOL

• Focuses on 4 domains

• Domain 1 - Physical Wellbeing

• Domain 2 - Social and Occupational Wellbeing

• Domain 3 - Psychosocial Wellbeing

• Domain 4 - Spiritual Wellbeing







STANDARD CARE VS PC INTERVENTION

• Standard care was provided by the patient’s primary care physician and a 
neurologist

• PC intervention: Standard care + outpatient PC

• palliative care visits were performed in person or by telemedicine every 3 months 
with further supplementation at discretion of PC team

• Team included: palliative neurologist with informal training (included workshops, 
providing lectures, shadowing) in PC, a nurse, social worker, and chaplain with PD 
experience; and a palliative medicine physician 

• Typical visit duration was 2-2.5 hours and addressed nonmotor symptoms, goals of 
care, anticipatory guidance, difficult emotions, and caregiver support 





PRIMARY OUTCOMES

• Coprimary outcomes included: change in patient quality of life and caregiver 
burden

• Change in patient quality of life was measured by Quality of Life in Alzheimer’s 
Disease (QoL-AD) scale 

• 13-item scale in which patients (and caregivers, if present) rate items from poor to 
excellent (score range, 13-52, with 13 indicating poor QoL and 52 indicating excellent 
QoL) 

• Caregiver burden measured using 12 item Zarit Burden Interview at 6 months

• score range, 0-48, with 0-10 indicating no to mild caregiver burden, 11-20 indicating 
mild to moderate caregiver burden, and 20-48 indicating high caregiver burden) 





RESULTS





THINGS TO NOTE

• Predominantly male and Caucasian

• High percentage of dementia patients in both arms (28.5% in standard group vs 
30.5% in PC intervention group)







DISCUSSION

• This study showed comparative advantage to outpatient PC compared with 
standard care in patients with PDRD for several outcomes

• Persons randomized to receive integrated PC had better quality of life, 
improved symptom burden

• Integrated PC group also had higher rates and quality of advance directive 
completion

• Possible benefit to caregiver burden, although these results were only 
significant in the primary analyses at 12 months



DISCUSSION CONT.

• Global symptom burden was improved among participants in the PC 
intervention group

• Could this be due to systematic approach to detection of nonmotor 
symptoms? As nonmotor symptoms are not frequently mentioned by patients

• Reduction in symptom burden could also be due to deprescribing

• This population is heterogenous and it is possible that outcomes may not apply 
to all subgroups or that important outcomes for particular subgroups are 
missed



LIMITATIONS

• It was conducted at academic centers that had experience in providing PC for 
patients with PDRD but could the model be implemented in other clinical 
settings?

• PC intervention is time-intensive and resource-intensive. Will outpatient 
settings find it cost effective?

• Study could not be double-blinded, and therefore, biases may exist

• Not a diverse population

• Black box approach – how can we really tell what was effective in the PC 
intervention group?



QUESTIONS?
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THANK YOU!
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