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Outline

• Share some of the personal stories underlying progress in improving 
the quality and accessibility of palliative care for a serious illness 
(Parkinson’s disease)

• Highlight the critical role of diverse stakeholders and real-world 
experience experts in driving impactful research

• Outline priorities for increasing meaningful involvement of persons 
with lived experience in serious illness research



Story # 1: Accidental Palliative Care Researcher



Story #1 Lessons:

• Clinical researchers need encouragement, community, and practice to 
follow their heart

• Relationships with people living with serious illness in and out of clinic 
are critical to inform research priorities and questions.

• Clinical innovation and quality improvement can drive research.



Results of our first international working group.



Patient and family input was critical. 
Parity of esteem made it possible.



Story #2: A passionate and visionary patient. 



Story # 2 Lessons

• No one knows a serious illness better than the person living it.
• People living with an illness know the real urgency and importance of 

improving care.
• Patients improve research when they are treated as experts.



Family Carers tend to be the least supported 
and most important members of the care team.



Story # 3: The amazing generosity of a 
dedicated care partner.



Story # 3 Lessons

• Family carers need to be recognized and included as part of the care 
team in both clinical care and research.

• Carers have unique perspectives, expertise and unbelievable amounts 
of lived experience.

• Carers need attention and support as individuals and care partners, 
not simply as caregivers.



PCORI is a leading voice in elevating lived 
experience in research.
• Setting research agenda
• Evaluating projects
• Engagement at all steps
• Making research questions relevant for real-world settings and 

decisions



Palliative care can improve patient and family-
centered outcomes in an academic setting.



Dissemination and implementation:
Changing culture & challenging systems to improve care.



Story #4: The power of nonprofits



Story #4 Lessons

• Nonprofits provide key resources to their communities yet are often 
overlooked by researchers as partners.

• Nonprofits have outstanding reach and can accelerate 
implementation and dissemination efforts.

• Nonprofits possess unique perspectives and expertise on systems, 
policy, communication and community.



How do we bring palliative care to people who receive 
care outside of academic settings (e.g. most people)?



Story #5: Clinicians Care 



Story #5 Lessons

• Healthcare providers are very interested in improving care for people 
with serious illness.

• There is a strong need to ”feel less alone in caring”.
• Researchers can create alignment by collaborating in identifying 

systems’ issues and solutions.



Other Stories

• Underserved communities
• Administrators
• Insurance and industry
• Paid nonmedical aides
• …



Recommendations I

• Research questions, priorities, and outcomes must come from 
thoughtful collaboration with people with lived experience including 
patients, family carers, and other key stakeholders.

• Principles of parity and respect should need to all aspects of 
collaborative research with lived experience experts.

• For research to be applicable to underserved communities additional 
efforts are needed to capture their lived experience



Recommendations II
• There is a need for early career support and community for 

researchers with a heart for serious illness/palliative care.
• There is a need for training programs to increase the skills and 

confidence of persons with lived experience to approach and work 
with researchers.

• There is a complementary need for training programs to improve the 
skills and openness of researchers to foster optimal collaborations.

• Channels are needed for persons with lived experience to raise 
research questions and find collaborators.

• Dissemination plans must consider real-world impact and involve 
influential community partners including nonprofits.
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