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A paradigm shift is occurring that is 
changing the lens through which 
PLWD and CP can be engaged in the 
research process. The question at 
hand is no longer whether or not 
PLWD and CP should be included in 
research; rather, the focus has shifted 
to how BEST to accomplish co-
research partnerships.

Co-research involves a partnership 
between researchers and PLWD and 
CP that expands the roles of PLWD 
and CP beyond that of subject to 
those that may include advisors and 
consultants to researchers.

LiveWell Alliance has received a $249,545 funding award through the Eugene 
Washington PCORI Engagement Awards program, an initiative of the Patient-
Centered Outcomes Research Institute (PCORI). These awards are designed to 
encourage the active integration of patients, care partners , clinicians, and other 
healthcare stakeholders as integral members of the research process including:  
topic selection, study design, conduction of research, and dissemination of results.

• Engaging PLWD will assist 
researchers with real-world questions 
of how to live well with, as opposed to 
be cured from, dementia

• Researchers leverage the lived 
expertise of individuals living with 
cognitive change

• Individuals living with cognitive 
change impact priorities of 
researchers, based upon their life 
experiences

• Potential to enhance quality and 
appropriateness of interventions for 
PLWD and CP4

• Provision of a mechanism through 
which PLWD can give back and help 
others5

• Reduction of stigma about abilities of 
PLWD to contribute to society

• Founded in 1990, LiveWell, based in Plantsville, Connecticut, is a dementia 
services provider and national pioneer committed to positively transform the 
way PLWD are viewed, engaged, and supported

• Campus in Plantsville, CT home to 133 people living with dementia (skilled 
nursing and assisted living communities)

• Suite of community services including day services, support groups for 
PLWD, care partners and families, post-diagnostic support and dementia 
care navigation services

• LiveWell Dementia Specialists – transdisciplinary medical group practice 
including OT, PT, SLP, Counseling, Geriatrician, and Palliative Care MD

Project Process

Despite the demand and recent proliferation of efforts to meaningfully 
engage patients and their care partners in research as partners, the voices of 
people living with dementia have been noticeably absent. Presumptions of 
incapacity, stigma, and a lack of innovative methods to facilitate collaboration 
have contributed to the silence. Given that nearly 36 million families are 
impacted by dementia worldwide1 - a number that is expected to rise about 
115 million by 2050 - it is time that we learn how to overcome the challenges 
and stigma impeding individuals living with dementia from having a say in the 
very research which could make a difference in their lives.  

In 2017, the U.S. Department of Health and Human Services sponsored the 
first National Research Summit on Dementia Care which brought together 
persons living with dementia (PLWD), care partners (CP), researchers, and 
other key stakeholders to identify knowledge and gaps to improve quality of 
care and the “lived experience of persons with dementia and their 
caregivers”2.  Summit proceedings and reports identified gaps related to the 
roles that PLWD and their CP play in the research enterprise. Barriers to 
inclusion of PLWD and CP include: (a) stigma; (b) lack of clarity related to 
capacity of PLWD; and (c) ineffective methods that describe how to engage 
and guide research dyads through the research process. 

Purpose of Empowering Partnerships

• Involve end-users, including persons living with dementia and care 
partners, in the identification of dementia research priorities and relevant 
research outcomes

• Understand what outcomes are important to persons living with dementia 
and family care partners

• Engage persons living with dementia and their care partners as members 
of research teams that are studying dementia care, services, and 
supports.

• Develop and evaluate promising practices for increasing engagement of 
persons living with dementia and their care partners as members of 
research teams

Background

Dementia Care Research
Recommendations3

To increase engagement of PLWD and CP in all aspects of the patient centered 
outcomes research/comparative effectiveness research process through a 
sustainable network of peers impacted by dementia

Within the next two years, this project seeks to:
• Expand and strengthen the Dementia Peer Coalition – a network of individuals 

living with dementia
• Develop a strengths-based capacity and informed consent assessment
• Offer a training program on research concepts, methods, and participation to 

build the capacity of PLWD to be research partner ‘ready’
• Create and prioritize a list of research topics
• Produce and disseminate a toolkit for replication

“I need researchers to partner with 
me, evaluate what matters, and 

validate what is working” 

Bob Savage, 
person living with dementia

“We can speak up and we will 
speak up!  Speak with me, not 
for me!” 

Geri Taylor, 
person living with dementia 
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