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Summit Goal and History

Goal of the Research Summit on Dementia Care

= The goal of the Research Summit on Dementia Care was to identify
what we know and what we need to know to accelerate the
development, evaluation, translation, implementation, and scaling up
of comprehensive care, services, and supports for persons with
dementia, families, and other caregivers.

= The Summit was focused on research that is needed to improve
quality of care and outcomes across care settings, including quality
of life and the lived experience of persons with dementia and their
caregivers.




Attaining Approval for Research Summit on Dementia Care

February 2015

NIA Alzheimer’s Disease
research meeting

March 2015

Katie Maslow of GSA

introducesidea of a

research summit on
dementia care

April 2015

lan Kremer of LEAD
Coalition raises research
summit on dementia care
idea at NAPA meeting

May 2015

LEAD Coalition makes
proposalto HHS, NIH, and |
ACL for research summit on
dementia care

July 2015

ASPE agrees to consider
the idea ofa research
summit on dementia care;
LEAD Coalition pledgesto
begin summit planning

October2015

NAPA Advisory Council
gives official approval for
the summit, and planning

with public and private
partners for the Research

Summit on Dementia Care
begins

Development of Summit Structure




Summit Development

= December 2015—-AARP hosted a 1-day meeting with
people from federal and nonfederal organizations:
— 13 federal agency staff
— 4 clinicians and clinical researchers
— 9 representatives from dementia and related advocacy
groups
= Draft Summit goal statement was presented
= Discussion focused on:
— Topics for the Summit
— List of possible outcomes
— Relevant NAPA goals
Next steps

Proposed Summit Components

= January 25, 2016—At the NAPA Advisory Council meeting, proposal
presented for various aspects of the Research Summit on Dementia
Care
= Presentation included information on:
— Summit goal
— Summit context
— Intent to build on prior and ongoing work
— Main topics for Summit sessions
— Topics to be addressed prior to the Summit
— Topics for future consideration
— Summit outcomes
— Related NAPA goals
— Stakeholder groups
— Summit structure and logistics




Mechanisms to Obtain Input and
Buy-in

FACA Advisory Council

Pre-Summit
scientific meetings

NIA
Logistics with FNIH

Steering Committee

Stakeholder Groups

Family Persons with Service
Caregivers Dementia Providers
—

n From NAPA Council Summit Update Presentation, October 31, 2016




Steering Committee

Steering Committee Background

= March 2016
— NAPA Advisory Council agreed to lead the Summit effort

— Laura Gitlin and Katie Maslow were appointed co-chairs for
the Summit
— Appointees to Steering Committee begin
= April 2016—Summit Steering Committee meetings begin

= October 2016—RTI logistical support begins




Role of Steering Committee

= Areas of Steering Committee input and involvement included:
— Input and assistance to Summit co-chairs
— Structure of Steering Committee work
— Specific wording for Summit goals
— Agenda topics
— Deliverables
— ldentification of additional Steering Committee members
— Speaker and stakeholder group member suggestions
— ldentification of subcommittees to address various tasks
— ldentification of pre-Summit activities
— Summit logistics, logo refinement, and registration processes

— Determining ways to involve people with dementia and their
caregivers

Stakeholder Groups




recommendations.

Stakeholder groups:
= Provided input on session topics

with group co-chairs

Role of Stakeholder Groups

Stakeholder groups were formed to ensure that many
perspectives would be reflected in the Summit agenda and

= Helped identify potential audiences for the Summit
= Contributed to Summit background material through RTI interviews

= Generated research recommendations
= Participated in the Summit as speakers, panelists, and attendees

Stakeholder Group Recruitment

Stakeholder group co-chairs

» Most groups had at least
one co-chair who was a
Steering Committee
member

» Each co-chair recruited one
or more additional co-chairs

« Family Caregiver and Payer
stakeholder group co-chairs
were identified by the
Summit co-chairs and
Steering Committee

Stakeholder group members

» Recruited by group co-

chairs, with assistance from
Steering Committee, during
January and February 2017
Racial, ethnic, cultural, and
geographic diversity was a
goal for Persons Living with
Dementia and Family
Caregiver groups




Stakeholder Groups

Persons Living with Dementia (4 co-chairs; 10 members)
Family Caregivers (3 co-chairs; 14 members)

Service Providers (2 co-chairs; 28 members)

State Government Programs (3 co-chairs; 42 members)
Workforce Development (3 co-chairs; 7 members)

Payers (1 chair)

Stakeholder Group Processes

“ Meeting frequency corrr:ﬂi?c:;on Additional information

Persons Living with = Monthly 90-minute « Video conference Leadership subcommittee managed
Dementia meetings = Google docs meeting and Summit logistics and
+ Leadership Session co-chair requests for input

subcommittee
meetings before and

after each
videoconference
Family Caregivers Monthly Teleconference Discussions focused on the
caregiver experience within each
session topic
Service Providers Monthly « Teleconference Shared ideas between meetings via
= Google group Google group
State Government Twice Teleconference Each meeting had different
participants
Workforce Every other week « Teleconference Interprofessional members from
Development + E-mail medicine, nursing, occupational
therapy, social work, public health,
neuroscience, and health care
administration
Payers N/A Telephone survey 10 health insurance companies

contacted; 7 participated, including
regional and national health plans
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