Alzheimer’s Disease and Related Disorders Commission:
Data and Research Work Group

Virginia Department for Aging and Rehabilitative Services
1610 Forest Avenue, Suite 100
Henrico, VA 23229
Tuesday, September 9, 2014 8:30 am

MEETING MINUTES

Members Present: Guests:

Dr. Patricia Slattum, Ph.D., Chair Carter Harrison, Alzheimer’s Association

Dr. Shannon Jarrott, Ph.D. (phone)

Dr. Connie Coogle, Ph.D. (phone) Staff:

Lory Phillippo, MPH, OTR/L Charlotte Arbogast, Dementia Services Coordinator
Patricia Righter, RN, MSN Devin Bowers, Research Assistant

Sonya Barsness, MSG (phone)

Meeting Summary:

Agenda Items:

Speaker:

Welcome
Dr. Patricia Slattum called the meeting to order at 8:30 am and welcomed members.

Patricia Slattum

Introductions
Work Group members and staff introduced themselves.

All

Approve the Minutes
The work group reviewed the minutes from previous meetings. The minutes will be
approved at the next meeting.

All

Update on the informal agency data group

Dr. Slattum and Ms. Charlotte Arbogast reviewed the recent work of the informal
agency data group and its plans moving forward. The group applauded the efforts of the
state agencies, specifically the Virginia Department for Behavioral Health and
Developmental Services and Virginia Medical Assistance Services. Lory Phillippo
noted that there seems to have been wide variety in how the data was collected as well;
self reported, reported from family members or caregivers, and clinical diagnoses.

All

Update on the 2013-2014 Focus Projects

Ms. Arbogast provided the work group members a recently developed BRFSS flyer
from the Alzheimer’s Association that Carter Harrison had shared. The flyer is available
on the AlzPossible website. She noted that our request for the full data is still pending at
VDH. Carter Harrison mentioned that the federal funding for the next BRFSS survey in
Virginia has still not been distributed and so the process is on hold.

Dr. Slattum suggested that the work group consider how often the BRFSS, as well as
other data collection efforts, should be done and try to get into a schedule. The work
group discussed the potential issues, but ultimately agreed to try to pull state data about
one year prior to each Dementia State Plan update in order for the data to be received
and incorporated into the next version.

In talking about the data set collection, the Work Group collected and catalogued many
relevant and accessible datasets and databases that are currently being collected in a

All
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variety of practice and clinical settings and shared information about them on
AlzPossible. In continuing to track the Work Group’s 2013-2014 focus projects, the
Work Group members will continue to look for data sets and databases to list on the
AlzPossible. The DSC will ensure that both are updated as needed on AlzPossible.

Dr. Connie Coogle mentioned that now the report abstracts from ARDRAF-funded
projects from 2009-2013 are listed in the International Alzheimer’s Disease Research
Portfolio and available for widespread access. The process was very detailed and with
support from IADRP staff and Dr. Coogle, the projects have been catalogued along a
CADRO (Common Alzheimer’s Disease Research Ontology) system. Work Group
members wondered if there were patterns and possibly gaps that were revealed through
the CADRO process and Dr. Coogle agreed to do some analysis and send information to
Ms. Arbogast for consideration for the Dementia State Plan update. Additionally, Ms.
Arbogast will work with Nico Stanculescu to provide information about how to access
the IADRP and the Virginia-projects on AlzPossible.

Overview of Relevant Dementia State Plan Goals
Ms. Arbogast provided copies of the Work Group’s Dementia State Plan Goals: Goal 2
and Goal 5 and asked the members to look through them as a refresher.

Patricia Slattum

Discussion on Dementia State Plan Update All
The Work Group members the current goals in the context of current state activities,
particularly around psychiatric bed availability and registry development. Additionally,
members discussed the need for data on dementia prevalence in Virginia’s incarcerated
populations.
Additional topics of discussion included:
1. Ms. Phillippo noted that the Work Group should be aware that there is a
difference between availability and utilization, and that we need to make sure
that families know about services and providers as well.
2. Work Group members discussed struggles with getting research projects
through Institutional Review Boards (IRBS).
3. Dr. Coogle wondered if some of the data we collected could be used to get at the
cost of services, with many work group members suggesting that this might be a
potential ARDRAF project in order to have sufficient funding to do the data
analysis and calculations.
4. Ms. Phillippo suggested that the Work Group may be able to coordinate with the
Commonwealth Coordinated Care demonstration project through DMAS.
Discussion and Selection of 2014-2015 Focus; Future Work and Activities All

The work group decided to:

1. Host a focus group with researchers when a draft of the next Dementia State
Plan is available. This might be a good time to also share with them the new
resources on AlzPossible. Members are encouraged to send potential participant
information to Ms. Arbogast who will also work with Drs. Coogle and Slattum
to develop an invitation list with previous ARDRAF funded researchers.

2. Examine IRB needs and develop materials, which may include flow charts,
guidance documents, and a webinar, for IRB staff. These materials would
provide explanatory information on how to effectively review potential studies
that involve individuals with dementia and their caregivers and clarify confusion
on legislation designed to provide for participation while protecting individuals
with dementia and their caregivers.

Meeting Adjournment
The work group adjourned at 3:30 pm.

Patricia Slattum
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