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

Virginia Department for Aging and Rehabilitative Services
8004 Franklin Farms Drive
Henrico, VA 23229
Tuesday, November 18, 2014 at 3:00 pm
MEETING MINUTES

Members Present: Guests:

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

Dr. Shannon Jarrott, Ph.D. (teleconf.) Dr. Sung Hong, Ph.D., VCOA
Sonya Barsness, MSG (phone)

Dr. Connie Coogle, Ph.D. Staff:
Lory Phillippo, MPH, OTR/L Charlotte Arbogast, Dementia Services Coordinator
Members Absent:

Patricia Righter, RN, MSN

Meeting Summary:

Agenda ltems:

Speaker:

Welcome
Dr. Patricia Slattum called the meeting to order at 3:00 pm and welcomed
members.

Patricia Slattum

Introductions All
Work Group members and staff introduced themselves.

Approve the Minutes All
The work group reviewed the minutes from previous meetings and approved them.
Review the interagency data report All

Dr. Slattum and Ms. Charlotte Arbogast reviewed the recent work of the informal
agency data group and the compilation document that presents the results of the
data collection effort. The group applauded the efforts of the state agencies. The
report will be posted to AlzPossible, with some background information, and made
public following the full Alzheimer’s Disease and Related Disorders Commission
meeting on December 2, 2014. Work group members noted that some might not be
able to understand or interpret the data. Ms. Arbogast noted that the document has
her contact information and that she is able to help people and walk them through
the data as needed. The informal group did want to keep the document relatively
short and not get into detail specifics in some instances. The hope is to replicate
some of these data pulls in the future to observe any trends and that work group
member should encourage providers to fill in all elements so the data reported to
agencies is accurate.

Update on the 2013-2014 Focus Projects: Data

Ms. Arbogast reported on recent efforts to publicize the results of the 2012 BRFSS
questions and that the group is still waiting on the results of the 2013 survey. Ms.
Arbogast worked with Carter Harrison at the Alzheimer’s Association and Devin
Bowers, previous Research Assistant at DARS to submit the BRFSS proposals for

Charlotte Arbogast
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2015 for the caregiver module and the cognitive decline modules. She presented to
the committee, which resulted in the committee’s recommendation for icnludign
the modules in the 2015 BRFSS. The BRFSS still needs to be approved by the
State Health Commissioner and receive funding from the Centers for Disease
Control and Prevention, but all parties are optimistic.

Ms. Arbogast also reported that two data sets have been added to AlzPossible.

Further, she has done several presentations in the community about the Medicare
beneficiary data and the BRFSS data, including one at the Alzheimer’s Association
Central and Western Virginia chapter conference and one to Virginia Premier, a
managed care organization involved in the DMAS dual eligible demonstration
project. Both were well received.

Update on the 2013-2014 Focus Projects: IRB Materials

Dr. Slattum mentioned that she has some materials that might help lay a foundation
for the development of resources for IRBs and that she would send them to
Charlotte for further review. Ms. Arbogast asked members to think of ways to get
the information out there to IRBs. Several members suggested talking with CIT],
federal agencies, and colleagues who serve on IRBs. It was also suggested that the
work group do a scan to see if there are materials or trainings already available that
we could refer individuals to as well.

All

VCOA Report on ALF Violations: Findings

Dr. Hong and Dr. Coogle presented their report with the findings from their
analysis of violations for special care units in assisted living facilities. The work
group asked questions about the report and suggested that it might be appropriate
to sit down with staff from DSS as well as ombudsmen and resident advocates to
help provide further context for the findings. Dr. Coogle will work to set up a
meeting with DSS and is submitting an abstract to SGS to present the findings in
April in Williamsburg.

Connie Coogle
Sung Hong

Update on Researcher Focus Group Calls

Ms. Arbogast informed the work group that two calls have been scheduled and she
has received a good deal of interest. The calls will take place on December 1* and
December 18" and she will report back on the discussion at the next work group
meeting.

Charlotte Arbogast

Discussion on Draft Dementia State Plan Goals

Ms. Arbogast provided copies of the drafts of goals 2 and 5 for the work group to
consider. She requested that members take time to look them over and submit
written comment to her for inclusion.

Charlotte Arbogast

Future Work and Activities
The work group decided to:

1. Continue to 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. Dr. Slattum and Ms. Arbogast will work together to have some
items developed in the coming months.

All

Meeting Adjournment
The work group adjourned at 5:00 pm.

Charlotte Arbogast
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