Outreach, Recruitment and Engagement Core

* Provide important liaison and engagement between the ADRC and people
with dementia, their caregivers, and both the professional and local lay
community so that information may be communicated bi-directionally,
particularly in diverse populations. Augment participant and community
engagement.

« Explain the role of the core in the Center and as a community resource on
AD and related dementias.

* Provide an assessment of the outreach, engagement, recruitment, and
retention needs that are unique to the Center as well as to the geographical
area in the vicinity of the ADRC, including identifying underserved groups
and conducting a needs assessment in collaboration with those communities

https://grants.nih.gov/grants/guide/rfa-files/RFA-AG-21-019.html



https://grants.nih.gov/grants/guide/rfa-files/RFA-AG-21-019.html

ORE Core Steering Committee

| PosWon | Temends?| ___ Name | Comber

Outreach, Recruitment, and Education (ORE) Core Steering Committee

Term remainder Fall 2020 Yakeel Quiroz, PhD Massachusetts ADRC
Elected, Chair; Meeting: F20 Fall 2020  Allison Lindauer, PhD, APRN OHSU

Elected Fall 2021 Dorene Rentz, PsyD Massachusetts ADRC
Elected Fall 2021  Scott Roberts, PhD University of Michigan
Elected Fall 2022  Crystal Glover, PhD Rush University

Elected Fall 2023 Laura Baker, PhD Wake Forest University
Elected Fall 2023  Corinne Pettigrew, PhD Johns Hopkins University

dS-}fear term for members; Chair's term to be determined as needed

https://www.alz.washington.edu/NONMEMBER/adc comm.html



https://www.alz.washington.edu/NONMEMBER/adc_comm.html

ADRC Steering Committees

* NACC and NIA put A. Gaps in disease recommendations
together for each and risk
committee a list of B. Clinical research capacities

— Duties

* Including Chair and
member responsibilities

C. Maximize value of neuropathology
expertise across ADCs

. ) Research
* “The Chair should work
with NIA, NACC and the
Committee to set and
achieve 1-3 major goals E. Cross-ADC interactions/networking
during their term.” .
T £ Offi F. Interactions beyond the ADC
€ermso Ice Collaboration network
— Election Process G. Infrastructural supports to enable
* Future planning will prior recommendations
support better transitions H. Further development of training
for new members =Ll programs

https://www.nia.nih.gov/sites/default/files/201706/ADC%20PANEL%20RECOMMENDATIONS%20FINAL%20June%202017.pdf



https://www.nia.nih.gov/sites/default/files/201706/ADC%20PANEL%20RECOMMENDATIONS%20FINAL%20June%202017.pdf

National Strategy for Recruitment and Participation in
Alzheimer’s & Related Dementias Research

GOAL: Together We Make
the Difference

National Strategy for Recruitment and

o Engage brOad Segments Of the pUinC in ParticigationinAlzheimer'sandRelateti

ementias Clinical Research

Alzheimer’s and related dementias research
* Focus on underrepresented communities

* Assist studies in successfully and more
quickly enrolling and retaining people in
studies to better understand and eventually
cure these disorders.

; . . https://www.nia.nih.gov/research/recruitment-strategy
National Institute on Aging




AD®RE

Alzheimer’s and Dementia Outreach, Recruitment,
and Engagement Resources

www.nia.nih.gov/research/ADORE

A searchable collection of materials for clinical trials
recruitment and retention

Educate & Raise Recruit & Retain Explain Procedures = Manage Research B
Awareness Participants & & Results &y Operations

« e

7 * Find flyers, toolkits, recruitment plans, and more

i g N from Alzheimer’s Disease Research Centers, NIH,
and other agencies and organizations

e Submit your materials at

SRy T YA N > www.nia.nih.gov/research/ADORE/contribute

AAEe B S SR .« New section for disclosure protocols

e Questions or comments?
N I H Mational Institute
on Aging

Email NIAADRR@mail.nih.gov



http://www.nia.nih.gov/research/ADORE/contribute
mailto:NIAADRR@mail.nih.gov

Events and Happenings

October — Webinar: 10/23/20
October — Today’s meeting 10/1/20

September — Webinar 9/3/20
— https://www.alz.washington.edu/NONMEMBER/adrc-webinars.html

September — Updates from NIA and ADEAR 8/25/20

— New and updated publications

— Resources in Alzheimer’s & Dementia Outreach, Recruitment & Engagement
repository

— Project announcements

April — Straight Facts about COVID19



https://www.alz.washington.edu/NONMEMBER/adrc-webinars.html

African American Recruitment
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Alzheimer’s &CDementia®

PERSPECTIVE THE JOURNAL OF THE ALZHEIMER'S ASSOCIATION

Perspective on the “African American participationin

Alzheimer disease research: Effective strategies” workshop,
2018

ADC African American Interest Group ADC AfrAm@uw.edu

https://alz-journals.onlinelibrary.wiley.com/doi/epdf/10.1002/alz.12160



https://alz-journals.onlinelibrary.wiley.com/doi/epdf/10.1002/alz.12160

Latino ADC - Special Interest Group

Co-Leads: Yakeel T. Quiroz and Katya Rascovsky

Research Working Group: Assessment Working Group:
* Accomplishments: e Spanish translation and adaptation of UDS T-Cog,
* Website with information about ongoing COVID and technology surveys. (formatted drafts in 1-2
research studies for Latinos weeks).
e http://mapp.mgh.harvard.edu/Iatino * Preliminary norms for Spanish UDS3
-adc/ neuropsychological battery (ongoing)

* List of potential reviewers for

. Outreach, Caregiver and Central Repository
papers/grants related to Latino issues

* Exploring opportunities for cross-Center Working Groups:
research collaborations to improve the * Participated in listening / focus groups on recruitment
representation of diverse Latinos into our and retention of Latino populations in ADRD Clinical
studies. research.
* Website will feature ongoing research with * Consulted on Spanish translation of NIA website and
Latinos being conducted at the Centers, AD Fact Sheet.
including our recent publications. Follow Us
on Twitter
Welcome information about new studies and new potential reviewers. Please u @Latino_ADC

email yquiroz@mgh.harvard.edu and katyaras@pennmedicine.upenn.edu



http://mapp.mgh.harvard.edu/latino-adc/
mailto:yquiroz@mgh.harvard.edu
mailto:katyaras@pennmedicine.upenn.edu

Brain Donation Social Media Toolkit

Share these materials to educate individuals about why people donate their brains for
research, the process of brain donation, and how to make a donation plan. Visit
www.hia.nih.gov/braindonationtoolkit.

Be the Brain Behind
Be the brain behind the Breakthroughs
° . | . the breakthroughs. Volurtsaing i conas your brencouic hop I
Social Media Images & Posts i el |

Abkheimers dissase and related dementios.

P < \‘:._77 :
 Educational Flyer | g | M e
@ | brains to * Hae abroad, postthes impact on publio health and
s raseanch at Rutra

Halp fam| bara leam kot
the end of 1e? | or trar, diaassa that oy fun m tretampy

* Brain Donation FAQ Infographic

one about leaving a
lasting legacy.

well oall th

e Newsletter Article

ki rocaw, Lisarm miae: abeodrt braln donation and

Roady to karn mora? Find the nexct steps for
brain donation and more res curces at
wwwenizunih .gow/braindonation saroall the
Abheimer's dissass and related Demen tios
Education and Aeferal (ADEAR] Center at
B00-438-4380,

National Institute
on Aging


http://www.nia.nih.gov/braindonationtoolkit

2021 Goals

NACC - Organizing Methods
 WEBINARS
e MEETING SUMMARIES
e SLACK

— https://join.slack.com/t/adrc-program/shared invite/zt-
dx7nnjpx-5VqAeGfe~sOpAcliTV7ghA

— https://adrc-program.slack.com/archives/C0117619FLN

* LISTSERVs



https://join.slack.com/t/adrc-program/shared_invite/zt-dx7nnjpx-5VqAeGfe%7EsOpAc1lTV7ghA
https://adrc-program.slack.com/archives/C0117619FLN
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