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Research Readiness and Partnering with Communities
Community Readiness Model: Stages and Goals
Readiness stage Goal to achieve for movement to next stage

No awareness Raise awareness of the issue

Denial Raise awareness of the relevance of this issue
Vague awareness Raise awareness that something can be done

Preplanning Raise awareness with concrete ideas to address the issue
Preparation Gather existing information to help plan strategies

Initiation Provide community with specific information

Stabilization Stabilize efforts /program

Confirmation/expansion Expand and enhance service

Professionalism Maintain momentum and continue goals

Community-based participatory research framework
• Promote co-learning
• Iterative process
• Ecological perspective
• Disseminate information
• Long term commitment

Programming
improvement area

Quality improvement

Effectiveness analysis

Dissemination phase Efficacy study

Resource 
development

Design



Know your community
Engage the Community

Race (%):  White=63.8; Black=6.4;  Asian=21.6; Other=8.2
Ethnicity (%):  Hispanic=28.4
Age (%): over 65=11.4

These collective efforts increased overall under-
represented group participation from 11.5% in 2004 to 
17.5% in 2009 to 22.8% in 2014

Recruit your community

Location of NYC 
Medical Schools

Engage your community

Educate your community



Dementia Literacy Assessment (DELA)

Record Form

STORY PRE/POST TEST



Outreach

6

6



The Glades

The Coast

Palm Beach County

Detecting VCID and ADRD in Rural Florida

“The 
Glades”

“The 
Coast”

Palm Beach County

• To date, >350 individuals enrolled
• Dementia Screening
• UDS “Lite” assessment 
• GWAS

• Mean age 73.1 + 9.7
• 71.1% Female
• 55.3% Black, 9.6% Hispanic
• Mean AD8 score 2.7 + 4.7
• Mean QDRS score 1.6 + 2.4



Reaching Indigenous Populations
• First Program Project grant to focus 

on Indigenous populations
• American Indian 
• Alaskan Native
• Native Hawaiian and Pacific 

Islanders
• Three clinical trials

• Clinic education
• CPAP adherence in OSA
• Hula for SCI

• Genetics

• Situated in the heart of the South Pacific, 
American Samoa is the only U.S. territory 
located south of the equator. 

• First population-based ADRD assessment
• 46,366 residents
• 11,025 (23.8%) age 50 and over

• Dementia Literacy
• Dementia Screening
• UDS Gold Standard
• Genetics
• Plasma ADRD Biomarkers

• Native American Research Center for Health
• Wabanaki Confederation in Main
• Community Needs Assessment
• Dementia Screening
• UDS Gold Standard



Engagement Event: Brain Train
• All-day event with presentation, discussion, hands-on activities and interactive stations
• Informed consent and biospecimen use

• Learn about APOE and collect saliva samples for DNA 
• Learn about ADRD

• Videos
• Examine whole brains and coronal slices from normal and ADRD brains
• View slides stained for amyloid and tau from normal and ADRD brains

• Healthy Body, Healthy Brain event
• Body mass index, Blood pressure, Grip strength, Gait and Balance

• Cognitive Assessment
• Culturally tailored information on ADRD research 
• Receive “Native Brain Expert” certificate



HBI Biomarker Data



Dilworth-Anderson P, Gerontologist. 2011; 1(Suppl 1): S1–S4; Sood et al., Gerontologist. 2011; 51 (S1): S5–S7

Procedure Reimbursement
Nasal Swab $25
Saliva $25
Blood Donation $50
Brain MRI $75
PET scan $125
DAT/SPECT scan $125
MIBG Cardiac Scintigraphy $125
Skin Biopsy $150
Lumbar Puncture (LP) $200

Other Ways of Giving Back

Bring a Friend Incentive
• $20 per referral that enrolls

Provide Food and Giveaways
• The power of “Breaking Bread”

Compensate Collateral Sources
• $25 for completing assessment

Offer Tours of Research Center
• Invite “anyone and everyone”



Cross-Cultural Manual
TABLE OF CONTENTS 

SECTION I:  SPECIAL CONSIDERATIONS IN NEUROPSYCHOLOGICAL ASSESSMENT 
WITH CULTURALLY DIVERSE GROUPS ......................................................................5 

1 | Language ........................................................................................................................................... 6 
Language ............................................................................................................................................. 6 
Measures of Language: ....................................................................................................................... 7 

Language Experience and Proficiency Questionnaire (LEAP-Q) ........................................................ 7 

2 | Literacy .............................................................................................................................................. 8 
Word identification and reading: ......................................................................................................... 8 

3 | Education .......................................................................................................................................... 9 
Education quantity (years completed) ................................................................................................. 9 
Education quality ................................................................................................................................ 9 
Public vs. private system ..................................................................................................................... 9 

4 | Socioeconomic Status (SES) ............................................................................................................. 11 
Race and ethnicity ............................................................................................................................. 11 
Country of origin and region .............................................................................................................. 11 
Immigration history (if applicable) ..................................................................................................... 11 
Social support ................................................................................................................................... 11 
Current and childhood SES and nutrition ........................................................................................... 11 
Access and utilization of health and mental health services ............................................................... 11 
Health beliefs and attitudes: ............................................................................................................. 12 

5 | Culture ............................................................................................................................................ 13 
Acculturation .................................................................................................................................... 13 
Measures of acculturation ................................................................................................................. 15 

Bidimensional Acculturation Scale (BAS) ....................................................................................... 15 
African American Acculturation Scale ............................................................................................ 15 
The Scale of Ethnic Experience (SEE) ............................................................................................. 15 

SECTION II: CATALOG OF PUBLICATIONS FROM THE 1FLORIDA ADRC.................... 16 

6 | Selected Publications in Cross-Cultural Neuropsychology ............................................................... 17 

SECTION III: CROSS-CULTURAL APPLICATION OF NEUROPSYCHOLOGICAL 
ASSESSMENT ......................................................................................................... 22 

      
       



Summary
• Participants from all backgrounds are willing to participate in 

research, if offered the opportunity
• Through a multi-pronged approach, we have been able to engage, 

educate and recruit a diverse multicultural cohort into our studies
• Taking a “Healthy Body, Healthy Brain” approach is an attractive 

option across different cultures and communities
• Important to:

• Go to communities
• Give back to communities
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