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• Discrimination, negative experiences and neglect of diverse 
communities may lead to distrust of governmental institutions and 
service providers
• Indigenous caregivers expressed distrust of the majority culture and 

government due to a history of poverty, displacement, and discrimination 
(Scharlach et al.)

• On average, American Indian and Alaska Native caregivers reported 
utilizing 1.62 services from providers (n=104)

• Indigenous dementia caregivers are less prepared for the caregiving 
role, negatively affecting their own health and the health and well-
being of their aging loved ones

The Unique Realities of Indigenous & AAPI Dementia Caregivers 
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• Social and community support utilization in diverse communities is 
nuanced by the impact of cultural and linguistic barriers

• > 1/4 of Southeast Asian American caregivers reported some or 
great deal of difficulty with culture-related task 
• Overcoming language barriers, translating information, 

naturalization/immigration

• Diverse caregivers who reported some or great difficulties with 
cultural tasks had elevated levels of depression and 4 types of strain
• Isolation, Work, Health Relationship strain

The Unique Realities of Indigenous & AAPI Dementia Caregivers 



Cultural Adaptations in Dementia 
Caregiving—A Case of Korean 
Americans
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Asian Americans in the US

• Growing fast1
• Fastest growing racial/ethnic group from 2000 to 2019 (81% vs. 70%, 61%, 

and 20% for Hispanic, NHPI, and Black Americans, respectively)1

• Diverse2

• 20+ countries of origin2 (China, India, Philippines, Vietnam, and Korea)

• Overrepresented by immigrants2

• More than two thirds of Asian adults born in another country (71% vs. 17% of 
American adults) 

• Projected to become the largest immigrant group by 2055
• Two thirds speak a language other than English at home

1https://pewrsr.ch/3tbjILO
2https://pewrsr.ch/3e3t4nF



Korean Americans

• 5th largest (9% or 1.9 million) and one of the most rapidly increasing 
Asian sub-populations2

• Higher prevalence of dementia compared to general older adult 
population (20% vs 6-13%)3,4

• Korean older adults heavily dependent on informal family-level 
caretaking5,6

• Characterized under-resourced and underserved for dementia care4-6

2https://pewrsr.ch/3e3t4nF
3Alzheimer’s Association. 2021 Alzheimer’s disease facts and figures 
4Lee HB et al. Aging Ment Health. 2014
5Han HR et al. J Adv Nurs. 2008
6Han HR et al. J Clin Trans Res. In press



What is the 
issue?

Korean Americans are less likely to utilize 
mental health services4,5,7

• Issue #1 - Lack basic knowledge about the 
diagnosis, treatment, and cause of dementia
Result - Lack of follow-up treatment and care 

• Issue #2 - Often treat dementia as part of the 
normal aging process and interpret it as 
insanity
Result - Feelings of shame and stigma 

• Issue #3 - Lack adequate health providers 
who can provide culturally and linguistically 
appropriate dementia screening and care
Result – Lack of diagnosis and follow-up care
4Lee HB et al. Aging Ment Health. 2014
5Han HR et al. J Adv Nurs. 2008
7Sun F et al. J Gerontol B Psychol Sci Soc Sci. 2015



Objectives

1. To discuss our research endeavors to create a culturally 
relevant intervention program—PLAN—with goals to promoter 
linkage to care for dementia evaluation and care planning while 
improving caregiver outcomes

2. To share key lessons learned from the PLAN intervention 
development processes



PLAN Study Team

Project PLAN: Dementia 
Literacy Education and 

Navigation for Korean Elders 
with Probable Dementia and 

Their Caregivers



What is the 
issue?

• Community health worker-led intervention
• Dementia literacy education (one session)
• Follow-up phone counseling with navigation 

assistance to promote linkage to medical 
service for dementia evaluation and care 
planning while improving caregiver outcomes

ClinicalTrials.gov Identifier: NCT03909347

PLAN 
Intervention



Main themes from pre-intervention inquiries: 
Key areas to address5,8

• Linkage to care
• Functional decline as a common reason for caregiving but had 

limited awareness and access to care

• Promotion of health literacy
• High education = High health literacy

• “So the educational part is so over, way over their head. It’s just up 
there, you follow me? It just needs to be real basic, plain 
information”

• Community outreach and navigation assistance
• Korean American caregivers facing double challenges of settling in 

a new country vs. filial piety—Hyo

5Han HR et al. J Adv Nurs. 2008
8Han HR et al. J Health Commun. 2014



Focus group meetings to develop and refine 
intervention materials





Main findings from pilot

• Community health worker successfully provided PLAN 
intervention that increased linkage to care and improved 
caregiver outcomes

• PLAN was high acceptable with 9.7 overall satisfaction on 1 to 
10-point scale

• 100% of caregivers would recommend PLAN to others.
• 100% Korean American elders with probable dementia and 

caregiver dyads completed both baseline and follow-up.

6Han HR et al. J Clin Trans Res. In press



Quotes from post-intervention 
interviews
• "I used to be very upset if my mother-in-law didn't remember things. Sometimes 

she couldn't even tell what year it was. This program [PLAN] made me realize that 
she was showing signs of dementia and I began to accept that this may be a new 
normal for her." (daughter-in-law)

• "I think phone counseling was the best thing that this program [PLAN] offered… I 
wouldn't have taken my wife to the clinic if it wasn't for her call. I find it very 
important that she [community health worker] called me on a regular basis, 
checking to see if I had any issues…" (husband)

• "I sensed that she [Korean older adult with probable dementia] might have 
dementia for some time. I wanted her to see a doctor but she couldn't because 
of her insurance problem…" (church friend) 

6Han HR et al. J Clin Trans Res. In press



Lessons learned

• Caregiver trust in community health worker 

• Community health worker knowledge and understanding of the topic

• Caregivers stated they appreciated the length of time allowed for questions 
and answers in the language they understood

• Navigation assistance provided by trained community health worker proved 
to be a key factor in obtaining the resources for dementia evaluation and 
care.



Experiences of research teams using stakeholder 
engagement

• Stakeholder engagement is an ongoing and iterative process
“I will say that the iterative process can actually be big advantage… I think that's an incentive at least for most of the 
individuals that I have worked with that they really appreciate how their ideas have taken shape and how their input has been
utilized. I think that can make things take a little bit more time but ultimately it is beneficial.” (Participant 1; Investigator)

“We should be engaged in all stages of the research process.” (Participant 6; Community member)

• Mutual trust, respect, and transparency are central 
“That does make a huge difference… when the community sees somebody there, not with their hands out but actually 
wanting to be there month in and month out so when you do come calling or knocking or you need support, you have the 
stakeholders that relationship built that you can go to the head, the leadership of the community and they know you and they 
trust you.” (Participant 8; Community member)

9Han HR et al. Res Involv Engagem. 2021



Food for thoughts

• Unmet needs of older immigrant populations in intervention development 

• Incorporating essential health literacy skills into the intervention program 
may be important to maximize the impact of the intervention.

• Strategies to address limited digital literacy required 

• Health problems often intersect with social factors such as absence of a 
usual source of care, sustainable caregiver, and poverty9

• Free or reimbursed transportation in combination with tailored services 
may improve patient outcomes in chronic care, particularly among older 
patients and women10

9Institute of Medicine. 2002
10Starbird LE et al. J Community Health. 2019



"If you want to go fast, go alone.
If you want to go far, go together."

@han_hhan3
-African proverb



Alzheimer’s and Dementia in in American 
Indian and Alaska Native Communities:
Cultural Adaptation – Community Engagement 
Approach
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Project activities are supported by the CDC Foundation and a cooperative agreement from the Centers for 
Disease Control and Prevention (CDC) of the U.S. Department of Health and Human Services (HHS) as part 
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those of the author(s) and do not necessarily represent the official views of, nor an endorsement, by 
CDC/HHS, or the U.S. Government.
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• Dr. Jolie Crowder, IA2

• Dave Baldridge (Cherokee), IA2
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IA2 Dementia Work Before BOLD & HBI Funding

 Consultant to Alzheimer’s Association on 
work with Indian Country

 Listening Sessions & Focus Groups with 
Aging Services and Tribal Service Providers 
on Caregiving and Dementia

 Contribute to Road Map for Indian Country
 Develop suite of materials for American 

Indian and Alaska Native audiences on 
brain health w/ ASTHO with funding from 
CDC 

 Road Trip to Promote Road Map for Indian 
Country to Public Health

 Convene National Stakeholder Meeting of 
Federal and Non-federal Partners to 
Discuss Plans/First Steps

 Training content for Title VI staff on ADRD

 Working with Great Lakes Intertribal 
Council (WI) and Absentee Shawnee Tribal 
Health Center (OK), and now ITCA (AZ) on 
ACL Alzheimer’s Disease Program Initiative 
(ADPI) grants as 3rd party evaluator; 

 Local work with Albuquerque Alzheimer’s 
Association 

https://www.cdc.gov/aging/healthybrain/Indian-country-roadmap.html
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• Advance community 
engagement and help build 
capacity among tribes and tribal 
member-serving organizations in 
serving elders living with 
dementia

• Promote healthy cognitive aging 
strategies across the lifespan 

• Foster dementia-capable tribal 
communities

• Promote activities from the 
Road Map for Indian Country

Our approach to this work is built on our belief in values that promote tribal sovereignty over work in local communities, respect cultural 
traditions and knowledge while encouraging innovation, recognize the importance of mutually beneficial collaborations and partnerships, 

and acknowledge the rights of sovereign tribal nations to work in a way that honors their culture, diversity, and traditions.

CDC National Healthy 
Brain Initiative Award 
to IA2

Develop a national project that identifies 
and incorporates locally tailored, culturally 
relevant information resources to address 
disparities in the burden of Alzheimer’s 
disease and related dementias (ADRD) 
among American Indian and Alaska Native 
(AI/AN) populations.

https://www.cdc.gov/aging/healthybrain/Indian-country-roadmap.html
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Dementia in American Indian and Alaska Native Peoples

1 in 3 American Indians 65+ 
are projected to develop 
dementia
& the number 65+ living 

with dementia is projected 
to grow more than 5 x

Mayeda, E. R., Glymour, M. M., Quesenberry, C. P., & Whitmer, R. A. (2016). Inequalities in dementia incidence between six racial and ethnic groups over 14 years. Alzheimer's & 
dementia : the journal of the Alzheimer's Association, 12(3), 216–224. https://doi.org/10.1016/j.jalz.2015.12.007
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Urban Migration

>70% of today’s population 
lives in urban areas
If you move out of the tribal 

service area your options 
may be very limited
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What’s Unique About AI/ AN Populations?

 Well almost  >>>

 Tribal sovereignty is the 
biggest differentiator
 Federal Trust Responsibility
 Complex and unique health 

care system
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Dementia As A Community Concern

Most tribal communities are 
aware and concerned about the 
growing problem; know someone

Few have programming or 
resources in place to help people 
with dementia and their 
caregivers

BUT

Few IHS or other health programs 
are in place to address dementia 
care and awareness
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Bruce Finke, MD, Senior Advisor 
for Improvement and Innovation, 

Indian Health Service
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Community Engagement

Multiple approaches
Authentic partnerships
Community based participatory 

engagement
Indigenous principles of 

evaluation

https://uwaterloo.ca/partnerships-in-dementia-care/our-philosophy/authentic-partnerships
https://ctb.ku.edu/en/table-of-contents/evaluate/evaluation/intervention-research/main
https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=&ved=2ahUKEwiV2PbYvJHzAhURFFkFHYlpAkoQFnoECAoQAQ&url=https%3A%2F%2Fjournalhosting.ucalgary.ca%2Findex.php%2Fcjpe%2Farticle%2Fview%2F43050%2Fpdf&usg=AOvVaw3pj0qC02gU-ncJJbUP3vWy
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Examples of Adaptation for 
American Indian and Alaska 
Native Communities
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Dementia Friends
 Focus: increase awareness and reduce stigma around 

Alzheimer’s and dementia
 Provided the opportunity to revise and recommend 

culturally-specific changes
 Started with 10-page workbook
 10-person workgroup including multiple tribes - lower 

48 + Alaska
 Three 4 hr working sessions (~ 120 man hours)
 Shared recommendations with national advisory 

group -> another 10 hours of revisions
 Pilot with AI/AN people
 Revise
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Dementia Friends

 Changes in language
 Plain language / 5th grade reading level (still need work)
 Change imagery from Venn diagram to river imagery 
 Inclusion of historical acknowledgements
 Focus on resiliency 
 Incorporate culturally specific examples of healthy living
 Re-frame away from tragedy narrative – what we can’t do, besides feel 

helpless and hopeless
 Re-wrote the river story which was already a step up from the bookcase story

 Move from generic to specific references
 Focus examples on community vs personal care



SAVVY Caregiver for Indian Country 
Lessons Learned

 Overall, the Indian 
Country version worked 
well.

 Original: teacher and 
classroom style

 Indian Country:
 Not in a classroom
 Not taught like a class
 Informal
 In homes on the couch
 Multiple lessons per 

visit

J. N. Henderson, 2020
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10 Warning Signs
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Closing Thoughts on How to Work with Elders

 Approach directly and personally
 ASK how and where they get info and services 
 Important to engage with people who have direct contact with elders 

and caregivers
 Informal and formal leader(s) within elder population
 Need to understand systems within the tribe – social service, health 

care
 Understand historical challenges for the community
 Focus on strengths and assets in approaches
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Resources on Cultural Adaptation

 Health Equity Guiding Principles for Inclusive Communication by CDC Including Preferred Terms

 Audience Check-in for Cultural Adaptation of Materials by CDC

 Culture Matters in Communicating the Global Response to COVID-19 

 A Toolkit for Applying the Cultural Enhancement Model

 A Guide to Choosing and Adapting Culturally and Linguistically Competent Health Promotion 
Materials

 Resource library of resources by Georgetown University National Center for Cultural Competence

https://www.cdc.gov/healthcommunication/Health_Equity.html
https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=&ved=2ahUKEwj9sNGA_bXzAhW6MlkFHT1aD6UQFnoECBUQAQ&url=https%3A%2F%2Fwww.cdc.gov%2Fdiabetes%2Fvideos%2Fmarketing%2FDEMS_Cultural_Adaptation-508.pdf&usg=AOvVaw3CSE2gJ68hdlGMs5E8YcBQ
https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=&ved=2ahUKEwiT-Ka3_rXzAhV0oHIEHbreBkgQFnoECBIQAQ&url=http%3A%2F%2Fwww.modelsforchange.net%2Fpublications%2F476%2FA_Toolkit_for_Applying_the_Cultural_Enhancement_Model_To_EvidenceBased_Practice.pdf&usg=AOvVaw3PLQQncd7mpMphMmzrhNro
https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=&cad=rja&uact=8&ved=2ahUKEwjFvrCY_7XzAhW-pXIEHchCB0gQFnoECAcQAQ&url=https%3A%2F%2Fnccc.georgetown.edu%2Fdocuments%2FMaterials_Guide.pdf&usg=AOvVaw0n2y-_aFOf168ILExyMgpo
https://nccc.georgetown.edu/resources/title.php
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www.AIANBrainHealth.org

http://www.aianbrainhealth.org/
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What We Are Working On
Activity How to Access

Looking for ADRD resources for and by AIAN audiences 
(flyers, posters, guides, training, people, projects), please 
share

Email: jolie@iasquared.org or 
MaryAnn@iasquared.org

Need feedback on new info resources you need NOW! Email: jolie@iasquared.org

Monthly e-news for ADRD for and by American Indian and 
Alaska Natives

Sign up now: http://eepurl.com/hfDl6n

Print-on-demand $250 stipends for tribes for select 
resources (flyer, poster, provider guide) 

https://www.surveymonkey.com/r/2021PrintRequ
est

NEW – website and resource library www.AIANBrainHealth.org

NEW – “Dementia Friends” adaptation for AI/AN 
communities

https://iasquared.org/dementia-friends/

Savvy Caregiver for Indian Country Training – 2 Next Year Stay tuned to e-news and website

VA Training Referral - Addressing Behavioral Challenges of 
Dementia (ABCD) training program for I/T/U public health 
and aging staff; other resources

Email: jolie@iasquared.org

mailto:jolie@iasquared.org
mailto:jolie@iasquared.org
http://eepurl.com/hfDl6n
https://www.surveymonkey.com/r/2021PrintRequest
http://www.aianbrainhealth.org/
https://iasquared.org/dementia-friends/
mailto:jolie@iasquared.org


301.861.0632

admin@iasquared.org

Contact Us

http://iasquared.org



Q&A

Please use the Q&A feature to submit your questions! 



Visit us online at https://bolddementiacaregiving.org to....

Find today's slides and recording

Request Technical Assistance to support your public

health work in dementia caregiving

Access resources and materials

Stay up to date with PHCOE-DC activities!

@PHCOE_DC

Connect with us!

Follow us on Twitter!



Thank you for joining 
us today!

Please take a moment to complete our evaluation form

at the end of this presentation.
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