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“Physicians’ medical knowledge is no less cultural for being real, 
just as patients’ lived experiences and perspectives are no less real 
for being cultural.”

“it is no longer possible to imagine [medical competence] as not 
also being ”cultural.”

Taylor J, (2003) ”Confronting ”Culture” in Medicine’s “Culture of No Culture.” Acad Med 78:555-559 



https://www.google.com/search?q=define+to+sustain&rlz=1C5CHFA_enUS857US857&oq=define+to+sustain&gs_lcrp=EgZjaHJvbWUyBggAEEUYOTIICAEQABgWGB4yCAgCEAAYFhg
eMggIAxAAGBYYHjIICAQQABgWGB4yCAgFEAAYFhgeMggIBhAAGBYYHjIICAcQABgWGB4yCAgIEAAYFhgeMggICRAAGBYYHtIBCDQ5MjNqMGo3qAIIsAIB&sourceid=chrome&ie=UTF-8
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Rationale
● Data reuse is good
● Research is better when 

communities are involved
● When aggregated for reuse, 

data are further separated 
from the communities from 
which they are derived

● We need tools to support 
bringing community context 
back into biorepository-
driven research

Photo by Kaja Reichardt on Unsplash

Goal
Develop and pilot a toolkit 

that helps researchers, 

ethics boards, and  data 

access committees 

reconnect with community 

context as they conduct 

and oversee big health 

data research



Anouk, Astha, Jasmine, Sam, 
Melissa, Maile, and Joon

Andrea, David, Odia, and Kalei 

On-going engagement





● We are seeking pilot partners

Photo by Kaja Reichardt on Unsplash

We are seeking additional pilot 
partners - researchers, IRB, 

and/or data access committee 
members

Resources:

1. Doerr M, Yu JH. Translational Research and 
Communities. Ethics Hum Res. 2023 Sep-
Oct;45(5):34-38

2. CHIRON bi-weekly blog series which began 
April 4th

3. Contact: megan.doerr@sagebionetworks.org

Photo by Andrés Dallimonti on Unsplash 
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Preserving the past, serving the present,
and shaping the future.



• Community-based Behavioral Health Program 

• Medicare/Medicaid, SSA, SSI Enrollment 
• SNAP(Food Stamp) Enrollment
• Public Housing Enrollment
• Culturally Relevant Food Bank for Low-income Seniors
• Unemployment Insurance Navigation

• Ottuki Parenting Course & Support Group (0-3 caregivers)
• Expectant Parents + APPA Hour Fathers’ Course & Support Group
• OASIS Caregiver respite program for neurodiverse adults
• Parenting Expert Speaker Series to Promote Early Childhood
• WeKan (middle school-aged) & YouthKAN Council (HS-aged)
• Becoming a certified Youth & Family Resource Center
• K-PEDS Community-based UDS

• Violent Crime Victims Support
• Workplace Safety
• Community Law Enforcement Partnerships
• Anti-Asian Hate Reporting and Support

Services and Programs
Pro Bono Legal Aid

Citizenship & Immigration Service

Mental Health Counseling 

Senior Services & Case Management

Family & Youth Program

Community Safety Program

COVID-Response 

Culturally relevant Pop-up Food Bank

Mission: To be a bridge for 
Korean immigrants and the wider 
Asian community to fully 
integrate into society and 
overcome economic, health, 
cultural and linguistic barriers so 
that they become independent 
and thriving members of the 
community.
We help Korean newcomers, 
especially those linguistically and 
culturally isolated, with limited 
resources, to access services and 
resources, address the holistic 
needs of our families, and 
improve community health.



Origins of the Relationship

Asian Pacific Islander 
American Health 

Forum (1997-2002)

Asian Pacific Partners 
for Empowerment, 

Advocacy and 
Leadership

(2000-present)

Asian Pacific Islander 
Coalition Advocating 
Together for Health 

(1999-present)

Korean Community 
Service Center
(2017-present)



• JY consultant on $27K Korean Youth Health 
Survey (2018)

• JY grant-writer/collaborator numerous KCSC 
local & state programs with research and 
evaluation components (2019-present)

• KCSC member of Health Literacy and Family 
Communication Workgroup (2017-2020)

• KCSC pilot site for Making Healthcare 
Decisions (2019-2021)

• JY joined KCSC as paid part-time staff (2021)

• Dual role as UW PI and as KCSC Deputy 
Director







Apricot
database

Focus groups & 
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Advisory committees and work groups
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(client intake/
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Assessment

Evaluation

Community-
centered research

Prevention-
Intervention 

research

KCSC as a Learning Community-based Organization





KCSC K-PEDS 
Program

• Promoting Early 
Development and 
Screening

• Learning opportunities
• 1-on-1 personalized 

support
• Access and support to 

Korean Ages and 
States Questionnaire 
(ASQ)

• Referrals to early 
intervention



Aim 1: Co-create a provider educational strategy on CGES with academic partners 
and community-based organizations who are promoting and conducting 
community-based developmental screening.

Aim 2: Conduct a pilot of the provider educational strategy to assess feasibility, 
accessibility, acceptability, and immediate and mid-term impact.

• Collaborative partnership between UW, CISC, and KCSC
• Engage in co-design development of a community-based universal developmental 

screening (cUDS) provider educational strategy on CGES (cUDS-CGES)
• Conduct a pilot study of the cUDS provider education strategy (e.g., provider 

trainings) with KCSC and CISC
• Assess feasibility, acceptability, accessibility of the cUDS-CGES educational 

strategy

Clinical Genome and Exome Sequencing (CGES) in 
Community-based Universal Developmental Screening
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Community uses
& benefits?

Image by Wonjun Kim, KCSC
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KCSC (2024) Retreat Notes



Sustainment and Trajectory

Inform Consult Involve Collaborate Share 
Leadership



Key Considerations Inform Consult Involve Collaborate Share 
Leadership

• Being “in-community” recognizes and means *we* are in 
relationship with each other  PEOPLE

• Centering equity seeks “belonging” for individuals, families, 
communities, etc. in institutions, systems, and society.

• Foster the ability to hold multiple perspectives
• Centering community power and collective impact requires 

institutions to reconceive of purpose and mission in fields like 
genomics.

• Imagining beyond the pipeline might require “re-piping.”
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Targeted universalism is the use 
of targeted processes to achieve 
universal goals, deliberately 
taking policies and practices to 
dismantle forces of 
marginalization, othering, and 
exclusion in the pursuit of 
equity.

powell, john, Stephen Menendian and Wendy Ake, “Targeted universalism: Policy & Practice.” Haas Institute for a Fair and Inclusive 
Society, University of California, Berkeley, 2019. haasinstitute.berkeley.edu/targeteduniversalism.
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