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Aims
 Aim 1: Support the HRGN infrastructure to continue current work in 

improving access to genetic services
 Aim 2: Engage underserved communities to develop strategies in 

improving accessibility to genetic services based on needs and 
preferences specific to each community

 Aim 3:  Implement innovative telehealth clinical genetics service 
delivery models and provide technical assistance, education, and 
training in telehealth

 Aim 4: Create dynamic learning communities to facilitate information 
exchange and knowledge sharing among genetic and non-genetic 
providers 

 Aim 5:  Improve the quality of care in genetics and access to genetic 
services for patients and their families



Aim 2: Engage underserved communities to 
develop strategies in improving accessibility 
to genetic services based on needs and 
preferences specific to each community



Spanish-speaking and Marshallese 
communities (Year 3)

AWARENESS

• Interviews – mothers 
of CYSHCN

• Educational events 
(NBS, advocacy, health 
screenings)

• EHDI video
• Part 2 – video 

evaluation project
• Part 2 – use of a 

Chatbot for improving 
access

• Started US health care 
system video series

ACCESS

• Referral to genetics
• Interviews
• EHDI parent letters 

from AR DOH

QUALITY

• Translated information 
about Down syndrome

• Interviews
• Medical genetics 

glossary
• Tips for American 

providers
• Dr. Hays' project
• Advocate Leadership 

Training
• Planning- piloting 

videos in clinics



Products: Videos (Spanish and Marshallese)

https://www.youtube.com/channel/UC1qysK3DUhkP8iJIQ
rVdRuA

https://www.youtube.com/channel/UC1qysK3DUhkP8iJIQrVdRuA
https://www.youtube.com/channel/UC1qysK3DUhkP8iJIQrVdRuA


Marshallese written materials



Aim 4: Create dynamic learning 
communities to facilitate information 
exchange and knowledge sharing 
among genetic and non-genetic 
providers 



Provider and family resources

Project ECHO series
 https://www.heartlandcollaborative.org/educational-

resources/echo-series/

 Next series coming in Fall 2023!!

Heartland Project ECHO Summer 2022 Series 
Session: “The genetic testing journey: who, what, 
and how” -- From patient to provider to payment, 
experts share tips and tricks to make the genetic testing 
process less painful.

https://www.heartlandcollaborative.org/educational-resources/echo-series/
https://www.heartlandcollaborative.org/educational-resources/echo-series/


Provider and family resources
Resource Center

 https://www.heartlandcollaborative.org/resource-
center/

https://www.heartlandcollaborative.org/resource-center/
https://www.heartlandcollaborative.org/resource-center/
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Provider and family resources

Map of Genetics Clinics
 https://www.heartlandcollaborative.org/genetics-

clinics/



Provider and family resources

Individualized Health Plan (IHP)



Provider and family resources

Care Notebook 
App: SUMMER 2023



Aim 5:  Improve the quality of care in 
genetics and access to genetic 
services for patients and their families



Efforts to improve quality– Year 4
 Share what we learn from the Marshallese and Hispanic/Latino 

communities, and from our families with health care providers & 
families through social media, continuing education, tools, and 
strategies

 Provider Tip Sheet (Marshallese)

 Creating tools for providers

 Consenting videos in Marshallese and Spanish

 Spanish video sharing prior to clinic

 Parent testimonial videos – Spanish

 Advocacy Training amongst the Marshallese

 Medical Genetics Glossary with interpreter trainings - Marshallese

 Care Notebook App – English, Marshallese, Spanish

 Individualized Health Plan - English, Marshallese, Spanish

 Video tutorial series on the US Health Care System – Marshallese
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