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Presentation Notes
The facilitated connections included providing information on genetic conditions and about genetics resources in each state, supporting referrals for genetic services by initiating a conversation with the parents about genetics and/or assisting with a referral. 



FACILITATED CONNECTIONS: HEALTH CARE PROVIDER (2A)
AND FAMILY NETWORK PROGRAMS (2B) SUPPORT PARENTS' ACCESS
TO GENETIC SERVICES DURING THE PAST TWO GRANT YEARS.
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This year we added MMI as a clinical site.  You can see the impact of COVID is finally dissipating.  . 
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Training in Enid, Oklahoma 


Feedback on Marshallese Clinic and
Community Training

* A culture of trust was apparent at the event.

* Relationships with community partners made a
difference.

* Need to expand community partners.
* Families have broad health care needs.
* Need for follow-up and wrap-around services.

* The event was a learning experience for staff
attending.

Marshallese Community .b
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Focus group results on ENID debrief.


24 Participated in Interpreter Trainings

Majority (73%) of participants improved
knowledge at the end of the interpreters’ training.
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Focus group results on ENID debrief. N=22  Only Salem data 


MORE INTERPRETERS RATED THEY WERE COMFORTABLE OR
VERY COMFORTABLE IN INTERPRETING GENETIC CONTENT
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n-48 *Represents items as uncomfortable or very uncomfortable
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Focus group results on ENID debrief. N=22  Only Salem data 


Videos in Spanish Completed and Distributed on You-Tube

e How to prepare for and understand what will Clinica de” = A
genéticamedica=, ' 27
happen at your child’s genetic test o P
e What are chromosomes and genes? n- .
e What can | expect from an appointment at a S

enetics clinic? ] o
5 Qué es una clinica de

e How to work with an interpreter for a medical genética médica?
visit
e Newborn Screening HR

Latino Community



Need to Disseminate Information about Videos

STRATEGIES

 Webinars and Presentations could be used to
promote the videos

e Additional resources could be included with the
videos

* Expanded marketing with promotional materials
was recommended

Latino Community
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Next steps – two pilot projects in Arkansas and Nebraska 


Need to Disseminate Information about Videos

TARGET POPULATION

e Students in the health care professions
could be a key to building a culturally
competent workforce

* Geneticists and genetic counselors should
be a primary target for dissemination

* Family support programs’ relationship[s
with families is an advantage for
dissemination efforts

Latino Community
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Next steps – two pilot projects in Arkansas and Nebraska 
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2 Distant Site 9 Originating Sites

Arkansas (5) Oklahoma (3)
Kansas (2) Colorado (1)
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Smita Rao, Founder and CEO of GeneXsure, LLC 


TELEHEALTH CLINIC SERVICES: # OF PATIENTS FOR
WHOM TELEHEALTH MODALITIES FOR GENETICS WERE
USED.

2021-2022

W All Patients
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In 2022-2023 91% of the patients were from
underserved areas.
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Partial data, we only have 5 of our 9 site’s data
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TRAINING: # OF INDIVIDUALS PARTICIPATING IN TRAINING
5 HRGN SPONSORED TRAININGS.

2022-2023
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We still have two events to add.  


Shanish Newhorn Screening Video
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Heard about the Resource Repository 


Questions?




	Slide Number 1
	What were our Strategies and  Results?�
	����Build Partnerships to Improve Access to Genetic Services������ 
	Slide Number 4
	���Engage Members of Underserved Communities to Improve Access to Genetics Services �
	Marshallese Community 
	Feedback on Marshallese Clinic and Community Training
	Slide Number 8
	Slide Number 9
	Latino Community 
	Latino Community 
	Latino Community 
	���Innovative Telehealth Delivery Model
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18

