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Genetic Contributions to
the Developmental
Journey

A conversation with the
NYMAC Genetics Team and
Virginia Genetic Navigators
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[ AGENDA

Part 1
* Genetics 101 review

» Why does genetics matter for
EI?

« “Red Flags” for genetics in
children

Part 2

+ Who is NYMAC and what do

we do in VA?

+ Who are the Virginia Genetic

Navigators (GNS) and what
do they do?

+ How can NYMAC and VA's

GNs be a resource for EI
professionals?

Pre-Webinar
Survey

Pre-Webinar
Survey

Who is
NYMAC?

« One of seven Regional Genetics Networks (RGNs) supported by federal grant funding
from The Health Resources and Services Administration (HRSA)

« The NYMAC region includes 10 diverse jurisdictions and 62 million people.
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NYMAC collaborates with local
stakeholders to promote

How Does NYMAC Achieve Its Goal?

)
v

INCREASED ACCESS TO
GENETICS SERVICES
7 8
How Does NYMAC Achieve Its Goal? How Does NYMAC Achieve Its Goal?
q Improve the genetics | o _
t delivery system through . Telemedicine projects to
(T collaboration with +  make genetics appointments
diverse stakeholders easier for families
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How Does NYMAC Achieve Its Goal?

|

4] Education about genetics to
. families and professionals

« Individual teams of diverse

stakeholders were created for
each of our 10 jurisdictions

* The goals of each team is to
- assess the needs and barriers

« implement NYMAC funded

specific to that jurisdiction

projects to improve access to
genetic services
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NYMAC Team VA:
A Collaborative Effort
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Where Can I Find A
Local Genetic Clinic?
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Map Of Current Virginia Genetics Clinics
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What barriers prevent Virginia families from
accessing genetic services?
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NYMAC Projects from

Across our Region



https://commons.wikimedia.org/wiki/File:USA_Virginia_location_map.svg
https://creativecommons.org/licenses/by-sa/3.0/
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Supporting Families Who Require Genetic Services

U

NYMAC Projects from
Across our Region m Our Focus In Virginia:
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NYMAC partnered with the Center for The Center for Family Involvement
Family Involvement (CFI) @ VCU (CFI) works with families to increase their

skills as advocates, mentors, and leaders so
that families, children, and young adults with
disabilities can lead the lives they want.

For more
information:
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CFI Model of Family Support

Intentional matching of a
parent with a newly diagnosed
child with disabilities with a
‘seasoned’, trained parent for
emotional, informational,
and systems navigational

PAR EN'I[JTPAPARE NT  support
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] Introduction
to Genetics

Red Flags for
Genetics
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What Do Genetic Navigators Do?,
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NAVIGATOR
PROGRAM
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Perspective: Who
else could benefit
from GN?

Genetic
Navigator
Perspective:
Stories from
Families




Perspective from
Genetic Counselors (GCs)

Virginia GCs in a study all agreed that
a genetic navigator program is a
great idea. They specifically thought
Genetic Navigators were:

« beneficial for culturally and

10/2/2023

"...A mom talking to another mom or dad talking to another dad can
make connections, build rapport that we as professionals don't have

that same kind of shared life experfence to really connect on that

geograpl_w[cally underserved level.”
communities -GC Participant
« beneficial for families whose
healthcare providers may not have a
great understanding of when to
refer to genetics
31 32
P OThers on their
mnz VIRGINIA (rf) NYM{iee handout for more % ‘ medical joumeys.
GENETIC NAVIGATOR infol—————————
PROGRAM
How to reach VA Genetic /'
Navigators
https://cfi.partnership.vcu.edu/programs/genetic-navigator-program-of-
irginial
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What does this have to do with
Early Intervention?

EI Professionals are great:

Connectors

Detectors
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https://cfi.partnership.vcu.edu/programs/genetic-navigator-program-of-virginia/
https://cfi.partnership.vcu.edu/programs/genetic-navigator-program-of-virginia/
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EI Professional
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The Family Genetics Provider
37

family to talk to their PCP

> Q

EI professionals and GNs can help Empower the

Remind parents: "You are the
expert on your family”

The provider may have the
O scientific knowledge but the
39

family has the personal history
and day to day experiences

O Teach the family tools to advocate.

CREDIT: NYMAC Virainia Genetic Naviaator Trainina

Tips for Families About Conversing with
Their PCP About Genetics Concerns

Conversation starters for families to star see randout for more nfot =]
about genetics with their PCP...
I am concerned about...
- Rec"fd Yogu Bringing a trusted -
Prioritize top 3 observations about A
person with you to the
concerns your concerns and "
iR appointment
Schedule a follow-up

appointment if there is
not time to address all
of your concerns

Speak in your native
language & ask for an
interpreter to help you
explain your concerns

My concern of
JCREDIT. NYMAC Virginia Genetic Navigator Training

41

from our last visit has not resolved
(worsened). What can be done to explore further?

In talking with my family, I learned we have a history of
. Is it possible

is genetic?
42

CREDIT: NYMAC Virginia Genetic Navigator Training]
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EI Professional

Els, GNs, and Genetics in Action: e @ wemeemwed g W | Sipeger v PETHRTSITT - - - - - - h
A CASE EXAMPLE:
<= OF VIRGINILAN i~
. = Genetic Navigators *
« 2 year old receiving Speech Therapy Primary Care
7

« Over time, the therapist notices other
concerning behaviors and symptoms

« She also begins to notice that the boy’s
younger brother also has some
significant delays
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Genetics Provider

There is no cure, but the genetic diagnosis can
help the family: EI Professionals are great:

« Know what to expect in the future
- Guide best therapies, interventions, and medications to Detectors Connectors
treat symptoms

« Plan for health risks for other children and other family members
such as primary ovarian insufficiency, tremor/ataxia, and mental
health issues.

« Connect with other families and clinical trials

NATIONAL FRAGILE X
FOUNDATION ]
https://fragilex.org
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For more information about the
Virginia Genetic Navigator program,

please visit the NYMAC Team Virginia Th a n k you !

webpage at:

https://nymacgenetics.org/virginia/ Q u esti o n S ?

47 48


https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.hrsa.gov%2F&data=05%7C01%7Cpatbish%40ferre.org%7C46ac7149ba174ca9e21f08daef4eb4ac%7C3b9c2d7cf0064d4e9d53bff4f281de33%7C1%7C0%7C638085418580349952%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=k%2BteZURAdYLcdE83EYosiRqjZBpDkjT9aTVXJQNub0s%3D&reserved=0
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Post-Webinar
Survey

Post-Webinar
Survey

See the Handout
for More
Resources!

E-§ TALKS

Stay tuned for next month!
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2 TALKS

Check Your Inbox Take the Survey Download the Certificate!
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