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Hello! | am Kristi

Mountain States

REGIONAL GENETICS NETWORK

Social Media Coordinator for MSRGN and MSGRC since 2012
Consumer Engagement Director for MSRGN in 2018- present

BS Chemistry Penn State and MS in Chemistry UCLA

A mom to a child who doctor’s suspect had a mitochondrial disease

My other hat- Patient Advocate for EmpoweredAdvocacy.com



Introductions:

WRAP up- one
highlight of being
part of MSRGN/GA
and one suggestion
for improvement

Guest speaker:
Annie Evans

Topic:

Newborn screening

Virtual education

**Public health
genetics week

*calendar updates

*Big Announcement




GUEST SPEAKER:

ANNIE EVANS, EXPECTING HEALTH

TOPIC:
NEWBORN SCREENING VIRTUAL
EDUCATION




COVID 19 Resources for Individuals and Families with Genetic Conditions

State specific
COVID 19

resource sheets
Are Completed!

www.MountainStatesGenetics.org
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The Region We Serve

Welcome to Mountain States Regional Genet®
Network

(Click on each
state for info)

Our Mission

To ensure that individuals with genetic disorders and their families have access to quality care and appropriate
genetic expertise and information through facilitating a professional network of genetics clinics, key primary care
practices, consumer advocates, and state health department resources.

YA cororano
The MSRGN is one of seven regional networks funded through the Healthcare Resources and Services
Administration (HRSA). The MSRGN is focused on the following pri

ARIZONA
linkage of medically underserved populations to genetic services NEW MEXICO

qualit activities to services

innovative models of telehealth/telemedicine focused on clinical genetics

« provision of resources to providers (genetics and primary care), public health professionals, and individuals
with genetics conditions and their families.



Public Health Genetics Week

May 26-29, 2020

https://phgw.org/

National Coordinating Center

Each day of the inaugural Public Health Genetics Week will have
a different theme:

-“What is Public Health Genetics?” May 26

-“Who is Involved in Public Health Genetics” May 27

-“Public Health Screening” May 28

-“Public Health Genetics Resources” May 29

Mountain States

REGIONAL GENETICS NETWORK
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Calendar- Future Months-May 2020
= May 2020

= TXVirtual Genetics Pop-Up: Alysian ONLINE
THIS SATURDAY- 5/2/20

= CO Virtual Genetics Pop-Up: Jamie 6/3/20
ONLINE THIS SUNDAY- 5/3/20

= 5/13/20 1pm MT Parent to Parent- Support
Webinar

= Living Rare, Living Stronger 2020,
Cleveland Ohio

=—May-14-16,2020- tentatively rescheduled for
July 18-20

= CANCELLED

* Last day of MSRGN Current grant cycle:
May 31, 2020


https://www.ndss.org/engage/ndss-syndrome-adult-summit-2020/
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Calendar- Future Months

June 2020- December 2020
= June 2020

* June 1- MSRGN New 4-year grant cycle begins

* National Down Syndrome Congress

Convention in-New-Orleans—from your couch
*—June25-28,2020—May 11-June 27" 1 webinar a

week

coo .N.V.E.NOTQIOO.N

FROM YOUR COUCH

= https://www.ndsccenter.org/annual-convention/

$2020: E1: The One Where We All Practiced Social Distancing
NATIONAL DOWN SYNDROME CONGRESS

= September 2020
" Global Genes Conference, San Diego, CA

= Sept21-23,2020

= November 2020
" MT Transition Conference

= Nov. 16-18, 2020

= http://montanayouthtransitions.org/attend-

untain States

REGIONAL GENETICS NETWORK


https://www.ndsccenter.org/annual-convention/
http://montanayouthtransitions.org/attend-conference/
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A Big Announcement!



file:///Users/kristiwees/Downloads/Untitled-480p-864b859d-df00-465a-b683-673ce991f27f.gif

Genetic Ambassador Facebook Group

Genetic Ambassadors MSRGN ) Kristi Home A4 <

In States Regional Genetics Network

g Genetic ¢
== g /A Ambassador /

? Program ?'
= LX .0 A

Genetic
Ambassadors
MSRGN

@ Secret Group

Moderate Group
Joined ¥ Notifications =+ More
Search this group Q
Shortcuts # Write Post Add Photo/Video (4 Live Video [ More ADD MEMBERS
Documenting Hope 7 + Enter name or email address... =]
|72 SUPER moms 2 ‘ Write something.. MEMBERS 2 Members
4

€ Empowered Medica... 13 @

. i a Photo/Video ‘B Get Together @ Poll oo
" Mountain States R... 20+ You have 1 new member this 4 write Post



http://mountainstatesgenetics.org

THERE WILL BE NO June 2020
Genetic Ambassador Call- see you in July!

0

@ Safari File Edit View History Bookmarks Window Help B DO 3 <> 0 100%B) Sat3:34PM Qi

o000 < [im] = & mountainstatesgenetics.org 4 o fh | a3

Save the Date
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What days and times work best for the group?



Any questions?

You can find me at
- kwees@MountainStatesGenetics.org
—~ 281-831-3481 (text or call)




