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Hello! I am Kristi 

• 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



Agenda

1. Genetic Summit 2019 Recap
• Scholarship Perspectives and Others

2. Global Genes 2019 Recap 
• Heather Schichtel (CO)
• Carrie Ostrea (NV)

3. Genetics Pop-Ups
• Rare Disease Day 2020

4. GA Calendar
• Collecting events! Send them to me!

5. Recruiting for Facebook LIVE
• Email me!



2019 Genetics Summit 



Featured Genetic Ambassadors: 
Heather and Carrie

• Global Genes Conference: RARE Patient Advocacy Summit
• https://globalgenes.org/
• Next Year’s Conference: 09/21/2020 - 09/23/2020

https://globalgenes.org/


Genetics Pop-Ups: 
2020 Rare Disease Theme

• Round 2 of Genetic Pop-Ups
• NEW THEME- Rare Disease Day

• Rare Disease Day: February 29. 2020
• 121 Days Away!
• https://www.rarediseaseday.org/

• Application for genetics pop-ups will be out next week!

• Funding available for 8 pop-ups, 1 per state
• Deadline for application: December 1, 2019

https://www.rarediseaseday.org/


Genetic Pop-Ups on the Website



NORD is the USA Affiliate for Rare Disease Day



Arizona

Email sent



Colorado

Call Scheduled 11/5 at 11am ET



Montana



Nevada



New 
Mexico



Texas

Call Scheduled 11/5 at 1pm ET



Utah



Wyoming



Calendar- November 2019

• SERN Webinar~
• Preparing Teens for Transition
• 11/12/19  
• 7:30 pm ET



Calendar- December 2019

• Any Events?



Calendar- January 2020

•MSRGN Grant 
Proposal due-
1/14/20



Calendar- February 2020

• Rare Disease Day 
– February 29, 
2020



Calendar- Future Months
March 2020- December 2020

•May 2020-
• Living Rare, Living Stronger 

2020, Cleveland Ohio

• May 14-16, 2020

• September2020
• Global Genes Conference, 

SanDiego, CA

• Sept 21-23, 2020



under FOR FAMILIES TAB: 

• “Genetic Ambassador” 
Drop Down 

• “Your Genetics Questions 
Answered” Drop Down

• “Genetics Pop-Ups”

www.MountainStatesGenetics.org



Genetic Ambassador Facebook Group

To Join- Email Kristi (kwees@mountainstatesgenetics.org)
And she will send you an invite to your email (through Facebook). Please 
include the email address that you use for Facebook if it is different from 
the one you email her from)

mailto:kwees@mountainstatesgenetics.org


Thanks!

Any questions?
You can find me at
➝ kwees@MountainStatesGenetics.org
➝ 281-831-3481 (text or call)


