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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

Genetics Pop-Ups

Rare Disease Day 2020

GA Calendar

New Grant Application



2020
Genetics 
Pop-Ups

§ APPLICATION IS OPEN

§ https://www.mountainstatesgenetics.org/genetics-
pop-up-application-is-open-for-2020/

§ DUE DECEMBER 1, 2019



Genetics Pop-Ups: 
2020 Rare Disease Theme

§ Round 2 of Genetic Pop-Ups

§ NEW THEME- Rare Disease Day

§ Rare Disease Day: February 29. 
2020

§ https://www.rarediseaseday.org/

§ 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

Rare Disease Day 
2020

www.rarediseaseday.org

100 Days from TODAY!



NORD is the USA Affiliate for Rare Disease Day

Rare Disease Day 
2020

ON THE MAP



Colorado

Colorado Rare is moving ahead with 
plans for Rare Disease Day at the 
Capitol on Thursday, February 27



Texas



Nevada

Little Miss Hannah Foundation- Vegas Cares about Rare 5k



Advocacy 
vs. 

Lobbying

Our federal funds for our MSRGN 
grant cannot be used to LOBBY.

Bottom line: As a 501(c)(3), you 
can advocate for your 

organization or mission, but you 
can’t directly engage 

in political lobbying efforts.



Advocacy 
vs. 

Lobbying

As a nonprofit organization, a big part of your work has to 
do with advocating for your mission or cause. 
However, there’s a difference between advocacy and lobbying
— and deciding between them can make all the difference in 
your tax-exempt status with the Internal Revenue Service.

https://www.thebalancesmb.com/nonprofit-advocacy-vs-lobbying-which-is-the-best-strategy-4177308

https://www.thebalancesmb.com/what-qualifies-a-nonprofit-for-tax-exemption-2501886
https://www.thebalancesmb.com/nonprofit-advocacy-vs-lobbying-which-is-the-best-strategy-4177308


What is 
Advocacy?

Advocacy makes your voice heard regarding the issues most 
closely related to your organization’s purpose or mission. 

Advocating for your mission may include:
• Contacting your city, state, and federal representatives to 
explain your mission and share information about the work 
that you’re doing.
• Inviting representatives or members of the community to 
visit your site or to engage in informational sessions about your 
organization.
• Creating an email or social media campaign to share information 
and to promote events, projects, or initiatives.

https://www.thebalancesmb.com/nonprofit-advocacy-vs-lobbying-which-is-the-best-strategy-4177308

https://www.thebalancesmb.com/how-to-write-the-ultimate-nonprofit-mission-statement-2502262
https://www.thebalancesmb.com/nonprofit-advocacy-vs-lobbying-which-is-the-best-strategy-4177308


What is 
Lobbying?

Lobbying supports or opposes a specific piece of legislation, 
regulation, or candidate or official. 
Staff or volunteers may work to influence legislation or 
legislators on behalf of the organization, or an organization 
may ask for public support on a specific issue. 
Types of legislation that nonprofit organizations frequently lobby 
for or against include:
• Laws
• Resolutions
• Nominations
• Initiatives
• Proposals
• Referendums

https://www.thebalancesmb.com/nonprofit-advocacy-vs-lobbying-which-is-the-best-strategy-4177308

https://www.thebalancesmb.com/nonprofit-advocacy-vs-lobbying-which-is-the-best-strategy-4177308


Calendar- November 2019

§ Happy Thanksgiving!



Calendar- December 2019

§ Due Date for Genetic Pop-Up 
Applications: 12/1/19 

§ Miracles for Mito Holiday Party: 
12/7/19



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

§ May 7-9, 2020  National Down Syndrome Society 
Adult Summit in Phoenix, AZ

§ https://www.ndss.org/engage/ndss-syndrome-
adult-summit-2020/

§ June 2020-

§ June 25-28, 2020  National Down Syndrome 
Congress Conference in New Orleans  

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

§ September 2020

§ Global Genes Conference, SanDiego, CA

§ Sept 21-23, 2020

https://www.ndss.org/engage/ndss-syndrome-adult-summit-2020/
https://www.ndsccenter.org/annual-convention/


under FOR FAMILIES TAB: 

• “Genetic Ambassador” 
Drop Down 

• “Your Genetics Questions 
Answered” Drop Down

• “Genetics Pop-Ups”

www.MountainStatesGenetics.org



New Grant 
Cycle 

2020-2024

§ We  Want Your Input!

§ https://www.surveymonkey.com/r/inputongrant

https://www.surveymonkey.com/r/inputongrant


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)

http://mountainstatesgenetics.org


Thanks!

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


