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Objectives

* Describe 3 ways to increase CMV awareness in your area
* Describe 3 ideas to start a CMV related event in your area

* Describe 3 objectives of the Community Alliance Program at The
National CMV Foundation




CMV Awareness
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Tell Your Story
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Move Over Zika, We Need To Talk About .
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CMV Is a Greater Threat to Infants

Share with television/print media Than Zika, but Far Less Often

Discussed

Submit to organizations you are affiliated with:
* High school newsletter
* Workplace newsletter
* Professional organizations
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“Pippa’s Bill” (Bill 51) was signed into. law on April 20,2017. Amanda reports that Pippa is doing well. She is now 18

Y months old and is moderately affected by CMV. Her brain
was permanently damaged by the virus causing develop-
mental and motor delays as well as seizures. However, she
isavery happy girl, and for that the Devereaux family is very
grateful. They hope that this bill will help improve the lives of

Click here for specific information within Bill 51.




Talk with Stakeholders

* Public Health

* Medical Clinics/Providers
* Therapy Clinics

* Childcare Providers

e Early Intervention

e Disability Rights Groups




Consider Legislation in Your State

Congenital CMV Legislation in the United States
August 2023

e Usually multi-year process

 Variable success depending on
legislative climate and state
culture

* Can be effective way to make
change and raise awareness v . GA . maTioNAL

CMV
e Contact NCMVF to start learn . B

how to get started \

B OtherLaw Enacted M Screening or Education Law Enacted Law Proposed  Stakeholder Interest in Legislation

@ National CMV Foundation, http://www.nationalcmv.org/
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Other Awareness ldeas
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Hosting an Event/Fundraiser
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Planning an Event

e Decide on an objective for your event
e Raise funds, spread awareness, both?

* Choose an event that interests you and that is realistic for you
* Plan early

e Recruit a team/committee

* Think about your entire state and/or region for events

e Connect with other CMV parents in your area

e Speak with like-minded organizations in your area (e.g. NCDB), to increase
CMV awareness and participation in your event

* Leverage activities you’re already a part of
* Keep it simple
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Event Ideas

FUNDRAISING

* PaintNite

e CrossFit group workout

* Spin or Yoga class

* Golf tournament
Walk/Run (local or virtual)
* Themed dance

e Giveback night

* Join our CompetedCMV
team

* Facebook fundraiser
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INFORM ® ENGAGE ® ADVOCATE

EDUCATIONAL

“Awareness Day”
Conferences
Grand rounds
State meetings
Local colleges or universities
Guest speaking engagements &
Baby fairs

Work with professional
organizations

State or regional multi-
disciplinary workgroup




NCMVF CMV Community Alliance
(CCA)

* Program of the National CMV Foundation
(NCMVF)

* Empowers advocates to work on CMV advocacy in
their area

* NCMVF provides support and resources

* Goals:
* Increase awareness of cCMV

* |Increase revenue to support the cause
* Increase CMV newborn screening

* Increase local partnerships
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Panel Discussion




THAN K YOU | Stay Connected

Www.nationalcmv.org

=1 /NationalCMV

Amanda Devereaux RN, BSN

National CMV Foundation :
Program Director ’ @NatlonaICl\/IV
amanda.devereaux@nationalcmv.org @NationaICI\/IV
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