The Path to cCMYV Policy
Change

Learning from one family’s personal journey - Bella’s Bill 4 CMV




Bella Dawn Streeval
2/5/2017 - 4/7/2020

“Our Why”




Came into the world on her own way and
in her own time!

Symptomatic at birth

Enlarged Spleen and Liver

Petechiae

Failed Hearing Test

Microcephaly

Brain Calcifications
Polymicrogyria




Full of Spirit and Spunk
Strong Personality
Super Happy

Words Not Needed




Seizures
VNS
Surgery

Cerebral Palsy

Other Surgeries
G-tube
Nissen
Pyloroplasty




Beginning Steps



cCMV Testing in the United States

Congenital CMV Legislation in the United States

July 2022

Other Law Enacted B Screening or Educ: awEnacted  Law Proposed  Stakeholder Interest in Legislation




NEVER DOUBT THAT A SMALL GROUP
OF THOUGHTFUL COMMITTED CITIZENS

CAN CHANGE
THE WORLD;

INDEED, IT IS THE ONLY THING THAT EVER HAS.




Gather the Troops

42 Families

7 CMV Angels
Ages1-31yrs
Most under 13

21 counties




Know Your Stakeholders




Dr. Shelley Moats, Au.D., PASC - Board Certified Pediatric Audiologist and Director of
Audiology at our Little Ears Hearing Center.

Dr. Laura Stadler, MSEd, MD, MS, FAAP - Professor of Pediatric Division of Infectious
Disease at UK College of Medicine

Stephen Church, MD - past president of the KY Chapter of AAP and is now President of
their Foundation.

Kenneth Ilverson, MD - ENT-otolaryngologist at University of Kentucky

Dan Stewart, MD - President of the KY Chapter of the American Academy of Pediatrics
and established the KY Pediatric Society Foundation.

Arpita Lakohtia, MD - Assistant Professor of Pediatric Neurology at U of L

Dr. Connie White - Deputy Commissioner at Kentucky Department for Public Health






BELLA'S BILL FLIGHT PATH

Making Changes




How to Educate and Build Awareness

e Create a Website
e Open Targeted Social Media Accounts

e Host Educational Webinars |7
“Awareness Is the greatest

e Utilize Media Outlets S AL L

N



BeLla palvh

Bolla was full of spirt and loved doarly by
her family, who continues to honor her
logacy by fighting for CMV awareness.

Bela loved lstening to music with
her cochiear implants, and water was
her magic.

“Wo continue to ightfor her, and

‘she taught us how to do that."
- Bolla’s mom

What is CMV?

Cytomegalovirus (sy-toe"MEG-a-low-vy-rus) or CMV, is a member of
the herpes virus family. Coming into contact with CMV is

a common occurrence, typically harmless to the general population.
A CMV infection causes cold-like symptoms, such as a sore throat,
fever, fatigue and swollen glands. These mild CMV symptoms last for
only a few short weeks and are rarely a cause for concern for healthy
kids or adults.

CMV, however, can cause severe disease in babies who were infected

before birth (referred to as congenital CMV or cCMV).

Congenital CMV affects one in every 200 babies born each year
(approximately 30,000 children annually), making it the most common
congenital viral infection in the United States. Furthermore, one in

every five children born with cCMV will develop permanent health problems
(roughly 6,000 children) with as many as 400 infant deaths annually.

National CMV Foundation
www.nationalcmv.org
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Approximately 257 babies will be born each year in Kentucky with cCMV.
Of those, 51 babies will have birth defects and long-term health issues.

In 2020, a passionate group of parents and professionals
came together to focus on the impact of cCCMV in the state and
to address changes that need to be made. This group is pursuing
legislation to allow for universal newborn cCMV screening in
Kentucky. In adition, the group’s purpose includes educating
women of childbearing age, the general public, healthcare
providers and departments of health about the prevalence and
effects of cCMY, as well as advocating for vaccine development,

“We fight for Destiny and all the other c
warriors throughout the state.”

Ellas you: familySbeent

alflieced by @

Call or text Sarah at 270-
or e-mail sdurbin85@gmail.com
to share your story and
help make changes for current and
future CMV families in Kentuck

b Like our Facebook page
f @be v

lasbill4cmv to get involved!
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"N PASSES THE KENTUGHY

Know your Legislators LEGISLATURE!

Have multiple supporters

Go to session in person

Give them the numbers

Give them a “why”



Empowering
Families
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: Education for expectant families

: Enacted on April 7, 2022, provides education for
expectant families and targeted CMV testing for babies they may fail the
hearing test or have other CMV symptomatology

KY Hands and Voices Guide By Your Side (GBYS) : provides CMV families
with a point of contact, a peer that can help with resources, education, and
support.

GBYS Hosted CMV Family Cafe': gives families a safe place to connect with
other families and to process specific struggles and beautiful moments in
their lives in a group setting. We have had both in person and virtual.


https://chfs.ky.gov/agencies/dph/dmch/cfhib/Pages/newbornscreening.aspx
https://apps.legislature.ky.gov/record/22rs/sb105.html

Website:

FaceBook Page:

Sarah Streeval
1958 Milltown Church Rd
Columbia, KY 42728

sdurbin85@gmail.com



https://bellasbill4cmv.com/
https://www.facebook.com/bellasbill4cmv
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