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Megan Becker, Ed.D. Lisa Eikel, MS CGSLP

Megan became an advocate for Cytomegalovirus (CMV) Lisa is the Co-Chair of the Virginia EHDI Advisory Committee.
education when her son was born affected by the virus  She is a volunteer Community Alliance Chair with the National
in 2022. Megan volunteers as a Community Alliance CMV Foundation and works as the DHH Project Director and

Chair with the National CMV Foundation for Virginia as  Family Engagement Coordinator for the Center for Family

well as a volunteer Family Navigator with VCU’s Center  Involvement, Virginia’s EHD+ supported Family Based
for Family Involvement. Megan and her family live in Organization. She is a parent to a child born with congenital
Richmond, VA. CMV in 2017. Lisa lives in Loudoun, VA with her three boys.
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congenital CMV, incliidiaghcare system relateditaplement in their clinical
its prevalence, sympt&msgenital CMV diagnosis tice, enhancing the
and lortgrm impacts otreatment, motivating thergverall care for families

families to advocate for betier affected by congenital CMV
practices






Impactotf CW

1 out of 3 1 Child 11N 200
e 6 6 PEERRRRRRRL 000004
PE998900900904904044
() ! ; PORIRRRRRRE IR IS
PEE10940000049040044
U w T - TRTIETIRLERLRILRLLE
pregnant women who become infected with is permanently disabled by congenital CMV children are born with congenital CMV each

CMV will pass the virus to their unborn child every hour year




symptoms

= 'Sj CHILDHOOD
MOTHERS. Hearing Loss Vestibular disorder
. Asymptomatic Visign Impairment Feeding disorder
Mild célike symptoms Seizures Autism~
Often unrecognizable to the Ig\ﬂl,?r?]cephawh Intellectual Disabilities
mother as Significant Brote a%a as Learning Disabilities
L ow Binth vevé\i/gerg Progressive hearing loss
Eailure to Thrive Lateonset hearing [0ss
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SHORTCOMINGS



parent experiences
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Inadequate prenatal educational prqgrammi
Lack of knowledge among providers
Difficulty in obtaining a diagnosis flid
Limited timeline for availability of trea#enti\ 4
Poor understanding of potential out¢cemes, "VW./§
Inadequate access to mentors/ familieswith, 7 §%
experience | RN o
Negative impacts on maternal/ infant bondl } %
lack of community knowledge/ resources % ' =F =
E[‘erdl_Ce | oy
Inancial strain
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The hard stuff and strong kids




What veteran parents want new parents to know

Take it one day at a time!
Comparisson is the thief of joy. Don't let the resentment build
from bonding with your baby.
Do your research and ASK QUESTIONS!
Don’t be afraid to seek different providers or second opinions. kg
Connect with Early Intervention, early!

Find your support netaarimunity, family, or friends.
Tap into each and every resource you can find!

Do your research, prepare for all possibilities

No two patients’/ families’ stories are the same, but find some@
walked this road too! )

Take the time to mourn what didn’t go the way you thought, th
nd fight!
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prevention

Tips to Help Prevent CMV

M & @ X E

Avoid contact with Do not put a Do not share fam DO not share Wash your hands
saliva when kissing  pacifier in your utensils, drinks o a toothbrush after changing
a child mouth straws a diaper
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Congenital
Cytomegalovirus
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An official website of Commonwealth of Virginia Here's how you know v
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About How Dol A-Z Index Locations Data Clinicians Newsroom Contact

Virginia Department of Health > Early Hearing Detection > Resources for Professionals

Early Hearing Detection and

jotscveniion Resources for Professionals

ASL COVID-19 Resources Primary Care Providers - Shared Plan of Care for Children Newborn Hearing Screening Risk Factors for Recommended
with Hearing Loss Follow up Testing

Preparing for Birth

Early Hearing Screening }TUH INEWIJOFH Sc_lreer.wing Risk Factors...

Wateh later | = [ Watch later
ol :k. \ § - -

Children with Hearing Loss v 3 Al B ‘REEN I

il " 4

Congenital Cytomegalovirus (cCMV)

Resources for Professionals Factors for
' { ymmended
Events and Information W up Testing
2024 Virginia EHDI g e
Conference il ¢ Watch on 28 YouTube
MyEHDI
Links
Contact Us

Hearing Targeted congenital Cytomegalovirus Screening
Protocols B§
» What Do You Know About CMV? I
Protect Your Baby FromCMV B§
Infectious Disease Regional Contacts for cCMV
Screening 1§

Email this page

Virginia's Targeted Congenital Cytomegalovirus Screening
Frequently Asked Questions (FAQs) B

cCMV VISITS Guide B

Assessment and Management of congenital
Cytomegalovirus Fact Sheet [§

» When to Screen for cCMV B

Otolaryngology Regional Contacts for cCMV Screening B
cCMV Sample Collection Checklist B

Congenital Cytomegalovirus (cCMV) Training Video Series

All information displayed in this video is for training purposes only
and none of the information represents real child data.
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DEPARTMENT
OF HEALTH

Home » Diseases and Conditions

CYTOMEGALOVIRUS (CMV) Inform ation fOI’ Health

CMY Home
L]
About CMV and Congenital CMV PrOfeSS]_OnalS
CMV Prevention In February 2023, the Minnesota Department of Health (MDH) Newborn Screening
Eor Families and Caregivers Program became the first in the nation to screen all newborns for congenital CMV.

These resources provide information about congenital CMV and may help health

For Health Professi : ) . ) s
or Health Professionals professionals as they provide care to affected children and their families.

For Childcare and Education
Professionals For information to share with families after a child is diagnosed with congenital CMV,

visit CMV Information for Families.

RELATED PROGRAMS

Newborn Screening Webinar for doulas and birth workers

Children and Youth with Special
Health Needs

@ Knowledge is Power: Pregnancy and CMWlechanism . o r

Watch later  Share

Early Hearing Detection and
Intervention (EHDI)

From a US state public health authority >

. DiCP‘I |r\h:.d

’ nent
* .Y
attracted to

cells in the
brain and
inner ear

* End organ
damage
* [UGR/SGA

CONTACT INFO
¢ Inflammatory

Children and Youth with Special ERViTBRIRERt

Health Needs
651-201-3650
800-728-5420 (toll-free)
health.cyshn@state.mn.us

Placental Injury

Viral Replication in Fetal Cells
Maternal Immune Response

Wi S, Brizie 1, Cy galovirus Inf ned Infl in Developing Brain, Viruses. 2021 June; 13(6): 1078,
Watch on n‘lrUUTUE}E anji 2ie a in Devieloping Brain 505 i, =
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CARE TO TALK SERIES

Thursday, June 20th at 8 PM EST

This is a virtual cCMV family support group
hosted by volunteers. No matter what your
CMV journey looks like you are welcome to join!

MODERATORS
Pre-registration is
required. Use the

QR code to register

ikirk
MVF

Amanda Devereaux
CMV Mom and
NCMVF Program
Director

gamanthd : c
Mom an
CMVCc A Co-Chaif

Michigan

Kelsi Gagne
CMV Mom and NCMVF

CCA Chair
Maine



CMv CCA Map




Whatpar ents want YOUto know

* Prenatal Education!

* Do you research/ learn more

» Refer to specialists if you aren’t experienced
» Recognize our grief

* Be gentle with us

* Don’t underestimate our kids

* Find compassion and empathy

* Qur children are not CMV, they have CMV

* Tell us what to watch for/ later complications
* Don’t share "best case only” scenarios

* Be kind when delivering the news

* Treat us like you would want your loved ones treated
* Trust our gut instincts

DENRIE]
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