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Why do we have a cCMV Work Group?




Most cases were being missed in Colorado




It Matters Because Timely Diagnosis Leads To...
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Now more children are being identified




Now we can track the children who are identified
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Educating Ourselves




cCMV Family Support Group




Educating Healthcare Professionals




Educating Healthcare Professionals
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A Family Story To Begin Each Meeting
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A Family Story To Begin Each Meeting

REMEDILS
OR SORROW

An Extraordinary Child, a Secret
Kept from Pregnant Women, and a

u 'M Pursuit of the Truth
r -

MEGAN NIX

s—

Read sample

Remedies for Sorrow: An Extraordinary Child,a
Secret Kept from Pregnant Women, and a Mother's

Pursuit of the Truth Hardcover - April 18, 2023
by Megan Nix (Author)
4.7 dokkhofrns (83) 4.4 on Goodreads 430 ratings

Best Biographies & Memoirs See all formats and editions

This "compulsively readable memoir...brings to light an issue that has been too long
ignored...An immensely important book" (Emily Oster, New York Times bestselling
author of Expecting Better and Cribsheet).

A story of a mother’s fierce love for her exceptional child and her courageous journey to
break the silence about a hidden risk to pregnant women: "both a beautiful family story
and an urgent call to action... [A] moving, potentially life-altering book" (Robert
Kolker, author of #1 New York Times bestseller Hidden Valley Road).

After a seemingly uneventful pregnancy, Megan Nix's second daughter, Anna, was born
very small and profoundly deaf. Megan and her husband, Luke, learned that Anna could
have lifelong delays due to an infection from a virus they had never heard of:
cytomegalovirus, or CMV, which Megan had unwittingly contracted from her toddler during
pregnancy.
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Creating and sharing
resources

Why is my baby being tested for

Colorado Chapter

Fam il}-’ Network American Academy of Pediatrics

DEDICATED TO THE HIALTH OF ALL CHILDREN®




Creating and sharing
resources

¢Por qué mi bebé se esta haciendo la prueba
para la infeccion congénita por CMV?

Colorado Colorado Chapter

Falllil}" Network American Academy of Pediatrics
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We invite you
and your child with

congenital CMV to join
the Colorado cCMV
Family Network

What is Cytomegalovirus (CMV)?

Cyrtomegalovirus (CMV) is a common virus thart infects people of all ages and is not harmful for most peaple. CMV spreads from
person to person through body fluids, including saliva, urine, and blood. Many of us cartch CMV as young children and the virus
is prevalent in the saliva of toddlers. Abour 3 our of 4 adults have had CMV by age 40. Most of us will never even know we have

had CMV.

What is Congenital CMV (cCMV)?

Sometimes a pregnant woman will pass CMV to her baby. When a baby is born with CMV infection, it is called congenital

CMV (cCMV).

* 1 our of 200 babies is born with cCMV infection

* 3 ourt of 4 babies born with cCMV will never have any health issues

¢ About 1 out of 4 babies born with cCMV will have hearing loss at birth or develop hearing loss during the first few years
of life

*  Some babies born with cCMV will have other challenges besides hearing loss, including issues with seeing or development

What happens after your child receives a diagnosis of cCMV?

If your baby’s CMV test is positive, your pediatri

an will talk with you about whether your baby needs additional testing or
medication. Your baby may need to see other specialists to get the best treatment for cCMV (see graphic on second side).

If your baby is diagnosed with cCMV, where can you find support?

The Colorado cCMV Family Network can benefit your family in several ways. By joining, you can:
Connect with other families who have children with cCCMV

Choose to meet with a Parent Guide who can share their CMV experience and resources

Join a private Facebook group for Colorado families with cCMV

Visit the National CMV Foundation, CDC, and AAP Co

y websites to learn more

ol e el

Learn more about ¢cCMV so you can advocate for the best medical care for your child

6. Participate in building a unique community here in Colorado for children with cCMV

To join the Colorado cCMV Family Network, visit
hup:/ friny.cd/ COCCMVEFamilyNetwork, COloradO C
email cCMV@COHandsandVoices.org, or call 720-598-COHYV (720-598-2648) Famlly NC (_)I'k

port the establishment of the Colorado cCMV Family Network have been provided by the American Academy of Pediarrics (AAFP) and the Colorado Early
vention (EHDI) Alliance. The Colorado ¢<CMV Family Network is sboration with Colorado Hands & Voices, an organization for families
raising children who are deaf or hard of hearing. The Colorado cCMV Family Network includes families who have kids with typical hearing.

“If we don't connect families to each other and to cCMV information, they can't connect the dots
about their children’s health. They need to find their tribe.”—Luke and Megan, parents

“Having a child diagnosed with cCMV can be scary.
There are so many wunknowns and every child is
affected differently. Having a support

b ystem that understands the
uncertainty is important.”
—Amber, parent

‘A diagnosis
changes a lot
of things. Don't Y
ever let that
define your life, %
or your childs life.
There is love and
life within and after a
diagnosis.”

Ashley, parent

To join the Colorado ¢cCMV Family Network:
*  Visit hup://tiny.cc/ COcCMVFEamilyNetwork

“Receiving our son'’s congenital CMV diagnosis was
unexpected and heartbreaking. Despite the
(/)zl”rug{'s that Matthew and we as a
ﬁmzif ¥y ﬁm: he inspires us every
day, has taught us more
than we could have ever
imagined, and is the
2y, %y . biggest blessing.”
’3‘% —Erin, parent

Specialists

Who's in
your
circle?

“It’s ok to be

broken and cry,

O &  and ask ‘why us?’

& Finding support
[from families

similar to mine

& helped me remember

that my child is who
he is supposed to be and
he is perfect!”
—Jami, parent

Colofado C V *  Email cCMV@COHandsandVoi rg
; *  Call 720-598-COHV (720-598-2648)
Famlly Ne Ork *  OR scan the QR code to the right
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Who’s in your circle?

Graphic included in a handout
given to a family if a baby tests
positive for cCMV



Promoting Targeted Screening

Screen
for

Congenital
CMV

A clinical guideline from the
Colorado Chapter, American
Academy of Pediatrics

ASSESS for Risk Factors:

Mother diagnosed with CMV infection during pregnancy
Small for gestational age: birth weight <10th percentile
Microcephaly: head circumference <10th percentile

Low birth weight or preterm: birth weight <2000 grams

Did not pass the newborn hearing screen (one or both ears)
Fetal hydrops or ascites, abdominal calcifications, or
thickened bowel on prenatal ultrasound

Hepatomegaly, splenomegaly, or elevated liver function tests
(AST or ALT =100 U/L or direct bilirubin >1.0 mg/dL)

8. Abnormal brain imaging

9. Persistent thrombocytopenia (platelets <100,000/mm3)

10. Petechial or “blueberry muffin” rash

11. Retinitis or other eye finding

OO P O N
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SCREEN if any risk factors are identified:

1. Order Qualitative CMV PCR on urine or saliva, with
adiagnosis code indicating the risk factor

2. If saliva CMV PCR is positive, order urine CMV PCR
to confirm

3. Give the family the handout: Why Is My Baby Being Tested
for CMV? (English link, Spanish link).

4. Add the diagnosis Screening for CMV to the Problem List

If urine CMV PCR is POSITIVE:

1. Add the diagnosis Congenital CMV Infection to the ProblemList
2. Give the family the handout We invite you and your child with
cCMV to join the Colorado cCMV Family Network (English
link, Spanish link)

Discuss the case with a Pediatric Infectious Disease specialist
Order a CBC with differential and liver function tests

Order brain imaging, either head ultrasound or brain MRI

Refer to a pediatric ophthalmologist, to look for CMV retinitis
Refer to Early Intervention, to monitor for developmental delays
Refer to Pediatric Audiology and Pediatric ENT

For more information, go to aapcolorado.org

C oo~ O s W




cCMV Resources: the AAP-CO website

Special Topic: Congenital CMV
Infection




=

cCMV Resources: the AAP-CO website

Information about Congenital CMV and Hearing

What is CMV? (National CMV Foundation)

CMV and Congenital CMV Infections (CDC)

Early Hearing Detection and Intervention Resources for Families,
Professionals, and the Community (Colorado EHDI Alliance)
Family Resources (Colorado Hands & Voices)

Colorado Newborn Hearing Screening Program (CDPHE)

Medical Evaluation for Newborns with Hearing Loss (Colorado
Newborn Hearing Screening Program)

p
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Handouts

Why is My Baby Being Tested for congenital CMV infection?

¢Por qué mi bebé se esta haciendo la prueba para la infeccién
congénita por CMV?

For The Family When A Child in Colorado Has Been Diagnosed With
Congenital CMV

Te invitamos para unirse a la Red Familiar de cCMV de Colorado
Babies born with Congenital CMV infection (CDC)

Congenital CMV and Hearing Loss (CDC)

Family handout on Unilateral Hearing Loss, English

Family handout on Unilateral Hearing Loss, Spanish

Targeted screening

Information About Congenital CMV for Healthcare Professionals Who
Care for Newborns

Flow Diagram: How to Screen for Congenital CMV

Targeted Screening for Congenital CMV

Labs Offering Testing for CMV in Newborns

Procedure for ordering a CMV test on the newborn dried blood spot

Videos

AAP-CO & Project Firstline: Preventing CMV Infection during Pregnancy
Congenital CMV: A Webinar for Early Intervention Providers

Congenital CMV: A Webinar for Midwives in Colorado (Access
Passcode: UG#$4N*Q)

Alto CMV Arizona: Manos y Voces Arizona (Spanish)

Information about cCMV in American Sign Language

Medscape: Perspectives on cCMV

Research

Baylor College of Medicine CMV Research Group
University of Alabama Birmingham

The University of Minnesota, Schleiss Laboratory
Sallie Permar, M.D., Ph.D.







Educating childcare workers and school nurses




NATlONAL@MV FOUNDATION

5 Simple Tips to Reduce Your Risk

g & X &

Avoid contact Donotputa  Donotsharefood, Donotsharea Wash your hands
with salivawhen pacifier in your utensils, drinks,or toothbrush after changing a
kissing a child mouth straws diaper

www.nationalcmv.org



Promoting development of policies
in healthcare systems




Advocating for testing the
newborn dried blood spot for CMV




Testing the newborn dried blood spot
for CMV in Colorado




Testing the newborn dried blood spot

for CMV in Colorado










Social Media Campaign for CMV Awareness Month

.
Congenital CMV

is now a reportable

The Colorado Newborn

Screening Program

isadding a new

conditionin2025— condition in Colorado a
. ""

Congenital CHV E— e

This isa common virus ' .

that can cause hearing
loss and other health
problems and affects

1in 200 babies. Positive CMV testing in a child youngerthan 1 year of age

(all specimen types) must be reported to CDPHE within
four days; labs must also report all urine CMV results
(positive or negative).*

Colorado Chapter
*Only labs who report electronically are required to report negative urine results to COPHE

§ I 2
American Academy of Pediatrics @:

COLORADO

Health & Environment
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Health & Environment

Colorado Chapter

American Academy of Pediatrics @:



Policy change versus legislation




Grant support




Colorado cCMV Work Group: Participants
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Colorado cCMV Work Group: Participants
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