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The mission of the National CMV Foundation is to
prevent pregnancy loss, childhood death, and disability
due to congenital CMV,
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Objectives

their risk of contracting CMV.
 Participant will list 3 potential outcomes for children
with a congenital CMV infection.

 Participant will list 3 interventions or support that may
help children with a congenital CMV diagnosis.
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Cytomegalovirus (CMV)

Double-stranded DNA virus

Herpes family

Most infections are “silent”

Common
* Most adults (50-80%) have been exposed by age 40

* Up to 80% of healthy children are shedding the virus
at any given time
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Congenital Cytomegalovirus (cCMV)

/7

* When an expectant mother catches
CMV, the virus can cross the placenta
and infect the developing baby

 When a baby is infected with CMV
before birth it is called congenital CMV
(cCMV)

e 1in 200 infants is born with cCMV

e 1in 5 of these infants will have a birth
defect or permanent health condition

e CMV is the most common infectious
cause of birth defects
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Transmission

* Risk of transmission through casual
contact is small

* Virus is mainly transmitted through 6
urine and saliva (toddlers are “hot

zones” for CMV) r’

* Virus can be transmitted from mother
to baby during pregnancy. Most l l
common cause is from child < 3 yrs

* 1 outof 3women who are infected
during pregnancy will pass the virus to
their developing baby
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Ryder’s Story

*Shared with permission

Born July 2018
* Passed hearing screen on 3 try [ i e X o
* Born with petechiae
* Not tested for CMV

e Atagel Nt
* Hearing loss, white matter changes in brain S 5o - | L g
* Neurologist requested blood spot be tested for CMV '

* “We only got the CMV diagnosis because we pushed and
pushed for a cause of the hearing loss”

* Missed out on possible antiviral treatment, follow-up hearing
testing, and early intervention
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Impact

1 in 200 babies is born with cCMV- 20,000+ babies/year

90% are asymptomatic at birth
 >90% of infants with symptomatic cCMV are not identified

* 1 out of every 5 babies born with the virus will have a permanent health
condition (may show up months or years later)

* 4,000+ birth defects or permanent health conditions per year

* Recent research indicates nearly half of children with asymptomatic cCMV
have vestibular, gaze, or balance disorders

e Black and multi-racial infants are at increased risk for cCMV

* Hearing loss is the most common consequence of cCMV, with up to 25% of
children with cCMV developing sensorineural hearing loss.

WWW.nationaIcmv.or
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Spectrum of Symptoms

Born symptomatic Born asymptomatic

Death Medically Multiple Developmental Hearing loss None
Miscarriage, fragile impairments  delays Hearing aids, No visible delays
stillbirth, Cerebral palsy, Cerebral palsy, Cognitive delays, Cochlear or impairments
infant or child Seizures, Vision loss, Learning issues, implants,

loss Failure to Thrive, Hearing loss Feeding and Communication
Hearing loss, sleeping issues,  and learning
Vision loss Vision loss, issues, Mild
Hearing loss vision disorders

Severe Moderate Mild
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Economic Impact

Estimated cost in 1990s (US): 1.9 billion annually
Estimated average cost per affected child (US): $300,000 annually

Privately insured children with recognized symptomatic cCMV had 4-year
expenditures >20 times as great as other privately insured US children

Costs can include medication, hospitalization, therapy, doctor visits, adaptive
equipment, hearing aids, cochlear implants, surgery, special education, etc.
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Viral causes of congenital health conditions

ZIKA

[ZIKA VIRUS)

RUBELLA

(RUBELLAVIRUS)

Found in South and Central America

Y

Transmitted by mosquito bite l b

pregnant woman to unkb

- 5 o C
Can cause baby to born with

(small head /small brain

No treatments or vaccin

AN
] insect repellants

Liveborn infants with birth
defects due to Zika = 203 (US &

Territories) TOTAL
(MMWR (2018); 858-867)

Liveborn infants with birth

defects due to CRS = 0.75/yr
(MMWR (2013) 62; 226-229)

CMV

[CYTOMEGALOVIRUS)

Found worldwide

T (] Transmitted by contact with
bodily fluids of babies,
w toddlers, and small children

Symptoms include fever, fatigue,
and joint pain

Can be transmitted from
pregnant woman to unborn bahy

Can cause baby to be borm with
hearing loss, cerebral palsy,

seizures, microcephaly
{small head/small brain), ete

Treatments and vaccine in development

Prevent by avoiding contact
with saliva, urine, and other bodily fluids
from babies, toddlers, and small children

Liveborn infants with birth
defects due to cCMV =

8,000-10,000 (US) EVERY YEAR
(CDC)
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Awareness vs Incidence of Congenital Conditions
Number of Children Disabled by the Condition Each Year (Dots)

2,QOO 4,q00 G,QOO
Congenital Cytomegalovirus (CMV) @)
Congenital Toxoplasmaosis - /)
Congenital Rubella Syndrome - % of women who have Number of children
heard of CMV disabled by CMV

Beta Strep (Group B Strep) -

Parvovirus B19 (Fifth Disease) -

Fetal Alcohol Syndrome -

Spina Bifida

Sudden Infant Death Syndrome (SIDS)
Down Syndrome -

Congenital HIV/AIDS -

NATIONAL

Percentage of Women Who Have Heard of the Condition (Bars)
CMV

Based on US data from Doutré SM et al. (2016) Losing Ground: Awareness of Congenital Cytomegalovirus in the United
FOUNDATION States. Journal of Early Hearing Detection and Intervention 1:39-48. Chart by Artful Analytics, LLC (@_sethdobson).
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“Silent Global Burden”

* Why is attention to CMV low?

* Maternal and newborn infections are usually asymptomatic
» Sequelae are usually delayed, and once visible testing for cCMV is not possible

* False belief that congenitally infected children who are born to women with
preexisting antibodies have normal outcomes

» 2/3 of infants with congenital CMV are born to mothers who were seropositive before
conception
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Prevention

* Per the CDC, pregnant women may be able to lessen their risk of acquiring CMV
during pregnancy

* Prevention has been hindered by the sense that CMV is “unavoidable,” or will add
to a pregnant person’s stress level

* There have been several studies indicating that hygienic measures can reduce
seroconversion during pregnancy, with no adverse affects noted

* Afew states have laws mandating pregnant women be provided CMV prevention
materials

* 2015 ACOG Practice Bulletin called prevention measures “impractical or
burdensome”

* Prenatal education is recommended by RANZCOG (March 2019) and SOGC, SOGC
gave prevention evidence a “high” rating

NATIONAL
2 https://www.cdc.gov/cmv/index.html

QMV Adler, S. et al.

ACOG Practice Bulletin Number 151, June 2015
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5 SImple Tips to Help Prevent CMV
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Should You Exclude/Avoid a Child with cCMV?

* 95% of children born with CMV are not diagnosed. Additionally, 1 in 3 children will
be infected by age 5.

* "Since not all children undergo CMV testing and most with CMV show no signs of
this infection, workers and staff must follow these precautions for all children. These
precautions should also apply to daycare workers or staff who work in schools and
who are in contact with young children."

e "Adults are at a much higher risk of acquiring CMV from children living in the same
household than from an occupational exposure.”

-AAO-HNS Position Statement

* The CDC and AAP do not recommend treating children with cCMV any differently
than other children. ASKmptomatic shedding is common in people of all ages.
Standard precautions should be used.

NATIONAL
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Vaccine Development

* Vaccines have been in development
for over 30 years

* |nstitute of Medicine gave
development of a vaccine “highest
priority” rating

 Most cost-effective vaccine in
development (pre-COVID)

* Moderna’s Phase 3 trial has
completed recruitment

moderna

.

ntheus, 250 [AIA)
-Every 30 min
ot SO [N
omv. S0 malm

Share the facts about CMV.

#nowiknowCMV

www.nationalcmv.org
Arvin, A. et al.

https://trials.modernatx.com/study/?id=mRNA-1647-P301
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Treatment

* Pregnancy- no standard treatment
e Cytogam- IV immunoglobulin
* Oral Valaciclovir

» After birth (note: babies will not receive treatment if they are not
diagnosed)
* Infants need regular follow up: hearing, vision, development, etc.
* Automatic qualifier for Early Intervention in many states

e Symptomatic infants who receive antiviral therapy had improved outcomes
* 6-month oral therapy regimen
* Need to be monitored by infectious disease specialist
* Need frequent blood work

NATIONAL
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Typical Family Experience-Diagnosis




Typical Family Experience




Current Status of cCMV Screening

* Early identification allows for evaluation, treatment, Congenital CMV Legislation in the United States
and monitoring . March 2024

* Most infants (>95%) with cCMV are not identified

e Several states have mandated “targeted screening”
where infants are screened for CMV if they fail
newborn hearing test

* Minnesota is the first state to screen all babies at
birth. NY completed a 1 year screening pilot. CT will
begin screening all babies in 2025.

* RUSP (Recommended Uniform Screening Panel) sc

nomination vs AL GA NATIONAL
. . °M
e More common than the 29 combined metabolic E SNDAX
and endocrine disorders on the RUSP -
* Research has indicated parents are supportive of
CMV screening even if their children never develop |
Sym ptoms B otherLaw Enacted B Screening or Education Law Enacted Law Proposed = Stakeholderinterestin Legislation

© National CMV Foundation, http://www.nationalemv.org/
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CMV Testing Modalities
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DRIED BLOOD
U{RINAE SALIVA SPOT
a0
SENSITIVITY 929% 99% 75%
Eg?_EE%EHON Difficult Easy Easy
TIMING <21 days <21 days Anytime

Not stored by all

OTHER Send outlab  Breastmilk false vl gl

positives
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What Can Providers Do? CONGENITAL CMV:

NEXT STERS - "
* Ensure all pregnant women or women planning a

. . f t . b t . t | CytorrL;egalmrims {CdM\.f?c;sacommon virus thart‘ infecr:sbpeopr{g gf all al%%; and il'js Inot harmfun‘Ljf%r Lcr;r;ést )
pregnancy are give Intformation about congenita §s0ks MV g oo o posey iouch oo MU R g el UFecsi oo Ly

ad CMY by age 40. Most of us will never even know we have had CMV.

CMV

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

* Consideration should be given to universal and P
“targeted” screening programs B A R —————

+ Some babies borm with cCMV will have cther challenges besides hearing loss, including vision loss or
. ol . . developmental delays
* Provide resources for families diagnosed with cCMV:
° E a r I y AC C e S S Ifyour baby's CMV test is positive, your pediatrician will talk with you about whether your baby needs
?g’dgi?& testing or medication. Your baby may need to see other specialists to get the best treatment

Audiology

I n fe Ct I O u S D I S e a S e The National CMV Foundation may be able to help your family in several ways. The Foundation can
help with:
O p h t h a | m O | O g y + Leaming more abut cCMV and the wide range of effects it may have on your child's development

- Connecting you with appropriate state specific CMV support
« Connecting you with other families experiencing a cCMV diagnosis NATIONAL

N e u ro | Ogy - Assisting you with finding providers in your state/region familiar with CMV C v
* Be familiar with state laws and hospital policies e e

diagnosis. Fourteen years later, and my daughter Avalee continues 1o show me
this every single day.” FOUNDATION

related to CMV newborn screening s
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Educational Material

* National CMV Foundation provides educational
materials on our website 1
* Materials can be printed and distributed E YOU PREGNANT?
« Work with groups on co-branding -
ok e | b e Dt
° httpS//WWWnatIOﬂa|CmVOrg/reSOU rceS/educatlona|—dOWI’]|OadS i}lchllciilllgﬁearilllg(lo;s, vfisionloss.._ and(cerebml p:lllsy. o h

CMV is an often symptomless virus that is spread through saliva, mucus, and urine.
Healthy babies, toddlers, and young children can get CMV from their peers and pass
it to their pregnant mother.

Tips to protect yourself and your unborn baby from CMV:

® When you kiss a young child, try to avoid contact with saliva.
® For example, you might kiss on the forehead or cheek rather than the lips.

® Do not put things in your mouth that have just been in a child’s mouth,
including food, cups, forks or spoons, and pacifiers.

® Wash your hands after wiping a child’s nose or mouth and changing diapers.

NATIONAL
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https://www.nationalcmv.org/resources/educational-downloads

Questions?

* For more information please visit:
* https://www.nationalcmv.org/
e http://www.cdc.gov/cmv/index.html

* Email
 amanda.devereaux@nationalcmv.org
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