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

Foundation for Virginia as well as a volunteer Family  Virginia's EHDI- supported Family Based Organization.
Navigator with VCU's Center for Family Involvement. She is a parent to a child born with congenital CMV.
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Participants will gain a Participants will identify Participants will leave with
deeper knowledge of current shortcomings in the specific strategies to
congenital cytomegalovirus,  healthcare system related to implement in their clinical
including its prevalence, cCMV diagnosis and practice, enhancing the
symptoms, and long-term treatment, motivating them overall care for families
impacts on families. to advocate for better affected by cCMV.

ractices.




A viral infection that can live dormant in one’s body and
reactivate later (similar to Chicken Pox, Herpes,
Mononeucleosous).

Widespread throughout the general population:
| in 3 children have had it by the time they’re 5 years old.

Higher risk for severe infection occurs in individuals with
weakened immune systems:
(organ transplants, chemotherapy, and pregnancy)



IMPACT OF CMV
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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




CMV is a viral infection that occurs when an unborn baby is
infected by CMV during the prenatal period.

Transmission happens when the virus passes from an
infected mother to her baby.

The virus is picked up through bodily fluids from another
infected individual (saliva, mucous, urine, blood)- often
from our own family members.

CMV can lead to birth defects, hearing loss, developmental
disabilities, vision impairment, permanent disabilities,
miscarriage, stillbirth, and even death.



FACES OF CMV




SYMPTOMS

MOTHERS INEANTS CHILDHOOD
Hearing Loss Vestibular disorder
Asymptomatic Vision Impairment Feeding disorder
Mild cold-like symptoms Seizures Autism

Often unrecognizable to the Microcephaly Intellectual Disabilities

mother as significant Petichaea rash Learning Disabilities
Preterm delivery Progressive hearing loss
Low birth weight Late-onset hearing loss



DIAGNOSIS
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CMV can be screened for through a
saliva swab, but it is diagnosed
through blood test or urine test (best

specificity and sensitivity)
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Early diagnosis can lead to better
management and treatment options.

Diagnosis within the first 2I- 30 days of life

opens the possibility to antiviral drug
treatment and a diagnosis or “answer” to a

child’s symptoms
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Even if your state does not have universal or
targeted screening, testing can be at the
parent or physician’s request if the
symptoms match or there’s a reason to
believe the mother acquired CMV during
pregnancy.




TREATMENT
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PREVENTION




PREVENTION

ple Tips to Help Prevent CMV
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Avoid contact with Do not put a Do not share food, DO not share Wash your hands
saliva when kissing  pacifier m your utensils, drinks or a toothbrush after changing
a child mouth straws a diaper
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Prenatal congenital CMY Signs

« Placental thickening
. Organome«gaty - gbnormal enlargerment of organs
+ Hepatomegaly ~ abnormal enlargerment of the liver

- Splenomegaly ~ abnormal entargement of the spleen

« Pyelectasis = dilation of the renal pelvis, the funnel-iike dilated proximat part of the ureter (muscu\anubes that propel urine from the Kkidneys to the

urinary bladder) in the kidney {also d marker for Down S\;ndmme)

» Megaloureter — gbnarmal dilation of the ureter

» AsCiles - gzslmenlerological term for an accumulation of fluid in the pe:imnea\ cavity (isa potential space petween the parietal peritoneum and

yisperal peritaneur; {hat is, the Two membrangs thal separate the organs in the abdominal cavity from {he abdominal wall)
» Fetal ydrops - gocumulation of fiuid in the fetal compartments
. abnormality of amniotic fluid
« Microcephaly = syl head circumference, more than two standard deviations smaller than average
» Cerebral venlricu\umegaly - gitation of the \ateral ventricies of the brain
« iraracranial calcifications — the puild-up of calcium salts in the soft tissue of the brain
» Hyperdense image in {halarnic artecies
» Periventriculat echodensities
« Hepatic echodensities
« Intestinal echodensilies

» Cystic structures in the germninal Zone

A newbofn presenting with any of the foliowing signs or symptoms iy have onngeniwl ChY.
Neonatal Congenital CMY Signs

+ Thrombocytopenia = low blood platelet levels
« Peiechiag tpurpum‘; - red or purple spots on the body causer by broken plood vessels
o Jaundice — yellow skin and eyes caused by increased bilirubin fevels in the blood
» Microcephaly = small head size
« Small size at irth
o Gmall for gestational 898 (SBAY
o Intrautering growth restriction {IUGR)
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CMV Blood Spot Testing
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CARE TO TALK
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CARE TO TALK SERIES

Thursday, June 20th at 8 PM EST
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This is a virtual cCMV family support group :;Vidom and' C
hosted by volunteers. No matter what your CCA C"‘i‘;
CMV journey looks like you are welcome to join! Monta

MODERATORS
Pre-registration is
required. Use the
QR code to register.

Amanda Devereaux
CMV Mom and
NCMVF Program
Director

Kelsi Gagne
CMV Mom and NCMVF
CCA Chair
Maine



WHAT PARENTS WANT YOU TO KNOW

¢ Prenatal Education!

e Do you research/ learn more

e Refer to specialists if you aren’t experienced

e Recognize our grief

e Be gentle with us

e Don’t underestimate our kids

e Find compassion and empathy

e Our children are not CMV, they have CMV

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

e Be kind when delivering the news | DANIEL

e Treat us like you would want your loved ones treated

e Trust our gut instincts






SYSTEM SHORTCOMINGS FAMILIES FACE

¢ Inadequate prenatal educational programming

e Lack of knowledge among providers

e Difficulty in obtaining a diagnosis

e Limited timeline for availability of treatment

e Poor understanding of potential outcomes

e Inadequate access to mentors/ families with
experience

e Negative impacts on maternal/ infant bond

¢ lack of community knowledge/ resources-
prejudice

e Financial strain




THE HARD STUFF AND STRONG KIDS




PARENT EXPERIENCES

| I worried dlee“ef bewildered
C Ue. eSS stressful 9 ng ry
Sad ety isolated a I 0 n e
struggling 0SS sadness cheated
unknown scared

panicked

surprised uninformed § h OC ke d optimistic

helpless Shock 4hsized UNSuUpported

anger mourning devastated uncomfortable fear

““confused e pining e

hopeful gSyMptomatic fearfu

despair



WHAT VETERAN PARENTS WANT NEW PARENTS TO KNOW

Take it one day at a timel

Comparisson is the thief of joy. Don't let the resentment build and prevent
you from bonding with your baby.

Do your research and ASK QUESTIONSI

Don’t be afraid to seek different providers or second opinions.

Connect with Early Intervention, early!

Find your support network- community, family, or friends.

Tap into each and every resource you can find|

Do your research, prepare for dll possibilities

No two patients’/ families’ stories are the same, but find someone who'’s

walked this road tool

Take the time to mourn what didn't go the way you thought, then advocate
and fight!
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