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February 26, 2014
Dear Chairwoman Gerratana, Chairwoeman lohnson, and the distinguished Members of the Committee,

This letter is in support of HB 5147 “An act concerning newborn screening for globoid cell
leukodystrophy and cytomegalovirus and establishing a public education program for
cytomegalovirus”.

| serve as the president of Stop CMV, a national CMV advocacy organization, and am also the mother
of twins born affected by congenital CMV-in 2003. Having worked as a CMV advocate since their birth, |
have met with and supported children and families within your state who have had their fives and
livelihoods affected by congenital CMV. '

So many times crucial CMV prevention information doesn’t make its way to those who need it most—
pregnant women at risk of acquiring CMV from the bodily fiuids of babies, toddlers, and small children.
HB5147 is an important and necessary step forward for women and children’s health and can result in
a decrease of CMV infection during pregnancy and, in turn, a decrease in congenital CMV infection in
newborns.

| strongly urge your support of HB 5147 and thank you for your consideration of this issue,
Sincerely,

Janeile Greenlee

President/Founder

Stop CMV — The CMV Action Network
www.StopCMV.org
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Many promising strategies for preventing and treating congenital CMV {cytomegalovirus) are available, They
include raising awareness, developing behavioral interventions to prevent infection in pregnant women, and
improving outcomes in congenitally infected children through early detection and intervention. To be
successful, these approaches require adequate surveillance and [aboratory capacity. However, prevention
and treatment strategies have never been implemented on a wide scale. '

CURRENT EFFORTS

Congenital CMV does not receive dedicated federal funding. Fortunately, people have realized a need to
address this issue. By using Centers for Disease Control and Prevention (CDC} general funds and external
grants, small research activities have been funded, including:

B Study of the natural history of CMY infection gamong wamen
B survevs of women's knowledge, gititudes, and behaviors related to congenital (MY

B lahoratory aszessments of (MY persistence in the envirement and the efficacy of hand washing for remow-
fng CAEV from honds

BB sStudy of long-term sulcomes in ¢ group of chilldren born with congenital Oy
¥ of 2 9F

[SSUES NEEDING IMMEDIATE ATTENTION

Awareness - Avwarenass campalgns are needed to explain the dangers posed by CMY and how o ¢an
be prevented '

B Only 2% of women have ever heard of CAMV.
B Mostobstetriclans do not discuss CMVY or CAMY prevention with thelr patients

Preventing CMV infection among pregnant women - Bshaviora! intervention programs need to he davel
aped, implernented, and svaluated

B A lcensed MV vaccine iz unitlely to be availabie for many years,

B A lorge Intervention study In Frarce showed that women whe were educated about preventing CMY trans-
mission were able to significantly reduce their rotes of infection during nregnency; @ shimilar intervention
needs to be fested in the LS, '

Evaluating newborn CMV screening - Research and pilet screening srograms zre needed to determing
whether benefits of screening outwaigh costs and potential harms

B Congenital CMV infections are mare cormmaon than the combined metobolic or endocrine diserders current!
= i
in the LLS. core newborn soreening panel,

B Newborn (MY screening has significant potential for inproving children’s functiondl suicomes le.g.,
langusge and educational development) ‘thmffgi% arly detection and ntervention, :

Surveillance - Ongoing surveillance is needed to assess the burden of congenital CAV and to make H possible
to monitor the sffectiveness of future prevent rograms

B There fs no ongoing assessment of the occurrence of CMY Infection among sregnant women, retes of
congenitaf infection ameng E’IEE&»’EOF?&S, or rates of disability ameng infected newborns.

2]

Laboratory Capacity - Diagnostic methods are not vet sufficient for universal CMV scraaning program
B Standards and controls need to be developed for quelity control of newborn CMV screenings
ped jor g 3 i

B improved disgnostic tools are needed for prenats! maternal screening and diognesis




A 2010 Centers for Disease Control and Prevention {CDC) survey reported that only 13% of women had heard
of CMV (cytomegalovirus), and very few were aware of prevention measures against the virus. The American
College of Obste- tricians and Gynecologists (ACOG) and the CDC recommend that OB/GYNs counsel women
on basic preven- tion measures to guard against CMV infection, but only 44% of OB/GYNs reported counseling
their patients about preventing CMV, according to a 2007 survey.

US CHILDREN BORN WITH OR DEVELOPING LONG-TERM
MEDICAL CONDITIONS EACH YEAR

Source: hitp://fwww.cdc.gov
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WOMEN’S AWARENESS OF CONDITIONS AFFECTING CHILDREN

Source: hitp:/jwww.cdc.gov
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PREVENTING CMV AMONG PREGNANT WOMEN

CRAV is z very common virus in voung children, and i is estimated that ap to 70% of healthy children between
1and 3 years of age may have CMV.
Simple steps to prevent exposure to saliva and urine might contain CMV:

B YWash your hends often with soap and water for 15-20 seconds, especiaily after changing diapers, feeding a
voung child, wiping o voung child’s nose or drogol, and handling chifdren’s toys.
y = P ki &F y 5

Do not share food, drinlis, or eating utensis with young chiidren.
Do not pui a chifd’s pacifier in your mouth,
Do not share o toothbrush with o voung child.

Avoid contact with salfva when kissing a chiid,

™%

fean toys, countertaps, and other surfaces that come into contact with chifdren’s urine or salive.

Through the efforts of Stop CMV to educate national legislators and regulators on the importance of
CMV prevention, the United States Senate passed legislation recommending that “more effort be taken
to counsel wornen of childbearing age of the effect this virus can have on their children.” The United
States Senate designated June as “National Cytomegalovirus Awareness Month” in both 2011 and 2012. &
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Since 2003, Stop CMY has been fostering congenital LMV (oytomagalovirus) awareness through the Internst
and a variety of public awareness campaigns. The CMY Action Network s comprised of famiiies, frisnds, and
rnedical profassionsls personally affected by CRIY and committed to public education afforts fo prevent
future cases of the virus, Since s non-proft incorporation in 2ooq, Stop CMY has grown to become the
world's largest CMV organization.

The mission of S$top CRV - The CMY Action Network is to prevent and eE rofate congenital CAMY and to
improve the Hves of sl people affected by congenital TRy

PREVENT

Stop (MY advocates a comprehensive, dedicated public education campalgn surrounding CMY prevention at
the gtrﬁers for Disease Control and Prevention {CDC), luding a Morbidity and Mortziity Weekly Report
{MIMWE]), and a Fractice Bulletin published by the American College of Obstetricians end Gyneacologists
{ACG&) specific to CMY arevention,

Becauss of cost savings and the human suffering that would be allaviated, in 1695 the National fnstitute of
Medicine (I0M) ranked a congenital (MY vaccing a5 the first Level 1 priority. LMY vaccings are stil In the
reeearch and davelopment stage, with the completion of spproximately 16 Phase 14rails and 2 Phase I traills.
fany experis belleve a vaccine iz possible in the coming decade if there Is awereness and support from tE‘ﬂ
general public, the pharmacsutical industry, and the federal governmant, Sop CMV advocateas for a vacd
candidate entering Phase i trall.

s individuals aftectad by congenital AV s varied. Stop CMY works towsard improving the
fivas of zil aﬁ@c ed individuats and families by raising awarensss snd advecating for further research and
education, Including an I0M study addressing the state of research of CMV and the gaps that still existin
that research.

Stop CAY hac fourished with very low overhead cost thanks o the creativity and agiiity of the crganization

and the hard work and commitment of volunteers. AH 3t2, advisors, and board members are voluntesrs and

donste thelr time and expertise to Stop CMY. Dur sbility to keep fundraising cotts extremely low Is a result

of leveraging grassroots and online effarts, This has been accomplished through 2 growlng networi of
tzlented voluntesr fondraisers whe bafleve In Step CAMV's mission and sirategy.
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Thers zre many pharmaceutical industry-sponsored clinfcal trafis for (MY vaccines, but these focus on other
st-risk populations, induding HiV patients and organ transplant patients, While important, data from these
CRAY vaccine trials cannet be applied towards a congenital (MY vaccine.

Eor & congenital (MY vaccine, there have been approximately o phase ¢ trisls, 2 phase 2 trials, and no phase 3
triais 2o date.

Yacoine cHnical trizls costs:
B Phase § triof - less than & million

E  Phgse T frigl - 35-3510 million

HE  Phase [l trigl - fio-$100 million

-

bt thee 1og0s, the anmual cost £
for the United States zlone.

There have been no recent studies to re-evaluaie the cost impact of congenital CMWV.

b 1999, the Mationa! institute of &ﬁedzcnn {12} reviewed 36 ¢
prevantion. Each different can e.‘ﬁ date vaccine was ra-*ufed fram Lav
imoact and Quality of Life Adiusted Vear (QALY ] sa

cnditions with the potential for vaccine
obs -8 (highest to lowest) based on cast

A congenital CMV vacdine, given to 12-year-olds, was ranked
the firct priority in the Level { group because of cost savings
as well as the human suffering that would be alisviated by
stopping CAV.




“The first thme | sze my daughter, we are baptizing her beczuse she may not five. She s dying. There s no
marment where they hand her te me, no moment when | iske her face o and know that sha is mine, There is,
instead, s moment when | look at her and | don't understand what went wrong, Why itis that | expected a
healthy baby girl and instead | am looking at a dying neonate? | make myself take picturss of that moement, of
is as a Tamily, because | still hope that someday this moment wiill fust be anclent history” — Lauren Grace’s
Story, iowa

“F rermaimber sibting in the doctor's office af 32 weeks. They fold me I L wantad to termingts, they would set
me up with 2 doctor in another state, since It was no longer legal in mine. P waz z single tg-vear old sitting n a
doctor's office In tears. [t was the most important decislon of my iifa. | had no one to tallk to. L wish t had
krrown about Stop CMV - Logan's Story, Connectlcut

Y received fweo Y infusions of CMY Immuneaglobulin
and weant for another uitrasound zt the end of the
weel. Two perinatologists came in to complete the
uitrzsound. &s they locked at the monitors in sifence,
hegan to ary. The ascites in gur baby boy's belly had

gotien so much worse,. i had alse spread to his chest,
arms, and legs Ris Hiver was enlarged and damaged.

¢ had barely any amndotic fuid ot Fwas 23 weeks
pregnzni. I was nduced that night. We undersicod
that our baby would die during the Isbor and
defivery process.” - Milan's Story, Hlinels

“The ultrasounds were never simple. Thers was always
somnething wrong - usually something mingy, but slway

[

&
something. My amniotic fiuid was always lovy, sometimas dangerously low, and the baby had extra fluid
aroutd her heart {pericardial efusion)... By the end of my pregnancy, [ was going to bl-weekly ultrasounds
ang wondering If my baby was golng to survive. We had no Idea what was golng on.” —Kaltlyn's Story, Neorth
Caralinz

“When | looked at him, | noticed he was covered in red dots... | asked the nurse why he was covered in dots,
and she said some bables are born like that... When she came back, she had the pediatriciar with her. He told
us that Dalen would have to stay In the NICU because he had an enlarged spless and lver, He didn™t know
whiat was wrong with him. My heart sank. [ felt ke | was in & show on the Discovery Health Channel” -
Bzlan's Story, Mississippl

“He was a vory bright boy sarly on, teaching hirmself how to read at age two but not learning how to walk
until age 2-1/2. Al age 5, he was disgnosed with ADBD and takes medication to help him 2t schosol, At age 7,
Jeb: was dingnosed with an autlern spectrum disorder, pervasive developmental disorder (PDD-ROEL” - Jeb's
Story, Wisconsin
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