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VIVIAN  ACT
STOP CytoMegaloVirus 
from devastating 400+ MN 
families a year
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Hi! I’m Vivian.
I’m 7 years old. I’m determined, brave and I 
love unicorns, stuffed animals and coloring. I 
was born with CMV and although it doesn’t 
define me, it’s part of who I am. CMV caused 
damage to my brain, Cerebral Palsy and 
unilateral hearing loss. But, I am lucky. Lucky 
because my doctor caught my CMV before I 
left the hospital so I could start anti-viral 
treatments that prevented more damage. 
Lucky because I was in physical and 
occupational therapy at 2 weeks old. Lucky 
because when I missed my milestones my 
Mommy and Daddy were able to get me the 
healthcare I needed. Lucky because I am living 
life to my full potential. Most are not lucky. 
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My mom (Leah) & I started the Vivian 
Act in 2018 by passing out fliers of my 
story at my castle (the Capitol). We’re 
thrilled to be back working with Senator 
Karin Housley to pass my bill. Together, 
we can stop CMV—a  preventable, 
common virus that no one talks about—
by starting to educate Minnesotans and 
adding cCMV to the universal newborn 
screening. We want to make sure more 
MN babies are lucky like me because…

Hi! I’m Vivian. 

My castle!

We believe every child deserves to live 
life to their full potential.
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Hi! I’m Hank.
I’m 2 ½ years old. I’m determined, brave and I 
love 4 wheelers, biiiig trucks and my sister. I 
was born with CMV and although it doesn’t 
define me, it’s part of who I am. I passed all 
my newborn screens and was asymptomatic at 
birth. I am lucky. Lucky because my mom 
opted into the U of M study for cCMV and I 
tested positive. Lucky because it turned out I 
had low White Blood Cells, a blind spot in my 
eye, an abnormal brain MRI & I just found out 
I’m starting to lose my hearing in one ear. Lucky 
because I had a diagnosis that allowed me to 
start early childhood education at 6 months so 
I’m on track. Lucky because I’m living life to my 
full potential. Most are not lucky. 
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My mom (Steph) reached out to Leah 
shortly after I was diagnosed with CMV to 
see how she could help push awareness 
and legislation. When she was pregnant 
with me she avoided sushi, undercooked 
food and lunch meat (1 in 20k chance of 
listeriosis), yet had never heard of CMV, a 
1 in 150 chance of having a baby born 
with it. We don’t think that’s fair and we 
want to make sure more MN babies are 
lucky like me. Because…

Hi! I’m Hank.

We believe every child deserves 
to live life to their full potential.
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CMV is the most common viral infection (you’ve never heard of). 
When a pregnant mom contracts it, it infects the baby in utero.

Cytomegalovirus 101

#1 in the worst way
#1 most common 
viral infection
#1 infectious cause 
of birth defects
#1 cause of non-
genetic hearing loss
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Highest annual incidence & lowest awareness
Cytomegalovirus 101

91% of women 

have never 

heard of CMV. 

Lack of awareness 

in medical 

professionals is 

staggering. 
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If you know about it! MN moms have not been given a chance to 
reduce their risk of contracting CMV during pregnancy

CMV is preventable

It’s often 
contracted 
during a 2nd

pregnancy 
with a 1st child 
in daycare.

Hey! We’re getting 
good at these!
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Estimated to cost the US Health care system at least $1.86 Billion 
annually, with a cost per child of more than $300k annually.
Clinical Infectious Diseases, vol 39 issue 2, July 2004

Public Health Impact

Rubella pre-vaccine 
control was estimated 
to cost $200k per child. 
The problem of 
congenital CMV 
infection is enormous.
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Estimated to cost the US Health care system at least $1.86 Billion 
annually, with a cost per child of more than $300k annually.
Clinical Infectious Diseases, vol 39 issue 2, July 2004

Public Health Impact

The problem of 
congenital CMV 
infection in MN is 
widespread and 
costly. 

That’s est $120 
MILLION a year in 
MN healthcare 
costs. ($300,000 x 
400 MN babies born 
with CMV a year).

With 40% of MN 
babies born on MA, 
that’s $48 MILLION 
a year of taxpayer 
dollars. ($120 million 
x 40%).
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Minnesota families are counting on us

We’d become 
the 14th state 
with education 
legislation or 
the 1st state to 
adopt universal 
newborn 
screening



VACCINATE
+ 

ERADICATE
U of M leading the way,   
moderna working here

DIAGNOSE 
+ 

CARE
Universal Newborn 

Screening

EDUCATE 
+ 

PREVENT
Vivian Act 
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Step 1: Pass Vivian Act

Dr. Mark 
Schleiss has 
dedicated 30 
years to CMV 
research + 
identified a 
screening 
technique with 
90% accuracy—
our hero!

STEP 1 STEP 2 STEP 3

https://www.eurekalert.org/pub_releases/2021-02/uomm-uom020221.php
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Convos are starting
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We must act. No more 
unlucky babies. Every 
child deserves to live life 
to their full potential like 
Vivian + Hank.

Pass 



Vivian Henrikson. Hank Steidl. 
Cody Hagstrom. Sadie Petersen. 
Natalie Pelletier. Rory McDermott. 
Sawyer Anderson. Lucah Green. 
Pippa Devereaux. Hayes Stanton. 
Bowen Zawchenuk. Amelia Gladhill. 
Brynlee Koch. Hudson Wiorek.

Minnesota babies are 
counting on you. 

Collage of 84 
families in the 
MN CMV 
Families Group
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Pass 


