State Advocacy: How to Assist
with CMV Legislation

If CMV legislation has already been proposed in your state, there is most likely a parent connected
with it, whom this document refers to as the “legislation parent lead”. Please coordinate your efforts
with the parent lead who will be working closely with the sponsor of the bill. If legislation does not
yet exist or has not yet been proposed in your state, the first step is to find a sponsor for your bill by
presenting one of your representatives with the current CMV bills for context.

First, and most important.
Find and get to know your state legislative representative(s) – the ones that go to the State Capital, not D.C.
If you don’t know who they are, go to your state legislature’s website to find out.
You may have one rep – most have a rep in the House and the Senate, it depends on your state.
Find their location. Do they live near you or have an office near you?
If they have staffers or interns, learn their names and introduce yourself as a constituent.
Subscribe to their newsletters.
Like them on Facebook.
Go to their town hall or community meetings.
Introduce yourself. Volunteer to help with something if you can add value to one of their initiatives.
A couple of hours knocking on doors or manning a booth for them can earn you points!

While you’re doing that, familiarize yourself with your state’s
CMV bill.
Memorize its number
Find it on your state legislature’s website. Sign up to get email updates and track its progress
Read through it – it may seem like a foreign language, but you’ll learn how to decipher the important
and relevant sections
If your state does not have an existing CMV bill in proposal stages, contact us at legislation@nationalcmv.org
for support on how to start the process.

AFTER you’ve done the above two things, tell your legislator(s)
about the bill!
In-person contact is best (whether with them, their staffer, or intern). Go to their office,
their town hall meeting, the Capitol.
Next best is a phone call or voice message (again to them, their staffer, or intern).
An email is a good thing to send as a follow-up to either of the above so they have it in writing,
or (last resort) if that’s all you can do.

What do you say? Sample script is provided below, and refer
to our General Do’s and Don’ts for some additional tips
- I want to let you know about a bill you’ll be seeing that
means a lot to me. (Bill Number) is very important because
it will lead to the prevention of disabilities in children due
to cytomegalovirus – CMV. (Be sure to use the full name
because it will come up and you want it to be familiar.)
- My child (grandchild/niece/nephew/neighbor, etc.) has
disabilities due to CMV. (Very brief description.)
- (Bill Number) is about making sure pregnant women know
about CMV so they may learn prevention measures to mitigate
the risk of passing it to their unborn baby. It also includes
testing children or congenital CMV if they fail their newborn
hearing screening because hearing loss is one of the most
common, harmful effects of CMV. This testing will allow
for early intervention support.
- Thank you for supporting this bill.

When the bill is presented in a
committee HEARING for a vote.
This will happen multiple times. The legislation’s parent lead
will get your contact information for committee members as
committees will change – e.g. House Health Committee to
the Senate House Committee to the House Appropriations
Committee to the Senate Appropriations Committee.
Write your testimony in advance
If possible, travel to the State Capitol to read your testimony live.
If traveling to the State Capitol is not possible, discuss the best
option for providing testimony with your representative or the
CMV legislation parent lead effort in your state.
Send a copy of your testimony to your representative as well.
Call or email all committee members with a brief note
BEFORE the hearing:
- Please support (Bill Number). The cytomegalovirus
or CMV initiative is about making sure pregnant women
know about CMV and how they can prevent passing it to
their unborn baby in whom it can cause multiple, severe
disabilities or even death. This bill can save babies by
educating women about the risk of CMV during pregnancy,
and it can save the state money by identifying infants with
CMV early on, allowing them access to early intervention.

“

It was amazing being there
in the state Capital and having
no dissent from any legislator.
Everyone had heard Evelyn’s
story and felt so attached to this
bill and this effort. It almost felt
validating. It felt like we were
doing something worthwhile that
people could really get behind.
I look at Evelyn and I think that
I would do anything for her and
this was something that I could
do. I was not going to back down
and not see this become a reality.”
Erica Steadman – Illinois House
Bill 0184

Call or email all committee members with a brief “thank you” AFTER the hearing:
- Thank you for supporting (Bill Number). With your help, we can educate women
about cytomegalovirus (CMV), save babies from the harmful effects of CMV, and save
the state money by finding and assisting children with disabilities as early as possible.

When the bill is presented to a body (House, Senate, etc.)
for a VOTE.
Call your representative (or their staffer or intern) BEFORE the vote:
- Remind them how they know you (we met at your town meeting; we talked a few weeks ago).
- I am calling you to ask you to vote YES on (Bill Number). This bill is important to me
because my child (grandchild/niece/nephew, neighbor, etc.) has lifelong disabilities due
to cytomegalovirus or CMV, which could have been prevented if I (his/her mother)
had been properly educated about CMV before or during pregnancy. Your vote will
help save babies and identify children who need early intervention services as soon
as possible. Add a link to or your testimony as an attachment.
Email other representatives asking for support (be very brief):
- Please vote YES on (Bill Number). This bill is important to me because my child
(grandchild/niece/nephew/neighbor, etc.) has lifelong disabilities due to cytomegalovirus
or CMV, which could have been prevented if I (his/her mother) had been properly
educated about CMV before or during pregnancy. Your vote will help save babies
and identify children who need early intervention services as soon as possible.
Add a link to or your testimony as an attachment.
Email other representatives thanking them for support (be very brief):
- Thank you for supporting (Bill Number). With your help, we can educate women
about cytomegalovirus (CMV), save babies from the harmful effects of CMV, and save
the state money by finding and assisting children with disabilities as early as possible.

After the Vote.
Call your representative (or their staffer or intern) AFTER the vote to thank them for
supporting the bill or to find out why they voted against the bill:
- Thank you for supporting (Bill Number). With your help, we can educate women about
cytomegalovirus (CMV), save babies from the harmful effects of congenital CMV, and save
the state money by finding and assisting children with disabilities as early as possible.
OR
- I was surprised to see you voted against (Bill Number). This bill can save babies by educating
women about the risks of CMV during pregnancy, and also save the state money by identifying
infants with CMV early, allowing them access to early intervention.Please advise me on what
I can do to gain your support on this issue.

General DOs and DON’Ts.
DO share your story. Tell them about your child or loved one,
his/her successes and struggles.
DO talk about any early intervention your child or loved one
received/is receiving and how important and helpful it was/is.
DO NOT complain about the services your child or loved one
did or did not receive, or mention malpractice or liability.
DO NOT initially talk about anti-viral treatments. This may
cause medical professionals to fight the bill. This content should
be discussed with your state team.
DO focus on how the lack of information about CMV during
pregnancy impacted you personally. For instance, if you had
known about CMV before or during pregnancy, you would
have altered your behavior to prevent transmission to your
baby (e.g. not shared food and drinks with your/other
toddlers, etc.).

“

Remember to keep going,
keep the momentum, and don't
give up. Remember what you're
fighting for and remember who
you're fighting for. Let your
passion be your guide. Stay
organized, use social media
to your advantage, and make
connections in the medical fields
and in the community. And also
remember you have the backing
of an entire nation of CMV
advocates to support you in
anything you need. The support
and backing is out there--you
just have to reach for it.”

Krystyn Aguinaldo-Iokia – Hawaii
House Bill 872

Learn more at www.NationalCMV.org

