
The Colorado cCMV Work Group:
An Advocacy Journey

• A collaboration between the Colorado Chapter,
American Academy of Pediatrics (AAP-CO)
and Colorado Hands & Voices

• Pediatricians, neonatologists, pediatric ID and ENT, audiologists,
health department and EHDI staff, and parents of children with cCMV

• Virtual meetings 2-3 times a year 

Ted Maynard MD FAAP
ted@aapcolorado.org



Why do we have a cCMV Work Group?

● cCMV is a major cause of congenital hearing loss

● Most cases of cCMV are missed and many 
children are not getting the care they deserve

● We can improve the identification and 
mangement of children with cCMV

● We can educate families on how to reduce the 
risk of CMV infection during pregnancy

All the children pictured on these slides are living with cCMV in Colorado; 
their parents have given permission to include their photos here.



Most cases were being missed in Colorado

65,000 x 0.5% = 325 births/year 

20-25% with hearing loss, other 
problems: 65-80 children

Fewer than 20 were being diagnosed 
each year

250 missed, unaffected
60 missed, affected
20 identified



It Matters Because Timely Diagnosis Leads To…

1. Ordering of additional testing 

2. Consultation with an ID specialist

to discuss antiviral treatment 

3. Repeated hearing testing

4. Monitoring for developmental delay  



It Matters Because Timely Diagnosis Leads To…

5. Referral to pediatric ophthalmology

6. Family awareness of potential progression

7. Family connection with support groups

8. Sparing the search for other causes of hearing loss



Now more children are being identified 
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New patients with cCMV seen at the Children’s Hospital ID Clinic



Now we can track the children who are identified

• Colorado became a SET-NET site for cCMV in 2024, to

improve surveillance and track every child to age 3

• cCMV was made a reportable condition in January 2025

• 35 infants have had urine test positive for CMV in the first 6 

months of 2025



The Colorado cCMV Work Group:
Areas of Focus

• Creating a cCMV family support group

• Educating healthcare professionals who see newborns 

• Promoting targeted screening
• Creating and sharing resources through webinars, 

conferences, website, social media

• Helping develop policies for healthcare systems



The Colorado cCMV Work Group:
Areas of Focus

• Creating a video on prevention of cCMV 

• Educating child care workers

• Testing the newborn dried blood spot for CMV

• Making cCMV a reportable condition

• Improving the EHDI system:
Early Hearing Detection and Intervention



The Colorado cCMV Work Group:
Timeline

2018: Newborn screening bill, family network

2019: Inviting participants, educating ourselves

2020: Improving information provided by the

Colorado Department of Public Health & Environment (CDPHE) 

2021: AAP-CO website: family handouts, lab list, flow chart



The Colorado cCMV Work Group:
Timeline

2022: Practice alerts in the electronic health record (EHR),

detailed rationale for blood spot testing

2023: Prevention video, request cCMV be reportable

2024: Blood spot testing approved, SET-NET project,

educating childcare workers and school nurses

2025: Social media for CMV Awareness month,

clinical worksheet for primary care providers (PCPs)



Educating Ourselves

• Literature searches
• Outreach to experts- Alabama, Baylor, 

Utah, Seattle, Minneapolis, CDC

• Public Health & Policy Conferences

• National CMV Foundation



cCMV Family Support Group

• Hosted by Colorado Hands & Voices

• Education, peer support, social events 

• Family handouts, social media
• Building a better referral system so every 

family has parent-to-parent support



Educating Healthcare Professionals 

• Webinars at every birth location in Colorado
• Newsletter articles- AAP, family medicine, 

audiology, perinatal collaborative

• Emails - ENT, ID, neonatologists, hospitalists



Educating Healthcare Professionals 

• Conferences- AAP-CO CME, Children’s Hospital, 
Colorado Academy of Audiology, EHDI 

• Classes for pediatric and family medicine 
residents, audiology graduate students

• Training for hearing screeners

• Webinars for midwives, early intervention staff



A Family Story To Begin Each Meeting

One mother's story: Anna’s Journey

• No mention of CMV during pregnancy 

• Microcephalic on 36 week ultrasound: “Wait and see”

• Born SGA (5 pounds at 40 weeks): No mention of CMV

• Failed three in-hospital hearing tests: No mention of CMV

• Failed ABR test at audiology clinic: No test for CMV



A Family Story To Begin Each Meeting

Diagnosis

• Pediatrician tested urine at 10 days old 

• Positive result at 14 days old

• Started Valgancyclovir at 21 days

• Cochlear implants, mainstream in school



A Family Story To Begin Each Meeting



Creating and sharing 
resources



Creating and sharing
resources





Who’s in your circle?

Graphic included in a handout 
given to a family if a baby tests 
positive for cCMV



Promoting Targeted Screening

• A quick reference for all those
caring for newborns

• Accessible on aapcolorado.org
with links to parent handouts



cCMV Resources: the AAP-CO website



cCMV Resources: the AAP-CO website



Let’s break for a video



Educating childcare workers and school nurses

• Monthly meetings with childcare
educational specialists at CDPHE 

• Updated infectious disease guideline

• Added CMV to required annual training 

• Annual webinar for childcare workers
and school nurses





Promoting development of policies
in healthcare systems

• Contact the right people- department leaders, 
quality improvement staff, nurse managers, lab

• Order sets, standing orders

• Best Practice Advisory in the EHR

• Designated person responsible for positive tests



Advocating for testing the 
newborn dried blood spot for CMV

• Joined the newborn screening stakeholder group

• Educated the group on testing the dried blood 
spot for CMV

• Organized testimony for the Board of Health: 
pediatricians, experts, parents



Testing the newborn dried blood spot
for CMV in Colorado

• Targeted CMV testing approved March 2024

• Estimated 20% of newborns:
o those who do not pass the hearing screen
o have no screen reported by day 10 of life
o have a birth weight below the 10%ile

• Testing will begin fall 2025 



Testing the newborn dried blood spot
for CMV in Colorado

• Developing messaging for PCPs

• Contracted support to guide PCPs
• Emphasizing continued targeted 

screening
• Created a clinical care worksheet 

for providers







Social Media Campaign for CMV Awareness Month

• AAP grant for Chapter coordination
with the SET-NET project

• Targeted pediatric providers and
families with children

• Interactions in 1 month:
Impressions: 41,332 Reactions: 75
Link clicks: 1,100 Comments: 2
Reach: 26,901 Shares: 5



Policy change versus legislation

• Legislation in 2018 mandated that CDPHE educate 
providers on cCMV

• Many states have mandated CMV testing for those 
who do not pass the newborn hearing screen

• Educating providers and changing behavior is hard

• Colorado has favored working with state agencies to 
improve policy, rather than new legislatiion



Grant support

• AAP Family Engagement
• Colorado Commission for the Deaf,

Hard of Hearing and DeafBlind

• Colorado EHDI Alliance

• AAP/CDC Project Firstline

• AAP SET-NET Coordination



Colorado cCMV Work Group: Participants

Leaders Ted Maynard, Crested Butte
Kirsten Nelson, Colorado Springs
Jami Fries, CO H&V Director

Pediatricians Leisha Andersen, Denver
Maureen Cunningham, Aurora
Christine Gold, Aurora 
Katie Joy, Grand Junction
Kelly Miller, Durango
Patrice Whistler, Grand Junction

Neonatologists Patricia Hagan, Denver
Madoka Hayashi, Denver
Lilliam Samour PA, Denver
Dan Satterwhite, Fort Collins
Rebecca Shay, Aurora
Erica Wymore, Aurora
Rachel Wright, Denver



Colorado cCMV Work Group: Participants

Pediatric ENT Alison Dobbie, Colorado Springs
Brian Hermann, Aurora
David Kelsall, Denver
Ryan Mitchell, Denver
Tammy Wang, Denver 
Patricia Yoon, Aurora

Pediatric ID Mark Abzug, Aurora
Shannon Hughes PA, Aurora

Audiologists Becky Awad, Aurora
Kate Geisen, Denver
Karen Hendrick, Aurora
Elissa Jodon, Aurora
Dawn O’Brien Taylor, Colorado Springs
Lauren Pontis, Boulder
Stacy Stiell, Aurora



Colorado cCMV Work Group: Participants

Parents Elaine Angelo
Ashley Mains Espinosa
Sara Kennedy
Amber Mustain
Megan Nix Weidel
Erin Swetnam

CDPHE Greg Bonn, Lab
Alexis Burakoff, SET-NET
Kendra Croak, Lab
Jacqueline Denning, SET-NET
Kristen Dynes, Project Firstline
Leanne Glenn, Newborn Hearing Screening
Therese Pilonetti, Educational Specialist
Briana Sprague, SET-NET

EHDI Arlene Stredler-Brown



Colorado cCMV Work Group: Participants

D/HH support staff, Colorado School for the Deaf and Blind
Jill Cimino
Kelly Doolittle
Kirsten Gardzelewski
Robin Getz
Annette Landes
Elaine Kim McCarty
Sarah Mullervy
Ashley Renslow
Lynn Wismann
Dee Woodard

Nurse Managers at many birth locations

Wyoming EHDI staff
Bradley Bakken
Meg Callahan
Sarah Fitzgerald
Carleigh Soule
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