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Jenny Meeden Bailey
P.O. Box 1758 

Blanco, Texas 78606
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Sandra Salerno

2416 Briar Ridge Drive

Houston, Texas 77057

iusandra@live.com 
Farah Armstrong
25406 Oakton Springs Dr
Katy, Texas 77494

farah.armstrong@gmail.com 

July 20, 2014

Via email

The Hon. Senator Troy Fraser

The Hon. Representative Jason Isaac
The Hon. Senator Joan Huffman

The Hon. Representative Jim Murphy
The Hon. Senator Glenn Hegar
The Hon. Representative John Zerwas

Re:  Alleviate Human Suffering Caused by Congenital Cytomegalovirus Infection through Education and Newborn Screening
Hon. Senators and Representatives,

We are three moms with stories spanning a quarter-century, but with the same message:

Most people will contract cytomegalovirus (CMV) at some point in their lives. Many people experience no symptoms, never know they have been infected, and are unharmed by the virus.  But, for the unborn, CMV can be devastating and even deadly:  

· Congenital (present at birth) CMV is the most common congenital infection in the United States and causes death in an estimated 400 infants and permanent disabilities in 8000-10,000 newborns each year.
 
· This translates to 40 infant deaths and 800-1000 permanently disabled newborns each year in Texas, greater than the total number of newborns (600) diagnosed annually with all the core disorders on the Texas newborn screening panel combined.

· Congenital CMV has a greater disease burden than does Down syndrome, spina bifida, sudden infant death syndrome, fetal alcohol syndrome, or congenital toxoplasmosis.
    
· CMV is spread through contact with bodily fluids including saliva and urine. Simple hygienic precautions when carefully practiced by pregnant women reduce the number of congenital CMV infections. 

· The Centers for Disease Control and Prevention (CDC) and the American College of Obstetricians and Gynecologists (ACOG) both recommend CMV counseling for pregnant women.

· Less than half of obstetricians counsel their patients about CMV 
, and only about one in five women are aware of CMV.
· Congenital CMV is treatable if diagnosed early.  Antiviral drug therapy can aid normal brain development and help prevent hearing loss.
    
· In 1999 the Institute of Medicine ranked the development of a CMV vaccine as a highest priority because of the lives it would save and the disabilities it would prevent, but CMV has eluded vaccine development efforts.
 
Jenny’s Story, 1990:  My husband and I and our little boy were looking forward to the birth of daughter and sister, Caroline.  My obstetrician prescribed prenatal vitamins, counseled me to avoid alcohol and the kitty litter box (toxoplasmosis risk) and gave advice on how to have a healthy baby.  

My obstetrician even tested me to see if I had ever had CMV, but never told me that women who contract CMV for the first time when they are pregnant can pass multiple profound life-long disabilities to their unborn children and that this risk could be greatly reduced with simple precautions such as not sharing food from my plate or fork with other people, not kissing young children on the mouth or face, and sticking to good hand-washing habits.  I was ignorant of CMV and Caroline was vulnerable to its devastation.  
I contracted CMV for the first time while pregnant with Caroline, and Caroline developed a severe case.  At seven-months pregnant, my family learned the news that Caroline would likely die or have multiple profound disabilities such as brain damage, blindness, deafness, seizures, and loss of motor control.  
Fetal surgery and treatment with an antiviral drug at birth saved everything but Caroline’s hearing.  Today at age 24, thanks to her timely diagnosis, treatment, early educational services from the Spring Branch Independent School District, and her hard work and determination, Caroline is a fine woman, a college graduate, and employed as a Geographic Information Systems Specialist.  
A timely message of the dangers of CMV and simple hygienic precautions could have prevented this odyssey and cost of congenital CMV.  Still, my family is one of the fortunate ones.  

Caroline has been featured in various publications over the years, and she and I have spoken at programs concerning CMV and deafness, including at the 2008 Congenital CMV Conference at the CDC in Atlanta.

Sandra’s Story, 2011: While pregnant with my second child, I experienced a severe upper respiratory infection, fatigue, fever, and just couldn’t beat the illness. I just attributed it to being pregnant and raising a toddler. After several trips to the doctor and hospital, I was told that I had bronchitis. No one even suggested that I could have had a CMV infection.
Lillian Grace was born December 28, 2011, and was discharged from the hospital after four days, and we were told everything was just fine.  However, by the time she was six months old, she was not reaching her milestones, had a small head measurement (microcephaly), was having multiple seizures daily, and was diagnosed with cerebral palsy. This prompted an MRI of the brain, which showed she had a condition called polymicrogyria, too many small folds on her brain.  
Around 10 months of age we also found out our daughter had a profound unilateral hearing loss in her left ear. This was so frustrating because our daughter passed all newborn screens yet she was showing various disabilities that we felt should have been discovered earlier.  Lillian’s seizures eventually led to her requiring a lifesaving, radical brain operation called a hemispherectomy.  

After thorough and expensive genetic testing led to no results and no indicated abnormalities, my own research finally led me to the probability of congenital CMV.  By piecing together information through online support networks, I learned that CMV is a known cause of polymicrogyria and hearing loss. I requested our daughter’s newborn bloodspot from the state of Texas to have them test it for CMV. After a painstaking process and wait, the CDC confirmed that Lillian’s newborn blood spot did test positive for CMV infection.  By this time she was almost a year old.

The hardest part about this journey was the delay in treatment and diagnosis for our daughter.  Had we known about the CMV infection either in utero or at birth, Lillian could have had access to early treatment and intervention.  I often wonder if it could have prevented her hearing loss or could have helped her brain to develop normally if we were able to start the antiviral treatment in utero or shortly after her birth.  A simple blood or urine test could have opened up a world of possibilities for our daughter. 

My family does not want other families to endure the pain and diagnostic dilemma that my family faced.   
Farah’s Story, 2014: I had never heard of CMV until one hour after my daughter, Madeline Leigh, was born.  From the time we discovered in June 2013 that we were pregnant, our family was ecstatic.  At 20 weeks, we learned that our second child would be a girl, a sidekick for big sister Sophie.  Maddie was due to arrive on Valentine’s Day, 2014.  

All the ultrasounds looked great and all the follow up doctor visits were routine until at the 38-week check-up, when my obstetrician noticed that Maddie was small.  She strongly recommended that we schedule the delivery for the next morning.  We still had no idea that anything serious was wrong until an hour after Maddie’s birth.  Our neonatologist told us she suspected Maddie had congenital CMV because of her skin rash, low birth weight, and inflamed liver, and that more tests were needed to confirm the diagnosis.  

What? What is CMV? How did our poor baby get it?  I had never been counseled about the harms of CMV and the simple hygienic precautions I should have taken to avoid infecting myself and my baby.  CMV counseling on the day Maddie was born was too late for our family.  Maddie was too sick to be helped with treatment.  

Maddie came home with us after 10 days in the neonatal intensive care unit.  Two days later she passed from this earth after only 12 short days of life, less than two weeks after we first heard of this common virus.  

Shortly after her death, I founded Maddie’s Mission, a grassroots organization in Katy that strives to raise awareness about the potentially harmful effects of CMV during pregnancy and to educate families about prevention measures.  Our website, http://www.maddiesmission.org, contains information about CMV and our family’s commitment to educate people about CMV.

Thousands of other CMV families have been telling their stories, too, but CMV awareness is still abysmally low.  It is time for policy to increase prevention and increase early intervention when infection occurs.  

In 2013 the Utah Legislature unanimously passed HB 81, the first CMV bill in the country to become law.  The law directs the Utah Department of Health to create a public education program and directs medical practitioners to test some infants.
  The Utah program is producing results, and all three of us will be traveling to Utah to present our stories at the CMV Public Health Conference in Salt Lake City in September.
  Dr. Gail Demmler-Harrison, an internationally recognized expert in congenital CMV infection with the Baylor College of Medicine in Houston, is on the Scientific Advisory Panel for the conference.
 
We are looking for authors and sponsors of a CMV education and universal newborn screening
 bill for the 84th Texas Legislative Session.  
Please contact one of us, and we respectfully request a meeting with each of you about this important public health problem.  You can also contact Dr. Gail Demmler-Harrison at gdemmler@bcm.edu .  Additional contact information for Dr. Demmler-Harrison is listed at the first “cc” below.

We encourage each of you to sing Happy Birthday using “babies” as the name while washing your hands with soap and water.  If women who are pregnant and considering becoming pregnant would be counseled to wash their hands in this manner after changing a diaper and wiping a nose or drool, it would go a long way to preventing congenital CMV, and more babies would have birthdays and more babies would be able to hear the Happy Birthday song sung to them.

We will sign off for now with this message that CMV Moms frequently use for CMV awareness education:  cCMV-safe XO!  (Kiss on the top of the head and big hug!).  Rather than kissing young children on the face, which is so natural for mothers, they should give their toddlers a cCMV-safe XO, a kiss on the top of the head and a big hug, because an ounce of prevention is worth an unborn baby’s life and well-being.  

Thank you for your service to our state.

Sincerely,

Jenny Meeden Bailey
Sandra Salerno





Farah Armstrong
cc:

Dr. Gail Demmler-Harrison
Professor Department of Pediatrics, Section Infectious Diseases
Baylor College of Medicine
National Congenital CMV Disease Registry
https://www.bcm.edu/pedi/infect/cmv/cmvhome  
Attending Physician
Infectious Diseases Service, Texas Children's Hospital
Texas Children's Hospital Feigin Center 
1102 Bates Street, Suite 1150
Houston, Texas 77030
832-824-4330 ph
832-825-4347 fax
gjdemmle@texaschildrens.org
Caroline Meeden Bailey 
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The Hon. Senator Charles Schwertner

The Hon. Senator Larry Taylor

The Hon. Senator Carlos Uresti

The Hon. Senator Royce West

The Hon. Senator Judith Zaffirini
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The Hon. Senator Wendy Davis

The Hon. Senator Craig Estes
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The Hon. Representative Ron Simmons

The Hon. Representative James White

Texas Early Hearing Detection and Intervention (TEHDI) 

via Audiology@dshs.state.tx.us and doug.dittfurth@dshs.state.tx.us 
Texas Newborn Screening Advisory Committee

via davidr.martinez@dshs.state.tx.us 
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