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Li l l ian Grace w as born on 
12 .28 .2011 w ith no signs or  
sym ptom s of problem s.  She 
passed a l l  of her  new born 
screens.  Around six  m onths of 

age she had m icrocephaly  and 
w as not m eeting her  
developm enta l m i lestones so w e 
consulted w ith a  neurologist.  

Shortly  a fter  she w as diagnosed 
w ith polym icrogyria,  intractable  
epi lepsy,  cerebral  pa lsy,  and 

hearing loss ….a l l  w hich 
eventual ly  led us to a  diagnosis 
of CM V.

This is the  story  of our brave 
daughter  Li l l ian Grace Salerno 
and the  long and di ff icul t path 
w e took to eventual ly  learning 
that she w as born w ith a  

Congenita l  CM V infection.

Whi le  pregnant I  w ent to the  doctor  
num erous tim es w ith a  respira tory  
infection,  fever,  w eight loss,  and 
genera l  fa tigue.  I  w as told I  had 
bronchi tis,  no one ever suggested 

that I  m ight have a  CM V infection.   
Lack of education and aw areness 
regarding CM V w as m y fi rst 
obstac le .

The second obstac le  I  faced w as 
the  heart w renching discovery  of 
the  m any chal lenges m y daughter  

faced ONE BY ONE…from  the  bra in 
m alformation, se izures,  hearing 
loss,  cerebra l  pa lsy  …and not 
know ing WHAT had caused i t .

After  learning our daughter  had m icrocephaly  and fa i led to m eet 
her  m i lestones by  six  m onths w e w ere  re ferred to neurology.  
She had a  bra in M RI  a t e ight m onths and w e learned that the  
r ight side  of her  bra in did not form  properly,  and she had a  
m alformation ca l led polym icrogyria.  This discovery  prom pted a  

borage of genetic  tests w hich revealed no anom al ies.  

During this t im e I  a lso learned that m y daughter  had a  profound 
hearing loss in her  le ft ear.  We a lso noticed l i tt le  jerk ing 
m ovem ents that w ere  diagnosed as se izures.  I  w as so w orr ied 
about WHAT could have possibly  caused this and a lso – w as this 
a  progressive  disorder that w ould slow ly  take  the  l i fe  aw ay from  
m y daughter?

After  conducting m y ow n research onl ine  I  read about the  
connection betw een Polym icrogyria and CM V.   I  had Li l l ian 
tested around 10  m onths of age and she tested posi tive  for  a  
pr ior  CM V infection.

This how ever could not confi rm  that our daughter  had a  

congenita l  CM V infection.  Work ing w ith Dr.  Dem mler I  ca l led the  
sta te  of TX w here Li l l ian’s new born bloodspot had been stored 
and could be  sent to the  centers for  disease control  for  further  
testing.

The new born bloodspot tested posi tive  for  CM V at the  CDC lab 
around the  tim e Li l l ian w as one.  Fina l ly  w e had our answ er,  but 
a t that t im e she a lready had a  profound hearing loss in one ear,  

even though she passed her new born screen.   Fortunate ly w e 
had an answ er but unfortunate ly  i t  w as a  very  stressful  and 
pa instak ing year of searching,  w hi le  our daughter  w as m issing a  
va luable  treatm ent w indow.

Although Li l l ian thr ives today she 
has m any perm anent long term  
im pairments due to CM V.  She 
rece ives m ultiple  therapy sessions 
(8 ) and Dr.  visi ts (1 -2 ) per  w eek.   

Also,  due to Li l l ian’s intractable  
epi lepsy she underw ent a  radica l  
bra in operation ca l led a  
hem ispherectomy in August 2013.

I  can’ t he lp but w onder how  m uch 
of this could have been avoided 
had w e been educated about CM V,  

been tested for  i t  dur ing 
pregnancy,  rece ived treatm ent in 
utero,  or  even had w e tested her  
for  i t  a t bi r th.  

In the future,  newborn 

screening for congenital 
CMV would 

avoid the diagnostic 

dilemmas my family has 

faced as well as 

the uncertainty and delay in 

diagnosis and treatment!!

I  w ould l ike  to thank Dr.  Dem mler-
Harr ison and her expert team  at 
Texas Chi ldren’s hospi ta l  for  the  
w onderful  care  and love  m y 
daughter  has rece ived.


