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About Me 
J a m e s  M a d i s o n  U n i v e r s i t y  ‘ 0 8 ,  ’ 1 0 M
M a s t e r s  i n  S p e e c h -  L a n g u a g e  P a t h o l o g y  
U n d e r g r a d u a t e  w o r k  i n  C o m m u n i c a t i o n  S c i e n c e s  
a n d  E x c e p t i o n a l  E d u c a t i o n

W o r k e d  i n  E a r l y  I n t e r v e n t i o n ,  P r i v a t e  P r a c t i c e ,  
C h a r t e r  S c h o o l s  &  P u b l i c  S c h o o l s  a s  a  P e d i a t r i c  
S p e e c h  L a n g u a g e  P a t h o l o g i s t

M o m  t o  3  b o y s  E a s t o n  ( 8 ) ,  O w e n  ( 6 ) ,  C a m e r o n  ( 3 )
N a t i o n a l  C M V  F o u n d a t i o n  C o m m u n i t y  A l l i a n c e  C h a i r ,  V i r g i n i a
E H D I  A d v i s o r y  C o m m i t t e e  C o - C h a i r ,  V i r g i n i a  
C e n t e r  f o r  F a m i l y  I n v o l v e m e n t  D H O H  F a m i l y  E d u c a t o r  

L i s a  E i c k e l  
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CMV
• CMV is the leading infectious cause of neonatal 

disabilities and birth defects
• 1 in 200 babies are born with CMV
• 1 baby every 30 minutes is born with CMV
• 8-10,000 live births with CMV each year 

• 1 out of 3 infected pregnant mothers will pass CMV 
to their babies in utero

• Nationally, only 7% of CMV positive babies fail the NB 
hearing screen

• We’re still missing the opportunity to identify many 
CMV babies early.  
• Misdiagnosis or no diagnosis 
• Lack of or late intervention 
• Late onset hearing loss and missed access to 

learning opportunities with spoken language 

C MV  B y  T h e  N u m b e r s



Owen’s Story 



• P l a n n e d  s e c o n d  p r e g n a n c y
• I  w o r k e d  i n  a  p u b l i c  s c h o o l  t h a t  h a d  a  

S p e c i a l  E d u c a t i o n  p r e s c h o o l  p r o g r a m .   
• I  h a d  a  1  y e a r  o l d  i n  a  c e n t e r - b a s e d  

c h i l d  c a r e  s e t t i n gOwen’s Story
• I  d i d n ’ t  k n o w  t h a t  w o m e n  w h o  w o r k e d  

w i t h  y o u n g  c h i l d r e n  ( o r  h a d  a  c h i l d  o f  
t h e i r  o w n )  w e r e  a t  g r e a t e s t  r i s k  o f  
c o n t r a c t i n g  C MV .   

• I  d i d n ’ t  k n o w  t o  a v o i d  s h a r i n g  c u p s  a t  
t h e  p a r k  w i t h  m y  t o d d l e r  o r  f i n i s h i n g  h i s  
s n a c k s

• R o u t i n e  q u e s t i o n n a i r e  a t  m y  i n i t i a l  O B  
v i s i t  l e d  t o  m y  C MV  d i a g n o s i s .   



• H i g h -  R i s k  M F M  m o n i t o r i n g  n e v e r  s h o w e d  
p h y s i c a l  s i g n s  o f  C MV  i n f e c t i o n  i n  u t e r o

• W e  w e r e  w r o n g l y  e d u c a t e d  o n  t h e  
p o t e n t i a l  e f f e c t s  C MV  c o u l d  h a v e  o n  o u r  
b a b y .

• W e  w e r e  t o l d  “ y o u  o n l y  n e e d  t o  b e  
w o r r i e d  a b o u t  h e a r i n g  l o s s . ”

Owen’s Story
• S p o n t a n e o u s  p r e - t e r m  l a b o r ,  b o r n  a t  3 7  

w e e k s
• H e  “ l o o k e d  g o o d ”  a t  f i r s t  g l a n c e
• D e s p i t e  d i s c o u r a g e m e n t  f r o m  h o s p i t a l  

s t a f f ,  w e  p u s h e d  f o r  C MV  t e s t i n g

• H e  s t r u g g l e d  w i t h  f e e d i n g  i m m e d i a t e l y  
b u t  w a s  s t i l l  d i s c h a r g e d  h o m e  w i t h  u s



• W i t h i n  d a y s  o f  d i s c h a r g e ,  h e  w a s  d r o p p i n g  
s i g n i f i c a n t  a m o u n t s  o f  w e i g h t  a n d  l a b e l e d  
f a i l u r e  t o  t h r i v e .

• D u r i n g  a  w e i g h t - c h e c k  t h e  f i r s t  w e e k  h e  
w o u l d n ’ t  r o u s e  t o  f e e d  a n d  w a s  r u s h e d  t o  
t h e  E R .  T h e r e  h e  w o u l d  b e  d i a g n o s e d  w i t h  
C MV  d u e  t o  p r e s e n c e  o f  t h e  v i r u s  i n  h i s  
b l o o d ,  u r i n e  ( w h i c h  h a d  j u s t  c o m e  b a c k  
f r o m  t e s t i n g  a t  b i r t h )  a n d  C S F .   

• S t a r t e d  o n  a n t i - v i r a l  d r u g s  

• B l o o d  d r a w s ,  M R I s ,  l i v e r  &  s p l e e n  
u l t r a s o u n d s ,  i n v a s i v e  e y e  e x a m s ,  m u l t i p l e  
4 8  h o u r  E E G s ,  a n d  h e a r i n g  t e s t s  

Owen’s Story



The Gaps



• S t a r t e d  i n  E a r l y  I n t e r v e n t i o n  a t  4  m o n t h s

 - W o r k e d  w i t h  P T ,  O T ,  F e e d i n g ,  S p e e c h -  L a n g u a g e ,  

a n d  B e h a v i o r a l  H e a l t h

 - C o n t i n u e d  t o  s e e  N e u r o l o g y  &  h a v e  a b n o r m a l  E E G s

 - 3 - 6  m o n t h  h e a r i n g  e v a l s

 - O r t h o t i c s  f o r  h a n d s  a n d  f e e t  

• G r a d u a t e d  E I  d u r i n g  t h e  p a n d e m i c  &  d i d n ’ t  r e f e r  t o  

P a r t  C

The Gaps 

• S i n c e  O w e n  w a s n ’ t  D H O H ,  w e  s t r u g g l e d  t o  “ f i t  i n ”  

a n d  f i n d  o u r  p l a c e  i n  t h e  d i s a b i l i t y  c o m m u n i t y

• E a r l y  i n t e r v e n t i o n  p r o v i d e r s ,  e v e n  P e d i a t r i c i a n s  

n e v e r  m e n t i o n e d  o t h e r  C M V  f a m i l i e s  o r  s u p p o r t  

n e t w o r k s  t o  u s

• K n o w l e d g e  g a p s  f o r  a l l  o u r  p r o v i d e r s  ( e x c e p t  f o r  

I D ) -  e d u c a t i n g  t h e  m e d i c a l  w o r l d  w a s  e x h a u s t i n g !  

• F a l l  o f  2 0 1 8  I  s a w  a  F a c e b o o k  p o s t  t o  r u n  a n  

e n d u r a n c e  e v e n t  f o r  N C M V F .   A t  a  p r e - r a c e  e v e n t  

I  f i n a l l y  m e t  a n o t h e r  p a r e n t  o f  a  c h i l d  w i t h  C M V .  



Where to Look



Find Your Village

1 . A s k
2 . Vo l u n t e e r  
3 . L e a v e  YO U R  i n f o r m a t i o n
4 . S h o w  u p  
5 . Tr y  A g a i n  ( a n d  m a y b e  a g a i n )

Yo u  h a v e  t o  b e  w i l l i n g  t o  
p u t  y o u r s e l f  o u t  t h e r e  
a n d  b e  u n c o m f o r t a b l e .

“Get comfortable 
being 

uncomfortable”
-The Navy Seals



Get Looking
• N a t i o n a l  C MV  F o u n d a t i o n  p a r e n t  r e g i s t r y  
• H a n d s  &  Vo i c e s  l o c a l  c h a p t e r
• E H D I  A d v i s o r y  C o m m i t t e e  
• S t a t e - b a s e d  f a m i l y  t o  f a m i l y  s u p p o r t  

n e t w o r k
• D H O H  m e n t o r  r e l a t i o n s h i p s
• D H O H  p l a y g r o u p
• I f  y o u  c a n ’ t  f i n d  o n e ,  h o s t  o n e !  

( l i b r a r y ,  p a r k ,  i n d e p e n d e n t  b o o k s t o r e )
• F a c e b o o k /  s o c i a l  m e d i a  s e a r c h e s



Where Are We Now



Where Are We Now

• B e g i n n i n g  a t  4  y e a r s  o l d ,  O w e n  
a t t e n d e d  a  c o m m u n i t y -  b a s e d  P S ,  
f o l l o w e d  b y  a  p r i v a t e  P r e - K  p r o g r a m .   

• H e  w a s  f o r m a l l y  i d e n t i f i e d  w i t h  l a t e  
o n s e t  h e a r i n g  l o s s  i n  t h e  f a l l  o f  2 0 2 2 .  

• B e t w e e n  3 - 5  y e a r s  o l d ,  h e  w a s  a l s o  
d i a g n o s e d  w i t h  A D H D ,  O D D  b e h a v i o r s ,  
s e n s o r y  s e n s i t i v i t i e s ,  a  f e e d i n g  d i s o r d e r  
a n d  i n f a n t i l e  a n o r e x i a .

• R e c e i v e d  a n  I E P  a s  a  5  y e a r  o l d  P r e K  
s t u d e n t

• Tr a n s i t i o n e d  t o  K i n d e r g a r t e n  a t  o u r  
n e i g h b o r h o o d  s c h o o l  t h i s  f a l l     

O W E N



He is Also…



Where we are Now
L I S A

• C o n n e c t  w i t h  n e w l y  d i a g n o s e d  f a m i l i e s  t h r o u g h  
f a m i l y  t o  f a m i l y  i n  m y  s t a t e  a s  a  m e n t o r

• Vo l u n t e e r  a s  a  s t a t e  r e p r e s e n t a t i v e  f o r  N C MV F
• S e a r c h  f o r  o t h e r  C MV  f a m i l i e s  i n  m y  s t a t e  t h r o u g h  

s o c i a l  m e d i a  &  a t  o t h e r  n o n - p r o f i t s ’  l o c a l  e v e n t s
• D e v e l o p  &  e d i t  s t a t e - b a s e d  e d u c a t i o n a l  m a t e r i a l s  

f o r  C MV  a w a r e n e s s  w i t h  D O H
• E l e c t e d  t o  s e r v e  o n  E H D I  A d v i s o r y  C o m m i t t e e  a f t e r  

s p e a k i n g  a t  m e e t i n g s  f o r  C MV  a w a r e n e s s  
• A d v o c a t i n g  f o r  i n c l u s i o n ,  a c c e p t a n c e  &  a c c e s s  f o r  

O w e n  a n d  o t h e r  D H O H  s t u d e n t s
• S h a r e  m y  k n o w l e d g e  w i t h  o t h e r  f a m i l i e s
• B i - m o n t h l y  C MV  f a m i l y  c h e c k - i n s



How Getting Involved Has Helped Us 
D e v e l o p i n g  e d u c a t i o n a l  
m a t e r i a l s  &  o r g a n i z i n g  
e v e n t s  t o  r a i s e  
a w a r e n e s s

E n c o u r a g i n g  D H O H  
c o n v e r s a t i o n s  a n d  
a c c e p t a n c e  i n  s c h o o l  
f o r  O w e n  &  o t h e r s  

C o n n e c t i n g  w i t h  
f a m i l i e s  o f  n e w l y  
d i a g n o s e d  k i d s  h a s  
o p e n e d  u p  a v e n u e s  f o r  
r e c i p r o c a l  s u p p o r t  &  
f r i e n d s h i p  

M a t e r n a l  g u i l t  f o r  O w e n ’ s  
C MV  d i a g n o s i s  &  o u r  l a c k  
o f  s u p p o r t …  M a k i n g  s u r e  
o t h e r s  d o n ’ t  g o  t h i s  r o a d  
a l o n e  h a s  h e a l e d  a  l o n g -
s t a n d i n g  w o u n d .

C R E AT I V I T Y  &  PA S S I O N I N N OVAT I O N

C O N N E C T I O N H E A L I N G



Team 
#StopCMV 
Virginia

F i r s t  a n n u a l  e v e n t  i n  2 0 2 3  

R a i s e d  o v e r  $ 8 , 5 0 0  f o r  t h e  
N a t i o n a l  C MV  F o u n d a t i o n  

M o r e  t h a n  8 4  d o n o r s  &  4 0  r a c e  
d a y  p a r t i c i p a n t s  

5  VA  C MV  f a m i l i e s  r e p r e s e n t e d -  
s e v e r a l  m e e t i n g  i n  p e r s o n  f o r  t h e  
f i r s t  t i m e !  



2024 
Team #StopCMV Virginia

S t r i d e s  4  C MV  5 k  w i l l  b e  h e l d  o n  
S a t u r d a y ,  J u n e  2 2 ,  2 0 2 4  
i n  A s h b u r n  VA

G o a l s :
• t o  r a i s e  $ 1 0 , 0 0 0
• 1 0  VA  C MV  f a m i l i e s  r e p r e s e n t e d  
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Questions & Comments 



Keep 
in touch

L i s a  E i c k e l ,  M S  C C C - S L P

E i c k e l . L i s a @ g m a i l . c o m

N a t i o n a l C MV VA @ g m a i l . c o m  

5 4 0 - 8 4 0 - 9 1 9 5

A s h b u r n ,  VA  

mailto:Eickel.Lisa@gmail.com
mailto:NationalCMVVA@gmail.com

