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Pro vid e rs  o n  th e  Im p a c t  o f 
Co n g e n ita l CMV ( c CMV) : 
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Tra c y Eva n s  Lu is e lli, Ed .D, Dire c to r 
Bre n d a  Alla ir, M.Ed , As s is ta n t  Dire c to r



Wit h  Sp e c ia l Th a n ks  t o  Me m b e rs  o f t h e  
MA c CMV Co a lit io n  a n d  Ou r Pa re n t  Le a d e rs  -

Lis a  Sa u n d e rs  & Va n e s s a  Co lle ra n

Lis a  Sa u n d e rs  is  a  le a d in g  n a tio n a l a d vo c a te  fo r Co n g e n ita l 
CMV a wa re n e s s  a n d  Sc re e n in g . Sh e  h a s  ta u g h t u s  a b o u t 

th e  p o we r o f h o p e , p e rs e ve ra n c e , c o lla b o ra tio n , a n d  
s u p p o rtin g  e a c h  o th e r.  

Lis a ’s  d a u g h te r, Eliza b e th , wa s  b o rn  with  Co n g e n ita l CMV 
a n d  wa s  d ia g n o s e d  with  s ig n ific a n t m u ltip le  d is a b ilit ie s . Sh e  

p a s s e d  a wa y a t th e  a g e  o f 16  in  20 0 6 .

Va n e s s a  Co lle ra n  is  th e  Vic e  Pre s id e n t o f th e  MA c CMV 
Co a litio n  a n d  h a s  b e e n  in s tru m e n ta l in  th e  a d vo c a c y a n d  

le g is la tive  e ffo rts  in  Ma s s a c h u s e tts .

Va n e s s a ’s  s o n , Lo g a n , wa s  b o rn  with  c CMV a n d  p a s s e d  
a wa y a t th e  a g e  o f 4  m o n th s . Sh e  is  a  t ire le s s  a d vo c a te  fo r 

c CMV p re ve n tio n  a n d  a wa re n e s s . 



Se s s io n  Ob je c t iv e s
● De s c rib e  th e  im p o rta n c e  o f e a rly 

id e n tific a tio n  a n d  re fe rra l to  a p p ro p ria te  
a g e n c ie s  a n d  s e rvic e s  fo r b a b ie s  with  
c CMV a n d  n e u ro lo g ic a l s e q u e la e .

● Id e n tify th e  p o te n tia l 
n e u ro d e ve lo p m e n ta l e ffe c ts  o f 
c o n g e n ita l CMV (c CMV)a n d  ris k fa c to rs  
fo r b ra in - b a s e d  vis u a l a n d  h e a rin g  
c o n d itio n s .

● Exp lo re  th e  Ea rly Ch ild h o o d  CMV Tra in in g  
Mo d u le  a s  a  to o l to  b u ild  a wa re n e s s  a n d   
s u p p o rt tra in in g  in  c CMV fo r p ro vid e rs .



NEC Gra n t  Ov e rv ie w

● Fu n d in g  So u rc e : Fe d e ra l Te c h n ic a l As s is ta n c e  a n d  Dis s e m in a tio n  
p ro je c t fro m  th e  Offic e  o f Sp e c ia l Ed u c a tio n  Pro g ra m s  (OSEP) . 

● Po p u la t io n : In fa n ts  th ro u g h  a g e  21 ye a rs , c h ild re n  with  c o m b in e d  
vis io n  a n d  h e a rin g  c o n d itio n s

● Pu rp o s e : To  h e lp  s ta te s  im p ro ve  e d u c a tio n a l re s u lts  a n d  fu n c tio n a l 
o u tc o m e s  fo r c h ild re n  a n d  yo u th  wh o  a re  d e a fb lin d  o r a t ris k 
(Co n n e c tic u t, Ma in e , Ma s s a c h u s e tts , Ne w Ha m p s h ire , Ve rm o n t)

● In c lu d in g  c h ild re n  w it h  c o n g e n it a l CMV ( c CMV)

● Se rv ic e s : Co n s u lta tio n , tra in in g  a n d  in fo rm a tio n  to  fa m ilie s  a n d  
e d u c a tio n a l te a m s



Th e  Ra n g e  o f Se n s o ry  Co n d it io n s  in  
De a fb lin d  Le a rn e rs



Ch ild re n  Id e n t ifie d  w / c CMV a n d  DB
CT, MA, ME, NH & VT 



Co lla b o r a t iv e  Effo r t s  - Ou r  J o u r n e y

Co a litio n  o f Ma s s a c h u s e tts  Pa re n ts , 
He a lth c a re  Pro vid e rs , a n d  Ed u c a to rs

● Ed u c a te  Pro vid e rs  a b o u t c CMV
● Pre ve n t c CMV th ro u g h  in fe c tio n  

p ro to c o ls
● Sc re e n  a ll n e wb o rn s  fo r c CMV in fe c tio n
● Ca re  fo r a ffe c te d  c h ild re n  a n d  fa m ilie s  

with  e vid e n c e - b a s e d  p ra c tic e s
● Ch a m p io n s  fo r s c re e n in g  a n d  le g is la tio n  

Fe d e ra lly fu n d e d  g ra n t th ro u g h  OSEP

● Te c h n ic a l a s s is ta n c e  a n d  tra in in g  
fo r p ro vid e rs  s e rvin g  c h ild re n  (B-
21)  with  c o m b in e d  vis io n  a n d  
h e a rin g  n e e d s  (d e a fb lin d )

● In c re a s in g  kn o wle d g e  o f th e  
e d u c a tio n a l s u p p o rt n e e d s  o f 
De a fb lin d  Le a rn e rs  

Ne w En g la n d  Co n s o rt iu m  
o n  De a fb lin d n e s s  

MA c CMV 
Co a lit io n

Sh a re d  J o u rn e y 
Sh a re d  Go a ls

● Ea rly Id e n tific a tio n  
a n d  Re fe rra l fo r At-
Ris k In fa n ts

● Ed u c a tio n  fo r Ea rly 
In te rve n tio n  a n d  
Ea rly Ch ild h o o d  
Pro vid e rs  to  Im p ro ve  
Ou tc o m e s

● Fa m ily In fo rm a tio n  & 
Su p p o rt 

● Le g is la tive  Effo rts  fo r 
CMV Sc re e n in g  



W h y  Ea r ly  In t e rv e n t io n  a n d  Ea r ly  Ch ild h o o d  
Pro v id e rs  Ne e d  t o  Un d e rs t a n d  c CMV

1. Un d e rs ta n d  Pre c a u tio n s  to  Min im ize  CMV Tra n s m is s io n

1. Id e n tify Ne u ro d e ve lo p m e n ta l Effe c ts  o f Co n g e n ita l CMV 
(c CMV)  a n d  As s o c ia te d  Se n s o ry Co n d itio n s

1. Re c o g n ize  Ris k Fa c to rs  a n d  Fa c ilita te  Ap p ro p ria te  Mo n ito rin g  
a n d  Re fe rra ls . 

1. En c o u ra g e  Re g u la r He a rin g  An d  Vis io n  Sc re e n in g s  

1. De live r Tim e ly, Ta rg e te d  Se rvic e s  to  Su p p o rt Co m m u n ic a tio n , 
Mo b ility, An d  Le a rn in g . 

1. Co lla b o ra te  With  Au d io lo g is t, Op h th a lm o lo g is ts , Ea rly 
Ch ild h o o d  Ed u c a to rs , An d  Me d ic a l Pro fe s s io n a ls  fo r 
Co m p re h e n s ive  Su p p o rt. Ed u c a tio n a l Do wn lo a d s  |  Na tio n a l CMV Fo u n d a tio n . ( n .d .) . 

h ttp s :/ / www.n a tio n a lc m v.o rg / re s o u rc e s / e d u c a tio n a l- d o wn lo a d s



In c re a s e  a wa re n e s s  o f c CMV fo r Ea rly 
In te rve n tio n  & Ea rly Ch ild h o o d  s ta ff, 
in c lu d in g : De ve lo p m e n ta l Sp e c ia lis ts , 
Ea rly Ch ild h o o d  Ed u c a to rs , TVI, TOD, 
SLP, PT, OT

Th e  Mis s in g  Lin k : 
Ne e d  fo r  Ea r ly  In t e r v e n t io n /Ea r ly  Ch ild h o o d

Pr o v id e r  Tr a in in g
Th e  Ea rly Ch ild h o o d  CMV Tra in in g  Mo d u le  is  a  to o l 
fo r e n s u rin g  th a t a ll Ea rly Ch ild h o o d  p e rs o n n e l a re  
a wa re  o f c CMV a n d  h a ve  c o n c is e  in fo rm a tio n  
a b o u t id e n tific a tio n , a s s e s s m e n t, a n d  in te rve n tio n  
fo r c CMV b a b ie s .

Ta r g e t  Au d ie n c e

Fa m ily  Su p p o r t
En s u re  th a t Ea rly In te rve n tio n  a n d  
Ea rly Ch ild h o o d  Pro vid e rs  h a ve  
a c c u ra te ,  h e lp fu l in fo rm a tio n  fo r 
fa m ilie s

Sim p le  & Co n c is e
Effe c tive  tra in in g  m a te ria ls  fo r 
p e rs o n n e l th a t a re  s im p le  a n d  
c o n c is e  a n d  c a n  b e  in c lu d e d  in  
e xis tin g  m a n d a te d  tra in in g s

Ne u r o d e v e lo p m e n t a l  
Effe c t s
Ad d re s s e s  th e  p o te n tia l fo r 
n e u ro lo g ic a l s e q u e la e  to  c a u s e  
vis io n  lo s s , h e a rin g  lo s s , o r 
d e a fb lin d n e s s  in  a ffe c te d  c h ild re n .



Mo d u le  Pu r p o s e  & Co m p o n e n t s

❏ Pre / Po s t Kn o wle d g e  
As s e s s m e n t

❏ Mo d u le  PPT
❏ Ch e c klis t  fo r Pro vid e rs  to  

Mo n ito r De ve lo p m e n ta l 
Do m a in s :

○ Au d ito ry
○ Vis io n
○ Co m m u n ic a tio n
○ Ta c tile
○ Co g n itio n
○ Gro s s  Mo to r
○ Fin e  Mo to r
○ So c ia l/ Em o tio n a l
○ Se lf- He lp

Ke y Co m p o n e n ts

Pre - a n d  
Po s t Te s t

Mo d u le  
Pre s e n ta t io n

Ha n d o u t



Ou r  Ta r g e t e d  Ou t c o m e s :
In c r e a s e d  CMV Aw a r e n e s s  & Tr a in in g ,  In fo r m e d  Pr a c t ic e s ,  

Ch a n g e s  in  Po lic y  ( Pe n d in g  MA Le g is la t io n )  
Re fe rra l t o  Ea rly  In t e rv e n t io n  &  
St a t e  De a fb lin d  Pro je c t  
Re fe rra l t o  Ad d it io n a l Pro g ra m s

Se n s o ry  & Ne u ro d e v e lo p m e n t a l Fo llo w  Up

As s e s s m e n t

Re fe rra l o f in fa n ts  with  s ym p to m a tic  c CMV to  p ro g ra m s / p ro vid e rs  fo r c h ild re n  wh o  
a re  vis u a lly im p a ire d , d e a f/ h a rd  o f h e a rin g  o r d e a fb lin d  s h o u ld  b e  d o n e  p ro m p tly 
a fte r d ia g n o s is  ( with  c o n s id e ra t io n  fo r Co m m u n ic a t io n  Ac c e s s , Fo llo wu p , a n d  
In te rve n tio n )

Ch ild re n  im p a c te d  b y c CMV b e n e fit  fro m  s e n s o ry a n d  n e u ro d e ve lo p m e n ta l fo llo w-
u p , s p e e c h  a n d  la n g u a g e  p ro g ra m s , a n d  e d u c a tio n a l a c c o m m o d a tio n s  to  
o p tim ize  th e ir p o te n tia l ( De m m le r- Ha rris o n , 20 16 )  

De a f/ HH: Be  a wa re  o f th e  im p o rta n c e  o f e a rly d ia g n o s is  a n d  p o te n tia l fo r 
p ro g re s s ive  h e a rin g  lo s s  in  in fa n ts  wh o  p re s e n t  with  HL a n d  n e u ro lo g ic a l s e q u e la e

Vis io n : Re c o g n ize  th e  fre q u e n c y a n d  im p a c t  o f o c u la r a n d  b ra in - b a s e d  vis u a l 
im p a irm e n t in  in fa n ts  b o rn  with  c CMV a n d  th e  n e e d  fo r o n g o in g  a s s e s s m e n t a n d  
m o n ito rin g  o f vis u a l d e ve lo p m e n t 

De a fb lin d n e s s : Mo n ito r b o th  vis io n  a n d  h e a rin g  in  c h ild re n  b o rn  with  n e u ro lo g ic a l 
s e q u e la e  a n d  wh o  d o n ’t  re s p o n d  c o n s is te n t ly to  vis u a l a n d / o r a u d ito ry in p u t  in  
fa m ilia r a n d  u n fa m ilia r s e t t in g s . 

Tra in e d  a n d  e xp e rie n c e d  s e rvic e  p ro vid e rs  a re  c rit ic a l fo r a c c u ra te  a s s e s s m e n t a n d  
in te rve n tio n  fo r c h ild re n  with  c CMV.



Ea r ly  Ch ild h o o d  
Tra in in g  Mo d u le  



Ea rly  Ch ild h o o d  
CMV Tra in in g  
Mo d u le

20 25

Ne w En g la n d  Co n s o rtiu m  o n  
De a fb lin d n e s s



Ac kn o w le d g e m e n t s  - Me m b e rs  o f t h e  
Ma s s a c h u s e t t s  c CMV Co a lit io n

Dr. La u ra  Gib s o n
Va n e s s a  Co lle ra n
Dr. Ch e ryl Glo vs ky

Dr. Tra c y Eva n s  Lu is e lli
Re b e c c a  Sa n d vo s

Sh a yn e  Ga ffn e y
Dr. Mic h a e l Co h e n
Dr. Ba rb a ra  Mo rris
Dr. Me re d ith  Bra za

Dr. Ma rg a re t Ke n n a
Eve lyn  Ra n kin
Pe te r Co lle ra n
Bre n d a  Alla ir
Ta lia  Ma n g o  

Lis a  Sa u n d e rs



Mo d u le  Pu rp o s e  
To  e d u c a te  Ea rly Ch ild h o o d  Pro vid e rs , 

in c lu d in g  Ea rly In te rve n tio n is ts  a n d  Ea rly 

Ch ild h o o d  e d u c a to rs  a n d  re la te d  

p ro vid e rs , a b o u t c o n g e n ita l CMV a n d  its  

im p a c t o n  d e ve lo p m e n t, in c lu d in g  vis io n , 

h e a rin g , a n d  n e u ro lo g ic a l im p a c ts , a s  we ll 

a s  s tra te g ie s  fo r s u p p o rtin g  fa m ilie s  

th ro u g h  th e  a s s e s s m e n t a n d  in te rve n tio n  

p ro c e s s .



Mo d u le  

Pa r t ic ip a n t

Pre - Te s t



W h a t  is  CMV?

Cyto m e g a lo viru s o r CMV, is a c o m m o n m e m b e r o f th e
h e rp e s viru s fa m ily th a t is g e n e ra lly h a rm le s s to p e o p le
with h e a lth y im m u n e s ys te m s .

“Th e m o s t c o m m o n viru s m o s t p e o p le h a ve n e ve r h e a rd o f”

On c e CMV is in a p e rs o n ’s b o d y, it s ta ys th e re fo r life a n d
c a n re a c tiva te & a p e rs o n c a n b e re - in fe c te d with a
d iffe re n t s tra in o f th e viru s .

( s y·to e ·MEG·a ·lo w·vy·ru s )  

Cyto =  c e ll  m e g a lo =  b ig   viru s =  p o is o n



W h a t  is  t h e  Diffe r e n c e  b e t w e e n  CMV 
a n d  Co n g e n it a l CMV ( c CMV) ? 

http://www.youtube.com/watch?v=L-k9RkTb-K8
https://www.youtube.com/watch?v=L-k9RkTb-K8


All Pr e g n a n t  In d iv id u a ls  a r e  
At  Ris k  fo r  CMV

Th o s e  with  Yo u n g  

Ch ild re n  a t  Ho m e

Ch ild c a re  Pro vid e rs , Ea rly  

In te rve n t io n is t s , Ea rly  

Ch ild h o o d  & Cla s s ro o m  

Pe rs o n n e l

He a lth c a re  Pro vid e rs



Sc re e n in g  p ro to c o ls  a re  in c o n s is te n t a c ro s s  s ta te s , a n d  
m a n y s ta te s  d o  n o t h a ve  a  Un ive rs a l Sc re e n in g  Pro to c o l 
fo r c CMV.

Pre n a ta l Sc re e n in g : Wo m e n  wh o  a re  c o n s id e rin g  
p re g n a n c y c a n  b e  te s te d  fo r CMV if th e y re q u e s t th a t 
CMV Ig M a n d  Ig G a n tib o d y la b  te s ts  b e  a d d e d  to  th e ir 
ro u tin e  la b s . Th e s e  te s ts  a re  re la tive ly in e xp e n s ive  a n d  
a re  c o ve re d  b y m o s t in s u ra n c e  p la n s .

Ne wb o rn  Sc re e n in g : Th e  Na tio n a l CMV Fo u n d a tio n  
m a in ta in s  a  we b s ite  with  c u rre n t in fo rm a tio n  o n  s ta te s  
th a t h a ve  a d o p te d  o r a re  wo rkin g  to wa rd s  Ne wb o rn  
Sc re e n in g  fo r c CMV. 

Ne wb o rn  Sc re e n in g  - Na tio n a l CMV Fo u n d a tio n

Is  Th e r e  Sc r e e n in g  fo r  c CMV?

https://www.nationalcmv.org/overview/newborn-screening


W h y  is  Co n g e n it a l CMV 
Su c h  a  Co m p le x  Is s u e ? 

A Co m m o n  Viru s , a  Co m p le x Pro b le m
● It  is  a  c o m m o n  viru s , e s p e c ia lly in  yo u n g  c h ild re n , a n d  c a n  b e  e a s ily s p re a d . 
● Ab o u t 1 in  3 p re g n a n t wo m e n  wh o  b e c o m e  in fe c te d  with  CMV will p a s s  th e  viru s  to  th e ir b a b y.
● Mo s t p re g n a n t wo m e n  a re  n e ve r to ld  a b o u t p re ve n ta tive  m e a s u re s  fo r CMV o r a b o u t th e  p o te n tia l ris ks  

to  th e ir d e ve lo p in g  b a b ie s . 
● Ma n y s ta te s  d o  n o t s c re e n  fo r CMV a t b irth , a n d  e ve n  a s ym p to m a tic  in fa n ts  m a y d e ve lo p  s e rio u s , lo n g -

te rm  p ro b le m s
● Ab o u t 1 in  20 0  in fa n ts  e a c h  ye a r a re  b o rn  with  c o n g e n ita l CMV a n d  a b o u t 1 in  5  o f th o s e  will b e c o m e  

d is a b le d .
● (1)  c h ild  e ve ry h o u r is  p e rm a n e n tly d is a b le d  d u e  to  c o n g e n ita l CMV. 
● CMV is  COMMON, SERIOUS, a n d  PREVENTABLE.
● La c k o f s ta te  a n d  n a tio n a l p re va le n c e  d a ta
● Dis a g re e m e n t a b o u t th e  n e e d  fo r u n ive rs a l s c re e n in g  



c CMV ( Co n g e n it a l CMV)  is  SERIOUS
20 % o f b a b ie s  b o rn  with  CMV will h a ve  d is a b ilit ie s  in c lu d in g  h e a rin g  lo s s , 

c e re b ra l p a ls y, s e izu re s  a n d  o th e r d e ve lo p m e n ta l d is a b ilit ie s



Ea r ly  Ch ild h o o d  Pr o v id e r s  
Ca n  Be  Pa r t  o f t h e  So lu t io n

• KNOW wh a t CMV is  a n d  h o w 
it  c a n  b e  s p re a d

• UNDERSTAND wh o  is  a t  ris k 
a n d  wh a t  p re ve n ta t ive  
m e a s u re s  a re  a va ila b le

• RECOGNIZE th e  im p a c t  o f 
c o n g e n ita l CMV o n  
d e ve lo p in g  b a b ie s , to d d le rs  
a n d  yo u n g  c h ild re n

Ed u c a t e
• Wa s h  h a n d s  o fte n  with  s o a p  a n d  wa te r fo r 

15 - 20  s e c o n d s

• Do  n o t  s h a re  fo o d , d rin ks , o r e a t in g  
u te n s ils  with  yo u n g  c h ild re n

• Do  n o t  p u t  a  c h ild ’s  p a c ifie r in  yo u r m o u th

• Avo id  c o n ta c t  with  s a liva  b y kis s in g  a  
yo u n g  c h ild  o n  th e  fo re h e a d  in s te a d  o f th e  
lip s

• Cle a n  to ys , c o u n te rto p s  a n d  o th e r 
s u rfa c e s  th a t  c o m e  in  c o n ta c t  with  
c h ild re n ’s  u rin e  o r s a liva

Pr e v e n t
● Se ve ra l s ta te s  h a ve  b e g u n  

im p le m e n tin g  u n ive rs a l 
n e wb o rn  s c re e n in g  fo r 
c o n g e n ita l CMV in fe c t io n . 

● Yo u  c a n  le a rn  m o re  a b o u t  
CMV s c re e n in g  a t :  
h t tp s :/ / www.n a tio n a lc m v.o r
g / o ve rvie w/ n e wb o rn -
s c re e n in g

Sc r e e n
• SUPPORT fa m ilie s  to  g e t  

a p p ro p ria te  m e d ic a l a n d  
d e ve lo p m e n ta l fo llo w- u p s

• REFER fa m ilie s  to  s p e c ia lty 
s e rvic e s  fo r vis io n , h e a rin g , o r 
c o m b in e d  s e n s o ry lo s s

• SHARE in fo rm a tio n  a b o u t  
re s o u rc e s  a n d  s u p p o rts  with  
fa m ilie s  im p a c te d  b y c CMV. 

Ca r e

https://www.nationalcmv.org/overview/newborn-screening
https://www.nationalcmv.org/overview/newborn-screening
https://www.nationalcmv.org/overview/newborn-screening


Th re e  Sim p le  Pre c a u t io n s  t o  
He lp  Pre v e n t  c CMV

● Do  n o t s h a re  a n y o f th e  
fo llo win g  with  yo u n g  
c h ild re n :
○ fo o d
○ d rin k 
○ p a c ifie rs
○ to o th b ru s h e s  

Do n ’t  
Sh a r e

● Kis s  b a b ie s  o r 
to d d le rs  o n  th e  
fo re h e a d  a n d  n o t th e  
m o u th  to  a vo id  s a liva

Kis s  w it h  
Ca r e

● Wa s h  h a n d s  a fte r a ll 
d ia p e r c h a n g e s  a n d  
a fte r wip in g  ru n n y 
n o s e / d ro o l

● Cle a n  c h a n g in g  a re a s  
a n d  to ys  re g u la rly with  
s o a p  a n d  wa te r

W a s h  w it h  
Ca r e

Ad a p te d  fro m  Co n g e n ita l CMV As s o c ia tio n  o f Au s tra lia  c m v.o rg .a u



Ea rly  In d ic a t o rs  fo r  c CMV in  
Ne w b o rn s

• Se izu re s
• Mic ro c e p h a ly
• Ab n o rm a l Bra in Im a g in g

Ne u ro lo g ic a l 
Fin d in g s

• In tra u te rin e  Gro wth  
Re s tric tio n

• J a u n d ic e
• Fe ve r
• Ra s h
• He p a to s p le n o m e g a ly

Sy s t e m ic   
Is s u e s

• Se n s o rin e u ra l He a rin g  
Lo s s  

• Op tic  Ne rve  Atro p h y
• Ch o rio re tin itis
• Ma c u la r s c a rrin g

He a r in g  & Vis io n  
Co n c e rn s



Co n g e n ita l CMV in fe c tio n  c a n  b e  d ia g n o s e d  
b y te s t in g  a  n e wb o rn  b a b y’s  s a liva , u rin e  o r 
b lo o d . 

Sp e c im e n s  m u s t b e  c o lle c te d  fo r te s t in g  
with in  two  to  th re e  we e ks  a fte r th e  b a b y is  
b o rn  in  o rd e r to  c o n firm  a  d ia g n o s is  o f 
c o n g e n ita l CMV in fe c tio n .

Ne wb o rn  s c re e n in g  p ro to c o ls  a re  
in c o n s is te n t  a c ro s s  s ta te s , a n d  m a n y s ta te s  
d o  n o t h a ve  a  Un ive rs a l Sc re e n in g  Pro to c o l 
fo r c CMV.

Dia g n o s in g  c CMV



Ad d it io n a l Ch a lle n g e s   Ca n  
Im p a c t  Ch ild r e n  a n d  Fa m ilie s  
Ov e r  Tim e

So m e  in fa n ts  b o rn  with  c CMV m a y n o t  
in it ia lly h a ve  s ig n ific a n t  p ro b le m s , b u t  
h e a lth  a n d  d e ve lo p m e n ta l c o n c e rn s  c a n  
e m e rg e  o ve r t im e , in c lu d in g :

• Vis u a l Im p a irm e n t/ Blin d n e s s
• He a rin g  Lo s s / De a fn e s s
• De a fb lin d n e s s
• Se izu re s
• De ve lo p m e n ta l a n d  Mo to r De la ys

Fa m ilie s  m a y e xp e rie n c e  fe e lin g s  o f fe a r, 
g rie f, a n d  fru s tra t io n  a s  n e w d ia g n o s e s  
e m e rg e .



Ne u ro lo g ic a l Se q u e la e  a s s o c ia te d  with  c o n g e n ita l CMV m a y 
in c lu d e :

• Mic ro c e p h a ly
• Se izu re s
• Pe rive n tric u la r Ca lc ific a tio n
• Ce re b ra l Atro p h y
• Ma lfo rm a tio n s  o f Th e  Bra in
• Wh ite  Ma tte r Sig n a l Ch a n g e s  a n d  Cys ts
• Mo to r Co n d it io n s  - Sim ila r to  Ce re b ra l Pa ls y, 

De m ye lin a tin g  Dis o rd e rs
• Ca lc ifie d  Le u ko e n c e p h a lo p a th ie s

Th e s e  d ia g n o s e s  a re  fre q u e n tly a s s o c ia te d  with :
• Co m p le x He a lth  Ca re  Ne e d s
• Bra in - Ba s e d  Au d ito ry An d  Vis u a l Co n d it io n s

Ne u r o lo g ic a l Im p a c t  o f c CMV 



Th e  Ro le  o f Vis io n  a n d  He a r in g  in  
Ea r ly  De v e lo p m e n t

Co m m u n ic a t io n

Mo v e m e n t

So c ia l Em o t io n a l De v e lo p m e n t

Co g n it io n

Se lf- He lp  a n d  Se lf- De t e r m in a t io n

• Ac c e s s  to  s p o ke n  o r s ig n e d  la n g u a g e

• Re c o g n izin g  n o n - ve rb a l c o m m u n ic a tio n

• Mo tiva tio n  to  e xp lo re  th e  e n viro n m e n t b e yo n d  th e ir re a c h

• Ac c e s s  to  vis u a l a n d  a u d ito ry c u e s  in  th e  e n viro n m e n t fo r s a fe ty/ m o ve m e n t

• Ac c e s s  to  vis u a l a n d  a u d ito ry in fo rm a tio n  a b o u t e m o tio n s  a n d  fe e lin g s

• Ab ility to  e ffe c tive ly c o m m u n ic a te  wa n ts , n e e d s , a n d  in te re s ts  with  o th e rs

• De ve lo p in g  a b s tra c t  c o n c e p ts

• Un d e rs ta n d in g  a n d  b u ild in g  o n  e a rly le a rn in g  c o n c e p ts  s u c h  a s  s ize , s h a p e , 

c o lo r, s o u n d

• Ac c e s s  to  vis u a l in fo rm a tio n  a b o u t fe e d in g , d re s s in g , to ile tin g

• Un d e rs ta n d in g  re la tio n s h ip s  b e twe e n  s e lf a n d  o th e rs



He a r in g  Co n d it io n s  & 
c CMV

Le a d in g  No n - Ge n e t ic  Ca u s e  o f 
He a r in g  Co n d it io n s

Ca n  De v e lo p  Ov e r  Tim e

• Co n g e n ita l CMV is  th e  le a d in g  n o n - g e n e tic  c a u s e  o f c h ild h o o d  
h e a rin g  c o n d itio n s . 

• CMV a c c o u n ts  fo r a p p ro xim a te ly 25 % o f Se n s o rin e u ra l He a rin g  Lo s s  
(SNHL)  d ia g n o s e d  in  c h ild re n , in c lu d in g  a n  e s tim a te d  15 - 20 % o f 
b ila te ra l m o d e ra te  to  p ro fo u n d  SNHL d ia g n o s e s .

• 15 % o f in fa n ts  d ia g n o s e d  with  c CMV will NOT h a ve  s ym p to m s  a t 
b irth  ( a s ym p to m a tic  n e wb o rn s )  b u t will la te r d e ve lo p  h e a rin g  
is s u e s

• Th e  AAP re c o m m e n d s  h e a rin g  te s ts  a t  le a s t e ve ry 6  m o n th s



Se n s o rin e u ra l (SNH)

P ro g re s s ive  

Co n g e n it a l o r  La t e r  On s e t

Un ila t e ra l o r  Bila t e ra l

Co n d u c t ive  w it h  Mid d le  Ea r  Effu s io n

Th e  m o s t c o m m o n  d is a b ility a s s o c ia te d  with  c CMV is  
d e a fn e s s / h a rd  o f h e a rin g . It  is  p ro g re s s ive  ( wo rs e n s  
o ve r t im e )  fo r a ro u n d  h a lf o f c h ild re n  in fe c te d . 
Ch ild re n  with  c CMV a re  a t  ris k fo r d iffe re n t typ e s  o f 
h e a rin g  c o n d it io n s , in c lu d in g :

He a r in g  Ris k s  fo r  c CMV 



He a r in g  Sig n s  & Sy m p t o m s  in  
Ea r ly  Ch ild h o o d

• Sp e e c h  is  d e la ye d .
• Sp e e c h  is  n o t c le a r.
• Do e s  n o t fo llo w d ire c tio n s . Th is  s o m e tim e s  is  

m is ta ke n  fo r n o t p a yin g  a tte n tio n  o r ju s t 
ig n o rin g , b u t c o u ld  b e  th e  re s u lt o f a  p a rtia l o r 
c o m p le te  h e a rin g  is s u e .

• Ofte n  s a ys , “Hu h ?”
• Tu rn s  th e  TV vo lu m e  u p  to o  h ig h

• Do e s  n o t s ta rtle  a t lo u d  n o is e s .
• Do e s  n o t tu rn  to  th e  s o u rc e  o f a  s o u n d  a fte r 6  

m o n th s  o f a g e .
• Do e s  n o t s a y s in g le  wo rd s , s u c h  a s  “d a d a ” o r 

“m a m a ” b y 1 ye a r o f a g e .
• Tu rn s  h e a d  wh e n  h e  o r s h e  s e e s  yo u  b u t n o t if 

yo u  o n ly c a ll o u t h is  o r h e r n a m e . 
• Se e m s  to  h e a r s o m e  s o u n d s  b u t n o t o th e rs .

In fa n t s Ch ild re n



Pr o v id e r s  fo r  Ch ild r e n  W h o  Ar e  
De a f/Ha r d  o f He a r in g

Au d io lo g is t

Ot o la ry n g o lo g is t  
( Ea r  No s e  Th ro a t  
Sp e c ia lis t )

Te a c h e r  o f t h e  
De a f/ Ha rd  o f 
He a r in g  
( TOD)

Ed u c a t io n a l 
Au d io lo g is t

Sp e e c h  
La n g u a g e  

Pa t h o lo g is t  
( SLP)



Vis io n  Co n d it io n s  & 
c CMV

Oc u la r Vis u a l Co n d it io n s

Bra in - Ba s e d  Vis u a l Im p a irm e n t

• Ma y o r m a y n o t b e  p re s e n t a t  b irth

• Stra b is m u s

• Nys ta g m u s

• Op tic  Ne rve  Atro p h y

• Ch o rio re tin itis

• Ch ild re n  with  n e u ro lo g ic a l s e q u e la e  a re  a t  in c re a s e d  ris k o f b ra in - b a s e d  
vis u a l im p a irm e n ts

• Ma jo r ris k fa c to rs  fo r s e ve re  vis u a l im p a irm e n t in  c h ild re n  with  c CMV 
in c lu d e  s ym p to m a tic  s ta tu s  a t b irth , o p tic  n e rve  a tro p h y, c h o rio re tin itis , 
c o rtic a l/ c e re b ra l vis u a l im p a irm e n t a n d  s e n s o rin e u ra l h e a rin g  lo s s .



Co n g e n it a l CMV & 
Bra in - Ba s e d  Vis u a l Im p a irm e n t
● Ch ild re n  with  n e u ro lo g ic a l s e q u e la e  d u e  to  c CMV a re  a t 

in c re a s e d  ris k o f b ra in - b a s e d  vis u a l im p a irm e n t (CVI) .

Wh a t  is  CVI? 
Co m m o n  
Ca u s e s

Im p a c t  o n  
Vis io n  

● Co rtic a l/ Ce re b ra l Vis u a l 
Im p a irm e n t (CVI)  is  th e  
m o s t c o m m o n  c a u s e  o f 
vis u a l im p a irm e n t in  th e  
Un ite d  Sta te s

● Bra in  m a lfo rm a tio n
● Hyp o xia / is c h e m ia
● Pre m a tu rity
● Tra u m a
● In fe c tio n
● Ce rta in  n e u ro lo g ic a l 

d is e a s e s

● Re d u c e d  Vis u a l 
Atte n tio n

● Diffic u lty with  Vis u a l 
Lo c a liza tio n

● Po o r Vis u a l Tra c kin g
● Diffic u lty with  De p th  

Pe rc e p tio n
● Vis u a l Fie ld  De fic its
● Co lo r a n d  Co n tra s t  

Se n s itivity
● Vis u a l Ha b itu a tio n  Is s u e s
● Re d u c e d  Vis u a l 

Dis c rim in a tio n
● Diffic u lty Re c o g n izin g  

Fa c e s
● In c o n s is te n t Vis u a l 

Re s p o n s e s

● CVI is  c h a ra c te rize d  b y 
vis u a l im p a irm e n t d u e  
to  d a m a g e  to  th e  
c e n tra l n e rvo u s  s ys te m  
(CNS)  n o t in vo lvin g  th e  
o c u la r s tru c tu re s .



Vis io n  Co n d it io n s  & Sy m p t o m s  in  
Ea r ly  Ch ild h o o d

• Mo b ility c o n c e rn s  ( trip p in g , fa llin g )  th a t a re  n o t 

a c c o u n te d  fo r b y g ro s s  m o to r d e la ys

• Sq u in tin g  o r c o ve rin g  e ye s

• Mo vin g  c lo s e r to  s e e  o b je c ts  

• Sig n s  o f vis u a l fa tig u e  (p u s h in g  o b je c ts  o u t o f vie w, 

lo o kin g  a wa y fre q u e n tly, e a s ily o ve rwh e lm e d  b y 

vis u a l s tim u li)

In fa n t s To d d le rs
• Diffic u lty vis u a lly tra c kin g

• Diffic u lty vie win g  p e o p le  o r o b je c ts

• Little / n o  vis u a l re g a rd  o f fa c e s

• Diffic u lty with  b rig h t lig h ts  o r in c re a s e d  

a tte n tio n  to  lig h ts

• Nys ta g m u s  ( ra n d o m  e ye  m o ve m e n ts )



Pr o v id e r s  fo r  Ch ild r e n  w h o  
Blin d /Vis u a lly  Im p a ir e d

Op h t h a lm o lo g is t

Op t o m e t r is t

Te a c h e r  o f 
t h e  
Vis u a lly  
Im p a ire d  
( TVI)

Ce r t ifie d  
Or ie n t a t io n  
& Mo b ilit y  
Sp e c ia lis t s  
( COMS)

Lo w - Vis io n  
Sp e c ia lis t  



Th e  Am e ric a n  Ac a d e m y o f Pe d ia tric s  g e n e ra l 
re c o m m e n d a tio n  fo r a ll b a b ie s  with  c o n g e n ita l CMV 
( re g a rd le s s  o f th e ir n e wb o rn  h e a rin g  s c re e n in g  
re s u lts ) :

● He a rin g  re - a s s e s s m e n t e ve ry 3 m o n th s  in  th e  
firs t th re e  ye a rs  o f life

● Re p e a t e ve ry s ix m o n th s  th ro u g h  a g e  s ix ye a rs  
● As s e s s m e n t m a y n e e d  to  b e  m o re  fre q u e n t o r 

a lte re d  b a s e d  o n  a n tivira l th e ra p y, re h a b ilita tio n  
n e e d s , p e d ia tric  a u d io lo g is t g u id a n c e , o r p a re n t 
c o n c e rn s .

● CMV- a s s o c ia te d  c o n g e n ita l h e a rin g  lo s s  m a y 
b e  p ro g re s s ive  in  n a tu re

Co m b in e d  Vis io n  & 
He a rin g  Diffe re n c e s  

( De a fb lin d n e s s )

● A s e n s o ry lo s s  in  o n e  
a re a  ( vis io n  o r 
h e a rin g )  s h o u ld  
p ro m p t a n  a s s e s s m e n t 
fo r th e  o th e r s e n s e  

● Ne u ro lo g ic a l s e q u e la e  
a re  ris k fa c to rs  fo r 
b ra in - b a s e d  vis io n  
a n d  a u d ito ry 
im p a irm e n ts

He a r in g  a n d  Vis io n  
in  Ba b ie s  a n d  To d d le r s  w it h  c CMV

He a rin g Vis io n
Th e  Am e ric a n  Ac a d e m y o f Pe d ia tric s  re c o m m e n d s  
th a t a ll b a b ie s  with  c CMV h a ve  a n  o p h th a lm o lo g y 
e xa m  with in  th e  firs t  ye a r o f life .

Ba b ie s  with  n e u ro lo g ic a l s e q u e la e  in c lu d in g :
● m ic ro c e p h a ly
● s e izu re  d is o rd e r
● m a lfo rm a tio n s  o r c a lc ific a tio n s  in  th e  b ra in

s h o u ld  a ls o  b e  fo llo we d  fo r c o n c e rn s  re g a rd in g  
c o rtic a l/ c e re b ra l vis u a l im p a irm e n t 



Fa m ily  Su p p o r t
Ac c e s s ib le , Cle a r  & Co n c is e  
In fo rm a t io n  

• Ac c u ra te  fa m ily- frie n d ly in fo rm a tio n  a b o u t th e  e ffe c ts  o f c CMV

• Ed u c a tio n  a b o u t th e ir c h ild ’s  d e ve lo p m e n ta l a n d  s e n s o ry a b ilit ie s  

• Stra te g ie s  fo r s u p p o rtin g  th e ir c h ild ’s  le a rn in g  a n d  g ro wth  

• Op p o rtu n itie s  fo r c o n n e c tin g  to  o th e r p a re n ts  a n d  c a re g ive rs

• In fo rm a tio n  a b o u t a g e n c ie s  a n d  o rg a n iza tio n s  th a t m a y p ro vid e  
a d d itio n a l e d u c a tio n , s u p p o rt, o r re s o u rc e s

Su p p o rt  Alo n g  t h e  Wa y



In s ta g ra m  Pa re n t  Sto rie s

Na t io n a l CMV Fo u n d a t io n  - Pa re n t  Sto rie s

Ma s s a c h u s e t t s  CCMV Co a lit io n  - Pa re n t  Sto rie s

Fa m ily  St o r ie s
Fa m ily s to rie s  a re  im p o rta n t  a n d  p o we rfu l. Th e y 
c a n  h e lp  Ea rly Ch ild h o o d  Pro fe s s io n a ls  le a rn  
m o re  a b o u t  th e  im p a c t  o f c CMV a n d  h o w to  
s u p p o rt  c h ild re n  a n d  fa m ilie s . 

Clic k th e  lin ks  b e lo w to  le a rn  m o re .

Im a g e s  fro m  Na tio n a l CMV Fa m ily Sto rie s

https://www.nationalcmv.org/resources/parent-stories
https://cmvmass.org/cmv-stories/


Re fe r r a ls  & Re s o u r c e s

Pro g ra m s  fo r D/ HH Pro g ra m s  fo r Blin d / VI Yo u r Sta te  De a fb lin d  Pro je c t

● EHDI
● Ea rly In te rve n tio n  Pro g ra m s  

fo r De a f/ Ha rd  o f He a rin g  
In fa n ts  a n d  To d d le rs

● ASL Pro g ra m s
● Fa m ily Su p p o rt  Gro u p s
● Sta te  Ag e n c ie s  fo r D/ HH

● Ea rly In te rve n tio n  
Pro g ra m s  fo r 
Blin d / Vis u a lly 
Im p a ire d  In fa n ts  a n d  
To d d le rs

● Fa m ily Su p p o rt  Gro u p s
● Sta te  Ag e n c ie s  fo r 

Blin d / VI

● Ne w En g la n d  
Co n s o rt iu m  o n  
De a fb lin d n e s s  ( NEC 
( CT, ME, MA, NH, VT)

● Lis t o f Sta te  De a fb lin d  
Pro je c ts (NCDB)

Fa m ily  Re s o u rc e s  
● Na tio n a l CMV 

Fo u n d a tio n
● PTI ( Pa re n t  Tra in in g  

a n d  In fo rm a tio n  
Ce n te rs )

● Ha n d s  a n d  Vo ic e s
● Na tio n a l Fa m ily 

As s o c ia t io n  fo r 
De a fb lin d  ( NFADB)

Fa m ilie s  o f c h ild re n  im p a c te d  b y c o n g e n ita l CMV ( c CMV)  n e e d  in fo rm a tio n , re s o u rc e s , 
a n d  s u p p o rt . Ea rly In te rve n tio n  a n d  Ea rly Ch ild h o o d  p ro vid e rs  c a n  wo rk to  e n s u re  th a t  a ll 
fa m ilie s  h a ve  a c c e s s  to  a p p ro p ria te  s u p p o rts  a n d  s e rvic e s . Wh ile  e a c h  s ta te  m a y h a ve  
d iffe re n t a g e n c ie s  o r o rg a n iza tio n s , a  lis t  o f p ro g ra m s  to  c o n s id e r is  lis te d  b e lo w.

https://www.perkins.org/nec/
https://www.perkins.org/nec/
https://www.perkins.org/nec/
https://www.perkins.org/nec/
https://www.nationaldb.org/state-deaf-blind-projects/
https://www.nationaldb.org/state-deaf-blind-projects/
https://www.nationalcmv.org/
https://www.nationalcmv.org/
https://www.parentcenterhub.org/
https://www.parentcenterhub.org/
https://www.parentcenterhub.org/
https://www.handsandvoices.org/index.htm
https://nfadb.org/
https://nfadb.org/
https://nfadb.org/


Co n g e n it a l Cy t o m e g a lo v iru s  ( c CMV) : Fa m ily  Gu id e



NEC Ea r ly  In t e rv e n t io n  Ch e c k lis t :
Im p o r t a n t  As s e s s m e n t  In fo rm a t io n  fo r  Ba b ie s  Bo rn  w it h  Co n g e n it a l CMV



Mo d u le  

Pa r t ic ip a n t

Po s t - Te s t
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Th e  NEC Ea rly Ch ild h o o d  CMV Tra in in g  Mo d u le  a n d  Re s o u rc e s :

Visit our website:
New England Consortium on Deafblindness

https://www.perkins.org/nec/
https://www.perkins.org/nec/

	Slide Number 1
	With Special Thanks to Members of the MA cCMV Coalition and Our Parent Leaders - Lisa Saunders & Vanessa Colleran�
	Slide Number 3
	NEC Grant Overview
	The Range of Sensory Conditions in Deafblind Learners
	Children Identified w/cCMV and DBCT, MA, ME, NH & VT  
	Slide Number 7
	Why Early Intervention and Early Childhood Providers Need to Understand cCMV
	Slide Number 9
	Slide Number 10
	Slide Number 11
	Early Childhood Training Module 
	Slide Number 13
	Acknowledgements - Members of the Massachusetts cCMV Coalition
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18
	Slide Number 19
	Slide Number 20
	Slide Number 21
	Slide Number 22
	Slide Number 23
	Slide Number 24
	Slide Number 25
	Slide Number 26
	Slide Number 27
	Slide Number 28
	Slide Number 29
	Slide Number 30
	Slide Number 31
	Slide Number 32
	Slide Number 33
	Slide Number 34
	Slide Number 35
	Slide Number 36
	Slide Number 37
	Slide Number 38
	Slide Number 39
	Slide Number 40
	Slide Number 41
	Slide Number 42
	Slide Number 43
	Slide Number 44
	References
	Slide Number 46
	Module End 
	Slide Number 48

