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“…Something	
  as	
  simple	
  as	
  always	
  washing	
  your	
  hands…could	
  
have	
  prevented	
  a	
  child	
  from	
  being	
  born	
  with	
  CMV.”	
  	
  

“A	
  child	
  like	
  me,	
  
maybe.”	
  
	
  



December,	
  1989	
  



CMV:	
  Diagnosis,	
  preven&on	
  and	
  
treatment.	
  Second	
  ediJon.	
  1989.	
  



“Is	
  there	
  a	
  way	
  to	
  prevent	
  CMV?”	
  

	
  “Hygienic	
  precauJons,	
  such	
  as	
  
handwashing	
  and	
  limiJng	
  
contact	
  with	
  body	
  fluids,	
  are	
  
effecJve	
  in	
  reducing	
  the	
  risk	
  of	
  
CMV	
  infecJon.”	
  

	
  CMV:	
  Diagnosis,	
  preven2on	
  and	
  treatment,	
  p.12.	
  

	
  



Caroline	
  Recalls	
  Her	
  Prognosis	
  

	
  “There	
  was	
  a	
  strong	
  possibility	
  that	
  I	
  would	
  
not	
  live	
  very	
  long.	
  How	
  terrifying	
  it	
  must	
  be	
  to	
  
hear	
  that	
  your	
  child	
  could	
  die	
  shortly	
  aQer	
  
birth;	
  or	
  if	
  I	
  lived,	
  they	
  could	
  have	
  a	
  
daughter…	
  with	
  several	
  severe	
  handicaps.	
  I’ll	
  
never	
  know	
  just	
  how	
  tough	
  it	
  was	
  for	
  my	
  
parents	
  to	
  go	
  through	
  that	
  experience,	
  and	
  I	
  
hope	
  I	
  never	
  do.”	
  	
  
	
  Caroline	
  Bailey,	
  2014.	
  



Birthday	
  
March	
  11,	
  1990	
  



Caroline	
  Smiles	
  Because	
  	
  
She	
  Feels	
  BeXer!	
  



Cause:	
  Ganciclovir	
  
Effect:	
  Healthy	
  Baby	
  



A	
  Life	
  Full	
  of	
  Challenge	
  



Zesty	
  DeterminaJon	
  



Excellent	
  Medical	
  Treatment	
  
Dr.	
  Gail	
  Demmler-­‐Harrison	
  	
  



World’s	
  Best	
  Dad	
  



SupporJve	
  Brother	
  



cCMV	
  Mom	
  

Image	
  courtesy	
  Memorial	
  High	
  School,	
  Houston	
  Texas.	
  Emily	
  	
  Schwabenland,	
  author.	
  2015.	
  



Friends	
  and	
  Extended	
  Family	
  



Medical	
  Research	
  

Photo	
  courtesy	
  Texas	
  Children’s	
  Hospital	
  ,	
  Houston,	
  Texas	
  



Research	
  Follow-­‐up	
  Appointment	
  

Photo	
  courtesy	
  Texas	
  Children’s	
  Hospital,	
  Houston,	
  Texas.	
  	
  



Control	
  Subject	
  



Parent	
  Subjects	
  



Excellent	
  Public	
  School	
  Teachers	
  



Signing	
  Flower	
  Girl	
  



Spreading	
  the	
  Word	
  About	
  
CMV	
  and	
  Ganciclovir	
  

Watch	
  image	
  courtesy	
  Texas	
  	
  Children’s	
  Hospital,	
  Houston,	
  Texas	
  



1995:	
  Our	
  Story	
  in	
  Redbook	
  

Image	
  courtesy	
  Redbook.	
  



Cute,	
  Cuddly	
  and	
  Contagious	
  

ArJcle	
  courtesy	
  Texas	
  Children’s	
  Hospital.	
  Houston,	
  Texas.	
  



Our	
  Own	
  Awareness	
  Increases	
  

Image	
  courtesy	
  Centers	
  for	
  Disease	
  Control.	
  



2013:	
  Utah	
  Capitol	
  
Image	
  courtesy	
  hXp://www.utah.com/culture/capitol.htm	
  .	
  



2014:	
  Maddie’s	
  Mission	
  
The	
  Armstrongs	
  	
  

ArrJcle	
  and	
  photo	
  courtesy	
  Chronicle.	
  -­‐lithXp://www.houstonchronicle.com/news/health/arJcle/Awareness-­‐oQle-­‐known-­‐virus-­‐is-­‐goal-­‐of-­‐5281484.php	
  	
  



2014:	
  ConnecJcut	
  

Image	
  courtesy	
  Lisa	
  Saunders	
  and	
  the	
  Baylor	
  College	
  of	
  Medicine.	
  



Death	
  and	
  Disability	
  

	
  
	
  
	
  
	
  

•  	
  40	
  infants	
  die	
  and	
  800-­‐1000	
  newborns	
  are	
  
permanently	
  disabled	
  each	
  year	
  in	
  Texas	
  	
  

•  This	
  is	
  greater	
  than	
  the	
  total	
  number	
  of	
  
newborns	
  (600)	
  diagnosed	
  annually	
  with	
  all	
  
the	
  core	
  disorders	
  on	
  the	
  Texas	
  newborn	
  
screening	
  panel	
  combined.	
  

H.R.	
  Baer,	
  et	
  al.	
  	
  Survey	
  of	
  congenital	
  cytomegalovirus	
  (cCMV)	
  knowledge	
  among	
  medical	
  students.	
  J	
  Clin	
  Virol	
  2014;	
  60:	
  222–
242.	
  Abstract	
  accessible	
  at	
  hJp://www.ncbi.nlm.nih.gov/pubmed/24794398	
  Last	
  accessed	
  7/20/2014.	
   	
  	
  

Texas	
  Department	
  of	
  Health	
  Services	
  website.	
  hJps://www.dshs.state.tx.us/newborn/faqs_nbs.shtm	
  Last	
  accessed	
  
7/20/2014.	
  

	
  	
  

	
  
	
  

	
  



	
  
	
  

CMV:	
  Disease	
  Burden	
  is	
  High	
  
Awareness	
  is	
  Low	
  

z	
  Image	
  Jeon,	
  Jiyeon,	
  et	
  al.	
  	
  Knowledge	
  and	
  awareness	
  of	
  congenital	
  cytomegalovirus	
  among	
  women.	
  	
  Infect	
  Dis	
  in	
  Obstet	
  and	
  Gynecol	
  2006	
  80383.	
  	
  Accessible	
  at	
  
hXp://www.ncbi.nlm.nih.gov/pmc/arJcles/PMC1779612/	
  Last	
  accessed	
  7/20/2014.	
  	
  	
  

	
  
	
  
	
  
	
  
	
  



hXp://www.capitol.state.tx.us	
  



July	
  20,	
  2014	
  Launch:	
  
LeXer	
  to	
  the	
  Legislature	
  



Personal	
  Stories	
  Plus	
  Reliable	
  Data	
  



The	
  “Ask”	
  

•  “Thousands	
  of	
  other	
  CMV	
  families	
  have	
  been	
  
telling	
  their	
  stories,	
  too,	
  but	
  CMV	
  awareness	
  
is	
  sXll	
  abysmally	
  low.	
  	
  It	
  is	
  Xme	
  for	
  policy	
  to	
  
increase	
  prevenXon	
  and	
  increase	
  early	
  
intervenXon	
  when	
  infecXon	
  occurs.”	
  	
  	
  

•  “We	
  are	
  looking	
  for	
  authors	
  and	
  sponsors	
  of	
  
a	
  CMV	
  educaXon	
  and	
  universal	
  newborn	
  
screening	
  bill	
  for	
  the	
  84th	
  Texas	
  LegislaXve	
  
Session.”	
  	
  



Happy	
  Birthday	
  Song	
  Hand-­‐washing	
  
and	
  cCMV-­‐safe	
  XO!	
  

•  Sing	
  the	
  Happy	
  Birthday	
  song	
  using	
  “babies”	
  
as	
  the	
  name	
  while	
  washing	
  your	
  hands	
  with	
  
soap	
  and	
  water.	
  	
  This	
  lengthens	
  the	
  washing	
  
Jme	
  

•  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	
  



July	
  28,	
  2014	
  
Eight	
  Days	
  AQer	
  Launch	
  

Photo	
  courtesy	
  Farah	
  Armstrong.	
  



Change	
  Behavior	
  through	
  EducaJon	
  

Image	
  courtesy	
  Texas	
  Children’s	
  Hospital,	
  Houston,	
  Texas	
  



Cute,	
  Cuddly	
  and	
  Contagious	
  

Image	
  courtesy	
  Texas	
  Children’s	
  Hospital,	
  Houston,	
  Texas	
  

Do	
  not	
  kiss	
  this	
  cute	
  baby	
  on	
  
the	
  mouth.	
  	
  Those	
  saliva	
  
bubbles	
  may	
  harbor	
  CMV	
  
which	
  may	
  cause	
  birth	
  defects	
  
and	
  death	
  in	
  the	
  unborn.	
  	
  	
  

Cytomegalovirus	
  (CMV)	
  warning	
  
for	
  Pregnant	
  Women:	
  	
  Danger!	
  



	
  
	
  

A	
  Clear	
  Message	
  
Thank	
  You	
  Utah!	
  

hXps://www.facebook.com/UtahCMVCouncil	
  



	
  
	
  

Texas	
  Capitol,	
  
Here	
  We	
  Come!	
  

hXp://www.skyscrapercity.com/showthread.php?t=1469260	
  


