
 

 

 

 
 
 
Dr. Sofia  Be nson-Goldbe rg  a t the  Unive rsity of Ore gon is conducting  a  re se arch 
study of to  unde rstand  how child re n with CDKL5 De fic ie ncy Disorde r use  the ir vision 
during  storybook re ad ing  inte rac tions with the ir pare nts/ care g ive rs. The  study is  
de signe d  to: (1) ide ntify what child re n look at on d ig ita l book “page s” during  pare nt-
child  inte ractions involving  fam iliar and  unfam iliar storybooks; (2) e xp lore  the  im pact 
of fe a ture s of d ig ita l child re n’s books on what child re n look at; and  (3) de te rm ine  
how spe cific  type s of pare nt inte rac tions m ight influe nce  child re n’s visual a tte ntion 
to  fe ature s of the  book. We  be lie ve  tha t this study m ay le ad  to a  clinica lly-use ful 
ind ica tor of e m e rg ing  lite racy knowle dge  and  skills  in child re n with CDKL5 
De fic ie ncy Disorde r.  
 
Child re n age s 36-120 m onths (3-10  ye ars) with CDKL5 De ficie ncy Disorde r and  the ir 
pare nts/ care g ive rs are  be ing  re cruite d  to partic ipate  in this study. The  study is  
lim ite d  to ind ividuals who live  in the  Unite d  Sta te s. The  study is  be ing  conducte d  in 
fam ilie s’ hom e s, with surve ys to  be  com ple te d  p rior by pare nts/ care g ive rs. The  
study p rotocol inc lude s: 

1. An online  surve y of pare nt/ care g ive rs’ vie ws of re ad ing  and  of child re n’s 
curre nt com m unication and  vision p rofile s to  be  com ple te d  by 
pare nts/ care g ive rs.  

2. Pare nts will be  aske d  to  re ad  four d ig ita l storybooks on a com pute r 
e quippe d  with e ye -tracking  te chnologie s with the ir child . Vide o cam e ras 
will a lso be  use d  to  re cord  the  inte raction. Dr. Be nson-Goldbe rg  will be  
availab le  to m onitor the  e quipm e nt and  answe r que stions  

3. Pare nts will be  taught a  spe cific  storybook re ad ing  stra te gy and  coache d  
in its  use . The n the  pare nts and  child  will be  re corde d  again as the y 
im ple m e nt this strate gy in four m ore  re ad ings. Tota l fam ily com m itm e nt is  
antic ipate d  to be  3 hours for the  asse ssm e nts, com pute r and  e ye -tracke r 
se t-up , tra ining , and  re corde d  re ad ings. The  re ad ing  the m se lve s are  
antic ipate d  to take  no m ore  than 3 m inute s e ach.  

 
If you are  inte re ste d  in partic ipa ting  contact Dr. Be nson-Goldbe rg  by 
e m ail a t sofiabg@uore gon.e du or phone  at 541-346-0177. Ple ase  p rovide  
your contac t de ta ils  and  ind ica te  tha t you are  inte re ste d  in participa ting  in 
the  “CDKL5 Storybook Study.” You m ay contac t Re se arch Com pliance  
Se rvice s a t (541) 346-2510. Ple ase  re fe re nce  IRB Study # 00001535. 
This study is  funde d  by the  Inte rnational Foundation for CDKL5 Re se arch 

 
We  look forwa rd  to  working  with you  a nd  your child !  
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