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Th e  u se  o f g e n d e r-n e u t ra l la n g u a g e  
h e lp s  e n su re  a ll in d ivid u a ls  a re  
re p re se n t e d  a n d  re sp e c t e d . Th is  
su rve y e va lu a t e d  t h e  u se  o f a n d  
a t t it u d e s  t o w a rd s g e n d e r-n e u t ra l 
la n g u a g e  in  co n se n t  fo rm s a n d  IRB 
g u id a n ce  t o  p in p o in t  a re a s  fo r 
im p ro ve m e n t  t o  fo st e r m e a n in g fu l 
in fo rm e d  co n se n t , re p re se n t a t io n , 
re sp e c t , a n d  in c lu sivit y fo r a ll g e n d e r 
id e n t it ie s  a n d  e xp re ssio n .

Th is  re se a rch  w a s co n d u c t e d  via  a n  
e le c t ro n ic  Qu a lt ric s  su rve y in st ru m e n t . 
Em a il in vit a t io n s w e re  se n t  t o  co n t a c t s  
o b t a in e d  fro m  He a lt h  a n d  Hu m a n  
Se rvice s , Office  o f Hu m a n  Re se a rch  
P ro t e c t io n s’ FW A a n d  IRB Re g is t ra t io n  
d a t a b a se . Re sp o n d e n t s  in c lu d e d  IRB 
Me m b e rs , HRP P  Ad m in is t ra t o rs , IRB 
Ch a irs , IRB St a ff, In st it u t io n a l Offic ia ls , 
Re se a rch  Co o rd in a t o rs , a n d  
In ve st ig a t o rs . P a rt ic ip a n t s  a n sw e re d  a  
se rie s  o f u p  t o  26  q u e st io n s, in c lu d in g  
re se a rch  q u e st io n s o n  t h e  s t a t u s  o f 
g e n d e r-n e u t ra l la n g u a g e  in  t h e ir IRB 
a n d  t h e ir a t t it u d e s  t o w a rd s it , a n d  
d e m o g ra p h ic  q u e st io n s. 

Mo st  re sp o n d e n t s  (76%) fe lt  t h a t  u se  o f g e n d e r-n e u t ra l 
la n g u a g e  in  IRB g u id a n ce , t e m p la t e s , a n d  fo rm s is  
a p p ro p ria t e . Th irt y-t h re e  p e rce n t  re p o rt e d  t h a t  t h e ir IRBs u se  
g e n d e r-n e u t ra l la n g u a g e  in  co n se n t  fo rm s, 37% d id n ’t , 30 % 
u n su re . 

Th e  re sp o n se s  t o  t h e  q u e st io n  a b o u t  a p p ro p ria t e n e ss  o f 
g e n d e r-n e u t ra l la n g u a g e  in d ica t e d  a n  o ve rw h e lm in g  m a jo rit y 
su p p o rt  t h is . Ho w e ve r, re sp o n d e n t s  re p o rt e d  t h a t  a  m in o rit y o f 
IRBs a re  cu rre n t ly u sin g  t h is  la n g u a g e  in  co n se n t  fo rm s, 
a lt h o u g h  a lm o st  a n  e q u a l n u m b e r a re  n o t  su re , sh o w in g  
d isc re p a n cy b e t w e e n  su p p o rt  a n d  im p le m e n t a t io n . Re a so n s fo r 
la ck o f im p le m e n t a t io n  in d ica t e  t h e y a re  la rg e ly n o t  d u e  t o  
p h ilo so p h ica l o r p o lit ica l d isa g re e m e n t s . Th e re  is  a lso  m a jo rit y 
a g re e m e n t  w it h  g e n d e r-n e u t ra l t e rm in o lo g y p re se n t e d  in  t h e  
su rve y sh o w in g  su p p o rt  fo r la n g u a g e  re vis io n . Fu t u re  re se a rch  
in c lu d e s su b g ro u p  a n a lysis  b a se d  o n  a g e , g e n d e r, t yp e  o f 
re se a rch , IRB ro le , a n d  IRB a cc re d it a t io n .

Th e  o ve ra ll re sp o n se  ra t e  t o  t h e  
su rve y w a s lo w , w it h  64 2 va lid a t e d  
a n d  a n a lyze d  re sp o n se s  o u t  o f 
11,74 8  d e live re d  su rve ys (5.5% 
re sp o n se  ra t e ); re p re se n t a t ive n e ss  
o f re sp o n d e n t s  re m a in s  u n ce rt a in . 

Breakdown for lack of gender -neutral language inclusion:

Am o n g  re sp o n d e n t s  w h o  in d ica t e d  t h e ir IRBs d o n ’t  u se  
g e n d e r-n e u t ra l la n g u a g e , t h e  t o p  fo u r re a so n s (17%-26%) w e re  
a s  fo llo w s: la ck o f re so u rce s; lo w  p rio rit y; is  n o t  re q u ire d  u n d e r 
fe d e ra l re g u la t io n s; d id n ’t  t h in k a b o u t  m a kin g  ch a n g e s. In  
co m p a riso n , o n ly 3% o f p a rt ic ip a n t s  ch o se  p h ilo so p h ica l 
d iffe re n ce s  a n d  t o o  p o lit ica l a s  re a so n s. 

Current use of gender -neutral 
language in IRB guidance and 
consent templates:
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Am o n g  re sp o n se s  a b o u t  sp e c ific  t e rm in o lo g y, 65% a g re e d  
t h a t  t h e  p ro n o u n  “t h e y” is  a p p ro p ria t e  fo r a n  in d ivid u a l. Fift y-
fo u r p e rce n t  a g re e d  t h a t , fo r p re g n a n cy, t h e  t e rm  “p re g n a n t  
p e rso n ,” w a s a p p ro p ria t e  in st e a d  o f “p re g n a n t  w o m a n .” 
Fo rt y-five  p e rce n t  a g re e d  t h a t  “p re g n a n t  w o m a n  o r p re g n a n t  
p e rso n ” w a s a p p ro p ria t e . Fo rt y-s ix p e rce n t  d isa g re e d  w it h  
u se  o f “p re g n a n t  w o m a n ” w it h o u t  a  g e n d e r-n e u t ra l t e rm .

P O P U L A T I O N  C H A R A C T E R I S T I C S

Re sp o n d e n t s  w e re  p re d o m in a n t ly n o n -Hisp a n ic  w h it e  (8 0 %). 
Mo st  in d ica t e d  t h e y w e re  w o m e n  (4 2%) o r c isg e n d e r w o m e n  
(23%) w it h  a  sm a lle r p e rce n t a g e  in d ica t in g  t h e y w e re  m e n  
(31%) o r c isg e n d e r m e n  (13%). Le ss  t h a n  2% in d ica t e d  t h e y 
w e re  n o n -b in a ry, g e n d e r-n o n co n fo rm in g , o r g e n d e rq u e e r. 
Th irt y-s ix p e rce n t  o f re sp o n d e n t s  w o rke d  o n ly in  so c ia l 
b e h a vio ra l re se a rch , 18 % o n ly in  b io m e d ica l re se a rch , a n d  
4 6% in  b o t h .

Agreement with use of gender -
neutral language in IRB 
guidance and consent 
templates:

Mo st  re sp o n d e n t s  (65%) in d ica t e d  t h a t  t h e  FDA a n d  OHRP  
sh o u ld  p ro vid e  g u id a n ce  fo r IRBs a n d  in ve st ig a t o rs  re g a rd in g  
u se  o f g e n d e r-n e u t ra l la n g u a g e ; 20 % h a d  n o  o p in io n  a n d  15% 
sa id  it  is  n o t  n e ce ssa ry.
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