
I n  A p r i l  2 0 2 0 ,  r e c o g n i z i n g  t h e  c r i t i c a l  n e e d  f o r  i n f o r m a t i o n  a n d  s u p p o r t
a m o n g  p e o p l e  w i t h  M S  i n  t h e  f a c e  o f  t h e  C O V I D - 1 9  p a n d e m i c ,
i C o n q u e r M S  t e a m e d  u p  w i t h  D r .  F a r r a h  M a t e e n  f r o m  M a s s a c h u s e t t s
G e n e r a l  H o s p i t a l  t o  c o n d u c t  a  s u r v e y  o f  p e o p l e  w i t h  M S  ( P w M S ) .  

T h r o u g h  t h e  i C o n q u e r M S  p o r t a l  t h a t  s u p p o r t s  b o t h  c r o s s - s e c t i o n a l  a n d
l o n g i t u d i n a l  s u r v e y  a d m i n i s t r a t i o n ,  i t s  e x i s t i n g  c o h o r t  o f  p e o p l e  w i t h
M S  i n t e r e s t e d  i n  p a r t i c i p a t i n g  i n  r e s e a r c h ,  a n d  a  s t r e a m l i n e d  r e s e a r c h
d e v e l o p m e n t  a n d  a p p r o v a l  p r o c e s s e s ,  t h e  t e a m  w a s  a b l e  t o  o r g a n i z e  a
r a p i d  r e s p o n s e  t h a t  a d d r e s s e d  t h e  p r e s s i n g  n e e d s  o f  t h e  M S  p a t i e n t
c o m m u n i t y .  

SURVEYING THE MS COMMUNITY
TO IDENTIFY CRITICAL NEEDS 
A  u s e  c a s e :  T h e  i m p a c t s  o f  C O V I D - 1 9  o n  p e o p l e
l i v i n g  w i t h  m u l t i p l e  s c l e r o s i s  ( M S )

TO ACCESS THE FULL STUDY, PLEASE VISIT:
HTTPS://BIT.LY/3MAGOEHWWW.ACCELERATEDCURE.ORG

A t  a  g l a n c e . . .

1,019 people with MS
were surveyed

A majority reported
interruptions to MS

care and limited access
to COVID-19 testing

Worry about COVID-19
was higher in female and

non-white PwMS

10% reported
changing their disease
modifying therapy as
a result of COVID-19

3 / 1 8 / 2 0 2 0  
I n i t i a l  d i s c u s s i o n s

4 / 3 / 2 0 2 0  
J o i n t  s u r v e y  l a u n c h e d

1 2 / 1 / 2 0 2 0  
F o l l o w - u p  s u r v e y    

T h e  i C o n q u e r M S  N e t w o r k  a l l o w e d
p r o g r e s s  t o  k e e p  p a c e  w i t h  t h e  r a p i d l y

e v o l v i n g  n a t u r e  o f  C O V I D - 1 9 .

9 / 1 9 / 2 0 2 0
I n i t i a l  p a p e r  p u b l i s h e d

o n  r e s e a r c h  r e s u l t s



O u r  e n g a g e d  a n d  r e s p o n s i v e  p a t i e n t  c o m m u n i t y  w a s  i n c l u d e d  a t  e v e r y
s t e p  f r o m  s u r v e y  d e v e l o p m e n t  t h r o u g h  t o  r e s u l t s  d i s s e m i n a t i o n .
T o g e t h e r  w e  e f f i c i e n t l y  g a t h e r e d  a n d  a n a l y z e d  t h e  d a t a  o n  t o p i c s
i n c l u d i n g :
 

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

L o o k i n g  t o  g a t h e r  t h e  i n s i g h t s  a n d  p e r s p e c t i v e s  o f  p e o p l e  a f f e c t e d  b y  M S ?
i C o n q u e r M S  i s  a n  i n v a l u a b l e  p a r t n e r ,  p r o v i d i n g  a c c e s s  t o  a  p a r t i c i p a t o r y
p a t i e n t  p o p u l a t i o n  a n d  t h e  e x p e r t i s e  a n d  t e c h n o l o g y  n e e d e d  t o  g a t h e r  k e y
d a t a  p o i n t s  o v e r  t i m e .

J o i n  u s  i n  p a r t n e r s h i p  t o  m a k e  M S  r e s e a r c h  e f f o r t s  m o r e  r e s p o n s i v e ,  r e l i a b l e ,
a n d  r e f l e c t i v e  o f  t h e  n e e d s  o f  P w M S .  T o g e t h e r ,  o u r  d a t a  a n d  e x p e r t i s e  c a n
i m p r o v e  d i a g n o s e s ,  o p t i m i z e  t r e a t m e n t  o p t i o n s ,  a n d  a c c e l e r a t e  t h e  w o r k  o f
f i n d i n g  a  c u r e  f o r  M S .  

To discuss opportunities for future research collaboration , please reach out to Hollie Schmidt at
hollie@acceleratedcure.org 




To learn more about the iConquerMS people-powered research network, please visit
www.iconquerms.org 




For information on the Accelerated Cure Project and  its biosample repository,  please visit
www.acceleratedcure.org 

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

a c c e s s  t o  C O V I D - 1 9  i n f o r m a t i o n  

s t e p s  b e i n g  t a k e n  t o  p r e v e n t  e x p o s u r e / i n f e c t i o n

a d v e r s e  i m p a c t s  o n  h e a l t h c a r e

T h e  e n t i r e  i C o n q u e r M S  c o m m u n i t y  ( 5 , 7 0 0  m e m b e r s )  w a s
i n v i t e d  t o  t a k e  t h e  s u r v e y  o n  t h e  i C o n q u e r M S  p o r t a l .  T h e r e
w e r e  1 , 1 4 5  r e s p o n d e n t s  ( r e s p o n s e  r a t e :  2 0 % ) ,  1 , 0 1 9  o f  w h o m
h a d  a  d i a g n o s i s  o f  M S  a n d  f u l l y  c o m p l e t e d  t h e  i n i t i a l  s u r v e y .

B y  c o m p l e m e n t i n g  p h y s i c i a n - r e p o r t e d  c a s e s  o f  M S   a n d
C O V I D - 1 9 ,  t h e  d a t a  f r o m  t h e  i C o n q u e r M S  s u r v e y s  g i v e s  M S
p a t i e n t s ,  c a r e g i v e r s ,  d o c t o r s ,  a n d  r e s e a r c h e r s  m o r e
k n o w l e d g e  w i t h  w h i c h  t o  m a k e  l i f e s t y l e  c h o i c e s ,  d i s c u s s
t r e a t m e n t  o p t i o n s ,  a n d  m i t i g a t e  f e a r s  a n d  a n x i e t i e s  w i t h i n  t h e
c o n t e x t  o f  t h e  g l o b a l  p a n d e m i c .  


