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ABOUT MULTIPLE SCLEROSIS
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MS is a disease of the central nervous system that affects nearly 1 million 
Americans

It is the most common disabling neurological disease among young 
adults

Effects include visual impairment, motor weakness/paralysis, bowel and 
bladder dysfunction, cognitive impairment, depression and anxiety, and 
many others

There are 17 FDA-approved disease-modifying therapies with more in 
the pipeline

• But no evidence to support personalized choice of therapy

MS is found worldwide, and is more common away from the equator



TWO MISCONCEPTIONS ABOUT MS

Misconception #1:

MS is a white matter disease



TWO MISCONCEPTIONS ABOUT MS

Misconception #1:

MS is a white matter disease

Misconception #2:

MS is a white person’s disease



MINORITIES ARE MISSING IN MS RESEARCH
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From FDA’s Drug Trials Snapshots

Siponimod, approved for MS in 2019



WHY DOES IT MATTER?
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We can’t apply results of studies to populations that weren’t 
represented

• No hope of personalized medicine for minorities with MS without 
greater inclusion and participation

We have an incomplete picture of MS if everyone isn’t included

• For instance, what causes MS may be different from group to 
group

Research priorities won’t reflect topics that matter to everyone

• Lack of inclusion and participation means lack of engagement; 
lack of engagement leads to lack of a voice in decision-making



HOW WE’RE ADDRESSING THIS PROBLEM
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With funding from a PCORI Engagement Award:

• Formed a multi-stakeholder network to combine knowledge 
and assets

• Researched the barriers and facilitators affecting minority 
engagement in MS research

• Conducted outreach activities aimed at promoting minority 
research recruitment and participation



THE MS MINORITY RESEARCH ENGAGEMENT PARTNERSHIP 
NETWORK – ORIGINAL MEMBERS

8

People with MS/Project Advisors
• Shawn Feliciano
• Anita Williams

MS Researchers/Clinicians
• Lilyana Amezcua
• Mitzi Williams
• Daniela Pimentel Maldonado

MS Advocacy Organizations
• Accelerated Cure Project – Hollie 

Schmidt
• MS Association of America – Gina 

Murdoch
• National MS Society –

Deb Frankel and Coleen Friedman

Minority Health Associations
• MANA – Amy Hinojosa
• National Black Nurses 

Association – Erica Davis
• National Hispanic Medical 

Association – Minerva Campos
• National Minority Quality 

Forum – Laura Lee Hall

Pharma/Biotech
• Biogen – Terrie Livingston
• Genentech – Daniel Machemer 

and Damian Fiore

Strategy/Public Health and Science 
Communications

• Feinstein Kean Healthcare –
Monique LaRocque and Melissa 
Glim



UNDERSTANDING THE PROBLEM
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Literature review – see bit.ly/MSMHH



UNDERSTANDING THE PROBLEM
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Literature review

Original research

• Internet-based survey of 2600 people with MS

• See lay language report at bit.ly/msresall



UNDERSTANDING THE PROBLEM
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Literature review

Original research

• Internet-based survey of 2600 people with MS

• See lay language report at bit.ly/msresall

Community events (Atlanta and LA)



UNDERSTANDING THE PROBLEM
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Literature review

Original research

• Internet-based survey of 2600 people with MS

• See lay language report at bit.ly/msresall

Community events (Atlanta and LA)

Conversations with researchers and clinicians



BARRIERS TO MS MINORITY RESEARCH ENGAGEMENT

13

People with MS

Clinicians Researchers

Mistrust, fear, concerns

Lack of information

Healthcare site

Cultural normsTime pressures

Lack of awareness about 

research studies

Concern about losing 

patients to research site

Cost and time pressures 

Lack of translation resources

Anticipation of rejection

Exclusion criteria / comorbidities



FACILITATORS OF MS MINORITY RESEARCH ENGAGEMENT
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People with MS

Clinicians Researchers

Access to treatment and 

information

Benefits to community

Offering an opportunity to 

their patients

Contributing to the evidence 

base for MS minority 

healthcare

Funder requirements/expectations

Ability to answer more questions



OUTREACH EFFORTS
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Partner and professional toolkits



OUTREACH EFFORTS
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Partner and professional toolkits

Conference posters and presentations
Engaging Minorities with MS in Research:  

How Patients Learn about and Consider Research Participation 
Hollie Schmidt, MS1, Debra I Frankel, MS OTR2, April Moreno, PhD MPA3, Mitzi J Williams, MD4, Lilyana Amezcua, MD, MS5, Shawn Feliciano, B.S.1, Anita 

Williams, M.S.1, Daniel Machemer, PhD6, Terrie Livingston, PharmD7, Monique LaRocque, MPH8, Melissa Glim, MPH8 and Daniela Pimentel Maldonado, MD9 

(1) Accelerated Cure Project for MS, Waltham, MA, (2) Services Department, National Multiple Sclerosis Society, NY, NY, (3) Biomedical Informatics, UCSD School of Medicine, 

La Jolla, CA, (4) Multiple Sclerosis Center of Atlanta, Atlanta, GA, (5) Neurology, University of Southern California, Los Angeles, CA, (6) Genentech, Inc., South San Francisco, 

CA, (7) Biogen, Weston, MA, (8) Feinstein Kean Healthcare, Washington, DC, (9) University of Massachusetts Medical School, Worcester, MA    

Background	and	Aims	

Methods	

Conclusions	
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Results	

Funding	was	provided	through	a	Eugene	Washington	PCORI	Engagement	Award	by	the	
Patient-Centered	Outcomes	Research	Institute	(PCORI).	

Results	
Racial	and	ethnic	disparities	in	research	participation	have	been	reported	in	
multiple	sclerosis	(MS)	research,	leading	to	concerns	as	to	whether	findings	
apply	to	all	ethnic	populations	and	the	potential	for	unequal	distribution	of	
the	benefits	of	research	across	the	MS	population.	The	multi-stakeholder	MS	
Minority	Research	Engagement	Partnership	Network	was	formed	to	better	
understand	and	address	minority	underrepresentation	in	MS	research.	

Network	members	identified	a	need	to	understand	how	people	with	MS	learn	
about	research,	as	well	as	their	concerns	about	research	participation,	and	
whether	these	differ	across	racial	and	ethnic	groups.	

Sources	turned	to	for	information	about	research	

Figure	1.		
Study	Objectives	

Variable	 Study	Population	

Residential	Area	 Rural:	22%	/	Suburban:	46%	/	Urban:	31%	/Not	sure	or	
prefer	not	to	say:	1%	

Country	of	residence	United	States:	93%	

Education		 Middle	school	or	less:	0.2%	/	High	school:	9%	/	Technical	
degree	or	some	college:	32%	/	Bachelor	degree:	30%	/	
Graduate	school:	27%	/	Prefer	not	to	say:	0.7%	

Income		 <	$50,000:	35%	/	>	$50,001:	46%	/	Prefer	not	to	say:	19%	

Sources	trusted	for	information	about	MS	research	

Importance	of	concerns	about	research	participation	

Limitations	

Results	
Variable	 Study	Population	(2,611	Respondents;	2,114	

Caucasian,	216	African-American;	188	Hispanic,	
2,369	Non-Hispanic;	2,599	included	in	final	analyses)	

Sex	 Female	79%	/	Male:	21%	/	Unknown	or	other:	<1%	

Year	of	birth	 1964	+	12	

Years	since	diagnosis	 <	10	years:	50%	/	>10	years:	50%	

Ethnicity	 Non-Hispanic:	91%	/	Hispanic:	7%	/	Prefer	not	to	say:	
2%	

Race	 American	Indian	0.2%	/	Asian	1%	/	African	American	
8%	/	Multiracial	or	other	7%	/	Native	Hawaiian	0.2%	/	
Not	sure	0.3%	/	Prefer	not	to	say	2%	/	Caucasian	81%	

MS	Care	Center	 None:	2%	/	PCP	or	neurology	office:	59%	/	MS	center:	
33%	/	Not	sure	or	other:	6%	

MS	Care	Provider	 None:	1%	/	PCP	or	neurologist:	39%	/	MS	specialist:	
58%	/	Not	sure	or	other:	2%	

MS	Medication	 Currently	taking:	79%	/	Not	currently	taking:	21%	

Table	1.	Cohort	Characteristics	

Sampling	was	incomplete	and	potentially	biased	in	2	ways:	
• Participants	required	an	Internet	connection	to	participate	
• Outreach	and	responses	were	mainly	driven	by	invitations	from	MS	

organizations.	People	not	in	contact	with	these	organizations	were	less	
likely	to	see	the	invitation.	

Both	of	these	factors	may	contribute	to	higher	education	levels	and	other	
cohort	characteristics.	It	is	likely	that	racial	and	ethnic	minorities	are	
underrepresented	in	this	survey	as	with	other	MS	research	efforts.	

Disclosures	
D.	Machemer	is	an	employee	of	Genentech,	Inc.	(South	San	Francisco,	CA).	TL	is	an	
employee	of	Biogen	(Weston,	MA).	Other	authors	have	nothing	to	disclose.	

Our	respondents	indicated	that	they	would	most	turn	to	MS	organizations	
and	MS	websites	or	blogs	about	MS	for	information	about	research:	

Contact:	Please	email	hollie@acceleratedcure.org	for	more	information	about	the	study.	

Identify	
differences	in	
responses	

among	racial	
and	ethnic	
groups	

Explore	
concerns	that	
people	with	

MS	have	about	
participating	in	

research	

We	surveyed	participants	with	MS	over	age	21	using	a	web-based	
questionnaire	in	English	and	Spanish.	We	gathered	data	on	research	
experience,	concerns,	and	preferences,	as	well	as	self-identified	race	and	
ethnicity.	Survey	invitations	were	distributed	nationally	by	network	
members,	MS	specialty	clinics	and	MS	organizations.		

We	analyzed	responses	to	these	questions:			
• “Where	would	you	go	for	information	if	you	wanted	to	learn	about	

research	or	find	a	study?”	
• “Which	of	these	would	you	trust	as	sources	of	information	about	MS	

research?“	
• “How	important	are	the	following	concerns	to	you	when	considering	

participating	in	research?”	
Chi-square	was	used	to	test	for	independence	between	race/ethnicity	and	
each	answer	choice.	Multivariate	logistic	regression	analysis	was	used	to	
adjust	for	socioeconomic	factors,	sex	and	year	of	birth,	and	MS-specific	
covariates.	Results	reaching	p<0.05	are	reported	here.		

85%	

59%	

40%	 39%	 37%	 34%	

23%	 18%	

1%	
8%	

3%	

0%	
10%	
20%	
30%	
40%	
50%	
60%	
70%	
80%	
90%	

M
S	o
rg
an
iza
tio
ns
	

W
eb
sit
es
/b
lo
gs
	ab
ou
t	M
S	

Ot
he
r	p
eo
pl
e	
w
ith
	M
S	

Go
og
le
/In
te
rn
et
	se
ar
ch
	

Cl
in
ica
lT
ria
ls.
go
v	

M
ed
ica
l	c
lin
ic	

Dr
ug
	co
m
pa
ny
	w
eb
sit
es
	

So
cia
l	m
ed
ia
	w
eb
sit
es
	

M
y	c
hu
rc
h/
pl
ac
e	
of
	w
or
sh
ip
	

Ot
he
r	

Un
su
re
	w
he
re
	to
	fi
nd
	in
fo
	

Figure	2.	Response	frequencies	for	sources	of	information	about	MS	research			
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No	associations	were	found	among	racial	and	ethnic	groups	for	any	of	
these	sources.	However,	Hispanics	were	more	likely	to	be	unsure	about	
where	to	find	information	about	research	than	non-Hispanics	(OR	=	2.31).	

Figure	3.	Response	frequencies	for	trust	in	MS	research	information	sources	

Hispanics	were	more	likely	to	trust	community	leaders	than	non-Hispanics,	
but	this	was	not	significant	after	adjusting	for	socioeconomic	variables.	
Compared	to	Caucasians,	African-Americans	were	less	likely	to	trust	
universities	and	more	likely	to	trust	newspapers/magazines	and	other	
people	with	MS	(OR	=	0.60,	1.55,	1.57	respectively).	

Our	respondents	indicated	that	they	would	most	trust	MS	organizations	and	
their	healthcare	providers	for	information	about	research:	

Figure	4.	Response	frequencies	for	concerns	about	participating	in		research			

Compared	with	non-Hispanics,	Hispanics	indicated	more	concern	about	risks	
to	their	job/legal	status	(OR	=1.70)	and	their	health	insurance	coverage	(OR	=	
1.53,	borderline	significance	after	adjustment).	Hispanics	were	also	more	
concerned	about	receiving	poor	quality	medical	care	(OR	=	1.76)	and	being	
taken	advantage	of	by	the	medical	team	(OR	=	1.79).	

African-Americans	expressed	more	concern	than	Caucasians	about	having	
their	personal	information	released	without	approval	(OR	=	1.57),	being	used	
or	taken	advantage	of	by	the	researchers	(OR	=	2.05),	and	receiving	poor	
quality	medical	care	(OR	=	1.45,	borderline	significance	after	adjustment).		

All	racial	and	ethnic	groups	indicated	that	they	would	most	often	turn	to	and/
or	trust	MS	organizations,	MS	online	sources,	and	healthcare	providers	for	
information	about	MS	research,	with	few	differences	among	groups.	These	
sources	should	be	leveraged	when	recruiting	for	research	studies.	

All	groups	were	strongly	concerned	about	the	possibility	of	not	being	fully	
informed	about	research	studies.	Concerns	were	elevated	within	minority	
groups	about	being	taken	advantage	of,	risks	to	jobs/legal	status/health	
insurance/personal	information,	and	poor	medical	care.	Efforts	to	reduce	
these	risks	and	explanations	of	how	study	participants	are	protected	may	help	
minority	group	members	feel	more	comfortable	about	research	participation.	

Identify	sources	
of	information	
used	by	people	
with	MS	to	
learn	about	
research	

Survey	people	
with	MS	about	

research	
perspectives	

and	
preferences	
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OUTREACH EFFORTS
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Partner and professional toolkits

Conference posters and presentations

Journal manuscript for survey results
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Partner and professional toolkits

Conference posters and presentations

Journal manuscript for survey results

Postcards for partner events

• NMSS African-American conferences



OUTREACH EFFORTS
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Partner and professional toolkits

Conference posters and presentations

Journal manuscript for survey results

Postcards for partner events

• NMSS African-American conferences

Community events – planting a seed



RESULTS, REFLECTIONS, LEARNINGS

20

Strength in diversity: Multi-stakeholder network approach led to 
greater learning, greater impact

Priorities changed during the project

• Expansion of survey, addition of manuscript

• Recognition of pivotal roles of researchers and clinicians; 
addition of professionals toolkits

• Reduced emphasis on social media; removed MS Sunday event

Engagement and communication challenges

• Only one face-to-face meeting; monthly conference calls

• Inconsistent awareness of goals and status



IDENTIFIED NEEDS AND NEXT STEPS
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New needs identified:

• Absence of (and desire for) organized communities and channels 
around MS in minority groups

• Need for more research focused on people with MS in minority 
groups

• Need for education addressing misconceptions about research 

Next steps:

• Hold “Mythbusters” webinars and live events

• Hold regional events to learn about research interests and 
priorities in minority communities

• Conduct research and education about needs of MS caregivers in 
underserved communities

• Continue to meet and add new members



IDENTIFIED NEEDS AND NEXT STEPS
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Create opportunities to share findings 
and strategies across conditions!

New needs identified:

• Absence of (and desire for) organized communities and channels 
around MS in minority groups

• Need for more research focused on people with MS in minority 
groups

• Need for education addressing misconceptions about research 

Next steps:

• Hold “Mythbusters” webinars and live events

• Hold regional events to learn about research interests and 
priorities in minority communities

• Conduct research and education about needs of MS caregivers in 
underserved communities

• Continue to meet and add new members
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DISCUSSION #2: WHAT CAN WE LEARN/ADAPT 
FROM WHAT HAS ALREADY BEEN DONE IN 
OTHER FIELDS?

Allison Willis, MD, MS

Moderator

Assistant Professor of Neurology

University of Pennsylvania
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