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Can that affect my MS, too?

Many personal traits and aspects of daily living can affect your Social Determinants of Health
health and wellbeing. These factors are referred to as social

determinants of health (SDH). A number of SDH influence the
course and outcome of MS, but more research is needed to fully

understand their impact. The iConquerMS Research Inclusion

Diversity and Equity (RIDE) Council is working to make MS
research fully inclusive, which will shed light on MS outcomes in

people from different racial, ethnic, and social groups.

SDH include individual characteristics, such as
According to the World Health

Organization, “The SDH are the non-

gender, race and ethnicity. They also include

external factors, like the environment, healthcare

medical factors that influence health . a1 . .
access, economic stability, education, and social

outeomes. Theyare the conditionsin support, to name a few. It’s important to note that

which people are born, grow, worlk, live, SDH often influence each other. For example, a

d age, and the wider set of forces and , . ) ) ) )
and age, person’s education will determine their occupation

systems shaping the conditions of daily
life.”

which, in turn, can influence their economic

status, healthcare, and where they live.



https://www.iconquerms.org/ride-council
https://www.iconquerms.org/ride-council
https://www.who.int/health-topics/social-determinants-of-health#tab=tab_1
https://www.who.int/health-topics/social-determinants-of-health#tab=tab_1

A recent review discusses the effect of several SDH on MS outcomes, which are summarized

below:

Individual SDH that influence MS outcomes:

Sex

* MS is more
common in women

* MS affects men and
women differently.
Women have worse
fatigue and men
have more difficulty

walking

/

/

Gender identity

* Sexual and gender
minority people
may be less
comfortable
discussing sexual
health with their
doctor, which could
affect their

healthcare

\

T

Race & Ethnicity

* MS is more
common in
minority
populations than
previously thought

* Studies have shown
worse outcomes in
Black, Hispanic and

External SDH that influence MS outcomes:

Education

* A lower
level of
education is
linked to
increased

disability

D

Employment

* Being
unemployed
is associated
with greater

disability

-

/

Healthcare

* Those with
less disability
are more
likely to
receive their
usual care
from a
neurologist

\

Diet

* A healthy
diet and not
consuming
meat are
associated
with less
disability

progression

N

Air Quality

* Exposure to
air pollution
is linked to
higher EDSS
scores and
MS relapses

-

Social
Support

* [solation
caused by
MS can
result in
poor mental
health,
quality of
life & patient
engagement



https://www.nature.com/articles/s41582-022-00735-5

o A 2004 study was one of the first to characterize MS in
Although MS was hlstorlcally. Black Americans. Results showed Black Americans have a
thought to be most common i slightly older age at onset and a higher prevalence of
white people,. evidence now visual symptoms than white Americans, with more rapid
sugges.ts that lt_ OCCHTS more disease progression. A more recent study in people with
often in rnlnorlty populations MS identified more rapid brain and retinal atrophy in
than previously thought. Americans from African ancestral backgrounds than
Rescarch also Snows t.hat'the Americans from European ancestral backgrounds.
coutse .O.f the dtsease is different Researchers at UCLA compared MS mortality rates in
for individuals in these cohorts.

five groups: non-Hispanic white, non-Hispanic Black,

non-Hispanic Asian or Pacific Islander, non-Hispanic
American Indian or Alaska Native, and Hispanic. Among
individuals aged under 55 years, non-Hispanic Black

Americans had the highest MS mortality rate of all these
groups.

There is growing evidence that MS manifests differently in Hispanic/Latinx individuals, too.
According to investigators at USC, Hispanic whites are more likely to have relapsing remitting
MS with a younger age of onset and presenting symptoms of optic neuritis and transverse
myelitis than non-Hispanic whites. A 2016 study suggests that Hispanic/Latinx people who are
diagnosed with MS before age 18 are more likely to have initial symptoms of seizures and
cognitive changes. Results show those diagnosed as an adult are more likely to have severe
disability, with spinal cord involvement as an initial symptom. Research looking at MS in Asian
individuals is limited. Traditionally, the disease is thought to be relatively uncommon in this
population. However, investigators in Spain recently concluded that the prevalence of MS in
China has risen in recent years. They state the ethnic, environmental, and socioeconomic

factors at play in these findings are not well understood.

Despite progress in understanding MS in minority

populations, substantial gaps in our knowledge remain. k
\ / q k\

Filling these gaps is limited by a lack of diversity, or low A il
enrollment of minority populations, in MS clinical trials. ‘ \ ’

For example, according to a recent editorial, Black 1 ‘ “ \\
participants made up only a fraction of the total YN m -

enrollment in 1arge—scale Phase 3 clinical trials for three


https://pubmed.ncbi.nlm.nih.gov/15596747/
https://pubmed.ncbi.nlm.nih.gov/30312381/
https://pubmed.ncbi.nlm.nih.gov/29339633/
https://journals.sagepub.com/doi/abs/10.1177/1352458511403025?journalCode=msja
https://pubmed.ncbi.nlm.nih.gov/27021143/
https://www.sciencedirect.com/science/article/pii/S2173580823000019#:~:text=The%20prevalence%20of%20multiple%20sclerosis,of%20MS%20than%20white%20populations.
https://www.acceleratedcure.org/sites/default/files/images/Diversity%20is%20Lacking%20in%20Clinical%20Trials_0.pdf
https://www.cambridge.org/core/journals/cns-spectrums/article/pivotal-clinical-trial-enrollment-of-blacks-in-multiple-sclerosis-or-neuromyelitis-spectrum-disorder-when-will-we-achieve-parity/A56A34779C4A79FD560BE33966AC4CD2
https://n.neurology.org/content/98/18/e1818

FDA-approved MS therapies — Ocrevus, Mayzent and Zeposia. This is a big issue for the MS
community, given that people of color often experience more severe symptoms of the disease.
These pivotal trial data are necessary to fully understand the side effects and efficacy of these

treatments in this population.

THE RIDE COUNCIL

RESEARCH | INCLUSION | DIVERSITY | EQUITY

The iConquerMS RIDE Council is a group of people with MS belonging to traditionally

underrepresented racial, ethnic, and social groups that is working toward transforming MS
research so it, and the evidence that is generated as a result, reflects all individuals — regardless
of race, ethnicity, orientation, or economic status. The RIDE Council is focused on broadening
participation in research by highlighting the voices and experiences of people from traditionally
underrepresented communities. The Council includes dedicated sub-councils focused on
specific groups, including Black/ African American, Hispanic/Latinx, Asian American, rural,
LGBTQ+, veteran, and disabled people. Their work brings us one step closer to ensuring that

all individuals living with MS can receive the best information, outcomes, and care possible.

The RIDE Council provides key support to all stakeholders in MS research:

Researchers have a
resource to help

People with MS
have a group

Organizations have
aresource to help

exclusively focused ensure they meet reach and
on ensuring their diversity goals and meaningfully include
community is requirements in their historically

represented in
clinical trials.

N

studies.

J

N /

marginalized groups

in their work.
J

\_



https://clinicaltrials.gov/ct2/show/NCT01412333
https://clinicaltrials.gov/ct2/show/NCT01665144
https://clinicaltrials.gov/ct2/show/NCT02047734?term=RPC1063

The RIDE Council has developed a
set of pamphlets to help all people
affected by MS cope with some of
the most common challenges that
they may face. These resources
relate to a number of SDH for
people with MS, including access
to healthcare, social support and

economic considerations.

Cure iConquer MS

BUILDING A
HEALTHCARE TEAM
TO HELP MANAGE YOUR MS
| ————

Cue ‘iConquer MS‘

HEALTHCARE
SELF-ADVOCACY TIPS
FOR PEOPLE LIVING WITH MS

G iConquerMS e ‘iConquerMS‘
FINANCIAL ASSISTANCE FINDING PEER SUPPORT
FOR MS MEDICATION FOR PEOPLE LIVING WITH MS
| _|

Cure

iConquerMS

FINANCIAL PLANNING RESOURCES
FOR PEOPLE LIVING WITH MS

Click on each image to access the full resource

Most neurologists use physical symptoms and diagnostic testing to diagnose MS, direct

treatment, and measure outcomes. SDH have a significant impact on these parameters. A

more holistic approach that considers the context of the person has the potential to further

reduce the burden of liVing with MS. More research is needed to better understand the effect

of SDH on MS outcomes, including how these factors may interact. As with all MS research,

these studies should reflect the heterogeneity of the MS population to ensure that its findings

apply to all. The RIDE Council is dedicated to making diversified research the norm. Assessing

and addressing SDH in this way could fundamentally improve healthcare and quality of life

throughout the MS community. Want to be a part of this exciting movement? If you’re not

already a member, please consider joining iConquerMS, the only participant-driven MS

research network!
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https://www.iconquerms.org/user/register
https://www.iconquerms.org/sites/default/files/acp-images/%20HEALTHCARE%20HEALTHCARE%20SELF-ADVOCACY%20TIPS.pdf
https://www.iconquerms.org/sites/default/files/acp-images/FINDING%20PEER%20SUPPORT.pdf
https://www.iconquerms.org/sites/default/files/acp-images/BUILDING%20A%20BUILDING%20A%20HEALTHCARE%20TEAM.pdf
https://www.iconquerms.org/sites/default/files/acp-images/FINANCIAL%20PLANNING%20RESOURCES.pdf
https://www.iconquerms.org/sites/default/files/acp-images/FINANCIAL%20ASSISTANCE%20FINANCIAL%20ASSISTANCE%20FOR%20MS%20MEDICATION.pdf
https://www.iconquerms.org/ride-council-resources

What’s the best treatment for primary progressive MS?

iConquerMS empowers all people living with MS to participate in Sonauar s

research. We are seeking participants from all parts of the country,
from all backgrounds and ethnic groups, and of all ages and types of
MS. With this diversity, researchers can dive deep into the workings
of the disease and answer questions like what causes MS? What affects
the progression of MS? What treatments work best in which people?

How can we develop better treatments and eventually find a cure?

Learn More At iConquerMS.org

Approximately 10 to 15 percent of people

According to the National MS Society, with MS have PPMS, where neurologic

there are four types of MS:

functions steadily worsen from the

e Clinically Isolated Syndrome beginning. There are no flares in disease

o Relapsing remitting MS (RRMS) activity and there is no recovery, or
ission. PPMS affect d

 Sesamateiny poesie M (IS remission S affects men and women

equally. On average, symptom onset occurs

- Loy [prograkive NIk (FIELI) between ages 35 to 39 and the rate of

disease progression varies.

There are more than a dozen FDA-approved disease

modifying therapies for the treatment of RRMS. These A distinct type of nerve

drugs typically work by decreasing inflammation and damage occurs in PPMS. It

reducing the number of relapses an individual may have. involves much less

They are not usually effective in treating PPMS because inflammation than RRMS.

this form of the disease does not involve significant Individuals with PPMS tend to

inflammation. Ocrevus (ocrelizumab) is the only FDA- have more lesions in the spinal

approved treatment for PPMS. It is administered by cord and the lesions tend to

infusion (600 mg) every 6 months. contain fewer inflammatory
OCREVUS’ -

ocrelizumalo sz,

Research to better understand and treat progressive MS continues with additional novel

treatments in the pipeline.


https://www.nationalmssociety.org/Treating-MS/Medications
https://www.nationalmssociety.org/Treating-MS/Medications
https://www.ocrevus.com/
https://www.nationalmssociety.org/What-is-MS/Types-of-MS

PPMS medications in Phase 3 clinical studies:

L How is it | How does
Medication . Relevant Research
taken? it work?
Targets Research is underway looking at the safety and
Ocrevus Infusion lymphocytes effectiveness of a higher dose of Ocrevus in adults
with PPMS.
o Tyrosine The MAXIMS study is evaluating whether or not
Masitinib Oral kinase Masitinib could be a potential treatment for
inhibitor progressive forms of MS.
o Tyrosine Tolebrutinib has shown promise for the treatment
Tolebrutinib | Oral kinase of RRMS in Phase II trials. The PERSEUS study is
inhibitor determining its effectiveness in PPMS.
o Tyrosine The FENtrepid study is assessing the safety and
Fenebrutinib | Oral kinase effectiveness of Fenebrutinib, compared with
inhibitor Ocrevus, in adults with PPMS.

PPMS medications that are in or have undergone Phase 2 clinical testing:

. How is it How does it
Medication Relevant Research
taken? work?
Targets The ChariotMS study is evaluating if
Mavenclad Oral 1 h Mavenclad can slow progression of upper
ymp oc¥tes
limb disability in people with advanced MS.
: Research shows Ibudilast slows the rate of
. Phosphodiesterase | =
Ibudilast Oral inhibitor brain atrophy in progressive MS, but it has
significant side effects.

Stem cell therapv has shown substantial benefit in people

with RRMS. It’s important to note that more research is
needed before it becomes a Widely used treatment for
PPMS. The goal of stem cell therapy is to promote the

immune system to repair damage and reduce

7



https://www.fda.gov/patients/drug-development-process/step-3-clinical-research
https://www.genome.gov/genetics-glossary/Lymphocyte
https://clinicaltrials.gov/ct2/show/NCT04548999?term=ocrevus&cond=Multiple+Sclerosis%2C+Primary+Progressive&draw=2&rank=6
https://www.cancer.gov/publications/dictionaries/cancer-terms/def/tyrosine-kinase-inhibitor
https://www.cancer.gov/publications/dictionaries/cancer-terms/def/tyrosine-kinase-inhibitor
https://clinicaltrials.gov/ct2/show/NCT05441488?term=NCT05441488&draw=2&rank=1
https://www.cancer.gov/publications/dictionaries/cancer-terms/def/tyrosine-kinase-inhibitor
https://www.cancer.gov/publications/dictionaries/cancer-terms/def/tyrosine-kinase-inhibitor
https://www.neurologylive.com/view/tolebrutinib-dose-dependent-ms-lesion-reduction-phase-2b
https://clinicaltrials.gov/ct2/show/NCT04458051
https://www.cancer.gov/publications/dictionaries/cancer-terms/def/tyrosine-kinase-inhibitor
https://www.cancer.gov/publications/dictionaries/cancer-terms/def/tyrosine-kinase-inhibitor
https://clinicaltrials.gov/ct2/show/NCT04544449
https://www.fda.gov/patients/drug-development-process/step-3-clinical-research
https://www.genome.gov/genetics-glossary/Lymphocyte
https://clinicaltrials.gov/ct2/show/NCT04695080
https://my.clevelandclinic.org/health/treatments/23211-phosphodiesterase-inhibitors
https://www.nejm.org/doi/full/10.1056/NEJMoa1803583
https://www.acceleratedcure.org/sites/default/files/images/Stem%20Cells%20-%20The%20future%20of%20medicine_template%20for%20Julyv2.pdf

inflammation in the brain and spinal cord. In a procedure known as hematopoietic stem

cell transplantation (HSCT), stem cells are collected from a person’s own tissues, like

bone marrow or blood, and then reintroduced after their immune system has been

suppressed.

What research has been done on HSCT as a treatment for PPMS?

Investigators in the United Kingdom have conducted a series of studies into this subject:

-~

2010 - SIAMMS

~

* 6 people with
progressive MS
underwent HSCT

* Disability measures &
disease activity were
stable or improved for 1
year

\_

»

-

2017 - SIAMMS 11

* 4 SIAMMS study
participants with
disease progression
underwent a second

HSCT procedure
. Disability measures

were stable, no new or
active brain lesions

were seen for 1 year

~

cells.

»

-

2018 - ACTiMUS

* Ongoing, comparing
the effectiveness of
HSCT in 80 people
with PPMS and SPMS

* Investigators hope this
research will confirm
their preliminary

findings

o

~

Mesenchymal stem cells (MSCs) are adult stem cells isolated
from different sources, such as bone marrow, fat tissue,

umbilical cord or blood, that can differentiate into other types of

What research has been done on MSCs as a treatment for PPMS?

Researchers at the Tisch Multiple Sclerosis Research Center of New York have conducted

the following studies:


https://www.mssociety.org.uk/about-ms/treatments-and-therapies/disease-modifying-therapies/hsct
https://www.mssociety.org.uk/about-ms/treatments-and-therapies/disease-modifying-therapies/hsct
https://www.dvcstem.com/post/what-are-mesenchymal-stem-cells
https://ascpt.onlinelibrary.wiley.com/doi/full/10.1038/clpt.2010.44
https://clinicaltrials.gov/ct2/show/NCT01932593
https://pubmed.ncbi.nlm.nih.gov/26467901/

-

2016 - Pilot study N

* 6 participants with progressive MS
underwent I'T administration of
MSCs (injection into the spinal
cord)

* 4 out of 6 participants showed
clinical improvement

N j

/2021 - Phase I study N

* 20 participants with PPMS had 3
IT MSC injections, 3 months apart

* Most showed less or stable
disability over 2 years

* Those with more advanced
disease and greater disability did
not show benefit

J

Complementary and alternative therapies (CAM) are

considered nonconventional treatments (for example,
acupuncture and dietary supplements). Many people
incorporate some type of CAM as part of their MS

management, even though very limited research has

been done to evaluate their safety and effectiveness in MS. Anyone considering this option

should talk to their doctor first and continue to adhere to any prescribed treatments he or

she recommends.

What research has been done on CAM for progressive MS?

CAM in general =

® A 2010 study showed the most promising CAM for progressive MS include a

low-fat diet, omega-3 fatty acids, lipoic acid and vitamin D supplementation.

Research into CAM for progressive MS (continued...)

Biotin —

progressive MS.

consequences.

® A 2016 study showed high-dose biotin treatment is well tolerated and led to
reversal of MS-related disability in a subset (13%) of participants with

e A 2020 stud;z suggests that high—dose biotin does not significantly improve
disability or Walking speed in people with progressive MS and warns that this

treatment interferes with laboratory testing, which may have harmful health



https://www.cancer.gov/about-cancer/treatment/cam
https://www.tandfonline.com/doi/abs/10.1586/eci.10.12?journalCode=ierm20
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5098693/
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(20)30347-1/fulltext
https://pubmed.ncbi.nlm.nih.gov/27727015/
https://nn.neurology.org/content/8/1/e928

Lipoic Acid —
e A 2017 study found lipoic acid treatment led to significantly less brain atrophy in
participants with SPMS over a 2-year period and it was well tolerated.

® The LAPMS trial is evaluating whether lipoic acid can preserve mobility and

protect the brain in progressive forms of MS

People living with PPMS face the possibility of
gradually losing function with each passing day,
potentially losing the ability to do the things

BE PART
OF THE

CURE

Join the online

effort to advance
MS research.

they enjoy. Accelerating research into finding
effective treatments for this and other types of
the disease is of prime importance.
iConquerMS is leading the charge in a new
generation of MS research, where people living
with the disease are at its center, contributing
their data and ideas as a driving force for future
studies. If you haven’t already, please consider
joining iConquerMS, the only participant-
powered MS research network, today!

Together, we can advance MS research more iConquerMS ‘ iConquerMS.org

rapidly toward better treatments and

eventually cures!

June 2023 Donor’s Corner

How do your donations accelerate research for a cure and improve the lives of people affected

by MS?

10


https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5489387/
https://clinicaltrials.gov/ct2/show/NCT03161028
https://www.iconquerms.org/user/register
https://interland3.donorperfect.net/weblink/weblink.aspx?name=acp&id=114

Your generosity supports ACP’s initiatives to accelerate MS research for quicker

diagnosis, more effective treatments, and a cure for all living with the disease.

Inclusive Engagement
in MS Research

ACP Repository iConquerMS

If you or a loved one have been diagnosed with MS, you know that this process can be

tortuous and determining the best treatment plan isn’t always easy.

This month, we’re highlighting how your generosity enables
iConquerMS to bring together all people affected by MS to

understand the disease and search for solutions.

iconquerMs ~ iConquerMS is leading the charge in a new generation of MS

_ 1\, BE PART OF THE CURE
i,

research, where people living with the disease are at its center,
contributing their data and ideas as a driving force for future
studies. We are secking participants from all parts of the world,
from all backgrounds and ethnic groups, and of all ages and types
of MS. With this diversity, researchers can dive deep into the

Workings of the disease and answer questions like:
® What causes MS?
® What affects the progression of MS?

® What treatments work best in which people?

Learn More At iConquerMS.org

[oin our team and consider making a donation today! Together, we can advance MS research

more rapidly toward better treatments and eventually cures!

11


https://www.iconquerms.org/
https://www.iconquerms.org/user/register
https://interland3.donorperfect.net/weblink/weblink.aspx?name=acp&id=114
https://www.acceleratedcure.org/repository
https://www.iconquerms.org/
https://www.acceleratedcure.org/sites/default/files/images/Diversity%20is%20Lacking%20in%20Clinical%20Trials_0.pdf

CURE

Multiple Sclerosis
A

June 2023 iConquerMS Spotlight

The MS Diagnosis Experience
To Tell or Not to Tell? That is the question.

Receiving an MS diagnosis can be stressful and some people choose
to keep their diagnosis to themselves. A recent study, hosted by the
iConquerMS network, found that a number of factors make this

decision more likely.

In late 2021, 428 iConquerMS members were surveyed about their MS diagnosis
experience, communication with their healthcare providers, and whether they

subsequently shared their diagnosis of MS.

Results show that approximately half of all individuals
with MS conceal their diagnosis from others because
they fear disclosure would have negative

consequences in both their personal and professional

lives.

What factors affect the decision to keep an MS diagnosis private, or to be

transparent about it?

12


https://www.msard-journal.com/article/S2211-0348(22)00877-X/fulltext

Transparency
This information suggests that
having a positive diagnosis
- N - ~ .
Younger people are A positive diagnosis experience and openly
more likely to keep experience makes discussing and addressing the
their MS diagnosis concealment less . . .
) . issue of disclosing an MS
private. hkely.
- J - J diagnosis with a healthcare
s N e 2 provider can help reduce the
Hioh d . Being given ) ) )
igher education sufficient time negative effects of keeping it a
was associated with durine the di . , .
concealment. uring the diagnostic secret. It’s important to keep
process is key. ) .
_ J . ) talking about this and seek
p N p N support if any concerns about
The recently Discussing the fear revealing the diasnosis come
diagnosed (with less of disclosure with a g gl
visible symptoms) healthcare provider up later on.
tend toward secrecy. helps.
\ y, \ Y,

More research is needed to fully understand the impact of
nondisclosure on the quality of life of those living with MS.
I iConquerMS is poised and ready to facilitate research efforts

like this, which significantly impact the MS community. If

you're not already a member, please consider joining today!

13


https://www.iconquerms.org/user/register

June 2023 Research Spotlight

RESEARCH OPPORTUNITIES

Research opportunity information may be provided on behalf of an external organization.
Please refer to the contact information within each listing to identify the contact for

questions or comments.

Table of Contents

Research Opportunities
Page 1 Calling All MS Caregivers!

B Censgimer Sutiey ACP is working with a small group of MS caregivers and

MS professionals (Jon Strum of RealTalk MS, Rosalind
Kalb of CanDo MS, and Deborah Miller of the Cleveland

Clinic) to develop a “Caregiver Protocol.” The Protocol

Page 2
TEAAMS Exercise Study
Page 3

University of lowa Diet

Study

will be an online compilation of resources to support MS

caregivers at all stages of the caregiver journey. We've

Pa
age > developed a short survey (5-10 minutes, we promise!) to

Our Questions Have Power
Q gather the perspectives of MS caregivers so that their

insights can help shape the Protocol. Your input is valuable

and much appreciated! Thank you!

14


https://survey.alchemer.com/s3/6682653/Care-Partner-Survey

RESEARCH
OPPORTUNITY

University of lllinois - Chicago

This study involves the remote-delivery of 16-
week exercise training program for African-
Americans with Multiple Sclerosis (MS)

Benefits

e Contribute to ongoing
research on African-

Americans with

multiple sclerosis (MS)

Eligibility

Diagnosis of MS
Self-identify as African
American or Black

Living in the Southeastern

e Learn about methods of United States

improving your health
and well-being

18-64 years of age
e |[nternet and email access

For more information,
contact Edson Flores

(833) 727-1887
enrl@uic.edu
keyword: TEAAMS

https://projectteaams.ahs.uic.ed

15



https://projectteaams.ahs.uic.edu/
https://projectteaams.ahs.uic.edu/

You are invited to participate in a research study comparing the
effects of three diets — the modified Paleolithic diet (elimination of
gluten, dairy, and eggs), a Time Restricted Olive Oilbased
Ketogenic diet, or your usual diet with information about the
USDA Dietary Guidelines for Americans. Participants in the usual
diet group will be encouraged but not required to follow the

What you will be asked to do at home while on your

assigned study diet

+ Follow one of the three study diets randomly assigned to you for
24 months

* Report changes in health and medications

« Eat more non-starchy vegetables

« Eat more home-cooked meals

* Take recommended dietary supplements

» Complete daily food logs (three questions) on a smart phone

« If you are assigned to the ketogenic diet, you must take a blood
ketone measurement daily for the first month and then twice a
week for the rest of the study

o Complete online surveys

» Watch videos, review study diet guides and meet via Zoom to learn
your assigned study diet

« Attend optional online support groups

What you will be asked to do at each of three visits
to UIHC
o Complete fasting blood draws

» Complete physical motor skills, cognitive assessment and visual
function tasks

« Receive a non-contrast MRI brain scan at first and final end of
study UIHC visit (Month 0 and 24)

i
'\ >

-_—
UNIVERSITYOr[OWA
HEALTH CARE

Dietary Guidelines for Americans diet. Quality of life, fatigue, mood,
and disease activity will be assessed by online surveys, study
participant tasks, & brain imaging. The study will be held at the
University of lowa Hospitals & Clinics over two years. It will
consist of three visits to lowa City, month 0, month 3, & month
24, Each visit can last approximately three and up to six hours.

Requirements to participate

» Diagnosis of relapsing remitting multiple sclerosis (RRMS)
* 18-70 years old
o Able to walk 25 feet without support or unilateral support

» Willingness to adopt any of the three study diets, including the
control diet

* Willingness to share medical records for the two years of the study

» Do not have heart disease, liver disease, kidney disease, or type 1
diabetes

» Do not have serious psychiatric disease that would make adopting
a study diet more difficult

¢ Are not taking insulin or coumadin

¢ Have a smart phone, tablet or iPad to download a free app

« Have access to high-speed internet and a computer or smart
phone to participate in video conferences via Zoom and complete
online patient surveys

» Commitment to completing surveys for two years and attend the
of end of study visit

16



COMMON QUESTIONS

Do | need to live within a specific
mile radius of lowa City?

No, however, if travel funds are needed, we
may be able help. We can offer a travel
stipend to support some travel expenses to
and from lowa City. Please speak with us
about your needs. We also offer stipends to
participants for attending the site visits and
for completing the required online surveys.

Can | pick the diet | want to
follow?

We ask that you follow the diet assigned
to you. If following your assigned diet
becomes difficult contact the study team for
assistance.

Can | be in the study if | am in
another MS-related study?

If you are in an interventional study
investigating drugs, exercise, or other
wellness behaviors you cannot be in this
study. If you are in an observation-only
study, you can still be in this study if you are
willing to follow any of the three diets.

If you're interested in taking our screening survey, please visit the link below or scan the QR code with your phone:
—> https://redcap.icts.uiowa.edu/redcap/surveys/?s=JX73EYRINPFOMHRR

If you have questions, please contact us at —)MSDietStudy@healthcare.uiowa.edu

- wabhls.lab.uiowa.edu/join-study

Changing Medicine.
Changing Lives.®
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YOUR
. QUESTIONS
" HAVE

~ POWER!

-

BE PART OF THE CURE

A new topic for the Our Questions Have Power program!

When it comes to MS symptoms and how to manage them, what questions are most
important to you? What symptom-related topics do you wish researchers were
studying? Your questions are valuable and we invite you to share them through

the Our Questions Have Power program on the iConquerMS website.

The Our Questions Have Power program was launched in March 2021 with an initial
focus on COVID-19. Questions submitted by iConquerMS members have helped
shape the COVER-MS vaccination study and are being shared with the research

community to guide other efforts.

We're now extending Our Questions Have Power to include a second topic: MS
symptoms and their management and treatment. As before, you’re invited
to share questions on this topic that you think should be studied and to vote on
questions submitted by other iConquerMS members. We'll share these questions
with people affected by MS, researchers, healthcare professionals, advocates, and
funders — and, together, we’ll work to launch research studies to answer those

questions.

Log in to iConquerMS to start (create an account first if
you don’t already have one).
It’s easy to
share your
ideas and Click PROPOSE an MS Research Question to
input in Our submit a question you’'d like to see studied.
Questions
Have Power!

Click VOTE and COMMENT on MS Research
Questions to review, comment, and vote on questions
submitted by other iConquerMS members.
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https://iconquerms.us3.list-manage.com/track/click?u=9d8b85502a66a4680e4311d8e&id=76e65aa42f&e=8d5675574b
https://iconquerms.us3.list-manage.com/track/click?u=9d8b85502a66a4680e4311d8e&id=15aa8e5ac1&e=8d5675574b
https://iconquerms.org/sites/default/files/acp-images/COVER-MS-InitialFindings.pdf
https://www.iconquerms.org/
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