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Meet Rob, an advocate for inclusion 
 

It’s our pleasure to introduce you to Rob Sarles, a member of the 

iConquerMS Research Inclusion Diversity and Equity (RIDE) Council!  

The RIDE Council is working to bridge the gap between awareness and 

full representation of racial, ethnic, and gender minority groups in 

research.  Rob holds a deep-seated passion for this effort, which will 

bring us one step closer to ensuring that all individuals living with MS 

can receive the best information, outcomes, and care possible.   

 

Rob is originally from southeast TX and currently lives 

about an hour north of Nashville, TN.  He is married and 

has 2 children.  Rob is a musician, through and through.  

He studied music in college, earning a Bachelor’s degree 

in music and a Master’s in music theory and composition. 

 

 

 

 

September 2023 Newsletter 

 

“Music is my main thing.  I’ve 

directed choirs and performed.  

Voice is my primary, but I also 

play piano and trumpet.  I’m 

pretty limited in terms of what I 

can do musically now, but I have a 

little studio where I can do 

limited things.  I can still enjoy it, 

listen to it and go to concerts.”   

https://www.iconquerms.org/ride-council
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Rob was diagnosed with MS 10 years ago.  He has been 

disabled for about 5 years.  He shares, “At this point I’m 

still relapsing remitting, but possibly secondary 

progressive MS.  They haven’t given an official upgrade 

yet.  I started experiencing my first symptoms in 2008.  

My hands and feet went numb for a few weeks.  My 

doctor did all of the MS diagnostics except for a lumbar 

puncture and didn’t find anything.  About 5 years later I 

was walking home from work and realized that I didn’t know if I could take another step.  I 

went to my doctor the next day and he immediately ordered an MRI.  They found some 

lesions on my spine and admitted me to the hospital.  I spent several days there.  They didn’t 

give me an official diagnosis when I left the hospital, they waited until my first neurologist 

appointment to break the news to me… I’ve been on Kesimpta for a little over 2 years now 

and it seems to be helping some. There are no new lesions.  I’ve still had some disability 

progression, but at least as far as the MRIs go, it’s been clean.”  

 
Rob “celebrated” the 10-year anniversary of his MS diagnosis by creating his Instagram, 

#thatissoMS.  In his words, “I share stories about my experiences with MS, my experiences 

with the RIDE council, and things that I’ve learned in research news.  I’m excited about it, 

doing my tiny little part.  It helps to get the word out about the RIDE Council and 

everything we’ve been doing.  It’s also a creative outlet.”   

 

   

What about ACP’s mission inspires you the 

most?  “I really like the cooperation between the 

patient and research.  That it’s intertwined.  It’s all 

about communication.  I think that really will 

accelerate research and progress toward a cure.” 

How did you first hear 

about ACP?   “I signed up for 

iConquerMS in 2018, about 5.5 

years ago.” 

Rob in his music studio 

https://www.kesimpta.com/?utm_source=google&utm_medium=paid&utm_campaign=Kesimpta.com_Branded_Google_01.2023;S;PH;BR;NER;DTC;BR&utm_term=Brand_Exact%20%7c%20kesimpta&gclid=Cj0KCQjw2qKmBhCfARIsAFy8buLQYlWarROrfbl0LbgyE-F0E2Rgdp00l4iewHU9nIMxBBRyUxqyuI4aAtiZEALw_wcB&gclsrc=aw.ds#a
https://www.instagram.com/explore/tags/thatissoms/
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To ensure its results apply to all, medical 

research should include everyone, regardless of 

race, ethnicity, orientation, or economic status.  

The RIDE Council discusses historical 

underrepresentation in research and ways to 

increase meaningful participation.  In Rob’s 

words, “A big launching point for the RIDE 

Council was defining the obstacles that might 

keep people who are underrepresented from 

being a part of research.  Then we crafted that 

message into flyers where we can start to 

amplify that and try to get more people 

involved…We’ve been distributing flyers in 

doctor’s offices.  So far, the reception has been 

good.  We’ve been talking about setting up 

tables at different events, like health fairs.  I’m 

hoping to be a part of a local music festival that 

they have near me.  It has music and food, but 

organizations also set up booths there.  I’m 

hoping to be able to have a booth there to give 

out more information about the RIDE Council 

and ACP.” 

Why do you serve on the 

RIDE Council?  “Racial equity, 

inclusiveness and diversity have 

been really important to me since I 

was a child.  I’ve always valued 

them and fought for them.  I 

wanted a chance to be a part of 

something like that.”   

What gifts and skills do you bring to 

the RIDE Council?  “I’m a very curious 

person.  I’m constantly trying to learn.  I 

am creative.  I like to think outside the box.  

I’m empathetic not just to my own personal 

needs and causes, but also to other people.  

And I’m not afraid to stand up for the needs 

of other people as well.”   

“I love to see that RIDE Council values 

are growing into concrete opportunities 

for research.  They are being built into 

new projects.  I love to see our 

influence grow.  It’s not just an idea or 

a value, it’s a movement that 

researchers take seriously.  This isn’t 

just theory this is what’s happening.  

This is what patients want and need.” 

https://www.iconquerms.org/ride-council-brochures
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What is your favorite part of serving on 

the RIDE Council?  “There are so many 

interesting people.  It’s really cool to hear 

other people’s experiences and stories in the 

breakout sessions that we have.  Things I 

haven’t thought about before.  I learn so much 

from them and that makes me a better person.”   

What is the RIDE Council’s biggest 

challenge?   “The first thing is getting the 

word out.  It’s a grass roots movement and so 

it takes time to get the snowball rolling.  I 

also think history is a challenge.  Inequities in 

research that have happened in the past have 

placed stigmas on research.  Also, I think 

researchers often take the path of least 

resistance when it comes to filling slots in 

their studies.  There are people that want to 

be involved in research, but they live in rural 

areas or they don’t have access to 

transportation and those people end up being 

underrepresented because the researchers 

overlook them.  You have to make a 

conscious decision to create diversity and 

inclusivity.  It doesn’t happen by accident.   

How can the RIDE Council overcome 

these challenges?  “I’ve thought a lot 

about that and I would love to see a 

network of alliances built between 

pharmaceutical companies, educational 

institutions and doctors.  Something that 

links all these people together.  I could see 

an organization like ACP being the hub that 

that opens up communication rather than 

each group reinventing the wheel on their 

own.  I’ve never had a doctor or anyone 

say, “Would you like to be part of a study?” 

or “Are you interested in being a part of 

research?” or anything like that.  If doctors 

were taught in medical school or if the 

communication started in their training to 

put this network in place, I think it would 

transform research where everyone was 

working together.”   
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Embracing diversity in MS research benefits the entire MS population. The RIDE 

Council advocates for inclusive research, which could lead to improved healthcare 

and quality of life for all those affected by MS.  Want to be a part of this exciting 

movement?  Join iConquerMS to find out how you can contribute to making MS 

research more inclusive!   

 

 

 

 
 
 
 
 

 
 
 
 
 
 
 
 
 

 

 

Rob shares about his identity as a 

disabled person… “Even though I am quite 

limited in what I am able to do, I still want to 

do what little I can to make a difference.  

Whether it’s advocating for people with MS 

who are underrepresented or discriminated 

against, or participating in research personally 

(but, unfortunately, people at my disability 

level often don’t qualify for studies).  This 

also applies to finding ways of doing the things 

I enjoy like music or travel, even though I 

have had to make a lot of adjustments.”    

Rob “walking” 

his daughter 

down the aisle 

at her wedding 

last November 

Rob dressed 
in his 

steampunk 
Halloween 

costume 

https://www.iconquerms.org/user/register
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8 Anti-Inflammatory Foods for MS 
 

If you’re a member of iConquerMS, you know we ask questions about 

diets and other wellness interventions that people with MS might 

undertake.  There is ample evidence that eating a wholesome diet and 

living a healthy lifestyle has a positive impact on MS symptoms and daily 

function.  One particular area of focus of diet-related MS research has 

been anti-inflammatory foods and whether they may be beneficial.  Listed 

below are eight anti-inflammatory foods, with evidence supporting why 

they may be worth exploring for people with MS. 

 

 

 
 

 

1. Fatty Fish Fatty fish, such as trout, salmon, tuna, mackerel, herring, and sardines, 
are good sources of omega-3 fatty acids, which have known 
cardiovascular benefits.

A 2020 study found that a higher intake of fatty fish may lower a 
person’s risk of developing MS.

A recent review concluded that omega-3 and fish oil may reduce 
inflammatory markers and relapse rates and improve quality of life for 
people with MS.

2. Fruits & 
Vegetables

Fruits and vegetables are rich in antioxidants, substances that may help 
reduce inflammation. 

Investigators in Australia determined that eating a diet rich in fruits & 
vegetables, as well as not consuming meat, lowers the risk of severe 
disability in people with MS. 

A 2023 study shows diets that are high in fruits & vegetables are 
associated with less fatigue and better quality of life in people with MS.

 

 

https://n.neurology.org/content/90/1/e1.short
https://www.healthline.com/nutrition/what-are-omega-3-fatty-acids
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7573200/
https://pubmed.ncbi.nlm.nih.gov/31462182/
https://medlineplus.gov/antioxidants.html
https://pubmed.ncbi.nlm.nih.gov/34390078/
https://pubmed.ncbi.nlm.nih.gov/36257717/
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3. Turmeric Turmeric is a bright yellow, fragrant spice that is commonly used in 
Indian cooking. Its main ingredient, curcumin, has been shown to have 
a number of benefits.

According to a 2017 study, curcumin can potentially reduce the 
severity of immune system-related diseases like MS by affecting 
different cells that are involved in the immune response.

Researchers in Pakistan demonstrated the potent anti-inflammatory 
and antioxidant properties of curcumin, and its therapeutic potential 
against MS. 

4. Ginger Ginger is a rhizome with a potent, spicy flavor.  It contains a number of 
different anti-inflammatory compounds, including gingerols and 
shogaols.

There is evidence that 10-gingerol is important in reducing 
inflammation in the brain and spinal cord. 

According to a 2022 review, gingerols and shogaols may reduce the 
levels of inflammation and oxidative stress in neurodegenerative 
diseases like MS.  

5. Avocado Avocados are a great source of healthy monounsaturated fat.  They are 
also rich in antioxidants, which help to fight inflammation.

Researchers at UCLA showed that eating avocados dampens the body’s 
inflammatory response. 

A 2019 review found that a combination of avocado and soybean oils 
may have a beneficial effect on inflammatory diseases. 

 

 

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3791579/
https://onlinelibrary.wiley.com/doi/abs/10.1002/jcp.25778
https://pubmed.ncbi.nlm.nih.gov/29079885/
https://www.sciencedirect.com/science/article/abs/pii/S030881461300770X
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8971783/
https://pubmed.ncbi.nlm.nih.gov/23196671/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6826385/


 8 

 
 

 

 
 

 

 

 

 
 

 

 

 

6. Flaxseed Flaxseeds are another rich source of omega-3 fatty acids.  They also 
contain lignans, which are known for their anti-inflammatory effects. 

A 2019 review suggests flaxseed may have anti-inflammatory effects in 
the body, though the authors note that further study should be done to 
clarify this link.

Australian researchers found that flaxseed oil supplementation in 
people with MS is associated with a 60% lower relapse rate.  They also 
state that more research is needed to confirm these results.

7. Walnuts Walnuts are also a good source of omega-3 fatty acids.  They’re packed 
with antioxidants, fiber and magnesium, all of which have important 
roles in regulating inflammation.

According to a recent review, eating walnuts not only reduces some 
signs of inflammation but also has other health benefits like lowering 
triglyceride and cholesterol levels.

Investigators in Iran found that walnut oil significantly reduced disease 
severity and inhibited plaque formation in a mouse model of MS.

 

 

https://www.merriam-webster.com/dictionary/lignan#:~:text=Medical%20Definition-,lignan,having%20antioxidant%20and%20estrogenic%20activity
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6855939/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3821380/
https://www.merriam-webster.com/dictionary/lignan#:~:text=Medical%20Definition-,lignan,having%20antioxidant%20and%20estrogenic%20activity
https://pubmed.ncbi.nlm.nih.gov/35883903/
https://www.tandfonline.com/doi/abs/10.1080/1028415X.2017.1371389?journalCode=ynns20
https://www.acceleratedcure.org/sites/default/files/images/MSDietsIsThereEnoughEvidence.pdf
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There is no agreement or guidelines to follow when it comes to what people with MS should 

eat.  However, there is evidence that some foods and nutrients might help with MS 

symptoms.  It is important to talk to a doctor or nutritionist before making significant 

changes to your diet.  One concern is that specific diets could be too strict, making you miss 

important nutrients and causing problems.  Emphasizing a particular food can have the same 

effect.  More research is needed to know the benefits and risks of diets for MS.  These 

studies are happening now, which is exciting because diet is something people can control to 

some extent, giving them more power over the disease.  ACP’s main goal is to support 

research into topics like this, which could improve the lives of people with MS over time. 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 

 

8. Olive Oil There’s evidence that components of extra-virgin olive oil known as 
phenols may help prevent the inflammatory processes involved in a 
variety of diseases like MS. 

Spanish researchers suggest that extra-virgin olive oil may protect 
nerve cells against damage and degeneration in a mouse model of MS.

Olive oil is an important part of the Mediterranean diet.  According to 
a 2022 study, this way of eating is linked to less disability in MS. 

https://pubmed.ncbi.nlm.nih.gov/27783083/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6848921/
https://pubmed.ncbi.nlm.nih.gov/36226971/
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September 2023 Donor’s Corner 
 

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

by MS?  
 

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. 

 
 

Despite progress in understanding MS in minority populations, 

substantial gaps in our knowledge remain.  Filling these gaps is 

limited by a lack of diversity, or low enrollment of minority 

populations, in MS clinical trials.   

 

This month, we’re highlighting how your generosity enables ACP to spread the word about 

the work that the iConquerMS Research, Inclusion, Diversity, and Equity Council (RIDE 

Council) is doing.   

 

 

 

 

 

 

The RIDE Council is focused on broadening participation in research by highlighting the voices 

and experiences of people from traditionally underrepresented communities.  Their work 

brings us one step closer to ensuring that all individuals living with MS can receive the best 

information, outcomes, and care possible.   
 

 

ACP Repository iConquerMS
Inclusive Engagement 

in MS Research

https://interland3.donorperfect.net/weblink/weblink.aspx?name=acp&id=114
https://www.acceleratedcure.org/sites/default/files/images/Diversity%20is%20Lacking%20in%20Clinical%20Trials_0.pdf
https://www.iconquerms.org/ride-council
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
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The RIDE Council provides key support to all stakeholders in MS research: 

 
 

 

Join our team and consider making a donation today!  

Together, we are working to improve the health and quality 

of life for everyone affected by MS.   

 
 
 
 

 

 

 

 

 

 

 

 

 

People with MS 
have a group 

exclusively focused 
on ensuring their 

community is 
represented in 
clinical trials.

Researchers have a 
resource to help 
ensure they meet 

diversity goals and 
requirements in their 

studies.

Organizations have 
a resource to help 

reach and 
meaningfully include 

historically 
marginalized groups 

in their work.

https://www.iconquerms.org/user/register
https://interland3.donorperfect.net/weblink/weblink.aspx?name=acp&id=114
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September 2023 iConquerMS Spotlight 
 

 

The Chat with Chat webinar series provides a glimpse at the 

researchers working with iConquerMS, what they study and how 

their work will benefit people with MS.  Hosted by our research 

collaborator, Chat Ngorsuraches, these conversations cover a wide 

range of interesting topics, including complementary and alternative 

medicine (CAM). 

 

 

 

 

 

 

 

 

 

 

 

Most alternative treatments have undergone very little (if any) scientific study to evaluate 

their safety and effectiveness.  When exploring CAM therapies for MS, it's essential to find 

reliable information.  In episode 8 of the Chat with Chat webinar series, Dr. Sarah Minden 

from Brigham and Women’s Hospital sheds light on CAM therapies and suggests 

trustworthy sources for them.  

A variety of medications are used to 

treat MS.  At times, individuals living 

with the disease may explore CAM as 

a way to relieve unpleasant symptoms 

and enhance their quality of life.  This 

is commonly done alongside their 

prescribed treatments for MS.    

https://www.acceleratedcure.org/sites/default/files/images/February2023ResearchSpotlight.pdf
https://www.acceleratedcure.org/sites/default/files/images/Alternative%20Medicine%20-%20Is%20It%20Right%20For%20You_template.pdf
https://www.acceleratedcure.org/sites/default/files/images/Alternative%20Medicine%20-%20Is%20It%20Right%20For%20You_template.pdf
https://www.youtube.com/watch?v=kybmuM2xe48&t=3013s
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Ten episodes of Chat with Chat have aired to date.  In case you missed, or would like to 

revisit any of them, they can be found here.  A heartfelt thank you to Chat and his 

colleagues for making this educational resource possible.   

 

iConquerMS brings together people with MS, their care partners, researchers and others 

to understand MS and search for solutions.  If you haven’t already, please consider joining 

today! 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Talk with your doctor before 

starting any new therapy.  It’s 

important to keep him or her 

informed about what you take (or 

what is done) and any changes you 

experience.   

https://www.youtube.com/user/iconquerms
https://www.iconquerms.org/user/register
https://www.youtube.com/watch?v=kybmuM2xe48&t=3013s
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September 2023 Research Spotlight 
 

 

 

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. 

 
 

 

 

 

 

 

 

Calling All MS Caregivers! 

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 will be an online 

compilation of resources to support MS caregivers at all stages of 

the caregiver journey.  We’ve developed a short survey to 

gather the perspectives of MS caregivers so that their insights can 

help shape the Protocol. Your input is valuable and much 

appreciated!  Thank you!

Table of Contents 

Research Opportunities 

Page 1 

MS Caregiver Survey 

Page 2 

BIPAMS Cognitive Health 
Study 

Page 3 

METS for MS Exercise Study 

Page 4 

TEAAMS Exercise Study 

Page 5 

University of Iowa Diet Study 

Page 7 

Our Questions Have Power 

 

https://survey.alchemer.com/s3/6682653/Care-Partner-Survey
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Recruitment flyer, v1, 7/31/23

 Research Opportunity 

  Researchers at the University of Illinois Chicago (UIC)         

Invite You to Participate in a Voluntary Research Study

Initial eligibility

▪ Diagnosis of multiple 
sclerosis (MS)

▪ 18 years of age or older

▪ Internet and email access

▪ Currently physically inactive 

▪ Able to walk without 
assistance

For More Information: 
Contact the Project Coordinator

Key Words: BIPAMS-Cognition 

Phone: (833) 329-1441

Email:bipamscognition@uic.edu

Website: 
https://bipamscognition.ahs.uic.edu

This is a nationwide, remote study 
that is examining the effects of two 
Internet-delivered programs for 
improving cognitive health among 
people with MS. 

All participants in this study will 
complete online questionnaires, 
virtual cognitive and mobility 
testing, and wear an accelerometer. 
An accelerometer is a small device 
that measures physical activity by 
measuring steps/day.

The entire study can be conducted 
at home as no in-person visits are 
needed. Also, currently physically 
inactive refers to those who are not 
doing enough physical activity.

Participation in the study will last 
12 months and participants will 
receive $50 in compensation via 
gift cards for completing the 3 
measures for a total of $150.
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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).

Click PROPOSE an MS Research Question to 
submit a question you’d like to see studied.

Click VOTE and COMMENT on MS Research 
Questions to review, comment, and vote on questions 

submitted by other iConquerMS members.

It’s easy to 
share your 
ideas and 

input in Our 
Questions 

Have Power! 

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/

