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/ Trial in Myositis
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Eligibility
You may be eligible to participate in the RAINBOW study if you:
» Are 18-75 years old

- Diagnosed with dermatomyositis (DM) or immune-mediated necrotizing
myopathy (IMNM)

» Meet other requirements, which will be discussed with you during screening.

Investigational drug
» Phase 1b trial of RAY121 in immunological diseases

« Investigational drug aims to block a pathway known to be involved in the
development of immune system issues

........................................ QUICK TRIAL FACTS «--veooveeveeineaieaieaieaeeenne

-

This trial will last for . Participants will receivethe :  The investigational drug
about 9 months. . investigational drugonce : is given as an injection under
: every 4weeks for 3months :  the skin (subcutaneous)
(4 times overall). : of your stomach.

Trial sponsor Chugai Pharmaceuticals Co., Ltd
Learn more at clinicaltrials.gov/study/NCT06371417

What is a clinical trial?

A clinical trial is a medical trial that helps to answer important questions about an
investigational medication or drug, such as:

« Does it work?
« How safe is it?
« What are the side effects?

» Does it affect people differently based on their age, sex, gender, race,
and ethnicity?

The results of clinical trials are used as part of an in-depth review process to help
decide whether new medications can be approved for widespread use. Clinical
trials are an important part of developing new medications. An Institutional Review
Board (IRB)/Ethics Committee (EC) protects the rights, safety, and well-being of all
trial participants. An IRB/EC has reviewed this trial.

RAINBOW
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TMA welcomes new
medical advisors

TMA is excited to announce the addition of two new
members to our Medical Advisory Board (MAB). This
year, in order to round out the specialists most needed
by those who live with myositis, the MAB Nominating
Committee, along with the full MAB and Board of
Directors, sought to elect one neurologist and, for the
first time ever on TMA's MAB, a speech and language
pathologist. We look forward to working with these
outstanding myositis experts.

Christiaan Saris, MD,
PhD

Personal statement:
Kintsugi is the Japanese

art of repairing fractured
pottery and means “golden
joinery.” Instead of repairing
as close to its original as
possible, cracks are repaired
with a golden resin to attach broken pieces. Breakage
and repair are a unique part of the history of an
object. As we go through life, we will acquire physical,
emotional, and mental scars. It is a normal and
inevitable part of the human experience. Illness,
trauma, and loss change us. Kintsugi teaches us we
cannot go back to the way we were before, but we can
move forward with this new precious way of being, if
we work the meaning of it.

Although treatments
for myositis have
evolved quickly

in the last several
years, with exciting
new methods on the
horizon, in many
cases the disease is
still chronic, leaving many physical, emotional,
and mental scars behind. As a myositis specialist,
I not only advise people with myositis on the
best possible treatments, I also advise on how to
deal and cope with all the symptoms that result
from muscle inflammation and fibrous tissue
replacement. It is one of the reasons I'm also
interested in the non-pharmacological
interventions in treating myopathies.
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Since 2014, I have worked as a consultant neurologist
and clinical neurophysiologist at the department

of Neurology, Radboud University Medical Center
Nijmegen, the Netherlands. At the outpatient

clinic I mainly see patients with myositis or mito-
chondrial diseases. During consultation, I combine
technological possibilities in our center (“high tech”)
with a personal approach and advice (“high touch”).

My research focuses on the improvement of
diagnostics, understanding the pathophysiology, and
treatment of inflammatory myopathies, including
inclusion body myositis (IBM) and mitochondrial
diseases. Areas we focus on at the Radboud Medical
Center are the use of ultrasound in myositis, and
lifestyle interventions, like nutrition and exercise.
For all types of myositis, exercise is an important
part of rehabilitation.

Future treatments can hopefully be able to really cure
myositis. A timely diagnosis and a doctor who helps
to heal the impact of myositis will, however, always
be necessary. It is an honor to serve the Medical
Advisory Board of The Myositis Association.

Georgia A. Malandraki,
PhD, CCC-SLP, BCS-S
Personal statement:

am a medical speech and
language pathologist and
a board-certified specialist
in swallowing and
swallowing disorders
(dysphagia) with more than 20 years of experience
in treating individuals with dysphagia caused by
neurological conditions. I am also a research scholar
and tenured full Professor in the Department of
Speech, Language, and Hearing Sciences and the
Weldon School of Biomedical Engineering at
Purdue University.

My research expertise is in investigating the
neurophysiology of swallowing function in aging
and neurogenic dysphagia, developing and testing
neurophysiology-based rehabilitative swallowing
treatments, and improving access to swallowing
management through telehealth and wearable
technologies. I direct a nationally known research
laboratory (Purdue I-EaT Research Lab), and our
work has been extensively published and funded
by the National Institutes of Health, private
foundations, and other agencies. I also had the honor



to serve as the 2022-2023 President of the Dysphagia
Research Society (DRS), which is the leading
international multidisciplinary research society
focused on the study of swallowing disorders.

[ started treating patients with different types of
myositis during my clinical fellowship year at the
Swallowing Clinic of the University of Wisconsin
(UW) Hospital in Madison, WI. As you know,
dysphagia is a significantly under-studied but
devastating symptom for those who live with
myositis. Because of this, these individuals are
often treated for their dysphagia symptomatically
or through compensatory strategies (for example,
with thickened liquids or postural adaptations while
eating). Although these strategies may provide
temporary relief, they do not address the underlying
cause of the swallowing difficulty and therefore

BsiyoCon

TMA’S GLOBAL MYOSITIS PATIENT CONFERENCE

HYATT REGENCY ¢ ST. LOUIS AT THE ARCH
Registration Opens April 1, 2026

lack the ability to prevent or slow the progression of
swallowing decline associated with the disease.

Our multidisciplinary group at UW was among the
first to initiate and pilot an exercise-based approach
for patients with inclusion body myositis (IBM) with
the first longitudinal 5-year case study published

in 2012 in the Archives of Physical Medicine and
Rehabilitation journal. This was the first study that
showed that low dose oropharyngeal strengthening
exercise holds promise for maintaining swallowing
function and even delaying dysphagia progression.
This study has also inspired more efforts for
rehabilitative swallowing programs in the field. Since
then, I have continued to use a multidisciplinary,
multi-pronged, personalized treatment approach for
those with myositis as I am committed to improving
the lives of those who live with myositis.

Save the {ate!

THURSDAY, SEPT. 24 - SUNDAY, SEPT. 27, 2026

Presented by The Myositis Assocation
MYOSITIS.ORG
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Celebrating TMA Support and Affinity Groups

This monthly discussion evolved into a new TMA
affinity group with a mission: To improve the lives
of women affected with inclusion body myositis
(IBM) through virtual connections and support
that transcend geography. The mission statement
proved to be prophetic. Not only has the monthly
zoom gathering WomenWithIBM expanded to more
than 400 women, with 60 to 100 showing up each
month, but meetings include women from the United
States, Canada, Europe, and Australia. Speakers on
the monthly programs have included distinguished,
brilliant clinical and medical experts, both women
and men, from the United States and internationally.

> ‘.1 !
Amplifying the Voice of Myositis Patients at the FDA Initially, the meetings dealt with issues on the day-to-
day problems women face in their IBM journey. But
as the group attracted more and more participants,

A Tr ibute to O uy discussions have involved research and clinical trials

in myositis, physical therapy, coping with travel

Te nac ity : WO men domestically and international, and advocacy for

local and national funding for rare diseases.

H Onoring Our I B M We are grateful for the women who show up each

month to share their stories and insights of how they

IJ Ourney cope every day with IBM. We learn and support one

By Nancy Marx Erickson, TMA Affinity another. We also encourage other women with IMB
Group Leader ’ to join and enjoy the sisterhood.

TMA's WomenWithIBM Affinity Group’s five-year
anniversary was recognized during the opening
festivities at MyoCon 2025, and the group hosted
a special evening celebration.

Five years ago in 2020, a small group of women—
Nancy Marx Erickson, Lisa Motley, Martha
Arnold, Laura Richardson, and Patty Meyer—
began discussions about women’s issues involving

how to live with inclusion body myositis. Women, A huge shoutout to the WomenWithIBM leader and co-
we realized, have different challenges and concerns leaders: Nancy Marx Erickson, Sharon Kern McCall, and
than men with IBM, or even women with other Laura Richardson.

forms of myositis.

Looking for information, connection, inspiration, and
support? TMA's Support and Affinity Groups are your
lifeline! Meet others who get it, share your journey, and
grow stronger together. Whether newly diagnosed or

a seasoned advocate, there’s a place for you to belong,

§ R R : a learn, and lead. Join any online meeting and find
TMA's Women of Color Affinity Group ~ Out more about all the options available.


https://www.myositis.org/events/
https://www.myositis.org/patient-support/support-groups/find-support-group/

TMA’s Southern

California Support

Group Celebrates
30 Years

This year marks the
30th anniversary

of TMA’s Southern
California Support
Group—a milestone
that reflects

three decades

of resilience,
leadership, and
community care.

Nancy and Charlie Harber in 2004

The group’s roots trace back to 1995, when Charlie
Harber, a college history professor newly diagnosed
with inclusion body myositis (IBM), was referred by
his UCLA neurologist to a local support group in San
Diego. At the time, San Diego County was so large
that two separate groups were meeting. When the
original leader discovered he had a different illness,
Charlie stepped up to consolidate the groups and lead
them forward.

Charlie’s personal experience with myositis and his
thoughtful leadership helped shape a welcoming

and informed space for others navigating the same
journey. After his passing in 2006, his wife Nancy
Harber, a nurse and devoted care partner, continued
his legacy by keeping the group active.

What Brings You Joy?

Rhonda Rogers
joined the San Diego
Keep in Touch

(KIT) Group in
2015, shortly before
receiving her correct
diagnosis of IBM—
after twelve years of
being misdiagnosed
with polymyositis
and unaware of TMA or any support group. “The San
Diego KIT group became my lifeline,” Rhonda recalls.
“The members were kind and informative, and they
helped me navigate the shock of my new diagnosis.”

Rhonda Rogers AKA The
Myositis Warrior

In 2018, Rhonda became co-leader of the group
along with Nancy Harber, after then-leader TeriAnn
Moser moved to Hawaii. The group met monthly in
person at local restaurants, sharing stories, advice,
and occasional guest speakers. When COVID-19
disrupted in-person gatherings in 2020, Rhonda
helped transition the group to Zoom—a format that
continues today with quarterly virtual meetings.

This year, Rhonda and Nancy were honored with

the Marianne Moyer Myositis Leader Award at
TMA’s Heroes in the Fight Ceremony during
MyoCon 2025 in Dallas, Texas. The award recognizes
their leadership and enduring commitment to the
myositis community.

As we celebrate this 30-year milestone, we honor
TMA’s Southern California Support Group not only
for its longevity but for its profound impact on the
lives of countless individuals and families affected
by myositis.

For Alicia Lowther, it’s the word “Joy” that brings her JOY!

“‘Joy is my word. If I see anything with the word Joy’ on it, the item is purchased
without hesitation. There is a special story regarding this special word. Five
years ago, Dan (my husband who has IBM) was surprised to find out through

23 and Me that he was the biological father of a daughter he did not know

existed. The ‘event’ occurred shortly after he was discharged from the Navy (so
well before we were married), and his name is not on the birth certificate. Her
finding us has been a huge blessing. We are now grandparents, and I tease his
daughter that her name should be Joy because she has brought us so much JOY.
I find Joy in family — both old and newly discovered.”
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From a Basement

Office to a Global
Voice: TMA’s Origin
Story

By Theresa Curry

In 1997, Twas
typing furiously in a
Virginia newsroom
when a woman
wheeled past the
counter, sped by the
receptionist, and
abruptly braked

to a stop next to my cluttered desk. The counter and
receptionist were meant to shield reporters from
interruptions on deadline—but they were no match
for this visitor. She had the advantage of a contraption
none of us had ever seen: a shiny red electric scooter,
which she drove too fast but skillfully through the
narrow rows between desks.

Betty Curry (no relation) had never met me,
hadn’t made an appointment, and was seriously
interfering with my work. But she refused to be put
off. A month later, I found myself in an unfamiliar
city, writing about a disease I'd never heard of, as
the communications director for a new rare disease
organization.

That organization was the Inclusion Body Myositis
Association (IBMA), officially launched in 1993.
At the time, the internet was just beginning to emerge,
and most scientific knowledge was still shared through
printed journals and conferences. For patients,
information about rare diseases like myositis was hard
to find, but Betty was determined to change that.

A Force of Nature

Betty Curry was a successful artist, entrepreneur, and
real estate developer. But her biggest challenge came
at age 64, when she was diagnosed with inclusion body
myositis (IBM). She refused to accept the idea that
information about her disease was “too difficult” for
patients to understand. Betty believed that knowledge
was power—and she was determined to share it.

She recruited others, like Madeline Sabia, whom she
met when they were both participants in a research
study at the NIH. Together, they formed the IBMA

Page 8
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to educate and support IBM patients. Betty and her
volunteers attended neurology conferences, gathered
research papers, and introduced themselves to doctors,
urging them to refer patients to the new nonprofit.

Betty’s basement apartment in Harrisonburg,
Virginia became IBMA’s headquarters. She launched
anewsletter called The IBMA OutLook, writing in the
first issue: “This organization won’t cure you,

but its purpose will surely provide an exchange
of information, some of which may be of use to
you.” She described herself as “editor, reporter, errand
girl, research person, data programmer, organizer,
beggar of funds, and cleaning lady.”

She convinced a local attorney to help with nonprofit
paperwork, scientists to send research articles, and
doctors to answer patient questions.

In 1993, IBMA had just 33 members—16 names
from the National Organization for Rare Diseases
(NORD) and a handful of patients Betty had met
during her NIH study. She wrote to every one of
them. Their replies saddened her but strengthened
her resolve. Some had been diagnosed for more than
ten years and still knew nothing about their disease
or future. “I found this intolerable,” Betty said in

an interview. “They were simply not getting the
information they needed."

By 1994, the organization was growing. Betty

and her team returned from the American Academy
of Neurology meeting with nearly 200 new names.
The fall issue of The OutLook expanded to 10 pages
and listed a “who’s who” of IBM researchers as
medical advisors. Their support lent credibility to
the fledgling organization and helped attract both
patients and professionals.

A Parallel Path: The National Myositis
Association

Meanwhile, in Cooperstown, New York, Tina Kline
was building a similar community for patients with
dermatomyositis (DM) and polymyositis (PM). She
founded the National Myositis Association (NMA)
in 1986, using patient lists also from NORD to
connect with others. Tina had no office experience, but
she had a gift for writing and a deep compassion for
others.

She mailed handwritten letters, treatment updates,
and research notices to members. In 1992, Vickie
Jahaske, a Tucson support group leader living with
DM, joined NMA and became Tina’s assistant.
Together, they created the first newsletter in 1993.



Newsletter No. 18

National Myositis Association Newsletter
National Support Group for Myositis

Fall Edition 1996

Tina wrote by hand, Vickie typed and designed, and a
small press printed the newsletters for free.

“We were very low-tech,” Vickie recalls. But the
newsletters were powerful. They connected patients
across the country, shared frustrations and triumphs,
and offered hope.

Tina believed that handwritten mail was more
personal than digital communication and resisted
switching to the internet. But she also recognized
the need to grow. She wanted to ensure that the
organization retained its warm, personal touch even
as it expanded.

Coming Together

By 1996, both Tina and Betty saw the value in
merging their organizations. In the Fall 1996
newsletter, Tina announced with grace the merger and
the organization’s new name:

“We've decided to throw our support to the IBMA
and blend the groups together as one. The Myositis
Association of America (MAA) is a fine organization
and has quite an impressive medical advisory board.”

The merger allowed for better coordination, reduced
duplication, and opened doors to joint research.
Medical advisors like Drs. Fred Miller, Chet Oddis,
Lauren Pachman, and Lisa Rider joined the new
organization, helping shape research priorities and
guide patients.

Dr. Miller wrote: “This allowed for the first time

the coordination of activities under one umbrella
group that would now support all forms of myositis
and made it possible to focus these energies with an
economy of scale and without unnecessary duplication
of efforts.”

World
Myositis
Qy 21 Sept

02

&

Tina reassured members with heartfelt words: “As one
strong, united group we shall be a voice to be heard
and reckoned with.”

Going Global

As the internet gained traction, MAA’s reach
expanded. Patients in Europe began translating MAA
materials and sharing them with local networks.
Research collaborations emerged in France, Sweden,
and Mexico. In The Netherlands, an IBM patient
relayed information from MAA to a network of
patients and notified staff about European IBM
research.

It became clear that MAA was no longer just a national
organization—it was international.

Under the leadership of the Board of Directors and
Executive Director Bob Goldberg, the organization
officially became The Myositis Association (TMA)
on January 1, 2003. The new name reflected its
broader mission and global reach.

A Lasting Legacy

From just 27 names shared by NORD—11 PM/DM
patients and 16 IBM patients—TMA has grown to
serve more than 13,000 members worldwide. It has
awarded nearly $9 million in research funding, hosted
international conferences, and continues to be a
lifeline for patients and families affected by myositis
around the globe.

Betty Curry passed away in 2014, and Tina Kline
died in 2021 from COVID-19. Their legacy lives on,
however, in every newly diagnosed patient who finds
answers, every researcher who receives a grant, and
every care partner who feels less alone.

What began as two small, self-published newsletters has
become a global voice for hope, education, and progress in the
fight against myositis. TMA is proud to stand together with
the international myositis advocacy community working to
drive awareness on World Myositis Day and every day.



Over the decades, TMA and its predecessor organizations have
communicated with members and stakeholders through a quarterly
magazine. Enjoy this retrospective of our publication covers!

> The OMaaéfor the Inflammatory Myopathies

Myositis Association of America, Inc.

June, 1996

A National Health Resource for Dermatomyositis, Polymyositis and Inclusion Body Myositis

USC Scientists Discover Easier Way to Diagnose IBM

A University of Southem Califoria
School of Medicine team, consisting

Ivarez, MSc, Massi
Mirabella, MD, and W. King Engel,
'MD recently revealed new technique
to facliate diagnosis of IBM

‘The presence of paired-helical
flaments (PHFs) in a patien’s muscle
biopsy is an crteria

W. King Engel, MD., and Valere Askanas,

electronmicroscopy
3 M i, U st e i reliable method for locating. PHFs in

Neurology Meeting
o Ameri

San Francisco, Califomia, March 23 -
30. Our organization (MAA) was
represented in the Exhibit Hall by
Betty Curry, Michael Curry and
Hollyn Chase. Our exhibit was woll

attending this meeting, which gave us
an opportunity to meet old friends and
greet new ones. This is an invaluable
experience for an organization our
size

Of interest to MAA were the
twelve studies presented on the
inflammatory myopathies ~ eleven on
IBM and one on PM. You will find

) abstracts of these studies in the back
Michael Curry and Hollyn e

M oxacke The USCoam ey

cially ay
ahbmlbedy SMI31, can boused to
stain PHFs in musclo tissue. IBM

the antibody can
be viewed using lightmicroscopy, and
PHFs can be clearly and reliably
identified. This
simplifies IBM diagnosis as wel as
the diagnosis of other neuromuscular
diseases presenting PHFs in their
muscle biopsy.

s

of the June issue of the M Research

Review. For those of you who have

been waiting to hear about tho NIH
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TheOMMéfor the Inflammatory Myopathies

Myositis Association of America,

Inc.

March, 1997

is, Polymyositis and Inclusion Body Myositis

From lei 10 ight: Donna Sudre E4D. statistician from JMU. Michael
Cu

MAA Project Manager. and Christina Pierce, MAA Survey Assistant,
listen to Sundre explain details of analyzing statstics drawn from the

questionnaire.

Quantum / Olsten funds balance of 1% Year
Inflammatory Myopathy Patient Survey
Heal

th Resources, now known as

isten Kimberly

QualityCare, deserves big round of spplause fo it generosity in support of

ient questionnaires to have an idea

vf‘hwbswumuﬁmmhx,&nywmwfaumuns
development—no casy task. It is a monstrous data base, with seven tables

inked together using

integrity. Aer the tables were in place, forms

referential it
were designed to ook similar o the questionnaire 5o the data processor can
‘pags through the (electronic) survey while the data is automatically stored in the
tables and forwarded to the newly opened forms.
fow weeks have been spent entering about 40 surveys o test

questionnaires,
500 questionnaires cntered by March 15, with a preliminary analysis available

bythe end of May.

‘Welcome
Jeffrey Callen, MD

Dr. Jeffrey P. Callen, Professor and
Chief of the Department of Medicine,
Division of Dermatology at the
University of Louisville, Kentucky has

been told by his peers that Dr. Callen is
one of the top three dermatologists in
the United States. We are honored that
he accepted our invitation.

‘We are especially pleased that
MAA dermatomyositis members will
have their skin-problem questions
answered by the best
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Changed forever: Senior talks about college years with myositis

Ifs been a long journey and a hard.
m o e s g coegs
‘who's spent her college years.

uling polymyosits. But she's

“can't help but think how awful it
would be 10 be 12 or 13 and have
10 go through this,”she said,

Itwas hard enough for her. One

ths
lter she was wea. in puin and war-
ried about what was wrong. "It was
almosta
relief
when I
was diag-
e 0)
Lymne
said, "
thaught I
VS OIS Jyune and Donald Duck
insane, that
itwas all in my mind. I was con-
Jfused, exhausted, completely terri-
Jied." All this hapgened in her frst
‘and second years of college. Along
with the tess came the needles: "Td
always been afiaid of them,” Lynne.
said. "I fact,  tll am - b it was
somerhing 1 just had 10 live through.”
Lynne had her EMG and biopsy while
she was on winler break during her
sophomare year.

Once diagnosed, Lywne was ireat-
ed with rednisone, sirting at 60
mg. “Boy, was [not prepared for

30 hungry, it hurt.
T

Lynne and Scort

and saw someone she didn't recog-
nize.. "My face changed completely, I
‘was covered with zits and 1 had facial
hair. 1 looked like a fat 13-year-old.

thing
o Iealdn't go out, had more
time 10 read. And I quickly learned.
who my real riends

vere.” The real

Jriends were those.
who went out of their

way 10 check on her,

12

help her. "Even today,
‘when someone opens @
boule or a can for me
without me asking L just apgreciate it
0 much.” Lynne recently wroie a
term paper about the Kinds of com-
munity support she found when strug-
ling with polymyosis.

Her boygriend amazed her:

Inthe Spotlight: Research in progress
Patients and

“There I'vas, fut and miserable, hairy
and with zits and he continued 10 tll
me [ was beautful," she said.
course, [ didn't believe him, but it was
wreat for him 10 03." He told her later
that he was confied about how 1o
help her. Otler people came out of
ST b el
appeared when she fel et
et p wih et Lynne asted,
It like they only Tiked me when I
was in rough shape.” The response of

mily members was mised: "My
o 1l s i bt
e e

augh for me. agubl o il

theyd catch a glimpe of her streich
marks (rom prednisone) and fecl
sory for what she'd been through

Lynne's much better now, alihough
there are remnanis of the discase.
She's lost most o the weight and

regained some of ke strengih. She's
enily had a

re and s sart-

ing on methorrex-

ries out espe-
cially when she
akes hot showers,

Lymne with rends Seon and Kasie and her hands are

ofien the rough
“mechanic's hands” that are typical of
lymyosits. And, she says, she's
forever changed nside. "1
compassion, more understanding,”

Conrinted on prge 2

impairmen or impairments are of such severity that he is not only unable to
dohis. vlewws wevk - c«nnel consider

experionc
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QUESTIONS &
ANSWERS FOR THE
GROUP

'SUMMER, JUNE 1995

o8, dcaton, snd vk
of substantial gainful work. ..* 42 U.S.

KARAN’S COLUMN

We are happy to report tha the National Myosts Association's
Aticles of Incorporation have been filed with the Secretary of
State of Calforia. On May 31, 1995, wo were advised by the
retary of Stato that our application for exempton from taxes
has been sentto the Franchise Tax Board for processing. We.
should have a response back within 60 days regarding the non-
proft organization staus.

We have also recently completed and filed our federal IRS 501(c)3 papers. We
‘could ot have completed this very complicated process without the help and legal
‘expertise of Chris Zopat. The NMA would fie tothank him for allof his assistance in
‘completing the much needed non-profit paperwork for our Association.

By now all of our members have received and read the medical information pack-
age regarding inflammatory myopathies that Quantum Health Resources contributed.
We would like to encourage all of you to save this package and refer back to it from
time 1o time. We belleve these medical materials wil enable you and your families to
have a better understanding of your disease. The NMA would once again like to thank.
Quantum Health Resources for their generous contribution of this medical material. If
you should need additional information or copies of this medical packet, you can
contact Quantum Health Resources directly at 1-800-477-1610 ext. 7302.

WELCOME DR. PATTEN

It the great privilege of the National Myositis
Association to announce the acceptance of our offer to.
the esteemed neurologist Bernard M. Patten, M.D.2s &
new Medical Advisory Board member. Dr. Patten, who

oally.
Patten s an Associate Professor at

‘graduated from Columbia University, College of
Physicians and Surgeons. Following an internship at

‘Cornell Medical Center, he was a resicent in neurology at
el e York, Columbia Presbyterian Medical Center before
going to New York Academy of Medicine as a Glorney-Raisbeck Fellow in Medical
Science

Dr. Patten is the author of nearly 200 original scientifc publications and abstracts,
néiy [e0aTTVCONE fio1ae ok Gtk ‘around the world regarding
‘yopathies and autoimmune disease, and has internationally available recorded
lechre and toaching fim. O, Pt has roceved numerous researc grans fo
neuromuscular research from the Muscular Dystrophy Association of America, Easter
continued on page 2
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When one child s ill
Finding support

Food choices .

Dysphagia . ...

Understanding rights,
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attracting international attention
“This is a new era of myositis. Also very important are the fel-
lowships designed to train the next
wave ofinvestigators. “There's oth-
ing el ou ther for  young invest-
Myositis Association medical pum.l at gator who may be interested in
“Annual Conference. Medical  myositisbuthas inished his or her
Advisory Board Chair Richard residency,” Dr. Barohn
Barohn, MD, University of praised the diversity of the myositis
Kansss, sid TMA made the i
right decision when TMA-
funded research

Looking ahead:

Coming in Spring OutZook
1 Myosits Center opens at

B TMA awards new round of
research grants

 Research: secking understanding

and a cure.

Also, coming soon!

1 Chats are back! Wateh for news

at wwwmyositis. org.

Ject o he goune Wit he ki o WORks i this field, | thank you.”
research we need, i’ amazing how Dr. Berobn noted that TMA does
quicidy you can go through this much  not presently suggest specific o
money.” e told myosits patients and  or research (called “dircted

estiga

avenues are pursued. “We're probahly

larg-
e agency 10 help them continue the.
research.

See Research, page 2
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Current Research of Interest | Page 5 | Researchers review 53 best practices

TMA International | Page 8 | Aworidwide effort




Fueling Discovery:
The Myositis
Association’s Research
Grants Program

Ten years ago, the treatment landscape for myositis
diseases was, let’s be honest, bleak. We had no
FDA-approved treatments for myositis, other than
Acthar® Gel (repository corticotropin injection) for
PM and DM. Few clinical trials were available to test
new treatments for this community, and those trials
failed. Today, all of that has changed thanks in part to
TMA’s Research Grants Program.

Our support of myositis basic research, early

pilot projects, and research fellowships has laid

the groundwork for larger projects that are now
bearing fruit. In 2021, a new treatment was
approved: intravenous immune globulin (IVIG) for
dermatomyositis. And hope is on the way for other
forms of myositis, with more than a dozen therapies
currently in clinical trials and more in the pipeline.

Since 2002, The Myositis Association (TMA) has been
a driving force behind groundbreaking research in

the fight against myositis. TMA has made scientific
research a cornerstone of our mission. Thanks to our
donors and partners, we have invested in innovative
studies that aim to uncover the causes, improve
diagnosis, and develop effective treatments for this
complex group of rare muscle diseases.

One of the most significant components of TMA’s
research program is our fellowship program, which
supports eatly-career investigators as they begin
their journey into myositis research. The results
speak for themselves:

151 87% of TMA-funded fellows are still actively
working in the field of myositis.

51 26% have become leaders in the myositis
research community, contributing to major
discoveries, clinical advancements, and
international collaborations.

These fellowships not only fuel individual careers
but also help build a robust pipeline of dedicated
researchers committed to improving the lives of
people living with myositis.

Just turn the page and take a look at our successes.

By the way, if you'd like to contribute to TMA’s
research success, you can do so here.

MYOSITIS CLINICAL STUDY

With innovation comes the hope of next-generation
autoimmune disease treatments.

H The Ntrust-2 study is evaluating the safety and activity of an investigational

cell therapy, called NKXO19, that is designed to target the root of myositis and

\_j . other autoimmune diseases.

You may be eligible to participate in the Ntrust-2 study if:
* You are 18 to 65 years old.
* You have been diagnosed with myositis, systemic

» sclerosis, or vasculitis.

* Prior autoimmune disease treatments have not worked

well for you.

You will also need to meet additional requirements.
The study team will review these with you.

Costs for travel, lodging, and meals
will be covered when you go to the
study clinic. Compensation for study

participation may also be available.

To learn more, visit The Ntrust-2 Study for Autoimmune Diseases.

\Ntrust-2
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TMA's Research Grants Program:

Investing in Research Since 2002

At The Myositis Association, our vision is a world without myositis. We know
the only way to achieve this lofty goal is through scientific research. That's
why investing in innovative research is at the heart of our mission.

Overview .3 . =

Every year since 2002, TMA's research grants have provided financial
support to qualified investigators and clinicians for basic,
translational, and clinical research. Our goal is to advance our
understanding of the underlying causes and pathophysiology, means
of prevention, early detection, accurate diagnosis, effective
treatments, ways to improve quality of life, and methods for curing
myositis and related diseases and complications.

Over the last twenty-plus years, TMA has invested nearly $10
million in 68 projects that span the spectrum of myositis diseases
and specialties.

32 % of TMA grants have supported early career training
Mentor Dr. Ingrid Lundberg and her
fellow Dr. Begum Horulouglu

43 % of TMA grants have supported non-US investigators

$1 2 0 k average dollar amount of a TMA grant award

22 number of Fellowship Grants TMA has provided over the years | ﬁ

Dr. Takayuki Kishi and mentor Dr. Lisa
Rider presents

Career Achievements by TMA Grantees

Recipients of TMA's fellowships and grants are now distinguished
myositis experts serving as:

» TMA Medical Advisory Board members

+ Founder and head of the International Myositis Society (iMyoS)
« University professors

- Medical center department heads l]

- Research scientists at research institutes Z .
. . Dr. Jerome Coudert and Dr. Merrilee
- Members of myositis consortia and study groups Needham

myositis.org
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"TMA’s award allowed me to continue to focus on research in
myositis-ILD. Had it not been for this award, | would no longer be

conducting research in patients with myositis. | am proud of
what | built here at Penn, and | am excited to continue to
work with patients with myositis with the goal of better
understanding this disease to improve and save lives.”

- Cheilonda Johnson, MD, MHS, pulmonologist and TMA pilot grant recipient

2002 - 2025

Number of Projects by Disease Type*

O

IBM: 26
DM: 24
JM: 16
PM: 15
IIM: 08
ILD: 04
NM: 01

Projects by disease type

Dr. Thomas Lloyd’s project “Human skeletal muscle xenografts
to model inclusion body myositis (IBM)" successfully
developed a mouse model to test therapeutic pathways in
IBM. This project has had a significant impact on
understanding disease mechanisms and identifying potential
therapeutic targets for this complex disease.

* Some projects included more than one form of myositis.

2002 - 2025

Number of Projects by Investigator

Specialty

‘\W

g

Neurology: 21
Rheumatology: 17
Pediatric: 09
Immunology: 06
Neuroscience: 04
Genetics: 03
Pulmonology: 03
PT/0T/Rehab: 02
Biostatistics: 01
Dermatology: 01

Investigator specialty

As a pediatrician, Dr. Takayuki Kishi's fellowship project
"Responses to treatment in the juvenile idiopathic
inflammatory myopathies” revealed significant correlations
between endothelial markers and clinical assessments of
disease activity in juvenile myositis (UM), including muscle and
cutaneous involvement. These findings provide valuable
insights into the pathogenesis of JM, improving management
and treatment.

2002 - 2025

Non-US Investigators

7™\
g

€

Support TMA research at myositis.org/donate

® Sweden: 07
® UK: 06
Germany: 03

® Japan: 02
Korea: 01
® Peru: 01

@ [taly: 03

® Australia: 02
® Canada: 02
® Spain:02

Non-US investigators

In the UK, Dr. Sarah Tansley’s project "Inter-center variation in
myositis specific autoantibody (MSA) testing" aims to improve
reliability of MSA testing. This will close an important gap in
the myositis diagnostic journey, reducing or eliminating
erroneous results due to poor testing procedures.
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Living in the Present
By Kristin Hicks

Kristin Hicks’s
husband, Troy, lives
with inclusion body
myositis. Thank you
to Kristin for sharing
this snippet of life
with myositis.

What was you or
your loved one’s
first myositis
symptom?

My husband, Troy,
noticed something was not right when he started
having trouble getting up off of the floor and climbing
stairs. There was also a physical difference in the
appearance of his thighs.

Kristin and Troy Hicks

How long did it take to receive an accurate
diagnosis?

He was first diagnosed with polymyositis in October
of 2017. This diagnosis came pretty quickly after
seeking medical help for his symptoms. After

several unsuccessful attempts to treat symptoms of
polymyositis, we decided to try to get an appointment
at the Mayo Clinic. Within minutes of seeing a doctor
there, he was given the news that he probably had
IBM. With confirmation through a muscle biopsy, he
was diagnosed with IBM in June of 2022.

How has myositis affected your life?

Troy’s IBM has affected his life in so many ways!
While we are lucky that he can still walk and do
things independently, it has definitely taken a toll.
He is sore every day. He has always been very athletic
and cannot be physically active like he used to be.

We find ourselves having to take note when we go
places: Are there stairs? Is there an elevator? How
much walking is involved? Do we need to get tickets in
the handicapped section? Basically, we can’t do some
things that we used to do together, and we always
have to be aware of limitations when we make plans.

One thing that Troy hates most of all is that he
has missed out on being able to do things with our

Page 14
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youngest son. This disease not only affects
physical health, but it also affects mental and
emotional health as well.

What is one thing you wish every medical
student knew about myositis, before they
entered practice as a physician?

I wish that every medical student was informed
about all the different types of myositis and at least
had some kind of training in diagnosing them. I have
heard about some cases where the patient didn’t get

a proper diagnosis for months or years! One of Troy’s
doctors stated that he remembers hearing about
myositis during medical school, but the time spent on
it was very brief.

I also think it is important for doctors to realize when
something is beyond their field of understanding so
they can send patients along to someone else who can
help them when needed.

How has TMA been helpful to you and your
family?

My husband and I have attended the past three
TMA conferences, including this year’s MyoCon in
Dallas. These conferences are so helpful! We learn,
get new ideas, and see that we are not alone in facing
this disease.

Troy also attends TMA's Men Managing Myositis and
Military Veterans with Myositis virtual affinity group
meetings. Those calls provide a platform to be able to

communicate and share experiences with people who
have the same disease.

Describe how you have advocated for the
myositis community, and for all those on a rare
medical journey.

I've hosted a fundraiser for TMA for the past two
summers. [ am a Pampered Chef consultant, and every
year the company offers double funds on fundraising
parties during the summer. I decided to run a
fundraising party for TMA, and 30% of all sales (along
with my commission) were donated to TMA. This was
such a success! I'm glad I am able to help out like this.

[ think it’s important to raise awareness about this
disease and the people living with it. And I think it’s
important to support research to help find ways to
treat and eventually cure it!



What is your most useful hint, hack, or tip for
navigating daily life with myositis? Do you have
a specific self-care practice or resource that you
recommend to others?

Troy’s advice is to slow down and listen to your body.
It will let you know what you can and cannot do. He
believes that working out on a daily basis with light to
moderate weight is so important in maintaining good
muscle. He recently has incorporated water aerobics
and swimming, which have allowed him to exercise
at a higher intensity due to minimizing impact and
muscle soreness.

Troy has also recently found an ankle-foot orthosis (a
brace that supports the ankle and foot for people with
mobility issues) that works really well for him. It is
lightweight, less “clunky,” and a lot more comfortable

Did You Know...

Model, actor, and author Fabio is a myositis advocate?

Born in 1959 in Italy and discovered as a teenager by a photographer while
he was lifting weights in a Milan gym, Fabio Lanzoni became a men’s
fashion model for luxury fashion brands like Versace and Armani at the
age of 14. When he moved to America in his 20s, a job as the cover model
for a romance novel established him as the face of choice for hundreds

than his previous one. I am glad that he is finally
wearing one consistently.

What words of encouragement do you want to
share with others on a journey with myositis?

For my own mental and emotional health, I want

to live in the present, tackle the problems we are
faced with right now, and not worry about what the
future might hold. I've always been an optimist, so
maybe there will be treatment or a cure before Troy’s
symptoms get really bad!

You can help TMA raise funds too through our third-party

campaigns. See samples of campaigns. Start your
own campaign.

Donate directly to TMA

of romantic sagas that followed. At the height of his popularity—he was

so famous he went by his first name only—he also made films and was

featured in ad campaigns. Fabio often poked fun at himself as a romantic icon and played a long-running
part in a series of ads for a butter substitute where he parodied his image with irony and good humor.

Fabio sought out TMA because a family friend had inclusion body myositis. As he observed his friend’s
challenges, especially with swallowing and mobility, Fabio volunteered to bring public attention to

the disease in interviews and public appearances. One fundraiser in Florida highlighted his love of
motorcycles, and some lucky TMA members won a dinner with him in 2011. He also recorded a short
video used to promote TMA’s case to legislators and the public.

facebook.com/myositis

Keep in touch with TMA!

youtube.com/@
MyositisAssociation

o

linkedin.com/company/
the-myositis-association

000

instagram.com/themyositisassociation ® x.com/themyositisassc
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https://youtu.be/JtUoFYQz2Ic
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A Healthy Gutis a
Happy Gut

By Dorothy Vetrano

Your gut doesn’t just affect digestion. It plays a major
role in immunity, mood regulation, and even skin

health! Before being diagnosed with an autoimmune
disease, I never gave much thought to gut health. But
everything changed when I started paying attention.

As challenging as it can be to shift habits, I discovered
that taking care of your gut isn’t as hard as it seems.
With a little self-discipline—and invaluable guidance
from my doctors and nutritionist—I've been able to
eliminate two medications and gain a real sense of
control over my health.

Here are some tips that have helped me keep my
gut happy:

1. Stay hydrated - Drinking plenty of water helps
support digestion and nutrient absorption and
promotes regular bowel movements. Ilike to add fresh
lemon or mint to my water. Not only does it make it
more enjoyable to drink, but both ingredients can help
soothe and support digestion.

Page 16
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2. Eat a range of healthier foods - A mixture of
fruits, vegetables, whole grains, and lean proteins
helps feed good bacteria in your gut. Some of my
favorite foods are:

¥ Overnight Oats - They're quick, nutritious,
and incredibly versatile. You can find endless
variations online, but I like to keep mine
simple and packed with gut-friendly
ingredients. I typically include plain Greek
yogurt or powdered peanut butter, ground
flaxseed, and fresh blueberries or raspberries.
Since I'm already adding fruit, I skip the
honey or added sugar. The natural sweetness
from the berries is more than enough!

¥ Mixed Green Salads — Salads are one of my
favorite ways to pack in fiber, antioxidants,
and lean protein. I love mixing it up with
colorful, flavorful ingredients that fuel my
body. Some of my go-to combo’s are red onions,
cherry tomatoes, red/yellow peppers, olives, and
lean protein (salmon, lean ground turkey, or
shredded white chicken). My low-fat dressing
mixes olive oil and balsamic vinegar with spices
like minced garlic, pepper, or turmeric.

3. Include probiotic foods - Yogurt, cottage cheese,
and sourdough bread are great sources.

4. Listen to your gut’s signals — Be mindful of
how your body responds to different foods that
may upset your stomach, cause bloating, or trigger
inflammation and adjust as needed. Keeping a log
or diary of foods that work and foods to avoid can
help you stay on track.

5. Cut back on processed sweets — I'll be honest,
this one has been the hardest for me. I love chocolate,
cookies, desserts, and fresh bread. But over time, I
learned that highly processed foods, refined sugar,
and artificial sweeteners can disrupt the gut and lead
to inflammation or digestive issues. So, little by little,
I began phasing these treats out of my daily routine.
The biggest change? I stopped keeping them in the
house. Now, I only indulge occasionally when dining
out or celebrating something special.



That said, I do keep a bar of dark chocolate (78% cocoa
or higher) at home for an occasional afternoon treat.
It satisfies my sweet tooth without wrecking my gut
health. Plus, dark chocolate in moderation may even
support a healthy gut.

6. Avoid caffeine and alcohol whenever possible.

7. Get physical activity daily - Staying active for
30 minutes a day, whether it’s walking, running,
cycling, yoga, swimming, or light exercise can support
digestion and reduce stress.

8. Pay attention to posture — Good posture is a

key player in your digestive health and something I
struggle with daily. When we slouch or hunch over, we
compress the organs in our abdomen which can slow
down digestion, cause bloating, and even contribute
to acid reflux. Over time, poor posture can interfere
with the gut’s ability to move food through efficiently.
Sitting or standing upright helps with better gut life
ensuring proper blood flow to your digestive organs.

9. Manage stress — Stress can negatively affect
your gut health so it’s important to practice stress-
reducing techniques daily. Breathing exercises,
reading scripture, journaling, yoga, and walking my
dogs have been helpful to me.

10. Get enough sleep - Rest is key to gut repair
and immune balance. Aim for 7-9 hours of sleep
each night. Preparing for a good night’s sleep is just
as important. About 30 minutes before bed, turn
off digital devices. Try reading a light book, gentle
stretching, or calming yoga to prepare your body
for rest.

True wellness doesn’t come from perfection or quick
fixes, but from consistency, intention, and grace
with ourselves. The idea that gut health is a journey,
not a destination, is such an empowering reminder
because it allows space for growth, setbacks, and
self-compassion. Be consistent, stay kind to yourself,

and trust the process. Healing happens over time, so
embrace the journey.

Note: Before making changes to your diet, starting
new supplements, or even drinking certain herbal
teas, it’s important to consult your medical team.
Even natural remedies can interact with medications
or underlying conditions. Partnering with your
healthcare provider ensures your gut health journey is
safe, personalized, and effective.

Dorothy Vetrano considers herself to be a DM newbie and
grateful that she’s doing pretty well overall. She lives in
Houston, TX with her loving and supportive hushand and
two four-legged babies. She’s a teacher of students with
visual impairments who has worked with the visually
impaired for the past 32 years.
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and Physical Therapy.
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https://www.youtube.com/playlist?list=PLC7vBNLVigcCePOWoGjd5eaXQjn2Q1a1J
https://www.youtube.com/playlist?list=PLC7vBNLVigcCePOWoGjd5eaXQjn2Q1a1J
http://youtube.com/@MyositisAssociation

Searching for an
FDA-approved treatment
option for DERMATOMYOSITIS
or POLYMYOSITIS?

Visit
dmpmnow.com

Mallinckrodt
n a I n C ro Mallinckrodt, the “M" brand mark and the Mallinckrodt

[ h ticals | trad ks of a Mallinckrodt
Pharmaceuticals Gt e
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