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May is on its Way!!

Myositis Awareness Month is right around the corner, and you won’t want to miss this
chance to spread the word about this rare disease and what it means to you. And TMA
is here to help you do just that. 

Check out the great lineup of educational webinars TMA is offering. 

MAM EVENTS

Our Myositis Awareness Toolkit will soon be available to help you wage your own
awareness campaign. You’ll find advice on how to get your local officials to make a
proclamation of Myositis Awareness Month, how to get the word out on social media,
and so much more. 

So get ready to tell the world about myositis and what it means to you! TMA is here
to help you spread the word!

LEARN MORE

https://www.myositis.org/
https://www.myositis.org/myositis-library/myositis-awareness-month/
https://www.myositis.org/myositis-library/myositis-awareness-month/
https://www.myositis.org/myositis-library/myositis-awareness-month/
https://www.myositis.org/myositis-library/annual-patient-conference/
https://us02web.zoom.us/meeting/register/tZYqdeiqqTIsGdz4dsX2WHPMKJ3-dNr-G4BA#/registration
https://us02web.zoom.us/meeting/register/tZUlceCoqTIjGtFZuSPKcUvoTg97uaFL1umK#/registration
https://us02web.zoom.us/webinar/register/WN_eFT-TJGmRAqOWqp3FTd1IA
https://us02web.zoom.us/webinar/register/WN_B9JtPgA2QVuYxNPbI6hJ1g#/registration
https://us02web.zoom.us/meeting/register/tZwuduyvqz4pEtIqImIBaRa8ourzIqJaF0A2#/registration
https://us02web.zoom.us/webinar/register/WN_q4V2hMpvRxiCT0iLXEwE_g
https://www.givingchallenge.org/organizations/themyositisassociation
https://gcom.imyos.org/
https://us02web.zoom.us/webinar/register/WN_y6O4rJq2RqCZnAW2fAfSCA?fbclid=IwAR1mke5aW1vBlTFGmdA88v9LEZ-U4gnrGpNwiOFWCBetR6EG5BAepcUf9Ws_aem_AcQiPApa-sMlPNs4548-JJu6ki5fmbi6t3zljWdhz3fsrJxvirAlwh3dkUoOMH9wOD0fo_pPBINs6Vd-LgHSkc_m#/registration
https://www.myositis.org/patient-support/find-doctor/
https://www.valorstudy.com
https://www.curejm.org/emotional-and-mental-health-getting-help/
https://us02web.zoom.us/meeting/register/tZEpduutrjIoG9NontPPbwm4nofpmNRZM_RX
https://us02web.zoom.us/meeting/register/tZAqceCspzMpGtTLY84AVxFBxj3UikxAHm_O
https://us02web.zoom.us/meeting/register/tZYqc-GsrTksGt3aRRRGipKTWPzy7-n18ME4
https://us02web.zoom.us/meeting/register/tZ0tceiurTktHdeCEWaRn47puBa_lheEXlKk#/registration
https://us02web.zoom.us/meeting/register/tZUrf-6hqDMjEtW5ZdBV4gM4DI7ELYDARp2y
https://us06web.zoom.us/meeting/register/tZItceiurjkuHtKWAxCsms6EtTZ65P-m4NiZ
https://us02web.zoom.us/meeting/register/tZwuc-ugqT0uH9eg4G3WjxGOC2jccy7kV4wj
https://us02web.zoom.us/meeting/register/tZAkdeqvpjsvGdGjz9LVy2hVv-tTd20iBPoA
https://us02web.zoom.us/meeting/register/tZwuduyvqz4pEtIqImIBaRa8ourzIqJaF0A2
https://www.myositis.org/


Sign up now for TMA’s 2024
International Annual Patient Conference
This year’s conference promises to be better than ever!

 
This premier event brings together members of the myositis community for a truly
life-changing experience of learning and sharing! We’ll have a full slate of
educational programming, some pre-event virtual sessions, and even some field trips!
Check out the tentative agenda today!
 

Plan now to meet us in Baltimore!
TMA’s 2024 International Annual Patient Conference takes place
​on September 6-8, 2024 at the Hilton Baltimore Inner Harbor!

REGISTER TODAY

Fall Prevention and Safety hosted by
TMA MD, DE, DC, and Northern VA Support Group

https://www.myositis.org/myositis-library/annual-patient-conference/agenda
https://www.myositis.org/myositis-library/annual-patient-conference/


April 6, 2024 at 1 PM ET | 10 AM PT

TMA MD, DE, DC, and Northern Virginia Support Group is pleased to host guest
speaker Rachel Seltzer to talk about fall prevention and safety. Rachel is passionate
about working with older adults and their families to help them age in place
successfully. She enjoys helping them create a customized plan so they can continue
to live independently in their homes.
 
Recognized as an aging-in-place leader, built on her 25+ years of experience as an
occupational therapist, Rachel’s clinical background includes a wide variety of
practice areas across the medical and rehabilitation fields, including acute and sub-
acute care, and skilled rehabilitation, cardiac, orthopedic, and neurological
disorders.

Rachel is a certified aging-in-place specialist with the National Association of Home
Builders and a senior safety specialist with Age Safe America. In addition, she
received an executive certificate in home modification from the University of
Southern California Leonard Davis School of Gerontology and is a certified fall
prevention specialist.

REGISTER & ASK A QUESTION

2024 Regional Conference for Myositis Patients
April 6 10 AM - 2 PM ET | 7 AM - 1 AM PT

University of Kansas Medical Center and TMA host the 2024 Regional Conference for
Myositis Patients. This virtual, half-day conference features sessions covering cancer
in myositis, speech and swallowing issues, pulmonary and rheumatologic
complications, physiotherapy treatment and exercise, as well as break-out rooms by
diagnosis for research updates and physical therapy considerations.

https://us02web.zoom.us/meeting/register/tZYqdeiqqTIsGdz4dsX2WHPMKJ3-dNr-G4BA#/registration


This event is no cost to the myositis community. Registration closes on April 4.

REGISTER & ASK A QUESTION

Ask The Doc - Dermatology with Victoria Werth, MD 
April 9, 2024 at 6 PM ET | 3 PM PT

Do you have a burning question about dermatomyositis that cannot wait for your next
appointment or are you curious what a global expert in DM has to say about illness?
Please bring your questions to this Ask the Doc webinar featuring Dr. Victoria Werth. 

Victoria Werth, MD is professor of dermatology and medicine at the University of
Pennsylvania School of Medicine and chief of the division of dermatology at the
Philadelphia Veterans Administration Hospital. She has a longstanding interest in
clinical and translational research pertaining to cutaneous dermatomyositis. Dr.
Werth is a member of TMA’s Medical Advisory Board.

REGISTER & ASK A QUESTION

https://us02web.zoom.us/meeting/register/tZUlceCoqTIjGtFZuSPKcUvoTg97uaFL1umK#/registration
https://us02web.zoom.us/webinar/register/WN_eFT-TJGmRAqOWqp3FTd1IA


TMA’s Meet & Greet Leadership Series
April 11, 2024, 4-5 PM ET | 1-2 PM PT

TMA leaders want to connect with you! Our new Meet & Greet series continues with
the chair of TMA’s Medical Advisory Board (MAB), Dr. Namita Goyal, joining board
chair, Laurie Boyer, and executive director, Paula Eichenbrenner. During this
informal gathering, we will share information about the TMA research program and
ask for feedback from the community. Learn more about the myositis medical
experts that make up our MAB, and how this distinguished group supports TMA’s
efforts.
 
Looking for a time to ask questions about your own myositis journey? Bring your “Ask
the Doc” questions to our April 9 Ask the Doc with dermatologist Dr. Victoria Werth.

Namita Goyal, MD is a Professor of Neurology at the University of California, Irvine
and co-director of the Neuromuscular Center at UC Irvine. She is a lead site
investigator in several myositis clinical trials and serves as Chair of TMA’s Medical
Advisory Board.

REGISTER & ASK A QUESTION

https://us02web.zoom.us/webinar/register/WN_B9JtPgA2QVuYxNPbI6hJ1g#/registration


A Research Study
Incontinence and IBM hosted by

TMA Women with IBM Affinity Group 
April 16, 2024 at 7 PM ET | 4 PM PT

Is there a prevalence between incontinence and IBM? Join TMA's Women with IBM
Affinity Group to hear about the recent findings from researcher Dr. Genevieve
Simkovics and Kerry Maclaurin, the patient who initiated this project, from Fiona
Stanley Hospital’s Department of Neurology in Murdoch, Australia. This presentation
will show their findings on whether or not incontinence is prevalent in IBM.

We hope you can join us !

REGISTER & ASK A QUESTION

https://us02web.zoom.us/meeting/register/tZwuduyvqz4pEtIqImIBaRa8ourzIqJaF0A2#/registration


Myositis Awareness Month Kickoff Webinar
May 1, 2024 at  4-4:30 PM ET | 1-1:30 PM PT

Join the staff of TMA as they kick off a full month of activities to raise awareness for
myositis in the month of May! Receive information on how to observe Myositis
Awareness Month with your family, friends, and community! And start the month off
with a bang!

REGISTER & ASK A QUESTION

TMA’s New Jersey Myositis Support
Group is Reactivating! 

You may have seen Colleen Layton on TMA webinars or
at our Annual Patient Conference. She is a retired
nurse who was diagnosed with necrotizing myopathy
ten years ago. Colleen is a member of the TMA Patient
and Family Advisory Council. She and her husband have
two sons and live in New Jersey.

​Despite her disease, Colleen still engages in her hobby
of horse racing and is excited to share how she
adapted her hobby to her illness! A resident of New
Jersey, she is eager to take on leadership of the group,
which plans to meet quarterly virtually. The first
meeting will be April 8 6:30 PM ET.

REGISTER TODAY

Thanks to Colleen
for volunteering to

serve those living with
myositis in

New Jersey!

https://us02web.zoom.us/webinar/register/WN_q4V2hMpvRxiCT0iLXEwE_g
https://us02web.zoom.us/meeting/register/tZAldOChpjktH9YG9cwX4NLM77Aw-MduxhfZ


2024 Giving Challenge

TMA has a wonderful opportunity to be part of the  Giving Challenge, a special day of
giving hosted by the Community Foundation of Sarasota County. Donations made
during a 24-hour period will be matched dollar for dollar by The Patterson
Foundation, so every gift TMA gets through the Giving Challenge will be doubled! (up
to $100 per donor) Some of the proceeds will go to support our Southwest Florida KIT,
which supports hundreds of myositis patients and has brought this amazing local
opportunity to TMA.

From noon on April 9 to noon on April 10, Eastern Time, please visit
GivingChallenge.org and make a donation to TMA.

Your generous gift will be multiplied to help TMA provide information, support,
advocacy, connectivity, and research to support those affected by myositis. Please
tell your friends to join us in making a significant impact!

LEARN MORE

Spotlight on Giving 

Did you know you can create your own fundraising campaign right from our website?

Dozens of members of our community have offered their relatives, friends, neighbors,
coworkers, and others the chance to support the cause that’s close to their heart.
TMA wants to thank these incredible folks and call out the great work they’re doing
in support of our mission.

We are so grateful to TMA member Carol Jones, who was diagnosed with
dermatomyositis in October and started her fundraiser in January hoping to raise
$500. With the help of her amazing friends and family, she more than doubled that
goal, bringing in $1,075.

https://www.givingchallenge.org/organizations/themyositisassociation
https://www.givingchallenge.org/organizations/themyositisassociation


Thank you, Carol, for your passion and commitment to the myositis community
and cause!

START YOUR OWN FUNDRAISER

Global Conference on Myositis 2024

TMA participated in the 5th biannual Global Conference on Myositis (GCOM) in
Pittsburgh, Pennsylvania on March 13-16. TMA is proud of the role we played in
bringing the patient’s voice to this international scientific meeting that brought
together the world’s leading researchers and clinicians from all the different myositis
specialties to share in the science of myositis diseases.

Read about TMA’s GCOM successes.

Read the first-person reflections of a TMA leader.

https://www.myositis.org/get-involved/fundraise/fundraising-campaigns/
https://www.myositis.org/blog/tma-leads-the-way-at-gcom-2024/
https://www.myositis.org/blog/reflections-on-gcom/


 



Finding a healthcare
practitioner who knows how
to care for someone with
myositis is often a
challenge.

While we can’t guarantee
you’ll find an elite
physician, TMA’s Find a
Doctor tool can at least
provide options. 

We’ve worked with our
partners at MediFind to
update providers and make
finding the best care more
accessible. Check out our
suggestions for using the
tool here.

Minding Your Mental Health

Those who care for a person living with a
chronic, debilitating disease like myositis are
especially susceptible to caregiver stress
syndrome.

This is a condition that comes with physical,
mental, and emotional exhaustion, typically
because the care partner neglects their own
physical and emotional health as they focus
on caring for their loved one.

During Stress Awareness Month, we offer this
recording of a TMA empowerment clinic
originally broadcast in October 2023. Learn
how to recover from and prevent caregiver
stress syndrome, recognize signs and
symptoms, and develop a plan that is more
than self-care. 

We are pleased to share that the presenter,
Natasha D’Arcelangelo, QS, LMHC, NCC,
CCTP, CCFP will be returning to visit with
care partners during the May TMA Care
Partner Affinity Group meeting on May 18.
Get to know her beforehand by viewing this
webinar!

WATCH NOW

TMA’s YouTube channel has been
updated with links to all the most
recent myositis webinars. Check out
one of our playlists to learn more
about myositis and available
resources. Each month’s webinars are
published on the first of the following
month.

https://www.myositis.org/patient-support/find-doctor/
https://www.myositis.org/patient-support/find-doctor/
https://www.myositis.org/blog/tmas-find-a-doctor-tool-just-got-better/
https://www.youtube.com/watch?v=4KBOTec3w0Q&t=62s
https://www.youtube.com/MyositisAssociation


 
 

AFFINITY GROUP MEETINGS

TMA encourages members to attend as many meetings as fit your support needs. In
addition to our geographically based support groups, TMA offers nine different
affinity groups with members from all across the nation (and sometimes the world!). 

TMA’s affinity groups bring together members who share a commonality in addition to
a connection to myositis. These groups provide a safe space that allows people to
feel supported and respected. This is especially important for people of color,
members of the LGBTQIA+ community, and other marginalized groups.

We invite you to learn more about TMA’s affinity groups and how they are successful
in engaging our community of patients, care partners, family, friends, healthcare
providers, and industry partners!

LEARN MORE

https://www.myositis.org/patient-support/support-groups/tmas-affinity-groups/
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Connect with us!

        

 

https://us02web.zoom.us/meeting/register/tZEpduutrjIoG9NontPPbwm4nofpmNRZM_RX
https://us02web.zoom.us/meeting/register/tZAqceCspzMpGtTLY84AVxFBxj3UikxAHm_O
https://us02web.zoom.us/meeting/register/tZYqc-GsrTksGt3aRRRGipKTWPzy7-n18ME4
https://us02web.zoom.us/meeting/register/tZ0tceiurTktHdeCEWaRn47puBa_lheEXlKk#/registration
https://us02web.zoom.us/meeting/register/tZUrf-6hqDMjEtW5ZdBV4gM4DI7ELYDARp2y
https://us06web.zoom.us/meeting/register/tZItceiurjkuHtKWAxCsms6EtTZ65P-m4NiZ
https://us02web.zoom.us/meeting/register/tZwuc-ugqT0uH9eg4G3WjxGOC2jccy7kV4wj
https://us02web.zoom.us/meeting/register/tZAkdeqvpjsvGdGjz9LVy2hVv-tTd20iBPoA
https://us02web.zoom.us/meeting/register/tZwuduyvqz4pEtIqImIBaRa8ourzIqJaF0A2
https://www.facebook.com/Myositis/
https://twitter.com/themyositisassc
https://www.instagram.com/themyositisassociation/
https://www.linkedin.com/company/the-myositis-association/
https://www.youtube.com/@MyositisAssociation
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