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THE MYOSITIS ASSOCIATION

MYONews & Updates

Upcoming Events

Please check our calendar for our
regional support group offerings and
more coming this month!

Oct. 1 - TMA Nationwide Support
Group Meeting

Oct. 13 - Ask the Doc Series EN
ESPANOL

Oct. 20 - Ask the Doc Rheumatology

Oct. 27 - Empowerment Clinic TMA's

Support and Affinity Group Program

FUN FIT FLEX

October 2022 | Issue Ten

ASK THE DOC
SERIES

z% Thursday October 13, 2022
6:00 - 7:00 pm EST

Dr. Huapaya received his Doctor of Medicine degree from Universidad Peruana
Cayetano Heredia in Peru. He joined the Interstitial Lung Disease Research

group at Johns Hopkins Hospital in 2015. He is currently working in the Critical
Care Department at the National Institutes of Health and continues
collaborating with the ILD Research group at Johns Hopkins Hospital.

In honor of National Hispanic Heritage Month,
TMA is delighted to offer an Ask The Doc series
webinar completely in Spanish.

Dr. Julio Huapaya received his Doctor of
Medicine degree from Universidad Peruana
Cayetano Heredia in Peru. He joined the
Interstitial Lung Disease Research group at
Johns Hopkins Hospital in 2015. Dr. Huapaya
has completed residency training in Internal
Medicine at Georgetown University Hospital
and Fellowship in Pulmonary Medicine at the
University of Maryland. He is currently
working in the Critical Care Department at the
National Institutes of Health and continues
collaborating with the ILD Research group at
Johns Hopkins Hospital.



https://www.myositis.org/calendar/
https://anchor.fm/the-myositis-association
https://anchor.fm/the-myositis-association
https://us06web.zoom.us/meeting/register/tZMrduyspjgoGNe7jFK5GBlvPf0fLb30krnb
https://us02web.zoom.us/webinar/register/WN_Y84muKR_Sf2gyUrym30iwA
https://us02web.zoom.us/webinar/register/WN_nnR_pOLgR1i0iXR1GVkK5A
https://us02web.zoom.us/webinar/register/WN_uGmyvFNySTqTI-aCqWkKCQ
https://www.funfitflex.org/about-1-3
https://www.funfitflex.org/about
https://us02web.zoom.us/meeting/register/tZMpc-6gqTosHdI9F0ycYbwj-Pus251CMvGe
https://us06web.zoom.us/meeting/register/tZItceiurjkuHtKWAxCsms6EtTZ65P-m4NiZ
https://us02web.zoom.us/meeting/register/tZUrc--pqD4tE9bGGk7tLlegmBmg84nflq27
https://us02web.zoom.us/meeting/register/tZAldeGsrDwsGtb8gvh5H-ykYzKZhf4pYSLj
https://us02web.zoom.us/meeting/register/tZEpduutrjIoG9NontPPbwm4nofpmNRZM_RX
https://us02web.zoom.us/webinar/register/WN_GLblXFN0Q7-K2OMutqMFBQ
https://secure.givelively.org/donate/myositis-association-of-america-inc/tma-s-fun-fit-flex-orlando
https://secure.givelively.org/donate/myositis-association-of-america-inc/tma-s-fun-fit-flex-chicago
https://secure.givelively.org/donate/myositis-association-of-america-inc/tma-s-fun-fit-flex-greater-houston
https://www.funfitflex.org/

Please check out TMA's brand new
Find A Doctor tool (through a new
partnership with MediFind)! If you
are looking for a clinician or specialist
with documented experience
treating the different types of
myositis (or to add to your current
care team), this could be a great
place to start! We are working out
some things in the partnership to
better feature some of the docs
known to TMA, but we are so excited
about the availability of this new
feature for our patients! If you have
any trouble navigating, please reach
out to us at tma@ myositis.org.

FIND A DOCTOR

REGISTER FOR ASK THE DOC EN

ESPANOL

TMA Fundraising Corner

The Myositis Association depends on
the generous support of people like
you to continue its mission.

A great way to help support The
Myositis Association is by creating
your own Personal Fundraising
Campaign.

Donations from personal fundraising
campaigns allow us to continue
expanding and improving the
programs and services we offer those
battling myositis.

Click Here to Start A

Campaign

{

THE MYOSITIS ASSOCIATION'S

ASK THE DOC

Thursday October 20, 2022
6:00 - 7:00 pm EST

Dr. Saketkoo, a member of the medical advisory board for TMA, is a trained in
pediatrics, internal medicine and rheumatology. She is director and founder of New
Orleans Scleroderma and Sarcoidosis Patient Care and Research Center. She is a
clinical researcher in multi-organ system diseases (such as myositis, scleroderma and
sarcoidosis) and has a strong focus on muscle and cardiopulmonary manifestations.

Dr. Lesley Saketkoo, a member of the medical
advisory board for TMA, is trained in
pediatrics, internal medicine and
rheumatology. She is director and founder of
New Orleans Scleroderma and Sarcoidosis
Patient Care and Research Center. She is a
clinical researcher in multi-organ system
diseases (such as myositis, scleroderma and
sarcoidosis) and has a strong focus on muscle
and cardiopulmonary manifestations. Her
research focuses on disease modifying effects
of exercise, clinical trial design, identifying
patients' priorities, and developing research
tools with patients (of which one being used in
myositis clinical trials is the Mawdsley
Calcinosis Questionnaire) including targeting
self-management strategies with yoga, dance
and singing for lung health rehabilitation as
well as mindfulness practices. She is co-
director/co-founder of UMC Comprehensive
Pulmonary Hypertension Center and Interstitial
Lung Disease Clinic Programs a collaboration
between Louisiana State University and Tulane
University Schools of Medicine. In 2018, she
was honored with Doctor of the Year from the
Scleroderma Foundation.


mailto:tma@myositis.org
https://www.myositis.org/patient-support/find-doctor/
https://www.myositis.org/get-involved/fundraise/start-campaign/
https://us02web.zoom.us/webinar/register/WN_Y84muKR_Sf2gyUrym30iwA
mailto:rachel@myositis.org

Community Tip

Make grabbing items easier easier
with a pair of 17 inch tongs. Shop
around for what suits you best! Here
is an option with 4.5 stars.

CLICK HERE FOR MORE
PRODUCT INFORMATION

REGISTER FOR ASK THE DOC

MDA Advocacy

Virtual Summit
and Hill Day

Wednesday & Thursday
September 28th & 29th 2022

TMA is pleased to announce its
participation in the Virtual Summit
and Hill Day organized by the
Muscular Dystrophy Association.
Advocates met with legislators to
discuss improving air travel for
people living with a disability,
increasing access to genetic
counseling services, and ensuring all
critical reforms and innovations
within the House and Senate user fee
bills are passed by the end of this
year at the very latest. Thank you to
MDA for making these efforts
possible!

Did you miss these previously aired
webinars? Click below to
view the recordings!

" ERIC ROCHELEAU & SHAWNA NIELSEN
TMA Community Members

RACHEL BROMLEY

The Myositis Association

EMPOWERMENT
CLINIC

TMA’S SUPPORT & AFFINITY
GROUP PROGRAM

Thursday October 27, 2022 6:00 - 7:00 pm EST

Eric Rocheleau is from central Connecticut and
leads the affinity support group Men Managing
Myositis. He was diagnosed with
Dermatomyositis in 2021. After nearly 30 years
in Law Enforcement, Eric retired in April of
2022 at the rank of Police Captain. He is
currently a reserve officer working in Hartford
County. He is married and has 3 children.

Shawna Nielsen has been a registered nurse
(BSN) for 36 years and a myositis patient with
DM for over 24 years. She teaches patient
advocacy to nurses through Independent RN
Patient Advocates in Tucson AZ. She is a Co-
Leader for the TMA Northern California Keep
In Touch support group as well as manages
two Facebook support groups related to
myositis. Shawna is passionate about the
science and medical advances in myositis
research and care. Her goal is for others to not
suffer as she did early on. Shawna is now
thriving with myositis and enjoys cooking,
hiking and taking bird photos.

Rachel Bromley is TMA's Senior Manager of
Patient Education, Support and Advocacy. She
has been a nonprofit executive for ten years,


https://smile.amazon.com/Kitchen-Silicone-Resistant-Stainless-Rubber/dp/B08GSPSZ6H/ref=sr_1_6?crid=2OJLIA6JZB7BG&keywords=long%2Btongs%2Bfor%2Bgrabbing&qid=1664567146&qu=eyJxc2MiOiI1LjQxIiwicXNhIjoiNS4wMyIsInFzcCI6IjQuNzgifQ%3D%3D&sprefix=long%2Btongs%2Caps%2C71&sr=8-6&th=1
https://us02web.zoom.us/webinar/register/WN_nnR_pOLgR1i0iXR1GVkK5A
mailto:rachel@myositis.org

THE MYOSITIS ASSOCIATION'S

ASK THE DOC

® Thursday September 15, 2022
- 6:00 - 7:00 pm EST

ELISA GLASS
TMA Communi ity Momber

EMPOWERMENT
CLINIC

= OETTING THE MOST OUT
=n OF YOUR TMA WEBSITE

Tuesday September 27, 2022 6:00 - 7:00 pm EST

View Empowerment Clinic
Recording

Affinity Group Meetings

- 1

p "‘.‘ WE INVITE YOU TO TMA'S

% \WOMEN WITH IBM

OBER PROGRAM

Learn about Occupational Therapy for patients with IBM

® MONDAY OCTOBER 10,2022 ®
NOON-1:30 PMEDT e

Featuring BARB RUZICKA, MA, OTL, ATP

REGISTER FOR WOMEN WITH
IBM AFFINITY GROUP

raising awareness and funds for the causes of
mental health, domestic violence and sexual
assault before transitioning to the rare disease
space. She has learned so much from the
myositis community since starting her journey
with TMA.

REGISTER FOR EMPOWERMENT

CLINIC

FUN FIT FLEX Orlando

FUNFY'TFLEX

THE MYOSITIS ASSOCIATION

FUN FIT FLEX Orlando was a great success! We
all got the chance to come together as a
community to celebrate and create awareness.

Thank you to all our participants for making
this event memorable and fun. Haven't gotten
involved yet? Your support in raising funds for
the research to find a cure is essential.

Sign up for our next FUN FIT FLEX or create
your own fundraiser. Reach out to us or click
here for more information.

Join us on Saturday, October 22nd for
FUN FIT FLEX Chicago and Saturday,
October 29th for FUN FIT FLEX Houston


https://youtu.be/-sOQ-D9ZHMs
https://youtu.be/yG0xKplrlfQ
https://us02web.zoom.us/meeting/register/tZMpc-6gqTosHdI9F0ycYbwj-Pus251CMvGe
https://us02web.zoom.us/webinar/register/WN_uGmyvFNySTqTI-aCqWkKCQ
https://www.funfitflex.org/

WHO LIVE
ALONE
N g

"

THE MYOSITIS ASSOCIATION'S

 FViNG SOLO

AFFINITY GROUP

First Wednesday of Each Month
5PMPT|6PMMT|7PMCT|8PMET

REGISTER FOR FLYING SOLO

AFFINITY GROUP
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THE MYOSITIS ASSOCIATION'S

Aty Grou S

= Second Sature Saturday
' of Each Month

9 AMPT | 10 AM MT
TAMCT |12 PM ET

REGISTER FOR MILITARY
VETERANS AFFINITY GROUP

Women I3l
of Color

Third Wednesday of Each Month

REGISTER FOR WOMEN OF

COLOR AFFINITY GROUP

The Myositis Association

Saturday

Oct. 22, 2022
10:00 am
Chicago
Dusable Museum

740 E. 56" Place, Chicago, IL 60637

About the event:
. T0 REGISTER « Non-competitive Walk
visit www.funfitflex.org o uemtiet
HegBrrimnls FLL, +  Children’s Activities

but participants are
encouragedto raise funds
to supportthe mission.

« Fitness Demonstrations
¢+ Health & Wellness Information
+ and more...

The
MNorthwestem JOH\]S HOPKINS Uchicago Medicine ‘& PCI]I’I

Mediicine Medicine
R : &
ALeExioNn g Forum F—,V .JL}%,Y oy @ CSIEHARMACY

¥ Giant 2= prievant
i1 I s oy 535
Sponsorship and vendor opportunities available. Call 80

{l)gmm @:m@uz "

7356.

Saturday

Oct. 29, 2022
10:30 am
Greater Houston

Northshore Park
2505 Lake Woodlands Drive, The Woodlands, TX

About the event:
TO REGISTER o
. . . + Non-competitive Walk
visit www.funfitflex.org + DJand Music

Registration is FREE,
but participants are
encouraged to raise funds
to support the mission.

= Children’s Activities
« Fitness Demonstrations
+ Health & Wellness Information

« and more...
RSITY OF The
octapharmaor ..AB B CHICAGO Welﬂwa
JOHNS HOPKINg ~ “omessemeseme %z\g Penn ©

Medicine

ATCEXON S
% Forum VP & CSIPHARMACY

{debymam @mm@{u{ V¥ Giant IDESTRONE- ...
Sponsorship and vendor opportunities available. Call 800-821-7356.
www.funfitflex.org

2022 FUN FIT FLEX Incentives


https://us02web.zoom.us/meeting/register/tZYqc-GsrTksGt3aRRRGipKTWPzy7-n18ME4
https://us06web.zoom.us/meeting/register/tZItceiurjkuHtKWAxCsms6EtTZ65P-m4NiZ
https://us02web.zoom.us/meeting/register/tZYtdO2przopHtwVSMQH_29K_g7cvvONiKjp

2022

,‘cH;/
A\ gz FUNDRAISING
N e m INCENTIVES
. FUN FIT FLEX
T-Shirt
) f 17
FLEX
\ FfUNdFIT FLEX ralsefs $
unds in support o
THIRD SATURDAYS OF THE MONTH L, S
JUINUS! " 7:30AMPT | 8:30 AMMT he missi.,:h.,ﬁl%"x 3
9:30 AMCT | 10:30 AMET Op’eT:;::.ea.H:ct’evde:yn FUN FIT F' X
inn‘:z:tsi’;;s;ef:::rch ZiP Pu"°; r

and increase myositis
awareness and
advocacy.

REGISTER FOR CAREGIVER

AFFINITY GROUP TWM ‘ FUNFY TFLEX

We are proud to recognize our fundraisers
who take an extra step to positively impact the
myositis community.

RRRRIEEITIS ASSOTIATION'S Every participant who raises $100 or more will
ME N receive a FUN FIT FLEX Commemorative Event

MANAGING Ui
MYOSITIS Those going above and beyond by raising

AFFINITY GROUP . | | q
e e e $1,000 or more will earn a FUN FIT FLEX Zip
4PMPT|5PMMT|6PMCT|7PMET  ECH Pullover!

We truly appreciate your dedication to help us
REGISTER FOR MEN create awareness and raise funds for people

MANAGING MYOSITIS with myositis.
AFFINITY GROUP

START YOUR
FUNDRAISING TODAY!

1. Step up and show your commitment with your  § 50
own donation

THE MYOSITIS ASSOCIATION'S NEW VIRTUAL SUPPORT GROUP IN SPANISH 20 ASk your Spouse to match your dOnation $ m e:'o:;\:iea
€— FUNFIT
Un Grupo De Apoyo Sobre Miositis Para 3. Askyour manager $50 e

Hispanohablantes 4. Ask your coworkers (10 x $15 each) $150

fourth Saturday of each month 5. Ask someone with myositis $50

cuarto Sabado de cada mes ;
. Ask hb 10 x $15 h

1PM PT |2 PM MT |3PMCT | 4 PM ET 6, Askyournelghipr(IERTS o $150

7. Askyour friends (10 x $15) $150

8. Ask people in a club or organization (10 x $20) § 200

9. Post it on your social media (10 x $10) $100

10. Ask someone who has asked for your helpin  § 50
the past e‘{?.:'efa
TOTAL $1,000 | 80
Congrate

REGISTER FOR AFFINITY
» J ()
GROUP IN SPANISH - o V20 ’ FUNF Y TFLEX

ADELANTE!

Join the #HtMYOMOVEMENT


https://us02web.zoom.us/meeting/register/tZAldeGsrDwsGtb8gvh5H-ykYzKZhf4pYSLj
https://us02web.zoom.us/meeting/register/tZUrf-6hqDMjEtW5ZdBV4gM4DI7ELYDARp2y
https://us02web.zoom.us/meeting/register/tZEpduutrjIoG9NontPPbwm4nofpmNRZM_RX

AFFINITY GROUP

Fourth Sunday Each Month
2PM PT | 3PM MT | 4PM CT | 5PM ET

REGISTER FOR RAINBOW

Don't miss out on supporting FUN FIT FLEX.
Individual and Team donations for all of our
2022 FUN FIT FLEX events will be accepted
through December 31st.

WARRIORS AFFINITY GROUP

Join the #MYOMOVEMENT and make a
donation before the end of the year.

Click Here to Donate

October Giving Opportunity — Inclusion Body Myositis Research Fund

THE MYOSITIS ASSOCIATION

OCTOBER GIVING/

OPPORTUNITY.
*-

All gifts made to The Myositis Association's

Inclusion Body Myositis Research Fund
through 10/31 will be MATCHED up to a total of $30,000

Inclusion body myositis (IBM) is the most commonly acquired myopathy in patients over the age
of 50. Symptoms of inclusion body myositis progress more slowly than the other types of
myositis with weakness increasing gradually, sometimes over years. Some of the first signs are
falling, difficulty getting up from a chair, and weakened grip. Muscles most often affected are
those at the front of the thighs, those that elevate the feet, and those in the hips, fingers, wrists,
upper arms, shoulders, neck, and back. Many IBM patients notice shrinking (atrophy) in the arms
and thighs as the muscles become weaker. Trouble swallowing, or dysphagia, is a common
problem for patients as well. There is no cure for any of the types of myositis and no approved


https://us02web.zoom.us/meeting/register/tZwuc-ugqT0uH9eg4G3WjxGOC2jccy7kV4wj
https://secure.givelively.org/donate/myositis-association-of-america-inc

Click Here to Support the Inclusion Body Myositis Research Fund



https://www.myositis.org/get-involved/fundraise/campaigns/october-giving-opportunity-inclusion-body-myositis-research-fund/

