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Our Treating the Whole

Person: Optimizing Wellness
Conference is October 24-25
in Dallas!

Learn more about our speakers, how to register,
FAQs, and more!

RSDSA’s in-person conference is two months away!
We are looking forward to coming together at the
Sheraton DEW Airport Hotel in Irving, Texas (Dallas) to
discuss the latest updates on CRPS, hear from experts,
and to network with others who truly understand from
Friday, October 24th to Saturday, October 25th.

We'll kick the weekend off by hosting a meet and greet
on Friday evening. Our conference sessions will take
place on Saturday beginning at 9:30 AM. All speakers
and sessions will focus on a number of CRPS-related
topics including research, advocacy, mindset
motivation, legal challenges, caregiving, and more.

Info and dates to remember
» Registration pricing:
o S50 for CRPS Warriors
o $50 for Caregivers
o $100 for Professionals
o Registration includes lunch on Saturday
¢ Our room rate of $154 per night ends on October 2,
2025
» If youre interested in sponsoring the conference
or hosting an exhibit table, email us at
info@rsds.org.

Visit our conference hub
at rsds.org


https://www.marriott.com/event-reservations/reservation-link.mi?id=1745872591601&key=GRP&guestreslink2=true&app=resvlink
mailto:info@rsds.org
https://rsds.org/2025-conference/
https://rsds.org/2025-conference/
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Conference Speakers and Sessions

Details are subject to change. A complete agenda with times will be provided to conference
registrants.

Managing CRPS in Adults and
Children
Pradeep Chopra, MD

Advocacy Breakout Session
Lisa Van Allen

From Hurt to Hope: The Path to
Joy
Amberly Lago

CRPS Research Updates
Norman Harden, MD

CRPS: Things You Wish Someone
Had Told You
Joshua Prager, MD

Advocacy and Events Breakout
Sesssion
Miller Kerr

rsdsa

SUPPORTING THE
CRPS COMMUNITY

Treating the Whole Person Begins
with Trust
Peter A. Moskovitz, MD

Caregiver Connect Breakout
Session
Sue Pinkham

CRPS Research Updates
Stephen Bruehl, PhD

Understanding the Impact of
Upcoming Medicaid Changes

Can the Legal System Help Me?
Bryan Pope, Esq.

CRPS Internationally
Dr. Choi Jongbum



https://www.painri.com/doctors/pradeep-chopra-md
https://www.linkedin.com/in/lisavanallen
https://amberlylago.com/
https://www.feinberg.northwestern.edu/faculty-profiles/az/profile.html?xid=11423
https://californiapainmedicinecenter.com/dr-joshua-prager/
https://www.medcentral.com/author/peter-a-moskovitz
https://rsds.org/about/#directors
https://www.vumc.org/painresearch/person/stephen-bruehl-phd
https://www.cochrancrps.com/bryan-pope/
https://hosp.ajoumc.or.kr/en/doctor/profViewPop.do?deptNo=70&profNo=619
https://www.burninghope.org/founder

AUGUST/SEPTEMBER 2025 ISSUE 40

Conference Sponsors and Exhibitors

Sponsors and exhibitors are subject to change. If you're interested in sponsoring the conference
or hosting an exhibit table, email us at info@rsds.org.

Sponsors

BURNINGHOPE

FINDING HOPE THROUGH THE PAIN

(i

THE CoCHRAN FiRM

IRVING

TEXAS

Exhibitor

{{aRipabied

DOG TRAINING & CONSULTING#LLC



https://www.irvingtexas.com/
https://www.burninghope.org/
https://www.cochrancrps.com/
https://disabledadvantage.com/
mailto:info@rsds.org

AUGUST/SEPTEMBER 2025 ISSUE 40

What’s New With CRPS?

In this new section, we'll share the latest news and updates about CRPS.

CRPS Warrior Ed Mowery was recently featured in the
New York Times in an article titled “Treating Chronic
Pain [s Hard. An Experimental Approach Shows
Promise” as well as a segment on CBS News Sunday
Morning.

I 5 | Gift Article

Ed joined a research study that uses deep brain
stimulation to control his CRPS pain. The results of his
brain implant have resulted in “maybe one bad day a
week.”

Livestream with Dr. Anita Davis - September

16, 2025

RSDSA is hosting a free livestream with Anita Davis, PT,
DPT, FNCP on Tuesday, September 16th at 7PM Eastern
on facebook.com /RSDSA and youtube.com /@RSDSA
from your computer, tablet, or phone.

Dr. Davis recently spoke to USA Today about how
conditions like CRPS are often misdiagnosed as mental
health disorders. Many CRPS Warriors are told that “it’s
all in your head” and they do not get the care that they
need in a timely manner.

We're welcoming Dr. Anita back to our livestream series
for Pain Awareness Month to talk about how to deal with dismissive physicians.

Dr. Anita Davis has focused her career on treating people with chronic pain conditions. She
developed and managed the rehabilitation program for the Brooks Rehabilitation
Comprehensive Pain Rehabilitation Program for 30 years. Dr. Davis is also part of an
interdisciplinary team at Nemours Jacksonville assessing and treating pediatrics with
chronic pain. She has presented at local and national conferences on issues related to
chronic pain evaluation and treatment and psychologically informed practice. Academically,
she graduated from the Medical College of Georgia in 1985 and completed a transitional
doctorate in 2009. She also serves on the Florida Department of Health Rare Disease
Advisory Council and manages a support group for individuals with CRPS.


https://www.nytimes.com/2025/08/14/health/pain-personalized-brain-stimulation.html?unlocked_article_code=1.fE8.VJZk.B2t7gUXiEzuv&smid=nytcore-ios-share&referringSource=articleShare&fbclid=IwY2xjawMSuxpleHRuA2FlbQIxMQABHh9S69T3P1ZgcZbf4ow9JNIJG0vr7s9NUyLAbUSHbzHcStH9fLjMR0tdcqq-_aem_HFziULpWK4tbGUHGkunr8Q
https://www.nytimes.com/2025/08/14/health/pain-personalized-brain-stimulation.html?unlocked_article_code=1.fE8.VJZk.B2t7gUXiEzuv&smid=nytcore-ios-share&referringSource=articleShare&fbclid=IwY2xjawMSuxpleHRuA2FlbQIxMQABHh9S69T3P1ZgcZbf4ow9JNIJG0vr7s9NUyLAbUSHbzHcStH9fLjMR0tdcqq-_aem_HFziULpWK4tbGUHGkunr8Q
https://www.nytimes.com/2025/08/14/health/pain-personalized-brain-stimulation.html?unlocked_article_code=1.fE8.VJZk.B2t7gUXiEzuv&smid=nytcore-ios-share&referringSource=articleShare&fbclid=IwY2xjawMSuxpleHRuA2FlbQIxMQABHh9S69T3P1ZgcZbf4ow9JNIJG0vr7s9NUyLAbUSHbzHcStH9fLjMR0tdcqq-_aem_HFziULpWK4tbGUHGkunr8Q
https://www.cbsnews.com/video/dr-sanjay-gupta-on-the-mysteries-of-chronic-pain/
https://www.cbsnews.com/video/dr-sanjay-gupta-on-the-mysteries-of-chronic-pain/
https://www.medrxiv.org/content/10.1101/2025.08.11.25333010v1
https://www.facebook.com/RSDSA?__cft__[0]=AZXxuQBNg29HbijDEaDrlsa9Jxnm7T-xuDD9yCrnzBp9jBsZKZguVzoVfsDjA2o_qaQXIZzZ-m4eDq5HAuVLb308j9prkvLrH-Y94CU6bZYzzxSQYjgvywwp0q6pA4eoHstndtstyFEjoeXEJZvaj_g-&__tn__=q
https://youtube.com/@RSDSA?fbclid=IwZXh0bgNhZW0CMTAAAR43MORVK6fvLFAtS3y57gxdRSmEVFyTZ3taCjKB7x4go9RvP1TWz12GE98KcQ_aem_zxMGe0KaN7REaoWjtWLZOg
https://www.usatoday.com/story/life/health-wellness/2025/07/28/crps-women-pain-misdiagnosis/85404557007/
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Please Urge Congress to Protect Pain

Research

The House and Senate Appropriations Committees are working on the FY2026 budget bills
now. The President has proposed a 40% cut to NIH’s budget.

Pain research at the NIH has long had a tiny budget relative to other diseases and conditions
with lesser burdens affecting lesser numbers of Americans. But all that changed dramatically
in 2018 when it was clear that the lack of effective treatments for pain had meant relying on
opioids for pain management.

As a result, Congress increased the overall funding of pain research across the NIH and
started the HEAL (The Helping to End Addiction Long-term®) Initiative. A little less than
half of the HEAL funding goes to pain research and the other half to Substance Use
Disorders (SUD) research.

Since 2018, great progress has been made in conducting research to better understand pain,
determine the best way to make appropriate use of the treatments we have and find new
treatments.

Now is not the time to stop that funding, just when we are beginning to see the fruits of that
investment emerge. Please use your voice to tell Congress to protect the NIH Pain Research
budget and the HEAL Initiative.

The US Pain Foundation has a simple online form you can use to send a message to your
congressional representatives.

RSDSA Support Group Corner gy

L
a *

We're excited to announce that we have updated the 207% SiERT8 =M=

support group listing on the RSDSA website to only reflect R EVETROPHY ASSOCIATION
active groups. Check them out and reach out if you have any e e
questions! | e |

We also want to thank our RSDCA support group as they
hosted a fundraiser for RSDSA in the community this
summer!

[-R-R-F-X-]
FE83¢

If your group has upcoming events, please let us know via
info@rsds.org so we can highlight them on social media, our
weekly newsletter, and the next edition of In Rare Form. 5


https://www.votervoice.net/USPF/Campaigns/128989/Respond
https://www.votervoice.net/USPF/Campaigns/128989/Respond
https://rsds.org/community/support-groups/
https://www.facebook.com/RSDCalifornia
mailto:info@rsds.org
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D-Shee by the Sea - Walk & Stroll to Support
CRPS Awareness - September 14th

Attention New Jersey Warriors! D-Shee by

the Sea - Walk & Stroll to Support CRPS @ rSdsa

Awareness is happening Sunday, September

SUPPORTING THE

14th at 11:00 AM. D-SHEE BY THE SE"‘A

CRPS Warrior Daniel Sheehan (D-Shee) was Walk & Stroll to Support CRPS Awareness
diagnosed with CRPS in June 2020. He is In Honor of Daniel “D-Shee” Sheehan
now partnering with RSDSA to help raise

CRPS COMMUNITY

awareness, support groundbreaking research, and ensure that others facing this illness don't feel
alone, dismissed, or hopeless.

If you are in the northeast, join us on the Ocean City, NJ Boardwalk on September 14th for a walk and
stroll with fellow Warriors and members of the community.

Connecticut's CRPS Awareness Roll 'n Stroll -

September 20th

Join RSDSA and Kelly's Crusaders for Connecticut's CRPS
Awareness Roll 'n Stroll in support of the CRPS community on

September 20™ at 3:00 PM. All proceeds will benefit RSDSA, supp RT
helping to advance care and bring hope to those in need. sou )
We are inviting people from the Northeast region to join us! We Connecticut's
are looking forward to an exciting day where CRPS Warriors and CRPS Awareness

RolL 'n Stroll

their loved ones can come together. Register as an individual or
create a team with your family, friends, co-workers, and support
system to raise money for our Roll 'n Stroll.

5th Annual Picklin' for a Cure - October 17-19

The 5th Annual Picklin’ for a Cure from October 17-19, 2025 at
Udall Pickleball Facility in Tucson, Arizona will raise awareness
and funds for RSDSA, Lewy Body Dementia Association, Banner
Health Alzheimer’s Institute, J. Orin Edson Family Lewy Body
Dementia Center of Tucson, and ALS-Therapy Development
Institute. We are excited for another great tournament and
success in raising money for these worthy non-profit
organizations.



https://www.facebook.com/events/623083494154498
https://secure.qgiv.com/event/torrington2025
https://secure.qgiv.com/event/d-sheebythesea
https://secure.qgiv.com/event/d-sheebythesea
https://secure.qgiv.com/event/d-sheebythesea
https://secure.qgiv.com/event/torrington2025
https://secure.qgiv.com/event/torrington2025
https://secure.qgiv.com/for/pickleball2025
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Childhood Experiences of People with EDS,

CRPS, and/or POTS

e
‘#F8 Oregon State
Uni\gersity /

Childhood Experiences of People
with EDS, CRPS, and/or POTS

We are a new research team consisting of researchers and

student: and without disabilities who are interested in

the experiences of people living with Ehlers-Danlos
Syndrome
Orthostatic

Nina Slota.

What is the study about?

This is Phase One of a multi-phase and multi-year study.

omplex Regional Pain Syndrome, and/or Postural
chycardia Syndrome. The head researcher is Dr.

Each phase w
disorders. Ph

plore a different facet of life with these
One will collect information about your
demographics, your childhood, your identity, and your
pain. Whether or not you participate in Phase One, you
can choose whether or not to join future studies.

To be eligible for this study you must:
@ Be 18 years or older

@ Currently live in the United States

How to participate? Scan the QR Code

alt / m/S bW
Learn More: Contact Nina Slota
nina.slot regonstate.edu

Research participants are needed for an
online questionnaire about “Childhood
Experiences of People with EDS, CRPS,
and/or POTS.” This study will be Phase 1
of a multi-phase, multi-year study.

If you are 18 or older, have at least one of
these syndromes, live in the United States,
and want to participate, please click here
to participate. Please feel free to share this
study.

This project has been approved by the
Oregon State University Institutional
Review Board, Project # HE-2025-1530.

For any questions, please email Dr. Nina
Slota at nina.slota@oregonstate.edu.

Current Research Study Opportunities

In addition to the study listed above, below is a list of additional CRPS-focused studies that we are

currently aware of:

e Stanford University: Transcranial Magnetic Stimulation for Complex Regional Pain Syndrome
e Stanford University: Low-Dose Naltrexone for the Treatment of Complex Regional Pain

Syndrome

e UC San Diego: The Effects and Mechanisms of a High CBD Cannabis Extract (BRC-002) for the
Treatment of Pain and Health in Complex Regional Pain Syndrome

o Watch the replay of the May 2025 livestream with the lead researchers of the UC San Diego

study


https://oregonstate.qualtrics.com/jfe/form/SV_e3ZgrrS0lccOLbw
https://oregonstate.qualtrics.com/jfe/form/SV_e3ZgrrS0lccOLbw
mailto:nina.slota@oregonstate.edu
https://clinicaltrials.stanford.edu/trials/t/NCT03137472.html
https://clinicaltrials.stanford.edu/trials/l/NCT02502162.html
https://clinicaltrials.stanford.edu/trials/l/NCT02502162.html
https://clinicaltrials.ucsd.edu/trial/NCT06393101
https://clinicaltrials.ucsd.edu/trial/NCT06393101
https://www.youtube.com/live/XjsZl6TRmzM?si=jii2S2Y9YXmeVmp0
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The Coalition Against Pediatric Pain’s
Pediatric Pain Week at Great Wolf Lodge

by RSDSA Board Member Sue Pinkham

The Coalition Against Pediatric Pain’s (TCAPP) Great Wolf
Lodge Event was a huge success for our children who live
in chronic pain and their families. Great Wolf Lodge
provided handicapped rooms for every family who needed
them, and addressed all our children’s allergy needs (of
which there were many!). This event brought together old
friends and created new friendships very quickly. As I
watched the new families enter the ballroom, I noticed a
slight hesitancy and nervousness. But within 30 minutes,
children were hugging each other and comforting each
other as they built LEGO sets together and chatted. It was
amazing to watch the friendships grow so quickly between
children and parents.

The connections these families made were quick, and new families learning that these people “get it”.
It's incredible to meet another child/parent who understands what your child/family is going
through - you don’t need to explain the struggles, the medical challenges, school challenges, etc.
They understand all of it because they live with it too.

By the end of the week, children were exchanging phone numbers, gaming names to connect online
and promising to keep in touch with each other, all with tears in their eyes. As we say, it's not

9 “

goodbye, it’s “see you next time!”

We could not have offered this camp without the financial support of the Reflex Sympathetic
Dystrophy Syndrome Association (RSDSA) and our anonymous donor. We are so grateful for all the
support and confidence we receive as an organization. Here are some of the parents’ testimonials
from the week:

“Thank you so much for including our family on this wonderful summer adventure. We had such a
great time and made some awesome memories! I'll probably never have the opportunity to go down a
waterslide with my family again (because I probably shouldn't have done it in the first place, lol), so
that for one will be a permanent special memory for us!”

“This trip was amazing. It allowed Kyleigh to meet new kids and to enjoy life, something we can’t
always do for many reasons. Great Wolf was great and I felt very accommodated. The activities were
good and the children enjoyed them. All in all, I thought the entire experience was amazing and
awesome for families to not only meet other, but to have fun and family time that we cannot typically
have for various reasons. Thank you to everyone in your organization for this opportunity.”
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“TCAPP Camp gave our family a rare and much-needed break from the
isolation and logistics that so often make travel impossible with chronic
illness. Most trips leave us struggling to keep up, but here we were met with
kindness, flexibility, and activities designed so everyone could participate at
their own pace. We made lasting friendships the very first night, and the
central, low-pressure crafts and games created an easy way to connect
throughout the week. Our 9-year-old not only had fun but also experienced
a level of acceptance and understanding about their chronic pain that we've
been trying to nurture for years—lessons that unfolded naturally through
play and friendship.” - Paula

“This was our first time attending a TCAPP event. For us, it was amazing to be with families who
experience the same struggles as us. If we were not up for an event, there was no judgment from the
group. We did not feel the need to "keep up" with anyone. Our daughter could go at her own pace
and didn't feel peer pressure to overexert herself. The tasks and events did not revolve around
athletic abilities and gave the kids a chance to bond. It was also very nice to have allergy-friendly
food available to us. Usually we need to pack a ton of gluten-free food (which we still did, but it was a
novelty to have GF cookies around!).

Watch the INVISIBLE Movie on September 2,
2025!

INVISIBLE, a poignant suspense drama from *
filmmaker Matthew Michael Ross, explores the often-
misunderstood realms of invisible diseases, addiction,
and mental illness. One of the actors plays a CRPS
Warrior.

The film, which has already won seven festival
awards, is set to release on all digital platforms via
Indie Rights Films distribution on Amazon, YouTube,
and Google Play on September 2nd, 2025. Learn more
about the movie here.



https://www.youtube.com/watch?v=Vc8rtMGVCLk
https://www.youtube.com/watch?v=Vc8rtMGVCLk
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Short RSDSA Community Survey - We want
to hear from you!

RSDSA would like to hear from the community about what
they would like to see us accomplish in the near future.

Please take a moment to fill out our short survey at your
earliest convenience.

Click here to take the survey.

How to Complete an In Memoriam Donation
to RSDSA

Many individuals reach out to RSDSA in order to complete an “In
Honor/In Memory” gift for a loved one with CRPS.

)

\" We have included detailed answers to frequently asked
questions on our website so you can donate via check or
complete an online donation with PayPal or a debit/credit card.

Thank You For Attending the 2025 Young
Adult Weekend Retreat

We appreciate everyone who was able to attend our
June 2025 Young Adult Weekend Retreat in
Nashville. It was a great time!

Keep an eye on our new Young Adult Weekend
Retreat page on the RSDSA website for details on our
2026 location and dates!

10


https://docs.google.com/forms/d/e/1FAIpQLScVncL0UsM_grCWCnsd85lqvtPiPC6LoF6sG-vNrLZDaD10Qw/viewform
https://rsds.org/how-to-complete-an-in-memoriam-donation-to-rsdsa/
https://rsds.org/how-to-complete-an-in-memoriam-donation-to-rsdsa/
https://rsds.org/community/young-adult-weekend-retreat/
https://rsds.org/community/young-adult-weekend-retreat/
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We want your feedback!

Please send any suggestions or upcoming events of interest to our community to
info@rsds.org and please consider donating at rsds.org /donate.

Thank you to our Title Sponsors

Our title sponsors make RSDSA events and awareness activities possible. Please join us in
thanking and supporting them!

Abbott | The Baker Family Charitable Fund | Brodsky Family Foundation
Diana and Peter Smith in memory of Stephanie Theresa Smith | Dr. & Mrs. Lawrence and
Judy Zager, in loving memory of Hunter Lia Zager | Mike & Lynn Coatney Family Foundation
Fund | The Cochran Firm, National CRPS /RSD Lawyers | T] Whalen Foundation | Vitalitus

b

@ rsdsa

SUPPORTING THE
CRPS COMMUNITY
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http://www.rsds.org/donate
https://www.neuromodulation.abbott/us/en/home.html
https://r20.rs6.net/tn.jsp?f=001mqp5PkpQ3KCMScGVx29ZvOPjHc-QXEpWE9bNMH7-202UisJ1Csj-g8lPwIND-TkOF-CXUxFMF-Bho_OAWtqj1e9xbY7YpYnrC7-49pIdoLkqFk-CCYoAcHjXxZExDVHlqEE6U55X4AyoCxt4KEv0pRs4d9TPb2hqnWbopCX99sw=&c=izA2NzoMgWIPwTvKffK6PDEvzMzAsRs8aIYr8Y9wROtXCu9BIld6MQ==&ch=UOuRAK95zzc9--NNZoVr9LzQaw3bVe8K4Azcd2iiK8sNgge-UsQuRA==
https://cochranfirm.com/
https://vitalitus.com/

