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Pushing More Medical Awareness

Last month Cyclic Vomiting Syndrome Association (CVSA) representatives attended
and exhibited at the Digestive Disease Week conference (DDW) from May 15th -
21st in Washington D.C.

DDW is one of, if not the largest, North American gastroenterology, hepatology,
endoscopy, and gastrointestinal surgery conferences bringing together physicians,
researchers and academics. Focusing on gastroenterology and specialists in the
field. Making CVSA's presence at this conference to be particularly impactful since
gastroenterology or GI specialists are typically the first point of contact for CVS
diagnosis and treatment.

CVSA staff and volunteers were able to engage with many medical professionals
from around the globe who had genuine questions about CVS. There was a
profound increase in interest in CVS from outside the U.S., coming to the booth to
learn more about it and it's treatments. Many physicians within the U.S., who came
to the booth, expressed that they were acquainted with CVS, but were not as
familiar with current treatments. This was a new experience compared to previous
years CVSA has exhibited at DDW, since many who would come by had not heard of
CVS before.

It was thanks to curious individuals like these and more that CVSA had a very strong
showing for the quantity of materials, education, and information that was able to
handed out at this event.

As part the CVSA mission to increase recognition and medical awareness, this and
past conferences allow CVSA to engage with individuals all over North America and
from regions where CVS is even more underrecognized, than in the U.S., such as
Latin America, Turkey, and Africa. DDW participants have shown enthusiasm for
CVSA's support for both patients and professionals, with many surprised by the
organization's spectrum of resources for physicians and patients. CVSA's booth
served as a hub for professionals seeking information and education on CVS
treatment guidelines, reflecting the strong interest in improving patient care.

Posters and Presentations at DDW

During Digestive Disease Week (DDW),
numerous presentations and posters
highlighted research and studies on
cyclic vomiting syndrome (CVS). One
poster, depicted here, discussed the

recent publication titled "Acute and long-
term effects of app-delivered
heartfulness meditation on psychological
outcomes and the endocannabinoid
signaling system in cyclic vomiting
syndrome," which will be linked later in
this e-newsletter. This study involved
CVSA medical advisor, Dr. Thangam
Venkatesan, and was a poster of
distinction at this event.

Additionally, another poster, also

i s aesockated pictured here, focused on "Psychological

with the presence of 0 symptoms differentially predict
symptoms between cyclic symptoms between attacks and attack
vomiting syndrome (CVS) B frequency in cyclic vomiting syndrome."
— This study emphasized that "Anxiety, but
e not depression, is associated with the
presence of symptoms between CVS
attacks."

Despite the encouraging number of presentations, the Cyclic Vomiting Syndrome
Association (CVSA) staff and volunteers could not attend these sessions. The main
programming for DDW is not included in the already high fees for exhibiting.
Consequently, CVSA chooses not to attend these sessions. Instead, our medical
outreach, funded by your donations, focuses on engaging with medical professionals
and distributing educational materials.

The presentations underscore the ongoing research and efforts to better understand
CVS. From the accessible information, here are some of the topics addressed in
these sessions, which could inspire further research and publications on CVS:
Medical Advisor Katja Karrento presented a clinical practice track session titled,
"Cyclic Vomiting, Gastroparesis, and Cannabinoids: Why is my patient throwing up?"
A study titled "Whole genome sequencing of cyclic vomiting patients reveals novel
risk loci" investigated whole genome sequencing in a small cohort of about 50 CVS
patients. The findings identified several new genetic variants associated with CVS,
prompting the need for larger studies. CVSA looks forward to the advancements this
research may bring.

Another significant presentation discussed the efficacy of Aprepitant (Emend) in
children. This study is crucial as it helps patients and practitioners understand its
potential benefits for treating children with CVS. Although Aprepitant is used for
treatment, it is not specifically approved for CVS, making it an "off-label" use, which
can complicate insurance coverage for patients and practitioners.

CVSA Supports Research Center of Excellence

CVSA signed on to a letter sent to
LY ﬁ\\ Congress by the Everylife Foundation
@ encouraging the establishment of an
FDA Center of Excellence for Rare
Disease. The language in this report
directs the Food and Drug
Administration (FDA), in accordance with
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While interest in rare disease therapy
development has increased over the
years, the current systems in place still
struggle to keep up with the variable
challenges and complexities that come
with many rare diseases.

Even with significant scientific advancements, many communities continue to face
substantial obstacles in the development, review, and approval of safe and effective
treatments. Innumerable rare disease communities still lack FDA-approved treatment
leaving a significant amount of people with unmet needs.

Through the "Cures Act", the FDA is empowered with the authority to establish one
or more Intercenter Institutes for a major disease area or areas. A Rare Disease
Center of Excellence would bring together the extensive rare disease expertise
across the FDA in one central location and address rare disease regulatory
challenges. Limited patient populations can create challenges that require broad
spectrums and specialties within the FDA address.

A Center of Excellence would help organize FDA resources like statisticians,
regulatory scientists and experts in clinical trials to be stationed within a single
structure. It would recognize that despite the wide diversity in clinical symptoms and
organ systems affected by rare diseases, the barriers to effective therapeutic
development have a similar basis. This could help with identifying the natural
progression of disease, dispersing clinical trial sites, and much more!

If you're seeking a supportive
community where individuals understand
~y—- the challenges of living with CVS, look

Welcome to the Cyclic Vomiting Syndrome Association’s online support group page. Use the search bar t no fu rtherl

o The CVSA online support page can be an

CVSA Online Support ideal platform to connect with others

who share similar experiences. Gain
Group Page access to a wealth of resources and

Are you looking for a great place to information by joining in tOdaY-
interact with others that understand
CVS and the impact of living with it? Whether you're in need of support,
Whether you're looking for support, seeking answers to questions, or eager

have a question, or want to share what
has been helpful for you, the
community is here for you!

to share what's been beneficial for you,
any and all are welcome to join the
support page. We hope it proves to be a
,@ Cyclic Vomiting welcoming space for everyone to
CVsA2 Syndrome Association interact and find assistance. You can
check it out by clicking on the image
above, the button below, or the
following link:
https://www.cvsaonline.org/for-
families/cvsa-support-groups/

Visit the Support Group Page!
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Want to support the
CVSA mission, and

want some cool merch
to show for it?
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Grab a CVSA T-shirt,
tank top, sweatshirt,
hoodie, or even a bag
today at our Bonfire
store today!
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BONFIRE

Association's Bonfire Store!

Unlock Your Options Now!

*Any and all purchases made support the CVSA mission to provide information, support, and spread awareness of CVS to help fund
research towards a cure.
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Can't make the call in June?
Sign-up for the call next year in July!
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Sign up for the support calls using the button below

Sign-Up Here

Recent Articles Mentioning CVS

o Epidemiology, Comorbidities, and Treatment of Cyclic Vomiting Syndrome in

the United States
https://journals.lww.com/ajg/fulltext/2024/05000/epidemiology, comorbidities,_and treatment
of.30.aspx

o Acute and long-term effects of app-delivered heartfulness meditation on
psychological outcomes and the endocannabinoid signaling system in cyclic

vomiting syndrome
https://journals.lww.com/ctg/abstract/9900/acute and long_term effects of app_delivered.254
-aspx

*Disclaimer: CVSA does not endorse or approve, and assumes no responsibility, for any decisions individuals may make after reading

the contents of any of these articles. We share these articles purely for informational and educational purposes.

Funding_ Still Needed for Project Wrapping Up in 2024!
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The project aimed at updating the pediatric guidelines has been making significant
progress. At the last North American Society for Pediatric Gastroenterology,
Hepatology & Nutrition (NASPGHAN) conference in October, a comprehensive
informational update on the guideline's advancement was showcased demonstrating
the substantial progress being made. However, to ensure its completion, further
funding and support is imperative. The anticipated publication of the pediatric
guidelines remains slated for 2024, but continued financial support is essential to
uphold the quality and impact of this vital initiative.

See more about this important project using the following link:
https://www.cvsaonline.org/pediatric-guidelines-update-project/

Projects like these are always in need funding, pleases consider contributing to this
very important program, by clicking the "Support Now" button.

Support Now

Looking_for Ways You Can Help?

Interested in helping others, who have CVS, or just want
to help spread awareness of CVS? Consider volunteering
and helping out.

Cyclic Vomiting Syndrome Association Get Sta rtEd
Hope Starts Here.

Thank you to all of whom have set up Meta fundraisers on
Facebook and Instagram!

Check out our fundraising_page for other fundraising ideas.

PayPal is now available to take direct
donations! Set CVSA as your preferred

charity by heading over to your
Pa Pa’ fundraiser hub.
Click on review your impact, and set

your preferred fundraiser today!

Share Your Support!

Looking for more information on CVS and ways to Silver
support CVSA? Transparency
2024
Our website has a lot of information including: Candid.
Adult Treatment Guidelines
Pediatric Treatment Guidelines
Information for new patients
Option to request a list of providers
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