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In case you missed our email last week, after years of planning and despite delays
we were finally able to announce that, in partnership the North American Society for
Pediatric Gastroenterology, Hepatology, and Nutrition (NASPGHAN), the update to
the clinical practice guidelines for the management of pediatric cyclic vomiting
syndrome has been published!

These groundbreaking guidelines replace the previous 2008 recommendations and
mark a significant step forward in improving the care and quality of life for children
affected by this often-misunderstood condition.

Access the Guidelines and view the full publication here or click on the
image above: https://www.cvsaonline.org/pediatric-guidelines-update/
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Just Weeks Away Don't Miss This!

The countdown is ON! The 2025 CVSA Conference is just around the corner, taking
place June 27-29 in beautiful Sacramento, California. This year’s in-person event is
packed with connection, compassion, and the most up to date CVS information.
Whether you're a patient, parent, caregiver, or professional, this weekend is
designed to equip, uplift, and unite everyone impacted by Cyclic Vomiting Syndrome
(CVS).

Learn from Leading Experts in CVS Care & Research:
This newly added agenda brings together some of the most respected names in
the fields shaping a multidisciplinary approach to CVS treatment, including:

e Dr. B Li, Dr. Katja Karrento, Dr. Richard Boles, Dr. Thangam Venkatesan, Dr.
David Levinthal, and many more sharing the latest on genetics, dysautonomia,
nutrition, Neurogastroenterology, pediatric guidelines, and more.

o Saturday’s deep dive includes ER strategies, rescue therapies, and transcranial
magnetic stimulation — and ends with our highly anticipated “"Date with a
Doctor” sessions!

See the important New Addition: SSA Representative on Disability Access

We are especially excited to welcome a representative from the Social Security
Administration (SSA) to speak about disability access and the path to benefits.
Navigating the system can be overwhelming but this presentation will provide clarity
and guidance for families and individuals impacted by CVS.

Why this Conference is In-Person Only:

This year’s conference is intentionally in-person only, because we know: something
powerful happens when we gather and meet face-to-face.

Attendees at prior events consistently tell us how life-changing it is to meet others
who truly “get it” and “understand.” Whether you're new to the CVS journey or a
seasoned advocate, you'll walk away feeling connected, informed, and renewed.

Register today or check out the newly added agendal!

Visit The Conference Page Now!

Hotel Deadline Approaching — Book by June 4!
Rooms are filling fast!

Don’t miss your chance to stay on-site and make the most of the full conference
experience. Reserve your room by June 4 to take advantage of our discounted hotel
rate.

We can't wait to see you in Sacramento!
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This year at Digestive Disease Week (DDW), the Cyclic Vomiting Syndrome
Association (CVSA) continued its mission to raise awareness and improve education
about CVS by engaging directly with medical professionals from around the world.
As part of its ongoing Medical Outreach Program, CVSA staffed an exhibit booth
where representatives distributed critical information and resources to clinicians,
researchers, and allied health professionals.

With a wave of newly published research and updated clinical treatment guidelines,
CVSA was able to provide more material than ever before. Among the most
significant resources shared were copies of the newly released 2025 NASPGHAN
Pediatric Guidelines, published just days before DDW began. These updated
guidelines offer vital, evidence-based recommendations for diagnosing and
managing CVS in children and adolescents and represent a major step forward for
the medical community.

In addition to the pediatric guidelines, CVSA distributed printed materials from the
2022 3rd International CVS Symposium, a collection of expert papers and insights
that continue to shape the clinical understanding of CVS. Other key handouts
included the CVS Action Plan for emergency and clinical use, the AGA and Adult
Treatment Guidelines, and general educational materials designed to help providers
better support their patients.

CVSA representatives also took the opportunity to promote the upcoming 2025
Patient and Family Conference, scheduled for June in Sacramento, CA. Attendees
were encouraged to share this resource with patients and families seeking support,
connection, and the latest information on CVS management.

Through meaningful conversations and direct distribution of high-quality educational
tools, CVSA's presence at DDW helped expand knowledge, encourage collaboration,
and reinforce the importance of timely and accurate diagnosis of CVS. As research
continues to evolve, CVSA remains committed to equipping providers with the tools
they need and ensuring that patients benefit from the latest advances in care.
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On behalf of CVSA, CVSA President Blynda Killian signed on with 272 other
organizations committed to the health of our nation’s mothers, infants, children, and
families, we express our deep concern over the Administration’s recent decision to
eliminate the Advisory Committee on Heritable Disorders in Newborns and Children
(ACHDNC).

For more on it see the link here:

https://everylifefoundation.org/wp-content/uploads/2025/05/Newborn-Screening-Coalition-
Letter-FINAL.pdf
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Looking for a new T-Shirt,
tank top, or sweatshirt?

Pick up a new one form

the CVSA Bonfire store

today and help support
awareness and more!

Association's Bonfire Store!

Support Awareness Today!

*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.

If you're seeking a supportive

P community where individuals understand
the challenges of living with CVS, look
o
no further!

Running into problems on your CVS

: ) The CVSA online support page can be an
ourney?

ideal platform to connect with others
who share similar experiences. Gain
90% complete access to a wealth of resources and
information by joining in today.

For more info about getting access to

CVSA online support groups and more, YOU can ChECk |t OUt by C"Cklng on the
visit image or the following link:

https://www.cvsaonline.org/ (cvSA ) h_ttps ://www.cvsaonline.org/for-

o= families/cvsa-support-groups/
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ﬁellng a bit down seeking
CVS treatment?

Join CVSA and corroborate with others on
Monday, May 12th, at 6 PM (PST) for the
support call on Zoom!

Can't make the call in May?
Sign-up for the call next call in June!

Sign up for the support calls using the button below.

Sign-Up Here

Recent Articles Mentioning CVS

» All CVS Symposium publications are out! See the website page for more:
https://www.cvsaonline.org/3rd-international-symposium-on-cvs/

o The Pediatrtic Treatment Guidelines are out! View them on the CVSA website:
https://www.cvsaonline.org/pediatric-guidelines-update/

*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.

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 | s

Transparency

ways to support CVSA? 2024
Candid.
Our website has a lot of information including:
Adult Treatment
Guidelines Pediatric Treatment Guidelines
Information for new patients
Option to request a list of providers
Volunteering opportunities
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