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c§v5§ Time is Limited!

Join CVSA for presentations by leading CVS experts:

Tickets for the first — De. Thangam

CVSA Regional venkatessn

Meeting and Meet-Up @ Dr. Rosita [’ "- Dr. Praveen
Ends Soon! > —

Come to the meet-up and talk with others impacted by CVS.

This event will be in-person only, and will not be broadcast or recorded.

The Cyclic Vomiting Syndrome Association (CVSA) is excited to share that for one
day, CVSA is hosting an in-person event for patients and families!
This event will be the first CVSA Regional Meeting and Meet-up on June 3rd in
Columbus, OH!

Based on feedback that CVSA has received over the past few conferences, people
have been clamoring for events to be held in more locations. This event was
developed based on input from people both attending and unable to attend previous
CVSA conferences.

We hope that you'll come spend the day
with us, June 3rd in Ohio, for

presentations on cyclic vomiting
l syndrome and much more.

Take time during this event to meet and
talk with others that are also impacted
by CVS.

See more information about this event
by using the button below, or consider
securing your ticket as there are only
100 seats available!

Cyclic Vomiting Syndrome Association's
Regional Meeting and Meet-up

for
CVS Patients and Families

JUNE 3, 2023

in Columbus, Ohio

Follow our social media channels for
other CVSA news and updates.

o o Secure Your Ticket Today!

CVSA at Digestive Disease Week

As part of The Cyclic Vomiting Syndrome Association mission, and ongoing push for
increasing medical awareness, CVSA staff and volunteers attended the Digestive
Disease Week (DDW) conference. The Digestive Disease Week conference ran from
May 6th through May 9th and it was held in Chicago, Illinois.

DDW's target audience were primarily physicians in the gastroenterology and GI
field. With the roughly 15,000 people in attendance, and considering GI's are the
first contact outside patients primary care, the attendees at DDW were prime
candidates to focus on for bringing material to help aid in understanding,
recognition, and treatment of CVS.

The Cyclic Vomiting Syndrome Association handed out hundreds of articles,
publications, brochures and pamphlets on Cyclic Vomiting Syndrome (CVS) and had
opportunities to discuss disparities in treatment of CVS patients with attendees at
length. The Adult Treatment Guidelines, that CVSA published open-access in 2019,
was of the most popular documents handed out.

CVSA staff and volunteers were able to engage with medical professionals whom
had impactful questions, conversations, and exchanges. There was a profound
interest in learning about CVS. Compared to previous times CVSA has exhibited at
DDW, there was a substantial number of physicians who came to the booth
expressing that they were unfamiliar with CVS and were curious as to what it was.
Others were familiar with CVS, but not with it's treatments. 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.

The conference included poster presentations on CVS that were given by CVSA
Medical advisors: Dr. Thangam Venkatesan, Dr. David Levinthal, Dr. B U K Li, and
Dr. Richard Boles.

CVSA was very excited to have had the opportunity to attend and contribute at this
event and see the research being done that will help drive more exploration into CVS
research.

Research posters at DDW

Poster presentations kicked off on Saturday, where there were posters that
presented that included participation by Dr. Richard Boles. This poster was titled,
“Whole exome/genome sequencing in cyclic vomiting syndrome reveals multiple

candidate genes, suggesting a model of elevated intracellular cations and
mitochondrial dysfunction.” That study was published very closely to the poster

presentation and is available for viewing here.

This poster is titled, “Relationships
[P myor e e among symptoms, quality of life and

: anxiety in disorders with vomiting:
comparison of cyclic vomiting syndrome
to gastroparesis from the patient
perspective.” This study’s aim was to
compare symptoms, quality of life and
degrees of anxiety in both cohorts.
Conclusions were higher impacts on CVS
patients’ quality of life, and anxiety while
gastroparesis was noted as having more
impactful GI symptoms.

This next study was conducted at
Massachusetts General Hospital (MGH)
under Dr. Braden Kuo. “Food related
symptoms and avoidance is prevalent
even in between attacks in patients with
severe cyclic vomiting syndrome." This
study does not yet appear to be
published, but conclusions alluded to
there being notable decreases in the
quality of life, especially in regards to
food and food avoidance, in between
attacks of CVS distinctively notable in
patients with severe CVS.

Listed on this last poster were some of
the names most recognizable in the field
of CVS research. This poster featured
the works of Dr. Thangam Venkatesan,
Dr. David Levinthal, Dr. William Hasler
and Dr. B U K Li. Titled, “Natural history
of cyclic vomiting syndrome in adult
patients from the United States: Results
from a 6-month observational
longitudinal study.” Research and
conclusions from this study call for a
revision of the current diagnostic criteria
for CVS. This is to recognize the
symptom and quality of life burden on
patients between episodes and to
include a symptom severity
classification.

Tips to Keep in Mind During Summer Travel

1.) Hydrate While You Migrate: Keeping properly hydrated and being cognizant
of fluid intake can be imperative to staying in good health. This is especially true,
even when not when traveling.

2.) Rest is Best: Adhering to your sleep schedule when traveling is difficult. Rest
when you need to, its okay.

3.) Pack Some Snacks: Sometimes food can be a trigger for CVS patients, having
a back up plan when traveling can be beneficial.

4.) Rein in Migraine: Try items to mitigate headaches like blue light blockers,
peppermint, and ear plugs.

5.) Get Comfy, Don't Be Grumpy: Traveling is stressful. Take steps to make sure
you are as comfortable as possible. Prepare a check list when you pack, and
consider scouting food and board options ahead of time.

6.) Elevate How You Regulate: Cooling towels and heating packs can go a long
way in regulating temperature. Depending on what kinds of weather can affect you,
consider options that may help!

Warm weather is here,

T-Shirt or Tank Top \ AT'gYZ;ZzS .ZF /
today! L

T-shirts, tank-tops,
sweatshirts, and
hoodies are available at
the Cyclic Vomiting
Syndrome Association
Store

H=PE

*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.

Have questions? NN

Newly diagnosed? \‘%

Feel like you are alone?
The support call is the place to be.

L 1) Join CVSA on Monday, June 12th, at 6 PM PST for
A/ the support call on Zoom!

Can't make the call in June? Sign-up for the call in July!
Sign up for the support calls using the button below.

Sign up here

Updating_the Pediatric

Guidelines! prm——
Updated ."“iii‘*.’
The project of updating the pediatric Pepdiatric GUIDELINES] @
guidelines is underway and is making ST A =

great headway! Clinical
Guidelines

See more about this important project
using the following link:

https://www.cvsaonline.org/pediatric-
guidelines-update-project/

Please consider contributing directly to
this project, by clicking the "Support
Now" button.

Looking_for Ways to Help?

Cyclic Vomiting Syndrome Association Want to help Light up Awareness of CVS
Hope Starts Here. for the next International CVS
Interested in helping others, who have Awareness Day in 20247
CVS, or just want to help spread Your efforts can make a big difference!
awareness of CVS? Consider If you would like to help CVSA request
volunteering and helping out. locations to light up, click below.

Thank you to all of whom have set up fundraisers on Facebook with Facebook
Donations!

Get Started

Check out our fundraising_page for other fundraising ideas.

Looking for more information on CVS and ways to

support CVSA? ?r‘lévn?parenc}r
2023
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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