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Clinical Trials for the First Medication for CVS

Announcing Clinical Trials for a medication/device that could be the first ever
medication specifically designated for treating CVS.

The CVSA and Alexza Pharmaceuticals would like to inform the CVSA membership of a clinical
trial that has recently begun for adult patients with CVS.

The title of the study is: A RANDOMIZED, DOUBLE-BLIND, PLACEBO CONTROLLED STUDY TO
EVALUATE THE SAFETY AND EFFICACY OF STACCATO® GRANISETRON (AZ-010) FOR THE
ACUTE TREATMENT OF MODERATE TO SEVERE CYCLIC VOMITING SYNDROME.
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If you would like to participate in this study, please check the clinical trials website
periodically, as additional clinical trial sites will be added as they are ready to start enrolling
patients.

**x**xPplease note: All requests for more information or questions regarding the trials
need to be directed to the trial website listed above.
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‘One person can make a change!

Look at all these people making a change in their communities and for the CVS community!
CVSA wants to thank each and every person who participated in International Awareness Day on
March 5th! Not only did we make more people aware of CVS, with everyone's collaborative
efforts we raised over $10,000 for CVSA to continue being the place to find hope for a cure and
resources to support people on their CVS journey!

THANR YOU!
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Live Streamer uses Twitch.tv to raise money for CVSA

Tom D has a sister who has CVS and decided to use his live-stream platform to support CVSA.
From Tom: "She was diagnosed with CVS when she was about 2, | believe and has been affected
by it for all of her and my life. | have seen first hand what this disease can do and it is heart-
wrenching as it is gut-wrenching. The pain and agony that my sister has gone through and what
other patients have gone through is nothing short of torturous."

Despite his sister outgrowing CVS, Tom still feels compelled to help raise awareness and money
to help find a cure.

Our March Virtual Expert Presentation was given by Dr. David Levinthal.
Dr. Levinthal talked about the association of CVS and Neuronal
Excitability disorders like epilepsy and migraine. He also talked about
how a therapy called Transcranial Magnetic Stimulation (TMS), used in
epilepsy patients, might also be used for personalized CVS therapy.

You can watch the recording here!

| am a 30 something, fundraising professional,
weightlifter, strongman competitor and a fitness
enthusiast. One thing that most people don't know about
me is that | have been suffering from a rare disease
(Cyclic Vomiting Syndrome) for about 25 years. When |
was diagnosed in first grade | was lucky that we lived in
Waukesha County near Children's Hospital of Wisconsin,
where there was a specialist to see. ....

This is just part of Kristyn's story that she shared for
International Awareness Day. To read her full story and
watch her video click here.

To share your story that you can personalize and update at any time
with pictures, videos, and stories, check out our
Share Your Story page.

Want to help raise CVS awareness year round?
Check out all the options at the CVSA store!

Cyclic Vomiting_ Syndrome Association Store

Hope Starts Here.”

Join CVSA on Monday, April
12th, at 6 PM PST, for the
monthly support call on our
new Zoom platform! Have

questions? Newly
diagnosed? The support call
Is the place to get your
answers.

Thank you to all that set up fundraisers on Facebook with Facebook Donations!

Please note that due to Facebook's algorithms and privacy restrictions, CVSA is
unable to determine the dates that fundraisers take place.

If your CVSA fundraiser raised more than $200 please send a screenshot to the
CVSA office to receive your complimentary 1 year membership, please
email cvsa@cvsaonline.org.

Any fundraiser for CVSA, that raises at least $200, will receive a complimentary 1
year membership. Check out our fundraising_page for ideas.

Looking for more information on CVS and ways to support CVSA?

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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https://cvsa.kindful.com/international-day--2020
https://cvsa.kindful.com/international-day--2020
https://clinicaltrials.gov/ct2/show/NCT04645953
https://clinicaltrials.gov/ct2/show/NCT04645953
https://clinicaltrials.gov/ct2/show/NCT04645953
https://www.facebook.com/NerdyNovice/
https://www.facebook.com/NerdyNovice/
https://tiltify.com/cyclic-vomiting-syndrome-association
https://www.youtube.com/watch?v=nrFd-7BPqHE
https://www.classy.org/fundraiser/3141341
https://www.classy.org/campaign/share-your-story/c331675
https://www.bonfire.com/store/cyclic-vomiting-syndrome-association/
https://zoom.us/meeting/register/tJEsfu6upzIrGtNiMVdePM1u9QlqS_xG3UJO
mailto:cvsa@cvsaonline.org
http://cvsaonline.org/get-involved/fundraising/
http://cvsaonline.org/
https://www.facebook.com/CyclicVomitingSyndromeAssociation/?fref=ts
https://twitter.com/cvsaonline
https://www.instagram.com/cyclicvomitingsyndrome/
https://www.youtube.com/channel/UCaR9gxTfCTI-M5BnIomhelw
https://www.youtube.com/channel/UCaR9gxTfCTI-M5BnIomhelw
https://www.youtube.com/channel/UCaR9gxTfCTI-M5BnIomhelw
https://www.youtube.com/watch?v=gld34Aism0w
https://www.youtube.com/watch?v=gld34Aism0w

