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If you missed the opportunity to participate in the recent Virtual Expert Presentation
by Dr. Richard Boles, check out the CVSA YouTube page for the full recording of the
presentation on "How the latest in genetics informs on the cause and
treatment of CVS" and the Q&A that took place afterward!

Additionally, while you are on the CVSA YouTube you can check out other
presentations given by professionals in their field on topics relevant to CVS.

Visit The CVSA YouTube Page!

To see the publication that inspired his presentation, use the following link:
https://www.frontiersin.org/articles/10.3389/fneur.2023.1151835/full?utm _source=S-
TWT&utm medium=SNET&utm campaign=ECO FNEUR XXXXXXXX auto-
divrit&fbclid=IwAR0I47s0AIBfpieN1 EFF2rnvkiQzhWwmGRBdL6EmMzPPGguEmMu60UUbBOIRY

Advocating for CVS

Millions of American children and adolescents experience disabling forms of migraine
and headache disorders, including those with cyclic vomiting syndrome, which can
limit their performances in school. Despite the high prevalence and impact on
schooling, migraines and others headache disorders are not listed as qualifying
diseases in section 1401(3)(A) of the Individuals with Disabilities Education Act
(IDEA) statutes, or among the relevant regulations that implement these statutes.

Being driven by her personal experience with schooling challenges for her child, that
has migraines and cyclic vomiting syndrome, the Cyclic Vomiting Syndrome
Association (CVSA) President Blynda Killian has lent support to efforts made by the
Alliance for Headache Disorders Advocacy (AHDA) organization to get these
conditions recognized.

The AHDA is working with Representative Cori Bush (MO-1) to request that the
Office of Special Education and Rehabilitative Services to issue a formal guidance
memorandum affirming the eligibility of children with migraine and headache
disorders, which are specifically listed under the “Other Health Impairments”
category of the Individuals with Disabilities Act (IDEA). By issuing a guidance
statement it would help school districts understand that migraine and headache
disorders are health impairments that are already covered under IDEA and remind
them that children affected by those disorders should be accommodated.

In addition to lending support of the Cyclic Vomiting Syndrome Association to these
efforts, Blynda also personally reached out to her local representatives urging them
to sign on, in support of this initiative. Although her CVSer is now in college, the
significant challenges that their family experienced getting her child through school
left an impact and a deep desire to help make positive changes to other
experiences.

The Cyclic Vomiting Syndrome Association would like to recognize and thank the
Alliance for Headache Disorders Advocacy and Representative Cori Bush (MO-1) for
pushing for more recognition and awareness.

If you would like to see the final letter submitted to the Office of Special Education

and Rehabilitative Services, you can see it here:
https://bush.house.gov/imo/media/doc/repbushidealetter725.pdf ?emci=6c6f245f-912f-eel1-
b8f0-00224832eb73&emdi=99fbd7b0-9e2f-ee11-b8f0-00224832eb73&ceid=14622421

Ready to Go

Back to School?

Here are some tips that may help:

1. Prepare to go back by altering bedtimes by 15 minutes each night to gently
ease back into school night sleep patterns.

2. If early mornings are hard for you, or your student, consider a late start
modification or alternate schooling hours.

3. If you are a parent of a CVS patient: Consider putting in a request for a
504, IEP or review the writing with the school’s 504 coordinator. If the school
tells you that your student is not eligible, CC the district or send directly to the
school district. Don't feel bad about making changes, alter or address content
to the needs of your student as you see fit. If you are a CVS patient in
college: Consider putting in a request at the disability office for any potential
accommodations you may need: recording devices, extra time for tests, etc.

4. When you can, work with your school's nurse or teachers, to ensure that you
have access to resources and relief aids that you may need.

5. Be prepared and consider challenges that you, or your student, may have.
Anything you can do to mitigate or avoid potential triggers can go a long way.
If you are unsure about what your triggers are, consider keeping a daily log or
journal to track them.

6. It never hurts to ask what others are doing about school in support groups, at
school, at the hospital, online searches, etc. If you are a parent of a CVS
patient: There is also the option to consult Childlife at your local hospital for
schooling options that have worked for other kids they help.

7. If you are a parent considering homeschool, homebound, or other virtual
options, make sure to consider the time that you will need to contribute. When
considering the different schooling options find out what the attendance policy
is. Some can be as little, in person, as a few hours a week with the rest of the
learning remote.

Recent Articles Mentioning CVS

Are the Diagnostic Criteria for Cyclic Vomiting Syndrome Too Strict?
https://www.gastroendonews.com/Functional-GI-Disorders/Article/07-23/cyclic-vomiting-

syndrome-criteria-stict-diagnosis-diagnostic/70727
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Get reqdu' for back To scloo
vitl, a new T-skirt, Tank-Top,

sweatslirt, or Loodie:

Consider grabbing one today at the Cyclic Vomiting
Syndrome Association Bonfire Store!
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Sign up here

Updating_the Pediatric

Guidelines! [—
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The project of updating the pediatric p:diatric Hﬂﬂ:ﬂﬂf‘g &
guidelines is ongoing and is making Treatment  ERNNSNR :

great headway! Clinical NQY s
Guidelines '

See more about this important project
using the following link:

https://www.cvsaonline.org/pediatric-
guidelines-update-project/ Support Now
Please consider contributing directly to

this project, by clicking the "Support
Now" button.
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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.
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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!
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Looking for more information on CVS and ways to Sitvar

? ransparan
support CVSA? ;mp cy

Our Z H EWHhas a lot of information including: Candid.
Adult Treatment Guidelines
Pediatric Treatment Guidelines
Information for new patients
Option to request a list of providers
Volunteering opportunities
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