
 

 

Back-to-School with CVS: New Tools & Resources

As families prepare for the upcoming school year, we know that navigating school
life with Cyclic Vomiting Syndrome (CVS) can be overwhelming. Whether your child
is just starting kindergarten, entering middle or high school, or returning to class
after a tough year, preparation is key, and CVSA is here to help.

We've just updated our Back-to-School section with new and improved resources to
help families, students, school nurses, and educators better understand and manage
CVS in the school setting.

The unpredictability of CVS can lead to significant disruption in school life. Students
may appear healthy one day and be unable to function the next, leading to missed
school days, difficulties with cognitive function during recovery, and an emotional toll
from anxiety or feeling misunderstood. By recognizing CVS as a legitimate medical
condition, schools can provide the necessary support and flexibility for students to
succeed.

To help you advocate for your child, we have developed several new
resources:

Requesting a 504 Plan or IEP: A Section 504 Plan provides
accommodations for students with a medical condition, while an Individualized
Education Program (IEP) is used when a condition severely impacts learning
and requires specialized instruction. We have created a template letter for
parents to use when formally requesting a Section 504 Plan evaluation. 
Emergency Protocols: A key part of managing CVS at school is having a
clear plan in place for when an episode begins. Our resources include a School
Nurse Protocol Sheet that defines what CVS is, outlines a response system for
early warning signs and provides steps for escalation if vomiting begins. This
can be used alongside the CVS Action Plan to provide color-coded clarity and
easier identification of CVS symptoms. The protocol also details when to
contact a parent or guardian and provides guidelines for the student's
reintegration after an episode. We also have an Emergency Plan for CVS
Episodes at School that can be used to outline action steps for symptom onset,
medication administration, and parent contact. 
Student Health Resume: To ensure all relevant school staff are informed,
including substitute teachers, a Student Health Resume can be a valuable tool.
This form allows you to provide key information about your child's condition,
including known triggers, typical episode duration, current medications, and a
summary of their emergency response plan. 
Physician's Letter Template: To provide medical documentation and
recommendations, we have created a template for a physician's letter. This
letter can be used to recommend a 504 plan and suggest specific
accommodations, such as excused absences, extended time for assignments,
access to rest in a quiet location, and permission to carry a water bottle.

We’ve also included a list of commonly recommended accommodations for students
with CVS to help you begin identifying what support may be most beneficial for your
child.

See Our Updated School Resources!

You can find all of these new and updated resources here or by using the link above
to access them from our website. By using these tools and working collaboratively
with your child's school team, you can help create an environment where your child
is understood and can thrive.

Are you headed to College?

After Eleanor Johnson shared some of her recent experience requesting college
accommodations during the CVSA Patient and Family Conference, we invited her and
her mom, Jenny Johnson, our powerhouse mother-daughter volunteer duo, to put
together a list of suggestions for first-time college students navigating this process.
Here is what they came up with:

Submitted by Jenny and Eleanor Johnson

 Top Ten List for Being College Ready:

1. As you are visiting colleges and universities, always ask the disabilities office
what accommodations and services they offer. You’ll feel better prepared if you
know you’ll be at a school with a robust disabilities program.

2. A few months before you move into school, call the disabilities office. There is
a paperwork process they can help you get started in order to apply for
accommodations. After that paperwork goes through, you will meet with a
person in the disabilities office. This is usually a Zoom meeting. They will
explain your options for accommodations and help you get it all ready for you. 

3. At your disabilities meeting, ask for extended time on assignments when sick
and extra absences as needed (obviously you’ll work this out with your
professors as well). Ask for food, drink, and medicine to be allowed during
classes, etc. You’ll need to also ask about taking exams late if you were absent
because of sickness.

4. Before you move in, ask your primary care or specialist doctor to type up a one
page letter, using their office letterhead, that gives a basic explanation of CVS
and lists what should be done when you go into the ER for relentless vomiting,
migraines, and/or dehydration. This is called an “ER Protocol.” Keep it with you
in case of any ER trips. It helps the emergency room doctors know and trust
your diagnosis and how to help you ASAP. Things to include on an ER Protocol
include: diagnosis(es), IV type and amount, which medications to be
administered, and whether or not you are typically admitted. It’s also nice if
your primary physician is willing to add, “please reach out with questions.”

5. Make copies of that protocol and give one to the local ER’s “head of nursing”
ahead of time. They can scan a copy for their system and might even tell their
doctors about you, which eases the ER trip when you’re in an episode. 

6. The first week of classes, visit the campus health clinic. Bring your protocol to
show them and introduce yourself, but also ask if this might be a good first
stop for an IV when in an episode, perhaps allowing you to skip the ER. Some
university health clinics can handle some meds and IV’s, while others will want
you to go straight to the ER.

7. Also in the first week of classes, go and meet each of your professors to
explain what CVS is and work out a reasonable understanding of your
accommodations. This will help you be on their radar the first time you need to
miss class or a test because of an episode. 

8. Ask your RA if you can sit and tell them about CVS, so they know what to
expect if you get sick. They might also ask for ideas about how to support you
during an episode. 

9. Make sure to have a little episode kit at the ready in your dorm room. Include
your episode medications, paper towels, ice packs, emesis bags, ginger
candies… anything that will feel comforting when you are sick.

10. Lastly, sign up for plenty of activities! CVS is never fun but easier to manage
away from home if you’re meeting new friends and having fun.

CVSA would like to thank both Jenny and Eleanor for sharing their tips with us and
the CVS Community.  

 
 

Conference Notes Now Available

We’re pleased to share that session notes from the 2025 CVSA Patient and Family
Conference are now available on our website! Thanks to the generosity of CVSA
volunteer Michelle Vestal, who attended and took extensive notes during many of
the conference sessions, we’re able to offer a helpful summary of topics and key
points that were covered. While not every session is included, these notes offer a
valuable glimpse into the presentations, discussions, and takeaways shared during
this impactful weekend. 

We extend our heartfelt thanks to Michelle for her time, care, and dedication in
compiling and sharing these notes with our community. Her efforts help make the
information more accessible to those who could not attend in person or who would
like a refresher on what was presented.

You can find the available session notes here or utilizing the button below, then
scroll down to the schedule and event note section.

- Thank You, Michelle V.

See the Conference Page for Notes!

 
 

Upcoming Awareness Efforts:

The American Academy of Pediatrics (AAP) National Conference & Exhibition 2025 is
set to take place in Denver, Colorado, from September 26 to September 30. This
event brings thousands of pediatric healthcare professionals together, offering an
unparalleled opportunity to share the latest advancements in child health. With the
recent update to pediatric treatment guidelines, there has never been a more critical
time to ensure widespread awareness and adoption of these evidence-based
recommendations.

As an exhibitor at this conference, the CVSA (Cyclic Vomiting Syndrome Association)
will have a unique platform to distribute physical copies of the updated guidelines
directly into the hands of pediatricians, nurse practitioners, and other key
stakeholders. Beyond dissemination, our presence will help elevate awareness of
Cyclic Vomiting Syndrome (CVS) within the pediatric community, aiming to address
the gaps in recognition, diagnosis, and management. By engaging with clinicians on-
site, fostering meaningful conversations, providing educational resources, and
advocating for improved care for children affected by CVS.

 
 

 

Consider checking out the Cyclic Vomiting Syndrome
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.

 
 

Can't make the call in August?
﻿Sign-up for the call next call in September!

Sign up for the support calls using the button below.

Sign-Up Here

 

CVSA Online Support Group Page

If you're seeking a supportive
community where individuals understand

the challenges of living with CVS, look
no further!

The CVSA online support page can be an
ideal platform to connect with others
who share similar experiences. Gain
access to a wealth of resources and

information by joining in today.

You can check it out by clicking on the
image or the following link:

https://www.cvsaonline.org/for-
families/cvsa-support-groups/

 
 

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.

Get Started

 
 

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
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 ‎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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