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Dear Potential Sponsor: 

Re: July 19-22, 2023 KdVS Patient Advocacy Summit

The Koolen-de Vries Syndrome (KdVS) Foundation is eager to 
partner with you for the upcoming international Patient Advocacy 
Summit in Orlando, Florida July 19-22, 2023. The mission of the 
Koolen-de Vries Syndrome Foundation is, “to educate, increase 
awareness, and promote research for the support and enrichment 
of individuals living with KdVS and their families.” The Foundation  
is run 100% by volunteers, for more information go to  
kdvsfoundation.org. To help us live into our mission, we need 
your support and partnership!

KdVS is one of nearly 11,000 rare diseases in the world and was 
identified in 2006 by Dr. Koolen and Dr. de Vries. KdVS is a rare
genetic condition caused by a microdeletion or mutation on chromosome 17 (the KANSL1 gene) which occurs randomly during 
fetal development. Individuals with KdVS, suffer from developmental delays and a wide array of health issues. Common medical 
challenges include: feeding issues, epilepsy, heart/respiratory abnormalities, kidney problems, brain malformations, low muscle 
tone, and speech issues. As a result of KdVS, individuals experience a range of mental, physical, and cognitive challenges and 
disabilities. Over the last 15 years we have learned a great deal, but for the thousands of families living with a KdVS diagnosed 
individual, there are still many unknowns that will only be realized with your help. 

This will be our first Scientific Summit gathering 20 KdVS experts together to develop a research strategy for the future of KdVS.  
After the Scientific Summit, we will hold our 5th Patient Advocacy Summit. The Patient Advocacy Summit started as a backyard 
BBQ with 12 KdVS individuals and the founding doctors, Dr. David Koolen and Dr. Bert de Vries, and has turned into a 
worldwide conference with over 500 participants, including patients, families and researchers.  Central to the gathering will be a 
unique opportunity to learn, collaborate, and support patients and their families, and conduct clinical studies to further research 
initiatives.

The Summit will feature keynote presentations, specialist panels, and various breakout sessions. The small group breakout 
sessions will cover a spectrum of topics that focus on the systematic and creative work being done to increase awareness and 
knowledge of KdVS. Families and caregivers will directly benefit from conventional and reimagined interventions from other 
KdVS families. 

At this Summit we will engage in surveys from RareX and Simons Searchlight.  We will take blood samples for our COMBINED 
Brain biorepository, participate in AI technology research and hear about breaking research from the 20 experts.  
Sponsorship of the 2023 KdVS Summit is an excellent way to promote your brand/ organization and ensure the KdVS 
Foundation is able to maximize funding to advance research, increase awareness, and to change lives. 

The Patient Advocacy Summit Goals

KDVSFOUNDATION.ORG

GOAL 1 GOAL 2 GOAL 3
Provide families with the 
latest research and expert 
knowledge of KdVS, 
including medical, education, 
developmental implications.  
This knowledge can be life 
changing and even life saving 
for the families and patients.

Bring doctors, specialists 
and researchers together 
with KdVS families to gather 
tangible data, further 
research and assess needs.

Allow families to socialize 
and networking within a 
support environment.

http://kdvsfoundation.org
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Schedule (as of 11/15/2022*)

*all activities are subject to change

Thursday, July 20, 2023
8am-12pm KdVS Overview

      Dr. Koolen and Dr. de Vries

LUNCH 

1-5pm 

Friday, July 21, 2023

8am-12pm Behaviors
      Bea Moise

LUNCH 

1-5pm

Saturday, July 22, 2023

MORNING Optional BYOBreakfast Farewell before hitting the parks or 
heading home

We will offer limited childcare space to families, so families may focus on the meetings while entrusting 
their child(ren) to a certified childcare provider, for a fee.

The KdVS Foundation will record and make available to all families, at a later date, the large sessions 
both days. We hope to make a video to distribute to newly diagnosed families to further our outreach. 

12-5pm

EVENING

Scientific Meeting
      Invited researchers only
Newly Diagnosed Family Gathering
      Patients, Caregivers, Families and Researchers

Communications & KdVS
      Dr. Morgan and Dr. van Reyk

EVENING Caregiver Support Group

Future KdVS Research
      Dr. Willsey, Dr. Faundez, Dr. Mefford and Dr. Fathi

EVENING Caregiver Support Group

KdVS Brain Panel
      Dr. Kasri, Dr. Latour, Dr. Linda, Dr. Moses and Dr. Jacobs

Special Needs Financial Planning

COMBINED Brain
      Dr. Pfalzer

Vision/Hearing Panel
      Dr. Landau

Wednesday, July 19, 2023

Parent/Kid Panels
      KdVS Parents and Patients

Small Breakout Groups
Private Meetings with Experts

KdVS & Epilepsy
      Dr. Myers and Dr. Sahly

KdVS in the Lab
      Dr. Dudding and Dr. Herault

IEP Advocation
      KdVS Dad Dan Morreale

Sibling Support
      Bea Moise
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Sponsorship Opportunities
Thank you for your interest in the KdVS Foundation and the 2023 International Scientific Meeting and Patient Advocacy 
Summit.  Please contact Ashley Point, ashley@kdvsfoundation.org, to reserve your sponsorship level.  We welcome all 
levels of involvement and have customizable sponsorship opportunities to fit your particular need.  Early bird 
sponsorship opportunities over $5000 will receive pre-event publicity and must be submitted by January 1, 2023.  
Regular sponsorship opportunities must be received by May 1, 2023.

Help us make a difference and thank you in advance for your partnership.




