Proposal
The Koolen-de Vries Syndrome Foundation (a 501c3 non-profit
organization) will be hosting a special Patient Advocacy Summit in Park
City, Utah in June, 2019. Koolen-de Vries Syndrome (KdVS) is a rare
genetic condition caused by a micro deletion or mutation on chromosome
17, the KANSL1 gene. Individuals with KdVS experience severe disabilities
and medical challenges.

Summary
The Summit is expected to bring together KdVS families, doctors, and
specialists from around the globe, allowing for a unique opportunity to
collaborate, learn and gain support for patients and their families. At the
Summit doctors will have the opportunity to conduct clinical studies.
Experts will include: Dr. David Koolen and Dr. Bert de Vries from the
Netherlands, the geneticists who discovered the syndrome and have led
continuing research for the past 12 years; Dr. Ken Myers from Australia,
pediatric neurologist studying epilepsy in KdVS; as well as Dr. Angela
Morgan from Australia, an expert in speech and language pathology who
has studied communication related to KdVS.
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Koolen-de Vries Syndrome
Doctors estimate that only 1 in 55,000 individuals have Koolen-de Vries
Syndrome. And with so few diagnosed globally, the need for education,
research and awareness is crucial.
Individuals with KdVS, also affectionately referred to as “Kool Kids,” suffer
from developmental delays and a wide array of health issues. Common
medical challenges include: feeding issues, severe epilepsy, heart
abnormalities, kidney problems, brain malformations, deformed hips,
sleep disorders, low muscle tone, and speech issues. And the list does not
stop there. Although they each fight a lifelong uphill battle, Kool Kids are
known for their cheerful, friendly and social disposition...and they are all
around Kool!

Koolen-de Vries Syndrome Foundation (501c3)
The Koolen-de Vries Syndrome Foundation is a 501c3, non-profit
organization, founded in 2013. Its mission is “to educate, increase
awareness and promote research for the support and enrichment of
individuals living with KdVS and their families.” The organization’s
leadership is composed 100% of volunteers including eight board
members, a medical advisory board (including Dr. Koolen, Dr. de Vries and
Dr. Mefford, Dr. Morgan and Dr. Myers), and several committees.

Dr. Koolen and Dr. de Vries
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Why Park City, Utah?
Here in Utah we have a rich history of caring for those who are
underprivileged. Utah is also home to some of the top children’s care and
research facilities. Primary Children’s & University of Utah Hospital have
attracted world class medical care professionals and genetic specialists.
Shriners Hospitals for Children-Salt Lake City is a highly specialized
pediatric orthopaedic and research hospital, which cares for children
regardless of a family's ability to pay. In fact, Utah has one of the highest
diagnosis rates per capita of KdVS in the nation.
Park City, Utah is also home to the National Ability Center, a non profit
ranch designed to give kids with disabilities fun and enriching life
experiences. KdVS families will have the opportunity visit the NAC and
experience ropes courses, equine therapy, cycling, team-building and
other activities. Park City has the amenities necessary for a scientific
summit while offering families outdoor activities in a beautiful mountain
resort setting. Summer is Park City's off-season, allowing us to host our
conference in an incredible location at an affordable price.
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Goals/Objectives
The Patient Advocacy Summit Goals
• Goal 1: Provide families with the latest research and expert
knowledge of KdVS, including medical, education and
developmental implications. This knowledge can be life changing
and even life saving for the families and patients.
• Goal 2: Bring doctors, specialists and researchers together with
KdVS families to gather tangible data, further research, and assess
needs.
• Goal 3: Allow families to socialize and network within a supportive
environment.

2017 Patient Advocacy Summit

www.supportingkdvs.org

Budget
The total cost is estimated to be around $60K. We are hoping to raise this
through sponsorships, donations & grants.
Description of Costs*
Food
Conference/Meeting Space

$25,000
$4,500

Doctor's Travel/lodging
Research

$10,500
$10,000

Hotel/Equipment Fees

$2,500

Activities/Social Events

$3,000

Marketing & Communications

$300

Interpreters

$2,400

Event Signage and
Organizational Items

$500

TOTAL

$58,700

*Numbers represent best estimates

Donation Needs
Every donation is extremely helpful, no matter the size. If you wish to
sponsor something specific, please let us know so we can give recognition
in our program and during the event. Numbers are approximate. Extra
funds will go towards KdVS awareness & research and may help
underprivileged families attend the event.
Sponsor the flight of a Doctor
(5 needed)
Sponsor the lodging for a
Doctor (5 needed)
Sponsor the hotel conference
room
Sponsor a breakfast or lunch (6

$1,200
$500
$3,500

Sponsor a social event (2
needed)
Sponsor an Interpreter
(possibly 2 needed)
Sponsor KdVS research

$1,500
$1,200
$5,000

$2,000

needed)

or donated
food

Sponsor a KDVS
$1,000
awareness/fundraising video

Sponsor a dinner (3 needed)

$3,000

Sponsor the childcare/
activity room

or donated
food

$1,000
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Sponsorship Acknowledgement
Sponsors may donate cash or cash equivalent if donating other than cash.
In-kind donations requested: meals & printing.
Platinum $10K +

Gold $5K +

Silver $1K +

Bronze $500 +

Verbal Recognition
at Event

✔

✔

✔

✔

Materials in
Hospitality Bag

✔

✔

✔

✔

Banner at Event*

✔

✔

✔

Promotional Table
at Event

✔

✔

✔

Ad in Event
Program

✔

✔

✔

Sponsor logo on
Event T-Shirt

✔

✔

Sponsor logo on
Hospitality Bag

✔

✔

Sponsor logo on
Facbook Event

✔

Logo and link on
KdVS Event Page***

✔

Logo and link on
KdVS Home Page

✔

Article on KdVS Site

✔

Presentation
Opportunity **

✔

✔

✔

✔

*Provided by Sponsor, **Limited to 10 minutes, ***Higher tiers get premium placement
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Premium Sponsorship
For donations above a certain threshold we offer another tier of
sponsorship.

Presenting Sponsor:

$50K +
The presenting sponsor is the premier sponsor for the event. This sponsor
receives all of the value given to a platinum sponsor with additional
exposure. For this sponsor every piece of marketing will prominently
feature their logo with this textual treatment: “KdVS 2019 Patient
Advocacy Summit – Presented by (your brand)”.

Diamond Sponsor:

$25K +
The diamond sponsor is a premium sponsor. This sponsor receives all of
the value given to a platinum sponsor with additional exposure. For this
sponsor every piece of marketing will feature their logo in close proximity
to the event logo.
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In Closing
The Koolen-de Vries Syndrome Foundation is thrilled to be hosting the
2019 Patient Advocacy Summit in Park City. We hope to obtain corporate
sponsorship to keep our costs to a minimum, and to relieve the financial
burden on the families.

The patient advocacy summit is a crucial bi-annual meeting for families
with KdVS. Children, teens and adults diagnosed with KdVS depend upon
the summit to make and keep valuable relationships with others who are
experiencing the same things. Many KdVS Kids have built lifelong
relationships with other Kool Kids and their only opportunity to see and
play with their friends happens at this event. The community bonding that
occurs is both healing and empowering to individuals, families and the
cause as a whole. Please help us to ensure this event is successful.

For more information, please visit: www.kdvsfoundation.org
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