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why all the zebras?!

In medical school, physicians are taught, “when you hear
hoofbeats, think horses, not zebras,” which tells doctors to
consider the most likely possibility first when thinking of a

diagnosis. With CSS, however, we proudly live in the world of “rare
disease.” Welcome to Zebra land! We are better together!

Fun Fact: Did you know that a group
of zebras can be called a “dazzle”?
Some zoologists think zebras use
their stripes as camoflauge when

they’re together to confuse
predators, making it harder to pick

out individual zebras!  

Aren’t we a DAZZLING crew! 
Thanks for joining us in Orlando!  



Check-in 4:00 PM

Check-out 11:00 AM

Drury Plaza Hotel 
Disney Springs 

2000 Hotel Plaza Blvd, Lake
Buena Vista, FL 32830
(map link)

407-560-6111
Free Transportation to Disney 
Parks/Monorail
(Link)

Hotel Booking (link) 
Book your room by June 23, 2026

 to receive our room block rate

*Parking fees are discounted to 
$15/day for our group

Getting There

Orlando International Airport (MCO) 

Transportation Considerations (link)

Airport Map (link)

Mears Shuttle Info (link)

https://www.google.com/maps/place/Drury+Plaza+Hotel+Orlando+-+Disney+Springs+Area/@28.3783211,-81.5111562,17z/data=!3m1!4b1!4m9!3m8!1s0x88dd80247304e423:0x2710747bd065522b!5m2!4m1!1i2!8m2!3d28.3783211!4d-81.5085813!16zL20vMGJoZ3Mx?entry=ttu&g_ep=EgoyMDI2MDQwNi4wIKXMDSoASAFQAw%3D%3D
https://www.google.com/maps/place/Drury+Plaza+Hotel+Orlando+-+Disney+Springs+Area/@28.3783211,-81.5111562,17z/data=!3m1!4b1!4m9!3m8!1s0x88dd80247304e423:0x2710747bd065522b!5m2!4m1!1i2!8m2!3d28.3783211!4d-81.5085813!16zL20vMGJoZ3Mx?entry=ttu&g_ep=EgoyMDI2MDQwNi4wIKXMDSoASAFQAw%3D%3D
https://www.druryplazahotelorlando.com/transportation
https://www.druryplazahotelorlando.com/transportation
https://www.druryplazahotelorlando.com/transportation
https://www.druryhotels.com/bookandstay/newreservation/?groupno=10156448
https://www.druryhotels.com/bookandstay/newreservation/?groupno=10156448
https://www.druryhotels.com/bookandstay/newreservation/?groupno=10156448
https://www.druryhotels.com/bookandstay/newreservation/?groupno=10156448
https://www.druryhotels.com/bookandstay/newreservation/?groupno=10156448
https://maps.app.goo.gl/1L2kQd9f3cdYnb5h9
https://www.rome2rio.com/map/Orlando-Airport-MCO/Drury-Plaza-Hotel-Orlando-Disney-Springs-Area
https://flymco.com/terminal-maps/
https://www.mearsconnect.com/


Hotel Takeover: 
Ballrooms At A Glance



Check out our Conference
Accessibility 
Guide (Link)

 If you have any needs you did not
indicate on your registration 

 form please reach out to us at:
conference@coffinsiris.org

We seek to create an
inclusive community at the

conference. 

All are welcome to be
themselves.  

Come as you are.

Conference
Social Story (Link)

 

Join our WhatsApp Group
for updates during the conference

https://canva.link/0u8qj776xdzi0h1
https://canva.link/0u8qj776xdzi0h1
https://canva.link/0u8qj776xdzi0h1
https://canva.link/0u8qj776xdzi0h1
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=true&delayms=3000
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=true&delayms=3000
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=true&delayms=3000
https://docs.google.com/presentation/d/e/2PACX-1vTk_bCRn1lMipfwA3v55hMJc4vSbj5XuNGOfHbMgyS9EKFVNUDgOyTgXF-xSiVmjBLNYxr9PG9yZrPR/pub?start=false&loop=false&delayms=3000&slide=id.g35c296d1070_0_14
https://chat.whatsapp.com/GdYnuggNmWoEJO4ttBAOIp?mode=gi_t
https://chat.whatsapp.com/GdYnuggNmWoEJO4ttBAOIp?mode=gi_t


ON-SITE BABYSITTING

Storybook Nannies (Link)
Twinkle Toes Nanny Agency (Link)
Once Upon A Nanny (Link)
The Magical Nanny (Link)
Kid's Nite Out (Link)
NannyLand (Link)

STROLLER RENTALS
Kingdom Strollers* (Link)
Strollerfy (Link)
Orlando Stroller Rentals* (Link)
Orlando Medical Rental* (Link)

    *has special needs strollers available

https://storybooknannies.com/
https://twinkletoesnanny.com/orlando/services
https://www.onceuponananny.com/
https://www.themagicalnanny.com/
https://kidsniteout.com/in-room-sitter/
https://nanny-land.com/
https://www.kingdomstrollers.com/
https://www.strollerfy.com/
https://www.orlandostrollerrentals.com/
https://www.orlandomedicalrentals.com/medical-equipment-rentals-orlando.asp


Nearby Hospitals and Urgent Care

AdventHealth Centra Care Lake Buena Vista -
0.6 miles from hotel, 7AM-12AM daily
Buena Vista Urgent Care - 2.4 miles, 8AM-6PM
daily
Orlando Health Dr. P. Phillips Hospital - 5.1
miles, comprehensive emergency services 24/7
AdventHealth Celebration - 7.7 miles,
comprehensive emergency services 24/7
Orlando Health Arnold Palmer Hospital for
Children Emergency Room - 14.8 miles, 24/7
AdventHealth for Children - 18.9 miles,
dedicated pediatric ER
Nemours Children's Hospital, Florida - 18 miles

Local tip: July in Orlando is hot and humid. Stay hydrated, plan indoor
breaks, and dress for the heat. Cooling towels and water bottles are

encouraged—especially for our medically fragile Zebras.

https://centracare.adventhealth.com/urgent-care/lake-buena-vista
https://www.buenavistaurgentcare.com/
https://www.orlandohealth.com/facilities/dr-p-phillips-hospital
https://www.adventhealth.com/hospital/adventhealth-celebration
https://www.arnoldpalmerhospital.com/facilities/arnold-palmer-hospital-er
https://www.arnoldpalmerhospital.com/facilities/arnold-palmer-hospital-er
https://www.adventhealth.com/hospital/adventhealth-orlando
https://www.nemours.org/locations/orlando-nemours-childrens-hospital.html


MESSAGES

ATTN: SERVICE DOG AT CONFERENCE
Ruff! Service dogs incoming... I am here to work, not play.
Please try not to talk to me, feed me, or touch me without
permission. 

        now

MESSAGES

WORK HARD, PLAY HARDER
When I am helping my handler, I am not a pet. Please
respect that. 

10m ago

MESSAGES

I LOVE PEOPLE 
But please talk to my handler, not me. 

3m ago



ALLERGY ALERTS 
Please be aware that all communal conference

spaces and meals will be NUT FREE to protect the
most vulnerable in our community. Please keep all
peanut and tree nut foods away from community

spaces for the inclusion and safety of all.  

NUTS (PEANUTS, TREE NUTS)



AVG. JULY TEMP: 92° 
Refill Often. Enjoy.

You need MORE water at high heat. 

Proper hydration is vital in high heat to support the body’s
cooling system, which relies on sweating.
Drink water consistently, even before feeling thirsty.
Severe dehydration can lead to heat exhaustion or heat
stroke, showing symptoms like dizziness, nausea, and
confusion.

How much extra? 
1 to 1.5 liters of water daily. 
This means you should aim for a total 

       of 3 to 4 liters of fluids per day 
      (101 to 135 oz.)

HYDRATION AND HEAT 



Party Zebras! Here’s your reminder to sunscreen kids 
(and yourself) this weekend. 

The Florida             means business! 



Check In

Registration and
Board Meet and

Greet

Teen/Adult w CSS
Lunch and Bingo

New Diagnosis/First
Timers Connect

 
Welcome & Sessions

Hang w/ Dr. V

Pool Party

Dad’s Night

Terrace Karaoke
 

C S S  C O N F E R E N C E  S C H E D U L E  O V E R V I E W

THURS, JULY 23 FRI, JULY 24
 

SAT, JULY 25 SUN, JULY 26

Conference Sessions
(Coral Ballroom)

Kids Activities 
(Scarlett)

Conference Sessions
Streaming (Scarlett) 

Connect Conversations
(Terrace)

Research Engagement
& Enrollment, Vendors

(Hallway)

Pool Party

Mom’s Night

Movie Night (Ballroom)

Conference Sessions
(Both Ballrooms

Different)

Self-Advocate Panel

Connection
Conversations

(Terrace)

Character Brunch
(Pre-Registration

Required)

Explore parks, swim,
Disney Springs... so

many options!

Terrace: Karaoke and
Connect

Disney Parks
Meetups

Pool Party

Teen/Adult Casual
Meet Up @ Drury

Character Dinner
(Pre-Registration

Required)









Time  Activity Location 

10:00 a.m.- 
5:00 p.m.

Registration, Raffles and Swag Prefunction Space

10:00 a.m.- 
5:00 p.m.

Simons Searchlight (ARID1B, SMARCC2,
SMARCA4) and Apricity Hope Project

Prefunction Space 

11:00 a.m.-noon
Meet and Greet the CSS Foundation
Board 

Coral Ballroom 

11:00 a.m.-
1:00 p.m.

Teens and Adults with CSS Lunch and
Bingo! 

City Beautiful
Terrace

Noon-2:00 p.m.
Lunch on Your Own
Pool Party with the Apricity Hope Project 

Outdoor Pool and
Splashpad 

1:00-2:00 p.m.
New Diagnosis & First Time to
Conference Connect

Coral Ballroom 

THURSDAY JULY 23



Show Your Badge

We have over 500 attendees at conference this year!
 Please wear your conference nametag at all times 

during the conference sessions. 

You can use your badge for discounts at Disney Springs.
Check out the full list of discounts! (Link)

https://wdwdvm.com/concepts/showyourbadge2026.pdf


Time  Activity Location 

2:30-3:00 p.m. Welcome from the CSS Foundation* Coral Ballroom

3:00-4:00 p.m.
Research and Registry Update 
with Dr. Vergano *

Coral Ballroom 

4:00-4:30 p.m.
Simons Searchlight: ARID1B, SMARCC2,
SMARCA4 with Dr. Astrid Rasmussen

Coral Ballroom 

4:30-5:30 p.m. Q&A with Dr. Vergano *
City Beautiful
Terrace

5:30-7:00 p.m. Kickback Dinner and Drinks 2  Floor Commonsnd

THURSDAY JULY 23

*Sessions with an asterisk will be held twice. 
Please only attend one so others can do the same.



DADS NIGHT
OUT 6:30 8:30



Time  Activity Location 

5:30-6:45 p.m.
Dads’ Night PreGame 
Walk to Splitsville at 6:45 

City Beautiful
Terrace

7:00-9:00 p.m.
Dads’ Night: Splitsville Bowling
Light Bites, Lanes and Shoes Included!

1494 E. Buena Vista
Dr. 

7:00 p.m. Connect and Hang 
City Beautiful
Terrace

7:00 p.m. Movie Night Coral Ballroom

THURSDAY JULY 23



FOOD AND DRINK (onsite)
Coffee & Tea: Hotel Lobby, free

Free Daily Breakfast: Floor 2 of Drury, 6-9:30 a.m. weekdays
7-10 a.m. weekends  

Popcorn & Soda: Floor 2 of Drury, 4-8 p.m.
Free 5:30 Kickback (dinner): Floor 2 of Drury, 5:30-7:00 p.m. daily

The Kitchen + Bar: casual meal, quick bite, on-site cocktails,
Mon-Sat 5 p.m.-12 a.m., Sun 5 p.m.-11 p.m.

Lakeside Bar & Grill: poolside restaurant and full-service bar, 
11 a.m.-10 p.m. daily - you can order ahead if you like!

Nearby Restaurants and Shopping
Disney Springs

https://www.disneysprings.com/dining/
1486 Buena Vista Dr, Lake Buena Vista, FL 32830 (.6 mile walk)

https://www.druryhotels.com/menu
https://www.druryhotels.com/menu
https://order.toasttab.com/online/drurykitchenbarorlds
https://order.toasttab.com/online/drurykitchenbarorlds
https://www.disneysprings.com/dining/


Time  Activity Location 

All Day Positive Exposure Photo Portraits 
Prefunction
Space

All Day Apricity Hope Project
Prefunction
Space

All Day 
Simons Searchlight Research Enrollment and
Blood Draws: ARID1B, SMARCC2, SMARCA4 

Prefunction
Space

All Day
Dr. Miller Epigenetic Research Enrollment: 
All CSS Variants

Prefunction
Space

All Day House 81
Prefunction
Space

FRIDAY JULY 24  

Research Engagement, Vendors  and Photos

https://positiveexposure.org/
https://apricityhope.org/
https://www.simonssearchlight.org/
https://millerlaboratory.com/
https://house81goods.com/


Time  Activity Location 

8:00-9:00 a.m. Mad Science: Superhero Science Scarlett Ballroom A/B

9:00-10:00 a.m. Mad Science: Fire and Ice Scarlett Ballroom A/B

10:30-noon Reptile Show Scarlett Ballroom A/B

2:00-4:00 p.m. CSS Got Talent Show: Sign up here Scarlett Ballroom A/B

2:30-4:00 p.m. Kona Ice Patio 

FRIDAY JULY 24  

Kids Activities
No childcare: kids must be supervised by a caregiver

https://www.madscience.org/
https://www.madscience.org/
https://docs.google.com/forms/d/e/1FAIpQLScV-N4wGEzjUnrMnoUzBe2CMh1KtizxdhOdqck0RIMx2lGFnQ/viewform
https://docs.google.com/forms/d/e/1FAIpQLScV-N4wGEzjUnrMnoUzBe2CMh1KtizxdhOdqck0RIMx2lGFnQ/viewform
https://www.kona-ice.com/
https://www.kona-ice.com/


https://docs.google.com/forms/d/e/1FAIpQLScV-N4wGEzjUnrMnoUzBe2CMh1KtizxdhOdqck0RIMx2lGFnQ/viewform


Time  Activity Location 

6:30-9:00 a.m. Breakfast at the Drury 2  Floor Commonsnd

8:00-9:00 a.m. Welcome from the CSS Foundation* (R) Coral Ballroom

9:00-10:00 a.m.
Research and Registry Update with Dr.
Vergano* (R) Coral Ballroom

9:00-10:00 a.m.
Parents and Caregivers of Teens & Adults
Meet Up

City Beautiful
Terrace

10:00-11:00 a.m.
Epilepsy Foundation Florida - Florida
Epilepsy Services: Epilepsy Awareness
and SUDEP (R)

Coral Ballroom

10:00-11:00 a.m. Q&A with Dr. Vergano *
City Beautiful
Terrace

FRIDAY JULY 24  

*Sessions with an asterisk will be held twice.  Please only attend one so others can do the same.
Sessions marked (R) will be recorded and streamed live into the Scarlett Ballroom C/D.



Time  Activity Location 

11:00 a.m.-noon Dr. Miller, Epigenetics Research (R) Coral Ballroom

11:00 a.m.-noon Single Parenthood Meet Up City Beautiful Terrace

Noon-2:00 p.m. Lunch on Your Own

Noon-1:00pm Florida Families Unite (Bring Your Lunch) City Beautiful Terrace 

1:00-2:00 p.m.
Meet our Medical Advisor,
Genetic Counselor - Emily Place 

City Beautiful Terrace 

FRIDAY JULY 24 

*Sessions with an asterisk will be held twice. Please only attend one so others can do the same.
Sessions marked (R) will be recorded and streamed live into the Scarlett Ballroom C/D.



Time  Activity Location 

2:00-3:00 p.m. Angela Tyska, IEP Advocacy City Beautiful Terrace

2:00-3:00 p.m. Dr. Bancroft, Autism and CSS (R) Coral Ballroom 

3:00-4:30 p.m.

Epilepsy Foundation Florida- Florida
Epilepsy Services * (Seizure First Aid
course suitable for ages 13 and up - will
receive certification) 

Coral Ballroom

3:00-4:00 p.m.  Outgrowing Cute with Becky Dubay City Beautiful Terrace

4:00-4:30 p.m. Siblings Speak Out City Beautiful Terrace

4:30-5:00 p.m. Group Photo Location TBD

FRIDAY JULY 24 
*Sessions with an asterisk will be held twice. Please only attend one so others can do the same.

Sessions marked (R) will be recorded and streamed live into the Scarlett Ballroom C/D.



FRIDAY, JULY 24
6PM: SOCIAL HOUR ON THE

TERRACE... BRING YOUR
DRINK!

7-9PM: PAINT, LAUGH, AND
MAKE A NEW BEST FRIEND.
LIGHT BITES AND DESSERT,

SCARLETT BALLROOM

PAINT AND SIP
MOMS NIGHT OUT



Time  Activity Location 

5:30-7:00 p.m. Kickback Dinner and Drinks 2  Floor Commonsnd

6:00-7:00 p.m. Moms’ Social Hour - Bring Your Drinks City Beautiful Terrace

7:00-9:00 p.m. Moms’ Night: Paint and Sip Scarlett Ballroom 

7:00 p.m. Movie Night Coral Ballroom 

FRIDAY JULY 24 



Time  Activity Location 

7:00-9:30 a.m. Breakfast at the Drury
2   Floor
Commons

nd

8:00-9:00 a.m. Joy & Acceptance amid Grief & Trauma with
Becky Dubay

City Beautiful
Terrace 

8:00-9:30 a.m.
Epilepsy Foundation Florida- Florida Epilepsy
Services * (Seizure First Aid course suitable
for ages 13 and up - will receive certification) 

Scarlett Ballroom

8:00-8:30 a.m. Dr. Santen Research Update (Virtual) Coral Ballroom

8:30- 9:00 a.m. Dr. Kim Research Update (Virtual) Coral Ballroom 

SATURDAY JULY 25 



Time  Activity Location 

9:00-10:00 a.m. Dr. Feyma: Neurology Coral Ballroom

9:00-10:00 a.m. Q&A with Dr. Vergano*
City Beautiful
Terrace

10:00-11:00 a.m. Self Advocate Panel Coral Ballroom

10:00-11:00 a.m. Dr. Chen, CSS Sleep Research (Virtual)   Scarlett Ballroom

 11:00 a.m. Closing Remarks Coral Ballroom 

SATURDAY JULY 25 



D r .  V e r g a n o  i s  t h e  A s s o c i a t e  M e d i c a l
D i r e c t o r  f o r  O u t p a t i e n t  S e r v i c e s  f o r
G e n e t i c  M e d i c i n e  a t  S e a t t l e  C h i l d r e n ’ s
H o s p i t a l  i n  S e a t t l e ,  W A .  S h e
e s t a b l i s h e d  t h e  n a t u r a l  h i s t o r y
r e g i s t r y  f o r  C o f f i n - S i r i s  S y n d r o m e  a n d
r e l a t e d  d i s o r d e r s  i n  2 0 1 5 ,  w h i c h  h a s
e n r o l l e d  o v e r  5 0 0  i n d i v i d u a l s .  S h e
e n j o y s  t e a c h i n g  m e d i c a l  s t u d e n t s  a n d
r e s i d e n t s ,  a s  w e l l  a s  p a r t i c i p a t i n g  i n
s c h o l a r l y  a c t i v i t i e s  a n d  p a t i e n t
a d v o c a c y .  C S S  i s  h e r  p a s s i o n  a n d
a r e a  o f  e x p e r t i s e ,  a n d  s h e ’ s  t h r i l l e d
t o  j o i n  u s  a g a i n  i n  O r l a n d o !  

DR. VERGANO



D r .  M i l l e r  w i l l  b e  j o i n i n g  u s  a g a i n  f r o m
S e a t t l e ,  W a s h i n g t o n  w h e r e  h e  r u n s  a
l a b  o u t  o f  U W  a n d  i s  w o r k i n g  o n  a  C S S
E p i g e n e t i c s  S t u d y .  H e  i s  a l s o  a  c l i n i c a l
g e n e t i c i s t  a t  S e a t t l e  C h i l d r e n ’ s
H o s p i t a l ,  a n d  a  m e d i c a l  a d v i s o r  t o  t h e
F o u n d a t i o n .  H e ’ l l  e x p l a i n  h i s  w o r k  a n d
h i s  s t u d y ,  a n d  w i l l  b e  a c t i v e l y
e n r o l l i n g  i n t e r e s t e d  p a r t i c i p a n t s .
A n y o n e  w i t h  a  m o l e c u l a r  d i a g n o s i s
o f  C S S  i s  e n c o u r a g e d  t o  p a r t i c i p a t e !  

DR. MILLER 



D r .  F e y m a  i s  a  b o a r d  c e r t i f i e d
p e d i a t r i c  n e u r o l o g i s t .  H e  c o n t r a c t s
t i m e  a t  G i l l e t t e  C h i l d r e n ’ s  H o s p i t a l  i n
S t .  P a u l ,  M N ,  a n d  h a s  r e c e n t l y  s t a r t e d
f u l l  t i m e  a t  a  n e w  p r a c t i c e  i n  t h e  T w i n
C i t i e s .  H e  s p e c i a l i z e s  i n  e p i l e p s y ,
d e v e l o p m e n t a l  d e l a y ,  a n d  g e n e t i c
s y n d r o m e s  a s  w e l l  a s  o t h e r  n e u r o l o g i c
c o n d i t i o n s .  H e  h a s  a  s w e e t  s p o t  f o r  o u r
c o m m u n i t y ,  a n d  w e  a r e  t h r i l l e d  h e ’ s
j o i n i n g  u s  a g a i n  i n  O r l a n d o !   

DR. FEYMA



D r .  S a n t e n  w i l l  b e  j o i n i n g  u s
( v i r t u a l l y )  f r o m  t h e  N e t h e r l a n d s  t o
s h a r e  h i s  r e s e a r c h  u p d a t e s  a n d
i n s i g h t s .  H e  h a s  r e c e n t l y  p u b l i s h e d  a
n a t u r a l  h i s t o r y  s t u d y  o n  a d u l t s  w i t h
C S S .  D r .  S a n t e n  i s  a  m e d i c a l  a d v i s o r  t o
t h e  C S S  F o u n d a t i o n ,  a n d  i s  a  c l i n i c a l
g e n e t i c i s t  a t  L e i d e n  U n i v e r s i t y
M e d i c a l  C e n t e r  i n  L e i d e n ,
N e t h e r l a n d s .  

DR. SANTEN



D r .  C h e n  w i l l  b e  j o i n i n g  u s  v i r t u a l l y
f r o m  S e a t t l e  C h i l d r e n ’ s  H o s p i t a l ,
w h e r e  s h e  i s  t h e  D i r e c t o r  o f
P e d i a t r i c  S l e e p  D i s o r d e r s .  H e r
c l i n i c a l  a n d  r e s e a r c h  i n t e r e s t s  a r e
i n  s l e e p  d i s o r d e r s  -  b o t h
r e s p i r a t o r y  a n d  n o n - r e s p i r a t o r y  -
i n  c l i n i c a l  p o p u l a t i o n s  w i t h  m e d i c a l
c o m p l e x i t y .  S h e  h a s  b e e n  w o r k i n g
o n  C S S  s l e e p  r e s e a r c h  t h i s  p a s t  y e a r
a n d  i s  e a g e r  t o  s h a r e  u p d a t e s !  

DR. CHEN



D r .  K i m  w i l l  b e  j o i n i n g  u s  ( v i r t u a l l y )
f r o m  K e n t  S t a t e  i n  O h i o .  H e  l a s t  j o i n e d
u s  i n  2 0 1 8 ,  a n d  w i l l  b e  s h a r i n g
u p d a t e s  t o  h i s  r e s e a r c h  a n d  w o r k ,
s p e c i f i c a l l y  r e l a t e d  t o  A R I D 1 B ,  A u t i s m ,
a n d  I n t e l l e c t u a l  D i s a b i l i t y .  

D r .  K i m  i s  a  p r o f e s s o r  o f  B i o l o g i c a l
S c i e n c e  a n d  C h a i r s  t h e  N e u r o s c i e n c e
G r a d u a t e  p r o g r a m ,  b o t h  a t  K e n t  
S t a t e .   

DR. KIM



T h i s  y e a r  w e  w i l l  h a v e  D r .  A s t r i d
R a s m u s s e n ,  K a i t l y n  S i n g e r ,  S a n j a n a
K a d i r v e l ,  a n d  A i d a n  S a n d h o e f n e r  w i t h  u s
f r o m  S i m o n s  S e a r c h l i g h t .  S i m o n s
S e a r c h l i g h t  i s  a  t r u s t e d  r e s e a r c h  p a r t n e r
t h a t  i s  s t u d y i n g  t h e  C S S  g e n e s  A R I D 1 B ,
S M A R C A 4 ,  a n d  S M A R C C 2  ( a m o n g  m a n y  
o t h e r  a u t i s m  r e l a t e d  g e n e s ) .  T h e y  w i l l  b e
p r e s e n t i n g  o n  t h e i r  o r g a n i z a t i o n  a n d  
w o r k ,  a s  w e l l  a s  e n r o l l i n g  i n t e r e s t e d
p a r t i c i p a n t s  a n d  o f f e r i n g  o n - s i t e  
b l o o d  d r a w s  f o r  w i l l i n g  
i n d i v i d u a l s .  

SIMONS SEARCHLIGHT



B e c k y  D u b a y ,  M S W ,  i s  o u r  r e s i d e n t
s o c i a l  w o r k e r .  S h e  s e r v e s  o n  o u r  B o a r d
o f  D i r e c t o r s ,  i s  m a m a  t o  3 ,  l i v e s  i n
C a n a d a ,  a n d  h a s  b e c o m e  t h e  h e r o  o f
Z o o m  e v e n t s  f o r  o u r  s e l f - a d v o c a t e s
a n d  p a r e n t s  a l i k e .  B e c k y  w i l l  b e
l e a d i n g  a  f e w  c o n v e r s a t i o n s  o v e r  t h e
w e e k e n d .  S h e  i s  b r i l l i a n t  a t  n a v i g a t i n g
g r i e f ,  e x p e c t a t i o n s ,  a n d  p r o c e s s i n g
t h e  j o u r n e y  a r o u n d  d i s a b i l i t y .  T a k e  a
d e e p  b r e a t h ,  a n d  g e t  r e a d y  t o
d i v e  i n .   

BECKY DUBAY



SELF 
ADVOCATES
O u r  s e l f  a d v o c a t e  b o a r d  m e m b e r s
E d d i e ,  M a t t h e w ,  M a r k y ,   M o l l i e -
A i d a n ,  a n d  V i c t o r i a  w i l l  s h a r e
t h e i r  e x p e r i e n c e s  w i t h  u s ,  a l o n g
w i t h  s e v e r a l  o f  t h e i r  f r i e n d s
w i t h  C S S .  T h i s  e v e n t  i s  a
h i g h l i g h t  e v e r y  y e a r !
 



EMILY PLACE
E m i l y  i s  a  S e n i o r  G e n e t i c  C o u n s e l o r
a n d  M a n a g e r  o f  G e n e t i c s  a n d  G e n e t i c
C o u n s e l i n g  a t  t h e  O c u l a r  G e n o m i c s
I n s t i t u t e s  a t  M a s s  E y e  a n d  E a r .  S h e
s e r v e s  a s  a  M e d i c a l  A d v i s o r  t o  t h e  C S S
F o u n d a t i o n ,  a n d  m o s t  i m p o r t a n t l y ,  s h e
i s  m o m  t o  J o n a h ,  w h o  h a s  C S S .  

E m i l y  w i l l  b e  l e a d i n g  a  c a s u a l
c o n v e r s a t i o n  a n d / o r  Q & A  F r i d a y  f o r
a n y o n e  i n t e r e s t e d .  



A l l  t h i n g s  s e i z u r e s . . .  b i g  a n d  s m a l l .

W e  a r e  t h r i l l e d  t o  h a v e  t h e  E p i l e p s y  F o u n d a t i o n
F l o r i d a  -  F l o r i d a  E p i l e p s y  S e r v i c e s  w i t h  u s  i n
O r l a n d o .  T h e y  w i l l  b e  p r e s e n t i n g  o n  t h e  h a r d  b u t  r e a l
t r u t h s  a r o u n d  s e i z u r e s ,  e p i l e p s y ,  a n d  S U D E P ,  a s  w e l l
a s  l e a d i n g  t w o  ( s e p a r a t e  o f f e r i n g s ,  s a m e  t r a i n i n g )
s e i z u r e  f i r s t  a i d  c e r t i f i c a t i o n  c l a s s e s  ( a v a i l a b l e  f o r
a g e s  1 3 + ) .

J o i n i n g  u s  f r o m  t h e  E p i l e p s y  F o u n d a t i o n  a r e :  
J o h h n y  D o u g l a s  ( I n t a k e  a n d  O u t r e a c h  S p e c i a l i s t )  
C a m i l l e  W a s h i n g t o n  ( O p e r a t i o n s  M a n a g e r )
L e n o r e  A .  B r i n s o n  ( E x e c u t i v e  D i r e c t o r )  

 

EPILEPSY FOUNDATION FLORIDA
 FLORIDA EPILEPSY SERVICES



A l e x i s  i s  a  P h D  N e u r o p s y c h o l o g i s t  i n
p r i v a t e  p r a c t i c e  a n d  a t  L e a r n i n g  S p r i n g
S c h o o l  i n  N Y C .  S h e  s p e c i a l i z e s  i n  t h e
p s y c h o l o g i c a l  a n d  n e u r o p s y c h o l o g i c a l
e v a l u a t i o n s  o f  i n d i v i d u a l s  w i t h  a u t i s m  a n d
c o - o c c u r i n g  n e u r o d e v e l o p m e n t a l
d i s o r d e r s .  A d d i t i o n a l l y ,  a n d  m o s t
i m p o r t a n t l y ,  s h e  i s  a  m o m  t o  a n  a m a z i n g
k i d  w i t h  b o t h  C S S  ( A R I D 1 B )  a n d  A u t i s m .  

S h e  i s  s o  e x c i t e d  t o  c o n n e c t  w i t h  t h i s
c o m m u n i t y . . .  m a k e  s u r e  t o  g r a b  h e r  
s a y  h i !

DR. ALEXIS BANCROFT



A n g e l a  j o i n s  u s  f r o m  M i c h i g a n  S t u d e n t
A d v o c a c y  S e r v i c e s  t o  l e a d  a
c o n v e r s a t i o n  a b o u t  s c h o o l  a d v o c a c y ,
I E P s ,  a n d  a l l  t h e  r e l a t e d  t h i n g s .  M o s t
i m p o r t a n t l y ,  s h e  i s  m o m  t o  t w o
i n c r e d i b l e  k i d s ,  o n e  o f  w h o m  h a s  C S S .  

A n g e l a  i s  a  w e a l t h  o f  k n o w l e d g e  a n d
r e s o u r c e s ,  a n d  w e  a r e  s o  t h a n k f u l  f o r
h e r  w i l l i n g n e s s  t o  b e  h e r e  i n  
O r l a n d o !

ANGELA TYSZKA 

https://mistudentadvocacy.com/
https://mistudentadvocacy.com/


A l i s o n  i s  a  p h o t o g r a p h e r  w i t h  P o s i t i v e
E x p o s u r e .  S h e  w i l l  b e  c a p t u r i n g  a l l  o f  t h e
a m a z i n g  m e m o r i e s  a n d  p o r t r a i t s !  P o s i t i v e
E x p o s u r e  p a r t n e r s  w i t h  h u n d r e d s  o f
n o n p r o f i t s ,  h o s p i t a l  s y s t e m s ,  a d v o c a c y
g r o u p s ,  a n d  e d u c a t i o n a l  i n s t i t u t i o n s ,
c r e a t i n g  e d u c a t i o n a l  r e s o u r c e s  a n d
p r o g r a m m i n g  t o  r e c o n s t r u c t  s o c i e t a l
a t t i t u d e s  t o w a r d s  i n d i v i d u a l s  l i v i n g  w i t h
g e n e t i c ,  p h y s i c a l ,  b e h a v i o r a l ,  o r  
i n t e l l e c t u a l  d i f f e r e n c e .

T h i s  w i l l  b e  o u r  5  y e a r  w o r k i n g  w i t h
P o s i t i v e  E x p o s u r e  a n d  o u r  2  y e a r  

t h

n d

h a v i n g  A l i s o n  t a k i n g  p i c t u r e s .  

ALISON GRAHAM

https://positiveexposure.org/
https://positiveexposure.org/


DISNEY TICKETS 

CSS DISNEY MICRO SITE (LINK)

DO YOU PLAN TO VISIT THE PARKS?

Special tickets deals for
attendees good 7 days prior,
during, and 7 days after event! 

You can purchase your tickets to Disney with our group discount via our micro
site. There are options for single day, multi-day, and partial day tickets.

Tickets can be purchased in advance or day of. If you intent to apply for a DAS
pass, this can be initiated 2-60 days prior to and ticket of person with disability

needs to be pre-purchased (only 1, if planning multiple days/parks).
Check out the Accessibility Guide for more details on DAS. 

https://disneyevent.com/coffinsiris026
https://disneyworld.disney.go.com/guest-services/disability-access-service/
https://disneyworld.disney.go.com/guest-services/disability-access-service/


UNIVERSAL TICKETS 

CSS UNIVERSAL MICRO SITE (LINK)

DO YOU PLAN TO VISIT THE PARKS?

All tickets purchased from this
link are valid for use from July 16,
2026 through August 12, 2026.

You can purchase your tickets to Universal with our group discount via our micro
site. There are options for single day, multi-day, and partial day tickets.

Tickets can be purchased in advance or day of. 

https://kgsconventiontix.com/cssf/


Looking for non-Disney activities in
and around Orlando? We’ve got you!

(for weekly events, check out Orlando on the Cheap)

DISNEY SPRINGS
Sea World

Universal Studios
Millie Moo’s (owned by CSS mom Kelly Wells)

SeaLife Orlando Aquarium
Green Meadows Petting Farm

Gatorland
Museum of Illusions

Discovery Cove
WonderWorks

Dreamplex

https://orlandoonthecheap.com/
https://www.disneysprings.com/
https://seaworld.com/orlando/
https://www.universalorlando.com/
https://milliemoosorlando.com/
https://www.visitsealife.com/orlando/
https://greenmeadowsfarm.com/
https://www.gatorland.com/
https://moiorlando.com/
https://discoverycove.com/orlando/
https://www.wonderworksonline.com/orlando/
https://www.cfldreamplex.com/


ROADiD is partnering with the CSS Foundation to give us 20%
off their products. Visit www.roadid.com to see their selection of

wrist id’s, shoe id’s, watch id’s, etc. for kids and adults!  

CSS Foundation ROADiD 20% off 

https://roadid.com/pages/groupdiscount?rfsn=8722827.4bed8c
https://roadid.com/pages/groupdiscount?rfsn=8722827.4bed8c




THANK YOU
Apricity Hope Project

Kate Farms/Functional Formularies
Anonymous

Heather Britt
Coco Chen

Andrea Chess 
Mihaela Chiderov
Dominique Fields
Michelle Gabriel 

Ellie Gubbins
Liv Haugen

Laura Hernandez
Johansen Family 

Ashley Lentz
Lindhorst Family 

Pat Lynn
Dr. Danny Miller

Tim Mohre
Andre Paiva de Freitas

Janet Place
Place/Ott Family

Tina Render 
Margaret Rice
Laura Ruocco

Jennifer Sellers
Janell Soto

Rahul Surve
Kathy Struve

Ana Valle
Kelly Wells

Jean Wojcik 

Thank you to all of our donors and
sponsors over the years. 

Thanks to your generosity, this year
we are proud to provide scholarships

to every family who has requested
one (29%).

 Your belief in this work and this
community keeps us going. 

Logo Design: Alexa Croft

https://www.canva.com/design/DAGpUX6GvHo/eSKU5cmqFPOEsUjC5ZApWQ/edit


BOARD OF DIRECTORS
CARISSA ROBINSON, CHAIR
SIMON GALE, OPERATIONS
KRISTEN MCGRAW, FINANCE
PARRISH BURGESS, CONFERENCE LEAD
BECKY DUBAY, TEEN, ADULT & FAMILY SUPPORT
KATIE KNEISEL, NEW DIAGNOSIS
GAYLEN MOHRE, ADVOCACY
 

SUZANNE GALE 
AMANDA COLE
ERIN KINSELLA
THENA LINDHORST
SOL GUTIERREZ
JIJI FORTIN
ADRIANA HERNANDEZ
LAURA HERNANDEZ
ANGELA TYSZKA
ALYSSA CHO
TERRY DEDRICK
ELLIE GUBBINS

KEY 
VOLUNTEERS



2026 
WISH LIST

DONATIONS: 

Anonymous
Deb & Jud (Braylee’s Family)
Lynda Esch
Eric Feldpausch 
The Gale Family
Merary German and Joel Aquino
Laura Halfman 
Cindy Hufnagel
Catherine Ho 
Tricia Koenigsknecht  
Aurora Lee
Kristen McGraw
Ronda Nyberg
The O'Hare Famiy
Roxanne Pearson
Lindsey Pline 

Anna Poots
Jill Rademacher
Jennifer Rhynard
The Robinson Family
Ella Sternberg
Jennifer Stump 
Rose Schueller
Nancy Theis 
Kara Thelan 
Maxine Tutor
The Tutor Family
Dr. Vergano
Jim & Marcy Wieber



SPONSORSHIPS WERE GRACIOUSLY GIVEN BY: 

CONFERENCE GRANT PROVIDED BY: 



IN-KIND DONATIONS WERE GENEROUSLY MADE BY: 

Heather Lanier
Emily Ladau



Our mantra: 
“Aim for perfection, go with the flow.” 

Thank you for your patience and kindness
throughout this event. This is a big, messy, fun

weekend and nothing ever goes perfectly. 

Thank you all so much for trusting us, for joining us,
and for doing the daring work of being in

community together. 
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