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Hyatt Regency Grand Cypress Resort 
1 Grand Cypress Boulevard 
Orlando, Florida 32836 USA 

Hyattregencygrandcypress.com 
Check-in: 4:00pm     Check-out:  12:00pm 

_________________________________________ 

Welcome from the Costello Syndrome Family Network!   
 
The 2025 Conference is an exciting and important opportunity to come together to learn, connect, 
share, and have fun.  For the new families and friends, we are confident this will be an incredible 
experience for you to gain important information, meet amazing families who truly understand, and 
learn the latest information from the experts on Costello syndrome.  For those of you who have 
attended previous conferences, you are invited to engage and welcome our new families.  There is 
always something new to learn from our experts and, as you know, many returning families call it 
their “second family” or their “other family reunion”.    
 
Our 2025 Superhero Theme was the suggestion of one of our doctors and aptly fits those affected 
by Costello syndrome.  Our children are strong, resilient, brave, courageous, and simply amazing.  
Although there are certainly many struggles, many find our children bring us joy and hope.    
 
This Guidebook will help you prepare for a truly wonderful experience!  Please be sure to review it 
thoroughly to make your registration process and your conference experience go more smoothly.   
 
See you soon!   

  Sandra 
Sandra D. Taylor 
Executive Director 

13th International Costello Syndrome Family Conference 

CONFERENCE GUIDEBOOK 

July 23 – 27, 2025 
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MARK YOUR CALENDAR 

April 30, 2025  •Deadline for funds to be received by CSFN to count toward this conference 
 
May 1, 2025  •Deadline to submit nominations for the Costello Syndrome Ambassador  
    Award and the Sibling Champion Award 
 
May 30, 2025  •5:00pm ET Deadline for Early Bird Registration 
 
June 15, 2025  •5:00pm ET Deadline for Conference, Camp Ras, CS Lounge and SibShops  

   Registration, including full payment (*Exceptions may be made for newly  
   diagnosed families.) 
 

June 15, 2025  •Deadline to submit applications for Conference Scholarships &  
                                              Travel Assistance Scholarships with attachments 
 
June 22, 2025  •Deadline to cancel registration for Camp Ras or CS Lounge and receive a  
     refund.   
 
July 1, 2025  •Discounted hotel rates end 
 
July 1, 2025  •Deadline to cancel Conference registration and receive a refund 
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Registration is open and you may register at https://www.rsvpbook.com/Orlando2025 now.  Please review 
the information in this document prior to logging in to register.  You will create your own password which you 
can use to return to registration to complete or make changes.   You will enter information on the registrants, 
register for Camp Ras, the CS Lounge, SibShops, and order T-shirts to be delivered at the conference.  The 
registration is lengthy so be sure to have about 20-30 minutes available when you log in.     

The registration fee remains the same whether you attend the conference for one day or for the entire 
conference.  Everyone who plans to attend any sessions and/or eat any meals at the conference must 
register.  Members of your extended family who are not attending as guardians (example: grandparents) 
should register separately.   
 
Types of Registrants 
These are the four different types of registrants:   
•Families – families with an individual diagnosed with Costello syndrome 
•CSFN Professional Advisory Board Member – CSFN PAB members only 
•Order only – Use if you are not attending the conference and want to order a T-shirt 
•All Other Registrants – Attendees such as grandparents, grown siblings, friends, and others who are not the 
immediate family members of the individual with Costello syndrome but plan to eat and/or attend any of the 
sessions or activities.   
  

Early Bird – Ends after 5:00pm Eastern Time on May 30, 2025 
   Person w/CS – No Charge  6-12 years old - $80 

5 years and under- No Charge  13 years & older - $160  
  

Regular Registration – Ends 5:00pm Eastern Time on June 15, 2025 
      Person w/CS – No Charge  6-12 years old - $105 

5 years and under- No Charge  13 years and older - $220 
 
 Saturday night Pajama Party Dinner & Dance ONLY (limited availability) 
   Registration ends 5:00pm Eastern Time on June 15, 2025 or when full.   
   $50 per person         
 
 Camp Ras - $100 per child (for 2 days, no single day registration) 
  

CS Lounge - $75 per adult (for 2 days, no single day registration) 
  
For your registration to be considered complete, all information must be entered online and all fees paid by 
June 15, 2025.   If you have questions or need assistance with registration, please contact Sandra Taylor at 
sandra@costellosyndromeusa.org or 850-832-4055 Eastern Time.   Families with a new diagnosis of 
Costello syndrome after the deadline should contact Sandra Taylor to inquire about late registration.    
 
*Cancellations for the conference must be received by July 1, 2025, to receive a refund.   
*Cancellations for Camp Ras or CS Lounge must be received by June 22, 2025, to receive a refund.   
 
 

REGISTRATION  

mailto:sandra@CostelloSyndromeUSA.org
https://www.rsvpbook.com/Orlando2025
mailto:sandra@costellosyndromeusa.org


4          Questions?  Contact Sandra Taylor, CSFN Executive Director – sandra@CostelloSyndromeUSA.org or 850-832-4055 
www.CostelloSyndromeUSA.org 

 

CAMP RAS 
Professional childcare will be available for children affected by Costello syndrome and their siblings ages 1-
17 years.  Camp Ras cannot accept children under 12 months of age.  Childcare is specifically provided so 
adults may attend the sessions on Thursday afternoon (pirate-themed activities) and Saturday (Super 
Spectacular Hero Day activities), so we expect to be able to find you in the sessions should an issue arise in 
Camp Ras with your child.  Please note that children are not permitted in the meeting rooms in consideration 
of the attendees.  Some parents bring along a relative or switch off with their spouse to care for their child if 
you are unable to register with Camp Ras.  Parents will be responsible for administering medicines and/or 
tube feedings.  It is very important that you drop off and pick up your children on time each day to avoid a late 
fee.   
 
All children must be pre-registered, and payment made for childcare by June 15, 2025.   The fee is $100 per 
child for two days, which is only a small portion of the actual cost of childcare.   The fee is the same whether 
you attend one or both days.   Please note that there may not be room for last-minute on-site registration for 
Camp Ras.     
 
CS LOUNGE 
The popular CS Lounge will be available again this year for adults with Costello syndrome who are at least 18 
years old at the time of the conference.  Lara Weeks, who has volunteered as the CS Lounge Director for the 
past 4 conferences, is returning along with Cheryl Merrill, who volunteered in Denver.   Parents and 
caregivers are asked to volunteer for 2-3 hours while it is open.  We cannot provide one-on-one care in the 
CS Lounge.  The registration fee is $75 per adult.  There is a CS Lounge registration form on our website that 
should be completed and returned as indicated on the form.  Lara Weeks will be collecting registrations and 
scheduling parent volunteers.   The deadline to register is June 15, 2025.    
 
SIBSHOPS   
This event is exclusively for siblings of individuals with Costello syndrome and is led by two certified 
SibShops directors, Lara Weeks and Cheryl Merrill.  There will be two rooms for these activities: one for ages 
7-11 and one for ages 12-17.   Siblings will have fun activities, get to share how it feels to be a sibling of an 
individual with Costello syndrome, and have refreshments.   Space is limited and requires pre-registration.  
There is no charge to attend, and the deadline to register is June 15, 2025.    
 

 
Orlando International Airport (MCO)  
Located 18 miles from the hotel, Orlando International Airport offers a variety of transportation options.  
Information can be found at https://www.orlandoairports.net/parking-transportation   
 
Tampa International Airport (TPA) 
Tampa International Airport is located approximately 70 miles from Orlando.  Rental car information can be 
found at https://www.tampaairport.com/ground-transportation 
 
 
 

TRAVEL 
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Driving 
Hyatt Regency Grand Cypress Hotel offers self parking for guests and visitors in Lot #5.  Handicap parking 
and Universal Electric Vehicle Charging Stations are available at the front entrance of the hotel.  Oversized 
vehicles, including RVs and vans, may be self-parked in remote lot #7.    
 Self-parking - $12 per day with in/out privileges 
 Valet parking - $45 per day with in/out privileges   
     *Rates are subject to sales tax, currently 6.5% 
 

 
You are strongly encouraged to stay at the conference hotel as this allows you to fully participate in all 
conference activities, including the informal socializing that happens at the pool, the common areas and 
even the hallways!   The convenience of having your room a few steps away from the conference activities is 
a definite plus.   
 
The Hyatt Regency Grand Cypress Resort is a magnificent, self-contained 1,500-acre paradise in the Lake 
Buena Vista area.  With its own private lake, enhanced lagoon pool, golf, and miles of tropical nature trails 
for bicycling and jogging, this landmark resort allows guests to experience both the ultimate in comfort, as 
well as a convenient location in the very heart of Orlando’s most popular theme parks, and dining and 
entertainment venues.   
 
Hotel and Conference location address: 
Hyatt Regency Grand Cypress Resort 
1 Grand Cypress Boulevard 
Orlando, Florida 32836 USA 
 
To book your reservation:  https://www.hyatt.com/en-US/group-booking/VISTA/G-CSF1  
For assistance by phone, call 407-239-1234 
CSFN Group Rates, available starting two days before and extending two days after the conference, are 
available in limited quantities so early booking is encouraged.    
 

One King or Two Queens - $199/night    
For quadruple occupancy when the fourth person is 18 years of age or older, an additional $25 will 
be added to this base rate.   Other rooms may be available at a slightly higher rate depending on 
views, etc.    
One Bedroom Executive Suite - $324/night 
One Bedroom Junior Suite - $324/night 
One Bedroom VIP Suite - $399/night 
One-Bedroom Bi-Level Suite - $499/night 
  

Deadline to reserve a hotel room at the group rate is July 1, 2025, or whenever our block is filled.   
 
Rates do not include taxes which are currently 12.5%.  Guest rooms must be held with a major credit card at 
booking. If you require adjoining rooms, ADA compliance, or a bathtub in the hotel room, please request this 
during booking with the hotel. Rooms with these features are on a first-come, first serve basis. 

HOTEL 
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Check-in Time is 4:00pm Eastern time; Check-out Time is 11:00am Eastern time.    
 
Refrigerators:  Complimentary refrigerators are in each guest room.    
 
Laundry:  A self service laundry is located in the guest lounge just off the lobby, accessible by escalator.    
Cost is $5 per load and $2 for the soap.   
 
Microwave Ovens:  There are microwave ovens on certain floors in the hotel.  If you need a microwave, ask 
to be placed on a floor where a microwave is available when you book your room and when you check 
in.   
 
Blenders:  Blenders will not be available for use in the dining room or loaned to guests for use in their rooms.    
 
Rollaway Beds and Cribs:  Rollaway beds (limited supply) are $25 per day plus tax.  Rollaway beds are not 
available to rooms with 2 beds.   A limited supply of cribs are available at no charge.   
 
Shipping Medical Supplies/Food:   If you need to ship medical supplies or food to the hotel, the hotel has 
waived their fee specifically for these items.  FedEx Office is committed to providing an outstanding 
experience during your stay.  All guest packages being shipped to the property must follow the address label 
standards (illustrated below) to prevent package routing delays.  Please schedule your shipment(s) to arrive 
four days prior to the event start date to avoid additional storage fees.  Use the name of the recipient who 
will be on-site to receive and sign for the package(s).    
 
 
 
       
    
 
 
 
 
 
 
After you have checked into the hotel, you may call 407.465.1950 to schedule pickup or delivery of your 
package(s).  To maintain the proper chain of custody, FedEx Office requires the package recipient’s 
signature at the time of package pickup or package delivery to the recipient.   
 

Finding Your Way Around the Hotel 
There will be electronic signage around the hotel to direct you to the events.  Please refer to these signs for 
event locations as it is always possible there will be a last-minute change to the program.  A map of the hotel 
is in the back of the program.   
 
 
 
 
 

[Guest Name][Guest Cell Number] 
c/o FedEx Office at  
1 Grand Cypress Blvd 
Orlando, FL  32836 
 

Costello Syndrome International Family Conference 
Box ___ of ___ 
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Meals at the Conference 
All meals except the Saturday night banquet will be in the lower level, Grand Cypress, West Portico.   This 
area will be divided by curtains.   Because it is in a semi-open area, there will be hotel staff at the entrance to 
help families get to the correct location and will require that you wear your name badge to all meals.   
 
Dress at the Conference   
Casual, comfortable attire is appropriate for the entire conference.  You may want to pack a sweater or 
jacket for the conference rooms as they are sometimes chilly.  For the pool area, pack a swimsuit, cover-up, 
sunscreen, sunglasses, and perhaps a hat.  Swimsuits are not allowed at meals in the Grand Cypress, 
Portico West.   There will be designated days to wear your Costello Awareness T-shirts so bring them with 
you.  For our “Superhero Pajama Party” on Saturday night, you are invited to dress in modest Superhero 
pajamas or wear your Costello Conference Superhero T-shirt with jeans.    
 
Welcome Desk   
Our Welcome Desk will be open from around 3:00pm until 5:30pm on Tuesday and from 9:00am until 
2:00pm on Wednesday at Camellia on the lobby level so you can stop by to pick up your registration packet.   
The Welcome Desk is open throughout the conference as noted in the Program. 
 
Registration Packets 
Your registration packet will be available at the Welcome Desk.  See the program for locations and times 
which change from day to day.    

Gifts for Families 
Occasionally we are fortunate enough to have someone who wants to share a gift with the conference 
families, and CSFN wants to be help with distribution so everyone is included.   Should you wish to share 
something with the families, contact Gail Deckman at Gail@CostelloSyndromeUSA.org prior to or upon 
arrival at the conference so the details for distribution to all families can be arranged.  Thank you!   
 
Family Activities (Wednesday morning)  
Start the conference off with fun on Wednesday morning in La Coquina on the Lobby Level.  Activities will 
include Kara’s Crafts (Kara Bahnsen), Bob’s Bingo (Bob Hefner) with prizes, and Sheri’s Scavenger Hunt 
using your cellphone (Sheri Holcomb).   Check the schedule for starting times.  
 
New Family Orientation (Wednesday morning)  
All families attending the conference for the first time are strongly encouraged to attend the New Family 
Orientation.   We will review the conference schedule, you’ll get to meet other new families, and you can ask 
questions so that your time at the conference is productive.  We want you to feel welcome from the start!   
 
Moments of Remembrance (Wednesday evening) 
We honor those we have lost to Costello syndrome by visiting the Remembrance Room to view photos and 
spend a moment in silence remembering the families.    
 

INFORMATION ABOUT ACTIVITIES 
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Welcome Reception (Wednesday evening)    
Last-minute changes or instructions, drawings for prizes, and announcements will be made.  Registration 
packets will be available for anyone who has not picked theirs up yet.      
 
Dads Night Out (Wednesday night) and Moms Night Out (Thursday night)   
This is a time to relax and unwind at the end of the day.  Snacks will be provided, and each attendee will be 
given a ticket for one drink at the Hosted Bar where there will be bottled waters, juices, sodas, red and white 
house wine, and an assortment of beer including non-alcoholic beer.  House cocktails and additional drinks 
may be purchased at the bar.       
 
Talking to Professionals at the Conference    
There are many opportunities to speak with the doctors and experts on Costello syndrome.  There will be a 
Q&A session at the end of the day on Thursday.  You also have an opportunity to participate in research 
and/or meet one-on-one with the researchers and experts on Friday, Research Day.  You are strongly 
encouraged to bring a list of questions to the conference and add to them as the conference proceeds so 
you will be prepared to get the information you need.      
 
Research/Meet the Experts Day (Friday)    
You should bring a copy of the report which confirms your child has Costello syndrome including the 
mutation, if possible, especially if you are a new family.  You will receive a PASSPORT in your registration 
packet with your appointment times.  If you need to change any appointments after you arrive at the hotel, 
please speak to someone at the Registration Desk.    
 
Research Station #1 - Dr. Gripp and Dr. Weaver.  Investigation into the outcome of tumor screening in 
individuals with Costello syndrome and Natural history of Costello syndrome.   Open to all ages. 

Goals:  (1) Determine whether guidelines published in 2002 are being followed and whether  
       screening has led to earlier diagnosis/recognition of malignancies.    
(2) Continue the Costello syndrome natural history study started by Dr. Gripp.  

   Records to bring:   Genetic test report, most recent genetic clinic visit (or other comprehensive 
 description of medical problems/surgeries/medications).   

 
Research Station #2:   Dr. Thacker.  Continue to gather orthopedic information on Costello syndrome. 
  
Research Station #3 – Dr. Thompson.  Supporting Augmentative Alternative Communication for Children 
with Costello syndrome.  Open to 3-8 years of age.    
 Goals:  Determine the potential of children with Costello syndrome to utilize augmentative 

                alternative communication (AAC) to meet communication needs.    
 Records to bring:  Genetic test report and any school records documenting individualized 

 educational program goals.   
 
Meet the Experts    
Appointments with the experts are usually 20 minutes each and you may select up to 3 on your registration 
form.  Every effort will be made to accommodate at least 2 of your choices.      
 Oncology and Genetics:  Dr. Marielle Yohe, Dr. Emma Burkitt-Wright and Dr. Bronwyn Kerr 
 Genetics:  Dr. Kate Rauen 
 Gastrointestinal:  Dr.  Abdul Elkadri (GI) and Dr. David Stephenson (Genetics) 
 Cardiology:  Dr. Kathryn Chatfield 
 Ophthalmology:  Dr. Suma Shankar 
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Typically, it takes about a half day to participate in research and talk one-on-one to experts.  If meeting with 
the experts one-on-one, you will spend your appointment time discussing your questions about Costello 
syndrome.  The researchers are focusing on their approved research, but there is often time at the end of 
your session to ask questions.    Remember that these are not your treating physicians so while they can 
answer questions specific to Costello syndrome, they cannot treat your specific child.   
 
Participation in research is important to all our families, present and future.  You may choose to participate 
in any or all research on the schedule, and you will prioritize the experts you would like to speak with.  We 
will do our best to accommodate your requests; however, you may not be able to meet with all the experts 
you select.   It is important to show up on time for appointments for both Researcher and “Meet the 
Experts”, so no one misses out on these great opportunities.  It’s a busy day and your cooperation will make 
the day run more smoothly.   
 
Saturday Night – Superhero Pajama Party  
The Saturday night dinner and dance will be a “Costello Superhero Pajama Party.  All children (and adults) 
are invited to wear modest pajamas with their favorite superhero theme – or the conference t-shirt and 
jeans.  The most important thing is to dress casually and comfortably and have fun during our last evening 
together.   50/50 Raffle tickets will be sold, awards will be given, and the quilt drawing will produce a winner.   
A limited number of tickets for guests attending this event only are available on the registration form.   
 
Quilt  
For the past few years, Cathy Coates (mother to Chris Coates) has designed and created a one-of-a-kind 
handmade quilt which is really a work of art.  This fabulous quilt will be displayed with raffle tickets sold by 
Steven and Westin Thomas throughout the conference.  The winning ticket will be drawn at the CS 
Superhero Pajama Party.        
 
Sunday     
The RASopathies Symposium Summary led by several of our doctors will take place around 1:00 after the 
end of the Symposium (see program for exact time).    This informal event is presented by several of our 
doctors who will summarize the highlights of the Scientific Symposium.  
 

Some activities on our schedule have not been confirmed so there could be adjustments to 
times/activities.  Please refer to the program for the schedule at the conference.    
 
Tuesday, July 22, 2025 – Arrival Day 
Families will arrive to be ready to begin conference activities early on Wednesday.    
2:00pm – 6:00pm Registration/Help Desk open to pick up your conference packets 
4:00pm – 5:30pm Pool time – socializing at the pool!   
   DINNER ON YOUR OWN 
 
Wednesday, July 23, 2025 – Welcoming Day 
9:00am – 2:00pm Registration/Welcome Desk open 
   BREAKFAST ON YOUR OWN 

SCHEDULE OF EVENTS 
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9:30am – 11:30am Family Activities 
     •  Bob’s Bingo  10:00am – 11:15am 
     •  Kara’s Krafts   9:30am – 11:30am 
     •  Sheri’s Scavenger Hunt – 9:30am – 11:00am  
     •  Informal socializing 
12:00pm – 2:30PM SibShops (ages 7-17), requires pre-registration (pizza lunch)  
12:00pm – 1:30pm LUNCH ON YOUR OWN 
3:00pm – 9:00pm Dr. Karen Gripp/ Dr. Nicole Weaver – New Family Consent, by appointment 
1:45pm – 2:15pm Family Liaison Training 
2:15pm – 3:45pm New Family Orientation  
4:00pm -  5:30pm Welcome Reception  
5:15pm – 6:00pm Moments of Remembrance 
6:00pm – 7:30pm BUFFET DINNER 
8:00pm – 11:00pm Dads’ Night Out (adult social time for caregivers) 
 
Thursday, July 24, 2023 – Learning Day 
7:00am – 8:30am BREAKFAST BUFFET 
8:00am –12:15pm Registration/Help Desk Open 
8:00am – 8:00pm Dr. Heather Thompson – Research by Appointment 
8:30am   Camp Ras & CS Lounge Registration & Check-in 
8:55am – 11:30am Medical Lectures 
11:30am – 12:00pm Pick up from Camp Ras & CS Lounge by 12:00 noon 
11:45am – 1:00pm LUNCH BUFFET 
1:00pm  Camp Ras & CS Lounge Reopen 
1:15pm – 3:15pm Medical Lectures 
3:25pm – 4:45pm “Ask the Docs” – your chance to ask any remaining questions about CS 
4:40pm – 5:00pm Pick up from Camp Ras & CS Lounge by 5:00pm 
   DINNER ON YOUR OWN 
7:00pm – 10:00pm Moms Night Out (adult social time for caregivers) 
 
Friday, July 25, 2023 – Giving Day 
7:00am – 8:15am BREAKFAST BUFFET 
7:45am and 12:50pm Volunteers report to check-in stations  
8:00am – 8:00pm Dr. Heather Thompson – Research by Appointment 
8:00am – 12:00pm Research Stations and Appointments with the Experts 
12:00am – 1:15pm LUNCH BUFFET   
1:00pm – 5:00pm Research Stations and Appointments with the Experts 
   DINNER ON YOUR OWN 
7:30pm – 9:00pm RASopathies Symposium – Opening Night Dessert Reception & Presentations 
 
 
Saturday, July 26, 2023 – Sharing Day 
7:15am – 8:30am BREAKFAST BUFFET 
8:00am – 5:00pm Dr. Heather Thompson – Research by Appointment 
8:15am – 12:15pm Registration/Help Desk 
8:15am  Camp Ras & CS Lounge Check-in 
8:30am - 10:00pm Roundtable Discussions by Age 
10:15am – 11:30am A Sibling’s Point of View 
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11:15am – 11:45pm The Future of CSFN/2027 Conference – Heather Hamblin 
11:45   Pick up from Camp Ras & CS Lounge by 12:00pm 
12:00pm – 1:15pm LUNCH BUFFET 
1:00pm  Group photo – location to be announced  
1:15pm  Camp Ras & CS Lounge Check-in 
1:30pm – 3:00pm Roundtable Discussion by Specialty 
3:00pm – 3:15pm Pick up from Camp Ras & CS Lounge by 3:15pm     

 
 
 
5:45pm – 9:00pm 
 
 

CS Superhero Pajama Party 
•Buffet Dinner 
•Draw & Announce Coates’ Quilt Winner 
•Awards for the Costello Ambassador and the Sibling Champion 
•DJ & Dancing 
 

 
 
 
Sunday, July 27, 2023 – Wrap-up 
   BREAKFAST ON YOUR OWN 
9:30am – 10:30am Orlando Conference Review, Q&A 
1:00 – 2:00pm  Scientific Symposium Summary 
 

 

FINANCIAL ASSISTANCE 
 
Scholarships   A limited number of scholarships are available to help with conference costs, made possible 
by the Nicholas Spinnell Fund, the Makenzie Belanger Scholarship Fund, and the Virginia Proud Scholarship 
Fund.   To learn more about these opportunities, download the application form on our website or from our 
newsletters.    Deadline to apply is June 15, 2025.    
 
 
AWARDS 
 
CSFN is pleased to present the two awards.  The Sibling Champion Award will recognize the sibling of a 
person with Costello syndrome.  Nominees should be siblings who show the world how wonderful their 
brother or sister with Costello syndrome is.  The Costello Syndrome Ambassador Award will recognize a 
person with Costello syndrome who raises awareness about Costello syndrome and exemplifies the 
possibilities.  
 
Anyone with personal knowledge of the nominee - such as a parent, caregiver, relative, coworker or friend - 
can submit a nomination. There are no age limitations for the nominees. If you are interested in submitting a 
nomination, this is what you need to send: 

• Name of nominee 
• Nominee’s birthdate 

OTHER IMPORTANT INFORMATION 
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• Name of the award (Costello Syndrome Ambassador or Sibling Champion) 
• A brief story (150-300 words) about why you are nominating this person 
• Your name and contact information 
• A photo of the person being nominated. 

 
Please submit nominations to award@costellosyndromeusa.org or mail to Sandra Taylor, 159 Settings Blvd., 
Black Mountain, NC 28711. The deadline to submit is May 1, 2025.  Awards will be announced at the CS 
Superhero Pajama Party on Saturday night.       
 
Conference T-shirts Conference T-shirts will be available to purchase on your registration form.  There will 
be no charge for the individual with Costello syndrome but you will need to indicate the size.   Please review 
the sizing information as we will not be able to exchange the shirts you order for another size.   
 
The Youth and Adult T-shirts come in sizes Youth XS (6-8) through adult 3XL and are a 50/50 blend.  The crew 
neck toddler shirts come in sizes 2T through 5/6T and are 4.5 oz. 100% combed ringspun cotton.  See below 
for sizing. 
 
Toddler T-shirts:  $18.00 
Youth T-shirts:  $20.00 
Adult T-shirts:  $22.00  
 
 
Toddler Jersey T-Shirt Sizing  

 
Youth and Adult T-shirt Sizing 

 
 
Order deadline for T-shirts:  June 15, 2025 when registration closes.  

 
ATTENDEE DIRECTORY RELEASE 
 
A list of contact information for the families in attendance will be printed to distribute to all families 
attending.  All registrants will be included on the list unless they request removal before June 30, 2025. After 
this deadline, the contact list will be sent to print and no changes can be made. 

mailto:sandra@CostelloSyndromeUSA.org
mailto:award@costellosyndromeusa.org
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RELEASE OF LIABILITY/USE OF PHOTOGRAPHS 
 
By registering for the conference, attendees waive, release and discharge all rights, actions, and claims 
which they or their heirs, executors, or assigns may have against Costello Syndrome Family Network (CSFN) 
or its officers, directors, staff, volunteers, representatives, successors, and assigns for death, injury, loss or 
any and all damages which the attendee or attendee's child sustains and/or suffers in connection with 
participation in this event. By registering for this conference, attendees also grant permission to CSFN to use 
theirs or their child's photograph in legitimate accounts and promotional and educational materials. 
Attendees receive no compensation for the use of theirs or their child's photograph. 
 
COVID-19 
 
CSFN is monitoring the state of the COVID-19 pandemic and the presence of new and emerging variants and 
will implement precautions necessary to mitigate risks posed by an in-person meeting. At the time of the 
event, we will follow state (FL), county (Orange) and city (Orlando) mandates - as is required of our venue. 
We will provide updates to registered attendees as the event nears and when additional information 
becomes available. 
 
An inherent risk of exposure to COVID-19 exists in any public place where people are present. COVID-19 is 
an extremely contagious virus that can lead to severe illness and death.  Participation in conference events 
and activities carries some risk, and by attending, in-person attendees assume responsibility for their own 
well-being. All in-person attendees must follow posted instructions while participating in conference events 
and activities. Failure to follow all protocols in effect and required by the venue, and governing authorities 
during the conference, may result in dismissal from the venue and registration cancellation without refund. 
 
During these uncertain times, CSFN suggests flexible travel arrangements. Event cancellation and 
registration cancellation policies and any refunds are subject to the conditions of termination at the time.  
You can work with your travel provider and Hyatt Regency Grand Cypress Resort on cancellation policies or 
any travel cancellation insurance they may provide. 

See you in Orlando in July!  
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