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Get Whova for
CHB 2019 Annual Symposium of the

Coalition for Hemophilia B

Get Whova from the App Store or

Google Play.

Please sign up for the app with

your social media account or

email

The event invitation code is: 

CHB2019

Official Event App

 : CHB2019 Annual Symposium of
The Coalition for Hemophilia B

Official Event App of CHB2019
Get started now! 

Here’s how.
• Download Whova app in the Apple Store 

or Google Play. 

• Open the Whova app and sign in using 
the same email you used to register 
for the Coalition symposium. That’s 
the easiest way to immediately find our 
CHB2019 mobile event app. 

• Once signed in, you will be asked to set a 
password for yourself for future log-ins. 

• If you sign up with an email that’s 
different from the one you used to 
register for the symposium or using 
your social media account, you may 
be asked for an event invitation code. 
Don’t worry. It’s easy. Our event code is 
CHB2019.

• You’re set! Start using the app to see 
our event speakers, get each day’s 
agenda and exhibit hall at your 
fingertips, receive notifications from 
the Coalition Team. Then explore 
the app to network and find fellow 
attendees.

TIPS: Using the same email you used to register for 
the symposium is the easiest way to access our mobile 
app. If prompted, enter the event code CHB2019.

Download and access our 
3-day program on your 
phone or tablet.



It has been our mission for over 27 years to make quality of life the focal 

point of treatment for individuals with hemophilia. Amazingly, with the help 

of our gracious and generous supporters and the continued participation 

and engagement of Hemophilia B patients and their families, we have 

been able to make great strides in accomplishing our goals. This year, 

we again hope to engage, educate, excite, and perhaps even entertain 

everyone who has been wonderful enough to join us on this journey of 

advocacy and empowerment for those with Hemophilia B.

We hope you enjoy your time with us. In this booklet you’ll find all the 

information you need to make the most of the next three days. You 

also have the option of getting a simplified list of events, speakers, and 

exhibitors on your mobile device by downloading the official CHB2019 

event app on Whova. 

Be sure to use the hashtag #CHBscene to tweet at us and your friends 

and share photos so that everyone knows what a remarkable community 

we are. 

  
  

   
  

3



4

�--■ 

Free Guest Room Wi-Fi 
for Families 

(Thursday through Saturday) 
Free Wi-Fi in All Meeting Facilities 

  
for hotel guests for your stay
Free Wi-Fi in All Meeting Facilities 

Thursday through Sunday

  



�--■ 

Free Guest Room Wi-Fi 
for Families 

(Thursday through Saturday) 
Free Wi-Fi in All Meeting Facilities 
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Let’s Do Breakfast!

Join us and share a sunny breakfast with families 
from all over the USA! We encourage you to ex-
pand your circle of freinds by sitting with people 
you don’t already know!

Let’s Do Breakfast!

share a sunny breakfast with 
families from all over the USA! 

We encourage you to expand 
your circle of community 

friends by sitting with people 
you don’t already know!

Thursday, March 14
7:30–8:30am

Crystal Ballroom DE 
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The Coalition For Hemophilia B 
Invites Hemophilia Patients and Their Family

To Join Us For An Evening of Food, Friends and Music!

Featuring a Musical Performance by 

The Bleeders
Thursday, March 14, 2019   Time: 5:30-6:30pm 

Location: Crystal Ballroom DE



HOW DO I ENTER? 
When you register, you will be given an Exhibitor Card (like a bingo card) for Thursday, 
Friday, and Saturday. In each block is the name of one of our exhibitors. Stop by each 
exhibitor booth each day to have your card stamped. Exhibit hours are:

Thursday, March 14 6:30PM – 9:30PM
Friday, March 15 11AM – 4PM

Saturday, March 16 9AM – 1PM

Once each block on your card is stamped, return your completed card to the registration 
desk by these times:

• Thursday Exhibitor Cards must be turned in before the end of breakfast on Friday for 
the first raffle drawing. 

• Friday cards before the end of breakfast on Saturday for the second drawing.
• Saturday cards before the Saturday night dinner for the Sunday drawing. 

Raffle drawings take place Friday and Saturday in the Exhibit Hall (Crystal Ballroom ABC) 
and on Sunday during breakfast in the Crystal Ballroom DE. (NOTE: If you must catch an 
early Sunday flight and miss the breakfast, please give your card to someone at registration 
and let them know. Otherwise you must be present to win. Be sure to print your name and 
address and phone clearly on the card when leaving it at the registration desk.)

There will be three (3) winners each for the Thursday, Friday, and Saturday cards. 

RULES
• ONLY ONE ENTRY PER ADULT (21 AND OVER) 
• YOU MUST BE PRESENT TO WIN

PRIZES
1st Prize APPLE IPAD
2nd Prize AMAZON ECHO DOT
3rd Prize LEARNING RESOURCES BOTLEY*
4th Prize $50 GIFT CARD
* Coding robot activity set  
(Innovative Toy of the Year Award)

INDICATIONS AND USAGE
What is Rebinyn® Coagulation Factor IX (Recombinant), 
GlycoPEGylated? 
Rebinyn® is an injectable medicine used to replace clotting 
Factor IX that is missing in patients with hemophilia B. 
Rebinyn® is used to treat and control bleeding in people 
with hemophilia B. Your healthcare provider may give you 
Rebinyn® when you have surgery. Rebinyn® is not used for 
routine prophylaxis or for immune tolerance therapy.

IMPORTANT SAFETY INFORMATION
What is the most important information I need 
to know about Rebinyn®? 
•  Do not attempt to do an infusion yourself unless you 

have been taught how by your healthcare provider 
or hemophilia treatment center. Carefully follow your 
healthcare provider’s instructions regarding the dose and 
schedule for infusing Rebinyn®.

Who should not use Rebinyn®? 
Do not use Rebinyn® if you: 
•  are allergic to Factor IX or any of the other ingredients 

of Rebinyn®. 
•  are allergic to hamster proteins. 

What should I tell my health care provider before 
using Rebinyn®? 
Tell your health care provider if you: 
•  have or have had any medical conditions. 
•  take any medicines, including non-prescription medicines 

and dietary supplements. 
•  are nursing, pregnant, or plan to become pregnant. 
•  have been told you have inhibitors to Factor IX. 

How should I use Rebinyn®? 
• Rebinyn® is given as an infusion into the vein. 
•  Call your healthcare provider right away if your 

bleeding does not stop after taking Rebinyn®. 
•  Do not stop using Rebinyn® without consulting 

your healthcare provider. 

What are the possible side effects of Rebinyn®? 
•  Common side effects include swelling, pain, rash 

or redness at the location of the infusion, and itching. 
•  Call your healthcare provider right away or get 

emergency treatment right away if you get any of 
the following signs of an allergic reaction: hives, chest 
tightness, wheezing, dif� culty breathing, and/or swelling 
of the face. 

•  Tell your healthcare provider about any side effect 
that bothers you or that does not go away. 

•  Animals given repeat doses of Rebinyn® showed 
Polyethylene Glycol (PEG) inside cells lining blood vessels 
in the choroid plexus, which makes the � uid that cushions 
the brain. The potential human implications of these 
animal tests are unknown.

Please see Brief Summary of Prescribing Information 
on the following page.
Rebinyn® is a prescription medication.
You are encouraged to report negative side effects 
of prescription drugs to the FDA. 
Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A.

Rebinyn® is a registered trademark of Novo Nordisk Health Care AG. 
Novo Nordisk is a registered trademark of Novo Nordisk A/S.
© 2019 Novo Nordisk      All rights reserved.     US19REB00003     March 2019

TAKE CONTROL TO ATAKE CONTROL TO ATAKE CONTROL TO ATAKE CONTROL TO ATAKE CONTROL TO ATAKE CONTROL TO A

WITH REBINYNWITH REBINYNWITH REBINYN®®®

HIGH HIGH HIGH HIGH HIGH HIGH LEVELLEVELLEVEL

b Based upon a 2.34% increase in factor levels per IU/kg infused in adults.a In two phase 3 studies, factor levels were evaluated for 1 week after the � rst dose of Rebinyn® 

40 IU/kg. The average levels after 7 days were 16.8% in 6 adults, 14.6% in 3 adolescents, 
10.9% in 13 children ages 7 to 12 years, and 8.4% in 12 children up to age 6 years. 

Learn more at rebinyn.com

Visit Us at 
Booth #17

Image of hemophilia B patient shown is for illustrative purposes only.

Factor IX (FIX) levels achieved
immediately after an infusionb

FIX levels sustained
after 7 daysa94%+

Rebinyn® elevates factor levels above normal levelsa

17%
With a single dose of Rebinyn® 40 IU/kg in adults with ≤2% FIX levelsa

Clayton, 34 years old, is a pilot who hikes and camps in his spare time. Clayton lives with hemophilia B.

 The Coalition for Hemophilia B   2019  Annual Symposium    LEARN • MEET • SUPPORT 
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FAMILY-ONLY BREAKFAST WITH THE COALITION 

7:30–8:30 a.m. Thursday March 14, Crystal Ballroom DE: Join us to share a meal 

with new families from all over the USA! Get reacquainted with old friends you 

haven’t seen in a while. We challenge you to sit with people you don’t know so the 

circle of connection expands.

The Coalition for Hemophilia B  2019 Annual Symposium  LEARN • MEET • SUPPORT The Coalition for Hemophilia B   2019  Annual Symposium    LEARN • MEET • SUPPORT 

WOMEN’S GATHERING (FAMILIES ONLY)

HOSTED BY LINDY GAULT & CASSANDRA STARKS

2:15–3:30 p.m. Thursday March 14, Pool Lawn: This gathering is for caregivers, 

spouses/significant others, and women with bleeding disorders. Having hemophilia in 

the family can be an emotional roller-coaster—from fears of getting a bleed, to the 

frustration of missing a vein, to the heaviness of having to deal with a life-changing 

disorder. Women support women in riding these emotional waves while maintaining 

compassion for your own well-being. Refreshments will be served.

FAMILY MEET & GREET LUNCHEON  

SPONSORED BY APTEVO

1:00–2:00 p.m. Thursday March 14, Crystal Ballroom DE: A wonderful time for all 

families to meet, connect, and bond. While this is a family gathering, Grant Belsham 

of Aptevo Therapeutics will say a few words and show a short video. 

15

PROGRAMS FOR TEENS, TWEENS, AND TODDLERS AND 
CHILDCARE INFORMATION BEGIN ON PAGE 61.
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MEN’S GATHERING (FAMILIES ONLY) 

HOSTED BY WAYNE COOK & BILL PATSAKOS

2:15–3:30 p.m. Thursday March 14, Pool Terrace: Informal gathering with dads of 

children with hemophilia B, spouses of women with a bleeding disorder, significant 

others, and men with hemophilia B.  Join us for a cold beer or soda. Network and gain 

insight and support from others and make long-lasting friendships. 

PATIENT & FAMILY DINNER WITH PERFORMANCE BY THE BLEEDERS

5:30–6:30 p.m. Thursday March 14, Crystal Ballroom DE: It’s a family affair! We 

invite all of our families to come unwind and have some fun after a busy first day; 

entertainment will be provided by The Bleeders Band.

HEMOPHILIA B UPDATE: KEYNOTE ADDRESS

DR. CHRISTOPHER WALSH, MOUNT SINAI NEW YORK

9:15–10:15 a.m. Friday March 15, Crystal Ballroom: Dr. Walsh will deliver an 

update on hemophilia B products available and what’s in the pipeline.

SUNRISE TAI CHI WITH RICK STARKS

7:00–7:45 a.m. Friday and Saturday, March 15–16, Pool Lawn: TaijiFitTM is a Mind/

Body Exercise combining the best of traditional Tai Chi (Taiji) with modern Western 

fitness. It’s a workout for any age or fitness level. There are no routines to learn or set 

choreography to remember. Instead, you follow an instructor trained in a method 

known as “Qi Cueing”  who makes Taiji accessible to everyone, so you can experience 

the benefits of a calmer spirit and elevated fitness. Open to all.

17

The Coalition for Hemophilia B  2019 Annual Symposium  LEARN • MEET • SUPPORT The Coalition for Hemophilia B   2019  Annual Symposium    LEARN • MEET • SUPPORT 

FRIDAY BREAKFAST
7:45–8:45 a.m. Friday March 15, Crystal Ballroom



 PROGRAM DESCRIPTIONS

THE 411 ON MEDICAL MARIJUANA

DR. MICHELLE WITKOP

10:45 a.m.–12:00 p.m. Friday March 15, Crystal Ballroom DE: Marijuana is now legal 

for medicinal purposes in several states. It is frequently used as a remedy for pain. 

This session will explain what people with bleeding disorders need to know if they 

are considering medical marijuana as part of a pain treatment plan.

FINANCIAL TOOLS TO MAINTAIN MEDICAID & AVOID POVERTY

DONNIE AKERS, ESQ.

10:45 a.m.–12:00 p.m. Friday March 15, Bluegill Room: “Special Needs Trust.” 

The ABLE Act. QIT (qualifying income) Trusts. Social Security Disability (SSDI) and 

Supplemental Security Income (SSI). How are they different and how do I qualify? 

This session will answer these and other questions.

FRIDAY LUNCH   
SPONSORED BY CSL BEHRING 
12:15–1:15 p.m. Friday March 15, Crystal Ballroom DE 

BREAK TIME & FRIDAY RAFFLE DRAWING
10:15–10:40 a.m. March 15 in the Exhibit Hall (Crystal Ballroom ABC) 

18
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Kinesio Taping     
       and
        Tai Chi

Move better, Live better
 with

Dr. Michael Zolotnitsky and Rick Starks

Date: Friday, March 15, 2019 
Time: 1:30 - 2:30 pm.
Location: Crystal Ballroom DE

Ads for Coalition Program.indd   3 3/3/2019   10:28:08 AM



 PROGRAM DESCRIPTIONS

MENTAL HEALTH FIRST AID (MHFA): LESS STRESS, MORE LIVING 

DEBBIE DE LA RIVA, LPC

3:00–4:15 p.m. Friday March 15, Crystal Ballroom DE: This session covers signs and 

symptoms of stress, the impact stress has on one’s mental and physical health, and 

facing issues with opioids and harmful thoughts. You’ll come to understand how 

problematic thought patterns can create stress in your life. And you’ll learn mental 

health first aid skills that promote positive conversations about mental health and 

evidence-based techniques to reduce stress and increase peace.

MOVE BETTER, LIVE BETTER WITH KINESIOLOGY TAPING & TAI CHI

DR. MICHAEL ZOLOTNITSKY & RICK STARKS

1:30–2:30 p.m. Friday March 15, Crystal Ballroom DE: Ever wonder what exercise you 

can do to reduce pain, not increase it? Tai Chi has helped many people improve balance 

and regain range of motion. By combining this gentle exercise with kinesiology taping 

techniques, we can further increase support and joint stability. Tai Chi focuses on the 

movement patterns while kinesiology taping ensures the movement is pain-free. 

ART THERAPY (preregistration required)

SPONSORED BY SANOFI GENZYME

4:15–5:30 p.m. Friday March 15, Ocean 3 Room: Art has the power to captivate and 

inspire—and the power to help us. This engaging and educational session, led by 

an accredited art therapist, is geared to those age 16 and older. You’ll learn how art 

therapy can be a creative coping mechanism using  techniques that help you practice 

self-care in your daily routine. You must be preregistered to attend this program (first 

25 people to RSVP only). 

21
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 PROGRAM DESCRIPTIONS
FRIDAY NIGHT DINNER AND PRESENTATION:

BEYOND TROUGH LEVELS 

WITH DR. ROBERT SIDONIO|SPONSORED BY SANOFI GENZYME 

5:30–7:30 p.m. Friday March 15, Crystal Ballroom DE: You know that hemophilia B  

is different from hemophilia A in many ways, but when it comes to factor IX and bleed 

protection, there’s more to explore. Unlike factor VIII, which stays in the bloodstream, 

factor IX also travels outside the bloodstream and into other areas of the body. This 

means that trough levels, which only measure factor in the bloodstream, may not tell 

the full story of how well your factor IX replacement therapy is working.  Join Dr. Sidonio 

to learn more about factor IX and how we can think about protection in hemophilia B 

beyond trough levels alone.

BOMBARDIER BLOOD 

FILM SCREENING AND Q&A WITH CHRIS BOMBARDIER 

8:00–9:30 p.m. Friday March 15, Crystal Ballroom DE: This inspiring documentary film, 

produced by Believe Limited, takes us on a journey through Nepal with mountaineer 

and activist Chris Bombardier, the first person with severe hemophilia to summit 

Mount Everest. Popcorn will be served, with water stations in the room.  A question-

and-answer session follows. 

 

22
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SUPERVISED CHILDCARE AT ALL TIMES
Friday’s documentary screening is open to all ages but is optional for the younger 
kids. Infant, toddler, and tween rooms (Coral A, B, and C) are open every day 
until 11 p.m. so that parents can attend the sessions knowing their children are 
being looked after by our 15 professional nannies on-site. Kids can have their 
lunch and dinner meals served in the Coral rooms if parents choose. Teen room 
is open every day till 11 p.m. as well.
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SCREENING
Plus Q&A with Chris Bombardier
FRIDAY MARCH 15 
8:00–9:30pm | Crystal Ballroom DE



We are pleased to host a special screening of this documentary film that is 
significant for the global hemophilia community. 

Chris Bombardier has severe hemophilia B, and he is the first person with 
hemophilia to climb Mt. Everest. The film begins in Chris’s home state of 
Colorado and follows his training and preparation for Everest, with interviews 
of his wife and family and his hemophilia clinicians. In Nepal, the film follows 
Chris to meetings with local hemophilia advocates and doctors and to the 
homes of hemophilia families in Nepal who receive aid through Save One Life, 
an international hemophilia charity that Chris supports. These families share 
stories of their extraordinary day-to-day challenges. Chris’s two months on 
Everest and his own physical, psychological, and emotional struggles are also 
documented.  

After you watch the film you’ll have an opportunity to ask questions of Chris. 

CREDITS
Bombardier Blood was produced by Believe Limited and director/producer 
Patrick James Lynch, who also lives with hemophilia. The documentary was made 
possible by sponsorship from Octapharma, developer of human proteins for  
use as medical treatments. Additional sponsorship for the film was provided by  
The Coalition for Hemophilia B.

SCREENING
• Friday, March 15, 2019 for all families (PG-rated but at parents’ discretion)
• 8:00–9:30 p.m. in Crystal Ballroom DE, Renaissance Orlando at SeaWorld 

as part of the 2019 Annual Symposium of The Coalition for Hemophilia B
• Film Length: 90 minutes
• Popcorn provided 
• Please turn off all cellphones during the screening 

25



 PROGRAM DESCRIPTIONS

HEMOPHILIA B CARRIER BLEEDING & WOMEN BLEEDERS

DR. ROBERT SIDONIO

10:00–11:30 a.m. Saturday March 16, Crystal Ballroom DE: There are likely three 

female hemophilia B carriers per affected hemophilia B male in the United States. 

This talk highlights the unique challenges faced by hemophilia B carriers and opens 

up the discussion about appropriate nomenclature for those with mild, moderate, 

and severe deficiency. 

WORKING OUT: HOW TO WORK OUT & NOT GET HURT  

DR. MICHAEL ZOLOTNITSKY, PT 

10:00–11:00 a.m. Saturday March 16, Fantail Room:  Work out with physical therapist 

and severe hemophiliac Michael Zolotnitsky. Learn proper ways to modify and make 

exercise pain-free for a healthier life!   

HIGH FACTOR LEVELS & YOUR PK |BREAKFAST BRIEFING

DR. LISA BOGGIO, RUSH HEMOPHILIA & THROMBOPHILIA CENTER 

SPONSORED BY NOVO NORDISK  

7:30–9:00 a.m. Saturday March 16, Crystal Ballroom DE: This interactive breakfast 

symposium will discuss pharmacokinetic concepts (recovery, half-life, and area 

under the curve) and how they relate to everyday life. We will explain the importance 

of knowing the half-life of your factor product and how it affects your factor 

activity level over time. Information on a treatment option for hemophilia B will be 

presented. In addition, a caregiver of a child with hemophilia B will share her story.

SATURDAY RAFFLE DRAWING
9:30–10:00 a.m. March 16 in the Exhibit Hall (Crystal Ballroom ABC) 

26
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 PROGRAM DESCRIPTIONS

EMPLOYMENT RIGHTS: GETTING & KEEPING A JOB WITH A BLEEDING 

DISORDER UNDER THE ADA 

DONNIE AKERS, ESQ.

12:45–1:45 p.m. Saturday March 16, Fantail Room: A recent EEOC case involved 

three brothers with hemophilia who were employed at an oil refinery and were laid 

off in a workforce reduction. The EEOC took their claim and was successful. The 

presentation covers the ADA application process, the prohibited medical questions, 

medical exams, and violations of the ADA.  Lessons here will be useful for anyone 

entering the workforce or currently employed.

SATURDAY LUNCH   
SPONSORED BY PFIZER 
11:45 a.m.–12:45 p.m. Saturday March 16, Crystal Ballroom DE 

28
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LIVES IN BALANCE: COLLABORATIVE & PROACTIVE SOLUTIONS FOR 

HELPING KIDS WITH SOCIAL, EMOTIONAL & BEHAVIORAL CHALLENGES

KIMBERLY A. DOHENY, RN, BSN

12:45–2:15 p.m. Saturday March 16, Crystal Ballroom DE: This talk will discuss 

new ways of understanding and managing challenging behaviors in kids with social, 

emotional, and behavioral issues. The session is targeted to parents, caregivers, and 

teachers so that they can learn to identify problems that are getting in the way of 

the kids doing well and can then start to solve those problems collaboratively with 

their kids.





 PROGRAM DESCRIPTIONS

WHAT’S SO FUNNY? (AND DRUMMING SESSION) 

ROBERT FRIEDMAN 

2:30–3:45 p.m. Saturday March 16, Crystal Ballroom DE: Humor affects us 

physically, mentally, and emotionally in many positive ways. This highly interactive 

session introduces a simple and fun exercise using a hand drum to relieve stress, 

feel energized, and release negative emotions. No experience necessary. The 

session will have you laughing and feeling good about the emotional benefits of 

incorporating humor into your daily life.

THE B VOICE: IT STARTS WITH YOU & ME! 

GLENN MONES 

12:45–1:45 p.m. Saturday March 16, Tarbon Room: The small size of the hemophilia 

community—and the B community in particular—presents a challenge when 

advocating for our needs. That’s why it is so important that every individual join us 

in making our voices heard by elected officials, community leaders, and others. First 

and foremost, we must continue to fight for access to affordable quality healthcare 

and all approved therapies. Learn ways to ensure our unique voices are strengthened 

and amplified. Get the most up-to-date information on accumulator adjusters. Please 

bring your questions and concerns.

30
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and 
Learn the Benefits

of Music Therapy with Elizabeth!

ASK QUESTIONS, GAIN KNOWLEDGE!
Date: Saturday, MARCH 16

Time: 4:00 - 5:00pm
Location: Crystal Ballroom DE

an interactive infusion session with education on the benefits 

of music therapy when used in conjunction with infusing.

Hope Woodcock Ross, RN BSN and Elizabeth VanSant



FINAL NIGHT EVENT! DINNER, BAND &  

OPEN MIC NIGHT 

SPONSORED BY APTEVO & NOVO NORDISK

6:30–10:30 p.m. Saturday March 16, Outdoor Lawn Area: Let’s put on a show! 

Come ready to perform your favorite song or just sing along. We’ll provide the 

PA, electric guitar, amp, and keyboard; each performer will have up to 10 minutes 

of stage time. 

INFUSE WITH HOPE, INCORPORATING MUSIC THERAPY

HOPE WOODCOCK-ROSS, RN, BSN, AND ELIZABETH VANSANT

4:00–5:00 p.m. Saturday March 16, Crystal Ballroom CE:  Join Nurse Hope and 

patient volunteers for a live demonstration and instruction on how to infuse, 

while music therapist Elizabeth VanSant explains how associating music with 

infusions can create a calm, relaxed environment for relieving pain and anxiety.

 PROGRAM DESCRIPTIONS
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SUNDAY RAFFLE DRAWING DURING FAMILY BREAKFAST
8:00–9:00 a.m. March 17 in the Crystal Ballroom DE 



 

We provide the stage.
You bring the talent.

Saturday, March 16 - 6:30 pm

Sponsored by

LET’S PUT ON A SHOW!

OPEN MIC
& DINNER

#CHBscene

Diamond Level

Gold Level

Ads for Coalition 3/16.indd   10 3/17/18   10:42 AM



GENERAL INFORMATION
REGISTRATION HOURS
Thursday, March 14 
8:00 a.m.– 3:00 p.m.
Friday, March 15
8:00 a.m. – 12:00 p.m.

EXHIBIT HOURS
Thursday, March 14 
6:30 p.m. – 9:30 p.m.
Friday, March 15
11:00 a.m. – 4:00 p.m.
Saturday, March 16 
9:00 a.m. – 1:00 p.m.

AMENITIES
• Wireless Internet in room & meeting 
areas
• Two (2) bottles of water in room daily   
• 10% discount at Tradewinds at Dinner 
(during your entire stay)
• Breakfast for children age 12 & under 
FREE (two kids per one adult only) at 
Tradewinds (during your entire stay)
• Free complimentary self-parking at 
the hotel

Tweet at us at 
#CHBScene

HOSPITALITY SUITE
Upon your arrival you’ll be given the 
room number and specific hours for 
our hospitality suite.

WELLNESS MASSAGES AVAILABLE 
Booth # 12 in Exhibit Hall  
Thursday 6:30 p.m.– 9:30 p.m. 
Friday 1:00 p.m.– 4:00 p.m.  
Saturday 10:00 a.m. –1:00 p.m.

NURSE ON CALL
Hope Woodcock-Ross, RN, BSN 
607-222-8412, Booth # 22

NEAREST HEMOPHILIA 
TREATMENT CENTERS 
Children’s HTC  
Arnold Palmer Hospital for 
Children (adults have gone here as 
well)
The Haley Center for Children’s 
Cancer and Blood Disorders
92 West Miller Street
Orlando, Florida
321-841-8588

Adult HTC
St. Joseph’s Hospital Center for 
Bleeding & Clotting Disorders
3001 W. Dr. MLK Jr. Blvd. 
Tampa, Florida
813-554-8294

 MEDICAL EMERGENCIES

 GENERAL INFORMATION
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MOVING FORWARD

Visit RIXUBIS.com to learn more

Indications for RIXUBIS [Coagulation 
Factor IX (Recombinant)]
RIXUBIS is an injectable medicine used to replace clotting 
factor IX that is missing in adults and children with 
hemophilia B (also called congenital factor IX deficiency 
or Christmas disease).

RIXUBIS is used to control and prevent bleeding in 
people with hemophilia B. Your healthcare provider may 
give you RIXUBIS when you have surgery. RIXUBIS can 
reduce the number of bleeding episodes when used 
regularly (prophylaxis).

Detailed Important Risk Information 
You should not use RIXUBIS if you are allergic to 
hamsters or any ingredients in RIXUBIS.

You should tell your healthcare provider if you have or 
have had any medical problems, take any medicines, 
including prescription and non-prescription medicines, 
such as over-the-counter medicines, supplements or 
herbal remedies, have any allergies, including allergies 
to hamsters, are nursing, are pregnant or planning to 
become pregnant, or have been told that you have 
inhibitors to factor IX.

Allergic reactions have been reported with RIXUBIS. Call 
your healthcare provider or get emergency treatment 
right away if you get a rash or hives, itching, tightness of 
the throat, chest pain or tightness, difficulty breathing, 
lightheadedness, dizziness, nausea, or fainting.

Your body may form inhibitors to factor IX. An 
inhibitor is part of the body’s defense system. If you 
form inhibitors, it may stop RIXUBIS from working 
properly. Consult with your healthcare provider to make 
sure you are carefully monitored with blood tests for 
development of inhibitors to factor IX.

If you have risk factors for developing blood clots, 
the use of factor IX products may increase the risk of 
abnormal blood clots.

Common side effects that have been reported with 
RIXUBIS include: unusual taste in the mouth, limb pain, 
and atypical blood test results.

Call your healthcare provider right away about any side  
effects that bother you or if your bleeding does not stop 
after taking RIXUBIS.

Please see following page for RIXUBIS  
Important Facts.

You are encouraged to report negative 
side effects of prescription drugs to the 
FDA. Visit www.fda.gov/medwatch, or 
call 1-800-FDA-1088.

LEARN iF RIXUBIS®
     MAY BE RIGHT FOR YOU

©2018 Shire US Inc., Lexington, MA 02421. 1-800-828-2088.  
All rights reserved. SHIRE and the Shire Logo are trademarks  
of Shire Pharmaceutical Holdings Ireland Limited or its affiliates.  
RIXUBIS is a registered trademark of Baxalta Incorporated,  
a wholly owned, indirect subsidiary of Shire plc.  S41404   07/18



What are the possible side effects of RIXUBIS?
Allergic reactions may occur with RIXUBIS. Call your healthcare 
provider or get emergency treatment right away if you get 
a rash or hives, itching, tightness of the throat, chest pain 
or tightness, diffi culty breathing, lightheadedness, dizziness, 
nausea or fainting. Some common side effects of RIXUBIS were 
unusual taste in the mouth and limb pain. Tell your healthcare 
provider about any side effects that bother you or do not go 
away. These are not all the side effects possible with RIXUBIS. 
You can ask your healthcare provider for information that is 
written for healthcare professionals.

What is RIXUBIS?
RIXUBIS is a medicine used to replace clotting factor (Factor IX) 
that is missing in people with hemophilia B. Hemophilia B is 
also called congenital factor IX defi ciency or Christmas disease. 
Hemophilia B is an inherited bleeding disorder that prevents 
blood from clotting normally. RIXUBIS is used to prevent and 
control bleeding in people with hemophilia B. Your healthcare 
provider may give you RIXUBIS when you have surgery. RIXUBIS 
can reduce the number of bleeding episodes when used 
regularly (prophylaxis).

Who should not use RIXUBIS?
You should not use RIXUBIS if you 
•  are allergic to hamsters
•  are allergic to any ingredients in RIXUBIS.
Tell your healthcare provider if you are pregnant or breastfeeding 
because RIXUBIS may not be right for you.

What should I tell my healthcare provider before 
using RIXUBIS?
You should tell your healthcare provider if you
•  have or have had any medical problems
•   take any medicines, including prescription and non-

prescription medicines, such as over-the-counter medicines, 
supplements or herbal remedies

•   have any allergies, including allergies to hamsters
•   are breastfeeding. It is not known if RIXUBIS passes into your 

milk and if it can harm your baby
•   are pregnant or planning to become pregnant. It is not known 

if RIXUBIS may harm your unborn baby
•   have been told that you have inhibitors to factor IX (because 

RIXUBIS may not work for you).

How should I infuse RIXUBIS?
RIXUBIS is given directly into the bloodstream. RIXUBIS should be 
administered as ordered by your healthcare provider. You should 
be trained on how to do infusions by your healthcare provider 
or hemophilia treatment center. Many people with hemophilia B 
learn to infuse their RIXUBIS by themselves or with the help of a 
family member.

Your healthcare provider will tell you how much RIXUBIS to use 
based on your weight, the severity of your hemophilia B, and 
where you are bleeding. You may have to have blood tests done 
after getting RIXUBIS to be sure that your blood level of factor IX 
is high enough to clot your blood. Call your healthcare provider 
right away if your bleeding does not stop after taking RIXUBIS.

What else should I know about RIXUBIS?
Your body may form inhibitors to factor IX. An inhibitor is part 
of the body’s defense system. If you form inhibitors, it may stop 
RIXUBIS from working properly. Consult with your healthcare 
provider to make sure you are carefully monitored with blood 
tests for the development of inhibitors to factor IX.

Medicines are sometimes prescribed for purposes other than 
those listed here. Do not use RIXUBIS for a condition for which it 
is not prescribed. Do not share RIXUBIS with other people, even 
if they have the same symptoms that you have.

You are encouraged to report negative side effects of 
prescription drugs to the FDA. Visit www.fda.gov/medwatch, 
or call 1-800-FDA-1088.

The risk information provided here is not comprehensive. To 
learn more, talk about RIXUBIS with your healthcare provider or 
pharmacist. The FDA-approved product labeling can be found at 
http://www.shirecontent.com/PI/PDFs/RIXUBIS_USA_ENG.pdf 
or by calling 1-800-FDA-1088. 

©2017 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-800-828-2088.
SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings 
Ireland Limited or its affi liates.
RIXUBIS is a registered trademark of Baxalta Incorporated, a wholly owned, indirect 
subsidiary of Shire plc.
Issued 03/2016

Baxalta US Inc.

Westlake Village, CA 91362 USA
U.S. License No. 2020
S27967  02/17

Important facts about 

RIXUBIS [Coagulation Factor IX 
(Recombinant)]
This leafl et summarizes important information about RIXUBIS. 
Please read it carefully before using this medicine. This 
information does not take the place of talking with your 
healthcare provider, and it does not include all of the important 
information about RIXUBIS. If you have any questions after 
reading this, ask your healthcare provider.



 EXHIBIT HALL MAP
Crystal Ballroom ABC

VISIT THE EXHIBIT HALL
Thursday 3/14
6:30pm – 9:30pm
Friday 3/15 
11:00am – 4:00pm
Saturday 3/16 
9:00am – 1:00pm

↑ ↑
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 MEETING ROOMS

FLOOR 2 (SECOND LEVEL)
Teen Room (Palani) & Other Meeting Spaces 
Note: Children will be escorted by a designated nanny to and from programs held in 
rooms on the second level (outside the main childcare rooms).

ZANDER

RECEPTION
FOYER

FLOOR 1 (LOBBY LEVEL)
Main Meeting Room & Exhibit Hall (Crystal Ballroom)
Childcare, Toddler & Tween Rooms (Coral A, B & C) are in close proximity; Oceans 4 
Ballroom (for Ted E. Bear Hospital) is across the reception foyer. 
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WATER STATION 
SPONSORED BY



 SCHEDULE AT-A-GLANCE - THURSDAY, MARCH 14

ADDITIONAL ACTIVITIES
Bring your Thursday Exhibit Card to be stamped when you visit the exhibitor 
booths. First raffle drawing is after Friday breakfast. Raffle opportunities on 
Saturday and Sunday too (see page 12).

Stop to watch the 3-minute video clips being shown. These short videos are 
another way for us to share information about the community programs 
available to you.

7:30 a.m. – 8:30 a.m. Breakfast/Families Only Crystal Ballroom DE
8:00 a.m. – 3:00 p.m. Registration

8:30 a.m. – 1:00 p.m. Free Time

1:00 p.m. – 2:00 p.m. Lunch Meet & Greet 
sponsored by Aptevo

Crystal Ballroom DE

2:15 p.m. – 3:30 p.m. Women’s Gathering hosted 
by Lindy Gault & Cassandra 
Starks

Pool Lawn (weather 
backup: Atrium C)

 2:15 p.m. – 3:30 p.m. Men’s Gathering  
hosted by Wayne Cook & Bill 
Patsakos

Pool Terrace 
(weather backup: 
Atrium A)

3:30 p.m. – 5:30 p.m. Break Time

5:30 p.m. – 6:30 p.m. Dinner for Patients & 
Families, featuring the 
Bleeders Band

Crystal Ballroom DE

 6:30 p.m. – 9:30 p.m. Exhibits Open Exhibit Hall (Crystal 
Ballroom ABC)
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Thursday’s programs are for Patients and Families Only



 
7:00 a.m. – 7:45 a.m. Sunrise Tai Chi with 

Rick Starks
Pool Lawn

7:45 a.m. – 8:45 a.m. Breakfast Crystal Ballroom DE

8:00 a.m. – 12:00 p.m. Registration Outside Crystal 
Ballroom

9:15 a.m. – 10:15 a.m. Hemophilia B Update:  
Dr. Christopher Walsh

Keynote Speaker Crystal Ballroom DE

10:15 a.m. – 10:40 a.m. Break & Raffle Drawing in Exhibit Hall Crystal Ballroom ABC

10:45 a.m. –12:00 p.m. The 411 on Medical 
Marijuana:  
Dr. Michelle Witkop

Crystal Ballroom DE

10:45 a.m. –12:00 p.m. Financial Tools to 
Maintain Medicaid, 
Avoid Poverty:  
Donnie Akers, Esq.

Bluegill Room

11:00 a.m. – 4:00 p.m. Exhibits Open Crystal Ballroom ABC

12:15 p.m. – 1:15 p.m. Lunch sponsored by 
CSL Behring

Crystal Ballroom DE

1:30 p.m. – 2:30 p.m. Kinesiology Taping with 
Tai Chi: Dr. Michael 
Zolotnitsky & Rick 
Starks

Crystal Ballroom DE

2:30 p.m. – 3:00 p.m. Break& Snacks: Ice Cream, Fruit Bars in  
Exhibit Hall

Crystal Ballroom ABC

3:00 p.m. – 4:15 p.m. Mental Health First 
Aid: Less Stress, More 
Living: Debbie De La 
Riva, LPC

Crystal Ballroom DE

4:15 p.m. – 5:30 p.m. Break Time
4:15 p.m. – 5:30 p.m. Art Therapy (preregis-

tration only) sponsored 
by Sanofi Genzyme

Ocean 3 Room

5:30 p.m. – 7:30 p.m. Friday Night Dinner 
with Dr. Robert Sidonio 
sponsored by Sanofi 
Genzyme

Crystal Ballroom DE

8:00 p.m. – 9:30 p.m. Bombardier Blood: Film 
Screening, Q&A with 
Chris Bombardier

Crystal Ballroom DE
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 SCHEDULE AT-A-GLANCE - SATURDAY, MARCH 16
7:00 a.m. – 7:45 a.m. Sunrise Tai Chi with Rick 

Starks
Pool Lawn

7:30 a.m. – 9:00 a.m. Breakfast Briefing/High 
Factor Levels & Your PK:  
Dr. Lisa Boggio sponsored 
by Novo Nordisk

Crystal Ballroom DE

9:00 a.m. – 1:00 p.m. Exhibits Open Crystal Ballroom ABC

9:30 a.m. – 10:00 a.m. Raffle Drawing in Exhibit Hall Crystal Ballroom ABC 

10:00 a.m. – 11:30 a.m. Hemophilia B Carrier 
Bleeding & Women 
Bleeders: Dr. Robert Sidonio

Crystal Ballroom DE

10:00 a.m. – 11:00 a.m. How to Work Out & Not Get 
Hurt: Dr. Michael Zolotnitsky

Fantail Room

11:45 a.m. – 12:45 p.m. Lunch sponsored by Pfizer Crystal Ballroom DE

12:45 p.m. – 2:15 p.m. Lives in Balance: Kimberly A. 
Doheny, RN, BSN

Crystal Ballroom DE

12:45 p.m. – 1:45 p.m. Employment Rights:  
Donnie Akers, Esq.

Fantail Room

12:45 p.m. – 1:45 p.m. The B Voice: It Starts with 
YOU & ME: Glenn Mones

Tarpon Room

2:30 p.m. – 3:45 p.m. What’s So Funny? (with 
Drumming Session):  
Robert Friedman

Crystal Ballroom DE

4:00 p.m. – 5:00 p.m. Infusion Session with Music 
Therapy: Hope Woodcock-
Ross, RN, & Elizabeth 
VanSant

Crystal Ballroom DE

5:00 p.m. – 6:30 p.m. Break Time

6:30 p.m. – 10:30 p.m. Final Night Event with 
Band, Open Mic  
sponsored by Aptevo 
& Novo Nordisk

Outdoor Lawn Area
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FOR GENEROUSLY SPONSORING 

10 FAMILIES TO ATTEND 

THE COALITION FOR HEMOPHILIA B 

2019 ANNUAL SYMPOSIUM

 SCHEDULE AT-A-GLANCE - SUNDAY, MARCH 17

We hope everyone attending our 2019 Annual Symposium enjoyed the sessions and 
activities and that you will have made some new friends and reconnected with old 
ones. Take home with you all that you have learned and share with your extended 
family and friends and other community members. We encourage everyone to sign 
up for our BConnected app on Slack to continue interacting with your peers, other 
families, and experts well after the event. Knowledge is empowering!

POST-CONFERENCE ACTIVITIES
We also ask that everyone please take our symposium survey, to give us feedback, 
and to participate in our 2019 member survey. It will be coming to you in the 
mail soon.

8:00 a.m.–9:00 a.m. Family Breakfast, Raffle 
Drawing & Farewells

Crystal Ballroom DE

SIMPLY B CONNECTED IN 5 EASY STEPS! 

1. Contact Rick and Shad at Bconnected@hemob.org and let us know 
you would like to join Bconnected. 

2. Download the Slack app from the Apple Store or Google Play.

3. Check your in-box for an email from Bconnected@hemob.org with a 
link. (Please check your spam folder if you don’t see it in your in-box.)

4. Click the link to set up your account; add your Name (or pick a 
Nickname) for everyone to see. 

5. Set up notifications and alerts in Settings. 
• On your mobile phone, go to phone settings. 
• Click notifications.
• Find Slack app.
• Click allow notifications.
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FOR GENEROUSLY SPONSORING 

10 FAMILIES TO ATTEND 

THE COALITION FOR HEMOPHILIA B 

2019 ANNUAL SYMPOSIUM
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Why B Connected?
 
New therapies are flooding the market. It’s more 
important than ever that everyone in the  
Hemophilia B community has a way to:

» Get critical information in a timely way. 
» Dispel false rumors immediately and get correct 
information from expert sources. 
» Stay engaged with the community virtually  
even if your hemophilia limits your mobility.
» Ask questions and share experiences with other 
patients and caretakers.
» Customize and control the content you want to 
receive notifications for. 

PEER SUPPORT & ASK THE EXPERT GUESTS 
Through B Connected you can also digitally 
join online Ask the Expert sessions—hour-long 
discussions on topics such as advocacy, depression, 
pain management, unaffected siblings, physical 
therapy and how to cut down on joint bleeds, 
nutrition and exercise, inhibitors, new family 
support, aging with hemophilia, and much more!

JOIN TODAY!
Hemophilia B Connected online discussion board is hosted 
on Slack and is 100% HIPAA compliant. 

FREE for individuals and families  
with HEMOPHILIA B.  To get instructions  

on how to join B Connected, 
contact administrators

Rick Starks and Shad Tulledge at:
bconnected@hemob.org

contact: bconnected@hemob.org

THERE’S A NEW WAY

TO STAY CONNECTED TO

PEERS-FAMILIES-EXPERTS

PAST PROGRAMS FEATURING:
» KIM MAUER, MD: PAIN MANAGEMENT
» DONNIE AKERS, ESQ: LEGAL TOOLS ON THE     
   ROAD TO LIFE WHILE KEEPING PUBLIC BENEFITS
» DR. DAVID CLARK: NEW PRODUCTS IN  DEVELOPMENT  
   AND GENE THERAPY

B Connected informational flyer.indd   1 3/1/2019   6:22:47 PM
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JACOSE BELL
Jacose is a native Oregonian whose love for the outdoors and 
sense of adventure sprang from growing up on a 34-acre farm 
and getting hooked on camp through the state’s Outdoor School 
Program. She has taught environmental education and the arts to 
kids and young adults in Oregon and Alaska for Americorps, the 
Northwest Regional Outdoor School Program, Campfire Council 
of Alaska, and Caldera Arts. After four years in advertising at 
Wieden+Kennedy, Jacose decided to meld her worlds of creative 
thinking and natural classrooms and joined the GutMonkey team 
in 2014. She loves to think about all the ways that humans are 
good and could get better. Her passions are around equity and 
inclusion work and the expansion of health for people of all 
backgrounds and colors.

Why B Connected?
 
New therapies are flooding the market. It’s more 
important than ever that everyone in the  
Hemophilia B community has a way to:

» Get critical information in a timely way. 
» Dispel false rumors immediately and get correct 
information from expert sources. 
» Stay engaged with the community virtually  
even if your hemophilia limits your mobility.
» Ask questions and share experiences with other 
patients and caretakers.
» Customize and control the content you want to 
receive notifications for. 

PEER SUPPORT & ASK THE EXPERT GUESTS 
Through B Connected you can also digitally 
join online Ask the Expert sessions—hour-long 
discussions on topics such as advocacy, depression, 
pain management, unaffected siblings, physical 
therapy and how to cut down on joint bleeds, 
nutrition and exercise, inhibitors, new family 
support, aging with hemophilia, and much more!

JOIN TODAY!
Hemophilia B Connected online discussion board is hosted 
on Slack and is 100% HIPAA compliant. 

FREE for individuals and families  
with HEMOPHILIA B.  To get instructions  

on how to join B Connected, 
contact administrators

Rick Starks and Shad Tulledge at:
bconnected@hemob.org

contact: bconnected@hemob.org

THERE’S A NEW WAY

TO STAY CONNECTED TO

PEERS-FAMILIES-EXPERTS

PAST PROGRAMS FEATURING:
» KIM MAUER, MD: PAIN MANAGEMENT
» DONNIE AKERS, ESQ: LEGAL TOOLS ON THE     
   ROAD TO LIFE WHILE KEEPING PUBLIC BENEFITS
» DR. DAVID CLARK: NEW PRODUCTS IN  DEVELOPMENT  
   AND GENE THERAPY

B Connected informational flyer.indd   1 3/1/2019   6:22:47 PM

DONALD AKERS, JR.
“Donnie” Akers, Esq., is an attorney and patient advocate from 
Louisiana who began volunteering in the bleeding disorders 
community in 1999. Since 2008 he has served as General Counsel 
to Hemophilia Federation of America (HFA). He is a frequent 
speaker at hemophilia and elder-protection conferences 
nationwide. He has served on the Pfizer Ulcerative Colitis Patient 
Advisory Board; he is a contributor and adviser to The Coalition 
for Hemophilia B and the Louisiana Hemophilia Foundation. 
He holds a JD from Louisiana State University Law School and 
a BA from the University of Louisiana-Lafayette, where he also 
studied Rehabilitation Counseling. He practices business, estate, 
and elder law with the Gibbens & Stevens law firm in New Iberia, 
Louisiana, and is a retired assistant District Attorney from the 
16th Judicial District of Louisiana’s Elderly Protection and Family 
Services Division.

DEBBIE ADAMKIN
Debbi has been active in the bleeding disorders community for 
over 24 years and has been the Executive Director of the Florida 
Hemophilia Association since 2005. She enjoys playing golf, 
tennis, bike riding, dancing, and good food. She has two children 
and three grandchildren. Both her son and two grandsons have 
hemophilia.
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 SPEAKER BIOGRAPHIES
DR. LISA BOGGIO
A board-certified hematologist, Dr. Boggio is Clinical Director 
at Rush Hemophilia and Thrombophilia Center. She has been 
assistant professor in the departments of Medicine and Pediatrics 
at Rush University since 2007. She received her doctor of medicine 
degree from Chicago Medical School at Rosalind Franklin  
University, then completed an Internal Medicine residency 
at Northwestern University and a Hematology and Oncology  
fellowship at Northwestern University. Dr. Boggio is a member 
of the World Federation of Hemophilia, the International Society 
on Thrombosis and Haemostasis, and the American Society 
of Hematology. She was National Hemophilia Foundation 
Philanthropist of the Year in 2010. In addition to her clinical 
responsibilities, she is an educator and lecturer, providing 
education for healthcare professionals and patients.

DR. DAVID CLARK
David Clark is the Chairman of The Coalition for Hemophilia B.  
He has 35 years of experience in the development and 
manufacture of plasma and tissue products, including Factor IX 
concentrates, primarily with the American Red Cross. He has a 
PhD in chemical engineering from Cornell University.

 

CHRIS BOMBARDIER
Mountain climber Chris Bombardier of Denver, Colorado, 
is the first hemophiliac to climb the Seven Summits of the 
world—the highest peak on each continent—a feat that only 
some 400 people can claim. His 2017 climb up Mount Everest 
is documented in the film Bombardier Blood. Chris is executive 
director of Save One Life, an international hemophilia nonprofit. 
He is the founder of www.AdventuresofaHemophiliac.com and 
has severe hemophilia B.
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  SPEAKER BIOGRAPHIES
WAYNE COOK
Wayne Cook is the President of The Coalition for Hemophilia B. 
He has been an active member of the community for over 20 
years. Wayne has presided over several organizations as well as 
numerous advisory boards. He is a national spokesperson for 
hemophilia B as well as a published author of several articles 
related to his personal experiences with a bleeding disorder. 
Wayne has severe hemophilia B.

MONA COSTANTINI 
Mona holds a bachelor’s degree in Architecture, a master’s 
degree in Art Therapy, and a PhD from Wisdom University. She 
is a workshop facilitator and spiritual companion who offers her 
gifted quality of presence and support to those interested in 
personal transformation. Mona lives in Milford, Connecticut, on 
a secluded ranch and creates artwork daily, in addition to her 
work in education with special needs students. Her work with 
Ted E. Bear Hospital at hemophilia educational symposiums 
and meetings has served children who are touched by a chronic 
illness. Her unique inner creative process teaches and moves 
participants in a delightful, surprising, and healing way.

DEBORAH DE LA RIVA, LPC
Debbie de la Riva is a licensed professional counselor, a Mental 
Health First Aid (MHFA) instructor, and a former executive 
director of the Lone Star Chapter of the National Hemophilia 
Foundation. She has been an advocate for the bleeding disorders 
community since her son Jorge’s diagnosis in 1994. Jorge was 
born with severe hemophilia. She and her family realized quickly 
that becoming educated and connected with others were key to 
living successfully with hemophilia. Her two guiding principles 
are, first, when one is affected by hemophilia, the whole family is 
affected, and two, the mental state of the affected person and his/
her family has a significant impact on their physical health. She is 
passionate about raising awareness of mental health conditions, 
encouraging people in the bleeding disorders community to talk 
about them, and helping people find mental health care.
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ROBERT LAWRENCE FRIEDMAN
For the past 32 years, Robert Lawrence Friedman, MA, 
psychotherapist, author, professional speaker, and musician, has 
provided his dynamic and interactive rhythm-based programs to 
audiences in the United States, Europe, and Asia. In 2014, he was 
awarded the Hearst Scholar Award. Friedman is the author of The 
Healing Power of the Drum: A Psychotherapist Explores the Healing 
Power of Rhythm (White Cliffs Media, 2000), The Healing Power of 
the Drum: A Journey of Rhythm and Stories (Pathway Books, 2010), 
and How to Relax in 60 Seconds or Less (Healthy Learning, 2011). 

 
DANIELA DELGADO
Daniela started Daniela’s Little Wish in 2011 as a four-year-old girl 
who raised her wand (the spatula) and made a wish: to bake and 
deliver smiles for kids with severe illnesses or disabilities. Since 
then Daniela has delivered hundreds of birthday cakes at no cost 
in Connecticut, New York, Rhode Island, Arizona, Illinois, and other 
states when she travels with the support of her parents Janine 
and Nemo. Daniela is now 11 years old and does motivational 
presentations for the bleeding disorders community. She lives 
with von Willebrand Disease (VWD).

KIMBERLY A. DOHENY, RN, BSN
Kim has been a child/adolescent psychology nurse since 1989. 
She has worked with very challenging and vulnerable kids and 
their families. Kim was Nurse Manager of the Somerville Hospital 
Adolescent Unit and one of the first people to work with Dr. Ross 
Greene on his model of care (known as Collaborative & Proactive 
Solutions, or CPS) to improve care and outcomes for patients 
and their families. She has worked with Dr. Greene since 2005, 
consulting with public schools, inpatient units, and residential 
treatment facilities implementing CPS. She has experience as a 
school nurse for K-12 and is currently a Psychiatric Nurse Educator 
for a pediatric hospital in the Boston area.
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JUDY IGELMAN
The mother of a son with severe hemophilia, Judy holds a 
bachelor’s degree in Social Work and has been recognized 
for decades as a tireless advocate for persons with bleeding 
disorders. Judy is a former director of Hemophilia Federation 
of America (HFA), having represented Hemophilia of North 
Carolina on the board of directors. She is nationally recognized 
for her volunteer work in the bleeding disorders community, 
with a special focus on children and families, and is the 2013 
recipient of the HFA President’s Award. Judy is a native of Milford, 
Connecticut, and resides in Wake Forest, North Carolina. For 
many years, she has been the driving force behind Ted E. Bear 
Hospital, the therapeutic and empowerment program begun by 
the late Joyce Donlan of Nebraska to provide a unique experience 
for children with bleeding disorders. She recruited her lifelong 
friend Mona Costantini into the community, and their shared 
passion has resulted in a phenomenal collaboration benefiting 
the community’s children.

LINDY GAULT
Lindy is the mother of Lincoln, an almost four-year-old with 
severe hemophilia B and inhibitors. He was a surprise diagnosis 
at eight months old. She and her husband Ben have been involved 
in The Coalition for Hemophilia B community for almost two 
years. Lindy is a health and fitness professional with 13 years 
of experience as an instructor, trainer, and coach. She coaches 
and mentors women from all over the country on their health 
and wellness goals. She also serves as a personal trainer and 
operates an online business as an affiliate with an activewear 
brand. Her expertise as a wellness professional has helped to 
guide her through the challenges of being a caretaker to a child 
with a rare disease.
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DIANNE KIM
Dianne is a social innovator and strategist interested in 
bringing design thinking to the forefront in addressing the 
most complex issues in health education. She has taught and 
facilitated workshops at organizations and academic institutions 
throughout New York City. Dianne holds a dual degree (MPH and 
MBA) from Johns Hopkins University and has more than 10 years’ 
experience working in global health, education, and human-
centered design. She is a former Peace Corps volunteer, speaks 
Spanish and Korean, and has a penchant for travel, learning new 
languages, and hiking up as many mountains as she can.

LEE KIM
Lee is a design thinker, engineer, and designer. She currently 
serves as a director within the Global Congress Team at Pfizer. Lee 
has taught and facilitated workshops on human-centered design 
and community building at various universities and organizations 
throughout the United States. She believes that by focusing our 
attention to the human-centered design process and experience, 
we can arrive at solutions that are truly delightful and amazing. 
Lee loves building and fostering creativity through everyday 
experiences and finds joy in connecting the dots with other fun-
loving and joyful human beings.

GLENN MONES
Glenn has worked in the hemophilia community for nearly 20 
years, serving in a variety of roles, including as vice president 
for Public Policy at the National Hemophilia Foundation and 
executive director of the New York City Hemophilia Chapter. He 
has worked extensively in nonprofit management, development, 
and marketing. Prior to his work in hemophilia, he served as the 
director of media relations, marketing, and communications at 
UJA-Federation of New York, and as national director of media 
relations at Planned Parenthood Federation of America. Glenn is 
very pleased to be working with The Coalition for Hemophilia B 
on advocacy issues and other projects.
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LESLIE C. OYGAR, MPH, NR, BSN, 
Leslie has been with Accredo Specialty Pharmacy for 20 years 
and provides Advanced Therapy specialty disease training to 
employees of Accredo, physician offices, hospitals, schools, 
professional societies, and organizations serving specialized 
disease states requiring ongoing medical and pharmaceutical 
and nursing management. Previously, Leslie started one of 
seven Florida centers of excellence in Pediatric Hematology at 
Arnold Palmer Children’s Hospital—which was the first Pediatric 
Hematology program in Central Florida. She was the Pediatric 
Hematology/Hemophilia Nurse Coordinator for nine years.

DR. WILLIAM PATSAKOS
Bill Patsakos, Pharm. D, is a clinical pharmacist with CVS/Specialty 
and works as a Client Relations Executive in the hemophilia 
division. Bill is a graduate of the US Military Academy of Health 
Sciences. He received his pharmacy degree from Long Island 
University Arnold and Marie Schwartz College of Pharmacy and 
his doctorate in Pharmacy from Shenandoah University. Bill is a 
retired Army captain and now serves as a lieutenant with the Fire 
Department of New York City and on a national rescue team and 
Incident Management Team for FEMA. He lives on Staten Island 
with his wife Christine and four sons, three of whom have factor IX 
hemophilia. In the bleeding disorders community he has served as 
co-chair of numerous NYC walks and the chair of the NYC chapter 
of Dads in Action, and has advocated on Capitol Hill for years. 

DR. ROBERT SIDONIO
Dr. Sidonio is Associate Director of the Hemostasis and 
Thrombosis Program at Children’s Healthcare of Atlanta and 
Director of Clinical Operations and Clinical Research of the 
Hemostasis and Thrombosis Program. He attended medical 
school at the University of Alabama at Birmingham School 
of Medicine and completed his residency at the University of 
Louisville/Kosair Children’s Hospital in Louisville, Kentucky. He 
was a fellow at the University of Pittsburgh Medical Center/
Children’s Hospital of Pittsburgh, where he also received his 
master of science in clinical research.
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RICK STARKS 
Rick is a former paramedic and the crew captain of the local 
ambulance squad for 20 years. A lifelong martial artist with 
over 40 years experience, originally studying Kung Fu under Al 
Dacascos, Rick studied various other styles and became a black 
belt in Taekwondo. He was the 1987 Colorado State Champion, 
with a gold medal in sparring, silver in poomse (forms), and 
gold in breaking. Numerous injuries and later bilateral hip 
replacements led to his transition to Tai Chi. He is a senior student 
and instructor under David-Dorian Ross, the eight-time national 
champion and world medalist in Tai Chi. As a severe hemophiliac, 
Rick travels nationally, teaching and leading sessions in Tai Chi, 
specifically in the hemophilia and bleeding disorders community. 
He also speaks passionately on the benefits of mindfulness and 
meditation in pain management. He is married to his wife for 30 
years and resides in southwest Nebraska, where he teaches at 
his school, Meditation in Motion.

CASSANDRA STARKS
Cassandra is a young woman with hemophilia B who is 
passionate about helping others find greater balance in the 
Body, Mind, and Spirit. At 26 years old, she has begun her 
career as a Plant Spirit Medicine (PSM) healer. PSM is a form of 
holistic medicine that provides a deep level of spiritual healing 
through the use of plants. She is also a TaijiFit instructor and has 
been leading classes and speaking to hemophilia communities 
around the country for the last two years. She graduated college 
in 2015 with degrees in biology and chemistry and All-American 
honors in Pole Vault.

ELIZABETH VANSANT
Elizabeth is a 22-year-old with severe hemophilia B. She is 
currently a music therapy intern at Bridgeway Academy in 
Columbus, Ohio, working toward her goal of becoming a 
board-certified music therapist.
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DR. CHRISTOPHER WALSH 
Christopher Walsh, MD, is Associate Professor of the 
Department of Medicine at Mt. Sinai School of Medicine and 
Director of the Mt. Sinai Hemophilia Center in New York.  
Dr. Walsh is a renowned hemophilia expert, practitioner, author, 
and speaker. He has received numerous awards, honors, and 
research grants from the National Institutes of Health. His 
research concentrates on the use of gene therapy to restore 
levels of FVIII and FIX treatment for hemophilia patients. 

MICHELLE LYNN WITKOP, DNP FNP-BC
Dr. Witkop, a Doctor of Nursing Practice, leads the National 
Hemophilia Foundation’s research initiatives. Previously the lead 
practitioner at the Northern Regional Bleeding Disorders Center 
in Traverse City, Michigan, she is the 2015 recipient of the Nurse 
of the Year Award from the American Nurse Credentialing Center 
for Transformational Leadership, the immediate past chair 
of NHF’s Nursing Work Group, and the 2014/2015 co-chair of 
NHF’s Annual Meeting. She is a charter member of the American 
Thrombosis and Hemostasis Network’s National Hemophilia 
Program Coordination Center Advisory Committee and the 
recipient of a Demonstration Project of National Significance Grant 
for her work evaluating the nurse practitioner medically led HTC 
in comparison to a physician medically led HTC. Before joining 
the bleeding disorders community, Dr. Witkop was employed 
in a chronic pain practice and was board certified in palliative 
care. She has been principal investigator or co-investigator for 
multiple hemophilia pain research studies, including the National 
Pain Study and the IMPACT Quality of Life Studies.
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HOPE WOODCOCK-ROSS, RN, BSN
Hope has been in healthcare since she was 12 years old, when 
she volunteered as a candy striper. She obtained her Licensed 
Practical Nursing degree in 1986 from New York B.O.C.E.S., an 
Associates Degree from SUNY Morrisville as a Registered Nurse in 
1988, and completed her Bachelors of Science in Nursing in 2009 
at Misericordia University in Pennsylvania. She is an Area Clinical 
Director for the Bleeding Disorders Resource Network. Previously, 
she was a Nurse Educator for Pfizer covering six states. She was 
also the Blood Disorder Center Coordinator at United Health 
Services Hospitals in Johnson City, New York, for over 10 years. 
Hope has been involved in the bleeding disorders community for 
a number of years and is active in NHF programs, local chapters, 
and hemophilia camps. She is one of the co-founders of Camp 
Little Oak for girls with bleeding disorders, carriers, and siblings. 
In 2019, Hope received The Coalition for Hemophilia B’s “Eternal 
Spirit Award.”

DR. MICHAEL ZOLOTNITSKY 
Dr. Mike received his doctorate in Physical Therapy from 
Chatham University in Pittsburgh. A severe hemophiliac, Dr. Mike 
helps others in the bleeding disorders community by creating 
customized strategies for individuals to maintain a healthy and 
active lifestyle. Over the past five years, he has spoken in over 
25 states for HFA and Coalition events, educating the community 
on exercise, pain management alternatives, safe sports, and 
aquatics. Because his goal is to educate the world, he created the 
HemoDoc YouTube channel. During his free time, he enjoys being 
with his family and two young nephews, making his girlfriend 
happy, traveling and experiencing various cultures, and learning 
different languages. He is fluent in Russian and currently can 
understand some Spanish. 
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Kim PhelanWayne Cook Dr. David Clark

Chris Villareal Shad Tulledge Farrah Muratovic 

Nathy de la Cruz Glenn MonesKaren Brogno
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TAI CHI 
Join Rick Starks on Friday and Saturday mornings 
7 o’clock to 7:45 on the pool lawn. 
No experience necessary.

Rick Starks is trained in the “Qi Cueing” method 
of TaijiFitTM designed to bring your muscular, 
cardiovascular, and nervous systems into perfect synergy.

Imagine ... to the rhythm of 
modern music, gliding and swaying,  

your body pulsing with Qi while 
muscles, mind and breath come 
together as One. Experience the 
FLOW of TaijiFit and begin to 

retrain your body and reprogram 
your mind/body connection. Flow 
is that magical grace that comes to 
Olympic athletes and dancers and 
that we all felt as children. Flow 

brings you one step closer to total 
balance, with the added side effects 
of better health, calmer spirit and 

elevated fitness.

"Be like water, my friend..."

:
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MORE PROGRAMS
FOR TEENS, 
TWEENS AND 
CHILDREN
Teen, tween, 
toddler, and 
childcare rooms 
are open till  
11 p.m. daily and 
equipped with  
TV/DVD, games, 
and activities.  
We have you 
covered with 
15 professional 
nannies on-site 
so you can attend 
your sessions with 
peace of mind.



ROOM: PALANI AB 
HOURS:
Thursday 11:00 a.m. – 11:00 p.m.
Friday 7:30 a.m. – 11:00 p.m.
Saturday 7:30 a.m. – 11:00 p.m.
• Daily registration table set up outside 

room. 
• If your teen has an allergy, please 

provide EpiPen & medications 
labeled with their name.  

• Snacks are provided.
• Minimum of 2 chaperones present 

at all times.
• TV, DVD, gaming stations, large 

cardboard Jenga, Connect 4 & 
Bean Bags.

For assistance, please contact 
Shad Tulledge: 574-850-6323

THURSDAY MARCH 14
7:30 a.m. – 8:30 a.m. Family-Only Breakfast Crystal Ballroom DE
11:00 a.m. – 1:00 p.m. Free Time 
1:00 p.m. – 2:00 p.m. Meet & Greet Lunch Crystal Ballroom DE
1:30 p.m. – 2:30 p.m. Ice Cream Social:  

Mix & Meet the Mentors
Palani AB

Palani AB2:45 p.m. – 3:30 p.m. Why Get Involved in Your 
Community? 

5:30 p.m. – 6:30 p.m. Dinner with the Bleeders Band Crystal Ballroom DE

FRIDAY MARCH 15
7:45 a.m. – 8:45 a.m. Breakfast Crystal Ballroom DE
9:15 a.m. – 10:15 a.m. How to Work Out & Not Get Hurt Palani AB
10:30 a.m. – 11:30 a.m. Teens’ Best Kept Secrets Palani AB

12:15 p.m. – 1:15 p.m. Lunch Crystal Ballroom DE
1:45 p.m. –  2:30 p.m. What’s So Funny? Palani AB
3:00 p.m. – 4:00 p.m. Physical Therapy in the Pool Pool Area
5:30 p.m. – 7:30 p.m. Dinner Crystal Ballroom DE
8:00 p.m. – 9:30 p.m. Bombardier Blood: Film Screening 

and Q&A with Chris Bombardier
Crystal Ballroom DE

SATURDAY MARCH 16
9:30 a.m. – 4:00 p.m. Gen IX/GutMonkey  

Adventure (with lunch)
Palani AB

4:00 p.m. – 5:00 p.m. Infusion Session with Music 
Therapy

Crystal Ballroom DE

6:30 p.m. – 10:30 p.m. Final Night Dinner 
& Open Mic

Outdoor Lawn Area
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HOW TO GET INVOLVED IN YOUR COMMUNITY? | DEBBIE ADAMKIN
2:45–3:30 p.m. Thursday March 14, Palani AB: “Why do I need to attend another 
hemophilia event?” “Why should I participate with my local chapter?” “ What's in it for 
me?”  We get questions like this all the time. Participating in local chapter events can 
be really beneficial. Learn how getting involved with your local hemophilia chapter 
can be FUN!    

WORKING OUT|DR. MICHAEL ZOLOTNITSKY, PT 
9:15–10:15 a.m. Friday March 15, Palani AB:  Physical therapist Dr. Zolotnitsky 
shows how to work out and not get hurt; he will also demonstrate kinesio taping 
(teens can bring samples home with them).

MENTAL HEALTH: TEENS’ BEST KEPT SECRETS | DEBBIE DE LA RIVA, LPC
10:30–11:30 a.m. Friday March 15, Palani AB:  Stress vs. you: Who is winning?

WHAT’S SO FUNNY? | ROBERT FRIEDMAN 
1:45–2:30 p.m. Friday March 15, Palani AB: This fun session will have you laughing! 
You’ll engage with your peers to focus on the emotional benefits of finding and 
incorporating humor into your daily life.  

PHYSICAL THERAPY IN THE POOL | DR. MICHAEL ZOLOTNITSKY
3:00–4:00 p.m. Friday March 15, Pool Area: Dr. Zolotnitsky will share insights on 
why and how aqua therapy can be beneficial. We will learn some exercises that can 
performed by everyone based on their activity level to help strengthen the joints.

THE GENERATION IX PROJECT |SPONSORED BY APTEVO
INCLUDES LUNCH
9:30 a.m.–4:00 p.m. Saturday, March 16, Palani AB: Gen IX is a day-long adventure! 

You’ll join other teens from around the country as young adult leaders 
from the Generation IX Project lead you in highly engaging activities 
and challenges for developing leadership skills and abilities. All the 
Gen IX mentors have been intensely involved with leadership training, 
and all are affected by hemophilia B. This hands-on program was 
developed by Gen IX mentors. 
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 Hey Kids!
Shock your parents!

Surprise your friends!

Get your 
face 

painted!
Join the fun!

Professional 
(Hablamos español)

Face Painting

Date: Thursday, March 14 
Time: 2:30-3.30pm  

Tween Room (Coral C) 
Time: 4:00-5:00pm 

Toddler Room (Coral B)
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THURSDAY MARCH 14
7:30 a.m. – 8:30 a.m. Family-Only Breakfast Crystal Ballroom DE
11:00 a.m. – 11:00 p.m. TWEEN ROOM OPEN Coral C
1:00 p.m. – 2:00 p.m. Meet & Greet Lunch Crystal Ballroom DE
2:30 p.m. – 3:30 pm. Face Painting Fun Coral C

Coral C4:00 p.m. – 5:00 p.m. Magician & Balloon Making
5:30 p.m. – 6:30 p.m. Dinner Crystal Ballroom DE

FRIDAY MARCH 15
7:45 a.m. – 8:45 a.m. Breakfast Crystal Ballroom DE
7:30 a.m. – 11:00  p.m. TWEEN ROOM OPEN Coral C
9:30 a.m. – 11:00 a.m. LEGO Series Play Cobia Room
12:15 p.m. – 1:15 p.m. Lunch Crystal Ballroom
1:30 p.m. – 3:00 p.m. LEGO Series Play Cobia Room
3:00 p.m. – 4:30 p.m. My Amazing Blood Coral C
5:30 p.m.– 7:30 p.m. Dinner Crystal Ballroom DE
8:00 p.m. – 9:30 p.m. Movie Night Coral C 

SATURDAY MARCH 16
7:30 a.m. – 9:00 a.m. Breakfast Crystal Ballroom DE
7:30 a.m. – 11:00  p.m. TWEEN ROOM OPEN Coral C
10:00 a.m. – 11:30 a.m. Puppet Play, Pipe Cleaner Crowns Cobia Room
10:00 a.m. – 11:30 a.m. Ted E. Bear Hospital Oceans 4 Room
11:45 a.m. – 12:45 p.m. Lunch Crystal Ballroom DE
1:30 p.m. – 3:00 p.m. Ted E. Bear Hospital Oceans 4 Room
3:15 p.m. – 4:45 p.m. Cupcake Decorating Workshop Damselfish Room
6:30 p.m. –10:30 p.m. Final Night Dinner Outdoor Lawn Area

ROOM: CORAL C
HOURS:
Thursday 11:00 a.m. – 11:00 p.m.
Friday 7:30 a.m. – 11:00 p.m.
Saturday 7:30 a.m. – 11:00 p.m.

• Daily registration table set up outside 
room. 

• If your child has an allergy, please 
provide EpiPen & medications 
labeled with their name.  

• Parents must sign their child(ren) in 
and out. 

• Minimum of 5 chaperones present 
at all times.

• Snacks are provided.
• TV, DVD, gaming stations, large card-

board Jenga, Connect 4 & Bean Bags.

For assistance, please contact 
Farrah Muratovic: 718-915-6897
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Option  
to have 
lunch & 
dinner 
meals 
served 
in Tween 
Room 
Friday &  
Saturday 



 
FACE PAINTING, MAGICIAN & BALLOON MAKING   
Beginning 2:30 p.m. Thursday March 14, Tween (Coral C) & Toddler Room (Coral B)

LEGO SERIES: BUILDING CONNECTIONS THROUGH PLAY  
(FOR AGES 8–12, LIMIT 12 PER 90-MINUTE SESSION)

DIANNE KIM & LEE KIM 

2 sessions, 9:30–11:00 a.m. & 1:30–3:00 p.m. Friday March 15, Cobia Room:  

Get your mind fully engaged during this PLAYFUL session where everyone 

participates in storytelling exercises using LEGO bricks. Children will learn to build 

and foster creativity through everyday experiences and find joy in connecting the 

dots with other fun-loving peers. You do not need to know how to use LEGO bricks. 

You must be willing to just build! 

MY AMAZING BLOOD (FOR AGES 6–12)

LESLIE C. OYGAR, MPH, NR, BSN   | SPONSORED BY ACCREDO

3:00–4:00 p.m. Friday March 15, Coral C: Join Nurse Leslie and her team in a session that 

teaches the four main components of blood and the function of each.  A hands-on clotting 

activity invites children to learn how the blood travels through the body and why some 

people need to take factor to stop bleeding. They also learn about nutrition and the heart 

muscle and get to make clotting cookies, asking for the ingredients as components of the 

blood that were discussed in the didactic portion of the activity. Learning is fun and tasty!

PUPPET PLAY: WHO ARE YOU? WHO ARE WE? (AGES 8–12, LIMIT 12)

DIANNE KIM

10:30–11:30 a.m. Saturday March 16, Cobia Room:  Come ready to explore your world 

through storytelling using puppets! You will build your own sets, characters, and stories 

all in one hands-on session.  We will explore topics of Identity and community and learn 

about the elements of storytelling that make us want to connect with one another. We 

will also make Pipe Cleaner Crowns! 

Children will be escorted, by a designated nanny, 
to and from all programs held outside the main 
Tween Room (Coral C).
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 TWEEN PROGRAM DESCRIPTIONS
TED E. BEAR HOSPITAL (FOR AGES 6–12, LIMIT 12–15 PER SESSION)

JUDY IGELMAN & MONA COSTANTINI

2 sessions, 10–11:30 a.m. & 1:30–3:00 p.m. Saturday March 16, Oceans 4 Room:   

Join Judy, a social worker and mother of a son with hemophilia, and Mona, an art 

therapist, as the children learn about each other’s connection to bleeding disorders 

and introduce themselves to the group. Children will create their own bear and then 

receive their doctor’s coat and kit and take their bear through several stations to 

practice health-related procedures on their bears with hemophilia. The children 

then return to a circle and share their own stories about the teddy bear they created. 

Children are allowed to keep their bear and return home with new experiences, 

knowledge, and a sense of belonging and community.

CUPCAKE DECORATING WORKSHOP (FOR AGES 6–12)

DANIELA DELGADO

3:15–4:15 p.m. Saturday March 16, Damselfish Room:  

Daniela has been baking since she was four years old. Join 

Daniela and her parents at this fun 90-minute workshop. 

You’ll enjoy her motivational stories about living with VWD—

how some days are good and some not so good—and the 

importance of advocating for yourself, and she’ll share her 

favorite uplifting quotes! Then she will share her amazing 

talent for decorating cupcakes and the entire group will 

make lovely Sea Otter cupcakes!

Too-cute-to-eat
Sea Otter cupcakes!
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 Welcome
to the

Ted E. Bear Hospital!
2 Sessions!

Date:
Saturday,March 16

Time:
10:00-11:30 am

and
1:30–3:00 pm

Location:
Oceans 4

Children will be escorted to the room and back again. 



ROOM: CORAL B
HOURS:
Thursday 11:00 am – 11:00 pm
Friday 7:30 am – 11:00 pm
Saturday 7:30 am – 11:00 pm

• Daily Registration table outside 
of room.

• If your child has an allergy, 
please provide EpiPen & 
medications labeled with their 
name.  

• Parent must sign child(ren) in & 
out.

• Please arrive 15 minutes before 
your sessions begin. 

• Meals & snacks provided in 
room

• Minimum of 5 nannies will be 
provided at all times.

• Pac ‘n Plays & Play Mats 
provided.

• TV & DVD player provided.

TODDLER IN-ROOM ACTIVITIES

Thursday Magic Show  
    & Balloon Making  

(2:30 pm)
Thursday Face Painting 

(4:00 pm)
Simon Says

Storytime
Movies

Play Mats
Puzzles

Games & Balls 
Coloring 

Finger Painting

Toddler LEGOS
Musical Chairs

What Time Is It, Mr. Fox? 
Alphabet Scavenger Hunt 

Mason Jar Fairy Lights
And MORE!  

For assistance, please contact Shannon Cook 518-209-0281
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 FUN STARTS THURSDAY * MARCH 14
2:30-3:15 pm * in the Toddler Room * Coral B
4:00-5:00PM * in the Tween Room * Coral C
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TODDLERS (AGES 3–5)



  
 

 FUN STARTS THURSDAY * MARCH 14
2:30-3:15 pm * in the Toddler Room * Coral B
4:00-5:00PM * in the Tween Room * Coral C



ROOM: CORAL A 
HOURS:
Thursday 11:00 a.m. – 11:00 
p.m.
Friday 7:30 a.m. – 11:00 p.m.
Saturday 7:30 a.m. – 11:00 p.m.

• Daily registration table will be 
set up outside the room. 

• Parent must sign their child(ren) 
in & out.

• If your child has an allergy, 
please provide EpiPen & 
medications labeled with your 
child’s name.  

• Please arrive 15 minutes before 
your sessions begin.

• Meals & snacks provided.
• Minimum of 5 nannies will be 

available at all times.
• Pac ‘n Plays and Play Mats 

provided.
• TV & DVD provided.
• Room activities include movies, 

toys, storytime, interactive play, 
pillow pets, and much MORE!

For assistance, please contact 
Jean Ryan: 914-907-3322
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CHILD CARE (INFANTS – AGE 2)
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NURSE ON CALL

Nurse Hope will be available 
throughout the Symposium 
for any nursing care needed.

She is also available for 
self-infusion lessons! 
Call or visit her to set up a 
session time!

HOPE WOODCOCK-ROSS, RN

607-222-8412
BOOTH #2 2



        
        

                    

FRIENDS

DIAMOND LEVEL

CONTACT INFORMATION
ON-SITE EXHIBIT SETUP 
SUPPORT
Stephanie Placeres 
Global Convention Services
321-296-5080

ON-SITE HOTEL SUPPORT
Rachel Poole
407-248-7239

COALITION ON-SITE 
SUPPORT TEAM
Chris Villareal 
347-949-9696
Shad Tulledge 
574-850-6323
Farrah Muratovic 
718-915-9174
Kim Phelan 
917-582-9077
Wayne Cook 
518-221-9174

SCOOTERS 
Shad Tulledge 
574-850-6323

TEENS/TWEENS
Farrah Muratovic 
718-915-6897

CHILDCARE
Jean Ryan 
914-907-3322

NURSE ON CALL
Hope Woodcock-Ross
607-222-8412
Booth # 22

SHARE WITH US AT 
#CHBscene

GOLD
    

BRONZESILVER


