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About This Publication

The News Infusion’s mission is to provide 
communication, connections, education and 
advocacy awareness. It is published quarterly 
by the Bleeding Disorder Association of 
South Carolina as an informational service to 
its members, friends, and affiliates of South 
Carolina’s bleeding disorders community. The 
News Infusion does not endorse any provider, 
company or product, and further recommends 
that its readers always consult with their 
physicians and health care providers. The News 
Infusion is for educational and communication 
purposes only and makes no claim to its 
accuracy. The News Infusion is endorsed by the 
South Carolina Hemophilia Treatment Center 
and the National Hemophilia Foundation. We 
encourage your feedback and communications 
as a forum for exchange of information, ideas, 
and opinions. We welcome your letters, articles, 
questions and pictures. All articles may be 
published or distributed in print, electronic, 
online or in other forms. All submissions will 
be verified and subject to editing. Please send 
to the editor-in-chief at: sue.martin@bda-sc.
org. Mail to: 25 Woods Lake Road, Ste 300, 
Greenville, SC 29607, Attention: Editor-in-Chief, 
The News Infusion. We look forward to hearing 
from you soon!

A Chapter of the National Hemophilia Foundation
A Chapter Member of the Hemophilia Federation of America

A Registered Greenville County Charitable Organization
Member of the Greenville Chamber of Commerce

A Proud Member of the South Carolina Associations
of Non Profit Organizations - Together SC

Winter 2023 Calendar of Events
Looking Ahead: Save the Dates!
Community Engagements
December 10: Winter Statewide Meeting, Columbia, SC
January 12, 2023: Legislative Breakfast at the State Capitol
February 28, 2023: Rare Disease Day at the State Capitol
March 1-31, 2023: Bleeding Disorders Awareness Month
March 1, 2023: Advocacy Days at the State Capitol (training on February 28)
April 13-16, 2023: Hemophilia Federation of America Symposium, Orlando, Fl.
April 17, 2023: World Hemophilia Day
May 6, 2023: STEP for Bleeding Disorders, Columbia, SC
June 9-10, 2023: 50th Annual Meeting and HELLO Conference

Bleeding Disorders Association 
of South Carolina

Green Gate Office Park
25 Woods Lake Road, Ste 300

Greenville, SC 29607
Office: 864.236.8663

Fax: 864.236.8663
Mobile: 864.350.9941

info@bda-sc.org
www.bda-sc.org

http://sue.martin@hemophiliasc.org
mailto:info@hemophiliasc.org 
http://www.bda-sc.org
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Lead Article

Family Advocacy at the Health Equity Summit
Bleeding Disorders Association of South Carolina 
was excited to host in Charleston on October 
21–23 the first South Carolina Bleeding Disorders 
Health Equity Family Advocacy Summit. The 
Summit brought together families from across 
the Palmetto State for fellowship and a candid 
conversation on health disparities and health 
equity. We were proud to have Dr. Keri Norris, 
Vice President of Health Equity, Diversity, 
and Inclusion from the National Hemophilia 
Foundation (NHF) lead us in the discussion. 
The Summit featured fantastic community 
leaders and experts including payer relations 
specialist Michele Rice, Anna Bleasdale and 
Malerie Hartsell from the Department of Health 
and Environmental Control (DHEC), Adrian 
Palau-Tejeda from the Hemophilia Federation 
of America, Jose Gamez from the National 
Hemophilia Foundation and mental health 
advocate, Debbie De La Riva. The BDASC 
leadership utilized this meeting to build bridges 
with the payer community by having Dr. Nathan 
Henderson, Clinical Quality Care VP, and Mr. Jay 
Patel, Director of Pharmacy from Blue Cross / 
Blue Shield of South Carolina participate in the 
meeting. Building this relationship benefits the 
community when coverage issues arise.
As we have returned home after a weekend filled 

with community, advocacy, and education, we 
have had time to reflect on what we learned. 
For Samantha Javorka, community events 
and conferences are more than just learning, 
it is a time to be surrounded by people who 
understand what it is like to manage a bleeding 
disorder. “I have always valued everyone’s 
willingness to share their stories. These stories 
are what help us feel understood and that we are 
not alone. The Health Equity Family Advocacy 
Summit went a step further for me this year. This 
year, we were provided the opportunity to share 
our concerns and stories with people outside of 
the bleeding disorders community.”
The morning panel session provided time for 
an interactive panel discussion on the barriers 
to care surrounding insurance and costs. Each 
session provided an opportunity for our subject 
matter experts to share their stories and explain 
their barriers to care. During each session, 
the attendees were encouraged to interact 
with the panel, to ask questions and to share 
their perspectives. The morning panel, along 
with Michelle Rice, discussed the difficulties 
that insurance companies face when making 
decisions regarding payment for high-cost 
illnesses, such as bleeding disorders.

Continued on page 4
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The panelists shared their collaborative 
approach in making these important decisions. 
They listened as our subject matter experts 
shared their concerns and answered questions 
posed to them by the audience. The lines of 
communication were opened to continue 
the discussions. The presenters from DHEC 
provided the bleeding disorders community 
with information on resources available to them. 
From both perspectives—that of the insurance 
providers and the community members—this 
was a fantastic opportunity to remind each other 
that we are just people trying to manage these 
disorders. It is important for both parties to share 
their perspectives and understand where each 
party is coming from.
Outside of insurance discussions, we were also 
presented with updates from our Hemophilia 
Treatment Centers within South Carolina. Our 
clinicians shared the evolution of their clinics 
over the past year. Dr. Gilbert shared how much 
the Greenville clinic has grown since becoming a 
treatment center within the federally supported 
HTC network. Dr. Ambrose shared their goals for 
expansion of the Columbia clinic. Dr. Bergmann 
from MUSC shared her plans for the upcoming 
year in the Charleston clinic. Each clinic 
expressed concerns about the adults in our 
bleeding disorders community accessing and 
receiving comprehensive treatment care. The 
Greenville and Columbia HTCs shared that they 
treat adults just as they do pediatric patients. 
It is easy to be hesitant as an adult to go to a 
pediatric hospital for treatment where the HTC 
clinics are located. It is important for those with 
a bleeding disorder to have contact with an 
HTC. Dr. Ambrose shared the importance of HTC 
and their approach to the comprehensive care 
model of treatment.
This session also expressed the difficulty to 
accessing the HTC for every bleeding episode, 
therefore welcoming the partnerships with local 
hematologists to assist in patient care. The HTC 
is unique in that it provides the opportunity for 
patients to see multiple clinicians during the 

annual visits. These can include the physician, 
nurse, social worker, physical therapist, 
pharmacists, and psychologist. The HTC also 
focuses on maintaining their knowledge base on 
the most up-to-date treatments and guidelines 
for bleeding disorders patients by utilizing the 
such programs as the CDC Community Counts 
within the network of 141 HTCs throughout the 
nation. They are also able to work with patient 
providers to ensure that bleeding disorders are 
well managed.
The stories shared throughout the weekend truly 
impressed upon the attendees the importance 
of discussing Health Equity within the bleeding 
disorder community. Everyone is in a different 
situation; everyone has different needs, and 
everyone faces very real challenges in gaining 
access to care. The National Hemophilia 
Foundation and Hemophilia Foundation of 
America are working hard to address many 
of the health disparities that the bleeding 
disorders community faces. We heard from 
both Dr. Keri Norris (NHF) and Adrian Palau-
Tejeda (HFA) on the road blocks our community 
encounters and how important it is to address 
these. Adrian explained how HFA is tackling 
health disparities and is raising the voices of our 
underserved communities. They have created 
a Health Disparity Council that meets monthly 
with members from industry, clinicians, and 
community members.

“I never knew what it felt like to feel normal 

until I started doing infusions. It was like 

every ache went away. Every joint pain 

went away, and every uncomfortable 

feeling went away when I did an infusion. 

It is funny because you never really realize 

how bad you hurt until you take a medicine 

to take that hurt away and you realize what 

normal feels like.”
— Taylor Upton, SME for the VWD HEDI Working 

Group

Continued from page 3

Continued on page 5
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Continued from page 4

Continued on page 6

During the Saturday evening dinner, Debbie 
De La Riva, with Mental Health Matters Too, 
provided an interesting presentation on the 
importance of maintaining mental health. 
The past few years have brought into light 
the importance of mental health, within and 
outside the bleeding disorders community. 
Debbie provided an in depth understanding 
on the impacts of stress on mental health. She 
provided tools and shared resources to better 
cope with the stresses faced within the bleeding 
disorder community, those affected and their 
families. It is important to identify the stressors 
and barriers to care that can negatively impact 
mental and physical health.

Identifying the problems are 
key in solving them. Dr. Keri 
Norris shared with us what 
Health Equity entailed. She 
provided an understanding of 
what communities throughout 
the country are currently 
facing in barriers to care 
and treatment. Throughout 
the two-day summit, teens 
and children also received 
some advocacy and bleeding 
disorders education along 
with enjoying connecting with 
their new friends.
Sunday morning Dr. Norris 
continued the conversation 

with tools to 
combat these 
disparities and 
health inequities. 
She shared 
the power of 
storytelling and 
how impactful 
it can be. She 
provided examples 
of how to best 
share stories and 
how to use the 
resources available 
to attendees. Her 
presentation expressed that each of us has 
our own unique perspective and needs, but 
each of us can use our story to help others feel 
connected and understood.
Once Dr. Norris’ presentation concluded, the 
HEDI working groups were tasked with coming 
up with a list of challenges that attendees 
wished to address and to also list some 
attainable goals. Each group was provided a 
large piece paper, some questions to consider, 
and got to work. Our groups pulled together 
and had many valuable conversations, from 
the needs of women who bleed, to discussions 
on how to help our rural communities feel 

Would you rather address the “ what ifs” 

before or after the situations occur? The 

non-affected will get your attention one way 

or another. You can control the narrative 

by using the” Praise will Raise” Concept. 

Praising your children daily will raise their 

confidence and give them affirmation. 

Hence, they will never feel left out.
— JC Whitmire on the mental health of the 

unaffected sibling
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Continued on page 7

connected. Each working group presented their 
thoughts to the entire conference which allowed 
additional time to brainstorm together. It was 
during this time that some incredibly important 
topics were brought up. From the need for more 
education, to clearing up misinformation, from 
making more events accessible to those living 
in rural populations, to learning how to engage 
more of the community. Each person’s voice 

was heard, and the community agreed that we 
all will need to continue to strive toward health 
equity, taking one small step at a time.
Where do we go from here? We have 
accomplished our first task by bringing 
everyone to the table for discussion. BDASC 
has created and maintained the HEDI Working 
Groups as a way for the community to have a 
voice. From here, we take some time to think 
about what we learned. We begin to strategize 
and develop a plan to move forward. To that 
end, we have already begun that process. 

Continued from page 5
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Before the Health Equity Summit, the SME’s 
from the Women Who Bleed working group 
developed a survey to gather some information 
about South Carolina’s women who bleed 
and distributed it to the community for their 
input. Additional work and discussions have 
taken place and more will come in January. We 
encourage all our members to get involved 
with our advocacy programs and to continue 

to engage with the community. Our goal is to 
ensure that everyone within the South Carolina 
bleeding disorders community is supported. 
This important work and the available time 
to connect would not be possible without 
the support of our sponsors, along with our 
Health Equity Capacity Grant from NHF. We 
are grateful to all who support our vision of 
health equity, diversity, and inclusion within our 
community.

Continued from page 6

EDUCATION SPONSOR

HEDI CAPACITY 
GRANT

DIAMOND YEAR-ROUND 
ADVOCACY SPONSOR

PREMIER SPONSORS

PLATINUM SPONSORS
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Executive Director’s Welcome

By Sue Martin

It is hard to believe we are now heading into the 
winter holiday season, just a few short weeks 
away. Planning our annual “Winterfest” statewide 
meeting, with a theme of “Togetherness”, has 
allowed me time to 
reflect on what an in-
credible community 
we have at BDASC, 
and what great ac-
complishments we 
have achieved to-
gether in 2022!
It has not been 
easy this year for 
many coming out 
of the pandemic, 
and now especially 
with rising living 
costs and inflation. 
Many of our com-
munity members have been working so hard, 
some to just make ends meet, and I am grateful 
we are able to help in their times of need. We 
have had some difficult times too at BDASC. 
We have had some staffing changes making 
the workload difficult at times; however, we are 
now in a great place with our new members to 
the team. We have welcomed Samantha Ja-
vorka, our Engagement Coordinator, who has 
been doing a fantastic job in social media and 
all things “community engaging,” and we wel-
comed this past month James Romano to our 
advocacy team. James is a long-time advocacy 
friend of BDASC who will help us move our 
strategic advocacy initiatives forward in 2023. 
I am hoping to add an administrative assistant 
to help me in the office so we can continue to 
achieve our mission goals. We will be sending 
out shortly our online 2023 Member Feedback 
Survey so please take the anonymous survey to 
help guide the direction of the organization as 

we head into 2023.
I would like to make this short and just say thank 
you to all who give of their volunteer time, tal-
ents, commitments, resources, and funding. I 
am humbled and honored each day to be part 
of this community here in South Carolina and 
receive the greatest personal gifts in watching 

our organization’s 
family grow, pride 
in what we all ac-
complish together, 
watching the gift 
of members sup-
porting one another 
with such open 
hearts, learning and 
reaching new orga-
nizational heights, 
steering a national 
voice in research 
and treatment, 
while continuing to 
push forward our 

greatest mission—a community without bleeds. 
The partnerships we have nourished and contin-
ue to form have helped us accomplish so much. 
To the many individuals, corporations, agencies, 
and non-profits, I am so very grateful to you 
all. I am also appreciative to our many partners 
within our healthcare networks, our HTCs, and 
those who work so hard to provide us the best 
care possible. We are all stronger together and 
I thank you on behalf of the membership. I do 
want to thank my family for all their support this 
year and their understanding of my time away, 
and especially to my husband Ric, who works 
beside me in all I do. I wish you all a great new 
year in 2023, much happiness, health, and love. I 
look forward to seeing you all soon at the annual 
“Winterfest” meeting in December, and beyond 
in 2023. Thank you all for your support. Stay 
wonderful and engaged! 
Warmest regards, 
Sue

Board’s
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Continued on page 10

Inspiring Shots: BDASC Brings Home the Trophy

With our engagement in a two-year commitment 
with the Wingmen Foundation, BDASC finished 
the Inspiring Shots Program with a huge win—a 
tie for first place in the national competition. 
Battling this year with the New England 
Hemophilia Foundation, the two teams played 
seven extra holes trying to see who would take 
home the title crown while crowds of spectators 
followed them, until they finally called it a 

tie! Not only did they bring home the trophy, 
each winning team received $2,500 for their 
respective Chapters. The program, which began 
in August 2021, was attended by many BDASC 
community members, and was facilitated by 
Perry Parker, PGA, and community advocate 
with CSL Behring. Receiving professional golf 
lessons from Perry and the Pros at the Preserve 
at Verdae in Greenville, it certainly was a great 

time for members to connect 
and have fun, all while 
enhancing their golf game! 
The groups receive 16 hours of 
professional golf lessons over 
the two-year period.
Two members of the team, 
Aaron Smith and Hunter Day, 
were able to also attend the 

Community Engagements

“Participating in the Wingmen Foundation 

chapter golf tournament was amazing. BDASC 

led for most of the day when the NEHA chapter 

tied it up on the last hole. To see kids with 

bleeding disorders, compete and enjoy the game 

was very inspiring. Lifelong friendships and great 

memories were made during this epic event. I am 

both proud and feel extremely rewarded to be 

able to represent BDASC this year.”
—Aaron Smith
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Continued from page 9

CSL Behring Junior National Championship 
(JNC) this year which was finally held in person 
after three years of pandemic safety. They 

were excited to help the young participants 
ages 7-18 years hone their golf skills at all 
levels and be their “caddies” for the day. Our 
Chapter representative who participated for 
South Carolina was Mykell Smith. He entered 
the competition in Baseball (the JNC has golf, 
swimming and baseball as sports participants 
can enter to play). It was an experience each of 
them, including Mykell, will cherish for the rest 
of their lives. We are grateful for the opportunity 
to participate and wish to thank the Wingmen 
Foundation, Chad Brown, President, and Perry 
Parker for the time on the course at home, and 
in Florida and Arizona. We also thank Kyle and 
Paul for the personal lessons at the Preserve at 
Verdae, and to CSL Behring for this fantastic 
time for community members throughout the 
nation to connect.

“Words are not able to capture how incredible 

my experience was in Arizona with the 

Wingmen Foundation and the JNC tournaments. 

Throughout the whole weekend there was a 

positive energy that could be found around 

every corner and in everyone you met. I 

remember my experience, as a child, competing 

in the JNC for baseball as a lot of fun with not 

a lot of pressure to perform. Although I was 

helping with a different sport this time around, 

golf, I tried to take that same mindset into the 

Drive, Chip & Putt clinic on Friday and into the 

National Championship on Saturday, focusing 

on learning the game and having FUN! I spoke 

earlier about the positive energy in the air, but 

it was nowhere more evident than when Perry 

Parker read off the pairings of competitors and 

caddies before the round and we all got to 

parade down the cart path to endless cheers and 

celebration! After such an inspiring start there 

was no chance of anyone having a bad time on 

the course that day. Thank you Sue for making 

the connection with the Wingmen Foundation 

that allowed me and Aaron to represent BDASC 

in this incredible event; it is one that I will truly 

never forget.
—Hunter Day
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Talk to your doctor and see if
ADVATE® is right for you.

For more information, please visit AdvateRealLife.com

Copyright © 2020 Takeda Pharmaceutical Company Limited. 300 Shire Way, Lexington, MA 02421. 1-800-828-2088.  
All rights reserved. TAKEDA and the TAKEDA logo are trademarks or registered trademarks of Takeda Pharmaceutical  
Company Limited. ADVATE is a registered trademark of Baxalta Incorporated, a Takeda company.   US-ADV-0119v1.0   05/20Not an actual patient.

Young and New Family Support
On September 17, BDASC’s YES 
Program hosted in partnership 
with Sanofi, a fun and informative 
support group event where 
attendees enjoyed school 
backpacks filled with school 
supplies, learned about how 
to prepare for school, setting 
educational expectations for a 
child with a bleeding disorder, 
and enjoyed shared conversations 
over lunch. Once the educational 
event concluded, participants 
enjoyed tickets to the Children’s 
Museum of the Upstate. These informative 
support group activities allow members to 
network with one another and provide the 
opportunity for shared practical knowledge, 
empowering members to leave feeling supported 

by a community who understands what they go 
through. With appreciation we thank our sponsor 
Sanofi for this connective opportunity!
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Par for the Clot Charity Golf: A Huge Success!
In the setting of the beautiful Preserve at 
Verdae Golf Course, for the second year in a 
row, 144 golfers and over 40 volunteers and 
guests hit the course for a fun 
day of competitive competition, 
hoping to bring home the 
tournament trophy and cash! 
Many competitive activities 
were part of the competition 
including the Charity Gun Hole 
Contest, a Spin to Win hole, Men 
and Women’s Longest Drive 
Competition, Closest to the Pin Wins, a Putting 
Contest, Charity Golf International Donation 
Hole Competition, the Smoothly Bar, and the 
Poker Holes—a 50/50 split the pot. While the 
tournament is a lot of fun, it provides so much 
more. It is an opportunity 
to introduce the public 
to our mission work at 
BDASC and gather our 
members near and far to 
support the organization 
in raising funds while also 
making new friends. It is 
also a business-friendly 
networking opportunity for 
our community partners, 
allowing them to come together, exposing 
their names and company marketing! We 
love to provide our community partners 
with the opportunity to grow their business 
networks. There is something special about this 
tournament, and it is felt by all who attend.
With our success this year, raising almost 
$55,000 for the organization, BDASC will also be 
sending a small check to the National Hemophilia 
Foundation to support their research efforts. 
Having participated for the past six years in 
NHF’s research support, participants now join us 
in having a direct hand in research to advance 
treatment care. Also, being known nationally as 
an advocacy powerhouse raising our voices for 
quality treatment care and access for all who are 
affected by rare and chronic health conditions, 

participants will continue to help fund our strive 
for advancements in finding solutions to our 
complex healthcare system.

We look forward to next 
year on September 22, 
2023, as we hit the course 
at Verdae and do it all over 
again. So many people 
make this event happen 
and we are appreciative 
of everyone’s time, talents, 
and financial support. We 

do wish to express our appreciation to our major 
sponsors as we could not support the tournament 
without them. Congratulations to all our 
tournament winners! We look forward to seeing 
you all again next year!

Tournament Winners
The Poker Hole 
Challenge with a $5 
buy-in wins $287 in a 
“Split-the-Pot” win. With 
an “Eight-High Straight,” 
Steve Huskins, playing 
for Team Hema Biologics 
went home with the win. 
Congratulations Steve!
Our Putting Hole Contest, 

donated by TaylorMade, went to Satrish Rajanala 
who won a sleeve of TaylorMade Tour Response 
Balls. Congratulation Satrish!
The Charity Gun Hole #18, Closest to the Target 
winner Jeff Breitweiser, received a $100 Gift 
Certificate to Palmetto 
State Armory and a dozen 
TaylorMade TP5 Balls. 
Congratulation Jeff!
The Men’s Longest Drive 
winner on Hole #3, Clint 
Tolleson, received a 
Crystal Trophy, 2 rounds of 
golf at the Preserve, and 
a dozen TaylorMade TP5 Balls. Congratulations 
Clint!

Continued on page 14
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The Women’s Longest Drive winner on Hole #3 
was Rita Halverson, receiving a Crystal Trophy, 
two rounds of golf at the Preserve, and a dozen 
TaylorMade TP5 Balls. Congratulations Rita!
Hole #11, Closest to the Pin winner of a Crystal 
Trophy, a TaylorMade Spider Putter, and 
TaylorMade TP5 balls was Johnny Fleming at 3' 
7.5". Impressive and Congratulation Johnny!
Taking 2nd Place at the tournament was 
Team Metromont with a score of 51 and 
taking home a Crystal Trophy, four rounds 
of golf at the Preserve, and Pro V Titleist 1 
Balls. Huge Congratulations to Metromont!

Taking the tournament with an impressive score 
of 50 was Prisma’s Tuomey Hospital in Sumter, 
led by Christopher Powell, Brad Privette, Cliff 
Hardin, and Lee Pitt; each player receiving a $75 
cash win, a Crystal Engraved Beer Stein, and 
TaylorMade TP5 Tour Balls. Congratulations to 
Prisma Tuomey Hospital!
The Silent Auction scored big with bidding for 

wonderful donated items raising a total of $1,025. 
Last, our donation hole, hosted by Charity Golf 
International with Kyle Blakeley driving over 400 
yards for each team; with volunteers from CSL 
Behring, Kerrie Barnes and Optum’s, Jordan 
Martin pulled in an impressive day of giving, 
ending with $4,856 in donations.
We wish to thank our new friends at Omni 

Productions, Jason 
McKinney and his team 
for spending the day 
with us and capturing 
our fun and important 
fundraiser. View our 
new video and pictures 
on our Par Facebook 
Album and You Tube 
Page! Please view our 
Par Program with all 

the acknowledgements of the many who have a 
hand in our success. Thank you all!
We are so grateful to our T-OFF Golf Committee
Ric Martin—Golf Chair
Brian Burton and Mike Walden—Golf Co-Chairs
Event Manager—Sue Martin
Bryce Corbin and Jordan Martin, Cristal and 
Hunter Day, Kerrie Barnes, CSL Behring, Apryl 
Tilert—Accredo, Laura Benton—CVS Specialty, 
Mandy Weber, Joey Krakowiak, Taylor Upton, 
Erin Van Nostrand, Felicia Davelport and James 
Whitmire.

GOLD CUP SPONSORS

TITLE AND BANQUET 
SPONSOR 

CRYSTAL SPONSOR

LUNCH SPONSOR BEVERAGE SPONSORS BREAKFAST SPONSOR COMMUNITY DONOR

GOLF CART SPONSORS

GOLD CUP INDUSTRY EXCLUSIVE SPONSORS

COMMUNITY PARTNERS

CORPORATE SPONSORS

https://www.facebook.com/media/set/?set=a.5622085394501010&type=3
https://www.facebook.com/media/set/?set=a.5622085394501010&type=3
https://youtu.be/CsZz_6Ijkas
https://youtu.be/CsZz_6Ijkas
https://bda-sc.org/wp-content/uploads/2022/09/Par-for-the-Clot-2022-Program-Digital-Final.pdf
https://bda-sc.org/wp-content/uploads/2022/09/Par-for-the-Clot-2022-Program-Digital-Final.pdf
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Healthcare Benefits and Shared Understanding
While a storm 
was approaching 
Columbia on 
November 10, it 
did not keep most 
members away 
from attending 
an important 
educational 
dinner 
event 
hosted in 
partnership 
by Bayer 
Healthcare. 
Hemophilia 
and Your 
Health 
Benefits 
shared important information to a group of 35 
eager to learn members as they renewed their 
knowledge of our complex healthcare system. 
A wonderful presentation was provided by 
Fernando, allowing for conversations, shared 
knowledge, and questions. Of course, Rioz 

Brazilian Grill did not disappoint 
with their mounds of meat and 
chicken, lamb, pork, and fish, all 
shared with numerous sides and 
salads. Dessert was delicious too!
As we continue to advocate for 
access to care and treatment 
without barriers, we will continue 

in 2023 to share 
important healthcare 
knowledge. 
Understanding the 
healthcare process 
and complex 
knowledge helps 
everyone achieve 
quality care. Thanks 
to Bayer, Fernando, 
and his team, Erik 

and Dennis for the time to learn and gather over 
a fantastic meal!

Upcoming Engagement Opportunities

2022 Winterfest Year End Meeting
Our Annual Winter Meeting will be held on 
December 10 in the Midlands and brings 
together our bleeding disorders community 
for one final event of the year. It also allows 
special time to celebrate the Winter season 
festivities. We report on the progress and 
mission successes we have had during the 
year; highlighting events, individuals, advocacy 
initiatives, and the Chapter’s programs and 
services. This year the community will be 
sharing their inspirational stories. Our theme is 
centered around “Togetherness” as we return 
to the Winterfest gathering for the first time in 
three years.
The gathering will provide festive activities for all 

ages and visits from the North Pole. Our exciting 
balloon artist, Christovan, will be with us again 
for kids of all ages to enjoy his creative balloon 
artistry! We will have cookie decorating, arts 
& crafts, gingerbread house building, a candy 
cane hunt, and the return of Jingle, our BDASC 
Holiday Elf on the Shelf! We hope you will be 
joining us for this fun, festive, and supportive 
community connection.
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In Memorial

It is with sadness and heavy hearts that we 
share that one of our beloved and devoted 
members to the Chapter has passed away 
this past May. His history with the chapter 
dates to its inception as he and his wife Dana 

have been very devoted to our mission 
and members. John also served as legal 
counsel to the Chapter many years ago. 
Upon his passing, John has bequeathed 
funds to the organization that will allow 
us to continue to support the South 
Carolina Community. We are thankful for 
his and Dana’s devotion to the Bleeding 
Disorders Association of South Carolina 
and as we explore the most cherished way 
to honor his memory and commitment, 
we will forever have him and his family in 
our hearts. John and Dana supported our 

STEP Walk for Bleeding Disorders each year 
from the first year of its inception, and have 
contributed in donations throughout each year. 
We send our love and prayers for healing to his 
wife Dana and his entire family.

Voices of Our Community

John Henry Tiller 
March 16, 1962–May 31, 2022

John H. Tiller, 60, beloved 
husband to Dana R. Tiller and 
dear friend to those whose 
lives he touched, passed 
away on May 31, 2022, in Mt. 
Pleasant, SC, surrounded by his 
loving family. John was born 
in Georgetown, SC, where he 
spent most of his childhood 
and made fond memories with 
lifelong friends and cousins. He 
attended Winyah High School, 
College of Charleston, and the 
University of South Carolina 
School of Law. He began his 
legal career with Sinkler & 
Boyd, a predecessor firm of 
Haynsworth Sinkler Boyd, in 

1987. He was recognized for 
his leadership. John served on 
many boards and committees 
at the College of Charleston 
and he and his wife Dana 
ardently supported the 
college’s men’s basketball team.
A pre-eminent trial attorney 
and mediator, John was held 
in the highest regard by his 
clients, the judiciary, and 
other layers, both plaintiff 
and defense. His success 
was evident in the number 
of recognitions bestowed 
upon him by numerous legal 
publications and organizations. 
He was named “South Carolina 

Litigator of the Year’’ in 2012 
and received numerous other 
prestigious awards throughout 
his career. John was an 
enthusiastic outdoorsman 
who loved spending time 
playing golf, boating, fishing, 
and hunting with friends, 
including his lifelong friend 
and cousin, Bradley Tiller. John 
is survived by his loving wife 
of thirty-three years, Dana, 
and numerous godchildren, 
nephews, nieces, and cousins, 
all who gave him great joy. 
John was preceded in death 
by his brother, George Edwin 
Tiller, Jr.



Page 17, The News Infusion Fall 2022

A special thank you to all our Corporate and Individual donors who have supported BDASC this fourth quarter!!!
Industry Partners and National 
Organizations
Bayer
Colburn Keenan Foundation
CSL Behring
DrugCo
Novo Nordisk
Takeda
UpEquity Corporation

General Donors / Par for the Clot 
Silent Auction Donors
Janice Hickman
Barnabas Foundation
Berkshire Hathaway HomeServices C. 

Dan Joyner
Carl and Denise Kowalski
Charity Golf International
David Rodriguez
Ferguson Industrial
Hunter Day
Jim Garrison
Joey Krakowiak
JT Johnson
Kerrie Barnes
Network for Good
Paul, Kathleen, Dana 0'Connor
Ralph Odom, Jr.
Sue Martin

Par for the Clot 
Charity Hole Donors
Aaron Griffin
Andy Steffan
Andy Tyminski
Anthony Cato
Ben Simmons
Benejamin Fleming
Bob Bushong
Bobby Keller
Brandon Drews
Brandon Hutson
Brett Hamilton
Brian Burton
Brian Thompson
Burt Heuse
Chris Daniel
Chris Rickert
Clay Putman
Cliff Hardin
Clint Tolleson
Dan Hudson
David Rodriguez
Dennis Jones
Rich
Drew Newhart  
Drew Roberts
Dustin Washburn
Elijah Roberts
Ellis Berry

Eric Dunton
Grayson Smith
Happy Fox
Harry Gleich
HT Johnson
Hunter Day
James Wooten
Jason Middlebrooks
Jason Woodards
Jeff Breitwieser
Jeff Elliott
Jeff Faw
Jerry Taylor
Jim Garrison
Jim Thompson
Jimmy Burton
Joel Read
John Campbell
John Taylor
Johnny Kellerman
Joseph Carrero
Joseph Chandrl
Josh Fortenberry
Joshua Johnson
Kellen Pournoury
Kent Smith
Keth Woelffer
Kevin Lucas
Kris Kenny
Mac Clarkson

Mark Huff
Mark Sevchik
Mathew Weber
Matt Kjeldsen
Megan Comen
Mike Smith
Mitch Knox
Nate Brown
Paul Gay
Randall Moon
Ric Martin
Ron Kjeldsen
Ryan Newhart
Satish Raj
Scott Brotherton
Scotty Austin
Simon
Steve
Steve Huskins
Steve Nash
Thomas Tilert
Tim Burton
Tim Cooper
Tommy Odlaugh
Wayne Cook
Wayne Cook Jr.
Wyman Balcom
Zach Dennis
Zack Martin
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Women Who Bleed Survey 
Preliminary Results
In preparation for the Health Equity Summit, 
members of the South Carolina bleeding 
disorder community came together as a HEDI 
working group to discuss barriers to care that 
they personally have experienced. This group 
of people became our Subject Matter Experts 
that shared their stories during the weekend. 
Women who bleed were among the groups in 
our community that face many challenges when 
trying to advocate for themselves within the 
bleeding disorder community. These barriers to 
care impacted both those with 
and without a diagnosis. For so 
long, bleeding disorders were 
thought to only affect males. This 
has led to a large problem for 
women in the bleeding disorder 
community.
We have seen a shift in language 
within our community as to how 
we address carriers, specifically 
symptomatic carriers. While 
this is a great start, we need to 
continue to do more. Some of 

the suggestions mentioned at the Health Equity 
summit were to update educational programs 
to be more inclusive, provide women and girls 
with testing earlier, and to do more research into 
women who bleed. To that end, our Women Who 
Bleed working group created a survey to find out 
what problems the women in our community are 
having. What needs to change?
Over the past few months, we have received an 
amazing amount of support for our survey for 
Women Who Bleed. We would like to share some 
of the results, thus far.
Of the women who responded to our survey, 

Von Willebrand and Women Who Bleed Community News

Continued on page 19
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we noticed 
that 83% said 
that they had 
heavy menstrual 
bleeding. 89% 
of respondents 
reported easy 
bruising. 72% 
said they had 
joint pain and/
or stiffness that 
was not related 
to sports injury. 
And 94% have 
someone in 
their family that 
was diagnosed 
with a bleeding 
disorder. Of those 
women who 
responded, only 
39% had received 
a diagnosis, and 
of those 57% were 
diagnosed with 
some type of Von 
Willebrand Disease.
We will continue 
to collect responses to our survey and 
report out to our community as we 
receive more data. If you are a woman 
who bleeds in the state of South 
Carolina and have not taken our survey 
yet, you may do so by scanning this 
QR code. We appreciate your support!

Continued from page 18
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NHF Wednesday Webinars
NHF has created a free educational series that 
is open to providers and community members 
called Wednesday Webinars. These sessions 
are all virtual and free to attend. These virtual 
seminars take place throughout the month on 
Wednesday at 2 p.m. They cover a variety of 
topics that directly impact the national bleeding 
disorders community. We will highlight the ones 
we feel are most relevant to our South Carolina 

bleeding disorder community, but you can 
check out all the upcoming seminars at the NHF 
website, http://www.hemophilia.org. If you are 
unable to attend these seminars live, no problem! 
NHF will post the video of each session after 
the seminar occurs. You can view their archive 
of educational and informational seminars 
whenever you want.

Did You Know?

Stay Connected with BDASC
BDASC is always looking for ways to keep 
you informed and up to date with all the 
resources available to the South Carolina 
bleeding disorders community. We want to 
ensure that everyone in our community is aware 
of upcoming events. Check out up-to-date 
information on our social media pages, website, 
and do not forget to look for our E-Newsletter 
Blasts in your email inbox. Not seeing the 
e-news? Check your spam!
If you are not seeing our social media content in 
your news feed, we can help you with that. The 
way Facebook and Instagram work is that they 
try to predict what you want to see based on 
what you comment, like, and share. Sometimes 
it works great, and you see everything you want 
to, but other times it doesn’t work out so well. 

To help ensure that you are seeing our content, 
you can do a few things. First thing is to ensure 
that you are a follower of our pages. Once you 
are following our pages, like, comment on, and 
share our content. Over a short period of time, 
Facebook and Instagram will catch up and start 
showing you our content in your news feed.
We share tons of information on our social 
media pages! Anything from upcoming events 
(with registration links) to informational tidbits. 
After events, we share photos that we take (or 
with their permission, photos from others). We 
would love for you to share photos, quotes, 
thoughts, etc. with us to share on our social 
media pages. After all, the community is about 
raising your voices and sharing your story!

https://bda-sc.org/
https://conta.cc/3fTVLXX
https://conta.cc/3fTVLXX
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The South Carolina Hemophilia and Bleeding Disorders 
Advocacy Coalition Wraps Up a Successful Year

Stakeholders Meeting
November 12, Columbia
Gathering virtually, and in person in Columbia, 
the SC Advocacy Coalition, Ambassador’s, and 
Stakeholders from around the nation convened 
to celebrate a very successful year in advocacy 
education and bleeding disorders awareness 
while also addressing barriers to treatment care. 
The agenda included reviewing and updating 

the Coalition’s 3-year strategic plan that drives 
the Coalition’s advocacy initiatives forward. The 
hybrid meeting provided the collaboration of 
twenty-five members of the large Advocacy 
Coalition with a mission to continue building 
important relationships with key payers and 
state legislators in South Carolina; identifying 

Continued on page 22

Advocacy Action
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BDASC State Advocacy Days
February 28–March 1, 2023

The 14th Annual BDASC State Advocacy Days 
will be here before we know it. The event will be 
held in Columbia beginning February 28 through 
March 1. BDASC will schedule in-person meetings 
with your lawmakers. February 28 is Rare Disease 
Day and March begins Bleeding Disorders 
Awareness Month. Historically, the Bleeding 
Disorders Community has been recognized 
on the floor of the South Carolina House of 
Representatives—so please join us.
On Tuesday, February 28, the community will 
meet at the Courtyard by Marriott Columbia 
Downtown at USC. We will have training and 
fellowship. On Wednesday, March 1, we will walk 
to the capitol (transportation will be provided 
for anyone who needs it) for meetings with 
state lawmakers. We have been working on 
finalizing the legislative priorities for 2023:
• Seek continued funding for the South Carolina 

Hemophilia Assistance Plan (HAP), which 
provides premium assistance for qualified 
individuals living with bleeding disorders in 
the state.

• Continue to meet with legislators about 
the need for prohibitions of “accumulator 
adjustment” programs in health plans sold 
in the state. These allow policies to not 
count copay assistance cards towards 
deductibles and out-of-pocket costs, and 
they disproportionately impact people with 
expensive medications like clotting factors. 
Inform lawmakers about the newly created 
Rare Disease Advisory Council (RDAC), now 
housed at the Medical University of South 
Carolina, and speak to them about the need 
for funding and the establishment of the 
RDAC as a permanent entity in the state 
(currently, it only exists through an annual 
proviso issued by the governor).

Additional information will come soon in early 
January, but save the date now to join us! Every 
voice is needed and helps us remove barriers 

to treatment care for our community, educate 
those who make policies on our behalf, and 
educate the public and our elected officials.

Washington Days
The National Hemophilia Foundation’s (NHF) 
annual Washington Days will be held on March 
8-10, 2023. Save the date to join BDASC and 
their advocates! We can provide assistance to 
help members attend this national opportunity 
and hope to have all congressional districts 
represented again this year. We look forward to 
you joining us in support!

Continued from page 21

state access to care and treatment issues and 
threats; all while advancing and growing their 
grassroot capacity.
The group also discussed their 2023 legislative 
priorities, including; strengthening the Rare 
Disease Advisory Council’s (RDAC) future, 
strategizing the implementation of the All 
Co-Pays Count or Accumulator Adjustor bill, 
assuring the Hemophilia Assistance Program 
(HAP) remains fully funded, helping to develop 
a South Carolina Patient Health Advocacy 
Collaboration, all while keeping bleeding 
disorders awareness education a top priority. 
We wish to thank all our advocacy partners and 
stakeholders for our successful year and could 
not have achieved the work we accomplished 
without their support. We would be remised if 
we did not thank all our advocacy volunteers 
who are a vital part of our success. Thank 
you all for a fantastic year together! To learn 
more about the Advocacy Coalition and our 
Ambassador Program, please check out our 
Coalition website page and join the team! The 
work you do today will change the lives of many 
for brighter tomorrows!

https://bda-sc.org/state-capitol-days/
https://scdhec.gov/health/child-teen-health/services-children-special-health-care-needs/hemophilia-assistance-plan
https://scdhec.gov/health/child-teen-health/services-children-special-health-care-needs/hemophilia-assistance-plan
https://bda-sc.org/national-hemophilia-foundations-washington-days/
http://Coalition website page
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Open Enrollment For Insurance Plans 
Begins Again

Open enrollment is a time frame each year 
when health insurance plans are required by 
law to accept applications from new plan 
enrollees regardless of their health history. 
This also is the time when you can choose to 
stay with your existing health plan if it is the 
right one for you. Open enrollment dates vary, 
depending on the state you live in and whether 
you get your coverage from your employer, 
an ACA Marketplace, or another source—but 
for many people, open enrollment takes place 
annually in the fall. Here are some key dates to 
keep in mind:

• Every year, open enrollment for Medicare 
plans runs from October 15 through 
December 7. During this period, people 
already enrolled in Medicare can make 
changes in how they receive their 
Medicare coverage.

• Open enrollment in coverage through the 
ACA Marketplaces will run from November 
1 through January 15. Some states’ open 
enrollment periods run past January 15; 
however, to get coverage that goes into 
effect on the first of the year, you must (in 
most states) sign up by December 15.

• If you get insurance through your job, 
check with your human resources 
department to find out when your 
company’s open enrollment period begins 
and ends.

• Enrollment in Medicaid is available 365 
days per year, based on need, income, and 
other state-specific eligibility criteria.

Important points to bear in mind as you shop 
for 2023 insurance:

• You may be eligible for substantial 
subsidies to help you pay your premiums. 
Congress increased the size and 
availability of premium subsidies via 
legislation passed in 2021 and 2022. 
Premium subsidies are only available 
to purchase health plans sold on the 
ACA Marketplaces. Start your search at 
healthcare.gov.

• The “family glitch” has been fixed. 
Dependents can now qualify for ACA 
subsidies if family coverage available 
through a breadwinner’s employment 
costs too much (i.e., more than 9.12% of 
family income).

• As you shop, avoid “skinny plans”—
short-term health plans, health sharing 
ministries, and other forms of non-ACA 
compliant coverage. These products 
(often widely advertised!) do not provide 
sufficient coverage OR financial protection. 
HFA offers a variety of resources that can 
help you navigate this process, including 
an Open Enrollment Guide. HFA will also 
be hosting a Dateline LIVE “Insurance 
Bootcamp” on November 14. Sign up, 
bring your insurance questions, hear from 
insurance experts – and then stay for 
the next evening’s Dateline Live session 
devoted to the science of new bleeding 
disorder therapies!

• Please be an active participant as you 
consider your insurance options for 2023! 
And whether you choose to keep your 
current health insurance or to enroll in a 
new plan, READ YOUR POLICY. Check that 
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your providers are in-network; research 
whether your products are covered; 
beware of copay accumulator adjusters 
that limit your ability to benefit from 
copay assistance. This is critical because 
the health insurance plan you choose will 
be yours for 12 months unless you have 
a qualifying life event that allows you to 
switch plans.

Quick Hits
• HFA together with other coalition 

members filed comments in support 
of a proposed rule that would restore 
the scope of the Affordable Care Act’s 
nondiscrimination requirements. The 
comment letters pointed out that 
copay accumulator adjusters and 
copay maximizers constitute a form of 
discriminatory health benefit design, and 
as such violate the nondiscrimination 
requirements. Separately, HFA and 
coalition allies wrote to the Centers for 
Medicare & Medicaid Services, urging CMS 
to rein in copay accumulator adjusters in 
the next iteration of its Marketplace rule 
(the 2024 Notice of Benefit and Payment 
Parameters). You can find the NBPP letter 
and many other useful resources on the All 
Copays Count Coalition’s new website.

• As noted above, federal rules fixing the 
“family glitch” went into effect just in 
time for the Fall 2022 open enrollment 
period. The Kaiser Family Foundation 
estimates that more than five million 
people are affected by the glitch, most 
of them children. HFA and allied patient 
groups hailed the rule change as a win for 
consumers.

• The Biden Administration announced 
that it was once again extending the 

COVID-19 public health emergency. The 
renewal means that waivers allowing for 
expanded telehealth services, enhanced 
federal funding for Medicaid, and a pause 
on Medicaid disenrollments will continue 
at least until mid-January 2023. Many 
observers believe that this will be the 
last extension of the PHE – meaning that 
Medicaid eligibility redeterminations and 
disenrollments are likely to resume soon. 
In order to avoid erroneous terminations 
of coverage, Medicaid beneficiaries are 
encouraged to update their contact 
information with their state Medicaid 
agency now, and are reminded to respond 
promptly to any communications from 
Medicaid.

• On October 27, 2022, the U.S. Department 
of Health and Human Services announced 
that more than half of all states have 
now expanded access to 12 months of 
Medicaid and Children’s Health Insurance 
Program (CHIP) coverage after pregnancy. 
Georgia and Pennsylvania became 
the 25th and 26th states to expand 
postpartum coverage, resulting in over 
57,000 additional individuals newly 
eligible for Medicaid or CHIP coverage 
for a full year after pregnancy. HFA has 
supported expansion of such coverage as 
an important step to protect the health 
of women with bleeding disorders in the 
postpartum period.

• The new penalties for Part D drug price 
increases that exceed the rate of inflation 
(as established in the 2023 Inflation 
Reduction Act) went into effect on 
October 1. Part B drugs become subject to 
inflation caps in January 2023.

Printed with Permission from the Hemophilia 
Federation of America



Page 26, The News Infusion Fall 2022

Just Like Old Times: NHF’s 2022 BDC Finally 
Together Again!

The National Hemophilia Foundation’s Bleeding 
Disorders Conference in Houston felt like old 
times. Community members throughout the 
nation and globally from around the world 
ascended in Houston for 4 days of informational 
and supportive educational sessions. An exhibit 
hall with a mass amount of information and 

engaging activities drew members to the large 
conference halls and was nothing short of the 
newest and most innovative treatment care and 
support services we have today. The BDC is a 
place for education, connections, networking, 
and support from those around the country 
who have like needs and questions. “How do we 

Continued on page 27

National News
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master these bleeding disorders so life can be as 
normal as possible for those affected and their 
families?”
We were grateful to help our community 
members attend the BDC with educational 
travel grants. The Gurley Family from Anderson 

received a travel 
grant to attend 
along with The 
Smith Family 
from Columbia. 
Patricia Tucker 
also attended 
the conference 
representing 
BDASC through 
the grant 
resources 
available on 

our website. “I enjoyed being in person with my 
hemophilia family. NHF had sessions of interest 
to me to include Mental Health and Digital Health 
along with current information on Gene Therapy. 
I had a great time at the 2022 BDC.”

Mathew Tucker applied for the Joe Caronna 
Memorial Scholarship and had a great time 
learning and networking with his fellow bleeding 
disorders community. Representing the 

Chapter was Sue 
Martin, BDASC’s 
Executive Director, 
Aaron Smith, 
Vice President, 
and Community 
member Ric 
Martin. It was 
the first time 
the community 
was together 
for this national 
conference in 
three years, and 
we all had a great 
time! The closing 
ceremony did not 
disappoint with 
entertainment and 
fun for all.

Continued from page 26
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Females in Research Sharing and 
Translation (FIRST) Project

Inherited bleeding disorders, 
such as hemophilia and von 
Willebrand disease (vWD), 
have long been under-
recognized as causes for 
bleeding in females. Part 
of the problem with this under recognition 
has been the lack of opportunities for female 
engagement in research related to these 
bleeding disorders. 
Through a Patient-Centered Outcomes 
Research Institute (PCORI) Eugene Washington 
engagement award, the PRIDE (Patient-
centered Research for Innovation, Development, 
and Education, #4349-HFA) project, HFA 
identified several underserved groups related 
to engagement in research, including females. 
Females are defined as: patients with a 
diagnosis or undiagnosed symptomatic carrier, 
and/or caregiver of someone with a bleeding 
disorder.
Based on the results of the PRIDE project, HFA 
developed the FIRST project, or Females in 
Research Sharing and Translation (#14528-HFA). 
The goal of this project was to help facilitate and 
engage females to become integral members of 
the research process. Using a strategy known as 
peer modeling, which educates and strengthens 
the relationships between stakeholders, HFA 
identified a cohort of females from which focus 
groups were created. The main focus of these 
discussions was to identify facilitators and 
barriers to participation in research by females 
with bleeding disorders.
As HFA had anticipated, the key findings from 
these discussions confirmed that there is a lack 
of inclusion of women in any research related 
to bleeding disorders. Most women had either 
never been invited to participate in a clinical 

study, felt they weren’t 
eligible for studies, felt 
that there weren’t studies 
specifically for females 
with bleeding disorders, or 
had conflicts around time 

constraints due to work and family obligations.
HFA, utilizing the results of the cohorts, then 
created a Community Based Research Network 
(CBRN), as part of the FIRST project. The CBRN 
was composed of four female patients, three 
hematologists, an OBGYN, and the leader of 
another bleeding disorder specific organization. 
CBRN met virtually each month to have 
open, honest conversations about the issues 
surrounding females with bleeding disorders. 
The group worked to create a research agenda 
with a patient-centered and female-centered 
focus to aid in the inclusion of females in clinical 
research into the future.
Over the course of two years, the FIRST 
project achieved many accomplishments. The 
interest and involvement of females in the 
bleeding disorders community in a research-
focused project was the main positive of FIRST. 
Females in the community were engaged, 
listened to and heard from in research focused 
specifically on them. Secondly, confirmation 
of the need for research in the field of females 
with bleeding disorders was confirmed. FIRST 
shows that data that could come from research 
of this sort would have a significant impact 
on the guidelines for clinical care for females 
with bleeding disorders. The research agenda 
created by the CBRN will be used as a roadmap 
for future clinical trials.
Printed with Permission from the Hemophilia 
Federation of America

Research & Development
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 St. Jude Children’s Research Hospital
262 Danny Thomas Place Memphis, TN 38105-3678 

BINFORMED: Knowledge, Beliefs and Attitudes  
about Gene Therapy in Patients with Hemophilia B 
and their Health Care Workers

Hemophilia is an inherited bleeding disorder mainly affecting males. 
Patients with severe hemophilia need regular factor replacement 
to prevent bleeding episodes. A new treatment in development 
for hemophilia B uses gene therapy to treat the disease. After this 
treatment most patients do not need regular factor replacement for 
many years. 

ABOUT THIS STUDY:
This research study is being done to find out how much patients with 
hemophilia B know about gene therapy for this disease. Researchers 
also want to know how these patients feel about gene therapy in 
general. The information from this research study will be used  to create 
materials that help teach patients and their families about gene therapy 
for hemophilia B.

If you take part in this study, you will be interviewed one time by phone 
or video. This interview will last about 45 minutes to one (1) hour. 

TO BE IN THIS STUDY:
• You should be at least 12 years old and diagnosed with severe or

moderate hemophilia B

• Be the parent or caregiver of someone with severe or moderate
hemophilia B or

• Be a health care worker who cares for Hemophilia B patients.

STUDY SITES:
• St. Jude Children’s Research Hospital

• University of Tennessee Health Science Center

• Other sites outside the U.S. that are taking part in the study

CONTACT:
Nidhi Bhatt, MD, Principal Investigator

Phone: 901-426-6982 
Research Coordinator: 901-595-5702 
Email: binformedstudy@stjude.org
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Resources & Contact Information

Medical Facilities
The Hemophilia Treatment Center of 
South Carolina
Children’s Cancer & Blood Disorders Clinic 
at Prisma Health Children’s Hospital-
Midlands
7 Richland Medical Park Rd., Suite 7215 
Columbia, SC 29203-6872
Phone: 803-434-3533
For all new and previously scheduled 
appointments, factor refills, school needs, 
general questions or general concerns: 
Contact Robin Jones, MSN, MHA, RN, 
CPN, CPHON Children’s Cancer and Blood 
Disorders Nurse Navigator/ SC Hemophilia 
Treatment Center Nurse Coordinator at 
803-434-1028 or email @ schemophilia@
prismahealth.org. You may leave a message 
and your call will be returned as soon as 
possible. Robin may be away from her desk 
or with a patient in the clinic.

Prisma Health’s Upstate Children’s 
Hospital
MAIN CAMPUS:
BI-LO Charities Children’s Cancer Center
Serving Hematology/Oncology Patients
900 W. Faris Road
Greenville, SC 29605
Phone: 864-455-8898
Fax: 864-455-5164
Hours: Mon, Wed., Thurs. 8:00-4:30; 
Tues & Fri. 8:00-12:00

SATELLITE OFFICE:
Spartanburg- Children’s Hospital 
Outpatient Specialties
1700 Skylyn Drive, Suite 200
Spartanburg, SC 29307
Phone: 864-716-6490
Fax: 864-596-5164
Hours: Wednesday - alternating 
mornings and afternoons

SATELLITE OFFICE:
Anderson - Pediatric Specialties of the 
Upstate
2000 E. Greenville Street, Suite 3500
Anderson, SC 29621
Phone: 864-716-6490
Fax: 864-716-6492
Medical University of South Carolina 
Shawn Jenkins Children’s Hospital
10 McClennan Banks Dr.
Charleston, South Carolina 29425
Shayla Bergmann, MD, Assistant 
Professor
Director, Pediatric Hemophilia Clinic
Phone: 843-876-1980
Mobile: 843-812-5682
Fax: 843-792-7562

Local and National Orgs
Bleeding Disorders of South Carolina
Green Gate Office Park
25 Woods Lake Road, Ste 300
Greenville, SC 29607
Phone: 864.236.8663
Fax: 864.236.8663
Email: info@bda-sc.org
Web site: www.bda-sc.org

National Hemophilia Foundation
7 Penn Plaza, Suite 1204
New York, NY 10001
Phone: 212-328-3700
Fax: 212-328-3777
Phone: 800- 42-HANDI (4-2634)
Fax: 212- 328-3799
Email: handi@hemophilia.org
Website: http://www.hemophilia.org/

Hemophilia Federation of America
999 North Capitol Street, NE, Suite 201
Washington, DC 20002
Phone: 800-230-9797
Email: info@hemophiliafed.org
Website: www.hemophiliafed.org

World Federation of Hemophilia
1425, boul. René-Lévesque O.
Bureau 1010
Montréal, Québec

H3G 1T7 Canada
Phone: +1 (514) 875-7944
Fax: +1 (514) 875-8916
Email: wfh@wfh.org
Website: www.wfh.org

Resource Information
SC Dept. of Health & Environmental 
Control (DHEC)
Children with Special Health Care Needs 
Hemophilia Program
2100 Bull Street
Columbia, SC 29201
Phone: 803-898-0784
Website: https://www.scdhec.gov/
health/child-teen-health/services-
children-special-health-care-needs/
hemophilia-assistance-plan

American Pain Foundation (APF)
Phone: 1-888-615-PAIN (7246)
Hemophilia Chronic Pain Support Group 
Website:
http://painaid.painfoundation.org

American Society of Pediatric 
Hematology/Oncology
Phone: 847-275-4716
Website: www.aspho.org

The Coalition for Hemophilia B, Inc.
Phone: 212-520-8272
E-Mail: hemob@ix.netcom.com
Website: www.hemob.org

Bleeding Disorders Legal Hotline
Phone: 800-520-6154

Centers for Disease Control & Prevention
Phone: 1-800-311-3435
Website: www.cdc.gov

Committee of Ten Thousand (COTT)
Phone: 800-488-2688
Website: www.cott1.org

LA Kelley Communications, Inc.
Phone: 978-352-7657
Website: www.kelleycom.com

Patient Access Network Foundation
805 15th Street, NW, Suite 500
Washington, DC 20005
Phone: 202-347-9272
Website: https://panfoundation.org/
index.php/en/
Helps underinsured people with life-
threatening, chronic and rare diseases get 
the medications and treatments they need 
by assisting with their out-of-pocket costs 
and advocating for improved access and 
affordability.

Patient Notification System
The Patient Notification System is a free, 
confidential, 24-hour communication system 
providing information on plasma-derived and 
recombinant analog therapy withdrawals and 
recalls.

Phone: 888-UPDATE U (873-2838)
Website: 
www.patientnotificationsystem.org

Accessia Health 
Provides financial assistance to people who are 
diagnosed with chronic medical conditions. 

P.O. Box 5930
Midlothian, VA 23112
https://accessiahealth.org/
1-800-366-7741

Medic Alert Foundation
2323 Colorado Avenue
Turlock, CA 95382
Phone: 800-432-5378
Website: www.medicalert.org

South Carolina Healthcare Market Place
Call 800-318-2596
Website: www.HealthCare.gov

The South Carolina Rare Disease Advisory 
Council
Website: http://rarediseasesc.org/

Additional ways to support BDASC

mailto:@ schemophilia@prismahealth.org
mailto:@ schemophilia@prismahealth.org
http://sue.martin@hemophiliasc.org
http://www.bda-sc.org
http://www.hemophiliafed.org
mailto:wfh@wfh.org
http://www.wfh.org
https://www.scdhec.gov/health/child-teen-health/services-children-special-health-care-needs/hemophilia-assistance-plan
https://www.scdhec.gov/health/child-teen-health/services-children-special-health-care-needs/hemophilia-assistance-plan
https://www.scdhec.gov/health/child-teen-health/services-children-special-health-care-needs/hemophilia-assistance-plan
https://www.scdhec.gov/health/child-teen-health/services-children-special-health-care-needs/hemophilia-assistance-plan
http://www.hemob.org
http://www.cott1.org/
http://www.kelleycom.com
https://panfoundation.org/index.php/en/
https://panfoundation.org/index.php/en/
http://www.patientnotificationsystem.org
https://accessiahealth.org/
http://www.medicalert.org
http://www.HealthCare.gov
http://rarediseasesc.org/
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Person to Person ■■ Parent to Parent ■■ Peer to Peer 

Additional ways to help HSC 
Go to www.hemophiliasc.org and click “Make a Donation” to learn more about how you can support HSC! 

Register with Amazon Smiles.  HSC receives 5% of the sale!  Go to  https://smile.amazon.com/ 

Donate through United Way!  Go to http://www.unitedway.org/ 

Use Goodsearch.com for all your shopping needs.  Go to http://www.goodsearch.com/nonprofit/hemophilia-of-
south-carolina.aspx 

Shop, sell, and donate for a good cause!  Go to http://ebaygivingworks.com/ 

June 7th- 9th – HELLO Annual Conference and Annual 
Meeting, Greenville, SC 
June 22nd - Joints for Good – Cleveland Park, Greenville, 
SC 
June 23rd- 28th – Camp Courage, GHS, Chapter Days June 
24, Marietta, SC 
June 29th- July 2nd – Teen Retreat with HNC, Rock Hill, SC 
July 8-13th – Camp Burnt Gin, Chapter Days-July 9th 
Wedgefield, SC 
August 10th – Q3 Advocacy & Ambassadors Training, 
Columbia, SC 
September 20th – 22nd – Educational Family Camp, 
Myrtle Beach, SC 
October 3rd- 5th – NHF Bleeding Disorders Conference, 
Anaheim, CA 
November 2nd – Turkey Trot 5K Walk / Run Fundraiser, 
Irmo, SC 
December 14th – Annual Winter State Meeting and 
Holiday Celebration, Columbia 

To see the most up-to-date information on events and happenings, please, visit the Chapter’s website 
Calendar each week at: http://hemophiliasc.org/programs-and-events/calendar/  

ᴥ Upcoming HSC Community Events ᴥ 
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Looking Ahead: Major Community 
Engagement Opportunities — Save the Dates!

December 10: Winter Statewide Meeting, Columbia, SC

January 12, 2023: Legislative Breakfast at the State Capitol

February 28, 2023: Rare Disease Day at the State Capitol

March 1-31, 2023: Bleeding Disorders Awareness Month

March 1, 2023: Advocacy Days at the State Capitol (training on February 
28)

March 31-April 2, 2023:  Women’s / Men’s Health Equity Medical 
Symposium

April 13-16, 2023: Hemophilia Federation of America Symposium, Orlando

May 6, 2023: STEP for Bleeding Disorders

June 9-10, 2023: 50th Annual Meeting and HELLO Conference

August 10-13, 2023: Teen Retreat

September 22, 2023: Par for the Clot Charity Golf Fundraiser

October 20-22 or 27-29, 2023: Educational Family Camp

December 9, 2023: Winterfest State-Wide Gathering

Upcoming BDASC Community Events

Go to www.bda-sc.org and click “Make a Donation” to learn more about how you can support BDASC!

Register with Amazon Smiles.BDASC receives 5% of the sale! Go to https://smile.amazon.com/

Donate through United Way! Go to http://www.unitedway.org/

With MakeMeSmile extension enabled in Google Chrome, you will be redirected to a corresponding 
AmazonSmile page when you shop on Amazon and 0.5% of all applicable purchases will be donated 
to Bleeding Disorders Association of South Carolina. Visit our MakeMeSmile page to learn more: 
http://www.couponchief.com/makemesmile#23-7400632

Shop, sell, and donate for a good cause! Go to www.charity.ebay.com

Additional ways to support BDASC

Mark Your Calendar!

http://www.hemophiliasc.org
http://charity.ebay.com
http://www.charity.ebay.com
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Thank you to everyone for helping us raise over $54,000 in 
Support of the Bleeding Disorders Community!

Save the date to join us again on September 22, 2023

http://www.bda-sc.org

