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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-Spring 2023 Calendar of Events
Looking Ahead: Save the Dates!
Community Engagements
February 23: Ultra Rare Diseases, Community Engagement Dinner, Columbia
February 28: Rare Disease Day
March 1–31: Bleeding Disorders Awareness Month
March 1: Advocacy Days at the State Capitol (training on February 28)
March 8–10: NHF Washington Days
March 13: Exhibiting at the SC School Nurses Conference
March 17: Wear Red in support of Bleeding Disorders Awareness
March 31–April 2: Women’s and Men’s Retreat and Medical Symposium, Greenville
April 13-16: Hemophilia Federation of America Symposium, Orlando, FL
April 17: World Hemophilia Day Celebration, Greenville
April 22: Prisma Health Upstate HTC–Family Camp Day
April 28: BDASC Academic Scholarship Program Deadline
May 6: STEP for Bleeding Disorders, Columbia, SC
May 11: Par for the Clot Volunteer Kickoff Meeting
June 9-10: 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

Winterfest: Fun for the Whole Family!

Early December, our community gathered 
to celebrate the achievements of 2022 and 
celebrate the close of the year with our annual 
Statewide Meeting, now called Winterfest! As we 
gathered in Columbia, we took a few moments 
to highlight the year. Executive Director, Sue 
Martin, presented the community with a slide 
show highlighting the events of 2022. We had 
an amazing year of community engagement, 
fundraising and advocacy. From events like 
the Inaugural Women’s weekend to the Par 
for the Clot charity golf, the community raised 
awareness, enjoyed educational events, and 
helped to fundraise for the future.
Upon the start of Winterfest, participants were 
greeted with opportunities for fun! There were 
cookies and gingerbread houses to decorate, 
ornaments to create, sponsors to see and of 
course, the return of our favorite balloon Artist, 
Mr. Christavan Kroy! The kids enjoyed getting 
balloons made for them, from Spider Man to 
sea turtles, Christavan created a wide variety of 
balloons.
Each person in attendance was entered into 
drawings for prizes! The kids had the opportunity 
to win a copy of “Elf on the Shelf” or the 
book “ ‘Twas the Night Before Christmas.” The 

adults had the 
opportunity 
to win yummy 
treats and winter 
decorations. 
Once lunch had 
finished, the 
kids sat down 
for a reading of 
“ ‘Twas the Night Before Christmas” with Sue. All 
the kids were excited to hear the story, but not as 
excited as they were when they heard the “Ho Ho 
Ho” of our special guest.
You guessed it, the kids were greeted by the big 

Continued on page 4
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man himself, Santa Claus, all the way from the 
North Pole! Santa met with each kid to find out 
what they wanted for Christmas. Each child got a 
photo with Santa and a special gift from Santa’s 
helpers. The kids lit up with joy upon seeing 
Santa and were all amazed by the wonderful 
gifts. Even the teens got in on the action. Each 
teen had the opportunity to meet with Santa. 
Sue expressed BDASC’s appreciation for all 
they contribute to the 
chapter throughout 
the year and gave 
them a fun gift card 
to celebrate. BDASC 
was grateful to our 
sponsors and the 
community to have 
created so much joy in 
one afternoon.
The afternoon 
concluded with many 
hugs and wishes of 
“Happy Holidays” and 
“We’ll see you next 
year!” Winterfest was 
truly a family event, 
and it was wonderful 
to be able to finally 
come back together 
in person after years 
of virtual events. “It’s 
an amazing feeling to 
be around people who 

understand the trials and tribulations that 
others with bleeding disorders face”, expressed 
Samantha Javorka at the conclusion of the 
event. Our community truly exemplifies what 
our organization stands for and we could not 
be more grateful for those who are part of 
our community. A special thanks to our 2022 
Winterfest sponsors and volunteers who helped 
us with their support.

Continued from page 3
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Continued on page 6

Board’s

Welcome to 2023
Executive Director’s Welcome
By Sue Martin
Happy New Year! I hope you had a wonderful 
holiday season and you and your families are 
off to a great start. It is hard to believe we are 
almost at the end of February already. I look 
forward to this new year and our continued 
work at BDASC. I love to push us to new heights 
and accomplishments and hope that 2023 does 
not disappoint. I am excited for our 50th Year 
Anniversary of the organization, starting of 
course in 1973 as Hemophilia of South Carolina, 
then becoming more inclusive in the past several 
years with our new name, reflective of the 
growth in our mission to serve all those living 
with inheritable bleeding disorders in South 
Carolina. We have stepped up our support for 
the VWD community and have been reaching 
out to our Ultra Rare members. Did you know 
we have some of the rarest bleeding disorders 
families in our Chapter? Can you imagine being 
diagnosed with a one in a million or five million 
bleeding disorder like factor XIII? Whether you 
have one of the rarest or a mild bleeding, we all 
have a common bond and the Chapter strives 
to support everyone. Our families with platelet 
deficiencies are also part of our membership. 
This brings me to some of the challenges we 
have with serving the entire bleeding disorders 
community in the state, all different disease 
states, including severities such as mild, 
moderate, and severe, ages from birth to death, 
all from different ethnic and social economic 
backgrounds, and different ages from adults, 
to teens, and children. That is a huge job for a 
small organization with one full-time employee. 
I love working with our volunteers, our board, 
and the many who help us accomplish so much. 
I thank you all and will need to ask for your 
continued support. As things continue to evolve 
and change, give me a call anytime with your 

concerns or suggestions.
We are going to have to step up our fundraising 
efforts I am afraid if we want to continue to 
provide all we do currently for our community. 
The costs are rising and our usual revenue 
streams are decreasing. I hope you will continue 
to support BDASC and join us at the STEP Walk 
for Bleeding Disorders in May, and the Par for 
the Clot in September and help us reach our 
goals together. Both events are so much fun, 
community driven, and raise a lot of awareness 
for those living with bleeding disorders in South 
Carolina. We need volunteers and committee 
members to help support these events, so give 
me a call if you can lend a hand. I so appreciate 
you all!
As we continue to address the barriers facing 
this community with healthcare access, we will 
need everyone to lend a voice and be involved 
during our calls to action. I will always take 
access to treatment as my number one priority. 
With the proper resources and treatment 
care, we all can thrive. However, without it, 
challenges are complex and many. I read in 
one of the comments in our 2023 Member 
Feedback Survey, “advocacy is great, but not all 
the time”. While I appreciate all the comments 
and all suggestions, if threats continue to make 
barriers for our South Carolinians to receive the 
treatment, they need to control bleeds and the 
damage they cause, we will have to make this 
our number one priority. Having said this, rest 
assured, we will continue to also provide the 
community with educational and supportive 
engagements for networking and supporting 
each other, and provide supportive services, such 
as financial assistance, scholarships, and more.
I look forward to seeing many of you soon at our 
State Advocacy Days in just a few weeks and 
then shortly after during the bleeding disorders 
awareness month of March. I hope you will 

https://bda-sc.org/events/fundraiser-events/step-for-bleeding-disorders/
https://bda-sc.org/events/fundraiser-events/step-for-bleeding-disorders/
https://bda-sc.org/events/fundraiser-events/par-for-the-clot/
https://bda-sc.org/events/fundraiser-events/par-for-the-clot/
https://bda-sc.org/wp-content/uploads/2023/01/2023-Member-Feedback-Survey-Report-Final-1.30.23.pdf
https://bda-sc.org/wp-content/uploads/2023/01/2023-Member-Feedback-Survey-Report-Final-1.30.23.pdf
https://bda-sc.org/state-capitol-days/
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Continued from page 5

also join us at the Adult Retreat in Greenville. If 
you can slip away from the kids, join me. It will 
be a good time! Most importantly however, I 
personally invite everyone to join BDASC at our 
50th Annual Meeting. If you have been away for 
a long time, we have missed you, but understand. 
Come celebrate the past 50 years and the 
collective work of so many who have made this 
organization one of the best in the nation. We 
may be small, but we are South Carolina Strong!
Warmest wishes to all,
Sue

Board Members Needed!
Have you ever considered being on the Board of 
Directors for BDASC? Now is your chance to join 
the team! The Board of Directors are responsible 
for the governance of the organization and work 
closely with the staff. Board members and the 
executive director meet monthly to discuss the 
direction, governance, programs, services, and 
support for the organization and its members. 
This June, we will have two of our dedicated 
board members ending their positions as their 
board term limits have come to an end. Wendy 
LeGrand and Shelley Crisp have dedicated six 
years of their time and talents to help shape and 
guide the Chapter. Shelley, the current president 
of the board, received the Board Member of 
the Year Award in both 2021 and 2022. Wendy 
was named Board Member of the Year in 2019. 

We are grateful for their service to the Bleeding 
Disorders community here in South Carolina. Be 
sure to join us in June for our Annual Meeting 
50th Anniversary as we award Shelley and 
Wendy, and many others, with our Chapter 
service recognitions. New board members will 
be highlighted and recognized at the annual 
meeting.
We invite interested persons to apply for board 
consideration. Applications and information can 
be found on our website in the About Us section. 
If you have any questions, please feel free to 
contact Sue at the chapter for more information. 
She can also direct you to the board of directors’ 
Nomination Committee.

Member Survey Results are In!
In late 2022, early 2023, BDASC released a 
survey to our membership throughout the state 
asking for feedback. This survey was presented 
to our members via email newsletter blasts, our 
website, social media channels and for people 
in the VIP program, their iPad Wallpapers, and 
icons. Each member was asked a series of 
questions about how BDASC is currently doing 
and what we could do to improve.
Overall, the survey results were positive and 
it looks as though BDASC is currently on the 
right track. With that being said, there is room 
for improvement, and we are always open to 

Continued on page 7

https://bda-sc.org/events/educational-programs/adult-workshops/
https://bda-sc.org/events/educational-programs/hello-annual-state-wide-conference/
https://bda-sc.org/about/
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Continued from page 6

suggestions. Generally, our members indicated 
that the most common purpose of BDASC was 
to create a close-knit community by uniting 
and providing our members with education and 
support. Our events are important to keeping the 
community engaged and most of the responses 
indicated that they would like to keep the events 
we currently host. Of some concerns today, are 

the rising costs of hosting events 
and providing services, and a shift 
in industry funding. Along these 
lines, we asked if there were events 
we could remove while continuing 
to serve the community. The only 
suggestion that appeared more 
than once was Family Camp. The 
general sentiment is that no one 
wanted to remove any events.
We also asked the community to 
share what they needed most at 
this time. Ranking the highest was 
the need for Support for Mental 
Health and Support for Low Income 
families. There is also a need for 
Support for our Teens and Rare 
Disorders. These support services 
will be ongoing and will continue 
throughout the upcoming years. 
We will need to continue the 
conversations surrounding these 
topics so we can address the needs. 
To review a more comprehensive 
summary of the Member Survey, 
please visit our website Join BDASC 
and view the survey online.

Volunteers Needed!
Would you like to help support 
BDASC? Volunteering for events 
and committees is a fantastic 
way to help. In order to continue 
to support and engage with our 
community, the Chapter requires 
some help at events—whether it 
is manning the registration booth, 
keeping an eye on the kids in 
childcare, or helping to plan and 

support our fundraisers, there is something 
for everyone! If you have time to commit your 
talents and would like to volunteer, please 
contact Sue at the chapter office and visit our 
website Volunteer Program page. We are so 
grateful to everyone who helps us achieve our 
success. We will be happy to help you find your 
area of interest!

https://bda-sc.org/wp-content/uploads/2023/01/2023-Member-Feedback-Survey-Report-Final-1.30.23.pdf
https://bda-sc.org/join/
https://bda-sc.org/volunteer-programs/
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2023 Board of Directors Strategic Planning Summit

Each January, the board of directors come 
together to discuss the organization’s past year’s 
progress and collaborate on future goals. The 
board uses the information from the Member 
Feedback Survey, including comments and 
concerns they have received over the year, to 
develop a 3–5-year Strategic Plan. The board 
also reviews goals from previous years to 
determine the chapter’s successes and struggles 
and determines what needs to take place in 
order to achieve the planned goals. The board 
concentrates on four areas under the following 
categories: Organizational & Administrative, 
Financial, Donation, Development Campaigns, 
Community & Membership Expansion, and 
Programs, Services & Offerings.
Organizational and administrative goals are 
created to ensure that BDASC runs smoothly 
from an operational standpoint. The needs 
of staff, volunteers, and board members are 
considered. Discussion has recently revolved 
around what the organization can do to 
ensure BDASC can provide any necessary staff 
members what they need. It is difficult to retain 
high quality staff due to our organizational 
limitations—i.e., we do not provide employee 
benefits that larger companies can and we 
have limited “upward” movement in our small 
organization. The board also ensures that 
administrative costs (storage units, office spaces, 
outreach, and insurance costs, etc.) are not only 
meeting the staff needs, but are contracted at 

a reasonable cost. 
The board and staff 
determine the best 
way to serve the 
community with a 
continual goal of 
having a diverse board 
which reflects the 
community.
The Financial, 
Donation, and 
Development 

Campaign goals are created in order to 
keep the organization funded, allowing us to 
provide the programs and service support 
that the community needs. It is important for 
the board to reflect on economic changes 
that may impact BDASC’s ability to provide 
adequate support to our community. Large scale 
economic changes affect our ability to provide 
financial assistance and services support, and 
educational community engagements. The board 
of directors has continuous goals to increase 
community engagement—providing high quality 
fundraisers and community events to encourage 
large attendance, while creating relationships 
within the community for support. Nationally, 
engagement within the bleeding disorders 
community has shifted somewhat as people 
are busier than ever today. This is wonderful 
to see an active community, but it does create 
challenges for our events not to conflict with 
our members busy lifestyles. Unfortunately, 
lower attendance at events will result in less 
funding support from our sponsors. The board 
recognizes these challenges and has set goals to 
address these changing times. Another area of 
priority taken from the Member Survey was that 
there is a need within our community for Mental 
Health Services and Rare Disorders support. 
We have made tremendous strides in providing 
support and will continue to address these needs 
with the continuation of our existing programs to 
include additional support as much as possible.



Page 9, The News Infusion Winter 2023

Continued on page 10

2022 Southeast Region Hemophilia Network Training 
and Technical Assistance Meeting

November 6-8, Atlanta, GA
By Sue Martin
It was an honor and a privilege 
to attend the Southeast Region 
Hemophilia Network Training regional 
meeting in Atlanta, which brings 
together treatment centers from 
around our region for a weekend 
of learning and networking. The 
conference is always an excellent 
opportunity to bring together HTCs 
in the Southeast Region and Chapter 
leadership. The Southeast Region 
Bleeding Disorders Program is a 
network of twenty-two federally 
funded HTCs that serve patients in 
Alabama, Florida, Georgia, Kentucky, 
Mississippi, North Carolina, South 
Carolina, and Tennessee. In addition 
to the HTCs, nonprofits serving 
the bleeding disorders community, 
such as Bleeding Disorders 
Association of South Carolina, 
were also in attendance. There was 
great information presented at the 
conference, including different types 
of bleeding disorders treatment care 
and case studies, to current and 
future therapies. Our own Robin Jones, RN was 
part of a panel discussion, moderated by Duc 
Tran, MD MSc, the Southeastern Regional Medical 

Director, on Gene Therapy, now available for the 
community. Chapter leadership have a breakout 
session of their own and it is always a great 
opportunity to share information and resources.

PACT: Partnership for Advocacy and Communications Training 
Advocacy Leadership Meeting, New Jersey, Nov 28-29, 2023

By Sue Martin
After a 3-year COVID 19 disruption, the 
Partnership for Advocacy and Communication 
Training (PACT) workshop was held live 
again in New Jersey and did not disappoint. 

Chapter leaders in advocacy throughout the 
nation met for two days to discuss high level 
advocacy issues affecting our bleeding disorders 
community. Enlightening presentations were 

Community Engagements
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Continued from page 9

many, including the knowledge of Michele Rice, 
former VP of External Policy for the National 
Hemophilia Foundation. Having the time to 
network and strategize our best advocacy front 
in assuring access to care and treatment was a 
major goal of the workshop. Upon hearing about 
some of the new barriers to treatment care 
sweeping the nation was concerning. We are 
grateful to our member chapter, the New Jersey 
Hemophilia Foundation and Stephanie Lapidow 
for this opportunity to connect and learn.

Virtual Community Connections
On Tuesday, January 17, BDASC hosted our first 
virtual community connections event of the new 
year. The community gathered to connect and 
learn more about what BDASC has planned for 
the beginning half of 2023. Community members 
were presented with some preliminary findings 
from the Member Feedback Survey, which was 
available to the community in December and 
the beginning of January. Discussions revolved 

around providing the community with what they 
need and sharing with the community what 
resources are already in place. We provided 
the community with information on the 
upcoming events, such as State Advocacy Days, 
Washington Days, the Rare Community Dinner, 
Bleeding Disorders Awareness Month, our STEP 
for Bleeding Disorders Walk, and our Annual 
Meeting, which will celebrate the Chapter’s 
50th Anniversary this year. We encouraged our 
community to participate in these events and 
engage in future discussions. It was a great 
opportunity to meet new friends and connect 
virtually where they live!

HEDI Working Groups Engage in 
Health Equity
On January 26, 2023, the BDASC Health Equity 
Working Group (HEDI) came together virtually 
to re-group and share what progress has been 
made since we last came together at the Health 

Continued on page 11
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Equity Summit in October. Strides have been 
made over the past few months as we continue 
the fight to break down barriers to care.
BDASC has created two new brochures—one for 
Women Who Bleed and one for Von Willebrand 
Disease. These two new brochures were put 
together to aid in educating clinicians and the 
general public. The brochures were reviewed 
by our treatment centers for their stamp of 
approval. The next task is to determine the 
appropriate healthcare facilities to receive these 
brochures. The VWD and Women Who Bleed 
advocates will determine the best course of 
action and bring their discoveries to the group.
Aside from brochures, two new website pages 
were created for the Von Willebrand and Rare 

Disease communities. Each 
new page contains resources 
for members of our community 
impacted by these disorders. The 
pages also include information 
on upcoming events related to 
these disorders. These pages are 
ever evolving, and we welcome 
feedback of how to best 
support these communities. A 
community dinner event for the 
Ultra Rare members is scheduled 
for February 23 in Columbia.
Our community has stressed the 
need for support and assistance 
for Mental Health, vocational 
services, and our low-income 
community members. BDASC 
has created and released a 
“South Carolina Resource” 
booklet to better help our 
community. This booklet is on 
the BDASC website and can 

be found under “Resources.” Members of the 
working group are working on defining what 
specifically the needs are. The South Carolina 
Resource booklet is a living document and is 
currently being updated. Members will report 
any resources and findings to BDASC for 
implementation into the existing document.
The HEDI Working Group will continue to come 
together to discuss solutions to the existing 
barriers we face as a community. Our next 
meeting will be in the middle of March. If you 
would be interested in joining this committee, 
please contact Sue at the Chapter office for 
more information. We are grateful to the National 
Hemophilia Foundation for the grant support for 
this important program.

Continued from page 10
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Celebrating Rare Disease Day and Our 
Rare Community
We are excited to host with our partner Takeda 
an opportunity for our Rare Community to 
come together for a 
special evening event on 
February 23 at Saluda’s 
Restaurant in Columbia. 
Celebrating Rare Disease 
Day on February 
28, this community 
engagement dinner 
event will allow the 
community to come together and show their 
resiliency in unity. Conversation will be centered 
around resilience and managing stress. Managing 
stress is an important aspect of our everyday 
lives and we will discuss some of the common 
causes of stress and provide some examples 
of how to better adapt and manage adversity. 
Through some interactive and fun activities, we 
will explore what it means to be resilient and 
learn some associated skills as well as tips and 
tools for living a healthy lifestyle. We cannot wait 
for the community to join us. We are equally 
appreciative to Takeda for this opportunity to 
connect.

2023 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.
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 for meetings with state lawmakers. 
Our legislative priorities for 2023:
•  Seek continued funding for the South Carolina 
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Hemophilia Assistance Plan (HAP), which 
provides premium assistance for qualified 
individuals living with bleeding disorders in the 
state.

•  Supporting South Carolina House bill H. 3618. 
We will 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.

Every voice is appreciated to help us remove 
barriers to treatment care for our community, 
educate those who make policies on our behalf, 
and educate the public and our elective officials.

Men’s and Women’s Retreat and Medical 
Symposium 
March 31-April 2, 2023 in Greenville, S.C.
AC Hotel of Greenville
On March 31, the last day of Bleeding Disorders 
Awareness month, we are excited to host a 
weekend Symposium for our adult members, 
ages 21 and over, who are living with bleeding 

disorders themselves, are carriers of a genetic 
bleeding disorder, or are caretakers for someone 
in their family who is affected. Our Women’s 
Retreat last year was very successful, and the 
attendees expressed a return to Greenville and do 
it all over again. Better than that, we wanted to 
bring all adults into the event so couples can take 
a weekend away from the kids, single men and 
women can enjoy time with community members 
for fellowship and support, and everyone can 
enjoy being connected while learning in an 
atmosphere of beauty and opportunity, such as 
downtown Greenville. The venue is inviting with 
so much to explore in the new Camperdown area 
and within walking distance to Falls Park and 
Liberty Bridge. We will be providing fun group 
activities throughout the symposium, including 
Top Golf and Group Therapy of Greenville, while 
providing the time for women and men to have 
separate educational and supportive sessions 
related to their unique needs.
Registration is limited, so register today. 
Additional information is available on our 
website. Registration will close on March 

Continued from page 12
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PREMIER SPONSORS

PLATINUM SPONSOR

Continued on page 16

10, 2023. Contact the Chapter if you have 
any questions. We are extremely grateful to 
our Sponsors for this exciting community 
engagement. 

Bleeding Disorder’s Awareness Month: Go 
Red for Bleeding Disorders
In March of 1986, March first became “Hemophilia 
Awareness Month,” when it was declared by 
President Ronald 
Reagan. Since 
then, it has 
evolved to include 
all bleeding 
disorders. As of 
March 2016, the 
U.S. Department 
of Health and 

Human services has designated March as a 
National Health Observance for all bleeding 
disorders. Bleeding Disorders Awareness 
Month was created to increase awareness and 
understanding for all inheritable blood and 
bleeding disorders. It was also used to bring 
bleeding disorders to the attention of policy 
makers and industry representatives.
Each year BDASC does their part to create 
awareness around bleeding disorders. BDASC 
starts the campaign with Rare Disease Day 
on February 28. Each year on February 28, 
the international community comes together 
to spread awareness for rare diseases and 
disorders. With several campaigns around the 
globe, the Rare Disease community partners with 
several organizations to share stories and raise 
awareness for rare diseases.
BDASC will continue to spread awareness 
throughout March and into April. Upon entering 
March, BDASC community members and 
advocates will participate in State Advocacy 
Days. Donning their red ties, our community 
members will speak with policy makers and 
share their stories. Continue to watch our social 
media channels, our website, our newsletters and 
our IPAD wallpaper for more information on how 
you can make a difference!
Throughout the month we will continue to rally 
our community through social media initiatives. 
We will be sharing bleeding disorders facts, 
photos of community members and celebrate 
“Go Red Day” on March 17. We welcome your 
engagement and participation as we come 
together in various ways to spread awareness 
and support our community.

World Hemophilia Day
As we approach April, our 
focus returns to Hemophilia 
in support of World 
Hemophilia Day on April 
17. World Hemophilia Day 
was created by the World 
Federation of Hemophilia as 
a call to action for the hemophilia 
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community. This year’s theme is “Access for All: 
Prevention of bleeds as the global standard of 
care.” We will come together in celebration of 
World Hemophilia Day in downtown Greenville 
at the Westin Poinsett Hotel with a community 
engagement dinner hosted by Sanofi. 
Information will be available soon with our 
registration link to follow. Please save the date of 
April 17 at 6:30pm to join us for this global event.

10th Annual STEP for Bleeding Disorders 
May 6, 2023 at Saluda Shoals Park, Columbia, S.C.

We invite you to join us on May 6, 2023, for our 
10th Annual STEP for Bleeding Disorders 5K 
Walk / Run Fundraiser and Awareness Campaign. 
We encourage you to join us in Columbia or 
virtually wherever you live! The word STEP 
encompasses everything the Bleeding Disorder 
Association of South Carolina holds to its core. 
S is for Sharing Stories, T is for Transforming 
Tomorrows, E is for Empowering People, and 
P is for Promoting Research. We continue to 
be determined in our cause to raise awareness, 
support. And funds for our community in South 
Carolina and our global bleeding disorders 
family. Please consider forming a team, joining 
an already existing team, or participate as an 
individual. Come meet our tight-knit community, 
bring your family and friends, business 

coworkers, and neighbors and help us raise 
critical funds to support the organization. Any 
amount you can raise will help make a difference 
in the lives of our members. So, register today 
and join us on May 6 at 10:00 am as we join the 
community and STEP into action and Walk / Run 
together! Please enjoy our fundraiser platform 
website, explore all links, learn what we do as 
an organization, and check it often as we build 
TOGETHER this important event. Help us make 
the fundraising thermometer continue to rise 
and boil over the top as we strive to reach our 
$60,000 goal! Meet our sponsors too!

Behind Every Mask Lies a Story: 
Our 50 Year Legacy
Join us for our 50th Anniversary: HELLO 
Conference
June 9-10, 2023, Greenville, SC
Join us this year for our 50th Anniversary 
celebration at our Annual Meeting and HELLO 
Conference. 2023 marks 50 years since the 
creation of Hemophilia of South Carolina, 
(HSC) now known as the Bleeding Disorders 
Association of South Carolina. In 1973 a 
group of parents of children with hemophilia 
came together and formed HSC to promote 
awareness, provide support, and assist other 
national hemophilia organizations. For 42 

Continued from page 15
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years the chapter existed as an all-volunteer 
community gathering for education, support 
and advocacy at the state capitol. In 2021, HSC 
became the Bleeding Disorders Association 
of South Carolina (BDASC) to provide a more 
inclusive community focusing on all bleeding 
disorders. Today, BDASC serves all 46 counties in 
South Carolina and currently provides education 
and support services to 1,000 individual 
members and families.
To commemorate 
BDASC’s achievements 
over the past 50 years, 
the HELLO Conference 
will evolve into a celebration of our past, 
present. and future. On Friday night, we will 
host a Masquerade Gala. This celebration will 
honor our 50-year legacy of providing support 
to our bleeding disorders community here in 
South Carolina. We will kick off the evening 
with dinner, awards, and dancing. There will be 

opportunities to come together as a community 
and share what makes the bleeding disorders 
family unique.
The following day, we will host our HELLO 
Conference with several educational and 
Keynote presentations. Sessions will be available 
for adults, teens, and children. We are excited 
to announce that Gut Monkey and their team 
will be hosting our teens again this year and the 
famous Corporate Kids, Inc. will be caring for our 
children so parents can learn without disruption. 

All meals, sessions and 
childcare are included 
free of charge. Hotel 
accommodations are 

provided for those BDASC community members 
traveling for this event. To learn more about 
our HELLO Conference & 50th anniversary 
celebration or to register, please visit our website. 
Registration will open mid-March! We hope the 
entire community will join us for this momentous 
occasion.

My work is guided by:
Compassion—Listening to your needs and addressing questions and concerns that you may have

Commitment—Educating you about Pfizer’s tools and resources, including the Pfizer Community Connections Program, the HemMobile® app for logging 
bleeds and infusions, B2B materials, and more

Connection—Connecting you with hemophilia advocacy groups and programs like Leading Edge, the National Hemophilia Foundation, The Coalition for 
Hemophilia B, and others

HemMobile is a registered trademark of Pfizer Inc. 
HemMobile is not intended for curing, treating, seeking treatment for, managing, or diagnosing a specific disease, disorder,  
or any specific health condition. Pfizer will not have access to any personal information you enter into HemMobile. 

Dedication and Personal Support
Your Pfizer Patient Affairs Liaison is a professional dedicated to serving you and the hemophilia community by connecting patients 
and caregivers with Pfizer Hemophilia tools and resources. These Pfizer colleagues are committed to continuing Pfizer’s more-than-20-year history of 
listening to the hemophilia community and working to meet its needs.

AL, GA, SC, NC 
rachel.cooper-leal@pfizer.com 
O: 910-709-7317

Rachel Cooper-Leal
“I am proud to serve as a trusted resource 
for the rare disease community.”

PP-HEM-USA-1480-14 © 2021 Pfizer Inc. All rights reserved. Printed in USA/May 2021

Continued from page 16
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Von Willebrand and Women Who Bleed Community News

Continued on page 19

Voices of Our Community

Proclamation Requests
We have big goals to raise awareness during 
March, the national Bleeding Disorders 
Awareness month, with 35 proclamations 
throughout the state. Please help us by 
requesting a proclamation to recognize March 
2023 as Bleeding Disorders Awareness month. 
The templates are on our website and please 
contact the chapter or Jim Romano at  
James.romano@bda-sc.org if you need help 
finding out to who to make requests.
The process is simple, all you do is send an 
email or make a phone call to a local town/city/
county’s contact person. You will then provide 

the template created by BDASC to your contact 
person. They will then setup a date/time for you 
to receive the proclamation—typically during a 
Council Meeting. You can then attend the council 
meeting to receive the proclamation, or have 
them mail it to you, or pick it up. Don’t forget 
to share the date and time with BDASC. We 
will notify other community members in your 
area so that they may attend as well. Be sure 
to take pictures and share them with BDASC! 
The Chapter will be receiving the Governor’s 
proclamation. Stay tuned for pictures when it 
arrives in our office!

The Bleeding Disorders 
Association of South 
Carolina’s “VWD 
PROGRAM” exists to 
support and empower 
individuals and their 
families who are 
diagnosed or affected by 
von Willebrand disease 
within their families. Our 
goal is to help:
Empower and equip 
individuals and their 
families with knowledge 
and support by learning 
from others with shared 
practical knowledge from 
personal experiences in a safe, warm, and inviting 
atmosphere activity.

•  Helping to facilitate conversations on issues 
relating to being affected by VWD and working 
within the group to find practical solutions for 
their everyday life situations.

•  Gain knowledge from participants and guest 
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speakers about VWD and how to manage this 
bleeding disorder in particular ways.

•  Empower individuals and their families to obtain 
the best medical care and supportive services 
and resources.

•  Build bonding relationships for future advocacy 
needs, support, and friendships.

•  Help to facilitate and increase knowledge and 
awareness about the symptoms and treatment 
of VWD and share ways to encourage more 
awareness to the general public and healthcare 
professionals.

On November 18 in Columbia at Painting with 
a Twist, our VWD members of the community 
came together to support one another with a fun 
activity and educational community program, 
sponsored by CSL Behring. Our presenter Kim 
and members shared stories of living with VWD, 
including common concerns and successes. We 
will continue to provide opportunities to connect 
as they become available to us. We are grateful 
to CSL Behring for this informative community 
engagement.

Stories of Success
Excerpts Printed with Permission from the 
National Hemophilia Foundation

For women and girls with bleeding disorders, 
life is often a struggle to be seen and heard by 
medical professionals. Often their conditions 
remain undiagnosed, or misdiagnosed, for years. 
In the meantime, many suffer from painful joint 
pain, debilitating menstrual cycles, miscarriages, 
and other complications from pregnancy and 
childbirth. Even after a diagnosis is made, 
without the proper resources, a woman can 
continue to face difficulties with access to care 
and getting medical providers to understand her 
condition. But as these women’s stories prove, it 
does not have to be this way.

Don’t Change What You Do, Change How 
You Do It
Avery Amende
Rocky Mountain Hemophilia & Bleeding Disorders 
Association
Age at diagnosis: 10 months
Current age: 20
Avery Amende, a junior and triple major at 
Montana State University, doesn’t remember a 
life without managing her bleeding disorder. At 
nine months old, she developed a hematoma 
on her cheek while playing. It wouldn’t go away. 
Doctors in her hometown of Bozeman, Montana, 
realized it wasn’t normal bruising. One month 
later, she was diagnosed with von Willebrand 
disease (VWD) type 3, a rare subtype of VWD. 
With type 3, Avery’s body doesn’t store any von 
Willebrand factor. Although continuous birth 
control pills are often enough for women with 
type 1 VWD to regulate menstrual bleeding, they 
aren’t for Avery. During high school, treating with 
birth control pills alone stopped being effective. 
She now has an IUD and is also taking birth 
control pills. “I’ve had to try a lot of different 
combinations to get my bleeding under control,” 
she says. “The goal is to not have a regular 
period. Once it starts, it’s hard to stop.”
Starting the pill at 13 affected how she related to 
her peers. “I remember feeling really afraid for 
my reputation. I didn’t want people to think I was 
doing ‘things’ when I just had to be taking it for 
bleeding control,” she says.
Despite her diagnosis, Avery says it hasn’t 
stopped her from living life to the fullest. “Living 
in Montana has shaped my experience. My family 
has always been involved in the outdoors. I’ve 
always skied and hiked and climbed and played 
lacrosse. I’ve always been really active,” she says.
Best advice: “Don’t let your bleeding disorder 
stop you from doing anything, even if that means 
changing the way you do something. And always 
have a hematologist who has your back.” 
 
 

Continued from page 18

Continued on page 20
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Like Daughter, Like Mother
Elaine Lai
Hemophilia Foundation of Northern California
Age at diagnosis: 16
Current age: 44
Elaine Lai, a longtime volunteer at NHF’s 
Hemophilia Foundation of Northern California, 
knows the importance of developing 
connections with others in the bleeding 
disorders community. Lai faced cultural 
resistance from her family members who are of 
Asian descent. Costly insurance issues regarding 
testing were also a big barrier. “They knew I was 
a carrier early on, but the insurance company 
wouldn’t test for an additional diagnosis,” she 
says. Even though her two younger brothers 
were diagnosed with hemophilia, it took a 
disastrous wisdom tooth extraction to get Lai 
diagnosed with factor VIII deficiency at age 16. 
“I was bleeding so much that I was starting to 
choke on the blood. My face and skin hurt so 
bad, it couldn’t stretch anymore. I had two black 
eyes and couldn’t talk for six to eight weeks,” 
Lai says. Lai says that only in the past 10 years 
has she seen a shift to recognizing women’s 
bleeding disorders and taking them more 
seriously. “They assume we’re just carriers, but 
it’s important to emphasize there’s more to it 
than that,” she says. A native of San Francisco, 
Lai says the HIV/AIDS epidemic of the 1980s 
only exacerbated her concerns and feelings of 
loneliness. “Watching friends get sick and die, or 
hearing so-and-so didn’t make it. And I had lost 
friends,” she says. “In my culture, we didn’t talk 
about it…that was considered taboo.”
As a woman, Lai says the decision to have 
children was one of her biggest challenges 
and concerns. Because Lai didn’t want to pass 
on her bleeding disorder, she opted for in 
vitro fertilization with preimplantation genetic 
diagnosis (IVF with PGD). “I didn’t want them to 
have to deal with what I went through or what 
my brothers went through,” she says. “It’s such a 
hard decision and a huge financial burden, and 

we sacrificed so much for that.”
Best advice: “If getting pregnant is a goal, it’s 
achievable. It has to be a balance between what 
you want and what your (treatment) care team 
says will work for you.”

Don’t Accept Less Than You Deserve
Rachel Neyland
Lone Star Chapter of NHF
Age at diagnosis: 30
Current age: 37
Neyland got tested and diagnosed after hearing 
a doctor talk about new studies on women 
who were carriers. “He said 98% of carriers 
had some sort of bleeding disorder. But I still 
wasn’t convinced, because I don’t bleed like 
my boys,” she says. After talking to several 
women, she realized she actually may have been 
experiencing symptoms.
“My periods have always been awful for 20 to 
30 days. My knees have hurt since I was 10. I’ve 
had back and hip issues since my boys were 
born. And my shoulder would hurt for months 
at a time…After talking to these women with 
similar situations, I thought, ‘Hmm, maybe I 
should get tested,’” she says. Her hemophilia 
treatment center was shocked that she hadn’t 
been tested yet.
Like many women before they are diagnosed, 
Neyland had a uterine ablation to stop her heavy 
menstrual cycle. After the procedure in 2010, 
she bled for three more months. “I didn’t heal 
properly. I didn’t know I needed factor,” she says. 
“When I found out I had hemophilia, it made 
sense.” In 2013, after her hemophilia diagnosis, 
she had a partial hysterectomy and needed 
factor to control the bleeding and recover.
In 2017 and 2018, she ended up back in the ER 
with painful uterine cysts. The first time, her 
abdomen filled with a half-liter of blood. She 
finally had a complete hysterectomy.
After attending the Hemophilia Foundation of 
Michigan’s annual women’s retreat in November 
2019, Neyland learned the importance of 
keeping track of any pain and bleeds through 

Continued from page 19
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a daily journal. “There was a new hematologist 
at my HTC, and when she read my journal, she 
said, ‘You bleed a lot. You need to be on prophy.’ 
I was just shocked she suggested it,” Neyland 
says.
Neyland has been on prophylactic factor since 
January, and it has made a big difference. “I 
used to get shooting, stabbing pain in my 
shoulder that would last for eight or nine 
months. I was diagnosed with tendinitis, 
bursitis,” she says. “To this day, my left arm is 
still weaker because of not being able to move 
it much.” Recently, Neyland walked into a door 
jamb and was in pain instantly. “I took factor, 

and the pain immediately went away,” she says. 
“I’m like, are you serious? I suffered for years and 
years, and all I needed was factor.”
Neyland’s mom hasn’t been tested, but her mom 
thinks she has hemophilia, too. Both women 
attended a chapter event in 2019. “Just listening 
to the women speak, she thought, ‘Hmm, 
maybe I do need to be tested.’ It’s just a matter 
of navigating the proper insurance channels,” 
Neyland says.
Best advice: “Keep a pain and bleeding journal. 
It really makes a difference. Have a doctor who 
believes you have hemophilia and listens to you. 
If you have a child, they need to be tested.”

Continued from page 18
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April Cone
Karen Cox
Lana Zehr
Lee Roper
Walterboro Civitan Club
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In Memorial: Allen Eugene “Gene” Wilson, Jr.
“I have fought the good fight” A celebration of Life

It is with sadness 
and heartbreak that 
we acknowledge 
the passing on 
January 10 of our 
long time BDASC 
member, past 
board member, and 
community friend 
of Hemophilia of 
South Carolina — 
Bleeding Disorders 

Association of South Carolina, “Gene Wilson”. 
No words can express the heartbreak we feel as 

a family when we lose one of our beloved blood 
brothers. Gene’s family requested the executive 
director, Sue Martin, to speak at his celebration 
of life as a good family friend and representative 
of the association he loved dearly and gave a 
great deal of his time and devotion to, especially 
within his desire to advocate. (See obituary 
below) With permission we share an excerpt of 
her comments.

“When I landed in South Carolina 18 years ago, 
I was a stranger to the state and the South 
Carolina bleeding disorders community and it 
was Gene who welcomed me with open arms 

Allen Eugene “Gene” Wilson, Jr. 
December 12, 1959–January 10, 2023

Allen Eugene “Gene” Wilson, 
Jr., 63, of Lexington, passed 
away on January 10, 2023, 
surrounded by his family. He 
was born December 12, 1959, in 
Burlington, NC. He is the son of 
the late Allen Eugene Wilson, 
Sr. and Lynette Mills Wilson. 
He was a graduate of UNC 
Charlotte with an Engineering 
Degree and was employed at 
Michelin until he retired due to 
his health.
He was an inventor at heart 
and had many projects 
going at all times. He loved 
to spend time flying kites, 
metal detecting at the beach, 
and tinkering with his various 
“inventions”. He was born with 
Hemophilia and faced many 
challenges throughout his life. 
Although the world viewed 
him as disabled, he found ways 

to do everything he wanted 
to do and more. Gene loved 
his family fiercely. He was 
known as PawPaw to his four 
grandchildren who adored him. 
He had a special bond with 
his little 8-pound Chihuahua, 
Sophie Grace, who never left 
his side and enjoyed riding 
in his wheelchair with him. 
He was a man of great and 
enduring faith and shined the 
light of Jesus to every person 
he came in contact with. He 
was a faithful member of First 
Baptist Church of Columbia.
Mr. Wilson is survived by his 
loving wife and best friend of 
27 years, Karen Blankenship 
Wilson of Lexington, 
Daughters, Abygail Wilson of 
Columbia, Emily Dean (Gary) 
of Easley, Natalie Amick 
(Corey) of Lexington, Anne 

Violette (Robbie) of Lexington, 
Son, Joshua Wilson, of Fort 
Mill, Grandchildren, Garrett 
Dean, Emmie Rose Knotts, and 
Daniel and Bradley Violette, 
Brothers, Dexter Covington 
(Jan) of Mebane, NC, Bill (Sue) 
Covington of Burlington, NC, 
Sister, Sheila Covington of 
Whitsett, NC; Brother-in-law, 
Larry Jones of Chapel Hill, 
NC; and nieces and nephews. 
He was preceded in death by 
his parents, Allen and Lynette 
Wilson, and his sister, Marla 
Jones.
The family is grateful to all 
who provided excellent care, 
especially Dr. Burnside, Dr. 
Moyer, Dr. Wicker, of Lexington 
Medical Center, and Robin 
Jones RN at the Hemophilia 
Treatment Center.

Continued on page 23
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and always had a smile and so many words 
of encouragement. He always told me what a 
great job I was doing on the board of directors, 
providing help when I needed it, and providing 
me comfort in some of my most difficult personal 
times. Gene was a long-time member of the 
board of directors of our organization and 
volunteered many long days and years advancing 
the Chapter’s mission work. He never complained, 
even when I knew better that he was in pain. He 
always found a way to help even when others 
would have said, I just can’t.
He wrote and started the very first newsletter, 
the News Infusion, something the organization 
did not have, to better connect to the South 
Carolina Bleeding Disorders community. Now 
with that first accomplishment, our award-
winning newsletter is more like a magazine that is 
featured in over 600 homes in South Carolina, in 
all our HTC’s and state agencies, and is nationally 
available to thousands online.
It was my honor to present Gene the 2019 Pillar 
of Strength Award at our annual meeting. The 
award is provided to our members to never 
forget those Heroes, those Pillars of Strength, 
that have brought the bleeding disorders 
community forward, from a time of no treatment, 
through the unknown and new advances, 
through struggles and deep sorrow, through 
suffering and even death, and who have allowed 
our community to ride on their strength, and 
their strong and brave shoulders. We honor these 
brave individuals and their families who have 

helped lead the way to where we are now, who 
have faced those hardships head on, leading the 
way for our brighter futures.
In 2019, we had dedicated this award to Gene 
for his strength and courage, braving many 
hard times with grace and a smile, dignity, and 
strength. Whenever we have called upon him, 
he was there to support our work, especially in 
advocacy. He would do whatever was needed 
to ensure our communities access to care and 
quality treatment was available for all. He had 
a beautiful spirit and smile as you all know, and 
never showed a negative moment. He wanted 
only the best for the future generation and would 
do anything to ensure that happens. Living with 
hemophilia, complicated by an inhibitor, had taken 
a toll on Gene’s body. But he often was willing 
to use his struggle to show those who needed 
to know what life would look like without access 
to treatment, never taking pause, showing this 
organization what a true hero is. (Sue shared a 
story of his presentation at the first ever Bleeding 
Disorder Forum in 2018, in front of lawmakers, 
healthcare providers, and state agencies)
Gene, my friend, and bleeding disorders brother, 
you will forever be remembered within this 
community as a Pillar of Strength, one of our 
heroes, but for me, you will forever hold a special 
place in my heart as a kind and gentle man. I am 
a better woman for having known you. I will miss 
you, we all will miss you, but I am comforted in 
knowing you are with your many other blood 
brothers shining the light for us all, here on earth.

Scholarships Available for Many in the Bleeding Disorder Community
The Bleeding Disorders Association of South 
Carolina sets aside funds generated by 
fundraisers each year to provide financial support 
for college scholarships. To be considered for a 
BDASC Scholarship, an applicant must meet the 
following criteria: 1. Must be a resident of South 
Carolina; 2. Must be enrolled or accepted at an 
accredited educational institution, to include 
accredited colleges, universities, and technical 
and vocational schools; 3. Must have a diagnosis 
of a bleeding disorder, or be a dependent child 

of a person with a bleeding disorder, be a sibling 
of a person with a bleeding disorder, be a parent 
of a dependent child with a bleeding disorder, 
or be a spouse of someone with a bleeding 
disorder.
Applications must be completed and received 
before the deadline date of April 28, 2023. The 
Chapter will determine each year how many 
scholarships to award depending on funds 
received within each year and the number of 
qualified applications received.

Continued from page 22
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Important Changes Coming to 
 South Carolina State Medicaid

[This content was authored and reused with 
permission by the Centers for Medicare & 
Medicaid Services (CMS)]

Do you or a family member currently have 
health coverage through Medicaid or the 
Children’s Health Insurance Program (CHIP)? 
If so, you may soon need to take steps to find 
out if you can continue your coverage. Soon, 
states will resume Medicaid and CHIP eligibility 
reviews. It’s important that you respond to any 
communications you receive from your CHIP 
or Medicaid program. This means some people 
with Medicaid or CHIP could be disenrolled from 
those programs.
Here are some things you can do to prepare 
right now.

1.  Make sure your address is up to date 
Make sure South Carolina has your current 
mailing address, phone number, email, or other 

contact information. This way, they will be able 
to contact you about your Medicaid or CHIP 
coverage.

2.  Check your mail 
South Carolina may mail, email you, or 
even text you about your Medicaid or CHIP 
coverage. This message will also let you know 
if you need to complete a renewal form to see 
if you still qualify for Medicaid or CHIP. If you 
get a renewal form, fill it out and return it to 
your state right away. This may help you avoid 
a gap in your coverage.

3.  What if you do not qualify for Medicaid or 
CHIP? 
If you or a family member no longer qualify 
for Medicaid or CHIP, you may be able to buy 
a health plan through the Health Insurance 
Marketplace.

Continued on page 25
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Plans are:
•  Affordable. Four out of five enrollees can find 

plans that cost less than $10 a month.
•  Comprehensive. Most plans cover prescription 

drugs and provider services such as, doctor 
visits, urgent care, hospital visits, and more.

Visit HealthCare.gov to find Marketplace plans 
and see if you might save on premiums. When 
you apply, don’t forget to include current 
information about your household, income, and 
your state’s recent decision about your Medicaid 

or CHIP coverage.

Get more information
•  Find contact information for your state 

Medicaid office here, and follow instructions for 
how to contact them.

•  Healthy Connections: 888-549-0820 https://
apply.scdhhs.gov/CitizenPortal/application.do

•  Or visit Medicaid.gov for more information 
about Medicaid or CHIP renewal.

•  Call the Marketplace Call Center at 1-800-
318-2596 to get details about Marketplace 
coverage

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 newsfeed.
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!

Continued from page 24
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2023 Kicks off with a Legislative Breakfast
By James Romano
January started off fast and furious. On 
Thursday, January 12, BDASC hosted its 
legislative breakfast with Members of the South 
Carolina Legislature. It 
was an exciting week 
in Columbia with the 
new legislators being 
sworn in on Tuesday, 
and the Governor and 
other Constitutional 
Officers being sworn 
in on Wednesday. The 
Legislative breakfast 
coincided with the 
introduction of 
legislation, H. 3618, 
a bill that would 
ban copayment 
accumulators for 
health insurance plans regulated in South 
Carolina. The Chapter was able to advocate for 
the bill and obtain several potential cosponsors. 
There were approximately 40 Members of 

the SC House and Senate who came to the 
breakfast and over 150 staff. We were very lucky 
to have with us Senator Thomas Alexander (R, 
SC-1st), the President of the Senate. Senator 

Alexander is 
a long-time 
friend of the 
Bleeding Disorder 
Community. 
We spoke with 
many old and 
new friends of 
the community 
including 
Representative 
Leon Howard, 
Representative 
Gilda Cobb 
Hunter, 
Representative 

Fawn Pedalina, Representative Patricia Henegan, 
and many others. Mark your calendars and 
join us next year on January 10 as we host this 
opportunity to connect again.

Advocacy Action
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NHF’s Washington Days 
March 8 - 10, 2023

The National Hemophilia Foundation’s 
(NHF) annual Washington Days will be 
held on March 8-10, 2023. BDASC and 
their advocates will be in attendance! We 
will be having meetings with almost all 

congressional districts again this year. We 
look forward to joining our advocates from 
around the nation and look forward to 
raising awareness for the needs of the South 
Carolina Bleeding Disorders community.

National News

NHF’s Bleeding Disorders Conference — Save the Date 
August 17-19, National Harbor, Maryland

The 75th Annual Bleeding Disorders Conference 
(BDC) will take place from August 17 to 19, 
2023, in National Harbor, 
Maryland (DC Area), at 
the beautiful Gaylord 
National Resort & 
Convention Center! Join 
the national bleeding 
disorders community 
for three full days of 
educational sessions, 
networking opportunities, 
and access to our exhibit 
hall. Your registration 
includes entrance to the 
Opening Session, Awards 

Luncheon, and the exciting Final Night Event. 
Educational Kids Programs will be available for 

children 12 years old and 
younger.
As this event coincides 
with NHF’s 75th 
anniversary, NHF will be 
providing an opportunity 
to take a look back at 
NHF’s history and the 
impact that they have 
made on the bleeding 
disorders community, 
as well as looking to 
our future. BDC will also 
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include a special presentation on the unveiling of 
NHF’s upcoming rebranding.
BDC provides community members the 
opportunity to follow several “tracks” based on 
their needs. The “track” descriptions are:
General Interest: These sessions explore topics 
that are of interest to the entire bleeding 
disorder community, such as basics of bleeding 
disorders, insurance, advocacy, research, and 
future treatments.
Inhibitor: Those living with or caring for 
someone with an inhibitor can face unique 
challenges. Join us in these sessions to learn the 
latest updates on treatment and care as well as 
strategies for managing school issues, stress, and 
more.
Intersections: These sessions offer opportunities 
to explore the various dimensions of personal 
identity and culture that may impact life with a 
bleeding disorder.
Men: These sessions cover challenges and 
joys for men living with bleeding disorders. 
The sessions offer different perspectives and 
experiences around some of the common issues, 
including aging, that men face in their lives.
Mental Health: Emotional and mental wellbeing 
is integrally tied to physical health and these 
sessions will explore the various dimensions that 
impact living with or supporting someone with a 
bleeding disorder, throughout the lifespan.
Parents/Caregivers: These sessions offer insight 
and support to parents and caregivers of adults, 
children, and teens with bleeding disorders, and 
will help you as you navigate the various ages 
and stages of your child’s development.
Spouses/Partners: Spouses and partners of 
people with bleeding disorders are important 
members of the community. These sessions 
address common issues faced by partners/
spouses and explore ways to forge deeper 
connections.
Teens/Young Adults: Teens and young adults 
have a special space in these sessions to learn, 
connect and have some fun!

Ultra-Rare Bleeding Disorders: People with 
unique factor deficiencies and platelet disorders 
have specific challenges that are addressed 
in this track. You’ll also have opportunities 
to connect with others in the rare bleeding 
disorders community.
VWD: Get the information you need on 
managing your VWD, while connecting with 
other individuals and families living with von 
Willebrand disease.
Women and People with the Potential to 
Menstruate: Women and those with the potential 
to menstruate who have bleeding disorders face 
specific issues that can often be overlooked by 
healthcare providers. These sessions provide a 
supportive space for discussions of concerns and 
getting advice from experts.

NHF’s Bleeding Disorder Conference—
Travel Grants Available! 
Application Deadline: February 26, 2023
NHF offer’s six different travel grants to its 
community members. If you are considering 
attending NHF’s BDC, consider applying for 
a travel grant. The following grants are being 
offered for the 2023 conference and information 
can be found on NHF’s Werbsite: https://www.
hemophilia.org/events/bleeding-disorders-
conference-2023
Connections for Learning: This grant is for 
individuals/families with a bleeding disorder, 
attending for the first time or to those who have 
attended in the past. Returning individuals/
families are welcome to apply, however, priority 
is given to those who have not attended in many 
years.
Anna de Simone Grant: The Anna DeSimone 
Women’s Travel Grant is open to any woman 
with or carrier of a bleeding disorder who is 
18 years of age or older. The grant is issued to 
two women to attend the National Hemophilia 
Foundation Bleeding Disorders Conference.
Ultra-Rare Bleeding Disorder: The travel grant 
for attending the Ultra-Rare Bleeding Disorders 

Continued from page 27
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Continued from page 28

track at BDC is open to people with ultra-rare 
factor deficiencies and platelet disorders as well 
as members of their support network.
Inhibitor: This travel grant is open to people with 
hemophilia A or B with an active or tolerized 
inhibitor as well as members of their support 
network. Currently, we are not able to host those 
with rare factor deficiencies or von Willebrand 
disease with an Inhibitor.
Inhibidores en Español: La beca de viaje para 
asistir al tema de los inhibidores en el BDC está 
abierta para personas con hemofilia A o B con 
un inhibidor activo o tolerado, así como para 
miembros de su red de apoyo. Actualmente, no 
podemos acoger a aquellos con deficiencias 
raras de factor, enfermedad de von Willebrand 
con un inhibidor, ni aquellos que viven fuera de 
los Estados Unidos y sus territorios.
Beca Conexiones para el Aprendizaje: Hay un 
número limitado de becas de conexión para el 
aprendizaje disponibles para personas/familias 
con trastornos hemorrágicos que deseen asistir 
a la Conferencia sobre trastornos hemorrágicos. 
Esta beca es para individuos/familias que asisten 
por primera vez o para aquellos que han asistido 
en el pasado. Las personas/familias que vuelvan 
a asistir son bienvenidas, sin embargo, se da 
prioridad a quienes no han asistido en muchos 
años.

NHF’s National Youth Leadership Institute
Application Deadline: February 27, 2023

NHF’s National Youth Leadership Institute (NYLI) 
provides young adults ages 18-24 years old (who 
graduated from high school no later than June 
15, 2023) in the bleeding disorders community 
(those living with a bleeding disorder or have 
an immediate family member with a bleeding 
disorder) with leadership opportunities to 
encourage personal growth, effect change, and 
positively influence others.
The National Youth Leadership Institute is a 
two-year program designed to assist young 
people from the bleeding disorders community 
in becoming well-trained, recognized leaders. In 

addition, NYLI provides an amazing opportunity 
for youth to learn and share experiences of 
living with a bleeding disorder. NHF achieves 
these outcomes by providing young adults with 
training, support, and opportunities to provide 
education to the bleeding disorders community.
Each year of the program will focus on 
developing specific skills through a variety of 
in-person trainings, webinars, and year-round 
communication. The first year of the program 
is dedicated to developing individual and 
professional skills including: public speaking, 
leadership techniques, networking skills, and 
résumé building. In their second and final year 
of the program, NYLI members will focus on 
implementing what they’ve learned through in-
depth final projects conducted at the chapter 
level.
Some of the activities NYLI members participate 
in include onboarding in June 2023 (this year’s 
cohort traveled to New York City for four days 
of workshops on leadership and professional 
development) and travel to BDC. NYLI members 
will also choose one of three tracks (Advocacy, 
Education + Outreach, and Research) where they 
will get an in-depth experience learning about 
how different departments at NHF support 
individuals with bleeding disorders. Many other 
opportunities, such as speaking engagements 
and participating in working groups, present 
themselves over the two years that members are 
in the program.
Applications for the 2023 cohort are open and 
will close on 2/27/2023. Applications consist 
of a resume, seven short essay responses, and 
two letters of recommendation (one personal 
or professional recommendation and one 
recommendation from within the bleeding 
disorders community). Select applicants will 
interview with the NYLI applications committee 
in mid to late March 2023. NHF will announce 
new cohort members in early April 2023.
More information and registration can be found 
on NHF’s website: https://www.hemophilia.
org/educational-programs/training/youth-
leadership-nyli/join-the-nyli

https://www.hemophilia.org/educational-programs/training/youth-leadership-nyli/join-the-nyli
https://www.hemophilia.org/educational-programs/training/youth-leadership-nyli/join-the-nyli
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Own Your Path: A Resource App for Patients 
with Hemophilia A and B

NHF’s Own Your Path program has officially 
launched! If you are a young adult male with 
severe Hemophilia A or B, and are on a prophy 
regimen, you may qualify to join this free 
program!
We know that maintaining adherence to a 
prophy regimen can have short and long-
term health benefits. This program focuses on 
helping participants be successful by focusing 
on education, health coaching, skill building, 
and relationship building, all within an app-
based environment that includes participation 
incentives.

Additional program benefits include:
•  Free App Based Program
•  A Go at Your Own Pace Experience
•  Program Participation Prizes
•  Improve Skills to Manage Hemophilia
•  Exercise and Mindfulness Activities
•  Improve Sleep and Manage Stress
•  Coaching to Help You Crush Your Health Goals
•  Virtual Meetups with Peers
For more information about this program, email 
ownyourpath@hemophilia.org, or complete this 
screening survey to see if you qualify: https://
www.surveymonkey.com/r/TG532PH

https://www.surveymonkey.com/r/TG532PH
https://www.surveymonkey.com/r/TG532PH
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Research & Development

FDA Approves Gene Therapy 
for Hemophilia B

November 23, 2022

U.S. Food and Drug Administration Approves 
CSL’s HEMGENIX ® (Etranacogene Dezaparvovec-
Drlb), The First Gene Therapy For Hemophilia B.

This historic approval provides a new treatment 
option that reduces the rate of annual bleeds, 
reduces, or eliminates the need for prophylactic 
therapy and generates elevated and sustained 
factor IX levels for years after a one-time 
infusion.

With the approval of HEMGENIX, CSL now 
offers an even more comprehensive portfolio of 
treatments for people living with hemophilia B, 
ushering in a new era of treatment options.

KING OF PRUSSIA, PA, USA – November 22, 
2022 – Global biotechnology leader CSL (ASX: 
CSL) today announced that the U.S. Food 
and Drug Administration (FDA) approved 
HEMGENIX ® (etranacogene dezaparvovec-
drlb), the first and only one-time gene therapy 
for appropriate adults with hemophilia B. 
HEMGENIX is approved for the treatment of 
adults with hemophilia B who currently use 
factor IX prophylaxis therapy, or have current 
or historical life-threatening hemorrhage 
or have repeated, serious spontaneous 
bleeding episodes. In the ongoing clinical trial, 
HEMGENIX reduced the rate of annual bleeds 
and 94 percent of patients discontinued factor 
IX prophylaxis and remained prophylaxis-free.

“As part of our promise to patients, CSL 
is committed to delivering innovative and 
groundbreaking solutions to address unmet 
medical needs, and we are proud to introduce 

the next wave of breakthrough medicines for 
people living with hemophilia B,” said Paul 
Perreault, CSL’s Chief Executive Officer and 
Managing Director. “We recognize and thank all 
trial participants, scientists and investigators—
without whom this important achievement 
would not have been possible—and look 
forward to seeing the positive impact of 
HEMGENIX on the hemophilia B community.”

Hemophilia B is a rare, lifelong bleeding disorder 
caused by a single gene defect, resulting in 
insufficient production of factor IX, a protein 
primarily produced by the liver that helps blood 
clots form. Treatments for moderate to severe 
hemophilia B include prophylactic infusions of 
factor IX replacement therapy to temporarily 
replace or supplement low levels of blood- 
clotting factor and, while these therapies are 
effective, those with hemophilia B must adhere 
to strict, lifelong infusion schedules. They may 
also still experience spontaneous bleeding 
episodes as well as limited mobility, joint 
damage or severe pain as a result of the 
disease. For appropriate patients, HEMGENIX 
allows people living with hemophilia B to 
produce their own factor IX, which can lower 
the risk of bleeding.

“We are thrilled to witness this milestone in 
hemophilia B treatment,” shared Kim Phelan, 
Chief Operating Officer of The Coalition for 
Hemophilia B. “Over the years we have seen 
a variety of advancements for the hemophilia 
community, but gene therapy is the first 
treatment option to offer those living with 
hemophilia B—and caregivers—the possibility 

Continued on page 32
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of freedom from the need for regular, ongoing 
infusions.”

The FDA approval is supported by results 
from the ongoing HOPE-B trial, the largest 
gene therapy trial in hemophilia B to date. 
Results from the study demonstrated that 
HEMGENIX allowed patients to produce mean 
factor IX activity of 39 percent at six months 
and 36.7 percent at 24 months post infusion. 
Seven to 18 months post-infusion, the mean 
adjusted annualized bleeding rate (ABR) for all 
bleeds was reduced by 54 percent compared 
to the six-month lead-in period on factor IX 
prophylactic replacement therapy (4.1 to 1.9). In 
addition, 94 percent (51 out of 54) of patients 
treated with HEMGENIX discontinued use of 
prophylaxis and remained free of previous 
continuous routine prophylaxis therapy. The 
most common side effects (incidence ≥5%) 
were liver enzyme elevations, headache, 
elevated levels of a certain blood enzyme, 
flu-like symptoms, infusion-related reactions, 
fatigue, nausea and feeling unwell.

“HEMGENIX is unique in its approach to 
increasing mean factor IX activity and 
hemostatic protection in those with hemophilia 
B, and today’s approval could fundamentally 
transform the treatment paradigm for this life-
long condition,” said Dr. Steven Pipe, Professor 
and the Laurence A. Boxer Research Professor 
of Pediatrics and Professor of Pathology at the 
University of Michigan and a lead investigator in 
the HOPE-B study.

“As a clinician, I look forward to being able to 
provide a new treatment option that may help 
patients treated with HEMGENIX become free 
from the regular infusion schedule that many 

people living with hemophilia B rely on to 
protect them from the debilitating effects of the 
condition.”

The multi-year clinical development 
program for HEMGENIX was led by uniQure 
(Nasdaq:QURE), and sponsorship of the clinical 
trials transitioned to CSL after it acquired global 
rights to commercialize the treatment.

“Today’s approval of the world’s first gene 
therapy for hemophilia B is an historic 
achievement based on more than a decade of 
research and clinical development,” said Matt 
Kapusta, Chief Executive Officer, uniQure. “We 
have always believed that gene therapy had the 
potential to provide transformative benefits to 
people living with hemophilia B and are excited 
that the hemophilia community will have a new, 
safe and effective treatment option 
available to them.”

CSL Behring, a CSL business, will make 
HEMGENIX available for eligible people with 
hemophilia B as soon as possible. “CSL is proud 
to have been at the forefront of providing life-
changing medicines for rare diseases for over a 
century. Today’s historic approval builds on our 
promise to put patients first in all that we do to 
discover, develop and deliver biotherapeutics 
and vaccines that meet their needs,” said Bill 
Mezzanotte, Head of Research & Development 
and Chief Medical Officer of CSL. “With 
HEMGENIX, we now offer a comprehensive 
portfolio of innovative medicines for hemophilia 
B, giving people living with the condition more 
choice in treatments and better and more 
durable control over their disease.”

HEMGENIX is still currently under assessment 
by other regulatory agencies.

Continued from page 31
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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/

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
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http://www.cott1.org/
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https://panfoundation.org/index.php/en/
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http://www.patientnotificationsystem.org
https://accessiahealth.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/  
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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 

Looking Ahead: Major Community 
Engagement Opportunity — Save the Dates!

February 23, 2023: Rare Disease Community Dinner, Columbia, SC

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 Feb. 
28th)

March 17, 2023: Wear Red for Bleeding Disorders Awareness Month

March 31-April 2: Women’s - Men’s Retreat and Medical Symposium, 
Greenville

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

April 17, 2023: World Hemophilia Day

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: Educational Family Camp, TBD

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!

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

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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