
BLEEDING DISORDERS 
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of
SOUTH CAROLINA
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Hemophilia of South Carolina

439 Congaree Road, Ste. 5 
Greenville, SC 29607

864-350-9941
Monday–Friday, 8:30 a.m.–5:30 p.m. 

(on call for emergencies)
www.hemophiliasc.org
info@hemophiliasc.org

Steps to take if you have a bleed and 
are going to the Emergency Room

1.  Call the hemophilia treatment center or on-
call nurse to report your bleed

2. Bring factor dose(s) with you to the ER
3.  Notify the ER staff that you are having a 

bleed and are a patient of the hemophilia 
treatment center

O U R  V I S I O N
To be recognized as a leading organization 
providing valued services, as ambassadors of 
public outreach to enlighten and foster an 
understanding of what matters most to those 
affected by hemophilia and bleeding disorders, 
and to be our community’s first choice in 
partnership to achieve their highest potential 
through empowerment, connection to their 
community and being part of the solutions that 
affect them the most, until a cure is achieved.

O U R  M I S S I O N
To raise awareness for and advocate on behalf 
of persons with bleeding disorders and their 
families, provide education and supportive 
services, and promote ongoing research to 
improve the quality of life for those affected.

About Hemophilia of South Carolina 
Hemophilia of South Carolina (HSC) is 
a non-profit organization, a chapter of the 
National Hemophilia Foundation, and a 
chapter member of Hemophilia Federation 
of America. HSC was founded in 1973 to 
promote bleeding disorders awareness, provide 
group support, and assist other hemophilia 
organizations.

HSC provides education and support services 
and offers the most current information 
and education on topics related to bleeding 
disorders care, treatment therapies, insurance, 
resources, and advocacy.

Bleeding disorders are a group of disorders 
that share the inability to form a proper blood 
clot. Symptoms include extended bleeding 
after injury, surgery, trauma, or menstruation. 
Sometimes the bleeding is spontaneous, 
without a known or identifiable cause. 
Improper clotting can be caused by defects 
in blood components such as platelets and/or 
clotting proteins, also called clotting factors.

Our Journey, Our Calling
Hemophilia of South Carolina (HSC) is 
a non-profit organization, a chapter of the 
National Hemophilia Foundation, and a 
chapter member of Hemophilia Federation 
of America. HSC was founded in 1973 to 
promote bleeding disorders awareness, provide 
group support, and assist other hemophilia 
organizations.

HSC provides education and support services 
and offers the most current information 
and education on topics related to bleeding 
disorders care, treatment therapies, insurance, 
resources, and advocacy.

Bleeding disorders are a group of disorders 
that share the inability to form a proper blood 
clot. Symptoms include extended bleeding 
after injury, surgery, trauma, or menstruation. 
Sometimes the bleeding is spontaneous, 
without a known or identifiable cause. 
Improper clotting can be caused by defects 
in blood components such as platelets and/or 
clotting proteins, also called clotting factors.

Advocating at the South Carolina state capitol in March during 
National Bleeding Disorders Awareness Month

Programs and Services Available to Members
•  Educational sympo-

siums, workshops, and 
patient/family events

•  Support groups
•  Recreational 

networking and family 
weekend camp

•  Teen and children 
camp support

•  Social events (annual 

holiday celebration 
and recreational 
outings)

•  College and national 
meeting scholarships

•  Emergency and 
non-emergency 
financial assistance/
compassionate care

•  Referral assistance

•  State Advocacy 
Coalition

•  Participation in 
Advocacy

•  �SC legislative day
•  NHF’s Washington 

Days
•  Advocacy Coalition 

Events
•  Fundraising events 

and public awareness 
campaigns

•  Outreach, networking 
and training

•  Quarterly newsletter
•  Annual state 

educational meetings 
•  Virtual Innovation 

Program (virtual 
technology support)

Hemophilia of South Carolina is transistioning to 
Bleeding Disorders Association of South Carolina to 

reflect our mission to serve all bleeding disorders.



Hemophilia Treatment Centers
A hemophilia treatment center 
(HTC) is a health facility with 
a team of physicians, nurses, 
and other health professionals 
delivering healthcare services 
to patients and families 
with hemophilia and other 
bleeding disorders within a 
single treatment facility. The 
primary emphasis of an HTC 
is on early diagnosis and 
intervention to prevent disease 
complications. It creates an 
optimal healthcare delivery 
environment for complex 
chronic diseases, reducing 
disability and assisting 
affected individuals  realize 
their full potential. HTC 
patients are 40% less likely 
to die of hemophilia-related 
complications and 40% less 
likely to be hospitalized with 
bleeding complications.
South Carolina’s Hemophilia 
Treatment Center
The South Carolina HTC 
at Prisma Health Children’s 
Hospital-Midlands is the 
state’s only federally supported 
comprehensive HTC. They 
serve patients with all types of 
bleeding disorders. The HTC 
provides access to physicians, 
nurses, physical therapists, 
and social workers. The HTC 
emphasizes prevention services 
to help reduce or eliminate 
complications, and connects 
patients with community 
groups, such as Hemophilia of 
South Carolina, that provide 
education and support. The 
HTC also serves as a resource 
to physicians throughout the 
state who are providing care 
to patients with bleeding 
disorders.

HTC Services
•  Hematologists   •  Nurses
•  Lab medical technologies and 

pathologists 
•  Specialists, including dentists, 

gynecologists, orthopedists, 
physical therapists, social 
workers, and mental health 
professionals 

•  24-hour phone contact 
•  340B factor purchasing 

program
• Hemophilia clinics 
•  Partnerships with advocacy 

organizations
•  HSC support networking 

during clinic visits with 
executive director 

HEMOPHILIA TREATMENT CENTER
7 Richland Medical Park Dr, 
Suite 7215, Columbia, SC 29203
803-434-1028
Monday–Thursday, 8:30 a.m.–4:30 
p.m. Friday, 8:30 a.m.–12:30 p.m.
SCHemophilia@PrismaHealth.org
Medical Director: 
Stephanie Ambrose, DO
Nurse Coordinator: Robin Jones, 
MSN, RN, CPN, CPHON
803-434-1028 
Robin.jones@prismahealth.org
SATELLITE OFFICES
Pediatric Hematology and Oncology, 
BI-LO Charities Children’s Cancer 
Center
Prisma Health-Upstate 
900 W. Faris Rd, 2nd Floor, 
Greenville, SC 29601
864-455-8898 (phone) 
864-455-5164 (fax) 
Drs. Leslie Gilbert & Rebecca Cook
Medical University of South 
Carolina, Department of Pediatric 
Hematology/Oncology
125 Doughty St., Suite 520, 
MSC 917 
Charleston, South Carolina 29403
(843) 792-2957 (O) 
(843) 985-1667 (Clinic) 
(843) 812-5682 (C) 
(843) 985-4256 (Fax) 
Shayla Bergmann, MD 
Associate Professor 
Director, Pediatric Hemophilia 
Clinic

Bleeding Disorders 
Informational Resources
National Hemophilia 
Foundation
The National Hemophilia 
Foundation (NHF) is a policy 
and advocacy organization 
dedicated to finding better 
treatments and cures for inher-
itable bleeding disorders and to 
preventing the complications 
of these disorders through edu-
cation, advocacy, and research. 
NHF programs and initiatives 
are at the forefront of bleeding 
disorders policy and advocacy 
work. Information on ongoing 
research initiatives, lobbying 
efforts on Capitol Hill, events 
and educational programs, 
bleeding disorders news, and 
community resources can be 
found on their website or by 
contacting them directly.
www.hemophlia.org | 212-328-3700
Hemophilia Federation of 
America
The Hemophilia Federation 
of America (HFA) is a patient 
education, services, and advoca-
cy organization. HFA addresses 
the evolving needs of the bleed-
ing disorders community and 
is committed to championing 
the needs of families living with 
chronic and debilitating bleed-
ing disorders. They advocate for 
safe, affordable, and obtainable 
therapies and health coverage.
202-675-6984 | www.hemophliafed.org

World Federation of Hemophilia
The World Federation of 
Hemophilia is an interna-
tional non-profit organization 
dedicated to improving the 
lives of people with hemophilia 
and other genetic bleeding dis-
orders. It educates hemophil-
iacs and lobbies for improved 
medical treatment.
www.whf.org | 514-875-7944

South Carolina Resources
State Hemophilia Assistance 
Program
South Carolina’s Hemophilia 
Assistance Program for persons 
with bleeding disorders 
assists eligible patients with 
obtaining health insurance 
by fully funding premiums 
and co-pays. To be eligible, 
an applicant must have a 
bleeding disorders diagnosis, be 
a resident of South Carolina, 
have an income at or below 
250% of the Federal Poverty 
Level (FPL), and be ineligible 
for Medicaid, Medicare, or any 
other insurance plan.
South Carolina Dept. of Health and 
Environmental Control
scdhec.gov | 803-898-0784
Medicaid
Medicaid is a federally-funded 
program that provides health 
insurance for children and 
parents in households earning 
at or below 62% of the FPL. 
Other eligibility categories 
include pregnant women 
(194% of FPL), and children 
(but not parents) in households 
at or below 208% of the FPL.
SOUTH CAROLINA DEPT. OF HEALTH 
AND HUMAN SERVICES
scdhhs.gov | 888-549-0820
TEFRA Medicaid
TEFRA Medicaid is a 
specialized Medicaid category 
for children with disabilities 
and significant medical needs. 
It has special provisions that 
allow children who would 
not otherwise be Medicaid 
eligible to access Medicaid. 
When determining eligibility 
for TEFRA Medicaid, the 
eligibility worker does not 
count the parental income or 
resources.
www.scdhhs.gov/eligibility-groups/ 
disabled-children | (888) 549-0820

National Assistance Programs
Patient Services, Inc.
Patient Services, Inc. is a na-
tional program that subsidizes 
the cost of health insurance 
premiums and copayments, 
assists with Medicare Part D 
and provides travel assistance 
for hospital or clinic visits. 
Qualified applicants must have 
an income at or below 350% 
of the FPL, and already have 
some type of private insurance.
Patientservicesinc.org 
800-366-7741

Patient Access Network
The Patient Access Network 
has provided more than $2.6 
billion in financial assistance 
for healthcare costs. Applicants 
must have hemophilia and 
already have an insurance plan 
that covers qualifying medica-
tions. Eligible individuals must 
have an income at or below 
400% of the FPL.
Panfoundation.org | 866-316-7261
The Assistance Fund
The Assistance Fund 
helps adults and children 

with chronic disease and 
administers a Hemophilia 
Financial Assistance Program. 
Qualified applicants must 
have some type of insurance 
that covers hemophilia 
medications. They offer 
premium, co-pay, and out-of-
pocket costs assistance.
Tafcares.org | 855-845-3663
Helping Hands
Helping Hands is a program 
administered by the 
Hemophilia Federation of 
America to provide assistance 

in three categories: urgent 
basic living expenses, medically 
necessary items, and inhibitor 
support (medical travel and 
educational support).
hemophiliafed.org | 202-675-6984

Medicine Assistance Tool
Medicine Assistance Tool is 
a search engine that helps 
patients, caregivers and health 
care providers learn more 
about resources available 
through biopharmaceutical 
industry programs.
Mat.org

W O M E N  A N D  B L E E D I N G  D I S O R D E R S
Do you bruise easily, bleed after visiting the dentist for a regular 
cleaning, have frequent nosebleeds that last longer than 10 
minutes, told you are “low in iron”, or if a woman, have heavy 
periods? You may be living with von Willebrand Disease (VWD).
Von Willebrand Disease is the most common inherited bleeding 
disorder affecting approximately 3.2 million men and women. It 
is caused by a defect or deficiency with one of the proteins in the 
blood called von Willebrand factor (VWF). VWF plays import-
ant roles in helping the blood clot. People with VWD either don’t 
have enough VWF or what they have doesn’t work properly.
Common symptoms of VWD include: frequent nosebleeds that 
last longer than 10 minutes, bruising easily, bleeding from cuts 
or injuries that lasts longer than 10 minutes, heavy bleeding after 
surgery, having a period that lasts more than seven days, passing 
clots larger than a quarter, having someone in your family who 
has one or more of these symptoms, and having someone in your 
family who has been diagnosed with a bleeding disorder such as 
von Willebrand disease or hemophilia.
There are three main types of VWD
Type 1: The most common and usually mildest form, however 
some with type 1 can have moderate or severe bleeding symp-
toms. A person with type 1 VWD has lower-than-normal levels 
of VWF and may also have lower levels of factor VIII, which is 
another type of blood-clotting protein.
Type 2: The body makes normal amounts of VWF but it does not 
work the way it should. Type 2 VWD is further broken down 
into 4 subtypes depending on the specific problem with the 
person’s VWF. Each type is treated differently.
Type 3: Most severe form of VWD; a person has very little or no 
VWF, and low levels of factor VIII.

Women who carry the hemophilia gene may not just be carriers 
or symptomatic carriers as often referred to if they have bleeding 
tendencies, they may have mild hemophilia. Getting a proper 
diagnosis and treatment plan is key to proper care.
If these symptoms sound like something you live with, reach out to the 
local Hemophilia Treatment Center for additional assistance, and 
explore these additional resources and treatment care.
Better You Know
Better You Know is a website sponsored by the National Hemo-
philia Foundation to help men and women assess if they have a 
bleeding disorder. It also provides information and education for 
those living with a bleeding disorder.
BetterYouKnow.org
Victory For Women
Victory for Women (V4W) is NHF’s health initiative to address 
the issues faced by women with bleeding disorders. V4W follows 
in the footsteps of “Project Red Flag: Real Talk about Women’s 
Bleeding Disorders,” which brought attention to women strug-
gling for an accurate diagnosis and appropriate health care. V4W 
seeks to educate all about girls, women and bleeding disorders.
VictoryForWomen.org
Blood Sisterhood
Blood Sisterhood is The Hemophilia Federation of America’s peer 
support network for women with bleeding disorders.
hemophiliafed.org
Foundation for Women & Girls with Blood Disorders
The Foundation for Women & Girls with Blood Disorders works 
to ensure that all women and girls with blood disorders are cor-
rectly diagnosed and optimally managed at every life stage.
fwgbd.org

mailto:Robin.jones@prismahealth.org
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