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JOINING TOGETHER FOR HNC MEMBERS IN NEED
Hemophilia of North Carolina (HNC) has
been watching with concern as people around
the state have prepared for and been impacted
by Hurricane Florence. To help support
HNC’s effort to provide hurricane-related
financial assistance to those in need, we have

created a special fundraiser, Hemophilia of
NC Hurricane Relief.
Looking forward, we remain uneasy as the
storm’s excessive rainfall has caused rivers
around the state to crest, leading to continued
evacuations and potential flooding unlike
anything most of us have seen before. More
than anything, we want to be sure members
around the state know that HNC is here for
them.
While we hope that this message safely
reaches all members of our community, HNC
realizes that there are members around the
state who are experiencing significant loss in
the wake of this storm. We will continue to
reach out to community members in various
ways and ask that if you are in communication
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2019 is just around the corner, and HNC is
getting ready for another great year!
Planning is already underway and dates are set for
several big events scheduled to take place in early
2019. Casino Night is returning to Durham on
January 26, 2019 and HNC’s 46th Annual Meeting
of the membership is going to be in Charlotte on
March 2, 2019. In addition, the Charlotte Family
Festival & 5K Walk will take place on April 27,
2019, in Uptown Charlotte. Finally, the HNC/HSC
Teen Retreat is scheduled for June 29-July 2, 2019 in
Rock Hill, SC.
2019 will bring a change to how members can participate in retreats as HNC introduces the
newly combined Adult Retreat. The new
format will take the Adult, SOAR, and
Men’s Retreats and bring them together
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into one larger Adult Retreat. There will
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be both merged programming for all
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adults as well as break-out sessions for
each of the smaller groups to participate in
SOAR SUPPLEMENT
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programming more closely related to their
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individual role within the community.
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HNC will provide more details regarding
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Save The Date
NHF Bleeding
Disorders Conference
October 10-13
Orlando, FL

Hattitude for
Hemophilia Fundraiser
October 13
Winston-Salem, NC

Triangle Business
Networking Charity
Golf Tournament
October 15
Raleigh, NC

Family Retreat
October 19-21
Concord, NC

HFA’s Young Adult
Advocacy Summit
October 20-23
Washington, DC

HFA Teach Immersion
(Spanish)
November 3-6
Washington, DC

Being Visible: Women
with Hemophilia
November 9-11
Grand Rapids, MI

Adult Retreat

November 17-18
Wrightsville Beach, NC

Holiday Celebration
December 1
Concord, NC

Latin Union Event
December 1
Concord, NC

Educational Dinner
December 11
Charlotte, NC

Blood Brotherhood Event
December 15
Hickory, NC

260 Town Hall Dr., Suite A
Morrisville, NC 27560
(800) 990-5557
info@hemophilia-nc.org
www.hemophilia-nc.org

HNC RESOURCE CENTER

MISSION
STATEMENT

Hemophilia of North Carolina is a non-profit organization dedicated to improving the
quality of life of persons affected by bleeding disorders through advocacy, education,
promotion of research, and delivery of supportive programs and services.

Contact Numbers

Hemophilia Treatment Centers
East Carolina University
Brody School of Medicine
600 Moye Boulevard
Pediatric Hematology/Oncology
MA Suite 333
Greenville, NC 27834
Phone: (252) 744-4676

Hemophilia of North Carolina
(800) 990-5557
(919) 319-0014
(919) 319-0016 (fax)
National Hemophilia Foundation
(800) 42-HANDI
www.hemophilia.org
Hemophilia Federation of America
(800) 230-9797
www.hemophiliafed.org
Community Health Charities of NC
(919) 554-3272 (Collect)
www.healthcharities.org

St. Jude Affiliate Clinic at Novant Health
Hemby Children’s Hospital
Hematology & Oncology Clinic
301 Hawthorne Lane, Suite 100
Charlotte , NC 28204
Phone: (704) 384-1900
UNC Treatment Center
UNC Hemophilia and Thrombosis Center
170 Manning Drive
3rd Floor Physicians Office Building
Campus Box 7016
Chapel Hill, NC 27599-7016
Phone: (919) 966-4736
Wake Forest University
School of Medicine
The Bowman Gray Campus
Department of Pediatrics
Medical Center Boulevard
Winston-Salem, NC 27157-1081
Phone: (336) 716-4324

About This Publication
THE CONCENTRATE is the official
newsletter for Hemophilia of North
Carolina. It is produced quarterly
and distributed free of charge to
requesting members of the bleeding
disorder community.
An electronic version may be found on
the HNC website. If you would prefer not
to receive a mailed copy of our newsletter,
please contact the HNC office.
We maintain a membership mailing list.
However, we never release any personal
information without your permission.
Hemophilia of North Carolina does not
endorse any speciﬁc products or services
and always recommends that you consult
your physician or local treatment center
before pursuing any course of treatment.

VISION
STATEMENT

Additional Medical Resources
Duke University Medical Center
Hemostasis and Thrombosis Center
DUMC Box 3422
Durham, NC 27710
Phone: (919) 684-5350
Carolinas Medical Center Pediatric
Hematology/Oncology
Levine Children’s Hospital
1001 Blythe Boulevard, Suite 601
Charlotte, NC 28203
Phone: (704) 381-9900
Levine Cancer Institute
1021 Morehead Medical Drive
Charlotte, NC 28204
Phone: (704) 442-2000

Resource Information
National Hemophilia Foundation
www.hemophilia.org
Hemophilia Foundation of America
www.hemophiliafed.org
American Society of Pediatric
Hematology/Oncology
847-275-4716
www.aspho.org
Centers for Disease Control & Prevention
1-800-311-3435
www.cdc.gov
Coalition for Hemophilia B
1-212-520-8272
www.coalitionforhemophiliab.org
ClinicalTrials.gov
A registry of federally and privately supported
clinical trials conducted and service of the US
National Institutes of Health. It gives you
information about a trial’s purpose, who may
participate, locations, and phone numbers for
more details. This information should be used in
conjunction with advice from health professionals.
Committee of Ten Thousand (COTT)
1-800-488-2688
www.cott1.org
Inalex Communications
201-493-1399
www.inalex.com
LA Kelley Communications
1-978-352-7657
www.kelleycom.com
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.
1-888-UPDATE-U
www.patientnotificationsystem.org
Patient Services Incorporated (PSI)
Assists persons with chronic medical illnesses
in accessing health insurance and pharmacy
co-payment assistance.
1-800-366-7741
www.uneedpsi.org
World Federation of Hemophilia
1-800-520-6154
www.wfh.org

Hemophilia of North Carolina’s vision is for all persons affected by bleeding disorders
to achieve their full potential without barriers or limitations.

Hemophilia of North Carolina is a chapter of the National Hemophilia Foundation, a member organization of the Hemophilia Federation of America,
a member agency of Community Health Charities, a member of the NC Center for Nonprofits.
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Joining Together for HNC Members In Need
with anyone from the community who is in need but unable to
reach us, please inform them that HNC is here for them too.
In addition, HNC wants to take this opportunity to remind
members about our Financial Assistance Program. We have
designated funds specifically for Hurricane Florence relief
efforts and will streamline the process of requesting financial
assistance for requests related to Hurricane Florence and the
subsequent flooding.
We ask that members contact their Hemophilia Treatment
Center (HTC) and/or HNC directly, so we may assist you
in finding resources for financial assistance available to you
and your family. Please note that eligibility for assistance by
HNC requires that applicants are personally diagnosed with
a bleeding disorder or are the parent/guardian of a person
(living in the household) diagnosed with a bleeding disorder.
Non-members may be asked to provide verification from a
health-care professional about their or their family member’s
diagnosis.
We hope those in areas not impacted by the storm will
support this effort to help others either with a donation or
by sharing this fundraising page with friends and family who
are looking for ways to support residents of NC in the wake
of this devastating storm. HNC plans to use these funds in

Continued from page 1

direct support of those who need it by: providing gift cards
to grocery stores to help replenish food items lost during
power outages; giving gas cards to those who have had to
travel unexpectedly; helping members without funds on
hand to afford insurance deductibles necessary to perform
repairs; paying bills that become overdue because of missed
work caused by evacuations, road closures, or other stormrelated issues; offering other assistance necessary to help
people affected by bleeding disorders from around the state
to recover from the storm.
Donate at:
www.firstgiving.com/event/hnc/HNC-Hurricane-Relief
For those who prefer to donate by check, donations can be
sent directly to the HNC Office at 260 Town Hall Drive,
Suite A, Morrisville, NC 27560. Please write Hurricane in
the memo section.
If you have questions, you can call us at 800-990-5557. We
hope everyone is safe and without significant damage!
Best regards,

Charlene, Gillian, and Karyn

2019 is just around the corner... Continued from page 1
format and dates as the event gets closer. The Blood Brotherhood, Teen, Unión Latina, and Family Retreats will take place in
2019 in the same format members have come to enjoy in the past. HNC hopes members will participate and take advantage of the
educational and social benefits these retreats provide.
Members from around the state should also expect to see educational dinners and programs in a variety of locations and with a
diverse range of topics. If there is a particular topic or area of the state where you would like to have programming, please contact
the HNC office to discuss with staff in more detail.
Rounding out the 2019 events, some HNC favorites will continue to be included on the calendar. Family Day Out, Holiday
Celebration, HOPE, Unión Latina, Blood Brotherhood, and SOAR events are also being planned, so be on the lookout for
announcements throughout the year.
Last but not least, HNC will continue to promote many activities that may be of interest to members around the state including
HNC’s Mentoring Program, Advocacy Committee, NCABBD Committee, Women’s Advocacy Coalition, fundraising,
volunteerism, and more!
Members of all ages can participate in many of these events and initiatives, so please contact the HNC office to find out more
about how you can get involved in the community in 2019.
THE CONCENTRATE
Fall 2018
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Teeing Up for a Great Cause!
October 15, 2018
Raleigh, NC

The inaugural Triangle Business Networking Charity Golf Tournament is
taking place at the Brier Creek Country Club and Hemophilia of North
Carolina (HNC) is fortunate to have been chosen as the recipient charity
of this fundraising effort. The mission of this annual event will be to
support nonprofit charities in the Triangle. Secondary to the mission is the
desire to create an ongoing fundraiser that will bring together hundreds
of individuals and business organizations to network with each other, to
build stronger business relationships, and to help the Triangle business
area continue to grow and thrive economically. Read more about this great
event in the next edition of The Concentrate. Thank you to Tom Azcona, who
is the visionary and event chair, the committee members, participants,
sponsors, and volunteers. HNC is proud to be the first charity to benefit
from this annual tournament.

Adult Retreat is Back at the Beach
November 17-18, 2018
Wrightsville Beach, NC

Join Hemophilia of North Carolina (HNC) for the Annual Adult Retreat, taking place November 17-18 at the Holiday Inn
Resort in Wrightsville Beach. This two-day, one-night event is open to all adults (18+) in the community. Sessions vary
from year-to-year and have included financial fitness, understanding your rights,
disclosure, stress management, or other relevant topics. This is a great opportunity
to learn something new and connect with other adults in the community. There
will be free time built into the schedule to enjoy the facility, beach, and other local
area attractions. Arrival will be at 10:00am on Saturday morning and departure
will be on Sunday afternoon following lunch. All meals on Saturday and Sunday as
well as overnight accommodations on Saturday are provided to HNC members at
no charge. Please keep your eyes on the HNC website and Facebook pages for more
information about and registration for the Adult Retreat.

Racing to the End of the Year with HNC at the 2018 Holiday Celebration
December 1, 2018
Concord, NC

HNC will be holding its annual Holiday Celebration at the Charlotte Motor
Speedway in Concord, NC. For those who haven’t been to the Speedway during
the holidays, it is well-lit with plenty of holiday lights! This is a great way to end
the year, gathering with the entire HNC family to enjoy lunch and festivities in
celebration of another great year together.
Whether you’re a kid or just a kid at heart, this is an event for you. Please come out
to join with fellow HNC members for an afternoon of food, fun, a motivational
presentation, and a visit from Santa with a gift for all children in attendance.
More information about this event, including details and registration information,
will be available on the HNC website by mid-October.
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“Hearts for Hemophilia” Casino Night returning to Durham
January 26, 2019
Durham, NC

Plan your visit to Durham, NC, for the 12th Annual “Hearts for Hemophilia”
Casino Night taking place at the Durham Convention Center on January 26, 2019.
This is an exciting night of fun and fundraising with wonderful food, silent and
live auctions, casino games, and music for all to enjoy. It’s a lot of fun for a great
cause, so please save the date and share with friends and family to help HNC make
this an event to remember. If you know of a person or business that might want
to support the event through an auction or raffle item donation or by becoming
an event sponsor, HNC is always looking for new partnerships! To find out more
information about the upcoming Casino Night, please call the HNC office.

Whether you attend for the casino gaming, great food, or
the exciting auctions, you’re sure to have a great night!

HNC
Annual Meeting: Save the Date!
March 2, 2019
Charlotte, NC

Save the date for the Hemophilia of North Carolina (HNC) Annual Meeting taking place on Saturday, March 2, 2019, at the
Sheraton Charlotte Airport in Charlotte, NC. The Annual Meeting is the largest educational gathering of members from across
North Carolina. There will be general sessions for everyone in attendance, as well as
specialized sessions for men with bleeding disorders (Blood Brotherhood), families with
children with a bleeding disorder (HOPE), women and girls with bleeding disorders
(SOAR), and sessions in Spanish (Unión Latina). Breakout sessions will vary and be selected
based upon the diverse needs of the community. If there is something you’d like to hear
about, let us know by emailing events@hemophilia-nc.org. This event also provides the
opportunity to vote on the HNC Board of Directors, learn about what HNC is doing in
the community, and find out about HNC’s financial standing during the Business Meeting.
Childcare and a teen-track will be provided for anyone under 18. More information will be
Kids and adults enjoying the activities at
the 2018 Annual Meeting
available on the HNC website in early 2019.

Teens
Join Together Across State Lines
July 5-7, 2018
Rock Hill, SC

The “Carolina Crew”, teens from North and South Carolina, were back together again in July. The four-day adventure took
place at Camp Canaan in Rock Hill, SC. Buses from both states came rolling into the camp with 28 excited teenagers who
were ready to have some fun! The Teen Retreat offers an opportunity for young adults to get together from across state
lines, meet others, learn through entertaining activities, and simply be teenagers. Whether personally affected by a bleeding
disorder, a child or sibling of someone with a bleeding disorder, or having another relative affected, the teen retreat is an
inviting experience for all. They even get the option to bring a friend! Each year there is a nice mix of new and returning
teens, providing an opportunity to catch up with some and spark new friendships with others.
HNC/HSC was fortunate to have GutMonkey come out again to facilitate the activities.
GutMonkey has a way of incorporating learning into fun games like the balloon creature
activity, commonality cards, and human bumper trains (you had to be there – or watch the
video on HNC’s Facebook page). Thank you to Haelynne Barron for coming out and to the
entire team at GutMonkey for offering such creative, out-of-the box programs, and most of
all, for being awesome role models to all.
The teens were quite busy during their stay with a chance to participate in the high ropes
course, kayaking, ziplining, swimming, gaga ball, teaming up for bubble soccer, and more.
They also had time to relax and socialize, eat s’mores, and make an ice cream sundae or two.
It was an exciting four days, filled with many laughs and ah-ha moments. Continued page 16
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Men’s
Retreat in the Mountains
July 20-22, 2018

Blowing Rock, NC
Men from around the state gathered in Blowing Rock, NC, for the
annual HNC Men’s Retreat in July. With educational sessions throughout
Hemophilia of North Carolina gratefully
this two-night retreat, there was still plenty of time for the men of the
acknowledges
the pledge of support from the
community to gather and strengthen their connections with other HNC
following
companies
and organizations
members.
for the 2018 HNC Men’s Retreat:
Donnie Akers, a volunteer legal advisor to Hemophilia Federation of
— Program Partner —
America (HFA), offered two sessions to attendees. The sessions Legal
Tools and Social Security 101 helped attendees learn more about how
to manage finances, maintain Medicaid and other public benefits,
and understand Social Security and SSI requirements and application
— Retreat Sponsors —
processes. Donnie makes these normally complicated topics fun and easy
to understand. Also on the agenda, Dr. Ruth Mulvany, PT, DPT, MS,
provided a session to discuss
the importance of physical
activity and introduce
ways to adapt activities to
a participant’s individual
physical condition. The final
session, led by HNC Board
Member, Matt Igelman,
gave the attendees an
opportunity to share their
challenges and what they hope to gain by being
part of the community.
Getting ready to take on the New River
During the social activities, besides having some
fun, participants had an opportunity to share stories and experiences with one another. With
campfires, s’mores, time in the pool, or just relaxing between sessions, having the chance to
speak to and learn from others with a bleeding disorder or those who are a brother, father,
or spouse/partner of a person with a bleeding disorder, is one of the primary benefits of this
retreat.
After the wrap-up on Sunday morning participants chose to either stay at the Conference
Center for lunch or head to Wahoo’s Adventures to tube down the New River before heading Men from HNC participate in educational
sessions offered at the retreat
home from their weekend.

Retiro de la Unión Latina/Latin
Union Retreat

28-29 de julio, 2018/July 28-29, 2018
Winston-Salem, NC
Hemophilia of North Carolina (HNC) held its first ever Latin
Union Retreat in July at the Hawthorne Inn & Conference
Center in Winston-Salem, NC. Seven families gathered for a
weekend of friendship, education, and community. By providing
all the sessions in Spanish, attendees were able to learn in their
native language, providing them with the opportunity to get so
much more out of the educational programs that HNC provides
to its members. Sessions included Aging with Hemophilia, Living
with Hemophilia, a session about healthy nutrition and a cooking
demonstration, Knowledge is Power, Celebrating Independence, Do
You Bleed Like Me, and Exploring Emotional Well-Being. The children
6
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Hemophilia of North Carolina gratefully
acknowledges the pledge of support from the
following companies and organizations
for the 2018 HNC Latin Union Retreat:

— Program Partners —

— Retreat Sponsors —
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participated in a separate children’s track with childcare provided by Providence
Children. The children did arts and crafts, played games, participated in a
magic show, had a hands-on experience with animals, and learned about their
bleeding disorders during a Spanish children’s program. On Saturday night,
the families all gathered together for Family Game Night which included an
exciting game of Bingo. Everyone was grateful for the opportunities provided
at the Latin Union Retreat.

Family
Day Out is a Fun Time For All
August 19, 2018
Clemmons, NC

More than 60 Hemophilia of North Carolina (HNC) members gathered for a day of fun in the sun at the 3rd Annual
Hemophilia of North Carolina Family Day Out at Tanglewood Park in Clemmons, NC. As members checked-in and and
mingled with one another, they had a chance to meet new people or catch up with those they haven’t seen in a while. While
everyone was enjoying their picnic lunch, Picnic Sponsor representatives had an opportunity to address the group. Then,
Gillian Schultz, HNC Program Manager, and Karyn Davis,
Manager of Operations, spent some time talking about HNC
Hemophilia of North Carolina gratefully
programs and highlighted some upcoming events, including
acknowledges the pledge of support
the HNC Family Festival.
from the following companies for the
There were plenty of games and activities for folks to enjoy.
Sand art, corn hole, ball toss, bubbles, and more, were all on
hand in or around the picnic pavilion. It was certainly warm
enough for everyone to be ready to head to the aquatic center
once the picnic lunch was complete and people had their fill
of games and crafts. With a toddler splash pad, wading pool,
lap pool, diving boards, water slides, and lazy river, everyone
had a chance to cool off as they finished out the day.

2018 Family Day Out:

— Picnic Sponsors —

— Supporting Sponsor —

Colburn-Keenan Foundation

Jaden’s Jewels & Jaden’s Gents Team is Getting Geared Up!
August 19, 2018
Winston-Salem, NC

Once again, Hemophilia of North Carolina (HNC) was honored to receive an invite to St. Stephen Missionary Baptist Church Family &
Friends Day event. While some may not realize this, St. Stephen’s Church is the backbone of the Raleigh Festival team Jaden’s Jewels &
Jaden’s Gents. It’s hard to miss the team on walk day, as they have be wearing their candy pink team t-shirts since they started their team.
Charlene Cowell, HNC Executive Director,
and Gwen Stewart, Team Captain, were at
the event’s Health and Fitness tent following
a thoughtful sermon by Pastor Cook. With a
trail mix bar and materials about the upcoming
HNC Raleigh Family Festival & 5K Walk, how
could anyone resist stopping by? Thanks to the
HNC piggy bank on the table, people were
making donations as they went through the
trail mix line. In addition to the Festival event,
Gwen was promoting the Annual “Hattitude
for Hemophilia” fundraiser that the church
hosts to benefit their walk team every October. This team really has it going on! Read more about the Hattitude event in the next
newsletter edition. Thank you to all those that support the Jaden’s Jewels & Jaden’s Gents team, in honor of Jaden Cook, her family, and
the entire bleeding disorders community.
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Educational
Dinners
Across the State
July 24, 2018		
August 16, 2018		
August 23, 2018
Greenville, NC		

Charlotte, NC		

Raleigh, NC

Hemophilia of North Carolina (HNC) traveled across the state this summer to prepare
families who are getting their children ready to go back to school. Shire Clinical
Educational, Betsy Koval presented the Hello Talk! Making the Grade in Greenville,
Charlotte, and Raleigh. This presentation provided information on how to keep the
lines of communication open with your child’s school, the different kinds of plans
available to students including Individualized Health Plans (IHPs), 504 Plans, and
Individualized Educational Plans (IEPs), and when each of these may be necessary.
Having a bleeding disorder is a protected disability under the American’s with
Disabilities Act (ADA) and Individuals with Disabilities Education Act (IDEA). Accommodations can be provided to these students
to help them succeed in school. Whether you have a child going into daycare, preschool, elementary school, middle school, high
school, or college, communication with the school is essential for your child’s success. All three dinners provided opportunities for
families to discuss their successes and challenges. Thank you to Shire for sponsoring the three educational dinners.
If there is a topic that you would like to hear about in your area, please contact the HNC office at (800) 990-5557 or
events@hemophilia-nc.org.

HOPE Program Update
Hemophilia of North Carolina’s (HNC) HOPE Program is for families who have a child 12 and under
with a bleeding disorder. Over the past few months, HNC traveled across North Carolina to provide
educational opportunities to help parents feel more prepared to send their child with a bleeding
disorder to school. Educational dinners were held in Greenville, Charlotte, and Raleigh that focused
on communication with the school, individualized health care plans, 504 plans, and IEPs. Now, HNC is gearing up for its largest
opportunity for families to learn and network together at the Family Retreat, being held on October 19-21 at the Great Wolf
Lodge in Concord.
In addition to educational events, other pieces of the HOPE Program include a Mentoring Program for parents and guardians,
the HOPE Facebook Group, and soon will include Regional Area Groups. If you have other ideas about how to grow the HOPE
Program, please let us know.
For more information about the HOPE Program contact Gillian Schultz, HNC Program Manager, at gillian.schultz@hemophilianc.org, by calling Gillian directly at (919) 272-6000, or by calling the HNC office at (800) 990-5557. You may also check the
HNC webpage, your email, Facebook, Twitter, and Instagram pages for updates about upcoming programs and events.

Blood Brotherhood Program Update
The Blood Brotherhood programming for 2018 is wrapping up with its last event scheduled to take
place in Hickory on December 15.
It’s been a busy year for the Blood Brothers with events having already taken place so far this year in Chapel Hill, Winston-Salem,
Pine Knoll Shores, and Blowing Rock (see the Men’s Retreat article on page 6 in this edition of The Concentrate).
Looking ahead to 2019, HNC’s Blood Brotherhood Program plans to continue its programming throughout the state, so if there
is a certain program topic or location you’d like to be placed on the schedule, please reach out to the HNC office with your ideas.
HNC’s Blood Brotherhood is an extension of the Hemophilia Federation of America’s (HFA) Blood Brotherhood Program. It’s
designed to provide opportunities for men with bleeding disorders to get together both in person and online to discuss their
issues with each other and with caring professionals. If you can’t make an event consider connecting with adult men with bleeding
disorders from the comfort of your own home with the new and improved Blood Brotherhood private online forum! Go to
www.hemophiliafed.org to register. Registration for the last Blood Brotherhood event of the year, scheduled for December 15, 2018, in
Hickory, NC, will begin on the HNC website in November.
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Latin Union Program Update
The Latin Union Program has been very active over the past several months. The first ever Latin Union Retreat was held July
28-29 in Winston-Salem, NC. Seven families attended the event and had the opportunity to learn about bleeding disorders
with programming entirely in Spanish. The connections that were made during the weekend were invaluable. Just a few
weeks later, several families gathered together for a Latin Union event at the Durham Museum of Life & Science. They heard
from Shire’s Yinell Nunez about Making the Grade, where information was provided about maintaining communication in
school so that children can find success. The next Latin Union event will be on December 1 at the HNC Holiday Celebration,
taking place at the Charlotte Motor Speedway in Concord, NC.
The Latin Union, also known as the Unión Latina, is an HNC Program designed to support and educate Latino individuals
and families in North Carolina who are affected by bleeding disorders. Programming for one-day events throughout the year
are provided in Spanish and made possible thanks to a grant from Shire. For more information, visit the HNC website.

A Sneak Peek at the Next Edition of The Concentrate

As HNC is writing, editing, labeling, and sending this edition of The Concentrate, events are still taking place.
The JNC Gettin’ in the Game, Family Retreat, and the NHF Bleeding Disorders Conference (just to name a
few) have all taken place or are about to take place. Those event reports and more will be brought to you in the
Winter edition this December.

THE CONCENTRATE
Fall 2018
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A supplement to

The Concentrate
Fall 2018

SOAR Program Update
It continues to be busy for the SOAR Program! The SOAR
Retreat took place on June 23-24 in Greensboro. You can
read about the Retreat in the SOAR Supplement. Please
note that the SOAR Educational Opportunity that was
originally scheduled for September 5 will be rescheduled
for later in the year. More information about that event will
come out soon.

Please contact Gillian Schultz, HNC Program Manager,
for more information about the SOAR Program at
soar@hemophilia-nc.org or by calling the HNC Office at
(800) 990-5557.

The Women’s Advocacy Coalition (WAC) has been
working over the past couple of months to build up both
the Social Media and Advocacy Subcommittees. These
subcommittees are developing ways to raise awareness
among the general public and healthcare providers about
women and girls with bleeding disorders. Keep your
eyes on HNC’s social media platforms for the #DontBlush
campaign, which aims to raise awareness about women
with bleeding disorders. Please help them to succeed by
sharing their posts as they are made on Facebook, Twitter,
and Instagram. HNC staff and WAC members will also
be exhibiting at the North Carolina Nurse’s Association
(NCNA) Conference on September 27-28.
SOAR is an HNC program for women and girls with a
bleeding disorder, including those diagnosed with von
Willebrand disease, hemophilia A and B, rare factor
deficiencies, platelet disorders, and carriers of any of these
disorders (both symptomatic and non-symptomatic). The
mission is to improve the quality of life for girls and women
with bleeding disorders, so that they my SOAR to their full
potential.

Membership Information
For more information about SOAR, or to be added to the SOAR mailing list, please send your name and contact information, along
with any questions you may have, to soar@hemophilia-nc.org.
Support • Outreach • Advocacy • Resources
An HNC Program for Girls and Women with Bleeding Disorders
SOAR’s Mission Statement: To improve the quality of life for girls and women with bleeding disorders, so that they may SOAR to their full potential.
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SOAR Retreat: Supporting Women and Girls
June 23-24, 2018
Greensboro, NC

The Hemophilia of North Carolina (HNC) SOAR Retreat took place on June 23-24 at the Grandover Resort in Greensboro.
Twenty-three women and seven teenage girls attended the event. The weekend started off with an inspirational session,
Mama Bears, Warriors, and Hope, facilitated by Cazandra Campos-MacDonald. In this session everyone learned how to
take their personal situation and become empowered, strong women. Following lunch was a restorative Yoga practice,
where the women stretched both their bodies and minds. Dr. Mary Ann Knovich, hematologist at the Levine Cancer
Institute at Carolinas Medical Center, talked to attendees about what women and girls with bleeding disorders need
to know, how certain situations can affect
one’s test results, and what to talk about with
their medical providers. It was a very insightful
session for so many of those attending. On
Sunday, moms and their daughters with
bleeding disorders took part in the session,
Time for a Change, led by Ashley Smith, RN,
BSN. They learned about needs of teenage girls
with bleeding disorders, common struggles,
and how to overcome those challenges.
The other women attended Finding Strength
through Struggle, led by Joanne Wagner. By
using journaling and other techniques, the women learned tools and other valuable resources. The day concluded with
a roundtable discussion about HNC’s SOAR Program, the Women’s Advocacy Coalition, and the importance of giving
back to the community.
Read more about it, directly from HNC SOAR members:
By: April Lindsey-Evans
I have been a member of HNC for a very long time but I had never taken the time to take advantage of any of the
activities until I read about the SOAR Retreat in the newsletter. My daughter Raine and I both have been diagnosed
with von Willebrand disease (VWD) and I thought this would be a perfect opportunity for us to meet new people while
learning more about our condition. We had a wonderful time at the retreat, meeting with the sponsors and attending
the educational seminars. Even though Raine and I both have VWD we both have very different symptoms, so it really
felt good being around people who could relate to some of the issues that I have experienced and being able to discuss
some of the things that have worked for them that may help me in the future. I left the SOAR Retreat with so much
valuable information and even made quite a few new friends. I would highly encourage anyone who has never attended
to make sure that you do because you will not be disappointed. I look forward to the next activity!!!
By: Jenny Fowles
The SOAR Retreat was an outstanding and invaluable
opportunity. I was diagnosed with von Willebrand disease
Hemophilia of North Carolina gratefully
(VWD) 14 years ago and had never previously met another
acknowledges the pledge of support from the
person living with VWD. Of course, there were many
following companies and organizations
bleeding disorders represented there and it was an eyefor the 2018 HNC SOAR Retreat:
opening experience to meet and mingle with such brave
women and girls. I learned copious amounts of information
from Dr. Knovich and have, with the knowledge gained,
since encouraged two other young women to consider
screening due to their symptoms. I am grateful for the real
conversations we had surrounding living with our bleeding
disorders; conversations with people who truly understood
and could empathize with my experiences. I appreciated
the raw emotions that were shared and tapped into in
the sessions. The opening was emotional and thought
provoking. Another session provided guided assistance
to ponder, journal, and see a path forward. Through SOAR
there are opportunities to connect, strengthen one another,
and share on this path of life with a support network as we
journey forward! I am ready for the next retreat!

— Program Partners —

— Retreat Sponsors —
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SUPPLEMENTO LATINO
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Fall 2018

Actualización de Unión Latina
El Programa de la Unión Latina estuvo muy activo
durante los meses recién pasados. El primer Retiro
de la Unidad Latinoamericana fue realizado el 28 y 29
de Julio en Winston-Salem, Carolina del Norte. Siete
familias asistieron al evento y tuvieron la oportunidad
de aprender acerca de enfermedades hemorrágicas,
totalmente en Español. Los contactos y conexiones
logrados durante el fin de semana fueron de mucho
valor. Luego, apenas unas semanas mas tarde, varias
familias de la Unión Latina se reunieron para un
evento en el Museo de Vida y Ciencias, en Durham.
Los asistentes asistieron a la presentación de Yinell
Núñez, Como Conseguir Buenas Notas, donde se
entrego información acerca de cómo mantener una

comunicación abierta en el colegio de tal manera
que los estudiantes puedan ser exitosos durante su
vida estudiantil. La próxima actividad de la Unión
Latinoamericana será el 1 de Diciembre para las fiestas
de fin de año, que se llevara a cabo en el Charlotte
Motor Speedway en Concord, Carolina del Norte.
La Unión Latina es un Programa de HNC, diseñado
para ayudar y apoyar a personas de origen Latino
y sus familias en Carolina del Norte, quienes han
sido afectados por enfermedades hemorrágicas. Este
programa es desarrollado en Español y es posible gracias
a un subsidio de Shire. Para mayor información, visite
el sitio internet de HNC.

Retiro de la Unión Latina
28-29 de Julio del 2018
Winston-Salem, NC

Hemofilia de Carolina del Norte celebro su autentico
primer Retiro de la Unión Latinoamericana, los días 28
y 29 de Julio, 2018 en el Hawthorne Inn & Conference
Center, en Winston-Salem, NC.
Siete familias
participaron en un fin de semana donde hubo amistad,
educación, y comunidad. Dado que las sesiones fueron
realizadas en Español, los asistentes pudieron, en su
propia idioma, saber mas acerca de los programas
que HNC ofrece a sus miembros. Las actividades
incluyeron Envejeciendo con Hemofilia, Como
Vivir con Hemofilia, una sesión acerca de nutrición
sana y demostraciones de cocina, Conocer es Poder,
Celebrando la Independencia, Tus Hemorragias Son
Como Las Mías, y Explorando el Bienestar Emocional.
En otro ámbito, los niños participaron en actividades
creadas para ellos, con cuidados proporcionados
por Providence Children. Los chicos disfrutaron de
actividades manuales, hicieron juegos, presenciaron un
show de magia, aprendieron acerca de animales y también
supieron de sus enfermedades hemorrágicas durante
el desarrollo de este programa en Español. El Sábado
por la noche las familias se reunieron una vez mas para
Una Noche de Juegos, la cual incluyo un ameno Bingo!
Todo el mundo quedo agradecido por la oportunidades
ofrecidas durante este Retiro de la Unión Latina.
Continúa en la página siguiente
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Retiro de la Unión Latina

Continúa de la página anterior

Nuestros agradecimientos a nuestros auspiciadores:
Bayer Healthcare, Bioverativ, CSL Behring, CVS
Specialty, Pfizer Hemophilia, and Shire. A nuestros
compañeros de Programa: la Federación de Hemofilia
de América (HFA, por sus siglas en Ingles) y la
Fundación Nacional de Hemofilia (NHF, por sus
siglas en Ingles). Este programa fue posible gracias a
una subvención de la Alianza de Hemofilia.

Unión Latina Evento en el Museo de la Vida +
Ciencias de Durham
11 de agosto de 2018
Durham, NC

Hemofilia de Carolina del norte (HNC) viajó a través
del estado este verano con un programa para ayudar a
preparar a las familias para que sus hijos estén listos para
volver a la escuela, y una parada fue en Durham para
los miembros de Unión Latina para aprender y disfrutar
de la presentación de Shire Hello Talk! Presentada por
Yinell Núñez. Después de la presentación, y la merienda

los miembros de Unión Latina salieron a disfrutar del
Museo Life and Science en Durham.
Un mensaje de una familia sobre su tiempo en este evento:
Gracias a HNC
y Shire por el
tiempo dedicado
a nuestra
comunidad
latina. En verdad
aprendemos
mucho y
esperamos seguir
asistiendo a
los próximos
eventos. Gracias
de Familia Avilés.
THE CONCENTRATE
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HNC NEWS & INFORMATION

Infusing
Love:
Hemo
Dads
June 20, 2018
Infusing Love: A Mom’s View
This post is written as a special shout-out to my husband; a hemo dad, and all the other caregivers who have patience just like my husband Shane.
I’m pretty lucky to have a husband who is very involved in Maddox’s infusions. My husband, Shane, gives Maddox his infusions three
times a week. As a full-time guidance counselor, I currently have to leave early for work. When I have a day off I try my hardest to be
there to infuse, but it’s Shane who is solely the go to for all of Maddox’s infusion needs.
On Memorial Day I was home, so Shane and I decided to infuse together. Maddox was not having it. He was trying to squirm in his
highchair, was drooling and crying (a bad combination to keep the site sterile), and just wanted to be held by his mama. As a side note:
Maddox usually never has any problems with his infusions. He sits there with his iPad, and lets Shane infuse with no problem.
I think Maddox was confused as to why I was even there, because this wasn’t his routine. As I tried to hold Maddox calmly Shane tried
to go into his port. “I’m missing because he’s moving,” Shane informed me. Shane had to start over again because the needle came out.
Attempt number two and Maddox was still not having it. I probably would have thrown the whole kit out the window by now, but Shane
just took a deep breath and tried again. I whispered under my breath, “Come on Shane, don’t miss.” Success…blood return! Phew, that
definitely was a lot.
I commend my husband, because he truly is amazing. He’s got patience, knowledge, and does well under pressure!
Having a child with hemophilia is not easy by any means; however, it’s crucial to have a strong support network where there is balance.
Each infusion is different, along with different needs and severities of hemophilia. Maddox is doing well, and that’s all that matters. He’s
got a hemo mom and hemo dad who strive to be the best they can be for him.
Heather lives in Massachusetts with her husband, Shane, and her young sons, Logan and Maddox.
*Note: “Infusing Love: A Mom’s View,” is a blog collection of personal opinions and a representation of individuals’ experiences. While extensive efforts
are made to ensure accuracy of the content, the blog entries do not represent HFA or its Board of Directors. The blog is also not intended to be construed
as medical advice or the official opinion/position of HFA, its staff, or its Board of Directors. Readers are strongly encouraged to discuss their own medical
treatment with their healthcare providers.
From Infusing Love: Hemo Dads, Hemophilia Federation of America Mom’s Blog, June 20, 2018. Reprinted with permission.

2018 Friends of HNC

We gratefully acknowledge the individuals who generously donated to HNC during the past quarter of 2018.
We extend a sincere thank you to our supporters, some of who have contributed several times during this period.
In Memory of Warren Jewett

Daisy Bratton

Sam & Dixie Boyce

Mark & Jo Anne Buckley
W. Allen & Sue Heafner

In Memory of
Christopher D. Oxendine
& Michael Locklear

Brandon & Tiffany Hargett

Sue Hunter

Albert & Brenda
Madden

In Memory of
Jean Poplin

JoAnn W. Saunders

Irene Cowell

Tarika Williams

George D. McCoy
Scholarship Fund
In Memory of
Paul H. Everhart

Jeffery A. Blackburn
Carrie Craymer
McKinley Leather

Larry & Pamela Sink

Kevin & Tammy Fisher

Sylvia C. Herbert

Stanley Benefits Services Jeans
Day

Melissa Pluchos
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In Memory of
Charles E. Robson

General Donations

Jennifer & Timothy Bates
James & Amy Robinson
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HNC NEWS & INFORMATION

Your Support: Why Does it Matter?
Hemophilia of North Carolina (HNC) is always grateful for the continued support of its events through sponsorships. It would
not be possible for HNC to hold educational dinners, retreats, and one-day events throughout the year without monetary
support. What some members do not realize is that those event sponsorship dollars are restricted funds used only for that
specific event. When it comes to funding other initiatives, HNC relies on donations from fundraising. HNC holds three main
fundraisers each year including the Family Festivals in Raleigh and Charlotte, and Casino Night in Durham. The funds raised
at these events go toward supporting:

•
•
•
•
•
•
•
•

travel grants for community members to attend national bleeding disorders conferences;
emergency financial assistance;
gas cards for patients at Hemophilia Treatment Centers;
welcome packets to new members that includes educational materials;
medicAlert IDs;
attendance at nursing and other professional conferences to raise awareness;
outreach and education in the greater community;
general overhead costs (office space, phones, etc.).

This year, HNC will hold an Annual Giving Campaign to supplement the existing fundraisers. Please consider making a
donation and/or asking people you know to contribute.

Talk to your doctor to see if
ADYNOVATE may be right for you.
For more information, please visit

www.ADYNOVATE.com

©2017 Shire US Inc., Lexington, MA 02421. All rights reserved. 1-800-828-2088.
SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings Ireland Limited or its affiliates.
ADYNOVATE is a registered trademark of Baxalta Incorporated, a wholly owned, indirect subsidiary of Shire plc.
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Our Young Voices

Fall 2018

Teens Join Together Across State Lines

Continued from page 5

When it was time to get back on the buses and make the journey home, HNC/
HSC staff was happy to already be hearing from teens about ideas for next
year and their plans to return. A huge thank you to Camp Canaan and its staff,
GutMonkey, retreat sponsors, the teens who come with open hearts and minds
each year, and to all of the volunteers who donate their time and energy into
making this event such a success year after year!
Save the date for the 2019 HNC/HSC Teen Retreat in Rock Hill, SC: June 29-July 2, 2019.

Hemophilia of North Carolina and
Hemophilia of South Carolina gratefully
acknowledge the pledge of support
from the following companies for the
2018 HNC Teen Retreat:

— Pine Tree Sponsors —

— Oak Tree Sponsors —
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On the Health Front

Back to School: Tips for Communicating with your
Child’s School about their Bleeding Disorder
Back to school can be a stressful time for parents and students alike. National Hemophilia Foundation’s
(NHF) Steps for Living page has a lot of valuable and downloadable resources in both English and
Spanish that can help. Explore stepsforliving.hemophilia.org for these important tools.
First Step (Birth-8 Years) has a Child Care and School Section that includes information about Working
with your School, Federal Legislation, and Engaging School Faculty and Staff. All members with
school age children are encouraged to review these resources to help ready themselves for meetings
with school or day care center staff.
Next Step (9-15 Years) takes into consideration that kids are now going to be part of the conversation
and provides information geared toward either adults or kids on a variety of topics including:
Transition to a New School, Disclosure, Field Trips and Extracurricular Activities, and Sticking up
for Yourself.
Step Up (16-25 Years) continues the conversation with sections on Choosing a School, Disclosure
and Life on Campus, Community Service, and Vocational Training.
It’s a great idea for members of all ages to visit the Steps for Living website for this and other valuable information about living
with a bleeding disorder. In addition, members can visit www.stepsforliving.hemophilia.org/resources/next-step-resources
for sample documents you can use in your meetings with school administrators, nurses, and teachers.

2018
Inhibitor Conference
By: Kelly Cribbs, HNC Member
Every year the National Hemophilia Foundation along with Novo Nordisk
as the founding sponsor and various other sponsors in the pharmaceutical
and biotechnology industry hold three Inhibitor Summits throughout
the United States in June, July, and August. These educational summits
are specifically for hemophilia A and B inhibitor families for educational
purposes and to reconnect with our extended inhibitor families from
around the county as a means to continue building strength as we all go
through this journey. This year in San Diego, I was especially excited as
there were special sessions just for Hemophilia B inhibitor families. As a
mother of two wonderful Factor IX children, having Factor IX inhibitors is another condition all in itself due to its rarity
of occurrence, however our very own Dr. Yasmina Abajas from the University of North Carolina Hemophilia Treatment
did an awesome job spearheading these special sessions. There were additional educational sessions to include Future
Therapies, Joint Health, Dental Health, Financial Literacy, Navigating Supplements, Diet and Exercise, and Advocacy just
to name a few. Even more special were the sessions just for couples, teenagers, and parents separately, but if I were to pick
the most impactful it would be the session where teens were able to share their stories with the adults about what it is like
to actually deal with Hemophilia with inhibitors.
Other intriguing sessions included presentations from researchers and physicians alike speaking on new and exciting
treatments on the horizon within the bleeding disorder community. As any inhibitor family can tell you once you receive
the diagnosis everything you thought you knew about Hemophilia changes, however we are confident life with an inhibitor
will get better. For those that have never been to an Inhibitor Summit, I would definitely encourage you to attend. There
is absolutely nothing like having people who share a common bond come together to exchange stories as well as hopes and
dreams for the future. Moreover, the long-lasting friendships you develop are priceless and I am proud to have such an
awesome inhibitor community that rocks!
THE CONCENTRATE
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ON THE NATIONAL & LEGISLATIVE FRONT

Legislative Day: Advocating for the Community
June 14, 2018
Raleigh, NC

Hemophilia of North Carolina (HNC) Legislative Day is a two-part event that
takes place each year and is scheduled around the North Carolina Legislature
Session dates.
The first part of the event is a training dinner that takes place the evening
before participants meet with their legislators. This year’s dinner took place
at the Hampton Inn & Suites Raleigh Downtown, and it was packed with
information to help members prepare for their meetings with legislators
the next day. Matt Igelman, HNC’s Advocacy Chair, began the session and
welcomed the guest speakers to the dinner. The group was fortunate to be
able to hear from Justin Clayton, Deputy Legislative Director for Office of
the Governor, and his colleague, Jeremy Collins. Justin and Jeremy gave
attendees a lot of insight about the climate and culture of Raleigh’s current
legislature. It was an enormous benefit for members to hear this important
information as they prepared for their meetings.
Bill Robie from National Hemophilia Foundation (NHF) provided a lot of great information to members about what to expect
during their meetings along with a list of things to do and what not to do. Jennifer Newman, UNC Hemophilia Treatment
Center Physical Therapist, gave a summary to everyone about a Physical Therapy issue members would be discussing with their
representatives. While the overreaching goal of HNC’s Legislative Day is to continue
to build relationships between our members and their legislative representatives, one
goal of this year’s event was to shed light to a recent change to Medicaid reimbursements
for adults with bleeding disorders to reduce the entitled number of physical therapy
sessions a patient would be entitled to.
On Legislative Day itself, 37 HNC members broke into small groups and visited 48
different legislative offices to spread awareness about people with bleeding disorders.
After all the training and tips received the night before, it came down to one thing
in the end. Each member just needed to tell their own story about challenges they or
their loved ones face because of their bleeding disorder. HNC encourages everyone
to become an advocate, and go to Raleigh in 2019. If Raleigh is too far, you can be an
advocate in your own neighborhood by visiting your legislator’s local office and telling
your story.
Read more about it, directly from HNC members:
By: Donna Blair-Paynter
I would like to say what a rewarding experience my family and I had at legislative
days last June. We were a little nervous since we had never been advocates before but it was great to see our 16 year old son,
Riley, explain what hemophilia was and how it affects his life. We enjoyed meeting with state legislators to discuss the needs
of the bleeding community and look forward to attending
next year.
By: Riley Blair, age 16
I recently attended legislative days in June. I enjoyed how
we got to express our point of views on subjects relating
to the bleeding disorders community’s needs. It was
interesting and fun to meet the legislators and tell them my
hemophilia story. Overall it was a very memorable
learning experience.
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Hemophilia of North Carolina
2018 Calendar of Events Highlights
October 15, 2018………….…Triangle Business Networking Charity Golf Tournament – Raleigh, NC
October 19-21, 2018………....Family Retreat – Concord, NC
November 17-18, 2018……….Adult Retreat – Wrightsville Beach, NC
December 1, 2018……………Holiday Celebration – Concord, NC
December 1, 2018……………Latin Union Event – Concord, NC
December 11, 2018…………..Educational Dinner – Charlotte, NC
December 15, 2018…………..Blood Brotherhood Event – Hickory, NC
January 26, 2019…………......Hearts for Hemophilia Casino Night – Durham, NC
March 2, 2019…………..........Annual Meeting – Charlotte, NC
April 27, 2019………………..HNC Family Festival & 5K Walk for Bleeding Disorders – Charlotte, NC
June 29-July 2, 2019………….HNC/HSC Teen Retreat – Rock Hill, SC

Talk to your doctor to see if
ADVATE® may be right for you.

For more information, please visit

www.ADVATE.com

©2018 Shire US Inc., 300 Shire Way, Lexington, MA 02421. 1-800-828-2088. All rights reserved.
SHIRE and the Shire Logo are registered trademarks of Shire Pharmaceutical Holdings Ireland Limited or its affiliates.
ADVATE is a registered trademark of Baxalta Incorporated, a wholly owned, indirect subsidiary of Shire plc.
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Save the Dates!
Saturday, December 1, 2018

HNC Holiday Celebration
Concord, NC

Saturday, January 26, 2019

“Hearts for Hemophiia”
Casino Night
Durham, NC

Saturday, March 2, 2019

HNC Annual Meeting
Charlotte, NC

Saturday, April 27, 2019

HNC Family Festival & 5K Walk
Charlotte, NC

