
 
Medical Symposium | Agenda 
Virginia Crossings Hotel, Tapestry Collection by Hilton 

1000 Virginia Center Pkwy., Glen Allen, VA 23059 

 
With this event we hope to provide consumers with the knowledge needed to discuss new and 

current treatment options, to discuss the ins and outs of clinical trials, and to have conversations 

around insurance barriers to treatment. To recognize March as Bleeding Disorders Awareness 

Month and to help the Virginia bleeding disorders community understand what these potential 

advancements may mean, we are excited to host our Inaugural Medical Symposium. 

 
 

Saturday, March 9, 2019 | Adult Track 
 

9:00 am – 9:45 am  Registration Opens | Visit Exhibits 

 

9:45 am - 10:00 am  Welcome | Acknowledgement of Bleeding Disorders Awareness Month 

Speaker: Kelly Waters, VHF Executive Director 

 

10:00 am - 11:30 am  Keynote: Emerging Therapies 

Speaker: Louise Man, M.D, Assistant Professor of Medicine, University of 

Virginia Health System Division of Hematology/ Oncology 

 

Several new factor replacement therapies have emerged in recent years 

and during this session Dr. Man will present an overview ranging from 

extended half-life factor replacement products to gene therapy. These 

products have the potential to change hemophilia care dramatically, 

and this session will address how these changes may impact the bleeding 

disorders community. Time will be given to process possible questions and 

raise awareness about concerns or considerations. 

 

11:30 am - 12:00 pm  Break | Visit Exhibits 

 

12:00 pm- 1:00 pm  Presentation: Clinical Trials: Is it Right for You? 

Facilitator: Jan Kuhn, RN, MPH, Program Manager, Central Virginia Center 

for Coagulation Disorder, Virginia Bleeding Disorders Program 

 

Panelists: Murai Johnson, (TBD) 

 

Have you ever wondered if a clinical trial is right for you and your family 

and what does it mean to participate in one? What is informed consent? 

What are the benefits and risks of joining a trial? In this session we plan to 

address in these questions and hear from those patients that have 

personal experience volunteering in clinical trials.  

 

1:00 pm - 1:45 pm  Lunch | Round Table Discussions 

 

Enjoy lunch on-site at the Glen Restaurant and get the opportunity to sit 

with others who have a similar diagnosis. Each table will have a facilitator 

to help guide conversation and enhance networking. Don’t miss out on 

this chance for support and relationship building! Tables will be divided by: 

hemophilia A, hemophilia B, von Willebrand disease (VWD), platelet 

disorders, and other factor deficiencies. 
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1:45 pm – 2:45 pm  Ask the Experts: Insurance Trends and Barriers for the Bleeding Disorders 

Community  

Moderator: Becky Bowers-Lanier, HACA/VHF Advocacy Consultant 

 

Panelists: Lauren Dunn, MSW, Hemophilia Social Worker, Central Virginia 

Center for Coagulation Disorders; Nathan Schaefer, Senior Policy Advisor, 

National Hemophilia Foundation; Lynne Szott, National Reimbursement 

Manager, CSL Behring 

 

For those affected by bleeding disorders, access to affordable, quality 

health coverage has historically been difficult to obtain and maintain. As 

treatments continue to evolve, so will the challenges. In this panel 

discussion you will hear about what is currently happening on a federal 

and state level, how you can take an active role, and what may occur as 

new therapies emerge. This is an interactive panel discussion where you 

are encouraged to ask questions. 

 

2:45 pm – 3:00 pm  Break | Visit Exhibits 

 

3:00 pm - 4:00 pm  Premier Industry Partner Spotlight 

 

Premier industry sponsors will provide a brief overview of their company, 

products, and/or available services for you to learn more about how they 

are supporting and serving the inherited bleeding disorders community.  

 

4:00 pm – 5:00 pm  Presentation: The Importance of a Medical Home 

Speaker: Norma Draper, Parent Specialist with Parent to Parent of VA and 

Aging Family Specialist for Center for Family Involvement   
 

Two priorities for Virginia are for each child to establish and maintain a 

medical home and to smoothly transition from pediatric to adult health 

care. According to the American Academy of Pediatrics, a medical 

home is an approach to providing comprehensive and high-quality 

primary care. The Virginia Medical Neighborhood project builds on the 

medical home concept and seeks to ensure that ALL children are 

receiving quality, comprehensive care with the implementation of a 

“medical neighborhood” that includes primary care providers, specialist 

providers, pharmacies, schools, churches, community organizations, 

medical insurance, and other partnering government agencies. The goal 

is for transitioning youth to find and maintain a medical home status as 

adults. In addition, recent Virginia Bleeding Disorder Program (VBDP) data 

highlight that adults without a medical home is one of the biggest areas 

of need. 

 

6:30 pm – 7:30 pm  Dinner | On-site at The Glen Restaurant (all ages) 
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Saturday, March 9, 2019 | Teen Track 
 

9:00 am – 9:45 am  Registration Opens | Visit Exhibits 

 

9:45 am - 10:00 am  Welcome | Acknowledgement of Bleeding Disorders Awareness Month 

Speaker: Kelly Waters, VHF Executive Director 

 

10:00 am - 11:30 am  Keynote: Emerging Therapies 

Speaker: Louise Man, M.D, Assistant Professor of Medicine, University of 

Virginia Health System Division of Hematology/ Oncology 

 

Several new factor replacement therapies have emerged in recent years 

and during this session Dr. Man will present an overview ranging from 

extended half-life factor replacement products to gene therapy. These 

products have the potential to change hemophilia care dramatically, 

and this session will address how these changes may impact the bleeding 

disorders community. Time will be given to process possible questions and 

raise awareness about concerns or considerations. 

 

11:30 am - 12:00 pm  Break | Visit Exhibits 

 

12:00 pm - 1:00 pm  Presentation: The Science of Hemophilia A: A Changing Landscape  

Facilitator: Virginia Chandler, Hemophilia Community Clinical Educator, 

Genentech 

 

While the talk focuses on emerging therapies in Hemophilia A, the majority 

of the presentation is an interactive workshop regarding the clotting 

cascade, which applies to everyone - even people without a bleeding 

disorder! 

 

1:00 pm - 2:00 pm  Lunch 

 

2:00 pm – 3:00 pm  Presentation: The Art of Speaking Up 

Presenter: (TBD) Education Specialist, National Hemophilia Foundation 

 

People with bleeding disorders often educate schools, workplaces, health 

care teams and communities to ensure the right care and support to 

thrive. This workshop offers insight and sample scenarios on how to 

educate others and ask for support in areas such as education (including 

504 plans and IEPs), the workplace, social life, dating, and sports. 

 

3:00 pm – 3:15 pm  Break 

 

3:15 pm - 5:00 pm  Free Time | Gamer Chamber RVA Game Truck 

 

Gamer Chamber mobile game theater will be on-site with their luxury 

state-of-the-art video game truck. This game truck has high tech video 

and audio, room for up to up to 32 guests, 8 gaming stations, including a 

Virtual Reality gaming station, the latest games, the best game consoles 

and plenty of wireless controllers! 


