
  

 

 

 

 

St. Joseph’s HTC: What’s New? 
Bleeding Disorders Awareness Month: 
 

March is Bleeding Disorders Awareness Month. It was first recognized in 

1986 by President Ronald Reagan as National Hemophilia Month. On April 

17, 1989, the first World Hemophilia Day was 

also observed. Since then, there have been many 

opportunities to promote bleeding disorders 

awareness, in addition to significant changes in 

the way we view some of the challenges being 

faced by the community. 

Here at the Center for Bleeding and Clotting 

Disorders at St. Joseph’s Hospital, we are 

continuously striving to help play a role in improving the quality of our 

patients’ lives. We also recognize the true significance of taking this time to 

connect with the community. This is why we have been planning a few 

wonderful events for you and your family to participate in. Our hope is that 

we can help to inspire through education and from inspiration comes the 

insight and creativity necessary to promote positive change.  

 

If you are interested in learning more about the history of bleeding disorders, 

including notable medical advances in treatment over the past 60 years, please 

visit the Hemophilia Federation of America’s website by clicking the link below. 

https://www.hemophiliafed.org/understanding-bleeding-disorders/history-

and-future/historical-timeline/ 

 

Also, please feel free to contact your HTC social worker if there are any 

suggestions for additional ways we can help to better support you. 

 

Updates from your HTC 

Spring 2019 

Our Team 
Medical Director:         

Erin Cockrell, DO 

Pediatric Hemophilia 

Nurse Coordinator:            

Lisette Sanchez, RN 

Adult Hemophilia and 

Pediatric Thrombophil ia 

Nurse Coordinator:  

Recruiting 

Social Worker:      

Adrienne Abecassis, MSW 

Clinical Pharmacist:     

Lena Charafi, PharmD 

Research Coordinator: 

Lindsay Dembinsky, RN 

Data Coordinator:      

Diane Telegdi, RN  

Physical Therapists:    

Tracey Dause, MSPT 

Cassie McKee, DPT 

 

 

 

Contact Us 
3001 West Dr. Martin 

Luther King Jr. Blvd 

Tampa, FL 33607  

813-554-8294 

 

https://www.hemophiliafed.org/understanding-bleeding-disorders/history-and-future/historical-timeline/
https://www.hemophiliafed.org/understanding-bleeding-disorders/history-and-future/historical-timeline/


 

 
 
 

Bombardier Blood Documentary Screening 

Saturday March 16 at 2 p.m. 

 

 
 

As you know, we have partnered with the Hemophilia Foundation of Greater Florida to create 

an opportunity for our patients to view the highly anticipated and awe-inspiring documentary, 

Bombardier Blood.  This film aims to take you on a journey of self-discovery and self-acceptance 

with the first ever person living with hemophilia to climb Mount Everest. It will leave you with 

an overwhelming feeling of hope and the will to live life to its fullest despite its many 

adversities. It also identifies the vast disparity in healthcare for the hemophilia patient 

population experienced around the world, and shares the many ways people can help to make 

a difference.   

 

For those of you who were not able to attend NHF’s 70th Annual Bleeding Disorders Conference 

in October of last year, you truly will not want to miss this event! 

 

This event is scheduled to take place on Saturday, March 16, 2019 at 2 p.m. at the AMC 

Westshore movie theatre in Tampa. For more information on how to reserve last minute 

tickets, please see the Upcoming Community Events page below and contact your HTC Social 

Worker. We hope to see you all there! 



 

 
 
 

Tampa Superhero Fun Walk 

Sunday, April 7th at 8 a.m. 
 

We are less than one month away from our annual Tampa Superhero Fun Walk. Please join us 

and come prepared by dressing up as your all-time favorite superhero. This year’s walk will be 

taking place at Al Lopez Park on April 7, 2019. There will be free food, games, a DJ, and special 

guests. If you haven’t already registered, please do so now by clicking on the link below which 

will take you directly to the event homepage. https://secure.qgiv.com/event/201tamsupfuwal/ 

 

Also, if you are interested in joining our team, The Clotting Crusaders, please do so by clicking 

on Donate Now, then click on Search for a Participant or Team, and you can type in our team 

name. Any small amount raised helps to make a huge difference! 

 

Last year’s event was a huge success accumulating 

over $60,000 in donations! Furthermore, 91% of 

those dollars went directly back to the bleeding 

disorders community to improve quality of life 

and support healthier and more independent 

lives. Additionally, our HTC team won first place 

for Best Team Costume! For more information 

on specific support the Hemophilia Foundation 

of Greater Florida provides, please feel free to 

contact your HTC Social Worker, or visit their 

website. http://www.hemophiliaflorida.org/ 

     

 

https://secure.qgiv.com/event/201tamsupfuwal/
http://www.hemophiliaflorida.org/


 

 
 
 

Legislative Days 

The Bleeding Disorders Coalition of Florida invites you to attend Legislative Days on 

April 17th & 18th in Tallahassee to meet with our Florida Legislators and discuss issues 

that matter most to the bleeding disorder community. The fall elections are over and 

new legislators have taken their seats. Now is a great time to say hello and congratulate 

them on their election victory (regardless of their party).  

Advocacy can be very intimidating for many people. Remember, lawmakers are people 

too! Your role as an advocate for the bleeding disorders community is to share the 

wealth of knowledge you have about your bleeding disorder or the meaningful 

experiences acquired from knowing a loved one with a bleeding disorder. It’s time to tell 

your story. 

Please join us in Tallahassee this spring as we celebrate World Hemophilia Day while 
advocating for our bleeding disorders community!  
 
Email leahnash@hemophiliaflorida.org of the Hemophilia Foundation of Greater Florida 
if you're interested in attending Legislative Days. 
 

 

 
 

“Never doubt that a small group of committed people can change the world. Indeed, it is 

the only thing that ever has.” ~Margaret Mead 

 

 

mailto:leahnash@hemophiliaflorida.org
https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjx4pCQ397gAhVKdt8KHVE2B4kQjRx6BAgBEAU&url=https://www.floridafarmbureau.org/registration-now-open-for-legislative-days-in-tallahassee/&psig=AOvVaw3qupQ8xelv_dIl_lsZPq_3&ust=1551454020255577


 

 
 
 

Educational Guidelines for Self-Infusing Factor Products 

Self-infusing factor products is an independent way to self-administer your own factor.  

Learning this skill will help you to become more independent and hopefully give you more 

control over your own care. There are many good reasons why self-infusions can improve 

quality of life. Some of these include: 

 Earlier treatment of bleeds will likely decrease the amount of blood loss. 

 It will help you to manage your own time better. There would be no need to make an 

appointment then to travel to a hemophilia treatment center (HTC) or wait for a 

homecare nurse to arrive to administer the infusion for you. You can administer it on 

your own schedule. 

 Self-infusing can finally make traveling possible!!! You can become a world traveler 

simply by taking your supplies with you and infuse on your schedule.  

 It is important to note:  You should have someone with you in case you have an allergic 

reaction to the factor, and that person should know how to call 911. 

Peripheral venous access 

Factor is administered into the body through veins which are located 

in your hand or the arm. This is done by using a butterfly needle, 

which is a small needle with tubing that has soft, pliable wings 

attached to help you hold the needle for easier insertion. 

Hints for successful peripheral infusions: 

 During infusion time, staying calm is very important. Being 

nervous may cause difficulty accessing your veins.  

 Do not rush. Make sure you have plenty of time to mix the factor, find an appropriate 

vein and safely insert the butterfly needle into the vein.  

 Have a designated area for infusion with a clean space for your supplies. Keeping all 

your supplies in a designated place like a bin will help you to become organized. 

 Drink lots of fluids the day before and the day of infusion. This will make it easier to find 

and access your veins. 

 Maintaining warm hands or arms will help you to find the best vein to use. You may also 

warm the area by applying a wet warm cloth. 

 Always dispose of used needles in a sharps container. Keep the sharps container away 

from all pets and children. 

 Never re-use butterfly needles.  

 Remember that learning how to administer self- infusions takes time, but with practice 

you will become more comfortable and get better and better at it. Be patient, you can 

do this!! 



 

 
 
 

Steps to infusing: 

 Prepare the area where you will be mixing your factor by clearing and cleaning the area. 

 Wash your hands with warm and soapy water to keep germs away. 

 Mix your factor as directed in the package insert. 

 Once you’ve chosen the vein you will be using, place the tourniquet above the vein 

 Clean the skin with alcohol before inserting the needle into the vein. 

 Once vein is accessed, remove the tourniquet and infuse the factor through the 

butterfly tubing. 

 You may flush the tubing with a small amount of saline after the factor to flush the line 

of remaining factor. 

 Remove the butterfly needle and place in the sharps container immediately then apply 

pressure to the needle site by using gauze.  

 

Self-Infusion Classes 

If you are interested in learning how to 
self-infuse or to help infuse a loved one, 
and would like to do so with the support 
of two highly skilled and knowledgeable 
nurses, then your wish has been granted. 
Our amazing nurse case coordinator, 
Lisette Sanchez, is now teaming up with 
the Hemophilia Foundation of Greater 
Florida’s traveling nurse, Missy, for an 
opportunity to answer any questions you 
have about infusing, as well as provide a 
safe and comfortable learning 
environment. 

Our first class took place this past 
weekend at St. Joseph’s Children’s 
Hospital, and as you can see it was a huge 
success. Class schedules are flexible 
depending on your availability, as we want 
to make this opportunity as convenient for 
you and your family as possible. Please contact your HTC Social Worker for any 
questions and if you would like to sign-up for a class. 

 



 

 
 
 

Upcoming Community Events 

 National Hemophilia Foundation 
https://www.hemophilia.org 

o 2019 United Airlines NYC Half Marathon 

 Sunday, March 17, 2019 

 Contact Dilber Karamanci at dkaramanci@hemophilia.org or call      

212-328-3731 for more information 

o Washington Days  

 Advocacy opportunity 

 March 27-29, 2019 on Capitol Hill in Washington, DC 

 Contact Conference and Travel Services Manager Alla Vaynshteyn at 

avaynshteyn@hemophilia.org for more information 

o National Youth Leadership Institute (NYLI)  

 Leadership opportunity for youth ages 18-24 

 Contact Education Specialist Marlee Whetten at 
mwhetten@hemophilia.org or call 212-328-3735  
 

o Inhibitor Education Summits 

 June 6-9, 2019: Indianapolis, IN 
 June 27-30, 2019: Seattle, WA  
 August 1- 4, 2019: Boston, MA 
 Register online: www.hemophilia.org/Inhibitors 

 Contact Nikole Scappe nscappe@hemophilia.org for more information 

 

o NHF’s 71st Annual Bleeding Disorders Conference 

 October 3rd-5th in Anaheim, California 

 Register online: 

https://events.hemophilia.org/ehome/index.php?eventid=385113& 

 

 

 

 

 

 

 

https://www.hemophilia.org/
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 Hemophilia Federation of America                                                                                      
 https://www.hemophilia.org 

o HFA’s Annual Symposium 

 April 4th-7th in San Diego, CA 

 Register online: 

https://www.hemophiliafed.org/our-role-and-programs/national-

community-events/annual-symposium/ 

 

 The Coalition for Hemophilia B 

    https://www.hemob.org/                               

o 3rd Annual Golf Outing  

 Wednesday, March 13, 2019 

 Copperhead Course Innisbrook 

Resort, Tampa, FL 

 Contact Kim Phelan for more information at kimp@hemob.org or  

212-520-8272  

o The Coalition for Hemophilia B Annual Symposium  

 Thursday March 14, 2019- Sunday March 17, 2019 

 Renaissance Orlando at SeaWorld 

 Register at www.hemob.org/symposium2019 

o The Beats Music Program 

 July 31-August 4, 2019 

 Gaylord Opryland Hotel 

 Register at www.hemob.org/thebeatsmusic2019 

                        

 Hemophilia Foundation of Greater  Florida 
http://www.hemophiliaflorida.org/ 

o Do You Know How to Manage Your Health 

Care  

 Educational Opportunity & Dinner 

Event with guest speaker Erin Weigel 

 Thursday April 4th, 2019 

 Cooper's Hawk restaurant  

 4110 West Boy Scout Boulevard, Tampa, FL 33607 

 RSVP by April 1st HFGF 1-800-293-6527 or info@hemophiliaflorida.org 

https://www.hemophilia.org/
https://www.hemophiliafed.org/our-role-and-programs/national-community-events/annual-symposium/
https://www.hemophiliafed.org/our-role-and-programs/national-community-events/annual-symposium/
mailto:kimp@hemob.org
http://www.hemob.org/symposium2019
http://www.hemob.org/thebeatsmusic2019
mailto:info@hemophiliaflorida.org


 

 
 
 

o Bombardier Blood Documentary Screening 

 Saturday, March 16th, 2019 

 Doors open at 2 p.m., and Show starts at 2:30 p.m. 

 AMC Westshore movie theatre: 210 Westshore Plaza, Tampa FL 33609 

 RSVP by contacting your HTC Social worker Adrienne 813-870-4017 or 

HFGF 1-800-293-6527 info@hemophiliaflorida.org 

o 2019 HFGF Superhero Tampa Walk  

 Sunday April 7, 2019 at Al Lopez Park 

 Event begins at 8 a.m., Walk starts at 9 a.m. 

 https://secure.qgiv.com/event/201tamsupfuwal/ 

o 2019 FL State Meeting  

 August 25-26th at the Alfond Inn in Winter Park 

 Join the planning committee by contacting 

info@hemophiliaflorida.org 

 

 

       Florida Hemophilia Association 
http://floridahemophilia.org/ 

o Lighten Up Program 

 Cooking & Nutrition Education 

 Sunday April 28, 2019 from    

10 a.m.-1 p.m. 

 Johnson & Wales 

  1701 NE 127th Street, North Miami, FL 33181 

 Register by contacting FHA Cathy Lopez admin@floridahemophilia.org 

or 305-235-0717 

o 9th Annual Unite Walk in the Jungle 

 May 5, 2019 from 10 a.m.-1 p.m. 

 For more information, contact FHA Debbi Adamkin at 305-235-0717 

dadamkin@floridahemophilia.org 

 Register online: 

www.uniteforbleedingdisorders.org/event/Florida2019   

 

 

 

 

mailto:info@hemophiliaflorida.org
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 Camp Boggy Creek http://www.boggycreek.org/ 

o Summer Session  

 June 19-24th, 2019  

 Applications are now available online 

o Camp Boggy Creek Fall Family Retreat Weekend 

 September 20-22, 2019  

 Applications are now available online 

o Parent(s) need to fill out the online application first, then 

contact HTC Social Worker Adrienne 813-870-4017 who will 

help to submit the Medical Summary 
 

 Children’s Cancer Center 

http://childrenscancercenter.org/ 

o This unique organization opens their arms to all of 

our patients and families with bleeding disorders, 

including Hemophilia, vWD and Sickle Cell Disease 

o Each weekend they hold special events 

o Please contact your HTC SW Adrienne 813-870-4017 for a list of specific 

events and to complete new patient consent form 

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ 

We hope you enjoyed our newsletter and found the information 

we provided helpful. We welcome any feedback! 
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