
  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

Updates from your HTC 

Summer 2018 

Our Team 
Medical Director:         

Erin Cockrell, DO 

Pediatric Hemophilia 

Nurse Coordinator:            

Lisette Sanchez, RN 

Adult Hemophilia and 

Pediatric Thrombophil ia 

Nurse Coordinator:  

SueEllen Kremper, RN 

Social Worker:      

Adrienne Abecassis, MSW 

Clinical Pharmacist:     

Lena Charafi, PharmD 

Research Coordinator: 

Lindsay Dembinsky, RN 

Data Coordinator:      

Diane Telegdi, RN  

Physical Therapist:   

Tracey Dause  

 

 

 

Contact Us 
3001 West Dr. Martin 

Luther King Jr. Blvd 

Tampa  FL 33607  

813-554-8294 

 

St. Joseph’s HTC: What’s New?  
 

From our previous newsletter, you were able to learn a little about the 

new members of our comprehensive team and various project that we 

have been working on. We are very excited to present to you our 

Second Quarterly Newsletter.  

In this issue you will learn about the latest updates in clinical research 

and the trials available to you, what is ATHN and why it’s so important 

to participate in ATHN, the most recent changes in the Comprehensive 

Clinic flow and what you should know prior to your visit, the two recent 

events hosted by our HTC and the upcoming events in the hemophilia 

community. We hope you enjoy this newsletter and we welcome any 

feedback you might have! 

 



 

 
 
 

Research: What Part does it Really Play in Our Everyday Lives? 

We can’t really put a value on an answer to this question. So many wonderful assets arrive to us, 

both provider and patient, from the fruits of research. “But how does this happen?” one might ask 

themselves. The answer glares back at us smiling patiently, “through participation of gracious 

patients in research studies." 

Many individuals may worry about the level of involvement or commitment study participation 

requires, not only in relation to their own health but also the amount of knowledge given to 

researchers to aid others with similar diseases. Fortunately, this is a concern that we can answer 

fairly easily. Research studies vary anywhere from minimal information being given for researchers 

use all the way to an in-depth look into patients’ health and progression with trial medication 

involvement. For instance, we provide access to trials that may only ask for bloodwork or very basic 

health information around your disease that our doctors already obtain from you. Giving this 

information allows us a few different opportunities from adjusting medication dosage that mirrors 

how your body responds to a medication to tracking how physical therapy helps people with a 

particular disease improve joint health. As each research trial is so unique, these are only a couple 

of examples of research’s benefits.   

What about the more involved trials? The studies that we are currently involved in are regarding 

new medications that aid in new ways to help with the treatment process. For example, we have 

two trials that feature a subcutaneous injection (a very small shot that goes just under the skin) 

that potentially help patients with on-demand treatment for Hemophilia A and B to prevent 

bleeding episodes. This great news also entails the shot having to only be given once a month, 

potentially eliminating the need to give medication through a shot into a vein multiple times per 

month. These patients also come in for visits to the clinic for check-ups and bloodwork for the trial. 

In addition to these research studies, we have two oral anticoagulant (blood thinning medication) 

trials open, one for patients with new clots and another for those who already have one. Finally, 

any additional visit, test or procedure required by research that the doctor would not normally 

have a patient participate in that the study requires is paid by research.  

From minimally involved studies to more comprehensive drug trials, research helps pave the way 

to a new and brighter future for patients and their loved ones through advancement of treatment 

options. So, what does research mean to you?  

 



 

 
 
 

What is ATHN…         ? 

St. Joseph’s Hospital Center for Bleeding and Clotting Disorders actively participates in clinical 

research projects which include new clotting factor products and studies supported nationally by 

the CDC (Centers for Disease Control and Prevention) and ATHN. The American Thrombosis and 

Hemostasis Network (ATHN) is a nonprofit organization that is committed to improving the lives 

of people affected by bleeding and clotting disorders and our HTC is part of this network. 

One of our goals as an HTC is to provide research opportunities that directly benefit you as a 

patient with improved therapies and the most current standards of care. ATHN is an important 

piece of that research because it provides the technology to achieve this through a secure national 

database. The information collected and utilized in the ATHN database is strictly confidential and 

personal identifying information is excluded therefore consenting to be a part of the ATHN dataset 

limits what type of information can be shared for research purposes. The type of bleeding or 

clotting disorder a patient has, responses to treatments or regimens, as well as inhibitor 

information are examples of health data extracted from the ATHN dataset that experts can use to 

address important questions to improve care in the bleeding and clotting disorder community.  

Presently, more than 135 hemophilia treatment centers across the United States participate in 

ATHN and over thirteen thousand patients have consented to participate in the ATHN dataset.  

The more patients that participate in this vital research, the more robust and beneficial the ATHN 

database will become which is key to provide better clinical outcomes. Through the teamwork and 

collaboration of researchers, scientists, experts, and most importantly you…we will be able to 

provide answers from the data collected and studied.  So when your Health Care Provider 

approaches you to be a part of ATHN, you will know it is an important step in what drives quality 

care and progress in the bleeding and clotting disorder community.  

For more information on ATHN or to view current research projects visit: www.athn.org  

 

 

 

  

 

 

 

http://www.athn.org/


 

 
 
 

Recent Events 

Thank you to everyone who showed your support throughout the following recent events. 

Our very first HTC Health and Wellness Event took place on June 6th and we are so proud to say 
that we had a wonderful turn out, with fantastic presentations given by our very own physical 
therapist Tracey Dause, nutritionist Emily Brown, and the Executive Chef of St. Joseph’s Hospital 
Chef JJ. We are in the process of planning for a second event. If you have any suggestions for 
topics we can focus on for support, please feel free to contact your social worker Adrienne 
Abecassis (813) 870-4017. 

The Hemophilia Foundation of Greater FL (HFGF) held their annual Tampa Superhero Fun Walk on 
May 19th and it was a huge success. Over $60,000 were raised, and 91% of those dollars will be 
going back to the bleeding disorder community, improving their quality of life and supporting 
healthier, more independent lives. 

HFGF also organized an interactive family program at Sea World on June 16th facilitated by Patrick 
Lynch who is the CEO of Believe Limited and Creator of Stop the Bleeding. We have included a list 
of their upcoming events throughout this newsletter. 

 

 

 

 

 

 

 

 

 

 

 

 



 

 
 
 

New Comprehensive Clinic Process 

The Comprehensive Care Clinic is a valuable service provided to our bleeding disorder community 

and as an HTC we strive to ensure you are receiving timely, quality care from each of our health 

care disciplines during your visit. The advantage of this service provided is that patients are able to 

meet with our dedicated HTC Hematologist, Pharmacist, Nurse Coordinators, Social Worker, Nurse 

Researcher and Physical Therapist in a multidisciplinary, coordinated care setting with the goal of 

a team approach to meet the individual needs of each of our patients.   

In order to achieve this goal, we are in the process of implementing measures to improve the 

patient experience during your Comprehensive Clinic appointment as well as facilitate a realistic 

time allotment for our health care providers to deliver optimal care. What this means to you as a 

patient when you make your appointment to attend Comprehensive Care Clinic, is that you 

understand this appointment involves meeting with multiple health care disciplines and it requires 

a time commitment from you to achieve this goal. Our intention to improve the flow and 

efficiency of this clinic service ultimately will benefit you by receiving multidisciplinary quality care 

in one scheduled appointment. 

Prior to your visit, our HTC will attempt to contact you the week of 

your appointment via email (or phone if email is unavailable to you) 

as a reminder of your scheduled appointment. It is expected that 

patients arrive by 12:45 pm for the registration and intake process 

and our clinic operates from 1:00 pm until 4:00 pm rotating 

disciplines every 45 minutes. Timeliness for your visit is greatly 

encouraged and key to the success of facilitating this new process 

and flow. We realize that issues may arise where you are unable to 

arrive on time however we do ask that if that situation arises you 

understand the opportunity to visit with the physical therapist or another health care provider 

may be forfeited as we need to consider the time constraints of our other patients and caregivers 

as well.  If you know in advance that you will not be able to attend your scheduled appointment 

time please feel free to contact us and we will be happy to arrange another Comprehensive Care 

visit at a later date to accommodate your needs. Our HTC appreciates your assistance in helping 

our team improve the Comprehensive Care Clinic process so we can ultimately deliver timely, 

efficient quality care to all of our patients. 



 

 
 
 

Upcoming Community Events 

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

o Inhibitor Education Summit (for 

Hemophilia A/B patients with inhibitors)  

 July 26th-29th  New Orleans, LA 

 August 16th-19th San Diego, CA 

 https://www.hemophilia.org/Events-Educational-Programs/Inhibitor-

Education/Inhibitor-Education-Summits 

 

o 70th NHF Bleeding Disorders Conference 

 October 11th-13th Orlando, FL 

 https://events.hemophilia.org/ehome/bleedingdisordersconference/t

ravel-grants/ 

 

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

o All Star Trivia III 

 August 11th at 10:30 am in 

Adventure Island 

 RSVP no later than August 7th  

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

 

o Jacksonville Creepy Crawl 

 October 20th  

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

 

o Orlando Creepy Crawl 

 October 27th  

 1-800-293-6527 or info@hemophiliaflorida.org  
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 Florida Hemophilia Association 
http://floridahemophilia.org/ 

o Dolphin Day Camp (ages 5-18) 

 Select Dates: June 29th, July 27th, 

and August 3rd in Key Largo, FL 

 Contact Admin@floridahemophilia.org for more information  

o 35th Annual FL Bleeding Disorders Conference 

 July 20th-22nd in West Palm Beach, FL 

 Contact Admin@floridahemophilia.org for more information 

 

o Camp (B)LEAD: Action League of Bleeders (age groups 15-20, 21-26) 

 July 27nd-30th  

 Contact Admin@floridahemophilia.org for more information  

 

 Camp Boggy Creek http://www.boggycreek.org/ 

o Summer Session 

 Hemophilia: July 8th-13th  

o Fall Family Retreat Weekend 

 Bleeding Disorders/Hemophilia: September 21st-23rd  

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

your HTC Social Worker Adrienne 813-870-4017 will submit 

Medical Summary. Please visit website for more details and application 

deadlines 
 

 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 

 

http://floridahemophilia.org/
mailto:Admin@floridahemophilia.org
mailto:Admin@floridahemophilia.org
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FYI 

HFGF is doing some other incredible stuff for our patients, such as their Hurricane Preparedness 
Checklist. Please click on the link below for more information.  

http://www.hemophiliaflorida.org/emergency-preparedness.html 

We would also like to share this information with you provided by the National Hemophilia 
Foundation. If you are interested in receiving telegenic counseling, you are more than welcome to 
visit the website below for details about eligibility criteria. It is completely optional. 

https://www.hemophilia.org/Researchers-Healthcare-Providers/Research/Telegenetics-for-
Female-My-Life-Our-Future-Participants-A-Randomized-Control-Trial 

The National Hemophilia Foundation is offering a free Health Coach app as well and their open 
enrollment just began. It is a 26 week motivation and research program to improve fitness, 
motivation and wellness. Please visit the website below for more information on this amazing 
opportunity. 

https://www.hemophilia.org/Events-Educational-Programs/Make-Your-Move-Health-Coach-App 

 

 

 

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

 

 

We hope you enjoyed our newsletter and found 

the information we provided helpful. 

We welcome any feedback! 
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