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HFA Launches Toolkit for Blood Sisters by Blood Sisters

HFA has a valuable new 

toolkit, designed by Blood 

Sisters for Blood Sisters 

and menstruators. The 

toolkit features informative 

videos and downloads, 

plus newly designed logs 

for menstruators to track 

bleeding loss.

The digital and printable logs 

are available with two types 

of tracking options—Pictorial 

Blood Assessment Chart 

(counting products) and by 

volume loss—with daily, weekly, 

monthly and annual options.

The thoughtfully prepared toolkit also includes provider and patient handouts to help users record their 

experiences and improve their conversations with providers.

Find the toolkit at www.hemophiliafed.org/resource/menstruation-tracking.

HAPPENING H IGHL IGHTS

 WFH Announces Tool to Improve Clinic Conversations
The World Federation of Hemophilia (WFH) recently 

launched the WFH Shared Decision-Making Tool for 

hemophilia treatment.

Shared decision-making is a process by which 

clinicians and patients work together to make 

treatment decisions based on clinical evidence that 

balances risks and expected outcomes with patient 

preferences and values.

The WFH Shared Decision-Making Tool is an 

interactive tool designed to facilitate discussions on 

treatment options between people with hemophilia A 

or B and caregivers and their health care team, leading 

to more informed decision-making. 

The tool is available in English, Spanish and French at https://wfh.org/treatment-and-care/#sdm-tool.

New! 

New! 

http://www.hemophiliafed.org/resource/menstruation-tracking
https://wfh.org/treatment-and-care/#sdm-tool
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Takeda is here to support you throughout your journey and help 

you embrace life’s possibilities. Our focus on factor treatments and 

educational programs, and our dedication to the bleeding disorders 

community, remain unchanged. And our commitment to patients, 

inspired by our vision for a bleed-free world, is stronger than ever.

bleedingdisorders.com
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Let’s make today brilliant.

Copyright © 2020 Takeda Pharmaceutical Company Limited. All rights reserved. TAKEDA and the TAKEDA logo 
are trademarks or registered trademarks of Takeda Pharmaceutical Company Limited. US-NON-0136v1.0 03/20

WE’RE IN THIS 
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provides educational programming in specialized tracks 

for men, women, caregivers, Spanish speakers and those 

with von Willebrand disease. There is also a strong youth 

and teen program. 

“This event is important because it is 100% 

for the community for an entire weekend,” 

Fredericksen Jones said. “It has become 

like a very large family reunion. We watch 

each other’s kids grow up, we offer support 

to someone with a bleeding disorder they 

often can’t find elsewhere, we mourn losses 

and we celebrate victories together. The 

success is because of the community and 

our industry partners.”

Fredericksen Jones said 

she is most proud of the 

community’s resilience and 

TexCen’s commitment to 

welcome all North Texans 

living with bleeding disorders 

into the organization. “We 

strive to make connections 

with new families, those 

underserved and those in 

most need of our support,” 

she said. “I hope someone in 

Texas is reading this today who is not involved with our 

organization and will pick up the phone and call us. We’d 

love to get to know you.” 

T
exas Central Bleeding Disorders (TexCen) has been 

serving those with bleeding disorders in North 

Texas for nearly 60 years. Started in 1965, the 

organization serves over 350 families and individuals. 

Each year, the TexCen community looks 

forward to their Spring Education Event 

and Loteria, while the entire Texas 

bleeding disorders community anticipates 

its statewide Texas Bleeding Disorders 

Conference (TBDC) every summer.

The Loteria event started as a walk team 

fundraiser in one of TexCen’s La Fuerza 

community member’s homes. “They knew 

it could be bigger and better, so we made 

it an event all of us can participate in,” said 

TexCen Executive Director Julie Fredericksen 

Jones. That expansion showed the power of 

involving your community to grow events.

TBDC weekend—which is organized by TexCen 

and the Lone Star Bleeding Disorders Foundation—

TEXAS CENTRAL 
BLEEDING 

DISORDERS

Established 1965

Serves Northern Texas 

(north of Austin, from 

east to west)

https://texcen.org
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MEMBER ORGANIZATION SPOTL IGHT

Texas Central Bleeding Disorders
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Back to School Time!

Going back to school after having the summer off can be tough, but one of the most fun 

things about school is RECESS! You get to see your friends, be outside and play. Yay! 

While you’re having fun on the playground, you might be at risk of a bleeding episode 

from broken playground equipment, tripping over an untied shoe, colliding with a friend 

while running or that rough stuff on the ground under the slide. So be careful!

Be sure to talk to your parents or caregivers, your doctor, teachers or PE teacher about 

what is safe for you to do on the playground at your school!

Here’s a list of things you should be aware of on the playground:

•	� Soft surfaces under the equipment instead of uneven surfaces or 

jagged wood mulch.

•	� Plastic slides instead of metal slides that could get HOT in the sun!

If you get hurt on the playground:

•	� Go see your teacher or  

the playground supervisor.

•	� Visit your school nurse!

Don’t forget to:

•	� Do some safe stretches before 

you play. 

•	� Tie your shoes so you don’t trip.

•	� If you have strings on your 

hoodie or pants, tuck them 

inside the clothes, so  

they don’t catch on  

the equipment. 

	 SUMMER 2023         7
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KIDS  CORNER

Color this playground scene and then circle the areas of the playground 

that you need to be aware of as a kiddo with a bleeding disorder:
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Need some help? Check the list on page 7 or check out this guide from our website:

www.hemophiliafed.org/uploads/Playground-Safety-Fact-Sheet.pdf

http://www.hemophiliafed.org/uploads/Playground-Safety-Fact-Sheet.pdf
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Our all, 
for you.
Discover how our dedication 
to people living with hemophilia 
inspires us to provide personalized 
education and empower this 
incredible community. 

© 2022 Genzyme Corporation. All rights reserved. 
Sanofi is a registered trademark of Sanofi or an affiliate. 
MAT-US-2019890-v3.0-07/2022

Let’s connect. 
rareblooddisorders.com

   @HemophiliaCoRes
1-855-SGZHEME
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L
aurie Kelley has been heavily 

involved in the bleeding 

disorders community since 

1989. She is the president of LA Kelley 

Communications Inc., which publishes 

educational resources for families with 

bleeding disorders. She has written 11 

books about hemophilia and published 

the quarterly Parent Empowerment 

Newsletter for 31 years. It was the first 

newsletter for the bleeding disorders 

community written by a parent. 

After seeing the need for hemophilia 

treatment globally in 2000, Kelley 

founded Save One Life, which aims to 

improve the quality of life and future 

for people with bleeding disorders 

in developing countries through 

direct financial assistance. In 2002, 

she founded Project SHARE, which 

donates lifesaving blood clotting 

medicine to people with bleeding 

disorders in developing countries. 

Project SHARE has donated more than 

167 million units of factor to thousands 

of patients in 77 developing countries.

In February 2023, after 22 years as 

chair of the board of Save One Life, 

Kelley stepped down to pursue new 

adventures. Dateline Federation asked 

her about her longtime involvement in 

the community and what’s next for her. 

Q: How and when did you get involved 

in the bleeding disorders community?

A: My son was born in 1987 with 

hemophilia, and that changed 

everything. And as you can imagine, 

back then we had no Google, no 

internet, no cellphones, nothing. And 

apparently no books [on hemophilia 

for parents]. Both my husband and I 

were educated with master’s degrees, 

but we were still so in the dark. 

Q: When did LA Kelley 

Communications come about?

A: It wasn’t like there was a master 

plan, believe me. We needed daycare. 

It really became “I need to quit my job 

and stay home with my child. 

How am I going to do that?” 

… We had good doctors, but 

our doctors were so young, 

they didn’t have children, so 

they couldn’t really give us any 

advice on rearing a child [with 

a bleeding disorder]. It was the 

parents that said, “Hey, did you 

try this? Did you think of that?” 

And I realized the parents had 

all these ideas and experiences 

that even our doctors couldn’t 

INSP IR ING IMPACT

Step by Step
Laurie Kelley has spent over 30 years providing 
education, support and factor to bleeding disorder 
families in the U.S. and around the world. 

BY MELANIE PADGETT POWERS, MANAGING EDITOR

Kelley in Uganda with a young boy named Kato 
and with a women’s group in Pakistan. Kelley’s 
books, which are mostly free for the community, 
can be found at www.kelleycom.com.

http://www.kelleycom.com


give us so I started collecting stories … 

and started writing things down. The 

idea came that maybe we can just take 

all the parents’ stories and put them 

in a book. … I [thought I’d ask parents 

for advice]. And it was a flood—I put 

an advertisement in a couple of the 

industry newsletters and the phone just 

started ringing and never stopped. I’d 

be on the phone for hours with people 

telling me their story. I compiled it all 

over eight months and literally finished 

the night before I gave birth to my 

second child. That first book was called 

“Raising a Child with Hemophilia.”

Q: What happened next? 

A: The reaction to the book was 

overwhelming. It was so positive. The 

book is now going into its sixth edition 

this year. We gave it away for free—

and we still do to this day. Afterwards, 

there were many offers to write more 

books. So, I quit my job in 1991 and 

stayed home with my kids and worked 

on subsequent children’s books. [At 

the time] there were no books for 

children about their own disorder, no 

teaching tools. I’ve got a background in 

child development, so I pulled together 

a developmental series of books for 

preschoolers and then teenagers that 

people still use to this day. It just took 

on a life of its own somehow. I’m still 

waiting for it to die down. 

Q: How did you get involved in 

global issues? 

A: I’ve actually always had my eyes, 

since a young age, on the international 

world. And I have a business and 

master’s degree in international 

business and economics. But it was 

a woman at Bayer who said, “We’d 

like to see if you’d be interested in 

working with the Bayer Corporation 

to go to developing countries and 

repeat what you’ve done here over 

there,” which was educating parents 

but trying to motivate them to 

advocate for their governments to 

purchase factor. And I thought, “This 

is something I could definitely sink my 

teeth into.” I love a challenge.

So, I set up a program that would 

teach patients to organize and 

then to tap the leadership in these 

patient organizations, or try to create 

organizations, to encourage them to 

advocate to their governments and 

then also advocate to their hospitals 

because they weren’t getting the care 

that they needed in most cases. 

Q: And your leadership training 

program evolved from there?

A: I realized as I traveled to the 

Caribbean and in Asia, that it’s very 

hard to teach leadership and advocacy 

to people when their child is suffering. 

How can patients and parents focus 

on that when they can’t even get 

the medicine they need? There was 

a whole tangled conglomeration of 

needs that had to be addressed. So, 

you can’t just go and teach them, 

and you can’t just go and give them 

factor. The outcome was creating Save 

One Life, a nonprofit that would give 

patients directly one-to-one money 

to help them with their food or their 

rent or school fees or traveling to the 

hospital. And then we also provided 

the factor so they could get back on 

their feet.

It’s hard to ask people to lobby the 

government when they don’t have any 

means and they don’t have the money 

and their child is suffering. So, we tried 

to address all those needs and then 

loop in the leadership as well, training 

them for leadership. 

Q: What’s next for you? 

I am using the time away to revise and 

republish my first book, as treatments 

and trends have changed. I am also 

writing another book about leadership, 

and I continue to donate millions 

of units of factor, through channels 

separate from Save One Life. More 

importantly, I am quietly funding 

surgeries and prosthetics for patients 

in developing countries. I hope to turn 

this ad hoc program into something 

bigger in 2024. Paying for surgeries 

and prosthetics for those with bleeding 

disorders is something no one is really 

doing now. I’m always looking to do 

what no one else is doing. At age 65, 

I still remain actively engaged in the 

bleeding disorders community globally 

and cannot see ever stopping. 

Kelley on a trip to Capitol Hill to advocate 
for the community, and with Ashley Smith 
and Michael DrGrandpre at the Rock & 
Roll Hall of Fame in Cleveland during an 
HFA Symposium. 
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 EHL=extended half-life.
aFor up to 3 months.
b175 previously treated patients with severe hemophilia A received Esperoct® 50 IU/kg every 4 days for 76 weeks based on median annualized bleed rates shown.
cTrough level goal is 1% for prophylaxis.
d Data shown are from a study where 175 previously treated adolescents and adults received routine prophylaxis with Esperoct® 50 IU/kg every 4 days for  
76 weeks. Pre-dose factor activity (trough) levels were evaluated at follow-up visits. Mean trough levels for adolescents (12-<18 years) were 2.7 IU/dL.

eSteady-state FVIII activity levels were estimated in 143 adults and adolescents using pharmacokinetic modeling.

Please see Brief Summary of Prescribing Information 
on the following page. 

Proven protection against bleeds  
in adults and adolescents 
• 1.2 overall bleeds per yearb

High factor levels from one dose to the next 
in adults and adolescentsc 

Esperoct® has you covered
When the temperature rises above 86˚F

What is Esperoct®? 
Esperoct® [antihemophilic factor (recombinant), 
glycopegylated-exei] is an injectable medicine to treat  
and prevent or reduce the number of bleeding episodes  
in people with hemophilia A. Your healthcare provider 
may give you Esperoct® when you have surgery 
•  Esperoct® is not used to treat von Willebrand Disease 

IMPORTANT SAFETY INFORMATION 
Who should not use Esperoct®?
•  You should not use Esperoct® if you are allergic to factor 

VIII or any of the other ingredients of Esperoct® or if 
you are allergic to hamster proteins

What is the most important information I need to 
know about Esperoct®?   
•  Do not attempt to do an infusion yourself unless you 

have been taught how by your healthcare provider 
or hemophilia treatment center

•  Call your healthcare provider right away or get 
emergency treatment right away if you get any 
signs of an allergic reaction, such as: hives, chest 
tightness, wheezing, dizziness, difficulty breathing,  
and/or swelling of the face

What should I tell my healthcare provider before  
using Esperoct®?
•  Before taking Esperoct®, you should tell your healthcare 

provider if you have or have had any medical conditions, 
take any medicines (including non-prescription  
medicines and dietary supplements), are nursing, 
pregnant or planning to become pregnant, or have  
been told that you have inhibitors to factor VIII

•  Your body can make antibodies called “inhibitors” 
against Esperoct®, which may stop Esperoct® from 
working properly. Call your healthcare provider  
right away if your bleeding does not stop after 
taking Esperoct®

What are the possible side effects of Esperoct®?        
•  Common side effects of Esperoct® include rash or 

itching, and swelling, pain, rash or redness at the 
location of infusion

• At or above 3% trough level for 100% of the timed

• At or above 5% trough level for 90% of the timee

The EHL product with the highest storage temperature for the longest time

Be prepared with

a

Discover more at Esperoct104.com. 
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Cap Color Indicator Nominal Strength

Red 500 IU per vial

Green 1000 IU per vial

Gray 1500 IU per vial

Yellow 2000 IU per vial

Black 3000 IU per vial

Always check the actual dosage strength printed on 
the label to make sure you are using the strength 
prescribed by your healthcare provider.

How should I store ESPEROCT®?
Prior to Reconstitution (mixing the dry powder in the 
vial with the diluent):
Protect from light. Do not freeze ESPEROCT®.
ESPEROCT® can be stored in refrigeration at 36°F 
to 46°F (2°C to 8°C) for up to 30 months until the 
expiration date stated on the label. During the 30 month 
shelf life, ESPEROCT® may be kept at room temperature 
(not to exceed 86°F/30°C) for up to 12 months, or up 
to 104°F (40°C) for no longer than 3 months.
If you choose to store ESPEROCT® at room 
temperature:
• Record the date when the product was removed 

from the refrigerator.
• Do not return the product to the refrigerator.
• Do not use after 12 months if stored up to 86°F 

(30°C) or after 3 months if stored up to 104°F 
(40°C) or the expiration date listed on the vial, 
whichever is earlier.

Do not use this medicine after the expiration date which 
is on the outer carton and the vial. The expiration date 
refers to the last day of that month.

After Reconstitution:
The reconstituted (the final product once the powder is 
mixed with the diluent) ESPEROCT® should appear clear 
and colorless without visible particles.
The reconstituted ESPEROCT® should be used 
immediately.
If you cannot use the reconstituted ESPEROCT® 
immediately, it must be used within 4 hours when 
stored at or below 86ºF (30°C) or within 24 hours when 
stored in a refrigerator at 36°F to 46°F (2°C to 8°C). 
Store the reconstituted product in the vial.
Keep this medicine out of the sight and out of reach of 
children.

What else should I know about ESPEROCT® and 
hemophilia A?
Medicines are sometimes prescribed for purposes other 
than those listed here. Do not use ESPEROCT® for a 
condition for which it is not prescribed. Do not share 
ESPEROCT® with other people, even if they have the 
same symptoms that you have.

Brief Summary information about  
ESPEROCT® [antihemophilic Factor 
(recombinant), glycopegylated-exei]
This information is not comprehensive.
• Talk to your healthcare provider or pharmacist
• Visit www.novo-pi.com/esperoct.pdf to obtain 

FDA-approved product labeling
• Call 1-800-727-6500

Patient Information
ESPEROCT® 
[antihemophilic factor (recombinant), 
glycopegylated-exei]
Read the Patient Information and the Instructions 
For Use that come with ESPEROCT® before you 
start taking this medicine and each time you get 
a refill. There may be new information.
This Patient Information does not take the place of 
talking with your healthcare provider about your medical 
condition or treatment. If you have questions about 
ESPEROCT® after reading this information, ask your 
healthcare provider.

What is the most important information I need to 
know about ESPEROCT®?
Do not attempt to do an infusion yourself unless 
you have been taught how by your healthcare 
provider or hemophilia treatment center.
You must carefully follow your healthcare provider’s 
instructions regarding the dose and schedule for 
infusing ESPEROCT® so that your treatment will work 
best for you.

What is ESPEROCT®?
ESPEROCT® is an injectable medicine used to replace 
clotting Factor VIII that is missing in patients with 
hemophilia A. Hemophilia A is an inherited bleeding 
disorder in all age groups that prevents blood from 
clotting normally.
ESPEROCT® is used to treat and prevent or reduce 
the number of bleeding episodes in people with 
hemophilia A.
Your healthcare provider may give you ESPEROCT® 
when you have surgery.

Who should not use ESPEROCT®?
You should not use ESPEROCT® if you
• are allergic to Factor VIII or any of the other 

ingredients of ESPEROCT®

• if you are allergic to hamster proteins
If you are not sure, talk to your healthcare provider 
before using this medicine.
Tell your healthcare provider if you are pregnant or 
nursing because ESPEROCT® might not be right for you.

What should I tell my healthcare provider before I 
use ESPEROCT®?
You should tell your healthcare provider if you:
• Have or have had any medical conditions.
• Take any medicines, including non-prescription 

medicines and dietary supplements.
• Are nursing.
• Are pregnant or planning to become pregnant.
• Have been told that you have inhibitors to Factor VIII.

How should I use ESPEROCT®?
Treatment with ESPEROCT® should be started by a 
healthcare provider who is experienced in the care of 
patients with hemophilia A.
ESPEROCT® is given as an infusion into the vein.

You may infuse ESPEROCT® at a hemophilia treatment 
center, at your healthcare provider’s office or in your 
home. You should be trained on how to do infusions 
by your hemophilia treatment center or healthcare 
provider. Many people with hemophilia A learn to infuse 
the medicine by themselves or with the help of a family 
member.

Your healthcare provider will tell you how much 
ESPEROCT® to use based on your weight, the severity 
of your hemophilia A, and where you are bleeding. Your 
dose will be calculated in international units, IU.

Call your healthcare provider right away if your 
bleeding does not stop after taking ESPEROCT®.
If your bleeding is not adequately controlled, it could 
be due to the development of Factor VIII inhibitors. This 
should be checked by your healthcare provider. You 
might need a higher dose of ESPEROCT® or even a 
different product to control bleeding. Do not increase 
the total dose of ESPEROCT® to control your bleeding 
without consulting your healthcare provider.

Use in children
ESPEROCT® can be used in children. Your healthcare 
provider will decide the dose of ESPEROCT® you will 
receive.

If you forget to use ESPEROCT®

If you forget a dose, infuse the missed dose when you 
discover the mistake. Do not infuse a double dose to 
make up for a forgotten dose. Proceed with the next 
infusions as scheduled and continue as advised by your 
healthcare provider.

If you stop using ESPEROCT®

Do not stop using ESPEROCT® without consulting your 
healthcare provider.

If you have any further questions on the use of this 
product, ask your healthcare provider.

What if I take too much ESPEROCT®?
 Always take ESPEROCT® exactly as your healthcare 
provider has told you. You should check with your 
healthcare provider if you are not sure. If you infuse 
more ESPEROCT® than recommended, tell your 
healthcare provider as soon as possible.

What are the possible side effects of 
ESPEROCT®?

Common Side Effects Include:
• rash or itching
• swelling, pain, rash or redness at the location of 

infusion
Other Possible Side Effects:
You could have an allergic reaction to coagulation Factor 
VIII products. Call your healthcare provider right 
away or get emergency treatment right away if 
you get any signs of an allergic reaction, such as: 
hives, chest tightness, wheezing, dizziness, difficulty 
breathing, and/or swelling of the face.

Your body can also make antibodies called “inhibitors” 
against ESPEROCT®, which may stop ESPEROCT® from 
working properly. Your healthcare provider may need to 
test your blood for inhibitors from time to time.

These are not all of the possible side effects from 
ESPEROCT®. Ask your healthcare provider for more 
information. You are encouraged to report side effects 
to FDA at 1-800-FDA-1088.

Tell your healthcare provider about any side effect that 
bothers you or that does not go away.

What are the ESPEROCT® dosage strengths?
ESPEROCT® comes in five different dosage strengths. 
The actual number of international units (IU) of Factor 
VIII in the vial will be imprinted on the label and on the 
box. The five different strengths are as follows:



Preparing ahead of time on how to make it 
through a severe storm can help calm nerves 
and manage your bleeding disorder.
BY LAUREN ARCURI, FREELANCE WRITER  

DISASTER  
PREPAREDNESS
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W
hen Hurricane Fiona hit 

Puerto Rico last year, 

Hector Xavier Diaz 

Santini thought he was prepared. 

He had a “to-go” bag and plenty of 

supplies on hand for administering 

his clotting factor for mild hemophilia 

A. But he still faced more than a 

week without power and had to 

throw away most of his groceries 

due to spoilage. Getting fresh food, 

as well as ice, became a daily chore 

while the power was out. Ice was 

critical to maintaining his medication 

supply, which, like most factor taken 

for bleeding disorders, requires 

refrigeration to maintain its efficacy. 

“Luckily, I didn’t have a health 

emergency related to the hurricane, 

but I had to buy food every day as 

well as ice to keep my medication 

refrigerated,” Diaz said.

As climate change becomes a larger 

reality, people all over the U.S. are 

facing natural disasters such as 

hurricanes, wildfires, tornadoes and 

floods at a greater rate. In 2020, 

the U.S. experienced 22 separate 

weather and climate disasters 

costing at least $1 billion, a new 

record. In 2021, there were 20 such 

events, and in 2022, there were 18 

weather and climate events that 

exceeded a billion dollars in cost, 

according to Climate.gov.

Natural disasters can lead to loss of 

power, the need to evacuate and 

other emergencies, which can affect 

people with bleeding disorders, 

particularly because of the need to 

refrigerate medicine. Plus, emergency 

events can directly cause injuries or 

create circumstances—like falling 

or flying debris—that can lead to 

bleeding episodes.

In 2022, HFA supported 49 

community members who were 

Hector Xavier Diaz 
Santini with his wife, 
Zoraya Mendez, and 
his stepdaughter, 
Gemma López.
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affected by hurricanes, one affected by a tornado and 

three affected by flooding. The most common reasons 

people needed support were:

	� Loss of income due to being unable to work because of 

the disaster

	� Damage to their home, furniture and/or clothing not 

covered by insurance or they didn't have insurance

	� Expenses related to buying gas to run generators, water 

because water was shut off, and/or food spoiled by 

significant power loss

	� Hotel expenses because of evacuation or damage  

to home

While the idea of experiencing a natural disaster can be 

a scary one, preparation can help ease anxiety and make 

your experience easier and smoother if disaster does strike. 

These tips, from HFA and people who have lived through a 

disaster, may help.

Make an Emergency Plan
HFA recommends that people start by identifying the types 

of disaster their area is likely to experience. “If you live in the 

middle of the United States, you’re probably not going to 

get a hurricane—but tornadoes and flooding happen often,” 

said Cynthia Cross, HFA services manager. “Then comes 

understanding when it’s time to evacuate and having a plan 

for where you’ll go if you do have to evacuate.”

Sometimes evacuation isn’t a possibility. Depending on 

your particular needs, making a plan for being stuck in 

your house without power can be an important part of 

emergency preparedness.

“Imagine walking around with a five-year-old in the pitch 

black, in the middle of the night, trying really hard to avoid a 

bleed,” Cross said. “Or trying to corral young children who all 

have bleeding disorders. Your house may be a mess and you 

don’t have time to fix everything.” 

Cross helped a family with young children with bleeding 

disorders who experienced an extended power loss. They 

had to confine themselves to one area of the house and 

remove as much furniture as possible from that area to make 

it as safe as possible. “When it was light out, they moved 

the furniture, so that when it was dark, there was very little 

threat of bumping into things,” she said. HFA was soon able 

to help the family relocate to a hotel until they could safely 

access their home again.

Anthony Llanes Rodriguez, executive director of the 

bleeding disorders association in Puerto Rico called 

Asociación Puertorriqueña de Hemofilia y Condiciones de 

Sangrado, said an emergency plan should include a meeting 

spot in case of communication failure. Designate a location 

where you know you will meet other family members in case 

your phones are out of battery or not functioning.

Diaz’s neighborhood was damaged when Hurricane Fiona 
hit Puerto Rico in September 2022. The storm left his 
community with significant flooding and without power for 
almost two weeks.
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Pack Your “To-Go” Bag
An important piece of your emergency plan is having  

a “to-go” bag packed and ready. HFA provides a  

handout online with details of how to pack your to-go bag 

(www.hemophiliafed.org/uploads/FAM_BePreparedToolkit_

ToGoBag_2015.pdf). Most important: Keep it somewhere 

accessible and visible in an emergency, and take it with you 

every time you leave home for a day or longer. 

The to-go bag should include current medical information, 

paperwork that shows your diagnosis, and instructions 

for preparing and administering all your medications. If it 

contains factor products, make sure it always has a fresh 

ice pack inside, and don’t leave it in a hot or freezing car.

The bag should also include a sheet with important 

phone numbers such as your doctor’s office and your 

hemophilia treatment center (HTC). “We always suggest 

an emergency contact outside the state as well, if at all 

possible,” Cross said. This is in case the natural disaster 

is so widespread that it also affects your contact person. 

“We strongly recommend having all your emergency 

information on a piece of paper, not just your phone, 

because in a natural disaster you might not be able to 

access what’s on your phone.”

Cross also emphasized that the medication and supplies in 

the to-go bag need to be rotated regularly to ensure they’re 

not expired when you do need them. 

Prepare Ahead of Time
While you may not be able to fully prepare ahead of time for 

every emergency, taking some extra steps can help.  

An emergency plan should include a meeting spot in case 
of communication failure. Designate a location where you 
know you will meet other family members in case your 
phones are out of battery or not functioning.

Resources for Emergencies
HFA’s Disaster Relief: www.hemophiliafed.org/

resource/disaster-relief

National Hemophilia Foundation Information 

Resource Center: 800-42-HANDI. This line can help 

families connect with HTCs and hospitals throughout 

the country, helpful if someone is displaced from home 

and cannot access their regular HTC and physicians.

Disaster Distress Helpline, a free 24/7, 365-day-a-

year crisis counseling and support for people who are 

experiencing emotional distress because of a natural or 

human-caused disaster: 800-985-5990 (call or text). 

Spanish is available by calling and pressing 2. Over 

100 other languages are available with a third-party 

interpretation service after indicating language needed.

Call 211 or visit www.211.org: can help connect 

community members to many different categories of 

resources, including support during disaster relief. Also 

helpful if a community member evacuated and finds 

they need connections to resources in a new area. 

FEMA: Call 800-621-3362 for disaster assistance or 

apply online at www.fema.gov/assistance/individual.

DisasterAssistance.gov at www.disasterassistance.gov/

get-assistance/find-assistance: Find federal programs 

that can assist in a variety of areas impacted by the 

disaster (employment, financial, food, housing, legal 

and medical). Answer a quick questionnaire to find 

programs you may be eligible for, as well as the steps 

to take to apply for those programs.

Your bill providers: Contact your utilities, if possible, 

and other bill providers to share your experience, as 

they may be able to help you navigate the disaster and 

the impact it may have on future bills.



the Red Cross also has disaster-specific 

checklists that may be helpful for preparing 

for various types of emergencies. 

Buying extra supplies, even a short time 

before a weather event, can help. “When a 

hurricane is coming, we get about 48 to 72 

hours of notice before impact,” Diaz said. 

“So if I know one is coming, I will get extra 

ice and make sure I have a cooler ready to 

maintain my medication and some food.”

Having access to the hospital after a natural 

disaster may not be possible, so it’s important 

to be prepared to take care of your medical 

needs yourself as much as possible. Diaz 

recommends that, whenever feasible, people 

with bleeding disorders know how to prepare 

and infuse their own medication. “Even 

without a disaster, it has brought me peace 

of mind and greater quality of life with more 

flexibility and independence to be able to 

infuse my medication myself,” he said. 

After Hurricane Maria in 2017, Diaz said he was without 

power for four months. “I was living in an apartment and I did 

not have a generator there,” he said. “I kept my medication in 

a beach cooler and bought ice on a daily basis.”

He ended up staying with family while he was without 

power, and a family friend with a generator offered to 

keep his medication in the refrigerator at their home so 

that he didn’t have to worry as much about ice. “I still had 

to keep one or two doses on me at all times in case of 

emergency because you never know when you’re going 

to need it,” he said.

Contact Your Specialty Pharmacy 
Your specialty pharmacy may be a good resource for 

support after a disaster. “Some specialty pharmacies are 

able to loan or give generators to families to keep their 

medication at the right temperature,” Llanes said. Check 

with your specialty pharmacy ahead of time to see if 

this is something they can provide. It may also be worth 

reaching out to check how much of a supply of your 

medication they keep on hand for emergency situations.

Whether it’s a hurricane, wildfire, tornado or flood,  

natural disasters are a way of life in the U.S. Preparing for 

them before they strike can help ease your fears and help 

you know what to do to reduce your risk of a bleeding 

disorder complication. 

For example, keeping extra ice packs and ice in your freezer 

can buy you time before you need to search for a resource 

that may be in short supply once the power is out.

It’s a good idea to keep as much extra clotting factor and 

supplies on hand as your insurance allows. Also, be sure 

you’re aware of what type of factor you have—some can 

be kept out of the fridge. Refer to the documentation that 

came with your factor, and when in doubt, always check 

with your pharmacy to determine what conditions your 

factor needs to be properly stored.

Emergency cash can be helpful after a natural disaster. 

“We always recommend having some kind of emergency 

or crisis fund,” said Cross, though she said she recognizes 

that isn’t always easy for families who may already be 

under financial strain due to medical costs. If you do have 

an emergency fund, keep some of it as cash in a safe, 

secure, consistent place.

A medical ID bracelet is a good idea for anyone with a 

chronic health condition, but it can be extra important 

during a natural disaster. The Puerto Rico bleeding 

disorders association provides free medial ID bracelets to 

its members.

The American Red Cross maintains a list of open shelters 

at www.redcross.org/get-help.html. Cross recommends 

bookmarking this page to have available if you need to  

go to a shelter after a disaster. Via that same webpage, 
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Anthony Llanes Rodriguez, executive director of the bleeding disorders 
association in Puerto Rico, has helped his community after hurricanes  
struck the U.S. territory. 

http://www.redcross.org/get-help.html
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E
ach Sunday, Ryanne McIsaac makes a giant pot of vegetable soup. Her 

current favorite is a delicious medley of celery, turnips, carrots and onions. 

But she also likes to scour social media platforms like Pinterest and TikTok 

for healthy recipes so she can vary it up a little. Whatever version of soup she 

makes, the plan is to prepare enough that she has plenty of leftovers. 

“It’s a great way to get my vegetables during the week, and it makes for a quick 

and easy lunch when I’m working,” said McIsaac, a content specialist with severe 

factor V hemophilia who lives in Stephenville, Newfoundland, Canada. 

Plus, soup freezes well. “So, you can save it for a day when you have a bleed and 

don’t feel up to cooking,” she explained.

Having a thoughtful approach toward food is a great strategy for anyone 

with a bleeding or clotting disorder. “Eating affects your whole body, so your 

body needs general good nutrition for disease prevention, immune health and 

general well-being,” explained Emily Ostrowski, a registered pediatric dietitian at 

Sparrow Health System in Lansing, Michigan. “But for someone with a bleeding 

disorder and clotting condition, we want to make sure that you have a good 

balanced diet to help with your general health and so you can be as well-

nourished and physically active as possible.” 
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Fuel 
 YOUR BODY 

How to build a thoughtful diet  
and grocery store list for  

healthier eating.
BY JENNIFER LARSON, FREELANCE WRITER

Left: Jeron Hill, far 
right, with fellow 
members of the 
bleeding disorders 
community.
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Here’s what you need to know about the connection 

between a healthy diet and a healthier you. 

The Case for Eating Healthy
When you live with a bleeding disorder, it’s important to 

follow your treatment plan, stay in contact with your doctor 

about any changes in your condition and live a healthy 

lifestyle. A key part of that healthy lifestyle is eating right. 

For one thing, eating healthy foods can help you keep 

your cardiovascular system healthy. When you eat a diet 

heavy on saturated fat and cholesterol, the cholesterol and 

other substances will eventually begin to form deposits 

(or plaques) along the inner walls of your arteries. Your 

arteries can become stiff and narrow, which puts extra 

pressure on your heart and blood vessels as they try to 

funnel blood through your body. 

But when you’re diligent about consuming a diet rich in 

whole grains, vegetables, fruits and healthy proteins, you 

can keep your blood pressure and cholesterol levels down 

and reduce the chances of developing atherosclerosis or 

other conditions. 

“We also want to make sure you’re getting enough micro and 

macro nutrients, like getting enough iron for production of 

hemoglobin and for your energy levels,” Ostrowski said. 

Many people with bleeding disorders focus on protecting 

their joints, she said. “They tend to bleed into their joints, 

which makes exercise a little more difficult for them.” 

But eating a healthy diet can help you maintain a healthy 

weight, too. And that can reduce some of the burden on your 

joints that can be both painful and a risk. 

“When we manage our weight and keep it at a healthy 

level, what happens is that the joints don’t take such 

a beating,” explained Lisa E. Heuer, MD, a preventive 

medicine specialist who specializes in medically supervised 

weight management. “Every pound that somebody takes 

off is literally five pounds off a joint.”

Chipotle-lime white 
bean hummus

INGREDIENTS: 
1 (15-ounce) can cannellini beans, drained and rinsed

1–3 chipotle peppers in adobo sauce, or more, to taste

2 tablespoons cilantro, chopped

2 cloves garlic, minced 

2 tablespoons lime juice

1 teaspoon cumin

1 teaspoon ancho chili powder

1/3 cup olive oil, plus more to reach desired  

consistency

Salt and pepper to taste

DIRECTIONS:
	� In the bowl of a food processor, combine all the 

ingredients, blend until incorporated.

	� With the motor running, add olive oil in a slow 

stream until well mixed.

	� Serve with whole wheat pita bread or raw 

vegetables.

Green Goddess Dressing

INGREDIENTS: 
1 cup fresh basil leaves
1/2

 cup flat-leaf parsley

1 cup Greek yogurt

1–2 teaspoons agave nectar

1 tablespoon chives, chopped 

1 tablespoon fresh tarragon

1 teaspoon cayenne 

1 lemon, juiced

1 garlic cloves minced
1/2

 teaspoon cider vinegar 

1 teaspoon anchovy paste (This ingredient is 

optional if you’re following a vegan diet.)
1/2

 cup or so of water (used to thin out herb mixture 

in blender)

2 tablespoons extra-virgin olive oil

Salt and pepper to taste

DIRECTIONS:
	� Place all ingredients except the Greek yogurt 

and salt and pepper in a blender. Puree all the 

ingredients together until you have a smooth 

consistency. In a bowl combine the yogurt and 

the herb mixture, and whisk until incorporated.  

Season with salt and pepper and enjoy!

	� Serve on a vegetable platter as a dip, or use as 

a dressing in a salad.
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“So, eating a healthy diet and maintaining a normal weight 

can make a world of difference for anyone who struggles 

with joint issues, including people with hemophilia,” she said. 

Plus, you might think about the benefits of weight 

maintenance from another perspective: cost. According to 

nutritionist Ana Yolanda Santos, RN, if you weigh more, you 

may need more units of factor if you experience a bleed. 

“Factor costs a lot,” she said. “A lot. And the costs add up.”

Consider talking to a registered dietitian or nutritionist 

about other ways to reduce inflammation in your body, 

suggested Kristen Mihaly, a holistic nutritionist, functional 

nutritional therapy practitioner and founder of Nourish 

Holistic Health & Nutrition LLC. 

Inflammation in people with hemophilia is marked by an 

uptick in a protein called lipopolysaccharide protein, Mihaly 

explained. So you may have low-grade inflammation all the 

time, which can cause aches and pains, as well as increase 

your risk of cardiovascular disease. “And good nutrition can 

greatly decrease that,” she said. 

Jeron Hill, 26, of Bessemer City, North Carolina, believes that 

eating a healthy diet, which includes boosting his protein 

intake, has helped him. 

Hill, who often speaks to community groups about living 

with hemophilia B, recently developed an affinity for protein 

shakes. He blends vanilla- or chocolate-flavored protein 

powder with milk and a handful of strawberries, blueberries 

or pineapple chunks. 

But he also incorporates exercise into his routine so he 

can maintain a healthy weight. He’s aware that carrying 

around some extra weight might put some additional 

pressure on his joints, and he wants to avoid anything that 

might cause a serious bleed. “It just helps you stay strong 

and fit,” he said. 

Small Steps to Eating 
Healthier

1 	 �Look for ways to boost your iron intake. 

“Maintaining iron levels in an individual with 

hemophilia is obviously very important,” 

said holistic nutritionist Kristen Mihaly. If 

you’re already embracing spinach, consider 

other sources, too, such as lean red meats, 

including bison, as well as the occasional 

organ meat from a grass-fed animal. Liver 

might not be your favorite, but sneaking 

a couple of tablespoons into meatballs or 

meatloaf is a way to get the benefits without 

too much of the flavor. 

2	 �Embrace meal prep. If you prepare meals 

in advance, you can put more thought into 

them. Get a bigger pan and make larger 

amounts, so you’ll have food available later 

when you need it, like Ryanne McIsaac does 

with her weekly batch of soup. “For me, that 

means not spending a lot of time standing in 

the kitchen,” McIsaac said. “That’s why I like 

making soup, because you can put it all in 

the pot and let it simmer for hours.”

3	 �Make plans. When you’re hungry or tired or 

stressed, you might be more inclined to eat 

foods that aren’t as healthy for you—and wind 

up in the drive-through line of a convenient but 

unhealthy fast food joint. “You want to take the 

mindless eating out of the equation,” said Lisa 

E. Heuer, MD.

4	�Shop the perimeter. Mihaly urges patients 

to try to buy as many whole, unprocessed 

foods as possible, and those are often the 

foods on the outer aisles at the grocery 

store. Skip those unhealthy middle lanes. 

Hawaii 5-O Beverage

INGREDIENTS: 
1 1/2

 cup freshly squeezed orange juice (about 4 

oranges)

1 tablespoon lime juice

1 cup frozen strawberries

1 to 1 1/2  ripe bananas
1/2

 cup frozen pineapple

1 cup low-fat plain Greek yogurt

Water as needed

DIRECTIONS:
Combine the orange juice, lime juice, strawberries, 

bananas and pineapple in a blender and process until 

smooth. Combine mixture with Greek yogurt. Add 

water to thin out if needed. Refrigerate until cold.



What to Watch Out for
If you’re trying to protect your heart and blood vessels 

and promote your cardiovascular health, you might think 

that a Mediterranean diet, with its emphasis on fruits, 

vegetables, whole grains, lean sources of protein and olive 

oil, would be a good bet. And it can be … but with some 

important caveats.

For example, omega 3 fatty acids are often recommended 

for heart health. According to the Dietary Guidelines 

for Americans, eating a diet rich in omega 3s can help 

reduce your risk of developing cardiovascular disease. It’s 

especially helpful when people get their omega 3s from 

seafood, rather than less healthy foods. 

But because omega 3s can have an anticoagulant effect, 

you may want to be cautious. You can still eat those 

heart-healthy foods such as salmon and sardines, Santos 

said, but you might want to limit them to once a week. 

You can also get some omega 3s from chia seeds and 

walnuts, according to Mihaly.

Other substances Santos cautions 

her patients with bleeding disorders 

about include cumin, ginger, 

turmeric, garlic and the bromelain 

enzyme found in pineapple, as they 

may increase the chance of a bleed. 

Curry, which often contains turmeric, 

cumin, saffron and cinnamon, is a 

very popular condiment known for 

its fragrance and flavor, but you 

might need to be careful about it, 

too. “It is one of the condiments 

that we should avoid if we have a 

coagulation disorder and we are 

not in prophylaxis or we have active 

bleeding, due to its high content 

of substances with anticoagulant 

effects,” Santos said. 

Look Out for Supplements
Even if you do your best to eat a 

healthy diet, you may struggle to  

get all the nutrients you need with 

your diet alone. So, it’s reasonable  

to wonder if you should start taking 

a supplement.

However, if you like the ease of just taking a multivitamin 

each morning, you may need to reconsider. Multivitamins 

are not an ideal option for people with bleeding disorders, 

Santos said. That’s because many multivitamins contain a 

few elements you might want to avoid in large quantities, 

such as vitamin E and omega 3 fatty acids. “They increase 

the bleeding time,” she explained.

That’s why McIsaac said she stays away from supplements 

with known blood-thinning properties such as omega 3s, 

as well as garlic and ginger. It’s just not worth the risk. 

For the same reason, you may want to avoid fish oil 

capsules because they are also rich in omega 3s. So are 

flaxseed supplements. 

Santos also suggested avoiding gingko biloba supplements, 

grape seed extract, melatonin, black seed oil and evening 

primrose without consulting with your health care provider 

first. In fact, it’s always important to check with your doctor 

before you purchase and take any vitamins or supplements. 
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Ryanne McIsaac of Stephenville, 
Newfoundland, Canada, with 
her husband, Zane. 



One Person’s Individualized Approach
Author and inspirational speaker Vaughn Ripley, of 

Brunswick, Maryland, was born with hemophilia A and 

learned that he had HIV in 1986.

He credits a healthy diet, along with exercise and 

meditation, for helping him live with HIV for nearly 

four decades. Over the years, he tried a long list of 

specific diets—from vegan to Mediterranean, from keto 

to carnivore—and none of them were quite right for 

him. Ultimately, he concluded that everyone responds 

differently to the various diets out there. 

Now Ripley focuses on a combination of healthy eating, 

riding his bike and lifting weights to keep his body as 

healthy as possible. “I do that because I believe it helps 

with my bleeds,” he said. “Strengthening my joints has 

been the best thing that I could do. My knees and elbows, 

I don’t get bleeds anymore from doing the simplest 

things. I used to get bleeds from just stepping off the curb 

wrong, but not anymore.”

What does a healthy diet look like for him now? For the 

most part, he tries to stick to whole foods. He frequently 

includes spinach in his repertoire. “Spinach is one of the 

best sources for the vitamins that we need,” he said. 

“Spinach is so powerful. Same thing for grapefruit juice. 

It’s a really great source of vitamin C.”

Because he lifts weights and exercises faithfully, Ripley 

aims for consuming about one-third of his calories from 

protein. That includes lean sources of protein such as 

chicken and other types of meat, but he also likes to drink 

a protein shake after a big workout. Then he fills in with 

carbs and healthy fats.

How to Improve Your Own Diet
Ostrowski said that everyone has their own specific 

needs. When she puts together a plan for a patient,  

it’s very individualized.

For example, if you need more iron, your plan can 

focus on ways to boost your iron intake. That might 

include spinach and other dark leafy greens, which are 

particularly good for your vascular system. 

“We can work on a plan to get some more meats and 

green leafy vegetables, which may help with your iron, 

which may also help with your energy,” Ostrowski said.

She noted that leafy green vegetable are also high in 

vitamin K. You can get vitamin K2—which can help with 

heart and bone health—in fermented foods such as 

yogurts and kimchi, which can help your gut microbiome. 

Hill said his advice to someone with a bleeding disorder 

looking to eat healthier would definitely include more 

green vegetables. 

“Eat green. Stay lean, and get it,” he joked. “What that 

means is to try to eat the good, healthy food, like your 

greens and vegetables, as well as fruits and protein, and 

then do your exercises to stay lean. What I like to do is listen 

to songs and dance it out. You might try tai chi or Zumba.”

You might also need to boost the amount of fiber you’re 

eating. Fiber can help prevent diverticulitis, a condition 

in which small bulges form in the lining of the digestive 

tract. “You can bleed a lot if you have diverticulitis,” 

Santos cautioned. 

Figuring out a healthy meal plan can feel overwhelming and 

confusing at times. Reach out to your health care providers 

and hemophilia treatment center staff for guidance. 

“I help my patients figure out how to reach their goals by 

making small changes,” Ostrowski said. “We can work on 

baby steps for making improvements.” 
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“Strengthening my joints has been the best thing that I 
could do. … I don’t get bleeds anymore from doing the 
simplest things. I used to get bleeds from just stepping 
off the curb wrong, but not anymore.”
—Vaughn Ripley
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S
everal gene therapies for hemophilia A and B are 

being investigated, mostly using adeno-associated 

virus (AAV) vectors (which involve both gene 

transfer and gene editing) or a lentiviral vector (which 

targets hematopoietic stem and progenitor cells).

Of the gene therapies being investigated, only gene 

transfer for hemophilia B is currently available, so we’ll 

focus on gene transfer therapy here. Likely, there will be 

at least some similarities between gene transfer for factor 

VIII (once it is available) and the existing factor IX gene 

transfer therapy.

Gene transfer leverages an AAV (which does not cause 

disease in humans) shell. The wild viral genes are removed, 

and a working copy of the appropriate clotting factor 

gene (factor VIII or IX) is inserted. Because the AAVs that 

are used target the liver, the working clotting factor gene 

is largely carried to the liver, where it enters the cells and 

causes them to start producing clotting factor.

What does gene transfer therapy mean for you?
How might gene therapy change your life? How can you 

access it? Who can have it?

Right now, even extended half-life products need to be 

infused every week or two (or more often). That means 

dragging out the factor and supplies, finding a clean surface, 

mixing the product, and sticking a needle into your vein.

Even for those on prophylactic care, for whom infusing 

is habitual and almost second nature, infusing is still an 

inconvenience and requires regular surveillance. For this 

reason, gene transfer therapy—which can raise factor levels 

for years—may be something those with hemophilia A or B 

might want to consider.

Gene Therapy:  
A Refresher and an Update
BY LORI M. LONG, HFA INSTITUTE DIRECTOR 



	 SUMMER 2023         27

Gene transfer might make it possible to avoid regular 

infusions, raising one’s factor level an indeterminate amount 

(but likely in the mild severity range). Infusions may still be 

necessary for acute bleeding events, such as from trauma or 

for surgeries.

Getting gene transfer therapy sounds simple when we say 

it’s just one infusion, but keep in mind that there are both 

preparation and follow-up obligations. Be sure you know 

what they are. Your hemophilia treatment center (HTC) 

can get you started with information and also let you know 

where you can receive gene transfer therapy. (It will only be 

administered at specific sites around the country.)

Who can have access to gene therapy?
In addition to the usual criteria, such as age, sex and 

disease state, eligibility criteria for gene transfer therapy 

may include whether you are currently on prophylactic 

therapy, whether you have a history 

of bleeding episodes, and the 

severity, frequency or spontaneity 

of those bleeding episodes.

Unless the gene therapy is specifically 

studied for patients with inhibitors, 

having an inhibitor will likely 

disqualify you—although there are 

some trials investigating whether 

gene therapy can be used as immune 

tolerance induction, a method of 

treating inhibitors.

In preparation for receiving gene 

transfer therapy, there will be several 

blood draws to check for your 

baseline factor assay, inhibitors, liver health and whether 

you have preexisting antibodies to the AAV. There may also 

be an ultrasound of your liver or other testing. Assuming all 

testing goes well, you are eligible, you are willing to commit 

to the follow-up monitoring and care, and you’ve decided 

that gene transfer therapy is the best choice for your life, 

you’ll be scheduled to do the infusion.

The one-time infusion for the currently available product 

takes one to two hours with approximately a three-hour 

observation period after the infusion is complete. You are 

very unlikely to be able to receive the same type of gene 

therapy infusion again because you will have developed 

antibodies to the AAV. Whether a gene transfer therapy 

with a different AAV or another type of gene therapy might 

be possible won’t be known for years. On the other hand, all 

of the gene therapies currently under investigation should 

elevate one’s factor level into the mild severity range for 

years. Exactly how many years will depend on the specific 

therapy and the individual patient and hemophilia type 

(likely longer in hemophilia B than hemophilia A).

After you have received your infusion, your treatment plan 

will require some level of follow-up and monitoring, such 

as regular blood draws for factor assays and liver enzymes, 

probably weekly for some months.

The post-infusion follow-up and monitoring are critical to 

ensure your body is making factor VIII or IX and to learn 

whether your immune system is rejecting it. Because 

small amounts of the medication may be present (for 

an indeterminate amount of time) in any bodily fluids, 

you should not donate blood, organs, tissues or cells for 

transplantation after receiving the infusion. 

Because the medication is also in sperm, you may also be 

asked to refrain from sexual activity for several months, and 

general family planning may need to be deferred.

If you are at risk for liver cancer, you may be monitored for 

tumor markers for five years after the infusion. If your liver 

enzymes don’t return to normal or are too elevated, you 

may be treated with corticosteroids, as this is a sign of your 

immune system attacking those cells, limiting your body’s 

ability to make factor VIII or factor IX.

The facility where you receive the treatment may have your 

HTC conduct these follow-up activities, but either way, you 

will want to know, in clear terms, what the follow-up burden 

will be for you. 

Gene transfer might make it possible 
to avoid regular infusions, raising 
one’s factor level an indeterminate 
amount (but likely in the mild 
severity range). Infusions may still be 
necessary for acute bleeding events, 
such as from trauma or for surgeries.
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Each year, HFA recognizes those in the bleeding disorders community who have made 

a significant contribution to the community in various categories. This year’s recipients 

were announced at the annual awards celebration at the HFA Symposium in April.
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It Takes A Village > Nelly Miranda

ABOUT THE AWARD
Demonstrates going above and beyond in uniting 

community with a unique ability to link those in need, 

from the experienced bleeding disorder veteran to the 

newly diagnosed family.

ABOUT THE RECIPIENT
When Miranda was asked to take a leading role in 

growing the Latino outreach effort in New York, Spanish-

speaking families in the region immediately felt comfort, 

understanding and support—she has a welcoming 

presence and works tirelessly to ensure people feel 

connected and appreciated. 

Her efforts to facilitate 

access for Spanish-speaking 

families to attend educational 

conferences across the 

U.S. are impressive. She 

is currently developing a 

multi-state Spanish-only 

conference in collaboration 

with the Hemophilia 

Association of New Jersey. 
Nelly Miranda
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Leaders of the Future > Evan Cedeno

ABOUT THE AWARD
Exemplary national service, leadership and integrity by a 

teen or young adult under 21.

ABOUT THE RECIPIENT
Cedeno is a mentor and committee leader for the New 

York City Hemophilia Chapter’s teen programming. He’s 

been involved as an advocate, attended the national 

YETI conference in Oregon, and 

is implementing concepts and 

programming ideas he learned 

there in the community. 

When Cedeno was becoming more 

independent with his infusions, he 

still had trouble pushing the factor 

without an extra hand. Rather 

than turning to a parent to help, 

he used the challenge as inspiration for an invention called 

the “Infusinator.” His invention was built using 3D printing, 

mechanical servos, custom circuit boards and backend 

programming. Since this invention Cedeno has also 

launched a creative drawing app that is being researched 

for its potential to deliver mental health benefits for users, 

and he's working on a new app that could be a game-

changer for people living with a rare disease.

Teach, Empower, Advocate (TEA) > 

Jill Johnsen, MD

ABOUT THE AWARD
Outstanding national or global support and advocacy for 

women’s bleeding disorders issues. 

ABOUT THE RECIPIENT
Johnsen is a champion for females 

with bleeding disorders. Her 

research has assisted both women 

with hemophilia and women with 

von Willebrand disease in their 

quest to access better diagnosis 

and care. She teaches thousands 

of women (in person and online) 

about their bleeding disorders and also works to educate her 

peers in the bleeding disorders space about the challenges 

of diagnosing and treating females with bleeding disorders. 

As she shares her research findings with women, they are 

empowered with information and knowledge they are able 

to share with their providers. 

Terry Lamb Health & Wellness > 

Debbie de la Riva

ABOUT THE AWARD
Exceptional commitment to national efforts to encourage 

health, nutrition and wellness.

ABOUT THE RECIPIENT
De la Riva has been a longtime supporter and educator in 

the community, particularly in the area of mental health, 

using her skills to benefit the bleeding disorders community 

both professionally and as a community member herself. 

Her years of service are notable, 

and they have increased in recent 

years due to the more prevalent 

need in the community. She has 

trained many members of the 

community in Mental Health First 

Aid. When the time came to make 

special consideration and support 

for the community members who 

were affected by the tainted blood 

tragedy, de la Riva aided in creating a plan for mental health 

support and trained others to help as well. 

Charles Stanley Hamilton >  

Bill Patsakos

ABOUT THE AWARD
Extraordinary lifetime service encompassing national 

volunteerism, professionalism and leadership.

ABOUT THE RECIPIENT
Patsakos’ work for the 

bleeding disorder community 

represents a beautiful model 

of how to be of extraordinary 

service to this community. 

As a father of three sons with 

bleeding disorders, Patsakos 

was thrust into this world as 

a parent. Immediately, he got 

Debbie de la Riva

Bill Patsakos

Jill Johnsen, MD

Evan Cedeno
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involved with the community to make a difference. He has 

helped raise millions of dollars over the years and dedicated 

his time as an advocate, ensuring health care policies 

support bleeding disorders families. He wears so many hats 

for the community and is always there when help is needed 

as a volunteer, a pharmacist, firefighter, Army veteran, and 

diversity and inclusion trainer. 

Michael Davon Community Service 
Award > The Pavri Family

ABOUT THE AWARD
Extraordinary service to the community through national 

or global volunteerism and charitable giving.

ABOUT THE RECIPIENT
The Pavri family has proven time and again their 

enormous commitment to making this world a better 

place through their volunteering and philanthropy. Porus, 

Yasmin, Farah and Cyrus are exceptional examples of 

family committed to service. From fundraising for their 

home member organization to raising awareness with 

their advocacy efforts and international relief efforts, the 

Pavri family has set a new bar for service to the bleeding 

disorders community from New York to India.

Ron Neiderman Humanitarian Award >  

Robert C. Cooper 

ABOUT THE AWARD
Extraordinary and inspirational service to the national or 

international community through professional work or 

volunteer service.

ABOUT THE RECIPIENT
Robert C. Cooper has moderate hemophilia A and is a  

multi-award-winning writer, director and executive producer. 

After his success in writing, 

directing and producing 

successful TV shows and 

movies, he committed 

himself to the passion project 

“Unspeakable,” which depicts 

the true events that unfolded 

in the bleeding disorders 

community in Canada during 

the tainted blood era. In 

doing so, he has provided 

a means of substantial education for the community and 

the general public. He has willingly and without expectation 

offered himself and his company to the bleeding disorders 

community by participating in webinars and Symposium.

Other Awards
During the award ceremony, HFA 

also awarded the Chairman’s 

Award for Exemplary Contribution 

to Tracy Cleghorn and provided a 

special recognition, posthumous, 

to Mark Antell in the wake of his 

recent passing that was felt by so 

many in the community.

In addition, the Volunteer of the 

Year Award was given to Randy 

Ratcliff. Aside from Ratcliff’s 

financial assistance and guidance 

as HFA’s wealth adviser, he 

volunteered at Symposium 2022 

and on behalf of HFA at the 

booth at the National Hemophilia 

Foundation's Bleeding Disorders 

Conference in 2022. He is very 

dedicated to the community  

and served on HFA’s board early 

in its history. 

HFA also recognized Louisiana 

Hemophilia Foundation for 

Member Organization Spotlight. In the past two years, the 

staff and board of the Louisiana 

Hemophilia Foundation have 

worked tirelessly to rebuild 

their member organization to better serve the bleeding 

disorders community of Louisiana. 

Tracy  

Cleghorn

Robert C. Cooper

The Pavri Family

Randy  

Ratcliff

Mark Antell
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I
n an era of medical advancements and continued medical 

research, patients with rare diseases such as bleeding 

disorders are more eager to be personally involved in the 

research that impacts their lives. 

But how do they discover opportunities to participate in 

research? In most cases, patients are presented with the 

chance to join a clinical trial from their provider. But in recent 

years patients have expressed a stronger desire to take a 

more proactive approach and learn what’s available to them 

outside of what a provider has shared. 

To address this need, HFA has launched a new website 

resource and search feature for clinical trials for patients with 

bleeding disorders. 

“Patients and families have asked for a way to easily search 

for clinical trials, and Hemophilia Federation of America is 

excited to offer this new resource that will empower patients 

and their families to search for available clinical trials and 

work with their care team to determine eligibility,” said Dan 

Kelsey, president and CEO of HFA.

To help make clinical trials more accessible to patients, the 

new search feature allows website visitors to search for all 

clinical trials, regardless of what options are shared by the 

patient’s provider and regardless of the trial sponsor.

Searches can be filtered by condition, such as the type of 

hemophilia or factor deficiency, platelet disorder or von 

Willebrand disease; the study’s status (currently recruiting 

HFA Launches 
Clinical Trials Finder
New website allows you to search for clinical trials 
and scan your options. 
 BY HFA STAFF CONTRIBUTORS



Hemophilia Federation of 
America's Job Readiness Grant 

provides up to $1,000 for 
skills courses or certifications.
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TO ADVANCE 
YOUR CAREER?

SEARCHING FOR

Apply today at

www.hemophiliafed.org/resource/job-readiness/
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or will be recruiting); age; and sex of a participant. Visitors 

can also search by keyword or geographic location. 

Search results will show study details, such as the study’s 

focus, dates of the study, the eligibility or inclusion/

exclusion criteria and requirements, and trial locations.

In addition to launching the search feature, HFA created 

a resource that provides patients and their families or 

caregivers with more information on how clinical trials 

work, such as trial phases and questions a patient should 

consider before participating. The resource also links to 

HFA’s Learning Central if visitors want to learn even more. 

While the search site allows patients to access 

information about clinical trials not limited to trials shared 

by their provider, HFA always encourages patients to 

consult with their hemophilia treatment center or provider 

to determine eligibility before participating. 

HFA worked with the globally compliant data analytics 

platform Citeline Connect to create the search feature.  

HFA’S CLINICAL TRIALS SEARCH
trials.hemophiliafed.org/

ABOUT CLINICAL TRIALS RESOURCE
www.hemophiliafed.org/resource/clinical-trials

“Patients and families have asked for a way to easily 
search for clinical trials, and Hemophilia Federation of 
America is excited to offer this new resource that will 
empower patients and their families.”
—Dan Kelsey

HFA’s New Healthy Living Program

www.hemophiliafed.org/resources

Resources to help you live a healthier life.

Assistance with medically necessary items not covered
by insurance, including workout equipment.

A healthy lifestyle is a critical part of managing a bleeding disorder.
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Connect with your CoRe today
Sanofi Hemophilia Community Relations and Education (CoRe) Managers provide 
information about ALTUVIIIO, living with hemophilia, and treatment options.

Sign up to connect 
and learn more today!

 with ALTUVIIIO™

Higher-for-longer Factor VIII levels in the near-normal to normal 
range (over 40%) for most of the week

A NEW CLASS OF ONCE-WEEKLY INFUSION

HIGHER FACTOR 
LEVELS FOR LONGER
Above 40% for most of 
the week (near-normal to 
normal range).*† 

BLEEDS PER YEAR‡

Mean annual bleed rate 
observed in 128 people 
previously treated with 
prophylaxis therapy.†

HOUR HALF-LIFE  
IN ADULTS
In a Phase 3 study,† 
ALTUVIIIO offered adults  
the longest half-life of any 
Factor VIII therapy.

INDICATION
ALTUVIIIO™ [antihemophilic factor (recombinant), Fc-VWF-XTEN fusion protein-ehtl] is an injectable medicine that is used to control 
and reduce the number of bleeding episodes in people with hemophilia A (congenital Factor VIII deficiency).
Your healthcare provider may give you ALTUVIIIO when you have surgery.
IMPORTANT SAFETY INFORMATION 
What is the most important information I need to know about ALTUVIIIO?
Do not attempt to give yourself an injection unless you have been taught how by your healthcare provider or hemophilia center. You 
must carefully follow your healthcare provider’s instructions regarding the dose and schedule for injecting ALTUVIIIO so that your 
treatment will work best for you.
Who should not use ALTUVIIIO?
You should not use ALTUVIIIO if you have had an allergic reaction to it in the past.
What should I tell my healthcare provider before using ALTUVIIIO?
Tell your healthcare provider if you have had any medical problems, take any medications, including prescription and  
non-prescription medicines, supplements, or herbal medicines, are breastfeeding, or are pregnant or planning to become pregnant.
What are the possible side effects of ALTUVIIIO?
You can have an allergic reaction to ALTUVIIIO. Call your healthcare provider or emergency department right away if you have any 
of the following symptoms: difficulty breathing, chest tightness, swelling of the face, rash, or hives.
Your body can also make antibodies called “inhibitors” against ALTUVIIIO. This can stop ALTUVIIIO from working properly. Your 
healthcare provider may give you blood tests to check for inhibitors.
The common side effects of ALTUVIIIO are headache, joint pain, and back pain.
These are not the only possible side effects of ALTUVIIIO. Tell your healthcare provider about any side effect that bothers you or 
does not go away.
Please see brief summary of Patient Information on the previous page.

* Average trough levels were 18% for adults 18 years and older, 9% for adolescents aged 12 years to under 18 years, 10% for children aged 6 years to under 12 years, and 
7% for children aged 1 year to under 6 years.

† 159 adults and adolescents with severe hemophilia (aged 12 years and older) were enrolled in the XTEND-1 study; 133 people were in Group 1, and switched to 
ALTUVIIIO prophylaxis from prior prophylaxis therapy. Efficacy of prophylaxis was evaluated in 128 of these patients.

‡ Data based on treated bleeds.

© 2023 Genzyme Corporation. All rights reserved. 
ALTUVIIIO and Sanofi are trademarks of Sanofi or an affiliate. 
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