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I hope that you had a very happy and healthy holiday season, and that 
you were able to spend a lot of quality time with your family and 
friends.  Best wishes for the coming year.  Included in this issue are 
highlights from some of our recent events, information about some of 
our upcoming events, and lots of other information that we hope you 
find helpful. 
 
Since the last issue of HANJournal we were able to finally get back to 
some of our in person fundraising events.  The Kelly Brothers Scholar-
ship Picnic was very successful.  Please check out the highlights later in 
this issue. 
 
The 5K Run/1 Mile Walk, was a great event.  It was a beautiful day, and 
it was great to see so many people out and about.  The event was a big 
success both as a HANJ community event and as a fundraiser.  Most of 
the 5K runners were new to HANJ.  One of the keys to a good fundrais-
ing event is to reach out to new people, so this was good to see. 
 
We were able to finally host our Testimonial Humanitarian Award Din-
ner.  It was my honor to present Kevin Cummings, CEO of Investors 
Bank with the award on behalf of HANJ.  Please also see some of the 
highlights from this event later in this issue. 
 
Going forward please take a look at the information about some of our 
upcoming events.  We hope that you can participate in these events.  
Also, please keep your eyes and ears open for information about more 
events coming soon.  A lot of planning has gone into preparing a full 
calendar of events for the coming year. 
 
On the fundraising side of things, our next fundraiser is the Super Bowl 
Raffle.  The Grand Prize is two tickets to the Super Bowl, plus hotel and 
airfare.  I was lucky enough to sell the winning ticket a few years ago.  
My friends who won had a great time.  I encourage you to sell as many 
tickets as possible, to assist us in raising funds, and wish you luck that 
you or someone you know might win and get to experience the Super 
Bowl in person. 
 
In closing, let me remind you that we are always looking for more vol-
unteers to serve on our planning committees, participate in educational 
programs and assist at our events.  If you are interested in getting 
more involved with HANJ please let us know.  Thank you. 

 
 
President’s Message  
By Steve Moersdorf 
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Social Worker Update 
By Neidy Olarte, MSW 
Social Service Coordinator 

Who should I reach out to for my 
personal hemophilia related 
questions? 
 
The Hemophilia Association of NJ is here 
to work with the bleeding disorder com-
munity by providing support for individu-
als and families who have a bleeding dis-
order. This organization was started by 
concerned families that wanted to advo-
cate for a better treatment and quality of 
care for the bleeding disorder community 
particularly during the HIV and AIDS cri-
sis. The organization has since expanded 
to include educational programs, finan-
cial assistance, community network, vol-
unteerism, scholarships and so much 
more. 

While we continue to grow and redefine 
our mission, The Hemophilia Association 
of NJ does not give any personal medical 
advice. We work closely with the Hemo-
philia Treatment Centers, The Depart-
ment of Health, and National organiza-
tions to provide you with the appropriate 
resources to meet your medical needs. 
HANJ is not a research organization, we 
do not keep medical data, nor do we 
have medical professionals on staff; 
therefore, we cannot give any medical 
advice on topics such as the impacts of 
COVID-19 and the bleeding disorder  
community, or what you need to do be-
fore seeing a dentist due to your bleed-
ing disorder or any other personal medi-
cal questions. We strongly advise that 
you speak to your hematologist or medi-
cal professional for these types of ques-
tions.  
 
If there is a topic you would like to learn 
more about and you feel that your an-
swers are not being met by your medical 
professionals, we can work to see if we 
can find the right resource, perhaps this 
will be a great opportunity to bring 
awareness to some issues you feel are 
not being addressed. We are always here 
to listen to your concerns and try the 
best we can to provide you with the in-
formation that you need. If you currently 
are not working with a hematologist or a 
Hemophilia Treatment Center, please see 
the contact information to the right, log 
onto our website for details, or call us 
directly.   

Newark Beth Israel  
Medical Center & Children’s 
Hospital of New Jersey 
Hemophilia Treatment Center 
201 Lyons Ave. (E2) 
Newark, NJ 07112 
Patient’s call Direct line:  
(973) 926-6511 
 
Saint Michael’s Medical Center 
Hemophilia Treatment Center 
111 Central Ave., Bldg. M2 
Newark, NJ 07102 
Patient’s call:  
(973) 877-5340 or  
(973) 877-5341 or 
(973) 877-5342 
 
Rutgers Robert Wood Johnson 
Medical School 
Hemophilia Treatment Center 
125 Paterson Street, 5th Floor, 
Suite 5200 
New Brunswick, NJ 08901 
To make appointment:  
(732) 235-7226 
 
Children’s Hospital of  
Philadelphia—Voorhees Spe-
cialty Care Center 
Hemophilia Treatment Center 
NJ Division of Hematology and 
Oncology 
1012 Laurel Oak Road 
Voorhees, NJ 08043 
(856) 435-7502 

The Hemophilia Association of New Jersey was founded
in August 1971 by 10 concerned families, and offers
assistance to persons with hemophilia and their
families from our office located in East Brunswick,
New Jersey.

Our Mission
The Hemophilia Association of New Jersey is

dedicated to improving the lives of people with
bleeding disorders and their families by providing

access to resources, education, and advocacy.

PRESIDENT
Steve Moersdorf
1st VICE PRESIDENT
Jeff Lynch, M.D.
VICE PRESIDENT
Lisa Maniaci
TREASURER
Carl Piercey
SECRETARY
Chris Maniaci
IMM. PAST PRESIDENT
Ronald Grayzel, Esq.
MEDICAL ADVISOR
Jeff Lynch, M.D.

TRUSTEES
Tracie DeSarno
George Keelty
Richard Keelty
Elaine Kelly
David Lechner
Robert Lessner
Joe Markowitz
Rajh Odi
Jerry Seltzer
Issaiah Williamson

EXECUTIVE DIRECTOR
Stephanie Lapidow
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Insurance 
If you need to call our office to make an 
appointment but are not sure if your  
insurance is accepted in the hospital or 
clinic, please let us help you with any 
questions or concerns you may have. We 
can help with questions pertaining to  
co-payments, deductible and coverage 
issues as well.  Also, if any changes need 
to be made to your insurance, we are 
here to help. 
 
Re-Evaluation 
We are open and servicing our communi-
ty.  Give us a call and schedule your  
re-evaluation for the year.  Annual evalu-
ations are an important aspect of the  
patient’s treatment care.  Evaluations are 
important, as we can assess the medical, 
social, emotional, and psychological com-
ponents of each individual.  You can  
contact us at (973)877-5342 Monday 
through Friday to schedule yours. 
 
Scholarships 
Feel free to call us at (973)877-5342 for 
information on scholarships.  We know a 
lot of our patients are now entering  
college and might be in need of financial 
assistance.  Please do not hesitate to call 
and ask for information, help, and or  
assistance. 
 
Patient Education 
Our patients are always welcome to ask 
questions about New Therapies and In-
surance updates.  If you have any ques-
tions or concerns, please give us a call 
and we will provide you with the most up 
to date medical and insurance infor-
mation.  You may call: 
Dominique Joseph, Nurse at  
(973) 877-5340 or  
Joanne Rodriguez, Social Worker at  
(973) 877-2967. 
 
Educational Program 
Due to COVID-19, we haven’t been able 
to have our monthly educational meetings 
but, we are able to have individualized 
sessions which will provide guidance for  

Winter, COVID-19 and Influenza 
Winter is here!!!  The weather is getting 
colder and with this we know a lot of us 
tend to get sick.  Please be mindful and 
remember that we are still dealing with a 
Pandemic.  Wearing masks, keeping our 
distance and hand washing still stands, 
especially now, during the cold weather 
where a lot of people tend to get sick and 
germs are spread more easily.  Even if 
you have been vaccinated, you still have 
to follow the CDC guidelines.  If you are 
not vaccinated but are interested, please 
follow the link below: 
covid19.nj.gov/pages/vaccine 
 
Also, don’t forget to speak with you Medi-
cal Providers about the Flu Shot as this is 
the season for the influenza. 
 
Important: If you feel sick, please 
talk to your doctor as a lot of the 
symptoms we get from a common 
cold or flu may resemble those of 
COVID!!!  
 
Walk in COVID-19 Clinic at St. 
Michael’s Medical Center 
You may walk in on Thursdays between 
the hours of 7:30a.m.-12:00p.m. to get 
your COVID-19 vaccine or Booster.  We 
are offering all three vaccines, Moderna, 
Johnson & Johnson, and Pfizer.  If you 
have any further questions, please feel to 
call The Blood Research Institute at: 
(973)877-5342. 
 
Thanksgiving Food Drive 
St. Michael’s Medical Center collected non
-perishable, non-expired food items. The 
Primary and Specialty Care Centers at St. 
Michael’s Medical Center assembled bas-
kets to benefit patients in need.   
 
Travel Letters 
The Holidays are quickly approaching and 
people are starting to travel.  We recom-
mend that you call our office at least a 
couple of weeks before the travel date to 
request travel letters.  Please call our 
center at (973)877-5342 and ask for our 
Social Worker, Joanne Rodriguez, 
(973)877-2967. 

St. Michael’s Medical Center  
By Joanne Rodriguez 

WHAT’S  HAPPENING   
NJ Hemophilia Treatment Centers 
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St. Michael’s Medical Center 
Hemophilia Treatment Center 
111 Central Ave., Bldg. M2 
Newark, NJ 07102 
Patient’s call: (973) 877-5340 or 
(973) 877-5341 or  (973) 877-5342 
Social Worker: Joanne Rodriguez, CSW 
(973) 877-2967 Fax (973) 877-5466 
JRodriguez27@primehealthcare.com 

any questions or concerns that you may 
have.  Do not hesitate to give us a call 
should you have questions about new 
therapies or new programs, insurance or 
any other topics that may be of interest 
to you. Give us a call and schedule your 
session by calling us at (973)877-5342. 
 
Factor Programs 
Manufacturers have programs for individ-
uals that are having issues with insur-
ance.  Patients can be enrolled in these 
programs but of course these programs 
have requirements that must be met. 
Yearly re-enrollment may be necessary 
but is beneficial as this will help in con-
tinuing with the program.  If you are in 
need of assistance with factor due to  
insurance problems, please call: 
Joanne Rodriguez, Social Worker at  
(973)877-2967 for further information 
and assistance. 
 
Mental Health 
As we all know mental health issues are 
on the rise and COVID-19 hasn’t made 
things easier.  If you or anyone you 
know is in need of help, please know that 
you are not alone. There’s help for you 
and others: 

National Suicide Prevention Lifeline 
(800)273-8255 
 

Online Chat:  
suicidepreventionlifeline.org 
 

Depression Test: 
screening.mhanational.org 
 

Emergency: 911 
 

For any additional help, call your insur-
ance company and find out providers in 
your area (Social Workers, Psychologist. 
Psychiatrist, Counselors) that may assist 
with your mental health issues long 
term. 
 

Here at St. Michael’s Medical Center 
we are committed to keeping our  
patients safe.  We pray for all of our 
families as well as the rest of the 
world during this difficult time.  
 

From our family to yours, may your 
Holidays be full of happiness, health 
and blessings!! 



 
                

   
  

 
 
 
 

   
 
 
 
 
 
 
 
 
 

Newark Beth Israel  
Medical Center and 

Children’s Hospital of 
New Jersey 

By Emily Fusco, LSW 

Happy Holidays, New Year and winter! 
The staff from the Comprehensive He-
mophilia Treatment Center at Newark 
Beth Israel Medical Center and Children’s 
Hospital of New Jersey would like to 
share some updates, current programs, 
and plans with you. We hope you are all 
doing well! 

NEWS:  
Empact Parenting Program: Our HTC 
partnered with Empact Parenting Pro-
gram (formerly known as PEP) to put on 
a virtual parenting program this fall. We 
had five virtual sessions where several 
parents came together to discuss differ-
ent aspects of raising a teen with a med-
ical condition and support each other. It 
was great to see parents coming togeth-
er to support each other. If you are in-
terested in any future parent pro-
grams, please contact Emily, our 
HTC social worker. 

Scholarships: Keep an eye out for edu-
cational scholarships which will soon be 
available. Please be mindful of the dead-
lines to submit the applications and the 
eligibility criteria for each scholarship. 
Also, please remember to complete your 
FAFSA forms as early as possible to se-
cure available funds. If you have any 
questions about scholarships, intern-
ships, or coordinating your care away 
from home please contact the HTC staff.   
 
Hemophilia Camp: Stay tuned for up-
dates regarding the 2022 camp season. 
For more information about camp 
family weekends, or if your child or 
family is interested in attending 
camp in the future, please contact 
Emily, our Social Worker at the HTC.   
 
ONGOING PROGRMAMS  
Insurance Changes:  
As the New Year rolls around, we know 
that your insurance coverage might have 
changed and insurance issues may rise. 

Please be sure to update the HTC on any 
and all changes to your insurance cov-
erage for 2022. If you have any ques-
tions about insurance coverage, 
your deductibles, co-pay issues, or 
plan changes please contact our Fi-
nancial Coordinator, Cassandra at 
the HTC. 
 
Treatment Logs: ATHN has created a 
new application called Robust 
Health. The new application will allow 
users to track bleeds, infusions and/or 
treatments in a log and share the infor-
mation with us at the HTC. In an effort 
to provide the best possible care for our 
patients, it is extremely important that 
our physicians and nurses can see a pa-
tient’s treatment logs, in real time, for 
the management of their bleeding disor-
der. Robust Health is a web-based 
application that allows patients, or 
their caregivers, to track treatment 
related to their bleeding disorder in 
a user friendly way directly through 
their smart phone, tablet, laptop, or 
computer. This app will take the place 
of Advoy sometime in 2022. When a us-
er creates an account, they choose their 
treatment center; linking the patient and 
the HTC, and allowing the HTC to have 
access to view a patient’s treatment log. 
For more information, or to sign up, 
please contact our Social Worker, 
Emily.  

School Visits: As students are back into 
the swing of things, we know that you 
might be in need of school letters or vir-
tual school visits scheduled. While school 
visits will be virtual, they are a wonder-
ful opportunity for our HTC to provide 
education and outreach to your child’s 
school or daycare about hemophilia and  
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other bleeding disorders. Whether the 
visit is with the staff at your child’s 
school, the daycare staff, or even the 
child study team, a school visit opens 
the lines of communication between the 
child’s school or daycare and the HTC. If 
you are going to want a school visit 
scheduled for your child’s school or 
daycare center, or need a letter for 
school/forms completed, please 
contact Emily, our Social Worker. 
Emily will make sure that we have a re-
lease on file, and will coordinate your 
needs with the school and schedule a 
visit. If you will need any forms or 
letters for your child’s school or day-
care center, please be mindful that it 
may take up to two weeks for forms 
or letters to be completed.  For more 
information, please contact us at the 
HTC. 
 
Hemophilia 340B Program: Our HTC 
participates in the Federal 340B Pro-
gram. As a comprehensive care center, 
we have been improving the quality of 
life for individuals with bleeding disor-
ders and providing cost effective care in 
the long term for many years. In an ef-
fort to help HTCs sustain themselves, 
and provide better care for their eligible 
patients, Congress created the 340B 
Program as part of the Veteran’s Health 
Care Act of 1992. Across the United 
States almost all of the HTCs participate 
in 340B Programs. Depending on their 
healthcare coverage, patients may have 
a variety of pharmacy options to choose 
from. Our HTC is contracted with three 
different home care companies; Accredo, 
BDRN, and Option Care Health/Bioscrip. 
Patients who are not currently using one 
of these three companies may voluntari-
ly switch if their insurance company al-
lows. Participation in the 340B Program 
is voluntary. Please contact our Pro-
gram Manager, Phyllis, for further 
information. 
 
Comprehensive Evaluations: It is very 
important to schedule and attend an an-
nual comprehensive evaluation at the 
HTC. The annual evaluation is an essen-
tial component in the provision of an in-
dividual’s comprehensive care. Members 
of the HTC treatment team will complete 
medical, musculoskeletal, psychosocial 
and laboratory evaluations to assess the 
patient’s current health and to develop a 
treatment plan for the upcoming year.  
Education and referrals for medical and 
psychosocial services will also be provided 

as needed. At the time of an annual 
evaluation, patients will be asked to par-
ticipate in the ATHN (American Throm-
bosis & Hemostasis Network) Data Set. 
This is a voluntary program conducted 
by HTC’s with support from ATHN to im-
prove the health of people with coagula-
tion disorders. Patients will also be edu-
cated about any other available studies 
that they might be eligible to participate 
in. Please note that any individual 
receiving medication through the 
HTC to treat their bleeding disorder 
must be seen by the HTC on an an-
nual basis. 

Travel Letters: Are you going to be 
traveling? Are you going to need a travel 
letter? If you answered yes to either of 
those questions, this information is for 
you. Please remember to let the HTC 
staff know if you are going to need a 
travel letter at least two weeks prior 
to your scheduled trip so you can rest 
assured that your letter is in your hand 
as you embark on your journey. 
 
Manufacturer Factor Programs:  
Manufacturers have programs available 
to help patients continue to receive 
products during a lapse of insurance 
coverage. They also offer co-pay assis-
tance programs. Each program has en-
rollment requirements and many require 
yearly re-enrollment. Enrollment in these 
programs can be beneficial. For more 
information, please contact your 
home care company or our Financial 
Coordinator, Cassandra. 
 
Please contact us at the Hemophilia 
Treatment Center to sign up for one 
of the above programs or to request 
further information on available 
groups or services for children and 
adults.  Call (973) 926-6511. 

Newark Beth Israel Medical Center 
& Children’s Hospital of New Jersey  
Hemophilia Treatment Center 
201 Lyons Ave. (E2),  
Newark, NJ 07112 
Main Number: (973) 926-6511 
Social Worker:  
Emily Fusco, LSW  
(973) 926-4197 
Emily.Fusco@RWJbh.org 
Fax: (973) 391-0048 



MARK YOUR CALENDARS!

 
This event is aimed at parents who have recently learned of their
child's bleeding disorder. HANJ has designed this seminar to
ensure parents of newly diagnosed children have the knowledge
and resources to provide the best possible care for their child. This
program will include practical and emotional support to the entire
family. Parents will hear from knowledgeable and experienced
presenters. Also included in this day will be a dedicated time and
space to meet and learn from each other. Lunch will be provided
and a special swag bag will given to each family that attends. 

 
 
 

Scan here to register for the Scholarship Seminar

NEWLY DIAGNOSED SEMINAR
SUNDAY, JANUARY 16, 2022 
12 NOON - 3 PM
IMAGINE THAT!!! CHILDREN'S MUSEUM
FLORHAM PARK

HERE ARE TWO PROGRAMS YOU 
WILL NOT WANT TO MISS:

Music gives peace, joy, and
happiness to the listener. Many

genres of music.

In this program, members will be provided with an informative session
on the best approaches to apply for scholarships available to those
in the bleeding disorder community. Attendees will receive a
comprehensive list of scholarships available. Whether you are
applying for scholarships now or plan on pursuing scholarships in the
future, this program will provide useful strategies on the scholarship
application process.
 

SCHOLARSHIP SEMINAR
THURSDAY, JANUARY 27 
 7 PM
THIS IS A VIRTUAL PROGRAM

 

Scan here to register for the Newly Diagnosed Seminar

Proof of full vaccination or a negative PCR test is required
 72 hours prior to the event.

See half-life, clearance and other PK data from the 
crossover study comparing Jivi® and Eloctate®.

Pharmacokinetics is the study of the activity 

©2020 Bayer. All rights reserved. All trademarks are the property of their respective owner. Printed in the USA 01/20 PP-JIV-US-1009-1

 Visit PKStudies.com to find out more. 

of drugs in the body over a period of time. 

HEAD-TO-HEAD
Explore

Pharmacokinetic (PK) Study Data
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Rutgers Robert Wood Johnson  
Medical School Hemophilia 

   Treatment Center  

By Lisa Cohen, MSW, LSW 

The Rutgers RWJ Hemophilia Treatment 
Center (HTC) recognizes the changing 
landscape of the global COVID health 
crisis and continues to focus on the pro-
vision of comprehensive care for our 
bleeding disorder patients.  The HTC is 
fully operational with a hybrid operation 
of tele-health and in person clinical 
care.  The clinic continues to take 
measures to minimize the risk to pa-
tients and staff.  Please do not hesitate 
to contact the clinic if you have any 
questions.   
 

Contact can be made with the Rutgers 
RWJMS HTC at the telephone numbers 
listed to the right.   
 
PROGRAMS & SCHOOL VISITS: Due to 
COVID, educational programs are virtual 
at this time.  Stay tuned for updates  

regarding upcoming programs for fami-
lies in the Spring.  As the school year 
continues, the HTC is scheduling in ser-
vice presentations which are being con-
ducted via Zoom.  If you anticipate the 
need for a school or daycare in service 
program,  please contact Lisa Cohen, 
MSW at: cohenlr@rwjms.rutgers.edu or 
by phone at (732) 235– 6533.   

Rutgers RWJ Medical School  
Hemophilia Treatment Center 
125 Paterson Street, 5th Flr, Ste5200  
New Brunswick, NJ 08901 
For appointments:(732) 235-7226 
Nurse Direct Line for  
Medical Issues: (732) 235-6531  
Social Worker: Lisa Cohen, MSW,LSW  
(732) 235-6533 
cohenlr@rwjms.rutgers.edu 

Bayer 1/2 page ad 
Jivi Boy Standing 
 



Friday 6:26 pm
Sharing stories by the  

campfire with friends

Isaac, living with 

hemophilia B

Not an actual patient

WE’RE IN THIS 
TOGETHER.

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.

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-1140v1.0 6/20
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As your child is settling back into school they may be encoun-
tering new people and making new friends. They may be con-
templating when and how to tell a new friend about their 
bleeding disorder and you may be wondering how to help 
them through the process. Questions like, “Will they treat me/
my child differently?” “Will they still want to be friends?” are 
normal to have. There is no right or wrong way or time to tell 
someone, you have to do whatever feels right for you and 
your family. However there are some things to keep in mind 
that might make it easier.  
 
Pick the right time. A time when your child is hanging out 
and relaxing with a friend may be a better idea than while 
they are lining up in gym class or waiting to be picked up at 
school. Making sure they have enough time to discuss and an-
swer questions will help make the conversation easy.  
 
Keep it simple. To start they don’t have to go into the de-
tails of what it means to have a bleeding disorder. Just ex-
plaining that their blood works differently than their friends 
and that they sometimes need medicine to fix it is a good way 
to start. Your child can also explain that their friends don’t 
need to be concerned about them. The medicine helps them 
stay healthy and they have to be careful, but are still able to 
play. Their bleeding disorder does not make them a different 
friend. 
 
Be prepared. It may help to think about what to say before 
they actually have the conversation. You can always talk as a 
family or to someone at your HTC about how to have the con-
versation and role-play before they have it. Also be prepared 
for questions. Your child’s friends may want to know more. As 
the one with the bleeding disorder, they are the knowledgea-
ble one but they can keep it simple and decide which ques-
tions they want to answer then and which ones to save for 
later. Your child may also want to ask their friend to keep this 
information between them. They can share with other friends 
as they are ready.  
 
It may be nerve-wracking to think about sharing this with a 
friend, but you may be surprised at how your child’s friends 
may want to support them. They may even share something 
that they are going through. Although your child may feel not 
“normal” because they have a bleeding disorder, remember 
that everyone has something to deal with whether it be an 
allergy, asthma or a need for braces.  
 

Let’s Talk About My  
Hemophilia... 
By Emily Fusco, LSW 



LEGISLATIVE NEWS UPDATE

In October,  the full implementation of the Hemophilia SNF Access Act occurred.
This critical law will rectify a long-standing problem to improve access to skilled
nursing facilities (SNFs) for Medicare beneficiaries with hemophilia and other
bleeding disorders. As of October 1, 2021, SNFs can bill separately for hemophilia
and other inherited bleeding disorder treatments administered to Medicare
beneficiaries needing care in a SNF. This change allows the SNF to either provide
the bleeding disorder treatment(s) themselves or contract with a third-party such
as an HTC or specialty pharmacy. 

Early in November, Representatives A. Donald McEachin (D-VA-04) and Rodney
Davis (R-IL-13), along with Bobby Rush (D-IL), Brian Fitzpatrick (R-PA), Yvette Clark
(D-NY), Bonnie Watson Coleman (D-NJ), Marc Veasey (D-TX), Buddy Carter (R-
GA), and Barbara Lee (D-CA), introduced HR 5801, the Help Ensure Lower Patient
Copays Act (HELP Copays Act). The bill is a two-pronged solution to the problem
of insurance issuers not counting copay assistance toward an enrollee’s annual
deductible and out-of-pocket maximum. The two components of the bill will:
  1.  Update the ACA’s definition of cost-sharing to clarify that amounts paid for
cost-sharing by or on behalf of an enrollee must be counted toward the enrollee’s
deductible and out-of-pocket limit.
  2.  Clarify that if an employer plan covers a category of services that are
considered essential health benefits, all services in that category must be deemed
as essential benefits (ie, close the “EHB loophole”).

HANJ thanks Representatives McEachin, Davis, Rush, Fitzpatrick, Clarke, Watson
Coleman, Veasey, Carter, and Lee for their leadership and call on other members
of Congress to sponsor and pass this vital legislation.
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Winter, Hemophilia and 
Nosebleeds... 
Jeff Lynch, MD  
HANJ Medical Advisor  

What do winter, hemophilia and nose-
bleeds have in common? In winter the 
incidence of nosebleeds increases dra-
matically. As with any type of bleeding 
they can be more anxiety producing and 
more difficult to treat in individuals with a 
bleeding disorder.  
 
A primary function of the nose is to warm 
and humidify inhaled air before it reaches 
the lungs. To accomplish this the inside 
of the nasal cavity is richly supplied with 
arterial [high pressure] blood flow origi-
nating from the carotid arteries. These 
vessels lie close to the surface to maxim-
ize heat and moisture exchange. During 
winter the outside air is cold and dry 
while inside heated air is also low in 
moisture. This causes the lining of the 
nose to dry out and leaves the surface 
blood vessels to be easily damaged by 
any trauma. The insertion of a finger or 
any object into the nose can result in sig-
nificant bleeding.  

Prevention is the most important objec-
tive. For children it is essential to discour-
age nose picking or insertion of any for-
eign object into the nose. Use of a hu-
midifier can aid in keeping the nasal lin-
ing moist as can the use of nasal saline 
sprays. For adults with hypertension good 
blood pressure control is important.  

First aid measures are frequently all that 
is needed to resolve a bleed. The majori-
ty of nosebleeds occur in the front third  

of the nasal cavity between the bony 
prominence and the nostrils. This area is 
easily compressible between the thumb 
and first finger.  

The recommended procedure is to sit up-
right leaning forward slightly. This reduc-
es the pressure in the blood vessels and 
prevents blood from running down the 
back of the throat. Next compress both 
sides of the nose for 10-15 minutes with-
out pausing to assess for continued 
bleeding. If this fails to control the bleed 
in one or two tries it would be important 
to contact the Hemophilia Treatment 
Center for recommendations on clotting 
factor administration. Most nosebleeds 
do not require hospital care but there are 
situations where the bleeding site is not 
able to be compressed and the care of an 
emergency room or specialized ear nose 
and throat physician is needed. Early 
communication with the HTC can help in 
deciding when this step is wise.  

In a final wintertime note even though 
COVID 19 vaccines have taken up all the 
discussion please don’t neglect to stay 
current with the preventative vaccines 
that are available for other conditions. 
For adults, check with your physician as 
to the need for pneumonia, influenza, 
shingles and hepatitis vaccines. For par-
ents, please stay current with the recom-
mended pediatric vaccinations. 

I wish all our community a healthy  
winter season and the hope we can all 
gather comfortably in person soon. 

 

We are here to help you ... 
Do you need assistance with your health insurance 
premium, co-pays and deductibles?  HANJ offers  
assistance to eligible individuals, through our  
Medical Insurance Grant.   
 
Please contact Neidy Olarte, HANJ Social Worker, via 
email at nolarte@hanj.org or call (732) 249-6000 
for information about the requirements and how to  
apply for assistance.    
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INDICATION & IMPORTANT SAFETY INFORMATION

What is HEMLIBRA? 
HEMLIBRA is a prescription medicine used for routine prophylaxis to prevent or reduce the frequency of bleeding episodes in
adults and children, ages newborn and older, with hemophilia A with or without factor VIII inhibitors. 

What is the most important information I should know about HEMLIBRA? 
HEMLIBRA increases the potential for your blood to clot. People who use activated prothrombin complex concentrate (aPCC; 
Feiba®) to treat breakthrough bleeds while taking HEMLIBRA may be at risk of serious side effects related to blood clots. 
These serious side effects include:
• Thrombotic microangiopathy (TMA), a condition involving blood clots and injury to small
   blood vessels that may cause harm to your kidneys, brain, and other organs

• Blood clots (thrombotic events), which may form in blood vessels in your arm, leg, lung, or head

Please see Brief Summary of Medication Guide on following page for Important 
Safety Information, including Serious Side Effects.
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32. Small hole in lace cloth 
35. Central Plains tribe
36. Melodic 
37. Towering
38. Reduce 
39. Spanish cheers

DOWN
1. Memorable, as an earworm 
2. Devotee 
3.
4. Prepare to propose, perhaps 
5. PC’s “brain” 
6. Owns 
7. Concert venue 
8. See Medication Guide 

or talk to your doctor about 
potential _____ effects

9. Winter hrs. in Denver and El Paso 
10. HEMLIBRA is the only prophylactic 

treatment offered this way under 
the skin 

16. Pre-Euro currency in Italy 
19. Subway alternative 
20. Relax 
23. Human
24. New Orleans cuisine 
25. Mentally prepares
26. Collared shirts 
27. Instagram post 
28. Ardent enthusiasm 
29. Brontë heroine Jane 
30. Old Portuguese coins 
33. Opposite of WNW 
34. _____ thousand patients have been 

treated with HEMLIBRA worldwide†

SOLUTIONS

Across: 1. cask, 5. chasms, 11. Aden, 12. parish, 
13. tore, 14. used to, 15. cruel, 17. nest,
18. HEMLIBRA, 21. yrs, 22. rue, 23. MCs, 
26. passport, 28. zero, 31. three, 32. eyelet, 
35. Otoe, 36. ariose, 37. tall, 38. lessen, 39. oles
Down:1. catchy, 2. adorer, 3. serums, 4. kneel, 
5. CPU, 6. has, 7. arena, 8. side, 9. MSTs, 10. shot, 
16. lira, 19. bus, 20. rest, 23. mortal, 24. Creole, 
25. steels, 26. polos, 27. photo, 28. zeal, 29. Eyre, 
30. Reis, 33. ESE, 34. ten

Discover more at HEMLIBRA.com/answers

CAN YOU SOLVE

ACROSS
1. Wine barrel 
5.

11. Mideast gulf port 
12. District
13. Ripped
14. Familiar with 
15. Mean 
17. Roost 
18. The #1 prescribed prophylaxis 

for hemophilia A*

21. Calendar divs. 
22. Regret 
23. Banquet hosts (abbr.) 
26. International travel necessity 
28. Check out the _____ treated 

bleeds data with HEMLIBRA
31. Number of dosing options 

HEMLIBRA offers
† Number of people with hemophilia A 
treated as of February 2021.

* According to IQVIA claims data from various 
insurance plan types from October 2019 to 
November 2020 and accounts for usage in 
prophylaxis settings in the US.
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ANNUAL KELLY PICNIC

THANK YOU!

SCAN FOR MORE PHOTOS

The Annual Kelly Picnic was live this
year and we are pleased to
announce that it was the most
successful picnic to date! The
picnic funds the Robert and Dennis
Kelly Memorial Scholarship which  is
a $6,000 scholarship awarded to a
New Jersey resident with a bleeding
disorder (Hemophilia A or B, von
Willebrand Disease) who is planning
to attend and is registered at an
accredited college and/or university
in an undergraduate program.   

HANJ is extremely fortunate to have
such committed volunteers.  We are
thankful to the Kelly family and all
those who support this event year
after year.



 
Special Thanks to:
Accredo, Bayer, CSL Behring, Dennis
Keelty, George Keelty, Investors Bank,
Metuchen Country Club, Novo Nordisk,
and Joseph & Karen Pugliese. 

What a beautiful evening it was! 

 

Kevin Cummings, Chairman and CEO 
of Investors Bank was honored with the 

Steuben Eagle presented by HANJ’s President 
Steven Moersdorf at the 39th Testimonial 

Humanitarian Award Dinner Dance. 

Cocktails, community, conversation, dinner, 
and dancing ... this evening had it all!

Scan the QR code to view more 
photos of the event.

Medication Guide
HEMLIBRA® (hem-lee-bruh)

(emicizumab-kxwh)
injection, for subcutaneous use

Manufactured by: Genentech, Inc., A Member of the Roche Group, 
1 DNA Way, South San Francisco, CA 94080-4990

U.S. License No. 1048
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan 

©2018 Genentech, Inc. All rights reserved.
For more information, go to www.HEMLIBRA.com or call 1-866-HEMLIBRA.

This Medication Guide has been approved by the U.S. Food and Drug Administration 
Revised: 10/2018

HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.
The HEMLIBRA logo is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.

The Genentech logo is a registered trademark of Genentech, Inc.
All other trademarks are the property of their respective owners.

©2021 Genentech USA, Inc. All rights reserved. M-US-00011998(v1.0)  08/21

What is the most important information I should know about 
HEMLIBRA?
HEMLIBRA increases the potential for your blood to clot. 
Carefully follow your healthcare provider’s instructions 
regarding when to use an on-demand bypassing agent or 
factor VIII (FVIII) and the recommended dose and schedule to 
use for breakthrough bleed treatment. 
HEMLIBRA may cause the following serious side effects when 
used with activated prothrombin complex concentrate (aPCC; 
FEIBA®), including:
• Thrombotic microangiopathy (TMA). This is a condition 

involving blood clots and injury to small blood vessels that 
may cause harm to your kidneys, brain, and other organs. Get 
medical help right away if you have any of the following signs 
or symptoms during or after treatment with HEMLIBRA: 
–  confusion –  stomach (abdomen) 
–  weakness  or back pain
–  swelling of arms and legs –  nausea or vomiting 
–  yellowing of skin and eyes –  feeling sick 
    –  decreased urination

• Blood clots (thrombotic events). Blood clots may form in 
blood vessels in your arm, leg, lung, or head. Get medical 
help right away if you have any of these signs or symptoms of 
blood clots during or after treatment with HEMLIBRA:
–  swelling in arms or legs –  cough up blood
–  pain or redness in your  –  feel faint
    arms or legs –  headache
–  shortness of breath –  numbness in your face
–  chest pain or tightness –  eye pain or swelling
–  fast heart rate –  trouble seeing 

If aPCC (FEIBA®) is needed, talk to your healthcare provider in 
case you feel you need more than 100 U/kg of aPCC (FEIBA®)
total.
See “What are the possible side effects of HEMLIBRA?” for 
more information about side effects. 
What is HEMLIBRA?
HEMLIBRA is a prescription medicine used for routine prophylaxis 
to prevent or reduce the frequency of bleeding episodes in 
adults and children, ages newborn and older, with hemophilia A 
with or without factor VIII inhibitors.
Hemophilia A is a bleeding condition people can be born with 
where a missing or faulty blood clotting factor (factor VIII) 
prevents blood from clotting normally. 
HEMLIBRA is a therapeutic antibody that bridges clotting factors 
to help your blood clot.
Before using HEMLIBRA, tell your healthcare provider about 
all of your medical conditions, including if you: 
• are pregnant or plan to become pregnant. It is not known if  
 HEMLIBRA may harm your unborn baby. Females who are  
 able to become pregnant should use birth control   
 (contraception) during treatment with HEMLIBRA.
• are breastfeeding or plan to breastfeed. It is not known if   
    HEMLIBRA passes into your breast milk.
Tell your healthcare provider about all the medicines you 
take, including prescription medicines, over-the-counter 
medicines, vitamins, or herbal supplements. Keep a list of them 
to show your healthcare provider and pharmacist when you get a 
new medicine.
How should I use HEMLIBRA?
See the detailed “Instructions for Use” that comes with your 
HEMLIBRA for information on how to prepare and inject a 
dose of HEMLIBRA, and how to properly throw away 
(dispose of) used needles and syringes.
• Use HEMLIBRA exactly as prescribed by your healthcare 

provider.
• Stop (discontinue) prophylactic use of bypassing agents 

the day before starting HEMLIBRA prophylaxis.
•

week of HEMLIBRA prophylaxis.
• HEMLIBRA is given as an injection under your skin 

(subcutaneous injection) by you or a caregiver. 

• Your healthcare provider should show you or your caregiver how 
to prepare, measure, and inject your dose of HEMLIBRA before 
you inject yourself for the first time.

• Do not attempt to inject yourself or another person unless you 
have been taught how to do so by a healthcare provider.

• Your healthcare provider will prescribe your dose based on your 
weight. If your weight changes, tell your healthcare provider.

• You will receive HEMLIBRA 1 time a week for the first four 
weeks. Then you will receive a maintenance dose as prescribed 
by your healthcare provider. 

• If you miss a dose of HEMLIBRA on your scheduled day, you 
should give the dose as soon as you remember. You must give 
the missed dose as soon as possible before the next scheduled 
dose, and then continue with your normal dosing schedule. 
Do not give two doses on the same day to make up for a 
missed dose.

• HEMLIBRA may interfere with laboratory tests that measure how 
well your blood is clotting and may cause a false reading. Talk to 
your healthcare provider about how this may affect your care. 

What are the possible side effects of HEMLIBRA?
• See “What is the most important information I should know 

about HEMLIBRA?”
The most common side effects of HEMLIBRA include: 
• redness, tenderness, warmth, or itching at the site of injection
• headache
• joint pain
These are not all of the possible side effects of HEMLIBRA. 
Call your doctor for medical advice about side effects. You may 
report side effects to FDA at 1-800-FDA-1088.
How should I store HEMLIBRA?
• Store HEMLIBRA in the refrigerator at 36°F to 46°F (2°C to 8°C). 

Do not freeze. 
• Store HEMLIBRA in the original carton to protect the vials 

from light.
• Do not shake HEMLIBRA.
• If needed, unopened vials of HEMLIBRA can be stored out of 

the refrigerator and then returned to the refrigerator. HEMLIBRA 
should not be stored out of the refrigerator for more than a total 
of 7 days or at a temperature greater than 86°F (30°C).

• After HEMLIBRA is transferred from the vial to the syringe, 
HEMLIBRA should be used right away.

• Throw away (dispose of) any unused HEMLIBRA left in the vial.
Keep HEMLIBRA and all medicines out of the reach of children. 
General information about the safe and effective use of 
HEMLIBRA.
Medicines are sometimes prescribed for purposes other than those 
listed in a Medication Guide. Do not use HEMLIBRA for a 
condition for which it was not prescribed. Do not give HEMLIBRA 
to other people, even if they have the same symptoms that you 
have. It may harm them. You can ask your pharmacist or healthcare 
provider for information about HEMLIBRA that is written for health 
professionals.
What are the ingredients in HEMLIBRA?
Active ingredient: emicizumab-kxwh
Inactive ingredients: L-arginine, L-histidine, poloxamer 188, and 
L-aspartic acid.
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SAVE THE DATE!

FUN FOR THE 
ENTIRE FAMILY!
Community Connections:
Celebrate Bleeding Awareness Month with HANJ
and your fellow community members at this fun
and informative event. We will start the day with
breakfast and industry-led workshops. Your family
will have time to enjoy all the amazing activities at
iPlay America then back for lunch and more
educational workshops. iPlay America is
guaranteed fun for the entire family!

EDUCATIONAL 
PROGRAMS
LEARN FROM 

INDUSTRY EXPERTS

Community Connnections
Come togehter for Bleeding Disorders Awareness Month

March 27, 2022
iPlay America, Freehold, NJ

Scan here for 
more information 

and to register.

Proof of full vaccination or a negative PCR test 72 hours 
prior to the event is required for participation.

 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
  

 

You are not alone... 
Mental Health Services  

 
Suicide Prevention Line 

1 (800) 273-8255 
www.suicidepreventionlifeline.org 

 
National Alliance on Mental Illness 

(NAMI)  1 (800) 950-6264 
www.nami.org or info@nami.org 

 
Division of Mental Health & Addiction  

Services (Adults) 
1 (800) 382-6717 

 
Behavioral Health & Developmental  
Disability Services for Children and 

Youth Under Age 21 
1 (877) 652-7624 

 
NJ Connect for Recovery 

1 (855) 652-3737 
www.njconnectforrecovery.org 

 

 
NJMentalHealthCares 
1(866) 202-Help (4357) 

7 days a week, 8am to 8pm 
 
 

The Crisis Text Line 
 

Text “Home” to 741741 when you are  
feeling depressed or suicidal.  A crisis 
worker will text you back immediately 
and continue to text with you.  Many 

people don’t like  
talking on the phone and would be more 

comfortable texting. 
  It’s a FREE and confidential service to 
ANYONE—teens, adults, etc...who live in 

the U.S. and it is available 24/7 
 

Please take the time  
for yourself to use one  

of these resources  
if you feel depressed or 

 need someone to talk to.    
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Blood Brotherhood Program 
 
The purpose of the Blood Brotherhood program is to  
provide an opportunity for adult hemophiliacs to connect 
with their peers in a fun, relaxed setting. 
 
The NJ Blood Brotherhood program holds free events for 
men with bleeding disorders.  This group is open to men 21+ years 
who have a bleeding disorder.  Each of our events incorporates a 
bit of education, socializing, and physical activity, but we typically use 
the time to get to know other guys in the community.  The events are 
completely free and there is no commitment to attend every event. * 
 
If you would like to join the Blood Brotherhood group and attend one 
of our events, please reach out to:  
 
Max Feinstein, Co-Chair feinmusic@gmail.com (201) 723-6324 
Matt Porges, Co-Chair msporges@gmail.com (347) 693-8875 
Or call HANJ directly at (732) 249-6000. 
 
*Proof of full vaccination or negative PCR test 72 hours prior is required 
to attend an event. 
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Brief Summary 
See package insert for full Prescribing Information. This 
product's label may have been updated. For further product 
information and current package insert, please visit 
www.Pfizer.com or call our medical communications 
department toll-free at 1-800-438-1985. 

Please read this Patient Information carefully before using 
BeneFix and each time you get a refill. There may be new 
information. This brief summary does not take the place of 
talking with your doctor about your medical problems or 
your treatment.

What is BeneFix?
BeneFix is an injectable medicine that is used to help control and 
prevent bleeding in people with hemophilia B. Hemophilia B is 
also called congenital factor IX deficiency or Christmas disease.
Your doctor might also give you BeneFix before surgical procedures. 

BeneFix is NOT used to treat hemophilia A. 

What should I tell my doctor before using BeneFix?
Tell your doctor and pharmacist about all of the medicines 
you take, including all prescription and non-prescription 
medicines, such as over-the-counter medicines, supplements, 
or herbal medicines.

Tell your doctor about all of your medical conditions, including 
if you:

• have any allergies, including allergies to hamsters.

• are pregnant or planning to become pregnant. It is not known 
if BeneFix may harm your unborn baby. 

• are breastfeeding. It is not known if BeneFix passes into the 
milk and if it can harm your baby.

How should I infuse BeneFix?
The initial administrations of BeneFix should be administered 
under proper medical supervision, where proper medical care 
for severe allergic reactions could be provided. 

See the step-by-step instructions for infusing in the 
complete patient labeling. 
You should always follow the specific instructions given by your 
doctor. If you are unsure of the procedures, please call your 
doctor or pharmacist before using. 

Call your doctor right away if bleeding is not controlled 
after using BeneFix.
Your doctor will prescribe the dose that you should take. 

Your doctor may need to test your blood from time to time. 

BeneFix should not be administered by continuous infusion. 

What if I take too much BeneFix?
Call your doctor if you take too much BeneFix.

What are the possible side effects of BeneFix?
Allergic reactions may occur with BeneFix. Call your doctor or 
get emergency treatment right away if you have any of the 
following symptoms: 

wheezing 

difficulty breathing 

chest tightness 

turning blue 
(look at lips and gums)

Your body can also make antibodies, called "inhibitors," against 
BeneFix, which may stop BeneFix from working properly. 

Some common side effects of BeneFix are fever, cough, nausea, 
injection site reaction, injection site pain, headache, dizziness 
and rash. 

BeneFix may increase the risk of thromboembolism (abnormal 
blood clots) in your body if you have risk factors for developing 
blood clots, including an indwelling venous catheter through 
which BeneFix is given by continuous infusion. There have been 
reports of severe blood clotting events, including life-threatening 
blood clots in critically ill neonates, while receiving continuous-
infusion BeneFix through a central venous catheter. The safety 
and efficacy of BeneFix administration by continuous infusion 
have not been established. 

These are not all the possible side effects of BeneFix.

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

How should I store BeneFix?
DO NOT FREEZE the BeneFix kit. The BeneFix kit can be stored 
at room temperature (below 86°F) or under refrigeration. Throw 
away any unused BeneFix and diluent after the expiration date 
indicated on the label. 

Freezing should be avoided to prevent damage to the pre-filled 
diluent syringe. 

BeneFix does not contain a preservative. After reconstituting 
BeneFix, you can store it at room temperature for up to 3 hours. 
If you have not used it in 3 hours, throw it away. 

Do not use BeneFix if the reconstituted solution is not clear 
and colorless. 

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

If you would like more information, talk with your doctor. You can 
ask your doctor or pharmacist for information about BeneFix that 
was written for healthcare professionals. 

This brief summary is based on BeneFix® [Coagulation Factor IX 
(Recombinant)] Prescribing Information LAB-0464-13.0, revised 
April 2021.

fast heartbeat 

swelling of the face 

faintness 

rash 

hives

What Is BeneFix?
BeneFix, Coagulation Factor IX (Recombinant), is an injectable medicine 
that is used to help control and prevent bleeding in people with hemophilia B. 
Your doctor might also give you BeneFix before surgical procedures.
BeneFix is NOT used to treat hemophilia A.

Important Safety Information
•  BeneFix is contraindicated in patients who have manifested life-threatening, immediate hypersensitivity reactions, 

including anaphylaxis, to the product or its components, including hamster protein. 
•  Call your health care provider right away if your bleeding is not controlled after using BeneFix.
•  Allergic reactions may occur with BeneFix. Call your health care provider or get emergency treatment right away if you have 

any of the following symptoms: wheezing, difficulty breathing, chest tightness, your lips and gums turning blue, fast heartbeat, 
facial swelling, faintness, rash, or hives. 

•  Your body can make antibodies, called “inhibitors,” which may stop BeneFix from working properly. 
•  If you have risk factors for developing blood clots, such as a venous catheter through which BeneFix is given by continuous 

infusion, BeneFix may increase the risk of abnormal blood clots. The safety and efficacy of BeneFix administration by continuous 
infusion have not been established. 

•  Some common side effects of BeneFix are fever, cough, nausea, injection site reaction, injection site pain, headache, dizziness, 
and rash. 

Please see the Brief Summary for BeneFix on the next page.
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More than 20 years* of experience—the first recombinant treatment 
for individuals with hemophilia B

Designed with viral safety in mind. More than 150 quality control tests 
are done on each batch of BeneFix

The convenience of the BeneFix Rapid Reconstitution (R2) Kit
with a range of vial sizes

Ask your doctor about BeneFix dosing options to meet your needs

EXPERIENCE MATTERS
BeneFix is FDA approved for once-weekly prophylaxis (for patients ≥16 years old) and on-demand use to fit your 

dosing needs—from the only recombinant factor IX supporting individuals with hemophilia B for more than 20 years.*

Not actual patients.

 FOR ONCE-WEEKLY PROPHYLAXIS 
(FOR PATIENTS ≥16 YEARS OLD) 
AND ON-DEMAND USE



I’M READY TO MOVE ON

Get rapid, predictable, and reliable 
bleed control with SEVENFACT 225†

For the treatment of bleeding episodes in people* with hemophilia A or B with inhibitors

Rapid effect: 3 hour
At 3 hours, 84% of mild/moderate bleeding episodes were controlled 
with a single dose 

Predictable‡ response: 84%
At 9 hours, 84% of mild/moderate bleeding episodes treated achieved 
bleed control after a single dose

Reliable control: 99.5%
At 24 hours, 99.5% of mild/moderate bleeding episodes were resolved

Convenient home use: 98%
98% of bleeding episodes were treated at home

† 225 mcg/kg initial dosing regimen in the clinical trial.
‡ As seen in the clinical trial.
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Performing serial MRIs  
in young patients with  
hemophilia may spot early 
joint damage 
 
In young boys with hemophilia A, 
prompt and progressive treatment is 
necessary to delay the progression of 
joint deterioration. And new research 
suggests serial MRIs may play a vital 
role in detecting such damage. 
 
Primary prophylaxis is considered the 
standard of care in boys with severe 
cases of the clotting disorder, but the 
effectiveness of treatment must 
be monitored. And MRI is considered 
the best tool for evaluating early soft 
tissue changes and osteochondral 
abnormalities.  
 
For the study, researchers followed 
56 boys managed across 11 hemo-
philia A treatment centers in Canada 
for more than 10 years. Participants 
consisted of boys with a starting age 
of 1- to 2-and-a-half-years-
old. Researchers tracked interval and 
end-of-study changes noted on pa-
tients’ MRI scans.  
 
During examinations, the 
boys underwent weekly prophylaxis 
infusions for a maximum of up to 
three times per week. MRIs were 
done on the boys’ ankles, elbows, 
and knees at the ages of 6- and 12-
years-old to gauge the effectiveness 
of the infusions. Self-reported bleed-
ing was also tracked during this 
time. 
 
Two experienced radiologists, who 
were blinded to the clinical data, re-
viewed the images and noted 
that 54% of the boys showed detect-
able soft tissue damage in at least 
one joint. Synovial hypertrophy and 
hemosiderin deposition were also re-
ported in 54% of participants. In 
conjunction with patients who self-
reported bleeding, research-
ers established a 50% increase in 
the likelihood of joint deterioration. 

“Soft-tissue changes in interval MRIs 
were associated with an increased 
risk of osteochondral findings in end-
of-study MRIs and X-rays, suggest-
ing that serial MRIs in populations of 
boys with hemophilia could be bene-
ficial in guiding choice of individual-
ized prophylaxis regimens aimed at 
minimizing subclinical and clinically 
overt joint bleeding and thus pre-
serving long-term joint 
health,” Jennifer Stimec, MD, with 
the Department of Medical Imag-
ing at The Hospital for Sick Children 
at the University of Toronto, and co-
authors wrote.   
 
While experts are still examining the 
overall efficacy of standard prophy-
laxis treatments, this 
study establishes the value 
of incorporating "serial MRIs” to de-
tect early joint deterioration.   
 
You can read the detailed results of 
the study in Research and Practice in 
Thrombosis and Haemostasis.  

 
Source URL: https://
www.healthimaging.com/topics/
diagnostic-screening/mris-vital-role-
study-hemophilia 

 



PATIENT PRODUCT INFORMATION

SEVENFACT® (SEV-en-fact) coagulation factor VIIa (recombinant)-jncw

For Intravenous Injection After Reconstitution Only
PLEASE READ PATIENT PRODUCT INFORMATION AND THE INSTRUCTIONS FOR
USE THAT COME WITH SEVENFACT BEFORE YOU START TAKING THIS MEDICINE
AND EACH TIME YOU GET A REFILL. THERE MAY BE NEW INFORMATION.
This Patient Product Information does not take the place of talking with your healthcare 
provider about your medical condition and treatment. If you have questions about 
SEVENFACT after reading this information, ask your healthcare provider.

WHAT IS THE MOST IMPORTANT INFORMATION I SHOULD KNOW 
ABOUT SEVENFACT?
The most serious possible side effect of SEVENFACT is abnormal blood clotting involving 
blockage of blood vessels, which include stroke, blockage of the main blood vessel to the 
lung, and deep vein blood clots.

You should know the signs of abnormal clotting (thrombosis) described below and seek 
medical help immediately if they occur.

New onset of swelling and pain in the limbs or abdomen, new onset of chest pain, shortness 
of breath, loss of sensation or motor power, and altered consciousness or speech can all be 
signs of clot formation in places other than your site of bleeding. Seek immediate medical 
attention if you experience one or more of these symptoms.

SEVENFACT should be used as prescribed and directed by your healthcare provider.

WHAT IS SEVENFACT?
SEVENFACT is a recombinant human Factor VIIa protein for injection. SEVENFACT can allow 
adolescents and adults with Hemophilia A or B with inhibitors to create clotting at the site of 
bleeding without needing Coagulation Factor VIII or IX replacement.

SEVENFACT, coagulation factor VIIa (recombinant)-jncw, is indicated for the treatment and 
control of bleeding episodes occurring in adults and adolescents 12 years of age and older 
with Hemophilia A or B with inhibitors.

Injecting medications requires special training. Do not attempt to self-infuse unless you have 
been taught how by your health care provider or hemophilia treatment center. Once trained, 
you will need additional infusion materials along with your SEVENFACT so that you can 
successfully treat your bleeding episodes at home. Be sure to collect all necessary infusion 
materials before starting the reconstitution process.

SEVENFACT comes in a sterile dry powdered dosage form that must be reconstituted with 
sterile Water for Injection.

It is not known if SEVENFACT is safe and effective in children under 12 years of age.

WHO SHOULD NOT USE SEVENFACT?
You should not use SEVENFACT if you:

• Are allergic to rabbits.

• Have known allergies to SEVENFACT or any of its components.

Tell your doctor prior to infusing SEVENFACT if you have begun treatment of a bleeding 
episode with another bypassing agent such as activated prothrombin complex concentrate 
(FEIBA®).

WHAT SHOULD I TELL MY HEALTHCARE PROVIDER BEFORE I USE SEVENFACT?
Tell your healthcare provider if you:

• Are pregnant, planning to become pregnant or nursing, as SEVENFACT has not been 
studied in patients with Hemophilia A or B with inhibitors who are pregnant or nursing.

• Had prior blood clots, heart disease, heart failure, abnormal heart rhythms, prior
pulmonary clots or heart surgery.

• Have or have had any other medical conditions.

You and your doctor can then decide whether SEVENFACT is the right treatment for you, as 
well as the proper timing and doses you will need for SEVENFACT to control your bleeding 
episodes at home.

HOW SHOULD I USE SEVENFACT?
Treatment with SEVENFACT should be started by a healthcare provider who is experienced 
in the care of patients with Hemophilia A or B with inhibitors.

SEVENFACT is given as an injection into your vein.

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

Treating at first sign of a bleed is important for bleed management. Your healthcare provider 
will tell you how much

SEVENFACT to use based on your weight and when to administer SEVENFACT.

To administer SEVENFACT:
• Collect all materials needed for your prescribed dose

• Follow the Instructions For Use guide to reconstitute the prescribed number
of SEVENFACT vials

• Infuse following your healthcare provider’s instructions, using infusion materials
from your pharmacy

CONTACT YOUR HEALTHCARE PROVIDER IF YOU:
• Miss a dose, or

• Administer more than your prescribed dose, or

• Think your bleed is not controlled within the expected time frame discussed with
your healthcare provider.

WHAT SHOULD I AVOID WHILE USING SEVENFACT?
• Avoid activity that can create more bleeding once you have completed your

SEVENFACT infusion

• Avoid mixing SEVENFACT with other medications

• Avoid infusing SEVENFACT and other factor-containing therapies [such as activated 
prothrombin complex concentrate (aPCC) or other recombinant Factor VIIa products]
at the same time. This increases your risk of having a disabling blood clot.

WHAT ARE THE POSSIBLE SIDE EFFECTS OF SEVENFACT?
The most common adverse reactions reported in clinical trials for SEVENFACT were 
headache, dizziness, infusionsite discomfort, infusion-site hematoma, infusion-related 
reaction and fever.

A serious allergic reaction to SEVENFACT may occur. If you experience the severe symptoms 
of an allergic reaction after infusing SEVENFACT, seek immediate medical attention. Severe 
symptoms occur when your immune system reacts very strongly to foreign proteins or drugs.

• Hives, itching, rash, difficulty breathing with cough or wheezing, swelling around the 
mouth and throat, tightness of the chest, dizziness or fainting, and low blood pressure
are all symptoms of a severe allergic  reaction (anaphylaxis). Call 911 should you 
experience one or more of these symptoms.

These are not all the possible side effects of SEVENFACT. For more information, ask 
your healthcare provider or pharmacist.

Call your healthcare provider for medical advice about side effects. You may report 
side effects to FDA at 1- 800-FDA-1088.

HOW SHOULD I STORE SEVENFACT?
• SEVENFACT should be stored in its product packaging to protect from light.

• Prior to reconstitution, the SEVENFACT kit should be stored at room temperature
but can be stored between 36°F to 86°F (2°C to 30°C).

• After reconstitution, SEVENFACT should be stored at room temperature but can be
stored between 36°F to 86°F (2°C to 30°C), for up to 4 hours.

• SEVENFACT should not be frozen.

GENERAL INFORMATION ABOUT THE SAFE AND EFFECTIVE USE OF SEVENFACT
This leaflet summarizes the most important information about SEVENFACT.

Do not use SEVENFACT for a condition for which it was not prescribed. Do not give 
SEVENFACT to other people even if they have the same symptoms you have. It may harm 
them.

You can ask your pharmacist or healthcare provider for information about SEVENFACT that 
is written for health professionals.

For more information, go to www.SEVENFACT.com or call 855.718.HEMA (4362).

WHAT ARE THE INGREDIENTS IN SEVENFACT?
Active ingredient: coagulation factor VIIa (recombinant)-jncw

INACTIVE INGREDIENTS: ARGININE HYDROCHOLORIDE, GLYCINE, ISOLEUCINE, 
LYSINE HYDROCHLORIDE, POLYSORBATE 80, TRISODIUM CITRATE DIHYDRATE, 
HYDROCHLORIC ACID, NITROGEN AND WATER FOR INJECTION.
FOR INFORMATION CONTACT:
HEMA Biologics, LLC
4441 Springdale Road
Louisville, Kentucky 40241-1086

Manufactured by:
Laboratoire Francais du Fractionnement et des Biotechnologies S.A. (LFB S.A.)
Les Ulis, 91940
France

Distributed by:
HEMA Biologics
Louisville, KY 40241

U.S. License No. 2061

All trademarks are the property of their respective owners.

“SEVENFACT” is a trademark of LFB S.A.

PATENT Information: https://hemabiodup.wpengine.com/patents/

Approved 04/2020

SEVENFACT is a registered trademark of LFB S.A.

HEMA Biologics, LLC is the exclusive licensee and distributor 
of SEVENFACT in the United States and its territories.

©2020 HEMA Biologics, LLC HBSEV-00015. All rights reserved.
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Coagulation Factor VIIa 
(Recombinant)-jncw
Make the move 

NEW

Summary of Selected Safety Information
What is the most important information I should know about SEVENFACT?
The most serious possible side effect of SEVENFACT is abnormal clotting involving blockage of blood 
vessels, which include stroke, blockage of the main blood vessel to the lung, and deep vein blood clots.

You should know the signs of abnormal clotting and seek medical help immediately if they occur.
Signs of clotting in places other than your site of bleeding can include new onset of swelling and pain in 
limbs, new onset of chest pain, shortness of breath, loss of sensation or motor power, or altered consciousness 
or speech.
*What is SEVENFACT?
SEVENFACT is an injectable medicine used for the treatment and control of bleeding episodes occurring in 
adults and adolescents 12 years of age and older with Hemophilia A or B with inhibitors.
Injecting medicines requires special training; do not attempt to self-infuse unless you have been taught how 
by your healthcare provider.

Who should not use SEVENFACT (coagulation factor VIIa)?
You should not use SEVENFACT if you are allergic to rabbits, or if you have known allergies to SEVENFACT or 
any of its components. Seek immediate medical help if you experience hives, itching, rash, diffi culty breathing 
with cough or wheezing, swelling around the mouth and throat, tightness of the chest, dizziness or fainting, or 
low blood pressure after taking SEVENFACT.
Tell your healthcare provider prior to using SEVENFACT if you have begun treatment of a bleeding episode 
with another bypassing agent.

What should I tell my healthcare provider before I use SEVENFACT?
Tell your healthcare provider if you are pregnant, are nursing, or plan to become pregnant; if you have had 
prior blood clots, heart disease or heart failure, abnormal heart rhythms, prior pulmonary clots, or heart 
surgery; or if you have or have had any other medical conditions.

What are the possible side effects of SEVENFACT?
The most common adverse reactions for SEVENFACT are headache, dizziness, infusion-site discomfort, 
infusion-site hematoma, and infusion-related reaction and fever.
Seek immediate medical help if you have signs of a blood clot or an allergic reaction.

To report SUSPECTED ADVERSE REACTIONS or product complaints, contact HEMA Biologics 
at 1-855-718-4362. You may also report SUSPECTED ADVERSE REACTIONS to the FDA at 
1-800-FDA-1088 or www.fda.gov/medwatch.

Please see Patient Product Information on the next page.
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WIN TICKETS TO 
SUPER BOWL LVI

Grand Prize: 

2 TICKETS TO SUPER BOWL LVI
SUNDAY, FEBRUARY 13, 2022 
 

 

 

 
 
DONATION: $25.00
SCAN QR CODE TO PURCHASE RAFFLE TICKETS
 
*No substitution of the offered prizes may be made, and no
cash will be given in lieu of prizes. Transportation,
 Super Bowl Tickets and Accommodations are not transferable
to any other person. Winner need not be present.
 

It's that time again... the HANJ Super Bowl raffle! 
 
 
 

5 DAYS/4 NIGHTS HOTEL
ACCOMMODATIONS FOR TWO 
  ROUND TRIP AIRFARE FOR TWO 

to LOS ANGELES, CALIFORNIA
(*ALL OTHER EXPENSES ARE THE RESPONSIBILITY OF THE WINNER)

  
Second Prize: $500 Gift Card from Best Buy
 
Drawing will be held Sunday, January 23, 2022 at 8:00 pm
Miller’s Woodbridge Ale House, 350 Highway 9 North, Woodbridge, NJ
Proof of full vaccination or a negative PCR test 72 hours prior is required to attend this event. 

 
 
 
 


