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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. Carefully follow your healthcare provider’s 
instructions regarding when to use an on-demand bypassing agent or factor VIII, and the dose and 
schedule to use for breakthrough bleed treatment. HEMLIBRA may cause serious side effects when used 
with activated prothrombin complex concentrate (aPCC; FEIBA®), including thrombotic microangiopathy 
(TMA), and blood clots (thrombotic events). 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.

Please see Brief Summary of Medication Guide on following page for Important Safety 
Information, including Serious Side Effects. 

Discover your sense of go. Discover HEMLIBRA®.

GO SEEK. GO EXPLORE.

GO AHEAD.
PEOPLE LIKE YOU. STORIES LIKE YOURS.
Explore more at HEMLIBRAjourney.com
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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

© 2019 Genentech USA, Inc. All rights reserved. EMI/061818/0106a(2)
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.
The HEMLIBRA logo is a 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.

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.
• You may continue prophylactic use of FVIII for the first 

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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medicine. Eastern PA under no circumstances recommends particular treatments for specific individuals and in all cases recommends that you consult your physician or local Treatment 
Center before pursuing any course of treatment.
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ADVOCACY UPDATE
WASHINGTON, DC 

 

Advocates from 45 states joined the National Hemophilia Foundation and the Hemophilia Federation of America in 
Washington, DC on Wednesday, February 26 - Friday, February 28, 2020 to meet with legislators. The Pennsylvania team 
had appointments with the offices of Representatives Mary Gay Scanlon, Mike Doyle, Conor Lamb, Mike Kelly, Matt 
Cartwright, Chrissy Houlahan, and Brian Fitzpatrick, as well as the offices of Senators Bob Casey and Pat Toomey.

The first “ask” for Congress was to support programs for the HTCs funded by the National Institutes of Health (NIH), 
Centers of Disease Control and Prevention (CDC) and Health Resources and Services Administration (HRSA). HRSA 
provides funding for HTCs to provide multi-disciplinary services not typically covered by insurance, such as PT and 
social work services. Also, as HRSA grantees, most HTCs participate in the 340B Drug Discount Program, which supports 
comprehensive care offered to patients.

The second discussion item was the Hemophilia SNF (skilled nursing facility) Access Act. SNFs typically won’t accept 
Medicare beneficiaries with bleeding disorders because the daily payment isn’t high enough to cover treatment costs. 
The Hemophilia SNF Access Act adds bleeding disorders treatments to the list of high cost, uncommon services that 
SNFs may separately bill for under Medicare Part B.

If you were not able to be in Washington, then meetings can be scheduled at district offices. For more information on 
the issues discussed, please contact Curt Krouse at (484) 445-4282.
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PA Advocacy Day has been cancelled due to the 
Coronavirus (COVID-19). There are still ways you can 
make an impact that include writing letters and making 
phone calls to your legislators. Please visit https://www.
hemophiliasupport.org/ and click on the red box that 
says “Important Foundation Information” to download 
a sample letter to send to your legislator. Be sure to 
customize your letter to include the HTC you are treated 
at and include personal stories why funding for the 
Hemophilia Treatment Centers is important to you. You 
also can download phone call tips and a sample script. 
Don’t hesitate to reach out to us at the Foundation at 
484-445-4282 if you would like to practice a call or go 
over talking points before your call. 

THIS IS OUR LOCAL ISSUE
The Specialty Care Programs funds have been distributed 
in previous years through a state procurement process 
known as a Sole Source request. This ensured that if 
the hemophilia line item was in the state budget, all 7 
hemophilia treatment centers in Pennsylvania received 
state funding. This will end on June 30, 2020. In its place 
is a new grant process called Request for Applications 
(RFAs). The RFAs will use a regional approach, based the 
on the Pennsylvania HealthChoices five regions. Problems 
with this model include:

• There are 7 federally supported hemophilia treatment 
centers (HTCs) but only 5 HealthChoices regions, with 4 
HTCs located in Philadelphia.

• While applicants may apply for multiple regions, having 
only one grant awarded per region is problematic when 
four world class HTCs are in one region (Philadelphia). 
As proposed, the four HTCs in Philadelphia will be 
pitted against each other competing for funding.

• When we voiced this concern in the meeting with the 
Department of Health they told us they expect the 
Treatment Centers to team up to apply for funding. 
But this only creates more problems as to who will be 
responsible for the administrative burden and how will 
the funding be divided between them?

This one-size fits all approach that the Department of 
Health is requiring for all specialty care programs clearly 
doesn’t work for hemophilia and will only jeopardize 
our HTCs funding. Lost funding can result in staff 
positions being eliminated, which will result in loss of 
comprehensive care.

We are asking the General Assembly to keep the 
Hemophilia Program as a separate line item at the 
current fiscal year amount of $959,000. In addition, we 
request that the funding continue to be distributed, as in 
previous years, to all seven hemophilia treatment centers 
in Pennsylvania. 

Here are more resources that you can download on our 
site:

• Hemophilia 101
• Pennsylvania HealthChoices Map and Talking Points

Be sure to let us know the results of your call and if you 
sent a letter. Provide us with as many details as possible. 
Please email or call us at 484-445-4282.

Our primary concern is, and has always been, the health 
and wellness of the people and community we serve. We 
appreciate your understanding during a very dynamic 
situation. We will be in touch in the coming months with 
updates on when we can start to schedule home office 
visits with legislators.

BECOME AN ADVOCACY AMBASSADOR. 

ASK US HOW!

ADVOCACY UPDATE
HARRISBURG, PA 
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HEAD-TO-HEAD
Explore

Pharmacokinetic (PK) 
Study Data

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

 ©2020 Bayer. All rights reserved. All trademarks are the property of their respective owner. Printed in the USA 01/20 PP-JIV-US-1008-1

Pharmacokinetics is the study of the activity 
of drugs in the body over a period of time. 

 Visit PKStudies.com to find out more. 
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BOWLING for a CAUSE
Over 150 community members enjoyed 
a fun day of bowling at Bowling for a 
Cause on Saturday, February 22, 2020 at 
Devon Lanes in Devon, PA. This was a 
complete sell-out as 24 lanes were filled. 
Families enjoyed refreshments, three 
hours of bowling, and the chance to win 
awesome raffle prizes, which included 
30 great items such as a signed Flyers 
hockey puck and stuffed Gritty, Trader 
Joe’s Basket, Chickie’s and Pete’s basket, 
Dave and Buster’s passes, tickets to the 
Lehigh Valley Iron Pigs, and much more. 

The Eastern PA Hemophilia Foundation 
thanks the following companies for their support: 
Keystone Corporate Partners – Bayer, CSL Behring, 
Genentech, Takeda, Accredo, Biomatrix, Cottrill’s, 
CVS Specialty and Soleo Health & Sponsors – Novo 
Nordisk, Octapharma, and BioTekreMEDys. 

Bowling for a Cause will return to Devon Lanes on 
Saturday, February 20, 2021 so be sure to 
save the date!
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Coagulation Factor IX (Recombinant), Albumin Fusion Protein

Important Safety Information 
IDELVION is used to control and prevent bleeding episodes 
in people with hemophilia B. Your doctor might also give 
you IDELVION before surgical procedures. Used regularly as 
prophylaxis, IDELVION can reduce number of bleeding episodes.

IDELVION is administered by intravenous injection into the 
bloodstream, and can be self-administered or administered 
by a caregiver. Do not inject IDELVION without training and 
approval from your healthcare provider or hemophilia 
treatment center.

Tell your healthcare provider of any medical condition you 
might have, including allergies and pregnancy, as well as all 

medications you are taking. Do not use IDELVION if you know 
you are allergic to any of its ingredients, including hamster 
proteins. Tell your doctor if you previously had an allergic 
reaction to any FIX product.

Please see additional Important Safety Information and 
brief summary of prescribing information on adjacent 
page and full prescribing information including patient 
product information at IDELVION.com.

You are encouraged to report negative side effects of 
prescription drugs to the FDA. Visit www.fda.gov/medwatch, 
or call 1-800-FDA-1088.

LONG-LASTING 
BLEED PROTECTION
FOR THE HERO WITHIN

     THE ONLY EXTENDED HALF-LIFE FACTOR IX THERAPY THAT DELIVERS     

0BLEEDS*
SPONTANEOUS DAY

DOSING† 14UP 
TO

FDA APPROVED

Dosing schedules that
�t your lifestyle

High and sustained
steady-state FIX levels

Whether dosed every 7 or 14 days
in clinical trials

STEADY-STATE
TROUGH
LEVELS20%

WITH 7-DAY PROPHYLACTIC USE‡

* Zero median annualized spontaneous bleeding rate when dosed at 7 or 14 days in clinical trials.
† Once well controlled (1 month without spontaneous bleeding or requiring dose adjustments 

on a weekly dose of ≤40 IU/kg), people 12 years and older can be transitioned to 14-day dosing.
‡ The average dose for people receiving prophylaxis every 7 days was 37 IU/kg and every 14 days 

was 73 IU/kg.
§Hemophilia FIX Market Assessment. Third-Party Market Research.

Is it time for a switch? Learn more at IDELVION.com 1#
FACTOR IX
CHOICEW

HEN CHANGING THERAPY
§ 

IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC.
IDELVION® is a registered trademark of CSL Behring Lengnau AG.
Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2019 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring.com   www.IDELVION.com   IDL-0307-MAY19
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Important Safety Information (cont’d)
Stop treatment and immediately contact your healthcare 
provider if you see signs of an allergic reaction, including a 
rash or hives, itching, tightness of chest or throat, difficulty 
breathing, lightheadedness, dizziness, nausea, or a 
decrease in blood pressure.

Your body can make antibodies, called inhibitors, against 
Factor IX, which could stop IDELVION from working properly. 
You might need to be tested for inhibitors from time to time. 
IDELVION might also increase the risk of abnormal blood clots 

in your body, especially if you have risk factors. Call your 
healthcare provider if you have chest pain, difficulty 
breathing, or leg tenderness or swelling.

In clinical trials for IDELVION, headache was the only side 
effect occurring in more than 1% of patients (1.8%), but is 
not the only side effect possible. Tell your healthcare provider 
about any side effect that bothers you or does not go away, 
or if bleeding is not controlled with IDELVION.

IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC.
IDELVION® is a registered trademark of CSL Behring Lengnau AG.
Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2019 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring.com   www.IDELVION.com   IDL-0307-MAY19

IDELVION®, Coagulation Factor IX (Recombinant), 
Albumin Fusion Protein

Initial U.S. Approval: 2016

BRIEF SUMMARY OF PRESCRIBING INFORMATION

These highlights do not include all the information needed 
to use IDELVION safely and effectively. Please see full 
prescribing information for IDELVION, which has a section 
with information directed specifically to patients.

What is IDELVION?

IDELVION is an injectable medicine used to replace clotting 
Factor IX that is absent or insufficient in people with 
hemophilia B. Hemophilia B, also called congenital Factor IX 
deficiency or Christmas disease, is an inherited bleeding 
disorder that prevents blood from clotting normally.

IDELVION is used to control and prevent bleeding episodes. 
Your healthcare provider may give you IDELVION when you 
have surgery. IDELVION can reduce the number of bleeding 
episodes when used regularly (prophylaxis).

Who should not use IDELVION?

You should not use IDELVION if you have had life-threatening 
hypersensitivity reactions to IDELVION, or are allergic to:

•  hamster proteins

• any ingredient of IDELVION

Tell your healthcare provider if you have had an allergic 
reaction to any Factor IX product prior to using IDELVION.

What should I tell my healthcare provider before 
using IDELVION?

Discuss the following with your healthcare provider:

•  Your general health, including any medical condition you 
have or have had, including pregnancy, and any medical 
problems you may be having

•  Any medicines you are taking, both prescription and 
non-prescription, and including any vitamins, supplements, 
or herbal remedies

•  Allergies you might have, including allergies to hamster proteins

•  Known inhibitors to Factor IX that you’ve experienced or been 
told you have (because IDELVION might not work for you)

What must I know about administering IDELVION?

•  IDELVION is administered intravenously, directly into 
the bloodstream.

•  IDELVION can be self-administered or administered by a 
caregiver with training and approval from your healthcare 
provider or hemophilia treatment center. (For directions 
on reconstituting and administering IDELVION, see 
the Instructions for Use in the FDA-Approved Patient 
Labeling section of the full prescribing information.)

•  Your healthcare provider will tell you how much IDELVION to 
use based on your weight, the severity of your hemophilia B, 
your age, and other factors. Call your healthcare provider 
right away if your bleeding does not stop after taking 
IDELVION.

•  Blood tests may be needed after you start IDELVION to ensure 
that your blood level of Factor IX is high enough to properly 
clot your blood.

What are the possible side effects of IDELVION?

Allergic reactions can occur with IDELVION. Call your 
healthcare provider right away and stop treatment if you 
get a rash or hives, itching, tightness of the chest or throat, 
difficulty breathing, light-headedness, dizziness, nausea, or 
decrease in blood pressure.

Your body can make antibodies, called inhibitors, against 
Factor IX, which could stop IDELVION from working properly. 
Your healthcare provider may need to test your blood for 
inhibitors from time to time.

IDELVION might increase the risk of abnormal blood clots 
forming in your body, especially if you have risk factors for 
such clots. Call your healthcare provider if you experience 
chest pain, difficulty breathing, or leg tenderness or swelling 
while being treated with IDELVION.

A common side effect of IDELVION is headache. This is not 
the only side effect possible. Tell your healthcare provider 
about any side effect that bothers you or does not go away.

Based on May 2018 revision 

Please see full prescribing information, including 
FDA-approved patient labeling. 

You are encouraged to report negative side effects of 
prescription drugs to the FDA. Visit www.fda.gov/medwatch 
or call 1-800-FDA-1088.
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HTC SPOTLIGHT
This interview was conducted with  
CARAH TENZER, MSW, LSW.   
Carah is the Social Worker at the  
Lehigh Valley Hospital Hemophilia Treatment Center.

WHERE ARE YOU ORIGINALLY FROM?
I grew up in Essex County, New Jersey. I attended the 
University of Vermont as an undergraduate, and got my 
Master’s in Social Work years later, once I was settled with 

my family in the Lehigh Valley.

HOW LONG HAVE YOU WORKED AT 
LEHIGH VALLEY HEMOPHILIA TREATMENT 
CENTER? 
I was a social work intern in the Cancer Program (which 
includes hematology) during my second year of field 
study. I met the Hemophilia Team during that year, and 
when my supervisor/mentor retired, they brought me 
aboard. What an honor! I’ve worked at our HTC at LVH-
Muhlenberg since 2014.

WHAT INITIALLY ATTRACTED YOU TO 
SOCIAL WORK?
I have a real curiosity about people and have always 
felt like a resourceful problem-solver, so it was an easy 
fit with social work. Now that I’m in the field, I realize 
what a broad specialty it is, and the many ways social 
workers benefit people and families. Being part of the 
Mid-Atlantic region of federally funded HTCs, I have the 
benefit of working among a larger pool of social workers 
dedicated to the bleeding disorders community, so there 
is rarely a problem that can’t be creatively addressed.

WHAT DO YOU THINK ARE THE BIGGEST 
SOCIAL ISSUES FACING PEOPLE WITH 
BLEEDING DISORDERS? 
Personally, I am a big proponent of bleeding disorders 
camp and getting an education that improves the 
likelihood of getting fairly paid, joint-friendly 
employment. I do think that isolation due to having 
a chronic issue- and not participating in the bleeding 
disorders community- is unfortunate. And I am hopeful 
that the efficacy of newer hemophilia medications will 
help our patients avoid debilitating bleeds, so that they’re 
able to get the most out of school and find meaningful 
work. 

WHAT KIND OF RESOURCES DOES THE 
HTC PROVIDE FOR PATIENTS, OUTSIDE OF 
MEDICAL CARE?
Excellent medical care and thorough education for 
patients are our best resources. Beyond that, we provide 
referrals for care in other specialties, and encourage use 
of Occupational/Vocational Rehabilitation or counseling 
as needed. Our growth within the LVHN HTC, which today 
includes genetic counseling and a dietician, in addition to 
social work and physical therapy, has provided additional 
resources more than ever for patient’s social, emotional, 
physical, and occupational health. 

HOW HAS THE RELATIONSHIP WITH THE 
EASTERN PA HEMOPHILIA FOUNDATION 
HELPED YOU TO BETTER SERVE YOUR 
PATIENTS?
The Eastern PA Hemophilia Foundation is there for the 
bleeding disorders community in ways that our office can’t 
be. They offer timely and pertinent education sessions, 
emergency assistance, and resources like MedicAlert tags 
and comfy caps for children. But most importantly, they put 
the COMMUNITY in “bleeding disorders community” by 
bringing individuals and families of all stages together for 
support groups or recreation and fun! We encourage our 
patients to engage with EPHF as often as possible.

WHAT IS YOUR FAVORITE PART OF YOUR JOB?
Our whole team enjoys seeing our patients for their 
comprehensive clinic visits. When there are issues- 
medical, social, financial, or something else- it’s our 
purpose and privilege to help to the best of our collective 
ability. We relish and empathize with our patients in good 
and bad. Those face to face visits are meaningful for us 
and the patients, and are the best and most rewarding 
part of working in the HTC.

WHAT DO YOU LIKE TO DO IN YOUR 
SPARE TIME?
I’m an active volunteer for a few non-profit organizations, 
so I always have projects going. I love to read (which I 
don’t do enough anymore), hike, and spend time with 
friends, family, and OF COURSE the dog.
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EASTERN PENNSYLVANIA HEMOPHILIA FOUNDATION

https://runsignup.com/Race/PA/Norristown/1Walk

•	 Dance	Party

•	 Face	Painting

•	 Giveaways

•	 Refreshments

•	 T-shirts	for	all	registrants

•	 Animal	meet	and	greet

•	 Discounts	to	the	

carousel,	train,	and	

animal	feeding

•	 All	day	access	to	the	zoo

CONTACT Kelly McManus on ideas to FUNDRAISE
kellym@hemophiliasupport.org or 484-445-4282

Elmwood Park Zoo  
1661 Harding Blvd, Norristown, PA 19401

Festivities include:

CREATE A TEAM AND FUNDRAISE  
TO SUPPORT EPHF  

PROGRAMS AND SERVICES.

Sunday, October 4, 2020
8:00AM



 The Winning Spirit 

Spring 2020
15

 

 

Eastern PA  
Hemophilia Foundation  2020 Family Camp                       September 18 –20 

We are going back to Camp Kweebec this September. Nestled on 186 acres in Montgomery 
County, Camp Kweebec is the perfect site for a weekend family event. The camp has nice, clean 
cabins that are bright and airy and elevated off the ground with bathrooms.   

We will have delicious family-style food throughout the weekend. The camp has tennis, 
basketball and volleyball courts, soccer and baseball fields, and boating.  There will also be a full 
arts and crafts program and a special dinosaur show and dance party on Saturday night. In case 
of inclement weather, there are many indoor areas that will accommodate our group with fun 
activities.  

• The weekend is for children with bleeding disorders, under the 
age of 18, and their immediate family members. Bleeding 
disorders include hemophilia, von Willebrand Disease, and other 
factor deficiencies. 
 

• Each family can bring a maximum of 6 people to camp. Each 
family must complete their OWN application. Multiple families on 
one application will not be accepted. 

 
• The Hemophilia Treatment Center (HTC) for each patient MUST 

be listed for the application to be considered. Patients must be 
seen at one of the 6 Treatment Centers in our coverage area. 
These treatment centers include: Children’s Hospital of Philadelphia, 
St. Christopher’s Hospital for Children, Hospital of the University of 
Pennsylvania, Thomas Jefferson University Hospital, Penn State 
Hershey Medical Center, and Lehigh Valley Hospital. Eastern PA 
Hemophilia Foundation will be verifying patient status with each 
treatment center.   
 

• Everyone who registers is expected to stay the entire weekend. 
No Saturday only visits. 

 
• Please do not cancel once registered unless it is a true emergency 

because this event has limited space. If you are unable to attend, 
please contact the Eastern PA Hemophilia Foundation immediately. 
Registering, not showing up, and not corresponding with the Eastern 
PA Hemophilia Foundation will affect your ability to attend this event 
in the future. 

 

 

Camp 
Kweebec 

There is no cost for this event. 

 

Family Camp Requirements for 2020 

How to Register for Family Camp 

The registration deadline is September 4, 
2020 or until the cabins are full. Please 
complete the enclosed registration and 
release of liability forms and send them 
back to the Chapter. We are able to 
accommodate about 200 people for the 
weekend on a first-come, first-served basis. 
When the date gets closer, we will send you 
the agenda for the weekend and a list of 
what to pack. Registration can be sent by 
email or mailed to: 

lindsayf@hemophiliasupport.org 

Eastern PA Hemophilia Foundation  
1489 Baltimore Pike, Suite 227 
Springfield, PA 19064 
Attn: Lindsay Frei 

If you have any questions please call  
(484) 445-4282. 

 

 

Camp Kweebec 
157 Game Farm Road 
Schwenksville, PA 19473 

Get registration information on our website: https://www.hemophiliasupport.org 
Contact Lindsay Frei at lindsayf@hemophiliasupport.org or (484) 445-4282.

Back to School Night

 

RSVP         to Kelly McManus  
kellym@hemophiliasupport.org or 484-445-4282

Thursday, August 13, 2020 
Time: 6:30pm

by August 3

Prepare to go back to school with educational programs presented by the 

Hemophilia Federation of America. For the children there will be a goal-setting 

program and for the caregivers there will be a self-advocacy program.

THIS IS A FREE PROGRAM THAT WILL BE FILLED 
ON A FIRST–COME, FIRST–SERVED BASIS.

Dave and Buster’s 
325 N Christopher Columbus Blvd 
Philadelphia, PA 19106
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SHOULD YOU TELL? 
NAVIGATING THE TRICKY ISSUE 
OF DISCLOSING YOUR BLEEDING 
DISORDER TO POTENTIAL 
EMPLOYERS  
HERE’S WHAT TO CONSIDER IF YOU’RE 
LOOKING FOR A JOB
Author: Christina Frank

Generation Next
Whether you’ve just graduated from college and are 
on the hunt for your first job, or you’re considering a 
career transition, you may wonder when, how—or if—to 
disclose information about your bleeding disorder. Here 
are a few strategies to help you navigate your way.

Decide when to disclose
It is entirely up to you when to disclose your bleeding 
disorder. In general, however, for jobs outside the 
bleeding disorders community, it’s probably simpler not 
to reveal your bleeding disorder at first—either on your 
resume when applying or during an initial interview. 
Even if you use adaptive equipment to assist your 
mobility, such as crutches or a wheelchair, your privacy is 
protected by the Americans with Disabilities Act.

Most hiring managers do tend to appreciate knowing 
about an employee’s condition before the final hire, says 
Rosalind Joffe, a career coach who specializes in working 
with people with chronic illnesses. “At that point, they 
already want you and, ideally, want to make it as easy as 
possible for you to do a good job,” she says. And if you 
need accommodations—such as an ergonomic desk chair 
or a parking space near the office, for example—you’ll 
probably appreciate having them put in place from the 
get-go.

Keep in mind that even if you prefer not to disclose your 
condition to a top-level manager, at some point someone 
in your office should know about your bleeding disorder 
and what to do in case of an emergency. You may want 
to choose a co-worker who works near you or with you 
regularly.

Dispel fears
Bethany McCabe mentions the “shock factor” people 
with bleeding disorders can encounter when telling 

others about their condition. McCabe, 21, is a marketing 
specialist in Colorado and a symptomatic hemophilia 
carrier. People may worry that you’ll bleed or that they 
can catch the disease, or they will associate it with HIV 
and assume a “blame the victim” mentality. “Just present 
it in a matter-of-fact way and point out you’ve been 
living with this disorder your whole life and that you 
have never had a problem managing it,” McCabe says.

You do you
Ultimately, you know yourself better than anyone, and 
you know what your limits are, or aren’t. Remember 
that you were hired for your specific abilities to do 
the job, and being honest with your employer about 
your bleeding disorder can prove useful in building a 
solid rapport based on mutual trust, which is key in any 
employer-manager relationship. “Having a bleeding 
disorder is just something about you,” stresses McCabe. 
“It doesn’t define you.”

What to Look for in Health Insurance
If you have a chronic condition, it’s especially important 
that your insurance adequately covers your health needs.

Of course, this doesn’t mean you shouldn’t take a job if 
the insurance package is undesirable.  You may be able 
to afford out-of-pocket expenses or to buy your own 
insurance. Only you know what is financially feasible 
and how much you’re willing or able to compromise 
on benefits for a particular job opportunity. But if a 
potential employer offers health insurance, check if the 
plan has the following coverage and benefits:

• Prescription drug coverage
• Access to specialists
• Coverage for people with preexisting conditions
• No annual or lifetime cap

Originally Published in HemAware, National Hemophilia Foundation 2020
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On Thursday, February 6, 2020, 40 
community members were able to 
attend the Philadelphia Flyers vs. 
New Jersey Devils game at Wells 
Fargo Center through a generous 
donation from the team. We were 
happy to hear that everyone had a 
fun night filled with family, friends, 
food, and hockey. 

GO FLYERS!

On Friday, March 6, 2020, EPHF families attended a 
wonderful education program hosted by Genentech at 
Maggiano’s Little Italy Restaurant in King of Prussia. The 
content was developed by the University of Pennsylvania’s 
Positive Psychology Center to help the bleeding disorders 
community explore how to maintain strong relationships 
through trust and connection. Participants were able to 
learn a step-by-step approach on how to successfully resolve 
communication issues. It was very interactive, so everyone 
was able to share information and reflect on their own 
situations. During the program, the attendees also were able 
to enjoy a delicious meal, as well as connect with others in 
the community. 

A special thank you to Genentech for hosting this event 
and the University of Pennsylvania’s Psychology Center for 
facilitating the program. 

THE SCIENCE OF CONNECTION
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The Men’s & Women’s Groups each had their first outing of the year 
on Friday, February 21, 2020 at the beautiful Hotel Bethlehem in 
Bethlehem, PA.  The evening featured a delicious dinner sponsored by 
Bayer and programming sponsored by the Hemophilia Federation of 
America. 

The Women’s Group presentation was on medical marijuana entitled 
Cannabis, Chronic Pain and Caveats for Bleeding Disorders Patients 
presented by Ellen Kachalsky, LCSW. The Men’s Group had a lively 
interactive wrap session led by Steve Long, executive board member 
for HFA that featured topics such as advocacy, programming and 
education.

For more information about the Men’s & Women’s Groups, 
please contact Curt Krouse and Lindsay Frei.

MEN’S & 
WOMEN’S 
GROUPS
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BLEEDING DISORDERS

cottrillspharmacy.com

Patient care and service is our top priority
•  We will supply you with your choice of products  

and all needed ancillaries.

•   We will provide assistance with maintaining infusion  
treatment logs and communicating these with your  
health care provider.

•  We are committed to maintaining consistent  
communication between you, your primary care  
provider, your Hemophilia Treatment Center and  
any other designated or responsible family members.

•  We offer expert assistance from our reimbursement  
specialists who carefully review any patient cost sharing  
obligations making sure you receive the benefits you are 
entitled to.

Hemophilia • Willebrand (vWD)

cottrillspharmacy.com

Helping you maintain a happy healthy, lifestyle

Tony Tezak       717-480-8008 
Evelyn Tezak    717-557-6004
Representing 
COTTRILL’S Specialty Pharmacy

At CVS Specialty™, we’ve been helping families 
like yours for over 30 years. Our caring patient 
support helps ensure safety, convenient access  
and satisfaction.

CVSspecialty.com

Karen M. Gingrich  
Client Relations Executive
215-595-4863    
karen.mcgoniglegingrich@cvshealth.com

Sheri Reed  
Client Relations Executive
610-357-9985    
sheri.reed@cvshealth.com

Trust the Experience

©2016 CVS Specialty.  
All rights reserved.  75-30419a  072516

At BioMatrix, our focus is 
to make the journey 
easier for both patients 
and their families.

Living with a bleeding 
disorder can impact 
many areas of life. 

bleedingdisorders.biomatrixsprx.com

To learn 
more, 
visit us 
online:
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