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Every year staff from Hemophilia of Indiana and the Indiana Thrombosis Center and miem-

Board of |[plbkessafthe bleeding disorders community attend Washington Days in Washington DC
presidehd Washington Days provides an opportunity to meet with US House of Representatives jand
Joseph Mc|khthfSenate to advocate on behalf of the bleeding disorders community in Indiana. Dug to the
current pandemic, this yearods event wals s\

Vi ce Pr et i platform, the 2021 Washington Days was a very successful day of meetings. Our Indiana
Jason FIofrgeoup was fortunate enough to meet with Members and their staff from Congressmen
Hol lingsworth and Banks, Congresswomen| Sp:
Treasur e young. In 2020, thanks to incredible advocacy efforts, the Hemophilia SNF Access At (HR
Jeffrey Wan8€ The Consolidated Appropriations Act) was passed on December 21, 2020. This dritical
Secr et af Y legislation will rectify a longtanding problem to improve access to skilled nursing facilities
Mel i ssa BJr B@NFs) fof Medicare beneficiaries with hemophilia and other bleeding disotdelis has
heard from many community members over the years about challenges accessing SNF facili-
ties due to the way that Medicare reimburses bleeding disorders treatmé&his advocacy
Greg Kiflldoesnd6t stop with the passing of this JAct .
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“m counting towards a patientds out fof |
with bleeding disorders is very expensive resulting in a high copay. Many patients negd co
Legal Cop I B 'assistance programs to help them afford their high out of pocket costs. When cogay
Bryce H. Belhaddtahce id dot allowed, many patients cannot afford their treatment and stop takingfthem
or reduce the prescribed dosage which can lead to unintended consequences such as
Staff increased ER visits, joint bleeds/damage, and missed days from work and/or school. JAll
Scott EHnldnrsurance plans should be required to count alpays (regardless of who pays) towards g
Executive| Ppeacgonds OOP maxi mum The ask to our mlemb
Kristy Mc|chS$HRROft@ letter thatis in the House urging Present Biden to prohibit accumulator adjustor
Devel opmen pregrams, dhe ask to our Senate members was to consider writing a similar letter and/or
Di r ect ofr | legislation. The Members and their staff were very receptive which made for positive and
Angel Di RJnjesactive meetings. We still need help from community members and supporters of the
Communi ty |oubkleediagdisorders community. You can contact your House of Representative and Senators
Coor di nalt joand ask them to help support this important initiative. For more information to registerto
vote or find your elected official go to Hemophilia.org under the Advocacy tab!
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Upcoming Virtual Educational Dinners:

Contact Angel DiRuzza at adiruzza@hoii.org to registeLr.
Check out our Facebook (@HEMOINDY) page and website

calendar for more details on upcoming virtual educational
dinners!

Topic: The Road To Independence: Being A
Teen or Young Adult with Hemophilia
Sponsored by Pfizer

When: Tuesday, March 16th

Time: 6:30pm- 7:30pm

Topic: Food and Fitness Basics
sponsored by Novo Nordisk

When: Thursday, April 8th

Time: 6:30pm- 7:30pm

Topic: Tai ChiTuesday .

An interactive virtual Tai Chi lesson in the
Comfort of your own home! Sponsored by CSL Behring

When: Tuesday, April 20th

Time: 6:30pm- 7:30pm

Topic: Supporting Emerging Skills
Sponsored by Sanofi Genzyme.

When: Tuesday, May 18th

Time: 6:30pm- 7:30pm
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Hemophilia

& Thrombosis
‘ Center

COMPREHENSIVE
BLEEDING DISORDER CARE

ALL AT ONE CENTER

All members of IHTC’s clinical care £y

team have extensive experience and

deep expertise in bleeding disorders.

This offers our patients the comfort
and convenience of having every

aspect of their bleeding disorder care
all in one location.

Pediatric Hematologists
Adult Hematologists
Nurse Practitioners
Physician Assistants
Nurses
Physical Therapists
Dental Hygienists
Pharmacy Team
Psychologist
Genetic Counselor
Research
Social Workers
Registered Dietician
Career & School Counselors
Patient Insurance Coordinators
Child Life Specialist

Indiana’s only Center of Excellence for bleeding & clotting disorders

The state’s only federally-designated Hemophilia Treatment Center and
the first HTC in the U.S. to receive national medical home certification

Certified as a Medical Home by Anticoagulation
Center of
Excellence

A AAAHC
8326 Naab Road ° Indianapolis, IN 46260 - 317.871.0000 - www.ihtc.org

ACCREDITATION ASSOCIATION
for AMBULATORY HEALTH CARE, INC.




G0 SEEK. GO EXPLORE. PEOPLE LIKE YOU. STORIES LIKE YOURS.

Explore more at HEMLIBRAjourney.com

GO AHEAD. —
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Discover your sense of go. Discover HEMLIBRA. &,

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 newlborn and older, with hemophilia A with or without factor VIl inhikitors.
What is the most important information | 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 %
inyour arm, leg, lung, or head
Please see Brief Summary of Medication Guide on following page for HEMLIBRA.

Important Safety Information, including Serious Side Effects. emicizumab-kxwh | mg.



Medication Guide
HEMLIBRA® (hemdee-bruh)
(emicizumab-kxwh)
injection, for subcutaneous use

What is the most important information | 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 — hausea or vomiting
— yellowing of skin and eyes - feeling sick

— decreased urination

* Blood dlots (thrombotic events). Blood clots may form in
blood vessels in ‘\(/our arm, leg, lung, or head. Get'medical
help right away if you have any of these si%ns or symptoms of
blood clots during or after treatment with HEMLIBRA:

— awelling 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 Bain or swelling
— fast heart rate — trouble seeing

If aPCC (FEIBA®) is needed, talk to your healthcare provider in
casel 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 prescriﬁtion medicine used for routine prophylaxis
to prevent or reduce the frequency of bleeding eﬁisooles in
adults and children, ages newbom and older, with hemophilia A
with or without factor VIl 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. Itis 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 | 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 t—(IjEM LIBRA exactly as prescribed by your healthcare
rovider.

* Stop (discontinue) prophylactic use of bypassing agents
the day before starting HEMLIBRA prophylaxis.

* You may continue prophylactic use of FRII | for the first
week o¥ 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

ou 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.

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

* [f'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 fora
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 | 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 | 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.

¢ |f 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 daEs 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 peOﬁle, 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.

Manufactured by: Genentech, Inc., A Member of the Roche Group,
1 DNAWay, South San Francisco, CA 94080-4990
US. 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
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HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.

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

The Genentech logo is a registered trademark of Genentech, Inc.
All other trademarks are the property of their respective owners.
©2020 Genentech USA, Inc. All rights reserved. M-US-00007357(v1.0) 09/20
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Patient Education Through Social Media in the COVID

Era
Laurence Woollard

The unparalleled, seismic societal shifts over the past year have
made many of us readjust in ways we’d never imagined. As | write
this, here in the United Kingdom we are facing yet another national
lockdown. Strict physical distancing has meant that people are using
digital social networks to interact and share information on a
historic, extraordinary scale. According to We Are Social, by October
2020, the number of people using social media worldwide
surpassed the 4 billion milestone, with an average of 2 million new
users joining every day.!

Laurence Woo?lard:
Hemophilia influencer

While the environment created by the pandemic has bred many falsehoods on social media from so-
called armchair epidemiologists, the rise in online traffic from housebound, captive audiences has also
inspired more entrepreneurial hustle. Social media is unique; it places people at the center of a vast network,
and shifts power by allowing anyone to become an “influencer.” This relatively new phenomenon has grown
with the mania for online video content, and YouTube is the dominant platform. YouTube influencers, through
their informality and authenticity, can be seen as models for observational learning: they have the potential to
guide or change the beliefs of their followers. One of the standout “heroes” during the pandemic was Joe
Wicks, known as “The Body Coach,” who had over 75 million views globally of his daily “PE with Joe”
fitness sessions on YouTube.

For many people in the bleeding disorder community under lockdown, decreased physical activity may
have negatively impacted their joints and muscles.? In response, patient advocacy groups have been forced to
adopt and improve virtual operations and e-learning approaches using social media to promote their
members’ well-being. For example, the European Haemophilia Consortium (EHC) hosted its physical activity
campaign #thisway through monthly Facebook live sessions with a
specialist physiotherapist.

Social distancing has put a strain on the mental health of many individuals. For young adults in
particular, the World Health Organization (WHQO) has suggested that staying connected with peers through
social media can help them remain positive and challenge mental health stigma. The explosion in popularity of
the entertainment-based platform TikTok—with over 30 million monthly users in the US alone—has
demonstrated the potential not only to convey important health information, but to address these aspects of
the pandemic as well .3

Even pre-COVID, more and more people were using social media to gain knowledge and share their
health experiences.4 As a result, social media has been promoted as an inexpensive means for patient
education, to enable and empower consumers in their health and healthcare-related interactions.*>® This is
particularly significant for people living with chronic conditions, where management and care can be self-
guided, fostered through online peer-to-peer interaction and validation, or assisted by a facilitator or
healthcare professional.4 The number of physicians involved with hemophilia on social media in a professional
capacity is increasing, championed by the likes of Professor Mike Makris in Sheffield, UK, who has become an
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influencer in his own right. Professor Makris believes, “Information is no longer a privilege and the time when
patients are more up to date and better informed than their doctors is already here.”’

Feeling empowered in decision-making about one’s health can play an important role in supporting
people as they seek positive health behavior and lifestyle change. Yet, a high level of patient participation and
engagement is essential. Preliminary studies have shown that social media interventions lead to some positive
effects on the health of people living with chronic diseases, including promoting self-care and self-confidence,
as well as offering psychosocial benefits, but these results are limited.*® Similarly, the reporting in hemophilia
is scarce, although a recent attempt was made to increase awareness of von Willebrand disease by targeting
women in their reproductive years on social media, and inviting them to participate in an online self-
assessment tool to recognize abnormal bleeding symptoms.2

Although social media is now viewed as a universal communication channel, there is a risk of reducing
health information access for those who are not technologically connected. About 22% of the UK’s population
lack basic digital skills,® and 31% of rural US households are still without access to broadband internet.’® The
pandemic stands to make the impacts of digital exclusion worse for the millions of people affected, and the
socioeconomic disadvantaged will be hit the hardest. What’s more, engaging with eHealth (for example,
health information from electronic sources) requires a skill set, or literacy, of its own to appraise and apply the
knowledge gained in addressing and solving a health problem.*

Providers who design social media interventions or campaigns must be mindful of the different
population segments in the patient community to ensure equity of access to educational opportunities, and
not just target those who are more socially mobile and tech- and eHealth-literate. There is also still a strong
need to examine not only how to tailor and deliver more effective and responsive patient education through
social media, but also how to assess its impact on patient health outcomes, especially in the “new normal.”

Laurence Woollard is founder and director of On The Pulse, an independent consultancy partnering with global
healthcare providers and multi-agencies to drive patient education and choice in hemophilia and rare diseases.
Laurence has hemophilia and can be reached at @ TheWoollard on Twitter.
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