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NOHF MISSION

TO ENHANCE THE QUALITY OF LIFE FOR PEOPLE WITH BLEEDING
DISORDERS AND THEIR FAMILIES, THROUGH ADVOCACY, EDUCATION,
RESEARCH AND OTHER CONSTITUENCY SERVICES.




NOTE ) o

By Tanya Ricchi

Happy Fall! It may not look like the harvest seasons of past,
but we hope that you and your families are staying healthy
and well and finding some joy in the change of the season.

The staff at NOHF are still busy planning programs and
events. While nothing matches the warmth of in-person
connection, it has still been nice to see familiar community
faces in the zoom boxes every few weeks! We have some fun
and educational virtual programs planned for the coming
months: The Unite for Bleeding Disorders Walk, a bingo
night, ladies wreath making, a joint health program, Family
Camp, the Annual Meeting, Black and Blue Ball and even a
pumpkin carving competition withe the Northwest Ohio
Hemophilia Foundation! Check out our calendar on page 7

and join us!

Fall 2020

We also have a NEW website that we will keep updated with
event information and other pertinent news. Check it out
when you have a minute. We hope you find it easy to navigate
with plenty of good information and resources.

In closing, we know these times are difficult for so many of
our families. Please remember that WE ARE HERE TO HELP
YOU. It's our mission and the reason we exist. If you are
struggling and need assistance, please reach out to me and
we will do what we can to help. We have a separate assistance
fund for those whose financial situations have been
impacted by COVID and have received additional grant
funds from many of our industry, regional and national

partners for just this purpose.

We hope to hear from you and see you on our screens soon!

-Tanya
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UNITE FOR BLEEDING DISORDERS
"I ﬁl&

OUR WALK IS VIRTUAL

&7

IN 2020!
UNITE TOGETHER, EVEN APART

JOIN U5 ON SEPTEMBER 12, 2020.
ANY CITY, ANY TIME

We can't be ingeﬂ'l-zr in-person, but we can still UNITE and walk
for the NOHF and all those with b|tedir|g disorders.

Register today: www.nohf.org
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Unite

for Bleeding Disorders

IT’'S ALMOST TIME TO WALK!

We appreciate all of you during this time of uncertainty.
While everyone is navigating their new "normal”, we want
to make sure your safety is our top priority. With that said,
it is with a heavy heart the decision was made that our
Unite for Bleeding Disorders walk will be virtual this year.
Our requests for emergency assistance have increased
during the pandemic and your help is needed more than

ever.

What does this mean? Although we won't be able to be
together at the Akron Zoo this year, we still plan on walking
TOGETHER on Saturday, September 12. YOU choose the
time and location: your neighborhood, a local park, your

backyard. Walk with your team OR individually. You get to

choose how you walk! Be sure to take plenty of pictures
and videos, upload them and use the hashtag
#NOHFUnite2020. Let's "Unite, Even If Apart" this year.

Walkers raising $25 or more will receive an official Walk t-
shirt and a $10 gift card to Panera. Use this for an

individual lunch or pool your cards together and have a

celebratory lunch for your whole team! Special thank you

to our Exclusive Local Presenting and Lunch sponsor,
Akron Children's Hospital. Our deep appreciation for their
continued support of this event. Thanks to all our 2020
sponsors: Novo Nordisk, Premier Bank, CSL Behring and

Biomarin.

Visit our website, www.nohf.org, to register as an individual
or a team. Questions? Contact Dawn, dawn@nohf.org or
216.834.0051
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CEESEERRC N EXPLORE. PEOPLE LIKE YOU. STORIES LIKE YOURS.

Explore more at HEMLIBRAjourney.com

GO AHEAD. —

—]

Discover your sense of go. Discover HEMLIBRA®

What is HEMLIERA?

HEMLIERA, iz & prescription mesdicine used for routine prophylaxis o prevent or raduce the frequency of bleeding
episodes in adults end children, ages newborn and oldsr, with hemophilis & with or without factor VI inhibitons.

What is the most important informeateon | shouwld know about HEMLIER A

HEMLIBR A increases the potential for your blood to clot. Carefully follow your healthcare prowvider's
mstructions regarding when to use an on-demand bypassing agent or factor Vi, and the dose and
schedule to use for breakthrough bleed treatment. HEMLUIBRA may cause sertous side effects when used
with activated prothrombin complex concentrate (aPCC; FEIBA®), including thrombotic microangiopathy
(TMA), and blood clots (thrombotic events). If aPCC (FEIBAY is needed, talk to your healthcare provider m
case you feel you need more than 100 Wkg of aPCC (FEIBA®Y) total.

Fleaze s=e Briaf Summary of Medication Guide on following pege for Important Safety f
Information, including Senious Side Effects. HEMLIBERR.

smicigumab-kiwh | =,
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Medication Guide
HEMLIBRA®* (hem-lee-brubh)
{mmascizumab-kaoevh)
injection, for subortene ous us=

‘What is the most important information | should keow abosrt
HEMILIBRAT

mmmw I:iundinl:bl.

m ﬂl}-d'lil mﬂmmt

use for breakthrough blesd treatment.

HEMLIBRA may cansa tha following serious side offects whon
usad with actieated prothrombin complex comcentrate (aPCIC;
FEIRA#), including:

* Thrombotic ltm.-ﬂ:d;hj{'l'llﬂ.'lhil is @ comdition
inwalving blood clots injury to small blood wessels that
may cause ham o you brain, and cther crgans. Get

h:d::{:
miedical hhmﬂmylf lum}lafﬂuiul:mng signs

Erm = siomach jabdomen)
EWEATIERS

- of bad: pain
. Jehowag of don and epes ~ fosling s
= ye Nl iy - ng
= decreased urinaticn
+ Blood clots otic svents). Blood clots may form in
blcad in r:ur arm, leg, nrhud.ﬂ-l-t rnldll:ll
e lp right avey iF you have any of lwﬂm
blood dnhmmgu:hmmtﬁﬂﬁh z
= gwalling in ams or legs - mblmd
= [pain o in yodr = feal
arms or begs = haadache
= shorires of breath = numbness in your face
= «hest pain or tightress - or mllrlg
= fast hoart mte -

I aPCC (FEIBAT is nosded, talk to healthcars im
m]l:-w'lld]l n-ldlmﬁn#uﬂq ul'.ﬂg.;l.ul..;ﬂ

Sec “What are the possible side effects of HEMLIBRA " for
micre information about sde efects.

‘What is HEMLIERAT

HEMLIERA, is a i ml-:lcn;fl._di:tm'hr- I
m‘?ﬂ[ﬂdmr s newbom and nlehhr:'g I'-l'ruplr:illl &
with or without factor VIl inhibitoms.
Hlmq:\hll A Fg-nplnl

;ﬁl I:"“'Eh'a:u:u:l-x':l:l‘l:h ri'l"l-:l:ar'uﬂll:l
pI'I'UI'I'l‘Il :I-n'ﬂng narmially.

HEHLIEMII.&W antibody that bridges clotting factors
o help your blood

Bafore using HEMLIBRA, tell your healthcare provider about
all nl'y-uilr medical conditions, imduding F you:

* or plan to become lnrr. Itllnutl:ru'ln if

miay yourunbo les who ane
ll:ht:lnbln:ml mtimldl.rnll:lthmn'hnl

| e dvy

Tedl your healthcare provider about all the medicinas you
take, induding presc nptl:nrr-drunn, e the-counter
m.ﬂew ﬂtmnr Kllf & list of them
n_‘é.uu I'I:I'-c.lpmﬂdl-rrdphl wihan you get a
i icine.

How should | use HEMLIBRA?

Soa the dotalled “Instructions for Liza®™ that comses with your
HEMLIBRA, for information nlhn-mm-d inject a

dosa of BRA, and how to proparly
|disposa -dn.-:h:-l:lm
* thHEHIJEEAmcH}I a3 prescrited I::,,I:,,ul.l'l'ﬂlﬂ'rurl
agants
for the first

_.::r_,.ﬁ_,.ﬁ
«  FEMLIBRL is E|UI'|'| as an injection under your skin

njection) by you or a canegiver
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* "l'i:nl.rl'ﬂl'ﬂ'lclrl vider should show rca
e, n'ﬂf.l?l and inject ]mr:ﬂc‘fﬁmm.lﬂﬂ
]wmllfiurﬂ'-ﬁrn:ﬁm
. ar
ha rﬁﬂiﬂ#ﬂhﬁ%mhlhlhmﬂ
# "l'i:nl.rl'ﬂl'ﬂ'lclrl prnu‘mhfv.lll your dose bu-:lm]luq.lr

waight. If i alth idle
= o wll rI'DI'I'dI'H IJEFEA trrrln'nulln:hlz-r e i F“EIJ -
winks Then mllmnﬂulmﬂurﬂdﬂuupﬂuﬁrﬁlﬂ

your ha o
* Er:,.nu mlnllm'an-EHUEE.i.nnij:d'-ldd-:ld.lj,

showld give the dose as soon as r.r-rrl:-r‘fhrm:t

ﬂ'ﬂmhﬂddﬂﬂﬂth‘bﬂﬂ'—m uled
dose, ard then continue your nomad dosing schediube,
ﬂunl:ll: ive two doses on the same day to make up fora

. I'EHIJE interfere with laboratory tests that measure how

m’h&nﬂjuchh'g and may cause a false eedng. Tak o
Ithcare provider about how this may affect your cane.
What are the possible side effects of HEMLIBRAY

. &l'“htiﬁlrmiw'hdhhr-ﬁ:nlﬁnil:lhm
about HEMLIBRAT

The most common side effects of HEMLIBRA incudac
= redress, tendemess, warmith, or Bching at the site of injection
headachs

. Jeint pain
These anre not all of the possible side effects of HEMLUER A,

Call your doctor for medical advios about side effects. *ow many
report side effects to FOM at 1-B00-FDuA- 1088

Hoer should | store HEMLIERA&T
# StamHEHLIEE.ﬂ;In'Hu refrigerator at 34°F to 28°F [2%C o 8°C)L

* Store HEMLIERA in the orginal carton to protect the wals

= Dnrﬂl?ﬂlthEHLIEEA.
= | mpadisd, u vials of HEMLIBRA can b stoned out of

of 7 er:l:l“pln‘h.l rll'tlrﬂ'mE.‘Fm"CJ.
= &fpr i, s fran ﬁunhﬂihhl]drh?,
HEMLIBRA should be used right

*  Theow away (dispose of) any unused HERMLIBRS left in the wial
Kaoop HEMLIBRA and all madicines out of the madh of childran.

Gnaral information about the safe and effedtive use of
HEMLIBRA.

Madicines ane mprlla‘hdfnr -u.nﬁurﬂun'ﬂ'ﬂu
mnlhﬁ: GI.IﬂII.DIDFIﬂTLHIl‘ErE:J
it was not bed. DnnatgrﬂHEhI.lERﬁ.

e if thry have the same symipboms that
h:'ul Itmnlrlm "|'i:|uc.|r1:i-|: acist or

far information about H ﬁ'ﬂ'ultummiull'ﬂl'lh
smionaks.

What are the ingrediests in HEMLIBRAY
Mctive ingredient: emiczumab-icost

Imactive imgredisnts: L-asginine, L-histidne, poloamer 188, and
L-aspartic acid.

Clarean I A.hhnhﬂnfhﬁnd'-l:lﬂ.n.
hﬁ-dgnr?rrrd L, W00

[ LT
! UA. Liessrs H:..%

HERLIB® uw rqihr:l'r.:h'r.kd’ﬂh.;.l Phrmemincsutiosd Co, Lid, Tokopo, Jnpan
Inc &l rights reasrvea.
For micaw l'rbnul:l:hn. I.:_IHEHLmu:mcr cull 1-Ed-HERLIRA,
Thhll.ld:lll:n\".'uﬁ-hllhﬂnlmm Frezed wred Drug Aaimnlntewiion

=z

HEMLIBERA.

gmicizurmab-kxwh | =g

0 20N Germntech LEA, Irne. Al rghis e, ERTE1 E1A0 02al0]
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NOHF

3oth Annual 6) “Wv

Golf Outing OF EVENTS

SHAKER HEIGHTS
COUNTRY CLUB

MONDAY, JULY 20, 2020

It was another picture-perfect day for the NOHF's S
30th and FINAL annual Golf Outing benefitting the
Matteo Memorial Fund in memory of Ron and Tim
Matteo.

Factor One Source Bingo Night

Unite Walk
Golfers came out in full force swinging their clubs at
the Shaker Heights Country Club. We had raffles

galore, and for those golfers who wanted to brag, a CVS Program "Healthy Joints”

putting contest!

Virtual Family Camp
Thanks to all our golfers, volunteers and sponsors for (Kids with a bleeding disorder

ages 4-10 and their familieis)

their support over all 30 years, we truly appreciate
you.

Special thanks to our 2020 sponsors: Akron
Children's Hospital, Bayer, CSL Behring, Novo Nordisk
and Medexus.

Cottrill's Wreath
Making Activity

Virtual Black & Blue Ball

Pumpkin Carving
Contest

Virtual Annual

Meeting

Visit the NEW website for times and details!

www.nohf.org
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BOE has hemophilla & with nhibitors.

What is NovoSeven® RT?

MovoSeven® RT (coagulation Factor Wila, recombinant) is an injectable medidne used for:

* Treatment of bleeding and prevention of bleeding for surgeries and procedures in adults and children
with hemophilia A or B with inhibitors, congenital Factor VIl (FVII) deficiency, and Glanzmann’s
thrombasthenia with a decreased or absent response to platelet transfusions

* Treatment of bleeding and prevention of bleading for surgeries and procaduras in adults with
acquired hemophilia

Important Safety Information
Whiat is the most important information | should know about NovoSeven® RT?

NovoSeven® RT may cause serious side effects, including:

* Serious blood clots that form in weins and arteries with the use of NovoSeven® RT have bean reported

* Your healthcare provider should discuss the risks and explain the signs and symptoms of blood clots to you,
Some signs of a blood clot may include pain, swealling, warmth, redness, or a lump in your legs or arms, chest
pain, shortnass of breath, or sudden severe headache andfor loss of consciousnass or function

* Your healthcare provider should monitor you for blood clots during treatment with NovoSevan® RT

* You should not use MovoSaven® BT if you have ever had allergic (hypersensitivity) reactions, including severa,
whiole body reactions (anaphylaxis) to NovoSeven® RT, any of its ingradiants, or mica, hamstars, or cows.
Signs of allergic reaction include shortness of breath, rash, itching (pruritus), redness of the skin {erythemal,
or fainting/dizziness

Howo Nordisk Inc., BOO Scudders MINl Road, Flalnsbono, New Jarsey 08535 L5 A

Hovosasen® Is @ registerad trademark of Hovo Nondkk Health Care A5,
< B Hove Nordisk b 3 raglstered trademark of Movo Nordisk &%,
novo nordisk © 2019 Moo Mordkk  Printodinthe LLSA  USTEMSWNOOIZS  lanuary 2018
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In hemophilia with inhibitors,

Bleeds happen:

Take control with
NovoSeven® RT

Controlling bleeds, whenever they happen

* Proven effective to treat hemophilla A or B with Inhibitors,
at home and In the hospltal

Safety supported by clinical trial data
* Low rata (0.2%) of blood clots®

Speed when it's needed
* Fast to mix, fast to Infuse, and fast to control bleadst

MNovoSeven® RT—committed to your experience
* More than 20 years of research and long-term clinlcal experlenca:

2Far pecple with Femophilla & or Eweh inhbioes.
Iadminktar 25 2 dow bolus Infacion over 2-5 minutes, depending on tha dosa administaed
{Compassiorata wa, alss known & eqpanded aooes:, began enmcling In 1983; FO& approval mecaivad In 1255,

Visit NovoSevenRT.com today to learn more

What should | tell my healthcare provider before using NovoSeven® RT?

# Tall your healthcare provider if you have any of the following, as these may increase your risk of blood clots:

—congenital hemophilia and are also receiving treatment with aPCCs (activated prothrombin complex
concemtrates)

—are an older patient particularly with acquired hemophilia and receiving other agents to stop bleeding
— history of heart or blood vessal diseases

* Tell your healthcare provider and pharmacist about all the medicines you take, including all prescription and
non-prascription medicines, such as over-the-counter medicines, supplements, or herbal remedies

What are the possible side effects of NovoSeven™ RT?
#* The most common and serious side effects are blood clots

* Tell your healthcare provider about any side effects that bother you or do not go away, and seak medical
help right away if youw have signs of a blood clot or allergic reaction

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

NovoSeven®RT ¢
Coagulation Factor Vlla

(Recombinant)
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NOYODSEVEN® RT

Coagulation Factor Vila (Recombinamt)

Az only

ERIEF SUMMARY. PMlease consult package inseri for full prescribing
information.

WARMING: THROMBOSIS: Serows erferzl and venows thrombolic
events following administation of NOWOSIVEN® RT hawe bean reporied
[5an Wamings and Frecautionsf Discuss the rises and explain the signs and
sympfoms of thrombolic and thromboembolic events o patients who wil
recerve MOWISEVEM® RT. [Sas Warnings and Frecufions| Monitor paSants for

agres. oo sympdoms of acSmlion of the ulation system and for thrombosis.
Esﬁwmm Fracaifivnsf e

INDICATIONS AND USAGE: NOWOSIVEN® RT, Coagulafion Factor Wila
[Aecambinant), iz mdicated for: Trestmant of bleadng episodes and peri-operafm
management m adulis and children with hemophikia A or B with inhibitors, congenital
Factoe VIl {FV) deliciency, and Glanzmann's thrombasthenia with refracionness fo
platelet fransfusions, with or without antibodies 1o plalelets; Tresiment of bleading
episodes and peri-oparaiive maragemeant in adults with acquired hemophiia.
CONTRAINDICATIOMS: Mone known.

WARMINGS AND PRECAUTIONS: Thrombosis: Seross atensl and
venous thromiotic events hawe been reporied in clinical trals and posimarksdng
sunvaillance. Pafents with congenital hemophilia receiving concomitant Featment
with sPCCs (activaied mbin complex conceniaies), oldes palients
parficularfy with acgueed hem a and recaiving other hempsisSc agents, or
pdiuiﬁa:rh & hislory of -:a:di::].‘:m.la d'rsaas.egur predizposed io ﬁlg.r-;mhulin
events may hawe an increasad risk of developing fwombofic events [Sas Adverss
Raackons and Dnig inferacfions . Moniior patients who receive NOWISEVEN® AT
for development of sages or oms of acivation of the coagulation or
thrombosez. When IEI'.H;I;EiE |ai"§+"£1:y confemaltion of in nua;m or
Ereame off clinical fromboesis, reduce the dose of NOVOSEVEN® AT or stop the
ent, dapending on the patient’s conditicn. Hypersensitivity Reactions:
Iﬁl{jpumh'n.g reactions, inchading anaphélal'n. can occur with NOWOSEVENS
. Patienis with a known hypersanssi mouse, hamstes, or boviee profsins
may be at 2 higher risk of hypersensifivity reaclions. Discontinue infusson and
admirEster appuoprizts testment when hypersensifivity reactions occur. Andibody
Formatien in Factor VIl Deficient Patients: Factor Vil deficient patients should
ba moniiored for prothromisen fime (FT) and factor VIl coagulant activity belore and
fter administration of NOVISEVEM® AT. H the tacior Wila activity tzis o reach the
expacisd level, or protteombin time is not commected, or blseding is nol contolled
Siter ireatment with e recommended doses, antibody formaion may be suspeciad
and analyss for antibodies should Ilgeﬁerfunnad. oratory Tesis: Labomatony
coaquiation parameters (FT/MA, aPTT, FVI:C) have shown no direct conalaSan
10 achieving hemostsic. of profhrombin Sme (FTANR), activaled partial
thromboplastin Sme (PTT), and plasma FVIl clotting acivity (FWILC), may give
different results with diffierend rea Treatment with NOWISEVEN® has bean
shown fo produce the following ferisfics: FT: As shown below, in patients
with hem A/B with mhibalors, the FT shortened io about a T-zecond plateay
& a FYIC level of approximately 5 units per mil. For FYII-C levels = § units per
mL, there iz no fwrthes chenge in PT. The dinical relevance of prothrombin fima

shorfening foll owsng MOVIS AT administration is unkmown.

PT i58c) PT versus FUILC INR: HOVOSEVEN® has dem-
14 onstrated e shility io
13k normaize INR. Howewer, INR

values hawe mof bean shown
o direcily peedici bleading
outcomes, nor fes & bean
possible io demonsiraie the
impaci of MOWOSEVENE on
blesding timesfvolume in
modals of climcally-induced
bleeding in heathy voluntears
who had received Wariarin,

wha hhuﬁl:r{ paramet
[P'Tn'rIIHH.d"lT, rumh£

ﬁn have normalired.
- Whilz administation of
" " N ; NOWOSEVEN® shorens the
0 10 0 7] 20 prolonged 2PTT | hemo-
o FVILC {unit per mL} philia AJE pafenis wih
inhibitors, normaizafion has ususlly not been observed in doses shown o induca
clinical improwemeant. [ata indicals that cinical improvement wes assocized witha
shorfening of aPTT of 15 o 20 saconds. F¥lla:C: C: lzrvelz ware massured two
hours after NOVOSEVEN® admimistration of 25 micsograms per kg body weightand
A0 micrograms per kg body weight following fwo days of dosang a2 two hour inde-
vals. h'emh;!e*sbady state lewels were 11and 28 units per mi for the fwo doss levels,
respacivaly.

e + L
T4 F .
U TN T

= 3 L dm LN B =i EO
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ADVERSE REACTIDNS: The mosi common and sericus adverss reacSions in
dlinical frials are thrombobic events. Thrombofc adverss macticons followsng the
administration of MOVOSEVEM® in clnical frials ocouned i 4% of patients with
uired hemophilia and 0.2% of bleeding episodes f= with congenital
aih%uphilia.[: nical Trials Enﬂﬁmu:gBeIE;.ﬁeﬁaminarecu ucied
underwidely varying conditions, advwerss reaciion rates obesrved im the clinical trials
of a drug uct cannof ba dirscty nwdpmﬁdh rates in clinical Fials of another
dnug, and may not reflect rates observed in praciice. Adverse reactions cutlined
below hiawe bean from dlinical frials and dala collecled i registres.
Hemophilia A or B Patienis wath Inhibitors: In fwo studies for hemophilia & or B
patients with inhibitors trasfed for bieading episudas.[ihl =298}, adverss reactions
were reporied in 2% of the paents that wees trealsd with SEVEMN® for 1,530
hlzeding episodes (==a Table 3 below].
Table 3: Adverse Reactions Reporied in 229 of the 208 Patienis with
Hemaphilia A or B with Inhibitors

# of adverss

Body System fion # of patients

Reactions in=133%{reatmentz] (n=204 patianis)
Body az a whals

tFi'B'l'ET 16 13
Platelets, Bleeding, and Clotting

Fibrinogen plz=sma decseased 10 ]
Cardiovascular

Hyperiznsion 9 &

Seripus adverse reacBons inchuded thrombosiz, pain, thrombophlebitis deep,
pulmonary ambolism, decreased therapeulic response, casbrovascular disorder,
amgmapectoriz, DIC, anaphylactic shock and sbacemal hepatic function. Thezerious

adversa reactions of DIC and therapessc deczeased had a fatl oulcome.
In twa clinical frials evalusling salety and of MOVOSEVEM® administraSan
in tha panopesative setting in hemophilia A or B patients with mhibilors [M=51),

the ing =erious adverse reacSions were reporied: acute posi-operative
hemarttwosis (n=1], intamal jugular heombasis adversa reacSon (n-1), decreased
therapeutic responsa [ n=4 | imm umoganiciy; There have been no confsmed reports
of inhibitory anfibodies agaimst NOWOSEVEN® or FVI inDFaﬁuis with congenital
hemophilia A or 8 wilh allcenfbodies. The mcddence of anfibody formahion is
dependent on e sensitivity and specificly of the . Additionally, the obsened
incidenca of aniibody [in ingirﬁfnlinrng ani:-aﬁiﬁ posivity in’lan aE5Ey may
be influenced by several faclors including assay methodology, sample handing,
timing of sample collecfion, concomitant medications, and underlying dise=se.
For £ reasons, comparison of the incidence of antibodies fo NOWDSEVEN® RT
with tha incidence of anfibodies to other producis may be misieading. Conganital
Factos Wil Deficiemcy: Data collecied from the compsssionate/emesgancy wsa
Ipalg;arrrs. the published |itesature, a phamacokinetics shudy, and the Hemophilia
Thrombosss Reseanch Sociaty (HTRS) regisiry showed thal T5 patients with
Factor Y| deficiency fad received NOVOSEVEN®: TD patients for TM blesding
episndes, surgesies, of prophylaxis; 5 patients i the phammacoknetics tnal. The
{ollowing adverse reactions were reporied; miracranial hyperiznsion (n=1), koG
anibody against iFVla and FVE (n=1), localized phlahih'sﬁ.;ﬂ. oty
In 75 pafents with facior V1 deliciency irealed with NOVOSEVEN® RT, one patient
dewaloped IgiG anfbody against rFYla and FVI. Patients with factor VI defickency
treated with MOVOSEVEN® RT should b= monitored for faclor V1l enfbodies. The
incidence of antibody formaton is dependent on the sensitivily and spacificity of
the =zay. Additionally, the obssaved incidemce of anfibody (mchoding neuiraizng
anfibod ity in a0 assay be infienced by several factors inchudi
o nﬂlﬁggulug, sample I'En-:rliql;. liming of sanbgh colleclion, -D:I'IZ-I}ITia'E
madications, and underlying disazsa. For thesa reasonz, comparson of the
incadence of anfibodies to SEVEN® RT with the incidence of antibodies fo

other peoducts may be miskading. ﬂqﬁlm_l:lnmmm‘ Oala colecied from
{our compassionale Lrs.apmgﬁms..qrra HTAS ragstry, and the published lieehes
showsd thal 139 pafients with acquired hemophilia received NOVOSEVEN® for
204 bleeding episodes, sugenes and mjwigs. OF thesa 139 patients,
& patients rienced 8 savipus adverse meactions. Seripus advesse reactions
inchadad shock (n=1), camsbrovascular acoident (n=1) and thromboambolic events
[m=4) which included cerebsal ariery ocdssion, carebral ischemia, angina pachoris,

i ion, embolizm and deep ven thrombosis. Thees of
the sesious adverse reactions had a it oulcome. Gananend's Thrombasthenia:
Osia collecied from fhe Glanzmanm's Thrombasthenia Regisiry (GTH) and the
HTRE registry showed that 140 patients with Glaremann's thrombasthenia received
HOWOEE RT for 518 bleading episodes, surgeries or baumatic mjwies.
The following adwverse reactions were reposted: deep wein fhrombosis (n=1),
headachs [n=2], fevar (n=2], nauzea [n=1], and dyspnza (n=1). Post marketing
Expenenca: Adverse resctions reporied durmg post maresting period wees
similar in nature io those obsared dwing clinical frials and include repoets of
thramboembolic adwerss eventz.

ORUG INTERACTIOMS: fwoid simultzneous use of acvaied profhrombin
complex concenirates. Do not mix NOVOSEVEN® AT with infusion solufions.
Thrombosis may ocowr & NOVOSEVEN® BT is administered concomitantly wigh

Cozgul=Son Factor XL [Sao Wamings and Fremufions
Page 10



USE IN SPECIFIC POPULATIOMS: Pregmaney: Hisk Summary. There are no
adequate and well-comtrolisd shudies using N&RT i prageant women fo

years of age, £8 kg) raceived a single dose of 252 micrograms
and one hemophilia A patient (2 years of age, 14,6 k) recaived

fces reoghg o

defzrmine whether them is a dug-assocated risk. Treatment of ratz and rabbits with 246 micrograms weight fo 9B6 micrograms per kg bodyweight on frve
E 1=ng per ! g p ywaIg

NOVOSEVEN® in rapradiascSion
up ko & mg per weaght and & m k weight respactively. AtEm
pfuh_q b ]rm i ?I?IL.iMahuHmép:asgﬂn of 25 |ithers; inﬁhhrrtsalﬁmg
mbudy waight, the aborfion rate was 2 out of 25 Wtters. Twenly-thres ouf of 25
rats given B mg per kg Body waightof MOVOSEVEN® gave birth
however, two of the 23 litlers disd durng the ind of lactation. No evidence
of feraingenicity was obssmed after dosing with NOWISEVEN®. ki the .5, general
population, the estimaled hackgrownd risk of major hirth da‘ladar:lm'rs.-:.aniai
clinically recognized pregnancies is 2-4% and 15-20%, espectivedy. L
Eiﬁumma?ﬂhm'rsnuiﬂumﬁm regaeding the nce of HOVOSEVEN® RT
in Faaman milk, the efiect on the beeastied infant, and the effiects on milk producSon.
The developmental and health banefits of breasifeeding showld be considared slong
with fhe mother's clinical need for NOVOSEVEN® FH and any polentisl adversa
eflecs on the beesstisd infand from NOVOSEVEN® RT or from the underlying
maztznal condifion. Pediatric Bee: Clinical ¥ials anroling pediatric patiants wees
conducied with dosing detesmined accoeding o body weight and nutmﬂricr.lg fo
208, i - Duwing thai of product
devalopment NOWOSEVEN® was used i 16 children 0t <2 yeears for 151
bleeding epizodes, 27 children aged 2 io <6 years for 140 bleeding spisodes, 43
children aged B o <12 for 375 blseding episcdes and 30 children agad 12 &0 16
for 446 blesding apizodes. In a dou :—Fi:itl. randomized comparison trial of two
dosa levels of NOYDSENEN® in the treatment of joint, muscle and mucocutaneous
hemorrhages in hemophilia Aand B petents with and withouf inhibioes 20 children
aged 0 to <17 and B children aged 12 o 16 were bresfed with NOWOSEVEN® in
doses of 35 or 70 micrograme per kg dose. Treatment was assessed a5 effscte
[defmila reliel of pain/tendemess as reported by the pafient and/or 8 meazwrable
decrease of fhe size of the fem andfor amest of bleeding within B hows
[raled =5 escalland = 51%], within B-14 hours [rafed as effeciive = TH%] or afier 14
hours [rated as parfially efiacive = 254%]) in 94% of the £ NOWDSEVEN®
wis used in fwo tnals in swgery. bn a dose comparizon 22 chilideen aged O o 16
years wers brasied with NOVDSEWEN®. Effaciive ntraoperafive hiemosiasis (defined
&5 bieeding thal had sopped complelsly or had decressed substantially [rated as
effece = BE%] or blesding that was reduced but continued [rated as parially
effecie = 9%]) was achieved i 21722 [95%) patients. Efective hamosiasis was
achieved in 10,10 {100%:) patients in the 90 o= group and BT (3%
in fhe 35 mcgiky ':dnsa n;mp at 48 hours; e"ﬂﬁhnfa haml:!vlshsl:s Was anhla!:md ir:l
1010 {1004 ) i e 50 doss group and 9712 (75%] inthe 35 dose
gr-:q:nii ] d.a!ﬁ In tha ﬂ".:;gnllrrglid nugn?pghg hulusl:[El] a]nd -;mil.:?ﬁs;r N
C1) & children 10t 15 ﬁniglahi 3 in sach group. Both regimens
'[H;IB 100% df:m [dﬁw:l:;:al:ialﬁring as completely, or dﬁ'ﬂﬁnﬂ
substanially) intra-oparatively, ﬂ1rl:-ulﬂh the first 24 hours and =t day &. Atthe end of
the sth]rpmud[PcGE:uaﬁradaﬂ or disgomtinuation of thesapy ) hemoslasis in
whin Ihal]lgwpwaﬂa:laf‘b;ﬁmm:l hemosizsis in one patiant was
& inatfective (defined as blesding is the same or has worsaned). paizis
in all theee pafents in the Cl growp was aied a5 effective. Adwmadn.li; reactions
in pedistnic patiants ware similar to thoss previowsly repoeted in cinical frisls with
NOVOSEVEN® inchuding one thrombaotic event in 2 4 year old with inlenal jugular
wvein theombasis sfies post-a-cath placement which resolved. Congenital Factor VI

ﬂj:'mﬁg:ln blished literabwe, compassionate wse bials and registries on wse
of MOV E'UEﬁI' in congenital Factor W1l deficiency, N was usad in
24 childeen aged 010 <12 years and T children aged 12 to 16 for 38 blssdin
epesodes, 16 surgeries and B prophylzeis regimans. Treaiment wes effectivein 95
of bleeding spesodes (5% not rated) and 100% of surgeries. Mo thromboltic events
weag reporied A seven-mondh old expossd o N EVEMN® and vanous plasma
Emmn:-imdedmﬁini:ndim againz2 F¥Il and rFWlla | o0 Agdvarse Aeadions and

ge]. G ann’s Thrombasthenia- kn the Glanomann's Thombesthenia
Registry, NOWOEEVEN® was used in 43 children aged 0 b 12 years for 157
blessding apisodes and in 15 children aged 0 fo 12 years for 19 surgical peocadures.
NOVOSEVEN™ was also wsed in 8 children aged =12 to 16 irmn. for 17 bleeding
epusodes and i 3 children aged »12 1o 96 years for 3 sungical procedures. Efficacy
of regimens iru:ludinl_i NOWISIVEN® was evaluated by in ent adjdicabors
= §36% and 100% for blesding episodes in children aged 0 to 12 years and =12
1o 1€ years, respecively. Efficacy in surgical procedures was evaluated as 100%
for all mwgical procedurss in children aged O fo 16 years. No adverze reactions
wern reporisd in Glasemann's theombasthenia children. Geriatrie Wsa: Clinical
shadies of NOYOSEVEN® RT i compgenifsl facior deficiencies end Glanzmann's
thrombasthenia did nof mdude sulficiant numbers of subjects 65 and over in
deferming whether they respond ditfersnSy from younges subj

OVERDOSAGE: Dose imiSing imdcities of NOWDSEWEN® RT have nof bean
imvestigaled i clinical trizks. The following are examples of accidentsl ovesdosa.
Onz newborn female with congenital ¥l deficiency was adminisierad an
overdoze of ROVOSEVEN® (single dosec 800 micrograms per by body weighi).
Following additional admini ﬂmulHUh'DEEU‘EH"andmmusEasma nducis,
ambodies against FVlia wese defecied, but no fombotic compli W
reported. One Factor VIl deficient mala (B3 years of age, 1111 kg) raceived two
doses of 324 micrograme par kg body weight [ 10-20 Smes the recommendsd doss)
and expesianced a fwombotic event (pccipitel siroke). One hemophilia B patiesd {16

Fall 2020

has baen aszociated with modality 2 doses  corsacutive days. Thers were no reparfed complicaSons in either cass.

Muore detailed infarmation is available wpon request.
For infzamation contact:

Nova Mordisk Inc.

B30 Scudders Mill Road
Plainsbora, MJ DB53E, USA

1-BFT-NOWD-FTT

www MOVOSEVENAT com

hhnufan‘lure:lr}ﬁ
Howvo Mordisk A5

2880 Bagzwasrd, Denmark.
Licensa SMumber: 1261

Novo Nordisk® iz 2 mgiztorad fraseman of Novo Nowfizk A5

NOVOSEVEN® iz 2 misforad fradamak of Novo Nomisk Health Cara A5

2 2018 Novo Mondisk
LIS 1BMEYNDO1M

I'H:Mll'ﬂ'diska

1271

NovoSeven®RT
Coagulation Factor Wila

{Recombinant)
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Diamond: $2,500 - $4,999
Special recognition in printed report to the
community, in our newsletter and on website. NOHF lapel pin
AND jacket, polo shirt or hat. Four tickets to the Black and Blue Ball.
Invitation for two to exclusive annual donor recognition dinner.

Gold: $1,000 - $2,499
Special recognition in printed report to the
community, in our newsletter and on website.
NOHF lapel pin AND polo shirt or hat. Two tickets to the

GIVING
CIRCLE o

Recognizing annual

cumulative donors
of $250 or more.

 FAMILY
EDUCATION
NIGHIT

OcToBer 16. 2020

"‘_‘F.A_M'O..Hil-(_)’_

fOR ADDITIONAL INFORMATION
raizo20  EMAIL FAMOHIOINFO®GMAIL.COM OR (ALL 614- 344- 1075 .,



Exceptional
comprehensive care
for all bleeding disorders.

Akron
Children’s
Hospital

For more information, call JD at 330-543-3513
or toll-free 1-800-262-0333, ext. 33513
akronchildrens.org/departments/Hemostasis-and-Thrombosis-Center
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CASCADE
HEMOPHILIA
CONSORTIUM ®ee’
A Trusted Partner in Your Circle of Care
s Non-profit pharmacy dedicated to respond to the needs of persons affected by bleeding
disorders
e A 340B covered entity offering among the lowest prices for factor available
¢ Governed by a volunteer board of directors from the bleeding disorders community
¢ Returns all excess revenues to the community for support of patient services and HTC programs
For more information, please call 800-996-2575
k y
L= =

Hemdifferently

Exploring the sciemce behind gene
therapy research

What you h hem : ore gene therapy

at HemDifferently.tom

) th r hemopl ) determined to

b

SHOIPNIN

) BioMarin Pharmaceutical Inc. All Rights Reserved. MMRCGTHO226 0920

Fall 2020 Page 14



=

*In clinical trials, ADVATE demonstrated the ability to help prevent

bleeding episodes using a prophylaxis regimen.

‘ 3
Not an actual patient.

Prophylaxis with ADVATE prevented bleeds

ADVATE
[Antihemophillic Factor (Recombinant)]

REAL LIFE, REAL BLEED PROTECTION,®

AdvateRealLife.com

The ability of ADVATE to treat or prevent bleeds was evaluated in a dinical study using a standard prophylasis, pharmacokinetic driven prophyylaxs, and on-demand treatment.

53 previously treated patients (PTPs) with severe to moderately severe hemaphilia & were analyzed. For the first & moriths of the study, patients received on-demand
treatrment. For the follm'.'illgyl 2 moriths of the study, patients rceived either standard prophylads every 48 hours or a pharmacokinetic-driven prophiylaxis 72 hours,

The primary goal of the st
bleeds per year for the 2 prophylaxs regimens were comparable.

was to compare annual bleeding rates between those receiving prophylaxis treatment and those recelving tresatment ondemand. The number of

* Those patients experienced a median of 1 overall bleed per year on either prophylaxis treatment vs 44 overall bleeds per year with on-demand treatment.! This represented

a 98% reduction in overall bleeds per year

* Tero bleeds were reported in 42% of patients (22 out of 53 patients) during 12 months on prophylaxis

tMedian is the midde nurmber in a group of rumbers arenged fram kowest 1 highest.

ADVATE Important Information
What Is ADVATE?
* ADVATE s a medicine used to replace clotting factor (factor VIl or

anthernophilic facmr‘nh_qt\ills missing in people with hernaphilia A (ako

"

called “classic™ hemephilia).

* ADVATE is used to prevent and control bleeding in adutts and
children (0-16 years) with hemophilia &, Your healthcare provider
(HCF) ey give you ADVATE when you have surgery.

* ADVATE can reduce the rumber of bleeding episodes in adults
and children (C-16 years) when used regularly (prophylds).

ADVATE is not used to treat von Willebrand disease.
DETAILED IMPORTANT RISK INFORMATION
Whe should not use ADVATE?

Do not use ADVATE if you:

+ Are allergic to mice or hamsters,

+ Are allergic to any ingredients in ADVATE.

Tell your HCP if you are pregriant or breastfeeding because ADVATE may
not be right for you.
What should | tell my HCP before using ADVATE?
Tell your HCP if you:
+ Have or have had any medical problems.
+ Take any medidnes, including presaiption and non-presaiption

medicines, such as overthe-counter medicines, supplerments or
herbal rermedies.

+ Have any allergies, including allergies to mice or hamsters.

+ Are breastfeeding. It i not known if ADVATE passes into your milk
and if it can harm your bakby.

Referance: 1. ADVATE Prescribing Information.

What should | tell my HCP before using ADVATE? (continued)

+ Are o become pregnant. It i not known if ADVATE may harm your unborm baby.

+ Have been told that you have inhibitors to factor VIl (because ADVATE may not
waork for you).

What important information do | need to know about ADVATE?

* ‘fou can have an allergic reaction to ADVATE. Call your HCP right awayy and stop
treatment if you get & rash or hives, itching, tightness of the throat, chest pain or
tightness, difficulty breathing, lightheadedness, dizziness, nausea or fainting.

+ Do not attempt to infuse yourself with ADVATE unless you have been taught by
your HCP or hemophilia center.

What else should | know about ADVATE and Hemophilia A?

+ Your body may form inhibitors to factor VI An inhibitor is part of the body's
nomnal defense system. If you form inhibitors, it may stop ADVATE from working
property. Talk with your HCP to make sure you are carefully monitored with blood
tests for the development of inhibitors to factor VI

What are possible side effects of ADVATE?

* Side effects that have been reported with ADVATE include: cough, headache, joint
swelling/aching, sore throat, fever, itching, unusual taste, dizziness, hematoma,
abdomiral pain, hot flashes, swelling of legs, diamhes, chills, unny nose/
congestion, nauseafiomiting, swesting, and rash. Tell your HCP about any side
effects that bother you or do not go away or if your bleeding does not stop after
taking ADVATE.

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

Please see important Facts about ADVATE on the following page and
discuss with your HCP.

For Full Prescribing Information, visit www.ADMATE.com.

TAKED and the TAKEDA logo are trademarks or registered trademarks of Takeda Pharmaceutical Company Limited.

Copyright & 2020 Takeda Phamaceutical Company Limited, 200 Shire Way, Lexington, MA 02421, 1-800-823- 2088, All rights reserved,

ADVATE i a registered trademark of Baxalta Incorporated, a Takeda company. US-80V-0101%1.0 0520
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ADVATE has over 15 years of treatment experience in the real world and
provides clinically proven bleed protection™ for patients with hemophilia A."
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ADVATE
[Antihemophilic Factor (Recombinant)]

Important facts about
ADVATE [Antihemophilic Factor (Recombinant}]

This leaflet summarizes important information about ADVATE. Please
read It carefully before using this medicine. This information does not
take the place of talking with your healthcare provider, and it does
not include all of the important information about ADVATE. If you have
any questions after reading this, ask your healthcare provider.

What is the most important information | need to
know about ADVATE?

Do not attempt to do an infusion o yourself unless you have been
taught how by your healthcare provider or hemophilia center.
You must carefully follow your healthcare provider's instructions

regarding the dose and schedule for infusing ADVATE so that your
treatment will work best for you.

What is ADVATE?

ADVATE Is a medicine used to replace clotting factor (factor VIl or
antihemophilic factor) that is missing in people with hemophilia A
(also called *classic” hemophilia). The product does not contain
plasma or albumin. Hemophilia A is an inherited bleeding disorder
that prevents blood from clotting normally.

ADVATE is used to prevent and control bleeding in adults and
children (0-16 years) with hemophilia A

Your healthcare provider may give you ADVATE when you have
surgery. ADVATE can reduce the number of bleeding eplsodes in
adults and children (0-16 years) when used regularly (propivylaxis).
ADVATE Is not used to treat von Willebrand disease.

M
i

VAN

Who should not use ADVATE?

You should not use ADVATE if you:

+ Are allergic to mice or hamsters.

+ Are allergic to any ingredients in ADVATE.

Tell your healthcare provider if you are pregnant or breastfeeding
because ADVATE may not be right for you.

How should | use ADVATE?

ADVATE Is given directly into the bloodstream.

You may infuse ADVATE at a hemophilia freatment center, at your
healthcare provider's office or in your home. You should be trained
on how to do infusions by your healthcare provider or hemophilia
treatment center. Many people with hemophilia A leam to infuse
their ADVATE by themselves or with the help of a family member.

Your healthcare provider will tell you how much ADVATE to use
based on your weight, the severity of your hemophilia A, and where
you are bleeding.

You may have to have blood tests done after getting ADVATE to

be sure that your blood level of factor VIIl is high enough to clot
your bilood.

Call your healihcare provider right away if your bleeding does not
stop after taking ADVATE.

AV
A
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What should | tell my healthcare provider before |

use ADVATE?

You ghould tell your healthcare provider if you:

+ Have or have had any medical problems.

+ Take any medicines, including prescription and non-prescription
medicines, such as over-the-counter medicines, supplements
or herbal remedies.

* Have any allergies, including allergies to mice or hamsters.,

+ Are breastfeeding. It is not known if ADVATE passes into your
milk and if it can harm your baby.

+ Are pregnant or planning to become pregnant. It s not known
if ADVATE may harm your unborn babry.

+ Have been told that you have inhibitors to factor VIl (because

ADVATE may not work for you).
b vy
-

What are the possible side effects of ADVATE?

You can have an allergic reaction to ADVATE.

Call your healthcare provider right away and stop treatment if you
get a rash or hives, itching, tightness of the throat, chest pain or
tightness, difficulty breathing, lightheadedness, dizziness, nausea
or faimting.

Side effects that have been reported with ADVATE include:

cough headache Joint swelling/aching
sore throat fever ftching

unusual taste dizziness hematoma
abdominal pain hot flashes swelling of legs

diarrhea chills runny nosefcongestion
nauseafomiting sweating rash

Tell your healthcars provider about any side effects that bother you
or do not go away

These are not all the possible side effects with ADVATE. You can
ask your healthcare provider for information that is written for
healthcare professionals.

b vy
. It
What else should | know about ADVATE and
Hemophilia A?

Your body may form inhibitors to factor VIll. An inhibitor is part of
the body's normal defense system. If you form inhibitors, it may
stop ADVATE from working properly. Consult with your healthcare
provider to make sure you are carefully monitored with blood tests
for the development of inhibitors to factor VL.

Medicines are sometimes prescribed for purposes other than those
listed here. Do not use ADVATE for a condition for which it s not
prescribed. Do not share ADVATE with other people, even if they
have the same symptoms that you have.

The risk information provided here Is not comprehensive. To
learmn more, talk with your health care provider or pharmacist
about ADVATE. The FDA-approved product labeling can be found
at www ADVATE.com or 1-877-825-3327.

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

©2020 Takeda Pharmaceutical Company Limited. 300 Shire Way, Lexington, MA D242 .
1-800-828-2088. Al rights resarved. TAKEDW and the TAKEDA logo are trademarks or

registarad trademarks of Takada Pharmaceutical Company Limited. ADVATE ks a registarad
trademark of Baxalta hcorparated, a Takeda company.

Patantad: sae it peMaww takada. comien-us/paterts/

U.5. Licanga No. 2020
|ssued: 12/2018

LI5-ADV-0030v1 .0 0220
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Covid-19 may keep us home,
but we can still have some fun!

Join us for a special one-hour VIRTUAL celebration
of the NOHF's 15th annual Black and Blue Ball.

Grab your device of choice, don your best
black and blue attire, and join us for a good cause.

Tickets include: Link to LIVE zoom event, *"Gala Box" shipped
directly to your home. Gala Box contains: gift card for wine or
beverage of your choice, appetizers, and surprise extras.
*Registered couples receive one Gala Box

Evening entertainment includes: an online silent auction,
lively interactive "Heads or Tails" game, special guest speaker,
and our Fund-a-Need live auction hosted by Bob Hale!

It's been a challenging year, your support is greatly appreciated.

Ticket Prices:
Individual - $75
Couple - $125
*Table of 8 - $750
*Table host will receive an upgraded Gala Box
name listed in printed in evening program.

To purchase tickets visit our website: www.nohf.org
Questions? Contact Dawn Evans: dawn@nohf.org 216.834.0051

Fall 2020



OBDC Advocacy Days

GO VIRTUAL

Inresponse to the COVID-19 pandemic, the Ohio Bleeding
Disorders Council moved its statehouse day to a virtual
format and teamed up with the various local chapters to host
regional events. Through our six virtual events we have been
able to connect legislators with clinicians, advocates, and
families to discuss important legislation as well as the impact
of COVID-19 on patients with a bleeding disorder. In addition to
sharing personal stories and discussing the work of NOHF and
other local chapters, we discussed the following priority bills
with lawmakers during each event—

= House Bill 469: This bill, sponsored by State Representatives
Susan Manchester (R-Waynesfield) and Thomas West (D-
Canton) would prohibit health plans and PBM’s from
implementing copay accumulator adjustor programs. Under
these programs, copay assistance cards provided by drug
manufacturers or other organizations are not counted towards
a patient’s deductible. As aresult, patients must still pay out
of pocket after exhausting the copay assistance. For patients
with a bleeding disorder, these programs represent an unfair
practice that creates a significant cost burden.

* House Bill 412: Sponsored by State Representatives Randi

Clites (D-Ravenna) and Tim Ginter (R-Salem), HB 412 would
establish the Ohio Rare Disease Advisory Council.This council
would be comprised of experts, clinicians, and patients who
would provide ongoing recommendations to lawmakers
regarding policies to assist individuals with a rare disease.
Additionally, the bill would require the Ohio Department of
Health to publish data on the incidence of rare disease in Ohio.
This information will further assist policymakers and
advocates.

= House Bill 418: Sponsored by State Representatives Randi
Clites (D-Ravenna) and Sara Carruthers (D-Hamilton), this bill
would prohibit health plans from changing patient copays or
moving drugs off of a formulary during a plan year. These types
of ‘non-medical switches’ create barriers for patients who
require prescription drugs to manage a bleeding disorder or
other medical condition. Like HB 469, HB 418 is meant to
protect patients from actions that dramatically impact their
lives through increased costs or changes to drug access.

We are greatly appreciative of the support of Ohio’s various
HTC’s and local chapters in this effort and we look forward to
seeing everyone again next year for statehouse day!

DEDICATION and PERSONAL SUPPORT

Your Pfizer Patient Affairs Liaison is a professional dedicated to serving you and the hemophilia
community by connecting patients and caregivers with Pfizer Hemophilia tools and resources. We are committed
to continuing Pfizer's more than 20 years of listening to the hemophilia community and working to meet its needs.

MY WORK IS GUIDED BY:

PATIENT
AFFAIRS
L] LIAISONS

Michael Sager Western PA, Western NY, North & Central OH
330-413-9755 michael.sager@pfizer.com

Compassion—Listening to your needs and addressing questions and concerns you may have
Commitment—Educating you about Pfizer’s tools and resources, designed to help you access treatment and more

Connection—Connecting you with hemophilia advocacy groups and programs

Fall 2020
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SATURDAY, JUNE 20, 2020

GEARS FOR GOOD -
NORTHERN OHIO RIDE

Covid-19 couldn’t stop our riders this year! The beautiful day brought our riders out in
support of Team Resilience and the NOHF’s annual Gears for Good, Northern Ohio ride.
After grabbing water and snacks, our more “adventurous” riders started their day at
7:00a for a 50-mile ride through the beautiful Ohio & Erie Canalway towpath. The rest
of Team Resilience finished their 5-40 mile rides with smiles on their faces. The
event ended with everyone receiving a boxed lunch celebrating their
accomplishment.

Our Gears for Good ride will take place in June 2021 and we hope you will join us for
this family-friendly event raising money for the NOHF's emergency assistance fund
helping those in our community. Funds raised nationally go directly to the Hemophilia
Federation of America’s Helping Hands program, which provides urgent funding for
basic living expenses such as housing, transportation and utility bills for families
living with bleeding disorders.

Special thanks to our 2020 sponsors: Akron Children’s Hospital, Bayer, Sanofi
Genzyme, CSL Behring, Novo Nordisk, and Cigna.
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Independence, OH 44131
nEHEEIRUE (216) 834-0051
1954 Society.

www_nohf.org
Tanya Ricchi, Executive Director -
tanya@nohf.org
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NOHF Board of Directors

Local Hemophilia

Officers Board Members Treatm ent Cente rs
Kendra Adams Dan Lazuta
President Todd Pittman
Bob Scaccia Akron Children’s Hospital Hemostasis and
Danielle Schwager David Reiger Thrombosis Center
Vice President
Medical Advisory Members One Perkins Square 6505 Market Street
Nicole Coumou Irene Boehefeld Alkron, OH 44308 Boardman, OH 44512
(330) 543-8732 (330) 746-9522
Secretary Susan Hunter
Hemostasis and Thrombosis Center
NOHF Staff University Hospitals Cleveland Medical Center
Tanya Ricchi La'Chandra Oliver 14100 E il Avecin
Executive Director Administrative Manager Cleveland OH 44106
(216) 844-4888
Randi Clites Dawn Evans
Associate Director Special Event Coordinator
Northern Ohio Hemophilia Foundation, Inc. | LibertyPlaza | 5000 Rockside Road, Suite230 |  Independence, OH 44131

Phone: (216) 834-0051 Fax (216) 834-0055 www.nohforg



