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https://securewalk.hemophilia.org/registrant/LoginRegister.aspx?eventid=176995&langpref=en-CA&Referrer=http%3a%2f%2fwww.hemophilia.org%2fwalk%2f
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Hemophilia Foundation of Michigan exists to enhance the quality of life for all affected by bleeding disol

“YVT /-4»Z IVSPKH> WHY["
SLM[ [V YPNO]

Sue Lerch, HFM Executive Director
“Mrs. Claus”

Antonio Jenkins, HFM Board Member
“Santa-Antonio”

Carrie McCulloch, HFM Special Events Manager
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Dear HFM friends,

>L HYL JVTTP[[LK [V VHLYPUN WYVNYHTZ [OH[ ZLY]L PUKP
HUK SV]LK VULZ [OYV\NOVLYLORBYABPQPNHU ~L OH]L H ZW
PU[LYLZ[ PU MVZ[LYPUN OLHS[O" YLSH[PVUZOPWZ HUK VV
JVTT\UP[> TLTILYZ

HFM’s annual holiday party, nationally-recognized summer residential camps, fund-
YHPZPUN L]JLU[Z ~LLRLUK YL[YLH[Z [OPZ "LHY»Z AYZ[ L]L
JVUMLYLUJL V\Y /09,+ "VYRZOVWZ AUHUJIPHS HZZPZ[HU.
contribute to the overall health of our community members in sometimes unexpected

L[ X\P[L ZPNUPAJHU[ "H Z

If you participated with our 2015 holiday party at Troy High School it looked like many
holiday gatherings: children decorating gingerbread houses, guests eating pizza and
JVVRPLZ "OPSL WSH'PUN NHTLZ HUK VM JV\YZL RPKZ ZC
6\Y JLY" v~AU :HU[H (U[VUPV LUJV\YHNLK LHJO JOPSK [V ZI
[HRL OWhatveryday,  OHURZ [V V\Y NLULYV\Z Z\WWVY[LYZ

Yet, when you looked closely at our HFM holiday party — you could see something more

(DJOH ([SHGLWLRQ +HD(
'"HHS DSSUHFLDWLRQ WR
DQG $DUWL 5DKHMD 0' R
DQG KLJKO\ VNLOOHG OH

happening...

2PKZ HYL MVYTPUN SPML SVUN MYPLUKZOPWZ HUK YL\UP
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2H SH 4J4HZ[LY 61JL *VV
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* Denotes part-time
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Z[HH "OPSL WHYLU[Z NYHUKWHYLU[Z HUK MYPLUKZ HYL I
HZ TLTVYPLZ HYL ILPWW [DHPKLPZ PTWVY[HU[ (Z H JVTT\UI
ZVJPHSPaH[PVU "P[O V[OLYZ MHJPUN ZPTPSHY JPYJ\TZ[H
VU [OL "LSS ILPUN VM WLVWSL OV HYL OHUKSPUN JOYVL

>L ILSPL]L /-4»Z YVSL PU MVZ[LYPUN MYPLUKZOPWZ HUK
Z\WWVY[ HUK \UKLYZ[HUKPUN HYL UV[ VUS® UPJL [OPUNZ
[OPUNZ [V KV

Our HFM family is comprised of community members from a diversity of ethnicities and
walks of life who come together with compassion and support for one another whether
HZ H WH[PLU[ JHYLNP]LY JHYL WYV]PKLY MYPLUK VY Z\\
>L HYL NYH[LM\S [V OH]JL "V\ HZ HU PU[LNYHS WHY[ VM V\

>PZOPUN VN HUK "VA\YZ H ILH\[PM\S OVSPKH™ ZLHZVU

*SPJR

to see the
fun video

Susan Fenters Lerch

Executive Director -

Great Lakes Region V-E Treatment
Center Network Director

of HEM'’s
IVSPKH"

PAID CONSUMER OUTREACH INCLUDED IN THIS NEWSLETTER.
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HFM’s
Annual
Holiday

Party

December 5th proved to be

a very Merry Day for the HFM
community! Thanks to the
students of Project Lead at
Troy High School, families
came together to enjoy a day
of activities, food, and fun! As
festive music played, children
gathered together to decorate
gingerbread houses. They
colored, had their faces
painted, and ate as many
cookies and pizza as their
bellies would allow.

An unexpected guest joined
the group: Olaf from Frozen!
He was excited to take photos
with our kids, and their parents
alike! The highlight of the day,
however,was our very own
Santa-Antonio! Joined by elves,
and Mrs. Claus (HFM Executive
Director, Susan Lerch),
Santa-Antonio dazzled as he
welcomed each child to

hear their heartfelt wishes.
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Once they had met with Santa,
each family then entered a spe-
cial gift area where each child
was able to select a special gift
for themselves. They were then
surprised with the additional
gift of a book, courtesy of the
Kiwanis Club. We can't

S <015 Phillip Kucab
©2015 Phillip Kucab

g p wait for next year!

: : *SPJR Ol
to see the
fun video
of HFM'’s

IVSPKH" 7HY
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National Hemophilia Foundation and
Hemophilia Foundation of Michigan Present

T

W ¢ | A

Every step makes a difference
e e

Baxalta
[-4»Z PUH\N\YHS >HSRPU» VHY[OAHSIRA[YZ ]JVS\UJ[LLY Za $pecial ah\ironZ YIYZLU +L=VZ
:PKL?* "HZ H NYLH[ Z\JJL ZZcéne ftohh acrogsHhe state to be a part *OPSKYLU»Z /IVZWAMIdS /;*
>LZ[ 4PJOPNHU ZOVALK [OLDPW [N YWLYPLUJL ;OL do]dratgfuifor Yol ¢ommitment and

ﬁfms 0

Walkin’ on the West Side V/akg™

side

and commitment to HFM's services the opportunity for those impacted by KLKPJH[PVU [V V\Y TPZZPVU
by raising more than $35,000 with 13 bleeding disorders to come together in a

[LHTZ HUK AHSRLYZ ;OWMMOLAUK OLHS[O® “"H> 5V[ VHR [QL K#MPKSR > Lagdih,

VM [OPZ WPJ[\YLZX\L MHS SaiseH fo suport HBEM’s much-loved 6J[VILY [H” [\ULK MVY T
Participants enjoyed family activities such programs, but the personal connections  details to come; in the meantime, JSPJR
as speed-pitch and pumpkin decorating  made will have a lasting impact that O L Yot fun memories from 2015'’s

as well as a beautiful stroll along the ZIYLUN[OLUZ V\Y JVTT\UP[>HSRPU» VU [OL >LZ[ :PKL

.YHUK 9P]JLY ;0L -PM[O ;OPYK )HSSWHYR ~"HZ

[OL WP[JO WLYMLJ[ ZL[[P UThankWau foGeReryohenihp p&flcipated
event and we can’t wait to be back next  in and supported this event including

S PECIAL THANKS T O O UR S PONSUORS

@E Official Sponsors Friends of HFM
@ Bayer HealthCare ’Biogen_ BioRx
NATIONAL HEMOPHILIA FOUNDATION CSL Behring
Jor all Bleeding disorders G RI FO LS @ Hemophilia CVS/Caremark
National Sponsors Emergent BioSolutions
! P Homecare for the Cure
Pacesetter Plus Sponsor .
National Partners
Principal Partners National Team Member Walk Sponsors
novo nordisk” ) w ° ° DJ Kelly Kel
accredo Wabgreena i
speciaty Phammacy Infusion Services I nT u IT Meijer
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https://www.flickr.com/photos/hfmichigan/sets/72157659395885278/
https://www.flickr.com/photos/hfmichigan/sets/72157659395885278/

4 This conference was funded through

an unrestricted grant from
: vV W D ’
I " Bringing Together the OCI’G phOrmO®

Pieces of the Puzzle

Von Willebrand Disease Conference

HFM was proud to host the very *OPSKYLU»Z /ILHS[OJHYL \Wodugddsdn theHuturd af teseBrivhL Y

AYZ[ YLNPVUHS VU >PSSLHWHHIOXZ +BYLHZEY OUKPHUH /HIDWKW[ORBPH. U[ MVY =>+ ([[L
conference in the Midwest in early ;YLH[TLU[ *LUJLY \L (KR PeMaluatohy rated §he weekend event as
5VILTILY PU 5V]P 4PJOBRMHNPVUHS *VYL *LU[LY adtcdssHBHPRYo stating that they

The conference brought together over +HUUH 4LYYP[[ :VJPHS >Vwdid4ttghd Osihrild¢ ¥veht again in the

100 people from Michigan, Ohio and IVZWP[HS VM 4PJOPNHU HMY\WL2YLA4SRX \ZPUN [OL MLL
OUKPHUH "OV OH]JL =>+ PU [ULPMSVHVTPEIPYLZ .\SM :[HIWHAYYRHPTWHUY[Z [V WSHU MV
and were seeking answers to questions *LU[LY [/V\Z[VU topics during the 2016 year, including
YLNHYKPUN KPHNUVZPZ JHYL HUK [YLH[TLU] organizing at least one all day family

A wonderful faculty participated, Attendees participated in general =>+ L]LUJ

representing the structure of our HTCs, sessions with faculty on Saturday

APJO KVI[VYZ ZVJIPHS ~VY &terdabnHihtckididg Ygidszbn If you have any questions or comments,

PU[YVK\J[PVU [V =>+ KPH fldaé&Zddhtddt Patrice Thomas,
;OVZL PU H[[LUKHUJL HZ MHUYXS[YERHYLLUWY ;OPZ ~"HZ NMVOFI&N Sériices Director at ’
[LJLU 7PWL <UP]JLYZP[  V bredkdut@a3biHd bn varidus topics W[OVTHZ'OMTPJO VY
I1VYKHU :OH]JP[ <UP]LY ZP [5udhMas4Geh@iesNits bl in the Genes”
+Y 4LLYH *OP[S\Y *OPSK Yahd)¥ianstichnmgPLl¢adng/Hdme in a -
4PJOPNHU +Y *OYPZ[VWAOLMS[IOIMAS >H * :\UKH TVYUPUN SSV/ LK
:PUHP 5L @VYR +Y 9VIlaimid FokmatPwith more attention

Winter 2015 hfmich.org 7



“Santa Claus is anyone who loves another and seeks to make them happy.”
~ Edwin Osgood Grover

+)0OVV % XWWHU2\ +ROLGD\ 9

:WLJPHS [OHURZ g¥nta needed help, and the HFM community ~ H[[LUKHUJL ;OL [V  JVSSLJ[PVU
VAY LILUL ZWVUZVY4 T [V [OL YLZJ\L +\L [V HU V]LK ¥QISPUPWNZ IYLHRMHZ[ HUK [P

, . KLTHUK MVY [V Z [OPZ "LHY 4Yheb&bkiast indldded a program that
B|ogen OH]PUN H KPJ]J\S[ [PTL WY VK\JgdlightedJtkd WaPs fhat we can positively
provide for both his home deliveries at the H\LJ[ PUKP]PK\HSZ PU [OL ISLLKP
end of December, and our Holiday Party on community from giving at a global level, to local
Baj:a|ta +LJLTILY [O -VY[\UH[LS  [OL NP[PWKL LZV\WM [[@LLY ~L JLSLIYH[LK
/-4 IVSPKH" )\[[LYA" )YLHRMH Zthat v &ll bave tbReftdt the world around us
Friends of HFM YLZWVUK [OYVINO NLULYVZP[ VM OLHY[ HU
Bayer HealthCare
CSL Behring . .
CVS/Caremark On November 13th, 60 members from This opportunity to celebrate the start of the
Emergent BioSolutions the community gathered at The Henry in holiday season was generously provided by
Grifols +LHYIVYU ;0L TVYUPUN Z[HY[VKY'EWVHZPYR[ >L [OHUR [OLT MV
Novo Nordisk HUK [V' JVSSLJ[PVU MYVT :HU[®LORATAKZS MM YAY JVTTA\UP[®

7AaLy was overjoyed with the generosity of those in

8 hfmich.org  Winter 2015



As the Regional Core Center, the ALYL LP[OLY ULA /[;* Z[H\ TLQualiyyZmprovement, which is one of the
Hemophilia Foundation of Michigan hosts VY AYZ[ [PTL H[[LUKLLZ VM NVYHSZNRAW UBISNYHU[ WYVNY

an annual Regional Meeting for our HTC A4LL[PUN >L JV]LYLK H ~PKLMéétivgRalsp providied nurses and
WYV]PKLYZ :[H\ TLTILYZ M Yoyids iH &EsasdilorjsQHat are relevant social workers an opportunity to earn

Hemophilia Treatment Centers in our [V I;* Z[H\ ;0PZ "LHY ~L O HG®ontMukédEducation Units towards

region are welcome and encouraged from the American Thrombosis and [OLPY SPJLUZPUN YLX\PYLT

[V H[[LUK >L VALY NLULYHS/LKYZHHRPND 5L[*VYR (;/5 [OL 5H[PVUHS

sessions as well as breakout sessions Hemophilia Program Coordinating Center ;0L 9LNPVUHS 4LL[PUN PZ U

IHZLK \WVU KPZJPWSPUL 5/7** HUK [OL /LTVWOPSPHL(8SPHWHYIPTL MVY H[[LUKL
Our general sessions topics included: the scenic location and the opportunity

>L OVZ[LK V\Y 9L NPV U H Bleedihg Pdadéncies in Hemophilia [V [LZ] [OLPY [YP]PH RUV~SI

October 11-13 at Maumee Bay State *HYYPLYZ* WYLZLU[LK 1" + Ykn@WwHdwyhjiany local hemophilia chapters

Park Lodge and Conference Center in :PKVUPH 1Y MYVT ,TVY  <lherplavedrPifdiang,®lichigan, and Ohio?

6YLNVU 60PV 6]LY W L VMb8dmé Chétklup'Koy Vanessa Lanier >OH[ OHWWLULK VU 4H"

the meeting, which was the highest MYVT >HZOPUN[VU <UPJLYZPYVNBPUNLWH[BYRR MVY"NH

H[[LUKHUJL "L OH]L OHK PU*YDILWIMVKHKBYZZT WYLZLU]IL Keven mdfe peBemt year at the
Additionally, almost 25% of the attendees 4VVURH >L HSZV OHK H ZLZZRVRUNVPWYBUKPHUH

Bayer and the Bayer Cross are registered trad
KOVALTRY is a trademark of Bayer.

©2015 Bayer HealthCare Pharmaceutice

All rights reserved. Printed in USA 08
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ALPROLIX [Coagulation Factor IX (Recomhbinant), Fc
Fusion Protein], Lyophilized Powder for Solution For
Intravenous Injection.

FDA Approved Patient Information

ALPROLIX™ /all’ pro liks/
[Coagulation Factor IX (Recombinant),
Fc Fusion Protein]

Please read this Patient Information carefully before using
ALPROLIX™ and each time you get a refill, as there may be new
information. This Patient Information does not take the place of
talking with your healthcare provider about your medical
condition or your treatment.

What is ALPROLIX™?

ALPROLIX™ is an injectable medicine that is used to help control
and prevent bleeding in people with hemophilia B. Hemaophilia B
is also called congenital Factor IX deficiency.

Your healthcare provider may give you ALPROLIX™ when you
have surgery.

Who should not use ALPROLIX™?

You should not use ALPROLEX™ if you are allergic to ALPROLIX™
or any of the other ingredients in ALPROLIX™. Tell your
healthcare provider if you have had an allergic reaction to any
Factor IX product prior to using ALPROLIX™.

What should | tell my healthcare provider before
using ALPROLIX™?

Tell your healthcare provider about all of the medicines you
take, including all prescription and non-prescription medicines,
such as over-the-counter medicines, supplements, or herbal
medicings

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

e are pregnant or planning to become pregnant. It is not
known it ALPROLIX™ may harm your unborn baby.

* are breastfeeding. It is not known if ALPROLIX™
passes into breast milk ar if it can harm your baby.

e have been told that you have inhibitors to Factor IX
{because ALPROLIX™ may not work for you).

How should | use ALPROLIX™?

ALPROLIX™ should be administered as ordered by your
healthcare provider. You should be trained on how to do
infusions by your healthcare provider. Many people with
hemophilia B learn to infuse their ALPROLIX™ by themselves or
with the help of a family member.

See the Instructions for Use far directions an infusing ALPROLIX
™ The steps in the Instructions for Use are general guidelines
for using ALPROLIX™. Always follow any specific instructions
from your healthcare provider. If you are unsure of the
procedure, please ask your healthcare provider.

Do not use ALPROLIX™ as a continuous intravenous infusion.

Contact your healthcare provider immediately if bleeding is not
controlled after using ALPROLIX™.

PAID CONSUMER OUTREACH

What are the possible side effects of ALPROLIX™?
Common side effects of ALPROLIX™ include headache and
abnormal sensation in the mouth.

Allergic reactions may occur. Call your healthcare pravider or get
emergency treatment right away if you have any of the following
symptoms: hives, chest tightness, wheezing, difficulty breathing,
or swelling of the face.

ALPROLIX™ may increase the risk of forming abnormal blood
clots in your body, especially if you hava risk factors for
developing blood clots.

Your body can also make antibodies called, “inhibitors,” against
ALPROLIX™. which may stop ALPROLIX™ fram working praperly.
Your healthcare pravider may need to test your blood for
inhibitors from time to time.

These are not all the possible side effects of ALPROLIX™.Talk to
your healthcare provider about any side effect that bothers you
or that does not go away.

How should I store ALPROLIX™?
Store ALPROLIX™ vials at 2°C to 8°C (36°F to 46°F). Do not
freeze.

ALPROLIX™ vials may also be stored at room temperature up to
30°C (86°F) for a single 6 month period.

If you choose to store ALPROLIX™ at room temperature:

¢ Note on the carton the date on which the product was
removed from refrigeration.

e Use the product before the end of this 6 month period
or discard it. not return the product to the refrigerator.

e Do not use product or diluent after the expiration date
printed on the carton, vial or syringe.

After Reconstitution:

e Use the reconstituted product as soon as possible;
however, you may store the reconstituted product at
room temperature up to 30°C (86°F) for up to 3 hours.
Protect the reconstituted product from direct sunlight.
Discard any product not used within 3 hours after
reconstitution.

e Do not use ALPROLIX™ if the reconstituted solutionis
cloudy, contains particles or is not colorless.

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

Manufactured by
Biogen Idec Inc.

14 Cambridge Center
Cambridge, MA 02142
U.S. License #1697

Winter 2015 hfmich.org
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PAID CONSUMER OUTREACH
Biotherapies for Life® CSL BEhI’ing

TAKE CONTROL OF YOUR CONDITION AND YOUR LIFE...

Tap Into My Source **—A Broad Spectrum of Support Services From CSL Behring

v ‘ , ,' HnandaL
‘ Supert Education

to help ensure about a wide SO you can share
access to treatment variety of topics experiences with others

Whatever your needs and preferences,
let My Source be your source!
Visit-www.MySourceCSL.com
orcall 1-800-676-4266,

m
urce

ﬁ www.facebook.com/HemophiliaAndU J https://twitter.com/MySourceCSL

n www.facebook.com/vonWillebrandAndU @ http://instagram.com/MySourceCSL
COAGULATION

My Sourcé™is a service mark of CSL Behring LLC.
©2015 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com  COA14-01-0006(1) 9/2015

“In this world there is
no force equal to the
strength of a woman

determined to rise””
~ W.E.B. Du Bois

HFM’'s Women’s Retreat "%

The Hemophilia Foundation of Michigan ZLSM JHYL OU OLY HK]VJHdamhamy, estzoekall photo and most

provided an opportunity for women over has had the opportunity to meet with JYLH[P]L WOV][V

[OL 6J[VILY [O “LLRLUK [Wregidént Barh&k\Wbhhta to provide

PU HU HSS AVTLU»Z YL[YL kfucatdr Brutine iMg@&hdd needs of One major goal of the women’s retreat

at Yarrow Golf and Conference Centerin MHTPSPLZ SP]JPUN ~P[O IS waki®enhankercAHnh¥didny &ith

Augusta, M, nearly 30 women joined in previously formed relationships and to

[OPZ LJLU][ The women participated in numerous establish new connections with other
activities including the Golf Cart individuals within the bleeding disorder

:VUQH >PSRLZ MYVT /LTVW:ORBRINLIYKLNYH[PMY VUL "HX¥ PUJPHLK /-4 PZ "VYRPUN |

of America joined us to share her story to grab a golf cart and participate in upon these values and objectives now

of living with a son who has an inhibitor AUKPUN JS\LZ ZL[ V\[ HSV UNJKOR UNMOMWM|Y L

and to educate on the importance of Prizes were awarded for 1st place, best

12 hfmich.org  Winter 2015
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Hemophilia Foundation
of Michigan

Taden ledtS-

——

- -

Gettin’ In the Game

By Dick Letts

As a parent, it's important to make sure [PTL H[ [OL WVVS ~P[O [OL taafhirigYatieh ow tO infuse at age 9; by
that our children know that the sky is the  overheard his new friends talking about HNL OL "HZ PUM\ZPUN VU
limit and that anything is possible, even Jaden being in the “A Team,” a reference to this | always helped Jaden infuse but
ILPUN H WYVMLZZPVUHS H [® Boyg with Hefndphilia AT an instant when he could self-infuse we were able to

"LHY VSK zVU HUK 0 WHYVRXP WHKLKY PWDOLYOVVK OH]JL OPZ WVY[ YLTV]LK ;0O
the Gettin’ in the Game Junior National ZI[LW PU 1HKLU»Z PUKLWLU]I
*OHTWPVUZOPW 15* [OPZ AMHBHIWHURKIPIWHY[ VM [OL [¥R-Wuséd gridikid the ANC Eobhpktition
had the chance to meet pro athletes Jaden enjoy himself and being in Arizona without any problems, and in fact, made
AP[O ISLLKPUN KPZVYKLYZ"ORYO "HZHMAH\[PM\S HUK "PIYSVYRZLHZ"
15* OHZ ILLU V\LYPUN IH ZLnéetng otherklads and sharing stories
golf clinics for the bleeding disorders HIV\[ V\Y ZzvUZ O] MLS[ N\Ag K phkéeni bBif & Rhiltl Rvjt® hemophilia,
JVTT\UP[" ;0L WYVZ ~0OV pe@kWwho thderstand what we are there are a lot of things you worry
bleeding disorders, make sure that the NVPUN [OYVANO O[] Pz zZV adottar thsr®ars a[lot dflthings our
kids have fun and tell them through role  able to share our experiences watching children have to learn in order to manage
modeling and encouragement that having our sons grow up as responsible and [OLPY OLTVWOPSPH IHKLL
a bleeding disorder shouldn’t hold them smart young men and to see them hemophilia hold him back from doing
IHIJR MYVT JVTWL[P[PVU THYIWTYWHSYRAY ZNUTHU® [OPUNB [OPUN HUK 0 JVASKU»[ I
impressive golf pro, really impacted all
of the participants with his story about >L HYL [OHURM\S [V V\Y [YLH[TLU[ JLU[LY
ILJVTPUN H WYVMLZZP VU Hf®r kbptingtinflLJaden for the INC and for

all of the opportunities we have had as a

Jaden did a great job throughout the family through the Hemophilia Foundation
ANLLRLUK HUK YLHSS® LUQV MWW 4RO NSHAIU >L "V\SK SPRL [V NP]JL H
1HKLU A[ PU X\PJRS  HUK 2pMdidlghdiit BU¥fo Qavhp Bold Eagle for
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emergent . ¢ e o~ coagulation factor IX
(P (recombinant)

photos courtesy of Rhonda Medina

Why do you tailgate?

Is it to stand outside in the cold? Is it YVHTPUN [OL OHSSZ VM [OOf wlide thelthiriflibd&sZplay-where the
to eat food that you could just as easily harassing each other about Michigan punter fumbled the snap and Michigan
make at home? Is it to watch a game or Michigan State, people making new State recovered to score the game

that you could watch at home? The friends, and everyone was enjoying their ~ winning touchdown-had everyone out of

HUZALY [V HSS VM [OLZL PMYAMUNKYYAMMSKUVY UL ;0L BHMRIYNHH[Z HOK "LSSPUN t
@V\ NV [V H [HPSNH[L MV Y foad\ahdNhg Bompaay made ke few
on an October Saturday, we had our OV\YZ ILMVYL [OL NHTL A®> (M[LY [OL NHTL HUK [OL 'L
friends — that is anyone who is in the HFM OLSWLK JSLHU \W O0[ "HZ Q
community — join us for a tailgate at our The game itself was almost secondary but MYPLUK»Z OV\ZL 7LVWSL ~»
V]JLZ [V LH[ HUK ~“H[JO 4P Jedp bedari¢ gdre and more interested dishes, putting food away and helping to
4PJOPNHU :[H[L PU VUL VM [OL TVZ[ [OYPSSWPHINRNWT LA/ LVUY "HZ HZRLI
Michigan fans harassed their Michigan WP[JOLK PU O[ "HZ H "VUK
HFM provided food and drinks, everyone  :[H[L JV\U[LYWHY[Z [OYV\NOS\DZLAMZ [HOHSMLYM\S KH"
LSZL WYV]PKLK [OL LU[LY [HR asTHeldg¢con®Hal wore on Michigan
were kids running outside, toddlers MHUZ ILJHTL TVYL HUK TVYL HU_PV\Z

14 hfmich.org  Winter 2015



Bleeder and a Buddy Retreat

Living with a bleeding disorder can [OL NYV\W "HZ [YHUZMVYTUIKMYOLTT V WOHPBYH HUK VU
IL H]JLY SVULS SPML ;O Lofdtradoéts td Mddhesive group thatwas +PZLHZL -PUHSS™ "VIUN HI
misconceptions and misunderstandings NL[[PUN [V RUV~A LHJO V][O INgtional Youth Leadership Institute

and many people with bleeding disorders , 5@30 JHTL HUK SLK [OL N
choose not to disclose their diagnosis to 1 1€ Next morning the teens were [OLYHW' ZLZZPVU ;OL [LLU
VI[OLYZ (UK ILJH\ZL ISLLKBhaHenges 0,89 RUsidg of their comfort a1 1o represent what they show to
H\LJ[ WLVWSL PU Z\JO zP N39®ERS ey climpedin the giron the outside world and what they keep

secret creates a barrier to creating close [OL OPNO YVW,LZ ‘JV\Y_ZL ('\f"I/L[YOquZLOSF]NP ;OL HI[P]IP[
MYPLUKZOPWZ :V IYLHR KPRes (heieens pytiReis arehery skills interesting discussion about how people
/-4 VALYZ V\Y )SLLKLY HUK WY \®ikILZ[ 6\Y [*V TVYUPURN S8 P héw we perceive
WYVNYHT LLUHNLYZ ~p[o PHshes thegesns physically and showed  \/\y 7z sjLz

KPZVYKLY JHU IYPUN HU \G¥e(Xop¢ that indivsyals with\pleeding

this weekend retreat and the friend learns disorders can do what everyone else S__ince it was Halloween weekend, we
about bleeding disorders while everyone does, they just need to take some extra AUPZOLK [OL UPNO[ "P[O H
OHZ H SV[ VM M\U WYLJH\[PVUZ [VIY ;0L [LLUZ KP]JPKLK \W
NYV\WZ HUK ~"P[O H Z[H\ TL
This year at Bleeder and a Buddy we In the afternoon the group spentseveral 1oy y\NO [OL OH\U[LK OV\ZL
hours learning about bleeding disorders,

traveled up to Camp Copneconic, the _ i had a blast and it was a really fun way
MVYTLY OVTL VM *HTW )V s§scussipg yhattey kpew about [V AUPZO V\ H NYLH[ KH® 0
arriving Tim, our camp director, took time ~ Pl€€ding disorders and sharing what we ate breakfast and talked about what

[V SLHK V\Y ISLLKLYZ HUKOL AKkFL2PRL [V RUV"Y (Md{ednd fRéd AhdHEbfned from the
PJLIYLHRLYZ [V NL[ [V RUVBKGdPUr QUise L@yraypJean Siggens, A | RLUK >L SLM[ [V YL[\YU
>P[OPU TPU\[LZ ;PT OHK [@DS‘ﬁErE(UQe” questions and shared everyone buddies and no one hiding their
laughing, yelling, running, and meeting ZVTL H KKP[P\_/U H S RUVASLKNE| k®lyltkBZvykLy

UL WLVWSL (M[LY vUS" HBDeHRAPReqQyidhg nksefijangp patterns
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RN |
Nick Gamber of HFM’'s H.I.R.E.D. shown
here preparing to teach Budgeting & Excel.

HFM’s H.I.R.E.D.

Do you know what your rights are in the
workplace? Do you understand what
accommodations you can request, and
what accommodations employers are
required to give you? Do you feel like y .
you can advocate for yourself in the Anth O n S EX e rl e n Ce
workplace? Are bleeding disorders cov y p

ered under the Americans with Disabili-

[PLZ (J[& /-4»Z ]/ 09 , + WYV T,

recently begun focusing on these issues éf ( : él I l p B O I d Eag I e

and wants to share what your rights are

HUK "OH[ "V\ HYL LU[P[SLK [By AnthdhyPSldwyer, MD Candidate, University of Michigan Nédid&t$caulidate, Harvard
T.H. Chan School of Public Health ‘16; BSPH, UNC Gillings SchoolaithGldbal Public He

Employment opportunities and accom-

modations in the workplace are frequent If you've seen me at any point over the A week before campers arrived, | arrived
concerns for those in the bleeding dis- past few months, you might notice that to CBE for orientation with another
VYKLY JVTT\UP[ ( YLJILU]J /thergs a bracelet that | wear every day TLKPJHS Z[\KLU[ 2LUU" 0 Y
workshop focused on employment VU T YPNO[ "YPZ[ O0O[»Z N Ythé &émilht &ran§éis wihdwere there to
issues for individuals with bleeding THKL VA\[ VM WSHZ[PJ :VTL NWLMW $Z T®INOPL ZOVALK \W
KPZVYKLYZ 'OL KPZJ\ZZPVUHBSS\ZILK 8HU HYK VY H N mdwyouBditheyall TookedHanly to learn
disclosure, self-advocacy, and employ- is spelled out in white beads, except that  later that most of them were counselors-
TLU[ YPNO[Z )LJH\ZL VM [Othewand tfhpr)in my name are replaced in-training, and many had been CBE
response the workshop received, AP[O WSHPU ILHKZ JVALS IWMIKY[PYRWHWM[EZSQ\Z[ H ML~ °
HFM will host the workshop again WVW\SHY ZV [OH[ P[ SVV R@heBPeRHow helpful everyone was in
VU +LJLTILY H[ [OL /-4 V]JBz@ O SV]L [OPZ IYHJLSL[ UM[[IRUM\XZ RJPHPU[LK -YV
7SLHZL QVPU \Zz particularly beautiful, but because of what VU 0 RUL” 0 "HZ PU MVY HL
P[ YLWYLZLU[Z ;OPZ IYHJLSL[ PZ T JVUZ[HU]J
HFM is working on partnering with the reminder of my time as a counselor and Camp Bold Eagle is a special place where
[;*Z [V IYPUN /09, + AVYRZIOKWZHBUZ[\KLU[ H[ *HTW )WWHKKZHNSK HK\S[Z HSPRL ML
[OL YVHK PU [OL JVTPUN 'LHY >L WSHU an outsider who didn’t know much about
[V OVSK V\Y / 0 9 , + A~VYRZ©Gromtize tre that | was a preclinical bleeding disorders before this summer, |
ZLJLYHS SVJH[PVUZ PU ptgdent 21 the Univarsity of Michigan was curious to learn what it really looked
a look out for updates to see what top- Medical School, | heard older students SPRL [V SP]L "P[O OLTVWOF
ics we will be covering and when our YH]PUN HIV\[ "OH[ "L JHSS +tWZKHZIHT™W H WSH[LSL[ KP
workshops will be coming to a location | could not understand what all of the limited and often incorrect knowledge, |
ULHY "V\ O WL A"HZ HIV\[ I\[ UV SLZZensidnédArall kids who were afraid to
people told me that | should consider be active for fear of having a debilitating
/ 09, + »Z UL_[ "VY R Z Q¥\lipéting in this camp as a medical ISLLK 0 JV\SK UV[ OH]JL ILL
See Facebook event pages and Z[\KLUJ[ JVS\U[LLY K\YPUN TCamp\Bol[Eagld vih¥ indeed a place
RSVP to NGamber@hfmich.org As an aspiring pediatrician, the thought where people felt safe, but not because
of spending time at summer camp with they were sheltered and protected from
FLILTILY a bunch of kids while getting academic =~ HU® ZLTISHUJL VM OHYT 0OU
{ Ve e R‘Z On credit sounded too good to be true, so safe because they were with their CBE
:LSM HK]VJHJ" HUK 0 Q\TWLK H[ [OL WVZZPIP S Rahiily,cin@ iHvikasta Varfiliib the truest
LTWSV TLU[ YPNO[Z how the experience would change me ZLUZL VM [OL AVYK -YVT [O
AF HFM’. 6pm star_t i MVY [OL IL[[LY shared to the experiences of being a child
Pizza will be provided

with a chronic and frustrating disease,

16 hfmichorg  Winter 2015 Anthony’s Experience at Camp Bold Eagle continues on p
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Anthonys Experience at Camp Bold Eagle continued from page 16

campers and counselors alike supported  to understand your bleeding disorder, AOLU O LUJLYLK [OL HY[Z HLU
each other in an environment that HUK "O" P[ TH[[LYZ ;0L KIwk¥rdyhfagkafLatea during the second
cultivated creativity, collaboration, and a  the independence that comes with being  session, and | really enjoyed my time
AOVSL SV[ VM M\U able to infuse factor on your own, and [OLYL 5PRRP "~OV YHU [OL

showed great pride in having a bleeding the best music, kept a safe and fun
+\YPUN [OL AYZ[ JHTW ZLZZPP/AN YKDEMZA\[ Z[PSS ILPUN nuirbriedtHarnd Ri@skgracidus with all of

paired with an awesome team of co- talked about their goals and dreams, [OL RPKZ» T HUK V[OLY HK\
counselors and tasked with taking care HUK YLALJ[LK VU [OL MHJ[ PQHQ HR NHOS® [HWNK M\U O0OU [O
of the Bannocks, the youngest kids at ninth grade was just over the horizon for  see kids utilize their creativity and ingenuity

JHTW ;0LZL AJL IV'Z HNLZ[OHUKOLU ZJOVVS "HZ [V Z[MYJYWH [HMNHFPAJLYWPLJILZ O
ALYL UV[OPUN ZOVY[ VM H"DuingTour ca@p-out, we shared s'mores  some insight into who these kids were

had tremendous imaginations and energy HUK SH\NOZ HUK P[ ZLLTL ks SéwrdualsOtheir hobbied, their talents,
MVY KHZ ;0L HSZV OHK HvahtetiRofgo Bo[slebp\bacause theywere HUK [OLPY HZWPYH[PVUZ O
[OLPY "VYSK [OH[ 0O OVWL USHANCKPPUN ZRZOHYK "OP S LhoWisgrh dpetidl enthitigiasm for my

Some of them were away from their NHTLZ >L HSZV LUK\YLK O Ko¥igndeP g Real” diexdy, from making
MHTPSPLZ MVY [OL AYZ[ [P dre oftour KafipétZexpariehkced asevere UVU S5LA[VUPHU A\PKZ HUK |
[OH[ [OL" A"V\SK OH]L H KP]blksd thét manddRddaggressive pain [V L [YHI[PUN +5( MYVT Z[Y
[OL ZLWHYH[PVU >O0OPSL [OmahhagérmentardVattor infusions every was made especially impactful when one
instances of homesickness, what stood ZP_ OV\YZ of the campers would randomly whisper
out to me more was the fact that these L,ZIJPLUJL PZ YLHS?® L]JLY " [P’

kids really embraced the environment that These represent but a few of the many
amp Bold Eagle is

[OL® "LYL PU HUK [OYP]LK awesome experiences that | had during

loved to watch them learn how to swim a Special p|ace WhereT ZOVY[ Z\TTLY H[ *),

AP[O (UK® HUK [OL AH[LYMY

food at the mess hall with Karl, and listen The day that my Arapaho campers left, |
Ids and adults alike

intently for directions as we prepared for JYPLK O YLTLTILY MLLSPUN
VY _ TVUZ[LY O\U[Z * 0 HSZ fee' empowe red _” tremendous gratitude and overwhelming
demonstrate tremendous bravery every ZHKULZZ 0 "HZ NYH[LM\S [(
time they had to be “poked,” and realized part of these kids’ lives, even if it was for
how strong they had to be to deal with | watched my campers support each a short time, and | was sad that | wouldn’t
[OLPY KPZLHZLZ VU H KHP SthetHfio 2howing tremendous patience see them again for so long, especially

HUK AL_PIPSP[" "OPSL [OL sinceung LByexr-bld weteSgging out
During the second camp session, | was with one camper’s bleed to celebratingas HZ JHTWLYZ 0 HSZV YLTLTI

a counselor for the Arapaho cabin, and another Arapaho successfully obtained guilty that | felt such a connection to a

| had a group of 13-year-old boys who OPZ )\[[LYA  ("HYK 0 HSZV platernthaf | had known for so little time,
ALYL PU [OLPY AUHS "LHY HohdlykhE W tia alMdf thi, Arapaho especially since this was a place where
They were the opposite of my Bannocks  campers and counselors took across the THU  V[OLYZ OHK SP[LYHSS
in many ways; they were all multi-year SHRL VU [OL SHZ[ M\SS KH OmMMahpel d¥scribed i ik the safest

CBE participants, all but one had already  drank, laughed, and enjoyed each others WSHJL [OH] OL RUL”™ /VAL]L
VI[HPULK [OLPY )\[[LYA® ("HNWKIZVHOP Q. BB ZV YLALJ[L Kelumobt QagZgxcitdinent, because |
(>,:64, HUK [OL" KLTVUZ][tatyeds bdt on all of the years that our RUL”N [OH[ O "VASK IL THJR (
maturity that made it very easy to work campers had participated in CBE, and on  green-and-blue plastic bracelet as a

AP[O [OLT ;0L ~LYL YLHK MOHNVOQUPY M\[\YLZ ~V\SK O&hSnder @ mhyses &f bowf awesome

[OL SHRL HSTVZ[ L]JLY  TVhateheeN mdre prol@ daf those boys than camp is, and as a commitment to get
7VSHY )LHY *S\I :VTL[PTLZVUOLO H{ JKHK back to Camp Bold Eagle as soon as

too cool for certain activities, like cabin 0 JHU ;Y\Z[ TL! O "PSS IL IF
clean-up, but they really did teach me a For me, camp was a relatively stress-free

SV[ ;0L [H\NO[ TL "OHJ[ P|[pWatdians yefl lfeH & gpecial tranquility

Winter 2015 hfmich.org 17
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Please check'bur
facebook page or go to

Get to Know | e o oo
*HTW )VSK REINSllaes/ + P i | - | 6\[WVZ]
Tim Wicks b o Rl June 19-25

‘YZ
IVA THU® "LHYZ OHJL “V\ ILLU /-4pi7as : : -
+PYLJ[VY HUK @V\[O :LY]PJLZ 4 HNLY & N f *HTW )VSK 3 HHS
] PUJL HSTVZ[ ZP_ "LHYZ ' ; Session 1: -
- - NS .7
(Z HWLYZVU AP[O H ISLLKPUN K Session 2:
JHU "V\ ZOHYL AOH[ JHTW TLHU ] July 16-23 ‘YZ
' Camp is a place of understanding and
HJJLW[HUJL 9H[OLY [OHU OH]P& ' ,_WLKP[PVU
ISLLKPUN KPZVYKLY LJLY VUL [ z & TBD Y3

| IYPUNZ V\[ [OL ILZ[ PU WLVWSL y

%
AL HYL [OL TVZ[ ,YLHS® H[ JHTW 0; 7ZYVNYHT

3D

>OH[ PZ "V\Y MH]VYP[L WHY[ HIVES ILPUN % HEF\A { "
+PYLJ[VY& s '

.VPUN [V JHTW )LMVYL 0 ~V\SK [Hh.L AP T L-gVAl If

work at camp, and now it’s actually part of my | 1
@NAINN( SIZAA7 85 P UANSAERIBYWY | Y Z [OH[O\Q\ K H[ HNL
now in leadership roles at camp; just being able %, B

[V ZLL [OH[ NYVA[O Staff

+V Z[HH THRL M\U VM "V\ MVY HU [OP U &
2 L9S'S LUREIRSENEN 7 - Y.RIKSISSIg | P R 1E ghl.Y salFEiiS J T‘
my camp director hat, and also a helmet over the e ™

OH[ 0 Z[HY[LK [V K\J[ [HWL H AHZO

TS OLSTL[ ZV [OH[ 0 JV\SK ZLL H

ZLLTZ [V NL[ H NVVK SH\NO V\[ V.M Jf O«

@Vv\ HUK "Vv\Y "PML 1LUUH HYL Ul
+VLZ ILPUN H KHK JOHUNL HU'[Q
OV~ “V\ SVVR H[ [OL PTWVY[HUJ
It'll help with my empathy for parents in regards to
ZLUKPUN [OLPY RPKZ [V JHTW

NV VM T° SP[[SL N\" MVY H KH"
HSZV MLLS TVYL JVUAKLU[ PU [
OLZP[H[L [V ZLUK *OHYSPL L]L

0Z [OLYL H M\U Z[VY" MYVT JHT
ZOHYL "P[O \Z&

Last year, we needed enough bandanas for

LILY IVK® H[ JHTW >L HZRLK [O
THUHNLY [V NLJ[ IHUKHUHZ ~"OPSI
>L YLHSPaLK AL ULLKLK TVYL MV
so | sent her a text saying “Could you please try

to actually get 120 bandanas?” My phone auto
JVYYLJ[LK ,IHUKHUHZ?* [V ,IHUH®
service is so bad at camp, | didn’t get her reply .| e o e

photo of a cart full of 120 bananas until she was ES h i .
WA\SSPUN KVAU [OL KYP]JLAH"® : ;-

0Z [OLYL HU [OPUN "V\ "HU[ WL\MSE _ E}“‘

HIVA[ “V\& > . ~
My goal is to have some form of camp all year - ;
SVUN O HT WHZZPVUHI[L HIV\[ JE

18 himichorg” Fall 2015 v, y “l\] i ©2015 Phillip Kucab
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PAID CONSUMER OUTREACH

The T ourney, Celebrated

Life is made of small moments that inspire, motivate, and make us feel that
our work is worthwhile. As a company, as a team, and simply as individuals,

we strive to discover, enable, and celebrate more of them.

Today, possibility is in the air.

@ bake sale #yum @ first catch of the year #proud a quiet moment

Get to know us: BiogenHemophilia.com/CoRes

n /BiogenHemophiliaCoRes M /BiogenHemCoRes

© 2015 Biogen. Printed in U.S.A. 04/15 HEM-US-0152
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OL 3\JRL »Z HKVW[P

Bottom: Anya and Isabella

&
). & .
- ) B
b o 9 "mi The Luckey Family
b ~§ VW 1H :OHYP 3\RL HUK *SV]LY +H]L"
Wit 2 .

FAE .

Our Journey to our Son

Seven years ago, on November 9, 2008,  returned home, we immediately took him  HK]VJH[PUN [V AUK MHTPSPI

| had no idea that my son was turning 8 to the hematologist for evaluation and year alone, she has matched nine boys

years old, half way around the world in OL YLJLP]JLK H KVZL VM MHJXNYY ®MODVMEB P EKMH [V [OLPY
*OPUH 0 KPKU»[ RUVA [OH[>RU[GILMLILNMU[WD ZPJHS [OCLOIHW7 MIVSVQRELZ H IV ~P]C
my husband and | would receive an RULL HUK WYVWO SH_PZ [~$hdomlactd myRelf ehills¥veral other

email that would change our family’s, and  the course of the next several months, moms in the hemophilia and adoption

VY M\[\YL ZVU»Z SP]LZ M VLUkd n¥de aBazihgiprbBrSss, growing JVTT\UP[PLZ >L [OLU NV [V
merely indicated that he lived in China physically stronger and regaining fulluse  HK]VJH[PUN HUK ZLHYJOPUN
with hemophilia, spending many weeksin VM OPZ RULL >P[O VJJHZPWMHHBSIFYLH RMNY VOND O[] OHZ
the hospital each year, and he needed a  bleeds and school starting in the fall, the  to feel that in some small way | can help
OVTL (Z H MHTPS 2L X\PJRSatdogidPriciesset!lhis prophylaxisto [OLZL IV'Z AUK [OL MHTPSPIL
ULLKLK [V THRL OPT V\YZ [OYLL [PTLZ WLY ~LLR and the access to medical care that they
KLZWLYH[LS  ULLK
Prior to that email, Pam Thomas, current  Now almost six years later, life for Luke
China Program Director for Across the Pz T\JO KP\LYLU[ /L PZ WOOIPIWIST 1LY YW N 0 SLHYU
>VYSK (KVW[PVUZ 7~HZ ]P ZRjdhédthy aht he Nas family and friends a young boy in China with hemophilia
her partnership orphanages in Nanjing, AOV SV]L OPT >0OLU 0 HZRLKOB\RIHZONMYPUN [V IL [\YUPU
*OPUH :OL "“"LUJ[ [V SVVR Hh&wahtedtoMay @dout his experience, VM 0 "HZ [VSK [OH[ H[ H
bunk beds her organization had recently OL ZHPK ;0L AYZ[ KH® 0 TLHN\Z W[t VM [OL Z Z[LT (N
KVUH[LK :OL UV[PJLK H J\[WwereMtraddem Dut soon after | felt like >OH[ KVLZ [OH[ TLHU& 0 OH¥

looking boy, giving her the peace sign O ILSVUNLK PU [OL MHTPS ™ HIN\PZOWLIZ[IRMNYL (Z P[ OH\
AP[O H IPN NYPU VU OPZ M ldxtellent@ddeS ad-h¥reshridan in high OHK Q\Z[ JLSLIYHYbikh@yRL»Z
that this child had hemophilia, and was school, while playing the violin in his [OYLL KH"ZItidiriel rie_that if Luke

[OLYLMVYL JVUZPKLYLK \U H¢hdoWofdheSra, agdddrticipating in team had remained in China, he would have
returning home she was helping a New ZWVY[z /L YV~A"Z VU [OL JYENLKHV\{HPOrLL KHZ LHYSPL
York family adopt their little girl when OPzZ zZzPZ[LYZ HUK LUQV Z YWQHPUNSBE\RHIZ OHWWLULK
she learned that they had a son with dad, Dave recently commented, “l had | discovered was devastating and made
OLTVWOPSPH :0L YLJHSS LtKojghtthdt@ut iamiy/whls completeunti T° OLHY[ HJOL -VY H JOPSK
SP[[SL IV ZOL OHK TL[ PU QRUH >:PQ@]L ILLU ISLZZL KnédreplxodRidn kk&hemophilia, aging

encouragement from the NY mom who our lives and it is exciting to see him grow out typically means the child will be moved
had a connection in the hemophilia PU[V HU HTHaPUN "V\UN T Hftdnt the orphanage to an institution,
community, she convinced the orphanage MVY [OL YLTHPUKLY VM OPZ

[V THRL [OL "VAUN IV | WHW.LRe ldaknddto delf-infuse at Camp Bold  hemophilia and little to no access to
>P[OPU KHZ VM HU LTHPS NWNSIN[QW AW Z[ Z\TTLY OL “hedicaivnT thelakgiage life span for

the hemophilia community, we had PzZ UVAN PUKLWLUKLU[ "P[O shmgone VMg dith\henzophilia in China
contacted Pam and were getting ready Remarkably he has not had a bleed since PZ VUS" "LHYZ VSK 0 JV\S
MVY V\Y UL” ZVU ZIHY[PWNHKL 3\RL»Z VSKL¥YUYOHRLY BWK *VK'T H MHTI

says, “It's been exciting to see Lukegrow THZZ L\VY[ I° 7HT OLY HNLU
>0LU "L "LYL \UP[LK "P[O 3H RUIKWJLYJVTL OPZ OLTVW OlrB&pHili&/axd &tid@icrzcdmmunities, a
January 25, 2010, he was quite frail and This would not have been possible if he family miraculously stepped forward for
OHK H ZSPNO[ SPTW /L OHKOHKINYNHPYEPK®U *OPUH *VK® /L OHZ ILLU OVTL AJL T
knee that had repeatedly bled over the now and is thriving with his new family
"LHYZ HUK "HZ YH[OLY Z"V Si8delbelpihg dmfanuly become HUK TLKPJHS JHYL
the majority of his time with us in China complete, Pam has been searching
PUH IVYYVALK "OLLSJOH P Yor bey3 With hedmophilia in China and Our Journey to our Son continued on page 21
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Our Journey to our Son continued from page 20

The blessings we have received from our
journey to adopt Luke have been too

an integral part of our family and he has
impacted each one of us and made our

“Even though it wasn't always easy, |
cherish getting to build a relationship

other siblings, they get on each other’s
nerves one minute and then | will spy
Isabella patiently helping Luke with his

“| always wanted a little brother, but |
didn’t know how much he would teach
me to appreciate the life that we have

for Chinese orphans and would like to
do a mission trip to China and work with
VYWOHUZ [OLYL

Adoption Opportunities

3VVRPUN MVY -VYL]JLY -HTPSPLZ

“Liam” will turn 12 in March 2016 and has
been waiting a long time for his forever

him, “I think Liam’s biggest need in life is
something that is needed by all children—

life because he continually shows love

life and has a way of showing that for

V[OLYZ 3PHT PZ HU HSS HYV\UK NYLH[ RPK 20OV

would thrive in a family that supports and

SV]LZ OPT * >P[O WHPUM\S ISLLKZ HUK SP[[SL
medical intervention for his hemophilia, his

SPML PZ SPTP[LK /PZ [PTL PZ Y\UUPUN V\[
APSS HNL V\[ VM [OL Z Z[LT HJ

be the missing piece of your family?

Both “Liam” and “Bryan” deserve a family to call his own and access to the world’
best medical care, so he can live an active pain free life. If you or someone you k
is interested in learning more information about these handsome guys, please cq
Kendra Allen at Across the World Adoptiohkeadi.allen@gmail.com

Our journey to Luke has inspired me to
advocate for other children with hemophilia
U\TLYV\Z [V JV\U[ >L OH]L HW HDRUMUNOYVINO T  HK]V
ZVU "OVT L SV]L HUK JOLYPHAQL MLPZV THU HTHaPUN
mom who adopted her son a fewyears ago
started the Hemophilia Adoption Facebook
OLHY[Z NYVA /PZ ZPZ[LY OZAMHINGISHOBPZHWKP]H[L NYV\W
those that have already adopted a child

with a bleeding disorder, are starting

AP[O T  IYV[OLY !t ;OL" HYL [the Sroc&sP, RrlcoRdidlering adopting a
JOPSK "P[O OLTVWOPSPH

a network of advocates, mentors, and

L WLY[Z PUOLTVWOPSPH H
IPVSVN" OVTLAVYR (U H YLDBleddddto ket pdft of this, and to witness
MHTPSPLZ AUKPUN [OLPY M
so fortunate to live in this country, where
everyone can have access to the medical
OLYL * (U'H OHZ KL]JLSVWLKJIH#YWHZAPV[OL> ULLK HUK K

Eight year old “Bryan” has hemophilia
and patiently awaits his forever
MHTPS® -YVT H JVS\U[LLY "OWAMIPBLKVRA[OK OPT
is excellent, he is outgoing and
HJ[P]JLY L_JLW[ HM[LY OL
SV]L ;OH[ ZHPK SV]L PZ UV][HeI&kdhanres, pafm with clay,
plants and animals, and is very
[VAHYKZ [OL WLVWSL HYV\UK DWIPHLSBEWR[D OPZ SP[[S

*VISK OL

COAAAAV

+PK "V\ RUVA

In the United States and other
medically developed countries, living
with hemophilia is very manageable.
Typically, medication that replaces
the missing protein in the blood

is given through an intravenous
infusion 2-4 times a week, allowing
the person with hemophilia to live a
healthy and active life. In developing
and underdeveloped countries,
however, medication is not readily
available, often making the diagnosis
of hemophilia devastating. With
recurrent bleeds, pain, and joint
damage, hemophilia in many other
countries means a daily struggle for
the caregiver to protect the child
from injury. This typically means

the child must live a cautious and
ZLKLU[HY  SPML Z[PSS Z
spontaneous bleeds and bleeds
from minor injuries.

7YVJILZZ [V (K

The process to adopt varies from
country to country. For our China
adoption, we needed to have
pre-approval from China, a home

study from a local adoption agency

and online training for older and

special needs children. We also had

[V NH[OLY JHYPV\Z SLNHS
out many forms, and send everything

to China for authorization and

approval. Our process took about 9
TVU[OZ MYVT Z[HY[ [V AU
associated with a China adoption is
currently around $35,000, including
travel. These fees are

K\L H[ KPHLYLU[ WVPU[Z
the process.

OL JVZ[ [V H

Many people are frightened by the
high cost of international adoption.
Don't let that hold you back!
Numerous individuals have been able
to get grants and scholarships and
fundraise enough to cover a large
percentage or even the full amount.
-\ UKYHPZLYZ 0 OH]L ZLL
selling T-shirts, on-line auctions, local
restaurant donations, garage sales,
selling an extra vehicle, merchandise
parties, and even a shoe recycling
fundraiser.
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Coagulation Factor IX (Recombinant)
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Brief Summary

See package insert for full Prescribing Information. This
product’s label may have been updated. For further product
information and current package insert, please visit

www.P zer.com or call our medical communications
department toll-free at 1-800-934-5556.

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

What is BeneF ix?

BeneFix is an injectable medicine that is used to help control and
prevent bleeding in people with hemophilia B. Hemophilia B is
also called congenital factor IX de ciency or Christmas disease.

BeneFix is NOT used to treat hemophilia A.

What should | tell my doctor before using BeneF  1x?

Tell your doctor and pharmacist about all of the medicines
you take, including all prescription and non-prescription
medicines, such as over-the-counter medicines, supplements,
or herbal remedies.

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

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

Bare breastfeeding. It is not known if BeneF ix passes into the
milk and if it can harm your baby.
How should | infuse BeneF x?

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

See the step-by-step instructions for infusing in the
complete patient labeling.

You should always follow the speci ¢ instructions given by your
doctor. If you are unsure of the procedures, please call your
doctor or pharmacist before using.

Call your doctor right away if bleeding is not controlled

after using BeneF ix.

Your doctor will prescribe the dose that you should take.
Your doctor may need to test your blood from time to time.
BeneFix should not be administered by continuous infusion.

What if | take too much BeneF 1x?
Call your doctor if you take too much BeneFix.

BUS780502-01 © 2015 Pfizer Inc.

All rights reserved.

What are the possible side effects of BeneF ix?

Allergic reactions may occur with BeneF ix. Call your doctor or
get emergency treatment right away if you have any of the
following symptoms:

wheezing fast heartbeat

dif culty breathing swelling of the face
chest tightness faintness

turning blue rash

(look at lips and gums) hives

Your body can also make antibodies, called “inhibitors; against
BeneFix, which may stop BeneF ix from working properly.

Some common side effects of BeneF ix are nausea, injection site
reaction, injection site pain, headache, dizziness and rash.

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

These are not all the possible side effects of BeneF ix.

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

How should | store BeneF 1x?

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

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

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

Do not use BeneFix if the reconstituted solution is not clear
and colorless.
What else should | know about BeneF  1x?

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

If you would like more information, talk to your doctor. You can
ask your doctor for information about BeneF ix that was written
for healthcare professionals.

This brief summary is based on BeneFix® [Coagulation Factor IX
(Recombinant)] Prescribing Information LAB-0464-9.0, revised

August 2015.
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0 "PSS Z[YP]L [V KV
PU T WVALY [V IL H
SV]PUN HK]VJH[L MV

“My only dream for “David” is that he have the opportunity
to pursue whatever dreams he may have, without untreated

hemophilia presenting an unnecessary barrier in his life.”

Adopting a child from
siize - China with hemophilia

consider

YRR  (SHPUH -\YY»

OLY HKVW[PVU

| always wanted to be a mother, and After several months, “David” still had
VM , T H ] PK?® strongly felt that due to the medical not been adopted and | realized that |
|> KVUH [p UNJOHSSLUNLZ VM OH]PUN ]VtbuklPStBd dneliblpiowde him with a
| would most likely form my family through MVYL]JLY OVTL

[VKH HKVW[PVU >P[O T' ISLLKPUN KPZVYKLY

PUA\LUJPUN OV~ 0 "PSS O Hjda plamnef pyprgtureplthought there

occurred to me it could also make me was no way | would consider adopting

an ideal parent for a child who has a until I had all the money | needed saved

ISLLKPUN KPZVYKLY \W )\[ OLYL 0O HT TV]PUN M\
HOLHK [V THRL [OPZ HKVW]|F

| was inspired by an acquaintance to The adoption costs, including agency

learn more about adopting a child with fees, documents, and travel are estimated

OLTVWOPSPH MYVT *OPUH [V JUIHWWYK [PTH[LS"®

adoption agency to get more information  started a crowd funding site to raise

and immediately they shared 10-year- TVUL [V JV]LY H WVY[PVU V
VSK ,+H]PK»Z1 Z[VY"  ,+H]PK! OHZ ILLU PU _

an orphanage almost his whole life and Please consider making a donation, by

is receiving very little treatment for his J S P JRP U, No Ocarrliring “David”
OLTVWOPSPH >0PSL 0 OHKOLV\TLRU%NJTFRVU/\VI\@ HWWYLJF
starting the adoption process rightaway, @HUK AUHUJPHS Z\WWVY[ HZ
0 JV\SKU»[ NL[ ,+H]PK? V\[ V@PEZ QYWRIL"

Adopting “David” continued on page 25
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“As a prospective adoptive parent, who happens to have a bleeding disorel¢ainfait sikunique

position to be an ideal parent for a child with hemophilia. Plain and simple, hefoepmiot scare me”

Adopting “David” continued from page 24

>OH[ HYL [OL TVZ[ PTWVY [Hhé[reason many of the boys with >OH[ PZ P[ [OH] RLLWZ “V\ C
[V VY [OYLL [OPUNZ "V\ "HeEmophilia/avedable for adoption are "VA»SS IL HISL [V YHPZL [OP
[V RUVA HIV\[ "V\& VSKLY PZ ["VMVSK -PYZ[ Vud®@dc ¥flraiding nsoneyTisidobably

| am currently 35 years old, single, and ZVJPHS "LSMHYL PUZ[P[\[LZOWIVSROEDPVYUELMVY TL O
"HZ KPHNUVZLK ~P[O ]VU >FSWOMHUKL2Z "LYL UV][ TH RdepeNddrd, pivate person, who has

"LHYZ HNV 0 OH]L ILLU XMdyd eMailablefor adoption, because H OHYK [PTL HZRPUN MVY O
with the HFM community for about [OL" ILSPL]JLK [OLT [V IL \U&tgption prbt&sk now, without all of the
15 years, primarily through the women Second, many of the boys with funds in hand, is a real leap of faith for
AP[O ISLLKPUN KPZVYKLY Zhamophiirwhd Ww&réhade availablefor TL 4° OVWL PZ [OH[ [OLYL F
| was previously the “west side” and adoption were overlooked, likely because there who will be touched by our story,
mid-Michigan representative for the prospective adoptive parents were and be willing to help “David,” a boy
>VTLU»Z OUMVYTH[PVU S5L["MMY[RTPEKH[LK | [OLPY JV U KvrH Revdphilia, get a permanent, loving
WYVNYHT ~OPJO "HZ H SVJHS ZWPU V\ VM [OL OVTL
5/- 7YVQLJ[ 9LK -SHN >L ~AYa& pfospeetiveladoptive parent, who
to give presentations to groups about happens to have a bleeding disorder, | +V VN OH]JL H KYLHT MVY _ +

ISLLKPUN KPZVYKLYZ PU "Yeglliké | gm ipvatdmddue jiosition to be an My only dream for “David” is that he

am a Licensed Customs Broker and work PKLHS WHYLU[ MVY H JO P Shavé th¢ Opporttunivy\io @urstiéwhatever

PU [YHKL PTWVY[ L_WVY][ RanlawSimple)damaphilid ddes not dreams he may have, without untreated

JVYWVYH[PVU ;0VINO O NYZJMHYWL AU 63VEZYVUS KV 0 O H¢mophiia/gr&Einglan unnecessary

| have been a “west-sider” during most of and ability to access the necessary IHYYPLY PU OPZ SPML

T HJSPH[PVU ~P[O /-4 SP]metdalkesdircEsUbutY aldd Kave a

9HWPKZ HUK UV”" PU 4\ZRL Bt\id) support system and know somany *HU "V\ ZOHYL "OH[»Z PU "V
HTHaPUN WLVWSL H\LJ[LK The@doptioWptoPeSdisdemotional in

>0° KV "V\ [OPUR "V\»SS IL HMYDH[UTVOR /-4 JVTT\UP[® HEYX TIHVUKH Z ;0L TVYL 0 Ot

| don't think | will focus so muchonbeing ;OPZ NP]JLZ TL [OL JVUAK L Unlthis[pvodeds] Bi&ore | question at

H NYLH[ TVT 0 [OPUR [OH[wha vl ¥y h¢ orevof the® most [PTLZ :V VM[LU HKVW[PVU

ZIHUKHYK [V SP]L \W [V 0 ¢haltghgtrid urjdénakings of my life- to the adoptive parents, and the good that

[OL ILZ[ TVT WVZZPISL [V ,berh]dhiletadbpve frlom to a child with  they are doing in their adoptive children’s

had so many positive role models in my OLTVWOPSPH SP]LZ >OH[ PZ UV[ MVJ\ZLK

SPML PUJS\KPUN T° VAU TVT 0 "PSS Z[YP]L [V that the children available for adoption

KV LJILY' [OPUN PU T> WVALY+YV 'Vl HIYUYHIK® MLLS HJ[[HJidrKationally have faced so much loss in

SV]PUN HK]VJH[L MVY T JFNSKH]PK1& *HU "V\ [LSS \Z[OWPY "VAUN SP]JLZ -PYZ[ HL

"Vi»YL MLLSPUN& OH]L MHJLK [OL SVZZ VM [O
>0 HKVWJ[ H IV' "P[O OLTVMNmSsArE that attached is really the Once adopted, they also face the loss of
MYVT *OPUH& YPNO[ "VYK [V \ZL O0OU [OL thdér\cuityre, Whdir touxits Koster families,

>OLU 0 AYZ[ Z[HY[LK YLZL Hatacnkeotié generally used to describe  and any other people they have been

adoption options, one thing that struck the bonding that happens between parent JVUULJ[LK [V ;OL" HYL [OL

me is that these boys with hemophilia HUK JOPSK :PUJL 0 OH]JL UMLL]JHYLTLQOIOPYH]L VULZ O0U

YLHSS  Z[HY[ "P[O [OYLL Z¥tPRanZradlly kly that [ fg€ atiached, world, “David” would have been able to
;OL” OH]JL H TLKPJHS JVUWRBYPXYU [OOH[ 0 JHU ZH" P ZbpGaisedbydisl hikth¥amBy/[ and have

tends to scare a lot of prospective a certain type of kinship or connectionto  access to much needed treatment for his
HKVWI[P]L WHYLU[Z ;OPUR @PWM\[M®VD [OL [PTL 0 AYZ[ OLHWWOPISPHORUMV Y [VUHJL:
you or your child was diagnosed, how Though my bleeding disorder is milder [OL JHZL O NYPL]JL [OPZ SV.
VILYA"OLSTPUN [OH[ KPHNUMahmig, ddd eingldiagnosed until il wasa YLHSP[® 0 HT ,+H]PK»Z! 7St
To an uninitiated prospective parent, teenager, | have an understanding of what | hope that having a loving mom who is

the thought of adopting a child with it is like to live for years without proper knowledgeable

OLTVWOPSPH T\Z[ ZLLT WYLYLHRULPTRKHH[BUINKP UN P ZZbduZblegdimgV T L
;OL” HYL IV'Z ;OHJ[ ZLL TwinttkdughVespetially after | received disorders, and

but it is well known in adoption circles the pre-approval from China, | did start who will give
that prospective adoptive parents, for a [OPURPUN VM OPT PU H THHimvattess ta'
number of reasons, tend to prefer girls is a long way to go in this process until proper medical
VILY IV Z he is my son in the eyes of China and the care, will be a
4HU® VM [OLT HYL VSKLY<WMUK :[H[LZ /VAL]JLY O KyreftpdeteRt H
prospective parents hesitate to adopt OPT 0 "VUKLY PM OL PZ HSBHHNO) ~"O
older children, feeling that they will have  has had any recent bleeds, and | hope he
more “problems” or attachment issues Pz UV[ PU WHPU LJ[J

[OHU "VAUNLY JOPSKYLU
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r A: HFM's Executive Director, Sue Lerch with World AIDS Day Detroit Founder and PresidentBRlebKoealvhite-Ginder
‘ sharing her son Ryan White's story during the World AIDS Day syi@pidaihifepn Gerus-Darbison and Bill Darbison;
\
1¢ 2. 15

D: After her talk, Jeanne White-Ginder listens to people lined up to say hello or share their story.
GETTING T0 ZERD 5t Annual World AIDS Day Detroit event

For information, contact Phil Kucab, MD, Founder and President, World AIDS Day Detroit

Maxwell Cameron
Executive Director .YVAPUN \W "P[O OLTVWOPSPH HWUKUWNXYOUP[MYXTZ[R]Y (Z ZHK VM H
248.227.7079 AHZ MHTPSPHY [V TL >0LU 0 JHRSMS]JQFEZUJVAUPYVYSK (0+: +H" F
S 2010 to see if she would come speak to my PUJYLKPIS® YLAHYKPUN ;0L TVY
mcameron@ medical school class | instantly connected with TVYL O NL[ V\[ VM P[ ;;VNL[OLY ~
worldaidsdaydetroit.com OLY 0 "HZ ZP[[PUN PU [OL TLK able@\hvh®r dud lvied oiveB ahd-tari on their
worldaidsdayus.org [OL JHSS SHZ[LK HSTVZ[ HU OV\SL NOHSF LIZKI SPYYIRPRUNN [V LSPTPU
[V OLY Z[VYPLZ 0 Z[PSS KV 0[»Z SPRL "L OHK RUV~U
each other for years even though we justmet— ,HJO "LHY >VYSK (0+: +H" +L[YVF
a feeling that happens quite often with people The passion and dedication behind the people
World AIDS O TLL[ PU [OL OLTVWOPSPH JVTRUJPE]LIORPZLIZU[HNPV\Z -YVT O
. a common bond—an understanding that we students, to medical students, to partner
Day Detroit ZOHYL-VM[LU AP[OV\[ L]LU ZH " PdigenizatidbsYoKAmerican ldols—they walk
December 1. 2015 H"H> JOHUNLK "HU[PUN [V KV TV
' | was so moved by talking with Jeanne | started
telling people here in Detroit that | wanted to >L OH]JL JVTL Z\JO H SVUN ~H " /(
Thank you IYPUN OLY OLYL [V [LSS OLY Z[beYa'cef@aih depfthseéntedde Kbut now people
World AIDS Day Detroit people and organizations coming together to AP[O /0= JHU OH]L H UVYTHS SPN\
SPZ[LU [V [OL 9°'HU >OP[L :[VY >(MOIHYLTMSBOOVMVVSZ AL ULLK |
WSHUUPUN >VYSK (0+: +H  +L[YOUP] SHZHYL MIHUKUN JSVZLY HUE
S AHZ [OL SHYNLZ[ JVSSHIVYH[PVIHYM BLZVRPUK LMY PWSYBXKLU /0=
partner organizations for (0+: +H L]JLY PU +L[YVP[ HZ M HRortgebplexihotarelHi/Lpositive, just being on
their steadfast support of remember taking the stage after Jeanne spoke HIV medication can decrease the chances of
this important event! [OL AYZ[ "LHY 0 "HZ ZV V]LYJVITYHPZOR[TRUMVIOL [PY\Z I’ ;O
0 JVASK OHYKS® ZWLHR (Z 0 SVH\RreKativé [pedpld van @Ke to reduce their
2015 Sponsors: crowd, | saw everyone on their feet and | knew JOHUJLZ VM JVU[YHJ[PUN [OL ]P
PUZ[HU[S® [OH[ "L OHK THKL H KP\LYLUJL
e : >OH[ JHU "V\:KN&®K ~"P[O \Z VU >V
of Michigan, The National 0[»Z UV[ Q\Z[ TL ,JLY" [PTL 1LHUOH: ZWLHRZHADLKH® :OHYL Z[VY
Hemophilia Foundation, captivates and inspires people, young and old, YLTLTILY [OVZL UV SVUNLY ~P[O
Cascade, Walgreens, MHTPSPHY HUK \UMHTPSPHY ~PYO[ GILY\EZN\NOH[ OGFLPIAILVKH" .L[ [L
Wayne State University AP[O 1LHUUL THU® [PTLZ "OLU ZOLHWKHRZ "BUHYL /0= WVZP[P]L
VM T° MH]VYP[L [OPUNZ [V KV P& ddvcatipg ybKrseif apt trg@ihg others with
Motivus Healthcare side and watch and listen to people approach her JVTWHZZPVU HUK \UKLYZ[HUKPU
. ' o HM[LY ZOL PZ AUPZOLK 7LVWSL MYVT HSS "HSRZ VM SPML
Gilead, Biogen, BioRX, gather to thank her and to share their own stories Chris, Andy, Ryan, Dustin, Nate, Dan, Paul, Todd,
Broadway Cares, VM OV~ [OL" YLSH[L [V OLY VY ®aHiftith, Louie, Michael, Tim, Greg... and all
Color Me Rad, Janssen [OVZL [OH] SP]LK ~P[O /0= (0+: H
Pharmaceuticals, Viiv, >L SVZ[ OHSM VM V\Y OLTVW O PWtR Hs, W OUe\ v, [(we fdmédber you, and we
(0O+:-LU[PYL SP]LZ ZU\LK V\[ VIPYYRNMVY;BUY(IOP:ZMYLL NLULYH]
not a movie we can make, a book we can write,
a monument we can build, or a decade that can
Professional Med Center WHZZ [OH[ "PSS L]JLY JSVZL [O ol facebsl)vog c\(i)m/\\:/vorl(hldésg?_ﬁ;tron
and 98.7 AMP Radio. >L RLLW TV]PUN MVYAHYK I° }g;‘ﬁﬁ#ﬁ %B}Y\EO i&? a
[V OVUVY [OVZL H\LJ[LK [V UL] HMWQUYLQOWPMOS@&!%@Y
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would like to thank all of our|
sponsors, volunteers, and

The Hemophilia Foundation

School of Medicine,

Fox 2 News Detroit,
Between the Lines,



Dawn Bradley, Shane Bitney Crone, Rayvon Owen, Melinda Doolittle, Devin Velez, Jeanne White-Ginder, Phil Kucab, Kris Allen, Malaya and There:

World AIDS Day continued from page 26

What did attending World AIDS Day Detroit 2015 mean to you?

Susan Fenters Lerch Antonio Jenkins Kathleen Gerus-Darbison old. I am grateful for so many thin
“I've been involved with World ~ “For me it's about showing respect‘fthere are many feelings that comdy beautiful daughter who | got
AIDS Day Detroit (WADD) since itghose in the hemophilia communitpver me in regards to World AIDS to see graduate and get married.
inception in 2011 because | believetho passed away and fought the IDag. The rst | suppose is how luckyn grateful that | have always hac

deeply that we cannot forget the hard battle of HIV/AIDS” | am that I'm still alive. | became support from my family. And for th
devastation of AIDS on so many infected in 1984 when there wasnpast 17 years that I've been marri
extraordinary lives. Beautiful peoplgichelle Leona Cecil lot known about HIV and there wete my husband Bill; I am beyond

from our hemophilia community  “The reason why events like WADDO therapies available. It was a puggateful for his love and support. |
were lost to us. During my rst yeagse so essential is that they raise and simple death sentence. | watckeew that | would not have made
with HFM in the 1980s through miglpareness and they help to eraseSO many people die from this dise#¥ié far without all of those things:
‘90s, we were in the midst of the AdfRfma. They bring together peopl#ithin the hemophilia community '

crisis. My heart was broken by thegfected by this terrible illness as and amongst other friends and farbigvin Velez

tremendous losses felt by so manyye|| as students, allies and so mafjembers. My late husband died irfWhere do | even begin? It's such
people | knew so well. Beyond HFMhers to create connections and HR882 at the age of 33. My daughtenumbling experience to be able tc
we worked closely and collaborativ@iversations about how the disedéas only eight years old and thesearticipate in such a great show ft
with other affected communities aggd be destigmatized and how weare the only memories she has of $lich a great cause. I'm not one to
met so many wonderful people acggssupport one another. WADD id-ast forward to 2015 and our everknow much about anything, but |
Michigan and the country. It was amazing example of how people dagicember 1st. There's a world of know what love is and | know how
tremendously painful yet actually organizations coming together undéfference from then until now. Wetartve. I know how to smile, and
a privilege to be able to be there fgfynited cause can change the womW speaking of getting rid of AIDBknow how to encourage. | loved

individuals and loved ones when Sgy the better” not just treating it. | never thought being able to not only give that,
many were fearful or uneducated would live to see this day. but receive that from the team tha
about AIDS. | believe it remains g4 ne Bitney Crone worked so hard to put this event

important to remember the historyagf; tin World AIDS D When | was downtown the other d@yether. Every year, | learn more
AIDS while also working toward ag, 'ng part n World A= &Y the overwhelming feeling | had wagq more, and | meet someone th
AIDS-free generation which is no as one of the MOSLINSPINNG  jove. | was surrounded by people tR¥acts me forever. This year I m

s 9%nd rewarding experiences of I've known for years who are still ' ;
truly within reach. WADD prowdesmy life. From the deeply moving a woman who had gone through ¢
an important touchstone for so magy, [

who continue to be impacted by A formances of the American Idogn isses that | thought | would AV, and still she glowed with joy :
’ ! k s, to the heart-wrenching Storiess of the oor. How blessed | am to...
or are working to eradicate the Virgg,m those who have lost loved o Pemained positive. She has anoth

i ifetime.” i : (1ave’ so many wonderful people inyf¥nization that helps young wor
in our lifetime. the disease, to the heroic HIV-pOS|feg ¢ then | see the quilt and they it et racoi: F;n()j/ hee?lin
individuals who bravely advocate tgy; ping, g

. . R - ches Dolls and | am reminded gfcess, (mentally, emotionally an
‘ll\/lellnda Doolittle end this epidemic, | was inspired agf, people who have died. So r%}ﬁysical’l)s). She’syf;m educatoryat ;
I love what | do for a living, but | touched by it all. World AIDS Day R&ings are always bittersweet. | ARiversity now, molding minds an

love it even more when | get to bechance to celebrate the progress tnﬁbpy that we have something like, uencing and informing young

part of something so much biggerhas been made, to honor those W& Id AIDS Day to remind people beople about these realities in life
he also lost her husband due to

than me! Being a small part of thelost, and to give people a chance ®at this is still a huge problem. A
AIDS. But still she ghts, she choo

amazing effort behind World AIDSspeak out. This event also helped {9 €emember all those who are no
Day and the huge difference it makesiember that we must treat every
ger here. happiness over the circumstance,

is such an honor. | do this for my day as World AIDS Day in order to _ : ;
friend, Missy, who is HIV positive @&mndse the stigma surrounding the | suppose when all is said and do'{é_oved be|r]g able to Just give bac
living her life to the fullest... and fodisease and to help save lives.”  the best way | can describe my With what I've been given. All that

so many others just like her!” feeling is gratitude with a capital NaVve o give is me. Its an honor tc
G. I was diagnosed at age 27 ang@ part of something this great, car

given 18 months to live. This comifgit t be back, hoping to do more
Monday | will be turning 58 years 21d get us to zero:
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HFM Offices, Ypsilanti
For more information, contact
twicks@hfmich.org

+LJLTILY

H.I.R.E.D.

:LSM HK]J]VJH[PUN HU
LTWSV TLU[ YPNO[Z
WT H[ /-4

For more information, contact
ngamber@hfmich.org

(WYPS
"WYPUN-LZ]J
Bavarian Inn Lodge
Frankenmuth, Ml
pthomas@hfmich.org

1\UL

:"PUNPUN MVY :TPSL
*OHYP[® .VSM 6\[PUN
Polo Fields Golf Course
Ypsilanti, Ml
ghulswit@hfmich.org

6\[WVZ]
June 19-25 (14-16 yrs.)

*HTW )VSK ,HNSL
Session 1: July 10-14

(6-10 yrs.)

Session 2: July 16-23
(11-13 yrs.)

., WLKP[PVU
TBD (16 yrs. +)

*0; 7TYVNYHT
TBD (16 yrs. +)

(\N\Z][
>HSRPU» VU [OL >PSt
Detroit Zoo, Royal Oak, Ml
ghulswit@hfmich.org

6J[VILY

>HSRPU» VU [OL >LZ[ :P

Fifth Third Ballpark
Grand Rapids

More details to come.
jgunn@hfmich.org

ANN OMTPJO VYN

Hemophilia Foundation of Michigan
1921 West Michigan Avenue
Ypsilanti, Michigan 48197

NEW IDEAS
-69

We're excited to be
presenting at least one
programin :-WHUPZO

Save the dat

HFM'SSPRING-EST 16
(WYPS

We're experimenting with
. [ Y HJ Rnahete some
sessions will follow a
theme such as health

HIHYPHU OUU 3
and wellness. ) HI V'#w_

1 Covered Bridge Lane
Frankenmuth, Michigan

.

S SJoirMu\é¥or this wonderful weekend and learn
from top notch professionals in the bleeding
KPZVYKLYZ ALSK WHY[PJPWH][L

. and connect with our amazing community.
multitude of VWW VY [\UP[PLZ

HSS KLZPNULK [V Z\W\WWeY 500 people participated last year and

We’'re planning an
HIJ[P]P[" ZWLJPMPJ
VY "VAUN HK\S[Z

Please join us for this special
weekend filled with a

the men, women and
children in our bleeding
disorders community.

we expect even more in 2016!

3VVR MVY TVYL PUMVYTH[PVU PU

Cascade/Hemophilia Foundation of Michigan

DELTA DENTAL PROGRAM

(YL VMV \UPUZ\YLK VY \UKLYPUZ\YLK AP[O "V\Y KLU[HS JV]LY

OU VYKLY [V IL LSPNPISL MVYQOPRAWLYWW[YHSPNPISL MVY [OF
VN T\Z[ TLL[ [OL MVSSVAPUN JYPNILWRHOH]L J\YYLU[ 4LKPJHP
<« @V\ T\Z][ OH]JL H ISLLKPUN KP42VMKMH/NYY\USLZZ [OLYL PZ H
ILHZ TW[VTH[PJ JHYYPLY circumstance — these exceptions are
«PKL H4PJOPNHU YLZPKLU][ limited and determined on a case by
<« /HIL UV KLU[HS PUZ\YHUJL VYINDISTHDPBKYLU»Z
:WLJPHS /LHS[O *HYL :LY]PXLD®M "V\ OH]L HJJLZZ [V KLU[H
<« OM "V\ OH]JL 4LKPJHPK “V\ T Hhroughy&PexnBlb$er or your spouses’
for time-limited coverage based on special employer, even in you choose not to
Kitcumstances — these exceptions are participate in that coverage, you are not
limited and determined on a case by case LSPNPISL MVY JV]JLYHNL \UKI
IHZPZ 7SLHZL JHSS \Z MVY TVYL PUMVYTH[PVU

;OL WYVNYHT WYLTP\T JVZ[ SL]JLSZ HYL VY \

*VU[HJ[ "V\Y /;* :VIJPHS >VYRLY MVY RRHHBWMWIRBH[BYU VY .
RTIJTHZ[LY'OMTRJO VYN [V YLILP]L HU HWWSPJH[PVU 0
guestions contact 3PZH *S\VafGBBY[OPLY'OMFPJO VYN



