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The WFH and Mational Hemophilia Organizations

EENE Ui, URORE. RA1E FFP (| e
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LNV, BLIRIRADTEELTVE T, AHIZ, LA WFHDOVE Y 3 >, T, ERNICE
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WFH &, 1963 fFlciirE N, £59<

50 JE4E &M % . WEH (&, (i Pk Whaiks The:VFH
RO O RHE T ADEEHEME LT, " opanianon founsyd 1963
1969 4EIc WHO (HRREERERS 7532 | s 50
ENE LT, H<OEBAYN—ITIRST |, o ommen

Exterasm network of lay &
imedical wnluntees

II\% C a\ Egﬂia%%b\\‘;rﬁﬁc:%%ccfﬁﬁ = {izadauarten in Montreal,
Casnaecia [15 srudl)
/—SD —Z-l{\%) C a 75\‘%0)4%‘:@:(“‘3‘0 ‘[ﬁﬁ[ﬁ]’\j s :::n:u:!l-rumtwmmhrﬁ

IREHEMEMDERMEH I LE S T EIcid,
AV w DB KT, ERiE BEDN
—HICE O T EDK ISR DT 7 2 %
LTWh, TOHE, AbY—= e sEEzT 5 E-BNET,

Our Mission

P

q.. The Waorld Federation of Hemaophilia improves and
sustains care for people with inherited bleeding
disorders around the world,

= ! 5 _ ¥

= TU% not trmated
+ Tha Reality - Marry will S yeung o prow-uf vl
dizdhlen

'WFH Founded - 1963

MAIRT 7 DBELRZH U LT 2 & MRDOBEZFD 710% & FEEZKE ZZIT TR A,
e AZWENTE, ZOSBD T5%FEHZZITIENTVELA, TIMDL, ThH
DEZFIFEIC LIz EHERBEEYEICK 7O LTLEVE T, WFH OBFLZ-ffid &1,
COXIBHREZEZ B ELTT, HAFIEFICTHEDICE S TOEITH, 1963 Flcax
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YON=T VTR b N WFH BALREDKE, 14 OZNE OB HAE b > T
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Our Vision

L _B-Treatment
for all-,

Treatment for All
* It means safe, effective treatment products are available for
all people with inherited bleeding disorders
* It means proper diagnosis, management, and care by a
multtidisciplinary team of trained specialists

+ It means expanding services beyond hemophilia, ta those
with won Willebrand disease, rare factor deficiencies and
inherited platelet disorders

Tor Improvement

F\ 7z B i, “Treatment for All (& C
MNICHEEER)” LS H _ﬁféb\jﬁ World Hemophilia Day 2010
DTHD . RETIRIANR -« F— LERHT of Bty e
TEHZE— DEDICETILTVET,
AR GEEHMRNEBE ZHLD WA, BTG
BEREM TS LIick > T, L QOL
ZIRES 5D TS, D WFH DB ZIC
. MARRICIRS 9, Z LIS OB E 2
JE——T F ¥« T4 )V T TV IR0
B FREIEE FENE T, SHEOHAN
ET7 417 « 7F—DT—=IZ “The Many Faces of Bleeding Disorders (IfiLifi &[5 i D
LT T, RS TINCE DI ARY M TEDbNTVET, MAREWVS &
BEHRZ T ORKO K ICZIFWMENMNE TIH, FHEICI MEERE R EED—IRTH D |
WFH & U CIEZDBME A Z TN EEZTVET,

What We Do Achieving Treatment for All

I pader to reach cur vislon, the

* Healthcare Development Programs WEH is:

* Educational Materials/ Website “Implementing National Care
Programs in [atget countries

* Public Policy - GAP Project

* Data and Demographics - Country Programs

* International Congress i

- sinitiating new training &

* Fundraising educational tools to improve care

In all countries

b OHEEONEZHIH L F 3, “Treatment for All” & WS HEZDIHICEDED S
0%7S LaEDTED, EESEPENSHEICBVWT, Y=Y gy IR0 ar <



Global Alliance for Progress WFH Training & Educational Resources

Participating Cosaniries 3.
1’
Closing the gap Armania
in care between Belare
developed & m""‘“
developing Egyet
countries ool
Jeedan
Lebanon
Mhenicn
Peru
Fhisppee
Russia
i .
hand Owver 100 treatment monagraphs, gu &
Tuasisls training modules available in raltiple languapes

LZFTITOERT, BELEER, $IZRECDHRENDDEER, TNZNOEICHA
BEERDD LTI, bR IRNZERZHIEL TWE T, JuEE @ EREED
Fy v T2 TENRYTT, MLIAEENTE A bDODIC, BOESR, 1%
FRDEVERZRAT 5 EMcBOHETY,

BEEOTEINE RS S0, MbIOLEERZHELTVET, ThH0ER
WEHRTWFHOY =27 « ¥4 M THERRETT D, HSENLHARERIKIZEALHD %
VAo JEERTXA LTNE, ¥OXU a—RLTWEEELZVWERWES, IMEE
FTHT 572D DRAZELEH D XTI L. MAREEE D ZFEDLHDOLNVICHEDLYE
rBERZE>TVWET, HATE, HRODIRICEDLRETEERZF> T b &
VWEJ,

The WFH Development Model

1. Ensuring accurate
diagnosis.
) il _—
The WFH Development Model 2. Building a winning
coalition
3. Promoting comprehensive
A Proven Model for the Development of care
Sustainable Care 4. Increasing the availability
of treatment products

5. Empowering patients

WEFH (&, FEEDOTDICHERERZ 5 DEXATVEY,

9 TBHALLTHASNS T LOHEENE ] T, BEMORZIETRIT 5B,
A - BWEREDRBECED XY, EMRZHIORREZRIZ7DIE, 8BAATIA
N —72#->TTTINEL RENGEEDOBEHRHENANTT, EHENTT—XII,
IR TDIIEN ENE T, AFa TR, FRHEICK D, 2002 F25 2007
FOMICEEBD 2 AT Lic, ThE TR, EREMEEEZHHREL THhiah->
L. BEBIBEZZIT TOWIEN>TDTY,
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1. The Importance of Being
Counted

Outreach
Ensuring Accurate Laboratory Diagnosis

Building a National Patient Registry

TR (BREMK) TOIEMZZEICIE,
MA R A7 BDIE LW Z ROz b D
BONRETT, HREMRAEICKD, Bk
WIS X 2ICEDET, fAeD
(& IEQAS (HEEMER M ERAEAF— L) &
WO BB E S TV, ARt Y X —
ODIRzZFrzyv 7L, RIELTVWET, C
DHA RTA > TTHRDIEEDNHED
bR, 742 T4V T TV NREE
IZDWT EMIERZIDM TR b E 7,

Strength in Numbers | Count Meln

“Data collection is not an
end in itself, but o
means to bulld,
preserve and promote
the overall guality of
caore,”

Patient Qutreach

Accurate Laboratory Diagnosis

* Laboratory
Training

= |nternational
External Chuality
Assurance
Scheme [IEQAS)

Global Increase in Patients
(WFH Global Survey)

B Cxkes Berding Dnasden. 00801

- e W B e VB
B s fwe
iFL B Daraers [P, VAT, DI

J s
L
i

: KR
“.IH |‘ |‘ ll.l‘ul || |I ||

(L] -, - Sy i Crisia Bl e L e

e P il ey R OCR

JEA B 7 ST LT, BEMNEGFOKEDN L2 RDZ5E5ICH . IEMREEEDA
TR, REZERMOME PRLHO A, BEOWNZHEET 2 20ICIE. ZLDE
HOT— 2B THEMNT B EARE A EHD T, WFHIE, HFAICIEH 40 75
NDEERERERENMAALT 2 LHEL TVT, ZORBICFEAZALDONRS LML D

DOEETT,

i THEFRSHEEZED FIF 5 & T, 178, Ehi, BEDNTNFICE#H DT
7L, BEEEEAZHA L, BEWIHREDH /85— F—2w TREFDC L 2K EICE)
ENTET, ZNCK> T BB IIREDEE AT LIMMELNE EEZTWVWAENLTT,



2. Building a Winning Coalition

Achieving Government Support for a National
Program

iz bld, SEOITEAD WFH %2 Bifig U,
ZOEOEEZEML T NS K DITKD
9, KB WFH X, SEOBKT, £H
KEMF, 2L 23 HTC Ukt
2—) OFE, WMHLBOWMm, 7 —20
B, BE. HREHE VS K5 REYIC
B2 RFZE->TEE LKL, TNHOD
ElZBVW T, BESREMROKRD S X
ENHEICED, 5 ELESHHB RSN E
ER

3. Promoting Comprehensive Care

Improving the Care Delivery System

3DOHD MufEEBEOHEE | XA MY —
FEROBEHICHTLS A TLE 9. WA,
AR EED QOL Zh LEXE 5 50 E
Ulzo HICEK > THOMATIEEREZDET
M, AffEgEE, BHCRBVERZE DS
THATY, BFE. MAREME (LK
WRHE) 720 Tid 7 < L BRHE ., B 1,
V= y )T —h—7x L OHEMFEICT
TR AGTREZDTT, WFH I&, clfhE#E

= WMO skills training
* Drganitation & Center

* Humanitarian aid
= Medical training fellowships
*  Mulri-disciplinary

+ Laboratory [EQAS

Achieving Government Support
Govsrnmants
Medical Professionals
Patients & Families

Government Agreements

* Ministry of Health . -

= Establish a mational program - _1_- sy i
~ Establish an HTC -
— Increase product punchide
— Establish & rutional regitry

* WFH
= Train medical team
= Translate educational materia'
= Enroll lab in |EGAS
— Srengiben patie

organization

Imprrﬂving Care Delivery Sts,:em

WFH Healthcare Development
Programs

twinning

workshops
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ZRIBERZDIC VA= T (SI=FEL)-Tul oLl ZEAE Lk, T,
THREREICE U T Tz iR e . ChhbiEDKS e LTWaE R EEE Z—
H—THAEDLE T, HAROFOERELA LIS LT2LDTI,

iz Bid, BRA REBOEMFKICMAIRICET 2D N L—=2 J 217750, alffE
BWEBBLTEL DDAV E—Fa TNV NET4UT « RL—ZV T - vV E—
FHADMAFMF> TVET, TO—DRIEREKICHH, THE, WFHIZHT %
HADKZZEHIKTY, HARDZ L DEENHARICHIFIEN TN EREFEZEHFIAICEHIS
Tzl BnEd,

1960's = “Peanuts contral Hemophiliacs Bleeding”™

Byoon B

4. Increasing the Availability of
Treatment Products

Price & Supply — Affordability & Availability
Efficacy & Safety

4DOHIE MERMEA O RZHIET ) LT, MRMAIOHE, ZeMtbEE
TIM, FEHNIZTNRZITTREDHO XE A 2007 FITRH LB, Bz bld N7
AEFZHEE ] DR SELNERZEDTNWE L ZMD L L, Tt ZERMEEN
1960 #£0ICIE. E—F v YOI DMAIRICRI L LTRENTWIEDTY, Tzl
A&, BUEDIBFESRIIM S LT ETL X S,

BHNCIEDOLOMENH D £J, LI

LiIZEMENETUINE S, WFH IZ, 11
TEHREA] BiaTHAMA RO LS S
ZHEIIEI DOV ERFVETA, TNTE
NOENRD ZHE TS, Fhiz BAHERIC
OV X, it TEAESMEICE S
Tk 3, BEMICHE DV THFI RS L
WO —RET T I, BIAIDO LRGN E DORE
ez & LTh, MifEDIdIc e
BRI L Tlda b £8 A,

Choice of Treatment Products

Plasma-derived & Recombinant Both Important

* Robust record of safety for both
= Supply of elther alone insufficient
« Range of product cost

= Therapeutic benefit

= Treatment for rare factor deficiencies & VWD

= Patient or physician assessment

* Malntain flexibilivy
= Adverse owent risk

RN—=2ODEIE, WFO DL TV 2 0ZEHAD) A F T, MAIRDTzHDEFEIE
Z TITH D TVE Y, fTBUSH U T BRI 72 2OR 2 R DE DT LR 5B RTE &

ESCRS



Increasing the Avallability of Treatment
@ WHO Model List of Essential Medicines Products

Gaabal FYll use geer Cagets

“Esrptiad mpdicines ave [hoie Dl sanisfy the prionty
i s e of H popatotion. * < HAS3, B0
BUE2,000- 10,000
Worid

il

ey TS D g TR

N W B b | il

BFMHADOHAEZRTAEL & 9, HHANEDL SWMHEDN TV SN, MARIEREN
EDL LWVHERIATRDN TV EMNICDEND £, FEDANO—ANBH Tz 0 O ML
ZIHLTOWEIH, WFHOHEE LTIE. mIKTE. #TOET 1 BAL X FALSL L
DOBIFNZEoTIEFLVWEEZTVET, TNHERKI NN, BEENFIHICECT S X5
BT LTI ONETL & 9, IBFE, £RITKRESEEINTHETINE S, GDP (H
WERAEFE) MY 2000 FIVLLFDEDIGE . Mk BHIOEH = IZ R IZITHD THHRNDTT,

What do you see as the biggest safety issue
faced by bleeding disorders patients Treatment Product Safety & Supply

today?
1. Blood-bome pathogens.

R 1%

L. Inhibitors.

R 4%

3. Price and supply limiting access to treatment.
558%

4. Dther.
0%

Nemaror Pm i of o ™ T ke Tervom o Lokt § gy Senphreriee FET

FAze B, 24RIC T IEL 178G ERL, 22 BEOHRICSILTE 5o TR RE%
BWTWET, 2T, EEORERHNICERS &, BHIOHI & RO REN T 8k
B &> TWEY, HIVICRS S CARYFR . vCID (R 1Ay T )b b v 3 T75H)
7% €72 &8 “Blood-borne pathogens (Ifilik 72 /19 % Wi lfA) " ORFEIZEA L. A e EX—
DORENKE LD DDH O 9, BHEMMIE. HIV OEL—8FloLZetzsns C
L7 ZOMOBEICE UL HFNERD T8 A, FATBIITBRERN ST TE
BVWENS, TOXSRMEICET 2H8AH. HRERZ1TR>TVET,

BZEODS5DHIC, ETERYEAE LT, MAWRD Mz 1D %] — IR EH
DBRNEEH-FEDMES N, T OMBMDA N T2 B DK > TRERITE 200 KT 5 &V
SR 2RI BIERATHE T, BT & DORERHMIC WFH OINREEICE>TE 5L,
ZDEDEFHDOREZ H 777D THRIRTE 5 ROMHMKICR 2 K5 MA BT ZLE
EE
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Building S5trong National Patient
Organizations

* (Global trasning
* Reglonal advocacy
workshops
5. Empowering Patients * Twinning Frogram
= Educational retources
* Patient involvement in
Building a Strong Mational Patient Organization the healthcare system
* Dutreach to new
Families

DVRGL, 7 V7 KPS D I — 7«
VEMNBD . FOR. FL—oYH b T Hemophilia Organization Twinning

WE LTz, ki, EMEROGEBITHL i —
TH. WFH Rz e LIz A > « s oiigastan Borders’
OS5 LEEDTOT T LEF>TVET L P L

L. RIED /RIS HERY K= P2l | | o e L
BoTVET, frebid, BEMANcy | T

B L TWAERE 2, MERICBUFICENT @D
525X BETHL TOMEITRIEN
JixWeEZXT, 7ITRITH, @D
ZDEHIBRVAY - AT T LMTRONTVET, “EEZHA. BAWVICTFEDERE
BB LWV OB DEZT, ECIHEATVWBATE, HOEO A & [H U RRE,
7z & S MEICER L TWE T, RFNREITEES s, JRizHEd 2 LIcK
B, Z I WFH OHENMEENE T,

Why Should Do We Seek an
¥ . Purpose of a NMO
Empowered NMO?
= Years ago, it was not unusual to find few hemophilia services = Anempowered national society ca_n lead to significant
— Fow patients were disgnosed properly, factar advances for the patient community
concantrates were scarce and self-infusion was + Mission - Te promote, maintain & improve treatment and
nonexistent care within the country
= Families were uneducated about hemophilia and its « Primany tasks of a National Organization
CONSEGUBNCES
= Children were kept away from schools — Advocacy
= Many faced crippling and traumatic experiences = Education
— Many jobless, depressed and became severe burden to = Training
the: family and society

BHEHMICIE. BMLEMLAFET 2 TL L 5. HADIMARDREL ZH < T EAHK
T LA, KEEFET, RRHTTEL, HIKREHD LA TLZ, 1960 FK, 70
FROMIEBIE, BHiE., BFL. HleRs L bNEET, BRI T
HETHI L, FHEBELREEZ THRE> TOWE L, BERDHMRKE & LICBUMIC
BEHT, IRRERELSEELZDTY,



BHEOREMBMOEN & 1E, EtkoBEZ) —F L, U, HRZRA. ZBaEN %
RFDT LTy, BHEDIRNZ D EBHER L, e i 22X 5 C b, A8, ST,
FL—=2 7 BSOWERBHENEE T,

AR LR, BALTOMMTEHD X Who are the Individuals Behind a
HAo WFHZHRTTFEW, Al bOERES NMO?
F. PR RS, PEDEMTY, XS :mxmmmMm
FEICBNTIE, EMMREEZHDB T + Doctors & Nurses
LEBDET, bHBA. TORDMIE | Soontits soct Workary oo Ml
N, V—F—vy FREEMCE £y, |
BHERF, EBMiZGTNR— =2y T
fEabane, HENE S FEFHRHEE
WET, BE KK ERI. BRA REIR,
R IZATG DO N——I AR & 3 DBIfRE
BOEIBEANEIMDOTVANELNTEATNELE, ZH50H NEh—FEICEEZ)
TGS ZHED S T EDRETT,

Main Challenges in Developed Country Main Challenges in Developing
NMOs Country NMOs

* Financial constraints * Lack of adequate factor replacement therapy

= Lack of qualified volunteers *  Inadequate treatment infrastructure

*  Unity with local chapters or Weak local chapters * Major economic constrainis

* Lack of information in local language * Communication problems

+ Lack of consistent contact with health officials * Lack of community among pecple with bleeding disorders

*  Less interest in succession planming
= Lack of office equipment and facilities

BEAKXEFECOX SIS, KED X S &St & FFéa BE & ORI, BEFNRR
FLRZ VT« 7T OAE, RERRE S X ZOHEOWEL &, REEAEDNDHSTLEL I,
TE, KETHERDODNTO2HEPE EETE ALV I DI TEH Y FLA. ThETN
DEICBNT, EEFHED RN 5720 HIXKEDEN -7 TE5TeNHLTL LI TN
Eb. ZTNHIEHELETNRRD XA, BUNEDBREDEESN TR, Z D
R ET Y,

BFEE FEICIIREA SE N D D, ETHBIRDNUITOODINELWVE DTS, HTC
NUFEERL ED VAT LVED, RERBEFIE ZG5NTN, AV 2=y bA\DT 7
YRR ERERLORY FT—=IRERELH LV EWVS XIS L SADKENH D 9,
b A, RIKBOIEREZEIT 57D ORFIEIIEAET TN, HETNENSD
ENCR LTI 2 451k, B&Z2H T LT TREEVDTY,
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Responsibilities of a NMO

*  Must recognize and adapt to forces that threaten care at each

stage of development

= Polivical procsss and care delividy SYitem b dynbmic SaTises tha
change

= Mgt not think o plan in 9 STaEE efvironmant

* Must understand patient needs

— Revtruciure the arpanination 1o meet new needs

= Must work chosely with health care providers
* Must speak as one voloe

*  Must stay focused

= Must work closely with government officials

NMO Roles, Rights & Obligations

« Front ling

— Gugardian of the Blaad Supply; Treatment Sadety

* Right to be Heard

— Cansulted at all level of decislon making
= Icluded in and informbd of Ml pevarnmant Selibarations

= [Partners in advancing treatment

— Shared resporaddity

= Transparency in funding and decision making

— Inchependent judgment

* Develop knowledge and expertise

= Ideritify and frain key volanteers

— Beware of exploitation, providing political coner

WFHICHHE L T3 BEOEEHKOBF L 1E. EOX2XEDTL X I, A&,
RESTITCIRE ST EZT BT TIEDHD FEA. WEEFEE, REPRRITIZEZDD,
80 K. 90 FM. ZLTHNDOET, KEREZS>TLIL, HAEZSE->7TL &
9o KA ZDLNIEHEEED DX, £ BEAAMED HIV D X 5 ZERITHEHI SN
TRV ERAD, FLOVEE - KENEEN, FHTLOMENHELE TS5, HIV R
DX S BHEROFEIZ T 12D > T TIEWIT RN D T,

KETE, HIV BRI T 2HEDTRDN. R HCV BRI 2 HHEDFE & 7%
D, ROTLEOIEMEE GREEEE) BENOYR—FPREEEZ 5N, ik
HAEIIRFRIC K D EDZ DT, TOEDEHFICL > TZORETREOLDEHT T
. ESLELHLVEZIC L > TRERL ORI TEZ 20 EHICEZ S T LHER
HROBETTH 2 LR BIEEZ X T,

BED=—XE MR B 72DI1CiE, ~NVART 7 OEMF—AERZT Tldx < AR
ZEBICH DN AR REREHE—DRERMT R0 X T, /o, —EDRFEN
BN NITEENIHRE AL S, BREDERLETL LS, 2, BHLETHLEH
EWVHFEZPMCEL TERFR, 7L TRVWIRVERNET, ZOEKTIE, 1T
NER & OREZEDLETT, BELEME, F2—DICX O THHAICHNS T &
METEEETT, b, BHEICITESDEZRL T2 00T %T 2N H
BLEZTVET, & LEBUMDRATE B ORI Z187% 5 ooz L7eaid. MERBEED—
DL LT, dERHENIRTNERD A,

HIV OFEFNCHD E . KETIE THIV &
MEHHE) EWV O MENE LD ENE Lz,
MEERGIC & > TN HE—-TT N ==
EL. ZOoicid, EMHEMKE. BT 5000
DI TBHARE. EifiE OB THEHITZD M B
BVKE D HEXES T AR ETT, H
AT, BELBOICED O AN SIERIC
BWETIHEITEMNED SN TS & FEN
TWE 9, WHO &, H#ic HIV i@ & (B8 — T~
oL BENARTEOERZITRIC

Blood Safety — A Shared

Responsibility

“Blood safety |s a shared
responsibility of many diverse
organizations, They include ..,
the COC, the FOWA, and the NIH
and private-sector organizations
such as community blood banks
and the American Red Cross,
blood and plasgma collection
agencies, blood product
manufactures, groups like the
HHF, and others.”




[ E BRI E D & LT, MR DR
IEFICBI L THMRNEED2DICED
K2l v WnWS HA RIA V7%
RITVET,

Sl A7 BIXEAEF A & maR O
2R, MR DIREZ NN WET B
ZEE LA WE LI, HIV ORBRZ X Z
BEOFEDEYNIBNTVDS, EREEL S
B LTS BOMEZT S MW TEEH L
HOFELE, Thid, EESLWVWTETY,

+ National Committee on

World Health Organization

the Clinical Use of Blocd
= Membership
* Representathees of relevant
garizationd imvobheed in
tha clinical sapects of blood
travabaion, wuch o
- W preernme
gAN At &

HARZT T, MOETERU XS ZHINRENEK T,

KEOFENZ A ETINELE, Ch
. KEDR-FRVEWVIERTIEERL,
BE MR OEE LT, HAREHLUSN D
LN H5TY, KEDEEZMNMTA-
TW% “Dothe5 (5 DDHFHEETLED)”
EWVHEDNHDET, T, F7DHE.
BHEDQOL Z@Eb 5 L HINET BN
BREIOT I LTY, REEMZ,
HIX 2B C TR TOEREFICFHT A Y —
VRIRAFE T, I 1 HTC THREM T

. Get an annual comprehendive

. Gt vaccinated — hepatitis A

NHF — Do the 5 & Live a Longer &
Healthier Life!

chinckup at a HTC

amd B are prevestable

Treat bleeds early and
adeguately

Exercise and maintain a
healthy weight to protect your
joints

Get tested regularly for blocd-
borre infections

W22, MRT 7 F > OEMERG LU, @YV/RaR2%0E L& 5. FTHOFREIH,
FEROEFCBI U THRR R, ALBEDMNE Le, RIS 520 hvTRn
FEUT, B2 B 27 % 7e o O Yl 7a s, KR IgHsREA2 1 L Tunict;

BICBMRHRORIYEDOME L H D £,

CNEZREDEERNFEML XS LEXLEEICIE, WFH & UTHRICERS 2 &N
HokF 97, i, RIS K> TRASMEZIIA TVD LWV 5 azEE X L, fik
B, A, wl. S R o 7R & O BRI R RTINS % 72 O D BB U TR S

j:ﬁ'j Tb\i—éﬂo

Rl & DENIC DOV TH SN TEEXL
7=h, WFH &, EEROEEMZEZ (Medical
Advisory Board) ORKiEZEISHTEDL, £
COMAENZNZFIATLTVET, TOD
HRInIT LB EMZT Tk, fizs
&, MAIRERIC SO N7 BT — L
ELTHb> T NBTEEEZTNSED
T, Bt WAL RHE, %
EORHE, MERA, V— v VT —h—

* Cohesive integrated programs
= Medical = Lay collaboration

Establishing a Medical Advisory Board

* Essential partner in planning program and healthcare

developmment

*  Multi-disciplinary team approach

= Doctors - Nursirs - Hedpital
= Orthopedists = Physhotherapiis = Dantisis
= Social Workers « Laboratory Staff - Blood Barks
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RELFTENE T, BUCKERETEZ1T5> TV A EEE., TORERZICA>TVEXRT
UhEE, TNHSHRHBNHLTIE, ERE#EAOEMRICTIBE T,

BERNCES>THLOMEE LT, K&
RERTO T35 LD/S—FF—2 w7
WHHXRT, MKEFDOA—H—FLIEL
EREFIN Y R— b2 7780, HMI R
PR ZR > T IS, BHREITN
5 2 3RS D D P &2 K5 > THIF X
TTCTIM, TICBBAENRET, HA
RoA VP aEZRT. BEDOVY L A—
71— DN RN BN HED B T L VEHE
TY, BHEMDMIZROHBEL LTOEDD

Industry Partnarship

* "I we are to continue to efficiently produce adequate

supplies of lfe-saving theraples such as . hemophilia clotting
factors, we need to renew efforts at collaboration between
ndustry, government and the physician-pathent community,

+ The priorithes the industry must feous on over the next few

years ... include: . Involving patients and customers more
directly in developing industry guidelines and shaping the
future of the industry:..”
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Empowered NMO

* Ona national organization

+  Legal entity with a living constitution

= Strong leaders & board members with succession planmning
* Adeguate financing

* Bath educational & fun activities

* Strategic planning

* Medical collaboration

= Industry Partnarship

= Good international networking
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End result

+ Batter Survival / Quality of Life
= Specialized medical team approach
= Easy access Lo expert treatment
*  Access to safe [ efficacious treatment
— Home treatment and better physical cutcomes
= Patients in contral of their own desting
— Patients are educated and trained

IHNBT IR DET, “Treatment for All” LWH BTV g YHARET S x> T
9, WRIC, TOEICTLZ /AT ALATHMEENS WFHEZICSMT 555K
NN HDFE Lo ERICGZDTLEITINESL, T/ ATALAT, £k 7%B
M LELE 2, HODHESITTVE L,
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Alfred Health, Melbourne Australia
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« The principles and practice of comprehensive
care

« Benefits of access to prophylaxis and home
treatment

« Dpportunities for patient-clinician-funder
engagement

= WFH initiatives
« A view to the future

o FTTRAT

nnnnnnnnnnnn

WFH W aiEEBEZHEL LS 2 T50NCOVTEBHEHELLET, HARICBWTL.,

FEHEDS LWVARDSHHIF TV EENET,

Comprehensive Care

What it is and

Why we recommend it

o FTT R
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A definition

+ Comprehensive Care is the continuing (lifelong)
supervision of all medical and psychosocial
factors affecting the person with hemophilia and
other bleeding disorders.

+ This usually invelves family members too.

O O TR

« Patients with hemophilia and their families are a
“minority” population with special needs for
diagnosis and treatment

« Clinicians develop interest, expertise and the
confidence of the hemophilia community when
exposed frequently to hemophilia care

O O TR

LTRBZFMO C LIk b, BOZRED, SMNENEZERL, BEOERZRS L
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TWELK, Tb, BHZELOHTHLZ
{FiO « Developed in Oxford UK and Los Angeles USA
o in 1960°s and 1970°s

Rl DR E, BRFOBWNIC K > ThEL « An early and enduring model of “chronic
o - e L . disease management”
K3 EVIRBBITADNTOE L £ | . genefits in terms of improved heaith and
D%, EENTEZ MR ROEIT psycho-social outcomes published from mid
9o MAFRIFEIEIEBD—DTI A, 80 4F
R & I AIBERDE TV EHNE S B |
BEICE > TOMBNED BV DIcas | SN
C MR ENE Lz,

o ol
_ N s N ) {45 Applied to Hemophilia Care)
Il BEBEEODDERMADNDHZDT, T Fojem education, including access to rescurces,

n% [ﬂlﬁrﬁ o)i%/ﬁ\f% Z T 5’} 71,: v éi ,E[El\l/ N i education programs and self management (home therapy)

« Staffing —specialist physicians, nurses and allied health

9o KTIREE ERIEITH T ZHE T Mk |practitioners
BITHRTERIT 5 T LA TTHETH D, W [shared care practices between cnicians and extormal heakth
oviders
%\Eb\}sgﬁ l./ L/ 71’(’_ c]: 5 E%fﬁﬁ@& h\ﬂﬁg E.‘"l.‘.linlrt:.nl support systems in place (eg. Registries,
LPIEBEML RV ET, TR, Mgl el

« Focus is patient-centered and on long term care

BIHERZ T TE AL, B OER, BF#EA. |- support from Institutional administrators
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MREICIZ D 9,
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Rizdhbwns &, %% . %’?ﬁ%@ﬁ’_&bbl‘(ﬁ program (1)

B O —CADHRES B UG T—F ¢ % | [he comprehensive caro team provides or
/f }\ %ﬁ‘t{l{\ i 3_0 F Lb‘*ﬁﬁ }_’_ﬁé\lﬂﬁ\ %_ m:la::::g disorders and their families. These
NICEDSIELWEB EIBETT, TNl - Carrying out tests necessary for the definitive

diagnosis of hemophilia and other inherited

. RGN T A2EFLEENE T, bleeding disorders.
HizZks 37z, £z, BB KD « Educating patients and parents regarding safety

precautions for prevention of bleeds and early

IHOHBEBITEbNET, aentiication of biseds.
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Functions of a Comprehensive Care
program (2)

* Managing bleeding episodes with appropriate
treatment products and first aid.

+ Promating regular exercises lo maintain good
muscle and joint health and providing rehabilitation
sarvices for restoring function after bleeds.

« Developing and regularly updating a management
plan for each patient.

+ Monitoring and managing complications of
hemophilia and its treatment such as arthropathy,
inhibitors and transfusion-transmitted infections.
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Who needs to be trained?

« A Center Director, usually a haematologist
= Laboratory scientists

* Nurses

« Physiotherapists

= And many other clinicians, dependent on the
neads of the patients and possible links with
other clinical programs

O TR

Comprehensive Care Team
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N . . What do they need to know?
ThEWIT EX A IELWIRFZITERS

DI, ERSEARANLRE T, BR | "o sutbect and diagnose a patient with a

R, BHF X HTC AT DIF 6N 5 L i « How to ensure that the laboratory diagnosis is
. - . correct and treatment is effective

RO FLEADS, BEMRICENTEY)Z « How 10 recogrise and treat emergency ond other

(ﬁ%%”;"ﬁ’ A 75\&'15155 X 5 Ic. %%3‘5 common presentations of bleeding

= How to advise the patient and his family of these

%%Eé_é & 0)3@%5 * EE%’L\?\% ->7T 44;3 % i 3‘0 presentations to ensure early treatment

AFEERO DI, ER R | i
WS X F 4. ORI, BIEOEA.

. In the Comprehensive Care Clinic
HEZK > TV A EEDEHIE. o &M

F1). FHSESE, BRAEDBIGIE. 12~ 24 7 | ovary 642 montns for pationts with severe hemophia:
every 12-24 months for patients with moderate or mikd

HIZ1EEZD FT, 1 RIOUIEERETI, hemophilia)

= Each patient seen in turn by core team members:

BEIZ < OR FOANZIERICE D, Biyaical iarapiet for spociay-specic revew |
gé\%g;p%ﬁ L/ /El\(/ N fﬁ ?? 7;( ;I,) ﬂ i —91—0 % L/ T\ = Appropriate lab testing (e.g. inhibitor screens)

= Communication between team membars after clinie o
AR E 2. F— LORTHERE Speclalsts (orthopodics, dontstry, rehaby nepatology.

infectious diseases) as needed.
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Benefits of Comprehensive Care (1) The Case for Hemophilia Treatment Center Care

+ Studies show that mortality and hospitalization
rates decrease in persons with hemophilia
treated in a hemophilia treatment centre (HTC).!

Flaitor curve
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Benefits of Comprehensive Care (2)

« A multidisciplinary comprehensive care team
develops and maintains the necessary
experience to provide appropriate treatment
(including clinical management as well as
clotting factor concentrates).

« Familiarity with and prompt recognition of
bleeding and treatment leads to more effective
use of expensive replacement therapy which can
actually decrease overall costs to the Health
system.
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Benefits of Comprehensive Care (3)

* Resources used more appropriately (hospitals,
diagnostic laboratories, and emergency and
community services).

« Implementing preventive care and exercise
programs in a timely fashion helps strengthen
joints and muscles, which can prevent bleeding
and reduce the consequences of recurrent
bleeding episodes.

« Special considerations for treating related
complications such as HIV and hepatitis C in
people with hemophilia - improved quality of life

WL LR O

Benefits of Comprehensive Care (4)

« Carrier defection and genetic counseling can
help identify the possibility of having a child with
a bleeding disorder.

« Appropriate patient and family education
improves both the recognition and prevention of
bleeds and faster recovery from established
bleeds.

» Education of local healthcare workers, school
and workplace personnel to ensure that the
patient’s needs are met.

WL LA O
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Comprehensive care is central to *And these benefits extend to the patient

treating the physical, emotional, and family
psychological, social, and
educational needs of patients with «To Clinicians and to
bleeding disorders and their
families.
* Funders and the wider community
HEMOPHILIA T HEMOPHILIA
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Benefits of access to prophylaxis and home
treatment (1)

« Short term prophylaxis for recurrently bleeding
joints ("target joints") is effective with other
therapies in patients not otherwise on

prophylaxis

= Access to home treatment reduces costs of care
and allows patients to treat bleeds early
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Benefits of collaboration between clinicians
and patients

« Dpportunities to share strategic plans and
resources

* Enhanced educational activities within and
outside the centre

« Consideration and performance of clinical
research

« Presentation of a combined voice to funders and
other authorities to seek and sustain support for
programs

TR

ATOETH, ZOYRTERNIRT 4y FEEZ TN ETNERSXVWTLES, TN
5077 T L 2 72dicid, SHVWHL YR L DI RMEEEA, TS
KT, IS OX S GHFEEENE LN KB A,

63



64

« Involvement in the processes of selection and « Broadening the scope to caring for all patients
purchasing of factor concentrates with bleeding disorders e.g. women, von
* Development of accurate data registries Willebrand disease

including complications of hemophilia treatment « Encouraging clinical research with a major focus

. Devel nt of to implement on patient education and assurance of safaty

prophylaxis, immune tolerance, inhibitor « Supporting professional development through
treatments etc congresses and programs to recruit and retain

- Genetic counselling and testing programs committed clinicians
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BE LEFEFIC K D HAMER L LTI, @Y RA ORI ANDR S, GHHEZ S
OIeT— 2255k 5 AT LOWREZEND L £9, WFH DfEE & LTI, RO
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e @B CCTHREZY 7)b— b L, ZORHANOZREXD X9,

« Development and maintenance of « Engagement and education of patients

comprehensive care programs to include safe, .
effective and sufficient supply of factor Tralning of clinieal leadars

concentrates with prophylaxis and inhibitor « Provision of credible data to funders to support
management as “standard of care™ comprehensive care programs including product
« Continuing research and development of novel costs
products, including gene therapy and improved « Promotion of a culture of research and
inhibiter managemeant collaboration
HEMOPHILIA HEMOPHILIA
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