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'Iheraples 1ntr0duced Replaga]
“an enzyme replacement therapy
-used to treat Fabry. Mr. Irwin vol-
i _unteered for chmca] trials and
“noticed a marked improvement
almust unmedmtely TR
“1..was. feeling-much. better
and more ‘confident and had:
:-good energy with the drug. The .
quallw of my life improved.”.
-Replagal and a. cnmpetltnr’s
Fabrazyme, -were approved.: by
i Health Canada in early 2004.
“‘The'twice monthly ].I]fl.lSlDﬂS,
va]ued at $25,000, were supphecl
“ free of charge to Mr. Irwin’s doc-
- tor.= at - "Markham ' Stouffville
Hﬂspttal by the pharmaceuti ti }al
cnmp any until last February. -
<“Transkaryotic: withdrew ltS
comp]unentary supply when'it -
: couldn’t . get :ndmatmn
"~ whether :the'. prmnnce would -
~rinclude ‘the prﬂduct in its’ drug
beneﬁts prograni,-an - initiative .
“that helpé'pay for : Cﬂstly drugs
“‘outside - traditional : prﬂwnmal
and pnvate drug plans. -
~ “I'was cut off Feb.-16. and r 'm
@ nnw starting to- -digress ‘o my
Lpre- ].[lfl.ISIDIL.S’[atLIS," Mr: Irwin
.,-,,sald 'm’ getting vertigo attacks
“-painisincreasing and my. rwhole.”
: ~history. with : Fabry has been
; 7strokes, - -many... stmkesw; My
blggest pmhlem ‘of -course;-is "
- thatInow. have tﬂ 51t and wmt fur

-"..'_:.
.

the next one.”: kgt

Unm]lmg tn gwe up hﬁpe,

o :"Mr Trwin: npmsucally begana.
,;?.-;-«w letter wrmng ~and.- telephnne
" campalgn to gain answers to his -
ample : suggestions; 1nc1ud1ng

e
..: _‘_|__

GERBY IRﬁJI'H' Witﬁ medmatmn o
“can make use nf what time is auall- -
able,_ man w_tth Fabryr dlsease sau:i

e
'i.

'; “I knnw fur a fact That there

questmn penudﬁ nl 6, Prenuer
Dalton McGuinty responded to_
" Kitchener-Waterloo MPP -
Elizabeth ~ * Witmers' = query.
whether the Fabry drugs wauld
he funded by the province. . .
-Mr. Mchnty said’ aIl
pmmnces and temtunes have
- agreed to adhere to ‘a common
- drug . review- provided . by: the .
Canadlan Co- nrdmatm Office -
“for * - Health. . Technulngy-
Assessment an mdependent_.& :
_ national : ‘oiganization . that
- TeVIiews appmved pharmaceuti- -

Ly LA TR R R
P _,J"\_... 13

cais effectiveness from a clinical .+ £

Idﬁnanclal perspecuve 3
- “As.drug companies; comE“.' :

fomard and :propose_that we

~ add an-additional -drug. to. the™
. list: nf thﬂSE ‘We . pllbllﬂ]}' s"up-
- port; we ‘think it's important:to

~areother. drugs-that cost as- ~find. out’ whether. they are:as"

much and:have-been approved. -
~'by Ontario,”. he said. “Thedrug1
-need is’ appmved and avallahle
and the province still plays God.”
MIL KIEES C{}HCHI'S EaTR "-'5

‘¢ believe it's uncunscmnable
j[hat the. government: is turning’: -

“their backs on people with'Fabry: .

:disease,”” he ‘said:-“The govern-:"

“ment:has a'moral. respﬂnmblhty
ti:q tespond to these: patients: At .
wl;at point’ dﬂES the’ Premzer
- have: the Tight to say. yes to’ one:;
“.grotip- of - pauents and m:r tﬂ
HIIDf.._hEI‘? £ '.". 53 ’- I ':- '_ .-3 "-‘

KLEES supponmrs

~Its frustranng In the House,-the
- government looks:at a $450 mil-"
'-;lmn ‘hotel casino, ‘in Windsor. and

I-
=

"‘Thls guvernme'nt' has Cﬂl- _
lected $2.8:billion:in'‘new. health anresswe andthe: per—patlenf B
taxes..Wheres the’ muney going?. - treatment .cost “is $239 200:.per- -}

-efficacious- as-they hold’ them
'to. be,”:the Premier: said. -

have ‘a;tommon: drug rém'ew
Again,: wehave-a process: Its

l'.-'a n.,.

nnt an easy one, but I thinkits
“the::appropriate ‘one. and _t_h&
respnnmble thing'to: dn
:Common:: drug revlews {}f

Replagal are not prﬂmlsmg The:

-,,-',.r
-\._1._.
- |'

e
L --i'

jury- iszstilliout:on: ngzyme

r'x-:‘*; ::'t*

o

“‘Based -on: dataﬂpmwded by 3
the “Ganadian:; .
Adwsnr}r Cnnmuttee, the assess-. -
“ment’;.agency- recnmmgpded
Replaga] ‘not ::be-=listed ,,last_
.~ November;: citing,’ in;part;.clini-

~cal -trial- outcomes: fwereﬂnﬂ_t

"
||

Canadas Eabraz;m

cyear;: excludmg Phﬂrmacy*--
markups. , b2l
- Review nf Fabrazj,rme cnmm-- s

mE L T

" interim federal—prﬂmnmal bridge” o “in the:same afternnnn, can't te]l ues and’ ﬁnal reconunendatmns

-fundmg to make the drug avaﬂ—
‘-able to.victims of Fabr
245 wrote”. ‘and - calleci the
Premler (Health) Mlnlster
(Geurge) Srmthennan, my -MP.
“rand MPP. and got absolutely. ZEer0..-
respnnse The ‘only onie who:got ™
- :back .to. me 'was’ (Oak Rldges
: _Cnnservatwe MPP) ‘Frank Klees.”
. '-f:'";*f"'Mr v Irwin® #contends . the
-+ ‘provincecontinues. .o dally ‘on::
“funding " approvals * .because.
. -:Fabry affects a small segment of
-..the cc:mmumty ancl_ the pnce tag
15 heavy 2

-
."_--......l.-
"1' )

* Fabryvictims if they’ll get help
Nﬂunecan;ustlfythat o e gt

“Health” Ministry spukesper-
“son - ;Dan’. -Strasbourg -
Ontar_ms drug ‘benefit program

-are due w1thm weeks

i “Premier- McGumty is’ hxdmg

behmd the:CDR (common’ drug

ssaid .- rewew)," Mr Irwin said. “Iwould:”

-love to'see everyone with Fabry

- does. consider : hst:ng specialty ' have: access: to”'the: drugs.”It's ..

pharmaceutlcals
“national common dmg reviews..
““The".
defray the " Costs’ ‘of:: hlgh price’:
drugs:in. relatmn to an-individ- :
uais income,”. he said.<The: -
(Fabry) ‘drugs” are stlli under
Dmm_ﬂn_ drug review.” ek

Dunngt‘l,egslatwe Assembly

.I'

' based ~“ on unpnrtant to'us ‘and: 1mpurtant«~;

-program - does: help mmumze lmpact nn our h11-

‘to the next generanﬂn SO we can:;

!I-“'

“If and when fundln C{)mes
thruugh T:would: be dellghted I
-could then’ get-back tothe infu-

~sions and make ﬁé"é ofwhat time.
15 avallable ey |
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We éan help. Call T he Lu Assmclatlnn
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