Talieh Berita Rersatien

Hari Keluaroa telah manutuskan rancarcan tahun 2003. Bevikut acklah petikan keputusan
patimgprechnesyarat tersdart.
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Ticm aktiviti sosial dan dua bapkel dirancanckan uniuk talhun 2003 . Hard Keluarcg peda 23
Feanuari nemjadi aktiviti sosial pertama. Bagkel akhir tahin lepas diadskan di Hotel Croan
Prince (sekarang Hotel Crown Jewel) yang dinamekan Kem Psikososial IT. Dalamaktiviti
tersdout, arpat penceraneh jenputan serta aktiviti di tepi pantai dirancang. Sila nujuk
mukasurat 6 untuk meklumat lanjutan kem tersdout.

Persicarncen TTE 2003

dL RlemoSiclly, Tall
Persidangen Pertulouhen Antaralbargsa Thalassaenia 2003 akan diadakan peda 15-19 Gktdoer
di Balermo Sicily, Ttali. Kos angopran ke persidanoen tersaaat 1alah RVB000, tidsk temestk
kos mekanan. Persatuan Pulau Pinang akan mendoeri subsidi sebaryak RM1000 untuk lima
ahli, yarg aken dipilih berdasarkan patyertaan dan sincaroen kepeda persatien. Selain ity,
ahli yarng dipilih haruslah mengetalid Bahasa Tngoeris yarng merjadi behasa pertantaran
persicaoan terssot.

Di antara topik yang yang akan dibincangkan adalah pendekatan aru perawatan
thalassaamia, isupsikolagikal, aspeknolekilar thelassaamia, keselamstan tranfusi darah,
penirgkatan kesedaran thalassaenmia di necpra-necara menbergun, den kerjasama TIF dengen
Orceresasi Kesihatan Antaralengsa (WD) . Untuk nekluret lajut, sila nujuk kepada laven
web <www. £1f2003.0rg>.

Sisich TFS 505 can 755

Pertubuhan Thalassaemia Pulau Pinang telah menmutuskan bahawa THS (Rancangan
Pertolaxen Peramatan — Treatment Asistance Schene) subsidi sebaryak 50% boleh diberd
jikalau rawatan sepairya diandoil. Selain itu, suosidi ssoaryak 75% boleh diberd jika
argka serum ferritin adalah 4000 ke bawah. Demikian bertujuan menooalakkan rawatan
sepairya diandoil oleh pesakit thalassaamia.




Intenmatiarl News Talach

edited fr geace castzairts:

Research and Medical News

In investicatiamal oral drug franNovartis dammstrated favourable results inpatients with excess
iron from transfusion-dependent anaemias; new data featured at major uS medical meeting.

Basel, 9 Decanber, 2002 — New data featured at a major medical meeting suggest that a ance-daily
oral dose of a Novartis iraon-chelating investicatianl drug (ICL670) may be as effective as the most
widely prescribed treatment, Desferal . the data, framan agoing Phase 1T study in 7 patients with
thalassaemia, were oresented at the armual meeting of the Averican Society ofHematology (ASH) in
Philadelphia. Inthe trial, the aral iron delator IO 670 denmanstrated berefits canparable toDesferal ,
but via a cawinient aral administration.

“hile Desferal has inmproved patient cutaares, its injectable raute of administration creates
significant carpliance prdolem. Althouch efficacy is the most critical aonsideratian, we also have to
take into account the cawveniance — ar incawience of — adninisterding treatment, ” said lead irvesticgtar,
Intonio Piga, MD, Turin Universitym Italy.

Stidy Details
The Phase IT data featured at ASH were from an cgpen-label, randomized, muilticenter study in
patients with iran overload resulting fram transfusiaal treatment of 6-thalassaemia. the 12-month
study was designed to aonpare the overall safety, tolerability and efficacy of 1670 (arally, either
10 or 20mg/kg/day) relative to Desferal (40mg/kg/day sebcutanecusly 5 days/week) by measuring
decreases in liver iron concentratians (LIC) . The LIC reflect the overall body iron ourden arnd were
measured every three months by SQUID (Superconducting QUantum Interference Device) an
sochisticated ard nn-irvasive tedmique that provides results quititatively equivalent to liver biososy.
At the nine month checkpoint reported, LIC in 63 patients taking 10 or 20mg/kg of
ICL670 decreased by 5.61% and 26.3% on average, respectively, compared with 13.9% of 20
patients in te Desferal graup. The average liver decrease was greater in patients treated with 20mg/
kg/day of ICI670 (- 2.2mg/Fe/g liver) than those treated with Desferal (- 1.2mg/Fe/g liver) or
10nh/kg/day of ICL&70 (- 0.6 mg/Fe/g liver) .

Contraindications and Adverse Effects

In studies to date, overall the drug has been well tolerated with sare nausea, vamiting and skin
rashes seen at higher doses, howeverm no umenageable taxicities have been doserved. Safety will be
monitared carefil Iy dring the clinical trials.

ICL670 Development oA D3 )
ICL670 was granted orphan drug status in the Eurcpean Union and in e\ S e
Noverber 2002 in the US. In the U, the term “orphan drug” refers toa .\
product thet trests a sericusand deboilitating disease thet affects fewer -~
than five pegple per 10, 000 population. N
Gldoal Prase T1T trials will ke initiated in Jaruary 2003.
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The foregoing release aontains forward-looking statements that canlbe
identified by termminolagy such as”suggest”, “to start”, “way be”,
“will ke initiated” ar similar exoressians.
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TeliEh TInteratiarl News

Taken ad edited far seace axitraints framthe Decanber 2002 issue of TIF VBRRZITE,
adgirallypblided intherawsletterof the Thalassaania Sxciety o the United Kirpom:

The joys of raratdooo
T was 19 when T merried my husband in 1978. While we were still goingout, I sat him down and explained
that because T had the mengpause at the age of 17, the anly hope for m to have a child would ke to have
fertility treatment; and if that didn’t wark, we wouldhave to see if we could adopt.

CQur big day care ard we settled domn tonerried life. Five ar six years later we decided to try fara
keby . We apporcached my heamatologist who explained all the pros and oans, advising us that T would need
varicus tests to determine whether T was fit enough and my heart strag enouch to agpe with the pregrancy.

Tuckily, the results care back fire. At this time T would like to say that T'm so glad that doctors’
attitudes have darged for the better since the mid-80s. My endocrirolagist at the time was totally aggpinst
any thalassaanic havirg fertility treatmant; and doviauly this sent me have very upset, anroyed ard bewildered.
However, my haenmatologist gave e permissian to carry an. I sought a second goinian and with the sugoort
of other doctars ardny omn perseverance, I hadny first attanpt at fertility treatment. Unfartrately, Thed
1o Iuck even after thre attanpts arnd the doctars advisad us to take aloresk fram treament: befare trying agpin.
Tt was 1986. With each attenpt you go an an enoticnal roller-coaster ride: up with the hope then down
wenit falls,

We decided to have arcther try at the ed of 1989. After far ar five attarpts we still hed o Iuck. Tn
1994 we tried acpin. By now I was gettingused to it it it was still as stressful as ever, especiallybecause T
aontimed working thraughout all the attenpts. After four attenpts ard four failures, I was begitming to
think that perhaps sareae ‘up there’ was trying to tell me sarething. But I wasn'’t taking the hint —hope
never goe away when you want sarething so badly.

Tn 19% I had ancther acourse of treatment . Once aggin four attenpts — or perhaps even five — and
N it didn’t work. I firally care to acospt the fact that T cauldn’ t have children, a fact anfimed by the
doctor treatingme at the time. Agcarently, my genotype showed that the type of thalassaemia mejor T had
was meking it inpossible for me to beoare pregnant . Even though T had never heard of this before T didn’t
questimn it or request a secad gpinian, as T had becare tived ard enctiaal 1y drained fraomall the years.

Then, while we were away an holiday, my husband and T discussed our second option — adoption.
W we got back T rang aur local borough arnd spoke to the social services department . T informed the social
worker that T hed thalassaemia major, ard she assured e that as lag as T passed the medical she didnot
kelieve that there wauld ke a prdolan. There were sare fams left forus to read, amplete ard retum to her
office. We followed the instructians, enclosed a letter fraommy cansultart: ard the letter was fawerded to the
doctar who sat an the adoption parel .We waited for his verdict ard finally he said, YES, togo ahexd.

The next hurdle was the police dheck, which we passed. Now it was tine for the evaluation, where we
attended a meeting with other hopefuls, a sooial worker spoke tous, ard a grodp warkshop. Then, the social
warkers neke a decision regarding which hapefuls they will assess (in other wards, they elimate sare of the
hopefuls) . Tharnk God we passed this hirdle.

Tre rext stepwas the hore visit with o aan allocated social warker. Tt felt as thogh ar lifewas
put under a microsaogee — but then this was a amall price to pay for what we dreamed of .

Finally the day of our decision had arrived. My hudberd went off to work as nomel ard I went ot
but mecde sure T was hare for that very inportrat call fram the scoial worker. The phare call care ard - YES!
—we had been gpproved to adopt . Fram start to finish the whole process tock two years — until July 2000
whn our seven-and-a-half year old boy moved in with us. What’s he 1ike? He’s birght, fumry, noisy,
saucy, cheeky and OURS. Best of all is the feeling we get when he cuddles us and calls us ‘M’ and
‘Dad’, or his face lights up when we enter the room.

The moral of this story is we can achieve ANYTHING if we keep pumping and try ro stay as
healthy as possible. DON'T ever give up hope and keep trying because DREAMS DO COME TRUE.
T ama true believer that things hapeen for a reasm.

4 ILove and God bless, Ahappy mother.




Laman Web tidak
lama lagi

Pertubuhan Thalassaemia Pulau Pinang sedang berusaha menyediakan
lamen web sendiri. Projek ini dicadang akan dilancarkan sebelum pertencgahan
talin ini. Di antara fungsi rancangan ini adalah kannikasi yarng 1ebih rapat di
arena antaralangsa dencen pertulouhen-pertulouhan thalassaemia serta persatuen-
persatuan perubatan yang berkaitan. Selain itu, adalah diharapkan bahawa
adartya lamen web akan meryediakan akses meklumat yang lebih senang kepada
orang ramai, dan dengan itu meluaskan kesedaran awam mengenai sindrom
thelasssamia.

Pada peringkat ahli-ahli Pertuloushen Thalassaamia Pulau Pinarg, terdapat
fungsi-fungsi lain yang dapat dilaksanakan. Jason Nicholas, yang sedang
mertyediakan ruang Intermet bagi merubuhkan laman web, telah mencadangkan
peryediaan forum di antara para ahli pertubouhan. Namun demikian, program
demikian bergantung kepada sokongan dan akses para ahli kepada laman web
hia
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Aktiviti =
Visualisasi

“Saya ticek mehu beri syaralhan -
syarahen biasayea bat aarg tidr.”
Saya lebih daripada

pesakit Thalassaemia

“The aim Is to live!”

Khoo Swee Horg & Dr Balveer Kaur

Walaupun anda
menghadapi
Thalassaemia, jangan
biar ia menentukan
kehidupan anda

“Success depands an what you dowith you.”

6 ‘Bezarya aika dan aukar adklsh satu rsabegad’ J A7



