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CHILDREN'S THALASSAEMIA FOUNDATION
Al il 200yl - 440 A -l 4~
(Incorporated with Limited Liability)
November 27, 2006
Mr. Shane Solomon
Chief Executive
Hospital Authority
147B Argyle Street
Kowloon

Dear Mr. Solomon,

Re: ICL 670 (Exjade) - An Oral Chelator

I write to indicate my strong support of the request of a group of
thalassaemia patients, asking for ICL670 (Exjade) chelator to be provided in HA
hospitals for use. [ am sure you are aware that thalassaemia patients require daily
chelating therapy because of the repeated blood transfusions which are needed to

sustain life.

Currently, HA hospitals arc providing desferal which is required to be infused by
needles over 8 to 10 hours each day.  The pains and anguish generated are therefore
understandable.  An alternative chelator (L1) was introduced a few vears ago.
Unfortunately, this drug has frequently provoked signilicant arthritis and bone pain
beside other complications. Its acceptance by patients has therefore not been

overwhelming.

I am glad to note that there is a new oral chelator which holds great pramises. not

only in alleviating the painful needle everyday but also in not generating arthritis

and bone pain like L1.

I therefore strongly urge you to consider purchasing this new medication as another

option for the doctors and patients to choose within HA hospital svstem accordingly.
Thanking you in advance.

Yours sincerely,
)]

Professof C. Y. Yeung

Chairman

“Children’s Thalassaemia Foundation

& 12523 5400 ML 28180636 Eof -

00 Fax: 2818 0636 E-mail: ctfhk@biznetvigator.com
ctfhk@biznetvigator.com
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c/o Thalassaemia Association of Hong Kong
Room 201-203, Nurses” Quarters Block Bl
Queen Mary Hospital

102 Pokfulam Road

Hong Kong

April 21, 2008

Mr. Shane Solomon
Chief Executive
Hospital Authority
147B Argyle Street
Kowloon

Request for Better Treatment for Thalassaemia Patients
Dear Mr. Solomon,

We write to ask for your time to kindly review the current treatment options for thalassaemia
patients at public hospitals, and to consider the feasibility of implementing a Treatment
Funding Shared Contribution Model (TFSCM) for Exjade in order to ease the financial strain on
patients.

Almost all of us thalassaemia patients receive a daily, twelve-hour long iron removal infusion
treatment, deferoxamine (DFO). Without adequate iron removal, we would die prematurely
due to the damage excessive iron would cause to our hearts and livers.

This time-consuming regimen poses for us several challenges:

- Scarring, Swelling and Hardening of the Skin: Over the years, the painful infusion
treatment causes irreversible scarring and hardening of the skin, as well as persistent
swelling at the injection site. Due to this side effect, many of us have to intermittently
skip infusion and this adversely impacts the outcome of the treatment.

- An Inability in Staying Productive: The infusion requires binding a treatment pump,
which is like a box (sized 5 cm x 16 cm), that not only limits us from resting fully, but also
limits our productivity at work or school in the daytime. A once daily oral chelator can
give us an equal opportunity to have normal and productive lives.

- A Limitation on our Social Lives: The daily twelve-hour long infusion means that we can
never participate in night time activities and absolutely must leave work by 6pm, a feat
that is difficult to achieve in view of the prolonged working hours in this city.

The Hospital Authority does provide an oral medication, L1 (deferiprone) DFP, which has a
plethora of side effects. Many of us who used DFP experienced a drastic reduction of white



blood cells and a weakening of immune systems, resulting in symptoms such as serious mouth
ulcers and persistent fever. Some of us even required hospitalization in the isolation ward for
two weeks.

The Department of Health approved a new oral iron chelation therapy called Exjade in 2006.
Currently it is regarded as a “Self-financed Item” in the drug formulary, and public hospital
pharmacies are not stocking this medicine. This means patients are forced to purchase Exjade
from a commercial pharmacy. Not only does this pose inconvenience, but also adds to each
patient’s medical financial burden.

Although Exjade is more expensive than L1 and DFO infusion, it can save treatment costs due
to its lack of side effects, unlike infusion treatment and L1, and also because patients can better
comply with their iron chelation treatment, which results in fewer complications from iron
toxicity leading to reduced medical costs for related health problems, and also to healthier
patients.

We noted that Hong Kong has been facing the challenge of an increasing financial burden in the
healthcare sector. As responsible citizens, we feel obliged to work with the HA in overcoming
this challenge together.

Providing a seamless healthcare environment, which maximizes healthcare benefits and meets
community expectations, has always been a vision of the Hospital Authority. We, the
thalassaemia patients of Hong Kong, appreciate the challenges that the HA is facing and are
prepared to work hand-in-hand with you to overcome them.

We would be grateful if you could meet with us to discuss our proposition further. Please
don’t hesitate to contact Jessis Ng, Coordinator, Children’s Thalassaemia Foundation or Mandy

Yuen, Officer, The Thalassaemia Association of Hong Kong at 2523 5400.

We are looking forward to your feedback and to meeting with you.

Yours sincerely,

7/
Lé/ung Ka Fai
Representative

Thalassaemia Treatment Patient Concerned Group
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Hong Kong Magazine 8/5/2008




South China Morning Post 8/5/2008
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