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In the past, patients suffering from Haemophilia have encountered many difficulties & inconveniences
in their daily life as a result of their illness. They had been hoping for a long time to find a channel, one
which would enable them to increase public awareness regarding their right and social security. Finally,
thank to the generous support from a group of enthusiastic people we are very appreciative of, the
Hong Kong Society of Haemophilia was established last December, which is no doubt an important
milestone for the entire haemophilia community in Hong Kong to strike for better quality of patients'
lives.

It is almost time to celebrate the first anniversary of the Hong Kong Society of Haemophilia. During
the past year, our work has focused on increasing the general public awareness about haemophilia
disease locally in Hong Kong. These publicity events have led to the establishment of a supporting
network between various hospitals, Health Authority and other patient groups. Through various activities
and classes, our patients have received useful education, henceforth enabling them to improve their
knowledge of disease-related daily-life management and their overall qualities of life.

We have witnessed the development of the haemophilia society and patients have also observed our
growth in parallel. As we approach year 2008, the society executive committee will seek to re-structure
and invite new members to join, with the vision to further expand and improve the society. We trust
the new committee group will succeed the loving and caring spirits we serve haemophilia patients and
their family, so as to offer their lives the best of our wishes.

48 FEHE « Tony Wah
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Participation of World Federation of Hemophilia Global Forum 2007, Canada
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The World Federation of Hemophilia
Global Forum 2007 was held in Delta Centre
Ville Hotel, Montreal, Canada on 24th to 25th
September 2007. The main theme was The
Safety and Supply of Hematological Products
. Since the content of the forum was closely
related to the goal of our society, Mr. Lam
Hon Wai (Vice Chairman), Mr. Chan King Wah
(Recreation leader) and | were nominated
to attend the forum. We hope that the close
contact with other international haemophilia
patient groups would increase the general
public awareness of haemophilia patients
in Hong Kong.

The participants of the forum include
global medical experts, pharmaceutical
companies and patient organizations. Apart
from learning the newest medication and
the most recent development in treatment,
we were able to discuss various topics with Haemophilia organizations of
different backgrounds, including the process of our society establishment last
year. Apart from showing immense support, they also gave us their best wishes.
We also used this opportunity to introduce the issues faced by Hong Kong
Haemophilia patients, so as to hear their input and comments towards these
issues.

After the forum, Mr Robert Leung (World Hemophilia Network Asia Manager)
arranged our subsequent itinerary, which included firstly visiting the Montreal
headquarters. Not only were we given many of their published works, we were
fortunately given the permission to use some of the haemophilia-related
information printed on their publications.

Mr Robert Leung subsequently arranged for us to meet with the
representative from Canadian Hemophilia Society. We chatted for more than
an hour at their headquarters, during which they introduced the history of the
Canadian Hemophilia Society, and how they campaigned for recombinant
factors with the local government. They also answered all questions asked by
our members

Lastly, we arrived at McMaster University Medical Centre situated at
Hamilton. Professor Anthony Chan (Paediatric Haemophilia Supervisor) and
his colleagues enthusiastically accompanied us for the entire day. Apart from
showing us around the hospital, they also explained to us the holistic approach
in the treatment and care for their Haemophilia patients, and the highly advanced
computer system used to monitor the distribution and consumption of Anti-
hemophilic factor.

During this trip, the three of us learned how to take care of ourselves
through the long journey, such as the amount of Anti-hemophilic factor to bring,
storage and injection issues, things to be aware of on the plane etc. This trip
not only gave us a valuable lesson, but more importantly, we took the first and
important step to introduce our society to international patient groups. We will
share with everyone our experiences from this journey at our Annual General
Meeting in the coming year.

NEAMERSEEXEBHE-Clare Cecchini(IEP)RABREKERZ
SAIRNSEASISFIERE -
Clare Cecchini, the Program Development Coordinator of Canadian
Hemophilia Society was taken a photo with our representatives at the
headquarter of CHS in Montreal, Canada
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Self-Injection Training Class (1)

o mABARRRRED - TG 1 FEENTRBBRERERBFRES
MAREHER TS RNESRE - —& IEFORIVRELE -
AEETESESEMNET - ARG RE
WA PR - B R
o BETHEABERE  ERARY
HEESHAE - BRRU - KBRS F 4
BRRELT [{TH2BY] - RmEMES
KeragEsy T SBERATDES
B F#755% + A AR -

EoRITHBRSENA-TABRE
PRI EBERET - BE—x— - ’M
HEREEMECEASERETABRGER [
BT SRR I A BB RA
(MFTERMEF -« HBA - FA S

The second injection education session was
held at Queen Elizabeth Hospital on 29th September
2007. Similar to the first class, we were honoured
to have our societyconsultant Ms Lee Yuen Ling
(Registered Nurse) as our instructor. Preparation
details, including anti-hemophilic factors dosages,
sterile wipes, tourniquet, injection syringe, and
butterfly sets, were fully addressed. Ms Lee
demonstrated the re-constitution method of anti-
hemophilic factors medication, as well as introducing
several important issues, such as how to avoid
bubbles during re-constitution, to avoid vial shaking
only gently roll or swirl the vial to dissolve the

AT ) - BB R B S E(MER IR R EA SR - R LET powder, the refrigerated medication have to be left at room temperature or
BR - REBDEEMUSD TERRAEARELT NARKEDWS Lo Vo pelo e isn et mthods e esde
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SR nﬁﬁ,ﬂ?%ﬁﬁiﬂﬁ,ﬂﬂ e EETA}%&/H\&iiIE(W%{%ﬁ? insertion may cause venous punctures). Each step was shown clearly to the
TRT RIBARH 20 AEANE - DRAR - EEJJ_@%‘J?EJEH» o FIARGE attendees. Dr HL Yuen was also present as our honorable guest and
1% - FHBRERAREAABRTFRERER) RIS NERETE - Bh demonstrated the correct method of venous infusion using a manikin limb
LA FERASETEE IO - 2NEREEE 8 REBEANES - (supplied by a pharmaceutical company). This was followed by several young
BETRD - [RWARSASE—NAECITHRE | | —NRXESHEME - 5 patients performing self injection demonstration. All attendees were fully

MRELMERARBEMEEARGELORE - ELKMIER
Lol

EE BT RAE engaged throughout the event and brought home with them lots of useful
information. 1
This is the first
time my son
performed his

It is not uncommon that haemophilia patients are unsure of the appropriate own infusion!

method of handling injectable medication, have difficulty in finding veins, or :?:g b;/;:;af?:z
even lack confidence in self-injection. Hence, patients seldom apply anti- parent.

hemophilic factor injections at home. As a result, they often present themselves
to hospitals when minor joint and muscle bleeding occur. No doubt this brings
inconvenience to patients and affects their quality of life. In view of this, our
society arranged two injection-related education sessions to equip them of
the necessary skills. Through these sessions, patients were taught by experienced
workers the correct way of injections, in hope to resolve their inconvenient
barriers.

#RE8 FE518 « Editor: Tony Wah
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Summer holiday is the best time to get physically active. In order to promote the importance of exercise to our members, we organized ping pong activities at
Mongkok on all Saturdays in August this year.

Participants included people of both genders and all ages, within which there were experienced players. Their skills impressed all participants. Children who
have never played were taught how to play ping pong by older patients. Parents who had accompanied their children used this opportunity to chat and share their
experiences.

Modest amount of physical activity is important to haemophilia patients. Strengthened muscles helps prevent joint injuries. Through these events, the participants
not only realized the importance of exercise, but also had their friendship with one another strengthened. Our society will continue to hold these exercise-related
activities in the coming year, and will strive to include a variety of activities, so as to increase the number of participants.

X% # T8 » Chairman: Sunny So
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Many overseas editorial articles have highlighted that Tai Chi assists in
strengthening the muscle strength and balance in the lower limbs of osteoarthritis
sufferers. Australia Hemophilia Society actively promotes Tai Chi to their
members to improve their joint problems, and produced DVD for education
purposes. Our society obtained the DVD via our consultant doctor, invited Hong
Kong registered physiotherapist to teach Tai Chi, and decided to promote Tai
Chi to Haemophilia patients in Hong Kong. Incidentally we were in contact with
Professor of paediatrics and Patient Resources Centre at Queen Mary Hospital,
who were able to provide the venue and equipment. Hence, it was decided
to hold Tai Chi classes at Queen Mary Hospital.

Although posters were displayed by Patient Resources Centre personnel
in wards and relevant departments, and with the addition of Profession Chan
s enthusiastic appeal, only one ward nurse signed up for the session. We had
no choice but to cancel the event. Later we reviewed with the committee,
Professor CF Chan and Patients Resources Centre personnel the reason for

the cancellation.

1. The location of Queen Mary Hospital is too far. As the majority of the
society members reside in New Territories and Kowloon, this has decreased
their interest to participate.

2. The benefit of Tai Chi is long term for Haemophilia patients. It is different
to Infusion classes, as Tai Chi is not of an acute importance to our members.

3. Tai Chiis of a low level of attraction to patient s parents, hence they will
not bring their children to participate.

4.  We have heard that Queen Mary Hospital have already established a Tai
Chi class for their staff and this class has by now reached senior level.
As there is already a similar sort of event, the attractiveness of our Tai Chi
class is reduced.

5. After discussion with Queen Mary Hospital, as our Tai Chi class is free for

. . all interested participants, this has decreased their wish to immediately

Summary from Vice Chairman sigh up.

For future events, we should do more data research, see if there is similar type

of event being held, and also choose a more convenient and desirable location.

Sports classes are interesting and have a broad catchment base, allowing

parents and children to participate together.
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Before | picked up my pen, | contemplated whether | should write this
article. | thought for a few days, and realized the cancellation of the Tai Chi
class is not such a bad thing. It gives us a chance to discuss and summarise
the reason for the class cancellation, and will give us a better idea for planning

future activities for our members. 2% F ERE © Vice Chairman Henry Lam
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It is not an easy task to establish an association, and it is even more challenging to maintain the running and complete the set goals of an association. The year
2007 is almost drawing to an end, and our current committee members will soon hand over their work to new committee members of year 2008. In order to enable
smooth hand over and continual effective workings of the association, our committee members attended a review camp to summarise the work achieved in year
2007. During this camp, future goals and objectives were discussed.

The review camp was conducted on 27 October 2007 in Princess Margaret Hospital. We were glad to invite Mr Terence Wong, Hong Kong rehabilitation social
network worker, to act as the commentator. Through interactive games, Mr Wong enabled us to recognize important factors required to achieve success in running
an association, such as understanding more about ourselves, setting correct targets and directions, achieving effective communication with each other. One example
is interactive role play in scenarios, where group members act as leaders, assistants, helpers, brain storm-ers etc. By way of discussion, everyone in the group
came up with a final decision. This reflects that to serve the association to the very best, everyone must play their own role effectively and to their maximum potential.
The game to pass the ball in the shortest amount of time fully illustrated the importance of close cooperation and communication with each other. Finally, we set
our three years long term goals under the guidance of Mr Wong. These are shortly summarized as follows:

To promote the publicity of the association via various media channels (e.g. newspaper, magazines, internet, TV), so as to increase public awareness of haemophilia.
e To work closely with government bodies (e.g. Health Authority, Social Welfare Dept., Education Dept.), in order to further raise the needs and concerns of

haemophilia patients.

e Strongly reflect the urgent needs to increase government support on both medical work and medications. For example, to ensure the smooth transition from
pediatric department to adult or geriatric department, prophylactic treatment details and confirmation, set up of haemophilic medical treatment centre.

e Build close linkages with various haemophilia patient groups in the world (firstly, China, Macau and Taiwan). Through interaction and cooperation, we aim to
set up means to receive the latest development in haemophilia management.

e Through cooperating with social welfare, rehabilitation & other relevant departments, we aspire to provide professional psychological assistance to haemophilia
patients, especially for children and teenagers.

e To recruit at least 70% of haemophilia patients in Hong Kong as active members of the society.

* To attract more teenage patients to become volunteers and to actively participate in the workings of the society.

#R#8 FE45)E - Editor Tony Wah
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The 2nd Annual General Meeting
27 Jan 2008 (Sunday 2-6pm)
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Multi-function room, G/F, Block D,
Queen Elizabeth Hospital, Kowloon

Free of charge
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Long- term Prophylaxis

Most of the physical, psychosocial, and financial disabilities that affect patients
with severe haemophilia are the result of recurrent hemarthrosis and chronic
arthropathy. Substantial evidence suggests that the development of chronic
arthropathy is related to insufficient factor concentrate replacement therapy.
Over the past decades, experts from various countries have advocated the
use of long-term prophylactic factor replacement in this group of patients in
order to reduce the frequency of hemarthrosis and hence to prevent chronic
arthropathy. Recombinant factor concentrates, with a theoretical superior safety
with respect to transmission of infection, may increase the acceptability of
prophylaxis to parents and patients.

There are two types of long-term prophylaxis:

* Primary prophylaxis: defined as long-term continuous prophylactic treatment
initiated prior to the age of 2 years and before any clinically evident joint bleeding
or prior to the onset of joint damage (presumptively defined as having had no
more than one joint bleed) irrespective of age.

¢ Secondary prophylaxis: defined as long-term continuous prophylactic
treatment that does not fulfill the stringent criteria for primary prophylaxis.

In this context, continuous means an intention to treat a patient with prophylaxis
for 52 weeks per year until adulthood and with that patient actually having
received prophylactic treatment for at least 46 weeks per year.

Clinical evidence demonstrates that primary prophylaxis can prevent haemophilic
arthropathy in young patients with severe haemophilia A or B. This was shown
in patient populations in Sweden, Great Britain, and Germany, in addition to
an international orthopedic outcome study. Similar conclusions were reached
in studies that compared different treatment regimens conducted in France,
the Netherlands, and Sweden.

In Sweden, primary prophylaxis has been standard practice for many years
in cases of severe haemophilia. Dose and dose intervals are individualized for
each patient through pharmacokinetic studies. The goal of maintaining a FVIII
or FIX level greater than 1% is used as a guideline to achieve satisfactory
control of the bleeding diathesis. Inpatient hospital stays, outpatient, and
daycare visits were significantly reduced in individuals with severe haemophilia
on primary prophylactic regimens. Clinical studies have shown that the orthopedic
and radiological joint scores do not deteriorate with time in most patients
treated with a primary prophylaxis regimen.

Data strongly indicate that in order to prevent haemophilic arthropathy,
effective prophylaxis should be started before, or at the latest immediately
after, the first joint bleed in patients with severe haemophilia. The longer
the start of prophylaxis is postponed after the first joint bleed, the higher the
risk of developing arthropathy. Many national and international authorities,
including World Health Organization, World Federation of Hemophilia, United
States National Hemophilia Foundation and Canadian Hemophilia Society have
recommended primary prophylaxis as the optimal treatment for severe
haemophilia A and B patients.

In patients who have already developed chronic arthropathy, secondary
prophylaxis can help to reduce symptoms, improve functional status and slow
down further deterioration of the affected joints.

The implementation on prophylaxis for patients with haemophilia not only helps
to reduce the frequency of bleeds and the development of arthropathy in
haemophilia patients, but also, in the long run, helps decrease the medical
expenditure on arthropathy case related to haemophilia. Thus, all prophylactic
measures are in fact investments for the future. Concerning institutions like
the Hospital Authority should take serious consideration into the studies and
implementation of such measures, so as to benefit both the haemophilia
community and our society.

Interested parties please fill in the
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Voice from

Haemophilia Patients

Ignorance

| have realized that ignorance is criminal since | was little.

One day in 2nd grade, | was enjoying my favourite health and physical
development class as usual. | looked around to see what my friends were
doing, and realized | was the celebrity for today. But how come the look on
their faces and in their eyes resembled looking at beasts and creatures at the
z00? It didn t feel right.

When there was a recess break, | was amongst the children to run to the
canteen, in hope that we can finish all the delicious snacks before class began
again. | then realized my friends had abandoned me and moved towards a
different queue when they saw me approach. Did | do something wrong? Did
| hit them? Did | bite them?

| didn t care, | quickly bought my food and ate it under a big tree outside the
school building. Perhaps | looked like a dinosaur, because my friends were
watching my every move from afar. My ears were very sensitive, and as the
wind was blowing my way, | finally realized they were talking about me.

He s got some disease , What? Really? , Can we catch it? , Oh no, I m
scared , What a monster! , Don t say that, he s our friend & but he really has
some disease , It s infectious, don t go near him!, Yes, yes & .

There were much harsh words to follow, but | already gave up on listening.
My heart was literally in pain. The funny thing is, | only told one of my best
friends about my illness, how come he s told everyone else? | didn t want
anyone else to know about it, because it makes me different from other people.
Even though my school results are not bad, this still puts me in a different
category to other people. Thankfully, we moved house a couple of months
later, and we never came back to this horrible place. (I spent the next three
years at my new primary school. | could still remember the agonising recollections
of 2nd grade, hence | never told my friends, or even my teachers about my
illness. My handbook often bore the simple words of | have to attend the
hospital due to limb pains , plus a medical certificate, no questions asked. My
friends often asked me why | was absent so frequently. | would reply Nothing
much, just some pain in my arms . Then how come you have a bandage around
your arm? Oh that & | accidently scraped it .

Since little, | seldom think thoroughly before speaking. | remember that day |
was in my home teacher s class. It was a self-study class, and | sat in front
of my teacher concentrating on my homework whilst waiting for the end-of-
school bell to ring. My teacher suddenly asked Why are you often absent from
school? Are you sick? . | actually have Hemophilia . My teacher then said to
the class Please listen everyone. This student have an illness. Don t touch
him. If you push him, he may bleed heavily and may be difficult to stop.
Understand? This informal address led to my friends abandoning me in the
next two years. (I hate letting my tongue slip. But | don t hate my illness.
Because | know how to avoid injury when | play. My mother don t believe me
though, perhaps my expressive speech is not my forte.

| never attend physical education classes in both primary and high school. The
difference between the two is that | strictly followed the rules in primary school.
During high school, although my mother wrote to my teacher every year to
allow me to do gentle gymnastics, | usually say to my teacher | will do what |
can do, and won t do what | can t do. So please let me choose . Of course |
participate in almost every class. As | grow up, | realize that my health is much
better than when | was young, and | ask myself Why can t | participate in
sports? | have slowly come to realize that the information relayed to me since
| was young are unclear and muddled. Everyone may say | am rebellious,
however | tend to question whether | am actually as dreadful as they say.

| finally realize that | can actually do sports. | just have to be more careful with
everything | do. At that time, there was no Haemophilia society, nor was there
any method to access updated Haemophilia information.

Through chatting and sharing our experiences with one another, | have come
to appreciate the importance of updated knowledge.

In the following high school days, | openly talk about my illness and share other
relevant information my doctors provide with my friends and teachers. | always
try my best to answer all questions. | have come to realise that the more they
understand, the more they will not avoid the topic, and in turn will not discriminate
you or upset you.

Family have always said Don t go, don t do, because you have an illness .
However, the more our parents know, the more they will realize Hemophilia
patients are not pieces of tofu. This will make them more at ease, and hence
reduce the love and caring stress experienced by patients.

| never realized | knew so little until | joined the Haemophilia society, where
additional knowledge have allowed me to enhance my communication with
other patients.

One of my teachers once said in my rebellious high school days Ignorance
is criminal, fear is due to ignorance, the only way to be acquitted of our crime
is to increase our knowledge, to bring light to the future. | think | understand.

EE44 (RS ## - Recreation leader: KW Chan
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A/ BEFRE Membership Application / Renewal Form

BEORRE

Hong Kong Haemophilia Society
SEBRE/BER

Membership Application / Renewal Form

A For Office Use Only

rEH
€ B 497 Membership No:

e B 45 Membership Type FE4HE R Details
LI EAEE Full AR Name of patient:
(L1 A Patient / 155 A #/8 Patient s relatives ) $50

1% Relationship:

] X & 8 Associate (Efh A+ Others) $20 RFEEE B (HEAb A I) Associate (Others) $20

frEEBRA R TEEg#IFEE /U resT?

Would you like to [] attend the ex-committee meeting / [ be a helper?

{@ A& $l Personal Information

% Name (B2 5 {7 48[R as in HKID): (332 English) (7 3 Chinese)
H 17575 Hong Kong Identity Card No: M5 Gender: [] 2 Male /[] Z Female

it 4 B 8 Date of Birth (“F yyyy /8 mm/H dd ):
Bt Correspondence Address:
4% B35 Phone: (F12E 5% Mobile) ({F=E Home) (BB RIS Fax)
BEHUE E-mail address:
5 A% B E X Medical History of the patient
Ff /& B8Pt Hospital:
JBIE Diagnosis: = 55 ) URINE T Factor VIl Deficiency / k= 55 SLEEIN A T Factor IX Deficiency /

H A Others:
7755 Payment
BN EESEYE  REAARBORES  IRAMB L EMERBKREERE  DEZNZERBRAIEBETE
ERORFRE WEEEEWREEMT (HEEH : @805 /E9)
Payments should be made with CROSSED CHEQUE ONLY payable to Hong Kong Haemophilia Society with you name

and contact telephone number on the back of the cheque. Send the completed form and cheque to Hong Kong Haemophilia
Society, G/F, Wang Lai House, Wang Tau Hom Estate, Kowloon, Hong Kong (Re: Membership Renewal / Application).

F ZE5E5 Cheque Number: 22 4R1T Bank of the Cheque:

2 5§ Declaration

RABRLEERREMMMER2HLBERIEE FAAREETAESNRREEENAND °

| declare that all the above information and all substantial documents are true and correct. | agree to abide by the Charter
of Hong Kong Haemophilia Society

HEf: H=E

IS5 Acknowledgement:
¥ wanse _\ Bayer HealthCare
‘,}%5" iver Baxter {2/ Bayer Schering Pharma WYEth

(FFRI"S 3 Bayer HealthCare #3812 815 #i/R s BV R - Special thanks to Bayer HealthCare to assist in the publication of this newsletter.)






