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Dear Members of the Hemophilia Society
of Malaysia and the Bleeding Disorder
Community,

We are at the end of year 2020. It was supposed to be an
exciting year for the Hemophilia Society of Malaysia (HSM) as e
were supposed to be the Host Country for the most anticipated WFH
World Congress 2020 where the global bleeding disorder communi-
ty meets in our beautiful Malaysia. Despite all the preparations ddne
to greet the attendees which consist of medical experts, researchers,
advocates, pharmaceutical industry members, patient groups and all
interested parties on Hemophilia and other bleeding disorders, it \
with a heavy heart to accept that the WFH World Congress 2020|i
Kuala Lumpur had to be cancelled due to the C&@IDBlobal pan-
demic.

Even though the year 2020 is a gloomy year in general b
for the past few years, our HSM has progressed with the purchas
our own Office Unit at Metropolitan Square Damansara Perdaf

treatment and care for Hemophilia.

The year 2020 is also my third and final term as the Preg
dent of the HSM and despite many challenges we faced, my dd
cated teams of Executive Committee Members (EXCO) did a ma
ous job in ensuring that the bleeding disorder community in Mala|
are well educated and informed on the best way to live with blee
ing disorder and many of the youths succeeded in their educa -
and life. | have great faith in the future leaders of HSM to contin| 'fﬁ“é'é’é’g
the vision for adequate treatment and care for all especially in t
period of economic and political uncertainties.

Lastly, | would like to take this opportunity to thank all ti
dedi cated Doctors especially
Dr . Faraizah Datod Abdul Kar g
Muda, Datuk Dr. Goh Ai Sim and many more wonderful doctors, 1f"
es, physiotherapist and all treaters that | have had the privilege
work with during my period as the President of HSM. Let us ¢
together the progress of Hemophilia treatment and care for all.

Wishing all the best in life. Thank you.

- Tagrir Akramin Khalib, President of Hemophilia Society of Malay|




Soon we will be bidding farewell to
2020

Truly an unprecedented year for all of us. A year which |
been looking forward to in the beginning, as we (Hemophilia So
of Malaysia) will be hosting the WFH World Congress 2020 and
year will also be the 40th Anniversary of the Hemophilia Societ
Malaysia (HSM). Unfortunately, due to the CGMIpandemic, we
have had to cancel the WFH World Congress 2020 which was s
uled to be held from 14 17 June 2020. We also did not manage
hold any physical workshop since the country has been put und
few stages of Movement Control Order (MCO) from 18 March 2
onwards. In addition, we have to also postpone our Junior Camj
the Annual General Meeting (AGM) to next year due to safety
regulatory concerns.

Amidst all the above challenges, the Society had manage
organise our first webinar-]é)
in May 2020. | do believe it is also a blessing in disguae COVID
19 had indirectly awoken us up to face the reality and repriori
our priorities in life. No one can deny that life is fragile.

However, what this pandemic had shown us is that nothing is guaranteed. We should feel grateful that during the MCO
period, we are still able to have access to prophylaxis treatm#ranks to our frontliners. However, we should not tak®this
granted, instead we as one of the stakeholders must play our part in making sure that our future generations will be having a
good or even a better standard of care and treatment. Thus, | do sincerely hope more of our members will be active and volun-
teer to further grow with HSM in the future.

As you may know this upcoming AGM is also the one which HSM will be holding our election for the new board members for 202.
0 2022. Thus, we are looking forward to any of yoespecially the youth to volunteer as a candidate and contest for any of the
HSM Executive Committee post. We are in this together and hopefully we can meet soon physically in year 2021. Merry Christ:
mas & Happy New Year 2021.

Thank you

- Edwin Goh Toke Yen, Vice President of Hemophilia Society of Malaysia




A MESSAGE FROM THE SECRETAR i -,
Wl K

]

The Hemophilia Society of Malaysia (HSM) was establishd
1980 with the aim of looking after the welfare of People with He
philia, cultivating enthusiasm, sharing experiences, and building
confidence to the point of perfection. HSM continues to strive to sf
education about Hemophilia with the aim of providing excellenc
patients, parents, and their families, physically and mentally. Man{
ment and cooperation between HSM, medical teams, parents, f4
members and People with Hemophilia themselves complement th
forts to achieve the goal that everyone wants which are perfect tr
ment and a better quality of life.

Being the secretary after all these years, | found that not m
active patients and parents are willing to voluntarily lend a hand
this is very unfortunate for a relatively strong organization. HSM n{
more young members to come forward and provide support and it—s
to develop a new front i n inh
the younger generation can enliven the activities in an integrated
ner.

| sincerely hope that more patients and parents will join i
move actively with HSM to play role in giving suggestions, constr
criticism as well as giving views to improve existing weaknesses t¢
severe the strength of HSM in facing various issues and challeng
the welfare of the People with Hemophilia in Malaysia.

Every People with Hemophilia has the potential to lead. With
knowledge, commitment and skills you have, being a member o
organization is not only a heritage but rather can only be learned to-
gether.

Lifetime membership is open to all Malaysian citizens with a minirtahemayment of RM160.00 only.

| welcome parents and patients to be part of the HSM members to share experiences and aspirations togett
order to further strengthen HSM towards the challenging future. Please look forward to serve and support to build u
society.

- Norhana Hussain, Secretary of Hemophilia Society of Malaysia




DARI MEJA BENDAHARI

2020, tahun yang pasti akan diingati oleh seluruh dunia amn

dan kita sebagai ahli Pertubuhan Hemofilia Malaysia (PHM) k
susnya. Segala perancangan, persediaan dan usaha telah diberi
untuk menjayakan salah satu acara yang akan menjadi sejarah

lam dunia Hemofilia di Malaysia, Asia Tenggara, Asia dan Dut
iaitu WFH World Congress 2028uala Lumpur.

Apakan daya, kita hanya mampu merancang, hanya tuhan yal
menentukan. Kita diuji dengan satu lagi peristiwa yang akan t
catat dalam sejarah dunia iaitGoronavirus Disease 20(Q0OVID
19). Tidak perlu dihuraikan mengenai COYfini, dari anak kecil
hingga ke warga emas semua kini sudah sedia maklum dan mer
impak dari situasi yang berlaku kini.

Setiap lapisan masyarakat tidak terlepas dari merasakan kesug
han, kepayahan, dan kesengsaraan dalam era CGMDni. Ke-
merosotan ekonomi dunia, negara, syarikat, pertubuhan hingga
setiap keluarga tentunya turut merasa bebanan tersebut.

PHM juga tidak terlepas dari krisis ini, segala perancangan .
tahunan terpaksa dibatalkan, kekurangan dana, kekurangan pen—Seseorang yang mampu bangklt

derma, malah ketiadaan penganjur juga telah menambahkan 'agéetelah jatuh adalah orang yang

impak kepada kewangan kita. . ]
lebih kuat daripada seseorang
Walau bagaimanapun, PHM akan terus berusaha membantu

ahliahli dalam menghadapi dan mengharungi cabaran di masa inilyang tidak pernah jatUh Sama

oOKeti ka beras gagsgkla
maka buatlah ia menjadi bubur B8
yang enak."

li." . : _
menj adi nasi ,
) XA TSINTT A\

PHM juga amat mengaalukan sumbangan dan bantuan da
manamana pihak yang sudi untuk kita sass@na membantu g

dugaan COVIEL9 ini.
Terima Kasih

- Azraf Azhar Zainol Azhar, Bendahari Pertubuhan Hemofilia Malaysia

oJangan per nah
apa yang terjadi hari ini,

Sebab kita tidak tahu apa yang
akan terjadi pada esok hari."



KHABAR DARI SEMENANJUNG

Majlis Penyerahan Sumbangan Daripada Syarikat
Novo Nordisk Pharma Sdn Bhd kepada Pertubuhan Hemofilia Malaysia

Dari kiri; Encik Tagrir Akramin Khalib, Persiden Pertubuhan Hemofilia Malaysia, bersama Richard
Abela, Timbalan Presiden & Pengarah Novo Nordisk Malaysia, Singapura dan Brunei semasa majlis
menandatangani cek cura (mock cheque) sumbangan dari pihak syarikat tersebut kepada Pertub-
uhan Hemofilia Malaysia

Pada 18 Julai 2020, sebuah majlis penyerahan sumbangan telah diad
di pejabat Pertubuhan Hemofilia Malaysia (PHM), Damansara Perdana dia
Novo Nordisk dan PHM. Sumbangan ini adalah bertujuan membantu da
nyokong beberapa program khusus yang direncana oleh HSM. Program ya
aj a adal ahwoman withdleeding disorders educational workshop 2
d a rChildren workshop and new parents symposium & Junior Caimp 2020

Sumbangan sebanyadb,000 tersebut didermakan oleh Novo Nordisk unjg:
menjayakan programprogram di atas. Suntikan dana ini adalah hasil daripaf
perkongsian dan usahasama diantara Novo Nordisk dan HSM bertujuan &
memberi memacu pendidikan dan perkongsian maklumat kepada golongan
ran. llmu pengetahuan mengenai masalah pendarahn (bleeding disorder)

salah satu agenda amat yang penting yang ingin disampaikan oleh PHM dan
Nordisk.

Dalam majlis tersebut, Presiden PHM, En Taqgrir Akramin telah mem}
penerangan terperinci berkenaan peranan HSM dalam komuniti penda
(bleeding disorder community) di Malaysia kepada Richard Abela, Vice Preg
& General Manager Novo Nordisk Malaysia, Singapore & Brunei.

Novo Nordisk Pharma Sdn Bhd juga telah menerangkan wawasan
untuk memberi sokongan dan bekerjasama kepada HSM demi mencapai ma
yang disasarkan. Perbincangan tersebut menunjukkan sokongan padu yang &
kan kepada PHM oleh syarikat farmaseutikal gergasi tersebut.

Pihak PHM merakamkan setintigggi penghargaan kepada Novo Nordis
yang sentiasa membantu komuniti masalah pendaralesding disorder commu
ty) melalui PHM.

PenulisAzraf Azhar Zainol Azhar, Bendari Pertubuhan Hemofilia Malaysia



KHABAR DARI MALAYSIA TIMUR (BORNEO)

Hemophilia Seminar for Patients, Caretakers, Family members

\

Dr Francis (second left) launching the Hemophilia Programme with Dr. Ahmad Qabil Khalib (second
right) and Alice Ho (right) at Hospital Duchess of Kent yesterday.

SANDAKAN: The Physiotherapy Unit of Hospital Duchess of Kent (HDOK) jointly organised a Hemophilia Seminar (Hemopt
Programme: Get Involve; Sharing Knowledge Makes Us Stronger) with the Hemophilia Society of Malaysia at HDOK here
yesterday.

According to Hemophilia Society of Malaysia (Sabah Chapter) President, Alice Ho, the programme was organised tc
emphasise on education to Hemophilia patients, their parents, guardians, and family members, so that they could go throus
the obstacles in taking care of someone with Hemophilia.

Hemophilia is a rare disorder in which the patientds bo

OWe want to give motivation to the patients, especi a
ovictimé of Hemophilia. There are studies to prove tha
and healthy I|Iifestyle, and avoid contact sports so to r

Meanwhile, a Committee Member of the society, Ahmad Hazri Mohamed Aris who is also a Hemophilia patient saic
that there are 1,800 Hemophilia patients recorded in Malaysia, and Sabah has 80 Hemophilia patients.

0This programme involves all/l the stake holders, not
caretaker, as well as medical personnel. Everyone has to be involved to learn the knowledge and information about Hemc
philia so that the patients would grow up with mini mal

Ahmad said that he also wants to show the patients that People with Hemophilia could also live normally and receive
education, and have a good career and be successful in life.

OHemophilia is an inherited sickness. There is no clt
medical facilities and technology to be compared to what we had 40 years ago. These treatments are necessary to ensur
that there is no spontaneous bl eeding happening inside

Also present at the programme were Director of HDOK Dr. Francis Paul, Head of Rehabilitation Department of HDOK
Dr. Richard Lee Chee Houw, Director of Hospital Bukit Padang Malaysia Dr. Ahmad Qabil Khalib, and Head of HDOK Phys
otherapy Unit Hafidah Usman.

Source: The Borneo Post, 23 February 2020
(https://www.theborneopost.com/2020/02/23/hemophiieminafor-patientscaretakersamilymembers/)



FUNGSI PELBAGAI JENIS TOPENG

N95 (Perlindungan terkuat)

Virus: >95% Bakteria: 100%
Debu:100% Debunga:100%

Topeng bedah (Kegunaan medikal) (

Virus: >95% Bakteria: >80%
Debu: >80% Debunga: >80%

FFP1 (mengasingkan partikel halus)

Virus : >95% Bakteria: >80%
Debu: >80% Debunga: >80%

Topeng karbon (Menghalang bau) ‘

Virus : 10% Bakteria: >50%
Debu:10% Debunga: >50% =

Topeng kain (mengekal haba)
! virus: 0% Bakteria: >50%
Debu: 0% Debunga: >50%

Topeng span (fesyen)
Virus: 0% Bakteria: 5%
Debu: 0% Debunga: 5%

Rajah 1; Jenignis pelitup muka yang sesuai.
Sumber; Berita Harian Mobile, 1 Ogos 2020
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Rajah 2; Kempen Elakkan 3S, Amalkan 3W
Sumber; Kementerian Kesihatan Malaysia

COVID-19

Apakah Coronavirug€COVID19)?

Coronavirus (CoV) adalah sejenis virus yang boleh menyeb:
kan jangkitan saluran pernafasan. Terdapat beberapa jenis coron
virus seperti severe acute respiratory syndrome coronavirus (SA
dan Middle East Respiratory syndreratated coronavirus (MER
CoV). Coronavirus terbaru yang ditemui di China adalah Coronavi
2019 (COVIR19). Jangkitan Coronavirus boleh menyebabkan spel
trum gejala daripada selesema biasa kepada radang paaru
(pneumonia) yang teruk.

Cara coronavirus 2019 (COVHD9) merebak

Cara penularan Coronavirus (COMI® masih belum dikenal-
pasti. Walau bagaimanapun jangkitan daripada manusia kepade
manusia yang lain telah disahkan berlaku.

KKM sentiasa mengawasi perkembangan jangkitan ini d:
situasi sentiasa berubah dan akan mengemaskini maklumat peny
ini dalam laman sesawang KKM dari semasa ke semasa.

Apakah cara yang boleh dilakukan untuk
mengurangkan kebolehjangkitan COVHDO
kepada diri saya dan orang lain?

Pemakaian penutup mulut dan hidung surgical 24ply face
maskadalah disyorkan kerana ia membantu mengurangkan penyel
aran virus dan lebih praktikal untuk digunakan oleh orang awam
(Rajah 1). la bagi menghalang pendedahan orang lain kepada titise
dan percikan air liur orang yang memakai penutup mulut dan hidu
ini.

Selain itu, penjarakan fizikal juga merupakan salah satu cat
yang baik untuk mengurangkan kebolehjangkitan CQW9ID
OEl akkan 3S, Amal kan 3Wé6 (Raj a
bolehjangkitan COVHD9.

Bagi mendapatkan maklumat yang lebih terperinci dari sema:
ke semasa, sila rujuk laman sesawang KKM (http:/fcovi
19.moh.gov.my/) dan MKN (https://www.mkn.gov.my/web/ms/covid
19/).

Rujukan:

1. World Health Organisation (WHO)

2. Soalan Lazim, Penyakit Coronavirus, CQ¥|Blementerian
Kesihatan Malaysia (KKM)



COVID-19 DAN HEMOFILIA

Risiko kebolehjangkitan wabak COVH29 terhadap penghidap Hemofilia

Penghidap Hemofilia tidak tergolong dalam kategori berisiko tinggi dari aspek kebolehjangkitan wabak-C®ODVID

Walaubagaimnapun, sekiranya penghidap Hemofilia didapati positif CE&@|Dpegawai perubatan, serta
doktor pakar akan memberikan perhatian yang tinggi dalam proses rawatan wabak tersebut. Ini adalah kerana virus
tersebut boleh menyebabkan gangguan sistem pernafasan serta boleh menyebabkan komplikasi yang lebih serius ap
bila pesakit tidak menerima rawatan di peringkat awal dan CO¥8elah merebak dengan lebih serius.

Situasi ini adalah lebih merbahaya sekiranya penghidap Hemofilia positif CCVI&sebut juga menghidap
komplikasi kesihatan yang lain seperti obesiti, kencing manis, hypertensi, serta masalah jantung.

Rawatan asas penghidap Hemofilia seperti profilaksis dan sebagainya haruslah diteruskan mengikut saranan pakar h
matologi. Pesakit Hemofilia yang didapati positif COYfDmestilah memaklumkan kepada Pusat Rawatan Hemofilia
(HTC) terdekat serta bagi mendapatkan rawatan yang sewajarnya.

Webinab Menghadapi Cabéadran COVI D

Pada 22 Mei 2020, Pertubuhan Hemofilia Malaysia (PHM) telah mengadakan sebuah seminar secara may:
(webinay untuk meningkatkan pemahaman tentang CQ9l8alam kalangan komuniti pendarahdiegding disorder
communijy Pihak PHM telah menjemput Dr. Jameela Sathar, Ketua Jabatan Hematologi, dan Dr. Veena Selvaratna
Pakar Perubatan Jabatan Hematologi dari Hospital Ampang untuk berkongsi maklumat terkini tentang cabaran dalar
era wabak COVIBEL9, serta implikasi terhadap penghidap Hemofilia. Sesi webinar tersebut telah dijalankan .dengan
jayanya dan dihadiri lebih 80 orang peserta dari komuniti pendarahan.

WFH NETWORK HEMOPHILIA WORLD NEWS (/A-f
HEMOPHILIA WORLD ESPANOL FRANGAIS m%
'WFH NEWS COMMUNITY NEWS MEDICAL NEWS 'WFH EVENTS FAQ %{

Menghadapi

Specific Risks of COVID-19 to the Bleeding

Disorders Community Ca ba fan

o v o g C OV | D Al 1 9

22 Mei 2020

Dr Jameela Sathar & Dr
Veena Selvaratnam

MEDICAL COVID-19
PHARMA
NEWS

@ wrH

Pakar Hematologi
Hospital Ampang

Spektrum klinikal
n=44,672

Penghidap penyakit pendarahan? Nasihat umum

n untuk mendapat COVID-19 « Pastikan stock factor mencukupi

covi-19
e hemophilia dijangkiti COVID-19

Keratan makluman dari WFH Sed webinar ber tlag & kp addvee ny2h aMeai
eLearning bertajuk s09Ri
COVID19 terhadap komuniti pen-

darahano

Rujukan:
1. Specific Risks of COVID to the Bleeding Disorders Community, WFH eLearning, 2 April 2020
2.Webinar 0Mengh a d-a9 Rertubuhdn denmefiia Ma@ygia, Rerjasama Hospital Ampang,

(22 Mei 2020)



TAHUKAH ANDA ?

Kaedah Rawatan Tips mengekalkan stok yang
Profilaksis / Prophylaxis mencukupi untuk mengekalkan
Kaedah rawatan profilaksis merupakan rawatan suntikan rawatan profilaksis

factor pembeku darah secara berkala, secara berjaduA?lI.abila berlaku episod pendarahan dan  penahidal
Jadual suntikan profilaksis mestilah berdasarkan cadandan P P peng P

dan nasihat dari doktor pakar dari Pusat Rawatan Hemo Il llé)l 2ksae21ai?tg%$£;§:2 sr;[]c;I; bﬁsg:jann iumil;l;ll( e&&rfl_?g ?rc;;‘;l
(Hemophilia Treatment Centre, HTC). P 9 g p

masingmasing untuk menetapkan tarikh pengambilan semul
Manfaat rawatan secara profilaksi stok kepada tarikh yang lebih awal.

kepada pengh|dap hemofilia Ini dapat mengelakkan kekurangan bekalan faktor untuk
kegunaan profilaksis dan kecemasan apabila diperlukan.

Antara manfaat suntikan faktor pembeku secara profilaksis

ialah seperti berikut:

PenulisAdryon Koh Jia Hao,

Peubuhan Hemofilia Malaysia

Rujukan:

b) Mengurangkan kecederaan kepada sendi sasafaWorld Federation of Hemophilia, eLearning website
(target joints pada penghidap dan meningkat kual@ NEJM Journal Watch
hidup seharian. 3. HMTAC, Jabatan Hematologi, Hospital Ampang, Selangol

a) Mengurangkan episod pendarahan spontan, terut
dalam kalangan penghidap HemofikkeverdA atau B).

KHABAR DARI SERANTAU DUNIA

Jamaica

The island "Rock";Jamdown"(jamdung) is an expression of strength, resilience
pride Jamaica is spoken about globally. Recognized, also heavily regarded for unique s
phrases, talents and indigeneity through music and many creative expressions whic
pulse that beats our warm tropical hearts; so decoratively in the Caribbean waters we a
encapsulating island of Jamaica.

Nestled decoratively the island basks in its greatness by all means as we say "it's|,
blessing” in our conversations; uniquely the definite characteristics are lived by further @xt@fsrTevon Brown,
sion through a group of resilient hemophiliacs called 'The Hemophilia Society of Jamaical.eader of Youth Arm
for the Western
. ; . Region, HSJ
Hemophilia Society of Jamaica (HSJ) J

Formally established in the 2015, the Hemophilia Society of Jamaica was formed to unite Hemophiliacs
and loved ones. Hemophiliacs in Jamaica living with the bleeding disorder has been regarded with "extreme c
light exercise, physical therapy and medicine (coagulation factors).

My wish for the Hemophilia Society of Jamaica is to create a robust system able to withstand shocks or ar
in the treatment of persons with the bleeding disorder.

The first point to of treatment is caring for our young ones; many of which presents with signs of severe jo
age like those | have only seen in many adults. | want us to give them a normal future, a future where they can b
tive and playful as any other child; the ability to attend school weekly, monthly and even annually without cease.

Personally, growing up with hemophilia was very tough and at times | felt as if my childhood was robbed. |
have at least one child to live a normal life then | have done much. As technological advancements grow, Jamaic
need of improvement of treatment and care for people with bleeding disorders. Charting a path for healthcare
checks all the boxes for Hemophiliacs would be creation of true pain relief, residing footprints bursting with hope
and generations to come.

Not e: The views and comments shared in the article is s



KHABAR DARI

SERANTAU DUNIA

AuthorAlex Parkinson,
Co-Chair of the Hemophilia
Society of Jamaica (HSJ)

Challenges and Aspiration of the
Hemophilia Society of Jamaica

The Hemophilia Society of Jamaica is a small yet faith
lieving group which seeks for the better as hope and dr
blazes as a fire in our hearts that overshadows any pa
our joints or any bleeds could produce. The urgency is

and long standing. We are in pursuit of combining coope

ate, influential individuals, powerful groups, lead cont
tors here and abroad; the help needed is great and we
open to this growth recognition and contributions.

The Hemophilia Society of Jamaica embraces gd
nization for massive success even so our leaders are h8p

as they are servants for change. Here is what the Pre
of the HSJ Alex Parkinson had to say:

The health system in Jamaica for Hemophilia is
stressful to deal with. Sometimes i cry and wish i wa
different country, just thinking to go to the hospital make
begin worrying to know i have to spend a hole day

night there. In the case where the people with Hemophil

admitted to the ward, it may take up to five days befc
the patient gets the factor. | wish if something could be
for the people with Hemophilla in Jamaica so they can
a better and a more efficient treatment and care.

| would change the time span to wait in the hog
for treatment, and | would like if there is a way Hemop

Growing Up as a Person with
Hemophilia in Jamaica

"My name is Denton Muirhead
ing in Jamaica. | can remember far back as 10 years old
when | realized | wasndt a n

a bleeding disorder in Jamaica pose a lot challenges for
me. | remember being in and out of hospital not getting to
spend enough time at school. Most of the time when visit-
ing the hospital, the factor
hospital personnel would send us home to treat myself on
my own by elevating or icing the joint or affected area
until hopefully when the swelling in the joints or area
ild go down, the | would try to go back to my daily
E4Bivities. On some very rare occasions, factor is donated
) 0s. But we here have a problem when it arrives in Ja-
%%%a we have to pay to collect it off the wharf. Howev-

rll%ur-’ we canot afford the bild
are Hemophilia isnot recogni z
want it to be in Jamaica. We
ANy, other chronic diseases. There are Hemophiliacs living
Sgmaica right now and has never received factor. If
HRkiive in the country areas (rural) you would have to
travel miles to get to the country's capital in Kingston to
receive treatment. | wish the day would come when a pa-
Yent coul d go to the neares
5in a
23S me

a?Qigtihsor:Denton Muirhead, Hemophilia Society of Jamaica

re

H@58: The views and comments shared in the article is solely
H¥€om t he authorés personal exj]

pital
hilla

can have some factors to be kept as stock in their homes so

that we do not have to go to the hospital so often and al
training session for all Hemophilla patient and their fan
to care for themselves and perform their own infusi
would also like to see something to be done for student
keeps on missing school because of hospitalization s
have mised out on a lot in school.
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| would love to see a faster and more efficient treat-

ment for people with Hemophilia in Jamaica.
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AKTIVITI- AKTIVITI PERTUBUHAN

BENGKEASEAN HEMOPHILIA NETWAIRK) Penganjur

Seperti tahutahun lepasWorld Federation of Hemophi(i&FH) telah
mengadakan bengkel serantau melalui ASEAN Hemophilia Network (A m
bagi rantau ASEAN. Bengkel tahun ini memberi fokus terhadap dua topik | WFH
ma i ‘douth Engagement in the Hemophilia CondmunityDaanColection . A
and Technology. Bengkel AHN pada tahun end
peserta dalam topitopik berikut:

Youth Engagement in the Hemophilia Community, 24 Oktober 2020

1 Kepentingan penglibatan golongan muda dalam pertubuhan

1 Halangan dan cabaran golongan muda dalam aktiviti sukarelawan

1 Strategi serta teknik untuk menambah ahli yang bergiat aktif di dalam
aktiviti serta pengurusan pertubuhan

Data Collection and Technology, 31 Oktober 2020

Moderating

1 Pengenalan kepada teknoletgtknologi yang boleh digunakan untuiSsssses

mengumpul data dan maklumat
1 Cara-cara untuk menggunakan data/maklumat dengan lebih berkes
melalui saluran komunikasi dan media sosial
1 Teknologi terkini dalam pengumpulan data umideld Bleeding Disor-
der RegiStrfN\/BDR) EXPERIENCES IN ENGAGING
1 Menggunakan sistem pemetaan interaktif AGM untuk kegunaan advg e
dan komunikasi

24 October 2020

Pada tahun ini, Singapura telah dilantik sebagai tuan rumah b3
bengkel secara maya tersebut, serta dibantu oleh Malaysia dalam asj
teknikal. Turut hadir bersama Guadalupe Lagrada, Pengurus Serantau W
bagi rantau Asia Tengara dan Pasifik Barat (Western Pacific).

Bengkel tersebut telah dijalankan secara maya pada dua hari yang
berbeza iaitu pada 24 Oktober, dan 31 Oktober 2020. Pertubuhan Hemofilla
Malaysia telah diberi penghormatan dengan jemputan dua panel pembentang
iaitu Encik Muhammad Hazri bin Mohamed Aris bagi pembentangan bertajuk
O0HSM Youth ProgradnExperiences in Engaging Young Reopls er t a ¢i k Chong
Chia Chee bagi p e hidemaphilia Radf A simplifiedrfdctafj u k 0
dosage calculation & treatment diary for HaemophilacsSe | ai n Ma
pembentang pada tahun ini terdiri daripada wakilational Membership Or- [ ]
ganisation§\NMO) dari Ireland, New Zealand, Filipina, dan Thailand. o j [

Voluntary development by a group of

acists with patients'inputs, aims to | @ ¥
ons « L 4

Sesi pembentangan -aduitikudii mamrd
hagikan kepada beberapa kumpulan dan diberi masa 20 minit untuk mem[ - v
cangkan situasi di negara masimgsing berkenaan tajttlRjuk yang telah
dibincangkan.

Sesi seumpama ini memberi ruang kepada peserta dalam kaland;an
komuniti pendarahan untuk membuka minda serta bertukar pendapat di per-
ingkat antarabangsa di samping melatih kemahgafiskillslalam kalangan
peserta.

Penuligdluhammad Shakir Abdul Aziz, Ahli Komiti Pertubuhan Hemofilia Majaysia




