>

1d3LHONV] ANV INNLdO04 AOOD HLIM d3T11ld dV3IA MIN d3SS3 19 V NOA DNIHSIM

VD VA IX ONOO @

= Jui‘\

e . = - ~ ? - m - e T o — = TR Py S
- S N .. =y, = S & = - S T = — = e i o s -
= - ; - =IEey P o = = - - = - -

- ——— W il " e o - ; = . .i].lin?....
. - W B e doe L= I gt}
P > > s e - = -y = S g

o - e Y = J ) = - e

e ; ~ - - <t SR T e -
— s el S - : o - B
o o - m - = = . Y : -, o7
— = = ' .+ ity — = + J F — s
& - = = - L b3 e 3 -
z - B et G | —— - e i = d
ks v - = .




Message From The President

2019 had been a rather stimulating yet inspiring year. We have been working hard since the
establishment of MLDA to raise fund and spread the needed awareness for the betterment
of lysosomal storage disease(LSD) patients in Malaysia but we strive even harder for the
same cause ever since we lost the tax exemption status backin 2016.

Mere words could not describe how blessed and thankful we areto have your continuous
support throughout the journey. In summary, we managed to save 54 LSD lives with the total
estimated cost of RM53 million per annum. Of course, Government provided 60% of the total
funding while the balance was unanimously contributed by corporates, Zakat, pharmaceutical
companies and MLDA.

Yet we were hit with another storm when it was announced that there was a budget cut of
RM6 million for Rare Disease patients in Budget 2020. MLDA immediately bought RM300,000
worth of medicated enzymes to replenish the stocks in Hospital Kuala Lumpur so that their
treatment can continue as usual.

YB Dr Lee Boon Chye, our Deputy Health Minister made a strong verbal assurance to continue
medication for existing patients when we had a meeting with him recently. The only concern
now is the remaining 9 patients in the waiting list as resources are limited.

In 2020, we will be working alongside with the Ministry Of Health to come up with a Rare
Disease Fund to create a sustainable funding mechanism in Malaysia. We will also resubmit
our application for tax exemption status.

Apart from that, there are numerous exciting activities planned for year 2020 such as
#gogohopeand year end charity dinner-we look forward to your continuous support!

Finally we wish you a Happy New Year and Gong Xi FattChai!

P

Yours truly,
IrLee Yee Seng
President of MLDA.



2011-2019 MILESTONE

Evry Lf Con pin af
Bangsar Village launch by

Pengarah Perkembangan Remarkable Charity Dinner with Yang Di-
Perubatan. Pertuan Besar Negeri Sembilan and Health
Minister which saved 7 patients with RM2 Mil
2012 allocation. 100 people doing lce Bucket
i Challenge to raise funds.
i 2014
2011 :
Softlaunch of MLDA 10 Oct 2015
by Taiwan Ambassador Z %7 Since 2015 Puchong Ryder Club

A LE has rendered funding assistance
— i to MLDA annually.

2013

The first corporate sponsor
fromlJM Land via §2 Run and
continuing helping MLDA until
now.
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120,000.00 s gma.
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2011-2019 MILESTONE

LSB PRTIENTS RECEIVED ERT TREATMENT FROM 20817-2018

MLDA and BAC successfully %
organized charity dinner at @’@D @
Empire Mall and convince MOH ~-

0'”1@
5300

fo continued funds for 6 Malaysia Government
patients. provided RM 10 million budget
2016 for LSD children and saved 13
. patientsin the waiting list.
g 2018
2017 ’

Hunt For Hunter Programme (Genetic
Screening) supported by Government
funding successfully detected 28 carriers.

2019

Organized Run For Rare 2019
partnering with Sunway Group
and EC Pixels and officiated by
Health Minister with 3,300

runners.




WELFARE

Ma MLDA procured winge surecan needles value at
20 1yg RM1,237 for patients undergo ERT treatment
at Hospital Kuala Lumpur (HKL).

Aug MLDA agreed to help Mathana who undergo
2019 neck surgery at Taiwan value at RM80,000.

Sept Loaned a CPAP to Bung Yu Heng value at
2019 RM5,450.

Dec Loaned a Bipap to Muhammad Adib Bin Mohd
2019 Hafis after battery replacement of RM 3,900

Dec Spent RM292,636.60 on ERT enzyme for
2019 patients

Spent RM14,781 to perform blood test for new
patients.

2019

Aug Reimbursed College Fee for Khairul Nazmi, MPS
2019 Type Il with a total value of RM7,508.

MLDA received RM50,000 donation from Mah
Sing Foundation, MLDA use this donation to
support Bantuan Sara Hidup~ for all 16 families
and also yearly subsidy to all patients.

2019

MLDA received RM10,000 grant from Ministry
2019 of Health (MOH), MLDA decided to use all for
DNA test.

Spent RM84,758.95 for the yearly subsidy of
2019 RM 1,500 max to each patient. And, gives out
special subsidy to needy families whenneeded

On- RM 150 of ‘Bantuan Sara Hidup” has been
going given every month to 21 patients of 16 families.




2019 GALLERY

THEAA. AUDAX Cycling BRM300 ) 20/4 AGM Meeting & Gathering

31/1 Hope 2.0 Book 6) 1/5 HKL City Run

3/3 World Rare Disease Day: Run For Rare @y 18/5 BAC Charity Bazaar
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9/3 Art Exhibition: Rare Lives



2019 GALLERY

8 26/5 Ride with Hope Campaign i 20/9 Puchong Ryder Club Charity Dinner

9 4/8 IJM Land MarathonRun 43 11/10 Mah Sing Foundation Charity Dinner
10 18-22/8 Psrid-Brest-Paris: 1200KM 14 1/11 Pompe Conference, Singapore
iy 7/9 Mary Sia Charity Concert



Donation Form B K&

MALAYSIA

LYS SOMAL PERTUBUHAN PENYAKIT LISOSOMAL MALAYSIA
- DISEASES MALAYSIA LYSOSOMAL DISEASES ASSOCIATION
RGN O sk P B IA S R E R I & (Reg N0.:2621-11-NSE)
No. 30-11, Geo Sense, JIn Lagoon Selatan, Bdr. Sunway, 47500 SJ, Selangor.

Contact ¥.7%: 010-351 5525 Email® ¥f: donation.mlda@gmail.com
Website 44 1E: www.mymlda.com

O Monthly &4 A ORM30 0 RMS50 O RM100 0O Otheri#: RM
OONE-TIME—:xt# O RM100 O RM200 0 RM300 A OtherZ42:RM %
Payment Mode {177 (Please tick/fill in appropriately E7ZEEMIIEFHITARBEZER)
O Cheque = Number 5 #: Paying Bank # f+4f47:
(Payable to # %44 PERTUBUHAN PENYAKIT LISOSOMAL MALAYSIA )
O Cash I & (Fordirect deposit into 212k JC A Public Bank A/C No.: 3169692035)
(Please send/email the deposit slip together with this form, - i8 it &1 4/ d2, & B} 5) 48 2R AS = B2 F A6 38
0 Online Transfer ) L4k  Ref. No. ##k 5 #5:
Tell us a little about yourself HEIAZE
(* Please delete whichever not applicable & fill up appropriately * # it 45 MM b B8 %4
Name AN AL F/( COMPANYZS B] & 5 )¥: ooireeriieiessesssssssessestssssssessssesssese sassessssesssessssesssesessssesssssansssesssssasassesssessesensssenns
I No: 23520 Gompany RegNo2ual im0 ™ cnnumemenmnsessmsnasm s s e
AUIESSHLEE L ..ottt csressieie cerssssae s et eassreebessesbesssaaeseebeshesbeas saeseabaebesae eassaabsseseb e s b enseees b ersebseabens e aebeeben b enbeasarbebee s e ebenteaaats
TelTE:  ooiieceveeiieresresssereienes. HIPTF U it ssee s e EMAIl B B2 e e e e e
Date H #1: Signature % % :

| hereby acknowledge this form has been filled out by myself and allows deductions to be made by MLDA as above details given.
RAEWRIEEEAMAF ARG AE, FAKF DRSO BEERERDIRBABYMBE Y 2R,

[ Malaysia Lysosomal Diseases Association (MLDA) was granted “tax exemption” status since 2012. ]
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