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PSOD kicks-off :
campaign for Angara Bill promotes awareness

500,000 signatures  for r are disorders

WITH the goal of reaching half a million sig-  FILIPINO families with childn afflicted with rae
natures in support of Senate Bill 3087, PSOD disorders and the Philippine Society fOrphan
launched its petition campaign via CARE 2 Pe-  Disorders, Inc. (PSOD),got a big boost when
tition (www .petitionsite.com), an online pe- Senator Edgalo Angara announced lagtpril
tition site for social change. 2009 his supparfor the “Right to Lig” by filing
Senate Bill 3087 or the RaDisorder Act of the
The campaign’s objective is to increase the  phjlippines. He made his announcement duri
awareness on rare diseases among the Filipi-  the 10n year anniersary celebration of the
nos here and abroad, get their support, and  |ngtitute of Human Genetics held at the Bitpn

rally them in pushing the lawmakers to pass | of the Manila Hotel lasteBruary 25,2009.
SB 3087 which seeks to establish a system that

will help ensure the early diagnosis and treat-

ment of rare diseases in the P hilippines The bill,as poposed ly SenatorAngara,is

intended to ppmote greater avarenessdr rare
or orphan disoders which afflict Filipino chilen
across diférent socio-economic classeand
determine wgs of funding suppgiincludingiécal
regulation and mviding incentigs br medical

PSOD aims to reach the target number of sig-
natures by February 2010 as it joins the W orld
Rare Diseases Wek celebration.

. . . i SenatorAngara, a staunch supper of the scientific
To sign the petltlon,. \_"S't:_ reseach and aid. community reaffirmed his commitment to supptie
http://iwww .thepetitionsite.com/3/please- advances in human genetics and the right to life by
endorse-sh-3087-the-rare-diseases-act-of- Dr. Lulu Brao, currently the head of the gponsoring Senate Bill 3087 or the Radisorler Act of
phils-philippines Department of Healths National Institutes of the Philippines.

Health,applauded Senatokngaras suppot for

- 2 the adwcacy and committed her depanents Treatments ér these disoders ae available but
suppot for PSODS galsspeciically in reseach, are expensig, often bejond the reach of families
Car 2 petitionsite policy brmulation and medical training. who have childen afflicted with these

Genzyme Corporatios’ Dr. Patrick Granjad, Since the PSOB’organizationits founding
SoutheasAsia egional diector,and DrMargarita chairmanDr.Carmencita Padilla and concently
Jimenezts Asia Pacif medical diector, shaed the head of the Institute of Human Genetics or

PLEASE ENDORSE SB 3087, updates on medical éatments gailabledr rare IHG and its pesident,Cynthia Magdaraoghe
The Rare Diseases Act of disorders during the mediaofum. Genzyme mother of a Bmpe patienthae worked tirelessy
Corporation is an international biotech compan in order to promote more public &areness and

tha Iﬁ 1 =1 . H H P i
the Philippines based in Boston. funding ér patients with rae disoders.

Target: General Public and
Rare Disease Advocates , Thru a video clipcelebrity Carminid/illaroel, PSOD aims to in@ase publicareness on rag
gfﬁ:::ﬁ[mwfh'm”'E’;EE;;'}P“ for TV actress/host and a motheexpressed her disorders in the county, establish and delop a
E RS suppott for PSOD and encouraged the public tonationwide egistry,promote and suppcn’rele/ant
gcu.ah 500,000 help in the adecacy 6r awareness and suppbr and timey reseach for a better understanding
for rare disoders. and treatment;participate in policy drmulation,
develop and stengthen the elation among
Rae disoiers also knan as‘orphan diseases” involved institutionsgevelop and povide training
are long-standingjfe threateningprogressie and for health pofessionalsand mobilize esources
disabling whichequire multi-disciplinay cae and  and fundsdr patients’ needs.
afflicts babies in all social-economic cla3$ese
£3 include such diseases agressyrup urine disease For more information on PSODlog on to
Gaucher diseas@radeWilli syndome, Pompe  www.psod.org.ptor emailinfo@psod.org.ptor
- t' t' | diseasegGalactosemidsably disease and MPS I/l call telefax no+632 725-6519.#
Slgn ﬂe L lon- among others.
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About The Philippines Society for Orphan Disorders (PSOD)

People Behind PSOD

The people behind the birth of the Society
are two parents, two geneticists, an
endocrinologist,a neonatologist,an
occupational ther apist, a lawyer,and a
priest/medical doctor.

Carmencita D . Padilla, MD, MAHPS
Founding Chairman
GeneticisBediatics

Directorinstitute of Human Genetics
National Institute of Health,
Univesity of the Philippines-Manila

Cynthia K. Magdaraog
President

Rarent of Bmpe Diseasatrent/
Businesgoman

Elpidio M. Paras

Vice Pesident

Grndpaent of Maple Syrupible Disease patient
Businessman

Sylvia C. Estrada, MD

Secetary

Pediatric Endocrinologist and Metabolic Ph
for Newborn Screening Follow-up Program,
Institute of Human Genetics,

National Institute of Health,

Univesity of the Philippines-Manila

Amelia R. Fernandez, MD

Treasuer

Neonatolgist

Former Dean of the Colleqf Medicine
Univesity of the Philippines

BOARD MEMBERS

Atty . Jose Maria A. Ochave, LIM
Vice-RsidentJnited Labatoies

Manny Perez, S.J.,MD

Pefect of HealthPhilPovince Society of Jesus
Minister Jesuit ResideAteneo de Manila
Univesity

Catherine L ynnT. Silao, MD, PhD
Molecular Geneticistediatics
Pogram CodtinatorMolecular Genetics Unit,

The Philippine Societyif Orphan Disoders, Inc.

serves as a central netwk for the adwcacy and
effective coordination of all viable effts to sustain a
better quality of lié for the individuals with orphan

with rare disoders.

or rare disorders in the Philippines.

Filipino patients born with ra disorders ae
“orphaned” by society They sufér from social
abandonment because of lack of existing ratwof
suppot to aid them. Medical help is elugwunder
the conditions of the county’s health priority

The natue of their
illness is hatly known

due to lack of
information and on} a
few medical

professionals,
particularly in the
country, are avare of
these disoders and
know how to diagnose
and adiress these
conditions.

Over several decades
reseach and clinical
trials worldwide hae
been \ery slav due to
only a handful of
ysi&p@yvn cases-owever
in recent pastthe
tireless effrts and the
admirable dedication
of medical eseachers,
professionals and drug
companies in
developed countries
have resulted in
breakthrough theray
and hopeful, a
possible lélong cue
for a growing rumber
of the rare disoders.

In the Philippinesyver
the past ifteen years,
a handful of Philippine

medical pofessionals fsim the Uniersity of the

in the countty,and continue to undetake clinical trials
to contribute to the body of vorld knowledge that
would lead to impoving the health of Filipino patients

Since 1991 these dedicated doctorsvhabeen

PSOD’s Objectives

To increase publicvaareness about rar disoders
in the Philippines;

To develop and establish a nationwidegistyy of
relevant and material statistical infnation,medica-
tions,drug trials and all other péinent inbrmation
about orphan disaters;

To assist patients and their familiésmily suppot
groupsdoctors and eseachers in the managemer
of these conditions;

To promote and suppdrrelevant and timef re-
seaches or a better understanding andeatment
of orphan disoders;

To patticipate in policy drmulation,adwocacy and
legislations of national and internationalevance
about orphan disaters;

To develop and stengthen the elationship amond
institutions that ae involved in the cae of individu-
als with orphan disaters;

To develop and povide trainingdr parents families,
health pofessionalparamedical personnel and cor
munity health verkers on the cae of patients with
orphan disoders;

To develop membes core competencies in the
management of orphan disters;and

To be inanciail self-eliant and to mobilizeasources

in the pursuit of organizational objeats.
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relentlesst sourcing the nuch needed funds dm
foreign and local donoras vell as arange with drug
companies to mak available under compassionate
use the speciabbd formulas and enzymeplacement
therapies crucial to sustaining and inoping the

health condition of

patients.

Because the naterof rare
disorders ae long standing,
life threateningprogressie,
and require multidiscip-
linary care, available

therapies and dod
supplements ligwise
require life long

administration. Until such
time further breakthioughs
happen (as w are very

hopeful it will), without help
from private sector

treatment is elusw/for the

patients due to its
prohibitive cost and
accessibility

With increasing nmber of
patients equiring huge
amounts of fund$n dine of
2006The Philippine Society
for Orphan Disoders,Inc.
was organized to contire
the efbrts of these doctors
to ensue sustainability of
medical and ifancial
suppott of patients with
rare disoiers.

PSOD is non-stock, non-
profit organizationPrimary
sources of funding include
contributionsand reverues

from the sale of collateral materials gmoting

Philippines, National Institute of Health, Institute ofavareness such as t-std; keychainsall-occasion
Human Genetics he been attending to these carms,etc.#
patientsdedicating themsehs to create avareness

For comments, suggestions and questions,

Care for Rare

The official newsletter of the
PHILIPPINE SOCIETY FOR ORPHAN DISORDERS,

Institute of Human Genetics
National Institute of Health,
Univesity of the Philippines-Manila

send to:
Philippine Society for Orphan Disorders, Inc.
ACD Goldland Plaza Condominium, Eisenhower
’ St., Greenhills,

Cristina de Leon-Hinlo San Juan, Metro Manila

Occupationdheapist
BusinessomarnTheapy Works

CYNTHIA K. MAGDARAOG
Editor

KAREM.R. PANOL
Assistant Editor/Layout Artist

website: www .psod.org.ph
email: info@psod.org.ph
telefax: +632 725 6519

———

SALY |. BERNARDO
Writer/Circulation Officer
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July 2007 © O
A medical mission was conductedrfpatients with
Adrenoleulodystrophy (ALD), Gaucher DiseaséMethyl
MalonicAciduria (MMA)Mucopoysaccharidoses (MPS
Hunter Syndome),Carbanyl Phosphate Synthase (CPS
Deficiency Pherylketonuria (PKU),Maple Syrup Urine
Disorder (MSUD)and Pmpe DiseaseA parent suppot
orientation was also conducted as paf the one-dg
event aimed at poviding the paents with knavledge on
the rare diseasedasic cag and occupational thepg of
their children for daily livingand some tips on business
opportunities.The medical mission and et suppot
orientation were joint projects of PSOD and the Institute
of Human Genetics of the National Institutes of Health
Uniwersity of the Philippines Manila.

August 2007
Thru the kindness and substantial donation of Zonta Me@rtigas

April 2008

Chepter, headed b its then past pesident MsMalu Cottez and then T the donation of MsMaricar Banaag wheesponded to a pleaof help

current president Lizette LinRSOD was able to pghase 12 cases SHS+qyring GMA %‘Emergencydature on patients with MPS Hunter diseaBSOD
0876-1 MSUIANALOG 400G as eseve MSUD érmula which patients was able to help subsidize tf'mhf)wmg

can buy at cost during emergency cases at the Institute of Human Genetics,

NIH, UP ManilaPat of the purchased MSUDofmula was immediatg|
used to help sa& the lives of bur (4) patients who were then in the
intensie cae unit of the Philippine General Hospital (PGH).

October 2007 OO puuymun
Donation of six (6) |
wheelchairs to thedllowing
patients:four (4) with with
MSUDone (1) with CPS and
one with MPS HunteiThe
wheelchairs wre courtesy
of Congressman Ed Zialcita
of ParanaqueThey were
turned over to PSOD thru
Ms. Connie Zialcita-Minos,
president of the Rotay Club
of Paranaque Soutlest,and
Mr. be Reano president of
the Rotaly Club of Makati
Nor th.

May 2008

Consultation and lab exams (2D-ecl@ptha works, BAER) of three (3) MPS
Hunter Syndome patientsas vell as the Leucine monitoring subsidy of one
(1) MSUD patient.

June 2008

Bone sotomety for twins with Gaucherlab test br four (4) patients with
MSUD and PKU;purchase of Salbutamol and Glocura mdk éne (1) MPS
Hunter Disease patient

June 2008

Bone Sotomety cost subsidydr twins with GaucherLab test subsidy (NIH)
for four (4) patients with MSUD and PKldnd Salbutamol and Glocura milk
for one (1) MPS Hun-ter Disease patient

July 2008
Lab test at NIH ér the four (4) patients with GalactosemislSUD and PKU

August 2008
Lab test at NIH ér seven (7) patients with PKU and MSUD

September 2008

Lab test at NIH dr eight (8)
patients with PKU and
MSUD

October 2008
Lab test at NIH ér two (2)
patients with MSUD

March 2009
Lab test at NIH ér one (1)
patient with MSUD

October 2008 O———
Facilitation of C-RP machine
donation br MPS Hunter patient
Frich Duran fom Tefa-Prtanje
(www.tefa-potanje.nl) and Dutch Neuomuscular Diseaséssociation
Netherlands thru the eéirt of Ms.Marize Schongeld,a Pompe patientPSOD
sponsoed the FEDEX emote pick-upéde and deligry.#

‘—_‘
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PROJECT RARE LA UNCH

The Philippine SocietgrfOrphan Disoders,Inc.
(PSOD) launched its Bject Rae Piogram at a

Dra. Carmencita Padill&Chairman of PSOD
welcomed the guests comprised of cant and

dinner affair last éb. 25,2009 at the Brasserie potential donorspartners,friendsmembers of

21 Restaurant at the Security BaAlalaAve.,
Makati City

Project Rae kicked off the public wareness
campaign to suppothe critical cae of childen
born and afflicted with ra diseases.

The series of activities to eate publicwareness
aims to (1) incease the egistly of patients and

the medical society ém Australia,Singpore
andTaiwanthe patients and their families

MS.Cynthia Magdaraodpresident of PSOD

outlined the spedifs of the avareness campaign very

and the strategies to inease warenessbuild
network of partners and friendsand the star
up of the Endavment Fund.

refer them to the Institute of Human Genetics Dra. Margarita Jimeneavledical Diector for

of the National Institute of Healttof accurate
diagnosis and access teadable teatment,(2)

Asia Pacif of Genzyme Corporatiorspole of
the various ysosomal disaters,their causes

build a netverk of partners and friends who can and possible gatment ér patients with rae

shae their time, talent,and/or resources to
contribute to the collectie efbrts to sustain a
better quality of li¢ for our member patients,

diseases under thisgup of disoders.

EngrElpidio Para2SODVice Pesident and

and accurate
diagnosis of Dra.
Padilla. Carlos at
birth was just
given a Bw
hours to live.
Engr Paras gaa
heatt
warming closing
remarks 6r the
affair

Gracing the
occasion as
Guest of Honor
and Keynote Speadr was DrJaime GabzTan,
former Secetary of Health who spo& of
possible wgs whee PSOD can gproach
government br assistancér. GalezTan ended

and,(3) with the suppot of various sectors of grandfather of Carlos Benedict Uy--a patienhis speech withl will be your Champion
societybuild an endement fund to sustain the member afflicted with MSUD--shedt with the  (endorser)”.#

life long medical gatment and thenaies of audience their exemely personal experience

patient members.

that saed the lie of Carlosthru the timely

Project Rae Launch Photo Galgr

Top photo: Guest of Honor Ddaime Galvez an, former

dorser"

Bottom photo: Carlos Benedict Ughild with MSUD disor

Top photo, Lto R: \ictor Magdaraog, paent of Pompe
Secetary of Health, delivers his keynote adds and ended Patient, Elpidio Paras, vice-psident, DrJimmy Galvez
his speech with the message, "I will be your Champion efian, Cynthia Magdaraog, psident, Dra. Carmencita

Padilla, chairman of the bodr Dra. Sylvia Estrada,
secetary

der pose with his family and with celebrity family endorseBottom photo, L-R: Dra. Mgarita Jimenez, Medical

(L to R) The Legaspi familyZoren with wife Carmina

Director Asia Pacific Goup, Genzyme Singaggoorients

Top photo: V&itors view the information on the various
rare disoders caed for by PSOD

Bottom photo: PSOD Founding Chairman. @armencita
Padilla welcomes the distinguished guests of
honors, partners and friends, patients and their
families to the launching of Project Rare.

Mllar roel, twins Mavy and Cassy with Carlos Benedict, hithe audience on the causes, medical manifestations, and

mom, and grandfather EngParas

current treatment available for rar disoders that ae
under the goup of lysosomal ®rage Disoders
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2008-2009

April 2008
Project Rae log
property rights gplication
filed at the Philippine
Intellectual Poperty
Rights.

September 2008 () O

Fun Day and Photo Shoot at the Manila
Ocean Park (MOP). Tina-Mistica Santos,
Marketing Manager of MQRranged with CDO
Hotdog the sponsorship of 30 MOP entrance
tickets for the patients and their familiek male
the event more memorableCDO also sponsced
an interactie bubble shw as entetainment or
the patients and their familiethe wlunteer and
staff of PSODCelebrity suppoters Carmina
Villaroel, Zoren Legaspi and Gabe Mado
obliged PSOD with their prsence at the
photoshoot to build libray of photos br
avareness campaign.

October 2008

GMA 7'S “UNANG HIRIT" GUESTING.
Thru the efbrts of Carmin&/Illaroel, PSOD was
featured on Unang Hirita primetime morningV
programPSOD Pesident Cynthia Magdaraog andl
Ms.Villaroel talked about the Society and the
different rare diseasesSome of the patients and

their families were also pesent br the show.

QTV 11's “Day Off” Anniversary
Presentation. PSOD wasdatured during Dg
Off’s anniersary celebrationThis was aranged
thru the courtesy of MsCarmina/illaroel, PSODs

Imation Apollo . Taking on the concept of
PROJECT RAREMs. Mylene [rrer, Imation
Marketing Manageorganized a Riject Rae Photo
Contestwith exhibit caraan at SM Southme8iM

celebrity endorsemwho also gifted PSOD with an Marikina,SM Megamall Cyberzone and M®n

awareness billboat located at the Manila Seedli
Bank at the corner of Edsa and QuezAwe as

part of the shav's ceIebrationO—/L

NANov. 14-16,21-23,28-30 and Dec3, 5-15,2008.
PSOD was gan a fee spacedr the adwcacy
awvareness dispia

NS

0O

0O

\IJ

November 2008

42" |nternational Bazaar F oundation.
PSOD joined the anmal fund-raising exhibitia
organized fg the Spouses of the Heads of Miss
and the members of the consular corps in
Philippinedeld at the PICC &rum,CCP Complex

Pasg City. PSOD was able to set up an exhibitaccessories in pinkavender yellow and geen

distribute avareness materials and sell adacy

PinkBox. Thru the coutesy of Ms.Carmina
n Villaroel,a PinkBa billboad featuring M/illaroel,
ioher daughter Cassyand the PSOD log was

herominently displged along Guadalupe-EDSA.

PinkBx caries an aray of cute girls’ and ladies

crafted in fashionable shes to mesmerize the

I ¢

Februar y 2009

Project Rar e Launch. Organized to kick-off the
publicAwareness campaign to suppahe critical
care of childen born and afflicted with rar
disease$he launch was held lagtfruary 252009

at the Brasserie 21 Restaurant located at Security

young and the gung at heats. Q——

shirts. G

BankAyalaAve.,Makati City#
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The following patients appeal for assistance for their medicatieatrivent, life-saving therapies and medical equipment.

MPS HUNTER SYNDR OME also knavn as surgely by time he eaches 10 tol2ears old.
mucopolsaccharidosis Il (MPS Il) is aerartborn  Hand surgey is presenty needed.

error of metabolism characterizedybdefciency -

of an enzyme knon as iduonate sulfatasé his

enzyme beaks devn specit long sugar molecules ADRENOLEUK ODYSTROPHY (ALD) , a
in the body called gtosaminogcans (GA&s) that rare, genetic disoder characterized ¥ the
are found in mawg parts of the body such as the breakdavn or loss of the nyelin sheath

Treatment: 1) MSUD

formula [3 to 4 dgs per

can],2) plasmaminoAcid

test [at least once a month],
3) Leucine lgel [at least
once a month], and 4)
Thergy

boneg joints,heatt vales,etc. surrounding neve cells in the brain and pgressie
dysfunction of the agmal gland. Longevity w/out meds: 7-
Treatment: 1) Enzyme Replacememhergy 10 das
(ER),2) Suppotive management of complicationsCHLOE DIZON ,3 years oldafflicted withALD,
such aspneumoniapbstructive sleepapneaear need helpdr the following: Patients with the follo wing rare diseases ag
infections etc.,3) Rehabilitation thenay. also looking for sponsors to help defray the cost
a. Lorenzos oil  of their enzyme replacement therapy (ERT):
Longevity w/out meds :15-20 ears treatment After two months
of Loenod’s oil teatment, GAUCHER DISEASE . Twins Erika and Fatima
DOMINIC RENEE Chloes blood sample will beLigsg, 10 years old, afflicted with Gaucher disease
DABU, 2 years old, sentto Mayland USAttie& an inherited illness caused la nutation in the
afflicted with MPS if the oil lweed his plasma glucoceebrosidase gene leading to the iédncy of
H UNTER VLCFA.the tial is successful,glococeebrosidaseDeficiency in glococabrosidase
SYNDR OME - looking the oil will be a maintenancenzyme leads to the accuwthation of
for sponsor/s br his for him. glococeebrosides in the braitiver, spleenskeleton,
enzyme eplacement and other pats of the body leading to dysfunction of
therapy. Doctors said he b. Fundsdr MRI scan these organs.
has a geat chance of & anesthesidlsts ke
surviving if he could be - Longetivity w/o med§ype 1:6-80 yo.; Type 12 y.0.;
treated at an eayl age Type 111:2-60 Y.

unlike his bother lvan PHENYLKET ONURIA (PKU) is a rae -

Rey, 8 yrs old,who has inherited metabolic disease that is characterize@OMPE DISEASE. dian Magdaraog1 years old,

advanced complications. by levels of the amino acid phglalaninelf left afflicted with Bmpe disease rare neuomuscular
untreatedexcess leels of pheglalanine can cause genetic disoder that occurs in babieshildren,and

CARLIT O ARBAS, 8 mental etardation seizues movement disoders, adults who inherit a detctive gene fom their paents.

years old- afflicted with and other serious health pblemsThe earlier There is a dedct in a gene that isesponsible dr

Dominic Renee (top) MPS HUNTER —needs athese childen ae diagnosed andéatedthe less ma'king' anenzyme called acid alpha-glucosid{ise (GAA

and Carlito (bottom) wheelchair risk of permanent damage which is either missing or in shbsupp}. Patients

- sufer progressie and debilitating oscular veakness

SHAINA TAYAG,?2 years oldafflicted with PKY  resulting in seere ptysical disability and dependence

APERT SYNDR OME (a craniosynostosis needs medicine tetrgtdrobiopterin (BH4). on \entilatory suppot systemThe heat and lungs
syndome) is a genetic de€t and falls under the eventualy become veak and patientsrfaly succumb
broad classi¢ation of craniofacial/limb anomalies, Treatment : 1) Tetra- to heart and/or pulmonay failue.

It can be inherited fsm a paent who hasApert,
or may be a fesh mutation. It occurs in
goproximatel 1 per 160,000 to 200,000 é\births.

hydrobioptenn,2) Levo-

dopa, 3) 5-Hydroxy- Longetivity w/o medstnfantile 6érm - 12 months;
tryptophan,4) Thergpy, 5) Delayed onset - 2nd and & decade of lg§.#
Anticonvulsants Deficiency

of iduronate sulfatase leads

to the accunulationof GAGs

Apert syndiome is primary characterized ¥
speciic malbrmations of the skulmidfacehands,
and eetThe skull is pematuely fused and unable in the abae organs causing
to grow normall; the midface (that aa of the their dysfunction.

face fom the midlle of the g soclet to the upper -
jaw) appears etruded or sunlen;and the ingers
and toes ae fused together in vging degees. MAPLE SYBP URINE

DISORDER (MSUD) is a metabolic disease th{ For mor information egaxing the patients, how to
ALEJANDR O SAGUIN PENA CO,3yearsold, causes branched chain amino acids (leucin| send your donations, or how else you can be of further

afflicted withAPERT SYNDR OME . He needs isoleucine & valine) to accumlate in the body help, please contact:
help br the following; creating a taic efect that can lead to brairvgelling, SALLY BERNARDO
a. Hand surgey, neurlogical damageand death. The disease Patient Vélfare Sevices Coadinator
b. transpottation subsidy ftm Mindanao derives its name fsm the sveet smell of the urine Philippine Society for Orphan Disters, Inc.
to Luzon and viceersa,and
c. medicines after the surggr JEAN KATHLEEN AGUSTIN, 9 years old, Telefax No. +632 725-6519
Alejando is not mentaly retarded but has pysical  afflicted with Male Syrup Urine disater (MSUD), Mobile No: +63918-4350820

o - Email Address: info@psod.grph
abnormalitiesHe has clubdet and hand$de had needs fundsofr dextrose and éeding tube 24-D Goldland Plaza Condoinuim. Eisenhowenes,

his craniofacial surggrdast 2008 at the PGH and Greenhills, San Juan, MetManila
doctors said he needs anotheeconstructie




Rare Disease in Focus:

Lorenzqwho also suéfred fomALD
but died bedre the drug can be full
developed.The drug was named
“Lorenzos Oil” after their son (their
story was made into alfn in 1992

entitled Loenos Oil staring Nick
Nolte and Susan Sarandon).

Dr.Huro Moser of kennedy Krieger
Institute studied the effcts of
Lorenzos Oil on 89 bgs who hae

the disease but does not & the

symptoms gt. Out of the 89 boys,

66 did not deelop MRI
abnormalitiedeading to theihdings
that all AsymptomaticALD boy

should be gien Lorenzos oil at the
earliest possible time

PSOD wasted no time in helping th

family source the neaest and

chegest distributor of Loenzos ail,
TROY MICHAEL, who justturned six last and was able to comumicate with
dine 18,2008,can no longer see and isMs.NikiYim of Nutricia Hongkng
almost in a egetatie state His story was for Kyle Chloes initial thiee bottles
documented on GMA ¥ EMERGENCYyb Of the oil. One box of 12 500ml
Arnold Clavio last OCT17,2008 and it can bottles of Lorenzos oil costs
also be watched atOUTUBE ly typing in Eu01170 or P77,000.

“BATANG BIHAG NG SAKIT"(a 7-minte or organizationsdr help in poviding and
video clip). Kyle Chloe also needs a semi-amhMRI scan Starting the Loenzos oil treatment br Kyle

costing aound P7,000 at the PGH plus theChloe who could be theifst in the countyy
KYLE CHLOE (3 yo.) has the disease butfee br the anesthesiolog Due to this,the 0ty Lorenzos 0ilPSOD echoes thigmpeal.
is still asymptomatic (symptomsveanot Dizon famy pleadsdr ary help br Kyle Chioe The famiy is willing to povide ary
yet maniésted). to continue his oil teatment and twice agar requirement/s which my be needed to

MRI scarThey said that Kle Chloe will be qualify br assistance
There is a drug to help gatALD.This was the first in our country to try Lorenzos oil. .
discovered Q/A?Jg)sto zgnd Michaela Odone For these reasonsthe Dizon famif gppeals FIONA YSABELLE, as aémaleis onl a
on their seach r a cure for their son, to the kindness and genesity of individuals carier of the disease

In memoriam

A resident of Lipa, BatangasTreatment includes bone meow
friends and famyjlrecalls Janjan totransplantationLorenzo$ oil, & steroid
be one of the smaest kids in his replacement.Death usuajl occurs within
class when he was in@school 1 to 10 years after the onset of symptoms
up to grade thee,the year when w/out medication.
ALD began afflicting his body at
age 8. Janjan was among the chddrwith illness
featured last October 2008 onGMATsS
Adrenoleulodystrophy orALD is  Emergng episode entitledBatang Bihag ng
EDWIN JOHN or Janjanpne of the &w ~a rare, genetic disorder Sakit”It was his last publiggpearancéhe
Filipino patients afflictedybaldreno- chargcterlzed by the bregkdown or loss of thg/ideo was uploaded oroytube as patrof
leukodisthoply (ALD) died at the age of myelm_ sheath surrounplmg the nerve cells IRSOD$ campaign to seek assistance f
15 last dly 18,2009. the rain and progressive dysfunction of thganjas’medical expenses.#
adrenal gland.




Partners in F ocus:

Our tomorrows are brighter because you ca

Our passion is to make a dédrence for
patients, wherever the need exgst

Genzyme Corporation has enzyme r eplacement thera py (ERT) for patients with F abry
Disease, Gaucher Disease, MPS I, MPS Il and Pompe Disease in the Philippines .

Genzyme Corporation, through the coordinel—
tion of Director for Souteast Asia Patrick
Granjard and Genzyme Philippines Country
Manager Jose SantiagA. dela Cuz, Jr, is
PSODs major patner in providing treatment
to patients with Gaucher and Pompe diseasg.
Photo: Fatima and Erika, twins afflicted with
Gaucher disease, recipients of Cerezyme
(enzyme replacement therapy), pose with
(L-R) Dra. Margarita Jimenez, Genzyme
Medical Director, Asia Pacific Goup; Dr.
Patrick Granjard; Dra. Lynn Silao, Board of
Director of PSOD; Wma Ligsay mother of the
twins; Jose Santiago dela Cruz; and Danilo
Ligsay father of the twins, during the Bject
Rare Launch, February 25, 2009.




