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FOREWORD

“It is envisioned that this directory will contribute to further
facilitating collaboration, information, experience and
knowledge sharing between national childhood cancer
related medical societies and childhood cancer patient

support and advocacy organizations in Asia.

For both SIOP and CCI Asia, this will serve as a handy
resource book and reference material on what their
colleagues are doing in various parts of Asia . It will also be
a tool to identify and build potential reference networks for
treatment, care and cure of children / adolescents
with cancer in Asia.”
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AZERBAIJAN

Charter of “FIGHTING LEUKEMIA”
Public Union
Baku, Azerbaijan

& Ms Mehriban Baghirova & Mehriban63@mail.ru % +994 12 5625892

@ F. Malikov, house 4, AZ 1116 Baku, AZERBAIJAN

@ www.leykoz.az E3 Leykemiya ila Miibariza ictimai Birliyi Leykemiya_ile_mubarize

« Improvement of life of sick children by leukemia

« Achievement of modern level and safety in treatment of leukemia
Creation of social and rehabilitation system

Rising of level of readiness of doctors

+ Creation of the state program

Serving National or Regional National Member of CCl since 2009




BANGLADESH

ASHIC (Foundation for Childhood Cancer) y

Dhaka, Bangladesh

ASHIG

Serving Childhood Cancer

& Ms Salma Choudhury, Mr Afzal Husain Choudhury
% salma.choudhury@shebanet.net, afzal.choudhury@shebanet.net, info@ashic.org
€. +8802 861 3594, +8802-58613594, +8801552-100293

@ Road # 3 /A,House# 52,Dhanmondi R/A ,Dhaka-1209, BANGLADESH
@ www.ashic.org £ ASHIC

» Childhood Cancer Patients and their families
« Palliative Patients
« Survivors

Serving National or Regional National Member of CCl since 1999

Children Leukaemia Assistance And f‘““‘g
Support Services (CLASS) @

CLASS

Chittagong, Bangladesh

& MrOsman Gani Mansur & ogmansur@yahoo.com % +880 1819310488, +880 1919310488

@ 94, Sirajuddowla Road, C/o- Safa Arcade, Chandanpura, Chittagong, BANGLADESH

€9 Children Leukaemia Assistance And Support Services (CLASS)

» Treatment Support to CANCER CHILD
+ Counselling & Family Support
« Survivors Activities Support

Serving National or Regional Regional Member of CCl since 2000




Guangzhou Gold-ribbon (2
re

Special Children Parents Center .

Guangzhou, China scrc

& MrLuo Zhiyong == gzscps@163.com % +86 20 81541985

@ Room 201, No.68, Huanshi West Road, Liwan District, Guangzhou, CHINA

@ www.jiazhanghui.org.cn & @ & %4#grscpc % @& 4 gz-scpc

« To provide counseling services to parents of childhood cancer patie nt
+ Organizing activities for children with childhood cancer, survivors and their families
« Share information of childhood cancer to public

Serving National or Regional Regional Member of CCl since 2007




CHINA,

HONG KONG

Hong Kong Paediatric Haematology &
Oncology Study Group (HKPHOSQG)

Hong Kong, China

™ since 1993

& Dr. Frankie Cheng & frankiecheng@cuhk.edu.hk & +852-35031019

Q Lady Pao Children’s Cancer Center, Prince of Wales Hospital, HONG KONG

@ http://www.fmshk.com.hk/hkphosg/home.htm

Serving National or Regional Regional

Membership of International Children Membership ~50 members
Cancer organization

« International BFM Study Group
+ VIVA Working Group

including doctors, nurses, scientists
and allied health professionals

Objectives To advance the interest in the knowledge of haematology and oncology in children,
the endeavor to improve the standard of care of children suffering from blood diseases and
cancers, and to promote child health in relation to haematology and oncology problems.

Goal To enhance the collaboration and communication among all centers, and to unify the
treatment protocols and setting standard to provide better care to our patients.

Activities Our members are actively participating in many local, national and international
clinical trials, including acute lymphoblastic leukemia (Interfant ALL Studies, EsPhALL Studies,
IBFM IC 2002 ALL Study, CCLG 2008 Study, CCCG 2015 Study), acute myeloid leukemia (IBFM
Relapsed AML Study, NOPHO 2002 Study, NOPHO 2012 Study), neuroblastoma (SIOPEN Study)
and Ewing sarcoma (Euro-Ewing) , and continue to seek opportunity to collaborate with other
international trials and studies in other disease conditions.

HKPHOSG holds regular monthly scientific meetings to discuss on interesting cases and
updating on latest progress of our clinical studies, an Annual Scientific Workshop for our
protocol review.

As more than 70% of children with cancer survive, approximately 60% of survivors are faced
with various late effects as a result of their disease and its treatment, we have launched a long-
term follow-up program to ensure systematic follow-up of survivors across all ages.

Achievement Hosting of the 45th Congress of the International Society of Paediatric
Oncology (SIOP) in 2013.

Children Cancer units: 5 units.

Availability of full-time for:

+ Paediatric oncologists and nurses available

« Paedaitric surgeons cover all paediatric conditions including cancers available
+ Radiation oncologists available to cover both children and adults

New oncology patients diagnosed per year: 180 per year

Medical expense available in national health insurance or equivalent,
self-medical or self-pay insurance:
« National health insurance

Parents’ organization or other support group:

« Children’s Cancer Foundation + Ronald McDonald House Charity
« Little Life Warrior Society « Camp Quality

+ Make a Wish + Pau KW Foundation

+ Playright

Fund Raising Organization to help children cancer:
« Children’s Cancer Foundation




CHINA,

HONG KONG

Children’s Cancer Foundation © rone

L T Children’s Cancer Foundation

: {
Hong Kong, China T —
HMEPRTR_+AR

2 Ms KeynesWong & keynes.wong@ccf.org.hk ¢, +852 23288323

Q Units 8-13, G/F, Lung Fook House, Lower Wong Tai Sin Estate, Kowloon, HONG KONG

@ www.ccf.org.hk [E3 ccfhongkong

Provide comprehensive psychosocial services for child cancer patients and their families in
Hong Kong in the areas of counselling, clinical psychology, child life, palliative and home care,
long-term follow-up, respite care, occupational therapy, rehabilitation, half-way homes as well
as financial, social and educational support.

Serving National or Regional Regional Member of CCl since 2012

Little Life Warrior Society (LLWS)

Hong Kong, China

& Dr Shing Ming Kong, Ms May Chang
o llws@cuhk.edu.hk, may.llws@cuhk.edu.hk, info@llws.org.hk
¢, +852 35051262, +852 35053987

2®

LITTLE LIFE WARRIOR SOCETY

@ M/F, Sir Yue Kong Pao Centre for Cancer, Prince of Wales Hospital, 30-32 Ngan Shing Street,
Shatin, N.T., HONG KONG

@ www.llws.org.hk €3 HKLLWS littlelifewarriorsociety

+ Organize activities and support groups for child patients with cancer; bone marrow
transplant or severe blood diseases

« Provide different kinds of patient services for child patient with cancer; bone marrow
transplant or severe blood diseases, such as ward visit and ward tea party

+ Public Education and Promotion on childhood cancer

+ Hold International and Mainland China Exchange activities for childhood cancer survivors

Serving National or Regional Regional Member of CCl since 2003




VM Pau Kwong Wun Charitable ey
HONG KONG i TS mRE TR ELS
Fou ndatlon (pKWCF) ég@&g Pau Kwong Wun Charitable Foundation

Hong Kong, China

& Mr Benson Pau, Ms Synna Ma, Ms Christijana So

% benson.pau@pkwfoundation.org, synna.ma@pkwfoundation.org,
christijana.so@pkwfoundation.org
. +85227960818

@ Block B, 1st Floor, 342 Kwun Tong Road, Kowloon, HONG KONG

@ www.pkwfoundation.org
€3 PKW Charitable Foundation Page pkwcharitablefoundation

+ Hong Kong childhood cancer survivors activities

+ Hong Kong childhood cancer parents & families activities
+ Developing China parent support groups

+ Developing Asia parent support groups

Serving National or Regional Regional Member of CCl since 2004




Pediatric Hematology and Oncology chapter of @
the Indian Academy of Pediatrics

Registered in Mumbai, India. The office of secretariat moves every 2-years in cities
across India. Currently (2017-19) the Honorary secretary is placed in Chandigarh, India.

™ since 1987

& Hon. Secretary - Dr. Deepak Bansal
& deepakbansaldr@gmail.com

. +91-9815954122

Q@ Hon’ Secretary, PHO chapter of IAP

& Chairperson - Dr. Gauri Kapoor

& kapoor.gauri@gmail.com

S +91-9810673898

@ Chair, Pediatric Hematology Oncology

chapter of Indian Academy of Pediatrics
Director, Dept of Pediatric Hematology
Oncology Rajiv Gandhi Cancer Institute &
Research Centre,Rohini Sector 5,

Delhi, INDIA, 110 085.

Professor, Hematology/Oncology unit
Dept. of Pediatrics, Advanced Pediatric
Center Postgraduate Institute of Medical
Education & Research Chandigarh,
INDIA 160 012

& secy.pho@gmail.com

® www.phoindia.org

Serving National or Regional National

Membership of International Children
Cancer organization
A few members are members of SIOP

Membership 880

+ To encourage and advance the knowledge and practice of Hematology Oncology in India.

+ To organize conference, lectures, seminars and exhibitions etc.

+ To cooperate and affiliate with other bodies with similar aims in the interest of Pediatric
Hematology Oncology.

+ To bring a newsletter to increase the awareness and publish the advances in this field at
National and International level in the interest of our members.

+ To provide and encourage research in field of Hematology oncology in India

+ Multicentric studies through InPOG (Indian Pediatric Oncology Group)

Children Cancer units:
The members (n=880) are spread across India, in several cancer units, large and small.

Availability of full-time for:

Of the 880 members, the large majority are pediatric hematologists-oncologists or
pediatricians, with interest in the sub-specialty. Others include, pediatric surgeons,
pathologists, radiation oncologists, etc.

New oncology patients diagnosed per year: Approx. estimation: 50,000 new patients/year

Medical expense available in national health insurance or equivalent,

self-medical or self-pay insurance:

Varied across the country and in individual centers. The members working in individual center’s
vary from Central or state run Government hospitals, Trust hospitals, corporate hospitals or
private clinics. The vast majority have access to public sector hospitals where source of funding
varies from state Govt., Central Govt., to National Insurance (Employee State Insurance) with
NGO support. Smaller percentage can afford private sector hospitals where source of funding
would be often self-pay, private insurance, and/or NGO support

Fund Raising Organization to help children cancer:
There are several across India. To name a few:
« Jiv Daya, Cankids

+ Sahayta Charitable Welfare Society

+ St. Jude India Childcare centers

« Eeshwar Child Welfare Foundation
« Nivethan Trust
« Leukemia crusaders, etc.




Aroh-Giving Hope
Coimbatore, India ArOh
Giving Hope

& Ms Bindu.N.Nair = arohonline@gmail.com, bnair2003@gmail.com % +91 9003888881

@ House No. 57, Sri Lakshmi Nagar, V G Rao Nagar, Ganapathy, Coimbatore, INDIA. PIN-641006

@ www.arohonline.org E3 Aroh-Giving Hope (Closed Group)

+ Medical Support, Diagnostic Support « Education

+ Food and Nutrition « Awareness Programs
+ Counselling « Survivor Forum

« Palliative Care + Parent Support Group

Serving National or Regional Regional ( South India) Member of CCl since 2016

Cancer Patients Aid Association @
Mumbai, India
CPAA

& Dr Shubha Maudgal &= shubha.maudgal@cancer.org.in % +91 22 24940011

Q Dr. Vithaldas Parmar Research and Medical Centre, 6 Sumer Kendra,
Shivram Seth Amrutwar Road, Worli, Mumbai-400018, INDIA

@ www.cancer.org.in £ CPAAIndia (© cpaaindia ¥ CPAAIndia

Cancer Patients Aid Association (CPAA) is a 47 year old NGO working towards the “Total
Management of Cancer” as a disease, which includes:

+ Raising awareness through lectures + Rehabilitating cancer patients and their
« Early detection through screening family members
+ Covering the cost of treatment through + Research work on psychosocial issues
insurance related to cancer
+ Providing total care for cancer patients + Advocacy for anti-tobacco legislation and
patient rights

CPAA provides complete support to 3,00,000 cancer patients:

«+ Special investigations + Counseling
+ Diet supplement + Prostheses
« Free transportation « Home visits
+ Blood requirements « Accommodation

+ Bone marrow transplant Travel abroad

« Playgroup for children

Serving National or Regional National Member of CCl since 2005




CanKids...KidsCan CA%%@”“

Delhi, India KsgDSCAN

anabling ehilaren ang el tmilies ced withcanc
National Societyfor Change for Chldhood Cancer inIndia

& Ms. Poonam Bagai, Ms. Sonal Sharma, Mr. Chandan Kumar
% cci@cankidsindia.org, poonambagai@cankidsindia.org, sonalsharma@cankidsindia.org
€. +91-11-41663670/71 Ext. 26, +91- 9811525745, +91- 9953591572

Q@ D7/7Vasant Vihar New Delhi- 110057, INDIA

©® www.cankidsindia.org [El CanKidsindia ¥ Cankidz @ Cankids Kidscan

Cankids KidsCan is the National Society for Change for Childhood Cancer in India. Today it
works in a partnership model with over 46 cancer centres treating more than 15000 new cases
of childhood cancer each year in 18 cities and 14 States of India. In its 13 years, over 26000
families have been registered under its YANA -You are Not Alone - signature program that aims
to provide holistic support to children with cancer and their families.

It runs 2 dedicated pan India groups for parents , families and survivors:

1.For parents and families: Cankids Path Pradarshak Parent Support Group (P3SG)
2.For Survivors: Kidscan Konnect (KCK).
Services provided include:

« Social Support Services - Medical, education, treatment supportive care - nutrition,
accommodation, blood support, hygiene, emotional and Psycho-oncology, patient
navigation

« Care Centers - Home away from Home, Canshala School , Pediatric Palliative Care Center,
Reintegration Center

+ Social Support Teams - social workers , data managers, dietitians, psychologists/counselors,
teachers, patient navigators, volunteers

« Continuity of Care - Survivorship and Pediatric palliative care.

« Capacity Building - social support teams, Nurses, other Health professionals, Parents &
Survivor Groups, Local NGO partnerships.

+ Quality Care, Research and Impact Assessment

+ Awareness , Advocacy & Stakeholder Engagement

Cankids also hosts the CCI Survivor Service Desk with a CCl Survivor Coordinator from KCK.
(Chandan Kumar Survivor ALL)

1.Mapping and profiling of CCl members that have organized and
functional survivor groups survivor programs/services
2.ldentifying survivor groups that are not yet CCl members and reaching out
3.Developing/recommending cost effective initiatives to enhance capacities of survivors as
advocates, leaders
4.ldentifying mechanisms to assist member organizations
a) develop survivor organizations,
b) design and implement responsive survivor programs and services,
c) intensify survivor focused awareness/ communication campaigns
5.Assist in spotting survivors with potential for leadership roles in region/international board
6.Enhance events facebook, other social media platforms for survivors.

Serving National or Regional National Member of CCl since 2005




ImPaCCT Foundation 3
Mumbai, India ?ﬂ i
mPaCCT

Foundation

& Ms Shalini Jatia == shalinijatia@hotmail.com % +91 2224177220

@ Tata Memorial Hospital, Main Building, Ground Floor, Pediatric OPD, Room No 82,
Dr. E Borges Marg, Parel, Mumbai 400012, INDIA

@ www.impacctfoundation.com [E3 Impacct Foundation - Tata Memorial Hospital

« Improving pediatric cancer care and treatment
+ Fundraising for children taking treatment at the hospital
« Complete holistic support for the patients coming to the hospital

Serving National or Regional National Member of CCl since 2015

Indian Cancer Society

Mumbai, India

RISE AGAINST CANCER

& Ms Sheila Nair, Ms Pramila Mohan, Dr Purna Kurkure, Dr Vandana Dhamankar

i sheila.nair@indiancancersociety.org, pramila@indiancancersociety.org,
purna.kurkure@gmail.com, Vandana@indiancancersociety.org

S, +91 2224139445, +91 22 2413 9451

Q 74 Jerbai Wadia Road,Parel, Mumbai - 400 012, INDIA

© www.indiancancersociety.org [E3 Indian Cancer Society

« The core activities of ICS are Awareness, Screening, Treatment facilitation funds, Survivorship
& Rehabilitation, Cancer Registry, Education & Research.

+ UGAM: Childhood Cancer Survivor’s emotional support group formed under survivorship
program of ICS for Empowerment, social awareness and re-bonding with society, Helping
children with cancer currently undergoing treatment by spreading the message Childhood
cancer is curable.

Serving National or Regional National Member of CCl since 2014

10



Sahayta Charitable Welfare Society AV SAHAYTA

~ CANGER SAHYOG

Chandigarh, India

& Ms Renu Saigal, Ms Aaradhna mittal & sahayta2106@gmail.com
S, +91 172 2722454 (Office), +91 9316120808 (Mobile)

@ Sahayta Kendra, Opp House Number 1257, Sector 15b, Chandigarh, INDIA

@ www.cancersahayta.com 3 Sahayta Cancer Sahyog (Group)

Providing financial, emotional, social and recreational support to childhood cancer patients
and their families

Serving National or Regional International Member of CCl since 2001

St. Jude India ChildCare Centres A

Mumbai, India
St Judas India ChildCars Cantras

& Ms Usha Banerji, Ms Gargi Mashruwala
i ushabanerji@stjudechild.org, gargimas@gmail.com
S, +9122 23515175

Q 628-629 Arun Chambers Tardeo Road Mumbai 400034 | INDIA

@ www.stjudechild.org E3 StJudelndia stjudeindia ¥ stjudechildcare

Free, safe, hygienic accommodation, nutrition, transport, education, recreation and counseling
for needy children with cancer and their parents.

Serving National or Regional National Member of CCl since 2011

11



Yayasan Anyo Indonesia (YAI) -
The Indonesian Anyo Foundation
Jakarta, Indonesia

& Pinta Manullang-Panggabean
% yai@yai-indonesia.org, pinta2015yai@gmail.com
. +62 215346529

@ Jalan Anggrek Nelli Murni A 110, Slipi, Jakarta Barat 11480, INDONESIA

@ www.yai-indonesia.org [El Yayasan Anyo Indonesia ¥ @anyo_indonesia

Provides a temporary home for children with cancer, and conducts an awareness program
aboutchildhood cancer in Jakarta and other cities in Indonesia.

Serving National or Regional National Member of CCl since 2012

Yayasan Kasih Anak Kanker
Indonesia (YKAKI)

(Indonesia Care for Cancer Kids Foundation)

Jakarta, Indonesia (Also with branches in Bandung, Semarang, Jogja, Surabaya, Makassar, Pe-
kanbaru, Manado and Malang)

& Ira Soelistyo, Aniza Mardi Santosa
& info@ykaki.or.id
S +622142872556

@ JL. Percetakan Negara XI no. 129, Cempaka Putih Jakarta Pusat, DKI Jakarta,
10570, INDONESIA

@ ykaki.or.id £ YKAKIwecare YKAKIwecare W YKAKIwecare

« provision of accommodation for children and families/Rumah Kita

« Accommodation YKAKI-Branches:
YKAKI - Bandung, JI. Taman Dr Curie no. 23 Bandung 40171, YKAKI - Surabaya, JI. Karang
Menjangan no. 5, Surabaya 60185, YKAKI - Jogya, Jl. Pulau Rembulan no. 8, Plemburan-
Sleman 55581, YKAKI - Manado, JI. Manimbang Satu no. 24, Malalayang, Manado 95163,
YKAKI - Makassar, JI. Perintis Kemerdekaan VI no. 39, Tamalanrea, Makassar 90245, YKAKI
- Pekanbaru, Riau, Jl.Kartini no.56A, Sumahilang, Pekanbaru 20111, YKAKI - Semarang, JI.
Kedungjati no.6 Semarang 50244, YKAKI - Malang, JI. Kartini no. 29, Malang 65111

« provision of education for children during their stay in the hospital and/in the Rumah Kita

+ conducting public awareness program for the community, for primary health doctors and for
women empowerment cadres;

« provision of medicine and/ or specific treatment to ensure the treatment for patients

Serving National or Regional National Member of CCl since 2007
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Yayasan Onkologi Anak Indonesia (YOAI) P\
Jakarta, Indonesia &
iy

& Mrs Rahmi AP Tahir, Mrs Lastri Krisnarto, Mrs Kartika Poerwanto
i yoaifoundation@yahoo.co.id, lastri_krisanrto@yahoo.co.id, ikaksw@yahoo.com
 +62 215606969

@ Jl Kemuning no 15, Tomang, Jakarta Barat 11430, INDONESIA

@ www.yoaifoundation.org [El Yayasan Onkologi Anak Indonesia (YOAI)
#yayasanonkologianakindonesia ¥ @YoaiF

+ Medical Treatment Assistance + Children Ward Facilities Program
« Cancer Camp « Public Awareness
+ Counselling + Cooperation with other social organizations,

Institutions, Hospitals, Universities and other
relevant bodies.

Serving National or Regional Regional Member of CCl since 1998

Childhood Cancer International NGO Directory

Jakarta, Indonesia

& Mrs. Sallyana Sorongan, Mr. Jan Adam Tangkilisan
i mailto:sallysorongan@yahoo.com, sallysorongan@yahoo.com
. +6212930 5674

@ Apartemen Sahid Jaya Melati 5 C, Jakarta Pusat

@ http://sentuhankasih.org/ [EI Sentuhan Kasih Anak Indonesia
#sentuhankasihanakindonesia ¥ @sentuhan_kasih

« Provision of transportation for « Conduct fun activity to make children
children with cancerCancer Camp  with cancer happy

+ Provision of medicine/ or specific « Conducting public awareness program
treatment and reimbursement

Serving National or Regional National Member of CCl since 2010
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MAHAK

MAHAK - the Society to Support Children 244
Suffering from Cancer

Tehran, Iran

& Mrs Saba Kamkar = s.kamkar@mahak-charity.org, info@ mahak-charity.org
€, +9821 22480908

@ MAHAK Pediatric Cancer Treatment & Research Center, MAHAK Blvd.,
Prof. Parvaneh Vossough St., Shahid Majdi Blvd., Artesh Freeway, IRAN

@ www.mahak-charity.org 3 mahakcharity mahakcharity

Offering comprehensive services to children with cancer and their families nationally and
internationally.

+ Observing the international charter of patients’ rights

« Employing up-to-date scientific advances

« Establishing research activities of cancer diagnosis, prevention, and treatment

Serving National or Regional National and Regional Member of CCl since 2000
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Kurdistan Save the Children

Kurdistan Region Sulaimaniyah, Kirkuk , Erbil and Duhok , Mosul and Diyal, Iraq
(Head office is in Sulaimaniyah)

& Mr Mahdi Abdullah, Mr Noaman A Ali
& mahdi@ksc-kcf.org, noaman@ksc-kcf.org, ksc-kcf@ksc-kcf.org
€, +964 533301040

@ Rizgary, Street 408, Hapsaxani Nageb, Sulaimaniyah , IRAQ

@ www.ksc-kcf.org €3 @kurdistansavethechildren @kurdistansavethechildren
¥ @KSC_KCF ®@ Kurdistan Save the Children [ kurdistan-save-the-children-ksc

Psychology ,Social and palliative support to the children and families in the Hiwa , Nanakalli
and Zhin cancer center. Also involved in medical treatment and sometimes providing some
medicine.

Serving National or Regional Member of CCl since 2013
National and regional (Syrian refugees)

15



Asian Children’s Care League (ACCL) o
o (3 | aaee
Toyko, Japan i‘j 7o 0

& Ms Kazuyo Watanabe = accl@accl.jp, KazuyoW@aol.com % +81 336631369

Q@ 1-36-9-601 Nihonbashi-kakigaracho, Chuo-ku, Tokyo, 103-0014, JAPAN

@ www.accl.jp

+ Coordinating medical and social programs in Asian region
Developing Vietnam family support group

Developing Asia family support group

Networking national, regional, global stakeholders
Childhood cancer awareness activities in Japan and Asia

Serving National or Regional Regional Member of CCl since 2005

L] ’ L o
Children’s Cancer Association ek
of Japan @Iﬁ mwuﬁ%ﬂﬁr‘.‘ﬁ&?bﬂ

Toyko, Japan

& Mr Kohsuke Yamashita(Chairman & CEQ), Mr Mikio Ishikawa(Secretary General)
% nozomi@ccaj-found.or.jp ¢, +81358256311

@ 1-3-12, Asakusabashi, Taito-ku, Tokyo, 111-0053, JAPAN

@ www.ccaj-found.or.jp blog.canpan.info/nozomi/

« Counselling services by social workers specializing in childhood cancer

« Financial assistance to families having children with cancer based on their conditions of
disease, income etc

« Financial assistance to researches for medical development

« Organizing various enlightening activities to make the public know the existence of
childhood cancer

« Information services through publishing CCAJ’s bulletin and guidelines related to
childhood cancer

+ Operating lodging facilities commuting to/from hospitals for families having children with
intractable disease

« Managing a scholarship program for high school students who are survivors and/or under
treatment of childhood cancer

Serving National or Regional National Member of CCl since 1997
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Shine On! Kids R,

Toyko, Japan Shine On! Kids

& Ms Miho Neely = info@sokids.org, miho_neely@sokids.org ¢, +81 362027262

@ Wakamatsu Bldg. 7F, 3-3-6 Nihonbashi Honcho, Chuo-ku, Tokyo, 103-0023 JAPAN

@ www.sokids.org [El sokids.org (Japanese), shineonkidsjapan (English)
facilitydogsbaileyyogi ¥ @sokidsJP

+ Providing Beads of Courage® program to children’s hospitals and pediatric wards
+ Providing Facility Dog program to children’s hospitals and pediatric wards
+ Hosting other events and campaigns for inpatients, survivors, and family members

Serving National or Regional National Member of CCl since 2008
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JORDAN

King Hussein Cancer Center (Awn Team)

Amman, Jordan

/2
N

»
i
»
{4

& Dr Faiha Bazzeh
% FBAZZEH@KHCC.JO
€, +962 6 5300460, +962 79 9796202

@ King Hussein Cancer Center, Queen Rania Alabdullah Street 202, Amman, JORDAN
Parents support groups

Serving National or Regional National Member of CCl since 2008

18



LEBANON

CHANCE- CHildren AgaiNst CancEr

Beirut, Lebanon @ chance

CHILDREN AGAINST CANCER

& Dr. Roula Farah, Carole Kehale, Eliane Abi kheir

& roula.fs@dm.net.lb, cocoforu@hotmail.com, chanceassociation@gmail.com
€, +96170812259

@ Acra bldg, Ground Floor, Gergi Zeidan str, Ashrafieh, Beirut, LEBANON

@ www.chanceassociation.org
€7 Chance Association(CHildren AgaiNst Canckr)
CHANCE_ASSOCIATION

+ Financial support for the treatment of children suffering from cancer

+ Moral and psychological support for the children suffering from cancer and their families
+ Awareness and fundraising campaigns

«+ Creating a national cancer survivor group

Serving National or Regional Regional Member of CCl since 2006
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MALAYSIA

Malaysian Society of Paediatric Haematology
& Oncologye

Kuala Lumpur, Malaysia

™ since 1994

& DrHishamshah Mohd Ibrahim & drhishamshah@moh.gov.my &, +603 2615 6891
® www.maspho.org.my €3 Malaysian Society of Paediatric Haematology and Oncology

Q Jabatan Pediatrik, Hospital Kuala Lumpur, Jalan Pahang, 50586 Kuala Lumpur

Serving National or Regional National

Membership of International Children Membership

Capcer organization ) 51 life members & 5 ordinary
Childhood Cancer International (link through Sarawak .« mbers. as of 31/10/2016

Children’s Cancer Society)

Aims & Objectives:

1. To promote all efforts aimed at the ultimate cure of all children with cancer and blood
disorders in Malaysia 2. To improve knowledge of childhood cancers, blood disorders and
related diseases, their nature and management 3. To improve welfare of children with these
illnesses and of their families 4. To foster the bonds of friendship between members and with
all people working in the field of paediatric haematology and oncology 5. To promote and
assist joint projects, including co-operative clinical trials, on paediatric haematology and
oncology 6. To foster collaboration between members and other organisations with similar
aims 7. To assist in all endeavours relating to the field of paediatric haematology and oncology
including: a) exchange and dissemination of information and ideas related to paediatric
haematology and oncology b) training of paediatric haematologists and oncologists and health
care professionals

Children Cancer units: Seven regional centres under the Ministry of Health, Malaysia.

Hospital Kuala Lumpur; Hospital Pulau Pinang; Hospital Raja Permaisuri Bainun, Ipoh; Hospital
Sultan Ismail, Johor Bharu; Hospital Sultanah Nur Zahirah, Kuala Terengganu; Hospital Umum,
Kuching, Sarawak; Sabah Women & Children Hospital, Likas, Sabah.

Three centres under the Ministry of Education, Malaysia (University Hospitals): University
Malaya Medical Centre, Kuala Lumpur; University Kebangsaan Malaysia Medical Centre, Kuala
Lumpur; Hospital Universiti Sains Malaysia, Kubang Kerian, Kelantan.

Two private centres: Sime Darby Medical Centre (Subang Jaya), Selangor; Borneo Medical
Centre, Kuching, Sarawak.

86 national/regional centers and departmentsPaediatric Oncologists, Oncology Nurses &
Paediatric Surgeons are available in all centres Radiation Oncologists are available in all
centres, except 2 regional centres under the Ministry of Health, Malaysia.

New oncology patients diagnosed per year:
706 newly diagnosed children with cancer treated by the Paediatric Oncologists per year in the
country (mean of 3 years, 2010 - 2012).
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Medical expense:

(a) National health insurance - All children attending national schools receive free treatment
in the regional Ministry of Health centres. They are covered by a health insurance policy
supported by the government.

(b) Self medical insurance - Non-school going children treated in the regional Ministry of
Health centres receive treatment that is heavily subsidized by the government. They pay
approximately only 10% of the overall costs of treatment.

(c) Self pay - Patients who receive treatment in the university hospitals are also subsidized
by the government, though to a much lesser extent. Most of these patients have self-funded
insurance schemes.

Parents’ organization or other support group:

a) PIBAIK (Persatuan Ibu Bapa dan Anak-Anak Sakit Kanser Malaysia)

b) HKL KIDS (Kumpulan Ibu Bapa dan Sokongan Anak-Anak Kanser KK3 HKL)
¢) Sarawak Children’s Cancer Society

d) Childhood Cancer Caring Society of Kuala Lumpur (CARES) / Persatuan Perihatin Kanak-
Kanak Kanser Kuala Lumpur

e) Persatuan Sokongan Kanser Kanak-Kanak PPUKM (CAKNE)

f) Persatuan Sahabat Kanak-Kanak Kanser Wilayah Utara

Fund Raising Organization to help children cancer:

a) PEKA (Persatuan Kebajikan Kanser Kanak-Kanak)

b) Make-a-Wish Malaysia

¢) Malaysian Paediatric Association - Childhood Cancer Children’s Fund

d) National Cancer Council Malaysia (MAKNA)

e) National Cancer Society Malaysia (NCSM)

f) Persatuan Paliatif dan Kanser Kanak-Kanak (PPKK) Hospital Sultan Ismail, Johor Bahru
g) Sarawak Children’s Cancer Society

h) Persatuan Kanser Kanak-Kanak Kami Endah, Hospital Raja Permaisuri Bainun, Ipoh

i) Persatuan Kebajikan Kanser Kanak-Kanak Terengganu

j) Persatuan Kanser Kanak-Kanak Sabah

k) Persatuan Kebajikan Pesakit Kanak-Kanak Hospital Universiti Sains Malaysia (PEKA HUSM)
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MALAYSIA

National Cancer Society of Malaysia (NCSM) Netora

Society
Malaysia

Kuala Lumpur, Malaysia Gy ity 13-

& Sheena Openshaw
= sheena@cancer.org.my
%, +00-603 2698 7300

@ 2nd Floor, 66 JIn Raja Muda Abdul Aziz, 50300 Kuala Lumpur

@ www.cancer.org.my
€7 National Cancer Society Malaysia
canceractionmy ¥ canceractionmy

Educate, Care & Support on adult & childhood cancers

Serving National or Regional National Member of CCl since 2015
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&)
)

Sarawak Children’s Cancer Society
Kuching, Malaysia

“
a

&
)
(g

L/

EN'S
H Ay,
\
“ |1 sl

& Ms Jodie sim, Ms Genevieve Tan
% jodie@sccs.org.my, events@sccs.org.my
. +60 82 686276

@ Lot 5493, Lorong 15, Taman Desa Wira, 93250 Jalan Batu Kawa, Kuching, Sarawak, MALAYSIA

@ www.sccs.org.my
€3 Sarawak Children’s Cancer Society
SCCSMY

Providing Support to Malaysian families battling childhood Cancer in Sarawak through
provision of emotional support, accommodation for outstation patients, daily shuttle service
to the hospital, financial aid and organizing various recreational activities for patients and
youth , medical talks, awareness activities about childhood cancer.

Serving National or Regional Statewide Member of CCl since 2009
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PHILIPPINES

Metro Manila (main office), satellite offices Batangas, Cebu, Davao, Philippines

Cancer Warriors Foundation @

Eance{ Warriors
oundation,

& MrJohn Auste (MM) & cancerwarriorsph@gmail.com % +63 25622954

@ Main Office: 1317 Lopez Jaena, Paco, Manila, PHILIPPINES

@ www.c-warriors.org
€9 cancerwarriorsfoundation, cancerwarriorscebu, cancerwarriorsbatangas

Direct treatment assistance, family support, education and survivors reintegration programs,
psychosocial support, advocacy and social mobilization

Serving National or Regional Nationwide = Member of CCl since 2005

Quezon City, Philippines

Kythe Foundation, Inc ’
/ K/ Eve

FOUNDATION,INC.

& Fatima Lorenzo, Dr. Angie Sievert-Fernandez
i fatima.garcia.lorenzo@kythe.org,asievert.ferndandez@kythe.org
. +63 29209698756, +63 2 9209015867

@ Unit 201 FSS Bldg #20 Sct Tuason cor Sct Castor Diliman Quezon City, PHILIPPINES

@ www.kythe.org E3 kytheinc @kythefoundation

Kythe Child Life Program for childhood cancer patients and survivors :

+ Family Support Program (medical and financial support)
+ Volunteer Program

Serving National or Regional National Member of CCl since 2004
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The National Society of Pediatric Hematologists
and Oncologists (NSPHO)

Russian Federation and Belarus Republic (as Allied State), Moscow

™ since 2009

& Prof. Alexander Rumyantsev, MD, PhD - President of NSPHO & info@nodgo.org
S +7-964-584-62-41 €3 nodgo W nodgo
® www.nodgo.org

Q 1 Samory Mashela str. (Dmitry Rogachev National Research Center of Pediatric Hematology,
Oncology and Immunology), Moscow, RUSSIA

Serving National or Regional National

Membership of International Children Membership

Cancer organization 51 life members & 5 ordinary
UICC and St. Jude Global Alliance members, as of 31/10/2016

Goal: Improvement treatment of results in pediatric hematology-oncology in all Russian
regions by providing the high quality help by world’s best standards.

Objectives: To create and implement scientific-based protocols of treatment, to lead the
scientific studies in the field of pediatric hematology-oncology, immunology and basic science,
to improve international collaboration to help all members to improve their experience, to
provide continuous educational support for all Russian centers and departments, to advocate
and protect interests of patients, families and physicians, to support parental organizations
and foundations in pediatric hematology and oncology, to enhance the collaboration and
communication among all participants.

Activities: NSPHO prepared Russian national guidelines, standards and protocols for treatment
based on collaboration with leading centers (e.g. Dmitry Rogachev National Research Center of
Pediatric Hematology, Oncology and Immunology, etc.) and National groups (ALL-MB, Russian
NB, etc.). These standards covering all regions. It allows providing the same good quality of
help in all 86 centers and departments.

NSPHO realizing the following continuous projects:

« Annual Meetings (600 participants each year).
+ Seminars “Remote regions” (10 seminars each year in different Russian)

Children Cancer units: 86 national/regional centers and departments

Availability of full-time:

Paediatric hematologists-oncologists and nurses, Paedaitric surgeons both in special
departments or cover all paediatric conditions including cancers (depending on
institution),Radiation oncologists cover both children and adults.

new oncology patients diagnosed per year: About 4 500
Medical expense: National health insurance

Parents’ organization or other support group:
About 10 organizations - including “Children and Parents against cancer”, “Iskorka”, “Parental
group of children with Neuroblastoma”

Fund Raising Organization to help children cancer:
About 50 charitable organizations for pediatric cancer. Most well-known - Podari Zhizn
foundation, Khabensky foundation, Rusfond foundation.
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Paediatric Oncology Group Singapore

Singapore

™ since 2001

& DrAmos Loh & amos.loh.h.p@singhealth.com.sg &, +65-6394-8014

Q c/o Department of Paediatric Surgery, KK Women’s and Children’s Hospital,
100 Bukit Timah Road, SINGAPORE 229899

Serving National or Regional National

Membership of International Children Membership ~50 members
Cancer organization

+ Children’s Oncology Group (Associate Member)

« VIVA-Asia Working Group (Leukaemia)

+ VIVA-Asia Bone Marrow Transplant Working Group
+ VIVA-Asia Brain and Solid Tumour Working Group

Ordinary membership includes doc-
tors and nurses involved in paediatric
oncology patients. Associate member-
ship includes allied health services,
including laboratory personnel.

The Paediatric Oncology Group Singapore (POGS) is an academic society of professionals
involved in the care of children with cancer in Singapore. The goal of the society is to advance
the academic pursuits of pediatric oncology in Singapore through the advancement of

clinical care, research and education. The society consists of doctors, nurses and allied health
professionals from private and public institutions in Singapore, who are involved in the care of
paediatric oncology patients.

Children Cancer units: 2 units
Availability of full-time:

 Paediatric oncologists available « Radiation oncologist available
 Paedaitric surgeons available + Oncology nurse available

New oncology patients diagnosed per year: 170 (mean,2011-2016)

Medical expense available in national health insurance or equivalent,

self-medical or self-pay insurance:

The healthcare financing system in Singapore consists of public and private components.
Public systems include:

H . H 1 Affordable Health Care
. Mec?hsave. a nationalized mandatory healthcare Subsidies Uy o &% atpubiic eatcor
SaV|ngS system institutions
H H . H H H . Personal Savings
» Medishield: a catastrophic medical insurance for MediSave o s ealthcare bils

serious illnesses S +3Ms —|

+ Medifund: an endowment fund set up by MediShield Life Basic Health insurance
i K (and other insurance) To help with {urgerhospltal&
Singapore government to help residents whose lieeliveme il
. . . . Safety Net
Medlsave and Mec'hShle‘ld are madequ'ate B Medifund Tg;rgvideehelpmeedy
Private healthcare financing through private SLICieEa

insurers include (i) the Private Medical Insurance
Scheme (PMIS), which are paid using Medisave savings, and (ii) Non-PMIS Private Medical
Insurance plans.

Parents’ organization or other support group:

« Children’s Cancer Foundation + Ronald McDonald House Charity
« Place for Academic Learning and Support + Arc Children’s Centre
« Make a Wish Foundation « Brain Tumour Society of Singapore

Fund Raising Organization to help children cancer:
« The VIVA Foundation for Children with Cancer
« Children’s Cancer Foundation
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SINGAPORE

Children’'s Cancer Foundation Children’s
Singapore Cancer .
Foundation

& MsNeo Lay Tin = ccfadmin@ccf.org.sg % +6562293701

@ CCF Community Office, 8 Sinaran Drive #03-01 Novena Specialist Centre, SINGAPORE 307470

@ www.ccf.org.sg B3 sgecf / hairforhopesg @ccfsingapore @ CCFSingapore

Children’s Cancer Foundation (CCF) is a non-profit organization with a mission to improve
the quality of life of children with cancer and their families and children impacted by cancer
through enhancing their emotional, social and medical well-being.

Services offered to children with cancer and their families

+ Casework and Counselling + Back-to-School Service

» Therapeutic Play + Place for Academic Learning and

o« Art Therapy Support (PALS)

+ Play Therapy « Tuition and Befriending

« Expressive Arts Therapy » Psychosocial and Recreational Activities
« Family Therapy & Grief Therapy + Financial Assistance

+ Child Life Service + Palliative and Bereavement Service

« Caregivers Support Services « Very Important Brothers and Sisters

+ Hospital Play Services (VIBS) Program

« Survivorship Program « Children Impacted by Cancer Program

Serving National or Regional National Member of CCl since 2004
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SYRIA

BASMA Support children with e L

Cancer and their Families Association
Damascus, Syria

& Mrs Mayya Assaad, Mrs Chadan Naji, Mrs Rima Salem

% mayya.assaad@gmail.com, chadan.naji@gmail.com,
salem.rima@gmail.com, basma.association@gmail.com

. +963 11 6633580

@ 1st Floor, Central Committee Bldg., Mazzeh Highway, Damascus, SYRIA

® www.basma-syria.org 3 BASMA Association “support children with cancer”

+ Developing medical services to children with cancer

» Securing chemo medicines to children with cancer

« Treating children with cancer in BASMA unit

« Awareness activities for community and families of children with cancer

Serving National or Regional National Member of CCl since 2008
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TAIWAN

Taiwan Pediatric Oncology Group (TPOG)

Taipei, Taiwan

™ since 1988

& DONG-TSAMN,LIN.M.D.--Chief Executive Director of Foundation
& ccfl68.roc@gmail.com &, +886-2-23896221 / +886-2-23319953

Q 6F.,No.11, Qingdao W. Rd., Zhongzheng Dist., Taipei City 100, TAIWAN (R.O.C.)

@& www.ccfroc.org.tw

Serving National or Regional National

Membership of International Children Membership 60

Cancer organization Including pediatric hematology/

oncology doctors.

+ To develop treatment programs for children with common cancer, in order to facilitate
treatment of children in their regional hospital.

+ To conduct a comprehensive study of the epidemiology and clinical characterization of
cancer in children.

+ Integration of the sub-database, the establishment of TPOG total database to facilitate
the exchange of the overall information. And to ensure the confidentiality of information
collection, fastness, completeness and correctness.

+ Regularly perform life statistics analysis, make forms, and plot graphics. And the important
results on the children’s cancer site for inquiries.

« Participate in the formulation of TPOG treatment program, bio-statistical analysis of its
treatment results, to identify the risk factors, as the basis for improving the cure rate
and reference.

+ To develop TPOG treatment program research guidelines and intended to achieve the goal,
by the statisticians to write statistical procedures, the automatic implementation of routine
life statistics analysis, narrative statistics for consultants to connect the query.

Children Cancer units:
Link to 17 hospitals with cancer children treatment teams.

Availability of full-time for paediatric oncologist, paediatric surgeon,
radiation oncologist, and oncology nurse:
Not available as the partner is a consultant role.

New oncology patients diagnosed per year:
500-600 new patients diagnosed per year.

Medical expense available in national health insurance or equivalent,
self-medical or self-pay insurance:
All of the above.

Parents’ organization or other support group:
« Childhood Cancer Foundation of R.0.C,

+ Taiwan Association of Neuroblastoma Caring
Childhood Brain Tumor Association
Childhood Osteosarcoma Association

« Make A Wish-Taiwan

« Ronald McDonald House Charities

Fund Raising Organization to help children cancer:
+ Childhood Cancer Foundation of R.O.C.
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THAILAND

Bangkok, Thailand

Thai Paediatric Oncology Group (ThaiPOQG) ‘ A

™ since 2001

& Panya Seksarn, MD & py_seksarn@yahoo.com s +662 716 5977-78

Q 10th Floor. The Royal Golden Jubilee Building, 2 Soi Soonvijai, New Petchburi Road,
Huay-Kwang, Bangkok 10310, THAILAND

® www.thaipog.net & thaiccpsg@gmail.com £ Thaiccpsg

Serving National or Regional National

Membership of International Children Membership ~130 members
Cancer organization

including doctors, nurses
+ SIOP

« Organization for childhood cancer related personels in THAILAND

Arrange regular scientific meeting for members

« Conduct national childhood cancer registration

Conduct multicenter research related to childhood cancers

Representative of Thai childhood cancer in various medical society and national
health service.

Children Cancer units: 37 units.

Availability of full-time:

+ paediatric oncologist - 118
« paediatric surgeon - 150

« radiation oncologist - 170
» oncology nurse - 200

New oncology patients diagnosed per year: 900 per year

Medical expense available in national health insurance or equivalent,
self-medical or self-pay insurance:
National health insurance

Parents’ organization or other support group:

+ Thai Childhood Cancer Parent Supporting Group (ThaiCCPSG)
» Facebook:Thaiccpsg

« Email: thaiccpsg@gmail.com

Fund Raising Organization to help children cancer:
Available in every medical school centers which provide childhood cancer treatment.
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THAILAND

Wishing Well Foundation

Bangkok, Thailand ZQ;

Wisning wewY

& Drissarang Nuchprayoon &= issarangn@yahoo.com % +66 816414797

@ 25 South Sathorn Road, 9th fl, Bangkok Insurance Bldg, Bangrak district,
Bangkok 10120, THAILAND

@ www.wishingwellthai.org £ gaﬁ%a‘mswmﬁam‘muiﬂ (Wishing Well Foundation)

+ Fulfilling wishes for cancer children

« Children cancer camp

+ Thai pediatric cancer parent support groups
« Palliative care for children with cancer

Serving National or Regional National Member of CCl since 2016
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VIETNAM

Childhood Cancer Family Group
in the Central Zone Vietnam.

Hue, Vietnam

& Mr Le Minh Nhat (Chairman), Dr Chau Van Ha (Pediatric oncologist)
M bemapl0l@gmail.com, hachauvanl@yahoo.com
%, +841258517948

@ 16 Le Loi, Hue city, VIETNAM

+ Collaborating with Asian Children’s Care League from Japan to supporting for children with
cancer, their parents & families and survivors in Central zone Vietnam
« Finding the local support for the children with cancer and the activities of Family Group

Serving National or Regional Regional Member of CCl since 2007
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