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AUTISM SPEAKS

It’s time to listen.
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2013-2016 Quadrennial Report to
be submitted to Economic and So-
cial Council (ECOSOC)

Part I: Introduction
CFFSD was established in
1996 to support and assist
patients suffering from Thal-
assaemia, Hemophilia, Re-
nal failure and Kidney Trans-
plantation and later on also
included Hepatitis, Cancer,
Diabetes, Multiple sclerosis
and epidermolysis bullosa.
To achieve these objectives
CFFSD takes effort to raise
public awareness about these
diseases for prevention, treat-
ment and care by attracting
financial and legal support
of Government for these pa-
tients and encourages public
participation for development
and equipping of new medical
centers for the patients with
special diseases.

During the past four years,
four medical centers and a
nursery are established by
CFFSD, their name respec-
tively is rafsanjan center,
borojerd center, shahrood
center and also undertaken
establishment and opening
epidermolysis bullosa treat-
ment center. Thus the scope
of activities and provision of
medical services to infants,
Thalassaemia, Renal Failure,
Diabetes, Cancer and Kid-
ney-Transplant, autism and
EB patients have been con-
siderably increased.

In order to take care of other
therapeutic needs of these

patients, various specialized
general clinics, laboratories,
and Para-clinical equipment
are also being set up. In Vil-
la Special Medical Center in
Tehran, in addition to above-
mentioned services, periodi-
cal scientific courses for pub-
lic in various fields including
methods of nutrition, body ex-
ercises, healthy living, insulin
injection and etc.

Genetics Laboratory of this
Center is one of the most
advanced laboratories in the
country, diagnosing over 150
rare genetic diseases. Vari-
ous tests for fetus genetic dis-
eases (PND) are being car-
ried out and several national
and foreign MSc and PhD
students are passing their
higher educations. In spite
of high cost of these exami-
nations, this Center provides
services to patients with Gov-
ernmental tariffs. This Center
has also obtained the Quality
Management certificate ISO
9001-2000.Establishment of
new centers materialized by
contribution of benevolent
and non-governmental char-
ity organizations.

The other center of cffsd is
comprised: Soodeh medi-
cal center, Medical center for
special disease, Bam clinic,
Shargh medical center, Dia-
betes special center No 1 and
2, Rafsanjan medical center,

Shargh hospital.

CFFSD has also undertaken
establishment and launching
of a specialized poly-clinic in
the future, including: Kabul
clinic, Najaf medical center
and hospice, Karbala medical
center, East hospital, Kavosh
hospice, Gohar Baran center,
Babak city special medical
center.

Governmental assistance
during the past four years has
been increased up 70% and
contribution of benevolent
has risen up 40% during the
same years.

Designing of National Cancer
Center of Iran, as a reference
center for education, preven-
tion, treatment and care of
patients living with cancer, is
started and will be completed
in two years of time. This cen-
ter will have the capacity to
admit and deliver services to
1000 patients daily.

CFFSD, through absorption
of benevolent donations, was
able to provide 1408 medi-
cal centers across the coun-
try affiliated to public medical
universities with main and ac-
cessory equipment needed
for Hemodialysis, Thalassae-
mia and Hemophilia patients.
With regards to Expanded Ar-
eas of Activities, CFFSD has
become full member of Inter-
national Federation of Kidney
Foundations (IFKF),




Activities in support of
Global Principles:

Several advocacy meetings
with head and representa-
tives of Parliament, Cabinet
Ministers and other govern-
mental authorities has been
organized regarding main
problems of patients with
special diseases.

Publicity to draw attention of
authorities and community to
the issue of special disease
through 920 mass media re-
ports and 77 individual inter-
views done with President of
CFFSD at national and in-
ternational media networks
on the occasion of the World
Days of diabetes (Novem-
ber 14), Thalassemia (May
8), Cancer (February 4), He-
mophilia (17 April), Kidney
(March 12) and autism (April
2 has been carried out. Also
several exhibitions have
been set up in the relevant
days which have been men-
tioned in Part 1, expanded of
area of activities.

Due to concentration of
CFFSD activities on domes-
tic related issues, difficulties
for Iranians to obtain US
visas and scarcity of funds
(since CFFSD is a charity
foundation mostly relying on
public donations), participa-
tion of representatives in
meetings of Economic and
Social Council and its sub-
sidiary bodies of the United
Nation has not been materi-
alized so far.

Part Il: Contribution of
the organization to the
work of the United Nations
through collaborating and

activities with the (2013-
2016):

- International organizations
such as TIF (Thalassaemia
International Federation),

- IFKF(International Federa-
tion of Kidney Foundation),

- IDF (International Diabe-
tes Federation) in the field
of promotion and scientific
researches such as translat-
ing and publishing “a guide
for the hemoglobinopathy
nurse” that is one of the TIF
publications -2014.

- Translation and publication
of information, magazines,
pamphlets’, brochures. Or-
ganizing and promoting of
Special World Days for spe-
cial diseases through the
mass media.

Part lll: Contribution of the
organization to the work
of United Nations (2013-
2016)

Representatives have at-
tended following internation-
al conferences all related to
special diseases:

- Participation in 15TH TIF
International Conference for
Patients and Parents /20-
23 October2013-Abu Dhabi
UAE and TIF board meet-
ing that was held during this
event.

- Participating in Interna-
tional Diabetes Leadership
Forum Turkey, 2013.

- Participating in Interna-
tional Diabetes Leadership
Forum Tehran, 2015.

Part IV: Cooperation with
United Nations bodies
(2013-2016):

!

- Information exchange
with the UN Organizations
like WHO, UNHCR regard-
ing the humanitarian prob-
lems for the Special Diseas-
es caused by the sanctions
specially providing neces-
sary medicines.

- Holding an event on the
occasion of World Kidney
Day-2014 and International
Conference on Autism in
November-2015.

- Organizing and provid-
ing equipment and training
for 100 medical officers for
diagnostic, prevention and
recognition of diabetic pa-
tients in November-2015.

Part V: Initiatives taken by
the organization in sup-
port of the Millennium De-
velopment Goals World
(2013-2016):

- Thalassaemia, Diabetes,
Cancer and Kidney Days
were observed and orga-
nized by our organization
(CFFSD).

- Promotion through mass
media and publication of
cultural materials, organiza-
tion of special workshops
with collaboration of related
organizations.

- Establishing and providing
equipment for 3 medical es-
pecial centers in 3 provinces
of Iran (Rafsanjan, Broujerd
and Shahroud), 2013-2016.
- Establishing and equipping
3 medical especial centers
out of the country (2 centers
in Irag and one center in Af-
ghanistan).

§t)
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International Society
of Blood Transfusion
(ISBT), and board mem-
ber of Thalassaemia Interna-
tional Federation (TIF) which
is in official relation with
World Health Organization
and member of ECOSOC,
UN body.

At national level, CFFSD is in
close collaboration with Re-
search Center for Endocrinol-
ogy & Metabolism at Tehran
University, Family Planning
Association IRl which is a
full member of International
Planned Parenthood Federa-
tion and Advanced Technol-
ogy Center of the Presiden-
tial Office, Cancer Research
Center of Shariati hospital,
Cancer Research Center of
Shahid Beheshti university,
Cancer Institute at Tehran
University of Medical science,
Iranian Pediatric Nephrol-
ogy association, Psychology
and Counseling Organization
of Iran, Research Center for
Gastroenterology and Liver
Diseases of Shahid Beheshti
University, National Nutrition
& Food Technology Research
Institute of Shahid Beheshti
University.

For health promotion, Sports
Federation for Patients with
Special Diseases has been
established by support of
CFFSD in 2005 and expand-
ed its activities across the
country. This federation also
facilitated the participation
of patients with special dis-
eases in world championship
tournaments and up to now,
patients have gained sev-
eral medals in international
games.

Since 2005, CFFSD has par-

ticipated and assisted in set-
ting up 136 exhibitions at na-
tional and international level
including DIHAD exhibition
Dubai 2005, the Arab Health
Exhibition & Congress in
2012,2014,2016, and various
similar regional and interna-
tional events and has bene-
fited from these occasions to
promote public awareness on
prevention and treatment of
special diseases.

Setting up 28 educational —
recreational camping for pa-
tients with special diseases,
producing 20 educational
and advocacy movies and
clips on special diseases and
holding Special Films Festi-
val, distribution of over 4 mil-
lion copies of publications to
medical centers, patients and
universities are among other
activities of this foundation.

Goal 1: Eradication of ex-
treme poverty and hunger
Financial assistance provided
for treatment of needy Can-
cer, Renal Failure, Kidney
Transplant, Multiple Sclero-
sis, Thalassaemia and Dia-
betes patients has been over
284 milliard RLs equivalent to
934 million Dollars

Goal 3: Promote Maternal
Health

Since 2006,

through its affiliated (Villa)
Special Medical Center and
with cooperation of the Inter-
national Family Planning Fed-
eration (IPPF) has provided
services on several areas
such as: Pre marital counsel-
ing, pregnancy and safe de-

livery counseling, puberty and
adolescent health, emergency
contraception methods, physi-
cal & mental health during the
menopause, women common
cancer screening (breast and
uterus), family planning meth-
ods, Voluntary Counseling
and testing for HIV.

Goal 4: reducing mortality
of children below 5 years
old

A nursery for infants in Bam
and other cities who lost their
parents during the earth-
quake and similar disasters
has been established and
its operation has been trans-
ferred to local authorities.

Goal 5: Combat HIV, Malar-
ia and other Diseases
Establishment of four medi-
cal centers and a nursery are
established by CFFSD, their
name respectively is rafsan-
jan center, borojerd center,
shahrood center and also
undertaken establishment
opening epidermolysis bullo-
sa treatment center, provision
of services for Thalassaemia,
Renal Failure, Kidney Trans-
plant and Diabetes to over
62,000 patients, equipping
medical centers with 2211
Hemodialysis apparatus and
provision of over 4715 beds
and other related hospital
equipments to Dialysis, Thal-
assaemia and Hemophilia
wards across the country
have been materialized.

Also over 4°000'000 books,
magazines, posters and bro-
chures on special diseases
have been published.
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