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Charity Foundation for Special Diseases

Prepared by: Dr.Kianoush Khalili

Charity Foundation for Special Diseases

Voluntary activities have flourished as a culture in these days.The manifestations of this culture has been significant especially during
the victory of the Islamic Revolution and in defense of the sacred Iranian territory. Nevertheless, the need to accelerate the pace of
development, to facilitate and to institutionalize the public participation to overcome the issues, and social losses made the “organization
of social participatory movements” inevitable.

The presence of such necessities in one hand, and the need of the health care and therapy sector to have efficient, interested, and
voluntary public organizations, on the other hand led to the establishment of the “Charity Foundation for Special Diseases” (CFFSD).
This organization as a non- governmental and charity entity was founded in May 1996 by the approval and support of His Excellency
Ayat-Allah Hashemi Rafsanjani, the former president of the I.LR. of Iran and the involvement of a group of benevolent and health

authorities. CFFSD aims to manage the patients with special diseases and promote their conditions.

This Charity was established to support and assist patients suffering from Thalassaemia, Hemophilia, Renal failure and Kidney
Transplantation and later on also included Hepatitis, Cancer, Diabetes and Multiple sclerosis.

Legal Base:

In 1997 based upon the suggestion of CFFSD and the approval of the Cabinet, premarital blood test became compulsory. Approval of
CFFSD sugestion about “Organ Transplantation” by the Islamic Consultative Assembly was another success for this charity.

The Charity Objectives

1) Gathering the information and statistics of pateints who are suffering from special diseases in all over the country for further
planning.

2) Identifying various social and treatment needs of pateints.
3) Raising the social and scientific knowledge and awareness of the patients, their families as well as all the people in the society.

4) Providing conditions for the betterment of utilizing available credits and facilities for caring of such patients and creating conditions
or socio — economic capability for obviating their problems.

5) Highlighting the particular socio — medical problems of the patients to the attention of governmental departments.
6) Attracting national and foreign governmental and social support and aid.

7) Strengthening collaboration with other national and International support community.

8) Increasing the educational activities and medical services in order to raising public awareness.

9) Presenting and implementing projects for prevention and enhancing socio — medical conditions of special patients to various
executive governmental organizations.

To achieve these objectives Charity Foundation for Special Diseases (CFFSD) takes effort to raise public awareness about these
diseases for prevention, treatment and care by attracting financial and legal support of Government for these patients and encourages
public participation for development and equipping of new medical centers for the patients with special diseases. In 1996 there were
only 40 centers for special disease and 123 dialysis centers offering services to these pateints through the country but during only the
first year of CFFSD activities the number of dialysis centers are providing their services to special pateins.
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Tasks (Programmers):
e  Distributing information through publications and broadcasts
e  Preparation of cultural products such as magazines, pamphlets and brochures, films, etc.
e  Establishment of a data bank for Special diseases patients.
e  Thematic seminars and exhibitions to be held in Iran and in other countries.
e  Establishment and management of an Internet database to have more active communications with CFSD clients.
e  Explanatory programs to be held for Government authorities and the managers in Tehran and other cities.
e  Educational workshops for volunteers and the patients.
e  Preparation of different projects with various subjects and fields in collaboration with scientific congragations.
e  Providing assistance to the patients regarding to their treatment.

e Supervision over the actions of the public sectors and submission of reports to the related authorities, and taking them into
considerations through the mass media and social gatherings.

e Identifying, managing, and directing different NGO groups and communities across the country.
Medical Centers
Charity Foundation for Special Diseases (CFFSD), has established three medical centers.

Two of them in Tehran and one medical center and the nursery in city of Bam, thus the scope of activities and provision of medical
services to Hemophilia, Thalassaemia, Renal Failure, Diabetes, Cancer and Kidney-Transplant patients have been considerably
increased. In order to take care of other therapeutic needs of these patients, various specialized general clinics, laboratories, and
Para-clinical equipments are also being set up. In Villa Special Medical Center in Tehran, in addition to above-mentioned services,
periodical scientific courses for public in various fields including methods of nutrition, body exercises, healthy living, insulin injection,
Breast Canser in addition to some screening program for breast canser are held and up to now 3500 people have benefited from these
courses.

Communications with International Forums

In order to develop international communications and improvement of its relation in international forums, CFFSD has taken efforts
as follow: and progressive as well.

e  Communications with United Nations Agencies such as:

WHO, UNDP, DPI, TGF, IDF and TIF (Thalassaemia International Federation), world wide related NGOs, international scientific and
specialized publishing institutions, and with the Embassies of the L.R. of Iran around the world to exchange views and information.

e  Communications with international support and relief institutions for their cash and non-cash assistances (such as Red
Crescent Organization, U.N women’s guilds, and multinational companies working for health and treatment.

e  Holding international seminars and participation at the international exhibitions.

Educational Activities

Holding several seminars and congress to cover various audiences in addition to holding workshops to raise public awerness
in medical issues.Holding some education and recreational camping for pateints is another field of CFFSD activiteis. “Khass”
quarterly in being published to promote the information of users.Also CFFSD has organized many thematic seminars for experts,

medical staff and people involved with special diseases. Up to now, over 137 educational pamphlets and brochures,17 books and
50 educational posters have been prepared and published.Scientific collaboration with research centers of some universities is
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Medicen news

Prepared by: Afsaneh Hassani

Antimicrobial Catheter Lock Solutions for prophylaxis against catheter related bloostream
infection in dialysis, oncology and parenteral nutrition

Bacteremia and thrombosis are the major complications of tunneled cuff central vein catheters
(TCC) used for haemodialysis. Bacterial biofilm is the source of catheter related bacteremia (CRB).
Instillation of catheter lock solution (CLS) containing antibiotic-anticoagulant solution can cure and
prevent CRB.TauroLock™ dramatically reduces the rate of catheter related blood stream infections
(CRBSI). Prophylactic use of Taurolock can reduce intraluminal catheter infections by more than
90%.Controlled studies with hemodialysis and oncology catheters have demonstrated that Taurolock
is an effective alternative to the controversially discussed antibiotic lock solutions. The development
of microbial resistance is not expected due to the unique molecular mechanism of action. Taurolock is
highly efficient in eradicating bacteria and fungi which can both be found as free floating species and
in biofilms. TauroLock™ has been tested on more than five hundred germs, including multiresistant
forms such as MRSA and VRE. The application of TauroLock™, as a lock solution in catheters and
port systems, does not cause any side effects or patient complaint TauroLock™ is a catheter lock
solution for tunneled and non-tunneled central venous catheters and port systems. It has to be instilled
into the device lumens between treatments in order to make the internal flow passages resistant to clot
formation and hostile to bacterial and fungal growth.The concentration of 4% citrate in TauroLock™
is according to the recommendation of the FDA, dated from April 2000, safe and efficient (ref.: FDA
Warning Letter, April 2000).There is no side-effects by unintended leakage of TauroLock™ into
patients. And also no hypocalcaemic effects due to high concentrated citrate solutions, e.g. cardiac
arrest, arrythmia, tingling in fingers and metallic taste are observed (see ref. C.Miscellaneous).It has
no risk of unwanted bleeding due to the use of heparin. To avoid unwanted bleeding, the products are
available without heparin (TauroLock™, TauroLock™ -Sol) or in combination with low concentration
of heparin (TauroLock™ -Hep500, Tauro- Lock™ -Hep100).TauroLock™ is biocompatible and not
toxic with no side-effects. Obviously decreasing bloodstream infection during treatment would help patients
both in mental and physical situations and also reduce their costs. TaruroLock was introduced in European
market in 2004, and now it is distributed in Arabian countries. In Iran, some insurance organizations have
covered this product and patients would receive 70 — 100% of cost of it.
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World Diabetes Day

prepared by: Afsaneh Hassani

World Diabetes Day (WDD) is celebrated every year on November 14. The World Diabetes Day campaign is led by the
International Diabetes Federation IDF)and its member associations. It engages millions of people worldwide in diabetes
advocacy and awareness. World Diabetes Day was created in 1991 by the International Diabetes Federation and the
World Health Organization in response to growing concerns about the escalating health threat that diabetes now poses.
World Diabetes Day became an official United Nations Day in 2007 with the passage of United Nation Resolution 61/225.
This year sees the first of a five-year campaign that will address the growing need for diabetes education and prevention
programmers.

Diabetes Education and Prevention is the World Diabetes Day theme for the period 2009-2013. The campaign slogan for
2009 is «Understand Diabetes and Take Control». Diabetes is difficult. The disease imposes life-long demands on the 285
million people now living with diabetes and their families. IDF estimates that over 344 million people worldwide are at
risk for type 2 diabetes. Type 2 diabetes can be prevented in the many cases by helping and encouraging those at risk to
maintain a healthy weight and take regular exercise.

Where is it celebrated?

World Diabetes Day is celebrated worldwide by the 212 member associations of the International Diabetes Federation
in more than 160 countries and territories, all Member States of the United Nations, as well as by other associations and
organizations, companies, healthcare professionals and people living with diabetes and their families.

How is it marked?

The global diabetes community including International Diabetes Federation member associations, diabetes organizations,
NGOs, health departments, civil society, individuals and companies develop an extensive range of activities, tailored to a
variety of groups. Activities organized each year include:

Radio and television programmes

Sports events

Free screenings for diabetes and its complications

Public information meetings

Poster and leaflet campaigns

Diabetes workshops and exhibitions

Press conferences

Newspaper and magazine articles

Events for children and adolescents

Monument lightings

Human blue circles

Walks

Runs

Cycle Race

Political Events

Is there a theme?

Each year World Diabetes Day is centred on a theme related to diabetes. Topics covered in the past have included
diabetes and human rights, diabetes and lifestyle, and the costs of diabetes. Recent themes include:

2005: Diabetes and Foot Care"

2006: Diabetes in the Disadvantaged and the Vulnerable”

2007-2008: Diabetes in Children and Adolescents"

2009-2013: Diabetes Education and Prevention

The World Diabetes Day logo

The World Diabetes Day logo is the blue circle - the global symbol for diabetes which was developed as part of the Unite
for Diabetes awareness campaign. The logo was adopted in 2007 to mark the passage of the United Nations World Di -
betes Day Resolution. The significance of the blue circle symbol is overwhelmingly positive.
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