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We are now almost half-way through what is already proving to
be a year full of activity and initiative, in many regions of the
world. TIF keeps extending its presence to even more countries:
we now have 94 member associations in 50 countries, having
recently gained new members from Belgium, Bulgaria,
Cambodia, Germany, ltaly, the Netherlands, and the United
Arab Emirates.

Empowering patients and strengthening their voice has always
been, and remains, the core of the Federation’s activities. We
encourage the creation of new thalassaemia associations and
support the existing ones, embracing them within our global
thalassaemia family.

As a Federation we now face new challenges in the fields of
global economic, social and health policies and reforms. We
remain committed to a strong patient focus in all our actions,
and recognise the need to develop strong alliances and
partnerships with others working towards the same ends —
other patients’ organisations, health professionals, regulators
and industry to name a few. Looking back on the past year, | feel
very strongly that we, as a Federation, have grown stronger and
reinforced our capacities particularly in the area of policy work
and alliance-building. We are now well-placed to face the next
year’s challenges.

This year, TIF is joining projects developed by our European and
international partners, as well as developing projects of our
own. You can read about some of these initiatives in the
“projects update”. We will also be working with other health-
related organisations, NGOs and regulatory bodies globally to
develop policies that will benefit our patients, wherever they
are.

I would like to take a moment to say a very special “Thank you”
to the volunteers — medical collaborators, patients and other
friends around the world — who have contributed to the success
of our educational events, and particularly to those dedicated
individuals who have undertaken to translate our publications
into their languages. “Invaluable” does not begin to describe
your contribution!

Last — but by no means least — | would like to thank all our
members around the world: You are the very reason the
Federation exists, and in 2009 we will work even harder to
support all of you in your daily efforts, with one aim: to gain a
good quality of life for every patient with thalassaemia,
wherever they may live.

Panos Englezos
TIF President
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Chief Editor
Dr Androulla Eleftheriou

CHIEF EDITOR’S ADDRESS

| am very pleased to welcome you to the “new” TIF Magazine.
We have tried to make the magazine more attractive and more
pleasant to read, while keeping its essential features. We will
continue to develop the magazine to address the needs of you,
our readers, and | hope that you will be giving us your feedback
and suggestions.

This year, we are busy driving forward our work on policies and
initiatives globally, with organisations such as WHO and other
international patients’ and other health-related bodies, sharing
and exchanging expertise and experiences with our partners for
the benefit of thalassaemia patients across the world. We are
also developing a specific focus on regional needs, as evidenced
by the 1st Pan-Middle East Conference, held in May in
Damascus, Syria.

We continue to dedicate part of our focus to Europe,
contributing our views to a number of policy consultations and
building networks of cooperation to address the specific needs
of patients with thalassaemia in Europe. In many respects their
situation is very different from patients in countries outside
Europe where thalassaemia is endemic. Equally important is also
our aim to ultimately extend the learning gained through these
projects for the benefit of our patients globally.

One of the most important achievements this year has been the
official launching of the e-MSc course in Haemoglobinopathies
in April of this year. | am particularly proud of this course, as it
forms a milestone in TIF's quest to promote education of
medical professionals and equal access to quality treatment for
patients with thalassaemia. Interested candidates can now
apply for the course starting in September.
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The International Thalassaemia Day, as always, was marked
across the world on and around 8 May. TIF was very proud to
witness the tireless efforts and dedication of our members to
publicise the cause of thalassaemia in their countries, some of
which are included in these pages.

Over the years, TIF has had some impressive achievements in its
educational work with health professionals in affected
countries. However, patients have always been at the heart of
our work, the raison d'étre for our existence. TIF's focus this year
and the next is to centre our activities ever more on patients and
their families and to enhance communications with our
members. This magazine, as well as the website, are our most
important tools in that task and we are continuously striving to
develop them and make them better for you.

| hope you enjoy the new TIF Magazine. Please continue to send
us your news, stories and suggestions!

Y/

Dr Androulla Eleftheriou
Executive Director
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NOTE ON THE COVER IMAGE

Photographer: Noor Alam

Photographer Noor Alam has worked on a documentary project in
Bangladesh on thalassaemia and in 2009 published his work in a book enti-
tled Ballads of the Agonized Souls, which accompanied a photo exhibition
of the same title. The book is available at a price of US$10 or Bangladeshi
Taka500, with all profits going towards the welfare of thalassaemia
patients. Email Noor Alam at

Look for a full article about Noor Alam and his work in the next issue of TIF
Magazine!
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The Pharmaceutical Forum in process.

EU Pharmaceutical Forum delivers its recommendations
From agreed principles to good practice and positive change

The High-Level Pharmaceutical Forum
(2005-2008) was created by the
European Commission in order to find
solutions to key problems facing the
pharmaceutical sector and public health
systems. Its predecessor was the High-
Level Group on Innovation and Provision
of Medicines (called “G10 Medicines”),
set up in 2000 in order to take a fresh
look at the problems facing the
pharmaceutical sector.

The G10 Group presented its report in
May 2002 in which it set out 14 wide-
ranging recommendations. In response
to these recommendations, the

European Commission published a
Communication, titled “A stronger
European-based pharmaceutical
industry, for the benefit of the patient —
a call for action” in 2003.

The Pharmaceutical Forum was created
in 2005 to take the process forward
around three key themes: information
to patients; pricing policy; and relative
effectiveness. It comprised  the
European Commission, the 27 Member
States, the European Parliament, EFTA
representatives, as well as other key
stakeholders including patients
(European Patients’ Forum), doctors,

insurance and pharmaceutical sector
representatives.

The Forum finished its work in October
2008 and put forward a number of
conclusions and recommendations to
guide future work. These were shared in
a conference titled “Pharmaceutical
Forum - Delivering for Patients” co-
organised by the European Commission
and the European Patients’ Forum (EPF)
on 25 March 2009 in Brussels. Naturally,
TIF was there and we are pleased to
share the recommendations with our
readers.

Recommendations of the Pharmaceutical Forum Working Groups:

1. Information to patients on diseases and treatments
Patients are increasingly faced with an “overload” of information, from many different sources and with differing objectives, sent
through multiple channels, e.g. the Internet. This WG aimed to improve both the quality of information as well as patients’ access
to information on diseases and treatments. The Forum adopted the following recommendations to enhance access to and quality

of information:

* Better quality information. The Forum produced a set of Core Quality Principles that define good quality information and help
identify poor quality information. These guidelines are useful for anyone involved in patient information and can be downloaded
from http://ec.europa.eu/pharmaforum or obtained from TIF.

 No direct advertising. The ban in Europe on advertising of prescription medicines direct to consumers should continue.

* Better accessibility. Citizens should have access to more information and this should be provided in effective formats, both
electronic and non-electronic means, and taking into account the diversity of local traditions, healthcare systems and languages.

« Partnership. The Forum recommends Member States, the Commission and all health actors to consider new ways of
collaborating in the field of information to patients. Such collaborations should respect the minimum ethical requirements of
transparency and disclosure of financial and other support.
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TIF IN EUROPE

2. Pricing and reimbursement

Many factors have led to significant changes in the pricing and
reimbursement mechanisms of EU Member States during the
last years: raising expenditure on medicines, unequal access to
medicines within Europe, and calls for early access to
innovative medicines. This WG aimed to identify and explore
mechanisms that can help MS address these challenges.
Although pricing and reimbursement decisions are made by
individual MS, they share the concern on balancing access and
reward with limited resources. Concrete recommendations
include:

+ Optimal use of resources. A toolbox of knowledge should
help MS to use limited resources optimally. The WG also
discussed specific mechanisms, such as risk sharing,
conditional pricing and tendering, and adopted a set of
Guiding Principles to help national authorities find a balance
between expenditure, access and innovation.

 Access to medicines. The work focused on specific access
problems related to small markets and to orphan medicines.

 Reward of innovation. The expected value of innovation and
potential reward mechanisms for innovative medicines were
analysed in order to better match public health needs and
long-term investments in research and development of new
drugs.

3. Relative effectiveness

This WG aimed to support MS to apply relative effectiveness
systems in order to limit pharmaceutical costs while ensuring a
fair reward for innovation. Relative effectiveness assessment
systems are fairly new for many countries, and rather complex.
Nevertheless, the outcomes of such assessments will help
identify the most valuable medicines, both in terms of clinical

efficiency and cost-effectiveness, and will help set a fair price
for these medicines. Member States, payers and patients face
the common challenge of limiting healthcare budgets while
promoting and sustaining innovation. It is therefore important
to be able to identify the most effective medicines. The group
reached agreement on:

» Working definitions and good practice principles for Relative
Effectiveness Assessment. These could serve as a basis for
voluntary collaboration at EU level. A checklist to use these
principles could provide a basis for self-assessment at
national level.

A stocktaking exercise on the existing methods.

« A common analysis of existing technical and legal barriers to
the development of relevant data.

What are the next steps?

Although the recommendations of the Pharmaceutical Forum
aren’t binding, EU Member States and other stakeholders are
encouraged to implement them, and the European
Commission has committed itself to providing support in
developing stronger tools for cooperation. Most of these issues
are highly relevant to TIF's members worldwide, and we are
working closely with our partners on specific topics — with the
European Medicines Agency EMEA on a project to make
product information more patient-friendly; with Eurordis on
orphan medicines; and with IAPO and EPF on patient
information issues.

Further information regarding the outcomes of each Working
Group of the Pharmaceutical Forum is available at
http://ec.europa.eu/pharmaforum

Obituary for a friend: a “contemporary Hercules”

Photo: Panos Englezos and Dr Androulla Eleftheriou with Antonis

We are sad to report that Antonis Kotsambassoglou, a
founding member of the Pan-Hellenic Thalassaemia
Federation, recently lost his battle with a long illness. If we
had to choose two phrases that best describe Antonis, these
would be: “restless spirit” and “fearless fighter”!
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Antonis was one of the pioneer patients who came ‘out of
the closet’, fighting the demons within himself about his own
condition, while at the same time restlessly encouraging his
fellow patients from across Greece. He was the driving force
behind the establishment of the Pan-Hellenic Federation and
its first president. In that role, he was successful in promoting
the Federation not only among patients, but also among the
public and society in general.

His greatest achievements, that have now become his

greatest legacy for all patients with thalassaemia, were:

e securing the provision of appropriate healthcare for
patients with thalassaemia;

« promoting social integration and job opportunities for
patients; and

 single-handedly persuading the Ministry of Health of
Greece to introduce compulsory testing of blood for
Hepatitis C, which surely saved the lives of many.

Antonis may not be physically with us any more, but he is
here with us in spirit to guide us on. Long live his memory!
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Burhani Blood Bank &

Thalassaemia Centre
PAKISTAN

The Burhani Thalassaemia Centre arranged a
fun fair for children with thalassaemia and
their parents on the occasion of International
Thalassaemia Day on Sunday 17 May 2009.
Dr Sagheer Ahmed, Minister of Health,
Government of Sindh, was the Chief Guest.
As you can see from the pictures, the turnout
was great and everyone looks like they
enjoyed themselves!

Education and fun

Face Painting

Media coverage of the event

Pakistan Institute of Medical Sciences, Islamabad

PAKISTAN

Contributor: Tahira Zafar, FRCPath, Director of Thalassaemia Treatment Center

In Pakistan, it is very difficult to identify
all thalassaemia patients to know what
treatment they are getting and to find
out their needs. The Thalassaemia
Centre at PIMS, and many NGOs such as
the Jamila Sultana Thalassaemia Welfare
Trust, are working to raise awareness
among patients and the general public,
to reach more patients and help them
get access to proper care. The PIMS
Centre was established in 2005 and has
now 683 registered patients. It provides
services such as blood transfusion, iron
chelation, evaluation and diagnosis,
genetic and psychological counselling,
and family screening.
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On 8 May 2009, PIMS in collaboration
with  the Pakistan Society of
Haematology (PSH) and the JSTWT,
organised an event to commemorate
International Thalassaemia Day. The
chief guest was Mr Chaudhry
Muhammad Afzal Sandhu, Minister of
State of Health, and the guest of
honour was Mr Zammurad Khan MD,
Bait ul Mal. Speeches were given and
entertainment was put on by patients.

Dr Tahira Zafar in her speech stressed
that prevention of thalassaemia is
cheaper and easier than its treatment.
In view of the socioeconomic
conditions,  the  prevention of
thalassaemia should be a main aim to
free funds for appropriate treatment of
patients.

Mr Zammurad Khan, MD Bait ul Mal
announced a special package of Rs.
36,000 per year for these families,
support for the screening of 1,000
patients, and 3 lac rupees per patient
for treating hepatitis C. Bait ul Mal will
also help PIMS to develop a
thalassaemia park and will provide free
education to all patients in government
institutions. This was surely a result
worth celebrating!
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Pakistan Thalassaemia
Welfare Society

PAKISTAN
Contributor: Lt. Fahim Ahmed Khan

The Pakistan Thalassaemia Welfare Society (Regd.) was
established in 1991 and its pioneering work on prevention, cure
and awareness about thalassaemia has resulted in the creation of
treatment centres and thalassaemia societies in all major cities, as
well as the creation of Pakistan Thalassaemia Federation. The
society now has its offices in an impressive five-storey building
built with the support of the government and local
philanthropists. It now caters for the needs of its 500 patients
from the Rawalpindi/lslamabad area and aims to set up a
rehabilitation and vocational training centre soon, too. Space is
available for holding meetings and seminars.

The International Thalassaemia Day 2009 was celebrated here
with some 300 guests, including Chief Guest Mr Asad Mushadi,
President of the Rawalpindi Chamber of Commerce and a
devoted social worker. The occasion was organised entirely by
patients themselves: they have now acquired enough confidence
to understand their condition and are determined to lead a
normal life with the help of regular transfusion and chelation
therapy. Several patients spoke at the event, on all aspects of life
including medication, diet and family life. Five infusion pumps
were donated to patients.

TIF has also learned that the Society’s Vice President Lt. Gen (r)
Kamal Akbar recently completed his 100th blood donation on his
70th Birthday, on 11 February 2009. Mr Murtaza Burhani is a
close second at 99, hoping to complete his “century” soon. What
can we say but: We're impressed! Congratulations to all the
active patients and their devoted supporters.

Enthusiastic participants

NEBATA raises awareness in Manchester

UK

Contributor: Zanib Rasul

Reach Every Patient — the poignant slogan for International
Thalassaemia Day 2009 — was used by NEBATA (North of
England Bone Marrow and Thalassaemia Association) as the
starting point for organising an event to mark the day. With
this simple message they decided to do just that, by setting up
a stall outside NEBATA's headquarters and handing out
information leaflets — and to those who fancied it, a sweet!

As the stall was located opposite the Manchester Royal
Infirmary and in a busy area, the message surely got
to a wide demographic of people who would otherwise not be
exposed to it.

At the end of a hard day's work, colourful balloons were
released, and everyone - patients, family members and
volunteers — were treated to a magnificent buffet lunch at a
lovely Manchester restaurant.
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ATA Commemorates International Thalassaemia Day
ALBANIA

Contributors: Musa Zenelaj, Secretary-General of Albanian Thalassaemics Association (ATA), Prof. Dr Jani Bakallbashi

International Thalassaemia Day activities started as early as 27 March, on the

occasion of the 10th Anniversary of ATA's foundation, in the town of Lushnja
which is the area with the highest percentage of thalassaemia carriers. Many f -I." lI:I ["] I I:I
patients, parents and medical professionals, as well as students and school staff

participated in a meeting which was also attended by the County Prefect and | aouits 58 aseaihie Ehgiptan
the Vice-Minister of Health, Mr Arben Ivanaj. TV stations covered the event, and
information materials and books were given out to everyone interested.

In April, four TV programmes were aired on the topics of prevention and clinical
management. The main meeting took place on 8 May with the participation of
senior representatives of the health sector as well as medical personnel,
including the Minister of Health, Mrs Anila Godo who spoke about the
improvements achieved in treatment, stressing the contribution of ATA and
Musa Zenelaj. Also in attendance was the former health minister, Mr Leonard
Solis, whose contribution when in office was very important.

Among the speakers were Musa Zenelaj, who spoke on the topic of “The
patients’ rights and their participation in reform of the health system”, and Dr
Elena Nastasi who presented “An updated attitude towards individuals with
thalassaemia.” The main TV stations of Albania covered the event several times,
and it was featured also in the main newspapers.

™ P
ATA has recently published its own magazine, “Thalassaemia 2009”, which £ £ MAPARFS0 BT HA SEP BHFRERE m'”i.’f‘mﬂl snd

contains scientific articles, material from TIF Magazine, information about the et e

Singapore Conference, and summaries of papers on transfusion medicine in [ lE. &
Albania.

Thalassaemia Day in Malabar
INDIA

Contributor: Kareem Karassery, Gen. Convener, Blood Patients Protection Council, Malabar zone

Thalassaemia day was commemorated with a population blood screening programme, Hepatitis B vaccination programme, free
distribution of medicines, haematology medical camp and distribution of pamphlets. Mr Sudeendra Kumar, President of the Press
Club of Calicut, distributed medicines. Noted eye specialist Prof. Chandrakanth inaugurated the Hepatitis B vaccination
programme. Dr PM Kutty, President of the Malabar Thalassaemia Society, presided over the function. Kareem Karassery, Gen.
Convener of the Blood Patients Protection Council and the secretary of Malabar Thas. Society gave the keynote address.

Dr M Firoz, Ass. Professor of Pathology at the Medical College Hospital Calicut, gave a lecture on the subject of hereditary blood
disorders and preventive measures. In his speech he said that the newly-started HbA2 (HPLC) test at the Medical College Hospital
Kozhikkode will facilitate the prevention of haemoglobin disorders, which are growing alarmingly in the entire area of Malabar. In
his inauguration speech, Youth leader of Kerala and member of the Legislative Assembly, Mr Pradeep Kumar MLA stressed that all
NGOs should help the thalassaemia screening movement and participate in the process of prevention, not only in Malabar but in
the entire state of Kerala.

5 0.

v

)
Blood screening on the day ;i ] b Patients and parents
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A plethora of activities in Faridabad

INDIA

Contributor: Dudeja Ravinder, Gen. Sect., Foundation Against Thalassaemia (Regd)

The Foundation Against
Thalassaemia, as always, has
undertaken a wealth of
activities not just during May,
but since the beginning of the
year, to spread the message
about thalassaemia!

The dance and comedy show

Tar Ihe weiaey of Thplariemic Chidinn

T JUALDY JUWACELOW ; 1 -

In January, a special event was held for
the welfare of children with
thalassaemia, with many eminent
speakers and governmental
representatives. Children shared the
stage with famous comedians and
dancers, and many people were moved
to make donations for the benefit of
the patients with thalassaemia.

el |l

Epmatnl KhET
e e

In March, another educational event on
the occasion of the “Little India”
programme took place, again with song
and dance performances by children
about the culture of the different states
of India. All this in addition to their
numerous activities last year — the FAT
must really be commended for their
tireless inventiveness and dedication to
the welfare of the little patients!

gl Yagy® sf:-nn ﬂ-.n.--._rl_i_:!..‘u.-:_,:_.“
EVENT ORGANISER :

\ "
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Awareness programme conducted in Bhopal

INDIA

Contributor: CBS Dangi, Project Head, Thalassaemia Surveillance Cell, People’s Group, Bhopal

The Bhopal group from time to time
organises camps for mass screening and
voluntary blood donation, and the
Thalassaemia Surveillance Cell carries
out blood transfusion for patients.

On 8 May the group held a scientific
discussion and awareness programme
for patients and their families, presided
over by Chief Gues Mr Madhav Singh,
State Minister for the Government of

Madhya Pradesh and headed by Dr CBS
Dangi, Project Head.

Other speakers were Mr Kamal Nagar,
Secretary of the District Red Cross
Society, Prof. VK Bharadawaj,
Haematologist, Dr Jayashree Ambhore,
Pediatrician at People’s General
Hospital, and Dr BG Mahajan, Director
of the Delta Pathology Lab, who on this
occasion also adopted a young patient
for life-time treatment. Presentations
were followed by a question and answer
session for patients and parents.

The event was very successful and
highly appreciated by patients and
parents alike, who commented that it
was the first event of its kind where
they had gained so much information
and support!

Memento presented to Cheif iguest

TIF membership grows

TIF has recently welcomed new

* United Arab Emirates

members from:

* Belgium

» Cambodia

e Germany

o Italy

* The Netherlands
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Our membership now covers

94 general and voting associations
from 50 countries, and 113 associate
members from 41 countries.

TIF is currently developing a strategy
to improve and enhance the services
to our members — you will be hearing
from us soon about this!
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Guangzhuo commemorates 8th May

CHINA

Contributor: Tanushree Chatterjee, President, FTWG, Southern Medical University, PR. China.

The Fight Thalassaemia Working
Group of the Southern Medical
University organised an awareness
programme on the occasion of 8
May in support of all the children and
families affected by thalassaemia.
Tanushree Chatterjee, Programme
Coordinator and President of FTWG
gave a speech on the genetics and
inheritance of thalassaemia.

Tanushree had gained valuable
knowledge from participating in a TIF
workshop. She said the aim should
be to have good health for all, and
for patients with thalassaemia to be
accepted as part of the family and
not a burden. Chen Ru, another

speaker, mentioned that accurate
data on frequency are needed for
planning the control of thalassaemia
in the high-risk Guangdong Province
of southern China; and Lu Ming
added that the Department of
Genetics at Southern Medical
University has discovered that there
is a high prevalence of a-
thalassaemia (8.53%),
a-thalassaemia (2.57%) and both a-
and B-thalassaemia (0.26%). Overall,
11.07% of the population in this
area are heterozygous carriers of a-
and B-thalassaemia. Tanushree said
an awareness programme on
thalassaemia is very important for
aspiring future doctors.

The group with Dr Tanushree Chatterjee

Balikatang Thalassaemia educates with TIF books

PHILIPPINES

Contributor: Maria Liza Naranjo / Balikatang Thalassaemia Foundation

Balikatang (meaning “thalassaemics
supporting each other”) this year
organised a variety of simple yet
enjoyable festivities on 9 May, with
bingo raffle games followed by lunch
and the foundation’s general assembly.
In an effort to involve the younger
generation, three young patients aged
19-24 were invited to the organising
committee.

The Thalassaemia Center of the
Philippines, for its part, offered free

genetic testing for a- and B-halassaemia
and held its annual thalassaemia lecture

for health professionals.

But the activities of the Balikatang
foundation aren’t limited  to
International Thalassaemia Day: using
books provided by TIF, it will organise an
educational workshop on thalassaemia,
with the aim to train lay volunteers as
well as patients themselves to
understand the disease and its
management and to learn about

monitoring and with

treatment.

compliance

A mini library will also be set up for all
patients and doctors interested in
learning more about thalassaemia. We
are glad to see our books being put to
such good use!

Contribute to TIF Magazine!

Are we missing important news? Do you have something to share with the thalassaemia

community? Share it with us!

Thalassaemia International Federation
PO Box 28807, 2083 Nicosia, Cyprus
Email: thalassaemia@cytanet.com.cy

Please note that although we endeavour to publish all contributions, this may not always
be possible due to space constraints.
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IAPO launches Patient Safety Toolkit
TIF invites everyone to use this important tool

IAPO - the International Alliance of
Patients’ Organizations — recently
launched an important advocacy tool
for patients’ groups to inform and
support their activities for improved
patient safety: the Patient Safety
Toolkit. TIF works with IAPO on patient
safety issues through the “Patients for
Patient Safety” initiative, part of the
WHO World Alliance for Patient Safety.
We were present at a workshop that
took place in the context of IAPO’s
annual meeting on 15 May 2009 in
London, exploring the possible uses of
the new tool.

IAPO Director Jo Groves says: “When
we receive healthcare we expect it to be
safe. This is not always the case. Patient
safety incidents commonly affect
patients worldwide, regardless of the
status of their national healthcare
systems. The safety of patients can be
compromised in many ways including
medical  errors,  counterfeit or
substandard medicines and inadequate
cleanliness of hospitals.

In many cases, simple measures are all it
takes to significantly reduce the risk of
causing harm. In others, the problem
may be more complex, but in all cases a
solution should be developed that is
patient-centred, which requires the full
involvement of patients in the decision
making process.”
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The Toolkit contains background
information, facts, and figures on key
patient safety issues identified by IAPO’s
200 patient group members as of
immediate concern to them:

1. Medical error
2. Taking medicines correctly

3. Hospital acquired infections

4. Quality and safety of medicines

5. Injection safety

6. Reuse of single-use medical devices
7. Maternal and child health and safety
8. Patient participation in clinical trials
9. Advocacy and partnerships

10. Communications

The kit is currently available in English,
but IAPO welcomes any volunteers who
may be able to undertake its translation
into  other languages. Patients’
associations are also encouraged to use
any part of the toolkit for the benefit of
their own members, as long as
permission is requested from IAPO
beforehand and any materials used are
properly acknowledged.

For more information contact TIF at
thalassaemia@cytanet.com.cy or IAPO
at info@patientsorganizations.org




Kaisa Immonen-Charalambous reports
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How patients’ organisations can work more

effectively with WHO

IAPO workshop, 18-20 May 2009, Geneva

TIF was fortunate to be among the
participants of a workshop
organised by IAPO in Geneva on
18-20 May on how patients’
organisations can work more
effectively with WHO. The IAPO
team laid on an intensive seminar
and workshop on the first day,
followed by guided attendance at
this year’s World Health Assembly
(WHA) right at the heart of the
United Nations — the Palais des
Nations in Geneva.

Needless to say, it was very exciting to be
present at the world’s most important health
meeting, mingling with national delegates
from 193 countries, and to hear speakers
such as WHO Director-General Dr Margaret
Chan and UN Secretary-General Ban Ki-
Moon! But more importantly, the event
yielded some very valuable knowledge that
can benefit all patients’ organisations
wherever they are. So, naturally, we want to

share these “insider” tips with our members!

What is WHO's function?

WHO's main function is defined by its
constitution: “To act as the directing and co-
ordinating body on international health

work.” Its key areas of work are:

+ To provide leadership on matters critical to
health and engage in partnerships when
joint action is needed. However, in non-
technical (i.e. policy) issues it can only
provide leadership at the invitation of the
Member State in question.

+ To shape the research agenda and stimulate
research. Implementation is through
collaborating centres.

 To provide technical support and capacity-
building. The support of health ministries to
address the needs at country level is the
core of WHO's work.

« To set standards and norms, promote and
monitor their implementation. Patients’
organisations can be involved in this area in
developing technical guidelines.

« To articulate ethical and evidence-based
policy options.

+ To monitor the situation and assess health
trends.

How does WHA work?

The World Health Assembly is the supreme
decision-making body of WHO and consists of
its 193 Member States, meeting once a year in
Geneva. But that is only the culmination of a
very long process. What we heard discussed at
WHA had in fact already been discussed a year
ago at regional level. Following that, the issues
went before the Executive Board, which is the

IAPO - International Alliance of
Patients’ Organizations

IAPQ is a global alliance
representing patients of all
nationalities across all disease
areas and promoting patient-
centred healthcare around the
world.

Its members are patients’
organizations working at the
international, regional, national
and local levels to represent and
support patients, their families
and carers.

Visit
www.patientsorganizations.org
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body that sets the agenda of WHA. It has 34 members
technically qualified in the field of health, elected for a 3-year
term. The annual World Health Assembly is the last stage,
where final decisions are made and resolutions are passed.

The work of WHA centres on the meetings of two committees:

Committee A (on technical issues) and Committee B (on
administration). These committees review, debate and revise
the draft resolutions recommended by the Executive Board and
report to WHA. Committees can spend a long time debating
the wording of any particular resolution, and the timetables at
the Assembly are flexible to say the least: final schedules are
often not available until the last minute. Issues are moved from

one day to the next, and | was told by someone in the know
that the most politically contentious debates are often placed
at the very end of a long day, or at the end of the week —
presumably to deter all but the most dedicated opponents...

The limitations of WHO

WHO is a member state-led organisation — also called an inter-
governmental organisation. Therefore, civil society and NGOs
are not its first concern. WHO is a coordinating body
that provides leadership, support, capacity-building,
recommendations and norms. However, implementation is not
within its scope. WHO has in fact no authority to describe the
health system of a member state, or to direct its health policy
in any way without specific permission. The Regional Offices of
WHO function autonomously, and Regional Directors are
elected by all the national health ministries of the region. The
headquarters, in this case, is at the service of the regions — not
the other way round. For these reasons, official recognition at
member state level and regional level is very important to any
NGO that wishes to influence the agenda of WHO.

There is sometimes a misconception that WHO is a funding
organisation. In fact, not only does WHO not offer funding, it
competes for the same funds as NGOs! Its biggest funders are
its member states (particularly the UK and US), and additional
funding comes from international foundations, private and
non-governmental sources. There are possibilities for NGOs to
get some support for specific work on a project in a specific
programmatic area, but core funding is not available.

How to get started with WHO?

« Identify which individuals from your government attend
high-level meetings at WHO and make health policy
decisions. If your NGO is already in official relations with
WHO, start at the Regional Committee and ask for a
meeting.

« Within the ministry of health, be prepared to look in
different directions: sometimes a friendly bureaucrat can get
things done inside the ministry more effectively than the
minister herself/himself. The highest-level person is not
always the best person to approach.

« The key person may not always be at the ministry of health
at all. Ask yourself who makes the real decisions in a
particular area: for example, in drugs pricing and health
budgets, it is just as likely to be the finance minister. In
almost any area, a key influence may be the prime minister
or president, if you can get access!

* Check what WHO documents the national government has
already signed up to connect your issue to the
implementation of those documents.
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« See if your organisation could join an expert working group
on a specific project. WHO works in partnership with
different stakeholders and patient organisations’ input is
often welcomed.

* If you are thinking about attending the World Health
Assembly, plan and prepare in advance. Decide what specific
aims you want to achieve, identify the national delegates
you want to speak to, and arrange a meeting in advance if
possible.

* Ask TIF. TIF is here to support the efforts of our member
associations in influencing their national and regional health
policies. We will be happy to write letters, request meetings
and issue recommendations.
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Ninava Thalassaemia Society undertakes a wealth
of activities
IRAQ

Contributor: Altaee Thair I. Khalel, Ninava Thalassemia Society

— ~1 4 e TUSIERSSERE The NTS s currently constructing a new
! treatment centre at the Ibn Al-Atheer

Hospital in Mosul, in collaboration with the
Japanese Peace Wind Organisation. It is also
developing a database of its members —
thalassaemia patients and their families. The
Society distributes Desferal pumps to
patients free of charge, repairs pumps when
necessary, and also supplies patients with
medical consumables, all in order to
encourage patients to comply with their
life-saving iron chelation treatment.

A major activity is building networks and
making contracts with other actors, both
governmental and non-governmental, in
order to support social and humanitarian
programmes. In coordinating with religious
scholars and government, about 500
volunteers have been recruited to become
life-long non-remunerated blood donors!

The Ninava Thalassaemia Society is a very active Bone marrow transplantation is being promoted in
patients/parents’ group based in Mosul. Its coordination with the IME Foundation in Italy, with 16 Iragi

activities concentrate on the areas of healthcare ~ Patients since 2005 having successfully undergone the
procedure. A major project was started in November 2008 in

— improving treatm?nt: patient support, blood coordination with the Iragi Health Ministry, IME Foundation
bank, a thalassaemia centre — and the Italian Ministry of Health, to enable 25-100 lIraqi
and society — educational and patients to have BMT treatment each year, subject to the

clinical conditions being met. The IME will also train two Iraqi

awareness-raising activities. .
9 teams and renew the BMT centre in Baghdad.

Official TIF delegation to PR China 17-23 June 2009
TIF joins official Cyprus Ministry of Health delegation

A delegation visit to China, planned for later this year, has materialised earlier than expected as TIF was invited to join an official
delegation of the Ministry of Health of Cyprus between 17-23 June. The visit thus took place in a very high-level political context,
which can only help towards engaging the collaboration of national health authorities in the province.

1st Workshop on Haemoglobinopathies, Guangzhou, Guangdong Province

A first workshop was held in Guangzhou on 22 June, made possible by an unrestricted educational grant from Novartis, with the
aim of providing medical professionals and patients/parents with the latest updates on management and prevention. The Cyprus
Minister of Health, Dr Christos Patsalides and Mr Panos Englezos, President of TIF, delivered the welcoming speeches at the
workshop, which attracted around 100 doctors and 60 patients/parents from Guangzhou as well as Nanning. TIF's educational
materials translated into Chinese were distributed to participants. A detailed report of TIF's activities in China will appear in the
next issue of TIF Magazine.
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Thalassaemia experts gather in Sao Paulo — 2nd Pan-American

Conference on Thalassaemia
BRAZIL

ABRASTA — the Brazilian Association of Thalassaemia — held the
2nd Pan-American Conference on Thalassaemia on 7-9 May
2009 in Sao Paulo, Brazil, which attracted 142 participants
from 12 countries of North and South America. The
programme, aimed at health professionals, covered all aspects
of treatment; a poster exhibition presented epidemiological
studies from the American continent. An art exhibition of
works donated to ABRASTA on the theme of blood donation
by major Brazilian artists was also part of the conference.

"We believe that information is the principle of a quality
treatment, and we are proud to be able to do our part,
bringing back renowned international experts to share their
experiences with haematologists across America," said the
president of ABRASTA, Merula Steagall.

A detailed conference report is available on ABRASTA's website
www.abrasta.org.br

Innovative campaign for blood donation in Cambodia -

bringing donors and patients together
CAMBODIA

Note: the following are edited excerpts from an article about thalassaemia published in the Phnom Penh Post on 8 May 2009.

Without treatment, the life expectancy for a patient with thalassaemia major can range from about 2 to 20 years, depending on
the severity, according to Dr Robyn Devenish. She began research on the disorder at Angkor Hospital for Children in 2003, after
noticing that a large percentage of anaemic patients, assumed to be iron deficient, had symptoms related to thalassaemia. Some
300 blood samples were sent to Thailand for testing. “The results came back with 68% having at least one form of thalassaemia,”
Dr Devenish said. “These were all anaemic patients, so the results were quite high. | conducted a study across the board of 300
outpatients and found that 48% were either carriers or had thalassaemia major.”
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The blood must also be fresh to be effective.
In an effort to fill this need, Dr Devenish said,
a new campaign will be launched in
conjunction with International Thalassaemia
Day to find donors willing to contribute blood
once or twice a year. These donors will be
matched with a specific thalassaemia patient
with the same blood type. This way, blood
could be donated and transfused within days
when the child needs it, increasing its
effectiveness.

Two studies are currently underway that are
showing similar results, suggesting that at
least 1%, or 140,000, Cambodians suffer
from thalassaemia major. Millions more
without symptoms are unaware of the risk of
passing the disorder to their children.

For information regarding the
Thalassaemia blood donor
programme in Cambodia,
contact Dr Chean Sophal

(tel. 012 764 575 / email
sophalces@yahoo.com) or

Dr Robyn Devenish

(tel. 012 972 638 / email
RLD@iinet.net.au). To donate
money to the Cambodian
Thalassaemia Association or to
become a member, contact
Mr leng Auntouch (tel.

017 589 696 / email
auntouch_ieng@yahoo.com).

Mr leng Auntouch, whose two sons both
suffer from thalassaemia, became Chairman
of the newly-formed Cambodian
Thalassaemia Association (CTA) in October
last year. “When my first son was diagnosed, |
was shocked to find that in a country with
such high prevalence there is almost no
awareness,” he said. "I helped set up CTA so

“If donors were willing to spend just one hour
twice a year donating blood, they could allow
one child who would otherwise be without

other families would not have the same
situation as me.” Auntouch said that within
the Cambodian medical profession there is
still limited knowledge of how to diagnose
and treat the disease. As yet, the Ministry of
Health does not list thalassaemia as a priority
disease, so no funds are allocated towards
awareness and medical training.

As the CTA is only recently formed, Auntouch
urges corporate donors to come forward to
donate or become regular sponsors of the
association, so community events can be held
to raise awareness of this disease in
Cambodia.

Blood shortage

Although blood is supplied to patients free,
shortage of donors is also a constant problem.
Dr Hok Kim Cheng, Deputy Director of the
National Blood Transfusion Center, said only
25% of the blood supply comes from
voluntary donors. To keep adequate blood
stocks, the blood required needs to be
replaced by family members of the patients,
but donors can only give blood once every
four months. “Currently we cannot satisfy all
requests,” he said.

hope to live a normal life, taking a huge
burden off the parents who are always under
tremendous pressure to find a donor. This
would also mean that there would be a lower
risk for the child to receive blood
contaminated with hepatitis and other
infectious diseases.” However, with fewer
than 300 patients currently undergoing
treatment in  Cambodia, Dr Devenish
estimates there could be over 40,000
undiagnosed Cambodians with thalassaemia
major, all of whom will have a shortened life
expectancy if not receiving regular blood
transfusions.

In many countries where thalassaemia major
was once prevalent, such as Cyprus and
Singapore, new cases have been reduced to
almost zero through national control
programmes. Thailand, which currently has a
carrier rate of 30-40%, has followed suit with
compulsory screening for thalassaemia during
pregnancy and genetic counselling for couples
who are both carriers. “There are some
families out there with up to three children
getting regular transfusions,” Devenish said.
“If they'd had genetic counselling they would
have been aware of the risks.”

First Seminar on Medical Care in Thalassaemia
IRAN

Contributor: Afshan Shirkavand

The first two-day Seminar on Medical Care in Thalassaemia
was held on 15-16 January 2009 in Tehran. The educational
event was aimed for physicians who treat patients with
thalassaemia in the various medical centres of Iran, and was
organised by the Iranian Thalassaemia Society in collaboration
with the Tehran University of Medical Sciences and children’s
hospital. President and Scientific Chairperson was Dr Mina
Izadyar. Mr Mohammadreza Mashhadi, Manager of the Iran
Thalassaemia Society, was the Executive Manager of the
seminar. The topics covered all aspects of thalassaemia, its
diagnosis, treatment, complications, prevention and psycho-
social issues, giving an in-depth update to physicians about the
most up-to-date knowledge and standards of the
management and prevention of the disorder.
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Better diagnosis for Cambodia’s patients
HPLC machine donated by Doctors of the World and TIF is already being

used for pilot studies

CAPTION:

t: Mr Ramli Yunus,
ish and Dr Matheos
iring the brand-new
hine (October 2008)

To screen large numbers of people for haemoglobin disorders,
an automated system is required which can handle many
samples in one run and separate the Hb-fractions with high
resolution and great sensitivity. High Pressure Liquid
Chromatography (HPLC) is an automated method that allows

simultaneous detection and quantification of Hb-fractions, is
simple to operate and can analyse up to 200 samples per day.

Through the kind donation of Doctors of the World Cyprus, in
collaboration with TIF, a new Bio-Rad HPLC machine was
purchased in October 2008 for the NPH laboratory in Phom
Penh, together with reagents. The NPH Laboratory could
become the thalassaemia diagnostic reference laboratory to
carrier screening for the whole of Cambodia.

The latest news is that this machine is being fully utilised, and
a study has been conducted to analyse various haematological
and iron-related markers in about 400 Cambodian females, in
an attempt to:

(i) identify an algorithm according to which definite carrier
diagnosis of thalassaemias (a-, B-, HbE, etc) can be
confirmed;

(i) confirm diagnosis of the homozygote state; and

(iii) achieve differential diagnosis between carrier states and
iron deficiency anaemias.

A further study involving 900 children will be conducted to
clarify the difficulties observed in the first study, as HbE in
combination with B-thalassaemia is a known problem in this
region of the world.

Addressing thalassaemia in Bangladesh
Thalassaemia workshop at Dhaka Shishu Children’s Hospital, Dhaka, 29
March 2009 coupled with fact-finding visit and policy meeting with health

authorities
Contributors: Dr Paul Telfer, Prof. Waqgar A Khan

Dr Paul Telfer, a UK-based consultant
heamatologist and TIF medical callaborator,
visited Dhaka, Bangladesh in March 2009 on a
TIF-supported fact-finding visit in the context of
a workshop held at Dhaka Shishu Children’s
Hospital organised by Prof. Waqar Khan, also a
long-time TIF medical collaborator.

The workshop provided post-graduate training
in thalassaemia management for paediatricians
and attracted about 150 participants.

Thalassaemia is the most common genetic condition affecting
Bangladesh, with B-thalassaemia carrier frequency around
1-5% and HbE between 4-10%. The HbE trait is about 2-4
times more frequent than B-thalassaemia, and the commonest
thalassaemia syndrome is HbE/B-thalassaemia. New affected
births number 5,000-7,000 per year, of which about four fifths
are HbE/BB-thalassaemia. There may be 30,000-50,000
affected patients in Bangladesh.

HbE/beta thalassaemia is known to be variable in clinical
severity, with about 20-30% patients requiring regular
transfusions from early childhood (thalassaemia major), and
another 50% being moderate to severe thalassaemia
intermedia: symptomatic, but requiring only occasional
transfusion in childhood. The remaining 25% are mild
thalassaemia intermedia, and may not be diagnosed at all
during childhood.

Bangladesh has a basic healthcare service with general
coverage, and there is evidence of improving health statistics,
but many challenges remain, such as sanitation, nutrition and
control of common childhood illnesses. Genetic diseases are
not yet considered a priority in public health planning.
Awareness of thalassaemia generally is low.

The purpose of the visit in March was to assess the current
situation of thalassaemia prevention and care in Dhaka, and to
develop collaborations and explore means of improving the
prevention and treatment programme. Dr Telfer then made a
number of visits to the thalassaemia clinics of Bangladesh
Thalassaemia Society, Bangladesh Thalassaemia Foundation,
and the clinic at Dhaka Shishu Hospital.

TIF MAGAZINE_MARCH 2009_www.thalassaemia.org.cy
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Education through television

There was an urgent need to educate the public and raise
awareness about thalassaemia. Through the good will of a TV
documentary producer who is a relative of a thalassaemia
patient, a special documentary on thalassaemia was
developed. Footage was filmed at the Shishu Hospital clinic,
with interviews of Dr Telfer and Prof. Khan who explained
about the inheritance of thalassaemia, the clinical features,
treatment, and the difficulties faced by families.

Several mothers and children attending for transfusion were
also interviewed. The programme was aired on Channel 1, TV
of Bangladesh, in two parts in May, and we hope these
programmes will be made available for wider distribution in
due course.

Developing health policies

Drs Telfer, Chowdhury and Khan also had an opportunity to
meet with the Director General of Bangladesh Health Service,
Prof. Shah Munir Hossain. The doctors explained the current
thalassaemia situation and recommended that the Health
Service should develop a special healthcare strategy for
addressing genetic conditions, with thalassaemia as a model.
The importance of this issue was recognised, and it was agreed
that prevention and care were long-term goals which would
need to be tackled in a step-wise programme.

Three issues were identified for initial development:

1. Raising public awareness using various media and
educational opportunities

2. Improving the training of doctors, possibly through an
educational programme developed at the Shishu Hospital

3. Improving diagnostic facilities across the country to enable
accurate carrier detection and case diagnosis.

Prof. Khan agreed to submit a business plan to the Ministry of
Health, developing these themes.

Amal Thalassaemia Community Center

PALESTINE

Contributor: Anton Skafi / Thalassaemia Patients Friends’ Society (TPFS)

For many years now, the Thalassaemia Patients Friends' Society
(TPFS) has worked tirelessly to raise awareness about
thalassaemia in Palestine. As a result, the Palestinian
community has made significant progress towards its goal: a
Palestine free of thalassaemia. There are still some new births
every year, but much fewer than some years ago.

The new cases in the past year were reported in the Northern
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Districts of the West Bank.
Thalassaemia is most common in
the North: the ratio of patients is
38.9/100,000 compared to
13/100,000 elsewhere in Palestine.
As a result, it was felt that a special
centre was needed to tackle the
challenge of prevention in that area
through  ongoing  awareness
campaigns, as well as providing
specialist counselling and psycho-
: social support to patients. From
B there came the idea of establishing
ﬁ T the Amal Thalassemia Community
e Center. The centre is based in
Tulkaram and will serve all the
Northern Districts — Nablus, Jenin,
Toubas, Salfeet and Qalquilia -
directing and coordinating their local work, holding training
workshops and undertaking a wide range of other
programmes and activities.

k-
a Cbmmunity.fenter

The realisation of the project was possible thanks to a grant
from the Arab Fund for Economic and Social Development. The
funds materialised a few moths ago, and the Centre started
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working immediately. The official opening took place in June,
although the work of the Centre is already well underway.
There will be around 10 staff who will direct the work in the
surrounding districts — six coordinators plus administrative
staff. A five-year strategic plan will guide the work, and an
Advisory Panel will be formed to review progress and make
required modifications.

Anton Skafi, member of the TIF Board and TPFS, says: “We feel
that the Amal Thalassaemia Community Centre is an
important pioneer project, both in Palestine and in the whole
region. Its main aim is to create a prevention strategy that is
compatible with local traditions and religions, especially in
matters such as prenatal diagnosis, termination of pregnancy,
etc. We hope that the Centre will serve as a model to be
applied in other districts of Palestine or at regional level.”

The activities of the Centre include:

+ Health education and media work through the specialised
teams that have been set up in both areas.

* Publishing awareness and educational materials.

« Establishing a database on the spread of the thalassaemia
genes.

« Seminars, lectures and other educational and prevention
activities. Already, several such events have been organised
in the past few months.

« Monitoring the medical status of patients and identifying
ways to improve the treatment provided, making up a
personalised plan for each patient when necessary.

 Psycho-social support. Presents have been given to patients

who have finished school, recreational evenings have been
held for patients in different districts, and discussion sessions
have been held between patients to share experiences.

+ Promoting community dialogue to find the best means to
prevent the birth of new cases, without any negative effects
on current patients or carriers.

 Pre-natal tests offered to pregnant mothers of patients.

* Education on the importance of blood donation. Several
blood donation campaigns have already been carried out.

The Amal Centre will be collaborating directly with other
community, governmental and private institutions working in
the field of public health, primarily the Ministry of Health and
Ministry of Education and Higher Education. Already, the
Ministry of Education and Higher Education has agreed a joint
study that will survey 8,000 students on their awareness about
thalassaemia and hereditary diseases, as well as their behaviour
in this regard. The team will work hand in hand with both
ministries to train health staff and caregivers, and prepare
information campaigns for citizens.

An agreement has also been signed with the UNRWA to
include thalassaemia patients in the Agency’s voluntary
projects and training. Further cooperation projects will take
place with other health organisations, including the Health
Work Committees (HWC) and the Palestinian Medical Relief
Society (PMRS).

Focus on the Middle East: 400 participants from 17 countries

gather in Damascus

1st Pan-Middle East Conference on Haemoglobinopathies

The first ever Pan-Middle East Conference on
Haemoglobinopathies took place in Damascus,
Syria on 1-2 May 2009, organised by TIF under
the auspices of WHO and under the patronage
of the First Lady of Syria, Mrs Asmaa Al-Assad.
The President of the Organising Committee was
Dr Kusai Al-Zir of the National Thalassemia
Center, Syria and the President of the Scientific
Committee, Prof. Ali Taher of the AUB Medical
Centre, Lebanon.

Focus on the Middle East

Haemoglobin disorders, mainly thalassaemia and sickle cell
disease, have a high prevalence in the Middle East and must be
regarded as a priority public health issue. The carrier rate in the
region varies between 3% and 6% of the population for B-
thalassaemia, while for sickle cell disease prevalence is much
higher — up to 15% in some areas. Annual new cases, in the
absence of national prevention and education programmes,
vary from low to very high, based on carrier rate, population
size and birth rate. It is further increased by the custom of
consanguineous marriage, which is common in the region.

There is a need for joint efforts between national health
authorities, the medical communities, religious leads and
patients’ groups to develop national programmes for the
control of haemoglobin disorders that are both appropriate
and acceptable to the communities and take into
consideration local cultural, ethical and religious traditions.

Members of the Syrian thalassaemia
association
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Regional efforts

For many years, TIF has collaborated closely with patients,
parents, the World Health Organisation, national authorities
and the medical community in promoting such programmes in
the Middle East region. The First Pan Middle East Conference
is TIF's second regional conference, following the Pan-
European Thalassaemia Workshop held in Lisbon in 2007. Such
events form part of our recent efforts to address more
specifically the needs of each region.

The Middle East was chosen as the focal region for 2009
because of the high prevalence of haemoglobin disorders, and
also because of the need to continue improving and upgrading
health services, both for prevention and clinical management.

Science, politics and shared experiences

In his opening address the President of TIF, Mr Panos Englezos,
said: “The acceptance of her Excellency the First Lady of Syria
Mrs Asmaa Al-Assad to place this Conference under her
patronage is a solid proof of the recognition of the need of all
stakeholders and patients to unite and strengthen their efforts
towards achieving better quality of life for our patients with
thalassaemia and sickle cell disease in the region.
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“TIF is committed to continue collaboration with WHO, which
has through the years done very valuable work in this area;
with the national health authorities of all participating
countries; with our medical and scientific network of
collaborators across the region; and very importantly, with our
patients and parents, as one single body with a very strong
voice aiming to achieve a long life and good quality of life for
our patients. It is our goal to enable each and every one to
have equal access to quality health care, which is not only the
fundamental right of every patient across the globe but the
mission and reason of existence of this Federation.”

The Conference was very well attended, with 260 health
professionals and 151 patients from 17 countries of the Middle
East. The scientific programme ran over two days, covering all
aspects of prevention, management and care of thalassaemia
and sickle cell disease, and a one-day patients’ programme
which included lots of opportunities for interaction and
debates. The faculty included experts of international and
regional expertise. Encouragingly, the health authorities of the
host country, Syria, as well as the WHO Regional Office were
well represented.

A parent from Egypt, Mr Afaf El Amoudy, said he enjoyed the
Conference: “I really learned a lot from all the sessions and it
was really useful for us, as parents new to this disease, to be
part of this event. Also, it was a great opportunity that we
shared the parents’ experiences together and not only the
medical procedures and information.”

Next steps

A report of the outcomes of the conference is in preparation
and, when finalised, it will be provided to WHO and the
national health authorities of each country in the region in
order to constitute the cornerstone for TIF's future activities.

Based on this report, a five-year Strategic Plan of Action will be
prepared, defining the common needs of the region as well as
the specific needs of each country. A Pan-Middle East Network
of patients, parents and medical specialists will be developed,
together with an educational and training programme based
on the perceived needs. TIF will also aim to establish
constructive collaborations with the health authorities of each
country, working hand in hand with local patient
organisations.

TIF Board meeting — 30 April 2009, Damascus

In the context of the Pan-Middle East Conference, the TIF
Board took the opportunity to convene the first of its two
scheduled meetings for the year 2009. Most Board members
were able to travel to the venue to attend the meeting. The
Board discussed a number of policy and administrative issues,
as well as latest scientific advances in therapies, and made a
number of decisions and recommendations for future
directions.

Dr Kusai Al-Zir -pr;senting ;-"
memento to Mr Englezos
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2nd International Workshop on Thalassaemia in Eastern India
Kolkata, 7-8 March 2009

INDIA

Contributor: Mr Sushital Mitra / The Haematology Foundation

In this most highly

affected region of India,
efforts to curb

thalassaemia started many
years ago with TIF's active
participation and support, and
they continue to this day.

This year’s highlight was the
2nd International Workshop
on Thalassaemia in Eastern
India, held at Ramkrishna
Mission Seva Pratisthan
Auditorium, Kolkata.

The event, organised with
TIF's support, attracted around
300 delegates — physicians,
patients and parents from the
West Bengal region, but also
from neighbouring
Bangladesh.

Mrs Tuli and Dr Chandra

Thanks to the combined efforts of Dr S
Chandra, Convenor and Chairperson of
the Organising Committee, and Mr
Sushital Mitra, Organising Secretary of
the workshop, the event was organised
with the utmost professionalism.
Internationally recognised speakers
from India and abroad were able to
impart the most up-to-date knowledge
on all aspects of treatment and
prevention to an appreciative audience.

Speaking at the opening of the
workshop, Dr Chandra said: “The very
purpose of having such workshop is
that physicians dealing with patients are
regularly updated with the scientific
developments taking place all over the
world. Patients and parents, too, need
regular updates to their knowledge."”

Mrs Shobha Tuli, TIF Vice President, who
represented the Federation as a Special
Guest of the Workshop, agreed and
thanked the organisers, the
Haematology Foundation, for taking
this important initiative. Mr Chittotosh
Mukherjee, retired Chief Justice of the
Kolkata High Court and Chief Guest,
also spoke, remarking that such events
are valuable and hoping that they
would  contribute to  improved
treatment and other facilities for
patients.

After hearing the submissions from the
representatives of various thalassaemia
associations, Mrs Tuli opined that every
association should take more concern to
improve the treatment and other
matters relating to thalassaemia. She
invited all associations to submit their
recommendations to TIF: “TIF is working
hard towards this goal, and if we all join
our efforts together we can achieve
more, much faster. Events like this,
bringing together health professionals,
patients and parents, are a very
necessary tool in our global and national
efforts”.

TIF would like to take this opportunity
to congratulate all the local patients’
associations as well as our medical
collaborators for their hard work,
dedication and determination through
the years to improve the lives of
thalassaemia patients and their families.
We would also like to give special
mention to Dr Prosanto Chowdhury,
whose entirely voluntary contribution in
translating TIF's educational materials
into Bengali, has been an immense help
in educational efforts and benefited
patients and parents both in India and
in Bangladesh!
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EASY — Our answer to community based
integrated approach to haemoglobin and related

disorder screening
Dr Prosanto Chowdhury MBBS, PGDMCH, FIIMT

Prevention is a vital constituent of haemoglobinopathy control. This could be achieved through carrier screening, the
aim of which is to offer carrier testing to every member of the population. The main conditions detected by screening,
according to population characteristics, would be Haemoglobin S, C, D, E, f and ae , Thalassaemia Traits.

There is a battery of tests available to diagnose such disease states. These tests are sophisticated and expensive,
requiring not only technical expertise but sophisticated equipments too. They are principally located in major cities, and
beyond the reach of the population at risk, making mass community participation difficult. At the same time the
laboratory has to perform different tests to cover the whole spectrum of common haemolytic anaemias.

A better approach is a test that is affordable to the general population, covers the whole spectrum of common
anaemias and is decentralised. Our answer to a comprehensive and integrated community-based screening approach
is Easy

This system comprises quantitative estimation of haemoglobin, followed by semi-automated Turbidimetric method,
capable of screening out the normal population from individuals with B and a° thalassaemia and haemoglobinopathies
like S, C, D, E, carriers and patients, either singly or in combination. In addition this system can also screen for unstable
haemoglobins and RBC enzyme deficiencies

Easy is a screening test developed to suit all the needs of a community-based programme and ensure 100%
coverage. The sample required for running the test can either be capillary (finger prick sample) or venous (collected by
standard phlebotomy procedure into a tube containing K2EDTA as anticoagulant) blood. All the consumables required
are supplied with the kit, except for the de-ionised water, which has to be procured locally, for reagent reconstitution.
The reagents are supplied in glass bottles with detailed instructions for reconstitution. The calculated amount of blood
when mixed with such reagent solution, will give rise to biochemical reactions which will make the same blood in
different cuvettees to behave differently. This difference in behaviour would be detected by a simple instrument, which
can run on battery as well as normal power.

The previously calibrated instrument will print out the report. The report will proclaim the sample as NEGATIVE or
SUSPICIOUS. NEGATIVE means that the person whose sample has been tested is not a carrier or patient. SUSPICIOUS
means that the person whose sample has been tested can be a carrier or a patient. If declared as suspicious the person
has to undergo further testing for confirmation of status, which can be guided by the nature of the test positivity.

In the field trials done in three phases, the following parameters have been obtained:

Phase 1: Sensitivity: 98%, Specificity: 84%, False Positive: 4%, False Negative: 0%.
Phase 2: Sensitivity: 96%, Specificity: 85%, False Positive: 3%, False Negative: 0%.

Phase 3: Sensitivity: 97%, Specificity: 84%, False Positive: 5%, False Negative: 0%.

The high sensitivity, moderate false positive and very low false negative percentages make Easy an ideal tool for
effective mass community screening.

Let us look at the economic impact this test will have on the community. Easy costs about one tenth of the “gold
standard”, so if implemented, with the current rate of false positives and true positives, who are to undergo repeat
testing, the community will still save a huge sum, yet the required impact would be achieved.

So the ideal cascade for logical screening would be, Easy followed by HPLC of the suspicious population. The
negatives as per Easy are true negatives. The ones whose disorder status has been detected by HPLC are kept aside
and the negatives as per HPLC should be retested by DNA-based methods, RBC enzyme assays and tests for unstable
haemoglobins. Those declared as negative for all such parameters will join the previously declared true negative pool,
and the disorder status of the rest should be declared.
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PATIENT

By Saeed Jaraf al Awadi — United Arab Emirates.

TIF is very grateful to Saeed for sharing his story with us, and would like to congratulate him for his courage and persistence!

I would like to share my life experiences by ascending gradually
towards different stages of my life.

To start with, my birth. | don’t remember much(!) until when |
was about six months old. | can remember | fell ill, became pale
and couldn't sleep. I also remember a lot of needles, medicines
and innumerable check-ups. Indeed, something was wrong
with me, but to reach a diagnosis | went through a lot of pain.

In earlier days, when there
were no thalassaemia
specialists, doctors didn't
know what was wrong
and | received many
different diagnoses. Some
doctors concluded that |
was  suffering  from
anaemia, and some said |
had low iron levels. But
my parents, who love me
so much, wanted to be
100% sure of my
condition, so we travelled
to 3-4 different countries
to see doctors. It was only
in Germany that they
diagnosed me  with
something called
“thalassaemia”. At the
time, we were all unaware
of this condition. But a
doctor in the UK
confirmed the diagnosis, and so | was diagnosed with B-
thalassemia major at the age of just 6 months.

It was the most miserable moment for my parents. It took
them a while to accept that their son was a victim of this fatal
disease. It was also shocking to them, because my parents
were not even related biologically. They came from different
families. This was a clear outcome of the lack of awareness
about thalassaemia and the unavailability of pre-marital testing
schemes.

Matters kept getting worse, since here in UAE we had no
special clinics or medical centres to deal with thalassaemia
patients. Every month it would be a real mission for my parents
to find a hospital or clinic where | could get my blood
transfusion safely. | have been transfused blood from almost all
the hospitals located in UAE.

But my point here is not just about my suffering, but about the
dilemma of my parents as well. | was an infant unaware of
what was going on around me, but my parents were the ones
hardest hit by this misfortune.
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As | was growing up | was very excited about starting school,
just like any other normal kid. | was also lucky to find a friend
who was also a patient with thalassaemia major. But things
weren't as we wished. Being boys, we loved to play sports, but
the teachers used to stop us from taking part in the annual
sports event because of our condition. Every single year, we
used to bring a letter to school signed by our thalassaemia
doctor, so that we would be given a chance to participate in
activities like the other children. The school days got worse,
especially after | started chelating therapy using a Desferal
pump. | suffered internal injuries from the regular injections,
and | was missing 2-3 days of school every week. But life
naturally teaches every individual how to live, and we learned
how to cope, too.

When | was six years old, there was another sad event, when
we welcomed twin baby boys to our family who were also
unfortunately diagnosed with thalassaemia. But they were in a
better condition than me, since by that time UAE had already
initiated a well-equipped Thalassaemia Centre. My brothers
were lucky to be diagnosed and treated much faster than | had
been. | could also see awareness campaigns being launched in
my country, spreading the awareness of pre-marital testing and
so on.

Now we come to the most important phase of my life, which
is adulthood. | was very nervous about getting a decent job,
considering my condition. But, fortunately, things came easily
to me. | got a great job at the Department of Health & Medical
Services of UAE, where | got the opportunity to work in the
Thalassaemia Centre itself. The most important benefit of this
job was the fact that everyone knew about my condition.
Many of us go through a lot of stress when we have to tell our
employers about our medical condition. | have also seen my
fellow thalassaemia patients suffering a lot, failing to comply
with their injections and their studies. As a result,
unfortunately many of them did not graduate and have to
struggle a lot to get a decent job in today’s competitive world.
So | consider myself very lucky to have had this opportunity so
easily.

But good luck has never come easy to me. The most important
phase of my life arrived when | had to chose my life partner.
What happens in our culture is that the suitable males are
asked to chose a girl of their parent’s choice so that the
parents can propose to the woman'’s family. But my case was
clearly different. Even if | chose a girl, on what basis would my
parents send proposals? Health and wealth are the foremost
qualities that any girl’s family look into. | had wealth on my
side, but not good health. Even if some level of understanding
were created between my family and the girl’s, would they
allow their daughters to go through pre-marital testing? This
was a major issue, involving a lot of mental and emotional
anguish.

People failed to understand that me having thalassaemia was
only a small part of the problem, whereas the girl's condition
was key. People could not grasp the idea that if their daughters
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are free from thalassaemia genes, they would give birth to a
normal child and live a perfectly normal life, regardless of me
being a thalassaemia major patient. The problem of convincing
families to get their daughters tested seemed never-ending.

“We are lucky to have so much love
showered upon us”

But, as | said earlier, life teaches it all and has its own way of
bringing things to us. I am now happily married with two kids.
| am the Coordinator at Thalassaemia Centre Dubai, and also
Board member and Financial Manager of the Emirates
Thalassemia Society, an organisation which was established in
1997 and which has truly taken serious steps in tackling the
needs and problems of thalassaemia patients. Being a part of
Emirates Thalassaemia Society, | have realised that so many
patients need support from the society and from
well-functioning organisations like the one | am presently
working at.

| am sure that many of you patients empathise with the way
my life has been going until now. All of us are in the same
boat. Our identity is not like other people’s, who are known for
their remarkable jobs or skills — whereas we are known more
for our struggles and sufferings. But this is not something we
should be sad about. We are indeed different and special. Not
many people get a chance to show this hidden side of their
lives and get appreciated, but we do! We should also consider

ourselves lucky that we are showered with so much love and
caring throughout our lives — by our parents, friends, doctors
and even nurses.

In conclusion, | would just like to stress one very important
point. Although my country has already implemented a law to
make it mandatory for marrying couples to have a pre-marital
test, this still doesn't seem to be enough, considering the
problems | myself faced regarding marriage. Everything is
decided on the marriage proposal, and pre-marital testing is
only carried out at the end. This creates many problems. |
would like to encourage everyone to start such precautionary
schemes when young people are still at high school — in this
way, patients and their families will save themselves the stress,
later on, of convincing other families to get their sons or
daughters tested for marriage.

| wanted my story to make an important point: just a simple
blood test, done at the appropriate time, can save a person
from all the agony and distress that | had to go through in my
life. One way to encourage this, and contribute towards a
better society, is to spread the word about it. | have done my
job by sharing my story with all of you. What about you?

“Just a simple blood test can save a
lot of agony and distress”

TIF Wants to Hear Your Story!

Send us your stories —

as thalassaemia patients,
parents, or as health
professionals making a
difference in your country.
We know there are many
difficult stories — stories
that are not easy to write,
or read, but nevertheless
have always their own
important message.

But there are also many
happy and hopeful
stories.

We would like to invite anyone who
is interested to share their
inspirational stories with TIF. We will

publish some in the pages of this
magazine, and we may also wish to
use them in our presentations when
appropriate, in order to give our
audience a more  personal
understanding of what it’s really like
to be a thalassaemia patient.

Contributions may be narrative
stories or personal profiles. In the
interests of privacy, we are of course
happy to change the names of the
people featured in the articles if they
wish. However, we would ask that
each story includes at least one
photograph (more if possible)
including written permission to
publish the photo(s). TIF will not
publish any photos without prior
permission.

TIF will endeavour to publish as many
stories as possible, subject to the
available space. We reserve the right

to edit the stories. There is no
deadline or time limit for this
request. You can submit stories
whenever you like!

We also welcome suggestions
regarding specific inspirational /
influential individuals in the field of
thalassaemia in your country, or
elsewhere, whome TIF could
approach for an interview — tell us
their name, contact details and
reason why you think they should be
interviewed.

Technical Note: Ideally, photos for
publication should be high resolution
(300dpi) JPEG or PDF files in the
largest size possible. Please send us
the best quality file that is available.

Each and any contribution is
appreciated — thank you!
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THALASSAEMIA
INTERNATIONAL
FEDERATION
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e-Msc course in Haemoglobinopathy — now officially launched

The e-MSc in Haemoglobinopathies has now been officially
launched and welcomed its first students in April 2009! We are
very proud of this achievement and wish all our students the
very best of success.

This unique e-MSc degree course gives an opportunity for
health professionals from all over the world to specialise in the
field of haemoglobinopathies, online with minimum disruption
to professional and personal lives. Gain an MSc, Diploma or
Certificate, either full-time or part-time.

Course objectives

 To develop skills in basic and clinical science in the field of
prevention, medical and other care in haemoglobinopathies

 To learn about the prevention and holistic management of
haemoglobinopathies as part of a multidisciplinary team

For further information,

please visit
www.instituteforwwomenshealth.ucl.ac.uk
or contact TIF or UCL:

Tel: +44 (0)20 7679 6060
Fax: +44 (0)20 7380 9984
Email:
Sc_haemoglobinopathy@ucl.ac.uk

UNIVERSITY COLLEGE LONDON
“MSc in Haemoglobinopathy”

88-96 Chenies Mews

London WC1E 6HX, United Kingdom

« To learn how to analyse information and display data using
different statistical methods

« To learn methods of counselling and patient care, using role-
play models in video conferencing programmes

Who should register?

The course has been designed to meet the needs of a wide
range of medical professionals, including medical graduates
(general physicians, paediatricians, haematologists, clinical
geneticists, obstetricians/gynaecologists); science graduates
interested in medical research related to haemoglobinopathies
and genetics; and other healthcare professionals such as
counsellors, clinical psychologists, nurse specialists and
midwives.

Applications are now being sought for start in
September 2009!

THALASSAEMIA INTERNATIONAL
FEDERATION

“MSc in Haemoglobinopathy”

31 Ifigenias Str., 2007 Strovolos,
Cyprus

Tel: +357 22 319 129

Fax: +357 22 314 552

Email: thalassaemia@cytanet.com.cy

Cooley’'s Anemia 9th International Symposium

21-24 October 2009, New York

The 9th International Symposium

of the Cooley’s Anemia Foundation

will be hosted by the New York Academy of
Sciences in New York

in October 2009. The symposium

will integrate basic science and

clinical research for scientists and

clinicians in the field

of thalassaemia.

~ TIF MAGAZINE_MARCH 2009_www.thalassaemia.org.cy

Plenary session topics include:

« lIron regulation and metabolism

« Gene regulation and therapy

« Nutrition and antioxidant therapies

« Iron overload and chelation therapy

* Iron imaging

« New advances in stem cell transplantation
* New therapy for Haemoglobin F

« Cardiac dysfunction

+ Clinical syndromes in thalassaemia and disease severity
+ The adult thalassaemia patient

For information on registration and how to submit abstracts,
visit www.nyas.org/Cooleys9
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“Reach Every Patient” — International Thalassaemia Day 2009

Campaign Update

Information and membership projects extended
until end of 2009!

For 2009, TIF chose as its theme “Reach Every Patient”. The
meaning of this slogan becomes clear when we consider that
in many countries and regions the exact number and location
of patients is still not known. National thalassaemia
associations are a precious resource in identifying all existing
patients and providing information on who they are, what kind

TIF will be happy to help
any member organisation
accomplish this task,
and has allocated funds
to help you achieve our collective goal.
We invite all interested
associations to send a plan
and budget for your
data-gathering project
for consideration.

But there is more...

Awards to associations that gain most new members

We want to see as many patients as possible become members
of their national thalassaemia associations. Members are what
gives strength to an association, and we wish you all to
become strong!

of treatment they receive, if any, and what their most
important needs are.

Sponsorship for information collection

TIF requests the help of all of you — its members — in gathering
this all-important information. Because only when we know
accurate numbers and real needs, can we effectively lobby the
health authorities in your countries and regions and sensitise
them to formulate health policies that will benefit patients
with thalassaemia.

TIF is launching a “friendly competition”
to encourage and publicise your new
member acquisition efforts. Prizes will

be given to those associations that gain

most members by end of the year 2009,

but also to smaller associations (in areas
with fewer patients) which achieve a

high percentage increase in
membership. A 5% increase will earn a
“bronze award”, 10% a “silver award”,
20% a "gold award”, and 30%
a “platinum award.

We promise to assist you in your efforts to gain the widest

possible visibility:

+ we will write to your local and national media to publicise
your efforts

+ we will make your health authorities aware of your activities

< we will publish all results on TIF's website and in TIF
Magazine in early 2010.

Unity is our strength!

Change of address? Let us know!

To make sure you continue to receive TIF Magazine, please inform TIF of any changes in your address
immediately.

Thalassaemia International Federation
PO Box 28807, 2083 Nicosia, Cyprus
Email: thalassaemia@cytanet.com.cy
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4th International Conference on Thalassaemia
31 October — 1 November 2009, New Delhi, India

The 4th International
Conference on Thalassaemia
will take place on

31 October - 1 November
2009 in New Delhi, India
under the slogan

“It helps to know".

The event is organised

by Thalassaemics India in
collaboration with the

Sir Ganga Ram Hospital, New
Delhi and with the support of
TIF.

In their message, Mrs Deepak Chopra,
Chairperson, and Mrs Shobha Tuli,
Secretary of the Organising Committee,
said: “Thalassaemics India organises
conferences in the context of society’s
ongoing efforts to provide medical and
scientific updates to parents, patients
and doctors. Further to this, we feel
that it will be a great opportunity for
exchange of knowledge, experiences
and very importantly for building new
friendships and relationships.”

This year, the organising and scientific
committees have put together an all-
inclusive programme covering all
aspects of management, with well

known international and national
speakers who will deliver their latest
experiences in treating thalassaemia
patients.

Dr VK Hanna and Dr Amita Mahajan,
Chairperson and Secretary of the
Scientific Committee, respectively,
stressed the importance of such
conferences: “The field of thalassaemia
has undergone a sea change from the
time of inadequate diagnostic facilities
and the management modality of mere
blood transfusion, to the contemporary
chelation, bone marrow transplantation
and medication with newer drugs...The
topics have been selected to include
theoretical and practical aspects in day-
to-day management of thalassaemia.”

Invited faculty:

« Dr MB Agarwal, India

« Dr Rekha Bajoria, United Kingdom

« Dr Nica Cappellini, Italy

« Dr Mammen Chandy, India

 Dr Ratna Chatterjee, United Kingdom
« Prof. Renzo Galanello, Italy

+ Dr Antonio Piga, Italy

« Dr Michel Sadelain, USA

« Dr Farukh Shah, United Kingdom
 Dr Malcolm Walker, United Kingdom

Patrons:

« Mr Panos Englezos - President,
Thalassaemia International Federation

» Dr BK Rao — Chairman, Board of
Management, Sir Ganga Ram
Hospital

« Dr Anupam Sibal — Group Medical
Director, Apollo Hospitals Group

The official language of the conference
will be English. The conference fee will
include access to the scientific sessions,
opening ceremony, a conference kit,
tea/coffee breaks, daily lunch and the
certificate of attendance. Thalassaemics
India will be pleased to assist those who
need accommodation during their stay
in Delhi. There are a number of options
available at suitable rates.

For information and to register please
contact Mrs Shobha Tuli, Secretary of
the  Organising  Committee, at
Thalassaemics India (tel. 41827334/
fax 24353871/

email thalcind@yahoo.co.in).

2nd Pan-European Conference
13-14 March 2010 — Berlin, Germany

The first Pan-European Workshop on Thalassaemia was held with great success in November 2007 in Lisbon, Portugal. The event
attracted 150 patients and medical professionals from 13 countries of the European Union.

Building on this success, the 2nd Pan-European Conference aims to further strengthen the national and regional support networks
for thalassaemia patients in Europe, and increase awareness among European medical professionals and national health authorities
of the disorder, its proper management and prevention.

Sponsorship opportunities

In order to enable as many patients as possible to attend this important event, TIF will offer a limited number of financial travel
grants to patients/parents from European countries to help them make the journey. There will be other sponsorship opportunities
available for doctors and healthcare professionals, and it would be helpful for TIF to have advance numbers of interested individuals
in order to obtain the most possible funding.

If you would like to be considered for sponsorship please contact TIF:
Thalassaemia International Federation
“Pan-European Conference 2010 — sponsorship”

PO Box 28807, 2082 Strovolos, Cyprus
Or by email at: thalassaemia@cytanet.com.cy
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EVENTS CALENDAR

EVENT VENUE DATE

Fourth International Conference on Birth Defects New Delhi, India 4-7 October 2009
and Disabilities in the Developing World
www.4icbdddw2009.com

International Society of Haematology — European Cairo, Egypt 10 — 13 October 2009
and African Division (ISH-EAD) XX Congress
http://www.ish-ead2009-eg.org/

European Public Health Alliance (EPHA) Brussels, Belgium 14 - 15 October 2009
Annual General Assembly
www.epha.org

9th Cooley’'s Anemia Symposium - hosted by the New York, USA 21 - 24 October 2009
New York Academy of Sciences
www.nyas.org/Cooleys9

EPPOSI 10th Workshop on Partnering for Brussels, Belgium 26 - 27 October 2009
Rare Diseases Therapy Development
WWW.EPPOsi.org

4th International Conference on Thalassaemia New Delhi, India 31 October - 1 November 2009
www.thalassemicsindia.org/

ESH — EHA Scientific Workshop on Innovative Mandelieu, France 5 - 8 November 2009
Therapies for Red Cell & Iron Related Disorders
http://www.esh.org/agenda09/iron/iron09info.html

ISBT XX Regional Congress Asia Nagoya, Japan 14 - 18 November 2009
http://Awww.isbt-web.org/nagoya/

ASH 51st Annual Meeting & Exposition New Orleans, USA 5 - 8 December 2009
http://www.hematology.org/meetings/2009/index.cfm

EPF VALUE+ Conference Gothenburg, Sweden 9 - 10 December 2009
www.eu-patient.eu

IAPO 4th Global Patients” Congress Istanbul, Turkey 23 - 25 February 2010
http://www.patientsorganizations.org

TIF 2nd Pan-European Conference on Berlin, Germany 14 - 15 March 2010

Haemoglobinopathies
www.thalassaemia.org.cy
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ALWAYS LOOKING AHEAD.
ALWAYS MOVING FORWARD.

Bank of Cyprus totals five Global Finance Awards
and wins one of “The Banker Technology Awards”

Global Finance® rated Bank of Cyprus as the Best Bank in Cyprus
and the World's Best Internet Bank in Cyprus for 2007 & 2008
and Best Foreign Exchange Provider for 2008.

The Banker ** awarded Bank of Cyprus with the “The Banker Technology Awards
2008: Retail Award for Branch Technology & Services".
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*Global Finance: An International Financial magazine with 50.000 subscribers, 250.000 readers in 158 countries and 20 years of presence in the field.

““The Banker: An International Banking magazine, published by the Finaneial Times Business Group, since 1926,
It is circulated worldwide in Europe, the Far East, North America, Middle East and Africa to around 30,000 individuals.
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Using MRI to measure liver iron levels

By Associate Professor Tim St. Pierre School of Physics,
The University of Western Australia

Access to MRI methods for
measuring heart and liver iron
levels is becoming more
widespread. MRI-based
measurement techniques are
yielding data that are proving
very useful in clinical trials to
assess the efficacy of new iron
chelation therapies in groups
of patients. They are also
increasingly being used to
monitor individual patients in
routine clinical practice.

This article focuses on liver iron
measurements, what they mean, and
why it is important to measure them as
accurately as possible. Comparisons are
made between the two most widely
used MRI-based methods to measure
liver iron concentrations.

Iron overload

Patients with thalassaemia receiving
regular blood transfusions are at risk of
iron overload. Each unit of red cells that
is transfused contains approximately
200 - 250 mg of iron. Since the human
body has no effective natural means of
excreting iron, repeated transfusions
will eventually lead to iron overload in
the absence of chelation therapy.

The vast majority of the excess iron is
deposited in the body in the form of
haemosiderin, which is a compound
similar to rust [1]. However, iron
overload can also result in small
amounts of very toxic forms of iron
known variously as non-transferrin-
bound iron (NTBI), labile plasma iron
(LPI), labile iron pool, redox active iron,
or free iron [2, 3]. The haemosiderin
deposits are a source of these forms of
free iron. While the haemosiderin
deposits are relatively immobile, free
iron can be transported around the
body in the blood and can enter cells
where it causes damage.

Iron chelating drugs are designed to
grab hold of the free iron and bind it in
a form that can be excreted from the
body. The goals of chelation therapy are
to bind free iron to prevent it
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participating in damaging chemical
reactions and to prevent excessive iron
deposition in tissues [3]. The challenge,
however, is to select a chelator dose
which achieves or maintains low body
iron stores without causing
chelator-related toxicity. Regular and
accurate measurements of both liver
and heart iron levels enable physicians
treating patients with thalassaemia to
make better informed decisions on
optimum chelator doses.

Liver iron concentrations

There are 4 key reasons why the precise

and accurate measurement of iron levels

in the liver is important in both the early
detection and ongoing management of
patients with thalassaemia:

1) Liver iron concentrations (LIC)
provide an accurate estimate of total
body iron loading [4]

2) Under normal circumstances, the
liver is the primary site of iron
storage. However, once a certain
threshold of liver iron is exceeded
iron begins to accumulate in the
heart and other organs.

Evidence for this phenomenon was
presented by Jensen and co-workers [5]
in a longitudinal study of subjects
undergoing repeat blood transfusions.
Using magnetic resonance imaging
(MRI) to assess both liver and heart iron
concentrations they showed that heart
iron concentrations did not rise until the
LIC had reached a threshold of
approximately 22mg Fe/g dry tissue
(equates to 400 pmol Fe/g dry weight)
(see Figure 1).

3) Patients with elevated LIC have been
shown to be at greatest risk of future
cardiac complications and premature
death.

In a 10-year prospective study of 57
B-thalassaemia major patients [6], all
available LIC measurements for those
who died or had heart disease were
>15mg Fe/g dry tissue. In another study
[7], 32 B-thalassaemia major patients
were followed after a single LIC
measurement by needle biopsy. As
shown in Figure 2, a clear relationship
was found between cardiac disease free
survival and the initial LIC value.
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Figure 1:

Relationship between myocardial iron
concentration and LIC in 14 patients undergoing
repeat blood transfusions

(This research was originally published in Blood.
Jensen et al. Blood. 2003; 101: 4632-4639. ©
American Society of Hematology)

4) There is a longitudinal (but not
cross-sectional) relationship between
liver and heart iron levels suggesting
that a high LIC prospectively predicts
cardiac iron loading and cardiac
disease, and as such acts as an early
warning signal of possible future
cardiac complications [5, 7, 8].
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Figure 2:

Relationship between cardiac disease free
survival and initial liver iron concentration.
Patients grouped by initial LIC:

(i) low: <7mg/g dry weight;

(i) moderate: 7-15mg/g dry weight;

(iii) high: > 15mg/g dry weight.

(This research was originally published in British
Journal of Haematology. Telfer et al. British
Journal of Haematology. 2000;

110: 971-977. © Blackwell Science Ltd)

Until recently, there has been an
apparent disparity between
observations that indicate that high
LIC is associated with greatly
increased risk for cardiac disease and
early death in patients with iron
overload [6, 7, 9] and observations



MEDICAL FOCUS

that there is a poor correlation
between LIC and cardiac iron loading
(as assessed by cardiac T2*
measurements) [10, 11]. A key point
in resolving this apparent disparity is
to note that studies identifying a
poor correlation between LIC and
heart iron are cross-sectional, while
those studies that have identified a
link between LIC and cardiac disease
have generally been longitudinal.

A recent study by Noetzli and
co-workers [8] elegantly
demonstrated that changes in heart
iron concentration generally lag
behind changes in LIC. This temporal
lag together with periods of
inadequate chelation therapy can
destroy cross-sectional correlations
between LIC and heart iron
concentrations. Hence we now
understand that high LIC is a high
risk factor for cardiac iron loading.
However, it should be noted that
there is still some risk of cardiac iron
loading even at low LIC [8].

Interpretation of LIC results

Ideally, patients with thalassaemia
receiving blood transfusions and
chelation therapy should have their LIC
maintained between 3.2 and 7mg/g dry
weight [12]. A number of other clinically
significant LIC thresholds, as described
by Olivieri and Brittenham, are listed in
Table 1 [12].

Measuring LIC

There are several methods available for
measuring LIC including the chemical
assay of liver biopsy specimens,
biomagnetic liver susceptometry (BLS)
using  superconducting  quantum
interference device (SQUID) technology
and MRI. Of these, MRI is emerging as
the method of choice due to the fact
that it is (a) non-invasive, safer and
generally cheaper than performing liver
biopsies; (b) does not suffer from
problems with sampling variability; (c)
can be used more frequently than
performing liver biopsies; and (d) in
expert hands has been shown to have
good reproducibility [13, 14]. MRl is also
more widely available than SQUID.

Measuring LIC using MRI

Several MRI-based methods have been
developed to measure LIC. The most
widely accepted methods fall into
2 main categories: (i) relaxometry
methods based on measuring R2 [13]
and (i) relaxometry methods based on

LIC threshold Clinical relevance

(mg Fe/g dw)

1.8 Upper 95% of normal

3.2 Suggested lower limit of optimal range
for LICs for chelation therapy in
transfusional iron overload

7.0 Suggested upper limit of optimal range for LICs
for transfusional iron overload and threshold
for increased risk of iron-induced complications

15.0 Threshold for greatly increased risk for cardiac
disease and early death in patients with
transfusional iron overload

measuring T2* [15, 16]. For measuring
liver R2 the method of St Pierre et al.
[13] (also known as FerriScan®) has
been adopted most widely. For
measurement of liver T2*, the method
of Anderson et al. [15] is the most
widely used (originally developed for
heart iron measurements).

R2-MRI and T2*-MRl for LIC
measurement

The R2-MRI method described in [13]
has been shown to have high sensitivity
and specificity for measurement of LIC
at all of the dlinically significant LIC
thresholds listed in Table 1. It has a
demonstrated large dynamic range
(from 0.3 to >43mg/g) (see Figure 3).
Another advantage of the R2-MRI
method is that the results are not
impacted by the presence of fibrosis
[13]. In contrast, whilst the T2*-MRI
method described in [15] has been
shown to have relatively good sensitivity
and specificity at the LIC threshold of
3.2 mg/g, it has less satisfactory
sensitivity/specificity at the other
clinically important thresholds listed in
Table 1 (see Figure 4).

T2*-MRI  methods have some
advantages over R2-MRI methods. For
example, some T2* measurement

methods can be performed in a single
breath-hold permitting much shorter
data acquisition times.

Why is accuracy and precision of LIC
measurement important?

All measurement techniques have a
degree of uncertainty associated with
them. In clinical studies, the
uncertainties in measurements can be
accommodated by studying large
numbers of subjects so that statistical
averaging enables accurate

Table 1:
LIC thresholds and associated risks

measurements of mean values for the
entire cohort. Unfortunately, the same
strategy cannot be used for monitoring
individual subjects, especially if the
number of measurements that can be
made is limited (such as in the case of
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Figure 3:

R2-LIC calibration curve

Graph showing relationship between liver R2
and liver biopsy iron concentrations.

(This research was originally published in Blood.
St Pierre et al. Blood. 2005;

105: 855-861. © American Society of
Hematology)

MRI because of cost). In the case of
individuals, we need the measuring
technique to have a small enough
uncertainty to make the measurement
meaningful. The situation is even more
challenging if we wish to measure a
change in a measurement over time. To
measure confidently a change in LIC for
a patient, for example, the uncertainty
needs to be less than the magnitude of
the change. Hence any use of LIC
measurements for longitudinal
monitoring of individual patients needs
to use a technique with an accuracy and
precision high enough to confidently
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Figure 4:

T2*-LIC calibration curve

Graph showing relationship between liver T2*
and liver biopsy iron concentrations. Black cir-
cles depict fibrotic biopsies, and white squares
depict non-fibrotic biopsies.

(Anderson LJ et al. European Heart Journal.
2001; 22:2171-2179, by permission of Oxford
University Press)

detect clinically relevant changes in LIC.

Conclusions

High liver iron concentrations are high
risk factors for future cardiac disease in
thalassaemia major patients, even in the
absence of cardiac loading as measured
by cardiac T2*. Monitoring of liver iron
concentrations to aid in chelation
dosing decisions requires techniques
with sufficient accuracy and precision to
measure clinically relevant changes in
LIC.

Disclosure

Tim St. Pierre is a Board Member and
Shareholder of Resonance Health,
provider of the FerriScan® service.
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The current status of gene therapy for thalassaemia and SCD

Gene therapy is the
long-awaited “final cure” for
thalassaemia and

sickle cell disease. To cure
means to render a patient free
of disease and the need for
treatment.

Such a cure can currently only
be achieved in hereditary
haemoglobin disorders by
haemopoietic stem cell
transplantation.

Because stem cells (“master cells” of the
human body, which are able to produce
copies of themselves or other types of
cells — in this case red blood cells) are
usually taken from the bone marrow,
the procedure is popularly known as
bone marrow transplantation (BMT).
Other sources of stem cells are also
being used, such as those derived from
the umbilical cord, or the circulating
blood of the donor. This procedure
requires a suitable matched, or
histocompatible, donor (one who has
the same HLA antigens on his/her white
cells) who is related to the patient.
However, only around 16-20% of
patients have an ideal donor. Patients
must also be in good condition
regarding iron overload and the
resultant complications, so the number
of patients who can benefit from this
treatment is very limited.

Gene therapy, on the other hand,
depends on the auto-transplantation of
the patient’s own stem cells which were
previously treated outside the body with
the transfer of a functional B-globin
gene. This means that no donor is
required, and complications such as
graft rejection and graft-versus-host
reactions are practically eliminated. The
patient’s condition is still a factor in
success, since the whole process of
autologous transplant includes partial or
total marrow ablation (i.e., destroying
the patient’s own bone marrow to allow
the new stem to settle and produce
healthy Hb).

Years of experimentation have
demonstrated that transferring the
functional gene into the patient’s stem
cell can be successfully done using a
virus (viral vector). The most successful
family of viruses to achieve this are the

lentiviruses. In experimental mice it has
been demonstrated that once
introduced into very young red cells
(stem cells, nucleated red cells and
reticulocytes), they produce B-globin
which is sustained over time, and so the
anaemia is corrected.

Several research groups have developed
lentivirus gene delivery systems, using
various sections of the functional beta-
globin gene to include regions that
control the expression of the gene
(locus control region). These vectors do
not all express B-globin at the same
level, however. Two research groups
have felt enough confidence in their
lentivirus vectors, as a result of their
animal experiments, that they have
decided to proceed to trials in humans.

Human trials

Human trials are the exciting new
development that everybody has been
waiting for. This update is based on the
latest information made available to TIF
during the 1st Pan-Middle East
Conference on Haemoglobinopathies in
Damascus, Syria on 1-2 May 2009.

The first of the two groups to decide on
human trials is the one led by Prof.
Philippe Leboulch, based at Harvard
University, with several collaborators,
including Prof. Arthur Bank (Columbia
University), Prof. Elaine Gluckman and
Prof. Yves Buzard (Paris University).

They have produced a lentiviral vector
labelled “Lentiglobin”. This vector is
now supported by Genetix
Pharmaceuticals, a company based in
Cambridge, Massachusetts (Ref. Bank A,
Dorazio R, Leboulch P, Ann N.Y Acad. Sci,
2005, 1054:308-16). The President and
CEO of Genetix, Dr Alfred Slanetz,
updated the TIF Board of Directors at
the Damascus Conference.

A patient has been treated in a phase I/l
trial in Paris. The patient, whose name is
Paul Louis Beauchesne, has completed
the treatment and is doing well. (See
CAF Medical Update No. 15, September
2008.) There is a positive selection of the
corrected stem cells in his bone marrow,
so that over time there has been an
increase in the production of normal
haemoglobin. His transfusion
requirements gradually came down, and
he is now producing 8.5g/dl of

functional Hb without any transfusions
since June 2008. Paul Louis had received
monthly transfusions for his entire life,
so that the result is judged to be a
success.

A second research team is preparing for
clinical trials. This team is led by Prof.
Michael Sadelain of the Memorial Sloan
Kettering Cancer Centre in New York,
whose collaborators include Dr Aurelio
Maggio (University of Palermo), Dr John
Tisdale (NIH), Dr Leszeck Lisowski and Dr
Stefano Rivella (Weill Cornell Medical
College). Dr Farid Boulad, a member of
the Sloan Kettering team, was a speaker
at the Conference and presented
current developments.

This team has also been working with
lentiviral vectors, and one has been
selected for human trials and labelled

“Thalagen”. It is supported by a
company  called Errant  Gene
Therapeutics (EGT). The research

proposal for the human gene transfer
trial has been reviewed by the
Recombinant DNA Advisory Committee
(RAC) in the USA, and FDA approval is
expected in April 2009. The trial,
involving 5-10 patients, is expected to
go ahead in the autumn of 2009. TIF is
in close contact with Pat Girondi, the
CEO of EGT.

Several other teams are also making
progress with their viral vectors and are
investigating both efficacy and safety.
One team is based at the St Rafael
Hospital in Milano, and the clinical
application of gene therapy, when trials
start, will be the responsibility of the
transplantation team which is headed
by Dr Sarah Marktel. She was also
present at the conference and gave an
update to the TIF Board.
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The ELPIS research project: “hope for life”
An advanced telecommunications system for the automatic and immediate

notification of volunteer blood donors

Contributor: Kyriakos Prokopi, R&D Director, eMedi8 digital solutions Ltd.

ELPIS is a research project whose aim was the
design, development and installation of a
prototype pilot information system for the
automated handling of (regular and temporary)
cases for which there is lack of blood units.
The project was developed in Cyprus by a
network comprised of the University of Cyprus,
the Thalassaemia Centre at Arch.

Makarios Il Hospital, Nicosia, the Medical
Services/Public Health Services of the Ministry
of Health of Cyprus, the Thalassaemia
International Federation, and eMedi8 Digital
Solutions Ltd, a private research

and information technology company.

Psychological factors in blood donation

Most investigations to date have focused on the main reasons
why existing blood donors voluntarily donate blood. The
innovative aspect of the ELPIS programme was the study of the
psychological factors that prevent a person from becoming a
blood donor, or influence their decision to stop donating.
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Figure 1: Schematic representation of the ELPIS system's function
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A questionnaire-based study was conducted to examine
various factors relevant to blood donors and the psychosocial
and inhibitory factors that would lead a person to or donate
only once, or never. Questionnaires were given to 800 persons
over 18 randomly selected from the whole of Cyprus. Another
100 questionnaires were given to blood donors during their
visit to the Blood Bank. Factors such as gender, age,
educational level, blood donation and family history of
volunteering were studied, along with the need for blood
donation from a known person, the need for blood donation
by the same person at some stage of life, confidence in the
government mechanism for blood donations, and personal
values and principles of the individuals who took part in the
research.

Because campaigns for the recruitment of new blood donors
are primarily aimed at attracting non-donors, it is important to
design these campaigns according to the psychological factors
which motivate a person to give blood for the first time.

But — equally importantly — there is a need for campaigns to
retain and encourage existing blood donors. The regular blood
donors are the ones who keep a non-remunerated voluntary
system operational and efficient.

Bload Donor 1

Biood Donor Bioad Donor 2
Hap.-s.!ny

SMS Bioad Donor 3
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In Cyprus, and in many other European countries, voluntary
blood donation is the only source of blood for transfusion. The
current internationally-followed procedure for handling
emergency incidents, where large quantities of blood units are
needed, involves the organisation of blood donations in
hospital departments and blood banks. In such situations a
general message is broadcast via the media (radio, television,
etc) to alert blood donors. Despite the significant problems
with this procedure, it is the only one currently used
internationally.

The ELPIS research project has achieved the following
milestones:

* A human interaction model has been developed for medical
practitioners and blood donors (human interface design).

e The software system has been implemented, based on
obtained data and experience from previous work packages.

e The system has been tested, evaluated and subsequently
modified, using test data and actual sample data.

e An integrated management system has been installed for
incidents where large amounts of blood units are required,
as developed through the project. Diagram 1 describes the
operation of the information system.

e The results of the ELPIS project have been disseminated
internationally at the “9th International Conference on
Thalassaemia & Haemoglobinopathies” in Dubai in 2006,
and the “TeleMed & eHealth” conference in London in 2007.

How the ELPIS system operates

The ELPIS project system works as an ERP platform with
healthcare functionality. The system effectively manages blood
products, virtual storage areas, information workflows, blood
donors, patients, health-care staff and several other relevant
data objects. It provides for role-based multi-level access to
information with a system-wide privacy and security
mechanism that enables the handling only of information
relevant to the specific functions of a healthcare user's role.

Sensitive personal medical information is protected at all times
via a rule-based system that filters what information should be
available to which user or role.

The ELPIS project's system operation effectively (a) manages
blood donors and patients, (b) manages blood products and
their storage, (c) accepts and processes requests for blood
units, (d) automatically checks the blood bank's stock levels to
fulfil incoming requests, (e) automatically notifies volunteer
blood donors (via mobile SMS, e-mail or other means) that
there is a need for their specific blood type, (f) accepts blood
donor's responses and monitors the relevant blood donor's
activity, and (g) notifies responsible health-care staff of blood
unit availability and dispatches messages to health-care
workers that interface with the system.

Conclusion

There are important economic and social benefits to be gained
through a more effective procedure for managing blood unit
shortages incidents, and the cost of such a system is expected
to be less than the current process: (a) an increase in the
number of volunteer donors; (b) a reduction in the response
time of volunteer blood donors to emergency calls; (c) a
reduction in the response time of hospital departments and
healthcare institutions to emergency situations; and (d) an
optimisation of the existing procedures used for
communication between departments and healthcare
institutions.

The ELPIS network is currently working on identifying further
partnerships for practical application and implementation of
the technologies.

For further information please contact:

Kyriakos Prokopi, R&D Director, eMedi8 digital solutions Ltd at
kyr@emedi8.com

Help a fellow patient in need:

donate your Desferal pump!
Have you been on Desferal and moved on to oral chelators?
Somebody could use your pump!

Thousands of patients throughout the world have no access to iron chelation treatment. Others may be able to get
Desferal, but do not have a pump and so are forced to have the treatment at a medical centre. Many families find
travelling to such a centre too expensive, and for those who can afford it, this involves hours of waiting, often in
uncomfortable surroundings. Having a pump of their own, enables the patients to have their treatment at home —
a much better option and one that ensures the treatment is administered on a more regular basis. In other words,

it means better health for the patient and less trouble for the parents.

Patients who are moving from Desferal to oral iron chelators can do a wonderful service to other thalassaemia patients
by donating the pumps they no longer need, to TIF. TIF will then forward the pumps to patients in need.

Please forward your old pumps to TIF at :
Thalassaemia International Federation
PO Box 28807, 2083 Nicosia, Cyprus

Thank you for your kindness — every pump donated means someone'’s life just got better!

TIF MAGAZINE_MARCH 2009_www.thalassaemia.org.cy —

47



TELL US WHAT YOU THINK!

As part of our continuing efforts to improve TIF Magazine and make it more
responsive to you, its readers, we would ask you to take the time to complete and
return the following questionnaire.

A. About you (please tick all applicable boxes)
You are a:
Patient O Parent O Doctor O Volunteer at Thalassaemia Association O

Other health professional (€.9. NUISE) ..ot
Other (please descCribe) ...

How old are you? ...............c.ceee.

What language do you use normally? .........cccooviiiiiiiiiiiiiiinnn.
Do you regularly read TIF Magazine? .........cccooeviiiiiiiiiiininnnn
If N0, WHY NOt? o

Have you visited TIF’s website?
Once O More than once O Often O Never O

If no, why not? No internet access 0  Not interested OO0  Other O

B. TIF Magazine — contents
In this section, please put a circle around the relevant rating on a scale of 1-5, where 1
is the lowest and 5 is the highest rating.

Do you find the English in TIF Magazine easy to read?
Very easy 0 Somewhat easy [0 Somewhat difficult 0 Quite difficult O

What is the most interesting feature: ... . ..o

What is the least interesting feature: ... ...

How would you rate the contents of TIF Magazine overall?
Badd Okay O Good O Excellent O

C. TIF Magazine — the look
How would you rate the overall look of TIF Magazine?

BadO Okay O Good O Excellent O

Do you find the page layout easy to read?
Bad O Okay O Good O Excellent O

We would welcome additional comments on the above and your suggestions on
how we can make TIF Magazine more interesting and relevant to you!

P
/

Thank you for your feedback!!
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