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Foreword

We feel extremely privileged and delighted to provide the official completed report of TIF's Renzo Galanello
Fellowship Programme 2020.

Regrettably, this year’s training session was not plausible to be physically delivered and in its full length as
initially scheduled between 12th October — 11th December 2020 due to the COVID-19 pandemic and the
relevant challenges and restrictions. However, as this activity is a significant pillar of TIF’s educational
work, the training was delivered virtually instead.

The Renzo Galanello Fellowship Programme 2020 was offered to 3 successful candidates — medical doctors
from Sweden, Germany and Lebanon — and it was delivered as condensed/online training between the 14th —
18th of December 2020 through the Joint Red Cell Unit, Haematology Department University College
London NHS Foundation Trust in London, UK under the leadership and co-ordination of Professor John
Porter, Professor of Haematology and Dr Perla Eleftheriou, Consultant Haematologist and the participation
of distinguished medical specialists across different relevant disciplines

Even though this year’ s training was a condensed and virtual one, it was extremely beneficial and valuable
to the work of the physicians attending the course, towards strengthening the quality of healthcare provided
to our patients in their countries.

We are greatly indebted to each one of the specialists involved for their truly invaluable contribution without
which the materialization of this effort would not have been possible as well as for their long term support to
TIF’s educational programme.

We look forward to the next training period in October 2021 hopefully physically and in it full length this
year for yet another unique training experience.

Sincerely,

Mr Panos Englezos
President, Thalassaemia International Federation
Honorary President, Pancyprian Thalassaemia Association

Dr Androulla Eleftheriou

BSC, MSc, PhD

Executive Director, Thalassaemia International Federation

Head of the World Health Organisation (WHO) Collaborating Centre for Thalassaemia Control in Cyprus.
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General Information

The Renzo Galanello Fellowship Programme is an educational initiative that comes to enrich the Thalassaemia
International Federation’s (TIF’s) educational programme and honour the late Professor Renzo Galanello,
pioneer in the field of thalassaemia research and management.

This training programme was initially developed in 2013 and is offered to physicians, specialists in the field of
haematology, paediatrics or internal medicine. As of 2015, the programme is undertaken by the Joint Red Cell
Unit, Haematology Department of the University College London, NHS Foundation Trust in London, UK.

TIF, through its work and activities globally, is aware of the fact that in many countries, there is a lack of trained
medical staff and, as a result, the health care that haemoglobinopathy patients receive is suboptimal, inadequate
and even rudimentary. This need is partially due to a generally poor interest by the haematology circles in non-
malignant haematological disorders, another derivative of the absence of national control policies for
Thalassaemia and/or Sickle Cell Disease (SCD). As haemoglobin disorders are regarded as rare, they are not
given priority on national health agendas nor are they integrated into national strategies or programmes.
Instead, and despite the documented public, health, social and economic burden and repercussions of the rare,
chronic diseases on the national budget, health policy interest is diverted to other health “priorities” and in
particular to communicable and common non communicable diseases.

Establishing policies for the prevention and management of these rare disorders constitutes an immense and
invaluable contribution towards the improvement of our patients” health and quality of life and towards
reducing national, regional and international public health and social burden. Since such disorders are
polyorganic in nature, have lifelong dependency on blood and are genetic in aetiology, they bear considerable
medical, public health and social repercussions, in addition to the economic ones. At the same time, educational
opportunities for healthcare professionals that include the latest developments in the field of
haemoglobinopathies, is of utmost importance and a key step in promoting a better understanding by the policy
and decision-makers with regard to the real value of effective national control programmes and, in extension,
the improvement of our patients’ health and quality of life.

Improving knowledge towards holistic care in Thalassaemia and SCD in every affected country has been a
priority for TIF since its establishment. The occurrence of these diseases, consequent to heavy population
movement and migration, are now occurring widely across the world and, therefore, the need for improving
disease-related knowledge and healthcare services is manifest across geographical boundaries.

DURATION: Two (2) months (may vary based on the needs of the candidates from 2-4 months)
CANDIDATES: The fellowship is offered to 2-4 physicians per year.

SELECTION COMMITTEE: 2 members of TIF's Scientific Advisory Board on behalf of TIF and 2 chief
medical specialists on behalf of the training centre. Applications review process is performed on clear and
structured criteria.
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The Renzo Galanello Fellowship Training Programme is offered by the Joint Red Cell Unit
of the Haematology Department of the University College London Hospital (UCLH) under
the leadership and co-ordination of Professor John Porter, Professor of Hematology and Dr
Perla Eleftheriou, Consultant Haematologist, and with the participation of distinguished
medical specialists of the department and of across different relevant medical and
scientific disciplines.

The Renzo Galanello Fellowship Programme 2020
(condensed/online training)

The Training Cenftre

The Joint Red Cell Unit of the University College London Hospital (UCLH) Haematology Department is
considered a Reference Centre for Haemoglobin Disorders at the national and international level due to its
work, research and published data.

Course team

B Course Leaders: Professor John Porter, MD, MRCP, FRCPath, Professor of Haematology and Dr Perla
Eleftheriou, MD, MRCP, FRCPath, Consultant Haematologist

B Course Coordinator: Dr Perla Eleftheriou, MD, MRCP, FRCPath, Consultant Haematologist

B Multidisciplinary team: Constituted by high calibre health professionals with international expertise
in their field and in relation to haemoglobinopathies:

Dr Farrukh Shah, Consultant Haematologist

Dr Emma Drasar, Consultant Haematologist

Dr Nickolas Jackson, Consultant Haematologist

Dr Sarah Trompeter, Consultant Haematologist and Paediatric Haematologist

Dr John Malcolm Walker, Consultant Cardiologist

Dr Julian Waung, Consultant in Diabetes, Endocrinology & General Internal Medicine
Dr Helen De Marco, Consultant Clinical and Health Psychologist

Dr Ruth Anderson, Clinical Psychologist
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Mrs Bernadette Hylton, Haemoglobinopathy Clinical Nurse Specialist
10. Mr George Trandafir, Senior Statf Nurse, Apheresis

11. Dr Mary Petrou, Consultant Clinical Molecular Geneticist
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The Training Programme

A wealth of information was provided to the fellows in the form of back to back comprehensive but
interactive lectures held by haematology consultants, clinical psychologists, red cell specialist nurse,
consultant cardiologist and consultant endocrinologist from the UCLH and Whittington Hospital

team. They also had the opportunity to enjoy a 2 hour special haematology virtual laboratory session run by

one of our UCH haematology consultants.

Training Schedule

MONDAY TUESDAY
14th December 15th December
08:00 - 08:15 03:00 - 10:00
Introduction Sickle Cell Diasease in children
Dr Perla Eleftharou Dr Sara Trompeter
08:15 - 09:00 14:00 - 14:45
Presantation by each febow
(SEE BELOW NOTE 1) Role of clinical physchology in
haemoglcbinopathies
Dr Helen De Marco &
Dr Ruth Andrerson
09:00 - 10:00 15:00 - 16:00
Thalassasmia management in adults Iron chelation in thalassaemia
Prof John Porter Dr Farrzh Shah
10:00 - 10:45
Hasmoglobnepathy senice structure in
England
Dr Emma Drasar
11:00 - 11:45
Apheresis senvice
Mr George Trandaiir
15:00 - 16:00

Sickde Cell Disease management n adults
D Peria Eeftheriou

to join the Renzo Galanello Fellowship

14th — 18th December 2020

TRAINING PROGRAMME

WEDHNESDAY
16th December
08:00 - 10:00
Basic Haemoglobinopathy diagnosbes
Dr Mickolas Jackson

10-00 - 11-00

Cardizc disease in thalassaemia
D Malcolm Walker
14:00 - 12-:00

The moda! of a thalassaemia uni
Dr Farrah Shah

14:00 - 13:00
Transfusion in Haemoglobinopathies
Dir Sara Trompeter

15:00 - 16:00
Bone diszase in thalassasmia

Dr Jukian Waung

Renzo Galanello Fellowship Programme 2020 (condensed/onling training)

Joint Red Cell Unit, Haematology Department University College London NHS Foundation Trust

THURSDAY
1Tth December
08:15 - 05:00
Moved treatments in thalassaemia
Frof John Porter

09:00 - 10:-30
- Role of CHS in haemoglobinepathies
- UCLH Red cell service structune and [T
system
s Bemadette Hyffon
15:00 -16-00

Chronic complications in Sickle Cell Diasease
Dr Peria Bleftheriou

NOTE 2: The fellows are requested to present one clinical es from their centres that is complex and needign a second opinionfirmput

Coordinator: Dr Perla Eleftheriou MD, MRCP, FRCPath, Consultant Hasmatologist. Joint Red Cell Unit, Haematology Department University College London MHS Foundation Trust

FRIDAY
18th December
08:15 - 09:00
Liver Disease in Sickle Cell Disease
Dir Emma Dirasar

10-00 - 10:45

Movel reatments in Sickle Cell Disease
D Peria Blefthariow
15:00 - 17-00

Case discussion by sach fellow
{SEE BELOW NOTE 2}

NOTE 1: The fellows are requested to present a few slides to introduce themelves and share information about the centres they work at, their role, the unmet needs of their centres and the reason they were interestad
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The Candidates

The Renzo Galanello Fellowship Programme 2020 (condensed/online training) was offered to three
candidates:

1. Dr Layal Issa, Pediatric Hematologist and Oncologist, Medical Activity Manager for Thalassemia,
Doctors Without Borders/Médecins Sans Frontieres — France (OCP), Lebanon

2. Dr Mohammed El Missiry, MD, MSc, PhD Hematologist, Charité Universititsmedizin Berlin,
Germany

3. Dr Hedvig Bjorkman, Resident in hematology and internal medicine at Capio St Goran’s Hospital in
Stockholm, Sweden

Follow up activities and benefits for the candidates who completed the fellowship
programme

Following the completion of the Renzo Galanello Fellowship Training Programme, the candidates
automatically become members of TIF’s International Health Professionals Network and Honourable
Associate members. In this context, these medical specialists are entitled to other benefits including reduced
registration fees (or free of charge where applicable) in TIF’s conferences and other events as well as in TIF’s
educational activities in their country.

As a follow up of the Renzo Galanello Fellowship and in the context of the collaboration established with
TIF, the candidates are invited to:

1. Provide regular reports on any achievements made in their country.

2. Advise the focal points and decision makers in their country of how they could improve policies
related to better health and quality of life for patients with haemoglobin disorders and how TIF could
support this effort.

3. Support TIF’s efforts to establish and/or strengthen relations with the national Thalassaemia Patients
Associations and health professionals” network.

4. Contribute in various projects by undertaking specific tasks assigned by TIF.

5. Propose to TIF ways or promoting haemoglobin disorders programmes in their country.
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Feedback from the course co-ordinator Dr Perla Eleftheriou

“It is with great pleasure that | can confirm that we conducted a very successful virtual Renzo Galanello Fellowship week
which took place 7-13th of December 2020 through University College Hospital in London (UCLH), in collaboration with
the Whittington Hospital in London and TIF”.

“Despite the virtual nature of the fellowship this year, | am pleased to say that with the enthusiasm of the fellows, our
team and the excellent organisational skills of the TIF office, the fellowship was successful as ever before and | am
looking forward to receiving the feedback from the fellows”.

Feedback from the candidates (Extracts from the candidates’ post course reports)

“the training was so interactive. | was also very happy that we had the opportunity to here both from the doctors at the
clinic, but also from the nurses and to learn about the aspect of clinical psychology”

“I hope that | will be able to give my patients better care and treatment. My hope is also that | will be able to use this
training to improve the treatment for these patients at our clinic and if possible take part in establishing a national
hemoglobinopathy network”

“I got to learn from the best. Sessions were interactive. | learned more about sickle cell disease, how to deal with the
patient and what’s new. Of special interest was the session of Dr Nick Jackson about basic hemoglobinopathy
diagnostics. It was very interesting and beneficial and practical”

“I am now more confident when choosing iron chelation regime. And of course | know much better about how to read
the result of hemoglobin electrophoresis”

“All in all the training was very interesting. Lots of new info and lots of interesting discussions. Lot of questions were
answered thanks to all the doctors, this led to more confidence in how my unit is running and what | can do to improve
the system and make it closer to a model, in the low resources settings that | work in. Looking forward for more
trainings to come with the TIF”

“I liked all the topics and the chance to meet the experts”
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Special thanks to the conftributors

The Board of Directors of the Thalassaemia International Federation (TIF), its President Mr Panos Englezos, TIF's
Executive Director Dr Androulla Eleftheriou, TIF's Medical Director Dr Michael Angastiniotis and the TIF office
staff, convey their sincere appreciation and gratitude to the:

B Course leaders, Professor John Porter and Dr Perla Eleftheriou for their invaluable and significant
contribution in materialising this programme and in building up and strengthening one of the new pillars
of the educational programme of TIF.

B Members of the multidisciplinary group who through their vast experience and expertise have
provided, along with the course leader and the course co-ordinator a unique training experience to the
candidates

Dr Farrukh Shah, Consultant Haematologist

Dr Emma Drasar, Consultant Haematologist

Dr Nickolas Jackson, Consultant Haematologist

Dr Sarah Trompeter, Consultant Haematologist and Paediatric Haematologist

Dr John Malcolm Walker, Consultant Cardiologist

Dr Julian Waung, Consultant in Diabetes, Endocrinology & General Internal Medicine
Dr Helen De Marco, Consultant Clinical and Health Psychologist

Dr Ruth Anderson, Clinical Psychologist

. ® N ok » =

Mrs Bernadette Hylton, Haemoglobinopathy Clinical Nurse Specialist
10. Mr George Trandafir, Senior Staff Nurse, Apheresis

11. Dr Mary Petrou, Consultant Clinical Molecular Geneticist

B TIF's Officer, Mr Rawad Merhi for the technical administration and support
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« €240,000 children born annually in Africa have SCD - only 20% survive to their 2nd
birthday

« 95% of children in the US and Europe survive until 18 years of age

« Significant vascular complications by age 20 years
—  Chronic organ failure leading to premature death in their fourth and fifth decade
High proportion of adults suffer from severe, chronic pain that diminishes their
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— Understanding pain and improving management of SCD: the PiSCES study P e e
All of the morbidity seen in SCD is due to vascular disease and tissue necrosis that
occur as a consegglence of chronic haemolytic anaemia
Chronic transfusion therapy improves but does not normalise systemic and pulmonary
vasculopathy in SCD
Although there is a clear improvement in survival,
the life expectancy of patients with SCD is still shortened by >20
to 30 years compared with the general population
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e Q: Mild lower limb edema with skin changes since adolescence:
> No varicose veins by doppler, but lower limbs show signs like shiny skin and colour changes in
the ankle area
Urinalysis: mild proteinuria +, Urin erythrocytes +
elevated U Protein/S.Creat---> 209 mg/g Crea. (n > 140 mg/g Crea.)
mild High IgA (4.8 g/l , n up to 4) and high IgG(20 g/I, n up to 16)

ANA neg, Anti-ds DNA neg.
S. Albumin, ALT, AST, S. Creatinin normal.
Nephrology don't know but he said said it might be have IgA Nephropathy, but no further
therapy needed
e Questions are
What are possible causes of lower limb edema?
In the light of possible renal imparment: Can he still take exjade? (low doses for ex.?), can he

still take ASS 100 mg? 1
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A few words about Thalassaemia International Federation (TIF):

TIF The Thalassaemia International Federation (TIF) was founded by patients with
thalassaemia and their parents in 1986 and registered in Cyprus as a Non-Profit,
Non- Governmental Organisation, under the Cyprus Company Law in 1987.
Governed by its constitution, the Federation is presided over by an 18-member
Board of Directors (maximum two representatives per country), elected for a
four-year term and comprised of 50% of patients with thalassaemia.

MISSION and VISION MISSION: The development and implementation of national disease-specific
programmes for thalassaemia in every country, which encompass both the
component of prevention and that of management.

VISION: Establishment of equal access to quality health, social and other care
for all patients with thalassaemia globally, in a truly patient-centred health care
setting. Noteworthy and although TIF has been established to address, and by
constitution to serve the needs of patients with thalassaemia globally through its
activities, sickle cell disease and many other issues pertaining to public health
are also addressed in the context of TIF's activities to a significant extent.

Healthcare Professmnals
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