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President and CEO Report
EHC survey & new European recommendations for haemophilia!
We begin this newsletter by thanking the 37 National Member Organisations (NMOs) who responded
to our latest ‘Haemophilia Care in Europe’ survey: we cannot underline enough how important your
contributions have been. This month the Council of Europe’s Directorate for the Quality of Medicines
and Healthcare (EDQM), which last met
in 2013 (see EHC August 2013
Newsletter), again gathered leading
clinicians,
regulators,
patient
representatives and others for a new
round of consensus recommendations
for haemophilia. The meeting took
place in Freising, Germany, from May
6-7 and the EHC was in strong
attendance. Your survey responses fed
directly into their deliberations and we
can now proudly announce that we
expect
12
new
and
strong
Brian O'Mahony is the EHC President. Amanda Bok is the EHC CEO.
recommendations to be published,
hopefully soon – which would not have been possible without you. The agreed recommendations,
which now have to go through internal review, will focus on the areas of:
1)

EUHANET accreditation of centres

2)

Hepatitis C treatment

3)

Outcome data

4)

Genotype analysis

5)

Immune tolerance induction

6)

Inhibitors and elective surgery

7)

National/regional tenders

8)

Ageing

9)

Minimum International Unit (IU) of FVIII per/capita levels

10)

Minimum IU of FIX per/capita

11)

Extended half-life products

12)

Incidence of inhibitors between different products

Our own ‘Haemophilia Care in Europe’ survey will be submitted for publication to a peer-review journal
soon, as well, and we will keep you informed of this year’s findings.

Eradicating hepatitis C in the haemophilia community – the time is now!
Highly effective and well-tolerated new hepatitis C (HCV) products herald a new dawn for HCV patients
who in most cases finally have a real chance of a cure – but only if they gain access. A significant
proportion of PWH in Europe were infected with hepatitis C through blood products and factor
concentrates provided for their haemophilia treatment. Despite this, only a small proportion currently
have access to these new hepatitis C treatments. In many European countries, access to these
treatments is being prioritised according to clinical need defined usually by the severity of progression
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of liver disease. In this scenario, PWH may currently have to wait until they have cirrhosis or significant
fibrosis before they are offered treatment. This is unacceptable. Now that a treatment is available
which will result in a cure for up to 95 per cent of those treated, it is unacceptable for people with
haemophilia, who were after all infected through their medical treatment, to have to wait until further
damage is done to their health in order to be offered treatment. While price and other barriers are
significant limitations, we as a community must also become more vocal, more strategic and more
tenacious in our collective efforts. It is for this reason that the EHC has adopted a strategic focus on
the eradication of HCV in our community in the coming years. We are working with the European Liver
Patients Association (ELPA) and the European Association for the Study of the Liver (EASL). We
dedicated our World Haemophilia Day event to the eradication of HCV (see pg 12). We will host a
fourth extra-ordinary Round Table on HCV in Brussels on June 14th (and hope to see you there in great
numbers!). We dedicated a symposium at our Annual Conference to HCV and haemophilia, which will
be held on Sunday, October 9th, from 10.30-12.00 and be followed by a call to action. And we will soon
send all of our NMOs a survey on HCV to start building our advocacy platform. The time for eradication
is now. We need to work together to achieve it.

Haemophilia Stories – a European documentary
For the past year the EHC and some of our NMOs have had the honour and privilege of collaborating
with one of the world’s most talented, humane and insightful directors/producers, Mr Goran
Kapetanovic, on a documentary film that takes us on a journey across European countries, generations
and perspectives to showcase the European haemophilia experience in all of its beauty and challenges,
diversity and complexities. The EHC showcased this film at our World Haemophilia Day event in
Brussels last month, which was kindly hosted by Member of the European Parliament (MEP) Dr
Miroslav Mikolášik (see pg 12) and will officially launch it at our upcoming EHC Leadership Conference
in Brussels, taking place from June 10-12. At this event we will also announce plans for making the film
publically available to all NMOs and discuss follow-on projects, including a dedicated ‘Haemophilia
Stories’ website that will feature more in-depth stories, a blog and other elements, which itself will be
launched at our Annual Conference in Stavanger, Norway, from October 7-9.

ERNs & European Patient Advocacy Groups
The call for European Reference Network (ERN) applications and funding grants was opened on March
16th and the submission deadline will be June 21st. A second call for applications will follow soon after,
but only the first call will have funding possibilities associated with it and therefore most applications
will likely be submitted in June. Funding will comprise approximately €200,000 per recipient ERN per
year for five years. The ERN relevant for our community will be the ‘Rare Haematological’ network,
which will comprise two sub-domains. The first sub-domain will focus on ‘malignant diseases’ and will
include rare myeloid and rare lymphoid malignancies. The second sub-domain will focus on ‘nonmalignant diseases’ and will cover rare bleeding-coagulation disorders, rare anaemias, marrow failure
disorders and others, including hemochromatosis. Each sub-domain will have up to six sub-networks
to assure the coverage of every rare haematological disease under the umbrella of the ERN. These subnetworks are still under discussion but are the likely ‘home’ for haemophilia and RBDs, if that’s the
way our clinician community chooses to go.
Meanwhile, in efforts to ensure that patient organisations participate in ERN decision-making
processes, EURORDIS created ‘European patient advocacy groups’ (ePAG) for each ERN disease
grouping. All patient organisations based in the EU, both members and non-members of EURORDIS,
were invited to join their corresponding ePAG and vote for their representatives. Virtual elections took
place last month and the EHC won one of the five ePAG representative slots, with EHC CEO Amanda
Bok elected, together with:
•

Jan Geissler, Leukaemia Patient Advocates Foundation

•

Sophie Wintrich, MDS UK Patient Support Group
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•

Angelo Loris Brunetta, Associazione Ligure Thalassemici Onlus

•

Ananda Plate, Myeloma Patients Europe

ePAG representatives are now beginning to organise and liaise with their corresponding ERN clinician
leads and applicants. As these are new areas, structures and bodies, the work will be tailored and
defined differently by each group. It will be a work in progress and we will keep you updated on
developments.

Inhibitors
Another focus of ours this year are people with haemophilia who have inhibitors (PWI), and their
families and care givers. Our new Inhibitor Working Group held its first and very productive meeting
in February where it started laying the building blocks of the European Inhibitor Network (EIN)
programme for years to come. This was followed by our Round Table on inhibitors (see pg 9), which
brought together a record-high number of participants. Next month the EHC, together with the
European Association for Haemophilia and Allied Disorders (EAHAD), will hold a joint meeting to
discuss how to improve treatment for PWI, and we look forward to reporting more on that in our
August newsletter. Finally – NMOs please check your inboxes as registration for our first European
face-to-face Inhibitor Summit will open soon! The Summit will be held in a wonderful Paul Newman
camp for sick children and their families located just outside Dublin and equipped with all the necessary
amenities and facilities to ensure a comfortable and meaningful meeting for PWI of all ages who have
inhibitors as well as their families and care givers. Talk to your NMOs and register!

Youth and ageing
Last month the EHC held its third Youth Leadership workshop in Barcelona and was once again inspired
by the talent, enthusiasm and appetite for learning from young people across Europe. We welcomed
16 participants from 14 countries including Denmark, Estonia, Finland, France, Ireland, Italy,
Macedonia, the Netherlands, Poland, Portugal, Romania, Serbia, Slovak Republic and Switzerland (see
pg 14). In the same month we also focused on the opposite demographic, highlighting the reality,
experiences and needs of ageing PWH during a Round Table held in the European Parliament in
Brussels and kindly hosted by MEPs Mr Heinz Becker and Mrs Sirpa Pietikäinen (see pg 12). Both
meetings resulted in important food for thought as both the young and the ageing have much to teach
and even more to contribute to our collective advocacy efforts.

Upcoming
Finally, as we approach the summer, we look forward to two important meetings. Our upcoming and
now stand-alone Leadership Conference, to be held in Brussels from June 10-12, will allow NMOs the
time and space to network, discuss key issues of access to treatment and explore internal and
external communications, including IT, social media, negotiations and engagement with industry,
amongst other things. In July, the World Federation of Hemophilia (WFH) will hold its Congress in
Orlando. The EHC will hold a European meeting during the event, which will take place on
Wednesday, July 27th from 13.00-14.00 (room to be announced). All interested NMOs are cordially
invited to attend!
Finally, the programme for the 2016 EHC Conference is set, and all speakers have confirmed and we
have filled our six symposium slots. Visit our website and register (www.ehcconference.org) - and
more information to follow in our August newsletter.
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EHC News
Comprehensive care in haemophilia: Diagnostic and reference
laboratory services
Dr Steve Kitchen* interviewed by Laura Savini**
In this edition, we continue with our series on ‘Comprehensive care and haemophilia’ with an article on
‘Diagnostic and reference laboratory services,’ in which we interview Dr Steve Kitchen, head scientist
at Sheffield Haemophilia and Thrombosis Centre in the United Kingdom (UK). This centre serves over
1,000 paediatric and adult patients with different forms of inherited bleeding disorders. Steve has over
25 years’ experience in the field of laboratory testing in haemostasis with a long-standing interest in
standardisation. Additionally, he has been involved for many years with the World Federation of
Hemophilia (WFH) Laboratory Science Committee as well as with the Science and Standardisation
Committee of the International Society for Thrombosis and Haemostasis (ISTH).
On diagnostic and reference laboratory services
When speaking about laboratory tests related to thrombosis and haemostasis there are two types of
tests. Some basic tests are done as an initial investigation and these are available in the majority of
hospital laboratories in Europe and they are relatively straightforward to perform.
On the other hand, differential diagnosis tests (i.e. tests performed to distinguish a particular disease
from other conditions with similar sets of symptoms) can be extremely complex and difficult to
perform. This is because they are not very well standardised. This can be an issue because without
these tests, or if the tests are not performed correctly, diseases can be misdiagnosed and misclassified,
which in turn will lead to improper treatment. This is why the best way to carry out these tests should
be to standardise them and concentrate them in a specialised laboratory where full expertise can be
developed.
On the role and work of laboratory scientists
Steve performs laboratory work for patients with bleeding disorders and, to conduct this properly, the
initial diagnosis is key to identify the condition. If the patient has symptoms consistent with bleeding
disorders, Steve and his team will perform a series of tests (for example FVIII levels or von Willebrand
factor – VWF – levels) to ascertain the bleeding disorder the patient is affected by. As he works in a
laboratory with specialised expertise about bleeding disorders they will perform some of those tests
most days.
Once the diagnosis has been made, further tests will be carried out for monitoring (for instance in the
case of surgery or to ensure that the right level of treatment is being given). Seeing the types of
treatment given to people with bleeding disorders are quite expensive and laboratory tests are
relatively inexpensive, it makes sense to perform these tests to maximise the benefits from treatment
and make use of precious resources.
In general, most laboratories serving haemophilia treatment centres will also serve the broader
hospital community and provide tests for other haematological areas such as acquired bleeding
disorders, thrombosis and haemostasis. This is also for practical and economic reasons. In fact single
tests can be quite lengthy to carry out, for example platelet tests can take between two and three
hours, while FVIII assays and VWF tests will take an hour and this irrespectively of how many samples
are tested in any instance, so it makes sense to try to regroup as many tests as possible and carry them
out at once. Additionally a full range of tests to perform a differential diagnosis could take three to
four hours, so it will save the laboratory time to carry out tests on different samples in one go.
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As the samples collected for testing have a relatively short shelf-life, which could be as little as two
hours (in the case of platelet disorders for example) or three hours (for haemophilia A and von
Willebrand), these samples can also be deep frozen and stored until a certain number are gathered.
On working within the haemophilia team
Steve and his colleagues are an integral part of the ‘haemophilia team’ and therefore attend weekly
meetings with all the other medical professionals involved in the haemophilia centre including
physiotherapists, nurses and haematologists. This is to ensure a multidisciplinary approach for each
patient but also to discuss practical matters such as planning and to ensure that the right people and
resources are in place to better serve patients. The primary contact body for Steve and his team are
the nurses working in the centre, although he also has regular contacts with the haematologists to
discuss information about new patients.
On essential laboratory services for people with bleeding disorders
In Steve’s opinion, in order to be a specialised
haematology laboratory, it is essential to be able to
perform a full range of VWF tests including sub-testing
for type 1 and 2. Additionally, the laboratory should be
able to perform all clotting factor assays as well as to run
function testing for platelets, which can be quite hard to
diagnose. Naturally, factor inhibitor testing is also
essential and should be part of the specialised service.
This is an area that requires careful consideration and
expertise so that the presence of an inhibitor is not
misdiagnosed.
On laboratory services for people with haemophilia in the
UK
In the UK there are between 20 and 30 haemophilia
comprehensive care centres all offering specialised
laboratory services with some variability amongst the
centres. In theory patients should have access to a full
range of diagnosis and treatment tests 24/7, although
Steve Kitchen attended the EHC 2015
not every centre makes these tests available at any hour
Workshop on New Technologies in
of the day and night so it will largely depend on the
Haemophilia Care
centre to which the patient goes. Obviously having these
services available 24/7 is necessary seeing patients needing emergency services for example will come
at any given hour of the day throughout the whole week.
On training for specialised laboratory services
In the UK, the training for laboratory scientists would be more general in the first five years and
subsequent specialisation will be carried out after that. The specialisation and training to work in the
area of haematology is quite broad and covers different aspects of haematology and coagulation such
as for example leukaemia or bleeding and thrombotic events. In Steve’s opinion, the most important
component of the training is gained during full time work practice in the area, where scientists can be
further evaluated and trained.
Across Europe there are some similarities in how laboratory services are organised but there is no
single system. Currently the International Society for Thrombosis and Haemostasis (ISTH) is considering
developing an international curriculum for laboratory services.
One trend that can be seen across the UK and Europe is the centralisation of laboratories, which results
in very large laboratories with various scientists working across the whole area of haematological
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disorders. In Steve’s opinion, this is not the more optimal way to organise work and will not result in a
better service to patients. Laboratories should have areas of specialisation.
On professional collaboration
Currently laboratory scientists working in the area of haemophilia and other bleeding disorders can
meet in different societies such as patient societies like the WFH or scientific societies such as the ISTH.
Furthermore, there are several national professional societies that focus on bleeding disorders but not
exclusively on laboratory services, which in Steve’s opinion is a good thing to maintain the
multidisciplinary approach and being able to exchange with other healthcare professionals.
On access to laboratory services in Europe

In Steve’s opinion the biggest upcoming issue in laboratory services for
people with bleeding disorders will be the testing of novel extended half-life
coagulation factors.
For Steve, who has provided a number of trainings abroad there are still some variabilities in what
services can be accessed in other European countries. In his opinion there is still room for
improvement. Through this experience he noted that, although the technical competences were not
quite the same across the board, the level of enthusiasm and understanding from laboratory scientists
is there. One of the major issues faced by laboratory services is often the lack of adequate funding.
This is particularly true in recent years when resources have begun to be stretched due to budgetary
cuts.
On involvement with patient organisations
Steve is a member of the WFH laboratory sciences committee and has also attended some EHC events
to talk about laboratory services.
About the current and upcoming challenges in laboratory services for bleeding disorders
The biggest upcoming issue in Steve’s opinion is the testing of novel extended half-life (EHL) factors.
In fact, it is becoming increasingly apparent that these new products will need sets of new and more
complex tests based on chromogenic assays. An additional difficulty to test these products will come
from the various new technologies, each of which will require an understanding of how that specific
product will have to be tested for accurate results. It will be crucial to understand the differences as
using the wrong set of reagents may result in important under- or over-estimation of coagulation
factor levels.
An additional layer of complexity will come if both extended-half life and standard coagulation
products are used by the same patient in different contexts (for example for prophylactic treatment
and surgery). Laboratory technicians and haematologists will need to be very vigilant about the way
these products are tested. This will result in the need for increased interactions between members of
the haemophilia team.
For Steve, these are major challenges coming, which is both exciting and daunting and will make the
role of laboratory services even more crucial for the safe delivery of EHL products.
* Dr Steve Kitchen is the head scientist at Sheffield Haemophilia and Thrombosis Centre.
** Laura Savini is the EHC Communications and Public Policy Officer
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EHC Round Table on Inhibitor in Haemophilia A
By Dan Farthing-Sykes, CEO, Haemophilia Scotland
On 16 February, the European Haemophilia Consortium (EHC) held its first Round Table of the year on
the much anticipated topic of inhibitors in haemophilia A. Dan Farthings-Sykes, CEO of Haemophilia
Scotland, reports on the event.
The EHC held on 16 February its best attended Round Table meeting yet. Almost 80 people came from
all over Europe to discuss an important study into inhibitors, which is expected to be published soon.
The Survey of Inhibitors in Plasma-Product Exposed Toddlers (SIPPET) is the largest randomised
controlled trial ever conducted in haemophilia with some 216 participants with haemophilia helping
researchers investigate whether there is a difference in the chances of developing an inhibitor
depending on whether someone is being treated with a plasma-derived coagulation factor concentrate
or recombinant clotting factor product.
This issue is so important because inhibitor are the most significant side-effect with current treatments
for haemophilia. Inhibitors develop when a person’s immune system reacts against the clotting factor
product they have been treated with. Developing an inhibitor means more bleeds, more joint damage,
and even an increased risk of death while it persists.
Approximately 30 per cent of people who receive regular treatment for haemophilia will develop an
inhibitor. Of these, roughly one third will clear the inhibitors without treatment and two thirds will
require treatment. Haemophilia Centres use Immune Tolerance Induction (ITI) to try to tackle
inhibitors. This involves giving relatively large amounts of treatment to train the immune system to
recognize the product without reacting against it. Even in Europe, there are many countries where not
everyone who needs ITI can get it. The treatment is successful in 60 to 80 per cent of people receiving
it, which leaves some 20 to 40 per cent of people who get an inhibitor without protection from bleeds,
joint damage and disability.

Participants at the EHC Round Table of Stakeholders on Inhibitors in
Haemophilia A

Although the SIPPET study data has not yet been published, the initial indications (based on the
abstract, which was published for the 2015 Congress of the American Society of Hematology) are that
that there is a higher risk of developing an inhibitor when using a recombinant product when compared
with a plasma-derived product, although there is a risk with both classes of treatment. Without the
relevant data, clinical organisations and patient groups haven’t yet been able to develop
recommendations about how best to respond. However, there was some speculation at the meeting
that any advice that was developed might look at using plasma-derived products for people at a higher
risk of developing an inhibitor for other reasons (such as genotype, ethnicity, or family history). Most
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inhibitors develop between the 20th and 30th day that someone takes the treatment. Any new
approach might be expected to concentrate on that higher risk period. Concretely, this means that
these decisions could have the biggest impact for previously untreated people, like children or babies,
and minimally treated people, such as adults with mild haemophilia. However, until the data is
available these are just educated guesses.
There are several reasons that it might be unlikely that there will be recommendations to switch,
wholesale, from recombinant to plasma-derived products, not least of which is the concern that
plasma-derived products are inherently more vulnerable to new blood-borne pathogens, such as
viruses or prions. This consideration is particularly acute in parts of Europe such as Scotland, and the
rest of the United Kingdom (UK), because of concerns about variant Creutzfeld Jakob Disease (vCJD).
Although there is no evidence of infections with a blood borne virus or vCJD from the products
currently available, nobody wants to be complacent. It is also worth remembering that the volumes
involved in recombinant treatment are lower, which has advantages when treating children.

From left to right, Prof Paul Giangrande, Prof Frits Rosendaal and Prof Flora
Peyvandi were part of the discussion panel on the SIPPET study

What was very encouraging was that clinician after clinician at the meeting stressed the importance of
giving patients and parents the information they need to understand their choices. There was also a
strong commitment to developing any guidance or recommendations in partnership between
clinicians and patients. In the UK, for example, the United Kingdom Haemophilia Centre Doctors’
Organisation (UKHCDO) Inhibitors Working Party will certainly play a leading role and a similar
collaboration will be expected in other parts of Europe as well as in Scotland. In particular, patients
will look at organisations such as the World Federation of Hemophilia (WFH), the European
Haemophilia Consortium (EHC) and other leading patient and physician organisations to provide
guidance to patients with regard to this issue.
Results from the SIPPET will be presented at the WFH World Congress and at the EHC Annual
Conference (see pg 45). On 1-4 December, the EHC will hold its first ever Inhibitor Summit (see pg 5),
those interested in joining should get in touch with their National Member Organisation.
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A word on the SIPPET study
By Prof Frits Rosendaal, Leiden University Medical Centre
Prof Frits Rosendaal is a professor of clinical epidemiology at the Leiden University Medical Centre
and carried out the interim analysis of the Survey of Inhibitors in Plasma-Product Exposed Toddlers
(SIPPET) study. Here he provides a brief account of the information about the SIPPET presented during
the Round Table.
During the Round Table of Stakeholders on ‘Inhibitors in haemophilia A’ organised by the European
Haemophilia Consortium (EHC) on 14 February, Dr Mannucci presented the SIPPET study, after which
the implications of the study were discussed by, amongst others, Prof Johannes Oldenburg (Bonn
University), Prof Paul Giangrande (Oxford University), Prof Peter Collins (University of Cardiff) and
Prof Flora Peyvandi (University of Milan and the coordinator of the study). A regulatory view was
expressed by Dr Brigitte Keller-Stanislawski from the Paul-Ehrlich-Institut. Industry representatives
also took part in the discussions, notably Dr Juan-Ignacio Jorquera (Grifols), Dr Alessandro Gringeri
(Baxalta) and Mr Larry Guiheen (Kedrion).
The SIPPET trial had as its hypothesis that recombinant FVIII (rFVIII) as a group more often produces
inhibitors than plasma-derived FVIII (pdFVIII). To this effect, 251 previously untreated or minimally
treated children were randomly distributed over two groups, one that would receive rFVIII and one
group receiving pdFVIII group. These children came from 42 centres in 14 countries across various
continents. The trial showed what previous observational studies had suggested: the rate of
inhibitors, both all and high-titre, is 70 to 90 per cent higher with rFVIII than pdFVIII.
This is a result that cannot be ignored, since inhibitors are a serious complication, which is not rare
(35 per cent of all patients in SIPPET) and has serious implications for the wellbeing of patients.
Additionally, randomised studies are considered to offer the strongest evidence. It was clear in the
discussions that physicians as well as regulators struggled with this. Some put forward the theoretical
transmission of pathogens with pdFVIII versus the theoretical impossibility of such transmission with
rFVIII, while others argued that no pathogen has escaped currently employed safety and inactivation
methods for decades. As I pointed out, it is very difficult to weigh a known probability of a known
side-effect to an unknown, albeit low, probability of an unknown side effect. Some physicians
thought that risk stratification could be an option, in which rFVIII was reserved for patients with a
prior low risk based on (absent) family history and FVIII mutation. Others countered that there is no
evidence supporting that this is a feasible idea. So, it seems that even though, as a large randomised
study, SIPPET is the definitive study, the discussion has not yet led to definitive strategies.
The results of the SIPPET study was published in the New England Journal of Medicine on 26 May
2016 and is available online.
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‘Diversity Day’, World Haemophilia Day 2016 in Brussels
By Cees Smit, member of the Nederlandse Vereniging van Hemofilie-Patiënten (NVHP), the EHC Dutch
National Member Organisation (NMO)
On 20 April, the European Haemophilia Consortium (EHC) held celebrations to mark World Haemophilia
Day (WHD) with a series of events to draw attention to some of the issues faced by people with bleeding
disorders in Europe such as the lack of access to treatment for hepatitis C, treatment disparities and
the lack of unified care for an ageing haemophilia population. Mr Cees Smit, member of the Dutch
NMO, a patient representative for the study of haemophilia in the Netherlands and a speaker on the
day, reports.
It was quite a varied programme organised by the EHC on 20 April in Brussels to celebrate WHD 2016.
At the same time, this mixed programme showed the main differences in haemophilia care around
Europe. This became especially apparent when the first screening of the documentary ‘Haemophilia
Stories’ directed by Goran Kapetanovic was shown. In 55 minutes, we made a tour throughout Europe
and got to know a number of individuals and families in whose daily lives haemophilia played a role.
At the same time, we saw large differences that exist in treatment within the European Union, at times
with 17-fold higher dosage schemes in countries like Sweden and almost nothing to administer in
countries like Romania. And especially when a patient develops an inhibitor in countries with almost

Some of the speakers at the Round Table on Ageing and Haemophilia
(Cees Smit is the first on the right)

no treatment, life is far from easy. Goran Kapetanovic made these differences very clear in a calm and
far from sensational documentary. The movie is an absolute ‘must-see’ for all those involved in
haemophilia treatment, especially for the younger generations of haemophilia physicians and care
providers in the more well-advanced EU-countries. It can give them an impression of the lives their
ageing haemophiliacs had to live in the past, at a time when no treatment was available: the time
before the mid-sixties. As for myself, I’ve been living with haemophilia for 65 years now, and also with
HIV and a number of co-morbidities and I have to deal with the fifth or the sixth generation of
physicians and care providers, who are younger each time and mostly unaware of my medical and
social history.
Ageing was another theme of WHD 2016 in Brussels and was discussed in the buildings of the European
Parliament, where the haemophilia community was warmly welcomed by Members of the European
Parliament (MEPs) Mr Heinz Becker and Mrs Sirpa Pietikãinen. All medical and social aspects of ageing
with haemophilia were presented and the most positive message probably came from Prof Frits
Rosendaal, an epidemiologist from Leiden University in the Netherlands. For those haemophiliacs who
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have now reached the age of 65, the conclusion can be that they still have another 20 years of life
ahead of them. At the end of this session, Mr Zygmunt Gruszka from Sweden and I presented the more
personal experience on ageing with haemophilia and the National Member Organisation’s perspective.
The day started with a session on hepatitis C (HCV), chaired by MEP Dr Miroslav Mikolášik that was by
far the most promising theme for the short term. Because of the introduction of a new and very
effective group of anti-viral medications for HCV, the problems in the haemophilia community could
and should be solved within a couple of years for the great majority of infected haemophiliacs. Dr

Goran Kapetanovic (left hand side) is the director of the documentary
'Haemophilia Stories'

Ricardo Baptiste Leite, a member of the Portuguese Parliament and a physician in internal medicine
presented the Portuguese national plan to eradicate HCV in the total population within a couple of
years by providing the new generation treatments to the 13,000 HCV infected people in his country. A
very reasonable price per cured HCV positive person was negotiated by the Portuguese government
with the company involved. Mr Achim

Mr Achim Kautz (left) and Dr Ricardo Baptista Leite (right) talked about
strategies to tackle HCV

Kautz, from the German Liver Self-Help group, mentioned a similar approach to be adopted shortly by
the Romanian government and he expected more countries to follow the Portuguese example.
All in all, it was a very well-organised day and within the limits of the current security issues in Brussels
these days, the EHC deserves credit for the perfect organisation of WHD 2016.
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Youth insight into the EHC Youth Leadership Workshop
By Aleksandra Ilijn*, Ivan Šebest* and Kristine Janson**
Late last year the European Haemophilia Consortium (EHC) welcomed two new members to its Youth
Working Group (see EHC December 2015 Newsletter) and in April, the third edition of the EHC Youth
Leadership Workshop was held in Barcelona. Aleksandra Ilijn and Ivan Šebest tell us about their
experience on being ‘on the other side’ while organising a workshop for young volunteers from across
Europe.
Kristine Jansone (KJ): What was the most valuable insight that you gained from being a part of the
organising team of the EHC Youth Leadership Workshop (YLW)?
Aleksandra Ilijn (AI): I would say being able to see how activities are organised and set-up in motion
in the frame of the EHC. And of course, being able to work side by side with people who were my
facilitators two years ago.
Ivan Šebest (IS): The most valuable insight was to see ‘behind the scenes’ of the workshop. We spent
a considerable amount of time preparing the workshop, which paid off in the end. It was also
compelling to observe how participants approached the case studies, role-plays and different activities
proposed during the workshop. The EHC is becoming more and more focused on youth engagement,
and we are already working on future activities.
KJ: How did you see yourself differently in comparison when you were a participant? What have you
experienced as a young leader in your National Member Organisation (NMO) since then?
AI: I don’t see myself in much different position. I was learning then to be a youth leader as much as I
did now, just from a different perspective. Since I was a participant on the first youth workshop a lot
has changed for me. I initiated a youth committee in my National Member Organisation (NMO - in
Serbia) and together with six wonderful people we created a youth policy and a youth action plan (see
pg 26).
IS: I felt wonderful both as a participant and as part of organising team! In the organising team, I got a
better understanding of the EHC’s vision for youth. Since I became more involved in the haemophilia
community, I try to connect youth members in my NMO, show them the importance of patient
organisations and make them more engaged. I also proposed to our board members to introduce
specific activities for our younger members.

“Every new experience is important. This is also my message to the NMOs.
Use this opportunity (the EHC Youth Leadership Workshop) to gain young,
enthusiastic and skilled people in order to strengthen your teams and
support your causes,” states Aleksandra Ilijn, Member of the EHC Youth
Working Group
KJ: How did you experience the youth of the EHC community in this YLW?
AI: The group was absolutely amazing! From the first session they acted like they knew each other for
many years. They are all ambitious young people with lots of potential. There is no doubt that these
young people are future leaders of their NMOs, and who knows, maybe even for the EHC and the
World Federation of Hemophilia (WFH). The limit is where they put it.
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IS: I believe that the YLW was a success this year! We have introduced so called ‘home groups,’ which
brought participants close to each other. This led through very active participation to constructive

For Ivan Šebest: “I would encourage everyone to apply for the YLW in the upcoming
years! It will provide you with an opportunity to gain a good overview of a complex
network of stakeholders; you will form lifelong friendships and share experiences with
youth leaders from different countries; YLW will also give you inspiration and it is a lot of
fun!”
discussions. The enthusiasm of young leaders was amazing! For many of them, it was their first time
representing their NMO in an international event. Intensive workshop sessions got many of the
participants out of their comfort zone, which I believe is crucial for personal development.
KJ: What is your vision for the future of the youth in the EHC community?
AI: It is hard to say, because it depends on so many things. I think that we will use the opportunity and
make this network even stronger. One thing is certain, we will achieve a lot because we have great
teachers and leaders.
IS: My vision for the future of the youth in the EHC is very clear. We will try to bring together as many
enthusiastic youth leaders as possible and help them grow both personally and professionally.
Together, we can form very powerful youth community across Europe.
KJ: What would you say to the potential
participants of the next YLWs, why is it
worth taking part? What would you say
to the NMO’s sending the participants?
AI: Every new experience is important.
Seize every opportunity you get.
Maybe you don’t see yourself as a great
leader doing big things for our
community. I didn’t either. But then I
participated in such events and I
realised that there are no ‘great’ and
‘less important’ things when it comes
to our community. Every contribution
is big and everything counts. This is also
my message to the NMOs. Use this
Participants of the 2016 EHC Youth Leadership Conference
opportunity to gain young, enthusiastic
and skilled people in order to strengthen your teams and support your causes.
IS: I would encourage everyone to apply for the YLW in the upcoming years! It will provide you with an
opportunity to gain a good overview of a complex network of stakeholders; you will form lifelong
friendships and share experiences with youth leaders from different countries; YLW will also give you
inspiration and it is a lot of fun! I would also like to appeal to NMOs to identify potential candidates in
advance and be ready to listen to their ideas after they get back home from the workshop.
* Aleksandra Ilijn (EHC Serbian NMO) and Ivan Šebest (EHC Slovakian NMO) are members of the EHC
Youth Working Group
** Kristine Jansone is the EHC Inhibitor Programme Officer and coordinates the activities of the EHC
Youth Working Group
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EHC welcomes new members to its Data and Economics Committee:
Meet Prof Frits Rosendaal and Dr Alec Miners
Prof Frits Rosendaal and Dr Alec Miners interviewed by Laura Savini
Earlier this year the EHC Data and Economics Committee, which advises and provides expertise to the
EHC Steering Committee on matters related to health economics and data collection, had the pleasure
to welcome two new members to strengthen its expertise. In this article we introduce and welcome
Prof Frits Rosendaal from Leiden University Medical Centre and Dr Alec Miners from the London School
of Hygiene and Tropical Medicine.

Prof Frits Rosendaal
Prof Frits Rosendaal is a medical doctor currently holding the position
of Head of Department of Clinical Epidemiology at Leiden University
Medical Center in the Netherlands. In this position, Frits oversees the
activities of the department, which carries out research in several fields
including thrombosis and haemostasis of which haemophilia is a part.
Frits’ relation with haemophilia goes all the way back to his PhD
studies, which he carried out in the late 1980s and which focused on
haemophilia. In fact, he contributed to the Dutch national survey on
haemophilia, which had the primary objective to look at the state of
haemophilia care and the quality of life of people with haemophilia in
the Netherlands. The study looked at a variety of parameters affecting
the lives of those living with haemophilia including genetics,
treatment, side-effects, social participation, etc. This survey was first Prof Frits Rosendaal recently
joined the EHC Data and
started in 1972 and is still conducted every few years. In 2016, the sixth
Economics Committee
edition of the survey will be carried out and will not only look at the
current state of treatment and wellbeing of people with haemophilia, but also at the evolution of this
area in the past 44 years. The survey is an interesting tool to measure the changes that have occurred,
to identify progress but also new challenges for people with bleeding disorders. For instance, when
Frits first took part in the survey, HIV contamination was a big issue for the haemophilia community
and, although these days some individuals are still affected by this condition, younger patients now
have generally good access to safe treatment and do not face this problem. The survey has always
included representatives from the Dutch patient organisation who sit on the research and supervising
team, which in Frits’ opinion is important as it makes the study more relevant in its focus.
Frits was asked to join the committee in 2015 to bring his expertise in data collection and analysis to
the group. In fact Frits is, as he describes himself, a methodologist and is very much an expert in
matters related to data collection and analysis such as methodology, statistics, study design and
various tools to analyse data. Frits hopes that his contribution will strengthen the work carried out by
the EHC Data and Economics Committee and that through the production of sound scientific data, the
EHC will be able to provide its National Member Organisations with the right tools to further conduct
advocacy work in their own countries.

Dr Alec Miners
Dr Alec Miner is senior lecturer in health economics at the London School of Hygiene and Tropical
Medicine. In the 1990s, Alec worked for five years at the Katharine Dormandy Haemophilia and
Thrombosis Centre (Royal Free Hospital, London) where he completed his PhD under the guidance of
Prof Christine Lee on the cost assessment of different treatments for people with haemophilia. Since
then he has carried out work in various disease areas including economic evaluations in sexual health,
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HIV and sexually transmitted diseases. More recently, Alec worked for
the UK National Institute for Health and Care Excellence (NICE) where
he sat on its Technology Appraisals Committee for some ten years. He
is a current member of NICE Decision Support Unit.
As with Prof Rosendaal, Alec hopes to bring to the Data and
Economics Committee expertise in supporting the EHC data collection
activities. He believes his background in methodology will be an asset
to gather robust evidence, which in turn will support the advocacy
work of the EHC and its National Member Organisations (NMOs). Alec
was very pleased to be asked to join the committee in particular as
bleeding disorders are rare life-long diseases for which conducting
Dr Alec Miners joined the EHC studies is often difficult. In particular he is looking forward to the
Data and Economics Committee changes that the marketing of extended half-life products can bring to
(photo courtesy of Alec Miners) the European environment.
The EHC is delighted that Prof Rosendaal and Dr Miners have accepted to join its committee and looks
forward to a successful and fruitful collaboration.
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NMO News
NMO Profile: Всеукраїнське товариство Гемофілії (the Ukrainian EHC
National Member Organisation)
By Sergiy Shemet, Board Member of Всеукраїнське товариство Гемофілії, the Ukrainian EHC
National Member Organisation (NMO)
In this issue we continue with our NMO Profile in which we discover the origins, activities and future
plans of our members. For this edition the EHC Ukrainian NMO tells us more about activities in his
country.
The EHC Ukrainian NMO was established in October 2005, when representatives from 15 regions of
Ukraine took part in a Constitutional Conference. This enabled the creation of an official nation-wide
organisation.
Until 2005, there was no national purchase of coagulation factor concentrates in Ukraine and, as a
result, patients were treated exclusively with cryoprecipitate and fresh frozen plasma. There were also
no haemophilia treatment centres and people with haemophilia (PWH) were treated within
haematology departments resulting in haemophilia being a minor problem within the haematological
world and in the eyes of the government. Thus, comprehensive care, elective surgery and
physiotherapy were not available or even possible.
Prior to the funding of a nation-wide haemophilia organisation in 2005, we had several local
haemophilia organisations located in the various Ukrainian provinces such as Kyiv, Odesa, Lviv, Rivne,
Khmelnitsky, Dnipro, Kharkiv and Crimea. Mr Oleksandr Shmilo, the current president of the Ukrainian
NMO, was the driving force behind the creation of a nation-wide organisation. At the time, he was the
president
of
Kyiv
City
Haemophilia
Organisation
“Factor.”
Once
established,
our
organisation
immediately
initiated contacts with both the
World
Federation
of
Hemophilia (WFH) and the EHC.
In fact both Ms Catherine
Hudon, at the time WFH
Regional Programme Manager
for Europe, and Mr Yury Zhulev,
at the time EHC Board Member,
were at the Constitutional
Conference. Our organisation
became a member of the WFH
WHD 2016 celebrations in Ukraine (photo courtesy of the Ukrainian NMO) and EHC in 2006.
At the moment we count some 2,600 patients with bleeding disorders in Ukraine. Our organisation
does not have official membership data but we have 24 local chapters in all but three regions of
Ukraine with an average of ten members in every chapter.
Ukraine also numbers 26 haemophilia centres, all tied to regional haematology departments, although
only two centres can be considered as comprehensive care centres (those located in Kyiv and Lviv).
We also have a patient registry.
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Treatment level is unfortunately very low with an estimated 0.8 international units (IU) per capita in
2013, which lowered to 0.4 IU per capita in 2015. Furthermore, a one-year shortage in supply of
coagulation factors came to disrupt the situation. Until 2014, we managed to have prophylactic
treatment for children under three years of age but this is no longer possible. Additionally no home
treatment is available and treatment is quite difficult to access in general.
Our organisation is run by a board composed of six members:


Mr Oleksandr Shmilo, president, based in Kyiv.



Mrs Olena Safronova, secretary, from the Kyiv regional chapter and responsible for the
northern part of Ukraine.



Myself, from the Dnipro chapter and responsible for the central part of Ukraine.



Mr Andrii Koryshev, from the Odesa chapter and responsible for the southern part of Ukraine.



Mr Andrii Vysotskyi, from the Lviv chapter and responsible for the western part of Ukraine.



Mr Pavlo Tolubinskyi, from the Luhansk chapter and responsible for the eastern part of
Ukraine.

Our priorities at the moment are as follows:
1.

Creation of governmental electronic
patient registry

For this objective we have started
communication with the Ministry of Health
(MoH) and local officials. A software was
developed for this purpose and piloted in
three regions. Coagulometers have also been
established in selected regions, and we liaised
with the WFH and the comprehensive care
centre in Lviv for the training of laboratory
specialists. We are also liaising with
representatives from the pharmaceutical
Children during WHD 2016 celebrations in Ukraine
industry for the purchase of reagents for
(photo courtesy of the Ukrainian NMO)
laboratory analysis. Finally, we will carry out a
statistical analysis of the data collected in pilot regions and present it to the MoH with a request to
introduce this system in all regions in 2017.
2.

Establishment of transparent national and local purchasing of coagulation factor concentrates

For this project, we are currently liaising with the WFH, the EHC as well as with the United Nations
Development Progamme (UNDP) on best practices for coagulation factor purchasing. Furthermore we
are working with MoH committees to establish the nomenclature of coagulation factor concentrates
for both children and adults. We are also talking to various regional healthcare departments to provide
them with information on best practices and pricing (in particular with regard to results achieved by
different procurement systems).
3.

Establishing effective work of a National Haemophilia Committee with development of
national strategy on haemophilia care

4.

Achieving 2 IU per capita in the next two years

For this objective we are working with a national haematologist and using the data from our national
registry to prove that the current amount of coagulation factor concentrates used in Ukraine is
insufficient and we are also underlying the negative consequences of this situation. We have also
approached different European bodies to ask for support to influence the Ukrainian government to
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take into account the resolution of the Council of Europe, which states that 3 IU per capita should be
the minimum level of per capita FVIII use in any given country. For this work, we have approached the
EHC, the WFH and partner NMOs for support to advocate with our MoH. Together with the doctors
and MoH officials we have also worked on a draft for the national strategy of haemophilia care 20162020, which includes a gradual increase in factor supply, the establishment of additional
comprehensive care centres and the improvement of social outcomes for PWH. At the moment, we
are advocating towards our MoH for the approval and implementation of this plan and we expect to
have public discussions in the autumn of 2016 when the 2017 national budget is prepared.
Other goals for our NMO include the establishment of an additional three comprehensive care centres,
achieving prophylaxis for children and improving access to physiotherapy and comprehensive care in
all regions.

Participants of the WHD 2016 celebrations in Ukraine
(photo courtesy of the Ukrainian NMO)

As you may have gathered this year has been and will be particularly busy for us and our activities aim
to support these new objectives besides providing regular support to our members. For instance, this
year we are planning to hold three workshops for healthcare professionals and five ‘haemophilia
schools’ for patients and their families. In terms of advocacy, we have planned five Round Tables with
both central and local authorities. We have also developed a national advocacy campaign to increase
the supply of coagulation factors. For World Haemophilia Day, we organised a meeting in Kyiv (of which
you can see some of the pictures in this article) with participants from all regions across Ukraine and
massive media coverage. In the summer, we will be holding a summer camp for children under 14
years old with participation by the Lithuanian NMO. In September, we will hold our Annual Meeting.
Additionally, pending the securing of additional funding, we are planning to launch an independent
public pharmacovigilance initiative to monitor the safety and quality of coagulation factor
concentrates.
Besides working with the WFH, EHC and UNDP as previously stated, we also work with a Ukrainian
non-governmental organisation, the All-Ukrainian Council for the Rights of Patients.
At the moment our greatest challenge is the Ukrainian healthcare system, which does not care for
haemophilia properly (as it is still considered a minor condition within the spectrum of haematology).
Appropriate funding of haemophilia treatment and care is another big issue. As a result, PWH in
Ukraine lack a series of basic services such as orthopaedic treatment, elective surgery and emergency
care. While trying to change the situation, we also faced resistance from some doctors and government
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officials who think that the solution to improving haemophilia care will come only through an increase
in budgets allocation. As we all know, it is not only about budget but also and mainly about a
comprehensive and national approach. Furthermore, we are also facing some resistance from the
pharmaceutical industry and pharmaceutical distributors who benefit from the current situation,
which additionally limits our funding opportunities as we were also unable to secure funding from
other sources. Another obstacle that we are facing is the ingrained corruption in government bodies,
something that is regarded upon by our local media as ‘pharmaceutical mafia,’ which further prevents
positive changes. Finally, Ukraine is undergoing a series of profound reforms, which are not yet
properly implemented and which, as any such drastic reform, is taking time to show its full benefits.
Nonetheless, we believe that this situation is a great opportunity for Ukraine to initiate and implement
positive changes within its national healthcare system that could positively influence the organisation
of haemophilia care.

Current priorities of the Ukrainian NMO include, amongst others, the creation of an
electronic patient registry, establishing a transparent national and local purchasing
system of coagulation factor concentrates as well as a National Haemophilia Committee
and developing a National Strategy for Haemophilia Care. The Ukrainian NMO also
wishes to reach 2 IU/capita factor VIII use in the next two years.
For my part, volunteering in haemophilia in the past few years has been a great challenge. As it is for
many volunteers out there, finding the time to work towards the improvement of haemophilia care
and balancing between my professional and private lives is always a struggle. Although it has certainly
been a rewarding and interesting time, in particular when one gets to see positive changes, even small
ones, sometimes the work is frustrating and there is a constant self-questioning with many ‘Are we
doing it right?’ moments. On the other hand, we experience moments of happiness when we can finally
have a positive impact on the whole community. Finally, the constant support from many international
friends has really helped to keep us on track.
In my view, our proudest achievement has been when the level of coagulation factor concentrate rose
from zero to 0.8 in 2013, and together with a substantial increase in local budget for the purchase of
coagulation factor concentrates in my Dnipro region, and although this halted in 2014/2015 due to the
war conflict in eastern Ukraine, the main achievement of our NMO has been to profile haemophilia as
a public health issue with the general public and our government. This has helped to put haemophilia
on the list of national priorities for our public healthcare system where it is one of the leading diseases
in terms of budget funding per patient.
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Update on the state of Italian lawsuits for compensation following
contaminated blood products
By Fedemo, the EHC Italian National Member Organisation
Earlier in January there were some headlines in the newspapers that the European Court of Justice (ECJ)
based in Strasbourg had issued a decision to provide compensation to Italian haemophilia patients
following lawsuits launched in the wake of the contamination by blood products that took place in the
1980s, early 1990s. In this article Fedemo, the Italian National Member Organisation (NMO) of the
European Haemophilia Consortium (EHC) puts things in context and gives us more information about
this story.
Following the tragedy that occurred in the 1980s and early 1990s, when many patients with
haemophilia (but also people who underwent transfusions and people affected by thalassemia) were
contaminated with HIV and hepatitis C (HCV) through their treatment, a series of lawsuits were
launched by the victims and their families against the Italian State. This was in the late 1990s. In almost
all of these lawsuits, the Italian Ministry of Health was found guilty for negligence. However, these
sentences were carried out as penal lawsuits for direct accountability of the Italian State and did not
award any damages to be paid to the victims of the contamination. These rulings were all appealed by
the legal division of the Italian State.
After receiving these verdicts, the victims of the contaminations and their relatives had two choices to
proceed forward: either to sue the Italian State through the two higher courts in the Italian legal system
(in Italy there are three court levels for civil lawsuits, the first grade, the appeals court and the court
of cassation) in the hope of being awarded financial compensation or to negotiate directly with the
Italian Ministry of Health to obtain an extrajudicial agreement. For many victims, this second option
was seen as more favourable as it was perceived as being less time-consuming than lawsuits. In fact,
lawsuits in Italy take an average of ten years to go through. Furthermore, the lawsuit option was
perceived as riskier due to the variations in judgments between any two courts, which heavily
depended on the judge in charge of the court at the time of the ruling.
For all of these reasons, most victims as well as Fedemo opted for the second choice, to negotiate with
the government, and only a few of the victims decided to proceed with lawsuits against the Italian
government. For those who decided to proceed with a lawsuit, only a few obtained compensation and
some had to wait up to ten or even twelve years to obtain a ruling. Many others unfortunately lost
their case. Those who lost did so because of the many variabilities that exist between courts of law in
Italy depending on the region and the interpretation that a court decides to give to the case.
The victims that proceeded with the first option, i.e. the negotiation with the Italian government, had
to endure three years of negotiations, which required great efforts from the part of the Italian NMO
in order to reach an agreement with the government’s counterparts. In the end, it was established that
living haemophilia patients who were infected would receive the sum of €450,000 and the families of
deceased haemophilia patients who died following the infection would receive €600,000 in
compensation.
However, there were two requirements to receive this compensation sum. On the one hand the victim
had to be a patient with haemophilia with a proved viral infection (such as HIV, HCV or both) that he
or she had acquired due to the use of plasma-derived factor concentrates. These facts had to be
established by a military commission. The second requirement was that the haemophilia patient or
the family of a deceased contaminated patient had to be part of the first wave of lawsuits stated here
above. These compensations were paid in 2003 to some 700 people, however, almost as many if not
more were excluded from receiving this compensation for various reasons. Primarily there was a
general lack of information about the agreement with the government but also some lawyers were
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unable to properly follow-up on the procedures. As you may expect, this type of situation opened a
new phase of confrontation with the government.
In fact, in addition to only compensating half of the haemophilia patients who had been contaminated,
the Italian government also introduced a ten-year statute of limitation (five years for those
contaminated with HCV) to start a new lawsuit for damages against the Ministry of Health, which was
a prerequisite to access new compensation. The limitation started from the moment a person with
haemophilia had known he had contracted a viral infection, which corresponded to when the military
commission had certified the contamination.
This simple measure resulted in a massive exclusion of victims because this ten year period was pretty
much finished for almost all those who were not able to access compensation. The Italian NMO and
its regional branches strongly opposed this measure in court. There were various decisions over the
years, however, in 2010 the highest legal court in Italy, the Sezioni Unite della Corte di Cassazione,
decided that the limitation was legal.

For Daniele Preti, Executive Director of Fedemo: “The issue of compensation has been a
big part of our activities for the past 15 years. It has been a very difficult and often sad
path. [...] Our advice to other NMOs who are undertaking similar actions with their own
governments would be to stay strong and together, to enrol competent legal help and to
nurture your political connections. Finally, you will need a lot of patience and much time
and energy to devote to this endeavour.”
Following this ruling, Italian victims took two courses of action: on the one hand they decided to bring
this decision to the ECJ. In parallel, they started a long negotiation process with the Ministry of Health
and the Ministry of Finance to find an alternative solution for people with haemophilia who had been
infected but who had not received the first wave of compensations.
The ruling of the ECJ came in January this year and it was in favour of the Italian government stating
the legality and validity of the limitation.
As for the negotiations, they were very difficult as the Italian government continued to defend the
ruling of the Corte di Cassazione from 2010, which stated that the limitation was legal.
This led to many demonstrations in Rome and a strong political lobby, which involved great media
coverage to try to move the situation forward.
After many years of confrontation, the Italian government finally accepted to establish a new
framework for access to compensation, which stated that the victims who had been left out of the first
compensation package, but had started a lawsuit against the Italian State and Ministry of Health before
1st January 2010, could access compensation. Again many were excluded because, as mentioned in
the beginning of the article, lawsuits were never seen as a favourable course of action by many due to
the uncertainty, lack of information, economic reasons, etc.
In addition to this, a new compensation amount of €100,000 was established. This amount did not
differentiate between living or deceased victims. The compensation amount was lower because this
compensation package was available not only to people with haemophilia but to all of those who had
been infected, such as people with thalassemia and people who had been infected through other
medical procedures such as dialysis, vaccination, transfusion, etc. In practice, it meant that this
compensation programme was available to some 8,000 people (and not only the 700 haemophilia
patients who had not been compensated in the first round of compensation in 2003). This was despite
the Italian Parliament approving a law in 2007 saying word for word that ‘a new future compensation
for people with haemophilia should be in analogy with the previous one.’
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Following these announcements, a second appeal was launched by the Italian victims at the ECJ with
regard to the disparity of compensations for the same type of damage. Again, the ECJ rejected the
complaint and claimed that €100,000 was a fair amount.
Finally, the ECJ accepted the appeal against the delays in payment from the Italian government to
those who had started the compensation proceedings. The ECJ ruled that each plaintiff should receive
between €20,000 and €30,000
In short the ECJ ruling was largely unfavourable to the Italian haemophilia community and a
disappointment for both Fedemo and the victims of the contamination who strived for the past 15
years to get a fair compensation. Furthermore, these rulings are leaving Fedemo without legal
instruments to get fair compensations for those who have been waiting for a very long time
Daniele Preti, Executive Director of Fedemo, states that: “The issue of compensation has been a big
part of our activities for the past 15 years. It has been a very difficult and often sad path. We have been
confronted with authorities who have continuously denied their responsibilities and whose sole goal
has been to save money and not to provide support for the families of those who have died and for
those are still living with the co-infections. The Italian State had an obligation to monitor and ensure
the safety of these treatment and we feel they have failed us, which was recognised in the first lawsuits.
Our advice to other NMOs who are undertaking similar actions with their own governments would be
to stay strong and together, to enrol competent legal help and to nurture your political connections.
Finally, you will need a lot of patience and much time and energy to devote to this endeavour.”

Women support group of bleeding disorders in Macedonia
By Ivana Kuzeva, volunteer for Hemolog, the EHC Macedonian National Member Organisation (NMO)
Ivana Kuzeva is an active volunteer with Hemolog, the EHC
Macedonian NMO with whom she volunteers as a substitute
coordinator for the support group for women with bleeding disorders
and people with von Wllebrand Disease (VWD). In this article she
introduces the activities for women with bleeding disorders and
carriers in her country.
For a certain period of time, as a result of cultural and national issues,
concerns regarding the health of women with bleeding disorders were
overlooked in our society. Although Hemolog was founded in 1998, its
activities were held in secrecy and its members did not disclose their
belonging to our society for fear of discrimination and stigma. The
activities of Hemolog focused primarily on people with haemophilia
and this meant that women with bleeding disorders and carriers did
not receive any support.

Ivana Kuzeva, a young volunteer
from Macedonia, supports the
work of the Hemolog’s women's
group
(photo courtesy of the
Macedonian NMO)

It may seem surprising to some of the readers, but until 2010
conditions such as VWD and other coagulation disorders were
unknown in Macedonia and not recognised by the health care system, which resulted in a complete
misdiagnosis of the symptoms caused by these conditions. This situation turned around in 2010 when
there was a halt in the stigmatisation associated with being affected by a bleeding disorder and when
new treatments targeting women with bleeding disorders and carriers were finally available. With the
support of a twinning programme with the state of Arizona in the United States, we were finally able
to bring to our country global views and experiences on how to deal with bleeding disorders in women.
We decided to form a support group for women with bleeding disorders and carriers to provide
support and information about female and reproductive health. As in many other parts of the world,
it is a common belief that bleeding disorders only affect males and Macedonia was no exception to
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this. This mind-set was the first challenge for our group: to educate the wider community about the
fact that ‘women bleed as well.’
In 2015, we took part in the EHC
Annual Conference held in Belgrade,
Serbia and attended the workshop
about ‘Women in the bleeding
disorder community,’ which gave us a
great overview of activities and
programmes developed for women
with bleeding disorders in other
countries and which gave us many
ideas on how to implement these
programmes in Macedonia. In
November 2015, a committee for
The Macedonian NMO women group
women with bleeding disorder was
(photo courtesy of Macedonian NMO)
officially set up in our NMO, and as
with any other NMO committee, it was led and managed by a coordinator, a substitute coordinator
and a secretary. The committee is open to all women with bleeding disorders and their caretakers. The
main objective of the group is to provide support to these women and help them to solve common
issues but also to educate them on how to best manage their conditions. We do this through various
activities.
I have been involved with the Hemolog women’s committee since its creation as I have VWD myself.
This condition runs in my family as both my father and my siblings are also affected by it. There are
suspicions that my mother is also affected by this condition although she was not able to receive a
definitive diagnosis. This is not uncommon in my country as, unfortunately, proper diagnosis is difficult
to obtain. Bleeding is part of our everyday lives, as is caring for other women with bleeding disorders.
Through this committee, we offer not only education about the condition but also an opportunity to
develop a support network within the organisation. I am involved in these activities because I want to
show that one can have a good life despite the constant bleeding. Also, I think it’s important to be able
to openly talk and deal with these problems and not to live in secrecy or denial. My condition does not
make me different from others, on the contrary it gives me impetus to be a better person and to care
for others.
Our first meeting took place in February in Kochani, a small town in the North-East of the country
during our Youth Meeting. This meeting was the first time for women with bleeding disorders to come
together.
Our next aim is to focus on getting better diagnosis and increase healthcare services for carriers. We
are hoping that carriers will be able to access services within the haemophilia centre including
gynaecological services. We see many mothers taking care of children with haemophilia who are also
struggling themselves because they cannot access proper diagnosis and this makes their everyday life
quite difficult. Another topic that I want to address through this committee is the stigma faced by
mothers who are too often blamed for their children’s condition. I want to change this perception
because these women with bleeding disorders and carriers are as worthy as other women and they
should not be discriminated against. Our group will strive to change this situation and change this
attitude towards these women.
My personal heroine is Mrs Mirsada Ibraimi, the coordinator of our women’s committee. She is a
mother of three children, one of them has VWD. She is a fighter who has overcome the stigma,
depression and fear caused by this situation. Throughout all of this she continued to care for her family
and she is now my companion in fighting these issues in Macedonia. I am proud to work alongside her
as she offers help to those who are most in need.
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SHS Activities after EHC Conference in Belgrade
By Vladimir Ilijn, President of Udruženje hemofiličara Srbije, the Serbian National Member Organisation
(NMO) of the European Haemophilia Consortium (EHC)
Vladimir Ilijn reports on the latest activities of his society.
Thanks to, among other things, very positive effects and additional stimulus from the 28th EHC
Conference and the 1st Leadership Conference held in Belgrade last October, members of the Serbian
Haemophilia Society (SHS) have done numerous activities over the past few months.
In November 2015 our youth group held its constitutive meeting in which they formed SHS’ first Youth
Committee. This committee has thus far seven members: Aleksandra Ilijin as chair of the group, Stefan
Radovanovic, Stefan Tasic, Tanja Tubic, Marko Lalic, Bojan Pasic and Nikola Kumovic. During this
meeting the youth group developed a youth action plan for 2016/2017. As this meeting was part of
Global Alliance for Progress (GAP) programme from the World Federation of Hemophilia (WFH), which
SHS is a part of, we had as guest speaker Mr David Silva, member of WFH board of directors and cochair of the WFH Youth Advisory Board.

Constitutive meeting of the Serbian NMO Youth Group (photo courtesy of SHS)

Later in December, the SHS held its Annual General Assembly (AGA) where the EHC Conference
outcomes were presented to all SHS members. During this meeting, the Serbian physicians who had
presented during the EHC Conference also gave a medical update to our membership.
We are pleased to announce that during our AGA new members of the SHS Steering Board and
Supervisory Board were elected. I was re-elected as President of the SHS Steering Board and would
like to thank all SHS members for their confidence. I am myself a person with haemophilia and
inhibitors. Dejan Petrovic a person with inhibitors was elected as Vice-President. Tatjana Markovic (a
carrier), Damjan Devic (a parent of a child with
haemophilia) and Stefan Radovanovic (a person with
haemophilia and a member of the SHS Youth Committee)
were also elected as lay members of the board. We would
also like to announce that the following members were
elected to the SHS Supervisory Board. Bojan Pasic was
elected President of the Supervisory Board. He is a person
with haemophilia and inhibitors but he also sits on our
youth committee. Marko Lalic (a person with haemophilia
and inhibitors and a member of our youth committee) and
Zoran Miletic (a person with haemophilia) were also
elected on this board.
In 2015 the Serbian NMO marked its 15th
anniversary
(photo courtesy of the Serbian NMO)

This AGA meeting was also dedicated to celebrating SHS’
15th anniversary. Looking at back at the last 15 years of
work, we concluded that we are on good track with our
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activities, especially with our
membership on the National
Haemophilia Council and the Tender
Committee. We are also working
hard on our succession planning,
which is already bearing its fruits
with a number of active youth
members who are involved not only
in SHS activities but also within the
EHC and WFH.
In December, we also received a
prestigious recognition from the
Members during the Serbian 2015 Annual General Assembly
Serbian Convention Bureau for the
(photo courtesy of the Serbian NMO)
successfully
organised
EHC
Conference. I had the pleasure to be nominated Honorary Ambassador of congress tourism in Serbia
for 2015/2016.
We started 2016 with a three-day
workshop on psychosocial support
for people with haemophilia over
25 years of age, which is an ongoing
programme supported by the Novo
Nordisk Haemophilia Foundation.
Participants to this workshop
included members of our society,
psychologists
and psychiatrists from clinics in Serbia. This was the
Mr Vladimir Ilijn (left handside) was
nominated Honorary Ambassador for second workshop in a series of three. The first was dedicated to
congress tourism for bringing the EHC youth and the third one, which will be held in May, will be
Annual Conference in Serbia
dedicated to parents.
(photo courtesy of the Serbian NMO)

Finally, we would like to thank our younger members for their
contributions in the working groups of the EHC and WFH. We are proud to announce that Mirko Jokic,
a young person with haemophilia and inhibitors, took part in the first meeting of the EHC’s European
Inhibitor Network Working Group. During this meeting, Mirko
was inspired to take a more active role in advocating for
comprehensive care for people with inhibitors in Serbia. This
will also be the topic of our fourth inhibitor camp, which will be
held this April. Furthermore, our Youth Committee chair
Alexandra Ilijn was appointed as member of the EHC Youth
Committee since the beginning of the year (see EHC December
Newsletter 2015) and she took an active role in developing the
EHC Youth Leadership Workshop, which took place in April in Mirko Jokic (speaking) during the EHC
Barcelona (see pg 14).
Round Table on Inhibitors
These were all our activities for the past few months and we are striving to continue to develop
successful activities.
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Haemophilia Conference in Azerbaijan
By Hemofiliyalı Xəstələrin Respublika Assosiasiyası, the Azeri National Member Organisation (NMO) of
the European Haemophilia Consortium (EHC)
Earlier in March, the Azeri NMO organised a conference on haemophilia, here is their report of the
event.
The EHC Azeri NMO organised on 11 March a scientific conference on medical and socio-economic
problems faced by patients with haemophilia. In addition, the conference looked at the main aspects
concerning the treatment and diagnosis of haemophilia. Speakers included leading international and
local experts in the field of haemophilia care as well as active members of our NMO, who presented
on activities led by both the NMO and the Azeri state for the protection of patients with haemophilia.

Participants at the Azeri NMO conference (photo courtesy of the Azeri NMO)

In particular, we wish to warmly thank Prof Jerzy Windyga from the Institute of Haematology and
Transfusion Medicine in Warsaw, Poland, and member of the World Federation of Hemophilia (WFH)
Medical Advisory Board for his support in addressing some of the issues affecting people with
haemophilia in our country. During his visit Prof Windyga attended meetings with both hospital
representatives and Members of Parliament, which helped us in solving some basic issues regarding
the organisation of haemophilia care but also to once again draw political attention to the needs of
those affected by haemophilia. Finally, we wish to thank Prof Windyga for his contribution to the
scientific programme of our conference.
Our NMO had not held this type of conference for the past two years and we drew great benefits from
the valuable advice of its speakers and in particular of Prof Windyga, which we will use to move forward
the level of haemophilia care in our country. Our main objective will be to increase the number of
international units per capita, to improve the quality and access to physical therapy services and
laboratory research.
We wish to thank the leadership of the WFH for providing us with the great opportunity to bring such
a renowned specialist such as Prof Windyga to our country.
Other speakers at the conference included:


Mrs Gulnara Huseynova, the Chairman of the Azeri NMO



Dr Elmira Gadimova, Chairperson of the Azeri National Haemophilia Centre who spoke on
‘Exploring the pharmacokinetics and dynamics in haemophilia.’



Mr Ayaz Huseynov, the executive director of the Azeri NMO, who gave an overview of the
NMO activities of the past ten years in the field of social inclusion.



Dr Gulnara Agayeva who spoke about haepatitis C and haemophilia.



Dr Natella Yusifova from our haemophilia centre, who spoke on ‘Inhibitors in severe
haemophilia: a practical approach to management.’
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Dr Gunel Alizade from our haemophilia centre spoke about ‘Effective management of
prophylaxis throughout life stages.’



Dr Yegana Azizova, Head of the Department of Physiotherapy spoke about physiotherapy
treatment for haemophilia.



Dr Taran Jalilova spoke about ‘Perspectives in the laboratory management of haemophilia of
all severities.’



Mr Nureddin Abdullayev, a patient with haemophilia spoke about the ‘Social protection of
people with haemophilia.’



Prof Jerzy Windyga spoke about ‘How much factor VIII concentrates do we need to treat our
haemophilia patients optimally? Low-dose prophylaxis in emerging markets: how low can we
go?

Prof Jerzy Wyndiga was one of the speakers of the event (photo courtesy of the Azeri NMO)

The event was concluded by a debate on ‘The future of haemophilia research, should it be undertaken
in the developing world?’
Our NMO hopes similar conferences can be organised in the future so that we can further benefit from
the knowledge of international experts in solving challenges in haemophilia care in Azerbaijan.
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Russian Hemophilia Society events in October 2015
By Всероссийского общества гемофилии, the Russian National Member Organisation (NMO) of the
European Haemophilia Society (EHC)
Every three years the Russian Haemophilia Society (RHS) holds a National Haemophilia Congress and
an all-Russian Haemophilia Conference. The last edition took place on 17-19 October 2015 in Moscow.
Over 400 delegates from our regional branches, physicians, representatives from the World Federation
of Hemophilia (WFH) and guests from seven Commonwealth of Independent States (CIS) countries took
part in the activities.
The event kick-started
with
the
National
Haemophilia
Congress,
which
started
with
members of the RHS
Central Board reporting
on
their
triennial
activities. Following this,
RHS
members
held
elections. Mr Alain Weill,
President of the World
Federation of Hemophilia
(WFH) made a short
report on the activities of
the WFH as well as on the
current
state
of
haemophilia care around
the world. Other guests
from abroad also provided
an update on the situation
regarding
haemophilia
care in their countries.
The next day regional
volunteers and guests
took part in trainings on
diverse topics such as
fundraising,
volunteer
recruitment,
advocacy
and the organisation of
summer camps. Trainings
were given by both invited
professionals
and
experienced volunteers
from the RHS.
On 19 October the 7th allRussian
Haemophilia
The conference delegates (photo courtesy of the Russian NMO)
Conference was held. This
more scientific event brought together many Russian and foreign healthcare professionals including
haematologists, surgeons and laboratory scientists. The event covered three main topics:
musculoskeletal health, haematology and laboratory science.
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Interview with teacher Octavian Dumitriu, a 77 years old person with
haemophilia from Romania
By Daniel Andrei, President of Asociația Română de Hemofilie (ARH), the EHC Romanian National
Member Organisation (NMO)
Daniel Andrei, President of the EHC Romanian NMO interviews one of its older members, Mr Octavian
Dumitrium, a 77-year old former math teacher and a person with haemophilia (PWH) who wrote two
books about his life coping with haemophilia in a time when no treatment was available and what
messages he can share with other PWH around Europe.
Daniel Andrei (DA): I am addressing you, as usual, with Mr Teacher. I know that you have taught
mathematics for more than 40 years. How did you normally deal with haemophilia as a disease at
work?
Octavian Dumitrium (OD): It was very important for PWH to choose the right job in order not to make
a lot of physical effort. Now that haemophiliacs can have Factor VIII or IX injected, things have
definitely improved. I graduated from the Faculty of Mathematics at the Pedagogical Institute of Iasi,
after three years of study, and then I became a qualified teacher, as I took my first important exam in
teaching in 1968. This job suits a person with haemophilia as it does not require one to make a lot of
physical effort as we mostly have to teach things and then evaluate the students’ level of
comprehension. When everything went well, I could stand up and teach but when I had bleeds and
pain, especially at my elbows, I would ask my best students to write on the blackboard. There was no
replacement treatment with coagulation factor concentrates at the time so there were many times
when I had severe bleeds in my knees, which later caused disability.
DA: In what circumstances were you diagnosed with haemophilia?
OD: I was diagnosed at the age of thirteen. As I was coming home from school and also playing with
the other children, one of them unintentionally hit me in the head with a rock and I had a great
haemorrhage. My parents took me immediately to the local hospital of Vaslui, where I stayed for three
days. As the haemorrhage would not stop the doctor sent me to Iasi, where I was evaluated by other
doctors, including surgeons. Here they diagnosed me with haemophilia.
DA: How did you deal with the disease before there was treatment with factor VIII?
OD: It was a really difficult time. Nowadays young people are really lucky as there is this treatment and
they do not have their health severely damaged as it happened to us. In my opinion, a PWH needs
three specialists to take care of his health: a haematologist, a psychologist (especially for the young
ones, as they need to get accustomed to all the difficulties that this disease may cause) and a
physiotherapist. I was unable to move properly as my joints became stiff in a short time, so I became
scared of the idea of moving too much in order not to have bleeds and worsen my condition.
I had plasma and blood injected as there was no other treatment available in our country. When I had
factor VIII injected for the first time in 1996 I considered it the best treatment in the world and of great
help for a PWH.
DA: You are the only PWH in Romania that has a pacemaker. Please tell me more about it.
OD: As I had a hematoma on one of my ribs I had to stay in the hospital for quite some time and then
after I had been medically evaluated, they discovered that I had some heart problems. I had a blockage
there. At the age of 50, there were many times when I was unable to keep my balance or I lost
consciousness. I took pills for a long time but they were of no use. At the age of 61 when I went to the
cardiology clinic, I was diagnosed with heart failure and a major blockage in the left side of my heart. I
was recommended a treatment but it did not work the way we thought it would, so I had to undergo
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surgery and since 2000 I have a pacemaker. I have felt really well since then. I had to change it two
times, in 2009 and 2015, and both surgeries went well.
DA: If you would be able to evaluate your whole life, what would you see through the eyes of a 77-yearold PWH?
OD: All my life has been a constant struggle with daily problems and also with the disease – so much
so - that I now call it ‘my friend.’ My whole existence on earth can be summed up with “WILL-LOVEVIRTUE!” The love for my family, for mathematics, for children, for bees (I have been a beekeeper for
30 years), for photography, crosswords and for people who gave me that power to overcome my
condition, to go on, to fight and later to win.
DA: It goes without saying that you are a winner. You must be feeling like a winner as your book is titled
“The role of a winner.” What did you want to convey through this work? What destiny are you talking
about? What are the secrets of this
winner?
OD: I wanted to cheer and give
encouragement to PWH, to feel
supported in this constant fight with the
disease and with life’s difficulties. I
wanted them to be positive all the time.
We should not consider ourselves
slaves to our bodies, but to be
optimistic and to overcome any
obstacles. May we not forget that each
one of us is the maker of his own
destiny! My lifestyle, my way of fighting
the disease, made me have the destiny
of a winner. This cruel disease could
have made me perish at the age of 40 or
50 years old, because it followed me
everywhere, but it also stimulated my
wish to go on.
DA: You said that every person is the
maker of his own destiny. Had God
anything to say or do here?
OD: Yes, He does. My whole book
comprises my faith in God. There is a
triangle of happiness in my life that is
formed by: God, family and doctor. I
always had faith in God, but also love
and thankfulness. Faith is of great help.
Octavian Dumitriu (on the left handside) with Daniel Andrei
I consider that a religious man can get
(photo courtesy of the Romanian NMO)
rid of the pain through faith. Through
prayer, the right hemisphere of the brain gets activated and we can stimulate the blocking mechanisms
of pain. As many times as I had hematomas, I would pray and then I would feel better. As I was a
faithful man, I succeeded in overcoming many tough moments in my life.
DA: Mrs Cleopatra Ravanu, who wrote the review of your book, called you ‘a man of life.’ How do you
see your life at the age of 77?
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OD: That is a nice question! I can gladly affirm that I see it as if I were 25 years old. I mentally feel
strong and positive, I like talking a lot, giving advice, being empathetic to people’s needs and pain,
leading them the right way. I consider myself a man of life.
DA: You have a nice family with children and grandchildren. You share many memories about the family
you come from but also some aspects of your life.
OD: In 1959, when I took the job as a math teacher at the Valeni Secondary School, I met a lovely young
woman and we got married in the summer of 1960. We had a happy family and God blessed us with
three beautiful daughters (Genoveva, Catalina and Daniela). I have five grandsons, two boys and three
girls. None of them has haemophilia or is a haemophilia carrier nor was there anyone with haemophilia
in my parents’ family.
DA: In 2010 you celebrated your golden wedding anniversary.
OD: Yes. Family life was rather difficult in that time as we lived under communist oppression. I had to
work for a day and a night to be able to change a gas cylinder. My salary was low. After 50 years, as
we both retired and are rather old, I would say that we can say a lot of things but not do many of them.
My Vica, as I always refer to her, was a great housekeeper, very loving with all of us. She was very good
at cooking also. There were many tough moments but we learned to go over everything with patience
and calm. I loved life although there were moments when I thought I would die because of the disease.
I could not believe 50 years had passed since we got married.
DA: You were working with your intellect very much. You shared a lot of things with us through the
book, like if you feel mentally tired you have to do some more intellectual activities and whistling or
humming a tune is something that stimulates and also cheers anybody up. You are laughing!
OD: Yes, I am, because I remember them. When I was coming home from school, no matter if there
were children joining me or not, there was nothing that would make the road home shorter than
humming or whistling a tune. I learned not to be angry for too long. If there was something that made
me sad, I would not let the roots of discontentment grow in my heart and I would forget everything
about it quickly. I would say that common sense is one of the greatest qualities a person can have. I
always wanted to respect others around me and express my feelings without offending them. I treated
haemophilia nicely and I ‘obeyed its rules.’ Once I retired, I became keen on meditation and I worked
on my two books: ‘The destiny of a winner,’ second edition, an autobiography, and I want to thank
you, the Romanian Haemophilia Association and the Valeni Village Monography, Vaslui County-People
and Places, for helping me publish it in 2015. I joined political life in 2004 and gave it up in 2008. As I
was too disappointed, I decided that it is better to focus on my old years and my health condition.
DA: What message would you convey to your brothers that suffer from the same disease, PWH?
Romania is last in the European Union in terms of coagulation factor concentrate use with only one
International Unit/capita.
OD: I have all the gratitude and appreciation of those who live with the same ‘friend’ as I do. I wish
them to be strong, to always fight no matter what and to win. Let’s forget about the old times when
there was so much pain. Before the revolution, there was no coagulation factor treatment available,
and it was such a difficult time, but now let’s walk with joy towards the road that leads to us to having
a normal life.
May God help us!
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The room is my world
By Društvo hemofilikov Slovenije, the EHC Slovenian National Member Organisation (NMO)
The Slovenian NMO shares with us an interview with one its members, Marko Pogačar affected by
severe haemophilia A and inhibitors, 47 years old.
Our friend Marko Pogačar was born in Šiška. Since his second year of primary school he lives with his
parents in Verd near Vrhnika, 20 meters away from the Ljubljanica frequented occasionally by swans,
while their garden often hosts deer that come for the homegrown apples. In recent years, Marko has
started having problems with all his joints due to his illness – severe haemophilia A and factor VIII
antibodies. He is often confined to the bed in his room, which represents his entire world. In his room
everything is electronically connected, and from his bed he can remotely manage and control his world
of technical devices. He is never alone. His parents and close friend stand by his side, including Maja,
another friend and a Persian cat named Pia. We talked with Marko in his room, which was already
pleasantly decorated with fairy lights.
When was it first suspected that you had haemophilia?
Supposedly around my ninth month. When I
ate, it looked like I had a full mouth, but then
they discovered that I had a haematoma.
Marko's mother joins us and explains: My
mother's brothers died in their teens from
internal bleeding. Now there are no
relatives with haemophilia. My pregnancy
and childbirth were entirely normal, and
with Marko's birth I really did not even think
of haemophilia, or more truthfully, I just did
not think something like that could happen
to me. However, when I was told the
diagnosis when he was nine months old, I
was not too surprised. We have tried to live
Marko Pogačar with his cat Pia
a reasonably normal life. When visiting
(photo courtesy of the Slovenian NMO)
hospitals, my husband and I often saw
seriously ill children and we always considered it fortuitous that he only had haemophilia. He could
have had something much worse.
Marko continues: I remember that even before school, every May 1st and November 1st I had to go for
up to 14 days to Vrazov trg (Paediatric Clinic). Later on in school, these periods were increasingly
distributed over the entire year, but the paranoia before May 1st and the November 1st still haunts me
today.
Until my eighteenth year, they continued to think that I had haemophilia B, it was only later that they
found that I in fact have haemophilia A.
Did you go to school here in Vrhnika?
Yes, from my second year. I attended my first year in Šiška, where we lived from my birth onwards. As
my mother and father were almost neighbours in Šiška growing up, childcare was never a problem
with either one or the other set of grandparents taking care of me.
I started attending my second year in Vrhnika. I had very protective classmates then, who watched
over me the entire eight years of primary school. I was relieved from physical education, because I had
continuous problems with my ankles. My mother would drive me to school until my fourth year, and
then I started riding my bike. But, whenever I got battered a bit, my mother would drive me.
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Which secondary school did you choose?
I went to Ljubljana to join the postal service. When I was doing my practical training I would walk up
to 10km a day delivering the mail. I transferred to another programme, but as I was constantly away
visiting doctors I fell behind with my schoolwork, and I grew disenchanted with having to keep
repeating and correcting my grades. Finally getting fed up with school, I registered with the
Employment Service in Vrhnika. Since they couldn't find me a job, I went to Ljubljana. I first started
assembling transformers with a private company, later I got a job in a computer company. That is how
I started working with computers. I remained employed for about five years, but now it has already
been ten years since I am on a disability pension.
Do you have a lot of bleeding episodes?
In 1993, I developed antibodies to factor VIII. I stayed in hospital for a very long time and became
intimately familiar with the Medical Centre from the top to the basement. In 1996, my inhibitors
increased again. The haematologist sent me home and said I should be wrapped in cotton wool in
order to prevent bruising. Between 1996 and 2004 I did not go to the hospital. I spent most of my time
bedridden while members from the patient society visited me at home to check whether I was even
still alive, because I never showed up for any of my check-ups. Then a spokeswoman from Novo Nordisk
paid me a visit and presented the NovoSeven drug, which completely changed my life. Previously, due
to my antibodies, I would be bedridden even up to eight months until my bleeding stopped. Now, it is
fine even after one month. I have also greatly benefited from the cyklokapron tablets. The number of
bleeding episodes I experience has significantly reduced.
In 2004, I had contracted streptococcal sepsis and I barely survived. They sent me home completely
immobile and my mother assisted me in exercising just like a physiotherapist. It took me nine months
after the sepsis to get back on my feet again. My friends kept me company, including Maja who
bombards me with text messages and e-mails whenever I am not able to leave my bed. My cat Pia also
keeps me company and often serves double duty as a cushion.
How do you spend your day?
I fill my time by repairing the computers of my relatives and friends. Upstairs in the attic I have a large
number of computers (30), which serve me for spare parts. When I am feeling able I deejay at our local
festivities. A few years ago I completed a course for deejaying with Stojan Auer. I also volunteer to help
the firefighters if they need any computer services or anything else.
Until now I have repaired all my cars myself, if it was necessary. I also did all the electrical connections
in my room by myself. Just like MacGyver (the TV-series).
I really have great friends who help me if I need something, we hang out together often. They come to
pick me up if I am not able to drive the car, and we go for a picnic or elsewhere. I am also a member
of the village youth society and spend a lot of my time there, and I never miss a firefighting meeting. I
am happy to help wherever I can and to the best of my abilities.
To many more experiences with your friends!
Marko Pogačar, born 1969; severe haemophilia A with inhibitors
Interview published in the society journal Koncentrat no. 37/2007
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Activities from the Turkish National Member Organisation
By Türkiye Hemofili Derneği, the Turkish National Member Organisation (NMO) of the European
Haemophilia Consortium
The EHC Turkish NMO reports on activities from the second half of 2015 including their summer camp,
a regional symposium and a visit to the health officials of the city of Bursa.
Turkish NMO Summer camp
Every year, the Turkish NMO organises a summer camp for people with haemophilia and their families.
The 26th summer camp was held in August 2015 in Bursa and attended by 62 people with haemophilia
and 55 family members from across Turkey. The camp was also attended by seven doctors and six
nurses as well as by nine people with haemophilia from Azerbaijan and their families.
The main theme of last year's summer camp was 'Hand in Hand' highlighting the need to share
experiences, create friendships with other participants and unforgettable memories. After four
months of preparation, participants were able to enjoy a programme mixed with scientific lectures,
sports and social activities to better understand haemophilia.
The opening ceremony was filled with fun activities including a puppet show, a tongue twisting
competition, a musical performance by a band composed of young people with haemophilia and a
contortionist show that left participants breathless.

Participants during the summer camp of the Turkish NMO (photo courtesy Turkish NMO)

Throughout the camp, participants started the day with a gym session, followed by breakfast to the
camp theme song. Participants also took part in water activities every day such as water therapy and
swimming lessons. Swimming is a low impact physical activity and is particularly adapted and beneficial
for people with haemophilia.
Amongst the scientific lectures that were given, participants were able to learn more about
haemophilia care and innovation, prophylaxis, orthopaedic problems, oral and dental health for people
with bleeding disorders. Participants also took part in practical exercises to improve their fine motor
skills and had the opportunity to receive physical examinations from the physicians present.
The camp also featured many social activities such as a singing contest ‘the Voice of Haemophilia’ in
which 17 participants performed their singing abilities in front of a jury. The three finalists were asked
to perform for the closing ceremony together with the other musical performance of the Turkish NMO
Youth Council musical band.
The final night also featured a poem of Abdurrahim Karakoc 'Tut Ellerimden,' which translates into
English as 'Hold my Hands,' an appropriate way to conclude the camp.
Campers gave a very positive feedback and we wish to thank all of the participants for their enthusiasm
and the organising committee for their hard work in putting this event together.
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Visit to the city representatives of Bursa
Last October, the Turkish NMO visited city representatives in Bursa, the fourth biggest city in Turkey,
located in the North-Western part of the country. The city is home to approximately 100 people with
haemophilia.
Prof Bulent Zulfikar, President of the Turkish NMO, Mr Caner Dadak, Turkish NMO board member and
Ms Pakize Yilmaztürk, mother of a patient and a dedicated member of the NMO, visited several city
officials to advocate for improved healthcare services for people with haemophilia. Amongst the many
officials visited, there was Mr Yalcin Bulut, deputy governor and responsible for the city health care
services. The patient delegation also visited BURFAS, a subdivision of the city, which runs its social
facilities, playgrounds and printing services. Finally, the patient delegation met with representatives
from the city health office and in particular with Dr Özcan Akan, the principle of this administration,
who stated that arrangements would be made at the residential care programme to support people
with haemophilia. During the visits the delegation provided detailed information about what is
haemophilia and what are the needs of patients affected by this condition. Officials recognised the
importance to provide adequate services for people with bleeding disorders and offered further
meetings. Additionally, they offered support with the publication of informative brochures to raise
awareness about haemophilia. The event concluded with a dinner event bringing together patients
and city officials.

The patient delegation meeting with the Deputy Governor of Bursa and his cabinet
(photo courtesy Turkish NMO)

The city had seen in previous months some damaging news concerning 'the abuse of haemophilia
treatment,' which had a negative impact on the work carried out by patient organisations. The meeting
was important to restore trust between patients and city official and paved the way for future
collaboration. During the dinner, Prof Zulfikar reminded participants about the importance of the work
carried out by dedicated members of the Turkish NMO. He also stated that negative news coverage
had primarily a negative impact on patients. Seeing the positive outcome of the visit, the Turkish NMO
decided to repeat the experience in the future.
Third Regional Haemophilia Symposium
Later in November, the Turkish NMO held its third Regional Haemophilia Symposium of Turkey in Corlu
in the northern part of Turkey. The event brought together over 80 participants representing patients
and their relatives as well as non-haemophilia specialised doctors such as family doctors, occupational
health specialists, dentists, paediatricians, anaesthesiologists, surgeons, internal medicines specialists
and health administrators.
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Delegates at the symposium (photo courtesy of the Turkish NMO)

The event was the opportunity for many patients to consult with specialists ahead of the meeting. The
meeting started with scientific session. Dr Basak Koc's opened the scientific meeting with a
presentation on the importance of prophylaxis. Mr Caner Dadak, board member of the Turkish NMO
gave a presentation on the importance of patient organisations in haemophilia and he outlined the
educational and scientific activities organised by the Turkish NMO, including its participation in the
National Haemophilia Council and the National Data collection System. Prof Bulent Zulfikar continued
the presentations with a talk on medical issues and solutions for people with bleeding disorders. The
event closed with a Q&A session with the audience. The Turkish NMO wishes to thank representatives
from local health authorities for their participation in the event. In particular Dr Haci Bayram Zengin,
Dr Kursad Koparan from the Public Hospitals Unit as well as Dr Nurdane Korkmaz, Manager of the local
health district. Finally, the Turkish NMO wishes to thank Dr Yucel Ayaz, President of the Tekirdag
medical chamber for his support in organising the event.
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Feature Articles
Researcher spotlight: Prof Etienne Sokal
Prof Etienne Sokal* interviewed by Laura Savini**
In this edition we continue with our new column ‘Researcher spotlight,’ in which we interview a
researcher working in the area of haemophilia and other rare bleeding disorders. For this second
edition, we interview Prof Etienne Sokal, a paediatrician specialised in paediatric liver diseases and
liver-based inborn errors of metabolism. He is the head of the paediatric gastroenterology and
hepatology service and of the stem cell tissue bank at the Cliniques Universitaires Saint-Luc (Brussels,
Belgium) and head of paediatric research at the Institut de Recherche Expérimentale et Clinique (IREC),
Catholic University of Louvain. He also heads the Saint-Luc Hospital Paediatric Clinical Investigation
Centre, where all of the hospital’s paediatric clinical trials are conducted.
We asked Prof Sokal ten questions to learn more about himself and what his research focuses on.
1. What are you currently working on?
I am a paediatrician specialised in acquired and congenital
metabolic liver disorders and I am active in the field of
transplantation and stem cells research. My current area of
work is the use of stem cells to treat bleeding disorders with
a special focus on hepatic cells (cells from the liver), which
carry a wide variety of information notably on coagulation
factors.
When looking at the use of stem cells we quickly identified
haemophilia as an area with lots of potential for stem cells
therapy. The scope of our research covers two elements: on
the one hand stem cells can bring coagulation factors to
areas of the body in need such as joints (like knees, ankles,
elbows, etc.) These cells could be used to deliver treatment
in areas affected by bleeds and even micro-bleeds and once
the cell has arrived in the specific area, it will continue to
generate and deliver the needed coagulation factor. On the
other hand, a second use for stem cells is in gene therapy.
At the moment, one of the main barriers to gene therapy is
the inhibitor development against the adeno-associated
Prof Etienne Sokal is the Head of Paediatric
virus (AAV), which is the most commonly used vector to
Gastroenterology at the Cliniques
deliver the gene therapy (see EHC December 2015
Universitaires Saint-Luc in Belgium
Newsletter). By using stem cells as carriers to deliver the
(photo courtesy of Prof Sokal)
therapy we could bypass the need for the virus as a vector.
This clinical application is already widely in use, even in children and very young children.
At the moment the research is still in its pre-clinical phase (no clinical trials have been initiated)
although one patient with haemophilia has already tested the therapy.
2. What does your average day involve?
As stated above I am a clinician, so a large part of my day consists of clinical work and seeing patients.
The rest is devoted to research. I feel very motivated to find a solution when patients present
themselves with problems. In the hospital I work, we have access to a laboratory and to an accredited
liver stem cell tissue bank where we can produce cells and carry out research to find solutions for
patients. Additionally, I have also founded a spin-off company, where we are planning to further this
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research. This is because once the initial research has been carried out, one needs the support and
infrastructure of a pharmaceutical company to further develop these products. At the moment we
have various products for inborn and acquired diseases in the pipeline.
3. Why is your work important? What do you hope the impact of your work will be?
I am hoping that my work will positively impact gene therapy but also that patients will not be
dependent on infusing treatment several times a week. I am hoping that this will result, in the long
term, in patients being able to produce stable levels of FVIII and other factors themselves. I am really
convinced that this will be a breakthrough for patients. Another clinical application that my research
will result in is the direct injection of stem cells into joints suffering from bleeds and micro-bleeds so
that the necessary level of coagulation factors can be delivered to the needed areas.
4. What research question keeps you awake at night?
I am naturally passionate and enthusiastic about the work I do and this truly keeps me awake, even at
night. I believe that you need to be passionate and have an entrepreneurial spirit to carry out scientific
and clinical research otherwise it will get nowhere. When I see positive results today, I will spend my
evenings and nights wondering what the results of tomorrow will look like. Translational research is
very exciting.
5. Tell us one thing that you learned about haemophilia and/or other bleeding disorders that
really surprised you.
I was really astounded to learn about the poor treatment compliance rates in haemophilia. If patients
would perfectly comply with the prophylactic treatment they would certainly have very few bleeds or
problems due to their condition, which is a huge incentive to comply with treatment. The fact that
there are compliance issues tells us that the treatment must be much more burdensome that we can
imagine and that therefore it is not optimal. So there is room to improve the ease of administration of
treatment and this is what I am trying to achieve with my research.

“People with bleeding disorders should believe in the opportunities that
research will offer them to improve their treatment and I would advise them
to support research,” states Prof Sokal.
6. How did you become involved in this field and on this topic?
When we started to analyse the properties of our cells we rapidly identified that coagulation factors
had much potential to put these cells to use and in particular in the field of gene therapy, which is
unfortunately limited by the inhibitors developed to the virus vector. This is what got me into this type
of research.
7. What is the most frequently asked question about your work?
When talking about my work, many people are astounded by the length of time research takes. For
those not familiar with conducting medical research, it is often hard to appreciate how much work is
put into a single final product and it can take years from a first concept to a finished product. Some
people are intimidated by this and they do not see the point of pursuing research if it’s going to take
so long. From my point of view, years will go by irrespectively of what you do so you may as well put
your time to good use!
If you start to think about the fact that carrying out research will take a long time and pondering on
whether it is worth enterprising it or not, then you will never achieve anything. For example, when
Gaudi started his work on the basilica of the Sagrada Familia in Barcelona, I doubt that he was
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concerning himself with how much time it would take to complete. He was most likely not thinking
about the fact that one hundred years after he started the project, it would not be yet completed. And
yet, had he acted on that line of thinking, we would not have the architectural masterpiece that we
have nowadays, which would have been a loss for everyone.
8. What is the next big thing that is coming in your field of work?
The combination of gene and cell therapy. I truly believe this is the next generation of treatment
coming to patients.
9. If you had not been working on this topic, you would be working on...?
Probably I would be a full-time beekeeper, which is something I do as a hobby. But I would have rapidly
turned to research on bees and the major challenge of their survival.
In reality, life is not a linear experience; one tries new things and they either work out or not and then
you are presented with new choices. If the area I currently work on would not have been promising I
guess I would have worked on something else, although I cannot say with any certitude what that
would have been.
10.
What would be your advice or
recommendation to someone with a
bleeding disorder?
People with bleeding disorders should
believe in the opportunities that research
will offer them to improve their treatment
and I would advise them to support
research. Patients are the first beneficiaries
of research advances and they should
encourage healthcare professionals to get
invested in research and innovation. Often
Prof Sokal is currently looking at the application of hepatic we see healthcare professionals being
stem cells for the treatment of haemophilia
reluctant vis-à-vis innovation because it is
(photo courtesy of Prof Sokal)
usually linked to a greater risks but, if done
properly, it can also offer much potential to improve patients’ lives. I would recommend to patients to
encourage their treating physicians to invest themselves in innovation.
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RISE study
Mrs Janneke Loomans & Prof Dr Karin Fijnvandraat
Mrs Janneke Loomans is a PhD student working with Dr Karin Fijnvandraat (see EHC December 2015
Newsletter) on the ‘Response to DDAVP in mild haemophilia A patients in Search of dEterminants (RISE)’
study. Dr Karen Fijnvandraat is the principal investigator of this study and an associate professor and
paediatric haematologist at Emma Children’s Hospital in Amsterdam. Mrs Loomans and Prof
Fijnvandraat present here the results of this study.
People with moderate or mild haemophilia can use clotting factor concentrates to stop or prevent
bleeding. An alternative treatment option is the administration of desmopressin (DDAVP). DDAVP is
the analogue of a hormone that the body produces in case of stress. One of DDAVP’s effects on the
body is a rise in coagulation factor VIII (FVIII) levels. A great advantage is the way in which it is
administrated. It can be inhaled through the nose and therefore it does not require intravenous access.
Unfortunately there are large differences between individuals in the response to this drug. In some
people with moderate or mild haemophilia, FVIII levels rise only partially, or not at all. Up to now, it is
still unknown why these differences between individuals in the response to DDAVP exist.

Figure 1: RISE definition of response to DDAVP. Defined as highest measured FVIII concentration (FVIII:C) after
DDAVP administration. (Image courtesy of Mrs Loomans and Dr Fijnvandraat)

The aim of the ‘Response to DDAVP in mild haemophilia A patients in Search of dEterminants (RISE)’
study is to gain insight into the response to DDAVP of people with moderate or mild haemophilia A.
With the new insights we hope to optimize the use of DDAVP. We investigate this by collecting data
from all patients who had DDAVP administrated from 21 Haemophilia Treatment Centers in 12
countries across Europe, Canada and Australia. We have collected data from 1,400 individuals to date.
The preliminary results of our project contain three messages.
The first and most important message is that DDAVP may also be a therapeutic treatment option in
people with moderate haemophilia. Because patients with a lower FVIII value generally have a poorer
response than patients with a higher FVIII value, patients with moderate haemophilia A are less
frequently treated with DDAVP. We examined all individuals with moderate haemophilia A in our study
population who ever had DDAVP administrated. These were 81 patients. In 17 (21 per cent) of them
the increase in FVIII after administration of DDAVP was high enough to serve as an appropriate
treatment for minor bleeding (figure 1 & 2). Therefore, it is important that all people with moderate
haemophilia A undergo a DDAVP test and that DDAVP is considered as a therapeutic treatment option
in these patients.
The second preliminary finding we would like to communicate is about the change in the DNA, the
mutation that is the cause of haemophilia. People with haemophilia A can have different types of
mutations. Mutations that lead to defects in binding of the FVIII protein to von Willebrand factor might

43
lead to a poorer response to DDAVP. Von Willebrand factor protects FVIII from falling apart in the
blood.

Figure 2. Response to DDAVP in the 81 moderate haemophilia A patients. A complete response occurred in 2
patients (2%), which is shown here in bright yellow, with a median peak FVIII:C level of 52 IU/dL. Fifteen patients
(19%) showed a partial response, with a median peak FVIII level of 35 IU/dL, while all other 64 patients (n= 64,
79%) did not show a response.

Finally, we investigated whether the response to DDAVP remains the same as someone gets older.
Therefore, we looked at individuals who had been tested several times in their lives with DDAVP. It
appears that the response to DDAVP improves with advancing age. Unfortunately, we have too little
data to validate this finding at the moment.
We will continue to collect further data on the effect of age on DDAVP response. In addition, we are
working on manuscripts that report these three messages that we will submit to international
hematology journals.
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Announcements
EHC events
Jun 10-12

2nd EHC Leadership Conference – Open to NMOs only
Brussels, Belgium

Jun 14

EHC Round Table on HCV – Open to NMOs only and selected participants
Brussels, Belgium

Sep 9-11

EHC Workshop on Tenders and Procurement – Open to NMOs only
Baku, Azerbaijan

Oct 7-9

EHC Annual Conference – Open to all
Stavanger, Norway

Nov 18-20

EHC Workshop on New Technologies in Haemophilia Care – Open to NMOs only
Berlin, Germany

Nov 28

EHC Round Table on personalised outcome measures – Open to NMOs only and
selected participants
Brussels, Belgium

Dec 1-4

Inhibitor Summit – Open to NMO only
Barretstown, Ireland

To find out more about EHC events visit http://www.ehc.eu/calendar-of-events/events/

Other events
Jul 24-28

2016 World Congress of the World Federation of Hemophilia (WFH)
Orlando, United States – More information at http://www.wfh.org/congress/en/

WFH 2015 Annual Global Survey
The World Federation of Hemophilia (WFH) is now collecting data for the Annual Global Survey. For
more information and to access their interactive online graphs please visit www.wfh.org/en/datacollection.

Publications
The Van Creveldkliniek in Utrecht (the Netherlands) has published two books in English on:



Ageing and haemophilia: Medical and psychosocial impact
Sexuality and bleeding disorders

To ask for a copy of these books, please get in touch with the EHC office at office@ehc.eu.
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EHC 2016 Annual Conference – Programme
EHC 2016 Annual Conference
7-9 October 2016
Stavanger, Norway
Friday 7 October
08.30-10.00

General Assembly (NMOs only)

10.00-10.30

Tea/Coffee – Exhibition Area – iPad raffle

10.30-12.30

General Assembly (NMOs only)

12.30-13.30

Buffet Lunch

13.30-14.30

Organisation of Haemophilia Care in Norway
Chair: Pål Andre Holme, Oslo University Hospital

13.30-14.00

Delivery of haemophilia care in Norway
Pål Andre Holme, Oslo University Hospital

14.00-14.30

Delivery of haemophilia care in other Nordic countries
Jan Astermark, Lund University Hospital

14.30-16.00

Industry symposia 1

16.00-16.30

Tea/Coffee – Exhibition Area

16.30-18.00

Industry symposium 2

18.00-19.00

Updates on dental care and von Willebrand treatment
Chair: Flora Peyvandi, University of Milan

18.00-18.30

Update on von Willebrand Treatment
Mike Laffan, Imperial College London

18.30-19.00

Dental care
Alison Dougall, Trinity College Dublin

19.30-21.00

Welcome Reception and Buffet Supper
Helene Døscher, President, Norwegian NMO
Brian O’Mahony, President, EHC
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Saturday 8 October
08.00-19.00

Exhibition; Poster Display; Registration; Hospitality Desk

08.30-10.00

Industry Symposium 3

10.00-10.30

Tea/Coffee – Exhibition Area

10.30-12.00

New Developments in Haemophilia Care
Chair: Brian O’Mahony, EHC

10.30-11.00

Gene Therapy
Edward Tuddenham, University College London

11.00-11.30

Bi- Specific antibody, antithrombin and other new developments
Johannes Oldenburg, Bonn University

11.30-11.50

EAHAD perspective
Cedric Hermans, Cliniques Universitaires Saint-Luc

11.50-12.00

Discussions

12.00-13.30

Industry Symposium 4

13.30-14.30

Buffet Lunch – Exhibition Area

14.30-16.00

Inhibitors
Chair: Mike Makris, University of Sheffield

14.30-14.50

Inhibitors in previously untreated patients
Flora Peyvandi, University of Milan

14.50-15.10

Mild Haemophilia
Paul Giangrande, Oxford University

15.10-15.30

Acquired haemophilia
Lazlo Nemes, Hungarian National Haemophilia Centre

15.30-16.00

Panel discussion
Frits Rosendaal, Flora Peyvandi, Paul Giangrande, Lazlo Nemes

16.00-16.30

Tea/Coffee & Poster Session – Exhibition Area

16.30-18.00

Industry Symposium 5

18.00-18.45

WFH Update

19.00-19.30

Coach Departure for Dinner

20.00-24.00

Conference Dinner
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Sunday 9 October
08.00-13.00

Exhibition; Poster Display; Hospitality Desk

08.30-10.00

Clinical Debates
Chair: Radoslaw Kaczmarek, EHC Steering Committee

08.30-09.00

Gene therapy - a cure in 10 years, yes or no?
Edward Tuddenham, University College London
Mike Makris, University of Sheffield

09.00-09.30

Extended half-life factors will be the standard of care, yes or no?
Angelika Batorova, Slovakian National Haemophilia Centre
Paul Giangrande, Oxford University

09.30-10.00

Caesarian sections for carriers, yes or no?
Rezan Khadir, Royal Free Hospital
Danijela Mikovic, Blood Transfusion Institute of Serbia

10.00-10.30

Tea/Coffee – Exhibition Area

10.30-12.00

Industry Symposium 6

12.00-13.30

Patient-Reported Outcome Data
Chair: Brian O’Mahony, EHC President

12.00-12.20

Haemophilia in Europe in 2016 - results of the EHC Survey
Brian O’Mahony, EHC President

12.20-12.40

Update on the CHESS project
Jamie O’Hara, EHC Data and Economics Committee

12.40-13.00

Update on the PROBE survey data
Mark Skinner

13.00-13.20

National registries
Anneliese Hilger, European Medicines Agency

13.20-13.30
13.30-13.45

Discussion
Closing Remarks (followed by light lunch – format TBC)
Brian O’Mahony, President, EHC
Helene Døscher, President, Norwegian NMO

