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This document provides some suggestions and practical guidance for European patient advocacy 
groups on how to use and disseminate the ‘Living with Thalassaemia in Europe: Stories from patients 
of different ages’ educational video(s).  
 
Background and objective 
 
In order to communicate the burden of illness in thalassaemia in Europe, bluebird bio partnered 
with European patient organisations and clinicians to develop a series of short videos that highlight 
the personal stories of European patients who are living with this rare inherited blood disorder. 
 
The videos consist of one main hero film in English of about 11 minutes in length, and six shorter 
videos that focus on individual country patient stories in local language. Six patients feature in the 
core, pan-EU film in English, while local language versions in Italian, French, Greek, German, and 
Dutch, feature nine patients in total from seven countries, each representing different life stages 
between the ages of 4 and 61. 
 
Filmed during the constraints of the COVID-19 pandemic, the patients’ stories are told through a mix 
of selfie videos, still photography and animated facts, and convey their day-to-day perspectives of 
living with the condition in different daily scenarios such as school, work, and leisure time.  
 
About the video project 
 
The purpose of the video project is to provide awareness of, and information on, life with 
thalassaemia. It contains facts on incidence, the type of comorbidities that patients typically 
encounter as well as the personal stories of patients talking about what it means to live with and 
manage thalassaemia, and the related health conditions on a daily basis.  
 
The first part of the videos contain the following background referenced information on 
thalassaemia: 

• Thalassaemia is one of the most common inherited blood disorders in the world and is 
characterised by decreased haemoglobin production, which can result in severe anaemia 
and can cause tiredness, weakness, shortness of breath, pounding, fluttering or irregular 
heartbeats known as palpitations, and pale skin caused by the shortage of haemoglobin.1  

• In severe cases of thalassaemia, people rely on lifelong blood transfusions every 2 to 5 
weeks to manage their haemoglobin levels, which can be time consuming and physically 
challenging.2 These transfusions can also cause iron to build up in the body, which in turn 
can cause problems with the heart, liver, and hormone levels if untreated.3  

• It is estimated that 1 in 10,000 people in Europe live with thalassaemia, and around 1 in 
100,000 people throughout the world.4  

 
1 Better Health. Thalassaemia. 2017 [ONLINE] Available at: 
https://www.betterhealth.vic.gov.au/health/ConditionsAndTreatments/thalassaemia [Accessed July 2019] 
2 Cappellini MD, Cohen A Porter J, Taher A, Viprakasit V 2014, ‘Guidelines for the management of transfusion-dependent-thalassaemia 
[TDT]’, Thalassaemia International Federation, vol.3, pp. 9-10 
3 NORD. 2018. Beta Thalassaemia. [ONLINE] Available at: https://rarediseases.org/rare-diseases/thalassaemia-major/2C [Accessed July 
2019] 
4 Galanello and Origa, Beta-thalassemia, Orphanet Journal of Rare Diseases 2015, 5:11 

https://rarediseases.org/rare-diseases/thalassaemia-major/2C
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• People with thalassaemia can live into middle age today, thanks to advances in the current 
standard of care. However, this brings with it a high level of comorbidities and complications 
that have a serious impact on day-to-day living and quality of life of patients and their care 
givers. 

 
The patients who star in the videos include: 

• Four-year-old Carlo from Italy with his parents Ramona and Andrea. They speak about the 
approaches they have taken to help a young child understand his condition by using the 
analogy of superheroes and superpowers to learn to cope with his regime of blood 
transfusions and iron chelation. 

• 15-year-old Lee from France with his foster mother Geraldine. Lee who was born in Thailand 
explains how his thalassaemia has impacted his physical development causing growth 
problems and osteoporosis which he needs to manage alongside his programme of blood 
transfusions. 

• 18-year-old Evaggelos, from Greece who requires blood transfusions every 20 to 25 days, 
causing him to miss school, rely on his classmates to catch up and experience psychological 
problems. Evaggelos believes that in regard to the difficulties that he faces in his everyday 
life due to his thalassaemia, the psychological effects have the biggest impact. 

• 22-year-old Larissa, from Belgium who often gets tired and is frustrated by the sense that 
she is ‘bound to pills every day,’ and has to sacrifice one day a month for blood transfusions. 
Larissa has always dreamt of a full recovery from thalassaemia,  

• 29-year-old Stella, a teacher from Germany who had to overcome the stigma of her 
condition while growing up and would like to see a broader understanding in the healthcare 
community about thalassaemia. 

• 35-year-old Fidan from the Netherlands who hated relying on the iron chelation pump she 
had to inject into her stomach every day before the development of tablets to remove iron 
overload. It was always Fidan’s dream to have 4 children. While Fidan notes that her life is 
much richer since having a five-year-old daughter, thalassaemia can make motherhood 
difficult for her, as just before her transfusions, her energy is incredibly low. 

• 42-year-old Nestoras from Greece who has had to give up his job due to his condition and 
now spends most of his time at home with his family.  Nestoras has experienced at first hand 
the developments in treatments since he was first diagnosed but acknowledges that being a 
thalassaemic is something that always has to be taken into consideration “There’s nothing 
you can do if you don’t first think of thalassaemia”.  

• 54-year-old Loizos from Cyprus who has been managing his condition since the age of 10 
and struggled particularly through adolescence to come to terms with the disease and 
treatment regime. Practically, the treatment has improved in his lifetime, and the 
introduction of oral iron chelation has made his life much easier. Loizos previously required 
an injection every night, but now he can take a pill instead. This has made it easier for him to 
psychologically accept his illness. 

• 61-year-old Valentino from Italy who was diagnosed at 6 months old. He describes 
thalassaemia as a ‘beast that is always with you that often sleeps but sometimes wakes up 
and can bite you.” He talks about his personal experiences growing up and his perspectives 
on the development which have taken place in disease management which now enable 
those suffering with the disease to lead more ‘normal’ lives.  

 
This video project was funded by bluebird bio and realized thanks to the support and input of ALT 
Ferrara (Italy), DEGETHA & FRIENDS (Germany), the Hellenic Thalassemia Association (ESTHA, 
Greece), Oscar (Netherlands), the Pancyprian Thalassaemia Association (Cyprus), SOS Globi (France) 
and a special guest appearance from the Thalassaemia International Federation (Cyprus), all of 
whom assisted in the identification of the patients who have kindly shared their stories. 
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It was also supported by a number of leading healthcare professionals who are quoted in the 
national versions of the video. They include Prof. Frédéric Galactéros, Hôpitaux Universitaires Henri 
Mondor, France; Dr. Soteroula Christou, Cyprus Thalassaemia Centre, Cyprus; Dr. Ferras Alashkar, 
Universitätsklinikum Essen, Germany; Dr. Carmen Aramayo-Singelmann, Universitätsklinikum Essen, 
Germany, and Prof. Gian Luca Forni, President of the Italian Societies for Thalassaemia and 
Hemoglobinopathies, Galliera Hospital, Italy. 
 
The pan-EU hero video and the local language versions are hosted on bluebird bio’s EU website 
www.bluebirdbio.eu. There are also links to the national videos on bluebird bio’s Italian, French, 
German, and Greek websites. Video extracts are also being shared on bluebird bio’s social media 
channels.  
 
How to use the video 
 
You are welcome to use the videos to support your advocacy work on behalf of the thalassaemia 
community in a variety of ways. Below are a few suggestions for you to consider: 
 

• Host the video on your patient group’s website. 
o The content could be enhanced by featuring stories on your website of those 

patients that you helped to involve in the project. 

• Share a link to the video on your organisation’s social media platforms with a link to your 
website.  

• Show it during meetings with health and social care decision makers and policy makers in 
your country or share via email as a leave-behind as a follow-up to meetings. 

• The videos can be used frequently, on different occasions, such as on awareness days like 
World Thalassaemia Day, in May. 

 
For more information or guidance, please contact: 
Nicoletta Bertelli, European Patient Advocacy Lead at bluebird bio [NBertelli@bluebirdbio.com] 
  
 
 

http://www.bluebirdbio.eu/

