
 

 

 

 

1st Nursing Workshop on Haemoglobinopathies 

29 – 30 November 2025 

Titania Hotel, Athens, Greece 

Event Report 

 

The Workshop was organised by the Thalassaemia International Federation (TIF)1 in collaboration 

with the Greek Thalassaemia Federation (EOTHA), under the auspices of the Ministry of Health of 

Greece and the Ministry of Health of Cyprus. Participants included nurses from the 25 thalassaemia 

centres of Greece, the 3 thalassaemia centres of Cyprus, as well as nurses from the UK, Norway, 

Romania and Albania. 

 

Presentations covering a wide range of relevant topics were delivered by nurses with extensive 

knowledge and experience in haemoglobinopathies from Greece, the United Kingdom, and Norway. 

All presentations will be available on TIF’s video repository, TIFLIX. 

 

Welcoming remarks were offered by Dr Androulla Eleftheriou, Executive Director of the Thalassaemia 

International Federation; Dr Markisia Karagiorga-Lagana, President of the Greek Thalassaemia 

Federation and former Director of the Mediterranean Anaemia Unit of Agia Sophia Children’s Hospital; 

Mr Ioannis Vardakastanis, President of the National Confederation of Disabled People; Mr Tzannis 

Polykandriotis, Secretary General of the Hellenic Nurses Association; Ms Elean Tsagkari of the 

National Blood Donation Centre of Greece (EKEA); as well as by the Ministers of Health of Greece 

and Cyprus through video messages. 

 

In total, 120 nurses from expert centres across Greece, Romania, Albania that provide services for 

thalassaemia and sickle cell disease attended the event.  A survey to evaluate the event was 

distributed at the end of the Workshop. The survey and its results can be found in Appendix I. The list 

of centres from which the nurses came can be found in Appendix II.  

 

 
1 Thalassaemia International Federation (TIF) is an international patient-oriented non-profit, non-governmental umbrella federation, 

establishment in 1986 with Headquarters in Nicosia, Cyprus. To-date membership boasts 231 members from 69 countries across the globe. 
Our mission is to promote access to optimal quality care for all patients with thalassaemia worldwide. Its extensive educational programme 
includes a series of educational publications as well as educational events, conferences and workshops, aiming to spread awareness, 
knowledge, share best practices, targeting at promoting effective national control programmes across the world.  TIF works in official relations 
with the World Health Organisation (WHO) since 1996, enjoys active consultative status with the United Nations Economic and Social Council 
(ECOSOC) since 2017, is an official partner of the EU in the field of health since 2018 and is a member of the Conference of International 
NGO’s of the Council of Europe since 2019. Moreover, TIF has been awarded, in the context of the 68th World Health Assembly in May 2015, 
the ‘Dr Lee Jong-wook Memorial Prize’ for the Federation’s outstanding contribution to public health. More information about the Federation 
is available at www.thalassaemia.org.cy 

https://tiflix.tv/


 

2 
 

 

The Workshop was organized to coincide the release of the newly updated edition of TIF’s publication 

A Guide for the Haemoglobinopathy Nurse, a most valuable resource for clinical practice, 

psychosocial support, and patient empowerment.  

 

The Workshop sought to strengthen nurses’ knowledge and skills regarding evidence-based care 

practices for patients with haemoglobinopathies; promote the exchange of experiences and best 

practices; create a space for dialogue around common challenges in clinical practice; and emphasise 

the multidimensional role of nurses within the multidisciplinary care team. Ultimately, it aimed to 

empower the nursing community by encouraging continuous education, collaboration, and active 

participation in TIF’s educational programmes. 

 

Through TIF’s publication A Guide for the Haemoglobinopathy Nurse and the organisation of the 

Workshop, TIF aims to highlight the pivotal role of nurses within multidisciplinary care teams and to 

promote their ongoing professional development. 

 

This Workshop is only the first in a series of planned activities aimed at strengthening and enhancing 

the role and acknowledging the valuable contribution of haemoglobinopathy nurses in the care of 

these chronic, hereditary, complex, and, in most countries, rare disorders. 

 

The discussions, presentations, and conclusions of this Workshop inevitably contain a degree of bias, 

as the context and examples presented focus predominantly on the Western world, particularly 

European best practices. The role and practice of nurses in each country, especially those outside the 

Western world, including many in Southeast Asia, the Middle East, and the Western Pacific, are 

diverse and often significantly different from those described in this report. Even within Europe and 

North America, the responsibilities and scope of practice of nurses can vary from minor to substantial 

differences. 

 

National priorities in managing complex chronic diseases, economic conditions, geopolitical factors, 

environmental or climatic challenges, and public health crises may all profoundly influence how the 

importance and strength of the nursing role are understood and supported. 

 

Identifying the differences that exist in the nursing profession across TIF member countries will be a 

key focus of TIF’s activities related to the nursing profession in 2026. 

   

 

 

 

 

https://thalassaemia.org.cy/publications/tif-publications/a-guide-for-the-haemoglobinopathy-nurse-2/
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Sessions Overview: Key Insights from Presentations  

The sessions, built around the key themes of the content and recommendations of TIF’s newly 

launched publication, A Guide for the Haemoglobinopathy Nurse. 

 

Saturday, 29 November 2025 (15:00 – 20:00) 

Session 1: The Role of Nurses in Managing Haemoglobinopathy Disorders 

Blood Transfusion Therapy 

The presentation by Ms. Christina Papadopoulou, a Registered Nurse at the Thalassaemia and other 

Haemoglobinopathies Clinic Arch. Makarios III Hospital, Nicosia Cyprus outlined the crucial role of 

nurses in caring for individuals with haemoglobinopathies, focusing on the blood transfusion process, 

which is essential for maintaining adequate haemoglobin levels, preventing complications, and 

improving patients’ quality of life.  It described the different types of haemoglobin disorders, the 

procedures for planning and administering transfusions, safety protocols, and the potential adverse 

reactions and their management. The presentation also emphasised that nurses act as the vital link 

between patients, their families, and the medical team, ensuring both the safe execution of 

transfusions and the psychological support of patients, thereby contributing to their holistic care. 

 

Monitoring and Managing Iron Overload (Chelation Therapy) 

The presentation by Dr Sophia Delicou, Clinical Hematologist and Head of Thalassaemia and Sickle 

Cell Unit, Expertise Center of Hemoglobinopathies and their Complications, at Hippoktrateio General 

Hospital, Athens, Greece, which is affilicated center of  TIF, explained the critical role of nurses in 

supporting patients with thalassaemia and sickle cell disease undergoing iron monitoring and 

chelation therapy, emphasising their responsibilities in communication, patient education, 

interpretation of laboratory/MRI results, and long-term therapeutic guidance. It outlined how chronic 

transfusions lead to iron overload, which can damage vital organs such as the heart, liver, and 

endocrine glands. The presentation detailed the tools used to monitor iron burden, serum ferritin, liver 

iron concentration (LIC) via MRI, and cardiac T2*, and how these guide the initiation and adjustment 

of chelation therapy. It reviewed the three main iron chelators (deferoxamine, deferiprone, 

deferasirox), their dosing, benefits, risks, and necessary safety monitoring, alongside the nurse’s 

central role in teaching correct administration techniques, recognising side effects, ensuring 

adherence, and providing psychosocial support. The talk concluded that careful surveillance, 

appropriate chelation, and strong nurse–patient collaboration are essential to preventing severe iron-

related complications and improving outcomes in both thalassaemia and sickle cell disease. 
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Session 2: Complications in Thalassaemia and Sickle Cell Disease 

Heart, Liver, Spleen 

The presentation by Ms Panagiota Georgou, MSc, TE Thalassaemia and Sickle Cell Disease Unit, at 

Hippokration General Hospital of Thessaloniki, Greece, examined the major organ complications 

affecting patients with thalassaemia and sickle cell disease, specifically the heart, liver, and spleen, 

while highlighting the essential role of nurses in early detection, monitoring, education, and long-term 

support. It explained how chronic anaemia, haemolysis, iron overload, and repeated vaso-occlusive 

events progressively transform haemoglobinopathies into multi-organ diseases. Cardiac 

complications such as cardiomyopathy, heart failure, arrhythmias, pulmonary hypertension, and 

thromboembolic events are outlined, alongside the key symptoms nurses must recognise and the 

importance of adherence to transfusion and chelation therapy. Liver disease is described as a leading 

cause of morbidity and mortality, arising from iron overload, viral hepatitis, metabolic dysfunction, and 

sickle-related hepatic crises, progressing from inflammation to fibrosis, cirrhosis and hepatocellular 

carcinoma; nurses play a central role in screening, organising imaging, promoting healthy lifestyle 

choices, and ensuring vaccination and timely antiviral treatment. The presentation also covered 

splenic complications, including splenomegaly, hypersplenism, acute splenic sequestration, recurrent 

infarctions, and autosplenectomy, explaining when splenectomy is indicated and the associated risks. 

Across all systems, nurses are emphasised as key partners in patient education, symptom 

recognition, infection prevention, coordination of multidisciplinary care, and psychological support, 

contributing significantly to improved outcomes and quality of life for individuals living with 

haemoglobinopathies. 

 

Growth, Bone Disease, Pain 

The presentation by Ms Eleni Volakli, Nurse, Thalassaemia Unit, General Hospital of Kavala, Greece, 

outlined the major growth, bone, and pain-related complications experienced by patients with 

thalassaemia and sickle cell disease, emphasising their multifactorial origins and the crucial role of 

nurses in monitoring, early identification, education, and holistic management. It explained that chronic 

anaemia, iron overload, endocrine dysfunction, ineffective erythropoiesis, and the toxicities of 

chelation therapy contribute to growth delay, pubertal disorders, and short stature, requiring regular 

monitoring of height, weight, hormonal status, bone age, and organ function. Bone disease is 

described as a common and complex complication, driven by marrow expansion, osteoporosis, 

metabolic abnormalities, vitamin deficiencies, reduced physical activity, and medication effects.  

Diagnosis includes DXA scans and laboratory tests, while management involves supplementation, 

lifestyle measures, pharmacological therapies (bisphosphonates, denosumab, teriparatide), and 

careful monitoring. In sickle cell disease, additional complications such as dactylitis, bone infarction, 

avascular necrosis, osteomyelitis, and orbital compression are highlighted. Pain, both acute vaso-

occlusive pain and chronic pain from skeletal damage, was presented as a major burden requiring 

structured assessment, pharmacologic and non-pharmacologic approaches, early intervention, and 

interdisciplinary care. Across all complications, nurses play a central role in growth tracking, puberty 
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assessment, pain evaluation, patient education, treatment adherence, psychosocial support, care 

coordination, and advocacy, significantly improving quality of life and outcomes for individuals living 

with haemoglobinopathies. 

 

Endocrine Disorders and Fertility 

The presentation by Ms Elpida Georgiadi, Head Nurse of Thalassaemia Centre  at “Laiko” General 

Hospital, Athens, Greece, explored the broad spectrum of endocrine disorders and fertility challenges 

affecting patients with thalassaemia and sickle cell disease, explaining how iron overload, chronic 

anaemia, hypoxia, inflammation, and treatment-related factors progressively impair the pituitary gland, 

gonads, thyroid, pancreas, parathyroid glands, and bone metabolism. It highlights the high prevalence 

of hypogonadotropic hypogonadism, delayed puberty, thyroid dysfunction, impaired glucose tolerance 

or diabetes, and osteoporosis in thalassaemia, while also outlining similar, though generally milder, 

endocrine complications in sickle cell disease. The talk emphasised the central role of iron overload 

(haemosiderosis) in damaging endocrine organs, underscoring the critical importance of early and 

sustained chelation therapy. It also detailed how endocrine dysfunction affects fertility, causing 

anovulation, amenorrhoea, oligospermia, erectile dysfunction, or recurrent pregnancy complications, 

and discusses urgent complications such as priapism in males with sickle cell disease, which can lead 

to permanent sexual dysfunction if not treated promptly. Pregnancy in sickle cell disease is presented 

as high-risk, requiring intensive multidisciplinary monitoring to prevent maternal and foetal 

complications. Across all domains, the nurse is portrayed as a key figure in screening, patient 

education, treatment adherence, symptom recognition, psychological support, prevention of crises, 

coordination of care, and long-term follow-up, crucial for preserving hormonal balance, metabolic 

health, and reproductive wellbeing in individuals living with haemoglobinopathies. 

 

Sunday, 30 November 2025 (9:00 – 14:00) 

 

Session 3: Supporting Quality of Life 

Psychosocial Support and Quality of Life 

The presentation by Ms Stella Mina, developmental psychologist, Secretary General of the Greek 

Thalassaemia Association and Debuty Secretary General of the Greek Thalassaemia Federation, 

Greece, focused on the psychosocial support needs of individuals living with thalassaemia, 

emphasising that despite major medical advances transforming the disease from life-limiting to a 

chronic, manageable condition, the psychological and social burden remains substantial for patients 

and their families. It explained how lifelong treatment demands, frequent hospital visits, strict 

adherence to transfusions and chelation, and the uncertainty of chronic illness, shape emotional 

experiences across childhood, adolescence, and adulthood. Children may struggle with fear, 

confusion, anger, or feelings of punishment, while adults often face anxiety, depression, stigma, social 

withdrawal, and difficulties accepting the chronicity of their condition. The presentation highlights the 

importance of early psychological intervention, parent education, peer support networks, and 
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structured transition to adult care. It described evidence-based strategies, CBT, mindfulness, 

relaxation techniques, expressive therapies, behavioural reinforcement, and digital tools, that can 

improve coping, reduce anxiety, and enhance adherence. It also stressed the essential role of nurses 

in providing emotional support, building trust, monitoring compliance, educating patients in self-

management, recognising psychosocial difficulties, and coordinating with the multidisciplinary team. 

Overall, psychosocial care is presented as a core component of holistic thalassaemia management, 

essential for improving quality of life and supporting long-term wellbeing. 

 

Nutrition and Physical Activitiy 

The presentation by Dr Irene Savvidou, Consultant Internist Physician at Thalassaemia and other 

Haemoglobinopathies Clinic at Arch. Makarios III, Cyprus, explained that nutritional deficiencies are 

highly prevalent among individuals with thalassaemia and other haemoglobinopathies due to chronic 

anaemia, iron overload, malabsorption, increased metabolic needs, medication effects, and, in many 

regions, underlying malnutrition. It highlighted that patients frequently exhibit insufficient intake or low 

biochemical levels of key micronutrients, including vitamin D, calcium, zinc, vitamin E, vitamin C, 

selenium, magnesium, and folate, which have been linked to impaired growth, delayed puberty, bone 

fragility, immune dysfunction, altered glucose metabolism, and overall reduced quality of life. 

Research findings were presented showing high rates of vitamin D deficiency, zinc depletion, selenium 

imbalance, and magnesium loss, as well as the impact of these deficiencies on bone density, 

endocrine health, oxidative stress, and anaemia severity. The talk emphasised that supplementation 

has shown to improve laboratory markers, bone health, erythrocyte stability, and chelation 

effectiveness (particularly with vitamin C alongside desferrioxamine), while warning that supplements 

required medical supervision to avoid toxicity or interactions, especially concerning iron, calcium, and 

multivitamins. It also underscored the dietary considerations for patients, including the avoidance of 

iron-rich foods in transfusion-dependent thalassaemia, the importance of balanced macronutrient 

intake, and tailored nutritional plans for those with diabetes. Overall, the presentation stressed that 

systematic nutritional monitoring and timely correction of deficiencies have been essential 

components of optimal care for patients with haemoglobinopathies, complementing chelation therapy 

and supporting growth, metabolic stability, and long-term health. 

 

Emergency Cases in Thalassaemia and Sickle Cell Anaemia: The Importance of Nursing 

Intervention 

In this presentation, Mr Christopher Dean, Paediatric Red Cell Clinical Nurse Specialist, HCC 

Education Lead Nurse at the University College London Hosptial NHS Foundation Trust, UK, outlined 

emergency scenarios in thalassaemia and sickle cell disease and highlighted the critical importance 

of timely and specialised nursing intervention. He presented a thalassaemia case involving severe 

iron overload, cardiac risk, and a PICC-line infection complicated by septic shock and DVT, 

demonstrating how urgent chelation optimisation, dual therapy, and careful coordination across 

multiple specialities are essential to prevent heart failure and stabilise iron burden. He also presented 

a sickle cell case of a young woman who rapidly deteriorated with suspected acute chest syndrome, 
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requiring ICU transfer, intubation, red cell exchange, broad-spectrum antibiotics, and intensive 

respiratory support, illustrating the unpredictable and life-threatening nature of SCD crises. 

Throughout the talk, Mr Dean emphasised the nurse specialist’s pivotal role in crisis coordination, 

central line management, anticoagulation support, psychosocial care, transition planning, post-

discharge follow-up, and patient counselling regarding adherence, prophylaxis, and disease-

modifying or curative options. Overall, the presentation underscored that specialised nursing input 

remains central to preventing escalation, supporting families during critical illness, and ensuring 

continuity of safe, effective care for patients with haemoglobinopathies. 

 

Session 4: Best Practices in Haemoglobinopathies 

Nursing Care in Chronic Diseases: Best Practices and Challenges in Norway 

In this presentation, Ms Ruth Borgersen, Haemoglinopathy Nurse at the Department of Blood Disease, 

Rikshospitalet, Oslo University Hospital, Norway provided an overview of the landscape of 

haemoglobinopathies in Norway, explaining that despite the country’s small and geographically 

dispersed population, thalassaemia and sickle cell disease represent a growing clinical responsibility, 

primarily because most affected patients are refugees for whom the diseases are rare in the 

Norwegian context. She highlighted the profound challenges these individuals face, including limited 

language proficiency, low health and system literacy, cultural and socioeconomic barriers, and the 

difficulty of navigating a complex healthcare system. The talk described the structure of paediatric and 

adult care pathways in Norway and emphasised that these patients form an extremely vulnerable 

group due to chronic disease burden, migratory stress, and inconsistent access to specialised 

knowledge. The presentation also outlined national progress, such as the recognition of 

haemoglobinopathies as rare diseases, the development of educational and self-management 

programmes for both children and adults, and the implementation of universal newborn screening for 

sickle cell disease. Finally, the speaker stressed ongoing priorities, including improving awareness 

within haematology services, ensuring equitable care across regions, and strengthening mental-health 

support for patients and their families. 

 

Nursing Care in Chronic Diseases: Best Practices and Challenges in UK 

In this presentation, Ms Bernadette Hylton, Lead Haemoglobinopathy Clinical Nurse Specialist, at the 

University College London Hospitals, Red Cell Network Education, Matron at the Haemoglobinopathy 

Coordinating Centre, UK, outlined the current landscape of chronic disease care in the UK and 

emphasised the central role of nurses in delivering integrated, patient-centred, and prevention-

focused healthcare. She explained how the NHS Long Term Plan and the development of Integrated 

Care Systems aim to shift care from hospitals into communities, reduce inequalities, and improve 

population health, while haemoglobinopathy services exemplify the importance of coordinated, 

multidisciplinary models. Ms Hylton highlighted key nursing responsibilities, including care 

coordination, holistic assessment, advanced clinical management, health promotion, digital and 

remote monitoring, and advocacy, and showed how these roles reduce hospital burden, support self-

management, and ensure continuity for increasingly complex patient populations. She also discussed 
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an array of challenges: workforce shortages, burnout, fragmented services, limited resources, rising 

multimorbidity, post-pandemic backlogs, and inadequate funding for training. Looking ahead, the 

presentation described innovations such as AI-supported care, integrated digital records, expanded 

nurse prescribing, community-based interventions, and patient-engagement technologies. Overall, Ms 

Hylton stressed that high-quality chronic disease care depends on empowered, well-supported nurses 

and sustained investment in training, workforce stability, and system integration. 

 

Nursing Care in Chronic Diseases: Best Practices and Challenges in Greece 

In this presentation, the speaker discussed the principles of nursing care in chronic diseases in 

Greece, emphasising that effective management depends on education, ongoing monitoring, and 

strong emotional support for patients. She explained that nursing, grounded in Henderson’s definition, 

involves helping individuals regain or maintain health through knowledge, judgment, skill, and 

compassionate practice. The talk highlighted the importance of evidence-based nursing (EBN), noting 

that high-quality clinical decisions must be guided by research findings and that nursing knowledge is 

built through multiple pathways—experience, logic, intuition, established guidelines, and rigorous 

scientific inquiry. The speaker also examined barriers that prevent research from informing everyday 

clinical practice, including nurses’ limited experience in evaluating evidence, lack of awareness of 

guidelines, resistance to change, insufficient access to research resources, time constraints, 

organisational limitations, and studies of inadequate methodological quality. Finally, she stressed that 

connecting research to clinical practice requires institutional support, training, and a culture that values 

evidence-based decision-making, so that nurses can consistently deliver safe, effective, and high-

quality care to patients with chronic illnesses. 
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CONCLUDING REMARKS AND KEY TAKEAWAYS 

Patients with haemoglobinopathies are living longer in countries that have disease-specific policies, 

robust healthcare infrastructures supported by universal health coverage, and strong social care 

systems. As a result, their needs are both changing and increasing. For example, in the United 

Kingdom, the care model is evolving, whereas doctors traditionally coordinated patient care, this role 

is now increasingly being assumed by specialised nurses, with doctors acting as points of reference. 

 

However, in many countries outside the Western world, patients face significantly different realities. 

Survival rates remain lower and morbidity higher, largely due to economic constraints, limited 

healthcare resources, certainly other key health priorities, and social care systems that often rely 

heavily on out-of-pocket payments. Cultural differences and variations in health system organisation 

further contribute to disparities in nursing roles and patient outcomes. Despite these challenges, 

sharing best practices and showcasing progress in nursing development can play a pivotal role in 

addressing weaknesses, closing gaps, and supporting the advancement of haemoglobinopathy 

nursing worldwide. 

 

Investing in the continuous education of nurses is essential, as it strengthens their motivation, 

commitment, and ability to provide high-quality care. Every effort should be made to appoint nurses 

working in thalassaemia and sickle cell disease centres as permanent staff. Permanency ensures 

continuity of care and supports the development of specialised expertise, both of which significantly 

improve the quality of services delivered. Permanency, continuing education credits, clinical 

experience, and demonstrated dedication could serve as criteria for the professional advancement of 

nurses working in haemoglobinopathy centres. 

 

Strengthening Collaboration: Building a National and International Network of Nurses 

Participants recommended the creation of structured networks of nurses at both national and 

international levels.  

Suggested approaches by TIF include: 

- Integrating focused sessions for nurses alongside sessions for medical professionals and 

patients during upcoming International Conferences of the Thalassaemia International 

Federation. 

- Creating specialised working groups for nurses on specific topics, encouraging interactive 

discussions and sharing conclusions with the broader network. 

 

Exploring Certification Pathways 

Finally, it was recommended to explore the possibility of establishing formal certification pathways for 

specialised haemoglobinopathy nurses, drawing on evidence-based best practices and successful 

models from other countries, while also assessing cost-effectiveness. 
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TIF remains committed to advancing all of the initiatives highlighted above, including promoting 

continuous education, supporting permanent nursing appointments, fostering professional 

development, facilitating national and international networks, and exploring formal certification 

pathways for haemoglobinopathy nurses. 

 

Finally, TIF congratulates the Greek haemoglobinopathy nurses across the country for their immense 

knowledge, dedication, and expertise. Their contributions greatly enriched the Workshop and inspired 

all participants through the sharing of practical experience and insights. We look forward to the Greek 

Government taking further steps to strengthen the role, responsibilities, and, above all, the 

empowerment of nurses, ensuring they continue to play a central role in delivering high-quality care 

to patients with haemoglobinopathies. 
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APPENDIX I 

This appendix presents the evaluation survey distributed to participants at the conclusion of the 

Workshop. It includes the actual survey form that was used to gather feedback, as well as a summary 

of the responses and results. The purpose of the survey was to assess participants’ overall 

experience, the relevance and clarity of the presentations, and the perceived value of the Workshop 

in enhancing knowledge and professional practice. The findings provide insight into the Workshop’s 

impact and will help guide future TIF activities and initiatives related to haemoglobinopathy nursing. 

 

 

1. Workshop Evaluation Survey Form 

 

 

 
Post- Workshop Questionnaire 

1st Nursing Workshop on Haemoglobinopathies 
Date: 29 – 30 November 2025 

Venue: Titania Hotel, Athens, Greece 
 

 
Dear Participant, 
 
Your feedback to this questionnaire is extremely important to us in order to help us further improve the 
programme quality and the organisation of our future educational events, to more effectively address 
your needs and concerns.  
 
We would therefore be grateful if you could complete this short evaluation questionnaire and revert it 
back to us.  
 
Please do not hesitate to add comments where appropriate.   
 
Thank you!  

 

 
1. What were the main reasons for your participation in this Workshop? 

(You may choose more than one option) 

 The level and content of the programme 

 The expertise of the faculty speakers/presenters 

 The need to be updated with reliable information on Haemoglobin Disorders 

 Networking with and/or meeting colleagues 

 Other (please specify):  
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2. How did you find the following? (Please rate on a scale from 1 to 5 with: 1 = not at all useful ; 5 = very useful) 

 

a)  Quality of the presentations 1  2  3  4  5  
b)  Format of the workshop         1  2  3  4  5  
c)  Relevance to your concerns and 

to the reasons for your 
participation 

1  2  3  4  5  

d)  Usefulness to your work 1  2  3  4  5  
e)  Opportunities for networking  1  2  3  4  5  
  

Comments:   
 

     

 
 

 
 

3. Would you like to have had more, or less of the following?  
(Please rate on a scale of: 1=less ;  5=more) 

a)  Lectures 1  2  3  4  5  
b)  Question and answer sessions 1  2  3  4  5  

 
 

4. Did the Symposium meet your expectations in the following ways?  
      (Please rate on a scale from 1 to 5 with: 1 = not at all ; 5 = a great deal) 

a)  I received useful information 1  2  3  4  5  
b)  I updated my knowledge 1  2  3  4  5  
c)  I established new contacts 1  2  3  4  5  
d)  Other (please specify):   

 
     

 
 

 
No, because (please explain):   

 
 

 
 

 
 

5. What is the key information or knowledge that you have obtained during the Workshop? 

 
 

 
6. In your opinion, what was the highlight/ best part of the Workshop and what areas need 

improvement? 

 
 

 
7. Which topics would you like to see covered in future nurses’ workshop. 

 

 

 
8. Workshop organization and logistics / Οργάνωση εργαστηρίου  
         (Please rate on a scale from 1 to 5 with: 1 = not satisfied ; 5 = extremely satisfied) 
 

Οργάνωση  
Organisation & Logistics 
 

1  2  3  4  5  
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Thank you for your feedback! 
 
 

If you wish, please fill in the following optional information.  
Name:     

____________________________________________________ 
Hospital / 
Country: 

 

Email & Mob. No   
____________________________________________________ 

Country:  
____________________________________________________ 

 

 

 

 

 

 

 

2. Participant Feedback and Survey Outcomes 

  

Question 1: What were the main reasons for your participation in this Workshop? 

               

 

 

 

 

 

 

 

 

 

25%

18%33%

24%

Main reasons for participation 

The level and content of the programme

The expertise of the faculty speakers/presenters

The need to be updated with reliable information on Haemoglobin Disorders

Networking with and/or meeting colleagues
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Question 2: How did you find the following? 

           

 

 

 

 

Question 3:  Would you like to have had more, or less of the following? 
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Question 4: Did the Symposium meet your expectations in the following ways? 

         

 

OPEN-ENDED QUESTIONS  

Question 5: 

What is the key information or knowledge that you have obtained during the Workshop? 

Top 10 Most Frequent Responses: 

- Opportunities to meet colleagues and exchange professional experiences and perspectives. 

- Gaining knowledge of international practices regarding healthcare units, patient management, 

adherence, and nurse-to-patient ratios. 

- Understanding the role of nurses and learning from experiences in other centers. 

- Recognizing the importance of specialized training for nursing staff in thalassaemia units. 

- Practical insights into blood transfusion therapy. 

- Awareness of differences in care practices and procedures across different countries. 

- Gaining detailed information about complications of haemoglobinopathies that were previously 

unfamiliar. 

- Improved understanding of haemoglobinopathies and their impact on the body. 

- Emphasis on the importance of psychological support for patients. 

- Information on managing emergency cases related to haemoglobinopathies. 

 

 

Question 6: 

In your opinion, what was the highlight/ best part of the Workshop and what areas need 

improvement? 

Top 10 Most Frequent Responses: 

- Gained insights into how care is provided in other countries. 

4.30

4.40

4.50

4.60

4.70

4.80

4.90

5.00

I received useful
information

I updated my
knowledge

I established new
contacts

Organisation &
Logistics

Expectations & Logistics 
Rating
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- Recognized the importance of all topics covered during the Workshop. 

- Learned about psychosocial support and strategies to improve patients’ quality of life. 

- Each session contributed new knowledge and perspectives, offering unique learning opportunities 

for participants. 

- Enhanced understanding of the role of the nurse in haemoglobinopathy care. 

- Gained knowledge about the management of complications related to the heart, liver, and spleen. 

- Found all sessions to be engaging, well-structured, and informative. 

- Benefited from the exchange of knowledge, experiences, and comparisons of healthcare systems 

in different countries, including their strengths and limitations. 

- Developed a deeper understanding of haemoglobinopathies for more effective disease 

management through ongoing education. 

- Case presentations highlighted issues related to heart, liver, spleen, growth, bone disease, and 

pain management. 

 

Question 7: 

Which topics would you like to see covered in future nurses’ workshop 

Top 10 Most Frequent Responses: 

- Requests for more practical examples to illustrate key concepts. 

- Interest in roundtable discussions to facilitate peer exchange and dialogue. 

- Emphasis on empowerment and professional recognition of nurses. 

- Focus on nursing and administrative topics relevant to daily practice. 

- Importance of psychological support for both nursing staff and patients. 

- Correct venipuncture techniques and best practices. 

- Nursing care in emergency situations. 

- Updates on advances in gene therapy. 

- Transfusion protocols, management of transfusion complications, and care for sickle cell crises. 

- Guidance on the nurse–patient relationship, maintaining professional boundaries, and providing 

psychological support in settings with patients who have chronic conditions. 

 

Question 8  

Organisation of the Workshop 

All participants gave the workshop organisation a rating of 5 out of 5. 
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APPENDIX II 

The list of centres from which the nurses came are: 
Thalassaemia Centres in Greece 

- Athens 

o Laiko General Hospital 

o Hippokrateion General Hospital 

o Agia Sofia Children’s Hospital 

o Genimatas General Hospital 

o Evangelismos General Hospital 

o Nikaia General Hospital 

- Thessaloniki 

o AHEPA University Hospital 

o Hippokrateion General Hospital 

o Agios Pavlos General Hospital 

- Patra 

o Rio University Hospital 

o Agios Andreas General Hospital 

- Ioannina 

o Ioannina University Hospital 

o Hatzikostas General Hospital 

- Alexandroupoli 

- Arta 

- Corfu 

- Chania (Crete) 

- Heraklion (Crete) 

- Larisa 

- Serres 

- Mytilene (Lesvos) 

- Rhodes 

- Kalamata 

- Karditsa 

- Kavala 

Cyprus 

- Nicosia Thalassaemia Centre 

- Larnaca thalassaemia Centre 

- Limassol Thalassaemia Centre 

UK 

- Red Cell Network, University College London NHS Foundation Trust, UK 

Finland 

- Department of Blood Diseases, Rikshospitalet, Oslo University Hospital, Finland 

Romania 

- Institutul Național de Hematologie Transfuzională, Bucharest, Romania 

Albania 

- Center of Haemoglobinopathies in Tirana, Albania 

 

 


