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Your voice matters

Do you receive your thalassaemia care in the UK?

If yes, we need to hear from you!

 

(For kids, teens, adults and parents/carers)








Find out moreFind out more













Resources & Publications



Publications, videos & information in different languages.




Find all UKTS publications, national clinical standards and other related information.





Find out moreFind out more













Magazines

Magazine archive.




Read this season’s magazine or peruse through our archive.





More InformationMore Information












	
		
			UKTS Making a Difference

			


		

	






Working together to create a better world

Facts about thalassaemia.







Informational videos and stories from our members and their families about what life is really like with thalassaemia







VideosVideos





– Informational videos & stories from our members and their families about life is really like with thalassaemia. 



















Ambassador’s Programme

Spreading the word about the charity






CommitmentWe suggest a minimum of 3 hours per month and a minimum of a one year commitment to the role, due to our investment of time and resources in recruiting, training and supporting you as an Ambassador.



 




Contact usContact us



Raising awarenessAs an Ambassador, you will be part of a regionally based network, playing a key role in raising awareness of the UKTS within the wider community. This is a voluntary role which involves:




	
Liaise with patients, families and groups in the area

	
Organise local fundraising events

	
Deliver engaging talks about the work of the charity

	
Use social media to engage the community




Ambassador RoleOur Ambassadors work as part of a regionally based network and play a key role in raising awareness of our cause within the wider thalassaemia community and in leading regional support groups and fundraising initiatives.







Raising Awareness



Within the comunnity












Fundraising

Organise fundraising events















































48+Years active






2310Patients







71Thalassaemia centres






2.5MInvested in Research


















Our Causes

We need your help anytime anywhere


















Vein finding equipment



Help us purchase the Airglove, enabling access to veins. 




Make a donationMake a donation













Research



Supporting cutting edge research into the treatment of thalassaemia.






Make a donationMake a donation













Education & Awareness



Educating patients, parents, health professional and stakeholders




Make a donationMake a donation












	
		
			Become a member and keep up to date with our Magazine & Events.


		

	





Become a memberBecome a member
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			Yiannis has historically served as a proud board member of UKTS while working in London as a financial advisor. Having returned to Cyprus, Yiannis continues to actively engage with Thalassaemia-related matters and events and aims to foster even stronger bonds between UKTS and local organisations for the benefit of Thalassaemia patients worldwide. 
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			Living with a thalassaemia herself, Roanna Maharaj is a seasoned patient advocate who believes that the patient’s voice needs to be included throughout the continuum of care from preventative medicine to potentially curative therapies. She is passionate about education and addressing the health inequities facing the thalassaemia and rare disease community.

Roanna has dedicated much of her life to empowering and educating patients and families around the world to become active participants in managing their health and developing innovative tools which enhance communication and improve the patient-health care professional relationship. She serves on respective health and advisory committees/ boards on a national and international level.

Roanna is the Vice Chair of the UK Thalassaemia Society leading on all aspects of Public Health, Education and Patient Advocacy. She serves on respective health and advisory committees/ boards such as the National Haemoglobinopathy Panel, Clinical Reference Group (CRG) for haemoglobinopathies, UK Forum for Haemoglobin Disorders, Haemoglobinopathy Peer Review Steering Committee, Sickle Cell and Thalassaemia Screening Programme, National Institute for Care Excellence, NHSBT FAIR (I and II), Prescription Charges Coalition amongst others on a national and international level.

She holds a Bachelor of Science with honours in Psychology and a Master of Science with distinction in Health Psychology and is currently undertaking a PhD and doctoral training in the field.
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			Hello, I’m Jessamy. I joined Team UKTS as Projects Coordinator in July 2023. 

My background is in administration, project support and stakeholder engagement. My introduction to thalassaemia and the work of the UK Thalassaemia Society came while providing support to a long-running partnership between the NHS Sickle Cell and Thalassaemia Screening Programme, the UK Thalassaemia Society and the Sickle Cell Society, focussed on improving families’ experience of antenatal and newborn screening. 

I’m delighted to be a member of the dynamic and caring team here at UKTS HQ and look forward to working with them to serve the community.
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				Miroslav Danev			

		

		

				
			Description:

This is my favorite dinosaur. I am a big fan of all dinosaur movies and books. I try very hard when I draw them.
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				Catherine-Akinwonmi-Pedro			

		

		

				
			Description:

The graphics lines drawn from different coloured pencils and made as illustrative graphics lines.

I love graphic art and graffiti

I hope you like my work and I can win something to buy more pens to draw and do graffiti and Peppa pig toys
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				Ondine Bath			

		

		

				
			Description:

I love the fairytale, The Little Mermaid, and my own name, Ondine, means water fairy. I enjoy drawing, cutting, sticking and sparkly things (!) so I made this picture with lots of materials to show all of the beautiful, glittering creatures and plants in the ocean. I’d love to have my own adventure protecting the animals and fish so I drew me with my friends Isabella, Keson and Ana Sofia as mermaids.
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				Joshua Leow			

		

		

				
			Description:

My fantasy and fairy tale imagination :

– 4 talking leaves on top of the tree. They are worried and scared that they are going to fall on the ground.

-The elephant is wearing a rainbow hat and holding a flame light with his trunk to lead the way. He will light up the smelly yellow mushroom at the back and it’ll burst.

-The monkey is swinging side to side to find and rescue the mushroom.

-The frog is sitting on the petal. He loves sitting on the petal because what makes him happy is to watch all his friends around him.

-The hedgehog is holding a strawberry while having 2 apples and a cherry in the middle on his spine.

-The bird has 2 big leaves as his wings. When he flaps his wings, it’ll create a very strong wind to fan off all the leaves of the tree.

This is my fantasy and fairy tale scene that I have drawn. Thank you for joining me on my adventure.
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				Leonardo Lucky-Sammy			

		

		

				
			Description:

In keeping with the theme I used Gemma Fairy to show the need for giving blood.

Blood donation is needed all over the world. I used my art to show this need and the hearts represent the colours of my islands of Trinidad and Tobago. Stay strong and remember one donation can save a life.

Leo
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				Ivy Zhang			

		

		

				
			Description:

This drawing is about my dream which I live in a pink castle and all kinds of creatures running around
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				Mengtong Li			

		

		

				
			Description:

In this picture, I see a strong lady warrior, she is Mulan. But she’s not wearing armor like she did in the old times, instead, she’s standing in a bustling city. Even though the scenery around her has changed, her eyes remain steady, her courage unwavering.

The sword in her hand is shining bright, the sword is her friend, and also her protector. The most special part is, I can see her reflection in the sword, along with the tall buildings, busy streets, and the modern world she’s facing. This makes me think, no matter where we are, no matter how the world changes, we can find ourselves in our own reflections, and find courage and strength.

Even though this world is very different from the time of Mulan, I know that as long as we are brave, as strong as the sword in our hands, we can all be heroes of our own.
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				Selina Liu			

		

		

				
			Description: 

My masterpiece is about a dreaming girl with long hair. She dreams about all the fancy things, cool adventures and nice places in her dream. The girl’s name is Aurora. She loves painting and swimming!
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				Ari Enrique Mares Hernández			

		

		

				
			Description:

My drawing shows how fairy tales and fantasy keep us company at any time help our imagination grow and fill our lives with magic and dreams
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				Ching Chung			

		

		

				
			Title: Dream with cat
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				Ng Yan Yu			

		

		

				
			Description:

Big fairy and little fairy are talking.

They are enjoy the scenery.
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				Angela Fei			

		

		

				
			Description:

Ever heard of a Spring Fairie dragon? This dragon is once born in heart of Arnelia – a crystal mountain every 10 years so it is very rare. Though this dragon is rare it is quite helpful because it helps grow spring flowers and melt the cold, icy snow. The faire dragon has a beautiful mane to grow flowers and use it’s leaf—shaped tail to defrost ice. It will hibernate from the beginning of the summer to the end of the winter then wakes up to help the flowers grow. This creature lives up to 1 to 100 years. So when you see one of these beautiful dragon make sure to not to disturb it while their doing their work!
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				Aishwarya Aithal			

		

		

				
			Description:

My art is called “Up in Flames”. This painting is about two beautiful, mythical beasts battling each other. The unicorn spreads life and happiness, while only death and destruction follow the dragon. In a way, this represents a completely fictional fight, and in another, the world itself. In the world there will always be good and bad people, and they will always argue with, and hurt each other. That’s why I choose to draw this, to show that often, fantasy can teach us about the world.
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				Daphne Jia En Tan			

		

		

				
			Description:

My intention for this drawing was to be able to create a world that is different from our own, where the laws of physics and reality are suspended and imagination is allowed to run wild, just like in fairy tales. I want to show the power of creativity and encourage viewers to question their own reality. Using our imagination to change and improve our lives is necessary. Life can be tough, but we can always think of something to boost our overall happiness and well-being.
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				Jathushiga Kugatheesan			

		

		

				
			Description:

In this painting, “My Melodious Fairy Lullaby”, I have portrayed what I may have witnessed in my dreams when I was a young child. 

This painting is a picture of a peaceful fairy kingdom; the scenery mesmerises me. The water from the waterfall represents the driver of nature. Its splashes soothe me as the fairies spread their magical stardust of joy everywhere, to everyone. In the castle, the luminous lights shine as bright as the moon, which connotes that there is positive energy spread across the whole castle as well as the whole kingdom. Furthermore, the glow of the lanterns on the hand railings and the elegant fairies leads to one of the most significant aspects of life…dreams. Without dreams, you cannot look forward to anything or nurture hope for the current struggles you may have to face. For instance, it could be the judgments created by society or the fear that something terrible may happen in the future. 

When I was a young child, I would listen to tranquilising lullabies to make me fall asleep. The moment I start to dream…my adventure commences. The key message to take from this painting is that you should dream because if you don’t, you will never know what amazing adventures are ahead of you. What is there to miss? Follow your beautiful dreams; no one is stopping you!

		



				

							
			×			
		
	






	

				

							
				Carrie Wang			

		

		

				
			Description:

This artwork is talking about In a very secluded deep forest, a blonde fairy with fancy wings who went out for work (organising the forest) all day until the moon was out. The three jellyfish come out with the moon and the stars from the pond. The jellyfish are glowing, like they want to guide the fairy home. The bubbles formed when the jellyfish got out of the water. The fairy is trying to land on the blue jellyfish and relax after all day’s work.
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				Catherine Netreba			

		

		

				
			Description:

When I drew this drawing, I was inspired by the beauty of the rain and the magical atmosphere it creates. I felt that the earth, water and nature came together to create this place. This drawing captures my senses and I hope it will inspire and delight all who see it.
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				Crystal Li			

		

		

				
			Description:

My artwork “Young Vision” is a reflection on the strength, expression, growth, and interconnectedness that a young reader obtains from reading a fantasy novel. Every piece of paper hanging from the tree represents the hopes and dreams of young readers, with the eye in the middle symbolizing how the youth focus their goals. The shift between blue and purple further emphasizes the experiences that our youth undergoes when they evolve from working towards their goal, to achieving their goals.
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				Umme Aiman			

		

		

				
			Title: A Green Fairy tale world.

Description: 

The painting is a beautiful representation of a magical world, where a beautiful fairy is seen soaring gracefully through the air. where nature is free to fly and soar in all its beauty and wonder. The use of green and blue hues adds to the sense of enchantment, evoking feelings of tranquility, peace, and magic.

Natural wonderland, where trees are seen floating in the sky, defying gravity with their slender trunks and lush green foliage. Beyond the airborne trees, majestic mountains rise proudly, their peaks covered in a verdant carpet of greenery. The sky is filled with fluffy, white clouds, which add a sense of depth and dimension to the scene.

Overall, this captivating painting invites you to escape reality and immerse yourself in a world of fantasy and enchantment. It celebrates the harmonious coexistence of nature and magic, captivating your imagination and stirring your soul with its ethereal beauty.
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				Jesus Ramos Tejada			

		

		

				
			Description:

I am always fascinated by how can fantasy images and stories create boundless imaginative illustrations. I am also fond of creating other personal interpretations of fantasy characters. In my country, we have lots of enchanted stories ranging from animals, human beings, and mythical creatures that really capture not only mine but of all avid readers and a wide array of audiences. My artwork is my recent work especially done for one of my favorite themes which is fantasy and mythical stories. This artwork is entitled ” The Magical Story Of The Tree That Never Sleeps”. It is a collective story of characters from the Enchanted Kingdom, where all parts of the environment are part of one big story, where colours are their expressions and love is their ultimate language.
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				Nataliya Soloveva			

		

		

				
			Description:

Once I wrote a biology essay about endemics and told friend about it. She was reading Harry Potter. And then we came up a story appeared about the wise, old sloth Varfolomei, who escorts the souls of the dead sloths to the paradise jungle and the little soul Lulu, who was afraid to go there alone. she wanted to stay in this world forever with Varfolomei.
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				Roopinder Kaur Waraich			

		

		

				
			Title: ESTELLA CELESTE-THE SAILOR OF THE ASTRA SEAS

Description:

My painting portrays the astronomical and cinematic journey of a fiercely charismatic heroine named Estella Celeste and her extraordinary companion “The Glorious Cordelia”(the ship). In my imagination, Estella sails to the fascinating landscapes of magic and perils between the cosmic worlds of the infinite universe to discover ones true self and find valor and courage from the very depths of darkness on this daring and enchanting adventure.
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				Bridget Rivers			

		

		

				
			Description:

This is an acrylic painting of a realistic fairy who is taking care of a baby bird that cannot find it’s mother. The bird is small in relation to the fairy’s world, where a fairy can fit inside a flower from the human world. The morning dew is portrayed as dripping from the flower’s petals and leaves.
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				Sudiksha Singh Rathore			

		

		

				
			Title: It’s all in the mind

Description:

when it comes to imagination and fantasies,it all begins inside our mind.Our bodies can be curtailed by several curable or incurable issues but our mind is always free.Our mind is free to think and to explore our world of imagination and unlimited possibilities.My artwork has attempted to portray the postives of our life.
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			It is important that both dentists and people with thalassaemia understand the implications of this condition on oral and dental health. The key to management is the prevention of oral disease. It is essential to visit a dentist regularly, so that any problems can be detected and managed early.
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			Gabriel is the Chair of the United Kingdom Thalassaemia Society and has served the organisation for 11 terms. He has been instrumental in modernising the society’s values and ethos to ensure the UKTS is a reflection of all individuals living with thalassaemia throughout the UK.

Living with beta thalassaemia, Gabriel is driven towards ensuring that all individuals with thalassaemia have an equal access to quality thalassaemia care and support in the UK and abroad. He is also passionate in ensuring that the burden of the condition is well articulated, represented and understood by health care professionals and decision makers. Gabriel sits on the National Haemoglobinopathy Panel and represents the UKTS at the Specialised Health Care Alliance in addition to heading the only All-Party Parliamentary Group for thalassaemia.

In his professional life, Gabriel is a business entrepreneur who founded two companies in real estate and ethically sourced environmentally friendly items.
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			We would like to introduce Muhammed Sarhan Mahmood who is one of the youngest members to join team UKTS as an ambassador. Sarhan, his preferred name, lives in Bury, Manchester with his parents, two elder brothers and baby sister. Like most twelve year old’s, he loves sports and tries as best as he can to enjoy most of the activities. In particular he enjoys swimming, football, basketball, cricket and Brazilian jiu-jitsu (BJJ).

He attends Derby High School in Bury and is looking forward to continuing on to furthering his studies in Global Warming . He also loves creating things and is an avid TIK TOKKER with a growing number of followers.
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			Mr Simko Ahmed joined teamUKTS as our newest ambassador

Simko is a fine artist and writer born in Sulaymaniyah, a city in Kurdistan. He is the first Kurdish national to be granted Japanese citizenship after moving to Tokyo in 1996.

Aside from being widely recognised as an exhibited artist, he is a qualified civil engineer and a board member of the Japanese international Art Association of JAALA (Japan, Asia, Africa and Latin America Art Association). He is also in charge of curating and selecting art works from the Middle East and Latin America for Jaala Biennale which is held in the Tokyo Metropolitan Art Museum and is a founder of Baran Art Association.

Simko has also held over 14 solo art shows so far in Japan, Iraq, Canada, USA, UK, European and Asian countries. He has also participated in over 50 international art shows and Biennale in Tokyo and Seoul Metropolitan art museum and Asia’s famous Kwangju Biennial 2000 ” Man + Space in South Korea.

When he first moved to Japan in 1996, while working for a Japanese NGO called “Peace Winds Japan “. He also worked with other international humanitarian NGOs, helping refugees and people in need around the world from Asia to the Balkans, Kurdistan, Kosovo, Albania, Sierra Leone, Liberia, Japan, Afghanistan and Pakistan by creating workable assistance programmes for war-torn zones and natural disasters areas.

Simko, combines art with human rights issues, he explained that art and human rights could be linked together like “fingers and rings”. The pain he witnessed and experienced over the years prompted him to use his paint brushes as a medium of expression and the positive feedback and love generated from his creations has given him the drive to continue. His works are all originals and tell stories of his own life experiences.

Simko, moved to the UK in 2012, working in a full-time post, and his most recent show was at the NSH Gallery in East London. As a published author, his most recent book, Sparrows of Paradise, was published in 2018. Some of his earlier books are Spring Never Dies, published in 2010 and Colours of Paradise, published in 2011.

During his work, Simko has been in contact with people living with thalassaemia and understands what it is like for some, especially in some areas where there are problems accessing optimal care. He has been an advocate over the years and would now like to formalise it by becoming an ambassador for the charity to lend his voice towards spreading awareness of thalassaemia, encouraging everyone to check their carrier status and take control of their future.

Simko also speaks 4 languages (English, Kurdish, Arabic and Japanese) and has networks in Middle East which will benefit UKTS with its programme and networking.
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			My name is Nikolaos Deroukakis and I am 14 years old. I am of Cretan and Cypriot descent. I was born in England and my parents recounted that I could speak English and Greek fluently by age 3. I went to Norfolk Lodge nursery until I was four. After that I attended St John’s preparatory school where I achieved outstanding grades and developed my keen interest in mathematics and science, particularly physics. It was at this time that I began to love golf and now I play golf competitively for the Enfield golf club.

I began my secondary school education in 2019 and shortly after the coronavirus plagued our world. The covid lockdown was a tough time for all of us and negatively and positively impacted my life.

On a positive note, I developed an interest in computers and coding and I built on my python programming knowledge. This takes me to the present day where I am continuing to build on my skills. Currently, I am participating in the Duke of Edinburgh’s Award at my school. I chose the United Kingdom Thalassaemia Society because I have a passion for helping the local community and thalassaemia in prevalent in my community. I look forward to supporting the work of the charity and raising awareness of thalassaemia. 
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			Ira has extensive experience in management, procurement, corporate services, accounts payable and budgets. She began her career as an administrator for a market leading automotive company and eventually took the helm of  the Procurement and Export Import department of the company as the Department Head . In order to raise her family and accompany her husband each time he was posted abroad as part of his British diplomatic role, she took  a career break and kept herself busy with charity and a part time jobs each time they relocated.  One such posting  was to the British High Commission Kuala Lumpur. (BHCKL). She took the role as the Finance Manager at BHCKL for the Foreign, Commonwealth and Development Office (FCDO) – Asia Pacific in Kuala Lumpur, Malaysia. Under her direction, BHCKL’s Finance and Compliance performance and KPI  ratings were transformed  from ‘poor’ to ‘excellent’. She was also the recipient of the “P2P Excellence Award” for BHCKL and also help them achieve top leader board status amongst FCDO’s overseas High Commissions/Embassies. She also received numerous staff awards from BHCKL and FCDO Asia Pacific Directorate during her employment.

Ira is an Indonesian living in the UK and keen to learn about Thalassaemia and to support  the society’s  awareness campaigns. She is committed to supporting the team at UKTS, ensuring that the office operates at its highest standards. Ira is also a certified First Aider, she speaks 3 languages (English, Indonesian and Malaysian) and has networks in Indonesia, Malaysia, Singapore, and some Asian countries which will benefit UKTS with its research, programme and networking. 
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			Upon completing an MSc at the London School of Economics, Neelam worked in the City as an Investment Analyst for several years before moving across to the third sector. Ever since graduating, she has worked on a range of freelance writing projects for a variety of publications.

In April 2019, Neelam assumed the role of Medical Writer / Magazine Editor for UKTS (working on a freelance basis). She is responsible for creating and producing Thalassaemia Matters, the charity’s quarterly medical magazine. For each publication, this involves project planning its creation, securing stakeholder input, graphic design, writing content and final production. Neelam will research highly complex new medical treatments such as gene therapy and present the information in a way that is comprehensive and accessible to all.
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			Sophia is a Fashion Marketing graduate from the University of Leeds. She has previously worked for a luxury skincare and lifestyle company where she specialised in communications and public relations.

She is quite passionate about film photography, screenwriting, thrifted fashion and all things wellbeing. An avid yogi and advocate for meditation, pursuing a healthy lifestyle is something very important to her. Currently she is undertaking an extracurricular course teaching and practicing the core skills used in a counselling relationship.

The UK Thalassaemia Society is a charity very close to Sophia’s heart and family. Honoured to be a child raised by a parent with Thalassaemia major, she has first-hand experience witnessing how the charities research impacts the lives of patients and their families.
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			Hello! I’m Kirthana Bala and I’m 18 years old. I was diagnosed with Beta Thalassaemia Major at 3 months old and have been undergoing monthly blood transfusions ever since.

Being a first-generation student, I grew up watching my parents struggle to understand a condition they had never heard of before. Nonetheless, I am proud to assure them that I can manage my condition whilst living a “normal” life. In my free time, I enjoy reading and completed a Grade 8 Diploma in Bharathanatiyam (a type of South Indian classical dance). I am also heading into first year of medical school.

My aim as an ambassador is to raise awareness of Thalassaemia, especially within the South Asian (Tamil) community where it is considered a taboo topic.  I would also love to meet other Thalassaemia patients and relate with them!

		



				

							
			×			
		
	






	

				

				

		

				
			Hello, my name is Shaista Ismail, I am 30 years old and I live in Leeds/Bradford

Thalassaemia can be very challenging however I believe with love, support and understanding it can be regulated.

Having been involved in voluntary charity work and organising activities for the community these experiences allow me to adapt and change within my surroundings. Having studied childcare, psychology and graduating in animal management I have gained a better understanding of my illnesses and struggles, these experiences and knowledge have allowed me to help others with managing and understanding their illnesses. I highly believe in self-help but I also believe if you need help you should ask. 

When I have some spare time I like to read and listen to music. I love spending time with my friends, family and animals and love to gain as much knowledge as I can.

As a patient representative please feel free to approach or message me on ambassador@ukts.org
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			Hi all, my name is Sajid Hussain, I am 43 years old and I live in Wakefield, Yorkshire. Growing up with Thalassaemia was terribly isolating for me as I was the only Thalassaemia patient in Wakefield. Luckily through the UKTS I met many other Thalassaemia patients, not only in this country, but from all around the world! I became friends with many and they continue to support me throughout my life which I appreciate greatly.

I currently work with young people in schools and the local community to try and improve emotional wellbeing and mental health. I am lucky to have such a rewarding job which I also enjoy doing, and the young people I support keep me on my toes! I am a great advocate of patient empowerment in managing Thalassaemia and I try to encourage a proactive approach if someone asks me for my advice.It’s imperative as Thalassaemia patients we try and control the things we can control. I have taken part in many peer reviews up and down the country, attended countless conferences and been on advisory boards too.

In my spare time, I am a massive film nerd and try to watch as many films as I can at the cinema. I missed the cinema greatly during the lockdowns. I also enjoy reading (when I can focus), football and travelling. Please be sure to have a chat with me if our paths ever cross! 🙂
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			My name is Despo and I am mum to two wonderful children, a son and daughter. I work full time in a school in Harrow. My son was diagnosed with Thalassaemia Major in 1999 and attends Whittington Hospital.

It was a shock finding out about Thalassaemia and having to start his transfusions when he was just 5 months old. Despite this, my son has developed into a lovely, confident young man, achieving a 1st at Cambridge University in Chemical Engineering. He plays for the local football team and is also a member of the university’s team.

My husband and I are also fortunate enough to have had wonderful support from family and friends, through the tough times and the good times. I would like to pass this along by becoming an ambassador with the UKTS to help support any new parents and family members.
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			Romaine’s introduction to thalassaemia came when her only child was diagnosed with the major form of the disorder in 1989. Once she realised that it was an inherited condition which was virtually unknown and was preventable, she threw herself into promoting awareness of the condition and became the lead advocator for adequate patient care in her birth country, Trinidad and Tobago. Despite a hectic schedule of managing a mortgage department for one of the largest banks in the Caribbean, she served as the President of the Society of Severe and Inherited Blood Disorders in Trinidad and Tobago for a number of years.

In 2004, she made a huge career change, moving across to the diplomatic field to join the team at the Trinidad and Tobago High Commission in London. She also joined the UK Thalassaemia Society as a volunteer and served on their board of Trustees from 2010 to 2018. Romaine continued her advocacy role throughout the years leading several delegations to Trinidad and Tobago and arranging and accompanying a TIF delegation to some of the South American countries and Nepal. She also served as a board member for the Thalassaemia International Federation from 2017-2020

In 2018, she assumed the role as the Executive Director for the United Kingdom Thalassaemia Society.
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				Amanda Baez			

		

		

				
			It’s a “self portrait” basically showing what my life has been like, living with thalassemia major.

It’s been a lifetime of Doctors looking at, getting Blood drawn for testing each month, and getting transfusions, Iron deposits in my organs so I’ve been on Chelation therapy multiple times.

I used ball point pens, and watercolor. the whole thing is covered in a layer of hot glue, and also put into a custom-made frame made entirely by hand from hot glue, glass and cardboard.
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			Marathon Runner

Robert Fletcher, 48

Husband/ Father/ Police Officer

Hello everybody! My name is Robert, I am 48 years old and originally from Yorkshire, but have lived in Leicestershire since 1998 due to work and family commitments. Currently, I work as a Police officer for Leicestershire Police.

I have been married for just over 6 years to my wonderful wife, Maria Fletcher nee Gavriel. Some of you may already know her from when she undertook the role of committee secretary for the UKTS. During her two years working for the society, she organised many successful and profitable charity events.

I am a father to my fifteen year old teenage daughter and owner of three dogs and a cat, so you can only imagine what our home is like sometimes!

Since leaving the Army way back in 1997, I have been invested in my fitness. Prior to lockdown, I had been undertaking training at Leicester Kickboxing Club. Martial Arts is one of those exclusive sports that has changed my life and helped me to continuously learn about myself and other people. For the last four years I have been a member, training in K1 Dutch kickboxing style. Running and cycling are also a favourite pastime of mine. Recently, I have proudly completed a charity event raising money for the Motor Neurone Disease Association. Partaking in the ‘7in7’ challenge, which consists of running seven miles everyday for seven consecutive days, I ran a total of 49 miles.

One of the main reasons why I have decided to run the London Marathon for the UKTS is because of my wife Maria, who lives with thalassaemia major. Prior to meeting her, I had never heard of thalassaemia as well as being unaware of its further complications and how it impacts the day to day lives of sufferers. I have been truly inspired and privileged to see how Maria goes about maintaining some normality within her daily life. She attends many medical appointments and maintains and runs a busy home life; all with a smile and a positive can do attitude. Through Maria, I have become friends with some of the Greek Cypriot thalassaemic community. They have been my inspiration to get myself off the sofa, put my best running shoes on and get out there to raise as much money as possible because they all deserve the best quality of life. I have been truly humbled by their positivity and great sense of humour that derives through personal battles and ongoing adversity.

The only marathon I have ever ran was a half marathon back in 1991, in West Berlin. Aged 17 and a soldier. I remember my Platoon Sergeant the day before saying to me ‘Fletcher, make sure you are dressed in civilian kit and parade outside the guardroom prompt and sharp Sunday Morning! Someone’s dropped out through injury’. Back then, my training consisted of consuming less quantities of German beer than normal for a Saturday night.

Now it is not that easy. Simply looking at my trainers for too long will cause me to end up with blisters and break into a sweat. Anyway, it’s all in the planning, so I will be starting a structured training plan in June to get marathon fit for October 3rd and do the UKTS proud.

At the moment, I run about twice a week with the distance varying from 4 to 8 miles. I also mix some kickboxing training sessions into my routine that consist of skipping, shadow boxing and finishing off with punching and kick combinations on the punch bags.

I feel very honoured and privileged to represent and raise money for the UKTS during the London Marathon. Hopefully, you are there on the day to cheer me on, it would be great to meet you all after to celebrate!

I encourage you all to donate what you can, a little really goes a long way and I will be so grateful to every one of you.

		



				

							
			×			
		
	






	

				

				

		

				
			Sree Marathon Bio 2021

Hi Everyone! My name is Sree Sarkar and I am a 35 year-old accountant who has been born and raised in London.

I am honoured to be running the London Marathon for UKTS. My sister has Thalassaemia major and I’ve grown up watching her deal with the challenges associated with this chronic disease. I’ve been fascinated at how her treatment has developed positively over the last three decades and I have seen first-hand how the advancement of treatment can change a patient’s daily life. The work that the UK Thalassaemia society do is so beneficial for both patients and their families, by providing information, raising awareness and funds for innovative research and new technologies.

My running journey started when I completed the couch to 5k a few of years ago and have been running fairly regularly ever since. I have not run anything longer than a half marathon, so this will be a challenge for me but one I am really looking forward to complete. It’s been on my bucket list for years! I run about 3-4 times a week, usually in a park – Burgess, Southwark and Richmond park are the ones where you are most likely to find me!
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			Meet Flavia!

 

Hello everyone, my name is Flavia, and I am a 41 year old international arbitration lawyer living in Brazil, Sao Paulo. My love for running begun in my teenage years and has been a part of my life ever since. To begin with, I was involved in track and field and then moved to long distance once I finished university. Having completed several marathons in Buenos Aires, New York, Paris and Chicago, I am thrilled to be able to include London to my list!

 

I am honoured to be running the virtual London Marathon for the UKTS. Prior to choosing to run for them, I had not known about the charity or the condition itself. It was only when a friend told me about the condition and the role which the society has played in the milestones being celebrated by patients globally, I recognised how important it was to support this charity raising funds and achieving my goal at the same time. I truly hope my fundraising can increase awareness of the condition, contribute to new research developments, and inspire others to fundraise too!

 

You can find me running in Ibirapuera Park, Sao Paulo three times a week.  

 

 

Thank you, Flavia, from team UKTS!

		



				

							
			×			
		
	






	

				

				

		

				
			Marathon Runner

Ward Stepman, 51

Husband/ Father/ Active role in biological crop protection and bumblebee pollination.

Hello everyone! I am Ward Stepman, a 51 year old who was born and raised in Belgium. Since 1991, I have been working for different companies active in biological crop protection and bumblebee pollination, spending 14 years working for the Biobest Group N.V based in Belgium. Privileged enough to travel extensively with this work, I have visited and lived in Belgium, Canada, the UK and I am now in Austria. I’m married to Marlene and have two children, my oldest is Helene aged 19 and Arno who is 17 years old.

I have been involved in sports for most of my life but my main focus is athletics. Living in the Austrian Alps allows me to partake in trail running which is a combination of running and hiking on differing land and gradients. Previously, I have completed some long runs, having participated in several half marathons and a 28k with 1500m elevation gain. The London Marathon however, is going to be my first ever full marathon!

For me running is the perfect way to switch off from everyday stresses especially when running through woods and in the mountains. Besides running, I’m a keen gardener and photographer so I have plenty to do to fill my free time.

My colleague and friend Julien Mourrut Salesse told me about the condition his brother-in-law Ashkaan Bandoui has and the opportunity to raise money and awareness by participating in the London Marathon. This is a fantastic opportunity to participate in something as spectacular as the London Marathon and raise money to help those with thalassaemia.

Together with Julien, we have already been able to collect quite some funds but it’s of course never enough to support an incredible and hardworking charity like the UKTS. To support me and the society, please donate by using the link below.
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			Please support UK Thalassaemia Society – UKTS on #easyfundraising, you can raise FREE donations when you shop online with over 5,000 retailers. A few retailers include Amazon, ASOS, M&S, Argos, Tesco, Boots, John Lewis and ebay! It’s simple and only takes 2 minutes to sign up! Plus, once you have raised your first £5, easyfundraising will match it!
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			Gina is a 61 year old proud mother of three beautiful children and sister of the late beloved Costa Kountourou who worked tirelessly for the cause. She is an Executive Assistant in the city and has worked in the Insurance industry for 10 years. Prior to this post, she worked in an Independent Girls School as School Secretary/Registrar and part time teacher in Design and Textiles. With over 15 years experience in fundraising and charitable work, Gina also has vast experience in Event planning. She is passionate about the work she does and is very much looking forward to sharing her expertise with UKTS and helping to make a difference.
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			My name is Devesh, I’m 38 and from London but now live in Leicester with my family. I have Thalassaemia Major with the extra collectibles such as Osteoporosis and Heart Failure.

Growing up I always tried to keep my Thalassaemia Major on the back burner and always away from friends. I learnt that as I grew up this wasn’t always possible particularly when I started university in 2003.

I wanted some ‘normality’ in my life and be like everyone else and this meant not being very good when it came to my chelation therapy. I would miss it probably 90% of the time and before I knew it I was walking home from lectures and I collapsed suddenly. I didn’t know it at the time but was going through heart failure due to iron overload.

Turned out that my heart function was about 30% and I was lucky to be alive. I found that by trying to be like everyone else I ended up neglecting the part of my life that I felt was not very important.

I fought hard with the help of the NHS to remove all the excess iron that I stand here a better person. I learnt a big lesson the hardest way possible was that I cannot hide my Thalassaemia but it does not define who I am… I am more!

I restarted my life after the heart failure by going to university and then getting a job with an events company as a social media specialist. I’ve worked very hard to over the past two years to build up two successful businesses. My first is ‘Dippers’ and we provide access to hydrotherapy pools for adults with long term health conditions.

Due to Covid-19 and the lockdown ‘Dippers’ has taken a backseat so with my spare time I decided to launch my next venture which is ‘Ego & Co.’ and now create bespoke t-shirts with funny sayings on them. These t-shirts have been a big part of my time in and out of hospital and many doctors would come especially to see what t-shirt I was wearing each day.
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			Neelam Thapar has Beta Thalassaemia major. She attends Whittington Hospital for her treatment combining this with working full time.

Neelam works at the London Metropolitan University where she is the Head of Careers and Employability Service, leading a team of staff delivering careers information, advice and guidance, employer engagement and embedding employability within learning and teaching. She is a careers practitioner with substantial experience in service management, strategy and delivering careers guidance to students and professionals. Neelam has a MSc in Education and Training, Diploma in CEIAG and a Diploma in Personal Performance Coaching and is interested in education and social mobility.

She has been a trustee of the UKTS in the past with specific responsibility for co-leading an Asian Awareness Campaign. She has been a peer reviewer to The Cochrane Cystic Fibrosis and Genetic Disorders Group and has also had chapter published in a book; Before Birth; Living with a congenital condition: the views of adults who have cystic fibrosis, sickle cell anaemia, Down’s syndrome, spina bifida or thalassaemia (Routledge;2017).
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			Bharat Nathwani is one of the founding members of the society. He was introduced to thalassaemia when his daughter Mena was diagnosed shortly after birth. Bharat served as a board member for many years, also assisting with the bookkeeping and accounts.

He has also been a great support to the younger parents over the years, sharing his experiences of caring for a child from birth to adulthood, especially during the years when little of nothing was known about the condition itself. Bharat is an accountant by profession.
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			Oddy is a 61-year-old mother of three beautiful grown children, one of whom is a patient. She is also a successful businesswoman who, as soon as she was contacted, jumped in with both feet to do all she could for the society. With her help this year, the society was able to pull off a grand gala and awards function and the massive refurbishment being celebrated.  She is now firmly committed to the cause and brings a breath of fresh air to the board.
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			Ashkaan Bandoui is a 31-year-old thalassaemia patient, originally from Iran but living in London since he was two months old. He majored in graphic design at university but is currently working as an estate agent. He also enjoys playing the Iranian drum called the DAF which originates from Kurdistan and has been performing with a band for over nine years. Ashkaan joined the board of trustees in 2017 and has been a great addition to the team to date.
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			My name is Zehra Gokturk. I am a 49 year old wife and proud mum to two boys. My career as a Turkish Medical Interpreter has spanned for over 30 years.  Having lived with Thalassaemia, I made the decision to join the team as an Ambassador and outreach worker for the UKTS, with the aim of raising awareness about Thalassaemia to other patients and their families.
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			Nina Wadia is a British actress, known for playing Zainab Masood in the BBC soap opera EastEnders, Mrs Hussein in the Open All Hours and for starring in the hit BBC Goodness Gracious Me. Additionally, Wadia played an important role in the Hindi-language romantic comedy Namaste London.

Nina is also committed in supporting the various campaigns spearheaded by the society towards raising awareness of the condition and the fact that it is a genetically inherited disorder which can be prevented.
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			Peter has starred in the world’s most successful musicals of all time and his acting career is now in its 40th year. Amongst numerous other roles, he was the Phantom in Sir Andrew Lloyd Weber’s Phantom of the Opera. More recently in 2018, he played Ahmed Qurie in OSLO for which he was nominated for an Olivier award. He has had various TV roles but is most famous for playing Chris Theodopoulopoudos in Birds of a Feather and even today it is shown on TV. Peter is a director of The Royal Theatrical Fund and also teaches in schools, colleges and universities across the UK.

Peter has supported UKTS for over 25 years and now as a patron he is keen to hear about all aspects of the new medical research currently being undertaken. He is particularly excited about the huge advances in gene therapy and feels they offer real hope to patients with thalassaemia.

		



				

							
			×			
		
	






	

				

				

		

				
			Kypros Kyprianou is Group Chief Executive for the Theo Paphitis Retail Group, including brands Ryman, Robert Dyas, Boux Avenue and London Graphic Centre, all of which are owned by retail entrepreneur and businessman Theo Paphitis. Kypros has a degree in Actuarial Science from City University and is a qualified banker, having gained this whilst spending the first 13 years of his career at the Bank of Cyprus, UK. In 2004, Kypros left the Bank to join Theo Paphitis’ Group as Commercial Director. A leap into the unknown has been very rewarding for Kypros, with retail acquisitions, disposals, a start-up and growing existing businesses all featuring in his time at the Group. Today the Group has a combined total of around 350 stores, E-commerce sites and 4,200 staff, serving more than 28 million customers a year.

Kypros’ main passion away from work is football, being Chairman and now a trustee of the community’s leading youth football club, Omonia Youth FC for over a decade. Kypros is married to Fanoulla and has three sons.  He is a committed supporter of the society and in helping to raise awareness of the society across his network
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			Tonia Buxton is a Greek Cypriot television presenter and author. She is the host of the Discovery Channel Travel & Living show My Greek Kitchen and is also the author of several publications. Although extremely busy balancing her career and family life, Tonia is determined to support the charity in raising awareness of the inherited disorder.
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			Adil Ray OBE is best known as the star and creator of the hit BBC1 sitcom Citizen Khan. More on his work can be found via Adil Ray OBE .

Adil is happy to support the society in its future work towards educating the public and improving treatment for patients living with thalassaemia.
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			Zoe Panaretou joined the UKTS team in July 2020.

She has recently graduated and obtained her degree in Nutrition and Food Consumer Science from the University of Reading. She is now a registered Associate Nutritionist (ANutr) which is accredited by the Association of Nutrition.

Zoe is passionate about health and fitness and will be helping patients to make small adjustments to their lifestyle to improve their quality of life. In her spare time, she volunteers at another charity, specialising in eating disorders.

As part of her role as information officer, she will be helping the team to provide nutrition advice that is specific to the individual’s needs and assisting raising awareness of Thalassaemia.
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