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Dorchester teenager urges people from ethnic minority 

communities to sign the organ donation register 

Risa Romy, 17, developed a rare kidney condition and had to have both of 

her kidneys removed 

A teenager from Dorchester has launched a campaign encouraging more people from ethnic 

minority communities to sign the organ donation register.  

Risa Romy, 17, first became ill when she was 12.  

‘I just woke up one day with really swollen eyes. Eventually I went to hospital and it all went 

very fast from there. I was diagnosed with steroid resistant nephrotic syndrome (SRNS),' she 

says.  

It became the start of a nightmare which would lead to complete kidney failure.  

SRNS is a rare kidney condition that causes excess fluid to be retained by the body, leading 

to swelling commonly in the face, eye lids, and ankles. 

'Both my kidneys were removed and I was on dialysis for a whole year,' she says.  

The wait for a donor began and Risa was shocked to learn that as someone from an Asian 

background, she would probably have to wait longer than someone from the white 

community. 

Risa and her parents have now decided to campaign with Fixers – the charity which gives 

young people a voice - to get more people from ethnic minorities to sign up as potential 

donors. 

She made a film, which can be viewed here: 

https://www.youtube.com/watch?v=PN0ZbTSadOI  

Charlotte Gilbert, a specialist transplant nurse from the local hospital, says there’s a 

shortage of black and Asian people on the donor register. 

https://www.youtube.com/watch?v=PN0ZbTSadOI


  

'Through tissue typing and blood groups, there’s a better chance that you’ll find a match if 

you are from the same ethnic minority community,' she says. 

'22 per cent of patients on the transplant waiting list are from black and Asian communities 

and last year only 6.4 per cent of our deceased organ donors came from those minority 

communities. 

'So Risa’s message is really important – hopefully it encourages people to sign on to the 

organ donor register and talk to their families about the decision they have made.' 

Risa adds: 'Once the people we approach are fully informed about what’s involved, they’re 

almost all happy to go on the register.' 

Risa’s mother, Sue Romy, explains: ‘I think people worry that when they are very poorly the 

doctors might not do 100% for them. They also worry that they might be disfigured when 

they’re taking the organs out and they’ll lose their dignity, and that funeral arrangements 

might be delayed due to this. We need to educate them that that’s not the case.’ 

Risa herself was saved by a complete stranger called Sibby Thomas who heard about her 

search for a kidney donor and got in touch out of the blue. 

'I am really blessed,' she says. 

'He’s a god-sent angel in my life. My message would be to sign up to the register because 

you will be giving someone the gift of life and that’s a beautiful thing to do.' 

Fixers works with young people aged 16-25 across the UK by providing them with resources 

to help them campaign on issues they feel strongly about.  

The charity has helped more than 19,000 youngsters across the UK to have a voice in their 

community on issues such as cyber-bullying, self-harm, suicide or transphobia. 

For more information or to make a donation to fund more Fixer projects, visit 

www.fixers.org.uk 

Pictures attached. For more images, interviews or information, please contact Molly 
Kersey on molly@fixers.org.uk or 07436265929. 
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 Since 2008 more than 19,000 young people in England have become Fixers and 
created around 2,000 projects. With a £7.2 million grant from the Big Lottery Fund, 
Fixers extended into Wales, Northern Ireland and Scotland in 2013. 

 “Fixers started in 2008 as just an idea… an idea given a voice by some 19,000 young 
people over the past five years,” says Margo Horsley, Chief Executive of Fixers.   
“They have reached thousands of people with their work, on a national stage as well 
as in and around where they live. They choose the full array of social and health 
issues facing society today and set about making their mark. Fixers are always 
courageous and their ideas can be challenging and life-changing, not just for 
themselves.”  

 There are lots more stories about young people doing great things on the Fixers 
website, Twitter and Facebook pages: 
www.fixers.org.uk 
www.twitter.com/FixersUK 
www.facebook.com/FixersUK   

 

About the Big Lottery: 

 The Big Lottery Fund supports the aspirations of people who want to make life 
better for their communities across the UK. We are responsible for giving out 40% of 
the money raised by the National Lottery for good causes and invest over £650 
million a year in projects big and small in health, education, environment and 
charitable purposes.  

 Since June 2004 we have awarded over £8 billion to projects that make a difference 
to people and communities in need, from early years intervention to 
commemorative travel funding for World War Two veterans.  

 Since the National Lottery began in 1994, £34 billion has been raised and more than 
450,000 grants awarded.  

 Contact the Big Lottery Fund Media team on 0207 211 1888 or email 
press.office3@biglotteryfund.org.uk, out of hours 07867 500 572 
www.biglotteryfund.org.uk 
www.twitter.com/BigLotteryFund 
www.facebook.com/BigLotteryFund 
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