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	[image: image1.emf]A five-year-old boy with a rare condition that means a cold could kill him has been saved by a bone marrow transplant from his brother.
However Herbie Taylor’s family faces more heartbreak after it emerged his older sister has the same potentially deadly condition.
he youngsters are suffering from NEMO syndrome - which causes a dangerously week immune system, meaning the mildest of colds could kill them.
A bone marrow donation from brother Rufus, six - who luckily was a match - has boosted Herbie’s immune system. But now the family are on the hunt for a donor again after Herbie’s sister Lily, 11, was found to have the same condition.
Mum Emily, a primary school teacher, 46, of Witney, Oxon, said: “Every bug Herbie picked up, he got really bad. Where the average child wouldn’t even notice a bit of a runny nose or a tickly throat, Herbie would end up in hospital desperately fighting the same bug. He got unrelenting fevers and medicine would have no impact, - he could have a temperature of 40 degrees with no cough or cold and we knew the only way to help and keep him out of hospital for good would be to find a bone marrow transplant.
Our whole family was tested and Rufus was practically a perfect match - you can’t better a better fit unless you’re an identical twin.
We thought it might be an international search and actually the answer was under our own roof the whole time. We were so overjoyed to have an answer to our search but then we had a sinking feeling because we knew it meant our six-year-old having to undergo surgery. Rufus had never even been into hospital before and he was terrified. But we sat down and explained to him that he had the chance to save his brother’s life he said he wanted to help.
While we were waiting for Herbie to be well enough for a transplant, his older sister Lily became unwell. She was heavily asthmatic, and losing weight. It got to the point where she couldn’t even walk to the top of the stairs without being out of breath and even being sick. That was when we found out that she has NEMO too so we’re looking for a donor for her too now.”
Herbie’s problems started when he caught meningitis at age one.
Although he made a full recovery, a year later he got a serious chest infection and his lung collapsed.
Doctors realised that the two issues might be connected and after a year diagnosed him with NEMO syndrome.
Only five children every year are diagnosed with the condition - caused by mutations to the NEMO gene - and there are just 5,000 people in the UK living with the condition.
Www.mirror.co.uk 


Rufus and Herbie – Written comprehension 
1. Read the text and say if this article is about : 
□ Juvenile deliquency 

□ Forster families 
□  Donating bone marrow

2. Why is this case of donation particularly moving ? 

3. Name the members of the Taylor family and give their ages. 


4. What exactly is NEMO syndrome (symptoms, effects, dangers and causes) ? 

5. Pick out elements from the text that show how rare the NEMO condition is. 

6. What is the reason for people developing  NEMO syndrome ?

7. How was Herbie helped to overcome his illness ?

8. Say if the following statements are right or wrong. Justify your answers in your own words. 
a. Rufus was overjoyed at the idea of saving his little brother's life. 
b. He was mature enough to understand what was at stake. 
c. Sadly enough, all their parents could think of was Herbie's recovery. 

9. What was the potential risk for Rufus ? 

10. Copy out the following events in chronological order. 
a. The family is looking for a bone marrow donor for Lily. 
b. Herbie was saved by a bone marrow transplant from his brother. 
c. Lily was diagnosed with NEMO syndrome.
d.  Rufus turned out to be the perfect match. 

11. How do you know that Rufus can't be a bone marrow donor for his sister ? 

12. Express yourself : “Are you for or against the idea of having a saviour baby ? * 
* a saviour baby =  a child who is born to provide an organ or cell transplant to a sibling that is affected with a fatal disease 
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