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• When Colin Tyrie discovered he wasn't 'clumsy' - but instead had a 

• 
rare genetic disorder - he also learnt he had a50-50 chance of 
passing it on. But, he tellsAlice McKeegan, he is determined to 
make sure his beautiful daughter Stevie has the best life possible 
___ OR years Colin Tyrie ers can end up in a whcclchair. were thrilled when daughter Bil­ two. The symptoms wcren't 

was labelled clumsy. Around 23,000 people in lie, now seven, was given the all­ really understood and I was seen 
Teased by his class­ Britain are thought to have the clear. by vru.ious doctors who were baf­

I .. mates and written off condition, many of them without But they longed to give her a fled by it. 
by teachers as trou­ knowing. brother or sister so had to go "I couldn't hold a pen for 

) .. blesome, it was no Although Colin, now 48, from through the same ordeal again. longer than around 20 minutes 
surprise he left West Didsbury, was This time, their second bec;lUse my fingers would freezc 

school with no qualifications. relieved to have a 'Ido feei daughter - Stevi e did lip so it was impossible for mc to 
Feeling consigned to the diagnosis, it also gave inherit thc conditioll. And, complete any exam. Jt was really guilty atscrapheap at just 16, Colin him thc toughest in a double blow to the tough and I really struggled at 

al\vays suspected there was dilemma ofhis life. times.•. family, she was abu diag school. When I got the diagnosis 
something medically not quite He and wife Cath, nosed with cerebral palsy. I was relieved more than any­butttiose 
light with him and he was deter­ 40, wanted to start a 	 But Colin's fighting thing."

feelingsmined to get to the bottom of it. family but knew spirit kicked in and he was One of five children, Colin was 
But it wasn't until the age of39 there was a 50 per pass' determined to give her all the only person in his family to 

, .that he found the answers. After cent chancc of pass­ the support he never had have the disordcr. Neither of his 
dozens of trips to his GP and ing on the condition. during childhood. Stevie, now parents had the condition and 

• 	 hospitals, he was finally diag­ The couple had to go through five, is doing well at the Lancas­ doctors suspcct it was caused by 
nosed with Charcot Marie Tooth weeks ofgenetic counselling to terian School in Didsbury and is a roguc gcne mutation, making 
- a rare neurological condition. prepare them mentally and emo­ receiving extra help with her it even rarer. 

The disorder, which affects tionally for the possibility. learning. "I guess you could say I'm 
mobility, is debilitating and But despite some difficult Colin said: "I was considered unfortunate but it's just one of 
results in loss of feeling in the soul-searching they eventually a clumsy child, regularly falling those things," Colin added. 
limbs. It is incurable and suffer- decided to try for a baby and over and not walking until I was "When we realised there was a 

50 per cent chance of passing il 
on to our children it was ohvi 
ously on our minds. They I(lid liS 

the risks but wc decided 10 take 
that chance - our desire to have 
a family was stronger. 

"I do feel guilty at times 
because I think was it fair to pass 

il 1111 to ollr daughter just to sat­
isfy uur need of being parents? 

"But those feelings pass and 
then I think it's possible to lead a 
good life even with the disorder. 
Having a disability doesn't stop 
you doing what you want to do. 
lt might just make it a bit more 
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difficult or you might need a bit and it makes me grateful for our Colin, who lives on Princess 
more support." situation as it could be worse. Road, has spoken out about his 

Although Colin struggled at "My disorder is something illness to raise awareness of the 

Isolatedby 

a'secret' 

condition 

SEPTEMBERis Charcot- . 
Marie-Tooth awareness 
month and ColinTyrie 
hopes other sufferers 
unaware of the cQndition 
might hear about his · 
symptoms and seek help. 

The disorder - also known 
as hereditary motor and 
sensory neuropathy ­
causes muscle weakness in 
the lower legs and hands. In 
severe cases, people can 
lose feeling in their limbs, 
making even the simplest of 
tasks impossible. It can even 
affect breathing and cause 
complications such as 
curvature of the spine. 

Karen Butcher, from the 
charity CMT United 
Kingdom, said: "In many 
ways CMT is a secret 
condition. It's never spoken 
about and few people know 
that it even exists. 

"There's a general lack of 
awareness in the medical 
profession, so people fall to 
be diagnosed quickly 
enough, meaning that many 
endure painful limbs, falling 
over and balance problems, 
for many years. 

"Those that have been 
diagnosed don't speak of 
CMT, because the lack of 
awareness makes themfeel 
embarrassed and isolated. . 
By raising awareness of this 
conditionwe hope to 
alleviate these problems," 

school, it didn't put him off edu­
cation for life. He went back to 
coUege to re-take his exams and 
eventual'ly qualified as a nurse. 

Because of his illness, he is 
now unable to practise as a 
nurse, but works in the NHS as 
a public health advisor to hospi­
tals and services in Manchester. 

He has regular check-ups at 
Salford Royal Hospital and his 
daughter is under the care ofthe 
Royal Manchester Children's 
Hospital. Despite their illnesses, 
they enjoy a happy family life 
and Colin believes adversity has 
brought them closer together. 

He added: "As a nurse I've 
seen people with many condi­
tions. I Imow what can go wTong 

Maybe irs \imeu~~~:~~~v~~~r 

I've grown to deal with - I've 
adapted to it. It's always there 
but I feel lucky I can still lead a 
good life and I want the same for 
Stevie." 

excuses. Beca . there's never 
considered fos1enn9. ow We'lI give yofJ lull 
been a beller time than n and a generous weekly 
24 hour support, trOlnlng 

allowance. ou could {osler or knOW 
If yOU feellhot Y "d apt jn lOUch. 

condition. Although there is no 
cure, Colin believes life doesn't 
have to be bleak for sufferers. 

"Hopefully I'm proving that 
life doesn't end with a diagnosis," 

cmtd~~ least they've been 
gone for a look. 

What one item of 
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style scene chatting 
fabulous fashioni~ 
week DIANNE SOUl 
caught up with Cha 
Gush, 24, from the r 
Quarter who runs f, 
cavacoma.com, 

Where did you get 1 
outfit? 
Dress: Topshop,£S 
Jumper: Topshop, £: 
Handbag: Junk in th 
Quarter, £18 
Socks: M&S, £2.50 
Shoes: Topshop, £2 
sale 

How would you des 
style? 
I admit I'm a bit of a 
fashion! I follow tre 
to find things that \'. 
got that will work w 
trends, and then bu: 
key piece to freshen 

Who is your style ic 
Catherine Saba. ShE 
amazing stylist and 
wicked. She's got ar 
style of her own. 

Name your favouril 
Topshop, Cos, but I 
the vintage shops ir 
Northern Quarter. 

What has been you 
fashion mistake? 
I thought it was coo 
time so I can't reall~ 
but those stripy kne 
socks, 1 was a teena 
time! But they're nc 
look. 
I still see teenager g 
wearing them but I 

http:cavacoma.com
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