Why support Unique? 
By Beverly Searle, Unique CEO and Mum to Jenny who has part of chromosome 18 missing

Probably most of you reading this have never heard of a rare chromosome disorder before.  Perhaps you are thinking “What’s the point of supporting Unique when these disorders are so rare?  Surely the very fact that they are rare means that there are very few children affected by them.”  Well, you couldn’t be more wrong!  Individually each different disorder is indeed rare or even truly unique but when added together at least 1 in every 200 newborn babies has a rare chromosome disorder.  These are not the forgotten babies and children. They are beyond that. These are the babies and children that most people never knew existed in the first place! Many of these babies and children will have a multitude of symptoms – physical disability, learning disabilities, being slow to reach their developmental milestones and often with a complex mixture of different medical problems.  Others babies will have problems having their own babies when they grow up – the heartache of infertility, multiple miscarriages or the birth of a sick and disabled baby. 
You might suppose that the doctors know how these babies with rare chromosome disorders are going to be affected over their lifetime.  Wrong again!  Just imagine being told your precious baby has a rare chromosome disorder but the disorder is so rare it has no name, just a long, unfathomable code of letters and numbers to describe it. How do you tell people what’s wrong with your baby when there’s not even a name for what they’ve got? Just put yourselves in the shoes of the Mums and Dads who are told “Yes, this disorder will almost certainly make your baby sick and disabled but we don’t know exactly how or to what degree.  You’ll just have to wait and see.” Imagine the despair and isolation you would feel if it were your baby.  You might think this could never happen to you or your family.  That’s what we all thought!  Rare chromosome disorders do not respect status or wealth or social class or intelligence – they can happen to anyone’s baby.  How do we know this?  Because everyone who helps to run Unique, even staff members, is a parent of one or more children born disabled because of a rare chromosome disorder.  Most of us know first hand what it is like on a daily basis to care for these very special children. Sadly two of us have now lost our babies.  But we are not just a group of Mums and Dads on a mission, laudable though that is. We are each using our professional expertise to provide a tailor-made service to help each new family who comes to us in despair.  It’s nothing less than they deserve.
So I make an impassioned plea for your support and donations. Unique is not yet a well-known charity among the general public but we have worked hard over the last 22 years to win the respect and trust of affected families and the doctors and other professionals who work with them.  We will make every penny raised for us count. We run a very tight ship. We receive not a penny from the government, relying instead on the wonderful generosity of families and members of the general public donating and fundraising for us. Your donations would let us help many more children and their families over a lifetime. Your donations would let us reach out to desperate families hidden in the community and give them hope and support. Every single penny counts.
Please take time to explore our website to learn more about rare chromosome disorders and what Unique can do to help affected children and their families.  Perhaps you would like to read about my own experiences when my daughter Jenny was born back in 1990.  You can find the link to her story on the front page of the website.  More than anything though, please don’t forget about us when you leave the website.  Tell people about Unique and about rare chromosome disorders.  Awareness-raising is just as important to us as fundraising.
Thank you for your time and support.

