“SEEN BUT NOT HEARD”—RAISING DISABILITY AWARENESS WITHIN OUR COMMUNITIES – BY PELIN AHMET.
This month I will be discussing the ‘early days’ following the birth and the possible identification and diagnosis of a child with disabilities.  
I am often asked, “What is actually wrong with her?”The million dollar question.  Some parents and carers know, whereas, others may not and may be awaiting a diagnosis through investigative research.  Diagnosis can take a long time to identify and some children can have a diagnosis at birth.  This can present additional emotional issues which families find hard to cope with during those vital early days.  Adjusting to a new born baby and to learn of a ‘problem’ with your baby is generally the worst case scenario for new parents.  Nothing can prepare you for this initial shock and trauma.  
My experience was somewhat of denial, that there was a problem with my child.  Firstly, she looked quite small and frail compared to most other newborns.  There was some debate following the birth of Leyla.  Opinions were divided as she had a small growth at the base of her spine.  We were made aware of the growth, but we were told that it shouldn’t be anything to worry about.  We came home a few days later.  Once home, she had problems feeding and latching on to breast and the bottle.  She cried very quietly and within the first few weeks, failed to gain any significant weight (failure to thrive).  The health visitor showed some concerns, but continued to boost my morale, by reassuring me that I was doing all the right things.    It was only after five weeks that the alarm was raised and Leyla became very sick.  She was rushed to hospital immediately and had emergency surgery to rectify an intestinal problem.  It was this time, that we discovered that there were other medical issues that needed to be addressed with Leyla, including, a heart problem, and eyesight and hearing problems.   This was just the beginning of issues that would arise in the future for Leyla.
 The issue of diagnosis is not as clear cut as people may believe it to be.  It is also not unheard of to have children that are well into their teens and still be awaiting a diagnosis.  Others, including myself, struggle to get any sort of diagnosis and it can create much anger and frustration at times.  But for the most, the child’s physical and medical needs are nearly always identified and met in most cases and this carries through to the later years, with regards to a good choice of schooling and other interventions.  
Testing can be done through a genetics doctor and the types of testing include DNA/chromosome testing, by using blood or saliva samples and/or a clinical diagnosis, which is given based on the characteristics and features, allocated to a specific syndrome or condition, as some conditions can not be chromosome tested for.  To date, my daughter Leyla does not have a diagnosis.  All we know is that she has a very rare condition, but we are still able to manage her condition, with or without a label.    
I would love to hear about any similar stories or experiences you may have had and you can contact me on my email address: pelinahmet@hotmail.co.uk.  Next month I will be discussing the impact on family and friends. 

