"SEEN BUT NOT HEARD" - raising disability awareness within our communities - by Pelin Ahmet

'Do You Care about Caring'?
There's something to be said about the 5.2 million carers in England and Wales (2001, Census) with over 1 million people caring for over 50 hours per week. However, there is no average profile of a carer with caring being taken on across all age groups, ethnic groups and geographic locations. 
Who is a carer? A carer is someone who, without payment, provides help and support to a partner, a child, relative, friend or neighbour, who could not manage without their help. This could be due to age, physical or mental illness, addiction or disability. The term carer should not be confused with a care worker, or care assistant, who receives payment for looking after someone (Princess Royal Trust for Carers, 2009). 
When considering carers we also need to be aware of the significant numbers of carers who do not identify themselves as such. Older couples who see caring for each other as a natural part of their lives and of being together, 'in sickness and in health'. People caring for a family member or friend as a result of substance misuse - who often do not see themselves as eligible for carers' services. Cultural concepts of caring are not universally shared throughout communities in Britain. Many people from other countries do not have experience of a welfare state and therefore, among a whole range of concepts, would not understand the concept of a 'carer'. Parents of disabled children understandably often see themselves as parents rather than carers, but this can mean that they lose out on valuable support available to them (HM Government, Carers at the Heart of the 21st century, 2008). As a parent of a disabled child myself, it is sometimes extremely difficult to differentiate the typicalities within the realms of my parenting roles with my disabled child and non - disabled children. I am a parent, a nurse, a chauffeur, a receptionist, a translator, a counsellor, a mediator, a representative and an advocate for my disabled daughter. I never realised I was a carer until an organisation called Carers UK contacted me to offer some support for my caring role. The Princess Royal Trust for Carers is the largest provider of comprehensive carers support services in the UK and provides qualtiy information, advice and support services to over 400,000 carers, including approximately 25,000 young carers. The trust was created on the initiative of HRH The Princess Royal in 1991. At that time people caring at home for family members or friends with disabilities and chronic illnesses were scarcely recognised as requiring support. 
Carers should be able to have a life of their own alongside their caring roles and be supported so that they are not force into financial hardship by their caring roles. Other supporting factors include the maintainance of mental and physical well being. Children and young people will be protected from inappropriate caring and have the support they need to learn, develop and thrive, to enjoy positive childhoods (Every Child Matters, 2007). Many carers may feel isolated and sometimes unable to cope and from time to time, may need a break from their caring responsibilities. It is vital that the needs of carers are identified by health and other professionals and they receive the correct practical and financial support and assistance thay may be required. 
Families are usually the main source of love, care and support for children and adults with learning disabilities. This is especially the case for people with complex needs. For parents who care for their disabled daughter or son, they do so because they want to help the people they care about, but often it means they end up juggling the support they give with other responsibilities, including time for their partners, siblings and other family members and friends, can be a difficult balancing act. For many carers, looking after their own health, combining caring with work, getting access to training or simply having time to take a break and go on vacation, can be a major challenge. If carers are to have the same opportunities as everyone else in society and able to have a life outside caring, improvements are needed to support and recognise what carers actually do in their caring roles. Other opportunities include, access to education and leisure and giving carers the chance to work flexibly so as to combine work with their caring responsibilities (Foreword Secretaries of State, Carers at the Heart of the 21st century, 2008). 
Empowering family carers through knowledge, training and support is essential to better relationships at dealing with care professionals and service providers, additionally for the future life choices for the individual child, young person or adult, they may be caring for. The 'Valuing People Now' (2007) agenda aims to achieve equality of citizenship for people with learning disabilities. It focusses on promoting advocacy, person-centred planning and partnership working to achieve change. Promoting self-advocacy enables disabled individuals, where possible, to make choices and be in control of their own lives, that many of us take for granted, it maintains human and civil rights and enables the carers to take more of a passive approach/role to their caring duties. The 'Aiming High for Disabled Children' (2007) agenda, similarly supports parents/carers, with the initial focus being on short breaks and parental involvement. More recently focussing on accessible childcare, transition for disabled young people, community equipment and wheelchair services and palliative care. Family needs are assessed and the appropriate support and information for disabled children and their carers may then be provided. 
Twenty years ago there was little or no recognition of the contribution and distinct needs of carers. More recently there are significant changes that are working towards the improvement of our lives as carers and for the lives of our loved ones. We all deserve to live an 'Ordinary Life' and enjoy all the wonderful things that our worlds have to offer us. 'Do You Care About Caring'? 
 
Some useful links: www.carers.org.uk www.youngcarers.org.uk www.everychildmatters.gov.uk www.valuingpeople.gov.uk 
www.dcsf.gov.uk www.cafamily.org.uk www.direct.gov.uk www.workingfamilies.org.uk
If you have any issues you want to raise surrounding disability please contact: pelinahmet@hotmail.co.uk
