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White
Many parents find it tough when their children leave home but if a child has a disability it can be even harder. The reasons for those difficulties are being explored by the actor Julie Fernandez -
most famous for her role of course as the one in a wheelchair in The Office. In Julie's upcoming Radio 4 documentary she meets Jennie Parr whose son Simon has autism and severe mental health problems. Jennie explains why she's had so much trouble letting go.

Parr
I don't think it's the fear that it won't work because inevitably it will have to work at some point.  How it works is the important thing and yes I agree - it's almost now that I'm the dependent one as well as Simon because what do I do when I don't take care of Simon, who am I, who will I be with if I'm not taking care of Simon?  I daresay I could fill my life up with computer lessons, which I desperately need, or a sewing class and see more of my friends but the purpose would have definitely gone out of my life.

White
Jennie Parr. Well Julie Fernandez is in our Peterborough studio. 

Julie, I mean this programme is based on personal experience isn't it, I mean explain what happen when you wanted to leave home.

Fernandez
Yeah, hi Peter.  I had quite an intense time in trying to leave home.  I had one of those unusual circumstances that I was away from home a lot in my childhood, either in hospital having surgery and then I went to boarding school at the age of 12 so I then didn't really move home and live at home properly long term until I was 20-21 when I came back from filming El Dorado.  So I lived with my mum, who was my main carer, for all my life and was also my carer under Access to Work and our relationship became so intensely intertwined that when it came to wanting to move and move in with my husband and leave home it was intensely difficult, it was intensely emotional and it almost ripped my relationship with my mother and I apart.

White
So was there this problem that she was perhaps interpreting your wish to leave as in some way a rejection of her?

Fernandez
Yes I think that was part of it.  It's so massively complicated emotionally because she spent like 30 - how old am I? - 37 years of her - of my life looking after me and caring for me and living her life through me if you like because I needed her and she needed me.  So when I left she not only lost her full-time job as my support worker, under Access to Work, but she lost a bit of her own identity - who is she, what is she, what does she do now?  All she knows is to look after her disabled daughter.

White
Right.  Now one of the people you met for this programme was Jane Titherington and she was able to put her foot down with her parents, we'll just hear what she said about that:

Titherington
I left home at 16, I was very scared but I knew I had to do it, if I didn't do it when I was 16 I wouldn't have done it.  I sat my parents down and I explained why I wanted to leave them.  It wasn't because I felt they didn't love me but you yourself have got to decide, it's your decision, it's your life.

White
So Julie, I mean apart from your own case I mean what are some of the factors that make it difficult for other people with disabilities to do what Jane did?

Fernandez
Oh there's quite a lot of factors and it's quite in depth.  The main part of it is the lack of understanding of what's out there in terms of the benefit system - how complicated it is to get into the benefit system.  Then you need to deal with social workers; then you need to deal with housing; then you need to deal with occupational therapists and then you need to find out what information is available to you, what benefits - filling out the umpteen forms that are 40, 50 pages long, not knowing where you're going to be and how you're going to do it and who's going to be there for you.  Also being brave enough to step away from leaving your home and your parents, being the ones that have been your main carer, they know your every move, they only have to look at you to know what your needs are.  You've got to trust having somebody else look after you and do all of those intimate things like help you go to the toilet, get cash out your cashpoint machine so they have your pin number, they have your front door key.  So yeah it's a lot more intense than you think.

White
So in many ways it is actually having the confidence to take hold of a lot of those things which are involved in leading an independent life?

Fernandez
It's very much about the confidence, it's the confidence in being able to step away from your parents and everything that you know and trust, it's the confidence in being able to do that without offending your parents because they love you, they see themselves mostly as the only person that can look after you.  It's about the confidence in saying can I get enough benefits to live on social housing or as a disabled person will I get a job and will someone employ me so I can pay the rent or the mortgage.

White
But I gather - I mean you also imply that sometimes it's what you might call almost a little bit more sinister than that in that people of course can benefit from having a disabled person to look after.

Fernandez
Indeed, I have actually spoken to one or two people with disabilities who have friends with disabilities whereby their parents have stopped their disabled child from leaving home because that would mean if the disabled person left home so did the benefit and they wanted the benefit to stay with them - the parents and the carer - rather than the disabled person.

White
Are there key things you think could help with this situation that could resolve it more quickly because you sound as this is something that can rumble on for a long time?

Fernandez
It can and unfortunately there's not enough hours in the day in this programme really to talk about it all in depth.  But yes the benefit system needs to be made a lot easier, access to the benefit system, information to the benefit system.  You need assessors to predominantly, if possible, be disabled people themselves because we understand what it's like to live with a disability.  The housing situation needs to be easier to access.  Dealing with social workers, which is predominantly an absolute nightmare, needs to be made easier.  And all of the systems need to talk to each other fluently.

White
As you say not enough time for us to do all of that but there is more time on Julie's programme - Caring Too Much is on Radio 4 this coming Monday at 8.00 p.m.  Julie Fernandez thanks very much.

