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Iris
It’s a lovely cornflower blue, so it is, and it’ll go smashing with the wallpaper. I was going to buy it when I finished my shift but Margaret said no.

‘Hang off a couple of weeks, Iris,’ she said, ‘just till you get your staff discount card. That way you get twenty per cent off.’

I was worried in case they’d sell them all. Lamps like that go quick in Tesco.

‘Here, I’ll put it aside for you. Perks of the job,’ Margaret whispered.  

She’s awful nice. Everybody’s been nice. 

When Jennifer comes home at the week end she’s going to love what we’ve done with her room - if she comes home at the week end. The last time we had to drag her kicking and screaming out the place. I was mortified, so I was. 

‘Don’t want to.’ She said, stamping her feet like a spoiled princess. I could have wrung her neck, so I could. 

She was crying when I put her coat on her. She’d been watching X Factor with her housemates and their carers before me and her dad had ruined her night. They were all sitting in the living room with popcorn and Coca Cola. 

Jennifer keeps telling me that her and her housemates are the girls from Friends. 

‘So which one are you then?’ I asked her, but she couldn’t remember. She was desperate to tell me so we had to look it up online. She’s getting really good at going online, better than me now, her flatmates and the carers in the house showed her. So we looked it up and apparently she’s Monica. 

‘That’s me there, Mum,’ she said, ‘She’s got the same hair as me and she likes cleaning too.’ 

‘Well you’ve got lovely dark hair and you’re a maniac for cleaning so I suppose that’s right enough.’ I told her. 

She gave me a big hug. 

When she first went in to the house me and George had reservations, me more than him. Since Jennifer came out of school we’ve been talking about her having her own home. 

‘We’ll have to face the facts Hen, we’re not going to be around forever,’ George always said, ‘it’s better to get her settled sooner rather than later.’

Even getting her on the list was a nightmare. George and me fought ten years to get Jennifer a place in a house. If we hadn’t had the Greenies, I think we’d have given up a long time ago. 

That’s what we call ourselves: the Greenies. It’s a helluva lot quicker than saying the Green Street Learning Disability Carers Group.  The other Greenies have been great to us, so they have, we all help each other. My Jennifer, being that bit older than the other kids, has been the first to leave home so I suppose we’re the guinea pigs. It’s always been like that, I’m always the first to hear about a benefit or equipment that we might be entitled to, the Ringleader the rest of them call me. We pass the word around and if there’s something we’re not happy with we all complain together to the social work department: hold meetings, send petitions, that sort of thing. The whole crowd of us gets a lot more attention than if it was only one family. 

You need to be organised, I learned that right from the minute Jennifer was born. You need to get all the support you can and the only people who really know where you’re coming from is other parents of disabled children. 

It wasn’t until I started working in Tesco, when I saw all the nice House and Home electrical goods they have, that I realised. We’ve been so caught up in looking after Jennifer we’ve let modern life pass us by. 

‘We’re a right pair of old fuddy duddies, so we are,’ I told George, ‘I’m as bad as you. We’ve been living in a time warp.’ 

He nodded and smiled, he knew it was true. I haven’t changed my hairstyle for more than twenty years. After Jennifer was born I got it cut short: low maintenance. I didn’t have time for blow drying or anything fancy. The same with my clothes: jeans and a top every day, that’s me. 

When I saw the lovely bedroom they’d given Jennifer I nearly cried. It was all done out in baby pink with curtains and lamps to match. It’s just a perfect girl’s room and she loves it. 

‘We have to learn from our daughter,’ I told George, ‘if Jennifer can change and move forward then so can we.’

I have to admit he surprised me. 

‘Well it’s not as if we can’t afford it,’ he said. ‘With you working we’ve a wee bit more money coming in. You’re right, we’re not pensioners. We should get with the groove.’

I didn’t argue. The minute I got my staff discount card I went to town with it. I bought the lovely blue lamp and a new duvet cover. 

‘We’ll see if this meets with Her Majesty’s approval.’ I said.

George laughed.

‘By the way, Margaret was telling me there’s a staff night out at the end of the month. She asked if I was coming.’ 

‘Knock yourself out,’ said my loving husband.

‘Charming,’ I said. ‘Anyway, I’ve nothing to wear.’

‘Well buy yourself something, and while you’re at it get your hair done. And when you come back from your night out, couple of drinks, know what I mean?’ 

‘Know what?’ I said. 

‘Well: new clothes, new hairdo, no Jennifer in the house. You know what your like with a few drinks in you. You’ll probably be waking me up, wanting to get fruity.’

I laughed.

‘Away you go out with your new pals.’ He said, digging me in the ribs.

‘Och, I don’t know, it’ll feel weird going out enjoying myself.’

‘Well Iris,’ George said, ‘that’s what normal people do all the time.’

Rose

It was as if she’d died. 

I remember what it was like when my man died and it was worse than that; worse than if Heather had died. It still is. D’you think I don’t want my daughter at home with me? I’d gi’e anythin’ to be able to look after her mysel’. I’m the only one who knows how to. Some of the care staff do a good job but they’re no’ her Mam. They’re in there on a minimum wage for a couple of hours a week. You cannae compare that against thirty years lovin’ attention from her own Mam. 

Heather’s no’ an easy girl to get to know. They telt me to write it doon. I’ve written oot sheets and sheets to try and explain what she’s like: what makes her angry and what makes her happy or sad, but they cannae understand her the way I can. They don’t know all her funny wee moods, what she’s trying to tell you when she makes those wee signals with her hands and her eyes.  

I wasnae prepared. I was on that waiting list fifteen years and next thing I know they’re offering me a place for Heather. It comes down to health and safety, Dr Gray said, we’ve got a big daughter with a wee mum and that’s a problem. Heather’s twice your weight. Osteoarthritis is progressive, it won’t get any easier and your situation is not only untenable, it’s becoming dangerous. We’ll need to arrange things soon; they won’t hold the place open for long, or the funding. Somebody else will snap it up. 

I’d no choice.

Heather was devastated. The first time I saw her after she’d gone in I burst oot greetin’. So did she. She looked terrible. She hadnae been sleepin’ they telt me. She’d started bitin’ again. She was bitin’ herself in her sleep and there was naebody there to stop her. She had a big scab on her right arm. She’d put her teeth through the skin and it got infected. She didnae like the food they were giving her either. I kept telling them she’ll no’ eat pasta but she’d lost two stone before they sorted it oot. They kept telling me it was ok. They’ve got a hoose manager up there Barbara, and she called in a dietician and a community disability nurse when there was all the bother with Heather not eatin’. They’ve had meetin’ after meetin’ but they don’t tell me what’s going on. I’m the last to know anything. 

They told me she’d be in with two other females. I thought Heather would like that. I thought she’d make friends with the other two, it would be company for her, but it’s no’ like that. Heather doesnae like anybody in the house, she sleeps all day, she’s less sociable now than ever she was.  

So am I, come to that. I don’t go near the carer’s club anymore. What for? I’m no’ a carer, no’ noo.  The benefits folk were quick enough to tell me that. They gave me six weeks to get on my feet and then they took away all the benefits. Mary told me I’m still welcome at the club but I feel I shouldnae be there. The rest of them have still got their own ones to worry about, they don’t need me hangin’ aboot like a bad smell. Parents of kids with learning disabilities havenae got their troubles to seek, that’s for sure, but at least they’ve got a purpose in life. What purpose have I got? 

When Heather went into the home I didnae know what to do with myself. It felt like when my man died but at least when my man died that was it:  over, finito, good night Vienna. The grievin’ was hard, part of the process, you cannae expect anything else, but after a year or two I accepted it, I got over it. I willnae get over this. Before he went he asked me if I believed in the afterlife. He knew fine well I wasnae religious, I never have been, but I telt him I hoped that there would be something. 

After he died Mary and me started goin’ to meetin’s at the spiritualist church. Everybody there had lost a dear one. Everybody was sad but we were all sad together. It was nice. Mary was gettin’ messages every other week from her mother and her brother tellin’ her that they were fine and no’ to worry. A couple of months after Heather had gone into the hoose, after she’d lost all that weight and went right downhill, the medium had a message for me. It was from my man, to tell me he was fine and no’ to worry. 

I never went back after that. 

I try no’ to be all doom and gloom but I get cold shivers when I think aboot the future. I can’t help thinkin’ that maybe Heather bein’ in the home is gonnae shorten her life. Everythin’ I warned them aboot has come true. I knew her seizures would get worse and I was right. 

It’s no’ even as if I can talk to Heather aboot why she has to be in there. She just thinks I don’t want her. That’s the worst thing. She doesnae understand.  At least with my man I could help him try to understand things.  When I said I thought we were goin’ to a better place I said it to comfort him. This life is shite enough, my man said, surely the next must be better. We had a laugh aboot that. 

If only Heather could understand that and hold onto that hope. 

If only I could believe it mysel’.  

Daisy

The first thing I did when Richard died was sell the house. 

As a young couple we’d scrimped to pay the mortgage but Richard worked hard building up the business and we eventually paid it off. The estate agent said the area was highly desirable and the house would fetch a good price, but I’d get more if it was re-decorated. 

The house had got a bit dowdy over the years. Don’t get me wrong, not neglected, it was a house full of love, it was our home and we were very happy, but when you have a disabled child things like this season’s wallpaper fashions become rather low priority. 

I got a quote from a painter and decorator but I didn’t have that kind of money.  Believe me, you can work wonders with a couple of litres of B&Q paint and a roller. Over a couple of weeks while Jacqueline was at day care I did all eight rooms myself. A blank canvas the estate agent said, so I chose magnolia. By the time I was finished I had magnolia hands, magnolia clothes, magnolia hair, I was so well camouflaged that if I stood against the wall Jacqueline had a job finding me.  I painted every surface in the house, everywhere but the kitchen door frame. I couldn’t paint over that. 

On Jacqueline’s birthday Richard and I always had our own family ritual. We’d put a ruler on her head and draw a line across the kitchen door frame. Then we’d measure it and record her height and age along the line. One year she grew more than two inches. Jacqueline used to drag visitors into the kitchen to show them. She was always very proud of how grown up she was becoming.  

The estate agent was right. I got a great price for the house. I used some of the money to buy a smaller place, a tiny flat with two bedrooms. Jacqueline receives benefits but it’s simply not sufficient to pay for the care she needs. Selling the house released capital which helped pay for a day service package with ‘tuck in’. I count my blessings. Many other parents of disabled children don’t have these resources and I thank Jesus every day. 

It’s true that I’m getting older but I have no fear of death, quite the reverse.  I do worry about leaving Jacqueline, but my faith sustains me, the Lord will provide.  I live very carefully and I’ve put the rest of the money in trust for when I go to God. 

Sometimes while Jacqueline is out with a carer I take the bus and go back and look at our old house. I only look, that’s all I do. There’s a bench opposite the house facing the park and I sit there. I don’t want to pry. I wonder if the new people have painted the kitchen door frame, I suppose they must have. 

On her twentieth birthday Richard and I measured Jacqueline but she was the same height. We did the same the next year but she’d stopped growing.  She was disappointed.  I don’t mark the door frame in this flat. Luckily she seems to have forgotten about it. Suffer little children to come unto me said Jesus. Jacqueline is thirty seven next Friday. She’ll always be a little child. 

Since Richard died Jacqueline has been such a comfort to me. When I look into her lovely eyes I see Richard there and know I am blessed. She’s a happy go lucky girl. Her life is busy with activities. She loves going swimming and horse riding. Generally she gets on well with her carers. She loves to play her music. The walls are paper thin here; it must drive our neighbours mad. We go out to the park to feed the ducks, and to art galleries although she sometimes gets bored. She’s a big fan of athletics and gymnastics on television and of recent years we’ve traveled to the big sports meetings. We’ve met one or two of our heroes and they always make a big fuss of Jacqueline. On Sundays she comes to church with me. She’s such a fidget I don’t get a chance to pray in peace so the minister has arranged for other parishioners to sit with her during the service.  I’m very lucky. 

It’s a constant struggle trying to juggle Jacqueline’s benefits and arrange her care. I like to think I’ve organised a pool of good carers and put solid procedures in place to protect my daughter but I don’t know. I’m not trained in this kind of thing. I’m just a housewife but I’ve had to become a finance expert, a legal expert, a negotiator, a fund raiser, an administrator and a full time project manager. It doesn’t leave a lot for time for just being Mummy. Sometimes I think I’m too old and I haven’t got the energy for it anymore. At these dark times the weight of responsibility overwhelms me and I wish Jacqueline could go into care. It’s too much responsibility for one person. But I know God has given me this work for a reason. I must accept the things I cannot change. I must get on with it. I look forward to a time when we’ll all be with Jesus: me, Richard and Jacqueline together. 

Jacqueline has a comfortable home. For the present she has Mummy. God sends us the carers we need and gives me the strength to cope. It’s not perfect but it’s the nearest thing we’re going to get this side of heaven.

Violet

Listen, I’m not bloody kidding. The social work department will have to do something for Andrew. It’s your legal and moral obligation. You’ve been telling me for years that you haven’t got the places. You keep telling me about flexible choices. I’m fed up hearing it. Choices and benefits and grants. These things are no use to me. How do I know how to take on carers, pay them their wages, sort out their holiday pay? I don’t want money, I need a place for my son. You’re always talking about choices, trying to make it sound like it’s a good thing but as far as I can see you’re just trying to bloody dump it on me. The government thinks it’s cheaper to give me money and wash their  hands of people like Andrew. And I’m here to tell you, he’s not going away. Aye, I know the cost implications of re-housing him, you’ve told me. Do you know the cost implications of not re-housing him? D’you know how much I’m saving this government? I’ll tell you, me and people like me are saving you £57 billion. Now, see all that money we’re saving you? Well it’s payback time, not for me, for Andrew. He needs a place where he can live in comfort and safety, that’s all we want, and this time, by Christ we’re going to bloody get it. Look, I know every time you see me you just see this nut-case shouting, swearing woman, but I wasn’t always this angry.   

I already had three kids when I had Andrew so I should have spotted something was wrong right away but I just thought he was lazy. We had him up at the hospital four or five times and I still had no idea what was going on. They don’t tell you nothing. They gave me a letter to take from one department to another and on the way I nipped into the toilet and opened it. I opened it dead carefully so they wouldn’t know. Severe mental handicap it said. I took it to the consultant right away. I was that upset I forgot to seal it up again. 

They wanted to put him in hospital, for good. You’re a young woman they said, put it behind you, go home and look after your other children. It sounds like something out of Dickens, doesn’t it? But my hand to God, that’s what they said to me: go home and forget about him. I looked at him lying sleeping in the pram, he was just a wee baby, a beautiful curly haired wee thing. 

I said to my husband we’d manage; we’ve already go three, what’s another one to look after? It’s only another tottie in the pot. He didn’t see it that way. He was gone within the year. Andrew never missed him, but I felt bad for the other three. 

I’m on my own with him twenty four hours a day. His brother and two sisters were a good help but they’ve got their own families now. They’ve already lost out so much when they were young, no dad around and all my time taken up with looking after Andrew, I’ve always felt guilty about that. I don’t want to burden them. I wasn’t much of a mother to them and so far I’ve not been much of a granny. 

I get lonely in the house on my own but the internet’s been a great thing for me. I go online when he’s sleeping and talk to other folk in the chat room. That’s how I know how much money we’re saving you. That’s how I know what Andrew’s entitled to. I might be stuck in the house but I’m well informed, we all are. Everybody feels the same. We’re all struggling to pay bills, a lot of us don’t keep well, we’re fed up of being fobbed off with excuses, we’re all angry. 

Look, I might not have a posh accent or live in a fancy house but I’m not daft. I know you’re strapped for money and houses to put kids in. I know it would be better for you if I just went home and didn’t make a fuss. But it wouldn’t be any good for Andrew. And that’s why I’m leaving him here. I’m walking out of this office. His medicine is in this bag on the back of his chair. I’ve told the newspaper. They took a photo of me and Andrew outside. I’m not making a protest, I’m calling a strike. I’m not the only one. I’ve got together with thousands of other people online; we’re all doing it. This way you’ll have to do something. We’ve prepared a statement and I want you to listen to it and then I’m walking out of here, without Andrew. Here goes. 

As of 11am this morning I, and thousands of other parents and carers of adults with learning disabilities throughout Britain, formally hand over responsibility for the healthcare and wellbeing of our sons and daughters to the Social Work Department. Our reasons are that we are poor, we don’t have any political clout, the government leaves us to struggle alone with what is sometimes an impossible task. The only bargaining chip we have is the hundreds of hours of unpaid care we each do. That’s why we are withdrawing our labour until you start to listen. We do not have formalised demands, our needs are different and so we ask that each case be looked at individually. We do not do this lightly. We understand the pain and confusion this will cause. We know what people will think of us. We love our kids and it’s because we love our kids that we can no longer be emotionally blackmailed into accepting the unacceptable. We have been pushed to our last resort. It’s over to you. Our kids are the most precious thing in the world to us, please take good care of them, we can’t do it on our own anymore.

Epilogue

The remit was to write a set of instructions for social workers about how to support families whose son or daughter with a learning disability was ‘leaving home’, this was to be informed by parents of people with learning disabilities. This proved to be more difficult than it at first appeared. The circumstances of all the mums I spoke to were very different but their motivation was exactly the same as every parent who has ever lived: they love their children and want the best possible future for them. The only people who really understand how this feels are other parents of disabled kids and yet the job of caring often leaves parents isolated. These mums feel like a lone voice in their own particular wilderness. Attending a central meeting place to disseminate information, help and support each other, to collectively appeal for government help or agitate for change can be difficult if not impossible. Diverse needs make a universal manifesto an impossibility. But in congregating through web sites, forums, chats, and emails the parents are beginning to realise the noise their voices can make if they all shout together.

Laura Marney

Afterword

Originally the working title of these stories was ‘Letting Go’, as most social workers and care agencies talked of parents finding it difficult to ‘let go’ of their son or daughter. The resultant monologues describe slightly different situations. In each it isn’t the letting go but the needing to ‘trust’ others to make sure that their son or daughter is being well cared for which is apparent. In ‘This Side of Heaven’ we see people strive for their ideal, trying to work with others to create the types of care they feel their child needs, their frustrations when it doesn’t work and feeling of great relief when it does.

On a personal note, it took 10 years to get a house for my sister who has profound learning disabilities.  Ten years of being fobbed off, bewildering meetings and pointless arguments. Eventually my sister got a house and a ‘reasonable’ care package. I know many other people go through this process but it needn’t be that difficult. It would appear that the main problem we faced was that there was not the money available to provide my sister’s service. They hadn’t planned for her.

In fact, most people we talked to mentioned lack of planning ahead and a need to cost realistically for the numbers of people who will require housing 10 or 15 years down the line. Crisis housing and the cobbling together of funds is not the way to provide a service, or expect beleaguered care/social workers to provide a service.  It does not encourage trust and exacerbates the often fraught relationship that many parents have with their social work department.

Maybe one day the people who make the decisions will realise that they should come and see what is actually happening on the ground, experience it from the lower end of the hierarchy, and then perhaps they will create a service which provides adequate care for the people who really need it.  I guarantee that by listening to the individual and their carers and realistically planning ahead rather than counting pennies, services will cost less in the long term, both financially and emotionally.

Alison Stirling

Artlink
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