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Dr Lin Berwick MBE 

Tape 7, 14.02.05

OK.  You referred earlier on, Lin, to your book, ‘Inner Vision’.

Mm hm.

What were the circumstances of, of getting that, well, completed and published, indeed?

[Clears throat.]  Well, Dr Denis Duncan, the man I spoke about earlier, was involved with a publishing house, and they commissioned me to write a book, about my life, and disability, but, looking at it from a Christian perspective, and so, the book was entitled ‘Inner Vision’, and it was published by Arthur James Limited, in 1990, so it’s the second, the second book that I’d had published, and I don’t, I don’t think there’s anything more thrilling than, to work on something for a year, and then, to see it in its finished  book form, and, you know, have it in your hand.  It’s just amazing.

And, what, what, for you, is the, is the core message of, of that book?

The core message.  Well ... that you have to keep your faith, through adversity, and, in what’s happened to me in the last three years, I’ve found it very, very hard to keep my faith, because... I had an incident on a plane, which has dramatically changed my life, and I have, I have my own personal Calvary every single day, with acute pain, particularly when I get up in the mornings, and... I just feel quite numbed by the lack of support, that the Church has given. They preach about community outreach, and getting alongside people, and sharing in their suffering, but in reality, that doesn’t seem to happen, and people with disabilities are great vehicles, for pious people to preach over, and pray over, when all we want is to be, included in general worship, and treated as an equal, human being. This injury, on the aeroplane, came out of work that Ralph and I did together, in our married life. We’d gone away on business trips and holidays, stayed in various hotels, and come back, feeling absolutely shattered, because the facilities were so bad, and on one such trip, I said to Ralph, ‘This can’t go on.  We’ve got to do something, to change these circumstances.  It’s no good, sitting in a corner, moaning about the situation, if you’re not prepared, to do something to create change.’ And I said to Ralph, ‘When I die, I want any money I have, to be put into a trust fund, to adapt hotel bedrooms and the like, for people with disabilities,’ and he said, ‘Fine, I think that’s a good idea.  Let’s talk to our solicitor,’ and we went to see him, and he’s a Ilford Rotarian, and he’d known me for a very long time, since I was 14, and here I was, well I’d be 39 at the time, and I told him about this charitable trust that I wanted to set up, and he said, ‘Yes, I, I, I can do that for you, but come off it Berwick, why don’t you do it in your life-time, when you can over-see the work, and use your expertise, and your double disability to good effect?’  And we talked about it, and thought that that was a good idea, and we got a team of Christian friends together, each with their own particular gift.  I remember that first evening, there was a person with secretarial skills, there was a social worker, there was a builder, an electrician, there was me, there was a representative of the Methodist Church: there was eight of us, sitting round a table, and we put £1,100 in a pot, to try and create a registered charity, and on 18th August 1989, the Lin Berwick Trust was, was born, and in April, 1990, we became a registered charity, and we started raising money.  The idea was to find a building, and adapt it, but I quickly realised that, if we adapted a building, a, we’d have to have the money up front, to buy it, and b, we would just be in a compromise situation again.  We could only adapt, as much as the building would allow, so we decided to scrap that idea, and purpose-build, and when we’ve got £27,000 in the bank, and Ralph and I had visited heaps of places like church, church women’s meetings, and preaching, and any fundraising thing that we could do, and we got 27,000 in the bank, we went out looking, and we looked at 47 plots of land, well, our, members of our team did, and we got them down to three, and Ralph and I went to look at three of them, and the land cost £23,866, and the time we paid the legal charges, and Stamp Duty, and the all the rest of it, we had £40 left in the bank, and our then treasurer resigned, on the basis that he thought we were going, we were being irresponsible, but Denis Duncan, who I spoke of earlier, became our Vice President: I was President Founder, and he spoke about ‘doing something beautiful and irresponsible for God’, so we bought this piece of land, on which our, then treasurer called it ‘a piddling little piece of land’, which it wasn’t, it was almost half an acre, and we built the Lin Berwick Trust first holiday home, and it’s got every conceivable disability amenity that you could imagine, like a toilet that washes and dries, a bath with its own built-in hoist, overhead hoist, wheelchair-accessible shower, beds that raise, tilt and tip, reclining armchairs, a talking microwave oven, smoke alarms for the deaf: we’ve tried to think of everything, and, since 1977, the cottage has been al, almost fully booked, or certainly fully booked, during the summer months, and, and the winter months we use, by and large, for maintenance.

This is in Norfolk, is it?

This is in East Harling, Norfolk, and it’s a wonderful achievement, it’s £170,000, we raised that money from scratch: nobody knew anything about us. They gave their money, not knowing whether we were genuine or not, and it was largely done, by me, going out, talking to people, communicating with them.  Right from the time that I started this charity, I had an ambition, which was cottages, north, south, east, west, and one abroad, one day.  Well, we’ve got one in East Anglia: we’re now building our second property, on the Duke and Duchess of Hamilton’s estate, in Dirleton, North Berwick, East Lothian: very appropriate, and we hope that that will be ready for the 2006 holiday season, and it’s set in wonderful woodland, and it’s got deer and all kinds of things nearby, it’s fairly close to the sea, and a wonderful village, and it’s just 30 miles from Edinburgh, and it’s an al… almost half a million pound project, and I feel incredibly proud, of what we’ve started, round our kitchen table, 15 years ago, to what we’ve got now.  For that work, I was given an Honorary Doctorate in Civil Law, by the University of East Anglia and Suffolk College, in 2002.  I was one of the Women of the Year, in 2002.  I didn’t actually win: Paula Radcliffe won that day, but it was still very nice and, to be honoured, to attend the Woman of the Year Luncheon, and in 2003, I was made an MBE in Her Majesty’s Birthday Honours.  I was absolutely amazed, to get the letter from the Prime Minister, and I had a wonderful day, at Buckingham Palace. I’m deeply proud of my MBE, and all that it represents, because it says to me, and to people with disabilities in general, ‘Don’t let other people write you off, because you have a right to be in this world, and you have a right to take your place in Society, along with any other human being.’

What was the award actually for, Lin? What was the citation?

For services to the disabled, but it was, by and large, for my work with the Lin Berwick Trust: and a tremendous privilege, and now, I’m facing a very difficult court case, over my incident on an aeroplane, very poor manual handling, in fact, no, no manual handling, really.  I don’t know what my future holds: I think my future is gonna to be quite bleak, but, nevertheless, I now spend much of my working life, transcribing books into Braille, using a computer, and very large Braille printers, and I work for local authorities or anybody else, that wants the printed literature put into Braille, and, with each book that I do, I feel as if I’m sort of banging the hammer for justice and equality, because, with every book, we’re putting visually-impaired people on a par with sighted people, and that, to me, is absolutely wonderful.  I don’t know what the future will hold for the Lin Berwick Trust, but we are already thinking about property number three, so we ain’t dead yet!
And you referred earlier to another strand of what you do; that of being a homeopath.

Mm hm.

What were the circumstances of that?

The circumstances, really, was having, very bad reaction to conventional drugs.  I have my own theory, and that is that I think, due to the damage to the brain, caused by cerebral palsy, that, when they test drugs on a normal brain, and then they give it to someone with cp, the reaction seems to be out of all proportion to, to what able-bodied people experience, and so I thought, ‘Well, this is a, a science that has been going for more than 250 years: it’s helped a tremendous amount of people, it treats people according to the Law of the Similium  [similar]: treating like with like, and it also treats according to the law of the minimum dose, so the smallest, infinitesimal dose of anything is better than the sledgehammer principle of ‘aliphatic medicine’.  Now I’m not saying that people should stop conventional medicine, and use nothing but alternatives: of course not, but the alternative name for this type of therapy is ‘complementary medicine’ and that’s what it should be: it should be complementing conventional drugs, and, if a cure can be effected, by using homeopathy instead of antibiotics, or whatever, then, let’s go for it.  Let’s treat our bodies with as much respect on the inside as we try to do on [laughs] the outside, and I’m a great believer of it, and Prince Charles is a, the President of the Society of Homeopaths, and all of the Royal Family use homeopathic medicine, and, I’m sure, if it was mumbo-jumbo, they wouldn’t be using it, so, you know, and, and what I’d love to do, if ever I won, or came into a large sum of money, I would love to set up a foundation, that offers people with disabilities, the right to use alternative therapy, such as reflexology, acupuncture, aromatherapy, homeopathy, and other complementary medicines, and, who knows, I don’t know what the future holds: as I say, on a personal level, I think it’s going to be fairly bleak, but I’m gonna keep striving until I die, and then I hope, that on my tombstone it will say, ‘At least she tried, while she was here.’ [Sniffs. Laughs?]

And is, what would you say is, is... the driving force that gets you up in the morning? 

Well, that driving force that gets me up in the morning, becoming ever more difficult, because the pain levels are disgusting, and I almost don’t want to start the day, but I’ve always had a philosophy of, I live each day as though it were my last, and that’s not out of any sense of morbidity, it is that I want to make a day count, I want to do something for somebody else, and I want to do something beautiful for God, and make a difference.  

How do you believe attitudes, generally, to disability may have changed over the years?

They have changed, for the better.  They’ve still got a long way to go, and I think if, certain groups of people with disabilities are not careful, they’re going to use the Disability Discrimination Act like a bludgeoning hammer, and they’re going to report people, and make things really difficult, so, instead of the DDA being a helpful guideline, and, and people working in partnership, it will alienate so many people, if it’s not used wisely, though of course, what the DDA is trying to do, is right and proper.  The difficulty is, are phrases like ‘reasonable adjustment’: how do you define what is reasonable adjustment, under the Act?  I don’t know.  The world is getting better, the world is getting less prejudicial, but, able-bodied and non able-bodied alike, we should look at the potential within every human being, not seeing the problems, but what they can do, rather than what they can’t do, and we should be enablers, to help that person achieve as much as they possibly can.  I was absolutely devastated in my life, when, in 1997, my darling husband, Ralph, was diagnosed with Parkinson’s.   We don’t know what the future holds for him.  He is becoming more disabled, and in the year 2002, he had two artificial knees, and he needs help and care, in his own right, but he’s still providing, by and large, 24-7 care, for me.  We have 24-7 support, from another source, when I can afford it, but this juxtaposition, between wanting to work, and needing care, is absolutely horrendous.  It would be much, much simpler, if I sat in a corner, and I became a feeding and shitting machine, because that’s what Society wants me to become, because they can tick their little boxes, and ‘deal with me’, in quotes.  I had a social worker here, come to see me, one day, when Ralph was going into hospital, and they said, ‘All we can do, we can pad up your bed, and you can deliberately wet yourself, and we’ll clean you up in the morning,’ and I said, ‘If you force me into that position, I will take you to the Court of Human Rights,’ and the social worker looked at me and he said, ‘You would, wouldn’t you?’ and I said, ‘Read my lips.  I have never deliberately wet a bed, and I’m not going to start now,’ and to force people into those kind of indignities, or catheterisation, because it’s more cost-effective, ‘cause they don’t have to get up, get the person up in the night, leave alone whether they need catheterisation, and they need... the one thing they don’t need, is a kidney infection, or a bladder infection, due to the catheter.  So what about dignity and human rights there?  I’m in a position now, where I am fighting, simply to survive, and I am working my butt off, to earn money, to pay for care, and keep my dignity, as someone who wants to work, has the intelligence to work, and the ability to work, and yet I’m being gradually forced more and more, into a corner, and Scope, sadly, thinks it’s far more emotive to look after children, up to the age of 16, because they get more money.  I have a message to Scope, which is, ‘The care of people, in their forties, and beyond, when they are approaching middle age, and old age and infirmity, is far, far harder.’  Thanks to medical science, and medical help and support, people with cerebral palsy are living way beyond the original expectations.  I was talking to my parents the other day, and my mother said, that I was expected to live, no longer than 40.  Well, I’m very nearly 55: 55 on 18th March, and I hope, despite it all, I will be able to live for a few more years.  I would like to get involved on a political level, and try and create change from within, because it’s no good, just bemoaning our fate: we have to state to powers that be, such as Scope, that care in the community isn’t working, and the cost of care is probably the most, biggest burden on the health service, and people with disabilities are an awfully good vehicle for care agencies and carers to make sums of monies on their backs that are ... just incredible.  How do you get a figure of £1,200 a week, for helping someone to go to the loo, go out in a car, have a meal and wash and dress? That seems a phenomenal sum of money, and, you know, just adding noughts to a problem, and not dealing with it, is very wrong.  The local communities have closed down many residential care establishments, some, for people with disabilities.  Now, I’m not advocating, in general, that people with disabilities should go into a care home: of course I’m not.  It’s the one thing I would absolutely detest: just sitting, idly, looking out of a window, if I could, and waiting for the next toilet stop, or the next meal break, but at least, when people went into residential care, if it was a good place, they had companionship, they got taken out, and they got the kind of medical support they needed, but now, they’re waiting for someone to come in and, and put them on the toilet, and wipe their bottom, and, if they’re lucky, put, put to bed between seven o’clock and ten o’clock.  I don’t want that for me: when it’s my time to go, I want to go with dignity and pride, of what, what I’ve been able to achieve, and Scope has got to take on board, that there are plenty of people, in middle age, who are struggling with joint deformity and arthritis, and pain and discomfortshire, and they would get a lot more street credibility, if they looked after those, as much as they looked after young children.

Do you feel that the changes in the population, then, may, may have caught Scope ...I’ll turn 
[end of side]

Side B

We have, now, as you were saying earlier, ever more numbers of people with cerebral palsy, in maturity, and into older age years; so you feel, do you, that there is, thus far then, an unmet recognition of that demographic change?

There certainly is, because I certainly can’t get any hope, help from Scope for all my weekly expenses.  I’ve had no support on the employment side.  I’ve done all mine by Manpower Services and Jobcentre Plus.  I’ve never been able to go to Scope for any practical help.  They don’t even help provide someone to help me clean my house, so have I got to sit here, and live in a dirty hovel, just because I’m disabled, just because I can’t afford care?  Or I need a special bed, or a special pressure cushion, or whatever it might be, some of which is provided by the state, but not all of it.

Scope is quite well known for being the first major disability organisation with ... I think Ralph’s just coming back in.  Sorry.  With, Scope is quite well-known for being the first major disability organisation with membership representation. What are your general views on that trend, within organisations?

I think it’s right and proper that we have service user groups, if that’s what you mean.  I hate the term, but, all too often, I think that these groups are tokenism, and they’re not putting people with disabilities higher up on the board.  I would love, to be involved with Scope [sound of door closing] in a managerial level, but it will never happen, because I’m probably too out-spoken, and what Scope wants, is for people with cerebral palsy to be ... vehicles, by which they get money into their organisation, and Scope is one of the major charities in this compa... country, but it’s also become a business now.  It’s not working in the way that it was nor... originally set up, and that’s a great pity, because I do believe that it’s lost a lot of its focus, and you don’t just leave people with cp on the scrapheap, just because they’re in their forties and fifties; they still have a right, to have a duty of care given to them.  If they’ve been objects of fundraising in earlier life, they should be objects of fundraising, now.

Scope is also aiming to be the, become one of the largest employers of people with disabilities, through a, a, a policy of, wherever possible, recruiting people with disabilities.  What are your, what are your reflections on that?

Well, if they meet that aim, then I’m very pleased for them, and I’m even more pleased for the people that are going to get jobs as a result, as long as they get a fair day’s wage for a fair day’s work, and again, not giving them pittances of money, in sheltered workshops, where their output is often as good as anybody else: not, not all the time, I admit, but, in a lot of cases, and they’re walking away, with less than a standard working wage.  I hope that practice has changed, but by and large, I don’t think it has: it’s still going on.

And, and today, if you were able to, if you were able to greet a young Lin Berwick, what do you think that the situation would be, today, for a, a young Lin Berwick, just setting out?

I think I’d get plenty of help, up to the age of 16, as it stands, but beyond that, I think I’d be floundering, and if it wasn’t for my own sheer determination, I’d have been pushed on the scrapheap, especially when I became visually-impaired, because The Spastics Society didn’t want to know, and The Blind Society didn’t want to know at the time, the RNIB, and The, and ‘The Spastics Society’, as it then was, were battling it out between them, and I was piggy in the middle. Well, fortunately, I’ve got belligerent parents, and I’m fairly belligerent myself, and we got movement, but if we’d have been the type who sort of sat in a corner and said, ‘Oh well, they’re saying they can’t help us,’ then that’s exactly what would have happened, and that’s where I think it’s, it’s so sad, so the message, that I want people to take away, is ‘Fight for the fact that you’re here.  Be proud of yourself.  Don’t apologise for being who you are, and remember you have your rights, to be in this world, like any other person.’

You referred earlier, Lin, to your, the fact that you’ve written several books.  What was your first book, and what did that involve?

My first book was called ‘Undefeated’.  It was published by The Epworth Press, and neither of these books are in print now, but they are in The British Library [laughs], which is great.

And ‘Undefeated’ is a book, a biog..., a volume of autobiography, is it?

Yes, it took me up to the age of 26.

And, and in your work that you do, do, do you feel that you have, then, particular gifts which make it imperative to you, to, to do the work that you do?

I feel very much a spokesman, or spokesperson, on behalf of those people who can’t speak up for themselves.  I mean, I am incredibly lucky, as somebody with c.p. [cerebral palsy], to have normal speech, and I have a good brain, and I can articulate, the views and the needs of other people with disabilities: I want to do that.  I want my voice to be the medium by which I still carry on doing God’s work, ‘cause the body is going to let me down, but hopefully, the voice will still hold up.

And, and what, do you believe, has been your greatest achievement?
Well, apart from marrying Ralph, [laughs] because, without him, the work of the Lin Berwick Trust would never have happened.  He’s been, the man in the background, a tremendous supporter, the man who said, ‘If you’ve got an idea, go for it.’  He has never held me back, never said, ‘This is a totally ridiculous idea: don’t be stupid, you can’t do it.’  He has given me my head, and he’s supported me, even if I made mistakes.  You just need one person, to make a difference, and in the latter part of my life, the last 18 years, he’s been that person, and despite his own problems, I think he can be justly proud of what he has done.

One message which  is coming through as well is that, in all that you’ve done, you’ve had to, to work tremendously hard, to overcome barriers, to assimilate information, to show the outside world what you are capable of ...

Mm hm.

What, what’s your reaction to that?

Well, I was labelled as ‘educationally-subnormal’ at the age of five, and it took years to get rid of that label, and I’m saying to people, ‘Don’t write people with disabilities off: see them as people first, and people with disabilities, secondly, and be an enabler, and help them reach their potential, because you never know where that might lead,’ and when I think, of my early beginnings, in the East End of London, from a very poor working-class background: we were a poor working-class family, with middle- class aspirations, and now I think I have a Doctorate, and an MBE, and when I was at Buckingham Palace, standing before the Prince of Wales, I thought, ‘Look where I’ve come.  Look how far I’ve come,’ and to some people, an MBE mightn’t, not mean very much, but, to me, apart from being a Member of the British Empire, it also means My Blooming Efforts, because it is.  I’ve had to have a, a grit and tenacity, and determination, that I don’t, I don’t think I’ve met another person with the same, single-mindedness, that I get something in my head and I have to see it through, and I work and work and work at it, and so far, I’ve made a success of, virtually everything I’ve touched, and I hope I’ve touched a few lives, along the way, in a very positive sense.

And, and meantime, in terms of the work that you’re doing, the, the counselling, and the transcription work, then they remain...
And homeopathy. [laughs]

And indeed, homeopathy, they remain, then, the, the main strands of your, of your work, your work for income.   

For income, yes, but if there was anybody listening to these tapes, who thought, ‘Here’s a person I’d like on my team,’ and, you know, felt that I could really do something useful, and positive, to make a difference.  I mean, I would like it to be paid work, because I don’t think people with disabilities should be de... devalued and always be expected to do what they do, for love, because why should they?  They’re giving up their time and their energy, and OK, it’s their choice, I know that, as is my choice to do this work for Scope, but I do think it’s morally wrong, to assume, because a person has disability, that they have no right to financial remuneration, because not all people with disabilities are on benefits.  I’m self-employed, and what time I give, means that I can’t work for anything else, but again, that’s my, my choice: life is not all about making money, but while you need care …

[Phone rings.  Break in recording].
Right. Now Lin, in, in living your life, if you like, you’ve been, to a greater or lesser extent, in the, in the public eye...
Mm hm.

Lin, recently, part of that, was a film for, made for television: what were the circumstances of that, that film?

It was part of the ‘Real Life’ documentary series on ITV, and it was called, ‘Lin and Ralph, a Love Story’, and it was an hour-long documentary, and the purpose of the documentary was to show how, love can still flourish, through adversity, and it shows the pressures put onto both carers and client, alike, because nobody wants to put pressures on their carer, and dehumanise them just into someone who, who does things for you, and the film was very well-received, and there is also going to be a slightly longer version, because the TV version takes into account advertisements, so it cuts it down to 49 minutes and 30 seconds, but there is an hour-long version of ‘Lin and Ralph, a Love Story’, which is just coming out, now. 

And is this coming out on video, or, or DVD?
Well, it’s just been released by the film company, and I’m not quite sure what they’re going to do with it, at the moment, but I know it’s being sold to other countries with a bit of luck, and it will just highlight a lot of the issues, and a lot of the pressure, and many people will also know me as the DN telephone counsellor.

‘DN’:  ‘Disability Now’, we should say.  

‘Disability Now’ telephone counsellor.  I have run the line, single-handedly since 1986, and I think I’ve saved quite a few people from suicide in that time, certainly from despair, and although the counselling line runs from Monday evenings, from six p.m. to ten, and Thursday afternoons, from one p.m. to five, I’m afraid, when people are in trouble, they don’t take any notice of time, and I get calls at midnight, three in the morning, all sorts of things, and I’ve never refused to take a call, no matter what I was doing, unless it was something like a hospital appointment that I was chasing up, or ... and I’ve always made myself available to, to others, and I hope that those who have used the line will think that I, I did a good job.  

And, in looking back on your life, Lin, if you were [laughs] writing, if you like, your, your obituary, if you like, what, what words would you describe, how would you describe yourself?

‘Her immo, her immobility was a special gift, because it gave her time, to stop, and get alongside others, and share in their pain, and feel their grief, and share in their successes.’  Life is too busy, and sometimes we just need, to stop.  Disability can often be the vehicle by which we do that. 

Yeah. OK then, well thank you, for, for taking the time to talk to us.

My pleasure.

[end of tape]  
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