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KATE I am feeling reflective today, Simon.  

SIMON Reflective, Kate? Why so? 

KATE Well because I don’t know if you know this but we’ve 

been doing a lot of looking back from whence we’ve come 

this month, because we’re coming up to the anniversary, 

the 20
th

 anniversary, of the introduction of the Disability 

Discrimination Act, also known as the DDA, back in 1995. 

SIMON Goodness me. What were you up to in 1995, Kate? 

KATE Ah well Simon, that was my final year of primary school 

going into secondary school.  

SIMON Okay, this is going to place our ages quite loudly isn’t it? 

KATE Yeah, ‘cos what were you up to? 



SIMON Yeah, just started primary school. No, I was at university, I 

was in my middle year and I was a mature student. And to 

be honest I think that’s kind of when I first really got 

politicised around disability, just about that time.  

KATE Wow, okay. Well on this month’s talk show we’re going to 

be talking about that politicised movement. This talk show 

is the one for November, just in case anyone needed the 

reminder or was denying the approach of Christmas. I 

mean why would anyone deny the approach of Christmas? 

Fools. But we’ll be doing a bit of looking back with four 

disabled people who were involved in the fight for 

legislation and rights for disabled people. And Barbara 

Lisicki, it’s not overegging it to say that it was a fight is it? 

BARBARA No, it was a massive fight, it was a massive battle, and it’s 

not over yet. 

SIMON We’re going to meet the rest of the people who are going 

to be up for our discussion in a moment, but let me just tell 

you what else we’ve got coming up. We’re going to hear 

from somebody who after resisting the ever advancing tide 

of technology and social media has found a community of 

people with the same rare condition she has, but online. 

And she’s in the process of admitting it and, speech marks, 

coming out to her friends and family. 

KATE So stay tuned and as usual we love to hear what you think 

of us, especially if you like us, so please tell us. Tweet us 

@bbcouch or talk to us via the BBC Ouch Facebook page. 

Now, let’s properly meet the folks we have here in the 

studio and those who are on Skype chilling at home, lucky 

you. But in the studio with us we’ve got Phil Friend. Now, 

you are a disability consultant and trainer. We have got a 

few of us in the room with us today. And in fact you and 

my co presenter here, Mr Simon Minty, were business 



partners weren’t you?  

PHIL We were. 

SIMON U-hum. 

KATE Were? Did it end badly? Don’t like each other? Don’t want 

to talk to each other anymore? 

PHIL It would be good to be able to say that but that’s not true 

really. No, we got on very well, we still do. 

KATE Oh, shame. Unlike us Simon then.  

SIMON Thanks very much Kate. This is lovely isn’t it?  

KATE Now looking back over the last 20 years Phil, is this an 

anniversary that you’ll enjoy celebrating? 

PHIL I’m not sure I’d enjoy celebrating, I’d certainly see it as a 

major turning point for disabled people, but as Barbara’s 

already said the struggle goes on and there’s still so many 

things that aren’t right. So I think on one level it’s nice to 

remember the people that were involved at that time and 

what was going on that was so transformational, disabled 

people becoming organised and doing stuff which hadn’t 

really been seen up to that point in ’95.  



SIMON And Barbara Lisicki, also a trainer. You were at the centre 

of one of the organisations that were kind of the real 

movers and shakers of the disability rights movement 

before the DDA came into force. Known as Direct Action 

Network I remember hearing the words, DAN, if you knew 

DAN were coming to town you knew something was going 

to happen. And I mean for those who didn’t know what 

was it? 

BARBARA DAN was a network, it wasn’t a constructed organisation 

with a constitution and whatever, where we brought people 

together who had had enough of first of all not having any 

protection against discrimination, it was still lawful to 

discriminate against disabled people, right up until 1995.  

SIMON It seems amazing when you even just say that as a phrase.  

BARBARA We had actions where young people got chucked out of a 

cinema because the manager decided there were too many 

of them in wheelchairs. You know, they’d been going there 

for two years, a new manager comes in and suddenly 

decides they’re a fire risk. We had some people, two 

wheelchair users went into a café in Camden and got told 

to leave because their chairs were taking up too much 

space. We had a visually impaired woman from 

Peterborough who had a guide dog and used to go to her 

favourite Indian restaurant, a new manager came in and 

said that she wasn’t allowed in with her dog. You know, 

these were daily occurrences.  

SIMON As distinct from you didn’t write to your MP complaining, 

what did DAN do? 



BARBARA Well we did all that as well, but it hadn’t worked for the 

previous 20 years so nothing was there to suggest that it 

would work for the next 20 years. So what we did? Well 

we bought a lot of pairs of handcuffs. I discovered that 

they were cheaper in America so I ordered a hundred and 

you should have seen the face of the postman when he 

delivered them, and then yeah, we got stuck in. We had a 

lot of strategy meetings and we decided that nonviolent 

civil disobedience was the way to go. We learned from a 

sister organisation in the States, we went and visited them, 

went on their actions, saw how it was done, learnt from 

them, and we learnt from the black civil rights movement 

and other movements where people looked at injustice and 

said this is enough.  

KATE Well we’re going to hear a lot more about that in a minute, 

but on Skype we have husband and wife, Agnes Fletcher 

and Adam Thomas, who both also have some tales to tell 

about that time I imagine. Hello to you guys.  

AGNES Hi there. 

ADAM Hello. 

KATE Now for some the DDA feels like it’s always been around 

and I have to say that’s definitely me, I can’t remember a 

time when there wasn’t the DDA. And so people, again 

like me I’m ashamed to admit, haven’t necessarily thought 

about its origins, it’s just kind of always been there I 

suppose. Adam, can you give me like just a quick example 

of what the DDA is and how we’d use it? 

ADAM It changes your life, it allows you to do things that when I 



was young I wasn’t allowed to do.  

KATE What kind of things?  

ADAM Well I couldn’t go on a train for instance. I had my injury 

in 1981 which ironically was called the Year of the 

Disabled and I’m spinally injured, so I had the first 17 

years of my life as a non-disabled person and then became 

a disabled person. So in some respects I’ve been fortunate 

in seeing both sides of life and I’ve found it much, much 

harder as a wheelchair user. And sort of going back to 

trains I was not allowed on trains, or if on the rare lines 

that I was allowed onto I’d pay full fare, I’d have to give 

three days’ notice of travel and they would put me in the 

guard’s van.  

KATE They put you in the guard’s van? 

ADAM Yeah, you would travel in the guard’s van with the post 

and people’s bicycles and things and there was no heating 

in them often, often there was no light if you were 

travelling at night.  

KATE It’s just incredible. 

SIMON Phil and Barbara in the studio are nodding and I’m sure 

you are too, Agnes, in sort of recognition. We’re hearing 

some of the stories about what it was like then. We have a 

clip, and this is from a news report, that also kind of gives 

a flavour of what it was like at the time. 



 [news clip] 

NEWSREADER The disabled protestors staged their demonstration in the 

mid-morning traffic of Oxford Street causing serious 

disruption along the entire length of the street. The 

protestors say that disabled access on London’s buses 

compares poorly with other cities of the world. The police 

moved in and arrested 16 people who were later taken to 

Marylebone Police Station; 14 were charged and two 

cautioned.  

MALE 

SPEAKER 

If somebody’s seriously injured after an accident and an 

ambulance wants to get through central London a blockage 

in Oxford Street will quickly block the whole of the centre 

of London and then somebody could die.  

NEWSREADER The protest was organised by the Campaign for Accessible 

Transport and individual disabled people.  

VICKY  We’re not helpless and we’re not pitiful, we’re angry and I 

think it’s about time that parliament actually understood 

that there’s a lot of individuals out there who are disabled 

who are voters and are rate payers that have the right to 

what they vote for and what they pay rates for. 

NEWSREADER 14 people appeared at Marlborough Magistrates this 

afternoon. The question of access was in evidence as 

disabled defendants had to be helped into court. Solicitors 

for the defendants made a request to the court for more 

time to consult with their clients. Another request that the 

defendants reappear at a more modern court with disabled 

facilities was unsuccessful. 



SIMON We’re trying to scratch our heads to see if we recognise 

any voices there, but er…? 

BARBARA Oh yeah, that was Vicky Waddington speaking, one of the 

disabled people. What made me laugh is that often when 

we did actions the police arrested us and then they had to 

de-arrest us again because they didn’t have any accessible 

vehicles to get us down to the cells in.  

KATE How amazing.  

SIMON Agnes, do you remember the demonstrations?  

AGNES Absolutely, and I mean Adam and I, I think have Barbara 

to thank for her handcuffs, that’s how we met, we were 

both handcuffed to different buses. And we weren’t leaders 

of DAN but we were kind of among the foot soldiers and 

on many of those demonstrations. And the point Barbara 

was making there, I mean I was arrested in Trafalgar 

Square on one demo and I think they probably went for me 

because certainly at that sort of time the assumption was 

that really disabled people were wheelchair users so I think 

they kind of caught on quite quickly that they didn’t have 

any accessible vehicles, that the police stations weren’t 

terribly accessible. So the one occasion I was arrested there 

were a couple of others arrested who perhaps didn’t appear 

disabled. But yeah, they were heady times, it was exciting 

and I think your clip captured that outrage and that anger 

and it was a very exhilarating time for all of taking part.  

KATE It is just incredible for me to listen to these news reports 

and just think that that was happening and there was 

literally no access to a magistrate’s court at that time. It’s 

almost inconceivable to me now. And there’s been 

attempts to get or there had been attempts to get 



antidiscrimination legislation through before - since World 

War Two there were 13 attempts - and I just cannot believe 

that it took 13 tries just to get anti-discrimination 

legislation past. 

AGNES Kate, you’re taking about how amazed you were that it 

took so long, that it took all those attempts, I think that’s 

because although there’d been legislation, sex 

discrimination legislation, race discrimination legislation, 

people just looked at disability differently and I think it’s 

those of us who have got that perspective of 20, 30, 40 

years ago, we know that in our bones that disability just 

wasn’t seen as a civil rights issue as we put it at the time, it 

wasn’t really discrimination, it was all about unfortunate 

disabled people who of course couldn’t work, didn’t need 

to use transport and all those things, it was viewed in a 

very different way. And I think that’s why it took so long, 

because people didn’t, law makers and others, didn’t see it 

in the same way as they saw, eventually saw, again after 

long campaigns, those other sorts of issues. So it just took 

that much longer.  

BARBARA It wasn’t helped by the fact that there were numerous 

disability charities, impairment based disability charities, 

who actually said that discrimination wasn’t a problem, 

that disability wasn’t political, they were saying all those 

things and they were making it very clear that they would 

not support any move to introduce antidiscrimination 

legislation. And they were the people that were sitting in 

those parliamentary committees actually putting an 

argument that completely cut across all the interests of 

disabled people.  

KATE What, disabled charities were actually saying no, we don’t 

need this, no don’t do it? 



BARBARA All of them, all of them.  

PHIL You have to remember, they had a vested interest didn’t 

they? 

KATE Blimey. 

BARBARA We used to call them the big six. They didn’t care, they 

weren’t interested, because as Phil says, absolutely vested 

interest, as long as they could keep us passive they still had 

a job.  

ADAM And that’s right, and that’s the thing that I found, because I 

worked before my injury and I was very fortunate to be 

one of the few disabled people who actually had a job 

afterwards, but I was getting as an individual more and 

more political, and what changed it for me was when I saw 

DAN doing a direct action at ITN’s Telethon. And that’s 

when I saw disabled people actually standing up and 

fighting for the first time and I realised that what I thought 

I wasn’t alone and I wasn’t the only one thinking that way.  

SIMON Sorry Adam, I’m just going to cut across just to get 

Barbara in. In terms of the arrival of DAN, the Direct 

Action Network, how did it come about and how did it 

operate?  

BARBARA We were good at getting publicity and probably because 

we did get arrested and the sight of a bunch of disabled 

people stopping the traffic and then being arrested was so 

unusual, it had never been seen in this country before. And 

Adam mentioned the anti-Telethon protest, in 1990 we had 

a protest against Telethon because some young disabled 



people from Ealing got in touch with me and Alan 

Holdsworth and said we can’t stand another year of 

watching this garbage where disabled people are objects of 

pity. And if you look at the films of that time it was all 

violin music and how tragic and pathetic disabled children 

were and how you could help them by giving your spare 

cash. And so we said okay, well what do you want to do 

about it? And they wanted to have a demo, so we had a 

demo, about two hundred people, we only had a couple of 

weeks to pull it together, outside the ITV studios on 

Southbank. And when it was coming up to the next 

Telethon in 1992 we were much better prepared, we’d got 

a campaign together six months in advance, and that time 

we had 1,500 people, we blocked the whole of Upper 

Ground outside the Telethon studios, we had our own PA 

system, we had a party, we had musicians, we had a 

carnival on the street. 

KATE Oh my days. I’m actually now feeling jealous that I wasn’t 

there, that I wasn’t part of it.  

SIMON There’s a phrase that I really like, a UN lawyer told me 

about it and I think the distinction was this bit of disabled 

people not being grateful for being allowed access, it was 

almost saying to society you need to apologise for keeping 

us out in the first place.  

AGNES Simon, there were two really good slogans that DAN used 

then and they’re relevant to two things Barbara said I 

think, one of them what you’ve just said Piss On Pity, that 

was an incredibly powerful slogan and it was so 

shocking… 

BARBARA Can I say that, Agnes…? 



KATE I’m not sure, can we say that on the BBC?  

SIMON Yeah, you could be beeped out there. 

AGNES Piss on Pity, all right, whatever. 

BARBARA What was even funnier was we had 500 T-shirts printed 

black with bright pink large lettering across the front, that 

said block Telethon, Piss On Pity. That was the slogan. 

And we wore them on the action so you had hundreds of 

people wearing this T-shirt and the police came to us and 

said, that’s obscene, take them off. And so I said to the 

copper, well I’m not wearing anything underneath, is that 

all right? Do you want me to take it off?  

SIMON I love a proper demo T-shirt. The question I was going to 

ask you, Barbara, Agnes, Phil, everyone, how could you 

claim to be representative? I mean you’ve already said that 

the charities weren’t representative, but how could DAN or 

A N Other claim to represent disabled people?  

BARBARA That was the difference, we didn’t claim to be 

representative, we never claimed to be representative, 

DAN was a collection of people that said we are sick of 

this, we need change, and we had two key campaigns, one 

key campaign was for antidiscrimination legislation and 

the other key campaign was for accessible transport, that 

was what brought DAN into being because it’s already 

been pointed out, you couldn’t get on a bus, some of us 

lived in the capital city and you couldn’t get on a bus in 

your own city, and that was happening all over the country. 

Because we didn’t claim to be representative we said we 

will welcome everybody that wants to work with us, this is 

what we do, if you like it come along, if you don’t, stay 

away, it doesn’t matter to us, right, because we’ve got 



enough people that do like what we do.  

KATE So I mean you’re saying you weren’t representative so 

DAN didn’t try to represent everyone. Now Phil, obviously 

you are kind of the minority here I guess.  

BARBARA Can I say one last thing? 

KATE Of course. 

BARBARA We said we weren’t representative in the way that charities 

claim to be, but what we did have is one of the most 

inclusive networks you’ve ever seen because we were 

across all impairments. We had people with learning 

difficulties, we had people with visual impairments, we 

had people with physical impairments and nobody was 

ever turned away. And that was the extraordinary thing 

about DAN, is that it was just this very inclusive lot of 

people.  

KATE But Phil, you weren’t involved in direct action?  

PHIL Not directly with DAN, no.  

KATE So why was that? 

PHIL I was one of the group of people that were talking behind 

what DAN was doing. What DAN did absolutely 

brilliantly without any question was to shine an 

extraordinary light on what was going on and that enabled 



people to go in and talk to parliamentarians and others 

about the law. Let’s be clear about something. The DDA 

brought in rights in terms of employment and rights in 

terms of customer service, it didn’t actually make it illegal 

not to have an accessible bus. It didn’t change that. So 

what we saw going on was DAN focussing and other 

organisations focussing very clearly in discrimination on a 

number of levels and other organisations trying to get in to 

say look, the way of stopping these protests is to actually 

do the sorts of things that people are campaigning for. 

KATE And how resistant was the government to you?  

PHIL Oh hugely, it wanted nothing to do with it. It used 

continually funding, budgets, all of that stuff, and I think 

one of the turning points, particularly around employment, 

was when the then Employer’s Forum on Disability which 

was a sort of group of the top employers in the country 

argued that they needed better legislation in order to make 

sure that disabled people were looked after appropriately at 

work. That took the ground from underneath the argument 

because if employers are saying we actually want a change 

in the law the chancellor at the time found it very difficult 

to argue that that was too expensive. So there were a 

number of things going on, there were conversations 

happening all over the place about this issue.  

KATE But I’m a bit confused because I feel like what I’ve learnt 

so far is that there was a group of disabled people who 

were doing direct action.  

PHIL Yes. 



KATE Then there was the big six charities that Barbara’s 

mentioned who were very anti it and I’m curious as to why 

and what kind of organisations you aligned yourself with 

instead. 

PHIL There were two or three organisations that I was connected 

to, one of them was Radar which was at the point, seemed 

to be, very part of the establishment, the only thing about 

Radar that made it very different was it was pan-disability, 

it didn’t have an impairment focus. But it was clearly, I 

mean the Queen Mum was the president at that time so it 

wasn’t seen exactly as being direct action, but what was 

going on inside Radar, it’s important to remember, Vicky 

Scott, the then Minister of Disability, Nicholas Scott’s 

daughter, was actually inside Radar campaigning for 

changes in the law.  

KATE So she was against her father? 

PHIL Oh absolutely, breakfast must have been really interesting, 

because these two people were at complete opposite ends 

of the political spectrum. So you had Radar which I was a 

member of, I was also in touch with the Association of 

Disabled Professionals, which was an organisation of, I 

don’t know, loosely kind of qualified people that were 

saying it isn’t right, I was an associate of the Employer’s 

Forum on Disability, so I was really interested. Barbara 

touched on this, the whole employment thing, for me 

independent living is about having money in part, millions 

of disabled people didn’t work so I was working to change 

employers’ minds but I wasn’t directly campaigning in the 

way that Barbara and many others were. 

SIMON You need direct action I think because that just really 

focuses like a laser beam and changed it. But also I felt that 

you needed kind of pragmatic people who would then go in 



and have conversations, so there’s different layers. 

BARBARA Are you saying I’m not pragmatic Simon? My middle 

name is pragmatic! 

KATE So why 1995 then? Why was that the right time for the 

disability rights movement? Agnes? 

AGNES Well I think I wanted to pick up on, and I’m delighted that 

Barbara isn’t pragmatic and rightly so and wasn’t then 

because I think that element was absolutely crucial, that 

absolutely clear message, rights not charity. So what I 

wanted to say about what we haven’t really talked about is 

the Rights Now campaign and the role that that played and 

I think very much the DAN campaign’s about we need 

rights, we don’t need charity. You know, the charities were 

lagging behind undoubtedly, they were a blocker at times 

in the ’80s and in the early ’90s I think, but what happened 

in the early ’90s, and I think it’s very much as a part of 

DAN coming on the scene is that those big six, those 

charities, got their act together to some extent and actually 

they joined together with organisations like the British 

Council of Organisations of Disabled People and they 

funded the Rights Now campaign. The Rights Now 

campaign probably couldn’t do it all on its own but those 

elements coming together were incredibly important. So 

you had those traditional charities which were saying by 

the time of Roger Berry’s Civil Rights Disabled Person’s 

Bill, the precursor to the Disability Discrimination Act, this 

is absolutely wrong, we must have antidiscrimination 

legislation. So talking in a very different way to the way 

DAN was talking but a very similar message. And the 

lobbies of parliament, they were sponsored and 

coordinated and run by the Rights Now campaign which 

was both those traditional charities and grass roots 

organisations of disabled people as represented by the 

British Council of Organisations of Disabled People. All of 

those elements came together, the time was right, and 



that’s why when the Civil Rights Disabled Person’s Bill 

was talked out by the government, horrible parliamentary 

tactics, the government then had to bring in its own 

disability discrimination bill.  

SIMON You mention the bill, finally the government almost forced 

into a position came forward, it had a few drawbacks.  

AGNES Well it was full of holes, it was pretty hopeless, the first 

Disability Discrimination Board.  

SIMON One of them was No Disability Rights Commission and 

also depending on our qualification with the disability 

movement, but they were also in opposition to it, but I 

mean, it did come through, what did people think of it at 

the time?  

PHIL Well, as Agnes has said, the Act was flawed and it still is. 

So the real activists, Barbara, DAN and that group were 

furious with the fact that this was not full civil rights 

legislation, that’s the first thing. I think the Rights Now 

groups were pragmatic, you know, it’s better to have 

something than nothing so it went through. But I think 

there’s been a campaign ever since to strengthen it, I mean 

it was changed as we know in various guises in 2000, 

2001.  

KATE Adam and Agnes, what did you think of the bill when it 

came through? 

ADAM It was explained to me by an incredible person called 

Caroline Gooding that the way parliament actually works, 

and you never get what you want first time around, what 



you need to do is get something on the statute book and 

then you amend it and you amend it and you keep 

campaigning and you amend it and amend it until you do 

get what you want. And that is actually how things like the 

commission came into force, because that wasn’t 

mentioned on the initial passing of the DDA, but then it 

was subsequently that and other points as well. And from 

memory I think things like education weren’t included in 

the original bill.  

KATE But you guys did have a happily ever after story, I mean 

Agnes, you alluded to it earlier. What happened with you 

two?  

AGNES Well as I say thanks to Barbara and her handcuffs we met 

during those demos. I think for both of us looking back at 

this point, I mean we’re both, I think Adam was just 30, I 

was in my mid 20s, it was just an incredibly exciting time 

to be united with so many other people, so many other 

disabled people, and to be fighting for something. So I 

think we both look back on that time, it’s when our 

relationship started but it’s also one of the most vivid and 

exciting probably times in our lives because of that. And it 

was, I mean we talked about the difficulties after the 

legislation was passed because up to that point it was quite 

unifying, it was quite clear there was no legislation, there 

had to be legislation, and there was a huge let down when 

it was the Disability Discrimination Act which was just so 

full of holes and so flawed. I think like Adam I was among 

the camp sort of saying repeal and replace, we were so 

disappointed, you know, we’ve just got to get rid of this 

thing and start again, and actually what happened is that 

we ended up by 2005 when the next disability 

discrimination act was passed, the legislation on disability 

was in pretty good shape and then by the time of the 

Equality Act in 2010 disability discrimination legislation 

was in a really good place. That’s about the prevention of 

discrimination. There’s so many other areas, the 

Independent Living movement’s history over the same 



period of time which are really about disabled people’s full 

human rights and equality. So there are other dimensions to 

it obviously than antidiscrimination legislation. And social 

security is a massive part of that.  

KATE You’re talking about how we’re sort of coming to a time 

where we need to think to the future, I mean Barbara, can 

you see a time when this kind of collective action will 

happen again or will need to happen again? 

BARBARA Well it’s happening again now in the form of DEPAC, 

Disabled People Against the Cuts. People might recall 

during the time that the government was not budging and 

never did budge on the closure of the Independent Living 

Fund which has affected 18,000 disabled people in the UK. 

I think the thing about DEPAC is they do great work but 

they’re reactive, whereas DAN was proactive and I think 

I’d like to see more of that again. And I think what we’ve 

lost, I think Phil would probably agree with this, when the 

disability movement was at its starting point there was a 

real sense of collective solidarity and that’s all gone. 

Organisations have been cut because they’ve lost their 

funding, some people thought well we’ve won with the 

Disability Discrimination Act, we didn’t win, it was never 

a victory, it was so partial at the very least. All that I ever 

said to people at least now the government agrees with us 

that discrimination happens. That was pretty much it with 

the DDA.  

SIMON I like your point, Barbara, that concept of it may not have 

been a victory on so many levels but the concept of we are 

being discriminated against, whereas before people would 

say well that’s the way it is, we can’t let you in because of 

ABC. So that shift of saying this does happen must have 

been huge. I imagine if DAN came back, you’ve got social 

media now as well, I mean I see lots of individual disabled 

people doing a sort of protest or a demo and it goes 

ballistic on social media, I mean if it was organised, 



goodness me.  

BARBARA It would be. Look, I tell you what, here’s my offer, 

anybody wants to bring DAN back into being get in touch 

with me, we’ll do it, because I think it’s needed. I think we 

need a DAN mark II. 

SIMON It’s a call to arms. 

BARBARA Yeah, we do, you know, you get a funky T-shirt out of it, 

you’ll probably get arrested a bit but, you know, it’s not 

that bad. 

ADAM Handcuffs! 

KATE Can I say that if anyone has one of those Piss On Pity T-

shirts left over I mean, send it in. 

BARBARA  Oh I have. 

KATE I would love one of those T-shirts.  

SIMON The other phrase I remember was nothing about us without 

us, that was one of the first ones I got, don’t make 

decisions without us. 

BARBARA No, but we nicked that from the anti-apartheid movement.  



SIMON Oh, is that American?  

BARBARA No, it was South African.  

SIMON Oh okay, okay. 

BARBARA It was part of antiapartheid. You know, black people were 

saying nothing about us without us because white people 

were making all the decisions and making them go through 

the back door and they weren’t allowed to travel on the 

same buses or they had to travel in the back of the bus.  

SIMON Same principle, yeah.  

BARBARA You know, we’ve looked at this through so many different 

lenses. 

 

KATE Adam and Agnes, do you think that social media is 

helping? Do you think social media could do what 

Barbara’s saying and bring disabled people back together?  

ADAM Well that’s one of the interesting things I think because in 

relative terms it’s such a short time ago that we were 

campaigning but we only had telephone boxes and people 

didn’t even often have mobile phones in those days so it 

was much harder to get in contact with each other and 

spread the word. That’s one thing, and the other thing that I 

also remember very clearly was one of the best demos I 

ever went on was soon after Labour had actually got in, 

and interestingly Labour were looking at doing what the 

Tories are now doing on benefits and DAN organised a 

demo that we went to where we threw poster paint at 

Downing Street and it was called Blair’s Blood. And off 



the back of that demo Tony Blair and his government 

backed off disability benefits. And that’s been documented 

by Andrew Rawnsley, he wrote a biography of Blair and 

it’s actually mentioned in that, that that was the reason, the 

sole reason why they stopped looking at changing 

disability benefits.  

AGNES I think all the way through the power of the media and now 

social media in terms of bringing strong messages to 

governments, that’s never changed. Social media’s 

changed things but I think in a way there’s no substitution 

for that direct presence, that very visible presence. I think 

social media have allowed many more disabled people for 

whom a demo might be frightening, might even be 

dangerous, to feel part of things, it’s created communities 

and it’s overcome isolation. But it’s just a tool, it’s one part 

of the picture and actually collective organised 

demonstrations, and DEPAC does some of that, that is 

really just as important as it ever was. 

SIMON So Phil, if we kind of got our new resurgent DAN with 

social media everywhere and then you were getting the call 

to go in and have a chat what would you like to hear for the 

next 20 years whatever the Equality Act or DDA becomes? 

What would you like to see? 

PHIL Oh blimey. 

SIMON It’s a big question.  

PHIL Well I think what concerns me, and I’m sure the other 

contributors are as concerned about it as I am, is these 

gains, the things that we now have we take for granted in 

some ways. I think it’s interesting your point about, you 

know, I wasn’t born when some of this stuff was going on, 



it’s quietly being eroded, some of the things that we fought 

very hard for, people campaigned, I mean some people 

chained themselves together to campaign about, are being 

rolled back. This idea that disabled people should have the 

same rights as everybody else, should be able to live in 

their own homes, have their own family, do whatever they 

want to do, that is being hugely attacked and I think demos 

are a hugely important way of drawing attention. I’m part 

of the Not Dead Yet UK campaign, we’ve recently had a 

massive demonstration, which I was at, outside parliament 

to try and make sure the law wasn’t changed on assisted 

dying and so on. So there is a role for that but I think 

there’s never any doubt in my mind either that we need 

people to be able to reason with politicians at the same 

time as making life very, very difficult for them. 

KATE I mean should I feel bad, Barbara and Phil, that I 

wasn’t…?  

SIMON I think a gift to Barbara and Phil for all their work.  

PHIL I think you own Barbara, Agnes and Adam a huge debt of 

gratitude.  

KATE Yeah, I certainly feel that. 

PHIL The handcuffs are in the post.  

KATE Yeah! And I feel like I’m only just realising how much 

people did so that I could get to where I am today.  



PHIL Can I just add one quick point, this is how far this journey 

is. I’m much older than many of the contributors, when I 

got polio in 1949 I spent three years in hospital, I didn’t 

come out, we had visiting once a month on a Sunday. 

Those were the rules. 

KATE One a month? 

PHIL Yes. 

KATE How old were you?  

PHIL I was three.  

KATE Oh my gosh. 

PHIL We have come a very long way. We haven’t talked much 

about other issues like mental health for example, learning 

disability, those kinds of issues are still as difficult, people 

are still living in institutions because society can’t find a 

way of caring for them in any other way. And I just think 

on so many levels my life is completely different now to 

how it was when I was younger, special schools and all 

that stuff, but I’m not complacent, I think we should not be 

complacent, we must watch very carefully what’s going 

on.  

KATE Well why haven’t we seen more activism about this, about 

mental health incarceration, about people with learning 

disabilities? Why hasn’t that happened? 



PHIL Well because it’s not sexy, it’s not interesting, it’s not 

something that society… 

KATE And it was in ’95? 

PHIL Well no, because even in ’95 I would argue that mental 

health and learning disability was still fairly marginalised, 

you have to remember, most of the activists as Barbara and 

Agnes have said, Agnes was arrested because they thought 

she wasn’t disabled, but Barbara was arrested and they 

couldn’t find some cell to put her in because it wasn’t 

accessible.  

KATE I love that.  

PHIL So mental health is a hugely important issue that still faces 

us.  

BARBARA Partly. I think people aren’t doing it because maybe it takes 

a new kind of leadership to bring it into being and just do 

what we did in DAN, which is we started off with 30 

people in DAN, you know, we can do it again. It’s 

disgraceful what’s happening in mental health services at 

the moment and especially for young people. And so I 

want to campaign on all of that and I want to get a really 

good deal for every single disabled person in this country 

where they have choice and control as their guiding 

principle.  

KATE Well, on that note I think we’ll leave the discussion there, 

but I’m sure there’ll be lots of publicity and other stories to 

hear about that time as we celebrate the Disability 

Discrimination Act’s 20
th
 anniversary. Thanks to our 



guests, Barbara Lisicki, Phil Friend, Agnes Fletcher and 

Adam Thomas. Now we’re in nostalgia mode, we’ve 

combed the archives for a couple of the old Ouch jingles to 

let you know that we’re changing gear in the programme. 

It’s like a producer thing, you wouldn’t understand it, 

Simon, but are you ready for this?  

SIMON I can’t wait for this, a bit of memory lane. Yeah, let’s go.  

 [music] 

KATE I mean I just don’t know what that even was! 

SIMON Yeah quite, it’s sort of BBC special effects kind of weird 

stuff going on.  

KATE Yes, sort of computer game-y.  

SIMON Sort of ’80s but never was. 

KATE Really slow. I mean I enjoyed it but I’m glad we’ve moved 

on from that, that’s all I’ll say about it. Anyway, for our 

next item we’ve been joined by our colleague, Kathleen 

Hawkins. Hello Kathleen. 

KATHLEEN Hello.  



KATE Now all you regular listeners to the Ouch weekly Inside 

Out podcast will already know who she is and if you 

haven’t subscribed to them by the way or ordered all of 

your friends to all you need to do is just go to 

bbc.co.uk/ouch and follow the links.  

SIMON And give us your thoughts by tweeting @bbcouch and 

email ouch@bbc.co.uk. But hello Kathleen, back to you. 

You’ve been meeting interesting people, tell us about the 

latest interviewee.  

KATHLEEN Yeah, so last week I met a woman called Sandra Lawry. 

She’s an Australian woman who’s been in the UK recently 

on really what’s proving to be a life changing trip for her. 

She’s got a disease called Niemann Pick B. Now this is 

very rare, it causes a fatty substance to build up on her 

organs. And in most of her body but in particular she’s got 

a really large swollen liver and spleen that causes her a lot 

of pain. Now she grew up in a remote part of Australia and 

she thought that she was really the only person in the world 

who had this disease, she knew nobody else, her parents 

weren’t really given any advice, and after a philosophical 

struggle that she had with using the internet whereby she 

just refused to, at the age of 62 last year she decided to go 

online and she really got it because she was struggling to 

book tickets for the theatre and cinema. And so she got an 

iPad and she thought oh, I’ll type in Niemann Pick, see 

what’s about, she typed it in and she found this whole 

network of people. And there’s an organisation here in the 

UK who she got in touch with and she has just been to a 

conference. And now the interesting thing about Sandra is 

that she’s not told anybody about this disease, none of her 

friends know, and she’s in incredible pain, she needs help 

essentially.  

KATE She’s lived her life without telling anyone she has anything 

mailto:ouch@bbc.co.uk


wrong with her? 

KATHLEEN Yeah.  

KATE Is it obvious that she does? 

KATHLEEN It’s not obvious to look at her unless you knew. And she 

said some of her friends think you’ve got something wrong 

with your kidney haven’t you, or they know something’s 

the matter with her but she’s never felt comfortable telling 

people about it. But this conference is really life changing 

for her, it’s her time to come out and say to people I’m ill 

and this is my life and for the first time I’m going to be 

honest with those closest to me.  

SIMON I’ve seen it a few times and it’s someone who’s had an 

impairment, disability for a long time and in their 

community or whatever nobody really takes any notice or 

they can hide it, it’s kept quiet or they might think that 

they’re the special one, they’re the very unique one and 

this is just me because no one else has got it. And then 

when you do go on the internet you’re like, oh hang on, 

everyone’s got it, there’s a whole bundle of people who’ve 

got it. And there’s this explosion from this person, they not 

only can start talking about it but they’re finding other 

likeminded people and a source of power and energy that 

can come from that. Sometimes people go over the top and 

become an absolute campaigner and forget there’s a load 

of stuff going on, but it sounds great for her. 

KATHLEEN Yeah, and I think some of those intricacies are really at 

play in her mind at the moment. So she was saying that for 

example before she came to the UK which was a huge 

decision for her to do anyway, it really was a massive, 

monumental decision for her to come to this conference 



and meet and talk about her experience for the first time.  

SIMON Just to travel with her condition or…? 

KATHLEEN No, to actually attend the conference.  

SIMON To meet other people? Right.  

KATHLEEN Yeah, to meet other people and to openly admit it to herself 

and other people for the first time. And so she spoke about 

that and she got in touch with some people before she 

came who were also attending the conference and she said 

that she was talking to them and they were discussing 

likeminded things and it got too much for her. And she said 

that she has in the past had the tendency to not talk about 

pain and not admit pain and to talk about the liver’s 

playing up rather than owning it, I am in pain, the liver is 

giving me pain. And she said that it just got too much so 

she stopped talking to these people until she actually came 

and then had to just say er, sorry about that, it was a little 

bit overwhelming for me.  

SIMON But I get that and the first time I met loads and loads of 

short people en masse it was overwhelming, absolutely 

overwhelming. 

KATHLEEN But you can’t really hide your disability. 

SIMON No, but you know, obviously the world knew and 

everybody else could see it but then suddenly when you’re 



with lots of other people then it’s almost like it’s doubled.  

KATHLEEN And you can easily hide the emotional impact that it may 

have on you.  

KATE Very true. 

KATHLEEN Or the physical impact that it may have. 

KATE Well, let’s take a listen to your interview.  

 [Interview clip] 

SANDRA The spleen should be under there and mine hits my hips 

and my liver’s down here. It should be up under your ribs. 

KATHLEEN And is it painful? 

SANDRA Yeah, it’s very painful. I’m little, I’m only 44 kilos and 

I’ve been told that it takes up a quarter of my body weight 

and it feels like that too. And it’s a daily thing because it 

affects the bones, the liver, the spleen, the lungs, I believe 

the skin, I believe the gut and more and more they’re 

starting to find out that that is the case.  

KATHLEEN When Sandra was born doctors had no idea what was 

wrong with her, in fact she wasn’t to get a correct 

diagnosis until she was 37, but before that came a whole 

childhood of hospitals and tests that made her embarrassed. 



This, along with the fact that her father struggled to come 

to terms with her illness has caused Sandra deep emotional 

scarring.  

SANDRA When I was 16, and I didn’t reach puberty until I was 19, 

and I was made to stand, this little prepubescent 16 year 

old and I was naked and I had a name tag, holding a name 

tag with my name on it and date of birth, I had to hold it in 

front both side, like a mug shot, and then at the back and 

someone else held the sign up for me, but next to me was a 

normal 16 year old who was a lot taller, fully developed, 

but she had a bikini on. And I’ll never forget that and I 

thought that was so unfair that she had a bikini on. If she 

could have a bikini on why couldn’t I? Horrible stuff like 

that, they did awful stuff. My dad didn’t cope, my dad 

wasn’t very supportive of that, my mum was my great 

warrior, my dad was, oh you know, you’re always the one 

that ruins the holidays, you’re always the one that has to go 

to hospital, you’re always the one that messes it up for 

people. And my dad used to hit me too and I used to cower 

and I sort of understand, I think that once he realised that it 

was this genetic thing that has to come from both parents I 

think he had enormous guilt. I just don’t think he knew 

how to cope and that was his way of coping, which was not 

very well. And I understand that, but I still hold a lot of 

baggage from all that. I used to pretend that I was okay and 

my mother was the only person who used to know. You 

know, mothers do know. Oh I’m fine, I’m fine. No you’re 

not, I can tell. I’ve never spoken about this to anyone and I 

just used to just, what am I like, you know, what am I like, 

I’m irresponsible.  

KATHLEEN Did you think that?  

SANDRA Yeah I did, I thought I was a malingerer, a hypochondriac 

because truly every day there’s something - I feel like I’m 

going to cry - every day there’s some pain somewhere, my 

bones are aching or the liver’s aching or the spleen’s 



aching or I can feel tightness across here and you know, 

there’s always something. So I used to just fabricate a life 

because I was meant to turn up at a party and I’d be over 

the toilet bowl vomiting or something or I’d be in a deep, 

deep sleep or whatever and I’d just pretend that oh, ha, ha, 

I forgot, oh what am I like, aren’t I hopeless. Or I’d 

fabricate a life and then I’d forget what lies I told, it’s 

taxing, sometimes I wake up and there’s a new pain and I 

think oh what now, oh no. Oh, this is new, I don’t know 

this one. There’s always something, there’s always 

something that’s aching. Can I show you something that’s 

written down that actually speaks in volumes about what 

it’s like?  

KATHLEEN Oh course. 

SANDRA Well it’s something I read in a novel and it’s just talking 

about chronic pain and how it’s there all the time and how 

a lot of the time you’re not even aware that it’s there until 

you’re still for a moment or you’re sad or you’re lonely 

and you’ll remember, oh yeah, actually I have got pain at 

the moment. ‘A chronic kind of pain, like a pain that you 

sometimes forget about but is always there. If you’re happy 

and having a good time or even just interestingly busy you 

don’t notice it so much but a moment’s pause or a sad 

thought or loneliness and you remember that it’s been there 

all the time.’ And that was in a novel called ‘Wishbone’ by 

Marion Halligan.  

KATHLEEN Does that sum it up? 

SANDRA And it spoke to me, yeah it did, it spoke to me.  



KATHLEEN Sandra’s journey really starts online. Last year at the age of 

62 she decided to broach the internet for the first time. 

What she discovered was that not only was there more 

information out there about Niemann Pick than had ever 

been told to her by her doctors, but that there were support 

groups and organisations dedicated to those affected by the 

disease. She used money from her mother’s will to come to 

a yearly conference held here in the UK. It was the first 

time she had met anybody else with Niemann Pick and the 

first time she had felt able to speak about her own illness.  

SANDRA The very first session they were saying well now is your 

time to be able to speak your truth, we want you to be able 

to speak freely about how you feel and we want you to not 

think of it as whinging, because everything I wrote is like I 

feel like I’m whinging, I feel like I’m moaning, and we 

want you to be able to speak your truth, we want you to 

feel safe to do it and to know that you’re not moaning. 

Because that’s my big fear, I don’t want to be one of those 

people that always moans about not being well and I just 

felt this well of emotion come up and I knew I was going 

to solve it and I did and I raced out to the toilets and I was 

over the sink going oh, oh, oh, one of those where you 

couldn’t breathe and snot’s pouring out of your nose; very 

attractive. And Toni Mathieson who’s the president, she 

just found me and she said that’s why we’re here, that’s 

why you’re here so that you don’t have to feel like that.  

KATHERINE Was that an important moment for you? 

SANDRA It was, it was, and then I had another exactly the same sort 

of thing, but a lot of people have a fear, and I did, a fear of 

speaking publicly but I also know that if you know your 

subject you’re okay. So I’d written it out, I’d rehearsed it 

in my room and I’d spoken it and I know how to get eye 

contact with everybody and I was all ready for it but then 

this microphone was handed to me and I wasn’t expecting 

that and when this microphone came looming towards me I 



just lost it. And about three different people came out and 

rescued me. But that was nice too, they didn’t go, there, 

there, there, stop, stop, stop as people often do when you’re 

crying, they try to get you to stop, they just held me and let 

me cry which was nice because that doesn’t often happen. 

If that sort of emotion’s coming up it needs to be let out.  

KATHLEEN Was that the first time that you’d displayed that kind of 

emotion in a room full of people that you felt understood?  

SANDRA Yeah, yeah, yeah, yeah, yeah, yeah. A couple of times I 

started with that sort of thing with my mum but because I 

knew that that was really distressing for my mum I’d 

swallow it down.  

KATHLEEN So has technology completely changed your life?  

SANDRA Yes, it’s been a saviour for me. I feel really validated 

actually.  

KATHLEEN And you’re actually making a change as well, you’re 

making people sit up and realise what this disease is. 

SANDRA Yeah, it’s my coming out time. I’m saying to people, I’m 

coming out at last. 

KATHLEEN It really does feel like you are doing that.  



SANDRA It does, it does, it was a huge epiphany for me, I spent a lot 

of time sobbing but then so did a lot of people, I wasn’t the 

only one, there was a lot of crying.  

KATHLEEN Sandra has never told her friends about her illness, it’s 

something she’s dealt with alone for the majority of her 

life, telling her mum bits and pieces but never the full 

picture. The day after we recorded this interview she was 

getting a flight back to Australia to face the biggest hurdle 

for her so far, opening up to those closest to her and telling 

them about her Niemann Pick.  

SANDRA Some of them have had a little bit of, just little inklings 

that there’s something up with Sandra - you’ve got 

something wrong with your kidneys, no nothing wrong 

with my kidneys - but I have been posting a lot of stuff and 

when I was at the conference I posted an awful lot of stuff 

and it happens to be Niemann Pick Global Awareness 

Month at the moment so there’s a lot of things being 

posted on that. And I’m getting them on my timeline but 

some of them I’m sending on to my friends. Yeah, it’ll just 

be interesting to see what happens when I get back and 

how I continue on my life from here, but I’m hoping that 

I’ll actually now be true to myself and not fabricate stories, 

I’m hoping that I can actually say I’m not well, because 

I’ve never been able to say that.  

KATHLEEN Do you feel like you have isolated yourself somewhat? 

SANDRA Oh very much so, yeah, I do, I isolate myself a lot and I’ve 

got to try to address that because it’s not healthy. And 

that’s because I can’t say to people actually I really do 

need help. The funeral directors call it, when someone 

starts to decompose and they’re not found until some time 

after they died, they call them soup because they’re all 

liquid and I don’t want to be found as soup. You know, 



you can see ‘lonely elderly woman found in flat’, you 

know, and see the headline and what an ignominious way 

to go. No, I don’t want that for myself, and that’s down to 

me not being able to ring up and say can you come and 

help me.  

KATHLEEN Do you think this would have happened if you hadn’t 

found this community online? 

SANDRA No, I’d be still doing what I do and I know that my mum 

would be so happy for me, she’d be really, really happy for 

me. And just for that alone it was worth doing because I 

know that she would be, she’d be so rapt.  

SIMON That is a great story, Kathleen. Does Ouch here a lot of 

stories where social media’s helped disabled people when 

they’re trying to deal with a disability?  

KATHLEEN Yeah, it’s something that we hear a lot of actually. I think 

the main thing that we hear is that people are able to get 

information and get answers for some of the questions that 

they have about disabilities. So it’s a great place for people 

to go for advice. And I think it can be really difficult for 

people to get answers sometimes and like Sandra actually, 

her parents were just given a few leaflets and told really to 

get on with it, go and find your own help. And I think 

online is a really effective and easy way for people to 

gather that help.  

KATE I certainly felt like that when I discovered what my 

disability was, what the cause of all my pain was, you 

know, the internet was in its infancy and there wasn’t a lot 

of support around then as Facebook grew and as all these 

online help places grew I discovered the Hypermobility 

Syndrome Association and all these places and all of a 



sudden I thought blimey, I’m not alone, like everything 

I’m going through other people are doing it and they’ve got 

advice for me and I’ve got advice for them. And it just 

made me feel so much better about myself and what I 

could achieve. Rather than thinking my life’s over I 

thought actually look at all these people doing incredible 

things who’ve got the same thing as me, I can do it. 

Anyway, thank you so much, Kathleen, that was truly 

fascinating. And if you’ve got a great story that you’d like 

to tell us please do let us know. But now Simon, and I 

know you’ve been waiting for this since last time, here’s 

another one of those nostalgic bits of Ouch history in the 

form of one of our timey jingles.  

 [music]  

KATE I mean that was kind of space invaders-y wasn’t it?  

SIMON I think I may have that at my funeral, the disabled funeral 

march wasn’t it? Goodness me. 

KATE Amazing. 

SIMON How did we survive? 

KATE Our next guest landed his current job back in May when 

the Conservative Party was returned to government and by 

our count he’s the fifth Minister for Disabled People since 

2010, he’s the MP for North Swindon, he’s Justin 

Tomlinson, and he joins us now down the line. Hello 

Minister.  



JUSTIN Hi there.  

KATE How are you today? 

JUSTIN Very good thank you.  

KATE Great. Now, can you tell us a bit about yourself?  

JUSTIN Well, I’m the MP for North Swindon, first selected in 

2010. Before I was a politician I graduated from Oxford 

Brookes University, was a nightclub manager for two and a 

half years much to my mother’s horror and then ran my 

own printing and marketing company. So a slightly 

different background perhaps from a typical politician but 

very, very excited, very, very enthusiastic at the 

opportunity I’ve been given as the Minister for Disabled 

People.  

SIMON Do you remember if it was an accessible nightclub, 

Minister?  

JUSTIN It was.  

SIMON Nice. 

JUSTIN And this is something I’ve been championing on because 

we had a refit just before I arrived as the manager, £1.5m. 

To make it fully accessible was maybe an extra £10,000. 

So a tiny, tiny amount in the scheme. And we were the 

only venue, the only night time venue that was fully 



accessible.  

KATE I have to say I remember it, I actually came to your 

nightclub in Swindon. 

JUSTIN What, Eros in Swindon? I hope you had a fantastic night. 

And the key thing for us was that, because people go out in 

groups, and we were the only one that could cater for 

everyone, so we just cleaned up here. And just purely from 

an accountant’s perspective a huge amount of money. And 

I’ve done lots of work with Attitudes is Everything, a 

brilliant charity that helps advise and share best practice 

with festivals, nightclubs, theatres, and it’s making people 

understand that not only should they be doing it as it’s the 

right thing to do, but commercially it’s good news for 

them.  

KATE Now we’re going to take the approach that Jeremy Corbyn 

has adopted for Prime Minister’s Questions here and ask 

you some that our listeners have sent to us on Twitter and 

on Facebook. The first comes from Connie McElroy which 

sounds a little bit like a job interview question I would 

think and it’s, what makes you qualified to be the Minister 

for Disabled People? 

JUSTIN  Well I’ve got a lot of experience in this area, firstly before 

I became a member of parliament I ran my own company, I 

employed people with disabilities and I benefited hugely 

from that. And that’s something that as part of our core 

commitment to halving the disability employment gap I 

can speak with authority in this area, encouraging 

businesses to make often very small changes to benefit 

from the huge wealth of talent that is available. And lots of 

experience through both, as the North Swindon MP 

through the case work that I did supporting lots of fantastic 

charities and organisations in my constituency. And I’m 



very, very enthusiastic as an individual, I love meeting the 

stakeholder groups, individuals, listening to what we’re 

doing that is right and also what isn’t right, because the 

biggest part of my role is taking issues cross-government 

into the public sector to the private sector, championing 

those things that need to be changed. And it’s something 

I’m very passionate about, I’m very fortunate to have been 

given this role and I’m enjoying every minute.  

SIMON I kind of feel you may be overqualified, it’s very rare that 

we get a minister who’s actually got experience of working 

with disabled people. I mean, those people you employed 

by the way, what sort of impairments? What was the 

nature?  

JUSTIN Well, one of them was a mental health condition and it was 

relatively small changes because one, he had an OCD 

about fresh air so we had to rearrange the office furniture 

so he could be sat by the window, perfectly fine; in winter 

it was a bit chilly but it worked. And secondly, he had 

quite a low stress threshold, so if he went home in an 

evening and his work hadn’t been completed he would 

worry, it would impact on his ability to sleep and then the 

ongoing knock-on effect. So again we just made some 

changes that the office manager would just have a quick 

scan of the in box about half past four and work with him. 

Now, from my perspective I gained an incredibly good, 

highly qualified member of staff who worked for me for 

many years but the challenge was he then was too good for 

my business, went and got promoted, worked for another 

organisation, they didn’t have the conversations that we 

had and six months later it all unravelled, he’s out of work, 

onto benefits having to navigate the system and it was just 

such a simple thing that could have been avoided. And I 

look at, we had World Mental Health Day, 300,000 people 

a year drop out of work because of mental health 

conditions. Now I’m not saying every one could have been 

stopped but by businesses identifying challenges that 

people face, putting in support, having those conversations, 



sharing best practice, we can help huge numbers of people 

stay in work.  

SIMON You’ve alluded to employment for disabled people, 

absolutely critical, it’s a key message from you as a 

government. At the moment I think employment rate 

amongst working age disabled people is still around that 

50% mark. I mean you’ve alluded to some of the things 

that an employer might do. I suppose my question, Access 

to Work has been a great scheme for a long time and we 

know that the economic benefit as in how much the 

government spends compared to what comes back is 

usually a win. But there’s a lot of mixed messages, so 

what’s actually going on with Access to Work? Is it still 

open to everybody? You get the feeling it’s a bit of a 

lottery whether you get support or not.  

JUSTIN Well, first of all you’re absolutely right about how 

important halving the disability employment gap is, and 

it’s actually below 50%, and for certain categories, for 

example if you have a learning disability it’d be looking as 

low as 15% and that’s just absolutely not acceptable. So as 

a government we set out a clear commitment that we will 

halve that disability employment gap. In the last 12 months 

alone, good progress, about 226,000, more people with 

disabilities in work, but to halve it you’re looking at about 

just over a million. So a huge amount more work that 

needs to be done. 

KATE And how are you going to do that? 

JUSTIN It’s a combination of things, so first of all Access to Work 

is probably the single biggest most tangible lever that I as a 

minister can pull and we are helping close on about 37,000 

people a year through Access to Work which is nearly a 

record number, it’s been growing or rising for the last four 



years and I’m determined to see that that’s a trend that 

continues. We’ve put more specialist teams into the Access 

to Work service, because in the old days you would phone 

up and speak to one of hundreds of operators whereas now 

we get teams that specialise in particular areas so they can 

answer the questions, provide solutions, share best 

practice, much quicker. Because again, a lot of employers 

are saying to us we need to access this as quickly as 

possible.  

KATE But from our listeners were hearing that people aren’t sure 

what’s happening with it, that it was taken away, it’s come 

back again, they don’t know if they’re going to get it. I 

mean I feel like the message that is coming out is confused 

and mixed. 

JUSTIN I understand those points. The funding has stayed the same 

and that’s actually a big boost in the perspective that the 

government’s had to make difficult decisions but Access to 

Work has rightly been protected. But it is almost 

government’s best kept secret and I’m particularly keen to 

see more small and medium sized businesses be aware of 

how Access to Work can help not only get people into 

work but stay in work and progress within the work 

environment. And one of the things that we have done is 

we launched the Disability Confident Campaign again, the 

Prime Minister personally launched that two years ago, and 

that is about sharing best practice, signposting businesses, 

particularly those small and medium sized businesses to 

things like Access to Work.  

SIMON Now the unemployment rate has been stubbornly high for a 

long, long time. 



JUSTIN Yes, absolutely.  

SIMON You mentioned some stats but do you really think it’s 

working? Do you feel we’re really getting a shift now?  

JUSTIN And I think you’re absolutely right to say this, Simon, 

because this comes back to the point, why am I qualified to 

do this role. My business was a small business, three or 

four people, when I employed my colleague… 

SIMON Sorry, rather than your bit, talk about the actual, the 

government policy. 

JUSTIN No, no it’s linking through because this is important, 

because I had a success story but it was by accident 

because most small and medium sized businesses, 

whatever the government of that day does just sails past 

them, we don’t have time to study all of the latest 

initiatives that come forward. So that’s why we are 

changing as a government the way that we are 

communicating, aiming those messages at those small and 

medium sized businesses. Now that’s working with the 

Federation of Small Business, that’s having events across 

the country so we can take the message directly to very 

busy business owners. We’re testing some pilots where 

we’ve got people who will literally go and doorstep 

businesses and say look, you’ve got recruitment 

challenges, there’s huge a wealth of talent out there, yes 

you might need to make small changes but you’re not 

going to do that on your own. Because what we do know 

businesses worry they wouldn’t know what to do, they 

might make things much worse and they just need to know 

that there’s a wealth of support out there. And what we are 

clear to say to those businesses, we don’t want you to tick 

a box, we don’t want you just to feel you’ve got to do a 

favour, that does a disservice, we just think that you should 



have the confidence to interview somebody and judge them 

on their strengths, anything else there is support to deal 

with that. It’s a big, big challenge. 

SIMON I suppose an extension of the independence, and that’s kind 

of what we’re pushing for in terms of disabled people, 

there was one event that made a lot of people angry this 

year, it’s where we saw people even taking direct action, 

staging protests, was the closure of the Independent Living 

Fund. And for those listeners who don’t know this was a 

central government fund which was primarily to help 

disabled people make sure they had or they could pay for 

their care. We know the money’s gone across now to local 

authorities, there’s sort of some ring-fencing but not all the 

way through. I mean, where are we at on Independent 

Living and the money moving across now a few months 

after the closure, Minister?  

JUSTIN Yes, and this was a big issue and human nature is people 

are worried about change full stop, and something as 

incredibly important to an individual’s life as the 

Independent Living Fund, I absolutely get it. About 16,000 

people were affected by this change but the government 

made sure the exact amount of money that would have 

been spent was transferred to the local authorities. Through 

the Social Care Act 2014 we made it integral what was 

expected and then we developed a code of practice, 

working with the local authorities, the Department of 

Health, the Department of Communities and Local 

Government, we have ongoing work to monitor what is 

happening… 

SIMON I was going to say, and what sort of feedback are you 

getting a few months down the line? 



JUSTIN Well, to be fair it’s too early to say. I mean I regularly 

meet with stakeholders who come and give us feedback, 

but we’re looking at towards the new year before we start 

to get some sort of real feedback on what’s happening. But 

the key is there were 16,000 who had support through the 

ILF but there were 1.3 million who already had support 

through local authorities, it’s not as if it was a new thing 

for local authorities to do. And in fact 91%, sorry to go a 

bit heavy on the stats, I did a Westminster Hall debate on 

this so I was well briefed, but 91% of ILF users were 

people who already had support from the local authority. 

So the idea behind that was that there’d be one point of 

contact, they’ve got enough challenges to deal with 

without having to navigate simultaneous benefit systems, it 

should be one point of contact. A huge amount of 

preparation work went in to reassure people to passport the 

levels of support that they were used to or would expect to 

have, but it’s something that myself, colleagues in the 

Department of Health, Treasury, the Local Governments 

Association and the Department of Communities and Local 

Government will be looking at incredibly carefully because 

we understand the importance to those 16,000 people.  

SIMON So we had a question from Neil Crowther. What do you 

consider the most successful government policy with 

respect to actually expanding the opportunity for disabled 

people and why? 

JUSTIN Well, it was obviously the ground-breaking move of the 

Disability Discrimination Act. William Hague, who had 

my role 20 years ago says this was his personal proudest 

achievement as a minister… 

KATE I mean we’ve been talking about that and I think there’s a 

lot to be said about that, but in this current government 

what is the most successful policy this current government 



has got through?  

JUSTIN Well, I would say it’s going to be our commitment to 

halving the disability employment gap, based on the 

huge… 

KATE But that’s not a success yet, that hasn’t happened so we 

can’t think about what will be a success in the future. 

JUSTIN Well, 226,000 would differ with you to say whether it’s a 

success or not because that is a staggering increase over the 

last 12 months and it’s part of that onward journey. 

Because when I talk to individuals, particularly young 

individuals and I say to them, what would you do, you’re 

in my job now, what would you do, this is the thing they 

say to me time and time again that they want to have the 

same opportunities that their friends are having, that they 

are hugely talented people and the frustration that they face 

that often just small changes are needed to allow them to 

fulfil that potential.  

KATE One of the things that we’ve been chatting about on the 

podcast today is we’ve been looking back over the 20 years 

of the Disability Discrimination Act which you just 

mentioned. It’s kind of now been blended into the Equality 

Act, so what changes, if any, would you like to see made 

into legislation for disabled people going forward? ? 

JUSTIN Well I’ll tell you what we are looking at now at the 

moment, a big area, disability hate crime. And I’ve been 

working very closely with my colleague, Robert Buckland 

who’s the Solicitor General, a real expert on all legal issues 

which is very useful when negotiating with a minister of 

justice. We met with a gentleman called Stephen Brooks 

who’s a relatively well known campaigner in this area up 



in Lancashire who had done a huge amount of work in 

educating and training the legal services, the support 

groups, helping a lot of the groups that support people with 

disabilities to provide advice, to help report things, made a 

huge, huge difference, and the beauty of that is it seems to 

be something that we can replicate across the whole 

country. We’ve had a series of round tables with all the key 

people, firm commitments to get this dealt with.  

KATE So what would the legislation be that you’d like to see put 

in place? 

JUSTIN Well, what we want to do is make sure that people have the 

confidence to report crimes, that society then deals with 

those in an appropriate manner. Greater legal minds than 

mine are the ones who are churning this out but what I’ve 

been incredibly impressed with is the speed and the 

willingness of all of the different stakeholders who can 

make a difference in this area to sign up, there’s a real 

willingness, and that is a tribute to the work that Stephen 

did.  

SIMON I think it would be interesting, I know when I’ve been 

involved and I know Stephen as well, Minister, I think 

there’s that bit of it was making sure the police also took it 

seriously. And I think they’re a lot better, we just heard 

today didn’t we on the news that the police are saying no 

more bobbies on the beat and it’s kind of getting them to 

focus on some of these other bits.  

JUSTIN It’s the police taking it more seriously, the courts 

understanding it and crucially people having the 

confidence that if they report it it will be dealt with, it will 

be dealt with in an appropriate manner, particularly with 



invisible disabilities.  

SIMON I’m just looking at our questions for you, certainly you’ve 

got a full brief at the moment, and keeping on the sort of 

legal theme, back in June the High Court ruled the 

Department of Work and Pensions had taken an unlawful 

and unacceptably long time for people to hear back on 

whether their claim for Personal Independence Payment, 

known as PIP, had been accepted. Waiting times are 

coming down, before that ruling in June, but where are we 

now on that?  

JUSTIN Well we currently, you would expect if you were 

navigating the personal independence process, you would 

be looking at a median of 11 weeks from end to end. You 

would be looking to get an assessment within six weeks, a 

reassessment within five weeks, so that’s well ahead of 

where we would have expected to be when we started.  

KATE What’s the longest people are waiting now? 

JUSTIN Well what you have to remember is every case is 

individual and sometimes an individual may choose to not 

attend. So it’s not that there is a delay at our end, we look 

very closely at any outstanding cases to look individually 

but nearly always because the individual for a variety of 

reasons, because we don’t force people to turn up and we 

will continue to rebook appointments and try and find 

ways. Often it will be the case that the assessor will go to 

their own homes, that’s why we use the median average, 

not the mean average. I don’t want to go all A level maths 

on you on this but that gives the fairest reflection. It’s 

something that I look at on a daily basis, it’s an incredibly 

important part of my work that we make sure the process is 

as swift and as fair as possible for all those claimants who 



are going through that process.  

SIMON And another question, while we’re on the sort of 

assessment stuff, Martin Baker, he’s written in saying why 

is the Department of Work and Pensions putting 

permanently disabled people through repeated fit for work 

assessments when their condition’s never going to change?  

JUSTIN Well, a good example is, this applies to why did we go 

from DLA to PIP, because under DLA 71% of people were 

given a lifetime award so wouldn’t ever come back to be 

reassessed, but what we do know is somebody’s disability 

will significantly change, one in three will significantly 

change within a 12 month period. Now that can be going 

up, it can be going down, and huge swathes of people… 

KATE But often those people would not be given a lifetime award 

though if their disability’s likely to change. 

JUSTIN No, but I’m afraid under DLA they were which is why 

under DLA, Disability Living Allowance, only 16% of 

people had the highest rate of benefits, yet under the 

Personal Independence Payment it’s 20%, that’s a 

combination of, because as people’s conditions change. 

and that’s predominantly becoming more challenging 

rather than improving that we’re able to pick that up, they 

then get a more appropriate level of benefit and also 

because of now you get the face to face assessors whose 

job is to help you fill in that application. Under the old 

Disability Living Allowance you filled in a 50 page 

document, now the likes of us three would probably 

articulate our challenges very well in that form process but 

for a huge number of people who have to navigate that 

process, actually the assessors are crucial to making sure 

that all of the challenges that they face in their everyday 

lives are documented evidence and then that is sent 



through for the decision to be made.  

SIMON It’s a tough old thing, I mean both Kate and I have done 

those forms and they are very difficult, 

KATE They are the bane of my life, those forms.  

JUSTIN And is that the DLA or the PIP forms? 

KATE Oh, I’m on the old DLA. 

SIMON Yeah. 

JUSTIN So when you go through to PIP you will find the forms are 

considerably shorter, you will go to a trained health 

assessor, it’s not their job to decide whether you get a 

benefit or not, their job is to help you in effect complete 

your case, that case is then put through… 

KATE But I don’t need them to help me complete my case, I’m 

fine, I’ve done it for years, I’m perfectly able to do that. Is 

it not a waste of money for somebody like me to have to go 

through the PIP system? 

JUSTIN You will probably find your assessment is a lot swifter. 

KATE Okay, well one final question from us now and another one 

from social media. Denise Trayhurn on Twitter has 

tweeted, now if you had a disabled family member, 



Minister, what would you like to be done to help them 

maintain a somewhat normal life? 

JUSTIN Well I do, and it’s all about making sure that everybody 

can share the same opportunities that anybody else would 

do. We need a society that removes barriers.  

SIMON Did you say you do have a family member? 

JUSTIN I do. 

SIMON Well you don’t have to divulge but do you want to? 

JUSTIN No, I don’t I’m afraid but I’m happy to say I do. 

SIMON Fair enough. 

JUSTIN But that, you know, it’s real life experiences that we all 

share and we all see and we all understand the importance 

of doing that, but it is that thrust, that it’s removing those 

barriers. Society wants to. In all of the meetings I have 

when I challenge private sector organisations, public sector 

organisations, there is a willingness to engage but 

underneath that is often a lot of myths, a lack of 

confidence, a fear that they could make things worse, what 

we have to do as a government, as a wider society through 

people like yourselves championing through the media 

work is to actually showcase there’s a huge amount of 

talent, enthusiasm, and we just as a society need to 

continue to grow in confidence to do everything that we 



can.  

KATE Well, Minister, we are very grateful for you giving us your 

time today.  

JUSTIN Pleasure, thank you very much. 

KATE We wish you all the best, and thank you very much. 

JUSTIN Thank you.  

KATE And that’s it for another month Simon. 

SIMON Oh it was a corker I thought this month, there was some 

really great stuff, a lot of law, politics, everything.  

KATE We’ve got super political this month, I’ve really enjoyed it, 

and I’m going to go away and actually research my 

disability history because I feel like I’ve learned a lot but 

there is so much more to learn.  

SIMON Yes, I know bits of it, but yes, you’re right, I mean there’s 

tons of stuff I still don’t know. 

KATE We look forward to hearing from you out there in social 

media land via all the usual methods, by tweeting us 

@bbcouch, emailing ouch@bbc.co.uk and searching for us 

on Facebook. And tell us what you thought and tell us what 

you did or didn’t know and is there a part of the DDA 
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history that we haven’t touched on that we should be 

talking about? Because I find it fascinating so I want to 

hear your stories on Facebook. As ever, thank you to you, 

Simon. 

SIMON Thank you Kate. 

KATE And our thanks also today to our team, Damon Rose, 

Kathleen Hawkins and our studio manager, Ian Deeley. 

Today’s producer was Lee Kumutat. 

SIMON And to play us out we have a song which harks back to the 

period that we’ve been talking about when disabled people 

were fighting for their rights. Here is Johnny Crescendo 

who wrote lots of music during the time and this is his 

song, ‘I Want What You’ve Got’. Goodbye. 

KATE Goodbye. 

[music] 

 


