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Shaping future support: the health and disability green paper

Expert Link submission – October 2021

Introduction

1. [bookmark: _Hlk84841102]Expert Link is a peer led organisation championing the voice of people with lived experience of multiple disadvantages, including homelessness, mental health issues, substance misuse, offending and domestic violence and abuse. We advocate for a world where people with lived experience of multiple disadvantages are treated as equal partners in decisions made about our lives.

2. We have a national network of people with lived experience of multiple disadvantages, using their wisdom to influence local and national policy. Our network is diverse, brought together by a programme of strengths-based training which supports people with lived experience to be involved in service development and influencing national policy change. Our network has been able to work with policy makers across Government, in particular within the (then) Ministry for Housing, Communities and Local Government (MHCLG) and the Department for Work and Pensions (DWP). 

3. We have been funded by the Lloyds Foundation to develop the Welfare Change Lived Experience, a group of people with lived experience of multiple disadvantages and claiming benefits, who have worked to support the Department for Work and Pensions in their work around improving access to the benefit system. In particular, we are working to improve the way that local Job Centres engage with people who are homeless (for example emulating the work of the Social Justice Team in Leeds), improve the support provided to people to complete relevant benefit application material, and to support work coaches improve their understanding of homelessness and underlying trauma.

4. Our submission to Shaping future support: the health and disability green paper focuses on improvements to the claims process for people with experience of multiple disadvantages. It has been solely informed by people with lived experience of multiple disadvantages and accessing the benefit system. Implementing these recommendations will further support the Government meet its critical commitment to end rough sleeping by the end of the Parliament. 

5. We would welcome elaborating further on any of the information provided.



Questions

17 Do you agree with the principles we have set out for advocacy support?

6. Expert Link broadly supports the principle of providing advocates to support people to make a claim and navigate the benefit system. However, we have a number of concerns with the principles outlined. 

7. Expert Link does not believe that the offer of advocacy support should be limited in anyway to particular groups of people. All people may require support, and where mechanisms are put in place to try and limit that support, those very mechanisms can have a detrimental impact on people trying to use them. We do not believe that the take up of advocates would be so high as to cause a financial burden on the taxpayer; instead the cost of advocates can be reduced through improvements to the benefit system itself (e.g. forms, administration).

“Advocacy should be offered to everyone because anyone that is in a position to claim benefits is vulnerable. Because whether they're entrepreneurs or whether they can't read and write, you're asking them to understand a new language. And you're asking them to complete a form that isn't in the format that they've ever seen before. And I said once before, if you are self employed, you have a tax advisor, who helps you navigate the form helps you understand the complex terms and languages is the same with benefits. We want people to claim it and then transition into work. But if we don't give them the support, right at the beginning to understand that this is just a stop gap, they're going to get frustrated, they're going to get confused. So everybody needs to see it advertised. If this is your first claim, or you've had issues before, we've got advocates here who will navigate that process for you, with the aim that the benefit will be just as we want it to be just a stopgap, not for your lifetime, not for someone to hold power over you. But we're going to show you how you do this so that you can transition to the next stage of whatever that is for you. So I think it should be an open service to all.”

“I'm talking from personal experience, I was a cardiology nurse, I dealt with people on a daily basis, with all the complex paperwork that goes into looking after the patient, [but] when I went to fill in that disability form after I had my accident, I can not, because I couldn't understand the language. Let's say cute. I had that mental block, because of the stress of the situation, and with everything else that's going on in my life.” 

“There will be many people who have experienced domestic abuse or domestic violence, and it'd be really critical that they have the option of there being a female advocate, because otherwise that relationships not going to work. So I think we need to make sure that people have access to a female advocate, should they want to.”

“If someone is fully confident in filling out the form or doing the assessment completely on their own, they're not going to seek or they're not going to want to see an advocate to help with that, because it's ultimately going to take longer, so they're not going to waste their time to use the service if they don't need it, if that makes sense. So I don't think it will be that there'll be a lot of people using an advocacy service, you don't really need it, because why? Why would you, you know, it's gonna take you longer, they're gonna waste your time telling you things you already know. And you can just crack on with it yourself.” 

8. Expert Link also believes that DWP does not necessarily need to be providing the advocates themselves, but to be working with other organisations to make them available and to effectively make sure people are accessing them.  

“I agree that advocates shouldn't be duplicating work that maybe third sector or other organizations are already doing, but because third sector often lacks capacity and have huge caseloads people would fall through the gaps and whether there should be some sort of framework for DWP to check that that isn't happening. And if DWP are signposting people on to other services, making sure that's followed through with, you know, by overdoing the referral themselves and then checking somebody picked up on it because it's too, it's too often that somebody will go for support, and they'll be handed a leaflet. And they'll just think, well, that's somebody else that isn't interested, you know, there's no point to this and then disengage and don't follow it through themselves.”

18 How might we identify people who would benefit from advocacy?

9. People with experience of mental health difficulties, homelessness, substance misuse and domestic abuse and violence would all benefit from advocates. However, many people have poor perceptions of the DWP, and so it will crucial to reach other organisations to inform them of the offer of advocates, particular within local areas. 

10. Examples of organisations include:

· Local authorities, in particular Housing Teams and Social Services 
· Third sector services e.g. Crisis, Shelter, charities for carers, Pavement magazine, GPs, dentists & other healthcare professionals, chemists, schools, community centres
· Homelessness organisations e.g. Homelessness Outreach teams, Day Centres, Night Shelters and supported housing projects.
· Drug Services
· Women’s Refuges
· Foodbanks
· Local advocacy organisations
· Refugee services and language services
· Debt charities 
· Citizens Advice
· Local community centres

“Definitely the housing departments and social services in the local authorities, because they will come across the most vulnerable families. And they will already be linked up with a lot of the third sector organizations. And even if it's not their client, they will know about the family members or you know the homeless person and they're desperate to talk to DWP, the local authority want to have a good relationship because they want people getting the right benefits. So their rents paid. They've got goods, health and social care. So yes, definitely the local authority.”

“I think any charities that use lived experience mentors - we've been through the system for so long, been made to jump through so many hoops in our lives. You know, I think personally, I know more about DWP than people working in it!”

11. Work will need to be done to make people aware of the option of advocates. A number of channels could be used, including standard sentences at the end of relevant DWP communications. 

“So advocacy services that are based within the Job Centre itself, it's very, very hard to actually find them, they're usually tucked away et in the back end of the Job Centre. And it's not really advertised that well. So I think most people who've got support workers have got access to advocacy. And my main concern is those that haven't actually got that service, it could be advertised a lot better such as on the front door or when you actually do the Universal Credit claim.”

19 What kinds of support do you think people would want and expect from advocacy?

12. People with lived experience of multiple disadvantages and claiming benefits identified a number of areas of support that people would expect from advocates:

I. Knowledge of DWP processes (including form filling, etc)

“The language might not be understood.”

II. Knowledge of peoples benefit entitlements

“I'm someone who has a serious mental illness. I personally have paranoid schizophrenia, and others may have bipolar. I was diagnosed in 2000 in 2001, with paranoid schizophrenia. And from 2001 to 2019. I've been struggling trying to find a job that I can hold down, a career that I can develop. And I haven't been successful with that. In the meantime, I've been on the lowest level of benefit, up until 2019. And as a result, I've been living literally on pasta and ice cream. And that has seriously impacted my own physical health and the lack of money that's been available means that I've been living a very socially isolated lifestyle. It would be really good if Jobcentre Plus could have said to me Hey, you you, you are entitled to certain benefits, i.e. better, more money with the DLA, more money with a PIP and so forth… If an advocate at the Jobcentre Plus said hey, this is what you're entitled to. This is how you go about doing it. And you don't have to live on ice cream and pasta for almost 20 years and have a totally socially isolated lifestyle. And in that respect, I think an advocate is absolutely crucial.”

III. Knowledge of individuals circumstances, triggers etc. This would allow advocates to ensure an honest reflection of an individual’s circumstances is presented and that the processes are not triggering for individuals who have experienced trauma (e.g. through constantly having to repeat their story).

“They should be people with lived experience who know you. I do talk to my clients straight but they can see I'm one of them and I gain their trust…Nobody likes going in there [JobCentre] because it's so scary. And like someone was saying they know that work coach got power over them. And if you're a DWP advocate, how do we know you're impartial.”

“You go to DWP, you have to speak to one guy, pass you on to the second guy, you pass you on to another person, you know, and every time you have to tell your story. Where an advocate can be there for that support.”

“If I’m in a dark fog, I want them listening for me.”

“Sit and be a silent person picking up on nuances”

“Afterwards – reassurance. Tell me ‘I think that went well.’”

“Need to stop the meeting as the emotion has started taking over.”





21 What more could we do to further support employers to improve work opportunities for disabled people through Access to Work and Disability Confident?

13. There are large numbers of people with experiences of mental health issues who are also experiencing homelessness, substance misuse, domestic abuse and violence. Regretfully, employers often have stigmatising attitudes towards those who have experienced homelessness, including within the voluntary and community sector where many people are employed. 

14. It is recommended that work is done through Government schemes to ensure that employers consider the skills and talents that they are looking for in workers, rather than defaulting to stereotypes and stigmatising attitudes.

“The rough sleeping population is brimming with talent. And just purely in the fact that there may be able to survive, the robustness to resilience, you know, the kind of trauma that rough sleeping populations go through on a day, like most people be taking six months off work.” 

“I wouldn’t say they [EMPLOYERS] recognise people’s strengths. They look at academia in these services, and they rely on that heavily.”

“It excludes a lot of us that are street wise, who are people conscious, who are from the ground upwards. It excludes us from a certain level. We can get to a senior, but we will never manage a service. And that’s the shame of how it’s turned out. Because I think we have far more to offer than some of the people who have gone to university. Because we are real, we feel, and we will do our upmost, it is not just a 9-5 job. It is a badge of honour, we wear it all the time.” 

15. The very skills that make people effective workers, particularly in the voluntary and community sector, can be actively discouraged by employers. More work needs to be done through Government schemes to support organisations understand the value and importance of these skills.

“When we look at a shoplifter, we look at them based on that behaviour. But we don’t look at the 
communication, marketing, knowing what it is and what it wants, your planning, your strategizing in case 
things go wrong. All skills, but we don’t recognise.” 

“We have a lot of empathy. There is a lot of situations depending on your organisation where they don’t 
value your empathy with your clients.”

“I've been homeless now for what three years. I'm actually an advocate for [ ] Homeless Partnership. And we do one to one help with the homeless and living on the streets, because they haven't got, obviously technology, like the fines and etc. We fill in the forms, take them to the doctors, all sorts of things, really… Because I've been there myself, it is nice to be having that experience for them, instead of a person just going up to them and just find out if they're okay. When we've had that experience it’s a lot easier. It's very important for me, because if it wasn't at Signpost, I'd still be out there on the streets. And so basically, I'm doing this, to give back to community because of what they've done for me, if it weren't for them, I'd still be homeless.”

16. Within employment setting, many people with experience of disadvantage may still require support. Employers need to ensure they have effective policies (including flexibility), so that people are able to access support and work as effectively as possible.

“And so I think in terms of barriers to employment, got a great CV, I'd love to give it to you. But for me, it's making sure that I can stick with it. And there's no reason why it can't with the right support, but it very much is housing and health thing, and it needs lived experience.” 

17. Further, Government schemes need to promote a culture change within organisations, to ensure people with lived experience are actively supported to senior roles and can thrive within them.

“To me, it seems to be there is a glass ceiling for people with lived experience. I can think of only a few people that have got to upper management. Most people are kept on the ground floor, they’re not taken as seriously, they’re not seen as useful or management potential.” 

“I’ve gone to strategic meetings where there’s external partners. And it really did knock my confidence. I’m new in the role, went there, and there were people, I’m a frontline worker, I’ve got lived experience, I feel like I’m pretty good at what I do. I literally came out of that meeting feeling that no one appreciated my view point. There were people in there, there were directors, very influential people in [ ], who just dismissed me… I remember coming out of there literally questioning whether I was in the right role. I genuinely thought, ‘Why have I even tried this?’ All that effort to get myself into a position where I think I would be heard, and it was like, “What do you know, what do you know?” It was disheartening.” 

“There’s imposter syndrome... It doesn’t help when you go into meetings, and you feel like a token gesture, a tick box.”

RECOMMENDATION: The Department for Work and Pensions should invest in working with people with multiple disadvantage to identify barriers to employment and enact recommendations across the public and voluntary and community sector. 




23 What further support or information would help work coaches to have more effective conversations with disabled people and people with health conditions?
 
18. DWP work coaches, when working with people with experience of multiple disadvantages (homelessness, mental health issues, substance misuse, offending and domestic violence and abuse) should focus on supporting people to ensure they are receiving the benefits they are entitled too. This will require tailored ways of working based on humanity and empathy.

19. For example, research highlights that an overwhelming percentage of individuals experiencing multiple disadvantages have been exposed to additional forms of trauma, with significant levels of repeated trauma often over long periods of time. [footnoteRef:1] Many environments, including some DWP Job Centres, are not trauma-informed, and at worse can be re-traumatising for individuals.  [1:  Understanding Models of Support for People Facing Multiple Disadvantage: A Literature Review Lindsey McCarthy, Sadie Parr, Stephen Green, Kesia Reeve Centre for Regional Economic and Social Research Sheffield Hallam University September 2020] 


20. To effectively work with people with experience of trauma, evidence suggests that individual and organisational practice ‘understands the prevalence and impact of trauma; recognises the signs and symptoms of trauma; responds to this knowledge by revising policies, practices and procedures accordingly, and endeavours to ensure that the response from services or systems does not re-traumatise individuals.’[footnoteRef:2]  [2:  Understanding Models of Support for People Facing Multiple Disadvantage: A Literature Review Lindsey McCarthy, Sadie Parr, Stephen Green, Kesia Reeve Centre for Regional Economic and Social Research Sheffield Hallam University September 2020] 


21. Given the high prevalence of people who have experience of trauma, and the ‘invisibility’ of this experience to many working in the DWP, we recommend that all staff receive mandatory training on trauma and the effect of particular environments on individuals with this experience. Staff should also receive support and supervision to support their own wellbeing. 

22. Further, the DWP should have mechanisms to ensure understanding of how their polices and practices are effecting people who are engaging with these services. We recommend this is done through each local JobCentre developing regular ‘service user’ groups that provide live evidence of how polices are being implemented, which is in turn fed back to work coaches.

“Trying to understand the trip wires that are not obvious. You know, a simple flow chart that says right, if this do that, misses out the reality on the ground. For example, I cannot use a phone even when I was taken into hospital, and was given emergency surgery for gallbladder related pancreatitis. I was unable to dial 999.. Those sort of problems of communication, using phones or other devices, is not understood in the normal world. People just don't experience these things. But we do. We all have our own stories to tell around these areas. And we want to make a system that is sympathetic and timely.” 

RECOMMENDATION: Ensure staff within DWP are working with an effective understanding of trauma 

RECOMMENDATION: Ensure local DWP have evidence of how their policies are effecting those with experience of trauma 


46 How could we simplify the system for people applying for multiple health and disability benefits?

23. People have had challenges with accessing benefits, due to difficulty with filling forms and requirements around assessments.

“The biggest problem has always been filling in forms. It's hard to describe just how impossible it feels to fill them in. But it also forces you to remember all the things that you've lost in your life, which is incredibly triggering for anybody with any kind of condition. And you're then describing all the worst things about your life on a form in writing. And that becomes really, really challenging. So that was the hardest thing for me.” 

“Actually, for someone who's sick and disabled, the one thing you want off your plate is having to worry about money, or having to do any kind of bureaucracy. It's a wait, and it's a struggle. It's a problem. So the big issues for me in recent years have been medicals. So I've been asked to attend medicals, and my disease often has me bedridden and bed bound and able to speak for months at a time. And so I've missed those medicals and then have my benefit stopped because I missed those medicals, to find out how ill I was when I was too ill to attend the medical.” 

RECOMMENDATION: The DWP should invest in supporting people to fill in forms. This could be through third party organisations who have experience and understanding of DWP processes. 




48 How could the current structure of benefits be changed to overcome people’s financial concerns about moving towards employment?

24. Currently, when people move into employment their benefits are effectively removed (not withstanding the taper in Universal Credit, which is set at too high a level to be effective). Further, when people apply for benefits, the process of application and the wait to receive benefit mean that people can go for months without income.

25. These policies puts an incredible pressure on individuals to find a job that they are confident they will be able to keep. This pressure means that individuals have real financial concerns about taking up employment, and so do not take up potentially rewarding opportunities. 

“If you have mental health issues, or you've been homeless all your life, then you’re so terrified of getting a job. Because you know your benefit finishes, I think you get about a month or six weeks, but you know that in three months, your mental health issue might shoot up again, or, you know, you might get kicked out of wherever you live in, you know, so personally, I think we should have a six month period where you can you get so much benefit, and the money you make from the job.” 

“There's not that many jobs today, you know, so, and again, you so terrified of losing your benefits to get a job that you might not like, you know, it might not work out, you might not get on with someone. So why would you give up your benefits? They pay for my rent, Council Tax, shelter, my water, me everything. Why would you give that up to take a chance on a job? Now if you give me a six month run-on, where I can decide a job out, see if its going to work for me, fine. That’d be good. I'd be willing to take that chance then. But otherwise, I wouldn't.” 

26. This challenge is heightened for those accessing hostels or supported housing accommodation, which have high housing benefit costs which are not covered when people move into employment. 

“If you're in a hostel, you know, and you can't get a job because it's so expensive to live in a hostel while you sort yourself out. It's so expensive that you can't do that. It happened to me. You know, I was in a hostel, I was offered an amazing job, good money, and the staff said ‘you're not going to be able to take that job because you're just not going to be able to afford to live here.’ And it's gonna take you at least a month before you get a deposit, and your first month's rent, which is really a struggle. I wanted out of the hostel so badly. You know, I wanted the job so badly because I'd never worked before my life. I took drugs, you know, I stole. I went to jail. I lived in doorways. That was my life. I had a brilliant opportunity, but was told, well, actually, you can't do that. Because, you know, it's so expensive staying in the hostel.” 

“When I was in the hostel, it was physically impossible because the rent was 235 pounds a week. And so unless the bottleneck of how whilst my issue now is a health issue, unless the bottleneck of housing gets addressed, and people can move on from accommodation that's not supported and extortionate into homes that can be afforded. What do you do? You know, I know plenty of people who are dying to get back to work, they were in the same position as me, they're recovering, and they want to do courses, be workers, and they just can't go back into those jobs because they haven't got a home to transition to. So for me, it's a health support and a housing support.”

RECOMMENDATION: Introduce a 6 month run-on scheme for those accessing hostels or supported housing and moving into employment, so that there isn’t a ‘cliff edge’ whereby people cannot afford to move into employment.

We would welcome elaborating further on any of the information provided. 

Contact

Chris Brill, Policy and Research Manager, Expert Link 
Chris.Brill@ExpertLink.org.uk
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