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About this report

This project was conducted as part of the Social Security Advisory Committee’s
independent work programme, under which the Committee investigates pertinent
issues relating to the operation of the benefits system.

As ever, we are grateful to our extensive stakeholder community for their active
engagement with this project. We are also grateful for the assistance of our secretariat
and to officials from the Department for Work and Pensions (DWP) who provided
factual information.

The views expressed and recommendations reached in the report are solely those of
the Committee.



Social Security Advisory Committee

Table of Contents

Chair's fTOrEWOI. .. ..o e,

EXECULIVE SUMIMAIY ... ...t et e e e e e e e e e e e e e e e

[ i ge o [UTe11To] o I

Our approach to this WOrK.........co i e e

WAL A& DWW P'S AIMIS 2. ... e e aanaans

How well do disability organisations and disabled people think DWP is
[0 (o] T oSSR

What can we learn from EISEWNEIE?. ... ...

Constraints and challenges in DWP.........ooiiiiii e

ReECOMMENAALIONS. .. .o et e e e e e e e e e e e e e e e e e

Annex A: Our call fOr EVIHENCE. .. ... e e e e,

Annex B: Summary of suggestions from consultation.......................ceeene.

Annex C: List of organisations involved in the consultation process.............

ANNEX D: LItErature REVIEW.. .. ... .ot e e e e e e e e e e

Annex E: Members of the Social Security Advisory Committee...................

16

19

23

25

30

43

49

52

57

60

62

65

75



Engaging disabled people

Chair’s foreword

In March 2019, the Rt Hon. Amber Rudd, the Secretary of State for Work and
Pensions at the time, signalled that a new approach was needed in the way her
Department engaged with disabled people. She acknowledged then that there was
a lack of trust, and that the Department for Work and Pensions (DWP) needed to find
a way to re-engage with disabled people.

Amber Rudd’s successor, current Secretary of State The Rt. Hon Thérese Coffey
MP, and her Minister for Disabled People, Health and Work (Justin Tomlinson MP)
have demonstrated their clear support for the ambition she set out. In particular,
Justin Tomlinson engages regularly with disabled people’s organisations, and is also
taking steps to ensure that preparation for the Disability and Health Green Paper
involves direct engagement of disabled people, organisations who work with
disabled people and organisations led by disabled people in a series of ‘listening’
events around the UK.

But we need to be realistic. The scale of the challenge facing DWP - particularly
given the size of the organisation - is considerable. The cultural change that the
then Secretary of State was keen to deliver was never going to happen overnight
and — like turning around a super-tanker — a degree of patience is required before
the desired destination can be reached. This report examines how far DWP has
come in that journey, and explores what more can be done to further strengthen their
approach.

The report represents a new departure for this Committee. Most of our independent
advice to Ministers focuses on the actual or potential impacts of policies that have
been implemented. But, through our scrutiny of draft regulations, we also have a
long-standing interest in the quality of the policy-development process and plans for
operational delivery. During our scrutiny of regulations, we often ask questions about
the evidence base, the risks, how the proposals will be communicated and the
impacts on different groups of people. | am therefore pleased that we have been
able to use that experience to provide advice on how Government approaches social
security policy development. With a Disability and Health Green Paper on the
horizon, it is particularly timely to share our assessment of the degree to which DWP
builds a good understanding of the experiences of disabled people who use the
benefit system, and how far it involves them in evaluating and designing its services
for disabled people.

This report provides evidence of some good examples of where DWP has engaged
disabled people in the past — more so than many might have thought. But it is clear
that the level of trust had deteriorated over a period of successive administrations,

during which a number of significant benefit changes have been introduced. We are
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pleased that DWP recognises this, and that it is - through work personally led by the
Minister for Disabled People, Health and Work - aiming to rectify that.

Our report makes a number of recommendations setting out where we consider the
Department can go further and embed best practice across its organisation. But in
doing so, my SSAC colleagues and | have come to the realisation that there are lessons
from this exercise that we could — and should — take on board ourselves. Whether that
be making our consultation exercises and workshops are more accessible, or ensuring
that more of our communications are available in Easy Read. We are committed to
doing better and look forward to working alongside DWP to deliver some positive
change.

&

Dr Stephen Brien
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Executive Summary

The Department for Work and Pensions (DWP) is in the middle of a programme
intended to transform the delivery of social security to disabled people, and has
plans to consult widely early next year on policy changes that will be outlined in a
health and disability Green Paper.

It has also made a strong commitment to deliver policies and strategies that are co-
produced with disabled people, and intends to explore how the welfare system can
better meet the needs of claimants with disabilities and/or health conditions.!

The Social Security Advisory Committee (SSAC) regularly examines how the social
security system is working; its rules of entittement and how they are delivered as part
of its statutory scrutiny of secondary legislation and our other advisory work. In
doing so we see an end product that has been shaped by varying levels of DWP’s
consultation of, and engagement with, relevant stakeholders. We wanted to build on
our experience of the end of the design process by looking back at earlier stages of
the journey and offering constructive advice on how it might be further strengthened.
In particular, by examining how DWP designs and implements aspects of the social
security system and how it determines whether or not it is working.

We have focused on how DWP involves disabled people when developing,
delivering and evaluating programmes that affect them.? We believe that this focus
is particularly relevant and timely as DWP takes forward its programme to transform
the delivery of social security to this group.

Co-production with disabled people has long been accepted as best practice in other
areas of social policy, particularly health and social care. DWP has commendably
set the bar high, by framing its ambition in terms of co-production. But involvement
can mean many things. It includes:

e seeking to understand the experiences of disabled people;

e asking for views from disabled people;

e working with disabled people to develop new policies or operational changes.
At its most reciprocal this is co-production.

! DWP’s single departmental plan January 2020 (underlying Objective 2.4 Encourage government,
stakeholders, business and disabled people to work together to support disabled people’s full
participation in economic and social life): https://www.gov.uk/government/publications/department-for-
work-and-pensions-single-departmental-plan/department-for-work-and-pensions-single-departmental-
plan--2

2 The impact of the Covid-19 coronavirus meant we were not able to look in parallel at Northern
Ireland. So this report focuses on DWP.



https://www.gov.uk/government/publications/department-for-work-and-pensions-single-departmental-plan/department-for-work-and-pensions-single-departmental-plan--2
https://www.gov.uk/government/publications/department-for-work-and-pensions-single-departmental-plan/department-for-work-and-pensions-single-departmental-plan--2
https://www.gov.uk/government/publications/department-for-work-and-pensions-single-departmental-plan/department-for-work-and-pensions-single-departmental-plan--2

Social Security Advisory Committee

We have looked at how DWP involves disabled people across this broad spectrum of
involvement.

In many of our meetings with DWP officials, we were told it was vital for the
Department to work with and learn from disabled people if it was going to achieve its
strategic business objectives. They told us that lack of trust was a major issue; and a
barrier not only to joint working but to the effective delivery of their services. They
said they wanted our study to give them feedback on how far they had come, and to
provide advice on how to improve further. This report is written in that spirit.

How we approached this

This is a very broad subject so, to ensure that the scope of our work was both
realistic and deliverable, we concentrated on how DWP has been involving disabled
people in relation to working age benefits (rather than focussing on disabled children
or disabled people of pensionable age). We chose benefits for working age people
because these have raised some of the most contentious issues. Our project
coincided with DWP’s preparation for its Green Paper — a process in which the
Minister for Disabled People, Heath and Work3 and DWP officials have sought to
engage directly with disabled people, organisations who work with disabled people
and organisations led by disabled people. However, our report is not a review of the
Green Paper process. It looks at how DWP has been involving disabled people more
generally.

In establishing how DWP is viewed by others, we spoke to officials from different
parts of the Department to better understand DWP’s own perspective, and also held
focus groups and meetings with disabled people, their organisations and wider
stakeholders to develop an understanding of their views and experiences. Inevitably
the Covid-19 pandemic disrupted our project, in particular by limiting our fieldwork,
so our findings are tentative in some areas.

We also looked at examples of how other organisations approach the same issues.
There are many pockets of excellence across central and local government in
involving disabled people and citizens generally, as well as a huge depth of
experience in many health and social care organisations.* While there is a lot of
difference, there are also many commonalities — for example, the need to sustain
long term engagement, structure, diversity, connecting with disabled people’s own
organisations, and the importance of cultural factors — leadership, openness, mutual
respect, and courage. We cannot substitute for expertise of other organisations, so
our advice highlights areas of potential further improvement, drawing on themes from
that practice, rather than offering detailed guidance on how to achieve that. We

3 Justin Tomlinson MP
4 For example, the Social Care Institute for Excellence, and Think Local Act Personal
6
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encourage the Department to consult and learn from that existing knowledge and
experience as it develops its practice further.

Our findings — including recent improvements

Our key findings are set out below.

The Department has a lot more mechanisms for understanding how disabled people
experience social security and what they think about changes to it than is often
assumed.

DWP involves disabled people in a variety of ways. Some of its methods are
longstanding, for example the use of user-centred design in operational processes,
or gathering views through large scale regional listening events. Others are relatively
new for the Department, like adopting user-centred design techniques in policy
development. Some were more common in the past than now, for example, regular
meetings with disabled people’s organisations.

In terms of the ‘ladder of participation’ (a way of thinking about the depth of an
organisation’s involvement which we explain more fully later in the report) there is
evidence that DWP has operated at all its rungs — from ‘informing’ to “full
engagement’.

DWP’s intention to engage is genuine. There is clear evidence that DWP is not just
“talking the talk”, but is beginning to “walk the walk” in terms of engaging disabled
people around the UK, as well as how they talk to larger organisations. There is also
evidence that the Minister for Disabled People, Health and Work is taking action that
is designed to rebuild bridges and lines of communication with some disabled people
which had fallen into disuse. Civil servants working on the Green Paper have
arranged a series of listening events with disabled people throughout the country, as
well as a programme of discussions with national organisations. We are pleased
that DWP recognises the issue of trust and is committed to tackle it.

DWP’s intention to engage applies not just in relation to the forthcoming Green
Paper, and its work to reshape the delivery of some of its benefits. In very different
parts of the Department we spoke to officials who could describe confidently why
working with disabled people was important and could provide very clear examples
of what they were doing — for example, in thinking through how their own Jobcentre
could become more accessible to people with autism.

In our discussions with external organisations that have longstanding relationships
with DWP it was clear that some had experienced a definite improvement. One said:
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‘The door is now open. DWP used to have a fortress mentality and didn’t feel
able to engage. But the Department is now more transparent and, in some
parts, reaches out at an earlier stage. So we are asked to help develop
options. Not comment on pre-set solutions’

However, this change in the Department’s approach is relatively recent and
exploratory, particularly in policy development. It is too early to say how far the DWP
is acting act on what it hears, or whether it will lead to demonstrable improvements.
The Green Paper and any accompanying operational changes will be the litmus test
of this.

It will also take time for this approach to fully bed down throughout the organisation.
It also takes time for trust and confidence to build up amongst disabled people. The
stakeholders we spoke to saw room for improvement. We also saw, at first hand,
ways in which DWP could listen more effectively. We therefore conclude that there is
scope for the Department to strengthen its approach further in a number of areas.
These include:

Clarity of ground rules

Some of the other organisations we looked at had clear and explicit disciplines for
how and when they involved citizens and stakeholders. DWP, which is evolving its
approach, could benefit from this. For example:

e As DWP introduces new methods of engagement, it will be important that it
provides clarity around its ambition. The Department’s Single Departmental
Plan set out a commitment to: ‘Deliver policies, strategies and structures that
are co-produced with disabled people.’. But it is not clear that co-production is
what the Department actually means, and it was not what we saw happening,
in the sense of an equal relationship between the DWP and other players.
One senior official described what he was engaged in as ‘participative design’
and observed that the organisations he was working with did not want the
process to be described as co-production. Moreover, it is debatable how far
co-production is achievable at all in social security benefits policy, as
compared with social security delivery or other aspects of DWP’s work like its
health and work programme.

e This ambiguity was reflected in uncertainty expressed by some officials about
how open they could be about ideas the Department was considering. Some
of the officials we spoke to were not confident they could discuss policy
options. So, diagnosing and exploring problems were clearly on the table, but
not necessarily potential or emerging solutions.
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e There was scope for DWP to do more to ensure it was hearing from a
sufficiently wide range of voices, particularly BAME representation, or from
people whose voices are often not heard. Public Health England’s stakeholder
engagement exercise in May 2020 is an example of involvement of such
involvement at scale. Set up to explore the effects of Covid-19 on BAME
communities, it involved over 4,000 people with a broad range of interests in
BAME issues in 17 stakeholder sessions.®

e The Department has tended to rely, both centrally and locally, on relationships
with organisations that provide services to disabled people. At national level
this reliance was on large, national charities. This meant it was on the whole
missing user-led organisations, and missing local organisations that had
particular perspectives, expertise or constituencies from which DWP could
learn, and which would help it hear a wider range of voices. Where
engagement with these types of groups was occurring, evidence provided to
us suggested that it was more ad hoc and fragile.

e The practice of giving feedback to disabled people and organisations which
DWP had consulted often came across as an afterthought, even in otherwise
well-planned events.

e Some of the officials we talked to about the value of involvement tended to
emphasise the benefits of DWP getting information out to disabled people.
They sometimes did not mention the benefits of learning from disabled
people.

These presenting problems appear to be symptoms of an underlying issue — a need
for greater consistency and ground rules. Despite the clear lead by Ministers and
senior officials, it inevitably takes time for a new openness to be fully embedded in
an organisation as large as DWP. Involving disabled people has yet to become part
of the standard way of doing business in DWP, with a clear discipline.

We conclude that DWP should establish a methodology that enables a consistent,
understanding throughout the Department of the purpose of engagement and the
methods to deploy in different circumstances. Done well, this should lead to:

e consistent implementation;

e greater confidence by officials, improved mutual understanding between
DWP and diverse disabled people, and their organisations, on the approach
to engagement; with

e potential gains in both culture and trust.

5 Public Health England: Beyond the data: Understanding the impact of COVID-19 on BAME groups



Social Security Advisory Committee

NHS England’s Patient and Public Participation Policy®, and its suite of
accompanying material, is an example of a similar methodology, though obviously
designed for a very different business context.

Recommendation 1

Our primary recommendation is therefore that DWP should develop a clear
protocol for engagement. This protocol should be co-produced. It should be
applied consistently and comprehensively. It should cover both national and local
engagement, and policy design and operational development and evaluation. It
should be evaluated and improved over time. It should set out clearly:

e The principle that DWP will engage to the greatest extent possible in the
prevailing context; setting out what models of engagement should be adopted
in which broad circumstances.

¢ Principles about feedback and openness, so that disabled people know what
they can reasonably expect when they are engaged by DWP.

e Principles for accessibility, so that disabled people with different impairments
can have an equal voice.

e What DWP means by co-production and co-design, incorporating steering
arrangements that give disabled people an influential say.

e How DWP will engage with different sorts of organisations, ensuring that user-
led organisations, including small and local user-led organisations are actively
and systematically engaged.

e Adiscipline for assessing whether DWP is hearing from a sufficiently wide
variety of voices across the range of protected characteristics, and how it will
proactively seek out people with particular experiences to remedy any gaps,
for example people with experiences across the spectrum of different
impairments, BAME disabled people with different heritages, homeless
disabled people, disabled survivors of domestic violence — learning ways of
doing it from best practice in government and in national health and social
care organisations.

e A commitment that DWP will routinely provide feedback on the outcomes of
engagement in terms of action taken, and engage disabled people in
assessing whether changes have worked.

There are a number of other areas where we are making more specific
recommendations as described below. And some of these would also lend
themselves to being included in such a protocol.

6 hitps://www.england.nhs.uk/wp-content/uploads/2017/04/ppp-policy.pdf
10
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Transparency

DWP officials themselves acknowledge that the Department is not trusted by many
disabled people and by some of the organisations who are led by, or work with,
disabled people. Our own research confirmed this. Some of the individuals we spoke
to did not believe that the Department engaged with disabled people’s organisations
or sought views from individual disabled people. There was also a widespread belief
that DWP would not represent accurately disabled people’s views when they did
seek them. When we looked at other organisations which have made participation
with citizens a central part of their practice, we were struck by the importance they
attached to openness. They continually demonstrate that they are engaging with
citizens, how they are engaging, what they hearing, and what happens as a result.

By contrast, in a highly contested political environment, DWP sometimes prefers to
discuss potential changes in confidence with stakeholders they trust. But this tends
to perpetuate DWP’s reliance on the organisations it already has a history of working
with, which limits the views it hears. And it often rules out the opportunity for
participants to prepare or research, which limits the depth of what it hears.

To demonstrate that its commitment to engage is real, DWP should show how they
are involving disabled people, and organisations of and for disabled people. To
ensure DWP can fully embrace involvement as part of its standard way of doing
business it also needs a culture in which there is a presumption of openness. We
recognise that there will be times when Ministers and officials need to have
confidential discussions; and there may also be times when organisations want their
discussions to be kept confidential however these occasions should be a conscious
choice; not a default position.

Recommendation 2

We recommend that DWP routinely publishes information about its
engagement. This should include not only terms of reference, membership and
minutes of advisory groups, but also how citizens are involved in processes like
user-centred design, the lessons that are learnt in that process and what happens as
a result. Where it is necessary that the content of discussions remain confidential
DWP could, in line with the approach already taken by Ministers,” quarterly publish a
list of meetings and subjects discussed.

Direct Engagement

As described above, DWP’s Departmental Plan commits the Department to co-
production with disabled people (our italics). We have seen that in social security
operations DWP has adopted user-centred design as a standard methodology. We
have also been told about model offices which learn from disabled people locally

7 https://www.gov.uk/government/publications/dwp-ministerial-gifts-hospitality-travel-and-meetings-
april-to-june-2020
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about how to make services more accessible. In developing social security policy
DWP has been running local listening events involving disabled people directly.

However, much of DWP’s engagement remains with large national charities which
are nearly all service providing organisations run for disabled people, rather than by
them. This offers officials certain advantages. It means that they can deal with full-
time policy professionals who understand how government operates, can respond
relatively quickly to DWP’s questions, can often draw on large databases of
individual experiences, and can put DWP in touch with disabled claimants directly.
However, it is not the same thing as involving disabled people, or co-production with
disabled people.

However professional or well informed an organisation might be, it cannot be treated
as speaking for disabled people unless it is set up to do so. There are also clear
risks that disabled people’s voices will be filtered through the policies of the
organisations. An over-reliance on the big national organisations goes hand in hand
with DWP’s lack of engagement with BAME and other less heard groups.

For these reasons there is no substitute for engaging with disabled people directly.
The Cabinet Office is establishing Regional Networks of disabled people and
disabled people’s organisations for Government to consult. Some of the Regional
Chairs have helped DWP set up local listening events ahead of the Disability and
Health Green Paper. We have looked at whether the Network will address DWP’s
need for regular and sometimes intensive involvement of disabled people. However,
while the Network will provide an important avenue for DWP engagement with
disabled people, the volume of DWP’s business is likely to overwhelm it as currently
constituted.

An alternative could be frequent large-scale surveys and ad-hoc exercises in which
disabled people are engaged in more long term, intensive pieces of work. However,
we have been advised by several of our participants that it can take some time for
individual people to develop the confidence and skills that enable them to contribute
fully to complex policy discussions.

Recommendation 3

We recommend that DWP recruit a large-scale panel of disabled people with
experience of social security that it can consult regularly, and draw from, to
work on detailed projects. The panel should be sufficiently large that surveys of its
members produce valid results, but it should be weighted to include people with
different life experiences who can often be overlooked. In Scotland the equivalent
panel has over 2,000 members. When asking panel members to joined sustained
pieces of work, DWP should support them with facilitators and capacity building as
necessary. DWP should also consider recruiting similar panels at local level to
support Jobcentres.

12
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Learning from the pandemic

DWP has traditionally relied on face to face meetings for its engagement. This can
not only reduce the amount of time available for meetings, but it can narrow the
range of people who can easily attend. At national level this tends to mean people
who can get to meetings in London, and to a lesser extent other big city centres. One
of the beneficial effects of the current pandemic is that it has shown that other ways
of engaging with people are effective and are sometimes — for many — more
accessible. We welcome the fact that DWP is now actively using these.

Recommendation 4

We recommend that DWP should make increasing use of publicly available,
accessible, networking tools, including video-conferencing, to make meetings
and other forms of contact more accessible to disabled people. Officials who
use such tools should be familiar with their accessibility features. However, DWP
should supplement these methods with other ways of reaching people who may not
be able to use such technology, for example because the software does not work for
them, or because of lack of skills, or good access to IT.

Third Party Providers

The services that DWP provides for disabled people are often delivered through third
parties — e.g. for carrying out Personal Independence Payment (PIP) assessments
and Work Capacity Assessments (WCA). We have been told by some of the
participants in our research that DWP officials’ responses tend to be more formulaic
when the questions are about the organisations that work for it. As a matter of
principle, it would not be right if involvement with disabled people stopped at the
doors of third parties. These third parties are a crucial part of the interaction that
disabled people have with the social security system. The discontent that people
express about PIP and about Universal Credit (UC) is not just about the rules of PIP
and, UC but about the ways in which assessors work.®

Recommendation 5

We therefore recommend that DWP routinely build its principles of
engagement into its contracting processes. For example, by involving disabled
people in co-designing contracts, the methods by which it evaluates bids, and
potentially directly assisting it to evaluate bids. DWP might also build evidence of co-
design into the way bids are assessed; and require user-experience metrics.

8 People not Tick Boxes, Mind report October 2020
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Accessibility

In taking steps to build trust with disabled people. DWP should take care to minimise
barriers that could create challenges in their day to day dealings with the
Department. Though we did not ask specific questions about accessibility, we
received several evidence-based representations about shortfalls in accessibility.
Some of these were difficulties that some people face accessing generic services
like Universal Credit. Some were access challenges to long-established disability
specific services, like Access to Work.

We are therefore pleased that DWP is setting up a Reasonable Adjustment Forum
on Accessible Communications to identify, test and recommend improvements to the
services provided for those with accessible communication needs.

Recommendation 6

We recommend that DWP rapidly assesses areas in which it needs to improve
the accessibility of their services and make it a priority to implement solutions.

Culture

Ultimately, many of these recommendations are about culture. The people we spoke
to who had experience of working not only with DWP but with other large public
sector organisations sometimes also spoke as if a different cultural mind-set was
involved in organisations which routinely engaged with others. They used words like
‘flexible’, and ‘not defensive’ to describe them.

DWP’s level of openness has varied over time. Currently, it is making a major
positive effort to be more inclusive in its approach. To maximise the success of this
approach, and to sustain it over time DWP should:

a. Convince organisations and citizens the change is real.

b. Effect behavioural change among its own staff, ensuring that they understand
what is expected of them and that they are able to confidently deliver that
expectation.

This would be hard to do without cultural change. The civil service generally, and
DWP in particular, has improved its hard evidence base, and the professionalism of
its analysis. It has achieved this through well-established rules about the standards
for statistics, how social research is commissioned and published, and how
economic analysis is conducted. This is comparable. There is a strong case that
involving the people who are most affected will improve the quality of policy making
and operational design processes, and may improve their experience of the
outcome.

Cultural change in any organisation needs to be developed and owned throughout
the organisation and led from the top. It would not be enough for DWP to have the

14
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right apparent policies if in practice they were not valued by the organisation or
implemented consistently.

Recommendation 7

We recommend that DWP shows through its leadership actions and messages
- from all leaders across the organisation - that actively involving people
claiming social security, including disabled people, is central to the
Department’s values and way of working. The Department should build its
expectations about involving disabled people into its corporate governance
arrangements. The Executive Team should receive regular reports on
progress. In addition, a non-executive member of the Departmental Board
should be given responsibility to champion disability engagement and to have
oversight of the progress being made, reporting back to the Board on the
Department’s performance at regular intervals.

Conclusion

We believe that these recommendations can go a long way to reinforcing the
changes that the department has started to make to involve disabled people more
effectively in its work. They will help it build the trust it needs to make a success of

its policy objectives, and make it more likely that future changes work with the grain
of disabled peoples’ lives.
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1. Introduction

The Department for Work and Pensions (DWP’s) single departmental plan sets out
its intention to:

“Deliver policies, strategies and structures that are co-produced with
disabled people. We will continue to facilitate a public conversation on the
health and disability agenda. Including exploring how the welfare system
can better meet the needs of claimants with disabilities and health
conditions. It's our ambition to go further: to listen harder and reform
effectively.”®

Disabled people are a major focus for DWP, which hosts the Minister for Disabled
People, Health and Work who has cross-government responsibility for disabled
people. The second objective in its departmental plan is to:

“Improve outcomes and ensure financial security for disabled people and
people with health conditions, so they view the benefits system and the
department as an ally” 1°

The Department leads on the Government’s commitment to increase the number of
disabled people in paid employment by one million between 2017 and 2027. The
total social security spending on disability benefits amounted to £56 billion in 2019-
20.% Data shows that as at February 2020:

¢ 3.9 million people were in receipt of Personal Independence Payment (PIP) or
Disability Living Allowance (DLA);

e 1.9 million people were in receipt of an incapacity benefit such as
Employment and Support Allowance (ESA);?

% DWP’s single departmental plan January 2020 (underlying Objective 2.4 Encourage government,
stakeholders, business and disabled people to work together to support disabled people’s full
participation in economic and social life): https://www.gov.uk/government/publications/department-for-
work-and-pensions-single-departmental-plan/department-for-work-and-pensions-single-departmental-
plan--2

10 Department of Work and Pensions, Single Departmental Plan 14 January 2020

11 Department for Work and Pensions, DWP Annual Report and Accounts 2019-2020

12 Department for Work and Pensions, DWP benefits statistics: August 2020, available at
https://www.gov.uk/government/publications/dwp-benefits-statistics-august-2020/dwp-benefits-
statistics-august-2020
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e almost 42 thousand people were in still in receipt of Incapacity Benefit and
Severe Disablement Allowance over a decade after ESA was launched;*3

e the number of UC households in receipt of Limited Capability for Work
Entitlement was 430,412 (May 2020).

Towards the end of 2019, this Committee started to examine how the Department for
Work and Pensions involved disabled people when it was developing, implementing
and evaluating policies and practices which affect them.

There were several reasons why we chose this topic.

e In other areas of social policy — particularly social care, health and housing —
co-production has become accepted as best practice and is written into
statutory guidance issued by the Department of Health and Social Care under
the Care Act 2014.4 In part this has been a response to a longstanding
campaign by many disabled people for support that gives them control of their
own lives, and to be heard directly rather than be spoken for — encapsulated
in the slogan, ‘Nothing about us without us’. But it also reflects an increasing
trend in social policy for governments to involve citizens actively. We wanted
to see what point DWP had reached in this trajectory, and the scope for its
use in social security.

e The qualifying criteria and assessment processes for disability-related
benefits have also long been problematic. In April to June 2019, the overturn
rate for Employment and Support Allowance (ESA) and Personal
Independence Payment (PIP) appeals was 75 per cent, and 67 per cent for
Disability Living Allowance (DLA) appeals. The ESA and PIP overturn rates
had increased by four percentage points compared to April to June 2018.%°> A
number of changes were made to these benefits after several independent
reviews!® but a speech to Scope in March 2019 by former Secretary of State
for Work and Pensions, Amber Rudd, signalled that the Government had
accepted that improvements were needed.’

13 Department for Work and Pensions, Incapacity Benefit and Severe Disablement Allowance
(statistics for February 2020 on Stat-Xplore) (accessed 29 September 2020)

14 Department of Health, Care and Support Statutory Guidance: Issued under the Care Act 2014,
June 2014, pp.37-38
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/31
5993/Care-Act-Guidance.pdf

15 Ministry of Justice, Tribunal Statistics Quarterly, April to June 2019 (Provisional), available at
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/83
0965/Tribunal_and GRC_statistics Q1 201920.pdf

16 Independent reviews of the Work Capability Assessment were completed in 2010, 2011 and 2012
by Professor Malcolm Harrington, and in 2014 by Paul Litchfield. Independent Reviews of Personal
Independence Payment were completed in 2014 and 2017 by Paul Gray CB.

7 The Rt Hon. Amber Rudd’s speech to Scope, March 2019
https://www.gov.uk/government/speeches/closing-the-gap-between-intention-and-experience
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“Some disabled people have said to me that they feel as though they are put on
trial for seeking the state’s support”

Amber Rudd
Secretary of State for Work and Pensions
March 2019

We wanted to explore whether these problems stemmed in part from DWP not
engaging with disabled people effectively.

It was also apparent that many disabled people, and many disabled people’s
organisations assumed that the Department did not talk to, let alone listen to,
disabled people. We wanted to find out whether, or how far, this was true.

This was a challenging project to undertake. First, the potential scope was very wide.
We decided to focus on the Department’s policies relating to adults of working age,
rather than for children or those who had reached state pension age. We chose this
group because some of the most contentious issues concern working age people.
We also decided not to look at issues of accessibility as there are many
organisations much better qualified than this Committee to offer advice on this
issue.'® Nor have we been able to look in depth at the Department’s quantitative
systems.

Secondly, the initial Covid-19 national lockdown was introduced shortly after we
began our fieldwork. We had planned to spend time observing some of DWP’s own
listening events and finding out how DWP connected with disabled people in
Scotland and Wales and locally. This aspect of our review was substantially curtailed
when the Department understandably closed its offices to all but essential visitors
and redeployed all available staff into handling the upsurge in Universal Credit
claims. Indeed, we also redirected our resources to examine the many changes to
the social security system that Government made in response to the pandemic.
Similar challenges in Northern Ireland meant that our ambition to consider the
Department for Communities’ approach to engaging disabled people was not
practical at this time. Likewise, many of the regional stakeholders that we wanted to
talk to had similar restrictions on their availability. Our findings are therefore more
tentative in some areas than we had originally intended.

This review has also made the Committee reflect on its own practice. Some of the
criticisms that disabled people’s organisations level at DWP can also be levelled at
us. Do we communicate in accessible ways? Do we allow enough time for people to
respond to our consultations? When people who have invested time, thought and
energy in contributing to our work, do we give sufficient feedback on how we will use

18 Although we did receive many unprompted observations on the subject, reflected in
recommendation 6
18



Engaging disabled people

their input, and what happens to it? So, in addition to sharing our learning with the
Department, the Committee plans to go further by making a commitment to do better
itself. We will also need to develop the sort of protocol we are recommending to
DWP and establish a set of principles. In particular, we need to ensure we are
inclusive in the way that we engage with our stakeholders, for example by allowing
more time for people to respond to our consultations wherever that is possible (and
explaining ourselves if it is not), making available Easy Read versions of our
documents where appropriate, and through making use of technology to enable
greater engagement of individuals and organisations throughout the UK, alongside
face to face and written communications.

Finally, disabled people often observe that a world which is more accessible for
disabled people is more accessible for people generally. Buildings which are easy to
navigate for wheelchair users, are also easier for people with children in pushchairs,
or carrying luggage. Information that is easy for people with learning disabilities to
understand can aid comprehension for everyone. The same applies to many of the
lessons in this report. The practices and disciplines of involving disabled people
effectively, apply to citizens generally.

To inform this project, SSAC undertook a public consultation through a call for
evidence, to which we received responses from 64 organisations and 57
individuals.'® We also spoke to policy experts and organisations led by and/or
working directly with disabled people, Jobcentre staff, and support workers across
the UK. We are grateful to everyone who participated and provided valuable insight
which helped inform this report.

2. Our approach to this work

Our aim has been to find out how the Department involves disabled people, and
organisations who work with disabled people, throughout the policy lifecycle and to
consider whether improvements were needed. For the purposes of this report, the
policy lifecycle is:

e developing policy and strategy;
e turning policy into practice and delivering services; and
e finding out what works and what does not.

The Department is a huge and complex organisation and we wanted to establish
how it involves disabled people at different levels, from its corporate hubs in London
and Leeds through to its local Jobcentres.

19 The call for evidence is at annex A, and a list of respondents is held at annex C.



Social Security Advisory Committee

Our definition of the following words and phrases used in this report:

Disabled people — people with impairments or long-term health conditions which
affect their day to day lives

Disabled people’s organisations — organisations led and run by disabled people

Organisations for disabled people — organisations which advocate with or for
disabled people or provide services for them, but which are not led by them.

Disability organisations — we use this term when we are talking about both
categories of the above organisations.

Service providing organisations — organisations which provide services to
disabled people. They may include both organisations led by disabled people and
organisations for disabled people.

Co-production — There are many definitions. We're using a strong definition
which emphasises equality and power sharing. The New Economics Foundation
says that co-production is:

"The relationship where professionals and citizens share power to design, plan,
assess and deliver support together. It recognises that everyone has a vital
contribution to make in order to improve quality of life for people and
communities.’?°

Co-production also rests on values. The Social Care Institute for Excellence
notes that the values of equality, diversity, accessibility and reciprocity are needed
for co-production to work.

Co-design — A closely related concept, which also has many definitions. We're
again using it in a strong sense. A process of working with disabled people in an
equal and reciprocal relationship but where ultimate decision-making authority
remains with DWP.

20 New Economics Foundation, Commissioning for outcomes and co-production: A practical guide for
local authorities, June 2014, p.7.
https://neweconomics.org/uploads/files/974bfd0fd635a9ffcd_j2m6b04bs.pdf
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Within these overall aims, we asked the following questions:

e What are DWP’s policies or practices on involving disabled people? Are they
consistent, and have they led to identified improvements?

e Does DWP reflect on its experience of involving disabled people? Does it share
lessons across the organisation?

e Does it include people from all impairment groups — people with cognitive,
sensory, and mental impairments as well as physical impairments? Does it
consider gender, race, sexual orientation and other protected characteristics?
How does it include disabled people who are often overlooked in disability-
related discussions, such as homeless disabled people?

e What is DWP’s practice in learning from feedback?

e Do the Department’s quantitative systems, IT systems and surveys, enable it to
learn about disabled people’s experience of social security?

e What are the relevant lessons from other large organisations which involve
disabled people and/or service users?

e How should DWP handle mismatches of expectations — for example, when
there is likely to be a gap between what disabled people want and what DWP is
able to agree? How can mutual trust be built and maintained in these
circumstances?

e Where is DWP on the ‘ladder of participation’ below? %

21 Think local act personal (TLAP), What make co-production different?
https://www.thinklocalactpersonal.org.uk/co-production-in-commissioning-tool/co-production/In-more-
detail/what-makes-co-production-different/
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Co-production
Doing with
in an equal and
Co-design reciprocial partnership Ladder of participation
Engagement A way of distinguishing
; various levels of
Doing for
Consultation engaging and engagement. Thel’e are
involving people several different models.
Informing This is this the one
we’ve used
Educating Doing to
trying to fix people
Coercion who are passive

recipients of service

We have limited our research to how the Department involves working age disabled
people, and focused in particular on disability benefits like Personal Independence
Payments (PIP) and Employment Support Allowance (ESA), and the Work Capability
Assessment (WCA) for Universal Credit. We have not looked at how the Department
engages with disabled people on other aspects of Universal Credit (UC). We have
not focused on whether its services are properly accessible - although many people
have offered a view on this, which has influenced our findings and
recommendations. Nor have we looked in detail at the Department’s Work and
Health Programme, a joint programme with the Department of Health and Social
Care to help manage health issues to reduce their impact on work, and support
disabled people in finding long-term work — for example through arranging training or
contact with employers.

We used several different research methods, including a literature review;?2 a call for
evidence, not least to give individuals who have engaged with DWP a chance to feed
in their experience and views; interviews with DWP officials to identify DWP’s
policies on involving disabled people, and gain an understanding of specific
examples of involvement in practice; observation of a DWP listening event, and
interviews and focus groups with external stakeholders.

Our interviews and focus groups were more limited than we had planned because of
the Covid-19 national lockdown introduced on 23 March 2020. While we were able to
convert several face-to-face focus groups into telephone calls and video-

conferences, we had to suspend work on the research for several months — not least

22 Details of the literature review are held at annex D
22
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because officials in DWP were fully occupied in responding to Covid-19, and
because we ourselves redirected our resources to looking at the Government’s
Covid-19 response.?® This has led to gaps in our evidence — principally in seeing
how DWP interacts with people at local level, and in their detailed design processes,
but also in the range of communities of disabled people with whom we were able to
speak. A particular casualty was our ability to undertake the same inquiry in Northern
Ireland. Nonetheless, our fieldwork included:

e Interviews and focus groups with organisations and individual disabled people
who have worked with DWP on policy and operational projects.

e Discussions with disability groups in Scotland and Wales on their interaction
with DWP, and on how the Scottish Government is developing its social
security system.

e Local focus groups in local regions in the UK to explore how involvement works
at local level.

e Discussions with people who have experience of other sorts of organisations:
for example, local authorities, the NHS, the Cabinet Office, Disabled Persons
Transport Advisory Committee, and the recently formed Regional Stakeholder
Network which has been established to bring the views of disabled people
closer to government.

2. What are DWP’s aims?

We have talked to officials at all levels of seniority throughout DWP, from policy
makers in its corporate hubs through to regional and local operational staff
responsible for delivering it. Despite their different perspectives, they provided a
fairly consistent picture of what they wish to achieve.

One of the principal themes was that the last decade had seen a deterioration in the
relationship between DWP and disabled people which was hindering DWP’s ability to
improve its services or to meet its policy objectives. The Department told us it wants
to eliminate that breakdown. If not, much of the support that could be given to PIP
claimants or to disabled people who are not in paid work or under-employed will not
happen.

The Department has stated that it wants to deliver a compassionate and effective
welfare system for disabled people, providing a supportive environment — e.g. for

23 SSAC Occasional Paper 24: A review of the COVID-19 temporary measures:
https://www.gov.uk/government/publications/a-review-of-the-covid-19-temporary-measures
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people with mental health conditions - rather than a system which appears to be
solely predicated on fitness for work judgements.

DWP says it needs to have a more joined up approach towards its services, for
example, considering streamlining WCA and PIP assessments so that disabled
people only have to give core information to the state once — whilst recognising the
anxieties of many disabled people if the assessments were actually brought together
more fundamentally.

To achieve this DWP officials have told us that they want to do much more in
engaging disabled people want to deploy a user-centric perspective in developing
policy as well as delivery, and that they are doing so in developing the forthcoming
Green Paper.

Over the last year DWP has been working with individual disabled people and
disability organisations, to deliver what it describes as operational transformation in
three key areas:

1. The claimant experience: a more personalised service, designed in
partnership with stakeholders:

e offering a modern digital experience (whilst continuing to offer support
for those claimants who are unable to engage digitally), more
empowerment through greater control and visibility of their journeys;

e seeking to reduce anxiety and to increase trust and transparency
through better communications and clarity of decisions.

2. More effective and efficient service delivery: greater automation
freeing up time for DWP staff to provide more support for the most
vulnerable claimants and complex cases. Better data to provide a richer
picture of a claimant’s needs.

3. Greater capability to enable change: a flexible delivery model enabling
continuous improvement in service delivery and supporting policy change.

At the same time the Department is also considering broader changes to disability
benefit policy which it plans to consult on these in its forthcoming Green Paper.?*

24 These include organisations of and for disabled people
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3. How well do disability organisations and disabled people think
DWP is doing?

When the Committee asked disability organisations and disabled people for their
view of how DWP is delivering against its aspirations, we received a variety of views.
Organisations which have recently interacted closely with DWP (mainly large service
providing charities) tended to be more positive. Some local service providers were
also fulsome in their praise of the Disability Employment Advisers with whom they
worked. Other organisations, particularly disabled people’s organisations and
individual respondents were more critical. Some were very suspicious of DWP’s
motives.

There is also a time dynamic. The experiences of those we spoke to go back several
years; sometimes decades. Therefore, many were commenting on what it had been
like in the past, not necessarily on DWP’s current approach. Some disabled
people’s organisations which had previously enjoyed a period of reasonably healthy,
if robust, interactions with DWP Ministers and officials subsequently felt ‘frozen out'.
Others considered the recent trajectory to be positive.

However, within this variety of perspectives, experiences and views, a number of
strong and consistent themes emerged.

Trust

Most of the organisations and individuals we talked to, or who have responded to our
consultation, confirm DWP official’s own view that trust of DWP is an issue amongst
disabled people. This often derives from personal experiences of PIP, WCA,
Universal Credit, or the publicity which surrounds them. One national charity, a ‘for’
organisation, reported that some of its own disabled clients question whether it
should even have meetings with DWP in case the Department misrepresented the
evidence provided. Several organisations said that they needed to reassure to the
people they were supporting that giving feedback to DWP would not adversely affect
their claim. One General Practitioner who responded to our consultation noted that: ‘I
warn patients that whatever illnesses | write or print onto the report it will be
completely ignored...When they attend assessments their responses will be ignored
and falsely recorded.’

Several respondents argued that this erosion of trust stemmed from the cumulative
impact of benefit changes which were designed to reduce spending on disability
benefits and the numbers of people who were receiving them. They began with the
Benefits Integrity Project in 1997 which aimed to check the evidence underlying
Disability Living Allowance (DLA) claims; followed by the introduction of Employment
Support Allowance with its Work Capability Assessment in 2008, and finally the
introduction of Personal Independence Payments in 2013, which was intended to
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reduce spending on DLA by 20 per cent. Some disability rights activists said that
relations completely broke down with government when the conflict over benefit
changes was exacerbated further by tensions over the handling of the first report of
the UN Convention on the Rights of Persons with Disabilities.

Positives

However, many people and organisations which have interacted with DWP are often
positive about many aspects of that interaction, especially more recently. The
following quotations speak for themselves:

‘The door is now open. DWP used to have a fortress mentality and didn’t feel
able to engage. But the Department is now more transparent and, in some
parts, reaches out at an earlier stage. So we are asked to help develop options.
Not comment on pre-set solutions’ (organisation for disabled people)

‘Officials and Ministers have been open to hearing how their policies and
processes impact disabled people and people with health conditions’.
(organisation for disabled people)

‘Contact with DWP led to collaborative working relationships with individuals in
DWP which worked well’ (organisation for disabled people). People with these
working relationships talked about knowing who to contact in DWP and getting
a response to questions or problems. ‘When | raise a specific issue | can speak
direct to the civil servant responsible’ (disabled people’s organisation)

‘Experience of engaging with DWP at forums has often been constructive; has
helped to develop a better understanding of the work the Department is
undertaking, and to provide insight, and an opportunity to clearly understand
policies and their intent.” (organisation for disabled people).

‘The meeting | attended was well run, and its purpose was clear’ (disabled
people’s organisation)

‘Officials sought my help in planning and organising a listening event with
disabled people’ (disabled people’s organisation)

‘Many recommendations made in engaging with DWP were implemented.’
(disabled people’s organisation)

‘DWP officials are prepared to come to meetings with often hostile audiences to
explain DWP policies.’ (organisation for disabled people)

26
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e ‘DWP make sure that people with learning disabilities are included in the design
of some of the new documents and letters to ensure that communications with
people with learning disabilities are accessible.’ (organisation for disabled
people)

e ‘DWP are good at formal consultations on major policy issues’. (organisation for
disabled people)

e ‘DWP’s formal evaluation of their programmes are of high quality and take
account of the views of users’. (organisation for disabled people)

e ‘At local level DWP partnership managers work well with other partner
organisations and are accessible to them’. (organisation for disabled people)

e ‘Disability Employment Advisers form good working relationships with local
service providing organisations.’ (organisation for disabled people)

Negatives

We also heard that DWP fell short in other ways. Common themes include the
following

Over-reliance on individual relationships

Once a personal contact within DWP moves on, engagement can break down. More
thought needs to be given to continuity of engagement.

Inconsistency

Some parts of DWP are better at engagement than others. There is no common
practice throughout the organisation.

We were also told that while DWP consults on all major changes, it often makes
minor changes to regulations or procedures without any prior consultation. DWP is
open to modifying them at a later date when they receive negative representations,
but earlier consultation would be better for all concerned.

Poor feedback

Many participants expressed frustration about DWP’s feedback — both prospective
(what will happen next), and retrospective (what did happen). We were told that it is
often unclear at meetings with DWP what is going to happen to the evidence people
have provided. One participant at a listening event told us that it was well managed
throughout, until the end when a delegate asked what was going to happen with all
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the contributions DWP had received, and the facilitator was unable to provide a clear
answer. But we heard it is also rare to receive subsequent feedback on what
decisions were ultimately made and the rationale for that outcome. Clearly there can
often be a considerable gap between DWP being given evidence and a subsequent
announcement, and it can also be the case that nothing happens and no
announcement is made. Participants expressed the desire for some form of
feedback in these circumstances to close the loop, even if the outturn is
disappointing to them

No-go areas

Participants told us there are also issues on which it seems the Department is
unwilling to open a dialogue and hide behind formulaic answers, for example where
DWP’s IT systems or clinical assessment partners are involved.

Talking badged as listening

Forums organised by DWP were often described to us as listening to presentations
from officials, without much opportunity for a meaningful dialogue on a specific topic.
In our own meetings with officials some described engagement as an opportunity to
explain DWP’s position, and were less likely to say it was an opportunity to listen to
stakeholders.

Inadequate planning

Participants attending DWP meetings have sometimes found that accessibility
standards have not been adequate, for example when non-working microphones led
to hearing-impaired participants not being able to follow the discussion, or where
officials use presentations that are hard to see, or are held in rooms that wheelchair
users cannot access.

Many respondents suggested to us that DWP often sets deadlines that are too
challenging. For example:

e organising meetings at short notice (often with an unclear purpose), mean
organisations are not always sure who to send or what preparation is needed.

e Setting challenging deadlines to respond to consultations (six weeks or less), is
difficult for all organisations which need to canvass members or their service
users. This is particularly difficult for small, grass roots organisations, with
limited resources, including disabled people’s organisations

28
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Organisations that have regular contact with DWP have no sense of a forward
business agenda, in contrast with their dealings with some other government
departments, local authorities and NHS organisations.

Lack of trust — in both directions

Some respondents said that DWP Ministers occasionally present discussions with
organisations as endorsing or co-producing a policy when they had not done so.

‘It is concerning when the Department seeks to represent engagement as an
endorsement of a particular policy or process. This approach is not conducive
to effective and rigorous engagement, or to building positive relationships on
which meaningful engagement can be built in the future.’

Similarly, some organisations believed that decisions had sometimes already been
made before consultations had been completed, but that it was politically beneficial
to be able to say that consultation had taken place. Both of these erode trust and
imply that engagement is seen by the Department simply as a ‘tick-box’ exercise.

Some organisations reported that untrusting behaviour by DWP was getting in the
way of a more productive engagement. One observed that being asked to sign a
non-disclosure agreement was both insulting and rendered it unable to consult with
its supporters to establish whether what was being developed by the DWP would
meet their needs. Another pointed out that the emphasis on trust was limiting DWP’s
productive engagement to the organisations they'd always worked with, whilst their
lack of trust, even with ‘inner circle’ organisations limited participants’ ability to
prepare for discussion or respond to proposals. For example, to prevent leaks
papers were often not circulated in advance, and were gathered up at the end of the
meeting. It seems that DWP’s engagement with organisations can occasionally be a
substitute for engaging directly with disabled people, but without understanding that
disabled people’s organisations need to consult their members, and organisations for
disabled people need to engage with disabled people in order to offer well evidenced
advice.

A bias towards the ‘big battalions’

DWP has good relationships with the major, well-established national charities, but
are less proactive in contacting or building relationships with organisations with
whom they are less familiar. This particularly applies to disabled people’s
organisations or user-led organisations, which tend to be local or regional, offer
distinct perspectives, or expertise in issues like independent living, and may also
represent specific communities, particularly black and minority ethnic groups. We

25 Macmillan Cancer Support written evidence
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have spoken to several well-established local organisations who say they have never
been approached by local jobcentres for advice, let alone by DWP at a national level.

Several disabled people’s organisations reported that DWP had stopped having any
contact from DWP after they had been critical of them or had engaged in legal action
against them. They observed that DWP’s practice was contrary to the UN
Convention of Rights of Disabled Persons which requires governments to actively
involve disabled people through their representative organisations 2°

Culture

Several contributors reported that individual officials are normally helpful and
responsive and will try to sort out problems raised with them. However, there was a
view that they work in an inflexible environment, which limits how responsive they
can be — and ultimately the extent it is possible to work as partners. Some suggested
that other departments that they interacted with were much more flexible. One
participant put this down to the fact that the majority of DWP is operational in nature.
Unusually for Government, DWP delivers its own policies and ‘this restricts policy
makers’ capacity to think flexibly’

Access Barriers

Some people also told us that accessibility challenges gave an impression that DWP
was not interested in them or did not value them or their time. Examples shared with
us include: assessment centres which were difficult to access, difficulties arranging
British Sign Language interpreters, and paper-based processes — e.g. for Access to
Work - which expected visually impaired people to sign documents they could not
read. Other more general barriers were raised too, for example being put on hold by
DWP helplines for an hour or more, and poor digital accessibility in rural areas.

4. Our findings?

Based on our research, the contributions of people we have talked to both inside and
outside of DWP, the responses to our call for evidence, and our own observations

we have reached the following conclusions.

26 UN CRPD Art 4(3): ‘In the development and implementation of
legislation and policies to implement the present Convention, and in other decision-making processes
concerning issues relating to persons with disabilities, States Parties shall closely consult with and
actively involve persons with disabilities, including children with disabilities, through their
representative organisations’.
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FINDING #1

DWP has a lot more mechanisms for understanding how disabled people
experience social security, and what they think about changing it, than is
often assumed.

They include:
a. Generic mechanisms for picking up issues

¢ Annual Customer Service and Customer Experience Surveys: disabled people
tend to account for a large proportion of the responses received, for example in
2018-19, of the 15,000 responses received by the Department almost 9,000
were submitted by disabled people.

e Regular meetings with national charities of and, in particular, for disabled

people.?

e Regular forums with national organisations including charities for disabled
people.

e Correspondence and representations from individuals and Members of
Parliament.

e Ministers’ constituency surgeries and other direct contacts.

b. Particular mechanisms for involving/hearing the voices of disabled people
on specific issues

e Formal consultation processes like green papers on major policy questions.
¢ Meetings with organisations of and for disabled people to discuss a particular
guestion.
¢ Meetings/focus groups/listening events with disabled people.
e Steering committees and advisory groups.
e Commissioning organisations/individuals to:
o0 review departmental programmes (e.g. the independent reviews of PIP
and WCA);
o0 develop new approaches (e.g. the Farmer/Stevenson review of mental
health and employers);?®

27 For example, the Disability Charity Consortium (Scope, Sense, Mind, Action on Hearing Loss,
Business Disability Forum, Mencap, National Autistic Society, RNIB, Disability Rights UK and Leonard
Cheshire)

28 Stevenson, Dennis and Farmer, Paul, Thriving at Work: The Stevenson/Farmer review of mental
health and employers. Available at:
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/65
8145/thriving-at-work-stevenson-farmer-review. pdf
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o0 develop new products (e.g. Possability People were commissioned to
help develop Disability Confident).

e Co-production — though we found no examples in social security.

e Long established user-centred design techniques in developing operational
processes using Design Council’s Double Diamond process.

e More recent use of user-centred design in social security policy — particularly in
developing the government’s health and disability green paper exploring wider
change in the benefits systems.

e Independent, externally commissioned research; For example, in February
2020 DWP published research into the work aspirations, daily lives and support
needs of people in the ESA support group and those on Universal Credit in the
limited capability for work-related activity category. Based on 50 in-depth face-
to-face interviews, six focus groups, four peer-to-peer interviews and a survey
of 2,012 claimants, the research is intended to inform the government’s health
and disability green paper.?®

DWP uses these mechanisms at different times and for different purposes. Many of
them are well established — e.g. green papers, focus groups, listening events. Some
are new to DWP policy development — for example, user centred design — but widely
used in operational development. Some are relatively untried in social security in the
UK — like co-production.

c. In Scotland and Wales

DWP has long-established relationships with Welsh and Scottish service providing
organisations and have stakeholder groups containing those organisations, with
regular Director-level meetings.

d. Locally

e DWP offices have access to Customer Insight systems which use information
from a range of sources, including management information, analyses of
Universal Credit journal entries, and direct customer feedback.

e Jobcentres may seek views through claimant surveys or inviting claimants to
meetings.

2% Department for Work and Pensions, The Work Aspirations and Support Needs of Claimants in the
ESA Support Group and Universal Credit equivalent, February 2020
https://www.gov.uk/government/publications/work-aspirations-and-support-needs-of-claimants-in-the-
esa-support-group-and-universal-credit-equivalent
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e Partnership managers establish and maintain relationships with local
organisations from local Public Health organisations responsible for strategic
planning to service providers.

e Disability Employment Providers have their own networks.

e Every site has a Place Based Toolkit, effectively a summary of local needs,
allowing offices to tune their response to local priorities. Sites use contacts with
local organisations to inform this.

e DWP’s Health Model Office Project has created a network of eleven Jobcentre
Plus Model Offices that test different ways of engaging with disabled
customers. These are intended to build trust, and encourage voluntary
participation in employment support.

DWP use different techniques at different stages of the policy development process:

e Problem exploration and developing possible solutions — user-centred design;
commissioning independent reviews;

¢ Refining proposed solutions — green papers, user centred design;

e Evaluating whether a programme has worked — research, customer experience
surveys;

e Some of these are techniques for listening at scale, and tend to be broad
brush;

e Some work best with small numbers of people working intensively on specific
issues.

Some mechanisms involve DWP talking to and listening to disabled people directly -
in which case DWP needs to consider whether it has listened to a sufficiently diverse
spread of disabled people, or whether it has overlooked groups who might be
particularly affected. It should also consider whether it has included disabled people
who are often overlooked in disability-related discussions, such as homeless
disabled people.

Some mechanisms mean that DWP hears the views of disabled people through
intermediaries — researchers, independent reviewers, or policy leads of
organisations. This may be useful in itself, and essential where disabled people are
reluctant to engage personally with DWP officials. But there is no substitute for
engaging people directly. Itis also important that DWP considers whether the
intermediaries themselves are listening to a diverse enough spread of disabled
people; or whether they are over-filtering views. And of course if the Department is
only involving intermediaries then it cannot claim it is co-producing policies, plans or
services directly with disabled people.
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Example of the stages in policy to implementation lifecycle

The following example shows the stages that a fairly typical review process
might go through:

1. The Coalition Government in December 2010 asked Liz Sayce then the
Chief Executive of RADAR, the largest national pan-disability organisation
led by disabled people, to review disability employment support.

2. After receiving her report® in June 2011 the Government published its initial
reactions and consulted on her proposals.3!

3. The Disability and Health Employment Strategy3?, published in 2013, set
out a vision for future specialist disability employment support including
greater personalisation and more choice for disabled people in the support
they receive.

4. Following this, the Personalisation Pathfinder trial was introduced in April
2015.

5. Researchers were commissioned to evaluate the trial, and their report was
published in June 2018%. The results were based on surveying 3,326
participants, and 90 in-depth qualitative interviews with participants, as well
as in-depth focus groups with stakeholders.

This was not co-production by any means. But it was a relatively open process;
which at several stages offered ways for disabled people to make their views and
influence the Government. It was not uncontentious. And some of the Sayce
recommendations were fiercely criticised by some disabled people34. But debate
and disagreement does not of itself mean that Government is not listening and
acting on what it hears.

30Liz Sayce, Getting in, staying in and getting on: Disability employment support fit for the future, June
2011

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment data/file/49
779/sayce-report

3Department for Work and Pensions, Specialist disability employment programmes: Consultation on
the recommendations in Liz Sayce’s independent review Getting in, staying in and getting on, July
2011

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment data/file/22
0410/sayce-consultation.pdf

32 Disability and Health Employment Strategy 2013:
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment data/file/26
6373/disability-and-health-employment-strateqgy. pdf

33 Department for Work and Pensions, Evaluation of the Personalisation Pathfinder: Supporting
people with health conditions and disabilities into employment, June 2018
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment data/file/71
2997/evaluation-of-the-personalisation-pathfinder-trial. pdf

34 Disabled People Against Cuts, Busting the Myths Behind Remploy Closures, 18 July 2012
https://dpac.uk.net/tag/sayce-report/

34


https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/49779/sayce-report
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/49779/sayce-report
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/220410/sayce-consultation.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/220410/sayce-consultation.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/266373/disability-and-health-employment-strategy.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/266373/disability-and-health-employment-strategy.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/712997/evaluation-of-the-personalisation-pathfinder-trial.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/712997/evaluation-of-the-personalisation-pathfinder-trial.pdf
https://dpac.uk.net/tag/sayce-report/
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DWP therefore regularly uses many mechanisms for understanding how its
programmes are experienced by disabled people. But:

e Isitgenuine?
o0 Is DWP actually listening and hearing?
0 Is the Department acting on what it hears?
o0 How far are disabled people co-designing or co-producing policy or
operational processes?

e Isitworking? Is it leading to demonstrable improvements?

The following sections explore these questions in more detail.

FINDING #2

From the above evidence we’ve seen, talking to officials, and observing a
listening event we can conclude that the intention to engage is genuine.

We are clear, from many meetings with different senior officials in DWP, that they:

e acknowledge there are issues with PIP, with WCA, and with the support they
want to offer disabled people to get into and sustain employment. They are also
aware that the lack of trust limits the extent to which they can improve the
service DWP provides. It also makes disabled people reluctant to engage with
work coaches and the employment help DWP can offer.

e are committed to engaging with disabled people to understand these problems
fully and to find solutions.

e are currently doing this in developing the health and disability green paper, and
in designing improvements to the way the Personal Independence Payment
and the Work Capacity Assessments operate.

However, it is not clear that this is yet part of the DNA of DWP, and organisations
who have regular contact with the Department suggested to us that it is patchy. It
appears to be much more part of the way that the Health Transformation
Programme and the Green Paper process operate than in other areas. Nor is it
clear that this is how DWP intends to operate on all its programmes — whether with
disabled people specifically or all people affected by its services. It is making a
concerted effort now in some parts of the organisation, but will that be maintained
or extended to all parts of the Department’s business?
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FINDING #3

DWP is listening, but could be listening more effectively.

In its preparatory work ahead of its forthcoming health and disability green paper,
DWP has held listening events in many different parts of the country, designed to
pick up views from disabled people who are not normally reached by government
consultations. Previous exercises like this have in the past tended to be based in
big cities, requiring disabled people to travel. This process has been much more
geographically spread. They have also deployed their user-centred design
expertise to drill down into user needs, to define the problem and start to develop
solutions. They have started work with a group of stakeholder organisations to test
out some of the design issues at a more strategic level. An Assessment Advisory
Panel is also helping them think through how to make assessment processes more
effective. This is composed of academics, organisations of and for disabled people
and others.

However, inevitably, there are improvements that can be made. Several officials
told us they were not sure how far they could go in opening up potential policy
options for discussion. It was also apparent that some officials, who were confident
when working with their contacts in professional stakeholder organisations, were
not sure how to go about setting up productive conversations with claimants who
were not used to having policy discussions.

The lack of a structure is also evident in other areas:

e DWP does not seem to have a clear strategy for knowing whether they have
engaged all groups of disabled people, or whether there are some that they
have not reached and, if so, which. Nor do they seem to have a methodology
for reaching them. BAME groups appears to be a major lacunae and, given
they are not that difficult to engage (Public Health England's listening exercise
in May this year heard about the impact of Covid-19 from 4,000 mainly
BAME people in 17 stakeholder events®®), we wondered how the Department is
going to reach other disabled people with poor communication channels and/or
skills, for example homeless disabled people.

e The Department’'s dependence on big national charities appears to be related
to this. It needs to build (or in some cases rebuild) relationships with smaller
disabled people’s organisations. We therefore welcome the fact that the
Cabinet Office Disability Unit has recently established a Disabled People’s

35 Public Health England. Beyond the data: Understanding the impact of COVID-19 on BAME groups.
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/89
2376/COVID_stakeholder engagement synthesis beyond the data.pdf
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Organisations Forum, chaired by the Minister for Disabled People, Health and
Work, which will enable DWP to re-engage with a broader group of user-led
organisations again. We understand the first meeting discussed plans for the
Health and Disability Green Paper.

e Neither do DWP’s IT systems support a fine-grained approach. We were told
that, with some exceptions, limitations in the way that information about
claimants is captured, coded and stored, mean it is difficult for DWP to use its
claimant data to understand how people with particular impairments, or
belonging to particular minority groups fare in its programmes. This is evident in
many of the equality analyses we see.

e Atlocal level, our (limited) sampling suggests that the Department can have
really good networks with local partner organisations — but they tend to be
service delivery organisations, in some cases funded by the Jobcentre. In other
words, organisations that DWP works with to provide support to their shared
clients; not other organisations which might offer a different perspective. We
have met local, long established, organisations of disabled people who are
actively engaged with local social service departments or NHS providers, who
say they have never been approached by their local Jobcentre. And these are
organisations that we have managed to reach, despite very modest resources.

e When the Department’s partnership or stakeholder managers have talked us
through their stakeholder analysis, they tend to show that organisations are
valued for what use they can be to DWP in getting its messages across (e.g.
explaining to claimants how to use the social security system) or how influential
they are. How good they are at representing the views of disabled people does
not seem to be so strong a factor.

Does listening inform what DWP does?

Finding #4

It is hard to be definitive on how far DWP is acting on what it hears.

The forthcoming health and disability green paper is work in progress for DWP, so
on this particular question it is too early to say. The essence of user-centred design
processes is that design happens interactively with users. So if DWP are deploying
the process properly, then the answer ought to be yes. DWP officials also
convincingly describe how it operates. However we have not had an opportunity to
observe the process and, as DWP does not routinely publish what happens inside
the design process, we have had to accept this on trust.




Social Security Advisory Committee

However, user-centred design is only one of the ways in which DWP is involving or
listening to disabled people. DWP has given us examples of policy and other
changes being made as a direct result of feedback gained in discussions with
disabled people. One example cited was how information provided by Macmillan
Cancer Support helped shape and strengthen the support in place for cancer
patients.

The clearest example of tangible improvement following engagement with the
Department is the development of a prototype within the UC programme to
improve how people provide third party consent.

In response to this feedback, and in line with a recommendation made by the
Social Security Advisory Committee (SSAC), the Department developed a
prototype which will sit within the UC journal and is intended to allow claimants to
provide consent quickly and easily.

Macmillan Cancer Support

Another example shared with us was the appreciation that people with autism can
find Jobcentres difficult places to be, and so need appointments at quiet times and
preferably in a calm part of the office. All Jobcentres have been asked to assess the
changes they need to make to make their service more accessible to people with
autism.

We were also told that linking the PIP and WCA assessment processes would stand
a good chance of improving the quality of both — and relieve people from having to
repeat information they’'ve already given. Objectively it could improve claimants’
experience and lead to better decisions being made. However, some disabled
people reacted negatively to this, questioning DWP’s intentions. So the Department
is being very careful about how this possible improvement is being tested and
developed.

Finding #5

At different times, and in different contexts, DWP has operated at all the
rungs of the ladder of participation

38
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Co-production In non-social security contexts, like its
health and work programme, it is much more
likely to work in a fully participative way. And
it has several times developed policies and
procedures using co-production or co-design
— e.g. working with disabled and employer

representatives to develop Disability
Engagement Confident.

Co-design

In social security policy and operational
design, it is normally in the middle ‘Doing
For’ tier, ranging from informing to high levels
of engagement. Disabled people are actively
participating in the operational design
process. But the process is managed by
DWP officials. At a more strategic level, a
senior DWP official has described the

Consultation

current process as ‘participative design’. It
is not co-production as that means shared
decision taking and responsibility.
However, in the current reform context, there
is clearly a high degree of engagement.

Coercion

Finding #6

It is too early to say how far this is leading to demonstrable improvements

DWP is working on the basis that by better involving disabled people they can make
social security more effective — by improving the experience of people claiming
benefits, reducing error, and making it easier to help people to find work. It will take
some time to see whether these outcomes are achieved. So, this question is
unanswerable for the time being. We have therefore looked at the literature to see
how far it offers ground for confidence.

Some people, including DWP officials, also argue that involving citizens in issues
that directly affect them is the right thing to do in a modern democracy. This chimes
with much of the literature on co-production which assumes that as a matter of
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principle, it is the right thing to do. As a result, evaluations of co-production and co-
design tend to look at what works in running such projects, and there is not a great
deal of objective research on whether co-production or co-design delivers its hoped-
for results.

However, there is some. The literature on user-centred design (third rung down on
the ladder of participation) suggests that it enables organisations to have a deeper
understanding of problems and a greater chance of developing products or services
that work well.36:37:38.3%9 Moreover, analyses by Social Care Institute for Excellence,
The New Economic Foundation and others suggest that in health and social care
and in community development there is positive evidence for improved outcomes
from co-design and co-production.*® For example:

e Costed returns on investment in terms of social and economic value.
e Professionals having a greater focus on outcomes and prevention.

e Fewer and shorter hospital admissions.

So there are grounds for cautious optimism that DWP’s current investment in greater
involvement will lead to better outcomes, and potentially that the more it involves
disabled people, the more workable its policies will be.

However, co-production and user-design, whatever its intrinsic value, does not
guarantee success, or mean that the result is controversy free. Disability Confident
whilst co-designed has come in for a degree of criticism. And far more controversial
benefits have also, at various stages of their development, involved disabled people
to at least some extent, as we describe below.

Personal Independence Payment

Personal Independence Payment (PIP), the Department’s replacement for Disability
Living Allowance (DLA), was introduced in 2013. It has had a difficult history. While
the new benefit delivered improvements for some people, particularly people with
mental health problems, it did not succeed in a number of fundamental ways. It did
not deliver the Government’s targets for savings or the expected reductions in
numbers on benefit. Spending and numbers on benefit continued to rise by 15-20

36 Interaction Design Foundation, User Centered Design,

37 Nadine Chochoiek, Explaining the Success of User-Centered Design — An Empirical Study across
German B2C Firms, Junior Management Science, 2017: 81-116

38 Karel Vredenburg et al, A Survey of User-Centered Design Practice, 2002

39 Daniela Petrella, User-centred design of flexible hypermedia for a mobile guide: reflections on the
hyperaudio experience,

2005

40 New Economics Foundation, Commissioning for outcomes and co-production: A practical guide for

local authorities, June 2014, p.7.
https://neweconomics.org/uploads/files/974bfd0fd635a9ffcd j2m6b04bs.pdf
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per cent more than forecast for PIP by 2017-2018. At the same time it resulted in
damaging experiences for many claimants — part of the reason for the current lack of
trust in DWP.#' It also has high decision overturn rates, a 73 per cent appeal
overturn percentage for PIP from 2013-2019.4?

One of the questions we set ourselves had been whether these problems could have
been avoided if DWP had involved disabled people effectively in the design and
implementation of the new benefit. Contrary to common belief, disabled people were
involved throughout the project to replace Disability Living Allowance, both in expert
advisory groups and in user-centred design. One official described the level of user
involvement as “unprecedented”. There were three broad phases:

Phase 1: Gathering evidence — what did people want from a new benefit?

DWP formed an expert group in 2010-12, with representation from Equality 2025 (a
disabled people’s advisory group to government), disability organisations and
professionals. There were multiple consultations on particular aspects of the new
benefit. DWP held round table events of 50-100 disabled people ensuring that it
heard a variety of perspectives — including differences between the views expressed
by disability organisations and what many disabled people said was important to
them. A formal consultation process was also undertaken, attracting over 5,500
submissions.*3

Phase 2: Testing ideas

Several documents* were published on the new benefit's processes. All
consultation responses were published because DWP wanted to be transparent.
DWP created a sample of 1,000 live cases so that different versions of assessment
criteria could be tested against them, until a version was consistent, could be
replicated, and appeared to deliver policy goals of equalising treatment of people
who had not fared well under Disability Living Allowance — e.g. people with mental
health or cognitive problems. Independent panels including disabled people verified
these assessments.

41 Office for Budget Responsibility, Welfare trends report, January 2019, p.120 (last accessed 29
September 2020) https://obr.uk/download/welfare-trends-report-january-2019/

42 Department for Work and Pensions, ESA: Work Capability Assessments, Mandatory
Reconsiderations and Appeals: September 2020 https://www.gov.uk/government/publications/esa-
outcomes-of-work-capability-assessments-including-mandatory-reconsiderations-and-appeals-
september-2020/esa-work-capability-assessments-mandatory-reconsiderations-and-appeals-
september-2020 , Department for Work and Pensions, Personal Independence Payment: Official
Statistics to April 2020 https://www.gov.uk/government/publications/personal-independence-payment-
april-2013-to-april-2020/personal-independence-payment-official-statistics-to-april-2020

43 Department for Work and Pensions, Disability Living Allowance reform (last accessed 29
September 2020) https://www.gov.uk/government/consultations/disability-living-allowance-reform
4 https://www.gov.uk/government/consultations/personal-independence-payment-assessment-
thresholds and https://www.gov.uk/government/consultations/dla-reform-and-pip-completing-the-

detailed-design
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Stage 3: Legislation and implementation

The legislation required DWP to conduct two periodic assessments of the new
benefit by an independent reviewer.*® This was a lesson learnt from the experience
of implementing the Work Capacity Assessment. Disabled people were incorporated
into the detailed design, development and testing of Personal Independence
Payment Processes.

This is not to say that the engagement could not have been improved. For example:

While the emergency budget in June 2010 had been clear that the Government
expected DLA reform to deliver savings of 20 per cent, we have not found
evidence that this featured prominently in DWP’s discussions with disabled
people and other stakeholders. One stakeholder told us that the language used
was about “creating a benefit for people who need it most.”

It began with pre-set parameters, and may have missed the ‘discovery’ phase
of user-centred design, meaning that the Government did not spend enough
time exploring what the underlying problems were, before deciding on the
shape of a solution. One participant in the design phase told us that the main
design decisions had already been taken and were non-negotiable — for
example decisions on the types of descriptors which were going to be used,
and that it would be a points scheme. Stakeholders put forward arguments that
there needed to be a failsafe, as a mechanical points based system would not
work for everyone, but a consultation respondent told us that the Department
“didn’t want to get into that at all”.

However, although the engagement could have been better. Several other reasons
have been given for the outturn.

The original costings were based on sparse policy detail.*® The sample size of
1,000 cases, whilst large in historical terms, was actually too small from which
to draw valid conclusions.

Some of the providers had no prior experience of this work.

45 The two independent reviews of PIP were undertaken by Paul Gray CB in 2014 and 2017.
46 Office for Budget Responsibility, Welfare trends report, January 2019, p.120 (last accessed 29
September 2020) https://obr.uk/download/welfare-trends-report-january-2019/
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e The implementation process was rushed. For example, the plan had been to
fully test PIP processes before national rollout.*” In actuality, although DWP
received 9,000 claims in the first three months before PIP rolled out nationwide
in June 2013, only 660 assessments had been completed and only 360
decisions had been made.*®

However, the fact remains that one of the fundamental features of the new benefit
was that the existing Disability Living Allowance claimants were going to be reviewed
against the new criteria and would therefore be at risk of losing significant chunks of
income. There can be no question that this would always have been difficult and
distressing, whatever the quality of the consultation and design process.

5. What can we learn from elsewhere?
Models of involving disabled people in other administrations

Co-production and intensive involvement of disabled people has a longer history,
and is more common, in health and social care than in DWP. We have looked at
different approaches to involving disabled people in several types of public sector
organisations, both large and small. No model is directly transferable, because the
contexts are different. But each offers elements which are worth considering:

The NHS in England#®

English NHS bodies have a statutory duty to involve patients and the public in
planning, developing proposals for services and decisions which affect services. It is
seen as vital when NHS bodies are making difficult decisions with limited resources.

There are mechanisms to ensure that NHS bodies do involve people. These include:

e A requirement to report annually on how they involve people affected by their
decisions and services.

e The Care Quality Commission (CQC) inspects NHS providers against their
statutory responsibility.

e Service reconfiguration plans have to be taken to local authority chaired
Overview and Scrutiny committees. Those that fail, fail in part because they
have not fully involved elected members or people affected by the change.
Those that can demonstrate detailed, active involvement might be allowed to
proceed without a second stage of formal public consultation.

47 DWP, DLA reform and Personal Independence Payment — completing the detailed design, March
2012, p.2

48 House of Commons Committee of Public Accounts, Personal Independence Payment, 9 June
2014, p.7

49 This section is only about the English NHS. We have not looked at the legislative requirements or
practice in the NHS of other parts of the UK
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Although mandatory, NHS bodies vary in the quality of their involvement. We have
heard in particular that some find it difficult to engage more marginalised groups.
However, NHS England has set up a unit to develop best practice and advise NHS
bodies on this. They also publish extensive guidance and policy papers on how
NHS England itself will practice involvement (including different forms of
participation and different ways of reaching diverse communities), and on how
commissioning bodies should practice involvement.>°

One example of co-production in the NHS is the NHS Accessible Information
Standard. It is mandatory for all NHS public facing services, and CQC inspect
against compliance with it. Its main features include:

e Itinvolves an advisory group of all the main charities, and a co-production
group in which all stakeholders are represented.

¢ Different elements of the standard were developed by particular cohorts of
people with different lived experiences.

e It was trialled in trusts and GP practices.

e |t was tested with producers who continually involved users.

We heard that key to its success was:

e Keeping the scope under control.

e Active involvement of people with lived experience (including people with
learning disabilities), not just people representing them.

e Active involvement of the key professional bodies so that all had signed up to it
before it was formally agreed.

e Follow through into the detail of key enablers, e.g. NHS IT standards and
coding changes to NHS computing systems.

Disabled Persons Transport Advisory Committee (DPTAC)

DPTAC is a statutory body advising the Secretary of State for Transport on a broad
range of issues relating to transport for disabled people. There is a requirement for
at least half of its membership to be disabled, and in practice the majority are. It has
four main meetings a year — which adopt a similar format to select committee
hearings. But most of the Committee’s work is undertaken in working groups
comprising advisory committee members, officials, experts/organisations who can
contribute to the subject. Its forward plan is driven by priorities and actions in the
Inclusive Transport Strategy (which the Committee helped the Department for
Transport (DfT)to develop). It works with officials on policies before they are opened
up to formal consultation. The Chair has told us that “if we have to respond to a DFT
consultation we feel we’ve failed”.

50 E.g.: https://www.england.nhs.uk/wp-content/uploads/2017/04/ppp-policy.pdf
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But it is not the only way the Department for Transport involves disabled people. It
has set up an Inclusive Transport Group with organisations of and for disabled
people. Moreover, DPTAC expects the Department to talk directly with
people/organisations with an interest and expertise:

“Don’t talk to us and tick a box...We expect [DfT] to find the right people,
engage with them properly and we will scrutinise them on that...let's see who
[DIT is] talking to, and what's the quality of it.”

DPTAC'’s Chair says they have a productive relationship with the Department for
Transport because DPTAC is a critical friend, not adversarial but strategic. And it has
increasingly broadened its focus from people with obvious physical impairments to
people with hidden impairments — physical, cognitive, behavioural. So it is helping
the Department for Transport to think about its overall responsibilities to citizens ...
with potential benefits to non-disabled citizens too.

Local Authorities

The London Borough of Hammersmith and Fulham, which has to make significant
efficiencies in its budget, has adopted a report it commissioned: Nothing about
disabled people without disabled people.®! It has appointed the report’s author, Tara
Flood, to lead the implementation of co-production in the borough. Though the
genesis of the approach was about disabled people it applies to all of its residents.

Tara argues that “...you can save money by providing services that people actually
want, rather than what you think they need”. She describes some of their work as not
yet full co-production but heading towards it. The challenges include cultural issues —
for example officials can be fearful of getting something wrong or spending money
inappropriately — and the tight fiscal situation. However, this is balanced by:

e Political buy-in: Councillors are prepared to take risks that officials are cautious
about.

e Mutual respect: ultimately, the local authority has the budget, authority, and
accountability, but recognises the power of citizens to engage and contribute.

e A high degree of honesty and openness.

The Wigan Deal

Wigan Council is another Local authority which has responded to a budget challenge
by involving its citizens. In this case not by co-production, but by listening at scale.

“Wigan Deal meant listening individually and responding systemically”

51 https://www.lbhf.gov.uk/councillors-and-democracy/resident-led-commissions/disabled-people-s-
commission/nothing-about-disabled-people-without-disabled-people
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It was a response to projected reduction in their budget of around 40% in ten years.
Wigan was more affected by central Government spending reductions than many
other local authorities because central grants accounted for a larger proportion of its
overall income than elsewhere).? It is a long term, structural shift in the way the
council works with and delivers services to residents. People do not represent ‘units
of need’ but ‘long term relationships’. The Deal is based on listening to what is
important to residents — ‘what they like doing and want to do’ and responding to
them, locally. It is also based on people doing things for themselves where possible -
replacing centrally organised public services with a plurality of locally based
community services — e.g. the Council has commissioned 500 different grass roots
projects.

The Wigan Deal practiced listening in multiple ways:

e Wigan trained all its 5,000 staff in ethnographic listening and observation
techniques, so that they could listen harder and better and ‘stop assuming
things about people’

e Itinvolved people with lived experience on specific issues — e.g. in community
panels to judge the proposals for grass roots projects.

e Sunshine House, a traditional day care centre, was redesigned and is run by
local community.

e The Leader of the Council and Chief Executive met all 5,000 workers through
small two weekly staff engagement meetings.

e Every two months or so they held ‘have your say’ meetings with residents in
local areas, inviting all projects and residents to meet the Leader and Chief
Executive on a converted double decker bus.

e |t extended Listening and involvement to all public services working in Wigan,
including the Police, NHS, and the Jobcentre.

In addition to living within a reduced financial envelope, Wigan also reports
improved outcomes.

e Social Care: average packages were around £2,000 weekly: ‘Social workers
tended to think expensive meant best’. Wigan looked at everything people said
they liked and wanted to do, invented community bodies, community projects,
built community and social infrastructure, keeping all its community centres and
libraries open; and stopped doing things that did not work. The result was better
outcomes at much lower cost.

52 https://www.kingsfund.org.uk/publications/wigan-deal p11
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Health: Wigan had very poor morbidity and mortality rates. The Council
focussed on what activities people enjoyed and helped residents to do them.
We were told by Donna Hall, the Chief Executive from 2012 to 2019 that Wigan
is one of relatively few localities where health inequalities have reduced over
past ten years. Healthy life expectancy, which had been worsening before the
Wigan Deal, increased at a faster rate than in most of its statistical
comparators, at a time when the national average was largely stagnant.>?

Cared for children: The Kings Fund report on the Wigan Deal suggested that
in both adult social and children’s services that a new relationship is emerging
that sees service users becoming active partners in rather than passive
recipients of care. Donna Hall suggested that one example of this was a shift in
the approach to children in care. Before the Deal the numbers had been rising.
Wigan’s analysis showed that that nearly 90 mothers accounted for around 500
children taken into care. They were following OFSTED recommendations, and
services were rated good. However, they had not been listening to mothers and
acknowledging their bereavement. With their new approach, looked after
children numbers have fallen.

MORI satisfaction survey: there has been a 59 per cent increase in
satisfaction with how council provides services.

Scottish Government and Social Security

Several social security benefits, including disability and carers benefits, have been
devolved to the Scottish Government. In effect, the Scottish Government’s approach
to developing its social security system institutionalises co-design on a large scale.
It is characterised by:

A three-way partnership between people with lived experience (many of whom
are disabled), organisations who support people who claim benefits (some of
which are user-led), and officials.

Transparency of process and product.

Ministers and officials retain control of the overall process (so best described
as co-design rather than co-production).

The following paragraphs explore this in more detail.

The Scottish Social Security Act 2018 sets out eight principles; one of which is ‘the
Scottish Social Security system will be designed with the people of Scotland on the
basis of evidence’. To help it frame social security policy, the Scottish Government

53 https://www.kingsfund.org.uk/publications/wigan-deal p65
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asked people with experience of social security to volunteer to join Experience
Panels. Over 2,400 people registered, 83 per cent of whom identified as being
disabled or having a long-term health problem.

The Act required a Charter for Social Security to be co-designed with people who
had experience of social security and stakeholder organisations. Government asked
a core group of 34 people with direct experience (mainly drawn from Experience
Panel members) to co-design the Charter. That core group worked with officials and
a stakeholder panel of Scottish organisations. Co-design work took place over six
months from June to December 2018 and a draft Charter was laid before the
Scottish Parliament in January 2019.

When it came to developing proposals for Disability Assistance, the Scottish
Government emphasised listening: (i) to individuals who have a lived experience of
the current social security system and (ii) to organisations representing disabled
people or people with long term health conditions. This input was gathered through
Experience Panels, through a Disability and Carers' Benefits Expert Advisory Group.

The Scottish Government’s approach also emphasises transparency. All of the
advice of Experience Panels is published, as was the process followed to develop
the Charter.>* The Disability and Carers Benefit Advisory Group publishes its work
plan, minutes and advice.%®.

This approach is not just applied in social security in Scotland. The recently
completed Scottish Care Review, which commits the Government to major changes
in the Scottish Care system, was based on 5,500 interviews - the majority of which
were with young people in care, or adults who were taken into care as children. %6

Commonalities

All of these examples are very different. None are simply transposable into a DWP
context. The Scottish Government’s social security responsibilities represent the
closest parallel, although they have not yet had to wrestle with the challenge of
running a very large scale, complex, benefit in practice. However, some common
themes emerge.

54 Scottish Government, Social Security Experience Panels: publications
https://www.gov.scot/collections/social-security-experience-panels-publications/; Scottish
Government, Social Security Scotland: our charter https://www.gov.scot/publications/charter/
%5 Scottish Government, Disability and Carers Benefits Expert Advisory Group
https://www.gov.scot/groups/disability-carers-benefits-expert-advisory-group/
%6 https://www.carereview.scot/wp-content/uploads/2020/02/Pinky-Promise.pdf
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Charities: ‘It's easy to engage with charities but you have to challenge them.
You have to say ‘we want to work with your service users’. ‘Charities will have a
position which does not necessarily reflect what their users think’.

User-led organisations: ‘Offer a different perspective. You have to get a
variety of different perspectives into the room’.

Honesty: ‘When you take a different decision, acknowledge that you've heard
other views, say you disagree and why.” ‘Sometimes, co-production isn’t
possible — so it's important to be honest and clear what’s up for discussion’.

Courage: ‘You have to be brave about this’

Leadership: You have to have permission, and political buy in. We heard that
senior managers in one organisation ‘gave us lots of air cover for when it goes
wrong.... We're not castigated; we're just expected to learn from it.’

Mutual respect: Underpins any form of joint working.

Openness: ‘We publish unedited notes of discussions (though not attributable
to particular people or organisations)’. ‘You have to out where you've got
different experiences and views'.

Culture: The challenge of ingrained cultural attitudes — officials can be fearful
of getting something wrong, or spending money inappropriately. A culture that
values people’s views and engagement as a way of improving policy or
services, and continuously learning, can improve relationships, reputation and
outcomes.

Diversity: important to ensure you are reaching groups who are not normally
listened to.

Long term engagement: You cannot do participation in fits and starts. It
requires continuous, consistent practice.

6. Constraints and challenges in DWP

There are inevitably very real barriers to delivering greater involvement. Some are
structural, some change over time.

Structural Barriers

Some structural barriers are common across Government:
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e Governments are committed to implementing their Manifesto commitments.
They have a mandate to take decisions which may not be popular with the
people most affected by them. Even when policies are co-produced with the
community who are most affected by them, it is Ministers who are
accountable to Parliament for them, and for their success or failure.

e The potential for political challenge — fair or otherwise — makes confidentiality
about possible options attractive to Ministers and officials. Otherwise
potentially viable options might be closed off without ever being properly
considered. There may be too big a gap between the non-negotiables of the
Government when it wants to develop a new policy, and the non-negotiables
of the communities or organisations they want to work with.

However, some barriers are specific to social security. Perhaps the most specific is
that social security spending is demand led. It does not have a fixed budget. So,
expenditure control depends in large part on rules of entittement. This limits the
government’s room for manoeuvre. It is not simply a matter of defining policy
objectives and leaving local decision makers to manage priorities on the ground. The
rules of entitlement, in effect, define the likely public expenditure effect. It also means
that even simple decisions on social security policy cannot be made on DWP
Ministers’ own authority but require approval from HM Treasury. This is very different
from the position in many other departments where Ministers have a large degree of
autonomy in deciding how an overall budget will be spent. It is not unknown for DWP
Ministers to find themselves in the position of having to implement policy proposals
defined and announced by the Chancellor or the Prime Minister

Another unusual feature of DWP is that it directly administers most of its
programmes. Its Ministers and senior officials are directly accountable for operational
weaknesses. Fraud and error are ever present risks — so controls and verification are
always going to be important issues for DWP. Just as importantly the Department
holds a huge amount of personal data, so IT systems and protocols about access
and disclosure must be secure.

‘Variable' Barriers

Some barriers change over time.

e The starting point for the journey varies. DWP has acknowledged it is starting
from a point where trust has broken down. One participant told us, ‘You can’t
go from no relationship to full co-production on everything in one step. DWP
needs to start small with a discrete project and develop a working relationship
from there. In Scotland there are good relationships between disabled
people’s organisations, built up over a long period’.
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e Political appetite for open collaboration varies — depending on Ministerial
personality and political context. Several policy officials told us they were not
sure how far they could discuss potential policy proposals as it was unclear
how comfortable (or otherwise) Ministers would be with that approach.

e Culture — the importance of controlling spending, conditionality, defences
against fraud, use of sanctions, and data security have cultural effects. Some
told us that they regard DWP’s culture as inward looking and rule-based. Tom
Pollard in Pathways from Poverty argues that ‘direct responsibility for delivery,
and the size and complexity this entailed, fundamentally shaped dynamics,
culture and thinking internally’ has made DWP ‘institutionally incapable’ of
radical change. This may be unfair — but it is hard to ignore the fact when lock
down happened DWP officials did not yet have access to software like
Microsoft Teams to have video-conferences with people and organisations
outside the Department. As the overwhelming IT demand was then to equip
thousands of officials with the capacity to handle social security claims
remotely, giving DWP staff access to Microsoft Teams took several months to
roll out.

e Accessibility — there is a credibility problem when services are not accessible
to disabled people. We did not set out to look at this. We took it as read that,
as a basic principle, the Department which was responsible for introducing the
last Disability Discrimination Act, and until recently hosted the Office for
Disability Issues, should ensure its processes are accessible. However, we
have received many representations that in practice this is often not the case.
For example, a blind man receiving support from Access to Work pointed out
that its processes are paper based and often require him to sign papers that
he cannot read. In August this year DWP entered a legally binding agreement
with the Equality and Human Rights Commission (EHRC) to improve support
for deaf customers accessing its services by telephone, after complaints that
these were difficult to arrange. Nor are access barriers restricted to disabled
people. As one of the people we spoke to said, ‘if you spend an hour and a
half on hold waiting for someone in a DWP call centre to answer the phone, it
tells you they think your time is unimportant...Just think what it’s like if you've
got cancer and 6 weeks to live’.

Are they surmountable?

For these reasons full, equal, co-production of some aspects of social security like
the rules of entitlement will always be hard to achieve — but this does not rule out a
greater degree of co-design, and it does not rule out co-production on other
guestions.
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A much greater degree of involvement is possible in operational design and in
evaluation at both local and national level. But this requires Ministers and officials to
be prepared to share decision making authority on process, and potentially on the
final product. Standing committees where the agenda is set by what DWP wants to
talk about do not pass this test.

There will be times when major policy decisions affecting disabled people are taken
and announced without involving them, but this does not preclude a more open and
inter-active approach generally. The crucial thing is to establish and maintain an on-
going conversation with disabled people which is strong enough to survive difficult
times. It is helpful to start discussions early, before the red lines are set. But once
they are set, it is still possible to have productive joint working on aspects of a new
policy. Although, in these circumstances, the Government should not badge it as co-
production or co-design, unless its partners in the process agree.

Sometimes the key challenge for DWP is to reduce benefit spending or at least to
stop it rising. Other organisations in this situation have found that listening to
potential and actual service users can help them to cut spending; sometimes
substantially. Several of our contributors have argued that DWP should learn from
this.

This is a strong argument. But it is not easily applicable to DWP because those other
organisations often find they can deliver services in other more cost-effective ways.
For people getting benefits, being paid less money generally just means being worse
off, not receiving the same amount of value delivered in a different way. But this
should not rule out DWP discussing priorities for spending.

7. Recommendations

We asked for, and received, many practical suggestions for improvement from the
people we interviewed and in written feedback. These are summarised in Annex B.
We have drawn on these for our own recommendations. For DWP to engage with
disabled people more effectively, it needs in particular:

e To build trust.

e To reach beyond its established working relationships with large
national charities to smaller user-led organisations, and directly to
disabled people themselves.

e To get better at seeking out and listening to a wide variety of different
experiences, whether this is impairment groups, or disabled people with
other characteristics e.g. particular ethnicities, or facing other challenges.
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In order to achieve this, DWP needs more structure and predictability in its practice.
It needs to become more open and transparent and it needs to have a more
consistent culture — so that officials can be confident in their practice. Our report
points to a number of shortcomings which at first sight might appear disparate;
ambiguity of intent, weaknesses in making sure that DWP hears from BAME and
other communities, unpredictable feedback and others. We thought that they were
linked to the absence of a clearly articulated practice or methodology. DWP needed
to establish ground rules which would help develop a consistent understanding
across the Department of the purpose of engagement and the methods to deploy in
different circumstances ensuring: consistent implementation; improved mutual
understanding between DWP and diverse disabled people and their organisations on
the approach to engagement; and potential gains in both culture and trust.

Recommendation 1

Our primary recommendation is therefore that DWP should develop a clear
protocol for engagement. This protocol should be co-produced. It should be
applied consistently and comprehensively. It should cover both national and local
engagement, and both policy and operational development and evaluation. It should
be evaluated and improved over time. It should set out clearly:

e The principle that DWP will engage to the greatest extent possible in the
prevailing context; setting out what models of engagement should be adopted
in which circumstances.

¢ Principles about feedback and openness, so that disabled people know what
they can reasonably expect when they are engaged by DWP.

e Principles for accessibility, so that disabled people with different impairments
can have an equal voice.

¢ What DWP means by co-production and co-design, incorporating steering
arrangements which give disabled people an influential say.

e How DWP will engage with different sorts of organisations, ensuring that user-
led organisations, including small and local user-led organisations are actively
engaged®’

e Adiscipline for assessing whether DWP is hearing from a sufficiently wide
variety of voices across the range of protected characteristics, and how it will
proactively seek out people with particular experiences to remedy any gaps,
for example people with experiences across the spectrum of different
impairments, BAME disabled people with different heritages, homeless
disabled people, disabled survivors of domestic violence — learning ways of
doing it from best practice in government and in national health and social
care organisations.

57 In line with the UN Convention on the Rights of People with Disabilities
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e A commitment that DWP will routinely provide feedback on the outcomes of
engagement in terms of action taken, and engage disabled people in
assessing whether changes have worked.

Recommendation 2

Having a protocol will not by itself solve the problem of trust. We have seen that
organisations which involve citizens as part of their everyday way of working also
demonstrate that they are doing so. We have seen that they are also often described
as flexible, open, not defensive. These are terms which only some of our participants
have used to describe DWP.

Sometimes Ministers and officials in DWP will need to have confidential discussions
about contentious issues. But this should be a conscious choice, not the norm.

To demonstrate that this protocol is real, DWP needs to show that they are involving
disabled people, and organisations of and for disabled people. It also needs ground
rules which make openness the default position of officials.

We therefore recommend that DWP routinely publish information about its
engagement. This should include not only terms of reference, membership and
minutes of advisory groups, but also how citizens are involved in processes like
user-centred design, the lessons that are learnt in that process and what has
happened as a result. Where it is necessary that the content of discussions remain
confidential DWP could, in line with the approach already taken by Ministers,
quarterly publish a list of meetings and subjects discussed.

Recommendation 3

There is no substitute for engaging with disabled people directly. Much of DWP’s
engagement on disability issues is with large organisations for disabled people.
These employ policy professionals who understand how government operates, can
draw on large amounts of data, and often have national networks. However,
engaging with a third party, no matter how competent and well informed it is, is
clearly not the same as listening and talking to disabled people. No organisation can
speak for disabled people unless it is set up to do. There are also obvious risks that
disparate voices will be filtered through the organisation’s own policies

The Cabinet Office is setting up Regional Networks of disabled people and disabled
people’s organisations for Government to consult. Some of the Regional Chairs have
helped DWP set up local listening events. Whilst the Network will remain an
important avenue for DWP to engage with disabled people, the volume of DWP’s
business would overwhelm the network as it is currently constituted. An alternative
would be frequent, large scale surveys and listening events and ad hoc exercises in
which smaller groups of disabled people are engaged in more intensive, longer term
pieces of work. However, it can take time for individuals to develop the confidence
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and skills to enable them to contribute fully to complex discussions, so each discrete
exercise might require its own period of capacity building.

We therefore recommend that DWP recruit a large scale panel of disabled
people with experience of social security which DWP can consult regularly,
and draw from to work on detailed projects. The panel should be sufficiently large
that surveys using it produce valid results, but it should be weighted to include
people with different life experiences who are often overlooked. In Scotland the
equivalent panel has over 2,000 members. When asking panel members to join
sustained pieces of work, DWP should support them with facilitators and capacity
building as necessary. DWP should also consider recruiting similar panels at
local level to support Jobcentres.

Recommendation 4

DWP has traditionally relied on face to face meetings for its engagement. This can
not only reduce the amount of time available for meetings, but it can narrow the
range of people who can easily attend. At national level this tends to mean people
who can get to meetings in London and who are not phased or intimidated by a
round table meeting format. The pandemic has shown that other IT-enabled ways of
connecting with people are feasible and can increase accessibility.

We recommend that DWP should make increasing use of publicly available,
accessible, networking tools, including video-conferencing, to make meetings
and other forms of contact more accessible to disabled people. Officials who
use such tools should be familiar with their accessibility features. Additionally, DWP
should supplement these methods with other ways of reaching people who may not
be able to use such technology, because the software does not work for them, or
because of lack of skills, or good access to IT.

Recommendation 5

The services that DWP provides for disabled people are often delivered through third
parties — e.g. for carrying out PIP and WCA assessments. It would not be right if
involvement with disabled people stopped at the doors of third parties — particularly
third parties which provide a crucial part of the interaction that disabled people have
with the benefits system.

We therefore recommend that DWP routinely build its principles of
engagement into its contracting processes. For example, by involving disabled
people in co-designing contracts, the methods by which it evaluates bids, and
potentially directly assisting it to evaluate bids. DWP might also build evidence of co-
design into the way bids are assessed; and require user-experience metrics.
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Recommendation 6

It would be hard for DWP to build trust with disabled people if they experience
significant barriers in their day to day dealings with the Department. Though we did
not seek out evidence about accessibility we received a lot of examples where
access needs were not adequately supported both in benefits like Universal Credit
and in specific services for disabled people, like Access to Work.

We are therefore pleased that DWP is setting up a Reasonable Adjustment Forum
on Accessible Communications to identify, test and recommend improvements to the
services provided for those with accessible communication needs. We recommend
that DWP rapidly assess areas in which it needs to improve the accessibility of
their services and make it a priority to implement solutions.

Recommendation 7

Much of this is about culture. Embedding this way of working is a major cultural
change. Part of that shift in culture will involve seeing this way of working as not just
a nice to have, but as improving the professionalism of policy and operational
development as well as improving the department’s evidence base. In these terms it
is similar to longstanding changes in processes and ground rules which have
improved government and DWP statistics, research and economic analysis.

But such cultural change has to be led from the top. There is no point in having the
right policies if in practice they are not valued by the organisation or implemented
consistently.

We recommend that DWP shows through its leadership actions and messages —
from all leaders across the organisation - that involvement of people claiming social
security, including disabled people, is central to the Department’s responsive,
learning culture which ensures that feedback is reviewed and acted on. We also
recommend that the Department builds its expectations about involving disabled
people into its corporate governance arrangements. The Executive Team
should receive regular reports on progress. In addition, a non-executive
member of the Departmental Board should be given responsibility to
champion disability engagement and to have oversight of the progress being
made, reporting back to the Board on the Department’s performance at regular
intervals.
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ANNEX A
SSAC'’s call for evidence (also made available in Easy Read and BSL)

Consultation description

As part of its independent work programme, the Social Security Advisory Committee
(SSAC) is conducting research into how the Department for Work and Pensions
(DWP) engage with disabled people in formulating policies and processes which
affect them.

We are seeking evidence to underpin our research. We would therefore welcome
input from a broad range of organisations and individuals who have relevant insight
or evidence to share with us.

Background to our research project

DWP regularly consults disabled people, or organisations representing them, in
developing policies and implementing services affecting them. However, the extent,
consistency and effectiveness of that engagement is not clear.

This research aims to build a better understanding of that, and consider what scope
exists to improve DWP’s current approach, drawing on relevant best practice that
exists elsewhere.

The majority of changes to disability benefits over the past decade have primarily
affected those of working age. Our research will therefore focus on this group.

Call for evidence

SSAC is interested in obtaining evidence from a wide range of individuals and
organisations who have relevant evidence, experience or insight on the questions
below. In this call for evidence we are not looking for views about social security
benefits, but about how you think DWP listens to feedback from disabled people or
involves disabled people, and any ways in which this might be improved.

If DWP have engaged with you in the past, please answer the following
guestions:

1. Can you tell us about the process? For example:

e how did DWP invite you to take part?

o what information and/or feedback were you asked to give to DWP?

e what were the positives and/or negatives of your engagement with the
department? Can you explain why you have this view?

o did you find the process accessible? If you requested accessible formats or
adjustments were these made available?

« [for organisations] Did DWP request that they could speak with individuals
and/or groups of individuals from, or represented by your organisation, to
provide evidence (i.e. interviews, focus groups, etc.)
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« did the DWP provide any comments on the advice or feedback that they
received from you?

e please share any other relevant evidence of your engagement with the
department.

2. To what degree have there been benefits from engaging with DWP?

e have you seen any tangible improvements to policies or practices for disabled
people following your engagement with DWP? If so, could you set out what
these are? If not, what were the tangible improvements that you expected to
see?

« has DWP provided feedback to you on improvements the department made
as a result of engagement with stakeholders?

« following your engagement, did DWP give you the opportunity to comment on
draft proposals before final decisions were taken?

3. Based on your experiences, would you wish to engage with the DWP in future?

e Wwhat do you see as the positives and negatives of engaging with DWP, based
on your experience? Would you engage in similar circumstances in future?

e could the process of engagement with the department be improved? If so,
how?

4. Please tell us about other engagement you have had on disability issues with
public sector or other organisations outside of DWP? For example:

e please explain the process for this engagement?
e how did it compare with the way in which the department engaged with you?
What were the similarities and/or differences?

5. In your view, can the DWP’s process of engagement be improved and, if so, why
and how?

6. Is there anything else you wish to add about this subject?

If DWP have not engaged with you in the past, please answer the following
guestions:

7. In what ways do you think you could have made a valuable and constructive
contribution to DWP’s work, and what would be the most effective way for DWP
engage with you?

8. Would you wish to engage with DWP in future? Please provide the reasons for
your answer?

9. What would be the most effective way for DWP to make sure you could engage
with them?

10. Are there any areas or types of engagement that you would not have with the
department?
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11. Please tell us about other engagement you have had on disability issues with
public sector or other organisations outside of DWP? For example:
o please explain the process for this engagement?

12. Do you have any suggestions to develop the process for you to be able to
engage with DWP in future?

13. What would be your minimum expectations of who the department should
consult, and how that consultation should take place, to provide reassurance that
decisions taken by the Department are well-informed and credible?

14. Is there any other evidence on this subject you would like to add?

How to respond

Responses, focusing on the above questions, are needed by 11.45pm on 6 April
2020 and should be emailed to:

ssac.consultation@ssac.gov.uk

Or send to:

The Committee Secretary

Social Security Advisory Committee
7th Floor

Caxton House

Tothill Street

London

SW1H 9NA


mailto:ssac.consultation@ssac.gov.uk
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Summary of suggestions from consultation

e Better planning

(0]

DWP should provide further detail to organisations at the outset on the
scope of consultations, expected content and logistics (desired locations
etc.) of engagement with people.

There should be an organised process of engagement with organisations
of and for disabled people and there should be forecast plan of what
consultations are going to happen over a given 12 months for example
because this would assist them in planning their diaries and workload in
responding to consultations, attending focus groups, obtaining feedback
from their members and/or service users regarding answers to
consultation questions etc.

Find locations, settings and communication formats that work for a variety
of disabled people. Round tables discussions are intimidating and do not
work for some people

e Better timescales

(0]

(0]

Allow more time for consultation — small organisations need time to consult
members
Allow more time to arrange meetings

e Variety, variety

A variety of different perspectives are needed for any reasonably constituted
consultation.

(0]

(0]

DWP need to understand differences between charities working with
disabled people and disabled people’s and user-led organisations.

DWP needs to be in regular, proactive contact with small grass roots
Disabled People’s Organisations - a first step would be to generate an up
to date list and keep that maintained.

DWP should ensure that it engages with grass-roots organisations who
are in contact with the public

Department needs to recognise that engagement should be more specific;
e.g. mental health, physical health, etc. rather than hoping that general
engagement will reach all groups and that incorporating understanding of
people with a wide range of disabilities in making engagement accessible
IS important.
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DWP might ask other organisations to gather views, to get over the
trust/confidence issue — e.g. by going through user led organisations with
membership lists; asking people if they’'d like to take part directly or go
through a 3rd party.

DWP should use multiple means and channels to engage with people. E.g.
using good virtual engagement systems so that people who struggle to
attend can take part. Do not hold all meetings in London.

Building Trust

DWP need to demonstrate that listening to and involving disabled people is
important to them.

o
(0}

Participants need to see results to feel that engagement leads to results
There needed to be greater openness about the scope of consultations,
clarity needed to be provided by the Department about what is actually
being consulted on. DWP should be honest about timescales for change
or why options cannot be pursued

People needed to be kept informed about how their contribution are being
used and timescales for decisions. Feedback! Feedback!

Results of consultations should be published in full (due to past
demonstrations that DWP cannot be trusted to accurately represent the
results of consultations).

DWP should not misrepresent being at a meeting as co-production.
Publish all notes of discussions.

Organisation

(0]

(0]

Single point of contact through which key communications with the DWP
can be relayed, and published organisation charts or organograms.
When a key contact moves on, there should be handover arrangements
with external stakeholders so that continuity of engagement is not lost.
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ANNEX C
List of organisations involved in the consultation process

The Committee is grateful for the valuable input provided by people from the
following organisations who gave their time to advise us and provide evidence during
the course of this project.

Aldingbourne Trust

Alliance Scotland

Asian People’s Disability Network
Association for Disabled Professionals
BID Services

Birmingham Disability Resource Centre
Breakthrough UK

Business Disability Forum

Cardiff University

Cheshire Centre for Independent Living
Chronic lliness Inclusion Project

Deaf Across Leeds Enablement Services
Department for Work and Pensions
Disability Benefits Consortium

Disabled Persons Transport Advisory Committee
Disability Rights UK

Ekota Care Trust

Elite

Engage to Change Consortium
Equalities National Council

Evenbreak

Essex County Council

Hammersmith and Fulham Council
Health and Social Care Alliance
Inclusion London

Independent Lives

Leonard Cheshire

Macmillan Cancer Support
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Manchester People First

Mencap

Mind

Motor Neurone Disease Association
MS Society

MS Society (Wales)

National Autistic Society

National Survivor User Network
NHS England

Norfolk Citizens Advice
Parkinson’s UK

People First (Scotland)

Possability People

Reach

Richmond Aid

Realise Futures

Royal Association for Deaf People
Scarborough Disability Action Group
Scope

See Me

Signtogether

Sisters of Frida

Specialist Autism Services
Support for Sight

Thalidomide Trust

The Downs Syndrome Association
The Law Society of Scotland

The Royal British Legion

Thurrock Public Health Team

Engaging disabled people

UCL Public Policy and UCL Grand Challenge Justice and Equality

Unity Works
Upbeat Life
Versus Arthritis
Vita Health Group



Social Security Advisory Committee

Wellbeing Connect Services
Z2K
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