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Foreword by the Minister for Disabled People

Disability Living Allowance (DLA) has not been fundamentally changed or updated since it
was introduced, and no longer provides the framework for supporting disabled people that
is needed in the 21st Century. Over the last 18 years, DLA has failed to keep pace with the
changing approach to disability in society, as successive governments have not seized the
opportunity to review how this benefit works to support the aspirations of disabled people
today. As it stands, DLA is complex to apply for and to administer, lacks consistency in

the way it supports disabled people with similar needs, and has no systematic process

for checking the ongoing accuracy of awards.

Now is the time to reform DLA and replace it with a new benefit for working-age disabled people.
A benefit that better reflects the desire from disabled people to live independent lives, not to be
labelled by a condition, but to be judged for what an individual can do not what they can’t.

I would like to thank the impressive number of individuals and organisations who took the time
to respond to our public consultation on DLA reform. During the consultation period I met many
disabled people and their families, and disability organisations to discuss the reforms - I know
how important the support is that DLA provides, and how much people value the fact that it is

a cash payment, and can be spent to meet their own individual needs.

That is why Personal Independence Payment will remain a non-means-tested, non-taxable
cash benefit that people can spend as they choose. It will also remain a benefit that is paid to
people whether they are in or out of work. The priority is to support those facing the greatest
challenges to living an independent life.

The importance of Personal Independence Payment means that it must remain sustainable
for the future. Currently 3.2 million people receive DLA, an increase of around 30 per cent in
the past 8 years. The announced reduction in projected working-age spend by 2015/16 will
bring working-age expenditure back to 2009/10 levels.

Personal Independence Payment will be a more dynamic benefit that acknowledges that
people’s conditions change over time and that our understanding of how disability affects
people changes too, so rather than having 70 per cent of people on indefinite awards, as is
currently the case with DLA, we will introduce a new fairer, more transparent and objective
assessment, and, in most cases, introduce fixed term awards. In doing so, we need to take
account of the full range of disabilities and treat people as individuals, not labelling them
by impairment type, creating a truly personalised benefit that evolves over time.

I am clear that as we design and develop how Personal Independence Payment will work in
practice, we will need to continue to involve disabled people and their organisations. Their
expertise will be essential and this document sets out in more detail how we plan to do this,
so that their views are reflected in any changes we make.

Reform of DLA is long overdue. We have chosen at the first opportunity to legislate for a
new benefit for disabled people that delivers support with integrity and a focus on personal
independence - a benefit reform fit for the 21st Century.

MM Ar/&v/

Maria Miller MP
Parliamentary Under Secretary of State and Minister for Disabled People
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Executive summary

1. The Coalition Government is committed to reforming Disability Living Allowance
(DLA) to create a new benefit - Personal Independence Payment. We will create a
benefit that is simpler to administer and easier to understand, is fair, and supports
disabled people who face the greatest challenges to remaining independent and
leading full, active lives.

2. On 6 December 2010, the Government published Disability Living Allowance
reform (Cm 7984)® which set out our reform proposals and sought people’s
views. The consultation period closed on 18 February 2011.

3. This document outlines the responses received, from both individuals and
organisations, and provides further information regarding the replacement
of DLA and the introduction of Personal Independence Payment for people
of working age (16-64) from 2013/14.

4. We received more than 5,500 responses to the consultation, including nearly
5,000 responses from individuals. Around half of responses from individuals
were standard responses.? Over 500 organisations responded.

1 http://www.dwp.gov.uk/docs/dla-reform-consultation.pdf
2 Astandard response was defined as two or more emails or letters that contained the same text, but were signed
by different individuals.
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The need for reform

DLA was introduced in 1992 and is no longer in step with the needs of the

21st Century welfare system. It lacks consistency in the way it supports disabled
people with similar needs, and there is no straightforward way of reviewing
people’s entitlement to DLA on a regular basis, to ensure that they receive the
right level of benefit. We know that people’s conditions can change over time,
but 70 per cent of DLA awards are indefinite, with no clear guidance to the
individual on how they can report any changes in their circumstances to us.

It was clear from the responses received that some reform of DLA was welcomed.
Both individuals and organisations pointed to the confusing nature of the benefit
and inconsistent decision making. However, people are anxious to understand how
these reforms will be carried out.

As many people recommended, we will continue to place disabled people at the
heart of these reforms by involving them and their organisations in the design
and testing of the new system.

Many responses we received expressed concern about how the reforms would
achieve a reduction in projected working-age expenditure by 2015/16, although
some respondents did accept the need to keep disability benefits affordable and
sustainable for the future.

The Government is committed to ensuring that the new Personal Independence
Payment remains affordable and sustainable for the long term. In just eight years,
the number of people claiming DLA has risen from 2.5 million to 3.2 million -

an increase of around 30 per cent.?

Reducing projected working-age expenditure by 20 per cent in 2015/16 means
reducing working-age expenditure to 2009/10 levels in real terms - £11.8 billion.

The current system: What works?

We know there is a great deal that both individuals and disability organisations
value about DLA.

Respondents strongly supported the Government’s proposals for Personal
Independence Payment to remain a non-means tested and non-taxable cash
benefit that also acts as a passport to entitlement to other sources of help or
support. Many people commented that it was important to them to have space

on the claim form to describe the impact of their condition on their day-to-day life.

3 August 2010. http://83.244.183.180/100pc/dla_ent/tabtool_dla_ent.html
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The Government will ensure that Personal Independence Payment remains a
non-mean-tested and non-taxable cash benefit which people can spend in a way
that best suits them. We also believe that disabled people are best placed to tell
us themselves how their health condition or impairment affects them, and will
ensure that individuals are able to do this.

Personal Independence Payment:
Design of the benefit

Our aim, through the introduction of Personal Independence Payment, is to make
the benefit fairer, more straightforward to administer, and for it to be easier and
clearer to understand.

There will be two components of Personal Independence Payment; a daily living
component and a mobility component, each with a standard and enhanced rate.

There was no consensus in the responses we received on whether people with
certain impairments or health conditions should have an automatic entitlement
to Personal Independence Payment. Many do not think it is right that we should
judge people purely on the type of health condition or impairment they may
have, and are committed to a more individualised approach to assessing an
individual’s claim, and we agree.

Extending the Qualifying Period to six months will bring our definition of a
long-term disability in line with the Equality Act 2010 and align the benefit
more closely with the qualifying rules for Attendance Allowance.

The assessment and review process

We are developing the assessment for Personal Independence Payment in
collaboration with a group of independent specialists. It is being designed to
enable support to be targeted at individuals who require the most assistance
to live full, active and independent lives. It is intended to be a simpler, fairer,
more objective and more transparent assessment of individual need.

The assessment will consider an individual’s ability to carry out key everyday
activities. The greatest priority in awarding the benefit will be that it goes to
those individuals who are least able to carry them out. There was considerable
support in the consultation for the activities that we are proposing to include
in the assessment.

More than 70 per cent of the current DLA caseload has an indefinite award.*
Although we are able to reassess the level of award of any customer at any
time, there is not currently any systematic way of ensuring that awards remain
correct. This leaves disabled people more vulnerable to incorrect claims.

4 August 2010. http://research.dwp.gov.uk/asd/asd1/adhoc_analysis/2011/analysis_of_disability_living_allowance_
DLA_awards.pdf
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Under Personal Independence Payment, other than in exceptional circumstances,
awards will be for a fixed period. We will take a personalised approach to award
lengths, based on the individual’s needs and the likelihood of their health condition
or impairment changing.

Most individuals and organisations said that, for people who had a high level of
need or an impairment or health condition which would not improve or change
over time, a longer award with a less intensive assessment process would be
appropriate. We will consider how the review process can be designed to ensure
that it is proportionate and appropriate.

How Personal Independence Payment
will be administered

We received many suggestions for ways to make the administration of Personal
Independence Payment more straightforward and easier for disabled people,
their families and carers to understand.

The Government is committed to streamlining the application process and ensuring
that it is more transparent and less complex. This includes ensuring that we are
receiving the right types of supporting evidence at the appropriate part of the
claim process.

We have listened to respondents’ concerns and suggestions and, where they are
relevant, we will reflect the recommendations of Professor Harrington’s review?
of the Work Capability Assessment (WCA) in the design and development of the
Personal Independence Payment assessment and claims processes.

We will work with disabled people, their organisations and carers as we develop
Personal Independence Payment to make the application and administration process
as straightforward as possible. Annex 1 sets out how we plan to do this in more detail.

Children and people aged over 65

We do not plan to extend Personal Independence Payment to new or existing claims
for children from 2013/14. The needs of children are very different to those of adults
and we would want to build on our experience of developing the objective assessment
for claimants of working age before applying it to children. We would also consult
before extending any objective assessment to children.

Individuals already in receipt of Personal Independence Payment will continue to
receive the benefit past the upper age limit of 65, provided they continue to meet
the eligibility criteria. We will use the experience of reassessing the working-age

caseload to inform any future decisions on the treatment of this customer group.

5 Harrington M, 2010, An Independent Review of the Work Capability Assessment, TSO.
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29.

Mobility in care homes

The Government has listened to the strong concerns raised by individuals and
organisations about the Spending Review proposal to withdraw the DLA mobility
component from people in residential care. The Government will not now introduce
this measure as planned in October 2012. We are both reviewing existing and
gathering further evidence to inform how best to proceed. Meeting the mobility
needs of people in residential care will now be considered as part of the wider
reform of DLA. The Government is committed to ensuring that residents of care

homes are able to get out and about, and is therefore looking to remove overlaps
in funding, not mobility.
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The consultation

1. On 6 December 2010, the Government published Disability Living Allowance reform
(Cm 7984)¢, a public consultation that set out reform proposals and sought views
about ways in which the benefit could be improved.

2. To make our proposals as accessible as possible, the consultation document was
produced in a wide range of formats. These included Easy Read, Audio CD and
cassette, Large Print, and Braille. A translation of the executive summary was
made available in Welsh. A summary version, including consultation questions,
was produced in British Sign Language (BSL) on DVD. PDF versions of the main
paper and Easy Read versions, the BSL version and the Welsh executive summary
were also made available online at www.dwp.gov.uk/dla-reform or by request
to the Department.

3. The consultation closed on 18 February this year. During the consultation
period, the website was visited more than 90,000 times and the PDF version of
the document was viewed more than 35,000 times. We received nearly 5,000
responses from individuals, of which around 50 per cent were standard responses’,
and more than 500 responses from organisations.

6 http://www.dwp.gov.uk/docs/dla-reform-consultation.pdf

7 Astandard response was defined as two or more emails or letters that contained the same text, but were signed by
different individuals.
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Breakdown of responses

4. The responses gave the Government an overview of what works well with Disability
Living Allowance (DLA), as well as what needs to change. There was a wide
variety of views on what reform of DLA could achieve - including some differences
between the views of individuals and larger disability organisations. Pages 13-43
provide a summary of the views expressed by individuals and organisations.

5. Responses to the consultation were received via telephone, post, fax, email and
through our online consultation site.

Table 1 Breakdown of consultation responses

Origin of response Number of responses
Individuals 2,448
Organisations® 523
Department for Work and Pensions staff 85
Standard Responses 2,449
Total 5,505

6. To supplement the consultation document we held a series of meetings with

disability organisations at Ministerial and official level, and attended events
with disabled people and their organisations, as well as with our own staff,
to discuss their views. Pages 46-56 list the organisations that submitted a
response to the consultation.

7. DLA reform applies to England, Wales and Scotland. Social Security is a devolved
matter in Northern Ireland. The Government will continue to work closely with the
devolved administration in Northern Ireland to seek to maintain a single system
across the United Kingdom. Consequently, responses received from individuals
and organisations in Northern Ireland were considered during this process.

Structure of this document

8. This publication summarises the main points made by respondents and provides
the Government’s response to them. We have made it clear where we have
made a decision as a result of the consultation, and where we will provide
more information during the passage of the Welfare Reform Bill. Annex 1
summarises our next steps as a result of recommendations made from the
responses we received.

8 These include joint responses to the consultation from more than one organisation.
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Not all respondents chose to answer the specific questions asked; many people
preferred to provide their views on the reforms in general. Where possible, we
have tried to include these responses in the appropriate sections. Responses
that did not fall easily under the specific questions have been summarised under
Question 22: ‘Is there anything else you would like to tell us about the proposals
in this public consultation?’

In this response, we have grouped the questions and responses received into key
themes. For that reason, questions will not necessarily be dealt with in the order
that they were originally asked:

+ The need for reform

» The current system: What works?

* Personal Independence Payment: Design of the benefit

« The assessment and review process

« How Personal Independence Payment will be administered
 Additional comments on our proposed reforms

Both the Disability Living Allowance reform (Cm 7984) consultation and this
response are available at www.dwp.gov.uk/dla-reform.

If you would like to receive this response in a particular format, for example,
Large Print, Braille, Audio, or Easy Read, please contact:

Department for Work and Pensions
DLA Reform Team

1st Floor

Caxton House

Tothill Street

London

SW1H 9NA
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The need for reform

“I would like to end in saying that a reform of DLA is long overdue. Decisions

are currently made by people who often seem to have little or no understanding
of a lot of medical conditions and how they can impact on everyday life for
someone with a disability. The forms rely on the person filling them out being
clear and precise in their answers and basically saying the right thing.”

(Email response from a member of the public)

1. The Coalition Government is committed to supporting disabled people to exercise
choice and control, and lead active, independent lives. We recognise the important
role that cash benefits such as Disability Living Allowance (DLA) play in achieving
this, and are committed to maintaining an extra-costs benefit for disabled people.

2. However, DLA is no longer meeting the needs of a 21st Century welfare system
and is not sustainable in the long term. In just eight years, the number of people
receiving DLA has risen from 2.5 million to 3.2 million - an increase of around
30 per cent.? People are unclear about who qualifies for the benefit, and awards
can be inconsistent and subjective.

9 August 2010. http://83.244.183.180/100pc/dla_ent/tabtool_dla_ent.html


http://83.244.183.180/100pc/dla_ent/tabtool_dla_ent.html

Government’s response to the consultation on Disability Living Allowance reform

3. We know that people’s circumstances can change over time, but 70 per cent
of the current DLA caseload have indefinite awards?® with little clear guidance
to the individual on how and when they should report any changes in their
circumstances. Under the current system, there is no systematic process for
checking the ongoing accuracy of awards, which means individuals can carry
on receiving an incorrect award for a significant period of time. For example,
24 per cent of working age DLA claimants have either not had a change to their
award, or their award looked at, for a decade.!* This can mean that, over time,
support is not always targeted at those who face the biggest challenges in living
independent lives.

4. Over the last few years, we have been told by many individuals and disability
organisations that the benefit needs to be updated, made easier for disabled
people to understand, and for the Department for Work and Pensions (DWP)
to administer.

“We recognise that DLA is a system of support for disabled people that is in
need of reform.” (Essex Coalition of Disabled People)

5. In their responses to the consultation, most organisations agreed that DLA needed
modernising. Particular areas identified for improvement included simplifying the
claim process, recognising the barriers faced by people with learning disabilities
or mental health conditions, developing a more robust system for assessing
individual need and reducing inconsistent decision making.

“Decision Makers need more evidence from a wider range of professionals in
order to make a properly informed decision.” (Macmillan)

“[There] is an unacceptable inequality of access to the benefit, disempowerment
of claimants and a waste of public funds through groundless and avoidable
appeals.” (Cambridge & District Citizens Advice Bureau )

6. Individual respondents commented that the complex claim process and design
of the claim form needed to be improved. A few individuals commented that the
name ‘Disability Living Allowance’ had negative connotations.

“I love the new name seems more dignified than being given an ‘allowance’
for being disabled.” (Written response from a member of the public)

10 August 2010. http://research.dwp.gov.uk/asd/asd1/adhoc_analysis/2011/analysis_of_disability _living_allowance_
DLA_awards.pdf

11 Ibid.


http://research.dwp.gov.uk/asd/asd1/adhoc_analysis/2011/analysis_of_disability_living_allowance_DLA_awards.pdf
http://research.dwp.gov.uk/asd/asd1/adhoc_analysis/2011/analysis_of_disability_living_allowance_DLA_awards.pdf

12 The need for reform

7. Some DWP staff commented on the large amount of case law that had grown
up around the benefit - for example, around definitions of being ‘virtually unable
to walk’, which could lead to inconsistent awards. Others said that there was no
clear guidance on what evidence individuals should produce in support of their
claim, leading to delays in awarding the benefit. At present, around 50 per cent
of decisions are made without any additional medical evidence.?

8. Using the responses we received to the consultation, and with continued input
from disabled people and their organisations, we will design a benefit that is
easier to understand, has a simpler claim process, and is more straightforward
to administer. Personal Independence Payment will reflect the needs of disabled
people today, recognise that people’s conditions can change over time, and treat
people fairly, improving choice, control and the ability to lead an independent life.

12 Source: Pension, Disability and Carers Service Operational Management Information.
http://research.dwp.gov.uk/asd/asd1/adhoc_analysis/2011/analysis_of_disability_living_allowance_DLA_awards.pdf
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Summary of responses to
consultation questions

The current system: What works?

Question 1

What are the problems or barriers that prevent disabled people participating
in society and leading independent, full and active lives?

Question 3
What are the main extra costs that disabled people face?

1. Responses to these questions, from both individuals and organisations, illustrated
the individualised nature of disability. Respondents said that disabled people face
social, physical and economic barriers. Examples of social and physical barriers
included access to transport and getting to work; getting around more generally;
a lack of medical and social support; difficulties in socialising and social exclusion;
as well as the stigma faced by disabled people in society. Economic barriers that
were cited included reduced employment opportunities for disabled people, which
lead to lower incomes.

2. In their responses, many individuals said they incurred extra costs as a result
of these barriers. For example, in order to get around, people reported that they
incurred additional costs which included increased taxi usage and the purchase
of mobility aids.
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“One of the main barriers is the inability to get around on their own. It is true

to say that white canes and guide dogs are invaluable aids, however, they do
not replace the eye sight. Using Public transport is also a problem for people
with a sight loss. Firstly timetables can be difficult to read and if the person has
decided to travel by public transport it is a case that they are not able to get to
either the bus or train station thus often requiring the use of a taxi thus extra
costs are incurred. Most people with a sight loss often find it difficult to navigate
their way round shops and supermarkets meaning that they either have to rely
on friends or relatives to help them or use local council help which they have to
pay for.” (Fife Society for the Blind)

3. Many individuals also said that they incurred extra costs as a direct result of
their condition or impairment. For example, respondents cited the fact that they
might need to buy certain foods or follow a specialised diet, or they had higher
than average utilities bills and had to supplement the ongoing costs of aids
and adaptations.

“My condition also has dietary implications (gluten and lactose intolerance)
which mean that I cannot use most ready meals and as I can no longer cook
for myself this means extra costs in terms of food and food preparation.”
(Email response from a member of the public)

“Heating/electric - as usually at home for greater part of the day than those
that work full time, physically disabled individuals consume more energy costs.
Individual often requires more heat etc due to nature of condition. Specialised
equipment usually needs electric to run it (eg bath hoist, electric aids etc) and
charging of medical aids.” (Email response from a member of the public)

“Nearly everything I use is speech adapted so if my microwave breaks down
for example, it’s not a case of simply buying a new one I have to order it from
specialist suppliers.” (Quote from an individual taken from Leonard Cheshire
Disability Response)

4, Many respondents felt that barriers and costs such as these reduced employment
opportunities, leading to a further reduction in income. Social stigma was also felt
to be a significant barrier.

“The greatest barrier to disabled people participating in society is often
caused by the attitudes of able bodied people making instant assumptions
about disabled people. These instant assumptions usually betray a lack of
awareness of the full nature of a particular person’s disability. Moreover the
consequence of this is that the behaviour of an able bodied person may be,
albeit unintentionally, patronising. Other barriers are often physical. There are
still many workplaces and public facilities which are still not disability friendly.
(Email response from a member of the public)

”
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Organisations also provided a wide range of information about the extra costs
that disabled people face. In their response, Scope cited their research carried

out in conjunction with the think-tank Demos, recommending that an assessment
for an extra-cost benefit should be “multi-dimensional and personalised”, taking
into account factors such as housing and transport in addition to the ability to
carry out activities.??

Government response

Government is working across all departments to ensure that potential barriers
to inclusion are identified at as early a stage as possible and, wherever possible,
removed. Personalisation has a key role to play in this, together with choice and
control. So the Government has made a commitment to extend the greater
roll-out of personal budgets to give people and their carers more control and
purchasing power, and to use direct payments to carers and better community-
based provision to improve access to respite care. It has reformed Access to
Work, so disabled people can apply for jobs with funding already secured for
any adaptations and equipment they will need.

The principle of improving outcomes and giving people more choice and control
over the services they receive also underpins all the health and social care reforms.
The Government will also continue to help disabled students with talent and ability
to access higher education through appropriate, targeted funding support and

is establishing a new framework, with increased responsibility on universities to
widen participation in higher education.

However, we know that disabled people face additional costs to enable them

to lead full and active lives, and DLA provides a contribution to those as a non-
means-tested and non-taxable cash benefit. That is why Personal Independence
Payment will continue to provide a cash contribution towards these costs. The
consultation responses clearly showed the lack of consensus over what these
costs are and how they could be calculated. This supports the academic research
on the subject.

We do not think it practical to base eligibility for Personal Independence Payment
on a calculation of actual costs incurred. Such an approach would be expensive
and difficult to administer and would lead to inconsistent outcomes for individuals.
DLA measures care and mobility needs as a proxy for the extra costs disabled
people face. We will introduce a new assessment for Personal Independence
Payment, taking fuller account of the impact of impairments and reflecting the
21st Century view of disability.

The assessment will be a simpler, fairer, more objective and more transparent
assessment of individual need. It will take account of physical, sensory, mental,
intellectual and cognitive impairments, and will focus on an individual’s ability to
carry out key day-to-day activities. Mobility and the extent to which individuals
need care and support in their everyday lives will remain central to this.

13 Wood C and Grant E, 2010, Counting the cost, DEMOS.
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11. We believe that this approach will allow us to focus resources on those individuals
who are least able to live independent lives. We believe that incorporating external
factors such as transport and housing to the new assessment would, in addition
to being administratively difficult, lead to even more subjective and inconsistent
decision making, which is one of the criticisms of the current system. As we
implement the reforms, we will assess the extent to which the new assessment
accurately meets the aims of prioritising support to individuals who face the
greatest challenges and expense.

Question 2

Is there anything else about Disability Living Allowance (DLA) that should
stay the same?

12. Respondents to the consultation stated how important the money they receive
for DLA is in allowing them to lead independent lives.

“Currently the DLA allows me to be able to afford to keep an emergency
phone, to enable contact whenever necessary with my doctor/parents which
is massively important at time of acute mental distress, and to afford to run a
car which means I can take a more active role in social activities as due to my
mental health I am prone to extreme agoraphobia and a tendency to avoid
leaving the house after dark.” (Email response from a member of the public)

13. It was clear that people value the fact that DLA is non means tested, non taxable
and is paid as a cash benefit that is not linked to employment status. People also
valued that receipt of the benefit provided a passport to entitlement to other
sources of help or support.

14. The majority of respondents said that the special rules currently in place for people
that are terminally ill** worked well and should remain the same.

15. A lot of individuals and many organisations commented that having space on the
claim form to describe the impact on the individual of their health condition or
impairment was important and should be kept in the design of the new claim form.

14 A person is ‘terminally ill’ at any time if, at that time, he suffers from a progressive disease and death in consequence
of that disease can reasonably be expected within six months; Social Security Contributions and Benefits Act 1992,
Section 66, Subsection 2(a).
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Government response

We agree that Personal Independence Payment should remain a non-means-
tested, non-taxable benefit that is paid to disabled people whether they are

in or out of work. Payment will not depend on having paid National Insurance
contributions. It will continue to provide universal cash support and enable
disabled people to spend the benefit in the way which best meets their individual
needs. We will retain the special rules for individuals who are terminally ill,
providing a fast track service to the enhanced rate of the daily living component,
and removing the requirement for them to undergo assessment or meet the
required Qualifying Period.

We believe that disabled people are best placed to tell us themselves how their
health condition or impairment affects them, and recognise the importance of this
for many disabled people. Individuals will still be able to provide information about
their health condition and its impact on their daily lives. We will work with disabled
people and their organisations as we design Personal Independence Payment to
ensure this information is captured effectively.

Personal Independence Payment:
Design of the benefit

Question 4

The new benefit will have two rates for each component:

a. Will having two rates per component make the benefit easier to understand
and administer, while ensuring appropriate levels of support?

b. What, if any, disadvantages or problems could having two rates per
component cause?

The majority of organisations welcomed the move to the new, broader definitions
of the daily living and mobility components as being a better reflection of the real
experience of disabled people’s daily lives.

“We support the introduction of a ‘daily living’ component in place of the
‘care’ component, in order to reflect the breadth of needs among individuals
with the same disability and condition, as well as across these groups.”
(National AIDS Trust)

Department for Work and Pensions (DWP) staff also welcomed the move to
two rates within each component as they felt it would be more straightforward
to administer.
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20. However, many individual respondents to this question were concerned that, by
moving to two rates of benefit per component, we planned to remove the lowest
rate of the care component of DLA. Some organisations commented that, by
raising the threshold at which an individual would qualify for benefit, those with
some, but not significant, support needs would be disproportionately affected and
could end up using other government services at greater cost to the state.

“Until these rates, and their scope are defined, it is not possible to comment
in detail on this. However, it is likely that a two band arrangement will be too
broad and the parameters too coarse.” (Limbless Association)

Government response

21. We believe that having two components of Personal Independence Payment,
each with a standard and enhanced rate of payment and with more clearly
defined criteria, will enable us to better reflect in awards the impact of
impairments on individuals’ ability to participate in everyday life.

22. At present, the higher and lower rates of the DLA mobility component are based
on different criteria. With the exception of some automatic entitlements, higher
rate mobility is generally awarded for physical health conditions or impairments,
whereas lower rate mobility is linked to the need for supervision or guidance when
outdoors. This means that there is some overlap between lower rate mobility
and the care component, as the care component is largely based on the need for
supervision or attention. In the new assessment, there will be separate criteria
for each component, based on an individual’s ability to carry out certain everyday
activities. These criteria will determine entitlement to both the standard and
enhanced rates of the component, depending on the impact of a health condition
or impairment.

23. Our aim, through these changes, is to make Personal Independence Payment
fairer, more straightforward to administer, and easier and clearer for individuals
to understand.

24. All current recipients of DLA of working age (16-64) will be assessed against the
new criteria for Personal Independence Payment, starting from 2013/14.

25. We will make a decision about the monetary value of the different rates at
a later stage. However, our intention is to pay the enhanced rate for both
components at no less than the higher rate of DLA mobility and highest
rate of DLA care components.



26.

27.

28.

29.

Government’s response to the consultation on Disability Living Allowance reform

Question 5

Should some health conditions or impairments mean an automatic entitlement
to the benefit, or should all claims be based on the needs and circumstances
of the individual applying?

Respondents were split on whether some health conditions or impairments should
receive an automatic entitlement to the benefit. Many individuals cited their
personal circumstances and suggested that these should automatically qualify
them for Personal Independence Payment.

Around half of organisations agreed that it was necessary to consider the
impact of a health condition or impairment on an individual basis. However,
they recommended that for disabled people who need more support, we
might want to consider an alternative to the face-to-face consultation.

“We don’t believe that certain impairments should mean an automatic
entitlement to PIP.” (Scope)

However, the majority of impairment-specific organisations argued in favour
of automatic entitlement for members who need more support, citing the
administrative efficiencies that this could bring.

“This would be a retrograde step [to remove automatic entitlement] which
would not only introduce uncertainty for claimants, but would remove an
administratively straightforward process from a small number of well-defined
groups. This runs counter to wider efforts to streamline benefit administration.”
(Joint response from the visual impairment sector)

Government response

We acknowledge that there is a difference of opinion on this issue. However, we
do not think it right that we should judge people purely on the type of health
condition or impairment they have, labelling individuals in this way, and making
blanket decisions about benefit entitlement. We recognise that people lead varied
and often complex lives, with differing circumstances and needs - they do not fit
neatly into boxes. We believe that Personal Independence Payment should reflect
this, providing support tailored to these personal circumstances. We are designing
an assessment that will treat people as individuals and consider the impact of
health condition or impairments on their everyday lives. The assessment will take
account of the fact that many people have complex support needs and more than
one health condition or impairment.
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30.

31.

32.

33.

We recognise the importance of ensuring that the assessment process is
appropriate to individuals’ circumstances and that there may be administrative
efficiencies in introducing a more streamlined assessment for some individuals.
For example, we accept that face-to-face consultations may not be appropriate
in every case. We are still considering the delivery model for the Personal
Independence Payment assessment and no conclusions have yet been reached
on this.

As we develop the assessment and the administration of Personal Independence
Payment in more detail, we will continue to work with disabled people and their
organisations in the design and delivery of the benefit.

Extension of Qualifying Period

Some organisations were in favour of our proposal to extend the Qualifying Period?®®
from three months to six months, before benefit would be paid. This, when
combined with the Prospective Test, which would remain at six months, would
mean that, to be eligible for Personal Independence Payment, an individual’s
health condition or impairment must be expected to last a minimum of 12 months.
This brings Personal Independence Payment in line with the definition of long-term
disability for the purposes of the Equality Act 2010 and in guidance to that Act
recently published.®

“This can be viewed as a positive because it reflects the definition of disability
contained in the Equality Act 2010 and takes account of individuals with long
term impairments that are likely to have a greater impact on the individual’s
ability to carry out day to day activities.” (Redbridge Disability Association)

However, many organisations and some individuals were not in favour of this
proposal, and argued that some health conditions and impairments, such

as cancer, have a sudden onset and individuals incur extra costs very soon
after diagnosis.

“[We are] concerned by the introduction of a six months qualifying period
for PIPs. This will mean that newly disabled people - those most in need
of support are left without the appropriate funding to meet their needs.”
(Spinal Injuries Association)

15 The period of time an individual must meet the eligibility criteria.
16 Office for Disability Issues, 2010, Equality Act 2010 Guidance: Guidance on matters to be taken into account
in determining questions relating to the definition of disability.
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Government’s response to the consultation on Disability Living Allowance reform

Government response

Personal Independence Payment is intended to support people with long-term
health conditions or disabilities. A Qualifying Period of six months helps us
achieve this. It allows time for a clearer and more informed understanding of an
individual’s ongoing need and prognosis. This will enable us to ensure that the
benefit is targeted most appropriately. The change brings our definition of long-
term disability in line with that from the Equality Act 2010 and aligns the benefit
more closely with the qualifying rules for Attendance Allowance.

As now, people will not always have to wait six months before being paid Personal
Independence Payment if some, or all of the Qualifying Period has been satisfied
by the time they submit their claim.

The first six months of a disability may well attract additional costs but those may
be met through other mechanisms such as NHS travel costs, free prescriptions,
aids and adaptations provided by the NHS or the Local Authority, and through

a range of social security benefits depending on their circumstances during this
period, including access to Employment and Support Allowance (ESA).

The process for terminally ill people, known as ‘special rules’, will remain the
same as now. People who are terminally ill will continue to be exempt from
the Qualifying Period and Prospective Test.
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The assessment and review process
The assessment

Question 6

How do we prioritise support to those people least able to live full and
active lives? Which activities are most essential for everyday life?

38. We received a lot of comments from individuals and disability organisations
on which activities were most essential for everyday life. Social interaction or
communication, ability to get around and maintaining a life outside the home
were mentioned most, but other activities described included:

« self care - bathing, dressing, toileting

« safety - whether in or out of the home

+ eating and drinking

« managing one’s financial and daily affairs
+ cooking

+ condition management

+ social support networks

« getting around inside - up/down stairs, in/out of bed
« meeting everyday family responsibilities

+ shopping

« maintaining living standards at home

« work

39. Many people felt that more information about how the assessment will operate
and the detail of the criteria would help them better judge how support could be
prioritised to individuals least able to live full and active lives. Some organisations
linked comments in this question with their answers to Question 1 and 3, about the
extra costs that disabled people face.



40.

41.

42.

Government’s response to the consultation on Disability Living Allowance reform

Government response

We are developing the assessment for Personal Independence Payment to
enable support to be targeted at individuals who require the most assistance
to live full, active and independent lives. As part of this, we want it to reflect

a more complete and structured consideration of the impact of an individual’s
health condition or impairment, whether physical or mental, on everyday
activities. The detail of the assessment is being developed in collaboration with
a group of independent specialists in health, social care and disability, including
disabled people themselves.

It would not be practical to consider all everyday activities, so we propose that the
assessment should focus on those key everyday activities which are essential to
enabling participation and independence. It is positive that the activities we are
proposing featured strongly in the consultation responses, both from individuals
and from organisations. The assessment will consider an individual’s ability to
carry out all of the activities, although some activities will relate to the daily living
component and others to the mobility component. At this stage, we believe that
the activities should be:

Daily living component

« planning and buying food

 preparing and cooking food

« feeding and drinking

« managing medication and monitoring health conditions
* managing prescribed treatment other than medication
« washing and grooming

« toileting and managing incontinence

+ dressing and undressing

« communicating with others

Mobility component

+ planning and following a journey
« moving around

We know how important it is to get this right, and full comment and discussion

on the detail of our plans will be an essential part of the development process.

To enable this, we plan to publish more detail of the assessment, including the
criteria against which people will be assessed, before the Personal Independence
Payment proposals in the Welfare Reform Bill are debated at Commons Committee
Stage. We are keen to work with disabled people and their organisations to hear
their views on these initial proposals. We will then carry out formal testing of the
criteria over the summer to enable us to refine the criteria further.
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43.

4,

45.

46.

Question 7

How can we best ensure that the new assessment appropriately takes account
of variable and fluctuating conditions?

Many individuals and organisations welcomed the recognition that variable and
fluctuating conditions will be reflected in the design of the assessment. Many
people commented that a one-off assessment made it more difficult to capture
the changes people can experience in their condition, and that using assessors
who fully understood, or had experience of working with people with fluctuating
conditions would be valuable.

Many individuals suggested types of additional evidence, from a support worker
or other healthcare professional, which could be sought alongside a face-to-face
consultation during the assessment process. Some people recommended that the
claim form needed to be designed in a way that enabled people with fluctuating
conditions to capture the particular ways they were affected by this.

“You need to treat everybody as if the worst days, not the best, are the
standard. The person should have enough support to cover them if every
day was a bad day otherwise they could end up in trouble.” (Email response
from a member of the public)

“It is essential that the assessors, who we would not expect to be experts, do
take on board the information given to them by the person’s specialist medical
team who will have a much fuller understanding of what capacity or ability
the person with C[ystic] F[ibrosis] has, and the treatment burden they endure.”
(Cystic Fibrosis Trust)

Government response

We know that it is essential that the assessment for Personal Independence
Payment accurately captures variable and fluctuating conditions. The assessment
will not be a ‘snapshot’ of any one day but will consider an individual’s ability to
carry out activities over a period of time, and whether these can be carried out
reliably, repeatedly, safely and in a timely manner. We intend to publish more
detail on the assessment criteria before the proposals in the Welfare Reform

Bill are debated at Commons Committee Stage.

High-quality training and guidance to assessors and decision makers will be a
vital part of this, and we will develop these with input from disabled people and
their organisations. We also recognise that it can be vital in these cases to seek
and consider evidence from the individual, their carer where appropriate, and
the health and social care professionals who support them on a regular basis.
Ensuring that the individual is able to advise on which professionals are best
placed to provide supporting evidence will form a core part of this approach.
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48.

49.

Government’s response to the consultation on Disability Living Allowance reform

Although ESA and Personal Independence Payment are different benefits paid
for very different reasons, we recognise that many of the recommendations of
Professor Harrington’s review of the Work Capability Assessment (WCA)?” will
help the development of the Personal Independence Payment assessment.
For example, we will consider whether Personal Independence Payment could
use a similar approach to Professor Harrington’s recommendation for mental,
intellectual and cognitive champions, and whether this approach could be
widened to capture other prevalent variable and fluctuating conditions.

Question 8

Should the assessment of a disabled person’s ability take into account
any aids and adaptations they use?

a. What aids and adaptations should be included?

b. Should the assessment only take into account aids and adaptations where
the person already has them, or should we consider those that the person
might be eligible for and can easily obtain?

The responses received from both individuals and organisations confirm that this is
a very important area to get right. There were some individuals and organisations,
particularly health and medical professional organisations, who thought that

aids and adaptations should be taken into account in the assessment if they have
enabled an individual to live more independently. As part of this, there was also
recognition that the ongoing cost of aids and adaptations should be considered,
along with whether an individual’s equipment needs might change over time.

“Any aid or adaptation which raises a person’s ability to carry out daily life
should be considered. It’s about levelling the playing field and equality of
opportunity to take part in life!” (Email response from a member of the public)

“It is reasonable to take into account equipment and adaptations where there is
evidence that they have maximised a person’s independence or wellbeing and
there are no associated additional costs.” (College of Occupational Therapists)

Certain aids and adaptations are currently taken into account when assessing
entitlement for DLA. For example, cooking aids and adaptations may be considered
if they are readily obtainable, such as a perching stool as part of the ‘main meal’
test; whilst ability to walk is considered alongside aids which are habitually worn

or used, such as a prosthetic leg. Concerns were raised that, under DLA reform
proposals, benefit awards would be removed from people who have made
successful use of aids or adaptations and that this might encourage disabled
people not to improve their independence. The importance of DLA in enabling
individuals to purchase their own equipment rather than relying on local provision
was also highlighted.

17 Harrington M, 2010, An Independent Review of the Work Capability Assessment, TSO.
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50.

51

52.

53.

There was a strong feeling that the use of aids or adaptations does not entirely
remove the extra costs incurred by disabled people, or the barriers they face.
Both individuals and organisations were particularly concerned about ongoing
costs such as maintenance, repairs and replacements, which the individual may
fund through their DLA.

“There is a real concern that under the current proposals an individual will
jeopardise entitlement to PIP if they have made an effort to improve their
quality of life.” (Joint Response from Breakthrough UK, Greater Manchester
Coalition and Manchester Disabled People’s Access Group)

“On the well-established principle that ‘a met need is still a need’, on balance
we think that aids and adaptations should be discounted in the assessment
for PIP” (Foundation for People with Learning Disabilities)

Government response

Disabled people receive a diverse range of support from Government, including
aids and adaptations which can make a real difference to people’s lives. For
example, Local Authorities spent over £230 million on aids in 2009-10. Through
Personal Independence Payment, we wish to target support to those disabled
people who are least able to participate and to live independently. We therefore
believe it is right and fair for the assessment to take some account of the
successful use of aids and adaptations where they help individuals carry out
activities. We will do so in a way that is proportionate and appropriate.

We accept that there are costs associated with some aids and adaptations, that
availability can vary, and that disabled people should have choice and control over
their lives. As such, when Personal Independence Payment is implemented we are
clear that aids and adaptations that are available and are successfully used by an
individual will be considered.

If we are to enable disabled people to maximise their ability to live full, active and
independent lives, it is vital to ensure that all areas of government provision join
up appropriately. We will consider further how best to bring together all avenues
of support available to disabled people and ensure that they are able to maximise
their ability to be independent. We will continue to work with disabled people and
their organisations on this issue.
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Government’s response to the consultation on Disability Living Allowance reform

Question 11

An important part of the new process is likely to be a face-to-face discussion
with a healthcare professional.

a. What benefits or difficulties might this bring?

b. Are there any circumstances in which it may be inappropriate to require
a face-to-face meeting with a healthcare professional - either in an
individual’s own home or another location?

Responses highlighted a number of positive elements to this approach. Many felt
that a face-to face consultation could enable a more human approach, providing
an opportunity for disabled people to clarify the impact of their health condition
or impairment, and for an assessor to ask questions and gain a much deeper
understanding. It was also suggested that this approach would be likely to
produce more realistic and consistent outcomes, although high quality guidance
and training for assessors would be essential - many individuals in particular felt
that consultations should be undertaken by specialists.

“There are potentially many benefits of having a face-to-face discussion with
healthcare professionals. They enable the disabled person to clarify and
provide any additional information to support their case. However, it should
be recognised that for some people the experience could be stressful.”
(British Medical Association)

“Good idea. They will be able to inform the Department about the day to day
life of the person. Maybe better than the applicant again particularly if there is
learning difficulty. Sometimes the problems experienced each day are glossed
over by the applicant as they have become “normal” over the weeks/months/
years. I completed a form for a lady once and asked her if she could get up and
down the stairs unaided. She said yes. It was only after talking further it was
revealed she could only do it on her bottom and it sometimes took 30 mins
each way.” (Email response from a member of the public)

Conversely, other responses questioned what value would be added by the use of
an independent assessor, particularly for variable and fluctuating conditions, and
highlighted the expense of face-to-face consultations. A common concern was
extra stress for