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Foreword 

When the last Government started making cuts to services we wanted to find out 
how the cuts were affecting people with learning difficulties and what people knew 
about the cuts and changes which were happening.  We also wanted to create a 
channel for people with learning difficulties to be able to get their voices heard by 
decision makers.   

From experience we know that often the government, local authorities and services 
do not give people with learning difficulties information that is accessible.  In many 
cases decisions are made without people’s knowledge and that is why the Cuts 
Impact Action Now project is so important, to show decision makers and 
professionals what is happening.  

We decided to work with People’s Choice at Barnet Centre for Independent Living 
to test run this model for collecting evidence.  This group has a history of 
campaigning and runs the local Learning Disability Parliament which has been a 
very useful way of getting in touch with individuals, service providers, other 
organisations and the local authority. 

This pilot research project has shown that many decisions are being made from a 
money point of view rather than being based on a person’s needs.  There is a gap 
between what people need and what they are getting, and it has highlighted very 
clearly the problems with the way that cuts and changes are being put in place.  It 
has shown how important support is for people with learning difficulties, support to 
make sure they are listened to in assessments and reviews, and support in their 
day to day life.   

As a person with learning difficulties I know the barriers that people have to face 
and I hope this pilot research project can be the start of more local groups doing 
the same research.  I also hope that decision makers take on board the findings 
and recommendations in this report and that together we can start to make 
independence, choice and control a real life experience for people with learning 
difficulties.    

 

       

Andrew Lee 
Director of Policy and Campaigning 
People First (Self Advocacy) 
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1. Executive Summary 
 
1.1. Introduction 

 
It is widely accepted that it is very difficult for people with learning difficulties to 
get their voices heard and take part in society and the decisions that affect their 
lives.  This is as a result of a number of barriers which include inaccessible 
information, not having enough support or advocacy, and negative attitudes and 
discrimination against people with learning difficulties.  People with learning 
difficulties are one of the poorest and most marginalised groups in society.  

 
There have been wide ranging cuts and changes to benefits and services, both 
locally and nationally and they are all happening at the same time.  We have 
quantitative information about cuts at a national level, as well as information 
from local self-advocacy groups and individuals about cuts and changes to 
support and services at a local level.  However, at no point has any research 
been done into the combined impact of local and national cuts on the lives of 
people with learning difficulties.  By looking at these changes in a local context 
it is easier to get an understanding of how both national and local cuts and 
changes are impacting on the lives of people with learning difficulties.   It has 
been very important that a national and local organisation have been working 
together on this research.  It has enabled the research to use the strengths of 
both organisations and clearly see how national policy translates into a local 
reality. 

 
Based on 30 years of experience, People First can say with certainty that 
people with learning difficulties are often not consulted properly, listened to or 
given the chance to have a strong voice.  By carrying out this research we are 
recognising that people with learning difficulties need to have their voices heard 
and their experiences understood.   

 

 
Aims and Objectives of the Cuts Impact Action Now Pilot Research 
Project 

 
This pilot research project aims to:  
1. To enable people with learning difficulties to have a meaningful voice at a 

local and national policy level about the impact of benefit and service cuts 
and changes; 

2. To collect evidence about the combined impact of national and local service 
and benefits changes and cuts to people with learning difficulties at a local 
level; 

3. To create a model for evidence collection, enabling other local self-
advocacy groups to replicate the Cuts Impact Action Now method of 
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research and give a voice to people with learning difficulties locally and 
create a collective national voice;  

4. To increase the awareness of policy makers and service providers of the 
impact of service and benefit cuts and changes for people with learning 
difficulties as a driver for change; 

5. To reduce the negative impact that cuts and changes are having on people 
with learning difficulties. 
 

The key objectives are: 
1. To set up inclusive and accessible methods of collecting valid, 

representative, and reliable information about the impact of cuts and 
changes to services and benefits on people with learning difficulties; 

2. To collect information about how the cuts and changes to services and 
benefits in a local area are affecting the lives of people with learning 
difficulties and their families and/or carers; 

3. To provide evidence of the impact that service and benefit cuts and changes 
are having on people with learning difficulties; 

4. To enter into meaningful discussion with local and national policy makers 
and service providers about potential for change and reducing the negative 
impact; 

5. To produce a replicable process for evidence collection at a local level in 
order to build a national evidence base and voice for people with learning 
difficulties; 

6. To set up channels/networks for giving evidence to policy makers and 
service providers at a local, regional and national level, creating a collective 
voice to influence change. 

 
1.2. Background 

 
About the organisations working on this research 
  
People First (Self Advocacy) is a national organisation run and led by people 
with learning difficulties.  As an organisation it aims to raise awareness of the 
rights of people with learning difficulties, support the development of the skill 
base of self-advocacy groups and individuals, and make sure that their voices 
are heard at government policy level.  We work at a national level providing 
support, information, advice and training to individuals and self-advocacy 
groups.   

 
People’s Choice at Barnet Centre for Independent Living is a local self-
advocacy group in Barnet run and led by people with learning difficulties.  It 
aims to raise awareness locally of the rights of people with learning difficulties, 
making sure that their voices are heard.  It runs 6 self-advocacy groups and 
works with people to talk about local and personal issues.   
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What the big picture looks like for people with learning difficulties  
 
A snapshot of what life looks like.   

 
Life before the cuts and changes started 
This covers areas where people did not have equal access even before the 
cuts and changes to services and benefits began: 

 
Equal access to health: Research shows that as a group, people with learning 
difficulties have poor health, for reasons such as not having the right housing1, 
not having a job and living in poverty2.  However when needing to use the NHS, 
as a result of staff not being able to communicate with people with learning 
difficulties, it has been labelled as ‘unsafe’.3  

Equal access to education: Many children with learning difficulties do not go 
to mainstream schools, it is a postcode lottery.  The number of children with 
moderate learning difficulties excluded from mainstream education ranges from 
1% to 25% in different local authorities.  As well as this permanent exclusions 
from school are more common for children with learning difficulties.4  In higher 
education people with learning difficulties were four times more likely to be 
enrolled on ‘preparation for independent living’ or employment learning 
programmes rather than on mainstream accredited courses.5 

Equal opportunities in work: Only 6.6% of people with learning difficulties are 
in some kind of paid work and most of the people in paid work work part time,6 
much lower than the 46.3% of disabled people in paid work and 76.4% of non-
disabled people in paid work7.  Getting a job is difficult; the biggest barrier is 
people thinking that people with learning difficulties cannot work8, when actually 
65% of people with learning difficulties would like a paid job9.  Those that are in 
employment were found to be treated unfairly, facing bigger barriers in the work 
place.   

                                                           
1
 The Confidential Inquiry into premature deaths of people with intellectual disabilities in the UK: a 

population-based study, by Dr Pauline Heslop, Ph, Peter S Blair, PhD, Prof Peter Fleming, FRCP, 
Matthew Hoghton, MRCGP, Anna Marriott, MSc, Lesley Russ, RNMH, The Lancet 2014.   
2
 Health Inequalities and people with learning disabilities in the UK, Improving Health and Lives, the 

Learning Disabilities Observatory, Eric Emerson and Susannah Baines, 2010. 
3
 https://www.mencap.org.uk/sites/default/files/documents/Death%20by%20Indifference%20-

%2074%20Deaths%20and%20counting.pdf 
4
 https://www.improvinghealthandlives.org.uk/securefiles/150618_2200//IHAL2013-

10%20People%20with%20Learning%20Disabilities%20in%20England%202012v3.pdf 
5
 ALLFIE - Children and Families Bill’s Proposed Amendments for consideration at Committee 

stage (March-April 2013) 
6
 http://www.learningdisabilities.org.uk/help-information/Learning-Disability-Statistics-/187693/ 

7
 https://www.gov.uk/government/publications/disability-facts-and-figures/disability-facts-and-

figures#employment 
8
http://www.ndti.org.uk/uploads/files/3.The_cost_effectiveness_of_Employment_Support_for_Peopl

e_with_Disabilities,_NDTi,_March_2014_final.pdf 
9
 Valuing Employment Now, HM Government, 2009 
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Disability hate crime:  This has been a problem for a long time, and research 
done by Mencap found that nearly 90% of people with learning difficulties had 
experienced hate crime in the previous 12 months.10  Reporting of hate crime 
by people with learning difficulties is also very low as a result of communication 
barriers, not being believed or people not wanting to report these crimes as a 
result of past experiences with the police.   

Financial changes: national changes to how much money and support 
a person gets towards the extra costs of being a disabled person 
Disabled people are more likely to live in poverty than other people.  With 
only 6.6% of people with learning difficulties in paid work, this means that 
changes to government and local authority spending on benefits, support 
and services affect people with learning difficulties more than most other 
communities of people in society. There have been big changes to benefits, 
support and services, with some people being affected by up to 6 cuts and 
changes at the same time.11 Below is some information about the most 
important changes: 

 
The change from the Disability Living Allowance to the new Personal 
Independence Payments: Changes to the way that people are assessed for 
this benefit will result in around 607,000 fewer disabled people getting this 
benefit and well as 428,000 getting a reduced benefit. 12 
 
The complete closure of the Independent Living Fund: One third of people 
who received this fund were people with severe learning difficulties.  This 
money will be passed on to local authorities, however it will not be ring-fenced 
and therefore does not have to be spent on social care for disabled people. 
 
Overall Benefit Cap and 1% cap on benefit rises: This will mean that 
142,500 disabled people will lose around £2 billion by 2018.13 
 
The Spare Room Subsidy being taken away: This is sometimes called the 
Bedroom Tax.  People with a ‘spare’ room, will now have to pay more towards 
their house.  72% of the houses affected by the change have either a disabled 
person or someone with a health condition living there.14 
   
Discretionary Housing Payments: This is a short term payment that can be 
made to people by a local authority on top of their housing benefits.  A local 
authority decides if this is needed, but it has been found that 41% of disabled 

                                                           
10

 https://www.mencap.org.uk/blog/four-things-you-probably-didnt-know-about-disability-hate-crime 
11

 http://www.demos.co.uk/blog/destinationunknownapril2013 
12

 (Personal Independence Payment) Regulations 2013 . - Parliament  www.parliament.uk/briefing-
papers/SN06538.pdf  
13

 http://www.demos.co.uk/press_releases/destinationunknownapril2013 
14

 http://inactualfact.org.uk/fact/72-of-
households/http://www.affinitysutton.com/media/808765/housing-futures-report-final.pdf   
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people affected by the Bedroom Tax and Benefit Cap are not being given this 
payment, even when they cannot find adapted housing.15 
  
The Incapacity Benefit and some Income Support benefits are being 
replaced with the Employment and Support Allowance, using the Work 
Capability Assessment: Work Capability Assessments have been found to be 
unfair, stressful and do not get the right results.  Over half of the Work 
Capability Assessment appeals are won.16  However, people with learning 
difficulties have been found to be at a disadvantage in the appeals process, as 
a result of finding it difficult to get together evidence for the appeals.17  There 
are also harsher rules for people who do not stick to the rules of the 
Employment and Support Allowance; they can be left without money for a long 
time. 
 
Universal Credit: This will bring together 6 different benefits and be paid as 
one benefit payment.  Up to 116,000 disabled working adults will lose up to £40 
per week.   
 
Access to Work: The Department for Work and Pensions is currently changing 
its approach to funding support.  The current approach is to support as many 
disabled people as possible without increasing the Access to Work budget.18 
This means that many people with learning difficulties are currently having their 
funding for Access to Work support cut, as a result of needing “high value” 
support packages.  This approach to funding Access to Work claims is directly 
excluding people with learning difficulties, who need ‘high value’ support 
packages to gain access to meaningful employment. 
 

Service Changes 

Funding for adult social care has had big cuts in local authorities across 
the UK: Between April 2011 and March 2013 there have been cuts of £1.89 
billion.19  It was said in June 2013 that there would be funding cuts of 10% to 
local authority budgets.20 As a result of these cuts 100,000 disabled people are 
or are at risk of not getting the support that they need.21  So far 69,000 disabled 
people have been pushed out of the social care system.22   

                                                           
15

http://www.papworth.org.uk/downloads/makingdiscretionaryhousingpaymentsworkfordisabledpeop
le_130710181752.pdf    
16

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/411937/esa_wca_s
ummary_Mar15_final.pdf 
17

https://www.learningdisabilitytoday.co.uk/government_loses_appeal_against_esa_benefit_ruling_
25769804847.aspx 
18

 http://www.parliament.uk/business/publications/written-questions-answers-statements/written-
statement/Commons/2015-03-12/HCWS372/ 
19 http://www.adass.org.uk/A-new-system-for-care-funding/ 
20 http://www.theguardian.com/politics/2013/jun/26/spending-review-2013-the-key-points 
21 http://www.scope.org.uk/campaigns/social-care-and-support 
22 http://www.scope.org.uk/news/other-care-crisis 
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The new Care Act 2014: This law has brought in a range of standards and 
rules around social care and the duties of local authorities.  However, some 
organisations believe that it does not go far enough to ensure equal access to 
social care. 

Cuts to organisations supporting people with learning difficulties and 
increases in service charges: In total, disabled people have been affected by 
a rise of £77 million in charges for care.23  72% of organisations providing 
support to people with learning difficulties have received cuts in funding. As well 
as this, nearly half of people with learning difficulties have had their support cut 
or their charges increased.24 

Cuts to Self-Advocacy Groups: This has led to closure or reduced services of 
local groups that support people with learning difficulties to speak up.   

Cuts to Legal Aid support for benefit and welfare cases: This is at a time 
when the Government is carrying out the biggest welfare reform in 60 years.  
Legal Aid support has been completely taken away in the area of welfare.  
However, 58% of the people who use legal aid for welfare benefit cases are 
disabled people. 

Closure of the Equality and Human Rights Commission Helpline: The 
Equality and Human Rights Commission had a budget cut for the year 2014-
2015 of 62% compared to 200725.  As a result of this the Helpline for legal 
advice on discrimination cases was closed.  Many of the legal cases received 
through the old helpline then went on to be test cases used by the Commission 
to set a precedent which will no longer happen. 

 
Local changes in Barnet 
In Barnet the council have had cuts to funding in all services of 26% totalling 
£72.5 million, with cuts to adult social care of £23.16 million and further cuts of 
£12.6 million over the next 5 years.26 

Changes to services in Barnet: Barnet Centre for Independent Living lost the 
contract for its Information, Advice and Advocacy Brokerage service.  This 
service has now been transferred to Barnet Citizens Advice Bureau as of 29th 
June 2015.  It is not yet clear how this service will roll out.27 People’s Choice, 
the partner organisation in this research project came under the umbrella of 
Barnet Centre for Independent Living and will therefore need to find other 
funding.  The Barnet Learning Disability Parliament, previously run by People’s 

                                                           
23 ADASS budget survey (April/May 2012)  
24

 Social Care in Crisis: the need for reform, Learning Disability Coalition, 2012 
25

 http://www.theguardian.com/society/2012/oct/26/budget-cuts-rights-watchdog-un-status 
26

 http://www.yourchoicebarnet.org/news/2014/09/your-choice-barnet-facts-file-on-the-pay-cut-

dispute/ 
27

 http://www.barnetcil.org.uk/index.php?id=4&cat=1 

http://www.yourchoicebarnet.org/news/2014/09/your-choice-barnet-facts-file-on-the-pay-cut-dispute/
http://www.yourchoicebarnet.org/news/2014/09/your-choice-barnet-facts-file-on-the-pay-cut-dispute/
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Choice is no longer being funded by the local authority and the organisation is 
currently seeking funding to continue the Parliament.   

Your Choice Barnet: Another big change is that the services run by London 
Borough of Barnet were transferred to Your Choice in 2012, a Local Authority 
Trading Company owned by London Borough of Barnet.28  The outsourcing of 
London Borough of Barnet services to the organisation Your Choice has been 
the focus of much anger, debate, petitions and even strike action.  In 2013 Your 
Choice was in financial difficulties, staff in its supported living service were 
downgraded to the role of assistant support worker, and staff numbers, wages 
and weekend payments were all cut. In March 2015, the Care Quality 
Commission rated the Barnet Supported Living Service run by Your Choice as 
‘inadequate’, its lowest score.29 

 

 

Local and national demographics of people with learning difficulties  

 

National demographics: It is estimated in a report called People with Learning 

Disabilities in England 2012 that there are 1.14 million people with learning 

difficulties in England, this is around two out of every 100 people.30  More than 

half of people with learning difficulties are not known to any services.31 

 

Barnet demographics: According to a report written by Barnet Council in 

2012, by 2015 it was estimated that there would be 5,874 people with learning 

difficulties in Barnet.  Of this total, it was predicted that there would be 1,326 

people with severe or moderate learning difficulties, who would therefore be 

likely to be in receipt of local authority support. 

 
1.3 Research Methods 

The Cuts Impact Action Now project is a user-led, user controlled pilot research 

project carried out by People First (Self Advocacy) and People’s Choice at 

Barnet Centre for Independent Living.  We took measures to ensure that the 

research was carried out in line with good practice.  The research was carried 

out between January 2014 and September 2014.  We advertised the project 

through a range of organisations in Barnet, giving the organisations information 

to send to their members or users.  We found some difficulties in carrying out 

                                                           
28

 http://www.barnetmencap.org.uk/files/Newsletter%202012%20Spring.pdf 
29

 http://www.cqc.org.uk/sites/default/files/posters/20150412_1-
112848964_summary_ratings_poster_A4.pdf 
30

 https://www.improvinghealthandlives.org.uk/securefiles/150618_1719//IHAL2013-
10%20People%20with%20Learning%20Disabilities%20in%20England%202012v3.pdf 
31

 https://www.improvinghealthandlives.org.uk/securefiles/150618_1715//IHAL2013-
10%20People%20with%20Learning%20Disabilities%20in%20England%202012%20-
%20Easy%20Read.pdf 
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the research, for example we needed to get through gate keepers to access 

people and getting interviews with people was very difficult, in part as a result of 

people’s impairments around memory.  We collected diversity information from 

everyone who attended the interviews and focus groups, using a short 

questionnaire. 

   

We carried out 35 in depth interviews with people with learning difficulties.  The 

research was carried out with an interview guide that covered topics such as 

housing, transport, advocacy and support.  We introduced each topic and 

talked around it to see if there was anything that the person wanted to focus on, 

without asking leading questions.  We always asked about changes in a 

person’s life, rather than cuts, to ensure that the interview was not threatening.    

We also carried out 3 focus groups, and 19 people took part.  The same 

interview guide was used as in the interviews.  We made sure everyone could 

have their say and used pictures to communicate with people with higher 

support needs.  Three service managers were also interviewed to get an 

overview from their perspective, gaining insight into the experience of carers. 

 

The qualitative data collected was analysed thematically within a quantitative 

framework, pulling out key themes.  We used the method of triangulation.  The 

themes highlighted were supported by example quotes from people who took 

part.  We then discussed some of the points which had been raised and 

developed recommendations to be considered by Barnet Council, other local 

authorities, national government departments and health and social care 

providers. 

 
 

1.4 Findings and discussion 
 

The assessment and review processes seem to be overriding the needs of 

people with learning difficulties 

 

Most people with learning difficulties that took part in this research and all 

service managers interviewed said that reducing funding and making cuts to 

people’s support, now seemed like the main reason for assessments and 

reviews. 

 

It’s all about the money: There was total agreement from service managers 

and the majority of people with learning difficulties that the need to cut money 



14 
 

from the budget seemed to be overriding the need to make sure appropriate 

support and services were in place for individuals. 

 

Are you listening to me? 80% of people interviewed, who had experienced 

cuts in support and services, felt that either important information had been 

missed, or that they could not get their voices heard.  People felt that they were 

not given the chance to understand what was happening, as a result of not 

having accessible information and support to say what they thought, be 

included in the decision making process, or ensure they were listened to. 

 

People do not understand what is happening, are not given information 

on which decisions are based, and there is a lack of inclusion in the 

process 

 

The research showed very clearly that people did not have enough information 

about the planned cuts and changes, nor the impact that they would have. They 

depended on health and social care professionals’ judgments about what would 

be best for them.  

 

People do not know what is happening: 30% of people interviewed had 

some general information about cuts and changes.  The majority of individuals 

however did not have any information about cuts and changes to services and 

benefits.  There seemed to be a culture whereby it was assumed that people 

with learning difficulties did not need this information, and this seems to be 

paralleled by the way that assessments and reviews were carried out.  People 

are going into national benefit and local authority assessments without good 

information, or the support to communicate their needs.  The research indicates 

that even parents and carers do not fully understand the assessment and 

review process and therefore cannot properly support people with learning 

difficulties.   

 

Trusting health and social care professionals: It was clear that many people 

with learning difficulties have to rely on health and social care professionals to 

make sure their needs are met.  There was little awareness that health and 

social care professionals are not independent.  This gave a clear indication of 

the need for accessible information and independent support to avoid a conflict 

of interest for professionals, and to ensure that individuals can properly access 

the assessment and review process.  Of the people that had an assessment 
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and did not agree with the outcome, only 40% took further action and this was 

always with the support of a third party.   

 

Direct cuts to benefits, support and services and increases in charges 

 

Double whammy – more than one change happening at a time: Of those 

interviewed who had been assessed, everyone had experienced some form of 

cut, and over half had experienced more than one cut, change to services or 

increase in charges. There was no post-decision support available, and 

individuals had to rely on other people’s good will to cope with their situation.   

 

Lost opportunities and reduced independence: There was a clear message 

from the research that the cuts and changes to services and benefits were 

having an impact on people’s ability to lead independent lives and access 

opportunities. As well as cuts to benefits and support, charges for services that 

used to be free are adding to the loss of independence experienced.  People 

have had to depend on family and other people to get out and do things, as well 

as for financial support.   

 

What was missing? The importance of support to go through the process 

of assessment and after the assessment to cope with reduced support 

and services 

 

The research showed the high level of support needed for individuals to go 

through a review and assessment process, appeal a decision and the support 

needed afterwards to deal with cuts and changes to support and services.   

 

Support needed to prepare for an assessment or to appeal a decision: In 

order to support people with learning difficulties a range of people stepped in to 

provide support during the assessment and review process, as well as when 

difficulties arose as a result of review and assessment outcomes.  In the 

majority of cases, where a person had support, they were successful in getting 

a positive outcome.  However, there were many people without support who did 

not appeal a decision, even when they did not agree with the outcome.  Some 

people did not realise that they could appeal a decision.  Support through the 

assessment and appeal process was provided by service providers, family 

members, doctors, nurses, mentors and third sector organisations. 
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Support to cope after a decision has been made: In most cases, where the 

outcome was a reduction or complete withdrawal of benefits or support, people 

had to go back to relying on family members.  Some people were accepting of 

this, others felt a loss of independence and some were left on their own. 

 

People know what independence looks like and what they need 

 

This research shows that people with learning difficulties have not been 

properly listened to or included in decisions that are being made about their 

lives.  However, it was clear that people know what they need; know what 

independence looks like in their life; and what works for them in areas such as 

support, benefits, work, volunteering and getting out and about, and having the 

right place to live.  People know what they need, but the barriers highlighted in 

this research are making it ever more difficult for people to have meaningful 

input into assessment and review processes, and thus get their needs met.   

 

 
1.5 Conclusion 

 
This pilot research project has brought together two user-led Disabled People’s 

Organsiations, the national self-advocacy organisation, People First (Self 

Advocacy); and a local self-advocacy organisation, People’s Choice at Barnet 

Centre for Independent Living.  The Cuts Impact Action Now project has 

documented research which demonstrates that people with learning difficulties, 

who it is acknowledged are routinely excluded and discriminated against at a 

range of levels in society, face barriers and a lack of equality in health services, 

education provision, work opportunities, and access to justice. 

The research also analysed the theoretical impact that recent national and local 

policy and legislation changes, which have resulted in a decrease in service 

provision and financial support, could have on the lives of people with learning 

difficulties.  It profiles cuts and changes which will condition the experience of 

people with learning difficulties and potentially worsen their position in relation 

to income, access to services and support, encompassed specifically in: 

Disability Living Allowance changing to Personal Independence Payments; the 

closure of the Independent Living Fund; the Overall Benefit Cap; the Spare 

Room Subsidy; changes to Housing Benefits ;Incapacity Benefits and Support 

Benefits being replaced by Employment and Support Allowance; Universal 

Credit;  apparent changes in Access to Work criteria for people with learning 

difficulties; cuts to Legal Aid, the Equality and Human Rights Commission 
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helpline closure; and cuts to local authority budgets leading to reduced 

spending in Adult Social Care and local service provision.      

The Cuts Impact Action Now project is a user-led, pilot research project.  The 

research took place in the London Borough of Barnet, where it is estimated that 

there are 5,874 people with learning difficulties, of which 1,326 are in receipt of 

local authority services. Information, in relation to changes to services and 

benefits, was gathered from 54 people with learning difficulties via 35 individual 

interviews and 3 focus groups; and from 3 service managers.  This was in order 

to gain an insight into the views and experiences of people with learning 

difficulties in Barnet. 

From the evidence collected, how do the multiple policy and legislation 

changes, which point to a reduction in benefits, services and support for people 

with learning difficulties, impact on people’s day to day lives in Barnet.  The 

research found that changes to benefits, services and support, did have a major 

and negative impact on people’s lives in terms of: support and services 

available; physical and mental health, and wellbeing; ability to take up a range 

of opportunities; independence; and personal finances.   People with learning 

difficulties and service managers also thought that the review and assessment 

process to implement these cuts and changes was a major issue.  There was 

agreement from both sources that the aim of reducing local authority spending 

was overriding meeting people’s needs. It was also thought that there was a 

lack of understanding by the people who made decisions and carried out 

reviews and assessments of the cumulative impact of the cuts and changes. In 

addition, the lack of accessible information and independent support throughout 

the review and assessment process, including making appeals, meant that 

people felt that they could not have proper input into decisions about their own 

care and support.  There was also no formal process in place to enable people 

to cope with and manage the negative changes.  Overall, the review and 

assessment process itself was felt to be an extremely negative experience.  

People felt disempowered, that they were not included, and that they did not 

have a voice.  

The research also showed that people with learning difficulties are clear about 

what is important to them and what they need. This can be encapsulated in 

people wanting to: retain the level of independence they have, and become 

more independent, with adequate income to do this; have the right support; 

access opportunities and get out and about; and access education, 

volunteering and employment opportunities.  The following recommendations 

aim to improve the practice of a range of stakeholders, including: policy makers, 

decision makers, and health and social care professionals, in relation to the 
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process of reviews and assessments; and alleviation of the negative impact of 

cuts and changes to benefits, support and services on the lives of people with 

learning difficulties. 

This pilot research project has established a model for collecting evidence from 

people with learning difficulties at a local level.  This model will be replicated in 

other local areas to enable people with learning difficulties to collect evidence 

and campaign at a local level, and be part of a national voice to influence 

change. 

 
1.6 Recommendations 
 
The following recommendations are aimed at Barnet Council and in some 
cases central government departments.  However, many of the 
recommendations referring to Barnet Council can also be applied to other local 
authorities.   
 
Recommendation 1: Being included in the process 
 
Barnet Council needs to review their assessment and review processes.  They 
need to ensure that throughout the process, there is accessible information 
about when assessments and reviews will happen, what each part of the 
process is about, how much the local authority is looking to cut from each 
person’s local authority support, why this is needed, when it will happen and 
what the individual’s options are.  This will therefore give people with learning 
difficulties the ability to be included in this decision.  This review should start by 
April 2016 and be complete by March 2017.   
 
How will we know it has been done?  We will work with Barnet Council to 
produce guidelines and training around how assessments should take place 
and the information needed to make this process accessible for people with 
learning difficulties.   
 
Recommendation 2: Getting my voice heard 

 
Barnet Council should carry out a needs assessment around commissioning an 
appropriate independent support service which would be available to all people 
with learning difficulties throughout the assessment and review process.  This 
service should make sure that people can prepare for assessments, 
demonstrate their needs, think through the options that they have, 
communicate this effectively during the process, and receive support after an 
outcome has been decided to deal with any agreed changes in support, 
services or charges.  This will ensure that people have an equal voice, choice 
and control in the decisions which have a big impact on their lives.  The needs 
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assessment should be completed by 30th June 2016.  The commissioned 
service should be in place by April 2017.  
 
How will we know it has been done? We will work closely with Barnet Council 
and the Commissioning Team to ensure an inclusive and all-encompassing 
service is commissioned specifically for people with learning difficulties. 
 
Recommendation 3: Understanding the needs of people with learning 
difficulties and the barriers that they face 

 
Social Workers and other professionals in Barnet involved in the assessment 
and review process should attend obligatory user-led learning difficulty 
awareness training.  This will ensure that professionals have a better 
understanding of the needs and life experience of people with learning 
difficulties.  This training will also include information on informing people with 
learning difficulties about the outcomes of assessment and reviews, especially 
with regard to compassion when delivering negative news.  There should be a 
rolling training programme for staff already in post, and the training should be 
incorporated into the induction period for new staff.  This should commence in 
April 2016. 
 
How will we know it has been done? This will be discussed with Barnet 
Council and developed with a range of other stakeholders. 
 
 
Recommendation 4: what happens after the outcome has been decided 

 
In the light of local authority budget cuts and increased assessment eligibility 
criteria, a reduction in local authority support for an individual does not 
necessarily mean that a person does not need this support, only that the local 
authority does not have the resources to finance it.  The local authority still has 
a duty of care to make sure that a person with learning difficulties can access 
other support even if it will not be directly paid for by the local authority.  
Therefore, this recommendation is about what happens after a person has had 
a reduction in support or complete withdrawal.   
 
For people with learning difficulties who have experienced a reduction or 
complete withdrawal of support, Barnet Council should make sure that part of 
the review process includes a plan for each person, including information about 
where they can go to get any extra support that they feel they need.  This 
should include signposting to organisations that offer support in the areas 
needed by each person and services and activities that are available in Barnet.  
They should also ensure that each person has the support that they need to 
make contact with these organisations, whether this is a family member, carers 
or independent support from a local organisation.  This should also include a 
post-change impact follow-up meeting with each person who has been through 
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the review or assessment process, recording and taking account of national 
benefit changes, local authority support changes, changes to local services and 
changes to service charges.   
 
How will we know it has been done? This will be included in guidelines 
produced with Barnet Council around making assessments accessible.  An 
impact report at the end of each financial year should be produced by Barnet 
Council.   
 
Recommendation 5: Accessible written information 
 
All written information and communication from national government 
departments and Barnet Council should be in an accessible format depending 
on the access needs of each person.  A People First (Self Advocacy) campaign 
focusing on this will be started in January 2016. 
 
How will we know it has been done? This will be included in assessment 
guidelines and Learning Difficulty Awareness training co-produced with Barnet 
Council.  Through national campaigning work, People First (Self Advocacy) will 
ensure that this stays on the agenda for national government departments.   

 
 

Recommendation 6: Cumulative Impact Assessment 

 
There needs to be a Cumulative Impact Assessment done in general for 
disabled people, as well as specifically broken down for people with learning 
difficulties.  This needs to take into account national welfare reform, local 
authority spending cuts and the impact this has had on local services and 
activities, service charges, as well as local authority support.  There needs to 
be a monitoring process in place to ensure that disabled people and people 
with learning difficulties are not being unfairly affected by welfare reform, which 
our report highlights is happening.  This will ensure that all local authority and 
national government decisions are more effective and based on the principles 
of equality.  This will begin once phase two of the Cuts Impact Action Now 
Project has been carried out, supporting other user-led self-advocacy groups to 
carry out research in their own local authority around the UK. 
 
How will we know it has been done? People First (Self Advocacy) will 
collaborate with national partner organisations to campaign for a Cumulative 
Impact Assessment. 
 
Recommendation 7: Taking part, having choice, control and a voice 

 
It should not be assumed that people do not have views and cannot make 
decisions; every opportunity should be taken to ensure that each individual can 
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participate as fully as possible in decisions about their support and get the 
information and support needed to do so, as highlighted in the wellbeing 
principle in the Care Act 2014.  How Barnet Council is meeting this requirement 
should be demonstrated by the local authority.  This will be requested at the 
end of each financial year. 
 
How will we know it has been done? From the information in this report, this 
is obviously not happening; therefore information will be requested from the 
Council as to how they are meeting this requirement under the Care Act 2014 
for people with learning difficulties.   
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2. Introduction 

Here is a summary of why we decided to carry out the research, the importance of 

national and local organisations working together, and the aims of the research. 

 

2.1 Why we decided to carry out this pilot research project 
 

2.1.1 Barriers: It is widely accepted that it can be very difficult for people with 

learning difficulties to get their voices heard.  There are a number of 

barriers that can stop people with learning difficulties from being a full 

part of society and being included in the decisions that influence their 

lives.  These barriers include: lack of accessible information, not having 

any or enough support or advocacy, negative attitudes and 

discrimination towards people with learning difficulties.  People with 

learning difficulties are one of the poorest and most marginalised groups 

in society.  Many people are left out of society and do not have the 

correct support or information to take part.  This can be very 

disempowering leading to people not being able to speak up and get 

their voices heard. 

 

2.1.2 Cuts and changes to services and benefits: There have been wide-

ranging and numerous cuts and changes taking place at both a national 

and local level.  They are all happening at the same time and having a 

cumulative effect on people receiving services and benefits.  However, 

there has been no research or evidence collected specifically about what 

impact this may have on people with learning difficulties.  Through 

People First’s national policy work and links with other national disabled 

people’s organisations we have quantitative information about cuts at a 

national level.  However, there is a lack of information about the 

collective impact of these cuts on people with learning difficulties.   

 

Through People First’s work with People’s Choice and other local self-

advocacy groups and individuals we have been made aware of changes 

to services and support at a local level, as a result of cuts to local 

authority funding.  However, at no point have both national and local cuts 

and changes been combined and looked at in terms of their double effect 

on the lives of people with learning difficulties.   
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2.1.3 What is happening locally: By looking at these cuts and changes in a 

local context it is possible to gain a clearer indication and a better 

understanding of the cumulative impact of national and local cuts and 

changes to benefits and services on the lives of people with learning 

difficulties.  This would then enable decision makers to look at national 

policies and how they are translated into reality for people with learning 

difficulties at a local level.  

 

2.1.4 Being consulted and listened to: Based on almost 30 years of working 

at a policy level People First can say with certainty that people with 

learning difficulties are often not consulted properly, listened to, or given 

the opportunity to have a strong voice, and we have had increasing 

concerns about what the real life impact of cumulative cuts and changes 

are having on the lives of people with learning difficulties.  People First, 

in carrying out this research, is giving recognition to the fact that people 

with learning difficulties need to have a chance to have their voices 

heard, and their experiences understood. As a pilot research project we 

are also creating a channel that can then be applied in other local areas, 

and joined together at a national level to make sure that the voices of 

people with learning difficulties are heard, and are acted upon. 

 

2.2 The importance of a national and a local organisation 

working together 

This collaborative approach to research is effective, as it proposes a way 

of collecting evidence using the resources and knowledge of both a 

national and local organisation.  Both organisations bring different 

strengths to the table. 

The key assets that People First (Self Advocacy) brings to this pilot 

research project include: contacts and working relationships with other 

national organisations; contacts within national government departments; 

with ministers and; with non-governmental organisations such as the 

Equality and Human Rights Commission.  In addition, People First (Self 

Advocacy) has expert knowledge of national policy and an extensive 

understanding of local policy changes that are taking place and the many 

barriers and issues faced all over the country by people with learning 

difficulties.   
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The key assets that People’s Choice at Barnet Centre for Independent 

Living brings to this pilot research project include: links with local people 

with learning difficulties; Barnet Council; service providers; and 

organisations that work with disabled people in Barnet, which it has been 

built up over the last 15 years.  As well as this People’s Choice is the 

organisation overseeing the Barnet Learning Disability Parliament.  The 

team leader of People’s Choice, Mahmuda Murshed, who has a learning 

difficulty, is a Co-Chair of the Learning Disability Partnership Board.  

People’s Choice is also the Chair of the Speaking Up sub-group that has 

a seat on the Learning Disability Partnership Board. 

2.3 Aims and Objectives of the Cuts Impact Action Now 

(CIAN) Pilot Research Project  

This pilot research project aims:  

1. To enable people with learning difficulties to have a meaningful 

voice at a local and national policy level about the impact of benefit 

and service cuts and changes; 

2. To collect evidence about the combined impact of national and 

local service and benefits changes and cuts to people with learning 

difficulties at a local level; 

3. To create a model for evidence collection, enabling other local self-

advocacy groups to replicate the CIAN method of research and 

give a voice to people with learning difficulties locally, and to create 

a collective national voice; 

4. To increase the awareness of policy makers and service providers 

of the impact of service and benefit cuts and changes for people 

with learning difficulties as a driver for change; 

5. To reduce the negative impact that cuts and changes are having 

on people with learning difficulties. 

 

The key objectives are: 

1. To set up inclusive and accessible methods of collecting valid, 

representative and reliable information about the impact of cuts 

and changes to services and benefits on people with learning 

difficulties; 

2. To collect information about how the cuts and changes to services 

and benefits in a local area are affecting the lives of people with 

learning difficulties and their families and/or carers; 
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3. To provide evidence of the impact that service and benefit cuts and 

changes are having on people with learning difficulties; 

4. To enter into meaningful discussion with local and national policy 

makers and service providers about potential for change and 

reducing the negative impact; 

5. To produce a replicable process for evidence collection at a local 

level in order to build a national evidence base and voice for 

people with learning difficulties; 

6. To set up channels/networks for giving evidence to policy makers 

and service providers at a local, regional and national level, 

creating a collective voice to influence change. 
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3. Background 
 

This includes information about the organisations working on the Cuts Impact 

Action Now project; the cuts and changes happening locally and nationally that 

may impact on people with learning difficulties; the local and national social 

demographics; and the different services available in Barnet for people with 

learning difficulties.  

 

3.1 About the organisations working on this research 
 

People First (Self Advocacy) is a national organisation run and led by 

people with learning difficulties.  Our Management Committee members 

(6) are people with learning difficulties from different parts of the country, 

who have support in their governance work.  As an organisation we aim 

to raise awareness of the rights of people with learning difficulties, 

support development of the skill base of self-advocacy groups and 

individuals, and make sure that their voices are heard at government 

policy level.   We work at a national level providing support, information, 

advice and training to individuals and self-advocacy groups run by people 

with learning difficulties. 

 

People’s Choice at Barnet Centre for Independent Living is a local 

self-advocacy group in Barnet run and led by people with learning 

difficulties.  They also aim to raise awareness locally of the rights of 

people with learning difficulties, making sure that their voices are heard.   

They run 6 self-advocacy groups: Learning Disability Parliament, 

Speaking Up, Advocacy and 3 drop-in groups across Barnet for people 

with low, moderate and high levels of learning difficulties. 

In these groups they talk about issues that Barnet Council and the NHS 

have asked them to raise and also issues that their service users would 

like them to raise, for example, bedroom tax/benefits, transport 

challenges, good and bad support workers, and carer support. 

3.2 What the big picture looks like for people with learning  

difficulties 

 

This section aims to give the reader a snapshot of what life looks like for 

people with learning difficulties at the moment.  It looks at barriers that 
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people face and the changes and cuts to benefits and services that 

people are going through.   

 

Much of the existing information available is about disabled people in 

general, especially with regard to currents cuts and changes to benefits 

and support, however, where possible information specifically about 

people with learning difficulties has been included.  Some of the changes 

to benefits, for example Universal Credit, cover more than one benefit.   

This means that the figures given about these changes may overlap with 

figures given in relation to other changes.    

 

3.2.1 What this picture looked like before cuts and changes to benefits 

and services: did people have equal access? 

This section covers a number of areas in which people did not have equal 

access even before cuts and changes to services and benefits. It is likely 

that these things will get worse because of the cuts and changes that 

have happened and are now happening. 

Equal access to health is a right that people with learning difficulties still 

do not have.  The NHS has been talked about as ‘unsafe’ for people with 

learning difficulties.32  There are a number of problems that have been 

found in research done in this area.  Some of the reasons that people 

with learning difficulties cannot access good quality health care are: 

 Bad communication 

 Staff taking a long time to find out why a person is not well 

 Staff not always being able to tell when a person is in pain33  

There are also other things that mean that people with learning difficulties 

are not as healthy as other people, because of: 

 Not having the right housing34 

 Not having a job 

 Living in poverty 

 Being discriminated against and excluded from society35 

                                                           
32 https://www.mencap.org.uk/sites/default/files/documents/Death%20by%20Indifference%20-

%2074%20Deaths%20and%20counting.pdf 
33

 https://www.mencap.org.uk/sites/default/files/documents/Death%20by%20Indifference%20-
%2074%20Deaths%20and%20counting.pdf 
34

 The Confidential Inquiry into premature deaths of people with intellectual disabilities in the UK: a 
population-based study, by Dr Pauline Heslop, Ph, Peter S Blair, PhD, Prof Peter Fleming, FRCP, 
Matthew Hoghton, MRCGP, Anna Marriott, MSc, Lesley Russ, RNMH, The Lancet 2014.   

https://www.mencap.org.uk/sites/default/files/documents/Death%20by%20Indifference%20-%2074%20Deaths%20and%20counting.pdf
https://www.mencap.org.uk/sites/default/files/documents/Death%20by%20Indifference%20-%2074%20Deaths%20and%20counting.pdf
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All of these things together mean that a person is more likely to need to 

use the National Health Service.  However when they use the National 

Health Service they get a worse service than people without learning 

difficulties.   

Equal access to education is not a reality for most people with learning 

difficulties.  A big number of children with learning difficulties do not go to 

mainstream schools. The latest figures from 2011/12 put this number at 

12% of children with moderate learning difficulties, rising to 77% of 

children with severe learning difficulties and 82% of children with 

profound and multiple learning difficulties.  This percentage is going up for 

children with severe learning difficulties.  As with many public services, 

there is also a postcode lottery when it comes to accessing mainstream 

education.  In some local authorities only 1% of children with moderate 

learning difficulties are excluded from mainstream education, but in other 

local authorities over 25% of children are excluded from mainstream 

education.  Children with special educational needs associated with 

learning difficulties do not get as good results as other children.  They are 

also more likely to be absent from school.  As well as this, fixed term and 

permanent exclusions from school are more common for children with 

learning difficulties. 36 

In higher education, disabled young people are twice as likely as their 

non-disabled peers not to be in employment, education or training by the 

age of 18.  In 2008 the Learning and Skills Council found that students 

with learning difficulties were four times more likely to be enrolled on 

‘preparation for independent living’ or employment learning programmes 

rather than on mainstream accredited courses.  In addition, changes to 

the Standard Apprenticeships Framework requiring apprentices to have 

gained literacy and numeracy qualifications at GCSE level have led to a 

decrease in people with learning difficulties undertaking apprenticeships. 

In 2005/6, 11.1% of apprentices were people with learning difficulties, 

falling to 8% in 2010/11.37  

Equal opportunities in work are still out of reach.  Only 6.6% of people 

with learning difficulties are in some kind of paid work and most of the 

                                                                                                                                                                                 
35

 Health Inequalities and people with learning disabilities in the UK, Improving Health and Lives, 
the Learning Disabilities Obersvatory, Eric Emerson and Susannah Baines, 2010. 
36

 https://www.improvinghealthandlives.org.uk/securefiles/150618_2200//IHAL2013-
10%20People%20with%20Learning%20Disabilities%20in%20England%202012v3.pdf 
37

 ALLFIE - Children and Families Bill’s Proposed Amendments for consideration at Committee 

stage (March-April 2013) 
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people in paid work, work part time.38  This is much lower than the 46.3% 

of disabled people in general in paid work and the 76.4% of non-disabled 

people in paid work.39  Getting a job is difficult and people come up 

against many barriers.  The biggest barrier is people thinking that people 

with learning difficulties cannot work40, when actually 65% of people with 

learning difficulties would like a paid job.41  The services that support 

people with learning difficulties to find a job are not as good as they could 

be.  This is because these services need to work better to change the 

way that employers see people with learning difficulties, raise awareness 

of support on offer for disabled people, as well as developing more 

opportunities for people with learning difficulties to work.42  For those 

people with learning difficulties who are in employment, research based 

on disabled people’s experience in the work place found that people with 

learning difficulties and people with mental health issues are more likely 

to be treated unfairly and face bigger barriers in the work place.43   

As a result of there being so few people with learning difficulties in 

employment, it means that 93.4% of people are likely to rely on some 

form of support from the welfare system.  This means that they are one of 

the groups most affected by cuts and changes to benefits and services 

and changes to local authority assessment rules.   

Disability Hate Crime has been a problem for disabled people for a long 

time, only in 2003 did it come to be a part of law  as part of the Criminal 

Justice Act.44  Research done by Mencap found that 88% of people with 

learning difficulties who took part had been victims of hate crime in the 

previous 12 months.45 Even though the level of hate crime is high, only 

3% of these crimes are recorded by the police as hate crimes.  Not many 

people with learning difficulties report hate crimes; this is usually because 

of a bad experience of reporting in the past, like the police not being able 

to talk to them in a way they can understand or the police ignoring them.  

                                                           
38

 http://www.learningdisabilities.org.uk/help-information/Learning-Disability-Statistics-/187693/ 
39

 https://www.gov.uk/government/publications/disability-facts-and-figures/disability-facts-and-
figures#employment 
40

http://www.ndti.org.uk/uploads/files/3.The_cost_effectiveness_of_Employment_Support_for_Peop
le_with_Disabilities,_NDTi,_March_2014_final.pdf 
41

 Valuing Employment Now, HM Government, 2009 
42

http://www.ndti.org.uk/uploads/files/3.The_cost_effectiveness_of_Employment_Support_for_Peop

le_with_Disabilities,_NDTi,_March_2014_final.pdf 
43

 Barriers to employment and unfair treatment at work: a quantitative analysis of disabled people’s 
experiences, Nick Coleman, Wendy Sykes, and Carola Groom. Equality and Human Rights 
Commission, Research report 88, Independent Social Research (2013).   
44

 https://www.mencap.org.uk/blog/four-things-you-probably-didnt-know-about-disability-hate-crime 
45

 https://www.mencap.org.uk/blog/four-things-you-probably-didnt-know-about-disability-hate-crime 
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Even with the cases where crimes are recorded as hate crimes, many do 

not make it to court because the system questions whether a person with 

learning difficulties can be believed. These barriers mean that a person 

does not have the same access to the police and cannot get justice 

through the courts. 

3.2.2 Financial changes: these are national changes to how much money 

and support a person gets towards the extra costs of being a 

disabled person  

One of the key issues for people with learning difficulties is poverty; 

families that include disabled people are more likely to live in poverty46, 

this could be as high as one third of disabled people.47 With only 6.6% of 

people with learning difficulties in paid work48 changes to government and 

local authority spending on benefits, support and services affect people 

with learning difficulties more than most other communities of people in 

society.     

In 2013 the Centre for Welfare reform calculated that disabled people, 

who make up 8% of the population, will bear 29% of the cuts to services 

and welfare benefits losing an average of £4,410 per person each year; 

this is nine times the burden placed on most other citizens. The most 

severely disabled who are eligible for social care from their local authority, 

who make up 2% of the population, will bear 15% of the cuts losing an 

average of £8,832 per person each year; this is a staggering 19 times 

greater than the burden placed on most other citizens.49 

There have been big changes to benefits, support and services, with 

some people being affected by up to 6 cuts and changes at the same 

time.50  Below is some information about the most important changes that 

will affect people with learning difficulties:   

The change from the Disability Living Allowance to the new 

Personal Independence Payments will lead to 28% less disabled 

people getting this benefit, totaling around 607,000 disabled people.51  

This benefit started in 1992 to support the extra costs of being disabled.  

                                                           
46

 https://www.gov.uk/government/publications/disability-facts-and-figures/disability-facts-and-
figures 
47

 http://www.disabilitynewsservice.com/report-finds-nearly-a-third-of-disabled-people-in-poverty/ 
48

 http://www.learningdisabilities.org.uk/help-information/Learning-Disability-Statistics-/187693/ 
49

 http://www.centreforwelfarereform.org/uploads/attachment/354/a-fair-society.pdf 
50

 http://www.demos.co.uk/blog/destinationunknownapril2013 
51

 (Personal Independence Payment) Regulations 2013 ... - Parliament  www.parliament.uk/briefing-
papers/SN06538.pdf  

http://www.google.co.uk/url?sa=t&rct=j&q=&esrc=s&source=web&cd=5&ved=0CE8QFjAE&url=http%3A%2F%2Fwww.parliament.uk%2Fbriefing-papers%2FSN06538.pdf&ei=iAjlUenoL8GL7AbO-4GoDA&usg=AFQjCNF6ZG_FoTyg3bClhOBhEbut7VrS7Q&sig2=gZyxaGeUi8F3JLSwOTyIdw&bvm=bv.48705608,d.ZGU
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The amount each person gets is between £21.80 and £139.75 per 

week.52  The extra cost of being disabled is said to be on average £550 

per month.53  However with the new Personal Independence Payments 

the assessment criteria has been changed, which has meant that a large 

number of people who did get the Disability Living Allowance will not be 

eligible for Personalised Independence Payments.  As well as this, 

428,000 people will no longer be able to get the enhanced mobility 

component under the new rules and will therefore get less money.54 

The complete closure of the Independent Living Fund was decided in 

March 2014, after two court cases taken by disabled people using this 

fund. One third of the people that currently receive this support are people 

with severe learning difficulties.  It was decided that in June 2015 this 

fund would be closed to its 21,000 disabled users.55  This money will now 

be passed on to local authorities.  The problem is that this money is not 

protected meaning that local authorities do not have to spend this money 

on disabled people, they can spend it on anything. In all cases this will 

mean that each person who used the fund will have their independence 

taken away from them.56 

Overall Benefit Cap and 1% cap on benefit rises will affect 142,500 

disabled people who will lose around £2 billion by 2018.57  This cap does 

not apply to Disability Living Allowance, Personal Independence 

Payments or the support part of the Employment and Support Allowance.  

The Spare Room Subsidy being taken away which is sometimes called 

the Bedroom Tax.  People with one ‘extra’ bedroom will now have 14% 

less money in their housing benefit and people with two or more extra 

rooms with have 25% less housing benefit.  This is having a big impact of 

some of the poorest people in society.  72% of houses affected by the 

change have either a disabled person or someone with a health condition 

living there.58  This change, which was part of the Welfare Reform Act 

2012, does not take account of how difficult it is to move house for 

disabled people.  It also does not take on board that some people need 
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an extra room for equipment that they need as part of their disability or for 

a carer to sleep in. 

Firstly, there are not enough houses that are adapted to the needs of 

disabled people, and many disabled people have spent time and money 

adapting their houses to their needs. Secondly, people with learning 

difficulties need to find support to find a new place to live, and support to 

actually move.  Thirdly, settling into a new area, making new links, and 

setting up a new support structure and social network are very difficult to 

do.  Finally, if a person moves to a different local authority in order to find 

the right house then the disabled person will have to be reassessed for 

local authority support and run the risk of getting less support in a 

different local authority.  Therefore, moving is actually a very difficult, 

stressful and worrying process and often not an option for many disabled 

people.  This then means that they pay the extra money to stay where 

they are.  People are then left with less money to live on. 

Discretionary Housing Payments have been brought in which is a short 

term payment that can be made to people by a local authority on top of 

their Housing Benefits, if the local authority decides that this is needed.  

41% of disabled people affected by the Bedroom Tax and the Benefit Cap 

are not being given this payment when they apply.  Some local authorities 

have not given this payment to disabled people even when they cannot 

find adapted housing.59  To cover these extra costs 9 out of 10 disabled 

people are cutting back on food, bills, nearly 4 in 10 disabled people are 

cutting back on getting out and transport, and more than 1 out of 4 are 

spending less on medication and therapies in order to cover their housing 

costs.60  The changes to the Local Housing Allowance will lead to 

827,000 disabled people losing £2.43 billion by 2018.61 

The Incapacity Benefit and some Income Support benefits are being 

replaced with the Employment and Support Allowance, using the 

Work Capability Assessment to find out if a person is fit to work. At the 

moment 2.53 million people get these benefits.62  The assessments are 

found to be unfair, stressful and do not get the right results.  The British 

Medical Association called for an end to this assessment because there 
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were so many problems with it.63  People are being put into the wrong 

groups, and some people are being found fit for work when they are not.  

Some people are found to be ready for work in a year and are put into the 

work-related activity groups, when actually they should be going to the 

support groups which have no time limit.  Nearly 51% of Work Capability 

Assessment appeals are won.64.  This means that more than half of the 

people who think that the result of their assessment was wrong and 

decide to make an appeal, win and get extra support when their 

application is looked at again.  It has also been found that when 

appealing decisions people with learning difficulties, mental health issues 

and autism are at a disadvantage; they are less likely to win appeals as a 

result of finding it difficult to put together evidence for the appeals.65  The 

one year time limit on Work Related Activity Groups will affect 700,00066 

disabled people and will cost disabled people around £4.4billion.67 

For people who do not stick to the Employment and Support Allowance 

rules, the punishment is much worse than before which can leave people 

without money for long periods of time.  However, when people are going 

through appeals, the Department for Work and Pensions does not have a 

time limit to carry out another assessment or make a decision.  In the 

meantime disabled people have to choose to either go without money 

whilst they wait or apply for Job Seekers Allowance, which gives the idea 

that they are fit for work.   

This means that making an appeal can be very long and stressful, and 

over three quarters of disabled people said that their health got worse 

because of the stress of their assessment for the Employment and 

Support Allowance.68  

Universal Credit will bring together 6 different benefits and be paid as 

one benefit payment.  The benefits that will come under Universal Credit 

are: income-based Job Seekers Allowance; income-related Employment 
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and Support Allowance; Income Support; Working Tax Credit; Child Tax 

Credit; and Housing Benefit.  Up to 116,000 disabled working adults will 

lose up to £40 per week, 230,000 severely disabled people who live 

alone or have a young carer (in many cases lone parents with children) 

will lose between £28 and £58 each week.69  In total disabled people 

stand to lose £2.2 billion by 2018 as a result of Universal Credit.70     

There are other things that are worrying such as the fact that this will be 

done by computer and for many disabled people, especially people with 

learning difficulties, this is not accessible.  As well as this, the benefit will 

be paid monthly rather than weekly and people will need support to 

budget for this longer period of time.  With cuts to local services this 

support may not be there. 

Access to Work, which supports many disabled people in work, is 

currently changing its approach to support.  The current approach is to 

support as many disabled people as possible, however they are doing 

this without increasing the Access to Work budget.71 In fact, last year’s 

budget was underspent by £3 million.  This means that many people with 

learning difficulties are currently having their funding for Access to Work 

support cut, as a result of needing “high value” support packages. This 

has not been directly stated by the Department for Work and Pensions; 

however this has been experienced by People First (Self Advocacy) staff, 

as well as staff from other local self-advocacy groups.  Two members of 

staff with learning difficulties at People First (Self Advocacy), who have 

had a reassessment, and who have been receiving support for over 10 

years, with no change in their impairments, have had to fight for months 

to maintain the same level of support, one having their support reduced to 

20% of the previous amount.  This approach to funding Access to Work 

claims is directly excluding people with learning difficulties who need ‘high 

value’ support packages to gain access to employment.  It shows a lack 

of understanding of the support needs of people with learning difficulties 

in the work place, a group that is already highly discriminated against in 

employment.   
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3.2.3 Service Changes 

Funding for adult social care has had big cuts in local authorities 

across the UK.  There have been cuts between April 2011 and March 

2013 of £1.89 billion.72  This is at a time when there are growing numbers 

of older and disabled adults needing support, a number which is going up 

by 3% per year.  The biggest increases include older people and people 

with learning difficulties.73  As well as this, it was said in June 2013 that 

there would be funding cuts of 10% to local authority budgets74.  As a 

result of these cuts 100,000 disabled people are or are at risk of not 

getting the support that they need.75  So far 69,000 disabled people have 

been pushed out of the social care system.76  

Research by the charity Leonard Cheshire shows more 15 minute visits 

are being used by councils in their community services that support 

people in their home.  The number of visits which lasted 15 minutes or 

less has risen by 15% over the past five years.  Some local authorities 

give more than three-quarters of their care visits in 15 minutes.77  

Eligibility criteria have gone up and now 83% of councils only fund people 

with high support needs (DPAC, 2012).78 

This is putting pressure on the National Health Service and community 

and mental health services.  When people do not have the right care and 

support at home they are going to hospitals to get support.  As well as 

this, people who were in hospital had to stay longer because they did not 

have social care support at home.  People also now use community 

health and mental health services, GP services and hospitals more 

because they do not have care and support at home.79 

The Care Act 2014 is a new law put in place to bring together all other 

laws around adult social care and local authority responsibilities.  The 

Care Act 2014 introduced portability of assessments which is a positive 

step; however, there is no portability of care packages.  This is worrying 

in light of the Bedroom Tax which means people may need to move to 
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smaller properties in different local authorities, yet they may not get the 

same care package and may in fact get a reduced package. 

The Care Act does include the right to advocacy in assessments and care 

plans which at first was thought to be a positive step.  However, it is not 

easy to get and if there is a family member or friend that can do this then 

a person does not get this advocacy support.  The problem with this is 

that, when going through the assessment and care planning process, 

most family and friends do not have the expertise to make sure that they 

get the best outcome for the person that they are supporting; it is a very 

specialist area.  As well as this, many people would need support to 

access advocacy support in the first place and therefore it is not very 

accessible to people with learning difficulties.   

The Care Act introduced a national minimum eligibility standard; however 

this is set at substantial. This means that even with cuts to local authority 

budgets, people with a ‘substantial’ level of care will be able to maintain 

their local authority support.  Campaigners had tried to get the minimum 

eligibility standard to be set at ‘moderate’, however they were not 

successful. 

The Care Act brought in the well-being principle; everything the local 

authority does must promote the well-being of the individual.  This 

includes: 

 

 Personal dignity and treating you with respect; 

 Physical and mental health and emotional well-being; 

 Protection from abuse and neglect; 

 Control over day to day life including care and support and the way in 

which it is provided; 

 Participation in work, education, training or recreation; 

 Social and economic well-being; 

 Domestic, family and personal relationships; 

 Suitability of living accommodation; 

 Contribution to society. 

However, according to campaigners this does not go as far as the right to 

independent living, which is Article 19 of the United Nations Convention 

on the Rights of Persons with Disabilities. The Government and other 

national charities decided that it did, however campaigners managed to 

get the right to independent living included in the Statutory Guidance of 
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the Care Act.  This means that Article 19 can be used as grounds for a 

judicial review if people feel that their right to independent living has been 

breached.   

Cuts to organisations supporting people with learning difficulties 

and increases in service charges are happening all over the UK.  In 

total disabled people have been affected by a rise of £77million in 

charges for care80, a 20% increase in meals on wheels charges81, and 

transport fees have almost doubled.82  72% of organisations providing 

support to people with learning difficulties have received cuts in funding, 

as well as this nearly half of people with learning difficulties have had their 

support cut or their charges increased.83 

Cuts to self-advocacy groups that give support to help people with 

learning difficulties speak up and deal with things that are going on in 

their lives.  Local self-advocacy groups are key to ensuring that people 

with learning difficulties can use their rights.  They are also a big part of 

the support structure for people with learning difficulties.  In the past 

people might have looked for support and advice from their local self-

advocacy group.  However, nationally, self-advocacy groups are having 

local authority funding cut.84  Since the report Staying Strong85 there are 

no recent national figures for the number of groups that have closed or 

had reductions in funding.  However, from information given by member 

groups, we know that this is an ongoing trend.  People First (Self 

Advocacy) is currently investigating further the extent of this.  Closures 

and reductions in funding mean that groups cannot give people as much 

support at a time when they are going through big cuts and changes to 

benefits, support and services.    

Getting rid of free Legal Aid support for benefit and welfare cases at 

a time when the Government is carrying out the biggest welfare reform in 

60 years.86  There have been cuts to legal aid and support has been 

completely taken away in the area of welfare.  It has been said by the 

Government that this is to try and make sure money is spent where it 

matters the most.  However, 58% of the people that use legal aid for 

welfare benefit cases are disabled people.  This is more than 78,000 
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cases each year.87  The benefit and welfare system is going through a big 

change and from the changes that we have looked at in this section it is 

obvious that the Government is getting things wrong.  Without legal aid, 

most disabled people will not have the money or time to be able to take 

legal action against these decisions.  When things go wrong disabled 

people will not be able to access the support to challenge these 

decisions.  

The Equality and Human Rights Commission Helpline has closed 

and big cuts have been made to their budget.  The Equality and Human 

Rights Commission had a budget cut for the year 2014-2015 of 62% 

compared to 2007.88  As a result of this the Helpline for legal advice on 

discrimination cases was closed.  This was replaced with an advice and 

information helpline which is run by Sitel and Disability Rights UK.  This 

new service supports people to get advocacy, information and advice.  

Many of the legal cases received through the old helpline then went on to 

be test cases used by the Commission to set a precedent; this means set 

a legal example that everyone must then follow.  So although advocacy 

support is there, support for people wanting to take a legal case is not.  

With cuts to the capacity of the Equality and Human Rights Commission 

as well as Legal Aid, what chance do disabled people have of challenging 

inequality?  

3.2.4 Local changes in Barnet 

 

In Barnet the council have had cuts to funding in all services of 26%, this 

totals £72.5 million, with cuts to adult social care of £23.16 million and 

further cuts of £12.6 million scheduled over the next 5 years.89   

 

The council plans to save £500,000 by joining parts of the adult social 

care assessment process with the local authority customer service role.  It 

plans to save millions of pounds by renegotiating contracts with external 

service providers and well as learning disability packages.90 
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Changes to services in Barnet  

In April 2012, Barnet Centre for Independent Living launched its 

Information, Advice and Advocacy Brokerage service.91  However Barnet 

Centre for Independent Living lost this contract and these services have 

now been transferred to Barnet Citizens Advice Bureau as of 29th June 

2015, it is not yet clear how this service will roll out.92 People’s Choice, 

the partner organisation in this research project, came under the umbrella 

of Barnet Centre for Independent Living, and will therefore need to find 

other funding.  As well as this, the highly praised Learning Disability 

Parliament, organised and run by People’s Choice, will need to find other 

funding.  The Parliament is a very good way of allowing local people with 

learning difficulties to get their voices heard and reach decision makers.  . 

 

Your Choice in Barnet 

Another big change is that the services run by the London Borough of 

Barnet were transferred to Your Choice in 2012, a Local Authority Trading 

Company owned by London Borough of Barnet.93   

 

The outsourcing of London Borough of Barnet services to the 

organisation Your Choice has been the focus of much anger, debate, 

petitions and even strike action. The outsourcing plans were challenged 

in the High Court by Barnet resident Maria Nash, but although the judge 

found that the Local Authority had not consulted service users, her legal 

challenge had come too late.94 Barnet Unison also wrote a report about 

the plans, which found that the way that this decision had been made was 

not based on good evidence and that any profits from Your Choice were 

intended to subsidise Barnet Homes, its sister company in the Barnet 

Group; that there was no democratic accountability; and that the plans 

would have a significant impact on staff and service users.95 

 

By 2013, Your Choice was experiencing serious financial difficulties and 

had to receive a £1m bailout from its sister company Barnet Homes.96 

170 staff members were consulted about redundancy, and staff in its 

supported living service were downgraded to the role of assistant support 

                                                           
91

 http://www.barnetmencap.org.uk/files/Newsletter%202012%20Spring.pdf 
92

 http://www.barnetcil.org.uk/index.php?id=4&cat=1 
93

 http://www.barnetmencap.org.uk/files/Newsletter%202012%20Spring.pdf 
94

 http://www.theguardian.com/society/2013/apr/29/high-court-challenge-barnet-easycouncil 
95

 http://www.european-services-strategy.org.uk/news/2012/local-authority-trading-company-latc-
for-adult/latc-analysis-2012.pdf 
96

 https://you.38degrees.org.uk/petitions/stop-the-ongoing-destruction-of-services-for-adults-with-
disabilities-in-barnet 



40 
 

worker. Staff numbers, wages and weekend payments were all slashed. 

In May 2013, the Board of Directors of Your Choice refused to hear 

families’ concerns about the proposed cuts to staff and services at their 

board meeting. After the threat of legal action by carer John Sullivan, the 

Board of Your Choice conceded that they needed to consult with service 

users and carers before making any changes.97  

 

In November 2013, service users and carers attended a meeting of 

London Borough of Barnet’s safeguarding committee, who were 

discussing a report from a Task and Finish group looking into the financial 

and staffing issues with Your Choice. However, the scope of this report 

was extremely narrow, and the group did not consult with any service 

users or carers, or accept any input from Barnet Unison. This resulted in 

the Task and Finish group’s report failing to recommend any effective 

response to the issues investigated.98  In 2014 Your Choice was forced to 

cut £400,000 from its budget, prompting a petition asking London 

Borough of Barnet to put savings made through its whole outsourcing 

programme back into Your Choice.99  

 

In March 2015, the Care Quality Commission rated Barnet Supported 

Living Service run by Your Choice as ‘inadequate’, its lowest score,100 

and in May 2015, staff at Your Choice staged a three day strike after 

being told their wages would be cut by 9.5%. This followed restructuring 

in 2013 resulting in cuts to staff numbers of 30%. The uncertainty led to 

many staff opting to leave the organisation, resulting in higher usage of 

agency staff and a lack of continuity of care for service users, contributing 

to its poor Care Quality Commission rating.101 
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3.3 Local and national demographics of people with 

 learning difficulties  

 

3.3.1 National demographics 

It is estimated in a report called People with Learning Disabilities in 

England 2012 that there are 1.14 million people with learning difficulties in 

England, this is around two out of every 100 people.  There are: 

 236,000 children 

 908,000 adults over the age of 18 years old102 

Of these people 22% are known to GP’s as people with learning 

difficulties and 44% were receiving the Disability Living Allowance when 

this research was done.  More than half of the people with learning 

difficulties are not known to any services103. 

 3.3.2  Barnet Demographics 

According to a report written by Barnet Council in 2012, it was estimated 

that by 2015 there would be 5,874 people with learning difficulties in 

Barnet.  Of this total, it was predicted that there would be 1,326 people 

with severe or moderate learning difficulties, who would therefore be likely 

to be in receipt of local authority support. By 2016, it is predicted that 35% 

of the population in Barnet will be from Black Minority Ethnic groups.104 

According to the Barnet Joint Strategic Needs Assessment (2011), it was 

stated that ‘people with learning disabilities are much more likely to have 

significant health risks and major health problems, and are more likely to 

be exposed to poverty, poor housing conditions, unemployment, social 

disconnectedness and discrimination.’  It also stated that as a result of 

‘improved survival, rising birth rates and growth among communities at 

higher risk of learning disabilities (for example, the South Asian 

community)’, there is likely to be a growing need locally.105 
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Every year Public Health England put together a report, to give a health 

profile of people with learning difficulties in each local authority area.  The 

report then compares the local area to the average of what is happening 

in the whole of the country.   

It tries to show: 

 How many people have learning difficulties; 

 How healthy they are; 

 How much health care they get; 

 How well social services are looking out for them. 
 

Below is a summary of the health profile of people with learning difficulties 

in Barnet for 2013-2014, compared to the rest of the country.   

Barnet is doing better than the average compared to the rest of the 

country in the following areas: 

 Proportion of eligible adults with a learning disability having a GP 
health check; 

 Adults with learning disabilities living in severely unsatisfactory 
accommodation (there was no one in this category);  

 Adults with learning disabilities in employment; 

 Adults with learning disabilities receiving direct payments. 
 

Barnet is doing about the same as the average compared to the rest 

of the country in the following areas: 

 Adults receiving community services supported by local authorities 

Barnet is doing worse than the average compared to the rest of the 

country in the following areas: 

 Adults (18 to 64) with learning disability known to Local Authorities; 

 Adults using day care services supported by the LA (although this 
may be because of direct payments being higher than average)? 

 

3.4 Different services available in Barnet for people with  

 learning difficulties  

London Borough of Barnet works with Central London Community 

Healthcare NHS Trust to offer a number of services to people with 

learning difficulties, following assessment by a healthcare professional 

and a social worker. These services include social care support to enable 

people to live independently, physiotherapy, communication support and 
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speech and language therapy, mental health support, home adaptations, 

respite care, carers’ assessments and signposting or referrals to local 

organisations offering services such as supported housing, social clubs 

and benefits advice.106 London Borough of Barnet also runs one 

residential care home for people with learning difficulties, Agatha 

House.107 

Many of London Borough of Barnet’s services for people with learning 

difficulties are outsourced to Your Choice, part of the Barnet Group, which 

is 100% owned by London Borough of Barnet.108 Your Choice offer time-

limited rehabilitation and enablement services, a supported living service, 

day services in the community, respite services and specialist services for 

people on the autistic spectrum and people with complex learning 

difficulties.109 

There are a number of residential care homes for people with learning 

difficulties located in Barnet, run by a mix of voluntary sector and private 

providers. There are specialist care homes for older people, Asian 

women, Jewish people and people with sensory impairments or physical 

impairments as well as learning difficulties.  There are also organisations 

running supported housing schemes, such as Origin Housing who run 

Speedwell Court, a specialist service for adults with autism or Asperger’s 

syndrome which opened in 2013.110  

The main voluntary sector organisation offering services to people with 

learning difficulties in Barnet is Barnet Mencap, who run three supported 

housing projects, an outreach service supporting people in their own 

homes, welfare advice drop ins, short breaks, holidays and respite for 

children, young people and adults, social, sport and learning activities for 

people over 16, and support for carers of people with learning 

difficulties.111 The learning disability team called People’s Choice at 

Barnet Centre for Independent Living run self-advocacy groups for people 

with learning difficulties.112 At the time of the research the Peer Support 

Brokerage team also provided support planning and brokerage to 
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disabled people receiving self-directed support payments, including 

people with learning difficulties.113  As well as this there is also a support 

service offered by Dimensions, for people who live in their own homes 

enabling them to develop skills and networks in the community, HFT, a 

national charity that support people to work in a creative way to achieve 

what they want and Norwood, a Jewish organisation that offers services 

for people with learning difficulties.   
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4. Research Methods 

The Cuts Impact Action Now project is a user-led, user controlled pilot research 

project carried out by People First (Self Advocacy) and People’s Choice at Barnet 

Centre for Independent Living.  

4.1  Good practice we used in the research: 

 

 We made sure that the people who took part in the research had 

good, accessible information about the project before we started 

talking to them; 

 We assured people that none of the information they would give to 

the research project would mention their name; 

 We told people that if they gave us information which showed they 

were at risk, then we would have to report it; 

 We recorded the information to make sure we got all the information 

down correctly; 

 We made sure that people felt comfortable talking about the issues 

and said that they did not have to talk about anything they did not 

want to; 

 We made sure that our interview guides took a gradual approach, 

and did not risk scaring people about the cuts; 

 We worked to People First Lone Working Policy. 

 

4.2 Time period of data collection  

 

Interviews and focus groups were carried out between January 2014 

and September 2014. 

 

4.3 How did we advertise the project and attract people to 

give information both for the interviews and in the focus 

groups    

   

 We spoke to the main learning difficulty organisations in Barnet 

about the project and gave them information flyers to send out to 

their members.  This included: 

o The Partnership Board (Barnet Council) 

o The organisations involved in the Barnet Learning Disability 

Parliament (Dimensions, Rosa Morrison, Flower Lane, The 
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Community Space, Barnet Mencap, Harold Court, Norwood, 

and Self Unlimited) 

 By getting in contact with residential homes and supported living 

schemes 

 People’s Choice membership 

 We made flyers which told people what the project is about and how 

to get involved  

 Often we needed to speak to the person with support to set up the 

interview 

 

4.4 Some of the problems we encountered 

 

 We had to go through gate keepers to access people; 

 The fact that it was self-referral raises the question about whether 

people came forward because they had had a negative experience;   

 Securing and getting interviews was very difficult, this was actually 

as a result of people’s learning difficulty impairments around 

memory, especially as it was a one-off meeting.  There were many 

failed appointments because people had forgotten even with 

multiple reminders.  In some cases this took 2 to 3 interview 

appointments. 

 

4.5 How we collected the information 

  

 Individual In depth interviews were carried out with 35 people with 

learning difficulties.  We informed people that they could bring a 

supporter with them.  An interview guide was prepared covering the 

following areas: 

o Independence and personalisation 

o Housing 

o Employment and education 

o Health and social care 

o Transport 

o Advocacy and support 

o Hate crime 

o Day opportunities and things to do 
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 When carrying out the interviews we used the following approach: 

o We introduced a topic and we talked around it to see if there 

was anything that the person wanted to focus on 

o We did not ask leading questions 

o We asked about any changes not cuts as we did not want the 

interview to feel threatening 

o We were patient and encouraging if people were struggling to 

express themselves  

 

 Focus Groups: Three focus groups were carried out, and 19 people 

took part in these.  The same interview guide was used as in the 

individual interviews.  We used pictures to communicate with people 

with higher support needs.  We made sure that everyone could have 

their say, including people who did not feel confident at speaking up. 

 

 Service Managers: Three service managers were interviewed to get 

an overview from their perspective, and to gain an insight into the 

experience of carers.  Prior to the interview we sent an outline of the 

project and told service managers that the aim of the interview was 

to find out if they had seen any changes as a result of reduced local 

authority funding.   

 

4.6 About the people with learning difficulties who gave 

information 

All the people who took part in the individual interviews and in the focus 

groups were asked to complete a short questionnaire to give information 

about themselves. This was to make sure that we had included a good 

mix of people.  We made sure that we had a mix of people under the 

following headings: 

 Gender: 43% women, 57% men 

 Age: the majority of people were aged between 30 and 59, however, 

younger and older people were represented. 

 Ethnic background: 24% of respondents were from BME 

communities 

 LGBT communities: this was not disclosed by many people 

 Complex needs: this was wide ranging and included people with 

mild, moderate and high support needs 

 Residential status: there was a mix of residential statuses, people 

who lived independently with support, without support, people who 
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lived with their family, people who lived in residential homes and 

people who lived in supported living settings. 

 Type of support used: people used a range of support, ranging from 

full time support to people who used 2 hours per week for admin. 

 The main benefits received by participants were: Disability Living 

Allowance, Employment and Support Allowance, Housing Benefits, 

Job Seekers Allowance, Council Tax Benefits. 

 

4.7 How did we analyse the data? 

 

We typed out all the information from the recordings, and analysed the 

qualitative data thematically within a quantitative framework, pulling out 

key themes which came from the individual interviews, focus groups and 

service managers. 

The themes we highlighted were supported by quotes from the 

individual interviews, focus groups and service managers. 

We used example quotes to support our findings, discussed some of the 

points which had been raised, and developed recommendations to be 

considered by Barnet Local Authority, other local authorities, national 

government departments, and health and social care providers.  

4.8 How confident are we that our results are accurate? 

We used the method of triangulation, this means getting our information 

from more than one source; service managers, individual people with 

learning difficulties and focus groups of people with learning difficulties 

in Barnet.  The idea is that one can be more confident with a result if 

different methods lead to the same result. 

Triangulation is a powerful technique that facilitates validation of data 

through cross verification from two or more sources. In particular, it 

refers to the application and combination of several research methods in 

the study of the same phenomenon.  
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5. Findings and discussion 

Cuts and changes to services and benefits are happening, but what has this meant 

for people with learning difficulties in Barnet?  

5.1 Introduction  

When we were planning to carry out this research we had expected the 

main information given by people to be about how the cuts and changes 

to services and benefits had impacted on people’s lives. We were 

therefore very surprised that how the cuts and changes to benefits and 

services were carried out was itself a major issue for people, and had a 

very powerful impact.   

It was reported by service managers that the need to save money 

seemed to be overriding people’s needs, and this was supported by 

what people with learning difficulties themselves were saying.  In 

addition, there was a sense that people’s views were not being listened 

to in reviews and assessments and important information was being 

missed. 

In addition, there was a lack of information about the cuts and changes 

that were being made, and what they would mean for people.  People 

did not really understand what was happening, and what impact the cuts 

and changes would have on their lives, meaning a lack of inclusion in 

the process, leading to a lack of control.  People with learning difficulties 

were placing their trust in health and social care professionals to act in 

their best interest, without being aware that these professionals were not 

fully independent given their duty to the local authority. 

There was also a lack of understanding by both central government and 

the local authority that many people are going through more than one 

cut or change at a time, and this combined impact is not being 

monitored at either a local or national level.  As well as this, reduced 

services and increased charges were impacting on people’s ability to 

take up opportunities, leading to reduced independence. 

Another important issue was around support.  It was very clear that a lot 

of support was needed to go through an assessment, appeal a decision 

and to cope with the changes or cuts being made.  There is no 

acknowledgement by decision makers of the level of support needed.  

People were finding support where possible to go through this process, 

but for many, support was not available.   
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Finally, the research showed that although people with learning 

difficulties do not have fair access to assessment and review processes 

as a result of support and information barriers, they do know what they 

need.  People know what is important to them and what support and 

services they need to be independent.  The key issue is that as a result 

of barriers they are not fully a part of the decisions being made about 

their lives. 

In each section of the findings below there is a selection of quotes 

from participants to highlight the key issues found in this research.  

 

5.2 Assessment and review processes seem to be overriding 

the needs of people with learning difficulties 

More than 60% of people interviewed had been through a local authority 

assessment; some of these people had also been through a benefits 

review. As well as this some people in the focus groups gave 

information about their experience of local authority reviews and 

assessments.   

Most people with learning difficulties and all service managers 

interviewed agreed on one thing; reducing funding and making cuts to 

people’s support now seemed to be a key reason for assessment and 

reviews. The research gives a very negative view of both the cuts in 

general and people’s experience of the process of assessments and 

reviews. 

Of those who had not been through an assessment or review, 30% of 

the people interviewed were worried or thought that their support would 

be cut at their next review or assessment.  

a. It’s all about the money 

Of the people who had been through local reviews, the majority could 

not understand why their particular support or services had been cut or 

charges for services increased, but most felt that it was about saving 

money. 

There was absolute agreement from service managers and the majority 

of people with learning difficulties that the need to cut money from the 

budget seemed to be overriding the need to ensure appropriate support 

and services were in place for individuals. 
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From service managers: 

“They are trying to cut people’s access to the service (…) it is not about 

peoples’ needs, it is about how they can reduce support.  When people 

go into their review social workers are looking for a reduction in 

services.”  

“Social services try to cut services, tweak, cut, and reduce.”  

“It is all about money, it is done in such a way that people don’t even 

know what is happening.”  

Supported by what individuals had to say:  

“My support got reduced; I get a bit emotional because I can’t get out on 

my own. Before it was wonderful, I got to go out more.  It got cut down 

because of the money situation” 

 “At the moment I get 10 hours support a week to live independently 

which is just right, but that is because I haven’t been reassessed yet, I 

know when they get their act together they’re going to cut it down.” 

“I feel like there isn’t enough money to give people the help they need.” 

“I do not feel like I am getting the amount of support that I need.” 

“People are still waiting for social services to do reviews.  They’re 

digging their claws in.  I haven’t had my review yet.” 

“Support is getting cut.  It’s a money situation”. 

b. Are you listening to me?  

As a result of the focus on cutting costs, it would appear from what both 

service managers and individual people with learning difficulties said, 

that decisions had already been made about which support and services 

would be kept, and which would go.   80% of the people interviewed, 

who had experienced cuts in support and services, felt that either 

important information had been missed, or that they could not get their 

voices heard. 

In reviews and assessments people did not seem to be given the 

chance to understand what was happening, as there was a lack of good 

information and independent support to say what they thought, be 
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included in the decision making process, or ensure they were listened 

to.   

If people with learning difficulties are entering into the assessment and 

review process without good information and support, how can 

professionals understand and then include their views and needs? 

From service managers: 

“Social work colleagues aren’t always as responsive as they were, they 

have an allocated amount and that is what they have to work with (…) it 

is more difficult, every annual review is about cutting funds, a social 

worker with scissors.  My staff and I are very aware of the fight to keep 

support and services in place.”  

“It is more of a fight to get the right level of support (…) Parents and 

carers need to be creative to maintain the level of support, it is difficult 

getting the parents to understand this.”  

“Parents and carers (…), those who shout the loudest, don’t get the 

cuts.”   

Supported by what individuals had to say:  

 “I had an assessment and they said I wasn’t entitled to the Employment 

and Support Allowance.  They overlooked medical needs and it was 

reduced from the higher rate to the lower rate.”  

“They don’t listen to people with learning disabilities.  They listen to 

people who haven’t got them, but they don’t listen to people who have 

got disabilities”.  

“About 18 months ago, I moved in with my partner.  After 6 weeks a 

review was done.  Before my review, my sister in law helped put 

together information about the things I needed help with and the things 

that I did not.  I can do some things on my own, but I need help with 

finances and things at home like cooking.  Within 15 minutes of the 

review I got a phone call saying they would be pulling my support and 

there would be no appeal process.  I have learned to cope because I 

had to.”  

c. Discussion  

Due to cuts to local authority funding, social workers do not seem to be 

properly taking account of the needs or views of the people with learning 
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difficulties who they are assessing.  This means that this group of 

people, who are already marginalised by society, is being left out of 

decisions about their own care.  It is also likely that because people with 

leaning difficulties often have specific communication needs, if they are 

not given a real opportunity to say what they think, they will not be able 

to give information that is important in terms of assessing their needs, 

when reviews and assessments are taking place. Professionals seem to 

be making decisions without all of the information, putting pressure on 

people with learning difficulties, both at the time of the assessment, and 

as a result of support and service cuts, and not giving people the 

opportunity to have their say or be listened to.  If you add into this the 

fact that those who have support and can shout the loudest seem to 

have more of a chance of keeping their existing support and services, it 

would appear that the review and assessment procedure is not an 

equitable process, and that fewer people with learning difficulties are 

getting the support and services that they need.   

Cuts vs need:  There is a big problem if health and social care 

professionals are going into assessments with the main focus being on 

looking to take away support or services from people.  There is no doubt 

that professionals are under pressure to put in place local authority 

budget cuts, however if they are looking to make cuts then how can they 

really be focusing on the needs of people with learning difficulties, and 

the impact that this will have on them?  People felt that the main thing 

that affects decisions is how much the support and services cost, rather 

than on making sure that the needs of people are being met.  How can 

professionals fairly balance the need to make cuts with the need to 

make sure people have appropriate services?  Most importantly, how 

can any changes to support and services be made without properly 

including the people that it will affect the most?  

The impact:  People felt the difference.  They knew what it was like 

when they had more support and services and what it enabled them to 

do, and have had to cope with a range of practical and emotional issues 

due to reduction in support and services.  Is lack of local authority 

funding something that can justify taking away support and services, 

and leaving people feeling more vulnerable on a number of levels, 

without being fully aware of the consequences or taking the time to find 

out?  Surely there has to be a better way?  

Coping and struggling by are not the same as leading an independent 

life with the support and services that a person needs.  Some people 
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have no one to turn to at times of crisis, but it does not appear that the 

local authority had any way of assessing this or of making sure people 

have easy access to support in a crisis situation.  

In one case, there was a change to a person’s situation; this led to a 

review of the person’s needs.  Fifteen minutes after the review a 

decision had been made to take away support completely.  This person 

was left to cope, luckily they had the support of their family, but this will 

not be the case for everyone, and it does not appear that this was built 

into the equation.  This raises the issue that support and services seem 

to be being downgraded from ensuring wellbeing with adequate support 

and services in place, to “just coping”.  

With less funding available, local authorities are saying more and more 

often ‘you don’t need support’, when, perhaps what they should be 

saying is ‘we can’t afford to support you properly, and we need to work 

with you to find out how we can best meet your needs and ensure your 

wellbeing’. 

Listening to people: During this research we have become very aware 

of the cuts to funding faced by local authorities, but this does not justify 

the way that putting in place the cuts to support and services has been 

taken forward, in terms of an unwillingness to value people’s views or 

listen to what is important to people, with decisions seeming to be made 

almost entirely on a financial basis.  

People with learning difficulties are the experts about what is important 

in their own lives, and should be included in decisions being made about 

support and services.  The research shows that this has not been the 

case, and that assessments are not being carried out in an inclusive 

way, as people go into assessments without having the information and 

support to understand what is being proposed.  What happened to 

Valuing People? It was promised that “The Valuing People commitment 

of ‘nothing about us without us’, remains at the heart of Valuing People 

Now”, and that mechanisms would be put in place to ensure that 

people’s voices are properly heard and their rights are respected.  The 

experience of people we interviewed, going through assessments and 

reviews does not seem to support this.   

This research has shown that for a person to get their ideas and 

information across they need someone who works in an accessible and 
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inclusive way, with good information about what is happening and being 

proposed, and independent support.   

 

5.3 People do not understand what is happening, are not 

given information on which decisions are based, and 

there is a lack of inclusion in the process  

The overwhelming sense gained from the research was that people did 

not have very much or enough information to understand what was 

being proposed, nor the impact that the proposed cuts would have.  

They were very dependent on health and social care professionals’ 

judgments about what would be best for them in the context of the 

reduced budgets.  

a. People do not know what is happening 

The majority of people who were interviewed did not have information 

about the changes and cuts to benefits and local authority support that 

might affect them; 30% of the people interviewed had general 

information about cuts and changes however not specifically about how 

it would affect them. 

When carrying out the research there was definitely the sense that there 

was a culture of people not having access to information, of assuming 

that people do not need to know, even when they have the capacity to 

understand, as shown below: 

When one person was asked if their money benefits have changed, they 

said “no”.  The person’s carer said that the person’s parents take care of 

benefits and finances.  

When asked have any of your benefits been cut? One person said, “I 

don’t know if my benefits have been cut, my carer would know.”  

This approach seems to be mirrored in the way the assessments and 

reviews have been carried out, in relation to both individual people with 

learning difficulties, and their parents and carers.  This lack of 

information means that people do not know what is happening or 

understand the impact of changes or proposed changes. 

From service managers 

“Parents and carers don’t understand what is happening.”   
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“Parents don’t understand why they are being charged for the support 

service for their daughter or son.  That is then just referred to the duty 

social worker.”  

Supported by what individuals had to say:  

When asked about Personal Independence Payments, one person said 

“I am under the impression that PIP will be better”.   

When asked what they knew about how Personal Independence 

Payments would change things, this person said “I am not aware.”  

“I find it hard to understand all the budget cuts; I have had cuts to 

support service hours as well as my benefits”  

Another person was asked if they know about the changes that the 

Government is making, they said “no, I am not sure”   

“I am not sure what will happen if I do not qualify for PIP, my 

assessment is happening next year.”  

b. Trusting health and social care professionals 

Many people with learning difficulties have to rely on health and social 

care professionals to make sure their needs are met, therefore there is a 

trust placed in them. However, when health and social care 

professionals have to also represent the interests of the local authority, 

there has to be awareness that professionals may have more than one 

agenda, and it is for this reason that clear, accessible information and 

independent support are needed so that there is not a conflict of interest 

for professionals.   

60% of the people who had been through local authority assessments, 

and had had cuts to services and/or support, did not agree with the cuts, 

but did not take any further action.  One person was even told that they 

could not appeal a support review decision.  Of the 40% who took 

further action, this was only done as a result of speaking to one or 

multiple independent third parties.  

From service managers: 

“In terms of perceptions by service users on changes, they just trust 

professionals, it is what happens in the review and how it impacts.  

People are not consulted and they accept what they are being told at 

face value.”  
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Supported by what individuals had to say:  

“I was assessed here by Barnet Council, maybe last year or the year 

before.  I was told I have to pay a fairer contribution towards my care 

(…) It makes a difference that I pay my fairer contributions (towards 

care), at least that way it has been dealt with.  I probably need to pay 

some more of it, we’ll see.” When this person was asked if they plan that 

kind of thing, they said “No, no I don’t.  If they say I need to pay, then I 

pay”. 

This person did not really understand how ‘fairer’ was measured, trusted 

Barnet Council’s judgment, and took at face value that what they had 

been paying previously, was not fair.    

Other examples of trust being placed in professionals include: 

A person being told they could not appeal a local authority support 

decision and therefore taking no further action. 

A person being told that a benefit change would be positive, yet having 

no information as to why this would be better. 

A person having a reduction in a national benefit without knowing they 

could appeal until speaking about the situation with a number of third 

parties. 

c. Discussion  

Health and social care professionals have a difficult job in the light of the 

cuts to local authority budgets and services.  Many people with learning 

difficulties trust professionals assuming that they are giving independent 

advice and support, and that they have the person’s best interests as 

their priority.  Whilst professionals may try to do this, it is actually not 

possible as they have a duty and responsibility to the local authority, 

which is currently experiencing big cuts in funding, and criteria for 

support is ever rising.  Given this conflict of interest, it points directly to 

the need for independent support and advice.  This is to ensure that 

people with learning difficulties know what they are entitled to, and the 

options that they have. 

Many parents and carers are in control of the money and benefits of 

people with learning difficulties.  This can be very supportive and may 

indeed be necessary for some people, but it raises the question of how 

firmly established the culture of dependency, lack of information and 
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lack of control is for people with learning difficulties.  This makes it 

easier to make changes without properly including people with learning 

difficulties. 

None of the individuals that we spoke to fully understood the national 

cuts and changes that were happening, nor how they might be affected.  

In particular, with the move from the Disability Living Allowance to 

Personal Independence Payments, people who were due for 

assessments did not understand what this change would mean for them.  

People are going into local authority and national benefit assessments, 

without being able to communicate their needs and how their 

impairment affects their daily life.  People are not being given 

information that they can understand, nor is there a system of support in 

place for people.  Even for parents and carers of people with learning 

difficulties, the research seems to indicate that they do not have a good 

understanding of the assessment and review process, and therefore 

cannot give adequate support.  As we can see from this research, it is 

critical that people with learning difficulties have good information and 

independent support when they are going through assessments.   

People also need support to understand the impact that the cuts and 

changes to benefits and support will have.  Overall, from the interviews, 

there was a sense that people were experiencing a feeling of 

powerlessness, and the impact that this may have on people going 

through multiple assessments needs to be taken into account.     

People’s experience of the assessment process seems to suggest a 

sense of unfairness and a lack of equality, because without people’s 

informed input, how can the outcome of the assessment meet people’s 

needs?  This raises the following questions: 

 Are local authorities meeting their Equality Duty around providing 

accessible information and support to understand these changes?  

 Do people with learning difficulties have any power and control in 

the assessment and review process?   

 

5.4 Direct cuts to benefits, support and services and 

increases in charges 

Here we look at the impact of cuts to benefits and services and how this 

has affected people with learning difficulties.  It is important to say that 

many people that we interviewed were waiting to go through 
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assessments and therefore they did not yet know what was going to 

happen.  The main impact felt was around reduced support hours and 

increased charges. 

About 35% of the people who were interviewed were still awaiting 

assessments and reviews.   

a. Double whammy – more than one change happening at 

a time 

It is unclear if there was any understanding by the local authority and 

government departments that people were undergoing cuts and 

changes in services and benefits at a number of levels.  Of those who 

had been assessed, everyone had experienced some form of cut.  Over 

half of the people interviewed had experienced more than one cut, 

change to services or increase in charges.   

Example A 

“My support went down from 6 hours to 4 hours per day.  They have 

increased my charges and now give me less money to pay for support. 

In the last year my support costs have gone up from £250 to £300 per 

month.  They are creeping up all the time.  It makes it difficult as I am 

left with less money, I can’t get out on my own, I get really frustrated 

when I have to rely on people.  My supporter puts extra hours in for me 

because she really cares about me.  I feel frustrated, emotional, and 

lonely.” 

Example B 

“My support got reduced from 3 to 2 hours per week.  They just said 

we’re cutting your hours, instead of 3 hours we are giving you 2.  It’s 

OK, if I need anything, like letters, I take it to my mum.”  

“I had a bad assessment for the Employment and Support Allowance, it 

was reduced to a lower rate.  I kept it to myself until a mentor supported 

an appeal, as well as a doctor, a nurse and my family.  We won the 

appeal, but ESA didn’t know and continued to give less money.  In 2014 

I got the backdated amount.  I ended up in Barnet General with a viral 

infection and seizures; I wasn’t able to work because of my health and 

mental state, I would get really agitated. Before this happened I used to 

go out to the gym, swimming, afterwards I was just sitting indoors doing 
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nothing.  Now that I have got ESA back I am paying bills and everything, 

I’m bringing everything up to date and I am happier now.”  

b. Lost opportunities and reduced independence  

An important finding to come out of the research is the impact that the 

cuts and changes to services and benefits have had on people with 

learning difficulties’ ability to live independently and access 

opportunities.  

From service managers  

“Previously people would just go to the service and it was paid for.  Now 

they are being charged for the service.  This is having a huge impact on 

individual disabled people, they are getting a lot less money than they 

used to get.”  

Supported by what individuals had to say:  

 “At X organisation we now have to pay, it used to be free, I have to pay 

£85 a month and if I want to do a course it costs £145.  My sister has to 

help me and pays for it as I can’t afford to pay for it.”  

“I used to volunteer but now there’s no way for me to get there, they 

don’t arrange transport.”  But you would like to volunteer? “Oh yes.”  

“It can be lonely when independence is taken away.”  

“Being able to get out whenever you want is important.”  

 “At the moment I get 10 hours support a week to live independently 

which is just right, but that is because I haven’t been reassessed yet, I 

know when they get their act together they’re going to cut it down.” 

“I get support from X disability organisation, they have funding for next 

year, but we are not sure what will happen after that.” 

c. Discussion  

When more than one cut happens at a time it can be very hard for 

people with learning difficulties to cope.  With Example A, they had a cut 

to benefits as well as a reduction in local authority support.  For this 

person it meant that they had to rely on their supporter to put in unpaid 

hours and rely on other people to be able to do things.  Because this 

person was unable to get out as much as they would like, and had to 
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rely on other people to do so, they felt lonely and frustrated, and when 

this person did want to get out, they had to rely on other people.   

With Example B, a reduction in support hours was not felt as strongly 

because this person was able to rely on their mother to support with 

letters and general admin.  It is great that for this person that family 

support was a possibility, however for many this is not possible due to 

difficult relationships with family members or because their parents are 

elderly and not in a position to support them.  At the same time this 

person also had an Employment and Support Allowance assessment 

which resulted in a reduction in the money that they received.  This led 

to health issues with this person ending up in hospital, then afterwards 

stuck at home, not able to work and feeling very agitated. 

The impact of two or more changes happening at the same time does 

not seem to have been taken into account when assessments and 

decisions are being made by health and social care professionals.  This 

means that many people are going through two or more changes with 

each being looked at individually.  This demonstrates the need for full 

impact assessments being done, either by local authorities or the 

Department for Work and Pensions, to ensure that the multiple impacts 

of changes do not have the kind of effect seen in these cases. 

It is also apparent that there is no post-decision support for people once 

cuts or changes have been made, and they need to rely on other 

people’s good will to get by, that is if they have other people in their lives 

to provide support. 

On top of cuts to benefits and support being cut, charges for services 

that used to be free are adding to the negative impact on people’s lives.  

Service providers no longer have the same funds to offer certain 

activities or provide transport.  The person in Example A, who had 

received a decrease in benefits and support, also had to stop 

volunteering as a result of the organisation no longer providing 

transport.   

The combined decrease in activities available and increase in charges 

for services is having a big impact on people’s ability to be independent, 

and to get out and do things.  This is why when looking at the impact of 

reducing benefits or support they need to be looked at together with the 

other local services that a person uses.  This evidence points to the 

need for impact assessments, looking at a person as a whole and all of 
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the things that they do.  If this does not happen then the true impact 

cannot be seen. 

These changes lead to people feeling lonely, frustrated, being able to 

get out less, a reduction in activities, having to manage on less money, 

a loss of independence, and the stress impacting on physical and 

mental health.  It also means that people are depending on family and 

other people to support them to both get out and do things, and for 

financial support.  As these changes are not all happening at the same 

time, the impact may not seem as bad at first.  However, when service 

closures or reductions are then factored in, the ability to cope and the 

impact on independence is felt acutely by people with learning 

difficulties. 

People who have not yet been assessed are worried about what will 

happen when they do get reassessed.  One person is sure that support 

hours will be cut and another is worried about what they will do if their 

benefit does get cut.  If this happens there is not support from local 

authorities to deal with this change and make sure that they have 

enough support and money to get by. 

 

5.5 What was missing? The importance of support to go 

through the process of assessment and after the 

assessment to cope with reduced support and services  

The access needs of people with learning difficulties are met by having 

accessible information about what is happening, which we have seen 

has not been available, and having support to understand and deal with 

situations.  The research shows that people with learning difficulties did 

not have access to independent support during or after assessments.  

This section looks at the level of support needed to go through an 

assessment, appeal a decision and the support needed after a change 

has been made.  It also highlights examples where people do not have 

this support and what impact that has. 

a. Support needed to prepare for an assessment or to 

appeal a decision 

The whole process of getting support to prepare for an assessment, or 

appeal a decision shows a lack of available support and that it is all 
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completely ad hoc; people had to scramble about getting support from 

anyone who was prepared to give it.   

“At one point they wanted to take my bedroom away and started 

deducting money and me and my supporter had to fight for it, and now 

it’s fine.”  

“For 2 hours support per week it costs £130 a month.  The council asked 

me to put in £38 per week, but a disability organisation was able to bring 

this down to £28.”  

“I was told that Access to Work was being stopped on 31st August, I am 

trying to appeal the decision.  The place I work are supporting me to 

make an appeal.”  

“My parents have supported me to ask for an extra 5 hours support.”  

“I got through the appeal by speaking to my community nurse, doctor, 

family and mentor.”  

“Before my review, my sister in law came to help me put together the 

things I needed.”  

All the service providers that we interviewed, supported parents and 

carers with: “benefits forms”; “letters”; and “assessments”. 

b. Support to cope after a decision has been made 

For some people this was available through family and friends, but 

obviously this has an impact on people’s independence. 

“After the assessment and my support got cut I had contacts in the 

borough, but what would they do?” I had to learn how to do things on my 

own, or with the help of family members.  My partner’s mum has helped 

us put together a shopping budget.  Now I rely on my parents and my 

partner’s parents.”  

“They just said we’re cutting your hours, instead of 3 hours we are giving 

you 2.  It’s OK, if I need anything, like letters, I take it to my mum.” 

But other people did not have access to support  

“It is very hard to access an advocate; to get an independent advocate 

from outside is very hard.”  
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“It makes a difference that I pay my fairer contributions (towards care), 

at least that way it has been dealt with.  I probably need to pay some 

more of it, we’ll see.” When this person was asked if they plan that kind 

of thing, they said “No, no I don’t.  If they say I need to pay, then I pay”.  

c. Discussion  

In relation to support, when either an assessment is to take place or 

something goes wrong with an assessment or change, we can see the 

range of people and organisations that have been involved at every 

stage of this process.  People need support to find their way through 

assessment and appeal processes, it is not easy.  Despite this, local 

authorities and the Department for Work and Pensions do not 

acknowledge the level of support needed.   

In the majority of cases where a person had support, they were 

successful in getting a positive outcome.  However, there are many 

people who do not have this support on hand and therefore did not 

appeal decisions, even when they were not happy with the outcome.  

Supporters, service providers, family members, doctors, nurses, 

mentors and third sector organisations all went above and beyond to 

support these people with learning difficulties.  However, as this is such 

a common theme for people with learning difficulties, it would appear 

that a service offering this type of independent support should always be 

on hand for people with learning difficulties who do not have anyone to 

support them. 

As a result of a negative outcome, the majority of people who had 

previously been independent had to go back to relying on family 

members.  Some people were fine with this, however other people felt 

they had lost independence and others who did not have this option 

were left on their own. 

People have described how difficult it is to get an independent advocate, 

which is a right, for some, under the Care Act 2014.  However, to even 

start the process of getting an independent advocate most people with 

learning difficulties would need support, this is therefore not really an 

accessible option.  

Independent support would help a person to look at what a change 

means to them and decide whether they were OK with that change.  

People without support tended not to challenge a decision.  They may 
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even have considered it a positive change, without full independent 

support and accessible information.   

Those who had support tended to win appeals and ensure positive 

changes were made.  This support came from: 

o Supporters 

o Third sector organisations 

o Service providers 

o Family 

o Health professionals 

But what happens to people who do not have this support? 

5.6 People know what independence looks like and what they 

need 

As can be seen in findings above, people are not being properly listened 

to or included in decisions that are being made about their 

lives.  However the section below demonstrates that people know what 

they need and want; know what independence looks like in their lives 

and what works for them.  The issue is not about a person with learning 

difficulties knowing what they need, it is more about ensuring that they 

can have a voice and are included in decisions made about their lives. 

a. Good support and the right benefits 

“I feel valued, I go to (X third sector organisation) whenever I run into 

problems.”  

“When there was more support it was wonderful.”  

“Now that I have got ESA back I am paying bills and everything, I’m 

bringing everything up to date and I am happier now.”  

“On hand support is important.”  

“My Support Network is important; friends, support workers and family.”  

“Living independently needs proper support.”  
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b. Work, volunteering and getting out and about 

“I started volunteering, doing it has kept me going.”  

“Getting out whenever I want is important.”  

“Volunteering is good.” 

“I have got a volunteering job with a charity and I like it.  I work in the 

shop serving customers; I can work any day I want.”   

“I work at a supermarket, I love it there, and they are all very friendly.”  

“I want to be doing more things in the day.”  

“I am looking for a paid job; I am looking for work experience.  I am 

looking for work, I went to the job centre and they said I am not fit yet, 

the doctors said I am fit for work but the job centre said I am not fit for 

work.”  

 

c. The right place to live 

“I feel independent and like living on my own.”  

“I am very happy, its quiet here, no noise, banging about, it’s very quiet, 

I want it very quiet and it’s very nice.”  

“I live independently.  The flat I live in is perfect.   I get 10 hours support 

because I haven’t been reassessed, which is enough.  I know when they 

get their act together they are going to cut it down.”  

d. Discussion  

People know where to go to get good support, what type of support they 

need and how much support they need.  Working or volunteering is an 

important part of people’s lives.  The majority of people interviewed who 

are not currently working or volunteering want to be doing so.  Having 

fulfilling lives is important.  When a person is living in a place that they 

like, with the right support, they value the independence. 
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6. Conclusion 

This pilot research project has brought together two user-led Disabled People’s 

Organsiations, the national self-advocacy organisation, People First (Self 

Advocacy); and a local self-advocacy organisation, People’s Choice at Barnet 

Centre for Independent Living.  The Cuts Impact Action Now project has 

documented research which demonstrates that people with learning difficulties, 

who it is acknowledged are routinely excluded and discriminated against at a range 

of levels in society, face barriers and a lack of equality in health services, education 

provision, work opportunities, and access to justice. 

The research also analysed the theoretical impact that recent national and local 

policy and legislation changes, which have resulted in a decrease in service 

provision and financial support, could have on the lives of people with learning 

difficulties.  It profiles cuts and changes which will condition the experience of 

people with learning difficulties and potentially worsen their position in relation to 

income, access to services and support, encompassed specifically in: Disability 

Living Allowance changing to Personal Independence Payments; the closure of the 

Independent Living Fund; the Overall Benefit Cap; the Spare Room Subsidy; 

changes to Housing Benefits ;Incapacity Benefits and Support Benefits being 

replaced by Employment and Support Allowance; Universal Credit;  apparent 

changes in Access to Work criteria for people with learning difficulties; cuts to 

Legal Aid, the Equality and Human Rights Commission helpline closure; and cuts 

to local authority budgets leading to reduced spending in Adult Social Care and 

local service provision.      

The Cuts Impact Action Now project is a user-led, pilot research project.  The 

research took place in the London Borough of Barnet, where it is estimated that 

there are 5,874 people with learning difficulties, of which 1,326 are in receipt of 

local authority services. Information, in relation to changes to services and benefits, 

was gathered from 54 people with learning difficulties via 35 individual interviews 

and 3 focus groups; and from 3 service managers.  This was in order to gain an 

insight into the views and experiences of people with learning difficulties in Barnet. 

From the evidence collected, how do the multiple policy and legislation changes, 

which point to a reduction in benefits, services and support for people with learning 

difficulties, impact on people’s day to day lives in Barnet.  The research found that 

changes to benefits, services and support, did have a major and negative impact 

on people’s lives in terms of: support and services available; physical and mental 

health, and wellbeing; ability to take up a range of opportunities; independence; 

and personal finances.   People with learning difficulties and service managers also 

thought that the review and assessment process to implement these cuts and 
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changes was a major issue.  There was agreement from both sources that the aim 

of reducing local authority spending was overriding meeting people’s needs. It was 

also thought that there was a lack of understanding by the people who made 

decisions and carried out reviews and assessments of the cumulative impact of the 

cuts and changes. In addition, the lack of accessible information and independent 

support throughout the review and assessment process, including making appeals, 

meant that people felt that they could not have proper input into decisions about 

their own care and support.  There was also no formal process in place to enable 

people to cope with and manage the negative changes.  Overall, the review and 

assessment process itself was felt to be an extremely negative experience.  People 

felt disempowered, that they were not included, and that they did not have a voice.  

The research also showed that people with learning difficulties are clear about 

what is important to them and what they need. This can be encapsulated in people 

wanting to: retain the level of independence they have, and become more 

independent, with adequate income to do this; have the right support; access 

opportunities and get out and about; and access education, volunteering and 

employment opportunities.  The following recommendations aim to improve the 

practice of a range of stakeholders, including: policy makers, decision makers, and 

health and social care professionals, in relation to the process of reviews and 

assessments; and alleviation of the negative impact of cuts and changes to 

benefits, support and services on the lives of people with learning difficulties. 

This pilot research project has established a model for collecting evidence from 

people with learning difficulties at a local level.  This model will be replicated in 

other local areas to enable people with learning difficulties to collect evidence and 

campaign at a local level, and be part of a national voice to influence change. 
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7. Recommendations 

The following recommendations are aimed at Barnet Council and in some cases 

central government departments.  However, many of the recommendations 

referring to Barnet Council can also be applied to other local authorities.   

 

Recommendation 1: Being included in the process 

 

Barnet Council needs to review their assessment and review processes.  They 

need to ensure that throughout the process, there is accessible information about 

when assessments and reviews will happen, what each part of the process is 

about, how much the local authority is looking to cut from each person’s local 

authority support, why this is needed, when it will happen and what the individual’s 

options are.  This will therefore give people with learning difficulties the ability to be 

included in this decision.  This review should start by April 2016 and be complete 

by March 2017.   

 

How will we know it has been done?  We will work with Barnet Council to 

produce guidelines and training around how assessments should take place and 

the information needed to make this process accessible for people with learning 

difficulties.   

 

Recommendation 2: Getting my voice heard 

 

Barnet Council should carry out a needs assessment around commissioning an 

appropriate independent support service which would be available to all people 

with learning difficulties throughout the assessment and review process.  This 

service should make sure that people can prepare for assessments, demonstrate 

their needs, think through the options that they have, communicate this effectively 

during the process, and receive support after an outcome has been decided to deal 

with any agreed changes in support, services or charges.  This will ensure that 

people have an equal voice, choice and control in the decisions which have a big 

impact on their lives.  The needs assessment should be completed by 30th June 

2016.  The commissioned service should be in place by April 2017.   

How will we know it has been done? We will work closely with Barnet Council 

and the Commissioning Team to ensure an inclusive and all-encompassing service 

is commissioned specifically for people with learning difficulties. 
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Recommendation 3: Understanding the needs of people with 

learning difficulties and the barriers that they face 

 

Social Workers and other professionals in Barnet involved in the assessment and 

review process should attend obligatory user-led learning difficulty awareness 

training.  This will ensure that professionals have a better understanding of the 

needs and life experiences of people with learning difficulties.  This training will 

also include information on informing people with learning difficulties about the 

outcomes of assessment and reviews, especially with regard to compassion when 

delivering negative news.  There should be a rolling training programme for staff 

already in post, and the training should be incorporated into the induction period for 

new staff.  This should commence in April 2016. 

How will we know it has been done? This will be discussed with Barnet Council 

and developed with a range of other stakeholders. 

Recommendation 4: What happens after the outcome has been 

decided 

In the light of local authority budget cuts and increased assessment eligibility 

criteria a reduction in local authority support for an individual does not necessarily 

mean that a person does not need this support, only that the local authority does 

not have the resources to finance it.  The local authority still has a duty of care to 

make sure that a person with learning difficulties can access other support even if it 

will not be directly paid for by the local authority.  Therefore, this recommendation 

is about what happens after a person has had a reduction in support or complete 

withdrawal.   

 

For people with learning difficulties who have experienced a reduction or complete 

withdrawal of support, Barnet Council should make sure that part of the review 

process includes a plan for each person, including information about where they 

can go to get any extra support that they feel they need.  This should include 

signposting to organisations that offer support in the areas needed by each person 

and services and activities that are available in Barnet.  They should also ensure 

that each person has the support that they need to make contact with these 

organisations, whether this is a family member, carers or independent support from 

a local organisation.  There should also include a post-change impact follow-up 

meeting with each person who has been through the review or assessment 

process, recording and taking account of national benefit changes, local authority 

support changes, changes to local services and changes to service charges.   
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How will we know it has been done? This will be included in guidelines produced 

with Barnet Council around making assessments accessible.  An impact report at 

the end of each financial year should be produced by Barnet Council.   

 

Recommendation 5: Accessible written information 

All written information and communication from national government departments 

and Barnet Council should be in an accessible format depending on the access 

needs of each person.  A People First (Self Advocacy) campaign focusing on this 

will be started in January 2016. 

 

How will we know it has been done? This will be included in assessment 

guidelines and Learning Difficulty Awareness training co-produced with Barnet 

Council.  Through national campaigning work, People First (Self Advocacy) will 

ensure that this stays on the agenda for national government departments.   

 

Recommendation 6: Cumulative Impact Assessment 

There needs to be a Cumulative Impact Assessment done in general for disabled 

people, as well as specifically broken down for people with learning difficulties.  

This needs to take into account national welfare reform, local authority spending 

cuts and the impact this has had on local services and activities, service charges, 

as well as local authority support.  There needs to be a monitoring process in place 

to ensure that disabled people and people with learning difficulties are not being 

unfairly affected by welfare reform, which our report highlights is happening.  This 

will ensure that all local authority and national government decisions are more 

effective and based on the principles of equality.  This will begin once phase two of 

the Cuts Impact Action Now Project has been carried out, supporting other user-led 

self-advocacy groups to carry out research in their own local authority around the 

UK. 

 

How will we know it has been done? People First (Self Advocacy) will 

collaborate with national partner organisations to campaign for a Cumulative 

Impact Assessment. 

 

Recommendation 7: Taking part, having choice, control and a 

voice 

It should not be assumed that people do not have views and cannot make 

decisions; every opportunity should be taken to ensure that each individual can 

participate as fully as possible in decisions about their support and get the 
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information and support needed to do so, as highlighted in the wellbeing principle 

in the Care Act 2014.  How Barnet Council is meeting this requirement should be 

demonstrated by the local authority.  This will be requested at the end of each 

financial year. 

 

How will we know it has been done? From the information in this report, this is 

obviously not happening; therefore information will be requested from the Council 

as to how they are meeting this requirement under the Care Act 2014 for people 

with learning difficulties.   

 

 


