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Prologue

Learning Disability England is bringing people and organisations together to create 
a movement for change where people with learning disabilities, families, friends and 
paid supporters come together on an equal basis.

As a membership organisation, we can be a national focal point where people can 
work together, engaging in a common cause; building a world where people with 
learning disabilities lead good lives. 

We recognise the privileged position we hold, connecting with a broad range 
of people, both members and non members. Through our work we hear the 
frustrations, the irritations, and the heartbreak of individual and collective lived 
experience. Equally, we are fortunate to witness the green shoots of opportunity as 
courageous individuals, families, groups and paid supporters wrestle with some of 
the knotty issues that get in the way of individuals leading their best lives. A grant 
from Esmee Fairbairn Foundation has supported our work on this so far, significantly 
helping us get this far.

This aim of this document is our humble first effort to harness some of this energy 
and activity. To begin, again, to articulate clearly what people we have engaged with 
say they want and need to live well. To highlight the challenges that currently exist 
and to offer some hopeful examples where these have been overcome. 

The aim of this document is to be both a starting point for conversation and, 
importantly, for action. We hope that this will be the first iteration and that this 
document evolves as we work together to plan, act and deliver a more hopeful 
tomorrow. 

Please accept this as our invitation to engage in this collective endeavour. We look 
forward to working with you.

https://esmeefairbairn.org.uk
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If we are to achieve 
a richer culture, rich 
in contrasting values, 
we must recognize the 
whole gamut of human 
potentialities, and so 
weave a less arbitrary 
social fabric, one in 
which each diverse human 
gift will find a fitting 
place Margaret Mead

introduction

“

“

Margaret Mead, cultural anthropologist and writer (1901-1978)
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It has been 20 years since Valuing People – A 
New Strategy for Learning Disability in the 
21st Century , was published. It was the last 
comprehensive national policy statement 
for learning disabilities in England. Whilst 
much of the strategy still applies, a great 
deal has also changed in the intervening 
years. We believe it is time to update public and 
service aspirations for people with learning 
disabilities, to make them fit for the 2020s.
Our aim, with this document, is to develop something that local people can use as a template for 
how they go about changing things for the better. It may also be seen as a starting point for a new 
national policy that we hope will emerge over the next few years. 

We have been helped in this effort by the fact that, despite the many struggles, there are good 
examples all over the country of individuals, families and services innovating and overcoming 
challenges and creating solutions to ensure people live good lives. We don’t need to reinvent 
the wheel or start from scratch. We believe we can use these examples to inspire each other 
to continue to build more and better opportunities for people with learning disabilities, their 
families, and our communities. 

Look for the little dots in this document. 
Click them to get more information.
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https://www.gov.uk/government/publications/valuing-people-a-new-strategy-for-learning-disability-for-the-21st-century
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The average life expectancy for a male with learning disabilities 
was 61 years old, while for females it was 59 years old. This is 
compared to average life expectancy of 83 for males and 86 for 
females in the general population.

The Landscape
Much of the work informing this document predates the arrival of the COVID-19 global pandemic. 
We continued our engagement activity as the virus spread through communities around the 
world. No other modern phenomenon has had such an impact on the way we live our lives. The 
pandemic has brought into sharp relief existing inequities and amplified them. We know, for 
example, that people with learning disabilities on average die significantly younger than the 
general population. They are also more likely to experience loneliness and social isolation and 
are significantly less likely to achieve educational qualifications, alongside a myriad of other 
social, health and economic disadvantages. 

For several years, even before the pandemic there has been a developing awareness and growing 
public consternation at the plight of people with learning disabilities and/or autistic people 
trapped in assessment and treatment units and subject to abuse and neglect. The desperate 
nature of these situations was highlighted through a series of high-profile scandals and also 
by the failure to respond to these effectively. Pressure and momentum for change has been 
sustained through powerful and effective social campaigning, advocacy and lobbying. The Joint 
Committee on Human Rights conducted an inquiry into the detention of young people with 
learning disabilities and/or autism. Learning Disability England fully supports these efforts. 

In addition to this important issue the pandemic has, in a wider sense, placed a spotlight on the 
structures, systems and processes that underpin how we live together, what we share and what 
we value. It became clear, very early on, that the impact of this crisis was not evenly distributed, 
as Damian Barr stated, 

“We are not all in the same boat. We 
are in the same storm. Some are on 
super-yachts. Some have just one oar” 

Disabled people, their families and carers have borne the disproportionate brunt of the pandemic. 
The impact of health inequalities and deficiencies in the provision of care for people with learning 
disabilities contributed to rates of death higher than the general population, particularly among 
younger adults with learning disabilities and Black, Asian Minority Ethnic people with learning 
disabilities. In addition, ongoing research highlights the impact changes to supports and services 
have had for people with learning and their families, a factor compounded by the lack of digital 
inclusion. 

https://www.bristol.ac.uk/media-library/sites/sps/leder/LeDeR_2019_annual_report_FINAL2.pdf
https://www.sense.org.uk/support-us/campaigns/loneliness/
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/disability/bulletins/disabilityandeducationuk/2019
https://www.bbc.co.uk/news/health-48367071
https://www.learningdisabilitytoday.co.uk/a-decade-on-from-winterbourne-view-where-are-we-now
https://www.georgejulian.co.uk/inquests/
https://publications.parliament.uk/pa/jt201919/jtselect/jtrights/121/121.pdf
https://www.damianbarr.com/same-storm
http://www.bristol.ac.uk/media-library/sites/sps/leder/LeDeR%20programme%20annual%20report%2013.05.2021%20FINAL.pdf
https://committees.parliament.uk/publications/7496/documents/78687/default/
https://warwick.ac.uk/fac/soc/cedar/covid19-learningdisability/results/wave3results/easier_to_read_briefing_-_support_and_services.pdf
https://warwick.ac.uk/fac/soc/cedar/covid19-learningdisability/results/wave3results/easier_to_read_briefing_-_social_lives_and_digital_inclusion.pdf
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Our Plan 
We wanted a structure to help to shape this work that felt inclusive and progressive. That 
symbolised a journey of improvement with both great expectations and realistic steps to help 
us move forward. We have chosen to draw on the person-centred planning PATH (Planning 
Alternative Tomorrows with Hope) process to guide this work. 

We cannot determine the timescales, as one generally would with an individual’s PATH, but we 
can set a aspirational direction of travel and ask others to enrol to make the ‘dream a reality’. 

Our Preparation
The groundwork for this document started 
with asking learning disabled people and their 
families to set down what mattered most to 
them and what they felt needed to change in 
the future. We gathered all of this together and 
reviewed all the evidence and examples of 
what people said was important to them. We 
then convened, in February 2020, a meet up 
with a group of 40 self-advocates from across 
England. Through a process of discussion and 
debate, and drawing additional material from 
local networks, those issues were ranked and 
prioritised. The group also agreed a set of ‘rules’ 
to ensure the work was led by learning disabled 
people and not service system priorities. 

Locate the 
North Star

Describe 
the now

Invite 
enrolment

Decide to 
get stronger

Agree to 
next steps

Organise the 
next month’s 

work

Identify 
bold steps

Generate 
vision of 

a positive 
possible 

future

12678543

Subsequent work involved reviewing the 
priorities with the wider membership which 
resulted in the addition of digital inclusion as 
an issue and relationships/connection being 
afforded a higher priority ranking. 

Upon reflection, what mattered most to people 
with learning disabilities and families were 
issues relating to their rights as fellow citizens 
and as disabled people. It seemed appropriate 
then to use the United Nations Convention on 
the Right of Persons with Disabilities as a way 
of structuring and framing our document.

https://inclusion.com/path-maps-and-person-centered-planning/
https://www.learningdisabilityengland.org.uk/wp-content/uploads/2020/01/EasyRead-This-is-what-people-keep-saying-is-important-1.pdf
https://www.learningdisabilityengland.org.uk/wp-content/uploads/2020/03/EasyRead-Good-Lives-Workshop-19th-Feb-2020-notes-.pdf
https://www.learningdisabilityengland.org.uk/what-members-are-saying-and-doing/good-lives-2020-3/
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Our North Star
A north star is not a destination,
it is a direction of travel

Our vision
Given the current challenges it would be understandable if people felt overwhelmed. 
We want this document to be useful for local people, for it to inspire and to challenge, 
with the aim of changing things for the better. It deliberately focusses on solutions and 
possibilities. It highlights areas where gaps exist between intentions and actions and, 
using examples, illustrates possible ways to bridge these gaps. We also hope that it may 
be seen as seen as a starting point for a new national policy that must emerge over the 
next few years. 

We want to create, with others, the conditions for learning disabled people to 
flourish and to live their good life. To support this focus on a positive future we have 
intentionally adopted the principles of the Hope Based Communication approach. 

Shift 1	 •	 Talk about solutions, not problems
Shift 2	 •	 Highlight what we stand for, not what we oppose
Shift 3	 •	 Create opportunities, drop threats
Shift 4	 •	 Emphasize support for heroes, not pity for victims
Shift 5	 •	 Show that “we got this”! 

What makes a good life is specific to each of us, and for all individuals the details are 
important. However, we know some general conditions are required for a good life to 
be possible. Disabled people were instrumental in drafting the UN Convention on the 
Rights of Persons with Disabilities (UNCRPD). It provides a human rights framework 
detailing those basic conditions. In this respect it outlines a floor, not a ceiling, for the 
necessary conditions for good life. Eight guiding principles underlie the Convention 
and each one of its specific articles:

1.	 Respect for inherent dignity, individual 
autonomy including the freedom to make 
one’s own choices, and independence of 
persons

2.	 Non-discrimination
3.	 Full and effective participation and 

inclusion in society
4.	 Respect for difference and acceptance of 

persons with disabilities as part of human 
diversity and humanity

5.	 Equality of opportunity
6.	 Accessibility
7.	 Equality between men and women
8.	 Respect for the evolving capacities of 

children with disabilities and respect for 
the right of children with disabilities to 
preserve their identities 

We will use this international human rights convention as the North Star to guide our 
work within this document. Inclusion Europe made a short video that explains the 
UNCRPD that you can watch HERE.

https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/345108/easy-read-un-convention.pdf
https://www.inclusion-europe.eu/what-is-the-un-crpd-watch-our-new-easy-to-understand-video-to-find-out/
https://www.hope-based.com/about
https://www.openglobalrights.org/hope-guide/
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The Route
This work is rooted in collaboration and 
focussed on the explicit aim of improving 
the lives of people with learning disabilities 
and those who know and love them. Starting 
with what matters most we aim to build, with 
other willing allies, a better tomorrow and 
beyond. Fortunately, we do not need to start 
from scratch, there are many great examples of 
things that work well and ideas that can grow 
and be built upon. This is what we have begun 
to set out in this document. 

Key areas or themes have been highlighted as 
important by those we have worked alongside 
and engaged with. We have structured these 
into the following chapters, some of which are 
more expansive than others. The size of the 
chapter does not reflect the importance of the 

issue or theme. It is more a reflection of where 
our discussions and engagement have got to, 
at this point. 

The chapter themes are also not exhaustive 
or inclusive of all the issues and challenges 
people with learning disabilities face. They 
represent those subjects raised by people 
we have engaged with and their families. We 
acknowledge that some key areas are not 
addressed directly in full chapter form, for 
example health and education, the experience 
of the Black and Minority communities. This 
is not an oversight, more a reflection of the 
discussions and activities to date, we know we 
have more work to do. 

As our engagement continues and more 
debates ensue, this document will evolve. 
This imperfect version 1 reflects the first 
articulation of, what we hope will be, many 
more deliberations and actions to come. 

Our travel 
companions - 
enrol
We embark upon this venture with humility. 
The work contained within this document is 
the collective effort of people with learning 
disabilities, their families and carers, activists, 
and professional allies. All credit goes to those 
who surmount challenges daily with courage 
and fortitude. All errors and mistakes are 
ours and we will rectify, adjust, and amend 
as necessary, as this document develops. Our 
destination is a more hopeful future, and our 
collective action is the only way we believe 
we can get there. We hope that this document 
offers a first step towards this end point. All we 
ask of you is your willingness to get involved.

 

“Hope is the belief 
that destiny will 
not be written for 
us, but by us ... 
who have the courage 
to remake the world 
as it should be”
Barack Obama, 44th President of the United 
States of America
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The ache for home lives 
in all of us, the safe 
place where we can go 
as we are and not be 
questioned Maya Angelou

Chapter 1: 
a home

“

“

Maya Angelou, Poet, storyteller, activist and autobiographer.
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When we asked people during The Big 
Housing Conversations what was important 
to them about home and family life, many 
of the responses echoed rights enshrined in 
the UNCRPD but are often yet to be realised. 
These are some of themes from the responses 
we received. 

we asked 
and you said

A lot of people 
said everyone 
should be able 
to choose
where they live 
and who they 
live with

They said this 
is their Human 
Right, the same 
as for people
who do not have 
a learning 
disability

People said the 
law needs to work 
better

People said they 
think it is wrong 
that people with
a learning 
disability are 
made to live in 
areas that are 
not safe

There was concern 
that more people 
will be made to 
live in care homes 
and hospitals 
because of a lack 
of money

https://www.learningdisabilityengland.org.uk/news/latest-news/housing-options-finding-our-own-way-home/
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Human 
Rights 
Framework

HUMAN RIGHTS FRAMEWORK
The right to respect for private and family 
life in enshrined in Article 8 of the European 
Convention on Human Rights. 

The UNCRPD provides a more detailed account 
of the rights of disabled people. 

ARTICLE 19 – LIVING INDEPENDENTLY 
AND BEING INCLUDED IN THE 
COMMUNITY 
States Parties to the present Convention 
recognize the equal right of all persons with 
disabilities to live in the community, with 
choices equal to others, and shall take effective 
and appropriate measures to facilitate full 
enjoyment by persons with disabilities of this 
right and their full inclusion and participation 
in the community, including by ensuring that:

a	 Persons with disabilities have the 
opportunity to choose their place of 
residence and where and with whom they 
live on an equal basis with others and are 
not obliged to live in a particular living 
arrangement;

b	 Persons with disabilities have access to 
a range of in-home, residential and other 
community support services, including 
personal assistance necessary to support 
living and inclusion in the community, and 
to prevent isolation or segregation from the 
community;

c	 Community services and facilities for the 
general population are available on an equal 
basis to persons with disabilities and are 
responsive to their needs.

Inclusion Europe explain more about Article 19 
and how it works HERE.

You can find more 
information about 
these rights HERE

https://www.echr.coe.int/Documents/Convention_ENG.pdf
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-19-living-independently-and-being-included-in-the-community.html
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•	 We need to recognise the 
importance of the right home. 
This should be based on 
person-centred planning. The 
opportunity for people with 
learning disabilities, their 
families, housing providers, 
social workers etc. to come 
together and plan how to get 
the home they want and need. 
This would require ‘needs led 
housing development rather 
than build and fill’.

•	 There needs to be investment 
in information, resources and 
skills to support people to 
know and understand how 
to get access to housing that 
suits them.

•	 There needs to be a quicker 
and less bureaucratic way 
of accessing grant funding 
from NHS England to develop 
housing for people who need 
to leave an assessment and 
treatment unit.

•	 Advocacy support should be 
routinely available for people 
who don’t have family to 
support them to exercise their 
housing rights.

•	 A recognised ‘national 
standard’ should be created 
detailing what housing 
rights and options people 
with learning disabilities are 
entitled to. Local councils 
should have to meet this 
standard.

•	 We need to develop a 
consistent approach to 
support people with learning 
disabilities to hold a tenancy 
without recourse to a (Court of 
Protection) appointed deputy; 
this approach should be 
promoted to general housing 
providers.

Ideas we 
can work on 
together?

We have gathered ideas of things we can work 
on together to improve the lives of people with 
learning disabilities in the areas they said are 
important to them and their families. 

•	 There should be recognition 
and acceptance amongst 
professionals and housing 
providers that people with 
learning disabilities may want 
to move home at different 
times during their life; just like 
other people choose to do. 

•	 Funding should be available 
which supports people 
to live good lives, fosters 
independence and enables 
contribution. This should be 
in addition to money that pays 
for personal care (for people 
who need that as well as 
support).

•	 The government needs to 
recognise the pivotal role of 
housing and create a more 
comprehensive and integrated 
national and local planning and 
policy framework for supported 
housing. This should be designed 
to ensure that supported 
housing receives an appropriate 
share of available resources 
and that local commissioners 
have access to the tools and 
information required to address 
changing needs. 

•	 Government should create 
the conditions for growth 
of supply by allocating a 
higher proportion of the new 
affordable homes programme 
to new housing for people with 
learning disability and autism. 

•	 A long-term sustainable, 
consistent housing benefit 
regime for supported housing 
should be created. 

•	 In social housing there should 
be the adoption of a rent 
standard that supports the 
commissioning and funding 
of new supported housing for 
people with high support needs. 

•	 It should be possible for 
people to have a home close 
to their families and other 
supporters; this helps to build 
on local connections and 
‘natural’ support.

https://www.glh.org.uk/wp-content/uploads/2021/03/LDAHN-Charter.pdf
https://www.glh.org.uk/wp-content/uploads/2021/03/LDAHN-Charter.pdf
https://www.glh.org.uk/wp-content/uploads/2021/03/LDAHN-Charter.pdf
https://www.glh.org.uk/wp-content/uploads/2021/03/LDAHN-Charter.pdf
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What good might look 
like (how will we know 
we are on the right 
track)

GOOD EXAMPLE 1
The Learning Disability and Autism Housing 
Network created a Learning Disability and 
Autism Housing Network Charter with the aim 
of providing, developing and promoting quality 
homes and housing services for people with a 
learning disability and autism. 

“

“

I think it’s also important that we get 
more people with learning disabilities 
out of long stay hospitals, ATU’s and 
Residential homes where possible and 
back into the community in housing 
that is suitable. The money needs to be 
available to do this 

Gary Bourlet, Membership and Engagement Lead, LDE

The Good Lives Framework
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Our goal is to see people with 
learning disabilities in the 
mainstream of life, living in 
ordinary houses and ordinary 
streets, with the same range of 
choices as any citizen, and mixing 
as equals with the other members… of 
their own community  

David Towell

GOOD EXAMPLE 2
The Home Ownership for people with Long 
term Disabilities (HOLD) scheme is very 
positive and it has been life changing for some 
people. If a person has a long-term disability, 
the HOLD scheme in England could help them 
buy any home for sale on a shared ownership 
basis (part rent/part buy). They can buy a share 
of their home (between 10% and 75% of the 
home’s value) and pay rent on the remaining 
share. 

“

“

David Towell ‘An Ordinary Life in Practice: Developing Comprehensive 
Community based Services for People with Learning Disabilities’ 
London: The King’s Fund, (1988).
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https://www.ownyourhome.gov.uk/scheme/hold/
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GOOD EXAMPLE 3
Paradigm have produced the Reach Standards 
which they describe as ‘a guide dedicated 
to people who want to raise expectations, 
continually question and improve the world 
around us’
VIEWPOINT

Reach Standard 1
I choose who I live with

Reach Standard 2
I choose where I live

Reach Standard 3
I have my own home (with 
a tenancy or ownership)

The Good Lives Framework
Chapter1:A home
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https://paradigm-uk.org/wp-content/uploads/2019/10/A-Practical-Guide-to-The-Reach-Standards-2019-compressed-1.pdf
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Who do we need to 
enrol/engage?
As can be seen by the range of ideas we can work on together some, such as changes to the benefits 
system require systems change at a government level. Strong advocacy will be required to push this 
agenda.

Others, such as recognising and prioritising the right to a home and family life can be built on relatively 
quickly through sustained citizen action. Focused attention needs to be given to strengthening 
alliances with housing, advocacy, carers and human rights organisations. Actively raising aspirations 
based on respecting, protecting and fulfilling human rights provides a unifying framework for this work. 

Next steps/First step 

FOR SERVICE 
PROVIDERS
We need to recognise the 
importance of the right 
home. This should be based 
on person-centred planning. 
The opportunity for people 
with learning disabilities, 
including an understanding 
of the priorities of Black 
Asian Minority Ethnic people 
and their families, housing 
providers, social workers etc. 
to come together and plan 
how to get the home they 
want and need. This would 
require ‘needs led housing 
development rather than build 
and fill’.

People’s rights and security of 
tenure should be enshrined 
in all planning and delivery 
of housing for people with 
learning disabilities guided by 
the Real Tenancy test.

FOR GOVERNMENT
Government should create the 
conditions for growth of supply 
by allocating a higher proportion 
of the new affordable homes 
programme to new housing for 
people with learning disability 
and autism that will support 
‘needs led housing’. 

In addition Government should 
create a more comprehensive 
and integrated planning 
framework for a range of housing 
options (including Supported 
Housing), update the rent 
standard for social housing and 
ensure stability in the welfare 
benefits system for tenants to 
maintain their home, particularly 
in relation to Housing Benefit. 

FOR COMMISSIONERS
Local Councils should make 
sure all housing options meet 
a set of core standards for the 
options, and quality available 
to people alongside rights 
including the Real Tenancy Test.

Funding should be available 
which supports people 
to live good lives, fosters 
independence and enables 
contribution. This should be in 
addition to money that pays for 
personal care (for people who 
need that as well as support).

FOR PEOPLE 
WITH LEARNING 
DISABILITIES AND 
THEIR FAMILIES
There needs to be investment in 
information, resources and skills 
to support people to know and 
understand how to get access to 
housing that suits them.

There seems so much to do that it would be easy to get despondent, however that does 
not make things any easier for learning disabled people and their families. 

When things are difficult, more than ever, we need to be inspired by the power of the 
possible. Our first step should be to build on the good examples we have detailed above. 

https://www.ndti.org.uk/resources/the-real-tenancy-test1
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The most basic of all 
human needs is the need 
to understand and be 
understood. The best way 
to understand people is 
to listen to them 
Ralph G. Nichols

Chapter 2: 
Communication and 
staying connected

“

“

Ralph G Nichols, author of Are You Listening. 
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we asked 
and you said

People with learning disabilities and/or 
autistic people often face barriers to being 
included in both the real and digital world. 
For many the pandemic had made this worse, 
leading to feelings of isolation, anxiety, and 
mental health challenges. When we asked 
people what was important to them about 
communication and connection, these were 
some of the responses we received.

People with 
learning 
disabilities, 
their families 
and supports 
want relevant 
information that 
makes sense to them 
at the same time as 
everyone else 

Ensuring access 
to digital 
communication. It 
has made a huge 
difference for 
lots of people 
who can now be in 
touch with others 
or work remotely 

There is a lot of 
opportunities to 
learn from others, 
locally, nationally 
and internationally 

People often 
don’t know or 
understand their 
rights on inclusive 
communication 
support including 
things like Speech 
and Language 
Therapy (SALT) 

Some people’s 
communication 
needs are not 
supported or 
invested in 
consistently 
across services 
and areas 

Accessible 
information is 
necessary for 
people to keep 
themselves healthy, 
safe and well – 
particularly during 
the pandemic 

https://www.learningdisabilityengland.org.uk/wp-content/uploads/2020/11/Social-Care-Taskforce-What-Learning-Disability-England-members-think.pdf
https://www.learningdisabilityengland.org.uk/uncategorized/creating-connections-tackling-isolation-and-loneliness-through-partnership/
https://www.learningdisabilityengland.org.uk/news/latest-news/self-advocacy-and-family-peer-support-sessions-helping-people-to-be-more-resilient/
https://www.learningdisabilityengland.org.uk/news/latest-news/in-a-world-where-guidance-is-changing-daily-where-is-the-accessible-information/
https://www.learningdisabilityengland.org.uk/news/latest-news/cqc-strategy-consultation-learning-disability-england-response/
https://www.learningdisabilityengland.org.uk/news/latest-news/task-force-advisory-group-and-social-care-reform/
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Human 
Rights 
Framework

ARTICLE 21 – FREEDOM OF EXPRESSION 
AND OPINION, AND ACCESS TO 
INFORMATION
States Parties shall take all appropriate 
measures to ensure that persons with 
disabilities can exercise the right to freedom of 
expression and opinion, including the freedom 
to seek, receive and impart information and 
ideas on an equal basis with others and 
through all forms of communication of their 
choice, as defined in article 2 of the present 
Convention, including by:

a	 Providing information intended for the 
general public to persons with disabilities 
in accessible formats and technologies 
appropriate to different kinds of disabilities 
in a timely manner and without additional 
cost;

b	 Accepting and facilitating the use of sign 
languages, Braille, augmentative and 
alternative communication, and all other 
accessible means, modes and formats of 
communication of their choice by persons 
with disabilities in official interactions;

c	 Urging private entities that provide services 
to the general public, including through the 
Internet, to provide information and services 
in accessible and usable formats for persons 
with disabilities;

d	 Encouraging the mass media, including 
providers of information through the 
Internet, to make their services accessible to 
persons with disabilities;

e	 Recognizing and promoting the use of sign 
languages.

British Institute of Human Rights made an 
easy read guide with self advocates to rights to 
accessible information

HUMAN RIGHTS FRAMEWORK
The right freedom of expression is enshrined 
in Article 10 of the European Convention on 
Human Rights. 

The UN Convention on the Rights of Persons 
with a Disability (UNCRPD) provides a more 
detailed account of the rights of disabled 
people. 

You can find more 
information about 
these rights HERE

https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-21-freedom-of-expression-and-opinion-and-access-to-information.html
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•	 A government-wide 
communications plan for 
making sure information 
is available quickly, meets 
accessible standards, is co-
produced with people from 
diverse groups and is easy to 
find in one place. 

•	 People with learning 
disabilities and their families 
knowing their rights to 
accessible information and 
communication support or 
adaption – (provided as part of 
any Care Act related contact).

•	 Concerted effort to promote 
and develop accessible 
technology that respects 
diversity and works for 
people.

•	 Belief that people with 
learning disabilities have 
the right to access both 
technology, and support to 
enable them to access that 
technology.

•	 Dissemination that is 
supported by a national 
co-production group with 
resources available for local 
learning disability, autism and 
family carers organisations to 
use and share.

•	 Production of accessible 
information to be understood 
as an essential part of 
mainstream government 
communications strategies, 
not a separate or add-on task. 

•	 The development of a longer-
term strategy for developing 
accessibility with large 
institutions such as the BBC. 

Ideas we 
can work on 
together?

We have gathered ideas for things we can work 
on together to improve the lives of people with 
learning disabilities in the areas they said are 
important to them and their families. Some of the 
initial ideas are:

•	 Respect of the various 
ways people with 
learning disabilities might 
communicate and investment 
in supporting different 
approaches like Intensive 
Interaction, Makaton, picture 
systems, different languages 
and more.

https://www.pmldlink.org.uk/wp-content/uploads/2017/10/1488642010_Communication_guide.pdf
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What good might look 
like (how will we know 
we are on the right 
track)

“

“

I have enjoyed being able to connect 
with different groups across the 
country. We were also able to connect 
with self-advocates in Ghana, which the 
group found interesting as they were 
able to learn about how they do things 

Kim from KeyRing 

GOOD EXAMPLE 1
Every two weeks since the start of lockdown 
Learning Disability England has held an online 
zoom session for self-advocacy, family and 
community organisations. 
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https://www.learningdisabilityengland.org.uk/news/latest-news/self-advocacy-and-family-peer-support-sessions-helping-people-to-be-more-resilient/
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GOOD EXAMPLE 2
The accessible information campaign group 
worked with BIHR to produce an accessible and 
easy to use resource on information and rights. 
They also created an Easy Read Guide to the 
Human Rights Act.

GOOD EXAMPLE 3
Good Things Foundation worked in partnership 
with AbilityNet and Digital Unite and was 
supported by Learning Disability England, 
the Voluntary Organisations Disability Group 
and other disability and digital inclusion 
organisations.
Digital Lifeline has seen more than 150 
grassroots community partners and others 
distribute over 5,500 devices with data and 
offer both face-to-face and remote support to 
help recipients learn how to use their device 
safely and confidently. 
Studies have shown that technology can 
help people with learning disabilities reduce 
feelings of loneliness and support their mental 
health and wellbeing. 

https://www.bihr.org.uk/news/new-easy-read-guide-right-to-accessible-info
https://www.bihr.org.uk/Handlers/Download.ashx?IDMF=4d5e5a20-93c0-44b5-8e22-e903ea41885f
https://www.goodthingsfoundation.org/what-we-do/our-partnerships/data-poverty-devices/digital-lifeline/
https://www.open.ac.uk/health-and-social-care/research/shld/sites/www.open.ac.uk.health-and-social-care.research.shld/files/files/Keeping%20Well%20and%20Staying%20Connected%20-%20Full%20Report.pdf
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Who do we need to 
enrol/engage?
There are some actions, such as recognising accessible information as an essential component of 
mainstream communication strategies, that need to happen at a government level. This is unlikely to 
happen without strong cross sectoral campaigning led by people and their families and supported by allies. 

Commissioners, providers and advocacy organisations can increase awareness of the need for 
accessible information. They can also commit to improving the accessibility of the information they 
disseminate. 

Individuals, self advocacy groups and families can keep the pressure up by knowing and understanding 
their rights to accessible information and requesting these rights are respected, protected and upheld. 

 

Next steps/First step 
FOR GOVERNMENT
The Government should ensure 
that people with learning 
disabilities are included in digital 
inclusion projects including 
access to equipment, WiFi and 
levelling up equipment schemes. 

FOR COMMISSIONERS
Education, health and social 
care commissioners and 
providers need to understand 
the ‘digital divide’ faced by 
people with learning disabilities 
and develop a clear plan to 
address:

•	 Access to technology (the 
kit)

•	 Access to support to know 
and understand how to use 
technology

•	 Ensuring affordability 
of technology – internet 
access, data charges etc.

Commissioners should include 
digital inclusion, facilitation and 
support skills and access to WiFi 
or data in service specifications. 

Commissioners should 
understand the existing 
local resources that support 
communication for people 
with the most complex needs 
and ensure there is access to 
Speech and Language specialist 
support as well as a range of 
communication tools and skills 
to enable people to use them.

FOR PEOPLE 
WITH LEARNING 
DISABILITIES AND 
THEIR FAMILIES
A cultural shift is required that 
supports the idea of access to 
communication and connect as 
a human right. This should be 
supported by capacity building 
programmes for both people 
with learning disabilities and 
their supporters (including 
family members) so that they 
can confidently use technology 
as well as specialists systems 
when needed. 

FOR SERVICE 
PROVIDERS
Establishing collaborative 
partnerships between those 
who provide in-house support 
(e.g. care homes, supported 
living; family members) 
and those who have the 
experience and expertise to 
provide remote support (e.g. 
self-advocacy groups, day 
services). 

Collect, curate and share 
innovative examples of how 
technology has been used 
by people with learning 
disabilities during the 
pandemic to help others 
understand the evolving 
potential of technology to 
enhance lives. 

Implement the Accessible 
Information Standard in 
health and social care service 
provision. 

https://www.england.nhs.uk/ourwork/accessibleinfo/
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Never doubt that a small group 
of thoughtful, committed 
citizens can change the world. 
Indeed, it is the only thing 
that ever has Margaret Mead

Chapter 3: 
The right support

“

“

Margaret Mead (December 16, 1901 – November 15, 1978) 
was an American cultural anthropologist who featured 
frequently as an author and speaker in the mass media 
during the 1960s and 1970s.
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Social care is 
about life, not 
services

Consistency 
in people and 
relationships 
really matter 
to everyone

Relationships 
should be based 
on trust and 
equal power

People feel 
when policy 
development 
appears focused 
on support for 
older people
Investment means 
both money and a 
willingness to 
change, not just 
the former

we asked 
and you said

We held a series of conversations and activities 
exploring the importance of the right support, this 
included a Think Tank on social care . We have 
also engaged with a range of other organisations 
committed to improving social care. Some 
consistent themes emerged from this work, 
many of which are reflected in human rights 
conventions, most notably the UN Convention on 
the Rights of Persons with Disabilities (UNCRPD). 

These are some of the key issues that learning 
disabled people and their families raised with us.

https://www.learningdisabilityengland.org.uk/wp-content/uploads/2016/08/SOcial-Care-update-july-2021-FINAL.pdf
https://www.learningdisabilityengland.org.uk/wp-content/uploads/2019/09/LDE-Think-Tank-social-care-report-September-2019.pdf
https://socialcarefuture.blog
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Human 
Rights 
Framework

ARTICLE 26 – HABILITATION AND 
REHABILITATION
1	 States Parties shall take effective and 

appropriate measures, including through 
peer support, to enable persons with 
disabilities to attain and maintain maximum 
independence, full physical, mental, social 
and vocational ability, and full inclusion 
and participation in all aspects of life. To 
that end, States Parties shall organize, 
strengthen and extend comprehensive 
habilitation and rehabilitation services and 
programmes, particularly in the areas of 
health, employment, education and social 
services, in such a way that these services 
and programmes:

a	 Begin at the earliest possible stage, and are 
based on the multidisciplinary assessment 
of individual needs and strengths;

b	 Support participation and inclusion in the 
community and all aspects of society, are 
voluntary, and are available to persons with 
disabilities as close as possible to their own 
communities, including in rural areas.

2	 States Parties shall promote the 
development of initial and continuing 
training for professionals and staff working 
in habilitation and rehabilitation services.

3	 States Parties shall promote the availability, 
knowledge and use of assistive devices and 
technologies, designed for persons with 
disabilities, as they relate to habilitation and 
rehabilitation. 

You can find more 
information about 
these rights HERE

HUMAN RIGHTS FRAMEWORK
The right to a private and family life is 
enshrined in Article 8 of the European 
Convention on Human Rights. 

Article 14 of the Convention further prohibits 
discrimination. It secures the enjoyment of 
the rights and freedoms in the Convention, 
without discrimination on any ground such as 
sex, race, colour, language, religion, political 
or other opinion, national or social origin, 
association with a national minority, property, 
birth or other status.

The UNCRPD provides a more detailed account 
of the rights of disabled people, particularly in 
relation to access to appropriate support. 

https://www.echr.coe.int/Documents/Convention_ENG.pdf
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•	 Service providers 
effectiveness could be 
measured on how they recruit, 
support and retain consistent 
employees.

•	 Reorienting service structures 
to deliver for people who draw 
on support. This would require 
commissioners and providers 
to work in service to people, 
if necessary, fundamentally 
redesigning what they deliver. 
Shifting to what people want, 
not what is currently exists. 

•	 Re balancing power 
arrangements to ensure 
the will and preferences 
of the supported person is 
the priority. Changing the 
measure of success to be 
whether it works for the 
person. 

•	 Ensuring the pay and 
conditions for the social care 
workforce reflects their value 
as ‘key workers’, including 
reasonable payment for all 
hours worked, including 
sleepover hours. 

•	 The Association of Directors of 
Social Services (ADASS), Local 
Government Association (LGA) 
and NHS England (NHSE) place 
greater priority on relationship 
focussed recruitment and 
retention practices. Including 
requiring that commissioners 
co-design practice guidance 
with local people who draw on 
support. 

•	 Invest properly in all support 
services so the funding 
given covers the real cost of 
delivering quality, person 
led support and helps create 
consistent support structures 
where people supported and 
those supporting can flourish.

Ideas we 
can work on 
together?

We have gathered ideas of things we can work 
on together to improve the lives of people with 
learning disabilities in areas they, and their 
families, said are important to them. 

People spoke strongly about the importance of 
developing trusting consistent relationships. This 
may be achieved through the following steps:

•	 Provider effectiveness could 
be measured on the steps they 
take to ensure the support 
they deliver is person led. That 
any support provided adapts 
and evolves as the person’s 
lifestyle and preferences 
develop and change.

•	 Quality standards and 
regulation led by people who 
draw on support and their 
families and based on what 
matters most to them. 

•	 Implement and measure 
against the REACH standards. 

https://paradigm-uk.org/wp-content/uploads/2020/08/Dont-ever-call-us-unskilled-again.-Paradigm-compressed-copy.pdf
https://paradigm-uk.org/what-we-do/reach-support-for-living/
https://www.learningdisabilityengland.org.uk/news/latest-news/cqc-strategy-consultation-learning-disability-england-response/
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What good might look 
like (how will we know 
we are on the right 
track)

GOOD EXAMPLE 1
Paradigm has developed REACH Standards 
that detail what good would look like. 
Commissioner and Providers should be using 
this as a framework to develop local service 
provision alongside local people and families 
who draw on support. 

“

“

I really enjoyed the workshops, I really 
feel it is just what I needed to refocus 
and re-energise given the current 
climate we are in…now is the time to 
bring the principles of REACH to life! 

Team Leader, Kent 
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https://paradigm-uk.org/what-we-do/reach-support-for-living/
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VIEWS FROM THE 
THINK TANK
Having good 
quality support 
is an important 
part of living a 
good life
 
People thought 
meaningful 
and positive 
relationships 
between staff and 
the people they 
support were 
important 

Everyone thought 
working with 
people you liked, 
trusted and 
respected made 
living a good life 
easier
 
Having support 
that understands, 
values and 
listens to you 
makes life better

GOOD EXAMPLE 2
Learning disabled people recognise the 
challenges within the system and, when afforded 
the opportunity, create solutions that work for 
everyone. Greater primacy needs to be given to 
voice and views of those who draw on support. 
The LDE Social Care Think Tank is a good example 
of the positive potential when those whose voices 
are seldom heard are given a platform. 
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https://www.learningdisabilityengland.org.uk/wp-content/uploads/2019/09/LDE-Think-Tank-social-care-report-September-2019.pdf
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KEY MESSAGE IN THE PUBLICATION
We need to know what is happening 
that is different in places where 
the NHS, Councils, housing and 
care providers and families are 
helping people to thrive

“

“

GOOD EXAMPLE 3
Helping People Thrive, Stories and Lessons 
in Transforming Care brings together stories 
and critically the voices of people who have 
previously lived in Assessment and Treatment 
Units and have since successfully built a life 
outside those services. The stories are shared 
to inspire as well as support practitioners 
understand the critical elements in success for 
all the people sharing their stories.

The Good Lives Framework
Chapter3:The right support

32

https://www.learningdisabilityengland.org.uk/wp-content/uploads/2020/06/Helping-People-Thrive-00000002.pdf
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VIEWPOINT
The Social Care Future report calls 
for five key changes ‘To unlock an equal 
life’.Here are the changes being called 
for:
•	Communities where everyone belongs
•	Living in the place we call home
•	Leading the lives we want to live
•	More resources, better used
•	Sharing power as equals
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GOOD EXAMPLE 4
Building alliances with community groups, 
advocacy and campaigning organisations on 
issues of common cause can amplify the call 
for positive change. LDE actively contributed 
to the campaigning work of Social Care Future. 
Ensuring the voice and views of learning 
disabled people contribute to calls for more 
responsive, person led social care support. 

https://socialcarefuture.org.uk/whose-care-is-it-anyway-the-socialcarefuture-inquiry-needs-you/
https://www.learningdisabilityengland.org.uk/news/latest-news/social-care-future-what-members-said/
https://socialcarefuture.blog/2021/05/27/from-permanent-lockdown-to-an-equal-life/
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Who do we need to 
enrol/engage?
There are some areas of activity where high-level government support is needed, such as ensuring 
pay and conditions for the social care workforce reflects their value as ‘key workers’. This includes 
reasonable payment for all hours worked, including sleepover hours. However, this is unlikely to 
happen without strong campaigning led by unions, anti-poverty organisations, provider organisations 
and by people who draw on support, their families, and allies. 

Individuals, families, advocacy organisations and allied campaigning organisations can increase 
the demand for relational, rather than transactional, based support. Demanding that measures of 
effectiveness are rooted in the persons experience and framed by the REACH standards. 

Individuals, self-advocacy groups and families can sustain the pressure to improve by knowing and 
understanding their human rights, in relation to accessing support and requiring these rights are 
respected, protected and upheld .

Next steps/First step 
FOR SERVICE 
PROVIDERS
There needs to be a 
cultural and practical shift 
by Commissioners and 
Providers from the purchase 
and provision of support 
determined by ‘industrial 
measures’ of time and task. 
Instead they need to move to 
relational measures of impact, 
defined by the person. Success 
being measured by whether it 
is delivering what people are 
looking for. 

FOR COMMISSIONERS
Education, health and social 
care commissioners and 
providers need to redefine 
how they measure what good 
support looks like and base 
it on what matters to people 
who draw on support and their 
families.

The Paradigm REACH standards 
should be adopted as guide 
for delivering good social care 
support. 

FOR PEOPLE 
WITH LEARNING 
DISABILITIES AND 
THEIR FAMILIES
Concerted efforts should be 
made to create active alliances 
across sectors to promote areas 
of common concern such as 
the fair payment for social care 
workers for all hours worked, 
including sleepovers.

FOR GOVERNMENT
Build on the commitments 
made in People at the Heart 
of Care white paper in real 
partnership with people who 
draw on support with particular 
regard to the different life 
experiences of people with 
learning disabilities.

Regulators need to redefine the 
measure of what good looks 
like, ensuring the views of those 
who draw on support have 
primacy. 

https://www.gov.uk/government/publications/people-at-the-heart-of-care-adult-social-care-reform-white-paper
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You’ve got to have something to 
eat and a little love in your 
life before you can hold still 
for any damn body’s sermon on 
how to behave 

Billie Holiday

Chapter 4: 
To love and be loved

“

“

Billy Holiday (1915 – 1959), known professionally as Billie 
Holiday, was an American jazz and swing music singer. 
Nicknamed “Lady Day” 
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People with learning disabilities and/or autistic 
people often face barriers establishing and 
maintaining relationships. For many, the 
pandemic had made these difficulties worse, 
leading to feelings of isolation, anxiety, and 
mental health challenges. We asked people what 
was important to them about relationships and 
the opportunity to love and be loved and these 
are some of the responses. 

we asked 
and you said

Adult loving and 
sexualrelationships 
are not prioritised 
and supported

Support services 
place barriersin the 
way of people living 
full social lives

Familyrelationships 
were notprioritised 
in the pandemic 
response,
particularly for 
people living in 
congregate settings

Family relationships 
are often seen 
through the prism 
of support rather 
than loving family 
relations
Withdrawalofsupport 

left families 
struggling,unpaid 
‘carers are 
financially underpaid 
and emotionally under 
supported’
 
There is a concern 
that services will 
not value people’s 
relationships long 
term

Concerns about the 
quality of support 
available puts 
pressure on families 
worrying what will 
happen when they are 
no longer able to 
support their loved 
ones
 
Adult sexual 
relations are seen as 
a health issue rather 
than a right

https://www.learningdisabilityengland.org.uk/news/latest-news/family-voices/
https://www.learningdisabilityengland.org.uk/news/latest-news/when-do-we-stop-accepting-the-unacceptable/


The Good Lives Framework
Chapter4:To love and be loved

37

Human 
Rights 
Framework

HUMAN RIGHTS FRAMEWORK
The right to respect for private and family life 
is enshrined in ARTICLE 8 of the European 
Convention on Human Rights. It states that:

1. Everyone has the right to respect for his 
private and family life, his home and his 
correspondence. 

2. There shall be no interference by a public 
authority with the exercise of this right except 
such as is in accordance with the law and 
is necessary in a democratic society in the 
interests of national security, public safety 
or the economic well-being of the country, 
for the prevention of disorder or crime, for 
the protection of health or morals, or for the 
protection of the rights and freedoms of others. 

The UN Convention on the Rights of Disabled 
Persons provides a more detailed account of 
the rights of disabled people, particularly in 
relation to personal and intimate relations.

ARTICLE 23: RESPECT FOR HOME AND 
THE FAMILY 
1	 States Parties shall take effective and 

appropriate measures to eliminate 
discrimination against persons with 
disabilities in all matters relating to 
marriage, family, parenthood and 
relationships, on an equal basis with 
others, so as to ensure that: (a) The right 
of all persons with disabilities who are of 
marriageable age to marry and to found a 
family on the basis of free and full consent 
of the intending spouses is recognized; (b) 

You can find more 
information about 
these rights HERE

The rights of persons with disabilities to 
decide freely and responsibly on the number 
and spacing of their children and to have 
access to age appropriate information, 
reproductive and family planning education 
are recognized, and the means necessary 
to enable them to exercise these rights 
are provided; (c) Persons with disabilities, 
including children, retain their fertility on an 
equal basis with others. 

2	 States Parties shall ensure the rights and 
responsibilities of persons with disabilities, 
with regard to guardianship, wardship, 
trusteeship, adoption of children or similar 
institutions, where these concepts exist in 
national legislation; in all cases the best 
interests of the child shall be paramount. 
States Parties shall render appropriate 
assistance to persons with disabilities in 
the performance of their child-rearing 
responsibilities. 

3	 States Parties shall ensure that children 
with disabilities have equal rights with 
respect to family life. With a view to realizing 
these rights, and to prevent concealment, 
abandonment, neglect and segregation 
of children with disabilities, States Parties 
shall undertake to provide early and 
comprehensive information, services and 
support to children with disabilities and 
their families. 

4	 States Parties shall ensure that a child shall 
not be separated from his or her parents 
against their will, except when competent 
authorities subject to judicial review 
determine, in accordance with applicable 
law and procedures, that such separation is 
necessary for the best interests of the child. 
In no case shall a child be separated from 
parents on the basis of a disability of either 
the child or one or both of the parents. 

5	 States Parties shall, where the immediate 
family is unable to care for a child with 
disabilities, undertake every effort to provide 
alternative care within the wider family, and 
failing that, within the community in a family 
setting. 



The Good Lives Framework
Chapter4:To love and be loved

38

•	 We should ensure that 
the right to family life 
is embedded in service 
standards and commissioning. 
Formal support services 
would be required to make 
explicit reference, and adhere 
to, the supported persons will 
and preferences with regards 
to family relationships.

•	 Ensuring that people with 
learning disabilities and/
or autism are aware of their 
sexual rights. 

•	 All social care workers 
undertaking training on 
supporting sexuality and 
relationships, using a rights 
framework.

Ideas we 
can work on 
together?

We have gathered ideas of things we can work 
on together to improve the lives of people with 
learning disabilities in the areas they, and their 
families, said are important to them. 

People spoke strongly about the importance of 
respect and support for healthy family relationships. 
Also, opportunities to love and be loved, in the 
widest and most inclusive sense. These ambitions 
may be achieved through the following steps:

•	 Adopting an explicit Human 
Rights based approach to 
frame service design and 
practice development.

•	 Recognition that people with 
learning disabilities may 
require additional support 
to exercise their will and 
preferences in relation to sex, 
sexuality and relationships. 
Ensuring this support is 
available.

•	 Social workers and 
commissioners using rights 
based standards, such as 
REACH, to measure progress 
towards explicitly rights based 
practice.

•	 Sexuality and relationships 
should become a 
mandatory focus in Care 
Quality Commission (CQC) 
inspections, in the Key Lines of 
Enquiry. 

•	 Support providers adopting 
the No Bedtimes guide, 
ensuring people can develop 
and maintain friendships and 
relationships by attending 
events and activities evening, 
weekends and as late as the 
person desires. 

•	 Adoption of the Stay up 
Late manifesto pledges by 
commissioners and support 
provider. 

•	 REACH standards adopted as 
basic standards for supporting 
good lives and underpinning 
all service provision.

https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/what-is-supported-loving
https://stayuplate.org/wp-content/uploads/2019/11/Staff-rotas-help-sheet_printV2_web.pdf
https://paradigm-uk.org/what-we-do/reach-support-for-living/
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What good might look 
like (how will we know 
we are on the right 
track)

“

“

For people with learning disabilities 
finding love is often more than just 
chemistry – it can come down to getting 
the right support from your staff

GOOD EXAMPLE 1
Supported Loving is a human rights-based 
campaign, with associated network meetings, 
hosted by Choice Support. The campaign 
actively promotes the belief that people with 
learning disabilities and/or autism should be 
able to enjoy the same sexual and romantic 
freedoms as everyone else. The campaign 
highlights the fact that 3% of people with 
learning disabilities live as part of a couple 
compared to 70% of the general population. 
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https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/what-is-supported-loving
https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/what-is-supported-loving
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GOOD EXAMPLE 2
Stay up Late is a registered charity committed 
to promoting the rights of people with learning 
disabilities to live the lifestyle of their choosing. 
It is particularly concerned that people with 
learning disabilities, and autism, aren’t able to 
Stay Up Late and do the things so many people, 
who don’t need support, take for granted.
The charity recognised that people with 
learning disabilities often aren’t able to 
lead full and active social lives because their 
support workers finish at 10pm. This means 
lots of people with learning disabilities leave 
events at 9pm.
Recognising that people with learning 
disabilities have the same right to stay up late 
and have fun as anyone else Stay up Late have 
campaigned to raise awareness of the issue, 
issuing a No Bed Times guide and a Manifesto 
for an Ordinary Life. 

https://stayuplate.org/wp-content/uploads/2019/11/Staff-rotas-help-sheet_printV2_web.pdf
https://stayuplate.org/?s=manifesto
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GOOD EXAMPLE 3
The British Institute of Human Rights (BIHR) 
promotes change through human rights by 
supporting people and organisations to use 
human rights advocacy and approaches in their 
everyday life to achieve positive social change. 
They work with people, with communities 
and with public bodies to develop greater 
understanding of the power and potential of 
human rights to transform lives. 

GOOD EXAMPLE 4
Think Local Act Personal place an emphasis 
on building people’s resilience and social 
connections using asset-based practice; 
building social networks, encouraging 
membership of community groups, creating 
opportunities for social interaction based on 
active contribution. They also encourage social 
workers to change the workforce culture to one 
that is ‘strengths-based’, promoting wellbeing, 
early intervention and prevention. 

https://www.bihr.org.uk/ourwork-people
https://www.thinklocalactpersonal.org.uk
https://www.thinklocalactpersonal.org.uk/Latest/Developing-a-Wellbeing-and-Strengths-based-Approach-to-Social-Work-Practice-Changing-Culture/
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Who do we need to 
enrol/engage?
There are many actions that flow from the ‘we asked you said’ and the ‘ideas that we can work on 
together’ that do not require high level government action. Citizen action and co-ordination can bring 
about many of the desired changes that will have a significant positive impact on the lives of people 
with learning disabilities and their families. One only need look at the Stay Up Late campaign to see 
what impact a small, committed group of people can have. 

Building alliances of individuals, advocacy and campaigning groups, funders and human rights 
organisations around the issue of the right to love and be loved could have far reaching consequences. 
It will need a concerted commitment to dismantle the discriminatory service system barriers that 
inhibit opportunities for people with learning disabilities. Commissioners and regulators can play their 
part by requiring evidence of active support with this aspect of everyday life as standard. 

Next steps/First step 
FOR SERVICE 
PROVIDERS
Support providers adopt the 
No Bedtimes guide. 

Develop alliances of interested 
parties to promote the right to 
love and be loved, building on 
the good work undertaken to 
date.

FOR GOVERNMENT
Care Quality Commission 
(CQC) prioritise sexuality 
and relationships during 
inspections.

FOR COMMISSIONERS
Education, health and social 
care commissioners and 
providers need understand 
the right to a private and 
family life and ensure that this 
is incorporated into service 
standards and practice. 

All social care workers 
undertake training on 
supporting sexuality and 
relationships, using a rights 
framework.

REACH standards should be 
adopted as basic standards for 
supporting good lives.

 

FOR PEOPLE 
WITH LEARNING 
DISABILITIES AND 
THEIR FAMILIES
A co-ordinated campaign to 
raise awareness of sexual rights 
among people with learning 
disabilities and or autism, 
families, and professionals. 
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When the world is silent, even 
one voice becomes powerful

Malala Yousafzai

Chapter 5: 
Effective voice - Self 
advocacy/Advocacy

“ “

Malala Yousafzai is a Pakistani advocate and activist for 
female education and the youngest Nobel Prize laureate.

The Good Lives Framework
Chapter5:Effective voice-Self advocacy/Advocacy

43



The Good Lives Framework
Chapter5:Effective voice-Self advocacy/Advocacy

44

we asked 
and you said

Experience is more 
important than 
qualifications

Let people take 
risks

We need to raise 
awareness of our 
rights, using the 
law

We need easy 
read, accessible 
information

Be inclusive: if 
it is about people 
with a learning 
disability 
it should be 
led by people 
with learning 
disabilities

People with 
learning 
disabilities 
should be paid for 
the work they do 
and the knowledge 
they bring
 
Use respectful 
language (noservice 
user)

Include people 
with profound 
disabilities

We may have 
different ideas 
than our families

“Be my microphone 
not my voice” 
Dave Hingsburger, campaigner, writer, 
powerful advocate and public speaker.

People with learning disabilities and/or autistic 
people often face barriers making or informing 
key decisions in their own lives. When we 
asked people what a good life would look like 
and what was important to achieve this, self 
advocacy and access to independent advocacy 
was a recurring priority . Some of the responses 
we received were;

https://www.learningdisabilityengland.org.uk/wp-content/uploads/2020/03/EasyRead-Good-Lives-Workshop-19th-Feb-2020-notes-.pdf
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Human 
Rights 
Framework

You can find more 
information about 
these rights HERE

HUMAN RIGHTS FRAMEWORK
The right to freedom of expression is enshrined 
in Article 10 of the European Convention on 
Human Rights. 

The UNCRPD provides a more detailed account 
of the rights of disabled people in Articles 5 
and 17. 

ARTICLE 5 – EQUALITY AND NON-
DISCRIMINATION
1	 States Parties recognize that all persons 

are equal before and under the law and are 
entitled without any discrimination to the 
equal protection and equal benefit of the law.

2	 States Parties shall prohibit all 
discrimination on the basis of disability 
and guarantee to persons with disabilities 
equal and effective legal protection against 
discrimination on all grounds.

3	 In order to promote equality and eliminate 
discrimination, States Parties shall take all 
appropriate steps to ensure that reasonable 
accommodation is provided.

4	 Specific measures which are necessary 
to accelerate or achieve de facto equality 
of persons with disabilities shall not be 
considered discrimination under the terms 
of the present Convention. 

ARTICLE 17 – PROTECTING THE 
INTEGRITY OF THE PERSON
Every person with disabilities has a right to 
respect for his or her physical and mental 
integrity on an equal basis with others. 

 

https://www.echr.coe.int/Documents/Convention_ENG.pdf
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-17-protecting-the-integrity-of-the-person.html
https://www.bihr.org.uk/the-right-to-private-and-family-life
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•	 Inclusion in decision making 
– revive ‘nothing about us 
without us’ ensuring peoples 
views inform decisions that 
affect them. Make sure this 
includes Black Asian Minority 
Ethnic people as well as those 
with higher support needs. All 
means all

•	 Create a national network 
to work alongside national 
decision makers. Co-
ordinating and amplifying 
local advocacy work ensuring 
maximum impact on national 
policy and practice. 

•	 Highlight the need for 
investment in training / skills 
for leadership roles and 
for learning disabled self-
advocates at the same level 
as non-disabled employees in 
health and social care.

Ideas we 
can work on 
together?

We have gathered ideas of things we can work 
on together to improve the lives of people with 
learning disabilities in the areas they said are 
important to them and their families. Some of the 
initial ideas are:

•	 Ensure readily available 
accessible information 
so people have the same 
opportunities and can make 
informed choices based upon 
good information. 

•	 Collate evidence on the impact 
of self / peer advocacy. Make 
this publicly available.

•	 Investment in advocacy 
and self-advocacy by all 
local and national agencies 
where decisions are made 
that impact on people with 
learning disabilities

•	 Increase human rights 
awareness through increased 
collaboration with Human 
Rights based organisations 
such as the British Institute of 
Human Rights. 

•	 Implement models like Making 
it Real markers to ensure 
contribution to quality and 
accountability in local services 

https://www.thinklocalactpersonal.org.uk/makingitreal/about/six-themes-of-making-it-real/
https://www.bihr.org.uk
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What good might look 
like (how will we know 
we are on the right 
track)

“

“

GOOD EXAMPLE 1
The Filling in the Gaps report describes research by 
The Open University on the role of self-advocacy 
groups in supporting the health and wellbeing 
of adults with learning disabilities during the 
coronavirus pandemic. In July 2020 the researchers 
spoke to staff and members of 11 self-advocacy 
groups, representing all regions of England, to find 
out what they had been doing to support members 
during lockdown. 
The breadth and depth of their work during the 
pandemic was impressive. Self-advocacy groups 
responded very quickly, moving much of their work 
online while also providing essential offline support, 
and face-to-face practical help where required. The 
research showed how and where self-advocacy was 
‘filling in the gaps’ left by other services. 

So I’ve had to spend ages looking for 
the accessible copy, easy read copy, and 
I’m like thank god for that, because I 
can truly understand it. Because from 
the official one you’re like, I was like 
what does this truly mean? … This is 
the thing, it’s like in a pandemic you 
shouldn’t have to ask for something to 
be made accessible Self-advocate

https://www.open.ac.uk/health-and-social-care/research/shld/sites/www.open.ac.uk.health-and-social-care.research.shld/files/files/Filling%20in%20the%20Gaps%20Full%20Report%20Nov%202020.pdf
https://www.open.ac.uk/health-and-social-care/research/shld/sites/www.open.ac.uk.health-and-social-care.research.shld/files/files/Filling%20in%20the%20Gaps%20Full%20Report%20Nov%202020.pdf
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“

“

GOOD EXAMPLE 2
The Making Sense of Self Advocacy Today 
report detailed the state of self-advocacy for 
people with learning disabilities in England in 
2018-19, and provided suggestions for how to 
strengthen it. One example was Ace Anglia’s 
work with its local authority and clinical 
commissioning groups which highlighted 
the benefits of partnership working. This 
arrangement provided both a route to funding 
and local influence, including co-producing 
the Learning Disability Strategy and securing 
funding to support peer education in relation 
to Annual Health Checks. They also successfully 
campaigned for Stowmarket rail station to 
become step free.

It sort of makes sense to talk 
about ‘earning money’ rather than 
‘getting funding’  

Self-advocate
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https://www.open.ac.uk/health-and-social-care/research/shld/sites/www.open.ac.uk.health-and-social-care.research.shld/files/files/Filling%20in%20the%20Gaps%20Full%20Report%20Nov%202020.pdf
https://pathwaysassociates.co.uk/uploads/media/files/news-downloads/RTR%20Report%2012%20June.pdf
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GOOD EXAMPLE 3
The Keeping People Connected project was co-
designed and delivered by 12 local community 
organisations across Cumbria and the North 
East, in response the first wave of the Covid 
19 pandemic. The North East and Cumbria 
Learning Disability Network and Inclusion 
North provided leadership and co-ordinated 
the project. 
Keeping People Connected was designed to help 
people with a learning disability or autism to 
understand information from the Government, 
connect with others to avoid isolation and get 
the support needed for other things in their lives.
Keeping People Connected was unique in so far 
as it enabled support at right time preventing 
issues escalating. There were no eligibility 
criteria, and while it was aimed at people with 
learning disability and/or autism there was 
no formal assessment to gain access. It was 
delivered entirely by Community Voluntary 
Sector organisations around North East and 
North Cumbria.
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https://necldnetwork.co.uk/work-programmes/community/keeping-people-connected/
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Who do we need to 
enrol/engage?
As can be seen by the range of ideas we can work on together some, such the creation of a national 
network alongside national decision makers may require funding and co-ordination at a government 
level. Strong advocacy will be required to push this agenda.

Others, such as increasing human rights awareness can be progressed relatively quickly through 
concerted citizen action. Also, by strengthening alliances with skilled and knowledgeable human rights 
organisations. 

Good practice examples can be used to recruit local authorities and clinical commissioning groups 
receptive to the positive potential of partnership working. 

Next steps/First step 

FOR SERVICE 
PROVIDERS
Increase the opportunities for 
self-advocacy organisations 
to learn and share to grow 
capacity.

FOR GOVERNMENT
Support the development of 
self advocacy national networks 
through the disability strategy. 
Ensure self advocates or user 
led organisations are a part of 
all work on policy that affects 
peoples lives.

FOR ALL NON 
DISABLED PEOPLE 
We can check when we are 
invited to speak at events/
activities that are about, or 
impact on people, with learning 
disabilities, that people 
with learning disabilities are 
contributing to, if not leading 
the event/discussion. If not, we 
can ask that this is addressed. 

FOR COMMISSIONERS
Co-ordinate a single place to 
share the excellent accessible 
and easy read resources.

Share ideas for ‘earning money’ 
to support the development of 
advocacy and self-advocacy. 

FOR PEOPLE 
WITH LEARNING 
DISABILITIES AND 
THEIR FAMILIES
Develop a clear brand for self-
advocate produced resources, 
with a quality standard that can 
be used to show that the service 
is being delivered by a self-
advocate-led organisation. 

Look at how voice or advocacy 
groups are representing all local 
people including people with 
high support needs and from 
Minority Ethnic Communities

There are several initial steps that can be taken by just agreeing this is the way we want 
things to be and standing up and asking. 
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Beware the soft bigotry 
of low expectations

Noel Pearson

Chapter 6: 
Employment and 
contribution

“ “

Noel Pearson is an Australian lawyer, academic, land 
rights activist and founder of the Cape York Institute for 
Policy and Leadership.
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Thank you to Lynn Elwell for sharing this story. Nicola passed away some 18 years 
ago. Her memory lives on and the stories of her life still resonate powerfully. 

Nicola didn’t use words to communicate but those who knew and 
loved her understood her well. She didn’t move independently and 
needed help to move both in her wheelchair, and to get around and 
about. Lynn, her mum, wanted to ensure Nicola had opportunities to 
connect and contribute. She focussed on Nicola’s gifts and strengths. 
One of Lynn’s observations was that Nicola was very good at being 
still. Thinking about where this strength would be an asset, Nicola 
was supported to become a life model for art classes.

Having meaning and purpose are key to living a good life. It is important that we can 
all experience the sense of belonging that comes from feeling valued and respected 
for the contribution we can make. The opportunity to contribute may take many 
forms. When we undertake paid employment, the appreciation we experience may 
come in the form of the salary we earn, it may be positive recognition from colleagues 
and/or feedback from those we serve or whose lives we positively impact upon. 
Voluntary work also provides valuable ways to connect and contribute. 

Whilst the focus of this chapter is primarily paid employment, we should not 
underestimate the value of identifying, elevating, and celebrating individual gifts, 
skills, and strengths. The following story, of Nicola and Lynn Elwell’s experience of 
creative contribution, perfectly illustrates the opportunities available if we change our 
perspectives from challenges to opportunities, and from deficits to strengths. 

There is a growing movement to challenge traditional assumptions of desired 
characteristics, with a greater emphasis being placed on valuing diversity. 

This challenge is particularly acute when it comes to people with learning disabilities 
having access to good quality employment. Less than 6% of people with a learning 
disability access paid employment. The type of work they do secure is often low paid 
and insecure. There are some very welcome exceptions to this norm, such as the 
recruitment of George Webster, a young man with a learning disability, as a children’s 
television presenter. However, with a reported 1,102,000 unfilled job vacancies in 
the United Kingdom in August 2021, it is long past time that people with a learning 
disability are viewed as part of the solution for building a stronger and fairer economy.

Michael Marmot’s report, ‘Health Equity in England: The Marmot Review 10 Years On’, 
highlights the huge health inequalities that exist for people with learning disabilities 
(among other groups); showing life expectancy in England has stalled. One of the six 
actions highlighted under ‘early intervention to prevent health inequalities’ was the 
need to “create fair employment and good work for all.” Suggesting the need for low 
employment rates amongst people with learning disabilities should be addressed as a 
matter of some urgency.

https://www.ted.com/talks/elly_chapple_diversity_is_the_key_to_our_survival_the_shoeness_of_a_shoe
https://www.gov.uk/government/publications/people-with-learning-disabilities-in-england/chapter-2-employment
https://www.bbc.co.uk/news/uk-england-leeds-58632649
https://www.ons.gov.uk/employmentandlabourmarket/peoplenotinwork/unemployment
https://www.health.org.uk/sites/default/files/2020-03/Health%20Equity%20in%20England_The%20Marmot%20Review%2010%20Years%20On_executive%20summary_web.pdf
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we asked 
and you said

People do not think 
the Equalities 
Act is clear and 
enforced.
It requires 
individuals to 
make a claim for 
discriminationwhen 
the costs and 
time involved are 
prohibitive

There areno 
nationaltargets for 
employing people 
with learning 
disabilities

There is a lack 
of understanding 
about Access to 
Work and what this 
can fund for people 
with learning 
disabilities

 

There has been a consistent message over 
years of consultation, that people with learning 
disabilities want to contribute, to engage, to be 
included, valued, and respected. For many, this 
means gaining access to paid employment.

Here are some of things we have heard:

Good quality 
supported 
employment is a 
postcode lottery.  
It should be 
available to 
everyone with a 
learning disability 
through education 
and into adulthood 

Where reasonable 
adjustments are 
considered there 
is often a focus 
on physical 
access, rather 
than adjustments 
that would support 
the engagement 
of people 
with learning 
disabilities such 
as such as working 
interviews, job 
carving and adapted 
training and 
induction 

https://www.ndti.org.uk/assets/files/The-cost-effectiveness-of-Employment-Support-for-People-with-Disabilities.pdf
https://www.ndti.org.uk/assets/files/HWA_Report_Final.pdf
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Traditional
recruitment 
practices can make 
it difficult for 
peoplewith learning 
disabilities to 
showcase their 
skills and talents 
for doing a 
particular job.
For example, 
applications and 
selection methods 
may need literacy 
skills which are 
not required for 
the actual job. 
People need time to 
learn their jobs 
and show their 
worth

There is a lot 
of information 
available for 
employers, but this 
does not seem to be 
making a significant 
difference to 
approaches to 
recruitment

The benefit system felt 
to be confusing and 
keeps changing. Some 
people are worried 
about losing their 
benefits that they had 
to fight hard for    

The education 
system is often not 
aspirational about 
what young people can 
achieve, and some 
people leave feeling 
unprepared for the 
world of work

Some young people with 
a learning disability 
are not having the 
opportunity to do 
work experience with 
an external employer 
whilst in education

https://www.ndti.org.uk/assets/files/HWA_Report_Final.pdf
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Human 
Rights 
Framework

You can find more 
information about 
these rights HERE

•	 Protect the rights of persons with 
disabilities, on an equal basis with others, 
to just and favourable conditions of work, 
including equal opportunities and equal 
remuneration for work of equal value, safe 
and healthy working conditions, including 
protection from harassment, and the redress 
of grievances.

•	 Ensure that persons with disabilities are 
able to exercise their labour and trade union 
rights on an equal basis with others.

•	 Enable persons with disabilities to have 
effective access to general technical 
and vocational guidance programmes, 
placement services and vocational and 
continuing training.

•	 Promote employment opportunities and 
career advancement for persons with 
disabilities in the labour market, as well as 
assistance in finding, obtaining, maintaining 
and returning to employment.

•	 Promote opportunities for self-employment, 
entrepreneurship, the development of 
cooperatives and starting one’s own 
business.

•	 Employ persons with disabilities in the 
public sector.

•	 Promote the employment of persons with 
disabilities in the private sector through 
appropriate policies and measures, which 
may include affirmative action programmes, 
incentives and other measures.

HUMAN RIGHTS FRAMEWORK
The right to freedom from discrimination 
is enshrined in Article 14 of the European 
Convention on Human Rights. 

United Nations Convention on the Rights of 
Persons with Disabilities provides a more 
detailed account of the rights of disabled 
people in relation to employment.

ARTICLE 27 – WORK AND EMPLOYMENT
States parties recognise the right of persons 
with disabilities to work, on an equal basis with 
others, including the right to the opportunity to 
gain a living by work freely chosen or accepted 
in a labour market and work environment 
that is open, inclusive and accessible to 
persons with disabilities. States Parties shall 
safeguard and promote the realisation of the 
right to work, including for those who acquire 
a disability during the course of employment, 
by taking appropriate steps, including through 
legislation, to among other things: 

•	 Prohibit discrimination on the basis 
of disability with regard to all matters 
concerning all forms of employment, 
including conditions of recruitment, 
hiring and employment, continuance of 
employment, career advancement and safe 
and healthy working conditions.

https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-27-work-and-employment.html
https://www.echr.coe.int/Documents/Convention_ENG.pdf
https://www.echr.coe.int/Documents/Convention_ENG.pdf
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Human 
Rights 
Framework

•	 Ensure that reasonable accommodation is 
provided to persons with disabilities in the 
workplace.

•	 Promote the acquisition by persons with 
disabilities of work experience in the open 
labour market.

•	 Promote vocational and professional 
rehabilitation, job retention and return-
to-work programmes for persons with 
disabilities.

In addition to human rights frameworks, the 
Equality Act (2010) protects people against 
discrimination in the workplace at all stages 
of employment. This includes recruitment, 
employment terms and conditions, training, 
pay and benefits, promotion and transfer 
opportunities, dismissal or redundancy. 

Evidenced by the low employment rates 
for people with learning disabilities, these 
supportive frameworks need to be more widely 
understood. This would potentially increase 
employers’ confidence recruiting and retaining 
from the untapped talent pool of people with 
learning disabilities.

 

https://www.legislation.gov.uk/ukpga/2010/15/contents
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A supported employment model uses a partnership 
approach to help people find good jobs and 
careers, and helps businesses employ valuable 
workers. It is about good quality, person-centred 
support to find the right job for the right person 
and putting training and support in place to help 
them do a good job to the employer’s standard. 
The model is called ‘place, train and maintain’ as 
it takes the person and the potential employer 
through the process together from recruitment to 
retention. The process should be seen as mutually 
beneficial for the employer and the employee.

Supported Employment meets the needs of both 
jobseekers and employers through their job 
matching support. The aim of job matching is to 
ensure that employers get the right worker and 
people with a learning disability get the right job. 
This may involve either carving or designing jobs. 
Jobs can be ‘carved’ by selecting and combining 
duties from one or more existing jobs into a 
new position. Jobs can be designed based on 
an individualised match between the strengths 
and interests of an individual and the identified 
business needs of an employer. 

Supported employment has a range of benefits 
for people with learning disabilities. It ensures 
that people are supported to be full and active 
members of workforces and wider communities, 
both socially and economically. Employment is 
a valued social role and becoming employed can 
help change negative perceptions, with wider 
positive consequences for the person and the wider 
community.

Ideas we 
can work on 
together?

Supported 
employment

Supported employment has for many years been a 
successful way of supporting people with learning 
disabilities to get and keep paid jobs. 

This diagram from BASE (British Association 
for Supported Employment) illustrates how the 
approach works.

Supported employment is based on the following 
principles:

•	 Everyone who wants to work, can work in the 
right job with the right support.

•	 Everyone can make a positive contribution in the 
workplace.

•	 Jobs are real jobs, where wages are paid at the 
going rate with the same terms and conditions as 
other employees.

Developing a career

Getting the 
right job

Agreeing a plan 
together

Getting to know 
the person

Arranging the 
right support

Getting the 
right worker

Understanding 
needs

EMPLOYER

EMPLOYEE
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•	 Develop a commissioning model for supported employment 
that works for people with learning disabilities. This will require 
partnership working across Department of Work and Pension 
(DWP), the Department of Health and Social Care (DHSC) and 
local authorities. This should build on DWP’s Proof of Concept 
pilot where supported employment was co-funded across the 
local authority and DWP across 12 services and 9 local authority 
areas. An 18-month DWP ‘trailblazer’ was announced in March 
2020 which should be tracked to see if it benefitted people with 
learning disabilities. 

•	 There are now National 
Occupational Standards for 
Supported Employment 
practitioners and provision 
offering supported 
employment across education, 
DWP and DHSC. There is also 
a quality kitemark from BASE. 
All commissioned services 
should be required to gain 
the kitemark. In addition, 
all staff should be trained to 
use supported employment 
techniques.

•	 Vocational profiles should 
be embedded in Education, 
Health and Care Plans (EHCP) 
from year 7 with an expectation 
of employment, utilising 
supported employment as 
necessary, as an outcome. 

•	 All advisors at Jobcentre Plus 
should be required to know 
and understand the principles 
and techniques underpinning 
supported employment and 
how to apply them in practice.

Ideas we 
can work on 
together?

The following ideas have been gathered from 
people interested in promoting the rights of 
people with learning disabilities to work and 
contribute to the communities in which they live.  

•	 There needs to be great 
reliance on evidence-based 
approaches that offer cost 
effective ways of supporting 
people with learning 
disabilities to gain and 
maintain employment. 

•	 There is a need to raise the 
ambition within the education 
system starting with early 
years. Education and Health 
need to focus on what learning 
disabled children can achieve.

•	 Embed supported employment 
into the curriculum from age 
14 so that all young people 
experience the world of work 
whilst in education. 

•	 Simplify the Adult Social 
Care Outcome Framework 
(ASCOF) indicator so that it 
gives a more accurate figure 
for the numbers of people 
with learning disabilities in 
employment, paid at least 
the National Living Wage for 
all hours worked. Health and 
Well-being Boards should 
assume responsibility for 
monitoring this.

•	 There needs to be a parity 
of incentives to support 
employers taking on 
apprentices with a learning 
disability across programmes 
including supported 
internships, traineeships and 
Kickstart. 

 

•	 Large publicly funded 
organisations, such as NHS 
Trusts, should be accountable 
for the number of people 
with learning disabilities they 
employ, ensuring they meet 
NHS Long Term plan targets. 

https://www.base-uk.org/news/supported-employment-trailblazer-details-announced
https://www.england.nhs.uk/about/equality/equality-hub/ld-emp-prog/
https://www.ndti.org.uk/assets/files/The-cost-effectiveness-of-Employment-Support-for-People-with-Disabilities.pdf
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What good might look 
like (how will we know 
we are on the right 
track)

“

“

GOOD EXAMPLE 1
In the 2016 Mencap Here I Am campaign , Vijay 
describes his journey as a young ambassador and 
his greatest wish that everyone with a learning 
disability, who wants to work can.

My hope for the future of people with 
a learning disability is to make sure 
they are getting into employment.A lot of 
people with a learning disability don’t 
get the chance to be able to get a job. 
People should offer them a work trial or 
work experience so that they can develop 
their skills and tell their employer, ‘I 
can do this as well’. It is important 
that they are not left out.Us people 
with a learning disability can also do 
that job
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https://www.mencap.org.uk/get-involved/campaign-mencap/here-i-am
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GOOD EXAMPLE 2
Project Choice is a Specialist Post-16 College 
that provides work experience as well as a 
supported internship programme that helps 
young adults between the ages of 16-24 with 
disabilities, learning disabilities, difficulties 
and/or Autism gain work experience and 
improve employability and independence 
skills. The College is NHS-based within Health 
Education England.
It provides internships within healthcare 
settings and other NHS partner organisations, 
creating supported environments and helping 
to get Interns ready for the working world.

GOOD EXAMPLE 3
Hft works with DFN Project SEARCH, and 
various other partners to run several supported 
internships in a variety of locations. Hft’s role 
is as the Supported Employment provider. 
Every intern is supported by an Employability 
Coach to learn new skills while on their work 
placement. After the intern graduates, they 
receive 9 months support to seek and apply 
for a paid job, and ongoing support as needed 
once a paid job has been secured. 
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https://www.hee.nhs.uk/our-work/project-choice-supported-internships
https://www.hft.org.uk/our-services/empowering-individuals/supported-employment/hft-and-dfn-project-search/
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Next steps/First step 

FOR SERVICE 
PROVIDERS
Organisations supporting 
people with learning 
disabilities should ensure 
that the support they provide 
builds opportunities for 
human flourishing and 
contribution. Everyone has 
something to offer, even if, on 
occasion, the person may be 
unaware of it themselves. It is 
the role of service providers 
to ensure every person has 
opportunities to contribute, 
through paid employment, 
volunteering, or other civic 
action. 

FOR GOVERNMENT
There needs to be more 
accurate and available data 
on the number of people 
with learning disabilities in 
paid employment, including 
hours worked, collected 
nationally to support targeted 
investment, the NHS Long 
Term Plan priorities and local 
commissioning. 

There is a requirement 
for national investment in 
supported employment with 
local delivery based on agreed 
quality standards (such as the 
BASE supported employment 
standards). 

Engaging with employers 
and people with learning 
disabilities to develop 
supported employment service 
specifications.

Access to Work support and 
welfare benefits need to 
consistently support working.

We need to raise our aspirations for what people with learning disabilities can do when we consider 
their gifts and skills and how these may be put to good use for the benefit of all of us. The pandemic 
has required us to reconsider who our ‘key workers’ really are, our shop workers and shelf stackers, 
our nurses and doctors, our teachers, refuse collectors and delivery drivers. These are the people we 
cannot do without when times are tough. We have also begun to look at our neighbourhoods and 
communities differently as people co-ordinate and support each other to get through the worst of 
times. Volunteering and contributing to the wellbeing of others has become more common currency 
as we have been forced to lock down, isolate and in some cases shield against the Covid19 virus. 
As we move beyond the pandemic, we should endeavour to retain those positive aspects of our 
humanity that came to the fore and reinforce them to build forward better than before. Our first step 
should be to build on the good examples detailed above. 

Who do we need to 
enrol/engage?
Strangely the current employment crisis in terms of the number of unfilled roles may require employers 
to be more creative in their approach to recruitment. This, in turn, may provide opportunities for the 
gifts and skill of people with learning disabilities to be recognised. What was considered unthinkable 
pre pandemic, the level of home working, online access is now the new normal. These opportunities 
should be grasped. There are many organisations BASE, NDTi, Nasen, Natspec, and DFN , among many 
others, campaigning for the same cause. It may be more effective to collaborate and speak with one 
voice on the important issue of paid employment. 

https://www.base-uk.org/home
https://www.ndti.org.uk
https://nasen.org.uk/news/access-work-guidance-updated
https://natspec.org.uk/services/transform/employability-training/
https://www.dfnprojectsearch.org/who-we-work-with.html
https://www.base-uk.org/model-fidelity
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FOR COMMISSIONERS
All local authorities should 
commission a supported 
employment service where the 
proportions of people who are 
in paid work would become 
a performance indicator for 
support providers. 

FOR PEOPLE 
WITH LEARNING 
DISABILITIES AND 
THEIR FAMILIES
Access to advocacy and peer 
support needs to reinforce 
increased aspirations through 
school into adulthood with 
an expectation of lives filled 
with meaning and purpose. 
People with learning disabilities 
and their families should be 
supported to use human rights 
frameworks to reinforce such 
aspirations that are based on 
the realisation of existing rights. 
Sharing stories of success 
should sustain the vision that 
better is possible. 
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Hope involves a vision of the 
good world that might ensue, 
and, often at least, actions 
related to getting there 

Martha Nussbaum

Conclusion 

“

“

Martha Craven Nussbaum is an American philosopher and the 
current Ernst Freund Distinguished Service Professor of Law and 
Ethics at the University of Chicago.
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Twenty years ago Valuing People was 
published. It stated, 

“People with 
learning 
disabilities are 
amongst the most 
vulnerable and 
socially excluded 
in our society. Very 
few have jobs, live 
in their own homes 
or have choice 
over who cares for 
them. This needs 
to change: people 
with learning 
disabilities 
must no longer be 
marginalised or 
excluded”

It set out a plan for how the government 
would ‘provide new opportunities for 
children and adults with learning disabilities 
and their families to live full and independent 
lives as part of their local communities.’

Twenty years on we are in the middle of a 
global pandemic, and it feels as though 
everything is disrupted and dislocated. 
However, despite this, some things remain 
the same. We know that the impact of the 
pandemic has not been experienced equally 
across communities. Disabled people, and 
learning disabled people in particular, have 
been disproportionately negatively impacted 
by the pandemic. Existing inequalities 

have been magnified. The clarity of vision 
and purpose articulated by Valuing People 
provided a focus for much progress and 
without an equivalent it can feel that at best 
we are standing still, if not slowly drifting 
backwards. It would be easy, and justifiable, 
to experience anger and frustration at the 
situation we find ourselves in however, as 
Kathryn Sikkink (Kathryn Sikkink is an author, 
human rights academic, and scholar of 
international relations ) notes, 

“Anger is not 
sufficient to 
maintain motivation 
over time; you 
also need to have 
hope and to believe 
that you can make a 
difference”

We believe concerted effort is needed, and 
this report is our first contribution towards 
this. We would dearly love for this document 
to be useful, and for it to develop into 
something that local people can use as a 
template for how they go about changing 
things for the better. We also hope it may be 
seen as a starting point for the discussion 
of a new national policy, a Valuing People: 
The Next Generation, if you will, that should 
emerge over the next few years. 

Our commitment is that we will actively seek 
out and share examples where, through 
ingenuity and dogged determination, 
individuals, families, organisations, and allies 
have surmounted challenges and forged a 
path that others can follow. 

Our ask is that you share this work with us 
so that we, together, can play our part in the 
movement to create a better tomorrow.
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We would love to hear from you

www.learningdisabilityengland.org.uk

info@LDEngland.org.uk

Or call our office on 0300 1110444




