
Summit Meeting 

Proposal One: 
Institutions should not be 
allowed to be built in the first
place - resources should be
used in building the support
people need to live successfully
in the community. 

Proposal Two: 
People with learning disabilities
want to play an active part in
making this happen, as 
employees in care, employment
and advocacy services. Our
voices and choices can shape
a more successful way of doing
things.
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Proposal Three:
To successfully move from 
institutions to living in the 
community we need the 
opportunity to build our 
self-confidence individually and
collectively through 
self-advocacy, peer-to-peer
support, and role models – 
including parents with learning
disabilities.  This needs 
investment and support.

Proposal Four:
Living successfully in the 
community also requires 
accessibility. This means high
quality easy read information,
mobility, and access to 
advocates and self-advocates.
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Code of conduct - 
Rules to follow
We expect all decision-makers
to involve people with learning
disabilities in all the meetings
and decisions which affect their
lives. 

This means giving people the
support and preparation they
need to be involved in a 
meeting, making information
and meetings accessible and
always publishing easy read 
versions of what the meeting
was about and what was
agreed. 

We want everyone to 
understand that professionals
making decisions about our life
has not and will never help us to
live well as full citizens.

2.
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Our commitment - 
Our promise 
The group of 100 people with
learning disabilities, who came
together at the conference
need some help to keep in
touch on the phone, on the 
internet and face–to-face. We
ask that NHS England supports
us with this so that we will help
each other make changes in
our areas. 

3.1 Proposal One: 
Institutions should not be 
allowed to be built in the first
place - resources should be
used in building the support
people need to live successfully
in the community.

3.
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NHSEngland: Everyone 
living in a hospital or another
service should have the chance
to choose how to spend their
money. They should be offered
a personal budget. 

This information must all be 
produced in easy read. 

People with learning disabilities
need training from other people
with learning disabilities before
they receive their personal
budgets about good and bad
support, what personal budgets
are, what kind of personal
budget they want, and what to
do if things go wrong.
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Every area should have a 
Learning Disability Partnership
Board (which improves things for
people with learning disabilities
by working together with 
people with learning disabilities).
It should be clear to everyone
that senior decision makers are
held responsible for their 
decisions by this Board. 

This Board also needs to oversee
other services such as patient
forums. Boards should publish
their way of working, including
how they are led by people with
learning disabilities- in easy
read.

Skills for Care: People with 
learning disabilities should be
employed and directly involved
in recruiting and training staff. 
A training plan must be 
developed together with 
employed people with learning
disabilities.
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The people who are in charge
of buying institutional care
should report to the 
Learning Disability Partnership
Board about how they are 
helping people to move into 
 ordinary homes. This information
must be accessible and clearly
explained.

Every area should have a 
separate Scrutiny Board made
up of and led by Disabled 
People to oversee decision
making.

The Learning Disability 
Partnership Board must enable
disabled people and carers to
have meaningful input into 
decisions about which services
to choose to work with and
carry out quality checks on 
services.  
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The Care Quality Commission
must employ and train
inspectors who have 
learning disabilities to inspect 
all services which support 
people with a learning disability, 
including hospitals, community
nurses and GP practices.

Everyone working with 
people in care roles must sign
up to a set of rules produced by
people with learning disabilities.
Every person with learning 
disabilities must have training to
understand what the rules are
and what to do if staff do not
follow them.  

The people buying care must
meet up regularly with 
organisations that can provide
care and people with learning
disabilities and their families. 
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NHS England to build a 
national library of accessible 
information on NHS services for
local health services, along with
training on using it well. This 
accessible information must be
quality checked by trained 
employed people with learning
disabilities in self advocacy 
user-led organisations. 

The people who buy services
(commissioners) must have 
training about what is high 
quality easy read information
and how to work with self 
advocacy organisations from
people with learning disabilities.

3.2 Proposal Two: 
People with learning disabilities
want to play an active part in
making this happen, as 
employees in care, employment
and advocacy services. Our
voices and choices can shape
a more successful way of doing
things.
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Everyone living in an institution
and their family should have
help to understand and visit 
different kinds of care so they
can make real choices. 

Everyone living in a service or 
institution must have access to
an Independent Advocate.

Every Advocate must have the
correct support and training.
Following the passing of a law
called the Care Act 2014, all
Local Authorities must provide
people with an Independent
Advocate if they have difficulty
understanding or 
communicating information
and have no one else to 
support them. 
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Every area should support
groups of self-advocates so that
they are able to keep going, so
that they employ people with
learning disabilities and develop
a peer to peer support model
by paying them to deliver 
training and quality check easy
read information.

Four times per year, every area
must publish the number of 
people in institutions, the 
average length of stay and the
average cost of a person’s
care. This should be made into
easy read and sent to all 
self-advocacy and human rights
organisations.

They must have easy read 
information from the care 
agencies. Each area should 
develop peer to peer support
that supports choice making.
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3.3 Proposal Three: 
To successfully move from 
institutions to living in the 
community we need the 
opportunity to build our 
self-confidence individually 
and collectively through 
self-advocacy, peer-to-peer
support, and role models – 
including parents with learning
disabilities.  This needs 
investment and support.

Self-advocacy organisations
need support so that they are
able to keep going and the
people buying services 
(commissioners) must report to
the Learning Disability Partnership
Boards on how they are working
with self-advocacy organisations.

Some areas of work should only
be done by trained self 
advocacy-organisations: 
Quality checking of easy read
information, peer to peer 
advocacy, training on good
support, better communication. 
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Parenting support services
should have to show how they
are accessible and inclusive of
parents with learning disabilities. 

Mainstream services must open
their doors and services to 
people with learning disabilities.
Information on accessibility
gathered by the Learning 
Disability Observatory should be
made available to everyone
and produced in easy read to
show the progress being made.

Each police force should be
trained by people with 
learning disabilities in mate and
hate crime, good 
communication, easy read 
information. The Police and
Crime Commissioner and/or
senior officers must attend the
Learning Disability Partnership
Board at least once a year. 



14Summit Meeting 3rd September 2014

Police forces must have an 
accessible way for people to 
report mate and hate crime,
working with local self 
advocacy groups.

3.4 Proposal Four: 
Living successfully in the 
community also requires 
accessibility. This means high
quality easy read information,
mobility, and access to 
advocates and self-advocates.

People with learning disabilities
need to define what an 
‘Institution’ is and this must be
agreed as the national 
definition.
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Council planning laws should
regularly challenge the need for
any new institution and builders
must be able to show it has the
support of local people with
learning disabilities. The Care
Quality Commission should have
a rule that does not allow for
registering institutions.

People with learning disabilities
and their families should have
the chance and support to 
understand and take control of
the money being spent on them
in the area.

Services should be paid more
when they can show that 
people are moving on to 
happier lives. When a service
can’t help someone move on,
other services should be asked
to offer something different to
the person and their family or
advocates.
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Before money is spent on 
moving someone who lives with
their family into an institution,
the individual and their family
should be given the opportunity
to say how they could spend
the money to keep caring for
the person at home.   

There should be a review to
make sure that the laws set out
in the Mental Health Act, Mental
Capacity Act and Care Act, are
being followed when making
decisions about moving people
into institutional care.

Where someone is placed in a
service a long way from their
home and community, this may
only be for a short time and the
commissioner must work with
local providers to develop local
support arrangements. 
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