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IMPROVING THE LIFE CHANCES OF
DISABLED PEOPLE.

The government 20 year plan to develop the full inclusion of
disabled people within the society.
A response from the National Centre for Independent Living.

In February 2005, the government published its vision for the next
20 years to improve the way in which disabled people take part in
society, to eradicate discrimination and ensure the full inclusion of
disabled people as free and active citizens in society.

The document is introduced by the Prime Minister, who stresses
that its contents are Government Policy and need to be supported
across government. The paper is jointly sponsored and supported
by the Department of Health, the Department for Education and
Skills, the Department for Work and Pensions and the Office of the
Deputy Prime Minister.

This connected thinking and working is reflected throughout the
document, where joint initiatives are aimed at providing a more
connected and coherient way of delivering support services to
disabled people to enable them to over come the disabling barriers
which prevent them from reaching their full potential. A simpler and
more accessible, person centred provision aimed at promoting



independent living, with more control and choice for the individual
disabled person is one of the key themes in the document.

The document also introduces the idea of individualised budgets,
where disabled people can be given a single amount of money to
buy a whole range of services which they may need, including
personal assistance, housing adaptations, equipment, transport
and so on. Together with this, the document proposes the setting
up of a national network of organisations of disabled people,
supported by and developed by a national organisation of disabled
people, the introduction of a Task Force on Independent Living
and a new government Office for Disability Issues to drive the
process forwards, together with a National Forum to advise on all
areas of the work involved in implementing the strategy.

The document has a number of chapters, the introduction and
summery, followed by more detailed chapters on Independent
Living, Early Years support, the Transition at 18, Employment and
Implementation. In chapter 3, the document looks at the vision of
giving disabled people full opportunities and choices by 2025. this
vision is to be achieved by empowering disabled citizens,
improving their life chances and real choices over their own future.

This is mainly to be achieved through promoting and developing
independent living. The document uses the definition of
independent living developed by the disabled peoples movement,
as expressed in a report from the Disability Rights Commission.
There is a proposal to develop a network of centers for
independent living across the country, one in each local authority
area. To ensure a basic standard of services and to coordinate
and to develop this network, the proposal envisages that a national
organisation of disabled people will be given this role. The
references to developing centers for independent living is a
demand which the disabled peoples movement has been raising
for many years and it's most welcome to see this reflected in this
important document. When we are defining the role of centers for
independent living, we need to reflect the diversity of work already
being done across the country. We should add social activity,
activity in public life and volunteering, cultural development, such
as arts, music, theatre, etc. society is complex and contains many
different aspects. Disabled people have something positive to
contribute in every one of these areas and the right to be fully
involved.



The document correctly presents the need for government
intervention to achieve the objectives of the document and the
need to ensure that changes happen in delivering local services to
disabled people, based on the principles of independent living and
inclusion, at every level. Practical differences will be the essential
test of the success of this important strand in government policy
development.

Clear leadership from the Government itself will be essential to
driving this initiative forward and the political commitment shown at
the highest level, and through key departments is extremely
welcome. This commitment needs now to include, educate and
commit senior officials throughout the key departments to work in
partnership with disabled peoples organizations, to ensure a
coherent and effective strategy is communicated.

Developing a programme where policy makers at key positions are
fully involved in understanding and developing the plans for
implementation at different levels will be important to gain the
active commitment necessary. Similarly local and national
organizations will need to develop implementation programs which
involved and commit their own high level management, middle
managers and front line staff, together with local organizations of
disabled people to develop the strategy and push forward the
implementation of these proposals.

Connecting health and social care provision is an essential
ingredient to achieving independent living for disabled people.
Often the barriers created by these services themselves contribute
to discrimination and exclusion of disabled people from society.
Some progress has been made through the establishment of
Primary Care Trusts and the establishment of Partnership Boards,
with active user involvement. One useful model for user
involvement has been the establishment of Local Implementation
Groups for areas which have benefited from the Direct Payments
Development Fund. These groups involved the local authority, the
organization providing direct payments support in the area, the
local organization of disabled people in the area, if that's different
and voluntary sector organizations working with disabled people.
Where there was a proper balance between professionals and
representatives from disabled peoples organizations in the
structure of the groups and sufficient membership from disabled



people to make that a real decision making form, these have been
very effective. Similar models could be used in other places,
although simplifying the structures to make them more accessible
and production will be something worth studying in the
implementation and particularly in the pilot-study areas.
Sometimes the range of different consultative and decision making
structures are so numerous and complex that real active
participation from disabled people is difficult. Resources are
essential to developing the capacity of local organizations of
disabled people, but structural methods of involving and making
effective decisions could be looked at.

There is a need to resolve confusion between health service
funded resources and social care funded sources. Currently the
development of the direct payments scheme is being hindered by
confusion about whether or not and when health services can fund
direct payments. With the instruction of individualized budgets,
these kinds of issues will need to be clearly resolved. NCIL knows
from experience that many disabled people prefer to employ
personal assistants they can train and develop themselves in how
to provide specialist and sometimes intimate support, which
sometimes is classified as a health need. lIronically, keeping
someone socially active by providing these services through their
own personal assistance programme, where the disabled person
can choose who provides the service and, to a large extent, how
they provide that, is often the best way to protect and improve their
general health.

The delivery of this positive vision may well depend on many
things, the political will to carry through the programme is essential
and it's particularly welcome therefore, to see the commitment in
this document. However, experience in rolling out new
programmes at the local authority level show that training and
involvement of senior management in planning, monitoring and
evaluation the programme is also extremely valuable. In the same
way local managers need to be motivated and involved in
developing their own strategies for ensuring the policies are
effective in their work areas. Front line workers also need to be
involved and committed to the programme, so involving trade
Unions needs to be part of this process. Involving users through
voluntary sector networks is essential and the growing role of the
voluntary sector here is vital. However to make sure disabled
peoples organizations have the resources to fully participate in this
process, something which is indispensable to its success, some of
the resources in “Future Funders”, initiatives like “Catch Up” for



Local Strategic Partnerships, and the growth and development of
Partnership Boards, must include an element specifically reserved
for supporting disabled peoples organizations as a way towards
achieving these welcome and desirable goals.

The structure of LPSAs is correctly identified as a possible route
for achieving this. Certainly, this has some benefits and there is
evidence that it does work effectively in some areas.

One question comes up in this discussion. Will the Government
recommend that local authorities use the LPSA system to develop
services, in conjunction with organizations of disabled people,
which particularly address the issues in this document?

When discussing independent living and how best to promote and
develop that, the document correctly refers to the definition of
independent living developed by disabled people themselves, as
articulated by the Disability Rights Commission. The document
summarises the existing state of legislation and other government
initiatives relating to developing independent living which exist so
far. Although many government initiatives have been created
within this area, one task for the implementation of this document
could be co-ordinating and collecting together the fundamental
principles within those different policy proposals and creating a
single coherent, easily understandable approach which combines
the strengths of these different proposals in a direct and simple
process which will enable national and local groups to develop
clear understanding of what they need to being doing in practical
delivery to ensure the visions in this statement are translated into
real change on the ground and measureable independent living
benefits for disabled people, improving participation and inclusion,
creating stronger and healthy communities and neighbourhoods.

Establishing a new set of values within service provision and
community care provision is a process which is already developing
through a number of existing government initiatives. There is a
strong case that work still needs to be done to change the
consensus within services, among professionals and planners in
those service areas, that the main purpose of these services
needs to be based on the ethos of supporting and developing
active and equal participation as citizens within society. The
concept of believing that what we are about is promoting active
citizenship is very important here.Measuring and evaluating



independent living outcomes is important in delivering this
programme.

Evaluating the success of introducing independent living schemes
should not just about cost-benefits. The existing system isn’t
supporting people well enough mainly because it lacks sufficient
resources. Investing in making more resources available to wider
groups of people will have long term financial and social benefits,
but this cannot be a resource free solution. Supporting human
rights and developing free, equal and active citizens is itself above
price in its value to creating a healthy society. There’s no doubt
increased economic and social activity by disabled people will be
financially beneficial, but this cannot be the only or main motivation
in making these changes. Some assessment needs to be made
about adequate resources for independent living and a cross
departmental bid for the 2006 financial review.

Identifying and using appropriate resources is essential and there
is little doubt that promoting independent living should lead to more
effective and more delivery of services. In trying to do this,
balancing different budgets and the competition which sometimes
emerges between different budget holders does create additional
problems and this area could potentially be an area for savings if
we study it more closely and remember the basic test we want to
use is to assess whether or not real independent living choices are
being delivered to disabled people or not. The document identifies
that, as well as health and social services, other service providers
living the wider community, can also and should also, take part in
providing accessible services and opportunities to disabled people.
The problem of identifying resources and co-ordinating different
service delivery functions has always been part of the difficulty
faced in providing a coherent and accessible service to meet
disabled peoples needs and eliminate discrimination. Many local
authorities have tried to enhance local service delivery by
encouraging othlers, such as education and higher education
authorities leisure and sports service providers, voluntary sector
organizations, etc., to provide facilities, support and resources
toThis is an important area. Many local authorities have tried to
address financial limits on available spending for community care
services by encouraging other service providers to make their
services fully accessible to disabled people, with little success.
Often, the support facilities required by disabled people to fully
participate in this complex range of local services simply isn’t



available or very difficult to access, limiting rather than enhancing
independent living opportunities. The idea of individualised
budgets could provide a way of co-ordinating these services
together, giving easier access and ensuring the whole range of
support required at every stage for a disabled person to be able to
take a full part is there and available in a way that connects with
and complements other support services, to genuinely offer
smooth and comprehensive support systems.

Providing easy and quick access to appropriate equipment or
adaptations has always been seen as part of what disabled people
need to achieve independent living. In some areas, Disability
Living Centres, which give disabled people the opportunity to see
what equipment and adaptations are available and try out what
may be appropriate for them, with advice and information
available, have been successful, particularly when combined with
centers for independent living. This combination provides peer
support and experience to disabled people looking for information
about possible equipment and other support. Developing these
centers alongside CILs could be a most effective way of improving
the access to these essential items, with a single reference and
access point for all these to simplify the access to the services.

Accessing the correct adaptations and supporting equipment is
extremely important, but shouldn’t overshadow the fundamental
necessity and importance of providing personal assistants based
support. Getting support from another person is an essential part
of developing independent living for disabled people and we need
to take into account that personal assistants are required to play a
very extensive range of supporting roles, working with the disabled
person to achieve genuine independence and the opportunity to
express themselves fully in every direction where they wish to use
their talent and ability.

Communication and comprehension of information provided are
both important to ensure equal access for disabled people and
there are often barriers which create discrimination or some
disabled people in this area. It's essential that good
communication support is available to everyone who wants or
needs that. This is an area which is much undeveloped, but
absolutely critical to independent living. Communication takes
many different forms, from different language, including, BSL,
technical support devices and personal communicator assistants.



There are many disabled people with nuerological conditions
which effect cognitive and environmental understanding and
processing, and it will be good to specifically include them in this
definition.

When defining the role of local organizations of disabled people,
it's important to remember that Centres for independent living
provide a very wide range of services to disabled people. Advice
and information on welfare benefits, housing advice and
information, support in accessing legal advice and other local
authority services, input into the planning and development of
policy and practice across the whole range of local authority
provided services and services provided by other authorities, such
as health, education, police, emergency services, employment
practice and development, a completely holistic approach to
practical involvement in planning and producing an inclusive
society is one of the key objectives of any center for independent
living and they need resources to be able to play this essential and
creative role.

The document recommends establishing a national network of
centers for independent living, one in each local authority area, co-
ordinated, supported, developed and monitored by a national
organization of disabled people in the form of a National Forum,
charged with these responsibilities. This is a particularly welcome
recommendation and we would hope this will involve developing
the role of NCIL, which is already doing much of this work without
direct resources being allocated, to develop, train, support capacity
building, monitor, evaluate and ensure basic standards throughout
the service, as well as identifying clear and precise channels
through which funding can and will be provided to build strong and
effective local disabled peoples organizations, building on the
existing national networks and creating new groups where none
yet exist.

One difficulty which is experienced by disabled people when
different services are expected to contribute towards a
comprehensive support plan, is that mainstream services beyond
social services don’t usually contribute across the board, but tend
to respond to pressure from individuals. This causes the
fragmentation of services described and the intense difficulty of
accessing them experienced by disabled people. If other
establishments, like further education or leisure providers, or



employers in a region, each committed some identified resources
to supporting the participation of disabled people, the planning and
availability of more inclusive and connected services would more
easily become available. In providing individualized budgets, it
may be necessary to investigate other legislation, like the Disability
Discrimination Act 2005, to see if these organizations need to
prepare Disability Equality Plans, and connected budgetary
arrangements.

It will be useful if individualized budgets are also part of the star
rating system, similar to the way direct payments are, but with
evaluation depending not just on numbers, but on measuring
independence living outcomes.

Will developing local forums where the different authorities come
together, with the involvement of disabled people and other
voluntary sector organizations involved in working with disabled
people, to plan and co-ordinate service provision?

Block contacting saves money and bureaucracy, but doesn’t
necessarily deliver better quality or more responsive services.
Service contracts may need to include provision where users do
have more decision making power over what service they are
offered and how it will be provided. Already, direct payments have
proved successful in offering flexibility, choice and control over
essential support services. The initial legislation introducing direct
payments contained a clause requiring the services received
through a direct payments to be equivalent in value and quality to
directly provided services, even where those services are provided
by private sector and voluntary sector agencies. The question
which now comes up fairly usefully is, can we now ensure those
directly provided services have the same levels of flexibility, choice
and control which is afforded by direct payments?

The document looks at the situation related to the information and
support needed to enable disabled people to live independently.
Several points are raised in this most interesting section. One
clear issue is that NCIL and other organizations of disabled people
would want to press for a right to refuse residential provision.
There is evidence that disabled people are often offered residential
division when that is not necessarily the best option for
appropriately meeting their needs. Very often, supporting people
to remain within the community is much more effective. This



usually enables the individual to be more socially active and
remain within a more socially healthy environment, where they
have better quality of support and clear opportunities to develop
their own potential.

Often, particularly for older people, but essentially for all disabled
people, living at home with personal assistance support is very
much superior to living in an institutional setting. The right to
choose where you live is absolutely central to the concept of
independent living and equality within society for disabled people.
A phased programme where disabled people can be actively
supported to live independently within the community, rather than
be concentrated into residential care units, needs to be part of the
vision within this document and should be one of the central planks
in the funding review in 2006.

In considering housing provision, there is an additional need to
build new housing to higher standards of full wheelchair
accessibility, or to full access standards, because even Lifetime
Homes and the revised part M of the building regulations are still
not fully reflective of all access requirements and there is a case to
argue that some new building needs to be to this higher standard,
to create a pool of fully accessible accommodation for disabled
people.

In considering housing provision, there is an additional need to
build new housing to higher standards of full wheelchair
accessibility, or to full access standards, because even Lifetime
Homes and the revised part M of the building regulations are still
not fully reflective of all access requirements and there is a case to
argue that some new building needs to be to this higher standard,
to create a pool of fully accessible accommodation for disabled
people.

In considering transport provision, including the role of local
authorities, it's worth considering the experiment where Transport
for London has successfully experimented with introducing Mobility
Forums in local authority areas, to provide a single point at which
transport planning, involving all forms of transport available in a
local authority area, including social services, education, health,
voluntary sector, community transport schemes, door-to-door
transport. This approach can produce innovative solutions and
involve disabled peoples organizations and other users



experiencing mobility issues within their lives. This could be a
good model to follow nationally.

Early Years

The document looks at the needs of families with disabled children
in the critical early years. The vision of working with disabled
children and their families from the very beginning is very
important to the vision of the document as whole. If we can value
the birth of disabled children in the same way we value the birth of
any child, then a critical and important step will be taken to
eradicate discrimination against disabled people later in life.
Getting a new value system which sees and treats disabled people
as equals in society from the very start will have tremendous
benefit in establishing freedom and equality for disabled people
through out society, by including them from the very beginning.

In implementing this strategy, which addresses critical issues in
early years experiences, some attention will need to be given to
how personal assistance and other essential support is provided to
young children and their families. For example, disabled children
will often benefit from being able to work with the same person
assistance at home as is available at the local nursery or pre-
school provision, rather than having different staff carrying out
those duties in the daytime and others in the evening or at home.
This will release workers in these units to do the work of providing
educational, social and other input to their relationships with the
child and family. Often educational and local authorities don’t have
specific provision within planning of these services for including
disabled children and their families. Hopefully this will improve
with the introduction of the Disability Discrimination Act 2005, but
some guidance on developing these services within this document
will help that process.

The documents looks at how to support disabled children in the
very early years. The vision of including disabled children in
existing early years provision is a sound principle. These services
will need to be connected to the child’s and the families existing
support programs, so that, for example, children can bring their
own personal assistants with them to these different provisions.
Parents of disabled children will sometimes need support
themselves. The problem often comes when parents and family
members are expected to double up in the role of carers and this
can be magnified when they also take on the responsibility of
assisting the disabled child in managing and organizing their
support programme. The principles about individualized budgets



may need to take into consideration additional support which
parents need to carry out their specific parenting and support roles
in relationship with their children, as well as the support which the
disabled child needs themselves. This is particularly important
with disabled parents, where there is a disproportionate risk of
family breakdown it appropriate support isn’t available to both the
children and the disabled parents to support the family structure.

Sure Start is a very positive and extremely welcome initiative.
However the question of two whether this will include provision for
disabled children and their families isn’t clear in the establishment
of this project and it's essential that resources are available within
this stream and others, to support disabled children at the early
years stage.

Among other things, appropriate and effective child care will create
stronger and more effective families, who can themselves be more
socially and economically active within their communities,
contributing great value through their additional participation.

The proposal to bring together the various essential support
needed by disabled children and their families is critical to the
success of this project. Housing, equipment, employment
opportunities and support for employment, personal assistants and
access to existing and planned new provision are all essential part
of the program.

This needs co-ordinating with other sources of support for
disabled children and their families, particularly through social care
and personal assistance. Holistic planning is essential to the
success of such a development and needs active user input.

In particular, the key workers supporting families and disabled
children will need to be particularly experienced in the problems,
difficulties and experiences of disabled children, their families and
particularly disabled parents. In our view, these key workers will
best be placed outside the statutory sector and we recommend
they be placed with local organisations of disabled people. The
document already refers to setting up a national network of centers
for independent living, which must be, in our view, run by disabled
people themselves. If in addition to other recommendations which
points to local authorities needing to provide resources to support
and develop centers for independent living. There is a requirement
that key workers to support disabled children, families and



disabled parents, be based with those local organisations of
disabled people, this will contribute towards ensuring the building
of this necessary national network of CILs.

This chapter contains many positive suggestions, including co-
ordinated planning and provision of services, together with the
recognition that disabled families need more varied and sometimes
more intensive support than is available. There are good examples
about how this is being done in practice in a number of different
areas around the country. Different models are used and there will
be regional and local differences in how local organisations
interpret these proposals. What links the proposals is central
planning and a central political commitment to change and provide
inclusive services.

It's particularly important that these recommendations include
disabled parents and the particular need they have for parenting
support as well as direct support for the disabled child. It's also
essential the support for the child is centred on developing their
skills in independent living and maximizing their own potential.
This needs planning together with parents, disabled people,
disabled children and young people, as well as the workers
involved at front line level. To achieve this we may need to plan
how implementation will ensure high level, middle and front line
managers are going to be trained and included in promoting and
developing these essential changes. The Forum envisaged is a
positive step in the right direction, but ensuring real participation by
everyone involved, especially disabled people and their families, is
likely to be an essential ingredient to a successful process.

Interestingly enough, the “Valuing People” initiative has proved
successful in some areas, although success here has been mixed
and experiences not always positive. Including people with
learning difficulties has certainly taken a step forwards through this
targeted initiative. This could be a useful model for funding both
this initiative in early years provision and in independent living
generally, by allocating specific resources to local authorities
targeted at developing these developments. NCIL believes the
Valuing People project is a good example of how targeted funding
can have a considerable effect on improving services and
supporting disabled people to be both living more independently
and more active in the community and in public life. NCIL will like
to see an evaluation of the Valuing People project and some



learning from the benefits. This should be the basis of funding bids
to the financial review in 2006, not only to promote early year
services, but to promote the programme in this document as a
whole.

The underlying principles behind building local structures which
can support early years services must be that they support the
development of independent living for the disabled child and their
families, including disabled parents. We need to make sure we
monitor the effectiveness of these services by measuring
independent living outcomes and building that into the way the
services are managed and run. This can be done by checking
what actual areas of activity are being supported. In other words,
what exactly is the child and the family and parents being
supported to do in their lives? We also need to ask what else
children, families and disabled parents want and need for future
development and to check that support services are available to
enable them to plan and develop their own futures.

This is particularly important in the setting up of Children’s Trusts
and Local Public Service Agreements. In order to make these
work, we will need to make sure there is strong user input and that
the children are at the center of decision making in developing and
managing the services. Even young children know what they like
and don't like and have a view of what they want in the future and
this voice needs to be supported and heard in the way these
support structures operate.

The Transition to Adulthood

The transition from childhood to adulthood has always been made
more difficult by the divisions between the services offered to both
these groups. Therefore, the proposal to establish a single
coherent and accessible service across the age barrier at 18 is
very welcome. There is clear need to have support services which
are available in a consistent and reliable way throughout this
critical period in anyone’s life, without the need to go through
complex and not always responsive assessment procedure and
negotiate difficult bureaucratic systems.

Direct payments already offer the opportunity to provide
continuous and consistent service delivery across the age
transition into adulthood. However, not all social service
departments have consistent assessment and service delivery



policies and practice across this divide. In areas where direct
payments have developed more successfully, local authorities
have a single policy and practice on direct payments across all
service areas. Together with having a fairly high level officer in
social services departments, responsible for everything to do with
direct payments, this has increased effective service delivery and
much better quality services to disabled young people. This lesson
could be applied across other support services available to
disabled young people.

Looking at existing legislation relating to this group, we notice that
there has been mixed success in developing these so far in many
local authority areas. The implementation of this documents vision
will need to examine how much progress has been made and what
further development is necessary to fully implement the strategy.
There is also evidence that SENDA is still not fully implemented by
many local education authorities. The Disability Discrimination Act
2005 will hopefully help with this, but further work is clearly
essential here. Similarly, the implementation of the Disability
Discrimination Act 1995 is still patchy and especially in community
based provision, where services for younger people are often
based. Local authorities generally haven't provided funding for the
costs of converted community groups premises to allow access for
disabled people and these groups, relying mostly on charitable
funding, don’t have additional resources to meet these needs.
More co-ordination and planning as well as resources are needed.
Perhaps the anticipatory duties in the new DDA 2005 will help
here.

As the document says, there are already a wide range of
government initiatives in this area. One of the tasks we need to set
ourselves in the implementation of the document is to review these
different initiatives and see how they contribute to the overall vision
of developing adults who will be well trained and supported, with
their skills well developed, with real opportunities to use those
skills in a range of different areas in society and the support they
need to achieve their full potential. Drawing out the common areas
and developing a more coherent and accessible set of services will
be part of the task of establishing concepts like individualized
budgets and connected service provision.

This section refers to an important principle in proposing that
young people approaching adulthood need opportunities to



exercise responsibility and control over their own individualized
support systems. The section rightly acknowledges that children
reach the age at which this becomes something they want to and
are able to begin to do for themselves differs between young
people. NCIL wants to see all young people as having the
potential to be involved in both taking responsibility for and making
decisions about their personal care and that this should always be
part of personal development for every disabled child. When
children approach 18, additional need is there to ensure that they
have the skills knowledge and experience to manage the transition
into adulthood successfully.

This transition involves principally having available appropriate
support under their management and control, but also the
availability of suitable opportunities. This involves looking
particularly at Day service provision, which still relies extensively,
in many areas, on segregated provision at Day centers or through
residential care. Developing day services so they are not entirely
center based, but offer a genuine range of opportunities for
education and employment, together with leisure and sports,
personal development, the arts and media, but also develop
services targeted principally for disabled people, but available to
others in local communities who may want to use them. For
example, the Open University has considered offering courses
based at Day centers which would be opened to all local residents,
with disabled applicants being given first choice of places. In
another part of the country, disabled people run a community café,
giving them the chance to learn skills connected to the catering
and commercial trade, while providing a service to the local
community, all of whom use the café. Integrating and including
services into community provision will assist in ending the
segregation of and discrimination against disabled people.

In making sure these developments do lead to real change, the
role o parents and particularly disabled parents is crucial. Disabled
parents will need support for themselves as disabled people. It is
particularly important to make sure disabled parents have real
independent living support in their own lives. If managing and
running their own affairs is properly supported, they will be able to
be much more effective parents. However, this does mean giving
disabled parents and other parents support in carrying out their
parenting role. For example, it is not much good if a disabled
parent has personal assistance support to manage their own



personal care and carry out domestic and other responsibilities, if
they do not have support to take their child to and from school or
support them in other out of school activities. This can be
particularly important in the transition years, when young people
are learning to become adults themselves. Strong and effective
parenting can be especially important in a child’s development at
this age and we need to be developing support services which
recognize and respond to that.

There is a clear vision in the document to offer every young person
a pathway which will offer routes to employment opportunities,
further education or other career development. The plan
recognises the diversity of needs for young disabled people in
order to be able to achieve this and the need to bring together
many different providers from different services to achieve this
objective. This is a very welcome approach and does address the
issue that we need to be offering young people and especially
young disabled people, the widest possible range of opportunities
for them to choose from and all the required support and
assistance they need to take full advantage of these.

Developing fully inclusive mainstream education is critical to this
process and needs to be part of any local initiative. In the same
way, services available to young adults need to be accessible and
offer the same diversity of choice in a real sense. For example,
more disabled people with learning difficulties are going to
residential care when they become adults, through the lack of
adequate support available to them to remain living independently
in the community. Day services are also not providing the range of
choice which is foreseen in this document. The development of
more appropriate personal assistants support systems and a much
more flexible and inclusive day service provision which works
effectively with a wide range of provides in the way this document
proposes, will be an important element in achieving these goals.
There is an important role for organisations of disabled peole in
this process. Many successful centers for independent living do
have active work going on with disabled young people, much of
which is directed by those young people themselves. There is
evidence, for example in the work done by the Alliance for
Inclusive Education with disabled young people in schools, that
working together with other disabled young people and with other
children of the same age, supported by disabled adults and
parents, has been very affective in developing the independence



and creating opportunities for young people to discover and
develop their full potential.

In developing local centers for independent living this needs to be
part of the work these local groups need to be enabled and
supported to do. If we are going to build an inclusive society, this
does mean starting with the right principles at an early age, but it
must also mean carrying through these practical provisions in te
transition to adulthood, so that we develop adult society which fully
includes the wide diversity of the disabled peoples community.

Employment

Chapter 7 concentrates on employment and employment
opportunities. Disabled people have always seen access to
employment opportunities as being one of the key planks in
building independent living for disabled people. In fact, some of the
early pioneers of the movement saw disabled peoples exclusion
from the work place as being central to the discrimination against
and segregation of disabled people in wider society. From this
point of view, the document is correct to identify this as one of the
key issues to address. At the beginning of the chapter, the
document looks at the existing situation in the low levels of
involvement of disabled people in employment generally and
support systems available to them in overcoming the barriers to
finding work, for those who want this option.

There are a number of points to be made. First of all, access to
support in employment is something which needs to be developed.
Not many disabled people and few employers are familiar with the
Access to Work Scheme and this needs to be more well known
and understood. Using Access to Work often needs a disabled
person to have access to good quality information and advice
about using the scheme and in making applications for support.
The scheme it self does need some review if it is to become
effective. The scheme is sometimes quite inflexible, for example,
offering taxi fares to work , but not wages for personal assistants
who can drive an adapted vehicle. Disabled people using Access
to Work need advocacy, information and support in managing
Access to Work, in the same way disabled people using direct
payments do. Often this is not available, but could be provided
through a local center for independent living, along with direct
payment support services.



The emphasis in this early section of the chapter on rehabilitation
does leave some areas of concern. While disabled people do want
and need access to health care and health related services and
support, in the same way that any member of the population would
have, it is important not to stress too much the issue of
rehabilitation and not to focus too much on individual impairments
The document started with a very good working definition of the
social model of disability and it is of overriding importance that this
Is reflected throughout the recommendations in the document.
This is important for a number of reasons. First of all access to
existing health services are often restricted by their emphasis on
rehabilitation. For example, a disabled person may have problems
accessing physiotherapy services because their physical
performance does not increase as the treatment is given. Yet there
can be considerable health benefits for some disabled people to
have access to regular physiotherapy . Rather than focusing on
physical performance and individual impairments through a
rehabilitation approach, we should be focusing on the disabling
barriers, physical, social, environmental and others, that prevent a
disabled individual from fully participating in society in the way they
choose and providing solutions which overcome and remove those
barriers. For example some one with limited or different physical
functioning may need personal assistance, appropriate
adaptations and equipment, as well as planned and structured
environment in which to operate. This is the main focus of
supporting independent living and applies to the area of
employment equally.

The document looks at the many different ways in which the
Government support disabled people to find work at the moment.
While coordinating and making more accessible all of these
initiates is very important, disabled people will also need job
related skill training before being able to consider taking up work
as an option and there are little opportunities for this at the
moment. In addition employers will need to be active partners in
this process. Local initiatives will need to include employers forums
and apply the employment sections of the Disability Discrimination
Act. 1995, to make work places more accessible, not just in the
physical environment, but in the organisation and the management
of work itself. Funding is likely to be requite to make this program a
success, and proposals will need to be submitted to the spending
review in 2006, to ensure that the future development of this key
part of the strategy can be achieved.



The recommendations to work with GPs, employers, occupational
health provision and the Health and Safety Executive are very
welcome, but need to be connected to the work of disabled
peoples organisations. We should see this as a role to be played
by centers for independent living and be providing them with the
reasources and support to develop a strong role. We also need to
recognise the work of trade unions in this area and especially
those which have strong self organized disabled peoples sections,
such as Unison and Amicus. The role of the TUC Disability
Committee and the Trade Union Disability Alliance is also central
here and thee organisations need to have a role in developing the
strategy about supporting disabled people to find work, keep in
employment and develop their skills and careers, so that disabled
people can have the opportunity to progress to higher levels of
employment and be well represented among senior managers as
much as among the wider work force. NCIL would like to see the
proposals in this document developing this wider vision of
including disabled people as equals in employment.

Supporting disabled people to find employment is a positive and
welcome objective. However, it needs to be recognised that work
Is not an option for every disabled person and that there are many
other ways of making a valuable and important contribution to the
community and to the economy, which need to be equally valued
in the concept of active citizenship. The document talks about the
complexity of the benefits system and how difficult it is to access
this system. The idea that we can simplify the assessment and
application procedure, to create a single point of entry that can
lead to the appropriate benefits needs to be part of this process
more explicitly. In the same way, the benefit system itself needs
to be reviewed, to take account of both the difficulties of using the
system itself and of the problems faced by disabled people who
want to take up volunteering opportunities or part time work.

These principles need to be informing the changes recommended
in this document, which focus on existing government initiative
around the Welfare to Work Programme and the New Deal for
Disabled People. NCIl recognizes and supports the need to
develop and extend these services in the way envisaged, to
extend the support available now to a much wider group of
disabled people. However we do feel this system itself needs to



become more accessible to and more responsive to individual
disabled peoples needs. This can only happen if disabled people
themselves are at the center of the process. In addition to
recognizing the right of individual disabled people to have choice
and control over the services they receive, we believe there is an
addition requirement to recognise the right of disabled people to
self organize within their own structures and groups.

The development of an effective way of supporting disabled people
into employment and while in employment, can only work if
disabled peoples organisations, including disabled trade unionists,
are involved in the planning, provision and evaluation of these
services. Ensuring this is a feature of the process set out in this
document, will be a most important part of creating success in the
programme.

The descusion about how to make Access to Work more effective
needs to look at how to connect Disability Employment Advisors
with the experience and knowledge of disabled people and their
organisations. Local employment forums which link together local
employers, DEAs and disabled peoples organisations have had a
positive effect where they exist and developing these could be part
of the function of Access to Work or the DWP Employment
Services. There is some evidence that the additional costs
currently borne by employers when existing employees acquire
disabilities can be a problem in disabled people keeping work at
this critical point in their lives. Increasing the contribution of
employers to the specific costs of retaining disabled employees is
likely to make this situation worse, reducing security in
employment for disabled people. Instead it may be worth
considering increasing employers contributions to the National
Insurance Scheme be increased generally, so that supporting
disabled employees is a cost shared by all employers, not just
those employing disabled people.

Given that rolling out existing provision and developing it in the
ways suggested here will need additional resources, this could be
one way of achieving that.

In looking at the benefit system, the problems of disabled people
who enter work needs to be looked at. There are two problems
here that stand out. One is that the benefit system itself contains
disincentives to disabled people who want to work in not



establishing clear financial benefits. The other is that, when
disabled people start work they will lose entitlement to some
benefits which will not be available to them in the same way if they
have to stop work in the future. NCIL will ask for a review of the
benefits system to address this and other issues, including the
complexity and difficulty of access to the benefits system.

It is also important that recognition is given to other ways of
contributing to society than simply through paid work. This is not
always a practical option for many disabled people and the high
value of contributions made to society in a whole range of different
ways needs to be acknowledged. At the same time, the
opportunity to be employed in the field of arts, music, theatre and
other cultural activities is not just a fundamental expression of
disabled peoples identity in society, but something which needs to
be equally promoted and supported through the different support
systems available to disabled people.

In relation to supported employment, there are problems with the
existing system, which include low rates of pay and little or no
opportunity to develop new work related skill or develop a career
and move into main strean employment opportunities. Workers in
sheltered employment often quote the fear that they may not
succeed in main stream work and that they may not get
appropriate support in these circumstances as reasons for not
wanting to leave supported employment. This points to the need to
improve the quality and flexibility of support available to disabled
people in main stream work places. It also indicates that sheltered
employment needs to contain more training and developing of
disabled peoples skills, aimed at moving on to main stream
employment within specific time limits and having a real
gualification attached to support career development. Improved
information and advocacy advice and assistance should be part of
this process.

Connecting existing services to employers and trade unions is
important, but it needs to be recognized that disabled peoples
organizations also need a role in this.

Implementation

In this chapter, the document looks at the implementation of the
proposals and rightly suggests that we need a clear structure, with
clearly defined goals, time specific targets, effective monitoring
based on outcomes and accountable management. The




establishment of the Office of Disability Issues and the setting up
of a national forum, with strong representation from disabled
peoples organisations will play a key role in providing the
leadership and frame work within which a strategy for change can
be developed. One of the first tasks of both the ODI and the
National Forum will be to develop this process.

The implementation strategy does need to include standards and
effective monitoring of these. This does mean looking at existing
standards and improving them with a social model and rights
based approach at the heart of the process. This process needs to
involve the National Forum and go wider to local organizations of
disabled people and other partners in this process to make sure
that we are establishing clear and precise targets and that
evaluation is based on independent living outcomes and involves
local organisations of disabled people, to give a dynamic which will
be connected to local communities.

In providing leadership, the ODI will have a key role and NCIL
suggest that the ODI will need to have a day to day link with the
Cabinet Office and the Prime Ministers Office to give it authority to
drive the process and ensure cross departmental coordination.
There are possible problems already here with a different
government body being responsible for driving the review of social
care set out in the document “Independence, Well-being and
Choice” and the document on “Improving the Life Chances of
Disabled People”, with the former appearing to have more of a
health professional input than the latter. Strong and coordinated,
coherent leadership is important and we need to make sure that
the bodies directing different parts of the strategy not only have a
balanced leadership, including disabled peoples organisations, but
work together in a cooperative way to achieving the targets and
goals within the strategy.

One suggestion made is that local authorities and other public
bodies can bid for additional funds from HMT and that they should
attempt to coordianate service delivery. NCIL would like to ask the
guestion that it could be more effective if different public bodies
working in the same area could coordinate funding bids, supported
by joint plans for implementation. This will encourage coordination
and enhance the coherent of the strategy and the delivery of
services.



NCIL believes it is important to build in both incentives, in the form
of additional funding opportunities and performance targets to
drive forward reform. We believe that the spending review of 2006
should contain a comprehensive review of the funding of support
systems for disabled people generally and that this should contain
a review of the process by which government assesses the
funding required by each local authority and other public bodies.
The cost of the programme of change set out in this document
needs to be a clear part of that review. However, the increasing
use by local authorities of “Fair Access to Care” to limit entitlement
to services at all and the many difficulties experienced by disabled
people in accessing enough support to enable real independent
living choices to be made, particularly among older disabled
people, shows that a review of spending is needed to make sure
funding is available to promote independent living and choice for
disabled people.

The recommendations to set up a Task Force on Independent
Living are very welcome, as is the recommendation of the central
role to be played by organisations of disabled people. Resourcing
this development will be essential. We are particularly pleased with
the plans for a new Office for Disability Issues to coordinate the
governments approach. Earlier on we raised the issue of the need
for the new ODI to have close day to day links with the Cabinet
Office and the Prime Ministers Office and suggest this could be
achieved by seconding staff from the Cabinet Office to the new
ODI, while retaining their links with Cabinet Office. We will also like
to see the new ODI recruiting disabled people to its staff and
suggest that some posts in this new office be reserved for disabled
applicants only. We will also suggest that recruitment of disabled
people does represent the diversity of the disabled peoples
community and contains a spread of experience and skills from
across the disabled peoples community in its make up.

As well as annual reports on progress from the ODI to the Prime
Ministers Office, we suggest annual reports from every
government department to the ODI on progress in the programme
of change set out, to include evidence of changes made and their
effect in improving the delivery of independent living to disabled
people.

We suggest that the submission to the spending review includes
funding to establish a national network of centers for independent



living in each local authority area and a national disabled peoples
organisation, based on the model of the National Centre for
Independent Living, as a central part of that review.

The chapter on the implementation of the proposals focuses on the
way in which the new ODI will operate and the different roles of
different departments and Ministers. This is a difficult task which
release on developing the partnerships and cooperation between
Government Department which led to the development of these
initiatives in the first place. NCIL suggests that the Task Force be
based upon the model of the Task Force for Direct Payments,
which proved very successful in delivering this important change in
Government policy and practice. We also suggest the National
Forum is heavily based on National organisations of Disabled
People to give a clear majority input into the process from disabled
people through their organisations. This is consistent with the aim
of democratic accountability for the new program envisaged in this
document. It is important disabled people feel an ownership and
involvement in developing this key policy.

Altogether, this document represents one of the most positive and
comprehensive contributions to the debate about how to eliminate
discrimination against disabled people and create a truly inclusive
society to come from any Government. NCIL wholeheartedly
welcomes this report and its recommendations and we look
forward to the opportunity to work closely with Government in the
future to achieve the goals and objectives of full equality and rights
for disabled people to live as free and active citizens in this
society, in a way of their own choosing.

Main Recommendations

- Support the emphasis on developing and promoting
independent living

- Support the introduction of individualised budgets

- See this as a way of coordinating the planning and provision
of services to make them more accessible, more individually
tailored, more flexiable and better at producing independent
living outcomes

- Stress that introducing individualised budgets must go hand
in hand with appropriate local support services.

- See monitoring and evaluation of independent living
outcomes as key to this process.



- Include disablep parents in the early years and transition
arrangements.

- Recognise the growing number of disabled people with
neurodiverse experiences of both information and
environment.

- Include funding for a national network of organisations of
disabled people to provide centres for independent living and
a national organisation of disabled people to coordinate and
support that network in the 2006 spending review

- Look at using the model of Valuing People as a way of
providing targeted funding for the project

- Look at employers national insurance as a source of funding
for the employment and benefits related costs, and include
this in the spending review.

- Ensure the ODI has staff from a wide cross section of the
disabled community.

- Use the model of the Task Force on Direct Payments for the
Task Force on Independent Living

- Encourage joint planning and joint funding bids from different
service providers in the same area to HMT

- ldentify separate streams within Future Funders and funding
to develop Local Strategic Partnerships which are ring
fenced for supporting organisations of disabled people.

- Work with organisations of disabled people at every level to
give the implementation a dynamic of real accountability.

We look forward to the opportunity to develop these policies and
practice more extensively in the future.

National Centre for Independent Living



