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Introduction

Just ten years ago, the King’s Fund published An Ordinary
Life,1 the working paper which became the first element in a
continuing series of contributions to the development of
community-based services for people with learning
difficulties. We said then that our goal was to see people
with learning difficulties “in the mainstream of live, living
in ordinary houses, in ordinary streets, with the same range
of choices as any citizen, and mixing as equals with the
other, and mostly not handicapped members of their own
community.’ In terms which have since become more common, we
tried to define our objectives by reference to the outcomes
achieved in people’s lives (Figure 1) rather than arguing for
particularly facilities, professional inputs or agency
responsibilities which still constituted the dominant
currency of debate in 1980.

We have come a long way since then. Through the efforts of
many energetic people locally, through the advocacy of other
national agencies like People First, voluntary bodies in the
IDC and the National Development Team, and through the
stimulus of the Joseph Rowntree Memorial Trust research and
development programme, the ‘an ordinary life’ philosophy has
been taken up in a wide range of local initiatives. As my
own review (An Ordinary Life In Practice, published in 1988)2
reports, the component parts of the comprehensive
opportunities and services of the future are becoming
increasingly visible - if only on a small scale:

* They are there in family support services for
children and in some examples of integrated
education.

* They are there in the ordinary housing schemes
including those which provide support for people
with the most severe disabilities.

* They are there in the opportunities some people are
finding for adult education and for real jobs.

* They are there in increasing support for leisure
activities that other people enjoy.

* And most importantly, they are there in growing
recognition of the importance of relationships,
expressed for example in the circles of support
where ordinary people make common cause with others
at risk of serious disadvantage.

The success of these initiatives should now give us the
confidence we need to arque for a bold vision of community
living for all people with disabilities as the target for the
1990s.




Figure 1. POSITIVE OUTCOMES IN PEOPLE’S LIVES -
THE OBJECTIVES OF COMMUNITY CARE
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However as we enter the new decade, we need to accept that we
are still only at an early stage in the national
transformation of opportunities and services. The pioneer
community-based services have themselves been limited, for
example in the extent to which they have sought to encourage
choice for people with learning difficulties and widen their
participation with non-disabled people in community
activities. Even some of the best have remained insecure in
the absence of strong support in the providing agencies. AaAnd
the increased pace of change has produced pressure for quick
results in some places which has undermined quality and
weakened support for further change.

Moreover, despite this decade of effort, it is probably the
case that the majority of people and their carers have so far
seen little change. I recently led the NDT team which
visited Tower Hamlets.3 Two images particularly stick in my
mind from that visit. One is sitting in a group with five
elderly women at a public meeting, each of whom had already
been providing care for now adult children at home for thirty
years or more, had no plan for what would happen to their son
or daughter when this support was no longer available, but
strongly suspected that after spending a life-time in the
borough their son or daughter would be sent away to private
residential care in the country once the public agencies
accepted some responsibility. Equally moving was another
public meeting where more than half those present were
Bengali parents, mainly of younger children, many approaching
desperation in their pleas for understanding and support in
managing under very difficult conditions.

Although it is only a mile or two from the City of London and
includes part of the Docklands development, Tower Hamlets is
of course, a particularly poor borough. However as recent
NDT reports show, in fact most authorities still face a major
challenge in making the demonstrated successes of innovative
projects available to large numbers of people with similar
needs in their local population, and doing this in ways which
are properly responsive to the situation of black and ethnic
minority groups.

For children, for example, there is commonly a need
for further efforts to provide individualised
support, improved service coordination and to
encourage integration into local communities.

For young people and adults there are major tasks

in widening opportunities for employment and offering
alternative homes for the many people still living
with their parents.

In many places there is a significant need to improve
the quality of existing community services.




* And across the country, it remains an urgent Priority
to complete resettlement of the 30,000 people (in
England) still living in NHS institutions.

However, far from moving forward on these tasks, there is
currently a real danger that the modest successes we have
achieved in the 1980s will be used as the excuse to de-
prioritise the interests of people with learning difficultieg
during the upheavals in public services flowing from the tyo
White Papers in 1989 and as a consequence of other policies
designed to control public expenditure.s

The challenge for the 1990s is therefore two-fold. We must
mobilise our collective energies to resist this threat and
continue to campaign for the rights of people with learning
difficulties to be supported as full members of society. We
must also use what we have learnt during the 1980s to inform
the large-scale strategies now required to make decent
opportunities and services widely available.

How this latter objective is to be achieved has been the
focus of the work we are currently undertaking at the King’s
Fund College. With support from the Joseph Rowntree Memorial
Trust and the Mental Health Foundation, we have been trying
to provide direct assistance to local groups and agencies as
they have set about achieving strategic change. Over the
last three years we have worked with large-scale initiatives,
for example in Birmingham, Camden, Kent and Southwark, and
with regional strategies in the South West of England, Wales
and the Australian State of Victoria. We have also had the
opportunity to test ideas emerging from these initiatives
with local leaders from other parts of the country, and to
compare British experience with exemplary developments
elsewhere, particularly in North America. Increasingly all
this work has sought to take on board the changing situation
Created by new government policies, particularly the NHS and
Community Care Bill and the Caring For People White Paper.

This work has provided us with the opportunity to identify
more clearly the necessary elements in concerted local
strategies for principled change. It suggests the changes
in national policies now required if these are to promote and
support effective local action. And it underlines the
importance of our personal contributions to building
community with people with learning difficulties, their
families and friends. The main lessons in each of these
areas are summarised in what follows.

Building local strategies for principled change

Reviewing this variety of local experience, we have concluded
that there are no short cuts to securing and sustaining
better lives for vulnerable people. Building more inclusive
communities is necessarily a lengthy, challenging,
frustrating but rewarding process which requires the very




best of our collective intelligence and commitment, while
keeping us humble about the state of our art and the extent
of our achievements.

Nevertheless it is possible to draw from this wealth of
experience a picture of the common elements which seem to
characterise the most successful public sector initiatives
(Figure 2).

There are a lot of points here. We have seen that:

* Success is not just about signing up to the
principles of ‘an ordinary life’ : knowing where
you are going is of course very helpful but there
are far too many places where published plans are
full of good intentions but these do not seem to be
reflected in most clients’ experiences.

* Success is also not in our view mainly a product of
new systems like case management and purchase of
service contracting required by the White Paper.
Arrangements which focus service design on
individuals and ensure diversity in service provision
again may be very helpful, but there are plenty of
places in North America which demonstrate all the
Caring For People requirements and more, while still
leaving people living in nursing homes or attending
segregated day care.

* Success is not even initially about money. Of course
money too is very useful and good services need to be
paid for, but it is probably true to say that
generating more adequate resources and using them
appropriately is typically as much the consequence as
it is the cause of effective local action.

Rather, if there is one requirement which seems fundamental,
it is the development of a network of leaders who share a
common sense of purpose and a commitment to learning from
both successes and disappointments as change proceeds. This
requirement is straightforward in the sense that it reflects
recent thinking about strategic management in other
organisations,5 in part at least captured in well known
textbooks like In Search Of Excellence.s It is also subtle
however in that it requires a sophisticated understanding of
the different ‘pieces of the puzzle’ which go together to
achieve change in human services, and a continuing
willingness, through keeping in touch with the real
experiences of vulnerable people, to examine whether the
‘picture’ could be improved by reshaping one or more of these
pieces.

Given this approach, we have also been able to identify which
Pieces of the puzzle it seems most important to engage with
in building effective local strategies. These fall into two
inter-related sets, concerned respectively with community
building and systems change.




Figure 2
BUILDING EFFECTIVE LOCAIL STRATEGIES
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We have learnt that achieving principled change is
essentially a political process. People with leadership
opportunities both inside and outside the public agencies,
have had to work - sometimes over several years - to
construct coalitions among the key stakeholders in order to
exercise real influence on local decision-making. This work
has taken different forms:

* In Southwark, for example, one product of these
efforts was the formal consortium of funding and
providing agencies which has shaped the local
services to replace Darenth Park Hospital.7

In the North West of England, a tireless network of
professional leaders, increasingly working with
users, parents and community interests, has
persevered over a decade to mould the whole region’s
strategy. Initially their work focused on gaining
wide support for the principles of ‘an ordinary
life’ and ensuring these were built into public
sector planning. More recently, they have had to
struggle both to maintain priority for these plans
and to ensure that the commitment to quality is
central to a wide variety of service delivery
arrangements.s

We have learnt that these coalitions need to organise around,
and actively promote an increasingly coherent vision of what
life as part of the community should mean for people with
learning difficulties having regard both to changes during
the life-cycle and different cultural expectations. 1In all
the places we have been working - and most notably in Wales -
we have seen growing understanding of the support which needs
to be available to enable people to grow up in families, go
to ordinary schools, live in their own homes, hold proper
jobs and develop more friendships.

We have learnt - as the latest Open Universityy materials in
this field describe so well - that service development

should begin - and end - with the needs and wishes of
individuals. Expressed more technically, we need imaginative
approaches to personal futures planning in which people with
learning difficulties, key members of their informal networks
and relevant staff share in assessing individual

requirements and identifying opportunities for progress.
Where this is starting to be done well, for example in the
Wakefield and Winchester case management projects, it
provides an important vehicle for helping people gain more
control over their lives and build bridges to the wider
community. If we can get this working right, it also offers
a powerful stimulus for gradually remodelling the whole
pattern of inappropriate existing provision.

It is axiomatic of course that the views of service users

must be at the centre of these individual plans but we
have also learnt, not least from the growing voice of
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self-advocates, how important it is to directly involve
people in shaping these wider changes. We have seen, for
example, in Grimsby and Birmingham, how public agencies are
beginning to open up their bureaucracies to the views of
users and unpaid carers through a variety of participative
arrangements.

And belatedly perhaps we are learning to think carefully
about the meaning of community to people with learning
difficulties as we recognise the crucial importance of ties
and connections in all our lives. As Developing Friendships
describesi0, we have begun to appreciate the different ways
in which support might be offered so as to strengthen
community integration, and therefore to think about how best
to design services which enable people to live fuller lives
without becoming wholely incorporated into the world of paid
providers.

With these five requirements in mind, people in the places
which are making most progress, have also begun to learn how
to change the public agencies responsible for planning and
funding these services. We have seen some elements of the
new approaches which seem to be necessary in places as
different as Camden and Kent, and in trying to understand how
best to make use of the recent White Papers, we have also
drawn lessons from demonstrations elsewhere, for example in
Wisconsin and Western Massachusetts.ii

In most places we still have a long way to go, but we have
begun to see that the idea of public agencies acting as
enabling authorities can be a positive one, providing we
understand enabling in its true sense - of using their
democratic authority and organisational power to work for
local communities which include people with learning ,
difficulties as full members.1? Given the structure of our
public services, this continues to imply the need for
collaborative efforts across the local and health
authorities. Taken together, for example, the public
authorities are the major employers in many communities. As
places like Calderdale and Lambeth have shown, this power can
be used to ensure that a lot more people with disabilities
get proper jobs. It also implies the need for these
authorities to mobilise the widest range of relevant
resources, not just the cash tied up in specialist services
but also contributions for example, from housing, leisure,
education and employment creation, in order to widen the
opportunities and support which are made available.

We have learnt that in developing this enabling authority
role, members and managers need to think carefully about how
best to combine their responsibilities for strategic
leadership, for example in determining priorities and
developing the corporate vision, with the decentralisation
necessary to ensure that services are designed and money
spent close to the users. In the context of Caring For
People we have seen from North American experience that the
key requirement here is skillful management of the triangular
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relationship between strategic planning, the purchase and
provision of services, and the arrangements for tailoring
opportunities to meet individual needs (represented in Figure

3).

In making these systems work, we have learnt, for example,
from the best projects providing ordinary housing options for
people with severe disabilities in Bristol, Cardiff and
Wwinchester, and also from the more recent supported
employment projects in places like Hammersmith and Sheffield,
that the development of good quality services is both
technically and managerially demanding. The public
authorities need therefore to make a significant investment
in staff with the necessary skills and commitment to help
establish the new services required to offer people,
particularly those with more complex needs, genuine choices
among desirable alternatives.

We have learnt, for example from the experience of the best
voluntary organisations like CSMH in Camden and Barnardo’s
that providing agencies need both to ‘think small’ and ‘think
community’ if they are to offer services which are as close
as possible to the normal patterns of life which most of us
take for granted. ‘

Given the challenges I described at the outset, we have also
learnt that this emphasis on the development of community-
based services still needs to be complemented by a major
investment in properly managing the transition from out-dated
institutional provision, and we know a lot about what this
involves, for example from the detailed study of the Darenth
Park closure and from other initiatives like the Kirklees
relocation study.13

We have learnt that we are likely to be more successful in
all these things where employing authorities demonstrate that
they value the contribution of their staff and take seriously
their needs for relevant training opportunities.us

And last but not least on this list, we have learnt that the
quality of local services needs to be carefully safeguarded,
not just by managerial action and the development of quality
action groups like those proposed by the IDC and being
developed at the Norah Fry Research Centreis, but also by

strengthening independent inspection procedures and opening
up services more to the views of users and citizen
advocates.16

We will not, of course, get all these things right all of the
time. But to change the metaphor with which I started, if we
are able locally to tie these fourteen strands of activity
together we should be able to make a strong rope to pull
Oourselves into the 1990s.




FIGURE 3 - KEY FUNCTIONS OF THE ENABLING PUBLIC AUTHORITY

leading with vision
strategic planning and
STRATEGIC managing resources
MANAGEMENT contracting with
providers

safeguarding quality

”~

Ld

4
Collective A
Advoc,acy PUBLIC AND

PRIVATE

4
PROVIDERS

/
/

USER AND
COMMUNITY INTERESTS

~
~
-
~

Supﬁbrt Networks
Individug} advocacy

coordinating services

seeking opportunities and

CASE designing supports

MANAGEMENT planning with individuals

and representing their interests
assessing eligibility




Implications for national policy

what implications can we draw from this analysis for the
national policy framework required to support effective local
action? If we are to take the Caring For People White Paper
as a starting point, we should also recognise that its
general proposals have major weaknesses as these relate to
services for people with learning difficulties. The very
brief section devoted specifically to ‘priorities for people
with a mental handicap’ is notable chiefly for its failure to
identify priorities beyond the wish to promote further
progress within available resources. This is particularly
disappointing in contrast with the situation in Wales where
the Welsh Office is aiming to use the White Paper to build on
the impetus already offered by the All Wales Strategy.1
Indeed as the IDC argues, current policies outside Wales may
actually set back the modest progress of recent years unless
Government acts soon to give fresh momentum to a positive
programme of reform.is

Fortunately Ministers seem now to have heard this message and
a new policy statement, nearly 20 years on from the ‘Better
Services’ White Paper, is promised for the autumn. Drawing
on the experience of major policy initiatives elsewhere, for
example, the 1986 legislation and ten year strategy adopted
in the Australian State of Victoria, the recent federal
initiative in Canada, and the seven years of progress through
the All Wales Strategy, we can map out what this statement
will need to cover if national policy is to reinforce
principled local change.

The central lesson from this experience is that Government
cannot be neutral to the fate of people with learning
difficulties and their families. Ministers can use their
democratic authority and the power and influence of
Government to set objectives, provide incentives and support
developments which promote desirable outcomes for people with
learning difficulties. Or they can fail to do so.

Our analysis suggests twelve key elements in a positive
national policy framework on which the autumn statement might
build (Figure 4).

If Ministers are to give fresh momentum and direction to
these services, it will be crucial that they restate strongly
the Government’s vision of the opportunities and support
which should be available to enable people with learning
difficulties to enjoy a full life within the community
(building here on the principles identified in the All Wales
Strategy) .19 Among other things, this statement of purpose
will be essential both to inform and assess the community
care plans now being produced by local authorities.

A positive vision of this kind will of course require a
policy framework which goes much wider than the specific
responsibilities for health and social services which
preoccupy the Department of Health. There is a clear need

-8-




Figure 4
TWELVE ELEMENTS IN A POSITIVE NATIONAL POLICY FRAMEWORK
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for stronger inter-departmental collaboration (ie. between
the Departments of Health, Education, Environment, Employment
and Social Security) to promote the conditions for community
living.

Ministers will need to emphasise the importance of meeting
the individual needs of people through individual service
plans and case management; strengthen their rights in these
arrangements by full implementation of the 1986 Disabled
persons Act; and provide central support for the widespread
development of robust independent advocacy services.zo

Ministers will need to identify clearly the distinctive
strategic challenges confronting services for people with
learning difficulties in implementing these intentions, and
specify the key tasks which local authorities, the NHS and
other agencies therefore need to tackle. They will need to
ensure that the new national planning and review procedures
work to integrate the contributions of local authorities and
the NHS and to monitor progress. They will need to take
steps both to identify and protect the public sector
resources required to carry out these tasks effectively.

More specifically, Ministers will need to provide the
incentives, advice and support required to promote widespread
development of local opportunities and services consistent
with the national vision, focussing particularly on:

- ensuring that children and families receive the
interdisciplinary and individualised assessment and
support provided by the 1981 Education Act and the
Children Bill so as to encourage their community
integration;

providing adults with the housing and support they require
to move when they wish to homes of their own;

encouraging major change in existing day services towards
a wider range of opportunities, centred on supported
employment (and tackling therefore the Social Security
disincentives to people getting real jobs);

promoting better access for people to ‘generic’ services
(eg. in the fields of health care, education and leisure).

Ministers will also need to make clear the Government'’s
commitment to completing resettlement of the 30,000 people
(in England) and redeployment of staff from the NHS
institutions, showing how the bridging costs of this
transition are to be funded in the new context created by the
National Health Service and Community Care Bill.

Ministers will need to promote the workforce planning and
training arrangements required to provide appropriately
skilled (and valued) staff for the new patterns of provision
in the 1990s and beyond.
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A useful model for all these proposals is the Australian
State of Victoria’s Intellectual Disability Services Act
1986. For further discussion see Towell, D. ‘Victorian
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and Burton, M. Australian Intellectual Disability
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