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Report of a conference for users of adult social se rvices
and their carers

Introduction

On 10 April 2008 200 people came to Uttoxeter Racecourse to attend a conference hosted
by Staffordshire County Council. The purpose of this conference was to demonstrate the
Council’'s determination to involve service users and carers more effectively in the planning,
development and delivery of its adult social care services.

The objectives of the conference were to enable people to:

. Have a clear picture of the Council’s vision for the meaningful involvement of users
and carers.

. Exchange ideas about practical and realistic ways in which users and carers can
have more control over the development of personalised services.

. Explore examples of the ways in which users and carers are already involved.

. Have their say about what works and doesn’t work for them.

. Identify what will need to happen to achieve a big change in the way in which users

and carers are involved.

The conference was divided into twenty small groups, each with a facilitator, so that
everybody could have their say on the day. People contributed a wide variety of opinions
and ideas. This report summarises the things that they said.

Councillor Susan Woodward, Cabinet Member for Healthier Communities and Older
People, welcomed everyone to the conference by saying that, while we might have many
different points of view, we all share a common purpose — improving adult social care
services for the people of Staffordshire. She expected to face tough challenges and
guestions at the conference, but doesn’t want or expect an easy ride. It is only by facing up
to these tough challenges that the Council will achieve excellence in its adult social care
services.
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My vision for adult social care — Eric Robinson, Co  rporate Director —
Social Care and Health

Eric began his talk by saying that this is the first time that
the Council’s adult social care service has been in a
position to hold a conference like this, because it is only
now that it is ready to respond properly to and act on the
issues that will emerge. He apologised for the fact that the
Council has not always involved users and carers properly
in the past and promised that things will be different in the
future.

Eric talked about his vision for social care . At the heart of
this vision is one important simple idea — | want a life, not a
set of services . Everything that the Council’s adult social
care service is trying to do is based on building a very
different kind of relationship with people who use services
and their carers.

There are some key words that people will hear a lot as the Council works at changing its
relationship with users and carers:

Independence - this is about people choosing the kind of lives that they want to
lead. In the past the Council has encouraged people to be dependent on its services.
Now the Council is saying to people — “You tell us the kind of life that you want to
lead”.

Inclusion - this means helping people to stay part of their own communities. Adult
social care services are now managed through eight districts so that the Council can
build better relationships with local people.

Well being — this means responding to people’s needs before they reach crisis point.
It's about working with partners to prevent problems arising and help people stay in
their own communities.

Personalisation - this means changing the relationship between services and
service users. In a personalised service someone can say “l want this” and get it
quickly. People will be able to sort out their own assessments and be given the
budgets to buy their own services.

“Personal budgets are the biggest and most importan t change that | have seen in
adult services in the last 25 years”.

Eric acknowledged that people might say “It's alright giving us the money, but there is
nothing to spend it on”. This means that the Council has to work with its partners to create
different ways of providing help and support — for example, working with housing
organisations to create more supported housing in local communities.
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When Eric’s vision for social care becomes a reality, people will really feel that they are
more in control of their own lives.

Eric then went on to talk about his vision for user and carer involvement . The Council’s
relationship with users and carers can be seen both as a collective relationship and as a
series of individual relationships.

The individual relationship is already beginning to change in a big way. Adult social care
services are moving away from the traditional way of doing things — you contact us, we
assess your needs, and then we provide a service. Two thousand people are now receiving
Direct Payments - this is a big step in the right direction. The next step will be towards
individual and personal budgets.

Today'’s conference is about beginning to change the collective relationship. This means
working with people differently to give them a say in decision making about services and
money. Eric believes strongly that the Council will make better decisions if users and carers
have a stronger voice.



Question and answers

Working around their tables, people then had the chance to talk about what Eric had said
and prepare a question that they would like to ask him. Here are the questions that were
asked on the day:

We need more staff to help us develop the skills we need to get out into the
community. Where are these staff going to come from ?

Eric’s answer : there are two ways of doing this. Firstly it's about spending the Council’s
money differently — stopping doing something, so that we can start to do new things. This is
not easy, but it must be done. Secondly it's about working with other partners such as adult
education and voluntary organisations who can play a big part in helping to support people
in the community.

Will all people with learning disabilities be able to access day services on the days
that they want? Will In Control be sufficient to co ver a full programme? Will it include
respite?

Answer : We need to build the capacity to offer a broader range of services than is currently
offered by traditional day care. This process should begin by asking people what they want
and what is the best way of offering it in that particular community. As | have already said,
other organisations also need to play a bigger part in offering support to people with
learning disabilities.

| am clear that there will be an increased need for respite. This will include support in and
out of the home — it’s all about what's best for the individual and we can only find this out by
talking and listening to each other.



What do you intend to do about financing long term contracts to assure both quality
of services and continuity of staffing?

Answer : | acknowledge that some voluntary organisations have already said that they need
longer contracts. However, it is also important that the Council does not tie up too much
money in long term contracts at the same time that it needs to release cash to hand over to
users and carers. The objective, therefore, is to balance the need to enable organisations to
feel secure with the requirement to give real purchasing power to users and carers. Service
Managers — Community Living are currently building relationships with local providers so
that they can work in partnership towards this objective.

Can we keep services at Steepleview Day Centre the  way they are?

Answer : | don’t know the answer to that question because the future of your local services
will be determined by your local conversations. What | do know is that you can and must
have your say in this conversation.

What is different about today when people haven'tb  een listened to in the past? How
will individual budgets be developed and supported?

Answer : what is different is that we have moved away from consultations about the things
that we intend to do to conversations about the things that we could do together.

| agree that there are risks associated with individual budgets — it is our job to identify and
manage these risks. We will do this in a number of ways — having a good workforce
strategy, avoiding bureaucracy, contracting with voluntary organisations to help people
manage their money.

There is a lack of trust between us and the Council and we are not getting answers
that we need. Where will our loved ones go?

Answer : the consultation about homes closures was a very formal process — Cabinet was
seeking views on a specific proposal so that it could make a political decision. Today is very
different — it's about how we manage all of our discussions with users and carers. You will
have a say about your loved ones futures through these conversations.

Users and carers prepared lots of other questions w hich could not be asked and
answered on the day. These questions will be put to Eric Robinson and we will send
out a separate report of questions and his answers.



Your voice — getting the views of users and carers

Working around their tables, users and carers talked about three questions:

1. Why is it important for us to be involved?
2. What works well in user and carer involvement?
3. What doesn’t work?

This is a summary of what people said:
It is so important for us to be involved because:

Service users and carers are the experts - we know our families best.
It gives us the chance to bring our ideas together.

We can say what we do and don't like.

If we are not involved, people make decisions about us without us.
We want to have our say and to be in control.

We use services and can tell you what will and will not work.

We want to know what is going on in other areas.

“Users and carers are the only ones who truly know what their needs are and how
they should be met”

The things that don’t work are:

When people don't really listen to us — they really have to want to listen.

Rapid change without involvement and consultation.

Meetings with jargon!

Too much bureaucracy.

Making false promises.

Untrained and unqualified staff.

Just having one user or carer representative — they cannot speak for all the different
client groups.

The new ‘six week attendance’ scheme at Steepleview with no place at the end — we
haven't been consulted!

Three years down the line we don’t want to be saying exactly the same things.

Not recognising what carers actually do.

Not having enough staff to meet our support needs.

Direct Payments don’t work for everybody.

It doesn’t always work to have users and carers at the same event — service users
want their own voice separate from their carers.

“Personal budgets and Direct Payments are not suita ble for all service users and
carers”




The things that do work are:

Coming to talk to us in our own environment and in small groups about what is
happening.

Giving clear and direct answers to questions.

Group discussions with people with lots of different ideas.

Local and genuinely inclusive planning for the future.

Good, approachable managers who really do listen.

Day services which provide continuity in our lives.

At Steepleview we already have two committees which work — a Quality Audit
Committee and a Comfort Fund Committee which helps us get what we want.
Regular forums to solve problems early on.

Smaller local conferences with real influence.

Local communication via a district newsletter.

Better information and easier access to services — including in an emergency.
A good relationship with the people who supply and administer the care.
Recognising carers as significant members of the care giving team.

Early identification of carers to prevent future difficulties.

Mental health Local Development Groups — but local adult social care services must
be involved.

A long term relationship with a social worker is a must for service users.

Using creative ways such as arts projects to consult users and carers.

Make sure that something positive happens as a result of involving users and carers.

“Until now conferences have been without outcomes. We need conferences and
communication that are completely jargon free and ¢ an be easily understood by all”




Some other things that we would like are:

Drop in facility at Steepleview for users of Direct Payments.

Better training in benefits information and advice for staff.

Keeping services which work, even if they may need to be modernised.

Use different methods to involve users and carers — not everyone wants to go to
meetings.

“You get free expertise if you listen to users and carers — so make the most of it!”




Real lives — Colin and Val’s story

So how are users and carers already involved in making a real difference to the planning
and delivery of adult social care services? Paula Furnival, District Director, introduced Colin
Bootle to the conference to tell his story.

Colin is the primary carer of his wife Val, who has Huntington’s disease. Although Colin and
Val had very clear ideas about what they wanted and needed, at first he found it very
difficult to approach the Council. He cared for Val for eight years without support. When he
did make contact, he was reassured to know that he wasn’t at odds with the Council in
wanting to care for his wife at home. Colin definitely sees himself as the main carer, co-
ordinating others who are part of her support network.

“Direct Payments for me as Val's carer is not about the money — it's an affirmation of
the importance of my role and a recognition that | am doing it well”.

Individual Direct Payments were set up to help them have space and stimulation for
themselves — painting for Val and cycling for Colin. This was a recognition of their own
individuality and improved the quality of life for both of them.

Colin talked about some of the lessons that the Council could learn from his experience:

Carers should have the opportunity to have their skills and expertise formally
recognised through NVQs.

There needs to be simpler processes and a reduction in bureaucracy.

Partnership working must be improved — Colin and Val have five assessments in five
folders and agencies don't actually look at each other’'s assessments.

An emergency contact sheet is not provided — this is essential.

Communication between agencies needs to be improved — Colin and Val struggle to
keep up with what’s going on.

Make sure that paid carers actually know about Huntington’s disease before they
come to work with Val.

Working in their groups, users and carers then talked about what they had learned from
Colin’s story. These are some of the things that they said:

There needs to be better communication all round if we are to break down barriers.
Unless carers are identified or identify themselves at the earliest opportunity, they
may miss out on the support available.

Carers may be reluctant to ask for help -there is still a stigma associated with
contacting social care services.

We need to lessen the fear that asking for help means losing control over your own
life.

Single assessment process does not work — there are too many files and too much
paperwork.




Carers are often too exhausted to take in a lot of information and need to know
where to go to ask for help when they need it.

Staff and family carers should be trained together — for example in moving and
handling...and don’t forget that users and carers can train professionals!

We need advocates for people who cannot communicate their own views, wants and
needs effectively.

If carers struggle to deal with systems, how do people with a learning disability
manage?

In-house staff are very different to agency staff, who are more task than person
centred.

Was Colin given information about support organisations in the community — for
example, Carers Association which does offer emotional support, social interaction
and training?

We are astonished that Colin had no support for eight years — why was he not
offered support when Val was first diagnosed? Doctors need to provide better
information.

Colin’s sense of duty to care for his wife came across very strongly — this is a very
common view.

North Staffordshire Aspergers and Autism Association is able to train staff (if funding
is provided).

“Service users like continuity of care and want a g ood service from people who are

familiar with their circumstances and are properly trained”.




Real lives — Sue and Elaine’s story

Matt Bukowski then introduced Sue Adey and Elaine Kirkham to tell their story of getting
involved with adult social care services. They were joined in this conversation by Councillor
Susan Woodward. Elaine cares for her father; Sue Adey cares for her husband. They both
have a lot that they want to say about the Council’s relationship with carers.

Elaine and Sue Adey began by explaining that they
first met Sue Woodward through their work with RAGE
— Relatives Action Group for the Elderly. Although this
felt like a confrontational relationship to start with, it
gradually led to something different. Sue Adey and
Elaine now feel like critical friends to the Council —
working in partnership as expert carers. They believe
that they are making progress towards their shared
objective of better services, but there is still a long,
long way to go.

As a member of the Council’'s Cabinet it is important
for Sue Woodward to have people such as Elaine and
Sue Adey who will tell it like it really is. This is why the
Adult Care Panels are now being formed. This will be a
place to find out what's really going on in the districts
and to test new ideas.

Elaine sees the Adult Care Panel as an opportunity to

build a different kind of relationship with the District
Director and his or her team. Her challenge to managers is to focus on action by changing
one thing at a time . For Sue improving services may be about getting the simple things
right — for example, when you say you are going to ring someone back, make sure that you
actually do it.

Sue, Elaine and Sue summed up the key messages from their work together as:

Get the communication right!

Listen to and value users and carers
contributions.

Everyone in this room is an expert — we
must act together now!



Working together in their groups, users and carers then talked about what they had learned
from Sue, Elaine and Sue’s contribution. These are some of the things that they said:

The Adult Care Panel sounds fine, but we need to make sure that it includes people
with learning disabilities and mental health problems.

We need to make sure that initiatives such as the Panel are coordinated with LINks
(Local Involvement Networks).

Don't try to change everything all at once — if it works, leave it!

Each district should learn best practice from each other.

They were a group of people who got together and had a powerful voice — they were
persistent and eventually they were listened to.

If you shout loud and hard, you will be heard, but what about all the other carers who
are too tired to fight, who don’t want to be seen as troublemakers, or who are too
busy caring to get involved?

Don’t forget about the needs of young carers.

It's encouraging to see groups that have been involved in conflict now working
positively together.

Social care staff need to be trained by users and carers in how to work with users
and carers.

How does the Adult Care Panel fit in with other existing organisations and networks?

We have never heard of the Adult Care Panel — what are its objectives and how do
we get involved?

“How will user/carer members of the Adult Care Pane Is ensure that they are aware
of the issues of others who do not attend so that t hey can represent them
properly? And how will they feed information back t o other people?”




Making a difference — ideas for action

In this final session of the conference people talked about what would need to happen for
them to have real confidence that their voice as a user and carer is being heard. This is
what they came up with:

We need choice, quality and variety in services for individuals — we need to be
offered more than one option to choose from.

We want genuine communication — getting all the facts and information so that we
can make decisions.

We want to see meaningful change arising from consultation.

We want to have proper human resource planning to ensure good quality services.
We want users and carers groups in the north of the county — with a focus on action.
We need to understand what Direct Payments mean in a language that we can
understand such as Makaton.

We want regular local meetings with the same people so that we can become more
confident in sharing our views.

We need advocates to speak for people who can’t talk or who don't like talking out
loud.

We need early preparation time to facilitate service user involvement in events like
this.

We want communication and involvement in different forms such as Makaton.

We want to invite Madeleine Fullerton (District Director for East Staffordshire), the
District Manager, the Service Manager and Sue Adey to come and speak to us at
Steepleview Resource Centre.

We want more action and less talking!

We want service users and carers to have voting rights on the various boards and
panels that make the decisions.

We want user and carer referendums on the key issues.

We need the best possible two way communication with users and carers and to
make sure that they are really listened to.

We want you to do what you say you are going to do — when you promise to call us
back, please make sure that you do.

We need a strong locality voice for users of mental health services and their carers.
We feel that Changing Lives and Direct Payments are good for younger people, but
as older people we want reassurance that our day centre will not close.

We want better communication such as road shows in our towns and villages and
leaflets distributed by GPs.

We want appropriate sums of money to be allocated to meet each service user’s
needs — until this happens it is impossible for us to say how we want In Control to
work.

We want a district user and carer newsletter distributed every couple of months with
our free newspaper.

“As Elvis once said, we want a little less conversa tion and a bit more action!”




What happens next?

Users and carers expressed a wide variety of ideas and opinions at this conference.
However, some issues came up again and again. These were the common themes:

We are the experts and we know what we want — so listen to us!

We have got lots of good ideas about how to improve services.

We want regular local forums where we can work with each other and tell you about
these ideas.

We want you to communicate with us in lots of different ways and in a language that
we can understand.

We want services which offer good information, easy access and a quick response.
We want real involvement in planning and decision making.
We want simpler systems, less paperwork and a reduction in bureaucracy.

Eric Robinson concluded the conference by thanking everyone for the energy and ideas
that they had brought to the day. Eric promised to:

Take away users and carers ideas and turn them into an action plan.

Make sure that this report and the action plan are widely circulated to users and
carers.

Hold another conference in 12 months time so that we can all see the progress that
has been made.

Make sure that there are regular local opportunities for users and carers to get
involved.

Keep listening to users and carers because they really do know best.



For more information please contact:

Nicola Sawyer — County Manager, Access and Information
Staffordshire County Council, Social Care and Health
Tipping Street

Stafford

ST16 2DH

Tel: 01785 854546
Email: nicola.sawyer@staffordshire.gov.uk

If you would like this document in another language
or format (e.g. large text), please contact us on
01785 276900.



