Right to Control Consultation

Who are we?

Rethink, the leading national mental health membership charity,
works to help everyone affected by severe mental illness recover a
better quality of life. We help over 48,000 people each year through
our services and support groups and by providing information on
mental health problems. Our website receives almost 300,000
visitors every year.

Our aim is to make a practical and positive difference by providing
hope and empowerment through effective services and support to all
those who need us. We believe that people who experience severe
mental iliness are entitled to be treated with respect and as equal
citizens. We actively campaign for change through greater awareness
and understanding and we are dedicated to creating a world where
prejudice and discrimination are eliminated.

As a membership organization and a service provider we are in a key
position to comment on the Right to Control, as it will directly affect
our members and our services.

RESPONSE

Rethink believes that the personalisation of services and individual
budgets will provide better outcomes for people with mental iliness.
However, Rethink believes that the Right to Control will pose
particular challenges for individuals, local authorities, commissioners
and service providers, particularly where it concerns people with
mental illness. These challenges will need to be managed sensitively
and with understanding, and not merely ignored because they are
‘too hard'.



Issues for Individuals

There is still a great lack of awareness among individuals about
individual budgets and direct payments, along with confusion and
misunderstanding about what is possible. People feel daunted by the
prospect of it, with one respondent in a Rethink focus group
commenting ‘sounds impossible. Count me out™.

Support and Brokerage

The transition to a new system always involves confusion and
complication. The Commission for Social Care Inspection (CSCI)
identified lack of information and inadequate and patchy support
services as key barriers to the uptake of direct payments, along with
unnecessary and bureaucratic paperwork?. Indeed, our services in
the south-west have noticed that since Dorset County Council
simplified its Direct Payments paperwork, the uptake of direct
payments increased significantly. In order to keep this to a minimum,
all people accessing the Right to Control will need one-to-one support
in identifying needs, what they are entitled to, and what support would
be appropriate. This should be made as easy as possible.

The CSCI also found that the quality of support provided has a
significant impact on the experience of using direct payments.

People said they preferred an independent body to provide the
support service.® Rethink believes that organizations in the third
sector who represent service user interests are in a unique position to
offer information and advice on personalisation and direct payments.
They have specialist knowledge of the needs of the people who are
affected by certain disabilities and will be able to provide advice about
services in the local area, and could also provide brokerage. Itis

1 The Use of Direct Payments for People Experiencing Mental Health Problems,
Living in County Durham: Overcoming the barriers and recommendations to
improve the up-take of direct payments within mental health services (2006)

2 Direct Payments. What are the barriers? Commission for Social Care
Inspection. August 2004.
? Ibid



important that whichever organization provides a brokerage service
has an in-depth knowledge of services that are available, as service
users rely on these organizations to advise them of all the options
available to them. Where one organization has a contract covering
brokerage for all client groups, there can be a tendency for the
support brokers to recommend only one or two options, relying on
one or two agencies, because the sheer number of referrals does not
allow time to specialise.

Case study — Rethink Brokerage in Southampton

Southampton Local Authority established a system where an
individual broker was provided for each client group. Rethink has the
responsibility for brokerage for mental health. This allows us to
provide an informed and specialist service, handling direct payments,
and recommending services based on specialist knowledge of the
needs of people with mental illness.

There will need to be funding provided for support, advice and
brokerage services.

Collective Personalisation

There is some concern that personalisation, if badly managed, could
lead to greater isolation of people with mental health problems.
Those who are able to manage their condition well enough to remain
out of hospital, but who are not well enough to work or volunteer are
often left behind, a ‘forgotten generation™. Rethink estimates that
there may be more than 50,000 people with severe mental illness
living in the community with little or no support from services.®
Personalisation could either reach out to engage with these people,
or leave them to be isolated further. As a membership organisation,
Rethink and others in the third sector is able to support communities
of service users and carers. Rethink can offer a collective service
that is tailor made to the individual.

* Lost and Found: Voices from the Forgotten Generation. Rethink 2004
> Action Stations: The Way out for the Forgotten Generation Rethink 2005



There will need to be funding provided for support for service users to
use direct payments creatively.

Case study — Dorchester Creative Writing Workshop

Several users of Rethink services already had access to direct
payments, but didn’t know how to go about purchasing the sort of
service they wanted. Rethink brokered an arrangement for them to
pool their direct payments to purchase the services of a creative
writing tutor to teach them as a group. Rethink arranges these
sessions, but did not receive payment for this intervention. While this
raised awareness in service users of the potential of direct payments,
and the fact they can be pooled to give a collective service, this is not
currently a workable business model for a service and income will
need to be provided by local authorities.

Fluctuating Conditions

It is essential that people with mental health problems are well
supported to identify outcomes and assess their own support
requirements. Social services and other staff providing this support
must have an understanding of mental illness, which can be complex
and fluctuating. Mental Health Carers in particular show great
concern that systems will not be in place to support the person they
care for, particularly around managing money when they are not well,
and it will be left to the carer to manage the situation if problems
occur.

Support staff helping people managing Individual Budgets, who are
not familiar with mental illness will need training in the common
issues which may arise. All staff will also need training in the use of
advance statements, which can be user by service users to try to
ensure that appropriate arrangements of their choice are put in place
should they experience a period of mental incapacity.



Case study — Information from National Information and Advice
Service

Rethink’s National Advice and Information Service has produced
information on Direct Payments and mental health as part of a project
funded by the Department of Health. This includes leaflets and
factsheets on advanced statements and on lasting power of attorney,
which carers can use to manage money on someone else’s behalf.

Disability benefits

Rethink received numerous spontaneous responses to the
suggestion in the Social Care Green Paper that Disability Living
Allowance (DLA) and Attendance Allowance (AA) would be included
in funding the wider social care system. The responses indicated that
these benefits should definitely remain unchanged and should not be
incorporated into a general funding stream. Mental Health service
users indicated that they used benefits for the spontaneous needs
caused by their fluctuating conditions, such as taxi fares to remove a
person from a stressful situation when a panic attack occurs.

“Being able to spend money flexibly as my condition fluctuates
is vital. | can save it for when | need it. My experience of personalised
budgets is that you have to agree how and when you spend in
advance. That would be a disaster for me.”

— Email to Rethink from a Service User concerned about the Social
Care Green Paper

Issues for Services

Right to Control will pose challenges to services, who will bridge the
gap between Local Authorities and Commissioners and the
individuals who will receive Direct Payments. There is much that can
be done to ease the transition into personalised services.



Adaptation and Provision of Different Services

There should be help available for services to develop service options
which are tailored to fit with direct payments. Many services have
rightly focused their energy on the provision of good services and
may not have the business development knowledge to know how to
adapt their service to allow them to be accessed by service users
with direct payments.

Publicity and Marketing for Services

Service providers will also be in the new situation of having to
promote their services to individuals, rather then just accepting
referrals. This is a new area for many who are skilled in providing
services, but not in marketing and public relations. There should be
help available for services to develop ways of communicating with
service users and connecting services to people in a manner which is
appropriate. This will be particularly crucial in extending new services
to people who may have been isolated for some time.

It is also true that many care co-ordinators are unsure as to what
services can be paid for by Direct Payments. In the experience of
Rethink services, care co-ordinators and service users who think
creatively about how assessed needs can be met, access more
funding.

‘Payment Gap’ in funding

For many services, it is possible that there will be a payment ‘gap’ — a
period of time when services may not be commissioned by traditional
means, but has not yet build up enough service users on direct
payments who want to use the service. In Rethink’s experience, in
some cases this discourages care co-ordinators from recommending
a direct payment because of this ‘gap’. They argue that the service
user can access an existing service immediately instead of having to
wait for a direct payment, which take some months to set up. While
some agencies provide a service immediately in the expectation that



Direct Payments will be back dated, there is much confusion which
results in lower uptake.

Case study — Bridges

‘Bridges’ is a Community Resource Centre based in Norfolk. It runs
many successful programmes, including art, sports, and a creative
writing group along with other structured recovery and self
management groups. When funding was threatened, Service Users
from Bridges applied for direct payments so they could jointly fund the
service through their own payments. However, there remained a
‘gap’ in funding whilst applications were processed.

The transition between the old system and the new system will have
to be carefully managed, with funding available to services to cover
the difficult interim period.

Maintaining Quality

It is also possible that, despite efforts to the contrary, the introduction
of Individual Budgets will produce a drive towards economy rather
than value for money. The cheapest services will be able to maintain
themselves on lower amounts of money, while higher quality services
have greater overheads. This has been raised in terms of support
staff leaving to become personal assistants, but the issue is wider
than this.

It is not clear what regulation there will be for services funded by
Direct Payments and how vulnerable adults will be safeguarded. For
example, it is essential that staff quality is maintained. Many new
organizations are setting up services funded by Direct Payments who
employ staff who have not gone through a recruitment process,
beyond a CRB check. These organizations are able to respond more
quickly to need, as they do not have a complicated recruitment
procedure, but the quality of their staff is not monitored. There
currently seems to be little or no monitoring of such organizations,
and the quality of the service they provide or the staff they employ.



Supporting People

Including the Supporting People funding stream in the Right to
Control would have a huge impact on housing services, particularly
for those with mental illness. Housing provision for this vulnerable
group can be key to recovering a better quality of life. Specialist
housing can be essential when someone is first discharged from
hospital, or when someone has severe ongoing needs. When
specialist housing is not available, Rethink members have experience
of very poor housing, in areas where people with mental illness can
be a particular target for crime. The link between mental illness and
homelessness is also well established. A survey of one of St
Mungo's street-facing hostels found up to 85 per cent of clients with
personality disorders; around 40 per cent with anxiety disorder; and
around 25 per cent each with depressive disorder or post-traumatic
stress disorder.®

It is a PSA 16 objective to ensure that the most socially excluded
adults are offered the chance to get back on a path to a more
successful life by increasing the proportion of at-risk individuals in
settled accommodation. If Supporting People funding is inculded in
the Right to Control, care must also be taken that essential services,
such as supported housing, are still available for people with
fluctuating conditions when they are in crisis regardless of the
number of service users pooling Individual Budgets. Supported
housing services cost more to run than a service which supports
someone in their own home, as they provide a much higher level of
care and are unlikely to be commissioned in the first instance by a
group of service users pooling their Individual Budgets.

While including Supporting People within the funding streams for
Right to Control would in theory allow people choice over their
housing support, it is essential that the variety of housing remains
available in this field and that specialist services are maintained.

® Homelessness: It Makes you sick St Mungos 2008



Issues for Local Authorities and Commissioners

Local Authority Engagement

Despite having been shown to have the best outcomes from a system
of Individual Budgets, people with mental health problems have had
the lowest uptake rate.” Rethink’s National Information and Advice
service were commissioned by the Department of Health to look into
barriers to uptake and one of the key areas they have identified has
been lack of awareness that Direct Payments were available at all.
Figures show great variation between Local Authorities in engaging
with Direct Payments for people with mental health problems.? It may
also be possible that it seems ‘too hard’ for many in Local Authorities
to engage with the complex issues which surround supporting
someone with mental health problems to take up Direct Payments.

Local Authorities should be required to report on outcomes for people
from different disability groups, in order to monitor the outcomes for
these groups.

Right to Control and the Engagement with Health Services

The distinction between social care and health services is often
unhelpful, and it is possible that this has also meant slower uptake of
direct payments in the past for people with mental health problems.
The Ibsen review particularly highlighted this for mental health and
continuing care funding. ®

Informal research by our National Information and Advice service for
the Department of Health also suggested that while people with other
disabilities had a care co-ordinator based within Social Care services,
people with mental health problems under the Care Programme

’ Evaluation of the Individual Budgets Pilots Programme: Final Report 2008
IBSEN

8 See appendix 1 provided to Rethink’s National Information and Advice Service
® Evaluation of the Individual Budgets Pilots Programme: Final Report 2008
IBSEN



Approach (CPA) had their care co-ordinator based within a health
service (for example a Community Psychiatric Nurse, or another part
of a Community Mental Health Team)'°. Many of these professionals
have not been well informed about elements of social care, and may
not see their role as encouraging Direct Payments. They may be
unclear as to whether they can recommend Direct Payments and
what the payments can be used for. The National Information and
Advice Service also heard that care co-ordinators can be actively
hostile towards Individual Budgets, fearing the threat this may pose to
their own service and their own jobs.

As care co-ordinators are the ones who are best placed to advise on
what care may be needed, the Right to Control must actively engage
care co-ordinators from health services.

19 Section 64 Funded Project: Direct Payments Take Up Campaign Rethink
Unpublished



Appendix 1

March 31% 2008 direct payments in England for Mental Health
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