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Feedback form Caring for our future: shared ambitions for care and support

1. What are the priorities for promoting improved quality
and developing the future workforce?

a. Should there be a standard definition of quality in adult social care as quality can
often be interpreted differently? What do we mean by it and how should it be defined?
How could we use this definition to drive improvements in quality?

b. How could the approach to quality need to change as individuals increasingly fund
or take responsibility for commissioning their own care? How could users themselves
play a stronger role in determining the outcomes that they experience and designing
quality services that are integrated around their personal preferences?

c. How could we make quality the guiding principle for adult social care? Who is
responsible and accountable for driving continuous quality improvement within a
more integrated health and care system?

d. What is the right balance between a national and local approach to improving quality
and developing the workforce? Which areas are best delivered at a national level?

e. How could we equip the workforce, volunteers and carers to respond to the challenges
of improving quality and responding to growth in demand? How could we develop
social care leadership capable of steering and delivering this?

f. How could we improve the mechanisms for users, carers and staff to raise concerns
about the quality of care? How could we ensure that these concerns are addressed
appropriately?

Question 1

We are pleased to provide a response to this consultation on behalf of Parkinson's UK.
Parkinson's UK is proud to be Charity Times' Charity of the Year 2011.

It is estimated that 120,000 people in the UK have Parkinson's. Parkinson's is a
progressive, neurological disorder, with no known cure. Parkinson's affects people
from all social and ethnic backgrounds and age groups. The average age of onset of
Parkinson's is between 50-60 years of age, though one in seven will be diagnosed
before the age of 50 and one in twenty will be diagnosed before the age of 40.

Appropriate health and social care provision is crucial to enabling those affected to
manage their symptoms, maintain quality of life and maximise their independence. As
the condition progresses and there is a greater impact on daily living activities, this can
result in an increased dependency for support and care, either informally or through
private, voluntary or statutory care services.

It is vital that the White Paper contains proposals that will really drive change in the

system, and addresses the many problems faced by social care. Our priority "red
lines" for reform are:
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2. What are the priorities for promoting increased
personalisation and choice?

a. How could we change cultures, attitudes and behaviour among the social care workforce
to ensure the benefits of personal budgets, including direct payments, are made available
to everyone in receipt of community based social care? Are there particular client groups
missing out on opportunities at the moment?

b. What support or information do people need to become informed users and consumers
of care, including brokerage services? How could people be helped to choose the service
they want, which meets their needs and is safe too? How could better information
be made available for people supported by public funds as well as those funding their
own care?

c. How could the principles of greater personalisation be applied to people in residential
care? Should this include, as the Law Commission recommends, direct payments
being extended to people [supported by the State] living in residential accommodation?
What are the opportunities, challenges and risks around this?

d. How could better progress be made in achieving a truly personalised approach which
places outcomes that matter to people, their families and carers at its heart? What are
the barriers? Who has responsibility and what needs to change (including legislative)?

a. Parkinson's UK welcomes the government's vision to extend availability of personal
budgets, alongside the Law Commission's proposals for a duty on councils to
stimulate the market for social care, and legislate for direct payments to cover
residential care. There can be real benefits for people living with a fluctuating condition
like Parkinson's, in terms of managing day to day life, and improving continuity of care
staff.

We agree there may be barriers amongst some staff, who may take it upon
themselves to restrict the options open to individuals. For example, there is evidence
that older people are under-represented in accessing this model of care.

However we believe giving people the "purse strings" does not necessarily mean they
are in control, and in our view it is a duty of social care staff to be balanced about the
benefits and drawbacks of personal budgets and particularly direct payments. Not all
people with Parkinson's or carers wish to use direct payments, and it is important that
people are given genuine choice, including the ability to use traditional services.

Crucial to this is that the person is able to make an informed choice and make
decisions based on all options open to them, as well as a marketplace which means
choice can be exercised. Similarly carers need support if personalisation is to work for
them and not provide additional stress (See Choice, or Chore? Princess Royal Trust
for Carers - 2010).

b. In 2010 we ran a project to look at people's experiences of personalisation. People
with Parkinson's reported a lack of aood aualitv information. uncertaintv about
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3. How can we take advantage of the Health and Social Care
modernisation programme to ensure services are better
integrated around people’s needs?

a. What does good look like? Where are there good practice-based examples of
integrated services that support and enable better outcomes?

b. Where should services be better integrated around patients, service users and carers —
both within the NHS, and between the NHS and local government services, in particular
social care (for example, better management of long term conditions, better care of
older people, more effective handover of a person’s care from one part of the system
to another, etc)?

c. How can integrated services achieve better health, better care and better value
for money?

d. What, if any, barriers to integration should be removed, and how can we incentivise
better integration of services at all levels?

e. Who needs to do what next to enable integration to be progressed in a pragmatic
and achievable way?

f.  How can innovation in integrated care be identified and nurtured?

Question 3
General points.

Parkinson's UK embraces the move towards integration. Divisions between health and
social care make little sense to people using services. They expect joined-up services
that give them choice and control.

However, there is still a need to be very clear as to the role of social care and health
for users of the system, given that one will for the foreseeable future remain a means
tested system and one free at the point of delivery. There has been a gradual
redrawing of the boundaries by health, with the NHS concentrating on acute care to
the detriment of long term interventions. This leaves many people with complex health
needs bearing the financial consequences of a means tested social care system. This
is unfair to the public, as it is often stated that they “don't understand what social care
is”, even though the goalposts have in reality shifted.

In particular we have evidence from people with Parkinson's that it is becoming
increasingly difficult to access NHS continuing care. It is vital that the Law
Commission's work be specific on the boundaries and define what social care is and
what councils are under a duty to provide, according to the case law in this area.

Another area where it appears people in social care are not getting free NHS care is in
care homes where there are barriers to access to GPs, despite medication
management being one of the most important factors in keepinag someone's
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4. What are the priorities for supporting greater prevention and
early intervention?

a. What do good outcomes look like? Where is there practice-based evidence of
interventions that support/enable these outcomes?

b. How could organisations across the NHS and Local Government, communities, social
enterprises and other providers be encouraged and incentivised to work together and
invest in prevention and early intervention including promoting health and wellbeing?

c. How could we change cultures and behaviour so that investment in prevention and
early intervention is mainstream practice rather than relying on intervention at the
point of crisis? How could we create mechanisms that pay by results/outcomes?

d. How could individuals, families and communities be encouraged to take more
responsibility for their health and wellbeing and to take action earlier in their lives to
prevent or delay illness and loss of independence? How could we promote better
health and wellbeing in society?

e. How could innovation in prevention be encouraged, identified and nurtured?

Question 4

a. When working well social care can help people with long term conditions and carers
remain in work, and reduce the need for more costly health interventions. The most
commonly referred to evidence of interventions comes from the Partnerships for Older
People Projects which found the cost savings to the NHS, in terms of hospital
admissions, from a variety of interventions such as falls prevention.

However these appear to be the services that are cut first, or suffer lack of investment
because resources have been rationed to those in most critical need.

For example, aids and adaptations are an area where people experience long delays
despite their preventative role. We have recently been alerted to a case where a
person with Progressive Supranuclear Palsy, which has commonality with Parkinson's
symptoms but can be more rapidly progressing, who has been told they must wait 18
months for housing adaptations. Our information and support service is assisting the
individual with his case, but these waits are becoming more frequent.

b and c. Prevention services range from education, employment, housing, welfare, to
public health initiatives as well as health and social care. This is why the social care
white paper should be a cross government initiative which emphasises collaboration
across the piece nationally and locally.

The lack of joined up thinking in central government is exemplified by the Treasury's
decision to cut expenditure on DLA by 20%, despite the preventative value of this
benefit to people with long term conditions and disabilities, and the retrospective
policymaking that is now taking place to design a new benefit to fit the expenditure
limit. The language of targeting the benefit at those with "greatest needs", in parallel
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5. What are the priorities for creating a more diverse and
responsive care market?

a. How would you define the social care market? What are the different dimensions we
need to consider when assessing the market (e.g. type of provision, client group,
size of provider, market share)?

b. How could we make the market work more effectively including promoting growth,
better information for commissioners (local authorities and individuals), improved quality
and choice and innovation?

c. Does there need to be further oversight of the care market, including measures to address
provider failure? If so, what elements should this approach include, and who should do it?

d. Looking to the future, what could be the impacts of wider reforms on the market?
What possible effects would the following have on the market: the recommendations
of the Dilnot Commission'’s report, the roll out of personal budgets and direct payments,
and the drive to improve quality and the workforce?

Question 5

a. Care is a "social good", but it is increasingly not a traditional public service which is
delivered and managed by the state - it is delivered by a market of public, private and
third sector organisations, and purchased by a combination of state and private funds.
The "social market" of care, therefore, can neither be managed like a public service,
nor left to manage itself like a private market.

b. At the most basic level, care users and their families will need in "market" terms:

* enough services in their area to access care when they need it

» a mixed range of services to choose from so they can access the type of service
that best meets their needs.

» good quality services so that they can choose services freely, without worrying if
they are sub-standard

« affordable services, so they have real choice and are not priced out of the market

This means those shaping the markets should act in the long term and set out their
strategy, so a range of different providers are actively encouraged, they are rewarded
for being flexible and responsive to needs and to what people want. In this market,
providers will need to demonstrate value for money without sacrificing quality. It also
means new innovative providers should be able enter the market place. A long term
approach means providers and the voluntary sector can plan ahead. In the latter case,
the voluntary sector services often survive on yearly cycle and are particularly
susceptible to the removal or reduction of council grants.

c. There is a real case for oversight of the market from a number of angles.

Firstly, there is a case for government oversight of commissioning behaviour in both
residential and domiciliary care markets. It is increasingly apparent that some
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6. What role could the financial services market play in
supporting users, carers and their families?

a. In the current system, what are the main barriers to the development of financial products
that help people to plan for and meet the costs of social care?

b. To what extent would the reforms recommended by the Commission on Funding of
Care and Support overcome these barriers? What kinds of products could we see
under such a system that would be attractive to individuals and the industry?

c. What else could Government do to make it easier for people to plan financially for
social care costs?

d. Would a more consistent system with nationally consistent eligibility criteria, portability
of assessments and a more objective assessment process support the development of
financial products? If so, how?

e. Would the reforms recommended by the Commission on Funding of Care and Support
lead to an overall expansion of the financial services market in this area? How would this
affect the wider economy?

f.  What wider roles could the financial services industry play in, eg:

- raising awareness of the care and support system

— providing information and advice around social care and financial planning
— encouraging prevention and early intervention

- helping people to purchase care, or purchasing it on their behalf

— helping to increase the liquidity of personal assets?

Question 6
General response.

We are not equipped to provide a detailed analysis of the role that the financial
services market could play. However, we note the Dilnot Commission's basis for the
capped cost model is to introduce certainty for both individuals and the financial
market on when the state will step in and fund care, in order to stimulate the market.
Dilnot addressed the questions raised in a- d in much detail.

It is also clear that the market will need clarity and a national system of consistent
criteria if it is to insure against the areas of support where the state will not step in.

Our priority is to ensure that people with a pre-existing long term condition such as
Parkinson's are not penalised by and feel able to trust in the products that will emerge.
One in four of respondents to our 2008 members survey (13,000 people were
surveyed) had reported problems obtaining or then claiming insurance. This included
critical illness policies.



Feedback form Caring for our future: shared ambitions for care and support

7. Do you have any other comments on social care reform,
including the recommendations of the Commission on
Funding of Care and Support?

a. What are the strengths and weaknesses of the Commission’s proposals in addressing
the problems of the current system? What are the priorities for action coming out of
the Commission’s report, including in relation to other priorities for improvement in the
system?

b. What are the implications of the Commission's proposals on other areas of care and
support reform?

c. The Commission presented a range of options in relation to some of their
recommendations, which would affect the balance between the financial cost to the
individual and the taxpayer. These include:

e the level of the cap
* the contribution that people make to their living costs in residential care

What would be the implications of different options on the outcomes that the
Commission hoped to achieve?

Question 7
General points

The social care system is chronically underfunded. This leaves many people with
Parkinson's experiencing poor quality care or denied access to services.

Additional funding from government is required to sustain care and support in the
future in order to meet the needs of an ageing population.

The chronic underfunding manifests itself in many ways. For example, there is clear
evidence of unmet need amongst people with Parkinson's. A survey of Parkinson's UK
members found, one in five (19%) of people with Parkinson's who said they needed
personal care and support were not receiving any help. Only 11% of carers were
receiving support from social services, a fall from 16% in our 1997 survey.

The Comprehensive Spending Review announced additional £2 billion in funding for
social care each year from 2011-2015. However this is against a picture of 27% cuts
to council budgets in the same period. A clear pattern of cuts is emerging:

* A total cut to adult social care budgets of £1 billion in 2011-12.

* Net expenditure on older people's social care to fall by 8.4% next year.

» A Care & Support Alliance survey showed that services to 24% of disabled adults
had already been cut in early 2011, even though their needs were the same or
had increased.

» The scaling back of eligibility for services and a number of court challenges.

Click here to email your feedback
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	Reply2: a. Parkinson's UK welcomes the government's vision to extend availability of personal budgets, alongside the Law Commission's proposals for a duty on councils to stimulate the market for social care, and legislate for direct payments to cover residential care. There can be real benefits for people living with a fluctuating condition like Parkinson's, in terms of managing day to day life, and improving continuity of care staff.
 
We agree there may be barriers amongst some staff, who may take it upon themselves to restrict the options open to individuals. For example, there is evidence that older people are under-represented in accessing this model of care. 
 
However we believe giving people the "purse strings" does not necessarily mean they are in control, and in our view it is a duty of social care staff to be balanced about the benefits and drawbacks of personal budgets and particularly direct payments. Not all people with Parkinson's or carers wish to use direct payments, and it is important that people are given genuine choice, including the ability to use traditional services. 
 
Crucial to this is that the person is able to make an informed choice and make decisions based on all options open to them, as well as a marketplace which means choice can be exercised. Similarly carers need support if personalisation is to work for them and not provide additional stress (See Choice, or Chore? Princess Royal Trust for Carers - 2010). 
 
b. In 2010 we ran a project to look at people's experiences of personalisation. People with Parkinson's reported a lack of good quality information, uncertainty about eligibility, variation in the support needed to help make choices (such as advocacy), assessments that led to very little help and a lack of services to choose from. There was also wariness with the bureaucracy involved in managing payments. 
 
Therefore we agree there needs to be good information on the “marketplace” so the “consumer” can exercise more choice. We are concerned that the information provided by the regulator, the Care Quality Commission, can be out of date by many months or years. As previously noted in our response, registration with CQC is nothing more now than a license to practice, rather than provide a ratings system where quality can be compared. 
 
There remain concerns about the conduct and skills of directly employed care workers and we believe there is a need for greater oversight of this workforce in terms of expected standards of conduct, as previously noted in our remarks on quality in Question 1.
 
A national source of information and advice - a "one stop shop" - would be welcomed by many people and this could be backed by local information. In this respect the Law Commission's proposals for a duty on local councils to respond to enquiries whether a person is a self funder or may potentially be funded by the council is welcome.
 
c. The excellent report from Sue Ryder Care and Demos provides a blueprint on how residential care can become more personalised and empowering to residents. We believe residential care users would welcome the option of direct payments but safeguards are needed so as not to replicate the unhappy situation in homecare, where pressure on social care budgets has led to personalisation being used as a way to reduce costs of care and where the system for allocating resources is opaque and variable depending on where you live or your age. 
 
People must have payments that allow them to exercise choice from a range of quality homes and the information that helps them choose which home would best meet their needs. 
 
d. The answer to this question is encapsulated in our response to questions on quality and the need for sufficient funding to make personalised approaches a reality. 
 
Personalisation is not the only indicator by which people judge services they receive. Many people with Parkinson's remark that the barriers to a more personalised service can rest with "health and safety" concerns, or rules and regulations which appear to suit the service rather than the individual, and put pressure on carers irrespective of their own needs. An example from one of our Information and Support Workers is highlighted below.
 
"I'm working with a family at the moment where the gentleman has just spent 6 weeks in hospital and is currently under the Reablement team. This is coming to an end and the social worker has been round to do an assessment. There seems to be pressure being put on family members to provide care for free. The family have also been told that carers will not feed somebody if there is someone else in the house, nor will they clean somebody up. The gentleman's wife is unable to bend as she has just had a hip replacement and is waiting for a second hip replacement."
 
	Reply1: Question 1
 
We are pleased to provide a response to this consultation on behalf of Parkinson's UK. Parkinson's UK is proud to be Charity Times' Charity of the Year 2011.  
 
It is estimated that 120,000 people in the UK have Parkinson's. Parkinson's is a progressive, neurological disorder, with no known cure. Parkinson's affects people from all social and ethnic backgrounds and age groups. The average age of onset of Parkinson's is between 50-60 years of age, though one in seven will be diagnosed before the age of 50 and one in twenty will be diagnosed before the age of 40.
 
Appropriate health and social care provision is crucial to enabling those affected to manage their symptoms, maintain quality of life and maximise their independence. As the condition progresses and there is a greater impact on daily living activities, this can result in an increased dependency for support and care, either informally or through private, voluntary or statutory care services. 
  
It is vital that the White Paper contains proposals that will really drive change in the system, and addresses the many problems faced by social care. Our priority "red lines" for reform are:
 
· resources to address the chronic underfunding of social care
· social care leadership at a national level 
· actions to address inequalities that people experience and a system that provides a national guarantee in terms of quality and entitlements
· parity with health and public health, ie the necessary "carrots and sticks" that will make providers and commissioners respond be they through changes to the law, regulation and financial incentives
· information, advice and support to make decisions and access services, regardless of how a person funds their care
· appropriate support and respect for carers, who underpin the system of care, and
· a strategy, standards and appropriate training for the workforce
 
These are cross cutting priorities that run throughout our response. Our response is based on feedback by people affected by Parkinson's to the consultation, and to other surveys and reports, primarily the All Party Parliamentary Group on Parkinson's Disease report Please Mind the Gap, Parkinson's disease services today (2009) and Life with Parkinson's today, members survey (2007) as well as the government's "Big Care Debate" exercise in 2009.
 
Response
 
a. It is important that there is a national standard definition on quality that should cut across all services in individualised or institutional settings, but this is part of a framework that provides ratings of quality and drives improvement. The “license to practice” system operated by the regulator CQC is not enough to drive up quality. 
 
Quality includes: 
 
· timeliness and a proactive approach
· flexibility
· practical and emotional support ie. support that meets more than the basics of "existing"
· reliability, and continuity of staff
· training
· well co-ordinated and straightforward processes
· good information and communication, and 
· treating people as individuals.
 
People with Parkinson's have raised instances of poor quality care with us as part of this consultation. For example:
 
· a carer of a person with Parkinson's related dementia reported having 18 different carerworkers coming to provide care each week which has caused confusion and disorientation for the individual concerned.
· people with Parkinson's entering residential care and not being given their medication on time, leading to severe repercussions for their health.
· people with Parkinson's being treated as if they have dementia, either through inappropriate placements in dementia care facilities or through use of antipsychotics to "calm them down".
· A person with Parkinson's being woken at 6am to be got up, washed and dressed as this is "only time" that the service could fit in the breakfast call, despite the person being in extreme pain from stiffness at this hour of the day.
 
And, as noted by the recent Equality and Human Rights Commission report into homecare (Close to home: older people and homecare and human rights, 2011), people often have low expectations or do not know what is acceptable, and are grateful for any help they receive. In some cases they are experiencing neglect and abuse.
 
Therefore any expectations on quality should also be married with clear national entitlements based on needs. The postcode lottery of care is a major concern for people with Parkinson's based on evidence from our surveys and the All Party Parliamentary Group for Parkinson's Disease Inquiry Report (Please mind the gap: Parkinson's disease services today, 2009). We are running a national campaign  - Fair Care  - to address the inequalities that people with Parkinson's face.
 
The Law Commission's proposal, backed by Dilnot, for a national system of eligibility and assessment which sets out a threshold of needs that an authority must, as a minimum meet, is welcome. There is also real merit in the Equality and Human Rights Commission call for a human rights approach to be taken in both the regulation, commissioning and provision of social care. 
 
The concept could be framed as a "social care guarantee" so people are clear what is acceptable standards of quality and what needs will be met, underpinned by equality and a human rights approach. A similar system should operate for carers, in line with the new duties proposed by the Law Commission for councils to meet carers eligible needs.
 
b. Everyone using social care should be able to shape the services they want, including people in residential care and those who do not want to engage with direct payments. For example, we note Sue Ryder Care's work with the thinktank Demos which called for democratic structures in residential care to put power in residents hands (See Tailor Made: The Future of Care for those who need it most, 2011). 
 
c. While both regulators, commissioners, providers and individual careworkers are responsible for quality of care, the government is ultimately responsible for driving continuous quality improvement within health and social care. It releases the resources and should set the standards and ensure there are the levers to drive improvement. 
 
Unfortunately social care is yet to gain any strategic equivalence with health and public health. The localism agenda has removed any monitoring activity, inspections or targets for social care which is not what service users want.
 
Therefore in response to the question "who is responsible and accountable for driving continuous quality improvement" we are calling for parity with the health and public health reforms so that there are equivalent:
 
· duties on commissioners to secure continuous improvement in social care
· a national body, akin to the NHS Commissioning Board and Public Health England, with oversight of performance in the sector
· Quality Standards and outcomes frameworks that act as levers and attract premiums and rewards on progress towards specific outcomes (the current social care framework is not mandatory and will not attract premiums or payment by results)
· a focus on inequalities and national datasets to allow comparison between areas.
 
d. Turning to the workforce, nationally, government must act over poor local commissioning decisions, which act to consistently drive down prices paid for care, cause low pay and turnover in the workforce and ultimately damage the quality of care experienced. The Low Pay Commission has called for action relating to government assuring that councils are paying a "fair price for care" in its previous four reports on the National Minimum Wage, and we support its calls.
 
People affected by Parkinson's repeatedly report a lack of knowledge about the condition amongst health and social care staff. At Parkinson's UK we have volunteer educators who are people who are affected by Parkinson's, who provide training in care homes and with homecare staff, as well as health staff. This is bolstered by paid Education and Training Officers in our regions. This training is greatly appreciated by the social care sector. This is one way of equipping staff with the knowledge to care and support people with complex and unpredictable medical conditions but more needs to be done (see question e below)
 
e. Social care as a profession is not held in high regard by the public, unlike healthcare, which is seen as a worthwhile career. The workforce is made up of predominantly female, part time workers, who are often low paid and poorly trained, yet expected to do a number of healthcare related tasks previously the domain of district nurses. 
 
There needs to be a social care workforce strategy that attracts the necessary training funding and "buy in" by central government. The White Paper itself should be a cross government strategy that gets the support of the Department of Business, Innovation and Skills as well as the Treasury. Given the demographics, this is a growing sector where investment could really pay dividends, for example in terms of youth unemployment, providing people have the right interpersonal skills to do the job. 
 
The move should be towards an integrated health and social care training programme that allows for a career pathway across sectors and types of providers and shared codes of conduct. Ensuring people have good communication skills should be central to this, given social care is a predominantly delivered face to face.
 
f. If people are clear about their rights and entitlements then some will feel able to raise concerns when standards are not met. However, as noted in the EHRC report on homecare, some people feel they may be vulnerable to repercussions if they do complain. For those with diminishing capacity or living in isolation, advocacy is key and yet these are often the first services to be cut back in times of financial constraint.
 
Moreover there is a lack of faith in the ability of the regulator, the Care Quality Commission, to respond to complaints and confusion as to its role in this area and that of the local government ombudsman and safeguarding teams. HealthWatch is being added into this crowded landscape but the government is not clear as to the national remit and locally it may not even host the complaints or advocacy services needed, as the council may choose to contract out to another body. This is simply too confusing for people.
 
People have also complained that the regulator is too reliant on "self assessment" and form filling, concentrating on managing its business relationships with providers at the expense of robust inspection regimes. We make suggestions for changes to the system of regulation under Question 5.
 
A much clearer system for addressing people's concerns is needed.
 
· We urge government to ensure local and national HealthWatch has the independence and "teeth" to deal with quality concerns and be the "one stop shop" through which people can be supported to make complaints and seek advocacy.
· The government should action a citizen's right to challenge poor quality services and lack of choice, in response to the Future Forum's recommendations.
· We welcome the government's commitment to put safeguarding boards on a statutory footing and a duty, proposed by the Law Commission, for councils to investigate adult protection cases. It is vital this work is given an appropriate level of funding.
 
	Reply4: Question 4
 
a. When working well social care can help people with long term conditions and carers remain in work, and reduce the need for more costly health interventions. The most commonly referred to evidence of interventions comes from the Partnerships for Older People Projects which found the cost savings to the NHS, in terms of hospital admissions, from a variety of interventions such as falls prevention. 
 
However these appear to be the services that are cut first, or suffer lack of investment because resources have been rationed to those in most critical need. 
 
For example, aids and adaptations are an area where people experience long delays despite their preventative role. We have recently been alerted to a case where a person with Progressive Supranuclear Palsy, which has commonality with Parkinson's symptoms but can be more rapidly progressing, who has been told they must wait 18 months for housing adaptations. Our information and support service is assisting the individual with his case, but these waits are becoming more frequent.
 
b and c. Prevention services range from education, employment, housing, welfare, to public health initiatives as well as health and social care. This is why the social care white paper should be a cross government initiative which emphasises collaboration across the piece nationally and locally. 
 
The lack of joined up thinking in central government is exemplified by the Treasury's decision to cut expenditure on DLA by 20%, despite the  preventative value of this benefit to people with long term conditions and disabilities, and the retrospective policymaking that is now taking place to design a new benefit to fit the expenditure limit. The language of targeting the benefit at those with "greatest needs", in parallel with a social care system that provides support for critical and substantial needs only, risks placing those with lower level needs in a much worse position.
 
In terms of incentives across local services, there should be a much greater emphasis in the public health outcomes framework, and in the work of Public Health England, in helping people keep well as well as assisting carers to maintain their health. This should focus on areas such as aids and adaptations, physiotherapy, speech and language therapy, carers breaks and health checks for carers. 
 
d. Our experience is that people affected by Parkinson's have a real appetite for knowledge and education about the condition and how best to manage their health and wellbeing. Our information resources and lifestyle features in our magazine focus on how best to live well with Parkinson's, while our local group network has a real emphasis on activities to help improve mental and physical health, such as singing, dancing and even the use of Wii Fit to help people achieve better balance.
 
e. Innovation will flourish if the system is rid of perverse incentives NOT to assist people in earlier stages of the condition. For example, half of people with Parkinson's responding to our survey in 2007 had purchased aids and adaptations privately. Many could not afford the wait for statutory services. 
 
There is also evidence that the means testing system for social care is offputting for people, who delay engaging with it until crisis point. If the means tested system is made fairer, and Dilnot's proposals lead to more certainty about the costs of care, this may help matters.
 
Innovation will also flourish if there is evidence that shows the financial cost across systems of not supporting people or their carers early on. 
 
For example, a typical experience is that people are given very little information or support upon diagnosis. Some people find they are signposted away when asking for help, or that their case is closed after "one off" interventions such as a piece of equipment. Carers report their assessment is nothing more than a paper exercise and actual support is not forthcoming. For self funders or people who maybe have no family support, the lack of advice and support may mean they enter residential care too early, particularly upon hospital discharge. 
 
Ultimately this can be more costly as statutory services "pick up the pieces" either because the person exhausts their savings sooner than they should, or they have reached crisis point because of lack of ongoing support.
 
 
	Reply5: Question 5
 
a. Care is a "social good", but it is increasingly not a traditional public service which is delivered and managed by the state - it is delivered by a market of public, private and third sector organisations, and purchased by a combination of state and private funds. The "social market" of care, therefore, can neither be managed like a public service, nor left to manage itself like a private market. 
 
b. At the most basic level, care users and their families will need in "market" terms: 
 
· enough services in their area to access care when they need it 
· a mixed range of services to choose from so they can access the type of service that best meets their needs.
· good quality services so that they can choose services freely, without worrying if they are sub-standard 
· affordable services, so they have real choice and are not priced out of the market 
 
This means those shaping the markets should act in the long term and set out their strategy, so a range of different providers are actively encouraged, they are rewarded for being flexible and responsive to needs and to what people want. In this market, providers will need to demonstrate value for money without sacrificing quality. It also means new innovative providers should be able enter the market place. A long term approach means providers and the voluntary sector can plan ahead. In the latter case, the voluntary sector services often survive on yearly cycle and are particularly susceptible to the removal or reduction of council grants. 
 
c. There is a real case for oversight of the market from a number of angles. 
 
Firstly, there is a case for government oversight of commissioning behaviour in both residential and domiciliary care markets.  It is increasingly apparent that some councils are not effectively shaping the market. Many councils are retendering domiciliary care contracts with the aim of cutting numbers of providers and costs so choice is reduced. The low price paid by the "dominant" purchaser - the council - for care home places can also leave some care homes raising self funders fees to make up this shortfall.
 
There should be standards set for commissioners as market shapers which are monitored by a national body responsible for social care which has equivalent parity with the NHS commissioning board and Public Health England.
 
Secondly, as important is a much greater role for regulation in terms of ensuring quality in the market. People affected by Parkinson's are losing faith in the ability of the regulator, CQC, to perform the function of regulating health and social care. What is required is a regulatory system that:
 
· is locally active and engaged with local knowledge, rather than distant and bureaucratic 
· concentrates on the individual's reported outcomes, rather than form filling and self assessment by the service
· makes full use of spot checks and random inspections, alongside a pre arranged inspection programme
· has powers to demand immediate changes and closures where necessary
· supplies continuously updated information which is readily available on the provider's performance and which allows comparison of quality to be made.
· provides information that is of real benefit to individuals, for example they can see how experienced a provider is in care and support for Parkinson's.
 
There are other models of regulation used in higher education and banking that could provide alternatives to the current system operated by CQC. The sector seems to compare badly to such sectors in using the analytical and quality tools with which to verify standards are being met, and accountability. Compliance officers, for example, could be personally and legally accountable for ensuring the system met acceptable standards. In higher education a mixture of government and peer review helps ratify standards. As one person with Parkinson's said, comparing their vocation in banking, with that of the care sector:
 
“I was a business process analyst documenting processes and procedures for one of the major UK banks and had to take early retirement. If I had failed in my job to document business critical services which ensure the safety of customer's money, I would have been sacked a long time ago, and there would have been a run on the bank.”
 
 
	Reply6: Question 6
 
General response.
 
We are not equipped to provide a detailed analysis of the role that the financial services market could play. However, we note the Dilnot Commission's basis for the capped cost model is to introduce certainty for both individuals and the financial market on when the state will step in and fund care, in order to stimulate the market. Dilnot addressed the questions raised in a- d in much detail. 
 
It is also clear that the market will need clarity and a national system of consistent criteria if it is to insure against the areas of support where the state will not step in.
 
Our priority is to ensure that people with a pre-existing long term condition such as Parkinson's are not penalised by and feel able to trust in the products that will emerge. One in four of respondents to our 2008 members survey (13,000 people were surveyed) had reported problems obtaining or then claiming insurance. This included critical illness policies. 
 
It is also important that people have a source of nationally independent financial advice, independent from the industry, backed by government. We see it as part and parcel of a national "one stop" shop for information and advice on social care.
 
Finally, people need to feel that the investment is worthwhile and that they are paying into a system that will assure them of quality, which is why there is a real need to raise standards.
 
 
 
	Reply3: Question 3
 
General points.
 
Parkinson's UK embraces the move towards integration. Divisions between health and social care make little sense to people using services. They expect joined-up services that give them choice and control.
 
However, there is still a need to be very clear as to the role of social care and health for users of the system, given that one will for the foreseeable future remain a means tested system and one free at the point of delivery. There has been a gradual redrawing of the boundaries by health, with the NHS concentrating on acute care to the detriment of long term interventions. This leaves many people with complex health needs bearing the financial consequences of a means tested social care system. This is unfair to the public, as it is often stated that they “don't understand what social care is”, even though the goalposts have in reality shifted.
 
In particular we have evidence from people with Parkinson's that it is becoming increasingly difficult to access NHS continuing care. It is vital that the Law Commission's work be specific on the boundaries and define what social care is and what councils are under a duty to provide, according to the case law in this area.
 
Another area where it appears people in social care are not getting free NHS care is in care homes where there are barriers to access to GPs, despite medication management being one of the most important factors in keeping someone's Parkinson's symptoms under control. We note that in some cases GPs charge retainers to care homes, a potentially unlawful practice that should be banned.
 
a. There has been previous Department of Health guidance on how care should be delivered and integrated around people with a long term condition such as Parkinson's. For example, the National Service Framework for Long Term Conditions was developed in conjunction with clinicians, patient groups and people with long term conditions in 2005, and included 11 Quality Requirements, based
on evidence.
 
In terms of what good looks like, this is probably best described in the All Party Parliamentary Group's report (Please mind the gap: Parkinson's disease services today 2009). The key components are:
 
· integrated multidisciplinary teams built around the person's needs
· professionals with a good understanding of the condition
· Services joined up around the needs of the individual with effective communication
· the information needs of people are met on all aspects of living with the condition
· support for carers through breaks, emergency planning and services that address their physical and psychological needs.
 
b and c. Good commissioning of integrated services for people with Parkinson's can save up to £56 million, for example with investment in community and rehabilitative services (See Moving and shaping, a guide to commissioning integrated services for people with Parkinson's Disease - 2006). In our most recent report on the benefits of Parkinson's nurses to commissioners, we outlined the cost savings that community based Parkinson's nurses can make in terms of reducing emergency admissions and readmissions to hospital (See Parkinson's nurses - affordable, accessible, local and expert care -  2011).
 
Research on social care pathways for people with neurological conditions has found that joint neuro rehabilitation teams and day opportunities are important priorities for people and deliver better outcomes (See Integrated services for people with long term neurological conditions 2010). 
 
Commissioning a package of care for an individual, based around all the key elements of care, as exemplified by the "year of care approach" developed by the Motor Neurone Disease Association, lists all the possible care and equipment needs that a person with MND may have over a 12 month period. By attaching a cost to each element, commissioners of services in the NHS will be able to plan and deliver services more effectively for the benefit of people with MND. There is no reason this could not be done for other conditions.
 
d. Incentives should be built around collaboration, and joint working and systems. 
 
For example, a common complaint from people affected by Parkinson's is the lack of information on who does what, and people being passed between different agencies. The replication of form filling and having to describe your needs over and over again is both wasteful in terms of resources but also exhausting for the individuals affected. 
 
In terms of the National Framework for Long Term Conditions, an audit in 2010 found that although person centred care and an integrated assessment was a key requirement, there remained barriers in terms of information sharing and multiple routes into the health and social care systems.  
 
e. We believe everyone should have one statutory point of contact to help them along the care journey. This type of "case coordinator and management" role is a key requirement in the National Service Framework for Long Term Conditions.  
 
We know from our work that people affected by Parkinson's value a keyworker approach, and have concentrated substantial resources on funding Parkinson's nurse posts within the NHS as well as employing our own Information and Support Worker service in each council area to help signpost and support people as they try to navigate services and systems. 
 
However we are concerned that cuts in the NHS are meaning posts that can effectively prevent expensive hospital interventions are being lost or under threat. This includes Parkinson's nurses and community matron services, which are much valued by people with Parkinson's and long term conditions for their case management approach. As noted throughout this response there needs to be a strategic approach to health and social care, which focuses on the savings and benefits "across" whole systems.
 
Another pragmatic suggestion is to be clear about the vehicle for getting the right people in the same place at the same time, and being clear how external stakeholders can engage. So new commissioning structures need to be transparent, published, assign clear commissioning responsibilities to named staff, have accountability, engage social care, support user and carer involvement and enable generic needs and services to be considered alongside condition specific ones. 
 
At present it is difficult, given the increasingly crowded health landscape, just how to achieve this. The government should do more to set out just where responsibilities for integration will lie.
 
f. An innovative project between Parkinson's UK, the MS Society and Motor Neurone Disease Association has specifically looked at how commissioners could effectively integrate services for people with long term neurological conditions, by putting people with these conditions at the heart of service redesign. 
 
The initiative, called Neurological Commissioning Support, has helped commissioners identify where barriers exist to integration and where people are falling through the "gaps". It has also developed a tool for commissioners to audit their services for people with a neurological condition, according to the National Service Framework and is able to help commissioners identify and assess the needs of people with neurological conditions in their localities, in order to contribute to the Joint Strategic Needs Assessment.  For more information see www.csupport.org.uk 
 
	Reply7: Question 7
 
General points
 
The social care system is chronically underfunded. This leaves many people with Parkinson's experiencing poor quality care or denied access to services.  
 
Additional funding from government is required to sustain care and support in the future in order to meet the needs of an ageing population. 
 
The chronic underfunding manifests itself in many ways. For example, there is clear evidence of unmet need amongst people with Parkinson's. A survey of Parkinson's UK members found, one in five (19%) of people with Parkinson's who said they needed personal care and support were not receiving any help. Only 11% of carers were receiving support from social services, a fall from 16% in our 1997 survey. 
 
The Comprehensive Spending Review announced additional £2 billion in funding for social care each year from 2011-2015. However this is against a picture of 27% cuts to council budgets in the same period. A clear pattern of cuts is emerging:
 
· A total cut to adult social care budgets of £1 billion in 2011-12.
· Net expenditure on older people's social care to fall by 8.4% next year.
· A Care & Support Alliance survey showed that services to 24% of disabled adults had already been cut in early 2011, even though their needs were the same or had increased.  
· The scaling back of eligibility for services and a number of court challenges. 
 
a. Parkinson's UK strongly supports the contributions from the Dilnot Commission and the Law Commission. Implementation could lead to a more consistent, fairly funded care system that is easy to understand and ensures people with Parkinson's do not bear the financial burden of their condition. We urge government to implement its recommendations and that of the Law Commission, and legislate swiftly in 2012 for a fairer system of care.
 
We particularly welcome Dilnot's rejection of a voluntary insurance funding model which could lead to discrimination for those with pre-existing conditions such as Parkinson's, who frequently report difficulties obtaining insurance.
 
We believe that the Commission set out a very clear set of priorities, with detailed analysis of the implications and costs. Whilst the majority of people affected by Parkinson's have expressed a preference for a free at the point of delivery social care system, funded through tax and national insurance, pragmatically the Dilnot recommendations will go some way to achieving a fairer situation in the current economic environment. As Andrew Dilnot has said himself, this is about priorities and we can afford the proposals if there is societal and political will to do so (Guardian professional, Thursday 24 November 2011). 
 
In particular, Parkinson's UK supports the following recommendations:
 
A capping of lifetime costs for care and a more generous means test in residential care.
Recognition that younger people cannot afford to contribute as much for their
care, through a tiered approach to capping.
A new strategy for awareness, advice and information around care and support.
The introduction of a national system of eligibility and assessment.
 
However, a Dilnot system will need safeguards. This includes how a notional metering system would work (ie the period when the person's own expenditure on care counts towards the cap). Councils will be tempted to undervalue this package so it takes longer to reach the point at which they will step in and fund the care.
 
The metering phase need to be “carer sighted”, otherwise the more care the unpaid carer provides, the slower the progress towards the cap. If assessed needs are fulfilled by family members then there must be some mechanism to recognise carers non financial contribution to the £35,000 cap, otherwise this would be a disincentive for families to care. 
 
We believe improvements could be made in respect of Dilnot's homecare proposals. Currently, those with some income can be left with as little as £160.08 per week to live on while savings from £14,250 onwards are taken into account. We would like to see a raised means-test threshold for homecare, while property assets must continue to
be disregarded. 
 
This would remove perverse incentives for people to move into paid for residential care early, not build up any savings or to decline costly homecare packages. It would also safeguard other family members that live in that household as the assumption appears to be that housing assets could be released in some way for the person's homecare, irrespective of whoever else lives in that property and their own future needs.
 
Parkinson's UK does not support Dilnot's suggestion of setting criteria at substantial needs nationally as an interim move. It runs counter to the preventative agenda and it means the metering system will only start when people require substantial care, meaning a person's own expenditure prior to this will not count. This will be particularly unfair for people with gradually progressive condition, like Parkinson's. 
 
We welcome Dilnot's rejection of incorporating disability benefits into the social care funding system. However the Dilnot system will mean self funders in residential care who become “state funded” once the cap is reached will lose their Attendance Allowance (or DLA) at this point. These savings must go back into social care, and not (as happened in Scotland upon the introduction of free personal and nursing care) back into the DWP budget.
 
b. The evidence is clear that additional funding from government is required to sustain care and support in the future in order to meet the needs of an ageing population. 
 
This debate is separate to the debate over the funding needed to implement the Dilnot Commission's proposals. Indeed this was recognised by the Commission: "In addition to funding for the new capped cost offer, there will also need to be additional public funding for the means-tested system."  
 
Dilnot did not put a figure on the level of funding needed for the current system, but was “concerned that not all the additional money from government to councils has made its way to social care.”  Parkinson's UK strongly supports Dilnot's call for resources made available locally for adult social care each year to be transparent and subject to national oversight.  
 
Total social care spend is a product of 152 council decisions. The additional £2 Billion a year allocated to councils in the Comprehensive Spending Review was not ringfenced, nor can councils identify the money from central government for social care now all grants are subsumed into the formula grant. 
 
We support the King's Fund analysis that this has been detrimental for social care and that government should adopt a single strategic assessment of the funding needs of the NHS and social care. When we surveyed people affected by Parkinson's for the "Big Care Debate" in 2009, only 12% believed that decisions on how much money should be spent on care should be made by local government, with 65% favouring an independent national body. 
 
The proposal by the Strategic Society Centre that there should be an independent Office of Care and Living, to make recommendations on the level of funding needed for long term care (a similar institute to the Office for Budget Responsibility) should therefore be explored as an apolitical solution to the actual funding required for the system (See: Politics and the Care Conundrum, why does England have a problem funding social care? 2011).
 
c. We believe that the cap on costs should not rise about £35K and should be as generous as it can be in economically straightened times. Clearly the higher the cap less numbers of people benefit and the more catastrophic costs that the individual has to bear.
 
There is always the potential for the cap to be reduced downwards as the economic situation improves, allowing the state to be more generous to those with long term health and care needs, as the preference for people with Parkinson's has always been a free at the point of delivery system of care. 
 
In principle we object a system that will not cover accommodation costs in residential care. But if implemented then such costs should be capped to a maximum of £7,000 so that costs are affordable. In Scotland accommodation costs were not capped when the free personal and nursing care policy was introduced, so individuals can end up paying over £400 a week in hotel costs.  
 
We reject Dilnot's suggestion that NHS Continuing Care funded residents should pay their accommodation costs. This erodes the principle that NHS care should be free at the point of delivery.
	submit: 


