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NCIL / RADAR/ SOL’s response

We are responding on behalf of disabled people (including older people and people with mental health problems). In our view the proposals introduce a very welcome approach to extend personalisation from social care to health care, in order to strengthen the health customer by increasing his/her choice and control. We also see the great potential of the Personal Health Budgets to mitigate the sometimes arbitrary fragmentation of needs between the sectors: 
The consultation proposes to replicate and “mirror” direct payments in social care “wherever appropriate”, in order to promote “integration of care”. Accordingly, “direct payments could be used in flexible, innovative ways to meet agreed health outcomes”. The counterpart to Adult Social Services introducing and overseeing direct payments would be Primary Care Trusts (PCTs). This is a new role for PCTs which we welcome. We would however not underestimate the significant input that is needed to support PCTs in this new role as regards processes, systems and organisational cultures. With the extension of direct payments from social to health care the medical regime would now open up more than ever before to direct participation by the people it used to “care” for. 

We believe this shift should be underlined by the term “support” rather than care, eg “support plan” rather than “care plan”. When setting budgets PCTs should consider inflation. The amount allocated to budget holders should be sufficient to cover a) employer liabilities (tax and national insurance), b) indemnity cover, i.e. public liability (eg in terms of broken equipment) and insurance in relation to being an employer and additional costs, eg for redundancies, setting up maternity/paternity leave pay, etc. which can cause great distress if forgotten at the outset.    

We would like to see a right to a Personal Health Budget in future as envisaged. This would help to match the commitment to offer direct payments in social care to everyone – as set out in the Community Care Direct Payment Act 1996 and subsequent legislation. The achievements in the take-up of personal budgets in social care have built on this clear commitment made at the outset. 
In line with the implementation of personal budgets in social care, “information, advice and support” (main section 9) should be made available independently by peers and user-led organisations. This way disabled people can rely on those with similar first-hand experience and do not have to ‘trust’ their PCT.
We also have some fundamental questions about the details of guidance and regulations set out in the proposals. 
We would like to know in what respects people would not be enabled to “top up” a direct payment (section 12). Would it not be possible to put all payments together?

We believe that many people (including PCT staff) would at first glance be concerned that “PCTs could discharge their legal obligations…under Direct Payments”. Could it be made clearer that the proposed regulations do not apply to primary and acute care and will not lead to hospital treatment being predetermined by a fixed budget banding? 

We do not understand why the option for a ”nominated person for individuals with capacity to consent” would “go further than the social care regulations” in respect of managing a direct payment (15). We would however see it as an improvement if there was an option for disabled people to nominate such a person as part of an Advanced Directive. However, under the proposals, Advanced Directives would only be introduced under guidance rather than regulations and so are not mandatory. Furthermore, it would be for PCTs to assess who to accept as a “suitable nominated person” (17) with criteria for such a person not even being set out. We would hope to see in the regulations the possibility of nominated organisations as well rather than just persons, which could be a CIL or similar organisation.  
In sum, we have the impression that the proposals come with greater restrictions than those in social care, which may not support the introduction of personal health budgets as effectively as possible. The following paragraphs outline some of our concerns with suggested improvements. 

Scope of provision under direct payments incomplete

The proposals refer to regulations that would “allow direct payments to be used to improve or maintain physical and mental health”, spent on equipment or on staff as agreed as part of the ‘care plan’. This is a fairly broad and welcome definition. However, we feel that the proposed scope cannot be delivered without further clarity and improvements. 
“The guidance would outline good practice for PCTs and local authorities working together to deliver more Integrated care.” As with similar guidance before, there is still no duty to cooperate, which causes many problems and discontinuity of care plans across health and social care / support. With a requirement to cooperate across sectors, disabled people in transition – eg from social care to continuing health care – could be supported in a timely and comprehensive way. 
Availability of new services, care and support not enhanced
The proposals set out: “Direct payments could be spent on any services as long as they are legal and appropriate for government to fund.” The guidance specifies this by examples to be further determined by local policies, eg physiotherapy, respite care and transport. These are not new services, and there will be a wealth of care and support which is equally legal and appropriate but not included as examples. People with mental health problems are a group that can benefit particularly from access to a full range of non-medicalised types of support and equipment, which we already know from the evidence, can prevent crises arising, reduce in-patient time in hospital and improve the individual’s quality of life. Unfortunately, it is unclear or left to PCTs’ discretion what would be defined as new services and what support would be made available under personal health budgets.
“Any service…should meet all the regulatory requirements that it would need to meet if it was procured by traditional means.” In combination with the above, this does not address how services or types of support could evolve that are innovative and meet all the regulatory requirements at the same time. Effectively, people would have to rely on the same services as before, and there would be no room for choice and control to drive any changes. This pre-selection of available services would be further restricted by ‘pre-paid cards’ (41) which can only be used for PCT-selected providers and prevent individual choice and control. 
Further requirements are set out as follows. “Before agreeing a care plan, PCTs have to give reasonable considerations to (28.): whether the services and employees, where required, are registered with the relevant organisations for example the Care Quality Commission (and have the necessary professional qualifications, section 3.3). PCTs could gather this information themselves or request that this information is gathered by the person receiving the direct payment (in which case the PCT must satisfy themselves that the results are satisfactory). Again, it is not specified what is meant by “where required”, and this potentially opens up loopholes for PCTs which may prevent rather than stimulate new services.
PCTs can decide (but have to publish reasoning) not to make any services available under direct payments. One such suggested reasoning is 'that to do so could be too expensive'. This proposal ignores that most new services or support schemes could in the first instance not compete solely on a cost basis but on the basis of agreed outcomes that come with innovation. 
We believe a cultural shift is needed to allow for the de-commissioning of some block services to this end. Otherwise, the same prescribed menu of conventional services would sustain, when the recognised gain from personal budgets is that people improve outcomes themselves from whatever self-chosen support enables them to live more independently.  

'Innovative' provider markets – as a prime driver for World-Class-Commissioning can hardly emerge under such selective conditions. 

Greater restrictions on employing Personal Assistants

“Staff (as employees of organisations) should be vetted and checked where necessary (CRB checks) in line with existing legal requirements.”  (Executive summary 2. & 37.). We assume that this relates solely to staff who are not directly employed by disabled people – regardless of whether or not residing in the same household. We would further hope to be reassured that staff previously employed by organisations and now exercising similar functions as employees of disabled people would not have to be checked by the PCT despite the employer’s objection to such checks. 

Further requirements on PCTs are set out as follows. “Before agreeing a care plan, PCTs have to give reasonable considerations to (28):  

(regulations)

(if the individual wants to employ someone directly), “are they able to properly meet their obligations as employers”. This appears to contradict section 31 which specifically states that employers should be supported but not regulated through “extensive new legal requirements”. Further, an employer’s check by PCTs seems paradoxical as it should be PCTs who would have to support individuals so that they develop the corresponding abilities. Who would set out what makes a good employer? What would qualify PCTs as role models for good employers? Why would existing employment law not provide staff with sufficient protection, even if they are employed by disabled people? Finally, this proposal implies that PCTs could object to direct payments on the grounds of their own shortcomings. We do not think that it is appropriate for PCTs to judge the ability of disabled people to properly meet their obligations as employers. This regulation is prone to conflicts of interests and could be exploited by PCTs as a loophole to prevent or end personal health budgets.  
There seems to be a further contradiction in the same section 37. It is proposed to give the person discretion as to whether or not “to carry out a CRB check on an employee living in the same household, a family member or friend” but this discretion then later on seems to be qualified as it would actually be for PCTs to assess whether this would be appropriate. PCTs are further advised to make their agreement to a care plan dependent on this consideration.
We would not think it is appropriate to leave it entirely to PCTs how they want to put all these proposals into practice “whether” and “where appropriate”. Apart from undermining disabled people’s freedom, these proposals would severely limit the pool of available personal assistants.  

Stricter reporting on condition, expected health outcomes and spending puts the onus unfairly on the person
“Because health care involves greater risks, (the consultation) proposes to be more prescriptive in requiring patients to provide information to the PCT.”  Given the broad definition of the scope of provision under Direct Payments (see section above) and the exclusion of primary and acute services (as assumed), we cannot see why health care involves greater risks than social care.    
Information on health condition, expected outcomes and spending is to be provided following a more prescriptive approach than in social care - leaving the detail of corresponding requirements to forthcoming guidance. We are very pleased about the support/care plan being based on “agreed” health outcomes that can be reviewed between the individual and the professional. However, the associated requirements on reporting do not follow from the social model of disability which reduces barriers and empowers the person to live as independently as possible. On the contrary, according to the proposals, disabled people could be held to account for not reaching the “expected health outcomes”. In this way, the proposals on reporting appear to be guided by the medical model. Such a prescriptive approach (rather than streamlining the absolute necessary details) would be a significant drawback from the Independent Living and Personalisation Agendas.   

To an even greater extent than before with councils, PCTs are to be established as regulators of disabled people's independent living opportunities – when the whole idea of personalisation is to shift power to the people away from established regimes, Putting People First. 

The different options of how Independent Living can be reconciled with an established medical regime need to be given more attention. To make the pilots deliver against the policy objectives, the regulations must specify x, y and z and use guidance to do a, b, and c underpinning this. 

NCIL / RADAR/ SOL’s response

In general, we believe that – in the interest of fairness and to avoid a ‘postcode lottery’ – PCTs should be provided with strong  regulations which contain as much detail as is necessary to ensure real empowerment of health service users backed up with effective practice guidance. 

We welcome the proposed provisions of continuing care for people with fluctuating capacity and in particular the requirement for “a full review…, if the individual wishes” (23.).  

In the following paragraphs we set out a brief summary of what the regulations must specify in order to ensure direct payments are taken forward in such a way as to support rather than thwart independent living:

This is a summary of what we believe the Regulations must do to maximise freedom, choice, control, dignity and participation of disabled people:

· Impose a duty on PCTs to inform potential direct payment users upfront about the level of resource they may have to play with (otherwise how can you do support planning effectively?) – and indeed inform them of all their rights in relation to direct payments (including the right to get a CIL or trusted person to manage the DP for you, your rights to complain and get effective redress).

· Impose a duty on PCTs to work in partnership with and support people to draw up their own support plans.

· Be crystal clear that people may use a direct payment to purchase anything – be it a service, support, equipment, access to mainstream services – that is a) legal and b) will help them attain the outcomes that matter to them as set out in their support plan.  It is appropriate to point out that a DP must not be used for cigarettes, alcohol or debt repayment, but apart from that it should be ensured that the Regulations avoid referring solely to ‘services’ since many people will not choose ‘services’. 

· Impose a duty on PCTs to cooperate and pool funds with local authorities wherever necessary to ensure disabled people accessing or entitled to funding from other sources for independent living can maximise their opportunities to get joined-up independent living support. 

· Ensure PCTs can only exclude people from direct payments under very specific circumstances (eg if they are subject to criminal justice system requirements).

· Instruct PCTs to ensure systems are compatible with relevant statutory obligations which support equality and human rights – DDA (including the Disability Equality Duty), MCA and human rights standards (ie. not just the Human Rights act but provisions of the UNCRDP in full)

· Instruct PCTs to involve users in the roll-out and implementation to ensure real co-production.

·  Be clear that there is NO requirement on direct payment recipients to subject prospective PAs to any specific vetting, rather they should place a duty on PCTs to arrange free POVA and CRB checks for disabled people employing PAs and to inform people of this right.

· Be clear that direct payment recipients can employ a family member if agreed with the PCT as the best way for the support needed to be provided. An advocate should be involved to act in the best interests of the individual (but there should be no reference to ‘exceptional circumstances’ that wording is wrongly used by councils to describe their obligations under social care regulations and is used to limit choice and control) 

· Stipulate that monitoring and auditing arrangements must be light-touch and proportionate, rather than impose a burden on users.

· Stipulate that users must be provided with accessible information about all aspects of direct payments (including opening a bank account, keeping records, employer responsibilities, support brokerage, recruitment etc) in their preferred format and that this information must be promoted through a variety of accessible, appropriate media.

· Stipulate that users have the right to free, independent advocacy and/or communication support and/or support brokerage to help them devise a support plan and negotiate with the PCT and navigate their way around potential services or support systems and buy things that will give them the freedom and better health outcomes they seek.

· Stipulate that PCTs must ensure  those moving from one form of personal health budget to another or from direct payments back to direct provision experience a seamless transition and continue to enjoy a high level of choice and control in respect to the support they receive.

· Stipulate that PCTs must provide information about Advanced Directives, support people in the formulation of Advanced Directives (via independent organisations) and abide by them.

· Ensure through the Regulations that there will be means to effective redress.

NCIL / RADAR/ SOL’s response

We do not think that the balance is right – please see above. In general, we think that such important parameters for Personalisation as disabled people’s input, choice and control need to be supported by strong regulations backed up by great practice guidance which has been devised in partnership with disabled people. 
This Practice Guidance needs to support an effective implementation of the regulations as above. This should inspire and illustrate how to do the above really effectively, drawing on best practice in direct payments, personal budgets, self-directed support and pooled funds to date. The practice guidance could highlight how PCTs can empower health service users to combine their direct payments and commission support/services etc collectively using case studies.

Alongside practice guidance for PCTs there should be guidance made available (in all formats) for prospective direct payment users by people with personal experience of self-directed support and using personal budgets.

We think that if DH takes an empowerment –plus approach to the Regulations and illustrates that well via the Guidance this is the best way of a) empowering people to take calculated risks and b) minimising actual risk.  The more people are informed and supported, the more empowered and secure they will be in reaching the agreed outcomes.

We would reiterate that Advanced Directives should be recognised as important means for independent living, which should be regulated (rather than described under guidance) to the extent that PCTs have to abide by them should the person cease to have capacity.
Likewise, we see the need to regulate – rather to provide guidance on – continuity of care “if a person moves from holding one form of personal health budget to another” (56.).


NCIL / RADAR/ SOL’s response

We note that guidance will be provided in relation to setting budgets on the basis of a ‘pricing framework for community services’ and the ‘payment by result’ development programme. We hope that disabled people will be included in this process and that no pre-selection of services will be made that prevent individual choice and control. 

We hope that Direct Payments will also be made available to children & parents. 

Finally, PCTs should only be charged with power if this comes with accountability and minimum standards. We do not think the current arrangements for complaints and redress are adequate and

disabled people must have free access  to a fast, fair, effective, independent review of any decision to refuse or terminate a direct payment, a dispute with their PCT about their support plan or any other action taken by the PCT which could constitute a violation of the regulations which then leads to effective action to put the situation right.

We would therefore encourage a mechanism for complaints and redress that exceeds current NHS provision. 
In the longer term, this could take the form of Health Tribunals (with disabled peer representatives) to replace the Parliamentary and Health Service Ombudsman and the Independent Complaints Advocacy. By comparison, decisions on benefits can be challenged at Social Security Tribunals. We would hope for such an effective safeguard against potentially fatal decisions of PCTs or councils, but we recognise the considerable investment needed, eg legal provisions and budgets.

Question 2: Is the level of detail proposed for the regulations right?








Question 1: Do you agree with the substance of the proposal?








Question 3: Is the balance right between regulations and guidance? Is there anything that should be in guidance rather than regulations, or vice versa?








Question 4: Is there anything else we should include?











1

