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The Princess Royal Trust for Carers

Position Statement

NHS Inspection levers

LINks – Local Involvement Networks
Many of the following pieces of guidance reference LINks as a key way of giving the community choice and control in health services, including highlighting the community’s needs. Carers should be a key group involved in every LINk. Where the Care Quality Commission (CQC) is involved in inspecting or supporting the development of LINks, we feel there are clear opportunities to encourage the inclusion of the views of carers.

Operational plans 2008/09 - 2010/11 (Implementing the 2008/09 Operating Framework) 
National Planning Guidance and “vital signs” 

We feel that Vital signs offers substantial inspection levers for CQC for the first time:
1. The Tier 1 indicator on delivery of the stroke strategy. This strategy stresses delivery for carers and families throughout – see Stroke Strategy below. 
2. Tier 2 indicators include: public confidence in the NHS and self reported patient and user experience. We would argue that carers are a key part of the population whose experiences of and confidence in the NHS are important to assess.
3. Tier 3 optional local priorities include a carers’ specific priority, National Indicator 135 taken from the national set. There are also a number of Tier 3 indicators which are relevant to carers or can be delivered partly via support for carers or carer-friendly approaches:
a. Proportion of all deaths that occur at home
b. Proportion of adults (18 and over) supported directly through social care to live independently at home
c. Number of delayed transfers of care per 100,000 population (aged 18 and over)

d. Proportion of people with long-term conditions supported to be independent and in control of their condition

e. Timeliness of social care assessment
f. Adults and older people receiving direct payments and/or individual budgets per 100,000 population 
g. Parents’ experience of services for disabled children
There is an expectation throughout Vital Signs of closer working with councils and joint target setting through Local Area Agreements (LAA). This reflects the provisions of The Local Government and Public Involvement in Health Act (2007), which include:
· a duty on local authorities and PCTs to undertake a joint strategic needs assessment (JSNA) of the health and well-being needs of the local community;

· a duty on the local authority and named statutory partners (including PCTs, NHS Trusts and NHS Foundation Trusts) to co-operate with each other in determining LAA targets, of which up to 35 will be national priority targets agreed with central Government;

· a duty on those partners to have regard to those targets they have agreed; and

· the establishment of the new Local Involvement Networks (LINks) which will help ensure local communities have a stronger voice in the process of commissioning health and social care. 
Delivering health and well-being in partnership: The crucial role of the new local performance framework (DH/ CLG 2008) mentions carers throughout, e.g: “commissioners must look at how they can improve outcomes for service users and carers through increasingly personalised approaches” (p6). JSNAs should consider the needs of carers.
In talking about Practice Based Commissioning (PBC), the NHS Operating Framework gives the example: “We expect Primary Care Trusts (PCTs) to support PBCs in using their financial flexibility to make the simple changes that improve matters for patients – such as arranging for a replacement carer, so that an elderly person does not end up in hospital when their carer has a routine operation.” (para 3.10)

Core Standards
The existing standards which will continue to be monitored include some indicators which mention or are relevant to carers:
· C6: Healthcare organisations cooperate with each other and social care organisations to ensure that patients’ individual needs are properly managed and met

· C7e: Healthcare organisations challenge discrimination, promote equality and respect human rights

· C13a: Healthcare organisations have systems in place to ensure that staff treat patients, their relatives and carers with dignity and respect

· C14a: Healthcare organisations have systems in place to ensure that patients, their relatives and carers have suitable and accessible information about, and clear access to, procedures to register formal complaints and feedback on the quality of services

· C14b: Healthcare organisations have systems in place to ensure that patients, their relatives and carers are not discriminated against when complaints are made

· C14c: Healthcare organisations have systems in place to ensure that patients, their relatives and carers are assured that organisations act appropriately on any concerns and, where appropriate, make changes to ensure improvements in service delivery

· C17: The views of patients, their carers and others are sought and taken into account in designing, planning, delivering and improving healthcare services

Health Minister Ann Keen stated recently that “In 2007 94.9 percent of trusts reported compliance” with C13a but we feel that many hospitals and PCTs do not adequately identify and recognise carers and would be interested to discuss with PCTs what systems they have in place.

Putting People First

The Concordat Putting People First places carers at the heart of personalisation: “In the context of changing family structures, caring responsibilities will impact on an increasing number of citizens. Examples include an eighty-year-old woman having to cope with her husband’s dementia, a young mum pursuing a career and bringing up a family while looking after her elderly parent, a business executive working overseas whose widowed mother is hospitalised overnight following a stroke and older parents seeking for the right support to ensure their adult son with a learning disability can live independently.” System-wide transformation of social care will include:

· “Family members and carers to be treated as experts and care partners other than in circumstances where their views and aspirations are at odds with the person using the service or they are seeking to deny a family member the chance to experience maximum choice and control over their own life. Programmes to be supported which enable carers to develop their skills and confidence.” 
· “Systems which support integrated working with children’s services, including transition planning and parent carers, and identifying and addressing concerns about children’s welfare.” 
· “Adult social care will also take responsibility for championing the rights and needs of older people, disabled people, people with mental health needs and carers within the local authority, across public services and in the wider community.” 
One of the ways in which people will be put in the driving seat of service reform is: “Support for at least one local user led organisation and mainstream mechanisms to develop networks which ensure people using services and their families have a collective voice, influencing policy and provision.”
Hospital Discharge

We know that support for carers can aid swift and successful hospital discharge. Support for carers appears to be woven in to the joint working duties explicated by statutory guidance to the Community Care (Delayed Discharges, etc) Act 2003. This says that:

“The Act puts in place a number of steps to ensure that carers:

· are involved in discharge planning, 

· can ask for an assessment (under the Carers and Disabled Children Act 2000) of any services they need to support the discharge of the person they care for,

· are given such an assessment if they are already receiving carers’ services or have had a carers’ assessment in the previous 12 months, 

· and receive the services, or direct payments for the services, they need to support the safe discharge of the person they care for within the same timeframe as any community care services which are provided to the person being cared for.” (p37 of the statutory guidance)

It also says that older people’s discharge assessments should be delivered jointly by health and social care according to Single Assessment Process guidelines, outlined in the NSF for Older People 2001 (“The perceptions of family members and carers” and any risks to carers must be established by SAP, see SAP Annexe E p13 and p20-22 at www.dh.gov.uk/en/SocialCare/Chargingandassessment/SingleAssessmentProcess. SAP guidance also suggests that joint staff development should include working with carers – p37). 
Even where patients say they do not want an assessment, the hospital must notify social services that they wish an assessment offered if they cannot establish “whether a patient who says they can manage alone will be safe to discharge without social services’ support or whether the patient’s carer(s) are genuinely able and willing to provide all the support required” (p27).
The duties under this Act should be seen in the context of existing duties to “consider whether the person has any carers and, where they think it appropriate, consult those carers” whenever a Community Care assessment is offered (see LAC(2004)24 The Community Care Assessment Directions 2004 at www.dh.gov.uk/en/SocialCare/Chargingandassessment/SingleAssessmentProcess/DH_079509). Also,  “Where the carer will be undertaking lifting, or other tasks that need training to ensure that the carer or patient is not put at risk, staff should ensure that appropriate training is provided.” (p16)
The responsibilities of councils and the NHS are intertwined at the point of discharge and good practice would be to see the role of supporting carers as a shared responsibility, in line with the vision for the future of care set out in the concordat between central and local government, Putting People First. Transfer of care is also Quality Marker 12 in the National Stroke Strategy. 
National Stroke Strategy

We feel that the Strategy offers one of the most significant levers to improve health trusts’ work with and commissioning for carers, particularly as delivery of the Strategy is a national inspection target. There are a number of Quality Markers for NHS bodies to work towards which are very relevant to carers:

· members of the public and health and social care staff to be able to recognise the main symptoms of stroke and know that it needs to be treated as a medical emergency (QM1)
· People who have had a stroke, and their relatives and carers, have access to practical advice, emotional support, advocacy and information throughout the care pathway and lifelong (QM3)
· involving individuals and their carers in developing and monitoring services (QM4)
· stroke-specialised rehabilitation (QM10) within hospital, immediately after transfer to home or care home and for as long as it continues to be of benefit
· active end of life care (QM11)
· transfer of care (QM12) from hospital to community needs to be improved, working closely with the voluntary sector 
· A range of services needs to be locally available to support the individual long-term needs of people who have had a stroke and their carers (QM13) 
· Assessment and review of the needs of people affected by stroke (QM14) [including their carers]
· Opportunities to participate in community life and to return to work (QM15 and QM16) [for both patients and carers]
QM3

Commissioning of information services specific to carers and capable reaching the whole community is suggested by this measure. The Strategy says that carers “are often dissatisfied with the amount of information they are given” (p15). This was the finding of a Healthcare Commission survey in 2006: Survey of patients 2006, Caring for people after they have had a stroke: A follow-up survey of patients, which says: “It is widely acknowledged that long term support that meets the needs of patients who have had a stroke, and their carers, is important for maintaining their mental and physical health, ensuring the best possible quality of life and reducing the use of health and social care resources.” (p9 and p19 of the survey). This was an area of patient dissatisfaction. Patient satisfaction is increasingly measured and inspected upon. The national clinical guidelines for stroke “state that patients and their carers should have their individual social and support needs reviewed on a regular basis” (p23). “The families or carers of patients who have had a stroke often require help and support from health and social services as the burden of care can be considerable. There is evidence that carers have high levels of morbidity, low self-esteem, emotional distress and poor mental health. Three fifths of the people who responded to the follow-up survey said that a friend or family member wanted or needed support from health and social services. Just under half of these people (46%) reported that a family member or someone else close to the patient had not received any help or support from health or social services.” (p23).
The Stroke Strategy includes these points: “People who have experienced stroke and their carers benefit from consistent support in accessing information about their condition, and knowing how to access a full range of services from the NHS, social care and others. They also ask for more support in navigating the health and social care systems. This is important whether people are returning to their own home or going into a care home….Service providers often work closely with voluntary sector organisations, which have traditionally undertaken this information and navigation role in some areas. This may take the form of a support worker, who can provide practical advice, information, signposting, advocacy and emotional support on a short- or long-term basis both to individuals who have had a stroke and to their carers… This is an important area for local authorities, health services and the voluntary sector to work on together, and they should consult people who have had a stroke and their carers on the relevance, suitability and completeness of materials to meet their individual needs.” (p19)

There is a list of all the aspects of information that Trusts should train patients and carers in on p20. Some of this will overlap with the Caring with Confidence (CwC) programme and it may be possible for health trusts to get involved with CwC to deliver some of these aspirations. 
QM4

Trusts are encouraged to “Establish a mechanism for regular consultation and involvement of those who have had a stroke and their carers.” (p21) “Involving people who have had a stroke and their carers in the development of services at the outset can help drive improvement and tackle problems. For example, consulting people with stroke and their carers on the relevance, suitability and completeness of services and resources to meet their individual needs will improve the quality of information that services provide. Regular audits involving people with stroke and their carers, including people with communication and cognitive difficulties, should improve the effectiveness of information provision. Voluntary sector organisations can be effective in supporting this.” (p21)  It will be important to assess how effective LINks are at achieving these goals.

QM10 and 11
Chapter 3 of the Strategy, Life After Stroke, takes a whole family view of rehabilitation with this broad aim: “For those who have had a stroke and their relatives and carers, whether at home or in care homes, to achieve a good quality of life and maximise independence, well-being and choices” (p34). Trusts are encouraged to work with other services including “employment, transport, housing and leisure services” (p35). Services that can be commissioned from the voluntary sector include: “family and carer support intervening soon after the event and providing information, advocacy and support” (p35). Partnerships between NHS stroke teams and carers services, particularly in facilitating peer support approaches (p39), would be very much in line with the thrust of this chapter.
QM 11 is about good quality end of life care and includes the measure of success: “Positive responses to questionnaires from bereaved relatives and carers” (p41)
QM12
Seamless transfer of care involves “A workable, clear discharge plan that has fully involved the individual (and their family where appropriate)” (p42) 

QM13
Long term support those affected by stroke and their families should be individually tailored with elements commissioned from the voluntary sector: “Carers are vital in providing support for people who have had a stroke and medical professionals and providers must acknowledge this when looking at the long-term support for people who have had a stroke. Carers are entitled to an assessment in their own right for support, and access to ongoing, long-term support services such as planned short breaks and laundry and continence support services can enable carers to sustain care at home over the long term. The Carers Grant is given to councils to support the provision of these services for carers and PCTs will receive £150m 2009-11 to provide breaks for carers. Both the Carers Grant and PCT monies are not ring-fenced but the NHS Operating Framework 2009-10 instructs PCTs to produce a joint plan with the Local Authority describing how they will provide breaks for carers.
“Practice-based commissioners can use NHS money flexibly to purchase care, allowing carers to take a break, as set out in the Commissioning Framework for Health and Well-being.” (p44)

This QM provides a strong argument for Trusts to commission carers’ services to meet local needs. The measures of success services would need to demonstrate a contribution to include: “Greater proportion of individuals/carers who are screened to identify need for psychological support and whose identified needs are met” and “Greater proportion of individuals/carers who receive an assessment” (p44).

QM 14

This QM has two parts: “People who have had strokes and their carers, either living at home or in care homes, are offered a review from primary care services of their health and social care status and secondary prevention needs, typically within six weeks of discharge home or to care home and again before six months after leaving hospital” and “This is followed by an annual health and social care check, which facilitates a clear pathway back to further specialist review, advice, information, support and rehabilitation where required.” (p45) This is significant because it is perhaps the only place in government guidance in which the NHS is given a clear remit (although not a legally binding duty) to assess the needs of carers. One of its measures is “Greater proportion of carers receiving assessments” (p46)
QM15 & 16
QM15 is that “People who have had a stroke, and their carers, are enabled to live a full life in the community” and again stresses involving the voluntary sector in providing holistic, whole family support, including looking at the family’s transport needs and Trusts providing partner agencies with training on stroke.

QM 16 is that “People who have had a stroke and their carers are enabled to participate in paid, supported and voluntary employment” and has two measures: “Greater proportion of individuals and carers who return to paid work” and “Greater proportion of individuals and carers volunteering” (p48). 

Trusts will need to work with carers’ services, particularly those with employment services, to deliver this aspiration. Training on strokes from the PCT should also be made available to Carers Centre staff.
Contact details for policy issues: 
Alex Fox, Director of Policy and Communications: afox@carers.org,  07896 291846
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