The Vision for Carers
Carers at the heart of 21st century families and communities
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Introduction
The Government has set out their vision in the new national strategy ‘Carers at the heart of 21st century families and communities – a caring system on your side, a life of your own’ – Department of Health; June 08

The vision is that by 2018, carers will be universally recognised and valued as being fundamental to strong families and stable communities.  Support will be tailored to meet individual’s needs; enabling carers to maintain a balance between their caring responsibilities and a life outside caring, while enabling the person they support to be a full and equal citizen.
Everyday 6000 more people take on a caring responsibility and, at any one time, one in eight people in the United Kingdom is a carer.  The costs to them in terms of general wellbeing, health and personal finances are becoming clear and the role carers play within society cannot be underestimated.

The government is proposing a transformation in care provision over the next decade and this will embrace the following key points, the vision being that

By 2018 carers will be:

· Respected as expert care partners and will have access to the integrated and personalised services they need to support them in their caring role;

· Able to have a life of their own alongside their caring role;

· Supported so that they are not forced into financial hardship by their caring role;
· Supported to stay mentally and physically well and treated with dignity; and

· Children and young people will also be protected from inappropriate caring roles and have the support they need to learn, develop and thrive, to enjoy positive childhoods and to achieve against the ‘Every Child Matters’ outcomes.

This is a shared vision and the responsibility of central and local government, the NHS, the third sector, families and communities; the vision has been shaped by carers, their advocates and front line staff who have been involved in the consultation process. 

The success of this transformation to a ‘New Deal for Carers’ will depend on the commitment of all agencies; the Essex vision for Carers, taking us through the next ten years, has been built upon the key points of the national strategy.

Carers will be valued as expert partners and will be entitled to a life outside of caring.
They will be supported by:

· Family

· Friends

· Community

· Employers 

· Work Colleagues

And will be able to access a wide range of services from across the following sectors:

· Public

· Voluntary

· Community and Independent

They will have access to both mainstream and personalised services, being confident in the service provision to both themselves and the person that they care for.

Who is a Carer

There is no standard definition and many carers do not recognise themselves in this role; for example 

· Cultural concepts of caring are not universally shared throughout communities in Britain; many people from other countries do not have experience of a welfare state and therefore, among a whole range of concepts, would not under the concept of a ‘Carer’

· Parents of disabled children understandably often see themselves as parents rather than carers, but this can mean that they lose out on valuable support available to them.

· Older couples who see caring for each other as a natural part of their lives and of being together ‘in sickness and in health’

· People caring for a family member of friend as a result of substance misuse – who often don’t see themselves as eligible for carers’ services.

For the purpose of this strategy we will use the following definition:
A Carer is someone who spends a significant proportion of their life providing unpaid support to a relative, partner or friend who is ill, frail or disabled or has a mental health or substance misuse problem. 
Carers are not a homogenous group.  Caring can take a large number of forms and is undertaken by individuals from all walks of life at different stages in their lives.  Importantly caring involves, or has the potential to involve, each and every one of us.

Carers are often described as 

· Family carers

· Informal carers

· Parent carers

Parent Carers are parents or guardians who are likely to provide support, because their child is ill or disabled, over and above that provided by other parents.  It is likely that parent carers will support their child for many months or years.
The term Young Carer applies to anyone under the age of 18 whose life is in some way restricted because of the need to take responsibility for the care of a person on a regular basis.  They may be the main carers or provide partial care for an adult or sibling.
Characteristics of Caring 
The 2001 Census found that there were 5.2 million carers in England and Wales, with over 1 million caring for over 50 hours per week.  However, there is no average profile for a carer with caring being spread over all age groups, ethnic groups and localities.

Why have a strategy?

A strategy is a long term plan of action designed to meet a particular goal.  Its development gives us a tool to be able to plan for what we want to achieve and to measure progress against the vision of carers having freedom to have a life of their own.
The strategy will be a useful document to help partner organisations understand priorities and to help plan for ongoing service developments to support carers.  The action plan linked to the strategy will be developed, implemented and continuously monitored by the formation of a multi agency steering group.

The strategy aims to raise the profile and status of carers within Essex and to ensure that carers get the recognition that they deserve.  It will enable them to have choice and control over decisions that affect them and to ensure that services are personalised and tailored to individual needs and circumstances.
This high level plan proposes to:

· Strive to give carers a voice and better recognition by offering opportunities for carer involvement and training and to encourage ‘hidden’ carers from Black and Ethnic Minority groups, and other groups that may have been disadvantaged in the community, to come forward.
· Introduce initiatives to staff working in the health, social care, housing, planning, leisure and emergency services to help improve knowledge and information.
· To ensure that where a service is required, the carer is able to access a break / respite that will give them a break from their caring role 

· Help carers maintain their own health and physical and emotional wellbeing by working with a range of health and social care professionals 

Appropriate links will be made with other planning groups and strategies as develop over the life of the strategy.
It is important that this ‘Multi Agency’ Essex Strategy is accepted and signed up to by all the partner agencies working to support carers.  With the personalisation of services, the focus in the future will be on enabling carers to have choice and control over their own budgets and types of care.

Facts about Caring
· There are around 6 million carers in the UK(DoH 2006).  This equates to one in every ten people

· Half of them live with the person that they care for

· Every year 2 million people start or stop a caring role
· People caring for more than 50 hours a week are twice as likely not to be in good health as those who are not carers; approximately 1 million carers provide over 50 hours of care a week
· 75% of carers are financially worse off because of their caring responsibilities.  In addition, 400,000 people combine full time work with caring more than 20 hours a week (DoH 2006) 

· Over 3 million people juggle work and a caring role

· It is estimated that Carers save the economy £87 billion a year, which is what it would cost to replace them if they stopped caring

· 3 in 5 people will become a carer at some point in their lives

· Women are more likely to become carers than men (58% women: 42% men)

· Thirteen million people can expect to become carers in the next decade

· By 2037, it is estimated that the number of carers will need to have risen by half to 9 million in order to keep pace with the rising levels of frailty and disability (Carer UK)

The contribution to society that is made by carers cannot be underestimated and they should be recognised and valued for this.  However, many carers face a number of issues which they report derive from a lack of recognition of their role and contribution.
What do Carers do
The care given by a carer will depend upon the individual circumstances of the caring situation; it is likely to change over time or even from day to day and can range from helping with shopping to providing continuous care.  It is likely to include some or all of the following:

· Personal care – washing, dressing, assisting with feeding, prompting or administering medication and other similar tasks

· Domestic help such as shopping, housework, meal preparation and management of personal finances

· Emotional support including giving reassurance to someone who may be anxious, confused or distressed.

Becoming a carer may be a gradual process or the result of a sudden event such as an accident or a stroke.  Caring for some people can be a life long role, particularly for parent carers.
The 2000 General Household Survey found that:

· 51% of carers looking after someone in their own home provided personal care such as bathing, washing, dressing and help with toileting
· 57% provided help with getting in and out of bed, walking and getting up and down stairs

· 22% were involved in administering medicines and 71% provided other practical help

Key Legislation, guidance and policy drivers – Carers Rights
Work and Families Act 2006
This act, which came in to force on 6th April 2007, gave carers the right to request flexible working from their employer.  It affects around 2.65 million carers and means that they can ask their employer to change their work pattern.  It can only be refused if it will damage the business or have an impact on other employees.

Carers (Equal Opportunities) Act 2004 (England & Wales)
This Act came into force, In England, on 1st April 2005.  The principal aims of the Act are to:

· Ensure that work, life-long learning and leisure are considered when a carer is assessed.
· Give local authorities new powers to enlist the help of housing, health, education and other local authorities in providing support to carers.

· Places a duty on local authorities to inform carers of their right to an assessment

Carer and Disabled Children Act 2000
This Act came into force in England in April 2001.  The Act provides:
· A right for a carer to request an assessment of their needs, even when the disabled person refuses an assessment.  The carer has to be aged over 16 and has to be providing or intending to provide regular and substantial care for someone aged over 18

· A right for parents of children with a disability to request an assessment

· The power for local authorities to provide carers with services which help them to care

· The ability for local authorities to provide direct payments (ie cash instead of care) to parent carers, carers for their own services and young disabled people aged 16 or 17

· The ability for local authorities to charge carers for their own services 

· Vouchers for breaks services
Carers (Recognition and Services) Act 1995
This Act came into force in April 1996.  It gives carers who are providing ‘regular and substantial care’ the entitlement to request an assessment of their ability to care (a carers assessment).  Local authorities must take the carers ability to care into account when looking at what support to provide to the person in need of care.

Employment Relations Act 1999
Employees gained the right to “reasonable time off” to deal with any unexpected situations that arise in relation to their caring or parental roles.
Valuing People: A New Strategy for Learning Disability for the 21st Century 2001

This document devotes a section to the needs of carers:

Carers face many problems and challenges. They need:

• More and better information;

• Better assessment of their own needs;

• Improved access to support services such as day services and short

   break services (respite care) particularly for those with more severe

   disabilities;

• To be treated as valued partners by local agencies, not as barriers to

   their son’s or  daughter’s greater independence.

The challenge is to ensure that carers:

• receive the right support to help them in their caring role;

• obtain relevant information about services;

• know who to approach for advice and help;

• are respected and treated as individuals in their own right;

• make their voices heard at national and local level.

NSF for Children, Young People and Maternity Services 2004

Standard 5, Safeguarding and Promoting the Welfare of Children and Young People and Standard 9, The Mental Health and Psychological Well-being of Children and Young People.

There is recognition that a parent’s own illness can have an impact on the children of the family.  The Trust works young carers to help them understand what is happening to their parent and to ensure their needs are addressed.

The needs of the young person or children will be assessed with a care package developed to meet their needs.

“OUR HEALTH, OUR CARE, OUR SAY”: A NEW DEAL FOR CARERS
Published by the Department of Health, this White Paper sets out the Government’s vision for integrated Health and Social Care provision. Chapter 5 sets out a “New Deal for Carers”. This explicitly pledges new information services, an expert carers programme, emergency respite schemes, a carers’ lead in Primary Care Trusts and Local Authorities and reviewing the National Strategy for Carers.

New Deal for Carers 2007

Is a programme of work commitment in the White Paper ‘Our Health, Our Care, Our Say’. It includes a commitment to undertake a revision of the Prime Minister’s 1999 Carers Strategy, greater provision of information and advice through the introduction of a central telephone helpline, a training programme for carers (Caring with Confidence) and the provision of an ‘emergency planning’ service.

Transforming Social Care

A Local Authority Circular that sets out information to support the transformation of social care signaled in the White Paper. It outlines what is expected of councils with social service responsibilities, including establishment of mechanisms to ensure that views and experiences of carers are central to every aspect of the transformation to personalised services.

NHS Operating Framework

This sets out a vision for making quality improvements throughout the system with a focus on the patient (and carers) entire experience.

Key point for carers:

· improved access

· improving health and reducing health inequalities

· joint working with local government 

· NHS Choices" being used to improve information and support for carers 

· the development of breaks for carers of older people

· taking into consideration carers needs in care pathways, taking on board carers views about the person they care for, recognising carers need for a break

· for the PCT’s to provide support for carers when they are having a routine operation by providing replacement care

Darzi ‘High Quality Care for All’ - Recognition of Carers

· recognises carers as key partners in delivery of care

· personalised services for patients and carers 

· emphasis of strengthening self-care and prevention

· emphasis on Quality Measurement

Personalisation agenda

The vision and guidance for transforming Social Care:

· there should be choice and control over how support is delivered

· services should be high quality, safe and promote independence, well-being and dignity

· there needs to be a greater emphasis on early intervention, low level community support and prevention. 

· this is achievable through a common assessment of Social Care needs and the ability to self assess.

· the role of social workers will be to act as advocates and brokers

· Self-Directed Support will enable people to design support/care arrangements to suit their individual needs

· Direct Payments and Individual Budgets are fostering this transformation.

The Vision of the National Strategy 
The Government has set out their vision in the new national strategy ‘Carers at the heart of 21st century families and communities – a caring system on your side, a life of your own’ – Department of Health; June 08.   This strategy is a key part of the transformation in care provision which the government is proposing for the next 10 years.  

By 2018, carers will be universally recognised and valued as being fundamental to strong families and stable communities.  Support will be tailored to meet individuals’ needs, enabling carers to maintain a balance between their caring responsibilities and a life outside of caring, whilst enabling the person they support to be a full and equal citizen.

This is a shared vision and responsibility between:

· Central and local government

· The NHS

· The third sector

· Families and communities
The action that needs to be taken over the next 10 years’, to make this vision a reality, needs to start now.
Public Consultation
In order to identify measures and changes that would make the most significant improvements to carers lives, a national consultation exercise was undertaken to report into the new national carers strategy.  This exercise included consultation events which were held with Essex carers.
What Carers have told us
Integrated and Personalised Services

· There is a lack of coordinated services centred on carers’ needs.  Carers are looking for greater personalisation of services enhanced by a greater cohesion between services;

· The current system frustrates and annoys carers.  There is a need to streamline the process across the board;

· Many carers said that it was important for professionals to have a greater understanding about the role that carers have, and that we should ensure that carers’ circumstances and needs are taken into account when they receive services.

Vision: 

Carers will be respected as expert care partners and will have access to the integrated and personalised services they need to support them in their caring role
……………………………………………………………………………………………
A life of their own
· “When a person becomes a carer they give up many of the opportunities that non-carers take for granted.  Carers’ lives also become increasingly synonymous with the person they for, which limits the opportunities they have for a life outside their caring role”
· The provision of breaks and replacement care were deemed the highest priority by carers when examining the proposals of both the Health & Social Care Task Force and the Employment Task Force.

· “On the occasions I get respite cover it’s great.  If you get the right person in, you can relax and focus on yourself and your own well-being for a short while”
· “Planned breaks would make a huge difference to full-time carers.  But you would need to be confident that the quality of respite care is good.”
Vision: 

Carers will be able to have a life of their own alongside their caring role.
……………………………………………………………………………………………

Income and employment
· Improving the financial position of carers was noted as an important consideration by participants during the consultation.  There was broad support for targeting financial benefits to those carers in the greatest need, in particular those who provide the most hours of care and those with the greatest financial hardship.

· “Carer’s Allowance does not reflect the work which goes into caring”
· “Carers are too isolated.  If carers do not have money then they are unable to make the most of life”

· Carers also want the opportunity to be able to combine paid employment with their caring role, which would both improve the financial position they are in and increase their opportunities to have a life outside caring.
· “It is difficult to work. (Carers) do not have the flexibility to work late, etc.”

· Some carers cannot work even when they want to, as this can compromise Carer’s Allowance”
Vision:

Carers will be supported so that they are not forced into financial hardship by their caring role.
……………………………………………………………………………………………
Health and well-being
· “Your health is ‘postponed’ in you are a carer”
· All carers need a carers to cope with the emotional strain you’re put under”

· Whenever I contact my doctor for a home visit he know there is a problem.  It is important for GPs to know how to react to carers problems with health and their issues.”
Vision:

Carers will be supported to stay mentally and physically well and be treated with dignity.
……………………………………………………………………………………………
Young Carers
· Young carers were particularly concerned about gaps in support for the person they care for.  They also highlighted their own difficulties – the worry they experience and the lack of time to learn, socialise and to access the opportunities other young people have.  They believe more needs to be done to address these issues.
· Many feel GP’s, hospitals and schools do not always recognise or take account of their needs as children and as young carers, adding to the pressures and challenges they face.  Many value the more specialised help which young carers projects and other targeted services provide.
· Young carers’ main concerns were:
· Lack of reliable support for the personal cared for and the wider family

· Gaps in emergency support 

· Not enough short breaks and project-based support for the young carers themselves

· Lack of understanding and support from GPs, schools and other front-line settings

· The importance of closer joint working across adults’ and children’s services was highlighted during the consultation.  In particular, the need for support and care for patents who are ill or disabled that takes proper account of the needs of dependent children and so protect them from taking on inappropriate levels of caring.  

· “My dream is to go to university and it has always been in my head that I wouldn’t go to university too close (to home) because it was my way of gaining independence.  However, I am not sure I can go because it means leaving home and there isn’t the support there for everyone else if I go”

· “If we miss out on opportunities, we feel we miss out on some childhood”

· “I shouldn’t have to choose between my family and my future”

Vision:
Children and young people will be protected from inappropriate caring and have the support they need to learn, develop and thrive, to enjoy positive childhoods and to achieve against all the Every Child Matters outcomes
…………………………………………………………………………………………………….
Essex Carers Strategy 2009 -2011
Better Outcomes for Carers 
Development of the Essex Carers Strategy has taken into account the national strategy and is structured around the five key outcomes.  To achieve the national vision, we have made a number of commitments in the short term and identified priorities that will be considered in the longer term.  The action plan will be developed in consultation with a multi agency strategy group; this will be formed with a number of steering groups reporting in to ensure that the strategy is encompassing and has appropriate input from all appropriate agencies.
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Links to other areas of work
A Joint Strategic Needs Assessments (JSNA) describes the future health, care and well being needs of the local population.  A Local Area Agreement (LAA) is an agreement between central government, local authorities and their partners on the priorities for a three-year period for improving services and the quality of life in a geographical area.  Together they form a major part of the new local performance framework, which seeks to deliver better outcomes for service users and carers through more joined-up services.

At a local level, Carers issues have been included in the Local Area Agreement for Essex under Priority 2 ‘More people supported to live independently in their own homes with better support for carers’.  National Indicator (NI) 135 ‘Carers receiving needs assessments or review and a specific carer’s service, or advice and information’ – with a stretch target of 30% over the next three years – relates specifically to this.  However, Carers and caring are fundamental within society and many other national and local policies and strategies can be cross- referenced.  (Awaiting information on LSP sign up to NI 135)
These include the national strategies for:



In ‘Putting People First (PPF) the Government set out its vision for the transformation of the delivery of social care in England to meet its commitment to independent living for all adults. It has four key elements: 
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For each of these the Government has set out what success might look like and these themes are embedded within the action plan attached to this strategy and an overview of how Essex will respond is set out in the following section:
Essex response to the government Concordat for Putting People First (PPF)
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ACTION PLAN

Our first vision is that:

Carers will be respected as expert care partners and will have access to the integrated and personalised services they need to support them in their caring role
	Planned actions 
	Priorities for Development

	
	2009 - 2011         
	2011 onwards

	1.1  Easily accessible and location specific          information for carers 


	1.1.1   Ensure that our information / literature are constantly updated and readily available in public places and available in a range of different formats / languages and available on the ECC Information Portal 
1.1.2   Include Carers Week and Carers Rights events, Essex Shows and development of other ‘information’ opportunities 
	
	

	1.2   A training programme empowering carers ‘Carers with Confidence’

	1.2.1   Ensure that this provision is available for Carers in Essex and that it is available in a number of different formats / languages
	
	

	1.3   NHS Pilots to examine how the NHS can better support Carers

	1.3.1   Ongoing work required with both Acute and Primary Trusts

1.3.2   Progression of ‘end of life’ pilot with South East Essex PCT
	
	

	1.4   Supporting the Third Sectors capacity and reach – both nationally and locally

	1.4.1   Linking in with the Third Sector Commissioning Strategy and development of future funding processes as determined by ECC

1.4.2   Aim to ensure that the sector is supported and developed to enable them to provide low level Carers support across the County (universal services)

	
	

	1.5   Training for key professional to support carers

	1.5.1   With the commencement of the personalisation agenda in Essex an ongoing programme of training both for new staff and professional development in Carer awareness, Carer Rights and the assessment process will be implemented. This will be necessary to ensure that our statutory legal duty is covered.  A range of training methods will need to be adopted

1.5.2   There will need to be ‘cross piste’ training to ensure that other ‘professionals’ are aware of Carer issues and they are embedded in to every aspect


	
	

	1.6   Increased data collection about carers and their caring experience

	1.6.1   Regular use of the ‘Carers Questionnaire’ will ensure that good practice is being observed
1.6.2   Ongoing monitoring and increased performance of Performance indicator C62 and LAA priority NI 135


	
	


Our second vision is that:

Carers will be able to have a life of their own outside of the caring role
	Planned actions 
	Priorities for Development

	
	2009 - 2011         
	2011 onwards

	2.1   More breaks for adults

	2.1.1    Joint work with Primary Care Trusts who are accessing the additional funding to ensure that this is used to support Carers of patients / service users with continuing health care requirements

	
	

	2.2   Pilots to assess best practices in break provision


	2.2.1 Evaluate the Emergency Care Breaks through Emergency Duty Service.
2.2.2 


	
	

	2.3   Sharing best practices for carers across Local Authorities


	2.3.1   Membership of the Eastern Region Managers Group


	
	


Our third vision is that:

Carers will be financially supported so that they are not forced into financial hardship by their caring role

	Planned actions 
	Priorities for Development

	
	2009 - 2011         
	2011 onwards

	3.1   A review of the flexible working definition of a carer


	 3.1.1  Working Carers steering group to consult and produce the ‘Essex definition’
	
	

	3.2   A good practice guide for employers


	3.2.2   Initial work to be undertaken with ECC as 27% of the Essex workforce are within the ‘public sector’

3.2.3   Aim to make ECC an ‘employer of choice’ for working carers


	
	

	3.3   A new programme of measure to enable Jobcentre Plus to better support carers

	3.3.1   Joint working once the Job Centre Plus staff are in place to develop this initiative
	
	

	3.4   More flexible and accessible skills training

 
	3.4.1 Project work to look at how carers can gain expertise to enable them to rejoin the workforce

	
	


Our fourth vision is that:

Carers will be supported to stay mentally and physically well and treated with dignity

	Planned actions 
	Priorities for Development

	
	2009 - 2011         
	2011 onwards

	4.1 Carers will be treated as true partners and will be integral to the design, planning and delivery of all services

	4.1.1 Formation of carer forum 
	
	

	4.2 A multi agency approach will be adopted with the five Essex primary care trusts 

	4.2.1 An integrated commissioning plan produced using I&DeA guidance
	
	

	4.3 Hold a central database of carers to ensure that they can be informed of new developments and initiatives


	4.3.1 Maintain existing database and develop new recording options
	
	

	4.4   Piloting health checks for carers

	 4.4.1   Links with local NHS trusts to develop carer initiatives e.g. – yearly health checks for Carers 
	
	

	4.5   GP training pilots


	4.5.1   Partnership work being developed to embed the carers agenda within both Primary and Acute services

4.5.2   Work with GP’s to ensure that they can recognise Carers and can provide or signpost to relevant and appropriate information in line with the guidance from the Royal College of General Practitioners; Supporting Carers:

An action guide for general

practitioners and their teams.

	
	


Our fifth vision is that:
Children and Young People will be protected from inappropriate caring and have the support they need to learn, develop and thrive, to enjoy positive childhoods and to achieve all the ‘Every Child Matters’ outcomes
“Many of today’s young carers will be the adult carers of tomorrow.  Doing something now to promote their equality of opportunity, health and information needs is as much a preventative strategy and a sound investment as it is a matter of social justice and a mark of a decent society”
(Professor Saul Becker, Loughborough University – 2004)
There are approximately 175,000 young carers in the UK and national research indicates that there are between 4,500 and 6000 young carers in Essex.  Of these, only 500 are registered with support groups, although research indicates that there are many more young carers who remain unidentified or ‘hidden’ from official statistics.
In order to provide better outcomes for young people who are carers we need to develop plans to ensure that they have the same opportunities as their peers and that any inequalities are addressed.  To meet these aims a separate strategy document for Young Carers has been produced by the Schools, Children & Families Directorate of Essex County Council.  This has recently been circulated and can be found at the following link: http://www.essexyoungcarers.co.uk/assets/default//uploads/E013284%20STRATEGY.pdf
Multi Agency Strategy Group





Third Sector Carers Orgs





District Councils – housing and leisure 





NHS & Mental Health Trusts





Job Centre plus and working Carer forums 





ECC – SCF for Young Carers and Parent Carers





























Universal Services





Carers can get information, advice and support readily and easily





Early intervention and prevention





Carers being supported in their caring role – perhaps by the use of Telecare equipment





Social Capital





Community groups or user lead organisations working in partnership to put good ideas into practice





Choice and Control





Carers feeling empowered to come up with flexible solutions to meet their needs, individually or collectively





Coronary Heart Disease





Stroke





Valuing People Now





End of Life





Dementia





New Horizons





Cancer





Is about self directed support.  This means having services available to meet peoples needs rather than people having to fit in with the things on offer





Choice and control





How society works to make sure everyone has the opportunity to be part of a community and experience friendship and care that can come from families, friends and neighbours





Social Capital





To assist people who at an early stage need a little more help to enable them to stay independent 





Early intervention and prevention





General support services available to all at a local level – e.g. health, transport, education, advice and guidance





Universal Services
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