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FORWORD
This document aims to bring together in one place an overview of the role of carers as expert care partners while recognising their own need for support, for organisations in Northumberland to respond to over the next five years.
Carers make a vital contribution to the provision of care in the county and it is essential that we value and recognise their role. Most of us can expect to be a carer at some point in our lives and it is estimated that there may be as many as 34,000 people in Northumberland providing regular help, with as many as 7,000 providing support for more than 50 hours per week. It is helpful that we all respect the term “carer” and avoid calling our social care and health staff “carers” as misusing the term causes much confusion, preventing carers from understanding their rights. 
Carers were consulted in 2008 and a draft version of this document was circulated during the spring of 2009.  We received a range of comments, which we have considered carefully in preparing this version. The updated version of the document has also taken account of further developments since the publication of the consultation draft, most notably the government’s Transformation agenda.  
The landmark agreement Putting People First: A shared vision and commitment to the transformation of Adult Social Care (DoH 2007) sets out that Local Authority’s must lead an innovative partnership to jointly develop a new, high quality social care system. This system will be fair, accessible and responsive to the individual needs of those who use services and their family carers. In Northumberland, we are working hard to develop a personalised system which is on the side of people who need support and their families; where individuals, family members and carers are treated as experts.

We believe that the use of personal budgets, and the focus on improving outcomes for both the person needing support and the carer, will encourage a change in culture and mindset. Personal budgets will allow for better outcomes as the person being supported and the carer have much more choice and control over what services and support best meet their needs. 

We also recognise that people will need improved advice, advocacy and, where appropriate, support to managing their personal budget. We want to allow time to work carefully through solutions to managing risk with individuals, carers and their families. This outcome-based approach to meeting support needs not only of the individual, but for the whole family sets the direction of travel not just in Northumberland, but right across the country, and firmly recognises the mutual relationship between the carer and the person they support. 
This Carers’ Strategy will help us to maintain a carer focus in these changing times and we hope will be helpful to a wide range of organisations working in Northumberland, so that we may work together to the benefit of carers and those they care for. 
Daljit Lally, Executive Director, Adult Care. 
Introduction

Carers make a massive contribution to our community and should be recognised for the hard work they do every day. There are already more people in Britain over the age of 60 than there are children below the age of 16. In ten years, more people will be over 40 than below it. The demands on social care and health provision are increasing along with our odds of taking on the caring role for a loved one; in fact most of us can expect to be a carer at some point in our lives. We may take on the role suddenly and unexpectedly or gradually. 
Not all carers live in the same household as the person they care for but all have taken on a major commitment to care for a dependent relative or friend on an unpaid basis, which has a significant impact upon their own lives. More and more people find themselves struggling to balance caring responsibilities with paid work and facing the prospect of having to sacrifice one for the other. Sometimes caring can be the most fulfilling thing in the world, sometimes it can be the toughest thing in the world. No two caring relationships are ever exactly the same. 
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Northumberland launched its first carers’ strategy in June 2001, the result of collaboration between carers living in Northumberland and professionals from a range of statutory and voluntary agencies. Based on full consultation with carers, the strategy provided, for the first time, a clear framework for addressing carer priorities using the Carers Compass developed by the Kings Fund as a strategy tool. Northumberland Carers’ Strategy has been particularly successful in raising the profile of carers and driving change.  The strategy was formally reviewed in 2005 providing an overview of the progress made by Northumberland Care Trust and partner organisations since 2001 and guiding further improvement and development.
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A shared cross government and sector commitment to work together to support individuals and their carers is set out in Putting People First (HM Government 2007), a national agreement with the purpose of transforming the way people with long term health needs or disabilities are supported. This agreement sets a social care reform programme with key elements: prevention, early intervention and personally tailored services. Such a wide reaching personalisation agenda relies on strong multi-agency cross sector partnerships and user and carer led planning, and has strong links with the Carers’ strategy. 
Our vision for carers in Northumberland 
The national direction has prompted a re-focusing of our approach to carers in Northumberland as ‘partners in care’, with a clearer emphasis upon preventative measures and robust support mechanisms early on rather than crisis intervention. 
Our vision is that carers in Northumberland will be recognised and valued for the positive contribution they make to our community. The rights of all carers to a life beyond caring, to social inclusion and equal opportunities will be understood and facilitated. Carers will be involved and feel that in Northumberland the national vision for carers is delivered.
National vision (to be achieved 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;
· Carers will be able to have a life of their own alongside their caring role;

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

· Children and young people will be protected from inappropriate caring
Aims of the strategy
The strategy aims to:

· Raise the profile of carers as expert care partners; 

· Inform the Care Trust and partner agencies of the issues important to carers; 
· Provide a framework for action for carers, setting out local priorities and direction for developing support for carers;
· Improve and extend partnership working to benefit carers.
How will the strategy be used?

Northumberland Carers’ Strategy is intended to give an overview of carers’ issues and build upon the progress already made, taking into account social and demographic changes as they affect the population of Northumberland. It is a multi-agency strategy led by Northumberland Care Trust, alongside other stakeholders and including carers. It relates directly to carers of adults, is also relevant to parent carers, and links to a separate Young Carers’ Strategy. The Strategy is administered by a Carers’ Strategy Partnership Group within the structure of the Northumberland Strategic Partnership.
The needs and priorities for carers are reflected in a range of national policy documents (see Appendix 1). Policymakers have also made clear the importance attached to the issue by including the key National Indicator relating to carers (NI 135) as a priority target in the Northumberland Local Area Agreement. This will be reflected in 2009/10 in the new Comprehensive Area Assessment (CAA)
.

Northumberland Carers’ strategy will be monitored quarterly and reviewed annually by the Carers’ Strategy Partnership Group that is a sub-partner of the Health, Care and Wellbeing Thematic Partnership of Northumberland Strategic Partnership. 
Each partner agency will have its own internal strategies and action plans that either relate specifically to carers or include carers; this document will compliment and inform those strategies. A tool for feedback is included with this strategy that will help the Care Trust collate activity and promote partnership working (Appendix 3). This tool is designed to raise the profile of carer issues and should not replace more detailed planning.
How is the strategy funded?
The strategy is mainly based upon financial resources available to Northumberland County Council from central government through the Carers’ Grant and the New Deal for Carers, now integrated into the Area-Based Grant, which sits with the Northumberland Strategic Partnership Board. It also reflects additional mainstream funding from Northumberland County Council (delegated to Northumberland Care Trust) for adult social care and from the PCT for community health services. 

Opportunities are taken to bid to the government for additional resources for specific projects e.g. at time of writing the Care Trust await the results of a bid for funding for countywide health checks for carers through the National Carers’ strategy.  Other funding allocated nationally as part of the New Deal for Carers includes £150m to PCT’s to deliver additional breaks for carers; £38m to Jobcentre Plus; £37m held centrally to develop pilot schemes for GP training on carer issues; £2.775m for the national carer information service and £4.6m per year to fund Caring with Confidence training. 
Third sector organisations bring in additional funding from other sources. 
The strategy will also influence the funding streams of partner organisations. Many elements of the strategy centre on changing working partnerships and practices in relation to carer issues and require will rather than financial resources. Many elements involve redirecting existing resources to offer more control and individual choice to carers. 
How have carers informed the strategy?
This strategy has been informed by:

· A Carers Event held in October 2008 involving carers and cross-agency professionals coming together to consider what these national aims mean for carers in Northumberland and inform our strategy for the next 5 years.  Each discussion group considered what needs to happen in order to feel such aims have been achieved and to set priorities; 
· Carers views through service and process evaluations and reviews e.g. evaluation of the effectiveness of the carer’s needs assessment process; impact of carer support workers; Supporting People review;

· Carers Charter developed with carers for Northumberland Tyne and Wear Trust in 2008, in relation to mental health and learning disability services; 
 
· Ongoing feedback collated by Carers Northumberland through the establishment of an independent carer voice, listening to carers individually and in groups to identify need;

· Feedback through the Care Management system and individual carer and Third Sector feedback to the Carers lead officer;

· Work with Young Carers and Parent Carers led by the Family and Children’s Trust (FACT) and Action for Children.

Who are carers?
Carers are people who provide emotional, physical and/or practical support to loved ones, relatives or friends because of disability, illness, or the effects of old age.  They may also take responsibility for the care of a person who is experiencing mental distress or is affected by substance misuse or HIV/AIDS.  The care they provide is unpaid.  Family or friends will not always want, or be able, to be carers or to provide every aspect of care needed. 
A parent carer is a parent or guardian who provides support in addition to usual parenting responsibilities because their child is ill or disabled.  Parent carers will often prefer to be referred to as parents rather than carers, although they have rights under carer legislation. 

A young carer is anyone under the age of 18 whose life is in some way restricted because of the need to take responsibility for the care of someone, usually in their family. Many young carers assume significant levels of responsibility normally associated with an adult. It should not be assumed that all children whose parents are ill or disabled are automatically young carers; however, an increasing number of disabled and ill adults are forced to rely on their children for their survival and wellbeing, resulting in their children becoming young carers. 

The main groups of hidden carers include:

· People who simply do not realise that, in the help they are offering, especially during periods of crisis, they are carers.  The geographical isolation of many people in Northumberland increases this risk and rural carers are not only less likely to recognise themselves as carers and access their rights but may also experience greater difficulty getting the help they require;
· People providing considerable emotional support to someone with an enduring mental health problem, who because the care does not involve practical help often fail to recognise their eligibility for support and the strain caring places upon them before reaching crisis point;

· People supporting someone with a drug or alcohol problem; these carers find it difficult to share their concerns with others due to stigma and may not ask for help, yet the impact upon their own lives may be considerable;
· Young carers (under 18) are often not recognised by professionals as having a substantial caring role and can be extremely isolated;

· Black and ethnic minority carers tend to be hidden largely due to assumptions made with regard to the closeness of families and the role of women.  There are arguments, however, that suggest this group are ‘easy to ignore’ rather than ‘hard to reach’.

Profile of carers in Northumberland

· Northumberland has a population of 310,600, with considerably poorer health statistics than the England and Wales average.  The health issues which create the most significant demand in Northumberland are in line with those creating most demand at national level – heart disease, stroke, cancer and mental health. 

· Northumberland is fundamentally rural in nature – nobody lives in a settlement with more than 35,000 residents. The upland communities living within the North Pennines and Cheviot Hills are among the most remote in the country. In these places, getting to even fairly basic amenities – such as a shop or GP, much less day centres or hospital – may not be easy or straightforward and carers can find it difficult to obtain advice, help and assistance.

· Northumberland’s population is also an ageing one – we have fewer children under 15 years old and more adults of pensionable age than the national average.  This has implications not only for the increased number of family members taking on caring responsibilities but also on the workforce, many of whom will give up work to care.

· 34,000 of Northumberland’s population provide unpaid care. 

· 7,000 provide over 50 hours of unpaid care per week.
	
	People providing unpaid care 
	unpaid care more than 50 hrs a week

	Alnwick 
	3033 ( 9.8%)
	600   (1.9%

	Berwick 
	2673 (10.3%)
	599   (2.3%)

	Blyth Valley 
	8882 (10.9%)
	2161 (2.7%

	Castle Morpeth)
	5677 (11.6%
	1050 (2.1%)

	Tynedale 
	6129 (10.4%)
	1018 (1.7%)

	Wansbeck 
	7215 (11.8%)
	1865 (3.1%)


· 25% have cared for the same person for over 10 years.

· 20% are caring for more than one person. 
· Young Carers
It is extremely difficult to obtain accurate figures as to the incidence of young carers in the county.  The 2001 Census identified 806 young carers in Northumberland aged 5-18 who provided care, some up to 50 hours or more per week.  

More penetrating research, undertaken recently by the National Society for the Prevention of Cruelty to Children, concludes that 4% of children will be young carers at some point in their childhood.  57% of known young carers are girls and 43% are boys.  In Northumberland this amounts to at least 2,000 children and young people of school age, but this is still considered a conservative estimate. This figure is more than doubled if we consider the transition into adulthood and include young adults up to 25 who take on the caring role instead of higher education/work, indicating limited life choices.
We are working in partnership to improve the life of young carers, however,  while highlighted in this strategy, a separate Young Carers’ strategy is being developed, led by the Family and Children’s Trust and will detail young carer action planning. 
Census figures for Northumberland conservatively report:
	Children aged 5 to 7
	21 provide care

	Children aged 8-9
	41 provide care with 3 providing more than 50 hrs a week

	Children aged 10-11
	88 provide care

	Children aged 12-14
	246 provide care

10 over 50hrs a week

7 not in good health themselves

	Children aged 15
	121 provide care

9 over 50 hrs a week

3 not in good health themselves

	Young people aged 16-17
	285 provide care

20 over 50 hrs a week

8 not in good health themselves

	Young people aged 18-19
	252 provide care

17 over 50 hrs a week

8 not in good health themselves

	Young people aged 20-24

(indicating a steady increased reliance and limited life choices)
	733 provide care

81 over 50 hrs a week

28 not in good health 



Equality 
In individual and strategic planning for carers and young carers it is important to consider how their caring responsibilities can potentially unfairly limit their choices for wider opportunities.  The Equalities review which contributed to the national strategy suggests that in order to offer carers more choice and control in balancing commitments and aspirations, and tackle inequalities, a strategy should:

· Tackle the barriers to achieving more equal outcomes that caring creates;
· Ensure equality of access to support for carers. 
No two caring relationships are ever the same; however, grouping carers with shared areas of need ensures specific attention.  For example, identifying and working specifically with older carers caring for a son or daughter with a learning disability can help relieve worry concerning the future and help the carer to be involved in long term planning.

While historically women were most at risk of social isolation, health problems and financial hardship due to caring, there are almost as many men with caring responsibilities today.  Information and training must be gender targeted, as must support.  Flexibility is essential in recognising diversity supported by services like the Carers Support Fund and, in future, more personalised services. 

The rural nature of the county can lead to barriers to accessing services and many carers in rural Northumberland feel there is inequality due to the problems caused by lack of transport, fewer providers of services and social isolation leading to problems accessing their rights or even being aware they have rights.  It is not unusual for families in rural Northumberland to be in excess of 15 miles from their GP surgery or other local amenities. 

Combinations of disadvantage including caring responsibilities often lead to a cycle of worklessness and ill health.  As an illustration, a person who becomes a carer whilst still a child; this person is more likely to be a girl than a boy.  We know that she is more likely than average to be economically inactive, and still a carer, as a young adult.  She is therefore living on a low income and is at risk of social isolation and of developing mental illness.
 
Many carers juggle work with caring and view their work as a vital part of their lives.  It not only provides much needed financial security and a break from caring, but increased self-esteem and a valuable sense of identity separate from their role as a carer.  There are over 1.5 million carers in England aged between 25 and 59 years.  Half of these are under 45 years of age – prime working age.
 

People who give up work to care face an immediate reduction in income and the loss of companionship at work.  Social exclusion is a very real possibility.  A break in employment may also damage promotion and development prospects, and re-entry into employment when caring responsibilities come to an end can be extremely difficult. 

Carer Health is an issue: in addition to other disadvantage and exclusion, we know carers are also more likely than others to suffer from health problems themselves.  The pressure of caring for someone can be extremely demanding physically, emotionally and mentally. Helping to keep carers healthy is crucial if they are to continue to provide this essential support.  Some health problems may be a direct result of caring, some may be exacerbated due to the carer failing to focus upon their own health needs due to the often greater need of the person cared for.  Many people with long term health needs themselves also have caring responsibilities.
	Northumberland
	In good health 
	Fairly good health 
	Not good health

	All Carers
	17920
	11458
	4115

	Caring 50+ hrs/week  
	2861
	2858
	1549


Northumberland has a very low black and minority ethnic population, 1.9%
 but estimated to have risen recently to nearer 2.5% due to European economic migration. Carers in these families are therefore less supported or understood than in larger ethnic groups with support networks in other areas. There is a high risk that people do not always understand they might be entitled to support. There are also a lower proportion of refugees, asylum seekers and possibly lesbian, gay and bisexual people
. The experience of caring will differ according to the circumstances of the person cared for and cultural expectations and family structures within different communities. 
To influence planning partners are recommended the National Black Carers and Care Workers Network report Beyond We Care Too. www.afiya-trust.org .

Key Role of Care Trust Partners
Primary Care - Fully recognise the role of carers as partners in care. Research indicates that carers who are given the information and advice they need to care (understanding of conditions, medication etc.) will cope better with the role. Identifying patients who are carers and the carers of patients with long term health conditions or vulnerable is crucial. Initiating protocols for sharing information; involving carers and informing carers of their right to assessment; signposting carers to appropriate support; providing health support to carers.

Hospital Acute Trusts – Fully recognise the role of carers as partners in care.  Identify carers: inform carers of the right to assessment; involvement in discharge planning; clear information regarding condition, treatment to encourage confident and safe caring. Protocols regarding confidentiality need to enable full carer involvement and should also include recognition of the confidentiality rights of the carer

Third Sector Organisations – Many carers prefer to deal with Third Sector organisations for information and signposting, peer support, emotional support and advocacy to influence change.  The Third Sector has key links with the communities served and is well placed to respond flexibly to local need. 

Housing Agencies - Ensuring carer issues are highlighted in local housing strategies; recognition of carer issues in determining priority criteria responding to need in relation to carers moving closer to the person cared for and vice versa, recognising the role of carers in providing housing related support and their own need for support and communication in this area.  Working in partnership to ensure people have access to information e.g. benefits including eligibility to Council Tax reduction.

Family and Children’s Trust – Provision of support to parent carers; to lead on a strategy to support Young Carers.  The transition from children’s services to adult care can be a difficult time for carers. 
Jobcentre Plus, employment support agencies, HR departments, Occupational Health – Carers are a targeted group in terms of worklessness and removing barriers to work.  The role involves ensuring carers are fully informed before making a decision to give up work to care; helping carers to combine work and care; encouraging flexible work opportunities and ensuring carers and employers are aware of carer rights;  helping carers’ return to work when caring ends;  signposting to care support. 

Leisure Services, Adult Education - Social exclusion leads to depression, lack of confidence and disadvantage in the field of work.  In order to sustain the caring relationship and avoid social exclusion it is important that carers maintain a life outside caring.  Leisure services have a role in recognising carers as a group worth marketing to; creating flexible opportunities; including carers in discount or concession schemes; providing information about services. 

Training Providers – Provision of flexible training opportunities for carers around caring skills; developing training opportunities to support carers to return to employment when caring ends, including confidence and skills building is necessary.

Information Services, CAB, Welfare Rights, Libraries - Ensure workers have up to date information around carer rights and access to assessment and support; distribute carer information.
Strategy priority sections
All quotes used in the strategy are from consultation with carers in Northumberland. Accounts of carers experiences are taken from actual accounts from carers in Northumberland, however, some wording may have been changed for clarity and to protect identity. 
How we support carers within each section is an overview and is not comprehensive.  Many other community support services for people needing care directly or indirectly support the carer, and there are many support projects in the Third Sector that deliver valuable support to carers but whose main focus is upon the person requiring care.  The focus upon and recognition of the need for carer support has grown significantly since the first carers strategy in 2001, and the aim is to continue to improve carer experience in Northumberland in the next 5 years.

Priority 1: Information and Recognition

What carers say………… 

“It took me a long time to realise I was a carer, we had been living with his condition for many years”

“We need to feel in control (on our own or through advocacy) and informed.”
“Information should be personable – with professionals to build bonds, especially when speaking to someone over the telephone.”
“People need to get back to us with information when they say they will”

“It would have been useful to have known about support available a lot sooner, as soon as a diagnosis is made instead of having to find out much later. People should work together more.”

 “Information needs to educate the whole family, especially around illness implications in social situations”

How we support carers in Northumberland 

· Northumberland Carers Guide is available to all adult carers from cross sector agencies and includes a self referral form for a Carers Need’s Assessment;

· Carer’s Need’s Assessments are provided jointly or separately to carers of adults even when the person cared for declines assessment or services.  Carers Assessments are available to parents of disabled children within Children’s Services;

· A Young Carers protocol is in place for adult/children’s service partnership, a Young Carers Guide is in development and dedicated young carers notice boards have been offered to all schools;

· Carers Northumberland provides a single contact point for all carers living in Northumberland using a telephone information service, email communication and regular Carers Newsletters.  Carers are involved in the design and development of information for key projects e.g. Combining work and caring; Carers Emergency Card Scheme; When caring ends;

·  Older carers can also access Age Concern Advocacy Service and Information Service;

· IN-PACT (Information Northumberland Parents and Carers Together) provides a single point of contact for information and support to parents, carers and families who have children with special needs and disabilities living in Northumberland.  Improved access to information by parents and key agencies is provided using a website, telephone information service and jointly produced newsletter that has parents on the editorial group.  In-PACT works in partnership with the Parent Partnership Service to produce an annual service directory for parents and professionals;
· The national information service, Carers Direct access  www.nhs.uk/carersdirect Freephone 0808 802 02 02;
· A carer’s opportunities grid is updated regularly and shared with partner agencies and front line staff and website resource information is maintained;

· There are dedicated carer notice boards in some surgeries, and many are identifying carers and offering information.  This approach needs to be extended.  A protocol for identifying and working with carers in primary care developed by Belford Surgery has been circulated for use;

· A range of condition specific/specialist information is provided in the Third Sector, signposted by Carers Northumberland;

· Carers have been involved in the design of a range of information in St Georges Park, and all wards have Carer Champions and information available to carers. Confidentiality training and advice is available for staff  and carers (User & Carer Voice, NTW);

· Supporting People Service recognises the role of carers in providing housing-related support and looking at ways of improving information to carers. 

Planned actions:

1. Provide information that is comprehensive, accurate and relevant, accessible and responsive to individual need, available in a variety of formats and at key distribution points.
2. Ensure policy and protocols recognise and respect carers as partners in care contributing support and expertise. 
3. Ensure all partners recognise the carer’s role and individual needs of the carer and know how to inform carers of their rights, especially to assessment of need.  
4. Ensure front-line staff respect the carers need for and right to information in order to care safely and effectively and ensure confidentiality is not used as an excuse or barrier to information
5. Ensure all levels of all staff have a basic understanding of carers’ issues and know how to sign-post them. Ensure that they listen to carers without bias or prejudice, taking carers seriously.
6. Ensure systems are in place to monitor accurate information concerning carer assessment support activity and provide regular reports to operational teams. We will endeavour to maintain good recording practice and use the information gathered through our auditing to inform the carers’ strategy delivery.
7. Share good practice in primary care to encourage all practices to identify carers and address carer need e.g. for regular health checks, targeted information, flu jabs. 

8. Gather information about how many carers receive support from services funded in the Third Sector, and how carers have benefitted, to support good planning and commissioning. 

Priority 2: Time off
What carers say………… 
“A short break is light at the end of the tunnel. I cannot cope if I didn’t have something to look forward to.”
“I do have to have time for myself, it is important because I am the mainstay of the family. If I, you know, drop down or whatever, everyone suffers.  But I also have to realise that I need a bit of time for me.  Sometimes it’s not enough, but that’s life really. But it’s definitely a big help.”

“I feel at times my life is on hold.  I cannot be away from home for any length of time, or do anything spontaneously.  I often decline social outings as there is no one to care for Mam.  I feel guilty for resenting this.”

“Time out is a life of our own – a lifeline.” 

“I feel I can neglect my own health and find it difficult to relax.  I admit to being stressed at times due to lack of sleep.”

“Thank you for the driving lessons which will make my life as a carer much easier and allow me to take more breaks.  I appreciate the help”

“The Carers Opportunities Fund paid for most of my four day break in December, and meant that I was refreshed for the Christmas period which is always stressful. “

 “Time to do essential shopping and other domestic chores is not a break from caring.” 
 “Feeling part of the social community is essential if we are to feel we are partners in care and this means having a variety of activities or opportunities to get away from daily issues.”

 “My sister helps on Sunday to allow me to go shopping etc. however, her visits are getting shorter and she appears to be a martyr at times.  I feel I need to pursue alternatives for Mum.” 

“Friends and family don’t always recognise how hard caring is and the need for a break. A whole family approach from professionals would be helpful.”
“Just to be able to afford a few hours away on the golf course to relax and hopefully make new friends will be a great tonic for me.  As well as caring for my wife we also have two boys with special needs who are quite a drain on my time and energy.” 
How we support carers in Northumberland

· Northumberland Care Trust commissions community care services for adults that benefit carers of adults directly or indirectly across all service areas.  This includes residential placements, day care, home care services, and adult placement schemes (Learning Disabilities).  More breaks and services are being provided through direct payments offering more choice and control to the person needing the service and the type of break the carer has.  Individual budgets will expand these options.

· Following a carer’s needs assessment, carers may be eligible for a carer’s service for themselves, often in the form of a direct payment e.g. driving lessons, housework. They may access to a Carer Support Worker (mental health services) who will help the carer to re-socialise, aiding breaks from the caring role.

· Carers Northumberland receive funding to enable carers to access direct breaks opportunities.  These individual grants have been used for weekend breaks, visits to relatives, hobby equipment, gym membership, therapy sessions etc.  This will be adapted as a pilot for individual budgets for carers in line with the transformation of adult care services.  

· Carers Northumberland provide regular group events and social activities in response to carer need.

· Young carers activities in summer holidays have been pre booked from 2009.

· The Family and Children's Trust commission care for disabled children that give parents short breaks from caring.  Financial resources for these services include the Carers Grant and access to additional funding streams for targeted support e.g. Aiming High for Disabled Children Programme.
Planned actions:
1. Recognise the carer’s right to a life outside caring and offer opportunities to participate in activities outside of their caring role.
2. Investigate innovative ways of providing early intervention/prevention breaks services with a focus upon individual and collective need.  
3. Change the way carers of people with high level needs access breaks based on outcomes, improve choice and flexibility and offer alternatives to traditional care options linked to individual budgets.
4. Provide clear information about eligibility and charging criteria. 

5. Recognise time off needs to benefit both cared for and carers and be an experience both can look forward to.
6. Produce a joint PCT/Local Authority plan for how combined funding will support breaks for carers, including short breaks, in a personalised way. 
Priority 3: Health and well-being
What carers say………… 
“Just having someone to talk to about the frustration felt with caring is a tremendous help,  not a lot can be done to improve the situation, but it is good to know someone is able to understand.”

“People need to understand the stress involved in caring continuously and be willing to listen.” 

“I cannot stress enough how much of a help the Care Manager is, especially when we were in the crisis last year. She took care of lots of things I could not have done myself.  I have utmost respect for her and she has and shows the same respect to us.”

“I felt so guilty when she had to go into a nursing home, I know it was the right decision but I feel I have failed her and these feelings won’t go away, I visit every day and put her to bed.”

“It is important that carers are never abandoned, even at the end of the caring time -support for the carer must be available even after a death.”

“I was not aware at all – I was not prepared. I didn’t know what I could ask for help with. We were thrown in at the deep end with our daughter. I felt my needs were not considered when trying to find out how to calm or avoid serious situations because I was not informed of her mental condition. I felt excluded and desperate. I’ve banged on enough walls to last a lifetime.”
How we support carers in Northumberland
· Carers Northumberland offer peer support through a network of carer support groups countywide and signposting to condition specific support. They are also focussing some of their time on developing support when caring ends.  A rolling skills development programme for carers is now in place countywide. 
· Condition specific Third Sector organisations provide a range of information and support including peer support groups, many with dedicated carer support workers e.g. Contact Mental Health; Alzheimer’s Society; Escape Family Support.
· IN-PACT (Information Northumberland Parents and Carers Together) also facilitates the development of parent support groups across the county and runs a condition specific support group for Down Syndrome from the project base at Wansbeck Young Peoples Centre, as well as organising conferences and training events for parents and carers.

· As patients, carers have access to primary care counselling and referral services. Caring responsibilities often turn out to be one of the stressors identified by patients through access and leads to further support.
· Dedicated listening services are available and of value, including telephone support from St John Ambulance listening service, Samaritans and SANEline (mental health).

· Care managers provide levels of professional support (social work, district nursing, and occupational therapy) to carers of people with high or complex needs. 
· North Northumberland Hospice; Tynedale Hospice at Home; Palz Service offer support to carers dealing with end of life care.
· We are working with Community Matrons to look at the delivery of health checks for carers in primary care. 

· One to one advice is available for care involving moving and handling and high physical needs from specialist advisors in the Care Trust.
· Safeguarding Adults protocols recognise the potential of carers also being vulnerable to abuse or domestic violence. In addition they highlight the prevention of abusive situations through stress reduction balanced with recognition of carers who abuse. 

Planned actions:

1. Recognise that being taken seriously, included in processes and valued as a partner in care have a positive emotional impact on carers.
2. Ensure the carer is offered an assessment in their own right and their needs are taken into consideration in the assessment of the cared for.
3. Be aware of the need for carer confidentiality alongside user/patient confidentiality. Consider ways of maintaining confidentiality without compromising the safety and needs of the carer for information to help them care.
4. Ensure staff are trained to understand the distress and anxiety that caring can sometimes cause so that they can signpost carers to appropriate support and training.
5. Ensure no carer takes on medical procedures and caring tasks without adequate advice as to how to undertake these, how to use equipment and what to do if problems arise. Do not assume that people have the skills necessary to care or wish to learn nursing skills.
6. Improve training necessary to maintain carers’ health and well-being, making sure it is responsive to individual needs and helps carers to care safely and effectively (including understanding of conditions and medication).

7. Ensure carers’ needs are addressed in hospital discharge procedures.
8. Introduce health checks for carers into primary care.  

9. Ensure practitioners are aware of safeguarding procedures relevant to carers. Provide advice/training to carers around safeguarding issues. 

Priority 4: Financial Security (access to work and benefits)

What carers say………… 

“People seem to assume that because I have given up work to look after my severely disabled brother, now that my father is too old, I am on to a good thing ‘living off the state’. I enjoyed my job, had more money and lost a career. I made a hard, but I feel right, choice but wish others were more supportive.”

“My husband is in hospital but I can’t access the bank account because it is in his name, he’s too poorly to manage but won’t give me access”
 “More work needs to be done with advice for employers on carers issues, to recognise stress and the support required”
Carers face a number of barriers to employment (Howard, 2002). Carers can often be affected by a lack of skills and confidence, especially if they have spent years outside the formal labour market and have been isolated in the home. Some may have additional individual-level barriers such as poor health or age. Carers can also be disadvantaged by a lack of information, and may have problems getting alternative care from support services when they are in employment. They may face financial disincentives to work, and employers do not always understand the needs of carer employees or offer appropriate flexible working practices (Howard 2002).

How we support carers in Northumberland

· Welfare Rights Advisory Unit provides information and training to professionals and individual advice to carers. They use local media and carers newsletters for awareness raising e.g. Council Tax exemption, Carers Allowance. 
· The Carers Guide includes financial and employment information and access to a carers’ needs assessment covering financial and employment issues.
· A services information sheet about eligibility and service charges is available and updated every year within the Care Management Service.
· The Direct Payments Service supports people and carers to fund their own packages of care.
· The Care Trust Health Development Service have included targets relating to carers in their Healthy Workplace Awards Scheme and are working with employers to improve access to information for carers in employment in partnership with Carers Northumberland.  This includes the circulation of a Combining Work and Care leaflet and access to a comprehensive carers in employment information pack.  

· Carers Northumberland signpost carers to information including Debt Awareness Within Northumberland (DAWN) service, County Council travel concession scheme, Cinema card scheme etc.  CAB are involved in the carer skills development rolling programme available countywide to all carers from Carers Northumberland. 
· A Transformation Programme Team is in place to lead on the development of self directed support and individual budgets.
Planned actions: 

1. Provide access for all carers to information about benefits and other financial support during caring and when caring ends. 
2. Build an awareness of local resources and know how to signpost carers to appropriate support and information.
3. Promote the value of carers in employment and work together to help carers combine work with caring in order to maximise their income and life chances through access to work.  Target in particular young adults aged 16-25.

4. Ensure support plans take into account carers’ individual needs or wishes to combine work and caring or return to work when caring ends.

5. Work with carers to develop carer friendly employment policies within their own organisations.
6. Ensure services are flexible and care packages dovetail with employment needs, choices and opportunities.

Priority 5: Quality services
What carers say………… 

“I’m also caring for my parents.  If I go out for an hour he keeps calling me.  Life has changed dramatically due to him getting more help.”

“I had to go into hospital due to Appendicitis; our Care Manager arranged a stay in the residential care home for my wife and made sure I was able to manage before she came home again.” 

Carers in Northumberland say that they feel supported when they can have confidence in services.  They expect high quality services that are reliable and flexible with an emphasis on staff training.  They would like to see staff matched wherever possible to the needs of the person and feel consistency in quality and individual staff continuity is important.

“I feel that caring is like setting out into a minefield without a map.  Most of the care/services mum now accesses I have had to request, find out about and pursue. ………..Once I knew where to find the information, the situation improved greatly.”

Carers have told us what is often missing in the partnership is flexibility and that access to support can be hampered by what is viewed as unnecessary bureaucracy.  
Services that support the carer directly help to sustain the caring relationship, build confidence and maximise wellbeing.  A woman who accessed help from a Carer Support Worker said, “I’m taking more care of myself when I go out and that’s quite a big impact.  I used to say I felt like a bag lady…..ok, I may not be Dawn French with all the posh clothes but I make an effort now, whereas I just used to walk down the street as I was”. 

“Going to the support group has been really good.  I had a makeover, which was lovely as I’ve never done that before.” 
“The Emergency Card Scheme worked perfectly.  Neighbours came at first and I took my card to the hospital, and they called the service using the number of the card.  A volunteer came to the house and was able to look after my wife using information I had prepared in case of an emergency like this.  When I came back home the next day, I was told the volunteer had come really quickly and my wife was well looked after.  The service was really proficient and professional and I have nothing but praise for them.  I would advise all carers in Northumberland to get an Emergency Card.  If anything like this happens again, I know I won’t have to worry about my wife’s care.”

How we support carers in Northumberland

· A carer’s needs assessment process is in place to help carers access appropriate support based on individual need.  Carers have access to direct payments.

· A protocol is in place to ensure young carers are identified and their needs assessed.

· The carer’s needs assessment influences the care plan of the person cared for and community care assessments take into consideration the needs of the carer and access to breaks services.

· We have commissioned Carer Support Workers linked to all Community Mental Health Teams. 

· Carers have been involved in every stage of the development of Carers Northumberland and remain involved as members of the Board of Trustees.  The organisation aims to provide quality services tailored to meet individual carer need, and in response to the prevention agenda for carers. 

· Dedicated carer support and assessment is available from Escape Family Support to carers where substance misuse is an issue.

· A Carer Support scheme linked to individual budgets for carers is being piloted in partnership with Carers Northumberland. 

· The Emergency Card scheme enables carers to ring a number and arrange for help from experienced British Red Cross volunteers, who will stay with the person until alternative care is arranged or the carer returns.  This free scheme is available 24 hours a day, seven days a week and is supported by Northumberland Care Trust and administered by Carers Northumberland in partnership with British Red Cross.

· A Young Carers Development Project has been commissioned by Children’s Services (Northumberland County Council) to lead on strategy development and coordinate activity that already exists in the county for sibling carers and young carers living with drugs and alcohol problems, leading to more inclusive support. 

Planned actions

1. Increase the numbers of carers accessing a Carer’s Needs Assessment and ensure the assessment includes contingency planning.

2. Develop a more flexible approach to supporting carers that includes traditional services, but also access to other opportunities for support from social networks, Third Sector partners and mainstream community services. 
3. Look at new ways of working around self-directed care and individual budgets to ultimately benefit carers offering them potentially more control over the services they need and how these should be provided. 
4. Always consider the impact of service planning and individual user care planning decisions on the carer. 
5. Ensure services seek to address outcomes that are also important to carers, work in partnership and are reliable and flexible.  

6. Establish robust mechanisms for feedback from carers and other partners on the quality of services provided.

7. Improve contingency planning and links to emergency support for carers where the cared for is at high risk of requiring intensive health and social care services.
Priority 6: Having a voice
What carers say………… 

As they provide the majority of care in the community, carers need to be recognised and account needs to be taken of what they say.  According to carers in Northumberland, an ideal partnership is one in which they are valued and listened to; it involves collaborative working towards clear goals.  They have told us they value the investment that has been made by key organisations in allowing carers to positively influence developments.   

Carers who have been able come along to meetings and events over recent years say that while they value the opportunity to share their views, they must have confidence that their input will result in a response or action.  It should be recognised that carers are often too busy or stressed to input into planning services and their views must be collated in other ways.  Carers feel that it is not enough to have a voice, they also need to know they have been heard, be informed what is going to happen as a result, and witness a change.

“Hearing other carers’ views, hearing about progress and that this is making a difference is what has helped about coming to this event.”
“My daughter’s Care Manager made it clear from the start that she was there for me too, and still is.  She made regular visits, even when (daughter) was in hospital.  It made a vast difference to know she was just a call away if I needed anything or needed to know anything.  She’s a star!”
Carers have told us that positive partnership working involves the sharing of information, and feel that while confidentiality is essential for both the person they care or and for themselves in sharing their own feelings and opinions, it is nevertheless too often used as an excuse for not involving the carer.  Carers would like to see more sharing and understanding of the need for good quality information in order to care effectively and safely. (See footnote re confidentiality
 )

How carers are involved in Northumberland

· Carers have successfully worked in partnership with professionals in taking the carers strategy forward in recent years.  One significant achievement is the creation of Carers Northumberland, a carer-led organisation responding to some of the key priorities in the strategy in terms of a single point for information and an independent carer voice for all carers. 

· Carers that have accessed research skills training and have been actively involved in the evaluation of services found the experience interesting and empowering.  It also gave them a sense of value.  Carers have been able to feed back their opinions through a range of techniques, including survey questionnaires, support group sessions and formal consultations. 

· The contribution of former carers is valued in Northumberland and many people have been willing to share their valuable experience and skills to both improve services and to inform those new to caring.  Individual involvement is as important as the contribution of Third Sector organisations or representative groups, as no one individual can represent the views of all.
· Opportunities have been taken to highlight carer issues through local media. 

· IN-PACT (Information Northumberland Parents and Carers Together) facilitates Northumberland Parent Carer and Professional Forum so that parents and carers have a voice in the strategic planning and development of services for disabled children and their families.  
· A new carer-led forum specifically for carers supporting people with addictions holds meetings countywide and is supported by Escape Family Support.
Planned action:
1. Ensure carers have a voice in relation to their own immediate situation as well as the opportunity to use their experience to influence the way services are provided and developed.
2. Ensure carers are actively involved and their needs are taken into account around admission, inpatient healthcare and discharge planning. 
3. Routinely collect carers’ views to influence the way services are provided 
4. Ensure carers who regularly offer their skills and expertise are reimbursed and that when care support is provided to help the carer to get involved the carer is not financially disadvantaged. 

5. Give regular feedback on the impact of carer involvement 
6. Provide appropriate support or training to enable involvement and give adequate notice of meetings, consultation events or other opportunities.
7. Ensure carers’ issues feature in mainstream publicity.



	Organisations/agencies in which carers are a main user group are invited to develop their own action plans informed by this strategy using the following format if desired.  

Organisations/agencies in which carers are not the main focus of activity may choose to use the strategy to help to integrate carer need into their overall strategies and may find the Carers’ strategy Measurement Tool in appendix 3 of use. 

	Carers’ Strategy Action Plan

Organisation: Northumberland Care Trust, Adult Services
Lead Officer:  Michele O’Brien, Carers and Partnerships Manager 

Date(a re-assessment  should be completed annually): January 2009  

	Priority 1: Information & Recognition
Key Partners: Primary Care, Acute Trusts, County Council Departments, VCS, Adult Education, Learning and Skills Council, Job Centre Plus

	Performance characteristic

	Mostly/Fully met

	Partly met
	Not met/ just started
	Progress
	Planned Action or improvement
	National Strategic Outcomes

	The service takes a partnership approach to carer issues
	
	(
	
	Multi-agency Carers’ strategy
Carers’ strategy Partnership Group has clear governance links with Northumberland Strategic Partnership. 
	Increase multi-agency awareness of the strategy
	Carers respected as expert care partners and access to integrated and personalised services. 

	The service recognises Young Carers as a group with different needs
	
	
	(

	1) A cross agency Young Carers’ strategy is being developed.

2) Draft Protocol in place for Care Managers in working with young carers 

3) A Young Carers Practitioners Guide is available to adult services workers
4) Range of information targeting young carers has been commissioned by Children’s Services and will be available to Care Managers
	Young Carers’ strategy to be finalised and implemented (Children’s Services leading)
Partnership work with Children’s Services and VCS to raise the profile of young carers and deliver a range of support


	Children and young people protected from inappropriate caring. 

	The service recognises equality and diversity in supporting all carers
	
	(
	
	1) Equality Impact assessment
	Ensure policy, protocols and service development reflect equality and diversity principles. 
	Carers respected as expert care partners and access to integrated and personalised services.

	Provide information that is comprehensive, accurate and relevant, accessible and responsive to individual need, available in a variety of formats and at key distribution points.
	(

	
	
	1) Countywide carers service commissioned in partnership with VCS. Carers Northumberland provides a range of information and support

2) Northumberland Carers Guide can be distributed cross-agency
	Leaflets are jargon free, clear and respond to the needs identified by carers.

Seek regular feedback from carers 

Checks to ensure carers have access to face-to-face information

Annual information review and updating
	Carers respected as expert care partners and access to integrated and personalised services.

	Policy and protocols recognise and respect carers as partners in care contributing support and expertise
	
	(

	
	1) Carers’ strategy recognised at highest level of organisation.

2) Carers recognised in organisational standards

3) Supporting People research identified the role of carers in providing housing based support. 
	Equality Impact Assessment protocols to recognise carers in terms of equality.
Ensure organisational awareness of carer issues and ensure they are reflected in policy. 
Ensure carers providing housing based support have the information and help they need. 
	Carers respected as expert care partners and access to integrated and personalised services.

	Recognise the carer’s role and individual needs of the carer and know how to inform carers of their rights, especially to assessment of need. 
	(

	
	
	1) Carers Assessment process in place

2) Carers Guide enables access to assessment

3) Information, guidance and training available to range of organisations
	Seek regular feedback from carers and review the information sources annually, responding to carer need.

Improve online access to information 
	Carers respected as expert care partners and access to integrated and personalised services.

	All staff have a basic understanding of carers issues and signposts carers to other sources of expert information
	
	(
	
	1) A carers opportunities grid (directory) is kept up to date and made available to front line professionals
2) Carers Northumberland have been commissioned to signpost carers to condition specific carer support

3) Escape family support are commissioned to provide information and support around substance misuse


	Extend partnership working to maximise resources for carers.
Carers are involved in Carers’ Assessment training for practitioners


	Carers respected as expert care partners and access to integrated and personalised services.

	Systems in place to monitor accurate information concerning carer assessment support activity and provide regular reports to operational teams. 
	(

	
	
	1) Operational audit system in place to check Swift data with hard copy files to confirm, among other things, accuracy of the Performance Indicator around carers’ assessments

2) Assessment survey for audit last completed Oct 2008
3) Carers lead regular attendance at operational team manager meetings. 
4) Carers Northumberland effectively records data in line with the Performance Indicator requirements of Adult Care Services
	Provide care managers with better advice about the recording of carers data on Swift

Ensure all Service Level Agreements regarding the delivery of services that support carers include clear agreements regarding the recording of carer data.

Link referral information to Adult Care assessment documentation to ensure smooth and affective referrals between Adult Care and Carers Northumberland 
	

	Priority 2: Time off

Key Partners: Third Sector Organisations, Universal services –leisure, transport etc

	Performance characteristic


	Mostly/Fully met


	Partly met
	Not met/ just started
	Progress
	Planned Action or improvement
	National Strategic Outcomes

	Recognise the care’s right to a life outside caring and offer opportunities to participate in activities outside of their caring role. 
	
	(

	
	1) The Carers Assessment process specifically focuses upon breaks

2) The Carers Guide helps carers to identify their needs

3) Limited information regarding short break options
	Review current service and increase amount of information available in a variety of formats
Improve level of information re Universal Services
Provide a comprehensive short break opportunities directory for carers
	Carers will be able to have a life of their own alongside their caring role

	Innovative ways of providing early intervention/prevention breaks services with a focus upon individual and collective need 
	
	(

	
	1) We provide a grant to Carers Northumberland for a Carers Opportunities Fund accessible to individuals, including carers not known to Care Trust . 
2) Guidance is available to carers around using Direct Payments for a break.

3) Develop systems to ensure access to carer services through assessment and personal budgets
	Consider changing the criteria for the grant as a pilot based on carers self assessment and allocation linked to individual budgets 
Ensure carer issues and needs are integrated into Personalisation developments.
Explore joint plans re new PCT money for breaks
	Carers respected as expert care partners and access to integrated and personalised services.
Carers will be able to have a life of their own alongside their caring role

	Change the way carers of people with high level needs access breaks based on outcomes, improve choice and flexibility and offer alternatives to traditional care options linked to individual budgets. 
	
	
	(

	1) Residential respite commissioned in a number of Care Homes countywide

2) Care Standards Inspections
3) Home care providers for short breaks within the home

4) Transformation Programme Team in place

	Review existing carers support services against standards. Ensure standards are incorporated into service level agreements for services that support carers.

Ensure service providers are carer aware and listen to the experience of carers in care planning
Maximise resources by looking at new flexible options available through individual budgets.
	Carers respected as expert care partners and access to integrated and personalised services.

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

	Priority 3: Health and well-being
Key Partners: Voluntary organisations, Acute Trusts, Primary Care.

	Performance characteristic


	Mostly/Fully met


	Partly met
	Not met/ just started
	Progress
	Planned Action or improvement
	National Strategic Outcomes

	Recognise that being taken seriously, included in processes and valued as a partner in care have a positive emotional impact on carers.  
	
	(
	
	Carers role integrated into community care assessment processes and training provided for care management staff. 

	Work with carers should extend to continued time limited support when caring ends
Improve partnership working to ensure carers involved throughout the care pathway 
	Carers supported to stay mentally and physically well and treated with dignity. 



	Improve access to carer’s assessment and ensure carers needs are included in user’s assessment. 
	(

	
	
	1) Carers’ Assessment process and guidance in place. 


	Ensure Transformation processes include access to CA. 

	Carers supported to stay mentally and physically well and treated with dignity.


	Improve awareness of carer confidentiality. Consider ways of maintaining confidentiality without compromising the safety and needs of carers for information to help them care.

	
	
	(
	Confidentiality protocols in place but do not refer to carers. 
	Provide information to policy makers to influence protocols

Include issue in training developments
Provide written guidance to staff and to carers around the issue. 
	Carers respected as expert care partners and access to integrated and personalised services.



	Understand stress and anxiety that caring can sometimes cause and signpost to appropriate support 
	(

	
	
	1) Countywide carers’ service, Carers Northumberland supports the development of a range of countywide peer support groups.

2) 5 Carers Support Workers within Community Mental Health Teams

3) Carers Opportunities grid contains information regarding support groups run by partners and to listening services 
4) Carers Guide helps carer to highlight the issues and get help. 


	Funding bid to Dept of Health for Health Checks for Carers Pilot 
	Carers supported to stay mentally and physically well and treated with dignity. 


	The service ensures that carers have the advice and skills training they need to care confidently, safely and effectively while maintaining their own health and wellbeing
	
	(

	
	1) Health Promotion targets carers including diet, fitness and stress management. Healthy Living Practitioners are available to speak to groups.

2) Carers Northumberland is funded to deliver coping with caring training sessions including moving and handling and first aid in partnership with St John Ambulance Service

3) Manual handling specialists within the Care Management service provide individual advice and training to carers. Occupational Therapists provide individual advice and training around the use of equipment.
	Extend opportunities and ensure they are available to all support groups.

Explore new opportunities in relation to Caring in Confidence programme being developed nationally
	Carers respected as expert care partners 

Carers supported to stay mentally and physically well and treated with dignity.


	Ensure practitioners are aware of safeguarding procedures relevant to carers.
	
	
	(

	1) Carers recognised in the safeguarding adults protocols

2) Organisations in Northumberland are raising the profile of Domestic Violence
	Provide training in issues for carers and integrate carer issues into professional training around safeguarding. 
Recognise the impact of caring in relation to domestic violence and identify support.
	Carers supported to stay mentally and physically well and treated with dignity

	Priority 4: Financial Security

Key Partners: Welfare Rights Dept, CAB, Job Centre Plus, Connexions Service

	Performance characteristic


	Mostly/Fully met


	Partly met
	Not met/ just started
	Progress
	Planned Action or improvement
	National Strategic Outcomes

	Provide access for all carers to information about benefits and other financial support during caring and when caring ends 
	
	(

	
	1) Welfare Rights Dept maintains an information column in the regular Carers Newsletter; provides training to front line staff and manages targeted information programmes. 

2) Carers Assessment process includes identification of need in relation to work or benefits.
3) Carers Opportunities Grid
	Initiate programme aimed at maximising uptake of benefits in Northumberland.
Increase awareness of financial resources 
	Carers will be able to have a life of their own alongside their caring role


	Promote the value of carers in employment and work together to help carers combine work with caring in order to maximise their income and life chances through access to work  
	
	(

	
	1) The Healthy Workplace award scheme run through Health Development maintains links with employers in the county and includes targets in relation to supporting carers

2) Health Development has commissioned leaflets through Carers Northumberland. ‘Combining work and Care’ 

3) A Health and Employment Group has been set up to improve partnership working.
	Support Carers Northumberland to establish good working relationships with key employers in the county.

Raise awareness of carer issues within the Employment Network

Improve access to information and help for carers returning to work when caring ends.
Target information for young adults 16-25

Carer friendly employment policies in all organisations. 


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


	Make sure support plans take into account carers needs or wishes to combine work and caring or return to work when caring ends. 
	
	(
	
	Carers Assessment process includes focus upon the carer’s leisure, education and work needs.  
	Provide comprehensive information to assessors to aid carer support planning and achieve outcomes.

Promote carer needs with the Learning and Skills Council to enable a carer priority around funding carers to access adult learning.
Flexible services for cared for to dovetail with employment needs and opportunities.
	Carers will be able to have a life of their own alongside their caring role

	Priority 5: Quality Services

Key Partners: All operational staff, Carers Northumberland, British Red Cross, Emergency Duty Teams, Urgent Care Network

	Performance characteristic


	Mostly/Fully met


	Partly met
	Not met/ just started
	Progress
	Planned Action or improvement
	National Strategic Outcomes

	Increase the number of carers accessing Carers Assessment
	
	(
	
	1) Carers Guide

2) Training for care managers in Carer’s Assessments available
	Ensure contingency planning included in training sessions

Develop emergency planning module to be included in assessment training for all care managers
	Carers respected as expert care partners and access to integrated and personalised services.

	Develop a flexible approach to support.
	
	(

	
	1) Carers Northumberland is a carer-led support organisation for all carers in the third sector.

2) Fishnets project has facilitated stronger working partnerships between sectors
	Services are provided in a coordinated way across and within agencies. Closer joint working between Care Trust and the third sector to benefit carers

Look at opportunities to increase sustainable resources in the third sector in line with personal budgets
	Carers respected as expert care partners and access to integrated and personalised services.

	Look at new ways of working around self-directed care and personal budgets to ultimately benefit carers offering them a range of services to meet their individual needs 
	
	
	(
	1) A Transformation Team is in place to lead on the Personalisation Agenda
2) Carers Northumberland are commissioned to support carer involvement in the transformation process
	Ensure carer issues and needs are integrated into personalisation developments.
	Carers respected as expert care partners and access to integrated and personalised services.

	Establish robust mechanisms for feedback from carers and other partners on the quality of services provided. 
	
	(
	
	Carers Northumberland commissioned to provide an independent carer voice.
Annual survey includes carer feedback 
	
	Carers respected as expert care partners and access to integrated and personalised services.

	Improve contingency planning and links to emergency support for carers where the cared for is at high risk of requiring intensive health and social care services 
	
	(
	
	1) Contingency planning included in carers needs assessment process
2) Carers Emergency Card Scheme including back up service commissioned from Carers Northumberland and British Red Cross.
3) Leaflets and posters advertising the scheme widely distributed


	Audit checks to ensure contingency planning is routinely happening.  

Review the service and documentation after first year.
Ensure carers issues are included in Urgent Care planning 

	Carers supported to stay mentally and physically well and treated with dignity; 

Carers respected as expert care partners and access to integrated and personalised services.



	Priority 6: A Voice
Key Partners: All especially carers and their organisations 

	Performance characteristic


	Mostly/Fully met


	Partly met
	Not met/ just started
	Action
	Planned Action or improvement
	National Strategic Outcomes

	Carer’s have a voice in relation to their own immediate situation and a say in any decision that will impact upon their life.


	(

	
	
	1) The Care Management process recognises carer’s rights in relation to involvement in care planning.

2) A training programme around carer issues and assessment is in place for care managers and accessible to partner organisations. 
	Review existing practice through audit and carer survey.

Improve awareness of carer involvement issues in Primary Care. 

	Carers respected as expert care partners and access to integrated and personalised services.

	The views of carers to influence the way services are provided are routinely collected and carers are actively involved in service developments and planning.


	(

	
	
	1) Carers have been actively involved in the evaluation of services that affect them e.g. effectiveness of carer support workers (MH) 

2) Carers are involved in the Carers’ strategy Partnership Group

3) Carers Northumberland has been commissioned to develop an independent carer voice. 
	Expand opportunities for carer to be involved in service planning, design and review.

Continue to ensure carers receive feedback regarding the outcome of their involvement through the Carers Newsletter 

Establish robust mechanisms for regular and meaningful 2-way feedback


	Carers respected as expert care partners and access to integrated and personalised services.

	No carer is financially disadvantaged through involvement activities. 
	(

	
	
	1) A Care Trust Involvement and Participation Strategy is in place

2) Carers are reimbursed their travel expenses and charges are waived for care services necessary for a carer to attend meetings or consultation events. 
	
	Carers respected as expert care partners and access to integrated and personalised services.


Appendix 1:  Policy Related Documents
(For summaries & information, full explanation of the law www.direct.gov.uk )      
The NHS and Community Care Act 1990 requires that local authorities involve families and carers when making plans to assist adults who are vulnerable.

The Carers (Recognition and Services) Act 1995 introduced the right of a separate assessment, if a person was being assessed under the 1990 Community Care Act, creating the building block for the following Carers’ Acts.

The Carers and Disabled Children Act 2000 gives carers over the age of 16, the right to an assessment, irrespective of whether the person they support has been assessed or is receiving services. It also gives local authorities the power to provide services direct to the carer to meet their assessed needs and enables carers to apply for direct payments to meet their own needs.

The Carers (Equal Opportunities) Act 2004 gives local authorities the duty to inform carers of their right to an assessment; give consideration to the wishes of a carer to work, to undertake education or training, or to engage in leisure activities; and the power to ask assistance from other authorities in planning the provision of services to carers.

The Employment Act 2002 gives working parents of disabled children under 18 the right to request flexible working.

The Work and Families Act 2006 extended the right to request flexible working to employees who care for adults.

Disability Discrimination Act(s) recognises the right of people in society to equal citizenship (including carers and people they care for and support)

Our Health, Our Care, Our Say: A New Direction for Community Services, White Paper 2006 announced a ‘New Deal’ for carers including setting up a national helpline, training for carers, funding for emergency planning and the revision of the National Carers’ strategy.
http://www.dh.gov.uk/en/Healthcare/ourhealthourcareoursay/index.htm 
Carers at the heart of 21st century families and communities 2008 is a new national carers’ strategy that outlines the Governments vision for carers in the next 10 years 
http://www.dh.gov.uk/en/publicationsandstatistics/publications/publicationspolicyandguidance/DH_085345 
NHS Constitution 2009 builds on the NHS commitments to carers in the National Carers’ strategy.
http://www.dh.gov.uk/en/Healthcare/NHSConstitution/index.htm 
In addition the following relate to specific ‘customer’ groups:

Every Child Matters 2003

http://www.everychildmatters.gov.uk/Mental Health National Service Framework 1999

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_4006057 
Hidden Harm 

http://drugs.homeoffice.gov.uk/publication-search/acmd/hidden-harm?view=Binary 

Long Term Conditions National Service Framework 2005

http://www.dh.gov.uk/en/Healthcare/NationalServiceFrameworks/LongtermNeurologicalConditionsNSF/index.htm 

National Dementia Strategy http://www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Olderpeople/NationalDementiaStrategy/index.htm
Older People National Service Framework 2001

http://www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Olderpeople/NSFforOlderPeopleandsystemreform/index.htm 

Valuing People Now: from Progress to Transformation 

http://www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Learningdisabilities/index.htm 

Putting people first: a shared vision and commitment to the transformation of adult social care

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_081118 
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Appendix 3: Action planning tools. 
For comprehensive self assessment tools for carers see http://www.beacons.idea.gov.uk/idk/core/page.do?pageId=6283626  
Organisations/agencies in which carers are a main user group are invited to develop their own action plans to record carer activity based upon their own targets or performance indicators. Alternatively organisations are welcome to use the action plan with performance characteristics used by Adult Services within this document, substituting or adding their own activity and action planning information.  
Organisations/agencies in which carers are not a main focus of activity, but who integrate carer need into their overall strategies may find the following document of use. 
	Carers’ Strategy Measurement Tool.



	Carers’ strategy requirements


	Mostly / fully  met
	partly met
	Not met / just started
	Action priority


	Information and recognition


	The service recognises and signposts carers
	
	
	
	

	Provides accurate, comprehensive and timely information
	
	
	
	

	All levels of staff have a basic understanding of carer issues 
	
	
	
	

	Time off


	The service recognises the right of carer to a life outside caring
	
	
	
	

	Promotes opportunities for carers 
	
	
	
	

	Emotional support


	The service values carers and takes their contribution seriously
	
	
	
	

	Provides ways of supporting carers emotionally 
	
	
	
	

	Maintains an awareness of available support 
	
	
	
	

	Helps the carer to maintain their own health & wellbeing
	
	
	
	

	Training and skills to care


	The service helps carers access information about the condition and needs of the person they care for.
	
	
	
	

	Information regarding their rights e.g. to assessment; benefits
	
	
	
	

	Coping and caring advice and information access
	
	
	
	

	Financial security


	Policies support employees who are also carers
	
	
	
	

	You support carers to maximise their income and life chances through access to work and/or benefits advice
	
	
	
	

	Having a voice


	Carers have an effective voice in service development
	
	
	
	

	Carers are involved in all decisions that impact upon their lives
	
	
	
	

	All carers have the opportunity to be involved 
	
	
	
	

	Quality services 


	Services we provide for carers are reliable and flexible
	
	
	
	

	The service has robust mechanisms for feedback from carers and partners on the quality of services provided
	
	
	
	

	Equity of access and culturally and age appropriate support


	The service recognises and allows for specific needs relating to age, individual lifestyles and responsibilities
	
	
	
	

	Where appropriate the services offers attention to specific groups
	
	
	
	

	Preparing for emergencies


	The service helps carers to plan and respond to emergencies
	
	
	
	

	Good quality management information about carers


	The service maintains good data about: number of carers it supports; range of services provided; community profiles
	
	
	
	


In June 2008 the Government launched a new national carers’ strategy, Carers at the heart of 21st-century families and communities. This new strategy is the centrepiece of the New Deal for Carers highlighted in the 2006 White Paper Our Health, our care, our say. The strategy sets out the Government's short-term agenda and long-term vision for the future care and support of carers. Carers in Northumberland contributed to the development of the national strategy.



































When my husband died a few months ago I didn’t just lose my husband, my whole way of life changed overnight; his death left a massive gap aside from the expected grieving and loss.  Whereas I had a purpose to my day, hard as it was some days, it had all gone. My financial situation changed drastically and I had to be re-housed as we lived in housing association accommodation adapted for someone disabled. 





“The care workers no longer came in and the Care Manager’s support ceased.  My husband’s allowances stopped immediately, but my Carers Allowance continued for 8 weeks, thankfully.  I had to turn to new agencies for help at a time when I was bereaved, my confidence was at low ebb and I was worried sick.  Jobcentre Plus workers, who through my perseverance and education are now much more aware of the needs of carers, were able to help me with my benefits and with getting a job in a local care home. The Housing Association helped me with new accommodation, as we lived in a purpose built rented house, and they gave me the time I needed to adjust and plan.  My involvement with Carers Northumberland made me feel I was not alone and they have continued to be very supportive. 





“My Carer’s Needs Assessment was very helpful to me when caring and had been reviewed in the terminal stages to help me to care to the end.  The support I had over 16 years of caring had steadily improved and my relationship with my Care Manager was very good.  In hindsight, I am sure we would both agree that if the assessment  included planning for the future, when caring ended, it would have saved me a great deal of worry.  Care Management involvement following death to the carer for a time is often essential.”




















�





Northumberland, Tyne and Wear Trust greatly value the very important work of family and friends caring for people who use our services.  We will work in partnership with Carers to ensure we carry out our role more effectively. To achieve this we are committed to the principles outlined in this charter.


 


“Carers’ Charter”





 Recognition and value


We will ensure that Carers are valued by all professionals and that their individual needs are recognised, responded to and reflected in a Support Plan that is clearly linked to the Service Users Care Plan.





Information and advice.


Our staff will give information that is clear and accurate and provided in a way that is understandable and helpful. We will respect at all times the need for confidentiality for both you as a carer and the person they care for.





Involvement in Care Planning


We will Involve Carers in the decisions made about the care and treatment of the person for whom they care (with their consent), including the preparation of the Care Plan. 





Involvement in Service development


We will provide opportunities to Involve carers in the planning, development and evaluation of services not just because we have a statutory duty to, but because we want to.





Help guide and support Carers


We will Inform Carers about their right to a Carer’s Assessment under the Carers and Disabled Children Act 2000 and The Carers (Equal Opportunities) Act. 2004. 


 


Recognise young carers


We will develop a Trust wide strategy for involving young carers, which will include Recognition, Support, Information and Training. 

















All Carers’ strategy partners will:


Recognise all carers worry about what will happen if an emergency arises and their sense of well-being will be enhanced and their stress reduced by careful preparation for emergencies 


Inform carers about who to contact in an emergency or crisis, even if the person carers for is unwilling to let the carer be involved


Include contingency planning in all systems involving carer support including hospital discharge, carer’s needs assessments and community care planning. Ensure information is accessible











In partnership with














A Carers Experience

















Young carers need to educate the community to face up to and eradicate the ignorance, which leads to stigma and inability to reach their true potential in life and education. We deserve recognition and to be valued for our role, not put down.





The stigma which has surrounded me because of my caring role has, however, benefited me immensely.  It has given me the gift of empathy and made me determined to change the lives of other young carers and make them realise that the support they give their siblings or parents is very special indeed.  The rough deal and difficulties of often invisible young carers has finally been noticed by our government and more locally the County Council and Care Trust.  Specialists in the field are now working alongside young carers like myself to evolve into a more approachable department.





They hope to actually change and educate schools into understanding that home life does play an important part in the educational attainment of pupils.  Although the government is trying they still need young carers to help them for the young carers are the experts on the issues that affect their everyday life in society. Young carers like us need to stand up for ourselves and show the world how special we really are.  One thing I do is pin posters up around my school and as a sixth form student use lessons to do presentations, teaching about mental health issues in an attempt to raise awareness not only between pupils but also with the teachers.


 (Carers Newsletter 2004)


 

















A Carers Experience


























When he retired I had always thought we might go for walks, potter in the garden, stroll on the beach etc.  My life these last few years has been nothing but washing, cooking, cleaning and care of him.  I wouldn’t want it any other way, he is part of me, I have felt sometimes though that he is physically and mentally destroying me.  Somehow though, I find an inner strength to carry on.  I do not expect thanks, my reward is knowing I have got him through another day or over another hurdle and kept him safe, warm, nourished and happy.  Sometimes I receive an added bonus of a smile.





(Carer living with dementia.  Carer’s Newsletter 2005)

















A Young Carer’s Experience








� The Comprehensive Area Assessment is the arrangement established by the Government to assess how well local areas are meeting the key needs of the populations they serve (to begin 1 April 2009). 


� Carers Charter. NTW Trust 2008. Available in full Appendix 2


� Beyond We Care Too, Putting Black Carers in the Picture. The Afiya Trust for the National Black Carers & Carers Workers Network 2008


� Census 2001 (Key Statistics for local authorities and census area statistics) National Statistics Office





� Equality and Diversity in the North East region of England: a baseline study. D.Penn, J Shewell 2005


� Carers at the heart of 21st-century families and communities. National Carers Strategy 2008 


� Census 2001


� Equality and Diversity in the North East region of England: a baseline study. D.Penn, J Shewell 2005


� Understanding Workless People and Communities: A literature review. DWP 2005


� The guidance document developed for Primary Care Teams provides sound advice in managing confidentiality through simple action: Supporting Carers, and action guide for GP’s and their teams. Royal College of Physicians and Princes Royal Trust  for Carers 2008
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