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Introduction
Research shows that despite the best efforts of many, the experience of carers at hospital discharge often differs greatly from national policy expectations: 
“When I asked for information I was ignored” (Carer from Swindon)

“Time, staff pressures, bed crises – to discharge patients quickly may lead to carers’ needs not being considered” (Staff member from Barnet)










(The Princess Royal Trust 2010)

The ambition to recognise, involve, respect and support carers as partners in discharge is not just good practice – it is vital practice.  Improving practice in this area will foster multiple benefits and positive outcomes for carers and families, and also for the wider community. The Princess Royal Trust for Carers and ADASS have found that carer support can achieve savings in residential and domiciliary care, with likely gains for NHS budgets also (2010), whilst other messages from research include findings that supporting carers can help reduce readmissions (Williams and Fitton 1991) and improve rehabilitation of patients (Care Services Efficiency Delivery 2007).
At Carers Bucks, we are keen to engage with partners and stakeholders across health, social care and other third sector organisations to contribute and/or lead as appropriate in partnership initiatives to improve outcomes for carers across the Buckinghamshire hospital discharge pathway and beyond.  To this end, we share this discussion paper to stimulate further debate and engagement in the first instance.  The national policy and local commissioning contexts behind our ideas are outlined below; interested readers may access full versions of referenced documents via the hyperlinks in the References listing.

Some ideas for further local discussion and possible action within Buckinghamshire are then presented, leaning heavily on recent learning from ADASS and the Princess Royal Trust.  We know that there is a real commitment locally towards carers in Buckinghamshire from health and social care services.  As just one example, it is thanks to the funding and support of Carers Bucks by Buckinghamshire County Council that we are able to reach out to as many carers as we do. We are aware of some excellent work already underway within Buckinghamshire, but there may well also be initiatives in place already of which we are not aware. We therefore share these ideas for further discussion and engagement with open spirit and good faith, and apologies in advance for possible duplication!
National carers’ policy context
Carers at the heart of 21st century families and communities: a caring system on your side, a life of your own was published by HM Government in 2008.  This ten year strategy was developed in partnership between central and local government, the NHS, the third sector, carers, families and communities.  The vision central to the paper is the realisation of the following outcomes 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 so they are not forced into financial hardships by 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 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

Policy outcomes are to be achieved by government action in a number of areas: carer breaks, information and advice, income, the workplace, training for the workforce, access to employment, emotional support, the health of carers and the specific needs of young carers.
The Carers Strategy was revisited by the Department of Health in 2010, resulting in Recognised, valued and supported: next steps for the Carers Strategy.  Following consultation with carers, key stakeholders and the Standing Commission on Carers, the Department of Health identified four priority areas for action over the following four years:

· supporting those with caring responsibilities to identify themselves as carers at an early stage, recognising the value of their contribution and involving them from the outset both in designing local care provision and in planning individual care packages

· enabling those with caring responsibilities to fulfil their educational and employment potential

· personalised support both for carers and those they support, enabling them to have a family and community life

· supporting carers to remain mentally and physically well
Support for carers is highlighted as a key new commitment in The Operating Framework for the NHS in England 2011/12.  NHS organisations are tasked with considering the government priority areas for carers (above) in collaboration with partners and carers’ organisations.
“For 2011/12, PCTs should agree policies, plans and budgets to support carers with local authorities and local carers’ organisations, and make them available to local people” 








(DH 2010)
New legal rights to services for carers are also one of the key recommendations from the Law Commission's recently published Adult Social Care Report (2011) which will be implemented through new government legislation in 2012.
Carers and personalisation

Government policy on carers is entwined with the wider framework of personalisation in health and social care policy.  Launched in 2007, the ministerial concordat Putting People First: a shared vision and commitment to the transformation of adult social care cemented the policy direction towards personalisation which had been steadily growing in preceding social care policy such as Independence Wellbeing and Choice (DH 2005) and Our Health Our Care Our Say (DH 2006).
Following the publication of Putting People First (HM Government 2007), policy and research activity sought to explore and uncover the opportunities presented by the new personalisation agenda. The IBSEN project (National Evaluation of the Individual Budgets Pilot projects) found that Individual Budgets were associated with better social care outcomes and had the potential to be more cost effective (Individual Budgets Evaluation Network 2008).
In 2009 the Department of Health launched a pilot programme involving some Primary Care Trusts in England to test out personal health budgets in the NHS.  Primary care trusts were already able to offer personal health budgets that did not involve giving money directly to individuals. The Health Act - which received Royal Assent on 12 November 2009 - extended these options by allowing the selected primary care trust sites to pilot direct payments.  Evaluation of the project will take place in 2012.

Recent policy outputs have further confirmed the personalised direction of travel for individuals, carers and families across health and social care, eg A Vision for Adult Social Care: capable communities and active citizens (DH 2010), Transparency in outcomes: a framework for quality in adult social care (DH 2011) and Think Local Act Personal (2011), the sector wide partnership agreement for personalisation and community based support.  The latter also asserts that local leaders must ensure that targeted support for carers is one of a set of core activities present in their areas.
A recent Department of Health publication of significance for carers’ issues is Carers and Personalisation: improving outcomes, published in November 2010.  This guidance document brings together evidence and illustrations of making personalisation work for carers, in order to stimulate local solutions in further service design and delivery.  The paper is presented in accordance with four themes: carers as expert care partners and whole-family approaches; early intervention and prevention; making self-directed support processes work for carers; and market and provider development.

Carers across health and social care policy

The importance of recognising, involving and supporting carers is reinforced to varying degrees in all government frameworks, strategies and quality markers across the spectrum of health and social care policy, including for example the National Service Framework for Long Term Conditions (DH 2005), the National Stroke Strategy (DH 2007), Living Well with Dementia: A National Dementia Strategy (DH 2009), Valuing People Now: a new three year strategy for people with learning disabilities (HM Government 2009), Equity and Excellence: liberating the NHS (DH 2010), and the recently published No health without mental health: a cross government mental health outcomes strategy for people of all ages (HM Government 2011).
Carer needs and rights in health and social care are further reinforced in the recently published NHS Outcomes Framework 2011/12 (DH 2010) and the 2011/12 ASC Outcomes Framework (DH 2011).  The former identifies health-related quality of life for carers as a key improvement area.  The NHS Outcomes Framework will be used from 2012/13 by the Secretary of State for Health to ensure the NHS Commissioning Board delivers on improving quality and better health outcomes for people using NHS services.  The ASC Outcomes Framework also cites carer quality of life as an outcome to be secured, in addition to the need for carers to be informed and feel respected as equal partners throughout the care process.

Every Child Matters

When considering the national policy context and drivers in relation to carers, it is vital that the role of young carers is also highlighted and recognised.  In addition to the generic carer policy referenced above, it is also crucial to take heed of the government’s ambition for every child through the Every Child Matters programme (DfES 2004); that every child, whatever their background or circumstances, has the support they need to be healthy, stay safe, enjoy and achieve, make a positive contribution and achieve economic well-bring.  

Every child matters, without a doubt - and that includes all our young carers.
Commissioning for carers

Before moving on to explore in further detail best practice in relation to carer identification, support and involvement at hospital, it is important to consider the joint commissioning priorities of Buckinghamshire and the ways in which our ideas and support will help to meet the outcomes which the Joint Strategic Needs Assessment, Joint Carers Strategy and the related local commissioning strategies aim to secure for individuals, carers and the local community.  Our focus here centres on the four “Big Ideas” of the Joint Carers Strategy for Buckinghamshire.

The Joint Carers Strategy for Buckinghamshire 2010-2013, developed in partnership by Buckinghamshire County Council and NHS Buckinghamshire, aims to deliver national carer strategy ambitions to individuals and carers across all care groups within Buckinghamshire.  The four “Big Ideas” relate to the following themes; improving information for carers, improving recognition for carers, improving support for carers and improving independence and life chances. It is our belief that our ideas which follow, once developed, could make a substantial contribution to the achievement of these objectives.
It may also be of use at this stage to refer to the ADASS and Princess Royal Trust for Carers paper Commissioning Better Outcomes for Carers – and knowing if you have (2010).  This resource builds on the ‘Carer’s Hub’ model of comprehensive support outlined in Commissioning for Carers (ADASS et al 2009) and aims to support councils, PCTs and their partners in the measurement and audit of outcomes for carers.  The Carers’ Hub demonstrates the range of services and interventions which contribute to a comprehensive offer of carer support aligned to the five main policy outcomes of Carers at the heart of 21st century families and communities: a caring system on your side, a life of your own (HM Government 2008).  The Carer’s Hub model of comprehensive carer support is reproduced below. The ways in which our 3 main project aims for hospital discharge align to these 5 policy outcomes are demonstrated at pages 9 - 10, although in truth each of our 3 project aims dovetail with each of these 5 policy ambitions.
[image: image1.emf]
Source: www.carers.org
Improving outcomes for carers in discharge practice

This paper will now move on to explore more closely government guidance in relation to discharge best practice; this guidance clearly recognises the importance of full carer involvement in the discharge process.  An overview of current best practice in relation to carers and discharge will be shared. Finally some recommendations will be offered for further discussion and debate with key stakeholders regarding possible ways to improve outcomes for carers as they and their loved ones experience hospital admission and discharge in Buckinghamshire.

ADASS published a review last year as part of its work programme to progress implementation of Carers at the heart of 21st century families and communities: a caring system on your side, a life of your own (DH 2008).  The review is entitled Carers as Partners in Hospital Discharge – improving carer recognition, support and outcomes within timely and supported discharge processes (ADASS 2010).  A key outcomes which ADASS is working hard to support 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” 









(DH 2008)

The review opens with a reminder of the key government guidance in relation to discharge best practice; Discharge from hospital: pathway, process and practice (DH 2003) and Achieving timely ‘simple’ discharge from hospital (DH 2004).  Difficulties in achieving timely, safe and appropriate discharge for patients and carers are shown in the former guidance to be caused by a number of factors including; internal hospital factors, co-ordination issues within and between agencies, capacity and resource issues and patient/carer involvement and choice issues.  Whilst all these issues are of concern, it is this latter issue of involvement and choice on which ADASS places its focus in its review.
In addition to outcomes for patients from effective discharge planning, the 2003 guidance outlines that effective discharge planning should ensure that carers:
· feel valued as partners in the discharge process

· consider their knowledge has been used appropriately

· are aware of their right to have needs identified and met

· feel confident of continued support in their caring role and get support before it becomes a problem

· have the right information and advice to help them in their caring role
· understand what has happened and who to contact
The ADASS review explores aspects of policy, research, practice and carer literature from numerous areas in relation to carer discharge, but expresses concern that despite national and local guidance, implementation of the above ideals still appears to be patchy.  Evidence from the review reveals that some carers do not as yet feel that their role, and the implications of that role, are fully recognised, and that the recognition and support which is given does not reflect their role as carers or treatment as partners in caring.

Scrutiny exercises in East Sussex and North Tyneside reflect these findings; proposed recommendations for improvement include: carers’ needs to be taken into account both on admission and discharge;  carers to be listened to by health care professionals; and training to be provided for new carers (ADASS 2010).  Further examples of findings from various areas can be found in the full review.  Examples include research from the City and Hackney Carers centre hospital project which found that between half and two thirds of carers felt that hospital staff did not understand their needs, and research from the Humber Mental Health Teaching NHS Trust where the absence of guidelines and a systematic approach to communication with carers was identified as a barrier to collaborative working. (ADASS 2010).
The ADASS review also highlights the particular significance of carer involvement and support during hospital discharge for those caring for patients with dementia.  National strategy recognises the particular challenges in dementia care; four of the seventeen objectives of the dementia strategy Living Well with Dementia: A National Dementia Strategy (DH 2009) have key relevance for hospital discharge and support:
· Good quality information for those with diagnosed dementia and their carers

· Implementing the Carers Strategy

· Improved quality of life for people with dementia in hospitals

· Improved intermediate care for people with dementia

National strategy confirms that care pathways out of hospital for dementia patients and carers should be developed in collaboration with carer organisations (DH 2009).

The project ideas which follow will also support recent Overview and Scrutiny recommendations in relation to Dementia Services in Buckinghamshire eg active encouragement for carers to register for an ICE (In Case of Emergency) care plan, and smoother referral pathways for carer assessment, information and support.

Additionally, the project ideas which follow will help to support the wider local ambition to provide universal services to the wider community, including older people, to help prevent or delay the need for increased intervention and services.

A workshop was arranged by ADASS with carer organisations, health and social care to explore arising issues and messages from their review further and identify ways to improve outcomes.  The following elements were considered helpful by carers in the discharge process: information and dedicated workers with a carers’ brief; identification and recognition of their role as carers; treating carers as partners and involving them; and  joined up working, follow up and use of feedback.  Examples of unhelpful areas include assumptions made by professionals about care and carer capacity, lack of information and systems and documentation that do not fully recognise carers.

The review concludes with numerous themes for improvement in relation to local policy, systems and practice, some of which are incorporated into our ideas for discussion below.  Research into the experience of BAME carers (Black and Asian Minority Ethnic) appears to be limited (ADASS 2010); ADASS asserts that certain areas of practice such as having dedicated carers’ workers and having the opportunity to review the effectives of discharge practice, could have a particular impact on the experience of BAME carers.

The ADASS review also makes reference to learning and key messages from the interim report of The Princess Royal Trust for Carers ‘Out of Hospital’ project.  The final report from this project was issued in May 2010.  A wealth of research, policy and practice ideas are contained in this paper to stimulate further development and best practice across the UK in relation to carers and discharge.  The project aimed to explore the impact which carer support and involvement at the time of hospital discharge may have on delayed discharges, reducing readmission rates, improving rehabilitation, improving the carer experience and enabling the carer to continue caring.  Two hospital discharge pilot projects are detailed in the paper to demonstrate where successes were made and challenges found.

The following features appear to be needed to promote effective support for carers at the time of discharge:

· High levels of carer awareness amongst hospital staff (eg perhaps achieved through staff training, designation of carer lead on each ward, carer’s charter, joint working between carers’ workers and ward staff)

· Policies and procedures which recognise carers (eg carer’s policy, reference to carer identification, involvement and referral to carer support organisations in discharge policy, recording features in admission and discharge paperwork and systems)

· Easy access to information and signposting of carers (eg provision of information with systems for signposting and referral)

· Direct support and advice (eg specialist carer’s worker for support, carer training)

CHARISMA – an offering to stimulate local solutions and practice
Having reviewed the relevant policy, literature, research and practice in relation to improving outcomes for carers at the time of hospital discharge, presented below are some ideas for further discussion with partners relating to improving outcomes for carers across Buckinghamshire hospitals.   We are conscious that there may well be progress underway in relation to these areas of which we are unaware.  For this reason, these ideas are presented as a discussion paper in the first instance. Suggestions lean heavily on learning from the ADASS review and The Princess Royal Trust ‘Out of Hospital’ project, and, as stated, may already be underway to varying degrees within Buckinghamshire.  At Carers Bucks we would be very pleased to collaborate with partners and have further discussion at both a strategic and operational level in relation to these issues; we are keen to understand the experiences of health and social care in achieving outcomes to date, and to add value in partnership to achieve national policy and local joint commissioning objectives for carers.
The overall aims of the following thoughts are:

· to promote carer awareness amongst hospital staff and support the earlier identification and involvement of carers as expert partners in discharge by professional staff 
· to increase referrals from hospital staff to Carers Bucks so that carers can receive emotional and social support, advocacy, training and support to develop an In Case of Emergency (ICE) care plan as early as they choose in the discharge pathway

· to ensure availability and accessibility of  information and signposting about carer support services for all

The table below demonstrates how these project aims align to both the national policy ambitions of Carers at the heart of 21st century families and communities: a caring system on your side, a life of your own (2008) and Recognised, valued and supported: next steps for the Carers Strategy (2010) and to local commissioning objectives presented in the Joint Carers Commissioning Strategy from Buckinghamshire County Council and NHS Buckinghamshire.  Project objectives also align to the ambitions of personalisation progressing now through the Think Local, Act Personal Partnership (2011).
For ease of reference, and to give a theme to our project ideas at this initial stage, we have coined the name CHARISMA - Carers out of Hospital: Advocacy, Referral, Involvement, Information and Support.  This acronym aims to give an initial sense of the ways we would be keen to work with health and social care staff across our Buckinghamshire hospitals in supporting positive outcomes for carers.  
	CHARISMA Project Objective
	Link to policy outcomes in Carers Strategy (DH 2008) and Carers’ Hub ‘spokes’ (see p 5)
	Link to national policy priorities in

Recognised, valued and supported: next steps for the Carers Strategy (DH 2010)
	Link to local commissioning objectives in BuckinghamshireJoint Carers Strategy

	· To promote carer awareness amongst Buckinghamshire hospital staff and support the earlier identification and involvement of carers as expert partners in discharge by professional staff 


	· Recognised and supported as expert care partners 

	· Supporting those with caring responsibilities to identify themselves as carers at an early stage, recognising the value of their contribution and involving them from the outset both in designing local care provision and in planning individual care packages (Priority 1)
	· Improving recognition for carers (Big Idea 2)

	· To increase referrals from hospital staff to Carers Bucks so that carers can receive emotional and social support, advocacy, training and support to develop an In Case of Emergency (ICE)

care plan as early as they choose in the discharge pathway


	· Mentally and physically well; treated with dignity
· Enjoying a life outside caring
· Children thriving, protected from inappropriate caring roles
	· Enabling those with caring responsibilities to fulfil their educational and employment potential (Priority 2)

· Personalised support both for carers and those they support, enabling them to have a family and community life(Priority 3)

· Supporting carers to remain mentally and physically well (Priority 4)


	· Improving support for carers (Big Idea 3)
· Improving independence and life chances (Big Idea 4)

	· To ensure availability and accessibility of  information and signposting about carer support services for all


	· Not financially disadvantaged


	· Personalised support both for carers and those they support, enabling them to have a family and community life(Priority 3)


	· Improving information for carers (Big Idea 1)


CHARISMA  - ideas for discussion and action planning
As mentioned above, the following thoughts are presented purely to stimulate discussion at this stage as possible vehicles to progress the above aims, and may indeed already be underway in some areas.  The views and thoughts of health, social care, users, carers, third sector and other interested stakeholders would be most welcome and are actively sought in the development of ideas and actions going forward:
· Development of a multi agency Carers’ Task Group to steer project implementation (The Swindon discharge support project model from the Out of Hospital project found this to be crucial to the steer and implementation of project aims; meetings were held bi-monthly and chaired by the Trust Lead for Carers).  Could this be a sub group of the Carers’ Partnership Board?
· Development of a Carers’ Action Plan (in line with health policy and commissioning objectives) to manage progress, implementation and evaluation of actions by Carers’ Task Group
· Designation of Carers’ Lead at executive level to advocate, drive and support progress and implementation of Action Plan (again, the Swindon project found this designation to be vital in helping to implement system change
· Identification of a member of staff from each ward to act as Carer Champion (role to include being a specialist source for advice/signposting on the ward, to promote the recognition of carers among colleagues, to encourage and promote referral of carers by colleagues to Carers Bucks (with carer consent), to ensure carer literature and posters are up to date and available in their particular area).  We are aware that this is a ‘big ask’ of busy ward staff already working as hard as they can to meet their patients’ needs.  Benefits to attract staff to the role could include access to specialist carer support training (with certification for their Continuing Professional Development Portfolio) and opportunities to evidence and develop partnership working skills for their professional CV.  Carers Champions could perhaps be further supported by regular ‘thank you’ lunches and feedback sessions facilitated by Carers Bucks.
· Future opportunities might include the development of a volunteer pool (which could be set up and managed by Carers Bucks) to support and link in with the ward based Carer Links.  The Carer Link could perhaps then delegate responsibilities to the volunteer linked to their ward eg completion of Carers Bucks referrals for support, advocacy and ICE (In Case of Emergency) care planning, updating and ‘housekeeping’ of carer literature and posters etc
· Deliver specialist training to ward Carer Links on the earlier identification and involvement of carers in the discharge process – policy, practice and outcomes – to help secure robust discharges, open support avenues, maintain carer health and prevent readmissions
· Develop concise training presentation for integration with hospital staff induction programme (health and social care)
· Review and development of joint discharge policy and practice to support earlier identification of carers, involvement of carers as expert partners and increase referral to Carers Bucks to access wider avenues of support, advocacy and training (eg opportunities for carer identification in admission/ discharge recording practice and systems, carer identification on wards and at MDT, referral pathways to Carers Bucks, integration of ICE (In Case of Emergency) care planning within discharge planning policy and practice
· Development and implementation of carer policy and carers’ standards to reinforce ambitions to identify, involve and support carers throughout the hospital experience
· Review carer/discharge information available and explore potential value of developing a discharge information resource for carers.  Explore potential value of regular information stands/carer event days to reach out to carers and opportunities to increase support to Black and Asian Minority Ethnic (BAME) carers
· Identification of key outlets for Carers Bucks posters and information distribution across Stoke Mandeville, High Wycombe, Amersham and Wexham Park Hospitals with possible volunteer support depending on resource availability
· Explore benefits and value of developing a business case for a specialist hospital carer’s worker (s) (hospital and/or community base?) for accessible and responsive advocacy, information, support and referral to other useful organisations across health, social care and the third sector
· Explore opportunities to expand project scope out of hospital into the community to ensure carers are fully supported throughout the care pathway, thereby maintaining carer health, preventing readmission and avoiding new admissions (eg through training for GPs, residential and nursing homes and other such as Harmoni and Buckinghamshire Urgent Care, increased referrals to Carers Bucks, increased availability and accessibility of carer information in the community etc).  

Next Steps
At Carers Bucks, we are keen to engage with partners and stakeholders across health, social care and other third sector organisations to contribute and/or lead as appropriate in partnership initiatives to improve outcomes for carers across the Buckinghamshire hospital discharge pathway and beyond.

Directed by national policy aims, and steered by local commissioning ambitions, it is our belief that a joined up strategic approach to this work will help realise our shared ambitions in relation to carers and the discharge pathway - to recognise, respect, value and support the carers of Buckinghamshire in the vast and selfless contributions they offer in the delivery of community care.
If you share our ambitions, and would welcome our support in securing improved outcomes for carers, please contact Amanda Essex, Hospital Liaison and Development Co-ordinator at Carers Bucks on 01296 392711 or via email at amanda.essex@carersbucks.org for further information and discussion by Thursday 30th June.  We would particularly welcome your contributions in the development of a Carers’ Task Group going forward and would be pleased to contribute to any existing forums working to develop best practice in Buckinghamshire hospital discharge pathways.
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