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1.0 Foreward
Rachel Robinson, Chief Executive, The Care Forum

The voluntary and community sector (VCS) is experiencing unprecedented levels of change. The challenging financial situation coupled with organisational restructuring within local authorities and the national health services is creating uncertainty within the sector. At the same time demand for services is increasing. In this context the Department of Health’s £30 million funding stream for children’s palliative care services and the Palliative Care Funding Review provided a timely opportunity for The Care Forum to enable VCS providers from across the south west to make their voice heard.

We are grateful that our successful bid to the Department of Health enabled us to host a Square Table event in March 2011. The event drew together commissioners, providers, practitioners and parents to share their views on services for children and young people with life-limiting conditions.  
Additional funding from the Department of Health allowed us to host two reference group meetings in January and March to complement and reflect upon the Square Table and to consider the main concerns of VCS providers at this crucial point in time.
This report outlines the key findings and recommendations resulting from the reference group meetings. The meetings revealed many examples of positive dialogue between the statutory and VCS sectors. When this works well children, young people and families receive services which provide them with adequate support. However, too many children, young people and families still struggle to have their needs met and to receive appropriate services and help. With organisational change already impacting on services the opportunity for meaningful dialogue is threatened further.
As new funding mechanisms take shape and the design and delivery of services changes, the needs of children, young people and families should be at the centre of change. 

This report’s recommendations and findings will be brought to policy-makers, commissioners and practitioners to ensure that this crucial opportunity to change services and more importantly to improve services is not lost.
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2.0 Setting the scene
Louise Hudson, Voluntary Sector Co-ordinator

Our bid for Department of Health funding to bring together representatives of the voluntary and community sector was driven by a desire to ensure that their experience of providing services to vulnerable children, young people and families was documented. 
Two reference group meetings were held in January and March at which VCS providers shared views, issues and ideas. The meetings sought to understand why some children and young people with life-limiting conditions and their families do not have their needs met and to recommend how their needs could shape the funding, planning and delivery of services in the future. 

I am particularly grateful to Linda Parker, Programme Director, Children, Young People and Families with the South West Development Centre, who supported our bids to the Department of Health’s £30 million fund and who agreed to chair our Square Table event. 
I would also like to thank the VCS representatives who enthusiastically welcomed the idea to share their views at the reference group meetings and who in doing so demonstrated their commitment to the children and families they work with on a day-to-day basis.  They were Ali Acaster, Julia’s House; Chris Roys and Liz Lewington, The Jessie May Trust; Lisa Upshaw, Naomi  House; Bryan Short, The Rainbow Trust; Peter Morris, Acorns Children’s Hospice; Ruth Berry, Children’s Hospice South West and Jane Houghton, Association for Children’s Palliative Care (ACT). 
The recommendations in this report are designed to inform the work of commissioners.  They arise from themes emerging from discussions with and between VCS providers.  
It is hoped that the recommendations and findings will help to shape services that fully reflect ACT’s definition of children’s palliative care as an “active and total approach to care, embracing physical, emotional, social and spiritual elements. It focuses on enhanced quality of life for the child and support for the family and includes the management of distressing symptoms, provision of respite and care through death and bereavement.”
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3.0
Recommendations
1. The commissioning process should be transparent and cross-institutional between primary and acute services and the health and social care sector. Commissioning must actively involve voluntary and community sector providers to ensure funding packages reach children and young people (CYP) with palliative care needs and adequately reflect the cost of providing services that meet not only the medical needs of those children and young people but also the broader psycho-social needs of the child and family. 
2. Care pathways should be cross-institutional and should not become harder to navigate across health and social care services as a result of new NHS commissioning arrangements.
3. A key worker for each family would provide a crucial link between acute and primary care services and between health and social care and this key role needs to be central to the funding tariff.
4. Transition of young people from children’s services to adult’s services needs to improve across the board, with the young person placed at the centre of their care planning where appropriate, coupled with flexible funding packages so young people can access age-appropriate services. 
5. For the parental voice to be reflected in the planning and commissioning of services parents need to engage on their own terms and to see positive change happening on the ground as a result of sharing their views. 
6. Communication and information sharing between agencies and with parents needs to improve to ensure child-centred and family centred-packages of care are available.

7. To reflect the specific needs of children and young people with life-limiting conditions universal services need to be far more child-centred and driven less by centralised policy and targets. 
4.0
Key Findings 
1. The commissioning process should be transparent and cross-institutional between primary and acute services and the health and social care sector. Commissioning must actively involve voluntary and community sector providers to ensure funding packages reach children and young people (CYP) with palliative care needs and adequately reflect the cost of providing services that meet not only the medical needs of those children and young people but the broader psycho-social needs of the child and family.

· The funding package for CYP VCS palliative care providers does not cover the full cost of providing services. Money earmarked for CYP’s palliative care under “Better Care, Better Lives” went into Primary Care Trust baseline budgets. In the south west dialogue between commissioners and providers has ensured that some of the money has reached some providers but it covers, on average only 25% of the cost of providing services. 
· Funding packages are not equitable with funding for adult palliative care providers, who receive on average 30% funding from the NHS to meet their costs. Children and young people’s hospices would like a consistent package of funding from the statutory sector broadly in-line with adult hospices. The voluntary sector has to strike a balance between maintaining independence, being flexible with their offer and not becoming the cheap option.

· Positive relationships, developed between commissioners and providers, are at risk of being lost as a result of new NHS funding arrangements. There is uncertainty around how the VCS will have a voice in the new commissioning arrangements.

· There is a lack of transparency about the mechanism for funding in the future and concern that contracts need to be in place to secure future funding. 

· There needs to be better integration of health and social care budgets to meet not only health needs but the broader psycho-social needs of the child and family. Mechanisms need to be in place to ensure health commissioning does not move even further away from social care under new funding arrangements.
· A funding tariff for children and young people’s palliative care services could help make commissioning more transparent but would need to cover a broad range of services to fully meet the needs of children and families.

· A lack of transparency, in terms of current funding arrangements, means the VCS providers have to compete with the NHS to provide some services, e.g. community nursing or support for ventilated children.
· Overall there is a lack of communication about what money is available and how to bid for it.
· Many services e.g. community nursing or sitting services, which could be provided by the VCS, are provided in-house by the NHS but there is no transparency about the cost of that care or if the VCS could bid for that money on equal terms. 
· There is a concern amongst the VCS that GP commissioners will move towards spot purchasing individual packages of support. This will be an expensive way of funding care and one that local authorities have moved away from. It illustrates how health and social care are in danger of moving in opposite directions.
· Individual budgets could provide families with more choice but only if they have the means at their disposal to manage them.  The responsibility of employing service providers, choosing services and arranging packages of care could be a burden for many families. A funding tariff could help ensure that families have equity of access.

· The funding tariff needs to reflect the rising costs of providing services, particularly in rural areas, where rising petrol costs are having a significant impact on the provision of community-based nursing and support services. 

· Funding for a key worker should be part of the tariff for funding CYP palliative care and could come from joined-up budgets across health and social care. 

· The joining up of funding packages is important as young people make the transition from children’s to adult’s services to enable young people who have social care funding to access age-appropriate facilities. These facilities have higher costs owing to nursing provision within those settings, which is a requirement of the Care Quality Commission. At present the higher cost of providing care within these facilities means young people who only access social care funding cannot access age-appropriate facilities provided by some children’s hospices if they live out-of-area and may often be placed in residential care for older or disabled people.

2. There is evidence that some managers in acute trusts use the same funding tariff to staff children and adult’s hospital wards leading to inadequate staffing levels to fully meet the needs of children. Nevertheless nursing staff have been praised for their commitment and professionalism. 
3. Care pathways should be cross-institutional and should not become more difficult to navigate across health and social care services as a result of new NHS commissioning arrangements.

· Where clear and workable care pathways exist they tend to be driven by specific medical conditions, e.g. oncology/diabetes/cardiology, rather than by the needs of the child and their family. 
· In the majority of cases care pathways belong to organisations rather than individual children. Some children will only meet social care criteria and will not trigger a health care pathway and vice-versa.  This means the psycho-social needs of the child and family are not met in many cases. 
· The lack of a trigger point for care pathways – beyond specific medical conditions – is problematic for many children and families where the child does not have a clear diagnosis or where they are diagnosed with a rare condition. These children and families can go for many years with no services beyond those that address their immediate medical needs. 
· A key worker whose help is triggered by the child’s symptoms, rather than by their diagnosis, could help children and families navigate a care pathway across institutional boundaries. 
· Discharge-planning needs to be improved and should be planned for from admission to acute services. 
· Some services, such as rapid transport, do not always cross geographical boundaries or work to the same criteria as other agencies.
· At transition, from children’s to adult’s services cross-institutional care pathways would assist in the development of flexible packages of care. .
· Cross institutional care pathways at transition from children to adult’s services could link together and join up education, health and social care.  They could be based on a national template but would need to be localised.
· Care pathways could identify specific blocks in the system for some children and families but also universal blocks that need to be removed. 
4. A key worker for each family would provide a crucial link between acute and primary care services and between health and social care and this key role needs to be central to the funding tariff.
· A key worker for families could help to ensure care pathways are in place which are portable across institutional boundaries Hospital social workers used to fulfill this role and the bridge they provided between health and social care is missing.
· The nature of social work has changed and is now focused on child protection and children at risk. Social workers rarely have the opportunity to meet the broader psycho-social need of the family and act as key workers unless they have a specific remit that allows them to broaden their role.

· Key working should not be an addition to another professional’s role. It needs to be a stand-alone service that puts the needs of the child and family at the centre of care planning.  
· A key worker could help families get the packages of care they need and importantly ensure those packages of care do not fall apart.  Rebuilding packages of care is costly and time-consuming. 
· A key worker needs to have the flexibility to work with the family at different points in their journey, from diagnosis, to discharge, to transition. They could have a sleeping case load to facilitate this happening. 

· Ideally a key worker would have a base at a hospital but not be employed solely by the hospital. This would help them to maintain their autonomy and allow them to access community-based services for families including broad services which meet their psychosocial needs. The power of acute services needs to be balanced by the need for community services. 

· An honorary contract arrangement with the PCT and social care could be one way of funding the key worker position.  

· A key worker could identify which universal services are appropriate for children with life-limiting conditions and help those children and families access those services.  

· If the cost of providing a key worker service was part of the funding tariff it would save money in acute services.  By meeting children and families’ psycho-social needs a key worker could save acute services money. Most families want to care for their children at home with support. 
· In terms of attributes a key worker should listen, be knowledgeable about services across institutions, be assertive and advocate for the child.  Key working should be their job; it does not work effectively as an add-on to another role. 

· Alongside key working a need for children and young people’s advocacy services has been identified. These services could be developed along the same model as independent mental health advocates in adult services. A children and young people’s advocate could help to put the needs of the child at the centre of care planning.
5. Transition of young people from children’s services to adult’s services needs to improve across the board, with the young person placed at the centre of their care planning where appropriate, coupled with flexible funding packages so young people can access age-appropriate services. 

· Planning for transition should happen from the age of fourteen for all young people in all settings.

· When funding for a young person comes from social care it does not meet the cost of the nursing care which hospices are expected to provide. As a result young people are not able to access age-appropriate facilities where they exist and if they can access them the cost of their place will not be fully funded by the statutory sector. This is a particular issue if those facilities are not provided in the young person’s local area. These facilities can be under-utilised while young people are sent to care homes for older people or disabled people which do not meet their needs.
· The needs of the young person should be at the centre of planning.  Professionals need to work with young people to put together appropriate care packages that do not rely on parents to provide intimate personal care.

· Health professionals particularly GPs and paediatricians need to work together to help young people and families access appropriate care and support at transition.

· The Care Quality Commission is inconsistent in the messages it gives hospices.  Some inspectors expect hospices to work only with children up to the age of 16; other inspectors expect hospices to work with young people up to the age of 25.

· In terms of transition care pathways there is not equity of service.  Services are dependent on clinical conditions. When there are clear pathways for specific clinical conditions it is easier to access services e.g. coronary care, but many young people fall through the net.  

6. For the parental voice to be reflected in the planning and commissioning of services parents need to engage on their own terms and to see positive change happening on the ground as a result of sharing their views. 

· Parental involvement in the design of services is generally limited. If commissioners want parents’ views they need to involve parents in a way that meets their needs.  The model of involvement needs to fit around the parents and a range of views are needed. There are examples of good practice but they are limited and a universal model of good practice does not exist.
· Consultation aims and outcomes must be clearly communicated. Families feel disheartened if nothing changes or if services get worse after they have given their views.
· Aiming High for Disabled Children’s parent participation programmes gave parents an opportunity to share their views, however they did not reflect the views or necessarily engage with parents of children with life-limiting conditions. 
· Some parent forums, focussing on children’s palliative care do exist and are hosted by voluntary sector providers who are not funded for this work by the statutory sector. 
· A key worker could engage with parents, hear and document their views on an ongoing basis and in an environment which suits their needs. 
· Parents who have strong voices and are able to eloquently voice their needs and the needs of their children receive better services and are more involved in shaping services. The danger is that children and families with specific needs for whom communication is a challenge due to language and cultural barriers may have their needs overlooked.
7. Communication and information sharing between agencies and with parents needs to improve to ensure child-centred and family centre-packages of care are available.

· Communication needs to happen in a variety of ways. There is an over reliance on electronic forms of communication which bypass other forms of communication valued by families themselves such as paper-based directories and opportunities to meet together and share information by word-of-mouth.
· Parents and carers find out about services predominantly via word-of-mouth. Parents themselves are a good source of information and can map services effectively. 
· Communication between professionals in the NHS would improve services for children and families, e.g. between GPs and paediatricians. 
· Communication across institutions must improve to foster a greater understand between VCS providers and education services so that the needs of children can be met in a variety of settings. 
· Communication must improve between health and social care so that broad physical, psycho-social, and housing needs can be addressed. This would drastically improve the quality of life of children and families particularly at the point of diagnosis, discharge and at transition from children’s to adult’s services. Improved communication between health and social care would also help families at the stage of pre-diagnosis who can be left months and even years without help and services and who struggle to get their basic need for equipment or psychological support for the whole family met. A key worker could navigate these boundaries.
· VCS providers would like more opportunities to network, share information and combine packages of care. 
8. To reflect the specific needs of children and young people with life-limiting conditions universal services need to be far more child-centred and driven less by centralised policy and targets. 

· There is a balance to be struck between inclusion and the ability of children and families to access specialist and targeted services. There is pressure for services to be inclusive. A key worker could help families to identify which services are most appropriate and help them to access the services they want across organisations and within services.
· Hospital education services could link with children’s hospices to help them provide education within hospice settings.
· Some families have been threatened with fines, placed under pressure and encouraged not to send their child to hospice or care for them at home during term-time.
· OFSTED and local education authorities could work with hospices and schools to ensure that a child’s educational needs can be met at the same time as their care needs, which should always come first.
· There are examples where flexibility and creativity have ensured that a child’s care needs are met at school but funding packages and professionals need to join up to make this happen more often.
· Inclusion in educational, play and youth services is not appropriate for many children with life-limiting or life-threatening conditions. The national curriculum is an example of policy based on a one-size-fits-all model, enforced across institutional settings. Education must be child-centred and not based on universal models and policy.
5.0
Conclusion

Since the publication of “Better Care, Better Lives” in 2007 many services for children and young people with life-limiting conditions and their families have developed positively as a result of improvements to the funding regime and better communication between agencies. The improvements that have been made are not on a secure footing owing to economic instability and organisational restructuring. 

Communication, transparency, inter-agency and cross-agency working, localised and tailored services and child and family-centred care packages all go some way towards improving the quality of life for children and young people with life-limiting illness and their families. 
The testimonies of families at our Square Table showed that at the heart of palliative care services there is an individual child or young person and a family. It is support from the statutory sector and VCS that can make a real difference to their quality of life.

This report demonstrates that the need for meaningful dialogue between the VCS and the statutory sector has never been greater if the needs of children, young people and their families are to be at the centre of future care planning and funding. 
6.0
The Care Forum – informed voices and choices in health and social care
The Care Forum is a charitable organisation that promotes health and wellbeing and challenges inequalities in heath and social care policy. We have more than 20 years experience of partnership work with statutory, voluntary, community and social enterprise sectors across the west sub-region and beyond.
Our networks of VCS agencies inform and support agencies to express their views, make their needs understood, participate in decision-making and improve access to health and social care services. The Care Forum researches, evaluates and promotes best practice in health, wellbeing and social care policy and services.
We host two Local Involvement Network (LINks) and provide advocacy, social prescribing and information services to help improve individuals’ access to and involvement in health and social care services.
To find out more about our services visit www.thecareforum.org.uk or contact The Care Forum ( 0117 965 4444.
For further information about the content of this report email louisehudson@thecareforum.org.uk 
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