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Better Care: Better Lives, the national children’s palliative care strategy states that the Government considers disabled children
, including those with a life limiting or life threatening conditions
 to be both a national and local priority. To ensure that children’s palliative care services are prioritised, Better Care: Better Lives has identified 8 strategic goals that will be included within this strategy:

· Improved data

· Equality of access to universal services

· Responsible and accountable leadership

· Choice in preferred place of care and expansion of community services

· Better end of life care

· Stronger commissioning and value for money

· Successful transition between children and adult services

· Planning an effective and responsive workforce

To ensure that the 8 strategic goals are achieved, there is a requirement on Primary Care Trusts (PCTs) and Local Authorities (LAs) to establish Children’s and Young People’s Palliative Care Networks that bring together commissioners, professionals, children, young people and their families to develop joint planning frameworks and a strategy. Locally, the decision has been taken to establish a Kent and Medway Children and Young People’s Palliative Care Network to take on this role as well as to share best practice and offer clinical / professional leadership to the commissioning process.

Research (McCulloch, 2007) recognises that 40% of children and young people with palliative care needs die from cancers and 60% die from non-malignant disease (e.g. metabolic, degenerative and cardiac conditions). With reference to Appendix 1, even though many children and young people with life limiting or life threatening conditions do not see themselves as being disabled, it is important to recognise that they are protected under the Disability Discrimination Act and for planning purposes fall within the population group that is considered to be disabled.

Through bringing together commissioners from the NHS and Local Authority, professionals, children, young people and families, our aim is to develop high quality child / young person and family centred services that are able to respond to the needs of children and young people with life limiting or life threatening conditions and their families living in the Kent and Medway area, whilst also ensuring that we are able to get the most out of bringing together money from the NHS, LA and Charities.

The Kent and Medway Children and Young People’s Palliative Care Strategy will set the strategic direction for how services for children and young people with life limiting or life threatening conditions and their families will be improved over the next three years. The outcomes identified within this Strategy will contribute towards achieving the key priorities within the Kent Children and Young People’s Plan, Medway Children and Young People’s Plan, NHS Eastern and Coastal Kent Strategic Commissioning Plan, NHS Medway Strategic Commissioning Plan and NHS West Kent Strategic Commissioning Plan.

There is also a recognition that the principles identified in the Aiming High for Disabled Children: Better Support for Families National Core Offer are equally applicable to disabled children with life limiting or life threatening conditions and their families. The Aiming High for Disabled Children National Core Offer states:

1. Information and Transparency

The information provided should be tailored to the individual needs of children and their parents and be readily accessible in a range of formats.

2. Assessment

Disabled children and young people receive child-centred multi-agency co-ordinated services from the point of referral through identification and assessment to delivery.

3. Participation and Feedback

Disabled children and young people and their families are routinely involved and supported in making informed decisions about their treatment, care and support and in shaping services.

Since there are such strong overlaps between the information, practical and emotional support required by disabled children with life threatening or life limiting conditions and the wider group of disabled children (see Appendix 1), there is an opportunity to closely align this strategy with the new Kent Strategy for Disabled Children, Young People and Parents / Carers and the Medway Aiming High for Disabled Children Strategy.

We are committed to embracing the principles of participation as identified by Article 12 of the UN Convention on the Rights of the Child, which defines participation as “children and young people have the right to express opinions on matters which affect them and to have those opinions taken seriously”.

Children, young people, parents / carers, professionals and commissioners have contributed to the development of this strategy and will play a key part in implementing the strategy and reviewing progress.

Vision Statement

Kent and Medway Children and Young People’s Palliative Care Network believes in the right of  children and young people with life threatening or life limiting conditions and their families to live as far as possible, an ordinary a life as possible. Our overarching aim is to enable children and young people with life threatening or life limiting conditions and their parents / carers to have an active role in developing their own life plans and shaping flexible and responsive services to meet their aspirations. This means exceptional levels of support for some children, to ensure their involvement and inclusion in society so that they achieve as individuals.

To ensure this happens, the Kent and Medway Children’s Palliative Care Network will build in to the strategy four critical components that together will make truly effective services for children and young people with life threatening or life limiting conditions and their families:

· Services meet children’s and families’ needs, provided in a setting of choice

· Families participate in everyday life 

· Services recognise that children grow, move on and may die

· Services recognise, recruit and develop the right people

What does the data tell us?

The following national and local data will be used to support the commissioning of services for children with life threatening or life limiting conditions and their families / carers:

National Data

In 2007 it was estimated that 17,900 children aged 0-19 in England required palliative care, equivalent to a rate of 14.5 per 10,000 population
.

The Department of Health stated that in 2007 of those conditions likely to require palliative care in England, around 7000 (74%) of those under 20 years (excluding neonates) died in hospital, 1,800 (19%) died at home and 390 (4%) died in hospices. It also identified that an estimated 63% of children and young people requiring palliative care have a need for social care services (11,000 children / young people aged between 0-19)
.

In 2009/10 Children’s Hospices have contributed to the national Child Health Mapping audit, with the intention of providing more accurate and detailed national and local information.

It is recognised at a national and local level that 10% of the caseload of bedded children’s hospices have a cancer diagnosis. This compares to adult hospices whose caseload is 90% with a cancer diagnosis. This creates significant challenges in relation to transition to adult palliative care services for the growing number of young people with non cancer diagnoses.

Contact a Family states that:

· The income of families with disabled children averages £15,270, 23.5% below the UK mean income of £19,968, and 21.8% have incomes that are less than half the UK mean. 

· Only 16% of mothers with disabled children work, compared to 61% of other mothers.

· It costs up to three times as much to raise a disabled child, as it does to raise a non-disabled child.

· Stress, depression and lack of sleep are other commonly experienced problems.  Caring for a disabled child can cause relationship problems. According to one study, 31% of couples report some problems, 13% cite major problems and 9% actually separate.                                                                                                                 

· Disabled children are 13 times more likely to be excluded from school. 
Local Data

Table 1 to show the palliative care needs of children and young people for Kent and Medway based on the Mid 2009 population figures

	District
	0-18 

population
	0-19 population
	0-18 palliative care need (excl. neonates)
	0-19 palliative care need (excl. neonates)
	0-18 palliative care need (incl. neonates)
	0-19 palliative care need (incl. neonates)

	Ashford
	28,320
	29,543
	41.1
	42.8
	45.3
	47.3

	Canterbury
	31,440
	35,715
	45.6
	51.8
	50.3
	57.1

	Dartford
	22,236
	23,298
	32.2
	33.8
	35.6
	37.3

	Dover
	24,242
	25,399
	35.2
	36.8
	38.8
	40.6

	Gravesham
	23,600
	24,783
	34.2
	35.9
	37.8
	39.7

	Maidstone
	33,182
	34,706
	48.1
	50.3
	53.1
	55.5

	Sevenoaks
	26,757
	27,720
	38.8
	40.2
	42.8
	44.4

	Shepway
	21,781
	22,826
	31.6
	33.1
	34.8
	36.5

	Swale
	32,040
	33,610
	46.5
	48.7
	51.3
	53.8

	Thanet
	30,516
	31,946
	44.2
	46.3
	48.8
	51.1

	Tonbridge and Malling
	29,411
	30,531
	42.6
	44.3
	47.1
	48.8

	Tunbridge Wells
	27,270
	28,176
	39.5
	40.9
	43.6
	45.1

	Medway
	62,572
	66,020
	90.7
	95.7
	100.1
	105.6

	NHS Eastern and Coastal Kent
	168,339
	179,039
	244.1
	259.6
	269.3
	286.5

	NHS Medway
	62,572
	66,020
	90.7
	95.7
	100.1
	105.6

	NHS West Kent
	162,456
	169,214
	235.6
	245.4
	259.9
	270.7

	Kent County Council
	330,795
	348,253
	479.7
	505.0
	529.3
	557.2

	Sources: Mid 2009 population figures, Public Health Observatory.


Table 2 to show the number of deaths of children and young people aged between 0-19 that are known to Community Children’s Nursing Teams and Children’s Hospices across Kent and Medway

	Year
	Number of deaths

	2005
	29

	2006
	41

	2007
	43

	2008
	62

	2009
	65


In Kent and Medway there are the following services offering specialist services to children and young people with life limiting or life threatening conditions:

· Demelza House, an 8 bed residential children’s hospice (covering the whole of Kent and Medway) 

· EllenorLions Children’s and Young People’s Service, operating in North West Kent offering a 24/7 hospice at home service

· 4 Community Children’s Nursing Teams, with only one offering 24/7 access to end of life care

What do we want to achieve?
Outcome 1: Each child or young person will receive an individualised palliative care pathway, which also takes into account the needs of the parents / carers, siblings, extended family and friends.
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What children and young people with life limiting or life threatening conditions and their parents / carers have told us they want to see:

· Joined up, co-ordinated approach to supporting them through the Team Around the Child approach.

· Improved communication between hospitals, schools, community teams and hospices.

· Improved access to residential hospice and hospice at home models of care.

· Greater range of short breaks available.

· Improved access to specialist community children’s nursing teams.

· Improved access to community and hospital transport.

· Additional support to manage transitions at key stages, including emotional support in relation to transition to adult services.

· Improved access to specialist community services such as children’s occupational therapy, physiotherapy, music therapy, play therapy and drama therapy.

· Community equipment and wheelchairs being provided as quickly as possible.

· Services delivering choice on whether they die at home or in another location.

What we will do to improve outcomes

We will:

1. Develop the Kent and Medway Children and Young People’s Palliative Care Network to oversee the implementation of the strategy, provide clinical leadership to support commissioners and to share and develop best practice. This will also include a Kent and Medway Children’s Bereavement Clinical Network and a Kent and Medway Children’s Palliative Care Clinical Implementation Group.

2. Establish the ACT minimum dataset as well as developing an enhanced data set to measure the quality of the services being offered.

3. Bring a range of services which support children, young people and their families together to agree to implement the ACT Integrated Multi-agency Care Pathway to create a co-ordinated approach to meeting their needs at all key stages (see Appendix 3). This will also include the implementation of the Bliss Integrated Pathway for babies receiving neonatal care in Special Care Baby Units.

4. Establish a personalised approach to co-ordinating, planning and reviewing the care and education that is offered to the child, young person and family (team around the child / family model), involving the child/young person’s school or college as appropriate.

5. Ensure that there is access to appropriate 24 hour / 7 day a week support within the community to promote choice of place of care and death.

6. Through the Aiming High Short Break Transformation Programme, increase the range and volume of specialist short breaks available for disabled children with life limiting or life threatening conditions and their parents / carers.

7. Ensure that there is timely access to community equipment and wheelchairs.

8. Establish a joint commissioning framework for supporting children, young people with life limiting or life threatening conditions and their families.

9. Implement the Kent Multi-agency Transition to Adulthood Protocols and the Medway Multi-agency Transition to Adulthood Protocols.

10.  Ensure a more joined up approach to providing community and hospital transport across Kent and Medway, linked to the Kent Strategy for Disabled Children, Young People and their parents / carers and the Medway Aiming High for Disabled Children Strategy, the Medway Sustainable Community Strategy  2010-26, and ‘Growing Healthier’ the Medway PCT Commissioning Plan  2008-12. 

11. Sensitively to obtain feedback at appropriate times from families on the care that their child/young person is receiving/has received.

12.  Implement the National Framework for Children’s Continuing Care and develop new procurement models for continuing care packages which enable children and young people to come home from hospital sooner.

Outcome 2: Children, young people, parents / carers, siblings, extended family and friends are able to access a range of pre-bereavement and bereavement support that meets their individual needs.
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What children and young people with life limiting or life threatening conditions and their parents / carers have told us that they would like to see:

· A range of individualised support services available in a timely manner.

· Bereavement weekends linked to palliative care services and self supporting group events / activities.

What we will do to improve outcomes

We will:


1. Develop a Kent and Medway Children’s Bereavement Clinical Network within the Kent and Medway Children’s Palliative Care Network to implement a bereavement pathway across Kent and Medway, which includes a standard notification process.

2. Ensure pre-bereavement care is available for children with life limiting or life threatening conditions, their parents / carers, siblings, extended family and friends and is responsive to the individual’s emotional, social, cultural and spiritual needs.

3. Ensure a choice of bereavement care is available for siblings, parents / carers, extended family and friends that is responsive to the individual’s emotional, cultural and spiritual needs.

4. Review and update the information materials available for children and young people with life limiting or life threatening conditions, their parents / carers, siblings, extended family, friends and professionals on end of life care and bereavement care.

Outcome 3: Children and families are cared for by an appropriately skilled, experienced and confident workforce


What children and young people with life limiting or life threatening conditions and their parents / carers have told us they would like to see:

· A trained workforce that enables them to access universal and specialist services within their area.

· Services providing staff that they have confidence in being able to manage their complex health needs.

· Flexible and personalised support.

What we will do to improve outcomes

We will:


1. Establish a Kent and Medway Workforce Training and Development Consortium to create a multi-agency workforce training and development framework to support the implementation of the ACT and Bliss pathways.

2. Enable children, young people and their parents / carers to actively participate in the review and development of current / new training modules and resources, which will also include how they can participate in the delivery of the training.

3. Develop new Kent and Medway workforce competency frameworks, protocols and tools to support the implementation of the ACT and Bliss pathways and the development of new children’s continuing care teams.

4. Explore and implement new opportunities for staff rotation and shadowing between children’s hospices, community children’s nursing teams and hospitals.

5. Work with all agencies to promote the value of practice supervision and support staff working with or impacted by dying children.

6. Establish a comprehensive multi-agency communication framework that enables staff working in universal, targeted and specialist services to obtain relevant, evidence based and up to date specialist information, training, skills and advice in relation to supporting a child with a life limiting or life threatening condition and his / her family.

7. Recognise the important role that volunteers play in providing practical and emotional support to children with life limiting or life threatening conditions and their families.

Additional outcomes that form part of aligned strategies for disabled children, young people and their parent’s / carers in Kent and Medway
1. All disabled children and their families have equality of access to appropriate services required from birth to adulthood as and when. This includes inclusive education provision.

2. Disabled children and their families are supported by a children’s workforce who have received disability equality training. This team will have the skills needed to work with disabled children.

3. Disabled children are involved in developing their own care plans which take account of their family’s views. They are involved in the planning, obtaining and evaluating of local and specialist services.

4. Disabled children and families have access to appropriate community equipment and wheelchair services. These are available as / when required and meet all current and future needs.

5. Disabled children are supported at all transition stages through their childhood, including the transition to adult services.

6. Disabled children and young people will receive support from a number of agencies from the point or referral through identification and assessment to delivery to enable them to reach their full potential. Services will be co-ordinated and child-centred.

7. Families access and receive services within their locality to enable them to achieve economic, social and emotional wellbeing.

Implementation Plan

	Outcome
	Project
	Lead
	Completion date

	Outcome 1: Each child or young person will receive an individualised palliative care pathway, which also takes into account the needs of the parents / carers, siblings, extended family and friends.


	Develop a flexible and responsive multi-agency clinical network in all areas that is able to provide 24 hour support, including specialist palliative care.


	Tracie Dempster
	31st March 2012

	
	Develop standardised tools and protocols to implement the ACT / Bliss pathways.
	Nicky King
	31st March 2011

	
	Implement the person centred, Team Around the Child / Family approach to delivering the care pathway, co-ordinated by a Lead Professional or Key Worker.


	Kerry Anne Hatcher & Jackie Brown
	31st March 2011

	
	Ensure that there is a comprehensive Community Children’s Nursing Team in all areas that is able to provide 24 hour support at the end of life.


	Sarah Davis
	31st March 2012

	
	Transform community equipment and wheelchair service. 


	Martin Cunnington & Richard Barker
	31st March 2011

	
	Standardise communication pathways for children and young people with cancer and palliative care needs.
	Nicky King
	1st July 2011

	
	Implement the new National Continuing Care Framework for Children and develop a new procurement model for children’s continuing care teams.
	Martin Cunnington & Sally Morris
	31st March 2011

	
	Implement the Kent Multi-agency Transition to Adulthood Protocols and Medway Multi-agency Transition to Adulthood Protocols.
	Martin Cunnington & Richard Barker
	31st March 2012

	
	Develop Kent and Medway protocol for the prescription and provision of medication and oxygen in children’s hospices.
	Wendy Faulknall
	31st March 2011

	Outcome 2: Children, young people, parents / carers, siblings, extended family and friends are able to access a range of pre-bereavement and bereavement support that meets their individual needs.


	Establish a Kent and Medway Children’s Bereavement Clinical Network to develop a Kent and Medway bereavement care pathway based on ACT / Bliss pathways and agreed by all agencies.
	Wendy Faulknall
	31st March 2013

	
	Map existing bereavement services and advise commissioners of gaps in provision and ensure that information is kept up to date.
	Sam Rose & Keith Wyncoll
	31st March 2011

	Outcome 3: Children and families are cared for by an appropriately skilled, experienced and confident workforce


	Establish a Kent and Medway Workforce Training and Development Consortium to develop the workforce training and development framework to support the Strategy. This will include:

· Supervision
· Training and support of staff and volunteers
· Competency and proficiency frameworks
· Staff shadowing and rotation opportunities
· New joint tools and protocols

	Anne Brocklesby (Canterbury Christchurch Uni)
	31st March 2011


Appendix 1

1. The Disability Discrimination Act 2005 defines disability as:

“a person has a disability for the purposes of this Act if he has a physical or mental impairment which has a substantial and long term adverse effect on his ability to carry out normal day to day activities”.

2. The Government guidance states that the term physical and mental impairment implies that a disability can arise from a wide range of impairments such as:

· Sensory impairments.

· Impairments with fluctuating or recurring effects such as depression and epilepsy.

· Progressive such as muscular dystrophy.

· Organ specific, including respiratory conditions such as asthma and cardiovascular diseases.

· Developmental, such as autism spectrum disorders, dyslexia and dyspraxia.

· Learning difficulties.

· Mental health conditions and mental illnesses such as eating disorders, bipolar affective disorders and personality disorders.

· Produced by injury to the body or brain.

3. This Act has extended the scope of the definition of an impairment to include cancer, multiple sclerosis and HIV infection. This is significantly broader than the definition of disability stated within the S.17(11) of the Children Act 1989, but is closer to what the S.312 of the Education Act 1996 describes as a learning difficulty. This is because the definition is defined by the effect that the impairment(s) have on the individual’s ability to carry out normal day to day activities. 

4. From a health perspective many children who would be considered to have complex health needs would also be covered under this definition of disability, particularly since impairment can refer to any condition which has lasted at least 12 months and which is likely to last another 12 months or for the rest of their life.

Appendix 2

Life limiting conditions

Life limiting conditions are those for which there is no reasonable hope of cure and from which children or young people will die. Some of these conditions cause progressive deterioration, rendering the chid increasingly dependent on parents and carers
.

Life threatening conditions

Life threatening conditions are those for which curative treatment may be feasible but can fail, such as cancer. Children with long term remission or following successful curative treatment are not included
.

ACT categories
· Group 1 – life-threatening conditions for which curative treatment may be feasible but can fail, where access to palliative care services may be necessary alongside attempts at curative treatment and/or if treatment fails, such as cancer, organ failure

· Group 2 – conditions where premature death is inevitable, where there may be long periods of intensive treatment aimed at prolonging life and allowing participation in normal activities, such as cystic fibrosis.

· Group 3 – progressive conditions without curative treatment options, where treatment is exclusively palliative and may commonly extend over many years, for example, Batten disease and muscular dystrophy.

· Group 4 – irreversible but non-progressive conditions with complex healthcare needs leading to complications and likelihood of premature death. Examples include severe cerebral palsy and multiple disabilities following brain or spinal cord injuries.

Appendix 3

ACT Integrated multi-agency care pathway for children with life threatening and life limiting conditions (2004)
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Palliative care for children and young people with life-limiting conditions is an active and total approach to care, embracing physical, emotional, social and spiritual elements. It focuses on enhancements of the quality of life for the child and support for the whole family and includes the management of distressing symptoms, provision of short breaks and care through death and bereavement. 





(Association for Children’s Palliative Care / Royal College of Paediatrics and Child Health Guide 2003).





Contributes to the following Better Care: Better Lives Strategic Goals:





Improved data


Equality of access to universal services


Responsible and accountable leadership


Choice in preferred place of care and the expansion of community services


Better end of life care


Stronger commissioning and value for money


Successful transition between children’s and adult’s services








Contributes to the following Better Care: Better Lives Strategic Goals:





Better end of life care








Contributes to the following Better Care: Better Lives Strategic Goals:





Planning and developing an effective and responsive workforce.








End of life care





“End of life care is care that helps all those with advanced, progressive, incurable illnesses to live as well as possible until they die. It focuses on preparing for an anticipated death and managing the end stage of a terminal medical condition; this includes care during and around the time of death and immediately afterwards. It enables the supportive and palliative care needs of both patient and family to be identified and met throughout the last phase of life and into bereavement. It includes management of pain and other symptoms and provision of psychological, social, spiritual and practical support”.





Better Care: Better Lives, Department of Health (2008).

















� Definition of disability as defined by the Disability Discrimination Act can be found in Appendix 1.





� A definition of what a life limiting and life threatening condition is can be found in Appendix 2.


� Cochrane H et al. Palliative care statistics for children and young adults, Department of Health (2007)


� Cochrane H et al. Palliative care statistics for children and young adults Department of Health (2007).


� The palliative care needs are based on the national rate of 14.5 per 10,000 children and young people as stated in the previous section.


� Better Care: Better Lives, Department of Health (2008).


� Better Care: Better Lives, Department of Health (2008).
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