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Mandatory headings 1 – 4: mandatory but detail for local determination and agreement
Optional headings 5-7: optional to use, detail for local determination and agreement.

All subheadings for local determination and agreement

	Service Specification No.
	

	Service
	Children’s Continuing Care Service

	Commissioner Lead
	Kalpna Chauhan – Camden CCG


	Provider Lead
	

	Period
	1st April 2019 – 31st March 2022

	Date of Review
	March 2018



	1.	Population Needs

	1.0	Introduction

This service specification is for the provision of health led assessment for the eligibility for children’s continuing care; and the delivery, reviews and monitoring of packages of care, including personal health budgets.

1.1 	National/local context and evidence base

· National Framework for Children and Young People’s Continuing Care (CC) (2016)
· Guidance on the “right to have” a Personal Health Budget in Adult NHS Continuing Healthcare and Children and Young People’s Continuing Care (2014)
· DRAFT North London Partners Continuing Care Policy 2018 and associated papers – still being finalised

A continuing care package will be required when a child or young person has needs arising from disability, accident or illness that cannot be met by existing universal or specialist services alone.
‘National Framework for Children and Young People’s Continuing care 2016’
The Department of Health published the National Framework for Children and Young People’s Continuing Care in March 2010, which has since been revised in January 2016. The revision takes in to account the new structures of NHS commissioning created by the Health and Social Care Act 2012 and the new integrated approach to the commissioning of services for children with SEND in the Children and Families Act 2014.
The Framework provides national guidance for Clinical Commissioning Groups (CCG) and local authorities on the process for assessing, deciding and agreeing packages of continuing care (CC) for children and young people (CYP), whose needs cannot be met by universal or specialised services.
The Framework includes those children with a special educational need or disability (SEND) and in receipt of an Education and Health Care plan (EHCP) and those CYP eligible for CC funding and (their family) who have the right to ask for a personal health budget (PHB).  
The five North London Partnered CCGs, Islington, Camden, Barnet, Enfield and Haringey have developed a local NCL policy to make provision for the care of CYP who have been assessed as eligible to receive funding for NHS CC.
Children’s continuing care services are for CYP whose needs are so complex that they cannot be met by the services that are routinely available from primary care, secondary care and other community services commissioned by the North London Partner CCGs and NHS England. These needs may be as a result of congenital conditions, long-term or life limiting or life-threatening conditions, disability, or the after effects of serious illness or injury.
When CYP’s needs cannot be met by universal and specialist services, NHS CC funding may be required to ensure the CYP’s holistic health and wellbeing outcomes are met through bespoke packages of care from health; and where appropriate integrated with social care and education. The purpose therefore of continuing care funding is to specifically meet the identified health needs of the CYP.  This is usually provided through bespoke packages of care in the CYP’s home but the CCG and the service provider will work in partnership with education and social care to ensure continuity of care which may mean a jointly funded package is delivered across different settings. 
	This support often provided jointly will help to maximise outcomes for this group of CYP as disabled children and their families face distinct and often challenging issues that require a range of dedicated and often specialist responses from public services. The needs of disabled children, young people and their families are unique to them, often complex, and will change over time. The challenge is to understand these needs and develop a system around them that is flexible enough to meet the needs of the person and their families. 




	2.	Outcomes

	
2.1	NHS Outcomes Framework Domains & Indicators

	Domain 1
	Preventing people from dying prematurely
	x

	Domain 2
	Enhancing quality of life for people with long-term conditions
	x

	Domain 3
	Helping people to recover from episodes of ill-health or following injury
	x

	Domain 4
	Ensuring people have a positive experience of care
	x

	Domain 5
	Treating and caring for people in safe environment and protecting them from avoidable harm
	



2.2	Local defined outcomes
· Reduction in unplanned admissions for this cohort
· Reduced length of stay in hospital 
· Reduced/minimal absences from school 
· Families feel supported to manage their children’s care at home
· Children and young people feel their care supports them to live as normal a life as possible  



	3.	Scope

	
3.1	Aims and objectives of service

The service is offered to CYP aged 0 – 18 and their families with complex health needs who have a Camden GP, and or are a looked after child from Camden.  

The National Framework (2016) stipulates that a package of continuing care will be required when a child or young person has needs arising from disability, accident or illness that cannot be met by existing universal or specialist services alone. These children may be identified at different ages and stages from a variety of settings / circumstances by a variety of disciplines / agencies.

For example:

· Acute illness, major trauma or planned surgical procedures requiring intensive support and / or rehabilitation, 
· A child who may require intensive end of life care and support;
· A child with a complex medical problem and / or disability cared for in the community.

The core aims are:

· Children are discharged home from hospital as early as possible
· Children with a nursing need are safely managed in their home environment, reducing admissions to hospital and reducing the length of any stay in hospital.
· Local services work together in a joined up, flexible and integrated way with other professionals and agencies to provide responsive and appropriate packages of care to this cohort.
· Ensure nursing care is high quality, whether delivered directly, by agency staff or is led by families with personal health budgets. 

3.2	In summary, the core objectives of the service is for the provider to: 

· Provide an assessment service for children’s NHS CC ensuring that assessments are accurate, timely and comprehensive
· Make recommendations to the appropriate CCG decision making forum as to the eligibility for NHS CC informed by the appropriate agreed decision-making tool and in the context of the national framework and local policy
· Co-ordinate and provide support planning for the families eligible for CC including support for personal health budgets if the family decide to use the funding in this way
· Arrange the provision  – finding suitable carers/nurses for families requiring CC support
· Provide training for families, carers and others supporting CYP at home, in early years and education settings
· Review packages of CC support to families at 3 months at the start of a new package and then annually. 
· Review and reassess CC packages where families and or other professionals indicate that needs have changed.
· Monitor care and report on CYP outcomes
· Provide ongoing advice and support to families as required
· Work with the CCG, social care, CAMHS and education as appropriate for families receiving CC.  The service should liaise closely with the Lead Professional responsible for each child to support a holistic approach to their care
 
Some existing packages may transfer over from the existing provider unless the families decide to have a PHB. This is so as not to destabilize the care and support these families are receiving. These will need to be costed separately. 

3.3 Service description/care pathway

Key aspects of the service to be commissioned includes:
3.3.1 	Identification

· The continuing care process begins when there is recognition that a CYP may have needs that cannot be met by universal and specialist services and requires additional health services.

· The CYP may be referred through a number of routes and professionals, including primary, secondary, tertiary and community services, CAMHS, education and social care.

· The referring professional must provide the referral form, pre assessment checklist along with supporting evidence that the CYP needs a CC assessment, to the appropriate CC nursing team. This is usually a paper based assessment and will give a suitable indication if the CYP should proceed to full assessment. The provider may also be approached to carry out the pre-assessment.

· If the pre-assessment (completed by the referrer or the provider) indicates that the child meets 1 ‘Priority’ 1 ‘Severe’ or 3 ‘High’ ratings across any of the 10 domains highlighted in the National Framework, a full assessment will be completed.

· Before sharing personal information, the referring professional must get explicit consent from the parent, carer or young person, to share personal information with other professionals and organisations. 

· A decision must be made by the receiving CC nursing team whether the CYP should proceed to a formal assessment. This decision must be made within 10 working days, be robust and fully documented and where necessary the responsible commissioner must be informed. 

3.3.2	Assessment
· Where the pre assessment checklist meets the criteria to move to full assessment, the service provider must lead the assessment phase of the CC process on behalf of the responsible Commissioner.

· The CC assessment is led by the CYP health assessor nominated by the CCG. Where appropriate this is a joint assessment with social care and education, in which the needs of the CYP and their family are identified and their impact on daily living and quality of life are evaluated. There are four areas of evidence that should be considered in the assessment:

· a holistic assessment of the needs of the child or young person and their family
· reports and risk assessments from a multidisciplinary team or evidence collated during the Education, Health and Care Plan assessment
· the decision support tool
· the preferences of the CYP and their family. 

· Where appropriate the service health assessor will work together with the local authority to ensure a holistic package of care which will be without duplication of resource between all the agencies involved. 

· The nominated CYP health assessor must have the relevant skills and competencies to undertake the continuing care assessment. It must be recognised that the CYP health assessor may not have skills in all areas of the assessment and other professional expertise may be needed in some of the decision support tool’s domains, for example CAMHS professionals may need to assist in the challenging behaviour and the psychological and emotional domains.

3.3.3 Consent

· Before sharing personal information, the service provider will ensure that the referring professional has explicit consent from the parent, carer or young person, to share personal information with other professionals and organisations. 

3.3.5	Fast-track
· Those children and young people with a rapidly deteriorating condition entering a terminal phase of their illness or those children and young people that were previously eligible for continuing care in the last 12 months may be fast tracked. In these cases, a package of care can be agreed outside of the decision-making forum in consultation with the commissioner. 

3.3.6 Recommendation

· Following the completion of the assessment, the nominated CYP health assessor must produce recommendations for presentation at the appropriate responsible commissioning manager’s multi-agency decision-making forum. 

· The nominated CYP health assessor must provide all relevant documentation at the multi-agency decision making forum, including the decision support tool, resource allocation tool and supporting documentations from the multi-disciplinary team.

· The multi-agency decision making forum must be independent from those involved in the assessment and involve key CCG and local authority professionals and a clinician. 

3.3.7 Decision

· Following presentation at the multi-agency decision-making forum the responsible health commissioner will make a clinically led decision about the CYP being presented. 

· The decision should ideally be made within 6 weeks of the commencement of the assessment.

3.3.8 Inform

· Following the forum’s decision, the child or young person and their family should be notified verbally within 5 working days by the service. Decisions should be given verbally to the child or young person and their family or their representative by the CYP health assessor, to be followed by a clear written explanation for the decision by the responsible commissioner. 

· Key professionals, such as the child’s paediatrician, or multi-disciplinary team and their GP, and key organisations, such as their school and local authority, should also be informed as appropriate.

3.3.9 Resolving Disputes to be added

3.3.10 Arrangement of provision

The service provider will arrange the package of care for the family eligible for NHS continuing care.  The process of assessment will provide an evidence base to inform the development of options for a care package. The provider will ensure that:
· They work with multi-agency and/or multidisciplinary groups to produce the child or young person’s continuing care options which are safe and effective, taking into account the child or young person’s and their family’s preferences and considering the delivery of the care package through a Personal Health Budget (support planning). Involvement of the family is essential, not least to discuss options in relation to the parental role as carers. However, the care package should not be driven by the family’s preferences where this conflicts with the needs of the child or young person. 

· Through the use of Decision Support Tool for children and young people, this will enable the service provider to consider the actual needs, how these are being met, what is working and what interventions or referrals must be made to facilitate unmet needs. There is also scope for considering the workforce and indeed, training options necessary. 

· Where the child or young person has other care packages in place, the service provider must have regard to these packages of care and seek to work with other teams to ensure that the care provided fits seamlessly with other care being received. 

· Joint commissioning, or bi-partite agreements may need to be arranged, to ensure health, social care and education needs are catered for in a package of care. 

· The provider should ensure that care planning begins early, consider discharge needs where appropriate, and be simplified to enable community-based services to provide home-based care wherever possible. In planning the package of care, the provider should consider: 

· the skill mix of staff needed, since this is a critical aspect of the care package in terms of quality and outcomes; 
· staff competency and training of parents/carers, staff (including training costs); 
· how continuing care integrates with SEND provision, and universal and specialist health provision; 
· sustainability and long-term outcomes; 
· a multi-professional approach, rather than one which focuses on venues of care; 
· the child or young person’s home as the focus of care; 
· out of hours support; 
· equipment. 

· Decisions about residential care and other social care support will be made by the local authority, as the lead commissioner for social care, with health working alongside to identify how the child/young person’s health needs can be met. The provider will have a key role in this. If there are concerns about home care on grounds of care, risk or capacity, interventions should be planned which will enable home care to continue whilst addressing the care, risk or capacity issues (e.g. by implementing positive behaviour support for a child with severely challenging behaviour). Residential care should be used only when other interventions have failed and/or where there are safeguarding issues and it is judged in the best interests of the child. 

· Health commissioners and local authorities will make the necessary logistical, funding and, in some instances, contractual arrangements to initiate the delivery of the package of continuing care. 

· The CCG has a responsibility to ensure cost effectiveness when commissioning continuing care provision. This is the most effective, fair and sustainable use of finite resources, as set out in the principles and values of the NHS Constitution. For example, agency provision must be on the NHS Improvement agency pricing framework.

· A package of continuing care should be put in place as soon as possible once the decision has been made, and the child or young person and their family has been informed. In some instances there may be an unavoidable delay in implementation, such as where time is needed to ensure the competence of the workforce, but health commissioners and local authorities will ensure that delays are avoided as far as is possible. The service provider will ensure that the child or young person and their family are kept informed of progress and are involved in the implementation. 

· The purpose of the continuing care package is to specifically meet the identified health needs of the CYP. Any provision delivered by a continuing care package does not replace parental responsibility; appropriate childcare cover will need to be provided by the family relevant to the developmental stage of the child.  The provider will ensure that the family is aware of this and that the family signs the parental agreement that spells out the roles and responsibilities. Final parental agreement to be added.

3.3.11 Personal health budgets (PHB)

· Families of a child or young person eligible for continuing care have a ‘right to have’ a personal health budget, covering the part of their care package which would be provided by the NHS. The provider will explore this option with the family as soon as it is practical to do so.

· The notional budget can be taken as a PHB (see 3.3.12) and the service provider will talk through the roles and responsibilities of this and make recommendations to the decision making forum.

· Once a PHB is agreed, the service provider will help the family to plan how the PHB will be used (support planning) 

3.3.12 The PHB can be achieved in one of several ways: 
· a direct payment made to the young person or their family; 
· the agreement of a notional budget to be spent by the CCG following discussions with the child or young person, and their family (or other representative) as to how best to secure the provision they need; 
· a third party arrangement where the transfer of a budget, to a person or organisation which applies the money in a way agreed between the CCG and the child or young person, and their family. 

3.3.13 REVIEW

· The provider will ensure that the child or young person’s continuing care needs are reviewed three months after the package of care has commenced, and then annually thereafter, or when a child or young person’s health or function is known to have changed. 

· The child or young person and their family should be able to request a review if needs have changed. 

· Reviews of a child or young person’s continuing care should be an opportunity for assessment of needs and how they are being addressed by the care package. It should be made clear to the child or young person and their family that reviews are designed to ensure that the child or young person’s continuing care needs are being met on an ongoing basis and that they are not financially motivated. Where a child or young person has SEND, the continuing care package review, and the regular review of an EHC plan, should ideally be synchronized. 

· Any such review should be transparent, involve the child or young person and their family. Both verbal and written reports should be given to the child or young person and family as appropriate. 

· Reviews should be responsive to changes in a child or young person’s fundamental need, as there will be cases where successful management of a condition has permanently reduced or removed an ongoing need. The provider will need to make it clear with the family that care needs can increase or decrease. Equally, the provider will ensure that at review it is not making recommendations for a reduction in the package where the child or young person’s underlying needs have not changed. The principles of transparency of process, and involvement of the child or young person and their family, will be essential to maintain the fairness and consistency of the review. 

· In instances where transition back into universal or specialist health services is appropriate, the service provider will support the child or young person and their family throughout this transition. Early engagement with other services is essential for proactive planning and ensuring a smooth move to the other service. 

3.3.14 Transition – See Transition pathway
 
· At 14 years of age, the provider should bring to the attention of the decision-making forum that a NHS Continuing Healthcare (adult’s assessment) is likely to be required. 

· At 17 years of age, the provider will organise the screening for NHS Continuing Healthcare should be undertaken using the adult screening tool, and an agreement in principle that the young person has a primary health need, and is therefore likely to need NHS Continuing Healthcare. The service provider will contact the adult CHC team in the CCG.

· At 18 years of age, the service provider will manage the full transition to adult NHS Continuing Healthcare or to universal and specialist health services as appropriate. 

3.3.15	Safeguarding
	The provider will ensure all staff members receive appropriate safeguarding supervision (including those employed by agencies) and follow hospital protocol for reporting safeguarding concerns
3.3.16	Other 
· It is the responsibility of the service provider (on behalf of the Commissioner) to ensure that packages of care offer best value for money; packages should meet the needs of the CYP, but also remain financially responsible. 
· A quarterly finance report that costs the packages should be provided to commissioners detailing costs for each individual package of care and any care not delivered no later than 21 days after the end of the calendar month. 
· For Camden specifically, the service provider will be a member of Camden’s Integrated Care Service for children and young people. As part of these arrangements, the service provider: 

· Must use Camden’s community patient records system, SystmOne
· Must provide data to the operational co-ordinator, CNWL, to allow them to provide the Children’s Partnership Board with complete data against the agreed 5 key Integrated Care Service performance indicators 
· Should attend the Clinical Leadership group and any other leadership fora as agreed with the Head of Camden Integrated Care Service 
· Work with other teams as necessary to implement any relevant service developments as appropriate. 

3.3.17	Interdependence with other services/providers

The service provider will be required to work with physiotherapists, occupational therapists, speech and language therapists, social workers, medical staff (including school nurses, paediatricians, clinical nurse specialists), CAMHS and dietitians.

Specifically the provider may need to work and liaise with:

· Palliative/end of life services for children eg Lifeforce
· MOSAIC
· CCN teams 
· Social care including Children & Young’s People’s Disability Service (CYPDS) 
· Early years & education providers
· Acute service providers (Whittington, GOSH, UCLH, RFH, North Middlesex, Barnet and Chase Farm Hospital.
· Local voluntary organisations (Noah’s Ark, Haven House, Richard House Hospices).

The service will maintain links with the following networks:
· London Paediatric Palliative Care Network
· NCL Paediatric Palliative Care Group
· CCN Network
· Pan London CCN Network

3.4	Any acceptance and exclusion criteria and thresholds

The service is provided to children and young people who meet the eligibility criteria in the Decision Support Tool and where there are no alternative existing services within the borough to meet the child’s needs.
Referrals are accepted on receipt of a completed referral form (following initial conversation).
Add in risk share agreement

	4.	Applicable Service Standards

	
4.1	Applicable national standards (eg NICE)


4.2	Applicable standards set out in Guidance and/or issued by a competent body (eg Royal Colleges) 

4.3	Applicable local standards



	5.	Applicable quality requirements and CQUIN goals

	
5.1 Applicable Quality Requirements (See Schedule 4A-D)

5.2 Applicable CQUIN goals (See Schedule 4E)



	6.	Location of Provider Premises

	
The Provider’s Premises are located at:

).


	7.	Individual Service User Placement

	.  





Please note

· The CCG with the service provider will regularly review the service and additional reviews can be triggered if either commissioner or provider is concerned about the capacity to deliver or capacity to achieve outcomes.
· Some of these provisions may change as the North London Partners are in the process of updating the continuing care policy.

Annex 1: Monitoring information and schedule 

The service is expected to attend quarterly commissioner/provider meetings, providing the following information at least 1 week in advance of the meeting. Data should be collected and provided for all children regardless of whether care has been directly provided by the team. 
1. Process data
· No. of new referrals this quarter and referral source 
· No of discharges this quarter
· Average waiting time between referral and presentation of cases at panel
· Waiting time from approval of package and start of package in days.
· % use of agency staff
· Total number of care shifts lost as a result of family request/cancellation this quarter 
· Total number of care shifts lost as a result of service cancellation and/or staff not turning up this quarter
· % staff with at least Level 3 Child Protection training
· No. of serious incidents
 
2. Outcomes data 

· Number and/or % goals met, part met or not met.  Goals should be bespoke to each child. Examples may include ‘increased school attendance’, ‘fewer than x unplanned hospital admissions,’ ‘parent feels confident using the child’s equipment’ etc, Goals should be agreed by the family and included within the child’s care plan. 
 
3. Child and family reported data

Child and family reported data should be collected at each review. 
· Complaints and compliments
· Number and percentage recommending the service to family and friends
· Number and % of families reporting the service has met their child’s needs/made a difference to child’s functional skills/helped child get better or prevented deterioration (or similar) 
· Number and % of families reporting they were involved as much as they wanted to be in their child’s care planning and delivery of the package of care (or similar – e.g. ‘goals were discussed and agreed with me and were relevant to my concerns’ etc.). 

Please note

Some of these measures/details may change as the North London Partners are in the process of updating the continuing care policy.
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