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	Service
	NHS Children’s Continuing Healthcare Services for Children and Young People disabilities and complex health needs.
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	Lucie Waters, Director of Commissioning and Planning
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	Period
	For implementation in 2017/18

	Date of Review
	TBC



	1.	Population Needs

		
The Children’s Continuing Care service provides support to a small number of families within Wandsworth where a continuing care package is required for a child or young person with complex health needs arising from disability, accident or illness that cannot be met by existing or specialist services alone.  The team works to ensure that families are supported and care is provided according to defined assessed needs. 

	2.	Outcomes

	
The Children’s Continuing Care service provides bespoke packages of care predominately in the home.

The Children’s Continuing Care Service uses a skill mix team comprising healthcare assistants and children’s registered nurses working together to provide care 24 hours, seven days a week over 365 days per year.

NHS Outcomes Framework Domains & Indicators

	Domain 1
	Preventing people from dying prematurely
	

	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
	

	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
	x



The expected outcomes are:
· The prevention of unnecessary hospitalisation
· Enabling families greater choice, consistency and control over aspects of their child’s health care with greater flexibility so that they can receive services that benefit and make sense to them
· Continuity of care
· Promotion of the needs of disabled children and young people
· Prevention of harm to the affected child from the care environment
· Greater choice over their lives and be supported to develop person centred health plans
· Access the healthcare they need and the support to live a normal life as possible
· Enhance their dignity, self-respect and individuality and respect and regard to their wishes and preferences
· Enable the children to acquire new skills whilst maintaining existing skills; and support them to achieve their full potential.

Evidence Base
Aiming High for Disabled Children (AHDC) – 2008: Aiming High for Disabled Children is the Government’s transformation programme for disabled children’s services in England. The vision behind Aiming High for Disabled Children is for all families with disabled children to have the support they need to live ordinary family lives, as a matter of course. Supported by substantial new funding and measures designed to make the system work better. 
AHDC identified the core offer standard for services to be delivered to consist of:
· Information
· Transparency
· Assessment
· Participation
· Feedback

National Framework for Children and Young People’s Continuing Care (2010)
This framework is a key part of delivering the vision and standards for the care of disabled children and young people and those with complex health needs set out in standard 8 of the National framework for Children, young People and Maternity services.

Other relevant national and local policy documents are the following:
· Special educational needs and disability Code of Practice: 0-25years.  Statutory guidance for organisations which work with and support children and young people who have special educational needs or disabilities (January, 2015)
· Children Act 1989/2004 Childcare Act 2006
· HM Government (2004) Every Child Matters
· Valuing People (2001)
· Valuing People Now (2009)
· Choosing Health (2004)
· Together from the Start (2003)
· Hall D and Elliman D (2006) Health for all Children
· Department of Health (2007b) Facing the Future
· Department of Health (2008) The Child Health Promotion Programme
· NSF for maternity and children’s services (2004)
· London child protection procedures (2010))
· Better Care, better lives (2008)
· Working together to safeguard children (2010)
· Disability Discrimination Act (1995)
· Children and Families Act (2014)
· The National Health Service (Direct Payments) Regulations 2013


	3.	Scope

	
Aims of the service
This service specification details services provided by the continuing care service. 

Emerson et al (2001)[footnoteRef:1] defined learning or intellectual disabilities to include ‘the presence of a significant intellectual impairment and deficits in social functioning or adaptive behaviour (basic everyday skills) which are present from childhood’. [1:  Emerson, E., Hatton, C., Felce, D. and Murphy, G. (2001) Learning disabilities: The fundamental facts, Foundation for People with Learning Disabilities, London] 


Short break, palliative care services are not included as part of this service specification or delivered by any of the above services.



Objectives of the service

The Service Provider will deliver specialist/expert services for children with complex health needs which are integrated with primary and secondary care services, based on assessed needs of the individual child and that children receive prompt, appropriate, accessible and evidence-based treatment and advice to enable them to achieve their full potential.

The service will conform to NSF for maternity and children’s services standard ‘Children and Young People who are disabled or who have complex health needs receive coordinated, high-quality child and family centred services which are based on assessed needs, which promote social inclusion and where possible, which enable them and their families to live ordinary”, (NSF, 2004).

The service will:
· adhere to a set of core values, key principles and timetables as set out in the National Framework for Children and Young People’s Continuing Care (2016)
· make the child or young person and their family the focus of the continuing care process and facilitate the provision of personalised packages of care;
· involve cross organisational and inter-agency partnerships, thus reducing the possibility of fragmented care; 
· include measurement of outcomes and promote continuous quality improvement

The service will ensure children and young peoples’ welfare is of paramount consideration in the delivery of services. 

The service provider will demonstrate appropriate staffing levels and evidence of the provision of regular staff training.


Minimum standard of competencies is required to ensure children and young people are cared for appropriately. As a minimum staff should have completed the following training:

	Competencies achieved
	Staff group

	Safeguarding & promoting the welfare of the child and young person level 1 & 2
	

	Effective communication & engagement of children and young people
	

	Equality and inclusion
	

	Person-centred support and care
	     All healthcare staff, 

	Health and safety
	

	Basic life support (Paediatric and adult)
	     All  nursing staff and

	Moving and handling
	

	Infection prevention and control
	    All management staff

	Multi-agency & integrated working  
	

	Information sharing 
	

	Caring for children and young people with complex care needs 
	

	
	

	
	

	Nursing care for children with complex health care needs and end of life care
	Qualified children nurses

	Safeguarding & promoting the welfare of the child and young person level 3
	



The Service Provider will deliver a service that provides high quality care, improved outcomes, patients’ choice and offers Value for money.  
Service Model

The service will provide the following:
· Delivery of care packages based on assessed needs.
· Development and review of health care plans
· Support for children with medical/nursing/emotional need 
· Transitional planning
· Child protection and Safeguarding children
· Case management of complex cases
· Regular reviews of clients’ health and social care needs at least 3months after the initial assessment and yearly thereafter or sooner depending on the child’s needs. 
· Referral and signposting to other agencies


Service description/ care pathway
The care process will meet the vision of High Quality Care For All and include:
· clinical effectiveness;
· patient safety; and
· the experience of the child or young person and their family

The continuing care process will also meet the standards of the Aiming High for Disabled Children Core Offer.

The service will satisfy the NSF 9 key markers of “best practice” listed below:
1. Disabled Children are able to access all mainstream children’s services
2. Disabled Children and Young People receive child-centred, multi-agency coordinated services from the point of referral through identification and assessment to delivery
3. Early identification and intervention are provided through clinical diagnosis and the “Framework for assessment of Children in Need and their Families”. Intervention support optimal physical, cognitive and social development and are provided as early as possible with minimum waiting times.
4. Disabled children and young people who require ongoing health interventions have access to high-quality, evidence-based care, delivered by staff who have the right skills for diagnosis, assessment, treatment and ongoing care and support
5. Families are offered a range of appropriate family support services that are flexible and responsive to their needs and that promote inclusion in the local community.
6. Disabled children and young people and their families are routinely involved and supported in making informed decisions about their treatment, care and support.
7. Multi-agency transition planning focuses on meeting the hopes, aspirations and potential of disabled young people including maximizing inclusive provision, education and training opportunities
8. A range of flexible, sensitive services available to support those affected by the death of a disabled child or a child with life limiting illness.

The service will provide:
· Easily accessible to families 
· With adequate and appropriate skill mix
· Which is sensitive to the unique set of needs of clients 
· Takes into account the social and culture background of clients. 
· That works in partnership with other agencies to meet the varied and changing needs of clients. 

The service will promote an integrated care pathway for children and young people with Disability/ Special Needs.

The Children’s Continuing Care team provides their service 365 days of the year, 7 days a week working over 24 hours.

Accessibility/ acceptability
Services must ensure equal access for all eligible CYP, irrespective of their age, gender, religion or belief, race or disability (learning and physical).

The Children’s Continuing Care service provide services to children and young people with a Wandsworth GP as set out in the NHS England guidance ‘Who Pays? Determining responsibility for payment to providers’ August 2013. Access for children resident in Wandsworth without a GP and Looked After Children placed out of borough also follows the same guidance.

Access is through open referral by anyone, service is delivered after assessment. Any disagreement over assessed packages can be brought by parent/carers to the Complex Need Panel for discussion and agreement across agencies. 

Whole System Relationships, stakeholders and interdependencies
The service works closely with GPs’ Community Children’s Nurse, Health Visitors, School Nurses, Dentists, Speech and Language Therapist, Physiotherapists, OT, Psychologists and dieticians and other specialist advisors. The service also works in partnership with Education, Children’s Specialist Services, and other agencies as and when required.

Interdependencies exist between the service and:
· Safeguarding Teams – acute and community
· Statutory services - LA
· Acute services – St Georges, London wide tertiary centres/acute hospitals
· Allied health professionals
· Audiology
· CAMHS
· Children’s Specialist Services – Children’s disabled children’s team
· Common Assessment framework integrated services
· Community Children Nursing teams
· Continence services
· Dental services
· Dietetics
· Enuresis
· Universal Health Visiting/School Nursing
· Look After Children network
· Positive parent action
· Parents and children

There are a number of relevant clinical networks associated with the service.
· Royal College of Nursing 
· Nursing and Midwifery Council
· Paediatric network for universal and specialist service ie palliative care, learning disabilities
· NICE guidance
· National Service framework for children
· Education and social Care network partnership.
· Voluntary Sector support for families 
· Child Development Centre
· National Service Framework for Children’s Continuing care.
· Positive Parent Action
· Contact a Family

The continuing care team will be expected to work closely together, both within their own professional group and also with those from other disciplines to ensure high standards of care and required outcomes continue to be achieved, measured and monitored. This will also assist them in being able to demonstrate the benefits and impacts of their interventions.

Referral criteria & sources
The Children’s continuing care Team has eligibility criteria for providing the service. All 

Referral route

Referrals can be made by phone, fax, post or email directly to the Independent Health Assessor. Referrals are accepted from all sources including self-referrals, schools and health and social care professionals and should be made to the Independent Health Assessor based within WandsworthCCG.

Eligibility and acceptance criteria
Eligibility decisions for NHS Continuing Care are made by a multi-agency Complex Care Needs Panel following a comprehensive holistic assessment led by a qualified health assessor. A continuing care package is 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.

The Continuing Care Service will provide services to children and young people with a Wandsworth GP as set out in the NHS England guidance ‘Who Pays? Determining responsibility for payment to providers’ August 2013. Access for children resident in Wandsworth without a GP and Looked After Children placed out of borough also follows the same guidance. 

Exclusion criteria
Exclusion criteria (DH, 2010)[footnoteRef:2] exist for the service.  Continuing care does not cover children and young people with care needs that may be met appropriately through existing universal or specialist health services. In this instance, their needs should be addressed using a case management approach. [2:  National Framework for Children and Young People’s Continuing Care] 




Response time & detail and prioritisation
Once the Children’s Continuing Care Team (provider) should contact the parents within 2 days to arrange assessment and care plan after notification of care package by the Independent Health Assessor. 
Assessment and Care plan should be completed within 7 days of receiving notification. 
The provider will ensure a full package of care is implemented within 2 weeks of receiving notification

Discharge criteria and planning

The children using the continuing care service are re-assessed as appropriate according to need and discharged as appropriate.

The children and young people accessing these services are those with high needs and therefore can be seen as having long term conditions. Children and young people will be discharged by the provider (after notifying the Independent Health Assessor) when they are assessed as no longer meeting the criteria for NHS Continuing Care and/or transitioning to adult services at the age of 18years.  This should lead to a referral to social services with the consent of the child/parent or young person.  

Children and families transferring out of area are handed over appropriately to receiving services. Discharged children are subject to a detailed report for GP.


	4.	Applicable Service Standards

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

NICE guidance and professional guidelines apply.

All qualified nursing staff are regulated by the Nursing & Midwifery Council (NMC).

Individual team members will have specific professional standards to meet contained within the Codes of Practice/Conduct of the Nursing & Midwifery Council 

All staff are expected to evidence their continuing professional development, have regular supervision sessions and annual appraisals.

The service will be delivered within the scope of NHS policies, legislation and terms, including:
1. Compliance with local and national guidance for NHS staff and services 
1. NHS standard Infection control procedures and protocols including decontamination
1. Clinical audit and effectiveness
1. Health and Safety legislation
1. Risk management policy and systems for incident reporting. SUIs will be reported to the commissioners.
1. MHRA directives around medical devices and equipment safety policies.
1. Medicines management policy for the safe handling of medicines.
1. Public and patient involvement systems and processes to provide information to patients and seek patients’ views on services.
1. Confidentiality, Caldicott principles, consent procedures, complaints procedures, data protection and information governance policy and protocols
1. Systems for monitoring activity and staff performance and competency
1. Service specific appropriate NSF and NICE guidelines and appropriate professional standards



	5.	Applicable quality requirements 

	
The following metrics will be reported:

Patient safety (monthly reporting)
· Number of Serious Incidents
· % of serious incidents fully investigated and reported within the standard deadline of 45 days 
· Number of incidents and by theme 
· Risks (moderate or above) directly or indirectly related to the service
· Infection control incidents

Patient experience (monthly reporting)
· Number of complaints and compliments received 
· % of complaints responded to fully within 25 working days or within an agreed extension period 
· MAD alerts received
· Patient FFT or patient experience survey results 

Clinical effectiveness (6 monthly review of sample of data; number of records to be agreed based on use within the caseload)
· % of children with initial assessment using FACE RAS model
· 
· Robust assessment of children’s needs against skills and competency of staff required to ensure match.
· Pathway for urgent support and access to specialists in place
· % of children requiring urgent specialist care who received this within 24 hours

Activity and operational processes (monthly reporting)
· Number of discharges by the service
· Numbers and % of cancelled or unused appointments  
· Numbers and % of appointments attended
· Waiting times for service access

Workforce (monthly reporting)
· % Vacancy rate
· % Sickness rate
· % Appraisal rate
· % Monthly Staff Supervision 

· % Mandatory and Statutory Training rate
· Staff FFT (if appropriate, frequency to be 6monthly


	6.	Location of Provider Premises

	The Provider’s Premises are located at: 
Continuing care will be delivered in various settings but predominately homes 


	7.	Individual Service User Placement

	
Not applicable
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