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	KEY POLICY MESSAGES

	1. Sets out the principles for joint operational management of Children and Young People’s Continuing Care between NHS Derby and Derbyshire Integrated Care Board and Derby City Council and Derbyshire County Council.

	2. Sets out the principles for the operational management of children and young people who have complex health needs for who NHS Derby and Derbyshire ICB are responsible for.

	3. Aims to assess the complex health needs of a child or young person equitably and fairly, providing the appropriate relevant support so that parents may continue caring for their child with complex health needs.
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[bookmark: _Toc114734704]Policy Development process
This policy sets out the principles for joint operational management of Children and Young People’s Continuing Care between NHS Derby and Derbyshire Integrated Care Board ("ICB"), Derby City Council and Derbyshire County Council.
[bookmark: _Toc114734705]Abbreviations

	CC
	Continuing Care

	DST
	Decision Support Tool

	NA
	Nurse Assessor

	ICB
	Integrated Care Board

	LA
	Local Authority

	MLCSU
	Midlands and Lancashire Commissioning Support Unit

	MDT
	Multi-Disciplinary Team

	EOL
	End of Life

	LAC
	Looked After Child

	SEND
	Special Educational Needs and Disabilities

	EHCP
	Education Health Care Plan

	CHC
	Continuing Health Care

	ICP
	Individual Care Plan

	PHB
	Personal Health Budget

	MCA
	Mental Capacity Act

	LD
	Learning Disability

	DOLS
	Depravation of Liberty Standards

	CAMHS
	Child and Adolescent Mental Health Service


The following should be considered when reading the policy:
Parent/s, Carers, Foster Carers and Family will be known as 'Parents' for the purpose of this policy;
the transition phase and period from around 14 years to the 18th birthday will be identified as transition. It is recognised that this is a time where the young person is moving through a period of transition and is preparing for adulthood;
the term 'Nurse Assessor' will be used to describe the roles of the Nurse Assessors and Case Managers within Midlands and Lancashire Commissioning Support Unit (MLCSU);
the term 'residential placement' should be read to include residential and educational placement;
any reference to the Local Authority will be inclusive of social care and education, unless otherwise stated;
the term 'health needs' will be used to reference physical health, mental health, learning disability and end of life needs; and
Transforming Care (Building the Right Support), Section 117 Aftercare, and treatment/therapies are referred to within this policy although these would not require assessment under Continuing Care remit, separate processes are utilised.
[bookmark: _Toc114734706]Equality Statement
The general equality duty requires public authorities, such as the ICB to have due regard to the aims of the general equality duty when making decisions and setting policies. To do this, it is necessary for the organisation to understand the potential impact of its decision making on different people. This can help to identify practical steps to tackle any negative impacts or discrimination, and to advance equality. 
The ICB endeavours to challenge discrimination, promote equality and respect human rights and aims to design and implement policies, services and measures that meet the diverse needs of our population, patients, and workforce, ensuring that non are placed at a disadvantage.
[bookmark: _Toc114734707]Equality Analysis 
The ICB undertakes an Equality Analysis of policies, strategies, service design and other relevant activities to assess the impact of decision making against: 
the nine protected characteristics (age, disability, ethnic origin, sex, sexual orientation, gender reassignment, religion and belief, marriage, or civil partnership, or maternity status);
other groups or communities known to suffer disadvantage, such as the homeless, carers, migrants and sex workers;
human rights; and
known health inequalities.
This analysis also explores the potential to support the Social Value Act. 
[bookmark: _Toc114734708]Executive Summary
This policy sets out the principles for the operational management of children and young people who have complex health needs for who the ICB are responsible for. MLCSU will act on behalf of the ICB and will carry out the necessary processes in relation to those child and young people who fall within the remit of NHS Continuing Care.
MLCSU will work jointly with the Local Authorities (LA) who are Derby City Council and Derbyshire County Council, (which is inclusive of social care and education), to understand and manage those child and young people who have a complex health need and require a package of health support irrespective of setting, and who fall within the remit of NHS Continuing process.
Continuing Care is a nationally recognised term that is described within the Children and Young People’s National Framework (2016) as a package of care that is individually tailored to meet a child and young person’s complex health needs, defined through a robust assessment process as "arising as a result of a 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).
This policy applies to those children and young people aged between 0–17 years who may have one or a combination of the following needs:
physical disability;
mental health;
learning disability; and/or
end of life.
Whilst a child or young person may be identified as having complex health needs, it is important to understand that for the majority, and predominantly they may have a combination of health, education and social care needs, that require multi-agency collaboration and close working to jointly assess, manage and provide the support needed. 
The policy will demonstrate how the local ICB, and LA’s will work together to support children and young people through to adulthood with complex health needs, utilising the National Framework for Children and Young People’ Continuing Care (2016) as guidance. 
This policy has been developed to ensure the child and young person is at the centre of decision-making, and who are supported through their journey into adulthood to improve outcomes. This commitment requires continued multi-agency involvement and a joint working approach to understand the needs of children and young people; first and foremost. Joint decisions are made through a multi-agency approach via a multi-agency panel infrastructure.
The policy shows how the ICB and LA’s will combine the Education Health Care Plan (EHCP) and Continuing Care processes (where applicable), and where a child or young person has a special educational need or disability (SEND) the ICB and LA will jointly endeavour to coordinate the assessment and agree the package of Continuing Care, as part of the process to develop the child’s Education, Health and Care Plan. 
"Where a child or young person has a special educational need or disability (SEND), the ICB’s and LA’s should jointly endeavour to coordinate the assessment and agreement of the package of Continuing Care, as part of the process to develop the child’s Education, Health and Care Plan" (National Framework for Children and Young People’s Continuing Care 2016).
The policy has been developed through multi-agency agreement and demonstrates how child and young people with complex needs requiring a bespoke package of support, can expect local agencies working together to provide support through a structured, equitable and transparent process. Each partner organisation will support a child or young person with complex needs according to individual and joint assessment, and in line with their statutory functions.
Children and young people with complex health needs living at home with their parents will generally have their care mainly provided by them and is recognised that some parents may require help and support via a package of care within the home setting (or other suitable environment). The policy will show how multi-agencies will work together with parents and families enabling them to continue looking after and caring for their child.
MLCSU acting on behalf of the ICB will take direction from the ICB in relation to local agreements and arrangements made between the LAs and the ICB. They will act in accordance with national and local guidance, legislation, and clinical governance requirements to provide assurances of safe healthcare delivery through care package procurement and commissioning process. 
[bookmark: _Toc114734709]Introduction and background to policy development
The purpose of this policy is to ensure that there is a consistent approach across partner agencies to ensure quality, equality and transparency in the assessment and agreement of eligibility for children and young people with complex health needs relating to NHS Continuing Care. 
The partner agencies involved in developing this policy and associated local joint processes, have a common understanding that a child or young person’s health, wellbeing and individual needs will be central to decision-making, and that partners will work together in a transparent and collaborative way to provide seamless provision.
The National Framework for Continuing Care was first published by the Department of Health in March 2010. This was superseded by the National Framework for Children and Young People’s Continuing Care in 2016. The revised framework addressed changes to the NHS commissioning arrangements that resulted from the Health and Social Care Act (2012) and the integrated approach to commissioning services for children and young people with SEND arising from the Children and Families Act (2014). 
This policy must be read in conjunction with the National Framework, localised joint working arrangements and relevant legislation mentioned forthwith, when assessing the needs of child and young person whose complex needs cannot be met through existing universal or specialist services: National Framework for Children and Young People’s Continuing Care. 
NHS Continuing Care provision is designed to support child and young person with complex health needs, to lead as fulfilling a life as possible, irrespective of the setting they are in. The ICB and LAs agree that collaborative support may be required from them to, but in doing it should not remove the parenting responsibility (unless circumstances determine otherwise). Otherwise, parents should remain responsible, and any support provided should enable them to continue looking after and caring for their child where appropriate. 
The SEND code of practice: 0 to 25 years, arising from the Children and Families Act 2014 define the use of a pivotal EHCP which will be integral to the NHS Continuing Care process. Complex health support requirements for child and young person eligible for CC elements in education will be considered via the assessment of needs in line with guidance. 
Decision making regarding eligibility will be guided by the Children and Young People’s Continuing Care National Framework (DOH, 2016) which suggests a system to understand levels of needs. However, clinical judgment is equally important and governed by demonstrating a clear reasoned evidenced base from a range of sources that takes account of the child and young person‘s particular health needs in a holistic and family centred context and embrace the principles of personalisation. In each area of the assessment, it should also be clear whether needs are met or unmet and based on current needs not past or future anticipated needs. 
[bookmark: _Toc114734710]Purpose of the Policy 
This policy aims to:
describe the local Continuing Care process, locally agreed arrangements and interpretation of the National Framework for Social Care, Health and Education partners (and other relevant stakeholders);
ensure a fair and equitable approach is applied to all children and young people with complex health needs who are eligible for Continuing Care;
ensure a joint, transparent, and consistent approach to assessing and responding to the relevant needs within EHCP’s;
clarify the role and responsibilities within the Continuing Care process;
equip local practitioners/professionals with the knowledge and tools to follow and support the process;
clarify the remit and responsibilities of the partners involved in the Continuing Care process including processes for appeals and complaints raised by children, young people families, and inter-agency disputes;
clarify local funding arrangements;
clarify the local approach to commissioning;
clarify local arrangements and processes for transitioning children and young people with continuing care needs to adult services; and
describe the local approach to Personal Health Budgets (PHB’s).
[bookmark: _Toc114734711]Parental Responsibility
The ICB and LA,s take the view that parents are the experts in the care of their child and have primary responsibility for their health, wellbeing and care, and will take an active part in caring for their child unless circumstances regarding parenting provision preclude them from providing a reasonable level of care. This will be balanced with the social care assessed need, especially where the Local Authority may have shared or corporate parenting responsibilities or have assessed the parents as requiring additional support.
The first edition of the National Framework for Children and Young People’s Continuing care, published in 2010, addressed the point, describing:
"Generally, parents, as experts in their child or young person’s care and as primary carers, provide the majority of care to the child or young person" National Framework for Children and Young People (2010),
adding that:
"Most care for children and young people is provided by families at home, and maintaining relationships between the child or young person, their family and other carers, is a particularly important aspect" National Framework for Children and Young People (2010).
This policy aims to assess the complex health needs of a child or young person equitably and fairly, providing the appropriate relevant support so that parents may continue caring for their child with complex health needs. 
All agencies involved must work together to communicate and inform parents of all processes clearly, giving parents a consistent message of what they can expect from a package of care support from Continuing Care and a multi-agency approach to joint provision of support through a holistic assessment. Messages of information regarding CC should be available via the Local Offer (see Appendix 9) and ICB website, alongside locally developed CC leaflets providing an overview of the CC process (see Appendix 7).
[bookmark: _Toc114734712]NHS Continuing Care 
The Children and Young People’s National Framework describes that NHS Continuing Care is different for children as opposed to adults and advises that:
"Continuing Health Care (CHC) for adults is governed by the National Framework for NHS Continuing Healthcare and NHS-funded Nursing Care (2019). That framework gives guidance on putting in place complete packages of care where an adult has been assessed as having a primary health need. It means that the provision of all their resulting care needs, whether at home or in a care home, is the responsibility of the NHS" (National Framework for Children and Young People’s Continuing Care 2016).
Children and Young People’s Continuing Care is defined within the National Children’s Framework as: 
"A continuing care package that 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 (section 1). and unless there is a good reason for this not to happen, continuing care should be part of a wider package of care, agreed and delivered by collaboration between health, education, and social care’" (National Framework for Children and Young People’s Continuing Care 2016).
The framework recognises complex health needs in a child or young person, and that these sometimes cannot be met by the services which are routinely available in the community, in hospitals, general practices, commissioned by ICBs or National Health Service England/Improvement (NHSE/I). Continuing Care has come to describe the additional health support that may be required and is the responsibility of ICB to determine what and how they provide this according to assessed health need. Therefore, Derby and Derbyshire through local policy arrangement will work together as agencies to provide a supportive package of care, which meets a child or young person’s assessed needs cohesively.
The National Frameworks’ inherent assessment and review process will be utilised in respect of any child and young person within the remit of Continuing Care. For the purpose of this policy the term Continuing Care, referring to NHS Continuing Care for Children and Young People (National Framework 2016).
Local offers of support will be provided by each agency involved, derived from either standalone assessments or combined assessments (where possible). The joint local offer of support will be described to parents, child or young person after assessment/s have been performed, and wherever possible the support will be combined by multi-agencies to provide seamless provision. The support can be provided in a variety of settings i.e. at home, in respite facility, education setting, residential setting and does not need to be provided exclusively across all settings where the child and young person accesses i.e. the child and young person can be in receipt of support in an educational setting but not at home. It is additionally recognised that some parents do not want care at home. 
The National framework further delineates the special nature of childhood and youth and the importance of recognising the context in which they live their lives: ‘Childhood and youth is a period of rapidly changing physical, intellectual and emotional maturation alongside social and educational development. All children of compulsory school age (5 to 16) should receive suitable education, either by regular attendance at school or through other arrangements. There may also be social care needs. Most care for children and young people is provided by families at home, and maintaining relationships between the child or young person, their family and other carers, and professionals, is a particularly important aspect’
Where a child and young person has a special educational need and disability, the ICB and local authorities should coordinate the assessment and agreement of the support provided via Continuing Care, as part of the process to develop the child’s EHCP. Whilst a child and young person may be identified as having continuing care health needs, it is important to understand that predominantly (and for the majority) those child and young person will have joint health, education and social care needs, that require joint arrangement and management where appropriate.
The implication for and expectations of health and local government services is made clear in the Framework: 
"Children and young people’s continuing care needs are best addressed holistically by all the agencies that are involved in providing them with public services or care: predominantly health, social care and education. It is likely that a continuing care package will include a range of services commissioned by, ICB’s, Local Authority children’s services and sometimes others" (National Framework for Children and Young People’s Continuing Care 2016).
The Framework describes that the CC process does not cover those child and young person whose needs can be met through existing universal and specialist services/resources and moreover should not in any way dilute the responsibilities of any individual agency from delivering a quality service in accordance with the statutory requirements of their role.
In accordance with the National Framework an ICB is responsible for leading the commissioning of CC services. However, in recognising that a child and young person may require services from all agencies, the framework describes that there should be coordinated health, social care and educational assessments and that funding may be shared across partners in line with the needs of the child and young person.
The revisions to the 2016 framework provide guidance regarding roles and responsibilities of the multi-disciplinary team (MDT), transition to adult services, (PHB’s and the integration required between CC and the Education in respect of the EHCP.
Continuing Care for children and young people applies from birth to 17 years of age. From the age of 18 the adult Framework for NHS Continuing Healthcare and Nursing Funded Care Framework (2012) is applied; and separate criterion used to determine eligibility. The frameworks differ from each other, reflecting the requirement of multi-agency involvement within the child and young person Framework, parental involvement in care provision and specific contexts relating to the differing, and developing needs of children than to those in adulthood. 
The children’s framework requires decisions to be based on the assessed need of the child and young person following a holistic health needs assessment (HNA); in the first instance it requires all universal and commissioned NHS services to provide support in line with assessed need and within the remit the service specification. The framework does not give guidance on the amount or type of support that is required, nor on the arrangement of funding for individual packages of care; this is an individual arrangement on a case-by-case basis. The Framework guidance devolves these arrangements and agreements to local ICB’s and Authorities to locally determine joint working arrangements in relation to the type and amount of support for the child and young person based upon recommendations made by the MDT, parents, and CC Nurse Assessor. The appendices to this document will describe the local arrangements for Derby and Derbyshire.
Since April 2014, every child and young person in receipt of CC, or their parents, have a right to ask for a PHB including a direct payment to manage this including with adequate brokerage support. This policy and the associated localised process will aim to address and capture the elements required to provide a PHB. The agencies (social care, education, and health) will co-ordinate care package arrangements to provide a model of flexibility and choice for parents, the child and young person via a PHB.
The formalisation of local joint policy will ensure that the LAs' (education and social care), healthcare practitioners and other relevant professionals/non-professionals understand how and when to complete a checklist for a child and young person with complex health needs, as well as the process thereafter (see Appendix 5). The policy will provide details of the local joint working arrangements (within appendices) i.e. disputes and appeals process, step down provision from hospital to home, integration between CC and EHCP process, arrangements for LAC entering placements and subsequent funding arrangements (list is not exhaustive). 
Parental involvement is integral and is an important focus in the process, and wherever possible the child and young person should be involved; and in all instances must be given the opportunity to provide their views and preferences, (this area corresponding to section A of the EHCP). The policy and associated local working arrangement will address parental expectations and the local offer made by Health and the LA to meet the assessed needs of the child and young person eligible for NHS Continuing Care. In the case of shared parental responsibility, the LA will have a role in determining the child and young person’s care and support (see Appendix 9). 
Partner agencies have agreed that the Continuing Care Assessment (CCA) will be utilised in the first instance to determine the health needs of a child and young person if it is identified that there are unmet health needs which require a commissioned bespoke package of support or specific health intervention, MLCSU Continuing Care Children’s Service in conjunction with partner agencies will arrange and manage this. This includes bespoke packages of care irrespective of the setting and includes 
Physical disability (PD)
Learning disability (LD)
Mental health (MH)
End of life care (EOL)
[bookmark: _Toc114734713]Section 117 aftercare, Transforming Care (Building the Right Support) and Treatment / Therapeutic Requirements
Section 117 Aftercare
Where a child and young person has Section 117 aftercare needs and also other complex health needs (LD, PD and EOL), the process outlined in this policy should be utilised to understand those ‘other complex health needs’ and how these and the child or young person’s health needs impact on each other. The statutory process relating to Section 117 Aftercare, and the assessment needs relating to NHS Continuing Care, will more than likely interrelate and should reference each other to determine the overall requirement of support and provision. 
The care and support identified for a child or young person within the remit of Section 117 Aftercare will take precedence and should dovetail within a required CCA and any subsequent care package, (referring to health needs not managed within the remit of Section 117 Aftercare). Both processes should work together to ensure seamless provision.
Transforming Care (Building the Right Support)
The process outlined within this policy will apply to children and young people who have needs and require support in relation to learning disability and/or autism who display behaviour that challenges, and also includes those with a mental health condition.
The Continuing Care Service will apply the processes outlined in accordance with their commissioned remit in relation to Section 117 and Transforming Care or will signpost to the relevant persons responsible to manage process.
Treatments and Therapies
The policy additionally recognises those cases where a child or young person requires treatment and therapies. In these instances, a proforma will be required to understand what needs a child or young person has, providing the rationale and provision of treatment required.
[bookmark: _Toc114734714]Leadership and accountability for NHS Continuing Care Process
The ICB have a responsibility for assessing and commissioning, the reasonable healthcare requirements of an individual. The National Framework (2016) guidance describes the process which should be followed for the equitable discharge of that responsibility for child and young person with ‘very’ complex needs. 
It has been agreed that the partner agencies involved in this policy development will work together to provide joint care package arrangements, adhering to the principle of securing the best outcomes for both the child and young person and their family; with each organisation remaining responsible for its’ own statutory duties. 
The policy has been developed between senior representatives from Derby City Council, Derbyshire County Council, the ICB and MLCSU. Ratification of the policy will occur at Joined Up Care Derbyshire Board.
The ICB is responsible for agreeing and managing appropriate governance arrangements and remains overall accountable in relation to NHS Continuing Care, which they delegate responsibility to MLCSU in carrying out the functions of the process on their behalf.
The Continuing Care Children’s Service is part of MLCSU. It acts as the nominated Children and Young People’s Nurse Assessors and Case Managers for Continuing Care for the ICB, ensuring effective management and liaison with local authorities (education and social care), other stakeholders, and with families, children, and young people. The service coordinates the Continuing Care process.
Their work includes:
coordinating and delivering multi-agency training relating to NHS Continuing Care process;
coordinating and leading on the Continuing Care Assessment (CCA) process, following receipt of a checklist, progressed through to CCA (see Continuing Care Assessment) CCA;
quality assurance of checklist and Decision Support Tool (DST) completion (see Appendix 4);
[bookmark: ContinuingCare]liaison with the child, young person and parents to ensure that their views and preferences are listened to, understood and considered, including understanding ‘what life is like for them’ (see Continuing Care Assessment);
understanding and working with the implications of consent to participate and considerations regarding principles within the Mental Capacity Act (MCA) relating to capacity, best interest, least restrictive, and ability and support in decision-making regarding the Continuing Care process;
liaison with multi-agencies, third party organisations, acute community sector and attendance at relevant MDT meetings in relation to NHS Continuing Care;
presenting individual cases, (including the recommendations) to the Continuing Care Panel; with regards to care package provision or provision via contribution, (see Decision Making);
clinical commissioning case management;
commissioning bespoke packages of healthcare for a child or young person, reporting back to the Continuing Care panel in the event of delay or difficulty in arranging and/or commencing care (see Decision Making);
providing assurances of clinical governance is evident, and appropriate, in relation to the delivery of safe and appropriate care package provision (see Arrangement of Provision);
completing the three-month review and managing subsequent reviews held annually, or when a change in need has been identified (see Reviews);
supporting transition of the young person into adulthood, working alongside the young person, parents and multi-agencies (child and adult services) (see Decision Making);
manage appeals from a child, young person and/or their parents;
manage inter-agency disputes, following the locally agreed guidance;
co-ordinate and arrange Continuing Care meetings and generate relevant correspondence to members of the multi-disciplinary team (MDT), parents, child, young person, referrer, General Practitioner, and other relevant parties;
ensure joint arrangements between the ICB, Las and stakeholders are adhered to;
liaison with social workers, Looked After Children’s (LAC) Nurses, Independent Reviewing Officer, and placement staff, in relation to children who are Looked After;
support and assist in signposting to the appropriate specialist leads who may assist in commissioning healthcare for LAC;
ensure LAC in placement have the appropriate health, behavioural etc. assessments performed. The Continuing Care Assessment document may be utilised to capture all needs. This is to ensure children and young people are in receipt of safe and appropriate care whilst in residential placement/foster care arrangement; and
keep and maintain records for data and reporting purposes. Sharing in accordance with data sharing agreements.
The Children’s Continuing Care service is the point of contact, for multi-agency partners to liaise with when wanting to discuss a child or young person with possible Continuing Care requirements. The Continuing Care Children’s Service acts as the local ICB’s nominated child and young person health assessors and coordinates the process, ensuring effective management and liaison with LA’s and other partners and stakeholders in accordance with the National Framework (2016) and this policy. The service will liaise closely with the local ICB Designated Clinical Officers (DCO) for SEND working jointly with Derby and Derbyshire Councils’ (education and social care), to ensure the child and young person with complex health needs has a safe and comprehensive package of health support across health, education and social care settings. 
[bookmark: _Toc114734715]Process Outline and Pathway

	Phase
	Stop
	Summary of Key Actions
	Timescale

	Pre-Assessment and Assessment
	Identify
	· MDT review a child or young person with complex health needs
Pre-Assessment performed and Checklist completed
· A child or young person with a potential Continuing Care is referred to the Continuing Care team 
· The 6-week clock starts from receipt of checklist into Continuing Care
· Child and young person Nurse Assessor begins the process to arrange and complete a CCA
	24/48 hours to complete checklist and send to Children’s Continuing Care Team



Clock starts
6 weeks to commencing arrangement of provision



	
	Assess
	The health assessor undertakes the assessment, comprising:
· preferences of child or young person and their family;
· holistic assessment of need;
· reports from multi-disciplinary team; and
· Decision Support Tool for child and young person.
	

	
	Recommend
	The health assessor completes the process of assessment and makes recommendations in relation to provision required for unmet health needs.
	

	Decision-making
	Decide
	· The multi-agency panel considers the recommendation and ratifies the Nurse Assessor recommendations in relation to the continuing care process 
· If inter-agency dispute occurs at this stage as a result of disagreement, follow dispute process
	

	Arrangement of provision
	Inform
	· The child and young person and their parents are informed of the decision.
· Development of costed package of care. Any relevant organisations, such as the Local Authority, and key health professionals involved in the child and young person, s care (e.g., GP, paediatrician) should also be notified
	

	
	Deliver
	· Commissioning of the package of care and its provision to the child and young person.
· Ongoing monitoring/contract management for the commissioned service
	

	Ongoing
	Review
	· Review and reassessment of the child and young person’s health needs
	


The Continuing Care process begins locally when there is recognition that a child or young person may have needs that require additional health support that cannot be met by existing universal, targeted and specialist services. The process has four phases: 
Assessment
Consisting of completion of a DST, preferences of child/young person and family, reports and risk assessments and holistic assessment.
Decision-Making
Multi-agency forum or panel.
Arrangement of Provision
Procurement of a bespoke care package, PHB arrangement, or confirmation that all health needs are being met in those child and young person cases where they have been placed in a care setting by LA prior to assessment being undertaken.
Ongoing (Reviews)
At three months after initial set up, annually and as required if health needs alter (see Appendix 4).
Recognition of unmet health needs should be identified within a multi-disciplinary team meeting between health, social care and education professionals. It is important that partner agencies such as education and social care will need to be integral to discussions to perform a holistic assessment. Use of advocacy services must be considered, where necessary.
Children and young people placed in residential and other settings are included and will have their complex health needs assessed, using the outlined process within this policy.
Consent will need to be gained from the child, young person, and their parents (where necessary), and/or the LA (where co-parenting is in place). Consent to participate will be recorded, and considerations given to the capacity of a child and young person. Capacity and Depravation of Liberty Safeguards (DoLS) of an individual will need to be understood in accordance with the Mental Capacity Act (MCA (2005). The Children’ Service will make reasonable adjustments to enable participation through the process of Continuing Care. Where necessary an advocate will be requested to help support the child, young person, and if required the parents through the process. The consent form will capture the necessary information required.
Pre-Assessment/Completion of the Checklist and Continuing Care Assessment 
The MDT, parents and child or young person (where feasible) should meet to discuss what complex health needs are evident, and how these are impacting on the child/young person, and additionally what can be done to reduce the impact of health needs or reduce the risks identified. The MDT should review and gain understanding of what support is in place from health services, other agencies and family members.
The MDT discussion should describe what health needs are being met by local NHS commissioned services (universal and specialist) and in an attempt to help resolve or reduce the needs the MDT need to explore the following in an attempt to reduce impact, and help the parents in caring for their child’s needs:
(a) amend or alter their support;
(b) amend, alter or provide new treatments through a review of health with a health care professional; and
(c) further refer to other services for assessment (to determine if other types of input can help reduce the amount of needs).
Children and young people in residential settings will require the MDT to explore the availability of the local NHS services, to review, assess and manage health needs as they emerge.
If the MDT agree that all available health services have been accessed and pursued, and the complex nature, severity and intensity of the health needs continue to impact on the child, the young person and/or the parents regarding their ability to provide ongoing safe care, a checklist should be completed. Completion of the checklist does not determine that a child or young person has eligibility for Continuing Care this stage. The health professional involved in checklist completion should forward the checklist within 24/48 hours of completion. The Continuing Care service will be responsible to manage a single point of access for the assessments and referral types outlined in this policy (see Appendix 3). 
A Nurse Assessor from the Continuing Care service will review the checklist to quality assure and determine if there is indication to proceed to CCA. This will be done within 5 working days of checklist receipt.
The referrer will be informed of the outcome, providing rationale as needed. If the document is incorrectly completed or requires additional information, it will be returned to the referrer with details of how to complete the referral correctly. If a decision is made to progress to a CCA those professionals present during checklist completion will be invited to attend a meeting to complete a CCA. The MDT initially involved with checklist completion should remain involved, for continuity and consistency. Correspondence regarding CCA meeting will be sent accordingly via letter/email. 
The Nurse Assessor from the Continuing Care service will manage and lead the process to complete a CCA. Members of the MDT parents, child or young person (where possible) will need to participate. The assessment will comprise of: 
(d) preferences of child or young person and their family (information will be sent prior to the meeting to capture a picture of the health needs, and impact, to the child young person and their parents);
(e) holistic assessment of need;
(f) reports from multi-disciplinary team;
(g) Decision Support Tool completion. 
It is recognised locally that a six-week timeframe commences upon receipt of the Checklist into Continuing Care. The DST is used as a document to assess health needs across ten care domains. The assessment will consider the needs and support from a social care and educational perspective, and how all the provision and support will blend together. Input from the child, young person and their parents is required to ensure a holistic picture of the needs are captured. 
The DST is not a stand-alone determinant to identify a Continuing Care needs, all four elements are considered. Analysis and discussions of reports, assessments, health care plans and risk assessments from services providing input will take place and will provide the supporting evidence of the health needs. All supporting information will need to be evident on the day of assessment, provided via email (where feasible). 
The following documents are examples of what should be provided to complete the assessment:
(h) Education, Health and Care Plan (EHCP);
(i) Social Care assessments;
(j) educational assessments;
(k) child and young person health care/behavioural plans with associated identified outcomes from specialists/clinicians within that field of care;
(l) risk assessments, care diaries/logs;
(m) health specialties care directives i.e. dietetic plans, respiratory prescription, Speech and Language Treatment plans.
Recommendations will be formulated by the nurse assessor as a result of the information provided within the CCA, this recommendation should indicate if the child and young person has Continuing Care needs, and if these needs be met via a package of bespoke health support, or a contribution made towards their health and behavioural needs in residential placement. The recommendations may also detail if the child and young person does not require additional support via NHS Continuing Care.
The completed DST and all supporting information will be checked, and quality assured by the Nurse Assessor after the meeting has taken place. The case is presented to the monthly multi-agency Continuing Care Panel. 
Parents and child and young person will be given an opportunity to describe what support they are requesting, based upon the health needs evident. This may be in the form of hours each week or each day. 
Consideration of support in residential placement will be managed in accordance with the process outlined, and utilisation of the Residential Settings Guidance. The assessment should capture all evident health needs of those children and young people placed in residential settings, and how these are being met. 
All four elements of the CCA should inform recommendations which are written by the Nurse Assessor. And should describe what unmet health needs are evident and what is required to support these needs (and by what means). 
The Nurse Assessor will write their recommendations after the meeting has concluded and will be based upon the totality of information gained before, during and after the CCA . 
For consistency, the guidance of 3 highs, 1 severe or 1 priority across the 10 care domains could indicate Continuing Care needs, which may require a package of care, or contribution towards residential placement. However, in some instances although a child and young person may have Continuing Care needs there may not be a requirement to provide any additional support or provide a contribution towards residential placement. In these cases, the child and young person may already be in receipt of NHS universal/core or specialist services, which are meeting their health needs. Additionally, in some instances the LA core provision within a residential setting may be substantial in meeting a child or young person’s needs without any additional contribution. 
Exceptions may apply for children and young people who fall within the remit of the Derby Section 75 Agreement.
[bookmark: DecisionMaking]Decision Making (including Multi-Agency Continuing Care Panel Process)
A multi-agency panel will be held monthly unless periods of high demand necessitate additional panels. This panel will be the responsibility of the Continuing Care service MLCSU to arrange and manage. It will be attended by necessary partner agencies that have responsibility to act on behalf of their organisations, and where required can commit resources in relation to care package arrangement. Senior health professionals/clinicians may also attend to provide a local view and understanding of community services. Members of the panel will be independent from the assessment, and declarations of any conflict of interest arising should be heard before panel commencement The panel will be chaired by ICB representatives or MLCSU Lead. Terms of Reference can be found within the appendices.
The Continuing Care panel will refer cases onto the Commissioning for Individuals panel, each managed respectively between the ICB and Derby City Council and Derbyshire County Council. These panels will function in respect of the funding arrangements, and agreements of contribution towards a shared package of care, treatment or therapy.
The Continuing Care panel will take into consideration all aspects of the CCA holistically. The panel will not pre-judge eligibility or non-eligibility and be mindful of the suggested guidance of the level of health needs: 3 high, 1 severe or 1 priority. Consideration will be given to the health needs described within each domain and how these health needs interact and impact on each. The multi-agency forum need to consider how a shared approach to meeting all needs can best be met, through collaborative arrangements. . Panel will discuss whether the child and young person has needs that can be met by universal or specialist NHS services, or whether these needs cannot be met by them and require support from a shared approach to care from multi-agencies.
Children and young people either entering or already residing in residential settings will be discussed and reviewed as required by panel members if they are held within the Continuing Care caseload. 
The panel will understand that the Continuing Care process is about full engagement and partnership working between the agencies, the child, young person and their family to determine the best available support and provision via a package of care in their home, preferred setting or residential setting. It is agreed that the Continuing Care panel will hold discussions about what is required on an individual case by case basis fairly and equitably, through a robust transparent process.
The panel will either ratify the recommendation made by the Nurse Assessor or make additional and/or alternate decisions, based on the information and evidence presented. The panel will provide rationale for all decisions made. Rationale for alternate decisions will be recorded within minutes.
The child, young person, their parents and MDT will be informed of the decision within 5 working days of the panel convening. Outcome of the panel can show:
(n) Continuing Care need determined (eligible) which requires a package of care/support;
(o) Continuing Care not determined (not eligible), and no additional package of care/support is required from NHS Continuing Care (exceptionality may apply for cases under the ICB and County Council Section 75 Agreement). Cases not meeting eligibility using the CCA process but meet the criterion for Section 75 will be referred to the ICB for management;
(p) Continuing Care needs determined – but do not meet eligibility criterion guidance. The CCA identifies that the health needs described cannot be met through locally commissioned NHS universal and targeted/specialist services, and require some form of alternate or additional healthcare provision – Nurse Assessor recommendations recognise health needs that cannot be met by locally commissioned NHS services, which fall outside the remit of social care and education. Consideration can be given by panel to support towards the health needs. The panel will formally advise ICB of the need for a type of support outside of Continuing Care/ eligibility process. The panel will determine the provision of support by considering the recommendations, views and requests from child/young person and parents, and evidence presented;
(q) Continuing Care need not determined – well managed need (in relation to behaviours that challenge and mental health needs within residential and home setting) – panel agree that the evidence (specialist assessment/review, behavioural plans, and planned outcomes) demonstrate a well-managed need. Joint arrangements to continue, until further CCA shows the provision and support required has reduced enough to consider transfer to a setting ‘less intensive/complex’ or health and behavioural support has reduced to a level to warrant less support within placement (see Appendix 17);
(r) children, young people and their parents will receive correspondence to show whether eligibility has been met, and whether a package of care is required. The panel will provide a rationale for decisions made within panel. In some instances, the panel outcome may be delivered verbally to the parents by the nurse assessor when requested;
(s) panel members should understand the premise of the Continuing Care Framework and its underlying principles. Members will ensure the National Framework guidance is adhered to and apply the joint localised working arrangements to each case; unless there is good reason not to do so. All decisions made in panel, and the processes followed will be subject to scrutiny in accordance with appeal, dispute, Parliamentary Health Service Ombudsman review;
(t) quality assurance of CCA’s and evidence used to capture levels of health need will be clinically scrutinised by clinical leads within the panel arrangement or be peer reviewed on a bi-annual basis through random sampling. Random sampling will be carried out by ICB Quality Team. Peer review and sampling will be used to understand efficiencies and gaps of CCA completion;
(u) the child/young person and or parents will be informed of their rights to appeal the panel decision through the appeal’s procedure, within panel outcome letter. The local appeals process is described within the local public information Continuing Care leaflets and Local Offer Information, held on the ICB and Local Authority websites (see Appendices 8, 9 and 10);
(v) any existing cases where a care package arrangement is to be amended, and subsequent appeal is received, the care package and funding arrangement will remain in place whilst any appeal is ongoing, until an agreed outcome is reached; and
(w) independent quality assurance of CCA’s can be undertaken if the need arises and will be discussed in the panel setting.
[bookmark: Arrangementofprovision]Arrangement of Provision (Package of Care)
The Children’s Continuing Care Service will arrange provision of the package of care as soon as possible, with a suitable health care provider. This arrangement will be discussed with families and will be done via a commissioning process in order to procure a health care service. Personal Health Budgets will be discussed with the parents, child, and young person, giving them choice, control and flexibility on how the care is delivered. More information on PHB’s can be found at Personal Health Budgets.
In some cases, the panel will have agreed specific targeted therapy or treatment for a child or young person and where needed will be arranged alongside the package of care. 
Commissioners will consider what additional care is required in order to fulfil their statutory duties to meet the reasonable needs of an individual and ensure that Continuing Care arrangement is part of a wider package of care, delivered in collaboration across Health, Education and Children’s Social Care, unless there is a good reason for this not to happen. Where the child/ young person has existing and other provision in place, these will be dovetailed with the Continuing Care package to ensure that all care provision is seamless i.e. social care direct payments, hospice support.
Planning of the health care package should begin early and consider:
(x) the local multi-agency joint working arrangements and local offers of provision (these will need to be considered at the point of care package recommendation made by the Nurse Assessor);
(y) that offers of support are based upon a need’s assessment, and must be recent assessments depicting a child or young person’s current needs;
(z) the skill mixes of parents and staff required to deliver the package i.e. parents will need to be made aware that the arrangements for any care package enabling and supporting the parents, in caring for their child. Fundamentally, the intent of a care package is not to replace the parenting role, and must not impact in such a way that facilitates removal of this role from them;
(aa) shared or corporate parenting (children’s social care involvement);
(ab) how Continuing Care support integrates with SEND provision, universal, targeted and specialist health provision. The relevant SEND Casework officer will need to be advised of the outcomes and panel decision, depicting what health needs are being met by the provision of an integrated package of care, through use of information sharing/advisory documentation completed;
(ac) sustainability of the care package (contingency planning);
(ad) short and long-term outcomes;
(ae) care provision not being driven by services, they should be led by the needs of the child and young person through a planned care approach;
(af) the child/young person’s home or other suitable safe environment, as the place for care provision.
The commissioned package of care will need assurances of high quality, safe and appropriate care delivery by the Children’s Continuing Care service. These assurances should meet clinical governance requirements and will consist of:
(ag) relevant and appropriate training and competency sign off for those undertaking healthcare interventions. This includes parents, residential staff, foster carers, family members, and Personal Assistants;
(ah) plans of healthcare delivery, risk assessment and contingency provided by commissioned healthcare provider, written in conjunction with the local community/acute NHS service professionals. 
It is not the responsibility of the Nurse Assessor to perform the training/competency or develop care plans etc., these will be provided and performed by the commissioned services, or where feasible the community/acute NHS services. Care packages will not commence until assurance of the relevant clinical governance is in place. 
The Continuing Care service has a duty to ensure that clinical governance is maintained in all bespoke care package arrangements, with assurances gained from various sources to safeguard child and young person receiving health and behavioural support from NHS and independent agencies, third sector and where required from health and social care providers.
The aim is to complete the process within a six-week timeframe, beginning when a child or young person is recognised to have complex health needs (checklist completion), up to the panel outcome and arrangement of the care provision t. However, it is recognised that this may not always be possible in some circumstances. In these instances, a risk assessment will be required if there is a delay in arranging care provision for the child or young person, and where necessary risks concerning wellbeing mitigated or escalated accordingly. 
The Continuing Care process should not be delayed and can be progressed alongside other assessments i.e. EHCP and Single Assessments, Family and Child Assessment. The decision regarding Continuing Care needs can be made outside of the EHCP process, but the EHCP must be utilised as part of the assessment. Decisions made within panel will be shared with the EHCP plan writers, in readiness for the EHCP review. Continuing Care provision should become part of the child and young person’s EHCP.
[bookmark: _Toc114734716]Care package procurement and funding agreements
Individual health care packages will be procured by the Children’s Continuing Care service on behalf of the ICB. The associated due diligence and clinical governance assurances will be applied and additionally managed by the service; they will be directly invoiced by the provider for their commissioned activity. 
Contributions made towards LAC in residential settings will be provided via re-charge from the relevant Local Authority holding the contract. In any instance funding and financial matters will be discussed latterly after the child and young person’s eligibility status has been determined within the Continuing Care panel. The cost of a package of care is not a determinant for eligibility.
Funding principles and local arrangements for Continuing Care to be managed in accordance with local agreements (see Appendices for Section 75 Agreement Policy).
[bookmark: Reviews]Reviews
Reviews are an ongoing aspect in the Continuing Care process, providing the opportunity for the recurrent (or as required) assessment of a child or young person’s needs, and how these needs are being addressed and managed by the care package. It is understood that children and young people are in various stages of development, physical, cognitive, emotional etc and is important to understand physical health, behavioural and mental health needs alongside their development and how each impact on one another to warrant changes in health care provision. 
The Nurse Assessor will complete the reviews starting from three months after commencement of the care package, annually and as required (determined by changes in a child or young person’s health needs, this will include DST completion). The three-month review will not require a CCA completion, this review provides a brief overview of how the provision is working. A CCA is required at the point of the annual review or when a change of needs is indicated and will include DST completion. The CCA review enables a holistic approach performed by those involved with the child and young person.
The Nurse Assessor will ensure that the child/young person and their parents understand that reviews are designed to ensure that Continuing Care being met on an ongoing basis, and that changes in health, behavioural or mental health needs may require a change in care package provision. In the case of a child or young person having SEND, the reviews will be synchronised where possible with the regular annual review of the EHCP, Child in Need Meeting, Looked After Child review etc. and information utilised across all assessments (see Appendices 15 and 18).
A child or young person or their parents can request a review of health needs at any time. This request should be made to the Nurse Assessor with rationale as to why this is required. It is understood that a child’s health needs can alter in complexity, requiring amendment to denote an increase or decrease, and potentially require a different type of health support.
Parents will have been advised that the care package is based upon their child’s health needs at both the checklist and DST stages of the process, and additionally as part of the review process. This information should enable parents to understand that care package provision may alter in accordance with their child’s health needs. Where shared care arrangements are in place with the Local Authority the parents will be integral to assessment and review whilst in a residential placement. Assurances of safe and appropriate healthcare support will be sought from the setting, and parents advised of this within the review process, and as required.
[bookmark: _Toc114734717]Changes to care package provision 
If a Continuing Care review has highlighted that the current care package is no longer required and the child’s health needs can be managed within the remit of the universal or specialist NHS services, , this will be discussed within the MDT with regards to next steps. The MDT will agree how the Continuing Care package is to be stepped down to universal/specialist NHS services, to minimise the impact on the parents child and young person. There may be a requirement for phased withdrawal of care package, which will be planned and agreed in conjunction with all those involved. 
Where step down is indicated the existing care team (NHS universal, targeted and specialist services) will support the transition of a child or young person into the sole management of their services, along with other multi-agencies involved at that time; early engagement with the child/young person, their parents and relevant services is key. This planned care approach must consider this transition and where necessary the continued support from social care and education. Children’s social care will review the assessed needs of the child and family via their assessment process, in a timely manner to inform and advise parents of the support they may be offered if required, from the LA following a change in need or situation. 
Cessation of a Continuing Care package of care does not indicate that other agencies will stop their support, agencies should continue to provide towards a child and young person’s needs as per their statutory functions, and assessment criteria. 
It is recognised that some children and young people experience improved physical and mental health and periods of calm and will need to be considered prior to withdrawal or reduction of care. Risk assessment should be utilised where appropriate in these circumstances. In those cases where the physical and mental health or behavioural needs increase after withdrawal of Continuing Care has taken place, a referral back into the service would be required using a checklist, following the usual process. However, where feasible and relevant the most recent DST could be utilised and amended to reflect the changes, reducing the time taken to complete the CCA. 
A planned withdrawal of the continuing care package will be individually agreed between the child/young person, their parents and the MDT and thereafter ratified by panel. The relevant community or acute health professional/s will be responsible for monitoring and evaluating the care plan once after Continuing Care package withdrawal, in accordance with the plans of support at that time and having knowledge and understanding of the case. Any concerns around a lack of specific health support from the locally commissioned NHS services, will be escalated to the ICB for their consideration and potential management.
Consideration is given to well-managed needs within residential settings and should be captured within the assessment. Reviews which highlight the potential contribution withdrawal from health because of a well-managed need, will require discussion at panel to determine how the support continues to safely manage a child or young person in the setting. Parents will be included in the reviews of children in residential setting, where co-parenting is in place, and where it is.
A care package will not be reduced or stopped on the grounds of cost, and if in unprecedented circumstances this occurs a full equality analysis of impact will be required prior to and additionally escalated to senior leadership teams in respected agencies (see Appendix 18).
The child and young person’s EHCP will be amended to reflect any changes in care provision, in subsequent issue of the reviewed plan.
[bookmark: _Toc114734718]Looked After Children in Residential Settings
Children and young people within residential and/or educational settings should have access to local core and specialist NHS services, and referrals made to the same as required. The MDT should refer the child and young person to specialist NHS services where required to assess, and manage health needs, or provide strategies of care/behavioural plans etc. Where this is not available, practical, or appropriate the ICB should be informed to identify how local NHS services can be accessed, prior to any referral into Continuing Care.
Any funding and contribution towards the child and young person’s needs in placement would be agreed in accordance with local funding agreements/arrangements. This would include those LAC placed within local area placements, as well as those out of area.
For purposes of the assessment an MDT should convene and where relevant include placement staff, social care, education representatives, NHS professionals and other registered health professionals, who are all known to the child, or represent their service, providing an account of the child or young person’s needs. The professionals will form part of the MDT and as a group will review the support being provided in placement. The MDT will gain an understanding of the child and young person’s health needs and how these are being provided for within the placement core offer. If found that the child and young person’s health needs are in excess of that placement core offer and the local NHS services cannot meet the identified needs, a checklist for Continuing Care should be considered by the MDT. This should be completed between MDT and where feasible child, young person, and their parents. The assessment should outline what cannot be met by NHS services or by the placement, or what is in excess of ‘usual’ or core placement provision (see Appendix 15).
[bookmark: _Toc114734719]Individual treatment and therapy requests
Requests for treatments and therapies, (exclusive of Individual Funding Requests), will require a proforma to be completed by an NHS professional. The proforma will describe what treatment or therapy is being requested and why, showing rationale . The Nurse Assessor will follow a separate process to request funding from ICB following quality assurance of the completed proforma, where necessary the request will be discussed with the ICB and agreement to fund will be made.
The Children’s Service will request ongoing information from the referrer to provide assurances of quality provision and effective outcomes, or if further treatment/therapy is required.
A checklist or CCA is not required for this type of request.
[bookmark: _Toc114734720]Crisis management for a child young person requiring urgent change of residential placement, or new to placement (behavioural/mental health needs)
In all circumstances there is an expectation that the appropriate services will be working in partnership with a child or young person and their parents (where relevant) to safely manage the identified needs, and where necessary follow the relevant care crisis pathways to prevent or manage crisis situations. This may necessitate the involvement of safeguarding teams and associated process. 
Where urgent placement is required following placement breakdown, or where there is requirement for a newly identified and urgent placement, the Local Authority involved should obtain support from specialist NHS professionals i.e. Child and Adolescent Mental Health Service/Learning Disability (CAMHS/LD) service, to ascertain what health and behavioural needs the child or young person has. This will also aid identification of the type of placement required. Advice of this nature may not always be available and is dependent upon the case being open to that specialist service, and their ability to signpost and provide support with placement. The Nurse Assessors within the Continuing Care service may be able to offer support of this nature, within the remit of their knowledge base. 
Ideally an assessment should be completed when the child or young person is understood to have settled in the placement, providing a clearer understanding of their ongoing needs.
The Continuing Care service (where necessary) will need to have access to all relevant clinical governance from the placement i.e. assessment/reviews, plans for behavioural, emotional, and physical care, strategies, escalation plans, outcomes of care. The Continuing Service will need to be made aware if the child or young person is placed onto their caseload.
MLCSU (acting on behalf of the ICB will need to have assurances that the child and young person’s needs are being met safely, competently, and appropriately, and in cases where this is not found the Continuing Care service will escalate their concerns to the LA and ICB, and where necessary liaise with the safeguarding team. Management of concerns and issues are a priority. The ICB will determine any cessation of contribution where risk and concerns are identified and should be discussed between agencies prior to cessation.
If the child or young person is known to the Continuing Care service (held on the caseload) the service where feasible, will need to be informed in advance or within 48 hours of any new placement, and in addition any significant issues occurring as a result of placement. The Nurse Assessor from the service will require new or revised plans of health/behavioural management and short/long term outcomes, to ensure safe and appropriate support is being provided. Residential placement staff, and relevant members of the MDT should liaise with the local health/behavioural specialists regarding a referral into their care, or any changes to existing planned care and support.
If an alternative placement is being sought the Continuing Care service should be informed within five working days of moving. The service will liaise with placement to identify what clinical governance assurances are needed, and to arrange a review of needs in relation to placement change. This is normally carried out at 6 weeks following placement move. 
The child and young person’s case will be discussed within multi-agency panel for update and information purposes. Any potential revised contribution towards placement will be discussed latterly within panel and provided in accordance with local funding agreements (see Appendix 2).
The Continuing Care Fast Track documentation is not intended for use in emergency or crisis placement and should not be used to facilitate and speed up the process of assessment. Fast Track process is intended for end-of-life care (see Appendix 6).
[bookmark: _Toc114734721]Crisis management and contingency planning in relation to home care package breakdown
All home care packages must have contingency plans in place, in the event of:
provider failure;
sickness or incapacity that effects the person to exercise the parental responsibility.
In both cases contingency plans need to be established within plans of care and risk assessment (detailed within CCA), and agreed between child/young person, their parents and multi-agencies.
It is important that parents maintain their own competencies in relation to carrying out health care interventions to care for their child, in any eventuality and for day to care provision. There is an expectation that parents will assume responsibility to ensure the needs of their child are met, within reason of their child’s complex health needs. 
Options will be explored to provide contingent care for the child or young person, this may include wider family members and friends/informal family support network and commissioned providers. The hospital setting is not seen as a contingency, unless the child or young person’s health needs warrant hospital review/admission.
The Continuing Care service will review and discuss episodes of missed or cancelled shifts with the provider, seeking outcomes of assurances of compliance with the arrangements of care package delivery. The Nurse Assessor should discuss alternate provision or other options of provision with the family in the event of continued provider failure to provide shift coverage.
[bookmark: _Toc114734722]Safeguarding
The emphasis of joint policy arrangement is about ‘working together to support the child or young person’. All agencies are responsible to raise any safeguarding concerns and must be communicated between all relevant agencies involved with that child or young person. Local and national safeguarding policies, and escalation process will be referred to as required.
The Nurse Assessor leading the CCA/reviews must be observant and understanding of the vulnerability of the child and young person across a variety of settings who has a disability, illness or health condition/need and be aware of any concerns raised, or visible alerts to any type of safeguarding, alongside other professionals at the meetings. Any concerns must be dealt with in accordance with process/policy and discussed between multi-agencies/parents as required, and as per process.
[bookmark: _Toc114734723]Children and Young People who do not Meet Criterion for Continuing Care 
Circumstances may arise whereby a child or young person does not meet eligibility criterion but is identified that their complex health needs cannot be met by core/specialist NHS services, or within the remit of social care, and education provision or other available support. The Nurse Assessor may refer to this within the recommendations provided, and in these cases, the Continuing Care panel can discuss a joint arrangement of support which includes elements of additional health input. Local arrangements will determine what this support looks like. It is expected that local NHS universal and specialist services will provide support in accordance with service provision and assessed needs.
The ICB will be advised of these cases, and where necessary, formal request made to ICB to consider supporting towards the unmet health needs outside of Continuing Care eligibility. These cases will follow the process outlined within the National Continuing Care Framework with regards to assessment, review and transition arrangements.
[bookmark: _Toc114734724]Special Educational Needs and Continuing Care
Ordinarily local authorities and ICB must make joint commissioning arrangements for education, health and care provision for children and young people with SEN or disabilities (Section 26 of the Children and Families Act 2014). 
Wherever possible, the EHCP assessment for those going through the CCA process will be brought together to articulate a single set of needs and outcomes. The health needs of children and young people should be reflected in the EHCP. The same information and professionals will be involved in either or both processes. 
Where a child’s needs can only be met through a specially commissioned service, it is the responsibility of all key partners to review the package and where possible have any agreement for ICB funding prior to the provision/placement. This should also be ratified at the Continuing Care Panel in order to provide information relating to potential future provision requirements; and a record of decision making for future purposes.
If a child does not have an EHCP an Individual Care plan (ICP) must be in place within the school setting and should be used within the Continuing care process, informing about the child’s complex health needs within the education setting (see Appendix 20).
[bookmark: _Toc114734725]Multi-Agency Disputes, Disagreements and Resolution
Disagreements occurring either in or out of the Continuing Care panel arrangement between health and the LA representatives should be managed at the point of disagreement where possible, to foster a culture of problem solving and partnership approach. 
Disagreements occurring between MDT members at the early stages of checklist should be managed between the MDT, and not escalated to the panel arrangement. Where required the Continuing Care service should be contacted for advice, with regards to disagreement about referral into the service. Parents who disagree with the outcome of discussions at checklist stage have the right to complain and should be raised to the most appropriate health professional within the MDT. Advice can be sought from the Continuing Care service prior to escalation of complaint.
The panel can singularly or collectively decide if the Disputes Resolution Process should be instigated with the aim being to resolve the dispute in a timely manner, within agreed process (see Appendix 11).
The existing funding arrangement and support for the child and young person will continue until dispute is resolved between the agencies involved. If throughout process an agency become aware of a change in circumstance that may affect funding arrangement a date will be agreed between agencies from when the funding may be affected on a case-by-case basis, and any re-charge be discussed and agreed between multi-agencies. All decisions will be made irrespective of any funding issues and must not impact or affect the outcome. The ICB and LA senior leadership team will be advised of any disagreement by the chair of panel or representatives within panel, and advice sought with regards to any retrospective funding or recharges.
At no point in this process must the parents, child or young person be made aware of inter-agency disputes. And in addition, a care package cannot be reduced or removed on the grounds of disagreement or cost issues without a full equality analysis of impact.
[bookmark: _Toc114734726]Hospital Discharge Requiring a Continuing Care Assessment (Excluding Section 117)
Care package commissioning may begin when a child or young person is hospitalised and will be part of the discharge planning arrangements (with their health needs being understood and consistent to warrant safe discharge). The acute services will convene a discharge planning meeting with necessary relevant agencies. Continuing Care/ should be considered at the earliest opportunity, and checklist completed if indicated, as per process. If the checklist highlights the need for a CCA, the Nurse Assessor will carry out a CCA alongside MDT at the earliest opportunity and at least within a maximum of two weeks of the decision being made to hold a meeting. The child, young person and their parents should be integral to this meeting and should be kept informed and updated on process progress throughout.
The process to arrange care package provision for children and young people with the most complex health needs, can be expected to take eight to twelve weeks at least, due to necessary recruitment and training requirements by the commissioned care agency/provider. The success of the discharge plan will be dependent on maintaining momentum with a phased discharge planned approach, stepping up time at home as more carers become trained on the package, or accessing school with trained and competent carers. It is essential that momentum to develop care package arrangement is maintained to prevent delayed discharge, and the breakdown of a commissioned care package.
If momentum is not being achieved and the child or young person is not spending time at home, or school as expected within the discharge plan, an MDT meeting will be convened by the lead consultant or appropriate health professional to review the feasibility of the current plan. The MDT will decide whether there is a change in health need which is preventing a safe discharge. If so, the CCA will be updated by the Nurse Assessor and findings discussed between MDT to agree next steps. The commissioned care provider (nursing/care agency) will receive formal notification that the care package is no longer required until such time when the health needs are understood. If a change in need is not identified the discharge plan will be reviewed to ensure the family have adequate and appropriate support from the MDT, including community nurses to ensure a seamless transition into the community. It is not the responsibility of commissioned care providers to transition children or young people with complex health needs from acute care to community care; this is the role of NHS health professionals based across settings. 
In exceptional circumstances the ICB and Local Authority involved may need to secure support through an independent Nursing Agency, with risk assessments showing adverse impact if this does not occur. This may include. qualified/fully trained and experienced workforce of registered nurses, providing interim arrangement whilst the procurement process is progressed and care package arrangements with the successful provider are completed e.g. care staff recruitment and training. Discussions to agree to the type of support will occur either as an ‘out of panel decision’ between the commissioning agencies or placed on the next panel agenda (whichever is deemed appropriate).
The safety of the child or young person is paramount, and concerns regarding the additional cost of a nursing agency should not prevent access to assessed needs of complex support. It is important however that arrangement of support specifically delivered by registered nurses does not build expectations of ongoing provision within the family, and that the inappropriateness of this as a longer-term solution is stressed with regards to the delegation of health tasks, and fair and equitable health care support. Parents will need to be advised of the importance of having long term carers who are trained and competent in meeting health provision, and who meet the child’s holistic needs, and not merely their clinical needs.
The Council, Hospital, or Commissioned Provider should inform the Continuing Care service of the planned discharge date and thereafter within 24 hours of a child ‘s discharge from hospital or as soon as they have been made aware.
Housing organisation and Occupational Therapy should be integral to MDT arrangement for those cases where the family require re-locating to a new property, or adaptations made to existing property. Time frames for adaptions should be articulated to aid timelines of discharge, and any contingency planning for interim discharge arrangements i.e. step-down setting. 
[bookmark: _Toc114734727]Step-Down Provision from Acute Hospital (Child or Young Person with Physical Disability Needs) 
Early identification of a child or person’s ‘usual’ home residence is required to determine if the home environment is deemed suitable. Consideration can be given to step-down provision if there is a significant waiting time for home adaptations, or new housing needs to be sought. 
The ICB and Local Authority will need to consider step-down provision to an appropriate venue, as a shared care approach in these circumstances. A case-by-case approach will be used to determine the needs of the child and young person, considering parental responsibility and ability, utilising individual agencies assessment of needs and Carer Assessment (Local Authority assessment). A decision must be made between agencies with regards to funding step-down as part of the discharge process; but all funding decisions of this nature will be discussed and agreed without parental involvement. Any funding decisions should not hinder or prevent a child or young person, where risks are posed in the environment they are in, and/or it is not in the best interest for them to remain in the current setting.
[bookmark: _Toc114734728]Complaints 
If the child or young person or their parents wish to complain the matter will be dealt with through the internal MLCSU complaints process, in conjunction with ICB. The child, young person and their parents will be provided with details of how to complain within correspondence sent by the Continuing Care service, and additionally provides a timeframe to appeal within (see Appendix 8).
[bookmark: _Toc114734729]Appeals
Appeals can be instigated by the child, young person, parents, carer, or advocate when a disagreement occurs, and generally can be related to the decisions made within panel, as well as disagreeing with the panel outcome itself. Information is provided to request reasoning for an appeal and will give clarity to what the disagreement is about, and whet needs to be reviewed. The child, young person and their parents will be provided with details of how to appeal within correspondence sent by the Continuing Care service. Information will be provided with regards to timeframes within appeal process resolution, as well as progress of appeal, If the appeal pertains to a change in support package, the current care package arrangements will remain in place until the disagreement resolved and outcome agreed between the child, young person, and their parents. by child and young person and parents (see Appendices 8 and 10).
[bookmark: _Toc114734730]Retrospective Review
In some circumstances a historical review of a child or young person’s complex health care needs may be required. The feasibility of such a review will be discussed with the child, young person, their parents and/or advocate, which can occur as a result of a complaint, appeal, or Parliamentary Health Service Ombudsman directive. The Continuing Care service will work jointly with all involved including multi-agencies to carry out the review as per timescales, and to gain information and evidence to carry out the review in question.
[bookmark: _Toc114734731]Qualified nursing provision for a Child or Young Person with physical, learning disability and mental health needs
In exceptional circumstances the Continuing Care service will endeavour to commission nursing support to provide health care tasks that cannot be delegated to a trained and competent care worker. Qualified nurse provision will be commissioned in accordance with the tasks that the care worker cannot carry out, which can include clinical health tasks needed to care for a child or young person who has end of life needs or requires complex health interventions. The requirement and decision to commission qualified nurses will be considered internally by the Continuing Care service and ICB commissioners on a case-by-case basis. Parents will be made aware that access to qualified paediatric nurses has the potential to be restricted due to a lack of availability; however, this should not impede MLCSU commissioning process to source nurse provision where it is justified. Other measures of support will be explored if qualified nurses cannot be procured, by considering the use of trained and competent care workers to deliver specific types of support within a care planned approach.
The safety of the child and young person is paramount and risk assessment will be utilised to understand and mitigate risks, where evident. 
The child, young person and their parents will be advised of the requirement and arrangement that the arrangement of qualified nurse input does not create any unrealistic expectations in the use of nurses on a longer-term basis. Parents will be advised of the short and long-term planning to manage the care package provision, and who this can safely be delivered by, and communicated in a sensitive manner befitting the nature of the circumstances. 
[bookmark: _Toc114734732]Admission to Hospital (Child or Young Person with Physical Disabilities, Behavioural and Mental Health Needs)
Admission to hospital for a child or young person with complex health needs can present an enormous challenge for the child and young person, their parents, as well as the ward environment/staff. For this reason and also to maintain the important relationship between the health care worker child/young person and their family, consideration will be given on a case-by-case basis for the care package of support to follow the child/young person into hospital and will be individually assessed to determine whether it is feasible to assist and support in the hospital setting, in relation to aiding effective communication between child and staff, provide a familiar face of support, and assist with personal cares. If agreed, the support in the hospital would be of an assistive and supportive nature, and care staff would not carry out clinical health tasks (unless specific circumstances apply (see Appendix 16)). Primary provision for health needs whilst in hospital will always be provided by the hospital staff. In those cases where the care package is delivered within the home setting by qualified nurses, the nurses will not continue the support in the acute setting (see Appendix 16).
When providing care in the hospital setting, the health care workers will maintain records following individualised plans of care for their own purpose delivering what is agreed whilst in the hospital setting. However, the overall responsibility for the care of the child and young person within acute services/hospital will remain the responsibility of hospital staff, at all times. 
Honorary contracts or other contractual/local arrangement would be required for homecare package staff in the hospital setting for the following exceptional circumstances, if the child or young person:
requires a new package of care at home, and requires care workers to be trained and deemed competent to meet their health/behavioural/mental health needs; or
is admitted to hospital and requires the existing homecare package care workers to be trained for newly identified health tasks.
Under all circumstances of hospital provision there will be agreement between MLCSU, the care provider and the acute/hospital services in relation to the amount of care hours, which will be transferred into the hospital setting; some families may not require the full amount of care support that they would normally receive at home. Local arrangements have been agreed for process of hospital admission, and support from the homecare package. If the child and young person is in receipt of Direct Payments from the Local Authority for Personal Assistant care it is left to the discretion of the parents as the employer if the Personal Assistant accompanies the child or young person into the hospital setting. 
[bookmark: _Toc114734733]End of Life Care and Support: Fast-Track Process
Children or young people who meet the criteria for children’s palliative care nursing should receive that service and do not need to go through the Continuing Care process, which is provided by the local Community Nursing and Hospice/Palliative Care services. Continuing Care provision should not replace existing NHS or hospice services that can meet a child or young person’s palliative care needs.
If the child or young person has needs that cannot be met by the available services, the fast-track process should be followed, and the associated document completed.
The fast-track process will ensure decisions regarding packages of support can be agreed, where appropriate and without delay. This should normally occur within 48 hours of receipt, during office working days. A checklist and CCA document will not be required for children or young people requiring end of life care, separate documentation is utilised. For those children and young people already in receipt of a Continuing Care package of care a quick and timely review of needs is required to understand the end-of-life provision required. 
The Nurse Assessor will gather essential assessment information and seek an out of panel agreement for an end-of-life care package, agreed between the ICB and LAs, and thereafter the case placed on the next panel agenda for update/review. Authorisation will be sought from the ICB and where necessary the Local Authority, in accordance with local funding arrangements enabling the support to commence without delay, unless there is good reason not to. 
Where necessary a CCA will require completion at 3 months after commencement of a fast-track package of support, to determine the ongoing health and care provision, and will be kept under constant review. This will be handled in a sensitive manner in consideration of the circumstances. Fast track cases will be standard agenda items on all panel meetings. 
[bookmark: _Toc114734734]Transition (Preparing for Adulthood)
A young person moving through to adulthood will need to be prepared through a multi-agency approach considering all aspects of individual support and provision in relation to the needs that the child/young person has i.e. physical disabilities, behavioural needs, learning disability, mental health needs and life limiting conditions.
The Nurse Assessor will factor in transition planning within the annual CCA, which will include joint assessments with adult Continuing Health Care (CHC) at or around their 17th birthday. MLCSU will internally plan transition meetings with the adult CHC team from the age of 14 years. Closer to their 17th birthday they will jointly carry out respective Continuing Care review and adult CHC checklist/DST to determine the pathway for the young adult. It is expected that the multi-disciplinary team from the relevant NHS and children’s services will liaise accordingly with their counterparts in adult services to additionally engage in this process as early as possible, to prepare and plan the pathway alongside the young person and their parents. 
Provision of Continuing Care in childhood does not mean that as an adult they will be eligible for adult Continuing Health Care or local joint funding arrangements. Future entitlement to adult NHS CHC should be clarified as early as possible in the transition planning process, especially if the young person’s needs are likely to remain at a similar level into adulthood, and this should be accomplished by undertaking an initial screening for NHS continuing healthcare at a suitable point or no later than 17th birthday. 
In summary, for those young people held within the Continuing Care caseload: 
at 14 years of age, the young person should be brought to the attention of the ICB/MLCSU as likely to need an assessment for NHS Continuing Healthcare;
at 16–17 years of age, screening for NHS Continuing Healthcare should be undertaken by MLCSU Continuing Healthcare Nurse Assessor using the adult screening tool, and an agreement in principle that the young person has a primary health need or not, and whether they will move forward with the transition via Continuing Healthcare;
from 17 years all care plans, risk assessments, incident forms and behaviour plans to be maintained to information social care and subsequent CHC funding applications;
at 18 years of age, full transition to adult NHS Continuing Healthcare/joint funding/LA funding and or to universal, targeted and specialist health services should have been made, except in instances where this is not appropriate.
It is recognised that many children and young people with continuing care needs will be dependent on others for all their care throughout their lives. There are those however with the capacity to develop independence and continuing care, alongside partner agencies should support in this transition, enabling the young person to manage their condition, with a full understanding of its implications for their overall well-being. It is important to understand and capture the views and aspirations of the young person throughout the transition process, ensuring that they are integral to the transition through to their adulthood. Advocacy will be utilised where required.
A key aim of the management of the transition period is to ensure that there is appropriate early planning and intervention. The young person will require a consistent package of support during the years before and after transition to adulthood is provided. The care package arrangement may change as a result of the change in circumstances for the young person however, this change should not occur purely because of a move from children to adult services. Where change is necessary, it should be carried out in a phased manner in full consultation with the child, young person, and parents.
Every young person with a package of Continuing Care who is approaching adulthood should have a Transition Plan. The Transition Process will be initiated by the Nurse Assessor, when the child reaches the age of 14 years (or before if deemed necessary), with the social worker to ensure that Continuing Care needs can be considered from Year 11 onwards as part of the EHCP assessment. The Nurse Assessor will also bring the young person to the attention of NHS CHC Services using the NHS Continuing Health Care Notification of Child Aged 14 form, as being a young person who may require Adult CHC. Every effort will be made by all agencies to identify young people potentially in need of ongoing services in adulthood as early as possible. This includes Looked After Children who are in residential settings or funded through other streams e.g. NHS England specialist commissioning (including inpatient mental health).
Where a young person is not in receipt of a Continuing Care package, (usually because their needs are being met by locally commissioned NHS universal, targeted and specialist services and from within the Local Authority Children’s Services), and it is believed that they may be eligible for CHC, the young person’s lead health professional or social worker will be signposted to the adult CHC Team. All new referrals will go directly to the CHC Team from 17 years and 9 months. The process of referral will not go via the Children’s Continuing Care service, but where required be jointly managed with the adult CHC team leading on the case.
To ensure that the legal responsibilities for child and adult services are discharged appropriately, transition plans will set out clearly who is responsible and why. The ICB will be responsible for ensuring that any gap in service provision from 16 – 18 years, when some children’s services may cease, is addressed.
[bookmark: _Toc114734735]Young People in the Latter Stages of Transition (not known to Continuing Care Service)
If a young person is not known to the local Continuing Care service and is not in receipt of a Continuing Care package it is expected that the young person’s most appropriate health professional or social worker will refer the young person into to the adult Continuing Health Care (CHC) Team, as per adult CHC process. All new referrals from an approximate age of 17 years and 9 months will be referred directly to adult CHC team, unless the young person’s health needs depict that a package of care is required at that time. Where necessary a joint approach may be required between the CHC team and Continuing Care service, to assist and support the young person through to adulthood in ensuring local services are appropriately engaged. 
To ensure the legal responsibilities for child and adult services are discharged appropriately, transition plans will set out clearly who is responsible and why. In some cases, a service which is provided for children and young people may not be available from their 18th birthday. If this poses a risk to the young person reaching adulthood the ICB will need to be informed and addressed accordingly by them. 
[bookmark: _Toc114734736]Equipment and Consumables
Medical equipment and supplies will usually be ordered and distributed by the community nursing teams supporting the child and young person. Some of these supplies and equipment can be ordered through Community Equipment Stores which hold stock items, or for some items not available and are required in a bespoke manner should be agreed for purchase directly via ICB or the local Derbyshire Children’s Team (KITE Team), in first instance.
It is the responsibility of the community nurse team (or other community health professionals) to ensure the appropriate use of resources in relation to equipment and consumables. The community nurse or other responsible health professional will ensure that parents are trained and competent in the use of any equipment. 
[bookmark: _Toc114734737]Personal Health Budgets 
The NHS Mandate, which ICBs must follow, contains a specific objective on supporting children and young people with SEN or disabilities, including the offer of personal budgets. The families of children and young people with continuing care needs have a ‘right to have’ a PHB, which may contain elements of education, social care and health funding, (NHS Commissioning Board and Integrated Care Board (Responsibilities and Standing Rules) (Amendment) Regulations 2013) and Special Educational Needs and Disability Code of Practice (2015).
Where a child or young person eligible for Continuing Care, or their parents, requests a PHB the ICB will arrange for the provision of care through this means. MLCSU will provide and manage PHB’s on behalf of the ICB according to the commissioned remit (see Appendix 12).
A PHB will be arranged in one of the following ways:
a direct payment made to the young person or their family;
a notional budget to be spent by the ICB on care following discussions with the child or young person, and their family, on how best to meet their needs through provision of care;
a third party or managed budget entails the transfer of a real budget agreed as above, to a person or organisation which provides the money in a way agreed between the ICB/MLCSU and the child or young person and their family (or another representative).
The ICB will publicise and promote the availability of PHB’s within the Local Offer and through the distribution of leaflets aimed at young people and their families, which have been developed by third sector partners in collaboration with families.
PHBs will also be offered to children and young people who have not been identified as having continuing care needs on a discretionary basis and as approved by the Chief Nurse or deputy. 
[bookmark: _Toc114734738]Clinical Governance (Including Training/Competency and Oversight)
The Continuing Care Service has a duty to ensure that clinical governance is maintained in all bespoke care package arrangements, with assurances gained from various sources to safeguard children and young people receiving physical health, behavioural, learning disability, mental health and emotional support from NHS and independent agencies, third sector and where required from social care contracted providers.
Community nursing teams/hospital-based staff should ensure that parents and carers are trained and competent to provide the care outlined. The community nursing teams will also ensure that carers and staff based in schools have the appropriate training and competency completion. Where this is not feasible the ICB will arrange and provide accordingly.
It is the responsibility of commissioned providers to ensure that any delegated care tasks are safely delivered, by trained and competent care workers. Qualified nurses providing oversight/training and competency completion must adhere to relevant guidance and directives in relation to delegation of nursing tasks and accountability, within the remit of their registration and competency.
The Nurse Assessor will need to understand the training and competency of health care workers, personal assistants, and foster carers to ensure clinical governance is in place, this will include documented evidence i.e. from residential educational placements and from commissioned home care providers (see Appendices 13 and 14).
For practical purposes, ward-based staff should handover care of children with complex health needs to community nurses, ensuring that they understand their needs, are trained in the use of any medical equipment and competent to meet the clinical need.
Where a package of support is purchased from an independent care/nursing agency, it is the responsibility of the agency to procure appropriate training and to ensure training and competency amongst its workers as well as developing individual care plans, in accordance with local contractual arrangements.
Clinical governance will be factored into a PHB arrangement, in relation to the health care tasks and provision required. This will be detailed within the support planning, care plan and indicative budget to meet a child or young person’s health needs (see Appendix 12).
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Joined Up Care
Derbyshire

QEIA Panel Outcome Form
Panel Date: 19" October 2021

Iltem No. Agenda

QEIA/2021/01 Welcome & Introductions
QEIA/2021/02 Declaration of Interest
QEIA/2021/03 QEIA

QEIA/2021/04 Action Log Panel Members
QEIA/2021/05 Action Log Project Leads
QEIA/2021/06 PMO Update

QEIA/2021/07 AOB

Summary: Risk Rating Post Mitigation No. of QlAs
Moderate

Low

No Risk

N/A or TBC (QIA submitted too early to accurately measure risk).
Total

Statement of purpose to be reiterated at each meeting:

“All views of panel members are equal. We are here to be representative of the Derbyshire system, and to think on behalf of system members
who are not present today; we are not here to solely represent our own organisations. Also, the conversation today will focus on the quality and
equality impact of the business decision on the system, not on the submitting provider”
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Derbysnire
QEIA/2021/01
PRESENT
Name Role
Sarah MacGillivray Chair
Chris Howlett Vice Chair / QR
Claire Haynes EIA
Anna Long QR
Caroline Williams QR
Helen Golding QR
Kamen Fairburn Observing Observing first QEIA
Michelle Brooks Presenting JUCD/2122/052
Jasbir Dosanjh Presenting JUCD/2021/020
Nicola Fappiano Presenting JUCD/2122/054
Maxine Tomlinson Presenting JUCD/2122/054
APOLOGIES
Alex Butler PMO Send papers for any comments / queries
Helen Henderson — Spoors HW Send papers for any comments / queries
Helen Smith QR Helen Golding kindly covering
Karen Lloyd EIA
Sam Woodward QR

Item No: QEIA/2021/02

DECLARATION OF INTEREST

JUCD/2021/020 — Sarah MacGillivray co-presenter so recused from panel for review of this QEIA
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QEIA Time | Title Project New or Panel Discussion Notes For Q&P | QEIA Review Date
Number Manager Review Y/N Risk
Level
JUCD/2122/052 | 09:30 | Children and Michele New Yes No risk 24 months -
Young People Brooks ﬁ October 2023
Continuing
Care Decision 20211019_Children
owner: and Young People's C
JUCD CYP,
Mental Panel notes:
health, ',-D General: people are not as aware of service and remit as they
aBgi;g‘“t'sm could be. It is not new but will bring the operational process

more clearly into alignment with the National Framework for
this cohort across all settings. There has been collaborative
working on this with partners. It is aimed at helping all to
understand their role and responsibilities. There will be a
protocol (this QEIA) plus underpinning processes to support
each different pathway into the protocol.

It is a multi-agency protocol with messages targeted at
referrers. The protocol will provide them with a single point of
access. Multi-agency training is being developed to show how
to access and there will also be referral checklists and
flowcharts to support.

Public facing leaflets are also under development.

QIA stage 1 and 2: very positive. No questions from panel.
EIA: CHa feels that this protocol may support enhanced
access by those who are currently underrepresented
particularly as this is a clinician facing service and not totally
reliant on patient accessing service.

Q about collection of demographics. Response: already
happening and is part of the assessment tool. There is monthly
reporting to CCG and local authority.

S14z2: national work already undertaken, Local engagement
and collaboration of public facing leaflet / information /
brochure.

There will be a feedback gathering exercise once operational
to ensure that EIA and S14z2 are correct.
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Item No: QEIA/2021/04

ACTION LOG (PANEL MEMBERS)

QEIA ACTION

WHO

COMPLETED

ROLL OVER ACTION

Item No: QEIA/2021/05

ACTION LOG (PROJECT LEADS)

QEIA ACTION

WHO

COMPLETED

ROLL OVER ACTION

Item No: QEIA/2021/06

PMO UPDATE

QEIA Number UPDATE

OUTCOME

Iltem No: QEIA/1920/07
AOB

DATE AND TIME OF NEXT MEETING
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Joined Up Care

Derbyshire
Date 2"d November 2021
Time 9.30am
Venue Microsoft Teams
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Derby and Derbyshire TOR CYP CC Panel V3





1. Scope

The Children and Young People’s Continuing Care (CYP CC) Panel is the
multi-agency decision making panel for decision-making and determining the
eligibility of qualifying children and young people who have complex health
needs, as outlined in the National Framework for Children and Young
People’s Continuing Care (2016).

2. Objectives

1. To ensure the Clinical Commissioning Group (CCG) execute their
responsibilities in relation to the locally agreed Continuing Care and
Complex Needs Protocol and National Framework for Children and Young
People’s Continuing Care (2016), and relevant statutory obligations.

2. To ensure all cases are discussed on an individual basis, with fairness and
equity applied.

3. To receive and appraise detailed, comprehensive multi-disciplinary
assessments and appropriately completed decision support tools, in order to
consider the recommendations made by the Children’s Complex Care
Nurse Assessors as well as comments and views put forward by the multi-
disciplinary team (MDT) and parents, carers, the child or young person.

4. To ensure the views of parents, carers, children, and young people are fully
considered as part of the assessment process.

5. To determine if those recommendations made by the Children’s Complex
Care Nurse Assessors fully support a child or young person who have
complex health needs, therefore potentially require a package of joint
support within a Continuing Care remit.

6. Agree or disagree to eligibility in relation to the guidance within the National
Framework, and where necessary make alternate decisions regarding
support for a child or young person who has complex health needs; funded
by NHS and Local Authority commissioners.

7. Panel mindful that determinations of eligibility would primarily denote the
arrangement of integrated care arrangements between health, social care
and education commissioners, and to consider other universal options of
support available from individual agencies in the first instance.

8. To provide clear and concise rationale for the decisions made within the
CYP CC panel.

9. To ensure decisions and outcomes of CYP CC panel are appropriately
recorded and communicated thereafter to the parents, carers, child or young
person, the referrer, members of the multi-disciplinary team, GP,
commissioned providers, and other relevant persons identified.

10.To promote effective multi-agency working, in accordance with the locally
agreed Continuing Care and Complex Needs protocol, Continuing Care
National Framework and relevant legislation i.e., Children and Families Act
(2014), Health and Social Care Act 2014, Working Together to Safeguard
Children 2018, and for each CYP CC panel member to disseminate good
working practice within their respective organisations.

11.To oversee and review the local processes/arrangements ensuring
alignment with National Framework for decision making In Children And
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3.

4.

Young People’s Continuing Care, in line with legislation i.e., Children and
Families Act (2014), Working Together to Safeguard Children (2018), Health
and Social care Act (2014).

12.To oversee and review the local processes / arrangements in respect of
children and young people that do not meet the criteria for Continuing Care
or Complex Needs but require an element of care provision based on health
needs that are not met by NHS services, social care or education remit, or
funding via a contribution towards a Local Authority care package or
arrangement.

13.To ensure locally agreed transitional arrangements are adhered to in
respect of any young person moving into adulthood and are ‘heard’ and
recognised as an individual within any decisions made at panel.

Membership

Chair: CCG

CCG Commissioner

Children’s Complex Care Specialist Nurse (MLCSU), case presenting

Senior Children’s Social Care Services representative (Derby County Council
and Derbyshire City Council)

Senior Children’s Council Services Education representative (Derby County
Council and Derbyshire City Council)

Clinicians/Care Managers/Specialist Nurses representing community
commissioned services

NB. Individual NHS professionals to be invited in exceptional circumstances, to
support individual cases within the hospital and community setting

Quoracy requires a representative from:

e Chair of CYP CC panel

e Children’s Complex Care Specialist Nurse from MLCSU (presenting the
cases) and

e Senior Children’s Social Care Services representative from each Local
Authority and

e Senior Children’s Council Services Education representative from each
Local Authority

Cases will not be heard if quoracy is not achieved and will be deferred to the
next available panel

Derby and Derbyshire TOR CYP CC Panel

Administration

1. Meetings will be held monthly, and frequency increased in high demand.

2. Panel members may be required to deal with urgent case matters which fall
outside the planned panel dates. Where necessary in principle agreements
will be made and presented at the next available panel for ratification.

3. Midlands and Lancashire Commissioning Support Unit (MLCSU) will arrange
and manage agenda’s, minute take and correspondence i.e., panel outcome
letters to referrer/parents etc.
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4.

5.

Panel papers will be circulated to panel members at least 4 working days prior
to the panel.

No cases will be heard at panel without relevant and appropriate
evidence/supporting information, supplied by the Nurse Assessor presenting
the case.

Deadlines of agenda items will occur 5 working days prior to panel. No cases
will be placed onto agenda after the deadline, unless in exceptional
circumstances and discussed with chair of panel, (exceptional cases must be
accompanied by the relevant evidence to support decision-making).

5. Panel Operation

1.

The monthly panel will review, discuss and provide an outcome to individual
cases presented, including fast track and cases that require ratifying (if an out
of panel in-principle decision is made) or cases that are cause for concern
and require multi-agency panel discussion.

. A completed Decision Support Tool will be presented to the panel, along with

access to relevant information i.e., the views of parents/carers and the
child/young person and social care, education, and other necessary agency
information. Referenced health evidence will be accessible to substantiate the
existence of an unmet health care need. Education and social care related
information, (including information surrounding the assessed needs and
support provided) and will be accessible as required.

The panel will consider whether the child or young person meets eligibility in
line with the framework guidance, considering the health needs that are
unmet which require health support and intervention for a ‘child or young
person that has needs arising from disability, accident or illness that cannot
be met by universal services alone’ (Department of Health 2016).

It is expected that parents, carers, representatives/advocates, children and
young people’s views are represented by using whatever means of
communication are required i.e., written accounts, video, pictorial etc.

The panel will be made aware of any dispute or disagreement between
agencies, or any disagreement or concerns raised by the parents, carer, child
or young person and their representatives. The panel will consider any
disagreement and concerns within their discussions and decision-making.
Panel will consider and discuss the recommendation/s provided by the
Children’s Nurse Assessor regarding any unmet needs, provision of support
to meet needs and subsequent eligibility. The panel will need to consider the
views and opinions of the child, young person and their parents or carers,
alongside all assessment information in order to reach consensus and
outcome of the case.

Panel to decide if a CYP should have their needs met through universal and
specialist NHS services and/or through LA local offers, based upon the Nurse
Assessor recommendations and evidence presented.

Panel will be able to defer decision-making due to insufficient information and
inability to reach agreement in ratifying recommendation. Further information
and evidence may be requested by panel, and the case deferred until
following panel allowing information gathering. Families (or referrer) advised
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of this in writing (verbally where required) by MLCSU within 5 working days of
the panel outcome.

9. The panel must incorporate and consider the needs, provision and outcomes
described in the child or young person’s Education Health and Care Plan
(EHCP) and will be intrinsic to individual decision-making.

10.No provision of care or funding should be stopped without the relevant
statutory process being followed i.e., changes to a child or young person’s
provision cannot be altered until the EHCP has been reviewed and the
intention to change provision, (based upon a Continuing Care Assessment
(CCA); with this being detailed and issued to the family/school etc. Exceptions
to this must be based on assessment of risk and discussed and relayed to
agencies involved.

11. The CYP CC panel can ratify recommendations made by the Children’s
Nurse Assessor regarding a child or young person’s eligibility, and additionally
make other relevant decisions about the case, based upon the information
provided to the panel at that time. Any decisions will be made clear for
parents/child/young person, and rationale given for decisions made.

12. The CYP CC panel will highlight any significant areas of unmet health need
and feedback any areas of concern to local commissioners i.e. identification of
unmet needs, which cannot be met through locally commissioned services
routine and specialist. These cases should be discussed within panel to jointly
consider, discuss, and agree if consideration is required for CCG to provide
an element of support jointly with social care or education, or contribute to an
existing care package i.e. social care direct payment. These cases will need
approval from CCG and classed as Complex Cases

13.Accurate minutes of CYP CC panels to be kept, to aid audit and to quality
assure the consistency of the panel decisions made. These notes will form
part of any appeals, inter-agency disputes, complaints process or other
process as required. Consent to share will need to be obtained from parents,
carers, child, and young person as required.

14. The referrer and parent, carer, child, or young person should be informed of
the panel decision in letter format, and sent via post or email, and verbally as
required within 5 working days of panel meeting. Panel outcome letter
should give a reasoned explanation of how the decision was made and
include the type and amount of care provision. The outcome letter will provide
details of how to complain and appeal.

15.Panel will be considerate of Personal Health Budget arrangements for
individual cases, in the delivery of care provision in these cases; via notional,
direct payment and third-party budget arrangement, ensuring that a
personalised approach has been considered within the assessment process,
as an early means of introduction.

16. Inter-agency disputes should be identified early on as possible within the
panel, by those representatives from the respective organisation. Panel to
follow local disputes protocol.

17. The financial arrangements and funding agreements will be discussed latterly
of determining eligibility and agreeing amounts of care support. Eligibility and
care package arrangement will not be based on funding decisions.

18. To provide additional elements of scrutiny there will be random sampling of
panel cases on a bi-annual basis to review assurances of quality assessment
and decisions have been undertaken.
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9.

Review date of TOR: November 2022 (unless circumstances
determine otherwise)
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NHS

Derby and Derbyshire

Integrated Care Board

NHS

Midlands and Lancashire

Commissioning Support Unit

Children and Young People’s
Decision Support Tool

Derby and Derbyshire
Assessment Process for Continuing
Care Needs

Please identify Cohort of Child and Young Person

Continuing Care YES NO
Section 75/Complex Case Derbyshire County YES NO
Complex Case Derby City YES NO

Date of DST/Assessment

NHS Health Professional Completing DST form

Name and designation

Work base Address

Email Address

Telephone Number

Mobile Number

Continuing Care Checklist

Date Checklist
Completed

Completed via MDT

YES/NO

Lead Professional who
Completed Checklist

Professionals at MDT

Social Worker/Education/Health/Other (please specify)

Name

Date of Review

PA Number
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Pathway for Children and Young People’s Continuing Care

The Multi-Disciplinary Team is required to meet and discuss the child and young
person’s needs, finding solutions to support in different ways, prior to making a
referral into Continuing Care
see expectations of MDT on page 5

Process

Multi-disciplinary team to consider pre-assessment
checklist completion (referral)

v

Pre-Assessment checklist sent to MLCSU (Continuing
Care Nurse Assessors) to perform quality assurance of
document completed and advise referrer if a
Continuing Care Assessment is required

v

If indicated a CCA is performed, and DST completed by
children’s nurse assessors within CSU.
Parents/MDT informed by letter/email of panel
submission date.

If checklist not indicated and not progressed to CCA,
the referrer is advised by letter/email.

DST and evidence is submitted to multi agency panel.

v

Determination/ratification made by multi agency panel
regarding eligibility, based upon recommendations
made by nurse assessor

\

Multi agency panel confirm eligibility or non-eligibility
and may recommend other input/support from other
agencies or via joint arrangement.

If non-eligible parents and MDT informed and given
rationale.

Parents/MDT informed of outcome by letter/email.
\ Panel can defer case if further evidence is required. /

\

/ Once eligibility confirmed, provider procured, or \
financial contribution made as per local arrangements.
Case reviewed/re-assessed as per framework guidance,
nurse assessors to integrate with SEND/EHCP process
and guidance.

Information to be submitted to SEN assessment team

\ to update EHCP /

4 )

- J

4 )

Timeline

MDT should take no longer
than 2 days to complete the
checklist and submit to

MLCSU
v

within 5 working days to

proceed to full DST /CCA (if

checklist indicates)

l

Further full MDT held
within 4 weeks of checklist
being received

MLCSU to make decision }

/

l

Multi agency panel make
decision regarding
eligibility/ ratification -
decision made within
6 weeks from MDT
identifying
needs/completing CCA /

v

Arrangement of provision
should commence at
6 weeks

\

Care package reviewed\
after 3 months from start
of support and annually
thereafter, unless there is
a change in health need
requiring additional

\

-

review/assessment

\ /

Name Date of Review PA Number

DOB
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Abbreviations

CCA Continuing Care Assessment (assessment carried out to
establish what needs a child or young person has, at that
moment in time.)

CAMHS Child and Adolescent Mental Health Service

CCG Clinical Commissioning Group (clinically led statutory NHS
bodies responsible for the planning and commissioning of
health care services in their local area)

CSU/MLCSU Commissioning Support Unit (Midlands and Lancashire
Commissioning Support Unit — is the organisation that
supports the Clinical Commissioning Groups with the way
bespoke local health services are delivered and paid for)

CYp Children and Young People

CC Continuing Care

CHC Continuing Health Care

DST Decision Support Tool (the tool that is used within the process
to assess needs)

EHCP Education Health Care Plan (the plan for children and young
people aged up to 25 who need more support than is
available through special educational needs support. This
plan identifies the educational, health and social needs that
are required and sets out the additional support to meet those
needs)

LAC Looked After Child

MDT Multi-Disciplinary Team (group of professionals who provide
support to child/young person and to parents)

oT Occupational Therapist

SEND Special Educational Needs and Disabilities

TAC Team around Child (another way of saying multi-disciplinary
team)

CNA Childrens Nurse Assessor

CIN Child in Need

ICP Individual Care Plan

MCA Mental Capacity Assessment

DoLS Deprivation of Liberty Safeguards

Name Date of Review PA Number DOB
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Expectations

Multi-disciplinary team approach
It is expected that an MDT should reflect all service involvement. Anyone involved

with the child and young person should be given the opportunity to contribute
towards this assessment.

This may be inclusive of, but not restricted to:

Health, Education, Social Care, Acute health, Community services, hospice

Name

Date of Review

PA Number

DOB
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Assessment, Recommendation, Decision
Section 1: Referral, Personal Details and Background

Prior to undertaking this process consider if the child or young person can
effectively contribute. Do they require an MCA (16yrs+), is there any instance of
deprived liberties? Complete section at the end of the document as required?

Consider communication aids /may, or adjustments required, to ensure the child
or young person’s wishes, aspirations and views are understood, enabling them
(where possible) to effectively contribute to the assessment

Personal Details

Forename Surname
Also Known as Additional names
Date of Birth Gender

CMS reference

N NI 991 (Office use only)
Ethnicity Language
Advocacy required? | Yes/No Is an interpreter Yes/ No
needed?
Care Category (internal office use only)
PD LD MH
Physical Disability Learning Disability Mental Health

Contact Details

Child/young person’s
Home Address

Placement/other
address if different to
home address

Details of who holds
parental responsibility

Is the Child Looked
After (LAC)

YES/NO

If LAC is this on a
section 20 or 31
(please mark with X)

Section 20 (accommodated by
LA)

Section 31 (parental
responsibility shared with Local
Authority)

Date and place of the
commencement of
section status

Name

Date of Review PA Number DOB
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Parents/Family Members/Significant Other Contacts

Name (detail who is
emergency contact)

Relationship

Contact Number

Email Address

Professional Contact Information

GP Practice GP Practice Code
and CCG

GP Practice Address GP Telephone
Number

Current Support to child’s family-including all NHS Social/Health/Education Professional
Involved
i.e. Consultant, Community Practitioner, Nursery, School, Portage, Learner Support, Health

Visitor, School Nurse, Social Worker, OT

Name

Designation

Contact Number

Email Address

Name

Date of Review

PA Number

DOB
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Is the child and young person currently noted to be a Child in Need, on a

safeguarding plan

YES/NO

Please detail any
safeguarding
concerns that
professionals may
have (escalate as per
safeguarding
procedures)

Other Professionals Involved
I.e. case manager/solicitors/advocates

YES/NO

Details

Education

Nursery/Pre-
School/School

Address

Education Contact
Person

Telephone and
Email

Does the child/young person have Special
Educational Needs? Do they have an
Education, Health and Care Plan or an

Individual Care Plan?
Please detalil

YES/NO

Name

Date of Review

PA Number

DOB
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Section 2: Summaries

Health

Please summarise the health needs of the child/young person with details of any diagnoses
and provision. Additional health information will be required in the HNA section. This must
include a description of the 24-hour care diary/needs to assist the assessment process.

Social Care

Please provide a summary below of the child or young person’s social care needs with
details of any assessments undertaken or already in place e.g. child and family
assessment, carers assessment, arrangements in place i.e. social care package. This
could include short break provision, housing arrangements, transport, recreation, and
leisure.

Please also indicate if a social care assessment has taken place.

Name Date of Review PA Number DOB
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Education

Please provide any relevant information regarding the child or young person’s educational
needs. What additional support or reasonable adjustments are required in that setting?
Individual Care Plan (devised plan of care by health professionals for use within community

settings i.e. school)

Education Health and Care Plan

Please consider and detail if the child and young person has an Education Health and Care

Plan, and how this Continuing Care Assessment may impact on it.

Have the relevant sections of the EHCP been completed in relation to health strengths and
needs, outcomes and health provision: (Section C, E and G). Identify below.

Name

Date of Review

PA Number

DOB
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Risk Assessments

Please provide a summary of any risks (to child/young person or others) resulting from
health needs, including any information regarding the frequency, unpredictability,
deterioration, and instability of health needs. * Detail relevant risk, and mitigation in
place

Have parents received training and annual competency update/sign off Yes/ No
regarding their child’s health needs. If not please give rationale

Existing assessments

Prior to this assessment being completed a summary of care needs over a 24-hour period
should have been collated across services and/or by family member for a minimum of a 1-
week period.

Detail relevant assessments or reports completed (last 12 months) e.g. EHCP, Individual
Care Plan, CAMHS assessments, safeguarding plan/early help plan, LAC Annual Review,
Youth Offending review. Copies may be required and where necessary will be requested, if
used as supporting evidence.

Please indicate if the documents below have been utilised for the assessment, place a
cross in the relevant box

Health Education Social Care
CAMHS assessment EHC Plan Child in Need
OT assessment Educational Child in Care
Psychology
Physio assessment School targets Child Protection
SALT assessment School report Early Help
CETR document
EHC Plan EHC Plan
Initial Health Assessment

Assessments and documents not listed above but are used to inform this assessment:

Name Date of Review PA Number DOB
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Section 3: Voice of the Child and Lived Experience

Facilitating Communication: Consider specific needs of the child or young person:
communication and participation

o Leaflet provided — explaining service and process?

e Are they able to understand all or parts of it, or none at all?

e How can we make participation and engagement accessible? What do we need to
do? What reasonable adjustments are required?

e Is the environment conducive?

e Does the child require their routinely used communication aids or support to
communicate?

¢ |s an interpreter required (language, sign language etc.)?

e Does the young person require a familiar carer or parent/advocate to be present?

Describe what adjustments, aids or support have been used to facilitate the
assessment.
e Has the child or young person provided a written account for the purposes of this
assessment, or have they drawn pictures or other methods?

Is the child/young person able to contribute to their assessment, are they Yes/ No
able to attend?

If not, please indicate why:

Explain how are their views being captured i.e. representative/advocate, who is

representing them?

Name Address Contact Details Status

Name Date of Review PA Number DOB
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The child and young person’s individual story (include their aspirations, views and
wishes about their care and support)

Detail below the daily life experience of the child and young person, in their words
(or via parents/advocate) including what matters to them throughout the day e.g.
warmth/love, care and support, playtime, social activity, etc.

How are multi-agencies capturing and acting on the child or young person’s
aspirations, views, and wishes? What are they doing about this? Refer to individual
assessments as needed.

Summary of views/preferences of child and young person

e The child/young person’s issues, concerns, anxieties
e The child/young person’s preferences about care delivery

Name Date of Review PA Number DOB
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Summary of views/preferences, and the lived experience of parents and carers

For consideration:

e The family’s preferences about support and care delivery

e Does any other member of the family have health or care needs?

e Are siblings involved in care provision?

e What kind of help is available in the family’s circle of friends and relations?

e Are there any other organisations or groups that support the family or carer’s?

e Summary of parents’/carer’s occupation, employment/shift patterns

e Effect of the child/young person’s condition on the parent/carer’s ability to work

e How are multi-agencies capturing and acting on the parents and carer’s views,
and wishes? What are they doing about this? Refer to individual assessments as
needed

e Limitations of Continuing Care (advisory)

Details of Parent/Carer/Advocate providing information

Name Relationship to child/young Contact details
Person

Name Date of Review PA Number DOB
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Section 4: Health Needs Assessment

The Multi-Disciplinary Team (including young person and family where
appropriate) should complete the HNA indicating the level of need. Please provide
the relevant reports/assessments to show what support/management is needed
with regards to the level of need identified, if no needs are indicated then please
state N/A.

It is important to have the relevant supporting information to understand what
health needs are being met by universal and specialist commissioned services,
and what the child or young person’s unmet need is.

1. Breathing

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to Consider

e What is the degree of shortness of breath and is this on exertion or rest?
¢ Is breathlessness having impact on the daily activities of living, what is the impact?

e Are there recurrent chest infections, how often do these present and do they respond to

treatment?
¢ What medication is required?
What treatment is provided for breathing e.g. inhalers, nebs, oxygen, CPAP,
ventilation?
Is any specialist intervention required e.g. daily physio?
Is there a need for constant or intermittent observation?
Is there frequent hard to predict apnoea or breathing difficulties?
What type of suction is required?

Name Date of Review PA Number DOB
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Describe the Child/Young Persons Views and Feelings for this domain

Breathing - Level of Need

Description Level of
need
Breathing typical for age and development No additional
needs
Routine use of inhalers, nebulisers, etc.; Low
or
care plan or management plan in place to reduce the risk of aspiration.
Episodes of acute breathlessness, which do not respond to self- Moderate
management and need specialist-recommended input;
or
intermittent or continuous low-level oxygen therapy is needed to prevent
secondary health issues;
or
supportive but not dependent non-invasive ventilation which may include
oxygen therapy which does not cause life-threatening difficulties if
disconnected;
or
child or young person has profoundly reduced mobility or other conditions
which lead to increased susceptibility to chest infection (Gastroesophageal
Reflux Disease and Dysphagia);
or
requires daily physiotherapy to maintain optimal respiratory function;
or
requires oral suction (at least weekly) due to the risk of aspiration and
breathing difficulties;
or
has a history within the last three to six months of recurring aspiration/chest
infections.
Requires high flow air / oxygen to maintain respiratory function overnight or | High
for the majority of the day and night;
or
is able to breath unaided during the day but needs to go onto a ventilator
for supportive ventilation. The ventilation can be discontinued for up to 24
hours without clinical harm;
or
requires continuous high-level oxygen dependency, determined by clinical
need;
or
Name Date of Review PA Number DOB
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has a need for daily oral pharyngeal and/or nasopharyngeal suction with a
management plan undertaken by a specialist practitioner;

or

stable tracheostomy that can be managed by the child or young person or
only requires minimal and predictable suction / care from a carer.

Has frequent, hard-to-predict apnoea (not related to seizures);

or

severe, life-threatening breathing difficulties, which require essential oral
pharyngeal and/or nasopharyngeal suction, day or night;

or

a tracheostomy tube that requires frequent essential interventions
(additional to routine care) by a fully trained carer, to maintain an airway;
or

requires ventilation at night for very poor respiratory function; has
respiratory drive and would survive accidental disconnection but would be
unwell and may require hospital support.

Severe

Unable to breath independently and requires permanent mechanical
ventilation;

or

has no respiratory drive when asleep or unconscious and requires
ventilation, disconnection of which could be fatal,

or

a highly unstable tracheostomy, frequent occlusions and difficult to change
tubes.

Priority

Supporting information to evidence need in this care domain (Please attach)

Useful Evidence to consider
Incident forms

Daily logs

Care plans

Medication records

Risk assessments

Specialist assessments - Physio
Ventilation prescription

Home oxygen form (HOOF)
Oxygen saturation monitoring records
Suction charts

Evidence Author & Title

Date

Name Date of Review PA Number

DOB
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2. Eating and drinking

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to Consider

Recent weight and height and note if any weight loss/ gain over recent months?

Are they able to eat independently?

Do they need assistance with feeding (if yes, how much assistance and how often)?

Is feeding problematic (if yes, describe how so)?

Are feeding/ giving fluids regularly taking longer than thirty minutes

What are the dietary requirements (normal, soft or liquidised)?

What are the fluid requirements (normal/ thickened)?

Are there any special dietary requirements?

Are they on any supplements (what type and how often)?

Do they have dysphagia, what intervention is required?

Have they had any specialist assessment (dietician, SALT)?

Are they at risk of choking or aspiration

if yes how often)

e Do they require any of the following- PEG, NGT, Nil by mouth, TPN. If yes is this
problematic or routine.

e What is the level and intensity of monitoring required?

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Eating and drinking - Level of Need

Description

Level of
need

Able to take adequate food and drink by mouth, to meet all nutritional
requirements, typical of age.

No
additional
needs

Some assistance required above what is typical for their age;

or

needs supervision, prompting and encouragement with food and drinks
above the typical requirement for their age;

or

needs support and advice about diet because the underlying condition gives
greater chance of non-compliance, including limited understanding of the
consequences of food or drink intake;

or

needs feeding when this is not typical for age but is time consuming or not
unsafe if general guidance is adhered to.

Low

Needs feeding to ensure safe and adequate intake of food; feeding
(including liquidised feed) is lengthy; specialised feeding plan developed by
speech and language therapist;

or

unable to take sufficient food and drink by mouth, with most nutritional
requirements taken by artificial means, for example, via a non-problematic
tube feeding device, including nasogastric tubes.

Moderate

Faltering growth, despite following specialised feeding plan by a speech and
language therapist and/or dietician to manage nutritional status;

or

dysphagia, requiring a specialised management plan developed by the
speech and language therapist and multi-disciplinary team, with additional
skilled intervention to ensure adequate nutrition or hydration and to minimise
the risk of choking, aspiration and to maintain a clear airway (for example
through suction);

or

problems with intake of food and drink (which could include vomiting),
requiring skilled intervention to manage nutritional status; weaning from tube
feeding dependency and / recognised eating disorder, with self-imposed
dietary regime or self-neglect, for example, anxiety and/or depression
leading to intake problems placing the child/young person at risk and
needing skilled intervention;

or

problems relating to a feeding device (e.g. hasogastric tube) which require a
risk-assessment and management plan undertaken by a speech and
language therapist and multidisciplinary team and requiring regular review
and reassessment. Despite the plan, there remains a risk of choking and/or
aspiration.

High

The majority of fluids and nutritional requirements are routinely taken by
intravenous means.

Severe

Name Date of Review PA Number DOB
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Supporting information to evidence need in this care domain (Please attach)

Useful Evidence to Consider

¢ Weight, height, BMI

Daily logs

e Food and fluids charts

e Medication records

e Nutritional risk assessments

e Specialist assessments — Dietician, SALT
Evidence Author & Title Date
Name Date of Review PA Number DOB
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3. Mobility

Describe the child or young person’s specific needs relevant to this domain and

detail whether the needs are met/unmet by core/specialist services?

Questions to Consider

What level of mobility does the individual have?
e Are aids used to mobilise (if so which aids)?
e What level of supervision is required?

e What level of assistance is required and what number of carers?

e Are they unable to weight bear?
e How many carers are needed to assist with transfers/positioning and can the individual

cooperate?

e What type of equipment is required (e.g. for transfers)?

How often do they require repositioning?

Are there any specialist positioning requirements?
Are they at moderate/ high risk of falls?
Have they received any specialist input e.g. Physio, OT, specialist nurse

Does the person experience any contractures or spasms? ( if yes what treatment is

required and what impact is this having on the individual and delivery of their care?)
e Are there any risks associated with moving and handling interventions e.g. risk of

physical harm?

Describe the Child/Young Persons Views and Feelings for this domain

Name

Date of Review

PA Number

DOB
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Mobility — Level of Need

Description Level of
need

Mobility typical for age and development. No
additional
needs

Able to stand, bear their weight and move with some assistance, and Low

mobility aids;

or

moves with difficulty (e.g. unsteady, ataxic); irregular gait.

Difficulties in standing or moving even with aids, although some mobility with | Moderate

assistance;

or

sleep deprivation (as opposed to wakefulness) due to underlying medical

related need (such as muscle spasms, dystonia), occurring three times a

night, several nights per week;

or

unable to move in a way typical for age; cared for in single position, or a

limited number of positions (e.g. bed, supportive chair) due to the risk of

physical harm, loss of muscle tone, tissue viability, or pain on movement, but

is able to assist.

Unable to move in a way typical for age; cared for in single position, or a High

limited number of positions (e.g. bed, supportive chair) due to the risk of

physical harm, loss of muscle tone, tissue viability, or pain on movement;

needs careful positioning and is unable to assist or needs more than one

carer to reposition or transfer;

or

at a high risk of fracture due to poor bone density, requiring a structured

management plan to minimise risk, appropriate to stage of development;

or

involuntary spasms placing themselves and carers at risk;

or

extensive sleep deprivation due to underlying medical/mobility related

needs, occurring every one to two hours (and at least four nights a week).

Completely immobile and with an unstable clinical condition such that on Severe

movement or transfer there is a high risk of serious physical harm.

or

positioning is critical to physiological functioning or life.

Name Date of Review PA Number DOB
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Supporting information to evidence need in this care domain (Please attach)

Useful Evidence to Consider

¢ Incident forms

e Daily logs

e Care plans

e Medication records

e Specialist assessments - Physio

Evidence Author & Title Date
Name Date of Review PA Number DOB
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4. Continence or elimination

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to consider

e What is their continence status and is this for urine and faeces or both?

e Does their continence status fluctuate?

¢ Do they require assistance with regular toileting to maintain continence?

e Are laxatives required? (If required are these regular prescriptions or PRN? State type
and frequency of laxatives.

e Are there any specialist interventions and what is the frequency?

e |s a catheter insitu? State type (urethral or suprapubic) frequency of change and
frequency of bladder washouts.

¢ Do they suffer with UTI's (state how often treatment is required and whether they
respond to treatment)

e Do they have a stoma (state type and care required)?

e |s continence care problematic (if yes describe).

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Continence or elimination — Level of Need

Description

Level of
need

Continence care is routine and typical of age.

No additional
needs

Incontinence of urine but managed by other means, for example,
medication, regular toileting, pads, use of penile sheaths;

or

is usually able to maintain control over bowel movements but may have
occasional faecal incontinence.

Low

Has a stoma requiring routine attention;

or

doubly incontinent but care is routine;

or

self-catheterisation;

or

difficulties in toileting due to constipation, or irritable bowel syndrome;
requires encouragement and support.

Moderate

Continence care is problematic and requires timely intervention by a skilled
practitioner or trained carer;

ionrtermittent catheterisation by a trained carer or worker;

E;s a stoma that needs extensive attention every day;

?erquires haemodialysis in hospital to sustain life.

High

Requires dialysis in the home to sustain life.

Severe

Supporting information to evidence need in this care domain (Please attach)

Useful evidence to consider

Daily logs

Care plans

Medication records
Continence assessments
Specialist nurse input

Evidence Author & Title

Date

Name Date of Review PA Number

DOB
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5. Skin and tissue viability

Interpretation point: where a child or young person has a stoma, only the management of
the stoma itself as an opening in the tissue should be considered here (i.e. a tracheostomy
should only be considered here where there are issues relating to the opening; the use of
the tracheostomy to aid breathing, and its management should be considered under
Breathing).

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to Consideration

e Document pressure risk score

e What is the state/condition of the skin?

e Are there any skin conditions if yes, what treatment is being provided?)

e Are there any preventative interventions e.g. monitoring, repositioning, wound care (if
yes, what is the frequency of interventions?)

e Ate there any wounds (if yes, what is the frequency of dressings and are wounds
responding to treatment?)

e Isthere any specialist input required e.g. tissue viability, dermatology, vascular? (If yes
what is the frequency of input?)

e What equipment is being used e.g. pressure relieving mattress, pressure cushions?

e What medication is required?

e Does the child have a stoma (type)

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Skin and tissue viability — Level of Need

Description Level of
need
No evidence of pressure damage or a condition affecting the skin. No additional
needs
Evidence of pressure damage or a minor wound requiring treatment; Low
or
skin condition that requires clinical reassessment less than weekly;
or
well established stoma which requires routine care;
or
has a tissue viability plan which requires regular review
Open wound(s), which is (are) responding to treatment; Moderate
or
active skin condition requiring a minimum of weekly reassessment and
which is responding to treatment;
or
high risk of skin breakdown that requires preventative intervention from a
skilled carer several times a day, without which skin integrity would break
down;
or
high risk of tissue breakdown because of a stoma (e.g. gastrostomy,
tracheostomy, or colostomy stomas) which require skilled care to maintain
skin integrity.
Open wound(s) which is (are) not responding to treatment and require a High
minimum of daily monitoring/reassessment;
or
active long-term skin condition, which requires a minimum of daily
monitoring or reassessment;
or
specialist dressing regime, several times weekly, which is responding to
treatment and requires regular supervision.
Life-threatening skin conditions or burns requiring complex, painful Severe
dressing routines over a prolonged period.
Name Date of Review PA Number DOB
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Supporting information to evidence need in this care domain (Please attach)

Useful evidence to consider

Pressure risk score e.g. Waterlow score

Wound charts
Turn charts

Daily logs

Care plans
Medication records
GP records

Specialist assessments — Tissue Viability/ Burns Nurse

Evidence Author & Title Date
Name Date of Review PA Number DOB
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6. Communication

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet:

Questions to Consider

e How does the child communicate? In particular can they communicate their needs?

e Is their communication effective and reliable?

e Can they hold a conversation (if yes, is this in context? If they only answer yes or no, is
this reliable?)

e Do they need an interpreter?

e Do they have cognitive impairment?

e How does cognitive impairment affect communication?

If communication is unreliable, can needs be anticipated

Can they communicate reliably through non-verbal communication?

Can carers accurately interpret non-verbal communication?

Is a communication aid used (if so, which one?)

Do carers need to assist with interpretation/ anticipation of needs?

Are all needs anticipated because they have no reliable form of communication?

Does the person have any physical impairment (e.g. hearing or vision loss that restricts

their ability to communicate?).

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Communication - Level of Need

Description

Level of
need

Able to understand or communicate clearly, verbally or non-verbally, within
their primary language, appropriate to their development level.

The child/young person’s ability to understand or communicate is
appropriate for their age and development level within their first language.

No
additional
needs

Needs prompting or assistance to communicate their needs. Special effort
may be needed to ensure accurate interpretation of needs or may need
additional support visually — either through touch or with hearing.

Family/carers may be able to anticipate needs through non-verbal signs due
to familiarity with the individual.

Low

Communication of emotions and fundamental needs is difficult to understand
or interpret, even when prompted, unless with familiar people, and requires
regular support. Family/carers may be able to anticipate and interpret the
child/young person’s needs due to familiarity;

or

support is always required to facilitate communication, for example, the use
of choice boards, signing and communication aids

or

ability to communicate basic need is variable depending on fluctuating
mood; the child/young person demonstrates severe frustration about their
communication, for example, through withdrawal.

Moderate

Even with frequent or significant support from family/carers and
professionals, the child or young person is rarely able to communicate basic
needs, requirements or ideas.

High

Supporting information to evidence need in this care domain (Please attach)

Useful evidence to consider:

e Daily logs

e Care plans

e Risk assessments

e Specialist assessments - SALT

Evidence Author & Title Date

Name Date of Review PA Number DOB
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7. Drug therapies and medication

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to consider:

Is the young person able to self- medicate?

Does medication need to be administered?

Is there compliance with medication?

If non-compliant, how often are they non-compliant, and how is this managed?

Are they on a titrating medication regime (does a carer have to make a decision as to

what drug to give or what dose to give according to a clinical condition)?

e How urgent is the decision to titrate medication and what are the consequences if
delayed?

¢ |s the child or young person on covert medication policy?

¢ What route is medication administered e.g. oral, PEG?

e Are there any underlying conditions that affect the management of medication
(diabetes)?

¢ |s there any specialist monitoring medication of regime?

e What is the level of pain?

e Is pain predictable; are there any triggers, what causes pain, does current pain

medications adequately control pain?

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Drug therapies and medication - Level of Need

Description

Level of
need

Medicine administered by parent, carer, or self, as appropriate for age.

No
additional
needs

Requires a suitably trained family member, formal carer, teaching assistant,
nurse or appropriately trained other to administer medicine due to
e Age
e Non-compliance
e Type of medicine
Route of medicine and/or
Site of medication

Low

Requires administration of medicine regime by a registered nurse, formal
employed carer, teaching assistant or family member specifically trained for
this task, or appropriately trained others;

or

monitoring because of potential fluctuation of the medical condition that can
be non-problematic to manage;

or

sleep deprivation due to essential medication management — occurring more
than once a night (and at least twice a week).

Moderate

Drug regime requires management by a registered nurse at least weekly,
due to a fluctuating and/or unstable condition;

or

sleep deprivation caused by severe distress due to pain requiring medication
management — occurring four times a night (and four times a week)

or

Requires monitoring and intervention for autonomic storming episodes.

High

Has a medicine regime that requires daily management by a registered
nurse and reference to a medical practitioner to ensure effective symptom
management associated with a rapidly changing/deteriorating condition;

or

extensive sleep deprivation caused by severe intractable pain requiring
essential pain medication management — occurring every one to two hours
or

requires continuous intravenous medication, which if stopped would be life
threatening (e.g. Epoprostenol infusion).

Severe

Has a medicine regime that requires at least daily management by a
registered nurse and reference to a medical practitioner to ensure effective
symptom and pain management associated with a rapidly
changing/deteriorating condition, where one-to-one monitoring of symptoms
and their management is essential.

Priority

Name Date of Review PA Number DOB
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Supporting information to evidence need in this care domain (Please attach)

Useful evidence to consider:

Incident forms
Daily logs
Care plans

Medication records including PRN

Risk assessments

GP records

Pain chart

Specialist assessment

Evidence Author & Title Date
Name Date of Review PA Number DOB
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8. Psychological and emotional needs

(Beyond what would typically be expected from a child or young person of their
age).

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to consider:

Describe mental health issues

Comment on stability/ instability of symptoms

What are the frequency and signs of relapse?

Degree of intervention required to maintain mental health (who does what and for how

long)
Willingness/ ability to engage in therapies, treatment and daily activities

Referral and input from Psychologist/ Psychiatrist?
Are symptoms persistent or a response to a reasonable trigger?
Does the child and young person respond to reassurance?

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Psychological and emotional needs - Level of Need

Interpretation point: a separate domain considers Challenging Behaviour, and

assessors should avoid double counting the same need.

Description

Level of
need

Psychological or emotional needs are apparent but typical of age and similar
to those of peer group.

No
additional
needs

Periods of emotional distress (anxiety, mildly lowered mood) not dissimilar to
those typical of age and peer group, which subsides and are self-regulated
by the child/young person, with prompts/reassurance from peers, family
members, carers and/or staff within the workforce.

Low

Requires prompts or significant support to remain within existing
infrastructure; periods of variable attendance in school/college; noticeably
fluctuating levels of concentration. Self-care is notably lacking (and falls
outside of cultural/peer group norms and trends), which may demand
prolonged intervention from additional key staff; self-harm, but not generally
high risk;

or

evidence of low moods, depression, anxiety or periods of distress; reduced
social functioning and increasingly solitary, with a marked withdrawal from
social situations; limited response to prompts to remain within existing
infrastructure (marked deterioration in attendance/attainment/deterioration in
self-care outside of cultural/peer group norms and trends).

Moderate

Rapidly fluctuating moods of depression, necessitating specialist support
and intervention, which have a severe impact on the child/young person’s
health and well-being to such an extent that the individual cannot engage
with daily activities such as eating, drinking, sleeping or which place the
individual or others at risk;

or

acute and/or prolonged presentation of emotional/psychological
deregulation’ poor impulse control placing the young person or others at
serious risk, and/or symptoms of serious mental iliness that places the
individual or others at risk; this will include high-risk, self-harm.

High

Name Date of Review PA Number DOB
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Supporting information to evidence need in this care domain (Please attach)

Useful evidence to consider:

Daily logs

Care plans
Medication records
Risk assessments

e Specialist Reports
e 72-hour Behaviour charts
e LD Team
e Midlands Psychology
Evidence Author & Title Date
Name Date of Review PA Number DOB
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9. Seizures

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to consider:

e |s there a history of epilepsy?

e What is the frequency, severity and length of seizures?

e What is the recovery time from each seizure?

e Are there any triggers or warnings?

e Are the seizures predictable or unpredictable?

What intervention is required e.g. monitoring only, rescue medication, skilled
intervention?

Do seizures resolve without medication?

Do they respond to medication?

What type of medication is required and is it routine/ regular?

Is medication PRN. If PRN, how often has it been given in the last month?
What is the risk of harm to the individual with or without intervention and what level of
harm would this be?

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Seizures - Level of Need

Description Level of
need

No evidence of seizures. No
additional
Needs

History of seizures but none in the last three months; medication (if any) is Low

stable;

or

occasional absent seizures and there is a low risk of harm.

Occasional seizures including absences that have occurred with the last three | Moderate

months which require the supervision of a carer to minimise the risk of harm;

or

up to three tonic-clonic seizures every night requiring regular supervision.

Tonic-clonic seizures requiring rescue medication on a weekly basis; High

or

4 or more tonic-clonic seizures at night.

Severe uncontrolled seizures, occurring at least daily. Seizures often do not Severe

respond to rescue medication and the child or young person needs hospital

treatment on a regular basis. This results in a high probability of risk to his/her

self.

Useful evidence to consider:

e Incident forms

e Daily logs

e Care plans

e Medication records

e Risk assessments

e Specialist Reports

e Seizure charts

Evidence Author & Title Date
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10.Challenging behaviour

Describe the child or young person’s specific needs relevant to this domain and
detail whether the needs are met/unmet by core/specialist services?

Questions to consider:

e |s there risk of harm to self, others or property (if yes, how severe is the risk and how
frequently does it occur)?

e |s the Child or Young Person always compliant with care?

e Are they non-compliant with care (if yes, how frequently and what are they non-
compliant with)?

e Do they respond to prompting, reassurance or distraction?

¢ Is medication used to manage behaviour?

Is specialist input required to manage the behaviour- physical/ verbal, sexualised,

other?

Is the behaviour predictable?

Are there any known triggers?

Are there any behaviour’s that fall outside the normal care plan?

How rapid does the response to challenging behaviour need to be- does it need to be

prompt or immediate?

e What happens if the challenging behaviour isn’t addressed when it arises? How
significant are the consequences?

e What is the range and type of skilled interventions in place and required to support the
individual?

e What is the intensity and frequency of interventions needed to address behaviour and
reduce the risks posed to self or others?

Describe the Child/Young Persons Views and Feelings for this domain

Name Date of Review PA Number DOB
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Challenging behaviour - Level of Need

Description Level of
need

No incidents of behaviour which challenge parents/carers/staff. No
additional
needs

Some incidents of behaviour which challenge parents/carers/staff but which Low

do not exceed expected behaviours for age or stage of development and

which can be managed within mainstream services (e.g. early years support,

health visiting, school).

Occasional challenging behaviours which are more frequent, more intense or | Moderate

more unusual than those expected for age or stage of development, which

are having a negative impact on the child and their family / everyday life.

Regular challenging behaviours such as aggression (e.g. hitting, kicking, High

biting, hair-pulling), destruction (e.g. head banging, self-biting, skin picking),

or other behaviours (e.g. running away, eating inedible objects), despite

specialist health intervention and which have a negative impact on the child

and their family / everyday life.

Frequent, intense behaviours such as aggression, destruction, self-injury, Severe

despite intense multi-agency support, which have a profoundly negative

impact on quality of life for the child and their family, and risk exclusion from

the home or school.

Challenging behaviours of high frequency and intensity, despite intense multi- | Priority

agency support, which threaten the immediate safety of the child or those

around them and restrict every day activities (e.g. exclusion from school or

home environment).

Name Date of Review PA Number DOB
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Supporting information to evidence need in this care domain (Please attach)

Useful evidence to consider:

Incident forms

Daily logs

Escalation plans and logs of same

Care plans/behavioural plans

Medication records

Risk assessments

Specialist Reports

Behaviour charts/logs covering 2 months
CAMHS assessment/ reports/recommendations
LD Team input (assessments, reports etc.)
Psychology reports (including educational)
Other specialist reports re: behaviours

Evidence Author & Title Date
Name Date of Review PA Number DOB
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Health Needs Assessment for Children and Young People’s

Continuing Care

Assessed Levels of Need

Care Domain

Breathing

Eating and drinking

Mobility

Continence or Elimination

Skin and Tissue Viability

Communication

Drug Therapies and Medicines

Psychological and Emotional Needs

Seizures

Challenging Behaviour

Totals

Name Date of Review

PA Number

DOB
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Please note any disagreement within the Multi-Disciplinary Team meeting (inclusive
of child, young person and their family) i.e. regarding the levels of need within the
assessment and recommendations.

Summary of Needs and Outcomes
The summary of needs should detail the needs across a 24-hour period which informs the
Continuing Care. The assessment of a child’s Continuing Care needs must consider the
outcomes necessary to enable the child or young person to get the best from life.
Outcomes should be specific, deliverable, and linked directly to the child’s wishes, needs and
aspirations. They should include where appropriate, outcomes for transition i.e. through key
changes in a young person’s life, such as changing schools or moving from child to adult
services. Continuing Care outcomes may overlap with transitional outcomes.

Relevant to section C and E of EHCP

Name Date of Review PA Number DOB
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Recommendations following assessment regarding consideration of any

support required

To include:
Changes to existing care package — see table below (increase or decrease)
Requested new care package arrangements - what are parents/child/young person
requesting, this must include the offer or a personal health budget.

Description of complexities, severity, intensity, frequency and unpredictability

Risks associated with new or amended care package (environment, capacity,
resourcing)

Mobilisation of care package/support (what is required to implement the package or
changes)

Relevant of section G of EHCP
Nurse Assessor to complete after reviewing evidence/information

What is required to support the unmet needs?

Impact on, and interaction between health need domains

What training is required — how can this be met (acute/community provider?)
How do the MDT/parents/carers feel that the health needs of the child and young
person can be met, and by who (include child and young person’s views)?

Any healthcare package/supportive elements provided by Continuing Care need to
dovetail with all other provisions of care i.e. social care and education support.

Name

Date of Review

PA Number

DOB
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Contingency planning: for proposed care package, consider what support is available if
the care package is not available i.e. family/relative support, respite/short breaks
arrangement

Hospital/acute services should not be used as a contingency, unless through prior
arrangement

Current support package in place

e What does the current care package consist of?

e How is this managed, PHB, bespoke commissioned care package, contribution
towards LA residential placement?

e Number of hours?

e When is the support used?

¢ What does the child and young person think of current support and what do they
think is or isn’t needed (if applicable)?

Preparing for Adulthood (transition arrangements) and articulated

outcomes

Please record all transition discussions and arrangements at each review
performed leading up to, and preparing for adulthood, including:

e Current professionals involved, which professionals have been referred to i.e.
community/acute adult health professionals, adult social worker etc.

e Has areferral been made to adult Continuing Health Care (CHC) been made, or
identify when is this required?

e Clearly articulate the young person’s outcomes

Name Date of Review PA Number DOB
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14 years old

15 years old

16 years old

17 years old

Name

Date of Review

PA Number

DOB
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Additional notes, if required:

Name

Date of Review

PA Number

DOB
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Consent Form
Children and Young People’s Individual Patient Activity

(Including Mental Capacity Act and Depravation of Liberty consideration)

Please read carefully

This consent form must be used to determine if the child or young person named consents,
and/or their parents/guardian consent to MLCSU receiving, sharing, and securely storing
information, being proportionate and necessary to the process of Continuing Care.

Consent may be withdrawn at any time throughout the Continuing Care process. If the
Continuing Care process is affected by this withdrawal MLCSU or other professional will advise
as to its impact.

Consent will be required at each review that re-assesses care needs, which includes
consideration of MCA/DOLS (if the child is over the age of 16).

¢ |If the age of the child is below 16 complete section A only
e Complete section B if the child is 16 years and over and MCA/DOLS requires
assessment

When completing section A consent is given for purposes of sourcing, sharing and securely
storing information from and to (and vice versa) organisations involved in the Continuing Care
process i.e. the relevant Clinical Commissioning Group, system wide partners, Local Authority
(Social Care and Education Services) and other relevant organisations or individuals that are
either directly or indirectly involved in the continuum process of Continuing Care.

The information will not be used for any other purpose without further consent.

Please indicate that you have received information both verbally and in written format from the
professionals completing the assessment

Continuing Care leaflet []

Website/URL to Department of Health and Social Care
to access the National Framework for Children and Young
People’s Continuing Care (2016) ]

Verbal information relating to the Continuing Care process
regarding CCA completion, pathway through to panel decision
outcome, care package arrangement and review process ]

Name Date of Review PA Number DOB
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Please sign this document where indicated below, to confirm that you consent to the Continuing

Care process. If there are any issues with information sharing please document this under the

signature section

It is acceptable to have verbal consent provided and recorded as such within the form by the

person gaining consent

Section A
Parent(s) / Guardian(s) Name | Signature (or refer to Date Request
email confirmation) letter
Child/Young Person Signature (or refer to Date Request
email confirmation) letter
Information sharing: additional comments
Name Date of Review PA Number DOB
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Section B
Mental Capacity and Deprivation of Liberty Safeguards

Nurse assessors to advise the young person and their parents/carers/advocates of the
need for this part of the form as required, to consider mental capacity, consent, and
parental responsibility.

Consent to be used for young persons aged 16 and over

Please complete Section 1 if the young person has mental capacity to understand the
information given and is able to consent to the assessment process.

OR

Please complete Section 2 if there is reasonable belief the young person lacks mental
capacity to consent to the assessment process.

Then

Please sign Section 3 to evidence who has gained the consent for the purposes of
MCA/DOLS, in the young persons best interests

Section 1

| have received the Children and Young People’s Continuing Care leaflet and had the
opportunity to discuss what this is about and its implications. | would like to be assessed for
NHS Continuing Care in relation to my complex health needs, potential support for those
needs and any subsequent reviews required as part of the Continuing Care process.

I understand this involves the review of health, education, and social care records. The
records will remain confidential, and only professionals who need to see them as part of the
Continuing Care process will have access to them. Sharing information will be
proportionate and necessary to support the Continuing Care process, in relation to
Information Governance guidance.

Please select one option from below:

| wishtonominate.................coooiii. to act on my behalf and participate in the
assessment process ]

OR

| do not wish a third party to act on my behalf and participate in the assessment process

Signature.........coooiiii Print Name.................cccceeeiiieeeee... Daten.

Name Date of Review PA Number DOB
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Section 2

1. Capacity

a) Does the young person have an impairment of, or a disturbance in functioning of the
mind or brain?

YES [] (Please state condition/diagnosis)...........c...oeevuuieiuneeeiieieiiieeiiee,

NO [ ] (Indicates person does not lack capacity under the Mental Capacity Act)

b) With regards to consenting to the assessment process is the young person:

YES NO
Able to understand the information given? [] []
Able to retain the information
long enough to make the decision. [] []
Able to use or weigh up the information
in order to decide. [] []
Able to communicate their consent by any means? [] []

(One or more tick in the NO box indicates a lack of capacity to consent to the assessment)

Name Date of Review PA Number DOB
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2. Best Interests
I confirm that all relevant circumstances have been considered:

YES NO
Is the child and young person likely to regain capacity and can this ] ]
decision be postponed until they are able to make the decision
themselves?
Where practicably able the child and young person has been ] ]
encouraged to participate in the decision?
Have you considered the child and young person’s past and present ] ]
wishes in line with this decision?
Have you considered the child and young person’s beliefs and values ] ]
in line with this decision?
Have you ensured that you have consulted with all interested [] []
people involved in the child and young person’s care in line with this
decision?
Is the decision the least restrictive option that promotes the [] []
child and young person’s rights and freedoms?
The likelihood of the young person gaining capacity in the HEE
future has been considered
As far as is reasonably practicable, the young person has ] ]
been encouraged to participate in the decision to consent to assessment.
Consideration has been given to past and present ] ]
wishes, spiritual and religious welfare without
discrimination including relevant written or verbal statements

Name Date of Review PA Number DOB
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Court of Protection Deprivation of Liberty ‘The Acid Test’

Yes No
The young person lacks mental capacity (because of an impairment ] ]
relating to their mind or brain) to consent to the restrictions around
them, as detailed within their care and support plans.
Is the person subject to continuous supervision and control? ] ]
And
Is the person not free to leave where they reside? [] []

Need to have both above to proceed to COPDOL
If child and young person meets acid test a COPDOL application will be needed (meaning
the deprivation of liberty needs to be approved by the Court of Protection)

When making a best interest decision you must consult with all interested patrties, in regard
to the decision being made. Detail those persons consulted in this best interest decision.
Name ... Relationship............c.ooo

Name ... Relationship............cooooi

Views and opinions of those consulted with

| consider:
1) The young person lacks capacity to consent to the assessment process L]

2) Itis in the best interests of the young person for the assessment process to
commence []

3)lconsider .......coiiiiiiii to be the most appropriate person
to take part in the assessment process on the young person’s behalf

OR

4) | consider there is no appropriate person to act on the young person’s behalf

and believe an advocate / IMCA should be appointed ]
Name Date of Review PA Number DOB
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Section 3

Professional signature to indicate who has gained consent for the Continuing Care
process:

Sharing Information

It may be necessary to share your information with certain partner organisations and care
providers, which is proportionate and necessary to facilitate process. Further consent will
be sought to share information for any other purposes unless information sharing is
required for safequarding purposes.

Please complete below:

YES NO

Part 1 -1 agree to my health, education and social care information being [] ]
shared with professional partner organisations involved in my care, for the
purposes of the Continuing Care process

if ‘no’, please complete part 2 below.
Not to be shared unless part of Continuing Care process, safeguarding concerns,

court process/legal requirements, Subject Access Request.
If in doubt refer to IG/senior management

Part 2 - | do NOT agree to my information being shared with: Please list any organisations/
agencies or individuals whom you do not want us to share your information with.

Whilst you do not have to give a reason for this, it would be helpful to understand your
reasons for not sharing with the agency if this impedes care provision.

Please detail response:

Record MCA/DoLS on any escalation or risk documentation and/or high funding
requests to CCG/system partners

Name Date of Review PA Number DOB

55 DST V12





Equality Monitoring

Please provide us with some information about the child or young person this application relates
to. This will help us to understand whether everyone is receiving fair and equal access to NHS
Continuing Care. All the information you provide will be kept completely confidential. No
identifiable information about you will be passed on to any other bodies, members of the public

or press.

What is your sex?

Tick one box only.

Male D
Female |:|

Transgender |:|

Which age group applies to you?
Tick one box only.

0

1-4
5-9
10-14
15-17
18 +

HNEEEE

Do you have a disability as defined by
the Disability Discrimination Act (DDA)?

Tick one box only.

The Disability Discrimination Act (DDA)
defines a person with a disability as
someone who has a physical or mental
impairment that has a substantial and long-
term adverse effect on his or her ability to
carry out normal day to day activities.

Yes I:l
No |:|

Name Date of Review PA Number
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What is your ethnic group?
Tick one box only.

A White
British [ ]
Irish |:|

Any other White background, write below

B Mixed

White and Black Caribbean |:|
White and Black African |:|
White and Asian |:|

Any other Mixed background, write below

C Asian, or Asian British

Indian |:|
Pakistani |:|
Bangladeshi |:|

Any other Asian background, write below

D Black, or Black British

Caribbean |:|
African |:|

Any other Black background, write below

E Chinese, or other ethnic group

Chinese |:|

Any other, write below

Name Date of Review PA Number DOB
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What is your religion or belief?
Tick one box only.

Christian includes Church of Wales, Catholic,
Protestant and all other Christian denominations.

None
Christian
Buddhist
Hindu
Jewish
Muslim
Sikh
Other, or prefer not to say (detail below)

INREENN

Name Date of Review PA Number
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3 Months Review Proforma V2.pdf
Derby and Derbyshire Midlands and Lancashire

Integrated Care Board o people can be heathy, Commissioning Support Unit

Children and Young People’s Continuing Care
3 Months Review Proforma

Name of Child or Young Person: Date of Birth:

Date of last Continuing Care Assessment:

Date of Review:

Summary of existing package of care:

Reason for Review Routine 3 month

(Please tick) Change in health needs

Change in social/ educational circumstances

Transition issues

Family Request

Have there been any substantial changes in the child or young person’s
health, educational or social care needs?
(If yes, give details)

Yes

No

Is the existing package of care still appropriate for the needs of the child or
young person?
(If no, give details)

Yes

No

Are the child or young person and their family satisfied with the provision
of care?
(If not, give details)

Yes

No

Name: DOB:
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Are any new assessments required from multi-agencies? (If yes, what Yes | No
assessments have been requested?)
Are any minor changes required to the package of care support? (If yes, Yes | No
what is the recommended change?)
Is a Continuing Care Assessment required including completion of DST, Yes | No
due to a significant change in health needs?
(Provide detail)
Name and signature of review attendees
Name: Tel: Signature:
Agency: E-mail:
Name: Tel: Signature:
Agency: E-mail:
Name: Tel: Signature:
Agency: E-mail:
Name: Tel: Signature:
Agency: E-mail:
Name: Tel: Signature:
Agency: E-mail:
Name: Tel: Signature:
Agency: E-mail:
Name: Tel: Signature:
Agency: E-mail:
Name: DOB: V2
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Checklist CYP CC 2021 V11.pdf
NHS

Derby and Derbyshire

Integrated Care Board

Joined Up Care
Derbys_hire

Planning future services together
so people can be healthy,
live well and stay well.

Dt .,..,%.m

NHS

Midlands and Lancashire

Commissioning Support Unit

Children and Young People’s

Continuing Care

Pre-assessment Checklist

Date of Checklist

NHS Health Professional Completing Checklist

Name and designation

Work base Address

Email Address

Telephone Number

Mobile Number
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Pathway for Children and Young People’s Continuing Care
Checklist must be completed via a Multi-Disciplinary Team meeting
in the first instance

~

Multi-Disciplinary Team (MDT) meet to consider current service provision
and/or referral to other services prior to checklist completion
- J
4 . .
MDT, parents and child and young person to complete pre-assessment checklist after
exploring all other options of support to meet identified needs
All members need to agree to a checklist being completed, this should only take a day
L or two to complete and send to Continuing Care service )
p
The Continuing Care Nurse Assessor will quality assure and determine if the
checklist indicates progression to Continuing Care Assessment including use of
Decision Support Tool
- J
Does the checklist indicate a Continuing Care Assessment is required?
(Indication across care domains suggests 3 highs, 1 severe or 1 priority level of
S need/s, alongside information contained within checklist) )
Continuing Care service to confirm
arrangements by letter to MDT and Correspondence will be sent accordingly to
parents/child and young person to the referrer (lead health professional) with a
hold a Continuing Care Assessment copy of the quality assurance form which
meeting contains rationale within 5 working days
of receipt i.e.
e checklist suggests that the child or young
l person has needs that can be met by
core/universal or specialist commissioned
4 _ N\ NHS services.
DST completion e the checklist has not been completed
DST should demonstrate current

/

correctly.
needs. \
6 weeks from date of completion to

arrangement of care package

- /
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Abbreviations

CCA

CAMHS
CCG

CSU/MLCSU

CHILD AND
YOUNG PERSON
CcC

DST

EHCP

LAC
CIN

MDT
oT

SEND
TAC

Continuing Care Assessment (assessment carried out to
establish what needs a child or young person has, at that
moment in time.

Child and Adolescent Mental Health Service

Clinical Commissioning Group (clinically led statutory NHS
bodies responsible for the planning and commissioning of
health care services in their local area)

Commissioning Support Unit (Midlands and Lancashire
Commissioning Support Unit — is the organisation that supports
the Clinical Commissioning Groups with the way bespoke local
health services are delivered and paid for)

Children and Young Person’s Continuing Care

Decision Support Tool (the tool that is used within the process
to assess needs)

Education Health Care Plan (the plan for children and young
people aged up to 25 who need more support than is available
through special educational needs support. This plan identifies
the educational, health and social needs that are required and
sets out the additional support to meet those needs)

Looked After Child

Child in Need meeting (statutory review carried out by social
care)

Multi-Disciplinary Team (group of professionals who provide
support to child/young person and to parents)

Occupational Therapist

Special Educational Needs and Disabilities

Team around Child (another way of saying multi-disciplinary
team)

5 Checklist V11





Children and Young People’s Continuing Care
Checklist Documentation and Information

You are reading this document because as a Multi-Disciplinary Team (MDT) you have
identified that a child or young person has health needs that cannot be met by
universal/specialist services, this is the first stage of the Continuing Care Process. The
checklist documentation contains information which will capture the individual needs of the
child or young person.

Checklist completion requires a health professional, parents/carers, social worker, and
education representative (if applicable), and should collectively agree to the completion.
The checklist must not be completed solely by an individual professional, it must be
completed using MDT approach. This is to ensure that representatives are able to
identify if NHS universal and specialist commissioned services have been pursued and
explored.

Important information regarding process

Following checklist quality assurance, the Children and Young People’s Continuing Care
(child and young person CC) team will liaise with MDT and parents/child and young person
with regards to outcome of quality assurance review to advise on one of the following:
e Continuing to CCA — MDT and Parents/child and young person advised by letter
with agreed date, time, and venue of meeting
e Not progressing through to CCA — lead health professional advised via email/letter,
with a copy of the quality assurance form (containing rationale for non-progression
detailing incorrectly completed form/lack of information or no indication to progress
to CCA due to no unmet health needs identified)

Please note that indication to proceed to a CCA does not mean that the child and
young person will be eligible for Continuing Care at this point.

The CCA/DST is the formal application which, once completed will be further quality
assured by the Continuing Care nurse, and thereafter forwarded to the next child and
young person CC panel. The panel consists of senior representatives from the Clinical
Commissioning Group (CCG) and Local Authority (LA)/County or City Council
(education/social care).

Please ensure a venue is detailed for the (potential) DST meeting to be held at and
provide 3 suitable dates for the meeting (possible virtual meeting). Please note the
Continuing Care nurse will potentially need a minimum of 3 hours to complete the
Continuing Care Assessment.

Child and young person CC will need a relevant health professional to remain
involved whilst the child or young person is on the Continuing Care caseload.
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All enquiries and completed forms to:

Derbyshire Base

Derby Base

Suite 2, Venture House,
Venture Way,
Chesterfield,
Derbyshire,

S41 8NR.

Cardinal Square,

10, Nottingham Road,
Derby.

DE1 3QT.

Contact Number: 01332 327800

Contact Number: 01332 327800

Email:
mlcsu.derbyshirechcreferrals@nhs.net

Email:
micsu.derbyshirechcreferrals@nhs.net
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Child or young person’s details

Name Date of birth NHS Number

Address

Current/temporary address if
different from home address

Gender Male | | Female |

First language (If not English), or method of Interpreter needed?
communication:

Other communication support

needed?
Do the parents/child have an
advocate, or do you need to
consider one being involved?
Mother’s name: Father’s/Partner’s name:
Contact no. and email address Contact no. and email address

Mother’s address: (If different from above) | Father’s/Partner’s address: (If different
from above)

Please detail where correspondence needs to be sent

Mother Father Both

Other relevant names and contact details:

NB. Details of one parent is acceptable, but it must be the parent with parental
responsibility

Other parental responsibility

Parental responsibility held Contact no.
by:

E-mail
Basis of parental Address
responsibility (e.g. legal
guardian, LA section 20 etc.)

Risks and concerns

Please identify any risks or concerns
relating to the child/young person or
family, or checklist completion
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Address of GP practice

Name of GP (If child or
young person has a named
doctor)

Clinical Commissioning
Group responsible

Local Authority (Social work
involved? Name of social
worker)

Education
(School/placement)

Checklist
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Consent

Please obtain verbal and signed consent
(This checklist cannot be accepted
without consent) please obtain email
consent if not using written format

Child / Young

Person

Parent / Carer

Are they aware that a referral has been
made and consented to the sharing and
obtaining of information to support this
application? (Delete as appropriate)

Yes

No

Yes No

Have they been involved / contributed to
the completion of this referral/checklist?
(Delete as appropriate)

Yes

No

Yes No

Has the signed consent form been
attached to the application — please
highlight the answer if the form has been
typed (if the form is handwritten the
integral consent will need to be signed at
the time of assessment completion)

Yes

No

Yes No

Are there any agencies that
parents do not want involved
in this pre-assessment?
Please provide details

Parent/Carer signature/s and names printed in full (or email confirmation)

Signature Print name

Date

Child/Young Person’s signature and name printed in full (if applicable)

Signature Print name

Date

10
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Referral information

Date of checklist
(Completion)

Name of Lead Health
Professional
completing
documentation

(Use the box below for
details of other
contributors.)

Address

Designation/role

Employer

Contact number

Email address
(Secure, if possible)

Signature or email
confirmation (If
sending via email)
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Reason(s) for referral:

Please provide a brief rationale that supports your decision making for the referral.
Also provide any other relevant health, social or educational information that supports this
application. This will aid the Continuing Care nurse when reviewing the application for an
indication to consider further completion of a DST/CCA.
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Existing assessments

Provide details below of any relevant assessments or reports completed in the last
12 months (e.g. Education, Health and Care Plan or Statement of SEND, CAMHS
assessments, child protection plan/early help plan). These will be required if a CCA
meeting is arranged.

PLEASE DO NOT ATTACH OR SEND ASSESSMENTS AT THIS POINT (this section
purely captures what assessments have been completed)

Health Education Social Care
CAMHS EHC Plan Child in Need
assessment Educational Child in Care
OT assessment Psychology Child Protection
Physio assessment School targets Early Help
SALT assessment School report

Looked After Child (documents for review purposes in reference to children/young people
who are placed by Local Authority and in receipt of Continuing Care support).

Compliance review

Independent Review (by Independent Reviewing
Officer)

Annual health review (Looked After Children’s Nurse)

Other assessments not identified above:
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Medical history

Provide a brief summary of health needs and condition/s. What support is the child or
young person currently receiving from health? What needs are not being met?

Social care

Please provide a brief summary below of the child or young person’s social care needs
with details of any arrangements in place. Include any safeguarding concerns, or risks
related to homecare provision.
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Education

What additional support or reasonable adjustments have been made in school to
support the child or young person’s health and care needs, and what further health
support needs to be considered in that setting, which is not managed via EHCP and
additional school funding (top up funding).

Please indicate if the level of healthcare provision exceeds what the school can provide
for (but not linked with funding/capacity) i.e. if a child has complex health needs that are
not being managed.

Does the child or young person have special educational needs? Yes/No

Is there an Education Healthcare Plan (EHCP) in place? Yes / No

If there is what is the date of the last review:

Is there an Individual Care Plan (ICP) in place? Yes / No
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Health Domains

Please identify and highlight what level of need the child or young person currently

has, in relation to the brief descriptors given for each domain

Breathing
Description Level of

need

Breathing typical for age and development. No
additional
needs

Routine use of inhalers, nebulisers, etc.; Low

or

care plan or management plan in place to reduce the risk of aspiration.

Episodes of acute breathlessness, which do not respond to self- Moderate

management and need specialist-recommended input;

or

intermittent or continuous low-level oxygen therapy is needed to prevent

secondary health issues;

or

supportive but not dependent non-invasive ventilation which may include

oxygen therapy which does not cause life-threatening difficulties if

disconnected,;

or

child or young person has profoundly reduced mobility or other conditions

which lead to increased susceptibility to chest infection (Gastroesophageal

Reflux Disease and Dysphagia);

or

requires daily physiotherapy to maintain optimal respiratory function;

or

requires oral suction (at least weekly) due to the risk of aspiration and

breathing difficulties;

or

has a history within the last three to six months of recurring

aspiration/chest infections.

Requires high flow air / oxygen to maintain respiratory function overnight or | High

for the majority of the day and night;

or

is able to breath unaided during the day but needs to go onto a ventilator

for supportive ventilation. The ventilation can be discontinued for up to 24

hours without clinical harm;

or

requires continuous high level oxygen dependency, determined by clinical

need;

or

has a need for daily oral pharyngeal and/or nasopharyngeal suction with a

management plan undertaken by a specialist practitioner;

or

stable tracheostomy that can be managed by the child or young person or

only requires minimal and predictable suction / care from a carer.
Breathing Domains continued overleaf
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Breathing continued...

Description

Level of
need

Has frequent, hard-to-predict apnoea (not related to seizures);

or

severe, life-threatening breathing difficulties, which require essential oral
pharyngeal and/or nasopharyngeal suction, day or night;

or

a tracheostomy tube that requires frequent essential interventions
(additional to routine care) by a fully trained carer, to maintain an airway;
or

requires ventilation at night for very poor respiratory function; has
respiratory drive and would survive accidental disconnection, but would be
unwell and may require hospital support.

Severe

Unable to breath independently and requires permanent mechanical
ventilation

or

has no respiratory drive when asleep or unconscious and requires
ventilation, disconnection of which could be fatal

or

a highly unstable tracheostomy, frequent occlusions and difficult to change

tubes.

Priority

Please provide a brief rationale for the level of need chosen:

i.e. child is ventilated at night and is fully reliant upon ventilator (severe level of need)
child has breath holding episodes and requires oxygen/stimulation (potentially

moderate)
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Eating and drinking

Description Level of

need

Able to take adequate food and drink by mouth, to meet all nutritional No

requirements, typical of age. additional

needs

Some assistance required above what is typical for their age; Low

or

needs supervision, prompting and encouragement with food and drinks

above the typical requirement for their age;

or

needs support and advice about diet because the underlying condition

gives greater chance of non-compliance, including limited understanding

of the consequences of food or drink intake;

or

needs feeding when this is not typical for age but is not time consuming

or not unsafe if general guidance is adhered to.

Needs feeding to ensure safe and adequate intake of food; feeding Moderate

(including liquidised feed) is lengthy; specialised feeding plan developed

by speech and language therapist;

or

unable to take sufficient food and drink by mouth, with most nutritional

requirements taken by artificial means, for example, via a non-

problematic tube feeding device, including nasogastric tubes.

Faltering growth, despite following specialised feeding plan by a speech High

and language therapist and/or dietician to manage nutritional status.

or

dysphagia, requiring a specialised management plan developed by the
speech and language therapist and multi-disciplinary team, with
additional skilled intervention to ensure adequate nutrition or hydration
and to minimise the risk of choking, aspiration and to maintain a clear
airway (for example through suction);

or

problems with intake of food and drink (which could include vomiting),
requiring skilled intervention to manage nutritional status; weaning from
tube feeding dependency and / recognised eating disorder, with self-
imposed dietary regime or self-neglect, for example, anxiety and/or
depression leading to intake problems placing the child/young person at
risk and needing skilled intervention;

or

problems relating to a feeding device (e.g. nasogastric tube) which
require a risk-assessment and management plan undertaken by a
speech and language therapist and multidisciplinary team and requiring
regular review and reassessment. Despite the plan, there remains a risk
of choking and/or aspiration.

Eating and Drinking Domains continued overleaf
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The majority of fluids and nutritional requirements are routinely taken by
intravenous means.

Severe

Please provide a brief rationale for the level of need:
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Mobility

Description Level of

need

Mobility typical for age and development. No
additional
needs

Able to stand, bear their weight and move with some assistance, and Low

mobility aids.

or

moves with difficulty (e.g. unsteady, ataxic); irregular gait.

Difficulties in standing or moving even with aids, although some mobility Moderate

with assistance.

or

sleep deprivation (as opposed to wakefulness) due to underlying medical

related need (such as muscle spasms, dystonia), occurring three times a

night, several nights per week;

or

unable to move in a way typical for age; cared for in single position, or a

limited number of positions (e.g. bed, supportive chair) due to the risk of

physical harm, loss of muscle tone, tissue viability, or pain on movement,

but is able to assist.

Unable to move in a way typical for age; cared for in single position, or a High

limited number of positions (e.g. bed, supportive chair) due to the risk of

physical harm, loss of muscle tone, tissue viability, or pain on movement;

needs careful positioning and is unable to assist or needs more than one

carer to reposition or transfer;

or

at a high risk of fracture due to poor bone density, requiring a structured

management plan to minimise risk, appropriate to stage of development;

or

involuntary spasms placing themselves and carers at risk;

or

extensive sleep deprivation due to underlying medical/mobility related

needs, occurring every one to two hours (and at least four nights a week).

Completely immobile and with an unstable clinical condition such that on Severe

movement or transfer there is a high risk of serious physical harm;
or
positioning is critical to physiological functioning or life.

Please provide a brief rationale for the level of need:
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Continence or elimination

Description

Level of
need

Continence care is routine and typical of age.

No
additional
needs

Incontinent of urine but managed by other means, for example, medication,
regular toileting, pads, use of penile sheaths;

or

is usually able to maintain control over bowel movements but may have
occasional faecal incontinence.

Low

Has a stoma requiring routine attention,

or

doubly incontinent but care is routine;

or

self-catheterisation;

or

difficulties in toileting due to constipation, or irritable bowel syndrome;
requires encouragement and support.

Moderate

Continence care is problematic and requires timely intervention by a
skilled practitioner or trained carer;

i?]rtermittent catheterisation by a trained carer or care worker;

ﬁ;s a stoma that needs extensive attention every day.

?erquires haemodialysis in hospital to sustain life.

High

Requires dialysis in the home to sustain life.

Severe

Please provide a brief rationale for the level of need.:

21 Checklist

V11






Skin and tissue viability

Interpretation point: where a child or young person has a stoma, only the

management of the stoma itself as an opening in the tissue should be considered
here; use of the stoma should be considered under the domain Continence or
elimination. In the same way, a tracheostomy should only be considered here where

there are issues relating to the opening; the use of the tracheostomy to aid

breathing, and its management (e.g. use of suction), should be considered under

Breathing.
Description Level of

need

No evidence of pressure damage or a condition affecting the skin. No
additional
needs

Evidence of pressure damage or a minor wound requiring treatment; Low

or

skin condition that requires clinical reassessment less than weekly;

or

well established stoma which requires routine care;

or

has a tissue viability plan which requires regular review?

Open wound(s), which is (are) responding to treatment; Moderate

or

active skin condition requiring a minimum of weekly reassessment and which

is responding to treatment;

or

high risk of skin breakdown that requires preventative intervention from a

skilled carer several times a day, without which skin integrity would break

down;

or

high risk of tissue breakdown because of a stoma (e.g. gastrostomy,

tracheostomy, or colostomy stomas) which require skilled care to maintain

skin integrity.

Open wound(s), which is (are) not responding to treatment and require a High

minimum of daily monitoring/reassessment;

or

active long-term skin condition, which requires a minimum of daily monitoring

or reassessment;

or

specialist dressing regime, several times weekly, which is responding to

treatment and requires regular supervision.

Life-threatening skin conditions or burns requiring complex, painful dressing Severe

routines over a prolonged period.
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Please provide a brief rationale for the level of need:
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Communication

Description Level of
need
Able to understand or communicate clearly, verbally or non-verbally, within No
their primary language, appropriate to their developmental level. additional
The child/young person’s ability to understand or communicate is appropriate | needs
for their age and developmental level within their first language.
Needs prompting or assistance to communicate their needs. Special effort Low
may be needed to ensure accurate interpretation of needs or may need
additional support visually — either through touch or with hearing.
Family/carers may be able to anticipate needs through non-verbal signs due
to familiarity with the individual.
Communication of emotions and fundamental needs is difficult to understand | Moderate
or interpret, even when prompted, unless with familiar people, and requires
regular support. Family/carers may be able to anticipate and interpret the
child/ young person’s needs due to familiarity.
or
support is always required to facilitate communication, for example, the use
of choice boards, signing and communication aids.
or
ability to communicate basic needs is variable depending on fluctuating
mood; the child/young person demonstrates severe frustration about their
communication, for example, through withdrawal.
Even with frequent or significant support from family/carers and High
professionals, the child or young person is rarely able to communicate basic
needs, requirements, or ideas.
Please provide a brief rationale for the level of need:
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Drug therapies and medication

Description

Level of
need

Medicine administered by parent, carer, or self, as appropriate for age.

No
additiona
| needs

Requires a suitably trained family member, formal carer, teaching assistant,
nurse or appropriately trained other to administer medicine due to

e age

e non-compliance

e type of medicine;

e route of medicine; and/or

e site of medication administration

Low

Requires administration of medicine regime by a registered nurse, formal
employed carer, teaching assistant or family member specifically trained for
this task, or appropriately trained others;

or

monitoring because of potential fluctuation of the medical condition that can
be non-problematic to manage,;

or

sleep deprivation due to essential medication management — occurring more
than once a night (and at least twice a week).

Moderate

Drug regime requires management by a registered nurse at least weekly, due
to a fluctuating and/or unstable condition;

or

sleep deprivation caused by severe distress due to pain requiring medication
management — occurring four times a night (and four times a week).

or

requires monitoring and intervention for autonomic storming episodes.

High

Has a medicine regime that requires daily management by a registered nurse
and reference to a medical practitioner to ensure effective symptom
management associated with a rapidly changing/deteriorating condition;

or

extensive sleep deprivation caused by severe intractable pain requiring
essential pain medication management — occurring every one to two hours
or

requires continuous intravenous medication, which if stopped would be life
threatening (e.g. epoprostenol infusion).

Severe

Has a medicine regime that requires at least daily management by a
registered nurse and reference to a medical practitioner to ensure effective
symptom and pain management associated with a rapidly
changing/deteriorating condition, where one-to-one monitoring of symptoms
and their management is essential.

Priority
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Please provide a brief rationale for the level of need:
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Psychological and emotional needs

Interpretation point: a separate domain considers Challenging Behaviour, and
assessors should avoid double counting the same need.

Description Level of
need

Psychological or emotional needs are apparent but typical of age and similar | No

to those of peer group. additional
needs

Periods of emotional distress (anxiety, mildly lowered mood) not dissimilar Low
to those typical of age and peer group, which subside and are self-regulated
by the child/young person, with prompts/ reassurance from peers, family
members, carers and/or staff within the workforce.

Requires prompts or significant support to remain within existing Moderate
infrastructure; periods of variable attendance in school/college; noticeably
fluctuating levels of concentration. Self-care is notably lacking (and falls
outside of cultural/peer group norms and trends), which may demand
prolonged intervention from additional key staff; self-harm, but not generally
high risk;

or

evidence of low moods, depression, anxiety or periods of distress; reduced
social functioning and increasingly solitary, with a marked withdrawal from
social situations; limited response to prompts to remain within existing
infrastructure (marked deterioration in attendance/attainment / deterioration
in self-care outside of cultural/peer group norms and trends).

Rapidly fluctuating moods of depression, necessitating specialist support High
and intervention, which have a severe impact on the child/young person’s
health and well-being to such an extent that the individual cannot engage
with daily activities such as eating, drinking, sleeping or which place the
individual or others at risk;

or

acute and/or prolonged presentation of emotional/psychological
deregulation, poor impulse control placing the young person or others at
serious risk, and/or symptoms of serious mental iliness that places the
individual or others at risk; this will include high-risk, self-harm.

Please provide a brief rationale for the level of need:
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Seizures

Description Level of

need

No evidence of seizures. No
additional
needs

History of seizures but none in the last three months; medication (if any) is Low

stable;

or

occasional absent seizures and there is a low risk of harm.

Occasional seizures including absences that have occurred with the last Moderate

three months which require the supervision of a carer to minimise the risk of

harm;

or

up to three tonic-clonic seizures every night requiring regular supervision.

Tonic-clonic seizures requiring rescue medication on a weekly basis; High

or

4 or more tonic-clonic seizures at night.

Severe uncontrolled seizures, occurring at least daily. Seizures often do not Severe

respond to rescue medication and the child or young person needs hospital

treatment on a regular basis. This results in a high probability of risk to

his/herself.

Please provide a brief rationale for the level of need:
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Challenging behaviour

Description Level of

need

No incidents of behaviour which challenge parents/carers/staff. No
additional
needs

Some incidents of behaviour which challenge parents/carers/staff, but which | Low

do not exceed expected behaviours for age or stage of development, and

which can be managed within mainstream services (e.g. early years

support, health visiting, school).

Occasional challenging behaviours which are more frequent, more intense Moderate

or more unusual than those expected for age or stage of development,

which are having a negative impact on the child and their family / everyday

life.

Regular challenging behaviours such as aggression (e.g. hitting, kicking, High

biting, hair-pulling), destruction (e.qg. ripping clothes, breaking windows,

throwing objects), self-injury (e.g. head banging, self-biting, skin picking), or

other behaviours (e.g. running away, eating inedible objects), despite

specialist health intervention and which have a negative impact on the child

and their family / everyday life.

Frequent, intense behaviours such as aggression, destruction, self-injury, Severe

despite intense multi-agency support, which have a profoundly negative

impact on quality of life for the child and their family, and risk exclusion from

the home or school.

Challenging behaviours of high frequency and intensity, despite intense Priority

multi-agency support, which threaten the immediate safety of the child or
those around them and restrict everyday activities (e.g. exclusion from
school or home environment).

Please provide a brief rationale for the level of need:
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Decision Support Tool for Children and Young People’s
Continuing Care

Assessed Levels of Need

Care Domain N L M H S

Breathing

Eating and drinking

Mobility

Continence or Elimination

Skin and Tissue Viability

Communication

Drug Therapies and Medicines

Psychological and Emotional Needs

Seizures

Challenging Behaviour

Totals

Summary of Referral

Following the MDT what are the identified unmet health needs?

What current support is in place from each agency?
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What further support is required to meet the unmet health need?
Examples:
o referral to other universal or specialist NHS services (need to explore this option
before referring to CC)
o referral to social care for consideration of support (carer assessment), can be
pursued at the same time as CC referral as required
o referral to CC for overnight support to manage non-invasive ventilation (life
sustaining)

If on reviewing the completed Checklist it becomes evident that all universal and specialist
services have NOT been explored the process would stop at this point. Once universal
and specialist services have been explored and there is evidence of an unmet health
need, a new checklist may be submitted to the Continuing Care team.

Provide potential meeting date/time and venue for CCA

Venue or virtual platform (i.e. TEAMS/Skype) for Continuing Care Assessment

completion:
[ J

Potential dates/times for CCA meeting, please leave at least 2 weeks from the date of
completing this checklist (CC Nurse Assessor will try to accommodate where possible)

1.

2.
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Contact details

Please provide contact details of attendees required at the CCA meeting (normally those
present at checklist completion). The application cannot be processed without this
information. All members present at the checklist should be present at the CCA meeting, if
there is not adequate representation, the meeting may need to be re-convened.

A health professional is required and generally education, social care as well as
child/young person and their parent/s (where applicable/relevant)

1.

2.
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If other individuals / organisations support the child or young person, and have contributed
to the pre-assessment in person, please give details below. Please highlight any
professional/person who will be forwarding a report in readiness for the DST completion.

Please ask attendees at checklist completion to complete the following along with their

signature or email confirmation of attendance

1.

Name:

Address:

Organisation:

Role in relation to the child or young person:

Nature of contribution (e.g. report, advice, multi-professional team meeting etc.)

Contact No:

E-mail address:

Signature:

Name:

Address:

Organisation:

Role in relation to the child or young person:

Nature of contribution (e.g. report, advice, multi-professional team meeting etc.)

Contact No:

E-mail address:

Signature:

Name:

Address:

Organisation:

Role in relation to the child or young person:

Nature of contribution (e.g. report, advice, multi-professional team meeting etc.)

Contact No:

E-mail address:

Signature:
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Name:

Address:

Organisation:

Role in relation to the child or young person:

Nature of contribution (e.g. report, advice, multi-professional team meeting etc.)

Contact No:

E-mail address:

Signature:

Name:

Address:

Organisation:

Role in relation to the child or young person:

Nature of contribution (e.g. report, advice, multi-professional team meeting etc.)

Contact No:

E-mail address:

Signature:

Name:

Address:

Organisation:

Role in relation to the child or young person:

Nature of contribution (e.g. report, advice, multi-professional team meeting etc.)

Contact No:

E-mail address:

Signature:
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Consent Form
Children and Young People’s Individual Patient Activity

(Including Mental Capacity Act and Depravation of Liberty consideration)

Please read carefully

This consent form must be used to determine if the child or young person named
consents, and/or their parents/guardian consent to MLCSU receiving, sharing, and
securely storing information, being proportionate and necessary to the process of
Continuing Care.

Consent may be withdrawn at any time throughout the Continuing Care process. If
the Continuing Care process is affected by this withdrawal MLCSU or other
professional will advise as to its impact.

Consent will be required at each review that re-assesses care needs, which includes
consideration of MCA/DOLS (if the child is over the age of 16).

e If the age of the child is below 16 complete section A only
e Complete section B if the child is 16 years and over and MCA/DOLS requires
assessment

When completing section A consent is given for purposes of sourcing, sharing and
securely storing information from and to (and vice versa) organisations involved in
the Continuing Care process i.e. the relevant Clinical Commissioning Group, system
wide partners, Local Authority (Social Care and Education Services) and other
relevant organisations or individuals that are either directly or indirectly involved in
the continuum process of Continuing Care.
The information will not be used for any other purpose without further consent.

Please indicate that you have received information both verbally and in written
format from the professionals completing the assessment

Continuing Care leaflet []

Website/URL to Department of Health and Social Care
to access the National Framework for Children and Young
People’s Continuing Care (2016) ]

Verbal information relating to the Continuing Care process
regarding CCA completion, pathway through to panel decision
outcome, care package arrangement and review process ]

Please sign this document where indicated below, to confirm that you consent
to the Continuing Care process. If there are any issues with information
sharing please document this under the signature section

It is acceptable to have verbal consent provided and recorded as such within the
form by the person gaining consent
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Section A

Parent(s) / Guardian(s) Name Signature (or refer to | Date Request
email confirmation) letter

Child/Young Person Signature (or refer to | Date Request
email confirmation) letter

Information sharing: additional comments
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Section B
Mental Capacity and Deprivation of Liberty Safeguards

Nurse assessors to advise the young person and their parents/carers/advocates of
the need for this part of the form as required, to consider mental capacity, consent,
and parental responsibility.

Consent to be used for Young Persons Aged 16 and over

Please complete Section 1 if the young person has mental capacity to understand the
information given and is able to consent to the assessment process.

OR

Please complete Section 2 if there is reasonable belief the young person lacks mental
capacity to consent to the assessment process.

Then

Please sign Section 3 to evidence who has gained the consent for the purposes of
MCA/DOLS, in the young persons best interests

Section 1

| have received the Children and Young People’s Continuing Care leaflet and had the
opportunity to discuss what this is about and its implications. | would like to be assessed for
NHS Continuing Care in relation to my complex health needs, potential support for those
needs and any subsequent reviews required as part of the Continuing Care process.

| understand this involves the review of health, education, and social care records. The
records will remain confidential, and only professionals who need to see them as part of the
Continuing Care process will have access to them. Sharing information will be
proportionate and necessary to support the Continuing Care process, in relation to
Information Governance guidance.

Please select one option from below:

| wishtonominate................ooooiiiiiiiiiiae.. to act on my behalf and patrticipate in the
assessment process ]
OR

| do not wish a third party to act on my behalf and participate in the assessment process[_|

Signature.........ooiii Print Name....................ccccceeeeeee... Date......ooil.
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Section 2

1. Capacity

a) Does the young person have an impairment of, or a disturbance in functioning of the mind
or brain?

YES [] (Please state condition/diagnosis)...........cc.ueeeuunieiueeeiiieeeiieeeiiees,

NO [ ] (Indicates person does not lack capacity under the Mental Capacity Act)

b) With regards to consenting to the assessment process is the young person:

YES NO
Able to understand the information given? [] []
Able to retain the information
long enough to make the decision. [] []
Able to use or weigh up the information in order to decide. ] ]
Able to communicate their consent by any means? ] ]

(One or more tick in the NO box indicates a lack of capacity to consent to the assessment)
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2. Best Interests
| confirm that all relevant circumstances have been considered:

YES NO
Is the child and young person likely to regain capacity and can this ] ]
decision be postponed until they are able to make the decision
themselves?
Where practicably able the child and young person has been encouraged [ ] ]
to participate in the decision?
Have you considered the child and young person’s past and present ] ]
wishes in line with this decision?
Have you considered the child and young person’s beliefs and values ] ]
in line with this decision?
Have you ensured that you have consulted with all interested [] []
people involved in the child and young person’s care in line with this
decision?
Is the decision the least restrictive option that promotes the [] []
child and young person’s rights and freedoms?
The likelihood of the young person gaining capacity in the ] ]
future has been considered
As far as is reasonably practicable, the young person has ] ]
been encouraged to participate in the decision to consent to assessment.
Consideration has been given to past and present wishes, spiritual ] ]

and religious welfare without discrimination including relevant written
or verbal statements
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Court of Protection Deprivation of Liberty ‘The Acid Test’

Yes No
The young person lacks mental capacity (because of an impairment ] ]
relating to their mind or brain) to consent to the restrictions around
them, as detailed within their care and support plans.
Is the person subject to continuous supervision and control? ] ]
And
Is the person not free to leave where they reside? [] []

Need to have both above to proceed to COPDOL
If child and young person meets acid test a COPDOL application will be needed (meaning the
deprivation of liberty needs to be approved by the Court of Protection)

When making a best interest decision you must consult with all interested parties, in regard to
the decision being made. Detail those persons consulted in this best interest decision.
NamMe ... Relationship............ooooo

NaMe ..o Relationship............ccoo

| consider:
1) The young person lacks capacity to consent to the assessment process L]

2) Itis in the best interests of the young person for the assessment process to commence

[]
3)lconsider ..o to be the most appropriate person to take part
in the assessment process on the young person’s behalf

OR
4) | consider there is no appropriate person to act on the young person’s behalf
and believe an advocate / IMCA should be appointed ]
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Section 3

Professional signature to indicate who has gained consent for the Continuing Care
process:

Signed.................l Designation............cccoovveiiiiinl, Date.......cooeeeniini.
Name ............cooeeeenen. Department.............coooiiiiiii Teli

Sharing Information

It may be necessary to share your information with certain partner organisations and care
providers, which is proportionate and necessary to facilitate process. Further consent will
be sought to share information for any other purposes unless information sharing is
required for safequarding purposes.

Please complete below:

YES NO

Part 1 -1 agree to my health, education and social care information being [ ] ]
shared with professional partner organisations involved in my care, for the
purposes of the Continuing Care process

if ‘no’, please complete part 2 below.
Not to be shared unless part of Continuing Care process, safequarding concerns,

court process/legal requirements, Subject Access Request.
If in doubt refer to IG/senior management

Part 2 - | do NOT agree to my information being shared with: Please list any organisations/
agencies or individuals whom you do not want us to share your information with.

Whilst you do not have to give a reason for this, it would be helpful to understand your
reasons for not sharing with the agency if this impedes care provision.

Please detail response:

Record MCA/DoLS on any escalation or risk documentation and/or high funding
requests to CCG/system partners
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Equality Monitoring

Please provide us with some information about the child or young person this application relates
to. This will help us to understand whether everyone is receiving fair and equal access to NHS
Continuing Care. All the information you provide will be kept completely confidential. No
identifiable information about you will be passed on to any other bodies, members of the public
or press.

What is your sex?

Tick one box only.

Male D
Female E

Transgender I:l

Which age group applies to you?
Tick one box only.

0
1-4
5-9
10-14
15-17
18 +

HNEEEE

Do you have a disability as defined by
the Disability Discrimination Act (DDA)?

Tick one box only.

The Disability Discrimination Act (DDA)
defines a person with a disability as
someone who has a physical or mental
impairment that has a substantial and long-
term adverse effect on his or her ability to
carry out normal day to day activities.

Yes

[
No |:|
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What is your ethnic group?
Tick one box only.

A White
British [ ]
Irish |:|

Any other White background, write below

B Mixed

White and Black Caribbean |:|
White and Black African |:|
White and Asian |:|

Any other Mixed background, write below

C Asian, or Asian British

Indian |:|
Pakistani |:|
Bangladeshi |:|

Any other Asian background, write below

D Black, or Black British

Caribbean |:|
African |:|

Any other Black background, write below

E Chinese, or other ethnic group

Chinese |:|

Any other, write below
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What is your religion or belief?

Tick one box only.

Christian includes Church of Wales, Catholic,

Protestant and all other Christian denominations.

None
Christian
Buddhist
Hindu
Jewish
Muslim
Sikh
Other, or prefer not to say (detail below)

HNRERNN
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Process for End-of-Life Care Support via Fast-Track Referral:
Advice for Professionals Involved

Occasionally, a child or young person with a rapidly deteriorating condition who is
nearing end of life will require this type of support, this may be required immediately
or within a few days. If the routinely commissioned NHS services and/or hospice
provision are unable to meet the needs of the child and young person, a
referral to Continuing Care should be considered by using a ‘fast track’
document. This referral and any subsequent care package will be part of a wider
multi-agency approach, to facilitate support sensitively and cohesively enabling
the child or young person to be supported in their preferred place of care, as quickly
as possible. If a social care referral is deemed necessary it should not delay the
process of End of Life care delivery.

A full Continuing Care Assessment does not need to be completed i.e. a
Decision Support Tool, for a child or young person requiring support for end
of life needs.

The process of fast track referral should be completed by an ‘appropriate clinician’
who will need to state the reasons why the child or young person requires health
care support in an urgent manner.

‘Appropriate clinicians’ are those who are responsible for a child or young person’s
treatment and health care at that time, who may be a registered nurse or medical

practitioner.

The clinician should have an appropriate level of knowledge and experience in the
type of health needs, to decide whether the child or young person has a rapidly
deteriorating condition and may be entering a terminal phase of their life, and
additionally what care and support is needed.

Although an NHS clinician must co-ordinate the fast track assessment, appropriate
professionals contributing to that assessment can include voluntary and
independent organisations that have a specialist role in end of life care e.g.
hospice nurses. Those professionals from the voluntary and independent
organisations may identify that a child needs referral and should request the support
of clinicians involved in their care, to make a referral.

It is crucial that the Continuing Care service understand what a child or young
person requires for their care and support. This information will need to be
captured accurately as a bespoke nursing care package would need to be tailored
and subsequently commissioned to meet their individual needs, in a safe manner.

There are no specified time limits for life expectancy regarding the use of the fast
track document, but the suggestion would be that end of life is imminent. The
appropriate clinician or other professionals involved will need to provide minimal
but crucial information alongside the completed fast track tool for it to be
progressed.

The Continuing Care service will need to have:

e Advanced Care Plan (ACP)/Respect document, and specific (not generic)
health needs plan with medication plans

4 Fast Track V11





e Clinical information (summary of needs) be supplied to enable the
appropriate placement or package of health support to be identified and
commissioned (clinician directly involved)

e Consent forms signed

e Preferences and wishes of the child, young person, and their parents/carers

Child/young person known to Continuing Care (existing care package)

If a child and young person has an existing care package and enters end of life
phase the fast track document does not need to be completed, but all governance
requirements and associated information must be obtained, in order to adjust the
existing care package to meet end of life needs.

Arranging Support/Care Package Provision

The appropriate clinician and professionals involved must consider the practicalities
involved in commissioning care packages for a child or young person who has end of
life needs. This is specialist care and we do not want to raise unrealistic expectations
with the child, young person, and their parents i.e. expectations about the amount or
type of provision, and how quickly this can be put in place. Particularly when:

Their health needs are complex in nature

The housing situation is unclear

The request is being made prior to a weekend or bank holiday

There are concerns about domestic (or other abuse) and welfare of the child

Whilst the majority of health support packages can be agreed quickly within 48 hours
on receipt of the correctly completed fast track, it may not be possible to secure
appropriate care immediately. It is essential to liaise directly with the child and young
person Continuing Care (CC) team to discuss arrangement of the care package, and
options available to support at that time. It is important to understand that care
package provision must meet a child or young person’s end of life health
needs in a safe and competent manner, and unless this is clearly understood
the CC service will not be able to agree to care package arrangement. However,
the CC service will work with NHS local services, hospice etc. in order to put care
package support in as safely and as quickly as possible.

In some circumstances the child and young person cc service will consider

accessing the local NHS core and specialist services to provide support, this
option will be explored and discussed at the time of referral.
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Fast track process considerations

1. This overall process should be carefully and sensitively explained to the child,
young person (where appropriate) and their parents/family, or carers.

2. Planning for those with end of life needs should be carried out in partnership with
the child or young person and their parents/family, and other services involved.
All having a complete understanding of how the health care is to be delivered and
managed.

3. The fast track tool should not be used for anything other than end of life care;
the following identify potential circumstances where it should not be used:

e Delayed discharge/hospital pressures.

e Staff shortage in hospital.

e Crisis management for a child and young person moving to, or from a
residential/therapeutic placement.

e To try and speed up the referral process into adult Continuing Health Care
(CHC).

4. A child or young person who meets the criteria for the locally commissioned
children’s palliative care nursing services and whose needs can be met via this
service should receive that service provision and does not need to go through
the Continuing Care process. If the palliative care service is unable to meet
part or all the child or young person’s end of life needs, the service should liaise
with the Clinical Commissioning Group (CCG) and additionally CC service to
discuss options available.

5. The clinician or nurse should have a verbal discussion with a member of the CC
team to notify them of a fast track application, where possible prior to receipt of
fast track document.

6. Any inter-agency disputes arising because of the fast track process or care
package provision should be resolved outside of the care delivery, and must not
be discussed with the child, young person, or their parents.

Acting on the fast track referral

The CC team will review the fast track referral within 48 hours (during office
hours, Monday — Friday). If the fast track referral is completed correctly and the
relevant information is provided the CC service will seek to arrange an appropriate
support package, in liaison with the referrer and others involved i.e. social care. This
care package may require one or several paediatric qualified nurses to provide the
health care within the chosen environment or trained and competent healthcare
support staff, however the type of care package will be discussed with the referrer,
child and young person and their parents (based on their health needs).
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Care package provision

A child and young person who in receipt of a care package should not have this
removed without first having a review of needs performed by the Children’s Complex
Care Specialist Nurse, or unless it is deemed the care package is unsafe in its
provision. If a child and young person’s needs change the care plans must be
amended in accordance.

All aspects of clinical governance must be in place to ensure safe care provision.
Review process

All reviews of care must be carried out sensitively with parents/family, professionals
involved, and where feasible the child and young person.

A review should take place (where appropriate) after 3 months of care package set
up, and the nurse assessor discuss the possibility of a full CCA being completed —
which will aid understanding of the ongoing health and care needs, and support
required. Any reviews will be carried out in accordance with the Children and Young
People’s National Continuing Care Framework (2016). This review will require a
multi-agency approach.

All enquiries and completed forms to:

Derbyshire Base Derby Base

Suite 2, Venture House, Cardinal Square,

Venture Way, 10, Nottingham Road,

Chesterfield, Derby.

Derbyshire, DE1 3QT.

S41 8NR.

Contact Number: 01332 327800 Contact Number: 01332 327800
Email: Email:
mlcsu.derbyshirechcreferrals@nhs.net | micsu.derbyshirechcreferrals@nhs.net
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Fast Track Process

Appropriate clinician identifies a child and young person that requires end of life
care support. Fast Track referral document is completed and signed by clinician/s

Referrer to contact child and young person CC team by telephone to discuss
referral, email fast track tool and supporting information i.e. advanced care
plan/Respect document and a specific health needs plan, and as required social
worker/other contact details.

Application to be processed within 48 working week hours by child and young
person cc

Out of panel decision made by child and young person cc lead/child and young
person service. Costing approval as required by CCG and LA Commissioners
(relevant to local arrangements)

: Child and young person CC team : Child and young person CC unable to

| progress fast track ;G progress fast track

: child and young person cc service (and LA 1 i child and young person cc team to inform
| where necessary) commission the I' i referrer verbally and by email — providing
| appropriate care package via the : rationale

! I

Child and young person CC service liaise ! i Child and young person CC to advise and
with providers: independent/local | i support referrer verbally to facilitate any
NHS/hospice provision to meet identified | progression of renewed referral, or
_________ healthneeds_ _______ 1 | signposting to the appropriate service, or
1 CCG as needed

T T o =71 i Letter and email sent to referrer regarding i
Letter sent to parents, referrer, GP, social 1 : inability to progress fast track, with :

worker re: care package provision. Referrer : : rationale :
advised verbally of agreed support P SO N eerereeeeeas e e eeananenn i

Child and young person CC panel
informed/advised of child and young person
requiring end of life support at next panel

Child and young person CC Panel
informed/advised at next panel

Appropriate health clinician/professional to
liaise between family, provider and child
and young person CC team re: care and

support

child and young person CC to review child

and young person according to needs
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Information for Children/Young people and Parents and Consent

You will have been made aware of the need for this fast track referral to Continuing
Care, and that a request is being made to support your child’s end of life needs.

This form is intended to be brief and concise in order to reduce form filling as much
as possible. We will be working with your child’s key health professional and other
professionals/support agencies involved, in gathering the necessary supporting
documentation which will enable us to arrange health services safely.

In order for us to liaise with the appropriate and relevant people involved in your
child’s care we kindly ask for your permission to make contact to obtain, and as
required share information.

In the majority of cases, we (MLCSU acting on behalf of the CCG) will be able to
decide about the support and care package required. The case will be heard at the
child and young person cc panel for discussion and information but will not hold up
the delivery of support. You will be informed by either a member of the Continuing
Care team or by the health professional involved, about the support and what this
looks like.

A review of care may be required, and the Continuing Care service will be kept
informed as to any changes in health needs, that require a change in health support.
We will inform you of any other reviews required, but we will work alongside the
health professionals involved in order to arrange and organise these.

Please sign this document where indicated below, to confirm that you consent for
professionals to share relevant and appropriate information in relation to your child’s
health care package of support, and any reviews required.

If there are any issues about information sharing please document this under the
signature section.

Parent(s) / Guardian(s) Name Signature Date Letter
to be
sent

Child/Young Person signature
(where applicable)

Are there any agencies/persons that
child and young person or parents do
not want to be referred to within this
pre-assessment?
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SECTION 1: Personal Details and Background

Forename Surname
Include any previous names, or identify
how the child and young person prefers to
be known as
DOB Gender
Ethnicity Language
Is an
interpreter
needed?
Is advocacy required to support Family or child and young person? Yes/No
Family Address (including e-mail) Current Address (if different)
Post Code Post Code
NHS Number Broad Care
Number
Family Members/Significant Others/Contacts
Name Relationship DOB Contact Details (including email
contact)
Emergency Contact Name Telephone
GP Responsible CCG
Practice
Address
Telephone
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If parental responsibility is not held by parents

Parental
responsibility
held by

Contact no.

E-mail

Basis of
parental
responsibility
(e.g. legal
guardian, LA
section 20 etc.)

Address

Details of Referrer and other Health Professionals Involved

Date of Fast Track
(completion)

Name of Lead
Professional
completing
documentation (Use
boxes below for details of
other contributors)

Address

Profession

Contact number

E-mail address
(Secure, if possible)

Signature

Health professional
involved

Name

Role

Email

Phone
number
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SECTION 2: Supporting Information

Criterion for End of Life care support:

A child or young person (up to, but not including their 18" birthday) who’s
condition is deteriorating and has been referred to specialist services for
imminent end of life care needs.

Evidence of the above is required with descriptors around the presenting health
needs. An Advanced Care Plan/Respect document is required with a clear supportive
plan, documenting all the wishes of the child/young person and their family.

The named Consultant/Clinician/Specialist involved is required to evidence the
child/young person’s care pathway with regards to end of life care

Current and proposed residence:

Current place of support i.e. hospital/ward/respite facility:

Proposed discharge location where child or young/person will be cared for:

Contact details of discharge co-ordinator/key worker:

Name:

Designation: Contact Number:

Proposed Date of Discharge (if applicable):

Brief Description of nature of illness/condition (please send management
plan/ACP/Respect document)
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Support in place from family, relatives and friends (who will be involved in care and
support at the chosen place, and what will they be providing)

Support required from Continuing Care

Please identify what end of life care and support is required, and which cannot
be met by locally commissioned services or hospice outreach or other
provision

Professionals involved

Clinician’s Palliative Care Specialist Nurse

Name: Signature:
Designation/Title: Date:
Address:

Email:

Children’s Community Nurse

Name: Signature:
Designation/Title: Date:
Address:

Email:
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Consultant

Name: Signature:
Designation/Title: Date:
Address:

Email:

Name: Signature:
Designation/Title: Date:
Address:

Email:

An out of panel decision can be made by the Continuing Care team and where
necessary, in conjunction with the CCG Children’s Commissioner and social
care within 48 hours during working time of receiving the fast track application.
However, the team must have the relevant governance i.e. access to
ACP/Respect document, care plans and medication administration charts in
order to safely commission appropriate services.

Any other relevant information:
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For Internal MLCSU Use Only
Checklist for nurse assessor for fast track application

The following documents have
been submitted:

YES

NO
(Detail why not available)

Signed Fast track application

Signed consent form

Advanced care plan/Respect
document

Specific needs plan
(clinician/specialist nurse
directive)

Medication administration plan

NN e

Designation .......oeiiii i

DAl
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Consent Form
Children and Young People’s Individual Patient Activity
(including Mental Capacity Act and Depravation of Liberty consideration)

Please read carefully

This consent form must be used to determine if the child or young person named
consents, and/or their parents/guardian consent to MLCSU receiving, sharing, and
securely storing information, being proportionate and necessary to the process of
Continuing Care.

Consent may be withdrawn at any time throughout the Continuing Care process. If
the Continuing Care process is affected by this withdrawal MLCSU or other
professional will advise as to its impact.

Consent will be required at each review that re-assesses care needs, which includes
consideration of MCA/DOLS (if the child is over the age of 16).

e If the age of the child is below 16 complete section A only
e Complete section B if the child is 16 years and over and MCA/DOLS requires
assessment

When completing section A consent is given for purposes of sourcing, sharing and
securely storing information from and to (and vice versa) organisations involved in
the Continuing Care process i.e. the relevant Clinical Commissioning Group, system
wide partners, Local Authority (Social Care and Education Services) and other
relevant organisations or individuals that are either directly or indirectly involved in
the continuum process of Continuing Care.

The information will not be used for any other purpose without further consent.

Please indicate that you have received information both verbally and in written
format from the professionals completing the assessment

Continuing Care leaflet []

Website/URL to Department of Health and Social Care
to access the National Framework for Children and Young
People’s Continuing Care (2016) ]

Verbal information relating to the Continuing Care process
regarding CCA completion, pathway through to panel decision
outcome, care package arrangement and review process ]
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Please sign this document where indicated below, to confirm that you consent

to the Continuing Care process. If there are any issues with information
sharing please document this under the signature section

It is acceptable to have verbal consent provided and recorded as such within

the form by the person gaining consent

Section A
Parent(s) / Guardian(s) Name | Signature (or refer to Date Request
email confirmation) letter
Child/Young Person Signature (or refer to Date Request
email confirmation) letter

Information sharing: additional comments

17
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Section B
Mental Capacity and Deprivation of Liberty Safeguards

Nurse assessors to advise the young person and their parents/carers/
advocates of the need for this part of the form as required, to consider mental
capacity, consent, and parental responsibility.

Consent to be used for Young Persons Aged 16 and Over

Please complete Section 1 if the young person has mental capacity to understand the
information given and is able to consent to the assessment process.

OR

Please complete Section 2 if there is reasonable belief the young person lacks mental
capacity to consent to the assessment process.

THEN

Please sign Section 3 to evidence who has gained the consent for the purposes of
MCA/DOLS, in the young persons best interests

Section 1

| have received the Children and Young People’s Continuing Care leaflet and had the
opportunity to discuss what this is about and its implications. | would like to be assessed for
NHS Continuing Care in relation to my complex health needs, potential support for those
needs and any subsequent reviews required as part of the Continuing Care process.

| understand this involves the review of health, education, and social care records. The
records will remain confidential, and only professionals who need to see them as part of the
Continuing Care process will have access to them. Sharing information will be
proportionate and necessary to support the Continuing Care process, in relation to
Information Governance guidance.

Please select one option from below:

| wishtonominate..................ooiiiiiie. to act on my behalf and participate in the
assessment process ]
OR

| do not wish a third party to act on my behalf and participate in the assessment process|[_|

Signature.........cooooiii Print Name....................cceeeieeeeeeeeeo... Daten..o .
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Section 2

1. Capacity

a) Does the young person have an impairment of, or a disturbance in functioning of the
mind or brain?

YES [] (Please state condition/diagnosis)............coeviiiiiiiiiii

NO [] (Indicates person does not lack capacity under the Mental Capacity Act)

b) With regards to consenting to the assessment process is the young person:

YES NO
Able to understand the information given? ] ]
Able to retain the information
long enough to make the decision. [] []
Able to use or weigh up the information
in order to decide. [] ]
Able to communicate their consent by any means? ] ]

(One or more tick in the NO box indicates a lack of capacity to consent to the assessment)
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2. Best Interests

| confirm that all relevant circumstances have been considered:

Is the child and young person likely to regain capacity and can
this decision be postponed until they are able to make the decision
themselves?

Where practicably able the child and young person has been
encouraged to participate in the decision?

Have you considered the child and young person’s past and
present wishes in line with this decision?

Have you considered the child and young person’s beliefs and values
in line with this decision?

Have you ensured that you have consulted with all interested
people involved in the child and young person’s care in line with
this decision?

Is the decision the least restrictive option that promotes the child
and young person’s rights and freedoms?

The likelihood of the young person gaining capacity in the future
has been considered

As far as is reasonably practicable, the young person has been
encouraged to participate in the decision to consent to assessment.

Consideration has been given to past and present wishes, spiritual and
religious welfare without discrimination including relevant written or
verbal statements

YES NO

I I N I B
I I N I B

I T R B B
I T R B B
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Court of Protection Deprivation of Liberty ‘The Acid Test’

Yes No
The young person lacks mental capacity (because of an impairment ] ]
relating to their mind or brain) to consent to the restrictions around
them, as detailed within their care and support plans.
Is the person subject to continuous supervision and control? ] ]
And
Is the person not free to leave where they reside? 1 [

Need to have both above to proceed to COPDOL
If child and young person meets acid test a COPDOL application will be needed (meaning
the deprivation of liberty needs to be approved by the Court of Protection)

When making a best interest decision you must consult with all interested patrties, in regard
to the decision being made. Detail those persons consulted in this best interest decision.
Name ... Relationship...........ccoooii.

Name ... Relationship...........ccooii.

Views and opinions of those consulted with

| consider:
1) The young person lacks capacity to consent to the assessment process L]

2) Itis in the best interests of the young person for the assessment process to commence

[]
3)lconsider ......coooiiiiiiii to be the most appropriate person to take part
in the assessment process on the young person’s behalf ]
OR
4) | consider there is no appropriate person to act on the young person’s behalf
and believe an advocate / IMCA should be appointed ]
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Section 3

Professional signature to indicate who has gained consent for the Continuing Care
process:

Sharing Information

It may be necessary to share your information with certain partner organisations and care
providers, which is proportionate and necessary to facilitate process. Further consent will
be sought to share information for any other purposes unless information sharing is
required for safequarding purposes.

Please complete below:

YES NO

Part 1 - | agree to my health, education and social care information being [ ] ]
shared with professional partner organisations involved in my care, for the
purposes of the Continuing Care process

If ‘no’, please complete part 2 below.
Not to be shared unless part of Continuing Care process, safeguarding concerns,

court process/legal requirements, Subject Access Request.
If in doubt refer to IG/senior management

Part 2 - | do NOT agree to my information being shared with: Please list any organisations/
agencies or individuals whom you do not want us to share your information with.

Whilst you do not have to give a reason for this, it would be helpful to understand your
reasons for not sharing with the agency if this impedes care provision.

Please detail response:

Record MCA/DoLS on any escalation or risk documentation and/or high
funding requests to CCG/system partners
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Equality Monitoring
Please provide us with some information about the child or young person this application relates
to. This will help us to understand whether everyone is receiving fair and equal access to NHS
Continuing Care. All the information you provide will be kept completely confidential. No
identifiable information about you will be passed on to any other bodies, members of the public
or press.

What is your sex?

Tick one box only.

Male D
Female [ ]

Transgender E|

Which age group applies to you?
Tick one box only.

0

1-4
5-9
10-14
15-17
18 +

HHEEEE

Do you have a disability as defined by
the Disability Discrimination Act (DDA)?

Tick one box only.

The Disability Discrimination Act (DDA)
defines a person with a disability as
someone who has a physical or mental
impairment that has a substantial and long-
term adverse effect on his or her ability to
carry out normal day to day activities.

Yes |:|
No [ ]
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What is your ethnic group?

Tick one box only.

A White
British [ ]
Irish |:|

Any other White background, write below

B Mixed

White and Black Caribbean |:|
White and Black African |:|
White and Asian |:|

Any other Mixed background, write below

C Asian, or Asian British

Indian |:|
Pakistani |:|
Bangladeshi |:|

Any other Asian background, write below

D Black, or Black British

Caribbean |:|
African |:|

Any other Black background, write below

E Chinese, or other ethnic group

Chinese |:|

Any other, write below
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What is your religion or belief?

Tick one box only.

Christian includes Church of Wales, Catholic,

Protestant and all other Christian denominations.

None
Christian
Buddhist
Hindu
Jewish
Muslim
Sikh
Other, or prefer not to say (detail below)

HNREREN

25
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What is Continuing Care?

Children and young people (0-17) who have complex health needs may require
additional support that cannot be met by existing NHS universal and specialist
health services. This additional support is assessed and agreed via Continuing
Care Assessment process on behalf of Clinical Commissioning Groups (CCG)
and is delivered through a tailor-made commissioned package of care.

It is determined locally that the Midlands and Lancashire Commissioning Support
Unit (Children’s Service) is responsible for carrying out Continuing Care
Assessments. This assessment is needed to understand if a package of care is
required to support a child or young person with complex needs and is managed
by the Children’s Complex Care Nurse Specialist. The National Framework for
Children and Young People’s Continuing Care (2016) is guidance provided by the
Department of Health and Social Care, and is used by the Nurse Specialists to
manage the process of Continuing Care.

It is recognised that there should be a multi-disciplinary team (MDT) holistic
approach throughout the Continuing Care process, which includes health,
education, and social care, as well as other agencies involved in supporting your
child’s needs. This multi-disciplinary team consists of professionals who represent
local services and provision and who are known to your child.

How can you access Continuing Care?

If it is identified that you require some additional support to meet the complex
health needs of your child, the multi-disciplinary professionals involved should
collectively meet with you as parents/carers as well as your child (where
possible).This is to understand your child’s needs and how the collective agencies
can provide support by accessing statutory provision, or commissioned support
available i.e. NHS services, Local Authority services (social care and education)
and other services such as charitable respite or short breaks. The multi-
disciplinary team will also gain an understanding of what health needs are not
being met, and address this as part of the multi-disciplinary meeting.

Parents are not able to refer directly into Continuing Care it is advisable for them
to discuss any concerns with a member of the multi-disciplinary team involved
with the child or young person.

If your child requires information about Continuing Care a member of the MDT or
the Children’s Complex Care Nurse Specialist will explain the process and will find
appropriate ways to communicate effectively. They will listen to your child and
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support through the process of Continuing Care. Where necessary they will have
discussions with your child alongside you.

Any professional involved can initiate an MDT meeting if there are concerns and
issues with your child’s complexity of needs. This MDT may consist of several
professionals such as your GP, Social Worker, Education Representative,
Community Children’s/School Nurse, Specialist Nurse including, Child and
Adolescent Mental Health Service, Learning Disability Nurse (amongst others).
The complexity of your child’s needs may also become apparent as part of
another pre-arranged meeting, such as a Child in Need or Education Health and
Care Plan meeting. It is expected that as a parent or carer you will be integral to
the MDT meeting, as well as your child (where possible), where all your child’'s
needs may be discussed.

The MDT need to firstly pursue what is available from the NHS and other services
to consider how any current support being provided can be adjusted to meet your
child’s needs in an individualised manner. The MDT may also consider making
new referrals to other NHS services and pursuing other agency input. This early
help and support can in turn can help you to manage your child’s needs more
effectively.

If the NHS universal and specialist services, and other local services known to the
MDT have been pursued and are not able to alleviate some or all your child’s
needs, the MDT members should consider completing a Continuing Care
checklist, which is sometimes known as a referral. The checklist is the first stage
in the Continuing Care process and should provide an indication of whether a
further and more in-depth Assessment is required. The Checklist is a document
that will possibly need an hour or so to complete

The following information is required within the checklist

e Personal details, background information and consent from parents/carers
(and the child or young person) where possible

e Reason for referral which should be a brief rationale that supports the
request for Continuing Care support to be looked at

e Overview of any assessments that have already been undertaken such as
Physio reports or plans / Early Help Assessments / Education Health and
Care Plan

e Brief summary of the current Health, Educational and Social Care needs of
the child or young person.





e All 10 health domains to be considered regarding the level of need they are
felt to be at, along with a brief rationale to support the level of needs chosen

e Unmet health needs to be identified, documenting all current support in
place and what additional support is felt to be required, in order to meet
these needs.

Your child does not become eligible for Continuing Care at the checklist stage,
this is determined after the Continuing Care Assessment has taken place (which
is described later in this leaflet).

If you disagree with the multi-disciplinary team about the need for a checklist to be
completed, you have a right to complain. We advise that you liaise with the
healthcare professional completing the checklist about raising a complaint and
would be raised to that healthcare professional’s organisation. However, the
Continuing Care Team will be able to offer advice and support prior to a complaint
being raised. We will work with the multi-disciplinary team to understand the
reasons for not completing a checklist, who will offer guidance where necessary.

If the checklist indicates that a full Continuing Care Assessment is needed the
Nurse Assessor from the Continuing Care Team will facilitate a meeting with you
and your child, and members of the MDT. Please be advised that the assessment
can take between 2 to 4 hours on the day. The Continuing Care Assessment
gives a deeper understanding and awareness of your child’s needs and should
identify any unmet health needs, a document is used to collate the information
known as a Decision Support Tool (DST). Following the meeting the Nurse
Assessor gathers all the information and makes recommendations as to what
health support is required for your child.

The Continuing Care Assessment comprises of 4 parts, which includes

Preferences of the child or young person and their family
Holistic assessment of the needs

Reports and risk assessments

Use of a Decision Support Tool

It is important that your child can express their views and preferences in a way
that is important to them. If your child is unable to express their views it is
important that the Nurse Assessor captures this from you, capturing your child’s
story about them including their health, wellbeing, and emotional needs. We also
require your views and preferences as a family, along with any supporting

evidence you have in relation your child’s level of care, education, and health
4





needs. Supporting evidence can consist of health care logs, a diary of health
requirements (such as frequency of suctioning or behaviour interventions),
hospital letters, care plans, behavior support plans, specialist reports, educational
and social care assessments/reports.

The Decision Support Tool provides a way to assess your child’s complex health
needs across 10 health related domains, each of these domains have varying
levels of needs showing either

e No additional needs
e Low level of needs
e Moderate level needs
e High level of needs
e Severe level of needs
e Priority needs

Each health domain will be discussed in detail to capture the complexity, intensity,
and frequency of that health need and to also understand the demands that this
places on you on a 24-hour basis. It is important that we understand and
document a realistic picture of what you are managing and dealing with every
day/night, in order to support and meet your child's complex health needs in a
safe and appropriate way.

The Nurse Assessor will review the overall picture of needs described to them and
will provide recommendations relating to any potential complex health needs that
are not being managed by locally commissioned universal and specialist NHS
services.

Eligibility for Continuing Care is not dependent upon a single or multiple medical
conditions, or diagnosis but is focused on understanding your child’s overall
complex health needs, which is inclusive of any education and social care needs.
These needs can include learning disability, mental health needs, physical
disability and challenging behaviours. We need to understand your preferences
and views as parents and carers, and additionally important that wherever
possible we capture what is important to your child, and what their lived
experience of their needs and disability show.

Throughout the whole process we will need to use the information within your
child’s Education Health and Care Plan (if applicable). The Continuing Care
process should inform, advise, and combine information within this plan to ensure
a partnership approach.





The Children and Young People’s Continuing Care service will explain the
Continuing Care process and will keep you informed about pertinent aspects by
letter, phone, video conferencing or face to face meeting.

Who makes the decisions after a Continuing Care Assessment
has been completed? What happens next?

The case is presented by the Children’s Complex Care Nurse Specialist to a multi-
agency panel of professionals. These senior professionals represent education,
social care and health and will decide on whether your child has a Continuing
Care need based on:

e The recommendations from the nurse assessor
e Evidence and information available supporting the levels of health needs
across the domains

Depending on the decision, a package of care is then agreed; some of this care
may be provided through existing services but some may need to be bespoke
commissioned by the Continuing Care Team. Depending on the complexity of
health care your child has the package can take up to 3-6 months to be in place.
As a service we work with differing providers of care, which will be discussed with
you prior to arranging and paying for the package of care.

Personal Health Budgets

A Personal Health Budget is a way of delivering the healthcare support, this gives
choice, control, and flexibility on how your child has their care delivered. This will
be discussed with you after the outcome from the multi-agency panel, indicating
that eligibility has been confirmed.





Personal Health Budget offers choice and control to parents in how the care is
delivered in a manner that meets your child’s needs, in a flexible way that you can
control.

They can be offered in 3 ways:

e Notional
e Third Party
e Direct Payment

The Continuing Care Review Process

The Children and Young people’s Continuing Care Team will continue to review
the package of care to ensure that the needs of your child are being met. The
reviews routinely occur at 3 months after care package set up, and then reviewed
annually.

Your child’s needs may alter and require a change in care package provision. This
can either mean an increase or decrease in hours, or even a change in care
provider. In these circumstances the Continuing Care Nurse Assessor will discuss
any changes required.

Your child’s eligibility for Continuing Care may change as their needs change and
will be discussed within the MDT alongside you and your child (where feasible).

Transition into Adulthood

If your child is in receipt of a Continuing Care package at the age of 14, the
transition process should be instigated. From this age the annual review process
will consider what is required in relation to their needs when moving into
adulthood. The Children’s Complex Care Nurse Specialist will provide you and
your child with information and support through the transition process

When your child reaches 18, the adult NHS Continuing Health Care arrangements
apply (National Framework for NHS Continuing Healthcare and NHS Funded
Nursing Care revised 2018). There are significant differences between Children
and Young People’s Continuing Care and NHS Continuing Health Care. The
Midlands and Lancashire Commissioning Support Unit will assess any young
person in receipt of Continuing Care between the ages of 16-17, to see if they are
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likely to be eligible for NHS Continuing Care when they turn 18.

If your child is eligible for Children and Young Person’s Continuing Care, it is not a
guarantee of them becoming eligible for adult Continuing Health Care when they
reach 18. The various types of provision and support into adulthood services,
which fall outside of Continuing Health Care will be discussed and agreed during
the stages of transition, with the relevant services involved.





The Children and Young People’s Continuing Care Process

Multi-professionals meet with parents and child/young person to identify needs and issues. Services
involved unable to resohre unmet needs = consider completing a Continuing Care checklist

Checklist completed between multi-professionals, parents and childfyoung person identifying those
needs that cannot be supported by universal and specialist services, [showing unmet health needs)

Checklist returned to Continuing Care service within 24/48 hours of completion for review/guality
assurance. and identify if a full Continuing Care Assessment is required. Letter sent to referrer with
ratiomale if checklist not progressing, or sent to all if full assessment required

Continuing Care Assessment performed by Murse Assessor. The childyoung person’s needs are
explored using a Decision Support Tool alongside reports,/Trisk assessments, and preferences of the

child/young person. It is a holistic assessment requiring multi-agency involvement (health, social care
and education)

The childfyoung person’s health needs are described across 10 health domains to understand what
those health needs are and if they are, or are not being met by existing services

The nurse assessor will detail the recormmendations regarding Continuing Care needs, using the whaole
assessment and associated information to summarise. Completed after the meeting.

Case is presented by the Nurse Assessor to a panel of multi professionals who will ratify the
recommendation made by Continuing Care Nurse regarding Continuing Care needs. Panel may provide
glternate outcome/decision made upon the information presented, or can be deferred requesting
more information

Depending on the decision, a care package will be agreed and arranged by the Continuing Care team,
which may require some care being provided via existing services. A bespoke care package can take
varying amounts of time to arrange depending upon health needs, it can take 3 — & months to set up

The Children and Young People’s Continuing Care service will review the care package arrangement at
3 months, and then annually [or as required if health needs alter). Ensuring the needs of the child are
being met safely and appropriately. Eligibility for Continuing Care may change as needs change.

Farents, child/young person has a right to appeal the decision made, or complain about how the
process has been carried out. Please see appeal/complaints leaflet.






NOTES (for your use)
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If you would like this leaflet to be translated into
another language or the document adapted for visual
impairment please liaise with the team on the number

below

For any further advice please contact number below

Children’s Continuing Care Team

Derbyshire Base Derby Base

Suite 2, Venture House, Cardinal Square,

Venture Way, 10, Nottingham Road,

Chesterfield, Derby.

Derbyshire, DE1 3QT.

S41 8NR.

Contact Number: 01332 327800 Contact Number: 01332 327800
Email: Email:
micsu.derbyshirechcreferrals@nhs.net | micsu.derbyshirechcreferrals@nhs.net

www.midlandsandlancashirecsu.nhs.uk
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The Difference Between an Appeal and a Complaint

An appeal is described locally as a disagreement raised by a child, young person,
parent or carer who do not agree with the decisions made, or outcome of the
multi-agency Continuing Care Panel. This panel arrangement is described within
the leaflet ‘Children and Young People’s Continuing Care, A Brief Guide for
Parents/Carers, Children and Young People’.

A complaint is when a child, young person, parent or carer raises an issue or
concern about something they find unsatisfactory, unacceptable or inappropriate.

Appeal Information

What to do if you disagree with the outcomes and/or decisions made by
the multi-agency Continuing Care panel?

If you disagree with the multi-agency Continuing Care panel outcomes or the
decisions they have made, you can appeal. The Children’s Service from within the
Midlands and Lancashire Commissioning Support Unit (MLCSU) will manage the
appeal process on behalf of the Clinical Commissioning Group. The Children’s
Complex Care Specialist Nurses from within this service will be your point of
contact throughout the appeal process (their details can be found at the end of
this leaflet).

As a Children’s Service we want to support you as parents, carers, children, and
young people, through the appeal process. We would be grateful if you could let
us know of your wish to appeal within 28 days from receipt of the panel outcome
letter. We want to listen to your concerns and discuss your reasons for appeal at
the earliest opportunity, attempting to clarify and seek resolution.

What is the process for an appeal?

Commencement of the appeals process begins when you contact us (details of
how to do this are at the end of the leaflet). We will aim to resolve an appeal as
quickly as possible, in a sensitive and confidential manner to achieve the best
outcomes for you and your child.

If you are the child or young person who the case relates to and you have been
advised of the panel outcome and decisions made, and disagree with them, we
will listen to your concerns and support you through the appeal process. It is
important to us that we capture what these decisions mean to you, and what
impact they have. Where necessary we will have discussions with you alongside
your parents/carers.
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The Children’s Service will ensure that your appeal is acted on in a fair and
equitable manner using a transparent process. The timelines for appeal process
are indicated below in this leaflet, and we will advise you if the timeframes are not
achievable, and why.

Part of the appeal process will require a reason as to why you want to appeal, and
we may need additional evidence to support your reasoning. We will advise how
to send this evidence and any other information that you feel is necessary.

During the early stages of appeal, communication and correspondence will be
kept between MLCSU and yourselves however, we may need further involvement
of other services as required as part of the ongoing appeal process and will inform
you if others need to be involved.

Appeals can be made for the following reasons:

e You disagree with the panel outcome regarding non-eligibility
e You disagree with the type and amount of support agreed by the panel

If you believe that evidence and information was not considered by the panel or
was missing, please let us know when you speak to us. We will need to
understand what this was and how you can provide it, as part of the process.

The appeal process can be stopped at any point by you.
Stages of the appeal process

First Stage (early resolution)

The first stage of an appeal process includes listening and discussing your
concerns with you, to attempt early resolution. The Children’s Complex Care
Specialist Nurse will have this discussion with you, and it should take place within
3 working days of your appeal notification.

Second Stage (case heard at multi-agency panel arrangement for the second
time)

If mutual resolve is not possible within the first stage, we will arrange for the case
to be heard at the next suitable multi-agency Continuing Care panel and will be
known as Local Resolution. We will require confirmation that you have not found
the early resolution suitable (First Stage) and wish for your child’s case to be
heard again at panel. The case should be heard within 20 working days from the
date of receiving further appeal confirmation from you.
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At this panel, your reasoning for appeal will be presented alongside supporting
information and evidence. Prior to this panel we may need to review the
Continuing Care Assessment and may need to complete another Decision
Support Tool to ensure you/your child’s complex needs are captured effectively,
and other relevant information is up to date. The Nurse will discuss this
requirement with you.

Third stage (case heard at Independent Review and Resolution panel)

If you or your child disagree with the panel outcome/decisions at the second
stage, we will require confirmation of this in writing/email, and the case will
proceed to the third stage. This means the case will be presented to an
Independent Review and Resolution Panel (IRRP) and should be heard within
40 working days of receiving further appeal confirmation from you. At this stage
you will be invited to attend the panel, to present your views and
information/evidence.

This panel is made up of professionals who do not know you/your child or have
not had any prior involvement with you/your child’s case. The panel members will
have all the necessary case information and evidence prior to panel in order to
effectively discuss, make decisions and provide recommendations for MLCSU to
consider. At this point MLCSU may discuss the IRRP recommendations with the
Clinical Commissioning Group.

Throughout the entire appeal process you will be given the opportunity to provide
information, share your views and preferences. This can be provided in written,
pictorial, or recorded format and will be shared at stages two and three with
members of that panel, though you will also be given the opportunity to present
your case ‘in person’ at IRRP.

Last Stage (Parliamentary and Health Service Ombudsman)

If you or your child remain dissatisfied after the third stage you will be advised how
to refer to the Parliamentary and Health Service Ombudsman (PHSQO). This
service is free and can review a case which has not been resolved by the NHS in
England. It is understood that PHSO can consider reviewing cases 12 months
from the initial date of the appeal being raised by you to MLCSU, and we would
advise you contact PHSO as soon as possible after the IRRP outcome, or during
the appeal process if warranted. The PHSO carry out reviews in a fair manner
without taking sides. Their decision is final.
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Complaints Information

If you want to make a complaint this can be done separately by contacting
MLCSU, using the contact details at the end of the leaflet. The Children’s Service
will investigate details of your complaint.

Examples of a complaint can include the following (but there may be other
examples):

e An aspect, or all the Children’s Continuing Care process has not been
explained effectively, or carried out to the best of your knowledge

e The Continuing Care Checklist or Decision Support Tool was not completed
correctly or effectively to the best of your knowledge

e The Continuing Care Nurse Assessor and/or multi-agency panel have not
followed process to the best of your knowledge

e A professional dealing with the Continuing Care process has not acted in a
professional manner

We will manage complaints sensitively, particularly if you want to complain about
a member of the Children’s Service or individual work they have carried out.

Please speak to us if you feel you want to appeal or have a
complaint, we are here to listen to your concerns about any aspect
of the Continuing Care process.
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Children's and Young People Continuing Care Appeal Process

Appeal received by the Children's Service. Appeal acknowledzed by Children's Service [letter/z=mail to
parents/ carer/child/young person)

-

1% Stage discussion between Children's Complex Care Specizlist Murse and parents/carers, child/young
person to understand reasons for appeal — attempt local werzal resolve [within 3 working days of appeal
notification)

= =

Local verbal resolve not possible. Mew information and evidence sought to support appeal. Children's
sarvice to consider repeating the Continuing Care Assessment (CCA), inclusive of Decision support Tool,
within multi-disciplinary meeting. Further appesl confirmation required.

-

28 Stape Local Resolution. Case presented to Continuing Care Multi-agency Panel. Panel raview
information/=vidence (within 20 working days from date of further appeal confirmation]

-

original decision upheld by Continuing Care Multi-Agency panel?

YES MO
RS -
Pansl uphaold the original decision mads Pansl amend their original decisions and
regarding =ligibility and other decizions mades. eligibility status.
Pansl cutcome letter sent. Fanel outcome letter sent. Qutcome agreed by
Farents/carers/child/young person disagrees with parents/carers/child/young person, appeal to
panel outcome, progress to 3 5tage, closs
confirmation of further appeal required OR
OR If outcome disagresd with, mowe to 3™ stage,
Appeal to close, outcome agreed with confirmation of further appeal required

T -

Zrd S5tage Claimant disagrees with Continuing Care Pansl. Case presented to Independent Review and
resolution Panel 40 working days from receipt of 2" stage a | confirmation. Murse to consider
revisiting CCA if needs have changed/over 4 manths old. Parents/carers/child/young person invited to
oresent their case to the oanel

= =

Independent Review and Besolution Panel outcome

Agree with local Continuing Care panel decision Disagres with local Continuing Care panel
The Independent Review and Resclution Panel Independent Panzl disagree with Local
agree with the decisions made by the local Resclution Panel providing recommendations
Continuing Cars Panel, maks recommendations. on eligibility and care package arrangement.
Panel outcome letter sent Panel outcome letter sent

= = -

Claimant remains dissatisfied, CYP/parents advised to contact the Parliamentary and Health Service
ombudsman in order to complain. Information given via panel outcome letter

APPEAL PROCESS CAN BE STOPPED AT ANY POINT BY PARENTS/CARERS/CHILD/YOUNG PERSOM
THIS PROCESS IS A LOCAL ARRANGEMENT
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The Children and Young People’s Continuing Care Process
Pre-Continuing Care consideration:

hulti-professionals meet with parents and child/young person to identify needs and issues. Services
involved unable to resohve unmet needs = consider completing a Continuing Care checklist

Checklist completed between multi-professionals, parents and child,young person identifying those
needs that cannot be supported by universal and specialist services, (showing unmet health needs)

Checklist returned to Continuing Care senvice within 24/48 hours of completion for review,quality
assurance. and identify if a full Continuing Care Assessment is required. Letter sent to referrer with
rationale if checklist not progressing, or sent to all if full assessment reguired

Continuing Care Assessment performed by Nurse Aszessor. The child/fyoung person’s needs are
explored using a Decision Support Tool alongside reports/risk assessments, and preferences of the

child/young person. It is a holistic assessment requiring multi-agency involvement (health, social care
and education)

The child/fyoung person’s health needs are described across 10 health domains to understand what
those health needs are and if they are, or are not being met by existing services

The nurse assessor will detail the recommendations regarding Continuing Care needs, using the whole
assessment and associated information to summarise. Completed after the meeting.

Case is presented by the Murse Asseszor to a panel of multi professionals who will ratify the
recommendation made by Continuing Care Murse regarding Continuing Care needs. Panel may provide
glternate outcome/decision made upon the information presented, or can be deferred reguesting
more information

Depending on the decision, a care package will be agreed and arranged by the Continuing Care team,
which may require some care being provided via existing services. A bespoke care packape can take
varying amounts of time to arrange depending upon health needs, it can take 3 — & months to set up

The Children and Young People’s Continuing Care service will review the care package arrangement at
3 months, and then annually (or as reguired if health needs alter). Ensuring the needs of the child are
being met safely and appropriately. Eligibility for Continuing Care may change as needs change.

Parents, child/young person has a Aght to appeal the decision made, or complain about how the
process has been carried out. Please see appeal/complaints leaflet.
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If you would like this leaflet to be translated into another
language, please liaise with the Children’s Team on the
number below

Please send your complaint to the
MLCSU at the address below:

For any further advice, queries or to appeal please
contact number below:

Children’s Continuing Care Team

Derbyshire Base

Derby Base

Suite 2, Venture House,
Venture Way,
Chesterfield,
Derbyshire,

S41 8NR.

Cardinal Square,
10, Nottingham Road,
Derby.

DE1 3QT.

Contact Number: 01332 327800

Contact Number: 01332 327800

Email:

micsu.derbyshirechcreferrals@nhs.net

Email:
micsu.derbyshirechcreferrals@nhs.net

www.midlandsandlancashirecsu.nhs.uk
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Introduction

Due to a disability, accident or iliness, some children and young people may have
complex health needs. These needs might be met by existing NHS universal or core,
specialist and targeted health services, but some additional support may be required
beyond these services.

For children and young people (0-17), this additional support is assessed and agreed
through a process called Continuing Care Assessment.

NHS core services can include:

e community children’s nurses
e health visitors
e school nurses.

NHS specialist and targeted services can include:

child health services

children and adolescent mental health service (CAMHS)
diabetes team

occupational therapy

speech and language services

learning disability services

physiotherapy.

A child or young person who has complex health needs can be considered for
assessment using the Department of Health and Social Care’s National Framework
for Children and Young People’s Continuing Care (2016). This framework is
designed to support NHS clinical commissioning groups (CCGs) in deciding if those
health needs require more support alongside local NHS services, which are normally
planned and bought by the local CCG. Any further support required from Continuing
Care can be known as a package of care, or care package.

NHS Midlands and Lancashire Commissioning Support Unit will act on behalf of
the local CCG. CCGs are the organisations responsible for planning and buying NHS
services for a local area. They are also legally responsible for securing the
healthcare required by an individual including making sure the process of Continuing
Care is carried out effectively, to meet needs safely. The Children’s Team (which
includes Nurses and Clinical Administrators) within the Commissioning Support Unit
will aid and support the process of Continuing Care; their role will be described to
you at an appropriate time. The Nurses are often known as Continuing Care Nurses,
or Specialist Nurses.

Eligibility for Continuing Care does not depend solely on particular medical
conditions or diagnosis, physical disabilities, learning disabilities, mental health and
challenging physical and emotional behaviours are all factors that are considered in
relation to eligibility for Continuing Care. Your child’s health needs can impact on
you as well as your child, both day and night and it is crucial that all of your child’s
needs are captured which can include education, social interaction and practical
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assistance, and well-being. It is important that when required the professionals from
relevant services are available to support you when needed, so you can continue to
parent and care for your child.

Together, a multi-disciplinary team of professionals involved in your child’s care,
should initially discuss what concerns you have, complete an assessment, and
agree what is needed in relation to your child’s health needs.

For more information about the Continuing Care assessments process, see the
National Framework or the following leaflets:
e Children and Young People’s Continuing Care: A Brief Guide for
Parents/Carers, Children and Young People
e Children and Young People’s Continuing Care: Information for
Parents/Carers Children and Young People — Appealing an NHS
Continuing Care Decision and Making a Complaint

The National Framework guides us to use a multi-disciplinary team approach
during the Continuing Care process to understand the overall picture of a child’s
needs in a holistic manner, which includes health, education, and social care. This
team includes professionals from the various local services involved in a child’s care.

How can | access Continuing Care?

Normally a child or young person with health needs is managed by health
professionals within their local area such as their GP, community nurse, school
nurse, dietician, mental health nurse and/or consultant. If their needs are more
complex, there may be a need for increased support. The first step would be for you
to discuss any concerns or problems about their health needs with a healthcare
professional, who is involved with your child’s care. If they cannot help to resolve
these concerns independently, the professional should arrange for a multi-
disciplinary team to help in a more holistic manner.

A multi-disciplinary team approach is a good way to understand your child’s needs
and whether they are being met and managed by the local existing services
available. This approach gives the professionals an opportunity to look at how their
services are meeting your child’s needs individually and collectively, and to
understand if any more support is required, and how it could be provided.

The multi-disciplinary team (alongside you and your child) should:

e Review and decide if the care and support they are providing from the various
services is meeting your child’s needs

¢ Review their individual arrangements of support and determine if it can be
provided in different ways, and adjust the type of care your child receives

e Decide whether your child needs to be seen by a health specialist to better
manage the symptoms of their condition, — such as Behaviour support Team
or Stoma support Nurse (your child may already have involvement from this
specialist or may require a new referral to a specialist)
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The multi-disciplinary team will guide, advise and involve you through this decision-
making process, so that you are fully aware of the decisions being made.

A description of the Continuing Care process

Checklist stage

The checklist is the first stage in the Continuing Care Assessment process to
consider if a more in-depth detailed assessment is needed. Consent is required to
complete the checklist, which will be explained.

If the multi-disciplinary team agree that they have done all that is possible, they will
need to consider completing a Continuing Care checklist. This checklist will
describe the complex health needs and explain how these are being managed and
by who, and what parts of care and support are found to be difficult, as well as
providing a background summary of social care, education and other information.

It is important that all the health professionals supporting or involved in the care of
your child meet to complete the checklist. The professionals may include
representatives from health services, education, social care, hospice or respite
provision. The Professionals involved in the MDT will decide between them who is
the most appropriate person to complete the checklist documentation, this is
normally a health care professional.

If you disagree with the multi-disciplinary team about the need for a checklist to be
completed, you have a right to complain. We advise that you liaise with the
healthcare professional completing the checklist about raising a complaint and would
be raised to that healthcare professional’s organisation. However, the Continuing
Care Team will be able to offer advice and support prior to a complaint being raised.
We will work with the multi-disciplinary team to understand the reasons for not
completing a checklist, who will offer guidance where necessary.

The checklist will be sent to the Continuing Care team 1 or 2 working days after
being completed. It is important that as a parent and carer you are involved, and
where feasible your child attends the meeting to complete the checklist. You should
be advised and in agreement of why the referral is needed, and the pathway to be
followed to consider if support can be obtained from the Continuing Care service.

Continuing Care Assessment stage

Once the checklist is completed and submitted, a Children’s Continuing Care
Nurse, will review the checklist and make sure it has been completed correctly. They
will then decide whether a Continuing Care Assessment is required, by using a more
in-depth document known as a Decision Support Tool. You will be told about this
decision in around 4 or 5 working days and will be invited to this meeting to complete
the document (along with your child, if it is appropriate for them to attend).
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If a Continuing Care Assessment is needed, the Children’s Continuing Care team will
arrange and lead the meeting which can take 2-4 hours to complete, depending
upon the amount of information that is shared.

At the meeting, the nurse will gain consent, explain what is needed to complete the
Continuing Care Assessment and collect all the supporting evidence to show and
describe your child’s needs. This could be daily logs of care, hospital letters, health
care plans, specialist reports, educational and social care assessments and reports.

The assessment will focus on understanding how complex and severe the identified
health needs are, the frequency and complexity, and also understand what support

is required to support your child both during the day and night. The nurse will record
if you are having any problems managing the needs, and what you may find difficult.

It is important to know how your child’s health needs impact on them day to day. We
prefer where possible to have your child’s thoughts and views directly from them in
whatever format they choose such as writing it down, drawing a picture, video. We
appreciate this may not always be feasible and will therefore gain your views and
thoughts on this.

Throughout the whole process, we will need to use the various information in your
child’s Education Health and Care Plan (if they have one). The Continuing Care
process should inform, advise, update and combine the Education Health and Care
Plan to make sure all partners involved in your child’s care are working together to
support their needs.

The Continuing Care Nurse will put together all the information they have gathered,
and make sure the Decision Support Tool has been completed properly. They will
also make detailed recommendations about your child’s needs, and what is required
to meet these needs. Their recommendations will help to understand what further
care and support is needed, based on all the information gained.

They will present the Continuing Care Assessment to a panel of senior professionals
called a Multi-Agency Continuing Care Panel representing education, health and
social care. The panel meet once a month to review cases and consider
recommendations. They may decide that more information is needed to decide what
action is required. The panel will explain their decision in a letter or email to you
within 4 or 5 working days.

If the panel agree that your child has health needs which need some form of support
from Continuing Care, you will be contacted to discuss how this support can be
provided.

The process of Continuing Care is all about understanding the overall picture of your
child’s health needs, which includes their education and social care needs. The
preferences and views of you as parents, and your child through their journey need
to be understood in order for their full potential to be reached and achieve the best
possible outcomes.

The Children and Young People’s Continuing Care service will keep you updated
by letter, phone, video conferencing or face-to-face meeting with regards to the
Continuing Care process.
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Providing care package support

If it is decided that additional support is required, the Continuing Care Nurse will
arrange a meeting with all involved to discuss this and also explain about Personal
Health Budgets. They will give options on how the care package can be set up and
managed.

Since 2014, any child who is has Continuing Care support has a right to a Personal
Health Budget. Personal Health Budgets offer choice and control to parents in how
the care is delivered in a flexible way that meets their child’s needs.

A Personal Health Budget can be offered in 3 ways:

e Notional budget — No money changes hands. You know how much money
there is to spend, and you say how you want to spend it. The NHS team will
then arrange the agreed care and support

e Third Party — The money is held by an organisation that is not part of the
NHS. The organisation supports you to meet your health and wellbeing
outcomes

e Direct Payment — You hold the money to buy and manage your own
healthcare and support. Your local NHS team will ask you to show how you
have spent the money

Support at home or in a community setting
This can take some time to put in place, because of:

« the process for recruiting and employing care workers or Personal Assistants

« the training care workers need to do before they can deliver care

« the skills and competencies care workers need to have (they will need to have
their skills checked)

Care workers need time to get to know and understand how to care for the child or
young person safely and effectively.

Depending how complex their needs are, it can take time to get all the supportin
place. The Continuing CareNurse will talk to you about how long this might take for
your child.

A review of the support in place will take place 3 months after the care package is in
place. Further reviews will occur either every year after this, or when your child has a
change in health needs.
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Who will be part of the process, who will parent’s or carers and the
child or young person see?

You will meet with healthcare professionals from the different agencies or services
who work with you, such as a social worker, school nurse or health visitor and also
the Continuing Care Nurse. The pandemic has led us to use different ways of
working, and where possible we will use virtual online methods via a computer or
mobile phone.

What happens when my child gets older?

If your child has a Continuing Care package at the age of 14, the transition process
should begin. The yearly reviews from this age will look at what your child needs as
they move into adulthood. The Continuing Care Nurse will give you and your child
the information and support you need through this process.

Between the ages of 14 and 17 we will inform the adult NHS Continuing
Healthcare service twice a year about your child’s needs. We would discuss the
chances of needing to complete an adult Continuing Healthcare Assessment. This
starts with a checklist and is generally done around age 17.

The Continuing Care Nurse will meet with the adult Continuing Healthcare service to
review a young person’s needs and discuss if the adult checklist needs to be
completed. This is to see if a full adult Decision Support Tool assessment is needed,
which would enable support from agel8.

The process for the adult service is similar to the children's service, and you will be
advised what the process is at an appropriate time.

Not all children who are eligible for Continuing Care will be eligible for adult
Continuing Healthcare as an adult. If the decision is made not to provide adult
Continuing Healthcare, the adult services will explain this with you and the young
person and discuss how their needs should be managed. It may be that the local
NHS core and specialist adult NHS services or social care can provide the support
and care that they need instead.

Children’s Continuing Care ends the day before the young person’s turns 18. The
adult Continuing Healthcare process and support takes over the day they turn 18 (if
agreed).

Who can use the service?

The service is used by parents, carers, families and the child or young person with
complex health needs.

Are there any costs involved?

There are no additional costs to parents or carers for the support provided.
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Case story

Angela* is 10 years old and has complex health needs. Her parents were
experiencing difficulty in managing Angela’s complex health needs overnight at
home.

They mentioned to Angela’s school nurse that her overnight care had become an
increasing issue over the past couple of months. Angela’s position in bed needed to
be changed regularly due to drooling, which meant it would have been difficult for
Angela to breathe if she was not kept in a safe position and moved regularly. Their
GP had provided some equipment to check and measure Angela’s oxygen levels as
she slept, which regularly set off an alarm during the night. Her parents took it in
turns to manage Angela’s needs by frequently clearing Angela’s mouth of secretions,
changing her position and protective towels she lay on.

Angela also had seizures which were known to happen infrequently overnight but
were generally managed effectively by medication. However, Angela’s mum had
noticed that the number of seizures were increasing and causing Angela increased
distress, which may have been due to the increased position changes Angela
needed and suctioning required.

Angela required all care with washing and dressing, feeding, moving and handling,
and support with her social needs; enabling Angela to see her friends, attend school
and other important activities. Although Angela had limited communication, her
parents and those who knew Angela were able to interpret her needs, such as if she
was in pain or feeling anxious. Angela was a happy child, she smiled a lot and
laughed when she saw people she recognised and loved watching her dog play.

Angela’s parents received *direct payments from the council, which provided access
to day activities which Angela thoroughly enjoyed.

(*direct payments are a way that councils can help to meet an individual’s eligible
need for care and support, or a parent or carer’s need for support.)

Angela’s mother spoke with the School Nurse about Angela’s increasing needs and
mentioned both she and her partner were extremely tired. The Continuing Care
service was contacted to tell them about Angela’s health and care needs and
discuss what could be done first before considering a referral to the Continuing Care
Service. The School Nurse was advised to discuss Angela’s needs amongst the
team of professionals supporting Angela, (who are often known as a multi-
disciplinary team).

The multi-disciplinary team (made up of the School Nurse, Angela’s Social Care
worker and a Teaching Assistant from school, and Angela’s parents), met to
understand more about parents’ concerns. As a result of this meeting, it was agreed
that Angela required an urgent appointment with the respiratory team and epilepsy
Nurse Specialist at the local hospital. This resulted in a change to Angela’s
medication and to have additional medication to help manage her excessive
secretions, and control of seizures. Although Angela’s medication was altered, her
parents continued to get up overnight and stay with Angela to make sure her oxygen
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levels remained at a safe level, clear her mouth and airway frequently, provide
oxygen and manage the increasing number of seizures. Throughout this time
Angela’s Social Worker increased the Direct Payments.

The multi-disciplinary team, along with Angela’s parents all agreed that they needed
to make a referral to the Continuing Care service for help with Angela’s health
needs. They completed a Continuing Care checklist (see Beginning of the
Continuing Care Process: Checklist Stage)

The Continuing Care Nurses reviewed the checklist completed and as a result
arranged a meeting to understand in greater detail about Angela’s health needs,
which included all those professionals at the original meeting.

*Name changed for confidentiality purposes

The outcome of this case story identified that Angela required some additional
health support from the Children’s Continuing Care service who also arranged this
support. This was provided in the form of a package of care that was delivered by
trained healthcare workers. A package of care, or care package is described within
this information and also within the associated leaflet: Children and Young
People’s Continuing Care: A Brief Guide for Parents/Carers, Children and
Young People.
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1. Abbreviations

MLCSU Midlands and Lancashire Commissioning Support
Unit

ICB Integrated Care Board

CcC Continuing Care

SEND Special Education Needs and Disabilities

EHCP Education Health Care Plan

DST Decision Support Tool

CCA Continuing Care Assessment

NHSE National Health Service England

CHC Continuing Healthcare

CHC IRP Continuing Healthcare Independent Review Panel

IRRP Independent Review and Resolution Panel

LA Local Authority

ICP Individual Care Plan

NHSE/I National health Service England/Improvement

PHSO Parliamentary and Health Service Ombudsman
2. Glossary

Nurse Assessor

Nurse working within the Children’s Service
(Midlands and Lancashire Commissioning Support
Unit)

Appeals Team

Team based within Midlands and Lancashire
Commissioning Support Unit
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3. Introduction

3.1 The processes contained relate to the following Integrated Care Board (ICB)
and Local Authorities (LA’s)

e Derby and Derbyshire Integrated Care Board.
e Derby City Council and Derbyshire County Council.

3.2 The ICB in each local area must have a process to resolve formal
disagreements raised by either a child, young person or their
parents/carers/advocates, in relation to decisions made by the local
Continuing Care multi-agency panel regarding eligibility for Continuing
Care or the care provision/package agreed by this panel.

3.3 A child/young person or their parents may also request to have their
case reviewed via a retrospective review process, which includes a
historical review of a child/young person complex health needs. This
process is to understand if any additional support should have been
arranged for a child or young person’s complex health needs, through
gathering and reviewing evidence/information from a specific time period.
This could include information which may or may not have been utilised or
understood through the Continuing Care assessment process during that
period. The retrospective review process would be carried out using local
procedures, and the child/young person’s health needs assessed using
the assessment criteria within the National Framework for Children and
Young People’s Continuing Care.

3.4  This protocol will describe both the appeal and retrospective review
process, both of which are devolved by the ICB to the Midlands and
Lancashire Commissioning Support Unit (MLCSU), Children and Young
People’s service. MLCSU will manage and organise all aspects of both the
appeal, and/or retrospective review. The ICB will be advised of cases and
will be consulted on should the need arise to escalate.

3.5 None of these processes identified are statutory and are offered to
resolve disputes in a fair and equitable manner.

3.6  The term ‘parents’ throughout this document will relate to ‘parents, carers, and
family, unless otherwise stated.

4. Appeal Process (Local Interpretation)

4.1  The formal route for child/young person/parents to challenge a decision or
outcome of a Continuing Care multi-agency panel is to appeal. The appeal must be
based around the health needs of the child/young person and not be financially led.
An appeal can be made by:

e The child or young person themselves, to whom the case relates.

4|Page Generic Appeal Process V4





e Parents, family members, carers (with relevant and appropriate consent
provided).

e Advocates of the child/young person, or those legally representing a
child/young person in a formal manner i.e., case manager (solicitor
appointed), deputy appointed by court, solicitor (with relevant and appropriate
consent provided).

4.2  An appeal cannot be raised until due process has been followed which
includes, (in order of process):

1. Checklist completed.

2. Continuing Care Assessment (CCA) performed (including Decision Support
Tool (DST) completion) via multi-disciplinary team approach.

3. Case presented and heard formally at multi-agency Continuing Care panel.
Parents/child/young person informed formally of panel decision/outcome
verbally or/or via correspondence.

4.3  The Continuing Care multi-agency panel outcome letter will show the panel
decision and outcome and give clear reasoning for outcomes and will additionally
provide contact details of the Appeals Team.

4.4  Appeals should be forwarded to the Children’s Service by the Appeals Team
to instigate the appeal process. Acknowledgement of appeal receipt will be sent by
the appeals team to the child/young person/parents.

4.5 The Appeals Team will work with the Children’s Service throughout, with
regards to the formal process pathway, correspondence requirements, and system
recording.

5. Stages of Appeal

5.1 Child/lyoung person/parents raise an appeal with the Appeals Team or
Children’s Service, as a result of receiving verbal or written correspondence
concerning decisions made and outcome from panel regarding eligibility or care
provision.

6. First Stage: Local Informal Discussion/Resolve
6.1 The nurse assessor or clinical lead for the Children’s Service should seek to

discuss and understand the reasons for appeal and aim to resolve as early as
possible, to prevent escalation. This discussion should occur verbally either face to
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face in person, via ‘virtual online’ means or by phone. Discussion to occur within 3
working days of appeal notification.

6.2  Child/young person/parents must be made aware of appeal stages and
timeframes, appeal leaflet to be sent. Child/young person/parents to be advised of
their necessary involvement in the process, and advised about accessing advocacy
where needed, to support them throughout the process.

6.3  Child/young person/parents should be asked to detail their reasoning for
appeal verbally (if this is not already understood) and asked to send their reason for
appeal via email or letter format, and captured for recording, learning and audit
purposes.

6.4  Nurse Assessor to determine if local resolution is possible by listening to
child/young person/parent reasons, with the aim of resolving where possible i.e., by
providing a clear explanation of panel discussion and outcomes, and reasons why
decisions were made. All attempts must be made to resolve locally at the earliest
opportunity.

6.5 If local attempts of resolution prove unsuccessful, child/young person/parent
should be advised of potential evidence and information which is required to support
their appeal, which could include:

e Information and evidence the child/young person /parents feels were
missing and were not reviewed or referred to within the assessment.

e Updated information and evidence, which was not received in time for
the CCA.

6.6 Child/young person/parents advised the CCA may need to be repeated
(inclusive of DST), if there is evidence of changes in health needs, or if the CCA was
completed more than 6 months prior to the appeal, or other pertinent (and
acceptable) reason. This assessment must be carried out within a multi-disciplinary
team approach.

6.7 Consent must be gained if a further CCA is performed, and consideration
given to Mental Capacity Act and Liberty Protection Safeguards, for purposes of
reviewing health needs as well as process of appeal.

6.8  Appeals team provide formal acknowledgement of appeal progression to
appellant, describing either:

a) Local verbal resolution has occurred, and the appeal process will cease, and
appeal closed or

b) The appeal process progressed, advising timelines and process — by Appeals
Team. Letter to request any previous, current, or new evidence which they
feel was important in the decision-making but was not included in the panel
process. Child/young person /parents encouraged and advised to send views
and comments in an appropriate format for them, to be heard within the next
available panel; known as a Local Resolution Panel. ‘Local Resolution Panel
consists of the usual multi-agency partners involved in the monthly Continuing
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Care panel (social care, education, health and MLCSU (Children’s Service.
Terms of Reference further describe remit and purpose)’

7. Local Informal Discussion: Resolve Achieved

7.1 If local resolution between Nurse Assessor and family is effective, the
child/young person/parents are informed that further correspondence will be sent
outlining cessation of the appeal process. The correspondence will re-iterate the
decisions/outcomes made at panel with which they agree with, and as necessary
describe the agreed support and provision.

8. Second Stage: Local Resolution Panel (Appeal Progression)

8.1 The Local Resolution Panel should hear the case within a 20 working-day
timeframe, or the next available panel from the appeal date. If this is not feasible a
rationale will be provided, and an approximate date/timeline provided. Appeals Team
to liaise with child/young person/parents.

8.2  The panel will be formed by those panel members routinely attending the
monthly Continuing Care panel and will be discussed latterly as an agenda item
‘Local Resolution — Appeal’.

8.3  Child/young person/parents advised by Appeals Team that this panel is
closed to any other participants other than routine panel members, at this stage.
Child/young person/parents advised all information will be made available to the
panel on the day, including their views and comments that they would like the panel
to hear, or see (video/recording).

8.4  Case presented to Local Resolution Panel.
8.5 Actions for Children’s Team in preparation for, and after panel.

8.6  Check and confirm all aspects of the stages of assessment have been carried
out in line with National Framework/local process.

8.7 If DST is not dated within 6 months of the panel presentation the nurse
assessor to consider updating the DST in line with National Framework CCA
process, within multi-disciplinary team arrangement (capturing recent and relevant
health changes, including social care and education assessments).

8.8  Gain information/evidence which has not been considered or omitted at the
time of the previous DST and collate/consider any additional information/evidence
sent by parents. This may include information from education (Education Health
Care Plan/Special Educational Needs), social care (assessments/reviews), health
(reports/reviews/plans/correspondence). Evidence/information not available should
be documented, and reasons why.
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8.9  Nurse assessor to prepare case and place onto Local Resolution Panel
agenda. Case presented by nurse assessor (who completed the assessment),
alongside the previous or reviewed DST. Information/evidence to support the case to
be made available (paper or electronic format) during panel.

8.10 Panel must be familiar with terms of reference for panel process.

8.11 Parents to be informed by Appeals Team of Local Resolution Panel outcome
via formal correspondence within 10 working days of panel decision.
Correspondence to advise parents of the decisions made by the panel alongside
rationale, and where necessary a breakdown of the decision-making process. Letter
additionally to inform child/young person/parents of the appeals and complaints
process, should they disagree with panel outcome. Appeals Team/ICB to record and
monitor appeal data.

8.12 Nurse Assessor may advise parents of panel outcome verbally after the
panel, if arrangements made prior to do this, (after the minutes have been agreed).

8.13 Minutes from the panel meeting to be typed and agreed by all at the panel.

8.14 Children’s Service lead to inform and advise the relevant ICB of the appeal,
subsequent panel outcome and ongoing process.

8.15 Nurse assessor/clinical administrator/Appeals Team to record information
related to case within MLCSU reporting system, and ensure communication
continues between child/young person/parents and MLCSU.

9. Exceptional Appeal Panel Meeting

9.1 The decision to hold an Exceptional Appeal panel may be required in
circumstances where key information was missing, or not shared and discussed at
the Local Resolution Panel. It is carried out on an ‘as required’ basis and utilised in
exceptional circumstances where identified. The decision to hold the panel would be
made quickly (within 5 working days of acknowledgement that missing information
was determined). The panel requirement would be discussed and explained to
parents, carer’s, family, and child or young person, and arranged by the Appeals
Team or local clinical administrator.

9.2 The decision to hold a panel would follow the same principles as the Local
Resolution Panel. Parents, carers, family, advocate (etc.), child and young person
would be invited to attend, or at their request the previous information provided by
them and taken into consideration.

9.3 Parents to be informed by Appeals Team or clinical administrator of the
Exceptional Appeal Panel outcome via formal correspondence within 10 working
days of panel decision. Correspondence to advise parents of the decisions made by
the panel alongside rationale,
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and where necessary a breakdown of the decision-making process. The
correspondence should additionally inform child/young person/parents of the appeals
and complaints process, should they disagree with panel outcome. Appeals Team to
record and monitor appeal data.

9.4  Nurse assessor may advise parents of panel outcome verbally after the panel,
if arrangements made prior to do this, (after the minutes have been agreed).

9.5 Minutes from the panel meeting to be typed and agreed by all at the panel.

9.6 Children’s Service lead to inform and advise the relevant ICB of the appeal,
subsequent panel outcome and ongoing process.

9.7  Nurse assessor/clinical administrator/Appeals Team to record information
related to case within MLCSU reporting system, and ensure communication
continues between child/young person/parents and MLCSU.

10. Third Stage: Independent Review and Resolution

10.1 If a child or young person/parents disagree with Local Resolution Panel
outcome the case will be heard by an Independent Panel to review and provide
resolution. This Independent Review and Resolution Panel (IRRP) will provide
recommendations to the ICB after thorough review and discussion. Case should be
heard within 40 working days from receipt of appeal following Local Resolution
Panel.

10.2 Nurse assessor/clinical lead to liaise with child/young person/parents
regarding timelines and potential delays in process.

10.3 Appeals Team formally acknowledge receipt of appeal and write to appellant,
with timelines of case presentation to Independent Review and Resolution Panel.
Child/young person/parents requested to send evidence and information which they
understand was not included and heard within Local Resolution Panel. Child/young
person/parents encouraged and advised to send views and comments in, to support
their case and where feasible attend the panel. Appeals Team to oversee and
manage assurances of timeframes for process purposes.

10.4 Appeals Team and clinical lead of Children’s Service to convene an
Independent Review and Resolution Panel.

10.5 Terms of reference describe remit and reason for panel. Those independent
panel members must have no prior case knowledge, previous or current
involvement.

10.6 The panel must have access to case background/chronology of events to
date, relevant case evidence/information. Appeals Team to prepare and check case
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evidence/information alongside the children’s team nurse assessor presenting the
case. To be received by panel members no later than 2 weeks ahead of the case
being heard, or nurse assessor to present the case and background information on
the day of panel, (without sending information ahead of the panel to the members).
Decision to follow the latter process will be based upon the case presentation and
circumstances and agreed between senior leads and clinical managers within
Children and Young People’s Continuing Care Service.

10.7 IRRP function (minutes taken by the Appeals team Administrator or Panel
Administrator):

a. To review the process undertaken so far, and review alignment with
local appeal process.

b. To review the decision-making process, outcome, and associated
rationale from the previous panels.

c. To review the case background and supporting information/evidence
presented by professionals/agencies and child/young person/parents.

d. Describe decision-making process to justify the outcome which could
be to:

¢ Uphold the eligibility decision.

¢ Uphold the eligibility decision, identify deficiencies in the
processes used to reach the decision and agree to provision
outlined by previous panel/panels.

¢ Uphold the eligibility decision but recommend alternate
provision.

¢ Not uphold eligibility decision.

¢ Not uphold eligibility decision and to identify deficiencies in the
processes followed in reaching the decision.

e Recommend alternate provision outside of the Continuing Care
remit.

e Other.

10.8 Child/young person/parents to be advised that the independent panel will be
arranged and managed by MLCSU, with the ICB being fully aware of proceedings.
Child/young person/parents advised that although the Children’s IRRP has a similar
function and process pathway to the adult Continuing Healthcare Independent Panel
Review (CHC IRP) process, in this case (unlike adult CHC IRP) the process will be
co-ordinated and managed by MLCSU, and not by National Health Service
England/Improvement (NHSE/I). Parents should be advised that the process and
premise of appeal differs between child/young person Continuing Care and adult
Continuing Healthcare. Appeals Team formally invite appellant to the independent
panel.

10.9 Independent Review and Resolution Panel chair to advise child/young
person/parents on the day of panel that the panel outcome will be relayed within
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30 working days of panel date. Chair of panel to review minutes and gain agreement
of confirmation from other panel members. Minutes to be forwarded to MLCSU/ICB
for review. ICB to write formally to child/young person/parents with outcome from
panel, proposed way forward and that this the final step of the local appeals process.
ICB to include information concerning next steps in raising a complaint to the
Parliamentary and Health Service Ombudsmen (PHSO), and time limits in doing this.
Child/young person Appeal leaflet (MLCSU) describes timeframes regarding referral
to PHSO.

10.10 If the parents agree with the ICB proposal the appeals team will formally write
to the child/young person/parents describing eligibility/non-eligibility and any
associated package of care, including the subsequent reviews required. The
Children’s Team will manage the review process and relevant correspondence.

11. Parliamentary and Health Service Ombudsman: Child/Young
Person/Parents Escalate their Appeal

11.1 Parents complain to PHSO regarding the child/young person’s case (MLCSU
may or may not be made aware by the child/young person/parents). Children’s nurse
assessor to maintain effective communication links with child/young person/parents,
regarding any further escalation to PHSO.

11.2 Complaint/review received from PHSO to be managed by the Complaints
Team in the first instance and thereafter in conjunction with the child/young person
team and Appeals Team.

11.3 Directive taken from PHSO regarding course of action required, including
potential retrospective review of the case.

12. Combined Dispute, Appeal and Complaint

Consideration should be given to managing concurrent processes regarding:

¢ Inter-agency dispute.
e Appeal.
e Complaint.

12.1 Each will have a separate process and may interweave with each other. It is
not expected that one process will become dependent upon another with regards to
reaching an outcome within individual timescales.
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13. Risk Assessment (protracted appeal process)

13.1 Consideration of multi-agency risk assessment review should occur if
unexpected delays occur in an appeal process, during the informal, 15t 24 and 3™
stage.

13.2 Agencies involved will need to discuss and consider risks and impact
concerning the circumstances of appeal, including risks/impact to child/young
person/parents because of protracted timeframes.

14. Special Educational Needs and Disability (Education, Health
and Care Plan)

14.1 Any changes occurring as a result of an appeal process must be
communicated to Education, Health and Care Plan writers, or Designated Clinical
Officer for Special Educational Needs and Disability (EHCP).

14.2 Where applicable, for those children and young people who do not have an
EHCP any necessary changes to health care provision must be communicated to
relevant professionals and identified within Individual Care Plans (ICP).

15. Quality Assurance and Governance

15.1 The locally adapted and applied NHS Continuing Care process will be
reviewed and audited internally by individual local children’s teams, via collation of
service feedback i.e. multi-agency training, child, young person and family stories,
outcome and learning from complaints, appeal and disputes process. Audit and
feedback collation to be utilised for local internal use and reported to ICB to ensure
all processes inherent within NHS Continuing Care are carried out accordingly.

15.2 The local teams will provide assurances of effective assessments through
internal audit and review in relation to the Decision Support Tool/Health Needs
Assessment completion, based upon ICB and/or multi-agency panel request.

15.3 All aspects of governance i.e. clinical, risk and financial will be applied and
reviewed in accordance with locally defined process/policy.

15.4 Concerns and issues raised through audit and review (resolved or not), will be
escalated to line manager/senior leadership team/ICB as required, and process of
learning applied as needed.
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16. Process of Learning

16.1 All appeals must be reviewed with a view to learning and where necessary
practice should be amended as a result. Any changes to the local process because
of ineffective practice or via feedback should be included within ICB reporting and
escalated to senior team.

16.2 Learning outcomes from an appeal should be discussed and shared with LA
partners, and other agencies where necessary.
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17. Children’s and Young People Continuing Care Appeal

Process Map

Appeal received by the Children’s Service. Appeal acknowledged by Children’s Service (letter/email to
parents/ carer/child/young person)

!

15t Stage discussion between Children’s Complex Care Specialist Nurse and parents/carers, child/young

person to understand reasons for appeal — attempt local verbal resolve (within 3 working days of appeal
notification)

\

Local verbal resolve not possible. New information and evidence sought to support appeal. Children’s
Service to consider repeating the Continuing Care Assessment (CCA), inclusive of Decision Support Tool,
within multi-disciplinary meeting. Further appeal confirmation required.

‘

2"d Stage Local Resolution. Case presented to Continuing Care Multi-Agency Panel. Panel review
information/evidence (within 20 working days from date of further appeal confirmation)

"

YES

Original decision upheld by Continuing Care Multi-Agency panel?

NO

.

- =

Panel uphold the original decision made
regarding eligibility and other decisions made.
Panel outcome letter sent.
Parents/carers/child/young person disagrees with
panel outcome, progress to 3™ Stage,
confirmation of further appeal required
OR
Appeal to close, outcome agreed with

Panel amend their original decisions and
eligibility status.

Panel outcome letter sent. Outcome agreed by
parents/carers/child/young person, appeal to
close
OR
If outcome disagreed with, move to 3™ stage,

=

confirmation of further appeal required

- =

3rd Stage Claimant disagrees with Continuing Care Panel. Case presented to Independent Review and
Resolution Panel 40 working days from receipt of 2" stage appeal confirmation. Nurse to consider

revisiting CCA if needs have changed/over 4 months old. Parents/carers/child/young person invited to
present their case to the panel

< =

Independent Review and Resolution Panel outcome

Agree with local Continuing Care panel decision

Disagree with local Continuing Care panel

2

The Independent Review and Resolution Panel
agree with the decisions made by the local
Continuing Care Panel, make recommendations.
Panel outcome letter sent

- =

-

Independent Panel disagree with Local
Resolution Panel providing recommendations
on eligibility and care package arrangement.

Panel outcome letter sent

a2

Claimant remains dissatisfied, CYP/parents advised to contact the Parliamentary and Health Service
Ombudsman in order to complain. Information given via panel outcome letter

APPEAL PROCESS CAN BE STOPPED AT ANY POINT BY PARENTS/CARERS/CHILD/YOUNG PERSON
THIS PROCESS IS A LOCAL ARRANGEMENT
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Nurse Provision/Input

e Provision of healthcare training for Personal Assistants/Teaching and
Learning Assistant to meet the needs of a child or young person who has
complex health needs, provided by a registered nurse (paediatric or other
relevant registration — as deemed appropriate regarding age of young person)
who themselves are deemed able to deliver training based upon their skills,
experience and knowledge

e Assurances of registered nurse status (effective registration/re-validation)

e Competency completion in line with individual training plan to meet the needs
of the child/young person

e Ability to provide training and competency matrix based upon child or young
person’s health needs, as per guidance described by clinicians involved in
health care; demonstrate use of clinician directives and ensure Personal
Assistants/Teaching and Learning Assistant have access to same

e Completion of individually tailored care plans for the child/young person

e Care plans to be specific, detailing needs of child/young person.
Describing what the Personal Assistant/Teaching and Learning
Assistant is required to do, step by step process

e Completion of risk assessments, identifying risks i.e., clinical healthcare and
provision, support in the home environment (including accessibility to property
and adequate access to amenities), parental responsibility/boundaries. Risk
assessment to show mitigation and any relevant escalation of risks identified

e Liaison with clinical service (NHS universal and specialist) to determine plans
of care for the child/young person

e Care plans to be formed from individual prescriptive plans from
clinicians i.e. dietetics, respiratory, physio, speech and language,
(Child and Adolescent Mental Health Service (CAMHS) etc.

e Ability to provide daily logs of care for work carried out by Personal
Assistant/Teaching and Learning Assistant

e Completion of escalation plans in the event of an emergency, in liaison with
parents/family/clinicians

e Liaison with multi-agencies as required, to include any necessary liaison
regarding safeguarding

e Ensure Personal Assistant/Teaching and Learning Assistant have
relevant training in safeguarding, and are supported through any
safeguarding procedures

e Supervision, oversight and supportive management of the Personal
Assistant/Teaching and Learning Assistant by a registered nurse (paediatric
or other relevant registration — as deemed appropriate regarding age of young
person). Appraisal for Personal Assistant/Teaching and Learning Assistant —
as required. Possibly provide support via on call — dependent upon type and
nature of Personal Health Budget (PHB)

e Ability to support Personal Assistant/Teaching and Learning Assistant directly
and indirectly of the setting of care provision, via registered nurse (paediatric
or other relevant registration — as deemed appropriate regarding age of young
person)

¢ Organisation and management of Personal Assistant/Teaching and Learning
Assistant rotas (dependent upon family request and type of budget)
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Nurse to be Integral to support planning as needed, inclusive of mutually
agreed PHB outcomes
Awareness of contractual arrangements i.e. notice periods required to include
cancellations of shifts and termination of the contract in relation to Personal
Assistant/Teaching and Learning Assistant, to aid support of family
Support with clinical supervision as required
Be trained in, aware of, and compliant with applicable safeguarding policies
Be able to demonstrate effective:

e Relevant and appropriate policies in relation to the work being carried

out i.e. safeguarding

Personal Assistant/Trained Healthcare Worker role

The nurse would ensure the Personal Assistant/Teaching and Learning Assistant:

Provides care/administers medication according to their training and
competence

Carries out health support in accordance with step by step care plans and
training provided

Follows advice and guidance as directed by clinicians/health professionals (as
per care plans)

Completes records of health support and medication administration

Is aware of escalation plans and risk assessments

Monitors and records levels of behaviours (within behaviour logs)

Compliant with statutory and mandatory training

Has a full understanding of what their role is in relation to care delivery and
other identified needs as described within the support plan (care provision
would be identified within support planning in conjunction with full parent/carer
involvement)

Disclosure and Barring Service Checks (DBS)

It is expected that all persons providing care (identified within the support
plan) will have an enhanced DBS check

All routine NHS commissioned services would need to provide what they
normally do i.e. if an aspect of training is provided via routine services then
this part should not be costed by that team undertaking PHB clinical
governance support

Integrated Plan and Budget Oversight

The PHB delivery must align with the integrated plans of health care, social
care and education provision, i.e. who is providing what support when, and
what care and support is being provided via a PHB, as a mode of
personalised care delivery

4
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e Financial and budgetary oversight will be managed by the organisation/team
providing the PHB, with necessary input from other multi-
organisations/agencies

e Monthly reports will be provided to health(Integrated Care Board) by MLCSU
with regards to collective PHB cumulative case totals, quality review and
expenditure

5
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Nurse oversight

Registered Nurse primarily a paediatric nurse, or registered adult nurse with
significant proven experience of managing children and young people with complex
health needs in the community setting. The provider should have at least two
registered paediatric nurses to support the request to provide clinical assurances
and care package oversight. The nurses must have:

Current evidence of registration/re-validation.

The skills, experience, knowledge, and ability to provide training and complete
competency sign off.

Experience of working with children/young people who have complex health
needs.

e Manage and deliver appropriate training.

e Carry out competency checks on carers/personal assistants/teaching
and learning assistant.

e Provide regular oversight of carers/personal assistants/teaching and
learning assistant.

e Regarding their ability/capability to carry out health care tasks.

e Complete care plans and risk assessments in liaison with relevant
multi-health professionals concerning a child or young person with
complex health.

Training/Competency

Registered nurse to:

Provide training or co-ordinate the training for the carer/personal
assistant/teaching and learning assistant, to meet the identified specific
health needs of the child (in liaison with relevant health professionals involved
with the child).

Ensure the relevant statutory and mandatory training is completed by the
carer/personal assistant/teaching and learning assistant i.e.:

Basic life support.

Moving and handling.

Safeguarding.

Medication administration and use of medication administration charts.

Perform competency completion on initial care package set up, and at yearly
intervals, or as required — dependent upon type of health needs and
fluctuation, or a change in health needs.

Ensure care staff have relevant training in safeguarding, and are supported
through any safeguarding procedures.
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Oversight

Registered nurse to:

Provide oversight of care package (working in conjunction with, and taking
direction for provision of care from clinical nurses/specialists/consultants);
detailed/described within specific plans of care.

Recognise what training should be provided by universal and specialist health
services, commissioned by local Clinical Commissioning Group (CCG) to
avoid duplication by the commissioned bespoke care package.

Support co-ordination between universal and specialist services, and
parents/carers and local services.

Provide oversight of health care provision ensuring planned health care is
delivered and recorded accordingly by the carers/personal assistants, via
daily logs of care.

Develop escalation/contingency plans for the child in the event of an
emergency i.e. unfilled shifts, parental iliness. To be completed in liaison with
parents/family/health care professionals. Contingency plans to additionally
describe where and how a child could be supported if the home or usual
environment is not appropriate.

Develop a plan for escalation of concerns for the carer/personal assistant, to
include parents/family as first point of contact for concerns (where and if
appropriate).

Manage and support care staff in relation to safeguarding concerns, in liaison
with the relevant multi-agencies, utilising local routes of escalation where
necessary.

Support in rota completion alongside parents (where necessary).

Support with clinical supervision.

Care Planning and Risk Assessment

Registered nurse to:

Complete or arrange for the completion of individual care planning, to meet
health needs of child/young person. Care plans to be reviewed and amended
in accordance with any changes to health needs, (with training/competency
adjusted accordingly). Care plans to be formed from individual prescriptive
plans from the health care professionals involved i.e. dietetics, respiratory,
physio, speech and language therapist, Child and Adolescent Mental Health
Services (CAMHS) etc.

All plans to be completed with parents/family, child/lyoung person and
signed/dated.

Discuss step by step health care plan delivery with carer/personal assistant,
as part of competency checks.

Complete risk assessments regarding healthcare support, and general
assessment of access and delivery within required setting.

4
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Trained Carer/Personal Assistant/Teaching and Learning Assistant

role

The registered nurse to ensure the carer/personal assistant/teaching and learning
assistant:

Has a copy of the Education Healthcare Plan (EHCP) and understands
provisions and outcomes concerning the child/young person’s individual
needs.

Provides care according to health care plan and administers medication
according to their training and competence, and remains compliant with care
plan delivery.

Carries out health support in accordance with step-by-step care plans and
training provided.

Follows advice and guidance as directed by health professionals (as per
health and behavioural care plans), and understands how to raise queries and
concerns about the welfare of the child or concerns about the family or others
supporting the child across various settings.

Completes records/logs of the support and clinical interventions carried out
and medication administration.

Compliant with General Data Protection Regulation (GDPR) and Information
Governance (IG).

Is aware and understands escalation/contingency plans/risk assessments.
Monitors and records levels of the child’s behaviours within behaviour logs
alongside incident forms where relevant.

Compliant with statutory and mandatory training, and accesses other relevant
training in relation to the child’s needs (physical health, behavioural, mental
health and palliative/end of life).

Has a full understanding of what their role is in relation to health and
behavioural care delivery and other identified needs as described within plans
of care, (care provision would be identified in conjunction with parent/child,
young person involvement).

Behaviours/Boundaries including Disclosure and Barring Service
checks (DBS)

The registered nurse to raise concerns about any unusual or inappropriate
behaviours exhibited by the carer/personal assistant/teaching and learning
assistant. To be brought to the attention of the NHS and Local Authority
Social Care and Education Commissioners and schools.

The registered nurse to immediately escalate concerns in relation to
contravening Disclosure and Barring Service (DBS) checks. ‘It is expected
that all persons providing care (identified within the support plan) will have an
enhanced DBS check, kept up-to-date in accordance with organisational
regulations’.
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Clinical governance gives an overview of the necessary information required from a
health perspective regarding how, when, why and who is providing safe and
appropriate health care support to a child/young person who is in placement.

Assessments and reviews performed by specialists including: Child and
Adolescent Mental Health Services (CAMHS), Learning Disability (LD),
Occupational Therapist, (OT), Speech and Language Therapist (SALT) etc.
Strategies of support/de-escalation plans.

Health care plans (developed as a result of liaison with the appropriate health
clinician/nurse/team) relating to physical, behavioural, mental health needs.
Records showing any input from health professionals within placement setting
i.e. School Nurse, Psychologist.

Behavioural plans showing ratio of staff, and how each staff member is
providing support.

Daily logs/instances of behaviour — and how these instances are being
managed (effective/non-effectively).

Looked after Child (LAC) review.

Social care assessment.

Education Healthcare Plan (EHCP) — information provided to ensure EHCP is
reviewed and amended with any changes to needs.

The Local Authority will hold the contract and require fundamental assurances of
provision whilst the child/young person is in their care. This will consist of the
required assurances of:

Disclosure and Barring Service (DBS) checks completed and maintained in
accordance with placement policy.

Staff trained to meet the needs of the child/young person.
Mandatory/statutory training completed by staff.

Outcomes focussed support and provision.

Placement review will occur by Local Authority Social Worker, and Independent
Reviewing Officer will review and ensure the care plans for children in care are
legally compliant and, in the child’s best interest. This being under the remit of the
Local Authority with responsibility.

Assurances of outcome focussed approach is required by all agencies inclusive of
Independent Review, which have been identified in conjunction with the child and
young person.
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Glossary

Therapeutic
Settings

Derby and Derbyshire Integrated Care Board, Derby City
Council and Derbyshire County Council recognise that the
term residential placement is understood to include
placements known as therapeutic settings (as described
within this localised arrangement). Derby City Council and
Derbyshire County Council currently commission care
within therapeutic settings, with contributions being made as
required by Derby and Derbyshire Integrated Care Board.
The term ‘residential’ will be taken to mean both residential
and therapeutic throughout the document

Clinical Governance

The information required to ascertain that the child or young

person is in receipt of safe care through the provision of:

e planned approached (with specialist involvement)

e managing and monitoring needs (which are recorded,
reviewed, and plans of care adjusted as required)

e risk assessed approach

e trained and competent care staff who are able to
manage the child or young person’s needs

e involvement/support from a mental
health/behavioural/physical health specialist i.e.
CAMHS/LD/epilepsy nurse/respiratory nurse

Section 117 (as
related to the Mental
Health Act 1983
updated 2007)

Section 117 aftercare responsibility is excluded from this
Continuing Care process, any provision required under this
responsibility follows the separate statutory requirements
and process

Abbreviations

CAMHS Children and Adolescent Mental Health Service
CC

CCA Continuing Care Assessment

CCNA Continuing Care Nurse Assessor

DST Decision Support Tool

ICB Integrated Care Board

EHCP Education Health Care Plan

LA Local Authority

LD Learning Disability

MLCSU Midlands and Lancashire Commissioning Support Unit
MDT Multi Disciplinary Team

OO0A Out of Area

oT Occupational Therapist
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Introduction

This localised guidance is intended to provide multi-agency partners and
stakeholders, an understanding of the discussions and agreements made between
the Integrated Care Board (ICB) and Councils of Derby and Derbyshire, in relation to
a child or young person who is a Child Looked After and in shared or full care of the
Local Authority. The document has been developed between multi-agencies, (Derby
and Derbyshire Integrated Care Board, Derby City Council and Derbyshire County
Council).

This relates to children and young people who are placed in residential settings both
in and outside the local area (where the ICB/LA retain responsibility). It is guidance
only and not prescriptive. All cases are managed on an individual basis, and in some
cases may result in alternate decisions being made outside of this guidance.

Understanding the process prior to, and making a referral
to Continuing Care

This process is a health needs led approach irrespective of the need (behavioural,
emotional and/or physical) and is not based on placement cost, or urgency to place.

The Continuing Care service in Midlands and Lancashire Commissioning Support
Unit (MLCSU), acting on behalf of the ICB, usually require all the necessary clinical
governance (identified within process below) before a contribution is made or
support is provided, to aid understanding and provides assurances that the child or
young person is being safely managed within the residential setting. There is
recognition that some children and young people may be placed in a setting that
offers a safe environment at that time (particularly in crisis or urgent placement) and
may require further placement to meet the assessed needs. In these circumstances
there is a need to identify that the environment provides a safe place. In these
circumstances there is a requirement to ensure assessment (or referral to specialists
to assess) occurs as soon as feasible.

Midlands and Lancashire Commissioning Support Unit must ascertain if the needs of
the child or young person are being met in accordance within a planned care
approach, utilising previous or current clinical specialist input. Where necessary a
referral should be made to local NHS services.

Process for referral into Continuing Care

1. Confirmation of responsible ICB by multi-disciplinary team (MDT), refer to
Who Pays? Determining responsibility for NHS payments to providers

Child Looked After in Residential Placements — Continuing Care Process V5 2022
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2. Checklist completed by MDT, parents/carers, child/young person at a point in
time where all involved agree that the child or young person has had
time to adjust to their new environment and/or is at the best optimal time
to have an assessment of needs to be carried out. Assessment performed
in a timely manner but not immediately upon placement.

a. At the point of checklist completion, the MDT should understand what
health needs the child or young person requires, and if the indicated
needs and required support is beyond what is ‘usually’ provided by that
placement. The MDT should reference if the child/young person is
accessing, or can accesses NHS locally commissioned or NHS
specialist services, or if specialist input is being provided by the
placement, or other professional/specialist provision.

b. The MDT need to identify if there is current NHS specialist or other
provision, or if there was previous specialist NHS provision (any
previous specialist advice/assessment will need to be presented
accordingly at the Continuing Care Assessment meeting.

c. If areferral to NHS locally commissioned or specialist services is
required the checklist should not be completed until that service
has carried out their assessment, have provided a care planned
approach to meet needs, and these have been implemented (these
interventions/support may have an impact and effect on the child
or young person’s behaviours, in a positive manner). If the
behaviours reduce or can be managed because of the care planned
approach a checklist may not be required.

d. MDT/placement staff to collate evidence of clinical governance, and
where possible including evidence of safe
provision/management/assessment from day one of placement to
include: plans of care, behavioural or other type of logs, risk
assessment.

3. Checklist sent to Continuing Care, screened and quality assured. If the
checklist indicates that a Continuing Care Assessment is required, this will be
done using a Decision Support Tool (DST), and will require the information
from the MDT/placement as described above, on the date of meeting. A date,
time and venue will be arranged to carry out the Continuing Care Assessment
(CCA) with all members of the MDT, parents/carers and child or young person
(where appropriate), and nurse assessor/case manager. The CCA can take
3/4 hours to complete:

a. The guide for eligibility is 3 highs, 1 severe or 1 priority across the
domains, BUT this is not a stand-alone method to determine eligibility.
The MDT/parents/carers, child or young person (where appropriate),
and nurse assessor will review the information to understand what
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needs are being met and what is not, and what type of routine and
specialist support the placement can offer. The Nurse Assessor will
review all information, supporting evidence and completed DST to
provide a recommendation of whether the child or young person have
health needs which require additional type of support, (which may
result in a contribution being made towards the placement setting).

It is recognised that the behaviours that challenge will be captured
within the ‘challenging behaviours’ domain within the DST. Please refer
to local guidance/interpretation regarding the frequency of episodes of
behaviours that challenge identified within the National Framework
DST descriptors: Behaviours that Challenge: Local Guidance of
Descriptors within the ‘Challenging Behaviours’ Domain (within
Decision Support Tool).

The Continuing Care Nurse will complete the recommendations either
during or after the CCA meeting. All those present will have the
opportunity to comment and provide their views of the care and support
required. Those professionals not able to attend, but who are involved
in care and treatment will be able to provide their reports/views etc.

Urgent/Crisis placement
The principle requirements in crisis placement are (but not limited to):

e Provide and maintain safety of child/young person.
e Manage and support the needs of child/young person
(behaviours/emotional/learning/physical).
e Appropriate clinical oversight.
e Carers trained/competent, and appropriate allocation/ratio of staff.
In circumstances where urgent placement of a child and young person is required,
due to existing placement breakdown (home or residential setting) there are potential

2 options:

The ICB agrees to contribute towards placement costs as identified by
Local Authority. Risk and impact will need to be considered in respect
of the potential lack of clinical governance and assurances around this
and recognise that this route is outside the Continuing Care process, in
terms of identifying that clinical governance is evident. Any cases in
this instance will need to be placed on ICB risk register.

Local Authority place the child/young person and seek re-imbursement
after the Continuing Care process has taken place, (and eligibility
confirmed). This route will ensure the child and young person’s needs
are understood, being managed and clinical governance assurances
are evident.
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Local Authority will source and place child or young person, based upon the
health/emotional and behavioural needs identified, **utilising existing NHS services
open or known to the child/young person (where feasible). It is recognised that the
residential placement is chosen by the Local Authority (LA) to provide a place of
safety. Upon placement. An assessment of need should begin as soon as possible
by relevant Specialist professional/placement staff in order to provide safe care for
the child/young person. The support and provision should be captured within
documentation and will be required to capture evidence of clinical governance
(irrespective of whether the Continuing Care process is followed). The placing Local
Authority or relevant professional will need to liaise with the existing NHS specialist
health practitioners in that area i.e. CAMHS/LD/physical needs (epilepsy, respiratory
etc.), or where necessary refer into those relevant services.

** NHS specialist practitioners who are known to the child/young person may
be able to advise the LA about placement type/suitability. Where feasible
treatments and therapies will need to be accessed via the local NHS routine
and specialist services. Any treatments and therapies that cannot be provided
by those local NHS services should be arranged/managed by the responsible
ICB in the first instance, and where necessary Service Level Agreements
considered. However, consideration should be given to the differing nature of
universal services in other localities and that the universal/specialist services
may not be able to meet the assessed needs of that child or young person in
placement. All cases will be managed on an individual basis and will be led by
the needs of the child/young person.

Child/young person placed within the local area to the
LA/ICB

If the child and young person has behavioural/emotional/mental health needs that
require management via assessment from specialist NHS services, the LA will need
to:

e determine if the child and young person is currently under the care of
specialist NHS services, in order to request an assessment of need. If
not under the care of specialist’s, referral should be made to those
necessary services (with the aid of GP or any health professional who
is known to the child/young person) in relation to their
physical/emotional/behavioural needs.

e Ensure children and young people placed within area where
necessary, remain with or be referred to locally commissioned
specialist services providing input as per assessed need, including
liaising with the placement for accuracy of planned care and support.
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Child/young person placed out of the local area

If the child or young person has behavioural/emotional/mental health needs, that
require management via assessment from specialist NHS services, the LA will need
to:

e Determine if the child or young person is currently under the care of
specialist NHS services, in order for NHS staff to arrange transfer of
case files/previous assessments to the receiving area NHS specialists.
Particularly in cases where treatments/therapy is in progress.
Determine if NHS specialists will liaise and transfer information to the
receiving specialist service without prompting (if the local NHS
specialists are aware of transfer out of area). If this does not occur the
relevant referring service and/or LA should liaise with the relevant ICB.
The ICB should work with NHS provision where the child is placed in
order to provide the necessary assessment of need, and provide
management plans etc.

This is to ensure that the child and young person’s health/emotional/behavioural
needs are being assessed and managed where possible by NHS specialist
clinicians. The Looked After Children’s Nurse should be contacted by social worker
or health professional involved to ensure appropriate multi-agency involvement
occurs.

Previous specialist input (case closed to that service)
If the child/young person has behavioural/emotional/mental health or physical needs
which can be managed through recently developed plans of care/strategies by NHS
specialist, and is understood that these needs have not altered, the placement can
consider utilising these plans to establish care provision (confirmed by NHS
specialist). The child/young person’s records need to reflect individual assessments
carried out, use of existing care planned approach and effectiveness. The placement
must seek specialist advice (via referral where necessary) with regards to increased
and differing behaviours that challenge, placing the child/young person or others at
risk, and which indicate a change in care i.e. increased ratio of staffing, change in
care planned approach, requirement of safe space etc.

**|f Children and Adolescent Mental Health Service/Learning Disability

(CAMHSI/LD) service in that placement area location identify they are unable

to provide the therapy/intervention required, consideration can be given to:

e The originating ICB seeking alternative specialist provider to perform
assessment i.e. independent or private behavioural/emotional/mental
health specialist.

e The originating ICB liaising with LA in placement area to seek LA
commissioned behavioural specialists.
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e The child and young person accessing assessment directly from
specialists within placement.

In area placement

Consider local Derby and Derbyshire NHS specialist teams to provide
necessary support.

Contribution towards placement prior to checklist

completion

The LA will need to liaise with ICB to determine if they will contribute prior to CC
referral. ICB to manage cases in this instance outside of Continuing Care process.

Retrospective Contribution (agreement of backdated

contribution if eligibility determined after placement)
LA place child/young person. Advisement to residential setting regarding
requirements of safe care and clinical governance from day of admission:

e Assessment by in house staff and plans put in place accordingly, to
provide safe environment/care and manage identified needs (if CAMHS
involved they should provide strategies based upon assessment, or
use existing strategies previously used within community setting —
where feasible).

e Plans of care in relation to health and behaviours, alongside daily
reports.

e Records of escalated behaviours, and how these are dealt with and by
who (including the amount of staff needed to support); throughout the
24-hour period. Ratios of staff should be identified within plans of care,
and describe what each staff member is providing.

e Outcomes/goals for child/young person set by placement/MDT,
inclusive of specialist therapy input, or as an interim of this occurring by
internal placement staff.

e The residential placement to communicate with the relevant education
setting (and vice versa) to ensure that plans of health and behavioural
care are shared to ensure a consistent approach between
establishments.

e The EHCP must be utilised to understand need, and where required
request a review of EHCP to update and amend in accordance with
any new provisions.

The residential placement will need to ensure all assessed needs with regards to
education and learning are recorded and being met, aiding any necessary inclusion
in the Education Health and Care Plan (EHCP).
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The child/young person will need time to adjust/settle in placement for a period of
time. The MDT should consider the best/optimal time to consider checklist
completion in relation to the child/young person’s stability. - (Quidance of up to 2
months after placement).

MDT convene (inclusive of child/young person and their parents/carers, where
feasible) to determine what support, provision and intervention the child and young
person requires. Denoting high levels of management, support and provision which
requires additional

funded provision from within placement and is in addition to what the locally
commissioned NHS services can provide. The Multi-Agency Continuing Care panel
will have the relevant information (DST etc.) to make individualised decisions about
contributions to placement.
**if there are no specialist health professionals involved at the time of
placement, any previous specialist reports etc. will be required to form part of
the referral into Continuing Care.

The ICB will consider retrospective funding backdated to when the child and young
person was admitted to placement if:

e The placement can show they are providing a safe placement through
records of needs assessment, care planning, risk assessment, and
relevant behavioural strategies, and are being referred to. It is
recognised that the child/young person may require a short period of
time to ‘settle’ in placement before assessments can be performed).
The child/young person’s social worker should be contacted to gain
any relevant information they hold alongside other health/educational
professionals.

e Where necessary Specialist practitioners (NHS/ independent
practitioners) will have completed assessment/s to determine plans of
care/strategies.

e The Continuing Care panel determine eligibility.

e The Local Authority will manage contractual elements.

Difference between residential and therapeutic
A child or young person may be placed in a therapeutic environment:

The literature indicates the lack of a consistent and clear definition of what
constitutes a therapeutic intervention; the lack of clarity around the definition applies
equally to that of a therapeutic placement. In the absence of a definitive definition
this protocol and its local arrangements/agreements anticipates that the
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professionals sourcing a residential therapeutic placement will consider the NICE
Guidance Children’s attachment: attachment in children and young people who are
adopted from care, in care or at high risk of going into care (Nice Guidance G26)
November 2015, specifically:

e Residential therapeutic placements provide a residential setting that deliver a
safe environment, which provides access to therapeutic interventions
focussed on developing more secure attachment and supporting children in
working through trauma.

e Child/young person or 1:1 therapy and staff therapeutic support is provided by
a qualified professional registered with a recognised professional body.

¢ All staff have an evidenced knowledge of attachment and trauma and a
therapeutic care model that informs how care and parenting needs to be
adapted, for children who have insecure attachments and have experienced
trauma — care focusses on initially building relationship rather than changing
behaviours.

e Care staff have regular access to clinical supervision/consultation that has the
aim of supporting the carer in providing the above in line with the Children’s
Home Regulations 2015.

e Supervision records are kept.

e Staff training requirements are met, and attendance is recorded in line with
the Children’s Home Regulations 2015.

e There are individualised patient assessment and review reports, health plans
based on assessment of need with measurable outcomes.

e Dalily logs of behavioural/emotional/mental health behaviours where
escalation plans have been used, and their effectiveness.

e Ofsted rating of Outstanding or Good.

e CQC registration of Outstanding or Good as appropriate.

e Stability of staff team and residents.

This criterion serves as a basic set of good practice standards that commissioners
will develop with providers. In order to achieve appropriate clinical governance
required from a health perspective, and additionally general governance from a
children’s social care requirement. Each child/young person will be considered as an
individual, with the specific therapeutic approach having been indicated by the
professional/clinician treating the patient at time of referral, or at a time of crisis, or
otherwise.

Local Area CAMHS/LD Services

ICB’s as required can consider commissioning their local (or other) CAMHS/LD
services to perform bespoke assessments for those children/young people placed
locally Assessments in this manner would provide guidance on staff ratio required,
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particularly if the ratio determined by placement is not expected or is unusual in
relation to the behaviours displayed by the child/young person. The ICB can also
consider funding an independent specialist provider to perform bespoke
assessments, if the local CAMHS/LD local service are unable to provide what is
required at that time.

CAMHS Services within Derby and Derbyshire are not generally commissioned to
remain involved with the child/young person, generally assessments are completed,
and support strategies given. The child and young person’s individual case will not
necessarily remain ‘open’ to them, within the active caseload. However, there may
be a ‘point of referral’ or ‘open access’ for cases known to them, if this is not evident
a new referral will need to be carried out in those cases where behaviours
alter/change, are cause for concern and require further assessment. It is understood
that CAMHS have a radius of provision to 20 miles of the locality, referral to out of
area CAMHS should be performed if outside of this radius.

Well Managed Need (local interpretation)

ICB should not ‘marginalise’ (i.e., undervalue or minimise) a health need just
because it is successfully managed (National Framework for NHS Continuing
Healthcare and NHS Funded Nursing Care (revised 2018).

In the same instance it is locally agreed that a child or young person with
behavioural, emotional/mental health and physical needs may be managed well in a
setting or placement. We will not marginalise these needs because they are being
effectively met and focus instead on maintaining stability and safe care in
accordance with effective plans of care and provision. Each case presented that
shows well managed needs will be individually reviewed by panel to understand
what life is like for the child or young person, and what they need to support them
through their journey gaining as much independence as possible, and thereafter
through to adulthood.

In preparation of panel the CCNA will consider the following questions to consider
how well the needs are being managed:

e Has the child and young person settled in the placement? How long have they
been there?

e How recent is the child and young person cc assessment? Should be within 2
months?

e What type of placement is it?

e What are the needs?

e How are these being met, and by who?

e What do the plans of care show?
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Is there evidence that the child and young person’s needs are being managed
within placement with the (assessed) and planned provision (the right type of
provision?) evident from plans of care/de-escalation plans

Are the needs similar across settings i.e. education/residential? do they share
their plans of care etc to aid consistency?

Is it evident that the placement is managing needs, i.e. meeting the child and
young person’s outcomes, incident reporting, able to manage within provision
without any external input i.e. police? the child and young person is better
able to manage own behaviours and emotions by self-regulation.

Is it evident that if the assessed ‘additional’ support is removed would this de-
stabilise the child and young person’s behaviours?

The ‘additional’ support is defined within the Continuing Care Assessment
(CCA) as being the additional support required in excess of what the NHS
universal/specialist services can provide and what has been assessed in
terms of provision i.e. high ratio of care staff to manage behaviours,
placement is providing additional support to what is ‘usually’ requested from
them

What is described within EHCP, what is the statutory provision?

Additionally:

The Continuing Care Nurse Assessor (CCNA) will consider and perform the
assessment in relation to those children and young people whose behaviours have
reduced in placement over a period of time i.e. months/years.

Child and young person’s behavioural needs identify that behaviours have
reduced over a period of time 2/3 years

Child and young person is not escalating in behavioural activity (behavioural
logs show this). May show some occasions of behaviours — but expected, or
the ‘norm’ for that child/young person (identified within plans of care).
Assessor is able to have a complete picture that the child/young person is
settled, needs are being managed within a planned care approach,
specialists/placement has reduced the level of supervision/ratio/support in a
coordinated and safe manner. The CCA shows a significant improvement in
behaviours and level of needs reduced (or the same?) as last CCA. The costs
should (?) reduce if placement reduces input?

Assessor is able to identify and evidence from all documentation/plans etc. of
a reduction in needs. Child and young person is being ‘well managed’ BUT it’s
also recognised that the child/young person does not require the amount of
support that was initially required.

Can the child/young person be managed within mainstream/specialist NHS
services?

Has there been a change in EHCP?
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e There may be discussion of the child/young person moving to another
placement, managing needs in a more independent setting (group
house/independent living). Discussion at panel — can the ICB cease
contribution in these circumstances.

The above is guidance — NOT prescriptive

The Multi-Agency Panel will base their decisions on eligibility and consideration of
‘well managed need’ on:

e the response to questions above.

¢ level of needs presented within the DST.

e associated supporting information.

e recommendations made by the Nurse Assessor.

The ICB will determine if contribution towards placement continues after the above
decisions have occurred. Decisions will not be financially led.

In summary the child/young person’s case history should show how the placement
are reducing their overall support in placement, due to improved behavioural and
emotional management which may include:

e Staffing ratio reduced.

¢ Ability to access the wider community (not restricted due to behaviours that
pose risk to others).

e Consideration of placement move due to behavioural/emotional
improvement.

Panel Process

The DST and supporting information will be presented by the Continuing Care
Nurse Assessor and will follow the ‘usual’ individual cases by case discussion
at the Multi-Agency Panel. Safe commissioning must be evident through
supporting information, (additionally defining clinical governance i.e. evidence-
based care).

e Strategies completed by specialist health services, after review/assessment
is carried out, for implementation by residential staff or delivered by CAMHS
(as required).

¢ Plans of programmed care from provider showing how the support is being
carried out in placement — in accordance with strategies given by universal
services/specialist health.

e Logs of behaviours, including showing any escalation of behaviours and how
care staff have managed escalation through planned approach/reporting
system.
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e Outcomes of support provision identified i.e. Occupational Therapist
(OT)/MDT involvement.

e The panel comply with statutory process (i.e. Education Health Care Plan),
legal responsibilities and guidance within the National Framework for Children
and Young People’s Continuing Care.

e Responsibilities of provision are adhered to by each discipline (health,
education and social care), in accordance with their statutory responsibilities.
The relevant representative from each discipline would need to be aware of
responsibilities (panel attendance).

e Financial discussions must occur latterly and must not be discussed in
the first instance to define care package arrangement. The health and
behavioural needs must be understood primarily. Costings for second- or
third-person provision (or therapies/treatments if ICB/Complex Cases are
involved), must be provided by the placement for LA re-charge.

e NHS CC should not provide a replication of service provision, which could be
sourced and manged via local universal and specialist services, (unless there
is exceptional reason and in best interests of the child or young person).

e Service level agreements (SLA) will be required and arranged by relevant ICB
to source CAMHS provision out of area, or if out of area CAMHS determine
that they cannot meet what child or young person requires but placement can
the ICB may on a case by case basis agree to contribute towards elements of
placement i.e. therapeutic input, treatment (relevant to Complex Cases and
direct ICB involvement).

Information Relevant to Derby and Derbyshire ICB/ Derby
City Council and Derbyshire County Council

Local NHS core and specialist services must be accessed, however if this is not
feasible and with good reason the Specialist Health Professionals providing care
within placement who holds relevant specialist health registration, who are not NHS
employees will be accepted as specialist health involvement. Where necessary a
bespoke commissioned CAMHS/LD assessment can be considered in relation to the
‘in house’ Specialist assessment and treatment/strategy plan provided.

Required evidence/information for clinical governance and retrospective
contribution (see clinical governance requirements in residential/therapeutic
settings).
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Guidance

The following is guidance for the care package transfer into the acute setting
(hospital) or other setting i.e. hospice for a planned or emergency admission. Each
request to transfer the care package into this setting will be made on an individual
basis, based upon:

e The existing package provision (consideration of, whether part or all the
agreed hours of provision can be provided in another setting.

Child or young person’s (CYP) condition (severity/medical need).
Anticipated length of stay in the setting.

Family request for type/length/amount of support.

Agreement by the setting where CYP is being cared for - for care package to
be transferred, dependant upon type and nature of setting i.e. Children’s
Intensive Care Unit (CICU), Paediatric Intensive Care Unit (PICU), High
Dependency Unit (HDU), main ward or another environment.

e Requirements/limits of what care package care staff can provide.

Agreement by the care staff/personal assistant/commissioned provider to care for
CYP in another setting. Carer workers do not necessarily require an honorary
contract for the type of care and support outlined below, unless it is a pre-requisite of
that setting. Generally, an honorary contract is required in the acute hospital setting
when clinical health interventions/tasks are performed by the care staff (for the
individually named CYP).

Support provided by the Local Authority is covered by this guidance, given the nature
of the joint arrangement in place between the Integrated Care Board (ICB) and
Councils. However, in these circumstances there must be up to date valid
assurances of training and competency pertaining to the CYP with complex health
needs. This includes those care packages under the remit of Direct Payment.

e Care workers must not carry out any medical/nursing interventions under any
circumstances (unless there is a requirement for training/competence — under
the supervision of qualified nursing staff — covered under Honorary Contract
Arrangements).

e Care workers must only aid/support when moving or handling a CYP or
providing personal cares, these must not be carried out solely by care
workers.

e Care workers are there to additionally support in aiding communication
between CYP and hospital staff, and offer a friendly/familiar face to the CYP
in aiding to facilitate care and support.

e Care workers must follow the relevant plans of care which should detail the
supportive elements of care that the care staff will carry out and assist with.
The care staff must maintain accurate records keeping in line with the planned
care/support provided in the setting.
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e Care workers must comply with relevant procedures and policies in the
setting (care provider management team/parents will liaise with the setting in
advance, in respect of staff attendance — date/time, provide rota).

e In relation to emergency hospital admission, care workers must not provide
any form of support in CICU, PICU, HDU, Accident and Emergency
environment , but in the best interests of the child, (if and where appropriate)
would remain with/in the vicinity of the child until parents/carers arrive at the
hospital.

e Care workers must not provide support/assistance in the setting if the CYP’s
condition becomes or is unstable (the CYP’s care to remain the responsibility
of, and be managed by that setting’s staff).

e Care workers must not replace acute hospital staff, and must not be counted
in the overall staffing numbers.

e Care workers will need to follow and adhere to the relevant setting’s
procedures and processes i.e. safeguarding process, fire procedure etc. Care
staff must be advised of these processes and policies prior to providing
support to the CYP.

e Care workers must raise and alert setting staff about any concerns they have
about their support and care of the CYP, including any risks they may identify
whilst carrying out their supportive and assistive role.

e Care workers must always remain professional within the setting environment.

e Care workers must remain diligent to support the needs of child as well as
working within limits of their role in the setting.

The care workers must not replace or take over the parenting role and should take
all steps to support and facilitate parental involvement, whilst in hospital, or other
setting. Generally, the amount of support provided in the home can be considered for
transference into the acute or other setting but may not be feasible or possible given
the circumstances or setting. Discussions with parents/carers, care staff,
commissioned provider and setting management staff will need to take place prior to
any support commencing, to arrange plans of care (suitable to the environment) and
agree the most appropriate time for the care staff to provide the care and support.
The amount of support may not necessarily be the usual amount nor the same times
of day/night, as provided at home. Discussion and negotiation will need to take place
between the relevant people.

Honorary contract arrangements

In certain circumstances trained care workers from the care support package may
need to perform complex health interventions via honorary contract arrangement.
Honorary contracts will need to be agreed between the commissioned provider,
setting management staff, parents/carer/CYP and MLCSU. The care staff in this
case will be supervised by qualified nursing staff in that setting under the following
circumstances:
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¢ New care package requirement — in this instance care workers need to be
trained and competent in providing complex health interventions to a CYP in
the hospital, or

e Other environment i.e. step-down setting. This arrangement requires care
staff to be trained and competent prior to CYP discharge.

Existing care package in place, but in this instance the CYP requires new health care
interventions due to a change in need i.e. placement of NG tube, placed on a
ventilator, tracheostomy inserted etc. In these circumstances the care worker would
need to be trained and competent prior to discharge from the setting. In all
circumstances the information and directives within the individual honorary contract
arrangement must be followed. The contract arrangement should refer to the
individual health care plans, clinician/nursing directives regarding health
interventions required, and clearly articulated to the care staff and understood by
them.

Requirements for decision making to ascertain support
requirements:

. Date of admission.

. Reason for admission.

. Expected length of stay.

. Confirmation of current agreement/honorary contract in place with the
hospital.

. What support parents will be providing.

. Reasons why additional support is required above what that setting/
environment would usually provide.

. Details of support required, and how this will be carried out (times/days).

. Usual care provided at home, and if/how the usual times of provision will
alter.

. Identify any safeguarding concerns and ensure these are communicated
to the ward in line with local process/escalation.

. Process for escalation of any concerns from agency staff to hospital staff

. Up to date agreement of care plans in place.

. Care staff must have evidence of current and relevant training and
competency.

MLCSU Children’s Service will require copies of all the documentation and be
kept informed of any planned changes to the planned and agreed provision in the
alternate setting and kept up to date of any issues/concerns raised.
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Interpretation of the Domains

Interpretation of the behavioural domain level of need within the Children and Young
People’s Continuing Care Framework (2016), and management of Children in Care
(CIC) who have care jointly commissioned (Continuing Care eligibility). This is
intended to be used as a guide and not prescriptive.

The interpretation of the domain should be considered alongside the narrative which
describes the specifics about the behaviours that challenge. The level of need itself
is not a determinant of eligibility i.e. it should not be assumed that because a child or
young person (CYP) has high etc. level of need they are automatically eligible. The
nurse assessor should review the assessment in its entirety alongside supporting
evidence/information to understand what needs the CYP has, and how/if these are
being met.

The narrative of the CYP’s behaviours and impact on other domains must be
described in detail to fully appreciate their needs and how these are being managed,
(or not managed).

Low level of need
Some incidents

Evident behaviours throughout the year, which are not beyond what is expected of a
CYP to exhibit.

Moderate Level of Need
Occasional challenging behaviours

Evident behaviours which occur more so, on a monthly basis and which are beyond
what is expected of a CYP to exhibit, and who have had a history of previous
trauma/difficulties or have learning difficulties; which have led to those displayed
behaviours.

There may be specialist practitioners involved to help with strategies/plans of care
etc
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High Level of Need

Regular challenging behaviours

Evident behaviours which occur throughout the week/weekly basis, showing a
consistent pattern of behaviour, which are beyond what is expected of a CYP to
exhibit, and who have had a history of previous trauma/difficulties or have learning
difficulties; which have led to those displayed behaviours.

‘despite specialist health intervention’

The CYP will have had access to a clinical specialist or specialists previously or
currently, who have performed assessments and provided strategies to manage the
behaviour. Those strategies would need to be current and applicable to the level of
behaviours that are displayed by the CYP at the time of assessment. The CYP will
not be displaying any additional behaviour/s which requires specialist assessment.

If the CYP is displaying behaviours which are not compliant with the
assessment/strategies in use, the young person (YP) will need to be referred to a
specialist service and Continuing Care Assessment performed after specialist review
and revised strategies are in place. This will ensure that the CYP’s needs ‘cannot be
met by existing universal and specialist services’, in accordance with National
Framework.

Severe Level of Need
Frequent, intense behaviours

Evident behaviours which occur daily and are recurrent, and show a consistent
pattern of behaviour, which are beyond what is expected of a CYP to exhibit, and
who have had a history of previous trauma/difficulties or have learning difficulties;
which have led to those displayed behaviours.

Priority Level of Need
Challenging behaviours of high frequency and intensity

Evident behaviours which are displayed throughout the day and are constant, and
carry extreme high risk to CYP and others i.e.

2022 Behaviours that Challenge — Interpretation V2





e Requestis for 2:1,3:1 etc. provision to manage CYP behaviours.

e Request is for treatment and therapies which cannot be met by universal or
specialist services, but can be met within therapeutic placement (the
Integrated Care Board (ICB) will determine the route of funding for these
cases i.e. CYP Continuing Care or Individual Funding Requests).
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Guidance

This guidance should be based upon a need’s led approach, for those Children and
Young People (CYP) whose health needs have changed, and potentially require a
change to the care package arrangements. In these circumstances a Continuing
Care Assessment (CCA) (inclusive of Decision Support Tool (DST)) must be
completed alongside the Multi-Disciplinary Team (MDT) involved with the CYP
inclusive of their parents/carers and CYP where appropriate. The CCA should
identify the health needs and how these have changed to depict that an amendment
is possibly required in the care package arrangement.

CYP/parents and carers must be involved in any discussions about care package
alteration due to a change in health needs and understand if and how this change
will impact on the CYP or them. CYP/parental views, comments, concerns, and
issues must be listened to and understood in terms of impact for them, and how
concerns/issues/impact can be managed safely. Risk assessment will need to be
considered in these circumstances, where there is an impact on the CYP or the
parents. The risk assessment should be completed between MDT and CYP/parents.

Social care, education and other relevant agencies should complete their own
individual agency assessments (as required) to understand how the change in health
needs impacts on the CYP and consequently on the provision/support the agencies
provide individually or part of a joint care package arrangement. All agencies and
partners involved should carry out agency assessments as soon as possible and
inform the MDT/parents/CYP of the outcomes.

The revised and current DST (and supporting evidence/information) must be
presented, discussed, and considered at the CYP Continuing Care (CC) multi-
agency panel, denoting care package amendment (requiring either withdrawal,
reduction, or increase). Social care, education and other agency assessments
should be discussed and understood by panel with regards to what changes are
required, and the impact on the CYP as well as parents; additionally, considering risk
assessment.

A holistic view should be taken by panel, reviewed and understood as to what the
support will look like, and if the relevant agencies involved need to amend/flex their
provision on an individual agency basis, or coordinated alongside other input and
support. The CYP CC panel must make decisions fairly and equitably for the CYP
across the footprint; made on a case by case basis. A change in needs could be:

e Child’s health needs have improved, and ‘continues to meet’ Continuing
Care criteria, but no longer requires the current amount of support; reduction
in care package is identified

e Child’s health needs have improved and ‘does not meet’ criteria for
Continuing Care. Child does not require health interventions and no longer
requires the care package. Determined by parental request to remove care
package or determined via CCA assessment/MDT approach, (in both cases
the DST recommendations must be ratified within CYP CC panel.

3
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In removal of the care package the CYP CC panel must consider parental views,
other multi-agency assessments of need, safety of child upon removal of all or part
of the care package. If the child or young person becomes at risk the CYP CC panel
must consider how risks can be mitigated and how any remaining health needs that
a CYP has can be supported/managed through locally NHS commissioned/universal
or specialist commissioned NHS services, Local Authority services, access to
Education support, third part or charitable provider support should be considered

If parents request removal of the care package and refuse access to providers,
resulting in risk to the safety of the CYP, concerns must be escalated, and
safeguarding process must be followed.

CYP CC panel to agree to change required, showing decision-making and rationale,
and subsequent outcome. Decision to be relayed to CYP/parents by letter, or as
needed via face to face meeting alongside partner agency representatives (as
required).

Disputes

If there is a differing opinion between agencies within the CYP CC panel setting,
agreement should be made to place the case into dispute, (disputes process
followed). The care package provision should not be altered until disputes process
has resolved and agencies agree to level of support/care package child/young
person should have. Funding arrangements and agreements must not determine
care package arrangements for a CYP, all decisions must be needs led.

Inter-agency disputes must not involve CYP/parents, and in any circumstance must
not become involved in the dispute process.

Phased withdrawal

For those cases where the care package is reducing or stopping, the CYP CC panel
will decide if a phased reduction is necessary. This would help to support family and
CYP’s adjustment to the new care package arrangements. The CYP CC panel will
provide a rationale and timeframes of phased withdrawal. The CYP’s safety and
wellbeing will be central to decision-making.

Transition to universal and specialist services

For those cases where the child/young person will be transitioning into locally
commissioned/ universal and/or specialist commissioned NHS services the CYP CC
panel must ensure there is a robust plan to transfer the child over to such service/s.
The plan of transition must be discussed within CYP CC panel, ensuring safety and
well-being of the child.

In all circumstances the CYP CC panel process must remain transparent and
understood for the CYP/parents, and where necessary and appropriate discussions
should happen jointly with CYP/parents, inclusive of relevant partner agencies i.e.
social care, education and the services where they are transitioning to.

4
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Appeals from family with regards to withdrawal/reduction or
Increase in care package

If the parents disagree with the CYP CC panel outcome to reduce or withdraw any
part of the care package they should appeal through the appropriate channels. Multi-
agency partners will follow the appeals process. Parents should have been given the
details of how to appeal should they disagree with the CYP CC panel outcome by
MLCSU. The CYP CC team within MLCSU should assist and support the parents
wherever necessary with regards to appeal process. Any active appeal should
remain on the CYP CC panel agenda to discuss progress, and to ensure timeframes
are adhered to. Regular effective communication should occur with CYP/parents in
accordance with appeals process.

5
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For those families with care packages consideration can be given to those care staff
accompanying a CYP and their family to holiday destinations (in the UK or other).
This will require advance notice, planning, risk assessment and other preparatory
pre-requisites. This guidance is not limited to what is described below.

General Guidance/Considerations

Parents to advise the provider and MLCSU in excess of 4 months of the
planned holiday, giving preparation time to those involved in planning i.e.,
commissioned providers, LA, CCG, health specialists, other health authorities,
MLCSU etc.

Parents are responsible for securing funding for all travel, insurance,
accommodation, food (whilst on shift), negotiation around food consumption
at other times (when not providing care to the child/young person (CYP).
Carers given relevant breaks as per what they would normally have.

Carers to have own accommodation/bed/room, and allowed to rest/sleep and
access to ‘normal’ activities outside of duty time (and not be restricted to time
away from the child and family).

Consideration given to care support whilst travelling to and from the holiday
destination i.e. will the carer be providing care, mainly accessing travel
arrangements alongside family and CYP or travelling to destination alone.
Parents to access the support that they would normally have received for the
duration of the holiday — unless by prior arrangement (before going away). No
additional expectations should be placed onto the care worker to provide care
or support for CYP whilst away.

Care staff to get paid by their organisation for the shifts provided whilst on
holiday (including care provision during travelling time as necessary).
Parents to ensure any equipment is compatible with voltage abroad (power
adapters).

Parents to provide/prepare all relevant equipment and consumables, and
medication for the CYP’s needs whilst away.

Parents to provide assurances of the equipment to be used by the care staff,
supported by clinician letter for specific equipment i.e. scissors/sharps.
Parents to arrange any necessary equipment and consumables for travel
(including flight).

The provider and Midlands and Lancashire Commissioning Support Unit
(MLCSU) have the right to refuse for the carer to accompany the CYP and
family if the risks posed cannot be mitigated, or if the time frame for the
planned holiday does not enable appropriate assessments to take place,
ensuring safety and well-being of the care staff.

Family to ensure access to local hospital at the destination, and access for
their CYP is feasible given the CYP’s complex health needs.

Provider

Have appropriate insurance in place for the carer carrying out support abroad.
Provide care plans for the carer whilst abroad, and risk assess the holiday as
much as feasibly possible, i.e. location, accommodation, care provision for
CYP, access to hospital, escalation process. Discussions must occur with
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family about accommodation, where support will take place and any
highlighted risks to carer and CYP — this includes travelling.

Carers to have copies of times of shift coverage in advance, and agreed
between provider, family, and carer.

To ensure the carers have access to contingency plans re: hospital
accessibility (contact details, how to call an ambulance etc.) and have letters
from consultant re: CYP’s medical condition — should the CYP need urgent
hospitalisation and treatment.

Provider to liaise with clinicians re: escalation plans requiring hospitalisation.
Contingency of how to get carer back to their home setting from the holiday
destination, if an emergency should arise requiring the carer to go back home
(this should be negotiated between carer, parents, and provider prior to the
holiday). Discussion should include how the carer could return home (method
of transport/travel arrangements and cost of this — including who will pay for
return travel in an emergency.

To ensure the family have access to provider for emergency situations re:
carer, contact for on call provider/next of kin/relatives etc. Discussion between
carer and provider for the CYP’s family to have an emergency contact number
(in event of carer iliness).

Local Authority

Jointly funded/jointly managed care packages must include discussions with
the relevant Local Authority regarding the support provided under this
arrangement.

Agreement must be sought from the Local Authority in relation to the planned
care arrangement whilst on holiday.

Carer

To agree to travel, and fully aware of support required for CYP, and their role
with regards to supporting the CYP (whilst travelling and whilst on holiday).
Have copies of duty rota/care plans/risk assessments etc.

MLCSU

Copies of all documents (risk assessments, care plans and any escalation
plans) and assurances re: contingency for carer and CYP iliness.

Provider to give assurances of insurance to enable carer to carry out work in
this country or other location.

Liaison with contracts re: any amendments or requirements for CYP being
cared for in this country or overseas (should be done in the first instance) —
may have limits within contractual arrangement.

Have clear documentation around responsibilities from provider/parents
concerning the support to be provided by the carer.
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COVID 19
e Care provision of any kind must fall in line with government regulations/
guidance and statutory directive.
e Risk assessment must include safety and management related to COVID 19,
inclusive of preparation and ongoing to ensure safety of the care staff whilst
supporting outside of the ‘normal’ environment.
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1. Child/Young Person’s Name Date of birth

Address Name of setting/school

2. Background Information (summarised), including diagnosis where
appropriate and health professionals who are involved

3. The views, interests and aspirations of the child, young person
(obtained from a representative where needed i.e. their parents)

4. a. The child or young person’s health strengths

b. The child or young person’s health needs

5. The health outcomes for the child or young person

AMENDED/UPDATE Healthcare Provision

6. Health provision/intervention/treatment reasonably required as a result
of the child or young person having special educational needs (in
relation to the ‘Continuing Care package of support’). Provide date of
when healthcare provision altered/will be altered

Name/ title of person completing Service/ Agency
the advice/update

Address Contact Number

Email Address

Signature Date completed

Information to be emailed to EHCP writers/DCO as appropriate. EHCP to reflect
identified health needs and resulting provision from Continuing Care

2
Health Information for Statutory EHC Assessment V1






image1.png
NHS

Derby and Derbyshire

Integrated Care Board




image2.png
INHS |

Midlands and Lancashire

Commissioning Support Unit




image3.jpeg
Joined Up Care
De,,rby@ire,

Planning future services together
S0 people can ba heaithy,
Tive wol and stay wel.

D .3





