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Introduction

This guidance is designed to ensure that children and young people who have health needs are able to have full access to an educational setting, including early years settings, schools and colleges. It provides a framework for a consistent response to the health needs of children and young people in a confidential and respectful way to ensure that they have the opportunity to participate in all aspects of learning. 

Local Authorities and CCGs have duties to work together and make joint arrangements for children with special educational needs and disability.  BaNES, Swindon and Wiltshire local authorities and BSW CCG are committed to pursuing a policy of inclusive education with no one being unnecessarily denied access to school or other educational activities simply by virtue of having a medical condition. The Designated Clinical Officer (DCO) will work in liaison with the CCG and local authorities to support joint processes. 

The aim of this guidance is to:

Provide a framework for a consistent response to the health needs of children and young people in a confidential and respectful way to ensure that they have the opportunity to participate in all aspects of learning. 
Improve multi-agency working in partnership with children, young people and families.
Ensure that children and young people living in BSW who have medical needs, are able to have their needs met and access a range of settings within the community. This includes; early years settings, schools, colleges (including post 16 provision) and other locations e.g. holiday play schemes and after school clubs.
Clarify for all stakeholders, including parents/carers and children and young people what they can expect to be provided and by whom.
Provide a framework to manage the risks associated with carrying out clinical and care procedures that relate to the child or young person, the worker and the organisation.

[bookmark: _Toc46499455]Background

The guidance is based on principles from:
Supporting pupils at school with medical conditions. https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/803956/supporting-pupils-at-school-with-medical-conditions.pdf
Meeting health needs in educational and other community settings. Royal College of Nursing guidance 2018 https://www.rcn.org.uk/professional-development/publications/pdf-006634
Equality Act (2010)  https://www.gov.uk/guidance/equality-act-2010-guidance
Children and Families Act (2014) https://www.legislation.gov.uk/ukpga/2014/6/pdfs/ukpga_20140006_en.pdf

[bookmark: _Toc46499456]Local Context

Each service and setting must have their own policies and documents in place to support statutory responsibilities and to ensure that these meet the needs of children and young people with medical needs. 

Each area has their own Local Offer to provide information on local services for children, young people and families these can be found:

BaNES:   https://www.rainbowresource.org.uk/
Swindon: https://localoffer.swindon.gov.uk/home
Wiltshire: http://www.wiltshire.gov.uk/local-offer


[bookmark: _Toc46499458]Roles and Responsibilities

Guidance on the roles and responsibilities for individuals and specific settings which support children and young people are described in guidance document “Supporting pupils at school with medical conditions” and the Royal College of Nursing (2018) document “Meeting Health Needs in Educational and other Community Settings”.

Parents/Carers
Parents/Carers should ensure that the setting is provided with sufficient, relevant, and up to date information about their child’s medical needs. This should include details of any health professionals who are involved with their child. They should maintain effective communication with the setting to identify any changes in the child or young person’s condition and participate in the regular review and update of their child’s individual health care plan. 

Children and Young Person
Children and young people (CYP) with medical needs should be included in meetings and have opportunity to express their thoughts and feelings. They should be encouraged to provide their consent for each identified health or care procedure / intervention when appropriate to do so.

Governing bodies and educational setting staff members
Governing bodies, proprietors, trustees of all types of educational settings are legally responsible under section 100 of the Children and Families Act (2014) to make arrangements for support to pupils with medical conditions. Each setting should identify a named person with responsibility for effective policy implementation. 

Settings must ensure there are sufficient staff who are appropriately trained to meet needs of the CYP, ensuring that it is not the responsibility of just one member of staff to carry out medical procedures. Policies should identify collaborative working arrangements between school staff, parents, CYP, health care professionals and local authorities.  Settings must undertake risk assessments for setting environment, visits, holidays and any other activity e.g. PE or other sporting activities. 

Individual health care plans or school health action plans should be drawn up to capture how to support individual CYP.  These plans should be reviewed at least annually or at any time when needs change. Settings must ensure written records of treatment and care are maintained and that parents are informed if the CYP is unwell at school. 

Any staff member who is involved in caring for the CYP must have access to the healthcare plan and have received sufficient training to deliver the care required.  Staff should have an understanding of specific conditions they are being asked to deal with. Staff should request further training if they do not feel they have sufficient skills to deliver the care required (Health and safety at work act 1974). All school staff should undertake basic awareness training with annual updates as specified in the settings Health and Safety policy, this is likely to include asthma, allergy and first aid awareness. Local arrangements will need to be described in each setting’s administration of medication/medical needs policy.



[bookmark: _Toc46499460]Healthcare professionals

Healthcare professionals will ensure that settings are notified and updated about a child’s medical needs and ensure the setting has access to all relevant information required to safely care for that child or young person. They are responsible for supporting settings to produce Individual Health Care Plans (IHCP). Depending on a child’s diagnosis and medical needs this may involve contributions from a range of health care professionals. They should also monitor the accuracy and impact of the Health Care Plan and update it at least annually (or more frequently if needs change).  

NB; The range of health professionals that may be involved with any given child is vast so this document will not prescribe which professional will undertake this role but that this will be dependent on who is the most appropriate health professional involved with the child’s care.  

Local Authority and CCG Education and Statutory SEND Services 
The local authorities and the CCG must make joint commissioning arrangements for children with medical needs and have a duty to promote cooperation between the relevant partners. This will include commissioning of school nurses, providing support, advice and guidance for educational settings or providing alternative arrangements for children and young people who are not able to attend the educational setting for medical reasons.
[bookmark: _Toc46499459]Funding 
For the vast majority of children their medical needs will only require a minimal level of additional support, this is likely to fall within either reasonable adjustments or in the notional funding for SEND allocated to schools to support inclusion. For Early Years settings the majority of medical needs will be met within the setting’s reasonable adjustments and adult to child ratios. Inclusion support funding is available where children’s medical needs are impacting on their education. Where the individual has needs that qualify for children and young people continuing care, the CCG will liaise with the LA to consider jointly commissioning support to meet health needs in tier 3.

Health Care Plans 
An individual School/setting Health Care Action Plan is required when a child or young person is identified as needing the administration of a specific prescribed medication, management or monitoring of a health condition or delivery of a health or care intervention whilst in attendance at the setting, and which is not covered under one of the setting’s generic policies. Such plan is normally agreed between the educational setting and the parents.  In some cases healthcare professionals might be asked to contribute to such plans.

An individual Healthcare Plan (IHCP) is a plan drawn up by the setting in conjunction with relevant health professionals and signed off by a health professional. They will provide advice, support and training to ensure that educational staff are competent to carry out healthcare tasks.  The competency will be signed off and monitored by the relevant healthcare professional at intervals decided locally with the setting and healthcare provider.  CYP and their families should be fully involved in this process.

	· School/setting Healthcare Action plan 
	· Healthcare Plans

	School/setting Health care action plans are normally (but not exclusively) related to Level 1 needs set out in Appendix A.

The format of the plan should include:
· Description of how CYPs needs may impact on attending setting 
· How to support the CYP in a particular setting including activities such as PE or off site activities.
· Identifies what training staff require and how this is accessed
· Risk assessment of how needs can be managed in setting
· Parental/child agreement to care
· Review arrangements 


	Health care plan is normally (but not exclusively) related to level 2 needs set out in 
Appendix A.
The format of the plan should include:
· Description of the child’s individual needs and how these may impact on the child, what they can do for themselves.
· Level of support needed for routine daily care
· Details of any medication needed, storage and disposal of medication, dose, method of administration
· Clinical procedures which need to be carried out, by whom, when and how
· Details of any tests that need to be undertaken in school and action to be taken depending on results, e.g. diabetes care
· What training is required and how this will be provided including assessment of competence
· Any additional medical information required to keep the child safe within the setting
· Description of what constitutes an emergency and what action should be taken
· Parental/child agreement to care plan
· Should include a review date, in some circumstance when no changes are expected this may be less frequently than annually, but this should be documented. 
· Healthcare professional sign off of the plan including any support staff competency.


	Points to consider when writing plans 

	Confidentiality
The health care plan should only contain relevant information
The views of the child should be sought to establish what information they want to be shared with staff and potentially other pupils to keep them safe.
Some health conditions are not expected to change, so in some instances IHCP will not routinely be updated by health professionals on an annual basis, but settings must still check with families that the plan is still the most up to date recommendations from health providers.
It is the responsibility of settings to support transitions to other settings by sharing IHCP
All IHCPs should be stored and shared in line with data protection guidance.




Record keeping

All medication and procedures that are delivered should be clearly documented in accordance with the settings medication policy and the council’s health and safety guidance for educational settings. Records should be updated contemporaneously i.e. documented immediately after the event. 


[bookmark: _Toc46499464]Training
Settings will be supported by the child or young person’s Health Professionals to identify and advise on the training required by the setting to ensure staff achieve the agreed competencies in line with evidence based best practice. In most cases the Health Professional will either be able to deliver the training themselves, assess staff competencies and support the development of an Individual Health Care Plan. 

Once training has taken place and any agreed competencies have been achieved then setting staff will have the required skills to safely manage the identified health and/or care interventions for the individual child or young person. 

Setting Staff will have the contact details of the Health Professional who completed their training, should they need to request further training or support, including advice if the child or young person’s needs change.

Staff competencies should be reviewed annually or sooner if there are changes to the child or young person’s health needs.  

Settings are expected to have staff that are trained to meet the needs of the children in their care. The minimum requirement is; First Aid, Basic Life Support (BLS) and Anaphylaxis - Establish that all first aid training companies used across the area are providing training in the use of all 3 Adrenaline Auto-Injectors, Asthma and epilepsy awareness.

Planning for Emergencies
There needs to be clear policies and procedures in place for the benefit of setting staff and parents / carers about what should happen in the case of a medical emergency.  This needs to include details of contacting both the child’s parents and the Emergency Services (999).  This may also include identifying procedures which are unique to a specific setting or activity.
[bookmark: _Toc46499468]Infection Control
Setting will need to follow their own organisation’s infection prevention and control procedures and can seek support with this from healthcare professionals for any specific individual advice required.

[bookmark: _Toc46499469]Safeguarding
All settings and staff providing a service for children with a disability should be aware of the increased vulnerability to abuse and neglect. Appropriate communication between all professionals is key to safeguarding especially where children are vulnerable. All staff must follow multi-agency safeguarding procedures, including situations where there are concerns about placing children at risk of harm.

[bookmark: _Toc46499470]Insurance and indemnity
Educational settings need to ensure they have an appropriate level of indemnity insurance to cover for both organizational and individual accountability as described in the Health and safety policy.

[bookmark: _Toc46499471]The concern of employees administering medication in respect of personal liability is unfounded. The LA takes vicarious liability for the actions of its staff provided those actions are taken in good faith and in accordance with LA policy and practices. 

Monitoring and Evaluation
This guidance should be reviewed on a yearly basis, or sooner if there are significant changes to local or national policy, or if it is deemed that the guidance no longer demonstrates evidence based best practice.


Appendix A - Levels of Need, responsibilities and support implications 

Children and young people may present with a range of needs. Levels of health and/or care interventions which may be required by children and young people fall broadly into three groups which are differentiated by the skills required to undertake the task and any associated risks.  

The tiers described below are developed from; 
Meeting health needs in educational and other community settings. Royal College of Nursing guidance 2018 https://www.rcn.org.uk/professional-development/publications/pdf-006634






It should be noted that this list is not exhaustive, and the Designated Clinical Officer will be able to offer advice and support to settings should an intervention not be listed below.
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	Level 1 - Routine and Easily Acquired Skills
	Level 2 - Tasks Requiring Training from a Health Professional
	Level 3 – More complex clinical procedure

	Tasks
	Feeding and Medication
· Making up of a routine infant feed following instructions as to how much feed and water to mix together.
· Assisting a child with eating or drinking in accordance with a simple plan which may involve environmental, postural and equipment adaptions to promote independence at meal times.

Personal Care, Toileting and Manual Handling
· Providing intimate personal care, assisting with cleaning and changing of soiled clothing, changing nappies and sanitary wear  
· Promoting continence by assisting with toileting regimes, ensuring children have access to appropriate and accessible toilets, regular drinks encouraged etc
· Moving and handling; assisting a child who may have mobility problems in accordance with local policy and / or in addition to advice from their Physiotherapist or Occupational Therapist
· Dry/wet wrapping for a child with eczema; a prescribed treatment involving dressings for children with severe eczema
· Undertaking a child’s physiotherapy program by following the plan developed by their Physiotherapist

Breathing 
·  Use of inhalers; assisting a child who may have respiratory problems (e.g. asthma) in accordance with local policy
· Assisting and supporting a child who may need emergency care, including basic life support (CPR), seizure management or anaphylaxis treatment in accordance with local policy
· Administering oral medicine in accordance with local policy to include over the counter medication (e.g Paracetamol)

Other Support and Interventions 
· Supporting a child’s communication program by following a written plan prepared by a Qualified Speech & Language Therapist
· Care of a child with epilepsy (not requiring emergency medication) to ensure the safety of the child is maintained during a seizure
· Simple dressings applied to the skin following a written care plan, for example; application of a gauze non-adhesive dressing with tape to secure, or the application of a Transdermal patch.

	Feeding and medication
· Stoma care including maintenance of patency of a stoma in an emergency situation 
· Administering medicine via a Nasogastric or Gastrostomy Tube in accordance with a child’s individual Health Care Plan
· Administration of bolus or continuous feeds via a Nasogastric or Gastrostomy tube including setting up an electronic pump 
· Injections (intramuscular or subcutaneous). These may be single dose or multiple dose devices which are pre-assembled with pre-determined amounts of medication to be administered as documented in the individual child’s Health Care Plan, e.g. Insulin for diabetes or Adrenaline for Anaphylaxis.
· Inserting suppositories or pessaries with a pre-packaged dose of a prescribed medicine e.g. rectal diazepam.
· Rectal paraldehyde which is not pre-packaged and has to be prepared before it can be administered, permitted on a named child basis as agreed by the child’s lead medical practitioner  e.g, Community Paediatrician or Consultant Neurologist 
· Emergency administration of ‘rescue medication’ such as Buccal or Intra-nasal Midazolam for seizures, and Hypo stop or GlucoGel for the management of low blood sugars in Diabetes

Personal Care, Toileting and Manual Handling
· Intermittent Catheterisation and routine catheter care for both urethral and supra-pubic catheters and management of Mitrofanoff  (a surgical opening to the bladder)
· Routine Tracheostomy care including suction using a suction catheter
· Emergency change of a tracheostomy tube
· Oral suction of the mouth
· Emergency interventions which would be deemed as basic first aid and includes airway management
· Assistance with prescribed oxygen administration including oxygen saturation monitoring where required
· Ventilation care for a child with a predictable medical condition and stable ventilation requirements (both invasive and non-invasive ventilation). Stability of ventilation requirements should be determined by the child’s respiratory physician and will include consideration of the predictability of the child’s ventilation needs.

Other Support and Interventions 

· Blood Glucose monitoring as agreed by the child’s lead nursing/medical practitioner e.g. Consultant Paediatrician or Paediatric Diabetes Nurse Specialist and as detailed in their individual Health Care Plan
	Feeding and Medication
· Re-insertion of a Nasogastric or Gastrostomy Tube
· Intramuscular and sub-cutaneous injections involving assembling of the syringe and dose calculation
· Intravenous administration of medication
· Programming of syringe drivers
· Administration of prescribed Medication not documented in the child’s Individual Health Care Plan

Personal care, toileting and manual handling
· Re-insertion of permanent urethral or supra-pubic indwelling catheters

Breathing 
· Deep Suctioning (where the oral suctioning tube goes beyond the back of the mouth, or tracheal suctioning beyond the end of the trachae)
· Ventilation care for an unstable and unpredictable child

Other support and interventions

	Documentation
Process 
	School/ educational setting records 
Medical reports 


Care/action plan is agreed between school and parents and child/young person with medical input where required 
	Individual Health Care Plan 
School / educational setting Records 
Medical Reports 

Individual Health Care Plan has to be drawn up and signed off by a relevant medical/health care professional.  Parents and the child/young person should be involved throughout the process 
	Individual Health Care Plan 
School / educational setting Records 
Medical Reports

Individual Health Care Plan has to be drawn up and signed off by a relevant medical/health care professional.  Parents and the child/young person should be involved throughout the process

	Responsibilities 
	Educational setting staff are able to fully support child or young person.
Relevant medical/healthcare professional to provide advice and support.
	Educational setting staff able to fully support child or young person but only with relevant medical/healthcare professional’s advice, training, support.  The relevant medical professional will participate in regular reviews as outlined in the Individual Health Care Plan .
	Suitably qualified Healthcare professional 

	Funding implications 
	Education – all needs are met within the universally available resources 

Health – all needs are met within commissioned services 
	Education
· In the vast majority of cases needs should be met within the delegated resources.  Educational settings will be expected to provide reasonable adjustments, equipment or support up to the value of £6K.  This support has to be specified in the Individual Health Care Plan. 
· If support outlined in the Health Care Plan is above what would is reasonably expected of the educational setting, an application for a HN top up should be made (Appendix C).  Individual requests will be considered jointly by the LA and the DCO on case by case basis 

Health
· Relevant professional will provide advice, support and training to ensure that educational staff are competent to carry out health care tasks (sign off the competency should be recorded). Additional or update training might have to be provided.
· Individual Health Care plan will be signed off by the relevant medical professional 
· Healthcare professional will be involved in all reviews of the Health care plan 
· In some cases specialist equipment will be provided
· In a few, very complex cases, there might be a need to agree joint health and education funding 
	Health – support fully provided by health commissioned service 




Appendix B - Process for developing individual healthcare plans [image: page28image4098654416]
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Publication


This is an RCN clinical professional resource.


Description


This publication aims to provide information and professional guidance to Royal College of Nursing (RCN) members employed in a 
wide range of professional roles that provide, or are responsible for the implementation of physical health needs training in nurseries, 
schools, and any other community setting. The lack of professional guidance in this area was highlighted by a RCN Children and 
Young People’s Continuing and Community Care Forum members’ survey (RCN 2015; furthermore changes to legislation at this time 
and the requirement for nurses to have a key role in respect of the development of Education health care plans (and equivalents in the 
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In providing guidance to all Royal College 
of Nursing (RCN) members who have a 
responsibility to plan for, or are required to 
safely meet the health care needs for Children 
and Young People (CYP) in various settings, this 
document will set out key elements and factors 
for consideration and is applicable to health care 
professionals working with CYP up to the age 
of 25 years. The guidance covers CYP with both 
long term conditions and complex physical health 
care needs, including those CYP with life limiting 
and life threatening conditions. Due to the 
specialist nature of those CYP with mental health 
needs or learning disabilities this guidance 
will not address meeting their specific needs, 
however the principles from this document 
would equally apply. Further information on this 
cohort of CYP may be found in a recent review by 
the Council for Disabled Children (2017).


Best practice exemplars have been included to 
aid the process of demonstrating how successful 
assessment, management, and support can be 
taken forward. Where best practice is identified, 
the needs of not only the CYP in accessing and 
maintaining education are highlighted; but 
significantly the roles and responsibility of the 
health professional, social care and educational 
establishments. This is especially pertinent for 
professionals working in collaboration with 
education, social care and commissioners; 
furthermore, takes into account the recent legal 
changes and responsibilities for the provision 
of education (Welsh Government, 2015; 
Department for Education (DfE), 2015a).


Guidance on delegation to support workers is 
encompassed within this document and seen 
as an integral component of supporting health 
and social care needs in educational and other 
community settings. It is the responsibility of 
the employing organisation (local authority/
school) to ensure robust governance 
arrangements are in place to support delegation 
of any clinical procedure to their staff; this 
responsibility may be shared where formal 
partnership arrangements are in place between 
organisations. An example of a collaborative 
approach to supporting the nursing needs of 
CYP in the school setting is shown in the work 
undertaken in West Sussex where delegation and 
training is underpinned by robust governance 
arrangements.


Key terms
For the purpose of this document a generic term 
of “support worker” will be used to describe the 
wide variety of non-health staff who support 
CYP with health needs in a variety of settings; 
these would include teachers, learning support 
assistants, personal assistants, social care or 
third sector support workers.  


The document refers to the Community 
Children’s Nurse (CCN), and in the main this will 
refer to the Registered Nurse Child (RN(Child)) 
working in the community as a member of 
the community children’s nursing team but 
recognises that Learning Disability Nurses, 
School Nurses, Health Visitors and others will 
also have a role in the delegation of care in 
different settings.


Clinical procedure refers to any health care 
intervention which may be required to support a 
child or young person in a school or community 
setting; for example, gastrostomy feeds or oral 
suction.


The guidance
The guidance will enable Community Children’s 
Nurses to be fully aware of their role and 
responsibilities, as outlined in the special 
educational needs and disability legislation of all 
four countries, whilst enabling them to promote 
the inclusion of CYP with additional health 
care needs in mainstream education and other 
settings


This document will provide a brief overview of 
key relevant legislation and policy within the four 
countries of the UK; however it is acknowledged 
that development of such guidance is subject to 
ongoing development and review and thus ever 
changing. We aim to outline the key points and 
provide general principles to assist members and 
CCNs to fulfil their role and ultimately optimise 
and enhance care for children, young people and 
their families.


Introduction







ROYAL COLLEGE OF NURSING


5


The West Sussex Children and Young 
People’s Community Nursing (CYP 
CN) service 


The West Sussex Children and Young People’s 
Community Nursing (CYP CN) service delivers 
community positioned nursing for a 0-19 year 
old population of 183,600 (CHI, 2014) and a 
caseload of over 4,000 children and young 
people.


Through three core community teams; the 
Snowdrop care at home palliative care team; 
continence team and special school nursing, 
over 60 registered nurses are involved in 
actively supporting cyp with health needs in 
education settings. The community nurses lead 
on advising and supporting CYP in mainstream 
education settings and the special school 
nurses lead within the special schools. 


Sussex Community Foundation Trust (SCFT) 
has a delegation policy in place and there 
is a children’s services standard operating 
procedure which sets out delegated duties 
under formal partnerships i.e. delegating 
health care tasks to unregistered staff outside 
of SCFT. 


The delegated duties service operating 
procedure (SOP):


•	 outlines the delegated duties assessment 
framework: delegated duties assessment 
and planning; learning module; ongoing 
support & supervision and audit


•	 makes explicit the roles, responsibilities 
and accountability of registered 
practitioners through the process


•	 provides information from the Royal 
College of Nursing on which clinical 
procedures can be delegated to 
unregistered staff and those clinical 
procedures that fall outside of unregistered 
staff delegation


•	 sets out the best practice education and 
training model required to successfully 
delegate agreed health care tasks to 
unregistered staff. 


The CYP CN service has worked with West 
Sussex County Council and schools to agree 
a statement for all job descriptions where it is 


expected that staff should support CYP with 
medical/health needs during the school day. 
There is also guidance for education settings 
which sets out the health delegated duties 
framework including details on duration of 
training; the training methodology; training 
content and expected numbers of people 
trained per child, per annum. 


The CYP CN service works to the following 
specific standards in supporting CYP with 
health needs in education settings:


	� CYP with medical needs will be supported 
to promote their health, wellbeing and 
safety whilst in school/college.


	� CYP and their parents/carers will feel 
confident in the provision of training and 
ongoing support to staff responsible for 
their CYP’s health/medical needs whilst in 
school.


	� Unregistered staff carrying out clinical 
procedures will be supported through 
training and competency attainment and 
ongoing advice and feel confident to carry 
out their role safely. 


	� Registered health care professionals will 
have a clear understanding of their 
delegation responsibilities and 
accountability as part of assuring robust 
clinical governance and patient safety.


	� The training of unregistered staff to carry 
out health care tasks is underpinned by an 
evidenced educational methodology and 
process which adheres to professional 
standards. 


Care bundles are set up within the CYP CN 
service for all areas of nursing need e.g. 
gastrostomy care and management. The 
training programmes are held within each care 
bundle and accessed through the shared drive 
for all 60 plus nurses to access for consistency 
and assure current best practice. Nurses with 
Practice Teacher and/or PGCE qualifications 
support training developments and assessment 
of competency consistency. Training resources 
and practice guidance is reviewed and signed 
off through the Quality and Standards group. 


Trudy Ward  
Sussex Community NHS Foundation Trust
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It is difficult to estimate the numbers of CYP 
with health needs who require support in 
community settings. This may be due to national 
data collection being disparate and dependant 
on the source and interpretation of the data on 
many factors (Council for Disabled Children, 
2017). Examples of the range of health needs 
include, but are not limited to, asthma, diabetes, 
epilepsy, behavioural disorders and conditions 
that require nursing interventions such as 
tracheostomy care, stoma care or enteral feeding.  
Furthermore with advancements in technology, 
treatments, and medical and nursing expertise 
many children are now surviving with very 
complex conditions and living for longer than 
would previously have been possible (Council for 
Disabled Children, 2017).  


Across the UK, it has been reported that the 
number of 16 to 19 year olds with life-limiting 
and life-threatening conditions has almost 
doubled in the last decade (Department of 
Health, 2016). This, together with the strategic 
shift from hospital to community care within 
the UK has resulted in many more CYP and 
their families requiring nursing care, advice and 
support within the school and other settings.  
This has increased the need for the delegation 
of identified care needs in order for CYP to 
maximise opportunities available to them.


It has been demonstrated that long-term illness 
or disability can impact negatively on school 
attendance, educational attainment and other 


outcomes for CYP. While many CYP adapt well 
to having a long-term illness or disability, others 
report a feeling of difference (Emerson et al., 
2016) and an overall impact on their social and 
emotional wellbeing (Denny et al., 2014). Nurses 
whose professional remit involves working in 
educational settings are ideally placed to work 
in partnership with CYP and their families to 
optimise their health and wellbeing and improve 
outcomes for them in line with current UK policy.


In empowering nurses, this guidance will 
support nurses in meeting the acute, long-term, 
physical health and wellbeing needs of CYP 
whilst enabling them to remain in schools or 
access other community settings. Wherever 
possible, as indicated in the Equality Act 2010, 
there should be forward planning and resources 
agreed between all partners to meet the health 
care needs of CYP, particularly in relation to the 
reasonable adjustments that disabled CYP might 
require (legislation.gov, 2010).  


It is evident from examples of practice of the 
project team that those CYP on a palliative care 
pathway have faced challenges in accessing 
education. It has been witnessed that the 
specific needs of these young people is further 
compounded due to internal fears of educational 
staff. Registered nurses supporting schools and 
CYP can provide teaching and signposting to 
demystify this area of nursing practice.


Background







ROYAL COLLEGE OF NURSING


7


All agencies have an obligation to work towards 
the best interests of the child and work within 
the framework of the United Nations Convention 
on the rights of the child (UNCRC, 1989). Every 
child should be supported to achieve the highest 
attainable standard of health, and for CYP with 
specific health care needs this must be supported 
through person centred planning, listening to 
the voice of the child or young person and joint 
working across agencies.


CYP with health care needs are entitled to a full 
education and have the same rights of admission 
to school as other children. The Equality Act 
2010 indicates that disabled CYP must not be 
discriminated against and must have in place 
reasonable adjustments to ensure that they are 
not disadvantaged in any way (legislation.gov, 
2010). 


Professional 
Accountability 
All registered nurses are bound by their 
professional accountability as set out by the 
Nursing and Midwifery Council (NMC) in The 
Code (NMC, 2015); the aim of which is to ensure 
safe and effective practice. This includes treating 
CYP with respect, upholding their rights, and 
acting in their best interest at all times.  


The code is clear on the responsibilities of the 
registered nurse in the delegation of care tasks 
and these must be adhered to when providing 
training and advice in educational and other 
settings. Support workers will be required to 
work to a explicit job description, this will specify 
the main elements and competencies of their 
role. Support workers should only undertake 
delegated tasks relating to the named child in 
their care and particular to the care setting in 
which they are employed.


The Rights of Children and  
Young People 
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Legislative changes in England (DfE, 2015a) have 
prompted formal detailed examination of this 
area of nursing practice. In meeting the needs 
of CYP and RCN members, the guidance will 
cover all four countries taking legislation into 
account and focusing on the provision of positive 
outcomes for all CYP. 


England
In England, the implementation of the Children 
and Families Act (legislation.gov, 2014) requires 
the development of Education, Health and 
Care Plans. The principles of partnership 
working between education, health and social 
care which it enshrines are fundamental to 
supporting all children in gaining access to 
education; a statutory as well as a moral right. 
This is mirrored in the Welsh Additional 
Learning Needs draft Bill with the requirement 
for individual development plans (Welsh 
Government, 2015).


Part 3 of the Children and Families Act 2014 sets 
out the legal requirements for CYP with special 
educational needs or disabilities in England. As 
detailed in the Act, the new Education, Health 
and Care Plan (EHC plan) has replaced what 
were previously referred to as statements of 
educational need. A requirement of an EHC is 
that an assessment of the child or young person’s 
education, health care and social care needs 
is undertaken, however not all CYP require 
an EHC plan. However, if in place, this must 
be reviewed at least annually or earlier if the 
child or young person’s condition has changed. 
Legislative changes in England are set out in the 
Special Educational Needs and Disability Code of 
Practice (DfE, 2015b) with a focus on improving 
outcomes for CYP alongside the new requirement 
for Health and Education plans compliance 
with the SEND code of practice will ensure 
compliance with this guidance with respect to 
those children requiring EHC plans. The code of 
practice sets out a statutory duty on maintained 
schools and academies to make arrangements 
to support CYP with medical needs and have 
regard to the Department for Education guidance 
on supporting children in school with medical 
conditions (Department for Education, 2015a).


Where an EHC plan is not required it is deemed 
good practice for the educational establishment 
to create a Care plan which should detail 


the health care needs/emergency/escalation 
management should the CYP display signs of 
deterioration and the contact details of any 
significant individuals providing nursing/
medical support to the CYP.


Further information may be found on the 
following links:


https://www.gov.uk/government/uploads/
system/uploads/attachment_data/
file/484418/supporting-pupils-at-school-
with-medical-conditions.pdf


https://www.gov.uk/government/uploads/
system/uploads/attachment_data/
file/398815/SEND_Code_of_Practice_
January_2015.pdf


Wales
The Additional Learning Needs and Education 
Tribunal (Wales) Bill (Welsh Government, 
2015) was introduced to the National Assembly 
for Wales in 2016 and will work alongside 
an Additional Learning Needs Code (Welsh 
Government, 2017).  This draft Bill sets out 
proposals for a new legislative system for 
supporting CYP, aged 0-25yrs, who have 
additional learning needs and includes complex 
health needs. The new system replaces the 
existing legislation surrounding special 
educational needs and the assessment of CYP 
with learning difficulties and/or disabilities in 
post-16 education and training.


Local authorities will be required to seek advice 
and assistance from health professionals where 
it is relevant to the individual learner. Where a 
relevant treatment or service has been identified, 
this will be included as additional learning 
provision within the individual development 
plan. The Code will provide clear legally 
enforceable parameters within which health 
services must act.  


Supporting learners with health care needs 
(Welsh Government, 2017) has been issued as 
statutory guidance to governing bodies and local 
authorities in Wales and provides non-statutory 
advice to other professionals who may have a 
role in supporting learners with health care 
needs. The guidance places responsibilities on 
education and local authorities to create and 
maintain local policies, supports a collaborative 


Policy and Legislation 



https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/484418/supporting-pupils-at-school-with-medical-conditions.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/484418/supporting-pupils-at-school-with-medical-conditions.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/484418/supporting-pupils-at-school-with-medical-conditions.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/484418/supporting-pupils-at-school-with-medical-conditions.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf
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approach around decision making and describes 
the specific roles placed on governing bodies 
and education setting staff. Whilst health care 
professionals or other organisations may provide 
training or advice, ultimately the governing 
body is responsible for, and must promote, the 
wellbeing of all learners in the school. Whilst 
school staff may be asked to support CYP with 
health care needs, this remains voluntary and 
they must receive sufficient and suitable training 
and achieve the necessary level of competence 
before they take on responsibility. Ideally, this 
would form part of the staff member’s contract 
or be a mutually agreed role. Governing bodies 
of maintained education settings should ensure 
an appropriate level of insurance is in place 
to cover the settings activities in supporting 
learners with health care needs. The level of 
insurance should appropriately reflect the 
level of risk. The guidance gives advice on 
decision making for individual health care 
plans, including identifying the need and 
roles and responsibilities in their creation and 
management. Further information may be found 
in the following links:


http://gov.wales/topics/educationandskills/
schoolshome/additional-learning-special-
educational-needs/transformation-
programme/?lang=en


Scotland
The Education (Additional Support for Learning) 
(Scotland) Act 2004 (Scottish Government, 2017) 
places duties on local authorities, and other 
agencies, to provide additional support where 
needed to enable any child or young person to 
benefit from education. A need for additional 
support does not imply that a child or young 
person lacks skills or abilities. Additional support 
refers to any educational support a child or young 
person requires to help them overcome a barrier 
to learning or cope with difficult periods that are 
impacting on their health and wellbeing. Support 
given can be either short or long-term. The 
2009 amendment to the Act means additional 
support is not limited to educational support but 
can include multi-agency support from Health, 
Children’s Social Work and third sector agencies. 
This is accompanied by additional guidance 
Supporting Children’s Learning Code of Practice. 
Authorities have a duty to identify and provide 
support for children by means of a Co-ordinated 


Support Plan. There is currently draft guidance 
for NHS Boards, education authorities and 
schools ‘Supporting CYP with health care needs 
in schools’ (Scottish Government, 2017), and as 
in the other countries promotes a rights based 
approach to meeting health care needs in schools 
with collaborative working between all partners, 
particularly in relation to the reasonable 
adjustments that disabled CYP might need and 
require.


The Scottish Government’s performance 
framework sets out a number of national 
outcomes. Within this framework, government 
and public services are focused on shared 
ambitions, expressed at national level through 
the National Performance Framework and 
reflected locally. Many of these national 
outcomes are of vital relevance to the lives 
of disabled children and young people. They 
include:


•	 National Outcome 5 – our children should 
have the best start in life and be ready to 
succeed


•	 National Outcome 8 – improving the life 
chances for children, young people and 
families at risk


•	 National Outcome 4 – our young people 
should become confident individuals, 
effective contributors, responsible citizens, 
successful learners.


Other National Outcomes relating to inequalities 
and public services are also relevant. Children’s 
rights under the UN Convention are a guiding 
principle in the provision of services. There is 
also a key synergy between children’s disability 
issues and the Well-being Indicators which form 
a central part of Getting it right for every child, 
Scottish Government’s approach to work with 
all children and young people which seeks to 
streamline systems and processes to focus on 
the needs of the child. The acronym SHANARRI 
is formed from the eight indicators of wellbeing. 
These eight indicators set out all that children 
should be:


•	 Safe – protected from abuse, neglect or harm 
at home, at school or in the community.


•	 Healthy – having the highest attainable 
standards of health and access to health care.



http://gov.wales/topics/educationandskills/schoolshome/additional-learning-special-educational-needs/transformation-programme/?lang=en

http://gov.wales/topics/educationandskills/schoolshome/additional-learning-special-educational-needs/transformation-programme/?lang=en

http://gov.wales/topics/educationandskills/schoolshome/additional-learning-special-educational-needs/transformation-programme/?lang=en

http://gov.wales/topics/educationandskills/schoolshome/additional-learning-special-educational-needs/transformation-programme/?lang=en
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•	 Achieving – being supported and guided 
in their learning and development of their 
skills, confidence and self-esteem.


•	 Nurtured – having a nurturing place to live, 
with additional help if needed.


•	 Active – having opportunities to take part in 
activities such as play, recreation and sport.


•	 Respected – having the opportunity, along 
with carers, to be heard and involved in 
decisions which affect them.


•	 Responsible – having opportunities to play 
active and responsible roles in their schools 
and communities.


•	 Included – having help to overcome 
social, educational, physical and economic 
inequalities and being accepted as part of the 
community in which they live and learn.


All of these wellbeing indicators are necessary for 
a child or young person to reach their potential. 
They are used to record observations, events and 
concerns and as an aid to creating an individual 
plan for a child.


Further information may be accessed at:


http://www.gov.scot/Topics/People/Young-
People/gettingitright


http://Consult.Scotland.gov.uk/
supporting-learners-in-school/
supportingdocuments/00513141.pdf


Northern Ireland
The Special Educational Needs and Disability 
Act (Northern Ireland) 2016 sets outs local 
authorities’ requirements to prepare a Personal 
Learning Plan for each child or young person 
detailing the resources, advisory and support 
services in relation to special educational 
provision. Increased co-operation between 
education, health and social care is emphasised 
in identifying, assessing and providing services 
to children with Special educational needs. This 
plan must be reviewed at least once a year with 
increased emphasis on in-school support. An 
associated Code of Practice is forthcoming. 


Further information may be accessed at: 


http://www.legislation.gov.uk/nia/2016/8/
contents


Information Governance
It is the responsibility of parents and guardians 
to provide schools, and other community care 
settings with information regarding their child’s 
health, care and any treatment which may 
be required. Health professionals may share 
relevant information with informed consent of 
the parent, guardian or young person. This must 
always be in the best interests of the child or 
young person.


Best practice would support a collaborative 
approach to the writing of any health plans, in 
Wales, for example, the Prudent Health care 
agenda advises co-production when planning 
care interventions (Bradley and Willson, 2014). 



http://www.gov.scot/Topics/People/Young-People/gettingitright

http://www.gov.scot/Topics/People/Young-People/gettingitright

http://Consult.Scotland.gov.uk/supporting-learners-in-school/supportingdocuments/00513141.pdf

http://Consult.Scotland.gov.uk/supporting-learners-in-school/supportingdocuments/00513141.pdf

http://Consult.Scotland.gov.uk/supporting-learners-in-school/supportingdocuments/00513141.pdf

http://Consult.Scotland.gov.uk/supporting-learners-in-school/supportingdocuments/00513141.pdf

http://Consult.Scotland.gov.uk/supporting-learners-in-school/supportingdocuments/00513141.pdf
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To enable children who are reliant on health/ 
medical technology to fully participate in school, 
leisure and community activities, delivery of 
care that is safe and in the child’s best interest 
is paramount. For some children there will only 
be a need for a straightforward health care plan 
with clear guidance on steps to take in the event 
of a health care intervention being required 
e.g. child with allergy, diabetes, asthma. Some 
children will require a more detailed health care 
plan, and following discussion, this should be 
initiated in partnership between the school and 
parents/young person. 


A child or young person’s health care needs 
may be included in an Education and Health 
Care plan or Individual development plan, for 
example those with complex needs or those with 
a specific health intervention with associated 
learning disability. In these cases the CYP 
are often well known to the multidisciplinary 
team and a collaborative approach should be 
taken to drawing up the plan. Undertaking 
effective complex case management requires the 
leadership ability, knowledge and skills of a CCN 
with experience of coordinating and managing 
care to clearly articulate the needs of the CYP, 
alongside consideration of funding requirements 
and time required for the necessary training. 
The associated care planning can be provided by 
a CCN supported by a senior nurse experienced 
in managing packages of care identifying the 
risks associated with the CYP physical health 
care needs, managing the risks accordingly. 
The health care plan should be agreed between 
parents/guardian/CYP and the care provider; 
this health care plan should identify the training 
needs and the most appropriate provider.


Risk Assessment
When the decision is made to delegate a specific 
health care procedure, an assessment of the 
associated risks must be undertaken. This 
assessment will identify if the procedure can be 
undertaken by a support worker or requires a 
registered nurse. Where the risk can be mitigated 
through appropriate training, the procedure may 
be delegated in partnership with the support 
worker’s employer. The training package and 
competency assessment will be developed on 
an individual basis specific to the needs of the 
CYP.  The decision to delegate should include 
the range of questions as detailed in the table 


below. Further information for example may be 
found in The All Wales Delegation Guidelines 
commissioned by the National Leadership and 
Innovation Agency for Healthcare (NLIAH, 2010) 
which gives clear pathway advice on the decision 
making process in relation to delegation.


Delegation
Nursing is regulated by the NMC, with The 
Code (NMC, 2015) setting out standards of 
practice that are required to be upheld to ensure 
registration is maintained. There are a number 
of clinical procedures which have been deemed 
appropriate for delegation to support workers 
subject to the necessary training, assessment 
of competence and supervision of practice.  
An example of the procedures which may be 
considered for delegation to a person who  
is not registered as a nurse is attached as 
Appendix 1. This will also support where 
delegation to a person who is not a registered 
nurse would not be deemed suitable.  


As previously highlighted within this guidance 
document; whilst these procedures can be 


School Health Care Plans


The following risk assessment must 
be carried out prior to delivering 
any training to unregistered staff


•	 Is there a formal contract to provide 
delegated procedures in place?


•	 Is the procedure specified within 
the support worker’s role and job 
description?


•	 Does the employer have appropriate 
policies, procedures in place to support 
delegation?


•	 Has consent been gained from those with 
parental/legal responsibility and/or the 
young person?


•	 Is the delegation on a named CYP basis?


•	 Is the delegation specified within the 
CYP’s care plan/Education Health Care 
Plan (EHCP)/school health care plan?


•	 Is the environment appropriate for the 
procedure to be carried out?
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undertaken by a person who is not a registered 
nurse, it is the responsibility of the employer 
(e.g. school, college or other) to ensure that 
such responsibilities are included within the 
employee’s job description or within a mutually 
agreed job role before any training is provided or 
expectation that care will be undertaken. 


For those nurses requested to provide training 
to non-registrants The Code (NMC, 2015) clearly 
sets out the responsibilities of the registered 
nurse in delegating clinical procedures/health 
care tasks and the associated accountability in 
doing so, and that the accountability for training 
resides with the registrant.


The Code NMC 2015
11 Be accountable for your decisions to 
delegate tasks and duties to other 
people 


To achieve this, you must: 


11.1	� only delegate tasks and duties that 
are within the other person’s scope of 
competence, making sure that they fully 
understand your instructions 


11.2	� make sure that everyone you delegate tasks 
to is adequately supervised and supported 
so they can provide safe and compassionate 
care, and 


11.3	� confirm that the outcome of any task you 
have delegated to someone else meets the 
required standard. 


In addition there is a requirement for Registered 
nurses to:


12 Have in place an indemnity 
arrangement which provides 
appropriate cover for any practice you 
take on as a nurse or midwife in the 
United Kingdom 


To achieve this, you must: 


12.1	� make sure that you have an appropriate 
indemnity arrangement in place relevant to 
your scope of practice. 


Training
Support workers undertaking clinical procedures 
for CYP should receive appropriate training from 
a health professional or other accredited source 
in the care they are providing. Care should only 
be undertaken, following appropriate provision 
of training and assessment and monitoring of 
competence; robust governance arrangements 
should be in place to ensure the safety of the 
child, young person and support worker.


An example of practice from Aneurin Bevan 
University Health Board stresses the importance 
of ensuring risks are identified and that protocols 
are put in place to mitigate these risks and ensure 
the child or young person is placed at the centre 
of care. 
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Support workers who are delegated specific 
health care responsibilities must have the 
confidence to undertake this role. This should 
be underpinned with training and assessment 
of competence. The aim of any programme of 
training should provide information along with 
learning opportunities regarding both theoretical 
and practical aspects of the support worker’s role.  
The opportunity must be provided for supervised 
practice before an assessment of competence is 
undertaken by a suitably registered nurse. This 
process takes into account the views of the child 
or young person, parents and the views of the 
person being assessed.


The training programme must be designed to 
enable support workers to provide care for a child 
or young person who is medically stable within 
defined parameters and be able to recognize 
signs of when the CYP is becoming unwell, 
seeking help as indicated in the health care plan.


Support workers should be trained to deliver care 
according to set protocols and guidelines and 
must not make independent decisions about a 
child’s care but refer these to the child’s parent or 
registered health professional. In Powys Teaching 
Health Board a teaching programme was devised 
to enable support workers to undertake specific 
health interventions for the pupils they were 
already supporting in the classroom.


Enabling school admission for a child 
who required a blended diet in the 
school setting


When a parent of a preschool child with 
complex health needs informed the health 
care team that she had been administering a 
blended diet via a gastrostomy at home and 
that she wanted a carer to administer this 
when her child commenced school, it raised a 
number of issues for practitioners.


The Health Board delivers care in the acute 
and community setting across five local 
authority sectors and in order for the Health 
Board to agree an approach it was important to 
fully understand the risks and benefits to the 
child, the professionals and the organisation. 
Having reviewed the history, evidence and 
expert opinion in relation to the use of blended 
diets for children with complex health needs 
and following Executive Team approval for 
the initiative, key professionals from health 
and education were brought together to gain a 
consensus of support and commitment to make 
it happen for the child and family.


A solution was made possible through the 
development of a protocol and governance 
framework which incorporates a pathway 
of professional approval, documentation of 
professional discussion which clarifies that all 
risks have been highlighted and discussed with 
family and reinforces the family’s wishes and 
choice, a risk assessment and a multiagency 
care plan which clarifies everybody’s 
individual responsibility. Education colleagues 
understood and accepted the parent’s request 
to administer a blended diet at school from the 
outset and were very supportive of the process 
at all stages.


	� “This all seemed so impossible when there 
was talk of her going to school, but it’s 
amazing what has been achieved!” (Parent)


Through the delivery of bespoke care the child 
and family’s wishes have been listened to and 
needs met as agencies have reviewed their 
practice and challenged boundaries resulting 
in positive outcomes for the child and family.


Sian Thomas  
Paediatric Nurse Consultant 
Aneurin Bevan University Health Board
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Assessment of 
competency 
The support worker must be assessed and 
deemed competent to undertake any health 
care procedure, with documentation signed by 
the CCN to indicate competency on the date of 
training. At this time the date of the support 
workers update training and reassessment of 
competence will be agreed and recorded, this 
should be a minimum of annually unless care 
needs change or local policy dictates otherwise. 
The employer and support worker must keep a 
record of any training, competency assessment, 
sign off and dates for review.


Assessment of competency should include 
underpinning knowledge, practice training 
supervised by the CCN and formal assessment of 
performance (wherever possible) and capability 
competence. In the example of best practice from 
Cambridge Community Services NHS Trust, 
support workers were given the opportunity 
to work alongside registered nurses from 
the community children’s nursing team for a 
period of time allowing time for carers to build 
confidence and ensure competency has been 
reached.


Ensuring competence in a special 
school setting


A review of the role of the nurses who cover the 
two special needs schools within the Health 
Board area was undertaken. These nurses, 
who work within the remit of the community 
children’s nursing team, were noted to spend 
a considerable amount of time undertaking 
basic health interventions, for example, 
gastrostomy feeds and administration of 
routine medication. The nurses felt isolated 
in the school as they felt physically tied to the 
building making it difficult to attend team 
meetings or increase their scope of practice.  
This was especially important as they were 
employed at Band 6 level and needed to be able 
to work towards the top of their professional 
remit and not feel stagnant or under-utilised.


The Health Board worked with the local 
education authority to change the way health 
interventions were supported in the school 
environment. A training and delegation 
framework was developed to allow children 
and young people’s support workers to provide 
the basic care interventions for those in their 
care. The school nurse supported the training 
and signing off of competencies.


The result of this change has been a better 
school experience for both the children/young 
people and the professionals, including the 


school nurse. The school nurse has taken on a 
more strategic role and has gained the ability 
to mediate between home and school and 
undertake home visits where necessary. They 
may make preadmission visits for children 
and young people with complex health 
needs, providing reassurance for families 
that health care needs will be met safely and 
in line with the care plan. The school nurse 
has also become the case manager for the 
children in the school who are in receipt of 
continuing care, facilitating the reviews and 
ensuring these are linked to school reviews 
thus reducing the number of meetings for all 
professionals.  The staff enjoy a new level of 
autonomy and feedback from them has been 
positive.


The schools have embraced this new way of 
working and hold a training database for all 
staff training with initial dates for assessment 
of competency and dates for the annual review 
of competency. Carers show a pride in the skills 
they have learnt and children/young people 
benefit from this new person centred approach 
which “normalises” their education experience 
as much as possible.


Ruth Richardson 
Assistant Head of Children’s Nursing and 
continuing Care 
Powys Teaching Health Board
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Supporting carers to achieve 
competence


Emma had expressed a wish to attend a local 
sixth form college to study the International 
Baccalaureate; she had recently arrived in the 
UK and required 24 hour invasive ventilation.


She required a personal assistant who was 
skilled in her clinical care needs, but also at an 
academic level so that they could act as scribe 
and teaching assistant in college.


We worked in partnership with the local 
college identifying any risk factors and support 
required to minimise these, along with criteria 
needed to ensure Emma’s safety.


A job description and specification was 
developed describing a role that could 
encompass both her clinical and academic 
needs. This was to ensure that the integration 
she wanted with her peers would not be 
interrupted, and her support could be kept to a 
minimum. 


Emma met the prospective candidates on the 
day and a nurse joined the headteacher on the 
interview panel. Two teaching assistants (TAs) 
were successfully employed.


A jointly funded package was agreed, across 
Health and Education, to enable this to happen 
and the CCN Team provided theoretical and 


practical training, alongside Emma, enabling 
the TAs to support her transition in to college. 
The CCN Team provided three weeks of ‘on the 
job’ support, provided by an RN,  for the TAs 
during Emma’s first three weeks at college to 
facilitate Emma’s successful transition.


This partnership approach allowed for 
flexibility in Emma’s care, these successful 
workers were able to be her personal, clinical 
and teaching assistant all in one, working in a 
way to enable Emma to have 1:1, rather than 2:1 
care to meet all of her various needs.


The continuity of this approach also meant 
that, over time, Emma developed a close and 
trusted relationship with both PAs because of 
their consistency and care as she had a say in 
who she wanted to care for her


Emma built trust and confidence in her carers 
and despite one of the carers moving out of 
the area, on leaving school, Emma was able 
to employ the second PA on a personal health 
budget (pilot) to support her transition into 
adult care and attend University. Her PA 
successfully worked with her for the following 
18 months.


Sian Hooban 
Service Manager for Community Children’s 
Nursing Services 
Cambridgeshire Community Services NHS 
Trust
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With revision of education policy and code of 
practice either in place or pending throughout 
the four countries it is imperative that support is 
available for CCN’s and other registered nurses 
to meet their specific roles and responsibilities 
in ensuring CYP with health care needs are fully 
able to access education.  The principles and 
practice of providing competency training within 
a defined framework applies equally to other 
community settings where support workers are 
required to support specific health care needs 
and this has been reflected throughout the 
document.  


The document explores the process of training 
and assessment of competency skills, stressing 
the importance of adhering to delegation 
principles and addressing risk at all stages of 
the process. A list of clinical procedures which 
may be considered for delegation that has been 
professionally peer reviewed by community 
children’s nurses alongside other registered 
nurses who may be responsible for supporting 
CYP with health care needs in a variety of 
settings (Appendix 1). This may provide 
assurance to organisations that require staff to 
undertake such delegated care.


Summary
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The following advisory list of clinical procedures 
may be delegated to unregistered health and 
non-health support workers following a child-
specific assessment of clinical risk and a 
robust governance framework as advised in the 
guidance document Meeting Health Needs in 
Educational and other Community Settings: 
A guide for nurses caring for Children and 
Young People (RCN, 2017) and in accordance 
with national guidance. It is important that 
registered nurses also work in line with their 
contractual arrangements and in line with 
local policies based on their own country 
specific guidelines, and these must be taken 
into account when making a decision on 
the delegation of any procedure. It should be 
noted that at the time of publication Northern 
Ireland is in the process of designing a delegation 
framework for Registered Nurses and Health 
Care Assistants and therefore this list may not, 
at this time, be applicable for nurses working in 
Northern Ireland.


•	 Administering medicine in accordance with 
prescribed medicine, with pre-calculated 
dosage provided via naso-gastric tube, 
gastrostomy tube, orally or applied to skin, 
eyes and/or ears.


•	 Injections (intramuscular or subcutaneous).  
These may be single dose or multiple dose 
devices which are pre-assembled with 
pre-determined amounts of medication 
to be administered as documented in the 
individual child’s care plan (preloaded 
devices should be marked when to be 
administered e.g. for diabetes where the 
dose might be different am or pm. In many 
circumstances there may be two different 
pens, one with short acting insulin and 
another for administration at night with long 
acting insulin).


•	 Inserting suppositories or pessaries with 
a pre-packaged dose of a pre-prescribed 
medicine.


•	 Rectal medication with a pre-packaged dose  
i.e. rectal diazepam.


•	 Rectal paraldehyde which is not  
pre-packaged and has to be prepared – 
permitted on a named child basis as agreed 
by the child’s lead medical practitioner i.e. 
Paediatrician or GP.


•	 Administration of buccal or intra-nasal 
Midazolam and Hypo Stat or Gluco Gel.


•	 Assistance with inhalers, cartridges and 
nebulisers.


•	 Emergency treatments covered in basic first 
aid training including airway management.


•	 Tracheostomy care for a stable stoma 
including suction using a suction catheter.


•	 Emergency change of a tracheostomy tube.


•	 Nasal or oral suctioning which does not go 
beyond the back teeth and where there is an 
effective cough. This should be prescribed 
by a doctor, children’s respiratory nurse 
specialist or a paediatric respiratory 
physiotherapist. 


•	 Assistance with prescribed oxygen 
administration including oxygen saturation 
monitoring where required.


•	 Administration and care of liquid oxygen 
administration.


•	 Ventilation care for a child with a 
predictable medical condition and stable 
ventilation requirements (both invasive and 
non-invasive ventilation). 


•	 Blood glucose monitoring and carbohydrate 
counting as agreed by the child’s lead 
nursing/medical practitioner. E.g. GP, 
Paediatrician, Children’s Diabetes Nurse 
Specialist.


•	 Bolus or continuous feeds via naso-gastric 
tube or gastrostomy.


•	 Bolus or continuous feeds using a pump via 
gastrostomy or jejunostomy.


•	 Intermittent catheterisation and catheter 
care.


•	 Supporting a child/young person to access a 
mitrofanoff.


Appendix 1
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•	 Stoma care including the requirement to 
maintain patency of a stoma in an emergency 
situation prior to seeking advice from the 
registered nurse.*


The following clinical procedures should 
NOT be undertaken by unregistered health 
and non-health qualified carers.


•	 Assessment of care needs, planning a 
programme of care or evaluating outcomes of 
a programme of care.


•	 Re-insertion of a naso-gastric tube.


•	 Re-insertion of percutaneous endoscopic 
gastrostomy tubes, balloon type gastrostomy 
tubes or low profile devices except as advised 
in an emergency.*


•	 Intramuscular or sub-cutaneous injections 
involving assembling syringe or intravenous 
administration.


•	 Programming of syringe drivers.


•	 Filling of oxygen cylinders.


•	 Laryngo Pharyngeal (Nasal or Oral) 
suctioning into the pharynx past the 
epiglottis but above the vocal cords, this 
should be carried out by a registered nurse 
due to the risk of laryngeal spasm.


•	 Tracheal suctioning, this is specialist 
suctioning through the vocal cords and 
should only be carried out by a specialist 
and is not a procedure used in community 
settings.


•	 Siting of indwelling catheters.


•	 Medicine not prescribed or included in the 
care plan.


•	 Ventilation care for an unstable and 
unpredictable child.


* �In response to the NPSA guidance (2010) regarding the replacement of gastrostomy devices the RCN recommends that only 
registered nurses may replace and confirm placement of gastrostomy devices (gastrostomy tube or low profile balloon). 
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1 Foreword 
 


1.1 Clinical Commissioning Groups (CCGs) have a legal statutory 
responsibility for securing and funding to a reasonable extent the health 
care which an individual needs. This guidance describes the local 


process which should be followed for the equitable discharge of that 
responsibility for children and young people with complex needs in Bath, 
North East Somerset, Swindon and Wiltshire (BSW). 


 


1.2 The National Framework for Children and Young Peoples Continuing 
Care (called the Children’s Framework from here on in) was published in 
March 2010, and the 2016 revision takes account of the new structures 
of NHS commissioning created by the Health and Social Care Act 2012 


and the new integrated approach to the commissioning of services for 
children and young people with SEND which the Children and Families 
Act 2014 introduced. In particular, where a child or young person has a 


special educational need or disability (SEND), which will often be the 
case, then CCGs, local authorities and providers will 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. 


 


2 Introduction 
 


2.1 This policy details BSW approach to children and young people’s 
continuing care using the principles established in the Children 
Framework. It supports partnership working between the CCG, the three 


Local Authorities, BaNES Council, Swindon Borough Council and 
Wiltshire Council and providers of children and young people’s 
continuing care. 


 


2.2 The Children’s Framework states:  
2.2.1 A children’s continuing care package will be required when a child or 


young person has needs arising from disability, accident, challenging 


behaviour or illness that cannot be met by existing universal or 
specialist services alone [and may or may not include health needs]  


 


2.2.2 Some children and young people (up to their 18th birthday), may have 
very complex health needs. These may be the result of congenital 
conditions, long-term or life-limiting or life-threatening conditions, 


disability, or the after-effects of serious illness or injury   
 


2.2.3 These needs may be so complex, that they cannot be met by the 


services which are routinely available from GP practices, hospitals or in 
the community commissioned by clinical commissioning groups 
(CCGs) or NHS England. A package of additional health support may 
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be needed. This additional package of care has come to be known as 
children’s continuing care (CCC)  


 
2.2.4 Children’s continuing care is not needed by children or young people 


whose needs can be met appropriately through existing universal or 


specialist services through a case management approach. 
 


2.3 The Children’s Framework does not give guidance on the content or 
funding of the actual package of continuing care, if a child or young 


person is deemed eligible.  Local continuing care decision-making 
should be based on the assessed needs of the individual child or young 
person and specialist and universal services available in the area.   


 


2.4 BSW CCG acknowledges that not all children and young people will be 
eligible for continuing care as needs can be met via ordinarily 
commissioned services. In exceptional circumstances identified by the 
assessor it may be appropriate for BSW CCG to fund additional health 


support through other processes. Information about these processes can 
be found through the locality children’s commissioners. 


 


3 Purpose and Scope 
 
 


3.1 The purpose of this policy is to establish BSW CCGs responsibilities to 
meet the continuing care needs of children and young people. In addition 


this policy seeks to clarify the CCG’s processes for assessment and 
eligibility of children and young people who may have continuing care 
needs. 


 


3.2 This policy, in line with the Children’s Framework, covers young people 
from birth up to their 18th birthday. Thereafter, the National Framework 
for NHS Continuing Healthcare and NHS-funded Nursing Care (revised 


2018) and the supporting guidance and tools applies. 


4 Roles and Responsibilities 
 


4.1 BSW CCG remains responsible for establishing and managing 
appropriate governance arrangements for the process across all three 
areas, including where this responsibility has been delegated to 


providers. 
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4.2 The Director of Nursing and Quality in BSW CCG has executive 
responsibility for children and young peoples’ continuing care and will 


ensure there is effective liaison with the Local Authority and other 
partners. They will also ensure the effective management of the 
continuing care process.  The Director of Nursing and Quality also has 


oversight of the CCGs’ participation in local arrangements for Special 
Educational Needs and Disability (SEND). 


 


4.3 BSW CCG Quality and Performance Assurance Committee will provide 
the organisational governance through quarterly reports of the children 
and young people’s continuing care process and outcomes for children 
and young people. 


 


4.4 Parents and carers with parental responsibility have the primary 
responsibility for the care of their child or young person with statutory 
agencies supporting them to meet the child or young person’s identified 
needs. 


 


5 The Process 
 


5.1 Referral 
 


5.1.1 Children and young people needing a continuing care assessment will, 
in most cases, already be known to local services.  


 


5.1.2 A referral should be made when a health need is identified that cannot 
be met through universal, targeted or specialist services. Consent from 
the young person and/or parents/carers must be obtained to refer to 


BSW CCG including consent to share information 
 


5.1.3 The additional needs must have been identified through a robust 


holistic assessment, this may be through early help assessment or 
social work and/or child in need review or Education, Health and Care 
Plan Annual Review. 


 
5.1.4 A referral using BSW CCG referral form (Appendix 1) should be made 


electronically to BSW CCG for the assessment process to be initiated. 


It should clearly identify the unmet health need. Only professionals who 
have received training should complete the referral; training can be 
arranged via the Designated Clinical Officer in the CCG. 


 
5.1.5 End of life referrals will be fast tracked and a decision about a package 


of support will be made as quickly as possible; see section 7  


 


5.2 Assessment 
 


5.2.1 The assessment undertaken with consent is led by a children and 
young people’s health assessor nominated by the CCG, (called the 
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Assessor from here on in) who will draw on the advice of other 
professionals.  


 
5.2.2 This phase may include a pre-assessment/triage using information 


supplied in the referral form to determine whether a full assessment is 


necessary. A clinical decision will be determined by the Assessor in 
collaboration with Designated Clinical Officers (where required) as to 
whether a full assessment should be completed. If the information 


suggests the child or young person may meet the Continuing Care 
threshold, the assessor will arrange for a full assessment to take place 
in order to provide the information required to support decision making.  


 
5.2.3 Where it is determined that a full assessment will not take place the 


assessor will inform the referrer in a written response including the 


rationale for that decision.  
 


5.2.4 The Assessor will liaise with the family/carer and arrange an 


appropriate time to undertake the assessment. Where possible, 
assessments will take place jointly with the referrer, and/or with 
keyworkers already involved with the young person, e.g. social worker. 


If the referrer is not available to attend the assessment, they will be 
asked to provide relevant information. 


 


5.2.5 The Assessor is responsible for collating the evidence and assessing 
the risks to support the assessment recommendation and all aligned 
processes within the agreed system. 


 
5.2.6 There are key four areas of evidence that should be considered in the 


assessment:  


 


5.2.6.1 The preferences of the child or young person and their family; 


5.2.6.2 A holistic assessment of the needs of the child or young 
person and their family;  


5.2.6.3 Reports and risk assessments from a multidisciplinary team or 
evidence collated during the Education, Health and Care plan 
assessment 


5.2.6.4 The documented use of the Decision Support Tool for children 
and young people 
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5.2.7 The Decision Support Tool assesses needs across 10 domains; 


5.2.7.1 Breathing  


5.2.7.2 Eating and Drinking  


5.2.7.3 Mobility  


5.2.7.4 Continence and Elimination  


5.2.7.5 Skin and Tissue Viability  


5.2.7.6 Communication  


5.2.7.7 Drug Therapies and Medicines  


5.2.7.8 Psychological and Emotional Needs  


5.2.7.9 Seizures  


5.2.7.10 Challenging behaviour (This domain is only in relation to 
individuals with a diagnosis of learning disability or autistic 


spectrum disorder. Challenging behaviour is defined by NICE 
as: “when it affects the person's or other people's quality of life 
and or jeopardises their safety.) 


 
 


5.2.8 On completion of the assessment the assessor will make a 
recommendation regarding eligibility and suggestions of what is 


required to meet identified needs. This will be submitted to panel in a 
report that includes the Decision Support Tool and required supporting 
information. 


 
5.2.9 A child is likely to have continuing care needs if assessed as having a 


severe or priority level of need in at least one domain of care, or a high 


level of need in at least three domains of care and has identified unmet 
needs in relation to these domains. 


 


5.2.9.1 Note. The level of need in a single domain may not on its own 
indicate that a child or young person has a continuing care 
need. Diagnosis of a particular disease or condition is not in 
itself a determinant of a need for continuing care. A child or 


young person may have a rare condition which is difficult to 
diagnose, but will still have support needs. There should be no 
differentiation based on whether the health need is physical, 


neurological or psychological. The continuing care process 
should be (and be seen to be) fair, consistent, transparent, 
culturally sensitive, and non-discriminatory. All needs are 


considered as part of a picture of overall care needs across all 
domains. 


 


 
5.2.10 The national framework states that two or more professionals must be 


involved when using the DST and when making recommendations as 


to whether a child or young person is eligible for Continuing Care 
before presentation at the Continuing Care panel. 
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5.2.11 The outcome of the assessment and accompanying report is taken to a 
multi-agency panel who will make the decision. 


 
 


5.3 Decision Making 
 


5.3.1 The Continuing Care Panel is a multi-agency panel that sits monthly 
consisting of education, health and social care.  


 


5.3.2 The panel considers the evidence and the assessor’s 
recommendations to reach a decision as to whether or not the child or 
young person is eligible for continuing care. The establishment of a 


continuing care need should not be determined by the existing package 
of care a child or young person receives. 


 


5.3.3 When a child or young person is eligible for continuing care, the 
assessor will work closely with the family and other professionals 
involved to identify the most appropriate package of care. Resources 
will be allocated using a graduated approach based on individual 


circumstances and indicated clinical needs. 
 


5.3.4 Once CCC funding has been agreed, the package of care will be set up 


as a Personal Health Budget. This can either be a direct payment, via a 
third party or as a notional budget.  


 


5.3.5 When a child or young person is not eligible for CCC and has needs 
that can be met by universal provision the child or young person and 
their family will be informed and directed to services described in the 


Local offer including; community nursing service, GP, paediatrician. 
 


5.3.6 When a child or young person is not eligible for CCC but has needs 


over and above universal or targeted services provision consideration 
should be given at panel as to whether alternative CCG or joint funding 
would be appropriate; this could include commissioning on an 


individual basis or agreement to purchase one off specialist medical 
equipment such as cough assist machines where clinically indicated.  


 


5.3.7 Once a decision has been made and a suitable provision has been 
identified it will be signed off by the panel members and confirmed in 
writing to the child and their family, along with relevant stakeholders 


and will include details of how to appeal. 
 


5.3.8 Any disputes about who has commissioning responsibility will be 


resolved through escalation to relevant executives within BSW CCG 
and relevant local authority.  


 
5.3.9 BSW CCG is responsible for overseeing delivery of the community 


support package and will provide ongoing monitoring from a 


commissioning and quality assurance perspective. 
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5.4 Review 
 


5.4.1 As a minimum the child or young person’s continuing care needs will 
be reviewed by the assessor three months after the package of care 
has commenced or changed. Thereafter, they will reviewed annually by 


the assessor or when the needs are known to have changed. All 
reviews will be transparent, involving the child/young person and their 
family.  


 
5.4.2 Reviews should consider the effectiveness of the package and if it is 


achieving the desired outcomes for the child/young person and family. 


 
5.4.3 If there is a significant change in a child’s/young person’s needs 


consideration should be given to whether a full reassessment is 


necessary. 
 


5.4.4 Reviews should take place with the referrer or another professional 


who knows the child well where possible, such as social workers or 
community nurses. Wherever possible reviews should be aligned with 
existing multi-agency processes such as EHCP reviews, Child Looked 


After Reviews or Child in Need Reviews.  
 


5.4.5 Review reports should be developed with the child/young person and 


family clearly show their contributions. 
 


5.4.6 All reviews should be presented and agreed at panel.  


 


6 Personal Health Budgets (PHB) 
 


6.1 The families of a child or young person eligible for continuing care have 
a ‘right to have’ a personal health budget, covering the part of their care 


package which would be provided by the NHS.  
 


6.2 Where possible Personal Health Budgets should be reviewed at the 
same time as the continuing care package. 


 


6.3 For more guidance on PHBs, see: BSW CCG Personal Health Budgets 
Policy and Guidance on the “right to have” a Personal Health Budget in 
Adult NHS Continuing Healthcare and Children and Young People’s 
Continuing Care (September 2014) www.england.nhs.uk/personal-


health-budgets/personal-health-budgets-in-nhs-continuing-healthcare-
and-continuing-care-for-children/ 


 


7 Fast Track for Exceptional Circumstances 
 



https://www.england.nhs.uk/personal-health-budgets/personal-health-budgets-in-nhs-continuing-healthcare-and-continuing-care-for-children/

https://www.england.nhs.uk/personal-health-budgets/personal-health-budgets-in-nhs-continuing-healthcare-and-continuing-care-for-children/

https://www.england.nhs.uk/personal-health-budgets/personal-health-budgets-in-nhs-continuing-healthcare-and-continuing-care-for-children/
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7.1 It is recognised that some children and young people will as a result of 
their condition rapidly decline; and require end of life bespoke support. 


End of life care refers to a child or young person whose condition is 
deteriorating rapidly characterised by an increasing level of dependency 
and where a lifespan is thought to be days or weeks rather than months 


or years. 
 


7.2 To facilitate quick decision making full assessment is not necessary, 
referrals can be made using the fast track referral form (Appendix 2). All 


cases will be reviewed by an assessor prior to decision-making being 
confirmed through consultation with panel members, outside of panel if 
necessary. In some cases retrospective approval can be sought. 


8 Transition 
 


8.1 There are significant differences between children and young people’s 
continuing care and NHS Continuing Healthcare for adults. Although a 
child or young person may be in receipt of a package of children’s 
continuing care, they may not be eligible for NHS Continuing Healthcare 


or NHS funded Nursing Care once they turn 18.  
 


8.2 The CCG will ensure that we are actively involved, with our partners, in 
the strategic development and oversight of local transition planning 


processes. 
 


8.3 The CCG will ensure that adult NHS continuing healthcare is 
appropriately represented at all transition planning meetings to do with 


individual young people whose needs suggest that they may be eligible 
for NHS Continuing Healthcare. 


 


8.4 Future entitlement to adult NHS Continuing Healthcare will 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 until 
adulthood, and this will be accomplished by undertaking an initial 
screening for NHS Continuing Healthcare at a suitable point when aged 


16-17. If young people are currently in receipt of CCC funding the CCG 
will trigger an adult CHC assessment.  
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8.5 The transition summary from the framework states:  


 
 


8.6 For more guidance on adult NHS Continuing Healthcare, see: BSW NHS 
Continuing Healthcare Policy and national guidance for NHS Continuing 


Healthcare: https://www.gov.uk/government/publications/national-
framework-for-nhs-continuinghealthcare-and-nhs-funded-nursing-care 


 


9 Complaints, Appeals and Dispute Resolution 
 


9.1 BSW CCG recognises that there may be times when parents/carers or a 
child or young person may wish to raise concerns about the care 
provided or the decision the multi-agency panel made around eligibility. 


BSW CCG are keen to ensure that these disputes are managed locally 
and resolved at the earliest opportunity. As such the CCG has 
developed a clear process for either making a complaint or appealing 


against a multi-agency panel decision.  
 


9.2 All letters sent out from the CCG post decision making will have the 
appeals process and the CCG complaints process clearly documented. 


 


10 Safeguarding 
 


10.1 BSW CCG has a statutory responsibility to ensure safeguarding is 
embedded across the work of the CCG and that safeguarding is integral 
to Children’s Continuing Care. When commissioning Children’s 


Continuing Care, BSW CCG will take all possible measures to ensure 
that the safeguarding of children is evidenced within contracts and that 
any arrangements minimise the risks of harm and promote the wellbeing 


of individuals. 
 



https://www.gov.uk/government/publications/national-framework-for-nhs-continuinghealthcare-and-nhs-funded-nursing-care

https://www.gov.uk/government/publications/national-framework-for-nhs-continuinghealthcare-and-nhs-funded-nursing-care
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10.2 BSW CCG is accountable for delivering the statutory functions for 
safeguarding children under section 11 of the Children Act 2004. In addition 


to fulfilling their responsibilities under the Children Act 20014,  BSW CCG 
must comply with the statutory guidance contained within Working Together 
to Safeguard Children (2015) . For more guidance on children’s 


safeguarding policies, see: Safeguarding Adults Children and Looked After 
Children Policy 


 


10.3 BSW CCG is required to deliver the statutory functions for safeguarding 


adults under the Care Act 2014.  Although this policy relates to children, 
it is recognised that a situation may arise during the commissioning or 
delivery of a children’s package which places an adult at risk of harm.  


The Safeguarding Adults Multi-Agency Policy, agreed by the BSW 
Safeguarding Adults Boards must be followed if there are concerns. 


 


 


11 Data Protection 
 


11.1 Data held by the CCG is governed by the General Data Protection 
Regulation (GDPR) and the Data Protection Act 2018 (DPA). 


 
 
 


 
 
 


  



http://www.workingtogetheronline.co.uk/index.html

http://www.workingtogetheronline.co.uk/index.html
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12 Appendix 1: Referral Form 
 


Children and Young People’s Continuing Care  
Consent for referral and assessment  


Name NHS No DOB 


 


 
 
 


 


  


 


Statement Yes No 


I agree to an assessment of my/my child’s care needs being undertaken in 
accordance with the National Framework for Children and Young People’s 
Continuing Care. I understand this is led by BSW CCG in conjunction with 
Social Services and Education staff. I consent to contact and access to 
records held by other organisations to gather information to support this 
assessment as required, including access to records held by my GP 
practice. 


  


Information gained in this assessment may be shared with providers who 
may deliver Health and/or Social Care services to my child. I understand 
that this eligibility for Children’s Continuing Care is subject to review. 
However, I do not want the following information shared with (please 
specify the details below): 


 


 


 


  


I agree that information gained as part of this assessment will be 
stored securely by the CCG in line with General Data Protection 
Regulations. 


  


 


Signature of child/young person named above  


Date    


OR  


Signature on behalf of the child/young person named 
above 


 


Date    


Relationship to the child/young person          


 
NB. In line with the Mental Capacity Act 2012 if the young person is 16 years or older they must sign 
the consent themselves unless a Best Interest Decision Form is completed and signed on the young 
person’s behalf. 
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Children and Young People’s Continuing Care  
 


Referral / checklist form 
 


Part 1: To be completed by Referrer 


Child, Young Person and Family Details 
Name DOB Gender NHS No 


 


 
 


   


   
Home Address Place of Current Residence 


 
 
 


 
 
 


 
 


 
 
 


 
  


Others living in the home 
(and relationship to child) 


GP Name and Address 


  


Parent/Carer(s)  
 


First Language  
 


 Other 


communication 
needs (including preferred 


method of communication 
and if interpreter required). 


 


NB. details of one parent only are acceptable, but it must be the parent with 


responsibility.  
If Parental Responsibility Is Not Held By Parents: Parental 
responsibility 
held by 


 Contact Number:  


Basis of 
parental 


responsibility 


(e.g. legal guardian, LA section 
20) 


Email  
 


Local Authority  


 
 


 


Referral Details 
Date of Referral  
Name and Designation of Person 
Completing Referral 


 


Telephone and Email  
 


 


  


Please return this form 


to: 


BSW Clinical Commissioning Group 


E-MAIL:  bswccg.childrensclinicalteam@nhs.net  



mailto:bswccg.childrensclinicalteam@nhs.net
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Professionals Involved 
Lead Professionals 


 Name and title Contact Details 


Lead Education Case 
Officer 


  


Lead Social Worker   


Lead Health 
Professional(s) 


  


 
Other Professionals 


Team  


Name  Professional  


Address  
 


Email Address  Contact Number  


 


Team  


Name  Professional  


Address  
 


Email Address  Contact Number  


 


Team  


Name  Professional  


Address  
 


Email Address  Contact Number  


 


Team  


Name  Professional  


Address  
 


Email Address  Contact Number  


 


Team  


Name  Professional  


Address  
 


Email Address  Contact Number  


 


Team  


Name  Professional  


Address  
 


Email Address  Contact Number  
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Reason for Referral 


Please summarise below details of any relevant assessments (and their 
outcomes) made in the last 2 years to support this referral.  
Please indicate what the unmet needs are and what additional support might be 


needed to meet these needs. 
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Health Needs 
What are the child’s presenting health difficulties/needs? 


What is the impact of these on the child’s daily functioning? 
What provision is currently in place? 
What UNMET health needs are there? 


Please list any relevant diagnoses 


Please consider the following areas and include rationale for checklist scoring: 


• Breathing 


• Eating and drinking 


• Mobility 


• Continence or elimination 


• Skin and tissue viability 


• Communication 


• Drug therapies and medication 


• Psychological and emotional  needs 


• Seizure 


• Challenging behaviour 
 
 
 


 
 
 


 
 
 


 
 
 


 
 
 


 


 


Education 
Name of nursery, school or 
college attending 


 


Year group  


Contact details  


What additional support or 
reasonable adjustments are 
required in that setting? 


 


Does the child or young 
person have special 


educational needs 


 


Does the child or young 


person have an EHCP? 
(if so this should be 
attached) 
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Social Care Needs 
What are the child’s social care needs? 


What is the child’s family/living situation and background? 
What provision/support is in place to meet needs? 
What UNMET social care needs are there? 


 


Please provide a brief history and current overview of the child’s social care needs 
 
 


 
 
 


 
 
 


 


 


Please List Supporting Documents and other key evidence that was taken into 
account in completing this referral 


Please provide copies of current care plans and risk management plans from 
placements/health services, specialist reports, EHC plans, Social Care reports; 
hospital discharge letters; clinical letters etc. 


Supporting Document Title Report 
From 
(inc. name and 


contact details) 


Date of 
Document 


Date Received 
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Pre-Assessment Checklist Summary 
 


Using Appendix A for reference please identify what you feel the level of need is for 
each domain in the summary table below. For anything scoring high or above 


evidence needs to be provided in supporting information and health needs sections 
above. 


Pre-Assessment Checklist Summary 


 
Domain 


Level of Need 


From Checklist 


Breathing Choose an item. 


Eating and Drinking Choose an item. 


Mobility Choose an item. 


Continence and Elimination Choose an item. 


Skin and Tissue Viability Choose an item. 


Communication Choose an item. 


Drug Therapies and Medication Choose an item. 


Psychological and emotional 
needs 


Choose an item. 


Seizures  Choose an item. 


Challenging Behaviour Choose an item. 


 
NB. A child is likely to be eligible for Children and Young People’s Continuing Care if 
they meet the criteria for one severe, one priority or three highs in the below 


domains. For more information place contact BSW CCG or go to: 
http://www.nhs.uk/CarersDirect/guide/practicalsupport/Documents/National-
framework-for-continuing-care-england.pdf 


  



http://www.nhs.uk/CarersDirect/guide/practicalsupport/Documents/National-framework-for-continuing-care-england.pdf

http://www.nhs.uk/CarersDirect/guide/practicalsupport/Documents/National-framework-for-continuing-care-england.pdf
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Pre-Assessment Checklist Score Summary 


 
Domain 


Level of Need 


From Checklist From Clinical 
Reviewer 


Breathing Choose an item. Choose an item. 


Eating and Drinking Choose an item. Choose an item. 


Mobility Choose an item. Choose an item. 


Continence and Elimination Choose an item. Choose an item. 


Skin and Tissue Viability Choose an item. Choose an item. 


Communication Choose an item. Choose an item. 


Drug Therapies and 
Medication 


Choose an item. Choose an item. 


Psychological and emotional 
needs 


Choose an item. Choose an item. 


Seizures  Choose an item. Choose an item. 


Challenging Behaviour Choose an item. Choose an item. 


 


Clinical Recommendation 


Decision  


 


 


 


 


Date of Review  


Reviewed by  


 


  


Part Two: To be completed by CCG 
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Appendix A 
Preassessment Checklist 


 


BREATHING 
Description  Level of need 


• Breathing typical for age and development.  No additional needs 


• Routine use of inhalers, nebulisers, etc.; OR  


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


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


Moderate 


• Requires high flow air / oxygen to maintain respiratory function overnight 
or 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.   


High  


• 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 


 


EATING AND DRINKING 
Description  Level of 


need 
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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 not 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. 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.  


High 


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


Severe 
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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 mobility aids.  
or 


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


Low 


Difficulties in standing or moving even with aids, although some 


mobility 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. 


Moderate 


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; 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).  


High 


Completely immobile and with an unstable clinical condition 


such that on movement or transfer there is a high risk of serious 
physical harm; 
or 


positioning is critical to physiological functioning or life. 


Severe 
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CONTINENCE OR ELIMINATION  
Interpretation Note: Take into account any aspect of continence care associated 
with behaviour in the Behaviour Domain 


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; 
or 
intermittent catheterisation by a trained carer or care worker; 


or 
has a stoma that needs extensive attention every day. 
or  
requires haemodialysis in hospital to sustain life. 


High 


   Requires dialysis in the home to sustain life. Severe 
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SKIN AND TISSUE VIABILITY  
 


Interpretation Note:  
 
Evidence of wounds should derive from a wound assessment chart or tissue viability assessment 
completed by an appropriate professional. Here, a skin condition is taken to mean any condition 
which affects or has the potential to affect the integrity of the skin. 
 
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.) 


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; 


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.  


Low 


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


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.  


Moderate 


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


High  


Life-threatening skin conditions or burns requiring complex, painful 
dressing routines over a prolonged period.  


Severe 
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COMMUNICATION 
Interpretation Note: 
If child or young persons have communication needs, these should be reflected 
in the MDT assessment. This section relates to difficulties with expression and 


understanding, not with the interpretation of language 
Description  Level of 


need 


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


The child/young person’s ability to understand or communicate 
is appropriate for their age and developmental 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 needs 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 
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DRUG THERAPIES AND MEDICATION 
Interpretation Note: 
The child or young person’s experience of how their symptoms are managed and 


the intensity of those symptoms is an important factor in determining the level of 
need in this area. Where this affects other aspects of the life, please refer to the 
other domains, especially the psychological and emotional domain. The location 


of care will influence who gives the medication. References below to medication 
being required to be administered by a Registered Nurse do not include where 
such administration is purely a registration or practice requirement of the care 


setting (such as a care centre requiring all medication to be administered by a 
Registered Nurse). 


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: age; non-compliance; type of medicine; route of medicine; 
and/or 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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PSYCHOLOGICAL AND EMOTIONAL NEEDS  
Interpretation Note:  
This considers psychological and emotional needs beyond what is expected from 


a child or young person of there age.  
A separate domain considers Challenging Behaviour for children and young 
people with autism or learning disabilities 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 subside 
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 illness 


that places the individual or others at risk; this will include high-
risk, self-harm. 


High  
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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 stable;  
or 


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


Low 


Occasional seizures including absences that have occurred with 


the last 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. 


Moderate 


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


4 or more tonic-clonic seizures at night. 


High  


Severe uncontrolled seizures, occurring at least daily. Seizures 


often do not 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. 


Severe 
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CHALLENGING BEHAVIOUR 
Interpretation Note: 


This domain refers to culturally abnormal behaviour in those diagnosed with LD or 
ASD (as defined by NICE) of such intensity, frequency or duration that the physical 
safety of the person or others is likely to be placed in jeopardy, or behaviour which is 


likely to seriously limit use of or result in the person being denied access to ordinary 
community facilities as a result of a diagnosis of autism or learning disability. 
Behaviours linked to mental health conditions should be measured in the 


psychological and emotional domain. 


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 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).  


Low  


Occasional challenging behaviours which are more frequent, 
more intense 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. 


Moderate 


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


kicking, biting, hair-pulling), destruction (e.g. 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.  


High  


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


Severe 


Challenging behaviours of high frequency and intensity, despite 
intense multi-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). 


Priority 
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13 Appendix 2: Fast Track Referral Form 
 


Children and Young People’s Continuing Care 
 


Fast Track Referral Form 
 


Part 1: To be completed by Referrer 


Child, Young Person and Family Details 
Name DOB Gender NHS No 


 


 
 


   


   
Home Address Place of Current Residence 


 
 
 


 
 
 


 
 


 
 
 


 
  


Others living in the home 
(and relationship to child) 


GP Name and Address 


  


Parent/Carer(s)  
 


First Language  
 


 Other 


communication 
needs (including preferred 


method of communication 
and if interpreter required). 


 


NB. details of one parent only are acceptable, but it must be the parent with 


responsibility.  
If Parental Responsibility Is Not Held By Parents: Parental 
responsibility 


held by 


 Contact Number:  


Basis of 
parental 


responsibility 


(e.g. legal guardian, LA section 
20) 


Email  
 


Local Authority  
 
 


 


Referral Details 
Date of Referral  
Name and Designation of Person 
Completing Referral 


 


Telephone and Email  
 


 
 
 


Please return this form 


to: 


BSW Clinical Commissioning Group 


E-MAIL:  bswccg.childrensclinicalteam@nhs.net   



mailto:bswccg.childrensclinicalteam@nhs.net
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Fast Track will be considered if the child / young person meets the following 
criteria: 


• A deteriorating condition where the child/young person is referred for end of life 
care.  


• End of life care is deemed appropriate where a child/young person has a short life 
expectancy (within 12 weeks of the referral date). 


Description of nature of illness/condition and how this fits above criteria  


 


Please include: 
Written supportive evidence outlining the presenting needs and short life 
expectancy of the child/young person from a named Consultant. 


 


 


 


 


 


 


Description of what support is required, including proposal on how this 
might be delivered  


 


 


 


 


 


 


 


 


Key professionals involved  Contact details 
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Supporting Information 


 


Please summarise below details of any relevant assessments made in the last 6 
months to support this referral.   


 
 
 


 
 
 


 
 
 


 
 
 


 
 
 


 
 


 


 


Consent                   ✓ as appropriate  Yes No 


I have gained the consent of the child/young person/family to 
provide the above information to be used in a fast track 


referral. 


   


Recommendation   ✓ as appropriate  Yes No 


I confirm this information and supporting evidence is accurate 
and up to date to the best of my knowledge. 


   


Signature:   Print Name:  


Date:   Relationship/Designation:  


E-mail:   Contact Number:  
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Part Two: To be completed by CCG 


Fast Track Decision 


(including rationale) 


Eligible / Not Eligible 


 


 


Details of Package Agreed 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


Date  


Review date 


Must be within 3 months 


 


Reviewed by  
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