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Governing Body – November 2016 
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Title of paper - Children and Young People’s Continuing Care Policy 

 

Lead Executive: Sue Cassin, Chief Nurse 

Lead Officer: Alun Windle, Deputy Chief Nurse / Head of Quality  

Lead GP: Dr Richard Cullen  

 

Purpose:  

To inform and present NHS Rotherham Clinical Commissioning Groups (RCCG) revised policy 
for Children & Young Peoples Continuing Care. 

Background: 

The revised Childrens and Young Persons Continuing Care (2016) framework, has 
incorporated key statutory changes with regards to SEND and new structures in NHS 
commissioning created by the Health and Social Care Act (2012). This has resulted in a 
substantive revision of the previous RCCG policy  
 
The Framework is intended to support commissioners in determining if a child's needs are such 
that they require a package of continuing care commissioned by the CCG. 
 
Policy presented to AQuA September 2016 with the action to present to Governing Body.     

Analysis of key issues and of risks 

The revised 2016 framework states that CCGs must have clear processes in place to assess 
and delivery continuing care where health needs cannot be met locally via commissioned 
universal or specialist health services. 
 
A full revision of the Children’s and young peoples policy has been undertaken which provides 
the processes that RCCG will implement to achieve its responsibility in meeting the reasonable 
needs of children and young people who meet the eligibility for Continuing Care. It also reflects 
and emphasises the need for a commissioning model which involves multi-agency 
collaboration throughout the process.  
 
In particular, this policy takes account of the new integrated approach to the commissioning of 
services for children and young people with a special educational need or a disability ('SEND') 
introduced by the Children and Families Act (2014) and a much greater emphasis on Personal 
Health Budgets.  

Recommendations: 

For Governing Body to approve the NHS Rotherham Clinical Commissioning Groups Childrens 

and Young Peoples Continuing Care Policy. 
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1. INTRODUCTION 
 

1.1 The National Framework for Children and Young People’s Continuing Care (2016) 
(C&YPCC), provides guidance for CCGs on the process for assessing, deciding and 
agreeing reasonable packages of continuing care for children and young people. 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.   

 

1.2 Clinical Commissioning Groups (CCGs) have a legal responsibility for securing ‘to a 
reasonable extent’ the health care which an individual needs. This policy identifies the 
processes that NHS Rotherham Clinical Commissioning Group (RCCG) will follow for the 
equitable discharge of that responsibility for children and young people with complex needs 
that cannot be met by universal and/or specialist services. 

 

2. RESPONSIBILITY 

2.1 The National Health Service Act (2006) requires the Secretary of State to continue the 
promotion in England of a comprehensive health service, designed to secure improvement in 
the physical and mental health of the people of England; and the prevention, diagnosis and 
treatment of illness. 

2.2 From 1st April (2013) CCGs became responsible for leading the continuing care process, 
however, a child or young person with continuing care needs may require services 
commissioned by the CCG, the local authority, and other partners. Where a child or young 
person requires services commissioned by multiple organisations, the CCG is responsible for 
leading the commissioning care process, involving the local authority and partners as 
appropriate. 

2.3 Nominated children and young people’s health assessors are responsible for ensuring that the 
assessment of a child or young person with possible continuing care needs, and their families, 
takes place in a consistent and open manner.  

2.4 The Framework states that there should be a senior member of the CCG, ideally a member 
of the executive team (The Chief Nurse), with responsibility for continuing care for children 
and young people, who can ensure there is effective liaison with the local authority and other 
partners, as well as ensuring the effective management of the process.  

 

3. SCOPE 

3.1 This policy applies to children and young people from 0-17 years (up to their eighteenth 
birthday) with complex health needs who are registered with a Rotherham General 
Practitioner and who may have continuing healthcare needs. For adults aged 18 and over, 
The National Framework for NHS Continuing Healthcare and NHS-funded Nursing Care and 
the supporting guidance and tools should be used. 
 

3.2 The Framework (2016) states, ‘A continuing care package will be required when a child or 
young person has needs arising from disability, accident or illness that cannot be met by 
existing universal or specialist services alone’, National Framework for Children and Young 
People’s Continuing Care (2016) 

 

3.3 Children and young people who require fast-track assessment because of the nature of their 
needs (such as a palliative care need) should be identified early and the child or young 
person’s needs met as quickly as possible. The continuing care process should not restrict 
access to end-of-life care for children and young people who require immediate support over 
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a shorter period, and should not result in any delay to appropriate treatment or care being 
put in place.  

3.4 NHS Rotherham Clinical Commissioning Group takes the security of data held on all 
children/young people very seriously and is compliant with Data Protection and Caldicott 
Guardian legislation. Any information passed by NHS Rotherham Clinical Commissioning 
Group to provider agencies in order for them to support a child/young person in their home 
should be subject to the same level of security protection. 

 

4. PURPOSE 
4.1 This policy aims to: 

 
 Set out a Children’s Continuing Care process for RCCG and social care economy that 

follows the principles and approach of The Framework but also makes sense in the local 
context. 

 Ensure a joint, consistent and transparent approach to assessing care needs and 
commissioning and providing services in the light of those needs; 

 Provide local practitioners with the knowledge and tools to follow the process; 
 Set out transition arrangements from child to adult services in relation to continuing care 

arrangements; 
 Clarify the remit, membership and working practices of the Children’s Continuing Care 

Panel; 
 Clarify funding responsibilities 
 Set out an appeals process; 
 Set out a robust process for resolving disputes between agencies. 

 
5. DUTIES 
5.1 Parents and individuals with parental responsibility have the primary obligation for the care 

of their child/young person with statutory agencies supporting them to meet the child or 
young person’s identified health needs. 
  

5.2 RCCG is responsible for leading the children’s continuing care process, while recognising 
the individual may require services commissioned by NHS Rotherham Clinical 
Commissioning Group, Rotherham Local Authority and other partners.  
 

5.3 The appropriate care of children/young people with profound multiple disabilities or chronic 
severe illness involves input from all statutory agencies: Health, Social Care, and Education. 

 

5.4 The CCGs responsibility is to ensure that a timely comprehensive interagency assessment is 
completed and that a reasonable package of care is developed to meet the assessed needs 
identified. 
   

5.5 Each agency is responsible for funding their own contributions to the continuing care 
package, in line with their statutory functions. The co-ordination role of RCCG will ensure 
that all agencies work together to provide seamless care for a child/young person and their 
family/carers as far as is practically possible. 
 

5.6 Where a child has a special educational need or disability (SEND), which will often be the 
case, then CCGs and Local  Authorities (LA) should 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.  
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5.7 Since September 2014, under section 26 of the Children and Families Act (2014), a new 
framework for children and young people (up to age 25) with SEND will apply in England. All 
new entrants to the system will be supported via these arrangements, and children and 
young people with existing statements of special educational needs will transfer to the new 
arrangements over a three year period, at the heart of the arrangements is an integrated 
Education, Health and Care plan (EHC plan). 

 

5.8 The new arrangements for children with special educational needs or disability (SEND) in 
particular provide a framework for outcomes-focused joint assessments involving different 
partners across education, and healthcare, many children and young people who need 
continuing care will have special educational needs or disability.  
 

5.9 CCGs will work with their LA, to develop and publish a Local Offer, setting out in one place 
information about the range of education, health and social care services available for 
children and young people in their area who have SEND, including those who do not have 
EHC plans, and how they can be accessed. The published local offer should include details 
of continuing care services and how one accesses continuing care, and would provide a 
suitable location for publicising the continuing care process.  
 

5.10 A child or young person with a continuing care need will often also have SEND. Where this 
is the case, the child or young person’s continuing care needs, and package of care should 
at the very least feature as part of the integrated package of care in their EHC plan. There 
are many children and young people with special educational needs or disability without a 
continuing care need, and their health needs should of course be reflected in the EHC plan.  
 

5.11 More information on Rotherham's SEND, and ‘local offer’ can be found at. 
http://www.rotherhamsendlocaloffer.org/s4s/WhereILive/Council?pageId=844&lockLA=True# 

 

6. PROCESS 

6.1 The key trigger for entry to the children’s continuing care process is the recognition that the 
child or young person in question has complex health needs above and beyond the level 
that local universal and specialist health services are currently commissioned to meet, which 
is outlined in Appendices 2. 

6.2 The level and nature of local health commissioning varies across the country and it is important 
therefore to recognise that there is no standard set of universal and specialist health services. 

6.3 When determining what a reasonable package of care should include, RCCG commissioners 
will consider what additional care might need to be commissioned to fulfil their statutory duty to 
meet the reasonable needs of a Child or Young Person. 

6.4 RCCG and colleagues from responsible agencies involved in this process recognise the 
requirement of the four areas of assessment in determining the need for continuing care, 
these are:-  
 The preferences of the child or young person and their family 
 Holistic assessment of the child or young person and their family, including carer 

assessment 
 Reports and risk assessments from the multidisciplinary team 
 The Children’s Decision Support Tool 
 The Framework, associated documents including referral checklist can be obtained via 

RCCGs internet webpage: http://www.rotherhamccg.nhs.uk/children_2.htm 
 The timeline that Rotherham follows in the referral, assessment and decision making 

process is detailed in Appendices 1. 
 

http://www.rotherhamsendlocaloffer.org/s4s/WhereILive/Council?pageId=844&lockLA=True
http://www.rotherhamccg.nhs.uk/children_2.htm
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6.5 One Point of Contact 

6.6 All enquiries regarding children and young people, including pre-assessment referrals or 
evidence for the completion of a Decision Support Tool (DST) will be directed to the RCCGs 
Children’s Continuing Care team leader via the generic email 
ROCCG.continuingcareroth@nhs.net Tel. 01302 566366 

6.7 Referral  

6.8 Consent is required to progress any referral from the individual with parental reasonability 
and will be obtained for the pre-assessment referral checklist being undertaken by agencies 
prior to referring children and young people to the CCG. Any referral received without 
appropriate consent will be returned to the individual referrer. 
 

6.9 Explanation of the reason for referral and information sharing will be given to children, young 
people and representatives for all continuing care pre assessments, DST’s and reviews. 

 
6.10 The fact that an individual declines to be considered for continuing care does not, in itself, 

mean that a CCG has an additional responsibility to meet their needs, over and above the 
responsibility if consent had been given.  

 

6.11 Where there are concerns that an individual may have significant ongoing needs, and that 
the level of appropriate support could be affected by their decision not to give consent, the 
CCG should discuss with the LA the implications. For more information, see the glossary 
entries on Consent and Parental Responsibility, The framework. 

 
6.12 The pre-assessment referral, along with identified evidence should be submitted via the 

email identified on the CCGs webpage. This is the only way in which the CCG will accept a 
pre-assessment referral for consideration of a full Decision Support Tool via our nurse 
assessors. 

 
6.13 The referrer, child, young person and representative will receive feedback to say that the 

pre-assessment has been received with an outcome of the pre-assessment screening; this 
commences the next stage of the process which is completion of the DST by the CCGs 
nurse assessors.  
 

6.14 On the rare occasion that a referrer has not fully completed the required pre-assessments, 
including a signed consent then feedback will given to the referrer as to what is required 
before the CCG can accept the pre-assessment referral. At this point the pre-assessment 
referral has not been accepted by the CCG. 

 
6.15 In the event that a care package is being funded by another agency and the CCG receives a 

pre-assessment referral because of increasing needs then the CCG will back date the 
funding of care to the point that a pre-assessment has been accepted by the service.  

 
6.16 There will be some cases whose needs are such that access to care must be ‘fast tracked’, 

or in cases when urgent decisions are required and where waiting for an agreement at the 
decision making panel would create an unacceptable delay the Children’s Continuing Care 
Team Leader is able to make an eligibility and financial decision decide on for continuing 
health care services, Appendices 3 

 
6.17 Assessment  
 
6.18 Children with complex needs may not only need support from health services. They may 

also have special educational needs, and need support from social care. Unless there is a 

mailto:ROCCG.continuingcareroth@nhs.net
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good reason for this not to happen, continuing care should be part of a wider package of 
care, agreed and delivered by collaboration between health, education and social care. 

 
6.19 Developing a multi-agency understanding of a child’s needs, and then agreeing a package 

of care requires collaboration on the assessment process, and agreement subsequently as 
to who has responsibility for commissioning the different elements of the care package. 

 
6.20 In line with the Haringey judgement (see Annex C of The Framework), there are clear limits 

to what care should be funded by the local authority, which should not be a substitute for 
additional NHS care for children. In this case, the High Court determined that the duty under 
section 17 of the Children Act 1989 did not extent to meeting essential medical needs. 

 
6.21 The nurse assessor on behalf of RCCG will ensure that the child or young person and their 

family being considered for continuing care understands the continuing care process, 
receiving accessible advice and information in a timely and clear manner.  

 
6.22 The nurse assessor will request any additional information and assessments required to 

complete the DST. Once completed the an MDT will be arranged where the DST will be 
offered to the child / young person family/carers to read and add their views which will be 
documented, taken into account, and considered alongside the benefits and risks of 
reasonable care provision as part of the assessment.  

 
6.23 Where the views of the child or young person are different from those of their family, the 

possibility of advocacy will be discussed. 
 
6.24 The Framework is clear that parents, the child or young person can refuse an assessment, 

information on the implications of refusal should be made clear to all parties in this 
circumstance relevant agencies should be informed.   

 
6.25 Children and young people’s continuing care needs will be assessed consistently and fairly, 

irrespective of the reason for their needs or the nature of those needs in conjunction with 
The Framework and NHS Rotherham Clinical Commissioning Group Continuing Healthcare, 
Equality & Choice Policy 

 
6.26 The assessment of children and young people for continuing care must be undertaken in 

conjunction with RCCGs Safeguarding Vulnerable Peoples Policy and contemporary 
safeguarding legislation.  

 
6.27 Exceptionally, information may be withheld from a child or young person or someone with 

parental responsibility for them if RCCG considers that it would be likely to cause significant 
harm to the physical or mental health or condition of the child or young person or would 
otherwise not be in their best interests. Multi Agency Safeguarding Hub (MASH) be informed 
and involved, where it is thought that the child is at risk of significant harm or is suffering 
significant harm.  

 
6.28 Recommendation and Decision Making 
 
6.29 The Framework states that: ‘Commissioners will decide how the continuing care will be 

provided, what proportion and level of resource is required to deliver it and how much needs 
to be specially commissioned, again taking into account the recommendation of the 
assessor on nature of the child or young person’s needs. Costed options may need to be 
separately considered by a funding panel. These options should always be considered after 
a decision has been made on whether or not there is a continuing care need. The 
establishment of a continuing care need should not be determined by the existing package 
of care a child or young person receives, or who provides or pays for it’. 
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6.30 In Rotherham the Childrens and Young Peoples forum has a dual function of agreeing 
eligibility and resource allocation, once eligibility is established, and in the case that a child 
or young person meets eligibility the forum move to the second stage of the panel process 
that considers the proposed care provision.  

 
6.31 Once RCCGs nominated children and young people’s health assessor has completed the 

DST this is then submitted to the Multi-Agency Continuing Care forum they will record a 
recommendation regarding of eligibility. 

 
6.32 The RCCG nominated children and young people’s health assessor will produce and present 

recommendations and costed options to the multi-agency Children's & Young Peoples 
Continuing Care Panel to consider the recommendations presented 

 
6.33 The Framework states that this panel should:- 

 Be independent from those involved in assessment;  
 Be made up of key health commissioner and local authority professionals, including 

commissioners and clinical advisers;  
 Consider the expressed wishes of the child or young person and their family and the care 

options that meet the assessed needs of the child or young person and their family;  
 Take into account local authority children’s and young people’s services’ requirements.  
 Be allocated dedicated time to support this process.  
 

6.34 If the recommendation is that eligibility for Childrens Continuing Care has been achieved 
then in conjunction with partner agencies a recommended package of care that meets the 
reasonable needs of the assessed individual with costs should be also submitted with the 
DST to the Childrens and Young Peoples Continuing Care Panel. 
 

6.35 If the recommendation for eligibility is not met then the nurse assessor will submit the DST 
with information regarding the current care provision to the Childrens and Young Peoples 
Continuing Care forum, Appendix 4 

 
6.36 The Multidisciplinary team involved in the assessment will work with the family to support the 

RCCG nominated children and young people’s health assessor to produce the child or 
young person’s continuing care options, taking into account the child or young person’s and 
their family’s preferences, which are safe and effective. 

 
6.37 Where the child or young person has a care package in place, the team must have regard to 

these packages of care and seek to work with other teams to ensure that the care provided 
fits seamlessly with other care being received. 

 

6.38 Care planning should begin early, considering the discharge needs where appropriate, and 
be simplified to enable community-based services to provide home-based care wherever 
possible.  

 

6.39 Planning of the package of care should consider:  
 
 How continuing care integrates with SEND provision, and existing universal and specialist 

providers; 
 Sustainability and long-term outcomes (see below for transition);  
 A multi-professional approach, rather than one which focuses on venues of care;  
 The child or young person’s home as the focus of care. When home care options have 

been fully considered and ruled out on care, risk or capacity grounds and/or family 
choice, then residential care should be considered to support home care or to replace it;  

 Out of hours support;  
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 Staff competency and training of parents, staff and foster carers (including training costs) 
should be considered as appropriate.  

 
6.40 Inform 
6.41 The recommendations that are proposed should be discussed with the individual being 

assessed including family and/or main carer prior to submission to the Children's & Young 
Peoples Continuing Care forum. 

 
6.42 Following the multi-agency Children's & Young Peoples Continuing Care Panels decision, 

the child or young person and their family will be notified within 5 working days. Key 
professionals, such as the child’s paediatrician, multi-disciplinary team or GP, and key 
organisations, such as their school and local authority, will also be informed.  

 
6.43 Where the child or young person's assessment is presented to the multi-agency Children's & 

Young Peoples Continuing Care Panel, and is found not to have a need for continuing care, 
a clear written explanation of the rationale for the decision will be provided to the child or 
young person and family. In this instance, their needs will be addressed through existing 
universal and specialist services.  

 
6.44 If the child or young person is found to have a need for continuing care but the proposed 

care package varies from the preferred option of the child or young person and their family, a 
clear written explanation will be given of the rationale for the decision.  

 
6.45 RCCG will aim to provide a package of continuing care as soon as possible once the 

decision has been made. On rare occasions there may be an unavoidable delay, RCCG will 
ensure that delays are avoided as far as is possible. However the child, young person and 
their family will be kept informed of progress and involved in implementation.  

 

6.46 The Children’s health assessor will seek to commission such support/nursing care to meet 
the child/young person’s needs as far as is reasonable according to the local availability of 
such services at the time, recognising that children’s nursing/trained carers are a highly 
skilled and scarce resource.  

 

6.47 The extent of demand for additional funding to commission nursing care will be kept under 
review, and where substantial additional service is required over a significant period of time, 
options will be explored to enhance the capacity to provide these services.  

 

6.48 Funding is made available by RCCG to meet the agreed respite allocation needs, but 
unfortunately, despite all efforts there may be short periods when it may not be possible to 
fulfil the respite packages due to the lack of resource from both NHS and providers.  

 

6.49 There may be exceptional circumstances that fall outside of the allocation criteria. 
Exceptions to the allocation criteria must be agreed by The Deputy Chief Nurse at 
Rotherham CCG, in the context of the resources available.  

 

6.50 A Child/Young person or representative is not obliged to accept a C&YPCC package. Once 
an individual is eligible and offered CCC, and they choose not to accept the care package, 
the CCG may, in appropriate cases; take reasonable steps to make the individual aware that 
other agencies such as Education and Social Care do not assume responsibility to provide 
care to the individual. The CCG will work with the individual to help them understand their 
available options and facilitate access to appropriate advocacy support.  As appropriate, the 
CCG will have recourse to communicate a decision to not accept a package of care with 
Social Care and Education, via local safeguarding procedures and to ensure compliance 
with the statutory requirements of the Mental Capacity Act (2005).  
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6.51 Where an individual exercises their right to refuse, the CCG will ask the individual or their 
representative(s) to sign a written statement confirming that they are choosing not to accept 
the offer of care provision.  

6.52 In view of the complexity of care, risk issues, and the overall shortage of care resource, the 
service is unable to support respite provision for holidays away from home. The service is 
also unable to offer support to children/young people who are in hospital for acute care. 

6.53 At times, despite pursuing all possible avenues to deliver packages of care, there will be 
exceptional circumstances that impact on delivery. In these cases, RCCG has endorsed the 
following approach for prioritisation of existing nursing resources.  

6.54 Children/young people with priority  

6.55 Children/young people whose conditions carry a high degree of clinical risk, such as those 
children/young people requiring assisted ventilation, or where the clinical situation is 
unstable or persistently difficult to manage. 

 
6.56 Acute deterioration in condition/terminal stages of illness as identified by medical 

assessment. 
 

6.57 Potential breakdown of the family unit due to the impact of care responsibilities as identified 
via a joint care planning meeting or where several professionals involved in the care are 
raising serious concerns.  

 
6.58 This approach in prioritisation may in exceptional circumstances result in the withdrawal of 

some existing nursing respite care to families currently receiving agreed packages in order 
that other families may receive some nursing respite and will be assessed weekly to 
determine need.  

 
6.59 In other cases, the families of some newly assessed children/young people who do meet 

criteria may not receive any nursing respite care at that time. This will be kept under 
constant review by the C&YPCC Team Leader, so that all packages receive a service as 
soon as it is possible.  

 
6.60 It is beneficial to be transparent about the amount of nursing respite which families should 

anticipate according to the complexity of their child/young person's need, and to establish a 
clear understanding with families at the outset about the factors which may impact upon their 
receipt of particular levels of service.  

6.61 It is important that parents/carers maintain their competencies for caring for their child/young 
person during a 24 hour period, as in the event of cancellation of respite due to unforeseen 
circumstances and despite all efforts to provide alternative support, the expectation is that 
parents/carers will continue to provide the child/young person’s care.  

 
6.62 Funding Continuing Care  
6.63 When a child or young person is assessed as needing a package of continuing care (i.e. the 

continuing care thresholds is met and additional services are required to meet need) RCCG 
will commission the reasonable agreed package of healthcare either directly, or jointly with 
the appropriate Local Authority.  

 
6.64 If the continuing care threshold is not passed, or no additional services are required to meet 

assessed need, then it is expected that the child or young person’s health needs would be 
met by existing services provided through existing pathways. To enable Children and Young 
people to receive the correct care promptly, individuals will be offered available care as soon 



 

11 
 

as possible utilising preferred providers before any other unless exceptional circumstances 
apply. 

 
6.65 In agreeing packages of care the Continuing Care forum will have due regard to local 

assessment criteria, and the legislative framework.  
 
6.66 The Framework paragraph 32 on page 10 states: “All partners are responsible for funding 

their own contributions to the continuing care package - including short breaks and social 
care - in line with their statutory responsibility for care”. 

 
6.67 If the CCG provides an individual with care that is more expensive than a standard cost due 

to, either availability in the market, or the ability of the CCG to commission at the standard 
cost, the additional cost will be funded by the CCG.  

 

6.68 Where such an arrangement has been agreed the CCG reserves the right to move the 
individual to a suitable preferred provider where this will provide a financial saving to the 
CCG. The CCG should notify the individual and/or their representative(s) that their provision 
may be moved should a preferred provider subsequently have capacity.  In such 
circumstances, the CCG will give a minimum of 14 days’ notice. 

 

6.69 In exceptional circumstances, the CCG would be prepared to consider funding provision 
where the anticipated cost to the CCG is more than the cost of the most cost effective care 
provision identified. 

 
6.70 In order to determine whether exceptional circumstances exist, a two-stage process will 

apply: 
 

 Are the individual’s needs significantly different to other individuals with the same or 
similar conditions? 

 
AND  

 
 Will the individual benefit significantly more from the additional or alternative services 

than other individuals with the same or similar conditions would? 
 
6.71 Exceptionality will be determined on a case by case basis and will require the agreement of 

an Executive Director of the CCG. 
 

7. DISPUTES 
7.1 This process sets out how disagreements regarding eligibility recommendations made by a 

Multi-disciplinary Team (MDT) will be resolved.  It applies to any DST completed for whom 
the CCG is the responsible commissioner. 
 

7.2 This process applies to disagreements between members of MDTs that arise whilst a DST is 
being completed.  It also concerns DST’s which are sent back to an MDT for further work, 
and where the MDT disagrees with part or all of the reason why the assessment is returned. 

 

7.3 Both Rotherham CCG and Rotherham Metropolitan Borough Council have a responsibility to 
ensure that the outcome of an eligibility decision and its provision take place in a timely and 
consistent manner.  Ensuring that disagreements are resolved in a timely manner is an 
essential part of meeting this joint commitment 
 

7.4 This process only applies when: 
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 A DST has been returned twice to an MDT for further evidence  
And 

 The DST has been resubmitted twice to Rotherham CCG; A 
And 

 Rotherham CCG and/or Rotherham Metropolitan Borough Council consider that 
insufficient evidence has been provided, despite the DST having been returned to the 
MDT on two occasions. 

 
7.5 Where the above criteria apply, an eligibility panel meeting will be arranged, the eligibility 

panel members as defined by the Framework, which is Health and Social Care 
commissioners/professionals with at least one clinician read through the DST checking the 
consent form, and that the DST is filled in accurately, that the information in the domains and 
the recommendation is consistent with the framework 
 

7.6 Once the eligibility forum members have read through the DST and supporting evidence 
there are two possible outcomes: 

 

 Outcome one: Where the panel members agree, minutes of the meeting will be 
completed.  These will be shared with the MDT. The MDT will where necessary be asked 
to reconsider the evidence and either change the recommendation or provide the 
required additional evidence within 5 working days. The DST will then be resubmitted to 
Eligibility forum for ratification. The DST Coordinator will inform the patient or their 
representatives if the MDT’s recommendation has been changed or if the DST has 
changed substantively. 

 
 Outcome Two: Where the Eligibility forum cannot agree, minutes of the meeting will be 

produced explaining why they cannot agree.  Following this, colleagues at another CCG 
will be asked to review the evidence, to come to a view about the recommendation.  The 
CCG will be asked to consider this at their equivalent of Eligibility Forum, to ensure a 
local authority perspective is included within that discussion.  Rotherham CCG and 
Rotherham Metropolitan Borough Council agree to be bound by the opinion of the second 
CCG’s panel as to the recommendation in the DST. 

 
7.7 The outcome of each of these discussions will be recorded in writing by Rotherham CCG 

and sent to Rotherham Metropolitan Borough Council.  The record will include a copy of any 
written information provided by the second CCG’s panel. 
 

7.8 Once the second CCG has made its decision there are 2 possible outcomes: 
 

 Outcome One: Where the second CCG agree the recommendation of the DST MDT this 
will be communicated to the MDT by Rotherham CCG, forum decisions will usually be 
communicated to the patient or their representative within 5 working days of the panel 
taking place. Patients or their representative will also be informed of the decision by 
telephone as soon as practical. 

 
 Outcome Two: Where the second CCG do not agree the recommendation or agree one 

of the two recommendations submitted by a DST MDT, the DST will be returned to the 
MDT, with the opinion of the second CCG. The MDT will then make any necessary 
amendments to the DST according to the decision of the second CCG, and resubmit the 
DST to eligibility forum for ratification within 5 working days. 

 
7.9 Rotherham CCG and Rotherham Metropolitan Borough Council should agree how any 

package of care will be funded whilst a disagreement is being resolved. 
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7.10 Where a package of care is being provided, and either Rotherham Metropolitan Borough 
Council or Rotherham CCG is paying for the care, they will continue to do so, until the 
eligibility decision is reached. 

 

7.11 Where a patient has a package of care funded by another agency, they will be advised that 
no decision about changing funding can be made 

 

7.12 Where a decision regarding eligibility has been submitted to another CCG’s panel for an 
opinion, Rotherham CCG will write to patients or there representative to inform them of this.  
Where possible, Rotherham CCG will inform the patient what the timescale for decision-
making is likely to be. 

 

7.13 The child or young person and their family as part of the inform process will be informed of 
their rights and of the complaints procedure in the case of a decision which does not meet 
their preferences and/or expectations.  

 
7.14 RCCG will offer a local resolution meeting between RCCGs responsible nurse assessor, 

relevant health commissioners, the child or young person and family.  
 

7.15 On the rare occasions that the local resolution panel does not result in an outcome the child, 
young person or family will offered an independent review of the case by a panel in another 
CCG. A request will be sent to another CCG for a review on the understanding that the child, 
young person and family agree to share the information supplied for the assessment. 

 

 

8. COMPLAINTS 
8.1 RCCG complaints manager will be the first point of contact for all disputes and complaints 

relating to decisions made in relation to eligibility for children’s continuing care and level of 
service provision http://www.rotherhamccg.nhs.uk/contact-us/ 

 
8.2 Complainants who remain dissatisfied may contact the ‘Parliamentary and Health Service 

Ombudsman’ (PHSO), to request an independent review of their case. This must be done 
within a year after the day on which the person aggrieved first had notice of the matters 
alleged in the complaint, unless the PHSO considers that it is reasonable to review the 
complaint outside of this timescale. This request can be made in the following ways:  
 
Contact the PHSO on 0345 015 4037, email at Phso.enquiries@ombudsman.org.uk 
 
Or write to them at:  
The Parliamentary and Health Service Ombudsman  
Millbank Towers  
Millbank  
London    
SW1P 4QP  
 
Visit their website at www.ombudsman.org.uk 
 

9. APPEALS 
9.1 This procedure refers to a challenge made by an individual or their representative following 

an assessment of eligibility for Childrens and Young Peoples Continuing Care as an appeal, 
whereas the Standing Rules use the term ‘review’ for the same situation. Therefore when 
this document refers to an ‘appeal’ this equates to a ‘review of a decision’ regarding 
Childrens and Young Peoples Continuing Care eligibility made by a CCG. 

http://www.rotherhamccg.nhs.uk/contact-us/
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9.2 Where a Childrens and Young Peoples Continuing Care assessment has been carried out 

and the individual or their representative who holds the appropriate legal authority to do so 
wishes to challenge the outcome of the decision they must do so through the Local 
Resolution process. 

 

9.3 In cases where an individual does not have the mental capacity to manage their own affairs 
a representative may request an appeal of an eligibility decision. 

 

9.4 All appeal requests must be received by the Children’s and Young Peoples Continuing Care 
service using the generic email no later than 3 months following receipt of the decision 
regarding eligibility. 
  

9.5 A request for an appeal may be made in the following circumstances: 
 

 Where an individual or their representative is dissatisfied with the decision regarding 
eligibility for Childrens and Young Peoples Continuing Care following completion of the 
pre-assessment checklist or the Decision Support Tool  

 
 Where there has been a failure to follow National Guidance in reaching its decision as to 

determine the individual’s eligibility  
 
9.6 A request for an appeal can only be made once the recommendation has been accepted by 

the responsible CCG. The decision will remain unchanged until such time as it is overturned. 
 
9.7 If as a result of the Local Resolution process the decision is overturned, Childrens and 

Young Peoples Continuing Care funding will normally be back dated to the date when the 
assessment to which the appeal period relates to was completed. 

 

9.8 Challenges are preferably to be made in writing. If a challenge is made orally, the individual 
or family member must be encouraged or, where required, assisted to put their challenge in 
writing no later than 6 months from the date they were notified of the decision regarding 
eligibility. 

 

9.9 The appeal request will be acknowledged by the CCG within 5 working days of receipt. 
 

9.10 The person challenging the decision will be invited to meet a member of the CCG within the 
next 10 days to discuss the nature of their dissatisfaction. 

 

9.11 A Local Resolution Meeting (LRM) will be convened within 10 days of receiving notification 
of an appeal. The CCG will explain the appeal process and make every effort to ensure that 
the appellant has a clear understanding of the Childrens and Young Peoples Continuing 
Care eligibility criteria and how it applies to their own situation. 

 

9.12 During the Local Resolution Meeting the appellant should be prepared to inform the 
reviewing officer the exact reasons for the appeal. This may include the submission of 
additional information that was not available at the time of the assessment. 

 

9.13 Detailed notes will be taken at the meeting 
 

9.14 The reviewing officer will assimilate the information provided at the meeting and will make a 
decision as to whether to revisit the individual in order to provide the CCG with additional 
information to consider in support of the appeal. 
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9.15 This decision will be communicated to the appellant at the meeting and their full participation 
is encouraged. 

 

9.16 Following scrutiny of the information the reviewing officer should make a recommendation 
regarding the individual’s eligibility. 

 

9.17 If the recommendation is unchanged from the original assessment as there is no meaningful 
additional evidence for the Local Review Panel to consider then the appellant should be 
informed in writing that the appeal is to proceed no further. In all cases the appellant is given 
the opportunity to respond to the newly prepared evidence and recommendation no later 
than 2 weeks after the post date of the letter. 

 

9.18 Only when there is a clear omission on the part of the CCG that not all the evidence has 
been considered, or that a robust decision-making process did not lead to a sound decision 
on eligibility, will the CCG continue with the appeal. Specifically the latest assessment 
documentation held by the CCG will be examined to ensure that any decision made was 
appropriate to evidence it contains. 

 

9.19 The CCG may approach another CCG to carry out a peer review of the case if it is believed 
to be beneficial. This will depend on the particulars of the individual case. 

 

9.20 Where there is further evidence to consider, the Local Review Panel should be convened 
within the CCG area and all new and original evidence should be presented. The appellant is 
given the opportunity to attend this panel in person and is offered the opportunity to give 
their views to the panel chair. 

 

9.21 The panel chair should be satisfied that the appellant has been fully involved throughout the 
Local Resolution Process whether or not they attend the Local Review Panel in person. A 
decision on eligibility should be reached and communicated within 7 working days and the 
whole review process should be no longer than 3 months from receipt of the request. 

 

9.22 In such cases where the individual fails to meet the eligibility criteria and the appellant 
remains dissatisfied with the outcome they have the right to request that NHS England 
examine the evidence at an Independent Review Panel. This request should be made no 
later than 6 months following the date the appeal decision letter was sent by the CCG. 

 

10. REVIEW 
10.1 The child or young person’s continuing care needs will be reviewed three months after the 

Children's & Young Peoples Continuing Care forum decision, and then at least annually. 
 
10.2 If the child or young person’s circumstances are known to have changed, this should also 

trigger a review, the child or young person and their family are able to request a review.  
 
10.3 RCCGs nominated nurse assessor on behalf of the commissioners of the care package will 

be responsible for regular contract reviews to ensure that any service specifications are 
being met and the service being provided is of the required level. 

 
10.4 RCCGs nominated nurse assessor will make it clear to the child or young person and their 

family that reviews are designed to ensure that continuing care needs are being met. If the 
child or young person has SEN, the continuing care package review, and the regular review 
of an EHC plan, should be synchronised.  

 



 

16 
 

10.5 If transition back into universal or specialist services is appropriate on a review, the child or 
young person and their family will be supported throughout the transition. 

 

11. TRANSITION 
11.1. RCCG recognise that the aim of providing continuing care should be to support the move 

from dependence to independence, with children and young people being enabled to 
manage their condition themselves with a full understanding of the implications of their 
condition.  

 
11.2. Every child or young person with a package of continuing care in Rotherham who is 

approaching adulthood will have a multi-agency plan for an active transition process to adult 
or universal services or to a more appropriate specialised or NHS Continuing Care pathway. 
To ensure this is as seamless as possible key transition assessments will be undertaken, 
these are - 

 
 At 14 years of age, the Adults Continuing Healthcare team will be informed of the young 

person. 
 At 16 -17 years of age, screening for NHS Continuing Healthcare should be undertaken 

using the adult screening tool, and an agreement in principle that the young person has a 
primary health need, and is therefore likely to need NHS Continuing Healthcare .  

 At 18 years of age, full transition to adult NHS Continuing Healthcare or to universal and 
specialist health services should have been made, except in instances where this is not 
appropriate. 

 
11.3. RCCG Adults Continuing Healthcare will prior to the 18th birthday have concluded an 

eligibility decision of a young person, any entitlement that is identified by means of this 
processes before a young person reaches adulthood will come into effect on their 18th 
birthday, subject to any change in their needs. The decision for eligibility for Adults 
Continuing Healthcare will be communicated by the adult's service. 

 
11.4. If a young person who receives children’s continuing care has been determined by RCCG 

not to be eligible for a package of adult NHS continuing healthcare in respect of when they 
reach the age of 18, they will be advised of their non-eligibility and of their right to request an 
independent review, on the same basis as NHS continuing healthcare eligibility decisions 
regarding adults. However RCCG will endeavour even when eligibility is not met to assist in 
the safe and seamless transition to universal services care will not cease until transition is 
completed.   

 

12. PERSONAL HEALTH BUDGETS 
12.1 The Operating Framework for the NHS in England 2010/11 encourages personal health 

budgets, and these can be offered from childhood for people with complex care needs. 
 

12.2 A personal health budget involves: 
 An individual knowing how much money can be spent on their healthcare (their budget); 
 A discussion between the patient and the operational lead for Children’s NHS Continuing 

Healthcare and operational lead for Personal Health Budgets about the care and services 
they want; and 

 A care plan (also known by other names, such as support plan) being agreed, which sets 
out: 

 The individual’s health needs and desired health outcomes; 
 The amount of money in their budget; 
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 How this money will be spent to meet the individuals needs/outcomes (the money should 
fully meet the cost of the care plan); and a regular review of the care plan and monitoring 
of how the money is spent. 

 
12.3 RCCGs will consider, on a case-by-case basis, whether continuing care needs could best be 

funded via a personal budget as per request by the funded child or their representative. 

 

13. THE MENTAL CAPACITY ACT (2005) 
13.1 The Mental Capacity Act applies to those over the age of 16. The Children Act 1989 and 

2004 is the legislative framework for decision making for those under the age of 16.  
 

13.2 The Mental Capacity Act 2005 empowers people to make decisions for themselves wherever 
possible and to protect people who lack capacity. Whether people have or lack capacity, the 
person in question must remain at the heart of the decision-making, including involving 
person who lacks capacity as much as possible. Where decisions need to be made for a 
person who lacks capacity these decisions must be made in their best interest. 
 

13.3 The Act also allows people to make decisions whilst they still have capacity for the 
eventuality that they may lose capacity in the future. All organisations and individuals who 
look after or care for someone who lacks capacity to make decisions are required to comply 
with the act.  

 

13.4 CQC guidance for providers can be found here: 
http://www.cqc.org.uk/_db/_documents/RP_PoC1B2B_100563_20100825_v3_00_Guidance
_for_providers_MCA_FOR_EXTERNAL_PUBLICATION.pdf 

 

14. EDUCATION AND TRAINING 
14.1 The Children’s Nurse Assessor will promote awareness of the framework and organise multi-

agency training opportunities to ensure quality standards are met and sustained. Information 
sessions will be offered to all relevant staff. To request supportive training for C&TPCC 
please contact the service via ROCCG.continuingcareroth@nhs.net 

 

15. MONITORING 
15.1 NHS Rotherham Clinical Commissioning Group will audit on a monthly basis two C&YPCC 

assessments against this policy and national framework for compliance, which will be 
reported through RCCGs governance process.   

 

16. FUTHER READING 
• Aiming High for Disabled Children  
• Aiming high for disabled children: better support for families  
• Apprenticeships, Skills, Children and Learning Act 2009  
• Better Care, Better Lives (2008)  
• Care planning regulations  
• Children Act 1989  
• Children Act 2004  
• Children and Young People’s Act 2008  
• Coughlan Judgment (1999)  
• Disability Discrimination Act 1995 (amended 2005)  
• Early Support Programme  
• Equalities Act 2010  
• Equality Act (2010)  

http://www.cqc.org.uk/_db/_documents/RP_PoC1B2B_100563_20100825_v3_00_Guidance_for_providers_MCA_FOR_EXTERNAL_PUBLICATION.pdf
http://www.cqc.org.uk/_db/_documents/RP_PoC1B2B_100563_20100825_v3_00_Guidance_for_providers_MCA_FOR_EXTERNAL_PUBLICATION.pdf
mailto:ROCCG.continuingcareroth@nhs.net
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• Equality and diversity agenda  
• Equity and excellence: Liberating the NHS ( 2010)  
• Every Child Matters (2005)  
• Every Disabled Child Matters  
• Framework for the Assessment of Children in Need and their Families  
• Freedom of Information Act 1998 (amended 2000)  
• Gillick v West Norfolk and Wisbech Area Health Authority (1985)  
• Haringey Judgement (2005)  
• Health and Social Care Act (2012)  
• Health and Social Care Act (2001)  
• Improving quality of life for people with long term conditions ( March 2013)  
• Integrated Care and Support: Our Shared Commitment (March 2013)  
• Joint Planning and Commissioning Framework for Children, Young People and Maternity 

Services  
• Local Government and Public Involvement in Health Act 2007  
• National Framework for Children and Young People’s Continuing Care (March 2010)  
• National Health Service (Functions of Strategic Health Authorities and Primary Care Trusts 

and Administration Arrangements) (England) (Amendment No. 2) Regulations (2007).  
• National Health Service Act (2006)  
• National Service Framework for Children, Young People and Maternity Services  (2004) 
• Philosophy of Clinical Governance, providing evidence for compliance with the 

requirements of the Standards for Better Health of the Department of Health and the NHS 
Litigation Authority Risk Management Standard for PCTs  

• Race Relation Act (2000)  
• Relevant articles of the Human Rights Act (1998)  
• Safeguarding Disabled Children: Practice Guidance  
• Securing better health for children and young people through world class commissioning  
• Sex Discrimination Act 1975 (amended 2003)  
• Support and aspiration: A new approach to special educational needs and disability The 

Green Paper (March 2011)  
• Together from the Start (2003) 
• Who Pays? Establishing the responsible commissioner guidance  
• Working Together to Safeguard Children (2010) 
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Criteria for Allocation of Nursing Respite for Children who are Eligible for Children’s & Young Peoples 

Continuing Care  
Level Criteria Comments Allocated Hours 

per week 

1 Children who meet the continuing care criteria, whose condition remains largely unchanging, but who may have 
episodes of acute illness or instability, & e.g. chest infections managed by antibiotics, increased need for suction, 
episodes of increased fitting, short term increase in waking interventions) which may temporarily increase the need 
for nursing interventions. (Nursing interventions as identified by the nursing assessment).  

Up to 20hrs  

2 Continuously unstable condition defined by nursing assessment and requiring nursing interventions to respond to: 
e.g. apnoea, irregular breathing, unstable airway, dropping heart rate, fluctuating O2 saturations despite 
supplementary  O2 – including children requiring palliative care/life limiting conditions  

Up to 40hrs 

3 End of Life Care (short term intensive respite subject to review) Up to 50hrs 

4a Non-Invasive ventilation  24hr need - can be allocated at 4a level dependent on risk assessments Up to 30hrs  

Night time need only  Up to 20hrs 

4b Invasive Ventilation  24hr need  Up to 85hrs 

Night Time Only  Up to 48hrs 

5 Enhanced Provision. 
RCCG recognises that there may be individual circumstances that may require additional support that is above the 
level 1 to 4b criteria which will be assessed on an individual basis of exceptionality as part of the clinical need 
assessment. Depending on the situation appropriate care package review will be undertaken to establish continued 
need. If as part of a care review the need to continue enhanced provision is assessed as no longer a requirement 
care provision will reduce back to the original assessed level.   

Up to 7hrs  

 Indicative amounts of nursing respite run from 0 up to the defined limits depending on the resource available, the CCG commission the NHS 
Rotherham Foundation Trust District Nursing Service that also provide specialist home support service. Overnight respite care will be a joint 
assessed need with the local authority on an individual basis where the risk is deemed that care at home is unsuitable. 

 Clear legislation is available with regards to responsibility for healthcare in schools, locally this is the responsibility of local education 
organisations. In such cases commissioned services such as school nursing and/or children community nursing service will provide training 
and advisory support. There will be exceptional cases where the healthcare needs are beyond the responsibility or organisations other than 
the NHS these cases will be dealt with by exception during the assessment process.   

 The nursing respite hours shown in this table represent the total amount of nursing respite hours, irrespective of who provides the service. 
 



                                                                                                   
 
                                                                          
 

17. APPENDIX 1 

CCC PROCESS & TIMESCALES  

Phase Step Summary of key actions Timescale 

Assessment Identify 
A child or young person with a possible 
continuing care need is referred to the CCG.  
 
[Pre-assessment]  
 
A child or young person’s health assessor is 
nominated, and the process of assessment 
begins.  
 

 

Timeframe begins 

 

 

 

 

 

 

 

 

 

Assess The health assessor undertakes the 
assessment, comprising: 

- preferences of child or young person and their 
family; 

- holistic assessment of need; 

- reports from multi-disciplinary team; 

- Decision Support Tool for children and young 
people. 

Recommend The health assessor completes the process of 
assessment, and makes a recommendation 
based on MDT decision. 

Decision-
making 

Decide The multi-agency forum considers the 
recommendation and decides if the child or 
young person has a continuing care need. 

Arrangement 
of provision 

Inform The child or young person and their family are 
informed of the decision. 

Development of costed package of care. Any 
relevant organisations, such as the local 
authority, and key health professionals involved 
in the child or young person’s care (e.g. GP, 
paediatrician) should also be notified.  

6 weeks 

Deliver 
Commissioning of the package of care and its 
provision to the child or young person.  

for the commissioned service.  
 

3 month review 

Then review 
determined by panel   

 
Ongoing Review Reassessment of the child or young person’s 

continuing care needs 
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Children's Continuing Care Pathway 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Nurse assessor analyses data submitted & request any additional assessments required, completes DST 
into one document  

Share completed DST with relevant professional’s child/young person and family. 

Arrange a MDT meeting 

Nurse Assessor collates information from pre-assessment in to a Decision Support Tool (DST) 

Nurse assessor contacts each professional involved and supplies blank DST for pen portrait 
assessments should be supplied to support professional opinion. 

Nurse assessor visits child/young person & family, explanation of process to be given and gain 
views regarding each domain of the DST – the wishes of individuals to be documented in the DST. 

 

If recommendation is eligibility then 
MDT to complete Performa and submit 

with DST to Panel 

MDT meeting  

Ensure that information in DST represents a true reflection of the child/young person 
everyone agrees with needs presented, ensure that everyone’s information is 

represented and identify level of need in each domain.  

MDT to make eligibility recommendation and submit to panel for consideration 

Pre-assessment meets criteria for 
full review – information passed to 

nurse assessor 

Screened pre-assessment 
does not have the required 
amount of information to 

proceed to full review  

Checklist received and reviewed by CCC team leader 

Checklist to be completed by Health, Social Care or Educational 
professional and submitted to the Children’s Continuing Care Service.   

Pre-assessment does not 
meet criteria for full review 

decision and rational sent to 
referrer and child/family  
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Fast-Track Pathway. 
Where the CCGs commissioned services don’t meet the care needs of the child or young person please 

follow the process below - we aim to complete the process within twenty four hours 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Need for possible fast track 
identified. Referral made to CCC 

with a screening checklist 

CCC review checklist and 
determines if Fast-track 

required 

No 

Consider full Children's 
Continuing Care 

Assessment 
Yes 

 

 

Submission of report to Continuing Care 
Operational Lead with recommendations and 

costed options of care 

Fast-track assessment presented to the next 
Children's Continuing Care Panel 

Authorisation Agreed Nurse 
Assessor to liaise with agencies 

providing care. 

 

Review care package in line with the national 
framework or sooner if required 
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20. APPENDIX 4 

CHILDREN'S & YOUNG PEOPLES CONTINUING CARE  

PANEL PATHWAY 

 

 
Panel receives DST and supporting evidence, Date 

for consideration confirmed. 

Panel MDT meet, representation of CCG & Local Authority Social care and SEND 

representative one of these have to be a clinician. 

The Nurse assessor attends to present the case with recommendations. 

The panel considers the information and evidenced presented and 

makes 3 possible decisions   

DST does not meet criteria 

for Childrens Continuing 

Care 

DST meets the criteria for 

Childrens Continuing Care  

Deferred back to nurse assessor 

and MDT for additional 

information /evidence/ 

reconsiders recommendation  

Nurse assessor with MDT 

gain additional information 

evidence or reconsiders 

recommendations – Once 

completes re-submits to 

panel 

Decision communicated where 

appropriate to the assessed 

Child/Young Person – Family – Social 

Worker – School – EHC coordinator    

Appropriate review booked for Nurse 

Assessor to conduct     
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