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     21 August 2009

CHILDREN AND YOUNG PEOPLE WITH DISABILITIES, COMPLEX AND PALLIATIVE CARE NEEDS PERFORMANCE NARRATIVE.

PCTs have an important role to play in commissioning services for children and young people with disabilities, complex and palliative care needs, ensuring an integrated approach which improves outcomes. PCTs, as members of Children’s Trusts, will be working with partners to identify the needs of this client group and commission appropriate services. This framework seeks to facilitate this process and to identify the NHS contribution to specific elements of these services for which additional national baseline funding was received by PCTs for 2008/09 to 2010/11.  Some additional information on these services (community equipment, wheelchairs, short breaks and palliative care) is/will be available in the national children’s services mapping dataset. To view relevant information available already through this route go to www.childrensmapping.org.uk .  

Data pertaining to the national indicator about parental experience of services for children with disabilities will be available for 21 PCTs by September 2009 and for the remaining PCTs by December 2009. This framework may be completed in the context of that indicator and as a tool to help identify actions and developments which may improve performance against it.  

NAME OF PCT____NHS Brent______________________________________________________________________

Commissioning arrangements: Joint Strategy & Commissioning Service (NHS Brent & Brent Council Children and Families Dept)
	Describe the aspects of services for children with disabilities, complex and palliative care needs which you commission jointly within your Children’s Trust arrangements
	Continuing Care needs are met through joint funding arrangements between the Local Authority and NHS Brent. Continuing care commissioning is facilitated through monthly Tripartite Panels. Services jointly commissioned and purchased include: care, transport, accommodation and equipment where a need has been identified. There is an agreed care pathway, care planning and core assessment pathway in place, including access criteria.  Joint commissioning activities will be undertaken through the appointment of a joint commissioning manager between the LA and PCT.

	Describe any collaborative commissioning arrangements with other PCTs for aspects of service (eg high cost low volume provision such as specialist equipment, specialist palliative care services, etc)
	The Wheel Chair Service (WCS) provides a service across Brent and Ealing. Until recently all EPIOCS and SS services were commissioned through a consortia arrangement but have recently been aligned with the local WCS to provide a more responsive, effective and efficient service to service users and carers.

	How is the PCT identifying and responding to the views of children and young people with disabilities, complex and palliative care needs and their carers?
	NHS Brent has established consultation and service user engagement mechanisms through the Aiming High Steering Group and Brent Carers Association. Specifically, in line with best practice standards, NHS Brent jointly resourced the Aiming High for Disabled children consultation exercise, which collated the views and opinions of disabled children and young people, families and service providers. The views of all stakeholders are reflected in the commissioning priorities and intentions and incorporated into strategic planning and decision making structures of both the Local Authority and PCT through the local Children’s Trust arrangements.
NHS Brent is currently in the process of developing service user and carer representation on the WCS Partnership Board meeting to help shape future services and to try and understand and improve overall patient experience. To this end WCS is specifically targeting the involvement of young people and their carers’ across Brent and Ealing.



	SERVICE NEED 
	PLEASE INDICATE WHETHER THE PCT COMMISSIONS THIS SERVICE, RELECTING  CURRENT EXPENDITURE
	WHAT ARE THE LOCAL SERVICE GAPS? Are these identified in the Children and young people’s Plan?
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2009/10 INCLUDING NEW  PCT INVESTMENT  TO SUPPORT THIS
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2010/11 INCLUDING NEW PCT INVESTMENT TO SUPPORT THIS

	1a.  24 hour a day, 7 day a week community children’s nursing service enabling children/young people to be cared for in their preferred setting
	Current provision is delivered over 7/7 days from 8am through 4pm. 
The CCN Team provides training to parents and carers and respite centre staff, in order to skill up and improves the confidence of parents/carers during the hours of no CCN cover.
There is significant PCT investment in home care packages, allowing for children with complex health and/or palliative care and end of life care needs to be cared for a setting of their choice. 

The table below highlights the investment NHS Brent has and continues to make in supporting children and families to remain in the setting of their choice. This evidences NHS Brent’s long held commitment o increasing access to Home care packages in total spends  and the increasing proportion o f the overall budgets spent annually on Home Care Packages.
	It has been identified that extending the hours of the CCN by two hours every evening would allow for extended training and support provision by the CCN team. 
Additionally extending the hours of delivery will assist siblings to access after school care and allow parents to meet other commitments.
	The PCT, in partnership with the local Authority, is investing resources in the development of the training posts with a view to recruiting to the post for April 2010.
NHS Brent is investing £35k to extending the nursing provision to cover to allow for additional hours of delivery. This will increase the delivery of and family and carer access to additional training and support. This training underpins the confidence and skills of carers in providing the support needs for children and young people in their own homes
This year Brent is resourcing the development of the specialist CAMHS training to provide support to parents and carers in managing challenging behaviour, thereby enabling children and families to successfully remain in their home environments. NHS Brent has identified £50,000 to support this initiative.
	We will establish a workforce development strategy which will address healthcare training and nursing support to universal and targeted short breaks settings, and clear pathways for statutory, voluntary and private providers to access this when and where the need arises.

NHS Brent will invest £35,000 in a dedicated Community Care Nurse training resource. A Band 5/6 post will be attached to school nursing team at Grove Park/Hay Lane to train the carers and staff in mainstream settings to improve outcomes and access to mainstream activities for disabled children and young people in line with service user feedback.
NHS Brent will continue to emphasise Home Care packages, in its continuing care commissioning, supporting children and young people with complex health needs to be cared for in their own homes. 

NHS Brent will invest £131,000 in mental health support (CAMHS) for those children with the most complex needs. This investment will include training, delivered by suitably qualified staff, to families and carers as well as direct and intensive home treatment support services to enable children and young people with challenging behaviour to successfully remain in their family environments in line with service user and carer feedback.

	2a.  Powered wheelchairs for children and young people 


	Disabled children and young people have access to powered wheelchair provision.  Though it should be noted that the usage of children and young people is approximately 5%of our current total client base. 
Expenditure is not disaggregated for children or between manual and powered chairs
	The range powered equipment available is of a relatively low specification.   
Currently children with behavioural problems are excluded from access to this equipment.
Powered chairs are only provided for use in a client’s own home and for other additional areas such as school.   Under current arrangements powered chairs are not available for use in school where they are not used at home.

Additionally, powered chairs with attendant controls (either in addition to or instead of user controls) are excluded from the eligibility criteria. 
	NHS Brent, in partnership with stakeholders and key partners, is reviewing the eligibility criteria to powered chairs to ensure that children who are disabled are not socially excluded and their health and wellbeing needs are not compromised.  E.g. chairs for outdoor use in cases of school-going children. 

NHS Brent is investing in a new database which will lead to better analysis of current usage of resources in order to improve responsiveness to need and accessibility to appropriate equipment.
The EPIOC and special Seating element of the contractual arrangements has recently been aligned with the Wheelchair Service in order to streamline assessments and deliver more seamless care as well as improve the patient experience.
	Brent will review and complete an analysis of the data arising from the implementation of the new data base (BEST) to better understand the specific needs of disabled children and young people.

Arising from this data analysis NHS Brent will revisit its integrated and partnership working and is actively exploring new innovative ways of engaging external organisations , e.g. Whizz Kidz to offer more choice to children and young people and to meet current gaps in service provision and access


	3a. Non Powered wheelchairs for children and young people
	Disabled Children and young people have access to non-powered wheel chairs; there is a higher volume of activity for non-powered wheelchairs.
Expenditure is not disaggregated for children or between manual and powered chairs
	Please see 2a   
	Please see 2a
	Please see 2a


	4a.  Health service element of short breaks for disabled children and those with palliative care needs
	The Community Children’s Nursing service does provide training to carers in social care and respite settings and education staff and care at home staff. 
Additionally, nursing agencies are commissioned through the tripartite funding panels to meet continuing care and/or respite care needs for identified Children and young people.
	Currently there is no provision for training for foster carers
	NHS Brent, through the Community Children Nursing team is currently investing £20,000 to support the delivery of training to (foster) carers, professionals and practitioners in mainstream settings. 
	NHS Brent will invest £35,000 in a dedicated Community Care Nurse training resource.


	SERVICE NEED 
	PLEASE INDICATE WHETHER THE PCT COMMISSIONS THIS SERVICE, RELECTING  CURRENT EXPENDITURE
	WHAT ARE THE LOCAL SERVICE GAPS? Are these identified in the Children and young people’s Plan?
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2009/10 INCLUDING NEW  PCT INVESTMENT  TO SUPPORT THIS
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2010/11 INCLUDING NEW PCT INVESTMENT TO SUPPORT THIS

	5a. Health key worker arrangements for children/young people who require health care packages in the community
	CYP with complex health needs are allocated to a key worker from the Community Children’s Nursing Services (CCN).
	The absence of a formalised and agreed policy between the NHS and LA services for children with complex health needs has not supported a consistent approach to key worker allocation and joint working for children with disabilities and complex health needs.   In addition there have been difficulties in being able to identify the right support for siblings; this is particularly where family CAF’s have not been completed.  
There is also a gap in the early years for children newly diagnosed with disabilities.
	NHS Brent is investing resources in the development of formal policies, procedure and pathways between health and local authority provision for children with additional needs. 
This will ensure that disabled children and young people who require health care packages have access to a named key worker and can expect to experience seamless and coordinated support to meet their specific needs.
We will introduce the Early Support Programme in Brent for newly diagnosed children with disabilities. This year there will be an investment in staff and programme development of £25,000

	Training in the use of the Common Assessment Framework will be incorporated into the workforce development strategy so that CAF enables key worker allocation to disabled children and young people. 
Policy developments occurring in 2009-10 will be audited for effectiveness.

There is a commitment to increase the investment in the Early Support Programme, to assist children and families to successfully manage a new disability diagnosis. This will also support those children and families where complex and/or palliative or end of life care needs have been identified as a result of a new diagnosis. The investment in this service/provision will be £50,000 over the financial year.

	6a. Specialist palliative care provision for children
	Specialist palliative care needs are currently met through the CCN and additional support services are commissioned by the NHS.  Fore respite specific delivery joint commissioning occurs through the tripartite panels. 
The investment in Continuing Care has increased significantly access to and numbers of Home Care packages over the period 2007 – 2010. Rising from £356,650.30 (2007-2008) to a projected spend of £563229.55 (2009-2010) 
This has increased the number of children and young people able to stay at home and have their complex healthcare needs met. 

There is good access to symptom management support. Where children and young people are given end of life care, children and young people and families can expect to die at home.
	Currently there is not a formal end of life/palliative care strategy in place. 
As there is no over night or on call services locally, any outside of hours symptom management support is delivered through Great Ormond Street Hospital. Parents have received training on symptom management and have access to telephone support.
	An end of life/palliative care strategy is currently in development, aligned to the Healthcare for London recommendations on this care pathway.  This strategy will address the end of life/palliative care needs for children and young people.  The strategy will be based on a review of existing palliative and end of life care provision for children and families in Brent which will identify current gaps in provision. Based on the analysis and outcome of the delivery review we will commission for the provision of palliative and end of life care services that will support families, taking into consideration the wishes of the children and families. 
There will be an additional £5000 investment in this year for symptom management training for those families and carers who are most likely to require advanced training.


	


	
	PLEASE DESCRIBE WHETHER AND HOW YOUR COMMISSIONED SERVICES DELIVER THE FOLLOWING.
	WHAT ARE THE LOCAL SERVICE GAPS? 
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2009/10 INCLUDING NEW  PCT INVESTMENT  TO SUPPORT THIS
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2010/11 INCLUDING NEW PCT INVESTMENT TO SUPPORT THIS

	1b. Year on year reduction in delayed transfers of care due to unmet equipment or community nursing needs  
	There is evidence, in Brent, that currently there is adequate access to appropriate equipment and to the CCN for those in need. 
	The CCN does not offer acute care to assist with transfers from hospital to community, prevent avoidable admissions to hospital or A&E attendances.  
	With additional nursing resources children would be discharged from hospital earlier as all children would have access to IV therapy and timely assessments. 
NHS Brent will work with CCN services with a view to re-specifying the CCN service outcomes to quantify the level of investment required to achieve key outcomes in relation to earlier discharge and avoiding preventable admissions and attendances.  

	Further development of CCN services to enable earlier discharge or avoiding preventable admissions/A&E attendances is currently being planned as part of improvements to children’s services across the continuum of care.



	
	PLEASE DESCRIBE WHETHER AND HOW YOUR COMMISSIONED SERVICES DELIVER THE FOLLOWING.
	WHAT ARE THE LOCAL SERVICE GAPS? 
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2009/10 INCLUDING NEW  PCT INVESTMENT  TO SUPPORT THIS
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2010/11 INCLUDING NEW PCT INVESTMENT TO SUPPORT THIS

	2b. The provision of equipment for individual children/young people in more than one domestic setting if requested.
	Children and young people have access to equipment based on a needs assessment and where a clear nursing need has been identified. Most equipment purchased is portable so that it can be “moved” from domestic setting to another.
	There are no identified gaps currently in access to appropriate equipment and other support for children in more than one domestic setting.
	n/a
	n/a

	3b. An NHS workforce able to contribute to delivery of the full service offer in short break arrangements
	Currently the workforce element of the short breaks provision is met through the Community Children’s Nursing service and through the provision of Home Care packages.
	It has been identified that there is a current shortage of qualified and experienced CCN staff to take up any staff vacancies. 
	NHS Brent is actively exploring the possibility of creating an “in house” professional development strategy to train nursing staff around CCN roles. 
	NHS Brent will support the continuing professional development of nursing staff. CCN leadership will identify an accredited training/development programme in support of the aim to generate more “home grown” CCN staff going forward.

	4b. Free health skills training for short break providers from outside the NHS
	There are existing ad hoc arrangements for non-NHS providers staff to receive specialist training. 

	There is currently no capacity to deliver specialist training in mainstream provision, such as youth centres, after school clubs 
	Brent has identified and additional £20,000 to recruit a specialist trainer to develop an appropriate training programme to increase the opportunities for disabled children and young people (including those with complex health needs) to access and enjoy mainstream provision.

	Please see 1a

	5b.  Community children’s nursing which integrates with other service providers, e.g. education, social care, leisure etc
	Existing structures are in place for integrated and joint working arrangements and delivery to support children and young people with complex health needs.
	There is currently a lack of written protocols and procedures to formalise the joint working arrangements. 
	NHS Brent, in partnership with the Local Authority is commencing the process of developing formal policies and procedures to enhance joint working to support better outcomes for children
	As 2009/10


	
	PLEASE DESCRIBE WHETHER AND HOW YOUR COMMISSIONED SERVICES DELIVER THE FOLLOWING.
	WHAT ARE THE LOCAL SERVICE GAPS? 
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2009/10 INCLUDING NEW  PCT INVESTMENT  TO SUPPORT THIS
	NARRATIVE ON PLANNED DEVELOPMENTS IN 2010/11 INCLUDING NEW PCT INVESTMENT TO SUPPORT THIS

	6b. Holistic, integrated assessment which includes a mobility assessment and  leads directly to 

a) provision of an appropriate wheelchair if needed 

b) provision of appropriate community equipment if needed
	Brent Wheelchair Service provides a holistic integrated assessment for wheelchair and seating needs.

Clinics are carried out at schools with the involvement of the school therapist, health professionals, parents and carers.

Provision of community equipment is assessed separately through the Community or Hospital Occupational Therapy services. 
	The range of equipment available is limited. The service is currently investigating new options within existing resources.
	Policy and criteria developments occurring in 2009-10 (as per 2a) will inform future commissioning decisions and actions to be taken to improve access to holistic integrated assessment for wheelchair and other equipment services.
	Policy and criteria developments occurring in 2009-10 (as per 2a) will inform future commissioning decisions and actions to be taken to improve access to holistic integrated assessment for wheelchair and other equipment services.

	7b. A transparent service standard in service specifications regarding  ‘time from initial assessment to receipt of fully functional/adapted wheel chair’
	Currently the Brent Wheelchair Service has written standards to which the service operates.  
However these are subject to revision in light of the current review of the National Standards for Wheelchair Services.
	Ordering of equipment for complex cases will often delay the initiation of service provision.

The procurement and payment for goods for the service have moved to Shared Business Services (SBS).   
There are some delays initially which may cause a backlog in the service provision. 
	The service is in the process of redesigning and streamlining the pathway from referral to delivery of equipment. This will include face to face interventions and back office functions.   

One aspect of this work will be to complete a process mapping exercise and develop standard operating procedures.   

This will allow for benchmarking of the Brent Wheelchair Service against West London boroughs and nationally
	As 2009/10


Continuing Care Health Costs over 3 years 
	Year
	2007 - 2008
	2008 - 2009
	2009 - 2010

	Home care Package
	356,650.30
	287,364.27
	563,229.55

	Residential Care
	487,710.68
	225,437.31
	131,961.55

	Day Care
	18,760.56
	
	8,712.33

	Nursing Home
	
	3,179.28
	53,138.22

	Health in Education
	487.79
	
	

	Respite
	
	2,541.84
	

	TOTAL
	863,609.33
	518,522.70
	757,041.65
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