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SPECIALIST MEDICAL AND SURGICAL SERVICES –
PAEDIATRIC ONCOLOGY AND HAEMATOLOGY SERVICES
TIER LEVEL TWO 
SERVICE SPECIFICATION
This tier two service specification for Services for Children and Young People – Paediatric Oncology and Haematology Services (the Service) must be used in conjunction with the overarching tier one Services for Children and Young People Services service specification.  This service specification is also linked to related relevant service specifications such as:
· tier two General and Community Paediatric Services
· Infant, Child and Adolescent Mental Health services
· and additional services funded directly by the Ministry including the Late Effects Assessment Programme (LEAP) and a contribution to Coordination the Adolescent and Young Adults (AYA) Cancer Coordination service.
This service specification is also linked to the tier one Specialist Medical and Surgical Services service specification. 
Refer to the tier one Services for Children and Young People Services service specification for general details on:
· Service Objectives
· Service Users
· Access
· Service Components 
· Service Linkages 
· Exclusions
· Quality Requirements
The above sections are applicable to all service delivery.
Background
The provision of high quality child cancer services presents challenges for New Zealand given the wide geographic distribution of our small population. 
Paediatric oncology is becoming increasingly specialised, and there is evidence of improved outcomes where services are centralised and co-located with paediatric and other subspecialty services.  The care provided to each child or young person is increasingly complex and includes a significant number of planned interventions across a number of treatment modalities.  Effectively managing the continuum of care requires coordination of services in a manner that balances the need for highly specialised care with the desirability of providing appropriate therapies as close as possible to the child or young person’s home.
This service specification aligns with the National Plan for Child Cancer Services, 2010.  There are two national lead Paediatric Oncology and Haematology Service Specialist Centres, thus the shared care model of care is essential to its viability and shared care practice model of care provides flexibility and best care for the child or young person.
The Service provides a shared care partnership between the lead Paediatric Oncology and Haematology Specialist Centre (the Specialist Centre) and the Shared Care Services in the local DHB of the patient, family and primary health care practitioner.  This partnership must be encouraged at all levels and between all health disciplines and other health professionals involved with the management of paediatric oncology and haematology patients, and their families and whānau, who are attached to a Shared Care Service.
The responsibilities of Shared Care DHBs are outlined in shared care agreements between the two Specialist Centre DHBs and their Shared Care Services DHBs.  These agreements formally specify and define the shared care components of the clinical relationships for safe management of children with malignant disease.  
1. Service Definition
The Service provides specialist paediatric oncology and haematology services for children and young people with a first presentation with malignant disease up to their 15th birthday. 
The Service includes assessment, diagnosis, stabilisation and treatment of children or young people with malignant disease, on an urgent or non-urgent basis.
Shared care is the model of care for this Service.  Shared care is care that works in cooperation with a DHB’s Shared Care Services that is geographically distant from the lead Specialist Centre.  A Specialist Centre is responsible for advising on and coordinating the initial diagnostic work-up, the provision of intensive therapy, and overall management of a child’s care.  However, once a child is stabilised, components of treatment can be provided, where there are appropriately trained staff and adequate facilities to ensure quality and safety
 that is closer to the child or young person’s home.
Variations in the level of shared care may be required on occasions because of temporary changes in staffing and facility resources. 

The key components of the Service are:
· diagnosis and management of oncology and haematology conditions

· management of chemotherapy / radiotherapy treatment
· provision and co-ordination of treatment from a Specialist Centre.
The delivery of these services supports the continuum of care.  The complexity of managing childhood malignant disease requires the collaborative interaction of a multidisciplinary team with expertise in paediatric oncology and haematology.  The team will individually and collectively manage the care of each child or young person and their family or whānau.
The oncology and haematology conditions treated in this Service include (but are not restricted to) the following:
· acute lymphoblastic leukaemia, acute myeloid leukaemia and other / chronic leukaemia
· non-Hodgkin’s lymphoma and Hodgkin’s Lymphoma
· tumours of the brain and spinal cord
· neuroblastoma
· nephroblastoma (Wilm’s Tumour)
· soft tissue sarcomas
· bone tumours, germ cell tumours, liver tumours
· retinoblastoma
· skin cancer
· other malignancy.
Children and young people with non-malignant haematology conditions eg, haemophilia do not need to be referred to the Specialist Paediatric Oncology and Haematology Services. 
2.
Service Objectives
2.1
General
The objective of the Service is to manage / coordinate planned care to the specific needs of the child or young person with malignant disease that includes:
· contributing to improving survival rates for children with malignant disease by providing care from a Specialist Centre using shared care arrangements with providers closer to the child or young person’ home, family and whānau 
· safe, high quality and effective treatment focussed on the needs of the child and their family and whānau
· the opportunity for more treatment to be delivered closer to the child or young person’ home, family and whānau 
· providing a patient centered approach that works with the individual and families of patients to reduce the impact of the malignant disease.
2.2
Māori Health
Refer to tier one Services for Children and Young People service specifications.
3.
Service Users
The Service applies to children and young people with a first presentation with malignant disease up to the 15th birthday. 
For guidance on a decision to treat young people aged 15 to 18 years refer to the tier one Services for Children and Young People service specification.
4. 
Access
4.1
Entry and Exit Criteria
Refer to tier one Services for Children and Young People service specification. 
Once enrolled in a Specialist Centre, treatment will continue in the paediatric setting until treatment has been completed and patient discharged, or there is agreement with the young person to transition to adult service care.
When treatment has been completed and the child or young person is discharged with a management plan there will be a hand over to the child or young person’s General Practitioner (GP). 
5.
Service Components
5.1
Process
The Service includes:
· consultation, opinion and initiation of appropriate investigations / interventions
· integrated medical management processes including:
· initial assessment of the referred patient, further investigation where necessary to establish the likelihood of malignancy, stabilisation of any immediately life threatening problem, discussion with and onward referral at the earliest practical time to the Specialist Centre
· diagnostic and staging investigation, assignment and initiation of management strategy, by the Specialist Centre
· a formal shared care agreement for ongoing treatment and management between the Specialist Centre and the Shared Care Services
· pre-assessment for specialist procedures eg, bone marrow or stem cell transplants, education of children, young people and their families and whānau.
5.2.
Service Integration
Paediatric oncology and haematology conditions can be highly complex and often present with co-morbidities.  It is important that the Paediatric Oncology and Haematology Services are well integrated with other general paediatric, and specialist paediatric services and that there is effective consultation, liaison and referral between services and sub-specialities. 
Palliative care will usually be undertaken in the community with involvement of primary health carers in association with the Shared Care Services and Specialist Centre.  
Primary health carers will have limited direct clinical involvement until completion of planned therapy when they will gradually assume an increasing responsibility for general patient care while the Shared Care Services and paediatric oncology and haematology specialist providers deal with the specific issues of late effects follow-up.
5.3
Service Levels
5.3.1
Specialist Centres and Shared Care Services are to provide:
· a complete and co-ordinated assessment, diagnosis, referral, treatment and on-going management of children and youth oncology and haematology conditions identified previously throughout the course of that condition
· appropriate services and facilities to ensure timely and definitive care
· a level of preparedness that must be maintained at both the shared care and specialist levels to receive all appropriate acute referrals on a 24-hour basis.
5.3.2
Specialist Centres are required to:
· have a catchment population large enough to support a team of specialist medical and nursing staff who are available 24 hours a day, seven days a week.  The Service requires paediatric oncologists to provide clinical cover for this 24 hour service
· provide complex therapies and adopt evidence-based changes in practice and participates in paediatric oncology clinical trials conducted by large, international co-operative study groups
· provide Paediatric Oncology and Haematology Specialist consultation and support services for Shared Care Services clinicians on a 24-hour basis
· ensure that there are sufficient volumes of patients to support the provision of the high-level paediatric services and subspecialisation
· be co-located with other paediatric specialist services both to support the provision of aspects of care and also to manage any complications experienced by children receiving treatment.
5.3.3
Outreach Clinics
An Outreach Clinic as part of the provision of shared care is an option that may be used by the Service to provide care in the DHB closer to the patient’s home.  The level and type of services available from Shared Care Services DHBs are determined primarily by the availability of suitably skilled clinical staff able to administer ongoing therapy and care as required, and to a lesser extent by the availability of other related subspecialty services.
When Outreach Clinics are provided, they will:
· be maintained for some interventions which require the input of the specialist paediatric oncologist but not the extended resources of the specialist paediatric oncology centre (eg, some elements of follow-up)
· be operated by the local paediatric service and organised in collaboration with the paediatrician designated as the oncology service co-ordinator
· function as a visiting Paediatric Oncologist Specialist, and consultations will involve the local paediatric and related services as appropriate. 
Oncology nurses from the specialist paediatric oncology centre and / or liaison paediatric oncology nurses will participate in outreach clinics in an education and communication role.
While most often the child or young person on a chemotherapy protocol receives medical care from the DHB for inter-current illness, maintenance of support for their parents and other family members requires that the family’s usual health care providers be kept appraised of progress.  
5.4
Pacific Health
Refer to tier one Services for Children and Young People service specification.
5.5
Settings
The Service will consider safety, cultural appropriateness, accessibility and most effective / efficient use of resources when determining the Service settings to achieve the best possible health outcomes for children, youth and their families and whānau.
For example:
· a Specialist Centre for initial diagnostic work-up and intensive therapy
· many DHBs are able to provide some services for children with cancer through Outreach Clinics and Shared Care Service arrangements with the Specialist Centres.  Less intensive chemotherapy and management of intercurrent and treatment related conditions will usually be carried out at the shared care centre 
· the range and availability of subspecialty services that are co-located within a DHB to support paediatric oncology and haematology services determines the shared care arrangements that can be accessed locally.  
5.6
Key Inputs
The following key services are required to be provided as an integral part of the Service provision:
· clinical support services such as:
· diagnostic imaging services
· pathology laboratory services
· pharmacy services
· oncology nurse educators
· radiation oncology
· paediatric intensive care
· allied heath support services 
· ancillary services
· interpreting services (including sign language)
· Māori health team
· Pacific health team.
Personnel
Appropriately trained, qualified and experienced clinical and support health care professionals, such as:
· paediatric oncologists and haematologist specialists 
· general paediatricians with an interest in oncology
· paediatric oncology / haematology nurses
· allied health professionals.
Multidisciplinary care involves input and collaboration in a wide variety of areas that include both specialist and Shared Care Services clinical and support staff:  The depth of expertise and effective co-ordination of this team is essential to ensure high-quality outcomes for children.  The team will individually and collectively manage the care of each child and their family or whānau.
6.
Service Linkages
Generic service linkages are described in the tier one Services for Children and Young People service specifications.

	Other Service Providers
	Nature of Linkage
	Accountabilities of the Other Service Provider

	Specialist nursing services including (but not limited to): primary health care nurses, Nurse Practitioners, specialist professional community nursing services 
	Liaise and work with relevant DHB services as appropriate.
	Collaborative approach to service provision for children, youth and their families and whānau in which they are involved.
Work with other relevant professionals whenever there are concerns relating to a particular child.

	Specialist Medical and Surgical Services. 
Adult Haematology services
Adult Oncology services.
	Refer or liaise re individual children as appropriate.
	Provide integrated medical and surgical processes 

Work with other relevant professionals whenever there are concerns relating to a particular child.

	Link Nurse(s) within Shared Care Services

	Co-ordination role between the shared care centre, local community-based nursing teams, and the nursing team at the paediatric oncology specialist centre.
	The link nurse(s) has regular contact and a major ‘hands on’ involvement in the management of the paediatric oncology/haematology Shared Care Service patients.

	Well Child / Tamariki Ora providers 
	Liaise and work with the relevant Providers 
	Work with other relevant professionals whenever there are concerns relating to a particular child.

	DHB Community Health Services, Public Health Service – public health nurses, health protection officers, health promoters and dental therapists
	Refer or liaise re individual children as appropriate.


	Provide education, information or expert opinion.
Work with other relevant professionals whenever there are concerns relating to a particular child.

	General Practitioners, Nurse Practitioners and Primary Health Care Organisations and Primary Health Organisations including dental services
	Refer or liaise re individual children as appropriate

Provide education, information or expert opinion.
	Provide education, information or expert opinion.
Work with other relevant professionals whenever there are concerns relating to a particular child.

	Early Childhood Development Service 
	Refer or liaise re individual children as appropriate.
	Provide education, information or expert opinion.
Work with other relevant professionals whenever there are concerns relating to a particular child.

	Non Government Organisations (Including but not limited to); Child Cancer Foundation, Canteen, Ronald McDonald House, Camp Quality, Koru Care, Make-A-Wish Foundation
	Refer or liaise re individual children and young people as appropriate. 
Provide education, information or expert opinion.
	Provide education, information or expert opinion.
Work with other relevant professionals whenever there are concerns relating to a particular child.

	Youth organisations in particular those with a health focus.  
	Refer or liaise re individual children and young people as appropriate.
	Provide education, information or expert opinion.
Work with other relevant professionals whenever there are concerns relating to a particular child.

	Schools and other education providers.
	Refer or liaise re individual children and young people as appropriate.
	Provide education, information or expert opinion.
Work with other relevant professionals whenever there are concerns relating to a particular child.


7.
Exclusions
Refer to tier one Services for Children and Young People service specification.
8.
Quality Requirements
8.1
General
The Service must comply with the Provider Quality Standards described in the Operational Policy Framework or, as applicable, Crown Funding Agreement Variations, contracts or service level agreements.
8.2
Acceptability
The Service Providers are required to establish written shared care agreements to deliver the level of care required and that reflects the size and scope of each organisation and degree of co-operation required between them.  Linkage utilising the NZ Telepaediatric Service is encouraged.
9.
Purchase Units and Reporting Requirements
Purchase Units are defined in the joint DHB and Ministry’s Nationwide Service Framework Purchase Unit Data Dictionary.  The following Purchase Units apply to this Service.  
	PU Code
	PU Description
	PU Definition
	PU Unit of Measure
	PU Unit of Measure Definition
	National Collections 

	M30002
	Haematology - 1st attendance
	First attendance to haematologist or medical officer at registrar level or above or nurse practitioner for specialist assessment. Excludes patients with haemophilia.
	Attendance
	Number of attendances to a clinic/ department/ acute assessment unit.
	National Non-Admitted Patient Data (NNPAC)

	M30003
	Haematology - Subsequent attendance
	Follow-up attendances to haematologist or medical officer at registrar level or above or nurse practitioner. Excludes patients with haemophilia and phoresis.
	Attendance
	Number of attendances to a clinic/ department/ acute assessment unit.
	NNPAC

	M30011
	MUD Donor Marrow Fee

	Search, procurement and harvest process of looking for a Matched Unrelated Donor (MUD).  The search may or may not be successful.  Harvest/transport - process of extracting bone marrow from MUD and transporting it back to the hospital where the transplant is to take place.  Harvest - as for harvest/transport, except that harvest takes place at the hospital where the transplant procedure is to take place.
	Programme 
	A set of related measures or activities that is purchased in a block arrangement and is uniquely agreed at a local level
	NNPAC


	M30014
	Blood Transfusions
	Blood transfusions performed as an outpatient or elective day case in general medicine, 
	Attendance 
	Number of attendances to a clinic/ department/ acute assessment unit.
	NNPAC

	M30016
	MUDs Risk Pool includes IRF MUDS adjustment
	Reimbursement of 3 child and 2 adult procedures per year receiving Matched Unrelated Donor Bone Marrow Transplants at Starship Children’s Hospital plus Cost adjustment.
	Adjuster
	Price adjustment for cost elements not adequately recognised within national purchase unit base prices.
	NNPAC 

	M34001
	Specialist Paediatric Haematology
	DRG WIESNZ Discharge. Additional Information is found in the NZ Casemix Framework for Publicly Funded Hospitals which gets updated every year.
	Cost Weighted Discharge
	A numerical measure representing the relative cost of treating a patient through to discharge.
	National Minimum Data Set (NMDS)

	M54001
	Specialist Paediatric Oncology 
	DRG WIESNZ Discharge. Additional Information is found in the NZ Casemix Framework for Publicly Funded Hospitals which gets updated every year.
	Cost Weighted Discharge
	A numerical measure representing the relative cost of treating a patient through to discharge.
	NMDS

	M54002
	Specialist Paediatric Oncology Outpatient 1st attendance
	First attendance to paediatric oncologist or medical officer at registrar level or above or nurse practitioner for specialist assessment.  Excludes chemotherapy and radiotherapy.
	Attendance
	Number of attendances to a clinic/ department/ acute assessment unit.
	NNPAC

	M54003
	Specialist Paediatric Oncology – subsequent attendance 
	Follow-up attendances to paediatric oncologist or medical officer at registrar level or above or nurse practitioner.
	Attendance 
	Number of attendances to a clinic/ department/ acute assessment unit.
	NNPAC

	M50015
	Paediatric Oncology Late Effects Assessment Programme (LEAP) Outreach Non Medical
	
	Attendance
	Number of attendances to a clinic/ department/ acute assessment unit or domiciliary.
	

	M50018
	Oncology Coordination of Adolescent Young Adult (AYA) Oncology
	Service applies to adolescents and young adults from the ages 12-24 inclusive. Includes Coordination of the AYA Service.
AYA components includes Key Worker,  clinical leadership, service quality improvement assurance and access to age appropriate clinical trials not funded by pharmaceutical companies.
	Client
	Number of clients managed by the service in the reporting period ie, caseload at the beginning of the period plus all new cases in the period.
	NMDS and NNPAC

	M54004
	IV Chemotherapy - cancer - Specialist paediatric oncology
	An attendance to a specialist paediatric oncology service to receive intravenous chemotherapy treatment for cancer as defined by the Pharmaceutical Cancer Treatment (PCT) Schedule.  The specialist may or may not be in attendance.  Includes all pharmaceuticals administered during the attendance. Excludes the costs of any PCT drug cost recovery from Sector Services. Includes day case treatment.
	Attendance
	Number of attendances to a clinic/ department/ acute assessment unit or domiciliary.
	NMDS and NNPAC

	M54005
	Oral Chemotherapy Oversight - cancer - specialist paediatric oncology
	Support and supervision of a course of oral chemotherapy treatment for cancer prescribed by a specialist haematology service. The patient may or may not attend at the hospital to receive the treatment/service. Excludes treatment of inpatients. Includes initial support and ongoing oversight from clinical staff including nursing staff. Includes all pharmaceuticals supplied for the course of chemotherapy. Excludes the costs for Pharmaceutical Cancer Treatment (PCT) drug cost recovery from Sector Services. Note: Depending on the region, pharmaceuticals may be dispensed under the Community Pharmacy Schedule, or the Hospital Pharmacy-Outpatients schedule. 
	Attendance
	Number of attendances to a clinic/ department/ acute assessment unit or domiciliary.
	NNPAC


The Service must comply with the reporting requirements of national data collections where available.
9.1 Additional reporting
Specialist paediatric oncology centres are required to provide such patient details to the NZ Child Cancer Registry -a central register which allow tracking of child cancer incidence and outcome data.  Specialist paediatric oncology centres and shared care centres are required to provide information, which allows audit of performances against, agreed standards of care to the Paediatric Oncology Steering Group, or its successors.
� National Plan for Child Cancer Services in New Zealand. 2010.


� Haematology Services refer to malignant blood disorders only.
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