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Coordination of ADOLESCENT AND YOUNG ADULT CANCER SERVICE 

SERVICE SPECIFICATION

TIER LEVEL THREE

This tier three service specification for Coordination of Adolescent and Young Adult Cancer (AYA) services (the Service) must be used in conjunction with the overarching tier one Specialist Medical and Surgical Services, tier one Services for Children and Young People, tier two Paediatric Oncology and tier two Medical Oncology and Assisted or Artificial Reproductive Technology Service, service specifications.

Paediatric and adult cancer services provide treatment for adolescents and young adults with cancer, and their family/whānau.  Refer to the tier one specifications for general details under the following headings:

· Service Objectives 

· Service Users

· Access 

· Service Components 

· Service Linkages

· Exclusions

· Quality Requirements.

Background

This service specification describes the coordination of oncology and haematology (cancer) services provided for adolescents and young adults in a regionally managed approach 

1. Service Definition

Central to the Coordination of Adolescent and Young Adult (AYA) cancer services are the multi-disciplinary teams, psychosocial services and the AYA Key Worker that link all the components of the coordination service to provide a seamless journey for the adolescent/young adult and their family and whānau.  

This service specification applies to secondary and tertiary AYA cancer services (The Service) funded by District Health Boards (DHBs) and delivered by the DHBs’ provider arms.  

The definition of “adolescent” and “young person” is provided in Appendix One, Section 1 of the Appendix.

Coordination services will be provided for the conditions (but are necessarily not restricted to) as follows:

· all malignant diseases and
· life threatening conditions requiring a similar type and intensity of therapy to malignant diseases (for example, benign brain tumours, aplastic anaemia and histiocytoses). 

2. Service Objectives

2.1. General

The aim of the Service is to coordinate care directed to the specific needs of adolescent and young adult cancer patients.  This is achieved by partnering the paediatric and adult cancer tertiary services to maximise:

· the cure rate for adolescents/young adults with cancer

· entry onto age-appropriate clinical trials

· the psychosocial care delivered to the patient and their family and whānau and 
· a youth development approach to care.

The Service is guided by the following important principles, that it:

· contributes to the objectives of the Youth Health Action Plan (Ministry) and the Youth Development Plan (Ministry of Youth Affairs)

· provides a strong focus on youth development and addresses the psychosocial needs of adolescents and young adults

· is patient and family and whānau focussed

· is safe and effective whilst provided as locally as possible, within the services most age-appropriate for an individual patient

· provides a formal partnering of adult and paediatric cancer services to enable optimal and age-appropriate diagnosis and treatment

· is provided to achieve equity of outcome

· is based on international best practice and evidence-based research

· provides youth development models of care

· is monitored and evaluated regularly

· is integrated with other health services

· is culturally safe and

· is fiscally responsible.

2.2. See also Appendix One, section 2 for guidelines on how service objectives are achieved.

2.3. Māori Health

An overarching aim of the health and disability sector is the improvement of health outcomes and reduction of health inequalities for Māori.  Health providers are expected to provide health services that will contribute to realising this aim.  This may be achieved through mechanisms that facilitate Māori access to services and provision of appropriate pathways of care which might include, but are not limited to, matters such as referrals and discharge planning, ensuring that services are culturally competent and that services are provided that meet the health needs of Māori.  It is expected that there will be Māori participation in the decision making around, and delivery of, the Service.  

The Adolescent and Young Adult Cancer Service will be provided in a way that contributes to the objectives of He Korowai Oranga (the Māori Health Strategy), as referred to in the New Zealand Health Strategy.

In particular, the Service will aim to increase access to high quality and effective health and disability services that improves Māori health and reduces inequalities between Māori and non-Māori. 

Healthcare providers must both recognise the cultural values and beliefs that influence the effectiveness for services for Māori people with cancer and consult and include Māori in service design, delivery and evaluation.  In doing so, provision should be given to:

· access to whānau accommodation

· access to Kaumatua/cultural support advocacy for Māori consumers

· access to the use of Rongoa as a complementary medicine alongside orthodox medical treatment and
· improving access for Māori young people by ensuring timely access to diagnosis and on-going treatment and consideration to settings of treatment to minimise non-attendance of outpatient appointments.

Acceptability is described as:

· appropriate discharge planning for Māori
· Māori client satisfaction surveys

· incorporation of responses gained during annual monitoring cycle with Māori
· alignment and implementation of the Ministry of Health Māori health strategies and policies and
· alignment to DHB Māori health plans and youth health plans that prioritise Māori.

Safety and efficiency is described as services which ensure cultural safety for clients.

3. Service Users

This service specification applies to adolescents and young adults from the ages 12 – 24, inclusive.  However, as adolescence and young adulthood represent developmental stages that cannot be defined accurately in chronological terms, it may be appropriate to treat some young people either:

· within the Service despite their age falling outside of the age range or

· outside the Service despite their age falling within the age range and
· not all patients who are referred or present to the Service are eligible for publicly funded services.  Refer to the linked Tier One Specialist Medical and Surgical Service Specification or http://www.moh.govt.nz/eligibility for more eligibility information.
4. Access
Access to the Service will be managed ethically and equitably such that priority is based on acuteness of need and capacity to benefit.
4.1. Entry Criteria 

Adolescents and young adults usually begin their cancer treatment journey via a referral to either an oncologist or haematologist by their general practitioner.  They would then enter the Service via a referral from within the department that provides cancer treatment services. 

The decision to refer an individual to the Service should be based on:

· the young person’s informed decision
· consultation with family and whānau and staff

· his or her physical, cognitive and emotional needs and
· the nature of the illness.

The Service is focused upon the patient and family and whānau.  Service users include members of the family and whānau who have access, in particular, to psychosocial support.  

4.2. Exit Criteria
The scenarios under which individuals leave the Service are listed below:

· referral to the Late Effects Assessment Programme (LEAP)

· death

· patients who turn 25 while undergoing treatment will continue in the Service until their treatment is completed.  They will then be transferred to an adult oncology service for follow-up and
· self-discharge.

5. Service Components

Central to the coordination Service are the multi-disciplinary teams and the AYA Key Worker that link all the components of the coordination service to provide a seamless journey for the adolescent/young adult and their family and whānau.  

5.1. Processes

5.1.1. Specialist AYA Oncology Caseload 

The management of an individual by the AYA coordination service involves a complex sequence of relationships and events.  

The key worker will be aware of and involved, as appropriate, in integrated medical management processes.  Integrated medical management processes include:

a.
Consultation, opinion and initiation of appropriate investigations/interventions:

i.
Primary care: assessment, minimal relevant investigation, and rapid onward referral of any case of suspected malignancy to secondary/tertiary level provider.

ii.
Secondary level provider: assessment of the referred patient, further minimal investigation, where necessary, to establish the likelihood of malignancy, stabilisation of any immediately life threatening problem, discussion with the tertiary centre and onward referral at the earliest practical time

iii.
Tertiary level provider: diagnostic and staging investigations, assignment and initiation of management strategy, coordination of care within the AYA multi-disciplinary team.

b.
Ongoing management and treatment as indicated by the condition as follows:

i. Specialist oncology services to include haematology, medical/paediatric and radiation oncology, and provision of treatment specific to these services, including access to bone marrow transplantation. 

ii. Surgical services, including access to tumour-specific surgery e.g. orthopaedic oncology. 

iii. Integrated nursing service including primary care, outreach and inpatient, home care, as required.

iv. Assessment and management of psychosocial issues by a comprehensive psychosocial assessment of health and wellbeing.  This assessment should include factors such as family support; the home environment; education and employment; activities; drugs and alcohol; mental health; and risks and resiliencies.  This will also involve follow up of identified needs.

v. Psychosocial services including social work, education, psychology, mental health services, youth health and youth support services in the community such as CanTeen, employment, homecare support and youth development activities.

vi. Services provided utilising a youth development approach.

vii. Provision of travel and accommodation under current regulations and other means of support.

viii. Palliative care and bereavement services. 

5.1.2. Multi-Disciplinary Teams

A complex range of services is required for adolescents/young adults with cancer, and their families, involving many disciplines and professional groups, and crossing organisational, district and institutional boundaries.  Cancer care is delivered through teams of professionals working together in defined multi-disciplinary teams.  Shared Care Centres are discussed in detail in Appendix One section 7. 

The Service requires multi-disciplinary teams functioning at two levels:

· cancer centre multi-disciplinary teams, within each of the six regional Cancer Treatment Centres, incorporating adult oncology and haematology, and paediatric oncology and 

· supra-regional AYA multi-disciplinary teams meeting regularly, generally by video teleconference.  These teams comprise representatives from each of the Cancer Centre multi-disciplinary teams within the following partnerships:

· Auckland / Waikato

· Wellington / Palmerston North
 
· Christchurch / Dunedin. 

For a fully coordinated, integrated national AYA Cancer Service to exist, it is essential that the supra-regional multi-disciplinary teams act to link the six Cancer Centres together.  This is achieved through ensuring that clear lines of communication exist between:

· members of each local cancer centre AYA multi-disciplinary team 

· cancer centre AYA multi-disciplinary teams and shared care centres

· members of each of the supra-regional AYA multi-disciplinary teams and
· representation on the national AYA Cancer Advisory Group.

The composition at the AYA multi-disciplinary teams at any one point in a patient’s journey may vary, and should reflect the patient’s needs at that time.  Some health professionals will be expected to attend all the AYA multi-disciplinary team meetings, whereas others may be engaged intermittently (refer to Appendix One, section 12 for case examples). 

Further information on the responsibilities and functioning of multi-disciplinary teams is provided in Appendix One, section 4. 
Following completion of planned therapy, the regional Cancer Centre AYA multi-disciplinary team should ensure: 

· appropriate tumour surveillance and toxicity monitoring and

· subsequent transitioning of the adolescent/young adult with cancer and his/her family and whānau into the local LEAP programme.

Primary, secondary and tertiary providers may be involved in LEAP follow-up.  

5.1.3. Clinical Trials
Treatment and care for adolescents/young adults with cancer should be delivered in accordance with recommendations from the AYA Cancer Service Advisory Group (or subsequent equivalent representative group).  Whenever possible, patients should be entered onto age-specific clinical trials; if this is not possible, treatment should be delivered according to treatment guidelines of the AYA Cancer Service Advisory Group.  Cancer Centres are encouraged to maximise entry of AYA cancer patients onto clinical trials.

5.2. Settings 

Care for adolescents and young adults should be delivered in age appropriate Haematology/ Cancer facilities in order to achieve the best possible health outcomes (see Health and Disability Sector Standards: Children and Young People Audit Workbook).

For certain patients, it is appropriate for some elements of care to be provided through a shared care arrangement at their local hospital, rather than the tertiary cancer centre.  Successful shared care is a partnership between the cancer centre and the local hospital of the patient, family and whānau and primary care practitioner.  A detailed description of share care arrangements and responsibilities is provided in Appendix One section 7.
Consideration needs to be given to the optimal place of treatment, i.e. in which cancer centre a patient should be treated and in what type of service (adult or paediatric) treatment will be provided.  Refer to Appendix One, section 6.
Factors contributing to decision-making include:

a.
age of the patient - in most circumstances it is considered that the current age determinants will apply:

· unless exceptional circumstances exist, 12 - 14 year olds should be treated by paediatric oncology services and 20 - 24 year olds by adult oncology/ haematology services and
· those aged 16 and over are managed by the adult oncology or haematology services

b.
assessment of the needs and wishes of the adolescent/young adult patient and family and whānau

c.
the type of cancer requiring treatment and the expertise of the respective units in managing that cancer.

Care may be delivered in a variety of settings, as follows:

· initial diagnostic work-up and intensive therapy is undertaken delivered in a Cancer Centre
· less intensive chemotherapy and management of intercurrent, treatment-related conditions may be carried out at the shared care centre
· palliative care is usually undertaken in the community with involvement of primary carers in association with the secondary/tertiary centre and
· primary health carers have limited direct clinical involvement until completion of planned therapy when they gradually assume increasing responsibility for general patient care.  However, primary health care providers play a significant role in caring for the family and whānau-at-large whilst the adolescent/young adult receives anti-cancer therapy.

Age-appropriate facilities are essential in each Cancer/Haematology centre and could include:

· a dedicated AYA Cancer Unit

· dedicated space on a ward

· a non-clinical social “hang-out” room and
· access to computers/laptops, internet, games, e-mail and telephone rooms.

5.3. Service Levels

The coordination service will work effectively at local, regional and supra-regional levels to deliver the Service to ensure children and young adults access appropriate services. 

The Service will implement processes which include retrospective case review and analysis of treatment pathways.  These will lead to more effective and efficient resource utilisation and improved health outcomes, especially for Māori.
Treatment and care for adolescents/young adults with cancer should be delivered in accordance with recommendations from the national AYA Cancer Service Advisory Group.  

Cancer Centres and Shared Care Centres are required to provide information which allows audit of performances against agreed standards of care by the AYA Cancer Service Advisory Group.  The Key Worker will liaise with these organisations.

5.4. Equipment

The Service ensures that there is equipment of such a standard to ensure effective sharing of information relevant to patient care at a local and supraregional level.

5.5. Key Inputs 

5.5.1. Lead Clinician

The AYA multi-disciplinary team must identify one of the treatment specialists to function as the Lead Clinician, who is ultimately responsible for the wellbeing of the adolescent/young adult with cancer, and his/her family and whānau.

5.5.2. Key Worker
The Key Worker is central to the Service.  For clinical issues, the Key Worker is responsible to the lead clinician for each case.  See Appendix One, section 5 for details on the role of the Key Worker.

The Key Worker will coordinate the following support services for oncology AYA services where required – detailed in the table below:

	Service
	Key Worker Coordination Activity

	Fertility
	Future fertility is important to adolescent and young adult patients being treated for cancer and therefore, future fertility issues must be considered in management planning.  When fertility is likely to be threatened by anti-cancer therapy, semen or ovarian cryopreservation should be considered.  In these situations the adolescent/young adult with cancer (and, if requested, their family and whānau) should be referred to a fertility service as soon as possible.  

If required, the fertility service Specialist should be a member of the AYA multi-disciplinary team.

	Allied Health
	· clinical psychology services
· psychiatric services

· social work services

· physiotherapy

· occupational therapy

· speech-language therapy

· dietetic services

	Palliative Care Services
	Where necessary, Palliative Care Services are provided within DHBs or by those contracted to supply those services in the community. 



	Hospital and Community Services
	Hospital and community services that include:

· hospital services providing adolescent/young adult cancer services and
· DHB Community Health Services, Public Health Service Public Health Nurses, health protection officers, health promoters and dental therapists.

	Pacific Health
	AYA cancer services will be provided in a way that will contribute to the objectives of the Pacific Health Strategy as referred to in the New Zealand Health Strategy.  In particular, to increase access to high quality and effective health and disability services that improve Pacific health and reduce the existing inequalities between Pacific and non-Pacific people.

Healthcare providers must recognise the cultural values and beliefs about health, illness and death that influence the effectiveness for services for Pacific young people with cancer.  They must also consult and include Pacific young people and their families in service design, delivery and evaluation.

	Relationship to Youth Health
	Adolescent and young adult cancer services will be provided in a way that contributed to the objectives of the Youth Health Action Plan (Ministry of Health) and the Youth Development Plan (Ministry of Youth Affairs).  In particular, there will be a strong focus on youth development and addressing the psychosocial needs of adolescents and young adults. 


6. Service Linkages

Where young people are receiving services from other agencies, the Service will participate in intersectoral collaboration and co-ordinating initiatives such as Strengthening Families and High and Complex Needs.  See Appendix One, sections 5.1, 8, 9 and 10. 

	Linkages
	Nature of Linkage 
	Accountabilities 

	Regional Cancer Networks
	Network
	Leadership, facilitation and coordination role in implementing Cancer Control Strategy.  

	Supra Regional AYA Cancer Services
	Regional collaboration
	Partnering of six regional Cancer Centres in NZ

	AYA Cancer Service Advisory Group
	Representation
	Representative national body

	AYA Cancer Management Group
	Oversight
	Provides leadership direction and oversight of Regional Cancer Centre AYA Cancer Service

	Collegial groups and organisations (including but not limited to);

New Zealand Society for Oncology, Haematology Society of Australia and New Zealand, Australia and New Zealand Children’s Haematology Oncology Group, Children’s Oncology Group, International Society of Paediatric Oncology, Children’s Cancer and Leukaemia Group (UK), Paediatric Oncology Steering Group
	Referral or liaison  
	Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Pharmacies and their organising bodies
	Referral or liaison  
	Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Primary Health Care Organisations General Practice, dental services and Nurse Practitioners
	Referral or liaison  

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 adolescent/young adult

	Māori health providers

Pacific health providers
	Referral or liaison  

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 adolescent/young adult

	Migrant and refugee support services 
	Referral or liaison  
	Provide education, information or expert opinion.

Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Non Government Organisations including, but not limited to: Cancer Society, Blood and Leukaemia Foundation, Child Cancer Foundation, CanTeen, Ronald McDonald House, Camp Quality, Koru Care, Make-A-Wish Foundation
	Referral or liaison  

Provide education, information or expert opinion
	Provide education, information or expert opinion.
Provide support services to ease family burden and assist family function

Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Youth organisations in particular those with a health focus. 

(Including but not limited to Youth One-Stop Shops).
	Referral or liaison 


	Provide education, information or expert opinion.

Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Schools and other education providers (including but not limited to):

Regional Health Schools, secondary and tertiary education providers and training institutions, Group Special Education (GSE)
	Referral or liaison 


	Provide education, information or expert opinion.

Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Disability organisations and associations

	Referral or liaison 


	Provide education, information 
Provide support services to ease family burden and assist family function.



	Publicly funded disability or long term support services for the Service users with co existing disabilities/ conditions who meet other funding streams eligibility criteria such as:
· Needs assessment and service co-ordination (e.g. NASC) 
· Specific support services such as: home and community support; caregiver support and respite; residential care; supported independent living; habilitation / rehabilitation; other specialist support services, as appropriate
· Environmental support services (e.g. long-term equipment, including specialist assessment services, home modifications) to assist with essential daily activities 
· Information and advisory services (e.g. on available services and how to access these) 


	· Referral and consultation

· Consultation 

· Referral and liaison

· Referral 


	· Effective local and regional linkages are in place to facilitate appropriate referrals

· Service users needing long-term support services have timely access to individual needs assessment and service coordination services

· Service users needing long-term support receive appropriate services across the continuum of care and support to meet their individual needs, within available resources 

· Service users needing  environmental support services receive appropriate equipment and environmental modifications 

· Service users have timely access to appropriately presented information and relevant advice. 


	Secondary hospital services
	Referral or liaison  


	Provide education, information or expert opinion.

Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult

	Youth Mental Health Services
	Referral or liaison
	Provide mental health assessment and intervention to adolescent/young adult and family and whānau.

Work with other relevant professionals whenever there are concerns relating to a particular adolescent/young adult


7. Exclusions

AYA patients with cancer are currently treated in adult Haematology, Oncology or Surgical Services; or Paediatric Oncology Services.  The AYA Service provides the coordination of patients’ access to these services but not the services themselves, which are addressed by other service specifications, such as:

· the overarching tier one Specialist Medical and Surgical Services

· the overarching tier one Services for Children and Young People

· tier two Medical Oncology

· tier two Paediatric Oncology and
· tier two Radiation Oncology. 

This list is not exhaustive; other service specifications may be relevant to patients using the AYA Service.

Service providers should refer to the Accident Compensation Corporation (ACC) publications for an explanation of different funders’ responsibilities in relation to accident related services.

8. Quality Requirements

The Service must comply with the Standard Terms and Conditions and Provider Quality Specifications as set out in Crown Funding Agreement and Service Level Agreements as applicable.  

Service users' views of their experience of the services should be sought. The resulting feedback should inform quality improvement in the Coordination of the AYA service.
9.
Purchase Units and Reporting Requirements 

Purchase Units are defined in the Ministry’s Nationwide Service Framework Purchase Unit Data Dictionary.  The following Purchase Units apply to this Service:

	Purchase Unit Code
	Purchase Unit Description
	PU Definition
	Unit of Measure 
	Unit of  Measure Definition
	National collections/ payment systems



	AH01010
	Psychologist Services - Non Mental Health
	Psychology services provided by Psychologists in an Outpatient or domiciliary setting to personal health clients.  Includes post discharge services and other DHB referrals as well as community-referred clients. Excludes services provided for Mental Health.
	Attendance
	Number of attendances to a clinic, day ward, department, or acute assessment unit.
	National Non Admitted Patient Collection (NNPAC)- optional

NMDS (National Minimum Data Set or Personal Health Non Case Weight (PHNCW)- recommended

	M50018
	Coordination of Adolescent Young Adult (AYA) Cancer Service 
	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.
	NMDS


9.1
Additional Reporting Requirements 
9.1.1
Coordination of the AYA Service and Quality Improvement Assurance
· the number of new AYA clients being coordinated per month, broken down by ethnicity

· the number of AYA clients being coordinated that month, broken down by ethnicity

· the number of AYA clients entering into age appropriate clinical trials where oversight/coordination is not funded by pharmaceutical companies

· the numbers of AYA clients completing their coordinated treatments 
· the number of clients screened for enrolment on clinical trials, and the number actually enrolled, where oversight is not provided by pharmaceutical companies.

9.1.2
Psycho-Social Services 

· the number of new AYA clients entering psychosocial services per month and
· the number of AYA clients’ attendances per month.

9.1.3
Clinical Leadership for the Cancer Centre AYA Service 

Clinical Leadership refers to responsibility for the running of the AYA Cancer Service within each of the Cancer Centres.  Clinical leadership will be measured by the number of clients managed within minuted AYA Cancer multi-disciplinary team meetings.  
APPENDIX 1 – GUIDANCE FOR THE PROVISION OF ADOLESCENT/YOUNG ADULT CANCER SERVICE

1.
PURPOSE

This document provides a more detailed explanation and description of the tier three Service Specification for the Coordination of Adolescent and Young Adults (AYA) Services.   It also describes:

· how the AYA Service objectives can be achieved

· the roles of AYA cancer service advisory and management groups

· roles of AYA cancer multi-disciplinary team

· role of the Key Worker

· decisions regarding place of treatment

· shared care centres roles and responsibilities

· definition of an adolescent/young person

· case study examples of how the AYA Service can be delivered and 

· process for the resolution of disputes.

2.
HOW THE SERVICE OBJECTIVES ARE ACHIEVED
The provision of optimal care to adolescent and young adults presenting with cancer requires:

· recognition of the psycho-social needs specific to the age group and 

· expertise in managing conditions that may be either relatively specific to the AYA age range or those that are predominantly seen in either Paediatric or adult cancer practice. 

Currently both Paediatric and Adult Cancer Services are engaged in providing treatment for adolescents and young adults with cancer and in supporting their family/whānau.  The establishment of age specific AYA Cancer units is not necessarily the most appropriate solution throughout New Zealand, as the number of patients would not support more than one independent AYA Cancer unit.  It is not considered desirable for many patients who would need to travel very long distances to access care. 

3.
ROLES OF AYA SERVICE ADVISORY AND MANAGEMENT GROUPS
3.1
AYA Cancer Service Advisory Group

The AYA Cancer Service Advisory Group is a representative, national body.  The Advisory Group comprises medical, nursing, psychosocial and management representatives from the AYA supra-regional services, Key Workers, Adolescent Physician and consumers including non-government organisations (for example, CanTeen). 

Specific responsibilities are defined in the Terms of Reference of the Advisory Group and include:

· overview of the Service, including the implementation of the Coordination of the Adolescent/Young Adult Cancer Service Specification and approval of business plans submitted annually by each of the Cancer Centres

· reviewing national and international trends and research to provide future direction to the Service

· review and updating of the Service Specification

· audit the impact of the Service Specification on the outcome and quality of care

· recommendations to the Supra-regional Services in respect of optimal treatment strategies for specific malignant diseases including participation in clinical trials

· partnership with a youth advisory group e.g. CanTeen

· analysis and distribution of data from Cancer Registries applicable to adolescents and young adults with cancer

· advocacy and lobbying for adolescents and young adults with cancer and their families

· report back to DHBs and Ministry and
· assist in the resolution of disputes unable to be resolved by or between cancer centres.

3.3
Cancer Centre AYA Cancer Management Group

Within each of the 6 Regional Cancer Centres, an AYA Management Group should be established to:

· provide leadership, direction and oversight of the local AYA cancer service

· provide consensus guidance and oversight of the activities of the Key Worker and
· advocate and lobby on behalf of adolescents/young adults with cancer and their family and whānau.

The Management Group composition should be determined locally.  Membership should include the Clinical Service Leader, other oncologists/haematologists, health practitioner and management representatives and, where feasible, consumers such as CanTeen.

The Clinical Service Leader is identified by the management group to provide clinical direction and oversight of the regional Cancer Centres services with respect to its AYA services.

4.
ROLES OF AYA MULTI-DISCIPLINARY TEAM

4.1
Roles of Cancer Centre AYA Multi-Disciplinary Teams

· To assess eligibility of the patient for treatment within the service.
· To establish diagnosis and institute appropriate staging investigations.
· To monitor and evaluate progress through treatment.
· To provide a comprehensive youth health assessment that identifies psycho-social needs.
· To coordinate as appropriate psycho-social care for patients and their family and whānau.
· To ensure access to youth development activities.
· To construct end-of-treatment plan with particular reference to cancer surveillance and toxicity evaluation, including subsequent transition to the national Late Effects Assessment Programme
· To facilitate the involvement of community based and palliative care services as needed. 

4.2.
Roles of the Supra-Regional AYA Multi-Disciplinary Team

The purpose of supra-regional multi-disciplinary team meetings is to:

· confirm diagnosis and the staging of treatment

· determine the optimal place of treatment i.e. within the adult Cancer or Paediatric Oncology service

· allocate age-appropriate treatment either by entry onto a clinical trial or treatment according to recommended protocol

· monitor and evaluate  progress through treatment at key decision points and 

· provide support and specialist expertise in the provision of age appropriate youth health assessment and psychosocial care.

The composition of multi-disciplinary teams — either Cancer Centre or Supraregional —may vary at any one point and should reflect the patient’s needs at that time.  Some health care professionals would be expected to attend all the AYA multi-disciplinary team meetings, whereas others may be engaged intermittently.  

Examples of the composition of AYA multi-disciplinary teams are provided in section 12 of Appendix One.  Bearing this in mind, the membership of AYA multi-disciplinary teams may include:

· treatment specialists – medical oncologist, radiation oncologist, haematologist, paediatric oncologist, surgeon, and palliative care physician.  One of these specialists is identified as the Lead Clinician (see below)

· fertility specialist

· coordinators - Key Worker and lead nurse

· diagnostic  support specialists – pathologist and radiologist

· physical support – dietician, pharmacist, physiotherapist, occupational therapist and
· psychosocial support – social worker, clinical psychologist, mental health worker, educator, Māori Health worker, CanTeen Coordinator, adolescent physician.

All multi-disciplinary team meetings are organised by the Key Worker and should be facilitated and accurately minuted. 

4.3
Supra-regional AYA Multi-Disciplinary Team Meetings
· Cancer centre AYA multi-disciplinary team members meeting regularly as the supra-regional AYA multi-disciplinary team.  For example, the Central Supra-regional AYA multi-disciplinary team is formed from the Wellington and Palmerston North AYA multi-disciplinary teams and
· Treatment teams within the cancer centre.

Local service teams in the shared-care centre, a hospital close to the patient’s place of residence where aspects of treatment may be provided (see ‘Decisions Regarding Place of Treatment and Shared Care Centres’ in section 6 of this Appendix and the tier two Paediatric Oncology Service Specification).

4.4
Disputes Resolution

Should any dispute arise concerning the management of AYA cancer patients according to Service Specifications or their associated Appendices, resolution should first be attempted within the local AYA Cancer Multi-Disciplinary Team.  Failing this, the matter should be referred as soon as possible to the Cancer Centre AYA Management Group.  Should this referral fail to resolve a dispute, or should the dispute arise at the Supraregional level (i.e. a dispute between cancer centres), then the issue is to be referred to the national AYA Cancer Advisory Group.

5.
ROLE OF THE KEY WORKER

The Key Worker is central to the AYA Cancer Service.  The role is necessarily broad and specific components depend on local variables such as:

· caseload

· geographical spread of the service including shared care centres within the region and
· infrastructure within the DHB, for example pre-existing AYA service, AYA Unit.

The Key Worker role may include:

· case-managing the care needs of young people and their families/whānau as they move between care settings along the patient pathway

· ensuring provision of coordinated services for the delivery of age-appropriate specialised healthcare for adolescents/ young adults with cancer

· assessing young people for their psychosocial needs and strengths

· promoting a holistic assessment and approach to psychosocial and educational care and support for adolescents/young adults with cancer and their families and whānau

· empowering young people to address their developmental needs and well-being

· coordinating and organising the cancer centre and supra-regional AYA multi-disciplinary teams’ meetings

· liaison with health and social care agencies and professionals in the community, including the primary care team and Shared Care Centres

· providing skill development opportunities for staff working with adolescents/ young adults in conjunction with a recognised youth health trainer
· interacting with the other Key Workers to ensure consistency and enhancement of services for adolescents/young adults with cancer.
For clinical issues, the Key Worker is responsible to the lead clinician for each case.  In practice, it is likely that Key Workers in cancer centres with lower caseloads may provide more “hands-on” management of individual patients whereas those operating in the larger Cancer Centres may fulfil broader roles as defined above.  Key workers must have experience in working with adolescents/young adults and their families, and be able to engage with the service users.  Specific training in these skills may be required and if so should be provided early on in the Key Workers employment.

Key workers need to be involved with the adolescent/young adult and their family and whānau as soon as possible after presentation, so they can start coordinating care.

5.1
Communication 
The successful functioning of the AYA cancer service will require a complex range of services that inevitably cross organisational and institutional boundaries.  Efficient, timely and accurate transmission of information is vital.  Communication is particularly crucial between:

· members of each cancer centre AYA multi-disciplinary team

· the cancer centre, the AYA multi-disciplinary team and the shared care centre

· members of each Supra-regional AYA multi-disciplinary team.

The Key Worker role is integral to successful communication.  Key Workers must be notified of an adolescent/young adult with suspected cancer in order to coordinate care pathways right from the beginning.  An important responsibility of the key Worker is to ensure that all necessary aspects of the patients care are communicated to relevant members of the AYA multi-disciplinary team and the patient’s GP.

Videoconferencing, using high quality transmission of radiology and pathology, should be used to facilitate meetings of the Supra-regional multi-disciplinary teams. 

6.
DECISIONS REGARDING PLACE OF TREATMENT

For some of the malignancies likely to require treatment, there will be significantly more expertise in managing that cancer, in either the paediatric or oncology services: i.e. young childhood versus adult-type cancers.  Hence, the type of cancer and the expertise of a unit in managing that cancer may also be a consideration in determining through which service an adolescent/young adult patient is managed.
Generally speaking, however, adolescents and young adults who may be best managed through a paediatric service include:

· those adolescents who have not reached puberty

· those who in the main, rely on parents to assist in decision making

· those that are still at school.

Generally, adolescents and young adults who may be best managed through an adult oncology service may include:

· those who have left school

· those who are working full time or part time

· those who are in their final years of secondary education or undertaking tertiary education

· those who are not living at home.

7.
SHARED CARE CENTRES

7.1
Purpose of Shared Care Centres
Cancer Centres and Shared Care Centre are required to provide information, which allows audit of performances against agreed standards of care by the New Zealand Adolescent/Young Adult Cancer Advisory Group. 

The fundamental principle is that all adolescents/young adults in whom malignancy is considered should be discussed with specialist cancer staff at the Cancer Centre.  All patients should have their diagnostic work-up and management strategy formulated through one of the designated national Cancer Centres

In all instances, treatment is coordinated by the Cancer Centre utilising, when and where appropriate, the service closest to the family and whānau domicile for treatment and follow-up as often as is practicable with the expectation of achieving internationally expected outcomes.

Shared care demands robust referral channels and excellent communication between secondary and tertiary level providers.  Agreement on consistent management practices and information provided is necessary to avoid confusion and anxiety for families. 

Capacity of the Shared Care Centre to provide appropriate standards of care to adolescent/young adult cancer patients is a responsibility shared between the Cancer Centre and Shared Care Centre. 

7.2
Responsibilities of Shared Care Centres and Staff 
7.2.1
Responsibilities of Medical Staff
Each Shared Care Centre must designate a local clinician as the shared care consultant.

Whenever possible another local clinician should be available to provide backup for the designated shared care consultant during periods of leave/absence.  

The shared care consultant assumes overall responsibility for:

· the conduct of care for all adolescent/young adult cancer patients seen at, or admitted to the Shared Care Centre
· ensuring that treatment is delivered according to the current recommendations and guidelines of the Cancer Centre

· the composition and functioning of the local multi-disciplinary team (nursing, pharmacy, dietetics, psychosocial, educational)

· the accurate completion and timely submission of clinical trial forms.
Staff in the Shared Care Centre must commit themselves to participating in, and regularly attending update meetings organised by the Cancer Centre.  A designated clinic for adolescent/young adult cancer patients is held weekly, either as a separate clinic, or part of an established general clinic.  Shared care patients should see the shared care consultant at all visits wherever possible.  New appointments to the shared care consultant post should be discussed with the Cancer Centre.  Candidates should demonstrate adequate training/experience in oncology/haematology or be prepared to acquire this by an attachment to the Cancer Centre. 

7.2.2
Responsibilities of Nursing Staff
The Shared Care Centre is expected to identify a senior nurse to act as the Oncology Link Nurse with the Cancer Centre.  

The senior nurse:

· has a co-ordinating role between the nursing staff within the Shared Care Centre, the local community-based nursing and medical teams, and the team/Key Worker at the Cancer Centre

· establishes regular contact with the shared care patients and their families, and participates in “hands on” management of these patients 

· is responsible for maintaining nursing standards as agreed with the Cancer Centre. 

Depending on the Shared Care Centre this nurse may be ward or clinic based, or employed specifically in this role.  Full nursing cover must be provided by the Shared Care Centre, and identified nurses must be trained in the use of central venous catheters.  Nursing staff from Shared Care Centres are encouraged to discuss out of hours problems with relevant staff at the Cancer Centre.

7.2.3
Responsibilities of Shared Care Centres 
The Shared Care Centre is expected to undertake procedures and treatments as agreed with the Cancer Centre in line with the level of shared care for which the Shared Care Centre is accredited.  On suspicion of a malignant condition in an adolescent/young adult, the patient should be discussed with relevant staff at the Cancer Centre.  Investigations should be kept to the minimum, and rapid onward referral is expected.  In particular, surgical procedures that may impact on subsequent treatment should be avoided, for example biopsy of suspected bone tumours or soft tissue sarcomas. 

All adolescent/young adult in-patients are to be admitted to a designated medical ward.  Every attempt should be made to avoid contact with infectious patients either by admitting oncology patients to cubicles, or housing other potentially infectious patients in cubicles.  On urgent presentation to the Shared Care Centre, adolescent/young adult cancer patients should be appropriately triaged and admission details communicated to the Cancer Centre. 

Members of the multi-disciplinary team at the Shared Care Centre are expected to have regular contact with the Cancer Centre Key Worker and AYA multi-disciplinary team, in particular to provide updates on unwell adolescents/young adults admitted within their service.

Shared Care Centres administering chemotherapy need to have access to a pharmacy department that is familiar with the reconstitution and administration of cytotoxic drugs guided by a local cytotoxic policy document.  Cytotoxic drug preparation and reconstitution is undertaken in the hospital pharmacy, not on the ward.  Shared Care Centres administering intrathecal chemotherapy will be particularly vigilant in ensuring that only drugs designated for intrathecal use are administered; there must be a defined policy for avoiding intrathecal administration of vincristine.  Clear policies for the safe handling and administration of cytotoxic drugs and management of extravasations must be in evidence. 

7.2.4
Responsibilities of the Cancer Centre in a Shared Care Arrangement

Tertiary level adolescent/young adult cancer services must be available to all adolescents and young adults with cancer, and their families at the time a malignant condition is suspected.  The first referral will almost always require admission to the Cancer Centre for diagnostic work-up, staging and treatment planning undertaken by the AYA multi-disciplinary team.  Adolescents/young adults with cancer will be returned to the Shared Care Centre for aspects of care, as dictated by the following variables:

· the type of cancer

· the intensity of treatment

· the expertise and competence of the Shared Care Centre.

Reassessments (e.g. bone marrow assessments, imaging) are normally performed at the Cancer Centre.  The Cancer Centre will:

· keep the shared  care consultants regularly updated with new protocols and relevant information concerning treatment of adolescent/young adult oncology patients

· host an annual update meeting for shared care consultants, other interested medical staff, oncology link nurses and other interested nursing staff, allied health professionals and pharmacy staff.  This serves as an educational update on new protocols and treatments as well as an opportunity to review current policies and shared care arrangements
· offers practical experience for nursing staff from the Shared Care Centre

· ensure that effective lines of communication are in place and that access to advice from a consultant oncologist/haematologist/paediatric oncologist will be available 24 hours a day

· be responsible for the production of a Shared Care Policy Folder and for ensuring that this is regularly updated and revisions forwarded to the Shared Care Centre

· provide patient details to a national cancer registry to allow tracking of adolescent/young adult cancer incidence and outcome.

Effective (accurate and timely) communication between nursing staff (including the Key Worker) is essential.  Consultants at the Cancer Centre are required to ensure consistency in their approach to shared care. 

8.
THE ROLE OF PRIMARY HEALTH CARE
Adolescents and young adults with cancer and their families benefit from good liaison between primary, secondary and tertiary level care.  While most patients receiving anti-cancer treatment receive medical care from the secondary and tertiary level providers, appropriate primary level support for the broader family and whānau necessitates regular communication with the family/whānau practitioner.  At cessation of treatment, the family and whānau practitioner plays a key role in routine health protection and maintenance, including re-immunisation, screening and surveillance for preventable conditions.  Early detection of relapse and detection and management of late effects in collaboration with hospital services and participation in palliative care are specific areas of strength in primary practice.
9.
OUTPATIENT CLINICS 
Cancer Centres must maintain designated adolescent/young adult oncology clinic sessions sufficient to provide treatment and follow-up as designated by appropriate protocols.  Shared Care Centres may elect to integrate outpatient services for adolescent/young adult cancer patients with general outpatient clinic provision.  In this instance, the nature of the immunological compromise, which most cancer patients sustain during and shortly after cessation of treatment, must be catered for.

10.
VISITING SPECIALIST CLINICS
For interventions requiring the input of the specialist haematologist/oncologist, but not necessarily the extended resources of the Cancer Centre, visiting clinics in the hospital close to the patient’s domicile (Shared Care Centre) are encouraged.  These visiting clinics are organised and coordinated by the Shared Care Centre in collaboration with the Cancer Centre.  Nursing staff from the Cancer Centre should participate in outreach clinics in an education and communication role. 

11.
DEFINITION OF AN ADOLESCENT/ YOUNG PERSON

11.1
Reasons for a Definition

Administration of services run for adolescents, needs to be able to describe those people who should be included in a service for adolescents.  In hospitals, for example, where people are allocated to bed areas according to age or gender, decisions need to be made which are based on a useful definition of an adolescent/young person.  When determining a definition, the important principle is that the decision should be made to ensure that this age group is provided with the best possible service.  This is because a fifteen year old has service requirements different to those of a four year old or sixty year old. 

11.2
The Beginning

Adolescence is a term used to describe the developmental phase between childhood and adulthood.  The Latin original is the verb adolescere meaning “to grow into adulthood”.  The beginning of adolescence is relatively easy to define.  Most agree that it begins with puberty and the average age of this can be determined.  Thus an age for the beginning of adolescence can be determined and is usually taken to be twelve years of age.  This must be flexible however, as girls can begin menstruating at ten, and an eleven-year-old girl who has been menstruating for a year is quite different from one who hasn’t, and possibly may not feel comfortable in a paediatric ward.  Appearance determines how adults treat an adolescent far more than we appreciate.  Thus a tall young woman, with advanced secondary sexual characteristics, will be treated in quite a different way by adults, than one of the same age who has not yet even reached puberty.

11.3
The End

The end of adolescence is not as easy to define.  Administrators would like us to come up with a chronological age, which is not as easy at this end as it is at the beginning.  There are no clear physiological markers for the end of adolescence for which an average age can be determined like puberty.  If we focus on a physiological marker it may be possible to decide on the end of bone growth.  However there is no easy test to determine this and the age at which this occurs has a large variation across both age and gender groups so it is difficult to come up with an average.  If neurophysiological brain maturity is taken as a marker then frontal lobe development ending at twenty-five may be a good marker but again is difficult to test at our present level of understanding.

11.4
Sociological Determinants

We can turn to other measures of becoming an adult.  We can look at sociological determinants.  Thus the school leaving age is sixteen, so perhaps this is a definition.  Legally adolescents are permitted to give their own consent to operations at sixteen, although consent for many treatments is taken on competency rather than age.  However, there are not many seventeen year olds who are comfortable in adult wards with sixty year olds.  In addition many adolescents stay at school till eighteen so perhaps this is a better marker of transition to adulthood.  The question needs to be asked – how many families are happy to have no input into the care of their children at eighteen, which tends to occur on adult wards.

11.5
The Effect of Cancer

A complicating factor in deciding on the maturity of a person at any given age is the rate of their development.  Many adolescents may have the frontal lobe development to make independent decisions, which are based on good judgement and ability to future think at eighteen, or even sixteen.  However, a chronic illness, especially one that is life threatening, may delay development.  Thus someone with cancer may find that they need far more support than a healthy adolescent of eighteen.

11.6
Self-Determination

Young people themselves have decided that they would like to have additional support beyond that which adult services can provide, until the age of twenty-four.  This is why CanTeen sets its age limit at twenty-four years.  An approach that allows for this kind of self-determination is important.  Just as ethnicity is self determined, and then perhaps the age of becoming an adult should have some element of self-determination.  Societal markers of adulthood – having a job, leaving home, earning income to pay for food and accommodation, and marriage have moved to a later age and more and more these markers are occurring between twenty-five and thirty-five rather than twenty to thirty.

11.7
Transitions

Many transitions occur at eighteen or nineteen, and for a person with cancer, who is still developing in terms of maturity, a transition to adult focused care at the same time as all the others may not be conducive to good mental health and therefore the best possible physical health. 

11.8
Government Agencies

The World Health Organisation labels people of ten to nineteen years as adolescents, fifteen to twenty-four as youth, and ten to twenty-four as young people.  The New Zealand Youth Development Strategy defines young people as ten to twenty-four as a developmental phase worthy of its own plans and even a Ministry, separate from adults.

12.
CASE EXAMPLES OF COMPOSITION AND FUNCTIONING OF AYA MULTI-DISCIPLINARY TEAMS

12.1
Case 1

14 year-old with acute lymphoblastic leukaemia referred from Nelson to Christchurch for treatment.

Christchurch-based AYA Multi-Disciplinary Team

· Eligibility, place of treatment decision-making and identification of lead clinician.
· Haematologist.
· Paediatric oncologist.
· Key Worker.
· Psychosocial team.
· Nurses.

Diagnosis and treatment allocation

· Haematologist.
· Paediatric Oncologist.
· Key Worker.

Progress through treatment

· Haematologist.
· Paediatric Oncologist.
· Key Worker.
· Lead nurse.
· Key worker.
· Dietician.
· Pharmacist.

Psychosocial support

· Social worker.
· Clinical psychologist.
· CanTeen coordinator.
· Teacher.
· Key Worker.

Nelson-based shared care team

· General paediatrician with interest in paediatric oncology.
· Nurse.
· Dietician.
· Pharmacist.
· Social worker.
12.2
Case 2

18 year-old with osteosarcoma referred to Palmerston North for treatment.

Eligibility and place of treatment decision-making by Palmerston North-based AYA multi-disciplinary team

· Medical oncologist.
· Key Worker.
· Psychosocial team. 

· Nurses.

Diagnosis and treatment allocation (by videoconference with Middlemore Bone Tumour Service)

· Pathologist (Auckland and Palmerston North).
· Orthopaedic surgeon (Auckland-based).
· Medical oncologist.
· Radiologist (Auckland and Palmerston North).
· Key Worker.
· Paediatric oncologist (Wellington-based).

Progress through treatment (at times, by videoconference with Middlemore Bone Tumour Service and the AYA multi-disciplinary team in Wellington)

· Medical Oncologist.
· Pathologist.
· Orthopaedic surgeon.
· Paediatric oncologist.
· Key Worker.
· Lead nurse.
· Dietician.
· Pharmacist.
· Physiotherapy and occupational therapy.
· Psychosocial support - social worker, clinical psychologist, CanTeen coordinator, teacher/educator.

� In the event of tertiary level child cancer services not being provided at Wellington Hospital, Palmerston North and Wellington Hospitals will affiliate to the child cancer centre to which their paediatric patients are referred.
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