
Louise Sue
Clinical Nurse Specialist

Adolescent and Young 

Adult Cancer Service 

Team, Christchurch

16:30 - 17:30 WS #131: Adolescent and Young Adult Cancer Service 

Provision - Can We Do It Better?

-

Dr Ruth Spearing
Haematologist

Canterbury Health 

Laboratories, Southern 

Community Laboratories



Standards of Care 
for AYA cancer patients in NZ

Tristan Pettit                      August 2016



Talk outline

1. The AYA oncology survival disparity

– International

– New Zealand

2. Rationale behind the NZ AYA Standards of Care

3. Key Contributing Factors to AYA cancer care

4. Concept of Developmentally Appropriate Care

– A youth health approach

5. Brief description of the NZ AYA Standards of Care. 



AYA survival trends

• Albritton K, Bleyer W. Eur J Ca. 2003.
• In 1975, a >10% survival advantage was noted in the 15-19 year age group when 

compared to the <15 year old age group, by 2000, this had flipped to a 7 % survival 
disadvantage.

• In US survival data, from 1975-1998, paediatric (0-15) and adult (>45) oncology 
experienced a survival improvement of 1.74% per year, whilst the 15-19 year group’s 
rate of 0.9% was almost 50% inferior.

– Pichler et al. BJH. 2013

– In a 25 year review of AYA vs Paediatric ALL outcome in European BFM 
based protocols, 5 year event-free survival (EFS) was 17% worse and 5 year 
overall survival 15% worse for AYA compared to paediatric groups. 

– Treatment related morbidity was main factor identified. 





Nat Rev Cancer. 2008 Apr;8(4):288-98. doi: 10.1038/nrc2349.



NZ AYA survival 

• A report of New Zealand adolescent and young adult cancer 
incidence and survival from 2000-2009 has shown that:

– In comparison, New Zealand five-year relative survival (5YS) for 
the 15-24 year age group (80.6%) was significantly lower than 
reported by the European EUROCARE group (87.4%).

– The New Zealand 5YS for adolescents 15-19 years (75.1%) was 
also significantly lower than the survival reported by the United 
States (81.8%) and Canada (81%) for comparable time periods

Ballantine, K., Sullivan, M. (2013). Adolescent and young adult cancer incidence and 
survival in New Zealand 2000-2009: Auckland: National Child Cancer Network.



Ballantine, K., Sullivan, M. (2013). Adolescent and young adult cancer incidence and 
survival in New Zealand 2000-2009: Auckland: National Child Cancer Network.



– Formed in 2013

– As part of 5 year national strategy, proposal for a model of care 

• equitable access regardless of domicile.

• high quality medical and psychosocial care 

– ‘Service Provision for Adolescent and Young Adult Cancer Patients in 
New Zealand including Standards of Care’

• Standards of Care for short!



Standards Of Care (SOC)

– Summarises the level of care that an AYA with cancer in NZ should 
receive.

• Monitoring framework
– benchmark delivery of care against best practice.

– identify service areas of strength and need.

– The SOC will sit alongside the 11 Tumour Standards released by the 
Ministry of Health in 2012 and 2013.

– SOC developed by a working group representing the wider 
multidisciplinary/ multiagency AYA cancer care workforce. 

• 3 GP representatives on working group



Key Contributing Factors to AYA cancer care

1. Differences in range of tumours and biology

2. Low accrual on clinical trials and targeted AYA research

3. Optimal treatment site and differences in treatment strategies

4. Diagnostic Delay

5. Developmental Stage and Adherence

6. Psychosocial care





AYA – unique tumour group

Ballantine, K., Sullivan, M. (2013). Adolescent and young adult cancer incidence and 
survival in New Zealand 2000-2009: Auckland: National Child Cancer Network.





Albritton K, Bleyer W. Eur J Ca. 2003. 







Developmentally Appropriate Care

• The Tasks of Adolescence 
– physical development, the formation of self-identity, school achievement, 

decisions about the future, the development of peer and sexual relationships, 
and achieving independence and autonomy from parents

– A cancer diagnosis  can prevent or disrupt the accomplishment of developmental 
tasks which are viewed as essential for transition into healthy adulthood. 

• Thus affecting the AYA’s health care
– Adherence. 
– Peer influence can compete with demands of health care
– Cognitive development – inconsistent thought processes, difficulty taking on 

other views, inability to reason and weigh things up, preoccupation with here 
and now, impulsivity, difficulty accepting cancer as part of identity. 

– Experimentation/risk taking behaviours



Developmental stage

Palmer. Cancer Forum. Vol 33 Number 
1. Mar 2009. 











Section 1: The AYA Cancer Trajectory 

Prevention and Early Identification  

Standard 1.1 Cancer prevention education and interventions will be clearly communicated to 

AYAs, Whanau and Health Care Providers.   

Standard 1.2 Early symptoms of cancer will be recognised by the AYA and health care 

provider to enable early detection. 

Referral to the Right Expertise  

Standard 2.1 When a cancer diagnosis is suspected, all AYA will be referred to the appropriate 

tumour group expertise and Multi-Disciplinary Meeting (MDM).  

The Diagnostic Process 

 

Standard 3.1 Investigations undertaken during the diagnostic stage will comply with best 

practice recommendations as described in the national tumour standards.   

Standard 3.2 Sedation and other techniques to reduce procedural distress will be made 

available to all AYA cancer patients. 



The Treatment Plan 

 

Standard 4.1 All AYA cancer patients will have a documented treatment plan that adheres to 

best practice recommendations. 

Standard 4.2 All AYA patients referred urgently with a high suspicion of cancer receive their 

first cancer treatment or other management within 42 days. 

AYA Targeted Cancer Research 

 

Standard 5.1 All AYA cancer patients will be offered the opportunity to participate in targeted 

AYA cancer research. 

 

Standard 5.2 All AYA cancer patients will be offered the opportunity to enrol in available 

diagnostic and therapeutic clinical trials. 

 

Fertility Preservation 

 

Standard 6.1 Prior to treatment, all AYA cancer patients will be informed about the potential 

risks of treatment related infertility, and where appropriate, fertility preservation procedures 

completed.  





Section 2: Developmentally Appropriate Care 

Psychosocial Assessment and Care 

Standard 8.1 All AYA cancer patients will have a psychosocial assessment at diagnosis which 

will be updated at regular intervals to inform their care. 

Standard 8.2 All AYA cancer patients will have access to psychological support from 

diagnosis.  

Standard 8.3 The spiritual needs of AYA cancer patients  and their Whanau are proactively 

considered and addressed along the cancer journey 

Developmental Milestones 

Standard 9.1 All AYA cancer patients receive support and care to optimise their normal 

developmental process continues throughout their cancer journey. 

Caring for whanau, partners and the community 

Standard 10.1 Whanau, partners and the support network of an AYA diagnosed with cancer 

will have their practical, cultural and emotional needs identified and assistance provided to 

address these..   

AYA Cancer patients identified at risk of non-adherence 

Standard 11.1 AYA cancer patients with risk factors associated with increased non-adherence 

are identified and prioritised for intensive case management.     



Self-Management 

Standard 12.1 All AYA cancer patients are supported to self-manage their own health care as 

they mature. 

Standard 12.2 All AYA cancer patients and whanau are provided with developmentally 

appropriate cancer related information.   

Transition 

Standard 13.1 All AYA cancer patients will be supported as they transition across services. 

Confidentiality/ Rights / Respect and Trust  

Standard 14.1 The rights of the AYA cancer patient are respected.  A key focus is to establish 

confidentiality and trust. 

Care Co-ordination 

Standard 15.1 All AYA cancer patients and whanau will be provided with access to a 

nominated health care professional who will co-ordinate their care.   

Standard 15.2 All AYA cancer patients will have access to co-ordinated multidisciplinary and 

multiagency care 



Section 3: Institutional Support 

Governance and Clinical Leadership  

Standard 16.1 There is a governance structure with identified clinical leadership that provides 

direction and oversight for AYA cancer care.     

Work Force Development 

Standard 17.1 Health care professionals and the supportive care workforce who work with 

AYA cancer patients are trained to deliver developmentally appropriate care. 

Youth Participation 

Standard 18.1 AYA cancer patients are provided with the opportunity to actively participate in 

the development, implementation and evaluation of regional and national AYA cancer care 

programmes and services. 

Age Appropriate Environments 

Standard 19.1 The AYA cancer patient will be treated in a health care environment that is 

developmentally appropriate. 

Clinical Performance and Monitoring  

Standard 20.1 A nationally agreed AYA cancer dataset will be collected within each DHB. 



International Charter of Rights for Young people with Cancer



Delayed Diagnosis

• Anecdotally- NZ young people diagnosed with solid 
tumors seem to be presenting with advanced or 
metastatic disease

Young People Report
• History of weight loss
• Lethargy & tiredness
• Ongoing pain 
• Repeated trips to the GP or different GP’s





At certain symptom interval time points, that is, 1, 12, and 24 months, the 5-year 
survival estimates were, respectively: 65.1% (95% CI, 51.1-76.1),
46.4% (95% CI, 28.1-63.6), and 19.7% (95% CI, 1.3-
61.5) for RMS;



Niksic et al (2015). 
• Young people aged 15-34 were the least likely 

to recognise the six common cancer 
symptoms.

• Young people most frequently identified 
barriers to attending GP appointments.

Kyle, Forbat & Hubbard (2012).
• One in four British adolescents could not 

recall a sign or symptom of cancer
• Lump or swelling had the largest recall  

(64.4%)
• All other symptoms  had very poor rates of 

recall (< 14% )

• Emotional Barriers to seeking help were most 
endorsed

• ‘Worry about what the doctor will say’ 
(71.8%)

• ‘Too embarrassed’ (55.6%)
• ‘Not feeling confident to talk about 

symptoms (53.3%)







Southern Region: AYAKW – Val Waugh

Canterbury Region: AYAKW – Louise Sue

Capital & Coast Region: AYAKW – Liz Sommer

Mid-Central Region: AYAKW – Sean Parker

Midland Region: AYAKW – Ellyn Proffit

Auckland & Northland Region: 

AYAKW – Tracey Vincent
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AYA South Island Supra-Regional MDT VC

Fortnightly on a Tuesday

0830 - 0915

• Venues: Oncology Whanau Room, Christchurch Hospital
and University Paediatric room, Dunedin Hospital 

Agenda format:

0830: AYA service issues

0845: Patient discussion



The Service

• 12 – 24 year olds

• Virtual Service

• MDM’s – fortnightly

• Coordination

• Direct support/ psychosocial 

assessment and care

• Advocacy

• Liaising with NGO’s



Service Development
Aim to develop youth friendly resources, services and environments

AYA friendly environments

• Youth Inpatient room – ward 26

• Adolescent outpatient space –

Interim CHOC

• AYA Cancer Unit – ASB

AYA friendly Resources

• YCS Psychosocial Screen

• Survivorship Passport

• AYA Cancer Website

• Insurance Pamphlet for AYA with 

cancer

• Voicing My Choices
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