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1. Executive Summary 

 

There is growing recognition, both in Australia and overseas, that existing health care structures and approaches are contributing 
to relatively poor survival rates among adolescent and young adult (AYA) cancer patients (aged 15–25 years). This best-practice 
framework is based on the experiences of the onTrac@PeterMac Adolescent and Young Adult Cancer Program in Victoria. It 
explores the many issues that may be contributing to these poor outcomes and makes recommendations regarding AYA cancer 
care models, standards, principles and practices. 

 

A statistical analysis of Victorian cancer patients clearly shows that the survival rates for AYA patients are significantly lower than 
the survival rates of children with many of the same cancers. This concerning trend is not just confined to Victoria – or Australia. 
AYA cancer survival has become a public health issue across the globe over recent years. As a result, a number of AYA-specific 
treatment programs have emerged recently in the United Kingdom, the United States, New Zealand and Australia. So far, the 
onTrac@PeterMac program in Melbourne is the only dedicated AYA cancer care program in Australia.  

 

The recommendations contained in this document are based on the accumulated knowledge of the onTrac@PeterMac team as 
well as on interviews with AYA cancer patients/survivors and consultation with the leaders in Australian AYA oncology.  
We recommend a multi-disciplinary, disease-specific and age-appropriate approach to AYA cancer care. This involves: 

• multi-disciplinary care that incorporates oncology, psychology, education, psychiatry, palliative care and social work  

• disease-specific research is required to establish more effective treatment protocols for this age group (particularly for 
cancer types where the AYA mortality rate is distinctly higher than that of children).  

• age-appropriate care that needs to consider the significant developmental changes occurring during this life stage, 
including the young person’s identity, self-esteem, body image, future perspectives, distress levels, peer relationships, 
family dynamics and communication needs.  

Adopting this approach to caring for AYA cancer patients will not only improve survival outcomes but also support the normal 
development of the young person into adulthood. 

 

The patterns of AYA cancer are very distinctive; hence there needs to be formal recognition of AYA care as a specialist area of 
oncology. In particular, we need to develop comprehensive training programs in AYA oncology and we must incorporate an 
assessment of the psychosocial perspective of the young patient into their care planning.  

 

Most of the recommendations contained in this best-practice framework could be applied in any jurisdiction (however, some of 
the recommendations relate specifically to the Victorian health system). This document will be re-evaluated and revised 
regularly. As we gain access to new empirical evidence, it is anticipated that this best-practice framework will evolve to become 
clinical practice guidelines for treating AYA cancer patients.
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2. Terms of reference 

 

The development of this document stems from an increasing recognition that the health care needs of adolescent and young 
adult (AYA) cancer patients are distinctly different from those of children and adults. Indeed, the Society of Adolescent Medicine, 
the world’s largest organisation dedicated to the health of adolescents, promotes the development of specialist expertise across 
all disciplines in order for adolescents and young adults to receive the most effective health care available.  

 

This document is a summary of the accumulated clinical experience of the onTrac@PeterMac Adolescent and Young Adult 
Cancer Program, a multi-disciplinary team of health professionals who have been addressing the needs of AYA cancer patients 
in the adult cancer system since March 2004. We have focused on highlighting the issues that arise when working with 
adolescents and young adults, including identifying ways to improve service delivery, and identifying the systemic or structural 
issues that affect medical treatment and survival.  

 

The aim of this document is to improve the delivery of age-appropriate care to AYA patients aged between 15 and 25 years who 
are currently being treated in adult-focused institutions. It addresses a number of themes in AYA oncology care that determine 
disease-specific survival outcomes, and the level of age-appropriate services available to this group of patients.  

 

This document is divided into two sections. 

 

SECTION A: BACKGROUND  
As this is the first comprehensive attempt to bring together best-practice recommendations for working with AYA 
cancer patients, it was important to include a detailed description of the current landscape of AYA oncology care. Thus, 
the first half of this document focuses on setting the scene. It provides the background information necessary to 
understand the current groundswell interest in AYA oncology; the issues identified among this group of patients; and 
the steps taken by individuals, institutions and governments around the globe to address current inconsistencies and 
inadequacies in AYA care. Section A includes a summary of the most common cancer types diagnosed in AYA 
patients, details of how and where young people are being treated in Victoria, and current outcomes for AYA oncology 
compared with adult and paediatric oncology. It also explores the developmental implications of a cancer diagnosis 
during this stage of life and how this affects the care of these patients, their recovery and their future functioning. 
Section A concludes with an exploration of the key determinants of poor outcomes in this age group and an analysis of 
the actions that are required if improvements are to be made.  
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SECTION B: RECOMMENDATIONS 

The second part of this document contains a series of recommendations relating to AYA cancer care models, 
standards, principles and practices. This section opens with a proposed model of AYA cancer care that could be 
adopted in Victoria – and the subsequent chapters contain a number of principles and practice recommendations that 
should be used when treating, caring for or supporting any young person going through a cancer experience. (Please 
note: this section does not contain specific recommendations for medical treatment of specific cancer types.) Also 
included in this section are advice and educational tools that can be used to immediately improve current clinical 
practice.  

 

Together the sections make the document part position paper, part best-practice framework and part learning tool. It is 
anticipated that medical practitioners, allied health professionals, hospital administrators and educators will all benefit from this 
framework and that it will encourage much-needed policy discussion and debate in the specialist area of oncology care.  

 

We recognise that resources are constrained throughout all treatment settings, particularly in rural and regional areas. For this 
reason, our recommendations range from a proposed minimum standard of care through to best practice in the adult cancer 
sector. It is clear that further research will be required to characterise what “best practice” might entail, and that this will vary from 
state to state within Australia, depending on the existing configuration of resources. We anticipate that change will be 
implemented progressively, with the minimum standard of care being our immediate goal and with ideal outcomes eventuating 
over time.  

 

Creating this document has been quite challenging. Comparatively little is known about AYA cancer and, although there is 
growing recognition of the need to address the specific requirements of AYA patients within Australia’s cancer services, the 
knowledge base is still developing. As this is still an emerging area, we are intentionally referring to this document as a “best-
practice framework”. (This framework is not a clinical guideline because we do not yet have sufficient empirical evidence to 
develop clear and concise guidelines for clinical care.)  

 

Since there has only been scarce research into AYA cancer, the recommendations presented in this framework are based on:  

(i) the knowledge of Australia’s first multi-disciplinary AYA focused clinical care team (onTrac@PeterMac, based at Peter 
MacCallum Cancer Centre in Melbourne) 

(ii) a nationwide interview process with leaders in this developing field of oncology (see consultation list in Appendix 1), and 

(iii) interviews with Victorian AYA cancer patients and survivors (conducted in person or by phone during March and April 2007).  

Where available, empirical evidence has of course been incorporated. 

 

Although this framework is not a consensus statement of clinical guidelines, it is hoped that it will serve as a useful source 
document for the future development of such a consensus statement (perhaps under the auspices of a body such as the 
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National Health and Medical Research Council (NHMRC), the Clinical Oncology Society of Australia (COSA) or Cancer 
Australia).  

 

It is important to recognise the limitations of this document. It does not contain treatment protocols for specific tumour types. For 
recommendations on the medical management of patients, please refer to the relevant NHMRC guidelines. This framework does 
not include information that is relevant to adolescents younger than 15 years of age and it is not transferable to the paediatric 
setting, which has its own distinct systems, structures, referral pathways and training. Neither does this document address the 
specific issues faced by parents of AYA patients, the needs of the AYA patients transitioning from paediatric to adult settings, or 
the specific needs of Australia’s indigenous population. 

 

We recognise the potential barriers to the acceptance and implementation of the recommendations outlined in this document. 
These include a lack of clarity in the definition of this population group; a lack of recognition and awareness of the specific age-
based needs of this patient group; and a lack of funding to support the development of age-appropriate services, research and 
systems. A number of these issues are addressed in the following chapters.  

 

The information presented in this document relates to AYA cancer patients between the ages of 15 and 25 years treated within 
adult settings across Victoria. The focus of this document is to improve the age-appropriate care provided to the AYA group in 
order to improve survival and support the normal development of the young person into adulthood and beyond. The development 
of the document was based on literature, clinical experience, and written and oral submissions from a wide spectrum of 
respected professionals throughout Australia and across both the paediatric and adult sectors. Although this is not a consensus 
document purporting to represent all voices, the recommendations detailed in this document are (a) outcome focused; (b) based 
on the best available evidence and experience of the onTrac@PeterMac AYA Cancer Program; (c) developed using a multi-
disciplinary process that includes consultation with consumers and colleagues; (d) mindful of resource constraints; and (e) 
flexible and adaptable. The document is the beginning of the process, not an end product, and it will be re-evaluated and revised 
regularly. As the availability of empirical evidence increases, it is anticipated that this “best-practice framework” will evolve to 
become “clinical practice guidelines”. 
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3. Adolescent and young adult (AYA) oncology care 

 

3.1 The adolescent and young adult (AYA) 
The World Health Organisation defines “youth” as people between the ages of 15 and 24 years. This definition is used in 
combination with “adolescents”, those between 10 and 19 years; and “young people”, which describes the combined cohort of 10 
to 24 year olds (www.who.int).  

 

A number of developmental changes occur during the adolescent and young adult years that define this group and distinguish it 
from children and adults. These developmental changes are known to have an impact on “care-seeking patterns, adherence to 
recommended treatment and follow-up care, and ultimately, disease outcomes” (Report of the Adolescent and Young Adult 

Oncology Progress Review Group (AYAO PRG), 2006, p. 3).  

 

The upper limit of this age group is the most contentious part of the definition, with some clinicians and researchers arguing that 
these patients fit more comfortably in the definition of “adult”. This argument is justifiable for some young people – particularly 
those who live independently, are financially autonomous, have completed all schooling, have limited emotional reliance on 
parents, and have made a commitment to a life partner. However, for each mature young adult, there remains another in this age 
group who is clearly a “young person” in thoughts, behaviour and circumstance. They are financially, emotionally, physically and 
psychologically reliant on their parents and have yet to successfully negotiate the adult world. It is for these young people that 
the definition of young adulthood exists. Thus, there remains some flexibility in the definition of AYA patients, and clinicians and 
researchers should use their clinical judgement when applying any of the recommendations of this document. 

 

The impetus for change in how we care for AYA cancer patients is the fact that poorer survival rates are reported among AYA 
cancer patients than among children. This “survival gap” affects patients aged from 15 to 39 years (Bleyer et al, 2006) and has 
led the AYAO PRG to define the entire age group as “at risk”. It is likely that many of the factors that affect outcomes for the 15–
25 year age group also apply to the 25–39 year-old group. A second and related issue is that several cancers are unique to 
adolescence and young adulthood and are distinct from those seen in children or in old age. This creates a number of logistical 
challenges, such as achieving the critical mass required for clinical research within the existing paediatric and adult-dominated 
domains of the cancer care system. (These issues are discussed in greater detail later in this document.)  

 

In recognition of the developmental needs unique to the AYA group, the onTrac@PeterMac program has, for practical reasons, 
focused on the age group 15 to 25 years. However, we acknowledge that some flexibility is required at the upper limit of this age 
group, depending on the patient’s cancer type or psychosocial characteristics. It should be noted that the AYA age group 
referred to in this document may vary between 15–25 years and 15–30 years, depending on the available data. 
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3.2 Cancer in adolescents and young adults 
Cancer is generally considered to be a disease that predominantly affects the older members of our population. While roughly 
180 children under 15 years old are newly diagnosed with cancer each year in Victoria, some 360 people between 15 and 30 
years old are diagnosed and more than 21,000 people over 30 are diagnosed. However, the number of AYA patients diagnosed 
with cancer has increased by around 30% over the past 10 years, with and no indication as to why, or whether this upward 
pattern will continue. Of all the young people diagnosed, approximately a quarter will eventually die from their disease. For some 
disease types, this mortality rate is twice that seen in paediatric patients with the same diseases. Cancer is the major disease-
related cause of death in AYA populations. 

 

The most common cancers affecting this age group are melanoma, lymphoma, germ cell tumours (including testicular cancer), 
leukaemia, sarcoma (bone and soft tissue), thyroid carcinoma, and colorectal carcinomas. These AYA diagnoses represent a 
unique combination of those seen in the paediatric and adult settings. Thus, the pattern of cancer incidence among AYAs is 
distinctive and requires a targeted approach to prevention, control and treatment (Wu et al, 2005). (Each of these cancers is 
discussed in greater detail in Section 3.) 

 

3.3 The changing face of AYA oncology care around the globe  
There is growing recognition globally that AYA cancer patients form a distinct group when it comes to care and service delivery. 
Accompanying this recognition is a universal appreciation that we need to establish a defined minimum standard of care and 
improve age-appropriate care for AYA cancer patients. Around the globe, countries are investigating improvements in 
developmentally sensitive medical, psychosocial, educational and palliative services, as well as introducing AYA specific 
research studies and training programs. 

 

3.3.1 United States of America 

The United States Department of Health and Human Services’ National Cancer Initiative (NCI), in conjunction with the Livestrong 
Young Adult Alliance, recently released a report titled Closing the Gap: Research and care imperatives for adolescents and 

young adults with cancer. Developed by the Adolescent and Young Adult Oncology Progress Review Group (2006), the report 
identifies key recommendations for a national agenda to address AYA oncology. The recommendations of the report are 
currently being used to develop strategies and actions that will facilitate system change.  

 

The report includes five key recommendations: 
(i) Identify the characteristics that distinguish the unique cancer burden in AYAO patients. 

(ii) Provide education, training and communication to improve awareness, prevention, access, and quality care for AYA patients. 

(iii) Create the tools to study the AYA cancer population. 
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(iv) Ensure excellence in service delivery across the cancer control continuum (ie prevention, screening, diagnosis, treatment, 
survivorship and end of life). 
(v) Strengthen advocacy and support for the AYA cancer patient. 

 

In tandem with the development of these recommendations, AYA clinical programs have been initiated in several US-based 
oncology institutions. These include the AYA program at MD Anderson Cancer Center in Texas, which aims to help cancer 
patients and survivors aged 15 to 25 cope with their disease by providing comprehensive support services to keep cancer from 
interfering with normal life (www.mdanderson.org); and the Dana-Farber Cancer Institute’s AYA Oncology Program, which aims 
to integrate clinical care, age-appropriate support services, and training and education with research into the biologic and 
psychosocial needs of patients aged 15 to 40 (www.dana-farber.org). While still in their early stages, these AYA programs aim to 
improve the level of age-appropriate care and the survival rates among this cohort.  

 

3.3.2 United Kingdom 
The United Kingdom boasts the most coordinated approach to AYA oncology care of anywhere in the world. The first AYA 
inpatient unit was developed in 1990, and seven further AYA units have been developed since then. A further 15 AYA units are 
currently under development. These units have been funded not by the UK National Health Service (NHS) but by the Teenage 
Cancer Trust (TCT), a national charity organisation whose priority is to build treatment centres in NHS hospitals that are 
specifically for young people with cancer. The TCT units provide the best available treatment in an age-specific environment 
where young people can meet others in a similar situation, build friendships and share mechanisms to cope with their disease. 
The staff working on these units are specifically trained to care for young people with cancer (www.teenagecancertrust.org). 
 
The United Kingdom is also leading the way in the development of regular age-based oncology conferences. The 5th 
International Conference on Teenage and Young Adult Cancer Medicine is being conducted in 2008. This conference will 
provide an opportunity for all health care professionals working in this field to come together to share information, research, ideas 
and future directions.  

 

3.3.3 New Zealand 

The care of AYA oncology patients in New Zealand is currently in transition. Based on a report developed by an AYA working 
party set up by the New Zealand Department of Health, the future care of AYA cancer patients will be managed through the 
collaboration of specialist paediatric and adult services. The primary objectives of this redevelopment of services are to maximise 
the cure rate for AYA cancer patients and minimise the psychosocial impacts on the patient and their family.  

 

3.3.4 Australia 

There is growing recognition in Australia that the specific needs of AYA cancer patients are not being met by existing services. 
This was highlighted in the Federal Government’s Senate Committee Report (2005) into cancer services in Australia through 
specific recommendations targeted at improving care for adolescent patients. Additionally, in May 2007 Cancer Australia and the 
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Clinical Oncology Society of Australia both conducted multi-disciplinary forums to look at ways to address the issues of AYA 
oncology on a national level.  

 

However, despite the increased awareness of the specific needs of the AYA group, Victoria is the only state that has a 
comprehensive service aimed at providing AYA focused treatment and care across the full 15–25 year age range. 

 

3.3.5 Victoria – onTrac@PeterMac Adolescent and Young Adult Cancer Program 

onTrac@PeterMac is Australia’s first and, currently, only dedicated AYA oncology program providing direct clinical services and 
outreach support to young people treated within adult institutions. It offers a comprehensive AYA service based in an adult 
hospital that provides direct clinical care, secondary consultation, and training for AYA patients, their families, and the health 
professionals working with them, while also conducting medical and psychosocial research projects aimed at improving AYA 
treatment and care. The service was initially developed in 2004 as a result of philanthropic seed funding from Telstra, and the 
Victorian Department of Human Services now funds it. The team comprises multi-disciplinary specialists in fields such as medical 
oncology, social work, psychology, education, palliative care and psychiatry. Each team member has specialist training or 
expertise in AYA oncology and there are plans to expand the team to incorporate paediatric oncology and medical research. 
Since its inception, the onTrac@PeterMac team has received over 400 referrals from across Victoria and, in some instances, 
interstate and overseas.  

 

3.3.6 Western Australia – Cancer Nurse Coordinator for Adolescents and Young Adults with Cancer 

The role of the Cancer Nurse Coordinator for Adolescents and Young Adults with Cancer was developed in response to Western 
Australia’s Cancer Services Improvement Framework that was published in 2005. This report made several recommendations 
aimed at improving equity of access, service and outcomes for AYA cancer patients in WA. The position is funded by and 
answerable to the Health Department of WA, through the WA Cancer and Palliative Care Network. Its remit spans all health 
services in which people up to the age of 25 are treated for cancer. The Nurse Coordinator was appointed in November 2006 
and the role comprises strategic and clinical components. The Nurse Coordinator is a key member of the Paediatric and 
Adolescent Collaborative Group, whose role is to determine the priorities and actions required for improving services and clinical 
outcomes for this patient group.  

 

For the onTrac@PeterMac Adolescent and Young Adult Program, the AYA age range is defined as 15 to 25 years. However, 
due to the nature of the developmental stage and specific cancer types, the definition must be flexible and based on clinical 
judgement. As the patterns of AYA cancer are very distinctive, any approach to the prevention and control of AYA cancers must 
be specific and targeted. Increasing recognition of the specific needs of this age group throughout the globe has resulted in age-
based programs or treatment centres being developed in the United Kingdom, the United States, New Zealand and Australia. So 
far, Victoria has the only dedicated, multi-disciplinary AYA cancer care program in Australia. 
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4. Cancer in adolescents and young adults 

 

Whereas much of the debate concerning AYA cancer has been driven from paediatric experience of cancer care, the information 
explored in this chapter is largely focused on the experience of AYA cancer treatment within Victoria’s adult cancer care system. 
It is worth noting that in Victoria 85% of 16–19 year-old cancer patients (and over 90% of 20–25 year-old patients) are treated at 
adult cancer centres. Because the overwhelming majority of Victorian AYA patients are treated in the adult system, the 
onTrac@PeterMac team has taken the view that efforts to improve AYA cancer outcomes must address issues in adult cancer 
care. 

 

4.1 Clinical epidemiology 
According to Cancer Council registry data, some 360 young Victorians aged between 15 and 30 are diagnosed with cancer each 
year. Cancer is the third most common cause of death (approximately 10% of deaths) in young people aged 12 to 24 and it is the 
leading disease-related cause of death in our community in this age group (Australian Institute of Health and Welfare (AIHW): 
Young Australians: their health and well-being, 2007). This equates to approximately 70 deaths per year in Victoria due to cancer 
and its complications in people aged12 to 24 years..  

 

The incidence of cancer in young people in Victoria has increased by 30% over the past decade. Evidence from the surveillance, 
epidemiology and end results (SEER) program in the USA indicates that major improvements are occurring in the survival rates 
of cancer patients in every age group – except the AYA cohort. The average annual improvement in survival in the USA for both 
children under 15 years and for adults over 40 years is approximately 2%. In contrast, there has been no detectable 
improvement for the AYA group whatsoever. Perhaps most worrying is the strong data indicating that AYA patients with cancer 
frequently have substantially worse outcomes than for children. 

 

The onTrac@PeterMac team undertook a systematic review of outcomes for Australian youth with cancer over the past 25 years, 
with surprising results. Using Australian Institute of Health and Welfare data recording new cancer diagnoses (between 1982 and 
2005), we conducted an examination of survival by age group, gender and cancer diagnosis, with a focus on cancers that were 
prevalent among the AYA group and children (see Table 1). The results indicated that, although the overall five-year survival rate 
was 74.5% for AYA and 70.3% for children, there were substantial differences in the cancer types between these two age 
groups.  

 

The data analysis showed marked differences between cancer subtypes – with two broad groups evident. For some cancer 
types children demonstrated a significant survival advantage over the AYA group (Table 1, Class I), whereas other cancers 
either showed no effect of age or marginally better outcomes for AYA patients than for children (Table 1, Class II).  
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Those cancers with better outcomes in children were defined as “Class I”, and they included acute lymphoblastic leukaemia 
(ALL), the Ewing family of tumours, osteosarcoma and rhabdomyosarcoma. There are clearly opportunities for research into why 
AYA patients suffer inferior survival rates from these cancer types. It is likely that the causes of poorer outcomes for AYA 
patients with cancer will be specific to each cancer type and, therefore, improving the outcomes will need to be approached in a 
disease-specific manner. Ideally, priority should be given to cancers where the inequities in outcomes are greatest and where 
overall survival is poorest. Where there is evidence that different systems have better outcomes, a clear understanding of the 
contributory factors is critical and must be based on collaboration between those systems. Adopting strategies that are already 
effective in one context is far easier than discovering new treatments or addressing fundamental aspects of cancer biology. 

 

Table 1. Australian data on cancer survival 1983–2005, by major tumour subtypes 

    Age group Numbers 5–year survival 
Class I Acute lymphoblastic leukaemia (ALL) <15 3112 79±1 
     15–30 790 45±2 
  Rhabdomyosarcoma <15 393 65±2 
     15–30 159 32±4 
  Ewing family of tumours <15 270 63±3 
     15–30 302 50±3 
  Osteosarcoma <15 220 68±3 
     15–30 381 58±3 
Class II Hodgkin’s lymphoma <15 433 95±1 
     15–30 2688 92±1 
  CNS tumours <15 1576 58±1 
     15–30 1460 61±1 
  Melanoma <15 52 90±4 
     15–30 2309 95±1 
  Sarcoma NOS <15 46 75±7 
     15–30 180 83±3 
Note: Age groups are 0–15 years and 15–30 years. In Class I cancers, the survival rates of AYA patients were significantly worse than of children. In Class II 
cancers there was less difference in the survival rates of children and AYA patients.  
CNS = central nervous system; NOS = not otherwise specified 
 

 

4.2 Public health impact 
The broader health economic and social impacts of cancer in this age group are difficult to quantify. The disability-adjusted life 
years (DALY) is a measure for the overall burden of disease that is being used increasingly in the field of public health and health 
impact assessment. It is designed to quantify the impact of premature death and disability on a population by combining them 
into a single, comparable measure. Using this measure, cancer in young people aged 15–30 accounted for 8,785 disability-
adjusted life years lost in 2003 (AIHW, Burden of Disease, 2003), which is comparable to highly publicised health burdens such 
as asthma (10,762), cardiovascular disorders (7,237), eating disorders (4,994) and suicide (14,954). Each year in Australia, a 
young person is diagnosed with cancer every six hours. 

http://en.wikipedia.org/wiki/Disease�
http://en.wikipedia.org/wiki/Public_health�
http://en.wikipedia.org/wiki/Health_Impact_Assessment�
http://en.wikipedia.org/wiki/Health_Impact_Assessment�
http://en.wikipedia.org/wiki/Death�
http://en.wikipedia.org/wiki/Disability�
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Treatment of most cancers in the AYA group is complex, prolonged and expensive both in terms of dollars and resource 
utilisation. In 2001, $28.17 million was spent on treating cancers in 15–24 year-old Australians, which equates to 1.3% of the 
$2,156 million total expenditure on cancer of (AIHW Health system expenditures on cancer and other neoplasms in Australia, 
2000–01). Notably, this is less than the proportionate community impact of cancer in this age group (1.8% of all cancer-related 
DALY), and substantially less than the expenditure on childhood cancer ($45.94M).  

 

Despite the increasing number of patients in the AYA group, public expenditure on cancer in those aged 15 to 25 
actually fell by 13% between 1993 and 2001 (AIHW, Health systems expenditure…, 2000–01). This was the only cancer 
patient age group that suffered a reduction in the level of public health expenditure. The long-term consequences for an AYA 
cancer survivor (such as loss of quality of life, productivity and fertility) represent an unquantified burden to the community. In 
2003, the number of years lived with cancer-related disability in 15–30 year-old patients was 1,622 years, which is comparable to 
diabetes mellitus (1,611 years) and road trauma (1,983). All of these factors combined indicate that AYA cancer care is currently 
under-resourced, a situation that is now being addressed through Cancer Australia and the state health services. 

 

4.3 Systems overview in Victoria 
Throughout developed nations, cancer care is usually divided into paediatric units and adult units. There is an arbitrary division of 
age ranges treated at these centres, with paediatric units treating patients routinely up to the age of 16 years of age but with an 
upper limit of around 18 years. In adult cancer care centres, the lower age range is usually 16 years of age but occasionally as 
low as 12 to 14 years.  

 

There are important differences between the paediatric and adult cancer systems. In essence, the arbitrary age limits applied to 
the paediatric and adult cancer systems have artificially divided the caseloads and clinical resources available to treat AYA 
cancer patients. This division has prevented achieving critical mass and it has impeded the development of optimal medical care 
for AYA patients. This is a significant point as gaining a critical mass of patients is central to achieving change in medical care 
because the feasibility of clinical trials, gathering of individual clinical expertise and prioritising resources are all contingent on 
arguments based on numbers and case volume (usually on an institutional basis).  

 

Some of the differences between Victoria’s paediatric and adult cancer systems are outlined below. 

 

4.3.1 Independent development of paediatric and adult cancer systems 

The paediatric and adult cancer systems have historically evolved independently of each other. In Victoria, paediatric oncologists 
are trained under the aegis of the Division of Paediatrics within the Royal Australasian College of Physicians, whereas adult 
oncologists are trained by a separate system, based on the spectrum of disease seen in a predominantly older population. There 
are currently no formal opportunities for training in AYA cancers in Australia. Moreover, in adult cancer care the disciplines of 
haematology and medical oncology are divided, whereas in paediatric oncology they have always been united. In recent 
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developments, under the auspices of Professor Susan Sawyer (Centre for Adolescent Health, Royal Children’s Hospital, 
Melbourne), the College of Physicians is offering an adolescent training module accessible to both adult and paediatric trainees. 

 

4.3.2 Differing resources  

The resources of the two systems differ substantially. In Australia in 2000, the full-time equivalent (FTE) paediatric haemato-
oncologist-to-patient ratio approximated 1:33 patients, whereas the corresponding ratio in the adult cancer system (including 
radiation oncologists, haematologic and medical oncologists) is approximately 1:185 patients (AIHW, AMWAC workforce data). 
These differing resource allocations are also evident in other areas of cancer care. For example, the Royal Children’s Hospital 
(RCH) Education Institute, the sole provider of educational support to ill children and young people in Victoria, currently provides 
4.8 staff members to support school-age children with cancer who are registered with the RCH. By contrast, there is no formal 
educational support available for the 85% of school-age patients over the age of 16 who receive cancer care at non-paediatric 
institutions. Although this situation is being addressed with the appointment of a 0.6 FTE educational advisor to the 
onTrac@PeterMac program, the inequities remain.  

 

4.3.3 Terms of reference 

The terms of reference for paediatric and adult cancer care are very important concepts that affect clinical structures. In both 
cases, care is institutionally focused, although formal co-operative arrangements that enable multi-institutional studies and 
common protocols do exist. By definition, paediatric cancer care is age-centred, and the introduction of sub-specialisation by 
cancer type has been slow to develop because paediatric caseloads and staff resources have prevented the development of 
disease-focused, multi-disciplinary care structures. In adult cancer centres, the development of specialised, disease-focused, 
multi-disciplinary clinics has become best practice. The most effective way of improving outcomes for AYA cancer patients would 
be to develop structures that specialise in AYA care and include specific expertise in cancer subtypes.  

 

4.3.4 Patterns of referral  

It is almost universally accepted that paediatric cancers should be treated at centres of expertise. By contrast, there are often 
marked differences in opinion as to the optimal lines of referral for cancers in the less centralised adult cancer care community. 
Moreover, there is no mechanism for mandating lines of referral, so that any changes in patterns of referral for AYA patients 
must be achieved by consensus. The ad hoc nature of referrals for this age group is not exclusive to Australia. Albritton and 
Bleyer (2003) report that the referral of AYA patients in the USA is haphazard and dependent on the judgement of the referring 
clinician.  

 

4.3.5 Number of hospitals and locations of care  

The number of hospitals and the location of care differ substantially between the paediatric and adult sectors. In Victoria, 67 adult 
institutions reported new AYA cancer diagnoses to the Cancer Council in 2003 (see Table 2). By contrast, the vast majority of 
paediatric cancer patients are treated at one of two centres – either the RCH or Monash Medical Centre. This means the 
caseload per adult institution is considerably diluted compared with paediatric care.  



16 

AYA Best Practice Framework 

 

Table 2: Annual numbers of AYA patients (15–30 years) with cancer seen at acute health care institutions in 1999–2003: Cancer 
Council Victoria data. 

Caseload Institutions 

Major caseload: > 35 cases  Peter MacCallum Cancer Centre (73) 

Major oncology units: 10–35 cases  Royal Children’s Hospital (10) 
Royal Melbourne Hospital (23) 
St Vincent’s Hospital (16) 
Monash Medical Centre (28) 
Alfred Hospital (31) 
Austin and Repatriation Medical Centre (21) 
Box Hill (24) 
Western Hospital (12) 

Major private institutions: 10–35 cases  
 

Cabrini (12) 
Freemasons (10) 

Intermediate caseload: 5–10 cases  Northern (6) 
Frankston (8) 
Warringal Private Hospital (5) 
Royal Women’s Hospital (6) 
Mercy Private Hospital (6) 
Ballarat (6) 
St Vincent’s Private Hospital (7) 

Minor caseload: <5 cases  49 hospitals reported a caseload of three or fewer AYA patients 

 
4.3.6 Clinical trials 

Clinical trials infrastructure in the paediatric and adult cancer systems differ substantially and are not integrated. In Victoria, a 
study investigating the participation of the AYA age group in clinical trials indicated that just 8% of 16–19 year olds and 4% of 
20–24 year olds participated in clinical trials between 1992 and 1996. This is in stark contrast with the 40% of children under the 
age of 15 years who were enrolled in clinical trials (Mitchell et al, 2004). The lack of AYA patients involved in clinical trials is  
concerning because a recent study revealed that patients treated on clinical trials (for common AYA cancers, such as leukaemia, 
lymphoma and sarcomas) have higher survival rates than those not enrolled (Bleyer, Budd & Montello, 2005).  

 

4.3.7 Volume, type, and curability of cancers 

The volume, type and curability of cancers differ substantially in paediatric and adult cancer care. This important subject is 
discussed in more detail below. 
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4.4 Cancer subtypes that affect adolescents and young adults 
Cancer incidence in this age group has increased by approximately 30% over the past 10 years and there has been a steady 
improvement in the survival rate for cancers overall. But it is important to appreciate that cancer is not one disease. Any 
strategies that aim to improve cancer-specific survival in this age group must necessarily focus on specific cancer subtypes, 
since the treatments that are optimal for one cancer will not be optimal in other cancers. Moreover, the outcomes differ markedly 
by cancer type, with some cancers clearly having much better outcomes than others. The most common cancer types affecting 
young adults in Victoria are presented in Figure 1.  

 
Figure 1. Distribution of cancers in 366 patients aged 15–30 years registered to the Cancer Council in Victoria during 2003  
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Note: Adult epithelal cancers comprise breast, bowel, thyroid, kidney, ovary and other digestive tract cancers; NHL is non-Hodgkin’s lymphoma. 

 

The following summary of cancer types is not intended to be a complete guide, but rather to give an impression of some of the 
key factors relevant to survival outcomes. The figures presented are based on crude data derived from the Cancer Council 
Victoria cancer registry. The survival data presented is an aggregate for the period 1982–2005.  

 

4.4.1 Melanoma 

Melanoma is the most common cancer diagnosis among AYA cancer patients in Victoria, affecting approximately 100 Victorians 
aged between 15 and 30 each year. Approximately 5% of melanoma occurs in this 15–30 age group. Interestingly, the incidence 
of melanoma in young people declined by 23% in males and 14% in females over a five year period between 1993–1997 and 
1998–2002 (AIHW: Young Australians: their health and well-being, 2007). This decline is potentially attributable to greater 
awareness in the community about the risks involved in sun exposure. The crude five-year survival rate for Victorian AYA 
patients with melanoma is 95%, which suggests that current treatment for melanoma in this cohort is extremely effective. 
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Survival outcomes for Victorian AYA patients are marginally better than for children (90%) and comparable to adult patients. The 
majority of melanomas are presented at an early stage and curative therapy involves surgical excision with appropriate margins. 
However, it is estimated that only 50% of young people will present to general practitioners for melanoma screening (AIHW: 
Young Australians: their health and well-being, 2007). Surgery may be performed as a day procedure or even in appropriately 
resourced general practice clinics. In early stage disease, there are no systemic therapies required for most patients and 
radiotherapy is rarely used. For patients with node-positive disease, high dose adjuvant interferon may have benefit, with high 
morbidity. For AYA patients who present with advanced melanoma (approximately five cases in Victoria each year), there are no 
effective systemic therapies, hence the need for clinical research in this area. AYA melanoma patients comprise a small subset 
of the population studied in clinical research. Fertility is rarely affected by melanoma or its treatment. 

 

4.4.2 Testicular cancer 

Testicular cancer is diagnosed in approximately 60 young Victorians each year, and around 35% of the testicular cancers 
diagnosed in Victoria occur in the 15–30 age group. The five-year survival from testicular cancer in Victoria for this age group is 
94%, and these outcomes are comparable for all age groups. Treatment for testicular cancer requires a multi-disciplinary 
approach that often combines surgery with chemotherapy or radiotherapy. Chemotherapy is moderately intense and is given 
over a 3 to 4 month period. Treatment is based on excellent evidence from clinical research that included AYA patients. There is 
evidence that caseload affects survival, as patients with germ cell tumours who were initially treated at community centres 
suffered death rates that were 50% higher than those initially treated at comprehensive cancer centres (Davis, 1987). In the 
United States, the three-year survival rate of patients with germ cell tumours and minimal/moderate disease who were treated at 
New York’s Memorial Sloan-Kettering Cancer Center was 94%, as against 73% in patients identified from SEER registries 
(Feuer, 1994). Among patients with advanced testicular cancer, cure rates remain very high but surgical expertise is required for 
optimal outcomes. (The relationship between caseload volume and outcomes is a complex issue that is addressed in more detail 
below.) 

 

4.4.3 Hodgkin’s lymphoma 

Hodgkin’s lymphoma affects approximately 40 young Victorians each year, and 33% of Hodgkin’s lymphoma affects the 15–30 
age group. The five-year survival rate for this group is 92%. Outcomes for AYA patients are comparable to older and younger 
Victorians. Treatment involves systemic chemotherapy, with or without radiotherapy, and is given over a 3 to 4 month period. 
Treatment is based on excellent evidence, which has excellent representation of AYA patients. The incidence of infertility 
following treatment for Hodgkin’s lymphoma is low with first line therapy, provided that reproductive organs are not exposed to 
radiotherapy. However, second line treatment (bone marrow transplantation/ use of alkylator agents/ dose intensification) is 
associated with high risk of infertility (Seymour, 2001; Stern, 2006). 

 

4.4.4 Adult-type epithelial cancers 

Adult-type epithelial cancers (the majority comprising colorectal cancer and breast cancer) affect approximately 40 Victorians 
aged between 15 and 30 each year. The vast majority of these cancers occur in older patients, with the 15–30 age group 
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suffering less than 0.5% of all breast and colorectal cancer in Victoria. The five-year survival rate for Victorian AYA patients with 
breast cancer is 74%, and for colorectal cancer 68%. There is no evidence that AYA patients fare worse with these cancers, but 
there is substantial evidence that AYA patients with both breast and colorectal cancers have a 10–fold chance of having an 
inherited familial cancer risk. The implications of inherited cancer risk in this age group are both significant and poorly 
understood. This important topic is discussed below. Treatment for both cancers involves multi-disciplinary care, involving 
surgery, chemotherapy and radiotherapy. There is excellent evidence available for treatment guidelines, and reasonable 
evidence that caseload affects surgical outcomes for these cancers (Sainsbury et al, 1995). However, research focusing on AYA 
patients with these cancers is lacking, and we currently assume that the findings of studies predominantly involving older patients 
are applicable to younger patients. Unless radiotherapy is used to the reproductive organs, the risk of infertility is low. 

 

4.4.5 Thyroid cancer 

Thyroid cancer affects approximately 30 young Victorians each year, about three-quarters of them female. The AYA cohort 
comprises 10% of all thyroid cancers in the state. The crude five-year survival rate for AYA patients with thyroid cancers is 98%. 
Treatment for the great majority of thyroid cancers involves surgical resection, and there is evidence that the success of this 
procedure is related to caseload (Sosa et al, 1998). Systemic chemotherapy is rarely used for treating thyroid cancer, although 
radio-iodine treatment is effective in well-differentiated tumours or those with nodal involvement or metastases. Infertility is not a 
significant clinical issue. 

 

4.4.6 Brain tumours 

Brain tumours affect approximately 20 young people each year in Victoria, which equates to 5% of all those diagnosed. The five-
year survival rate from brain tumours in young people is 61% – comparable to the outcomes for children. The spectrum of brain 
tumours seen in AYA patients differs from that seen in children. Treatment in adult patients is primarily surgical with adjuvant 
radiotherapy. While research into the treatment of brain tumours exists, AYA patients constitute a small subgroup of those 
studied. Chemotherapy is sometimes used but is generally ineffective. There is evidence that caseload affects outcomes for 
brain tumours (Barker et al, 2005). Infertility may occur as a result of damage to the hypothalamic-pituitary-gonadal axis, 
secondary to direct tumour involvement, surgery or radiotherapy. 

 

4.4.7 Leukaemias 

Leukaemias affect approximately 20 AYA patients each year in Victoria, and this group comprises around 3% of all leukaemia 
sufferers in the state. The majority of leukaemias in children are acute lymphoblastic leukaemia (ALL), whereas the main 
leukaemias affecting AYA patients are acute myeloid and lymphoblastic leukaemias. The overall five-year survival rate for 
Victorian AYA patients with leukaemias is 46%, which contrasts with 76% in children. Treatment for acute leukaemias (usually 
lymphoid) involves prolonged (up to 2 years) intensive chemotherapy, along with radiotherapy in some circumstances. Where 
leukaemias relapse, or in high-risk cases in first remission, allogeneic bone marrow transplantation is used. Research has been 
conducted in both adult and paediatric patients using surprisingly different underlying approaches.  
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While acknowledging that other factors have an impact, the evidence suggests that paediatric treatment protocols for ALL have 
better outcomes than adult-derived protocols (Boissel et al, 2003). There is also evidence that the biology of ALL becomes more 
aggressive in older patients – and the cytogenetic profile is also negatively affected by age (e.g. the incidence of Philadelphia 
chromosome positive disease increases with age, and this leads to adverse outcomes). Caseload may also be important in 
outcomes. Leukaemic patients undergoing myeloablative chemotherapy and allogeneic bone marrow transplantation at centres 
with fewer than five patients per year had higher rates of mortality and treatment failures. The two-year survival rate of these 
patients was 10% lower than those who were treated at centres with 40 or more cases per year (Horowitz, 1992). Infertility is 
unusual in such cases (less than 20% in females), unless the patient receives radiotherapy to the gonads or in the context of 
bone marrow transplantation. 

 

4.4.8 Sarcomas 

Approximately 20 new cases of sarcoma are diagnosed in AYA patients each year in Victoria, and this age group comprises 10% 
of all sarcoma cases in the state. About half of sarcomas seen in AYA patients are osteosarcomas or Ewing’s sarcomas, with the 
remainder being soft-tissue sarcomas, including rhabdomyosarcoma. These cancers have extremely diverse pathologic profiles 
(with more than 70 subtypes, each with differing therapeutic and prognostic implications), and they require expert pathologic and 
molecular support. The sarcoma types seen in children differ from those in AYA patients, and those seen in AYA patients  differ 
from those in older adults. The five-year survival rate for Victorian AYA patients with osteosarcoma is 58% (compared with 68% 
for children), Ewing’s sarcoma 50% (63% for children), rhabdomyosarcoma 32% (65% for children), and the remaining sarcomas 
83% (75% for children). Treatment for osteosarcoma, Ewing’s sarcoma and rhabdomyosarcoma is complex and multi-
disciplinary, requiring skilled surgical, medical oncology and radiation oncology expertise. Chemotherapy is both intense and 
prolonged (up to 12 months), and the long-term effects of surgical intervention may entail lifelong illness and late radiation 
effects. There is a substantial but poorly quantified genetic component to these cancers, exemplified by the Li-Fraumeni 
syndrome (LFS). LFS is a cancer syndrome caused by inherited mutations in p53, a major tumour suppressor gene. Individuals 
with mutations in p53 are at increased risk of a range of cancers, including sarcomas. Unlike with BRCA1/2 mutation carriers, 
there is little evidence that intervention based on an awareness of carrier status will improve outcomes for an affected individual. 
This raises both ethical and scientific questions regarding the role of mutation testing. There is evidence that caseload affects 
outcomes. In bone cancers, the incidence of amputation has consistently been lower in centres specialising in management of 
osteosarcoma than in multi-institutional studies (10–20% versus 57–65%) (Bacci, 2004). Soft-tissue sarcomas performed at high-
volume centres have better survival rates and lower amputation rates (Gutierrez et al 2007). Fertility is frequently affected in 
males, owing to the high doses of alkylator agents used to treat most sarcomas. The incidence of immediate premature ovarian 
failure is surprisingly low in females, although this is not well studied. The incidence of premature ovarian failure (at 25 years of 
age) may be as high as 40% in young women who survive more than five years and who have regular menses at 21 years of 
age (Byrne, 1992). Pelvic irradiation is almost certainly sterilising. 

 

4.4.9 Other cancer types 

These eight cancer types account for over 80% of cancers in the 15–30 year age group in Victoria. The remaining 20% consist of 
a wide range of cancer types that are more commonly seen in older patients, including renal cancer, cervical cancer, lung 
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cancer, liver cancer, and other very rare neoplasms. The spread of cancer types seen in the AYA group means that any 
recommendations regarding referral lines or treatment location will depend on the disease-specific characteristics of each 
cancer.  

 

4.4 Referrals to the onTrac@PeterMac program 

In practice, the cancer types seen in patients treated by the onTrac@PeterMac program have not corresponded to the incidence 
patterns of AYA cancer patients across the state. Instead, the cancer types seen in AYA patients at onTrac@PeterMac tend to 
reflect those of the broader patient population at Peter MacCallum Cancer Centre or other major cancer centres. Patterns of 
referral have resulted in the Peter Mac patient population being disproportionately represented by cancer types that are: (i) highly 
lethal, (ii) rare, (iii) require multi-disciplinary or specialised care, and (iv) for which clinical trials represent important therapeutic 
options. Virtually no early stage melanoma patients and few thyroid cancer patients are referred to Peter Mac. However, young 
sarcoma patients, relapsed or high-risk haematologic malignancies, and metastatic melanoma and other solid cancers may be 
over-represented in the Peter Mac patient population. Thus, it is likely that the more high risk the cancer diagnosis, the more 
likely the patient is to be seen at institutions with a significant AYA caseload (see Table 2). 
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5. Development issues faced by AYA cancer patients 

 
Working with AYA cancer patients requires a detailed understanding of the rapid change that is occurring in the physical, 
cognitive, psychological, social and existential make-up of adolescents and young adults. It is imperative to recognise that such 
development must continue despite the diagnosis of a life-threatening illness. Therefore, the needs of young cancer patients 
must be considered in the context of normal development (Mulhall et al, 2004; Ellis, 1991). It is not enough to just get the young 
patient through their treatment. Multi-disciplinary teams must be used to help young AYA cancer patients grow into “functional” 
adults within society (Ritchie, 2001). Appropriate care needs to come from an understanding of how cancer diagnosis and 
treatment may affect a young person’s identity, self-esteem, body image, life perspectives, future prospects, distress levels, peer 
relationships, family dynamics and communication needs (Adolescent and Young Adult Oncology Progress Review Group, 
2006).  

 

5.1 Adolescent and young adult development 
The adolescent and young adult stage of life is complex. Changes occurring during this life stage cover every realm of human 
functioning. During this stage of life, most people are focused on developing the skills that will enable them to successfully 
traverse the road to adulthood and beyond. AYA cancer patients, unlike their adult counterparts, do not have a fully developed 
set of personal skills, resources and networks that are readily available to support them throughout their cancer journey.  

 

5.1.1 Physical changes 

We all experience a physical transformation during adolescence and young adulthood, due to the complex influence of 
hormones. These influences result in a number of changes, which can be confusing, confronting and destabilising. The influence 
of hormones also creates a changing physical environment that is significantly different from that of children or adults who are 
diagnosed with cancer. These physical changes have a profound effect on an AYA patient because they influence their own self 
image, how other people respond to them and how their body responds to treatment. 

 

Puberty marks the beginning of the AYA period and it is “one of the most profound biological and social transitions in the 
lifespan” (Susman & Rogol, 2004, p. 15). Body image is central to the world of the developing young person. This has 
implications for how AYA cancer patients respond to a diagnosis that is usually accompanied by a number of serious physical 
side-effects. Further, puberty triggers a significant increase in sex hormones. While these hormones are responsible for the 
physical changes to sex organs, they also cause increased sexual arousal and desire in both females and males (Geldard & 
Geldard, 1999). These sexual changes generally create a high level of self-consciousness and often correspond with further 
separation from parents and a desire for greater privacy. These physical and emotional changes also have direct implications on 
the clinical care of people in this age group and add to the complexities of working with them. The issue of sexual development 
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ought to be an essential part of multi-disciplinary care of young cancer patients, and AYA patients should be given the 
opportunity to openly discuss their concerns about their own sexual development. 

 

A common hallmark of the AYA stage is the “growth spurt”. This involves a sudden or significant increase in height, weight, size, 
strength, and/or stature. However, while a young adult may begin to look like an adult, this rapid change can lead to feelings of 
awkwardness as the young person attempts to come to terms with their changing shape and stature. There is a danger that 
those working with AYA patients may expect that, given the patient’s adult-like appearance, they should also behave like an 
adult. In many instances these expectations are unreasonable – and they can cause distress and resentment in the patient.  

 

These physical changes present the young person with a multitude of personal and social challenges. High levels of self-
consciousness, low self-esteem, fragile confidence and a desire to be in control are all strongly related to the physical changes 
that are occurring during this life period. 

 

5.1.2 Cognitive changes 

Although cognitive maturation is less apparent to observers, the growth in mental ability that occurs during the AYA stage is just 
as important as the physical development (Learner & Jovanovic, 1999; Kwon & Lawson, 2000; Overton, Steidl, Rosenstein & 
Horowitz, 1999). It is during this period that young people expand their conceptual worlds, develop new cognitive capabilities and 
begin to question the beliefs of their elders. For the first time the young person is able to think in abstract ways and to examine 
their own thinking (Ebata, Petersen & Conger, 1990; Elkind, 1984; Piaget, 1954, 1965). These developing abilities require 
considerable adjustment and they have implications for a wide range of behaviours and attitudes (Ingersoll, 1992). However, like 
any tool, these newly developed skills of formal operational thought may be used in some situations and not in others. Therefore, 
although the majority of older adolescents and young adults are capable of formal operational thought, they are unlikely to be 
applying their new skills in a consistent way (Watkins & Williams, 1992). Those who have developed formal operational thought 
processes and advanced cognitive abilities are often oriented to the present (Sawyer & Aroni, 2005). This is part of the cognitive 
development of the AYA stage and can help to explain the seemingly inconsistent thoughts and behaviours seen in this age 
group. Further, when newly developed skills are placed under stress, such as during a cancer diagnosis, young people often 
revert to previously acquired skills that have stronger foundations. This is often referred to as “regression” and it may affect the 
patient’s capacity for insight or abstract thinking. These responses must be understood from a developmental perspective if they 
are to be managed appropriately.  

 

The development of formal operational thought provides the means for young people to conceptualise the thoughts of other 
people. This newly developed intellectual ability is central to the well-known trait of egocentrism among the AYA age group 
(Elkind, 1967; Erikson, 1968). A common consequence is that young people often become distressed about future social 
situations in which they will find themselves, and how people will respond to them and their altered physical state (particularly 
hair loss). 
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Another consequence of egocentrism is the adolescent belief that they are both unique and invulnerable (Elkind, 1994). They 
may feel both invincible and all-powerful and this belief can have serious consequences for their behaviour. While this is 
concerning for the adults involved in their care, such behaviours are a natural part of the process of becoming a separate and 
unique individual as the adolescent moves towards adulthood (Geldard & Geldard, 1999). However, when this trait of invincibility 
is combined with a cancer diagnosis, it can lead to difficulties in adhering to a treatment program. 

 

5.1.3 Psychological changes 

The primary psychological goal of the AYA phase of life is to move from the dependent world of the child to the independent 
world of the adult. It is a time of newly developed needs for privacy, autonomy, independence and peer interaction (Kroger, 1996; 
Erikson, 1968). During this period young people learn that childish behaviour and thinking are no longer appropriate, yet they are 
not yet fully equipped to manage their new bodies, new thoughts, new emotions, new impulses and new desires. The confusion 
that arises from not being fully independent but also not being completely dependent (as in childhood), can create much inner 
conflict. While this inner conflict is essential to psychological development during this life stage, it is also associated with a 
number of challenges (Erikson, 1980, 1968, 1950).  

 

Central to the process of becoming an independent human being, and moving towards the adult world, is the formation of a 
personal identity, also known as “self-concept”. Highlighted by theorists such as Erikson (1980, 1968, 1950) and Loevinger 
(1976), our personal identity is a means by which we differentiate ourselves from others. The process of establishing a personal 
identity may be accompanied by a period of intense emotional upheaval, which Erikson defines as the “identity crisis”. In this 
instance, “crisis” refers to a temporary period of heightened self-consciousness and self-focusing as the young person 
experiments with a variety of alternatives before settling on a set of goals and values (Erikson, 1968). Young people often spend 
several years evaluating and experimenting with different roles and ideologies. They consider various career possibilities, they 
enter into friendships and intimate relationships with different people, and they weigh-up the merits of diverse social, political, 
economic and religious points of view.  

 

Young people inherently struggle with developing their sense of self; it is what they have been programmed to do. As part of this 
group, AYA patients require opportunities to be as “normal” as possible. This includes the prospect of interacting with their peers, 
continuing with education and training, separating from their parents, and exploring their sexuality. If these opportunities are 
denied to the young person, it is almost inconceivable that they will develop a healthy and meaningful self-concept. In fact, in the 
absence of these developmental stimuli, the “sick role” can often become central to the identity of the AYA patient. In these 
circumstances, the illness becomes the only thing that they use to define themselves. This is a significant concern as the self-
concept developed during the AYA years gives a foundation for life. Research shows that a young person’s developing sense of 
self can be altered or harmed by a cancer experience (Woodgate & McClement, 1997).  
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5.1.4 Social changes 

According to Havighurst, the development of emotional maturity, social skills and personal relationships are a central part of 
adolescence (Havighurst, 1972). Table 3 is a summary of Havighurst’s developmental tasks and it includes significant AYA 
challenges, such as emerging sexuality, separation from parents, career preparation, peer group relations and body image. As 
part of the challenge, a process of increased socialisation and societal integration occurs throughout this developmental period.  

 
Table 3. Havighurst’s developmental tasks of adolescence 

Task Description 

Achieving new and more mature relations with 
age-mates of both sexes. 

Learning to relate to others as equals and relinquishing childish dependence 
or arbitrary dominance of others.  

Accepting one’s physique and using the body 
effectively. 

Becoming proud of one’s body and learning to use it effectively and with 
personal satisfaction. 

Achieving emotional independence from 
parents and other adults. 

Becoming free of previous dependence on parents. Adults who have failed in 
this task are dependent people who are unable to make up their minds on 
important matters because they are still children emotionally. 

Preparing for marriage and family life. Developing an understanding of the meaning and operation of long-term 
relationships.  

Preparing for an economic career. Planning and working towards becoming financially independent. This 
includes the completion of schooling and further education or embarking on 
a career. 

Acquiring a set of values and ethics as a guide 
to behaviour. 

This involves developing a set of concrete rules to guide behaviours as well 
as the decision-making skills to use in more ambiguous situations.  

Desiring and achieving socially responsible 
behaviour. 

Participating in the community as a responsible adult by taking into account 
the values of society.  

 Adapted from: R.J. Havighurst. (1972). Development tasks and education. New York: David McKay.  

 

Preparing for a career is a significant part of adolescence. A cancer diagnosis during the AYA period can place career 
restrictions on young people as many patients experience disrupted education. Unlike adult patients, AYA cancer patients are at 
the early stages of career planning and a cancer diagnosis often has serious implications for their future plans. 

 

Young people who have been working towards separating themselves from their parents are often ambivalent about the role of 
the parent in their cancer care. While this situation is difficult to manage in a clinical setting, it requires open and continuous 
communication with the young person about their needs. Parents may also need assistance in allowing their child the 
independence they are seeking, particularly when they are stressed about decision-making and treatment (Joint Working Party 
on Palliative Care for Adolescents and Young Adults, 2001; Whyte & Smith, 1997). 

 
5.1.5 Existential changes 

It is during the AYA stage that humans first begin to question the meaning of life (Manaster, 1977). This search for meaning 
involves grappling with the notions of isolation, morality, love, alienation, mortality, and taking responsibility for one’s decisions 
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(Jaffe, 1998; Manaster, 1977). As an individual moves through the AYA period, their world broadens and they are exposed to 
new and more varied viewpoints. Adolescents also develop the capacity to look within themselves, to examine their thoughts and 
feelings (Geldard & Geldard, 1999). This process can often involve religion and spirituality. The search for meaning can be 
accompanied by feelings of confusion and vulnerability as young people look for answers to the “Big Questions” – questions 
such as why things exist, how events occur as they do, and what is the nature of their own mortality. 

 

These developing existential beliefs have a direct impact upon how the young person makes sense of their experience and 
further separate them from the child they once were. However, like the other changes occurring at this stage, these new skills 
are unstable at best and are often significantly challenged by a cancer diagnosis. If this is occurring in contrast with the 
existential beliefs of the parents and other family members, it can create a great deal of conflict for the family unit. Young people 
facing the prospect of their own death need opportunities to explore their feelings without fear of upsetting other members of their 
family (Joint Working Party on Palliative Care for Adolescents and Young Adults, 2001). 

 

5.2 The impact of development on cancer care 

With the multitude of changes and challenges occurring in the life of the “normal” adolescent and young adult, young people are 
often susceptible to added pressures or stresses (Coleman & Hendry, 1990; Hendren, 1990). While a cancer diagnosis is 
inherently difficult to manage at any life stage, the uncertainty, self-consciousness, emotional reactivity and still developing 
cognitive abilities of the young person, combined with their increased exposure to risky situations, make diagnosis particularly 
difficult during this life stage (see Figure 2). For this reason, the provision of care for AYA cancer patients must incorporate the 
specific developmental needs of this age group. 

 

Although a cancer diagnosis is inevitably going to have an impact on the developing young person, the provision of appropriate 
care and support services can also determine how capable the young person is of coping with the experience (Albritton & Bleyer, 
2003). Care provided during this time must be based on individual care plans that recognise individual diagnoses and 
circumstances. They must also be flexible and adaptable as the patient moves through different stages. Working with young 
cancer patients necessitates focusing on how normative developmental tasks can be attained while minimising psychological 
distress (Eiser et al, 2000). Ultimately, the goal of multi-disciplinary care for the AYA patient is to get the young patient to survive 
with the best medical care possible, while incorporating psychosocial and supportive care to maximise the physical, cognitive, 
psychological, social and existential functioning into adulthood. Thus, when working with these patients and attempting to 
improve the systems of service delivery available to them, clinicians must be ever mindful of the implications the illness has for 
the AYA patient’s current and future development. It is also essential that any care provided to the patient is multi-dimensional 
and incorporates the needs of their family. Familial issues – such as difficulties with work, increased costs due to travel, living 
away from home, increased family stress, caring for other siblings, and anxiety and depression in other family members – must 
be addressed (National Institute for Health and Clinical Excellence, 2005).  
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Figure 2. Implications of AYA developmental stage on a cancer experience 
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is likely to cause greater complications during this life stage and lead to developmental difficulties. However, by recognising the 
added pressures and challenges facing the young cancer patient, clinicians will become better equipped to support their AYA 
patients into survivorship and healthy adulthood. 
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6. Current issues in AYA cancer care 

 
 
Current issues affecting the diagnosis, treatment and care of AYA cancer patients occur at every stage of the care pathway. In 
addition to the resourcing and referral issues that have already been highlighted in this document, other issues include a lack of 
understanding of biological differences of the AYA age group, delayed diagnoses, limited access to clinical trials, unmet 
psychosocial needs, limited age-based research and treatment protocols, and the absence of education and training programs 
for AYA oncology. These issues are currently preventing the provision of best-practice care to AYA cancer patients and may be 
contributing to the disappointing improvements in survival. If we are to improve the outcomes for AYA cancer patients in Victoria, 
we must address these issues across the realms of biology, clinical care, cancer systems and research. 

 

6.1 Biological issues 
A lack of research into the distinctive biological characteristics of the AYA age group means that current treatment protocols for 
AYA cancer patients are largely based on protocols that were developed for either adult or paediatric patients.  

 

Adolescence and young adulthood is a period of enormous physical change. Such changes are thought to affect the patterns of 
malignancy in this age group, their pathological behaviour, the patient’s response to treatment and eventual outcomes (National 
Institute for Health and Clinical Excellence, 2005; Report of the Adolescent and Young Adult Oncology Progress Review Group, 
2006). Age-specific research is required in order to fully understand these influences and develop treatment protocols that take 
such physical changes into account. Limited age-specific research and a tendency to group this cohort with either the paediatric 
or adult populations has resulted in a lack of clean and clear evidence about what is happening for this population and why. 
Below is a summary of some of the differences in AYA biology that are not currently incorporated in treatment of this age group. 

 

6.1.1 Inherited predisposition to cancer 

There is substantial evidence that cancers in this age group are associated with inherited genetic risk. Age of onset constitutes 
evidence of familial risk for breast cancer and colorectal cancers. Sarcomas are over-represented in familial cancers seen in 
paediatric populations, although there is not sufficient research in AYA populations. Inherited cancer risk may have an impact on 
the risk of second cancers, risk to family members, and fertility. 

 

6.1.2 Differences in cancer biology 

There is evidence that similar cancer types have different biology. For example, the Philadelphia chromosome (Ph+) carries a 
profoundly adverse prognostic significance in ALL. The incidence of Ph+ ALL increases with age, from under 10% in children to 
over 30% in older adults (McManus, 1996). Rhabdomyosarcoma in children tends to be embryonal in subtype, whereas in adults 
the alveolar subtype is more common. Alveolar morphology carries adverse prognostic significance, regardless of age. 
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6.1.3 Differences in pharmacology and drug metabolism 

For certain cancer types, most of the evidence is derived from older (eg for breast, colorectal cancers) or younger (eg for 
rhabdomyosarcoma) populations. It is assumed that the pharmacology of treatment in AYA patients is comparable to those in 
which research has been conducted, but this is not proven. Substantial physiologic changes occur at puberty which affect body 
size (and therefore the relationship to body surface area, which is frequently used in chemotherapy dosing), body composition 
and perhaps drug metabolism. Consistent with this, there are also gender-related differences in survival rates for several cancers 
in AYA patients (including Hodgkin’s disease, osteosarcoma, Ewing’s sarcoma, melanoma). 

 

6.2 Clinical issues 
6.2.1 Delayed diagnosis 

Anecdotal evidence from clinical work and focus groups conducted by the onTrac@PeterMac team, as well as patient interviews 
and literature (Albritton & Bleyer, 2003), consistently indicates that delays in diagnosis are common among the AYA group. Such 
delays are a key concern for many patients and their families because it hampers effective treatment and affects survival rates 
(National Institute for Health and Clinical Excellence, 2005). The causes of these delays are thought to be twofold. Firstly, the 
AYA age group is known for its sense of invincibility and invulnerability to serious illness. This inherent belief is evident in the 
AYA group’s low levels of interaction with primary health care providers. For example, screening rates for melanoma amongst 
12–24 year olds was 50%, while only 48% of young women aged 20–24 participated in cervical screening programs (AIHW, 
2007). Young people may be prone to downplaying their symptoms and putting off a medical consultation for as long as possible. 
The second reason for delayed diagnoses in this age group may be a low suspicion of cancer by general practitioners. Sporting 
injuries, general tiredness or growing pains are often the first line of inquiry for AYA patients and it is not uncommon to hear 
stories of young people visiting a GP many times before testing is carried out.  

 

6.2.2 Problems with inappropriate diagnostic procedures  

Because of the prevalence of benign diseases in the young, inappropriate diagnostic procedures are frequently performed which 
may affect the curability of the condition or preclude limb-sparing surgery later on. One challenge is to raise awareness of 
sarcomas in AYA patients, so that early referral is made to a radiologist and/or surgeon with expertise in sarcoma. Other 
examples include the use of appropriate biopsies and pathologic review for lymphomas. 

 

6.2.3 Pathologic classification and misclassification 

Diagnosis of rare cancers presents challenges for routine pathology. The misclassification rate for sarcomas is as high as 27% 
(Presant, 1986). Similar issues arise for diagnosis of haematologic malignancies, which should be performed in centres with 
molecular testing resources to make definitive diagnoses. There is a need for sub-specialised expertise in rare cancer types and 
for specific molecular pathology to corroborate pathologic diagnosis in these rare cancers. However, current barriers to achieving 
this include (i) a lack of funding for molecular pathology, (ii) few accredited laboratories, and (iii) the lack of a coordinated 
approach to such services in Victoria. 
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6.2.4 Drug use 

The use of recreational drugs presents an important and under-recognised issue in AYA cancer care. Young people between 20 
and 29 years record the highest use of illicit drugs in the community and those between 14 and 19 the second highest (See 
Table 4). In addition to illicit drug use, young people are at a high risk of alcohol abuse (in the form of binge drinking) and of 
cigarette smoking. Identifying illicit drug use is of particular importance given that drug use may directly impair the well-being of 
young people, regardless of a cancer diagnosis. For example, cannabis use is associated with a higher incidence of psychotic 
disorders, a moderate risk for depression and anxiety, and impaired cognitive and psychomotor functioning. Furthermore, for 
young AYA cancer patients who are dependent on cannabis or other drugs of addiction, spending a large amount of time as an 
inpatient may cause problems associated with drug withdrawal. Drug use may reduce adherence to treatment or it may directly 
increase sensitivity to medications. For example, opiate doses for pain control may require adjustment where there is a history of 
prolonged recreational use of medications affecting sensitivity levels. The use of recreational drugs (particularly injected heroin, 
amphetamines, cocaine or ecstasy) is also associated with an increased risk of blood-borne infectious illness such as Hepatitis C 
(HCV), Hepatitis B (HBV) and HIV. There is evidence that immunosuppression associated with cancer or the intensive use of 
chemotherapy may result in re-activation of these illnesses. Consideration should be given to routine screening for HCV and 
HBV where patients are undergoing intensive treatment, such as for haemopoietic malignancies. 

 

Table 4. Illicit drug use in young people in Australia 
 Lifetime Past Year 
 14 to 19 20 to 29 40 + 14 to 19 20 to 29 40 + 

Cannabis 25.5 54.5 3.6 17.9 26 0.4 
Methamphetamine / Amphetamine 6.6 21.1 3.6 4.4 10.7 0.4 
Ecstasy 6.2 22 1.5 4.3 12 0.3 
Hallucinogen 3 14.2 4.4 1.5 2.3 0.1 
Cocaine 1.9 8.9 2.6 1 3 0.2 
Heroin 0.7 2.3 1 0.2 0.5 0 
Age groups are in years, and data are % of young people sampled in “Illicit drug use in Australia: Epidemiology, use patterns and associated harm”. 
 

6.2.5 Fertility  

The use of chemotherapy and radiotherapy may affect a young person’s fertility. At all ages, the incidence of female infertility 
following radiotherapy with more than 10Gy to the pelvis is over 90%, and in males dosed to 24Gy the incidence of infertility is 
75%. The incidence of infertility following chemotherapy varies by regimen and may differ between males and females. 
Treatment with alkylating agents carries the highest risk of infertility, but some agents seem to carry very little increased risk of 
infertility. The risk of infertility increases with age for females, and may be quite low in adolescent or young adult women. 
Cumulative doses of cyclophosphamide that induce ovarian failure in all women over 35–40 years of age have repeatedly been 
shown to have little impact on women under 35 years old (Dnistrian, 1983). Other studies in young women with Hodgkin’s 
disease report a higher risk of ovarian failure. For males, cumulative doses of cyclophosphamide over 7.5g/m2 have been 
reported to produce prolonged azoospermia in 53% to 90% of patients (Pryzant, 1993). 
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In males, sperm donation is a highly effective method of preserving fertility. Currently, there are no proven methods of protecting 
ovarian function from the effects of chemotherapy or radiotherapy, other than to surgically remove the ovaries from the irradiated 
field (Stern, 2006). There is some evidence that gonadotropin-releasing hormone (GnRH) agonists may play a role in protecting 
ovarian function from chemotherapy, but this is yet to be established. Ovarian harvest and storage before treatment is possible 
but unproven. More research is needed in this area.  

 

Reproductive specialists express considerable frustration at communication with oncologists. A survey of breast cancer patients 
aged 18–40 found that in almost 30% of cases no discussion of fertility occurred (Thewes, 2005). Similar data was reported from 
a New Zealand centre, with 20% of patients referred for counselling already having commenced chemotherapy (M. Birdsall, 
personal communication, 2007). Consideration should be given to the inclusion of reproductive fertility expertise within multi-
disciplinary teams. This would provide newly diagnosed patients with access to the full range of expertise to make informed 
decisions regarding fertility options.  

 

6.2.6 Second malignancy and late effects of treatment 

The incidence of second malignancies in AYA patients who have been cured of their primary cancer is not known with certainty. 
Given the increased likelihood of genetic factors predisposing the patient to cancer, the carcinogenic effects of treatments, and 
prolonged theoretical lifespan following cure, the incidence of second malignancies may be substantial. Moreover, the options for 
treatment may be limited by prior exposure to drugs with cumulative toxicities or radiotherapy. The incidence of second cancers 
in patients treated for sarcomas approaches 20% (Fernebro, 2006). The best available data comes from long-term survivors of 
Hodgkin’s lymphoma. In a recent study of 18,862 long-term survivors, the incidence of solid organ cancers was 2.5 to 2.8 times 
higher than the general population (Hodgson, 2007). In Victoria, there is currently no systematic long-term follow-up of AYA 
cancer survivors. This is an important area of research. 

 

6.2.7 Unmet psychosocial needs 

The Guidelines for Hospital Based Child and Adolescent Care recognise that, within the wider Australian health care system, the 
unique and specific health care needs of young people are often unrecognised despite the distinctive needs of these patients 
being a constant challenge for health care workers. The psychosocial needs of the AYA age group are specific and differ from 
those of either children or adults (Smith, 2004; Mulhall et al, 2004; Ritchie, 2001; Society of Adolescent Medicine, 1996; Ellis, 
1991). Yet the services currently available in adult hospitals are developed to meet the psychosocial needs of the majority of 
patients (ie patients over 60 years old).  

 

Due to the developmental changes occurring during the AYA period, the psychosocial challenges faced by young patients are 
generally broader in scope and intensity than those seen during other life stages (Report of the Adolescent and Young Adult 

Oncology Progress Review Group, 2006). Compared with children, young people attempting to come to terms with a life-
threatening illness face the additional challenge of having the cognitive skills to understand the significance of their diagnosis, 



32 

AYA Best Practice Framework 

but, unlike adults, they generally haven’t developed the coping skills to manage the uncertainty of the diagnosis and its 
implications (Klopfenstein & Young-Saleme, 2002; Whyte & Smith, 1997). Interviews conducted with AYA patients in the 
onTrac@PeterMac program found that improving the psychosocial care available is one of the most significant improvements 
required in current service delivery.  

 

6.3 Systemic issues 
6.3.1 Relationship between caseload and outcomes 

There is a growing body of evidence that caseload affects survival rates for many (but not all) cancer types. In the AYA group, 
this evidence exists for treatment of germ cell tumours, Hodgkin’s lymphoma, sarcomas, and for bone marrow transplantation 
(Hillner, 2000). Other cancers in which physician or hospital specialty (or volume) has proven to be important to survival rates 
include pancreatic cancer, colorectal cancer, lung cancer, breast cancer and lymphoma. The effect is particularly clear for 
surgical expertise where the impact of caseload upon short-term outcomes is large. However, the effect of expertise on long-term 
curative chemotherapy outcomes is also significant (Hillner, 2000).  

 

The reasons for this relationship are complex and not fully understood but probably relate to: (i) the need for multi-disciplinary 
input, (ii) the lethality of the cancers being treated, and (iii) the dependence on individual skills or experience in determining 
clinical outcomes. Other factors that determine curability include intrinsic factors, such as respectability of and sensitivity to 
chemotherapy and radiotherapy. For many AYA cancers, the evidence base and the clinical literature are not strong. Under 
these circumstances, it is likely that outcomes will be more significantly affected by clinical experience with the cancer type. For 
example, in surgical oncology random controlled studies are not frequently performed, therefore the surgeon’s technical skill is a 
major determinant of the overall outcome. Under circumstances where there is a need for better evidence on which to base 
treatment, clinical research becomes very important. 

 

6.3.2 Differences in private and public health care systems 

In the paediatric cancer system, the great majority of patients are primarily treated in public institutions, whereas Victorian data 
suggest that up to 30% of young adult cancer patients are treated in privately funded institutions. The resources available within 
the private and public sectors vary significantly with the location of care. Access to the full range of age-appropriate support 
services may be particularly limited within some private sector institutions. 

 

6.3.3 Absence of education and training programs in AYA oncology 

Perhaps unsurprisingly, given that AYA oncology is yet to be recognised as a specialist area, there are no training and education 
programs  available for those practitioners wishing to enhance their skills in working with AYA cancer patients. This absence of 
professional development is of particular concern when you consider that undergraduate training programs generally do not 
address AYA issues. Thus, the health professionals working with this age group have limited access to any education and 
training that may assist in (i) identifying the specific cancers seen in this age group, (ii) recognising the specific medical and 
psychosocial needs, and (iii) managing how these young people are cared for (Smith, 2004; Delengowski & Dugan-Jordan, 
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1986). Research conducted by Burr (1993), which analysed the attitudes towards AYA patients in adult institutions, found that 
none of the nursing staff thought the needs of their young patients were different to those of other patient groups.  

 

6.4 Clinical research 
Bleyer and colleagues found a close correlation between failure to participate in clinical trials and poor outcomes for AYA 
patients with sarcomas (Bleyer, 2005). Mitchell and colleagues (2004) found that Victorian AYA patients were significantly less 
likely to be included in clinical trials (looking at bone and soft tissue sarcomas) than were children. Participation in clinical trials 
for 15–20 year olds was 4% (survival rate 52%) and for 10–15 year olds 33% (with 80% survival). The numbers are even more 
startling in the USA, where just 1% of AYA patients are entered into clinical trials, by contrast with 60% of patients under the age 
of 15 years (Michelagnoli, Pritchard & Phillips, 2003). The low participation rate of AYA patients in clinical trials is a global 
phenomenon. There are many reasons for this, as explored below.  

 

6.4.1 Clinical trials have traditionally been institution-centred  

Conducting clinical trials, especially early-phase research with intensive monitoring, requires a clinical risk management and 
administrative structure that is complex, sophisticated and expensive. It also requires interested and skilled clinicians, nursing 
research staff, ethical oversight structures, physical space, resources, data management capabilities and complex interactions 
between hospital departments (including pathology and diagnostic imaging). Historically, priority has been given to conducting 
clinical trials into the more common cancer types within each institution. For these reasons, clinical trials into AYA cancers are 
more likely to occur at institutions with a significant clinical caseload. It is not clear whether clinical research needs to be 
institution-centred, or whether it could be across institutions. 

 

6.4.2 Human research ethics committee approval 

There have been substantial problems involved in expediting the ethics review process for clinical trials in Victoria. These 
problems have been addressed in New South Wales by centralising the human research ethics committee approval process. A 
similar strategy is currently underway in Victoria. 

 

6.4.3 Co-operative clinical research in rare cancers  

For statistical reasons, randomised controlled studies require a minimum number of patients in order to detect meaningful 
differences in outcomes. These differences then form the basis for recommendations concerning practice. It follows that, for rare 
cancers, a lack of patients affects the rate at which progress can be made. For AYA cancers that overlap with paediatric cancers, 
the pace of research is driven from the centralised paediatric cancer research system. For AYA cancers that overlap with adult 
cancers, the pace of change is determined by research conducted in adult centres. Both paediatric and adult co-operative trials 
have made an enormous impact on clinical outcomes. The lack of integration of the paediatric and adult cancer systems 
probably also affects recruitment of cases to individual trials. 
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6.4.4 Regulatory constraints on integration of paediatric and adult clinical trials 

The most severe impact of the current division of paediatric and adult clinical trials is that this structure limits the critical mass of 
AYA patients that are available to either group. Under this system it is particularly difficult to obtain a critical mass of patients to 
conduct clinical trials into rare cancers such as Ewing’s sarcoma, osteosarcoma and ALL. The division between paediatric and 
adult systems also means that extrapolation from trials in one population to the other may not be reasonable. The US-based 
paediatric trials co-operative group, the Children’s Oncology Group (COG), is one organisation that creates obvious regulatory 
obstacles. While COG have studies that are relevant to AYA cancer patients, there are no adult oncology institutions that are 
independently accredited as COG sites. This is partly because of the perceived differences in the quality of care available at 
adult institutions.  

 

Problems also exist in the way adult clinical trials are conducted. Adult clinical trials frequently limit the age range to above 18 
years to accommodate the legal age of consent. This limits young people’s access to clinical trials and has resulted in parallel 
protocols for cancers that are often common to both groups.  

 

6.4.5 Psychosocial research 

Unlike in paediatric, adult and geriatric oncology, there are currently no psychometric measures developed specifically for the 
AYA age group (Zebrack et al, 2006). This has a direct impact on the quality of psychosocial research outcomes (AYAO-PRG, 
2006; Zebrack et al, 2006). Paediatric or adult measures are often used with the assumption that they are “close enough”. This 
situation has resulted in a gap in our knowledge of AYA oncology, as well as gaps in the care that is provided to this group. 
Therefore, the continued revision of AYA-specific psychometric research scales is necessary if we are going to improve our 
understanding of AYA oncology, psycho-oncology and supportive care. 

 

We do not currently have consistent standards of service delivery for AYA cancer patients; nor do we have the evidence base for 
treating and caring for this age group. This situation has resulted in inconsistent care practices and, ultimately, poor 
improvements in survival rates relative to other age groups. In working towards an improved model of care for AYA cancer 
patients, we will need to address all of the service delivery issues that have been identified in this chapter. This will involve 
tackling widespread systemic change, such as: (i) improving the relationship between the paediatric and adult sectors, (ii) the 
development of age-based clinical trials, (iii) the creation of recommended referral pathways, and (iv) the establishment of AYA-
focused education and training programs. These initiatives will obviously take a period of time and would best be achieved 
through a statewide, or nationwide, collaborative effort. Recommendations relating to these large-scale, long-term systemic 
changes are detailed in Chapter 15, Future Directions in AYA Oncology. In addition, some modifications to service delivery can 
be implemented immediately for the benefit of AYA patients; these are outlined in the next chapter. 
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7. A proposed model of AYA cancer care 

 

Improving AYA cancer care and survival outcomes involves two levels of changes to current cancer care delivery. Firstly, there 
are those recommendations that are immediately applicable in the current care systems for AYA cancer patients and, secondly, 
there are recommendations that represent more complex, cross-institutional changes and future goals (See Figure 3).  

 

Figure 3. Towards an AYA standard of care 
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in AYA cancer care. We hope that further discussion and debate will build on this proposal. Due to the specific and complex 
needs of the AYA group (as outlined in previous chapters), the overriding goal of this model is to provide safe and effective care 
services as locally as possible, as distinct from providing local services as safely as possible (NICE, 2005). 

 

7.1 Factors determining models of care 
The recommendations detailed in the following chapters span the entire range of services, from medical to supportive care. All 
professionals involved in the care of young people with cancer agree that the primary objective is to achieve the best chance of 
survival. Therefore, the main factor to consider when determining the location of care should also be which centre offers the best 
chance of survival. In some cases, this will be within community-based services, and in other cases it will be within specialised 
cancer centres. There is some debate regarding exactly what this entails with respect to referral patterns, location of care and 
treatment protocols. In this document, we have tried to limit recommendations affecting medical aspects of care for young people 
to those for which there is reasonable agreement.  

 

7.2 A three-tier model of AYA cancer care 
These considerations and the practical facts of how cancer care is currently delivered generate three important categories of 
AYA cancer care which form the structure of the recommendations detailed in the “Principles and practice recommendations” 
chapters. 

 

7.2.1 Tier 1 AYA cancer care 

Tier 1 covers the care that is delivered in a non-specialist setting, such as those Victorian institutions that typically receive fewer 
than 10 AYA cancer cases per year (See Table 2, Section 3.3.5). Individuals present with cancer types where there is little 
reason to refer the patient to a specialist medical setting. Examples include patients with level 1 melanoma, where treatment is (i) 
highly effective, (ii) of short duration, (iii) does not require multi-disciplinary medical care, and where excellent and effective care 
can be offered at the local level. Those patients with complex psychosocial concerns are likely to have underlying problems from 
pre-diagnosis. While these problems may not be the direct result of the cancer diagnosis, such a diagnosis can trigger a 
deterioration in mental state that can undoubtedly complicate management. The resources available in Tier 1 settings are such 
that specialist AYA cancer support services will not be readily available on site. Treatment will often take place in private and 
public settings. 

 

7.2.2 Tier 2 AYA cancer care 

Tier 2 care is delivered in a major oncology unit, such as those Victorian institutions that typically receive between 10 and 35 
AYA cases per year (See Table 2, Section 3.3.5). These AYA cancer patients fall into a category that is between a non-specialist 
setting (Tier 1) and a specialist setting with dedicated AYA services (Tier 3). Therefore, patient choice will play a large role in 
determining the location of care. In many cases, medical cancer care will be multi-disciplinary. The psychosocial impact of 
cancer is substantial, and all Tier 2 cancer patients should undergo an age-appropriate assessment of psychosocial risk factors. 
There is usually access to supportive care services, although these services will rarely have specialist AYA expertise. Where 
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assessment indicates age-related concerns, consideration should be given to a secondary consultation or a direct referral for 
clinical intervention at a centre with specialist AYA services. Supportive care should generally be managed locally, but outreach 
support (by services such as onTrac@PeterMac) may be advisable in some cases. 

 

7.2.3 Tier 3 AYA cancer care 

Tier 3 care is delivered by specialist centres with access to AYA cancer services, such as those Victorian institutions that 
typically receive more than 35 AYA patients per year (See Table 2, Section 3.3.5). In Victoria, there are currently two Level 3 
services: the RCH and Peter MacCallum Cancer Centre. (The RCH qualifies because of its role as the sole provider of oncology 
services to Victorian children, rather than on the basis of caseload.) In order to achieve sustained, long-term improvements in 
AYA cancer care, there must be greater integration of the clinical and care approaches of these two institutions. This would 
involve: 

• the cross-appointment of clinical specialists 

• linking for education programs 

• greater harmonisation of treatment protocols 

• a common approach to clinical trials (which are currently divided between paediatric and adult cancer centres). 

 

Patients who fall into the Tier 3 category of care will frequently have rare, lethal and complex cancers. Their clinical management 
will not be based on extensive randomised trials or research. Their treatment will require multi-disciplinary team involvement and 
surgical expertise. Treatment will also be intensive, high-risk and/or prolonged – and the outcomes are poor. Examples of 
patients that fall into this Tier 3 category are those with sarcomas, leukaemias and some lymphomas, as well as patients 
requiring access to specialised clinical trials. Such treatment will most likely take place at a centre that has dedicated 
psychosocial support services. Consideration should be given to the early involvement of an AYA specialist service for 
assessment and support of the individual and family throughout their cancer treatment, given the likely impact of the cancer 
diagnosis and treatment.  

 

7.2.4 Moving between the three tiers 

It is also critical to recognise that during the course of the cancer journey, a young person may move between the three tiers of 
cancer care, depending on their medical need. In fact, one of the complexities of the AYA cancer journey is the frequency with 
which care crosses multiple health care boundaries, with the consequences of alienation, disorientation and a strong sense of 
“not belonging”. For example, a patient with Level 1 melanoma may relapse, and require specialist medical expertise or access 
to clinical trials. These facts need to be accommodated in considering recommendations for standards of care. 

 

7.3 Provision of supportive care within the proposed three-tier model 
The development of effective AYA cancer services requires a strong association between supportive care services and medical 
services. While it is not practicable to provide access to specialised AYA supportive care services at all sites within the current 
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adult cancer system, it is important to recognise that the impact of cancer on a patient’s psychosocial wellbeing is closely related 
to the impact of the cancer itself, or its treatment. It is a reality that the impact of cancer is often greatest for patients with cancers 
whose outcomes are poor or whose treatment is complex or multi-disciplinary, and who are most likely to be treated at 
specialised centres. In practice, this means that specific AYA supportive care expertise should be centralised at specialist cancer 
centres that offer medical services for the most “at risk” group of AYA patients. A consequence of this is that where such care is 
decentralised, it is anticipated that the supportive care services will also be more general in character, and will be founded on 
existing resources within those systems.  

 

It is important to note that in this model of care, the psychosocial needs of young people are not viewed entirely as a function of 
their cancer journey. Indeed, a major goal of age-appropriate care is to treat the whole person, not just the cancer. As a result, 
there will be some young people whose medical care takes place in a general oncology setting, but whose psychosocial needs 
will be highly specialised. For this reason, it is intended that procedures will be developed to help identify high-risk individuals 
regardless of the location of their care. Moreover, mechanisms will be proposed for supporting general psychosocial and 
supportive care services for the young person, or for referral to specialised supportive care services where this is thought 
necessary. 

 

7.3.1 Tier 1 AYA cancer care 

In Tier 1 care settings, access to supportive care services is dependent on the primary caring physician (usually a surgeon or 
general practitioner, often in a private medical setting). Screening for psychosocial needs is an important issue and general 
practitioners have access to age-based assessment tools via the Royal Australasian College of General Practitioners (See 
Appendix 3). In addition, information leaflets are available for general practitioners and surgeons that provide guidance relating to 
referral locations for ongoing care. The leaflet also includes contact the details of the onTrac@PeterMac Program for guidance in 
the event that assistance is required. 

 

7.3.2 Tier 2 AYA cancer care 

Tier 2 care settings are usually hospital-based oncology units. Supportive care services accessible to the oncology unit 
frequently include social work, liaison psychiatry, psychologists and other allied health services. These specialists are generally 
not experts in AYA psycho-oncology and/or adolescent development, but there may be individual staff with an interest in working 
with young people. The caseload of supportive care services in these settings means they are primarily equipped to deal with 
cancer as a disease of the ageing. This often means that specialists in these Tier 2 settings have limited time and resources to 
deal with the complex issues facing young people with cancer. A specific example involves the provision of educational support. 
The Royal Children’s Hospital Education Institute provides education support for young people undergoing secondary and 
tertiary education, but this type of support is not currently accessible within Tier 2 institutions. 

 

7.3.3 Tier 3 AYA cancer care 
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Tier 3 care settings are based upon the onTrac@PeterMac model of supportive care, which incorporates the expertise of a 
holistic, multi-disciplinary clinical team experienced in AYA cancer care. This team includes social work, psychology, education 
support, specialist palliative care, psychiatry and generic medical oncology/haematology. The onTrac@PeterMac team has 
developed relationships with the key clinicians providing treatment to the majority of young people with cancer at Peter Mac.  
 
In all instances, communication between all of those involved in the supportive care of the young person is essential to the 
provision of best possible care, the implementation of holistic care plans and the promotion of teamwork amongst treating 
institutions. As suggested in the National Breast Cancer Centre and National Cancer Control Initiative (2003), communication 
can include face-to-face meetings, or linking separate sites through teleconferences or video conferencing. General practitioners 
should receive information about the management of their young patient/s, including updates on relevant familial and 
psychosocial issues.  

 

7.3.3 Integrating the three-tier model with the Victorian cancer services framework 

The provision of supportive care to AYA patients within the proposed three-tier model is based on the model used by the 
Victorian Department of Human Services to determine supportive care services within the adult-based cancer services 
framework (see Figure 4). This model can be adopted to identify the level of intervention required at each critical point in the AYA 
cancer journey.   

 

Figure 4. Model of supportive care provision in Victorian cancer services 

 

Adapted from Fitch, Supportive care for cancer patients, 2000. Hospital Quarterly. Volume 3, No. 4, 39–46. 
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According to the model (above), all young people, regardless of diagnosis and location of treatment, require screening and the 
provision of information during the early stages of their diagnosis to help with informed decision making. Many young people 
will be referred for an AYA assessment to assist in care planning and to provide a base-line understanding of their psychosocial 
functioning. The assessment and care plan can generally be developed and monitored by the treating institution – but they may 
choose to work in collaboration with a community-based agency, such as school counsellors. Some young people will require 
access to specialist AYA supportive care expertise through a secondary consultation model. This may involve either referring the 
patient directly to the specialist team or the supportive care team seeking advice and assistance directly from the specialist team. 
Few young people will require a direct referral to a specialist service for assessment and the provision of expert AYA-based 
supportive care during their cancer treatment. This may occur when AYA patients present with complex mental health needs, 
familial issues, challenging behaviours or adherence concerns.  

7.4 Role of onTrac@PeterMac in improving supportive care within the three-tier model 
To address the needs of AYA patients in Victorian institutions, onTrac@PeterMac intends to expand the training, education and 
secondary consultation services and resources it makes available to care providers throughout the state. These services will be 
in addition to those already available through the onTrac@PeterMac Program, which include:  

(i) an annual training program for supportive care workers caring for with young people with cancer  
(ii) an ongoing on-site seminar program tailored to major Tier 2 units 
(iii) web-based information and resources to assist in guiding supportive care workers 
(iv) materials for distribution to young people with cancer, including a cancer diary designed for young people 
(v) assessment tools to assist in triaging supportive care needs for young people with cancer 
(vi) education support services for secondary school students 
(vii) a secondary consultation service 
(viii) direct clinical support (with the agreement of local care providers and only where there is an exceptional need). 

 

Ideally, access to specialist, age-specific care services should be available to young cancer patients in all Australian states and 
territories. Therefore, it is worth considering whether the onTrac@PeterMac model of a specialist consultative service should be 
transplanted to other healthcare jurisdictions. However, this model can only be effective with centralised resources and the drive 
of a dedicated AYA cancer service. The physical location of such a service will vary according to the jurisdiction’s health care 
system and local resources and should be determined by institutional caseload and the location of the key drivers for the 
development of AYA services. Outside of Victoria, the key drivers may be located at paediatric oncology units. Also, state-
specific infrastructures and relationships may lead to different solutions. However, there will be some matters (regardless of 
jurisdiction) that will not change. For example, the majority of cases in the 15–25 age group will be seen at adult centres, and 
there will be a greater need for partnerships between paediatric and adult cancer centres which treat young people with cancer. 
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8. Towards an AYA standard of care 

 
8.1 General aspects of an AYA standard of care 
Many aspects of the proposed three-tier model require institutional change that will only be achieved through addressing cultural, 
systemic, support and training issues at all levels of cancer care. AYA patients are a minority group within adult health services, 
which are largely dedicated to meeting the distinct needs of older patients. Therefore, part of providing a “culturally appropriate 
service” is to consider the cultural needs of the AYA age group in the development, and provision, of services. This involves 
being mindful of how staff beliefs and institutional values may conflict with or differ from the priorities, beliefs and value systems 
of young people.  

 

8.2 Presenting the standard of care – the patient pathway 
The provision of care is both general and specific. The following chapters contain three recommendations in each of these 
two categories. The former contain recommendations for general care, medical care and supportive care as applicable to each 
stage of the cancer journey presented in Figure 4. The latter involve recommendations for survivorship, palliative care and 
bereavement care. In order for improvements to be made in AYA oncology care, current shortcomings in each stage of the 
patient pathway need to be identified and addressed.   

 

Figure 4: The AYA cancer journey 
 

 

 

 

 

 

 

 

 

 
 

Adapted from the Victorian Department of Human Services Patient Management Framework 
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8.2.1 Presentation, diagnosis and referral 

The rarity of cancers in this age group creates a number of challenges when dealing with the presentation, diagnosis and referral 
of a young person with a suspected malignancy. Delays in presentation are not uncommon and the referral of young people with 
a suspected diagnosis is generally ad-hoc. These issues have been identified as key concerns by patients and families (National 
Institute for Health and Clinical Excellence, 2005). A coordinated and multi-layered approach to diagnosis and referral is required 
in order to improve processes during this initial stage of the AYA cancer journey. 

 

8.2.2 Care planning 

Care planning is the stage of the cancer journey that occurs after the confirmation of diagnosis but before treatment. It is during 
this time that the treatment is determined and the relationship between the treating team and the AYA patient are shaped. AYA 
patients who participated in the development of this document reported that it was during this early stage when they first started 
to feel alienated from their treating team. They reported feeling that they were not always addressed directly in discussions if 
parents were present; or, if they were spoken to, the communication was often reported as inappropriate. Care planning is the 
key stage to begin building trust with the patient, and much of this comes down to communication.  

 

8.2.3 Treatment 

The treatment phase of the young patient’s cancer journey follows the completion of care planning and starts with the first 
therapeutic intervention used for the management of the cancer. While the focus of this stage is necessarily medical in nature, 
the treatment phase also requires a holistic approach to providing age-appropriate care. The aim for the treating team should not 
just be on the survival of the young person, but on the survival of the young person with limited ongoing psychosocial 
ramifications.  

 

Many young people will require inpatient care at some stage of their treatment. Working with young people can be quite a 
challenge for staff who are more used to dealing with older patients, and there are some small changes that can be made to 
improve the management of young patients. According to the ward staff interviewed for this document, the essential elements of 
providing best practice care to AYA patients in adult settings include:  

(a) setting appropriate boundaries at the start of treatment to encourage ongoing treatment adherence  
(b) ensuring that there is no confusion about the rules of the hospital and the care patients can expect to receive  
(c) facilitating continuity of care through a primary nurse system  
(d) putting strategies in place to help develop the patient’s sense of independence and minimise regression  
(e) ensuring that both short-term and long-term goals are in place  

(f) helping the young person to retain as much of their normal life as possible.  

 

For some young people, their initial inpatient stay may be the first time that they have had close contact elderly people. Some 
patients report feeling like they are walking into a retirement home. This can be a confronting experience and leaves some young 
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people feeling alienated and unable to communicate with those around them. Placing AYA patients in hospital rooms with other 
young patients can provide much needed relief and peer interaction.  

 

8.2.4 Survivorship 

Survivorship is defined as the period of the cancer journey that begins following the last day of treatment and ends after five 
years, or when the patient moves into longer-term medical follow-up. During this stage, there is a decreasing need for 
centralised, multi-disciplinary medical care, and the location of care changes accordingly. One of the major issues for AYA 
patients as they enter survivorship is a loss of continuity, as their medical care changes from active treatment to surveillance. 

 

The focus of cancer research and care provision has traditionally been on the diagnosis and management of malignant 
conditions. Only fairly recently have the numbers of people surviving cancer increased to such an extent that attention is now 
being focused on the ongoing needs of those patients who survive cancer. Very little research has been conducted into the 
needs of AYA cancer survivors and limited resources have been allocated to provide services to this group (Albritton & Bleyer, 
2003). As with children who survive cancer, the long-term impacts of cancer on AYA survivors is likely to be substantial, affecting 
employment and vocational training, relationships, second malignancies, the late effects of treatment, and fertility. The end of 
treatment has been identified by AYA patients as a “key point” in their cancer journey (Mulhall et al, 2004) and patients often 
report feeling neglected at this time (Saegrov & Lorensen, 2006). The first step towards improving this situation involves creating 
greater understanding of AYA issues (among treatment teams) and establishing a routine system of addressing these issues 
during clinical appointments. 

 
8.2.5 Palliative Care 

Palliative care is the phase of the cancer journey when treatment is no longer given with curative intent. It adopts a holistic 
approach that is focused on providing physical, emotional, social and spiritual support to the patient and it requires the 
cooperation of a range of providers. The goal of care during this stage is to minimise the impact of the illness and optimise the 
quality of life for the patient and their family (Palliative Care Australia, 2005). It is essential that care during this stage is flexible 
and tailored to the needs of the patient and their family. Palliative care should also be mindful of the particular needs of dying 
young people (National Institute for Health and Clinical Excellence, 2005). The young person and their family will have to cope 
with increasing physical symptoms during this period, as well as psychological and emotional distress. They will need to grapple 
with the spiritual and existential issues that accompany impending death. Administering palliative care to AYA patients involves 
substantial (and unique) challenges for the health care system (Craig, 2006). 

 
8.2.6 Bereavement Care 

Unlike paediatric settings, adult institutions rarely have protocols dictating the follow-up bereavement care for the families of 
deceased AYA patients. Bereavement care is an area of service provision that can be immediately improved with thoughtful 
planning and limited increases in resources. Practitioners in the paediatric system report that bereavement care plans are 
commonly employed when working with children, and the adult system could benefit from adopting these types of bereavement 
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plans for the families of deceased AYA patients. However, like palliative care, bereavement care should be flexible and tailored 
to the needs of the individual and/or family.  



45 

AYA Best Practice Framework 

 

9. General principles and practice recommendations  

 

The recommendations detailed below and in the following chapters apply to services provided by specialist centres caring for 
high-risk patients and general oncology units. AYA patients treated outside of these centres will receive the same support that is 
available to the general community, hence their psychosocial wellbeing will not be put at such risk. 

 

9.1 Staff working regularly with AYA patients should be appropriately trained 

The best standard of care for AYA patients is undoubtedely provided by clinicians who have been specifically trained to care for 
them (Society of Adolescent Medicine, 1996). While this would be ideal, it is unrealistic to assume that appropriately trained staff 
can be deployed to care for all AYA patients under our current service delivery system. The imperative to provide state-of-the-art 
disease-focused medical services means that clinical teams will often treat young people without having specific training in this 
age group. However, it is recommended that institutions that are regularly treating AYA patients should have continuing 
education programs available and staff should be given the opportunity to upgrade their AYA qualifications. Institutions should 
also consider the need for AYA-trained clinicians when appointing new staff. See Appendix 2 for a list of training programs.  

 

9.2 Respect the confidentiality and privacy of the young person at all times 

Confidentiality plays a “key role” in ensuring that AYA patients receive the best possible care (English & Ford, 2007). Young 
people are often newly engaged in sexual activities, experimenting with alcohol and illicit substances, at risk of mental health 
problems and may be experiencing difficult parental relationships. AYA patients may be reluctant to disclose such issues if 
confidentiality is not assured (English & Ford, 2007) – and this could lead to an incomplete picture that compromises clinical 
care. AYA patient confidentiality can be difficult to maintain because the boundaries between the AYA patient and their parents 
are often blurred and ambivalent. (In some circumstances, the parent receives information first in order to “protect” the young 
person from receiving distressing news.) The level of parental involvement should be negotiated with the young person, and it is 
essential for treating teams to be vigilant of the fact that the young person, not his or her parents, who is the patient. This can be 
particularly tricky when parents contact team members directly without the young person’s knowledge and with an honest desire 
to do the best thing by the young person. However, the team must remain firm in this area. It is the role of the key worker to 
ensure that the team is appropriately managing the complex relationships between the AYA patient and their parents and 
adhering to legal requirements relating to privacy. The privacy needs of AYA patients are perhaps more important than during 
any other life stage. This includes physical privacy (relating to treatment procedures, changing of clothes, room allocation, 
sharing of bathrooms, etc.) and emotional privacy (maintaining confidentiality and trust when personal information is disclosed). 
There is possibly no quicker way to lose the trust of a young person than by showing a lack of respect for their privacy needs. 
Such responses can lead to a strong reluctance on the part of the patient to attend for treatment. 
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9.3 Allow for time alone with the AYA patient 

At some stage during their consultation/s, it is recommended that parents, partners or other 
support people are asked to leave the room so that the clinician can consult with the young 
person alone (Sawyer & Aroni, 2005). Many young people interviewed reported that they did not 
always fully disclose concerns, fears or relevant histories in the presence of others either due to 
embarrassment or for fear of upsetting parents or partners further. Meeting with the young person 
alone provides them with a safe forum in which to address any issues that they do not feel 
comfortable discussing in company.  

 

9.4 Get to know the young person 

It is important that the treating team gets to know the young person as an identity separate from their diagnosis (Ellis, 1991). 
There may be a time during the AYA cancer journey, more than at any other stage of life, where adherence may become a 
problem (Albritton & Bleyer, 2003). By getting to know the young person, treating teams are more likely to identify the “adherence 
hooks” that may assist in the future. It can help staff anticipate problems and avoid potential crises (Ellis, 1991). Establishing a 
relationship with the patient will also support their development and ensure the young person is focused on more than just 
survival. 

 

9.5 Develop a collaborative relationship with the AYA patient  

It is very important to foster a collaborative relationship with the young person by including them 
in decision making. While it is only sensible that the treating team recommend the best care plan 
possible, the young person needs to feel that they have been consulted and involved in the 
process. Research has shown that overly controlling relationships with parents and treating 
teams has a negative impact on treatment adherence among young people (Kyngas et al, 
2000). The involvement of both the patient and the parents in AYA care is essential to the 
management of illness in this age group (Sawyer & Aroni, 2005). Open communication between 

the treating team and the young person is a prerequisite for success. It is vital that the patients and their family and/or partners 
understand their cancer, their treatment and any choices that they may have. Providing clear information allows the young 
person, and their loved ones, to contribute to the management of their illness and make the best decisions for their ongoing 
health (National Institute for Health and Clinical Excellence, 2005; Kyngas et al, 2000). 

 

Working with AYA patients presents a challenge for many health professionals as it is the only time when they are forced to work 
with a developmental stage other than adulthood (Christie & Viner, 2005). In the adult sector, health professionals are working 
with other adults who generally share the same views and expectations about health care. In the paediatric setting, professionals 
are working with the parents of children. By contrast, the AYA patient may not share the same views as the clinician, they may 
struggle to understand the medical concepts being discussed and they may not share the same communication style as their 
treating professional (Christie & Viner, 2005). For these reasons, it is important for health professionals to be mindful of their 

“I was very conscious of 
not showing emotion 
around my family 
because they were 

already struggling and 
I didn’t want to burden 

them with more.” 

Ellie, 19 years 

“Some of them 
treated me like some 
stupid young girl 
that didn’t even 

know what they were 
talking about”. 

Candice, 18 years 
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communication style – and adapt it when working with younger patients. Young people, for example, may be reluctant to ask 
questions but this should not be interpreted as a lack of interest. Rather, the young people that we have consulted indicated that 
it was more often due to either feeling intimidated by the clinical environment, thinking that their question was “silly”, or believing 
that if the team thought they should know about it they would have mentioned it.  

 

Treatment information should be provided in a number of different ways, including verbal, written and audiovisual. One area of 
communication that could be addressed immediately is the improvement of age-appropriate written information available to AYA 
patients. A list of preferred communication qualities developed by young people includes being: clear; organised and flexible; 

positive and non-judgemental; understanding and encouraging; informed; confident; 
tactful; easy to talk to; friendly, outgoing, relaxed and direct; and honest. Other 
important communication qualities include; maintaining good eye contact and facial 
expression; having a sense of humour; listening carefully; and actively being oneself 
(Registered Nurses Association of Ontario, 2002). In research conducted by the 
Teenage Cancer Trust in the UK, young cancer patients indicated that humour was 
the trait they most valued in their treating team. (A more general guideline is 

presented in Table 5.) The National Institute for Health and Clinical Excellence (2005) recommends that every healthcare 
professional caring for AYA cancer patients should have training in age-appropriate communication skills. While this is a 
recommendation we should aspire to achieve, the number and spread of AYA patients treated in Victorian hospitals does not 
warrant such firm recommendations at this stage.  

 

Table 5. Practical points for communicating with young people 

Ensure that the young person has a trusted adult with them at the time of the discussion but see young people by themselves as 
well as with their parents. Do not exclude parents completely, but make it clear that the AYA patient is the centre of the 
consultation.  

Be empathic, respectful and non-judgemental, particularly when discussing issues such as non-adherence, missed 
appointments, or risky behaviours (such as substance misuse) that may result in harm to the young person. 

Assure confidentiality in all clinical settings. 

Be yourself. Don’t try to be cool. Young people want you to be their trusted professional, not their friend. 

Try to communicate and explain concepts in a manner appropriate to their development. For younger adolescents, use only 
“here and now” concrete examples and avoid abstract (“if...then”) discussions. 

Encourage the young person to write down details of your discussions with them. 

Actively encourage questions and seeking of understanding. 

Assess the young person’s understanding before providing additional information. 

Make use of simple diagrams and pictures where appropriate. 

Repeat and summarise important information. 

Reinforce important information by either writing down relevant information, taping the consultation as needed and if wanted, or 

“I wanted to know everything 

and I wasn’t prepared to ask; I 

needed to just be told or be 

offered, ‘cause I didn’t know 

what to ask but I knew I 

wanted to know stuff.” 

Lachlan, 21 years 
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sending a summary letter as follow-up. 

Encourage the young person to express their feelings (eg crying, or talking about concerns, fears, anger, anxieties, etc). 

Encourage the young person to make contact with you in the future if any new concerns arise. 
Adapted from the National Breast Cancer Centre and National Cancer Control Initiative (2003) and Christie and Viner (2005)  

 

9.6 Provide written care plans  

All oral information provided about the care plan should be accompanied by a tailored written care plan that brings together all 
the elements of multi-disciplinary care. The contact details of the key worker should be clearly visible on this document, along 
with the contact details of other relevant members of the treating team. It is natural for young people to want independence and 
the opportunity to participate in activities with other young people – and this should be flexibly incorporated in care plans, as 
should planning for life goals, including continuing education. 

 

9.7 Proactively identify and manage potential non-adherence 

There may be times during treatment where the young person shows signs of non-adherence or may indicate that they feel 
unable to continue with their treatment regimen. According to the clinicians interviewed, this is not uncommon and there are 
many reasons behind such issues. These thoughts and behaviours should be interpreted as an indication that the patient wants 
to have an open, honest and confidential discussion about their current state (Joint Working Party on Palliative Care for 
Adolescents and Young Adults, 2001). It is only by understanding what the young person is trying to express and identifying their 
needs that possible solutions can be discussed. 

 

9.8 Encourage the use of a patient diary 

A cancer diagnosis and treatment can be an extremely dis-empowering experience. Young people often hand over the 
coordination and management of their care to a parent despite their developmental stage and drive for autonomy. Most AYA 
patients do this unconsciously – to make the situation easier and reduce the stress involved in remembering appointments, 
dosages, etc. However, when discussing this situation with patients, they often express a desire to be more in control but 
highlight the need for assistance to get there. A patient diary is an effective tool to assist in this. It encourages the young person 
to actively participate in their treatment by noting down appointments, physical changes, side effects, coping mechanisms and 
questions. It can help with managing the treatment and planning for a normal life. And it can empower the patient by giving them 
an element of control in their world. The onTrac@PeterMac team can be contacted for an AYA-specific diary. 

 

9.9 Provide information to guide Internet use 

The AYA demographic is extremely computer literate. All of the young people consulted for this project had gone on-line to find 
further information about their disease and treatment. This was not always a successful exercise, with many of the patients 
describing situations where information sources were highly distressing and subsequently found to be inaccurate. It should be 
assumed that young people will search for further information on the Internet and it is important to support them to find 
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appropriate information by providing them with websites that are safe, authoritative and appropriate to their age. See Appendix 5 
for a list of websites. 
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10. Medical care: principles and practice recommendations 

 

10.1 Raise awareness of cancer in the AYA age group among primary service providers 

General practitioners and general surgeons are likely to be the first point of diagnosis of cancer in young people. There is 
evidence that adolescents encounter barriers in accessing primary health care services (Veit, 1996). It is important to raise 
awareness among these primary service providers that cancer is the leading cause of disease-related death in young people. 
While it is not appropriate to recommend that in-depth testing and investigation occur for every young person who presents with 
symptoms that could be attributable to cancer, it is essential that cancer be considered as a working diagnosis in those young 
people presenting with unresolved and persistent symptoms. More detailed research is required to establish if delayed diagnosis 
is a problem for young people with surgically amenable cancers, such as melanoma and sarcoma. Consideration should be 
given to developing health promotion programs targeted at general practitioners and general surgeons to raise awareness of 
cancer as a health problem in young people.  

 

10.2 The suspected diagnosis should determine the referral pathway 

Many of the cancers diagnosed in the AYA age group are highly aggressive. Their management requires intensive treatment and 
lengthy periods of supportive care. While the delivery of treatment close to home should be encouraged where possible, 
diseases experienced by AYA patients that require complex treatment should only be managed by experienced clinicians who 
see a large number of cases each year. In addition to radiation and drug therapy, surgical expertise is often critical to acute and 
long-term outcomes for many cancers. Consideration should be given to referring at the time diagnostic procedures are being 
considered, rather than afterwards.  

 

We recommend that treatment planning and management of tumours of the CNS, sarcomas, acute leukaemias and some 
lymphomas should only occur at principal treatment centres with a specialist, tumour-specific multi-disciplinary team or, in some 
instances, through shared care management. In each state, the site and nature of specialised expertise in these cancers will 
vary, and referral practices will need to reflect local resources. Bone marrow transplantation services also clearly need to be 
centralised, owing to the complexity of treatment, the high mortality for cancers treated in this way, and the substantial impact on 
the psychosocial wellbeing of patients. The NICE recommendations (2005) also include centralising the treatment of malignant 
thyroid cancers, based in part on the need for specialist surgical expertise. However, the excellent overall survival rate of patients 
with thyroid cancer (as well as the lack of chemotherapy and the short duration of treatment) does not justify centralisation of 
referrals for thyroid cancer at this stage. (Note: These recommendations are intended to be a guide for clinicians. It is recognised 
that the patient and their family will make the final decision regarding their location of care.) 
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10.3 Establish standard clinical protocols – and use them consistently 

Standard protocols should be used for the treatment of AYA cancers. There are two specific issues here. Firstly, in AYA cancers, 
there are often variations in protocols across treating centres. This particularly applies between paediatric and adult centres. 
Specific efforts should be made to harmonise treatment approaches to establish uniform best practice. The consensus treatment 
approaches should then be made widely available to help guide the treatment decisions of clinicians working at lower volume 
centres. This process should integrate with the development of disease-specific patient management frameworks, with disease-
specific tumour boards convened by the state cancer councils, and with the co-operative trials groups. Secondly, clinical 
experience is critical to optimal outcomes for rare cancers. Efforts should be made to improve communication between paediatric 
and adult oncologists treating AYA patients at Tier 3 centres. This may involve cross-appointments between Tier 3 institutions. 
We also recommend developing disease-specific multi-disciplinary meetings that are attended by paediatric and adult 
oncologists working with AYA cancers. This meeting should also include allied multi-disciplinary team representation. The 
appointment of paediatric specialists at Tier 2 centres is not practical because of low patient numbers. However, the adoption of 
standard protocols should be strongly advocated. 

 

10.4 Provide access to relevant clinical trials 

AYA patients should be offered entry to relevant clinical research trials (Albritton & Bleyer, 2003). If an appropriate clinical trial is 
not available, or the young person chooses not to participate, treatment should be based on agreed protocols. The decision to 
use a paediatric or an adult treatment protocol should be based on clear evidence of the best outcomes (NIHCE, 2005). 

 

10.5 Address fertility needs 

Research with AYA survivors indicates that fertility is an issue of concern for this age group and many patients remain confused 
about the potential impact of cancer treatment (Chapple et al, 2007; Zebrack et al, 2004). Any risks to future fertility should be 
raised with the patient before the start of treatment (Crawshaw et al, 2003). Timely information and advice should be given by 
appropriately trained clinical professionals to reduce the impression of “rushed” discussions (Chapple et al, 2007). Information 
should be provided in a clear and direct manner, ensuring that clinicians are respectful, compassionate and comfortable in their 
discussions (Crawshaw et al, 2003). Referrals should be made promptly where required. Oral discussions should be supported 
by age-appropriate written information. Young people should also be offered counselling to assist with decision-making. Talking 
to the young person on their first admission and having the capacity to facilitate this 
process on the ward provides another “safety net” to ensure that all young people have 
access to fertility preservation. In the case of male patients, if the young man is 
ambulant, it is preferable that he be transferred to an appropriate facility for sperm 
banking. However, if the young man is unwell, not ambulant, and still feels that sperm 
banking is a strong priority, consideration should be given to assisting the young person to provide a deposit in the ward 
environment. This is as simple as having an arrangement with an appropriate facility, having the means to transport the deposit, 
having privacy on the ward, and providing the young person with erotic magazines or videos if required. For females, options for 
fertility preservation are complex and the evidence base is not strong. The options include: (i) oophoropexy where radiotherapy 
may affect the ovaries, (ii) the use of gonadotrophin agonists to protect ovarian function during chemotherapy, or (iii) ovarian 

“I found that I actually had 
to really push them to start 

talking about my 
fertility.” 
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wedge resection and cryopreservation. The last two options remain unproven and are properly undertaken in the context of 
clinical research. For these reasons, it is essential to have links to specialist gynaecologic and reproductive services.  

 

10.6 Address sexual health needs 

While sexuality and fertility are often grouped together, they are actually two separate topics that both need to be addressed with 
the patient. The AYA patient is at a stage where they are often focused on their sexual development and urges. Sex education is 

important for all young people, as is access to sexual experiences (Committee on 
Psychosocial Aspects of Child and Family Health and Committee on Adolescence, 2001; 
Joint Working Party on Palliative Care for Adolescents and Young Adults, 2001). During 
lengthy treatment periods, some young people become isolated from their peers and 
sources of normal AYA information and discussion. So not only will the impact of cancer 

on sexuality be raised, but general sexual health issues may also need to be discussed with the young person, including 
contraception support. For some young patients, personal expectation relating to sexual issues is a major concern. Research 
indicates that AYA patients have more sexually related concerns than their healthy peers (Chambas, 1991). They may be 
embarking on their first sexual relationships and exploring themselves sexually or may be hearing about the activities of peers 
that are creating questions. Therefore, while this may be a topic the young person is reluctant to initiate, almost all will appreciate 
an open and frank discussion about how their treatment will affect their sexuality and their sexual behaviours. Consideration 
should be given to the needs of young people in both heterosexual and homosexual relationships. 

 

10.7 Assess use of recreational drugs with the AYA patient 

It is recommended that questions regarding past and present drug use are incorporated into the taking of a medical history. 
Discussions should be held in a sensitive and non-judgmental manner. Issues to be considered include management of drug 
dependency, associated psychosocial issues, exposure to blood-borne illnesses and interactions with medically prescribed drugs 
(especially opioids). 

 

10.8 Consider shared-care arrangements where appropriate 

While it would be ideal if all young people had access to the best care with minimum inconvenience, the nature of the diagnoses 
seen in AYA patients often necessitates access to specialist services that provide disease-specific expertise, multi-disciplinary 
care, and, where possible, access to clinical trials. More often than not, these are based in metropolitan areas and patients from 
rural Victoria are required to travel long distances to receive care. Shared care arrangements can provide the balance that 
ensures the young patient receives the best care and treatment while spending as much time as possible close to home. For 
some young people who live long distances from their primary treating centre, it may be beneficial to develop shared-care plans 
with local hospitals where some elements of care can be provided. In research investigating the benefits of shared-care 
arrangements, young patients identified the most significant positive effect (Nielsen et al, 2005). Young patients reported feeling 
“less in limbo” when formal shared care arrangements were introduced and that it improved the standard of care they received in 
general wards of local hospitals. Shared care implies personal communication and organised transfer of knowledge from primary 

“I got told that I shouldn’t 
get my girlfriend 

pregnant while having 
chemo. That’s all I got 

told ” 
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treating teams to rural hospitals and/or general practitioners (Nielsen et al, 2005). To develop such arrangements and ensure 
that the needs of the AYA patient are still being met, detailed plans and care agreements must be developed and it is imperative 
that clinicians working with AYA patients in the shared-care model have access to appropriate support and guidance. One of the 
ways to facilitate the sharing of information is to introduce patient held records that contain all discharge summaries, multi-
disciplinary correspondence, blood results, review outcomes and all other relevant details (National Breast Cancer Centre and 
National Cancer Control Initiative, 2003). The core components for such arrangements are detailed in Table 6.  

 

Table 6. Core components of shared care plans  

A consultant in the principal treatment centre takes overall clinical responsibility for care, and another consultant takes 
responsibility at the local level. 

A nursing lead is identified at the non-principal treatment site. 

A robust two-way system of communication is used to ensure the transfer of knowledge. This may include: 

• Discharge summary letters following predefined guidelines. 

• Names and phone numbers of the responsible doctors and nurses should be attached to the discharge 
summaries. 

• Specific information about the disease and its treatment. 

Written guidelines to support the agreed level of care. 

Arrangements for unexpected admissions. 

Identified contacts for families. 

Active patient involvement. 

• Patients receive both oral and written information about the shared care plan. 

• Patients also receive copies of discharge summaries and contact details of treating team. 

• Patients are encouraged to contact the local hospital/GP when facing problems they assume could 
be solved in the local setting. 

Adapted from the National Institute for Health and Clinical Excellence (2005) and Nielsen et al (2005). 
 

10.9 Introduce a pre-admission orientation program  

All young people should be acquainted with their treatment setting before their first admission (Association for the Welfare of 
Child Health, 1998). It is of great benefit to the young person to see where they will be treated, to have the opportunity to meet 
key people who will be involved in their daily care and to have an explanation of how the hospital treatment system works. This 
general orientation is best conducted by the key worker but can be done by any member of the treating team. Patients 
interviewed indicated that this process resulted in significantly reducing the pre-admission anxiety that they felt before their first 
treatment as it eliminated some of the unknowns that they were concerned about.  
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10.10 Be mindful of child protection issues 

When treating patients under the age of 18 in adult focused settings, it is important to be aware of young people at risk and child 
protection issues. All services for young people should demonstrate strong and up-to date child protection arrangements, even 
when care is delivered in an adult-focused health setting. The Victorian Department of Human Services publishes a document 
titled Babies, children and young people at risk of harm: Best practice framework for acute health care. All institutions treating 
young people should ensure that services are provided in-line with this document. Key aspects of relevance to adult institutions 
caring for young people with cancer are: (a) There is a mandated requirement upon medical practitioners and nursing staff to 
report suspected physical or sexual abuse in patients under 18 years (and under 19 where a protection order is in place); (b) 
physical, sexual and emotional abuse reported by the acute health care sector has a very high rate of substantiation on detailed 
investigation; (c) the cues to detecting sexual, physical or emotional abuse may be physical or the result of disclosures to staff.  

 

10.11 Treatment environments should be age-appropriate  

Tier 3 cancer centres should encourage the creation of an environment that promotes a sense of familiarity and safety for the 
young patient. This involves encouraging the patient to bring personal items into the hospital such as pillows, doonas, 
photographs, games, and stereos (Association for the Welfare of Child Health, 1998). Wards can facilitate this process by 
providing written information with suggested examples and having fittings, such as cork boards, available for displaying 
photographs, cards and mementos.  

 

Young patients should have access to appropriate recreational equipment at all times (Association for the Welfare of Child 
Health, 1998). This includes relevant music, electronic games, books, pool table, table tennis, computer with Internet access, 
and magazines. It is also desirable that young patients have access to drinks and snacks (National Institute for Health and 
Clinical Excellence, 2005). It is important that young people have access to a dedicated space for relaxing away from bed where 
social interaction can take place. Such developmentally appropriate entertainment and recreation facilities should also be 
available for young patients, and their siblings, in waiting areas and during waiting times. These recreational activities should not 
be viewed not as secondary to multi-disciplinary treatment but as part of the holistic care of AYA patients. Such recreational 
activities promote a feeling of normality, reduce the sense of being in a hospital setting, provide enjoyment, assist with apathy 
and depression, promote social interaction, and encourage young people to have higher expectations of their treatment period 
(Mulhall et al, 2004; Joint Working Party on Palliative Care for Adolescents and Young Adults, 2001). 

 

The ward should be flexible in accommodating individual patients and family routines. This may include having a space available 
to prepare snacks or meals if mealtimes do not suit the patient or family, flexible visiting hours to meet the needs of peers and 
family members, and late waking times to fit with the sleeping patterns of the AYA group (Mulhall et al, 2004). 

 

It is recognised that the creation of specific environments for AYA patients in Tier 2 centres is not practical at present. There are 
many pressures on hospital beds that limit flexibility in admission planning. However, in planning admissions for care, 
consideration should be given to the distress and isolation experienced by young people when placed in wards with older adult 
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patients, whose outlook both clinically and psychosocially is very different. In adult hospitals that do not see enough young 
patients to justify a dedicated AYA room, the most appropriate place for these young people is a single room. If no such room is 
available, care should be taken to ensure that the young person is surrounded by people of a similar age (Society of Adolescent 
Medicine, 1996) so they have the benefit of supportive peers (Decker, 2007; Mulhall et al, 2003).  

 

10.12 Develop strategies to reduce the amount of time the AYA patient spends on 
the inpatient unit 

All treating institutions should actively work to minimise the distress associated 
with extended hospital stays (Association for the Welfare of Child Health, 1998). 
Nursing staff interviewed reported that young people struggle (more than adult 
patients) with lengthy inpatient admissions. However, due to the cancer types 
seen in this age group and the treatment protocols for these diseases, young 
people are frequently required to spend lengthy periods on the ward. To help 
young people manage these stays, nursing staff have identified a number of ways 
to reduce the length of time spent on the inpatient unit. These include: (i) suggesting that the young person ring the ward on the 
day of their admission to determine the best time to present to the ward and reduce unnecessary waiting times, (ii) having bloods 
taken the day before admission to reduce waiting times or unnecessary trips to the hospital when blood counts are low, and (iii) 
having chemotherapy orders written up the day before each admission to reduce waiting times. 

 

10.13 Introduce a primary nurse model during inpatient care 

Consideration should be given to implementing a primary nurse model for young people with cancer requiring prolonged and 
frequent inpatient admissions. A primary nurse model assumes that the care of an inpatient is managed and coordinated by one 
nurse from the time of admission through to discharge. The primary nurse then liaises with the multi-disciplinary team and other 
allied health professionals to ensure that the patient receives continuity of care. In discussions with nursing staff, all identified the 
benefits of this nursing model when working with AYA patients and highlighted the importance of maintaining the same primary 
nurse throughout the treatment period. 

 

10.14 Be mindful of inpatient planning for supportive care 

Young people have specific and often complex supportive care needs that require regular review throughout their treatment 
period. Social work, psycho-oncology, dietetics, palliative care, occupational and 
physiotherapy are just a few examples of support services that may form part of multi-
disciplinary care. It is important to be mindful of these needs when booking patients in 
for treatment. Nursing staff interviewed indicated that it was particularly challenging to 
ensure that young people had access to all the support that they required when they 
were booked in for treatment beginning on a Friday and being administered over the 
weekend, as many services are generally only available Monday to Friday. Thus, the timing of when young people come in for 

“I didn’t feel that there were 
people there to talk to. 

Nobody said ‘How are you 
coping with this?’ Never!” 

Penny, 23 years 

“I guess they had the 
perception that a few hours 

are not going to make a 
difference. But it made a 

whole lot of difference. Dad 
came in at 5am one time to 

pick me up ‘cause I was going 
to get out of there as soon as I 

could.” 

Max, 21 years 
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treatment can actually influence how their needs can be met. It is recommended that young people are booked in for treatment 
earlier in the week to ensure that they have full access to appropriate support. It is also recommended that the ward staff (who 
generally have the greatest opportunity to develop trusting relationships with young patients) play a role in promoting the 
importance of supportive care referrals and reviews. 
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11. Supportive care: principles and practice recommendations 

 

Due to the complexities of the life stage, AYA cancer patients should have access to a range of multi-disciplinary supportive care 
expertise. Depending on the location of treatment, this may involve access to a combination of community support services, 
secondary consultation with an expert team, cross-institutional referrals or institution-based supports. Supportive care for a 
young person and their family should be provided during active cancer therapy, long-term follow-up and palliative care, as well as 
for families after bereavement. Specific recommendations in relation to this support are detailed below.  

 

11.1 Identify a designated AYA key worker 

AYA patients report feeling overwhelmed by the information offered at this stage and can begin to feel that they are navigating a 
tricky and complex system alone. Effective cancer care often requires interventions from several clinicians – and there is rarely a 
single person coordinating the care, particularly when care takes place across settings or in shared care arrangements. Unlike 
the paediatric system where there are resources available to help navigate the system, the adult system relies on the patient to 
find their own way. This can be a daunting task for a young person who is just learning to separate from their parents and find 
their way in the world. A designated key worker can ensure that relevant information is provided and that the young person 
receives appropriate monitoring (see Table 7). The designated key worker should be a member of the multi-disciplinary team. 
Generally a nurse or social worker, the designated key worker offers consistency, advocacy, advice and support in a fragmented 
system. They promote a holistic approach and are identified as central to the coordination of care. In the future, they may also 
play a role in case-managing AYA patients, particularly if treatment requires that they move between institutions or involves 
shared-care arrangements. The person designated to perform this task may change over time with changing circumstances.  

 

Table 7. Role of the key worker (as described by the National Institute for Health and Clinical Excellence, 2005). 

Provide practical and emotional support to the young person and their family. 

Coordinate the provision of information that is timely, is age-appropriate, meets the needs of the family and is understood. 

Ensure the provision of a written care/treatment plan (after undertaking an initial needs assessment of the young person and 
their family). 

Liaise with health and social care agencies and professionals in the community, including the primary care team. 

Liaise with educational institutions and support the young person’s reintegration into the education system wherever possible. 

Ensure that young patients and their family acquire new skills as needed (for example, care of central venous access devices). 

Case-manage the care needs of the young person and family as they move between care settings along the patient pathway. 

Coordinate palliative and terminal care to provide specialist advice and support to families and health care professionals. 
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11.2 Employ a preventative approach to psychosocial needs  

Due to the inherent stresses attaching to a cancer diagnosis and the psychological vulnerabilities associated with this life stage, 
a preventative approach to psychosocial support, rather than crisis intervention, should be employed by all members of the multi-
disciplinary treating team. Lack of psychosocial support during and after treatment has been identified as a potential factor in the 
lower levels of treatment adherence among AYA patients than in other age groups (Adolescent and Young Adult Oncology 
Progress Review Group, 2006). As a result, appropriate psychosocial care may have direct implications for survival. 

 

As part of this approach, young people should be offered the support of a social worker at the time of diagnosis. Focus group 
research conducted by the onTrac@PeterMac team has indicated that some young people continue to go through their entire 
treatment without any contact with a social worker (Palmer et al, 2007). This practice is putting the psychosocial health of the 
young person at risk. A full psychosocial assessment should be conducted during care planning and at regular intervals 
throughout the cancer journey. There should also be access to specialist psychological support if required. Treatment centres 
without ready access to such services should develop a directory of appropriately trained mental health professionals for referral. 

 

While many young people show amazing resilience throughout their cancer journey, by ensuring that all young people receive 
regular assessments the treating team can identify those at risk of a negative psychosocial outcome and can monitor their 
progress (Sourkes, 2006). Cancer treatment often involves an accumulation of stress over time. Thus, a young person who was 
evidently coping at diagnosis may, over time, need additional supports to get through their treatment journey. A preventative 
approach (involving regular assessments) ensures that young patients are getting the support they need, even as their needs 
change. Issues that should be addressed when working psychotherapeutically with an AYA cancer patient include body image 
and existential issues. They may have newly developed romantic interests. They may have concerns about completing their final 
years of high school or their university studies. They may have recently found full time work 
and are yet to build up a track record and/or relationship with their employer. They may have 
concerns about future fertility. They may worry about how their diagnosis will affect family 
members and friends. They may feel emotionally overwhelmed by the health system they 
have been thrust into. All of these issues need to be raised and addressed by a qualified 
health professional.  

 

11.3 Use age-appropriate assessment tools 

There exists a dearth of age-appropriate assessment tools available for young people. Often paediatric or adult measures are 
distributed with the assumption that they are “close enough”. This situation may be creating a gap in our knowledge of AYA 
oncology and the care that we are providing to this group. Therefore, if we are to improve our understanding of AYA oncology, 
psycho-oncology and supportive care needs, we must do so through the continued revision of psychometric scales. A specifically 
developed AYA assessment tool, which combines a clinical assessment, the HEADDS assessment, and a strength-based 
assessment within a medical context, is presented in Appendix 3. 

 

“Although the people were 
lovely I didn’t ever feel 
like they were really 

interested in my 
emotional needs. They 

seemed very busy.” 

Nat, 21 years 
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11.4 Regularly assess patient needs 

The Guidelines for Hospital Based Child and Adolescent Care require that patient assessments occur to support the planning 
and implementation of care. Such assessments must be carried out by persons with appropriate expertise and must be 
coordinated to avoid duplication. These guidelines also recommend that there be a hospital-based protocol for the identification 
and referral of young people and their family members with high levels of distress or adjustment difficulties. A structured, age-
appropriate psychosocial assessment should be conducted at regular intervals throughout the cancer journey. Assessments 
should include not just the needs of the AYA patient but also the needs of siblings, parents, partners and significant others. 
Information needs, practical needs, support needs, financial needs, and educational or employment needs should all be 
assessed. At a minimum, screening should take place during: (i) diagnosis/care planning, (ii) treatment, (iii) treatment 
completion, (iv) early survivorship, (v) relapse, and (vi) palliative care. 

 

11.5 Assess practical needs recognising the key role of the family 

The majority of AYA patients will be reliant on family during their treatment. Of those who had previously left the family home, 
many will return home for at least some time during their treatment. Therefore, the practical needs of the patient during their 
treatment are enmeshed with the needs of the family. Not only will the young person have to manage the changes to their 
working life, education and mobility, so will their family. The costs associated with screening, medical procedures, support 
services, and even childcare, can cause significant worry for the young person and their family. Travel and accommodation costs 
are of particular importance for patients who may have to travel significant distances to access specialist care and experience 
prolonged hospital admissions (National Institute for Health and Clinical Excellence, 2005). Many of the parents interviewed 
either quit work for a period or negotiated a reduction in working hours. Such changes in circumstance place financial pressure 
on the family. These pressures on AYA patients and their families are rarely addressed in adult-focused settings. To support the 
AYA patient and their family, it is recommended that they are provided with access to 
information about their rights to government benefits and assistance from not-for-profit 
organisations and community agencies. 

 

The involvement of parents and the participation of the family in the care of the AYA 
patient must be negotiated and reviewed during all stages of care. Treating teams 
should approach family involvement in a flexible way that focuses on what is in the best interests of the patient. The effect of a 
diagnosis of a young person on other family members can be profound (Giannona & Malek, 2002). Given the importance of the 
family to the ongoing support of the patient (Banner et al, 1996), it is essential that the family is given access to appropriate 
support to help them to cope (Association for the Welfare of Child Health, 1998). For institutions that do not routinely offer such 
in-depth support, it is recommended that they develop relationships with community organisations so that timely referrals can be 
made for family members. This is particularly important for siblings, who can often feel deprived, lonely and vulnerable when the 
attention of their parents is focused so strongly on the needs of the sick family member (Joint Working Party on Palliative Care 
for Adolescents and Young Adults, 2001). School psychologists and welfare coordinators are particularly good resources for 
providing support to school-aged siblings. 

 

“Being a young adult, there are 
some times you still need your 
parents for support but at other 

times you don’t…”  

Dave, 20 years 



60 

AYA Best Practice Framework 

11.6 Be mindful of developmental implications when working with AYA patients 

To assist adolescents in managing a diagnosis, an understanding of the developmental implications is vital. It is not appropriate 
to assume that individuals of all ages will respond to diagnosis in the same way. The AYA developmental stage may affect: (i) 
how the young person understands information, (ii) how they appraise information, (iii) their capacity to identify or label emotions, 
(iv) their level of emotional reactivity, (v) their life priorities, (vi) their ability to comprehend long-term implications, (vii) their ability 
to express themselves verbally, (viii) the availability of resources that they have, (ix) their level of self confidence to move through 
the health system and survive their diagnosis, and (x) the level of involvement of family members during the patient journey. 
Knowledge of normal behaviours and responses that accompany the AYA developmental stage are crucial when evaluating the 
impact of the illness on the young person, the appropriateness of their responses, and the need for additional supportive care 
(Sourkes, 2006). 

 

11.7 Address schooling, education and training needs as a priority 

During this time of significant disruption, young people often feel a greater need to maintain normality and the disruption of their 
education can be a particular source of anxiety. All young people of school age have the right to continued education despite 

their medical situation and the treating team has a responsibility to facilitate this 
(Association for the Welfare of Child Health, 1998). There are a range of benefits 
associated with helping the young person to remain connected to their education, 
including the following. (a) It ensures that the basic right of the young person to an 
education is upheld. (b) It gives the AYA patient something else to focus on during 
treatment. (c) It keeps the young person focused on the future. (d) It reduces the amount 
of schooling that needs to be repeated after completion of treatment. (e) It enables the 
young person to maintain links with their peers.  

 

Supporting the young person with their schooling may involve ensuring that they have a private space to study, liaising with the 
school in relation to special consideration, helping to manage the responses of the other students, and supporting the continued 
connection of the patient to the school with extra-curricular activities. If well supported and coordinated, a patient can continue on 
with some schooling throughout their treatment period. This can be a great relief and motivator for the AYA patient and can be 
used as an “adherence hook” when needed. 

 

An agreement should be developed between the patient, the treating team, and the school that addresses some of the difficulties 
the young person will be facing in their education while undergoing treatment. Included in such a contract should be the process 
for liaising with the school, details of a contact person, an agreement on timely contact with relevant teachers, and the provision 
of computers to facilitate the young person’s continued education (Association for the Welfare of Child Health, 1998).  

 

In the experience of the onTrac@PeterMac education advisor, some schools have a tendency to say to the patient: “don’t worry 
about your work, just focus on getting better”. While this is said with the best of intentions, this approach does not produce the 

“I was supposed to go to 
Uni and they forgot to tell 

my school about special 
consideration points. I 
was two points off my 
final marks and with 
special consideration I 

could have got into Uni - 
But now I’m stuffed.” 

Josh  17 years 
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best outcomes for the young person. When guidance is offered to schools in relation to the best way to manage this situation, 
they are generally grateful for the assistance and responsive to the suggestions of the treatment team. Information should also 
be provided to schools about the best way to support students as they come to terms with the illness of one of their classmates. 
A more detailed guideline for developing and maintaining relationships with the school is detailed in Appendix 6. 

 

11.8 Help the young person to effectively manage their peer relationships 

Peer relationships are central to the world of the developing young person and the treating team should help the AYA patient to 
manage these important relationships. The young person should be given information about how to tell friends and how to 
manage the responses of friends, and tips on how to maintain friendships during treatment. The reality is that diagnosis and 
treatment can have a negative impact upon some peer relationships and links with friends can be lost. This can occur for a range 
of reasons including: (a) friends feeling overwhelmed by the cancer experience and unsure how to offer help, (b) friends getting 
on with life while the patient misses school or university due to treatment, (c) the diagnosis and treatment interrupting the crucial 
transition between school and work, (d) feeling different from previously close friends, (e) feeling part of the “sick world”, and (f) 
loss of confidence (Joint Working Party on Palliative Care for Adolescents and Young Adults, 2001). Teams working with young 
people can help them to maintain friendships by encouraging peer interactions when they are an inpatient. This may take the 
form of encouraging “pizza nights” with friends, making sure the ward is a welcoming place to visit, providing a private place for 
young people to gather, and providing information for peers that will alleviate their concerns. All of these strategies may improve 
the quality of life of the young patient and the support that is available to them.  

 

11.9 Use age-appropriate mental health interventions  

Interventions used to manage and respond to AYA distress should not be the same as those used with older patients as young 
patients display their distress in different ways (NICE, 2005; clinical guideline 28; Sourkes, 2006). It is imperative that the mental 
health professionals working with AYA patients are aware of developmental differences and are up-to-date on the best practice 
treatment of the AYA age group. It should not be assumed that a psychologist or psychiatrist trained and experienced in working 
with adult patients will have the skills and expertise to work with AYA patients. Therapists working with this age group should 
have specialist training in working with young people (NICE, 2005; clinical guideline 28). If a treating institution does not have an 
appropriate psycho-oncologist available, a referral directory to community and private mental health professionals should be 
developed and used. If a hospital treats a reasonable number of AYA patients per annum (eg more than 10), the staff psycho-
oncologist should be encouraged and supported to attend appropriate further education and development.  

 

11.10 Set boundaries around expected behaviour 

Young people respond well to firm boundaries. It provides a sense of safety and promotes trust. However, the AYA stage of life 
is all about pushing boundaries and this is where much of the challenge in working with the age group emanates from. It is very 
important that the young person is aware of what is, and is not, acceptable behaviour when inside the hospital. It is 
recommended that these “ground rules” are set as early as possible, that they are very clear, and that they resemble the rules 
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that would be expected in the home environment. It is often best for teenage patients if this discussion is had with parents also 
present so that all those involved in the treatment journey are aware of the expectations. 

 

11.11 Support the patient to live a “normal life”  

The treatment time for many young patients can stretch over a year. This is a long time for any person, but an extremely long 
time in the relatively short life of the AYA patient. It is very difficult for the young person to maintain their motivation throughout 
this period if they do not maintain a reasonable quality of life. As has been mentioned previously, it is important throughout the 
cancer journey that the young person has the opportunity to continue to live as normal a life as possible, to continue to achieve 
developmental tasks, and to participate in the many milestones that occur during this stage of life. This can include “rite of 
passage” events such as 18th or 21st birthday parties, school or university graduations, debutant balls, school recitals, etc. When 
these activities are coming up, it is important that the treating team is aware of them and are flexible (where possible) about 
treatment dates, consultation times, and procedures. This may include day leave from the ward or an extra day between 
treatments if the young person is feeling unprepared mentally to continue. Showing flexibility and an understanding of the 
importance of these parts of the young person’s life helps to support adherence and encourages the development of a more 
trusting relationship with the AYA patient.  

 

11.12 Address the patient’s spiritual and existential needs  

Exploring one’s spirituality and existential understanding of the world is both part of the AYA developmental stage and a 
recognised response to a cancer diagnosis. All young people should be given the opportunity to explore these issues and it’s 
important that all those working with young patients be mindful of these needs. While the provision of spiritual support may not 
always require specific pastoral care services it is recommended that there be access to such services if requested by the young 
person. Meditation and reflexology have been shown to be particularly helpful for young people at Peter MacCallum.  

 

11.13 Arrange access to a dietician  

Body image is extremely important to young people and a preoccupation with how they look and how the treatment is affecting 
how they look is entirely appropriate. The issue of weight and muscle loss due to treatment is particularly upsetting for the young 
males interviewed. Throughout the consultation process a number of young people spoke of the potential benefits of having 
access to an AYA trained dietician. Many said that this was a need not currently being addressed and suggested that a dietician 
be added to the multi-disciplinary team looking after their care. Research also suggests that “nutritional support in AYA cancer is 
an important part of supportive care and as treatment has become more intensive this has become even more essential” 
(National Institute for Health and Clinical Excellence, 2005, p. 63). The provision of nutritional advice can assist in recovery, 
improve general quality of life and wellbeing, and reduce the likelihood of ongoing nutritional problems. 
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11.14 Use appropriately trained volunteers and pastoral care workers 

It is desirable that volunteers and pastoral care workers are selected to work with young patients based on previous AYA training 
and experience. It is strongly recommended by the Association for the Welfare of Child Health (1998) that the selection process 
includes a criminal record check. This is particularly important if the hospital is treating AYA patients under the age of 18 years.  

  

11.15 Treating institutions should have a cross-institutional psychosocial handover procedure  

In many cases, young people are treated across several institutions. While medical handover is regarded as standard practice 
and a legal duty, it is important to also ensure adequate handover of supportive care. When AYA patients are transferred to other 
treatment centres, it is essential that a cross-institutional handover occur to help provide consistency of care and avoid 
unnecessary duplication of assessments. This is best achieved by using a mutually agreed handover document that 
accompanies all medical information. A sample document is presented in Appendix 4. 

 

11.16 Quick tips for working with AYA cancer patients 

• Be aware of where the young patient is in their development – and how this affects their experience. 

• Understand and interpret the AYA patient’s behaviour from their perspective. It is important to try to “put yourself in their 
shoes”. This can help you to understand unexplainable behaviours and responses.  

• Set well-defined boundaries, but show flexibility when possible. This can promote trust and safety. Clearly articulate to the 
young person where any “grey areas” are in their treatment and care planning. Encourage them to participate in planning 
their care by providing options in these areas. This can enhance the patient’s sense of autonomy during treatment, but also 
their respect for the “black and white” areas of treatment that are simply not open to negotiation. This management method 
has been very successful for the onTrac@PeterMac team.  

• Follow through on commitments. Due to their cognitive development, egocentrism and still-developing ability to imagine 
“other worlds”, young people are often less forgiving if commitments are broken. When making commitments to AYA 
patients, it is very important that these are followed through to maintain a trusting relationship. If commitments need to 
change, it is important that the reasons behind the change are quickly addressed with the young person.  

• Have a holistic approach to the young person. If treating teams understand the AYA patient’s goals, resources, past 
experiences, current relationships and future expectations they are better able to understand what will interest and motivate 
them. This can help with treatment adherence and this holistic understanding can be used to encourage the young person 
to maintain interests and goals outside of their treatment. 

• Set mutual goals with the patient. This promotes control and assists the development of autonomy. It is important to 
remember that lack of involvement in decision-making can have a negative effect on a young patient’s sense of self and 
developmental tasks. It is best to negotiate, rather than dictate, when working with this age group. 

• Nurture realistic expectations to reduce the risk of failure. Sometimes this means discussing information repeatedly until the 
young person understands. 
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• Help the young person to identify and strengthen their supports. This may involve providing opportunities for contact with 
peers while an inpatient. It also involves encouraging phone calls, visits, Internet access and privacy for peer interactions. 
Research has shown that with greater support available, the patient is less likely to suffer psychological distress (Neville, 
1998). 
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12. Survivorship care: principles and practice recommendations 

 

Survivorship is about more than just the physical late effects of treatment. It encompasses all of the issues, positive or negative, 
that can be traced back to the cancer experience and that have a continuing impact on the life of the young person. Research 
conducted by onTrac@PeterMac in 2004 raised a number of areas of survivorship care that were not being addressed and 
highlighted the need to begin planning for survivorship at the time of diagnosis (Palmer et al, 2007). By supporting the young 
person with their education, supporting them to maintain relationships with peers, assisting them to manage changes in family 
relationships, encouraging them to maintain a level of independence and encouraging them to continue with their developmental 
tasks, treating teams can provide the AYA patient with a platform to continue into a healthy and productive adulthood. If these 
supports are not in place during treatment, the young person faces a daunting task trying 
to re-ntegrate and continue with development once treatment has ceased. Thus, the 
treating team has a responsibility to not only provide the best medical care possible but to 
offer the AYA patient comprehensive psycho-social-emotional support that helps them 
maintain as “normal” a life as possible during treatment and beyond. 

 

12.1 Encourage the maintenance of a relationship with the primary oncologist 

Wherever possible, it is recommended that young people continue to have contact with their primary treating clinician for the first 
12 months after completion of treatment. Many young people interviewed for this document spoke of being “handed over” to 
other clinicians immediately following the end of treatment. This made them feel like they were being abandoned and that their 
needs were no longer seen as important. Some young people said they were reluctant to ask the new clinician questions that 
were significant to them because they “didn’t really know me well enough”.  

 

12.2 Provide monitoring of survivors for late effects  

Survivors of AYA cancer are one of the higher risk groups seen by health care professionals (Oeffinger & Hudson, 2004) as the 
treatment administered to cure cancer in this age group also affects the developing tissues of the young person. Thus, AYA 
survivors are at risk of developing late effects across many domains. It is recommended that late-effects observation of survivors 

is coordinated through the treating institution. Cardiac, endocrinological, psychological, 
neuropsychological and neurological late effects are common and some patients may 
develop a second malignancy. Of particular relevance for this age group are the effects 
on fertility, with approximately 15% of AYA patients having a high risk of early and 
irreversible gonadal failure (National Institute for Health and Clinical Excellence, 2005). 
It is also recommended that clear lines of communication and referral should be 
established with specialists in endocrinology, gynaecology and reproductive medicine 
(National Institute for Health and Clinical Excellence, 2005). Long-term follow-up is 

essential because these complications are often not identified until decades after treatment (Oeffinger & Hudson, 2004). 

“It’s like they’ve cured  
you of having cancer  
so everything else is  

now irrelevant.” 

Rachael, 20 years 

“I definitely think that other 
things have been affected in 
my body. I know I’m not the 
same as I was before. I know 

I’m tired. I get sick really 
easily. I know I’ve been 

depressed, but no-one talked 
to me about that.” 

Sammy, 21 years 
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12.3 Develop written survivorship care plans 

Follow-up consultations should ideally result in the development of written survivorship care plans so that all young people are 
aware of all follow-up arrangements, the available supports, referrals, contact details, etc. Such plans can increase the patient’s 
sense of confidence in managing the transition to survivorship and provide reassurance that there is support available if required 
and that they have not just been forgotten now that they are “cured”.  

 

12.4 Provide supportive care options 

Due to the complexities of cancer treatment, the often disabling effects of treatment and the rigid timelines, much of the 
emotional processing associated with a cancer diagnosis does not occur until the survivorship phase. It is often not until 
survivorship that young people start to process the enormity of their experience, the fears associated with surviving a life-
threatening illness and the existential issues that accompany such an experience. It is not uncommon for young people to 
express survivor guilt, a need to do something “really special” with their life, and a desire to meet other people going through a 
similar change in world-view. Young people can experience difficulties reintegrating into their old friendship groups with a sense 
that they are somehow “separate” from others due to their experiences. Comments such as “increased empathy” and “forced 
maturity” are regularly used to describe how they feel different from their peers. Post-traumatic stress disorder has been 
identified in AYA cancer survivors (Rourke et al, 1999), as have depression, anxiety, low self-
esteem, and sexual problems (Langeveld et al, 2002). The young patient should be given the 
opportunity to discuss these feelings with a trained professional and receive the support they need 
to make sense of their cancer experience. 

 

The need for post-treatment supportive care and counselling has been identified by AYA survivors as a major unmet need of the 
patient journey (Zebrack et al, 2006). The ideal model would be for the social worker or psychologist involved as part of their 
treatment team to be available for a minimum of six months after treatment to help with the difficult process of adjusting to life 
after cancer. This work would enable the young person to move on from their experience into successful adulthood and help 
them to integrate the experience in to a meaningful personal history. It would also lessen the risk of suicide that has been 
identified among a significant minority of AYA survivors (Recklitis et al, 2006). It is recognised that the limitations of the health 
care system, and the enormous numbers and heterogenous needs of survivors, mean that significant new resources are 
required to achieve this goal.  

 

12.5 Conduct regular assessments 

Diminished quality of life is known to be a potential outcome of a cancer experience during this life stage (Oeffinger & Hudson, 
2004). All young people should have a full assessment of needs and psychosocial functioning at the first appointment post-
treatment. This should occur regularly (ideally at six-monthly intervals) for the first five years following treatment – and yearly 
thereafter. These assessments should address the issues most pertinent to AYA survivors, including: intimate relationships, 
family relationships, friendships, schooling or educational needs, reintegration into the workforce, physical problems and late 

“There’s always 
that niggling 

fear of 
recurrence.” 
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effects, sexual concerns, fertility, planning for future goals, pre-scan anxiety, depression, adjustment, and fears of recurrence. 
Fear of recurrence is an issue that is regularly identified in cancer survivors and has been found to be strongly related to the 
survivor’s quality of life and psychological wellbeing (Lee-Jones et al, 1997). Thus, it is an area that requires thorough follow-up 
and management. 

 
12.6 Provide the AYA patient with a complete treatment summary  

Adolescents and young adults are a transient group and they may not receive all post-treatment screening and medical 
management from the same institution that managed their active treatment. Therefore, it is important for the young person to 
have a summary of all the treatment that they received, complications they experienced, and a list of potential long-term impacts. 
Another reason why this summary is particularly important for AYA patients is because their parents often manage treatment and 
many young people report having “no idea” what treatment they received. As the survivorship and late-effect issues faced by 
AYA cancer patients are different from those in other age groups, treating institutions should be providing this group of survivors 
with tailored, up-to-date and age-appropriate written information.  

 
12.7 Help the young person to reintegrate 

All institutions treating young people should have access to resources and/or 
referral information that can help the young person to reintegrate into “normal” 
society. This includes documentation about the expected responses to 
survivorship, return-to-work assistance, educational assistance and 
psychosocial support services. Where possible, patients entering into 
survivorship should be reviewed by a multi-disciplinary team (National Institute for Health and Clinical Excellence, 2005). 

 

12.8 Prepare the patient for returning to school 

Returning to schooling can be a particular challenge for survivors and an area that may require dedicated post-treatment support 
(Eiser & Vance, 2002). Problems with peer relationships, ongoing fatigue and physical effects, catching up on missed work, and 
re-adjusting to the routines of the classroom should all be addressed with the patient, the key worker and the school. It is advised 
that planning for returning to school begin before completion of treatment.  

 

12.9 Provide opportunities for young survivors to meet each other 

Providing opportunities for AYA cancer survivors to meet each other is very important (Decker, 2007) and this was identified by 
AYA survivors as an area that could improve post-treatment care (Zebrack et al, 2006). Indeed, such opportunities were ranked 
as more important than the support offered by family and friends. Such opportunities can help to foster a “group identity”, which 
is important during this developmental stage but may not have been possible in other aspects of life while the patient was 
undergoing treatment. 

 

“I got totally lost after I had 
cancer. I was told I couldn’t do 
my job any more, so I was just 
trying to think of what I was 

going to do with my life.” 

Chris, 23 years 
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13. Palliative care: principles and practice recommendations 

 

An experienced palliative care physician who was interviewed for this document identified several challenges that relate to 
working with the AYA palliative cancer patient. He noted that the family dynamics, the young person’s relationship with death, 
and  the attitude of treating clinicians were all distinctly different in AYA palliative care and adult palliative care. Firstly, family 
dynamics are different for AYA patients because they involve “blended generations” – for example, when the parents and the 
intimate partner of the patient are struggling to work together to support the young person. The challenge in these instances is to 
manage the conflict that can arise over who is the primary carer. Such a conflict is less likely to occur inyounger or older patients. 
Secondly, he noted that the young person’s relationship with death is “unexplored at worst and conflicted at best”. This can lead 
to an existential crisis that is not seen in younger patients, who haven’t yet developed the cognitive ability to explore these 
issues; and the older age groups, who are more likely to have thought about their own mortality before a diagnosis. Finally, he 
highlighted the distinct approach that clinicians have to managing and communicating palliative care issues with the AYA age 
group. It is more “frightening” for the clinicians to talk about death with young patients 
as it is more often interpreted as a “failure”. As one paediatric oncologist said: “with 
young people, going for a cure is such a major thing that referring to Palliative Care can 
have a sense of ‘giving up’.” 

 

One of the great challenges of working with young patients as they move into palliative 
care is the emotional response this can elicit within the treating team and all those working with the patient. Working with patients 
with advanced cancer is recognised as a particularly challenging experience that can have psychological effects for clinicians 
(National Breast Cancer Centre and National Cancer Control Initiative, 2003). Some staff may be only a little older that the 
patients themselves and they may develop strong relationships that can lead to an inappropriate blurring of the personal–
professional boundary (Joint Working Party on Palliative Care for Adolescents and Young Adults, 2001). Meanwhile, older staff 
working with young patients may also have boundary problems as they may respond to them as if they were their own children 
(Joint Working Party on Palliative Care for Adolescents and Young Adults, 2001). Thus, those working with young palliative care 
patients need to be very mindful of this response within themselves and other team members – and ensure that appropriate 
supports are available for all staff. 

 

13.1 Introduce palliative and symptom care early 

It is essential that young people have time to build a trusting relationship with palliative care teams, both hospital and community 
based. Research conducted by the onTrac@PeterMac team has indicated that where palliative care has been introduced early, 
young people develop stronger relationships with the team and are more likely to die at home than in hospital. When in the 
hospital system, it is recommended that, where available, palliative care is integrated with primary health care provision. Ideally, 
a member of the palliative care team should be introduced soon after diagnosis and explain their role as a member of the team 
who is there to help with the control of symptoms. This gives the young person the opportunity to build a relationship over time 

“My girlfriend thinks that my 
mum and dad are too involved. 
She wants to take more care of 

me rather than my mum.” 

Lachlan, 21 years 
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and avoids the potential distress resulting from a referral during a crisis situation. This is particularly important for clinical 
presentations where the prognosis is known to be poor. In relation to community-based palliative care, referrals should occur as 
soon as the young patient has palliative care needs, rather than waiting for end-of-life care. There should be regular liaison 
between the treating teams and community palliative care services to ensure that all involved in the young person’s care are well 
informed of the goals of care and important clinical issues, current and anticipated. The key worker plays a crucial role in this 
process. 

 

13.2 Young people should be supported to die in their place of choice 

An audit of all deceased AYA patients whose treating team was based at Peter MacCallum Cancer Centre from July 2004 to 
August 2006 revealed that 72% were highly likely to have preferred to have end-of-life care at home. However, just 38% of these 
patients actually died at home. By ensuring that referrals to community palliative care services are made as early as possible 
(which will allow time to build trust and engagement), we can increase the percentage of young people who have access to 
home-based end-of-life care. This is particularly important for young people living in rural areas. 

 

13.3 Focus on maintaining continuity of care 

Continuity of care is extremely important during palliative care. Rather than handing care over to secondary care teams once the 
young person enters the palliative phase, it is recommended that the original treating team maintain some contact with the young 
person. Young people are prone to feeling abandoned when their care is transferred.  

 

13.4 Continue to involve the young person in decision-making 

All young people should be included in the decision-making process throughout their cancer journey and this remains the case 
during the planning and provision of palliative care. This may involve health professionals having to balance the tension between 
what is considered best practice and respecting the young person’s autonomy in decision-making. 

 

13.5 Ensure psychosocial support is available and flexible 

While psychosocial (psycho-oncology) support is important at all stages of the cancer journey, the needs of young people facing 
death may become even more intense and access to supportive care is essential (Craig, 2006). Young patients who are facing 
death need an opportunity to explore their feelings without fear of upsetting family members or partners. The value of having an 
opportunity to speak openly in a confidential environment with a trained health professional should not be underestimated. 
Research indicates that depression in this group is not uncommon (Joint Working Party on Palliative Care for Adolescents and 
Young Adults, 2001). However, there is some confusion about AYA responses that indicate sadness and anticipatory grief and 
those that indicate clinical depression (Sourkes, 2006). Clinicians should be cautious when diagnosing the mental health of AYA 
cancer patients, as the symptoms are often transitory – and they could be a result of medical treatment or other factors. 
(Sourkes, 2006). 
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13.6 Provide access to psychosocial support for family members and partners  

The supportive care needs of the patient’s loved ones may increase during this time (Lewis & Prescott, 2006). It is important to 
ensure that supportive care is available for all family members and partners. In cases where supportive care has been previously 
refused, it is important to repeat referral options during this stage. For those treating institutions that do not have access to such 
services internally, appropriate referral information should be included for grief and loss therapists within the community referral 
directory. If the AYA patient feels adequately supported by the treating team and does not wish to be involved with another 
service, their family members or partners may be referred to a community-based palliative care service for psychosocial support. 

 

13.7 Support peers to continue their involvement with the patient during this time 

Many young people in the palliative phase of their illness can become isolated and lose the opportunity to chat with their friends 
and do the ordinary things that young people enjoy (Joint Working Party on Palliative Care for Adolescents and Young Adults, 
2001). However, the desire of young people to have involvement with their peers does not cease during the palliative phase. It is 
important that the treating team, nursing staff and family continue to encourage peer interaction. This may involve giving 
emotional support and information to the peers that visit the patient, providing private spaces where the young person and their 
friends can interact, and offering the peers an opportunity to ask questions and address their own fears about death and dying. 

 
13.8 Ensure end-of-life planning is structured and coordinated 

End-of-life planning should be proactive and multi-disciplinary and should incorporate the unique needs of the young person and 
their family. A clear plan of action can serve to decrease the anxiety of caring for the young person and reduce the likelihood that 
the deterioration of the young person’s condition will be a crisis situation. While proactively planning for end-of-life care is ideal, it 
must be acknowledged that this is not always possible. End-of-life care planning is sometimes denied by the pace of disease, by 
unanticipated death and in situations where patients and their family are not willing or able to discuss end-of-life care. 

 
13.9 Foster an honest relationship with the dying young person 

Young patients regularly report that they value honesty from their treating team. It is essential that such honesty is maintained 
during the palliative care stage, regardless of how difficult this may be. Communication must be clear and easily understood. 
Time should be available after all discussions to answer any of the patient’s questions. Treating teams should be prepared to 
repeat discussions on a number of occasions so the patient and their family fully understand the implications. Treating clinicians 
must have an honest discussion with the patient when the decision is made to change the goal of treatment. Young patients are 
often not informed in a timely manner due to the discomfort of the clinician or the uncertainty of the family, or in the misguided 
belief that the AYA patient is best served not knowing. As noted by the Joint Working Party on Palliative Care for Adolescents 
and Young Adults, “there is no defence for hiding behind capacity or age to excuse inadequate discussion” (2001, p. 16).  

 

13.10 Ensure that general practitioners are included in all communication 

The GP becomes increasingly important in the provision of care for a young person during the palliative stages of their cancer 
journey. This is particularly the case in rural areas where access to specialist palliative care is limited. While the GP may have 
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received some correspondence in the form of outpatient letters and discharge summaries during the treatment phase, it is likely 
they have had very little contact with the young patient. To ensure the patient’s smooth transition between settings of care it is 
essential that all concerned in the care of the young person are well informed of the important clinical issues. Case conferences 
with GPs should be routine practice when a young person returns to their community for palliative care. These conferences 
should address the goals of care and any current and/or anticipated issues. Palliative care services should also provide ongoing 
support for GPs as a priority. Ensuring that the GP is well informed about the patient’s status will improve the likelihood that 
young people can stay in their home or community rather than returning to the treating institution or inpatient palliative care. 

 

13.11 Consider the inclusion of community services in multi-disciplinary team meetings 

Where possible, invite a representative of the community palliative care service to attend multi-disciplinary team meetings. This 
may be instigated through the inclusion of an invitation and a list of meeting times with the initial referral letter. This practice can 
support integrated care planning that meets the needs and wishes of the young person and their family. 

 
13.12 Family members and partners should have access to education about the dying process 

The end stages of a young person’s life can be very distressing and even more so if family members are not aware of what is 
happening. This has been identified by parents as a key concern during this stage of an illness (Lewis & Prescott, 2006). 
Regardless of the place of death, it is important that loved ones are informed about what to expect, how to respond, and who is 
available to assist them (Palliative Care Australia, 2005). This information should cover topics such as the physical process of 
dying (i.e. changes in breathing patterns), psycho-education, and looking for signs of symptom relief. There are a number of 
brochures available but they should be distributed in a supported environment. 

 

13.13 Ensure appropriate support and supervision is available for staff  

Working with, and caring for, young people with life-threatening conditions can be highly stressful and emotionally draining. If not 
managed appropriately there is a danger of inferior work patterns and staff burnout (Joint Working Party on Palliative Care for 
Adolescents and Young Adults, 2001). Staff should be given access to psycho-oncology expertise or pastoral care support – and 
the opportunity to debrief. Staff with an interest in this area should be supported by employers in their bid to attain the 
appropriate qualifications (Palliative Care Australia, 2005). (Refer to Appendix 2 for details of AYA education programs.) Ideally, 
teams caring for dying AYA patients should have access to secondary consultation from trained professionals and should 
consider appointing a staff member who has a specialist interest in this age group and can take the lead in caring for AYA 
patients and supporting other team members (Craig, 2006).  

 

13.14: Provide the young person with the opportunity to explore spiritual / existential issues 

Existential issues are likely to become more pressing for the young person during this stage of their illness and all young people 
should have access to the opportunity to explore these issues with skilled clinicians. Concerns relating to death, freedom, 
isolation and questions of meaning have been identified as potential topics for discussion with AYA palliative care patients 
(National Breast Cancer Centre and National Cancer Control Initiative, 2003). All professionals working with this group should be 
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prepared to provide this support or be able to identify another person with an understanding of the young patient’s needs (Joint 
Working Party on Palliative Care for Adolescents and Young Adults, 2001). 
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14. Bereavement care: principles and practice recommendations 

 

14.1 Provide the family with expert support at the time of death 

The provision of best-practice bereavement support usually begins during the terminal stages of the young person’s cancer 
journey with the gentle support and understanding offered to family members and the education about what to expect and how to 
respond. However, at the time of death, the support provided by a senior staff member who is experienced in bereavement care 
can be invaluable. Issues that need to be considered during this time include managing the acute grief reactions of family 
members and the provision of appropriate information to support families to manage arrangements. This support should be 
arranged by the care team, regardless of whether the young person dies at home or in hospital. 

 

14.2 Give the family an opportunity to meet with a member of the treatment team following the death  

The families of AYA patients who were involved in the onTrac@PeterMac program appreciated the opportunity to meet with a 
member of the treating team after the death of their young relative. This meeting provides a forum for family members to discuss 
issues relating to the care and the death of their loved one, provide feedback to the treating team and receive both emotional and 
practical support to help them with grieving. The word closure was often used when discussing the benefits of this process. This 
meeting also affords the treating team the opportunity to provide the family members with details of community support 
organisations and screen for any potential complications that may arise in the future as a result of the young person’s death. 

 

14.3 Inform other young patients about the death of a peer in a sensitive and timely manner 

Other young patients who have had treatment at the same time as the patient who has died may have developed strong 
relationships and connections with them over a period of months. The death of a peer can have a significant impact upon other 
young patients and must be managed with sensitivity and care. It is considered best practice for these patients to find out about 
the death in a timely manner and from a trusted source. 

 

When a young person dies on the ward it is recommended that a ward nurse ask the family’s permission to be able to tell other 
AYA patients. Before telling other patients it is important to ensure that their support people are aware that this is occurring so 
they can be available to offer support if required. In discussions about this situation with both young patients and ward staff, all 
highlighted the need for honesty and openness. All felt that a transparent approach was more effective in helping other young 
patients adjust to the death of a peer, rather than being quiet and secretive. Psycho-oncology support should also be available 
during these times. For those young patients who are not on the ward at the time of death, a plan should be developed to ensure 
that they are also informed by a trusted source in a supportive environment. It is recommended that an appropriate ward nurse 
be designated to answer any questions during their next inpatient stay. Once again, psycho-oncology support should be 
available during these times. 
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14.4 Develop a bereavement care plan 

As part of providing comprehensive and holistic care, the teams caring for the AYA patient have a responsibility to develop care 
plans for family members after the death of the patient. These care plans obviously require an individual approach based on 
need in each case. Some of the communication approaches used by the Teenage Cancer Trust units in the UK and in the 
paediatric setting in Australia include:  
(i) phone contact with the family and/or partner within a week of the death (usually by the key worker) 
(ii) written condolence letters from the treating team 
(iii) follow-up phone contact with the family and/or partner one month following the death  
(iv) written letters of acknowledgement on the first anniversary of the patient’s death.  

 

Such bereavement care plans have a dual purpose. Firstly, they provide acknowledgement to the family about the enormity of 
their loss and recognition that their loved one was not just a “number” in the hospital system. Anecdotal evidence from the 
families of onTrac@PeterMac patients indicated that such acknowledgement was soothing, supportive and highly valued. 
Secondly, it keeps lines of communication open with the family to allow for monitoring of bereavement coping and grief 
responses and indicates to the family that, if any issues develop, the team that cared for their child/partner can be used to 
access additional supports. Bereavement care plans need to take into account that community-based palliative care services 
often provide bereavement care to the family and loved ones and this is especially important in rural and regional areas. In fact, 
referral to a community-based palliative care service may have been made primarily to provide this bereavement care for the 
family, without having had any contact with the young person who has died. 

 

14.5 Provide access to a referral directory of community grief supports 

There are a number of very good grief and loss services available in the community. Teams working with AYA patients should be 
aware of such services and develop a referral directory of the appropriate grief and loss support services that are available. A list 
of relevant options should be provided to every family member or partner at the time of the bereavement consultation, no matter 
how well they appear to be coping at the time. The options for referral to grief support services should also be discussed, during 
follow-up phone contact with family members and partners. While some families may chose not to make contact in the early 
weeks or months following the death of their loved one, all those families interviewed indicated that it was of great comfort to 
know there was help out there and many chose to access such services at some time during the first 24 months of bereavement. 
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15. Future directions in AYA oncology 

 

Recognition is growing within oncology around the globe that adolescent and young adult cancer patients form a distinct group 
when it comes to cancer care and service delivery. With this recognition there is a growing global consensus that we need to 
improve age-appropriate care for AYA cancer patients and create a defined minimum standard of care for this age group. Many 
countries are beginning to address these issues in an attempt to improve outcomes for AYA patients. All across the globe there 
are wide-ranging investigations underway looking at improvements in medical, psychosocial, educational and palliative care 
services for AYA cancer patients.  

 

In Australia, we require national leadership in this area of oncology. The recent creation of the Adolescent and Young Adult 
National Reference Group through Cancer Australia is already helping to establish a national framework for tackling AYA cancer 
treatment. This group is playing a role in establishing state policy, service delivery and AYA-specific research projects. It is 
hoped that this will ultimately lead to improved outcomes.  

 

15.1 The next steps for Australia 

Below is a list of key recommendations for consideration and issues that need to be addressed in AYA cancer care as part of the 
growing national debate on this topic. 

 

Planning and 
Development 

 

 • Formal recognition of AYA cancer care as a separate specialty area of oncology. 

 • Development of comprehensive training and education programs in AYA oncology care. 

 • Recognition that the psychosocial needs of patients and their medical needs are equally 
important. 

 • Development of education campaigns to raise awareness of AYA cancer. 

 

Clinical Care  

 • Development of clinical care pathways for each cancer type. 

 • Harmonisation of clinical care practices for similar cancer types. 

 • Implementation of a systematic follow-up process for AYA cancer survivors. 

 • Development of a system in which all AYA patients are treated according to agreed treatment 
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protocols that are based on expert advice. 

 • Development of formal clinical guidelines for working with AYA cancer patients. 

 • Development of a formal key worker role in the care of AYA patients. 

 

Research  

 • Advocate changes to selection and participation rules (including age thresholds) in both adult 
and paediatric trials groups – so that AYA patients can participate, where appropriate. 

 • Encourage trials involving disease-specific clinical trials, using agreed protocols, across both 
paediatric and adult cancer sites. 

 • Advocate for greater resources to be invested in clinical trials that specifically investigate AYA 
cancers. 

 • Develop alternatives to institution-based resourcing of clinical trials in order to overcome the 
problems involved in accessing a critical mass of patients. 

 • Promote awareness of AYA group as a priority area for existing clinical trials groups: affirmative 
action policy 

 • Support basic and translational research, as well as clinical research, into cancers that affect 
young people. 

 • Support psycho-oncology research into the specific needs of AYA patients. 
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16. Conclusion 

 

 

The comparatively low levels of survival seen in adolescents and young adults (AYA) with cancer can be partly attributed to the 
inconsistent and uncoordinated approaches to AYA cancer care across Victoria and Australia. However, this is not just an 
Australian problem; there is growing recognition of the need for dedicated AYA cancer care in many nations around the world. 
The model of care and recommendations for future directions presented in this document have been developed to add to the 
current debate about ways of improving service delivery (and outcomes) for AYA cancer patients. It is hoped that our 
recommendations will play a role in improving survival rates and reducing the levels of physical morbidity and psychological 
distress that AYA cancer patients are currently experiencing.  

 

Advances in AYA cancer care will only be achieved by improving the quality of age-appropriate care; adopting a focus on 
improving diagnostic and treatment processes; improving the skills of the clinicians working with this challenging population; 
increasing the use of shared care across Victoria/Australia; and enhancing the communication processes between patients, 
treating teams and institutions.  

 

This document raises a number of key issues that need to be addressed if we are going to improve the quality of life and the 
survival rates of AYA cancer patients. These key issues include: (i) timely diagnosis, (ii) age-appropriate communication and 
clinical assessment, (iii) access to clinical trials, (iv) multi-disciplinary, disease-specific medical care, (v) an improved approach to 
supportive care, (vi) improved education and training in AYA care (vii) age-appropriate treatment facilities, (viii) palliative care, 
and (ix) planning for survivorship. 
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Appendix 1: Consultation list 

 
 
 
Name Institution Area of expertise 

Ms Megan Plaster Western Australia Department of Health AYA Nurse Coordinator 

Ms Melanie Regan Gippsland Regional Integrated Cancer (Victoria) Cancer Nurse Coordination (Regional) 

Ms Anne Craig The Cancer Council Tasmania Consumer Interest 

Ms Danielle Tindle  Leukaemia Foundation (Queensland) Consumer Interest 

Ms Susan Hanson Cancer Australia Consumer Interest 

Professor Ian Olver CEO, The Cancer Council Australia Consumer Interest / Medical Oncology 

Dr Pandora Patterson CanTeen (National Office, New South Wales) Consumer Interest / Psycho-oncology 

Ms Nicole Bremner Royal Children’s Hospital Education Institute (Victoria)  Education 

Ms Karen Goodall Dept Education & Training (Bendigo, Victoria) Education (Regional) 

Dr Heather Tapp  Women's and Children's Hospital (South Australia) Haematology / Oncology 

Ms Adele McConnell-Brown Peter MacCallum Cancer Centre (Victoria) In-Patient Nursing 

Ms Angela Rodda Peter MacCallum Cancer Centre (Victoria) In-Patient Nursing 

Ms Jessica Smakman Peter MacCallum Cancer Centre (Victoria) In-Patient Nursing 

Ms Michelle Wheeler Peter MacCallum Cancer Centre (Victoria) In-Patient Nursing 

Dr Anthony Dowling St Vincent’s Hospital (Victoria) Medical Oncology 

Dr David Thomas Peter MacCallum Cancer Centre (Victoria) Medical Oncology 

Ms Michelle Lane Peter MacCallum Cancer Centre (Victoria) Nurse Unit Management 

Mr Andrew Smith Peter MacCallum Cancer Centre (Victoria) Occupational Therapy 

Ass Prof David Ashley Royal Children’s Hospital (Victoria) Paediatric Oncology 

Dr Petra Ritchie Women's and Children's Hospital (South Australia) Paediatric Oncology 

Dr Marianne Phillips  Princess Margaret Hospital (Western Australia) Paediatric Oncology / Palliative Care 

Ms Maria McCarthy Royal Children’s Hospital (Victoria) Paediatric Psycho-oncology 

Dr Simon Wein Peter MacCallum Cancer Centre (Victoria) Pain & Palliative Care 

Ms Gayle Jones Peter MacCallum Cancer Centre (Victoria) Pain & Palliative Care 

Mr Kevin Larkins CEO, Palliative Care Victoria Palliative Care 
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Dr Giselle Withers Peter MacCallum Cancer Centre (Victoria) Psycho-oncology 

Ms Annabel Pollard Peter MacCallum Cancer Centre (Victoria) Psycho-oncology 

Dr Nicole Rankin Psycho-oncology Cooperative Research Group Psycho-oncology 

Ms Kate Thompson Peter MacCallum Cancer Centre (Victoria) Social Work 

Ms Brenda J Rutherford Ballarat Base Hospital (Victoria) Social Work (Regional) 

Ms Melissa Walls Townsville Cancer Centre (Queensland) Social Work (Regional) 

Ms Mary Klasen Peter MacCallum Cancer Centre (Victoria) Spiritual / Existential Care  

 



87 

AYA Best Practice Framework 

 

Appendix 2: AYA education programs 

 
 

Organisation Education Programs Offered Contact Details 

Centre for Adolescent Health The Centre for Adolescent Health is recognised nationally 
and internationally for its commitment and achievements in 
advancing young people's health and wellbeing. The Centre 
responds to the health problems that affect young people 
between the ages of 10 and 24 years. The vision of “making 
the difference to adolescent health” is based on advancing 
knowledge, practice and policy in relationship to adolescent 
health. The Centre provides training and education programs 
that aim to increase the capacity of the broader community to 
meet the needs of young people. It does this through the 
translation of research and practice knowledge into a range 
of learning experiences that include education forums, short 
courses and postgraduate degrees. 

www.rch.org.au/cah 

ORYGEN Youth Service ORYGEN is a unique organisation made up of a specialist 
youth mental health service, a research centre and a range 
of education, training, advocacy and health promotion 
activities. The overall goal of ORYGEN is to integrate 
knowledge gained from clinical practice and research 
activities to implement, and advocate for, high quality mental 
health services for young people. The ORYGEN Training and 
Development program provides training and service 
development (in the area of youth mental health) to mental 
health providers and community agencies across Australia 
and overseas. Training programs are specific to the AYA age 
group and include (i) Introduction to Depression and (ii) 
Introduction to Anxiety Disorders. 

www.orygen.org.au 

Phone: (03) 9342 2800 

Family Planning Victoria Family Planning Victoria is a specialist statewide agency with 
extensive experience and knowledge in the areas of human 
relations, sexuality and sexual and reproductive health. The 
organisation provides education and training in human 
relations and sexual and reproductive health for 
professionals working with young people.  

www.fpv.org.au 

Phone: (03) 9257 0100 

Paediatric Integrated Cancer Services 
(PICS) 

The statewide Paediatric Integrated Cancer Service (PICS) 
was established as part of the Government’s Caring for 
Children package in 2004. PICS is a partnership between 
The Royal Children’s Hospital, Southern Health and Peter 
MacCallum Cancer Centre. The role of PICS is to focus on 
improving care for children with cancer and their families. 
PICS is dedicated to ensuring that high-quality, safe and 
effective clinical and supportive care is coordinated and 
provided in appropriate environments as close to home as 
possible. PICS also provides regular professional 
development for health professionals working with young 
patients. 
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The Australian Centre for Grief and 
Bereavement 

The Australian Centre for Grief and Bereavement is an 
independent, not-for-profit organisation that is the largest 
provider of grief and bereavement education in Australia. Its 
mission is to build the capacity of individuals, organisations 
and communities in order to enhance wellbeing following 
adverse life events. The Centre provides grief education and 
a range of consultancy services to develop and enhance the 
capacity of individuals, organisations and communities to 
deal effectively with loss. The training program includes 
seminars, workshops and courses. 

www.grief.org.au 

Phone: (03) 9265 2100 

onTrac@PeterMac Adolescent and 
Young Adult Cancer Program 

onTrac@PeterMac is Australia’s only dedicated AYA 
oncology program providing direct clinical services and 
outreach support to young people treated within adult 
institutions. The team is comprised of multi-disciplinary 
specialists that include medical oncology, social work, 
psychology, education, palliative care and psychiatry. The 
program conducts regular education forums that focus on the 
particular issues associated with working with AYA cancer 
patients. 

www.petermac.org/ontrac 

Phone: (03) 9656 1111 
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Appendix 3: AYA assessment tool 

 

The following AYA assessment tool was developed for use by trained professionals (ie. nurses, social workers, psychologists). It 
is recommended that every young person diagnosed with cancer is assessed using this tool during the early stages of their 
treatment to assist care planning and provide an understanding of psychosocial functioning. It is also recommended that all 
young patients are re-screened regularly during their cancer journey to determine any changes in functioning and identify areas 
that may require additional assistance.  

 

It is critical that this psychosocial assessment be considered in conjunction with the medical and physical aspects of the young 
person’s cancer journey. The interpretation of subjective patient experience is only possible when understood in this context. For 
example, anxiety regarding death may mean one thing in the context of palliative care, but may mean another when encountered 
in young people in a different stage of the cancer journey.
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onTrac@PeterMac psychosocial assessment: Adapted from HEADDS tool (Goldenring & Cohen,1998) to incorporate medical issues and a strength-based 
approach  

 

onTrac@PeterMac PSYCHOSOCIAL ASSESSMENT 

   

PATIENT DETAILS           

i. Name   ___________________________________________ 

ii. Age   ___________________________________________ 

iii. Date of Assessment ___________________________________________ 

 
GOAL OF ASSESSMENT 
 
The first step of the assessment process involves discussing the goals of the psychosocial assessment. Many young 
people may not have had contact with health services or a mental health professional prior to their diagnosis. They 
may find the experience anxiety provoking and intimidating. It is important that the young person is assured that the 
process is preventative and is in recognition of the inherent stress associated with a diagnosis during the AYA years, 
rather than an indication that the team feels the young person is not coping. It is important that the role of the 
assessment in treatment planning is explained, in particular its role in supporting the young person in other areas of 
their life and supporting them throughout treatment and into survivorship. 

 
CONFIDENTIALITY 
 
Confidentiality should be discussed with all young patients at the beginning of the assessment. Young people are 
unlikely to discuss personal and sensitive information without understanding the confidentiality arrangements of the 
assessment. It is important to let the young person know what will remain confidential (ie the difficulties in their 
relationships with parents or partner), what cannot remain confidential (ie if young person is in danger, if they are a 
danger to themselves, if they are a danger to others) and what is open to a negotiated arrangement (ie those issues 
that may impact upon the team’s ability to provide the best care possible). Any institutional requirements for 
documenting assessments and ongoing contact should be made clear at the outset so as to avoid any misconceptions 
about confidentiality as the relationship progresses.  

 
DETAILED HISTORY OF CANCER EXPERIENCE 
 
Despite their current involvement with the health system, the “whirlwind” nature of a cancer diagnosis can leave the 
young person feeling like they have been treated like another number and have not been addressed like a person. 
One of the ways that the assessment can assist in this process is providing the young person with the opportunity to 
tell their “story” from start to finish. This can be a very cathartic process for the young person, but it also gives the 
clinician an insight into the roles of support people within the patient’s life, the process leading to the diagnosis (ie 
delays that may be associated with residual anger). This is also a gentle way to get the young person talking and to 
build trust – most young people are very comfortable talking about their medical history. 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

Example prompts… 
A cancer diagnosis can be a pretty crazy experience. I am really interested to learn more about what your life has been like over 
the past few weeks. Are you able to tell me “your story” from the time you first realised something was not quite right to how you 
ended up here talking to me?  
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__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

 
PHYSICAL SYSTEMS REVIEW 
 
A cancer diagnosis is obviously a stressful experience. Some young people may experience physical symptoms 
associated with this stress. This section looks at how the young person has physically responded to the stress of their 
diagnosis by identifying physical changes over the past month that may point towards levels of anxiety or depression 
that may need addressing. 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

Example prompts… 
Over the past month, or since your diagnosis, how has your sleeping been? Any troubles getting to sleep or waking up in the early 
morning? How have your energy levels been? Have you noticed any change in your appetite? Have there been any changes in 
your weight? Do you ever notice that you are short of breath or that you have trouble catching your breath? Do you ever 
experience a racing heart? Have you been getting headaches more than usual?  
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FAMILY HISTORY (HOME) 
 
Working with AYA cancer patients requires a thorough understanding of their family environment. Most young people 
will either be living at home, be forced to return home, or be relying heavily on the support of their family 
throughout their illness. Understanding who makes up their family, what their family relationships are like, who is 
available to support the patient and what family stressors are present will enable the clinician to best develop a plan 
to support the young person throughout their experience. It is important to look for both resiliency and risk issues 
within the family. 
 
Genogram 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Example prompts… 
Who lives at home with you? Where do you live? How long have you lived there? How many siblings do you have? Are they 
healthy? Are there any new people living in your home? Are your parents healthy (physically & emotionally)? What do they do for 
a living? What are the rules like in your home? Who makes the rules? What happens if the rules are broken? Is there any violence 
occurring in your house? Do you get along with your parents? What kind of expectations do your parents have about you? How do 
you get along with your siblings? Who in your family are you able to talk with about things? Can you share with them your 
thoughts about your cancer experience? What kinds of things create arguments in your house? Have there been any significant 
experiences in your family that have shaped it to be what it is today? (ie deaths, divorce, accidents, illnesses…) Is there anything 
you would change about your family? 
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PARENTS 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________   

__________________________________________________________________________________________   

__________________________________________________________________________________________   

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  
SIBLINGS 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________   

__________________________________________________________________________________________   

__________________________________________________________________________________________   

__________________________________________________________________________________________  

__________________________________________________________________________________________  
 
OTHER FAMILY RELATIONSHIPS  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

 
EDUCATION 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________   

__________________________________________________________________________________________   

__________________________________________________________________________________________   

__________________________________________________________________________________________  
 

Example prompts… 
What school do/did you go to? What do/did you like best and least about school? What level have you reached in school? 
Favourite subjects? Worst subjects? What were your most recent grades? Have these changed recently? Have you ever failed, 
repeated, or skipped school years? How much school have you missed over the past 3 months? How do/did you get along with 
your teachers? Many young people experience bullying at school, have you ever had to put up with this? How has your school 
responded to the news of your diagnosis? What could your school do to help you during this experience?  
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EMPLOYMENT HISTORY  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

 

 
SOCIAL HISTORY (ACTIVITIES) 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  
 
HABITS (DRUGS) 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  
 
 

Example prompts… 
Are you currently employed? What do you do? How many hours do you work a week? What kind of jobs have you done 
previously? What kind of work do you hope to do in the future? How has your workplace responded to your diagnosis?  

Example prompts… 
What do you do for fun? How do you spend your spare time? What things do you do with your friends? Do you have a large group 
of friends? Do you have one best friend? A few very close friends? Are your friends of the same sex or a mixed crowd? Do you 
spend time with your family? What does your family do together on the weekend? Do you do any regular sports? Are you a 
member of any groups or clubs? What kind of TV do you watch? What are your favourite shows? How much TV do you watch? Do 
you read for fun? What kind of things do you enjoy reading? Do you use the Internet socially? What is your favourite site?  

Example prompts… 
Many young people experiment with drugs, alcohol, or cigarettes. Have you or your friends ever tried them? What have you 
tried? How much and how often? What effects did they have on you? Have you done anything that you now regret? Do any of 
your family members drink, smoke or use other drugs? If so, how do you feel about this – is it a problem for you? Have you or 
your friends ever tried any other drugs? Specifically what? Have you ever used a needle? Do you regularly use other drugs? How 
much and how often? How do you pay for your cigarettes, alcohol or drugs? Have you ever been in a car accident or in trouble 
with the police? Were any of these related to drinking or drugs? 
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RELATIONSHIP and DATING HISTORY (SEXUALITY) 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  
RELIGIOUS or SPIRITUAL BELIEFS 
 
The adolescent and young adult life stage is a time of existential questioning. A cancer diagnosis is also a time that 
can trigger existential and spiritual questioning. Thus, this aspect of a young person’s life can be very important to 
how they make sense of, and cope with, their cancer journey. 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  
 
MENTAL HEALTH STATUS (SUICIDE / DEPRESSION) 
 
Many of the issues that identify a young person’s mental health status or risk for pathological functioning will already 
have been addressed throughout the assessment. These include family problems, changes in school performance, 
changes in friendships, sexual acting out, drug and/or alcohol abuse. However, direct questions to be addressed at 
this stage include a history of mental health problems or suicide in family members or close friends. Further, if the 
assessment indicates that depression is likely, it is important to ask directly and clearly about self-harm. Be vigilant 
to comments about feeling “bored” as this can be an indicator of depression in this age group. Feelings of 
hopelessness, changes in eating patterns, sleep disturbance, and diminished affect should also be noted. If the young 
person does have a history of previous mental health issues, determine what interventions they have had in the past, 
what worked for them and what did not work…  

Example prompts… 
Are you involved in a relationship? Have you been involved in a relationship? How was the experience for you? How do you see 
yourself in terms of sexual preference (ie gay, straight, bisexual)? Have you had sex? Was it a good experience? Are you 
comfortable with sexual activity? Do you use contraception? Have you ever had an experience in the past where someone did 
something to you that you did not feel comfortable with or that made you feel disrespected? If someone abused you, who would 
you talk to about this? How do you think you would react? Has your oncologist discussed with you about having sex while on 
treatment? 

Example prompts… 
Do you consider yourself spiritual or religious? Do you have spiritual beliefs that help you cope with stressful experiences? What 
importance does faith or belief have in your life? Are you part of a spiritual or religious community? How has your diagnosis 
impacted upon your spiritual beliefs?  

Example prompts… 
How do you feel in yourself at the moment on a scale of 1 to 10? Do you ever have really good/bad times? Do you ever have 
worries that keep you awake? What sort of things do you do if you are feeling sad, angry, or hurt? Is there anyone you can talk to 
about these things? Do you feel this way often? Some people who feel really down often feel like hurting themselves or killing 
themselves, have you ever felt this way? Have you ever tried to hurt yourself? What prevented you from doing so? Do you feel the 
same way now? Do you ever feel that life is just not worth it? Have you ever thought of just ending your pain once and for all? 
How strong are these feelings at the moment? Do you have a plan? What is your plan? 
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__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

 
CURRENT STRESSORS 
 
With everything that is going on in the life of the young person, they may feel pressure from other areas of their life 
that are not related to their cancer experience. It is important to know all aspects of the pressure and stress going on 
in their life in order to provide a holistic plan of support during their experience.  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  
 
STRENGTHS and SUPPORTS  
 
When going through a life threatening experience it is important that the focus of the assessment is not simply on the 
negative aspects of the patient’s life, but also identifies the positive attributes that the young person brings to their 
experience. Asking the AYA patient about their strengths and supports prompts them to identify the traits that they 
have that will get them through their experience and allows the clinician to identify where the young person may 
need additional support.  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

Example prompts… 
With everything that is going on in your life at the moment, what is creating the greatest stress for you? What about your cancer 
experience is the most worrying? What is it outside of your cancer experience that is creating the greatest stress? 

Example prompts… 
What are the things that you have in your life, or within yourself, that are going to help you to get through this experience? What 
is your usual coping style? (behavioural, affective, cognitive, friends, family, work, school, church, internal coping…)  
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ANTICIPATED OUTCOMES OF PSYCHOSOCIAL SUPPORT 

 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

 

 
 
FINISHING THE ASSESSMENT  
 
It is good to finish the assessment with a brief summary of what you heard is going on in the life of the young person. 
Identifying the specific stressors they have noted, the strengths they have identified, and the areas that the clinician 
feels they can offer support or interventions to assist. It is important to get the young person to comment on whether 
this is an accurate summary and to incorporate any additions or changes they feel are more representative. If 
possible, finish the assessment with a plan for how the young person will be supported over the coming months.  

 
 
AREAS TO ADDRESS          

1. ___________________________________________ 

2. ___________________________________________ 

3. ___________________________________________ 

4. ___________________________________________ 

5. ___________________________________________ 

6. ___________________________________________ 

7. ___________________________________________ 

8. ___________________________________________ 

 
 
 
 

Example prompts… 
What do you think would be most helpful about having regular catchups to talk about how you are going? How can you see this 
fitting in with your treatment schedule? What type of support would work the best for you? (ie regular appointments, casual 
catchups, making contact when needed…)  

For example… 
“I notice that you have been having problems with your sleep since your diagnosis and that you don’t feel like there is anyone in 
your life that you can be totally honest with about your experience. These are things that I can help you with. I would 
recommend that we make another appointment for you to come back next week for us to tackle your sleep problems and it will 
also give you an opportunity to have a chat about how things have been going over the past week. What do you think of that 
idea?”  
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Appendix 4: AYA transfer document 

 
 
The following AYA transfer document is used by the onTrac@PeterMac team when AYA patients registered on 
the program are transferred to other hospitals for further treatment, either short-term (a matter of weeks) or long-
term. It improve the adjustment of patients to new environments by promoting closer teamwork between 
institutions. It can also help to reduce any difficulties managing the young person in the new environment, as the 
new team is able to learn directly from what has worked for the onTrac@PeterMac team. It is recommended that 
such a transfer document accompanies all medical information when transferring the care of an AYA patient.
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onTrac@PeterMac TRANSFER DOCUMENT 

 

PATIENT DETAILS           

 

i. Name  ____________________________________________________________ 

ii. Age  ____________________________________________________________ 

iii. Diagnosis ____________________________________________________________ 

 

TREATING TEAM                            (Key worker is designated with ***)   

    Name Contact 

iv. Medical Oncologist   

v. Radiation Oncologist   

vi. Surgeon   

vii. Nurse Coordinator   

viii. Social Worker     

ix. Psychologist   

x. Other   

 

GENOGRAM          
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RELEVANT FAMILY DETAILS    

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________  

SOCIAL SITUATION 

__________________________________________________________________________________________  

__________________________________________________________________________________________  

__________________________________________________________________________________________   

__________________________________________________________________________________________  

KEY ISSUES   

__________________________________________________________________________________________   

__________________________________________________________________________________________   

MANAGEMENT RECOMMENDATIONS    

 
__________________________________________________________________________________________   

__________________________________________________________________________________________   

ADDITIONAL INFORMATION   
 
__________________________________________________________________________________________  

__________________________________________________________________________________________  

 

Examples… 

Who does the young person live with? Where do they live? Are there any additional stressors in the family (ie sibling issues, 
family health issues...). Are there any difficult relationships within the family? What do the parents do for a living? Is the 
patient able to discuss matters with family members? Have there been any significant experiences in the family that have 
shaped it to be what it is today? (ie deaths, divorce, accidents, illnesses…) 

Examples… 

Is the young person attending school or university? How have they been managing their education during treatment? Are they 
currently employed? How has their workplace responded to the diagnosis? Do they have a supportive friendship group? Are 
they in a relationship?  

Examples… 

How has the young person been managing treatment? What have been the most difficult periods of the treatment? What 
situations have created challenges for either the patient or the treating team working with the patient? 

Examples… 

All treatment discussions should occur with the mother present (patient becomes distressed when discussions are had in 
isolation from family). Appointments should be made in the afternoon to improve attendance (patient finds it difficult to get 
out of bed before midday). Patients should be allowed to sleep as long as possible when an inpatient (sleep is used as a coping 
strategy)...  
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Appendix 5: Recommended AYA websites 

 

Organisation Information Web address 

2bme (USA) Teen cancer support site. Information on coping, self-
esteem, friendships when managing cancer in 
adolescence.  

www.2bme.org 

Cancer Back Up (UK) General information about cancer types, treatments, 
symptoms and clinical trials. 

www.cancerbackup.org.uk 

CanTeen (AUS) An Australia-wide peer support organisation for young 
people living with cancer. Offers direct support, camps 
and social opportunities. 

www.canteen.org.au 

onTrac@PeterMac (AUS) Age-appropriate information, contact details, and links. 
Interactive support forum. 

www.petermac.org/ontrac 

Planet Cancer (USA) A community of young adults with cancer providing 
support and educational services. 

www.planetcancer.org 

Teen Info on Cancer (UK) Information in “teen friendly” language on cancer, 
coping with cancer and interactive support. 

www.click4tic.org.uk 

Teenage Cancer Trust (UK) A charity organisation for adolescents and young 
adults with cancer. Provides specialist teenage units in 
UK hospitals. 

www.teenagecancertrust.org 

Teens Living with Cancer (USA) Support, patient stories and information. www.teenslivingwithcancer.org 

The Cancer Council Victoria (AUS) Provides general information and details about 
Victorian support services. Links to other sites. 

www.cancervic.org.au 

The Lance Armstrong Foundation 
(USA) 

Provides general information, patient stories and 
promotes research. Founded by the cyclist and cancer 
survivor Lance Armstrong. 

www.laf.org 

The National Cancer Institute (USA) US government agency. Offers general information on 
cancer types, treatments etc.  

www.cancer.gov 

The National Childhood Cancer 
Foundation (USA) 

Information for patients and families of adolescents 
and young adults with cancer. 

www.curesearch.org 

The Ulman Cancer Fund for Young 
Adults (USA) 

Support programs, education and resources for young 
adults, their family and friends who are affected by 
cancer.  

www.ulmanfund.org 

The Wellness Community (USA)  A program of emotional support, education and hope 
for people with cancer and their loved ones. 

www.wellness-community.org 

 

http://www.2bme.org/�
http://www.laf.org/�
http://www.cancer.gov/�
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Appendix 6: Step-by-step guide to providing educational support 

 

Completing the Victorian Certificate of Education (VCE) or the Victorian Certificate of Applied Learning (VCAL) 
while undergoing treatment for cancer can be a challenge. However – with the right advice, support and guidance 
– it is possible. The following document was developed to guide young people and their families through this 
difficult time.  

 

1. What to do following a cancer diagnosis 
It is important to ensure that the patient is receiving accurate and 
up-to-date information from an informed source – not just friends. 
Therefore, it is recommended that a meeting be organised 
between the patient and their VCE/VCAL Coordinator to discuss 
all potential options. It is important to remember that the options 
and supports that are available to the patient may differ depending on when they were diagnosed. Suggested 
topics of discussion include; (i) special provision, (ii) special exam arrangements, (iii) compassionate late 
withdrawal, (iv) interrupted studies and modifying assessment tasks, and (v) other vocational options post-school. 
Detailed descriptions of these can be found in the VCE/VCAL handbook 
(www.vcaa.vic.edu.au/schooladmin/handbook/2007/index.html).  

 

If the patient feels that they are unable to get the information that they need following the above process, it is 
recommended that they seek information from an outside advisory body, such as the Victorian Curriculum and 
Assessment Authority (VCAA). Some of the matters that need to be considered are: 

 

(a) VCE/VCAL requirements and special provision criteria 

These need to be investigated and discussed in consultation with the patient and their VCE/VCAL coordinator. 
The patient will require a detailed understanding of the course expectations and assessment techniques used by 
VCAA. 

 

(b) Applying for appropriate special provision 

Applications will need to be completed by the school and submitted to VCAA on specific dates throughout the 
year. Administration dates can be found in the VCE handbook.  

 

(c) Discussing possible tertiary options 

It is worth investigating the Victorian Tertiary Admissions Centre’s (VTAC’s) entry criteria, particularly the Special 
Entry Access Scheme (SEAS) and understanding which tertiary institutions use the SEAS selection criteria. 
(VTAC: www.vtac.edu; SEAS: www.vtac.edu/seas). If the patient is studying VCAL it is important that a pathways 

Establishing an effective communication 

link between school, hospital and home will 

enhance the chances of success. 

http://www.vcaa.vic.edu.au/schooladmin/handbook/2007/index.html�
http://www.vtac.edu/�
http://www.vtac.edu/seas�


103 

AYA Best Practice Framework 

plan is established with their VCAL Coordinator and/or careers counsellor. This will assist with planning for future 
education options. 

 

2. What to do once treatment starts: managing the workload 
Due to the possible side effects of treatment, it is important to consider that study habits and routines may need to 
change. It is essential to provide ongoing support in this area. The following recommendations may help: 

 

(a) Establish effective communication between the student and their VCE/VCAL coordinator  

This can be achieved by organising a regular VCE Support Group that will help review and monitor the patient’s 
education program and general progress throughout the course. Further information related to the VCE Support 
Group can be found at www.vcaa.vic.edu.au/schooladmin/handbook/2007/index.html; Chapter 11. It is also 
essential that weekly meetings are scheduled with teachers to identify and resolve any areas of concern. If the 
patient is not attending school on a regular basis then regular contact with teachers should be organised online.  

 

(b) Modification of course work 

School-assessed Coursework (SAC) are assessed within the school, so if the patient has concerns about 
completing these then discussions with their class teacher will be necessary. It is essential that these tasks are 
prioritised to avoid feelings of stress and anxiety (prioritisation of tasks will also avoid a “backlog” of work). These 
discussions need to occur prior to the due date. If the patient is unable to attend school on a regular basis, and 
work has to be sent home, it is essential that it is broken down into structured, weekly tasks. It is important that all 
tasks have due dates and regular feedback is provided by class teachers. 

 

(c) It is important that the patient sit the General Achievement Test (GAT) 

This contributes to the student’s ENTER score and, if relevant, will be used to assist in calculating a Derived Exam 
Score (DES). Further information related to the GAT can be found in Part C of the handbook 
(www.vcaa.vic.edu.au/schooladmin/handbook/2007/index.html). 

 

(d) Encourage the use of organisational skills 

It is important that timetables include short, structured study sessions and regular rest breaks. It is important to 
take note of when the patient is more likely to feel fatigued or unwell and incorporate this into the timetable. It is 
recommended that the timetable is maintained for a few weeks and then reviewed. If the patient is missing classes 
due to treatment or feeling unwell, then having regular access to class notes and general school information will 
be essential to avoid falling behind. Classes may be taped or a nominated peer may pass over class notes. This 
may also be done online or via email. 

 

(e) Preparing for exam time 

Exams are assessed externally by VCAA so applications for special provision need to be made directly to VCAA 
by the school. It is important that students are aware of what special provision arrangements are possible during 



104 

AYA Best Practice Framework 

the exam periods. A DES is difficult to obtain and a diagnosis of cancer does not automatically imply a 
successful DES application. The DES is usually only successful if there is an acute health episode in the two-
week period before the exams. More information related to DES can be found 
at:www.vcaa.vic.edu.au/schooladmin/handbook/2007/index.html (Part C: Assessment, Chapter 11: Special 
Provision).  
 

3. What to do if the patient is unable to manage 
Attempting VCE/VCAL while undergoing treatment for cancer may not suit everybody. However, there are other 
options to consider. VCE/VCAL may be: (a) completed over three years, (b) completed in an education setting 
such as TAFE at a later date, or (c) completed by the patient once they have turned 18. 

Careful consideration and planning are required in order for a patient to successfully complete VCE/VCAL while 
undergoing treatment for cancer. However, it’s important to remember that support is available. All decisions that 
the patient makes in relation to VCE/VCAL should be discussed with their school coordinator. Support can also be 
accessed via an education program coordinator with the Back on Track team at the Royal Children’s Hospital 
Education Institute. You can access information about the Back on Track team via the website: www.rch.org.au or 
by phoning (03) 9322 5100. 
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