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National Service Delivery Framework for
Adolescents and Young Adults with Cancer

Executive Summary

The National Service Delivery Framework for Adotgs and Young Adults with
Cancerprovides a national framework for quality locablscent and young adult
cancer care. lItis the result of collaboration agkey stakeholders from around the
country - adolescents and young adults with expeaef cancer, private and public
sector oncologists, surgeons, epidemiologistsarebers, educators, general
practitioners, nurses, psychologists and cliniciaitb experience in paediatric and
adult cancer care.

Cancer Australia brought together key stakeholtieferm the Adolescents and
Young Adults Cancers National Reference Groupitsifirst meeting in May 2007,
the Reference Group identified ways to reducertiygaict of cancer on young
Australians affected by cancer. They recommendedi&velopment of a National
Service Delivery Framework. Following this meeti@dgnTeen, a consumer support
organisation for adolescents and young adults gatiter, approached Cancer
Australia to work in partnership to facilitate tmecommendation.

Development of the Framework was guided by extensonsultation with
consumers, health professionals and service prevatross Australia, Cancer
Australia’s Advisory Council and Strategic Forum,veell as reviews of the National
Service Improvement Framework for cancer and stateterritory cancer plans. It
has been informed by similar adolescent and yodnug aervice improvement
frameworks in the United Kingdom and New Zealand.

The Framework focuses on the service delivery neéddolescents and young adults
affected by cancer to optimise equitable outcoreshis group. It follows the
adolescent and young adult cancer journey, idengfthe specific needs of this

group and recommending a cancer service response.

Key elements of the model include:
lead adolescent and young adult cancer care sites
access to support services and clinical trials
comprehensive assessment at diagnosis
coordinated care to empower adolescent and youmg @detision making

expert multidisciplinary teams skilled in adolescand young adult cancer care.
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1. ScoPE

The Australian government has recognised the reedduelop an improved model of
care for adolescent and young adults (AYA) affedteadancer. A 2005 Senate
Community Affairs References Committee’s Reporbremended that Cancer
Australia consider the particular difficulties comited by AYAs with cancer.

With this mandate, Cancer Australia establisheddA National Cancer Reference
Group. In May 2007 this group prioritised the depenent of an AYA National
Service Delivery Framework. This framework is lthea a review of best available
evidence and national consultations with AYA constsnhealth professionals,
cancer support organisations, and researchers.

The aim of theNational Service Delivery Framework for Adolesceard Young
Adults with Cancers to maximise survival and quality of life outcesifor young
people affected by cancer and to enhance suppadneeservices for them and their
families.

1.1 Objectives

1.1.1 Focus on aspects of service delivery nikalylto significantly
increase AYA survival and to enhance short and teng quality of
life outcomes for AYAs, their families and carers

1.1.2 Articulate a model for AYA care based oa biest available evidence
1.1.3 Set an aspirational national frameworkaidrievement over five years

1.2 Limitations

1.2.1 Staffing and infrastructure investment regruents to be detailed in a
companion document after agreement on nationaicgeframework

1.2.2 No calculation of improved health or quatif life outcomes
1.2.3 No attempt to dictate how states or terasomight build on unique
local initiatives to achieve quality adolescent godng adult care
Components central to improving the model of careafiolescents and young adults
with cancer include:
Lead national AYA cancer care sites
Assess to support services and clinical trials
Comprehensive assessment at diagnosis
Coordinated care to empower AYA decision making
Expert multidisciplinary teams skilled in AYA canczare



2. DEFINITIONS

2.1 AYAs

AYAs are those adolescents and young adults liwittly cancer between 15-25
years of age. On an individual level, there is sdi@xibility in the age range
based on clinical discretion considering the typeamcer and the physical,
psychosocial, and emotional needs of the persdmaaicer.

2.2 Cancer services

Cancer services refers to all organised networldimitians and other health
professionals encompassing, primary, secondaryteahdry care, with
recognised skills and competencies in adolescahyyanng adult care, in the
public or private sector. Cancer services integgateeral practitioners, cancer
centres, units, and networks to deliver high-quaétfective AYA services.

2.3 AYA needs

While Australia, has already recognised the pddicneeds for paediatric
cancer care, it is now responding to the distieeids of AYAs. Both paediatric
and adult oncology/haematology services curremntbyipge cancer care for this
age group, however it is increasingly recognised YA needs may not be
appropriately met through existing services withitmer sector. This
framework aims to bring together paediatric andtaskpertise to improve

AYA cancer care.

Adolescents and young adults with cancer aged leeti® and 25 years have
unique health needs that affect quality of lifeydeterm health, and engagement
in society, education, and employment. Healthgssibnals working with

AYAs with cancer must be conscious of these physasychosocial, and
practical needs.

Needs of AYAs with cancer

Physical
need:

\
N

Practical
need:

Psychosocial
need:




2.3.1 Physical needs

Fertility

AYAs with cancer need to understand how their figrtimay be
affected by cancer treatments and how to maxirhisgbtential
preservation of that fertility. When a treatmerdrpmay threaten or
affect future fertility, AYAs need to consult withfertility counsellor
to explore their future fertility options.

Nutrition

AYAs with cancer need to understand how cancetrtreat may affect
their nutritional requirements. Adolescence isaqu of rapid growth
and coming to terms with a new body image. Dietisimnay help
AYAs with cancer understand their food choices hoa best to
support healthy growth and development.

Acute toxicity

AYAs with cancer receiving intensive chemotherapyaaliation
therapy may experience side effects necessitaigigdose analgesia,
complex nutritional support, prolonged antibiotieatment, and
multiple blood product transfusions. AYAs requage-specific
information about these toxicities and multidistiply management
of these side effects must take account of agafgpesponses to
these toxicities.

Mobility/cognitive function

Cancer therapies may affect a person’s mobility@ncbgnitive
function. Some AYAs with cancer need to have ates
professionals who can help them optimise their hitgl@nd cognitive
function both during and following treatment. Sily, a permanent
change in mobility or cognitive function may nedtse enabling an
AYA to readjust their career or hobbies objectives.

Late effects

AYAs undergoing cancer treatment need to have thtsrrisk of late
effects assessed at the completion of treatmedtireomitored over
time as appropriate, to proactively address isusmay impair their
long term physical function. Late effects incluulé are not limited to
impaired endocrine function, cardiac and neurolaigimpairment,
cognitive decline, psychological effects, and iased risk of
developing a second cancer.

Survivorship

Survivorship begins when the cancer treatment basexl. AYA
survivorship needs include adjusting to the cessatf intensive
treatment, adapting or re-engaging in former aigisj hobbies, and



sport, and cultivating a general sense of healthvegllbeing. AYAs
report that their needs in survivorship are nohgenet.

2.3.2 Psychosocial needs

Psychosocial

AYA psychosocial needs include emotional, cognitwel personal
domains. AYAs are in a transformative stage oirthgychological
development which impacts their social behavios.AYAs become
increasingly independent, they make decisions abexual relations,
alcohol, drugs, and peer interactions. AYAs diagpubwith cancer are
not immune to the psychosocial pressures of thesragge. In
addition, the cancer experience will further shaggchosocial and
psychosexual identity.

Health professionals must be able to discuss issilBAYAs openly
and honestly and provide support when neededthése AYAs
whose cancer is incurable, there are a uniquef sefeorelated
psychosocial needs associated with facing mortality

Fortunately, the majority of AYAs diagnosed witmcar are expected
to survive. They will move on from the challengggancer to face
the challenges of adult life. This imposes respmiity on health
professionals to ensure that AYAs with cancer opstntheir
psychosocial and psychosexual development.

Peers

Social interactions are highly significant to AYAAYAs need to
engage with their peers during and following cancsstment. During
hospital stays AYAs would like to be with othergithown age.
Following treatment AYAs may require assistancérd
opportunities to cultivate peer support or to regegwith peers with
whom they have lost touch.

Family/Carers

Adolescents and young adults affected by cancerbrealependent on
their families or other carers (including partneatajing the course of
their cancers. Witnessing their debilitating ikseor death has
profound effects on AYA family members and frienmsitners. Being
attentive to these AYA relationships is importamservice delivery.

Spiritual

The need for appropriate spiritual or pastoral ¢auaten discussed in
conjunction with palliative care. Access to suapmort may be of
relevance to AYAs with cancer and their familiesl @arers
throughout the cancer journey.



Existential

Existential issues include questions of life-andittielife-direction,
purpose, and meaning. At a time of life when pegperience a sense
of invincibility, it is confronting to have an iless that may result in
death. A cancer experience may compel a youngpéosre-envision
their life and live with greater purpose or to faepeless and therefore
require significant psychosocial support. Confrogtexistential issues
may require specific support from skilled professils.

Grief and Loss

The death of a young person will have a signifigargact on family,
friends, and the wider community. Grief and loggort is needed for
adolescents and young adults facing an incurdblessg and for their
families and friends.

In addition, bereavement support is required farifi@s and loved
ones affected by the death of a young person. ikMigmilies, the
needs of siblings, in particular, must be addres$etnds and the
wider community can also be affected and may agaire support.
Services should be tailored and responsive to iddat family needs,
including spiritual and cultural needs.

2.3.3 Practical needs

Educational

Those AYAs who are in school or university and ugdeng cancer
treatment may require assistance to keep up wassek or reintegrate
to the classroom. Sometimes this may require iaxait educational
assistance, liaising with teachers or school adstratiors, and/or
communicating about cancer to the school community.

Vocational

The intensity of cancer treatment may have a saant impact on
young people’s ability to find or maintain work.h@y may need
assistance in discussing leave with their supersisore/integrating
into the workplace once they are ready to returstart work. Some
may need vocational assistance in contemplatingopppte career
options following treatment.

Financial

Financial costs of undergoing cancer treatmensigmraficant. AYAs
with cancer may incur costs related to medicalyiplageutical,
supportive therapies, and transport. Additionatlis sometimes
impractical for AYAs and/or a parent/carer to maintpaid
employment during treatment resulting in signifitaneduced
income.



Rural and regional

Rural and regional access to care is importanll iceacer services.
According to the Australian Institute of Health aneklfare’s report,
Young Australians: Their Health and Wellbeing 20@B% of young
people live in major cities, 21% in inner regioaatas, 9% in outer
regional areas, and 2% in remote and very rentesa To meet the
need for access, innovative methods of providingporg AYA care
with well defined linkages across rural, regioreald urban boundaries
need to be determined and formalised to enable AWAsy in rural
and regional areas to receive quality care in AYtéssand locally.

Cultural

Attention to cultural needs is important in all canservices.
Healthcare providers must recognise the culturiales beliefs, and
language barriers that may influence service effeness. Cultural
needs should be considered in consultation with A4Ad their
families to provide optimal service design and\ckly.

3. SERVICE DELIVERY

3.1 General principles

Aimed to address key needs of AYAs affected by egribe national service
model is based on the following general principles:

3.1.1

3.1.2

3.1.3

3.1.4

3.1.5

Establish a nationally mapped network to delivghhguality cancer
services for AYAs through lead national sites withust linkages to local
care

Increase access to AYA support services and ineraesess to and
enrolment in clinical trials

Provide access to care navigation throughout theergourney which
will involve AYAs in decision making about theireitment and support
options

Provide the opportunity for every AYA to be assesaediagnosis by
medical and psychosocial clinicians skilled in AXare

Ensure expertise in the management of AYA cand¢eoigh expert
multidisciplinary teams (MDTSs) skilled in AYA canceare
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Overview of the key components of improved AYA cancare:

Lead national
AYA cancer
care site:

Support
services and
clinical trials

Improved
AYA cancer
care

Coordinated
care

Comprehensive
assessment

Lead national AYA cancer care sites

Lead national AYA cancer care sites serve as theeef a network of improved
AYA service delivery. Sites will be establishedionally with age appropriate
facilities to treat and support 15-25 year-old$ie minimum population served by the
lead national AYA site will be approximately two liitin but such a network could
serve a population of up to four million. Thidikely to translate to six lead national
AYA sites around the country. Lead national AY gesiwill have access to the full
range of therapeutic options as well as paediadolescent, and adult cancer
specialists.

Support services and clinical trials

The lead national AYA cancer sites will serve aslthse for the AYA psychosocial
support teams. Other treating facilities in thenmek may call on the site for expert
support relating either to treatment or to the ogupport services. The site will
provide expert advice linkages for local practigeand direct support as required.
National lead AYA sites will offer clinical trial®or AYAs with robust links to other
institutions caring for AYAs in the network.

Comprehensive assessment at diagnosis
Every AYA is entitled to a comprehensive needs ssmsent at diagnosis. The
comprehensive assessment includes both a medita psychosocial assessment.

The comprehensive assessments will take placéeatianational AYA site, however,
place of subsequent treatment will be considered case-by-case basis, depending

11



on tumour type and supports required. The psydhalsassessment will be
conducted by a member of the psychosocial MDT, das¢he lead national site. The
medical component will be conducted by a medicallMidth speciality in the

tumour stream. The medical MDT will take advicenfrrelevant medical specialists
located throughout the network. Treatment plankh&ideveloped based on both
components of the assessment. A key clinical workkbe designated to share the
treatment plan and any options with the AYA witmcar.

Coordinated care

Central to the improved model of care is bettee caordination across treatment
settings—Ilocal, national lead sites, and specielist. This will be discussed in detall
below (see section 3.4).

Expert MDTs

Multidisciplinary care through a multidisciplinatgam (MDT) will be offered to
AYAs with cancer. The AYA improved model of careorporates both medical and
psychosocial MDTs. Medical MDTs will represent tum-specific expertise.
Psychosocial MDTs will care for AYAs across thegarof cancers. The teams will
be integrated with a designated lead AYA clinidiaterfacing between the MDTs. A
designated clinician will be assigned responsipftir the treatment plan. Expert
MDTs will be discussed in detail below (see sec8d). The following is an
overview of the AYA Network Model:

AYA Network Model

Detection Comprehensive Treatment
Assessment & Support

Opportunity for referral

to Lead National AYA

Site for comprehensive

medical & psychosocial Lead

assessment DDIZ:’> National AYA Sites
linked to local

& specialist care

Specialis!
Treatment

Support

o AYA Lead Site
Services

Treatment

Local Treatmeny
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3.2 AYA cancer journey

The matrix below depicts the elements of the AYAa= journey. AYA needs are
distilled from a number of sources including feedkband guidance from AYA
consumers, the National Service Improvement Framefeo Cancer Services
(NSIF), expert advice from the national AYA refecergroup, consultations with key
service providers, and state and territory cankzergy(see Section 7.2).

The following matrix addresses AYA needs througtoremendations for improved

AYA service delivery to optimise equitable outcontieoughout the cancer journey
(see the AYA cancer journey below).

AYA cancer journey

Survivorship Prevention
& &
Late Effects Detection

/

AYA service delivery based on the needs

Supportive of AYAs, evidence, and best practice Assessment
& AYA care coordinated across settings &
Palliative AYA empowered in decision-making Diagnosis
Care AYA health services improved through

national data strategy & professional

~ development in adolescent health

Rehabilitation Treatment
& Support
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AYA Stage of
Cancer Journey

AYA Needs

AYA National Service
Delivery Framework

Prevention AYAs need better understanding of| Mechanisms will be formally
cancer and how to minimise their | established to link AYAs to ongoing
cancer risks over a lifetime public health initiatives on cancer risks
& and preventative vaccines
Detection AYAs need to have their cancer Cancer services will provide expert
found as early as possible advice identifying AYA cancer risks
and symptoms
Assessment AYAs and their family/carers need | Cancer services will provide the
their support needs recognised opportunity for all AYAs to receive a
promptly and attended to throughoutcomprehensive needs assessment at
& the cancer journey diagnosis
Diagnosis AYAs need an explanation of their | Cancer services accepting
cancer journey including support | responsibility for treating AYAs will
available to them provide a treatment plan for the cancer
journey
AYAs want to be told honestly and | Cancer professionals should be able 1o
clearly about their care treatment | communicate appropriately with AYAs
options and their family/carers about the
treatment plan
AYAs want access to accurate Cancer services will provide accurate
information about their cancer and | information on AYA cancers and
support services for themselves and services via a customised national
their family/carers AYA cancer website
Treatment AYAs and their family/carers want | Cancer services will determine the
access to appropriately skilled constitution of a medical
medical multidisciplinary teams multidisciplinary team (MDT) based on
& tumour stream and evidence
Support AYAs want to know that their MDTs of tumour stream experts will
treatment plan complies with best | review treatment plans in line with the
available evidence best available evidence
AYAs need access to disease- MDTs of tumour stream experts to
appropriate expertise, regardless of advise in treatment plans via
where they live telemedicine where necessary
AYAs need to understand clinical | Cancer services will provide links to g
trials and to be able to participate | database of open clinical trials with
where appropriate benefits, risks and outcomes of
participation described to AYAs
AYAs and their family/carers want | Cancer services will provide age-
access to age-appropriate care appropriate care environments at lead
environments national AYA cancer sites
AYAs and their family/carers should Cancer services will provide access to a

14



AYA Stage of
Cancer Journey

AYA Needs

AYA National Service
Delivery Framework

be made aware of possible
psychosocial issues that may be ar
during treatment

AYAs need access to the best and
most appropriate care regardless o
where they live or their cultural or
linguistic background

psychosocial MDT including a

spsychologist, social worker,

physiotherapist, and educational and
vocational adviser based on need

Cancer services will provide rural and

regional access to AYA services and
cultural/linguistic support where
required

or

Rehabilitation

AYAs want to limit the impact of the
cancer on their daily lives and that
their family/carers

AYAs want access to support to

allow them to maintain a maximum
level of independence and physical
psychological and social functioning

Cancer services will address AYA

frehabilitation needs including those

needs involving family/carers

Cancer services will provide an up-to-

date local AYA support service

directory for ongoing professional and

peer support

Supportive
&

Palliative Care

Symptoms occur throughout the
cancer journey and AYAs need
symptom and supportive
management throughout their ilines
and need timely and integrated
access to palliative care

AYAs and their family/carers need
support in discussing their prognosi
and in issues related to end of life

Appropriate symptom control and

support will be available and palliative
care services will be introduced early,
sparticularly for those with progressive

disease

Cancer professionals will communica
swith patients, their family/carers abou

palliative care options

[

Survivorship
&

Late Effects

AYAs need to have a record of thei
treatment for future reference

AYAs want to know what may
happen to them at and following the
completion of treatment

AYAs need peer and professional
support as part of survivorship

AYAs need information about and
help dealing with the uncertainty an
fear of recurrence and side effects
treatments and disease

AYAs will receive a full record of their
treatment from cancer services — both

in hardcopy and in electronic form

Cancer services will provide consistent

discharge plans documenting the full
range of health needs and screening
plan in hardcopy and electronically

Cancer services will connect AYAs to
peer and professional support networ

Cancer services will liaise with GPs

dand local care providers to be involve
bfwith the survivorship plan to anticipate

and address late effects

ks

nY
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Considerations AYA Needs AYA National Service
across AYA Delivery Framework
Cancer Journey

Care Coordination | AYAs and their family/carers want tp A clinical professional will be
experience cancer treatment across designated to assist AYAs navigate the
settings as seamlessly as possible | system, communicate options, identify
support resources, and share

information across treatment settings

&

Decision-making
AYAs want to be empowered in Cancer care professionals will share
decision-making consistent with risks and benefits of treatment options
legal requirements re: the role of | with AYAs in a timely manner and
parents and guardians, with respect for their privacy

Health Services | AYAs need cancer professionals whaCancer services will work with medical
understand adolescent health and | and health professional groups to
developmental needs promote professional training in
adolescent health

AYAs need to see increased Cancer services/professional research
participation in clinical trials for their groups will work to reduce barriers fo
age group over time AYA participation on clinical trials
AYAs need good shared care Cancer services will establish shared
protocols to be able to be treated | care protocols for AYA collaborative
close to home when possible care

AYAs need reliable data collection atCancer Australia will work with lead
a national level to improve treatmentnational sites to develop a consistent
efficacy over time minimum dataset for AYA cancers

3.3 Lead national AYA cancer sites

Lead national AYA cancer sites will feature age+ayppiate care facilities.
These facilities will be specifically designed tedt 15-25 year-olds, subject to
clinical discretion related to tumour type and nnidygu

The AYA cancer sites will ideally be located ataarpus with major adult and
paediatric hospitals or at an adult hospital witbrsy linkages to a paediatric
setting, facilitating access to the range of mddloerapies and paediatric and
adult cancer specialists. From an AYA perspectdslescents and young
adults see themselves more as adults than aserhiad would prefer AYA
units to be co-located with adult facilities. Pia#gic centres supporting
adolescents and young adults need to be awarésqiréference.

The AYA cancer sites will act as a centre of exa@ike for the network. Other
treatment facilities can call on professionalshatlead sites for expertise
relating to treatment or to the other support sevwhen needed. The
psychosocial MDTs will be based at each lead natiéiYA site, interacting
remotely with those people requiring care closdrdme. In addition, AYA
clinical trials will be facilitated through the l@aational AYA sites.

16



For those AYAs requiring hospital care, the sitéé e designed and run to
facilitate peer interaction. Education facilitieglwe provided with computing
and internet connections. Contemporary and agesgppte spaces for
relaxation will be provided for young people as lvesl suitable spaces for
family and friends. The Teenage Cancer Trust (T@iis in the UK provide
examples of AYA age-appropriate environments. A¥Asuld be engaged in
the design of services for lead national AYA cargitgs and networks.

To bring together the network, each lead nationéhAAite will designate a lead
AYA clinician responsible for coordinating and ling the network. The lead
national site will also provide administrative soppnecessary for this role.

The lead AYA clinician will:

ensure high-quality, evidence based care

interface with comprehensive assessment MDTs
provide leadership within the AYA network
coordinate AYA research and clinical trials

promote AYA health education and training opportiesi
support formalised links to local settings

O O 0O 0O 0O o

3.4 Care coordination

Care coordination is central to improved AYA canservices. A role will be
designated to assist AYAs navigate the system, aemwate options, identify

support resources, and share information acroasient settings. For the purpose

of the NSDF, this role will be referred to as tlkey clinical worker.” The key

clinical worker will have the expertise and traigpito manage the care needs of the

young person and family as they move between et@gs along the cancer

journey. The role is necessarily broad and wieled upon individual need, total

caseload, geographical spread of services, andxisiang AYA services and
resources. Key clinical workers need to be invdlwgth the AYA as soon as
possible after presentation so they can ensuresamordinated from the

beginning — starting with the comprehensive nesdsssment — and throughout.

This role will be held by someone who has the skilhid knowledge to provide
clinical information and answers to enhance a yquergon’s capacity to make
informed decisions about their care. The key cihworker will have
sufficient experience in adolescent health to ¢buate to care planning and
possess clinical expertise to respond to ad hagres, Coordinated care aims
to furnish the young person with an understandintp@ decision making
process and their options with associated impbeeti so that the young
person’s perspective is reflected throughout tbancer journey.

A key clinical worker will:

o provide care navigation throughout the cancer jeurn
be assigned to the case at comprehensive assessment
attend both medical MDT and psychosocial MDT megin
empower young people to make informed decisions
access answers/resources for clinical questiondsnee
liaise across network boundaries

O O O © O
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This role will be based at a lead national site aiidliaise with the relevant
medical MDT and the psychosocial MDT, as well agwacal care providers
and GP where relevant. As AYAs move or have tedranterstate for
treatment, the key clinical worker should liaisehnother key clinical workers
across state lines to maintain quality care. Keyaal workers have the
responsibility to share options with AYAs in a tilmenanner and with respect
for their privacy.

The key clinical worker may change as care needsa@oss the cancer
journey.

3.5 Multidisciplinary care

There is increasing evidence that multidisciplineaye improves cancer
outcomes through timely and appropriate consutiatieduced timeframes from
diagnosis to treatment, facilitated communicatioroag health professionals
with differing expertise, and increased participatin available clinical trials.
Multidisciplinary care is typically conducted thigitua multidisciplinary team
(MDT).

Medical MDTs

The constitution of the medical MDTs will vary bgrecer type. Typically, a
medical MDT will include professionals from medicaicology, radiation
oncology, palliative care, pathology, radiologyrggry, nursing, and a key
worker who can liaise across treatment settings.

The medical MDT will represent tumour-specific exge. Medical MDT
composition at any one point along the cancer jeyimill vary, reflecting
individual needs as well as the expertise of paldicteam members. MDT
membership should be explicit with defined resplitisy for clinical/
managerial leadership and adequate administratpeast.

Psychosocial MDTs

The constitution of the psychosocial MDTs doesvany by cancer type but
rather by a person’s psychosocial needs, to berdeted at diagnosis through a
comprehensive needs assessment. The psychosd2iainl care for AYAs
across the range of cancers.

Typically, a psychosocial MDT will include the ttegg oncologist/
haematologist, general practitioner, psychologistjal worker, education/
vocation advisor, activities coordinator, suppatand palliative care, and a key
worker who can liaise across treatment settingderBal resources that may be
engaged in specific cases include a fertility splesti dietician, occupational
therapist, pastor/spiritual advisor, physiotherg@iad psychiatrist.

The table on the following page shows the core negmbf the MDT at various
stages in the cancer journey.
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Engagement of clinicians and other health Assessment &  Treatment & Supportive &  Survivorship & Late
professionals across cancer care continuum Diagnosis Support Palliative Care Effects

Comprehensive Assessment Medical MDT
Lead AYA clinician

Medical clinicians
e.g. Oncologist/ Haematologist, Radiologist, Surgeo
Pathologist, specialist nurses

Key clinical worker

Comprehensive Assessment Psychosocial & SupportiviDT

*%*

Psychosocial clinicians

e.g. Psychologist, Social worker, Education advisocation
advisor, Youth worker/ Activities Coordinator, Rative care
worker

External consultants
e.g. Fertility Specialist, Counsellor, Dieticiang&pational
therapist, Pastoral care, Psychiatrist, Physiagyist

Palliative & Supportive care clinicians
e.g. Palliative care clinician, Nurses from inpatiand day care
units, Specialist nurse, Specialist pharmacist

General practitioner

**

*%

**

*%*

Outreach nurse

Endocrinologist *

* As member of medical MDT **As memrbof psychosocial MDT
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3.6 Rural and regional access to services

Rural and regional access must be considered icamger delivery service in
Australia. AYAs who live far from any medical cdeeility face additional burdens
such as the need to travel for certain treatmerddfze corresponding dislocation

from home support networks and logistical concéorerrange accommodation and
travel for their families/carers. Key clinical vkars should ensure that rural and
regional young people have full access to existasgurces and support for travel and
accommodation. Additionally, when possible, MDT®usld consider telemedicine,
video conferencing and other innovative methodgro¥iding ongoing AYA care.

4. HEALTH PROFESSIONALS

4.1 Professional development

Health professionals working with AYAs with canatrould have the opportunity to
develop skills in adolescent health. A three-tiempproach to training modules for all
disciplines working with AYAs is presented beloW.is recommended that each health
professional working in the lead national AYA cansies have at least basic level
training in adolescent health. Over time, as theiculum and opportunities for
rotations are established, all medical and heattfepsionals working in AYA MDTs
should have proficient or advanced level training.

4.1.1 Basic level training modules

Basic training is based on a generic teaching resan adolescent health. It will cover
general psychosocial, ethical, and societal aspdécteanaging AYA cancer. Basic
training will include on-line training modules catey to a wide spectrum of disciplines
working with AYAs. Courses like the Coventry Unigéy on-line course in the UK is
an example of a basic level training.

4.1.2 Proficient level training modules

Proficient level training cover topics related toiescent health and AYA oncology.
The oncology training would emphasise how cancéhnigiage group differs in
epidemiology, biology, clinical management and ouates. Proficient level training
modules should be coordinated through agreementsguhepartments, universities,
and colleges.

4.1.3 Advanced level training modules

Advanced training would provide specialist trainingAYA oncology. Existing
professional training material for AYA cancer cagquires further development and
refinement of existing training modules in an Aalan context. Health professionals
interested in working with AYAs could arrange radas with lead national AYA sites
as part of their advanced level training. In tiagyanced training would include
opportunities for exchanges and fellowships.
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4.1.4 Collaboration with existing institutions

To develop and support professional training inlestent health a number of
institutions already exist in Australia, both amiclal departments of adolescent
medicine and as dedicated teaching and trainingutiens:

o0 Department of Adolescent Medicine, Princess Margdospital
Department of Adolescent Medicine, Monash Medicahite
Department of Adolescent Medicine, Westmead Hokpita
Centre for Adolescent Health, Royal Children’s HtapMelbourne

NSW Centre for the Advancement of Adolescent He&thildren’s Hospital at
Westmead

o Youth Consultancy Service, Royal Prince Alfred HadpSydney

© O O O

In addition, training could be offered through amelcourses. Cancer Australia has
contracted the Centre for Innovation in Profesditealth Education & Research
(CIPHER) at the University of Sydney to developlime- professional development
packages for oncology health professionals. Calbeamingwww.cancerlearning.gov.au
provides access to a single Australian directoryuiole health professionals in their
professional development. A major aim of Cancerhieg is to consolidate the rapidly
growing variety of evidence-based learning acegtiresources and information available
from both within Australia and from overseas. Adtéd resources pass through a
transparent evaluation process which is availablthe site.

4.2 AYA health specialisation

Developing specialist knowledge and skills in adoént health has the potential to
improve outcomes for AYAs as treatment and suppextare plans are developed to
meet the needs of young and early adult peopletafidoy cancer. Undertaking further
research into this area will improve the evidenicAYA treatment and outcomes in
both the short and long term.

4.3 Recruitment, retention, and self-care

Health workers caring for people with cancer somes absorb the traumatic stress of
those they serve. By doing so, they are at rigkigli stress levels and compassion
fatigue. The impact of stress and burnout not anjyact health professionals, they
also can be detrimental to the effectiveness aadyativity of the organization.

To recruit and retain high quality professionalsviark with AYAs, lead national AYA
sites will actively create a work culture that sofp the health, safety, and wellbeing
of its staff. Lead national sites will work withYA health professionals to heed
warning signs and engage in self-care to avoiddutrnLead sites will communicate
policies and procedures and implement training rog to enable health professionals
to effectively deal with these issues.
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5. CLINICAL TRIALS, RESEARCH, AND DATA

5.1 AYA clinical trials and research

Improved AYA research and participation in clinitals is pivotal to attaining better
long term outcomes for AYAs with cancer. Whenesgpropriate, AYAs with cancer
should be treated on age-specific open multi-ceslinecal trials. Garnering a critical
mass of AYAs with cancer is a challenge since timalver of potential participants are
relatively small and therefore, national lead AYifes will serve as the centre for
clinical trials in each state. They will work tacrease participation by opening
available trials to AYAs and by dedicating clini¢aal resources for use by multiple
institutions treating AYA cancers.

Addressing the lack of clinical trials requiresiseése and clinical discipline focused
strategy. Prioritisation will be based upon clitisaed, likelihood of improving AYA
outcomes, available resources and opportunitiesdamonstrated absence of trials
access. This necessitates a survey of existintpesd patterns and availability of
clinical trials at a state and national level. Exig resources including clinical
oncology groups and research infrastructure shioelchvolved in the development of
solutions.

The majority of 15-25 year olds are treated inatalt cancer system, therefore
dedicated resources and institutional advocacygrtieal to increasing AYA
participation in clinical trials. In the adult carcsystem overall trials participation rates
of AYAs are low compared to paediatric instituticared this needs to be addressed in
order to best ensure improved outcomes for AYA$& malignant conditions.

5.1.1 Collaborative model

The capacity to conduct clinical trials is centatefinition of a lead national AYA
cancer care site.

Lead national AYA sites will offer clinical trial®or AYAs and link to other
institutions caring for AYAs. Lead national AYAtss will house staff to cover
multiple institutions treating AYAs on open tria@gy. a clinical trials research nurse
and ethics coordinator.

Lead national AYA sites will sign up to collaboratitrial groups. Lead national AYA
sites will promote cross-appointments to increa¥@ Alinical trial access.

Lead national AYA sites will coordinate to maximiseir ability to recruit AYAs onto
clinical trials and to direct resources efficierdiyd effectively.
5.1.2 Dedicated resources

Resources are essential to optimise AYA entry cfitocal trials. To offset
competition for limited resources, funds at leadAddites will be earmarked for AYA
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studies. Allocation of these funds will be pri&d based on clinical need, likelihood
to significantly increase AYA survival and longriequality of life outcomes, and
current lack of specific AYA tumour stream trials.

Professional groups will advocate for new trialsdommon cancers found in this age
group. These include existing co-operative triatsugs focusing on cancers prevalent
in AYAs.

5.1.3 Education and advocacy

To assist with education and awareness, an ordatebase of clinical trials open to
AYAs will be made available. This on-line resouwed include education of the
benefits from clinical trials in language approfeiéor AYAs. Defined treatment
protocols will be included where available for wars tumour streams with or without
open trials.

Cancer Australia, in collaboration with the Univgr®f Sydney and the National

Health and Medical Research Centre Clinical Triahtte, is improving AYA access to
information about cancer clinical trials on a cangu website.

5.2 AYA cancer data

Improving AYA cancer service delivery depends upaable and widely available
data collection on treatment strategies to prowedisprove their efficacy. Cancer
registration currently contains limited clinicaltdan co-morbid conditions, cancer
stage, treatment approaches, recurrences, andatteemes. Clinical registration
could include these as well as data on clinical participation and exposure to
multidisciplinary care, palliative care, and psysbcial support.

5.2.1 National AYA registration

The case for national data collection on AYA casadsrcompelling. AYA cancers
constitute a relatively small cohort of canceras€numbers will not be adequate at a
state level; national aggregation of cases is regalgain an accurate picture of
outcomes. Registration of cancers in 15-25 yeds ahd aggregating this data will be
addressed through Cancer Australia’s National Satategy.

5.2.2 AYA minimum dataset (MDS)

A team of expert AYA clinicians will work, in parénship with consumers, to define an
AYA minimum dataset that complements the genertonal cancer minimum data set
with additional fields specific to adolescent amiigg adult cancers to gain consistency
across states and territories. The dataset waufmrdposed to the National Health Data
Standards Committee to approve the dataset adéfitstions.
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The MDS may incorporate data on co-morbid condgjaancer stage, approaches to
treatment, recurrences, clinical trial participatiand exposure to multidisciplinary
care, palliative care, and psychosocial suppodncér Australia could act as the
steward for this process and act as a conduitetdNdtional Health Data Standards
Committee.

5.2.3 Data monitoring and research

Form an AYA Data Oversight Committee to monitor AXAncer service delivery and
outcomes, and to promote research. Researchsefforld highlight Australian AYA
health outcomes on various cancer treatment prts@a monitoring of national
outcomes in light of international benchmarks. Theersight Committee would
oversee a program of work that could include regeafforts based at lead national
AYA sites to track short and long term quality i limpacts. This committee would
work closely with existing research groups.

6. IDENTIFIED GAPS

Barriers to the development and implementatiomgdroved AYA service delivery
include:

6.1 Lack of consistent and accessible data

Recommend development of a consistent minimum eefasAYA cancers as well
as considering AYA clinical data as a special catggn Cancer Australia’s national
data strategy

6.2 Inadequate evidence on new approaches

Recommend funding of AYA clinical research fellotesdevelop the evidence base
on efficacy of new approaches to AYA cancer care

6.3 Undetermined impact on workforce

Recommend workforce planning experts to help dateritihe impact on the
availability of trained staff across all disciplg® ensure the provision of a
sustainable, high-quality AYA network service

6.4 Unclear career development pathways

Recommend mapping of teaching and training pathwayess all health disciplines
working with AYAs with cancer

Work with experts and institutions in adolescerdltieto determine the training
required to ensure that all health professionalsking with AYAs with cancer have
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appropriate opportunities to develop and contiryuadlvance their skill sets and
knowledge.

6.5 Fragmented website information

Recommend development of a web portal for AYAs wdhcer to provide
consumers and service providers with up to datgnmétion on AYA cancer,
services, and AYA clinical trials

Developing an AYA web portal will be an ongoingritive process. It will need to
expand over time and maintain the capacity to Istotnised to address local needs.

6.6 Lack of dedicated and coordinated resources

Recommend that a sub-committee of Cancer AustsaNational Reference Group
will be invited to serve as the AYA service refezergroup

The AYA service reference group would assist inithglementation of the National
Service Framework for AYA Cancer. Responsibiliiiedude:

Work with key stakeholders including departmentbedlth and human services
across the country to implement the national franrew

Assist with the design and planning of lead natidxA sites

Review and update the national framework basedatiomal and international
trends and research

Link to local implementation and coordinate acritesnetworks to share best
practices

6.7 Lack of evidence of AYA outcomes, service @yand effectiveness

Recommend monitoring and evaluation of AYA sengdoelity and effectiveness to

continually improve AYA service delivery.

Work with experts and governments to determindityyaerformance indicators to

help build the evidence of improved AYA outcomes] guality of service delivery.
Agree to key performance indicators to benchmar&sacsites, systems &
services e.g.
0 AYA participation in comprehensive assessment
AYA participation in clinical trials
Psychosocial support services utilisation
AYA consumer/ family satisfaction with AYA networdleservice delivery

o O O O

Evaluate the performance of AYA cancer care netvaorkong term
guality outcomes for AYAs and their families/carers
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Utilisation of lead national site AYA units
Designated key clinical worker

Designated AYA clinician at lead national site
Evidence of MDTs with AYA skilled providers

Rural and regional services participating in therfalised AYA service
network

O O O O o

Evidence of AYA service quality and evaluation
Network services participating in AYA MDT’s

Monitor AYA patrticipation in clinical trials

Collaborate with youth support groups e.g. CanTteeanhance support services
and AYA networks

Ensure national data strategy incorporates AYA seed
Advocate for improved AYA cancer care at the statd national level
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