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ABSTRACT

Objective: Age-based screening tools and assessment measures are crucial to the provision of
best practice care for adolescent and young adult (AYA) cancer patients. Unfortunately, there
are limited psychosocial tools developed for this age group and pediatric or adult measures are
often distributed with the assumption that they are “close enough.” We describe a collaborative
Australian project that strives to improve what currently exists for the psychosocial assessment
of and planning for the 15–25-year-old age group.

Method: Using the National Comprehensive Cancer Network’s Distress Thermometer and
the HEADSS Assessment as a foundation, the tools were developed in consultation with
Australia’s leading AYA clinicians, AYAs currently undergoing medical treatment, and a group
of AYA survivors through a process of discussion groups and clinical interviews.

Results: The result is the first available AYA-specific screening tool, care plan pro forma, and
psychosocial assessment measure developed for use within the oncology sector. These new tools
will assist clinicians working with this population group to support psychosocial coping during
active treatment and promote healthy post-treatment survivorship.

Significance of results: Over time, further validation procedures will add to the veracity of the
measures. Until then, these measures represent the best available in Australia. They highlight
a clinically recognized minimum standard of care that all young cancer patients, regardless of
treatment location, have the right to receive.
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INTRODUCTION

The psychosocial support needs of adolescent and
young adult (AYA) cancer patients 15–25 years of
age are different from those of patients of other ages.
AYAs’ developmental stage has them straddling ado-
lescence and emerging adulthood. Their cognitive,
emotional, and social skills are under development

while their desire for independence and separation
from parents is increasing. This combination can cre-
ate a challenging environment for the clinician.

A preventative approach, comprising regular psy-
chosocial screening and care planning, enables treat-
ing teams to identify those patients at risk of a
negative psychosocial outcome, monitor the progress-
ive coping of the patient, and identify areas of need re-
quiring additional care and support. This approach
ensures that young people receive the support they
need, even as their needs change. To support such
an approach, age-based psychosocial tools are
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essential. To date, there exist a number of robust psy-
chosocial measures developed for both adult and pedi-
atric patient groups. However, as yet, no such
measures have been developed specifically to address
their developmental differences and specific require-
ments of the AYA population group of oncology
patients. This has the potential to directly impact
the psychosocial support and assistance provided to
this age group. Over the past decade, there has been
a notable increase in interest in this area of oncology
in Australia, with various attempts made to redress
this potential inequity in psychosocial care provision.

The Australian Sociopolitical Context

In 2005, the Australian Senate Community Affairs
References Committee conducted an inquiry into
cancer treatment and services in Australia. Whereas
many recommendations from this inquiry aimed to
improve the current state of cancer treatment and
services overall, a few were specific to the AYA popu-
lation. These included the recommendations that (1)
the federal government consider the development of
appropriate referral pathways that take account of
the particular difficulties confronted by adolescents
with cancer and (2) the state governments recognize
the difficulties experienced by adolescent cancer
patients being placed with inappropriate age groups
and examine the feasibility of establishing special-
ized adolescent cancer care units in public hospitals
(Community Affairs References Committee, 2005).

In response to these recommendations, Cancer
Australia, the National Government Agency charged
with improving cancer outcomes on a national level,
developed a collaboration with the nonprofit organiz-
ation CanTeen, the Australian Organisation for
Young People Living with Cancer, to develop a na-
tional service delivery framework (NSDF) for AYAs
with cancer (CanTeen and Cancer Australia, 2009).
This age-specific service delivery framework deline-
ated five key needs for AYA cancer patients, one of
which was the development of age-specific psychoso-
cial assessment at diagnosis and throughout treat-
ment. Subsequently, in 2010, the Australian
government provided CanTeen with finances to es-
tablish and manage the Youth Cancer Networks Pro-
gram (YCNP). The development of the AYA Oncology
Psychosocial Assessment and Care Process is one of
the national projects funded by this program.

METHOD

Scoping Study

The first stage in developing the AYA Oncology
Psychosocial Assessment and Care Process and tools

involved conducting a scoping study to identify
relevant psychosocial assessment tools and method-
ologies; access information relevant to the develop-
ment of psychosocial care plan guidelines; and
determine current best practice approaches in psy-
chosocial screening and assessment of AYAs living
with cancer. The scoping exercise was three pronged,
involving correspondence with identified leaders in
the field, a literature review, and an internet search
of e-health websites.

MEDLINEw and PsychLit searches were conduc-
ted to identify published articles detailing AYA psy-
chosocial screening and needs assessment
measures, validation of adult or child health needs
measures with AYA populations, and healthcare
plans that could be revised to be AYA-specific. The lit-
erature search produced a relatively small number of
relevant articles. Although psychosocial screening
and needs assessment is a growth area in oncology,
published articles almost exclusively related to the
adult or pediatric patient groups. The most relevant
research in this area continues to be that published
by Zebrack and colleagues in the United States. How-
ever, this work uses a broader age range to define
AYAs (up to 40 years old) and is predominantly fo-
cused on survivorship needs. No articles presenting
AYA oncology care plans or screening tools were
found, and the most relevant AYA assessment,
although not oncology specific, continues to be the
HEADSS assessment (Goldenring & Cohen, 1988)
which is a screening test for adolescent patients.

From this process, a list of available measures was
developed. Screening tools, assessment measures, or
care plans that did not have appropriate language,
lacked identified needs, or were overly complex
were removed from further consideration. The re-
maining measures formed the basis of discussion
for two discussion groups: one with AYA clinicians
and one with AYA survivors.

Consultation with AYA Clinicians

A select group of 10 AYA clinicians from around Aus-
tralia participated in a 90 minute discussion to de-
bate the results of the scoping study and the type of
assessment tool and care plan they would find most
beneficial in their current roles. Each clinician was
a representative of the specialist AYA oncology cen-
ters in Victoria, New South Wales, Queensland,
South Australia, and Western Australia. Experts in
the clinical areas of nursing, social work, psychology,
and pediatric oncology, as well as a survivorship/late
effects nurse specialist, were also present.

The battery of measures sourced through the scop-
ing study was presented to the participants for rat-
ing. The measures were separated into screening
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tools, assessment measures, and care plans. The
group divided itself into pairs to assess and then
rate each of the measures on a scale of 1 to 10. Each
pair comprised a mix of clinical backgrounds and
treating center locations. The rating criteria were:
relevance to AYA populations, clinical usefulness,
timeliness, having available resources for follow-up
and referral, and level of clinical expertise required
to conduct the assessments. Once completed, these
ratings were shared with the group and discussed.
A final group consensus was reached for the rating
of each measure.

Consensus was achieved without considerable dis-
agreement. Given the absence of any measures that
have been specifically developed for or validated
with the AYA population, all clinicians were mindful
that the “perfect” measure did not yet exist, and as
such, any available measure would come with com-
promises. It was agreed by all present that a well-
developed yet not validated AYA-specific measure
would be of greater clinical usefulness than using a
validated measure that was not appropriate for the
age group or setting. Therefore, a number of sugges-
tions were made as to how to improve available
measures to make them more useful to clinicians.
Suggestions included the possibility of combining
sections of current measures to ensure that all rel-
evant topics were addressed, and to revise available
measures validated on different population groups
to become more AYA-relevant.

All clinicians reported an in-principal desire to uti-
lize a nationally standardized screening tool and as-
sessment measure. They were very responsive to
the idea of a national approach, and were keen to en-
hance cross-institutional data collection and collab-
oration. All agreed that a multiple-pathway
approach to psychosocial management was most ap-
propriate, and that whereas the outcome should be
aspirational in terms of achieving best-practice out-
comes, it should also be realistic given the varying de-
grees of clinical resources and support around the
country.

Consultation with AYA Cancer Survivors

A group of 11 AYA cancer survivors attended a 2 hour
discussion at the Victorian CanTeen office. Six female
and five males attended. Ages ranged from 16 to 24
years, with an average age of 20 years. Participants
had a range of cancer diagnoses, including lung car-
cinoma, thyroid cancer, Hodgkin’s lymphoma, Ew-
ing’s sarcoma, acute lymphoblastic leukemia, and
testicular cancer. Although there was one patient
who was approaching the last week of her active
treatment, the remaining participants were survi-
vors who had completed their cancer treatment.

They were, on average, 20 months post-diagnosis
with a range of 10 months to 36 months. The young
people had been treated in a variety of institutions
across Victoria, including small private hospitals,
large adult teaching hospitals, a pediatric hospital,
and regional settings. A number of patients had ex-
perienced care across more than one treating insti-
tution.

All participants expressed their desire to improve
AYA care and had attended the discussion group
with the intention of sharing their experiences and
“expertise” in the hope if doing so. As the project goals
were explained, all indicated that they supported the
idea of regular psychosocial screening, and appreci-
ated the potential benefits of psychosocial support
during treatment. However, when provided with
the collated example screening tools for discussion,
concerns were raised regarding the “tone” of the
measures. Many felt that the existing measures
were negatively focused and were not addressing
the topics that were of most importance to them.
The language of a “screening tool” was not liked by
some as they thought it sounded too clinical and
seemed to indicate to the young person that “some-
thing was wrong” with them. An alternative was
not suggested, but it was agreed that this would be
an area to discuss further. Issues such as concerns
about fertility, hair loss, ability to participate in
sports, maintenance of fitness, body image, and im-
pact on normal social activities such as “drinking
with friends” were all highlighted as important areas
needing inclusion in an age-appropriate screening
tool. Because of time constraints, limited time was
spent discussing the care plan that would accompany
the screening tool, but it was suggested that an infor-
mal and collaborative approach might be better for
young people, as they reported feeling intimidated
by clinical processes that were overly formalized.

All participants agreed that the use of a standar-
dized AYA psychosocial screening tool and care plan
would have improved the psychosocial care that
they had received throughout their cancer journey.
Most saw the benefit of such tools as being the role
they play in highlighting issues to think about during
treatment and in opening discussions about getting
help. To further improve information provision
during the initial stages of diagnosis, it was
suggested that a “tick box” section be added to any
AYA screening tool that highlighted the most impor-
tant topics to discuss with any new AYA patients. Key
topics participants suggested listing were: psychoso-
cial and peer support options, entertainment options,
ideas for improving comfort, information about ferti-
lity implications, information about alcohol and drug
use while in treatment, ideas to improve communi-
cation with treating teams in an intimidating
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environment, and the name and role of the AYA key
worker. The provision of such information was seen
to be a minimum requirement at this stage of the
journey. Many felt that they had found this infor-
mation out too late in their own experience or not at
all. In relation to the accompanying psychosocial
care plan that would be developed following the ad-
ministration of the screening tool to formalize the
clinical response to the needs identified in the screen,
the primary benefit identified by the survivor group
was the assumed improvement in communication
among the treating teams, ward staff, and general
practitioners, and when transferring care to other
hospitals.

AYA Patient Interviews

In order to enhance the consultations of the discus-
sion groups, three patient interviews were conducted
at Peter MacCallum Cancer Centre. All patients were
female, with an average age of 21 years, and all were
receiving their first or second round of chemotherapy
treatment for Ewing sarcoma. The benefits of dis-
cussing the project with current patients, as opposed
to survivors, were assumed to be the clarity of specific
needs identified at the diagnosis and early treatment
stages. As these patients were still experiencing an
immediate period of need for support and infor-
mation they did not yet have the retrospective per-
spective garnered from the survivors.

The feedback provided by the current patients in-
dicated that practical information and support to na-
vigate workplace issues, such as leave entitlements,
and accessing support from CentreLink (a statutory
authority responsible for delivering human services
on behalf of agencies of the Commonwealth Govern-
ment of Australia), were the greatest concern during
the early stages of the cancer journey. Although infor-
mation regarding emotional and social support op-
tions were welcome, they were unlikely to be
accessed at this stage. Information regarding inter-
net-based support options were reported to be of
greater use to the patients as they learned to find
their way in the health system and make sense of
their diagnosis within their existing support net-
works.

Ongoing Clinician Input

Following the discussion groups and interviews, all
of the clinicians involved in the discussion groups re-
mained involved in the development of the tools
through regular e-mail and phone contact. The clini-
cians assisted with the incorporation of feedback
from the discussion groups and interviews, and pro-
vided ongoing iterative feedback throughout the de-
velopment process.

RESULTS

AYA Oncology Psychosocial Screening Tool

The screening tool was developed using the results
from the scoping study and feedback from the clini-
cian discussion group. It was then revised from the
first draft using feedback from the survivor discus-
sion group. The tool has four main areas that were
developed to meet the needs of this age group and
promote a collaborative patient–clinician relation-
ship: the distress thermometer, the check list of
“areas of concern,” the tick box for information pro-
vision, and the signatures.

The results from the clinical discussion group were
very clear; all clinicians felt the distress ther-
mometer (National Comprehensive Cancer Network,
2011) was the best quick measure for distress; how-
ever, all agreed that a “check list” of areas of concern
that related to the distress levels identified by the
thermometer was necessary to provide a full picture
of patient need. Therefore, using existing “check
lists” and combining AYA-specific topics that were
highlighted by the clinicians (and then the survi-
vors), an accompanying list highlighting areas of
AYA need was developed. Included in the measure
was a “tick box” section that highlighted the areas
of information provision that all young people should
receive at each administration of the screening tool.
This provided a “double check” for clinicians to en-
sure that they have covered important areas and
also provided a prompt for the young person to ask
questions about the topics identified. The final sec-
tion of the screening tool was the signature section
at the bottom. This was included to promote the
“teamwork” approach to patient management. By in-
cluding the dual signatures, the patients were ident-
ified as having completed the measure, understood
the process, and been informed of the next steps,
with clinicians acknowledging their role in the man-
agement of the patient and the requirement to sche-
dule an appointment to develop the care plan.

AYA Oncology Psychosocial Care Plan

The scoping exercise did not highlight any available
care plan that satisfactorily met the needs of the clin-
icians and AYA patients. Despite there being a small
number to present and discuss at the clinical discus-
sion group, none were identified as appropriate.
Therefore, the aim of the care plan was to bring toge-
ther the wants and needs of the clinicians as discus-
sed in the discussion group meeting. This included
creating a document that (1) was related to the
screening tool, (2) was quick and easy to complete,
(3) was AYA specific, (4) could be used as a communi-
cation tool among professionals, (5) could be updated
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when necessary, (6) was completed in partnership
with the patient, (7) provided details for self-manage-
ment by the patient where appropriate, and 8) incor-
porated a “flag” system for highlighting areas of
major concern.

Depending on time available and depth of need,
the care plan was developed so that the clinician
could either fill in the form using a simple coding sys-
tem, or provide full detail in the space provided. Im-
portantly, it was determined that details of any
referrals made must be included on the care plan.
This meant that the young people were fully aware
of names and contact details for any follow-up and
could manage their own care if desired. However,
the patients were keen to stress that this “self-man-
agement” approach should be an option for the
patient to choose and not an assumed part of AYA
psychosocial care. Many indicated that there were
stages during their own treatment when they were
too unwell physically or emotionally to manage their
own care. They stressed that they wanted the “self-
management” option presented to them with the rec-
ognition that they could take the lead if they were
well enough to do so.

The care plan also incorporated a space to record
the details of the lead clinician identified to manage
the patient’s care. This served a number of purposes;
first, it provided the details of the clinician that the
patient could contact to address any concerns or
answer any questions. Second, it provided details of
a contact person to other individuals involved in the
patient’s care who might receive copies of the care
plan (e.g., ward staff, general practitioners [GPs],
shared care clinicians, palliative care professionals).
Finally, it promoted the discussion of patient man-
agement and the appointing of key workers among
the treating team.

Once again, there was a signature section at the
bottom of the care plan that was required to be com-
pleted by both the lead clinician and the patient. At
this stage, the date for the next appointment to ad-
minister the screening tool would also be recorded
at the top of the page. The purpose of this was to pro-
mote adherence to the care pathway and provide a
sense of consistency for the patient.

AYA Oncology Psychosocial Assessment
Measure

The readily available HEADSS assessment is a
widely used adolescent psychosocial assessment
measure. All clinicians agreed that this measure re-
mained the most appropriate tool to use when con-
ducting assessments on the AYA cancer population.
However, all agreed that revisions or additions to en-
hance its suitability for oncology patients and the

AYA group were necessary. The discussion group
suggested that each of the areas of inquiry have clear
prompts for discussion and information gathering.
This information would then form the foundation
for the development of the working care plan. A sec-
tion to highlight the strengths young people have to
draw on during their cancer journey and to identify
the areas of possible risk was also deemed to be im-
portant. As highlighted by the survivor discussion
group, it was also deemed important to address the
areas of young people’s lives other than their diagno-
sis, and identify any important upcoming events that
could enhance normalization, promote adherence to
treatment, and support healthy survivorship. As
was also stressed by the survivor group, manage-
ment of the patient must involve consideration for
implications of survivorship. This includes issues re-
lating to education, relationships, autonomy, and fu-
ture planning.

AYA Oncology Psychosocial Care Manual

A manual detailing administration requirements,
training expectations, and guidance for clinicians
was developed to accompany these new tools. The
manual covers topic areas such as information pro-
vision for AYA patients, referral requirements, and
clinical guidance for each of the new tools. The man-
ual was developed to provide guidance for the clini-
cian administering the tools, and it explicitly states
that it is not to be used to the exclusion of relevant in-
stitutional guidelines and protocols.

DISCUSSION

The AYA oncology psychosocial assessment and care
tools and the accompanying manual represent cur-
rent best practice in the psychosocial screening, as-
sessment, and care plan development for AYAs with
cancer in Australia. Developed in conjunction with
Australia’s leading clinicians over an 8 month period,
these documents represent an important milestone
in the provision of age-appropriate supportive care
in Australia. Supported by the establishment of
AYA-specific cancer services across Australia, these
care tools aim to improve the current psychosocial
health outcomes of young people living with cancer.

Committed to a national approach to the delivery
of psychosocial care, all of the AYA- specific cancer
services in Australia have adopted the AYA oncology
psychosocial assessment and care tools presented in
this article. The use of these tools on a national scale
will support clinicians in improving psychosocial care
for this population group, regardless of treatment lo-
cation. This national approach will improve the stan-
dardized delivery of a best-practice model of care and
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will support the collection of national data. National
data collection and analysis of the data will further
enhance our understanding of the psychosocial
well-being and mental health outcomes of young
people living with cancer.

ACKNOWLEDGMENTS

We thank all of those listed who gave their time and exper-
tise as members of three different working parties and the
clinical reviewers in the development of the Adolescent and
Young Adult Oncology Psychosocial Care Manual and ac-
companying tools. These are: the Project Steering Commit-
tee—Chris Bond, Rob Sanson-Fisher, and Sharon
Bowering, (the authors of this article were also members
of this committee); the Clinician Working Party—Meg
Plaster, Sharon Bowering, Michael Hopkins, Aaron
Thompson, Gillian Myles, Anne Senner, Felicity Sleeman,
and Antionette Anazodo; and the Patient Working Party—
Samantha Overend, Kahlia Wilson, Daniel O’Brien, Ame-
lia Fuller, Vincent Chun, Kylie Lewis, Shaun O’Neill, Mat-
thew Lovini, Joseph Lynch, and Adam Bregu. We also

thank the Clinical Oncological Society of Australia and
its members who have assisted throughout, and acknowl-
edge funding received from the Australian Government
through the Youth Cancer Networks Program.

REFERENCES

CanTeen and Cancer Australia (2009). National Service
Delivery Framework for Adolescents and Young Adults
with Cancer. Canberra, Australia: Australian Govern-
ment, Cancer Australia.

Community Affairs References Committee (2005). The
Cancer Journey: Informing Choice. Report on the In-
quiry Into Services and Treatment Options for Persons
with Cancer. Canberra; Australia: The Senate Commu-
nity Affairs References Committee.

Goldenring, J.M. & Cohen, E. (1988). Getting into adoles-
cent heads. Contemporary Pediatrics, 5, 75–90.

National Comprehensive Cancer Network (NCCN) (2011).
Clinical Practice Guidelines in Oncology for Distress
Management: Version I.2011. Fort Washington, PA: Na-
tional Comprehensive Cancer Network.

Palmer et al.188

https://doi.org/10.1017/S1478951512001083 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951512001083

	A national approach to improving adolescent and young adult (AYA) oncology psychosocial care: The development of AYA-specific psychosocial assessment and care tools
	Abstract
	Objective:
	Method:
	Results:
	Significance of results:
	INTRODUCTION
	The Australian Sociopolitical Context

	METHOD
	Scoping Study
	Consultation with AYA Clinicians
	Consultation with AYA Cancer Survivors
	AYA Patient Interviews
	Ongoing Clinician Input

	RESULTS
	AYA Oncology Psychosocial Screening Tool
	AYA Oncology Psychosocial Care Plan
	AYA Oncology Psychosocial Assessment Measure
	AYA Oncology Psychosocial Care Manual

	DISCUSSION
	ACKNOWLEDGMENTS
	REFERENCES


