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Abstract
Purpose This study aimed to identify the psychosocial
needs of young people (12–24 years) who have a parent
with cancer and to assess whether these needs are being
met. This paper also presented the initial steps in the
development of a need-based measure—the Offspring
Cancer Needs Instrument (OCNI).
Methods Study 1 used qualitative methods to identify the
needs of the target population, including a focus group
(n=6), telephone interviews (n=8) and staff survey (n=26).
In study 2, a quantitative survey design was employed
where 116 young people completed the 67-item OCNI and
either the total difficulties score of the Strengths and
Difficulties Questionnaire (SDQ-TD; 12–17-year-old)
or Depression, Anxiety, Stress Scale—21 (DASS-21) (18–
24-year-old). Tests of reliability (Cronbach’s alpha) were
used to assess the properties of each domain, where a level
of 0.70 was deemed satisfactory as per scale guidelines.
Construct validity was assessed by testing the proposed
relationship between unmet needs and functioning where a
coefficient of 0.03 was deemed satisfactory.
Results The qualitative data yielded eight need domains
(information, peer support, feelings, carer support, family,
school/work environment, access to support and respite and
recreation), which were subsequently used to inform the item

content of the OCNI. The survey data revealed that 90% of
young people endorsed 10 or more needs, and nearly a quarter
indicated >50 needs. It was also found that these needs often
go unmet: 87% of the participants had at least one unmet need,
43% reported >10 and just under a quarter had >20 unmet
needs. The two highest reported unmet needs related to
understanding from friends and assistance with concentrating
and staying on task. The OCNI exhibited face and content
validity and acceptable reliability for most of the domains.
Cronbach’s alpha ranged from 0.64 (access to support) to 0.92
(information). Preliminary construct validity was assessed
through the hypothesised positive relationship between unmet
needs and the SDQ-TD for 12–17-year-old participants (r=
0.33, p<0.001) and the DASS-21 for 18–24-year-old
participants (depression, r=0.77, p<0.001; anxiety, r=0.66,
p<0.001; stress: r=0.56, p<0.05).
Conclusion Young people (aged 12–24 years) who have a
parent with cancer report a complex array of needs, many
of which go unmet. The preliminary findings reported may
be used to inform service providers in the development and
evaluation of need-based programs to redress these unmet
needs and thus ameliorate the effects of parental cancer.
Services addressing information and school-based interven-
tions are particularly pertinent given these current results.
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Introduction

In Australia in 2005, there were more than 39,000 deaths
from cancer and over 100,000 people who were newly
diagnosed [1]. Such a diagnosis not only affects the
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individual but also has a flow-on effect to family members,
friends and the wider community. Although in the last
decade, there has been improvement in cancer survival
rates, cancer continues to impact on family members as it
shifts toward a chronic condition [2]. While it is difficult to
establish the specific number of adolescents and young
adults impacted by chronic parental illness, Worsham and
Crawford [3] suggest that it is reasonable to assume that
these numbers are substantial. Much previous literature has
focused on younger children and the impact of diagnosis on
their well-being. As such, the research agenda for adoles-
cents and young adults is underdeveloped and important to
address. The World Health Organisation defines youth as
people between the ages of 15–24. Often, this definition is
used in conjunction with adolescents (people aged 10–
19 years) and young people, which describes the combined
cohort of 10–24-year-old [4].

The psychosocial vulnerability of young people impacted
by parental cancer has been acknowledged as being
considerable [4], and this population exhibits high scores
on stress, anxiety and depression measures [5, 6]. However,
previous research has tended to focus on descriptions of the
offspring’s functioning, such as disruptions to coping,
psychological functioning and development, for example, a
decline in school performance [7–10]. While these descrip-
tions have been useful in gaining insight into the emotional
and psychological difficulties that these young people
experience, they have not directly identified the psychosocial
needs of this population and thus have offered only limited
guidance to service providers.

Relatively few studies have focused on the psychosocial
needs of young people who have a parent with cancer.
These studies have focused on the need for information (for
example, about the seriousness of the illness) and support
(for example, from friends) [11–14] and have not directly
and systematically assessed whether or not these needs
were being met. However, it is important to develop larger-
scale research that investigates other potential classes of
need associated with the offspring’s functioning [15] and
the extent to which these self-expressed needs are being
met by service providers. Such research is important for a
number of reasons: It allows for a more detailed under-
standing of how young people who have a parent with
cancer perceive, experience and express their needs [11],
and it provides direct assessment of the type, number and
magnitude of these needs and whether they have been met.
An important application of such knowledge is in the
planning of better psychosocial intervention programs for
this group [11, 16], particularly as clinicians and service
providers move from service-led toward need-led practice
[17]. Finally, a need-based research can also lead to an
understanding of the factors that contribute to resilience in
these young people, which may help to prevent or reduce

the likelihood of developing long-term mental health
problems.

The primary aims of the current study were to identify
the psychosocial needs of young people who have a parent
with cancer, to assess whether these needs have been met
and to present data on the face and content validity and
reliability of a need-based measure specifically designed for
offspring [the Offspring Cancer Needs Instrument (OCNI)].

Method

Design

Given that there has been little research conducted into the
needs of young people who have a parent with cancer, a
qualitative exploratory method of data collection was
deemed the most appropriate in the first instance. Study 1
thus consisted of a focus group and telephone interviews
with young people whose parent has cancer and a staff
survey. In study 2, a quantitative survey was utilised to
measure psychosocial needs and to ascertain whether these
needs had been met.

Study 1: qualitative phase

Participants

Participants were recruited through the “Sydney and
Central Division” of CanTeen Australia. CanTeen is the
Australian organisation for young people living with
cancer. CanTeen provides programs and services designed
to address the psychosocial needs of young people (12–
24 years old) living with cancer, and these include a
mixture of psychological support and development and
recreationally based activities. The organisation offers
services to (1) patient members (young people who have,
or have had, a cancer diagnosis), (2) offspring members
[young people who have a parent with cancer or have had a
parent who died from cancer (bereaved offspring mem-
bers)], and (3) sibling members [young people who have a
sibling with cancer or have had a sibling who died from
cancer (bereaved sibling members)]. Letters of invitation
were sent to offspring members. Hence, the age range 12–
24 years was the focus of this research, as it represents the
demographic serviced by the organisation. In total, there
were 14 participants in the focus group/interview stage. As
this represents 22% of those approached, 64 participants
were invited in the first instance.

Focus group Six young people participated in the focus
group (age range, 12–17 years, M=13.7 years. Four were
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female, and all participants were currently residing with
their diagnosed parent.1 Parents had been diagnosed with a
range of cancers: Hodgkin’s (n=2), bowel (n=2) and
ovarian (n=2). All had completed treatment.

Telephone interviews Eight participants, ranging in age from
13 to 22 years (n=5, 12–17 years; n=3, 18–24 years;
M=16.9 years), participated. Four were female, and seven
currently lived at home with their diagnosed parent. Parents
had been diagnosed with a range of cancers: leukaemia
(n=2), breast (n=3) myeloma (n=2), and kidney (n=1).
Most had completed treatment (n=7).

Staff survey Fifty-seven staff members from CanTeen
were invited to participate in a web-based survey asking
about their perceptions of the needs of young people
who have a parent with cancer. Twenty-six (46%) staff
members participated, of whom 20 were female and six
were male. Of those who participated, 15 had worked for
the organisation for <12 months and 11 for >12 months.
Respondents held positions in management (n=7),
recreation/program (n=11), administration (n=3) and
other areas (n=5).

Materials

Focus group and telephone interviews To ensure consis-
tency across the two information collection media, a
booklet was developed to be used in both environments
by the interviewer. The booklet contained two sections: The
first included a series of open- and closed-ended questions
that asked participants to detail their perceptions of the
needs/unmet needs they experienced as a result of their
parent’s cancer, for example, “What did you feel you
needed during this time in your life?” The second section
involved a series of closed-ended questions that required
participants to rate their endorsement from 0% to 100%
(where 0=no agreement and 100=full agreement) for needs
identified in the literature review.

Staff survey The online survey contained open- and
closed-ended questions designed to gather information
regarding staff members’ perceptions of the needs of
young people who had a parent diagnosed with cancer.
For example, “Please list up to 5 important needs that
you think young people aged 12–24 with a parent with
cancer have.”

Procedure

The study was endorsed by both the University of Western
Sydney Human Research Ethics Committee and the Ethics
and Young People Sub-committee of CanTeen Australia.
Careful consideration was given to the issues of anonymity,
confidentiality and consent due to the age of the sample
population and the sensitivity of the research area. For
individuals aged 12–17 years, parental consent was gained
before the young person was approached to participate.
Potential participants were contacted via telephone and
invited to take part in the focus group. If this was
inconvenient, they were invited to participate in a one-on-
one telephone interview at a time convenient to them. All
participants were given a brief description of the research
and were later presented with an information sheet and
consent form. Those who gave verbal consent to participate
in either the focus group or the telephone interview were
then asked to consider their felt needs regarding their
experience with their parent’s cancer. These needs were
then discussed within the focus group/telephone interview.

The focus group was led by a facilitator with an observer
present, while the telephone interview was conducted by a
sole researcher. In both instances, each participant was
invited to discuss their self-identified needs. Needs identi-
fied in the literature but not discussed by participants were
named by the facilitator, and participants were asked to
indicate the extent to which they endorsed each need.

The staff members’ survey was sent electronically with
accompanying information outlining the purpose of the
study. Consent was implicit in the return of completed
surveys. A 3-week turnaround was set, with a reminder
email sent to all staff 1 week before the closing date.

A literature review was also undertaken to identify need
themes apparent in previous research. The search terms
used included parental, cancer, children, young people,
adolescent, needs and psychosocial. Searches were per-
formed in the following databases: EBSCOHost, Science-
Direct, PubMed, Ovid and PsychInfo.

Data analysis

Given the project’s multiple data sets and the need to
generate an integrated set of findings, triangulation was
employed. Triangulation is a methodological approach that
contributes to the validity of research results when multiple
methods, sources, theories and/ or investigators are
employed [18]. Data from each of the methods were
content-analysed for emerging themes. Themes identified
from two or more sources (for example, identified in the
previous literature and raised by the focus group) were
subjected to subsequent methodological triangulation. This
process resulted in the identification of overriding ‘meta-

1 Diagnosed parent denotes the parent/guardian who has been
diagnosed with cancer, regardless of treatment status.
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themes’ or domains of need for young people who have a
parent with cancer.

Results

Eight need domains were identified and are outlined in
Table 1.

Study 2: quantitative phase

Participants

Eligibility criteria included being aged 12–24 years of age and
having a parent diagnosed with any type or stage of cancer
within the past 5 years. Eligible young people were identified
from the existing organisation database of CanTeen Australia
(n=463). Seventy-two potential participants were excluded
for various reasons (incorrect address, parent had died and
did not wish to be contacted). Eligible young people were
sent a letter inviting them to participate in the study.

Nineteen participants completed an online version and 97
participants completed a paper-and-pencil version (N=116),
yielding an overall response rate of 30%. This response rate
is comparable with other recent Australian research with
young people affected by cancer (patients and siblings) [19–
21]. Other factors influencing the return rate may include the
use of a postal survey with no telephone follow-up and opt in
research design minus a direct invitation from someone
known to the participant [22–24]. Furthermore, young
people may be disengaged from the process due to the
nature of their current circumstances—living with a parent
with cancer. Due to the anonymous nature of the study, no
details are available on non-respondents.

Sixty-six per cent of the sample were female, ranging in
age from 12 to 24 years (M=16 years), and 34% were male,
ranging in age from 12 to 24 years (M=15 years). Most were
born in Australia (94%). Ninety per cent of respondents lived
with their diagnosed parent, and a range of diagnoses were
noted, the predominant cancers being breast (44%), non-
Hodgkin’s lymphoma (10%) and bowel (10%). Further
sample characteristics and information relating to diagnosis
and treatment variables are outlined in Table 2.

Table 1 An overview of the identified conceptual domains

Need Domain Description

Information Participants expressed the need to have access to information about their parent’s cancer, and for this
information to be presented to them in a way that they could understand. Information was sought regarding
their parent’s cancer type, treatment options and outcomes, side-effects and chances of recovery. Honest
and lucid information was sought from all health care professionals, including nurses, doctors and
oncologists

Peer support This domain encompasses both the need to feel supported from one’s own friendship peer group, and from
other young people who share a similar experience. In terms of friendship groups, participants expressed
the need for friends to understand what they were going through and to be able to openly communicate
with them about their cancer experience. In regards to peer support from other young people who have a
parent with cancer, participants expressed the need to be able to learn from them and to feel supported by
them

Expressing and coping with
feelings

Participants conveyed the need to be able to express how they were feeling about their parent’s cancer, and
also the need for help in dealing with these feelings. Young people expressed feeling anxious, scared, sad,
guilty, frustrated and angry, and indicated a desire to access professional counselling services in an attempt
to better cope with this roller coaster of emotions

Respite and recreation Young people expressed the need to be involved in activities such as sports and social activities in an attempt
to regain a sense of normality in their lives. This domain also encapsulates the need for occasional
escapism and “time out” from the pressures of having a parent with cancer

Support for carers For those young people who are also involved in caring for a parent with cancer, a need for information and
assistance with the caring and household duties was also expressed.

Supportive education and work
environment

This domain speaks to the need for assistance with attending and staying on task at school, TAFE, university,
and/or work. Participants expressed the desire for teachers and/or bosses to be more understanding of their
situation and to act accordingly. Having access to professional support services in this environment was
also mentioned

Family factors Participants indicated the need to feel supported by their families, where open and honest communication
was highlighted as key. Family access to counseling was also mentioned as a need

Access to support services The negotiation of support services, including financial support and employment related support, was also
mentioned by participants as an area where they required assistance
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Materials

Socio-demographic and medical questions These included
age, gender, country of birth, time since parent’s diagnosis,
cancer type and treatment types.

Needs instrument—the Offspring Cancer Needs Instru-
ment A pool of survey items was developed from the
qualitative needs analysis outlined in study 1. Items generated
were designed to map as many of the components of each
domain as possible. This process was conducted by two
researchers independently, who then discussed and agreed on
the items. This process resulted in 67 items that were
considered representative of the scope of needs identified.
Items were worded to be appropriate for a reading age of
approximately 11 years, as measured by the Flesch Reading
Ease formula [25]. Participants were presented with a sentence
stem: “In the last 12 months, I needed....” and then asked to
rate the level of each item on a 4-point scale: 1=no need,
2=low need, 3=moderate need, and 4=high need. Those
answering with some level of need were also asked, “Has this
need been met?” to which they responded either yes or no.
For example , i t ems inc luded the fo l lowing :
information—“To get information about my parent’s cancer
in a way that I could understand”; peer support—“Support
from my friends” and “To talk to someone my own age who
has been through a similar experience with cancer;
feelings—“Help dealing with feelings of frustration and anger
related to my parent’s cancer”; respite and recreation—“To be
able to have fun”; support for carers—“Assistance with the
responsibility of looking after my parent with cancer”;
education/work—“Help with concentrating on tasks at school,
TAFE, university, or work”; family—“To feel able to openly
communicate with my family about my parent’s cancer”;
and access to support—“Help being linked in with an
appropriate support service”. The stem “In the last 12 months
I needed…”was chosen in an attempt to capture a broad range
of needs across the cancer journey. In addition, an open-ended
item allowed participants to list up to three additional needs
and to rate how much of a need (low, moderate and high) it
was for them. The OCNI was available as both a paper-and-
pencil questionnaire and as an online survey. The two forms
were identical in presentation and item ordering.

Strengths and Difficulties Questionnaire Strengths and
Difficulties Questionnaire (SDQ) is a 25-item self report
screening instrument for 7-17 year olds [26]. It covers five
dimensions: conduct problems; emotional symptoms;
hyperactivity; peer relationships; and prosocial behaviour.
Participants were asked to report the extent to which each
item applied to them over the past 6 months using a 3-point
scale, where 0=not true and 2=certainly true. A total
difficulties (SDQ-TD) score of 0–40 was generated by

Table 2 Demographic characteristics of the sample of young people
who have a parent with cancer

Variable N Percentage

Gender

Female 77 66.4

Male 39 33.6

Age

12–17 98 84.5

18–24 18 15.5

Country of birtha

Australia 107 93.9

England 4 3.5

Other 3 2.7

Living with parent with cancera

Yes 103 90.4

No 11 9.6

Time since diagnosisa

<2 years 48 42.5

2–5 years 51 45.1

>5 years 14 12.4

Type of cancerb

Breast 55 44.4

Non-Hodgkin’s 12 9.7

Bowel 12 9.7

Bone/tumour 8 6.5

Leukaemia 7 5.7

Lung 6 4.8

Gastrointestinal 5 4.0

Otherc 19 15.2

Parent’s current treatment situationa

Recently diagnosed (not started treatment) 3 2.6

On treatment 42 36.2

Finished treatment 54 46.2

Unsure 15 12.9

Length of treatmenta

1–6 months 39 41.9

7–12 months 29 31.2

13–24 months 6 6.5

>24 months 19 20.4

Treatment typesb

Surgery 69 60.5

Chemotherapy 100 87.7

Radiotherapy 66 57.9

Hormone 21 18.4

Bone marrow transplant 6 5.3

Stem cell transplant 7 6.1

Not specified/Unsure 15 13.2

Relapse statusa

Parent has relapsed 39 34.2

Parent has not relapsed 69 60.5

aMissing data
b Participants could choose more than one
c Category includes: Melanoma, prostate, reproductive, Hodgkin’s, brain,
head/neck, spinal, myeloma, kidney and other non-malignant life threat-
ening tumours
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summing the scores from all of the scales except “prosocial
behaviour”. The SDQ exhibits good internal consistency
(mean α=0.73) and retest stability after 4–6 months (M=
0.62; [26]). It also possesses good content, construct and
criterion-related validity [27, 28].

Depression, Anxiety, Stress Scale—21 Depression, Anxiety,
Stress Scale—21 (DASS21) is a 21-item (short version)
self-report screening scale designed to measure depression,
anxiety, and stress levels [29]. Participants are required to
consider how much the item applied to them over the past
week and rate their response on a 4-point severity/
frequency scale, where 0=did not apply to me at all, and
3=applied to me most of the time. The scale has been
shown to have high internal consistency, possess good
construct validity [29, 30] and yield meaningful discrimi-
nations in a variety of settings [31]. Participants aged 18–
24 years completed the DASS21.

Procedure

This second phase of the project also received ethical
endorsement from the University of Western Sydney
Human Research Ethics Committee and from the Ethics
and Young People Sub-committee of CanTeen Australia.
For individuals aged 12–17 years, parental consent was
gained before the young person undertook the question-
naire. A research pack was then posted to participants,
consisting of an information sheet (outlining confidentiality
and anonymity conditions), information regarding the
online version of the survey (including the site address
and participant password) and a hard copy of the survey
and a reply-paid envelope. The young person’s consent was
implicit in the completion of the survey. Participants were
given 6 weeks to complete the survey, with a reminder
letter sent out at 4 weeks.

Data analysis

Face and content validity of the measure were assessed via
subjective feedback and analysis of the survey item
requesting participants to list any other additional needs.
Reliability analyses were also conducted on each of the
domains to examine the internal consistency of these areas.
As per Kline’s [32] recommendation, a Cronbach’s alpha
level of 0.70 was used as the cut-off score to indicate
acceptable reliability. Preliminary construct validity was
examined in relation to the hypothesised relationship
between unmet needs and scores on measures of psycho-
social functioning. Specifically, it was predicted that there
would be a positive correlation between the number of
unmet needs reported and scores on the SDQ-TD (for those

aged 12–17 years) and the DASS-21 (for those aged 18–
24 years). As per Hills’ [33] recommendation, a significant
correlation of 0.30 and above was used as the cut-off
coefficient to indicate acceptable validity.

Results

The self-expressed needs, and unmet needs, of young
people who have a parent with cancer

The majority of young people (97.4%) endorsed at least
one need, 90% specified 10 or more needs and
approximately 25% endorsed 50+ needs. On average,
36.2 needs were endorsed per person (SD=17.44, range=
0–66). Furthermore, 87% of the sample indicated that at
least one need was unmet, 43% had 10 or more unmet
needs and just under a quarter had 20+ unmet needs. The
distribution of the total number of needs endorsed and
total number of unmet needs per person is outlined in
Fig. 1. On average, participants reported 12.82 unmet
needs (SD=13.33, range=0–54). Of those young people
who reported 10 or more needs, approximately 47%
indicated that their needs had been met. This may be an
artefact of the sample (peer support organisation members)
and could be taken to indicate that the services currently
being offered by the organisation are meeting these needs.
For example, it may well be that the healthy living
psychoeducation program is addressing some of the
practical issues faced by young people.

Young people identified both needs and unmet needs
within each of the conceptual domains (see Table 3). The
peer support domain (96%), respite and recreation (94%)
and expressing and coping with feelings (92%) had the
highest percentages of participant endorsement of one or
more needs. In relation to needs that had not been met,
nearly three quarters (73%) of the young people in this
sample indicated one or more within the peer support
domain, 57% had one or more in the education and work
environment area and 56% reported one or more in the
domain of expressing and coping with feelings.

The top 10 needs and the top 10 unmet needs endorsed by
participants are outlined in Table 4. These provide insight into
current unmet needs. In this sample, unmet needs concerning
support from peers, access to information and dealing with
feelings were the most represented domains.

Reports of initial reliability and validity

While it was outside the scope of the present research to
conduct tests of construct validity (via factor analysis)
and test–retest reliability for the needs measure, evidence
of reliability and validity can be attested to. Internal
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consistency reliability for the eight domains was assessed
using Cronbach’s alpha with all coefficients reaching an
acceptable level (information α=0.92; peer support α=
0.90; expressing and coping with feelings α=0.90; respite
and recreation, α=0.81; carer support, α=0.85; education/
work environment, α=0.80; family factors α=0.72; access
to support α=0.64)

Face and content validity of the need items was assessed
through the qualitative phase of the research by consulting
previous literature in the area, young people directly and
staff who work in the field. Subjective feedback indicated
that the items were comprehensive and acceptable. Further-
more, all items included in the measure were utilised by at
least some of the participants, indicating that the content of
the measure was relevant for assessing the needs of young
people who have a parent with cancer. Participants were
also given the opportunity to indicate any additional needs
that they may have that were not included in the
questionnaire. In total, there were 14 additional needs
stated by 12 participants. Of those 14 needs, only three
(each only stated once) were considered by two raters not to

have been represented in the survey. The small number of
additional need items suggested by participants further
confirms the content validity of the needs measure.

Although no current measure exists with which the
needs measure (OCNI) can be directly compared, the
hypothesised relationship between unmet needs and mental
health was examined. It was expected that a higher number
of unmet needs would correlate positively with psycholog-
ical distress, and this expectation was borne out by the
current results: For young people aged 12–17 years (n=98),
there was a significant positive correlation with mental
health scores as measured by the SDQ-TD (r=0.33, p<
0.001): for young people aged 18–24 years (n=18), mental
health was measured using the DASS-21, and a significant
positive correlation was found between total number of
unmet needs and depression scores (r=0.77, p=0.000),
anxiety scores (r=0.66, p=0.002) and stress levels (r=0.56,
p=0.010). Of note, approximately 50% of 12–17-year-old
had scores in the at-risk/ clinically elevated ranges on the
SDQ-TD, and nearly 45% of 18–24-year-old had scores
which placed them in the at-risk/ clinically elevated ranges

Table 3 Needs and unmet needs identified by conceptual domain

Domain Number of items Endorsing 1+ needs (%) M SD Endorsing 1+ unmet needs (%) M SD

Information 11 90 6.39 3.72 52 2.13 3.04

Peer support 12 96 8.05 3.49 73 2.65 2.86

Expressing/coping with
feelings

10 92 5.84 3.24 56 2.28 3.00

Respite and recreation 8 94 4.94 2.39 53 1.41 1.84

Carer support 11 89 3.97 3.25 53 1.59 2.19

Education/work environment 6 85 2.71 1.94 57 1.18 1.41

Family factors 5 86 2.85 1.62 47 0.86 1.60

Access to support 4 71 1.53 1.33 43 0.72 1.02
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Fig. 1 The frequency distribution of the total number of needs and unmet needs endorsed per participant (N=116)
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for anxiety (n=6) and stress (n=6), far exceeding the 15–
20% reported in normative data.

Discussion

The main outcome of the study was the identification of
a wide range of psychosocial needs facing young people
who have a parent with cancer and an assessment of
whether or not these needs had been met, extending the
scope of previous need-based research [11–14]. The
majority of young people surveyed expressed varied needs
during this period of their lives, with over 90% indicating
10 or more needs and a quarter of the sample endorsing 50
or more needs. Psychosocial areas that were most salient
included the domains of peer support, respite and
recreation and expressing and coping with feelings. These
results indicate that it is important to provide support and
services to offspring in order to foster greater communi-
cation and interaction with peers, to alleviate the pressures
of their parent’s diagnosis and treatments by providing
time out and recreational activities so that the young
person regains a sense of normalcy in their lives and to
assist them to effectively express and cope with their
emotional reactions.

Importantly, the study also revealed that these needs are
often not met. Around 43% of participants indicated they
had 10 or more unmet needs and just under a quarter
reported 20 or more unmet needs. Most of these unmet
needs related to the domains of peer support, a supportive
education and work environment, expressing and coping
with feelings and the desire for information. These findings
are particularly pertinent in light of the pattern emerging
from the unmet needs assessment and psychological
distress scores: For both the 12–17- and 18–24-year
brackets, there was a high positive correlation between
number of unmet needs and adverse mental health scores
and a higher than normal proportion of participants at risk
of psychological problems. Hence, this finding should
assist service providers in the area: for example, the current
study reports on young people’s need for friends who
understand what they are going through and for more
lenient and understanding teachers. This would seem to
indicate that an educational intervention that sought to
inform both peers and teachers alike of the impact of
parental cancer may help to ameliorate further distress at
school for the young person. In line with previous findings
[11], young people also voiced their need for information
relating to all aspects of the cancer journey (diagnostic and
prognostic issues); thus, age-appropriate information book-

Table 4 The top 10 needs and top 10 unmet needs across all domains

Rank Needs Rank Unmet needs

Item Domain Need
(%)

Item Domain Unmeta

(%)
Needb

(%)

1 Understanding from
friends

Peer
support

86.8 1 Understanding from friends Peer support 44 86.8

2 Support from friends Peer
support

83.6 2 Help concentrating at school/
work

Education/
work
environment

39.7 59.5

3 Have fun Respite and
recreation

81.3 3 Information about side-effects
and symptoms

Carer support 31 53.4

4 Information about
changes in parent’s
condition

Information 80.2 4 Open communication with
friends

Peer support 30.2 70.7

4 Spend more time with
friends

Peer
support

80.2 4 Problems with self-esteem Feelings 30.2 80.2

6 Express feelings about
cancer

Feelings 75.0 6 A place to go when things
got too hard

Respite and
recreation

29.3 70.7

7 Discuss feelings and
fears

Feelings 73.3 7 Support from friends Peer support 28.4 83.6

7 Spend time with others Peer
support

73.3 8 Help with anxiety and fear Feelings 27.6 67.2

9 Information about
parent’s chances of
recovery

Information 71.6 8 To speak with a health care
professional in an
understandable way

Information 27.6 42.2

9 Participation in social
activities

Respite and
recreation

71.6 10 To speak with a health care
professional when needed

Information 26.7 38.8

a Percentage of participants for whom the need was currently unmet
b Percentage of participants for whom the item was a need
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lets and web based information could also assist. Such
targeted interventions overall may assist in improving
mental health outcomes.

The development of the psychosocial need-based
measure—the OCNI—is the first step in the process of
identifying and addressing the deleterious effects of
parental cancer for young people. The OCNI has both
face and content validity and shows strong internal
reliability. As such, the major strength of this research
lies in the direct assessment of the needs of young people
who have a parent with cancer. Need-based research is
becoming increasingly important as psychological inter-
ventions and programs become more need-based [17].
Initial measurement of unmet needs provides guidance to
health professionals and service providers in developing
prevention- and intervention-based programs and services
that are more responsive young people.

This study was not without limitations. First, most of
the participants were from a Western culture (Australia),
and thus, results cannot be generalised to other cultures.
Second, there were unequal numbers of participants in the
12–17 and 18–24-year-old categories and between the
genders, which may have led to an under-representation of
some needs and over-representation of others. Last, the
participants were drawn from a peer support organisation
for young people living with cancer. Thus, young people
not involved with such an organisation, and non-
respondents within the organisation, may have other needs
not identified in the present study. The response rate of
30% also limits the generalisability of the findings.
Furthermore, it is not known whether young people who
initially join a peer support organisation have greater
needs than those who do not join, that is, they are more
distressed and hence seek out support, or it may be that
members of such an organisation report fewer needs than
the broader population of young people who have a parent
with cancer due to the social support inherent within
CanTeen. Additional investigation is therefore warranted
using different sub-populations of young people who have
a parent with cancer. Hence, an important next step in the
development of the OCNI as a research and clinical tool
is to further examine the construct validity and reliability
of the instrument. Currently, a study is underway
to further assess these properties, using a broader
community sample.

Overall, the study takes an important step towards
redressing the dearth of research regarding the identification
of the psychosocial needs of young people who have a
parent with cancer through direct need-based research.
Assessment of whether or not these needs are currently
being met by service providers will also assist in program
and intervention development, with the view to promote
health and well-being outcomes for young people who

experience the protracted illness of a parent who has been
diagnosed with cancer.
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