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Men’s help-seeking in the first year after diagnosis of localised prostate cancer

This study describes sources of support utilised by men with localised prostate cancer in the first year after

diagnosis and examines characteristics associated with help-seeking for menwith unmet needs. A cross-sectional

survey of 331 patients from a population-based sample who were in the first year after diagnosis (M = 9.6,

SD = 1.9) was conducted to assess sources of support, unmet supportive care needs, domain-specific quality of life

and psychological distress. Overall, 82% of men reported unmet supportive care needs. The top five needs were

sexuality (58%); prostate cancer-specific (57%); psychological (47%); physical and daily living (41%); and health

system and information (31%). Professional support was most often sought from doctors (51%). Across most

domains, men who were older (Ps ≤ 0.03), less well educated (Ps ≤ 0.04) and more depressed (Ps ≤ 0.05) were less

likely to seek help for unmet needs. Greater sexual help-seeking was related to better sexual function (P = 0.03),

higher education (P ≤ 0.03) and less depression (P = 0.05). Unmet supportive care needs are highly prevalent after

localised prostate cancer diagnosiswith older age, lower education and higher depression apparent barriers to help-

seeking. Interventions that link acrossmedicine, nursing and community based peer supportmay be an accessible

approach tomeeting these needs. Clinical Trial Registry: Trial Registration: ACTRN12611000392965.
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INTRODUCTION

Globally, over 1 million new cases of prostate cancer

were diagnosed in 2012 with 68% of these occurring in

more developed countries (Ferlay et al. 2014). Prostate

cancer incidence is highest in Australia/New Zealand,

North America, Western and Northern Europe (age
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standardised rates per 100 000 range from 85.0 to 111.6),

with incidence expected to increase globally to 1.7 mil-

lion cases in 2030 (Center et al. 2012; Ferlay et al.

2014). Survival rates for prostate cancer have increased

in most countries in the past two decades (Allemani

et al. 2015) such that in the UK, North America and

Australia/New Zealand approximately 90% of men now

survive their prostate cancer at least 5 years and >80%

survive for 10 years or more (Australian Institute of

Health and Welfare 2013; Cancer Research UK 2014;

American Cancer Society 2015). Although many more

men are surviving prostate cancer, they are living with

high and persistent symptom burdens often not

addressed in follow-up care (Smith et al. 2000; Bernat

et al. 2015; Carlsson et al. 2015; Gavin et al. 2015). In a

recent UK study, approximately one-third of men up to

2 years post-prostate cancer diagnosis reported concerns

with sexual, urinary and bowel function (Watson et al.

2015) and there is evidence to suggest that these effects

can persist for a decade or more (Bernat et al. 2015;

Carlsson et al. 2015). As well, men who were younger

or received multi-modal treatment including androgen

deprivation therapy (ADT) experienced worse effects

(Smith et al. 2007; Carlsson et al. 2015). In addition to

substantial symptom burden, prostate cancer survivors’

supportive care needs are frequently not met (Steginga

et al. 2001; Lintz et al. 2003; Smith et al. 2007; Cham-

bers et al. 2015a,b; Watson et al. 2015). Up to one half

of men report ongoing unmet sexuality, psychological,

and health system and information needs after prostate

cancer treatment (Steginga et al. 2001; Lintz et al. 2003;

Smith et al. 2007; Bernat et al. 2015; Watson et al.

2015).

Problematically, although prior studies suggest that

men access health care services (Holden et al. 2005,

2006) at similar frequencies to women (Hourani et al.

2016), they often do not actively seek help (or receive

treatment) for the full range of their concerns (Addis &

Mahalik 2003; Shabsigh et al. 2004; Galdas et al. 2005;

Steginga et al. 2008; Forsythe et al. 2013; Hyde et al.

2016; Yousaf et al. 2015) unless prompted to do so by a

partner or a direct enquiry from a health professional

(Holden et al. 2006). In particular, men with prostate

cancer are less likely to discuss their social and emo-

tional concerns with health care providers compared to

women with breast cancer (Forsythe et al. 2013). Rea-

sons for men’s hesitancy to seek help may include

under-reporting of emotional, physical or sexual con-

cerns (Kunkel et al. 2000; Holden et al. 2006; Bernat

et al. 2015; Yousaf et al. 2015); somatisation of mental

health symptoms (Kockler & Heun 2002; Fiske et al.

2009); self-reliance and a desire to maintain a sense of

normalcy (Gray et al. 2000; Yousaf et al. 2015); concerns

about burdening others (Gray et al. 2000); discomfort or

embarrassment (Yousaf et al. 2015); being less well edu-

cated or unaware (Dunn et al. 1999); and preference for

self-management (Klafke et al. 2014). However, although

recent studies have identified the symptom burden and

supportive care needs of prostate cancer survivors and

the factors that contribute to these (Smith et al. 2000;

McDowell et al. 2010, 2011; Bernat et al. 2015; Gavin

et al. 2015; Watson et al. 2015), patterns of help-seeking

in this population to address unmet needs are less well

described (Neese et al. 2003; Hyde et al. 2016). Rutten

et al. (2005) propose that cancer patient’s unmet needs

and sources of support should be examined with specific

reference to cancer survivorship stage (e.g., diagnosis,

treatment, post-treatment) in order to be responsive to

context. For prostate cancer survivors, unmet supportive

care needs are highest close to the time of treatment

(Smith et al. 2007; Harrison et al. 2009). Accordingly,

we describe men’s patterns of help-seeking in the first

year after prostate cancer treatment, their unmet sup-

portive care needs and from this examine factors related

to help-seeking in the context of unmet need.

METHODS

Recruitment

Men who were diagnosed with localised prostate cancer in

the state of Queensland, Australia were recruited between

September 2011 and November 2012 via the Queensland

Cancer Registry as part of a randomised controlled trial

that is ongoing (Chambers et al. 2011; Galv~ao et al. 2015).

Men were eligible for the trial if they had undergone/were

undergoing prostate cancer treatment; could read and

speak English; had no prior history of head injury, demen-

tia or current psychiatric illness; had no concurrent can-

cer; and received clearance to participate from their

physician. This study reports cross-sectional baseline data

from a sub-group of men drawn from the larger popula-

tion-based cohort who were in the first year after diagnosis

and had received treatment. The study was approved by

the Griffith University Human Research Ethics Commit-

tee and human research ethics committees of hospitals

across Queensland. All participants provided written

informed consent.

Measures

Baseline assessment occurred via computer-assisted tele-

phone interview using previously validated and reliable
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self-report measures (Chambers et al. 2011; Galv~ao et al.

2015).

Help-seeking and sources accessed

Help-seeking for prostate cancer-related concerns since

diagnosis was assessed using a self-report yes/no measure.

Type of help sought was measured with a prompted list on

which men indicated all resources (e.g. Internet, bro-

chures/books) and sources of support (e.g. doctor, nurse/

other health professional, family/friends, support group)

they had accessed for their concerns since diagnosis

(McDowell et al., 2011; Hyde et al. 2016). An open-ended

response option was provided for men to indicate if they

had used a resource or source of support that was not

listed.

Unmet supportive care needs

The Supportive Care Needs Survey Short Form-34 (SCNS-

SF34) measured men’s need for help across psychological,

health systems and information, patient care and support,

physical and daily living, and sexuality domains (Boyes

et al. 2009). A previously validated eight-item prostate

cancer-specific module was also included to assess uri-

nary, bowel, hormone and masculinity-related sexuality

(e.g. feeling like you’ve lost part of your manhood) needs

(Steginga et al. 2001). Items were rated 1 (no need/not

applicable), 2 (need was satisfied), 3 (low need), 4 (moder-

ate need) or 5 (high need).

Disease-specific quality of life

The domain summary scores from the Expanded UCLA

Prostate Index Composite (EPIC) was applied to measure

disease-specific quality of life for urinary (a = 0.85), bowel

(a = 0.87), sexual (a = 0.89) and hormonal (a = 0.69) func-

tion (Litwin et al. 1998; Wei et al. 2000). Scores for each

domain were transformed to a 0–100 scale with higher

scores indicating better functioning.

Distress

The Brief Symptom Inventory-18 (BSI-18) including

subscales of anxiety (a = 0.73), depression (a = 0.86) and

somatisation (a = 0.67) and a Global Severity Index

(GSI) (a = 0.88) assessed psychological distress (Dero-

gatis & Lopez 2000). Men reported the degree of dis-

tress experienced for each symptom in the week prior

to assessment, scored 0 (not at all) to 4 (extremely),

with higher scores indicating greater distress. Raw

scores were converted to standardised t-scores to iden-

tify men with clinically significant symptoms (Cham-

bers et al. 2014). Consistent with previous studies of

cancer patients, caseness was identified using a cut-off

t-score ≥57 on the BSI-18 GSI or on at least two of the

BSI-18 subscales (Zabora et al. 2001; Chambers et al.

2014).

Statistical analysis

Descriptive statistics were calculated for socio-demo-

graphic and treatment characteristics, and to describe psy-

chological distress, disease-specific quality of life, unmet

supportive care needs, help-seeking and sources of help

accessed. For men who expressed some level of need

(scored ≥3) overall and in each SCNS-SF34 domain (except

patient care and support because too few men reported an

unmet need on this domain), logistic regression was used

to examine associations between help-seeking and the fol-

lowing variables: age, education, months since diagnosis,

hormone treatment; BSI-18 somatic, depression, anxiety

subscales; and EPIC urinary, bowel and sexual domain

summary scores. The hormone summary score was not

included in the analysis due to the small number of men

who received ADT. Logistic regressions were also con-

ducted to examine associations between the variables

specified above and supportive care needs (except patient

care and support).

RESULTS

Recruitment and participant characteristics

Initially, 1899 patients were identified as potentially eligi-

ble for the trial and of these, 1770 doctors were contacted

for permission to recruit their patients of whom 88.4%

(n = 1564) gave consent to do so. Six hundred and seventy-

nine of 1501 patients contacted agreed to participate, of

which 463 met eligibility criteria, gave consent and com-

pleted baseline assessment (Galv~ao et al. 2015). Within

this group, 331 patients were in the first year after diagno-

sis and had received treatment for localised prostate

cancer. Analyses in this study are based on data from this

sub-group of men.

Mean age of men was 64.5 years (median = 65.0;

SD = 7.6). Most were in a relationship (86%), educated

at university/college (25%) or trade/technical (38%)

level, and just over half had an income ≥AUD $60 000.

Men were within the first 12 months of diagnosis (M =

9.6 months; median = 10.0; SD = 1.9). Men had

received treatment approximately 6 months prior to the

study (M = 6.4 months; median = 6.8; SD = 2.5), and
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most (68%) were treated with radical prostatectomy

(Table 1).

Disease-specific quality of life

Table 1 reports EPIC domain summary scores and of

these men reported few difficulties in the areas of urinary

and bowel function and hormonal effects. By contrast,

sexual function scores were lower. Specifically, 41% of

men considered their sexual function to be a moderate/

big problem in the month prior to baseline assessment;

with 14.2% and 4.5% reporting urinary and bowel dys-

function, respectively, to be a moderate/big problem in

the same time frame. Sixty-four men received ADT and

of these approximately 10% identified hot flushes,

depression and body weight as a moderate/big problem.

Lack of energy was a moderate/big problem for 22% of

these men.

Psychological distress

The standardised mean BSI GSI was 45.5 (SD = 8.5, range

36–72), with mean subscale scores of 47.4 for somatisation

(SD = 6.8, range 42–81), 46.3 for depression (SD = 7.2,

range 42–77) and 45.2 for anxiety (SD = 7.5, range 39–72).

Forty-two men (12.7%) were identified as reaching high

distress using the cut-off specified (t-score ≥57).

Unmet supportive care needs

Overall, 82% of men had some (low, moderate or high)

level of need across any supportive care need domains. Of

these, over half had concerns about sexuality (58%) and

prostate cancer-specific needs (57%) that were not

addressed. Approximately, half reported psychological

(47%) and physical and daily living (41%) needs, and less

than one-third had health system and information (31%)

or patient care and support (17%) needs. Moderate–high

need was expressed most frequently on sexuality (40%)

and prostate cancer-specific (34%) domains (Table 2). The

top 10 items for which men reported moderate to high

unmet needs are described in Table 2. Of these, sexuality

needs caused the most concern or discomfort with approx-

imately one-third of men reporting they needed help with

changes in sexual feelings and relationships and their

sense of masculinity (feeling like a man). Physical needs,

particularly not being able to do things as before, lack of

energy/tiredness, and urinary incontinence were moder-

ate–high concerns for ≥10% of men. Men also expressed

moderate–high need for help with their own (10%) or close

others’ (12%) psychological well-being, and their feelings

of uncertainty about the future (9%). A moderate–high

information need regarding being informed about things

to do to get well was reported by 9% of men. Table 3

shows that men who experienced increased anxiety or

somatic symptoms and were treated with ADT (vs. not

treated) were more likely to express unmet supportive care

needs across a range of need areas. Better outcomes on sex-

ual, urinary and bowel domains and older age were associ-

ated with less unmet needs (Table 3). Education and

months since diagnosis were not related to unmet needs.

Help-seeking and sources of support accessed

Overall, 94% of men reported that they had accessed

resources and/or support for their prostate cancer-related

Table 1. Patient socio-demographic and treatment characteris-
tics and EPIC domain summary scores (N = 331)

Characteristics Mean (SD)/range or %

Age (years) 64.5 (7.6)/44–89
Education (highest level completed)
University or college degree 25.4
Trade/technical certificate/diploma 38.4
Senior high school 10.0
Junior high school 19.9
Primary school 6.0
Did not complete primary school 0.3

Marital status
Married 81.6
Defacto 3.9
Divorced/separated 4.5
Widowed 1.2
Single 8.8

Gross household income (AUD)
< $20 000 11.2
$20 000 to $39 999 23.0
$40 000 to $59 999 14.2
$60 000 to $79 999 12.7
$80 000+ 35.6
Don’t know/unwilling to answer 3.3

Months since diagnosis 9.6 (1.9)/2.9–12.5
Months since treatment 6.4 (2.5)/0.1–11.3
Treatment received
Radical prostatectomy 68.9
EBRT with ADT 13.0
EBRT without ADT 2.7
Brachytherapy with ADT 2.1
Brachytherapy without ADT 5.4
EBRT & Brachytherapy with ADT 1.5
ADT only 2.7
Other 3.6

EPIC domain summary scores
Urinary 85.3 (15.6)
Bowel 93.1 (11.0)
Hormonal 80.6 (13.9)
Sexual 36.0 (22.6)

ADT, androgen deprivation therapy; AUD, Australian dollars;
EBRT, external beam radiation therapy; EPIC, expanded prostate
cancer incidence composite.
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Table 2. Supportive care needs domains and items (SCNS SF-34) (N = 331)

Supportive care needs*,† Some need %
No need or need
satisfied % Low need %

Moderate–high
need %

Physical and daily living need 40.5 59.5 18.1 22.4
Not being able to do the things you used to do 24.8 75.2 10.3 14.5‡
Lack of energy/tiredness 24.8 75.2 14.8 10.0‡
Feeling unwell a lot of the time 8.7 91.3 3.0 5.7
Work around the home 8.5 91.5 4.9 3.6
Pain 6.6 93.4 3.0 3.6

Psychological need 47.1 52.9 23.0 24.1
Concerns about the worries of those
close to you

23.0 77.0 11.2 11.8‡

Fears about the cancer spreading 21.5 78.5 12.7 8.8
Uncertainty about the future 21.1 78.9 12.1 9.0‡
Feeling down or depressed 17.5 82.5 7.3 10.2‡
Anxiety 15.7 84.3 7.3 8.4
Feelings of sadness 15.4 84.6 7.8 7.6
Worry that the results of treatment are
beyond your control

14.2 85.8 7.3 6.9

Learning to feel in control of your situation 12.4 87.6 6.9 5.5
Feelings about death or dying 9.1 90.9 5.8 3.3
Keeping a positive outlook 8.2 91.8 3.9 4.3

Health system and information need 30.8 69.2 10.3 20.5
Being informed about things you can do to
help yourself get well

14.5 85.5 5.5 9.0‡

Having one member of staff with whom
you can talk to about all aspects of your
condition, treatment and follow-up

13.0 87.0 4.5 8.5

Having access to professional counselling
(e.g. psychologist, social worker, counsellor,
nurse specialist) if you, family or friends need it

10.9 89.1 4.5 6.4

Being given information (written, diagrams, drawings)
about aspects of managing your illness and side effects
at home

9.4 90.6 4.2 5.2

Being given explanations of those tests for which you
would like explanations

9.1 90.9 3.6 5.5

Being adequately informed about cancer which is under
control or diminishing

8.8 91.2 2.4 6.4

Being adequately informed about the benefits and side
effects of treatments before you choose to have them

8.5 91.5 2.4 6.1

Being informed about your test results as soon as feasible 7.3 92.7 2.1 5.2
Being given written information about the important
aspects of your care

5.8 94.2 1.6 4.2

Being treated like a person not just another case 5.7 94.3 1.8 3.9
Being treated in a hospital or clinic that is as physically
pleasant as possible

3.6 96.4 2.1 1.5

Patient care and support need 16.7 83.3 6.7 10.0
Reassurance by medical staff that the way you feel is
normal

8.5 91.5 4.3 4.2

More choice about which cancer specialists you see 6.4 93.6 1.8 4.6
More choice about which hospital you attend 6.1 93.9 2.1 4.0
Hospital staff attending promptly to your physical needs 5.4 94.6 2.7 2.7
Hospital staff acknowledging, and showing sensitivity
to, your feelings and emotional needs

2.4 97.6 0.6 1.8

Sexuality need 58.0 42.0 17.8 40.2
Changes in sexual feelings 47.7 52.3 18.7 29.0‡
Changes in sexual relationships 41.4 58.6 13.0 28.4‡
To be given information about sexual relationships 19.9 80.1 9.0 10.9‡

Prostate cancer-specific need 57.4 42.6 23.0 34.4
Feeling like you’ve lost part of your manhood 38.1 61.9 16.0 22.1‡
Urinary incontinence 26.0 74.0 12.7 13.3‡
Problems with your bowel habits 11.5 88.5 4.8 6.7
Hot flushes§ 6.9 93.1 3.1 3.8
Difficulties in passing urine 6.6 93.4 3.6 3.0
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concerns. Excluding resources accessed, 79.5% reported

seeking support while 20.5% did not access any form of

support. Breaking this down further to examine seeking

support from a health professional (doctor, nurse, coun-

selling, or cancer helpline), 61% reported seeking support

while 39% did not seek any support from health profes-

sional(s) for prostate cancer-related concerns. The most

common resources accessed were brochures or books from

the doctor (78%) and the Internet (53%). Sources of sup-

port most frequently accessed by men since their prostate

cancer diagnosis were a doctor (51%) and family or friends

(48%). Local nurse counsellors, cancer helpline, and coun-

selling services and libraries were rarely accessed. While

prostate cancer support group use was not high, it was sub-

stantially more than other types of counselling services

(Table 4).

Associations between help-seeking and unmet

supportive care needs

Associations between socio-demographic and treatment

characteristics, disease-specific quality of life, psychologi-

cal distress, and help-seeking for men who had some level

of need overall and on each supportive care needs domain

were examined and results of the logistic regressions are

displayed in Table 5. Men who expressed some level of

need overall (n = 272) were less likely to seek help if they

were older (OR 0.94, CI 0.89–0.99), limited to high school

(OR 0.25, CI 0.09–0.74) or primary school (OR 0.07, CI

0.02–0.28) level education and had increased depression

symptoms (OR 0.83, CI 0.70–0.98). Being older (OR 0.88,

CI 0.80–0.98) and those limited to primary school level

education (OR 0.14, CI 0.02–0.90) were associated with a

lower likelihood of seeking help for physical and daily liv-

ing needs. Men who had psychological or health system

and information needswere less likely to seek help if they

had not progressed beyond primary school level educa-

tion (ORPsychological 0.09, CI 0.02–0.51; ORHealthSystInfo

0.06, CI 0.01–0.64) and increased depression symptoms

(ORPsychological 0.71, CI 0.57–0.87; ORHealthSystInfo 0.77, CI

0.60–1.00). As well, there was a trend for older men with

unmet health system and information needs to seek help

less often (0.91, CI 0.83–1.00, P = 0.057). Men with

unmet sexuality needs were less likely to seek help if

they were educated at high school (OR 0.24, CI 0.07–

0.90) or primary school (OR 0.10, CI 0.02–0.57) level,

more time had passed since diagnosis (OR 0.72, CI 0.53–

0.97), they experienced more depression symptoms (OR

0.81, CI 0.66–1.00), and had better bowel function (OR

0.93, CI 0.87–1.00, P = 0.056), with help-seeking also

associated with better sexual function (OR 1.03, CI 1.00–

1.06). Being older (OR 0.92, CI 0.86–0.99), educated not

further than primary school level (OR 0.08, CI 0.02–0.42),

and increased depression (OR 0.83, CI 0.68–1.00) were

associated with less help-seeking for men with prostate

cancer-specific needs.

DISCUSSION

The present study confirms previous research over the

past decade showing a high prevalence of unmet support-

ive care needs in men with localised prostate cancer (Steg-

inga et al. 2001; Lintz et al. 2003; Smith et al. 2007;

Watson et al. 2015). Hence, despite the development of

clinical practice guidelines for men with prostate cancer

(National Health and Medical Research Council 2003;

American Urological Association 2007; Australian Cancer

Network Management of Metastatic Prostate Cancer

Working Party 2010; Parker et al. 2015) and generic guide-

lines for psychosocial care in oncology (National Compre-

hensive Cancer Network 2002; National Breast Cancer

Centre and National Cancer Control Initiative 2003; Hol-

land et al. 2011), the pattern of need is unremitting and

sexuality needs in particular appear intransigent. These

findings have implications moving forward given the

recent focus on prostate cancer survivorship guidelines

(Skolarus et al. 2014; Resnick et al. 2015) and the observa-

tion that knowing what might assist men and actually

Table 2. Continued

Supportive care needs*,† Some need %
No need or need
satisfied % Low need %

Moderate–high
need %

Feeling that what you say is
not taken seriously by others

9.4 90.6 4.5 4.9

Feeling as if you are going through a change of life like
women do§

3.4 96.6 1.1 2.3

Feeling like you have lost the ability to be aggressive 2.4 97.6 1.2 1.2

*Level of need for help in the last month.
†Need was scored 1–2 = no need/need satisfied, 3 = some need, 4–5 = moderate–high need.
‡Top 10 moderate–high supportive care need.
§n = 262 (69 men receiving androgen deprivation therapy were excluded).
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moving this into practice are different questions (Deane

2014).

In this regard, although men may access health care ser-

vices and do so more frequently as they age, this may not

equate to help-seeking for reproductive health concerns

such as erectile dysfunction (Holden et al. 2005, 2006). In

a population-based study of close to 6000 Australian men,

21% reported moderate to severe erectile dysfunction and

of these 30% had spoken to a health professional about

their condition, with this proportion decreasing by age

(17% of men aged ≥70 years had discussed their concerns)

(Holden et al. 2005, 2006). Prostate cancer survivors are

also less likely to raise their concerns with health care pro-

viders (Forsythe et al. 2013), and in particular discuss sex-

ual concerns much less frequently in follow-up care than

concerns about urinary or bowel function (Watson et al.

2015). This creates a challenge for health professionals in

terms of how to best identify men with unmet needs and

provide accessible support. As well it indicates a need for

health care professionals to initiate discussion with men

about sexuality irrespective of whether sexual concerns

are expressed (Holden et al. 2006; Forsythe et al. 2013).

The top three sources of support accessed by men in the

present study were the medical professional, nurse and to

a lesser extent prostate cancer support groups. These three

points of support may present as a triad that if well linked

and resourced may have the greatest potential for making

a difference in men’s unmet needs after prostate cancer

diagnosis and treatment. Family and friends as a preferred

source of support may also help to promote men’s aware-

ness and encourage help-seeking from available health

and supportive care services (Holden et al. 2006; Smith

et al. 2006). As well, the high utilisation of the Internet

points to this as a key resource that could be leveraged to

improve access to self-management tools as well as profes-

sional support.

Men who were older, less well educated and more

depressed were less likely to seek help despite having

unmet needs for support. For age, this may relate to mas-

culine values around stoicism and self-reliance that may

be more strongly held by older men (Chambers et al.

2015a,b) and suggests the importance of continuing to

understand the unique challenges faced by specific

sub-groups of men. Level of education likely reflects

health literacy that is especially problematic given low

health literacy is also related to poorer health outcomes

(DeWalt et al. 2004) and poorer use of health services

(Berkman et al. 2011). For example, in a population-based

study of Australian men, lower levels of functional health

literacy were associated with obstructive sleep apnoea and

comorbidities including sedentary lifestyle, depression

and cardiovascular disease (Li et al. 2014). The relation-

ship between higher depression and not seeking help

speaks to the need for regular assessment of psychosocial

needs (Forsythe et al. 2013) including systematic distress

screening, rather than waiting for distressed men to self-

present (Chambers et al. 2014). Finally, help-seeking was

associated with better sexual function and this may reflect

that men who sought help had better outcomes. Alterna-

tively, it may suggest that men were more likely to seek

support for sexuality needs if they had better sexual func-

tion. This latter interpretation is consistent with prior

research suggesting severity of erectile dysfunction deters

help-seeking such that sexuality interventions may

require tailoring to sexual function (Hyde et al. 2016).

Strengths of this study include a large cohort of men

drawn from a population-based cancer registry; the use of

valid and reliable measures; and addressing the knowl-

edge-gap regarding associations between supportive care

needs and help-seeking. Limitations include the cross-

sectional design which precludes inferences about causal-

ity, and retrospective self-report assessment of help-seek-

ing. Longitudinal assessment of supportive care needs for

men with localised and advanced prostate cancer and

their patterns of help-seeking are a key focus for future

research.

CONCLUSION

The diagnosis and treatment of prostate cancer is followed

by well-described supportive care needs that are frequently

unmet and this was apparent in the current study, particu-

larly for sexuality needs. Few men accessed the range of

health professional and community support options avail-

able and men with greatest need were least likely to seek

support. Older age, lower education, and depression are

risk factors for men not seeking help. A new approach to

Table 4. Resources and sources of support accessed since
diagnosis (N = 331)

Help accessed %

Resources
Brochures or books from doctor 77.6
Internet 52.6
Brochures or books from family/friends 7.3
Library 2.7

Sources of support
Doctor 50.8
Family/friends 48.0
Nurse/Other health professional 17.8
Prostate cancer support group 7.9
Cancer Helpline 4.5
Counselling service 2.1
Local nurse counsellors 0.0

8 of 12 © 2016 The Authors. European Journal of Cancer Care Published by John Wiley & Sons Ltd.
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supportive care for men with prostate cancer seems war-

ranted that links across medicine, nursing and commu-

nity-based peer support. Future research is needed to

establish the optimal mode for intervening to reduce the

morbidity associated with this disease.

ACKNOWLEDGEMENTS

This project was funded by Cancer Australia and beyond-

blue (ID APP1008320). SKC had full access to all the data

in the study and takes responsibility for the integrity of

the data and the accuracy of the data analysis. The spon-

sors did not participate in the design or conduct of the

study; collection, management, analysis and interpreta-

tion of the data; or in the preparation, review or approval

of the manuscript. DAG is funded by a Movember New

Directions Development Award from Prostate Cancer

Foundation of Australia and Cancer Council Western Aus-

tralia Research Fellowship. SKC is an Australian Research

Council Future Fellow; and AG by a Cancer Institute

NSW grant. We gratefully acknowledge the support of the

Urological Society of Australia and New Zealand; of Mr

Bill McHugh, Mr Spence Broughton and Mr Peter Dornan

as consumer advisors; and of Ms Brigid Hanley andMs Syl-

via Burns as prostate cancer nurse advisors in the under-

taking of this research. We also thank and acknowledge

Ms Anna Stiller for research assistance.

CONFLICT OF INTEREST

The authors have no conflict of interest, including rele-

vant financial interests, activities, relationships and affili-

ations to declare.

REFERENCES

Addis M.E. & Mahalik J.R. (2003) Men,
masculinity, and the contexts of help
seeking. American Psychologist 58, 5–
14.

Allemani C., Weir H., Carreira H.,
Harewood R., Spika D., Wang X.,
Bannon F., Ahn J., Johnson C.,
Bonaventure A., Marcos-Gragera R.,
Stiller C., Azevedo e Silva G., Chen W.,
Ogunbiyi O., Rachet B., Soeberg M.,
You H., Matsuda T., Bielska-Lasota M.,
Storm H., Tucker T. & Coleman M.
(2015) Global surveillance of cancer
survival 1995–2009: analysis of
individual data for 25 676 887 patients
from 279 population-based registries in
67 countries (CONCORD-2). The
Lancet 385, 977–1010.

American Cancer Society (2015) Survival
rates for prostate cancer. Available at:
http://www.cancer.org/cancer/prostateca
ncer/detailedguide/prostate-cancer-survi
val-rates (accessed 6/11/2015).

American Urological Association (2007)
Guideline for the management of
clinically localized prostate cancer: 2007
update. The Journal of Urology 177,
2106–2131.

Australian Cancer Network Management
of Metastatic Prostate Cancer Working
Party (2010) Clinical Practice

Guidelines for the Management of
Locally Advanced and Metastatic

Prostate Cancer. Cancer Council
Australia and Australian Cancer
Network, Sydney, NSW, Australia.

Australian Institute of Health and Welfare
(AIHW) (2013) Prostate cancer in
Australia. Cancer series no. 79.
Available at: http://www.aihw.gov.au/

WorkArea/DownloadAsset.aspx?id=6012
9545133 (accessed 3/11/2015).

Berkman N.D., Sheridan S.L., Donahue
K.E., Halpern D.J. & Crotty K. (2011)
Low health literacy and health
outcomes: an updated systematic
review. Annals of Internal Medicine

155, 97–107.
Bernat J., Wittman D., Hawley S.,
Hamstra D., Helfand A., Haggstrom D.,
Darwish-Yassine M. & Skolarus T.
(2015) Symptom burden and information
needs in prostate cancer survivors: a
case for tailored long-term survivorship
care. BJU International doi:10.1111/
bju.13329.

Boyes A., Girgis A. & Lecathelinais C.
(2009) Brief assessment of adult cancer
patients’ perceived needs: development
and validation of the 34-item Supportive
Care Needs Survey (SCNS-SF34).
Journal of Evaluation in Clinical

Practice 14, 602–606.
Cancer Research UK (2014) Prostate
cancer statistics: prostate cancer
survival. Available at: http://www.cance
rresearchuk.org/health-professional/canc
er-statistics/statistics-by-cancer-type/pro
state-cancer#heading-Two (accessed 3/
11/2015).

Carlsson S., Drevin L., Loeb S., Widmark
A., Lissbrant I., Robinson D., Johansson
E., Stattin P. & Fransson P. (2015)
Population-based study of long-term
functional outcomes after prostate
cancer treatment. BJU International

doi:10.1111/bju.13179.
Center M., Jemal A., Lortet-Tieulent J.,
Ward E., Ferlay J., Brawley O. & Bray F.
(2012) International variation in prostate
cancer incidence and mortality rates.
European Urology 61, 1079–1092.

Chambers S.K., Newton R., Girgis A.,
Nielsen L., Lepore S., Mihalopoulos C.,
Gardiner R., Galv~ao D. & Occhipinti S.
(2011) Living with prostate cancer:
randomised controlled trial of a
multimodal supportive care intervention
for men with prostate cancer. BMC

Cancer 11, 317.
Chambers S.K., Zajdlewicz L., Youlden
D.R., Holland J.C. & Dunn J. (2014) The
validity of the distress thermometer in
prostate cancer populations. Psycho-
Oncology 23, 195–203.

Chambers S.K., Hyde M.K., Oliffe J.L.,
Zajdlewicz L., Lowe A., Wootten A. &
Dunn J. (2015a) Measuring masculinity
in the context of chronic disease.
Psychology of Men and Masculinity,
doi:10.1037/men0000018.

Chambers S.K., Scuffham P.A., Baade
P.D., Lowe A.P., Dunn J., Galv~ao D.A.,
Gordon L., Smith D.P., Sandoe D.F.,
Wootten A.C. & Spry N.A. (2015b)
Advancing prostate cancer survivorship
research in Australia. Cancer Forum 39,
204–209.

Deane L.A. (2014) Recommendations for
prostate cancer survivorship care.
Journal of Men’s Health 11, 108.

Derogatis L.R. & Lopez M.C. (2000) Brief
Symptom Inventory 18: Administration,

Scoring and Procedures Manual. Nat-
ional Computer Systems, Minneapolis,
MN, USA.

DeWalt D.A., Berkman N.D., Sheridan S.,
Lohr K.N. & Pignone M.P. (2004)
Literacy and health outcomes. Journal

of General Internal Medicine 19, 1228–
1239.

Dunn J., Steginga S.K., Occhipinti S.,
McCaffrey J. & Collins D.M. (1999)
Men’s preferences for sources of

10 of 12 © 2016 The Authors. European Journal of Cancer Care Published by John Wiley & Sons Ltd.

HYDE ET AL.



information about and support for
cancer. Journal of Cancer Education 14,
238–242.

Ferlay J., Soerjomataram I., Ervik M.,
Dikshit R., Eser S., Mathers C., Rebelo
M., Parkin D. M., Forman D. & Bray F.
(2014) GLOBOCAN 2012 v1.1, Cancer
Incidence and Mortality Worldwide:
IARC CancerBase No. 11 [Internet].
International Agency for Research on
Cancer, Lyon, France. Available at:
http://globocan.iarc.fr (accessed 14/11/
2015).

Fiske A., Wetherell J.L. & Gatz M. (2009)
Depression in older adults. Annual

Review of Clinical Psychology 5, 363–
389.

Forsythe L., Kent E., Weaver K.,
Buchanan N., Hawkins N., Rodriguez
J., Ryerson A. & Rowland J. (2013)
Receipt of psychosocial care among
cancer survivors in the United States.
Journal of Clinical Oncology 31, 1961–
1969.

Galdas P.M., Cheater F. & Marshall P.
(2005) Men and health help-seeking
behaviour: literature review. Journal of
Advanced Nursing 49, 616–623.

Galv~ao D., Newton R., Gardiner R., Girgis
A., Lepore S., Stiller A., Mihalopolous
C., Occhipinti S. & Chambers S. (2015)
Compliance to exercise-oncology
guidelines in prostate cancer survivors
and associations with psychological
distress, unmet supportive care needs,
and quality of life. Psycho-Oncology 24,
1241–1249.

Gavin A.T., Drummond F.J., Donnelly C.,
O’Leary E., Sharp L. & Kinnear H.R.
(2015) Patient reported “ever had” and
“current” long term physical symptoms
following prostate cancer treatments.
BJU International 116, 397–406.

Gray R., Fitch M., Phillips C., Labrecque
M. & Fergus K. (2000) Managing the
impact of illness: the experiences of
men with prostate cancer and their
spouses. Journal of Health Psychology

5, 531–548.
Harrison J., Young J., Price M., Butow P.
& Solomon M. (2009) What are the
unmet supportive care needs of people
with cancer? A systematic review.
Supportive Care in Cancer 17, 1117–
1128.

Holden C., McLachlan R., Pitts M.,
Cumming R., Wittert G., Agius P.,
Handelsman D. & de Kretser D. (2005)
Men in Australia Telephone Survey
(MATeS): a national survey of the
reproductive health and concerns of
middle-aged and older Australian men.
The Lancet 366, 218–224.

Holden C.A.E.A., Jolley D., McLachlan R.,
Pitts M., Cumming R., Wittert G.,
Handelsman D. & De Kretser D. (2006)

Men in Australia Telephone Survey
(MATeS): predictors of men’s help-
seeking behaviour for reproductive
health disorders. Medical Journal of

Australia 185, 418–422.
Holland J., Watson M. & Dunn J. (2011)
The IPOS New International Standard of
Quality Cancer Care: integrating the
psychosocial domain into routine care.
Psycho-Oncology 20, 677–680.

Hourani L., Williams J., Bray R., Wilk J. &
Hoge C. (2016) Gender differences in
posttraumatic stress disorder and help
seeking in the U.S. army. Journal of

Women’s Health 25, 22–31. doi:
10.1089/jwh.2014.5078

Hyde M.K., Zajdlewicz L., Wootten A.,
Nelson C., Lowe A., Dunn J. &
Chambers S.K. (2016) Medical help-
seeking for sexual concerns in prostate
cancer survivors. Sexual Medicine 4,
e7–e17. doi: 10.1016/j.exsm.2015.12.004

Klafke N., Eliott J., Olver I. & Wittert G.
(2014) Australian men with cancer
practice complementary therapies (CTs)
as a coping strategy. Psycho-Oncology

23, 1236–1242.
Kockler M. & Heun R. (2002) Gender
differences of depressive symptoms in
depressed and nondepressed elderly
persons. International Journal of

Geriatric Psychiatry 17, 65–72.
Kunkel E., Bakker J., Myers R., Oyesanmi
O. & Gomella L. (2000) Biopsychosocial
aspects of prostate cancer.
Psychosomatics 41, 85–94.

Li J.J., Appleton S.L., Wittert G.A., Vakulin
A., McEvoy R.D., Antic N.A. & Adams
R.J. (2014) The relationship between
functional health literacy and obstructive
sleep apnea and its related risk factors
and comorbidities in a population cohort
of men. Sleep 37, 571–578.

Lintz K., Moynihan C., Steginga S.,
Norman A., Eeles R., Huddart R.,
Dearnaley D. & Watson M. (2003)
Prostate cancer patients’ support and
psychological care needs: survey from a
non-surgical oncology clinic. Psycho-
Oncology 12, 769–783.

Litwin M.S., Hays R.D., Fink A., Ganz
P.A., Leake B. & Brook R.H. (1998) The
UCLA Prostate Cancer Index:
development, reliability, and validity of
a health-related quality of life measure.
Medical Care 36, 1002–1012.

McDowell M., Occhipinti S., Ferguson M.
& Chambers S. (2011) Prospective
predictors of psychosocial support
service use after cancer. Psycho-
Oncology 20, 788–791.

McDowell M.E., Occhipinti S., Ferguson
M., Dunn J. & Chambers S.K. (2010)
Predictors of change in unmet
supportive care needs in cancer. Psycho-
Oncology 19, 508–516.

National Breast Cancer Centre and
National Cancer Control Initiative
(2003) Clinical Practice Guidelines for

the Psychosocial Care of Adults with

Cancer. National Breast Cancer Centre,
Camperdown, NSW, Australia

National Comprehensive Cancer Network
(2002) Practice Guidelines in Oncology-
v.1.2002: distress management (Rep.
No. Version 1). National Comprehens-
ive Network, Fort Washington, PA.

National Health and Medical Research
Council (2003) Clinical Practice

Guidelines: Evidence-based Information

and Recommendations for the

Management of Localised Prostate
Cancer. Commonwealth of Australia,
NHMRC, Canberra, Australia.

Neese L., Schover L., Klein E., Zippe C. &
Kupelian P. (2003) Finding help for
sexual problems after prostate cancer
treatment: a phone survey of men’s and
women’s perspectives. Psycho-Oncology
12, 463–473.

Parker C., Gillessen S., Heidenreich A. &
Horwich A. & on behalf of the ESMO
Guidelines Committee (2015) Cancer of
the prostate: ESMO Clinical Practice
Guidelines for diagnosis, treatment and
follow-up. Annals of Oncology 26
(Suppl. 5), v69–v77.

Resnick M.J., Lacchetti C., Bergman J.,
Hauke R.J., Hoffman K.E., Kungel T.M.,
Morgans A.K. & Penson D.F. (2015)
Prostate cancer survivorship care
guideline: American Society of Clinical
Oncology clinical practice guideline
endorsement. Journal of Clinical
Oncology 33, 1078–1085.

Rutten L., Arora N., Bakos A., Aziz N. &
Rowland J. (2005) Information needs and
sources of information among cancer
patients: a systematic review of research
(1980–2003). Patient Education and

Counseling 57, 250–261.
Shabsigh R., Perelman M., Laumann E. &
Lockhart D. (2004) Drivers and barriers
to seeking treatment for erectile
dysfunction: a comparison of six
countries. BJU International 94, 1055–
1065.

Skolarus T.A., Wolf A., Erb N.L., Brooks
D.D., Rivers B.M., Underwood W.,
Salner A.L., Zelefsky M.J., Aragon-
Ching J.B., Slovin S.F. & Wittmann
D.A. (2014) American Cancer Society
prostate cancer survivorship care
guidelines. CA: A Cancer Journal for

Clinicians 64, 225–249.
Smith D., Carvalhal G., Schneider K.,
Krygiel J., Yan Y. & Catalona W. (2000)
Quality-of-life outcomes for men with
prostate carcinoma detected by
screening. Cancer 88, 1454–1463.

Smith J.A., Braunack-Mayer A. & Wittert
G.A. (2006) What do we know about

© 2016 The Authors. European Journal of Cancer Care Published by John Wiley & Sons Ltd. 11 of 12

Help-seeking after prostate cancer



men’s help-seeking and health service
use? Medical Journal of Australia 184,
81–83.

Smith D., Supramaniam R., King M.,
Ward J., Berry M. & Armstrong B. (2007)
Age, health, and education determine
supportive care needs of men younger
than 70 years with prostate cancer.
Journal of Clinical Oncology 25, 2560–
2566.

Steginga S.K., Occhipinti S., Dunn J.,
Gardiner R., Heathcote P. & Yaxley J.
(2001) The supportive care needs of men
with prostate cancer (2000). Psycho-

Oncology 10, 66–75.
Steginga S.K., Campbell A., Ferguson M.,
Beeden A., Walls M., Cairns W. &
Dunn J. (2008) Socio-demographic,

psychosocial and attitudinal predictors
of help seeking after cancer diagnosis.
Psycho-Oncology 17, 997–1005.

Watson E., Shinkins B., Frith E., Neal D.,
Hamdy F., Walter F., Weller D.,
Wilkinson C., Faithfull S., Wolsten-
holme J., Sooriakumaran P., Kastner C.,
Campbell C., Neal R., Butcher H.,
Matthews M., Perera R. & Rose P.
(2015) Symptoms, unmet needs,
psychological well-being and health
status in survivors of prostate cancer:
implications for redesigning follow-up.
BJU International. doi:10.1111/
bju.13122.

Wei J.T., Dunn R.L., Litwin M.S., Sandler
H.M. & Sanda M.G. (2000) Development
and validation of the expanded prostate

cancer index composite (EPIC) for
comprehensive assessment of health-
related quality of life in men with
prostate cancer. Urology 56, 899–905.

Yousaf O., Grunfeld E.A. & Hunter M.S.
(2015) A systematic review of the
factors associated with delays in
medical and psychological help-seeking
among men. Health Psychology Review

9, 264–276.
Zabora J., Brintzenhofeszoc K., Jacobsen
P., Curbow B., Piantadosi S., Hooker
C., Owens A. & Derogatis L. (2001) A
new psychosocial screening instrument
for use with cancer patients.
Psychosomatics 42, 241–246.

12 of 12 © 2016 The Authors. European Journal of Cancer Care Published by John Wiley & Sons Ltd.

HYDE ET AL.


