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FOREWORD

In spite of the vast amount of research
into prostate cancer, sexual orientation
is not a piece of information that is
routinely collected in cancer registries,
nor is it usually asked of men who
participated in prostate cancer research
studies, which means there is a lack

of clarity about the experiences of gay
and bisexual men with prostate cancer
and uncertainty about their information
needs relating to this health issue.

In redressing this situation, Prostate Cancer
Foundation of Australia (PCFA) commissioned

the Australian Research Centre in Sex, Health and
Society (ARCSHS), at La Trobe University, to conduct
two studies.

* Anaudit of existing resources and websites
providing prostate cancer information catering to
the needs of gay and bisexual men.

* Anexamination of the prostate cancer health
information resources and promotion needs for
Australian gay and bisexual men.

Findings from these studies show that there is

a dearth of information materials and resources
specifically for gay and bisexual men, and
information that is particular and pertinent to gay
and bisexual men is either inadequate or absent.
The language and imagery used in existing
information materials overwhelmingly reflects
heterosexuality, and gay and bisexual men are not
included in the information even though they are
more likely than heterosexual men to experience the

impact of prostate cancer because of the possibility
that one or both partners in a same-sex relationship
could be diagnosed with it.

Informed by these findings, and in partnership

with Malecare, PCFA, through its Gay and Bisexual
Men's Prostate Cancer Initiative, has established five
support groups specifically for gay and bisexual men
in Adelaide, Brisbane, Melbourne, Perth and Sydney.
Work has commenced to establish more gay and
bisexual men’s support groups in Darwin and Hobart.

Moreover, PCFA is developing a set of resources

for gay and bisexual men that provide information
on a range of issues relating to prostate cancer
specifically written and designed for this population.
These resources are explicitly for gay and bisexual
men, culturally appropriate and written in plain non-
medical language to inform them of the diagnostic
process, potential impact of prostate cancer and
treatment on their social and sexual lives, as well as
support and wellbeing issues following diagnosis and
treatment. More importantly, the information needs
of gay and bisexual men identified in the studies are
addressed in these resources. PCFA positions these
resources as parts of the process of illuminating
and redressing the inadequate attention to gay and
bisexual men’s information needs pertaining to
prostate cancer health.

This report is one of the few research-based
documents on prostate cancer that places gay and
bisexual men as its prime focus. We trust you will read
with interest, and join with PCFA in its endeavour to
reduce the impact of prostate cancer on Australian gay
and bisexual men, their partners, families and friends
through research, awareness and support.
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INTRODUCTION

Prostate cancer is the second most commonly diagnosed cancer and the sixth leading
cause of cancer death in men worldwide™. In Australia, prostate cancer is the most
common non-skin cancer in the male population?, and accounts for 25-30% of
cancers diagnosed each year in men®l, In 2009, more than 19,400 new diagnoses
were reported, and in 2010, there were more than 3,200 deaths from prostate cancer
accounting for 5% of all deaths and 13% of cancer-related deaths among men aged
25 and over™, which places it as one of the most common causes of cancer death in
2010 (second to lung cancer)™!, It is anticipated that prostate cancer will continue

to be the most common cancer diagnosed in men in 20201, Therefore, it is not
surprising that a vast body of research on a range of prostate cancer related issues

is available. However, in almost all of the research conducted to examine issues
affecting men with prostate cancer, an important factor that is often ignored is their
sexual orientation*. The absence of information about sexual orientation in cancer
surveillance efforts”) means that the experiences of gay and bisexual men' with
cancer are poorly understood '@,

GAY AND BISEXUAL MEN WITH a recent survey conducted by PCFA, which explored
PROSTATE CANCER the awareness and attitude of men aged between

18 and 50 pertaining to prostate cancer ™, found
There are no published research findings indicating that 7% of the total number of respondents identified
that gay men are diagnosed with prostate cancer at as gay, 4% as bisexual, and a further 3% identified
a different rate when compared with heterosexual as non-heterosexual. This is a critical issue, for it has
men', which means prostate cancer is just as been argued that while the cancer will affect gay and
important as a health concern for gay and bisexual bisexual men in the same way as heterosexual men,
men as it is for heterosexual men. While the some of their concerns and lived experiences will be
endeavour to identify the percentage of gay or different o161
bisexually identified individuals within a population
can be challenging due to methodological and The extensive amount of prostate cancer
definitional issues ™™ using a very conservative psychosocial research has provided thoughtful and
estimate of 3-5% of the total male population as insightful understanding into the experiences of
gay identified 2341 it can be assumed that of the living with the disease from multiple perspectives,
19,400 plus new prostate cancer diagnoses reported such as from the men themselves, their partners and
in 2009, between 600 to 1,000 gay and bisexual as couples. For example, there has been research
men will be diagnosed with prostate cancer, adding examining the knowledge and attitudes of men
to the many more who are already living with the about prostate cancer*# ¥, the effects of prostate
disease. This estimation could be even higher given cancer on men’s psychological and emotional

Sexual orientation is defined as ‘an enduring emotional, romantic, sexual, or affectional attraction toward others’ and it ‘exists along
a continuum that ranges from exclusive heterosexuality to exclusive homosexuality and includes various forms of bisexuality'té-P661,

T Notwithstanding that there are men who have sex with men or other homosexually active men but non-gay identified, men in
heterosexual relationships but are sexually active with men, and transgender women, the issues presented might not fully reflect
their needs and experiences in the context of prostate cancer. Their needs and issues require a separate examination.
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INTRODUCTION

(continued)

health[e& 19201 their sense of masculinity Y, their
sexual and intimate relationships (& 22223241 sexyal
rehabilitation after prostate cancer&2>2 as well
as the impact on their partners®& 27281 These issues
examined are pertinent and reflect the needs of
people affected by prostate cancer, but the focus

is hetero-centric, and issues specific to gay and
bisexual men are often neither acknowledged

nor addressed.

While it could be argued that biomedical science
research on prostate cancer can be conducted
without needing to take into account the individual's
sexual orientation, this cannot be the case when
the research is about the psychosocial impact of
prostate cancer as subjectively experienced and
understood. Except for a very few examplese& 22
301 the recognition that prostate cancer affects gay
men as well as heterosexual men is rarely made, for
there appears to be the presumption that the sexual
orientation of the man with prostate cancer

is irrelevant.

In one study examining the sexual, psychological
and relational experiences of couples affected by
prostate cancer, gay men were specifically excluded,
as it was argued that 'too few partnered homosexual
men were seen in the urology outpatient clinic

for effective analysis’ 3?78 This methodological
decision reflects other entrenched problems
experienced by all non-heterosexually identified
individuals (e.g. gay men, lesbians, bisexual men
and women) in health care contexts. For example,
although it can be assumed gay and bisexual men
have similar health concerns as heterosexual

men B2, the health care system is 'heterosexist and
homophobic in the way that it is structured’' B3 »13],
such as by assuming that everyone is heterosexual
in its administration, which has the effect of
making all non-heterosexually identified individuals
feel ‘invisible or unwelcome’ 34 ?P73land thus
possibly discouraging them from disclosing their
sexual orientation. Specific to cancer, Bowen and
Boehmer® found cancer registry systems do not

routinely seek information about sexual orientation
from people with cancer. Failure to collect this
information obscures the unique health care and
social needs of all non-heterosexually identified
individuals such as gay and bisexual men, which in
turn further entrenches their marginalisation !, In
an environment where they feel unwelcomed, it is
understandable that gay and bisexual men delay or
forego contact with discretionary health services
(e.g. cancer screening) %, or when they do, they
are more likely to withhold personal information
such as their sexual orientation and sexual practices
for fear of stigmatisation, recrimination and
discrimination®”1. This sense of exclusion may lead
to gay and bisexual men not raising pertinent issues
with health care providers, particularly in relation

to sexuality. Consequently, the presence of gay and
bisexual men is under-represented, which reinforces
the methodological decision noted earlier, and in the
process, further discounting the needs of gay and
bisexual men in prostate cancer research. Moreover,
on occasions when gay and bisexual men'’s health

is being discussed in mainstream settings, their
perspectives are unavailable due to the lack of
research, and therefore evidence-based knowledge,
to disrupt or contest dominant discourses 381,

RESEARCH ON GAY AND BISEXUAL
MEN AND PROSTATE CANCER

There is only a small number of publications that
have focussed on the personal experiences of gay
and bisexual men in the context of prostate cancer,
for example, Dowsett B9, Badr and Carmack
Taylor % indicated that the experiences of gay and
bisexual men following prostate cancer diagnosis
and treatment are under-researched. Little is known
about gay male relationships where both partners are
diagnosed with prostate cancer, and how male-to-
male support is similar to or different from female-
to-male support in the context of prostate cancer.
With the exception of a recent exploratory study

on changes to sexual relationship after treatment

in three gay couples ! how prostate cancer
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treatment affects sexual functioning and relationship
issues could be different for gay and bisexual men
compared with heterosexual mente& 4243 441gych as
men in ‘'open’ relationships™lis under researched.
With regards to sexual activities, the inability to
ejaculate or produce semen after prostate cancer
treatment can be a significant issue as study findings
have indicated that semen exchange in an important
act for some gay and bisexual men during sex 4

471 Moreover, no research has yet reported on the
impact of treatment on anal sex and sexual pleasure
after prostate surgery “®even though it has been
suggested that the insertive/active (‘top’) partner

in anal sex requires a higher degree of erectile
rigidity than for vaginal sex!™, or that the receptive/
passive (‘bottom’) partner may be more concerned
about adverse bowel and rectal effects than erectile
function™?1, Of the very few research studies that
included gay and bisexual men, one indicated that
gay and bisexual men who had hormone therapy for
prostate cancer were more affected psychosexually
than their heterosexual counterparts ™, Kleinmann
et al.™ found that a man's sexual orientation has
significant effects on his quality of life subsequent
to prostate cancer treatment, which supports the
finding that gay men with prostate cancer are
particularly vulnerable to a decrease in quality of life
after treatment B>,

PROSTATE CANCER INFORMATION
FOR AUSTRALIAN GAY AND
BISEXUAL MEN

The lack of information about gay and bisexual men's
lived experiences with prostate cancer has made
their social, sexual and information needs unclear.
However, it can be construed from the limited

research findings available that their experiences
and needs in relation to prostate cancer cannot

be assumed to be the same as heterosexual men.

It is therefore encouraging that there has been a

call for health education to acknowledge that gay
and bisexual men may experience health concerns
differently from heterosexual men©2>21 Australian
health policies™ >4 have called on health service
administrators and direct care providers to develop
health promotion messages, information and
services that are appropriate for gay and bisexual
men, as well as to other non-heterosexually
identified populations such as lesbians, bisexual
women, transgender and intersex people. In this
regard, it is unclear whether or not currently available
information resources on prostate cancer cater to
and are appropriate for gay and bisexual men, or if
the information needs of Australian gay and bisexual
men are identified and addressed.

The aim of this report is to examine the currently
available information and promotion materials
specifically for gay and bisexual men as well as
issues these men deemed to be important pertaining
to this health issue. To achieve this, two studies
commissioned by Prostate Cancer Foundation of
Australia (PCFA) and conducted by the Australian
Research Centre in Sex, Health and Society
(ARCSHS) at La Trobe University are presented:

1) an audit of existing resources and websites
providing prostate cancer information catering to the
needs of gay and bisexual men*; and 2) key findings
from a study that examined the prostate cancer
health information resources and promotion needs
for gay and bisexual men in Australias. The results
from these studies are presented in this report.

Formal title: Gay men and prostate cancer: Report on an audit of existing resources and websites providing information to men living with
prostate cancer in Australia, 2011. Authors: Duane Duncan, Jan Watson, Andrew Westle, Anne Mitchell and Gary W. Dowsett

un

Formal title: ‘They just assume everyone’s straight’: A technical report on prostate cancer and health promotion for gay and bisexual men.

Authors: Gary W. Dowsett, Anne Mitchell and David O’Keeffe (commissioned as part of the Supporting men with prostate cancer through
evidence-based resources and support project, a Cancer Australia initiative, funded by the Australian Government)
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Health promotion and information resources are often designed for the
general population without considering the unique needs, interests and
concerns of specific population groups. While this expedient approach can
be useful in some health promotion and information provision contexts, its
effectiveness is limited when aiming to meet the needs of individuals for
whom health information has to be presented in ways that are personally
relevant and inclusive. This has led to the assertion that ‘one size does

not fit all" with respect to resource development . Resources that are
interpreted by individuals to be meeting their specific needs, catering

to their circumstances, and respecting their life experiences are more
likely to be regarded as relevant™® and more effective ™ °8. From this
perspective, it has been argued that health information materials need

to be appropriately expressed and framed in order to achieve the desired
outcome ™ through the development of ‘targeted generic materials’ to
reach specific population groups > r27¢1,

It is from this perspective that an audit of existing printed and online
materials providing prostate cancer care and information was conducted.
This audit functioned to identify and assess existing general men's health,
and prostate cancer materials and resources that meet the information and
support needs of gay and bisexual men in relation to prostate cancer.



METHODOLOGY

The audit was conducted during the period between
June and November 2011. Effort was made to review
a wide range of print and online materials and
resources. While it is not possible to claim that every
piece of information available to men with prostate
cancer in Australia was reviewed for this audit, the
review was representative of the range of resources
and information available to gay and bisexual men.

The audit included:

*  Print resources for men with prostate cancer and
their carers

* National, State and Territory Cancer Council
websites

« National and State government and non-
government organisations providing health-
related information to men on the internet

*  Aselection of International government and
non-government organisations providing health-
related information on the internet

« National and State government men's health
policies/strategies

* National People Living with HIV/AIDS (PLHIV)
organisation websites

«  Material for health professionals on the
management of prostate cancer.

The materials and resources identified were assessed
with regard to whether they might: (a) reasonably be
expected to provide information on sexuality issues
to men diagnosed and treated for prostate cancer;
and (b) reasonably be expected that the information
provided address the specific concerns and issues of
gay and bisexual men.

Although a number of materials were identified
as offering appropriate information on prostate
health (e.g. prostate cancer symptoms, policy and

research related to prostate cancer), some of them
are unlikely to be accessed by men, regardless of
sexual orientation, who are looking for information
related to sexuality issues following diagnosis and
treatment. However, these resources or websites
might benefit from providing information regarding
sexual and relational issues to all men, including gay
and bisexual men. See Appendix for full details of
materials and websites included in the audit.

ASSESSING THE RESOURCES

Resources and websites likely to be viewed by men
seeking information or advice relating to sexuality,
relationships, and prostate cancer were assessed
to determine if the information provided was
inclusive of gay and bisexual men. Five variables
were considered.

1. Are there references to partners (as opposed
to wives and husbands) as carers and
significant others in a way that gay men
might see themselves as included in the
information offered?

2. Are gay men specifically addressed as men who
might experience prostate cancer?

3. Isthere specific information provided that
addresses gay men's relationships, sexual
practices or identities?

4. Are there a variety of images including pictures
of gay men?

5. Are there references or links to further
information or support specifically for gay
men and bisexual men?

In resources where neither heterosexual nor gay
men were explicitly mentioned, they were assessed
to determine if gay and bisexual men might see
themselves included, or if the resources, explicitly or
implicitly, assumed that all men were heterosexual.

PROSTATE CANCER INFORMATION NEEDS
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STUDY |:AN AUDIT OF EXISTING RESOURCES AND WEBSITES
PROVIDING INFORMATION TO GAY AND BISEXUAL MEN WITH

PROSTATE CANCER (continued)

In resources where neutral language (e.g. partner)
was used, or even where gay men were specifically
mentioned, they were assessed to determine if

the issues and concerns of gay and bisexual men
were actually covered or were, in fact, invisible. For
example, some resources used neutral language
such as partner, and even addressed gay men, but
only provided information on penile-vaginal sexual
practices.

OUTCOME OF AUDIT

Despite the availability of a large body of materials
and resources relevant to men living with prostate
cancer, the audit revealed that information
specifically for and relevant to gay and bisexual
men was scarce. The materials and resources
reviewed, both printed and online formats, offered a
large amount of information for those with cancer,
their carers, partners and families, and health
professionals but usually of a general nature.

The language and imagery (both pictorial and
graphic) contained in online materials and resources
generally assumed heterosexuality, with relationships
overwhelmingly being depicted as between men and
women. Even when the term "partner’ was used, it
appeared to represent the experiences of men who
were in a relationship with women. A significant
example of the invisibility of gay and bisexual men
and their needs is related to the topic of erectile
dysfunction as a result of prostate cancer treatment.
In all instances, this topic is discussed in the context
of heterosexual sexual activity. Where men were
advised to contact a support line associated with

the organisation responsible for the resource or
information being viewed, it was not clear that these
services were trained to answer guestions specific to
gay and bisexual men'’s concerns and issues.

A variety of medical and allied health professionals
may be involved in prostate cancer treatment and
care. The evidence from this audit indicates a lack of
acknowledgement of the specific needs of same-sex

couples, and gay and bisexual men in the diagnosis,
treatment, management and care of prostate cancer.
Prostate cancer health professionals need guidance
in the form of professional training and resources to
respond more effectively and sensitively to the
needs of gay and bisexual men with prostate

cancer as well as their partners, families, friends and
support networks.

Where material is for health professionals on
managing prostate cancer, there is no advice on
working with gay and bisexual men or indication that
not all their patients identify as heterosexual. This
deficit is also reflected in men’s health policies across
Australia where there is no mention of issues related
to gay, bisexual and other homosexually active men
and prostate cancer.

At the time of the audit, HIV-specific and gay men's
health organisations that provide resources and
support to gay and bisexual men had no links to
information on prostate cancer specifically targeting
gay and bisexual men. The only exception being the
AIDS Council of South Australia, which provided
alink to It's a real bugger isn't it dear?, which is a
resource for gay, lesbian, bisexual, transgender,
intersex or queer people affected by cancer and
contains one personal account of a gay man living
with prostate cancer.

A number of websites were found to provide
information specific for gay and bisexual men with
prostate cancer. These are listed in Table 1, and may
be of benefit in regard to revising the information and
support information available to men with prostate
cancer in Australia to better acknowledge differences
in experience on the basis of sexual practice,
relationships and identity.
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TABLE 1: WEBSITES SPECIFIC FOR GAY AND BISEXUAL MEN
WITH PROSTATE CANCER

Health with pride, U.K. http://www.
healthwithpride.nhs.uk/gay-mens-
health/cancer/

Health with Pride is an online resource for lesbian, gay
and bisexual patients and the healthcare professionals
who serve them. A specific resource addressing

gay men and cancer (including prostate cancer)

can be found at: Http://www.healthwithpride.nhs.
uk/uploads/files/172.Gay_Men_Cancer_Leaflet.
pdf?phpMyAdmin=jwHkxTHdv7HOVBbzEsO1Y8Urnr1

LGBT Cancer Program Social
Network - Lesbian, Gay, Bisexual and

Transgender Center, U.S. http://www.

outwithcancer.com/

Out with Cancer is the world's first program for Gay, Lesbian,
Bi & Transgender men and women diagnosed with cancer

National LGBT Cancer Project, U.S.
http://www.lgbtcancer.org

LGBT cancer survivor community with strong advocacy focus

Malecare **, U.S. http://malecare.
org/a-gay-mans-guide-to-prostate-
cancer/

The world's first and only non-profit organisation that
supports and advocates for men who have sex with men and
are diagnosed with cancer. Content is frequently updated

for the gay and other homosexually active men cancer
survivor community. The site also houses several online
support groups: http://health.groups.yahoo.com/group/
prostatecancerandgaymen/

Men can also visit and post on forum at http://malecare.org/
forum/

LGBT Resources http://www.
oncolink.org/resources/section.
cfm?c=18&s=61

Information and support for LGBT people as they
experience some unique challenges in cancer survivorship,
including ‘coming out’ to providers and the effects of cancer
on LGBT sexuality.

** Malecare is the largest prostate cancer support group and patient advocacy non-profit organisation in the US (www.malecare.org).

PCFA is working in partnership with Malecare to develop prostate cancer information, resources and support for Australian gay

and bisexual men.
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STUDY 2: AN EXAMINATION OF

THE PROSTATE CANCER HEALTH
INFORMATION RESOURCES AND
PROMOTION NEEDS OF AUSTRALIAN
GAY AND BISEXUAL MEN

INTRODUCTION

There is a dearth of research into needs of gay and bisexual men in

the context of prostate cancer. The lack of attention given to gay and
bisexual men's experiences of prostate cancer has produced a situation
where their information needs are obscured or assumed to be the same
as those identified for heterosexual men. The outcomes from the audit
(Study 1) indicated clearly that prostate cancer information resources and
materials specifically for Australian gay and bisexual men are lacking and
inadequate. In an attempt to redress this situation, this study aimed to
examine the prostate cancer health information resources and promotion
needs of Australian gay and bisexual men, and to provide an evidence
base for PCFA on which to develop new health promotion resources
targeting this population.

9 PROSTATE CANCER INFORMATION NEEDS
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STUDY DESIGN

This qualitative 'rapid assessment’ study, using

focus group discussions, collected information from
gay and bisexual men about the health information
resources and sources they sought, used and found
helpful or not, when seeking answers to questions
about their prostate health or cancer. Research ethics
approval for the study was provided by the La Trobe
University Faculty of Health Sciences Research
Ethics Committee.

Participants recruited were men who self-identified
as gay or bisexual, 40 years of age and over, and
reported as having experienced prostate health
issues, such as those: (1) with concerns about
possible prostate cancer; (2) with a prostate cancer
diagnosis awaiting eventual treatment; and (3) living
with prostate cancer after diagnosis and treatment.

There were two prostate cancer support groups for
gay and bisexual men (one in Melbourne and one

in Sydney) established prior to this study as part

of PCFA's initiative for gay and bisexual men. The
coordinators of these groups were approached to
invite group members to volunteer for this study.
The two major gay men'’s health community
agencies in Sydney (ACON, formerly the AIDS
Council of NSW) and in Melbourne (Victorian AIDS
Council/Gay Men's Health Centre) are partners in
the PCFA initiative and also supported the promotion
of this study. PCFA promoted the study through its
various communication activities (website, support
groups, newsletters) where appropriate. A range of
other community organisations, groups, venues and
services was also utilised in the promotion of the
study. Additionally, paid advertisements were placed
in the Sydney and Melbourne gay community media.
No names or contact details were solicited from third
party sources; only calls for volunteers were made
asking them to contact the study staff at ARCSHS
directly. Also, no names of participants have been
used when reporting the findings.

PARTICIPANTS

Six (6) focus groups were conducted with a total
of 45 men. The age of the participants ranged

from 42 to 85. Approximately one third of the
participants were recruited through the two
aforementioned prostate cancer support groups for
gay and bisexual men. The majority of participants
self-identified as gay, and none self-identified as
bisexual. However, some of the men had been in
opposite-sex relationships and had children from
these relationships. In terms of employment, 24
participants reported that they were working and

21 were retired. Four (4) participants identified as
HIV-seropositive. The age, employment status, HIV
status and any other identifiers were collected only if
a participant had volunteered the information.

DATA COLLECTION AND ANALYSIS

Data were collected through six focus group
discussions conducted in Melbourne and Sydney.
Notes were taken during the discussions and the
sessions were also digitally audio-recorded and then
transcribed and verified. Participants in the focus
groups were informed of the purpose of the study,
and that their participation was voluntary. They

were also given information about the nature of the
data collection and analysis before providing consent
to participate.

The focus groups discussions were guided by

the six key domains of inquiry. These domains

were: (1) information support needs; (2) information
needs on general prostate cancer health issues;

(3) information on prostate cancer diagnosis;

(4) information preferences (sources);

(5) information on prostate cancer treatment; and
(6) information availability.

Focus group transcripts and notes were subjected to
descriptive and thematic analysis through repeated
reviewing of transcripts to identify both shared

and unique experiences, topics and suggestions.
These materials were then reviewed by the study
investigators and combined into themes across all
the focus groups. The focus group discussion guide
was altered as groups occurred in a process known as
‘progressive focussing’, which allows the researchers
to reduce time spent on issues already clarified and
pursue emerging or unexpected ones %),
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STUDY 2: AN EXAMINATION OF THE PROSTATE CANCER
HEALTH INFORMATION RESOURCES AND PROMOTION
NEEDS OF AUSTRALIAN GAY AND BISEXUAL MEN (continued)

RESULTS

This section provides the four key themes drawn
from the transcripts and notes of the focus

group discussions. They are: (1) aspects of their
experiences of prostate-related health issues;

(2) their relationships with health care providers;
(3) their ways of obtaining support; and (4) their
search for resources pertinent to their needs as self-
identifying gay men with prostate-related

health issues.

1. EXPERIENCE OF PROSTATE-RELATED
HEALTH ISSUES

All focus group participants expressed some concern
about their prostate health. This was as a result of
having a family history of the disease, a prostate-
related health issue or prostate cancer itself.

Generally, the participants saw themselves as being
quite well-informed about most health issues,
especially on HIV and other sexually transmissible
infections (STls). However, at the start of each focus
group discussion, a general question on awareness
of prostate cancer was asked of the participants,
and most of them reported knowing little about the
prostate, other than those who had specific health
issues with their prostates. In the main, most of the
participants had limited knowledge of the prostate as
an organ and its function.

‘Well, | knew very little about prostate cancer. | knew
it was one of the more serious cancers to get. But | also
thought it was a cancer that affected men older than
myself. | was 46 when | was diagnosed. | thought it
affected men in their 60s upwards, so |, | s’/pose that
was the big learning for me.’

The fear they experienced relating to prostate cancer
was often associated with their limited knowledge
about the prostate and its function.

‘When | was diagnosed with prostate cancer, | was in
shock. | knew nothing about it and had no one to turn
to. Yeah, | just fell into a heap, and it was only through
my GP [general practitioner] and by going online |
found out stuff. But | was scared nonetheless.’

Some of the participants had concerns about
negotiating treatment options and if delaying surgery
was a viable option.

‘Should I go in there and have it, have it blasted

with, with radiotherapy? Should | have it cut out?
Should | do this? Should | do that? And the longer they
wait to make a decision, the more they are at risk.
Most of us made a decision based on the information
that was given to us at the time and that’s what we
finish up with.’

A number of the participants spoke about their
specific concerns about sexual function before and
after treatment, and the degree to which this was a
major concern for them.

‘Would it be fair to say that [when] prostate cancer
rears its ugly head with the possibility of a guy not
being able to get it up and, of course, that'’s really
important.’

For participants who were treated, some found the
effect that treatment has had on their sexual function
difficult to accept.

‘My libido practically disappeared straight away and
that was a difficult thing to accept, especially when |
had such an active sex life.”

The changes in self-perception as a sexual being due
to surgery and treatment were issues that distressed
a number of participants.

‘I felt all at sea about how to explain the fact | couldn’t
get a hard-on with the guys | met at the sauna and
these were guys I'd known for years.’

In addition, the consequences of their inability to
discuss this with their peers and to engage in a
fulfilling sex life were sources of anxiety for a number
of the participants.

‘Whether it be a myth or not, there's a lot of emphasis
in the gay world as a single person in trying to meet
other gay men via the net and so on that isn’t that
friendly at times. So there’s a lot of | think pressure that
you do need to be able to perform and you need to be
able to perform well.’
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Others mentioned concerns about prostate health
in relation to other health conditions. There would
appear to be very little information on these issues
and this is especially relevant to those who are
HIV-seropositive.

‘For me, and | know this is definitely not the case for
many people; my trip if you like with HIV and the
tablets has been extremely painless. But for other
people it can have all sorts of side effects, namely
vomiting and diarrhoea, which | don’t get.’

For some participants who have lived with HIV as a
life-threatening disease, it has given them a different
perspective on living with prostate cancer and the
treatment decision.

‘[ would never presume to, to instruct someone about
what they should do or not do with a diagnosis of
prostate cancer. But, from my own situation in the last
five or six years, | wouldn't have gone ahead with the,
with the surgery if I'd known what | know now. And |
probably feel | was being overly optimistic in terms of,
you know, how much longevity | have, because HIV's
gonna kill me before, way before the prostate cancer
would have anyway. So at least | would have gone out
in my, you know, fully intact.’

Finally, there is one experience of prostate disease
that is unigue to gay men, which is that both partners
can be diagnosed.

‘My first real knowledge of it was when my partnetr,
who was the same age as [name] at the time, was
diagnosed with prostate cancer 12 months before

in fact | was diagnosed with prostate cancer. So my
partner was diagnosed and had his prostate removed
in March of 2010, and then | had mine removed in
March 2011 because | was diagnosed with a level of
cancer that I'd probably die with rather than from.’

2. RELATIONSHIPS WITH MEDICAL CARE
PROVIDERS

Most of the participants in the focus group
discussions expressed concern about the nature of
their relationships with health service providers, and
this is a particular issue in dealings with urologists.

A major concern expressed pertains to the observation
that ‘they just assume everyone’s straight'.

‘When | was at the urologist, he said to me, ‘Oh, would
you like your partner to come?’ [ said] ‘My partner’s a
male.” | thought he was gonna fall off the chair.

For some participants, to counter possible
assumptions, they act assertively by disclosing their
sexual orientation so their unigue needs are met.

‘My urologist, the shock, he got a shock when [ said

| was a homosexual man. | asked him questions just
straight out. | thought, ‘'Well, if he doesn't like it, tough
titties’, you know.’

However, for others, the constant need disclose
their sexual orientation in a medical context can
be challenging.

‘It's around ... not having to come out again and not
having to go through the, the finer details of what's
your sexual history been like.’

Despite the challenge, the outcome from being clear
with health service providers about their sexual
orientation is that their needs are likely to be met.

‘But what he's treating you [for], the way he’s going
to treat you is gonna impact on your sex life and your
sexual ability. So that, | think it's crucial that he knows
and understands where, where you're coming from.’

Just as assumptions are made by health service
providers about their patients with prostate cancer,
assumptions are made about them by their patients
as illustrated in the following accounts.

‘But, when | went to the actual urologist who was
going to be doing the surgery, | didn’t know what his
attitudes were towards gay and bisexual men. | knew
that there was a very lovely photograph of his wife and
two children sitting on his desk. | wanted to ask some
questions because | wanted to know if prostate cancer
and the commonality of it is in some ways linked to gay
men. I'd heard rumours that that might be the case.
But because I didn’t know his attitude, | approached
with caution.’
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STUDY 2: AN EXAMINATION OF THE PROSTATE CANCER
HEALTH INFORMATION RESOURCES AND PROMOTION
NEEDS OF AUSTRALIAN GAY AND BISEXUAL MEN (continued)

Similarly, another man spoke of his concerns
about his urologist with respects to his urologist's
receptiveness to issues pertaining to gay men with
prostate cancer.

...a lot of those questions were in my mind but to say
to my heterosexual urologist, who's a lovely man - |
didn’t know how receptive he'd be to answering those
kinds of questions.’

The assumptions made by health professionals
and patients about each other produce a reticence
on both parts and exacerbate existing
communication problems in clinical settings,

such as those relating to sexuality and sexual
function subsequent to treatment.

‘Mine was a passing half-sentence of, ‘Oh, you might
be impotent afterwards’, and then continued on with
the conversation.’

Furthermore, a number of participants thought that
the role of the prostate and its impact on sexual
function and enjoyment for gay men was not well
understood by medical practitioners.

‘But one of the things that he didn't care from the
point of view of gay men is that the prostate plays
more, more of a role for a gay man than it does to a
straight man.’

The amount of medical consultation time available is
an important issue. The amount of time participants
sometimes had with the doctor for each consultation
was not always adequate and the doctor could not
always answer questions in sufficient detail.

‘And you, you know, you're there, you're worried, you're
frightened. You, you, you've got the big word ‘cancer’
flashing up in your [mind], when, when you've been
sitting out in the waiting room for half-an-hour and
you've only got ten minutes with them, and they're
throwing all these choices at you about this is your
choice, this is what you've gotta do, this is what, what
it'll cost, this is what it'll, you know. It's overwhelming.’

Despite the dissatisfaction with the time available
and not always receiving sufficient amount of
information, a number of participants reported that
their GPs were the key players in terms of
obtaining information about prostate cancer, and
the person from whom they sought information in
the first instance.

‘The GP is the linchpin of and the gatekeeper of our
health system ... So it seems to me that our, we need
to have information for the GPs that they can access
on a needs, as needs basis, because prostate cancer is
competing with thousands of other cancers and other,
and it’s not about getting out there and educating the
GPs to be proactive, ‘cause it ain't gonna work, but
we need to have information that the GPs can pull
out and say, ‘Look, here is stuff and I'll print this off
for you - you can go away about it - and here are the
resources’, so that it's easy for them. And, if it's
gonna be effective, that's really the way

we've gotta move.

3. WAYS OF OBTAINING SUPPORT

The participants often described how they relied
on formal and, more often, informal networks for
support. Of those who had partners at time of
diagnosis, most found they could be relied upon to
help them through the treatment. For participants
who were single, it was an isolating and fearful
process during which the opportunity to have had
more support would have been of great benefit.
The participants generally thought that ‘mentors’,
preferably other gay men with prostate cancer
treatment experiences, would have been a very
welcome source of such support.

‘He could be put in confidentially say with a guy who
was, had it 10 years ago or something or other, and
experienced it. Just, | found that very hard to get and
I, I got in a support group in Sydney. | know there’s a
support group here [in Melbourne]. | don’t know what
it's like."
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Having a partner or friend who could assist in
visits to the doctor or trips to the hospital was
seen as important.

‘If it's your partner or friend, sometimes just the friend
is good because they, they're kind of like the, almost
like an outsider and they'll sit there, and they'll ask
these questions. And they almost like write down the
answer. And go, ‘Okay’. And then when you come out,
say, like, 'What did he say'? And they'll say ...

I've heard that a number of times. That's really quite,
quite good.’

The need for emotional support is further
emphasised by the following account, which
highlighted that while having accurate information
about prostate cancer is necessary, the opportunity
to talk with someone about the emotional sequelae
is equally important.

‘At the time that | was diagnosed, [having a] social
worker or a counsellor who could take me into a
different room and talk to me about something what

| was experiencing. So rather than just facts and
figures being bombarded at me in that time, just be
able to support me would have been very important,
which is what my counsellor has ultimately done, done
very well.’

In this regard, the opportunity to join a prostate
cancer support group for gay men was seen as
beneficial. The opportunity to express their feelings
about the disease and its effects on their sex lives
was seen as important.

‘I like the idea of a support group for gay men to meet
and talk about the problems associated with prostate
cancer and the like, but it's not something | would
necessarily go to every month. Perhaps I'd use it only
when | had a problem or was feeling down.’

The support group was also crucial in getting the
support needed in coping with the challenges
resulting from prostate cancer treatment. For

one man, the assurance given by other support
group members was important when adjusting to
the changes.

"You really need | think a good support group, guys who
have done it and they can say, you know, ‘Look, it really
took me three or four months like, you know, to get a
hard-on again, before the sensation came down there.’

The composition of the support group is significant
for the participants, for shared experience and
understanding of issues particular to gay men (e.g.
gay sex) enhanced the efficacy of the group.

‘It has to be for gay men, not gay and straight.

The straights just don't get what it means to be a gay
man and the importance of the prostate in a gay man's
sex life.”

4. THE SEARCH FOR INFORMATION

Information on prostate health and cancer is
important for the focus group participants. They
identified a number of topics and concerns that

are relevant to them and should be included in
information materials and resources. For example,
the ‘age bracket’ when a ‘prostate exam' needs to

be considered, the meaning of the prostate specific
antigen (PSA) test, the Gleason score so they know
‘when it's high or the score good when it's not’,

how to prepare for treatment such as information

on ‘exercises [they could do] before there's any
suggestion of even an operation’ to enhance ‘post-op
recovery’, and side effects as detailed in the following
accounts.

‘No one ever mentions that you lose an inch or more
on your dick when you have the surgery. That's a scary
prospect for most men, gay or straight.’

Many of the participants complained about the lack
of specific information, both print and non-print, for
gay men and their sexual and relationship needs in
the context of prostate cancer. The participants often
mentioned that, when asking about sex and sexual
function, their medical providers tended to gloss over
the issue or provide them with reading materials that
were aimed at heterosexual men and ignored their
specific needs.
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STUDY 2: AN EXAMINATION OF THE PROSTATE CANCER
HEALTH INFORMATION RESOURCES AND PROMOTION
NEEDS OF AUSTRALIAN GAY AND BISEXUAL MEN (continued)

‘| think I'd agree with that, but probably taking it one
step further, a bit more specific about how and any
subsequent treatment might affect someone’s sexual
interest, performance, enjoyment. Whether that
person is classified as versatile or active, or passive

- whatever the terminology you want in there. So
what are the very specific interpretations for this, for
gay men, and then also, if it does advance to having
surgery, discuss what are the sort of risk factors and,
and what do we know about it

It was through searching on the internet and
finding overseas-based websites or getting in
contact with support groups that many of the
participants received answers to the questions
they required about sex and sexual function. One
of the participants had this to say about access to
information here in Australia.

‘We contacted friends in the United States and we
actually got more information from the friends in the
United States than we were able to get through people
here, from a gay support group, because there was
nothing. So we, actually almost [relied on] word of
mouth and then books. They actually posted over or
arranged to send over for us.’

Many participants thought that there is currently a
lack of resources that are specifically designed for
gay men, and most participants thought this was a
glaring omission.

‘So again, the same about a whole range of health,
health and wellbeing issues: there needs to be a
pictorial there of same-sex couples. And moves
through the language are correct. There needs to be
this specific information about how to, what the, what
the issues potentially are and how to manage them in
terms of gay men.’

There were a few participants who said that the
language in the resources for patients needs to be
clear and concise, preferably in everyday language.

‘When we read the pamphlets they need to be in clear
language, yeah, in the language any ordinary bloke can
understand, not in something a university graduate or
doctor has written.’

Most of the participants indicated that there needs
to be information on diagnosis written specifically
for gay men so their experiences and needs are
considered in the information.

‘[ was having a discussion last night with my
housemates. Why would we need something that's
more tailored to gay men? And | said, ‘Well, for any
particular gay man looking for information, they
wanna see themselves represented in the literature
and the information, not only just images but also the
language that people use in their writing”. I'm more
likely to pick up something that identifies me in the
material [rather] than something that just says, 'For all
men, regardless of their sexual orientation, this is what
you should be looking for’. Because it's just, it just is
too general for me. | wanna know: there’s something
peculiar about my sexual behaviour, my sexual
performance, pre- or post-treatment, whatever that
treatment’s about or whatever the diagnosis is about,
what is it that makes us a little bit different? Is there
anything different that we should be more mindful, as
you said, about? And that’s what I'm looking for.’

Most of the participants thought that there is a role
for gay men in helping write the resources. They said
such a task requires gay men who understand both
the relational, physiological and psychological needs
of this group.

‘We also need gay men to write some of the stuff that
relates to them. Who needs a married mum with four
kids telling a gay man about anal sex? | mean, at least
ensure that the information is road-tested with gay
men before you put it out there.’

Adding to the challenge of having to accept changes
to their sexual function was the lack of information
about these changes and what they need to do to
recover, and in a manner that is relevant to them as
gay men.

‘After my surgery, | wanted information that told me
how long it would take to get an erection, how long
before I could have anal intercourse and what things
| needed to do to get better, but there was nothing for
me as a gay man anyway.’
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Although the medical service provider was the first
source of information on prostate health issues, the
internet was a major source for information due to its
accessibility and convenience. However, participants
were aware that information obtained needed to be
from a credible source.

' prefer to get my information online. | work full-time
and | don't necessarily want to be running all over
town trying to find a pamphlet with the information |
need. | use the internet quite a lot, both at work and at
home. | also met guys online, but that’s another story. |
mean what needs to be in place, as I'm sure you know
is a website that has all the stuff, info gay men need
about prostate cancer. And it needs to be controlled or
endorsed by the Prostate Cancer Council or someone
like them.

The needs of gay men in rural and remote
communities were a concern participants
thought could be addressed by appropriate online
information, or by online or telephone mentoring.

‘When I lived in the bush | had no one to turn to. The
town was quite a small, conservative place and heaven
forbid anyone was gay. So | had to travel all the way
to Sydney whenever | needed support from my gay
friends. It was very isolating living in the bush.’

While many of the participants expressed a
preference for the internet, this related strongly to
the age of the men. Most participants who were 75
years or older preferred information in a print format
as illustrated in the following account.

‘As an older man, | don’t know how to use a computer
but [ still want to know how prostate cancer will affect
me. | much prefer to have a brochure with all the
details to take home and read.’

Participants argued that gay-specific pamphlets and
booklets should be routinely provided at various
health services and also at places and venues that
gay and bisexual men frequent such as sex-on-
premises venues, gay bars and pubs.

‘I need to be able to read things beforehand, so that

| know what to go and ask him. And | used to work

at [gay venue] behind the counter and | read all the
brochures. They had some great brochures, which were
provided by the VAC [ Victorian AIDS Council/Gay
Men'’s Health Servicel. | read all of ‘em. I'm a brochure
reader. I'm, I'm that sort of person. And | would like

to be armed with, oh shit, I've got four of these six
symptoms, time to go and talk to my doctor about it.
‘Cause he’s not gonna find it otherwise unless | go and
say, ‘Look, I've got four of these six symptoms.”’

Several of the participants said that there is a

role for AIDS Councils, gay men’s health services,
and organisations for people living with HIV to
play in encouraging gay and bisexual men to a take
greater interest in general health issues, including
prostate cancer.

‘A feeling that organisations such as VAC/GMHC,
PLWHA Victoria [People living with HIV, Victoria],
MSHS [Melbourne Sexual Health Service] and like
organisations should play a bigger role in encouraging
gay/bisexual men to take care of their general health
needs, including issues such as prostate cancer.’

The relevance of these organisations in addressing
general health issues is that they are experienced in
meeting the needs of gay men, for they are likely to be
staffed by people to whom participants could relate.

‘I think the Gay Men’s Community Health Centre
[VAC/GMHC] ... But | don't wanna be, if | had
prostate cancer, | don't wanna be talking to, to, you
know, a 45-year-old mother of three. | want to have
somebody that, that | can relate to as, as a gay man
and that [ can talk to about sexual practices without
them getting embarrassed.’
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DISCUSSION

The aim of this report is to examine the information needs of Australian gay and
bisexual men relating to prostate cancer health. The findings from two studies
commissioned by PCFA were used to achieve this aim. One study was an audit
assessing the utility and appropriateness of currently available information materials
on prostate cancer health for this population group, and the other study involved
focus group discussions to identify their information needs pertaining to this

important health issue.

APPROPRIATENESS OF PROSTATE
CANCER MATERIALS FOR GAY AND
BISEXUAL MEN

The findings from the audit indicated that there is

a large amount of information material on prostate
cancer health available in both printed and online
formats. Notwithstanding the usefulness of these
materials in providing much needed information to
people affected by cancer, they were assessed not
to have addressed the specific needs of gay and
bisexual men. With the exception of a few overseas
websites (e.g. Malecare - USA, American Cancer
Society - USA) and one South Australian publication
('lIt's areal bugger isn't it dear?"), most of the
materials audited were deemed to be inadequate
or had ignored the needs of gay and bisexual men.
In terms of visual representation, images used in
materials assessed often reflect heterosexuality,
and clear images of gay and bisexual men were
largely absent. The poor representation of gay and
bisexual men in both content and images identified
in the audit findings perpetuates the need for them
to 'read’ themselves into the materials in order to
produce relevance, a marginalising practice that
implicitly reinforces heterosexuality as the norm ",
These findings were reflected by one focus group
participant who reported that he had to contact
friends overseas ‘because there was nothing’ he
could found to meet his information needs. The

lack of information can contribute to treatment
regret when the chosen treatment did not meet
expectations®? or treatment-related side effects
were profound and unanticipated such as those
relating to sexual functioning and sexuality 131,

It is of interest to note that for many participants in
the focus groups, despite the variety of ways through
which information can be obtained as demonstrated
by the materials assessed in the audit, their primary
health professionals are often their main sources

of information. While some participants reported
that they had positive experiences with these health
professionals, others found the assumptions that
were made about them (e.g. being heterosexual)
inhibited them from asking for information they
required. The perceived discomfort of health
professionals, and assumptions made (e.g.
unreceptiveness) by some participants produced

a situation where medical consultations were
‘approached with caution” and uncertain if particular
questions or issues could be asked or raised. This

is consistent with research findings that showed
assumptions about an individual's sexual orientation
can produce unsatisfying medical encounters®!, and
can discourage the raising of issues pertinent to gay
and bisexual men in the context of prostate cancer,
and produce a reticence on both parts to discuss
sensitive issues such as those relating to sexuality
and sexual function after treatment.
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SPECIFIC INFORMATION NEEDS

Sexual function and sexuality issues ensuing

from prostate cancer treatment were important
concerns for participants in the focus groups,

and many reported they were unable to locate
relevant information that could ‘speak’ to them as
gay and bisexual men. Notwithstanding the broad
acknowledgement of, and attention given to, changes
to sexuality and functioning following prostate
cancer treatment [ 6465661 it is of concern that
findings from the audit and focus group discussions
suggest that these issues have largely been ignored
from gay and bisexual men's standpoint. This is
pertinent given 'the way many gay men view health
and sexuality as being interlinked' 17 P8881 particularly
as a consequence of so many gay men living with
and being affected by the HIV epidemic over the last
30 years.

Some gay and bisexual men are in relationships

that are open or polyamorous 8! where there

are different relationship rules !, and thus their
relationship partners are not necessarily their
exclusive sexual partners°l. In this context, it is
understandable that some participants highlighted
the difficulties they anticipated, and experienced,

in sexual encounters with both casual and regular
sexual partners following prostate cancer treatment,
and the impact these difficulties have had on their
sense of self and social lives ('l felt all at sea about
how to explain the fact that | couldn't get a hard-on’).
These findings support previous research findings
on sexual dysfunction following prostate cancer
treatment where gay and bisexual men positioned

themselves as “damaged goods' incapable of future
relationships' 62P527] These distinctively gay and
bisexual men’s experiences are not covered in
generic information materials.

The implication of these forms of relationships is
that the generic information materials on prostate
cancer relating to sexuality, sexual function and
effects on relationships are unhelpful for gay and
bisexual men, for they are centred on the needs

of heterosexual men in long-term monogamous,
mostly married relationships ™2, In this regard, there
is a need for information materials to acknowledge
that there are not only different forms of
relationships but also different ways of negotiating
sexuality issues arising from treatment that do not
rest on the presumption that the individual has only
one sexual partner or indeed, a partner. Although
there are many gay and bisexual men in long-term
relationships, there are many who are not ",

A survey conducted by PCFA S showed that gay
and bisexual men aged between 18 and 50 were
more likely than their heterosexual counterparts
to neither be in a relationship nor had been in

a relationship. Findings from the focus group
discussions indicate that being unpartnered and
experiencing sexual dysfunction have implications
on participants’ social and sexual lives, for there is
an ‘'emphasis in the gay world as a single person’
being able to ‘perform’ sexually. This means the
needs of unpartnered men with prostate cancer
require specific attention and consideration also
with respect to the production of information and
support materials 7%,
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DISCUSSION

(continued)

INFORMATION MATERIALS FOR GAY
AND BISEXUAL MEN

While it can be argued that much of prostate cancer
health information available is relevant to all men,
obscuring and, hence, diminishing the needs of gay
and bisexual men by producing only generic versions
cannot be regarded as an equalising practice.

The universalising of men’s health information
disempowers gay and bisexual men by discounting
their unigue needs and experiencest’3!. This
discounting practice is most apparent in the way
that relationships are covered in generic information
materials. Despite the recognition that prostate
cancer is more likely to be experienced by men in
same-sex relationships than men in heterosexual
relationships due to the possibility of one or both
partners being diagnosed with the disease ™ this
is not reflected in the information materials. When
ways of managing relationships are acknowledged
and explained, the premise is about only one partner
being diagnosed with the disease, and the other
partner being the one who will provide support

and care without considering that they might be
diagnosed with it as well. This privileges a hetero-
centric position, and side-lines information and
issues that gay and bisexual men would require or
find more pertinent, such as ways of coping when
both partners have prostate cancer, and how to
provide mutual support when both partners are
experiencing treatment side effects.

The findings from the two studies are important,

for they expose a troubling level of neglect of gay
and bisexual men'’s specific needs relating to a
health issue, which such men will need to consider,
if not likely to confront, at some stage of their lives.
Currently available prostate cancer information
materials are not serving gay and bisexual men well,

for information is not presented in a manner that is
relevant. It has been found that unless resources are
interpreted by individuals to be personally relevant,
they are unlikely to be effective®”), and cultural
appropriateness is central to relevance and to the
success of health promotion communicationst”.,

In this regard, it is no longer appropriate to produce
information materials on prostate cancer under the
premise of ‘one size fits all" if increased attention to
health information is the desired outcome >, This
lends support to the argument that while not every
piece of health information needs to be developed
and catered to gay and bisexual men, some health
information, such as those pertaining to prostate
cancer and the specific effects it has on their lived
experiences, demands a gay-specific focus where a
general focus has proved to be inadequate 171,

The process of bringing gay and bisexual men's
needs into focus in the prostate cancer domain
requires structural and administrative changes within
the health system, which include diversity training for
health care professionals. It is no longer appropriate
to discount sexual orientation as part of the data-
gathering procedure in cancer registries, for this
practice both perpetuates heterosexist assumptions
and dismisses sexual diversity. Consequently,

the experiences of non-heterosexually identified
individuals are overlooked in cancer discourses,

and therefore, their needs might continue to be
ineffectually considered.
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MEETING THE NEEDS OF GAY AND
BISEXUAL MEN

PCFA, being a broad-based organisation and the
peak body for prostate cancer in Australia, is
playing a proactive role in amending the situation
identified in the reported findings regarding the
unmet needs of Australian gay and bisexual men

in prostate cancer information. Through its Gay
and Bisexual Men's Prostate Cancer Initiative, with
membership including leading health professionals,
social scientists, researchers, educators, activists
and policy makers experienced in gay and bisexual
men’s health as well as prostate cancer, PCFA has
established clear strategic directions in its endeavour
to provide appropriate and effective support to

gay and bisexual men with prostate cancer. In
partnership with Malecare, and through consulting
and working closely with members of the gay and
bisexual men community around the country, PCFA
has established support groups specifically for gay
and bisexual men in five capital cities (Adelaide,
Brisbane, Melbourne, Perth and Sydney). The target
is for PCFA to establish at least one such support
group in all Australian capital cities, and in time, in
regional areas with identified needs.

Specific to prostate cancer information materials,
the Cancer Australia initiative, which enabled PCFA
to commission ARCSHS to conduct one of the

two studies reported on here, has also provided
funding to develop a set of resources targeting gay
and bisexual men with prostate cancer. Drawing on
studies’ findings and in consultation with members

of the target group, the resources ‘speak’ directly to
gay and bisexual men by using appropriate images
and plain non-medical language to inform gay and
bisexual men of the diagnosis process, potential
impacts of prostate cancer and its treatment on
their social and sexual lives, as well as support and
wellbeing issues following diagnosis and treatment.
Issues that are significant and pertinent to gay and
bisexual men are acknowledged and clarified in these
resources so that they will be better informed when
confronted by prostate cancer and its treatment.
The issues covered include the prostate as a site

of pleasure for gay and bisexual men during sex,

the need for firmer erections in anal sex, change in
penis size and orgasm resulting from treatment, the
greater chance of gay and bisexual men in same-sex
relationships facing prostate cancer, and ways to
manage prejudice and discrimination that gay and
bisexual men encounter in medical settings.

PCFA's endeavour to establish support groups for
gay and bisexual men with prostate cancer, and the
development of new resources serve to bring this
group of men from the margin and into mainstream
prostate cancer discourse. The illumination of their
needs and issues through specific support groups
and resources will address the concerns of this
‘hidden population’ by not only directly challenging
the hetero-centric approach to prostate cancer
information and care, but also ensuring that this
population of men has specific and appropriate
information to draw on when faced with a life-
changing health concern.
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APPENDIX: AUDIT OF PRINT AND ONLINE
INFORMATION ABOUT PROSTATE
CANCER (JUNE — NOVEMBER 201 1)

PRINT INFORMATION ABOUT PROSTATE CANCER

A large body of print material on prostate cancer produced in Australia for
the following audiences:

* Patient

» Partner, families, friends, carers

* Health care professionals

* Social security policy makers and contact staff
*  Members of gay men's support groups

* Members of prostate cancer support groups.

Note: Some resources and websites were identified as being unlikely to
be accessed by men, regardless of sexual orientation, who are looking for
information related to sexuality issues following diagnosis and treatment,
such resources and websites are assessed as ‘N/A" (not applicable).
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National gay men's health, AIDS/PLHIV (People Living with HIV)
organisation websites

The following websites, which offer information and support to gay and other homosexually active men, and/or
people with HIV, were also reviewed to determine whether they provided resources or information to men with
prostate cancer.

ACON (NSW GLBT Health Organisation)

ACSA - AIDS Council of South Australia

AIDS Action Council, ACT

NAPWA - National Association of People Living with HIV/AIDS
QAHC - Queensland Association of Healthy Communities
Victorian AIDS Council/Gay Men's Health Centre

WAAC - Western Australia AIDS Council
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