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Abstract
Background  Patients with a rare cancer in rural, regional, and remote Australia experience heightened challenges 
in their illness journey, including significant psychosocial impacts. Although peer support has shown benefits 
for common cancer patients living in urban areas, these programs often do not reach underserved groups for 
instance those with a rare cancer, or those living in rural, regional or remote areas. This study aimed to explore the 
characteristics of peer support programs for patients with a rare cancer living in rural, regional or remote areas.

Methods  Focus groups and interviews were conducted with 39 people with a rare cancer and 10 healthcare 
providers to explore key points for inclusion in a peer support service for people diagnosed with a rare cancer living in 
rural, regional or remote areas. Data were transcribed verbatim and analysed thematically, using Nvivo.

Results  Participants described their peer support needs using the key terms who, what, how, where, and when. 
Participants advocated for a flexible, multicomponent intervention that could meet the varied and fluctuating needs 
of this group. Participants also noted challenges with the practical delivery of such a service, specifically, the risk of 
receiving misinformation, adverse emotional reactions, interpersonal challenges and implementation issues.

Conclusions  This study highlights the role of peer support in addressing unmet needs of patients with a rare cancer, 
particularly in rural areas, emphasising the importance of tailored, flexible, and multimodal interventions for the 
delivery of peer support that addresses diverse needs.
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Introduction
Rare cancers are defined as those with an incidence rate 
of fewer than 6 cases per 100,000 people annually [1]. 
Despite being labelled ‘rare’, they encompass over 220 
tumour types and collectively account for one in five can-
cer diagnoses [2]. Some examples of tumour types con-
sidered rare are head and neck cancers, sarcomas and 
neuroendocrine cancers. Patients with rare cancers often 
face a more challenging illness trajectory than those with 
common cancers, including delays in diagnosis, incor-
rect treatments, and limited access to clinical trials [3, 
4]. Furthermore, the 5-year survival rate for individuals 
with rare cancers is significantly lower at 52%, compared 
to 69% for those with common cancers [5]. In a recent 
systematic review, it was reported that patients with a 
rare cancer experience various adverse psychosocial out-
comes following diagnosis, including depression, anxiety, 
suicidality, and post-traumatic stress disorder (PTSD) [6]. 
Also, patients with a rare cancer were reported to have 
a higher risk of PTSD and suicidality compared to those 
with common cancers [6].

In addition to the significant challenges patients with a 
rare cancer face following their diagnosis, patients living 
in rural, regional or remote areas also struggle to access 
clinical, psychological, and informational support [7]. 
Recent data suggest that cancer patients residing far from 
metropolitan centres are at a higher risk of dying within 
five years of diagnosis [8]. Similar to patients with a rare 
cancer, rural cancer patients encounter numerous obsta-
cles when accessing care, including limited availability of 
treatments and support services, transportation barriers, 
financial difficulties, and restricted access to clinical trials 
[9]. Qualitative research suggests that many unique psy-
chosocial needs of rural cancer patients remain unmet, 
particularly in the domains of financial help, travel sup-
port, information needs, accessing care and connection 
with others [7, 10, 11].

One approach frequently used to address psychosocial 
needs of cancer patients is provision of peer support [12]. 
Peer support is defined as ‘a system of giving and receiv-
ing help founded on key principles of respect, shared 
responsibility, and an agreement of what is helpful’ [13] 
(p. 6). A peer, in this context, is defined as ‘an equal, 
someone with whom one shares demographic or social 
similarities’, and support refers to ‘the kind of deeply felt 
empathy, encouragement and assistance that people with 
shared experiences can offer one another within a recip-
rocal relationship’ [14] (p. 1). Peer support can take many 
forms including structured or unstructured approaches; 
group or individual services; in-person or telehealth 
meetings; and can occur with a range of frequencies, with 
individual sessions varying in duration [15–17]. Peer sup-
port may be led by either trained professionals or peers 

themselves [12, 18], often those who share a diagnosis 
with the person being supported [33].

Peer support for cancer patients has many benefits. 
Patients often seek emotional insights and advice on 
coping from those who have had similar experiences, 
thereby enhancing their preparedness and emotional 
resilience [19, 20]. Peer support groups provide struc-
tured platforms for individuals to share experiences and 
offer mutual emotional support [12, 21]. This approach 
is rooted in patient and community empowerment and 
complements traditional psychosocial care [18, 22], 
which is paramount in the context of rural residents who 
may struggle to access healthcare required. Participa-
tion in these groups can combat isolation, provide access 
to diverse coping strategies, and empower individuals 
through shared experiences [18, 23, 24]. Although the 
benefits of peer support for cancer patients are clear, 
challenges, such as navigating emotions and discerning 
the reliability of information, underscore the need for 
structured, quality peer support integrated into broader 
cancer care initiatives [24].

Despite the unique psychosocial needs of patients with 
a rare cancer living in rural, regional and remote areas, 
and despite the proven benefits of peer support for can-
cer patients, existing peer support services tend not to 
reach underserved communities including those diag-
nosed with a rare cancer living in rural regional or remote 
areas [25]. The present study therefore aimed to explore 
the characteristics of peer support programs for patients 
with a rare cancer living in rural, regional or remote 
areas. Specifically, the research questions addressed were: 
(1) ‘what do patients with a rare cancer living in rural, 
regional or remote areas and stakeholders want from a 
peer support program?’ and (2) ‘what are the perceptions 
of healthcare providers about the feasibility of achieving 
such a peer support program?’

Methods
Participants and recruitment
Two groups of participants were recruited: people with 
rare cancer living in rural, regional or remote areas and 
those providing services to this group (healthcare pro-
viders). Although the primary focus was on gathering 
insights from those who would ultimately benefit from a 
peer support service, the perspectives of relevant health-
care providers (e.g., medical specialists and support-
ive care workers working with this patient group) were 
also considered valuable to identify potential feasibility 
and implementation challenges of any peer support ser-
vice proposed for operation within the existing health 
system. Sample size was determined using information 
power, a concept based not on numerical size alone, but 
on the richness and relevance of the data in addressing 
the research question. Information power is influenced 
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by several factors including the specificity of the sample, 
the study aims, the strength of the theoretical framework, 
the quality of dialogue and the chosen analytical strategy 
[26]. Given the study’s focused objectives and targeted 
participant group, the sample size was deemed sufficient 
to generate meaningful insights.

People with rare cancer
People with rare cancer were eligible for inclusion if they: 
(i) had been diagnosed with a rare tumour type in the 
past 5 years, (ii) lived in a rural, regional or remote loca-
tion (areas defined using the Modified Monash Model 
as regional centres, small, medium & large rural towns, 
remote communities and very remote communities), (iii) 
were aged 18 years or over, (iv) were comfortable with the 
English language, and (v) did not self-identify as having a 
serious psychiatric illness. People with rare cancer were 
recruited with the help of partner organisation Rare Can-
cers Australia (RCA). RCA is the largest patient platform 
in Australia, connecting with roughly 85 patients with a 
rare cancer a month. RCA assisted with recruitment by 
contacting potentially eligible participants through: (i) a 
database of registered users, and (ii) official RCA social 
media channels. Interested participants were asked 
to contact the research team, from whom they were 
directed to an online questionnaire which included a par-
ticipant information sheet, eligibility questions, a consent 
form and demographic questionnaire. Purposive maxi-
mum variation sampling was used to recruit participants 
that varied on the key dimensions of age and gender.

Healthcare providers
Participants were eligible for inclusion if they: (i) had 
worked with at least one rare cancer patient, in a rural 
regional or remote setting, in the past 5 years, and (ii) 
were comfortable communicating in the English lan-
guage. These participants were recruited via existing 
networks of both the research team, and the advisory 
group for the project. Potential participants were invited 
to complete an online questionnaire which included a 
participant information sheet, eligibility questions, con-
sent form and demographic questionnaire. Purposive 
maximum variation sampling was used to recruit partici-
pants that varied by age, gender and job title. We sought 
an even split across a diverse range of job titles in order 
to capture the views of healthcare professionals working 
across the spectrum of the entire healthcare ecosystem.

Data collection and procedure
People with rare cancer
Once eligible participants had completed the online 
questionnaire, which included a consent form, they were 
invited to participate in one of several pre-scheduled 
focus groups, or alternatively were asked to contact the 

research team with availability for a one-to-one inter-
view. Both focus groups and interviews were deemed 
appropriate due to the ability to enhance data richness, 
offer iterative and contextual insights and increase trust-
worthiness [27, 28].

Six focus groups were conducted, with each group 
comprising between three and ten participants. Addi-
tionally, four individual interviews were conducted. 
Focus groups lasted on average 1  h and 10  min whilst 
interviews lasted on average 35  min. Both focus groups 
and interviews were conducted online using teleconfer-
encing software Zoom and were led by LH. Focus groups 
and interviews were audio recorded using Zoom func-
tions and were transcribed verbatim. The transcription 
was de-identified, and each statement was assigned a 
unique number due to the large number of participants 
and the inability to determine individual speakers from 
the audio recording. Focus groups and interviews fol-
lowed a semi-structured format with questions focussing 
on participants’ prior experience with peer support, as 
well as key points for inclusion in a future peer support 
service (see Appendix A for the topic guide). Following 
participation, participants were compensated for their 
time with a $40 voucher, a rate in line with VCCC Alli-
ance guidelines [29].

Healthcare providers
After completing the online consent form, participants 
were contacted to arrange a one-to-one interview with 
LH. Interviews were conducted online via teleconferenc-
ing software Zoom, and were audio recorded then tran-
scribed verbatim. Interviews lasted on average 36  min. 
Semi-structured interviews were conducted with a topic 
guide that focussed on participants knowledge of, experi-
ences with, and opinions about peer support for patients 
with a rare cancer living rurally and remotely as well as 
key points for inclusion in any future service (see Appen-
dix B for the topic guide).

Data analysis
An inductive thematic analysis was conducted on the 
data using Nvivo [30]. All interview data were analysed 
together to identify areas of convergence and diver-
gence. To conduct thematic analysis following Braun 
and Clarke’s 6-step process [31, 32], the researcher first 
familiarised herself with the transcripts by reading and 
re-reading them, noting initial ideas. Next, initial codes 
were generated systematically across the entire data-
set, organising data into meaningful groups. In the third 
step, themes were searched for by collating codes into 
potential themes and gathering all relevant data for each 
potential theme. In the fourth step, these themes were 
reviewed as a team, checking if they worked in relation 
to the coded extracts and the entire dataset, generating 
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a thematic map of the analysis. The themes were then 
defined and named, refining the specifics of each theme 
and the overall story the analysis tells, ensuring clear def-
initions and names for each theme.

Results
Sample characteristics
People with rare cancer
A total of 39 people with rare cancer were recruited (see 
Table  1 for participant characteristics). The majority 

of participants were male (67%), and the average age 
was 35.3 (SD = 14.5). 28% of participants identified as 
Aboriginal, 5% as Torres Strait Islander, 18% as Aborigi-
nal and Torres Strait Islander and 49% as neither. Most 
of the sample were working either part time or full time, 
and over half were married or partnered. A range of rare 
cancer diagnoses were represented with nearly a third of 
participants in the post-treatment phase of their cancer 
journey.

Healthcare providers
Ten healthcare providers were recruited (see Table  2 
for participant characteristics). There was an even split 
between males and females and participants were aged 
40.6 years (SD = 8.6) on average. Participants included 
medical specialists, registered nurses, care co-ordinators 
and supportive care workers. On average, healthcare pro-
viders had been working with cancer patients for approx-
imately 9.5 years (range 3 to 20 years).

Key findings
Six themes were identified through thematic analysis. 
Five themes related to the who, what, how, where and 
when of peer support. Taken together, these themes 
described a hypothetical ‘ideal’ peer support service for 
patients with a rare cancer living in rural, regional and 
remote Australia as perceived by both people with a rare 

Table 1  Patient participant demographic information
N %

Gender
  - Male 26 67%
  - Female 13 33%
  - Non-binary - -
Age (Mean, SD) 35.3 14.5
Aboriginal and Torres Strait Islander
  - Aboriginal 11 28%
  - Torres Strait Islander 2 5%
  - Aboriginal & Torres Strait Islander 7 18%
  - Neither 19 49%
Employment status
  - Working full time 12 31%
  - Working part time 23 59%
  - Working casually 1 2%
  - Not working 3 8%
Marital status
  - Single 14 36%
  - Married / partnered 24 61%
  - Separated / divorced - -
  - Widowed 1 3%
Cancer diagnosis
  - Breast cancer 1 2.5%
  - Cancers of the endocrine organs 1 2.5%
  - Digestive cancers 7 18%
  - Female genital cancers 1 2.5%
  - Head and neck cancers 4 10%
  - Haematological cancers 6 15%
  - Male genital and urogenital cancers 1 2.5%
  - Neuroendocrine tumours 1 2.5%
  - Sarcomas 12 31%
  - Skin cancers and non-cutaneous melanoma 3 8%
  - Thoracic 1 2.5%
  - Not reported 1 2.5%
Stage of cancer journey
  - Recently diagnosed 3 8%
  - In active treatment 12 31%
  - Post treatment 16 41%
  - In remission / no evidence of disease 7 18%
  - Experiencing a recurrence 4 10%
  - Advanced stage 11 28%
  - Stable 8 21%
  - Other - -

Table 2  Healthcare provider demographic information
N %

Gender
  - Male 5 50%
  - Female 5 50%
  - Non-binary - -
Age (Mean, SD) 40.6 8.6
Aboriginal and Torres Strait Islander
  - Aboriginal - -
  - Torres Strait Islander - -
  - Aboriginal & Torres Strait Islander - -
  - Neither 10 100%
Role
  - Medical specialist 3 30%
  - Registered nurse 2 20%
  - Care coordinator 3 30%
  - Supportive care worker 2 20%
Use a language other than English at home?
  - Yes 1 10%
  - No 4 40%
  - Missing 5 50%
Born in Australia?
  - Yes 5 50%
  - No - -
  - Missing 5 50%
Experience working with people with cancer 
(Mean years, range)

9.5 3–20
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cancer and healthcare providers. In one additional theme, 
the practical challenges associated with delivering such a 
service were identified. Each theme is discussed in more 
detail below.

Who is a peer?
Participants engaged in rich debate about exactly who 
was considered a peer in the context of patients with a 
rare cancer living in rural, regional and remote areas. 
Some participants felt that having the same, or a similar 
diagnosis, was important because these individuals were 
likely to have had a similar experience and be relatable. 
Others felt that the specific diagnosis was not important, 
but that a peer should have a diagnosis that falls under 
the umbrella of a rare cancer diagnosis. This was because 
participants recognised the more difficult trajectory 
faced by a rare cancer patient and indicated that hearing 
from somebody with any rare cancer diagnosis would be 
useful. Experience with similar forms of treatment was 
also described as defining a peer. Healthcare providers 
added that grouping people with similar diagnoses or 
treatment pathways could help to prevent people expe-
riencing unrealistic expectations due to differing illness 
trajectories and treatment options.

“So if you have someone that goes to the same treat-
ment, you tend [to] listen to whatever they’re gonna 
say to you, because you guys share the same diagno-
sis.” (Patient 23, Focus group 4).
“I just think it would be beneficial, with peer sup-
port to have people of similar cancers or similar 
treatment pathways. I think that’s where some of the 
confusion lies is when they go, oh yes, but I spoke to 
somebody that had this certain type of cancer and 
they’re fine now and XYZ and then it looks different 
for them…” (Healthcare provider 9, Female, 30, Care 
coordinator).

Participants (both patients and healthcare providers) also 
described the phase of illness as relevant to finding the 
right cohort. Most participants wanted a person to sup-
port them who was further along in their cancer journey, 
so that they could advise them of what lies ahead, and 
even encourage a sense of hope and reassurance.

“…Because I need the experience. I need their treat-
ment advice. I would also need a survivorship (sic.) 
in the group. That will help me and give me hope. 
That ‘oh he was once scared but he’s now okay’ ‘oh 
he’s now getting rid of it’.” (Patient 5, Focus group 2).

Other participants (including both patients and health-
care providers) were less focussed on disease character-
istics and instead felt it was important that peers were 

matched on demographic variables or life experiences. 
For instance, some participants felt that it was important 
that a peer was the same gender, age or culture. Others 
wanted to connect with peers who had children, or with 
peers that had similar interests to them.

“… people generally wish to connect on one of two 
things, they want to speak with someone who’s had 
a…similar diagnosis and treatment. Or they might 
say I… just want to speak with someone who had 
kids in primary school. So, I might [ask]…whether 
they think it might be more helpful to speak with 
someone who’s been through something clinically 
quite similar or socially similar.” (Healthcare pro-
vider 8, Female, 32, Supportive care worker).
“There is a group in my local town. But it is a lot of 
older people, so I don’t attend that usually. And, you 
know, not to sound horrible but they just don’t have 
the same sort of things and problems that I have, so 
I just don’t find it that helpful.” (Patient 29, Focus 
group 5).

All participants acknowledged that forming a meaning-
ful connection with peers could be challenging and could 
not be predicted based on demographic factors or life 
experiences alone. Participants instead often spoke about 
the traits they perceived as being important in a sup-
portive peer. These were characteristics that transcended 
all life experiences, whether clinical or social. Traits 
included empathy, sympathy, being understanding, being 
able to navigate support, cultural sensitivity and the abil-
ity to create a safe and comfortable environment.

“The bigger problem is that, what you want is peers 
that form a meaningful connection… it is quite pos-
sible that the man with prostate cancer and the 
young woman with thyroid cancer could hit off com-
pletely, because I don’t know, they’ve got a love of the 
Matilda’s, you know… The problem is that it’s very 
difficult to predict who’s going to click.” (Healthcare 
provider 2, Male, Age not reported, Medical special-
ist).
“…need to have some…empathy and sympathy 
and…compassion and be a good ear…for listening…
we all like to offload all our feelings… I guess for me, 
it would…be just being able to offload and have that 
understanding, I suppose of where I’m coming from.” 
(Patient 4, Focus group 2).

As well as discussing who they would consider to be a 
suitable peer, patients spoke about the reciprocal nature 
of peer support, and spoke about the experience of, or 
desire to, provide peer support to others. Patient partici-
pants spoke about wanting to provide peer support for 
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altruistic reasons, highlighting that they wanted to give 
the support to others that they had needed and received 
themselves throughout their journey.

“So, I think, sometimes it can be very, very good for 
people and I think I was giving a lot back because 
I’ve been through a lot more treatment probably 
than a lot of my current peer groups that I know 
about in the Australian groups at least. And, I can 
give that information about my treatment and all 
that that sort of thing, which can be good.” (Patient 
29, Focus group 5).

Participants, both patients and healthcare providers, 
were cognisant, however, of the toll that providing peer 
support could have on them. They frequently spoke 
about ensuring boundaries were put in place, acknowl-
edging that it can take time for an individual to be in a 
place where they are ready to support another, and that 
this was a fluctuating headspace.

“You have to find a way to match people with where 
they’re at in their journey. I’m more able to talk 
about it now. I couldn’t say the C word for about a 
year. And maybe sort of at the 6-month to 18-month 
mark I wouldn’t have been able to talk to other peo-
ple about it. I’m in a different place now but I know 
that that’s not static either.” (Patient 31, Focus group 
5).

What is the preferred content of a peer support program?
Participants had many ideas about the possible focus 
and content of a peer support program. Participants 
suggested that the most important aspect of a peer sup-
port program was providing an opportunity to learn 
through experiential knowledge obtained from others. 
People with a rare cancer and healthcare providers alike 
acknowledged that peer support allows patients to learn 
‘tips and tricks’ from those who have been through this 
journey, with these tips generally not available to them 
from clinicians. Specifically, participants wanted to learn 
strategies for dealing with medication or treatment side 
effects, practical solutions to problems such as debt and 
travelling to appointments and how to deal with family 
and friends.

“They also offer practical advice like dealing with 
challenges of cancer such as finding financial assis-
tance.” (Patient 36, Interview).
“I think you find also that peer support is where 
you get some very practical advice that health pro-
fessionals don’t necessarily always have as easily. 
It’s along the lines of I am completely making this 
up, but, if you mix your resource with apple juice 

rather than water, that’s really helping. Do you know 
what I mean? We health professionals never drink 
the resource. We probably should, but we don’t.” 
(Healthcare provider 2, Male, Age not reported, 
Medical specialist).

Partnered with this experiential knowledge, patient par-
ticipants also wanted to receive more information about 
their diagnosis, treatment options and their cancer jour-
ney. Though participants favoured the delivery of this 
information in a peer support setting, they wanted this 
information to come from a trained healthcare profes-
sional as opposed to the experiential knowledge imparted 
by peers.

“And then, once a week, sometimes once in 2 weeks, 
the group is led by a medical doctor and they always 
give advice on how to manage our cancer… Mostly 
it’s about the emotion, how to open your emotions, 
your feelings. And secondly is like a reminder how 
to take your medications and what you need to do 
medically to keep fit.” (Patient 6, Focus group 2).

Alongside seeking information and tips, patient par-
ticipants expressed a strong need for emotional support 
from a peer support program. One of the main functions 
of a peer support program was described as facilitating 
relationships with others. This need was described as 
particularly important for people with a rare cancer, who 
often lacked opportunities for unplanned interactions 
due to their unique treatment regimens. Participants 
wanted a space where they could share their troubles and 
receive emotional support from others who had under-
gone similar experiences. Knowing that others had faced 
similar challenges was described as comforting.

“It’s like an observational thing more than a like 
‘I’m gonna get involved with your life and guide you’, 
kind of thing. So it’s more around, ‘I’m feeling like 
this’ and you kinda going, ‘yeah, that’s normal’. You 
know or going, ‘that sucks’, you know, ‘that’s terrible’” 
(Healthcare provider 6, Female, 48, Supportive care 
worker).
“I’m doing this Cancer Council meditation class and 
the class was nice, but then they would put us into 
these breakout rooms where we would communicate 
with each other. And we’re supposed to talk about 
how the meditation bloody went. But I think every-
body in there was just like, ‘hello other people with 
cancer!! What’s yours??” And that was the best bit. 
It was feeling that we weren’t alone in it.” (Patient 3, 
Focus group 1).
“It’s just about having a platform where [patients 
with a rare cancer] can feel connected to other peo-
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ple, talk to other people about what they’re going 
through. You know, get that off their chest.” (Health-
care provider 10, Male, 34, Supportive care worker).

How should peer support be delivered?
There was little consensus on the delivery format for 
peer support, both within participant groups (patients 
and healthcare providers) and across participant groups. 
Participants had mixed views on whether peer support 
should be delivered in a group setting or on an individual 
basis. Group settings were noted to open patients up to 
a diverse array of experiences, which was described as 
beneficial. Group settings also meant that the emphasis 
went beyond talking to listening, and this appealed to 
many. Conversely, participants reported that individual 
settings might encourage more open communication 
because of less concern about anonymity and privacy and 
this, in turn, could lead to greater rapport than in a group 
setting.

“…I prefer the group. Because [in] the group we have 
people with diverse information, diverse history, 
diverse professions when it comes to cancer manage-
ment and treatment… if you have [an] individual, 
it’s not going to give you a wider knowledge… There 
must be variation, so I prefer groups.” (Patient 8, 
Focus group 2).
“I think with rare cancers, I think one-to-one is prob-
ably preferable as it is, perhaps, just that ability to 
really ask more in-depth questions of someone. And 
to establish rapport over time, people might find 
that helpful.” (Healthcare provider 8, Female, 32, 
Supportive care worker).

There were mixed views on whether peer support groups 
should be structured or unstructured. The main benefit 
of structured sessions was that they encouraged partici-
pation from everyone. However, participants noted that 
unstructured sessions gave patients a greater sense of 
power and control, allowing for more free-flowing and 
natural conversations.

“I think you need a little bit of structure, otherwise 
people won’t go. They’ll sort of get a bit intimidated 
and feel like they have to speak.” (Healthcare pro-
vider 5, Male, 52, Care coordinator).
“I think I would like it to be unstructured so that 
members of the group will be able to ask questions 
and based on their questions, you know, topics can 
be raised.” (Patient 6, Focus group 2).
“Yeah kind of a mix, like… forecast in advance…
in 2 weeks we’re going to be talking about…how to 
deal with family. So then you could make the effort 
to call in…if that’s a particular thing that resonates 

with you then that’s the that’s the group you’re not 
going to miss or you’ll make sure you can call in from 
work…” (Patient 31, Focus group 5).

Participants had differing opinions on the optimal fre-
quency of meeting and number of peer support sessions. 
Preferences for frequency of peer support ranged from 
weekly to quarterly, and preferences for length of the 
intervention ranged from three sessions to ongoing.

“It really depends on the day and week or your 
mood, or just where you’re at basically. For me, when 
I was first diagnosed like I didn’t have time between 
appointments and trying to balance my working 
life and my normal life, like I didn’t have time, so I 
didn’t connect with anyone… But other people might 
want it every week, every day…” (Patient 29, Focus 
group 5).

Most participants agreed that peer support that took 
place in a group setting should be moderated or facili-
tated. However, there was disagreement about who was 
best placed to moderate these sessions. Although some 
suggested that it was important that healthcare profes-
sionals lead groups, believing their clinical expertise 
could prevent the spread of misinformation, others con-
tended it would be more appropriate for a patient to lead 
the group, notwithstanding the sustainability challenge of 
this approach. A third suggestion was that carers might 
be well placed to lead peer support groups. Regardless of 
the facilitator’s identity, participants strongly advocated 
facilitator training, particularly because of the need for 
sensitivity in many of the topics covered.

“I think that moderation is so important and par-
ticularly when people are early diagnosed… to have 
a bit of a sanity checking aspect… guardrails…when 
people are very vulnerable… you do need someone to 
stop people [talking]… about the final stages of your 
relatives’ death…. [I need] for someone to go ‘that’s 
great, no we’re not doing that’, you know…” (Patient 
31, Focus group 5).

Ultimately, participants wanted a peer support service 
that was flexible to meet varied and fluctuating needs. 
Participants acknowledged that peer support could offer 
them different things at different stages, and that needs 
and wants were not static. Therefore, a flexible model 
of delivery that suited different styles of communication 
was viewed as desirable.

“Mixed kind of modes of [delivery]…depending how 
you feel, but also mix[ed]…conversations…some-
times you don’t even want to talk about cancer 
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you just wanna be in a safe space with people who 
are having a crappy day just like you. But just talk 
about a book or have a coffee or whatever. Definitely 
the option to have all different platforms and differ-
ent modes would be really helpful, but I know that’s 
also challenging for distance and you know people’s 
locations and work commitments, etc.” (Patient 29, 
Focus group 5).

Aside from the specific details of how peer support 
should be delivered, participants generally agreed that 
peer support should include the provision of a safe space 
to share experiences with others. In fact, participants 
spoke of peer support as being like a ‘family’ or a ‘home 
away from home’.

Where should peer support take place?
There were mixed opinions on whether peer support 
should take place online, over the telephone, in person 
or a combination of all three. Many participants (both 
patients and healthcare providers) acknowledged that 
although their preference would be for an in-person 
peer support service, for pragmatic reasons, for instance 
the broad geographic diversity of rural patients, and the 
infrequent prevalence of rare cancers, online or tele-
phone delivery was probably more appropriate.

“Preferably, in person face to face, but I think for a 
rare cancer in rural setting, you’re not gonna do that. 
It won’t be a rare cancer. It will be prostate or breast 
or bowel.” (Healthcare provider 5, Male, 52, Care 
coordinator).

In addition to pragmatism, participants spoke about 
online and telephone formats bringing other benefits 
for instance allowing distance and anonymity as well as 
removing practical limitations such as the number of 
people able to be in one ‘room’ at any one time. These 
benefits were felt keenly during the pandemic, when 
patients with a rare cancer were extremely isolated due 
to social distancing requirements. Participants also spoke 
about generally preferred methods of communication.

“So there needs to be some sort of virtual and online 
element to that. I think depending on your day you 
like to communicate differently but also different 
generations communicate differently.” (Patient 31, 
Focus group 5).

Despite this, participants, particularly healthcare pro-
viders, raised concerns about the online format, includ-
ing internet accessibility and computer literacy issues. 
Patients wanted a combination of in-person and online 

formats, to allow greater accessibility and flexibility for 
everyone.

“…Online, that’s one of the challenges if you ask me. 
It’s not going to be easy. I see a lot of that here. People 
don’t have a good internet literacy, let’s say, or online 
literacy. So that’s something that people will struggle 
with here” (Healthcare provider 7, Male, 42, Medi-
cal specialist).

When do people want to receive peer support?
Both patient and healthcare provider participants 
believed that peer support would be beneficial at all 
stages, including pre-diagnosis, diagnosis, treatment, 
post-treatment, and advanced palliative care. They par-
ticularly recognised the emotional toll of receiving a 
cancer diagnosis, especially a rare one, highlighting the 
need for peer support during this time. Nonetheless, 
they emphasised that peer support would be valuable 
throughout all stages of the cancer experience.

“So I feel that peer group is something that [is] 
important to everybody at any time or at any stage.” 
(Patient 28, Focus group 4).

Conversely, some patient participants felt that receiv-
ing peer support at the time of diagnosis was unhelpful, 
noting that at this stage you could be in ‘panic’ or ‘crisis’ 
mode. At this time, it was not necessarily deemed ben-
eficial to hear from others what lies ahead, as this was 
described as too overwhelming.

“Some of them are at the start of the process and I 
think that some of them don’t want to face what’s 
coming, like in detail.” (Healthcare provider 6, 
Female, 48, Supportive care worker).

Participants also spoke about the timing of peer support 
interactions, emphasising that these should be accessible 
to as many people as possible.

“I don’t find a lot of commonality I guess for what 
I’m going through. But it’s Wednesday lunchtime. So, 
when I first got diagnosed, I had a child who wasn’t 
even in preschool then, but then I had a preschooler. 
And so I’m not calling into a support group during 
the day at lunch time. And also difficult at work, but 
then I know that probably works for a lot of other 
people.” (Patient 31, Focus group 5).
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What are the challenges of a peer support program for 
patients with a rare cancer living in rural, regional and 
remote Australia?
The previous five themes describe participants percep-
tions of the ideal, gold-standard peer support service as 
envisaged by both rural patients with a rare cancer and 
healthcare providers. However, participants also identi-
fied several challenges to delivering such a service. One 
of the most common issues raised by both patients and 
healthcare providers was the possibility of misinforma-
tion being shared in a peer support group. Participants 
were particularly concerned about being told about treat-
ments that were outdated or not based on scientific evi-
dence. These participants strongly advocated for peer 
support sessions to be moderated by a trained medical 
professional to minimise the amount of misinformation 
shared.

“…a lot of the information that is peddled on internet 
forums or peer groups should be taken with a grain 
of salt because it often lacks scientific rigour. And 
scientific rigour doesn’t come from people like you 
and me exchanging information about a particular 
drug or not, but can only really be obtained from a 
trained doctor or cancer specialist or pathologists or 
geneticists, or some of those people. Everything else is 
just hearsay.” (Patient 20, Focus group 3).

Participants also expressed concerns about being exposed 
to others’ ‘horror stories’. More broadly, participants were 
worried about the emotional impact of hearing others’ 
cancer journeys, and whether this would help or hinder 
their own emotional state. Healthcare providers empha-
sised the importance of follow-up care with patients who 
become distressed as a result of peer interactions.

“I don’t bring up the horror stories. Because it’s ter-
rifying. You know when you’re staring at this long 
treatment plan and based on TV and whatever 
else…you kind of go like I don’t wanna know about 
it. Like, until it happens to me, I don’t wanna know 
about it because… it doesn’t happen to everyone, the 
horror story stuff.” (Healthcare provider 6, Female, 
48, Supportive care worker).
“Some topic points can be triggering for some 
patients and they might get a bit overwhelmed and 
upset… Our best practice is to ensure we check in 
with the patient after the support group, give them 
a phone call and just support them… You know, just 
wanted to check in and talk this out, see how you feel 
and if you have any concerns.” (Healthcare provider 
10, Male, 34, Supportive care worker).

On the other end of the spectrum, participants (both 
patient and healthcare provider) spoke about the chal-
lenges of hearing others’ success stories, which could 
raise unrealistic hopes. For example, many online peer 
support groups are worldwide, and so patients might get 
their hopes up about a treatment that is not available in 
their place of residence.

“A lot of people in this group have done treatment 
of other sorts overseas and when I’ve looked at what 
Australia’s got in comparison to the same treatment, 
there’s only just like one centre, for instance, that’s 
just being built in South Australia but they won’t be 
taking any patients in for 18 months.” (Patient 30, 
Focus group 5).

Patient and healthcare provider participants also 
described a range of interpersonal problems that could 
arise, particularly in group settings. For instance, some 
raised the possibility that social dynamics within the 
group might make some individuals feel uncomfort-
able, and others might lack confidence when speaking in 
a group setting. Even one-on-one support could lead to 
problems, specifically an over-reliance on the peer sup-
port worker. Participants also described concern about 
losing group members to cancer, which could ultimately 
make them feel worse.

“Sometimes I feel like there is this feeling of exclusion 
[when]… other people are actually talking about a 
certain situation whereby you don’t have any experi-
ence about or maybe this discussion has been going 
on for a very long time…you start feeling like you 
don’t really have any better business in the space.” 
(Patient 19, Focus group 3).
“The other risk is loss…we’re gonna lose people 
because that’s the community that we’re in. So I 
think…a buddy system probably is very risky for 
people emotionally, especially given we’re not neces-
sarily [professionals] or anything like that. So I think, 
again, moderators, guardrails, there’s supporting 
people but you know, you’ve got to be very realistic…” 
(Patient 31, Focus group 5).

Participants, particularly healthcare providers, had con-
cerns about the acceptability of, and need for, a peer sup-
port intervention for patients with a rare cancer living in 
rural, regional and remote Australia. Specifically, partici-
pants showed some scepticism about the level of interest 
in participating in an intervention like this, noting that 
due to the rarity of the disease, it could be difficult to 
engage people with a rare cancer in such an intervention. 
Moreover, it was noted that those living in rural, regional 
and remote locations are less likely to seek support, and 
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this again may inhibit uptake to such an intervention. 
More broadly than this, participants acknowledged that 
peer support simply ‘isn’t for everyone’, and that cancer 
patients are often very preoccupied with other medical 
appointments and this may mean they have little interest 
in a peer support program.

“So, for some they really like [peer support] and oth-
ers they don’t have the time or the energy…” (Health-
care provider 1, Female, Age not reported, Care 
coordinator).

Both people with a rare cancer and healthcare provid-
ers had concerns around the feasibility of delivering peer 
support. Participants noted that, currently, the peer sup-
port groups that do exist tend to be poorly advertised and 
promoted and are not visible to most patients. They advo-
cated for more widespread promotion of future programs 
to help overcome challenges of attendance. Participants 
also expressed concern about the difficulties of recruiting 
peer support workers, and the welfare of these workers, 
both of which combined led to issues with the longevity 
of a peer support program. Participants encouraged top 
quality training and support for peer support workers to 
protect against burnout.

“Best [facilitator] would be a consumer so a patient 
who’s been through it. But I think it’s unlikely, you 
know, they’re really rare. And if you had to rely on 
that for every support group, you probably wouldn’t 
have any… Because it’s a big job…Big enough job 
having cancer, let alone a rare one, or let alone run-
ning a support group.” (Healthcare provider 5, Male, 
52, Care coordinator).

Discussion
Main findings
This study aimed to explore the characteristics of peer 
support programs for patients with a rare cancer living 
in rural, regional and remote areas. Both healthcare pro-
viders and people with rare cancer spoke about the who, 
what, how, where and when of peer support, as well as 
the challenges associated with service provision. A sum-
mary of key learnings and implications of these is pro-
vided in Table 3.

Participants highlighted various factors important in 
defining a peer, including diagnosis, treatment, demo-
graphic similarity, and shared life experience. This aligns 
with existing literature, in which peers are defined as 
‘an equal, someone with whom one shares demographic 
or social similarities’ and peer support is described as 
‘understanding another’s situation empathically through 
the shared experience of emotional and psychological 
pain.’ [14] (p. 1). Previous research has also indicated that Ta
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cancer patients prioritise a shared cancer diagnosis when 
identifying peers [33]. However, in the present study a 
number of participants indicated that simply sharing a 
diagnosis did not automatically make someone a peer. 
This suggests that identifying peers who might support 
a rare cancer survivor requires a more tailored, patient-
centred approach and that further research could explore 
the variables that define peer status and how these vary 
between people and across time. Consistent with previ-
ous definitions of peers in the literature, participants in 
our study emphasised the importance of reciprocity in 
peer support, valuing both the opportunity to give and 
receive support [13, 14, 21].

Participants discussed peer support as a valuable 
source of education and learning, highlighting the unique 
ability of peers to foster experiential learning. This aligns 
with previous studies conducted with patients [12, 34], 
and is recognised as a key component of peer support 
more broadly [21, 35]. Participants suggested that the 
need for information was likely to be more acute for 
patients with a rare cancer than for more common cancer 
patients because of the lack of information and resources 
available for most rare cancer survivors. Indeed, in pre-
vious research, it has been confirmed that the most fre-
quently reported unmet needs for patients with a rare 
cancer fall within the information domain [3]. This sug-
gests that peer support programs should consider includ-
ing the provision of information, beyond that provided 
through peers sharing their experiences. Beyond seek-
ing information, both patients and healthcare providers 
acknowledged that peer support can provide emotional 
support and connection with others. This finding is con-
sistent with previous research on patients in the cancer 
field [12, 22] and aligns with broader models of peer 
support [18, 36], highlighting the need for peer support 
models to emphasise the importance of social connection 
and emotional support.

Participants expressed a clear preference for a flex-
ible, multi-modal approach to the delivery of peer sup-
port, with this including both online and offline options, 
synchronous and asynchronous methods, and individual 
and group settings. These preferences align with previous 
typologies of peer support for cancer patients [12, 15, 33] 
and research showing patient satisfaction with complex, 
multicomponent psychosocial interventions [37]. Par-
ticipants cited both practical and personal reasons for 
desiring a combination of modalities. For example, rural 
participants emphasised the importance of online sup-
port for accessibility, while also appreciating benefits like 
anonymity. Previous research supports these findings, 
showing that rural cancer survivors value digital technol-
ogy approaches to their care, especially telemedicine [38]. 
Future peer support should therefore aim to offer a flex-
ible, multi-modal program and further research should 

explore the efficacy of individual components of such a 
complex intervention.

Participants argued that peer support is useful at all 
stages of a cancer journey, supporting guidelines that 
indicate that psychosocial care should be available from 
initial diagnosis, through treatment, and into survival 
and palliative care [39–41]. Participants suggested that 
the time of diagnosis was a particularly difficult time for 
patients with a rare cancer, who did not have access to 
good information about their prognosis. Peer support 
was therefore deemed to be particularly helpful at this 
phase of illness, and suggests a need for healthcare prac-
titioners to signpost newly diagnosed patients, or patients 
who are struggling to receive a diagnosis, to peer support 
services. This is supported by previous research which 
found that patients chose when and how to engage with 
peer support, with treatment decision points deemed a 
particularly salient time for engaging with peer support 
[34].

Participants also discussed the challenges of peer sup-
port. Both healthcare providers and people with rare 
cancer expressed concerns about exposure to misinfor-
mation, the emotional impact of hearing others’ cancer 
stories (which could lead to both pessimism and unre-
alistic optimism), interpersonal issues, and questions 
about the acceptability and feasibility of peer support. 
These concerns are supported by a review of qualita-
tive research, which identified challenges in cancer sup-
port groups for instance confronting the suffering of 
others, divergent information needs, distressing group 
dynamics, and difficulties related to leadership and sus-
tainability [24]. Future research should aim to elucidate 
strategies for overcoming these challenges, including 
through review of pre-existing peer support services.

Study strengths and limitations
This study recruited a diverse group of participants, 
including patients with a rare cancer and healthcare pro-
viders, ensuring a comprehensive range of perspectives. 
By specifically targeting patients with a rare cancer liv-
ing in rural, regional, and remote areas, it addressed 
the needs of a population often underrepresented and 
underserved in research. The use of purposive maximum 
variation sampling further enhanced the diversity by 
including participants with varied backgrounds in terms 
of age and gender. In particular, the study benefitted 
from excellent representation of Aboriginal and Torres 
Strait Islander people, a group often under-represented 
in health research [42]. This is important given that 
Aboriginal and Torres Strait Islander people have both a 
higher incidence rate of cancer than non-Aboriginal and 
Torres Strait Islanders, as well as an increased mortality 
rate [43]. Moreover, there is evidence emerging that the 
peer support model is both appropriate and beneficial for 
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Aboriginal and Torres Strait Islander cancer patients [44, 
45].

The study’s collaborative recruitment approach, part-
nering with Rare Cancers Australia, was also a significant 
strength. Rare Cancer Australia’s extensive network facil-
itated the recruitment of a sufficient number of partici-
pants, increasing the study’s reach and credibility among 
potential participants. The use of multiple data collection 
methods, combining focus groups and individual inter-
views, allowed for flexibility and enriched the data qual-
ity. Capturing both collective and individual perspectives 
provided a more nuanced understanding of participants’ 
experiences and views.

However, this study is not without limitations. The 
recruitment process relied on participants volunteering 
to contact the research team, thereby introducing self-
selection bias. Moreover, given that participants were 
recruited through an existing non-government organ-
isation supporting people with rare cancers (i.e., Rare 
Cancers Australia), those who chose to participate were 
already linked into both peer and information access sup-
port. The application of the results to the broader pop-
ulation of people diagnosed with rare cancer is unclear 
and future research should aim to collect data from peo-
ple not utilising existing rare cancer support services. 
Furthermore, the study excluded patients who did not 
speak English comfortably, or who self-identified as hav-
ing a serious psychiatric illness. This exclusion criterion 
resulted in the omission of important groups of people 
with rare cancer, with these people likely to experience 
more isolation and have even greater support needs. The 
observations provided by healthcare providers support-
ing people with a rare cancer were important contribu-
tions to the study, notwithstanding the small sample size 
and limited diversity. With no healthcare providers iden-
tifying as Aboriginal or Torres Strait Islander and a small 
number of different roles represented, the data from this 
group might not fully capture the range of views neces-
sary for comprehensive service implementation.

Conclusions
In this study it was confirmed that several aspects of peer 
support were described as important for patients with a 
rare cancer living in rural, regional, and remote settings. 
Peers provided useful access to information, a crucial 
need of people diagnosed with rare cancer, particularly at 
the diagnosis stage. Additionally, participants wanted to 
hear from patients further along in treatment, with this 
viewed as particularly important for patients with a rare 
cancer, who often have a limited prognosis. Practical con-
siderations were also noted; the rural location of partici-
pants resulted in a preference for online or other remote 
methods of peer support delivery.

Ultimately, healthcare providers and people with rare 
cancer emphasised the need for a flexible approach to the 
development and delivery of peer support. This included 
being adaptive in considering who a peer is, as well as 
offering complex, multicomponent and multimodal 
interventions that meet the varied and fluctuating needs 
of patients with a rare cancer living in rural, regional and 
remote communities. Future research should aim to build 
on the foundations of this study by co-designing a multi-
modal peer support intervention with patients with a rare 
cancer living in rural, regional and remote communities.
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