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Abstract
Purpose Effective cancer survivorship care is contingent on a comprehensive understanding and management of the dynamic 
needs of cancer survivors. The Sydney Cancer Survivorship Centre (SCSC) clinic established a holistic, multidisciplinary 
model of survivorship care. We aimed to explore survivors’ experiences and perceptions of the clinic, and to identify their 
unmet needs.
Methods Semi-structured focus groups (FGs) involving participants recruited from the SCSC clinic were conducted by an 
experienced facilitator and observer using a guide covering: survivor perceptions of first SCSC clinic visit, services accessed, 
ongoing unmet needs, and how needs changed over time. FGs were audio-recorded and transcribed. Interpretive description 
using a Framework approach was undertaken and participant characteristics summarised descriptively.
Results Eight FGs were conducted involving a total of 26 participants (mean age: 60), most were female (n = 20), born in 
Australia (n = 14), and with breast cancer diagnoses (n = 16). Four overarching themes were identified: (i) perceptions of 
the SCSC clinic; (ii) patient-centred care; (iii) adjustment to illness; and (iv) external supports and resources. Participants 
valued the centralisation of multidisciplinary survivorship care at the SCSC clinic, which helped their recovery. Mitigating 
ongoing treatment sequelae, reassurance of good-health, normalisation of survivorship experiences, and handling caregiver 
stress represent some needs identified.
Conclusions The SCSC clinic offers holistic, specialised care and reassurance to cancer survivors. Adjustment to the sur-
vivorship journey, inter-survivor shared experiences, and management of physical treatment sequelae were perceived as 
important in their recovery. Managing survivor needs is integral to improving long-term survivorship care.
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Introduction

Cancer survivors are defined as any individuals diagnosed 
with cancer, from the day of diagnosis until the end of 
life [1]. In Australia, one in two people will be diagnosed 
with cancer by age 85 [2]. Cancer survival rates have been 
increasing due to increased screening, and improved treat-
ments and supportive care [3]. In 2016, the 5-year survival 
rate for all cancers in Australia was 69% [2].

Effective cancer survivorship care is contingent on a 
comprehensive understanding and management of cancer 
survivors’ needs. Much of the existing literature pertaining 
to survivor experiences has focused on the acute diagnos-
tic and treatment phase—pre-survivorship (1). In 2005, the 
Institute of Medicine (IOM) released a report highlighting 
the deficiencies of existing cancer survivorship care models 
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and their failure to address the longer-term, ongoing needs 
of cancer survivors [1]. Identifying the disparities between 
health care professionals and survivors understanding of sur-
vivorship needs, the IOM advocated for a transition in focus 
from the acute to longer-term survivorship care involving a 
focal point for survivorship follow-up.

Survival varies with cancer type and individual factors, 
as does quality of life. Survivors are faced with physical 
[4], psychological [5], and social [3–5] challenges follow-
ing cancer diagnosis and treatment [3]. Common survivor 
experiences include side effects such as sustained peripheral 
neuropathy [4, 6, 7]; cognitive deficits [8]; cancer-related 
fatigue, depression, and anxiety [5, 7, 8]; and culminating 
in survivors’ construction of their new normal [6, 9]. These 
difficulties may gain prominence after acute treatment, with 
residual treatment effects, temporal deterioration, and new, 
late treatment effects impacting survivors’ functional status 
and quality of life [3, 6–8].

These challenges are compounded by limited knowledge 
regarding what survivorship entails [10]. Unknown perma-
nence of treatment sequelae [9], fears of cancer recurrence 
[3, 5, 6, 9], and psychological impacts on family [5, 10, 11] 
present challenges for survivors. The dichotomous desire to 
regain autonomy [4, 12, 13] over their lives, whilst seeking 
reassurance [13, 14] of good-health, is synonymous with 
adjustment to the survivorship phase. Notably, some survi-
vors report positive growth, including re-prioritised self- and 
family-focus [12], with inter-survivor story sharing [6] fos-
tering improved psychological and physical well-being [12].

To better address the needs of cancer survivors, in 2013, 
the Sydney Cancer Survivorship Centre (SCSC) was estab-
lished using a unique multi-disciplinary model of care based 
on the biopsychosocial model [15]. The SCSC includes a 
number of services, including a survivor-specific clinic, 
gym, and cottage. The clinic team, comprising an accredited 
exercise physiologist, dietitian, clinical psychologist, clinical 
nurse consultants, medical oncologists, and haematologist, 
holistically addresses known risk factors for cancer recur-
rence and chronic illnesses, aiming to improve length and 
quality of life for survivors [16–18].

Prior to clinic appointments, survivors complete patient-
reported outcome measures (PROMs), and screening physi-
cal and mental health (PROMs detailed in Supplementary 
File 1); multidisciplinary team (MDT) members review 
PROM responses in preparation for consultation. At the 
clinic visit, survivors are allocated their own consultation 
room with their partners/caregivers. Each MDT member 
individually consults with the survivor, making recommen-
dations based on the individual’s needs and condition. These 
recommendations are added to the Survivorship Care Plan 
prepared by staff prior to the visit. At the request of the refer-
ring doctor, approximately 40% of medical oncology survi-
vors have their ongoing follow-up in the SCSC clinic, with 

subsequent visits involving review by a medical oncologist 
and clinical nurse consultant. Follow-up is generally three 
monthly for the first 3 years, then six monthly to 5 years. In 
the gym, an accredited exercise physiologist assesses and 
provides individualised classes for survivors. The Survivor-
ship cottage runs programs including arts, music therapy, 
medical qigong, yoga, and pilates for survivors across the 
full cancer trajectory.

Whilst patient satisfaction questionnaires are collected, no 
other formal patient-centred evaluation of the SCSC clinic 
has occurred. It is critical the clinic be evaluated against its 
ability to meet survivor needs and expectations, and, if gaps 
exist, address them with changed or additional processes and 
programs. We aimed to explore the experiences and percep-
tions of cancer survivors attending the SCSC Clinic, and to 
identify their unmet needs.

Methods

Study design

We used a qualitative research design, with focus groups 
(FGs) responding to a semi-structured interview guide. The 
data were analysed using interpretive description; a goal-ori-
ented approach to qualitative data analysis. It is underpinned 
by the core elements of grounded theory and thematic analy-
sis, but employs a purpose-driven approach to data in lieu of 
an unanchored exploratory lens [19]. Interpretive descrip-
tion’s value lies in the applicability of findings to clinical 
practice, offering purpose-specific knowledge to a predeter-
mined field. For the purposes of this study, data about survi-
vor perspectives and experiences with cancer and the SCSC 
Clinic is directly applicable to the SCSC. These findings will 
form the basis of practical, evidence-based recommenda-
tions for the SCSC Clinic. Ethical approval was provided 
by the Sydney Local Health District Human Research Ethics 
Committee–CRGH (file number HREC/14/CRGH/23). All 
participants provided written, informed consent.

Participants

All participants were English-speaking cancer survivors who 
had attended the SCSC Clinic at least once. They must have 
been medical oncology or haematology patients who had 
completed primary treatment (surgery, chemotherapy, and/
or radiotherapy) with curative intent, and without evidence 
of cancer recurrence [16].

Procedure

Recruitment of participants occurred via electronic letters, 
printed posters, and individual contact with existing SCSC 
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clinic patients. FGs, involving between 3 and 8 participants, 
were set up and led by an experienced qualitative researcher 
and facilitator (HD) and first author (LO). All FGs were held 
in the SCSC cottage, Concord, NSW, Australia. The cottage 
provided a quiet setting, physically distanced from the Sur-
vivorship Clinic and chemotherapy day unit associated with 
survivors’ medical oncology treatment. Written informed 
consent and demographic data forms were completed before 
FGs started. FGs were semi-structured following a discus-
sion guide (Supplementary file 3) and ran for 30–60 min. 
The guide covered perceptions of first SCSC Clinic visit, 
SCSC services accessed, ongoing unmet needs, and change 
in needs over time. FGs were digitally audio-recorded and 
supplemented by notes taken by LO. Audio-recordings were 
transcribed verbatim by LO. FGs continued until thematic 
saturation was achieved; no new themes arose for two con-
secutive FG. No repeat interviews were carried out. Tran-
scripts were not returned to participants for comment and/
or correction.

Data analysis

Participant demographics were summarised descriptively. 
FGs were analysed through interpretive description using 
a Framework approach. The Framework approach, summa-
rised in Table 1, involves simultaneous data collection and 
analysis; researchers LO and HD independently, then col-
laboratively coded transcripts to develop a matrix of themes 
(Supplementary File 2), which were reviewed with data from 
subsequent FGs [20].

Minimising biases

To enhance the validity of findings, the following steps were 
taken to minimise bias. LO created memos to summarise 
impressions before and after FG discussions. Verbal debrief-
ing occurred between LO and HD directly after FG and dur-
ing transcription review. The coding framework was devel-
oped iteratively, involving multiple researchers, and coding 

undertaken by multiple researchers. Verbatim quotations 
from participants were used to demonstrate relationship 
between themes and participant’s own words.

Results

We recruited 26 participants with a mean age 60 years (range: 
44–82) and a mean number of four visits to SCSC clinic (range: 
1–15, standard deviation: 4). Most were female (n = 20, 77%), 
born in Australia (n = 14, 54%) with breast cancer diagnoses 
(n = 16, 62%). They participated in a total of eight FG. Patient 
demographics are summarised in Table 2.

We identified four major themes from FG: (i) perceptions 
of the SCSC clinic; (ii) patient-centred care; (iii) adjustment 
to illness; and (iv) external supports and resources. Themes 
are summarised in Table 3. Each theme is described below 
with key quotations summarised in Table 4 and in-text quo-
tations accompanied by participant identification numbers.

Theme 1: perceptions of SCSC clinic

Participants were unsure what to expect at their first SCSC 
clinic visit, recounting feeling overwhelming “bombard-
ment” (P18) of information. The optimal time to move to 
the SCSC clinic after treatment varied, with some indicat-
ing feeling unable to engage with SCSC staff soon after 
treatment. Others felt prioritised within the patient-centred 
structure that provided time and privacy to interact with each 
MDT member. However, participants expressed disappoint-
ment with the unclear conclusion to the initial clinic visit. 
The clinic’s proximity to the chemotherapy suite was unde-
sirable given the negative associations many participants 
developed during their treatment.

Participants expressed overwhelming praise and gratitude 
to the multidisciplinary clinic team. They appreciated the 
“family” (P19) atmosphere from staff who “understand you” 
(P14) and ask “all the right questions” (P13), whilst alluding 
to the value of deeper “intrinsic bonds” (P23) formed with 

Table 1  Description of the Framework approach [21]

FG focus groups, SCSC Sydney Cancer Survivorship Centre

Stage of Framework approach Researcher action

Familiarisation of content Independently read FG transcripts
Establishing thematic frameworks Independently coded the major themes from transcripts, then collaboratively discussed them to establish a 

common thematic framework that reflected the overarching aims of the study
Indexing Using the framework, transcripts were re-read and coded into categories encapsulating the core concepts 

discussed in the FG: (i) perceptions of SCSC Clinic, (ii) patient-centred care, (iii) adjustment to illness, 
(iv) external supports and resources

Tabulating Themes were tabulated into matrix format, which included sub-themes and descriptors
Mapping and interpretation Interpretive description applied to FG data within the thematic matrices, with inter-theme connections 

developed and refined
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other survivors. Participants particularly valued the exercise 
physiologist’s expertise, noting the importance of advice on 
physical capacity by “someone knowledgeable about the sur-
gery” (P22). Seeing the psychologist at the initial clinic visit 
was more controversial, with some participants unprepared to 
face their psychological concerns at that time. Despite this, 
participants acknowledged the importance of meeting the psy-
chologist in facilitating future contact.

Participant evaluations of PROMs completed as part 
of follow-up were divergent. Some felt the PROMs were 

repetitive, “endless” (P22) and questioned “what the pur-
pose was” (P20). Others valued the forced insight; “it 
made you aware” (P19) about aspects of survivorship that 
would otherwise have remained unconsidered, enabling 
survivors to monitor their progress. Participants recalled 
multiple pathways to learning about the SCSC clinic, 
including medical oncologists, clinical nurse consultants, 
other SCSC services, and community programs; but most 
were referred by their medical oncologists.

Table 2  Focus group (FG) 
patient demographics

*Participants attending only 1 clinic visit had completed adjuvant chemotherapy within the past 6 months

Participant identi-
fication (ID)

FG Sex Age Country of birth Cancer diagnosis Total number of 
clinics attended*

1 1 F 58 Australia Pancreatic 6
2 1 F 75 Australia Breast 1
3 1 M 59 England Colorectal 1
4 2 F 60 Italy Breast 1
5 2 M 72 Lebanon Colorectal 8
6 2 F 51 China Breast 1
7 3 F 51 Australia Breast 1
8 3 M 49 Australia Colorectal 2
9 3 F 49 Macedonia Breast 1
10 4 F 50 Vietnam Breast 2
11 4 F 62 Australia Breast 1
12 4 F 62 Vietnam Colorectal 7
13 4 F 71 France Breast 1
14 4 F 60 Fiji Breast 1
15 5 F 60 Romania Colorectal 4
16 5 F 50 Serbia Breast 1
17 5 M 74 Australia Colorectal 7
18 6 F 50 Australia Breast 1
19 6 F 82 Australia Breast 1
20 6 F 52 Australia Breast 1
21 7 F 63 Australia Breast 14
22 7 M 59 Australia Colorectal 5
23 7 M 69 Australia Colorectal 15
24 8 F 44 Australia Colorectal 5
25 8 F 56 Australia Breast 5
26 8 F 65 Korea Breast 1

Table 3  Focus group themes for participant perspectives of SCSC clinic and survivorship needs

SCSC Sydney Cancer Survivorship Centre

Perceptions of SCSC clinic Patient-centred care Adjustment to illness External supports and resources

• First clinic visit
• Clinical team (staff)
• Social connection and inclusive 

understanding
• Questionnaires
• Clinic discovery

• Individualised care
• Quality of care
• Reassurance
• Technological assistance
• Navigation of services

• Processing of cancer and changing 
mindset

• Short-term and long-term needs

• Role of the caregiver
• Role of the General Practitioner
• Survivorship services
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Table 4  Key participant quotations for major coded themes

Coded subthemes Participant quotations

Theme 1—perceptions of the SCSC clinic
  First clinic visit
    • Clinic experience

“It was too early … they wanted to help me and reach out but I wasn’t ready for it … I just 
wanted to heal and have peace” (P18)

“It was a bit of an information overload … I was a bit overwhelmed” (P9)
    • Clinic structure “I was the centre of attention, and it wasn’t about me imposing on them, but it was them seeing 

how they could look after me” (P23)
“I’d seen everybody, but everyone was gone, which was the disappointing thing. There was no 

one to sort of finish off that whole, tie that whole process together” (P8)
    • Clinic location “I was just having flashbacks, and unless I had to be in that space [proximity to chemo-suite] … 

I don’t want to associate” (P20)
  Clinical team (staff) “I was just so impressed because they made it so easy. That was my first experience of having 

everything under the one roof, and having all these people available to me. It was so support-
ive; it was just amazing” (P21)

“There is no way I would’ve been as well as I am if I hadn’t seen the dietitian and exercise 
physiologist” (P20)

  Social connection and inclusive understanding “it's only someone who's been through it really understands you; even the closest family mem-
bers, unless they've been through it, do they really know what you're going through?” (P05)

“We don’t talk about cancer really … there are things that we don’t need to say because we 
understand each other, whereas out there it’s not quite the same” (P21)

  Patient-reported outcome measures “Do these forms have to be filled out so regularly? … I feel like, oh my goodness, these forms 
again!” (P25)

“You need to know that … that all of those things have been addressed” (P23)
  Clinic discovery “[Medical oncologist] suggested that I come to the Survivorship Clinic” (P9)

“I went through the Concord Cancer Centre, so part of the procedures” (P11)

Theme 2—patient-centred care
  Individualised care
    • Regularity of follow-up

“The meetings every 3 months are very important … if it’s too far, then you get complacent … 
but if it’s every 3 months, it keeps you vigilant” (P5)

    • Fear of shaming “I feel like I’m getting into trouble. I feel like I’m getting schooled” (P24)
    • Control “I find the one thing is my independence … I’m used to being in control. Even now, I sort of like 

to be involved” (P19)
“There's kind of so much information coming, for me at least,

    • Timing of services in that short space of time, 6 months, there was so many things to do – there were side effects I 
was trying to understand, and who was going to look after me – I was kind of in a little bit of a 
blur” (P16)

"that was a big, confronting thing—to think that I might need a psychologist" (P01)
    • Accessibility “As far as what is on offer, it is basically for retirees … I’m sorry, just because you’ve had can-

cer, or you have got cancer, doesn’t mean you don’t work” (P1)
"It's more what's available, and you're not totally cut off … the fact that I know they exist, and 

I have met the people, and I could just ring them up and start off if they want me to is good" 
(P11)

  Quality of care “It does the job that I need … I don’t see it as being deficient in any way” (P5)
“Holistic approach to a person after they’d had treatment, and support, and learning to take care 

of ourselves … I was very impressed with the team of people” (P13)
  Reassurance “If there’s anything going on, you’re going to know about it … it’s reassuring because some-

times you just sit there in a quiet moment and wonder if you’re ok” (P5)
“It was more that reassurance … I just needed someone to say to me ‘you're ok, your body has 

recovered now’” (P9)
  Technological assistance “Why don’t you organise Skype discussions? Or tele-conferencing? … and if it transpires that 

you have issues that need to be handled personally, then you make a visit personally” (P15)
  Navigation of services “I had to wrap my head around what things were about” (P16)
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Theme 2: patient‑centred care

The diversity of patient experiences at the clinic high-
lighted the importance of individualised, patient-centred 
care. Participants expressed a desire for greater control 
over frequency of follow-up, the clinic staff they saw, and 
greater flexibility of SCSC services for working survi-
vors. Specifically, the concern about follow-up moving 
from 3 to 6 months was underpinned by the desire for 
regular reassurance, being able to express their health 
concerns and gain “peace of mind” (P10) in the “safety 
blanket” (P20) of the clinic. Participants commended 
clinic recommendations as individually tailored survi-
vorship care plans that were specialised and superior 
to standard follow-up care. The need for greater use of 
technology to ease the travel burden for patients and to 
increase the efficiency of survivor-healthcare profes-
sional interactions were identified.

Theme 3: adjustment to illness

Participants unanimously agreed moving into the survivor-
ship phase (after primary cancer treatment was completed) 
necessitated a change in expectations of recovery, life priori-
ties, and management of existential threats. Lasting effects 
of treatment permeated all FG, with physical sequelae (e.g. 
chemotherapy-related side effects), anxiety about present 
and future function, and uncertainty about mortality worry-
ing all participants. Adjustment to survivorship was associ-
ated with variable symptoms and time-frames, with more 
persistent symptoms and longer-time frames manifesting as 
frustration with SCSC clinicians.

Much of the value in inter-survivor connections lay in 
shared stories of survivorship. These provided a barometer 
for recovery trajectory, normalising and validating survi-
vor difficulties and experiences. Participants articulated a 
personal “priority shift” (P12) subsequent to threatened 

Table 4  (continued)

Coded subthemes Participant quotations

Theme 3—adjustment to illness
  Processing of cancer and changing mindset “They sort of say to you ‘you’re going to go back to life as normal’, but that's just not true, and I 

wish they wouldn’t say that – I found it really annoying … it’s just not true” (P11)
“I’ve changed the way I think in my head, the way I think about life, about money; I didn’t care 

about any of this. All I want is peace and my health” (P20)
“Having your mortality threatened is such a big mental thing … takes away your sense of cer-

tainty … it takes a fair bit of getting your head ‘round all that” (P23)
  Short-term and long-term needs “In my mind it’s not as sharp … like should I be at work, should I be driving a car? Double 

questioning myself, double doubting myself all the time” (P18)
“My fingers and feet. It’s not just numb, it’s very painful … I got very depressed. I couldn’t sleep 

or eat … every medicine had a side effect; can’t sleep, constipation, nausea … I wanted to die 
inside but I couldn’t tell anyone” (P26)

“It would be good to talk about other things in our life … questions to cover that sort of perma-
nency, and I mention it because, I thought ‘how do I know [if] it’s relevant or not?’” (P15)

“You’ve got to think about performance at work, and at home, with family … it’s forever. It’s, 
‘yes, we’ve survived … for now’” (P18)

Theme 4—external supports and resources
  Role of the caregiver “My daughter came with me too … so she took notes, and she reminded me … of different 

things… asked questions … I was just focused on what they were saying and weren’t worried 
about writing it down” (P19)

“The biggest thing in my case like my wife, my children, my grandchildren, if they see me sit-
ting down moping and feeling sorry for myself, then they’re going to get down in the dumps, 
and that would really worry me. Then I would feel I’m letting them down, and they would get 
depressed as well” (P5)

“[Psychologically] it was very hard. But what made that harder was that I was worried that [my 
wife] was worried; it was affecting me because I knew she was being strong for me … it just 
added another layer of psychological stress” (P23)

  Role of the GP “If you have a good GP, it’s so important … [a] very good support thing to see my GP because I 
didn’t have the support group … I can talk to [him] because I’ve known him for so long” (P13)

“I feel like [communication between GPs and hospital staff was] not seamless. I feel like there 
are so many gaps, that we’re falling in between those gaps” (P16)

  Survivorship services “I [would] like to have the gym continued, to continue with it, because I finished with the gym 
and can’t go there anymore – they only give you a certain period of time” (P14)
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mortality, favouring self-fulfilment and self-actualisation 
over financial or material gains.

Theme 4: external supports and resources

Caregivers and partners were perceived to have contrast-
ing impacts on participants. Within the clinic, they supple-
mented survivor experiences and recall of content by note-
taking and reminding survivors of questions, enabling more 
authentic survivor engagement with clinic staff. Conversely, 
participants were acutely aware the burden their health had 
on their caregivers’ stress, feeling obliged to remain positive 
for their sake: presenting the caregiver conundrum.

General practitioner (GP) contributions to survivorship 
were inconsistent. Participants noted a lack of specialised 
oncological knowledge hindering GP’s capacity to help sur-
vivors. Breakdown in the continuity of care between hospital 
and GP care was a particular concern, whilst others appre-
ciated the time, trust, and GP’s superior knowledge of an 
individuals’ context.

Participants judged SCSC services associated with the 
clinic as extremely valuable in fostering inter-survivor rela-
tionships (through the cottage programs) and for receiving 
specialised care (e.g. in the gym). Greater support for these 
domains of survivorship care was considered important.

Discussion

We analysed cancer survivor perspectives on the SCSC 
Clinic and explored their unmet needs. Overall, participants 
were supportive and appreciative of the SCSC clinic and 
associated services. They valued the patient-centred, multi-
disciplinary approach to care that enabled them to navigate 
the physical and psychosocial issues encountered during 
survivorship.

Our findings confirm the clinic addresses the IOM’s rec-
ommendation for centralised, multidisciplinary approaches 
to long-term survivorship care [1]. Despite initial concerns 
about expectations and location, the SCSC Clinic has suc-
cessfully provided survivors with a specialised focal point 
for survivorship follow-up, circumventing the extant frag-
mented system. Survivors particularly valued the high-qual-
ity, holistic care received, addressing physical, psychologi-
cal, and social limitations of survivors. This contrasts with 
their perceptions of the generic healthcare received in the 
community, illustrating the value of specialised care in this 
high-need population.

Consistent with other studies, survivors valued the clinic 
for the reassurance it provided about their health status [13, 
14]. However, it has been suggested the emphasis on in-
person follow-up misleads survivors about optimal disease 

monitoring (i.e. not necessarily physical examination), and 
may increase anxiety and survivor dependence on health-
care professionals [22]. Dependence on healthcare profes-
sionals may reduce self-efficacy for survivors to engage in 
self-management of their health [4, 12, 13]. Balancing these 
conflicting needs presents a complex problem requiring fur-
ther investigation.

Our results support existing reports of long-term needs 
of cancer survivors. Our population reported persistent neu-
rological, cognitive, and psychological impacts of treatment 
into survivorship, corroborating Burg [4], Tanay [7], and 
Harrington’s [8] work regarding sustained treatment seque-
lae. Predictably, this impacted survivors’ quality of life and 
functional capabilities [3, 7]. Frustration with clinicians dis-
missing ongoing treatment-induced effects echo the find-
ings of Tanay [7]. Recognising the value of acknowledging 
symptoms and acknowledging the limitations of what can be 
done to intervene may reduce this frustration.

The psychological impacts of cancer diagnosis and sur-
vivorship are well established [3, 6, 12]. The reticence to 
talk with a clinical psychologist at the first clinic visit may 
have been due to participants early stage of survivorship and 
ongoing adjustment to illness. Although for some introduc-
tion to clinical psychologists during the first visit facilitated 
later contact, at a time survivors felt ready to address their 
psychological concerns.

Fear of cancer recurrence, reprioritised life values, and 
secondary cancer impacts on family were identified, and 
reflect and add to the wider literature [5, 11, 12, 14]. We 
explored the survivor-caregiver dynamic in greater detail 
than previous work. Our results indicate a bi-directional [5, 
11] impact of survivor and caregiver stress, suggesting the 
need for healthcare professionals to attend to both survi-
vor and caregiver psychological wellbeing and the complex 
interplay between them.

Our findings extend the work of McCaughan [6] and 
Connerty and Knott [12], providing further explanation for 
survivor interest in support groups. Beyond the increased 
understanding and normalisation of survivorship experi-
ences, inter-survivor relationships and shared experiences 
offered a reference point for recovery trajectory and were a 
source of genuine empathy. This validated survivors’ expe-
riences beyond what non-survivor family and friends could 
provide.

GP involvement was highlighted as a positive, with 
patients wanting involvement of GP’s who knew them well, 
but they also expressed frustration with GP’s limited cancer 
knowledge. Better quality and more frequent communica-
tion between specialists and GPs, and improved GP cancer 
education, were emphasised. Use of technology, specifically 
tele-health, was raised as a means of reducing travel burdens 
for survivors in follow-up care, whilst maintaining the reas-
surance of regular monitoring. Integrally, tele-conferencing 
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may indirectly enhance patient autonomy by encouraging 
patient education for physical signs and symptoms of disease 
recurrence [13]. Interestingly, in response to the COVID-
19 pandemic, the SCSC clinics rapidly transitioned to tele-
health consultations in March 2020, incorporating electronic 
PROM collection to facilitate MDT member knowledge of 
survivor symptoms. This transition demonstrates the fea-
sibility and acceptability of telehealth in this setting and 
presents a viable, long-term initiative for change.

Implications and recommendations

Exploring survivor experiences and needs at the SCSC 
Clinic is integral to continuous quality improvement in 
delivery of long-term survivorship care. Our results con-
firmed and augmented existing survivorship literature, and 

have been synthesised into recommendations to improve 
SCSC clinic care outlined in Table 5. The recommendations 
have been categorised as those able to be implemented in 
the short or long term, as well as by the projected resources 
required to implement each (low versus high). High resource 
recommendations are those requiring systems change, longer 
planning, and more time to set up and implement.

Limitations

This qualitative study was limited by participant demograph-
ics which favoured female, breast cancer survivors born in 
Australia, and is particularly pertinent given the diversity 
in survivor needs relative to their cancer diagnosis [4]. A 
further limitation is the self-selection bias in FG participa-
tion. It is possible the cohort of participants did not reflect 
the opinions of the majority of survivors, rather representing 

Table 5  Recommendations for Sydney Cancer Survivorship Centre clinic improvements

Classification of low and high resource recommendations was based on assumptions regarding resources (staff, Information Technology, policy 
change, etc.) required to implement them in practice

Time frame Resources required 
for implementation

Recommendations

Short term Low - Provide information to survivors about what to expect during the first clinic, e.g. provide an A4 summary 
sheet and/or short video of how the clinic runs

- Survivors should be advised to bring a friend or family member (i.e. caregiver) with them to clinics
- An individual (e.g. final team member seeing a survivor or the Survivorship Nurse Consultant) should (i) 

verbally inform survivors they have seen every team member and their clinic review is complete; (ii) pro-
vide the follow-up plan, including recommended dates; and (iii) answer remaining questions

- Communicate to survivors the purpose and value of discussing symptoms (i.e. acknowledgement is impor-
tant even if treatment not available)

- Better clinician communication of interventions available to mitigate effects of long-term treatment sequelae 
(e.g. peripheral neuropathy)

- Use of patient connect services to link people recently completed treatment to longer-term survivors for 
support

- Educate survivors and caregivers regarding the interaction between each of their feelings of stress
- Advise caregivers to be aware of their own mental health and wellbeing, and to seek professional help if 

required
High - Provide annual feedback to survivors and GPs on their PROMs

- Feedback should include individual progress, change in symptoms, mood and health
- Access to stories from other survivors with similar diagnosis, age, and sex about comparative recovery 

trajectories (e.g. video interview)
- Make it clear to survivors that, based on needs assessed in follow-up clinics, access to additional MDT 

members beyond the medical oncologist and clinical nurse consultant is available
Long term Low - Telehealth (i.e. video) consultations for longer-term clinic follow-up based on survivor preference, symptom 

profile, and needs
- Introduction should follow a period of in-person clinic reviews, during which survivor education and confi-

dence regarding symptom recognition and self-examination are developed
- Improve communication between the SCSC clinic and GPs of survivors about individuals’ health, progress, 

and plans
High - Alternate locations for the SCSC clinic to distinguish it from chemotherapy treatment

- Increased allocation of resources to the adjunctive SCSC clinic services, including the gym and cottage
- Increase total capacity of each service to accommodate a greater number of survivors, length of time survi-

vors may access the service, and increase service hours to accommodate working survivors
- Greater community education about cancer-specific needs and capabilities, specifically for GPs and personal 

trainers at community gyms, should be supported with information seminars run by the SCSC clinic MDT 
members
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the extremes of opinion, both good and bad, about the SCSC 
clinic. The majority of the participants had experienced the 
initial clinic only and their views may differ from those 
receiving longer-term follow-up in the SCSC clinic. Par-
ticipant responses included their experiences during the 
active treatment period and other SCSC services (e.g. cot-
tage activities, gym) and were not exclusive to the SCSC 
clinic. Whilst difficult to measure, the engagement of an 
experienced facilitator, use of semi-structured focus group 
discussion guide, adherence to iterative methods, and self-
reflection on biases through memoing pre- and post-data 
analysis were integral to mitigating biases, thus improving 
the accuracy, reliability, and generalisability of findings.

Future directions

Future research should seek to recruit a sample of survi-
vors more reflective of the tumour groups attending SCSC 
Clinic and those who have attended SCSC clinic for longer 
follow-up periods to observe temporal changes in needs 
and explore their congruence with the SCSC clinic’s MDT. 
Other research questions include the exploration of diagno-
sis-specific survivor needs, and the relevance of this clinic 
model to adult survivors of paediatric cancer.

Conclusions

Our dual aims were to explore cancer survivor experiences 
and perceptions of the SCSC clinic, and identify their unmet 
needs. Positive participant experiences indicate the success 
of the SCSC clinic in centralising and delivering holistic, 
long-term survivorship care. Recommended improvements 
address survivor concerns about the clinic and their unmet 
needs, and include ensuring continuity of care with GPs, and 
managing survivor expectations of the clinic. Participants 
value inter-survivor shared experience and recognise bidi-
rectional survivor-caregiver stress. This model of care pro-
vides an approach able to achieve the IOM recommendations 
regarding provision of efficient long-term survivorship care.

Supplementary Information The online version contains supplemen-
tary material available at https:// doi. org/ 10. 1007/ s00520- 023- 08102-w.
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