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Abstract 

 

Purpose Although advance care planning (ACP) is recognised as integral to quality cancer care, it 

remains poorly integrated in many settings. Given cancer patients’ unpredictable disease trajectories 

and equivocal treatment options, a disease specific ACP model may be necessary. This study examines 

how Australian cancer patients consider ACP. Responses will inform the development of an Australian 

Cancer Centre’s ACP programme.  

Methods A constructivist research approach with grounded theory design was applied. Eighteen 

adults from lung and gastro-intestinal tumour streams participated. Participants first described their 

initial understanding of ACP, received ACP information, and finally completed a semi-structured 

interview assisted by the vignette technique. Qualitative inter-rater reliability was integrated. 

Results Participants initially had scant knowledge of ACP. On obtaining further information, their 

responses indicated that: For cancer patients, ACP is an individualised, dynamic, and shared process 

characterised by myriad variations in choices to actualise, relinquish, and/or reject its individual 

components (medical enduring power of attorney, statement of choices, refusal of treatment certificate, 

and advanced directive). Actualisation of each component involves considering, possibly conversing 

about, planning, and communicating a decision, usually iteratively. Reactions can change over time and 

are informed by values, memories, personalities, health perceptions, appreciation of prognoses, and 

trust or doubts in their substitute decision makers. 

Conclusion Findings endorse the value of routinely, though sensitively discussing ACP with cancer 

patients at various times points across their disease trajectory. Nonetheless, ACP may also be 

relinquished or rejected and ongoing offers for ACP in some patients may be offensive to their value 

system.   
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Understanding how cancer patients actualise, relinquish, and reject advance care planning:  

Implications for practice 

 

Background 

Advance Care Planning (ACP) is a process of reflection and communication in which a capable person 

makes decisions related to future health and/or personal care in the event that they become incapable of 

giving informed consent [1]. Advance Care planning can take many forms and in the state of Victoria, 

Australia, may include the following components: Medical Enduring Power of Attorney (MEPOA)
1
, 

Statement of Choices
2
, Refusal of Treatment Certificate

3
, and/or an Advanced Directive (AD)

4
.    

Although ACP is recognised as integral to the provision of high quality cancer care [4, 5], it 

remains poorly incorporated into the routine care of cancer patients. In a study of American patients 

with incurable pancreatic cancers, only 15% of 1186 people had ADs in their medical records [6]. 

Furthermore, a retrospective analysis exploring completion of “do not resuscitate” (DNR) directives of 

206,437 American cancer patients found that 63% of the inpatient adults with capacity (53% of DNR 

deaths) and surrogates of 95% of those who lacked capacity (34% of DNR deaths) signed DNR orders 

on the day of death [7].  

In Australia, a single randomised control study of 309 participants confirmed the efficacy of 

ACP in elderly inpatients with various diagnoses during a hospital admission [8]. Compared to 

standard care, patients who received a facilitated ACP intervention were more likely to have end-of-life 

preferences known and respected (86% intervention group patients who died versus 31% in the control 

group, p<0.001), patients and family were more satisfied with care (p<0.001), and family members 

reported less anxiety (p=0.02) and depression (p=0.002) after patients’ deaths. It is unclear whether 

these findings transfer to Australian cancer patients with a wider age range, unpredictable disease 

trajectories, and equivocal treatment options. Patients with advanced cancer vary in their willingness 

                                                 
1
 A MEPOA is a legal document where an individual (the ‘donor’) appoints another person (the 

‘agent’) to make decisions about medical treatment on their behalf in circumstances when the donor 

becomes incompetent and  is unable to make decisions for themselves due to accident or illness 

resulting in incapacity [2].  

2
 A Statement of Choices provides specific information related to a person’s wishes and values [3]. 

3
 A Refusal of Treatment Certificate applies to the refusal of a medical treatment for a current condition 

and not to an illness / condition that may occur in the future. It does not allow for the refusal of 

palliative care [2].  
4
 An advance directive (AD) is typically defined as a document which is created by a person while they 

are competent, that defines the medical treatment that the person wishes to refuse should they become 

incompetent in the defined circumstances [2]. 



Advance care planning with cancer patients 4 

and desire to engage in ACP discussions [9-11] and often refuse to participate in ACP research [12, 

13]. Low ACP uptake in cancer patients may also relate to poor understanding of treatment intent: 

Some misinterpret palliative treatment as potentially curative [14] and have unrealistic survival 

expectations [13].  

 A qualitative study of 22 cancer patients in the United Kingdom highlighted that, cancer 

patients commonly consider ACP but prefer discussions well into their illness trajectory, across 

multiple occasions, and when initiated by skilled professionals who treat them as individuals [12]. 

Whilst ACP enhances a sense of control [12], it can negatively affect patient-doctor relations [12], 

either annihilate [12, 13] or encourage hope [15], and should be reviewed on a regular basis [12]. In a 

study exploring the views of 25 lung cancer patients and 19 family members, patients wanted to “carry 

on as normal” and “maintain integrity”, rather than focus on end-of-life care preferences [16].  

The American Society of Clinical Oncology recommends oncologists initiate individualised 

ACP assessments throughout the illness course and not simply at end stages [17], offering regular 

reviews when health circumstances change. However, cancer patients may be reluctant to initiate ACP 

discussions with oncologists: “you go to the oncologist to be cured, not to be buried” [10]; may want 

physicians to kick-start conversations or prefer discussions with unfamiliar physicians, such as the 

admitting doctor [18]. Systematic reviews highlight that clinician-initiated [19] and multiple ACP 

discussions [20] lead to higher AD completion rates. Discussions should be timed to follow adjustment 

to the diagnosis [21], recognise the capacity to integrate hope with truthful communication [21, 22], 

and accommodate the preferences of those from culturally and linguistically diverse backgrounds [23]. 

Additionally, tailoring ACP programmes to the needs of cancer patients and their oncologists may lead 

to more meaningful and acceptable conversations, thus enabling consideration of individual cancer 

trajectories and treatment complexities [24, 25].  

 This study aimed to further an appreciation of how cancer patients consider ACP so that 

patients’ responses could inform the development of an ACP programme in an Australian Cancer 

Centre. 

Methods 

This constructivist research draws on the Medical Research Council framework [26] for the 

development and evaluation of complex interventions. Constructivism focuses on the role of ideas, 

norms, knowledge, and culture in an individual’s construction of social experiences [27]. The research 
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approach used grounded theory [28] and the vignette technique. Vignettes are “short stories about 

characters in specified circumstances, to whose situation the interviewee is invited to respond” [29]. 

They are useful in exploring potentially sensitive topics [30], allow greater control over interactions, 

and enable participants to determine when and if they introduce personal experiences.  

A research advisory group (oncologist, palliative care physician, ethicist, consumers, and 

clinical psychologist) supported development and piloting of research material (vignettes) and 

recruitment strategies. The four vignettes reflected patients at different cancer stages, with varying 

degrees of ill health, symptoms, and cognitive involvement (See Appendix 1). Ethics approval was 

gained for the study. 

Participants 

Participants were from the lung and gastro-intestinal tumour streams, over 25-years-old, sufficiently 

proficient in English and judged by clinicians as suitable for the study. Those with a < 4 week 

prognosis, Eastern Cooperative Oncology Group score of 4, and cognitive impairment (≤ 22 Mini 

Mental State Examination) were excluded. Background data was obtained from interviews and 

patients’ files.  

Procedure 

Participants were approached by the Principal Investigator in person or by telephone. Sampling was 

theoretical [28] and extended to those thought able to share varied perspectives about ACP during 

March-August, 2012. Ongoing sampling occurred until findings were saturated. Stages following 

recruitment included: exploring initial understanding of ACP; providing information on ACP; and 

meeting with researcher to read vignettes and complete a semi-structured interview (Table 1). Mean 

interview times were 69 (SD 14.3) minutes (range, 43 to 95 minutes).  

Analysis 

Analysis was cyclic and included: inductive coding; condensing comparable codes into researcher 

created categories; condensing comparable categories into themes; and creating a theoretical statement 

of findings. The second author transcribed interviews and conducted initial data analysis, assisted by 

data management software [31]. Three further authors provided qualitative inter-rater reliability [32] 

through reading interview transcripts and verifying or extending the analysis.  

Results  

Twenty-nine patients were approached, considered participation, and were given consent forms. Six 
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“declined” when followed up: 5 were too unwell and one did not return calls. Five withdrew following 

discussion and receiving ACP information. Family (4) or medical staff (1) reported they were unwell or 

unavailable. Characteristics of 18 participants who gave informed consent and completed interviews 

are in Table 2. Some participants, who expressed occasional distress during interviews, were offered 

additional support.  

Interview analysis yielded 953 codes and 13 categories. Coding and category development are 

illustrated in Tables 3 and 4. Table 4 also presents examples of participants’ statements which informed 

categories. Comparable categories were condensed into three themes, denoted by A-C (Table 4). 

Participants also made suggestions for offering ACP to cancer patients which were summarised (Table 

5). 

Theme A: ACP remains poorly understood and individualised 

Initial exploration of participants’ understanding about ACP indicated vague or no direct knowledge. 

Seven guessed or assumed it was planning for future illness stages and one defined it as outpatient 

follow-up. 

After receiving further information, participants’ reports suggested they varied considerably in the ACP 

components they had already conceptualised and completed. They expressed interest in diverse aspects 

including MEPOA, organ donor status, preparing memorials, eulogies, and planning for dependents’ 

care. One participant differentiated health related ACP from personal “bucket list” plans. Some 

believed planning for their funeral would support their bereaved while others did not want to “dictate 

from the grave”. 

 Participants also differed in views about tolerable levels of debility and acceptability of life-

prolonging treatment. Younger participants with dependent children considered more life-prolonging 

treatments (see Table 4, A4). Others did not want life prolonged if they lost consciousness, the ability 

to communicate, had uncontrolled pain, burdened family or society, or had scant hope of improvement. 

One 60-year-old female
5
, however, said that her daughter lived abroad and added, “I would like to wait 

for her to come and (for doctors to) prolong my life but if she was here then of course I prefer not to 

extend my life artificially.” 

                                                 
5
 Ages and genders are stated to indicate the different participants (there were no patients with same 

age and gender).  
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Some participants were already recipients of palliative care services whilst others questioned 

what it involved. Many expressed a desire for death at home, yet others were open to inpatient care. 

One young mother planned hospice care to maintain dignity, concerned about burdening her family 

with care needs. Others were aware of potential end-of-life challenges but not ready, wanting, or able 

to make related decisions, even when living with advanced illness, possibly because the potential 

illness course was unknown. 

Theme B: ACP is dynamic and shared 

ACP is a dynamic process of actualising, relinquishing, and /or rejecting its specific components (Fig1 

Patients reactions to ACP). Actualisation means that participants may: conceptualise an ACP 

component, consider and possibly talk to others about it, plan, and communicate decisions. Alternately, 

some reject
6
 or delay ACP, or decide on one or two components and not consider or relinquish

7
 others. 

A 67-year-old male explained that, “it’s up to a doctor to decide whether the medical outlook is that 

you can be resuscitated”. ACP could also be totally relinquished. One 58-year-old Chinese male stated: 

“I haven’t thought about (ACP) because naturally (children) … take care of the parents … that’s what 

they are bringed up with”. Over two thirds of participants suggested that they would want to be able to 

change ACP decisions.  

 Participants welcomed ACP as part of routine care but often wanted to consider different ACP 

components at various times. A 49-year-old female currently organising end-of-life care said that she 

did not want to consider ACP when initially diagnosed stating, “It’s not something you’d want to dwell 

on while you’re enjoying the day to … think about cancer, cancer, cancer all the time”. Despite having 

appointed a MEPOA, some wanted to delay treatment and end-of-life care decisions until their 

conditions became more advanced. Sensitivity to family or friends’ reactions was important when 

timing conversations, as a 63-year-old male reported:  

‘My friend (MEPOA) is also very optimistic … I’m probably a bit more kind of realistic … it’s 

that balancing of not wanting to sort of pop the balloon of optimism … by focussing too much 

on what can go wrong.’ 

Many described ACP as an iterative process as they considered their priorities, values, and 

futures. The 63-year-old male said that thoughts about his funeral, “come to the fore and to the back of 

                                                 
6
 To refuse to engage in all or some of ACP components and decisions. 

7
 To consciously hand over ACP decisions and / or have an expectation that others will assume ACP 

decisions on their behalf  
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your mind as you think of the remote chance (for remission)” and described his fear and hope as a 

“competition” and “contradiction”. Contradictory remarks were also made with regards to health and 

ACP decisions (Table 4, B2). A well-educated 67-year-old patient said that he had. 

‘some cells, … in one vertebrae and the liver and a couple of cells somewhere in the head. 

(later) What am I going to do if … the cancer is spread everywhere and it’s in my brain?” 

(later) I’m not terribly worried about my cancer, what does worry me is the possibility of 

getting some other disease … that will make me seriously ill or kill me, … or even another 

cancer.’ 

Participants discussed consulting, sharing, and informing others about their ACP decisions in 

varied ways, with conversations being spontaneous or planned, and decisions verbalised or written. A 

number described how they were happy to discuss different components with different people and 

many favoured ACP discussions with someone specifically trained. Two stated that they hadn’t 

intended discussing ACP with family or health professionals but the interview had changed their mind. 

Theme C. Biopsychosocial and metaphysical informants of ACP 

Many participants were not religious, and only occasionally specified how spiritual and cultural 

backgrounds affected their ACP. One participant’s Scottish heritage prompted her request for mirror 

coverings upon death, and another associated Protestantism with desiring a low cost funeral. Two 

perceived that their ACP decisions contradicted their backgrounds: a Christian did not want life 

extended “at all costs” and a Muslim wanted cremation rather than burial. A Buddhist was also not 

concerned about what happened after her death. Alternately, a Christian emphasised that religion was 

fundamental to his request that treatment not shorten his lifespan (Table 4, Category C1).  

Participants’ backgrounds prior to and since diagnoses influence ACP. Positive memories of a 

mother’s end-of-life care triggered one participant’s plan to request palliative care but uncomfortable 

memories of family members’, friends’, and acquaintances’ advanced illnesses and comparable media 

reports also resulted in other participants not wanting to consider life-extending treatment when 

seriously unwell.  

 Most considered families’ and/or friends’ welfare when considering ACP. Concerns were 

expressed about physically or financially burdening family, and “wasting” health resources if unlikely 
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to improve. Others wanted life prolonged to remain alive with young family, even if this was “semi-

selfish” (Table 3).  

Personality, including adjustment and coping styles may affect decisions, their timing, and 

accompanying emotional reactions. Staying positive and “not giving up” was sometimes associated 

with delaying ACP or planning to not think about death until the “time comes”. These patients, 

nonetheless, may also make fleeting comments to family members about their wishes. A self-described 

“realist” said that if her illness progressed she would hope for the best but plan for the worst. 

“Laziness”, distractibility, and fatalism were also mentioned as reasons for not proceeding with ACP. 

Participants also considered life prolonging treatment when wanting to reach personal milestones, such 

as a 50
th

 birthday, and two were concerned that communicating ACP decisions would threaten cancer 

treatment.  

Approaching specific ACP components can be difficult, distressing, and/or helpful. A 59-

year-old male stated:  

(I want) to be cremated and preferably if the ashes could be spread …beyond the bay 

… classical music … it’s a fantasy … (which) nurtures the values that I have … the essence of 

life that I look forward to. … The very thought is always very nourishing.  

Illness uncertainty either triggered participants’ ACP or justified its delay. Some excused their 

delay of ACP by commenting on their perceived good health and prognoses, including the 67-year-old 

male mentioned earlier who described his metastatic illness and made contradictory statements about 

neural involvement. 

While most believed that their informal and professional carers would enact their wishes, 

occasional doubts were expressed (Table 4, Category C6). The 63-year-old male was “anxious” about a 

possible “gap” between desired end-of-life care and “the value judgement of a health care professional 

about what they can do”. Some also wanted family to make their life-prolonging treatment decisions in 

consultation with health professionals (Table 3). 

Given the saturated findings, a “substantive grounded theory” [28] is proposed to explain how 

a cohort of Australian patients living with life-threatening cancer respond to ACP: ACP is an 

individualised, yet dynamic and shared process in cancer patients’ minds, discussions, and actions. It is 

characterised by variations in actualising, relinquishing, and/or rejecting its individual components. 
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The actualisation of each ACP component involves considering, possibly conversing about, planning, 

and communicating a decision usually in an iterative manner. Reactions to ACP are informed by: 

family, community, and metaphysical values; memories; personalities; health perceptions, and trust or 

doubts in their family and broader social and health care networks. Individual approaches to ACP, 

related decisions, or avoidance of ACP can change over time. 

Discussion and implications for practice 

 

These results suggest that Australian patients living with incurable cancer may respond to ACP in 

myriad ways (Table 5). It supports previous findings that cancer patients widely vary in wanting to 

engage in ACP [9, 12, 16] but may welcome discussions [33, 34]. If poorly timed, the experience may 

reduce personal integrity [16] and positivity [9]. Participants occasionally doubt that their wishes will 

be enacted [33] but trust medical carers to make decisions on their behalf if needed [9]. Cancer patients 

often find it difficult to make decisions without adequate knowledge of their likely prognosis, the 

process of deterioration, options for place of care, and future healthcare choices [9]. For some, 

decisions are also affected by memories of illness and concerns for the welfare of their family [9, 16]. 

Patients also often want to consider different ACP components at different points in their illness 

trajectory rather than as a single event or a series of closely timed discussions, as can occur in ACP 

research [8]. Despite occasional distress, many outlined the interview’s therapeutic benefit. 

Our findings illustrate that patients require time and support in conceptualising ACP. Some 

continued to display a poor understanding of ACP, despite having been provided with written 

information prior to the interviews; suggesting that patients may require detailed verbal clarification of 

their understanding prior to and even following completion of discussions or documentation. These 

findings may imply poor overall general public awareness on ACP and  have significant clinical 

implications considering widespread national end of life initiatives that promote ACP. Thus the current 

emphasis on ACP for patients with advance illness within healthcare settings may be self limiting in its 

effect by delaying the introduction of this necessary but sensitive topic for consideration when patients 

are most unwell.  

Participants suggested that ACP should be promoted as part of “routine care” offered to all 

cancer patients (Table 5), and not introduced after significant health events, so as not to “scare 

patients”. This approach may address one of the main barriers to ACP, that is, an invitation to complete 

ACP signifies a limited prognosis or significant risk of health deterioration [34]. ACP programmes 



Advance care planning with cancer patients 11 

should offer easily accessible and varied information and educational materials to enable patients to 

decide when and if they would like to proceed with discussing various components of ACP. Patients 

may also sometimes want tailored advice in completing advance care plans including, which option is 

most appropriate for their circumstances at a particular time. 

 Participants’ views importantly illustrate how some patients may choose to not to discuss ACP 

or even relinquish decisions to others. In such cases, providing ongoing opportunities to consider ACP 

[16] could be viewed as insensitive and contrary to the patient’s autonomous choice [35]. Such patients 

are arguably making a self-determining “choice to not have to choose” [36], possibly expressing an 

identity that is rooted in family and social collectivist affinities [35] or a coping/adjustment style of 

“trying to keep positive”. When this occurs, practitioners must be mindful that patients and/or families 

still trust their opinions and may choose to rely on their expertise in the future to guide patient care and 

determine best practice [37]. 

 Some participants viewed their prognosis more optimistically than was likely realistic and 

made incorrect assumptions of the intent of their treatment. These may have been used to justify 

delaying ACP. A recent study of a cohort of 1193 patients with Stage IV lung or colorectal cancer 

found that, paradoxically, patients who reported higher scores for physician communication were at 

greater risk for inaccurate treatment expectations [38]. Findings also suggested that patients may 

perceive physicians as better communicators when they convey a more optimistic view of treatment. 

Cancer patients who overestimate survival are also more likely to seek  life extending therapy over 

comfort care [39] and their estimation may be influenced by their values, understanding, or even denial 

of illness [40]. 

Whilst cancer patients remain experts on their own preferences, the oncologist likely remains 

the authority on the possible illness course and treatment options [41]. Physicians, though, have been 

shown to lack skills in communicating prognosis and conducting ACP conversations [42]. A number of 

strategies to improve engagement, including competency training, the use of prompts, and checklists to 

assist with discussions have been recommended [41, 43]. Nevertheless, successfully engaging cancer 

patients in ACP is most likely to be influenced by whether discussions incorporate what is meaningful 

in patients’ lives [9, 16] and recognise patients’ need for significance, belonging, and connection with 

others when they are dealing with stressful diagnoses [44].  
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 Finally, this study reinforces findings on the dynamic process of decision-making in ACP, as 

participants described the need to change decisions over time, or made contradictory statements 

regarding their perceived health statuses and ACP decisions within interviews. Sudore et al. 

recommends that ACP be considered as a cyclic process which includes phases of contemplation, 

preparation, action, and maintenance [45]. We suggest that ACP is more of an iterative than cyclic 

process and includes options of relinquishing or rejecting decisions about its individual components. 

The oscillations noted as participants avoided or approached ACP also require further consideration. 

Patients with advanced cancer identify loss and grief as central issues [46] and, in contemplating ACP, 

cancer patients may grieve for their once healthy selves, family systems, and future hopes. 

Nonetheless, Robinson found that cancer patients can hope for a possible cure and more good times 

whilst still planning for end-of-life, as this helps them to keep living well [15]. The apparent 

inconsistent reactions in this study may similarly reflect participants’ efforts to continue to live a 

quality life. Sensitive accommodation of frequent contradictions is therefore needed in ACP 

interventions.  

Limitations and future research 

The small sample size and omission of non-English speaking and young participants excluded patients 

with additional insights. Whilst the vignette technique was helpful for most patients who found them 

personally relevant, one did not think they were appropriate to her cancer experience, one could not 

recall them, and another thought that they could be frightening. These findings and an evaluation of 

cancer patients’ carers’ views on ACP (ongoing) will inform an ACP intervention that will be 

examined in a Phase II feasibility study.  

Conclusion 

This study extends our understanding of how cancer patients consider ACP through illustrating the 

dynamic, individualised nature of actualising, relinquishing, or rejecting decisions over time, privately 

or with others. Participants endorsed routine discussions on ACP through individual negotiation to 

discern information needs and involvement preferences. ACP may still be acceptable to patients who 

initially reject it if the approach is reframed and incorporates key elements of sensitive communication 

as occurred in these guided interviews. However criteria for successful outcomes should include the 

choice not to discuss future care plans, recognising that offering ongoing ACP opportunities may be 

offensive to the value system of some patients.  
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Table 1 Interview guide* 

___________________________________________________________________________ 

Q1. Do you identify your own current situation with any one of the scenarios? 

Q2. At what point of your illness do you think you might want to have conversations about ACP?  

Q3. What areas of ACP are you particularly interested in and why? 

Q4. Some ACP documents ask patients to make decisions on starting or stopping treatments such as 

resuscitation, ventilation, antibiotics, and artificial feeding. How do you feel about making decisions 

about these issues at this stage? At another stage? 

Q5. What influences the choices you may make about decisions related to care at the end of your life? 

Q6. Having conversations on ACP can occur with your GP, treating doctor like …, or somebody who 

is trained. Who would you feel most comfortable having these conversations with?  

Q7. Do you think that you may change your mind about some of the decisions that you make in 

relation to your ACP over time? 

Q6. Do you think an ACP should contain any other specific contents / what sort of other issues do you 

think you may want to document on your ACP? 

Q7. Is there anything about completing an ACP that concerns you? 

Q8. What do you think of this approach of using scenarios of cancer patients in different situations to 

introduce ACP to cancer patients? 

Q9. Any other comments? 

Q10. How has talking about ACP been for you?  

___________________________________________________________________________ 

Prompts and additional questions were tailored according to responses 
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Table 2 Characteristics of Participants 

 

Participants (n = 18)  

___________________________________________________________________________________ 

Male: female    9 males: 9 females  

Mean Age     59 yrs (SD 6; range 44-67 yrs) 

Inpatients: outpatients  2: 16 

Diagnoses:    gastro-intestinal (10), lung (8) 

Time Since Diagnosis:    8 (< 1 yr)  7 (1-5yrs) 3 (> 5 yrs) 

Marital Status:    7 single/separated/divorced  10 married/defacto 

    1 widowed 

Education level:   6 Some secondary   1 Finished secondary 

4 Trade/college  5 Degree;    2 Masters/Phd     

Birthplace:    Australian (8); Taiwan/HK (2); Scotland (2); England (1);  

    USA (1); Poland (1); Holland (1); Spain (1); India (1) 

Place of interview  Hospital interview room (10); participant’s home (6) 
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Table 3 Illustration of textual coding and category development (Categories listed in Table 4) 

______________________________________________________________________________________ 

Text          Codes 

______________________________________________________________________________________ 

Interviewer (I): … resuscitation, ventilation, antibiotics 

and artificial feeding. How do you feel about making 

decisions about these issues at this stage? … 

M: If I was at scenario 4 (end stage cancer), not 3 

(advanced cancer), because 3 I believe there is still lots of 

hope even though its spread everywhere but you know 

miracle, miracles have happened you know there’s some 

great treatment out there … but scenario 4 if I was in that 

situation part of me would be saying I don’t want to 

burden my family and put my family through all that and 

part of me would be saying I want to be there for my 

family so its semi-selfish. It’s a very hard question to 

answer to be honest with you, … I wouldn’t want it to be a 

prolonged thing like months and months …. I would 

probably put my hands in the, and trust the, you know, my 

surgeon at the time, and, you know, whoever’s dealing 

with me at the time to make those decisions, but I would 

like my wife to be involved as well. Although I don’t want 

her to be in a position where she’s making decision … 

basically switch him off, on or off because I would hate 

her to have that decision because … it’ll eat her inside for 

many, many, years.  

 

 

 

 

 

If at scenario 1-3 would say prolong life 

as always hope (Informed Category A4) 

 

If at scenario 4 hard to decide about 

prolonging measures: burden or being 

there for family (Informed Categories C3 

& C4) 

 

 

Leave decisions to surgeon, carers & 

wife (Informed Category B4) 

 

 

Wants wife supported in decisions so 

doesn't eat away at her (Informed 

Category C3)  
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Table 4  Textual examples (italics) informing categories depicting participants’ perspectives about 

ACP*  

___________________________________________________________________________________ 

Categories     Text Illustrations   

___________________________________________________________________________________ 

A1. Vague or no knowledge of ACP 

before and, sometimes, during the 

study. 

A2. Variations in needed ACP 

components  

 

A3. End-of-life care considered but 

seldom decided  

 

 

 

A4. Varied tolerations of treatment 

and debility  

 

B1. Actualising (conceptualising, 

considering, conversing, planning, and 

communicating), relinquishing, or 

rejecting decisions, and changing 

decisions, over time  

B2. Oscillations and contradictions 

 

 

 

B3. Informing about decisions in 

I suppose I do (have an ACP). I go to Peter Mac every month 

and that’s about it. … Just for check-ups to see how I’m 

going (female, 46 yo). 

No (doesn’t need an MEPOA) I would just leave the family 

sort of thing, you know like let them do it (male, 64 yo**) 

I want to die at home if possible but who’s going to look 

after me? I need to get that all sorted (but will not make 

treatment decisions yet because) I feel I’m still going to have 

a life yet, for another good few years (female, 57 yo with 

advanced lung cancer) 

I want everything possible to keep me going … living off a 

machine or being in a wheelchair those things are nothing to 

me, I’d much rather be alive (male, 44 yo) 

I might change my mind (about ACP decisions) because we 

hang onto life because I think as long as I can feel I can have 

emotions I may decide to live, even if I suffered (female, 60 

yo) 

 

 

(After stating she did not want to live with advanced cancer) 

The reason I’m determined to try nearly every treatment, I 

want to see my … grandchildren grow up, our daughter’s 

getting married …” (female, 63 yo) 

… especially when there are emotional issues on the table, 
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myriad ways 

 

 

C1. Spiritual and cultural factors: only 

occasionally important 

 

 

C2. Pre and post diagnosis memories 

affect ACP 

C3. Family and community values  

influence ACP 

C4. Personality influences ACP 

 

C5. Health perceptions affects ACP  

 

 

C6. Trust and doubts in families, 

health carers, and institutional systems 

 

… there’s many opportunities for miscommunication so I 

think the safest way to go is probably by documenting things 

(female, 53 yo) 

I would not want my life cut off because I’m in so much pain 

for instance and you know I was still breathing by myself … 

because my last breath is not up to anyone except the Lord 

(male, 59 yo) 

She (mother) want to keep on going but I’m not sure I like 

that way to be artificial fed … the injection … because it’s 

painful (female, 57 yo) 

I’m going to be laying there as a cabbage and have the kids 

come in and I don’t want this (male, 66 yo) 

You wipe your bum and hold your doodle when you have a, 

have a piddle. That’s when I don’t want to go on, when I 

can’t do that … what’s the point of going on? (male, 64 yo) 

I only have one lung now so … I can get the flu and die … I 

haven’t many options … and if it did come back … liver or 

brain … I definitely wouldn’t have treatment, … I know 

there’s not a lot they can do (female, 58 yo) 

I want cremation …(but) it might infringe the emotional … 

values with the rest of the family but I don’t want to impose, 

I just want to express my wishes (male, 59 yo) 

___________________________________________________________________________________ 

* The three category groups informed three themes, A, B, C as listed in the Results. 

** yo = years old 
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Table 5. Participants’ suggestions for offering ACP to cancer patients 

 

Introduction to ACP 

Important not to scare people, e.g. if introduced after serious operation 

ACP should be integrated as a routine “normal” process 

Be gentle and gradual  

Information provision 

Offer information booklets, guides, DVDs, pocket sized materials for participants for when 

they need to know and when they are ready. 

Do not overwhelm with too much reading material.  

Give ACP documents to people to “sit on” and personally decide when to consider further.  

Information about the illness’s possible course, possible treatments and their effects is needed 

to do ACP 

ACP discussions 

Different ACP components can be discussed with different people, e.g. legal matters with 

social workers. 

Keep ACP staff consistent so that participants do not have to repeat things. 

Only offer ACP if there are the staff resources available to assist; knowing someone is 

available for support if needed is also important.  

When the patient does not want to talk about ACP, approach the patient through the family. 

ACP can be done without help from the system: 

I understand the system is being considerate in taking the wishes of a person but 

suppose we didn’t have the conversations … in my case I think I would still have 

related to my family as to what my wishes would be … when I can’t respond so those 

things (male, 59 years old) 

Timing of Decisions 

There is a different “right time” for introducing people ACP to different people. Contrasting 

times were suggested, including on diagnosis, not early after diagnosis, after one has “come to 

terms with the diagnosis”, 6-12 months after diagnosis, before serious surgery, and “anytime”.  
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Figure 1 Patients’ reactions to ACP 
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Appendix 1 Information on Case Scenarios for Patients  

It is important to note that these scenarios are examples of imaginary cancer patients. They are not 

intended to represent your own condition or how your own illness may progress, though there may be 

similarities. Some people are comfortable talking about the issues that arise in the scenarios that you 

will be reading. It is also possible that these examples may make you feel uncomfortable. If so, please 

inform the researcher immediately and we can end the interview or provide support. You will be 

offered the opportunity to ask questions or obtain further support at the end of the interview. 

Case scenario 1 

You have been diagnosed with cancer in the last few weeks. At this stage, the cancer is limited to one 

area and has not spread. The diagnosis comes as a great shock to you and your family. 

You still feel well and are able to perform all your normal activities. You can think clearly and are able 

to continue working. Family and friends tell you that it is hard to believe that you have been diagnosed 

with cancer. You are waiting to be seen by a cancer specialist to discuss options for treatment of your 

cancer. You are planning to proceed with any treatment that is offered to you. 

Case scenario 2 

You have cancer that has spread from its original site. You have seen a specialist and have had one 

serious infection related to your chemotherapy treatment. You become very unwell and require 

admission to an intensive care unit. The doctors may plan surgery to remove the tumour if you show a 

positive response to chemotherapy. They explain that there are some risks associated with having 

surgery. This may include time spent in an intensive care unit under sedation.  

You feel tired following chemotherapy but otherwise feel reasonably well.  

Case scenario 3 

You have cancer that has spread to your liver and areas of your brain. You have completed standard 

chemotherapy and have now been offered a drug on a clinical trial. The oncologist has explained that 

this is experimental treatment. You occasionally feel confused and need some help with dressing and 

feeding yourself. The doctors are going to give you some radiotherapy to your brain and have said 

there is a slight chance of improvement in your condition. You are able enjoy time with your family 

and friends but get tired easily and have given up your job. You have no pain but have lost weight. 
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Case scenario 4 

 Your cancer is now very advanced. You have completed all available treatment to try and control the 

cancer and now spend increasing amounts of time in bed. You have pain that is controlled with regular 

medication. You sometimes feel sick or short of breath and also require medication for this. You are 

now eating and drinking very small amounts. The doctors have told you that you are very unwell. You 

have friends and family who are very supportive.   

 

 

 

 

 


