
 

 

 

 

 

 

 

University of Southern Denmark

Patient Preferences for Discussing Life Expectancy

a Systematic Review
Bjørk, Emma; Thompson, Wade; Ryg, Jesper; Gaardboe, Ove; Jørgensen, Trine Lembrecht;
Lundby, Carina

Published in:
Journal of General Internal Medicine

DOI:
10.1007/s11606-021-06973-5

Publication date:
2021

Document version:
Accepted manuscript

Citation for pulished version (APA):
Bjørk, E., Thompson, W., Ryg, J., Gaardboe, O., Jørgensen, T. L., & Lundby, C. (2021). Patient Preferences for
Discussing Life Expectancy: a Systematic Review. Journal of General Internal Medicine, 36(10), 3136-3147.
https://doi.org/10.1007/s11606-021-06973-5

Go to publication entry in University of Southern Denmark's Research Portal

Terms of use
This work is brought to you by the University of Southern Denmark.
Unless otherwise specified it has been shared according to the terms for self-archiving.
If no other license is stated, these terms apply:

            • You may download this work for personal use only.
            • You may not further distribute the material or use it for any profit-making activity or commercial gain
            • You may freely distribute the URL identifying this open access version
If you believe that this document breaches copyright please contact us providing details and we will investigate your claim.
Please direct all enquiries to puresupport@bib.sdu.dk

Download date: 23. May. 2023

https://doi.org/10.1007/s11606-021-06973-5
https://doi.org/10.1007/s11606-021-06973-5
https://portal.findresearcher.sdu.dk/en/publications/df9c867a-1114-4962-b5c8-dad92827792d


 1 

Patient preferences for discussing life expectancy: A systematic review  1 

Emma Bjørk1 MScPharm, Wade Thompson2,3 PharmD PhD, Jesper Ryg4,5,8 MD PhD, Ove Gaardboe6 2 

MD, Trine Lembrecht Jørgensen7,8,9 MD PhD, Carina Lundby1,2,3 MScPharm PhD 3 

1. Clinical Pharmacology, Pharmacy and Environmental Medicine, Department of Public 4 

Health, University of Southern Denmark, Odense C, Denmark 5 

2. Research Unit of General Practice, Department of Public Health, Odense C, University of 6 

Southern Denmark 7 

3. Hospital Pharmacy Funen, Odense University Hospital, Odense C, Denmark 8 

4. Department of Geriatric Medicine, Odense University Hospital, Odense C, Denmark 9 

5. Geriatric Research Unit, Department of Clinical Research, University of Southern Denmark, 10 

Odense C, Denmark 11 

6. Danish Society for Patient Safety, Frederiksberg, Denmark 12 

7. Department of Oncology, Odense University Hospital, Odense C, Denmark 13 

8. Academy of Geriatric Cancer Research (AgeCare), Odense University Hospital, Odense C, 14 

Denmark 15 

9. Institute of Clinical Research, University of Southern Denmark, Odense C, Denmark 16 

 17 

Correspondence 18 

Emma Bjørk, Clinical Pharmacology, Pharmacy and Environmental Medicine, Department of Public 19 

Health, University of Southern Denmark, J.B. Winsløws Vej 19, 5000 Odense C, Denmark 20 

(embjorkol@gmail.com, +4521227795) 21 

 22 

Manuscript word count: 3089 23 

Number of references: 67 24 

Number of tables: 1 25 

Number of figures: 3 26 

Number of appendices: 7 27 

Word count of abstract: 299 28 

Key words: life expectancy, patient preferences, communication 29 



 2 

Abstract 31 

Background 32 

Discussing life expectancy helps inform decisions related to preventive medication, screening, and 33 

personal care planning. Our aim was to systematically review the literature on patient preferences 34 

for discussing life expectancy and to identify predictors for theses preferences. 35 

 36 

Methods 37 

We searched PubMed, Cochrane Library, Embase, MEDLINE, PsycInfo, and grey literature from 38 

inception until 17 February 2021. Two authors screened titles/abstracts and full texts, extracted 39 

data and one author assessed quality. The outcome of interest was the proportion of patients 40 

willing to discuss life expectancy. We reported descriptive statistics, performed a narrative 41 

synthesis and explored sub-groups of patients according to patient characteristics.  42 

 43 

Results 44 

A total of 41 studies with an accumulated population of 27,570 participants were included, 45 

comprising quantitative survey/questionnaire studies (n=27) and qualitative interview studies 46 

(n=14). Willingness to discuss life expectancy ranged from 19 to 100% (median 61%, interquartile 47 

range (IQR) 50-73) across studies, with the majority (77%) reporting more than half of subjects 48 

willing to discuss. There was considerable heterogeneity in willingness to discuss life expectancy, 49 

even between studies from patients with similar ages, diseases, and cultural profiles. The highest 50 

variability in willingness to discuss was found among patients with cancer (range 19-100%, median 51 

61%, IQR 51-81) and patients aged 50-64 years (range 19-97%, median 61%, IQR 45-87). This made 52 

it impossible to determine predictors for willingness to discuss life expectancy 53 
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 54 

Discussion 55 

Most patients are willing to discuss life expectancy; however, a substantial proportion are not. 56 

Heterogeneity and variability in preferences make it challenging to identify clear predictors of 57 

willingness to discuss. Variability in preferences may to some extent be influenced by age, disease, 58 

and cultural differences. These findings highlight the individual and complex nature in which 59 

patients approach this topic and stress the importance of clinicians considering eliciting patient’s 60 

individual preferences when initiating discussions about life expectancy. 61 

  62 
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Introduction 63 

The relationship between a patient’s life expectancy and future treatment, screening, and 64 

diagnostic decisions is an important consideration during individual care planning. Estimating  the 65 

potential remaining years of life is particularly relevant for those with a limited estimated life 66 

expectancy, such as older people with frailty.1–4  Many screening and treatment guidelines differ, 67 

based on life expectancy.5,6 For example, less intensive diabetic treatment targets are 68 

recommended for people with a life expectancy of <10 years.5 Discussing life expectancy allows 69 

patients to make informed choices about their care.  70 

 71 

Despite this, healthcare professionals may be reluctant to initiate discussions about life 72 

expectancy, as they may fear patient reactions to the topic, feel they are taking away hope, or 73 

want to respect cultural values of individual patients.7–9 Several studies have explored patient 74 

preferences for discussing life expectancy with widely varying results. For example, two studies 75 

among patients with cancer reported a willingness to discuss life expectancy of 19%10 and 81%,11  76 

respectively. Previously published systematic reviews have primarily focused on patients with 77 

cancer.12–14  78 

 79 

The aim of our systematic review was to provide a comprehensive overview of the literature on 80 

patient preferences for discussing life expectancy and to identify predictors for willingness to 81 

discuss life expectancy. 82 

  83 
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Methods 84 

We conducted a systematic review according to the Preferred Reporting Items for Systematic 85 

Reviews and Meta-Analyses (PRISMA) guidelines.15Our population of interest was individuals aged 86 

≥18 years. We included studies regardless of patient group. We were interested in studies which 87 

reported on patient preferences, views, and attitudes towards discussing life expectancy. Our 88 

outcome of interest was the proportion of patients willing to discuss life expectancy with a 89 

healthcare provider. Studies were included regardless of their aim, that is, they only had to report 90 

a proportion of patients being willing to discuss life expectancy. Further, all study designs (that is, 91 

quantitative and qualitative) were included. Studies that solely considered the perspective of 92 

those other than patients, for example relatives and family, were excluded. 93 

 94 

Search strategy 95 

We searched the databases PubMed, Cochrane Library, CINAHL, Embase, MEDLINE, and PsycInfo 96 

from inception to February 17 2021. We combined keywords for the following concepts: (1) 97 

“discussion, communication, decision making”, (2) “life expectancy”, and (3) “preferences, 98 

opinion, view, perspective, attitude, belief”. Non-English studies were translated and assed for 99 

eligibility.16 The full search strategies are outlined in Appendix 1. Reference lists of eligible studies 100 

were also manually searched while a grey literature search was preformed using Google Scholar 101 

and the Turning Research Into Practice database. 102 

 103 

Screening 104 
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Titles and abstracts were first screened independently by two authors (EB and WT/CL). Full texts 105 

of relevant studies from the first step were then screened by two authors (EB and WT/CL). Any 106 

disagreements were resolved via group discussion among these three authors. 107 

 108 

Critical appraisal 109 

Two tools were used for critical appraisal of eligible studies. Quantitative survey/questionnaire 110 

studies were assessed using the checklist for Critical Appraisal of a Survey by Center for Evidence-111 

Based Management.17 Interview studies with a qualitative study design were assessed using the 112 

Qualitative Checklist by Critical Appraisal Skills Programme (CASP).18 The full appraisals are 113 

reported in Appendix 2. Critical appraisal was performed by one author (EB). Uncertainties were 114 

resolved via group discussion with two other authors (WT, CL).  115 

 116 

Data extraction 117 

Two authors (EB and CL) extracted data on study characteristics and the outcome of interest from 118 

the eligible studies. For this review, every positive degree of willingness to discuss life expectancy 119 

was included. For example, if the question was “If you had advanced chronic illness, would you like 120 

to be informed about whether it is likely that you may not live more than a few months?”, 121 

responses such as “Yes, but only when I ask” and “Yes, it is the doctors duty to tell me even if I 122 

don’t ask” were both extracted as positive degrees of willingness to discuss.  123 

 124 

Data analysis 125 

We attempted to conduct meta-analyses for all studies and pre-specified subgroups (in order to 126 

evaluate predictors of willingness to discuss life expectancy), planning to report pooled 127 
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proportions through RStudios.19 We were interested in the following sub-groups: patient type, 128 

geographical location, age profile, and study design.  We encountered high heterogeneity for 129 

analyses of both the overall group of studies and sub-groups (I2>90%), we therefore instead 130 

reported descriptive statistics only and conducted a narrative synthesis of the results. Studies 131 

were synthesized by comparing and interpreting extracted data to group similar studies together 132 

based on the sub-groups identified above.  133 

134 
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Results 135 

Our search returned a total of 6,762 titles and abstracts, leaving 4,312 studies eligible for 136 

screening after removal of duplicates. We screened 224 full-text studies. A total of 41 studies 137 

(n=27,570 study participants) met eligibility criteria. The PRISMA flowchart is presented in Figure 138 

1. Three pairs of included studies20–25 reported on the same study data but only one dataset from 139 

each was included in the analyses. Characteristics of all included studies are presented in the 140 

Table; however, a subset of studies20,23,25–34 were not included in calculating the range of 141 

proportions, median, or interquartile range (IQR) due to either not reporting a numeric 142 

proportion,26,27,31,32 being conducted among members of the public with no specific 143 

diagnosis,28,29,33 or reporting on a dataset already included.20,23,25 Two studies were excluded from 144 

the age analysis due to reporting age as an interval and not as mean/median age.30,34 One study 145 

was excluded from the sub-analysis of advanced cancer/non-advanced cancer.35 (see details in 146 

Appendix 3).  147 

 148 

Characteristics of included studies 149 

Two different study types were included: quantitative survey/questionnaire studies (n=27), 11,22–150 

25,28–30,33,35–52 including one baseline survey from a prospective randomized clinical trial51 and 151 

qualitative interview studies (n=14),10,20,21,26,27,31,32,34,53–58 including one baseline interview from a 152 

prospective cohort study.34 Studies were predominantly from North 153 

America,22,23,30,32,34,36,40,42,46,51,52,56–58 Australia,10,11,24–26,29,39,45,53 and Western 154 

Europe,20,21,27,28,31,33,35,37,41,48,55 while five studies were from East Asia38,44,47,49,54 and two studies 155 

were from West Asia.43,50 A total of eight participant groups were represented: patients with 156 

cancer,10,11,20,21,24–26,31,32,34,35,38–40,43–45,48–50,52,54,55 surgical outpatients,37 patients with congenital 157 
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heart disease,36,41,51,58 nephrology outpatients,42 older adults,22,23,27,46,56,57 patients with 158 

Parkinson’s disease,30 inpatients with mixed advanced diseases,47,53 and members of the public 159 

with no specific diagnosis.28,29,33 The age profile was predominantly older patients, while five 160 

studies reported on a study population with a mean/median age below 50 years.36,41,43,45,50 A table 161 

detailing characteristics of the included studies can be found in Appendix 4. 162 

 163 

Willingness to discuss life expectancy 164 

The proportions of patients willing to discuss life expectancy in each study are presented in the 165 

Table and Figure 2. Four studies reported a non-numeric proportion of participants willing to 166 

discuss life expectancy: Mathie et al. 201227 and Deschepper et al. 200831 reported the proportion 167 

willing to discuss life expectancy as “minority”, Sherman et al. 201832 reported the proportion as 168 

”varied” and Clayton et al. 200526 reported it as “most”. The remaining studies reported numeric 169 

proportions, which varied from 19 to 100% with a median (IQR) of 61% (50-73). In total, 77% of 170 

numeric studies (n=24) reported a proportion willing to discuss life expectancy above 50%.  171 

 172 

Patient type 173 

Patients with cancer were the most frequently studied group (n=23). Among patients with cancer 174 

(n=23), the proportion willing to discuss life expectancy ranged from 19 to 100% (median 61%, IQR 175 

51-81)10,11,21,24,26,31,32,34,35,38–40,43–45,48–50,52,54,55 including three non-numeric studies: “minority”,31 176 

“varied”32 and “most” (Figure 3).26 Around one fifth (22%) of the studies reported a proportion 177 

below 50%. In studies among patients with non-advanced cancer (n=10)24,38,39,43–45,49,50,54,55 20% of 178 

studies (n=2) reported a willingness below 50%, while in studies among patients with advanced 179 

cancer (n=10)10,11,21,26,31,32,34,40,48,52 two studies (20%) similarly reported a willingness below 50% 180 
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(Appendix 5, eFigure 1). However, the advanced cancer group had a wider range (19-94%, median 181 

73%, IQR 37-85), including the three non-numeric studies,26,31,32 compared to the non-advanced 182 

cancer group (30-100%, median 59%, IQR 51-61).  183 

 184 

Other studied groups included patients with heart disease (n=4), older patients (n=5), surgical 185 

outpatients (n=1), Parkinson’s disease patients (n=1), Nephrology clinic outpatients (n=1), and 186 

inpatients with mixed diseases (n=2). The proportion willing to discuss life expectancy among 187 

patients with heart disease (n=4) ranged from 35 to 71% (median 64%, IQR 48-69).41,36,51,58 Among 188 

older patients (n=5), the range was 41-68% (median 66%, IQR 53-67)46,22,27,56,57 including one non-189 

numeric study where a “minority” was willing to discuss.27 Among surgical outpatients (n=1), the 190 

proportion was reported as 58%.37 The study conducted among patients with Parkinson’s disease 191 

(n=1) reported 87%30 of patients were willing to discuss life expectancy. Among first time 192 

outpatients at a nephrology clinic (n=1), a similar high proportion was reported; 97%.42 Among 193 

inpatients with mixed diseases (n=2) all studies were below 50% willing to discuss reporting 194 

proportions ranged from 23 to 50%.47,53 195 

 196 

Geographical location  197 

The proportion willing to discuss life expectancy ranged from 21 to 97% (median 67%, IQR 63-80, 198 

Appendix 5, eFigure 2) 40,46,32,36,56,22,51,57,58,52,34,30,42 in North America (n=13) including one non-199 

numeric proportion where the willingness “varied”;32 from 19 to 81% (median 59%, IQR 23-200 

66)10,53,45,39,24,11,26 in Australia (n=8) including one non-numeric proportion where “most” were 201 

willing to discuss;26 from 35 to 100% (median 73%, IQR 52-89)21,27,31,35,37,41,48,55  in Western Europe 202 

(n=7) including two non-numeric proportions where a “minority” were willing to discuss;27,31 from 203 
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30 to 58% (median 50%, IQR 45-51)54,44,38,47,49 in East Asia (n=5); and 60 to 61% in West Asia 204 

(n=2).43,50 All locations had predominantly positive preferences for discussing life expectancy 205 

except East Asia, where almost half (40%) of the studies reported a proportion lower than 50%.  206 

 207 

Age profile  208 

Among studies with a mean/median age of <50 years (n=5), the proportion of patients willing to 209 

discuss life expectancy ranged from 35 to 61% (median 60%, IQR 57-61, Appendix 5, eFigure 210 

3).41,43,45,36,50 For studies with a mean/median age of 50-64 years (n=14), the proportion ranged 211 

from 19 to 97% (median 61%, IQR 45-87),10,40,54,38,32,44,49,39,58,52,11,21,42,35 including one non-numeric 212 

proportion where the willingness to discuss “varied”.32 For studies with an age profile of ≥65 years 213 

(n=13), the proportion willing to discuss life expectancy ranged from 23 to 100% (median 65%, IQR 214 

51-66),22,24,26,27,37,46–48,51,53,55–57 including two non-numeric studies: in one study “most” were 215 

willing to discuss life expectancy 26 and in another a “minority were.27 All age subgroups had 216 

similar trends, with one third or less of studies reporting a proportion below 50%. The studies in 217 

the lowest age subgroup (<50 years) and highest age subgroup (≥65 years), reported a proportion 218 

willing to discuss below 50% in around one fifth (20%,17%) of the studies.41,46,53 One third of the 219 

studies in the middle age group (50-64 years) reported a proportion below 50%.10,38,40,54 220 

 221 

Study design  222 

Lastly, we analyzed studies based on study design (Appendix 5, eFigure 4). Studies with a 223 

quantitative study design (n=22), including one baseline survey from a prospective randomized 224 

clinical trail51 reported the proportion of willingness to discuss life expectancy ranging from 21 to 225 

97% (median 61%, IQR 51-66).11,22,24,30,35–52 The majority of the quantitative studies reported a 226 
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proportion willing to discuss life expectancy above 50%. Among the qualitative studies (n=13), 227 

including one baseline interview from a prospective cohort study34 and four non-numeric studies 228 

(reporting different degrees of willingness to discuss: “minority”,27,31 ”varied”32 and “most”26) the 229 

proportion willing to discuss life expectancy ranged from 19 to 100% (median 68%, IQR 30-230 

73),10,21,26,27,31,32,34,53–58 with two thirds reporting a proportion above 50% willingness to discuss life 231 

expectancy.  232 

  233 
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Discussion 234 

Willingness to discuss life expectancy varied widely. Most patients preferred to discuss life 235 

expectancy, with 77% of studies reporting the majority would be willing to discuss life expectancy. 236 

The variability in willingness to discuss life expectancy across studies highlights the complex 237 

interplay of the many factors (age group, patient type, geographical location, disease stage) that 238 

shape patient attitudes on this topic. Unfortunately for providers, this complexity and variability, 239 

even among relatively homogenous patient populations make it challenging to definitively identify 240 

predictors and patterns.   241 

 242 

There may be several reasons why there was wide variability. Asian countries reported less 243 

willingness to discuss life expectancy among participants, with almost half (40%) studies reporting 244 

a willingness lower than 50%. Previous systematic reviews on preferences of East Asian patients 245 

with cancer found a similar outcome, with 30% willingness to discuss life expectancy.12,14 Being 246 

unaware of death is considered an important aspect of a good death, which could possibly explain 247 

this cultural trend.59,60 Participants from studies conducted in North America, Australia, West Asia, 248 

and Western Europe were generally positive towards discussing life expectancy, with most studies 249 

reporting proportions above 50%. There was no clear pattern with respect to age or patient type, 250 

despite wide variability. Another challenge in comparing proportions across studies is that the 251 

question and response options differed between studies (Appendix 6).  252 

 253 

Previous reviews focused on advanced cancer and severe illness reported that patients generally 254 

tend to be less willing to discuss life expectancy as their disease progresses.14,61 In our review, 255 

however, we did not identify a clear pattern in the advanced cancer group, but we did find that all 256 
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studies conducted among inpatients with mixed advanced diseases found that ≤50% of patients 257 

were willing to discuss their life expectancy. Like advanced cancer patients, we found large 258 

variability in studies of patients with non-advanced cancer. The large variability found in the two 259 

cancer groups is possibly due to patients with cancer being the most studied patient group. The 260 

general perception that a cancer diagnosis is a life limiting diagnosis, no matter the disease 261 

progression,62,63 might explain the similar findings in these two groups.  262 

 263 

Both quantitative and qualitative studies were included in this review. Previous literature has 264 

shown that the quality of data on life expectancy is influenced by the study method,64 with the 265 

willingness to disclose sensitive information possibly being lower when data is collected during 266 

face-to-face interviews and higher when using self-administrated surveys. This might result in an 267 

underestimation of otherwise positive attitudes to discussing life expectancy in qualitative studies. 268 

We found a slightly lower median willingness to discuss among qualitative studies (67%) than 269 

among quantitative studies (81%). It is also possible that physician type, physician characteristics, 270 

or the clinical setting, may influence patient attitudes towards discussing life expectancy. We did 271 

not extract data on differences in attitudes related to who the patient would be having a 272 

discussion with. It may be that patients would feel more comfortable communicating about life 273 

expectancy with their general practitioner with whom they have a long-lasting and trusting 274 

relationship.65,66  275 

 276 

Limitations 277 

This review is limited by several factors. First, in the eligible studies, willingness to discuss life 278 

expectancy was explored under the conditions of a research study. Thus, the attitudes expressed 279 
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may not reflect how patients would feel about discussing life expectancy in the context of actual 280 

clinical care (e.g. if the consideration was processed over time and considered with a trusted 281 

healthcare professional). Further, factors such as physician characteristics and the setting, which 282 

we did not capture, may affect how patients feel about these discussions. Second, while we report 283 

individual answer categories, we chose to combine every positive degree of willingness to discuss 284 

life expectancy to create one proportion, for example preferences such as “Yes, in principle 285 

always” and “Yes, only if I ask”. This may have led to an overestimation of the proportion in 286 

studies with multiple positive response options (n=13). Third, we included studies regardless of 287 

sample size, possibly introducing greater variance within the proportions. However, as we also 288 

calculated ranges excluding studies with less than 100 patients and found no significant changes, 289 

we kept all studies in the analyses (Appendix 7). Fourth, including qualitative studies likely 290 

introduced bias, because qualitative study samples are usually purposefully selected.67 Finally, 291 

included studies were very diverse in terms of framing of the question, study methods, and 292 

disease types, which resulted in high heterogeneity and made it difficult to compare results across 293 

studies. Specifically, the question about discussing life expectancy was framed in very different 294 

ways: some studies asked directly, other studies set up a hypothetical patient scenario, while 295 

studies also included different response options from one another. This made comparison 296 

between studies difficult (Appendix 6). 297 

 298 

Clinical implications 299 

We could not identify any clear trends or predictors for patient preferences. As such, our findings 300 

stress the importance of considering every patient individually in terms of initiating discussions 301 

about life expectancy. While life expectancy is important to discuss for screening and treatment 302 



 16 

decisions in those with limited life expectancy, achieving a shared understanding around what and 303 

how much patients would like to know and discuss appears to be a good starting point during 304 

consultations that may deal with life expectancy. Despite its importance, it appears that clinicians 305 

cannot assume a willingness to discuss life expectancy based on specific characteristics, as people 306 

may have vastly different preferences regardless of similar, age, disease status, and culture. 307 

Preferences may change with age as health status changes and/or diseases progress. Therefore, 308 

clinicians should consider re-evaluating preferences around discussing life expectancy periodically 309 

and consider bringing it up when there may be a relevant reason to discuss it (e.g. at nursing home 310 

admission). Such discussions should incorporate the entire patient context (culture, health status, 311 

care preferences).  312 

 313 

Implications for future research and clinical practice 314 

This review highlights that preferences for discussing life expectancy cannot be easily summarized 315 

or generalized into precise guidance for clinical practice. Since the preferences for discussing life 316 

expectancy were generally positive but with large variations, future studies should explore 317 

mechanisms for determining patient preferences around how, if, and when to discuss life 318 

expectancy. Furthermore, research is needed with a focus on evaluating better integration of 319 

discussions into routine clinical practice, perhaps tools for electronic records that prompt 320 

discussion around preferences for discussing life expectancy or prompt re-evaluation of previous 321 

discussions in the transition of patients through health statuses. Similarly, more research is 322 

needed among patient types other than patients with cancer. Discussing life expectancy is 323 

important among all patients with limited life expectancy, despite the literature mainly focusing 324 

on patients with cancer.  325 
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 326 

Conclusion 327 

The heterogeneity documented in this review underscores the highly individual and complex 328 

nature in which patients deal with life expectancy and thus the need to consider each patient 329 

individually. While most patients are positive towards discussing their life expectancy, there was 330 

variability across studies. Reasons for the wide variability may to some extent be due to 331 

geographical location, age, patient type, framing of the discussion or even physician relationship. 332 

Variability and heterogeneity make it challenging to identify clear predictors of willingness to 333 

discuss life expectancy. Despite including all patient types, more than half of all studies were 334 

conducted among patients with cancer, highlighting the need for more studies examining life 335 

expectancy preferences among other patient groups. Future research should explore mechanisms 336 

for practically determining patient preferences for how, if, and when to discuss life expectancy, to 337 

be incorporated into existing guidelines, and ultimately into routine clinical practice.  338 
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Legends for Figures  

 

Figure 1 

Figure 1. PRISMA flowchart of review process.15 

 

Figure 2 

Figure 2. Forest plot with all studies eligible for analyses in RStudios,19 depicting the overall heterogeneous 
distribution. The forest plot has a range from 0 to 1, correlating to proportions of willingness to discuss life 
expectancy between 0% and 100%. Studies to the left of the 0.5-axis (n=7) reported a willingness to discuss 
life expectancy below 50%, while studies to the right of the 0.5-axis (n=2) reported a willingness to discuss 
life expectancy 50% or above. 

 

Figure 3 

Figure 3. Forest plots over sub-analysis based on patient type in RStudios.19 The forest plot has a range from 
0 to 1, correlating to proportions of willingness to discuss life expectancy between 0% and 100%. Studies 
among patients with cancer (n=17) has four studies on the left of the 0.5 axis, meaning the willingness to 
discuss was below 50%. Studies among patients with heart disease (n=4) and older patients (n=4) each had 
one study to the left of the axis. Among studies with inpatients with mixed advanced disease (n=2) all 
studies were to the left or on the 0.5-axis. Studies conducted among Surgical outpatients (n=1), Patients 
with Parkinson’s disease (n=1), and Nephrology outpatients (n=1) reported all studies to the right of the 0.5 
axis.
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Table  

Descriptive table showing author, country, year, disease type, age profile, sample size and proportion wanting to discuss life expectancy 

Author, Country, Year Disease type Mean/median age Sample 
size 

Proportion wanting to discuss 
life expectancy 

Specific question about life 
expectancy 

Patients with cancer  

Arbabi et al, Iran, 201443 Mixed types of cancer 43 years 200 61% 
[Agree] 

Patients’ life expectancy should be 
discussed 

Butow et al, Australia, 199645 Breast- and melanoma cancer 48 yearsa 144 57% 
[Indicated wanting to discuss] 

Patient preferences for discussing 
life expectancy 

Clayton et al, Australia, 200526 Advanced mixed types of cancer 68 years 19 

Most 
[most said it was every 

important to be informed that 
their illness would limit their 
lifespan but not all wanted to 
be told detailed information 
about their life expectancy] 

Should palliative care doctors offer 
to discuss prognosis with you at 

certain times? 

Deschepper et al, Belgium, 200831 Advanced mixed types of cancer N/R 17 

Minority 
[A minority of the interviewed 

patients wanted all the 
information available about 
their medical situation and 

prognosis] 

Patient preferences regarding 
when and how they wanted 

to be informed. 

Fujimori et al, Japan, 200744 Mixed types of cancer 62 years 529 

15% 
[Strongly prefer] 

36% 
[Prefer] 

Telling about your life expectancy 

Hagerty et al, Australia, 200411 Advanced metastatic cancer 63 years 126b 

81%b 

[Yes] 
Patients indication on their 
preferences for prognostic 

information about the average 
length of time they would be likely 

to live 

Hoesseini et al, The Netherlands, 202055 Head- and neck cancer 65 years 21 

62% 
[Very important] 

38% 
[Somewhat important] 

To what extent do you think it is 
important to receive information 

about your life expectancy? 

Oskay-Özcelik et al, Germany, 201835 Ovarian cancer 58 years 1830 65% 
[Wished for as precise as 

Patient information needs 
concerning life expectancy 
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possible] 
22% 

[Wished for an approximate 
estimation] 

Mackenzie et al, Japan, 201849 Mixed types of cancer 64 years 146c 
58%c 

[Wanted to discuss life 
expectancy] 

Patient preference for discussing 
life expectancy with radiation 

oncologist 

Pardon et al, Belgium, 200920 and  
Pardon et al, Belgium 201121d Advanced lung cancer 64 years 128d 

65%d 

[Totally agree] 
15%d 

[Agree] 
9%d 

[Rather agree] 

I want to be informed about my life 
expectancy with the disease 

Saracino et al, United States of America, 
202152 Advanced mixed types of cancer 59 years 206 

43% 
[Extremely] 

29% 
[Very] 
13% 

[Somewhat important] 
9% 

[A little important] 

Participants stated importance to 
know about their cancer prognosis 

Schofield et al, Australia, 200139 Melanoma cancer 58 years 131 
61% 
[Yes] 

Would you want information about 
how cancer would affect life 

expectancy? 

Shen et al, United States of America, 201840 Advanced mixed types of cancer 56 years 221 
21% 
[Yes] 

If the doctor knew, would you 
want to know how long you have 

left to live? 

Sherman et al, United States of America, 
201832 Advanced mixed types of cancer 64 years 13 

Varied 
[Patients varied widely in their 
perceptions. Some expressed 

a clear interest in detailed 
prognostic information. 

Others were more ambivalent] 

Patients were asked about their 
preferences on information during 

prognosis 

Tang et al, Taiwan, 200454  Mixed types of cancer 51 years 364 30% 
[Yes] 

Would you want information about 
expected length of survival? 

Uchida et al, Japan, 201938 Mixed types of cancer 63 years 259e 
45%e 
[Yes] 

Would you like information from 
your doctor about your life 

expectancy? 

Vehling et al, Germany, 201548 Advanced mixed types of cancer 67 years 55 
52% 

[Indicating preference to 
discuss]  

Patient preferences for discussing 
expected survival with a physician 
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Walczak et al, Australia, 201510 Advanced mixed types of cancer 63 years 31 

19% 
[Clear interest] 

Patient preferences indicating 
whether or not they wished to 
discuss life expectancy during 

consultations 

Waller et al, Australia, 201924f Mixed types of cancer 65 years 185f,g 66%f,g 
 [Yes] 

Would you want to discuss life 
expectancy with your doctor? 

Waller et al, Australia, 202125f Mixed types of cancer 65 years 302f  

59%f 
[Preferred their doctor tell 

them their life expectancy as 
soon as they had the 

information] 

Patients were asked about their 
preferred initiation source 

Wright et al, United states of America, 
201034 Advanced mixed types of cancer N/R 301 73% 

[Yes] 

If your physician knew how long 
you had left to live, would you 

want him or her to tell you?  

Zafar et al, Pakistan, 201650 Mixed types of cancer 49 years 520h 60%h 
[Agreed] 

I want my physician/nurse or 
another healthcare provider to 

discuss with me in detail how long 
people who have a disease like 

mine can expect to live. I want to 
know the average, the best case 

scenario, and the worst case 
scenario 

Urological and surgical outpatients 

Clarke et al, United Kingdom, 200837 Urological and surgical 
outpatients 69 years 120 

58% 
[Yes] 

Would you want to know your 
predicted life expectancy if it were 

available in clinical practice? 

Patients with heart disease 

Deng et al, United States of America, 201736 Adult congenital heart disease 33 years 152 61% 
[Yes] 

Want information about life 
expectancy 

O’Donnell et al, United States of America, 
201851 Advanced heart failure 72 years 50 

66% 
[Indicated wish to be 

informed] 

Patient preference for being 
informed of a physician-anticipated 

life expectancy less than 1 year 
Narayan et al, United States of America, 
201758 Heart failure 57 years 24 71% 

[Acceptors] 
Patient preferences for receiving 

survival estimates 

Tobler et al, Switzerland, 201241 Adult congenital heart disease 35 years 200 
35% 

[Endorsed wanting to know] 
Patients endorsed wanting to know 

when they would die if someone 
could tell them that 
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First time nephrology outpatients 

Fine et al, Canada, 200542 Nephrology outpatients 64 years 100 

51% 
[Absolute need to know] 

46% 
[Would like to know] 

Patient preferences for 
information on actual life 

expectancy on dialysis 

Older patients 

Ahalt et al, United States of America, 201256 Older adults with late-life 
disability receiving at home care 78 years 60 

65%i 

[Wanted information if their 
doctor believed they may have 

less than 5 years to live] 
75%i 

[Wanted information if their 
doctor believed they may have 

less than 1 year to live] 

Would participants want 
information when given a 

hypothetical scenario in which 
their doctor believed they may 
have less than 5 years/1 year to 

live? 

Kistler et al, United States of America, 
200622j 

70+ years adults living in 
continuing care retirement 

communities 
82 yearsk 116j 

14%j 

[Strongly agree] 
52% j 

[Agree] 

“I want my main doctor to talk to 
me about how long I might live” 

Lewis et al, United States of America, 200623j 
70+ years adults living in 

continuing care retirement 
communities 

82 years 116j 

52%j 

[Agree] 
“To help make cancer screening 

decisions, I want my doctor to talk 
with me about how long he/she 

thinks I might live” 

Mathie et al, United Kingdom, 201227 Care home residents 88 years 121 

Minority 
[majority of residents said 
they did not want to, even 
though some of the care 

homes were using care home-
specific palliative care support 
tools, including advance care 

plans] 

Residents were asked if they would 
like to talk to the staff about end-

of-life 

Schoenborn et al, United States of America, 
201757 

Community-dwelling older 
adults 76 years 40 

35% 
[Wanted to discuss life 

expectancy if it were longer 
than 1 year] 

33% 
[Wanted to discuss life 

expectancy only toward the 
end of life] 

Older adults were asked whether 
they want to discuss life 

expectancy in the range of years 
with their primary care clinicians 

Schoenborn et al, United States of America, Older adults 73 years 878 41% Patients were asked if they were 
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201846 [Wanted to discuss] the hypothetical patient, whether 
they would like to discuss how long 

they may live with the doctor 

Patients with Parkinson’s disease 

Tuck et al, United States of America, 201530 Parkinson’s disease N/R 267 

24% 
[At the time of the diagnosis] 

14% 
[During the next few visits] 

25% 
[Only when the disease 

worsens] 
24% 

[Wait until I ask] 

When should your doctor discuss 
life expectancy? 

Inpatients with mixed advanced disease 

Kai et al, Japan, 199347 Mixed terminal disease 68 years 201 

45% 
[Candid information desired at 

all events] 
5% 

[Candid information desired if 
disease is curable] 

Patients’ preferences about candid 
information about diagnosis and 

prognosis 

Waller et al, Australia, 202053 Mixed advanced disease 81 years 186 23%l 

[No, but I would like to] 
Has anyone talked to you about 

your life expectancy? 

Members of the public with no specific diagnosis 

Cardona et al, Australia, 201929 Members of the public N/R 497 

24% 
[Yes, but only when I ask] 

68% 
[Yes, it is the doctors duty to 

tell me even if I don’t ask] 

If you had advanced chronic illness, 
would you like to be informed 

about whether it is likely that you 
may not live more than a few 

months? 

De Vleminck et al, Belgium, 201428 Members of the public N/R n=9,651m 

77%m 
[Yes, in principle always] 

14%m 
[Yes, only if I ask] 

Information preference of the 
studied population if they are 

faced with a life-limiting illness to 
know their life expectancy with the 

disease 

Harding et al, United Kingdom, 201333 Members of the public 51 years 9344 

74% 
[Always] 

14% 
[If I ask] 

Patient preferences for wanting to 
know information on time left 
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a: Butow 1996 reported the mean age at the time of diagnosis and not at time of enrolment in the study. 
b: Hagerty 2004 had varying proportions of patients answering the survey; 95% answered the life expectancy question. 
c: Mackenzie 2018 reported the proportion of patients that had not previously discussed life expectancy. This proportion is therefor based on the 127 patients that had not previously 
discussed life expectancy. A total of 17% had previously had the discussion.  
d: Pardon 2009 and Pardon 2011 are based on the same study and reported the same outcome and is therefore only represented once in the Table. 
e: Uchida 2019 only had 226 patients (87.3%) completing the life expectancy section of the survey. 
f: Waller 2019 and Waller 2021 are based on the same study population but reported different outcomes and is therefore presented twice in the Table. 
g: Waller 2019 reported the portion of patients that had not previously participated in discussion of life expectancy. This proportion is therefore based on the 130 patients that in total had not 
previously discussed life expectancy. Total of 29.7% had previously discussed their life expectancy. 
h:  
i: Ahalt 2012 reported two different outcomes regarding preference for discussing life expectancy. both are presented in the Table, but only the 5 years willingness is part of the data analysis.  
j: Kistler 2006 and Lewis 2006 are based on the same study, but reported different outcome, and is therefore presented twice in the Table. 
k: Kistler 2006 reported age intervals instead of a mean/median age. The mean/median age from Lewis 2006 was copied since both studies reported on the same study population. 
l: Waller 2020 reported the portion of patients that had not previously discussed life expectancy. This proportion is therefore based on the 154 patients that in total had not previously 
discussed life expectancy. A total of 9% had previously discussed their life expectancy. 
m : De Vleminck 2014 had 2,372 patients (24.6%) not answering the life expectancy section. 
Abbreviations: N/R: not reported
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Figure 1 

Figure 2. PRISMA flowchart of review process.15 
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Figure 2 
Figure 2. Forest plot with all studies eligible for analyses in RStudios,19 depicting the overall 
heterogeneous distribution. The forest plot has a range from 0 to 1, correlating to proportions of 
willingness to discuss life expectancy between 0% and 100%. Studies to the left of the 0.5-axis (n=7) 
reported a willingness to discuss life expectancy below 50%, while studies to the right of the 0.5-
axis (n=23) reported a willingness to discuss life expectancy 50% or above.

  

* Hoesseini 2020 reported the proportion 100%, which equals a standard error of 0. To graphicly represent the study in 
this forest plot a simulated standard error of 1.0E-8 has been plotted.   
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Figure 3 
Figure 3. Forest plots over sub-analysis based on patient type in RStudios.19 The forest plot has a 
range from 0 to 1, correlating to proportions of willingness to discuss life expectancy between 0% 
and 100%. Studies among patients with cancer (n=18) has four studies on the left of the 0.5 axis, 
meaning the willingness to discuss was below 50%. Studies among patients with heart disease 
(n=4) and older patients (n=4) each had one study to the left of the axis. Among studies with 
inpatients with mixed advanced disease (n=2) all studies were to the left or on the 0.5-axis. Studies 
conducted among Surgical outpatients (n=1), Patients with Parkinson’s disease (n=1), and 
Nephrology outpatients (n=1) reported all studies to the right of the 0.5 axis. 

 

* Hoesseini 2020 reported the proportion 100%, which equals a standard error of 0. To graphicly represent the study in 

this forest plot a simulated standard error of 1.0E-8 has been plotted. 
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Appendix 1 - Methods 
Search Strategy  
We searched the databases PubMed, Cochrane Library, CINAHL, Embase, MEDLINE, and PsycInfo from inception to 
17th February 2021. The reference lists of eligible studies were also searched while a grey literature search was preformed 
using Google Scholar and the Turning Research Into Practice database. The search was restricted to English literature 
only. The search was done using the following terms

Intervention: 
• Discussion 
• Communication 
• Decision making 
• Life expectancy 

 
 

Outcome: 
• Preferences 
• Opinion 
• View/viewpoint 
• Perspective 
• Attitude 
• Belief 

Resulting in the following search string: 
((((((((((discussion) OR discussing) OR communication) OR communicating) OR decision making)))) AND (((((life 
expectancies[MeSH Terms]) OR life expectancy[MeSH Terms]) OR life expectancy) OR life expectancies)))) AND 
((((((((((((((preference) OR preferences) OR opinion) OR opinions) OR view) OR viewpoint) OR views) OR viewpoints) 
OR perspective) OR perspectives) OR attitude) OR attitudes) OR belief) OR beliefs) 
 
Screening 
We used Covidence1 for screening. 
The following exclusions criteria were applied during screening: 

• Wrong outcome: studies that did not report proportions willing to discuss life expectancy 
• Wrong study design: trials and protocols 
• Wrong population: studies that reported preferences of others than patients 
• Full text not available 
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Appendix 2 - Critical Appraisal 
Two tools were used for critical appraisal of the eligible studies. Quantitative survey studies were assessed using the 
checklist for Critical Appraisal of a Survey by Center for Evidence-Based Management.2 Interview studies with a 
qualitative study design were assessed using the Qualitative Checklist by Critical Appraisal Skills Programme (CASP).3 
Critical appraisal was performed by one author (EBO). Uncertainties were resolved via group discussion with two other 
authors (WT, CL).  
 

eTable 1 - Studies with survey/questionnaire study design 
eTable 1 : Full critical appraisal for studies with a survey/questionnaire study design (n=26)2 

Appraisal questions Yes Can’t tell No 

1. Did the study address a clearly focused 
question / issue? n= 274–30 n= 0 n= 0 

2. Is the research method (study design) 
appropriate for answering the research 
question? 

n= 274–30 n= 0 n= 0 

3. Is the method of selection of the subjects 
(employees, teams, divisions, organizations) 
clearly described? 

n= 254–14,16–28,30 n= 215,29*,† n= 0 

4. Could the way the sample was obtained 
introduce (selection)bias? n= 125–7,11–13,16–20,23 n= 114,8–

10,15,21,24,26–29 n= 414,22,25,30 

5. Was the sample of subjects representative 
with regard to the population to which the 
findings will be referred? 

n= 234–12,14–22,24–

27,30 n= 313,23,29 n= 128 

6. Was the sample size based on pre-study 
considerations of statistical power? n= 513,17,24,25,28 n= 224–12,14–16,18–

23,26,27,29,30 n= 0 

7. Was a satisfactory response rate 
achieved? 

n= 164–6,8,10,12,13,15–

17,19,20,24,25,27,28 
n= 117,9,11,14,18,21–

23,26,29,30 n= 0 

8. Are the measurements (questionnaires) 
likely to be valid and reliable? n= 274–30 n= 0 n= 0 

9. Was the statistical significance assessed? n= 224–7,10–15,18–28,30 n= 0 n= 58,9,16,17,29 
10. Are confidence intervals given for the 
main results? n= 619,21,22,24,25,28‡ n= 0 n= 214–

18,20,23,26,27,29,30 
11. Could there be confounding factors that 
haven’t been accounted for? n= 47,16,17,21 n= 234–6,8–15,18–

20,22–30 n= 0 

12. Can the results be applied to your 
organization? n= 244–20,23,24,26–30 n= 321,22,25§ n= 0 

*: O’Donnell 2018 is a prospective randomized clinical trial. However, the life expectancy question is part of a 
baseline survey and the study is therefore classified and appraised as an quantitative study design. 
†: Tobler 2012 reported on a survey that was published before their study and did therefor not disclose every 
detail but referred to the previous study instead.  
‡: Cardona 2019 only reported confidence intervals for some of their main results.  
§: Cardona 2019, De Vleminck 2015 and Hardinger 2013 was based on a public population and not on 
patient 
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eTable 2 - Studies with qualitative study design 
eTable 2 : Full critical appraisal for studies with a qualitative study design (n=14)3 

Appraisal questions Yes Can’t tell No 

1. Was there a clear statement of the aims of 
the research? n= 1431–44* n= 0 n= 0 

2. Is a qualitative methodology appropriate? 
n= 1431–44* n= 0 n= 0 

3. Was the research design appropriate to 
address the aims of the research? n= 1431–44* n= 0 n= 0 

4. Was the recruitment strategy appropriate 
to the aims of the research? n= 1431–44* n= 0 n= 0 

5. Was the data collected in a way that 
addressed the research issue? n= 1431–44* n= 0 n= 0 

6. Has the relationship between researcher 
and participants been adequately 
considered? n= 1031–37,39–41 n= 242,43 n= 238,44* 

7. Have ethical issues been taken into 
consideration? n= 931–36,38,40,41 n= 537,39,42–44* n= 0 

8. Was the data analysis sufficiently 
rigorous? n= 1131–35,37,38,41–44* n= 336,39,40 n= 0 

9. Is there a clear statement of findings? 
n= 1431–44* n= 0 n= 0 

10. How valuable is the research? Okay Good 
n= 139 n= 1331–38,40–44* 

*: Wright 2010 is a prospective cohort study. However, the life expectancy question is answered via baseline 
interview and it is therefore classified and appraised as a qualitative interview study.  
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Appendix 3 - Analysis 
Studies excluded from analysis 
Three pairs of included studies reported on the same study data: Pardon et al. 200931 and Pardon et al. 201132 reported on 
the same qualitative data and reported the same outcome. While Kistler et al. 200617 and Lewis et al. 200618 reported on 
the same questionnaire data, but reported different outcomes. Likewise, Waller 201912 and Waller 202127 reported on the 
same questionnaire data but reported different outcomes. Two studies reported data from not included previously 
published articles: Tobler et al. 201215 reported on another study by Tobler et al. 2012,45 while Waller et al. 202035 
reported on a study by Waller et al. 2019.46 All included studies are presented in the Table in the manuscript; however, 
only one dataset was included in the analyses.  
 
A subset of studies were not included in calculating the range of proportions, median, or interquartile range (IQR): four 
studies did not report a numeric proportion for willingness to discuss life expectancy;34,36,37,40 studies conducted among 
members of the public;21,22,25 studies that reported on a dataset that were already represented in the analyses (see 
above).18,27,31 Two studies that reported age as an interval instead of a mean/median age were left out of the age 
analysis.20,44 One study was left out of the sub-analysis of advanced cancer versus non-advanced cancer as it reported on 
both primary and relapsed cancer.30 
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Appendix 4 – Descriptive Table 
eTable 3 Descriptive Table over included studies 
eTable 3: Descriptive table showing author, aim of study, patient characteristics, life expectancy of the included patients, study design, proportion wanting to discuss life expectancy and the 
specific questions about life expectancy. n=number of patients included in the study.   

Author, 
Country, 

Year 

Aim of study Patient characteristic 
 

Life 
expectancy 
of patients a 

 

Study design Proportion 
wanting to 
discuss life 
expectancy 

Specific question 
about life 

expectancy 
 Age profile  Sex ratio Type 

Patients with cancer 

Arbabi et al., 
Iran,  
20144 

To evaluate the 
patients' prospect 
about breaking bad 
news and to 
provide a clinical 
guidance for Iranian 
patients. 

 
n=200 

N/A Questionnaire 
with 

interviewer 
present 

61% 
[Agree] 

Patients’ life 
expectancy should be 

discussed 

Mean age: 
43 years 

55% 
male 

Gastrointestinal 
cancer:  

22% 
Hematological 

malignancies: 20% 
Breast cancer: 

15.5% 
Head and neck 

cancer: 
13% 

Gynecological and 
urological cancers: 

9.5%  
Other cancer types: 

20% 
Butow et al.,  
Australia, 
19965 

To investigate the 
experiences and 
preferences for 
communication 
about diagnosis, 
prognosis, and 
treatment of 
patients diagnosed 

 
n=144 

N/A Questionnaire 57% 
[Indicated 
wanting to 
discuss] 

Patient preferences 
for discussing life 

expectancy 

Mean age 
at 

diagnosis: 
48 years  

40% 
male 

Breast cancer and 
melanoma patients 
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with breast cancer 
or melanoma. 

Clayton et al.,  
Australia, 
200536 

To explore 
terminally ill cancer 
patients 
perceptions about 
how to phrase and 
discuss life 
expectancy. 

 
n=19 

N/A Focus group 
interviews and 

telephone 
interviews, the 
latter for those 

unable to 
attend a focus 

group 
interview 

Most 
[most said it was 
every important 
to be informed 

that their illness 
would limit their 
lifespan but not 
all wanted to be 

told detailed 
information 

about their life 
expectancy] 

Should palliative care 
doctors offer to 

discuss prognosis with 
you at certain times? 

Median 
age:  

68 years 
 

42%  
male 

Site of primary 
advanced cancer: 

Lung: 37% 
Breast: 21% 

Gastrointestinal: 11% 
Prostate: 11% 

Other: 21% 

Deschepper 
et al., 
Belgium, 
200840 

To describe the 
attitudes towards 
truth-telling of both 
terminal patients 
and professional 
caregivers, and to 
determine their 
perceived barriers 
to full information 
exchange. 

 
n=17 

Estimated 
life 

expectancy ≈ 
3 months 

Interviews and 
focus groups 

Minority 
[A minority of 

the interviewed 
patients wanted 

all the 
information 

available about 
their medical 
situation and 
prognosis] 

Patient preferences 
regarding when and 

how they wanted 
to be informed. 

N/A N/A Site of terminal cancer: 
Mixed metastatic 

types: 58.8% 
Lung: 23.5% 

Prostate: 17.6%  
Fujimori et 
al., 
Japan, 
20076 

To understand and 
clarify descriptively 
cancer patients’ 
preferences 
regarding the 
disclosure of bad 
news. 

 
n=529 

N/A Online survey 15% 
[Strongly prefer] 

36% 
[Prefer] 

Telling about your life 
expectancy 

Mean age:  
62 years 

52% 
 male 

Site of cancer: 
 

Gastrointestinal: 
34.7% 

Breast: 23.5% 
Head and neck: 21.2% 

Lung: 20.2% 
Hagerty et al., 
Australia, 
20047 

To identify 
preferences for and 
predictors of 
prognostic 

 
n=126b 

Estimated 
survival of 
weeks: 3% 

 

Survey with 
sex-specific 
hypothetical 

81%b 
[Yes] 

Patients indication on 
their preferences for 

prognostic information 
about the average 
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information among 
patients with 
incurable 
metastatic cancer. 

Mean age:   
63 years 

 

54%  
male 

 

Incurable metastatic 
cancer outpatients 

Estimated 
survival of 

months: 42% 
 

Estimated 
survival of 
months to 

years: 13% 
 

Estimated 
survival of 
years: 42% 

patient 
scenario  

length of time they 
would be likely to live 

Hoesseini et 
al., The 
Netherlands, 
202041 

To explore head 
and neck cancer 
patients’ 
preferences for 
receiving 
prognostic 
information: both 
qualitative (general 
terms like “curable 
cancer”), and 
quantitative 
information 
(numbers, 
percentages).c 

 
n=21 

N/A Focus groups 
interviews 

62% 
[Very important] 

38% 
[Somewhat 
important] 

To what extent do you 
think it is important to 
receive information 

about your life 
expectancy? Median 

age: 
65 years 

57% 
male 

Head and Neck cancer 

Oskay-
Özcelik et al., 
Germany, 
201830 

To investigate 
information needs 
and treatment 
preferences of 
patients with 
ovarian cancer, 
focusing especially 
on physician–
patient relationship 
and treatment. 

 
n=1830 

N/A Survey 65% 
[Wished for as 

precise as 
possible] 

22% 
[Wished for an 
approximate 
estimation] 

Patient information 
needs concerning life 

expectancy 

Median 
age: 

58 years 

0% 
Male 

Primary Ovarian 
cancer: 49.3% 

Relapsed Ovarian 
cancer: 39.9% 

Unknown: 10.8% 
Mackenzie et 
al., Japan, 
201824 

To assess 
agreement between 
radiation 
oncologist- and 
cancer patient-

 

n=146d 
N/A Survey 58%d 

[Wanted to 
discuss life 
expectancy] 

Patient preference for 
discussing life 

expectancy with 
radiation oncologist 
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reported 
perceptions about 
cancer diagnosis, 
time since 
diagnosis, 
treatment purpose, 
and whether life 
expectancy had 
been discussed; 
and described 
preferences for 
prognosis 
discussions. 

Median 
age: 

64 years 

55% 
male 

Types of cancer: 
Breast: 25% 

Prostate: 25% 
Other: 18% 
Lung: 9.6% 

Oesophageal: 8.2% 
Head & Neck: 6.8% 
Don’t know: 3.4% 

Not aware of cancer 
diagnosis: 3.4% 

Pardon et al., 
Belgium, 
200931e 

To identify 
preferences of 
advanced lung 
cancer patients for 
receiving 
information and 
participating in 
decision-making 
concerning 
treatment options, 
health-care-setting 
transfers and end-
of-life decision-
making. 

 
n=128e 

Median 
estimated life 
expectancy: 
10 months 

 
Range 

estimated life 
expectancy: 
2-24 months 

Interview with 
questionnaire 

65%e 

[Totally agree] 
15%e 

[Agree] 
9%e 

[Rather agree] 

I want to be informed 
about my life 

expectancy with the 
disease 

Mean age: 
64 years 

 

80%  
male 

Advanced non-small-
cell lung cancer 

patients 

Pardon et al., 
Belgium, 
201132e 

To examine the 
degree to which 
newly diagnosed 
patients with 
advanced lung 
cancer wanted to 
be informed and 
involved in medical 
decision-making, 
and whether the 
patients felt their 
preferences were 
met 

 
n=128e 

Median 
estimated life 
expectancy: 
10 months 

 
Range 

estimated life 
expectancy: 
2-24 months 

Interview with 
questionnaire 

65%e 

[Totally agree] 
15%e 

[Agree] 
9%e 

[Rather agree] 

I want to be informed 
about my life 

expectancy with the 
disease 

Mean age: 
64 years 

 
 

80%  
male 

Advanced non-small-
cell lung cancer 

patients 

Saracino et 
al., United 

To characterize the 
health information 

 
n=206 

N/A Questionnaire 43% 
[Extremely] 

Participants stated 
importance to know 
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States of 
America, 
202126 

preferences of 
patients with 
advanced cancer.c 

Mean age: 
59 years 

26% 
male 

Advanced cancer 
diagnosis: 

 
Ovary: 18% 

Pancreas: 15.5% 
Lung/Bronchus: 14.6% 
Colon/Rectum: 13.1% 

Breast: 12.6% 
Other: 6.8% 

Uterine cervix/Corpus: 
5.8% 

Stomach: 4.9% 
Genitourinary: 1.9% 

29% 
[Very] 
13% 

[Somewhat 
important] 

9% 
[A little 

important] 

about their cancer 
prognosis 

Schofield et 
al., 
Australia, 
20018 

To investigate 
patient preferences 
for communication 
practices and 
patient recollections 
of hearing their 
diagnosis.c 

 
n=131 

N/A Questionnaire 61% 
[Yes] 

Would you want 
information about how 

cancer would affect 
life expectancy? 

Mean age: 
58 years 

60%  
male 

Melanoma patients 

Shen et al., 
United States 
of America, 
20189 

To examine the 
understanding of 
patients with cancer 
of their condition 
and their wishes 
regarding care as 
they approach end 
of life. 

 
n=221 

Estimated 
life 

expectancy:  
≤6 months 

Interview with 
questionnaire 

21% 
[Yes] 

If the doctor knew, 
would you want to 
know how long you 

have left to live? 
Mean age: 
56 years 

38%  
male 

Site of primary 
advanced cancer: 

 
Breast: 37.1% 
Lung: 23.5% 

Gastrointestinal: 
22.2% 

Pancreatic and biliary: 
13.6% 

Melanoma and 
sarcoma: 3.7% 

Sherman et 
al., United 
States of 
America, 
201837 

To examine patient 
perspectives 
regarding 
preparedness for 
end-of-life care. 

 
n=13 

Estimated 
life 

expectancy: 
≤6-12 

months 

Interviews and 
telephone 
interviews 

Varied 
[Patients varied 
widely in their 
perceptions. 

Some 
expressed a 

clear interest in 
detailed 

Patients were asked 
about their 

preferences on 
information during 

prognosis Mean age: 
64 years 

54%  
male 

Primary advanced 
cancer diagnosis: 

Breast: 30.8% 
Lymphoma: 15.4% 
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Prostate: 7.7% 
Lung: 7.7% 

Melanoma: 7.7% 
Head and neck: 7.7% 

Bladder: 7.7% 
Osteosarcoma: 7.7% 
Liposarcoma: 7.7% 

prognostic 
information. 
Others were 

more 
ambivalent] 

Tang et al., 
Taiwan, 
200433 

To describe 
Taiwanese cancer 
patients’ knowledge 
and experiences of 
being informed of 
their diagnosis and 
prognosis. 

 
n=364 

N/A Interviews 30% 
[Yes] 

 

Would you want 
information about 
expected length of 

survival? 
Median 

age:  
51 years 

54%  
male 

Cancer diagnosis: 
 

Hematological 
malignancies: 19% 

Breast: 16% 
Nasopharyngeal: 10% 

Hepatoma: 10% 
Colon rectal: 9% 

Lung: 8% 
Gastrointestinal: 7% 
Head and neck: 6% 

Cervical: 3% 
Unknown and others: 

12% 
Uchida et al., 
Japan, 
201910 

To investigate 
experiences and 
preferences for 
disclosure of life 
expectancy, 
agreement between 
them, and the 
factors associated 
with preferences for 
disclosure of life 
expectancy with 
physicians among 
cancer patients 
undergoing 
radiation therapy. 

 
n=259f 

N/A Survey 45%f 
[Yes] 

Would you like 
information from your 
doctor about your life 

expectancy? 
Mean age: 
63 years 

49%  
male 

Patients undergoing 
radiation therapy with 
the following primary 

cancer sites: 
 

Breast: 39% 
Prostate: 28% 

Lung: 13% 
Colon: 2% 
Other: 17% 

Vehling et al., 
Germany, 
201511 

To analyze the 
association 
between 

 
n=55 

N/A Single-item 
questionnaire 

52% 
[Indicating 

Patient preferences 
for discussing 
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demoralization and 
the preference to 
discuss expected 
survival. 

Mean age: 
67 years 

46%  
male 

Site of terminal 
cancerous tumor: 

Lung: 36.4% 
Gastrointestinal: 20% 

Urogenital: 14.5% 
Gynecologic: 9.1% 
Breast: 5.5% Other: 

14.5% 

preferences to 
discuss] 

expected survival with 
a physician 

Walczak et 
al., Australia, 
201538 

To qualitatively 
explore responses 
to a nurse-led 
communication 
support program, 
incorporating a 
question prompt list 
promoting life 
expectancy and 
end-of-life-care 
discussions. 

 
n=31 

Estimated 
life 

expectancy:  
2-12 months 

Analysis of 
consultations 

and 
questionnaire 

19% 
[Clear interest] 

Patient preferences 
indicating whether or 

not they wished to 
discuss life 

expectancy during 
consultations 

Mean age: 
63 years 

55%  
male 

Primary site of 
advanced incurable 

cancer: 
Breast: 19.4% 
Lung: 16.1% 

Prostate: 16.1% 
Pancreas: 9.7% 
Bladder: 6.5% 

Mouth, nose and 
throat: 6.5% 

Ovaries: 6.5% 
Soft tissue: 6.5% 

Bowel and anus: 3.2% 
Cervix: 3.2% 
Kidney: 3.2% 
Stomach and 

esophagus: 3.2% 
Waller et al., 
Australia, 
201912g 

To determine in a 
sample of medical 
oncology 
outpatients: (1) the 
perceived 
importance of 
participating in 
advanced care 
planning activities; 
(2) the proportion of 
patients who have 
ever participated in 
advance care 
planning activities; 
and (3) the 

 
n=185 

N/A Survey 66%g,h 

[Yes] 
Would you want to 

discuss life 
expectancy with your 

doctor? 
Mean age:  
65 years 

19% 
male 

Cancer type: 
 

Breast: 49% 
Colorectal: 7.8% 

Hematology: 7.3% 
Melanoma: 6.7% 

Lung: 4.5% 
Prostate: 3% 
Other: 22% 
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proportion of 
patients who had 
not yet participated 
in advanced care 
planning activities 
who were willing to 
do so in next 
month. 

Waller et al., 
Australia, 
202127g 

To explore the 
relative influence of 
initiation source, 
information format 
and consultation 
format on preferred 
life expectancy 
disclosure using a 
vignette style 
discrete choice 
experiement among 
adult cancer 
survivors and 
whether patient 
age, cancer type or 
perceived 
prognosis were 
associated with 
preferences. 

n=302g 

N/A Survey 59%g 
[Preferred their 
doctor tell them 

their life 
expectancy as 
soon as they 

had the 
information] 

Patients were asked 
about their preferred 

initiation source 

Mean age: 
65 years 

42% 
male 

Cancer survivor: 
 

Breast: 34.4% 
Hematologic: 32.5% 

Colorectal: 9.9% 
Other: 9.3% 

Two or more cancers: 
4.6% 

Prostate: 4.3% 
Lung: 2.3% 

Melanoma: 0.3%  

Wright et al., 
United States 
of America, 
201044 

To examine 
whether patients’ 
preference for life-
extending 
care was 
associated with an 
increased use of 
intensive care at 
the end-of-life in a 
multisite, 
prospective, 
longitudinal study of 
patients with 
advanced cancer. 

 
n=301 

N/A Baseline 
interview 

within 
prospective 
cohort study 

73% 
[Yes] 

If your physician knew 
how long you had left 

to live, would you want 
him or her to tell you? 

<50 years: 
27.6% 
50-59 
years: 
26.3% 
60-69 
years: 
28.2% 

>70 years: 
20.9% 

53% 
male 

Advanced cancer: 
 

Gastrointestinal: 
35.6% 

Other: 33.2% 
Lung: 20.3% 

Breast: 11.5% 
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Zafar et al., 
Pakistan, 
201628 

To assess cancer 
patients’ 
preferences 
regarding 
disclosure of 
disease status and 
palliative care and 
end-of-life care. 

 
n=520i 

N/A Survey 60%i 
[Agreed] 

I want my 
physician/nurse or 
another healthcare 
provider to discuss 

with me in detail how 
long people who have 

a disease like mine 
can expect to live. I 
want to know the 
average, the best 

case scenario, and the 
worst case scenario 

Mean age: 
49 years 

49% 
male 

Primary tumor site: 
 

Breast: 22.5% 
Gastrointestinal tract: 

19.8% 
Gynecological/urologic
al/reproductive: 19.7% 

Head and 
Neck/Thyroid/Pituitary: 

11.2% 
Lymphoma/Leukemia: 

11% 
Others: 8.8% 
Lung: 2.7% 

Sarcoma: 1.7% 
Malignant tumor of 

bone: 1.6% 
Unknown: 1% 

Urological and surgical outpatients 

Clarke et al.,  
United 
Kingdom, 
200813 

To assess patients' 
interpretation of 
and desire to know 
information relating 
to life expectancy, 
in addition to 
establishing the 
most effective 
format for 
discussion. 

 
n=120 

N/A Questionnaire 
with 

interviewer 
present 

58% 
[Yes] 

Would you want to 
know your predicted 
life expectancy if it 
were available in 
clinical practice?  Mean age:   

69 years 
50%  
male 

Outpatients from 
urological and surgical 

clinics 

Patients with heart disease 

Deng et al.,  
United States 
of America, 
201714 

To investigate adult 
congenital heart 
disease patient 
preferences for 

 
n=152 

N/A Questionnaire 61% 
[Yes] 

Want information 
about life expectancy 
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advanced care 
planning and 
factors that impact 
preferences. 

Median 
age:  

33 years 

50% 
male 

Adult congenital heart 
disease patients 

O’Donnell et 
al., United 
States of 
America, 
201829 

To determine if 
early initiation of 
goals of care 
conversations by a 
palliative care–
trained social 
worker would 
improve prognostic 
understanding, 
elicit advanced care 
preferences, and 
influence care 
plans for high-risk 
patients discharged 
after heart failure 
hospitalization. 

 
n=50 

Estimated 
life 

expectancy 
at enrolment 

in trial ≤1 
year: 
64% 

Baseline 
survey within 

pilot 
randomized 
clinical trial 

66% 
[Indicated wish 
to be informed] 

Patient preference of 
wishing to be informed 

of a physician-
anticipated life 

expectancy less than 
1 year Mean age: 

72 years 
 

58%  
male 

Patients with 
advanced heart failure 

Narayan et 
al., United 
States of 
America, 
201743 

To characterize 
Heart failure patient 
preferences for, 
reactions to, and 
application of 
individualized 
Seattle Heart 
Failure Model 
prognostic 
information.c 

 
n=24 

Estimated 
mean life 

expectancy: 
7.7 years 

Semi 
structured 
interviews 

71% 
[Acceptors] 

Patient preferences 
for receiving survival 

estimates 
Mean age: 
57 years 

66.7% 
male 

Heart failure patients 

Tobler et al., 
Switzerland, 
201215 

To evaluate the 
preference for 
information about 
life expectancy of 
outpatients at a 
large adult 
congenital heart 
disease program.c 

 
n=200 

N/A Survey 35% 
[Endorsed 
wanting to 

know] 

Patients endorsed 
wanting to know when 

they would die if 
someone could tell 

them that Mean age:  
35 years 

52%  
male 

Adult congenital heart 
disease patients 

First time nephrology outpatients 
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Fine et al.,  
Canada,  
200516 

To assess whether 
patients would want 
voluntary disclosure 
by their physician of 
their survival should 
they need dialysis, 
and if so, why.  

 
n=100 

N/A Questionnaire 51% 
[Absolute need 

to know] 
46% 

[Would like to 
know] 

Patient preferences 
for information on 

actual life expectancy 
on dialysis 

Mean age: 
64 years 

67%  
male 

Patients attending an 
outpatient nephrology 
clinic for the first time 

Older patients 

Ahalt et al., 
United States 
of America, 
201242 

To determine the 
preferences for 
discussing 
prognosis of a 
diverse sample of 
older adults with 
late-life disability. 

 
n=60 

N/A Interviews 65%j 
[Wanted 

information if 
their doctor 

believed they 
may have less 
than 5 years to 

live] 
 

75%j 
[Wanted 

information if 
their doctor 

believed they 
may have less 
than 1 year to 

live] 

Would participants 
want information when 

given a hypothetical 
scenario in which their 
doctor believed they 
may have less than 5 
years/1 year to live? 

Mean age: 
78 years 

37% 
male 

Older adults with late-
life disability receiving 

care 

Kistler et al., 
United States 
of America, 
200617k 

To assess older 
adults' beliefs about 
physician-estimated 
life expectancy. 

 
n=116k 

N/A Questionnaire 
with 

interviewer 
present 

14%k 

[Strongly agree] 
52%k 

[Agree] 

I want my main doctor 
to talk to me about 

how long I might live 

70-84 
years: 69% 
≥85 years:  

31% 

33% 
 male 

Healthy 70+ years 
adults living in local 

continuing care 
retirement 

communities 
Lewis et al., 
United States 
of America, 
200618k 

To assess older 
adults' perspectives 
about continuing 

 
n=116k 

N/A Questionnaire 
with 

interviewer 
present 

52%k  

[Agree] 
To help make cancer 
screening decisions, I 
want my doctor to talk 

with me about how 



 16 

cancer screening 
later in life. 

Mean age: 
82 years 

 

33%  
male 

Healthy 70+ years 
adults living in local 

continuing care 
retirement 

communities 

long he/she thinks I 
might live 

Mathie et al., 
United 
Kingdom, 
201234 

To explore the 
views, experiences 
and expectations of 
end-of-life care 
among care home 
residents to 
understand if key 
events or living in a 
residential 
environment 
influenced their 
views. 

 
n=121 

N/A Interviews Minority 
[majority of 

residents said 
they did not 

want to, even 
though some of 
the care homes 
were using care 
home-specific 
palliative care 
support tools, 

including 
advance care 

plans] 

Residents were asked 
if they would like to 

talk to the staff about 
end-of-life 

Mean age: 
88 years 

22%  
male 

Care home residents 

Schoenborn 
et al., United 
States of 
America, 
201739 

To examine older 
adults’ preferences 
for how and when 
to discuss life 
expectancy in 
primary care. 

 

 
n=40 

Estimated 
life 

expectancy 
<10 years: 

48% 
Estimated 

life 
expectancy 
<4 years: 

20% 

Interviews 35% 
[Wanted to 
discuss life 

expectancy if it 
were longer 
than 1 year] 

33% 
[Wanted to 
discuss life 

expectancy only 
toward the end 

of life] 

Older adults were 
asked whether they 
want to discuss life 
expectancy in the 

range of years with 
their primary care 

clinicians 

Mean age: 
76 years 

42%  
male 

Community-dwelling 
older adults 

Schoenborn 
et al., 
United States 
of America, 
201819 

To examine older 
adults’ preferences 
for discussing life 
expectancy in a 
national sample. 

 
n=878 

Estimated 
life 

expectancy 
<10 years: 

31%  

Online survey 
with 

hypothetical 
patient 

scenario and 
estimation of 
appropriate 
timepoint to 
discuss the 
hypothetical 

life expectancy 

41% 
[Wanted to 

discuss] 

Patients were asked if 
they were the 

hypothetical patient, 
whether they would 
like to discuss how 

long they may live with 
the doctor 

Mean age: 
73 years 

 

45%  
male 

Older adults 
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Patients with Parkinson’s disease 

Tuck et al., 
United States 
of America, 
201520 

To determine 
preferences of 
patients with 
Parkinson’s 
disease for timing 
and initiation of 
discussions 
regarding 
treatment, 
prognosis, 
advanced care 
planning, and end-
of-life care options 
such as hospice. 

 
n=267 

N/A Survey 24% 
[At the time of 
the diagnosis] 

14% 
[During the next 

few visits] 
25% 

[Only when the 
disease 

worsens] 
24% 

[Wait until I ask] 

When should your 
doctor discuss life 

expectancy? 

18-49 
years: 
 4%l,m 

50-59 
years:  
17%l,m 

60-69 
years: 
43%l,m 

70-79 
years:  
26%l,m 

≥80 years:  
11%l,m 

61%m 
male 

Parkinson’s disease  

Inpatients with mixed advanced disease 

Kai et al., 
Japan, 199323 

To assess patient-
physician 
communication 
about terminal care 
in Japan. c 

 

n=201 
N/A Questionnaire 

survey 
45% 

[Candid 
information 

desired at all 
events] 

5% 
[Candid 

information 
desired if 
disease is 
curable] 

Patients’ preferences 
about candid 

information about 
diagnosis and 

prognosis Mean age: 
68 years 

51% 
male 

Mixed terminal disease 

Waller et al., 
Australia, 
202035 

To determine, in a 
sample of older and 
seriously ill 
Australian 
inpatients, 
preferences 
regarding location 

 
n=186 

Estimated 
life 

expectancy 
for inpatients 
≥55 years: 
≤12 months  

Interviews with 
survey 

23%n 
[No, but I would 

like to] 

Has anyone talked to 
you about your life 

expectancy? 

Mean age: 
81 years  

43%  
male 

Inpatients with 
advanced chronic 
obstructive lung 
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in which they 
receive end-of-life 
care and reasons 
for their choice; 
who is involved in 
end-of-life 
decisions; 
disclosure of life 
expectancy; goals 
of care; and 
voluntary-assisted 
dying. 

disease, advanced 
congestive heart 

failure, advanced liver 
disease, advanced 
cancer, advanced 
renal disease, ≥ 80 

years 

Members of the public with no specific diagnosis 

Cardona et 
al.,  
Australia, 
201921 

To investigate 
views, determinants 
and barriers to end-
of-life discussions 
for members of the 
public. c 

 
n=497 

 

N/A Online survey 
and face-to-
face in an 
attempt to 
capture the 
opinions of 

those without 
Internet 
access.  

24% 
[Yes, but only 
when I ask] 

68% 
[Yes, it is the 

doctors duty to 
tell me even if I 

don’t ask] 

If you had advanced 
chronic illness, would 

you like to be informed 
about whether it is 

likely that you may not 
live more than a few 

months? 

18-39 
years: 12% 

l 
40-59 

years: 13% 

l 
60-69 

years: 34% 

l 
70-79 

years: 30% 

l 
80+ years:  

12% l 

34%  
male 

Members of the public 

De Vleminck 
et al., 
Belgium, 
201422 

To describe public 
preferences for 
both themselves 
and their relatives 
on receiving 
information on end-
of-life care topics 
when faced with a 
life-limiting illness 

 
n=9,651o 

N/A Questionnaire 
with 

hypothetical 
scenario 

77%o 
[Yes, in principle 

always] 
14%o 

[Yes, only if I 
ask] 

Information preference 
of the studied 

population if they are 
faced with a life-

limiting illness to know 
their life expectancy 

with the disease 

15-24 
years: 14%l 

25-34 
years: 15%l 

35-44 
years: 18%l 

48% 
male 

Members of the 
general population 
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and to identify 
associated factors.  

45-54 
years: 18%l 

55-64 
years: 14%l 

65-74 
years: 10%l 

75+ years:  
10%l 

Harding et al., 
United 
Kingdom, 
201325 

To determine 
European citizens’ 
preferences, within 
a scenario of 
serious illness such 
as cancer with less 
than a year to live, 
for information 
disclosure 
regarding poor 
prognosis, the likely 
symptoms and 
problems, and the 
care options 
available, to 
measure variations 
between countries 
and to identify 
factors associated 
with preferences. 

 
n=9344 

N/A Telephone 
survey 

74% 
[Always] 

14% 
[If I ask] 

Patient preferences 
for wanting to know 
information on time 

left 
Mean age: 

51% 
34% 
male 

Members of the 
general public 

a: Some cells are empty due to the studies not reporting estimated life expectancy. 
b: Hagerty 2004 had varying proportions of patients answering the life expectancy section; 95% answered the specific question presented in eTable 3. 
c: Some studies had several aims; however, only the relevant aims are included in eTable 3.  
d: Mackenzie 2018 reported portion of patients that had not previously discussed life expectancy. This proportion is therefore based on the 127 patients that had not 
previously discussed life expectancy. Total of 17% had previously discussed their life expectancy. 
e: Pardon 2009 and Pardon 2011 are based on the same study population. This population is therefore represented twice in eTable 3. 
f: Uchida 2019 only had 226 patients (87.3%) completing the life expectancy section of the survey.  
g: Waller 2019 and Waller 2021 are based on the same study population but reported different outcomes and is therefore presented twice in eTable 3. 
h: Waller 2019 reported the portion of patients that had not previously participated in discussion of life expectancy. This proportion is therefore based on the 130 patients that 
in total had not previously discussed life expectancy. Total of 29.7% had previously discussed their life expectancy. 
i: Zafar 2016 preformed two surveys. 100 patients participated in repeated survey. The results in eTable 3 is from the initial survey with 520 patients. 
j: Ahalt 2012 reported two different outcomes regarding preference for discussing life expectancy. both are presented in eTable 3, but only the 5 years willingness is part of 
the data analysis. 
k: Kistler 2006 and Lewis 2006 are based on the same study population. This population is therefore represented twice in eTable 3 
l: The numbers does not add up to 100% due to decimal round ups. 
m: Tuck 2015 accepted incomplete surveys and the patient characteristics are therefore based on different numbers of patients; 255 patients disclosed their age and 253 
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disclosed their sex. 
n: Waller 2020 reported the portion of patients that had not previously discussed life expectancy. This proportion is therefore based on the 154 patients that in total had not 
previously discussed life expectancy. A total of 9% had previously discussed their life expectancy. 
o: De Vleminck 2014 had 2,372 patients (24.6%) not answering the life expectancy section. 
Abbreviations: N/A: no answer.
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Appendix 5 – Forest plots 
eFigure 1 Advanced versus non-advanced cancer 
Supplementary Figure 4. Forest plots over sub-analysis for advanced versus non-advanced in the cancer subgroup in RStudios.47 The forest plot has 
a range from 0 to 1, correlating to proportions of willingness to discuss life expectancy between 0% and 100%. For both patients with non-advanced 
cancer (n=10) and patients with advanced cancer (n=7) two studies is on the left side of the 0.5-axis meaning the proportions reported were below 
50%. 

 
* Hoesseini 2020 reported the proportion 100%, which equals a standard error of 0. To graphicly represent the 

study in this forest plot a simulated standard error of 1.0E-8 has been plotted. 
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eFigure 2 Geographical location 
Supplementary Figure 1. Forest plots over sub-analysis based on geographical location in RStudios.47 The forest plot has a range from 0 to 1, 
correlating to proportions of willingness to discuss life expectancy between 0% and 100%. For studies conducted in the West Asia (n=2) no study 
was to the left of the 0.5-axis. For studies conducted in Europe (n=6) one study was on the left side of the 0.5-axis meaning the proportions reported 
were below 50%. Among studies conducted in North America (n=12) and Australia (n=6) two studies per location were on the left side, meaning the 
proportions for discussing life expectancy were below 50%. Among studies conducted in East Asia (n=5) three studies were to the left or on the 0.5-
axis. 

 
* Hoesseini 2020 reported the proportion 100%, which equals a standard error of 0. To graphicly represent 
the study in this forest plot a simulated standard error of 1.0E-8 has been plotted. 
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eFigure 3 Age profile 
Supplementary Figure 2. Forest plots over sub-analysis based on age profile in RStudios47. The forest plot has a range from 0 to 1, correlating to proportions of 
willingness to discuss life expectancy between 0% and 100%. For studies conducted in the <50 years age group (n=5) one study is to the left of the 0.5 axis 
meaning the proportions for discussing life expectancy were below 50%. In the age group 50-64 years (n=13) four studies are on the left side of the 0.5 axis. In 
the age group ≥65 years (n=11) three studies reported a proportion as 50% or below. 

 
* Hoesseini 2020 reported the proportion 100%, which equals a standard error of 0. To graphicly represent the study 
in this forest plot a simulated standard error of 1.0E-8 has been plotted. 
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eFigure 4 Study design  
Supplementary Figure 3. Forest plots over sub-analysis based on study design in RStudios.47 The forest plot has a range from 0 to 1, correlating to proportions of 
willingness to discuss life expectancy between 0% and 100%. For Qualitative studies (n=10) three studies were to the left of the 0.5 axis, meaning the proportions 
for discussing life expectancy were below 50%. For Quantitative studies (n=21) five studies were on the left or on the 0.5 axis. 

 

* Hoesseini 2020 reported the proportion 100%, which equals a standard error of 0. To graphicly represent the study 
in this forest plot a simulated standard error of 1.0E-8 has been plotted.
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Appendix 6 - Comparison of studies 
eTable 4 – framing the question 
eTable 4 : Table categorizing the specific questions or prompts about life expectancy into two categorizes; 1) Questions framing the discussion about life expectancy as a part of the discussion 
about diagnosis/prognosis or 2) Questions about discussing life expectancy more directly with a healthcare professional.  

Study Question Life expectancy framed in 
context of diagnosis/prognosis 

Life expectancy asked 
about directly  

Ahalt et al., United States of 
America, 201242 

Would participants want information when given a 
hypothetical scenario in which their doctor believed 
they may have less than 5 years/1 year to live? 

 
X 

Arbabi et al., Iran, 20144 “Patients attitude toward nonverbal communication 
during diagnosis disclosure” X  

Butow et al., Australia, 19965 “Patient ratings of satisfaction with the information 
at diagnosis and the discussion about prognosis 
and treatment” 

X  

Cardona et al., Australia, 
201921 

“If you had advanced chronic illness, would you like 
to be informed about whether it is likely that you 
may not live more than a few months? “ 

 X 

Clarke et al., United 
Kingdom, 200813 

“Patients stated that they would want to know their 
predicted Life expectancy it if were available in 
clinical practice” 

 X 

Clayton et al., Australia, 
200536 

“Should palliative care doctors offer to discuss 
prognosis with you at certain times?” X  

De Vleminck et al., Belgium, 
201422 

“Information preferences of the studied population if 
they are faced with a life-limiting illness: my life 
expectancy with the disease” 

 X 

Deschepper et al., Belgium, 
200840 

Patient preferences regarding when and how they 
wanted to be informed. X  

Deng et al., United States of 
America, 201714 

“Reported that they wanted information about the 
estimated life expectancy of patients with their heart 
condition” 

 X 

Fine et al., Canada, 200516 “Patient preferences for the type of information 
requested from physician: Actual life expectancy on 
dialysis” 

 X 

Fujimori et al., Japan, 20076 “Patients’ preferences for communication when 
receiving bad news: Telling about your life 
expectancy” 

X  

Hagerty et al., Australia, 
20047 

“Participants indicated their preferences for 
prognostic information from a list of 15 specific 
information items: Average length of time you would 
be likely to live” 

 X 

Hardinger et al., United 
Kingdom, 201325 

Preferences for wanting to know information on 
time left  X 
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Hoesseini et al., The 
Netherlands, 202041 

To what extent do you think it is important to 
receive information about your life expectancy?  X 

Kai et al., Japan, 199323 Patients’ preferences about candid information 
about diagnosis and prognosis X  

Kistler et al., United States of 
America, 200617 

“Preferences for discussion about physicians’ 
estimates of life expectancy: 
(Statement: “I want my main doctor to talk to me 
about how long I might live”)” 

 X 

Lewis et al., United States of 
America, 200618 

“Attitudes about information important for 
individualized decision making: 
To help make cancer screening decisions, I want 
my doctor to talk with me about how long he/she 
thinks I might live” 

X  

Oskay-Özcelik et al., 
Germany 201830 

How honest would you like your doctor to be when 
it comes to informing you about details over your 
remaining life expectancy? 

 X 

Mackenzie et al., Japan, 
201824 

Patient preference for discussing life expectancy 
with radiation oncologist  X 

Mathie et al., United 
Kingdom, 201234 

“Residents were asked if they would like to talk to 
the staff about end-of-life” X  

Narayan et al., United States 
of America, 201743 

Preferences for Receiving Survival Estimates  X 

O’Donnell et al., United 
States of America, 201829 

Preference of wishing to be informed of a physician-
anticipated life expectancy less than 1 year  X 

Pardon et al., Belgium, 
2009+201131,32 * 

“Information preferences of the advanced lung 
cancer patients: information preferences statement: 
“I want to be informed about my life expectancy with 
the disease”” 

 X 

Saracino et al., United States 
of America, 202126 

Participants stated importance to know about their 
cancer prognosis X  

Schoenborn et al., United 
States of America, 201739 

Older adults were asked whether they want to 
discuss life expectancy in the range of years with 
their primary care clinicians 

 X 

Schoenborn et al., United 
States of America, 201819 

“Participants were asked if they were the 
hypothetical patient, whether they would like to 
discuss how long they may live with the doctor” 

X  

Schofield et al., Australia, 
20018 

“Patients were asked to recall the time when they 
were first told that they had cancer: patients were 
asked to report their actual experiences and their 
preferences for these issues: patient information 
and social support preferences: wanted information 
about how cancer would affect life expectancy” 

X  
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Shen et al., United States of 
America, 20189 

“To assess preferred communication, patients were 
asked, “if the doctor knew, would you want to know 
how long you have left to live?”” 

X  

Sherman et al., United States 
of America, 201837 

Patients were asked about their preferences on 
information during prognosis X  

Tang et al., Taiwan, 200433 “patients’ preferences of being informed of their 
diagnosis and prognosis: detailed disease-related 
information: expected length of survival” 

X  

Tobler et al., Switzerland, 
201215 

“Information about patients’ preferences for dealing 
with their own death and dying”  X 

Tuck et al., United States of 
America, 201520 

“Patients responding to “when should your doctor 
discuss life expectancy?””  X 

Uchida et al., Japan, 201910 “Patients’ preferences for life expectancy disclosure 
assessment: “would you like information from your 
doctor about your life expectancy?”” 

 X 

Vehling et al., Germany, 
201511 

Patient preferences for discussing expected 
survival with a physician  X 

Walczak et al., Australia, 
201538 

Patient preferences indicating whether or not they 
wished to discuss life expectancy during 
consultations 

 X 

Waller et al., Australia, 
201912 

“Willingness of patients who had not participated in 
ACP activities already to do so in the next month: 
discussed life expectancy with his/her doctor” 

X  

Waller et al., Australia, 
202035 

“patients’ views and experiences in talking and 
making decisions about your future medical care, 
including end of life care: “Has anyone talked to you 
about your life expectancy?”” 

 x 

Waller et al., Australia, 
202127 

Patients were asked about their preferred initiation 
source  X 

Wright et al., United States of 
America, 201044 

‘If your physician knew how long you had left to live, 
would you want him or her to tell you?’’  X 

Zafar et al., Pakistan, 201628 I want my physician/nurse or another healthcare 
provider to discuss with me in detail how long 
people who have a disease like mine can expect to 
live. I want to know the average, the best case 
scenario, and the worst case scenario 

 X 

*: Pardon et al. 2009 and Pardon et al. 2011 are based on the same study population. The life expectancy question was identical, and the two studies are therefore only 
represented once in this table. 
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eTable 5 – answer key 
eTable 5 : Table depicting the different answer possibilities. Studies are categorized into four types; 1) The patients were given a statement, to which they had to agree or disagree. 2) Patients 
were allowed to check answers of multiple-choice lists. 3) Patients were asked a prompt and the answers were therefore free speech or free text. 4) Patients were asked a Yes/No questions.  
Three studies did not clearly specify which answer possibilities for the patients, and they are therefore not included in eTable 5, but mentioned below. 

Statement  Multiple-choice Prompts Yes/No 

Study Answer 
possibilities Study Answer possibilities Study Answer possibilities Study Answer possibilities 

Arbabi et al., 
Iran, 20144 

Agree; 
disagree 

Cardona et 
al., 
Australia, 
201921 

Yes, but only when I ask; 
Yes, it is the doctors duty to 
tell me even if I don’t ask; 
No, I’d prefer not to know 
details but my family can 
hear from the doctor; No, 
I’d prefer the doctor not to 
tell me or my family; I’m not 
sure 

Mathie et al., 
United 
Kingdom, 
201234 

The residents were asked 
if they would like to talk to 
staff about end-of-life, and 
the majority of residents 
said they did not want to, 
even though some of the 
care homes were using 
care home-specific 
palliative care support 
tools, including advance 
care plans. 

Clarke et 
al., United 
Kingdom, 
200813 

Would you wish to know 
your predicted life 
expectancy if available? 
(Yes; No) 

Kistler et al., 
United States 
of America, 
200617 

Likert scale: 
Strongly 
disagree; 
disagree; 
agree; strongly 
agree 

De 
Vleminck et 
al., Belgium, 
201422 

Yes, in principle always; 
Yes, only if I ask; No; Don’t 
know 

Schoenborn et 
al., United 
States of 
America, 
201819 

The doctor asks Mr. 
Jackson whether he would 
like to talk about how long 
he may live. If you were 
Mr. Jackson, how would 
you answer? 

Deng et al., 
United 
States of 
America, 
201714 

Would you want 
information about 
estimated life expectancy 
of patients with your heart 
condition? 
(Yes; No; Unsure) 

Lewis et al., 
United States 
of America, 
200618 

Agree; 
disagree 

Fine et al., 
Canada, 
200516 

Do not want to know; 
Would like to know; 
Absolute need to know 

Clayton et al., 
Australia, 
200536 

What information do you 
think is important for your 
palliative care doctor to tell 
you (or the person you 
care for) about your (their) 
prognosis? 

Hagerty et 
al., 
Australia, 
20047 

Patients indicated their 
prefereces for prognostic 
information from a list of 15 
specific information items 
by ticking yes or no and 
indicated in an open-
question format why. 
(Yes; No) 

Pardon et al., 
Belgium, 
2009+201131,32 
* 

Likert scale: 
Totally 
disagree; 
disagree; 
rather 
disagree; 
rather agree; 
agree; totally 
agree 

Tuck et al., 
United 
States of 
America, 
201520 

At the time of diagnosis; 
during the next few visits; 
Only when the disease 
worsens; wait until I ask; 
never; unsure. 

Ahalt et al., 
United States 
of America, 
201242 

Using the example of a 
prognosis of less than 5 
years to live, interviewers 
then asked a series of 
open-ended questions to 
further explore patient 
preferences for discussing 
prognosis 

Schofield et 
al., 
Australia, 
20018 

Wanted information about 
how cancer would affect 
other aspects of life  
(Yes; No; Not sure) 
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Fujimori et al., 
Japan, 20076 

Likert scale: 
Strongly 
prefer; prefer; 
No preference 
either way; do 
not prefer; 
strongly do not 
prefer 

Waller et 
al., 
Australia, 
202035 

Yes; No, but I would like 
this information; no, and I 
do not want this 
information; unsure 

Deschepper et 
al., Belgium, 
200840 

There was considerable 
variation and contrast in 
the preferences of patients 
regarding when and how 
they wanted to be 
informed. 

Shen et al., 
United 
States of 
America, 
20189 

If the doctor knew, would 
you want to know how long 
you have left to live? 
(Yes; No; Do not know) 

Hoesseini et 
al., The 
Netherlands, 
202041 

4-point likert 
scale: not at 
all important to 
very important  

Hardinger et 
al., United 
Kingdom, 
201325 

Always; If I ask; No; Don’t 
know 

Schoenborn et 
al., United 
States of 
America, 
201739 

Older adults were asked 
whether they want to 
discuss life expectancy in 
the range of years with 
their primary care 
clinicians. 

Tang et al., 
Taiwan, 
200433 

Preferences for being 
informed of detailed 
disease-related information 
about expected length of 
survival 
(Yes; No) 

Saracino et al., 
United States 
of America, 
202126 

Extremely 
important; 
Very 
important; 
Somewhat 
important; A 
little important; 
Not at all 
important; 
Missing 

Kai et al., 
Japan, 
199323 

Candid information desired; 
No information desired; Do 
not know 

Sherman et 
al., United 
States of 
America, 
201837 

Another aspect of 
preparedness concerned 
how best to manage 
evolving interactions with 
the medical team. 
Participants addressed 
challenges in ensuring 
access to and clear 
communication with their 
clinicians, obtaining 
adequate symptom control, 
and dealing with perceived 
gaps in services. 

Uchida et 
al., Japan, 
201910 

Would you like information 
from your doctor about 
your life expectancy?  
(Yes; no) 

Zafar et al., 
Pakistan, 
201628 

Agreed; 
Disagreed 

Waller et 
al., 
Australia, 
202127 

Doctor should wait until you 
ask before telling you your 
life expectancy; Doctor 
should tell you your life 
expectancy as soon as 
he/she has some 
understanding of what it 
might be 

  Waller et al., 
Australia, 
201912 

Willingness of patients who 
had not participated in ACP 
activities already to do so 
in the next month 
(Yes; No; Unsure) 

Walczak et al., 
Australia, 
201538 

No interest; 
Clear interest; 
Unclear 
interest 

Vehling et 
al., 
Germany, 
201511 

Yes; No, but I would 
currently want to; No, I do 
not want to discuss this. 

  Mackenzie 
et al., 
Japan, 
201824 

Would you like to talk to 
your doctor about your life 
expectancy? 
(Yes; No) 

  Oskay-
Özcelik et 
al., 

Details over your remaining 
life expectancy should; Be 
as specific as possible; Just 

  Narayan et 
al., United 
states of 

Willingness to accept 
individualized prognosis 
(Acceptors; Decliners) 



 30 

Germany 
201830 

be specific enough; I don’t 
want to know 

America, 
201743 

      Wright et 
al., United 
states of 
America, 
201044 

Desire for prognostic 
information 
(Yes; No) 

*: Pardon et al. 2009 and Pardon et al. 2011 are based on the same study population. The answer possibilities were identical, and the two studies are therefore only represented once in eTable 5. 
 
Studies that did not clearly specify the answer possibilities: 

• Butow et al., Australia, 19965 
Patients ratings of satisfaction with the information at diagnosis and the discussion about prognosis and treatment. Life expectancy was discussed with 27% of patients whereas 57% 
wanted to discuss this. 

• O’Donnell et al., United States of America, 201829 
66% indicated wish to be informed of a physician-anticipated life expectancy less than 1 year. 

• Tobler et al., Switzerland, 201215 
Although only 69 of 200 patients (35%) endorsed wanting to know when they would die if someone could tell them that 
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Appendix 7 – Sample size calculations 
eTable 6 – Calculations of influence of sample sizes 
eTable 6 : Table depicting the different calculations of proportion ranges, medians and interquartile ranges (IQR). 

Analysis New result New result excluding below 100 participants 
Overall  19-100% 

Median:61% 
IQR:50-73 

21-97% 
Median:61% 
IQR:48-77 

Qualitative studies  19-100% 
Median: 68% 
IQR: 30-73 

23-89% 
Median: 52% 
IQR: 27-81 

Quantitative studies 21-97% 
Median: 61% 
IQR: 51-66 

21-97% 
Median: 61% 
IQR: 51-74 

<50 years 35-61% 
Median:60% 
IQR: 57-61 

35-61% 
Median:60% 
IQR: 57-61 

50-64 years 19-97% 
Median: 61% 
IQR: 45-87 

21-97% 
Median: 61% 
IQR: 48-88 

≥ 65 years 23-100% 
Median: 65% 
IQR: 51-66 

23-66% 
Median: 54% 
IQR: 41-66 

Patients with heart disease 35-71% 
Median: 64% 
IQR:48-69 

35-61% 

Older patients 41-68% 
Median: 66% 
IQR: 53-67 

41-66% 

Patients with cancer 19-100% 
Median: 61% 
IQR: 51-81 

21-94% 
Median: 61% 
IQR:54-77 

Sub cancer 
Advanced 

19-94% 
Median: 73% 
IQR: 37-85 

21-94% 
Median: 81% 
IQR: 73-89 

Sub cancer  
Non advanced 

30-100% 
Median: 59% 
IQR: 51-61 

30-66% 
Median: 58% 
IQR:51-61 

Sub cancer 
<50 years 

N/A 57-61% 
Median: 60% 
IQR:59-61 

Sub cancer  
50-64 years 

19-94% 
Median: 58% 

21-94% 
Median: 60% 
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IQR: 38-84 IQR:45-87 
Sub cancer  
≥ 65 years 

52-100% 
Median: 66% 
IQR:59-83 

N/A 

West Asia 60-61% 
Median: 61% 
IQR:60-61 

60-61% 
Median: 61% 
IQR:60-61 

East Asia 30-58% 
Median:45% 
IQR:45-51 

30-58% 
Median:45% 
IQR:45-51 

North America 21-97% 
Median:67% 
IQR:63-80 

21-97% 
Median: 70% 
IQR: 51-91 

Australia 19-81% 
Median:59% 
IQR:23-66 

23-81% 
Median:61% 
IQR:57-66 

Europe 35-100% 
Median:73% 
IQR:52-89 

35-89% 
Median:73% 
IQR:47-88 

Abbreviations: N/A: no answer.
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