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16 ABSTRACT
17 Objective

18 Many older people with cancer live with multimorbidity. Little is understood about the 
19 cumulative impact of old age, cancer and multimorbidity on self-management. This 
20 qualitative systematic review and synthesis aimed to identify what influences self-
21 management from the perspective of older adults living with cancer and multimorbidity. 

22 Methods 

23 Six databases were systematically searched for primary qualitative research reporting older 
24 adults’ experiences of living with cancer and multimorbidity (e.g. Medline, Embase, and 
25 CINAHL). A thematic synthesis was guided by Shippee’s model of cumulative complexity. 
26 Text labelled as results in the included papers was treated as data. 

27 Results 

28 Twenty-eight studies were included. While the included studies varied in their focus, our 
29 analysis highlighted a number of important themes consistent across the studies.  Health 
30 conditions with the greatest negative impact on independent living assumed the greatest 
31 importance, sometimes meaning their cancer was a low priority. Self-management practices 
32 seen as likely to interfere with quality of life were deprioritised unless viewed as necessary to 
33 maintain independence. When burden outweighed capacity, people were reluctant to ask for 
34 help from others in their social network. The contribution of formal healthcare services to 
35 supporting self-management was relatively peripheral. 

36 Conclusions 

37 Old age and multimorbidity together may complicate self-management after cancer, 
38 threatening health and well-being, creating burden and diminishing capacity. Older adults 
39 prioritised self-management practices they considered most likely to enable them to continue 
40 to live independently.

41 The protocol was registered with Prospero (CRD42018107272).

42 Keywords review; multimorbidity; qualitative; self-management; synthesis; cumulative 
43 complexity; burden of treatment; patient capacity; quality of life
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44 INTRODUCTION

45 Cancer incidence is strongly correlated with age, with nearly 50% of individuals diagnosed 
46 with cancer aged over 70 years[1]. At any age, cancer can have a substantial impact on an 
47 individual’s independence, as treatment side-effects can reduce the ability to maintain normal 
48 daily activities.  Almost a quarter of those living with and beyond cancer (LWBC) report 
49 poor health or disability after primary cancer treatment [2].  Individuals can experience side-
50 effects such as pain, breathlessness, and fatigue, as well as psychological problems including 
51 anxiety, depression and loss of confidence [3].  However older adults are at increased risk of 
52 the side-effects of some cancer-related treatments and common features of aging may be 
53 aggravated by cancer treatment [4]. Older adults often lack the physiological reserves 
54 required to effectively recover from acute toxicities. In turn, this leads to ongoing problems 
55 related to quality of life (QoL) (a subjective concept, with a multidimensional perspective 
56 that encompasses physical, emotional, and social functioning[4]) [5]. In addition, older adults 
57 are more likely to have poorer literacy and numeracy skills, with less access to transportation, 
58 social support, or financial resources compared to younger adults LWBC.[6] Consequently, 
59 older adults may find it difficult to self-manage symptoms, complex therapeutic routines, 
60 self-monitoring, self-assessment and interactions with healthcare providers and organisations. 
61 Self-management refers to ‘the care taken by individuals towards their own health and 
62 wellbeing: it includes the actions people take for themselves … to care for their long term 
63 conditions]’[7].
64
65 While cancer is a substantial health challenge, in older age it is often diagnosed in the context 
66 of other health needs that can complicate  diagnosis, treatment, and management [8, 9]. Over 
67 75% of people with cancer report at least one other condition, and multimorbidity (defined 
68 here as the co-existence of two or more conditions) increases with age [10]. Older adults 
69 LWBC are more likely to have pre-existing conditions and to experience poorer physical 
70 functioning than younger people with cancer [4, 9] and frequently report long-term support 
71 needs for management of complex health conditions after cancer treatment [11]. The number 
72 of people living with multimorbidity is rising with an ageing population [12]. Further 
73 conditions are also likely to develop after- and perhaps as a consequence of cancer and its 
74 treatment. These include diabetes, cardiovascular disease, neuropathy, or renal impairment 
75 [9, 13].  Leach et al[14]   reported that older adults have an average of five long-term 
76 conditions, two of which develop after a cancer diagnosis. The onset of these conditions may 
77 be a consequence of aging, behavioural/genetic risk factors, or due to late/long-term effects 
78 of cancer treatments. Additional conditions may negatively impact cancer recovery, 
79 longevity, and reduce QoL[4].  
80
81 Little is understood about how ageing and multimorbidity interact and influence outcomes in 
82 the context of self-management in cancer specifically. Clinical trials in oncology have often 
83 excluded older people or people living with frailty or multimorbidity [9, 13, 15]. Thus, 
84 clinicians have little evidence to help treat this age group[15]with a scarcity of evidence-
85 based treatment guidelines and challenges in extrapolating study findings [9]. This hinders 
86 our ability to understand the long-term impact of cancer and its treatment, particularly in the 
87 case of those who are living with multiple other conditions[4]. These individuals may find it 
88 difficult to self-manage the disabling effects of symptoms, complex therapeutic routines, self-
89 monitoring, self-assessment and interactions with healthcare providers and organisations 
90 [16]. A review by Kenzik et al [11] identified patterns of health care use in older adults after 
91 cancer. These included long‐term hospitalizations, long‐term care facility placement after 
92 cancer treatment, or home health care needs after cancer.  However, the authors did not find 
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93 any studies that addressed the potential impact of cancer on long‐term care needs of the older 
94 adults. Kenzik et al [11] identified a focus on the aging population as a high‐priority gap in 
95 the evidence. When older people have needs that arise from other conditions, these must be 
96 co-managed alongside their cancer, potentially leading to increased work and burden for the 
97 patient and their families.  For example, the risk of polypharmacy (i.e. taking multiple 
98 medications)  is higher for people living with and beyond cancer because this group are often 
99 prescribed a considerable number of medications, for both cancer management and for 

100 supportive care[4]. This increases the risk of drug interactions, morbidity and adverse events, 
101 especially for older adults who may already taking a number of medications for other 
102 conditions. 
103
104 In order to understand the complex experience of older adults, we drew on Shippee’s 
105 cumulative complexity model (CCM). This model sets out a mechanism by which 
106 complicating factors at individual patient level interact to affect self-management, utilisation 
107 of healthcare services and health outcomes (see Figure 1. below)[17].  An imbalance between 
108 the workload of demands and capacity to address these is likely to result in poor 
109 outcomes[17]. As burdens accumulate and increase in complexity, patients may be less able 
110 to cope with demands placed on them. Self-management requires patients to balance the 
111 workload of everyday life with the workload of managing their own health, mobilise and 
112 coordinate resources, and manage any limitations to their own capacity to do this work[17]. 
113 Treatment and illness burdens compound the picture, with negative outcomes leading to 
114 further imbalance, resulting in complexity accumulating over time[17].
115
116 This synthesis analyses findings from multiple qualitative studies to inform understanding of 
117 how older adults manage complexity associated with multiple health conditions in the context 
118 of ageing and LWBC.  The review question was: “What do older adults living with and 
119 beyond cancer and multimorbidity report as influencing self-management?” In line with the 
120 CCM, we focus here on patient capacity and burden of treatment. These constructs informed 
121 the search strategy and defined dimensions of interest for analysis. 
122
123 INSERT FIGURE 1 
124

125 METHODS

126 Systematic review procedures were used for study selection and data extraction, together with 
127 a comparative thematic approach to analysis and synthesis [19]. Our focus on identifying 
128 studies that yielded qualitative data reflected a primary aim to review perspectives and 
129 experiences of living with old age, cancer and multimorbidity.  In contrast to systematic 
130 reviews, qualitative syntheses of this kind aim to give deeper conceptual insight through the 
131 synthesis of a group of related studies, using induction and interpretation to mirror the 
132 qualitative methods of the individual studies included[19].

133 This review was written using guidelines from the Enhancing transparency in reporting the 
134 synthesis of qualitative research (ENTREQ) tool[20]. 

135 SEARCH STRATEGY

136 A dearth of MeSH terms for multimorbidity necessitated an iterative approach to developing 
137 a search strategy [18]. We drew on methods outlined by Gallacher et al. for conducting a 

Page 4 of 77

http://mc.manuscriptcentral.com/pon

Psycho-Oncology

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For Peer Review

5

138 qualitative systematic review of a novel construct[21].We initially carried out a series of 
139 scoping searches to identify key articles that fitted our proposed inclusion criteria. This 
140 process included citation tracking (forward searching of studies that have cited the paper), 
141 reference tracking (backwards search of studies referenced in articles) and ‘berry picking’ of 
142 ‘clusters’ of similar papers often found together. We also used the ‘related articles’ function 
143 in databases. We drew on strategies used in existing similar reviews to develop as 
144 comprehensive a search as possible [18]. A Research Engagement Librarian (VF) was 
145 involved in the development of search strategy [21].

146 A systematic search of the literature was carried out between June and July 2018 (See 
147 Appendix A).  The following databases were used: Medline via Ovid, Embase via OVID, 
148 CINAHL via EBSCO, PsycINFO, via EBSCO, Web of Science and SCOPUS.

149 The search was updated in May 2020 in advance of publication.

150 DATA COLLECTION AND ANALYSIS

151 Abstract and title screening of all papers was undertaken independently by TC and AC based 
152 on pre-specified inclusion criteria (Table 1). Differences in judgement were resolved by JB. 
153 Full-text articles were obtained and assessed by TC and AC. 

154 INSERT TABLE 1 
155 A data extraction sheet informed by the CCM was designed a priori. Extraction of data was 
156 carried out independently by AC and TC, with a 5-10% cross-check to ensure consistency. 
157 The results/findings sections of each paper were extracted, to reflect participant views (not 
158 author’s interpretations), and treated as formal data. We extracted data related to those 
159 participants who were identified as being aged 65 or older (or were considered “older adults” 
160 by the authors of the included study as per our inclusion criteria in Table 1.), and who were 
161 identified as having another condition alongside their cancer diagnosis. When papers focused 
162 on the experience of living with specific comorbidities or multimorbidity, data were extracted 
163 related to those participants identified as having had cancer as one of their conditions. Papers 
164 that included data from family or other unpaid caregivers were also extracted for analysis if 
165 they referred to the lived experiences of older adults with multimorbidity. Results relating to 
166 health care professionals’ (HCPs) views or experiences were not included. 
167 Quality assessment/ Appraisal
168 Included articles were assessed using the Critical Appraisal Skills Programme (CASP) 
169 tool[22], to consider the quality parameters of qualitative work. We did not exclude articles on 
170 the grounds of quality alone but relative quality of included studies was considered during 
171 analysis. Quality assessment was undertaken by TC and AC during the data extraction process. 
172 Differences of opinion were discussed and reviewed by JB. See Appendix B for more 
173 information.

174 Data analysis and synthesis
175 Data were first analyzed using systematic reading, familiarization and open coding, 
176 undertaken independently and then in collaborative data analysis workshops with TC, AC 
177 and JB. Directed content analysis was used to map codes to the main constructs of the CCM, 
178 namely the dimensions of interest denoted in Table 1. (Patient workload, Patient capacity, 
179 Workload and capacity balance, and outcomes of imbalance).  Themes were developed with 
180 reference to the CCM but we remained open to other interpretations and lines of enquiry, 
181 constantly testing the extent to which the CCM helped to interpret, characterise and explain 
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182 the data. The unit of analysis was the theme rather than the prevalence or frequency of 
183 statements.  Themes were discussed and iterated in workshops until consensus was reached. 
184 We used Microsoft Excel to manage records and data throughout the review. 

185 RESULTS 

186 Thirty papers reporting 28 individual studies were included in the final analysis (see 
187 Supplementary Table 1 for detail on included studies and Supplementary Table 2 for 
188 Participant characteristics). Figure 2 depicts the PRISMA flow diagram of studies identified 
189 and excluded at each stage of the review.

190 The included studies varied widely in their focus. Only six of the included studies sought to 
191 explicitly explore the experiences of older adults LWBC with multimorbidity or complex 
192 health needs [25, 32-36]. Fifteen studies focused on the experiences of older adults LWBC 
193 [23, 24, 26-31, 37-44] and tenen of these studies focused exclusively on women with breast 
194 cancer [23-31, 43]. Another four studies sought to describe the experiences of people with 
195 cancer, without focusing explicitly on age or multimorbidity [45-48]. Four papers focused on 
196 multimorbidity [49-52], without a specific focus on cancer. Three of these studies focused 
197 exclusively  on older adults [49, 51, 52].

198 Most studies employed qualitative in-depth, semi-structured interviews. While the majority 
199 did not report the relationship between researcher and participants (a criterion for quality 
200 using the CASP tool), studies largely met the quality criteria outlined in the CASP tool [22] 
201 (See Appendix B).

202 The findings below illustrate how old age and multimorbidity can accumulate to complicate 
203 self-management and threaten health and well-being, adding burden and diminishing 
204 capacity. Five themes are presented and Appendix C provides a summary table of which 
205 studies contributed to which theme. Quotes are presented with as much detail about the 
206 participant as possible, based on the information provided in the original text from which it 
207 was taken. While space to present illustrative quotes s limited in this paper, many more 
208 supporting quotes can be accessed in Appendix D.

209 INSERT FIGURE 2. PRISMA flow diagram of studies identified and excluded at each 
210 stage of the review

211 Burden and capacity for health-related work 
212 Existing health-related work complicated engagement with self-management after cancer. 
213 Numerous practical tasks required coordination, including taking medications, making 
214 lifestyle changes and symptom monitoring. Physical restrictions and mobility problems could 
215 interfere with symptom management and complicate participants’ access to care.  A lack of 
216 social support or financial resources further diminished personal capacity to self-manage.  
217 Findings reflected a picture of increasing burden against diminishing capacity, and an 
218 accumulation of complex work.

219 For some, previous experience of health-related work enhanced capacity to self-manage. 
220 Rather than accumulating complexity, some had developed coping strategies and an ability to 
221 navigate the healthcare system prior to their cancer diagnosis. They considered multiple 
222 conditions a normal part of life that required frequent attention, similar to a job. For these 
223 individuals, cancer was embedded into a pre-existing routine of healthcare-related work and 
224 established skills, and they were able to successfully self-manage their conditions. 
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225 Individuals deployed a variety of self-directed coping strategies to manage increasing 
226 complexity, striving for control of their health care decisions and management.  Many 
227 described omitting health-related tasks from their daily routine if they were considered less 
228 pertinent or perceived as causing a workload-capacity imbalance. Such decisions were 
229 motivated by a strong desire to maintain autonomy and continue to live independently, as 
230 well as self-efficacy and personal beliefs about ageing and health. The next section details 
231 how these factors influence strategies deployed. 

232 I was always very physical… I used to be a great walker … Because of the pain, I was 
233 walking less … I gradually had to decrease the things that I did on foot… Now I’m packing 
234 around 20 or 30 pounds more than I should … And I know my osteoarthritis would be better 
235 if I didn’t have that weight. I think I eat fairly carefully but obviously I don’t get enough 
236 exercise … to burn it off … And I can’t exercise a lot because of my arthritis so … it’s a 
237 vicious circle. (Participant quote: a woman in their 70's who had arthritis, back problems, 
238 cancer, cataracts, heart disease and urinary incontinence [49]).

239 Older adults frequently spoke about actively choosing to disengage with healthcare practices 
240 that interfered with their QoL. They rejected healthcare plans perceived to be too challenging, 
241 unacceptable, or too difficult to integrate into an already busy and complex routine. 
242 Individuals expressed concerns about polypharmacy and compounding side-effects.  In 
243 addition to threats to independent living, negative past experiences of treatment or scepticism 
244 about the efficacy of medications in the context of existing conditions and ageing were 
245 problematic. The relationship between cancer and health-related behaviours was perceived as 
246 distal and some expressed a belief that the link was not supported by scientific evidence. 
247 Others believed that self-management strategies for certain combinations of conditions were 
248 contradictory (e.g. medications that led to weight gain but obesity led to worsened 
249 symptoms). Some individuals decided to adhere to the recommendations for the condition 
250 they prioritised, and rejected the seemingly conflicting self-management recommendation. 

251 Desire to maintain autonomy 
252 Individuals prioritised functional ability and autonomy. Conditions perceived as having the 
253 most impact on daily living assumed the greatest importance for older adults. Symptoms or 
254 health-related work that impacted on QoL were a source of frustration. Participants 
255 frequently voiced upset at needing to limit participation in valued activities. 

256 Decreased ability to remain functionally independent challenged participants’ self-identity as 
257 autonomous individuals. They described coming to terms with a change in their social-role 
258 and disappointment at no longer being able to support or care for others.  A number described 
259 facing illness with stoicism; the acceptance of functional limitations was viewed as a way of 
260 maintaining control and not letting problems take over their lives. Some contended that 
261 nothing could be done to change the inevitability of chronic conditions in old age. 

262 It's just like having a job really… you have to learn to live with. It's the way I look at it. 
263 There’s so many people. I’m not the only one with it… I feel like it's just a normal thing that 
264 in life you deal with what you've got and make the best of it and don’t go crying around about 
265 it. Just deal with it and go on with it. (Participant quote: participant in their 70's, arthritis, 
266 high blood pressure, and a history of cancer[52]).

267 Illness was largely expected and accepted as part of aging. However, “feeling old” was linked 
268 to physical impairment rather than chronological age. Some participants described how 
269 functional limitations decreased QoL and contributed to a growing perception of themselves 
270 of being ‘old’. For others, the belief that age is not “chronological” encouraged them to work 
271 to maintain characteristics associated with youth and independence. Within the context of 
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272 deteriorating health or reduced capacity accompanying old age, there was an acceptance of 
273 death by many individuals, with some suggesting that a life further disrupted by illness and 
274 functional disability, was not worth living.

275 “I want to be self‐sufficient. I don't want to be sick. Until I'm overwhelmed, I want to be able 
276 to deal with it [my illness] on my terms”( Participant quote [45].)

277 Reaction to cancer (and its consequences) complicated by pre-existing conditions and 
278 ageing
279 Prior to their cancer diagnosis, many had already come to terms with living with complex 
280 health needs. Previous experiences influenced how individuals thought about cancer, with 
281 some considering it “Just another thing to add to the list”. Cancer was rarely cited as having 
282 an impact compared to more invasive, disabling or challenging health conditions (such as 
283 osteoarthritis) that severely interrupted daily activities and functional abilities. After 
284 treatment had ended, cancer was viewed as relatively unproblematic and not a major 
285 contributing factor to functional limitations. Many described cancer as treatable and 
286 something that had happened it the past; it was not considered a chronic disease. The 
287 importance of cancer receded following treatment, in the context of more pressing health and 
288 social problems. 

289 ‘I rather wish I could say I’ve survived diabetes. I think that’s more important’ (Participant 
290 quote: male colorectal cancer, 7 years post- diagnosis[48]).

291 However, when the effects of cancer persisted beyond the end of treatment and impacted on 
292 daily life, cancer was prioritised over other co-existing chronic conditions. In some cases, 
293 unexpected but long-lasting side-effects of treatment caused on-going problems with simple 
294 daily activities, and also interfered with self-management of their co-existing conditions (e.g. 
295 mobility problems). Further, complex multimorbidity and old age was seen by some to 
296 negatively affect QoL during and beyond cancer treatment and occasionally worsened 
297 adverse effects from cancer treatments.  

298 Some expressed a belief that there was something different about cancer, describing it as 
299 more disruptive than their pre-existing conditions. These older adults grew up at a time when 
300 cancer was less treatable, and thus for many, a diagnosis was viewed as a “death sentence”. 
301 Cancer was often discussed in the context of a profound awareness of mortality. For those 
302 who felt they had lived sufficiently long lives, cancer was feared less. A few individuals 
303 expressed a sense of optimism and positivity, noting that surviving cancer had bolstered their 
304 sense of resilience.  However, for most, the experience of cancer had heightened fears about 
305 functional vulnerability, and in turn, the risk of becoming dependent or a burden on others. 
306 The role of age was particularly evident in discussions about perceived ability to withstand 
307 potential future treatment for cancer. 

308 Some individuals described how uncertainty about cause of symptoms exacerbated fears of 
309 recurrence. Given the complexity associated with having multiple conditions, it was difficult 
310 for people to ascertain the precise source of symptoms. It was often unclear if symptoms were 
311 due to cancer, their co-existing chronic condition(s), their age, or the interaction of multiple 
312 factors. In some cases, the attribution of cause to pre-existing conditions/aging had a positive 
313 effect, leading to reduced distress and increased acceptance of reduced capacity.

314 Resistance to asking for help from social networks
315 It was difficult for older adults to balance their personal need for support with striving for 
316 control and maintaining autonomy. Individuals raised concerns about reaching out for help 
317 from neighbours and extended family members. When help was received, people were 
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318 grateful for the emotional and practical support of others.  However, there was reluctance to 
319 burden others with requests for help in attending appointments or with household chores. 
320 Some highlighted the difficulty in talking about their health with other people, fearing that 
321 although their complex health was central to their lives, it may not be of interest to others.

322  “One feels sorry for oneself, in the sense that one loses one’s independence and you become 
323 dependent on others. My daughter has to drive me. I have to phone her and she has to adjust 
324 her schedule if she can. If she can’t, I have to adjust my schedule … I do feel unduly 
325 restricted.…. I can’t go where I want to go, when I want to go – even the short distances … 
326 I’d say that’s one of my biggest frustrations” (Participant quote [49].)

327 There was a sense that being older contributed to social isolation, not simply due to cancer or 
328 illness. Many lacked a supportive network outside of their families that could potentially 
329 offer support.  Participants described losses they were experiencing in their supportive 
330 networks, as many of their friends and close family were also falling ill and dying.  
331 Nonetheless, some noted that they had developed a new social network as a result of their 
332 illness that helped to buffer against loneliness and isolation. Others expressed a desire to 
333 engage with more support within the community but were unaware of how to access this.

334 Missed potential for HCPs to reduce burden and enhance capacity 
335 Many expressed a desire for appropriate and well-timed information from an approachable 
336 and trusted healthcare provider, and an opportunity to ask questions and raise concerns. It 
337 was evident they wanted to be treated holistically as individuals and not to be seen uniformly 
338 as older adults. Participants valued being able to discuss their conditions with someone who 
339 had time to listen, communicated clearly, and understood the perspective of an older adult 
340 with multiple conditions. Individuals felt HCPs could potentially reduce their health-related 
341 workload and have a key role in helping them manage their health. However, while many 
342 participants expressed a general satisfaction with care, some indicated that encounters with 
343 HCPs were often missed opportunities to reduce burden or enhance capacity.

344 Fragmentation of healthcare services complicated access for participants, who expressed a 
345 desire for more coordinated care. A lack of relational continuity with HCPs was problematic 
346 and particularly challenging for patients with cognitive impairment. Patients perceived high 
347 pressure on HCPs and did not always want to burden them further. Individuals felt 
348 responsible for identifying what support or information they needed. Short appointments 
349 required older adults to prioritise concerns. Even if a symptom was impacting on QoL 
350 participants described a process of weighing up whether it was sufficiently troublesome to 
351 mention to their healthcare provider. 

352 “Well, you know how doctors are—they're so busy nowadays. They just don't have time to 
353 really take time to talk to you. I know he tries, but he really doesn't have the time”( 
354 Participant quote [23].)

355 Many older adults perceived their concerns were dismissed or minimised by healthcare 
356 professionals (HCPs). Occasionally, some felt HCPs made assumptions based on pre-existing 
357 conditions, rather than the concerns presented by the individual. Others voiced frustration at 
358 what they saw as HCPs’ age-based perceptions or stereotypes of older adults. Being 
359 cognizant of societal views of older adults added to patient workload, as they felt obliged to 
360 act in a manner that would avoid perpetuation of stereotypes relating to older people. 

361 He said to me, “Don't worry about that. A lot of people your age, something happens like 
362 this, and they continue with a cane forever. Just accept it. You know, you're not as young as 
363 you used to be.” I could kick him right in the pants because that's one of his things: “You 

Page 9 of 77

http://mc.manuscriptcentral.com/pon

Psycho-Oncology

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For Peer Review

10

364 know, you're not as young as you used to be.” And I told him once, “You know, if I believed 
365 that, I'd have been dead 10 years ago” (Participant quote: participant in their 80's [8]).

366 DISCUSSION

367 Challenges encountered because of old age and multimorbidity may accumulate to 
368 complicate self-management, threatening health and well-being, increasing burden and 
369 diminishing capacity. To manage, older adults prioritised self-management practices that 
370 aligned with their own beliefs and that they saw as most likely to result in continued 
371 independent living. Conditions with the greatest impact on independent living assumed the 
372 greatest importance, and so, for many, previous experiences of cancer assumed a low 
373 priority.  Self-management practices seen as likely to interfere with QoL were deprioritised 
374 unless viewed as necessary to maintain independence.  When burden outweighed capacity, 
375 people were reluctant to ask for help from their social network. The contribution of formal 
376 healthcare services to supporting self-management was viewed as relatively peripheral. 

377 Previous research has also demonstrated that people with multiple conditions often prioritise 
378 a ‘main’ long-term condition[54]. Our work builds on these findings by specifically focusing 
379 on the experience of cancer and concurrent aging alongside multiple conditions. The older 
380 adults in the included studies often did not prioritise cancer and did not perceive the condition 
381 as having an impact compared to health conditions that interrupted daily life. Interestingly, 
382 we noted that some respondents expressed skepticism about the relationship between cancer 
383 and health-related behaviours and in turn, the efficacy of recommended self-management 
384 strategies. In particular, the relatively invisible impact of self-management strategies 
385 recommended after cancer was contrasted with the immediate and evident impact of self-
386 management of co-existing conditions such as diabetes or arthritis. Such views may conflict 
387 with policy and practice agendas that describe cancer as a ‘long term condition’. Many 
388 perceived cancer as something that had happened it the past that did not have an ongoing 
389 impact. Cancer appeared to only be prioritised when it resulted in highly visible long-lasting 
390 side-effects. However, it was often difficult for older adults living with multimorbidity after 
391 cancer to ascertain the precise source of symptoms experienced. Previous research has 
392 indicated that some individuals prioritise conditions based on the immediate impact of the 
393 condition on functional health, whereas others focus on the significance of or the future risk 
394 associated with the condition [54]. In our study, cancer was regularly viewed as a potential 
395 future risk, even if it was not an interruption in everyday life. Even amongst those who 
396 viewed cancer as something that had been treated and was in the past, conversations about 
397 recurrence still prevailed. People frequently described cancer in relation to mortality, in a 
398 way that they did not when they described other long-term conditions. Cancer was 
399 conceptualized as a possibly acute or intermittent (albeit high-risk) condition, rather than an 
400 ongoing long-term condition.

401 Complex symptomology made it difficult for individuals to establish the source of, and make 
402 sense of, their symptoms. In particular, our focus older adults living with cancer and 
403 multimorbidity has demonstrated how the particular context of ageing can influence attitudes, 
404 beliefs, social support and coping strategies employed. The importance of lay beliefs about 
405 symptoms is useful to consider in the context of existing literature on those LWBC and co-
406 existing multiple conditions. Such individuals are significantly more likely to report poor 
407 health outcomes than those with no history of cancer or a chronic condition [55].Those with 
408 multiple conditions report significantly worse QoL than those with only one condition, which 
409 in turn is significantly worse than the healthy population [55]. Therefore, cancer does seem to 
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410 add a degree of complexity, even if this complexity is not always recognised or articulated by 
411 the older person. 

412 Our findings illustrate the key role of psychological factors in people’s experiences of illness 
413 and in influencing how they approach self-management. Shippee et al. [17] present patients’ 
414 attitudes and beliefs as a component of capacity that help the individual to resist overburden. 
415 However, we also identified the psychological “work” that individuals undertake to help 
416 them to understand, make sense of, and prioritise their conditions in order to enable more 
417 effective self-management. Individuals’ beliefs and previous experiences appeared to 
418 influence how they thought about their various conditions. Psychological factors shaped 
419 individuals’ readiness to perform patient-related work, and drive patient’s overall response to 
420 self-management and cumulative complexity. Beliefs about (and attitudes towards) 
421 complexity appeared to be key drivers of health behaviours, influencing support and 
422 subsequent outcomes. This subjective response often appeared to play a more significant role 
423 than the influence of objective patient workload and capacity. In some cases, the beliefs 
424 people had about illness prior to a diagnosis of cancer may lead to feelings of acceptance and 
425 resilience that reduce the perceived burden of illness and treatment. This finding is in keeping 
426 with previous literature relating to social cognitive approaches to behaviour (e.g., the work of 
427 Bandura [56]). For example, the common-sense model of self-regulation proposes that 
428 individuals form lay representations of illnesses that guide coping procedures to manage 
429 illness[57]. The model proposes that behavioural coping with an illness can be 
430 conceptualized as a function of an individual’s beliefs about their condition, and their beliefs 
431 about engaging in the coping behaviour. This might include beliefs about whether the coping 
432 strategy will result in desired outcomes (attitudes), beliefs about their personal capacity to 
433 perform the behaviour (self-efficacy), and beliefs in ability to cope with challenges in 
434 managing the illness (coping self-efficacy)[57]. Drawing on these theories may help us to 
435 better conceptualise the role of psychological responses within Shippee’s model of 
436 cumulative complexity. 

437 Our focus on cancer alongside MM has illustrated the reciprocal interplay between different 
438 conditions. A condition such as cancer may be considered as acute or intermittent due to 
439 fluctuating workload and capacity across the treatment trajectory, highlighting a temporal 
440 element that is not depicted in the current CCM. At different times, different conditions 
441 demand work and impair capacity in different ways. A new diagnosis may disrupt an 
442 individual’s workload-capacity temporarily, but overtime they may be able to readjust. 
443 Further, by exploring a particularly complex group, we have highlighted that in the absence 
444 of disruptive symptoms, cancer may assume less importance for the individual. Prioritisation 
445 of conditions appears to be largely driven by the workload-capacity imbalance. However, 
446 cancer or other co-existing conditions (e.g. asthma or high blood pressure) may lead to little 
447 ongoing ‘work’ or disruption for the individual, but may have serious consequences if not 
448 attended to. Thus, our findings present a challenge for healthcare professionals to promote 
449 active engagement with self-management regimens for asymptomatic conditions that might 
450 be perceived as less important compared to those that cause daily difficulties. 
451
452 Study limitations
453 As previously noted by Cavers et al [10], identifying qualitative data on this precise topic was 
454 challenging as age and multimorbidity were often ‘hidden’ in articles with a different 
455 prevailing focus. However, our stringent inclusion criteria developed apriori enabled us to 
456 select appropriate studies for inclusion. Further, while the included studies varied widely in 
457 their focus, our systematic analysis of this set of rich, qualitative studies has served to 
458 identify important themes that transcend individual study differences.  The dataset was 
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459 largely focused on the experiences of individuals with particular characteristics (i.e. breast 
460 cancer, Caucasian, and female), and more research is needed to better understand the 
461 experiences of specific subgroups (specifically socioeconomically disadvantaged groups, 
462 those with low health literacy, and ethnic minorities), and crucially to those who may have 
463 more severe symptoms as a consequence of their cancer or another condition. The type of 
464 cancer that an older person is diagnosed with is likely to affect its impact on other health 
465 conditions. Those with breast and prostate cancer report lower comorbidity burden than those 
466 with other cancers that may lead to more disabling side effects, including leukaemia, 
467 colorectal, oral, and bladder cancer[15]. Recruitment of more heterogeneous samples in 
468 future studies of this nature is recommended, including a wider range of cancer types and 
469 treatment stages. 
470471 a general critique of qualitative evidence 472 syntheses473 is that they decontextualize the content 474 and meaning of475 the original papers (86). 476 a general critique of qualitative evidence 477 syntheses478 is that they decontextualize the content 479 and meaning of480 the original papers (86). 
481 Synthesising qualitative research can add to the findings of individual studies, however we 
482 are reliant on the content presented with study reports as opposed to the raw data from the 
483 individual studies. Some have argued that original qualitative studies are interpretive and are 
484 drawn from data that are not intended to be generalisable nor without bias[60]. Conversely, 
485 some have suggested that qualitative synthesis should seek to achieve transparency rather 
486 than reproducibility[61]. To enhance transparency, we have provided detailed descriptions of 
487 the inclusion criteria, search strategies and details of included studies. Further, we have 
488 provided quotations from the raw data so readers can make their own judgements about the 
489 relevance and utility of the data (Appendix C). 
490
491 Clinical implications

492 Our findings reinforce the view that post-treatment cancer care is often disjointed, with older 
493 patients facing challenges in liaising with healthcare professionals. Over-stretched healthcare 
494 services often struggle to manage care for complex patients and there is frequently a gap in 
495 healthcare provider expertise, patient-centred care and interprofessional collaboration. 
496 Patients are at risk of problems associated with polypharmacy, such as poor medication 
497 adherence and adverse drug-related effects. These individuals are often very conscious of 
498 clinicians’ workload, with some reporting concerns about taking up too much time. Short 
499 clinic appointments required older adults to prioritise issues and individuals did not always 
500 feel comfortable raising concerns about seemingly vague or unexplained symptoms. This is 
501 in keeping with existing literature indicating that older people may be more likely to defer to 
502 authority and may not feel that they are able to gain information they need or ask questions 
503 [62]. Persistent symptoms associated with cancer may not be shared with health 
504 professionals. Further, the extent of the work (in particular added workload) that individuals 
505 do to manage their health after cancer might also remain unnoticed by health professionals, 
506 but perhaps also by the patients themselves. Without adequate support from (and access to) 
507 health care professionals, lay understandings may predominate, leading to misattribution of 
508 symptoms and missed opportunities to promote wellness. 

509 Our findings highlight a need to develop more collaborative approaches to supporting 
510 individuals that address older patients’ priorities and needs after cancer. Truly person-centred 
511 approaches challenge practitioners to develop skills to communicate effectively, coordinate 
512 care, and be able to balance competing priorities in order to manage complicated 
513 consultations in a limited timeframe [63]. There is a need to move beyond a focus on a single 
514 chronic diseases and instead, move towards a more comprehensive approach that focuses on 
515 the cumulative impact of a number of conditions on daily activities and quality of life [64, 
516 65]. Effective communication between HCPs and older adults should consist of being 
517 emotionally supportive and should seek to simplify complex treatment regimens. The 
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518 relationship should be marked by open communication, with a mutual understanding of the 
519 older adult’s future goals and their individual conceptualization what “good quality of life” 
520 means to them{Weitzman, 2003 #854}.

521 Conclusions

522 Challenges resulting from old age and multimorbidity may accumulate to complicate self-
523 management for older cancer survivors, increasing burden and diminishing capacity. In these 
524 circumstances, older adults prioritise self-management practices that align with their own 
525 beliefs and that they see as most likely to result in continued independent living. Health and 
526 well-being are threatened by interactions with health services that do not enable individual 
527 concerns and preferences to be expressed and addressed.  
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701 Table 1. Criteria for eligibility for the review
Criteria Rationale
Articles published in English.  Due to time and funding constraints
Qualitative empirical studies Qualitative data from mixed methods studies 

included if the qualitative component is relevant. 
Did not include reports of treatment; reports of 
healthcare organisation or delivery which were 
not concerned with patient’s experience; 
summaries or discussions of the literature or 
editorials, notes, letters and case reports.

Published from the year 2000 onwards Those published earlier are unlikely to reflect 
current practice.  

Papers that reported on the experience of older adults 
with multimorbidity and any cancer type 

Focus on self-management after the completion 
of treatment for cancer. In papers that did not 
distinguish between those coming to end of 
treatment and those post-treatment, only 
included papers that indicated that at least some 
of the participants have completed primary 
treatment of cancer and are currently self-
managing their illness in the community. Did not 
include studies that focused solely on treatment-
decision making, palliative care, or ongoing 
receipt of in-hospital cancer treatment.
If sample included individuals both under and 
over 65:  included those papers where it was 
possible to extract data on experiences of those 
over 65 
Papers that referred to ‘older’ adults or similar 
without providing an age range were considered 
for inclusion

Articles included the perspectives of older adult 
patients (aged ≥65 years [3]) and informal caregivers 
of patients aged >65years

An informal caregiver was defined as ‘anyone 
who cares, unpaid, for a friend or family member 
who cannot cope without their support’ [66]. 
Data only extracted for analysis if it related 
directly to the lived experiences of older adults 
with multimorbidity.

Coexistence of multiple chronic diseases and medical 
conditions in the same individual (two or more 
conditions) [18] 

Definition of chronic disease: “health problems 
that require ongoing management over a period 
of years or decades” [67]
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18

Articles focusing on areas denoted in the dimensions 
of interest based on Cumulative complexity Model 

Patient workload: All tasks and responsibilities that 
people engage in on a day-to-day basis. includes 
everyday life demands plus the responsibilities of 
patient-hood, including job/family, self-care, clinical 
appointments, and other priorities [68].

Patient capacity:Abilities, resources, or willingness 
to cope with demands [17]. Incorporates affective, 
cognitive, informational, material, physical and 
relational resources that can be mobilised by 
individuals[17], for example: physical and mental 
functioning, socioeconomic resources, social support, 
literacy, attitudes/beliefs  and self-efficacy[68].

Workload and capacity balance: Balance between the 
patient's workload of demands  and patient 
capacity[58]. Focus on the imbalance between the 
two—workload that exceeds capacity

Outcomes of imbalance: E.g. poor access, non-
adherence, low QoL, or other problems; experience 
of care as burdensome, fragmented, or low quality; 
poor engagement and health outcomes etc. [68]

These constructs are outlined in the cumulative 
complexity model)[17].

The model emphasizes a patient-level 
mechanism whereby complicating factors that 
impact the balance between patient workload of 
demands and patient capacity to address 
demands. These factors contribute to treatment 
and illness burdens which may lead to negative 
outcomes and lead to complexity accumulating 
over time)[17].
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Fig. 1. A patient-centred model of patient complexity (from Shippee et al [33]): The model emphasizes a 
central, individual-level mechanism whereby complicating factors influence care and outcomes: the balance 

between service-users workload of demands and patient capacity to address demands. Workload 
incorporates the demands on the person’s time and energy, encompassing demands of treatment, self-care, 

and everyday life. Capacity relates to one’s ability to manage work (e.g., functional morbidity, 
financial/social resources, literacy). Workload-capacity imbalances are the mechanism driving patient 

complexity. Treatment and illness burdens serve as feedback loops, linking negative outcomes to additional 
imbalances, so that complexity can accumulate over time. 

171x149mm (220 x 220 DPI) 
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searching June and July 2018

(n =15,430)

Web of Science (n =7023); Embase (n 
=3946); SCOPUS (n =968); CINAHL (n 
=1129); Ovid MEDLINE(R) (n =1732); 

PsychINFO (n =614)
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en
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Additional records 
identified through 

other sources 
(n = 22)

Records excluded 
(n =11,531)

Full-text articles 
assessed for 

eligibility 
(n = 140)

Full-text articles excluded, 
with reasons 

(n = 113)

Could not distinguish data 
from patients (age or 
cancer diagnosis) = 6

Not after cancer=23

Not older=10

Not multimorbidity=50

Duplicate of other paper=8

Not qualitative=10

Not in English= 2

Could not access full-text= 
2

Studies included 
in original 
qualitative 
synthesis 
(n = 27)

Records screened after 
duplicates removed 

(n = 11,671)

Full-text articles 
assessed for 

eligibility 
(n = 4)

Search updated May 2020 
Records identified through 

database searching 
(n =4490)

Web of Science (n =1,961); 
Embase (n =1662); SCOPUS (n 

=152); CINAHL (n =309); 
MEDLINE (n = 366); PsychINFO 

(n =40) 

Records screened after 
duplicates removed 

(n = 4186)

Full-text 
articles 

excluded 
(n = 1)

Already 
included 
in the 
review (n= 
1)

Studies added 
to qualitative 

synthesis 
(n = 3)

Total studies included in qualitative 
synthesis 
(n = 28*)

*30 papers reporting 28 individual studies
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1 Supplementary Table 1. Characteristics of included studies
Article 
Reference

Country Study Aim Eligibility Criteria Study Design/ Methodological 
approach

Analytical approach N

Adler et al 
(2009). 

USA To investigate the health beliefs and healing 
strategies involved in older breast cancer 
patients’ seeking care concurrently from 
physicians and CAM practitioners 
To examine older breast cancer patients’ 
understandings of and reactions to their 
relationships with physicians and CAM 
practitioners.

 Age 55-84
 Histological diagnosis of breast cancer in the previous 5 

years
 English language
 Diagnosed at a hospital within San Francisco County. 
 Ongoing use of CAM. 
 No medical contraindications to participation. 

Qualitative study of a random, 
population-based sample

Text-based content analysis. 44

Agasi-
Idenburg,et al 
(2019). 

Netherlands  to investigate the barriers, facilitators, and 
preferences for preoperative exercise 
programs in older patients scheduled for 
CRC surgery.

 ≥ 65 years of age
 Dutch speaking
 scheduled to undergo or recently (≤3 months) had surgery for 

CRC
 one or more of the following frailty indicators, as reported in 

the medical record: comorbidity (Chronic Obstructive 
Pulmonary Disease, Diabetes Mellitus), chemotherapy in the 
last half year, severe osteoarthrosis, heart failure, or other 
recent surgery limiting functional capacity.

Caregivers:
 eligible patients identified an informal caregiver (i.e., persons 

important to them in the preoperative phase). 
 could be a spouse, adult offspring, or close friend or 

relative

qualitative, observational study, 
using in-depth  one-on-one 
interviews

The Theory of Planned 
Behavior (TPB) provided a 
framework to guide questioning

combined content analysis and 
thematic analysis because of the 
exploratory nature of the work

Patients 
n= 15

Informal 
Caregiv
ers n=13

Beck et al 
(2009). 

USA To characterize the symptom experience, 
health-related QOL (physical health status 
and mental health status), and functional 
performance in elderly cancer survivors 1 
and 3 months after treatment;
To compare urban and rural elderly cancer 
survivors, identifying similarities and 
differences; 
To examine the relationships between 
number and type of comorbid conditions 
and aspects of the symptom experience, 
QOL, and functional performance.

 Age 65+ years 
 Diagnosed with cancer and had completed initial treatment 

with a definitive course of chemotherapy, radiation 
treatment, or concurrent therapy for cure or local control. 

 English language 
 Free of communication impairments
 No overt evidence of psychiatric disorder, 
 Access to a telephone.

Mixed-methods approach: 
survey instruments with semi-
structured qualitative 
interviews.

Initial coding was based on the 
specific questions from the 
interview guide. 

52

Brauer et al 
(2016). 

USA To explore how survivors of early-stage 
breast cancer, age 65 years and older, made 
decisions about persisting with AIs, 

 Age 65+ years when diagnosed with (stage I, II, or III) 
breast cancer

 Responsible for taking their own medication

Qualitative in-depth, semi 
structured interviews.

constructivist grounded theory 27
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including specific challenges as well as 
attempts to manage them.      

 Had started an AI as adjuvant treatment 4 to 36 months 
before study enrolment.  

Clarke et al 
(2013). 

 Canada. To examine how older adults experience 
the physical and social realities of having 
multiple chronic conditions in later life. 

 Age 70+ 
 minimum of three chronic conditions, at least one of 

which was arthritis, cataracts/ glaucoma, back problems, 
heart disease or diabetes. 

 In-depth interviews Thematic analysis 35

Fenlon et al 
(2013). 

UK To explore older women's experience of 
living with breast cancer alongside other 
health conditions, and to identify their 
information and support needs and 
preferences.

 Not stated: Factors considered in sampling were age; 
socio-demographic deprivation (based on postcode); year 
of diagnosis and presence of comorbid conditions.

28 individual interviews; 2 
focus groups (10 participants in 
focus groups also gave 
individual interview.)

Thematic analysis. 14

Fix et al 
(2014). 

USA To understand barriers to hypertension self-
management in patients with hypertension 
and comorbidities.
This study was not designed a priori to 
examine beliefs about comorbidities; 
however, comorbidities emerged as a 
salient factor. 

 Uncontrolled hypertension, defined as having a diagnosis 
of hypertension, and at least two blood pressure (BP) 
readings of >140/90, or >130/80 for patients with diabetes, 
in the preceding year. Additionally, participants had to 
have had an uncontrolled reading when recruited.

 at least one comorbidity

Qualitative study: Semi-
structured, qualitative 
interviews.

A grounded theory strategy 48

Hannum & 
Rubinstein . 
(2016). 

USA To evaluate how older cancer patients 
describe cancer survivorship and 
incorporate the cancer experience into 
longterm evaluations of health.

 Diagnosed with cancer (Stage I–III). Qualitative semi-structured 
interviews.  

An inductive approach, 
followed by constant 
comparison.  

21

Hannum et al 
(2016). 

USA To describe how chronically ill older adults 
experience a new cancer diagnosis and the 
effects of this on their interpretations of 
personal health, aging, and the future.

 Age 65+
 Cancer diagnosis within the past year (excluding those 

with a previous cancer diagnosis within the past five 
years). Stage I–III solid tumor cancer diagnosis

 at least one pre-existing chronic condition self-reported as 
having a negative impact on a participant's daily life

Ethnographically-based 
interviews: 3 semi-structured 
interviews 

Analyzed thematically 15

Keogh et al 
(2014). 

Australia To examine perceptions of men with 
prostate cancer of their barriers and 
facilitators to physical activity, and how 
androgen deprivation therapy (ADT) may 
influence these perceptions. 

 To be eligible to participate, those in the non‐ADT 
subgroup had to have never used ADT, whereas those in 
the ADT subgroup had to be currently on continuous ADT 
for at least 6 months. 

Two focus groups General inductive thematic 
approach. 

22

Khan et al 
(2012). 

UK To explore the attitudes and interpretations 
of people living past a diagnosis of breast, 
colorectal or prostate cancer towards the 
term ‘cancer survivors’.

 In-depth qualitative study All interviews were coded 
thematically.  Following initial 
coding of the interviews, 
selected major themes were 
examined using the ‘one sheet 
of paper’ (OSOP) method.

40

Leach & 
Schoenberg 
(2008). 

USA To increase our understanding of how older 
adults attempt to manage these MM and 

 Age 55 years+
 Diagnosis of at least 2 chronic conditions
 modest income 

In-depth interviews Standard qualitative techniques, 
including content analysis and 
computer assisted data retrieval.

41
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retain control of their health.  being able and willing to engage in at least one interview
o English language 
o able/willing to speak for an extended 

period of time
o Not extremely hard of hearing
o not too ill (mentally or physically) to 

complete the interview.
Loerzel & 
Aroian, 
(2013). 

USA To explore how older women view 
surviving breast cancer shortly after 
completing treatment.
 To gather information about how 

women viewed surviving breast cancer 
with the other challenges they faced as 
aging women.

 Age 65+
 Diagnosed with Stage 0 through II breast cancer
 Within 1 year of diagnosis, and finished with all cancer 

treatment (except for hormonal therapy) for at least 1 
month were eligible to participate in the study.

 English language 

Semistructured interviews using 
open-ended questions 

Constant comparative method 
of data analysis for generating 
grounded theory  

20

Grant, & 
Maly, (2011). 

UK To explore the cancer-related information 
needs and decision-making experiences of 
patients with cancer and comorbid 
dementia, their informal caregivers and 
oncology HCPs.

 Age 70+
 Completed treatment for primary breast cancer within the 

prior 3–15 months. 
 English language
 Exclusion criteria were stage IV disease or a history of a 

previous cancer (excluding nonmelanoma skin cancers)

Cross-sectional qualitative 
study. Semistructured face to 
face interviews 

 Braun and Clarke’s thematic 
analysis using the principles of 
the framework approach 

10 
patients 
with a 
diagnosi
s of 
cancer–
dementi
a, 
9 
informal 
caregive
rs 

McWilliams 
et al. (2018). 

USA To identify a taxonomy of health‐related 
values that frame goals of care of older, 
multimorbid adults who recently faced 
cancer diagnosis and treatment.

 any cancer type
 any stage of cancer treatment
 any dementia type and severity. 

Qualitative analysis of data 
from a longitudinal cohort study 
of multimorbid cancer 
survivors.

 Thematic analyses of 
participants’ intuitive responses 
to two questions

146

Naik (2016). Canada To describe the range of men’s self-
management strategies used to overcome 
active surveillance-related uncertainty.
To describe the range of behaviors used by 
men on AS as an interim step to suggesting 
specific psychosocial interventions with 
which men are likely to engage.

 Info gathered from other source: Martin et al. 2014 
Re‐conceptualizing cancer survivorship through veterans’ 
lived experiences. J Psychosoc Oncol 

 confirmed diagnosis of esophageal, head and neck, 
colorectal or gastric cancer, 

 treatment in the form of surgery, chemotherapy, and/or 
radiation therapy 

 Excluded patients who were actively dying or in hospice, 
and patients with confirmed psychiatric disorders or a 
diagnosis of dementia as well as those with precancerous 
(in-situ) lesions. 

Semi-structured interviews 
guided by interpretive 
description approach.

Interviews were read and coded, 
using open and then focused 
coding techniques to identify, 
label, and organize key 
concepts. Through a process of 
constant comparison, each 
participant’s interview data and 
resulting codes were compared 
to develop the analyses.

25
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Oliffe & 
Pickles. 
(2009).

 Canada To identify and describe decision-making 
influences on men who decide to manage 
their low-risk prostate cancer with active 
surveillance.

 Not stated Qualitative, semistructured 
interview

Empirical phenomenologic 
research approach; An 
interpretative, descriptive, 
qualitative design.

 

25

Oliffe et al 
(2009). 

USA To explore and describe the adaptational 
experiences of women 70 years or older 
who recently completed treatment for early-
stage breast cancer from the perspective of 
the women themselves.

 men with low-risk prostate cancer currently on active 
surveillance. Low-risk prostate cancer was defined by the 
following parameters: a PSA of 10 or less, a Gleason score 
of 6 or lower, and clinical stage of T1C, T2a, or T2b. 

 English language. 

Constructivist grounded theory 
directed data collection of 
semistructured interviews

Constructivist grounded theory 18

Pieters (2016). USA To describe the experiences of older 
women regarding barriers to care for breast 
cancer in their prediagnostic period and 
throughout their diagnoses, treatments, and 
beyond

 Age 70 + 
 Had completed treatment for primary, early-stage breast 

cancer within the past 3 to 15 months. 
 English language. 
 willing and able to articulate their experiences 
 Excluded those had a history of previous cancers.

Qualitative, descriptive study 
guided by grounded theory

Constructivist grounded theory 18

Pieters & 
Heilemann. 
(2011)

USA To explore how women 70 years or older 
who recently completed treatment for 
primary, early-stage breast cancer relate to 
concepts such as ‘‘cancer survivor’’ and 
‘‘cancer survivorship.’’

 Age 70 + 
 Had completed primary surgery, adjuvant chemotherapy, 

and/or radiation for breast cancer within the past 3 to 15 
months.

 English language.
 Excluded stage IV disease and a previous history of cancer 

(except for nonmelanoma skin cancers) 

Data collected using 
constructivist grounded theory.
Semi-structured qualitative 
interviews.

Constructivist grounded theory. 18

Royer et al 
(2009, July). 

USA To use Leventhal’s Common Sense Model 
(CSM) to describe older breast cancer 
survivors’ symptom representations, 
symptom management strategies, and 
perceived barriers to symptom 
management.

 Age 65 + 
 At least one year after breast cancer diagnosis, and three 

months post-treatment (other than hormonal therapies). 
 history of self-reported local or regional breast cancer who 

were community dwelling 
 English language.

Secondary analysis conducted 
using data from 3 pilot studies 
that tested a theory-based 
intervention to improve 
symptom management in older 
breast cancer survivors.

Content analysis 61

Sawin (2012) USA To describe the aging-related experiences 
of older women who were diagnosed with 
breast cancer while in a non-supportive, 
difficult intimate relationship.
To explore the lived experience of older 
women who dealt with breast cancer while 
in non-supportive intimate partner 
relationships.

 Age 55+ or post-menopausal
 English language. 
 self-described as having been in a “difficult” intimate 

partner relationship at the time of breast cancer diagnosis 
and/or treatment

 Scoring at least 23 on the Mini-Mental Status Exam

Semi-structured qualitative 
interviews (convenience 
sample)

Hermeneutic phenomenological 
analysis.

16

Schoenberg et 
al (2009)

USA To investigate which morbidities older 
adults prioritize, why, and how they 
accommodate these conditions.
To describe how those elders most 

 Age 55+ 
 having received a diagnosis of at least two chronic 

illnesses; 

In-depth interviews. Iterative approach, repeatedly 
read the transcripts, line-by-line 
coding, and regularly met to 

41

Page 25 of 77

http://mc.manuscriptcentral.com/pon

Psycho-Oncology

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For Peer Review

vulnerable to health and resource 
insufficiency prioritized and accommodated 
multiple morbidity.

 having “just enough money to get by” or “not enough 
money to make ends meet” 

 Being able and willing to engage in at least one interview 
session.

discuss emerging themes and 
patterns.

Senden et al 
(2015). 

Belgium To explore the lived experience in dealing 
with a cancer diagnosis and treatment, as 
perceived by older people, their family 
caregiver and the interaction between them. 
(1) what does it mean to be an older person 
with cancer, 
(2) which aspects are important for a family 
member (spouse or child), 
(3) how do family members provide care 
and 
(4) how is the interaction between a family 
caregiver and the patient.

 Age 70 years
 cancer diagnosis (solid tumour tissue)
 receiving oncological  chemotherapy/radiotherapy) 

treatment (curative/palliative)
 native Belgians with Dutch as mother tongue
 no cognitive dysfunctions (MMSE-score >24/30)
 living at home (with or without a family member) 
 Being fully aware of the diagnosis and treatment.

 Family members were eligible when patients pointed them 
out as the person most involved in care-giving.

Qualitative interview design 
using semi-structured 
interviews by the grounded 
theory approach.

Constant comparative method 
based on a grounded theory 
(GT) approach.

32 
patients, 
19 
family 
caregive
rs

Sinding et al 
(2008).

Canada To examine how women’s social locations 
act as determinants of health and QoL in 
the cancer care context.
Central research question: ‘what are the 
mechanisms or pathways by which QoL 
and survival are compromised (or 
bolstered) for 70+ women, in the context of 
cancer care in Ontario?’

 Age 70+
 women diagnosed with breast or gynaecological 
 not currently receiving radiation or chemotherapy
 no evidence of metastatic disease
 living in Hamilton-Wentworth or Halton Regions 

(urban/suburban regions of southern Ontario).

Semi-structured interviews 
were conducted with each 
participant; second interviews 
followed several weeks later.

Grounded theory methods: 
constant comparison within and 
between accounts, and attention 
to the conditions under which 
phenomena arise and the 
consequences associated with 
the phenomena.

15

Thomé, et al. 
(2003). 

Sweden To investigate the experience of older 
people living with cancer and the way it 
affects their daily life

 Age 75 +
 diagnosed cancer, progressive cancer, or both in the 

preceding 5 years.

Semi-structured interviews Latent content analysis 41

van Ee, 
(2019). 

Netherlands The aim of this study was to gain insight 
into the experiences of women with
breast cancer 70 years or older.

 Women 70 years or older at the time of breast cancer 
diagnosis

 completion of hospital-based treatment 3 to 24months 
before participation

 being able to understand and speak Dutch, 
 being physically and mentally able to converse for an 

hour.

 Patients in the palliative phase were excluded

Semistructured 1-hour 
interviews

conventional content analysis, 
and affinity diagramming were
combined and administered in a 
3-step approach

21

Walker, 
(2015). 

USA To develop a better understanding of how 
older adult survivors of early-stage breast 
and prostate cancer manage the work of 
recovery from primary breast and prostate 
cancer treatment.

 Age 60+
 Community/ Rural-dwelling 
 Early-stage breast or prostate cancer and the people who 

support them.
 Cognitively intact

Daily written journals, multiple 
in-depth interviews, notes on 
telephone calls 

Grounded theory analysis to 
evaluate the fit between existing 
theoretical knowledge and case 
findings.

11 
patient/c
arer 
dyads
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Yoo,(2010). USA To study the impact of a breast cancer 
diagnosis on older women from 
racially/ethnically diverse populations and 
their subsequent need for social support.

 Age 65 to 83
 African American, Asian American, Caucasian and Latina 

women 
 have had a diagnosis of breast cancer (Stages 0, I, & II) 

within the past four years
 have completed primary treatment, 
 speak/write English, Cantonese, or Spanish. 

In-depth qualitative interview A grounded theory approach 47

Zullig, et al 
(2018).

USA to
understand how CRC survivors perceive 
their survivorship care, especially 
management of their cardiovascular-related 
chronic diseases.

 diagnosed with incident Stage I, II, or III cancer of the 
colon or rectum between October 1, 2007 and December 
31, 2015 at VAMCs in North Carolina or Virginia and 
have a valid home mailing address. 

 approximately 1 to 9 years post-CRC diagnosis



Semi-structured, telephone-
based interviews

conventional content analysis to
describe the phenomenon of 
health priority perspective of
VA CRC survivors

25

2

3
4
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5 Supplementary Table 2.  Participant characteristics of included studies
6

Article Ref Age Gend
er

Details about diagnosis and treatment

Treatment type
Post/ during treatment

Number/ Type 
other conditions

Other demographic characteristics

Adler (2009). 70–74 n=7, 
16%
75–79  n=9, 
20%
80+ n=4, 9%

Femal
e

Diagnosis: breast cancer
Participants were diagnosed in the previous 5 
years

75%  had other 
conditions (not 
listed)

European American=  73% 
Living Alone= 66%/ Living with 
relatives= 32% 
Single, widowed, divorced, or separated= 
73%
College education or a degree= 57%
Retired= 55%
Household income $40000+= 54% 
Some private insurance= 38%/ 
Medicare= 60%

Agasi-
Idenburg,et al 
(2019). 

Patients = 72.7 
(4.39)
Informal 
Caregivers= 
68.1 (11.98)

Patien
ts: 
Femal
e n=4; 
Male 
n= 11 

Careg
ivers: 
Femal
e 
n=10; 
Male 
n=3

Colon n= 12
Rectal n= 3

Not specified- 
Mentioned: Physical 
limitations due to 
comorbid health 
conditions, such as 
joint pain caused by 
arthrosis.

Level of education
 Primary or middle school

o Patients = 6
o Informal Caregivers= 5

 High school
o Patients = 5
o Informal Caregivers= 3

 College/University
o Patients = 3
o Informal Caregivers= 5
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Beck (2009). 65 -81 years 
(mean age, 
71.53 years).

Male 
n= 29 
Femal
e 
n= 23 

Diagnosis: 
Prostate n=15 (29%); Breast n=14 (27%); Head 
and neck n=4 ;Colorectal n=4; 
Uterine/cervical/ovarian n=3; lymphoma n=6; 
Other n=6 

80.8% = completed radiation therapy, either 
alone or in combination with chemotherapy.

Participants were 1 and 3 months post treatment.

Total MM= 88.5% 
Almost 25% had 3+ 
conditions.
Arthritis n=20 
Diabetes n=13
Hypertension n=12
Heart disease n=11 
Lung disease n=5
Neuromuscular 
disease n=4 

White=98%
Some 3rd level education= 61.1%
Married= 67.3%
Retired=63.5%
Working=21%
Rural/semirural n= 22/ urban n=30

Brauer(2016). Diagnosis: 
mean = 71.8 
years, range 
65-89

Interview: 
mean =  73.3 
years, range 
66-91

Femal
e

Diagnosis: Breast cancer

All receiving AI 
Primary treatments received:
Lumpectomy n=19; Lateral mastectomy n=5; 
Double mastectomy n=3; Radiotherapy n=20; 
Chemotherapy n=7

Months since completion of primary treatment 
(at interview): Mean = 14.1, range 6-36 month; 
Months since starting AI (at interview): mean = 
13.3, range  5-36 months 

100%: more than 
75% (21 of 27) had 
3+ conditions 
Charlson 
comorbidity index: 
Mean = 3.3, range = 
2-8

Married or living as married n =12
Never married/ Separated/ Divorced/ 
Widowed n =15
Some 3rd level education n =20
Household income $41,000+ n = 21

Clarke, 
(2013). 

73 -91 years
Men average = 
78.6 years 
Women 
average = 80.3 
years.

Male 
n = 16 
Femal
e 
n = 19 

Varied (not listed) 100% had 3-14 
chronic conditions, 
average = 6
Arthritis n=28
back problems n=26
heart disease n=24
cataracts/glaucoma 
n=14
cancer n=12

Diverse with respect to their marital 
status, incomes, educational attainment, 
work histories and countries of origin 
(even as the majority of our study 
members were of European descent). 
Majority of the women reported having a 
high school or technical school education 
and had lower to middle-class incomes, 
the men were equally as likely to have a 
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high school or university education and 
most had middle- to upper-class incomes.

Fenlon,. 
(2013). 

aged 70–90 Femal
e

Diagnosis: Breast cancer
Participants were diagnosed from 1977 to 2008.

3+ co-morbidities 
n=13 
less than 3 n=15 
cardiac 
conditions, arthritis, 
hypertension, 
diabetes, hearing 
and sight difficulties

lived in areas of moderate socio-
economic deprivation n = 14 (low 
deprivation n = 10. high deprivation  n = 
4)
lived alone n =10/ lived with others n 
=18

Fix (2014). Mean age = 60 Male 
n =  4
3, 
Femal
e 
n =  5

Diagnosis not stated - participants mention: 
renal cancer, prostate cancer, possible laryngeal 
cancer

100% = at least one 
comorbidity
Anxiety, arthritis, 
alcoholism, back 
pain, cancer, 
cardiovascular 
disease, COPD, 
depression, diabetes 
mellitus, erectile 
dysfunction, 
glaucoma, 
headaches, 
hyperlipidemia, 
obesity, Parkinson’s 
disease, post-
traumatic stress 
disorder, sleep 
apnea

Some 3rd level education n= 28
Household income $41,000+ n = 7.

Hannum 
(2016). The 
meaningfulne
ss of time

Mean age = 
70. 
Range 65-74

Male 
n = 10
, 
Femal

Diagnosis: 
Breast cancer n= 10; Prostate cancer n= 9.Non-
Hodgkin’s lymphoma n=2.

Not stated

Mentioned:

White Some 3rd level education n=19
Married n = 12. Divorced / Widowed n= 
9.
Retired n =13.
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e 
n = 11 

Participants had completed treatment least 3 
years prior to study enrolment and had 
completed acute cancer treatment.  Mean years 
since diagnosis = 6.6 years.

Diabetes, 
haemorrhoids, 
glaucoma, deaf, 
heart condition 

Household income $75,000 + n = 12

Hannum 
(2016). 

Mean age = 
78.47 years

Male 
n=2
Femal
e 
n = 13 
(87%)

Diagnosis: 
Breast cancer n=5; Colon cancer n= 4; n= 1: 
brain, endometrial, esophageal, GIST, large B 
cell lymphoma, pancreatic, & stomach

Stages: 
Stage I n=3; Stage II n=4; Stage III n=8; n= 
“unknown.” 

Mean=  2.6 chronic 
illnesses
heart condition

White = 80%/ Black=  20%

Keogh, 
(2014). 

Non‐ADT 
subgroup: 65.0 
± 6.5
ADT 
subgroup: 65.8 
± 11.3

Male Diagnosis: Prostate cancer

Non‐ADT subgroup: 
Previous prostate‐related surgery n=5 (63%); 
Previous chemotherapy treatment n=1 (17%); 
Previous radiation treatment n=0 (0%)

ADT subgroup: 
Previous prostate‐related surgery n=5 (83%); 
Previous chemotherapy treatment n=1 (17%);
Previous radiation treatment n=1 (17%);
None were currently undergoing radiation or 
chemotherapy.
Non‐ADT subgroup: Time since diagnosis 
(years) 1.4 ± 0.8
ADT subgroup:  Time since diagnosis (years) 
4.0 ± 3.6 

Not stated

Mentioned:
Arthritis
Knee replacements. 
Lymphedema 

Non‐ADT subgroup:
Employed n = 5 (63%)/Retired n = 3 
(38%)
Married n = 8 (100%) 
ADT subgroup:
Employed n = 2 (33%)/ Retired n = 4 
(67%)
Married n = 5 (83%)

Khan. (2012). Median = 71, 
range 46 -92 
years.

Femal
e 
n=22 

Diagnosis: 
Breas cancer  n=15; Colorectal cancer n=13; 
Prostate cancer n=12

Not stated - 1 
participant talks 
about diabetes

White British= 100%
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Male 
n=18 Participants ranged from 5 - 22 years post-

diagnosis.
Leach (2008). Mean age 

=70.4, range 
55-84 years

Male 
n=6, 
Femal
e 
n=35

Cancer n= 11 (27%) Not specified what types High blood pressure 
n=38 
Arthritis n=32 
Diabetes n=18 
Cancer n=11
Stroke n=4
Other n=14

White= 27%/ Black= 63%
Married (39%)/ widowed = 44%
income less than $30,000= 33%/ less 
than $10,000 = 33%
not currently employed=85%
3rd level degree= 10%
rated their health as either good (44%) or 
fair (42%)

Loerzel 
(2013). 

65% or n=13: 
age 65- 75 
years:  
Mean = 73.05 
(SD = 6.57)

Femal
e

Diagnosis:  Breast cancer

Lumpectomy n=18 (90%); Radiation therapy 
n=15 (75%); Currently on hormonal therapy 
n=15 (75%) 

Finished with all cancer treatment (except for 
hormonal therapy) for at least 1 month; 
Time since diagnosis   Mean = 8.7 months (SD 
= 2.40)

Not stated

Mentioned: Radical 
Eye Surgery;  
Fibromyalgia; 
Chronic Pain

White= 80%, n = 16
Christian= 90%, n = 18)
3rd level degree= 65%, n = 13
Married/living with at least another 
person= 70%, n = 13
not currently working= 90%, n = 18

McWilliams, 
(2018). 

Patient with 
cancer–
dementia 73.6 
years ±15.4 
(range= 39–
93)
Caregiver  
63.8 years 
±12.3 (range 
47–77)

Gende
r 
(femal
e: 
male) 
5:5. 

Diagnosis: 
Head and neck ; Colorectal cancer; urological;
Skin cancer; Gynaecological; Haematological 
cancer

Treatment:
Curative radiotherapy n=4; surgery n=3; 
palliative chemotherapy n=1; stem cell 
transplant n=1; did not have cancer 
treatment n=1

Dementia diagnoses 
included 
Alzheimer’s disease, 
Pick’s disease, 
vascular and AIDS-
related dementia.
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Post-treatment n=8; undergoing radiotherapy 
treatment n=1; did not undergo cancer treatment 
n=1

Naik, (2016). mean age =65
Age
<60 years 
n=39 (26.7%)
60–70 years 
n=74 (50.7%)
>70 years 
n=33 (22.6%)

Male 
n=143 
(98%)
femal
e n=3 
(2%)

Diagnosis:  
Head and neck ;Colorectal; gastric; Oesophageal 

Participants were 12 months after diagnosis

mean Deyo 
comorbidity index 
of 6.85
Diabetes 
mellitus=59%
chronic pulmonary 
disease=36%
peripheral vascular 
disease =24%
cerebrovascular 
disease=15%

White n =117 (80.1%)
Spouse or partner  n =90 (61.6%)
Some 3rd level education n =75 (51.4%)

Oliffe, (2009). Mean age = 
68.  Range 48-
77

Male Diagnosis:   Prostate cancer
Participants were  on Active surveillance
The majority of the participants (n = 22) had 
been on AS for less than 2 years.

Not stated

Mentioned:  
diabetes.

married White men  n =19
completed postsecondary education n 
=18

Oliffe, (2009). 
Factors 
influencing 
men 
undertaking 
active 
surveillance 

Mean= 66 
years (SD = 
7.3, range = 
48–77).

Male Diagnosis:   Prostate cancer
Participants were  on Active surveillance

Approximately half within one year of diagnosis

Not stated

Mentioned: 
cardiovascular 
disease, diabetes,

Most of the men had a postsecondary 
education, were married, and were 
retired. 

Pieters, 
(2016). 

Mean age= 76 
years Range 
70-94.

Femal
e

Diagnosis:  Breast cancer

Stage:
Ductal carcinoma in situ n=1; Stage I n=4; Stage 
II n=4; Stage III n=2; unknown n=7

Treatment:

n=15= at least 1 
preexisting chronic 
disease.

White n =11. 
Married or living as married n =6, 
Divorced/ Widowed/ Never married n 
=12
Some 3rd level education n =7
Annual household income $41,000+  n 
=7
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lumpectomy n=12;unilateral mastectomy n=5; 
bilateral mastectomy n=1; radiation treatment 
n=12; adjuvant hormonal therapy n=11

Participants had completed treatment within the 
past - 15 months; Mean= completed treatment 
8.5 months earlier.

Live alone n =5,/ live with spouse/ 
family member(s) n =10

Pieters, 
(2011). 

Same sample as Pieters, (2016) above 

Royer, (2009). Mean= 69.5 
years (SD = 
5.2, range = 
65–86).

Femal
e

Diagnosis:  Breast cancer

Treatment: mastectomy 65%; lumpectomy 48%;  
chemotherapy 23%; radiation 51% ; hormonal 
therapies 35%

Participants were on average 4.7 years after 
diagnosis (range = 1–35). 

Mean = 4.8, range = 
1–11
Arthritis n=41, 67%
Hypertension n=33, 
54%
Depression n=15, 
25%
Bronchitis or 
emphysema n=13, 
21%
Osteoporosis n=8, 
13%
Diabetes mellitus 
n=6, 10%
Heart trouble n=4 
7%
Stroke n=1, 2%

Caucasian 95%
Married 62%
Generally well educated and of moderate 
annual income ($30,000+).
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Sawin, (2012) At interview:
Mean= 68.1 
years; range 
50- 84. 
Diagnosis
mean= 60.7 
years; range 
50- 75 

Femal
e

Diagnosis:  Breast cancer

(from Stage I to Stage IV/ n=5 did not know 
cancer stage)
Treatment:  n=10/16 mastectomy; n=5/16 
lumpectomies; n=1 not yet undergoing 
treatment.

Participants were on average 7.4 years after 
diagnosis; range 1 -31 years  

Other cancer 
(uterine, colon, 
lymphoma, skin). 
High blood pressure, 
chronic pain, or 
chronic obstructive 
pulmonary disease 
(COPD). 

White n = 14/ African American n =2
100% in relationships with men that 
ranged from less than one year to 60 
years (mean 35.6 years). 
scored 19 + on Women’s Experience 
With Battering (WEB) Scale, indicative 
of emotional abuse White n =9

Schoenberg, 
(2009). 

same sample as  Leach (2008) above

Senden, 
2015). 

Patient: range 
70–86 years
Caregiver 
range: 42-83 
years

Patien
ts: 
Femal
en=15
; Male 
n= 17 

Careg
ivers: 
Femal
e 
n=10; 
Male 
n=9 

Diagnosis:  
Colon cancer n= 12; Breast cancer n= 6; Gastric 
cancer n= 4; Other n= 10

Treatment: 
adjuvant chemo-radiotherapy n= 9 ; adjuvant 
chemotherapy n= 13 ; chemotherapy n= 6; both 
chemo-radiotherapy without surgery n=  4 

Participants were receiving oncological 
(chemotherapy/radiotherapy) treatment 
(curative/palliative).

Not stated - poor 
eyesight is 
mentioned.

Most family members were spouses (n = 
13).

Sinding, 
(2008) 

70- 74 years 
n=6
75- 79 n=4
80 or older 
n=5

Femal
e

Breast (n=10 )or gynaecological (n= 5)

Treatment (Breast):Lumpectomy n=6; 
Mastectomy n=4; radiation n= 6 
chemotherapy n=1

Not stated
Diabetes,  Crohn’s 
disease, encroaching 
blindness 

post-secondary education n =4/ 
completed high school n =9/ grade eight 
or less n =2
low income n =8
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Treatment (gynaecological): surgery n=4; 
radiation n=1; declined all treatment n=1

n=10 within one year of diagnosis; n=4 within 1-
2 years; n=1 within 2-3 years 

lived alone n =8/ with one other person n 
=6/ in a senior’s residence n =1

Thomé, 
(2003). 

Mean age = 83 
years; range 
76-99 y

Femal
e 
n=19  
Male 
n=22 

Diagnosis:  
Breast cancer; Prostate; Gastrointestinal; 
gynaecological; Urogenital (exkl prostate) 
cancer; Skin/mucosa; Pulmonary/larynx; 
Hematologic/lymphoma  

NB. Some had more than one cancer.
Diagnosed within the past 5 years

34/41 reported 
comorbidities and 
problems.
Backache, problems 
with eyesight and 
hearing, heart 
failure, joint pain, 
headache, asthma, 
and complications 
after stroke.

Half of the participants were married or 
living with someone and half were 
widowed, divorced, or living alone.

van Ee, (2019). Mean= 77.1
SD= 5.72

Femal
e

Breast cancer

completion of hospital-based treatment 3 to 24 
months before participation

Treatment: mastectomy n- 14 (66.7%); 
lumpectomy n=10 47.6%;  chemotherapy n=4 
(19%); radiation n=13 (61.9%); hormonal 
therapies n= 10 (47.6%)

Not specified- 
Mentioned: 
cardiovascular and 
lung diseases, 
rheumatism, and 
osteoporosis 

Single/ Widowed Divorced n =18 ( 
57.2%) Married/partnered n =9 (42.8%) 

Walker 
(2015).

All within age 
categories 70-
79.

femal
e n=8; 
male 
n=3 

Diagnosis:  
Breast  cancer n= 8; Prostate cancer n= 3;

Treatment :
Mastectomy n=6; Mastectomy + chemo n=1; 
Lumpectomy + radio n=1; Prostatectomy n=2; 
Hormone therapy + radiation (prostate) n=1

chronic conditions
n=1 = 0
n=7 = 1
n=1 = 2
n=1 = 3
n=1= >5 

African American n = 4/ Caucasian n =7
High school degree or GED n =5; Degree 
or higher n =6
Married n = 5; Widow/Divorced/Single n 
=6
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carers
:
femal
e n=7; 
male 
n=4

Participants were recently diagnosed

Yoo (2010). 72 (range 65–
83)

Femal
e

Diagnosis:  Breast cancer 

Treatment :
Radiation n=33 (70.2%); Chemotherapy n=13 
27.7%); Hormone therapy n=24 (51.1%); 
Lumpectomy 34 (75.6%); Mastectomy n=11 
(24.4%)

Mean= 27 months since diagnosis (range 5–42 
months)

DCIS; heart 
condition 

African American n = 17 (36.2%); Asian 
American n = 13 (27.7%); White n =10 
(21.3%)
Single/ Widowed Divorced n =30 
(63.9%)/ Married/partnered n =17 
(36.2%) 
Some 3rd level education n =39 (84.8%)
Have adult children n =26 (86.7%) 

Zullig, et al 
(2018).

Mean= 64 
SD= 6.93 (50, 
80)

Male

92%
Femal
e 8%

Stage at Diagnosis
 Stage 1 32%
 Stage 2 28%
 Stage 3 40%
Cancer Type
 Colon 64%
 Rectum 28%
 Rectosigmoid junction 8%

An average of approximately 4 years post-CRC 
diagnosis at the time of their interview

Not specified- 
Mentioned:, CVD-
related chronic 
conditions and 
arthritis 

Race
 White race 60%
 Black race 28%
 Other race 12%
Marital status

 Married or living with partner
52%     

 Divorced or separated 32%
  Widowed 4%
  Single, never married

12%
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Appendix A: Search strategy development

CHIP strategy [1-3]:

Context
Self-management of multimorbid conditions

How:
Qualitative

Issues:
Patient’s workload of demands and Capacity

Population:
Cancer
Older

Cancer 1. cancer ADJ (experience* or elderly or patient* or survivor* or care) or oncolog* or neoplasm* or tumo?r

Qualitative 2. qualitat* or interview* or 'focus groups' or observ* 
or 'purpos* sampl*' or emic or etic or hermeneutic* or heuristic or semiotics 
or 'ethnon*' or 'phenomenol*' or 'constant compar*' or 'lived experience*' or 'action research' or 'life 
experience'
or grounded ADJ (theor* or stud* or research) 
or analysis ADJ (thematic or content or narrative or discourse or framework) 
or interview ADJ (semistructured or motivational or structured)

Older 3. elderly* or geriatric* or aged or '65 and over' or '80 and over' or old* ADJ (people or patient* or person* 
or adult*)  or gerontol* or frail* or sexagenarian or septuagenarian or octogenarian or nonagenarian* or 
centenarian*

Multimorbid 4. multimorbid* or 'complex needs' or 'multiple long-term conditions' or 'coexisting conditions' or chronic 
ADJ (disorder* or ill* or care or condition* or health or medication* or syndrome* or disease*) or 
comorbid* or 'co-morbidity' or 'multi-morbid*' or multidisease or 'multiple condition*' 
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5. job* or work* or return-to-work' or ' work return' or 'retirement or 'early-retirement' or employment or 
childcare or parenting or grandparent or famil* or household or caregiving or 'caregiver burden' or ' 
'burden of care' or 'family health' or 'travel' or transportation or 'travel time'

6. delegate* or accountab*  or negotiat* or oblig* or responsib*or planning or schedul* or attending 

7. medication ADJ (burden* or adher* or concordance or comply* or compli*) or polypharmacy or 
Medicine ADJ (burden* or adher* or concordance or comply* or compli*)

8. 'guideline adher*' or adher* or comply* or complian* or self-management or 'self-management program*' 
or Rehab* or training  or 'health promotion' or therap* or appointment* or schedul* or 'risk reduction 
behaviour*' or monitor* or manage* or recover* or 'health plan implementation' or 'individualised 
management plan' or 'patient participation' or 'lifestyle change' or 'health behaviour* change' or therapy 
ADJ (occupational or physical or educat* or rehab* or behavio?r*) or patient ADJ (educat* or 
Behavio?r* or self ADJ (administ* or management' or care or monitor* or assessment) or  manag* ADJ ( 
medication or health or demand or self or disease)

Patient’s workload of demands encompasses the 
demands on the patient’s time and energy, including 
demands of treatment, self-care, and life in general. 
All the tasks

and responsibilities people grapple with on a day-to-
day basis. This encompasses everyday life demands 
plus the responsibilities of patient-hood.

9. treatment ADJ (burden* or regimen or task* or work or barrier* or unnecessary* or preference* or 
acceptance*) or 'high burden' or 'burden* of therap*' or hassle* or work or patient ADJ (acceptance* or  
choice* or preference* or  need* or satisf* or dissatisf*) or 'perceptions of med*' or 'acceptance* of 
healthcare*' or agency or autonomy or 'shared-care '

Patient’s workload of demands 10. 5 or 6 or 7 or 8 or 9

11. 'illness* expense*' or 'health* insurance* or 'insure*' or expens* or 'health spend*' or 'out of pocket' or 
economic* or cost* ADJ (indirect or direct or 'illness-related' or healthcare or drug or illness) or 'health 
literacy' or literac* or educat* or numeracy* or educat* ADJ (status or achiev*) or 'socioeconomic 
factors' or Inequalit* or socioeconomic or sociodemographic

Capacity concerns ability to handle work (e.g., 
functional morbidity,

Financial/social resources, literacy). Capacity 
signifies abilities, resources, or readiness to address

demands, including physical/mental functioning, 
socioeconomic

resources, social support, literacy, and 

12. 'health resources' or 'resource utilisation' or 'health care access*' or 'patient accessib* or  'service-
provision' or 'health services access*' or 'delivery of health care' or 'primary health care' or accessibility 
or group* ADJ (social or selfhelp* or ‘self help’ or support) or club* ADJ ( social or 'therapeutic social') 
or care ADJ (team or ‘continuity of’ or ‘continuity of patient’ or fragment* or disjoint* or  coordinat* or  
disparit*) 
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13. 'quality of life' or QOL or 'activities of daily living' or 'ADL' or 'work capacity' or disability* or 
independen* or dependenc* or 'long term care' or funct* ADJ (disabilit* or limit* or physical or status) or 
'mobility limitation' or 'physical status' or mobilis* or 'side effect*' or 'dysfunction*' or frustrat* or mood* 
or emotion* or pleasure* or fear* or depress* or anxi* or cope* or suffer* or stress* or disrupt* or 
challeng*

14. advocac* or attention or adjust* or resilien* or 'assests-based*' or strengths or 'strengths-based' or cognit* 
or Learning or 'cognitive function*' or 'mental competence' or competence or memor* or knowledge or 
attitud* or educat* or aware* or coping or adapt* or motivat* or 'problem solving' or 'decision making' or 
decision-making or goal* or value* or priorit* or 'loss of control' or 'locus of control' or 'selfesteem*' or 
'life chang* 'or 'patient understand*' or self-efficacy

attitudes/beliefs

15. support* or social ADJ (isolat* or support* or conflict or interaction or intima*  or relation* or 
communicat* or network*) or 'interpersonal relation*' or psychosocial* or lonel* or isolat* or intima*  or 
partner or family or friends or relationship or 'physician-patient relations' or communicat* or partnership 
or 'doctor-patient'

Capacity 16. 11 or 12 or 13 or 14 or 15

Patient’s workload of demands OR Capacity 17. 10 or 16

Cancer AND Qualitative AND Older AND 
Multimorbid AND (Patient’s workload of demands 
OR Capacity)

18. 1 and 2 and 3 and 4 and 17

Sample search strategy based on  CHIP development process outlined above:

Ovid MEDLINE(R) 1946 to July Week 2 2018  
Date searched: 19/07/2018
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# 
▲

Searches Results

1 ((cancer adj (experience* or elderly or patient* or survivor* or care)) or oncolog* or neoplasm* or tumo?r).mp. [mp=title, 
abstract, original title, name of substance word, subject heading word, floating sub-heading word, keyword heading word, 
protocol supplementary concept word, rare disease supplementary concept word, unique identifier, synonyms]

3092643

2 ((((((qualitat* or interview* or 'focus groups' or observ* or 'purpos* sampl*' or emic or etic or hermeneutic* or heuristic or 
semiotics or 'ethnon*' or 'phenomenol*' or 'constant compar*' or 'lived experience*' or 'action research' or 'life experience' or 
grounded) adj (theor* or stud* or research)) or analysis) adj (thematic or content or narrative or discourse or framework)) or 
interview) adj (semistructured or motivational or structured)).mp. [mp=title, abstract, original title, name of substance word, 
subject heading word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare disease 
supplementary concept word, unique identifier, synonyms]

62

3 (((((((elderly* or geriatric* or aged or '65) and over') or '80) and over') or old*) adj (people or patient* or person* or adult*)) 
or gerontol* or frail* or sexagenarian or septuagenarian or octogenarian or nonagenarian* or centenarian*).mp. [mp=title, 
abstract, original title, name of substance word, subject heading word, floating sub-heading word, keyword heading word, 
protocol supplementary concept word, rare disease supplementary concept word, unique identifier, synonyms]

157704

4 (((multimorbid* or 'complex needs' or 'multiple long-term conditions' or 'coexisting conditions' or chronic) adj (disorder* or 
ill* or care or condition* or health or medication* or syndrome* or disease*)) or comorbid* or 'co-morbidity' or 'multi-
morbid*' or multidisease or 'multiple condition*').mp. [mp=title, abstract, original title, name of substance word, subject 
heading word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare disease 
supplementary concept word, unique identifier, synonyms]

464956

5 (job* or work* or return-to-work' or ' work return' or 'retirement or 'early-retirement' or employment or childcare or parenting 
or grandparent or famil* or household or caregiving or 'caregiver burden' or ' 'burden of care' or 'family health' or 'travel' or 
transportation or 'travel time').mp. [mp=title, abstract, original title, name of substance word, subject heading word, floating 

2278625
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sub-heading word, keyword heading word, protocol supplementary concept word, rare disease supplementary concept word, 
unique identifier, synonyms]

6 (delegate* or accountab* or negotiat* or oblig* or responsib*or planning or schedul* or attending).mp. [mp=title, abstract, 
original title, name of substance word, subject heading word, floating sub-heading word, keyword heading word, protocol 
supplementary concept word, rare disease supplementary concept word, unique identifier, synonyms]

387202

7 (((medication adj (burden* or adher* or concordance or comply* or compli*)) or polypharmacy or Medicine) adj (burden* or 
adher* or concordance or comply* or compli*)).mp. [mp=title, abstract, original title, name of substance word, subject 
heading word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare disease 
supplementary concept word, unique identifier, synonyms]

124

8 ((((treatment adj (burden* or regimen or task* or work or barrier* or unnecessary* or preference* or acceptance*)) or 'high 
burden' or 'burden* of therap*' or hassle* or work or patient) adj (acceptance* or choice* or preference* or need* or satisf* or 
dissatisf*)) or 'perceptions of med*' or 'acceptance* of healthcare*' or agency or autonomy or 'shared-care ').mp. [mp=title, 
abstract, original title, name of substance word, subject heading word, floating sub-heading word, keyword heading word, 
protocol supplementary concept word, rare disease supplementary concept word, unique identifier, synonyms]

217571

9 ('guideline adher*' or adher* or comply* or complian* or self-management or 'self-management program*' or Rehab* or 
training or 'health promotion' or therap* or appointment* or schedul*).mp. [mp=title, abstract, original title, name of 
substance word, subject heading word, floating sub-heading word, keyword heading word, protocol supplementary concept 
word, rare disease supplementary concept word, unique identifier, synonyms]

5970101

10 (('risk reduction behaviour*' or monitor* or manage* or recover* or 'health plan implementation' or 'individualised 
management plan' or 'patient participation' or 'lifestyle change' or 'health behaviour* change' or therapy) adj (occupational or 
physical or educat* or rehab* or behavio?r*)).mp. [mp=title, abstract, original title, name of substance word, subject heading 
word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare disease supplementary 
concept word, unique identifier, synonyms]

6362
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11 (((((patient adj (educat* or Behavio?r*)) or self) adj (administ* or management' or care or monitor* or assessment)) or 
manag*) adj (medication or health or demand or self or disease)).mp. [mp=title, abstract, original title, name of substance 
word, subject heading word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare 
disease supplementary concept word, unique identifier, synonyms]

3299

12 5 or 6 or 7 or 8 or 9 or 10 or 11 7866082

13 ((((('illness* expense*' or 'health* insurance* or 'insure*' or expens* or 'health spend*' or 'out of pocket' or economic* or 
cost*) adj (indirect or direct or 'illness-related' or healthcare or drug or illness)) or 'health literacy' or literac* or educat* or 
numeracy* or educat*) adj (status or achiev*)) or 'socioeconomic factors' or Inequalit* or socioeconomic or 
sociodemographic).mp. [mp=title, abstract, original title, name of substance word, subject heading word, floating sub-heading 
word, keyword heading word, protocol supplementary concept word, rare disease supplementary concept word, unique 
identifier, synonyms]

250016

14 (((((('health resources' or 'resource utilisation' or 'health care access*' or 'patient accessib*' or 'service-provision' or 'health 
services access*' or 'delivery of health care' or 'primary health care' or accessibility or group*) adj (social or selfhelp* or 'self 
help' or support)) or club*) adj (social or 'therapeutic social')) or care) adj (team or 'continuity of' or 'continuity of patient' or 
fragment* or disjoint* or coordinat* or disparit*)).mp. [mp=title, abstract, original title, name of substance word, subject 
heading word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare disease 
supplementary concept word, unique identifier, synonyms]

68505

15 ((('quality of life' or QOL or 'activities of daily living' or 'ADL' or 'work capacity' or disability* or independen* or 
dependenc* or 'long term care' or funct*) adj (disabilit* or limit* or physical or status)) or 'mobility limitation' or 'physical 
status' or mobilis* or 'side effect*' or 'dysfunction*' or frustrat* or mood* or emotion* or pleasure* or fear* or depress* or 
anxi* or cope* or suffer* or stress* or disrupt* or challeng*).mp. [mp=title, abstract, original title, name of substance word, 
subject heading word, floating sub-heading word, keyword heading word, protocol supplementary concept word, rare disease 
supplementary concept word, unique identifier, synonyms]

2835440
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16 (advocac* or attention or adjust* or resilien* or 'assests-based*' or strengths or 'strengths-based' or cognit* or Learning or 
'cognitive function*' or 'mental competence' or competence or memor* or knowledge or attitud* or educat* or aware* or 
coping or adapt* or motivat* or 'problem solving' or 'decision making' or decision-making or goal* or value* or priorit* or 
'loss of control' or 'locus of control' or 'selfesteem*' or 'life chang* 'or 'patient understand*' or self-efficacy).mp. [mp=title, 
abstract, original title, name of substance word, subject heading word, floating sub-heading word, keyword heading word, 
protocol supplementary concept word, rare disease supplementary concept word, unique identifier, synonyms]

5029405

17 (((support* or social) adj (isolat* or support* or conflict or interaction or intima* or relation* or communicat* or network*)) 
or 'interpersonal relation*' or psychosocial* or lonel* or isolat* or intima* or partner or family or friends or relationship or 
'physician-patient relations' or communicat* or partnership or 'doctor-patient').mp. [mp=title, abstract, original title, name of 
substance word, subject heading word, floating sub-heading word, keyword heading word, protocol supplementary concept 
word, rare disease supplementary concept word, unique identifier, synonyms]

4229022

18 13 or 14 or 15 or 16 or 17 9715021

19 12 or 18 13658817

20 1 and 2 and 3 and 4 and 19 0

21 1 and 3 and 4 and 19 1732

Note: Search was  conducted without qualitative terms as use Qualitative filters appeared to be too limiting 

Page 45 of 77

http://mc.manuscriptcentral.com/pon

Psycho-Oncology

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For Peer Review

Appendix B: Quality assessment/ Appraisal using the Critical Appraisal Skills Programme (CASP) tool[4]

Author

1. Was 
there a 
clear 
statement 
of the 
aims of 
the 
research?

2. Is a 
qualitative 
methodology 
appropriate?

3. Was the 
research 
design 
appropriate 
to address 
the aims of 
the 
research?

4. Was the 
recruitment 
strategy 
appropriate 
to the aims 
of the 
research?

5. Was 
the data 
collected 
in a way 
that 
addressed 
the 
research 
issue?

6. Has the 
relationship 
between 
researcher 
and 
participants 
been 
adequately 
considered?

7. Have 
ethical issues 
been taken 
into 
consideration?

8. Was the 
data 
analysis 
sufficiently 
rigorous?

9. Is 
there a 
clear 
statement 
of 
findings?

10. Will 
the 
results 
help 
locally?

Pieters Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
Hannum, Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Khan Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Schoenberg, Yes Yes Yes Yes Yes Can't tell Yes Yes Yes Yes 
Pieters & 
Heilemann, Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Leach, & 
Schoenberg, Yes Yes Yes Yes Yes Can't tell Yes Yes Yes Yes 

Beck Yes Yes Can't tell Yes Yes No Yes Yes Can't tell Yes 
Sawin, Yes Yes Yes Yes Yes Can't tell Yes Yes Yes Yes 
Senden, Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
Fix. Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Oliffe Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Brauer Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Walker. Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
Loerzel, Yes Yes Yes Yes Yes Yes Can't tell Yes Yes Yes 
McWilliams, Yes Yes Can't tell Yes Yes No Yes Can't tell Yes Yes 
Sinding, Can't tell Yes Can't tell Yes Yes Yes Can't tell Yes Can't tell Can't tell
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Davison Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Naik Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Fenlon Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Royer Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Yoo Yes Yes Yes Yes Yes No No Yes Yes Yes 
Pieters Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
Adler Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Keogh Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Thome, Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
Hannum & 
Rubinstein, Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Clarke Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Agasi-
Idenburg Yes Yes Yes Yes Yes Can't tell Yes Yes Yes Yes 

van Ee Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
Zullig et al. Yes Yes Yes Yes Yes Can't tell Yes Yes Yes Yes 
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Appendix C: Summary Table of which studies contributed to each theme

Article Reference Burden and capacity for 
health-related work 

Desire to maintain 
autonomy 

Reaction to cancer (and its consequences) complicated 
by pre-existing conditions and ageing

Resistance to asking for help 
from social networks

Missed potential for HCPs to reduce 
burden and enhance capacity 

Adler et al (2009).   

Agasi-Idenburg 2020   

Beck et al (2009).   

Brauer et al (2016).  

Clarke et al (2013).   

Fenlon et al (2013).    

Fix et al (2014). 

Hannum & Rubinstein (2016).   

Hannum et al (2016).    

Keogh et al (2014).   

Khan et al (2012). 

Leach & Schoenberg (2008).  

Loerzel & Aroian, (2013). 

Grant, & Maly, (2011).    

McWilliams et al. (2018).  

Naik (2016). 

Oliffe & Pickles. (2009). 

Oliffe et al (2009). 

Pieters (2016).  

Pieters & Heilemann. (2011) 

Royer et al (2009, July).    

Page 48 of 77

http://mc.manuscriptcentral.com/pon

Psycho-Oncology

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For Peer Review

Sawin (2012) 

Schoenberg et al (2009) 

Senden et al (2015).  

Sinding et al (2008).  

Thomé, et al. (2003). 

van Ee et al 2019    

Walker, (2015). 

Yoo,(2010).    

Zullig et al. 2018     
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Appendix D: thematic framework and illustrative quotes

During initial analysis a coding frame consisting of 102 codes was developed and agreed by the researchers. In depth analysis enabled the 
development of a thematic framework in which the 102 codes were grouped into 5 themes. This provided the framework for the systematic 
examination of each transcript. Sample illustrative data relating to themes summarised here- further information is available on request from 
the authors.

Theme Codes Illustrative examples from texts
Desire to 
maintain 
autonomy

 Illness/ Disability is inevitably associated with illness/ expected with age
 Limiting symptoms a source of exasperation, decreased QoL 
 Must limit activity due to capacity 
 Older people faced illness with acceptance, stoicism
 Acceptance seen as part of not letting problems take over your life
 Simply have to learn to live with the symptom. 
 Disapproving of those who ‘complain too much’ about their disabilities 
 Social comparison: suffering of others greater than their own.
 Importance of maintaining independence/ sense of control/ autonomy 
 Cancer raises fears and concerns about dependence, vulnerability, and the exposure of 

fallibility and/or weakness
 Feeling old is linked to a decrease in their stamina and strength/ loss of identity rather 

than chronological age.
 It is possible to work to maintain characteristics associated with youthfulness (and in 

turn autonomy)
 Functional limitations= sense of being a burden. 
 Role of age linked to perceived ability to withstand various treatments.
 Willing to “fight” if it is believed that older people could live beyond cancer
 Focus on quality of life: a life further disrupted by illness/ disability, specifically at an 

advanced age, was not worthwhile living.
 Change in role- no longer able to provide care for others

I know with age, you're limited. And I kind of got used to that with the knee 
problem. There were just some things I couldn't do. And I think seniors just get 
used to that. They have less endurance because of aches and pains. (64 years 
old)- Adler . (2009).

For example, an 81-year-old woman who had back problems, bowel disorder, 
cancer, chemical sensitivities, cataracts/glaucoma, chronic obstructive 
pulmonary disorder, depression, emphysema, fibromyalgia, osteoarthritis, 
osteoporosis and post-polio syndrome articulated her experience in this way: It’s 
very depressing at times … Because you know you sit there and you think, ‘Okay I 
want to do this, this and this today.’ Intellectually I can do those things, 
physically no … One of the hardest things about being disabled is that you can’t 
do as much for other people as you’ve always done. You become dependent on 
other people instead of helping other people and it’s an awful hard blow to take. 
It’s really hard.- Clarke. (2013).
 “Uh-huh, I'm pushing for at least 90 [years old] so I just hope to, to feel as good 
as I do now and don't get anything that's going to give me some misery because I 
don't want to be a burden, I don't want to be, you know, if, if something happens 
and I really start feeling bad I'm going to start saying a lot of prayers to be taken 
because I don't want to hang around”... Hannum (2016).

Yes, everything just went on (silence). Yes, yes, I am alone, and I take care of 
myself; I will do everything by myself, as long as I can; I want to keep on doing 
that, yes (smiles). (C13) - van Ee et al 2019
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Reaction to 
cancer (and its 
consequences) 
complicated 
by pre-
existing 
conditions 
and aging

 Older age- expectation of/ awareness of death/ illness
 Surprise/ shock at cancer diagnosis
 Cancer is just another thing that happens
 Context of old age and comorbidities, the cancer disease was experienced as affecting 

daily life less
 Something different about cancer: more disruptive than pre-existing comorbidities 
 Cancer less important than other life experiences.
 After treatment cancer less important as other conditions were deemed more 

important
 Cancer less important than difficult health interventions in the past. 
 Cancer less important  in context of having lived a good life 
 Other conditions put cancer in perspective in terms of their impact
 Cancer less important  in the context of perceived sufficiently long lives
 Cancer was sometimes seen as more important than other less invasive conditions 

(depends on condition)
 Lack of disability from cancer = minimal impact
 Cancer not the issue: functional limitation/ workload is what matters Importance of 

function/disability/limitations  
 Cancer had a greater impact than other co-existing chronic conditions when the 

effects from cancer treatment were longlasting
 Long term physical and emotional problems as a result of their cancer/ treatment
 Cancer not viewed as a chronic disease.
 Functional limitations:  whatever illness has the biggest impact on their day-to-day 

activities is the focal point 
 Adaption to cancer easier having already living with other chronic conditions and 

their long-term effects.  
 Daily life as an older person with cancer was discussed alongside conversations about 

death
 Older adults grew up at a time where cancer less treatable: cohort's upbringing= 

cancer conceptualized as a “death sentence”
 Fear of recurrence was not a primary concern: aware of their mortality
 Suffering and the (in)ability to cope in the future appeared to form the basis of fears 

of recurrence
 Uncertainty/ concerns about cause of symptoms/ understanding exacerbated by fear 

of recurrence
 Surviving cancer creates optimism and positive outlook 

She used age to buffer the emotional impact of the cancer experience, ‘‘At my 
age, losing a breast, it’s just something that happened. It didn’t hold me back or 
stop me. (94) Pieters, H. C. (2016).

An 81-year-old Chinese American with DCIS stated: You cannot let an adversity, 
which breast cancer is, destroy your life. It’s so important not just for cancer, but 
for any of life, you classify it as an adversity in life and you’ve just gotta go on…. 
I haven’t had it threaten my life to the extent that it would kill me. Life is fraught 
with peril. [You] just have to handle it.- Yoo 2010

“You think well you’ve reached this age, which I never expected to, and I cannot 
believe I'm 78 now, and I just, and I'm very pleased I'm here but…. I never 
thought I would reach this age, so …. I haven't got much to lose like a younger 
person have I?” (F500). Fenlon  2013

“Although I have cancer I feel healthy, because I don’t feel anything from it 
whatsoever. At present, it is only some backache that bothers me.”- Thomé 
(2003).

For example, one woman with severe and continuing side effects from cancer 
treatment portrayed how her cancer experience overshadowed other problems 
and served as a daily reminder about cancer, “I ended up with an infection right 
after my mastectomy and we couldn't get it healed for 6 months. So I was kind of 
upset over that because consequently I couldn't wear a bra. My other breast 
suffered because it used to be up here and now it's hanging down to here.” 
Loerzel, (2013).

The meaning of cancer itself appears to differentiate it from other chronic 
illnesses that may have existed prior to the cancer diagnosis. For many of the 
informants, chronic illnesses held prior to the cancer diagnosis had been folded 
into the individual life and, in many ways, normalized as an expectation of the 
aged self. Cancer, through dint of this cohort's upbringing, was instead 
conceptualized as a “death sentence” that made it at once both an acute and 
chronic condition. Thus, the “unseenness” of cancer left many of our informants 
questioning the current status of their health and course of the future and time 
itself.- Hannum, 2016
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 Sense of resiliency and a desire to re-establish a stable sense of self after treatment 
ends

 Difficulty in how to attribute physical impairments – age or cancer-related? 
Symptoms potentially caused by multiple factors.

 Aggravation of disabilities/ current symptoms were explained as age-related or as a 
consequence of other health conditions 

 Cancer interacts with other health problems and cause further issues 
 Period of readjustment after cancer: Treatment burden- prolonged side effects making 

transition difficult

It was miraculous how well everything went. Really incredible!!! I never had any 
pain. I was not nauseous after the operation. Absolutely nothing. (C1)- Van Ee et 
al 2019

“My biggest problem is my heart… I figure if I take care of my heart, I will be 
around a whole lot longer”- Zullig et al. 2018 (man with stage 1 colon cancer)

“I take insulin every night… [When] you take chemo, you know, [your blood 
sugar] automatically shoots up 200 … [After the] treatment, my sugar levels are 
different now… I was just taking pills for my sugar diabetes, now I’m taking 30 
units of insulin every night. I hope that [it doesn’t get] worse… It’s all 
different…”- Zullig et al. 2018 (man with stage 3 colon cancer and comorbid 
diabetes)

“I used to have medications and I wouldn’t take [them] like I was supposed to, 
but now I make sure that that I do.”Zullig et al. 2018 (man with stage 1 colon 
cancer)

I am disabled [by severe back problems]. I need my arms, and if I am left [after 
the breast operation] with an arm that no longer functions, they can drag me to 
the nursing home. (C3)- van Ee et al 2019

Burden and 
capacity for 
health-related 
work

 Patients play an active role in decision-making and dealing with healthcare
 Extensive workload associated with MM
 Some MM workload self-directed (i.e., self-care strategies)
 Constant need to be vigilant in managing symptoms
 Coping strategies to overcome capacity issues
 Self-care often means cutting down, limiting activity
 Striving for control of their chronic health conditions: trying to feel in control of their 

health.
 Resistance and scepticism about lifestyle modifications for cancer/ sense of a lack of 

control over cancer
 Plan is  too challenging, unacceptable, or too difficult to integrate into a daily routine
 Unsuccessful strategies to self-manage may have impact on future attempts
 Physical restrictions due to treatment interfered with symptom management
 Medication management: Concerns about side effects, or fears related to taking 

medication.
 Fear of diagnostic or surgical procedures necessary to manage symptoms

One woman discussed managing her fatigue by developing the ability to 
“prioritize and let things go.” Another woman with fatigue said she “takes a nap 
after lunch every day…and I cut down a bit on the really heavy work like hauling 
wood…I still do everything but I pace myself or do less at a time.”- Royer 2009
I thought, “Why in the hell am I taking Vioxx? And why in the hell did my doctor 
give me a pill that has a side effect of strokes at my age?” So I didn't like it. I 
mean, I didn't like the effect it had on me so I stopped it. And then I heard about 
this herbalist. In other words, I'd rather have the pain than the stroke. (75 years 
old)- Adler 2009

The following 64 year old Black woman described the gravity of her diabetes: I 
think it's hard to keep under control and I think it's a real serious illness. To me 
it's almost next to having cancer. I always said it’s a slow process of cancer but 
you can control it. I think it's serious.- Leach  2008

There was a feeling that there was a lack of choice of suitable prostheses, and a 
particular concern with ageing was the need for front fastening bras as shoulder 
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 Social support needed to enact SM strategies
 Some self-management strategies for different conditions are perceived as 

contradictory 
 Lack of resources to manage a symptom (lack of finances, access, or health care 

provider resources)
 Experience with previous health issues helps cancer survivors to accumulate skills to 

self-manage 
 Other conditions cause disability that interfere with symptom management
 Able to draw on strength from the past.
 Personal values and ethos were greatly shaped by the past
 Past illness can bolster self-efficacy to cope: ability to withstand and recover from 

previous sufferings in life
 MM helps individuals to ‘normalise’ cancer diagnoses –cancer is less difficult to deal 

with.
 Pre-existing chronic diseases also complicated participants’ access to care

mobility reduced in older age:  “I can't reach round the back. I’ve got them with 
the back fastening but I just can't wear them.” (B400; diagnosed 1982). Fenlon  
2013

Donna described cancer as “just part of my history,” while also describing a 
recognition that “…a lot of that [internal strength] has come to light in these last 
few years because I’ve had a lot of medical issues.”- Hannum,. C. (2016).

Judith’s history of illness did not appear to lend cancer continuity, or offer 
resources for coping. She experiences significant anxiety anticipating follow-up 
visits with the oncologist: I dread the thoughts of going to hear what they’re 
going to tell me. Like Dr C said that he doesn’t really feel that I got too much to 
worry about, that they got it in time, but then how do they know if they got 
everything? ... And when my lungs are bad, it frightens you.
Judith chose not to have radiation because she believed it would exacerbate her 
asthma, and thus worries that her treatment was insufficient; she also believes 
that her lungs, compromised by asthma, are especially susceptible to recurrence.- 
Sinding 2008

P15: “I have been invited to exercise in the hospital-for therapy- but I didn't go, 
because when I walk around and do things, why should I do more?” Agasi-
Idenburg 2020

“You learn to keep up with your bowel movements… You know some days you can 
get by with doing more than you can on other days [and] plan things 
accordingly.” Zullig et al. 2018 (man with stage 2 rectal cancer)

“I just know that I take all my medicines, on time, every day. My wife sees to that 
because of this memory loss I have….”- Zullig et al. 2018 (man with stage 2 colon 
cancer)

Resistance to 
asking for 
help from 
social 
networks

 Decreased ability to remain functionally independent challenged identity as 
autonomous individuals. 

 Reliant on others to get to appointments
 Increasing social isolation and reliance others highlights corporeal and social fragility
 Some people develop a social network as a result of their illness
 Fearful of becoming a further burden on their loved ones
 Fear becoming a burden more than recurrence
 Had difficulties asking and receiving social support. 

One woman described the many steps necessary for her daughter to help her get 
to appointments. “She pushes me to her car, she takes me to the doctor, and she 
brings me back.” One simply referred to herself as the problem, stating with a 
sense of frustration, “I disrupt their lives.”- Grant et al 2011

81-year-old woman who had back problems, bowel disorder, cancer, chemical 
sensitivities, cataracts/glaucoma, chronic obstructive pulmonary disorder, 
depression, emphysema, fibromyalgia, osteoarthritis, osteoporosis and post-polio 
syndrome: It’s very depressing at times … Because you know you sit there and 
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 Would like more support within the community but didn't know how to access 
 Often had to learn to ask for and accept emotional and tangible support.
 Grateful of support of others when it was received
 Emotional and practical support
 Fear that although their complex health is central to their lives, it may not be of 

interest to others.
 Social isolation many of them felt, not simply as a result of breast cancer, but because 

of the aging process 
 Lacked a supportive network outside of their families that could potentially offer 

more tangible and instrumental forms of support.
 Concerns over the losses they were experiencing in their supportive networks. Peers 

and family members also falling ill and dying

you think, ‘Okay I want to do this, this and this today.’ Intellectually I can do 
those things, physically no … One of the hardest things about being disabled is 
that you can’t do as much for other people as you’ve always done. You become 
dependent on other people instead of helping other people and it’s an awful hard 
blow to take. It’s really hard.- Clarke et al 2013

Another respondent, a 75-year-old African American woman with Stage I cancer, 
talked about her adult daughter’s dying and her subsequent inability to find other 
support to replace her daughter’s: “I do wonder, you know, what would happen if 
I get to the point when I can’t do things for myself. And on that note, there is 
nobody that I can depend on.”- Sinding 2008

My daughters know it, but they never ask how I am doing. And still, every 
afternoon we drink coffee together…. But what do I have to tell them? I take those 
pills, and they work fine, and as long as I do not have any more symptoms…. (C9) 
- van Ee et al 2019

Missed 
potential for 
HCPs to 
reduce burden 
and enhance 
capacity

 Fragmented care as a barrier to personalised care/ complicated access to care for 
participants.

 Juggling multiple appointments for cancer in addition to appointments for their other 
diseases.

 Poor continuity of hcps in community follow-up care – particularly confusing for 
individuals with comorbid dementia.

 Hcps are busy and time with patients is restricted 
 Concern that symptom was to minor to mention to their provider (even if impacting 

QoL) - a waste of valuable time
 Receiving health care required initiating action.
 Wanting a HCP who understood individuals needs/ was an expert/ used to dealing 

with the needs of older people
 Regret at not having had the opportunity to discuss certain treatment options with 

hcps due to both older and MM
 Disagreed with their provider regarding the best way to manage their symptoms.
 Well-timed information and an approachable provider helped patients to navigate 

services 
 Happy with care provided by doctors
 Felt concerns were dismissed or minimised 
 Comfortable raising concerns and ask questions
 Health-care–related ageism responses often carefully modulated—conscious of 

societal views of older adults

I want my doctor to know who I am. I don't want to be a “Kaiser number.” So I 
started calling her [by her first name] right from the beginning [laughs], which 
probably frosted her. Anyway, if I call and I leave my name, she knows who I am. 
(64 years old)- Adler et al. 2009

Following surgery, one patient found the number of staff involved in wound care 
confusing ‘you’re swapping about all the time aren’t you…you don’t seem to have 
the same one every time’ (P007M).- McWilliams,. (2018).

A woman said “bugging” doctors who “are all so busy” for referrals was her 
responsibility. She said, “It’s sort of up to me if I really want something.”- Grant 
2011

Sources of support identified as trusted and useful were professional support 
through the specialist breast nurse, and social support in the form of friends and 
family. Specialist breast nurses having a key role. Written information from 
official health sources was considered useful as a back up to oral information, 
though some admitted to never looking at the information they were given- Fenlon 
et al 2013

One woman with lymphedema recalled her provider telling her, “I just have to 
live with it and I am lucky it’s not worse.”- Royer 2009
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 Work to overcome age-related bias by actively avoiding stereotypical “elderly” 
behaviour.

 Individual and holistic care desired: to be treated as individuals rather than uniformly 
as older people. 

 Insufficient attention paid to the potential longer-term impact of cancer and its 
treatment on older people

There's no sense in getting mad at them. Then you're just a cranky old lady. (81 
years old)- Adler et al. 2009

You get flooded, you can't organize it, can't prioritize, that is difficult, because 
you enter a terrain you know nothing about.”- Agasi-Idenburg 2020

I could always call a nurse; I had 2 telephone numbers, and if anything 
happened, I could always call. If you have any doubts whether to call or not, just 
do it! Just do it! (C21) - van Ee et al 2019

Woman with problems contacting her doctor when she became ill, and he did not 
order the medication as promised. “When he came round again on Wednesday, I 
said, well, I was kind of angry with him I think. If he treats me like that again, I'll 
show him the door. I won't go on with him. I could not talk to him. (C10)”- van 
Ee et al 2019

1. Booth, A., et al. Guidance on choosing qualitative evidence synthesis methods for use in health technology assessments of complex interventions 
[cited 2019; Available from: https://www.integrate-hta.eu/wp-content/uploads/2016/02/Guidance-on-choosing-qualitative-evidence-synthesis-
methods-for-use-in-HTA-of-complex-interventions.pdf.

2. Shaw, R., Conducting Literature Reviews in Forester MA (Ed) Doing Qualitative research in Psychology-A Practical Guide 39: 55. 2010, London, Sage.
3. Shaw, R.L., Identifying and synthesizing qualitative literature., in Qualitative research methods in mental health and psychotherapy: A guide for 

students and practitioners. , D. Harper, Editor. 2012, Wiley-Blackwell: London.
4. CASP Qualitative Checklist. 2018; Available from: https://casp-uk.net/wp-content/uploads/2018/01/CASP-Qualitative-Checklist.pdf.
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Enhancing transparency in reporting the synthesis of qualitative research: ENTREQ

No Item Guide and description Page addressed

1 Aim State the research question the synthesis addresses. 3

2 Synthesis 
methodology

Identify the synthesis methodology or theoretical framework which underpins the synthesis, and describe the rationale for choice of 
methodology (e.g. meta-ethnography, thematic synthesis, critical interpretive synthesis, grounded theory synthesis, realist synthesis, meta-
aggregation, meta-study, framework synthesis).

5

3 Approach to 
searching

Indicate whether the search was pre-planned (comprehensive search strategies to seek all available studies) or iterative (to seek all available 
concepts until they theoretical saturation is achieved).

5

4 Inclusion 
criteria

Specify the inclusion/exclusion criteria (e.g. in terms of population, language, year limits, type of publication, study type). 5-6

5 Data sources Describe the information sources used (e.g. electronic databases (MEDLINE, EMBASE, CINAHL, psycINFO, Econlit), grey literature databases (digital 
thesis, policy reports), relevant organisational websites, experts, information specialists, generic web searches (Google Scholar) hand searching, 
reference lists) and when the searches conducted; provide the rationale for using the data sources.

5

6 Electronic 
Search strategy

Describe the literature search (e.g. provide electronic search strategies with population terms, clinical or health topic terms, experiential or social 
phenomena related terms, filters for qualitative research, and search limits).

5/ Appendix A

7 Study screening 
methods

Describe the process of study screening and sifting (e.g. title, abstract and full text review, number of independent reviewers who screened studies). 6-7

8 Study 
characteristics

Present the characteristics of the included studies (e.g. year of publication, country, population, number of participants, data collection, 
methodology, analysis, research questions).

10-11 (Table 2: 
Characteristics of included 
studies)

9 Study selection 
results

Identify the number of studies screened and provide reasons for study exclusion (e,g, for comprehensive searching, provide numbers of studies 
screened and reasons for exclusion indicated in a figure/flowchart; for iterative searching describe reasons for study exclusion and inclusion based on 
modifications t the research question and/or contribution to theory development).

7- 9 (Figure 2: PRISMA 
flow diagram of studies 
identified and excluded at 
each stage of the review.)

10 Rationale for 
appraisal

Describe the rationale and approach used to appraise the included studies or selected findings (e.g. assessment of conduct (validity and robustness), 
assessment of reporting (transparency), assessment of content and utility of the findings).

10 (Appendix D)

11 Appraisal items State the tools, frameworks and criteria used to appraise the studies or selected findings (e.g. Existing tools: CASP, QARI, COREQ, Mays and 
Pope [25]; reviewer developed tools; describe the domains assessed: research team, study design, data analysis and interpretations, reporting).

10 (Appendix D)
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No Item Guide and description Page addressed

12 Appraisal 
process

Indicate whether the appraisal was conducted independently by more than one reviewer and if consensus was required. 10

13 Appraisal results Present results of the quality assessment and indicate which articles, if any, were weighted/excluded based on the assessment and give the 
rationale.

10

14 Data extraction Indicate which sections of the primary studies were analysed and how were the data extracted from the primary studies? (e.g. all text under the 
headings “results /conclusions” were extracted electronically and entered into a computer software).

10

15 Software State the computer software used, if any. 10

16 Number of 
reviewers

Identify who was involved in coding and analysis. 10

17 Coding Describe the process for coding of data (e.g. line by line coding to search for concepts). 10

18 Study 
comparison

Describe how were comparisons made within and across studies (e.g. subsequent studies were coded into pre-existing concepts, and new concepts 
were created when deemed necessary).

10

19 Derivation of 
themes

Explain whether the process of deriving the themes or constructs was inductive or deductive. 10

20 Quotations Provide quotations from the primary studies to illustrate themes/constructs, and identify whether the quotations were participant quotations of the 
author’s interpretation.

23-26

21 Synthesis 
output

Present rich, compelling and useful results that go beyond a summary of the primary studies (e.g. new interpretation, models of evidence, 
conceptual models, analytical framework, development of a new theory or construct).

23-29
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2

16 ABSTRACT
17 Objective

18 Many older people with cancer live with multimorbidity. Little is understood about the 
19 cumulative impact of old age, cancer and multimorbidity on self-management. This 
20 qualitative systematic review and synthesis aimed to identify what influences self-
21 management from the perspective of older adults living with cancer and multimorbidity. 

22 Methods 

23 Six databases were systematically searched for primary qualitative research reporting older 
24 adults’ experiences of living with cancer and multimorbidity (e.g. Medline, Embase, and 
25 CINAHL). A thematic synthesis was guided by Shippee’s model of cumulative complexity. 
26 Text labelled as results in the included papers was treated as data. 

27 Results 

28 Twenty-eight studies were included. While the included studies varied in their focus, our 
29 analysis highlighted a number of important themes consistent across the studies.  Health 
30 conditions with the greatest negative impact on independent living assumed the greatest 
31 importance, sometimes meaning their cancer was a low priority. Self-management practices 
32 seen as likely to interfere with quality of life were deprioritised unless viewed as necessary to 
33 maintain independence. When burden outweighed capacity, people were reluctant to ask for 
34 help from others in their social network. The contribution of formal healthcare services to 
35 supporting self-management was relatively peripheral. 

36 Conclusions 

37 Old age and multimorbidity together may complicate self-management after cancer, 
38 threatening health and well-being, creating burden and diminishing capacity. Older adults 
39 prioritised self-management practices they considered most likely to enable them to continue 
40 to live independently.

41 The protocol was registered with Prospero (CRD42018107272).

42 Keywords review; multimorbidity; qualitative; self-management; synthesis; cumulative 
43 complexity; burden of treatment; patient capacity; quality of life
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44 INTRODUCTION

45 Cancer incidence is strongly correlated with age, with nearly 50% of individuals diagnosed 
46 with cancer aged over 70 years[1]. At any age, cancer can have a substantial impact on an 
47 individual’s independence, as treatment side-effects can reduce the ability to maintain normal 
48 daily activities.  Almost a quarter of those living with and beyond cancer (LWBC) report 
49 poor health or disability after primary cancer treatment [2].  Individuals can experience side-
50 effects such as pain, breathlessness, and fatigue, as well as psychological problems including 
51 anxiety, depression and loss of confidence [3].  However older adults are at increased risk of 
52 the side-effects of some cancer-related treatments and common features of aging may be 
53 aggravated by cancer treatment [4]. Older adults often lack the physiological reserves 
54 required to effectively recover from acute toxicities. In turn, this leads to ongoing problems 
55 related to quality of life (QoL) (a subjective concept, with a multidimensional perspective 
56 that encompasses physical, emotional, and social functioning[4]) [5]. In addition, older adults 
57 are more likely to have poorer literacy and numeracy skills, with less access to transportation, 
58 social support, or financial resources compared to younger adults LWBC.[6] Consequently, 
59 older adults may find it difficult to self-manage symptoms, complex therapeutic routines, 
60 self-monitoring, self-assessment and interactions with healthcare providers and organisations. 
61 Self-management refers to ‘the care taken by individuals towards their own health and 
62 wellbeing: it includes the actions people take for themselves … to care for their long term 
63 conditions]’[7].
64
65 While cancer is a substantial health challenge, in older age it is often diagnosed in the context 
66 of other health needs that can complicate  diagnosis, treatment, and management [8, 9]. Over 
67 75% of people with cancer report at least one other condition, and multimorbidity (defined 
68 here as the co-existence of two or more conditions) increases with age [10]. Older adults 
69 LWBC are more likely to have pre-existing conditions and to experience poorer physical 
70 functioning than younger people with cancer [4, 9] and frequently report long-term support 
71 needs for management of complex health conditions after cancer treatment [11]. The number 
72 of people living with multimorbidity is rising with an ageing population [12]. Further 
73 conditions are also likely to develop after- and perhaps as a consequence of cancer and its 
74 treatment. These include diabetes, cardiovascular disease, neuropathy, or renal impairment 
75 [9, 13].  Leach et al[14]   reported that older adults have an average of five long-term 
76 conditions, two of which develop after a cancer diagnosis. The onset of these conditions may 
77 be a consequence of aging, behavioural/genetic risk factors, or due to late/long-term effects 
78 of cancer treatments. Additional conditions may negatively impact cancer recovery, 
79 longevity, and reduce QoL[4].  
80
81 Little is understood about how ageing and multimorbidity interact and influence outcomes in 
82 the context of self-management in cancer specifically. Clinical trials in oncology have often 
83 excluded older people or people living with frailty or multimorbidity [9, 13, 15]. Thus, 
84 clinicians have little evidence to help treat this age group[15]with a scarcity of evidence-
85 based treatment guidelines and challenges in extrapolating study findings [9]. This hinders 
86 our ability to understand the long-term impact of cancer and its treatment, particularly in the 
87 case of those who are living with multiple other conditions[4]. These individuals may find it 
88 difficult to self-manage the disabling effects of symptoms, complex therapeutic routines, self-
89 monitoring, self-assessment and interactions with healthcare providers and organisations 
90 [16]. A review by Kenzik et al [11] identified patterns of health care use in older adults after 
91 cancer. These included long‐term hospitalizations, long‐term care facility placement after 
92 cancer treatment, or home health care needs after cancer.  However, the authors did not find 
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93 any studies that addressed the potential impact of cancer on long‐term care needs of the older 
94 adults. Kenzik et al [11] identified a focus on the aging population as a high‐priority gap in 
95 the evidence. When older people have needs that arise from other conditions, these must be 
96 co-managed alongside their cancer, potentially leading to increased work and burden for the 
97 patient and their families.  For example, the risk of polypharmacy (i.e. taking multiple 
98 medications)  is higher for people living with and beyond cancer because this group are often 
99 prescribed a considerable number of medications, for both cancer management and for 

100 supportive care[4]. This increases the risk of drug interactions, morbidity and adverse events, 
101 especially for older adults who may already taking a number of medications for other 
102 conditions. 
103
104 In order to understand the complex experience of older adults, we drew on Shippee’s 
105 cumulative complexity model (CCM). This model sets out a mechanism by which 
106 complicating factors at individual patient level interact to affect self-management, utilisation 
107 of healthcare services and health outcomes (see Figure 1. below)[17].  An imbalance between 
108 the workload of demands and capacity to address these is likely to result in poor 
109 outcomes[17]. As burdens accumulate and increase in complexity, patients may be less able 
110 to cope with demands placed on them. Self-management requires patients to balance the 
111 workload of everyday life with the workload of managing their own health, mobilise and 
112 coordinate resources, and manage any limitations to their own capacity to do this work[17]. 
113 Treatment and illness burdens compound the picture, with negative outcomes leading to 
114 further imbalance, resulting in complexity accumulating over time[17].
115
116 This synthesis analyses findings from multiple qualitative studies to inform understanding of 
117 how older adults manage complexity associated with multiple health conditions in the context 
118 of ageing and LWBC.  The review question was: “What do older adults living with and 
119 beyond cancer and multimorbidity report as influencing self-management?” In line with the 
120 CCM, we focus here on patient capacity and burden of treatment. These constructs informed 
121 the search strategy and defined dimensions of interest for analysis. 
122
123 INSERT FIGURE 1 
124

125 METHODS

126 Systematic review procedures were used for study selection and data extraction, together with 
127 a comparative thematic approach to analysis and synthesis [19]. Our focus on identifying 
128 studies that yielded qualitative data reflected a primary aim to review perspectives and 
129 experiences of living with old age, cancer and multimorbidity.  In contrast to systematic 
130 reviews, qualitative syntheses of this kind aim to give deeper conceptual insight through the 
131 synthesis of a group of related studies, using induction and interpretation to mirror the 
132 qualitative methods of the individual studies included[19].

133 This review was written using guidelines from the Enhancing transparency in reporting the 
134 synthesis of qualitative research (ENTREQ) tool[20]. 

135 SEARCH STRATEGY

136 A dearth of MeSH terms for multimorbidity necessitated an iterative approach to developing 
137 a search strategy [18]. We drew on methods outlined by Gallacher et al. for conducting a 
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138 qualitative systematic review of a novel construct[21].We initially carried out a series of 
139 scoping searches to identify key articles that fitted our proposed inclusion criteria. This 
140 process included citation tracking (forward searching of studies that have cited the paper), 
141 reference tracking (backwards search of studies referenced in articles) and ‘berry picking’ of 
142 ‘clusters’ of similar papers often found together. We also used the ‘related articles’ function 
143 in databases. We drew on strategies used in existing similar reviews to develop as 
144 comprehensive a search as possible [18]. A Research Engagement Librarian (VF) was 
145 involved in the development of search strategy [21].

146 A systematic search of the literature was carried out between June and July 2018 (See 
147 Appendix A).  The following databases were used: Medline via Ovid, Embase via OVID, 
148 CINAHL via EBSCO, PsycINFO, via EBSCO, Web of Science and SCOPUS.

149 The search was updated in May 2020 in advance of publication.

150 DATA COLLECTION AND ANALYSIS

151 Abstract and title screening of all papers was undertaken independently by TC and AC based 
152 on pre-specified inclusion criteria (Table 1). Differences in judgement were resolved by JB. 
153 Full-text articles were obtained and assessed by TC and AC. 

154 INSERT TABLE 1 
155 A data extraction sheet informed by the CCM was designed a priori. Extraction of data was 
156 carried out independently by AC and TC, with a 5-10% cross-check to ensure consistency. 
157 The results/findings sections of each paper were extracted, to reflect participant views (not 
158 author’s interpretations), and treated as formal data. We extracted data related to those 
159 participants who were identified as being aged 65 or older (or were considered “older adults” 
160 by the authors of the included study as per our inclusion criteria in Table 1.), and who were 
161 identified as having another condition alongside their cancer diagnosis. When papers focused 
162 on the experience of living with specific comorbidities or multimorbidity, data were extracted 
163 related to those participants identified as having had cancer as one of their conditions. Papers 
164 that included data from family or other unpaid caregivers were also extracted for analysis if 
165 they referred to the lived experiences of older adults with multimorbidity. Results relating to 
166 health care professionals’ (HCPs) views or experiences were not included. 
167 Quality assessment/ Appraisal
168 Included articles were assessed using the Critical Appraisal Skills Programme (CASP) 
169 tool[22], to consider the quality parameters of qualitative work. We did not exclude articles on 
170 the grounds of quality alone but relative quality of included studies was considered during 
171 analysis. Quality assessment was undertaken by TC and AC during the data extraction process. 
172 Differences of opinion were discussed and reviewed by JB. See Appendix B for more 
173 information.

174 Data analysis and synthesis
175 Data were first analyzed using systematic reading, familiarization and open coding, 
176 undertaken independently and then in collaborative data analysis workshops with TC, AC 
177 and JB. Directed content analysis was used to map codes to the main constructs of the CCM, 
178 namely the dimensions of interest denoted in Table 1. (Patient workload, Patient capacity, 
179 Workload and capacity balance, and outcomes of imbalance).  Themes were developed with 
180 reference to the CCM but we remained open to other interpretations and lines of enquiry, 
181 constantly testing the extent to which the CCM helped to interpret, characterise and explain 
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182 the data. The unit of analysis was the theme rather than the prevalence or frequency of 
183 statements.  Themes were discussed and iterated in workshops until consensus was reached. 
184 We used Microsoft Excel to manage records and data throughout the review. 

185 RESULTS 

186 Thirty papers reporting 28 individual studies were included in the final analysis (see 
187 Supplementary Table 1 for detail on included studies and Supplementary Table 2 for 
188 Participant characteristics). Figure 2 depicts the PRISMA flow diagram of studies identified 
189 and excluded at each stage of the review.

190 The included studies varied widely in their focus. Only six of the included studies sought to 
191 explicitly explore the experiences of older adults LWBC with multimorbidity or complex 
192 health needs [25, 32-36]. Fifteen studies focused on the experiences of older adults LWBC 
193 [23, 24, 26-31, 37-44] and tenen of these studies focused exclusively on women with breast 
194 cancer [23-31, 43]. Another four studies sought to describe the experiences of people with 
195 cancer, without focusing explicitly on age or multimorbidity [45-48]. Four papers focused on 
196 multimorbidity [49-52], without a specific focus on cancer. Three of these studies focused 
197 exclusively  on older adults [49, 51, 52].

198 Most studies employed qualitative in-depth, semi-structured interviews. While the majority 
199 did not report the relationship between researcher and participants (a criterion for quality 
200 using the CASP tool), studies largely met the quality criteria outlined in the CASP tool [22] 
201 (See Appendix B).

202 The findings below illustrate how old age and multimorbidity can accumulate to complicate 
203 self-management and threaten health and well-being, adding burden and diminishing 
204 capacity. Five themes are presented and Appendix C provides a summary table of which 
205 studies contributed to which theme. Quotes are presented with as much detail about the 
206 participant as possible, based on the information provided in the original text from which it 
207 was taken. While space to present illustrative quotes s limited in this paper, many more 
208 supporting quotes can be accessed in Appendix D.

209 INSERT FIGURE 2. PRISMA flow diagram of studies identified and excluded at each 
210 stage of the review

211 Burden and capacity for health-related work 
212 Existing health-related work complicated engagement with self-management after cancer. 
213 Numerous practical tasks required coordination, including taking medications, making 
214 lifestyle changes and symptom monitoring. Physical restrictions and mobility problems could 
215 interfere with symptom management and complicate participants’ access to care.  A lack of 
216 social support or financial resources further diminished personal capacity to self-manage.  
217 Findings reflected a picture of increasing burden against diminishing capacity, and an 
218 accumulation of complex work.

219 For some, previous experience of health-related work enhanced capacity to self-manage. 
220 Rather than accumulating complexity, some had developed coping strategies and an ability to 
221 navigate the healthcare system prior to their cancer diagnosis. They considered multiple 
222 conditions a normal part of life that required frequent attention, similar to a job. For these 
223 individuals, cancer was embedded into a pre-existing routine of healthcare-related work and 
224 established skills, and they were able to successfully self-manage their conditions. 

Page 63 of 77

http://mc.manuscriptcentral.com/pon

Psycho-Oncology

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60



For Peer Review

7

225 Individuals deployed a variety of self-directed coping strategies to manage increasing 
226 complexity, striving for control of their health care decisions and management.  Many 
227 described omitting health-related tasks from their daily routine if they were considered less 
228 pertinent or perceived as causing a workload-capacity imbalance. Such decisions were 
229 motivated by a strong desire to maintain autonomy and continue to live independently, as 
230 well as self-efficacy and personal beliefs about ageing and health. The next section details 
231 how these factors influence strategies deployed. 

232 I was always very physical… I used to be a great walker … Because of the pain, I was 
233 walking less … I gradually had to decrease the things that I did on foot… Now I’m packing 
234 around 20 or 30 pounds more than I should … And I know my osteoarthritis would be better 
235 if I didn’t have that weight. I think I eat fairly carefully but obviously I don’t get enough 
236 exercise … to burn it off … And I can’t exercise a lot because of my arthritis so … it’s a 
237 vicious circle. (Participant quote: a woman in their 70's who had arthritis, back problems, 
238 cancer, cataracts, heart disease and urinary incontinence [49]).

239 Older adults frequently spoke about actively choosing to disengage with healthcare practices 
240 that interfered with their QoL. They rejected healthcare plans perceived to be too challenging, 
241 unacceptable, or too difficult to integrate into an already busy and complex routine. 
242 Individuals expressed concerns about polypharmacy and compounding side-effects.  In 
243 addition to threats to independent living, negative past experiences of treatment or scepticism 
244 about the efficacy of medications in the context of existing conditions and ageing were 
245 problematic. The relationship between cancer and health-related behaviours was perceived as 
246 distal and some expressed a belief that the link was not supported by scientific evidence. 
247 Others believed that self-management strategies for certain combinations of conditions were 
248 contradictory (e.g. medications that led to weight gain but obesity led to worsened 
249 symptoms). Some individuals decided to adhere to the recommendations for the condition 
250 they prioritised, and rejected the seemingly conflicting self-management recommendation. 

251 Desire to maintain autonomy 
252 Individuals prioritised functional ability and autonomy. Conditions perceived as having the 
253 most impact on daily living assumed the greatest importance for older adults. Symptoms or 
254 health-related work that impacted on QoL were a source of frustration. Participants 
255 frequently voiced upset at needing to limit participation in valued activities. 

256 Decreased ability to remain functionally independent challenged participants’ self-identity as 
257 autonomous individuals. They described coming to terms with a change in their social-role 
258 and disappointment at no longer being able to support or care for others.  A number described 
259 facing illness with stoicism; the acceptance of functional limitations was viewed as a way of 
260 maintaining control and not letting problems take over their lives. Some contended that 
261 nothing could be done to change the inevitability of chronic conditions in old age. 

262 It's just like having a job really… you have to learn to live with. It's the way I look at it. 
263 There’s so many people. I’m not the only one with it… I feel like it's just a normal thing that 
264 in life you deal with what you've got and make the best of it and don’t go crying around about 
265 it. Just deal with it and go on with it. (Participant quote: participant in their 70's, arthritis, 
266 high blood pressure, and a history of cancer[52]).

267 Illness was largely expected and accepted as part of aging. However, “feeling old” was linked 
268 to physical impairment rather than chronological age. Some participants described how 
269 functional limitations decreased QoL and contributed to a growing perception of themselves 
270 of being ‘old’. For others, the belief that age is not “chronological” encouraged them to work 
271 to maintain characteristics associated with youth and independence. Within the context of 
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272 deteriorating health or reduced capacity accompanying old age, there was an acceptance of 
273 death by many individuals, with some suggesting that a life further disrupted by illness and 
274 functional disability, was not worth living.

275 “I want to be self‐sufficient. I don't want to be sick. Until I'm overwhelmed, I want to be able 
276 to deal with it [my illness] on my terms”( Participant quote [45].)

277 Reaction to cancer (and its consequences) complicated by pre-existing conditions and 
278 ageing
279 Prior to their cancer diagnosis, many had already come to terms with living with complex 
280 health needs. Previous experiences influenced how individuals thought about cancer, with 
281 some considering it “Just another thing to add to the list”. Cancer was rarely cited as having 
282 an impact compared to more invasive, disabling or challenging health conditions (such as 
283 osteoarthritis) that severely interrupted daily activities and functional abilities. After 
284 treatment had ended, cancer was viewed as relatively unproblematic and not a major 
285 contributing factor to functional limitations. Many described cancer as treatable and 
286 something that had happened it the past; it was not considered a chronic disease. The 
287 importance of cancer receded following treatment, in the context of more pressing health and 
288 social problems. 

289 ‘I rather wish I could say I’ve survived diabetes. I think that’s more important’ (Participant 
290 quote: male colorectal cancer, 7 years post- diagnosis[48]).

291 However, when the effects of cancer persisted beyond the end of treatment and impacted on 
292 daily life, cancer was prioritised over other co-existing chronic conditions. In some cases, 
293 unexpected but long-lasting side-effects of treatment caused on-going problems with simple 
294 daily activities, and also interfered with self-management of their co-existing conditions (e.g. 
295 mobility problems). Further, complex multimorbidity and old age was seen by some to 
296 negatively affect QoL during and beyond cancer treatment and occasionally worsened 
297 adverse effects from cancer treatments.  

298 Some expressed a belief that there was something different about cancer, describing it as 
299 more disruptive than their pre-existing conditions. These older adults grew up at a time when 
300 cancer was less treatable, and thus for many, a diagnosis was viewed as a “death sentence”. 
301 Cancer was often discussed in the context of a profound awareness of mortality. For those 
302 who felt they had lived sufficiently long lives, cancer was feared less. A few individuals 
303 expressed a sense of optimism and positivity, noting that surviving cancer had bolstered their 
304 sense of resilience.  However, for most, the experience of cancer had heightened fears about 
305 functional vulnerability, and in turn, the risk of becoming dependent or a burden on others. 
306 The role of age was particularly evident in discussions about perceived ability to withstand 
307 potential future treatment for cancer. 

308 Some individuals described how uncertainty about cause of symptoms exacerbated fears of 
309 recurrence. Given the complexity associated with having multiple conditions, it was difficult 
310 for people to ascertain the precise source of symptoms. It was often unclear if symptoms were 
311 due to cancer, their co-existing chronic condition(s), their age, or the interaction of multiple 
312 factors. In some cases, the attribution of cause to pre-existing conditions/aging had a positive 
313 effect, leading to reduced distress and increased acceptance of reduced capacity.

314 Resistance to asking for help from social networks
315 It was difficult for older adults to balance their personal need for support with striving for 
316 control and maintaining autonomy. Individuals raised concerns about reaching out for help 
317 from neighbours and extended family members. When help was received, people were 
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318 grateful for the emotional and practical support of others.  However, there was reluctance to 
319 burden others with requests for help in attending appointments or with household chores. 
320 Some highlighted the difficulty in talking about their health with other people, fearing that 
321 although their complex health was central to their lives, it may not be of interest to others.

322  “One feels sorry for oneself, in the sense that one loses one’s independence and you become 
323 dependent on others. My daughter has to drive me. I have to phone her and she has to adjust 
324 her schedule if she can. If she can’t, I have to adjust my schedule … I do feel unduly 
325 restricted.…. I can’t go where I want to go, when I want to go – even the short distances … 
326 I’d say that’s one of my biggest frustrations” (Participant quote [49].)

327 There was a sense that being older contributed to social isolation, not simply due to cancer or 
328 illness. Many lacked a supportive network outside of their families that could potentially 
329 offer support.  Participants described losses they were experiencing in their supportive 
330 networks, as many of their friends and close family were also falling ill and dying.  
331 Nonetheless, some noted that they had developed a new social network as a result of their 
332 illness that helped to buffer against loneliness and isolation. Others expressed a desire to 
333 engage with more support within the community but were unaware of how to access this.

334 Missed potential for HCPs to reduce burden and enhance capacity 
335 Many expressed a desire for appropriate and well-timed information from an approachable 
336 and trusted healthcare provider, and an opportunity to ask questions and raise concerns. It 
337 was evident they wanted to be treated holistically as individuals and not to be seen uniformly 
338 as older adults. Participants valued being able to discuss their conditions with someone who 
339 had time to listen, communicated clearly, and understood the perspective of an older adult 
340 with multiple conditions. Individuals felt HCPs could potentially reduce their health-related 
341 workload and have a key role in helping them manage their health. However, while many 
342 participants expressed a general satisfaction with care, some indicated that encounters with 
343 HCPs were often missed opportunities to reduce burden or enhance capacity.

344 Fragmentation of healthcare services complicated access for participants, who expressed a 
345 desire for more coordinated care. A lack of relational continuity with HCPs was problematic 
346 and particularly challenging for patients with cognitive impairment. Patients perceived high 
347 pressure on HCPs and did not always want to burden them further. Individuals felt 
348 responsible for identifying what support or information they needed. Short appointments 
349 required older adults to prioritise concerns. Even if a symptom was impacting on QoL 
350 participants described a process of weighing up whether it was sufficiently troublesome to 
351 mention to their healthcare provider. 

352 “Well, you know how doctors are—they're so busy nowadays. They just don't have time to 
353 really take time to talk to you. I know he tries, but he really doesn't have the time”( 
354 Participant quote [23].)

355 Many older adults perceived their concerns were dismissed or minimised by healthcare 
356 professionals (HCPs). Occasionally, some felt HCPs made assumptions based on pre-existing 
357 conditions, rather than the concerns presented by the individual. Others voiced frustration at 
358 what they saw as HCPs’ age-based perceptions or stereotypes of older adults. Being 
359 cognizant of societal views of older adults added to patient workload, as they felt obliged to 
360 act in a manner that would avoid perpetuation of stereotypes relating to older people. 

361 He said to me, “Don't worry about that. A lot of people your age, something happens like 
362 this, and they continue with a cane forever. Just accept it. You know, you're not as young as 
363 you used to be.” I could kick him right in the pants because that's one of his things: “You 
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364 know, you're not as young as you used to be.” And I told him once, “You know, if I believed 
365 that, I'd have been dead 10 years ago” (Participant quote: participant in their 80's [8]).

366 DISCUSSION

367 Challenges encountered because of old age and multimorbidity may accumulate to 
368 complicate self-management, threatening health and well-being, increasing burden and 
369 diminishing capacity. To manage, older adults prioritised self-management practices that 
370 aligned with their own beliefs and that they saw as most likely to result in continued 
371 independent living. Conditions with the greatest impact on independent living assumed the 
372 greatest importance, and so, for many, previous experiences of cancer assumed a low 
373 priority.  Self-management practices seen as likely to interfere with QoL were deprioritised 
374 unless viewed as necessary to maintain independence.  When burden outweighed capacity, 
375 people were reluctant to ask for help from their social network. The contribution of formal 
376 healthcare services to supporting self-management was viewed as relatively peripheral. 

377 Previous research has also demonstrated that people with multiple conditions often prioritise 
378 a ‘main’ long-term condition[54]. Our work builds on these findings by specifically focusing 
379 on the experience of cancer and concurrent aging alongside multiple conditions. The older 
380 adults in the included studies often did not prioritise cancer and did not perceive the condition 
381 as having an impact compared to health conditions that interrupted daily life. Interestingly, 
382 we noted that some respondents expressed skepticism about the relationship between cancer 
383 and health-related behaviours and in turn, the efficacy of recommended self-management 
384 strategies. In particular, the relatively invisible impact of self-management strategies 
385 recommended after cancer was contrasted with the immediate and evident impact of self-
386 management of co-existing conditions such as diabetes or arthritis. Such views may conflict 
387 with policy and practice agendas that describe cancer as a ‘long term condition’. Many 
388 perceived cancer as something that had happened it the past that did not have an ongoing 
389 impact. Cancer appeared to only be prioritised when it resulted in highly visible long-lasting 
390 side-effects. However, it was often difficult for older adults living with multimorbidity after 
391 cancer to ascertain the precise source of symptoms experienced. Previous research has 
392 indicated that some individuals prioritise conditions based on the immediate impact of the 
393 condition on functional health, whereas others focus on the significance of or the future risk 
394 associated with the condition [54]. In our study, cancer was regularly viewed as a potential 
395 future risk, even if it was not an interruption in everyday life. Even amongst those who 
396 viewed cancer as something that had been treated and was in the past, conversations about 
397 recurrence still prevailed. People frequently described cancer in relation to mortality, in a 
398 way that they did not when they described other long-term conditions. Cancer was 
399 conceptualized as a possibly acute or intermittent (albeit high-risk) condition, rather than an 
400 ongoing long-term condition.

401 Complex symptomology made it difficult for individuals to establish the source of, and make 
402 sense of, their symptoms. In particular, our focus older adults living with cancer and 
403 multimorbidity has demonstrated how the particular context of ageing can influence attitudes, 
404 beliefs, social support and coping strategies employed. The importance of lay beliefs about 
405 symptoms is useful to consider in the context of existing literature on those LWBC and co-
406 existing multiple conditions. Such individuals are significantly more likely to report poor 
407 health outcomes than those with no history of cancer or a chronic condition [55].Those with 
408 multiple conditions report significantly worse QoL than those with only one condition, which 
409 in turn is significantly worse than the healthy population [55]. Therefore, cancer does seem to 
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410 add a degree of complexity, even if this complexity is not always recognised or articulated by 
411 the older person. 

412 Our findings illustrate the key role of psychological factors in people’s experiences of illness 
413 and in influencing how they approach self-management. Shippee et al. [17] present patients’ 
414 attitudes and beliefs as a component of capacity that help the individual to resist overburden. 
415 However, we also identified the psychological “work” that individuals undertake to help 
416 them to understand, make sense of, and prioritise their conditions in order to enable more 
417 effective self-management. Individuals’ beliefs and previous experiences appeared to 
418 influence how they thought about their various conditions. Psychological factors shaped 
419 individuals’ readiness to perform patient-related work, and drive patient’s overall response to 
420 self-management and cumulative complexity. Beliefs about (and attitudes towards) 
421 complexity appeared to be key drivers of health behaviours, influencing support and 
422 subsequent outcomes. This subjective response often appeared to play a more significant role 
423 than the influence of objective patient workload and capacity. In some cases, the beliefs 
424 people had about illness prior to a diagnosis of cancer may lead to feelings of acceptance and 
425 resilience that reduce the perceived burden of illness and treatment. This finding is in keeping 
426 with previous literature relating to social cognitive approaches to behaviour (e.g., the work of 
427 Bandura [56]). For example, the common-sense model of self-regulation proposes that 
428 individuals form lay representations of illnesses that guide coping procedures to manage 
429 illness[57]. The model proposes that behavioural coping with an illness can be 
430 conceptualized as a function of an individual’s beliefs about their condition, and their beliefs 
431 about engaging in the coping behaviour. This might include beliefs about whether the coping 
432 strategy will result in desired outcomes (attitudes), beliefs about their personal capacity to 
433 perform the behaviour (self-efficacy), and beliefs in ability to cope with challenges in 
434 managing the illness (coping self-efficacy)[57]. Drawing on these theories may help us to 
435 better conceptualise the role of psychological responses within Shippee’s model of 
436 cumulative complexity. 

437 Our focus on cancer alongside MM has illustrated the reciprocal interplay between different 
438 conditions. A condition such as cancer may be considered as acute or intermittent due to 
439 fluctuating workload and capacity across the treatment trajectory, highlighting a temporal 
440 element that is not depicted in the current CCM. At different times, different conditions 
441 demand work and impair capacity in different ways. A new diagnosis may disrupt an 
442 individual’s workload-capacity temporarily, but overtime they may be able to readjust. 
443 Further, by exploring a particularly complex group, we have highlighted that in the absence 
444 of disruptive symptoms, cancer may assume less importance for the individual. Prioritisation 
445 of conditions appears to be largely driven by the workload-capacity imbalance. However, 
446 cancer or other co-existing conditions (e.g. asthma or high blood pressure) may lead to little 
447 ongoing ‘work’ or disruption for the individual, but may have serious consequences if not 
448 attended to. Thus, our findings present a challenge for healthcare professionals to promote 
449 active engagement with self-management regimens for asymptomatic conditions that might 
450 be perceived as less important compared to those that cause daily difficulties. 
451
452 Study limitations
453 As previously noted by Cavers et al [10], identifying qualitative data on this precise topic was 
454 challenging as age and multimorbidity were often ‘hidden’ in articles with a different 
455 prevailing focus. However, our stringent inclusion criteria developed apriori enabled us to 
456 select appropriate studies for inclusion. Further, while the included studies varied widely in 
457 their focus, our systematic analysis of this set of rich, qualitative studies has served to 
458 identify important themes that transcend individual study differences.  The dataset was 
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459 largely focused on the experiences of individuals with particular characteristics (i.e. breast 
460 cancer, Caucasian, and female), and more research is needed to better understand the 
461 experiences of specific subgroups (specifically socioeconomically disadvantaged groups, 
462 those with low health literacy, and ethnic minorities), and crucially to those who may have 
463 more severe symptoms as a consequence of their cancer or another condition. The type of 
464 cancer that an older person is diagnosed with is likely to affect its impact on other health 
465 conditions. Those with breast and prostate cancer report lower comorbidity burden than those 
466 with other cancers that may lead to more disabling side effects, including leukaemia, 
467 colorectal, oral, and bladder cancer[15]. Recruitment of more heterogeneous samples in 
468 future studies of this nature is recommended, including a wider range of cancer types and 
469 treatment stages. 
470471 a general critique of qualitative evidence 472 syntheses473 is that they decontextualize the content 474 and meaning of475 the original papers (86). 476 a general critique of qualitative evidence 477 syntheses478 is that they decontextualize the content 479 and meaning of480 the original papers (86). 
481 Synthesising qualitative research can add to the findings of individual studies, however we 
482 are reliant on the content presented with study reports as opposed to the raw data from the 
483 individual studies. Some have argued that original qualitative studies are interpretive and are 
484 drawn from data that are not intended to be generalisable nor without bias[60]. Conversely, 
485 some have suggested that qualitative synthesis should seek to achieve transparency rather 
486 than reproducibility[61]. To enhance transparency, we have provided detailed descriptions of 
487 the inclusion criteria, search strategies and details of included studies. Further, we have 
488 provided quotations from the raw data so readers can make their own judgements about the 
489 relevance and utility of the data (Appendix C). 
490
491 Clinical implications

492 Our findings reinforce the view that post-treatment cancer care is often disjointed, with older 
493 patients facing challenges in liaising with healthcare professionals. Over-stretched healthcare 
494 services often struggle to manage care for complex patients and there is frequently a gap in 
495 healthcare provider expertise, patient-centred care and interprofessional collaboration. 
496 Patients are at risk of problems associated with polypharmacy, such as poor medication 
497 adherence and adverse drug-related effects. These individuals are often very conscious of 
498 clinicians’ workload, with some reporting concerns about taking up too much time. Short 
499 clinic appointments required older adults to prioritise issues and individuals did not always 
500 feel comfortable raising concerns about seemingly vague or unexplained symptoms. This is 
501 in keeping with existing literature indicating that older people may be more likely to defer to 
502 authority and may not feel that they are able to gain information they need or ask questions 
503 [62]. Persistent symptoms associated with cancer may not be shared with health 
504 professionals. Further, the extent of the work (in particular added workload) that individuals 
505 do to manage their health after cancer might also remain unnoticed by health professionals, 
506 but perhaps also by the patients themselves. Without adequate support from (and access to) 
507 health care professionals, lay understandings may predominate, leading to misattribution of 
508 symptoms and missed opportunities to promote wellness. 

509 Our findings highlight a need to develop more collaborative approaches to supporting 
510 individuals that address older patients’ priorities and needs after cancer. Truly person-centred 
511 approaches challenge practitioners to develop skills to communicate effectively, coordinate 
512 care, and be able to balance competing priorities in order to manage complicated 
513 consultations in a limited timeframe [63]. There is a need to move beyond a focus on a single 
514 chronic diseases and instead, move towards a more comprehensive approach that focuses on 
515 the cumulative impact of a number of conditions on daily activities and quality of life [64, 
516 65]. Effective communication between HCPs and older adults should consist of being 
517 emotionally supportive and should seek to simplify complex treatment regimens. The 
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518 relationship should be marked by open communication, with a mutual understanding of 
519 the older adult’s future goals and their individual conceptualization what “good quality 
520 of life” means to them{Weitzman, 2003 #854}.

521 Conclusions

522 Challenges resulting from old age and multimorbidity may accumulate to complicate self-
523 management for older cancer survivors, increasing burden and diminishing capacity. In these 
524 circumstances, older adults prioritise self-management practices that align with their own 
525 beliefs and that they see as most likely to result in continued independent living. Health and 
526 well-being are threatened by interactions with health services that do not enable individual 
527 concerns and preferences to be expressed and addressed.  
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701 Table 1. Criteria for eligibility for the review
Criteria Rationale
Articles published in English.  Due to time and funding constraints
Qualitative empirical studies Qualitative data from mixed methods studies 

included if the qualitative component is relevant. 
Did not include reports of treatment; reports of 
healthcare organisation or delivery which were 
not concerned with patient’s experience; 
summaries or discussions of the literature or 
editorials, notes, letters and case reports.

Published from the year 2000 onwards Those published earlier are unlikely to reflect 
current practice.  

Papers that reported on the experience of older adults 
with multimorbidity and any cancer type 

Focus on self-management after the completion 
of treatment for cancer. In papers that did not 
distinguish between those coming to end of 
treatment and those post-treatment, only 
included papers that indicated that at least some 
of the participants have completed primary 
treatment of cancer and are currently self-
managing their illness in the community. Did not 
include studies that focused solely on treatment-
decision making, palliative care, or ongoing 
receipt of in-hospital cancer treatment.
If sample included individuals both under and 
over 65:  included those papers where it was 
possible to extract data on experiences of those 
over 65 
Papers that referred to ‘older’ adults or similar 
without providing an age range were considered 
for inclusion

Articles included the perspectives of older adult 
patients (aged ≥65 years [3]) and informal caregivers 
of patients aged >65years

An informal caregiver was defined as ‘anyone 
who cares, unpaid, for a friend or family member 
who cannot cope without their support’ [66]. 
Data only extracted for analysis if it related 
directly to the lived experiences of older adults 
with multimorbidity.

Coexistence of multiple chronic diseases and medical 
conditions in the same individual (two or more 
conditions) [18] 

Definition of chronic disease: “health problems 
that require ongoing management over a period 
of years or decades” [67]
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18

Articles focusing on areas denoted in the dimensions 
of interest based on Cumulative complexity Model 

Patient workload: All tasks and responsibilities that 
people engage in on a day-to-day basis. includes 
everyday life demands plus the responsibilities of 
patient-hood, including job/family, self-care, clinical 
appointments, and other priorities [68].

Patient capacity:Abilities, resources, or willingness 
to cope with demands [17]. Incorporates affective, 
cognitive, informational, material, physical and 
relational resources that can be mobilised by 
individuals[17], for example: physical and mental 
functioning, socioeconomic resources, social support, 
literacy, attitudes/beliefs  and self-efficacy[68].

Workload and capacity balance: Balance between the 
patient's workload of demands  and patient 
capacity[58]. Focus on the imbalance between the 
two—workload that exceeds capacity

Outcomes of imbalance: E.g. poor access, non-
adherence, low QoL, or other problems; experience 
of care as burdensome, fragmented, or low quality; 
poor engagement and health outcomes etc. [68]

These constructs are outlined in the cumulative 
complexity model)[17].

The model emphasizes a patient-level 
mechanism whereby complicating factors that 
impact the balance between patient workload of 
demands and patient capacity to address 
demands. These factors contribute to treatment 
and illness burdens which may lead to negative 
outcomes and lead to complexity accumulating 
over time)[17].
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