
Moghaddam, Nima, Coxon, Helen, Nabarro, Sally, Hardy, Beth and Cox, 
Karen (2016) Unmet care needs in people living with advanced cancer: 
a systematic review.  Supportive Care in Cancer, 24 (8). pp. 3609-3622. 
ISSN 0941-4355. 

Kent Academic Repository

Downloaded from
https://kar.kent.ac.uk/83177/ The University of Kent's Academic Repository KAR 

The version of record is available from
https://doi.org/10.1007/s00520-016-3221-3

This document version
Author's Accepted Manuscript

DOI for this version

Licence for this version
UNSPECIFIED

Additional information

Versions of research works

Versions of Record
If this version is the version of record, it is the same as the published version available on the publisher's web site. 
Cite as the published version. 

Author Accepted Manuscripts
If this document is identified as the Author Accepted Manuscript it is the version after peer review but before type 
setting, copy editing or publisher branding. Cite as Surname, Initial. (Year) 'Title of article'. To be published in Title 
of Journal , Volume and issue numbers [peer-reviewed accepted version]. Available at: DOI or URL (Accessed: date). 

Enquiries
If you have questions about this document contact ResearchSupport@kent.ac.uk. Please include the URL of the record 
in KAR. If you believe that your, or a third party's rights have been compromised through this document please see 
our Take Down policy (available from https://www.kent.ac.uk/guides/kar-the-kent-academic-repository#policies). 

https://kar.kent.ac.uk/83177/
https://doi.org/10.1007/s00520-016-3221-3
mailto:ResearchSupport@kent.ac.uk
https://www.kent.ac.uk/guides/kar-the-kent-academic-repository#policies
https://www.kent.ac.uk/guides/kar-the-kent-academic-repository#policies


Pre-print version of: 

Moghaddam, N., Coxon, H., Nabarro, S., Hardy, B., & Cox, K. (2016). Unmet care needs in people 

living with advanced cancer: a systematic review. Supportive Care in Cancer, 24(8), 3609–3622. 

http://link.springer.com/article/10.1007/s00520-016-3221-3  

 

Unmet care needs in people living with advanced cancer: A systematic review 

 

Running Title: UNMET NEEDS IN ADVANCED CANCER 

 

Nima Moghaddam1, Helen Coxon2, Sally Nabarro2, Beth Hardy3, and Karen Cox4 

 

1. Corresponding author: Trent Doctorate in Clinical Psychology, College of Social Sciences, 

University of Lincoln, Brayford Pool, Lincoln, UK. Telephone: 01522 837733. Email: 

nmoghaddam@lincoln.ac.uk 

2. CityCare, Nottingham, UK 

3. Department of Health Sciences, University of York, UK 

4. School of Health Sciences, the University of Nottingham, UK 

 

  

http://link.springer.com/article/10.1007/s00520-016-3221-3
mailto:nmoghaddam@lincoln.ac.uk


Abstract 

Purpose The support needs of cancer patients vary according to the phase of their cancer journey. 

Recent developments in healthcare are such that the advanced cancer phase is increasingly 

experienced as a chronic illness phase, with consequent changes in patient support needs. 

Understanding these needs, and identifying areas of unmet need, can enable us to develop services 

that are more adequate to the task of supporting this population. 

Methods We conducted a systematic search of four electronic databases to identify studies 

examining the unmet needs of people living with advanced cancer. Relevant data were extracted 

and synthesised; meta-analyses were conducted to obtain pooled estimates for prevalence of needs. 

Results We identified 23 studies (4 qualitative) for inclusion. Unmet needs were identified across a 

broad range of domains, with greatest prevalence in informational (30-55%), psychological (18-42%), 

physical (17-48%), and functional (17-37%) domains. There was considerable heterogeneity amongst 

studies in terms of methods of assessment, coding and reporting of needs, respondent 

characteristics, and appraised study quality  

Conclusions Heterogeneity made it difficult to compare across studies and inflated confidence 

intervals for pooled estimates of prevalence – we need standardised and comprehensive approaches 

to assessment and reporting of unmet needs to further our understanding. Nonetheless, the review 

identified prominent needs across a range of (interacting) experiential domains. Moreover, by 

focussing on unmet needs for support, we were able to extrapolate potential implications for service 

development.  

Keywords: unmet needs, advanced cancer, supportive care, systematic review  
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Efforts to improve the care made available to people with cancer have been advanced by formal and 

purposive assessments of patient needs [1]. Application of purposive needs assessments is a 

relatively recent development, concomitant with the turn towards patient-centred care, 

representing a shift from treatment of disease towards supporting people to cope with their 

experience of cancer [2]. This shift is characterised by a more holistic conceptualisation of care 

requirements – across physical, psychological, social, spiritual, and informational domains – and a 

particular focus on the priorities of patients and their loved ones. Assessing needs with this level of 

specificity has potential to directly inform the development and delivery of person-and-family-

centred care – in contrast to assessments that focus on more global scaling of problems, quality of 

life, or satisfaction [3]. Although these latter constructs can be valuable as broad indicators of 

patient experience or outcome, they are not informative about (1) underlying causes or targets for 

change, (2) relative importance to the patient, or (3) whether help is desired/already in place. In the 

context of supportive care, unmet needs reflect incongruity between the supports that an individual 

perceives to be necessary versus the actual supports provided. Consistent with patient-centred 

principles of modern healthcare, unmet needs are thus self-defined: reflecting the wishes of the 

individual rather than clinician judgments or interpretations of global wellbeing measures (which 

may show poor congruence with patient priorities [4]). A specific and conditional understanding of 

patient-reported unmet needs can be more readily translated into suggestions for improving patient 

care and outcomes [5] with implications for the design and delivery of care services, reducing 

unnecessary service-use and associated costs [6].  

Patient needs vary according to the stage of their cancer journey [7, 8] and recent developments in 

healthcare are such that many patients who develop advanced disease experience this phase in a 

very different way as compared with patients from previous generations [9]. In contrast to the 

predictable rapid progression that once typified experiences of advanced cancer, this phase can now 

be characterised by an illness trajectory and prognosis that is relatively long and uncertain [10]. The 

experience of advanced cancer is increasingly one of living with a long-term condition, which might 

best be understood in terms of chronic illness models [11]. Conceptualising advanced cancer as a 

chronic illness has implications for care provision: placing an onus on supporting patient self-

management [12, 13] and holistic appreciation of the fluctuating challenges of living with chronicity. 

This h o i  ad a ed a e  phase presents a challenge to cancer service models that have 

traditionally been predicated on managing acute illness with limited follow-up care or emphasis on 

patient self-management. Indeed, there is a danger of patients entering a protracted transitional 

state: between active curative treatment and end-of-life care, wherein the respective responsibilities 

of outpatient/follow-up and primary care services may be unclear. In view of the changing 

experience of advanced cancer, and associated potential implications for care provision, it would 

seem imperative and timely to examine the care needs of patients living with advanced disease  

The present review is distinctive in its focus on unmet needs in advanced cancer. Harrison et al [2] 

conducted a systematic review that was inclusive of some of the literature pertaining to this 

population, but as part of a more general review (across the whole cancer trajectory).  Moreover, 

the current review: updates the literature considered by Harrison et al (retrieved in June 2006), 

includes available qualitative research, appraises the quality of retrieved studies (with implications 

for informing future research designs), and presents pooled weighted estimates of needs prevalence 

by domain (meta-analysis). By synthesising available information regarding the unmet needs in this 

population we can identify areas for developing and targeting supportive interventions that best 

meet the changing needs of this population of patients. 
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The primary question to be addressed by the review was: What are the unmet care needs of people 

living with advanced cancer? Secondarily to this, the review aimed to: 

- Describe the specific needs of this population in terms of domain and prevalence, identifying 

needs that are most commonly reported to be unmet 

- Identify assessments/measures of unmet needs that have been used in the literature 

- Appraise the quality of available evidence in this area 

Methods 

We conducted a systematic search of four electronic bibliographic databases (CINAHL, Medline, 

EMBASE, and PsycINFO) during July 2015. When constructing our search statement, we focussed on 

three key concepts (cancer, advanced disease, and needs) and drew from search statements 

published by Harrison et al. [2] and Puts et al. [14]. We adapted our search strategy for each 

database, according to the specific subject headings (thesauri) and limits (categories) used within 

each database. The final statement was of the following form: 

- Cancer (exp neoplasms, cancer, malignan$, oncolog$) 

- AND advanced disease (advanced disease, metastatic, incurable, exp survivors, exp palliative 

care, chronic cancer) 

- AND needs (exp needs assessment, unmet need$, need$ assess$, perceived need$, support$ 

care need$, psycho$ need$, physical need$, exp symptom assessment, information need$)  

- [limit to human, English language, journal] 

We additionally examined the reference lists and forward citations for retrieved articles that met our 

eligibility criteria, so as to identify additional relevant articles that may not have been detected by 

the database searches. 

Studies were included if they: 

- Reported data pertaining to a population of adults living with advanced cancer (mixed 

samples were eligible if >50% had a diagnosis of advanced cancer).  

- Reported data capturing patient experiences, views, perspectives, or concerns that are 

directly linked to (or expressed in terms of) an unresolved desire for support/service provision 

(i.e., unmet care needs) 

- Reported primary data 

- Were published in English 

- Were published in peer-reviewed journals (minimum quality threshold) 

Studies were excluded1 if they: 

- Reported data for mixed patient samples from which we could not isolate data for the 

population of interest (adults with advanced cancer). 

                                                           
1 In order to capture everyday needs of people living with advanced disease, we focussed on the chronic 

phase: i.e., we excluded patients considered to be at the end-stage of cancer (following the definition of 

chronic advanced cancer by Harley et al [11]) or reporting acute needs at points of inpatient admission. 

Although increasingly experienced and recognised [11] we found (in initial scoping searches) that few studies 

used consistent terms or definitions to describe the pre-end-stage phase of advanced cancer; consequently, 

we used a broadly sensitive search but then applied exclusion criteria to enable sufficient specificity. 
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- Reported data from patients in the terminal or end-of-life care phase (final weeks/days of 

life) 

- Reported data from inpatients that only pertained to their acute care needs (as distinct from 

the needs of living with cancer in community or outpatient contexts) 

- Solely focussed on quality of life, satisfaction, or presence of symptoms/problems  

Study selection 

Fig. 1 outlines the study selection process. Titles and abstracts were independently screened for 

inclusion and potentially eligible articles were retrieved for full-text review. Relevant full text articles 

were reviewed independently by at least two authors; in cases of uncertainty, final decisions on 

inclusion were made in discussion with the wider team. 

Fig. 1 PRISMA diagram of systematic search and selection procedure 

Data extraction 

We extracted study information using a standardised pro forma; data fields included: authors, year, 

location, study design, methodology and methods, sample size, response rate, patient 

demographics, clinical characteristics, findings relating to unmet needs, applied needs assessment 

approach, and recommended interventions. Extraction forms were checked by a second author and 

discrepancies were discussed/resolved (with arbitration by a third author as required). 

Data analysis 

To identify domains of unmet need across quantitative and qualitative studies we applied a content 

analytic approach to narrative synthesis [15]: Content categories were determined a priori (based on 

domains of care need identified and distinguished in previous literature [e.g., 2] including physical, 

psychological, and informational domains) and study data were parsed and categorised with respect 

to these categories. For quantitative studies that reported the prevalence of unmet needs by 

domain, we were able to pool proportions and conduct a meta-analysis. For each domain of need, 
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we identified all studies reporting the presence of one or more unmet needs in that domain and 

extracted the peak proportion (i.e., if a study reported multiple items of unmet need in a given 

domain, with varying levels of endorsement for each need, we extracted the most endorsed item to 

represent that domain). We used MedCalc software to transform the extracted data (applying the 

Freeman-Tukey arcsine square root transformation) and calculate weighted summary proportions 

(with respective 95% Cis) for each domain. Given heterogeneity of estimates, we applied a random-

effects models. We limited meta-analysis to quantitative studies that applied comprehensive 

(multiple domain) needs assessments: This was to ensure some comparability between pooled 

studies, and to avoid inflation of estimates that may arise from targeted assessment in a single 

domain. 

Quality assessment 

For each included study, methodological quality was independently appraised by two authors – in 

accordance with PRISMA recommendations [16]. To accommodate our inclusion of a range of study 

designs, we applied the Mixed Methods Appraisal Tool (MMAT; [17]). The MMAT has been found to 

have good inter-rater reliability and demonstrable validity as a framework for quality appraisal [18]. 

For a given research design, the MMAT enables evaluation against four criteria – yielding a quality 

rating between 0 (no criteria met) and 4 (all criteria met). We did not use ratings of study quality as a 

basis for study exclusion; rather, we assessed quality to identify areas for strengthening in future 

research and enable some interpretive weighting of findings according to study quality. 

Results 

Study characteristics 

Of the 23 included studies, 5 were conducted in the UK, 5 in the USA, 4 in Australia, 3 in Canada, 2 in 

the Netherlands, and 1 each in Hong Kong, Japan, Italy, and Denmark. Most (19) of the studies 

employed quantitative surveys (using highly structured methods in questionnaire or interview 

modalities); 4 were qualitative studies (using semi-structured interviewing), in individual or focus 

group formats). In studies using quantitative designs, the most commonly applied assessment of 

unmet needs was the Supportive Care Needs Survey (SCNS; used in six studies) – although there 

were inconsistencies between studies in how this measure was used (adaptations to questionnaire 

length, items, dimensionality, and language). The Needs Assessment for Advanced Cancer Patients 

(NA-ACP) and Problems and Needs in Palliative Care Questionnaire (PNPC) were each used in two 

studies, with other studies using bespoke survey instruments. 

The studies had between 11 and 629 participants (3613 participants in total) with response rates 

ranging from 32% to 98%. Across studies, the average age of participants ranged from 57 to 75. 

Fifteen studies included a mixed cancer population (various sites), 3 focussed on women with breast 

cancer, 3 focussed on men with prostate cancer, 1 focussed on patients with lung cancer, and 1 

focussed on women with ovarian cancer.  

Most (13) studies applied a multidimensional approach to assessing needs (enquiring across a range 

of domains); of the remaining studies, 5 focussed on the informational domain, 4 focussed on the 

Activities of Daily Living (ADL) domain (encompassing both basic and instrumental ADL), and 1 

focussed on the spiritual domain. 

Table 1 presents study characteristics and synthesised findings with respect to domains of unmet 

need. 
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First 

author/ 

Date/ 

Place 

Design & Method Response Rate Patient characteristics Needs assessment approach Key findings in relation to unmet needs Domains 

Anderson 

2001 

UK 

[19] 

Prospective 

questionnaire survey 

213/350 (60%).  Mdn age = 69, 

55% female, 

Palliative care patients 

(89% mixed cancer sites) 

Bespoke-developed assessment 

tool. 

Focus: Multidimensional 

Patients variously prioritised physical (57%), functional 

(33%), or psychological (10%) needs; these needs were 

unmet in 23-24% of cases. Patients reported unmet 

needs for help with various specific ADL (3-15%).     

P 

Psy 

ADL 

Aranda 

2005 

Australia 

[20] 

Baseline questionnaire 

survey (nested within 

pilot randomised 

controlled trial) 

105/172 (61%) Mdn age = 57, 

100% female, 

Breast cancer, 

metastases 

Supportive Care Needs 

Questionnaire (SCNQ). 

Focus: Multidimensional 

Patients identified moderate-to-high unmet needs in 

psychological (24-41%), informational (26-41%), 

physical (28%), and ADL (25%) domains. Top-ranked 

resource needs were parking facilities at clinic (33%), 

financial allowances (18%), and drop-in or telephone 

counselling services (17%). 

I 

Psy 

P 

ADL 

Ec 

Au 

2013 

Hong Kong 

[21] 

Structured interview 

survey 

 

198/220 (90%) M age = 53.4, 

100% female 

Breast cancer, advanced 

(III-IV) 

Supportive Care Needs Survey 

(SCNS) Short Form – Chinese 

version (SCNS-SF33-C). 

Focus: Multidimensional 

 

Patients identified moderate-to-high unmet needs in 

informational and health system (20-64%), 

psychological (3-18%), physical (11-12%), ADL (11-

14%), and sexuality (1-3%) domains. 

I/S 

Psy 

P 

ADL 

Sx 

Beesley 

2013 

Australia 

[22] 

Longitudinal 

questionnaire survey 

219/798 (28%) 

12-month FU n = 185 

18-month FU n = 165 

24-month FU n = 148 

M age = 59 

100% female 

Ovarian cancer, 76% III-

IV 

Supportive Care Needs Survey-

Short Form (SCNS-SF34). 

Focus: Multidimensional 

 

At baseline, levels of need (0-100) were highest in 

psychological (25) followed by informational/system 

(20), physical and ADL (15), patient care (15), and 

sexuality (8) domains. Over two-year FU, psychological 

and physical needs maintained, whereas others 

decreased. Items still reported as moderate-to-high 

unmet needs after two years included: fear of cancer 

spreading (21%), uncertainty about the future (19%), 

concerns about worries of close others (18%), worry 

that treatment results are beyond personal control 

(18%), lack of energy (15%), and anxiety (15%).  

Psy 

HSI 

P/ADL 

PCS 

Sx 

 

Carter 

2011 

Canada 

[23] 

Semi-structured focus 

groups and interviews 

29 (response rate 

unclear) 

M age = 75 

100% male 

Prostate cancer, 

advanced 

 

Used qualitative description 

method (Sandelowski, 2000) to 

identify supportive care needs. 

Focus: Multidimensional  

Priority unmet needs in informational and functional 

(ADL) domains. Evident emotional distress with some 

suggestion of unmet needs for psychological support.  

 

I 

ADL 

Psy 

Christ 

1990 

USA 

[24] 

Structured telephone 

survey 

200 (response rate 

unclear) 

54% aged 45-64 

62% female 

Mixed cancer sites, 

metastatic or recurrent 

Interviews fo ussed o  p a ti al 
eeds  ADL  

Focus: ADL 

Most (62%) had at least one unmet ADL need in the 

past month. 

ADL 
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First 

author/ 

Date/ 

Place 

Design & Method Response Rate Patient characteristics Needs assessment approach Key findings in relation to unmet needs Domains 

Dale 

2004 

UK 

[25] 

Questionnaire survey 96/107 (90%) M age = 73 

100% male 

Prostate cancer, most 

palliative (66%) 

Developed/piloted novel 

assessment of information needs 

in prostate cancer 

Focus: I 

For types of information that participants considered 

important, information needs were often unmet (36-

83%).  

I 

Fitch 

2012 

Canada 

[26] 

Questionnaire survey 69/106 (65%) M age = 65 

51% male 

Mixed cancer sites, 

advanced 

Supportive Care Needs Survey 

(SCNS; 61-item adaptation) 

Focus: Multidimensional 

Patients identified unmet needs for help across 

informational (4-16%), psychological or emotional (1-

28%), spiritual (1-13%), physical (6-45%), practical/ADL 

(3-29%), and social (3-12%) domains. Distinction 

between prevalence and desire for help: E.g., 

depression was common (58%; 40/69), but only 25% 

of those experiencing depression (10/40) wanted help. 

I 

Psy/PS 

Sp 

P 

ADL 

Hwang 

2004 

USA 

[27] 

Questionnaire survey 296/312 (95%) Mdn age = 68 

100% male 

Mixed cancer sites, 

advanced 

 

14-item multidimensional unmet 

needs questionnaire 

Focus: Multidimensional 

Patients identified unmet needs across physical (46-

80%), ADL (14-53%), psychosocial (44%), economic 

(20%), health system (19%), and spiritual/existential 

domains (12%). 

P 

ADL 

PS 

Ec 

HS 

Sp 

Mor 

1987 

USA 

[28] 

Structured interview 

survey 

217 (response rate 

unclear) 

 

M age = 63 

78% female 

Mixed cancer sites, 

advanced 

Constructed measure, gauging 

o ete  u et eeds i  
instrumental (ADL) domain 

Focus: ADL 

Most patients (51%) had at least one unmet ADL need 

(meal preparation, housekeeping, shopping, or home 

healthcare). 

ADL 

Mor 

1992 

USA 

[29] 

Structured telephone 

interview; FU 

interviews at 3 

(random 50%) or 6 

months (50%) 

629/1,004 (63%); 92 

(14.6%) completed by 

proxy respondents 

43% over 65 

65% female 

Mixed cancer sites, 

advanced or recurrent 

Index of ADL and Scale for 

Instrumental ADL 

Focus: ADL 

Patients reported unmet ADL needs, in terms of need 

for support with instrumental tasks (17%) or transport 

(9%). 

 

ADL 

Murray 

2004 

UK 

[30] 

Longitudinal semi-

structured 

interviewing (three-

monthly interviews for 

up to one year) 

20 (~48%) M age = 65 

Gender unreported 

Lung cancer, advanced 

inoperable 

Na ati e a al sis  of i te ie  
data, atte di g to sig s of 
spi itual eed  

Focus: Sp 

Spiritual needs found to be important and often 

unmet – but some unease about raising these issues 

with professionals/uncertainty regarding healthcare 

e it. B oad otio  of spi itual  i ludi g e otio al 
distress, negative self-perceptions, and relational 

issues) identifying unmet needs in psychosocial 

domains. 

Sp 

PS 
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First 

author/ 

Date/ 

Place 

Design & Method Response Rate Patient characteristics Needs assessment approach Key findings in relation to unmet needs Domains 

Osse 

2005 

Netherlands 

[31] 

Questionnaire survey 94/112 (84%) M age = 58 

70% female 

Mixed cancer sites, 

metastatic 

Problems and Needs in Palliative 

Care (PNPC) questionnaire – 

included dimensions gauging 

functional, physical, economic, 

social, psychological, spiritual, 

patient care and support, and 

informational domains. 

Focus: Multidimensional 

Priority unmet support needs identified across 

psychological (15-25%), economic (23%), ADL (17%), 

spiritual (15%), physical (18%), and informational (33-

56%) domains. On average, patients identified 37 

problems and desired professional attention for 8 

problems. Despite problems, some expressly did not 

want support for various ADL (17-30%), relational (18-

23%), or physical (18%) issues. A subgroup (11%) 

desired professional input for >20 issues. 

I 

Psy 

Ec 

ADL 

Sp 

P 

Passalacqua 

2012 

Italy 

[32] 

Questionnaire survey 221/260 (85%) 77% age ≥50 

55% female 

Mixed cancer sites, 83% 

III-IV 

Needs Evaluation Questionnaire 

(NEQ) 

Focus: Multidimensional 

Patients reported needs in informational (27-56%), 

ADL (10%), health system (12-32%), psychological 

(14%), and spiritual (14%) domains 

ADL 

HSI 

Psy 

Sp 

Rainbird 

2009 

Australia 

[3] 

Questionnaire survey 246/418 (59%) M age = 61 

53% female 

Mixed cancer sites, 

advanced 

 

Needs Assessment for Advanced 

Cancer Patients questionnaire 

(NA-ACP; from Rainbird et al., 

2005) 

Focus: Multidimensional 

89% reported moderate or high need for help on at 

least one item; by domain, prevalence of the three 

most common items was in the following ranges: 

psychological (39-40%), physical (27-41%), 

informational (31-35%), ADL (10-30%), spiritual (11-

15%), economic (11-12%), and social (10-13%). Of the 

20 most prevalent moderate/high need items: 50% 

were psychological, 45% were 

informational/communicative, and 5% were physical. 

Psy 

P 

I 

ADL 

Sp 

Ec 

So 

Siegel 

1992 

USA 

[33] 

Structured telephone 

survey (with control 

group from RCT) 

130 (70%) M age = 57 

59% female 

Mixed cancer sites, 

advanced 

Bespoke assessment schedule 

(focussed on practical issues) 

Focus: ADL 

Patients reported unmet needs in ADL (including 

transport needs; 4-47%) and health 

system/informational (14%) domains 

ADL 

HSI 

Soelver 

2014 

Denmark 

[34] 

Semi-structured 

interviews 

11/25 (44%) M age = 71.3 

64% female 

Mixed cancer sites, 

advanced 

 

Grounded theory analysis of 

interview data 

Focus: Multidimensional 

A o e atego  of dishea te i g eeti gs  as 
identified, reflecting care interactions that were 

considered too narrowly focussed to meet physical, 

informational, participatory, and emotional needs. 

Patients appeared to minimise disparities between 

needs and provision by self-blaming, self-subjugating, 

or reasoning that nothing more could be done. 

HS 

I 

Psy 

P 
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First 

author/ 

Date/ 

Place 

Design & Method Response Rate Patient characteristics Needs assessment approach Key findings in relation to unmet needs Domains 

Templeton 

2003 

UK 

[35] 

Structured interview 

survey 

90/115 (79%) Largest proportion (49%) 

aged 71-80 

100% male 

Prostate cancer, 

advanced 

Adapted version of Toronto 

Informational Needs 

Questionnaire 

Focus: I 

82% reported needs for further information. 

Informational needs were least frequent in the 

psychosocial domain – but these needs were also least 

likely to be met. 

I 

Tomlinson 

2011 

UK 

[36] 

Semi-structured focus 

groups 

21 (response rate 

unclear) 

M age = 70.2 

62% male 

Mixed cancer sites, 

palliative care 

 

Thematic analysis of focus group 

data (centred on informational 

issues) 

Focus: I 

Written information needs varied considerably, with 

divergent preferences. Some patients did not want 

written information at this time, and – depending on 

the type of information – verbal communication was 

often valued more. Data supported patient-centred 

approaches to gauging and meeting information 

needs. 

I 

Uchida 

2010 

Japan 

[37] 

Questionnaire survey 85/87 (98%) M age = 59 

100% female 

Breast cancer, advanced 

or recurrent 

Supportive Care Needs Survey – 

Short Form (SCNS-SF34) 

Focus: Multidimensional 

Patients identified moderate-to-high unmet needs in 

psychological (49-79%), health system and 

informational (48-67%), patient care and support (42-

57%), physical (39-48%), ADL (39-46%), and sexuality 

(11-15%) domains.  

Psy 

HSI 

PCS 

P 

ADL 

Sx 

Voogt 

2005 

Netherlands 

[38] 

Two-stage survey 

(questionnaire and 

interview) 

128 (67%) M age = 63.6 

52% female 

Mixed cancer sites, 

advanced 

Problems and Needs in Palliative 

Care Questionnaire 

(PNPC) 

Focus: I 

39% of patients reported a need for additional 

information (ranging by topic from 6-21%). 19% 

reported a specific need for additional written 

information. 

I 

Waller 

2012 

Australia 

[8] 

Structured telephone 

interview survey 

(baseline of 

interrupted time-

series design) 

195/613 (32%) 

 

M age = 66.1 

65% female 

Mixed cancer sites, 

advanced 

 

Supportive Care Needs Survey – 

Short Form (SCNS-SF34). 

Needs Assessment for Advanced 

Cancer Patients questionnaire 

(NA-ACP; just six items assessing 

spirituality) 

Focus: Multidimensional 

At baseline, 63% reported moderate-to-high unmet 

needs in at least one domain. By domain, proportions 

reporting at least one such need were: physical/ADL 

(51%), psychological (39%), health service and 

informational (28%), patient care and support (14%), 

spirituality (9%), and sexuality (6%). The ten most 

frequently identified items of priority unmet need 

were in ADL (23-33%), psychological (15-28%), and 

physical (17-26%) domains 

ADL 

Psy 

P 

HIS 

PCS 

Sp 

Sx 
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First 

author/ 

Date/ 

Place 

Design & Method Response Rate Patient characteristics Needs assessment approach Key findings in relation to unmet needs Domains 

Wong 

2002 

Canada 

[39] 

Questionnaire survey 101/132 (77%) Mdn age = 61 

50% female 

Mixed cancer sites, 

advanced 

 

Advanced Cancer Information 

Needs Survey (assessing non-

individualised information 

needs) 

Focus: I 

Patients identified information needs across a range of 

topics (14-75%); notably, carer information needs 

were higher across these topics (18-82%). Prevalent 

information needs were in relation to physical 

symptom control, home care, understanding cancer, 

and communicating with close others. 

I 

P = Physical, Psy = Psychological, PS = Psychosocial, ADL = Activities of Daily Living, Ec = Economic, Sx = Sexuality, HS = Health System, I = Informational, HSI = Health System and Informational, 

PCS = Patient Care and Support, Sp = Spiritual 

Table 1 Study characteristics and main findings with respect to unmet care needs 
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Estimated prevalence of unmet needs by domain 

For the 11 quantitative studies that assessed unmet needs across multiple domains, we computed 

weighted summary estimates of peak prevalence (%)2. Estimates were highly variable between 

studies but 95% Cis provide a plausible range of estimates for average prevalence of needs in the 

advanced cancer population. Ordered by the lower bound of estimates, the domains of greatest 

unmet need were informational (30-55% prevalence), psychological (18-42%), ADL (17-37%), and 

physical (17-48%). Ordered by point estimates, the domains of greatest unmet need were 

informational (42%), patient care and support (33%), physical (32%) and psychological (29%) – 

however, the point estimate for patient care and support is unreliable (95% CI for this estimate 

ranges from 3-77%; reflecting that the pooled estimate was based on a small sample, taken from 

two studies that were highly inconsistent in their estimates [14% versus 56%]). Table 2 shows the 

results of the meta-analysis. All of the quantitative studies that applied multidimensional 

assessments identified unmet needs in the psychological domain; physical, ADL, and informational 

needs were similarly prominent. 

Domain 

No. of 

studies Total N 

Pooled 

proportion (%) 95% CI I2 (%) 

Psychological / Psychosocial 11 1941 29.3 18.4-41.6 97.0 

Physical 10 1720 31.6 17.1-48.4 98.1 

ADL 10 1722 26.3 17.2-36.5 95.3 

Information / Health system 9 1509 41.9 29.5-54.8 96.1 

Economic 3 636 18.0 12.0-25.0 77.0 

Spiritual 7 1203 12.8 10.9-14.7 0.0 

Sexuality 3 475 7.4 2.6-14.5 83.7 

Patient care and support 2 280 33.3 2.5-77.1 98.1 

Note. Pooled proportions and 95% Cis computed under random-effects models. I2 indicates level of 

inconsistency across studies 

Table 2 Pooled estimates of proportion of patients with unmet needs (by domain) 

Prominent specific needs 

To identify specific needs that were commonly unmet, we selected a sub-sample of retrieved studies 

– those using the SCNS (n = 6) – and extracted the most frequently reported items by domain. 

Limiting analysis to studies using the SCNS allowed for some comparability of specific need items 

across studies. Table 3 depicts the results. Primary needs in each of the common domains were: loss 

of previous functional ability (ADL); fatigue and pain (physical); being informed about self-care and 

having a professional contact with whom to discuss concerns (health system and informational); and 

illness-related fears and concerns about close others (psychological). 

 

                                                           
2 Eight of the quantitative studies primarily assessed needs in a single domain and were not included in the 

meta-analysis (which was restricted to studies applying multidimensional needs assessments).  
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 Domain of need 

Study Psychological Physical ADL 

Health System and 

Informational Other 

Uchida 

[37] 

Fears about the cancer 

spreading (79%) 

Lack of energy/tiredness 

(48%) 

Not being able to do the 

things you used to do 

(46%) 

Having one member of 

staff with whom you can 

talk about your concerns 

(67%) 

Sexuality: 

Changes in sexual 

feelings/relationships 

(15%) 

Waller 

[8] 

Concerns about the 

worries of those close to 

you (28%) 

Lack of energy/tiredness 

(26%) 

Not being able to do the 

things you used to do 

(33%) 

  

Fitch 

[26] 

Fears about pain (28%) Pain (45%) Not being able to do the 

things you used to do 

(29%) 

Information about 

managing illness and side 

effects (16%) 

Spiritual: 

Uncertainty about the 

future (13%) 

Beesley 

[22] 

Fears about the cancer 

spreading (25%) 

Lack of energy/tiredness 

(18%) 

 Information about things 

you can do to help 

yourself get well (20%) 

 

Aranda 

[20] 

Concerns about the 

worries of those close to 

you (41%) 

Pain (28%) Not being able to do the 

things you used to do 

(25%) 

Information about things 

you can do to help 

yourself get well (41%) 

 

Au 

[21] 

Worry that the results of 

treatment are beyond 

your control (18%) 

Lack of energy/tiredness 

(11%) 

Not being able to do the 

things you used to do 

(14%) 

Having one member of 

staff with whom you can 

talk about your concerns 

(64%) 

 

Table 3 Most endorsed items of need (by domain) across studies using the Supportive Care Needs Survey
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Quality of evidence 

Quality of the 23 included studies was assessed against the MMAT criteria (see Table 4). Most (68%) 

were of a high standard (all criteria met) with respect to the appraisal framework. Recurrent 

methodological limitations of the quantitative studies were low response rate (<60%) and 

questionable sample representativeness. Low response rate can raise questions regarding 

representativeness (i.e., these criteria can be interdependent) but two of the five studies with a 

lower response rate were able to demonstrate that there were no systematic differences between 

responders and non-responders. One qualitative study did not report consideration of how findings 

might have been shaped  the esea he s  positio i g o  the o te t ithi  hi h data e e 
collected, making it more difficult for the reader to interpret reported findings (e.g., in terms of 

whose perspectives they represent and how well they would transfer to other contexts or settings). 

It should be emphasised that appraisals reflect reporting of research rather than the research itself 

(decisions with respect to criteria can only be made on the basis of article content, which may not 

wholly represent methodological qualities). 

 

 Quantitative - descriptive 

Study 

Relevant 

sampling 

strategy? 

Representative 

sample? 

Appropriate 

measurements? 

Acceptable 

response rate? Overall 

[19] 1 0 1 1 3 

[20] 1 0 1 1 3 

[21] 1 1 1 1 4 

[22] 1 1 1 1 4 

[24] 1 0 1 0 2 

[25] 1 1 1 1 4 

[26] 1 1 1 1 4 

[27] 1 1 1 1 4 

[28] 1 1 1 0 3 

[29] 1 1 0 1 3 

[31] 1 1 1 1 4 

[32] 1 1 1 1 4 

[3] 1 1 1 0 3 

[33] 1 0 1 0 2 

[35] 1 1 1 1 4 

[37] 1 1 1 1 4 

[38] 1 1 1 1 4 

[8] 1 1 1 0 3 

[39] 1 1 1 1 4 

   Qualitative   

Study 

Relevant source 

of data? 

Relevant methods 

of analysis? 

Consideration of 

context? Reflexivity? Overall 

[23] 1 1 1 1 4 

[30] 1 1 1 0 3 

[34] 1 1 1 1 4 

[36] 1 1 0 0 2 

Note. For each criterion: 1 = criterion met, 0 = criterion not met or unclear whether criterion is met. 

Table 4 MMAT quality appraisal 
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Discussion 

This review identified 23 primary studies evidencing the unmet needs of patients living with 

advanced cancer. Below we summarise and critically interpret findings in relation to the aims of the 

review, before drawing conclusions and making recommendations for future research. 

Domains of unmet need 

In studies that took a broad approach to the question of unmet needs (applying multidimensional 

measures or open interviewing procedures) patients reported a desire for additional help across a 

range of domains: psychological or psychosocial, physical, functional (activities of daily living; ADL), 

informational and health system, patient care and support, economic, spiritual, and sexuality. Of the 

13 studies that applied a multidimensional approach (11 quantitative [3, 19-22, 26, 27, 31, 32, 37] 

and 2 qualitative [23, 34]) all identified unmet needs in the domain of psychological experience (n = 

13), and most identified needs in informational (n = 11), physical (n = 11), and functional (n = 11) 

domains.  

Separation into different domains may detract from the likely interconnectedness of needs across 

domains. For example, reported information needs may represent efforts to manage worry/anxiety 

associated with the uncertainty and complexity of living with advanced cancer. In such cases, 

resolving information needs may secondarily assuage psychological needs. However, it may often 

not be possible to provide the information (or certainty) that a patient is seeking; here, psychological 

support may be the more practicable means of intervening (coping with uncertainty and associated 

anxiety) and secondarily reduce needs for information. Similarly, direct support with ADL may help 

to compensate for loss of functioning, but intervention could also focus on cognitive and behavioural 

strategies (e.g., reappraisal and self-pacing) to ameliorate frustration and improve patient self-

management. Viewed within a framework of chronic illness, it may be preferable to foster emotion-

focused coping (managing response to stressors) as opposed to problem-focused coping (attempting 

to eliminate stressors): There is evidence that emotion-focussed coping can be particularly adaptive 

when faced with a condition that is uncontrollable or chronic (where problem-focussed coping may 

be counterproductive and lead to loss of hope; e.g., [40]). In other respects, the attribution of a need 

to one category or another is often misleading (for example, the experience of fatigue is likely better 

o eptualised as iops hoso ial tha  ph si al  per se; [41]). 

Ten studies were more circumscribed in their focus [24, 25, 28-30, 33, 35, 36, 38, 39], conducting 

targeted assessment of needs in just one or two domains. Apart from one study pursuing spiritual 

needs [30], these studies targeted assessment of either informational or functional needs. There 

appeared to be a temporal trend, with more recent studies tending to employ more holistic 

assessments: of studies published in the past ten years (post-2005), 90% (9/10) applied a 

multidimensional approach – as compared with 31% (4/13) of earlier studies. It is likely that the shift 

towards more holistic conceptualisation and assessment of needs reflects a broader shift in 

conceptualising and assessing care needs (caring for the whole person ; [42]). It is also possible that 

the changing experience of advanced cancer (increasingly one of living with chronic illness) has led 

to some domains of need gaining new prominence. However, it is difficult to distinguish changes in 

need from changes in assessment; understanding of patient experiences is somewhat determined by 

the questions that are asked (or not asked). This is a limitation for all studies, but makes it 

particularly difficult to integrate findings from unidimensional studies with those from 

multidimensional studies: for example, across the 23 reviewed studies as a whole, informational and 

functional needs were most recurrent, but it is unclear whether the prominence of these domains is 

driven by patients or researchers (e.g., the common and singular focus on informational and ADL 
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needs in studies from the 1980s and 1990s might have been responsive to patient priorities of the 

time, or might reflect the particular interests of the researchers who were then investigating needs 

of people with advanced cancer). 

Prevalence of unmet needs 

Examining evidence (from quantitative studies) for prevalence of needs, there was clear variability 

within and between domains – and across studies. Variability within domains indicates the value of 

detailed individualised assessment. Within a given area, preferences for additional input might differ 

greatly according to the particular item of need. Taking the example of information seeking, Wong 

[39] found that needs varied from 14-75% according to the topic area, and this would seem to have 

important implications for targeted changes in information provision: some topics appear to be 

priority areas for immediate improvement (those for which most patients have unmet needs) but 

there is also an apparent necessity to individualise provision (there was no topic for which all 

respondents desired additional information – uniform increases in information provision might 

overwhelm patients for whom current provision is sufficient). 

Variability in prevalence of needs between domains is indicative of the relative sufficiency of care 

provision in those domains. For example, Uchida et al. [37] found high levels of unmet need in the 

psychological domain (peak prevalence of 79%) as compared with the sexuality domain (15%). A 

focus on frequency or prevalence can be misleading: a low-frequency unmet need may be highly 

salient and clinically important for the few individuals who experience that need (and individual 

ranking of needs may differ considerably from the aggregate ranking of needs based on prevalence). 

Nonetheless, domains with higher prevalence needs would seem to be areas wherein service 

provision is commonly experienced as insufficient – highlighting general targets for improving 

services to this population. Based on pooled estimates of peak prevalence (95% Cis) from 

quantitative studies applying multidimensional needs assessments, unmet needs were most 

prevalent in informational (30-55%), psychological (18-42%), physical (17-48%), and functional (17-

37%) domains. In terms of particular items of need, psychological needs were commonly for help 

managing worries (about disease progression and impact on close others) with fear and anxiety 

emerging as prominent emotional needs. Common items of need emerging across other domains 

included needs relating to information about self-care (informational), fatigue (physical), and 

difficulty maintaining previous activities (functional loss).  

Variability in prevalence between studies (reflected in the wide confidence intervals for pooled 

prevalence estimates) is likely attributable to the heterogeneity of these studies. In particular, 

heterogeneity in time and place complicates comparison across studies: culture and service 

differences may account for a large proportion of variance in reporting of unmet care needs (in 

terms of both the needs that are prioritised and the likelihood that needs are being addressed; [43]). 

The comparability of needs in the earlier versus later studies reviewed is questionable given that, in 

the context of recent treatment advances, the trajectory of advanced cancer is changing. As 

discussed in the introduction, advanced cancer is increasingly experienced as an ongoing complex 

condition requiring long-term monitoring, intervention, and supportive care [9] and we would 

expect this to be reflected in shifting care needs. Inconsistency in approaches to assessing unmet 

needs was another important source of heterogeneity, as discussed in the next section. 

Assessment of unmet needs 

The reviewed studies used a range of approaches to defining and assessing needs – most studies 

used idiosyncratic, bespoke, or adapted approaches that made external comparisons difficult. The 
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SCNS was the most commonly applied assessment – used in six studies [8, 20-22, 26, 37] – but even 

studies applying the SCNS used different variants of the tool (e.g., 34-item [22] versus 61-item [26] 

versions); classified needs in different ways (e.g., odi g of so e ite s as spi itual  [26] versus 

ps hologi al  [21]); and applied different thresholds for ide tif i g a eed as u et  (e.g., 

hethe  lo  le els of eed e e o side ed to e u et needs [37] or not [8]). As discussed 

above, measurement approaches and assumptions construct and constrain the needs that can be 

identified: this is most obviously the case in studies that purposively focussed on a single domain of 

need ut e e  o p ehe si e  assess e ts like the SCNS arguably neglect some aspects of 

wellbeing (e.g., spiritual, cultural, and occupational needs).  

So e of the e ie ed studies illust ated lea  disso iatio s et ee  epo ted p o le s  e sus 
eeds  [3]. In areas where patients appear to be struggling or suffering but do not ide tif  eeds  

for supportive care, divergent interpretations could be made. Assuming patients are able and willing 

to direct their care as health o su e s  p o le -need dissociations may be taken to reflect a 

patie t s ishes to p io itise othe  a eas o  p efe e e to d a  o  alte ati e sou es of suppo t i  
that domain – and we found evidence that patients can explicitly identify problems that they do not 

wish to receive professional help with [31]. However, dissociations could also reflect a lack of 

awareness regarding available supports (e.g., misperception that some domains may be outside the 

remit of care providers) or minimisation of difficulties and self-subjugation (e.g., [34]). 

Quality appraisal 

Most studies met the majority of applied quality criteria. For quantitative descriptive studies, 

response rates were somewhat limited by characteristics of the target population: 

poor/unpredictable health limited response rate in some studies (and led to substantial attrition in 

studies employing longitudinal designs). Related to this representativeness – and so, generalisability 

– was restricted by non-participation of individuals with poorer health/functioning (this may have 

led to systematic under-estimation of needs). Studies also tended to exclude individuals on the basis 

of language ability. To improve generalisability, some studies used random sampling (e.g., [37]), or 

compared responders with non-responders (e.g., [3]) or reference populations (e.g., [8]) to gauge 

potential selection biases. Two of the four qualitative studies did not explicate reflexivity; it was thus 

ot lea  ho  e t a ted data e e i flue ed  the esea he s  o  pe spe ti es a d positio i g 
in these studies. For our purposes, the methodological issue that most limited our ability to address 

our review question was inconsistency between studies (in how they assessed and coded for unmet 

needs) which was beyond the scope of individual study appraisal; this was compounded by variation 

and selectivity in reporting (e.g., some studies reported findings comprehensively (e.g., [37]) 

he eas othe s fo ussed o  top  ite s of eed (e.g., [8]), limiting the comparability of 

information across studies). 

Conclusions 

By definition, unmet needs are somewhat context-bound – the extent to which needs are met will 

depend on the particular service provisions in a given setting. This is reflected in the inconsistencies 

across reviewed studies and suggests that investigation of unmet needs is best conducted and 

i te p eted at lo al  le els, he e di e t i pli atio s fo  se i e deli e  ill e lea est. 
Nonetheless, our synthesis of available evidence has general implications for developing and testing 

interventions that can address recurrent needs for people living with advanced cancer: (1) 

information deficits, (2) preoccupation with worries/uncertainties, (3) fatigue and pain management, 

and (4) loss of functioning. If shown to be generalizable/transferrable, interventions for these 

concerns could be implemented at local levels according to contextual needs. A feature of the most 
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prominent needs is that they are difficult to eliminate or p o le -sol e  and may require more 

accommodative coping (secondary control versus primary control; e.g., [44]) – in this respect, they 

resemble prominent needs in chronic illness conditions (consistent with a broader shift in 

experiences of advanced cancer). There is a need now for interventional studies demonstrating that 

assessed u et needs  can be addressed: evidence to date for the efficacy of interventions 

targeting unmet needs is weak [45] and questions remain with respect to whether this reflects 

limitations of needs assessment tools, broader methodological flaws, ineffectiveness of available 

interventions, or the i he e t diffi ult  of eeti g  so e expressed needs. The value of descriptive 

needs assessments ultimately rests on their ability to successfully inform intervention. 
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